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Preface

Texas Children’s Hospital is delighted to make this book available to healthcare providers
who care for children everywhere. We recognize the commitment and dedication of these
professionals to the care of children, and we believe that this guide will help them in their
task. Skillful communication is the key to understanding our patients and their families—
their symptoms, their fears and concerns and their hopes. And it is the way we convey our
understanding, our compassion and our empathy to our patients and their families.

| appreciate the time and effort that the physicians, nurses, child life specialists and other
healthcare providers at Texas Children’s Hospital have put into creating this book, and |
commend them for taking time from their very busy schedules to share their experiences
and wisdom with us. | know that what they have provided here will be of immense value to
other healthcare providers here and elsewhere.

| am also proud that the impetus for this guide was when Texas Children’s named
Experience as one of four organizational priorities in 2013. Our system-wide focus on
Experience is all about creating a better place to work and to experience healthcare, and
we’ve launched many patient and family experience initiatives in support of that focus. Our
goal is to delight patients, families and co-workers with exceptional, caring service at every
opportunity. Skillful patient communication is at the heart of this organizational priority and
at the heart of safe, effective and compassionate patient care.

Mark A. Wallace
President and CEO
Texas Children’s Hospital

®
"
Texas Children’s
Hospital



Introduction

The primary reason for creating this book was to assist healthcare professionals in
communicating with pediatric patients and their families, especially in difficult situations,
thereby decreasing miscommunication, lessening patient anxiety and discomfort,
helping patients and families deal with bad news and uncertainty, and improving
patients’ adherence to management plans. The guide will help healthcare professionals
convey compassion and empathy and improve patient satisfaction with the care they
receive.

Communication skills are increasingly being taught in medical and nursing schools,
and the array of resources for teaching and for learning communication is also
increasing. Communicating effectively and compassionately with children and their
families raises many issues and requires a unique knowledge base as well as special
skills. Relatively few of the current curricula and very few of the available resources,
however, focus specifically on communicating with the pediatric patient and his or her
caregivers.

This book is intended primarily as a resource and a reference. While the editors
would be delighted if the user were to read the book from cover to cover, it is designed
so that individual chapters can be read free-standing and can be used as references
when looking for specific information and guidance. As the chapters are meant to be
self-sufficient, and as many principles of communication apply to communicating with
patients and parents in more than one setting, some redundancy among chapters is
inevitable. The editors and authors have tried to minimize this redundancy by
addressing general principles and basic tenets in the first section and by the use of
cross-chapter references.

Terminology

Although in some cases the adult accompanying a pediatric patient will be someone
other than a parent (e.g., a grandparent, another relative or a foster parent or guardian),
for convenience, we use the terms parent or parents when referring to the
accompanying adult(s). The words parents and family are used interchangeably.

Authors will often refer to the physician or the nurse, although the point in question
may well apply to other healthcare providers. The terms healthcare providers, providers
and clinicians are used interchangeably.

This guide is not legal advice and should not be treated as such. The reader’s
state’s laws may differ from those of Texas. It is advisable that you consult with
your Risk Management Department or your legal counsel to ensure compliance
with the laws of your state.

Consent and confidentiality issues involving pediatric patients are complex,
and legal guidance varies based upon state law. The material in this book is
intended to provoke thought and illustrate some methods of handling these
issues. To determine legality, each situation must be analyzed in accordance
with applicable law.
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Chapter 1

General Principles of Communicating with Pediatric Patients
and Family Members

Martin | Lorin, MD

Background and Introduction

Effective communication is not only critical in caring for patients, it is also the healthcare
provider’s primary tool for conveying respect, empathy and compassion to patients and their
families. Studies have shown that skillful communication that is patient-centered, conveys
empathy and effectively uses language and non-verbal signals leads to increased patient
satisfaction (Griffith et al., 2003 ; Little et al., 2001; Williams et al.,1998). There also is evidence
that better communication results in improved patient adherence to treatment and better clinical
outcomes (Little et al., 1997; Mainman et al., 1988; Stewart et al., 2000). Finally, there are studies
demonstrating decreased cost and fewer malpractice claims associated with more effective and
compassionate communication (Adamson et al., 2000; Ahrens et al., 2003). An American
Academy of Pediatrics report refers to communication as the most common procedure in
medicine (Levetown, 2008).

Although the pediatric patient is not an adult, more often than not, we are dealing with an adult
(the parent or guardian) as well as with the child. The classic pediatric encounter, therefore, is
triadic—patient, parent and healthcare provider. Even when the patient is an infant or very young
child, he or she must be acknowledged as part of the encounter. We try to assess the infant’s
symptoms through what the parents tell us, and we try to assess the infant’s or very young child’'s
emotional state by our observations. Does the child appear comfortable and content, or does he
or she appear irritable? Is the child behaving as if in pain? Communicating with the pediatric
patient and his or her family presents unigue challenges and requires special skills. This chapter
will address some of the general principles of communicating with pediatric patients and their
family members, will explore the unique challenges of working with children and will offer
suggestions for meeting these challenges.

Table 1 highlights some of the more important differences between pediatric and adult medical
care that impact communication. Of course, there are also many similarities, such as the current
recognition of the importance of patient-centered care, self-advocacy and self-determination (in a
developmentally appropriate manner) and shared decision making.

Table 1. Some Major Differences between Pediatric and Adult medicine.
Pediatrics Adult medicine

Ideally, family centered, involving patient and
parent(s).

Ideally, patient centered.

Aging process and chronic disease

Growth and development are major issues for o
management are major issues for many

most patients.

patients.
Promoting health is an important area of Promoting and sustaining health and
focus. screening for diseases are areas of focus.
Focus on school and academics. Focus on work
In most cases the patient cannot legally In most cases the patient can legally consent
consent to treatment. to treatment.

Table continued on next page. 13



Many patients are preverbal and cannot
participate in discussion, planning or decision
making.

Relatively few patients are cognitively
impaired and cannot participate in discussion,
planning or decision making.

Many patients are too young to participate in
their care.

Relatively few patients are unable to
participate in their care.

Infants, toddlers and young children have
little or no responsibility for their care.
For older children and adolescents,
responsibility is shared with parents.

Most patients are responsible for their own
care, sometimes shared with family
members.

A minority of patients are not capable of

being responsible for their care.

Most healthcare providers are competent and well-meaning, and patient complaints, as well
as medical errors, are more often due to poor communication than to incompetence, frequently
just not listening to the patient or the family (King, 2014; Woolf et al., 2004). In today’s healthcare
system, physicians, nurses and other healthcare professionals may feel rushed and too busy to
listen. Itis easy to forget that communication is a two way activity. An editorial entitled, Talking
to Patients in the 21 Century, Zuger (2013) suggests that the modern physician will have to “talk,
think, listen and type at the same time.”

Involving the Child in the Conversation

Over the past few decades, pediatricians increasingly have come to include the child in the
conversation. Dutch researchers reviewed archived pediatric consultations from the 1970s to the
1990s (Tates and Meeuwesen, 2000) and noted that over these years the physicians’ approach
had become more child-centered, with more involvement of the pediatric patient in the
conversation, but they also noted that parents had not made similar adjustments.

We need to invite children to participate in discussions, not only by describing their physical
symptoms but also by discussing their feelings and by contributing to decision making. For
example, the physician might say to a child, “Lucy, I'm interested in how you feel about what's
going on. Tell me what you think about your upcoming surgery.”

Involving the child needs to be conscious and deliberate until it becomes second nature. If
the pediatric patient is young or quiet, it is important not to talk over the child as if he or she were
not there. (See Chapter 5, Patient-centered Communication and Decision Sharing, section,
Essential Elements of Communication from the Child’s and Adolescent’s Perspective.)

Starting the Conversation: Introductions and Opening

For an initial visit, make sure you know the patient’s full name before entering the room. Once
in the room, check what name the child likes to be called and how adults want to be addressed.
Always address the patient and family members by name. Do not address the mother as “Mom”
or “Mother” or the father as “Dad” (Amer and Fischer, 2009). More than once, | have witnessed
a parent act surprised or offended when addressed in this manner. | vividly remember a mother
looking sternly at the resident and saying, “I'm not your mother!” It is, of course, entirely
appropriate to refer to the parent by family role. For example, you might say to a child, “Your
mother tells me that you’re having some headaches again. Tell me about them.”

Introduce yourself. If the patient is a verbally competent child or adolescent, it is appropriate
to address him or her first. “Hello. So you are Joey (wait for confirmation). Pleased to meet you.
I’m Dr. Smith, and (looking at the accompanying adult) who has come with you today?”

If the patient is an infant or toddler, you will address the accompanying adult. “Good morning.
I’m Doctor Smith, and you are?” The response not only clues you in as to how the adult wants to
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be addressed but also usually confirms his or her relation to the patient. “I'm Mrs. Smith, Charley’s
mother.” If the accompanying adult doesn’t explain his or her relation to the patient, ask.

If you can, arrange the seating (or choose where to stand if there is no place to sit) so as to
face both the patient and the parent. Video studies of triadic consultations have shown that a six-
to twelve-year-old child is most likely to be actively involved in the discussion when the patient,
parent and physician are seated in a triangular arrangement with all three being an equal distance
apart (Cahill and Papageorgiou, 2007a). If possible, sit; this will make you less intimidating and
will encourage dialog. It also will leave the family with the impression that you spent more time
with them than if you had been standing (Johnson et al., 2008).

If you must read the patient’s chart or electronic medical record, check laboratory data or read
a referral note before taking the history, explain that to the patient. “Just give me a moment to
check some data in the computer then we can talk.” You can even invite the patient and parent
to look at the computer screen with you.

A bit of social chatter or one or two non-medical questions can help put the child and
accompanying adult(s) at ease. Then, asking a child why he or she has come to the office or why
he or she has been admitted to the hospital can be a helpful starting point, often revealing
misconceptions or fears. Understanding and managing expectations are important so it is
appropriate to ask both the patient and the parent(s) about their expectations for the visit or for
the hospitalization.

After introductions and rapport-building, the clinician needs to solicit the patient’s and parent’s
concerns and reasons for the encounter. It is important to let them voice their concerns without
interruption, which usually takes less than a minute (Marvel et al., 1999). If the clinician feels that
all concerns cannot be addressed at this encounter, he or she should collaborate with the patient
(if age appropriate) and parent to set the agenda, determining which issues will be addressed at
this time and which later.

The Conversation

Based on a review of the literature in 2007, Cahill and Papageorgiou (2007b) concluded that
children in the 6- to 12-year-old age range had little meaningful involvement during visits with their
healthcare providers. They might take part during the information gathering phase but were
unlikely to participate in the subsequent discussion or in treatment planning. Clinicians working
with children need to make a conscious effort to keep children actively involved in discussions
about all phases of their care, not just the data gathering phase. Even though young children are
not capable of making most medical decisions, they can participate in these decisions and, if
given the opportunity, can voice their concerns, their opinions and their preferences. In a separate
publication, the same authors (Cahill and Papageorgiou, 2007a) noted that an accompanying
adult was less likely to answer on behalf of a child when that adult was in a position to see that
the doctor's gaze was directed at the child and the doctor addressed the child by name.

It is hard to judge a child’s verbal ability until you try to engage him or her in conversation. A
child’s size and chronological age do not always correlate with developmental age or verbal skills.
(See Chapter 2, Age Appropriate Communication and Developmental Issues.) Engaging the child
in the conversation in a meaningful way can be a challenge. Children often have more difficulty
with open ended questions than do adults, and they often need more time to answer a question
than do adults. Give the child time and show that you are comfortable waiting for a response by
your verbal language (“It's okay Eddie, take your time to get your thoughts together.”), by body
language (keep your gaze on the child and have a pleasant, patient, expectant look) and by action
(don’t look at your watch).
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Children are likely to be influenced by what their parents have said, and they are likely to give
answers they think their parents or the doctor wants. Sometimes you have to encourage the child
to voice his or her own thoughts. “That sounds pretty much like what your mother and | said. Are
you sure that you agree? What would you like to do differently?”

The child’s desire for autonomy (versus having the physician or parent make all the decisions)
varies from child to child, depending on the child’s age, developmental level and individual
personality. The physician should ascertain the wishes of the child and the parent(s) in this
regard.

Closing the Conversation
There are three important components for effective closure of a patient encounter:

Summarizing
Summarizing at the end of a clinical encounter is different than summarizing as a tool while

taking a history. Summarizing while taking a history (see below, Summarizing during the Interview
and The ILS Model) is meant to ensure that you have correctly understood what the patient has
told you. Summarizing at the end of the clinical encounter is primarily a technique to be sure that
the family understands how you see the situation.

Explaining the Plan

Explaining what is going to happen next helps the patient cope with the iliness. Most people
have difficulty dealing with uncertainty, and imagined thoughts about what is going to happen are
often more frightening than what is really going to happen. The more complex the plan, the more
challenging it is to be sure that the patient or parent really understands it. A yes answer to, “Do
you understand?” is not a reliable indicator of comprehension. Many patients are embarrassed
to admit that they don’t understand or think they understand when they do not. The question, “Is
there something that | haven't made clear or something that you would like me to clarify?” is
stronger encouragement for the child or parent to ask for clarification. For the verbal child, asking,
“Now Emily, why don’t you tell us what’s going to happen today?” can be very enlightening to both
the provider and the parent. For the adolescent or adult, the following is a non-condescending
invitation: “So, let’s review what we’ve decided to do. Emily (or Mrs. Jones), why don’t you review
the plan for us?”

Soliciting Questions

The typical, “Any questions?” delivered while standing up and moving towards the door is not
the most effective incentive. Asking, “What questions do you have?” while remaining seated is
more likely to elicit a meaningful response. If you sense that the patient or parent is confused,
you can ask, “You look to me to be a bit uncertain. What can | clarify or go over again?” This is
less intimidating than, “What don’t you understand?”

The Words We Choose

While there are many facets to how we communicate with patients, the words we use to
convey our thoughts are critical to how the message is received. A study in a family medicine
clinic dramatically showed the difference that one word can make in eliciting information from
patients (Heritage et al., 2007). There were three study groups. In the no-intervention (control)
group, patients were seen in the usual manner. For the two experimental groups, the physicians
were instructed that after their usual history taking they should ask either “Is there anything else
you want to address in the visit today?” or “Is there something else you want to address in the
visit today?” The investigators, blinded to which group the patient was in, met with the patients
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and determined how many concerns they had that had not been addressed during the visit. There
was no statistically significant difference between the control and the “anything” group. There
was a highly significant difference (P=.001) between the control and the “something” group, with
78% fewer unmet needs in the “something” group. The authors point out the negative polarity of
the word “any” compared to the positive polarity of “some.” One would be comfortable saying,
“Yes, there is something else.” One would not say, “Yes, there is anything else.” And one would
be more likely to say, “No, there isn’t anything else.” than, “No, there isn’t something else.”

Paul Schenk (2008), a clinical psychologist, has written about words and phrases that he
believes trigger a negative response in patients. For example, consider the word, just. Have you
ever told a patient to just relax? If the patient could relax, he or she probably would not need you
to tell him or her to do so. When a clinician tells the frantic mother of an infant with a stuffed nose
and distressing cough that it is just a cold, the phrase just a cold trivializes the illness and ignores
the mother’s apprehension and distress. It would be more effective and more empathetic (see
Empathy below) to acknowledge both the patient’s and the parent’s discomfort by saying, for
example, “It is a bad cold, a viral infection. | know that it's hard to see him uncomfortable and
coughing like that, but he will get better, and an antibiotic is not going to help.”

Platt and Gordon (2004) also acknowledge the importance of specific words and call attention
to the problems with a clinician’s response of, “Okay.” They point out that this word is very
imprecise. The patient tells the doctor about a transient episode of dizziness and the doctor says,
“Okay,” meaning. “Okay, | hear you.” But the patient interprets the “Okay” as meaning that the
dizziness is not a problem or not important.”

Bottom line—words do matter. Choose them carefully.

Communication Is a Dialog (or Trialog)

Communication needs to be two-way (or three-way: patient, parent, clinician). It is not a
monologue and not a question and answer exercise. Beware of protocol driven communication.
A rigid series of predetermined questions suggests that you are not seeing the patient as an
individual. Facing and looking directly at the patient and maintaining active eye contact are
powerful tools of engagement. As mentioned above, for the classic pediatric triad, a triangular
seating arrangement with equal distance between all parties is ideal. If four persons are involved,
a square is the best arrangement (Redsell and Hastings, 2010). The ideal distance is one that is
non-intrusive but would permit the clinician to lean forward and touch the patient or parent.

While much of the conversation, especially the early part, should be patient-centered, there
are times when the clinician needs to use other approaches. Much of the data gathering phase of
the encounter will be problem- or disease-driven, and the concluding part of the interview will be
a combination of patient- problem- and clinician-driven.

The Art of Listening

Time is a very precious commodity for all healthcare providers, and it can be tempting to try
to save time by making patients cut to the chase. However, this often results in miscommunication
and patient dissatisfaction that actually can result in requiring more time to sort things out.

Begin by inviting the patient or parent to tell you the story. “Joey, tell me about yourself and
the problem that brings you here today?” or, “Mrs. Young, tell me about Joey’s problem and what
your concerns are.”

Show that you are listening by simply saying it: “I'm listening.” “l understand.” “Got it. Please
go on.” Or use nonverbal signs such as nodding, leaning forward or offering a gentle “hmm” or
“‘uh-huh.” Do not look at your watch. Do not do anything to suggest that you are in a hurry to
leave.

17



Use open-ended questions followed by directed and more specific questions as needed.
Some patients need more direction than others, but too much direction or direction too early in
the conversation can prevent the patient or parent from telling his or her story and can be
misleading.

Platt and Gordon (2004) point out that validation is a critical part of listening. It means
explaining to the patient how you interpret what he or she told you and modifying that
interpretation if the patient sees it differently. “Let me make sure that | have it right. You were
angry because you felt the medicine was actually making the pain worse, but no one would listen.”

What if the patient continues to talk without addressing the issues? Nguyen et al. (2013)
suggest asking, “Would it be okay if | interrupt you to ask some specific questions?”

Techniques to Facilitate Communication

There are a number of techniques the clinician can use to facilitate dialog. Successful use of
these techniques depends on the clinician being aware of his or her own biases. Biases refer to
how prior experiences or knowledge influences our thinking. We all have biases, and we need to
be aware of them. We have to recognize what makes us uncomfortable and what triggers various
emotions such as anger or condescension so that these reactions do not impact the care we
deliver to our patients.

Empathy
Empathy is best defined as the capacity to recognize emotions that are being experienced by

a patient or parent and showing that individual that you recognize and appreciate the emotion.
Platt and Gordon (2004) contend that an empathetic response is the most effective response to
a patient’s strong emotion such as anger, sadness or fear. According to Myerscough and Ford
(1996), an empathetic response indicates that the physician is trying to understand how the
patient feels. It does not mean that the clinician actually knows how the patient feels, and it
certainly does not mean that the clinician feels what the patient feels.

If, for example, you tell a parent that you feel his or her grief, it would not be unusual for that
individual to respond, “No, you don’t. You can’t.” In a highly emotional situation, even saying that
you understand how a parent feels may elicit a negative response such as, “No, you can’t
understand.” A safer way to communicate would be, “I can only imagine what you are going
through. It has to be the worst possible pain for you to see your child suffer.”

Suchman et al. (1997) define empathetic communication as the clinician accurately
understanding the patient’s feelings and effectively communicating those feelings back to the
patient, so that he or she feels understood. Analyzing physician-patient encounters, they found
that all too often the physician failed to respond to the patient’s or parent’s feelings and turned
the conversation in a more factual and less emotional direction.

Parent: “When he has blood in his stool and looks at me like that, my heart just goes out to him.”
Physician: “Is the blood bright red or dark? How often does that happen?”
Parent: “Yeah, it’s red, and it’s getting more frequent.”

In the response above, the physician either did not appreciate what the parent was feeling
and expressing or chose to avoid the issue, perhaps because he or she felt uncomfortable dealing
with it. The following is an example of an empathetic response.

Parent: “When he has blood in his stool and looks at me like that, my heart just goes out to him.”
Physician: “I can appreciate that. I’m sure that Tom is disappointed and discouraged that the
inflammation hasn’t responded to the medication, and I can imagine how sad it must make you
feel to watch.” (Acknowledgment)
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Parent: “Yeah, we’re both sad and discouraged.”
Physician: “And you have every right to be discouraged, but I am convinced that we will be able
to control the inflammation.” (Validation)

Reflection

This technique involves repeating a significant word or phrase that the patient has just said.
It is particularly useful when a patient has talked about his or her feelings. It is a safe technique
in that you are not offering an interpretation; you are simply indicating that you heard what the
patient said and perhaps are inviting him or her to elaborate on it.

Patient: “Sometimes I wake up at night wheezing and scared because I can’t breathe.”
Physician: “So, wheezing and feeling scared and not able to breathe.”

Clarification
Clarifying is a higher skill level than reflecting. It means rewording or defining what the
patient has said. Clarifying can help patients or parents recognize and understand their feelings

Parent: “When he has a tantrum like that and screams for no reason, it gets to me, really gets to
me. [ feel like screaming myself. I get so angry, so angry. I just want to make him stop. I'm
almost as out of control as he is.”

Physician: “So it sounds to me like you’re saying that he makes you so angry that you feel as if
you could hurt him.” (It is important to acknowledge that you are offering an interpretation, with
which the patient or parent may or may not agree.)

Mirroring

This shows the patient or parent her feelings as you perceive them. For example, “You look
very sad when you talk about Edward. You look as if you want to cry.” This can encourage the
individual to come to grips with feelings that he or she was not quite ready to express.

Mirroring and clarification are closely related and can overlap.

Summarizing during the Interview

Summarizing during an interview is a powerful technique to verify that you understand the
patient correctly (Boyle et al., 2005). It also provides the patient with an opportunity to add to the
narrative. Explain why you are summarizing. “Could we summarize to be sure that | understand
what you told me?”

Silence

Silence can be a tool for communication, and healthcare providers should not be disturbed by
silence. There are many reasons for a patient’s silence. It may indicate anger or lack of trust. It
may be because the individual is struggling to put his or her feelings into words, or that there is
something he or she is hesitant to bring up. Appropriate use of silence gives patients time to
gather their thoughts or to summon the courage to talk about something that is perceived as
frightening or embarrassing. It is helpful to convey that you are not rushing the patient. “This can
be difficult. Take your time.”

If a patient persists in silence, it is reasonable to move on. ‘| see that it’s hard for you to talk
about this. Would you like to come back to this later?”

Appropriate language

Speak in plain language and at the patient’s level of understanding. (See Chapter 27, Using
Communication to Improve Patient Adherence, section, Improving Adherence.) Avoid acronyms
and medical jargon (aka med-speak). “The marrow was completely packed with blasts.” is not
helpful to the parents of a child with newly diagnosed leukemia. “The bone marrow test confirmed
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leukemia.” is more easily understood. Not every lay person will understand, “The prognosis is
guarded.” but he or she should easily understand, “His condition is very serious.” or “The outlook
is not good.”

When using medical terms, explain them, unless you know specifically that the patient or
parent understands those terms. Rather than simply saying, “His hemoglobin has been
decreasing.” explain, “His hemoglobin has been decreasing. Hemoglobin is the red material in
the blood that carries the oxygen. When there is too little, that's anemia.” Rather than saying,
“The CT scan showed a space-occupying lesion.” explain, “The CT scan showed a mass, which
might be a tumor.”

Nonverbal Aspects of Communication

Nonverbal signaling, also known as body language, can be as important as what is said
verbally. Larsen and Smith (1981) analyzed video recordings of patient visits to a family medicine
clinic and concluded that the nonverbal behavior of a physician in a physician-patient interview is
important in determining patient satisfaction. In a study of almost 500 patient encounters,
DiMatteo et al. (1980) found that physicians who were more sensitive to body movement and
posture cues to patient emotion were rated higher by the patients with regard to “the art of medical
care delivered.” The same was true for physicians who were more successful at expressing their
emotions through nonverbal communications compared to those who were less effective non-
verbal communicators.

Nonverbal communication can be divided into four categories: kinesis, proxemics,
paralinguistics, and autonomics (Myerscough and Ford, 1996; Platt and Gordon, 2004).

Kinesis

Kinesis refers to communication through body movements such as facial expressions,
gestures and posture. When people talk about body language, they usually are referring to
kinesis, which is the most studied part of nonverbal communication (Aviezer et al., 2012; DiMatteo
et al., 1980; Hillis, 2011; Larsen and Smith, 1981).

The clinician needs to look for and interpret kinetic signs in the patient. Some of these signs
are obvious (clenched hands, furrowed brow, folded arms, foot tapping, looking away) others are
more subtle (e.g., frequent swallowing as a sign of nervousness).

Clinicians also can use their own kinetic actions as tools for effective communication. Let
your body language portray that you are unhurried and attentive. If possible, sit down, face the
patient and parent and look at them. Lean slightly forward. Maintain frequent but not intrusive
eye contact, an open, relaxed body posture and an appropriate, calm, facial expression. A gentle
smile will usually help put the patient at ease but may be perceived as inappropriate when
delivering bad news. Keep your chest area unobstructed and arms unfolded to avoid a barrier
between you and the patient. Avoid looking over the rim of your glasses, which may be perceived
as authoritative or dubious of what you are being told. Avoid leaning back, which may be
perceived as withdrawing or being aloof.

Touching the patient or parent is considered a kinetic behavior. If culturally appropriate, shake
hands. In a serious conversation, if touching is appropriate, the hand and the forearm are usually
perceived as the least threatening areas (Osmun et al., 2000). Many patients appreciate a gentle
touch, but others dislike any touch and will flinch or withdraw. The basic rule is, don’t touch if you
have any reason to anticipate that the individual would respond negatively.

Proxemics
Proxemics refer to issues of distance and the presence of physical barriers. For example, the
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presence of a desk between you and the patient heightens the feeling of separation and
diminishes the feeling of working together as a team. In pediatrics, we need to be concerned
about vertical as well as horizontal distance. Towering over a small child can be intimidating.
Getting down to the child’'s level, for example, by kneeling at the bedside, is a useful pediatric
skill.

Paralinguistics

Paralinguistics are characteristics of the voice, such as tone, volume and emphasis.
Examples include the whisper of confidentiality and the rising volume of anger. It is generally
useful to match the patient’s tone and volume (Ishikawa et al., 2006), but do not answer shouting
by shouting. This category also includes utterances that are not really words, for example, hmm
or uh huh.

Autonomics

Autonomics are body reactions generally beyond voluntary control. Examples include the
flushing of embarrassment and the pallor of shock or fear. Tears are probably the most common
autonomic reaction.

Mnemonics (acronyms) and Models for Communication
Acronyms and other mnemonics are useful tools for remembering steps in dealing with
specific situations. They are meant as guides only.

Stop-Look-Listen

This simple model for communication has been in use for a long time. It seems to have arisen
in the psychiatric literature but is applicable to any patient encounter. It is especially helpful in
challenging conversations.

Stop: stop thinking about anything else and concentrate on the person(s) with whom you are
communicating. Be aware of your own mood. Are you feeling harried, defensive or angry?
Look: be aware of the immediate surroundings and everyone in the room. Does the setting
provide privacy? What distractions are present? Try to judge the patient’'s emotional state from
his or her facial expressions and body language as well as from his or her words.

Listen: listen to the patient’s words and try to understand the feelings behind them. Do not think
about what you are going to say while the patient is speaking. Confirm your understanding by
checking back with the patient before formulating an answer.

The ILS model
Another simple model for general use is suggested by Platt and Gordon (2004) and by Boyle
et al. (2005).

Invite: ask the patient to tell his or her story. Use open-ended inquiries, such as, “Tell me about
yourself and what brings you here today.”

Listen: give the patient a chance to talk with minimal interruption. Show that you are listening by
both verbal and non-verbal responses. Direct the patient with open imperatives, “Tell me more
about that.” or open questions, “How did you feel about that?” Do not go into specific questions
too early.

Summarize: explain how you see the situation. Review the most important clinical findings and
how you interpret them. Give the patient the opportunity to ask questions, add information or offer
corrections. In the ILS model, summarizing is done repeatedly during the conversation, not just
at the end.
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The RESPECT model
This acronym is especially useful as a mental checklist in difficult situations (Cullins, 2015).

Rapport: this can begin with some social chatter to break the ice, but true rapport requires more.
Show the patient that you are interested in his or her story and point of view.

Empathy: this involves understanding the patient’s feelings and emotions, acknowledging them
and validating the patient’s feelings. (See Empathy above)

Support: ask about barriers to care and get assistance for the patient and family. Provide
assurance that you will be there for them.

Partnership: be flexible with regard to control issues and be willing to share decision making.
Stress working together.

Explanations: avoid acronyms and med-speak. Use verbal clarification techniques. Check for
understanding.

Cultural competence: respect the family’s culture, and at the same time, be aware of your own
cultural biases and preconceptions. Inquire rather than assume how a patient’s culture may be
influencing his or her feelings or behavior. (See Chapter 28, Communicating across Cultural
Differences.)

Trust: appreciate that self-disclosure may be difficult for some patients. Be accepting of their
negative thoughts and feelings. Be honest and compassionate.

The CARE Mnemonic

The CARE acronym is most helpful as a reminder for how to relate to patients in a caring way
(Myerscough and Ford, 1996). It is not intended as an overall checklist for a clinician-patient
interaction.

Comfort: to effectively comfort patients and families, the provider must be willing to discuss
emotional issues and other difficult topics. The provider must show the patient and parents that
he or she is not frightened or put off by sensitive matters such as sexuality, abuse and death.
Acceptance: this means that the provider recognizes, understands and accepts the patient’s or
parent’s feelings about the illness and therapy, even if these feelings are inappropriate or counter-
productive. This does not mean that the provider agrees with these feelings, but it does mean
that the provider will not respond with anger or by rejecting the patient.

Responsiveness: this includes responding to indirect and incomplete messages as well as to the
direct expression of emotion.

Empathy: responding with empathy is generally the most effective way of dealing with a patient’s
or parent’'s emotions. (See Empathy above.) The basis of empathy is understanding the patient’s
or parent’s point of view and acknowledging that point of view.

A Repertoire of Rapid Responses

A repertoire of rapid responses refers to the clinician’s practiced responses to challenging
situations. The rapid response is not a scripted answer so much as a scripted pause, a safe and
supportive response while you gather your thoughts for further conversation. It sends the
message that you are listening while letting you assess the situation and the patient’s emotional
state and plan your response. Having a repertoire of these rapid responses keeps you from
saying the wrong thing before you have had a chance to think about what is happening. In other
words, it helps you not to react in a way that will fuel the fire.

You undoubtedly have unconsciously developed some rapid responses. This discussion will
help you review and fine-tune them, as well as develop additional responses.

The general principles for a rapid response are:
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¢ Diagnose: recognize the circumstances and the emotions
¢ Validate: show that you recognize the circumstances and the emotions
o Explain: clarify the current situation and explain or inform what will or should happen next

The examples below are meant to illustrate how these general principles can be applied to
specific situations and to suggest some appropriate responses. Each clinician will need to find
the words that fit his or her style. Mentally rehearsing these responses will not only smooth the
rough edges but also will help ensure that they are quickly recalled when needed.

A Grief-stricken Parent
After being told that her child’s cancer was not responding to chemotherapy and had spread,
a mother cries and appears shocked and devastated.

Effective response: “I appreciate how upsetting this is for you. Are you able to talk about the
situation and what you’re feeling, or do you need some time to gather your thoughts?”

Suboptimal response: “You’re upset, understandably. Do you need a minute to relax?”” (How
can she relax?)
An Angry Parent

A father is upset by the long wait in the emergency center. When you enter the room, he
angrily says, “Finally. We've been waiting forever.”

Effective response: “I’m sorry you had to wait so long, and I can appreciate your being upset
about it. I’m here now and you have my undivided attention. How can I help you?”

Suboptimal response: “Okay, just tell me why you’re here. What’s the problem? (Ignores
patient’s anger.)

An Angry, Shouting Parent
A parent is upset, angry and shouting because an MRI could not be scheduled for a week.

Effective response: “I realize how upsetting this is, but it’s hard for us to communicate when you
are shouting. Can you try to lower your voice a bit?” (Notice the try. You are acknowledging
that it may be difficult for him to calm down.)

Suboptimal response: “Okay, you’re angry, but that doesn’t give you the right to shout at me.”
(Accusatory and defensive)

An Angry Parent Using Profanity
A six-year-old child has been NPO awaiting a surgical procedure scheduled for 1pm. When

told that the procedure has been delayed for two hours, the parent becomes angry and begins
using profanity.

Effective response: “I can see that you’re very upset and angry, and I understand that, but I have
to ask you not to use that kind of language here. It’s not helpful, and it makes it hard for us to
communicate.”

Suboptimal response: “I know that you’re upset but that kind of language is unacceptable.” (The
word “unacceptable” is usually seen as judgmental and often triggers a defensive response. ltis
best to avoid the word and instead explain why something is unacceptable. Remember, profanity
may be the norm in the parent’s culture.)

Parents Do Not Want Anyone to Tell the Patient the Diagnosis
The parents of a 15-year-old girl do not want anyone to tell her that she has cancer. “We don’t
want you to tell her. Don’t say anything about cancer.”
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Effective responses:

Immediate response: “Let’s talk about this. Tell me why you feel she shouldn’t know that
she has cancer.”

Follow up responses:

“I understand how difficult this is for the entire family. I wonder how we can be sure what
Molly wants to know or not know.”

“I wonder if you’ve thought about some of the practical issues involved in not telling her, for
example, how to explain the radiation or the chemotherapy? And she will be going to a clinic
with other children who know they have cancer.”

“Almost always these children do know, and by not telling them, we deprive them of the
opportunity to share their feelings and fears.”

Suboptimal response: “We have to tell her. She has a right to know.” (Ultimately, this approach
may be necessary, but as an initial response it is confrontational and doesn’t explore or
acknowledge the parents’ reasons for not telling. (See Chapter 6, Ethical Considerations in
Communicating with or about a Child, section, Ethical Challenges between Physician and Parent,
Case #2.)

A Parent Who Talks for the Child
A parent monopolizes the conversation and answers questions directed at the 12-year-old
child.

Effective response: “Let me ask Joseph to tell me how he feels to fill in the information a bit. Is
that okay? (addressing both mother and patient)

Suboptimal response: “Why don’t you let Joseph tell me?”” or “Why don’t you let Joseph speak
for himself.” (This is really an order disguised as a question.)
A Parent Objects to the Treatment Plan

Effective response: “We all want to do what’s best for Joey, so would it be all right if we looked
at the options.”

Suboptimal response: “I know you want to do what’s best for Joe, but...” (Beware the “but...” It
tends to denigrate the preceding statement.)
Who's Fault Is This?

A child received the wrong medication and the parents are irate. They ask, “Who’s fault is
this?”

Effective response: “I’m really sorry that this happened. We’re looking into it and trying to
determine how it happened. I will get back to you as soon as we have all the information.”

Suboptimal response: “It’s not anyone’s fault. These things happen.” (Denial.)
(See Chapter 24, Disclosing an Adverse Event or Medical Error)

A Few Useful Phrases
Below are a few responses that are useful in a variety of situations. Think of them as tools
and consider them for your repertoire.

“The situation is serious but not hopeless.” (In this case the “but” is appropriate.)
“There is still a lot that can be done to keep him comfortable, and we will be with you all the way.”

“Sometimes when people hear upsetting news, they hardly hear another word. Are you okay with
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going ahead or do you want me to go over what we’ve been talking about?”

“What else do we need to talk about?”” or “Is there something else you would like to discuss?”

“I wish I had better news.”

“I wish we had a cure, but there are things we can do to help keep you as comfortable as possible.”
“I am so sorry for your loss.”

“Let me take a moment to think about what you have told me.”

“May I interrupt you for a moment to clarify...”

Build your own repertoire of effective responses. When you respond in a difficult situation and
it works, remember that response. If it doesn’t, think about it later and formulate a better response.

Conclusion

Communication is reciprocal. It is not a monologue. Listening is a key feature of effective
communication, and whenever possible, the child should be included in the conversation in a
meaningful way. Empathy, understanding the patient’s feelings and showing the patient that you
understand or are trying to understand, is a powerful tool for compassionate and effective
communication.
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Chapter 2
Age Appropriate Communication and Developmental Issues
Diane Treadwell-Deering, MD

Introduction: Communicating with a Child in an Age Appropriate Manner

Intuitively, we all know how to communicate with babies. When we communicate with a baby,
no matter our age or our language, we sing-song in a highly pitched voice, with elongated vowels
and distinct consonants. Our facial expressions are exaggerated, and we draw closer to the
infant’s face. Scientists are able to show that babies prefer this form of communication—they
watch our faces and turn to our voices. This style of communication seems to enhance the
learning of language by babies.

Although much of public education is devoted to studying the written word, very little attention
is focused on the spoken word. In the United States, many school districts require only a single
semester course in oral rhetoric during high school. It seems that oral communication is
something we are expected to become expert at solely through life experience. The course of
acquisition (i.e., the developmental trajectory of communication skills) falls along some general
guidelines in typically developing children. Brain development and intellectual functioning
intertwine with environmental, temperamental, psychological, social and cultural factors to
determine the speech and language and communication proficiency of each individual.

Communication entails not only verbal and non-verbal output but also the ability to
comprehend and interpret input. Those who focus on the care of children and their families are
well served to appreciate developmental milestones of communication, to recognize other factors
that impact communication and to tailor their own communication styles to maximize interactions.

Understanding the goals and purposes of communication enhances one’s success in
communicating with patients and their families. These goals vary with the age of the child, but for
the healthcare provider, the goals would likely include some combination of the following:

¢ Relieve distress, soothe anxiety and provide reassurance

o Establish rapport with the child and family members

¢ Assess the child’s speech and language development

e Model appropriate communication strategies and language stimulation for parents and family
members

¢ Obtain cooperation with the conduct of a physical examination and with treatment

¢ Obtain information needed to make an accurate diagnosis

¢ Obtain consent (adult patient or caregiver) and assent (pediatric patient) for care

¢ Improve patient and family adherence to treatment

o Educate patients and families about healthcare conditions

¢ Develop and model the care provider-patient relationship that the child will recreate as an
adult

e Show respect and regard for the individual

Infancy
Comprehension
Communication between infants and their social environment is active from the moment of
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birth onward and is thought to be innately programmed because it emerges so quickly. Infants
are attuned to the human voice, attracted to the human face and responsive to human interaction.
At 3 days of life, the newborn can differentiate his or her mother’s voice from that of other women.
When listening to a human voice, the infant settles or smiles. By 4 months of age, the infant
responds to different tones of voice. At 6 months of age, the infant will inhibit his or her behavior
if told “no” in a sharp tone; however, the infant will respond to “yes” in the same manner if it is
uttered in that same sharp tone (Paul and Mills, 2002). This shows that the infant does not yet
understand the meaning of the word but does comprehend the tone.

Although adults act as if babies understand speech almost from the first day of life, it is not
until 8 months that true lexical comprehension begins (Paul and Mills, 2002). This comprehension
is very firmly contextually bound. The baby will respond to familiar words that are associated with
routines. The baby will clap when the parent says, “Let’'s play pat-a-cake,” but he will not
understand the specific meaning of the individual words. At 9 to 12 months, when a mother says,
“Give the cup to Mommy.” and the baby does so, she may believe that the infant has understood
this verbal command. However, the mother looked at the cup, looked to the baby and likely used
gestures, such as beckoning, or mimicking drinking from the cup. The typically developing baby
will look at the cup when the mother does so (joint attention); the infant will imitate behavior he or
she sees, and because the infant’s repertoire of behavior is relatively limited, he or she will likely
give the cup to the mother, earning her encouragement and praise.

Communicative Strategies

Regardless of the language of the child, acquisition of speech sounds follows a certain general
pattern (American Speech-Language-Hearing Association, 2014; Paul, 2002). The principle form
of an infant’'s communication is crying. Within weeks after birth, different cries appear to represent
different affective states, such as hunger or pain. These differences are not intentional by the
infant but are noticed and responded to by adults. Other sounds, such as burps, sneezes and
coughs are also reflexive but are treated as intentional by adults. In this way, infants learn that
sounds are communicative. Between ages 2 to 5 months, infants coo in response to social
interaction. Anatomy dictates the cooing nature of these vocalizations. Laughing develops at the
same time and is frequently accompanied by a social smile. Early forms of babbling (vocal play)
emerge at 4 to 8 months. Babies engage in this play when alone and also as a means of
responding to or initiating contact with adults. In the second half of the first year of life,
reduplicative babbling appears. “Ma-ma-ma-ma” or “ba-ba-ba-ba” sounds are dictated by
anatomical considerations. Again, much of this vocalization occurs when the baby is alone, as
well as when the infant is engaged in interactions with adults. If this babbling is not produced by
10 months of age, the baby is at significant risk for developing a language disorder (American
Speech-Language-Hearing Association, 2014; Paul, 2002).

Signposts of Infant Interaction and Communication

e Eye contact at about 1 month

¢ Vocalization in response to sounds at 4 months

o Use of eye gaze to modulate social interactions by 4 months

e Use of communication as a means to an outcome at 8 to 10 months. Outcomes consist of
adult attention or acquisition of objects. Holding up objects and pointing are both used
extensively for communication.

¢ Joint attention attempts are reliably responded to and initiated by 12 months. Joint attention
consists of directing another’s attention by making eye contact, looking at an object and then re-
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establishing eye contact. Shifting eye gaze between the object and the other person may occur
repeatedly and is often accompanied by vocalization and later, by verbalization. These
attempts are not for the purpose of obtaining the object but are considered purely social in
nature. These communications are classified as protodeclarative and represent the forerunners
of referential speech.

Protoimperative communication consists of requests for objects or acts or requests for the
listener to do something or to stop doing something. This communication is accomplished by
sounds, miming gestures, pointing and showing.

Goals of Communication with Infants

¢ Soothe and relieve the infant’s distress

¢ Assess prelinguistic speech development and social development

e Improve quality of physical evaluation by using communication to relax and engage the infant
o Educate parents about appropriate communication with and stimulation of their infants.

Toddlers and Preschoolers
Comprehension

By 12 to 18 months of age, the toddler understands non-routine, single words with some
contextual support. At 15 to 16 months, toddlers can point to several of their own body parts. At
18 to 24 months, they can understand single words for objects not in sight and some two-word
combinations (American Speech-Language-Hearing Association, 2014; Paul, 2002). Some
prepositions and action verbs are understood at 2 years. Context and experience still determine
meaning. Vocabulary grows exponentially during this time. Fast mapping strategies are
employed: the toddler uses a word with a partial grasp of its meaning; based on feedback, his or
her knowledge of the word is refined (Paul and Mills, 2002). Adults frequently overestimate the
amount of language toddlers truly comprehend. For example, Dad may say, “Let’s play ball in
the backyard.” The child comprehends “ball,” knows what balls are for and knows that he or she
and Dad play in the backyard so the child follows Dad outside to play. Mom says “Bring me your
plate and | will give you some more.” may be understood as “Bring plate.” By age 4 years, the
child has learned the basic grammatical rules of language, but complex sentences, certain
conjunctions (“unless”, “although”) and prepositions (“throughout” or “about”) and order of clauses
as they affect meaning are not yet understood.

Communication Strategies

First comprehensible words are uttered somewhere between 8 and 18 months. Expressive
jargoning (i.e., non-reduplicated babbling) occurs during the second year. First words are usually
nouns and something the child sees and knows well. Expressive vocabulary grows exponentially:
3 words at 12 months; 10 words at 15 months; 100 words at 18 months; 300 words at 2 years;
900 words at 3 years; 1,500 words at 4 years; and 2,100 words at 5 years. Around the time that
50 single words are acquired, the toddler combines words into telegraphic sentences, containing
the most important words and leaving off endings. Sentences are 3 to 4 words long at 36 months.
The toddler knows 2 or 3 colors accurately, knows most pronouns and can use “what” and
“‘where.” By age 4 years, the typical child is fully intelligible and almost always makes speech
sounds accurately. By 5 years, “be” verbs are learned, as are regular past tense verbs, negative
sentences, questions and complex sentences with simple conjunctions. Stuttering may occur but
remits within months in 75-85% of those affected (American Speech-Language-Hearing
Association, 2014; Paul, 2002).
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Learning to Converse

Between 18 and 24 months, toddlers can reliably answer simple questions. By 2 years, they
learn the obligation to say something (i.e., to reciprocate) in a conversation. Sticking to the
conversation topic occurs about 50% of the time at 3 years. From 3 to 5 years, the use of
language for more than requesting or getting attention develops rapidly and includes conveying
information, recalling past and present events, pretend play and solving problems. Pragmatic
skills, such as conversation turn-taking, clarifying comments when asked and avoiding taboo
words also emerge (Paul and Mills, 2002).

Social learning occurs through language, and parents are the most important conversation
partners. Parents tell children what to do and what to expect, what things mean and how things
work. However, between 3 and 5 years of age, the child’s realm of conversation partners expands
greatly. Operating in the larger community of school, daycare and worship center includes
communicating with adults outside the family and with peers. Turn-taking, cooperative play,
pretend play, following instructions and pre-academic learning rely heavily on verbal
communication. Language mediates socialization.

Signposts of Toddler and Preschooler Communication

e Exponential growth of vocabulary from 1 to > 2,000 words by age 5 years
¢ Receptive language surpasses expressive language

o Comprehension abilities are typically overestimated by adults

¢ Basic rules of grammar and conversation are achieved by 5 years of age

Goals of Communication with Toddlers and Preschoolers

¢ Include all of the goals for communication with infants
¢ Obtain information about current symptoms

School-aged Children
Cognition

The relationship between cognitive development and language development is often
underemphasized, but it clearly plays a substantial role after toddlerhood. Stronger intellectual
capacities typically are positively correlated with stronger communication abilities and vice versa.
However, this may be confounded by the method by which intellectual abilities are measured.
Conversely, one cannot talk about abstract ideas until one can formulate abstract ideas. The
nature of the relationship between cognitive and language development is not well understood.

Family Factors

Family factors impact a child’s communication style and complexity. In families where there
is more talking, children demonstrate greater vocabulary growth and use. Other family factors
that promote language development include: increased variation in and amount of nouns and
modifiers used; positive feedback tone in conversations with children; responsiveness to requests
or questions; and emphasis on details in conversation (Paul and Mills, 2002; Pearson and Hall,
2013).

A Special Issue: Development of Responsibility

An important issue in providing healthcare for children is the development of the child’s active
participation in maintaining his or her health, making healthcare decisions and assuming
responsibility for behaviors that affect health and wellbeing. Developing responsibility and
concomitant independence is an ongoing process that continues through childhood into
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adulthood. Although cognitive development plays a significant role, socio-cultural factors are key
components in this developmental arc. Ochs and Izquierdo (2009) eloquently illustrate this as
they describe three very disparate cultures (Peruvian Matsigenka, Samoan and middle class Los
Angeles). Matisgenka and Samoan children of similar ages were much more self-reliant in self-
care and contributed much more significantly to domestic functioning than children in Los
Angeles. This difference was not explained by differing priorities regarding educational
accomplishments. Inconsistent messaging regarding independence and inaccurate beliefs
regarding children’s competency by American parents were found to better account for these
differences. Parenting styles and values have important effects on children’s emerging abilities
to take responsibility for their actions. Positive guidance—including providing opportunities to
make developmentally appropriate decisions and to experience the consequences of those
decisions—is a crucial component (National Outcomes for Children Work Group, 2014). Parents
may have difficulty incorporating these strategies when it comes to healthcare issues, given the
serious consequences that may result from poor decision making.

Social and cultural factors

Social and cultural issues greatly impact how a child communicates with others. Every culture
defines the roles of children of each developmental stage and has expectations for the ways in
which children are expected to interact and communicate with adults—family members, elders,
teachers and authority figures, including healthcare providers. In some cultures, children are
expected to speak only when adults address them. They are not expected to participate in a
conversation with an adult, even during adolescence. For cultural or social reasons, some
children may not understand the purpose of or the expected response to open-ended questions.
They may not have experience conversing with adults about their thoughts, feelings, experiences
or opinions. Non-verbal aspects of communication may be affected as well. For example,
children from Latin America and Asia may avoid eye contact with adults in authority as a sign of
respect. Of course, these developmental issues occur in the context of more general cultural
communication challenges. For example, different cultures assign different meanings to a raised
tone of voice—conflict versus passion (Pearson and Hall, 2013). Different attitudes about
expressing disagreement or about the appropriate level of disclosure may affect individuals of all
ages within a cultural group (DuPraw and Axner, 1997).

Bilingual language development

Half of the world’s children grow up exposed to two or more languages because they live in
two-language households or in two-language communities (Place and Hoff, 2011). In the United
States, bilingualism is largely secondary to immigration and affects about one in four children.
Despite this prevalence, language development in two-language environments has not been well
studied and is not well understood. The heterogeneity of bilingual households complicates study
of this phenomenon. Variability factors include: the amount of exposure to each language; the
separation of the child’s experience in each language; the number of people from whom he or
she hears each language; and the exposure to native versus non-native speakers of each
language. Every bilingual child has a unique constellation of language experiences and language
skills.

The language background of the parents greatly impacts the language experience of the child.
When both parents are native speakers of their heritage language, the child hears more of the
heritage language at home and is more likely to acquire that language. The native (heritage)
language of the mother (compared to the father) is more important to the child’s bilingual language
development, likely secondary to the young child’s greater exposure to the mother. The parents’
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social networks will determine the exposure that the child has to the community language. How
much of the community language is heard from non-native speakers and how much the heritage
and community languages co-occur are also important factors in the development of bilingualism
in the child (Hoff and Core, 2013).

The relative amount of exposure to each language has been shown to be a strong predictor
of a child’s rate of development of each language. The functional significance of each language
to the child learner also impacts language development. Hearing a language from multiple
different speakers increases word recognition and word production. Conversational partners who
are native speakers and are monolingual positively correlate with acquisition of their language
(Hoff and Core, 2013). There has been some concern that intermingling of languages would
potentially confuse a child. Families will relegate languages to specific individuals—often with
one parent speaking the heritage language and the other parent speaking the predominant
community language. There is little evidence to support the benefit of this practice (Werker and
Bysers-Heinlein, 2008).

In conclusion, the more exposure to a language, the faster the development of that language.
This is true in both monolingual and bilingual language development. Exposure to non-native
speech is less supportive of language acquisition than is exposure to native speech. For example,
with regard to learning English, hearing English from a native Spanish speaker is not as helpful
as hearing English from a native English speaker. Learners need input from multiple, different
sources of language. True bilingualism is largely found in the second generation following
immigration. Without purposeful language exposure, third-generation speakers are more
frequently monolingual in the predominant community language. It is generally believed that
coming from a bilingual home does not, in and of itself, confer any disadvantages to language
development in a typically developing child.

Comprehension

During school age there is a gradual move away from concrete and literal interpretations to
an ability to read between the lines and make inferences. Basic comprehension of figurative
language is present at 7 to 8 years of age, by which time the typical child appreciates that it is not
really raining cats and dogs. However, improvement in the ability to appreciate tone of voice
versus content of speech and to understand idioms, metaphors and proverbs continues through
young adulthood. Improvement in vocabulary comprehension continues to grow, although not at
the rapid pace of toddlerhood. Wider concepts of temporal relations, spatial relations, emaotional
expressions and abstract ideas develop. Exposure to literary language, both written and spoken,
is a significant factor impacting the extent of this development (Paul and Mills, 2002).

Communication Strategies
By age 7 years, most children make all the sounds of their language accurately. Any problems
past this age are not developmental but represent speech sound disorders. Appreciation for
dialects and regional accents develops. The significance of differences in syllabic stress (e.qg.,
pres ent” versus pre” sent) are now understood and demonstrated. There is steady, continued
refinement in the use of language. By 7 years of age, the child develops the ability to relate a
coherent narrative that follows a simple story format. The youngster can relate information about
another person’s feelings and beliefs. He or she can describe causes for actions. During
elementary school, an average of nine new words per day are incorporated into use. Children
with poor reading skills lag behind their peers in more complex forms of communication.
Language is now used in more numerous and varied social interactions. The child has greater
ability to convey the same message in alternative ways. Repairing conversational breakdowns is
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more successful. Narrative skills improve. Implying and inferring information is more
sophisticated and accurate.

Signposts of School-Aged Child Communication

o Comprehension of figurative language begins and continues to develop

¢ Improvements in word comprehension develop

¢ Poor reading skills and lack of exposure affect complexity of communication

¢ Acquisition of phonologic awareness is predictive of literacy development

e The ability to define words with synonyms or categorical terms (rather than by function or
personal association) develops

Goals of Communication with School-Aged Child

¢ Include all of the goals of communication with infants, toddlers and preschoolers
e Obtain information needed to make an accurate diagnosis and assessment

o Obtain cooperation and adherence with recommendations and treatments

¢ Obtain assent for care

¢ Educate about health conditions

o Show respect and regard for the individual

Pre-adolescence, Privacy and Sensitive topics

Age, intellectual functioning, experience, temperament, family dynamics, social, economic
and cultural factors all affect the developmental stage of a youngster. An arbitrary dividing line
between school-age and adolescence seems unhelpful. Determining when a child is seen without
his or her parents, when sensitive topics are addressed and when confidentiality is offered needs
to be considered on an individual basis and in context. The issue of confidentiality needs to be
addressed with the parent. In some states (e.g., Texas) parents are entitled to information
regarding their children’s healthcare. An appointment to diagnose and treat the flu is different
from an assessment for depression or contraceptives. A mental health professional may see
children alone during early school years, but a dermatologist may not offer separate appointments
ever, unless specifically requested. The goals of an appointment and the needs of the patient
and family must be considered carefully.

Talking about Death: a Special Situation

So far in this chapter we have outlined the developmental trajectory of communication
processes and skills. The role of cognitive development vis-a’-vis communication abilities has
been mentioned. Clearly, all domains of development interplay and affect communication. The
importance of this is highlighted when the healthcare provider needs to talk with a child about
death. The child’s understanding of death must be taken into account, as well as his or her level
of ability to communicate (Himebauch, 2005). (See Chapter 15, Point of View: the Child Life
Specialist.)

Table 1 shows a child’s understanding of and possible reactions to the idea of death at varying
ages. The suggestions for effective communication shown apply to communicating about the
death of someone other than the child him or herself. For discussions of communicating with the
dying child about his or her death, see chapters 8, Point of View: the Pediatric Oncologist; 14,
Point of View: the Child Life Specialist; and 18, When the Death of a Child is Anticipated and
Imminent).
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Table 1. Developmental Understanding of Death.

_— ST - Suggestions for
Child nggtT]cept of Ch"dls leehf/ gea::r;[|\gns to Communicating with the
ssue of Dea Child*
0-2 No concept of (_jeath. ChlId_WlII react to the To the extent possible,
No understanding of emotions of the people S :
years : . maintain normal routines.
meaning of death. around him or her.
Death seen as Reacts to the emotions of Do not use euphemisms.
temporary and people around him or her. Use the terms dying, death or
>2-5 | reversible. May show little concern. dead.
years | May be confused with | May demonstrate fear as fear | Tell child what is happening
sleeping or seen as a | of separation or fear of the and what he or she can
form of punishment. dark. expect, simply and truthfully.
M i h f denial Respond to difficult questions
ay enter a pnase ot denial. i «Tell me what you are
: May fear that he or she will e
Clearer picture of : thinking.
die at the same age as the - .
death emerges. person who is dying or has Explore family’s spiritual and
6-9 Death seen as died cultural beliefs about death
possible but not for ‘ and afterlife.
years | . May act out or regress. . ,
him or her. May exhibit withdrawal and Reassure child that his or her
Child may feel . ) . fears are normal.
responsible for death. brg;eriggs\j:?hng;ﬁ%ctlons. Provide truthful explanations
anxiety or guilt ' for what is happening and the
' person’s death.
Understands that Fears the consequences of E:raé S;rrsegzg fehe'll?nthsa;rhés or
10- death is biological and | death. normal g
12 universal. May act out, regress, Provi dé truthful explanations
years | Understands that develop fears or grieve P
N and open, honest
death is final. deeply. -
communication.
Varied emotional reactions.
Preoccupation with and fear .
Adult concept of of death. Eésr]ceusils o;enaéthsgpegx{/el
death. May rely on friends for Discusgrole challjr? es thgf
>12 | Understands the support. mav take place ingt]he famil
years | implications of death. | May become isolated. Dis)éuss I[;ns for funeral Y.
Death seems far May want to assume a more bp q S
away adult role remembrance and moving
: . ' I forward.
Denial may result in risk-
taking behavior.

* These are the ages where these strategies usually are first employed. Most will apply to
subsequent ages.
¥ Issue may be raised by death or impending death of a friend or family member.

1. Linebarger JS, Sahler OJZ, Egan KA. Coping With Death. Pediatr Rev. 2009;30:350-5.

Importantly, experience with death, such as happens frequently to children with serious
chronic ilinesses, will alter and may accelerate the child’s understanding of death. However, each
child must be approached as a unique individual, whose development may not readily fit milestone
timetables.
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Adolescence
Language Development.

Language development in children is rapid and obvious. In adolescence, it is much more
gradual, but significant changes in syntax (the way words are put together to form phrases,
clauses and sentences), semantics (the meaning of words, phrases and sentences) and
pragmatics (the meaning of language in particular situations) continue (Nippold, 1993).

Syntax
There are three aspects of syntactic development: increased sentence length; increased use

of a variety of subordinate clauses; and increasingly sophisticated cohesion devices (Nippold,
1993). Sentences increase in length by use of more complex subject phrases, greater use of
prepositional phrases, more appositive constructions and expanded verb phrases. Although
subordinate clauses first appear in early childhood, the frequency of their use increases
throughout childhood and adolescence. Adverbial conjuncts, such as “moreover,” “therefore” and
“‘nonetheless” are used with greater frequency and sophistication. To some extent, this
development is related to exposure to these communication devices. These devices are found in
textbooks, in formal lectures and in literary works. Skill in using and deciphering these constructs
is associated with greater academic success.

Semantics

Two aspects of semantics that are important to adolescent language development are the
understanding of literate lexicon and of figurative expressions (Nippold, 1993). Literate lexicon is
the group of words that are commonly used in scholarly writing, textbooks, lectures and seminars.
Literate verbs include infer, imply, predict and interpret. Competency with these verbs increases
in adolescence and is important to academic success. Figurative expressions, such as
metaphors, analogies and proverbs are better understood as adolescence progresses. ldiom
interpretation becomes more accurate. Reading comprehension improves as these skills
develop.

Pragmatics
Improved pragmatic competence in adolescents is demonstrated by the development and

extensive use of slang (Nippold, 1993). The purpose of insider language and slang is to separate
from others and create an exclusive group. Adolescents use language, along with hairstyle,
musical tastes and many other strategies to declare their independence and freedom from
parental control and their allegiance to their peer group. Understanding this, effective
communicators will not attempt to co-opt slang, but will establish rapport and express their
understanding of and concern about an adolescent in other ways.

Confidentiality

Protection of confidentiality is essential to appropriate care of the adolescent. Confidentiality
supports provision of truthful information to the healthcare provider by the adolescent and
prevents forgoing care to avoid parental knowledge of the adolescent’s behavior and healthcare
needs (Ford and English, 2002). Private communication between the healthcare professional
and the adolescent patient highlights the primacy of the provider-patient relationship. It also
supports the development of the adolescent’s active and responsible role in his or her own care
(American College of Obstetrics and Gynecology, 2009; Society for Adolescent Medicine, 2004).
(See Chapter 3, Talking with the Adolescent Patient, section, Confidentiality.)
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However, medico-legal, developmental, cultural and social factors support and demand the
continued active inclusion of parents in communication with the clinician and the adolescent. In
fact, in some circumstances, it may be legitimate for the clinician to see the parents without the
adolescent. The parents may have important information to share with the clinician that they are
not ready or willing to share with their teens, such as marital or financial problems. They may be
asking for advice on how to address difficult issues with their teens, such as discipline, sexuality
or substance use. The communication of a serious medical diagnosis may be given to the parents
first, so that they are better able to provide comfort and support for the teen when this information
is disclosed to him or her. The healthcare provider needs to educate parents and adolescents
about the goals and benefits of confidentiality, as well as its specific scope and its limitations.

For example, the practitioner may introduce this change in practice model as follows:

“Chris is now old enough that a portion of our visit will be private. During this time, Chris can
talk with me about any of his (or her) concerns. I will want to learn about Chris’s experiences at
home, at school and with friends. This will be a time when Chris’s conversation will be
confidential. The exceptions are if Chris is in serious danger of hurting himself or someone else.
If 1 feel Chris should share other information with you, | will advise him to do this. However, |
will honor my commitment to confidentiality. Are you in agreement with this?”

During this portion of the visit, the clinician should obtain a psychosocial history that includes
the sensitive topics described below. The patient should be given the option of having the parent
or another adult present during physical examinations. During each visit, it may be important to
repeat the parameters of confidentiality. Modifications will be need to be made to delivery of care,
including scheduling, billing, recordkeeping and provision of care in order to provide confidential
care.

Total confidentiality

Although variable from state to state, minor patients are allowed to consent to healthcare
under certain circumstances. These typically include active duty in the armed services, marriage,
parenthood and emancipated minor status (>16 years of age, living away from parents and
financially supporting oneself). In some states “mature minors” may be granted the ability to
consent to or refuse treatment. Typically, such a patient is older than 15 years, has demonstrated
the ability to make his or her own healthcare decisions and frequently has experienced chronic
health conditions. In most states, minors are legally able to consent to and obtain treatment for
specific healthcare services, including birth control, prenatal care (excepting abortion), treatment
of sexually transmitted infections and other reportable infectious diseases, addiction, suicide
prevention and other mental health services and sexual and physical abuse. State statutes
regarding parents’ right to information about the healthcare of their children and issues of payment
for care and use of insurance benefits often make confidentiality difficult to maintain. The Health
Insurance Portability and Accountability Act (HIPPA) Privacy Rule states that when minors legally
obtain services without parental consent, the parents do not have an automatic right to the minor’s
health information (U.S. Department of Health and Human Services, 2003; Gudeman, 2003).
State laws controlling disclosure of information have priority, but if there are no specific state
guidelines, the clinician can use his or her own clinical judgment regarding confidentiality. The
Federal Title X Family Planning Program offers strong confidentiality commitments to minors and
allows minors to qualify for services based on their incomes rather than their parents’ incomes.

Sensitive Topics
Adolescence, with its cognitive and social developments, necessitates additional topics of
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discussion and different ways of communicating if adequate history-taking and care are to occur.
Some disorders develop more frequently in adolescence (e.g., depression) and routinely need to
be included in history-taking. Standard categories of social, developmental and psychological
history include:

e Home life and relationship with parents

o Education and employment—current and future plans

¢ Social media activity

¢ Activities with peers—formal (organized, such as sports and Scouts) and informal
e Mood, affect and suicidal ideation

e Substances use

e Sexual activity

o Sleep

For information about the use of the HEADDDSS and other instruments in eliciting
information from adolescents, see Chapter 3, Talking with Adolescents, section, Conducting the
Interview.

Approaching sensitive topics in a manner that allows the adolescent to respond without fear

of judgment or criticism increases the likelihood of honest disclosure. Initially, topics can be
approached more obliquely. Instead of asking “Are you heterosexual or homosexual?” the
provider might say, “This is a time of life when people are sorting out who they are sexually—who
are they attracted to and what are they comfortable doing sexually. What are you thinking about
for you?” The adolescent’s responses direct further and more specific questions. An approach
to substance use might include: “What is it like in your home? |s anybody there misusing drugs
or drinking? How about at your school? How about your friends? What have you decided is right
for you? Are there things that you have tried?” Again, the teen’s responses direct additional
guestions.

If the teenager is engaged in dangerous or unhealthy behavior, the focus should remain on
the behavior rather than the person. Adolescents are accustomed to adults catastrophizing the
consequences of their behavior. Therefore, feedback needs to be specific, factual and realistic.
Risks should be reported matter-of-factly. Possible solutions or alternatives should be discussed.
What behavior is thought to be an exception to confidentiality needs to be clearly defined to both
the adolescent and his parents.

Signposts of Adolescent Communication

¢ By the end of adolescence, cognitive and language ability allows for complex, in-depth
conversations about far-reaching topics and themes

e Co-opting slang is an ineffective way to establish rapport with adolescents

¢ Protection of confidentiality is crucial to the assessment and care of adolescents

¢ Active and respectful listening is a crucial element of communication with an adolescent

Goals of Communication with Adolescents

e Include prior goals stated for infants, toddlers, preschoolers and school-aged children.
o Develop and model the doctor-patient relationship that will serve patients as they transition to
adulthood

Conclusion
Effective communication is the cornerstone of effective care. In children and adolescents,

communication cannot be effective if it is not developmentally based. Successful communication
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not only leads to the best outcome for the patient, but it also allows the care provider the privilege
of more deeply knowing and connecting with the patients and parents with whom he or she works.
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Chapter 3

Talking with the Adolescent Patient
Jennifer Feldmann, MD, MPH

Amy B. Acosta, PhD

Introduction

Adolescents see clinicians as valuable sources of health information and want to discuss
personal matters with them. Unfortunately, however, clinicians do not always capitalize on
opportunities to offer guidance to teens (Ham and Allen, 2012 ; Klein et al., 2001). Klein and
Wilson (2002) found that among a nationally representative sample of U.S. teenagers, more than
50% wanted to discuss drugs, smoking, sexually transmitted infections (STIs) and healthy eating
with their clinician, and although more than 70% reported engaging in at least one risky behavior,
more than 60% of these teenagers did not discuss this with their medical provider. Further, Elliott
and Larson (2004) found that 44% of adolescents in a non-urban setting forwent needed medical
care. Reasons cited by adolescents for forgoing care included distrust of providers,
embarrassment, privacy concerns and lack of knowledge about where to obtain needed services
(e.g., mental health) or confidential care. While adolescents desire comprehensive care, a variety
of studies report provider barriers to managing adolescent psychosocial issues and adhering to
best practices (Fisher et al., 1996; Klein and Hutchinson, 2012; Sterling et al., 2012).

Provider comfort and competency providing appropriately confidential care are essential to
adolescent disclosure and effective management of age appropriate health risks. (Fisher et al.,
1996) While there is no substitute for a complete psychosocial interview, there are numerous
preparatory elements that promote both adolescent and provider comfort, increase appointment
efficiency, and foster a trusting and productive adolescent-provider relationship. These elements
include understanding the adolescent’s developmental and comprehension levels, being mindful
of the interview pace and recognizing the need to establish trust with the parents as well as with
the patient. There should be clear office policies about confidentiality of care (Ham and Allen,
2012; Klein and Hutchinson, 2012; Sasse et al., 2013). This Chapter will review each of these
elements to enhance provider comfort and capability in efficiently and effectively caring for
adolescents.

Creating an Adolescent-Friendly Environment
Confidentiality

The importance of confidentiality cannot be over-emphasized. Itis the cornerstone of effective
screening, accurate diagnosis and risk-reduction counseling (Ford et al., 2001, 2004; Ginsburg,
Fork et al., 2002; Ham and Allen, 2012). The American Academy of Family Clinicians, American
Academy of Pediatrics, Society of Adolescent Health and Medicine and the American College of
Obstetricians and Gynecologists are examples of medical organizations that affirm the importance
of confidential care for adolescents (American Academy of Family Physicians et al., 2004).
Studies have demonstrated that assurance of confidentiality increases the number of adolescents
willing to seek future healthcare and disclose sensitive information about sexuality, substance use
and mental health (Ford et al., 1997; Ham and Allen, 2012). Although both the patient and parent
should be informed about confidentiality policies early in the appointment, Purcell and colleagues
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(1997) found that only 50% of clinicians discussed confidentiality with their patients and only 30%
did so in front of the parent(s).

It is recommended that clinicians have a standard confidentiality statement they consistently
present to patients and parents (See Figure 1). The statement should clearly state that
confidentiality is qualified, not absolute. In situations in which the patient is being harmed, is at
risk of being harmed by another or by him or herself, or is going to harm another, confidentiality
can be breached. Adolescents recommend that medical providers be specific about what
constitutes harm (e.g., physical, sexual and emotional abuse and suicidality) as well as what does
not (e.g., STIs and contraception) (Ford et al., 2001). In most states, minors can consent for
reproductive healthcare, including diagnosis and treatment of STIs and management of birth
control; however, providers must be aware of state specific legally defined limits of confidentiality.

Figure 1. Sample Confidentiality Statement to Be Given to Patient and Parent

One of my goals as your doctor is to be a second person, in addition to a parent or
family member, to whom you (the patient) can come for health advice. For this
reason, starting with patients 12 years of age?, | always spend some time with my?
patients alone. What we talk about when we are alone is private, between us
unless you are in danger. To me, danger is wanting to hurt or kill yourself, wanting
to hurt or kill someone else, putting yourself at risk for harm or someone hurting or
abusing you. If I am concerned about your safety, | will need to get others to help
me make sure you are safe; | would tell you before | did this. Outside of these
situations, our conversation is private. | strongly encourage teens and parents to be
open with each other as this is very protective.

1. Substitute the age that works for you or your clinic.
2. If statement applies to a group of providers or to the office, substitute the appropriate term.

Each clinic or medical office should establish a written policy regarding confidentiality. Policies
should address provider-patient interactions, test results notification, appointment scheduling and
billing. To ensure consistent policy application, all staff should be familiar with and adhere to the
policy with all patients at all adolescent visits (Akinbami et al., 2003; Ford et al., 2004). Providers
must be aware of state specific legally defined limits of confidentiality.

It is important to consider parents’ concerns when discussing confidentiality. Recent studies
about parental beliefs reflect both apprehension about and appreciation for a confidential
adolescent-provider relationship (Duncan et al., 2011; Sasse et al., 2013). Duncan et al. (2011)
found that parents’ leading concerns revolve around exclusion, specifically, not being informed
by the adolescent or the provider about important health information. Parents also raised
concerns that adolescents would not be honest with providers and that adolescents do not want
time alone with providers. Clinicians should encourage openness and communication between
parent and youth, to alleviate concerns about gaps in knowledge regarding treatment
recommendations and adolescent concerns (Duncan et al., 2011; Ford et al., 2011). These
parental concerns highlight the need for providers to guide parents toward appropriate and
incremental adolescent emancipation. Parental hesitance allows providers the opportunity to
discuss developing autonomy and the benefits of confidential care. See Table 1 for suggestions
on managing parental hesitancy.

Several studies demonstrate that parents also understand the benefits of a confidential
provider-adolescent relationship (Duncan et al., 2011; Sasse et al., 2013; Tebb et al., 2012).
Duncan and coworkers (2011) reported that the majority of parents (71%) described confidential
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care as an opportunity for their child to discuss sensitive matters. Most parents also were
confident that the doctor would be attentive to their child’s point of view (63%), believed it was
good practice for the teens to talk alone to their doctors (61%), identified time alone as an
opportunity for youth to take responsibility for their health (57%) and saw confidential care as an
acknowledgment of adolescents’ developing maturity (52%). Further, many parents are
uncomfortable talking to their teens about sensitive topics, including sexuality, and appreciate
provider assistance. Trust in the provider significantly impacts parental comfort with the
confidential interview (Sasse et al., 2013; Tebb et al., 2012).

Table 1. Example Responses to Parental Concerns about Confidential Care
Parental concern: “We talk about everything.”

Response: “That is fantastic! We know that a close relationship between teens and parents
helps teens make good health decisions.”

Parental concern: “I've never left the room before.”

Response: “Parents are often surprised to be told it is time for their children to begin learning
to work with a physician one-on-one. Even with close family relationships, teens can have
guestions they feel are embarrassing and would like to ask a physician. We always offer
that opportunity.”

Parental concern: “I’'m not sure | am comfortable with this.”

Response: “We have the same goal, which is to take the best care of your child and help
him (or her) make good health choices. We know that when teens get time alone with a
physician, care is facilitated and improved, and we both want to help your teen make healthy
choices.”

More direct response if needed: “Often when parents are reluctant to provide their son or
daughter private time with a physician they have a specific concern. Do you have a specific
concern?’

Parental concern: “Can | speak to you outside”

Response: “Since your child is getting older, it is important that he (or she) is able to fully
participate in his (or her) own healthcare. As your child’s physician, | will share whatever you
tell me with your child, so | prefer to speak openly in the room.”

Response if parents insist on speaking to you alone: reiterate that you will share any
conversation that impacts his or her health with the child. Listen to the parent and then tell
the adolescent the content of the discussion.

Provider and Clinic Characteristics

In a seminal study by Ginsburg and colleagues (1997), teens ranked 31 factors in order of
importance in deciding to seek medical care; providers washing their hands and using clean
instruments shared the top ranking with providers being honest. Adolescents also cited the desire
for knowledgeable, respectful and experienced providers. Other key clinician qualities cited were
reviewing confidentiality, treating all patients equally, being friendly and relating well to teenagers.
These important interpersonal characteristics are interrelated, as youth felt they could trust
provider confidentiality only if providers were honest and respectful. Discussing and maintaining
confidentiality connotes respect and demonstrates trust (Ginsburg et al., 1997, Ginsburg, Forke
et al., 2002). Provider continuity and competence and the provider having a good education were
also considered important by adolescents (Britto et al., 2010; Ginsburg et al., 1997; Ginsburg,
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Forke et al., 2002). When uncertain of the above characteristics, adolescents withhold
information to protect themselves from breaches in confidentiality (Ginsburg et al., 1997).

Additional office-based ways to enhance the delivery of services to adolescents include
having adolescent-only hours and adolescent specific exam rooms. Displaying a rainbow sticker
in the room tells lesbian, gay, bisexual, transgender (LGBT) and gender-questioning teens that
the office is an accepting and safe place (Ginsburg, Winn et al., 2002). Adolescent consultation
room(s) should be stocked with health information (e.g., pamphlets and a list of recommended
websites) addressing nutrition, sexual health, contraception, substance abuse, mental health and
other culturally relevant topics (Burgis and Bacon, 2003). This discrete placement of health
information serves two purposes. First, adolescents can privately obtain desired information they
are unlikely to take from the more public waiting area, and second, this tacitly demonstrates a
willingness to discuss sensitive topics such as those displayed in the handouts. See Table 2 for
a summary of provider and office strategies to enhance adolescent care.

Table 2. Interventions to Promote Successful Adolescent Interviewing
Clinician
Wash hands in front of the patient.

Open any instruments or sterile packages in front of patient.

Prominently display credentials and diplomas in the office.

Reiterate confidentiality and its limits with the teen and parent at each visit.
Always see the adolescent alone for at least part of every visit.

Ask open-ended questions.

Do not make assumptions about lifestyle or behaviors.

Be friendly, sincere and honest with the patient and parent(s).

Office

Post the office confidentiality policy in plain terms in the consultation rooms and waiting
area.

Instruct all staff members to be respectful and show genuine interest in caring for teens.
Have health information available in the exam rooms so it can be taken privately.

Display a rainbow sticker to demonstrate that lesbian, gay, bisexual, transgender or gender
guestioning youth are welcome and supported.

Offer evening hours.
Have adolescent-only clinic hours.

Have an adolescent waiting area and adolescent exam room(s).

Preventive Health Screening Questionnaires

Questionnaires completed before the interview are an effective way to increase time efficiency
and the quality of adolescent encounters (Gadomski et al., 2003; Klein et al., 2001). While a
guestionnaire is not a substitute for a face-to face interview, it can facilitate the collection of a
comprehensive history, introduce sensitive topics that will be discussed in the interview and
stimulate thinking by the parent and patient. Some individuals are also more comfortable
revealing personal information in written format. Providing a written copy of the office
confidentiality policy with the questionnaire can increase the yield from the instrument and
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introduce the concept of confidentiality. Several screening tools are available. For example, the
New York State Department of Health (2014) has a free, on-line screening questionnaire and
provider guide, developed from The American Medical Association’s (1997) Guidelines for
Adolescent Preventive Services.

Conducting the Interview
Inviting the Parent out of the Room

Although pediatricians report concerns about parental objection as a significant barrier to
providing confidential care, most parents understand that adolescents benefit from independent
time with a clinician and will excuse themselves without objection (Fisher, 1996; Duncan et al.,
2011; Sasse et al., 2013; Tebb et al., 2012). Mild initial parental resistance or hesitancy is usually
easily managed by reiterating the merits of having a clinician that the adolescent can trust with
personal health concerns (Wilkes and Anderson, 2000). Only rarely will a parent refuse to leave
the examination room. This generally indicates a specific parental concern and is worrisome for
underlying family dynamic problems (Ehrman and Matson, 1998). In these unusual cases, direct
inquiry about reasons for parental apprehension is useful. Among families with whom providers
have an established relationship, it is very helpful to discuss the routine inclusion of confidential
time during upcoming adolescent visits as part of anticipatory guidance during earlier visits. A
posted confidentiality policy (Figure 1.) including the age at which alone time with the physician
will begin also promotes early awareness and reinforces private time with adolescents as
standard practice.

After initial introductions and clarification of the confidentiality policy with the teen and parent
(if present), it is helpful to briefly review how the appointment will proceed, first with the teen and
parent in the room, followed by time with just the provider and adolescent, concluding with a
reconvening of all participants and a summary of the visit. It is important to normalize this
approach by mentioning that this pattern is followed with all adolescent patients at all visits. This
is because concerns that may be too threatening to discuss with a parent present (e.g., STI or
pregnancy) often present as more benign concerns, such as a sore throat or abdominal pain
(Heyman and Adger, 2012). Teenagers with depression or in emotional distress rarely present
to the primary care clinician with a psychosocial chief complaint; rather, they usually present with
vague somatic complaints (Borowsky et al., 2003).

Many pediatricians are uncertain when to begin interviewing adolescents alone. Time alone
with the clinician should coincide with the first physical or psychological signs of puberty, generally
around 10 years of age in females and 11 years in males. It is best to err on the side of starting
too early as pediatricians often underestimate the behavioral and psychosocial concerns their
adolescent patients face (Wilson et al., 2004).

Occasionally a parent will request to speak to the provider away from the patient. In these
situations it is important that the parent and adolescent be aware that any information that impacts
the patient’s health should not be kept confidential from the adolescent. Encouraging parents to
discuss their concerns during the interview with the youth is often effective and opens a useful
dialog between the parents and adolescent.

Provider Barriers

Data demonstrate that discomfort in assessing and managing adolescent psychosocial issues
is a significant provider barrier to adolescent disclosure and results in inadequate screening for
age appropriate health risks (Fisher et al., 1996; Klein and Hutchinson, 2012; Sterling et al., 2012).
Clinicians identify several barriers to providing best practice adolescent care, including: concern
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that parents will object; image as a baby doctor; lack of time; inadequate reimbursement for
counseling services; inexperience and discomfort with specific medical conditions seen in
adolescents; and lack of training (Fisher et al., 1996; Klein and Hutchinson, 2012; McKee et al.,
2011; Sterling et al., 2012). Uncertainty with confidential management of serious health threats
and concern about legal aspects of services for minors (e.g., substance abuse and contraception)
are also reported (Klein and Hutchinson, 2012; Sterling et al., 2012). Sterling and colleagues’
(2012) investigation of confidentiality and substance abuse found that primary care providers felt
unprepared to diagnose and treat problems with alcohol and other drugs; specifically, 42% of
pediatricians considered themselves unprepared to diagnose problems with alcohol. A provider’s
ability to build an effective and therapeutic relationship with the adolescent and diagnose and
manage or refer these challenging conditions is enhanced by the use of standard screening tools
such as HEADDDSS (Table 3) and CRAFFT (see below), as well as by developing a list of local
community resources for families.

Table 3. Suggested Psychosocial Interview Questions in the HEADDDSS Format

Home
Who lives at home and how are things at home?
Do you feel safe at home?
Education or employment
Tell me about school or work.
Do you have any trouble at school or work?
Does anyone bully you?
Activities
Tell me about your friends and what you do for fun.
Do you have a best friend or a person to whom you can tell everything?
Do you regularly attend any youth groups, church groups, or clubs?
Diet
Do you think you are too heavy, too thin or just right?
Depression
How would you describe yourself: happy, sad, in the middle?
Do you talk to anyone about your feelings?
Have you ever been so sad or angry that you thought about hurting or killing yourself?
(Can also use the *PHQ-9 to screen for symptoms of depression (Kroenke et al., 2001)).
Drugs
Do any of your friends smoke or use alcohol or other drugs?
Do you smoke? Do you use alcohol? Do you use drugs?
(If any positive answers, can follow up with the CRAFFT screening tool below.)
Sexuality
Are you interested in or ever had a crush on someone?
Are you interested in boys, girls or both?
Have you ever messed around sexually with someone? Kissed? Touched?
What questions or concerns do you have about sex and your body?
If sexually experienced:
How many sexual partners have you had?
Were your partners male, female or both?
What protection do you use against sexually transmitted infections (STIs)? Pregnancy?
Have you ever had an STI?
Have you or your partner ever been pregnant?

Table continued on next page
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Safety and violence

Do you use safety equipment: bike or skateboard helmet, seat belts?

Have you ever been beaten or physically abused?

Has anyone ever touched you sexually in a way you did not want him or her to?
Have you ever been in trouble with the law?

CRAFFT is an acronym of the first letters of key words in six screening questions (Center for
Adolescent Substance Abuse Research, 2009). The website recommends that the questions be
asked exactly as written:

C: Have you ever ridden in a CAR driven by someone (including yourself) who was high or had
been using alcohol or drugs?

R: Do you ever use alcohol or drugs to RELAX, feel better about yourself, or fit in?

A: Do you ever use alcohol or drugs while you are by yourself, ALONE?

F: Do you ever FORGET things you did while using alcohol or drugs?

F: Do your family or FRIENDS ever tell you that you should cut down on your drinking or drug
use?

T: Have you gotten into TROUBLE while you were using alcohol or drugs?

Building Trust

Given the number of barriers perceived by adolescents and providers in coordinating optimal
care, it is important to focus on strategies that can bridge these gaps, including building a trusting
rapport. Providers should first introduce themselves to the adolescent and then have the teenager
introduce any accompanying adults or friends. All questions and recommendations should first
be addressed to the adolescent, emphasizing that he or she (not the parent) is the primary patient

When alone with the adolescent, it is helpful to begin with a positive comment about the
patient’s style, accomplishments or mood (Ehrman and Matson, 1998; Goldenring and Rosen,
2004). This segues into the HEADDDSS interview about social activities, school and current
culture (Goldenring and Cohen, 1988; Goldenring and Rosen, 2004). The HEADDDSS interview
is best conducted as a guided conversation, and Klein and colleagues (2014) provide an excellent
review of the format. See Table 3 for sample HEADDDSS interview questions.

During this part of the visit a genuine interest and enjoyment in working with adolescents are
easily conveyed and foster a therapeutic and trusting relationship (Schaeuble et al., 2010). If the
adolescent is sending a clear message of anxiety or resistance, acknowledging this impression
may quickly elicit the adolescent’s primary concern (e.g., “l get the sense that you are a bit anxious
about our visit.”). It is important that the clinician be genuine, sincere, personal and respectful
and clearly describe ways in which he or she can be helpful (Ham and Allen, 2012). Positive
health choices should be acknowledged and encouraged. Avoid using slang terms (e.g., weed),
as it will be clear to the adolescent this is not your typical manner of speaking, and the lack of
authenticity can create distance. Be careful to avoid medical jargon; being clear and direct is a
key characteristic of a successful encounter (Ham and Allen, 2011). If an adolescent uses an
unfamiliar term, ask him what it means. Not only does this give the adolescent the opportunity to
be an expert, but it also demonstrates interest and active listening. Resist the urge to fill silent
pauses while an adolescent considers questions. If a patient begins to cry, do not try to stop him
or her but rather be supportive and search for the root of the distress.

Active listening is important when developing a trusting and professional relationship. It can
be demonstrated by non-verbal affirmations or brief paraphrasing of the patient’s responses. It
also helps the provider obtain the most accurate history. Maintain good eye contact and an open
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body posture and limit writing or entering data into the computer as much as possible during the
encounter. Collaboratively setting clear treatment goals is also important, as it supports the
adolescent’s desire for change. A nonjudgmental attitude, paired with open-ended questions, is
essential for building the foundation for a productive, working relationship.

While building rapport with the patient is obviously essential, it is also important to do so with
the parents. This usually is accomplished in the initial part of the interview, while collecting
information about the current complaint, past medical history and family history. The adolescent
should be asked all questions first, but be sure to inquire if the parent has any additional
information or concerns and highlight the importance of parental involvement and input (Duncan
et al., 2011; Sasse et al., 2013; Ford et al., 2011). The parents of an adolescent with a mood
disorder or a substance abuse problem, for example, can offer essential insights into changes in
behavior, including interactions with peers and scholastic achievement that the adolescent might
be reticent to reveal. Reviewing past medical information and family history with the adolescent
first, and then asking the parents to fill in any gaps, allows for more complete information and
gives the patient the opportunity to hear this important information. Before asking the parents to
leave the room, be sure to inquire if there are any other concerns they would like addressed.

Concluding the Visit

In keeping with confidentiality and reinforcing the provider's role as the patient's advocate,
prior to inviting the parents back into the room, the clinician should review with the adolescent the
concerns that arose, how these issues will be addressed, what will be kept confidential and what
will be discussed with the family. If confidentiality must be compromised (e.g., in the event the
adolescent reports a significant safety concern such as suicidal intent), the adolescent should be
given the choice of whether he or she wants to tell the parent(s) or prefers that the clinician tell
the parent(s). This allows more control for the adolescent, even in a situation in which
confidentiality must be breached. This also provides good modeling for open communication and
active listening within the family. When possible, the clinician should emphasize the importance
of a close parent-child relationship, characterized by open communication and ongoing
conversations about important health topics.

If there are risky behaviors that need not be revealed to a parent, the clinician should be open
about his or her concerns and evaluate whether the patient is willing to try to manage these
problems. Not uncommonly, what the provider sees as a problem (e.g., drug use), the adolescent
sees as a solution to another problem (e.g., coping with anxiety). With this in mind, at the
conclusion of the visit, prior to inviting the parent(s) back into the room, the clinician and patient
should generate and prioritize a list of mutual concerns to be addressed. When the adolescent
verbalizes changes he or she is motivated to try, the provider should assist the adolescent in
trying to make these changes. Adolescents and parents should each receive a copy of the
clinician’s business card and be encouraged to call with any further questions.

Tailoring the Approach to the Adolescent’s Developmental Level

The textbook, Neinstein’s Adolescent Health Care (2008) provides an excellent review of
adolescent development. It is critical to interviewing and counseling efficacy to be mindful of the
different stages of adolescent development and tailor the approach accordingly.

In early adolescence (10-13 years), separation from parents and family begins, and there is
increased importance placed on same-sex peer relationships. Nascent sexual feelings manifest
as a preoccupation with physical changes and concerns about masturbation. Crushes are
common, but romantic relationships are not. Adolescents in this age group, however, may initiate
sexual activity and engage in sexual experimentation with same and opposite gender partners.

46



Concrete thinking necessitates that counseling focus on immediate benefits and advantages of
healthy behaviors, rather than long term consequences. Simple and direct questions should be
used and medical terms clearly defined

During middle adolescence (14-17 years), teens rely more on peers than on family for
guidance and support. At this stage, adolescents have the ability to think abstractly and consider
the consequences of their actions, although they do not do so consistently, and some adolescents
are able to utilize abstract thinking more effectively than others. A sense of omnipotence and
invincibility can lead to risk-taking behaviors, resulting in substance use, sexual activity, and
criminal activities. Not surprisingly, middle adolescence is often the time of greatest family
conflict. Romantic relationships are formed and are often characterized by brief, sequential,
monogamous relationships. Questioning about dangerous behaviors and counseling with clear,
reasoned recommendations are essential.

Late adolescents (18-21 years of age) places less importance on peer conformity. Romantic
relationships focus more on mutual sharing and intimacy than experimentation. Older
adolescents are knowledgeable about their sexual orientation, although they may struggle with
self-acceptance if LGBT. Itis easier to counsel late adolescents about health promotion and risk-
prevention as they have increased capacity for abstract thought and are more able to understand
the consequences of their actions; counseling can be more future oriented (Burgis and Bacon,
2003). A useful table of adolescent developmental milestones is available online (Spano, 2014).

Conclusion

Quialified confidentiality is the cornerstone of effective adolescent interviewing, and policies
relating to confidentiality must be consistently applied. Attention must be paid to the patient’s
stage of development, and questions and counseling should be tailored to meet the adolescent’s
cognitive abilities, with the adolescent’s motivation to change and personal goals in mind. When
interviewing an adolescent, there are several simple office strategies that can be employed to
promote trust, including clearly displaying diplomas, discrete placement of educational materials
and posting information about office confidentiality policies in the waiting room. For clinicians,
active listening, collaborative goal setting, carving out sufficient time for the adolescent interview,
maintaining an open body stance, being clear and direct and being genuine and authentic are all
important interpersonal factors that build trust and develop rapport. Most importantly, the provider
must convey a sincere interest in the adolescent patient.
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Chapter 4.
Communicating in Difficult and High Stakes Situations
Marcella Donaruma, MD

Defining Difficult and High Stakes Conversations

For this chapter, a difficult conversation will be defined as a conversation about a topic that at
least one participant is uncomfortable with or opposed to discussing. This discomfort or
opposition may stem from a variety of problems, either singly or in combination: fear of the
outcome of the conversation, unwillingness to acknowledge feelings about the issue at hand
(anxiety, fear, frustration) or reluctance to reveal a lack of understanding of the topic. A difficult
conversation should not be confused with a difficult patient or parent, in which case the
personality, behavior or mannerisms of the individual pose a challenge, disrupt the dialogue or
distract from the issue at hand.

The term high stakes conversation can have a variety of connotations, depending on the role
played in the conversation. In a high stakes conversation there is major interest in the outcome
of the conversation. In some circumstances, a high stakes conversation, like high stakes
gambling, could be viewed as a conversation that is fraught with risk. In this chapter, a high
stakes conversation will describe a discussion in which the content will be the basis for a major
decision in a patient’s life. Although all conversations between physicians and patients or their
family members are important and warrant attention, care and sensitivity, only a minority would
be viewed as difficult or high stakes.

In medicine, most high stakes conversations are difficult ones, even for the most experienced
clinician. The outcome of every conversation is something of a mystery until the conversation is
initiated, and such uncertainty can be a source of discomfort. Browning (2012) states, “Clinicians
learn in their professional training, necessarily, to approach medical crises as routine events.”
However, he emphasizes that helping patients and families in difficult situations means joining
them in the non-routineness of their experience and that clinicians strive to encounter each
situation—and each conversation—with fresh eyes and a ready heart. Baldwin (2000) put it well
when he wrote, “No one can possibly know what is about to happen: it is happening each time,
for the first time, for the only time.”

Patients' perceptions of events during medical encounters are based on actual occurrences
but are subject to their interpretations. Framing the pertinent points of a clinical encounter occurs
in real time and also continues afterward. The formation of the family’s impression is largely the
result of the comparison among perceived events, expectations (beliefs about the probability of
an occurrence) and values (attitudes toward potential occurrences) (Kravitz, 2001). For example,
consider the exchange in which a medical team must discuss with parents the suspicion that child
abuse is the cause of their baby’s illness or symptoms. This conversation brings up the need for
state protection agency involvement and raises the question of removing the infant from the
family. It also implies a judgment (purposefully or not) about their parenting skills and may initiate
conflict between the parents as responsibility or blame for the abuse is considered. The lives of
those family members will change after the clinicians share their concerns and answer the
questions that follow. Parents’ perceptions may include hearing accusation in the clinician’s
attempt at an explanation or failing to understand their explanation of how the child was injured.
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It is common for parents in this situation to say, “The doctors never told us anything.” Their
expectations may vary widely and will be influenced by past experiences with a state protection
agency, with the healthcare system and with each other.

The Approach to a Difficult Conversation
Environment

Be considerate of the family’s right to have this conversation in private. Find a location with
limited ambient noise and safe from surrounding clinical activities. The location should have ample
room for all participants and should not be an area where you are likely to be disturbed. For
example, using a staff break area is unlikely to afford privacy. Turn your pager and phone off or
to silent. When possible, delegate responsibility for your pager and phone to a member of the
medical team who will not be involved in the conversation.

When possible, try to separate the caretakers from the child so as to avoid distraction and
promote a conversation that can focus on the issues. Identify a member of the medical staff or a
child life specialist who can attend to the immediate needs of the child for the duration of the
meeting. Children are sensitive to their parents’ emotions and will sense and react to adults’
distress, which can further escalate the emotional upset that may occur in high stakes
conversations and create a distraction from or a barrier to a productive exchange of information.
Timing

Allot adequate time for the discussion. Do not attempt to squeeze it in between patients during
morning rounds or into the few minutes before a conference or other activity. Be certain that the
parents are not heading to work or have other time-sensitive obligations. It is important to remove
time pressures on all participants in the discussion because urgency or distraction can connote
impatience and insensitivity to the listener.

Pitfall: Unnecessary Urgency

When time is limited, it is best to focus on one or two primary messages, anticipating that the
family will pose many questions that will occupy the time allotted for the discussion. Remember
that the gravity of the message in a high stakes conversation often makes it difficult for the listener
to absorb the message when hearing it for the first time. Expect to repeat major items. Prepare
for the discussion by reviewing the pertinent points to be covered and identifying those concepts
most likely to be confusing or upsetting to the patient or parents. The initial exchange should set
the stage for further discussion as the child’s clinical course progresses. It is better to relay the
salient information clearly, even if in less detail than desired, than to rush through a detailed
explanation without providing time to address those details (Epting and Critchfield, 2006). A
deluge of hurriedly delivered data can result in confusion for the family about the content of the
message and the subsequent plan.

Content

High stakes conversations have the best chance of running smoothly when you prepare in
advance. In a high stakes conversation, the family may not be surprised by the topic, yet hearing
their suspicions confirmed by a physician can still be unsettling, which in turn can distract them
from absorbing the content. Try to distill your message to two or three main points. When multiple
subspecialists are involved in the discussion, confer about the main points and decide who will
lead the conversation and who will deliver each point. For example, when talking with the parents
of an infant who is a suspected victim of child abuse, important points would include:
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¢ This baby has the following injuries: bruises on his face, two posterior rib fractures and a healing
tibial fracture.

e The explanation provided (rough-housing with a 19-month-old brother) is not sufficient or
plausible to explain these injuries.

¢ Out of concern for the baby’s safety and protection (and his brother’s), a child protection agency
will be notified of the team’s concern for physical abuse as the cause of his injuries.

Make no assumptions about the family’s understanding of the medical situation. After
introducing all participants in the discussion, begin by asking the family to explain what they know
about their child’s iliness. Be direct, honest and precise.

Father: “Well, he’s here because we were worried about the rash on his face, and then he had
some little fractures on his x-rays, and everyone is treating us like we are scum of the earth, child
abusers.”

Physician: “I am really sorry to hear that you feel you and your wife are being treated poorly
because of your son’s injuries. It is never our intention to make families feel uncomfortable to
be here.”

Father “Yeah, we came here because we were worried about him, or else why would we bring
him in to the emergency room?”

Physician: “Yes, we are worried about your son, too. What have you been told about why the
doctors are worried?”

Father: “Because he has some fractures, which they said are going to get better and he’s not even
in a cast or anything.”

Physician: “Yes, that’s right, he has broken bones, and-”

Father: “No he just has fractures, and I’'m not surprised because his brother doesn’t know how to
hold him.”

Here is the first opportunity to clarify the situation for the family: the use of terminology such
as fracture, though it seems clear to a medical provider, has created confusion about the severity
of the child’s injuries. A visual demonstration, such as sketch or review of the radiographs when
explaining a skeletal injury or a diagram of how healthy compared to unhealthy bone marrow
works when discussing leukemia is often helpful and gives the family something concrete to refer
to in the discussion.

Physician: “I think that may be part of why you are feeling frustrated. His bones are broken — we
use the word fracture to say that the bone is broken. Healthy little babies like your son shouldn’t
have any broken bones.”

Father: “You mean his brother broke his ribs?”

Physician: “No, I don’t think his brother could have done that. A 19-month-old-”

Father: “He’s really strong.”

Physician: “A 19-month-old is not strong enough or coordinated enough to break the bones
inside a baby’s body.”

Father: “Yeah, well, he’s a really strong kid and he’s really clumsy with the baby.”

Mother: “How many bones are broken instead of fractured?”

Physician: “Your son has 2 ribs that were recently broken and his shinbone was broken several
weeks ago.”

Mother: “Weeks ago?”

Physician: “That’s right — he has new injuries and old ones so we are worried that he is not safe
at home, because that is where the injuries happened. That is why you have heard people using
the term child abuse.”
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Father: “So you’re saying we are child abusers because we brought our kid to your hospital for
help with his rash? *

Physician: “I am glad that you brought up the rash. In fact, that wasn’t a rash at all. He had
bruises on his cheek and on his jaw, and we know bruising only happens in healthy babies when
their bodies are injured.”

Mother: “Is he healthy? What if he has some problem that makes him bruise easily? I bruise
easily, so does our other son. Maybe he has a condition and you don’t know what you’re talking
about.”

Physician: “You’re right. There are conditions that can look like child abuse that are really
ilinesses that can affect a baby his entire life. That’s why we have done all the blood work and
scans and X-rays for him since he got here. What we have found is that your baby is completely
healthy, except for his bruising and broken bones-”

Father: “So is he healthy or isn’t he? One doctor says one thing, then one says another thing! I
can’t believe this!”

Physician: “I think that when you let me explain, you will have a better idea of the situation for
your son. Here is the source of our concern: when there are injuries in a baby like the ones your
son has, then we have to consider that someone hurt him and caused those injuries. And
whenever we think a child has been hurt on purpose, we have to call our child protection agency
to make sure the child stays safe.”

Pitfall: Self-editing

Beware extensive self-editing. Despite best efforts at clear communication, what reaches the
listener may not produce understanding or compliance. When the actual consequences of a
statement do not match the predicted consequences, we are likely to report that we said
something different from what we intended and call our utterance an error. This is referred to as
“self-editing” (Epting and Critchfield, 2006).

There is a risk to self-editing, particularly in the face of disbelieving or belligerent parents. For
example, when faced with an outraged parent, there may be a tendency to use verbal modifiers,
such as sort of or likely in an attempt to modify the parent’s dissatisfaction (Skinner, 1957). Doing
so will dilute the message and add to the parent’s confusion. Consider if the last sentence in the
above conversation had been, “So maybe something might have happened that could have been
a problem for your baby, so the law says we have to call you in.” Self-edits cannot be undone,
and under these circumstances will diminish a speaker’s clarity, credibility and effectiveness.

Pitfall: Disquised speech

Difficult or distasteful topics can tempt disguised speech. Skinner (1957) described covert
speech as verbal mannerisms that occur when the speaker fears the negative response from the
listener. The speaker engages in extensive editing of speech to disguise the undesirable content.
For example, consider the term non-accidental trauma, or its even more evasive acronym, NAT,
used to refer to a case of physical abuse. Defining a term by what it is not, rather than what it is,
requires additional processing and awareness of the alternative types of trauma to understand
the conclusion. If it is not an accident, then what is it? Imagine the absurdity of a scenario in
which a neurosurgeon describing a brain tumor says, “We need to remove this non-infectious
mass from your daughter’s frontal lobe.”

Delivery
Be direct. Acknowledge the feelings that the parents are having, whether they are worried

that nurses are hiding a diagnosis of cancer or thinking that members of the team are saying the
family is unfit. Families do deserve respectful treatment and open communication. Do not let
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those legitimate grievances distract from the main points of your message. In the above
conversation, you will note that the clinician did not make any qualifications or concessions such
as, “Maybe, but | don’t think so.” to the father’s hypothesis that the brother injured the baby. That
would have weakened the message and might have confused a non-abusing caretaker.

Be honest. Credibility is maintained by presenting consistent, reliable statements. This is
simply the responsible practice of medicine across any type of conversation with patients, families
and colleagues. You will notice that later in the example conversation above, the doctor explained
that the baby’s rash was in fact facial bruising, and that facial bruising is not normal.

Acknowledge uncertainty if it exists. This is an extension of being honest in the conversation.
What if the father had proposed that they have a 7-year-old son who babysits his brother? That
raises numerous other child protection concerns, but also causes uncertainty about the source of
the baby’s bruising and fractures. Also, be comfortable deferring to a subspecialist colleague in
the discussion when you find yourself outside your knowledge base.

Do not retreat into medical jargon. Clinicians spend years in training to learn the necessary
medical vocabulary. This vocabulary is detailed, specific, disease process oriented and highly
unfamiliar to those outside of the medical sphere. It is reassuring to the clinician to use medical
terminology because of its clarity regarding the physiology of the problem at hand. Unfortunately,
that clarity is listener-specific and has no place in the overwhelming majority of family
conversations (Korsch, 1968). Avoid medical and technical terms as much as possible and define
those you must use. For example, during the course of a conversation about long term
chemotherapeutic regimens, explain that a Broviac and a Port-a-cath are different types of
devices that permit medicines to be given through a tube into the large veins near the heart rather
than the small veins in the arm.

Response
This can be the most challenging part of the communication process because it is the most

likely to be adversarial once the difficult topic has been broached. A combat mindset makes it
challenging to reach shared goals—or at least shared understanding—as each side strives to win
the perceived argument. In the above conversation, the father interrupted frequently with ill-
tempered and tangential responses, but the physician did not confront the father about
conversational manners with regard to the interruptions. Rather, the physician was firm toward
the end of the conversation in communicating that the problem would not be dismissed.

Reinforce that the reason for the conversation is to move toward the best necessary care that
can be provided for the child. This is true whether you are discussing the pros and cons of
controversial chemotherapy, the use of obscene language by a parent or the need to involve a
state protective agency in the family structure. The lack of mutually desirable options in achieving
the best care is usually the root cause of the difficulty.

Pitfall: Mirroring

Do not escalate the volume, tone or scope of the conversation. Human interaction involves
instinctive mirroring of the other participants in a conversation. When a parent raises his or her
voice in outrage or disbelief, it is instinctive to match that volume to show that you are equally
serious about your side of the discussion (Harolds, 2012). The effect is more likely to convey a
desire to intimidate the parent or to ignore the parent’s statements rather than to convince him or
her of your good intentions.

Pitfall: Condescension
In an effort to de-escalate a heated exchange, you may feel more comfortable slowing the
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cadence of your speech (and thereby allowing fewer uttered self-edits) and lowering your tone.
This can be effective if done with care but runs the risk of appearing condescending, particularly
when paired with a comfortable retreat into medical jargon. When the clinician reverts to medical
speak in an effort to be more precise in conveying needed information, parents may feel flustered
that not only are they being misunderstood by members of the medical team but now they also
are unable to understand them.

Re-acknowledgement

A high stakes conversation is likely to produce a strong emotional response in the parent(s).
Acknowledge that the family is now in a frightening, saddening or even insulting situation as a
result of the conversation. People want to have their feelings, ideas, concerns and dilemmas
understood by others and feel isolated by a lack of understanding. An empathic communication
lessens the sense of isolation (Platt and Keller, 1994). (See Chapter 1, General Principles of
Communicating with Pediatric Patients and Family Members, section, Empathy.)

Conveying empathy is not well done with a canned phrase, such as, “I'm sorry if you feel
offended, but we have to report this to CPS.” A less confrontational statement would be, “These
situations can seem judgmental of you as parents. Please know that is not the intent of this
process. The hospital takes this same action in every case of a baby with an unexplained injury
in order to protect those hurt children who can’t protect themselves and to avoid another injury
that could be even worse.”

Pitfall: Relating

It is natural to want to sympathize to defuse strong emotions: “I'm a dad too. | know what you
are going through.” Unless you have had the looming concern that your child will be involuntarily
removed from your home or an appropriate parallel to another difficult situation, you really do not
know what a patient’s family member is experiencing. Even if you have had a similar experience,
you still cannot know for certain exactly what the parent is feeling. Rather than smoothing ruffled
feathers, such well-intentioned statements can be a trigger, causing the caretaker to lash out.
Again, reframe: “Most parents in this situation would feel angry and hurt on top of being worried
about their baby. You have every right to have your questions answered. Would you like to take
a moment to think things through?” Except for situations in which you are threatened by a parent,
make plans to return to re-address the difficult topic and follow through with these plans.

The need for difficult and high stakes conversations will persist throughout the course of one’s
medical career. Clear and consistent information, delivered with a conscious effort to be sensitive
to the family’s responses, provides the strongest foundation for developing an understanding of
the issue at hand. Remind all parties involved that the overarching goal for all of us who care for
children, whether professionally or personally, is each child’s optimal health and safety. Peabody
(1927) wrote in the beginning of the twentieth century that one of the essential qualities of the
clinician is interest in humanity, “... for the secret of the best care of the patient can be found in
caring for the patient.”

Conclusion

When participating in a difficult or high stakes conversation, the most effective approach is to
provide clear and consistent information, while being alert and sensitive to the family’s responses.
Remind all parties involved that the overarching goal for healthcare providers and for the family
is the child’s optimal health and safety. Couple this reminder with a sensitive, thoughtful and well-
planned approach to the needs of the patient and his or her parents.

55



REFERENCES
Baldwin J. The Devil Finds Work. New York, NY. Random House. 2000.

Browning DM. Study for common things: cultivating moral sense-making on the front lines of practice. J
Med Ethics. 2012 Apr;38(4):233-5. doi: 10.1136/medethics-2011-100084.

Epting LK, Critchfield TS. Self-editing: on the relation between behavioral and psycholinguistic
approaches. Behav Anal. 2006; 29: 211-34.

Harolds, JA. Communicating in Organizations, Part I: General principles of high-stakes discussions. Clin
Nucl Med. 2012; 37: 274-6.

Korsch BM, Gozzi EK, Francis V. Gaps in doctor-patient communication. 1. Doctor-patient interaction and
patient satisfaction. Pediatrics. 1968;42:855-71.

Kravitz, RL. Measuring patients’ expectations and requests. Ann Intern Med. 2001;134:881-8.
Peabody FW. The care of the patient. JAMA. 1927;88:877-82.

Platt FW, Keller VF. Empathetic communication: A teachable and learnable skill. J Gen Intern Med.
1994;9:222-6..

Skinner BF. Verbal behavior. New York. Appleton-Century-Crofts. 1957.

56


http://www-ncbi-nlm-nih-gov.ezproxyhost.library.tmc.edu/pubmed?term=Platt%20FW%5BAuthor%5D&cauthor=true&cauthor_uid=8014729
http://www-ncbi-nlm-nih-gov.ezproxyhost.library.tmc.edu/pubmed?term=Keller%20VF%5BAuthor%5D&cauthor=true&cauthor_uid=8014729
http://www-ncbi-nlm-nih-gov.ezproxyhost.library.tmc.edu/pubmed/?term=platt+fw++keller+vf

Chapter 5

Patient Centered Communication and Decision Sharing
Teri Turner, MD

Anne Gill, DrPH

The good physician treats the disease; the great physician treats the patient who has
the disease. Sir William Osler.

Introduction

Patient-centered care is foundational to high quality healthcare delivery. The Institute of
Medicine (2001) defines patient-centered care as “respecting and responding to patients’ wants,
needs and preferences so that patients can make choices in their care that best fit their individual
circumstances.” An important tool for physicians in the delivery of patient-centered care is patient-
centered communication. Although a consensus definition of patient centered- communication
does not currently exist, Epstein et al. (2005, 2007) identify outcomes and processes to describe
it, including: eliciting, understanding and validating the patient’s perspective; understanding the
patient within his or her own psychological and social context; reaching a shared understanding
of the patient’s problem and treatment; and helping a patient share power by offering meaningful
involvement in choices related to health. This chapter will provide an overview of patient-centered
communication as it relates to routine healthcare. Guidelines and suggestions for communicating
in specifically difficult situations are discussed in other chapters, including Chapter 4,
Communicating in Difficult and High Stakes Situations and the chapters in Section 3, Delivering
and Discussing Bad News.

Growing public dissatisfaction with the medical profession has led to significant changes in
both physician training and educational research in communication. These changes include new
communication curricula and defined competencies and milestones, along with a new
understanding of the importance of relationship-centered care. Research suggests that patients
have greater confidence and trust in physicians who practice patient-centered communication
and a greater likelihood of accepting recommendations from them (Saha and Beach, 2011).

These findings have encouraged the development of communication practice guidelines by
advisory boards and regulatory agencies. Empathic, patient-centered communication has been
endorsed by the American Academy of Pediatrics (Levitown, 2008). In 2010, the Joint
Commission (formerly the Joint Commission on Accreditation of Healthcare Organizations)
released standard PC.02.01.21, which requires effective communication with patients when
providing care, treatment, and services. Toward that end, the Interprofessional Education
Collaborative Expert Panel (2011) has developed communication competencies specifically
designed to foster a team approach using patient-centered communication.

Nurses represent the largest cohort of healthcare professionals in the United States. Patient-
centered communication is in harmony with the domains of nursing and is promoted by that
profession. For nurses, communication is a reciprocal process of sending and receiving verbal
and non-verbal messages (Balzer-Riley, 1996). Nursing-specific concerns related to patient-
centered communication include consistent messaging from the healthcare team, especially as it
relates to the nurse’s role as the transmitter or translator of information between physicians and
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patients (Slatore et al., 2012). Pediatric nurses are especially cognizant of their role as patient
advocate and often see themselves as the last line of defense for children and their families when
facing healthcare challenges or inequities (Paniker, 2013). (See Chapter 14, Point of View: the
Pediatric Nurse.)

No consensus guidelines exist for the use of email or social media in patient-physician
communication. Many physicians are hesitant to use email or texting due to patient privacy or
Health Insurance Portability and Accountability Act (HIPAA) concerns. They also have concerns
that the immediacy of these communication modalities may foster patient expectations for
instantaneous communications that are both unrealistic and unsustainable. On the other hand,
some physicians appreciate this rapid form of communication and value their patients’ increased
sense of access to their providers. While the U.S. Department of Health and Human Services
(March, 2015) supports email communications with patients who have consented to receive
unencrypted email, healthcare providers should familiarize themselves with institutional specific
policies governing electronic communications.

The electronic medical record (EMR) is another resource that may enhance patient-centered
communication by helping patients know more about their condition and increase their
participation in their medical care. While most often viewed as a method of communication among
healthcare providers, some physicians have employed methods to use the EMR to enhance
communication during the clinical encounter. Essential to this practice is creating a physical
space that positions the EMR screen so that it is visible to both the patient and physician (White
and Danis, 2013). This is best achieved by facing the screen while sitting side by side with the
patient. Explaining to the patient or parent that you will be typing notes and inviting him or her to
correct any misrepresentations may enhance the encounter through increased patient
collaboration.

Another strategy to enhance patient partnership is to invite the patient or parents to review
longitudinal data for trends that reflect health behaviors (e.g., body weight or Hemoglobin A1C
levels). Although controversial, some physicians invite their patients to enter a note into the EMR
record as a method to increase active involvement (Charon, 2007). This practice can be limited
by many factors, including language barriers, computer literacy and the need for unambiguous
documentation associated with sensitive patient issues (e.g., substance abuse and morbid
obesity). If in a hospital or other healthcare facility, this practice needs to be in accord with
institutional policies and rules.

Essential Elements of Patient-centered Communication

Communicating with children and their parents is a crucial element of a successful medical
encounter. Data indicate that effective communication with the family results in increased
satisfaction and compliance, increased self-efficacy, decreased malpractice claims and, most
importantly, improved patient outcomes (King and Hoppe, 2013; Weiner et al., 2013). Despite
the increased emphasis on physician competency in communication during the past several
years, patients report that many of their informational and emotional needs remain unmet during
encounters with their physicians. In a study by Marvel et al. (1999), experienced physicians
solicited the patient’s complete agenda only 28% of the time. The increased emphasis on
communication skills for physicians has resulted in several models for enhancing patient
outcomes. One well established framework for communication skills is the Kalamazoo
Consensus Statement, developed in 1999 (Makoul, 2001). Twenty-one medical education
leaders and communication experts from the United States and Canada convened and identified
seven evidence-based, essential elements of effective physician-patient communication: 1) build
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the doctor-patient relationship; 2) open the discussion; 3) gather information; 4) understand the
patient’s perspective; 5) share information; 6) reach agreement on problems and plans; and 7)
provide closure.

Research findings suggest that patients strongly desire to be partners in decisions about their
own healthcare (Chewning et al., 2012). To enhance patient outcomes, medical care should also
be responsive to patients’ needs and perspectives. Thus there has been a shift in emphasis from
physician-centered communication to patient-centered communication, with a goal of reaching a
shared understanding of the patient’s problem and its biopsychosocial impact in order to reach a
mutually agreeable treatment plan that is in keeping with the patient’s values. This approach
emphasizes both the patient’s disease and his or her illness experience (Smith, 2002). The
Kalamazoo Consensus Statement outlines four key communication skills for building this type of
therapeutic relationship with a patient or parent:

¢ Establish and maintain a personal connection with the patient
o Elicit the patient’s perspective on his or her chief complaint

e Demonstrate empathy in response to patient cues

e Express a desire to work with the patient towards better health

Essential Elements of Communication from the Parents’ Perspective

As stated above, patients and families should be empowered to express their healthcare
expectations. In 1984, Beckman and Frankel published a landmark study that found the average
length of time given patients to inform the physician of their concerns before the physician
(primarily interns) interrupted was 18 seconds (Beckman and Frankel, 1984). A study with Board-
certified family medicine physicians demonstrated an average of 23 seconds before interruption
(Marvel et al., 1999). Remarkably, in this study, in one out of four visits, the patient’'s concern
was not elicited; in addition a complete patient agenda was obtained less than one third of the
time. Providers with a pre-set amount of time per visit may worry about allowing parents to set
the agenda. However, patients who were allowed to finish stating their concerns averaged only
6 seconds more than those who were interrupted. Eliciting the full patient or family agenda
decreases concerns at the closure of the visit, allowing more time to explore concerns in detail
and gather important data. Marvel et al. (1999) state, “Using a simple opening solicitation, such
as ‘What concerns do you have?’ then asking ‘Anything else?’ repeatedly until a complete agenda
has been identified appears to take 6 seconds longer than interviews in which the patient’s agenda
is interrupted.” It is important to plan the agenda with the patient in the context of time limitations
and prioritize when necessary. “Let's make sure we talk about X and Y. It sounds as if you also
want to make sure we cover Z. If we cannot get to the other concerns, let’s plan to address these
at your next visit.”

Families like information explained in plain, non-medical language. Words that clinicians use
in conversations with colleagues, including the most basic medical terms, may be unfamiliar to
non-medically trained persons. Examples of nhon-medical terms to use include “keep track of”
instead of “monitor” and “have for many years” instead of “chronic.” The Centers for Disease
Control and Prevention (2014) recommend that providers explain risk using numbers rather than
words alone and provide absolute risk (e.g., 1 out of 50). Information should be limited to one to
three key messages as it is easier to remember and patients are more likely to take action when
information is given in small bits relevant to their needs. These key messages should be repeated
often during the visit and reviewed at the close because people learn more effectively when they
hear the information more than once. Patients and parents want providers to explore their
thoughts (ideas, worries, feelings, expectations) about their problems and elicit their input about

59



the treatment plan. Both the parents’ and the child’s emotions should be solicited, acknowledged
and explored. This concern is especially important for adolescent patients (See Chapter 3,
Talking with the Adolescent Patient). A patient-centered approach regards the physician-parent
relationship as a partnership and respects the parent’s and child’s active participation in decision
making.

Sydney J Harris, an editor and columnist with the Chicago Daily News, is quoted as having
said, “The two words information and communication are often used interchangeably, but they
signify quite different things. Information is giving out, communication is getting through.” (Brainy
Quote, 2001) As active partners, patients and families should be encouraged to ask questions.
Rather than asking, “Do you have any questions?” ask instead, “What questions do you have for
me?” or “What is your first question?” Simple one word changes in a sentence can make a big
difference in a patient’s response. For example, asking, “Is there something else you want to
address today?” was significantly more effective in soliciting patient concerns than “Is there
anything else you want to address today?” (See Chapter 1, General Principles of Communicating
with Pediatric Patients and Family Members, section, The Words We Choose.) Also, consider
telling parents that it is all right to bring a friend to the office or clinic visit if they so desire.

In a doctor’s office, parents have multiple responsibilities in addition to receiving information.
Children do not stop acting like children when in the doctor’s office, and thus parents need to
continue to provide guidance and direction. For the worried or crying child, the parent must
console and comfort. For the child who is uncooperative or just a little too curious, the parent
must guide behavior in a desirable direction. For the child with questions, the parent needs to
provide answers, and for the child who is bored, the parent must entertain. The more roles the
parent has to balance at any one time, the more his or her attention is divided. The more a
parent’s attention is divided, the fewer internal resources are available for listening and
understanding in-coming messages, resulting in missed or misunderstood information.

Routinely ask adolescents what concerns they have that have not been addressed. As
participants in patient-centered communication and shared decision making, children and
adolescents are partners with their parents in their own healthcare. When parents or teens ask
guestions or express a concern, be sure to address these concerns purposefully. As healthcare
providers, we speak a foreign language, and it is our job to make sure that parents understand
what has been said. Do not use the phrase, “Do you understand?” You are likely to get a “Yes”
whether or not the individual understands. Instead, utilize the Teach-Back technique (Schillinger
et al., 2003). This allows you to check for understanding and, if necessary, re-teach the
information. This technique creates the opportunity for dialogue in which the physician provides
information and then encourages the patient to respond and confirm understanding before adding
any new information. We must ask the patient to explain or demonstrate understanding in a way
that is not demeaning, for example, “What will you tell your spouse about what we discussed
today?” It is important not to appear rushed, annoyed or bored during these efforts; your affect
and body language should agree with your words. Asking patients to restate what they have been
told is one of 11 top evidence-based patient safety practices (Wachter and McDonald, 2001).

Healthcare providers should assess parental satisfaction, either verbally or with
guestionnaires such as The Four Habits Patient Questionnaire or the Patient Perception of
Patient-Centeredness Questionnaire (Rider and Nawotniak, 2010). All members of the team
should practice reflection during and after actions related to communication skills. One option is
to ask patients and parents, “How can | improve my skills in talking with you and your family?”
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Essential Elements of Communication from the Child’s or Adolescent’s
Perspective

Researchers analyzed video-recorded clinical encounters between pediatricians and their
patients ages 2 to 14 and found that children were rarely given the opportunity to state the nature
of the problems that brought them to the clinic (Stivers, 2001). The following statement, found on
a bench in a teaching clinic, is a testament to the importance of talking to the child: “I think you
should ask the patient what’s wrong with him or her, not the parent. The parent is not sick. The
kid is sick. He knows more of himself than anyone else understands. A patient. Thanks. Karen.”
(Kennell, as cited in Dixon and Stein, 2006) A 15-year-old adolescent, shares her perspective on
being in the hospital and what patient-centered communication means to her in the YouTube
video entitled “I am a patient — and | need to be heard!” (Gleason, 2001) These two examples
illustrate the importance of the child’s or adolescent’s voice in the clinical encounter. Sydnor-
Greenberg and Dokken (2001) interviewed children ages 4 to 17 years with both acute and
chronic conditions to explore their preferences in the way healthcare providers communicate with
them. These researchers categorized the children’s responses into the following framework they
call the CLEAR communication model:

Context — seeing the child as more than someone with a medical issue. Children wished their
doctors would ask them about their school, friends and activities. Older adolescents suggested
that providers ask more personal questions.

Listening — allowing children to speak without being interrupted and not making comments that
demonstrate disapproval or surprise. Children did not want their fears trivialized even if they
seemed like minor problems to the doctor or the parent. They also wanted to be supported and
shown empathy for crying or getting angry during a painful procedure, instead of being made to
feel foolish.

Empowerment — explaining in developmentally appropriate terms what is being done and why.
Children, particularly those with chronic illnesses, want information conveyed directly to them.
They do not want doctors to talk about them as if they were not in the room.

Advice and Reassurance — counseling on how to manage one’s illness and reassurance, if
appropriate, that the child is normal or is doing a good job managing his or her symptoms. This
aspect was less important to the children than were context, listening and empowerment.

Best Practices for Patient-Centered Communication

King and Hoppe (2013) have synthesized the literature on best practices for patient-centered
communication and created an amalgam of specific skills for all healthcare providers. These skills
employ six functions of the medical interview and require eliciting the patient’s story of illness
while guiding the interview through a process of diagnostic reasoning. It also requires awareness
that the ideas, feelings and values of both the patient and the physician influence the relationship.
The remainder of this chapter uses these six functions of the medical interview as a framework
for communication skills:

e Fostering the relationship

¢ Gathering information

e Sharing information

e Decision making

¢ Enabling disease- and treatment-related behavior
¢ Responding to emotions
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Fostering the Relationship

A strong, therapeutic and effective relationship is essential to patient-centered
communication. A patient-centered approach regards the physician-parent relationship as a
partnership and respects the parent’s and child’s active participation in decision making. The
fundamental communication task is to build this type of relationship starting at the beginning of
the encounter. Amer and Fischer (2009) describe expectations from a parental perspective. Of
the parents surveyed, 83% reported they would like the doctor to shake hands, 87% would like
the physician to address them by name: 53% by last name, 13%, by first name and 21% by both
first and last name. They did not want to be called “Mom” or “Dad.” All of the parents wanted the
physicians to introduce themselves, and most of the parents wanted the physicians to introduce
themselves by their last names. When interviewing adolescents, pre-teenagers or grade school
children, introduce yourself to the child first to make clear that he or she is the priority. You may
then try having the child introduce the other people in the room. Table 1 lists other specific
methods to establish rapport with children (Deering and Cody, 2002).

Table 1. Suggestions for Establishing and Maintaining Communication with Children
and Adolescents

Establishing rapport

Show interest in the child or adolescent by talking about non-medical topics such as
school, games and sports and asking about his or her interests.

Mention things to show that you are familiar with the patient and family, as well as with
their medical issues.

A smile can go a long way in establishing rapport.

A white coat can be intimidating and scary for a young child; consider not wearing a coat
or wearing a coat of a different color.

Maintaining rapport

Be calm, gentle and respectful.

Convey that you are not in a hurry: sit, assume an open, relaxed posture and do not look
at your watch or the door.

Use a normal tone of voice and rate of speech.

Use developmentally appropriate language to share your thoughts and observations with
the child (e.g., “It can be scary when you have to stay in the hospital and don’t know
when you will get to go home.”).

Keeping the child in the conversation

Allow older children or adolescents to tell their own stories first and give them the last
word in the conversation. For children who are initially hesitant in responding, ask them
to tell you in their own words what is wrong after establishing the chief complaint from the
parent.

Allow children and adolescents to express their opinions and feelings. Facilitate this with
guestions.

Do not jump to conclusions about or trivialize a child’s or adolescent’s perspective or
concern. What may not seem like a problem to you may be an important issue for the
child.

When appropriate, allow choices during the interview and examination (e.g., “Would you
like to sit on your mother’s lap or on the table?” or “Which ear would you like me to look
in first, the left or right one?”)

Table continued on next page
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Maintaining a supportive environment

For the child who may have difficulty understanding the spoken word (e.g., a child with
autism or with a hearing deficiency), pictures of children participating in the various
components of the exam can be extremely helpful and decrease anxiety.

Do not allow other family members to speak unfavorably about the child or adolescent in
your presence; this sets a poor example, embarrasses the child and undermines trust.
Be careful of your own words, as they can be very powerful. Do not use words like fat or
lazy.

Share positive affirmations and celebrate successes with the child or adolescent (e.g., ‘I
am so proud of your food choices.”).

Gathering information

As disease and illness are intertwined, the patient-centered clinical method seeks both a
diagnosis and an understanding of the child’s and the parent’'s experiences of illness. The
pediatric interview encompasses the notion of the dual patient. The child and the parent are the
patient, both as individuals and as an interactional unit. When gathering information, the
healthcare provider should try to understand the patient’s and the parent’s goals in seeking care.
“How were you hoping | could help you today?” Additionally, the provider should elicit a full
description of the major reasons for the visit from both a biologic and psychosocial perspective.
Patient-centered care includes exploring dimensions of illness (e.g., feelings, ideas, impact on
the family’s function and expectations) as well as understanding the whole child (e.g., life history,
family dynamics, social supports, culture, community and relationship with others integral to the
child’s day-to-day life). In order to do this, the provider must elicit the patient’s full set of concerns
through the use of open-ended questions.

In cross-cultural care, patient-centered communication can be facilitated using targeted
guestions developed by Kleinman and associates and described in the book, Explanatory Model
of lllness (Hark and DelLisser, 2009). The intent of this communication is to elicit patients’ social,
cultural and personal understanding of their illnesses and treatment goals. This information can
clarify the patient’s values and priorities and help guide the physician in educating the patient.
Questions that may be helpful are: “What do you think might be causing this problem?” or “What
concerns you most about this problem?” Sometimes a more direct statement may be needed,
such as, “I have families who tell me that when their child has these symptoms, they are most
afraid that it may be cancer. Is that something you are worried about, or is there something else
that you are concerned about?” Parents may have a hidden agenda for the clinical encounter.
In a study of 370 office visits by Bass and Cohen (1982), 34% of parents expressed a fear not
verbalized initially that appeared to worry them about a more serious condition than the provider
would have anticipated based on the initially stated reason for the visit. If when asked about his
or her concerns, a parent responded with a physical complaint, the researchers asked if there
was anything special about the complaint (e.g., fever, cold or infection) that was causing concern.
Once these concerns were expressed, the provider had an opportunity to put the symptom in
perspective and act upon the concern(s). It also can be helpful to ask about what others in the
family think might be causing the problem. In particular, asking about what a parent (or
grandparent) who is not present thinks can be extremely helpful. Another targeted question to
ask during the information gathering phase of the interview is, “What kind of treatment do you
think you should receive?” Eliciting expectations at the beginning of the interview can help
prepare the physician for partnering with the patient during decisions on management.
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In patient-centered communication it is imperative that the provider elicit from the parents and
from the child (when developmentally appropriate), their perspectives on the problem or iliness.
Children and adolescents may not be able to adequately express symptoms or emotions verbally.
The use of drawings can be helpful in understanding how a problem or illness affects the child.
Children can be asked to draw pictures of themselves or their families. Ask the child to explain
what the different components of the drawing mean. When inquiring about drawings depicting
family dynamics, ask the child and the parent what they think about the picture. Patient drawings
have been used in a variety of situations and can be very insightful. Drawing allows a child to
express his or her fears and can be used to assess how a child may be coping with a serious
illness (Gallo, 2001). Other forms of artistic expression, such as poetry, narratives and videos
created by the patient can be used to gain information. For example, a 9-year-old patient, rather
than directly asking her orthopedic surgeon this very concerning question, gave the following note
to her mother: “Ask him how my breasts are going to fit or grow with my brace? How am | going
to wear a bra?” (Dixon and Stein, 2006).

Providers should spend at least as much time listening as talking. Start the conversation by
letting the patient or family member talk to you and try not to interrupt the speaker’s narrative.
Questions such as, “How has the iliness affected your daily activities?” can provide context and
perspective. The explanatory model of a parent or child may be different from the provider’s
assumptions. Knowledge about and respect for the beliefs, attitudes and cultural lifestyle of
children and their families can yield important information and enhance the therapeutic alliance.
For example, when addressing the issue of encopresis in a school aged child, the provider needs
to understand the issues associated with toileting practices during the school day. If a child is
being bullied when he or she goes to the bathroom, this issue needs to be addressed before
medical management can begin. The provider should explore the full effect of the illness on the
child’s or adolescent’s life. For an obese adolescent male, weight loss may not be his main goal
if he is the starting lineman for his high school football team. Adolescents should be interviewed
separate from the parent to encourage autonomy and promote communication. Always give
adolescents the opportunity to talk with you privately.

When eliciting perspectives from the patient or family, the provider should use active listening
techniques, such as Invite, Listen and Summarize, which allow opinions and feelings to be heard
and validate that the speaker has been understood (Boyle et al., 2005). (See Chapter 1, General
Principles of Communicating with Pediatric Patients and Family Members, section, The ILS
Model) By sensitively communicating with the child, the provider models for the parents the art
of listening to and respecting the views of their children. The benefit of this process is not limited
to the comprehension of statements and emotions. The child or adolescent is now primed to
become an active participant in a behavior plan. Active listening helps providers avoid
approaching already contentious situations through conflict and allows all participants to be a part
of the discussion. Ideally, this approach impacts behaviors, particularly in the short term, and
also affects a child’s or adolescent’s self-concept and self-esteem long term.

A simple and effective tool to facilitate patient-centered communication is a structured note
pad. Farberg et al. (2013) created Dear Doctor notes that were designed to prompt patient
guestions. This low-cost tool includes sample questions and informational prompts to facilitate
communication. The pre-printed form includes the following three questions: 1) What is the
reason for my hospitalization? 2) What tests are planned for me today? and 3) What medications
will I be on? Patients can also check the box, “I have a few more questions,” and write their own
questions. Dear Doctor Notes prompt patients to ask questions very similar to the “Ask Me Three”
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initiative by the National Patient Safety Foundation: 1) What is my main problem? 2) What do |
need to do? 3) Why is it important for me to do this? (National Patient Safety Foundation, 2014).
This simple tool improved patients’ satisfaction with physician communication

Sharing Information

Approximately 25 million adults (8.7% of the U.S. population) have limited English proficiency
(U.S. Census Bureau, 2011). However, half of all Americans may be at risk for medical
misunderstandings, and this risk is increasing due to the increased use of written communication
for instructions and the increased complexity of the healthcare system, including the burgeoning
number of medications, treatments and tests available and the growing requirements for self-
care.

The poet William Butler Yeats advised, “Think like a wise man but communicate in the
language of the people.” (William Butler Yeats Quotes, 2001) Other chapters in this book
(Chapter 1, General Principles of Communicating with Pediatric Patients and Family Members
and Chapter 27, Using Communication to Improve Patient Adherence) describe communication
techniques that can maximize patient and parental understanding and adherence to therapy.
While the provider should estimate the health literacy level of the parent and child, it is best to
underestimate the literacy level, and it is a safe rule to talk to the family in language that the child,
who is likely listening even if he or she does not appear to be, can understand. When
communicating with a school aged child, it is important to know how he or she perceives the
situation before explaining it. A simple question such as, “Why do you think you are here today?”
may reveal surprising misconceptions. Healthcare providers should give uncomplicated
explanations and instructions and pause after giving information to allow the child and family to
absorb what they have been told. The clinician should frame the diagnosis and other relevant
information in ways that reflect the patient’s initial presentation of concerns. Explain the nature
of the problem and the approach to diagnosis and treatment, including the rationale for tests and
treatments. When parents or children ask questions or express concerns, address these directly.
The Joint Commission report, Advancing effective communication, cultural competence, and
patient-and family-centered care: A roadmap for hospitals, (2010) states that providers should
identify the parent’s preferred language for discussing healthcare issues. Children or adolescents
should never be used as interpreters for parents, as this has the potential for miscommunication
that may impact family dynamics as well as patient care. When using an interpreter, ask the
person to comment on his or her interpretation of nonverbal elements, the fullness of the parent’s
or child’s understanding and any culturally sensitive items. The 2001 Health Care Quality Survey
of the Commonwealth Fund found that African Americans, Hispanics and other minorities reported
higher rates of difficulties in communicating with their physicians (Collins et al., 2001).
Communication issues can arise in race or culture discordant visits and may lead to lower
satisfaction with the visit as well as poorer adherence to treatment plans (See Chapter 28,
Communicating across Cultural Differences). Details regarding the family’s preferred method of
receiving information should be shared with all members of the healthcare team.

As healthcare providers who share information with patients and family, we should seek to
understand their informational needs. Parental readiness to hear information is key. In a study
to assess parental preferences in communicating about developmental delays, most parents
preferred that the provider use non-alarmist wording, maintain optimism and acknowledge that
the child’s development might not be delayed (Sices et al., 2009). However, some parents
favored a more direct, yet gentle, approach and emphasized the importance of not sugar-coating
the information. The parents in this study recommended providing them with information
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regarding what they could do, possible next steps for further evaluation and a plan to follow-up
with the provider within a short time. Section 3 of this book outlines delivering and discussing bad
news in detail. Time constraints, volume and complexity of information, unexpected or bad news
and divided attention all may affect comprehension. Verbal discussion alone may not be enough.
Methods such as audiovisual aids, written information and audio or video recordings can serve to
reinforce verbal information.  Family preferences regarding these types of additional
communication methods should be sought. A study of women with breast cancer reported that
despite all the informational resources available to providers, at follow-up, 66% of patients felt
their informational needs had not been met (Luker et al., 1996)

Social media are changing how families interact with the healthcare system. Social media
have become drivers to more patient-centered care by empowering families to seek out
information, by providing support networks and by creating mechanisms for real time information
and instantaneous feedback. A YouTube documentary entitled, “Health I.T. — Advancing Care,
Empowering Patients” features a general practitioner who, rather than only seeing patients in the
office, texts, sends instant messages and video chats with patients as much as possible. (Hopper,
2012). While families still appreciate contact with their providers by the established technology
of the telephone, one study found that most patients with access to electronic mail want to
communicate with their physicians via the Internet (Kleiner et al., 2002). Many patients feel that
increased access to their healthcare providers by the Internet builds a closer relationship and
stronger therapeutic bond with the healthcare team. Patient privacy and data security concerns,
as well as institutional policies, should be addressed before social media are utilized to interact
with patients and families.

Sharing Decision Making

Involving children and their parents in healthcare decisions can make significant and long-
lasting differences in outcomes. Approaches to decision making span the spectrum from dictated
by the physician (paternalistic) to completely determined by the patient or parent (consumerist
model) (Greenfield, 2001). Between these two extremes is the patient-centered collaborative
approach of shared decision making. Barry and Edgman-Levitan (2012) state that the most
important attribute of patient-centered care is the active engagement of patients in the decision
making process. A systematic review of 115 studies revealed that the majority of respondents
preferred sharing decision roles in 50% of studies prior to the year 2000 and in 71% of studies
from the years 2000 to 2011. (Chewning et al., 2011). Not all patients or parents want to be
involved in decision making so providers need to establish or review each parent’s preference for
his or her role in decision making. Conflict may exist between the parent(s) and the adolescent
patient regarding the adolescent’s role in the decision making process or the adolescent’s values
and preferences. (See Chapter 3. Talking with the Adolescent Patient and Chapter 6, Ethical
Considerations in Communicating with or about a Child).

Sharing information also includes discussing options that are consistent with the child’s and
family’s lifestyle, cultural values and beliefs. Questions such as “What matters to you?” will help
elicit these preferences. In shared decision making, all parties share information. The clinician
outlines treatment options and their risks and benefits in an unbiased way, while exploring the
family’s understanding of these options. Providers need to respect alternative healing practices
and faith based practices. Providers need to help the parents understand the importance of the
family’s opinion in making decisions that will ultimately affect the child. It is vital that these
discussions be focused on what is best for the child. Children, when involved in treatment
decisions, should only be given choices that are acceptable to the parents and provider.
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Sometimes, however, a child will make a choice that neither the parents nor the provider endorses
(e.g., a youngster with diabetes who refuses dietary control). The provider and parent cannot
accept this choice of action and should explain why and then work with the child, to direct him or
her to a safer action plan.

Shared decision making is especially important in situations in which there is insufficient
evidence or where there is no single, clearly best option. Decisions in such situations are
sometimes called preference-sensitive decisions. When applicable, condition-specific decision
aids that complement counseling, facilitate shared decision making and improve patient decision
guality should be provided. Decision aids are tools that augment patient-parent-clinician
communication to ensure that: all participants receive standardized information on the risks and
benefits of medically reasonable options in plain language; preferences are elicited about
important trade-offs among the various options; and the option that is selected is congruent with
the family’s preferences. Decision aids can be particularly beneficial for options involving
technology, treatment of disorders of sexual development and treatment for attention deficit
hyperactivity disorder. Examples of decision aids can be found at the websites of the James M.
Anderson Center for Health Systems Excellence at Cincinnati Children’s Hospital (1999) and of
the Ottawa Hospital Research Institute (2014). Agreement should be reached among the patient,
the parent and the provider, and a collaborative action plan should be outlined. Follow-up plans
should then be discussed, as well as plans for dealing with unexpected outcomes.

Enabling Disease- and Treatment-related Behaviors

After a collaborative action plan has been developed, the provider should assess the child’s
and family’s interest in and capacity for self-management, which includes assessing the patient’s
and parent’s readiness to change health behaviors. The Transtheoretical model (aka Stages of
Change Model) was first described in 1983 (Prochaska and DiClemente, 1983). In this model,
the provider identifies where the patient and his or her parents are along a continuum of readiness
to change behavior. To facilitate change, the provider should match counseling strategies to
readiness. Readiness should be viewed as a fluctuating product of interpersonal interaction and
not a static personality trait. One technique that is particularly effective for those who are in the
precontemplative stage (i.e., not yet wanting to make a change) is the technique of motivational
interviewing (Gold and Kokotailo, 2007). This method of effecting behavioral change is based on
the foundation of collaboration, evocation and autonomy. The core communication strategies of
motivational interviewing are: express empathy; develop a discrepancy (recognizing
inconsistencies between current status or behavior of the patient (or parent) and goals and
values); roll with resistance; and support self-efficacy (Gold and Kokotailo, 2007). Motivational
Interviewing uses open-ended questions and reflective listening to facilitate a conversation about
behavior change. Some specific techniques that can be helpful to motivate change are:

o Elicit-Provide-Elicit (aka Ask-Tell-Ask): ask the patient and parent what he or she knows about
the behavior change, then ask for permission to provide information or advice and, finally, ask
about their reactions to what was said.

¢ Decisional Balance: inquire about the positive and not so positive aspects of changing the
specific behavior. If the patient is pre-contemplative, then ask about the pros and cons of not
doing anything. Summarize the responses and open a dialogue to talk about the change. Strive
for a commitment.

¢ Importance and Confidence Rulers: these are visual aids on a scale of 1-10 (least important or
least confident to most important or most confident) by which the provider can gain an
understanding of where to focus his or her efforts (importance or confidence).
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o FRAMES: this is an acronym for: Feedback, Responsibility (emphasize personal choice),
Advice (recommend change), Menu (present alternative strategies), Empathy, Self-Efficacy
(reinforce hope and optimism) (Miller and Sanchez, 1994).
¢ Behavior Change Plan: this is a written document describing the changes the patient would like
to make, specific objectives (realistic and measurable) needed to effect the change, and
resources to help make the change and solutions to barriers. The plan does not have to be a
commitment to do something; it can be a commitment to think about the issues, to talk with others
or to get more information to help make a decision (Gold & Kokotailo, 2007).

The physician should provide advice on strategies for successful coping skills and assist the
family in navigating the healthcare system. The family and physician should assist the child to
optimize autonomy and self-management while building self-efficacy.

Responding to Emotions

Providers should facilitate and acknowledge the parent’s or child’s expression of emotional
consequences of illness. Express empathy, sympathy and reassurance. Look for opportunities
to use brief empathic comments such as, “You look really worried. Can you share what you are
feeling?” School aged children tend to respond better to third person conversational prompts
such as, “Some children are scared when they hear that they have to go to the hospital.” Another
helpful technigue to help children reveal their feelings is to ask what they would wish for if granted
three wishes. Once stated, a clear attempt should be made to explore feelings by identifying and
labeling them. Clinicians should make comments clearly indicating acceptance and validation of
these feelings (e.g., “l can see how that would worry you.” or “l would feel the same way.”). Assess
psychological distress and provide help in dealing with emotions as necessary. Nonverbal
behaviors that express great interest, concern and connection (e.g., eye contact, soothing tone
of voice and open body orientation) should be displayed throughout the interaction. The NURSE
mnemonic is useful for addressing emotions (Back et al., 2008).

Naming, labeling: “You sound sad.”

Understanding, legitimizing: “I can understand your being upset. Most people would be.”
Respecting, praising: “You have been very resourceful. That’s great.”

Supporting, establishing partnership: “I am here to help you however | can.”

Explore: “How would you like us to proceed?”

Conclusion

Patient-centered communication is central to creating a healing relationship with patients and
their families. This chapter provides the clinician with an overview of current recommendations,
resources and practice tips for enhancing patient-centered communication. We endorse that all
healthcare providers use patient-centered care and patient-centered communication so as to:
include patients and their families in the patients’ care and in decision making; enhance patient
adherence; and improve patient outcomes. Ongoing research is needed to continue our
understanding of the processes and outcomes of patient-centered communication as new
technologies and healthcare delivery systems emerge.
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Overview

Pediatricians have a professional responsibility to effectively communicate with their patients
and their patients’ parents or legal guardians. The purpose of this chapter is to provide a practical,
ethically justified and clinically comprehensive guide for pediatricians to consider when
communicating with children and their parents or guardians. Appropriate verbal as well as non-
verbal communication is absolutely essential in establishing and maintaining the physician-patient
relationship. Documentation (electronic or written) reflective of that communication should be
transcribed in a timely manner and be easily accessible.

Communicating Information

In past years the concept of appropriate communication consisted of a dyadic dialogue
between the physician and the parent(s). Children, regardless of age, rarely were included or
even asked to become involved in a conversation regarding their health or illness (Leikin, 1983).
During the past 15 to 20 years, the involvement of children and adolescents in decision making
and management of their healthcare issues has become more commonplace (Lantos, 2015). This
form of triadic communication involving the physician, the parent(s), and the patient, however,
has not always been ideal. (Garth et al., 2009).

In the past many parents believed that informing the child or adolescent of his or her disease,
condition, prognosis or management was not in that patient’s best interest. Even now, some
parents hold this belief, and some professionals maintain that the decision of parents to withhold
what they consider to be harmful information can be justified (Lantos, 1996). However, studies
have shown that children often know and understand more than what others assume they know
and understand and that they want to be informed with regard to their health status. (Committee
on Bioethics, 1995; Levetown, 2008)

Ethical Framework

The healthcare of children is governed by two fundamental concepts of pediatric ethics: 1) the
best interests of the child standard and 2) pediatric assent. Both concepts generate the ethical
obligations of pediatricians and parents to the child who is a patient.

Best Interest of the Child Standard

The biomedical interests of a pediatric patient are identified on the basis of expert clinical
judgment, which cannot be rendered by parents who are laypersons.

Pediatricians should exercise their professional integrity in making deliberative clinical
judgments about the biomedical interests of their patients. They should first distinguish
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technologically feasible from non-feasible clinical interventions. The pediatrician should then
distinguish among the technologically feasible interventions those that are medically reasonable
and beneficence-based. Is the technologically feasible intervention reliably expected to result in
net clinical benefit for the patient? Clinical benefits to be assessed are prevention of mortality as
well as prevention of both disease-related and iatrogenic morbidity, pain, distress, suffering,
diminished functional status and reduced quality of life. The last item includes the patient's ability
to engage in and derive satisfaction from the life tasks he or she values. By their very nature,
quality-of-life considerations do not apply to infants or children whose neurologic condition
precludes experiencing life tasks (i.e., children who have irreversibly lost the capacity to interact
with the environment). It must be acknowledged, however, that it can be difficult to decide if a
neurologically impaired child can interact; parents are often convinced that the child recognizes
them and reacts although they are unable to demonstrate this convincingly to the medical
provider. Also, this does not mean that these children are not entitled to ordinary medical and
comfort care, even as decisions regarding interventions or withdrawal of life-sustaining measures
are being considered.

When the evidence base for clinical judgment about the biomedical interests of the patient is
strong, the pediatrician should be directive by making a recommendation. When the evidence
base is weak, the pediatrician should be non-directive by offering, but not recommending, options
from among medically reasonable alternatives. In such cases, shared decision making becomes
the appropriate approach. (See Chapter 5, Patient Centered Communication and Decision
Sharing.)

Pediatric Assent

The American Academy of Pediatrics (AAP) adopted the ethical concept of pediatric assent
in 1995: “Patients should participate in decision making commensurate with their development;
they should provide assent to care whenever possible. Parents and physicians should not
exclude children and adolescents from decision making without persuasive reasons.” (Committee
on Bioethics, 1995) The AAP identified four elements of pediatric assent: 1) help the patient
achieve a developmentally appropriate awareness of the nature of his or her condition; 2) tell the
patient what to expect with treatment; 3) make a clinical assessment of the patient’s
understanding and the possible factors influencing how he or she is responding; and 4) solicit
from the patient an expression of his or her willingness to accept the proposed care.

Older children, especially adolescents with chronic diseases, may be as capable as adults in
exercising the capacities of decision making (e.g., absorbing, understanding and recalling
information provided; assessing consequences in terms of one’s values and beliefs; and
explaining preferences on the basis of understanding). Ethically, the more adult-like the decision
making capacity of the patient, the more prominent should be the patient’s decision making role.

Not knowing their conditions or what efforts are being made in terms of appropriate correction
or stabilization is not good for patients who have any capacity for understanding. Keeping them
in the dark may increase anxiety and may decrease willingness to cooperate in care, especially if
that care creates pain, distress or suffering. Also, modern pediatric care is delivered by teams of
providers, not all of whom may be aware that the child is to be kept uninformed, or if aware, may
be unwilling to participate in what they may quite reasonably judge to be a conspiracy of silence.

In addition, the child may learn about his or her condition through conversations with others or
by simple deduction and have no biopsychosocial supports in place. This subterfuge is
antithetical to the best interests of the child standard. Organizational policy therefore is crucial.
In hospital settings, pediatricians should support the development and implementation of
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organizational policy based on the AAP statement (Committee on Bioethics, 1995), avoiding a
case-by-case approach and uncontrolled variation.

Complexities of Pediatric Assent

Within the 1995 AAP statement, the phrases “...whenever possible...” and “...should not
exclude children and adolescents from decision making without persuasive reasons...” indicate
an acknowledgement that establishing the best interest in terms of disclosure to a child can, in
some cases, be complex. This complexity can be manifest in ethical challenges for individual
providers and teams that, in turn, complicate communication with the patient and family.
Addressing these challenges, particularly when the life and well-being of a child hangs in the
balance, requires disciplined reasoning, as well as a clear understanding that a number of factors
have the potential to impinge upon and unduly influence ethical reasoning.

These factors are rooted in good faith efforts of providers to respect parents, engage in shared
decision making and demonstrate compassion for the substantial burdens families may face.
Pediatricians understand that the parents are crucial supports for the patient and should remain
partners in any treatment plan. Healthcare providers are concerned about provoking conflicts
with parents that can disrupt trust and the therapeutic alliance essential to good patient care. The
legal status of parents, rather than children, as decision makers also can make it difficult to draw
the line as to where provider authority should over-ride parental wishes. Providers know that
parents have to confront the continuing responsibility (and guilt, justified or not) with regard to
decisions made and the outcomes for their child. Respect for the parents’ role and a concern for
the entire family can make it difficult for pediatricians to maintain a clear focus as to their primary
responsibility (i.e., the child). A significant related factor that the pediatrician may also have to
examine and manage carefully is a difference in his or her cultural beliefs from those of the
patient’s family.

General Principles of Communication with Patients and Families

Many disciplines within the field of medicine are crucial to pediatric care, but the family usually,
and appropriately, sees the primary pediatrician as leader of the healthcare team. Although the
amount and type of information communicated must be paced according to what the patient and
family can absorb, it is important that the pediatrician provide clinically relevant information about
diagnosis, prognosis and plan as early as possible.

Preparation
Before talking with the family, the provider should review all that is currently known about the

patient’s circumstances and then pause to reflect on the implications of the particular illness and
treatment. Consider how the illness may have emerged, current symptoms, upcoming
procedures and possible long-term effects. Imagine what it might be like from the patient’s and
family’s perspectives. Depending on the amount of experience with particular situations and the
degree of personal attachment the provider has developed with the patient and family, it is normal
for providers to feel a mixture of emotions (e.g., sadness and fear) when a positive picture takes
a turn for the worse. It helps to acknowledge these feelings in advance and to take time to process
them (perhaps with the help of colleagues) and to reorient oneself to the purpose and importance
of his or her professional role with the patient and family. It is appropriate for the provider to show
the family that he or she cares, but patients and families need their providers to display a calm
demeanor and the ability to lead them through threatening and often tragic circumstances.

Talking with Parents
In potentially difficult situations, such as when disclosing a very serious diagnosis, if possible,
74




the pediatrician should talk first with the parents, explaining the physician’s role and that he or
she will be talking with the child about the illness and the next steps in treatment. The physician
should ask what the patient already knows, including what the parents have told him or her. Itis
important to know what is most challenging for the patient at this time (e.g., pain or fear) and how
the patient, as well as the parents, is coping. If possible, an assessment of the social dynamics
inside and outside the family should be ascertained. These factors could have an impact on
decision making and coping abilities.

Parents should be told that providing the patient important information about his or her condition
helps him or her to understand and cope with the situation and builds trust in both the team and
the parents. Parents should be asked what information and support they believe the patient would
want at this time. Even though the parents might not be correct in their assessment, it is important
to know their perspective.

The pediatrician should explore and address all parental concerns about the upcoming
discussion, addressing in particular terms parents are hesitant to use, e.g., “cancer”. Parents are
rarely resistant to disclosing information to their children if their concerns are understood and
reasonably addressed by the pediatrician in an empathic yet firm manner, prospectively and over
time. An effort should be made to ascertain what role the parents wish to play in explaining to the
patient the diagnosis, prognosis and treatment plans. Reasonable parental preferences as to the
manner of informing the patient should be taken into consideration.

Talking with the Patient

The pediatrician should introduce himself or herself and explain his or her role. The patient
should know that the pediatrician is there to help him or her understand what is happening (e.g.,
why he or she is in the hospital) and what plan has been made to address the health problem. The
physician should make an effort to establish a personal connection to the patient (e.g., common
interests, likes and dislikes). The provider's body language should be receptive and non-
threatening (e.g., sitting by the patient's bedside rather than standing; looking at rather than down
at the patient). Patients should be asked to explain what they know about their conditions, what
is being done and what concerns or questions they have.

It should not be assumed that the age of the patient is an indicator of cognitive ability or
emotional coping capacity. During the interaction, the clinician should listen carefully to the quality
of the patient’s vocabulary and reasoning. Attention should be devoted to signs of anxiety and
fear (e.g., lack of response to simple questions or tearfulness) indicating a possible level of
distress that could impair the patient’s willingness or ability to engage in a discussion or absorb
relevant information. Should the patient appear to have difficulty understanding the information,
the provider should acknowledge this and, if indicated, rephrase the information and reduce the
speed and complexity of the communication.

Use of straight forward, simple explanations of diagnosis and treatment should be based upon
a determination of the patient's vocabulary and reasoning ability. It can be helpful to ask the
patient to explain his or her understanding of the illness. Reinforce what is correct and correct
what is misunderstood. A shift to more concrete forms of communication (e.g., drawings) may be
useful.

If patients are not interactive, it may be helpful to inform them that they can take an active role
in the situation by asking questions and stating their preferences for what and how much
information they want. Sometimes, however, children are not ready to process such
information. If a patient somehow indicates that he or she is unable or unwilling to participate in
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the discussion at the time, it is best to end the interaction on a cordial and supportive note. Plans
for a follow-up visit should be made.

Case Scenarios: Potential Conflicts for the Healthcare Provider
Ethical Challenge Involving Physician and Child
Case 1: a 7-year-old child was diagnosed with viral myocarditis 3 months ago. Clinical and

diagnostic studies reveal evidence of significant cardiomyopathy and potential end-stage cardiac
disease.

Question 1: what is the ethical basis and scope of the pediatrician’s professional responsibility in
communicating some or all of this information to the child?

Answer: best interest of the child standard
Question 2: what rights should be extended to this child?

Answer: according to the concept of pediatric assent, the child has the right to be informed in a
developmentally appropriate manner regarding the diagnosis, plan of treatment or non-treatment
and prognosis.

Advice for Implementation
The following advice assumes that the patient and family are well known to the provider and
that both the child and family have been informed about the diagnosis and treatment plan.

Talking with the Parents

Providers should be generally optimistic but also should be sure that the parents are aware
that the chance of survival is significantly less that 100%. If parents are not informed of the
potential for a life-threatening turn in the disease, they can justifiably feel misled and lose trust in
the providers.

Talking with the Patient

By this time, the child should have been informed about the general diagnosis and the
treatments to date. Given that current information suggests a high risk of mortality, it should be
explained that the medications (treatments) so far are not doing the job. If other treatment options
are available, those should be described (what would be entailed and how it might be beneficial).
In general, discussion of the possibility of death with a child of this age should not be initiated by
the provider until there is more definitive information. The child however is encouraged to ask
any questions including questions about prognosis. If the child asks if he or she will die, the
physician’s response might be, “We don’t know, but we hope that the medicines will work.” The
next steps in discussion should be determined by the child’s concerns. Most children prefer to
hear about what more can be done. If a child expresses concerns about death or the process of
dying, the provider should explore these concerns openly and provide appropriate support. The
physician’s willingness to explore these concerns gives the strongest signal to the child that he or
she will not face his or her fears alone.

Ethical Challenge Involving Physician and Adolescent

Case 2: patient is a 14-year-old adolescent with relapsing cancer who refuses a phase 1 trial of
chemotherapy after standard therapeutic efforts have been unsuccessful. He expresses a desire to
use alternative approaches to treatment.

Question 1: what is the limitation of adhering to the child’s wishes?
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Answer: if this patient prefers a reasonable alternative, then serious consideration should be given
to the request. However, professional integrity limits the patient’s preferences for treatment or
non-treatment when those preferences are not compatible with the best interest of the patient, as
determined by the physician.

Question 2: at what age and under what circumstances is a child legally eligible to give consent
or refuse treatment?

Answer: in all cases, the pediatrician must conform to federal and state law as well to as
organizational policy about the rights of minor children to give consent or refuse treatment.
Assuming that this situation is occurring in a hospital or other organizational setting (not in the
free-standing office of an oncologist or pediatrician), if the organizational policy is unclear or
incomplete, the physician should consult with a risk management committee. Inthe case of phase
1 trials in which there is no guarantee of therapeutic effect, a child of any age should have the
right to refuse participation. The parents’ wishes in this matter should also be taken into
consideration.

Advice for Implementation
Talking with the Parents

Explore parental interests and concerns about the patient’s desires to pursue alternative
treatments. If the alternative approaches present no significant health risks, then the task would
be to help the parents understand and support the patient’s choice. However, if the alternative
approaches pose significant risk, then the task would be to engage the parents’ help in explaining
these risks to the patient and dissuading him or her from seeking this alternative.

Talking with the Patient

Explore the patients’ reasoning for pursuing the particular alternative approaches and ensure
that the basis of the preference is consistent with available scientific knowledge and evidence. If
there is no significant risk posed by the request, then the provider should support the patient’s
choice. If there is a significant risk, then the physician is obligated to make an effort to convince
the patient otherwise and to assist in pursuing a better alternative. If the patient’s reasoning
appears to be completely driven by fear or other emotional factors, referral to a mental health
professional may be helpful.

Ethical Challenges between Physician and Parent(s)

Case 3: a 13-year-old girl, accompanied by her mother, is in the pediatrician’s office for a pre-
sports physical examination and overall check-up, as well as to receive recommended routine
immunizations for her age. The mother relates that she wants her daughter to receive the
meningococcal and Tdap vaccines, but not the human papillomavirus (HPV) vaccine.

Question: What course of action should a physician pursue when a parent refuses recommended
preventive care for his or her child?

Answer: The best interests of the child standard in pediatrics ethically obligates parents to
authorize clinical management that is reliably expected in deliberative clinical judgment to protect
the life and health of the child. However, if preventative care is not necessary to immediately
protect the life or health of the child (e.g., HPV vaccine), the law permits discretion to parents in
such decisions. (See Chapter 33, Working with Children and Families Who Refuse Treatment)

Advice for Implementation
Providers should review the evidence base for the risk-benefits of the vaccine.
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Talking with Parents

Explore the parent's reasons for declining the recommended vaccination and address any
misconceptions (e.g., safety concerns) and present evidence for the benefits of the vaccine.
Parents also may be reluctant because of the potential implications as to their child's future sexual
activity. Having an open and nonjudgmental conversation about the parent's values and attitudes
may allow the provider to acknowledge these views and to make a better case for the long-term
benefits of vaccination. If the parent is still not convinced, additional information should be offered
as to the efficacy and safety of the vaccine. An offer should be made to schedule a follow-up
appointment to discuss the matter further.

Case 4: A 15-year-old girl from a middle-Eastern country is admitted to the hospital with
abdominal distension and pain. Mother and grandparents have been with the patient, but the
father remains overseas. Imaging studies and surgical exploration confirm the diagnosis of Stage
IV non-Hodgkin lymphoma. The family does not want the patient told that she has cancer.
Though the patient speaks no English, her facial expressions suggest that she knows that she has
a serious condition but does not know the diagnosis.

Question: What are the physician’s ethical and professional positions and responsibilities in
informing the patient’s family of the importance of revealing to the patient her true diagnosis and
prognosis?

Answer: The ethical concept of pediatric assent creates an obligation for the pediatrician to inform
the patient, in a developmentally appropriate way, about her diagnosis and treatment plan. On
the basis of this concept, parents are ethically (but not necessarily legally) obligated to authorize
and support this process.

Advice for Implementation
Providers should review what is known about the specific cultural practices and preferences
of the family, bearing in mind that there is great diversity among and within cultures.

Talking with the Parents

Even though the parents may appear to have good proficiency in English, if English is not
their native language, inclusion of a skilled translator should be included in family meetings so as
to ensure understandable communication of complex information. The parents should be asked
why they do not want the patient informed. The physician should convey to the parents the
significant benefit of providing this information to the patient, the ethical obligation and the
importance of forthright honesty. In addition, the potentially deleterious emotional or
psychological effect on the patient if the information is not shared should be emphasized.

Family resistance to disclosure sometimes is a result of parents not knowing how to convey
the information. If this is the issue, the physician can help to develop a plan of how to inform the
patient or, in fact, serve as the spokesperson in delivering the information.

If the parent’s approach remains unchanged over a reasonable period of time, consultation
should be sought from the hospital ethics committee. Ultimately, the physician should inform the
parent that he or she will take responsibility for informing the patient, but an effort also will be
made to encourage the parents to offer their support.

Talking with the Patient

Assuming that the parent has made clear her objection to disclosure and the provider has
decided to inform the patient, the key points to be made are: helping the patient develop an
appropriate awareness of the nature of her condition; telling the patient what she can expect
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regarding test results and treatment(s); and addressing her questions and concerns in an honest
and forthright manner. It is important to prepare the translator in advance for the primary aims of
the discussion with the patient.

Begin by ascertaining the patient’s current understanding of her condition, what questions she
has and her preferences for receiving information and for participating in decision making.
Address any concerns or questions and then explain, in developmentally appropriate terms, the
diagnosis and treatment plans. Depending on the medical status of the patient, and should time
permit, it would be helpful to have these discussions over the course of several meetings,
beginning with the most basic description of the iliness and plan and then addressing questions
as needed. Once the patient has absorbed this information, the prognosis should be addressed
and plans made on how to manage fears and fulfill wishes.

Conclusion

When providing care for pediatric and adolescent patients and addressing family concerns,
healthcare providers often encounter a number of ethical challenges. Among them may be
dilemmas that arise in the effort to accommodate parental preferences as to the disclosure or
non-disclosure of information or the sharing of alternative treatment plans with the patient.
Communication with both patients and parents should be empathetic and considerate of the
individual’'s emotional state as well as cultural and educational background. The clinician’s first
duty, however, is to the patient, keeping his or her best interest as the guiding principle. Ethical
judgments and communications should remain consistent with the established ethical guidelines
presented by the Committee on Bioethics American Academy of Pediatrics (1995).
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Chapter 7
Point of View: the Primary Care Pediatrician
Jan E. Drutz, MD

Overview

In addition to having a broad knowledge of pediatrics and optimal technical skills, the practicing
pediatrician needs to be a strong and effective communicator, possessing among other notable
gualities, those of humanism, sensitivity and empathy. The discipline of pediatrics, unlike most
other medical specialties, requires that the clinician have the requisite ability and skill to
communicate with infants, toddlers, young children, preadolescents, adolescents and, of course,
adults—the patients’ parents or legal guardians. Appropriate verbal as well as non-verbal
communication is essential in establishing and maintaining the physician-patient relationship.
Electronic or written documentation in support of important verbal patient-physician
communication should be maintained.

The practice of medicine can be challenging and occasionally stressful. Clinicians must
remain abreast of the current medical literature and be aware of newer approaches to patient care
to optimally practice pediatrics. To that end, effective and efficient communication has become a
significant part of the physician’s responsibility (Leveton, 2008; AAP Committee on Bioethics,
2013). Explaining the diagnosis, management and potential risks and benefits of treatment and
interventions to a patient or family member can be a daunting task.

Establishing Communication Begins Before You Enter the Exam Room

Think about creating the right impression and establishing appropriate rapport with the patient
and family. This begins with a minimal amount of effort. Seek out the demographics available in
the patient’s medical record: the patient’s first and last name, the mother’s and father’s last names
(often they are different), the parents’ marital status and the names of siblings, if any. Attempt to
find out from the nurse or medical assistant if the child has a preferred first name and, if possible,
make an effort to determine the family’s ethnicity or cultural background.

Before entering the exam room, knock on the door and wait for a verbal response. Frequently,
the patient or a sibling, whose head is at the level of the door knob, is standing just on the other
side of the door. Should the door be opened by the physician before awaiting a response, the
impact of the door hitting the child could leave a lasting but rather unfavorable impression.
Additionally, especially for pre-adolescent and adolescent patients, waiting for a verbal response
shows respect for the patient’s privacy.

Initial Communication in the Exam Room

Upon entering the room, introductions should begin with the physician and then patient and
parent providing their names. If others are in the room, the physician should learn their names
and relationship to the patient. Whether the physician should make an effort to shake hands with
everyone is somewhat dependent on the discernible comfort level of the individuals and on their
cultural norms. Appropriately addressing the patient verbally or otherwise is primarily age
dependent (see below).

Above all, avoid calling the mother “Mom” or the father “Dad”. The same is true for
grandparents. Parents are often offended by being addressed in these terms and may counter
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by stating — “I am not your mother (or father).” Professionalism and appropriate decorum should
be the standard when addressing family members.

Even though the physician may have washed his or her hands before entering the room, after
introductions are concluded and some or all of the history is obtained, the physician should repeat
the hand washing process, making it readily visible to patient and family. If the physician is using
his or her own stethoscope, he or she should clean it with an alcohol swab before placing it on
the skin of the patient. First impressions are lasting impressions.

Principles of Communication by Patient Age
(See Chapter 2, Age Appropriate Communication and Developmental Issues.)

Infants

Among experts in the field, there is general consensus that preverbal communication takes
place beginning at a very young age (Yoon, 2008). When interacting with children in this age
group, the exact age does make a difference. The physician should try to make some eye contact,
smile frequently, speak softly and maintain a gentle touch. Most infants from birth to 8 or 9 months
of age are relatively easy to examine. The older infant within this age group can be easily
distracted and temporarily entertained by visually tracking an object held by the examiner or by
verbal sounds or soft whistling. Before and just beyond a year of age, children often experience
separation anxiety, and fear of strangers is readily evident. Even partial maintenance of rapport
between the physician and this age child is difficult but is achievable with the aid and support of
a parent or other adult. Such support is essential, especially in the effort to perform a meaningful
physical examination.

Toddlers

A technique often used by pediatricians to enhance communication and interaction with
patients in this age group is for the examiner to get down to eye level with the child. This may
require sitting on the floor or even lying on the floor to gain the patient’s attention and generate
some degree of comfort. While this approach is unlikely to result in the most optimal physical
examination of the child, the physician is still able to observe the child’s limb and body
movements, flexibility, motor skills, breathing pattern, reluctance or refusal to assume certain
positions, eye movement and response to sound and voice.

Young Children

Verbal communication with children at the youngest end of this age range may prove difficult,
depending on the child’s temperament and language development. For children 4 to 6 years of
age, a sound approach is for the pediatrician to direct most of the visual contact and conversation
to the child. Sitting on the examination table next to the patient and speaking directly to him or
her is often effective in gaining the child’s trust. During some conversations, it is not unusual for
a child to spontaneously divulge to the physician information considered more appropriate for
personal family conversation. While this occasionally results in some embarrassment for the
parent, the physician generally is able to maintain a professional verbal response and reaction,
while suppressing the urge to laugh.

Older Children and Preadolescents

This age group is one in which conversation and communication between patient and
physician are generally comfortable and open. The parent may accompany the child to the
visitation, but the content of the verbal interchange is directed more to the child. Verbal input by
the parent is highly important, but the pediatrician should make every effort to obtain the child’s
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opinion and viewpoint as well. During routine health visits, the conversation generally focuses on
the child’s activities, school work, extracurricular achievements and peer group. It is appropriate,
therefore, that the child be given the opportunity to provide this information. Ultimately, this
empowers the child to express him or herself, instills a sense of being respected and helps to
solidify the relationship between the pediatrician and the patient.

Adolescents

At times, physician communication with adolescents can be difficult or at least somewhat
challenging. To initiate meaningful communication with patients in this age group, physicians
should present a calm, respectful and non-threatening professional demeanor. Upon entering
the patient’s room (especially if it is the initial contact between the physician and the patient), it is
best that the pediatrician introduce him or herself first to the patient and then to others present.
Alternatively, the physician may choose to empower the patient by asking him or her to introduce
the physician to others in the room.

It is essential that the physician obtain a developmentally appropriate psychosocial history
from the adolescent patient. (See Chapter 3, Talking with the Adolescent Patient) A standard
strategy for this purpose is the HEEADSSS questionnaire, variably standing for: Home; Education
or Employment; Eating; Activities; Drugs or Depression; Suicidality; Sexuality; and Safety
(Goldenring and Rosen, 2004).

During this time of remarkable growth and development, threats to adolescent health safety
can arise, particularly related to physical and social exploration. Nearly all teenagers now have
Internet access and most of them communicate with one another using mobile phones, especially
for text messaging. The newest version of the HEEADSSS interviewing method can be used to
evaluate how teenagers are coping with the pressures of daily living, especially in the context of
electronic and social media (Klein et al., 2014).

The interview with the adolescent should be conducted in private unless the patient
requests to have others present. It should be made clear that all information obtained and
discussed will be held in strict confidence, to the extent allowed by law, by the physician unless
the information indicates that the patient is in danger of harming him or herself or someone else.
(See Chapter 3, Talking with the Adolescent Patient, section, Confidentiality.)

On occasion, the adolescent may present an attitude of indifference or reluctance to respond
to the physician’s questions or concerns. To counter this, the pediatrician may have to take an
alternative approach, perhaps rephrasing the question and speaking in more non-specific or
general terms. For example, instead of asking the patient, “Do you consume alcoholic beverages
or take illicit drugs?” the pediatrician may make a statement that according to recent health
reports, illicit drug ingestion and alcoholic consumption among teenagers is on the rise, leading
to significant personal injury and potential harm to others. The physician may then ask, “Do you
know of any of your friends who seem to be having a problem resisting the temptation to use any
of these substances?”

For All Age Groups

When speaking to pediatric or adolescent patients or to adults, it is imperative to use language
and terminology that is clearly understandable to them. Avoid the use of medical jargon and
explanations that are neither clear nor familiar to the listener. The physician should know that he
or she is not communicating successfully when the recipient has a blank stare, remains
exceptionally quiet or has no questions. Even if some of the information provided was partially
understood, it is helpful for the physician to ask the patient or family member to state what he or
she heard with regard to the health problem, the possible diagnosis and the treatment plan.
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Situations Requiring a Private Conversation between the Physician and the Child
or Adolescent

Aside from an encounter with an adolescent, where a one-on-one conversation is almost
always recommended, certain circumstances and events warrant a private conversation between
the physician and patient, if age appropriate. Such circumstances may involve a suspicion of
child or family member abuse or neglect, either physical or emotional, or an unusual comment
made by the patient, necessitating more in-depth questioning. On rare occasions, a child or
preadolescent may request to speak to the physician alone, asking for clarification of his or her
illness, condition or treatment plan.

Communication as an Art Form

The art of communication requires not only verbal skills but also observational skills (e.g.,
interpreting body language). Among the cues to which attention should be given are: whether the
parent or patient is maintaining or establishing eye contact; the individual's posture and facial
expression; and the tone and pace of the individual’s vocal communication. This includes non-
verbal communication by facial expression and body language between patients and their
parents.

Though often tempted to interrupt patients or parents when seeking information, the prudent
physician may well heed the words of Christopher Morley: “There is only one rule for being a good
talker—learn to listen.” (Brainy quotes, 2001)

During a routine clinical visit, general conversational communication with patients and parents
with regard to healthcare issues is relatively easy and non-stressful for the majority of
pediatricians. For many practitioners, however, conversations involving the communication of
difficult or sensitive information are stressful regardless of the number of times he or she has
performed that task.

Comprehensive healthcare satisfaction surveys have reported that parental criticism focused
on the lack of satisfactory communication with practitioners (Beckett et al., 2009; Street,1991).
This is especially true with regard to understanding the physician’s findings and the treatment or
management plan, as well as the patient’s or family’s recall of the information and instructions
provided. A potential result of poor communication is failure of patient or parent compliance and
adherence to treatment. One way to gauge understanding is to probe the patient (age
appropriate) and parent for their understanding of the diagnosis and treatment plan. (See Chapter
5, Patient Centered Communication and Decision Sharing, section, Probe for Understanding.)

Cultural, Religious, and Ethnic Sensitivity

The cultural, religious and ethnic diversity of the United States population is changing rapidly.
United States Census Bureau data (2000) predict that by the year 2020, 44.5% of American
children from birth to 19 years of age will be in a racial or ethnic minority group. Most pediatricians
practicing today are well aware of the population shift and have been encountering some of the
discomforts of being unfamiliar with the broad diversity of languages, ethnic practices, religious
beliefs and cultural differences in their patient populations (See Chapter 28, Communicating
across Cultural Differences). The American Academy of Pediatrics Committee on Pediatric
Workforce (2013) emphasizes the importance of “providing culturally effective pediatric care,” and
offers continuing educational activities to assist pediatricians in acquiring the necessary skills.

Language barriers can lead to a variety of problems. For the physician, this can result in an
inaccurate history. For the patient, it can result in misunderstanding treatment directions, as well
as deferring or missing scheduled medical office visits.
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Another barrier to the provision of optimal pediatric medical care is the issue of poor health
literacy, somewhat akin to having limited English language proficiency.

Access to Healthcare

Finally, it must be acknowledged that secure and continued access to the primary care
provider is essential for a meaningful bond between the provider and the pediatric patient and
family. The concept of a pediatric medical home implies continuous medical care, bringing
together primary care, specialty services, emergency services and hospitals (Palfrey, 2009).
Changing federal, state and local regulations and programs, the cost of healthcare insurance and
fluctuating levels of financial assistance to those in need all threaten this access to care.

It is hard to predict where the future of healthcare is headed. Gawande (2012), in an online
video entitled “How do we heal medicine?” described our medical systems as broken. He
envisioned a future system where physician generalists and specialists work collaboratively to
provide the best medical care possible for patients at the most reasonable cost possible. That
certainly is our hope and our goal.

Conclusion

The pediatric clinician must have a strong knowledge base referable to the field of general
pediatrics and an exceptional skill set in order to succeed as a practitioner. Strong effective
communication skills are essential to help children of various ages, cultures, ethnicities and
religions cope with their medical problems. Knowing when to suggest that a child or adolescent
needs to be seen by the primary care provider alone rather than in the presence of the parent is
one such important skill. The ultimate goal in the pediatrician-patient relationship is to create a
true medical home for the patient.
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Chapter 8

Point of View: the Pediatric Oncologist
Patricia Baxter, MD

Julienne Brackett, MD

Communicating a Cancer Diagnosis to Patients and Families

This chapter deals with delivering bad news, specifically a new diagnosis of cancer, to patients
and families. Communicating bad news can be difficult for the provider or trainee. It is an
uncomfortable task with many unknowns. How will the family react? How well will the patient
and family understand the information? Will they be able to make the necessary decisions in the
face of grief and distress? Careful listening and moments of silence are equally important to what
one says during such discussions in which patients and parents are likely to be extremely
uncomfortable and distressed. It is critically important to prepare for the meeting in which bad
news will be delivered.

The “SPIKES” method, developed by Baile et al. (2000) provides a useful framework to
prepare for the discussion. This tool includes six steps to prepare for delivering bad news:

Setting up the meeting: mental preparation (cognitive and emotional), location and arrangement
of room, deciding who will participate

Perception: assessing the patient’s (if present) and family’s perceptions and understanding of
the patient’s disease and condition

Invitation: assessing how the parents (or the patient and parents) would like the information
provided, such as the level of detail and how ready are they to hear the diagnosis

Knowledge: providing knowledge and information

Emotions: assessing the family’s emotions and responses and validating these feelings
Summary: determining strategy, providing a plan for treatment and informing the family
regarding the next step or follow-up

Keeping these steps in mind will provide a framework for each individual to develop his or her
own style and comfort level with delivering bad news and assuring that the information is
conveyed in a compassionate and understandable manner.

“Your Child has Cancer”

Hearing the news that their child has a life threatening illness, specifically cancer, can be
devastating to parents. The “Day One Talk,” as described by Mack and Grier (2004), can impact
the family’s adjustment to the new diagnosis of cancer. Many parents report not hearing or
remembering much else after the word “cancer” was mentioned. A study of parents receiving a
diagnosis of a life-threatening illness found that approximately one third of the parents understood
or remembered less than 50% of the information communicated, and when the diagnosis elicited
a “shock like reaction,” retention was even worse (Jedlicka-Kohler et al., 1996). Therefore it is
important for these discussions to take place over several visits with the family when possible.
Key information should be repeated at each visit.

Prior to meeting the patient and family, make sure to set aside adequate time for discussion
and plan to minimize disruptions. Assure that the setting is appropriate, there are adequate chairs
for everyone and all appropriate individuals are present. Consider including members of the team,
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such as social workers, child life specialists, nurses and psychologists, to assist in delivering the
news and help support the family. Allowing the parents to invite family or friends who can provide
support is also important. Because patients have frequently met other healthcare providers prior
to receiving the final diagnosis of cancer, it can be helpful to discuss with these providers what
they have told the family and what services they believe the family may need to assist with
processing the new diagnosis.

Upon first meeting the family it is important to clearly identify yourself and the role you will play
in the child’s care. After introductions, make an assessment of what the family currently
understands, often by simply asking, “What have you been told so far?” Some families arrive on
the oncology service having heard the presumed diagnosis. Others come to an oncologist or the
Cancer Center without knowing why the referral was made and are wondering, “Does my child
have cancer?” and “Is he (or she) going to die?” Learning what the family already knows will help
frame the meeting and provide a place to start the conversation. Other important information to
gather is the patient’s and parents’ personal and family experiences with cancer, both in adults
and children. For many individuals these experiences will play a role in how they process the
new diagnosis and will influence their expectations for cure and treatment side effects. For
example, if they have just lost a relative to lung cancer, family members may focus on what a
respiratory death looks like or they may focus on the stage of the cancer.

The diagnostic talk is often the beginning of the therapeutic relationship between the provider
and the patient and family. It is important to reassure the family of your role in supporting them
throughout the trajectory of the disease. This journey will lead to a cure for many patients.
However, unfortunately, for some individuals the disease will prove to be incurable. Assuring the
family that they will not be alone on this journey can be comforting and can provide a solid
foundation for open dialogue related to goals of care throughout the treatment course. Open and
honest communication, although it can be distressing for both the provider and family, is important
for ensuring understanding of diagnosis and facilitating decision making at diagnosis and
throughout the disease trajectory.

The Language of Cancer

A diagnosis of cancer will introduce the family to a brand new vocabulary that may be
overwhelming. Terms such as CBC, chemotherapy and central lines will become very familiar
over time but may start out as foreign terms that can instill fear. Whether the patient has leukemia,
a brain tumor or a sarcoma, it is important for the family to understand that this is a diagnosis of
cancer and words such as “malignancy”, “tumor” or “mass” may not be clear to the family. It is
best to avoid medical jargon when possible and use lay terminology if available. When available,
provide the family with literature or links to websites that contain accurate information that is easy
to read. Parent handbooks are an important resource for the family after the discussion.

Throughout the discussion, it is important to pause frequently and check in with the patient
and parents to assess their level of understanding. Allowing time for questions throughout the
discussion will guide the conversation and provide a good way to assess understanding based
on the questions being asked. For many, the most pressing questions will be: “What caused
this?” “What are the treatment options?” and “Will my child survive?”

Even if parents do not ask about the etiology of the child’s cancer, it is crucial to explain that
there was nothing they could have done to prevent the cancer and there was nothing that they
did to cause the cancer. Often there is a level of parental guilt that is unfounded and complicates
their grief over the new diagnosis, which can interfere with processing the information being
provided.
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Treating Cancer

Once the diagnosis of cancer has been made, the family will be anxious to learn about the
treatment plan and its goals. Parents want to know if treatment will include frequent or prolonged
hospitalizations and uncomfortable side effects. They want to know what effects these treatments
will have on the child’s school life and the family’s home life. Treatment may involve standard
chemotherapy, a clinical research study, surgical intervention, radiation or a combination of these
modalities. It is important to review the details of the treatment options. Remember to inquire
about any personal or family experiences with these treatment types, as this may set up potentially
incorrect expectations about side effects that need to be addressed. Likely the family will have
encountered someone who underwent treatment for cancer and may have misconceptions
regarding the treatment or side effects. In addition to reviewing the side effects of the treatment,
it is important to reassure the family about how the team will provide comfort and control of any
symptoms incurred during therapy.

Treatment of cancer can cause significant changes in appearance, for example, hair loss from
chemotherapy or disfigurement from surgery. Discussing these side effects can be particularly
upsetting for families and patients. These side effects and the emotions they evoke sometimes
are too easily dismissed by providers as the side effects are not life threatening and, in the case
of hair loss, is reversible. However, at the time of diagnosis the thought of such changes may
evoke significant distress for patients and parents.

Many physicians have difficulty discussing prognosis with patients, especially when the news
is not good. Fear of upsetting patients and parents, taking away hope and provider discomfort
are some of the common reasons providers avoid talking about the numbers. A study by Mack
et al. (2006) revealed that the majority (87%) of parents surveyed wanted as much prognostic
information as possible even if the news was upsetting. It is important to engage the family, so
as to understand their desire for this information. Carefully explain what the prognostic data
means and the limitations of the data.

Throughout the discussion, it is important to check in with the patient and family members
frequently to assess their understanding or the need for a break. Periodically asking family
members to explain their level of understanding can ensure that they understand the discussion.
A multidisciplinary approach to diagnostic talks is extremely helpful. Social workers, child life
specialists, nurses and psychologists can provide different ways of assessing psychosocial needs
and providing emotional support.

In addition to providing information, it is important to allow space and silence in the
conversation. Silence can be very uncomfortable for providers, especially if the patient or the
family is very emotional, but it provides the family time to process information and to gather their
thoughts and questions.

The Role of the Child in a New Diagnostic Talk

How do you explain a diagnosis of cancer to a child? This is a question frequently asked by
parents of children of all ages. Age and maturity play important roles in the amount, detail and
type of information that is shared with a child. Cultural norms also can affect what information
parents are willing to share with the child. When available, child life specialists play a vital role in
teaching patients and siblings about the disease at the time of diagnosis and as the prognosis
changes.

An open discussion with the family about how the information will be given, how much
information is to be provided and who will provide the information is important. Typically,
information about the diagnosis is given to the parents first. This allows time for the parents to
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process the information and sort out their emotions prior to discussions with the patient. Some
parents may want to speak to their child on their own. In this situation, child life specialists can
help provide language for parents to use to relay the information at an age appropriate level (See
Chapter 15, Point of View: the Child Life Specialist). If parents do not feel comfortable disclosing
the diagnosis, a member of the medical team can help deliver the news. This may be the
physician, nurse practitioner or child life specialist. Age appropriate, plain and simple language
should be used (e.g., bad cells).

For older children and adolescents, it may be appropriate for the child to be part of the initial
family diagnostic talk. This can prevent the patient from feeling left out or that information was
being withheld. Just as with parents, patients should be asked how much information they wish
to receive and the level of detail. A child life specialist, if available, can be a vital member of these
discussions, to provide clarification to the patient. Also, it is helpful for the child life specialist to
have heard the information delivered to the family so as to provide better follow up.

Occasionally, parents may wish that a child not know he or she has a diagnosis of cancer, not
hear the name of the cancer type or not know the seriousness of the prognosis. In this situation
it is important to understand the parents’ reasoning or fears behind this decision. It may be
because of family experience with someone who had cancer. Cultural factors also may have a
significant impact on what information parents want the child to receive. It is important to be
culturally sensitive, but there should be discussion of the potential effects of non-disclosure.
Especially for older children, when such information is withheld it can contribute to increased fear
and anxiety in the patient. In addition, numerous individuals across many service lines will care
for these patients, and some of these individuals will be unaware that the patient does not know
the diagnosis. This can lead to a provider inadvertently revealing the diagnosis and increasing
patient anxiety and mistrust of the parents and healthcare providers. Families should be aware
that the child will be receiving treatment in a Cancer Center, which will most likely have signs
designating this in the clinic and other hospital settings. In addition the patient will interact with
other children in the hospital and clinic, children who may talk about their cancer diagnoses.
Furthermore, cancer and its treatment can cause many physical symptoms such as weight loss
or hair loss, which may be frightening for patients without an understanding of the diagnosis. In
these situations it is important to negotiate the delivery of information with the parents, taking into
account their beliefs and the necessity to allow patients to be informed about their condition.
When discussing with parents how much information to provide to a patient, it is important to bear
in mind that depending on the age and maturity of the patient, he or she may need to provide
assent for treatment, depending on institutional guidelines (See Chapter 6, Ethical Considerations
in Communicating with or about a Child). In this scenario the patient may need more diagnostic
information in order to appropriately give assent. In many cases, the patient will know more than
the parents assume.

Informing Siblings and Friends

It is important to consider the well being and understanding of not only the patient, but also
the other members of the family. A new diagnosis of cancer often leaves siblings feeling scared,
confused, left out or guilty. The child life specialist can play a vital role in helping the siblings as
well as the patient. If the patient is old enough, he or she can play an active role in helping to
teach brothers and sisters about the diagnosis and the treatment. Teaching tools learned from
the child life specialist can be helpful in explaining a diagnosis of cancer to classmates at school.
Often a child life specialist can accompany a patient to school or to the classroom to help
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classmates understand and cope with the diagnosis, which can facilitate the patient’s reintegration
into school.

Addressing the Patient’s Fears and Concerns

The patient with a new diagnosis of cancer will often have a great deal of anxiety. Just being
in the hospital can cause fear and discomfort. Patient and family routines are disturbed, and
observing family members who are upset can be distressing to the patient. These changes can
cause anger, sadness and, in some individuals, even depression. For some, the diagnosis will
result in significant changes in their current activities: athletes may be limited in their activities
during treatment or possibly forever, school performance may be altered, and formerly favorite
activities may no longer be possible. This loss of activity can lead to significant mourning in
patients and should be acknowledged and addressed. The psychologist, social worker and child
life specialist can all play a role in coping with these losses.

Conclusion

When delivering a diagnosis of cancer or any other distressing medical information, it is
important to be prepared for the conversation. This preparation should include thinking about
how the diagnosis should be disclosed, determining which team members and which family
members should be included and the setting for the meeting. This discussion may need to occur
over multiple conversations. Remember to engage other members of the team to provide support,
not only to the patient, but also to siblings and extended family. Keeping these principles in mind
can build a foundation of trust between the healthcare team and the family for the journey ahead.
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Chapter 9

Point of View: the Intensivist
Fernando Stein M.D.

Ryan Coleman M.D

“The single biggest problem in communication is the illusion that it has taken place.” —
George Bernard Shaw

Introduction

The pediatric intensive care unit (PICU) presents a unique set of communication challenges
to the physicians and staff taking care of patients. These units are high-stakes environments
where a sense of urgency and pressure surrounds the care of critically ill patients. Patients and
parents are often in unanticipated, life-or-death situations where circumstances change quickly.
Intensive care units are loud and bright at all hours of the day and night. They are intimidating
places: people constantly in motion; monitor screens full of unfamiliar symbols; and alarms going
off repeatedly. While not disconcerting for the medical staff, these things can be terrifying for a
patient or parent. The intensive care unit is invasive for the patient and parent with regard to such
things as monitors, tubes, lines and procedures. There is rarely any privacy, and families often
find themselves at their most vulnerable in front of complete strangers. The young child is
frightened by the strangeness of the environment, the constant noise and lights, the intrusion of
lines and monitoring devices and the pain and discomfort caused by his or her disease, as well
as the pain and discomfort of procedures. Additionally, the older child is frightened by recognition
of the serious and often life-threatening nature of his or her illness. Parents feel as if they have
lost control of their most prized possession, their child.

Mcgraw et al. (2012) point out how important (and difficult) it is for parents of a child in the
PICU to feel that they are providing love and care for their child, creating security and privacy for
the family and exercising responsibility for what happens to the child. Physicians and other
healthcare staff in the PICU should make every effort to assist parents in these roles, and one of
the ways to assist is by communicating in a timely, understandable, sensitive and compassionate
manner.

Devictor et al. (2008) note that most deaths in the pediatric intensive care unit occur after a
decision to withhold or withdraw life-sustaining treatments. In addition to dealing with such
decisions, parents are faced with complex questions regarding high-risk or experimental therapies
with uncertain outcomes. Parents also often have to make decisions about family members at
home. Should they leave the hospital to take care of things at home or stay at the bedside with
their child? How should they explain what is happening to siblings or other family members?

General Guidelines for Conversations with Patients and Families in the PICU
Families under stress can be expected to have a difficult time processing and retaining
information, particularly if it is complex. The intensivist, therefore, has the responsibility to
communicate with both the patient (when developmentally appropriate) and the family in such a
way that everyone involved can understand and retain as much of the information as possible.
Some of the most important guidelines for a successful conversation are discussed below.
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Honesty
It is imperative that the communication with patients and parents be honest and clear.

Physicians are expected to deliver accurate information, no matter how bad the news may be. It
is not uncommon to hear physicians make comments such as, “They aren’t ready to hear the
prognosis.” or “If | tell them the truth, they will give up.” This is especially common when a patient
is approaching death. Physicians often are afraid to use the words “death” and “dying” in
conversations with families. Avoiding these words violates the trust that families and societies
place in physicians to be honest and forthright with their knowledge. Being honest in
conversations helps the patient and parents understand what is happening and helps them make
appropriate plans.

Brevity
In these high-stakes situations, it is important that conversations be brief and targeted (See

Chapter 4, Communicating in Difficult and High Stakes Situations). We try to keep initial
conversations to less than 15 minutes if possible, as both patients and families tend to forget
much of what is said after the first 5 to 10 minutes or after they are told of a new diagnosis,
complication or deterioration in the patient’'s condition. Lengthy conversations create
opportunities for confusion, with important points being lost over time. In long conversations, the
physician may begin to lose consistency of both content and language, potentially creating even
more confusion for all parties involved.

Brevity includes concise content. The more concise the conversation, the more likely families
will remember the important messages conveyed. Concise means giving essential information,
free from elaboration and superfluous detail. The more words used, the greater the chance of
confusion. It is easy for already overwhelmed patients or parents to get lost in lengthy
conversations with unfamiliar vocabulary at a time when their focus is on their child and not on
the person talking with them.

Repetition
Repetition is useful in physician-patient and physician-family conversations in the PICU.

Families under stress have difficulty retaining information, particularly at the beginning of their
PICU stay. Fear, anxiety and emotional distress can cause patients or parents to place more
significance on individual words and expressions than on the contextual conversation (Haney,
1991). Patients and parents will not remember everything that you said, but they will remember
how you said it, especially the amount of empathy with which the message-was delivered (Luntz,
2007). Repetition helps clarify salient facts. Parents should be told the same diagnosis, with the
same explanation and the same language as often as needed until they understand.

Consistency within the Team

A key factor in communication in an intensive care setting is consistency among members of
the team designated to deliver important news. In a so-called open unit, many services or
individual physicians can admit patients and assume primary responsibility for their care while the
critical care service functions in a consultative capacity. In this situation, it is ideal for the primary
service or physician to assume responsibility for updating the family. However, in a unit in which
all patients are admitted to the critical care service (a closed unit), this service is responsible for
updating the family. Parents are often quick to pick up on inconsistencies in the messages being
conveyed, as well as in the expressive language used to convey the message. For example, if
one service says that a patient’s condition is fatal, but another service says that the condition is
usually fatal, parents will cling to the small glimmer of hope that they perceive one service is
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providing. This can then be used by the parents to split the care team and create a negative
relationship between providers and families that potentially can result in harm to the patient.
Therefore, important changes in the patient's condition or changes in therapy are best
communicated by the primary team or service so as to maintain consistency. Relying on the on-
call team or other services to communicate non-emergent news can result in unnecessary
variability.

Communicating with the Patient and Family during PICU Rounds

For the parents of a child in the PICU, the most informative events of the days are the visible
changes in the child’s condition and the family’s interactions with the healthcare team. Organized
team rounds mark a critically important time for the family because they have the formality of a
hierarchical discussion, which ideally should take place in their presence. The family should play
an active role in these rounds and be treated with the same respect as medical team members.
Everyone must listen attentively and sensitively to what the parents are saying as they can
recognize and point out subtle changes in the patient’s behavior, provide a useful overview of
preceding events and clarify facts surrounding a child’s current state. Listening includes attention
to non-verbal clues such as silence, eye contact and gaze. At the end of the presentation or
discussion of the child’s progress and situation, the family should be offered a separate time, one-
on-one, with the responsible physician. The physician is well advised to give the family a tentative
time of day when he or she will return to speak to family members directly. Families suffer a great
deal of anxiety if they are not at the bedside when the physician returns. Inthe Texas Children’s
Hospital’s PICU, scheduled rounds are held twice a day and at midnight. Midnight rounds are
less formal but still afford an opportunity for the physician to communicate with the family.

The physician should consider the wellbeing of the family as a unit, as well as considering the
distress felt by the patient and each family member. The physician should place the family’s
comfort ahead of his or her own. Some physicians are so worried about being wrong if a patient
does less well than anticipated that they warn the parents of every possible complication, however
remote, and of every possible undesirable outcome. This gives the physician a false sense of
protection so that if the patient’s condition deteriorates unexpectedly, he or she can say, “l told
them in the beginning that this could happen.” This, in effect, makes the family the inappropriate
object of the physician’s own insecurities. The physician should communicate to the family the
most likely risk or complications within a reasonable degree of medical probability (Baxter, 1995).
It is appropriate for the physician to say, “I think, based on my experience and the current medical
information that... is the most likely outcome. If the situation changes, | will inform you
immediately.”

The clinician should present the plan of action for each of the patient’s problems with
appropriate concern and compassion and with language that is appropriate for the family’s level
of education. The use of adjectives to describe probability is discouraged because the
implications of any particular word (e.g., substantial or mild) varies from person to person. For
example, if a physician says, “There is a significant chance of recovery.” one parent might interpret
that as a 20% probability and another might interpret it as a 90% probability (Stein and Rodgers,
2009).

It is also important that, prior to formal rounds with the family, team members communicate
with one another about the overall plan for the day. Disagreement on rounds can be distressing
to the family as many are unfamiliar with the medical hierarchy and do not understand the roles
of the various members of the team. This is particularly true with regard to complex medical
procedures, diagnoses that remain uncertain or psychosocial factors that the family may not want
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discussed in an open area. In an academic or teaching institution (such as Texas Children’s
Hospital), it is helpful to explain the structure of the team and the teaching component of rounds
to the family as it could be worrisome for a patient or parent to hear a resident answer a question
incorrectly without understanding that the resident is a learner as well as a care provider who is
being taught and supervised (see below, Vicarious Liability).

Vicarious Liability

In a teaching hospital, medical students, residents and fellows are the responsibility of the
supervising physician. What one of these learners says to a patient or parent could be interpreted
as the opinion of the team or the attending physician. The supervising physician is potentially
liable for errors of communication, as well as performance of duty errors, committed by the learner
even if the supervising physician is not present at the time of the error (Baxter, 1995). This
emphasizes the importance of frequent communication among members of the team prior to
discussing plans with the family.

The PICU Family Meeting

Because of the intrusive nature of the PICU, when major discussion are held at the bedside
they are frequently interrupted by activities of routine patient care, monitor alarms, questions from
staff and a host of other disruptions. A scheduled family meeting away from the bedside facilitates
effective communication and sends a message to the family that their child matters and you are
willing to set time aside just for them to assure that they are informed. (See Table 1.)

One key point for a successful family meeting is ensuring no unnecessary interruptions. This
means, if possible, that the physicians involved should hand off their phones or pagers to
colleagues willing to cover for that period of time. Inviting all involved healthcare providers (e.g.,
nurses, social worker, chaplain) will provide the opportunity for sharing information and clarifying
facts and the plan. An example of a benefit of this multidisciplinary meeting is that if a parent
subsequently asks the bedside nurse a question that he or she did not feel comfortable asking
the physician, the parent is likely to get a correct answer.

It is important, before multiple services sit down to discuss the patient with the family, that a
meeting of the services be held to ensure all involved services are updated on the patient’s
condition and are in agreement with the treatment plan. Discovering different opinions regarding
a patient’s diagnosis or prognosis in front of the family can not only cause mistrust among the
physicians, but also between the family and the physicians.

Table 1. Guidelines for a Formal Family Conference

Schedule the room in advance so that it is available, clean and ready at the
appropriate time.

Ensure that there are enough chairs, tissues and any other necessary items in
the room prior to the meeting time.

When the venue is secured, notify all participants by phone or email and confirm
their participation or absence in advance of the meeting.

Invite all necessary care providers (surrogate decision makers, bedside nurses
and occasionally, learners) but be aware that families may be intimidated by a
large number of individuals in white coats or individuals with whom they are not
familiar. Sometimes fewer is better.

Table continued on next page.
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Prior to meeting with the family, the medical teams involved should discuss the
case, determine who will lead the meeting and, if appropriate, discuss the goals
and ideal outcome of the meeting. This is to ensure that all team members are
united in the message so as not to confuse the family.

The family conference should not be viewed as the update for the day. The
physician and other team members should still update the family per routine, with
the family meeting being geared toward a specific problem, issue or outcome.

Conclusion

Communicating with families and patients in the PICU presents a unigue set of challenges.
The PICU is an intimidating environment that is frightening to both patients and parents. Young
children are frightened by the strangeness of the environment and older children are frightened
by their symptoms as well as by the monitoring and therapeutic interventions. Parents feel as if
they have lost control of their most treasured possession, their child. It is imperative that
physicians and staff keep these facts in mind as they provide care to the patient and do everything
they can to alleviate the distress of patient and family. Communication that is honest, brief,
concise, repetitive and consistent can provide the patient and family with a sense of security.
Families may not be able to provide physical care to their child, but by keeping them informed in
an empathetic and supportive manner, they will be able to provide the emotional support the child
needs.
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Chapter 10

Point of View: the Pediatric Surgeon
Carlos M. Mery, MD, MPH

Sanjeev A. Vasudevan, MD

Surgery tends to be a unique and potentially life-changing event, often fraught with stress and
anxiety. The pediatric surgeon is responsible not only for informing the family about the medical
details of the diagnosis and procedure to be performed, but also for helping the patient and family
cope with this unique experience. Open communication and trust form the backbone of the
physician-patient relationship. Pediatric surgery is a field where this relationship can have a
significant impact, not only for patient and family satisfaction, but also for medical outcomes.

Preoperative Communication

The preoperative consultation session is usually the first encounter between the patient and
family and the pediatric surgeon. The significance of this encounter should not be
underestimated, and the conduct of this initial evaluation and discussion needs to be adjusted to
the circumstances, depending on a number of factors, such as the age of the child, the social
situation of the family, the scope of the procedure, the urgency of the operation and the clinical
status of the child. It is important during this encounter that the surgeon build trust with both the
patient and the parents. Even though the consent is likely to be obtained from the parents, the
patient should be acknowledged and, depending on age and developmental level, should be given
an active role in the decision making process. (See Chapter 6, Ethical Considerations in
Communicating with or about a Child, section, Pediatric Assent.)

General Principles of the Preoperative Consultation
The preoperative consultation should be conducted in an honest and candid manner and
should include several key elements:

¢ Description of the normal anatomy and physiology, an explanation of the abnormal anatomy
and a discussion of the disease in lay terms, easily understood by the patient and family.

¢ Discussion of the proposed therapy and details of the procedure. We have found that the use
of diagrams and dividing the procedure into different numbered steps can help patients and their
families better understand the details of complex procedures. The families can then take the
diagram home and study it prior to surgery.

¢ Discussion of alternative treatment strategies including advantages and disadvantages. The
surgeon should try to provide an unbiased assessment of the surgical and non-surgical
treatments available and the rationale for the recommendation.

o Exploration of expectations for both the patient and family during and after the procedure.
Even though this is sometimes ignored, it is one of the most crucial elements in preparing the
patient and the family for surgery. Expectations should include aspects such as recovery time,
amount of pain and how will it be controlled, lines and tubes, expected time to be spent in the
intensive care unit versus the ward and need for further procedures.

o Discussion of the risks and benefits of the procedure.
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The patient and family should be allowed to ask questions and actively participate in the
decision process. However, the nuances of some of the most complex diseases (e.g., complex
congenital heart disease) and therapeutic strategies (e.g., choice of chemotherapeutic agents)
may be difficult for the family to comprehend. In these situations in particular, the surgeon may
explain these nuances as much as possible but will undoubtedly play a more important role in the
decision process than for simpler or elective cases. For example, it is hot appropriate to expect
a family to decide whether an extensive liver resection or a liver transplant is the best therapeutic
strategy for a child with a large liver tumor. While it is ultimately the family’s decision, it likely will
depend more on the experience of the surgeon and the medical team, the intraoperative findings
and the approach that the team believes would lead to a better long-term outcome for the patient.

When feasible, a structured program to prepare patients and families for surgery is desirable.
Formalized programs for preoperative education have been successfully implemented to
decrease the degree of anxiety and negative emotions experienced by children undergoing
elective surgery (Justus et al., 2006; Murphy-Taylor, 1999; O’'Shea et al., 2010). At Texas
Children’s Hospital, during the preoperative visit, the patient and family meet with a child life
specialist who uses a combination of dolls, toys and other age-specific material to introduce the
child and the family to the procedure and the basic expectations. (See Chapter 15, Point of View:
the Child Life Specialist) Families also are provided with written material about the surgery, which
they can review at leisure at home prior to the operation. A tour of the hospital facilities where
the child will be admitted after surgery also helps ameliorate fears and anxiety related to the
procedure.

Age-appropriate Communication

Rackley and Bostwick (2013) provide some guidelines for communication during the
preoperative consultation depending on the age and life stage of the patient. (See also Chapter
2, Age Appropriate Communication and Developmental Issues.)

Infants and Toddlers

Even though most of the focus of the encounter will be centered on the parents,
acknowledging and interacting with the child sends a reassuring message to the parents and can
help make the patient feel at ease.

Preschool Children

Children at this stage tend to associate events with their own actions and can ascribe illnesses
to punishment for their behavior. The surgeon should introduce him or herself first to the child
and then to the parents, acknowledging the incipient autonomy of the child. Due to the prevalence
of imaginative thinking at this stage, the surgeon should be very concrete when describing
diagnoses and procedures. For example, telling a child with appendicitis that a small part of the
intestine in her tummy is sick may be better than telling her that her appendix is ruptured and will
need to come out.

Grade School Age Children

Children at this age are fascinated by the human body and enjoy engaging in some of the
explanations regarding diagnoses and procedures. It is important for these children to have a
good understanding of what to expect during and after the procedure. Honesty and respect are
key components of this interaction. If the child finds out later that the experience differed
significantly from what was explained to him or her, the child’s trust in the physician and in the
parents may be impaired.
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Adolescents

This stage is especially challenging since teenagers tend to value their autonomy while at the
same time they depend on their parents for major medical decisions. The best strategy to follow
during the consultation is to address the patient primarily while including the parents as part of
the discussion. Socialization, peer acceptance and body image are important concerns for this
patient population. (See Chapter 3, Talking with the Adolescent Patient.)

Intraoperative Communication

The day of surgery is one of the most stressful days for the family of a child undergoing a
procedure. Open communication can help dissipate the anxiety and at the same time slowly
prepare the family for an optimal or suboptimal outcome. We have found that for long procedures
that are progressing in a routine fashion, periodic updates by a member of the surgical team
(usually by a nurse practitioner) every 1 or 1% hours can be helpful. Similarly, keeping the family
apprised of any major change in plans, significant complications (either life-threating or not), or
otherwise unexpected events, is key in maintaining an adequate open channel of communication.
It is ideal that the surgeon personally provide this information to the family, unless the patient
requires the surgeon’s constant presence in the operating room.

Postoperative Communication

The most anxiety provoking moment for the parents is when the surgeon comes out of the
operating room to inform them how the surgery went. In routine circumstances, when the
procedure has gone well, it is important for the surgeon to present a calm and patient manner.
The parents are looking for that first expression on the surgeon’s face when he or she comes into
view in the waiting room. A smile can go a long way in terms of conveying a positive message
about the surgical outcome. Insist on having the parents sit in a private room away from the noise
and activity of the surgical waiting room. This ensures that all questions are answered and no
privacy violations occur.

Intraoperative findings and surgical outcome

This interaction can be as straightforward as a 3-minute conversation with brief surgical
details showing that the case went as planned or a more in-depth discussion of surgical findings
and potential impact on patient outcome. It is beneficial to have the postoperative discussion
follow a format similar to what was discussed in the preoperative visit. The surgeon can refer
back to the series of steps and diagrams presented at the preoperative visit and discuss each
step according to what was detailed before and what actually happened in the operating room.
The surgeon can then conclude with a discussion about prognosis and how what happened in
the operating room can affect outcome.

Families with children undergoing very complex surgical procedures, such as operations for
congenital heart conditions and cancer, often simplify the whole surgical experience down to, “Is
the disease gone?” or “What survival can we expect now that surgery is completed?” It is best
for the surgeon to have as many of these discussions as possible prior to surgery so that the
expectations are clear. The post-operative discussion can then be based on the patient falling
into one of the categories of outcome that had been discussed. For example:

Scenario #1: “The tumor was completely removed and this will improve Jennifer’s chances for 5
year survival to 80-90%.”

Scenario #2: “The tumor was removed, but microscopic examination of the tumor showed
malignant cells up to the very edges of the specimen. With additional therapy, this will give a
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survival rate of 50-60%.”

Scenario #3: “The tumor was too extensive to be adequately excised without causing harm to
Jennifer; therefore survival will be the same as if surgery had not been done.”

It is much better to have discussions about prognosis prior to surgery, explaining the best and
worst case scenarios, rather than waiting for the conclusion of surgery to start these discussions.
Studies of Ogilvie (1990) and Murphy-Taylor (1999) have shown that good preoperative
preparation and counseling from the surgeon to set expectations can reduce post-operative
anxiety of the family and child.

Expectations
After the intraoperative course of each step has been discussed, the surgeon can discuss

what the parent will see on their child when they enter recovery. The surgeon should discuss all
of the tubes, wires, monitors and intravenous catheters they will see attached to the child and
how long these will be in place. Parents tend to be most concerned about the endotracheal tube,
the nasogastric tube, and the Foley catheter, so it is important to explain the parameters used to
decide when these can come out. The surgeon should be very explicit about the post-operative
pain management regimen and how much pain the patient will experience. It is very important to
refer to the preoperative discussions of the anticipated pain level and the plan for pain control
because parents inevitably return to this as their reference. Parents’ expectations become very
reasonable when the surgeon discusses post-operative pain in reference to what was discussed
preoperatively.

Daily Rounds
In an academic hospital (such as Texas Children’s), there often are multiple providers who

care for the surgical patient, including residents and other trainees, as well as physician
assistants, and nurse practitioners. The attending surgeon must make sure that discussions
between trainees or midlevel providers and the patient or parents are limited to what the trainee
or midlevel provider has discussed with the attending. A primary source of patient and family
dissatisfaction in an academic hospital is the mixed messages conveyed to the family from
multiple providers. A united front message conveyed from attending rounds with the team is ideal.
In addition, the surgical team typically rounds very early in the morning, when the child and parent
are asleep. This can lead to confusion by the family on the overall plan for the day, or alternatively,
the family may feel that the surgical team is no longer interested in the care of the child.

Communication with the patient and family must occur daily. It is very important for the
attending physician not to assume that the plan has been conveyed to the patient and parents
because it is likely that the patient was seen very early in the morning. With the surgeon’s busy
schedule and early start times in the operating room, a phone call to the bedside can be critical
to ensure that communication with the family occurs prior to physically seeing the patient in the
afternoon. The surgeon should lay out a plan for the day on morning rounds with the patient and
parents and have trainees or other team members follow up on this plan in the afternoon to check
the progress.

It is wise to empower the child and parents to be involved with the treatment plan to facilitate
early ambulation and deep breathing. Studies by Justus et al. (2006) and LaMontagne (2000)
have shown that patient and parental involvement in the treatment plan can greatly increase
parental self-confidence and decrease anxiety. When problems occur, such as post-operative
fevers, infection or other surgical complications, the surgeon can refer back to the preoperative
discussions to give a reference point about the complication that is occurring. The surgeon can
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then discuss the treatment strategy for that symptom or complication. It is important to ensure
that the patient and family feel that the problem is being addressed and not ignored.

A Bad Outcome

The most challenging situations occur when dealing with detrimental outcomes that cause
morbidity to the patient or with events that lead to patient demise. It is imperative that potential
bad outcomes be discussed during the preoperative visit. Expectations must be detailed and
emphasized for complex surgeries with the potential for bad outcomes. These discussions are
often uncomfortable for all parties and are sometimes avoided or overlooked. When these
discussions are overlooked in the preoperative period, the surgeon will find it very difficult to deal
with these situations postoperatively because the parents were not informed and their
expectations were not realistic. Even for routine, low-risk surgeries, the discussion of worst-case
scenario must take place. For a hernia operation, the surgeon must discuss the risk of damage
to the spermatic cord, damage to the testicle and recurrence of the hernia. The anesthesiologist
must talk about all the risks of general anesthesia for routine surgeries. For high-risk operations
involving multiple steps and complex components, the possible morbidity and complications
associated with each step of the surgery must be discussed. It is difficult for the surgeon to
explain a complication of surgery that causes significant morbidity after it has happened if the
family was not aware of the possibility of this complication.

General principles of delivering bad news should be followed, including provision of a private
area without disturbances and provision of a gentle warning that bad news is coming (See Chapter
17, Delivering and Discussing Bad news: General Principles). Honesty and transparency are the
best policies in these situations. Details regarding the patient’s care that involve morbidity and
potential mortality should be discussed as soon as they are detected, so that the parents remain
informed of the patient’s status and do not feel left out. This promotes a team approach between
the surgeon and the family, both of whom want the best outcome for the patient. This also leads
to better decision making when the best outcome is not achievable and the patient is deteriorating.
In the situation where significant morbidity has the potential to lead to patient demise, it is best
that this possibility be brought up in discussions from the outset of the declining status, rather
than waiting until the patient’s condition is spiraling down, and death is imminent. Families cope
best when they can be with the critically ill patient during these dire situations. The surgeon must
remember to constantly update the family on the patient’s status and set realistic goals for and
expectations of the patient’s outcome. The surgeon also must remember to involve all consultants
and team members in these discussions, so as to present a unified team approach in delivering
the best care possible to the patient.

Conclusion

Open and honest communication between the surgeon and patient and between surgeon and
family is extremely important in building trust as part of this unique physician-patient relationship.
This in turn may lead to higher patient and family satisfaction, less anxiety and, ultimately,
improved outcomes. The communication channels must be adjusted based on the patient’s age,
cognitive, and developmental level, diagnosis and procedure complexity, as well as individual
characteristics of the family and the patient.
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Chapter 11
Point of View: the Pediatric Anesthesiologist
Laura Torres, MD

The typical daily workflow of the pediatric anesthesiologist is a hon-stop perioperative process
that includes preoperative, intraoperative and postoperative phases. After the conclusion of the
first case of the day, the pediatric anesthesiologist may be simultaneously managing a patient in
the recovery room as well as the next patient in the pre-operative area. At times, the
anesthesiologist might be managing an individual patient in each of these phases, in three
different locations. Given this challenging environment, the pre-operative phase may be the only
time the pediatric anesthesiologist speaks directly with the family. However, the anesthesiologist
must make time to engage the family in the post-operative phase to communicate unexpected
events or other pertinent clinical information.

Effective Time for Communication versus Production Pressure

Despite time constraints, even for the first scheduled case, the anesthesiologist should strive
to establish clear communication with the parents and the child to: evaluate the patient’s
readiness for surgery; discuss anesthesia management; create an environment in which the
family is allowed an opportunity to ask questions; and obtain informed consent.

In a busy operating room (OR) suite, the first case assigned for a particular room might be as
routine as a 10 month old infant with chronic otitis media for insertion of pressure equalizing tubes,
as challenging as a 13-year-old girl with scoliosis for spinal instrumentation or as stressful as a
10-year-old child with head trauma, who is intubated and hemodynamically unstable, for
emergency craniotomy. One can quickly appreciate the differences in the potential times needed
for effective pre-operative communication in these three cases. The initial conversation between
the anesthesiologist and the family will likely occur immediately before the patient’s entrance to
the OR—either directly or occasionally via telephone if the family is not physically present.

For the inpatient, there is a possibility that the communication between the patient and parents
and the anesthesiologist can take place in a relatively quiet, private environment. This may not
be the case in a high-intensity environment, such as a critical care unit. For the patient scheduled
as an outpatient, the family more than likely has met the surgeon and may have spoken to a pre-
operative nurse calling with questions and instructions, but they probably have not spoken to the
anesthesiologist.

At Texas Children’s Hospital, the outpatient undergoing spinal instrumentation would have
been scheduled in the Pre-Anesthesia Screening Services (PASS) clinic in preparation for
surgery. Like the Cincinnati Children’s Hospital preoperative anesthesia screening and
consultation clinic described by Varughese et al. (2013), the Texas Children’s PASS clinic, staffed
with nurse practitioners trained to perform preoperative evaluations and supervised by an
anesthesiologist, allows for a dedicated time to fully evaluate and examine either complicated
patients or patients having complex procedures. The clinic allows for additional consultation with
pediatric specialists to optimize the patient’s medical condition and reduce risk during anesthesia
and surgery. Required or recommended additional studies are ordered during this visit, blood
tests are drawn and imaging and cardiac studies are scheduled well in advance of surgery. All
results are reviewed prior to surgery. Evaluating these selected patients potentially reduces delay
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or cancellation on the day of surgery.

Healthy outpatients having routine, minor surgeries (e.g., insertion of pressure equalizing ear
tubes) will usually undergo a preoperative evaluation just prior to entering the OR suite.

The child scheduled for emergent craniotomy is the most challenging of the three cases
above. The urgency requires movement into the operating room suite as quickly as possible.
The anesthesiologist will need to examine and evaluate the patient, discuss management with
the parents and quickly obtain informed consent. This urgent, highly stressful situation still
requires at least a brief time to address management concerns and obtain informed consent, with
the expectation that a longer, uninterrupted conversation with the family will occur in the post-
operative phase.

With technological advances in imaging and other diagnostic and therapeutic procedures,
more patients are being scheduled for procedures in areas other than the OR. For example,
some patients will have minimally invasive procedures in the interventional radiology suite rather
than the OR. Regardless of whether the procedure is being performed in the OR or another site
(e.g., post-anesthesia care unit (PACU), radiology suite, general inpatient unit or outpatient clinic),
dedicated time is required to communicate well with the patient and family.

The Preoperative Consultation—Building Trust

For the anesthesiologist, the preoperative evaluation is essential for deciding whether or not
to proceed with anesthesia and for deciding what additional issues need to be addressed before
proceeding. For the parents (and patient if developmentally appropriate), this visit is their
opportunity to provide information, learn about anesthesia care and discuss possible
complications. Studies have shown that parents desire comprehensive information (Kain et al.,
1997; Tait et al., 2011; Wisselo et al., 2004). Parents frequently are more concerned about their
children’s health than their own, and parents report less anxiety when they have received
comprehensive rather than minimal information (Kain et al., 1997).

The questions asked by the anesthesiologist must focus on certain elements that help decide
preparedness and guide management. The essential parts of a thorough anesthesia assessment
and plan of care are listed below:

¢ Evaluation of the current medical or surgical diagnosis requiring the scheduled procedure

¢ Evaluation of current clinical condition, with emphasis on hydration, airway compromise,
respiratory symptoms, cardiac hemodynamics, hematologic status, infection, mental status and
risk for an allergic reaction

¢ Review of past medical history

e Review of prior procedures with sedation or anesthesia and noted complications

o Review of family history of anesthesia concerns

¢ Review of current and recent medications

¢ Review of allergies to medications, latex and foods

e Review of substance abuse if pertinent to care

¢ Review of fasting time

¢ Review of available consultants’ progress notes and personal communication if necessary

o Review of pertinent laboratory data and imaging studies

e Performance of focused physical exam

Evaluation of plan for additional analysis, imaging studies and other diagnostic tests to reduce
clinical risk

e Formulation of a plan for pain management
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¢ Formulation of a plan for patient separation from parents and family
e Formulation of a plan for patient disposition

The anesthesiologist should review whatever medical history is available. The electronic
health record (EHR) often makes this possible before actually meeting the patient and parents.
The EHR also provides contact information so the anesthesiologist, if he or she wishes, can
communicate by telephone prior to the face-to-face interview.

Prior to initiating the conversation, the anesthesiologist should familiarize him or herself with
the patient’s basic information. Knowing the name of the child is the minimum relevant personal
information you should have as you engage the child and parent(s). See Table 1.

Table 1. Minimal Exchange of Information in Pre-operative Visit

Know the patient’'s name, age and gender

Introduce yourself and your role

Show the patient and parent your badge; give them a business card if available
Arrange for an interpreter or translation service if needed

In an article about an interview technigue that showed promise in improving satisfaction
among adult patients in a preoperative clinic, DeMaria et al. (2011) studied the BATHE
(Background, Affect, Trouble, Handling, Empathy) tool in the preanesthetic visit. Although this
tool has not been studied in children in the preoperative setting, it seems to be a reasonable line
of questioning for parents or older children. Using a tool like the BATHE technique can integrate
the psychosocial stresses a patient or parent may be experiencing and complete the evaluation
in a truly patient-centered way.

The salient points of the BATHE tool are listed below:

Background: identify the context of the visit. “Why are you here?”

Affect: allow patient to voice current feelings about impending surgery. “How do you feel about
the coming surgery?”

Trouble: elicit what the patient or parent views as the most troubling aspects of the surgery; ask
even if patient and parent have a positive attitude. “What about the surgery worries you the
most?”

Handling: evaluate stressors the patient or parent may be experiencing; ask how they are
coping with these stressors. “How are you handling that?”

Empathy: expressing empathy (See Chapter 1, General Principles of Communicating with
Pediatric Patients and Family Members, section, Empathy), conveys a sense of concern and
affirms the patient’s feelings. “It's normal to be nervous about surgery. Let me explain what will
happen on the day of your surgery.”

Most of the anesthesia literature about communication in the preoperative setting has focused
on the adult patient or parent, but more recently, the question of how much information a child
desires is being addressed. Fortier et al. (2009) included 143 healthy, English speaking children
(7 to 17 years old) undergoing elective, outpatient surgery in a study exploring what information
children want to receive from the staff in the perioperative setting. They concluded that the
majority of children desired comprehensive information about their surgery or procedure, pain and
anesthesia, as well as information about potential complications. Younger children, compared to
adolescents, wanted to know more about what the perioperative environment would look like.
The authors recommend addressing the following questions with children prior to surgery. Pain:
will the operation hurt; how bad will the pain be and how long will it last? Eating: when will | be
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able to eat after the operation? Anesthesia: when | am asleep, will | feel anything; will | wake up
during the operation? Discharge: when will | get to go home? Medical: will | be all right; will the
problem come back?

For some children, the physical examination not only provides relevant clinical information,
but also may provide an opportunity to establish rapport with the child and can help in assessing
possible separation issues.

Informed Consent: Explaining the Plan and Risks

While the anesthesiologist is talking with the parents, the child, depending on his or her age
and development, may appear not to be listening to the conversation, but be cautious when the
details of the potential risks are explained. Hearing about serious risks and death can make any
child nervous. The Fortier study identified a minority of children who did not want comprehensive
information, and the anesthesiologist should be aware of this possibility. Ask the developmentally
ready child or adolescent what he or she wants to know about the surgery or procedure (Fortier
et al., 2009).

At Texas Children’s the anesthesia informed consent form is separate from the surgery
consent form. This Texas State-mandated form calls for information about the anesthesia plan
and risks and requires an opportunity for patients and parents to ask questions. Only after they
have had adequate time to learn, understand and agree, can they sign the consent form. The
language on the Texas Children’s form is not very technical but still requires appropriate
explanation of the terminology used. While most hospitals offer additional consent forms in
Spanish only, a translation service for a variety of languages is available at many children’s
hospitals, including Texas Children’s.

Parents and patients are concerned about possible harm from anesthesia. In communicating
risks, it is sometimes difficult to separate the risks of surgery from the risks of anesthesia. The
use of separate consent forms (mandated in some states) allows the anesthesiologist to focus on
possible side effects and potential adverse events from anesthesia. The actual wording of the
Texas Children’s anesthesia consent form makes reference to serious adverse events: respiratory
and cardiac problems, nerve damage, cardiac arrest, paralysis and death. The section that
parents, guardians and adult patients are asked to initial pertains to the planned technique. For
instance, for general anesthesia, aside from the above, the possible adverse events included are:
trauma (to vocal cords, teeth and eyes from airway management), intraoperative awareness,
memory dysfunction and brain or organ damage.

While there are situations that are known to increase risk from anesthesia (emergency
surgery, young age, acute illness), for the healthy child, brain damage and death are extremely
rare. When parents ask, in reference to their otherwise healthy children, “What is the risk of my
child dying from anesthesia?” a reasonable, and common, response is, “The risk of a healthy child
dying as a result of anesthesia is less than the risk of death traveling in a car.”

Separation and Induction of Anesthesia

A key element of the evaluation prior to surgery is to decide how a child will separate from the
parent(s). Depending on the age, neurodevelopmental level, cognitive skill, degree of cooperation
and anxiety of the child, the anesthesiologist can decide to administer an anxiolytic or to use non-
pharmacologic interventions to help separate the child from the parent(s). Depending on the
anesthetizing site environment and the comfort of the anesthesiologist, he or she might invite the
parent into the suite and separate the parent and child after the induction period. Options for
anxiolysis include: midazolam, dexmedetomidine and ketamine. Commonly used distraction
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techniques include: electronic games, movies, music on smartphones or tablets, toys, bubbles,
coloring books, stickers and story-telling. The anesthesiologist should continuously focus on the
patient’s behavior and adjust techniques, if necessary, on the way to the OR so as to promote a
smooth induction period.

There are two common techniques for induction of anesthesia—inhalational and intravenous.
An intravenous induction is usually performed when an indwelling intravenous catheter is already
in place or when the patient’s condition requires it, for instance, rapid sequence induction for a
child with a risk of aspiration. An inhalational induction is commonly performed in the patient
without an indwelling intravenous catheter or when the condition calls for it, for example, an
anticipated difficult airway, even if the patient has an indwelling venous catheter.

Either technigue requires the use of a facemask—either to administer supplemental oxygen
prior to intravenous induction or to administer the inhalational anesthetics that will induce sleep.
Acceptance of the face mask can be improved by adding a familiar scent (e.g., banana,
strawberry, bubble gum or mint) and by continuously engaging the child with soothing talk and
touch or encouraging distraction by providing music, a videogame or a movie. Focus should be
on the child; all other distracting, unimportant talk and noise should cease.

Emergence from Anesthesia

Regardless of the duration and complexity of surgery, the anesthesiologist plans a safe, stable
anesthetic that reduces side effects and complications and promotes a comfortable, pleasant
awakening. While we often hear a child emerge from the anesthetic calmly asking, “Is it over?”
emergence agitation remains a significant post-anesthetic issue that can interfere with the child’s
immediate recovery. Multiple factors have been cited: the child’s temperament; the child’s level
of anxiety and whether or not specific anxiolytics had been administered; young age; specific
inhalational agents; a short awakening time; and pain. Most of the time emergence agitation is
brief and self-limited, but sometimes it lasts longer and requires pharmacologic intervention to
calm the patient and reduce the risk of injury. Parents are always concerned about emergence
agitation. We often hear a parent say, “This is not my child.” The anesthesiologist should speak
directly to the parents, explain that this is a well-recognized postanesthetic behavior and reassure
them that it will resolve.

Adverse Events and Death

Even though every parent deserves direct communication from the anesthesiologist in the
PACU, this is not always possible. However, the anesthesiologist must create time to talk to the
parents to explain any adverse or unanticipated events, such as: unexpected reactions from the
anesthetics; injury from positioning or airway manipulation; or medical errors.

If a child dies in the OR or PACU, coordinated communication with the parent(s) is critical.
Coordination requires that the most senior anesthesiologist and surgeon speak with the family.
While the surgeon is usually the one who initiates the discussion of events with the family, this
author (LT) believes that it should be the physician who is most comfortable conveying the
information. It is likely that the parents know (or at least have met) both the anesthesiologist and
the surgeon. The lead physician should be identified prior to meeting the parents. Together, the
surgeon and anesthesiologist should meet with the parents in a quiet, private room, with no
interruptions. The lead physician begins by introducing him or herself as appropriate; while the
parents will usually know the surgeon and anesthesiologist, in situations of emergency surgery
this is not always the case. The lead physician then introduces and acknowledges everyone in
the room. If at all possible, the surgeon and anesthesiologist should sit as they talk to the parents.
In a frank and kind manner, the physician(s) should explain the events leading to the child’s death.
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The physician should anticipate questions such as, “Why did this happen?” “What caused it?” or
“Whose fault was it?” It may not be possible to answer these questions until investigation into the
event has taken place. If that is the case, the physicians should let the family know that they will
share information as it is learned. Give the family time to ask questions and offer to escort them
to see the body if they wish. If possible, contact them later to ask how they are doing.

In the case of an unanticipated adverse event or unanticipated patient death, the hospital's
risk management or legal department should be notified immediately and the situation discussed
prior to meeting with the family. See Chapter 10. Point of View: the Pediatric Surgeon, section,
A Bad Outcome, and Chapter 20. When the Death of a Child Is Unexpected.

Conclusion

Effective communication between the anesthesiologist and the patient and family is not only
paramount to conducting a safe anesthetic experience but also is critical in establishing good
rapport and alleviating stress. Improved patient outcomes have been reported with good
perioperative communication and instruction. Communication must be clear and timely and
delivered in a sensitive, compassionate manner to both the parent and the patient to assure a
good experience.
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Chapter 12

Point of View: the Pain Management Team
Nancy Glass, MD, M.B.A., FAAP

Nihar Patel, MD

Introduction

Pain represents one of the more frustrating and intimidating symptoms for the healthcare
provider. The intensity of pain cannot be measured objectively, and in infants, it is sometimes
impossible even to determine if pain is present. The severity of pain varies considerably among
patients with similar clinical conditions, and patients, especially pain-naive or young patients,
often have difficulty describing their pain. In older children, adolescents and adults, verbal self-
reporting is the gold standard by which clinicians assess pain, but in pre-verbal and non-verbal
pediatric patients, self-reporting is inapplicable for assessing and managing pain. A study by
Nash (1974) documented that even older children in pain may have trouble talking with clinicians
about their pain because pain itself hinders communication. To confound matters, parents
introduce their own biases in their roles as historians and advocates. Healthcare providers also
may introduce bias with regards to pain, for example, stating that a particular condition or
procedure “should not be so painful.” The experience of pain is significantly influenced by factors
such as the patient’s personal threshold for noxious stimuli, level of anxiety, anticipation of harm
and trust or distrust in the medical environment and care providers. Both verbal and non-verbal
communication integrates with the patient’s physiological and psychological experiences to either
ameliorate or exaggerate the pain. Effective communication, therefore, provides the basis for
effective pain management.

Attitudes of healthcare providers to pain have changed radically in the past few decades. As
late as the 1980’s, it was believed that neonates did not perceive pain. That attitude has changed,
and we now have several validated, behaviorally-based pain assessment tools and treatment
protocols for newborns. Similarly, developmentally delayed children have historically received
less pain medicine for a given condition when compared to their non-delayed cohorts because of
the mistaken impression that these children had reduced pain perception. Communicating with
patients and parents about pain is hindered if the practitioner is not open to the idea that the
patient has the capacity to perceive pain, even if unable to verbalize it.

The composition of a pain team varies among hospitals and institutions. In some facilities,
acute and chronic pain teams are independently staffed and organized, while in others, there is
considerable overlap in staffing and operations. At Texas Children’s Hospital, these functions
overlap considerably, with most acute pain physicians also seeing chronic pain patients in the
outpatient setting. Ideally, the pain team should include pain physicians, nurses (including
advanced practice nurses with interest and experience in managing pain), physical and
occupational therapists and psychologists. Psychiatry consultants should be available to advise
in cases of psychopathology or for patients requiring psychopharmacology.

Most (70-80%) of the Acute Pain Service efforts at Texas Children’s involve the management
of acute perioperative pain; the remainder are consultations for hospitalized patients with medical
pain. The Chronic Pain Service sees children with complex pain conditions (e.g., complex
regional pain syndrome, Ehlers-Danlos syndrome, rare genetic disorders and prolonged or
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complicated recovery from surgery) not adequately controlled by standard pediatric pain therapy.
This service also follows children requiring chronic opiate therapy.

One of the goals of a pain service is to educate pediatric colleagues about effective pain
management, maximizing the efficacy of standard pain medications, including oral opioids, non-
opioid adjuvants and patient-controlled analgesic infusions. We strongly believe that pediatricians
should be able to manage most acute pain situations as well as many chronic conditions.
Communicating directly with the inpatient teams (residents, fellows and attending physicians) is
part of our educational strategy, as are offers to speak to teams or services through organized
conferences.

Preparing for Effective Communication

When preparing to meet with a family about acute or chronic pain, several principles guide
our approach. In the in-patient setting, we do our best to find a way to sit down in the room to
take the history because doing so sends a message about how important this issue is for our
team. One person leads the discussion, and the other team members wait until the wrap-up
phase to ask additional questions or add comments or suggestions. This strategy provides the
patient and family with one person and one voice for their focus and helps keep the discussion
on track. We do not interview children or parents during a meal, and we try very hard not to
awaken them for our interview, believing that sleep in the hospital is hard-won and should not be
interrupted. Our initial focus is on the child’s pain experiences: has the child been hospitalized
before; has the child had significant injuries or surgical procedures; has he or she ever had an
intravenous line before? In this initial questioning, we gauge the child’s experiences, so that we
can help him or her compare this current experience with prior experiences, providing a context
for the discussion. We also ask parents what words are used to describe pain in their family; this
is particularly important for pre-school children who may have limited language skills. We find it
helpful to ask about other family members’ pain experiences because parents may have strong
feelings for or against specific agents or techniques that we might be considering.

Whether to interview the child and parents together or separately is a complicated issue, and
there are no hard and fast rules. While we usually address background questions to the parents,
we always try to hear from the child first for a description of and details about his or her pain.
Some children can not or will not describe their pain to us and immediately look to their parents.
Nevertheless, we strive to obtain information first from the child and then seek clarification and
details about the child’s behavior and any family or social issues from the parents. Some parents
immediately respond to questions posed to the child, answering for him or her. In these cases,
we attempt to gently redirect the question to the child, encouraging him or her to speak first. “Mrs.
Smith, let’s see if Melanie can tell us about her pain first, and then we’ll give you an opportunity
to add details in just a few minutes.” In the setting of chronic pain, particularly with school-age
children, we gather the basic history with the child and parents together first, then interview the
child and parents separately so as to get the richest possible sense of the child’s experience.
This strategy enables us to build a relationship with the child separate from the parents, assess
the child’s feelings and functioning and ascertain if family issues are impacting the pain. Separate
interviews are especially important for chronic pain assessments.

Pain Assessment Tools

As hospitals have become more attentive to pain management, incorporating pain
assessment as the fifth vital sign, there has been a dramatic increase in the use of pain scoring
systems. While we appreciate the efforts to improve pain management, we recognize the

limitations of these tools and their frequent misuse by patients and families, as well as by
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physicians, nurses and other healthcare providers. For young children, the FACES rating scale
predominates in most facilities (Tomlinson et al., 2010). This tool, using cartoon faces, is easy
to present to a child over the age of 3 years; the child is supposed to match his or her feeling state
with one of the cartoon faces. However, this scale is not neutral or unbiased, since the first hint
of “unhappiness” occurs at a score of 6 out of 10. Experts in the pain field are also concerned
that this scale measures the feeling state of happiness or unhappiness rather than pain or
distress, and there are many reasons for a hospitalized child to be unhappy. Research has shown
that about 60% of 6-year-old children are able to self-report pain using the FACES scale (Spagrud
et al., 2003).

In older children, the tool most commonly used is the numeric rating of pain from 0 to 10.
Correctly used, the patient indicates his or her level of pain on an unmarked 10 cm line, which is
then measured with a ruler by the practitioner. This method has been validated (vonBayer, 2006).
Instead however, this tool is commonly communicated to the patient verbally: “How is your pain
today on a 0-10 scale, where 0 is no pain, and 10 is the worst pain imaginable?” Using the
numeric scale in this manner has not been validated and has the potential to introduce
considerable bias, particularly in the way worst pain imaginable is phrased. For the child with little
to no prior pain experience, the current pain may be the worst imaginable, even if the pain is
actually mild or well-controlled. We do employ these hospital-endorsed tools, but only as a small
part of our pain assessment, depending more on behavioral scales such as the FLACC (Faces-
Legs-Activity-Cry-Consolability) (Merkel et al., 1997) and on discussion with parents and staff
regarding the patient’s activities and responses to pain therapy. We find that when multiple
practitioners ask repetitively for the current pain score, the numbers seem to creep upward without
other evidence of heightened pain, particularly for more anxious patients and parents. We find
that reported pain scores rarely decrease in the acute inpatient setting, even when the child is
ambulatory, on a regular diet and fully transitioned to oral or less intense pain therapy. In our
experience, these limitations of pain scales are magnified in the chronic setting.

Managing Acute Pain

Acute pain is best defined as pain of sudden onset, usually resulting from an illness, trauma
or surgery. For healthy children, the experience of severe pain may be completely novel, and
may be accompanied by considerable anxiety. For postoperative pain, the pain may have been
anticipated (e.g., after elective surgery), but the child’s expectation may have been for more or
less pain than what he or she is experiencing. For other patients, the pain may be the result of a
sudden trauma, the signaling symptom of a new illness or the reappearance of a chronic condition
such as Crohn’s disease. Regardless of the origin of the acute pain, a thorough history and
physical exam are the foundation for establishing a treatment plan. If age-appropriate, we ask
the child directly about his or her pain. If a parent tries to speak for the child, we redirect him or
her, explaining that we will solicit his or her input after we have heard directly from the patient.
The importance of speaking directly to the child cannot be overstated. For optimal therapeutic
benefit, children need to know that they are being listened to and are being heard by members of
the care team.

Once the source and intensity of the pain are identified and understood, the clinician’s next
task is to clearly and concisely communicate the plan for managing the pain. Parents and
adolescents both reported decreased anxiety and better pain control when the management plan
was described to them before initiation (Innis et al., 2004). In addition to describing the
recommended medications and the route and frequency of administration, we also endorse the
use of non-pharmacologic strategies for managing pain and its attendant anxiety. This may
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include, depending on the situation: reassurance by parents; distraction by family interaction,
games, texting and television, as well as by formal activities conducted by a child life specialist;
appropriate body mechanics and mobilization; physical therapy, including heat-cold therapy and
use of a transcutaneous electrical nerve stimulation (TENS) unit; therapeutic massage and
acupuncture; and sleep hygiene.

Expectations should be outlined for both parent and child. If complete resolution of the pain
is expected, then it is fair to say so. If, on the other hand, the pain is expected to be reduced but
not completely eliminated anytime soon or by time of discharge, then this expectation should be
stated clearly. With all the advertisements for a Pain-Free Facility promised by hospitals, parents
frequently have unrealistic expectations about our ability to achieve a state of no pain, which, for
example, may not be achievable when the patient has a recent, large surgical incision, major
systemic inflammation or substantial traumatic injuries. We try to manage these expectations by
saying something like:

“Our hope is that you will be mostly comfortable lying in bed, but you may notice more
soreness when you turn over in bed or get up the first few times. We expect this to get better the
more you are up and walking.”

In addition to describing the initial pain management strategy, it is important, when
appropriate, to communicate to patient and parents the availability of medication for breakthrough
pain and an outline of the next steps if the initial pain plan provides insufficient relief. We also
communicate to parents the positive ways in which they can participate in the treatment plan, and
conversely, how their own anxieties about the child’s condition are easily transmitted to the child.
We encourage parents to serve as their child’s chief cheerleader, using whatever techniques
(including reassurance, distraction, praise and encouragement) they have found works best for
their child at times of increased pain, anxiety or distress. Research by Cohen et al. (2005)
demonstrated that parental distraction was more effective than parental reassurance in the setting
of procedural pain relief.

When acute pain from a chronic medical condition flares up, we begin by asking the patient
what has worked for him or her in the past and whether or not he or she wants to start with that
treatment for the current episode.

“What medications have you tried before this exacerbation? What has worked for you? Which
medications do you think have not helped you? What would you like to try this time?”

Patients and parents appreciate having input into treatment decisions and rate the pain control
better and are more likely to be compliant if given an opportunity to be involved in the plan.

Working with Chronic Pain Patients and their Families

Working with children with chronic pain and their families is more challenging than managing
acute pain. Many of these patients have seen multiple physicians and tried all of the standard
treatments with limited success although frequently the standard treatment was not prescribed or
administered correctly. These patients and their parents are often sensitive to any verbal or
nonverbal cues that suggest that the physician does not believe their story or does not accept
their report of the intensity and impact of the pain. Some may assert from the beginning that
nothing works except X, their drug of choice. This assertion generally gets the relationship off to
a poor start, putting the physician in a defensive position. Sometimes, the patient has previously
been accused by another physician as drug-seeking, making it even more difficult for the new
physician to build a relationship with the patient or parents.
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The primary objective in the initial patient encounter is two-fold: first, to collect, without
judgment, a detailed narrative about how the pain began and what has been tried to alleviate it;
and second, to gain a sense of the patient’s prior experiences. We try to get the patient (if
developmentally able) to tell his or her own story, starting at the beginning, interrupting only for
prompts such as, “Tell me more about that.” or “What happened after that?” The patient or parent
may roll their eyes at this point, saying, “Didn’t you read the records we sent?”, or “Do we really
have to go through the whole story again?” Replying, “I know this is hard for you, but | want to
make sure that | don’t miss anything.” may help convey your attentiveness to the child’s problem.
Alternatively, showing that you already know something about their story by guiding the narrative
may help: “If my memory is correct, this started with an auto accident about two years ago? Is
that right? Tell me more about that.”

We recommend expanding the focus beyond a discussion of the patient’s pain to inquiries
about commonly associated symptoms such as mood disturbance (e.g., anxiety, depression) and
altered sleep patterns (e.g., insomnia). We also ask about relationships with family members,
relationships with peers, romantic interests and suicidal ideation. We have found that asking
open-ended questions, such as, “How has the pain changed things at home?” will yield more
helpful information than direct questions, such as, “Does your pain cause you and your mom to
fight?” Attempts to treat the patient’s pain without addressing these associated symptoms will
usually result in failure. Parents and other family members share the burden of the child’s chronic
suffering, and any encounter without seeking their input would be incomplete.

Given that in cases of chronic pain the disease causing the pain often cannot be cured or
mitigated, and the only recourse is to manage the patient’s symptoms, we often find ourselves
reminding the patient that improved function and quality of life, not total relief of pain, is our goal.
It helps to explain that pain control is not our only goal and that complete pain control in the setting
of a chronic disease may not be possible despite our best efforts. Defining quality of life for the
patient is the next step, and obviously, requires the child’s input. From something as simple as
being able to get out of bed, to returning to school or being able to run and play with friends, each
child’s goals should be clarified. The patient should be reminded at every opportunity that the
focus is on quality of life and not simply pain control. If the patient or parent cannot understand
or accept this, and if a pain management team or expert is not already involved, it would be wise
to obtain such consultation. While our initial visits focus on listening intently and openly and
establishing a trusting flow of communication, we structure subsequent visits to devote less time
to discussion of the pain and more time to discussion of issues such as physical therapy, sleep
and activity. Again, the goal is to move the focus from pain to quality of life.

Once goals to improve quality of life have been determined, the treatment plan should be
proposed and discussed. It is generally a good idea to employ a multidisciplinary team approach
for the patient with significant chronic pain that impacts his or her daily life and activities. The
practitioner should outline the medications and adjuncts that will be prescribed to treat the pain
and associated symptomatology and enlist the services of physiatrists, physical therapists and
others to help with rehabilitation. In addition, we recommend that all children with significant
chronic pain be seen by a psychologist with experience and expertise working with children with
chronic pain. We reassure families that the involvement of a psychologist does not imply
psychiatric disease or factitious pain but rather that these professionals can be very helpful for
both patients and their parents, to teach effective coping strategies and to provide parents with
parenting strategies for the child living with chronic pain. If mood disturbances or suicidal ideation
is present, we recommend consulting a child psychiatrist. Not all children need to be seen by
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both psychologist and psychiatrist since most do not have serious, underlying psychiatric disease.
We present our collaboration with mental health professionals as part of our routine care for
children with chronic pain; this tends to reduce resistance to these referrals. The key concept in
the discussion is to present the family with our recommendations, then pause to allow both the
patient and parents to seek clarification, comment on the plan or suggest alternatives. In our
experience, when patients have had a say in the treatment plan, they tend to be more diligent in
its execution.

Modalities such as yoga, acupuncture, massage and hypnosis have been shown in some
studies to play a helpful role in chronic pain management, particularly if the patients and parents
are positively disposed to complementary therapies (Tsao et al., 2005; Yaster, 2010). Even if
these therapies do not directly impact the pain itself, they may contribute to relaxation, anxiolysis,
mood improvement, a higher level of activity and better body mechanics. We encourage parents
to share with us any alternative or complementary treatments they have sought or are employing,
maintaining a nonjudgmental approach to most of these untested therapies. Only when we
believe the therapy may have serious adverse effects do we make specific recommendations
against its use.

Two difficult groups of chronic pain patients deserve additional discussion as these patients
may present themselves repeatedly to the primary care physician.

The Child with Chronic Pain, for which there Is No Specific Diagnosis

An especially challenging situation is posed by the child with debilitating, chronic pain for
which there is no specific underlying diagnosis despite considerable work-up and visits to a
number of primary care physicians and multiple specialists. These children and parents may be
extremely difficult to work with as they focus on finding a diagnosis even though multiple
laboratory and imaging investigations have been unrevealing. When families such as these
present to us, we begin with our standard interview, inquiring about how the symptoms presented
and developed over time. Then we explore the patient’s and parents’ concerns about what might
be going on, what conditions they are afraid of and what the chronic pain means to them. From
the patient, we may hear his or her fear that life will “always be like this”, while the parents may
still fear an unrecognized cancer. In the absence of new physical findings or laboratory data, we
focus on the reassuring aspects of the workup (e.g., negative workup for cancer or osteomyelitis);
discourage families from doctor-shopping; and develop a plan for chronic pain management that
includes restoring function, resuming normal activities and avoiding pain-associated debilitation.
Our experience has been that these parents are frequently mistrustful and have very strong
opinions about treatments that they will and will not accept. They struggle with the ambiguity of
not receiving a specific diagnosis and frequently present a lot of research that they have done on
the Internet. These families require a great deal of reassurance and may best be referred to a
pediatric pain specialist or pain team for multidisciplinary and comprehensive care.

Chronic Opioid Use
Another situation that deserves special note is the patient who is chronically taking or
requesting opioids. Just as the use of chronic opioid therapy has increased in adult patients, we
have also seen an increase in children, particularly adolescents, who believe that nothing will
ameliorate their pain other than opioid medications. There are many issues for the clinician in
managing children on chronic opioid therapy: assessing effectiveness; dealing with tolerance,
abuse, or diversion; and recognizing the potential for accidental or suicidal overdose. In our
experience, there are only a few children who should be maintained on chronic opioid therapy
(e.g., a sickle cell patient with demonstrable joint destruction from avascular necrosis). Physicians
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should be wary of the child or parent who constantly asks for refills of opioids initially administered
for an acute condition. Most children who require chronic opioid therapy probably should be
followed by a pediatric pain expert or team experienced in writing opioid contracts with patients,
monitoring urine specimens and keeping track of the number of pills prescribed and administered.

Conclusion

Communicating effectively with patients and parents about acute and chronic pain requires the
use of appropriate interviewing techniques and good listening skills. We acknowledge that the
emotional meaning of pain creates a special burden of care for the practitioner and suggest that
compassion, openness to discussion, a collaborative approach and the ability to deal with patient
and parental frustrations are key skills for managing children in pain.
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Chapter 13.
Point of View: the Consultant
Debra L. Palazzi, MD, MEd

Introduction

The pediatric consultant, often a subspecialist, frequently is called to assist in the care of
children with complex, severe or confusing conditions. Pediatric subspecialty consultation has
been shown to reduce the length of hospital stay and number of readmissions, reduce costs and
result in improved quality of life and survival rates for children with complicated medical conditions
(Albright et al., 2000; Chowdhury et al., 2007; Snow, 2005). However, accomplishing these goals
requires coordinated communication among healthcare providers, patients and their family
members.

Bates (1979) provides general statements about the importance of communication between
the medical consultant and the referring physician, stating that the consultant should “render a
report that informs without patronizing, educates without lecturing, directs without ordering, and
solves the problem without making the referring physician appear to be stupid.” Additional
literature exists about the role of the consultant in supporting the referring physician and
effectively communicating recommendations for patient care (Gotlib et al., 2012; Sibert et al.,
2002). However, little has been published on the important aspects of communication between
the consulting physician and the patient and family members (Goldman et al., 1983; Goldman et
al., 2009; Zambelt et al., 2007).

Typically, pediatric consultants are asked by referring physicians to:

¢ address a specific question or problem about a patient and the clinical course without
maintaining a long term relationship with the patient or family members, or

¢ participate as members of a multidisciplinary team caring for a child with the expectation of an
ongoing relationship and multiple opportunities for medical assessment and recommendations.

In either case, the pediatric consultant has an obligation to the child and parents to
communicate the medical assessment and recommendations clearly and effectively and to
provide opportunity for education and clarification of questions and concerns. Although the
approach to communicating may differ slightly depending on the referring physician’s request, the
general principles for communicating with the patient and family members are the same. The
author (DLP) suggests a modification of Goldman’s “Ten commandments for effective
consultation” and offers 5 strategies for effective communication between the consulting physician
and the pediatric patient and family members (Goldman, 1983).

Five Communication Strategies for Consultants

Identify the question.

State your role.

Communicate clearly and succinctly.

Educate the patient, the family and, if necessary, the referring physician.
Make a plan for follow up.

arwON R
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Preparing for Effective Communication

Identify the Question

In both the inpatient and outpatient settings, the most important first step is to identify the
guestion(s) being asked by the referring physician and his or her perception of what the patient
and parents are looking for in the consultation. This information can guide the flow of the patient
encounter and goes a long way in preventing potentially unhelpful assessments and
recommendations. It also can reduce frustration for the parents, who usually are aware of the
referring physician’s reason for the consult and have certain expectations for the consultation
visit.

For example, consider the patient who is referred for evaluation of recurrent febrile illnesses
where the history suggests an expected number of common infections for the patient’'s age and
no physical examination abnormalities are present. In this case, the consultant may be less likely
to perform additional or extensive testing if he or she is aware that the referring physician desired
only reassurance and education for the family than if the reason for the referral is thought to be
to exclude immunodeficiency, even if unlikely. By spending time before the patient encounter
investigating or discussing the referring physician’s question(s) and his or her perception of the
family members’ expectations, the consultant can better address the concerns of all parties
involved in the child’s care.

In some instances, the referring physician’s question differs from or is only one of many
guestions posed by the patient or parent during the consultation visit. For the patient in the above
scenario, whose referring physician desires education and reassurance for the family, additional
important questions to address may include, “Does my child have cancer?” or “What if this keeps
happening?” Asking the parents at the start of the encounter, “What brings Johnny to our office
today?” or “What concerns do you have about Johnny?” helps immediately identify additional
concerns, provides awareness of the family’s state of mind and allows an opportunity to address
these issues during the visit.

Gather Data

Whenever feasible, review of the patient’s history and records prior to the first encounter
enables the consultant to formulate initial thoughts about the child’s clinical problem. In the
inpatient setting, where many healthcare institutions have transitioned to electronic medical
records, review of data in preparation of the initial visit usually is accomplished quite easily.
However, in the outpatient setting, obtaining records for review may require some advanced
planning. Time should be allotted to accomplish this important task whenever possible.

Analyzing available information in advance of the encounter can facilitate the planning of an
initial approach to the child and family. Additionally, in cases where a child has been seen by
numerous physicians, advanced preparation and review of information also provides an
opportunity to build trust during the initial visit when the parents realize that you, as the consultant,
have put a significant amount of time and effort into their child’s problem prior to meeting with
them. Gathering data ahead of time also allows the consultant to identify and focus on key
aspects of the case and allot appropriate time for education, questions and discussion of
recommendations in a typically time-limited setting.

Communicating During the Initial Visit
Explain your role

In either the inpatient or outpatient setting, the consultant should introduce him or herself upon
entering the room, preferably first to the patient (if age appropriate) and then to the family
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members. “Hello, | am Dr. Smith, the cardiologist. It’s nice to meet you. Dr. Jones has asked
me to evaluate your heart because he heard a murmur or special sound when he listened to your
chest.” Inquire about what name the patient likes to be called and how the parents prefer to be
addressed. Whenever feasible, sit down facing the child and parents, preferably in a triangular
formation, to take the history. (See Chapter 1, General Principles of Communicating with
Pediatric Patients and Family Members, section, Starting the Conversation: Introductions and
Opening)

For adolescent patients, the consultant (like other physicians) can benefit from interviewing
the child separately from the parents about relevant sensitive issues, such as sexual activity,
school performance and participation in high risk behaviors. When explaining your role to the
family, it can be helpful to tell them, “There are a few questions | need to ask Beth privately that
can help me evaluate her heart. Can you please step into the hallway for a few minutes, where
the nurse can make you comfortable, while | discuss these questions with Beth?” This directed
approach to asking sensitive questions can convey the importance of the information to the family
and the patient and usually results in the parent’s cooperation. In the uncommon situation where
the parent refuses to leave or the child asks him or her not to go, relevant questions still should
be asked but the child may refuse to answer or default to answers the parents would expect or
want to hear. It is recommended to follow up in private with the adolescent on these questions if
the opportunity arises in the future.

In stating your role to the patient and family, it is essential to describe your plans for
communicating with other members of the medical team. In situations where the clinical problem
is relatively straightforward, the pediatric consultant, typically with advanced permission from the
referring physician, directly reports the recommendations for evaluation and management to the
patient and family at the time of the initial visit. In such cases, it is important to inform the family
that you also will be communicating with the referring physician, in person (preferably), by
telephone or within the medical record.

In circumstances when the child’s iliness is complicated and numerous providers are involved,
the primary service or attending physician should coordinate communication with the family in
order to decrease potentially mixed or confusing messages. In such instances, you as the
consultant should inform the patient and parents that you will obtain the patient’s history, perform
a physical examination, request appropriate additional studies and further review available data
with the plan to discuss your recommendations with the primary team. Then, the primary service
will discuss the finalized plan with the patient and parents. This use of a single point of entry (i.e.,
the primary physician responsible for communication) to the patient can be very effective in
promoting optimal, effective communication by providing a consistent message to the family from
providers with whom they are most familiar. Patients and their family members value this
consistency, and this communication approach generates trust between the family and healthcare
providers.

Communicate Succinctly

Communicating succinctly with patients and families helps maintain attention, simplifies the
message and promotes retention of information shared. Patients and parents best remember
what they are told first, so use this opportunity to make the message clear (Tate, 2010). Although
communicating succinctly seems obviously beneficial and, in concept, simple to perform, many
physicians find this task quite difficult.

Consider the patient mentioned previously being seen for a normal number of common
infections for age. Here is an example of succinct communication: “Johnny is normal and has
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had a normal number of infections for his age. Most children his age, like Johnny, have X number
of infections per year, and we are not concerned as long as the child is growing well and has not
required hospitalization.” This message is clear and gets the point across. However, many
physicians in this type of clinical situation find it tempting to provide a laundry list of all the possible
diagnoses for the chief complaint and then proceed to explain why the alternative diagnoses are
unlikely, instead of focusing on why the actual diagnosis is correct. Many patients and families
are anxious about needing to see a consultant and, therefore, may have difficulty maintaining
attention due to fear or concerns. Reciting a long list of differential diagnoses is unhelpful,
propagates anxiety and does not send a clear message.

Make Specific Recommendations Using Clear and Simple Language

Part of communicating succinctly involves making specific recommendations using clear and
simple language. For example, when describing the procedure to correct pyloric stenosis, it is
helpful to state, “We recommend an operation where we will make a very small opening through
the skin over Abigail’s belly and then use a small instrument to loosen the stomach muscle that
is too tight.” rather than, “We may consider performing a procedure to make an incision into the
abdomen to perform a pyloromyotomy.” When it is not possible to make a clear recommendation
without speaking first with the referring physician or other medical providers, the pediatric
consultant should inform the family that further discussion among the medical team will determine
the recommendations and plan.

Avoid Speculation

It is important to discuss the patient’s condition, its likely progression and the options for
further evaluation and treatment with the patient and family at the time of the initial consultation,
when feasible. In situations where identifying a well-defined diagnosis and management plan is
not immediately possible, it is important to admit uncertainty and not to dwell on it or participate
in unnecessary speculation (Tate, 2010). Dwelling on uncertainties to the point of speculating
about future events can promote anxiety in the patient and family members and lead to lack of
trust in the consulting physician. As the consultant, it is important to state the facts and findings
known at the time of the initial visit. When discussing uncertainty, helpful approaches can include
statements such as, “My recommendations for today include X, Y and Z. We need to gather data
and continue to assess Philip’s course before being able to determine steps beyond this point.
As soon as we have additional information, we will discuss the next steps with you.” Providing a
clear, albeit tentative, plan of action, even in circumstances where the final diagnosis is not clear,
provides patients and their families with comfort, trust and hope.

Educate

Whether during the first or fifteenth clinical visit, the consulting physician is poised to educate
patients and families about their medical conditions. The following strategies are recommended
for educating patients and parents.

Probe for Understanding
Probing for a patient’s understanding is an acquired skill and unfortunately is performed
in a minority of clinical encounters (Tate, 2010). However, checking our patients’ and parents’
understanding is critical for a shared understanding of the clinical entity and recommended
management plan. A “yes or no” question such as, “Have | made that clear?” is less useful than,
“Can you share with me your understanding of our conversation today?” The former allows the
patient to say “yes” even when uncertainty remains, and the latter provides an opportunity for the
patient to recite what he understands and identifies areas of misunderstanding or uncertainty that
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can be addressed. This approach is known as the teach back method of probing for patient
understanding (Judson, 2013). Other questions that are helpful when using this method include,
“What are you going to tell your family members about our plan for today?” and “Can you tell me
what we have agreed upon for our plan?” These questions allow the patient to explain what he
or she understands and provide the physician opportunity for further clarification of the diagnosis
and management plan.

Encourage Questions

Encouraging questions not only enables shared decision making but can result in improved
patient adherence and satisfaction. This result, in part, may be because patients are more likely
to accept care that aligns with their values and preferences (Judson, 2013). Both the Agency for
Healthcare Research and Quality (AHRQ) and The Joint Commission have ongoing campaigns
to encourage patients to ask questions during their care. The AHRQ reminds patients that doctors
want their questions and that patients’ health depends on good communication. The AHRQ
emphasizes that healthcare is a team effort. The Joint Commission encourages patients to
participate in all decisions about their treatment and to speak up if they have questions. This
patient-centered approach to healthcare is supported in order to encourage more open dialogue
that can lead to better outcomes.

Make a plan for follow up

The consultant’s relationship with the patient typically extends beyond a single clinical visit.
Identifying a clear plan for follow up can improve patient compliance with recommendations and
lead to improved care (Cohn, 2003). Depending on the complexity and urgency of the case, follow
up may be arranged for the same day (more common in the inpatient setting), in a few days or in
a week or more. Determining the plan for follow up with the patient and parents at the time of the
initial consultation visit should include a discussion with the referring physician, who is
coordinating the patient’s care.

Conclusion

The pediatric consultant often is a subspecialist who is asked by a referring physician to
participate in the evaluation and management of a patient with a complex, severe or confusing
condition. In order to promote optimal care of patients, consultants must communicate effectively
with children and their family members, in addition to communicating with referring providers.
Important communication strategies for the pediatric consultant include: identifying the clinical
guestion; explaining the consultant’s role; communicating succinctly; educating the patient and
family; and making plans for follow up. It is critical for pediatric consultants to communicate
effectively with patients and parents in order to promote optimal patient compliance and
outcomes.
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Chapter 14

Point of View: the Pediatric Nurse
Shannon L. Holland, MSN, RN, NEA-BC
Kerry Sembera, MSN, RN, CCRN

When considering how a nurse communicates with a pediatric patient, it is important to first
discuss the differences between a nurse and other healthcare providers. Nursing training is quite
different from that of other disciplines. In describing the role of the nurse, the International Council
of Nurses (2010) states, “Nursing includes the promotion of health, prevention of illness, and the
care of ill, disabled and dying people.” The Council cites advocacy as a key nursing role. One
study asked nurses what functions they performed when acting as a patient and family advocate.
The two most common responses were educating the patient and family and communicating with
other members of the healthcare team (Hanks, 2010). The nurse is the voice of the patient and
family members, who may not know exactly what to say. Whether the nurse works in an
ambulatory setting, a hospital general inpatient unit or an intensive care unit, the key principles of
nursing are the same.

Building Relationships

In pediatric nursing, one must consider the needs of the entire family unit as well as the needs
of the patient. This requires building relationships with the patient and the family. When
introducing yourself, it is important to explain your role in the care of the patient clearly and
precisely. It is essential to develop rapport with the patient and parents quickly and display
genuine interest in them, so as to earn trust. Learn preferred names and greetings and use them
when interacting with the patient and family. A study by McCabe (2004) found that patients were
reassured by and highly favored a personal approach. Rather than referring to the patient as the
baby or he or she, refer to him or her by name, and when talking to the patient beyond infancy,
address him or her by name. Take the same approach with parents: use the first name, or if the
parent prefers more formality, use Mr. or Mrs. Smith rather than referring to her as Mom or him
as Dad. There are many strategies to help those first interactions go well, including sharing a
common interest and providing a quick laugh or sympathetic touch or gesture. Often the first
impression can shape the future course of the relationship. It should not be hurried or dismissive.
This first interaction builds the foundation for the relationship over the entire time that the nurse
will care for this patient and family and therefore should be thoughtful and sincere.

Information Gathering

To build relationships and to truly advocate for the patient, the nurse needs to first become
knowledgeable about the patient. The nurse should demonstrate knowledge about the underlying
medical condition, while exhibiting genuine interest and a caring attitude. Review the medical
record, obtain a full report and know the patient's diagnosis and treatment plan before
approaching the patient. Ask the patient and family member for additional clarification if needed
but do not ask them to repeat the whole story that they likely have given numerous times already.

The pediatric nurse needs to examine all available sources of information. This baseline
understanding is important before visiting with the patient and family for the first time. Being
prepared greatly helps in building confidence and trust. If one is not prepared and knowledgeable,
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the family’s confidence may be lost immediately, and it may be difficult to reestablish trust. Be
prepared for annoyed responses such as: “I've told his story to at least 5 other people today. Do
you people not talk to one another?”, “Didn’t you read his chart?” or “Didn’t Dr. Smith send his
records?” Usually, this negative response can be avoided by not opening with the standard,
“‘What brings you in today?” A better approach is to explain what you have reviewed or received
through reports: “l read that your son was admitted for dehydration. Can you explain what you
were most concerned about when you brought him in?” It is best to elicit the primary concerns in
the context of global concerns. This will help keep the encounter focused, develop open
communication and guide the nursing assessment.

Nursing Assessment

The nursing assessment is another opportunity to engage in active communication. Before
starting an assessment, it is important to review all data and information already at hand, including
past records, reports and other pertinent clinical data. This is invaluable in directing a more
focused evaluation and assessment.

Physical Examination

The physical assessment should have an organized approach. Be gentle. Focus on specific
areas based on the previous history and current problems. Every nurse has likely encountered
the scenario where the mother pleads, “Please don’t wake Johnny. | just got him to sleep after
the doctor woke him up to listen to his chest.” In some situations, it may be appropriate to wait
and return after assessing other patients; in other cases, it may be necessary to explain to the
mother the importance of a timely nursing assessment. The nurse is a 24/7 resource for the
patient, and if subtle changes occur, she is likely to be the first person to notice. Being prepared
and organized is especially important when caring for an infant or toddler who is unable to
understand what you are doing. Once a young child becomes upset, it is very challenging to
gather more findings for an assessment.

At the conclusion of the assessment, it is important to explain both positive and worrisome
findings. This is an excellent opportunity to work on building a trusting relationship. Sit down.
Take time after the assessment to address new findings and to address any questions the patient
or family may have. A nurse-patient relationship focused solely on tasks devalues the role of the
nurse. A task- focused approach can lead patients and parents to view nurses as workers rather
than professionals (McCabe, 2004). Answers should be genuine and honest. If you do not know
an answer or are unsure how to answer a question, admit this openly and either follow up with
the correct answer or direct the family to the physician or whomever is appropriate in a timely
manner. Providing contradictory information or misinforming the family can lead to mistrust and
can undermine your efforts towards building a relationship. It also can lead to decreased
confidence in nurses in general (Liljeroos et al., 2011). Be reassuring, yet honest, and explain
assessment findings and link them to the plan of care.

Plan of Care

After the physical assessment is completed is an ideal time to discuss the nursing care plan
and goals for the day, week and long-term. With proper communication, the parents or other
caregivers can be your strongest asset in achieving these goals. The key is to involve them in
the process of forming those goals and aligning interventions that meet the needs of both the
family and the nurse. Involving the parents in the care of and plan for the patient will significantly
improve your ability to meet the agreed upon goals. For example, in the case of a post-operative
patient, the risk of a respiratory infection can be reduced greatly by proper pulmonary hygiene
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(Hockenberry and Wilson, 2007). The patient and parent can be taught the importance of turning,
coughing and deep breathing. Involving the parents in this and other therapies can increase their
ability to confidently care for their child and diminish the time the nurse needs to spend on routine
tasks, allowing her more time to focus on complex duties and patient education. However, the
nurse must assess the parent’s willingness and capability to perform each task.

Learning Assessment

In addition to physical assessments, the nurse also needs to assess the learning needs and
learning style preferences of the patient and family. Parents of a newly diagnosed child often find
it difficult to know what questions to ask. In these circumstances, it is important to assess what
they know and how much they would like to know. Listening and exploring become a key part of
communication in these situations (Jasmine, 2009). Nurses tend to over or underestimate the
learning needs of the patient and family. Part of being an advocate is to assess these needs and
tailor the education accordingly. During medical rounds, family members sometimes view the
team, especially the physicians, as too hurried or too busy to answer their questions or address
all their concerns. Patients and parents often are more comfortable asking a nurse questions
they fear will appear unimportant or stupid (Liljeroos et al., 2011). One hospital introduced the
following phrase for use by nursing providers: “What is the most important thing | can do for you
today?” Patient education was a major theme expressed by patients and families (Cappabiaca,
2009). The nurse must create an atmosphere that is conducive to open communication and trust
in order to ensure that families receive the necessary education. Discharge and the time leading
up to discharge are often times of high anxiety for the patient and family. Patients report feeling
ill prepared for and distressed about what to expect at home (Liljeroos et al., 2011). For complex
medical conditions, patient and family education is a continual process throughout the entire
hospitalization and should not be relegated to just before discharge.

The nurse has an important charge to assess and ensure appropriate learning in a manner
that is best for the patient and family. It has been reported that 40% to 80% of information
communicated to a patient is not comprehended or remembered (Kessels, 2003). Teach-back,
a technique well studied in the literature (Tamura-Lis, 2013), can help the nurse assess what is
understood by the patient and family. After giving new information to the patient and family, ask
them to repeat, in their own words, what you told them. This provides an opportunity to clarify or
re-teach the information in a different manner. This also can reveal uncertainties and
misconceptions about the patient’s progress and treatment plan, which the nurse will need to
discuss with the healthcare team.

Nurses’ Role in the Healthcare Team

A nurse’s role in the care team varies in different settings. In an outpatient setting, such as a
pediatric clinic, the nurse may coordinate a patient’s visit from start to finish. For established
patients with known conditions, the nurse may be the only provider seen at the appointment. In
an inpatient setting, the nurse is part of a larger care team, which usually includes one or more
physicians and may include advanced practice providers, nutritionists, social workers, and others.
So, where does the nurse fit in?

At the center of a successful inpatient team is the nurse. On an inpatient unit, nurses are
frequently the only members of the healthcare team that spend most of their day in contact with
the patients and families, often spending the entire shift with just a few families (Panicker, 2013).
The inpatient pediatric nurse must constantly be aware of the child’s needs and the family’s
perception of the child’s needs. For example, a mother calls the nurse into the room because her
child, who is intubated, is moving around a great deal and appears to be in pain. The mother
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verbalizes that she does not want the child to be in pain. After assessing the patient, the nurse
determines that the child is uncomfortable and repositions the child using assistive devices. After
repositioning, the child’s heart rate decreases, his eyes close and he appears to be asleep again.
Rather than walking away, the nurse should explain her assessment and actions to the mother.
By providing reassurance and education, the nurse is helping the mother learn cues to assist her
child and relieve her own anxiety.

Often, the nurse must share the patient’s story. Other professionals spend fragmented time
with the patient and often rely on the nurse to put the pieces together to form an overall picture of
the patient’s condition. The nurses’ input in multidisciplinary rounds is crucial to providing the
team the full picture. Without the nurse’s presence and participation in rounds, the team sees
only part of the child’s current state. Benner (cited in Mattsson et al., 2013) states that nursing
care involves the “care of the physical body, the psyche, and the psychosocial aspects.” As
discussed earlier, families can be intimidated by the multitude of caregivers that appears during
rounds. Nurses should help pediatric patients and their families be more involved in rounds and
have a voice during crucial discussions. Patients and families should be involved in rounds to the
extent to which they are comfortable (Balik et al., 2011), and nurses should help ensure that
pediatric patients and their families understand what they have been told and help them seek
clarification, if needed. Effective team work by all members of the healthcare team is essential to
providing quality care to patients and families. In a 2011 White Paper, the Institute for Healthcare
Improvement stated, “Patients and families vary widely in their ability to assess the clinical
components of care; however, they can assess how well care team members work together and
communicate with one another.” (Balik et al., 2011). When a team functions as a single unit, with
a common goal of providing high quality care to patients and families, it is noticeable to those the
team serves. High functioning healthcare teams recognize the importance of everyone’s opinions
and encourage active participation by all members. As a traditionally hierarchical system,
healthcare sometimes downplays the opinions of nurses. Specialized education on closed loop
communication and crisis resource management (aka crew resource management) is important
for all members of the healthcare team and promotes respectful questioning of authority as
needed for the good of the patient.

Communicating during Painful Procedures

One of the hardest things a pediatric nurse has to do is to tell a child she has to do something
that will cause discomfort or hurt the child. Nurses are obligated to prepare children and families
for painful procedures and ensure that appropriate measures are taken to decrease the severity
of pain. When communicating about painful procedures with children, it is important for the nurse
to be honest. If a nurse says, “Trust me, this won'’t hurt,” and it does hurt, the child will no longer
trust the nurse.

There are various technigues to communicate with children and adolescents about difficult or
painful procedures. Preschoolers typically respond well to an explanation before and to
distraction during a painful event (Perry et al., 2009). By taking time to assess the developmental
age of the child and explaining the procedure in terms the child can comprehend, the nurse can
have a significant impact on the patient’s experience during the procedure as well as the child’s
response to future painful procedures. Young children may not understand the word “pain” but
may understand “boo-boo.” It is important to customize the communication to the child. (See
Chapter 2, Age Appropriate Communication and Developmental Issues and Chapter 15, Point of
View: the Child Life Specialist)
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Pain Assessment

Using appropriate pain scales for children is extremely important. (See Chapter 12,

Point of View: the Pain Management Team, section, Pain Assessment Tools.) Quantitative pain
scales allow self reporting of the child’s pain. While observed behaviors are important, the nurse
should understand that each child reacts differently to pain and painful procedures. Although
there are limitations to the accuracy of the Faces Pain Scale (See Chapter 12,

Point of View: the Pain Management Team, section, Pain Assessment Tools), it generally can be
used appropriately by children as young as three years, and by age four, most children can point
to the area that hurts (Wong et al., 2002). Patients may not readily communicate about their pain,
so itis vital for the nurse to assess pain routinely. Many painful procedures performed on children
do not have established pain protocols, and such protocols, when established are not consistently
followed. Unless a procedure is emergent, some form of pain control should be used. The nurse
should act as an advocate for appropriate pain control. Nurses can choose from a variety of non-
pharmacologic interventions to address painful procedures. Distraction, humor and relaxation are
commonly used techniques for minimally invasive procedures such as injection of a vaccine.

Toddlers and preschool aged children do not understand the connection between painful
procedures and treatment. Children at this age are generally most comfortable with their parents
close by. The nurse can involve the parent by asking him or her to help hold the child close. This
provides comfort to the child and parent and helps keep the child still although the nurse should
not rely exclusively on the parents as they can be under a great deal of stress.

School aged children may be more verbal but still require observation of non-verbal clues to
understand how they are dealing with pain. The school aged child may show pain by guarding
the painful area, being irritable or displaying changes in his or her activity level (Children’s
Hospitals and Clinics of Minnesota, 2012). The nurse and family can help prepare the school aged
child for potentially painful procedures by setting expectations, using distraction and helping the
child with relaxation technigues such as deep breathing.

Once children reach adolescence, they worry about being embarrassed and strive for
independence (Perry et al., 2009). Adolescents need to develop trust in their healthcare providers
and need to be prompted to discuss their fears and concerns. Numerous pharmacologic
interventions for pain management are available when appropriate. The nurse should consult the
medical team with objective pain information and advocate for pharmacologic pain control as
needed. Before addressing painful procedures with the child, it is often beneficial to discuss the
procedure with the parents. Parents’ behavior before and during painful procedures can influence
the child’s level of distress (Cline et al., 2006). Parents are most familiar with their child’s past
pain experiences and reactions and can provide valuable information to help the nurse manage
the current painful situation or procedure. By empowering parents to advocate for their children,
nurses break down barriers and build strong partnerships with families.

Boundaries

As described earlier in this chapter, building a solid relationship is important to meeting the
needs of the patient and family. But where should this relationship stop? Whether it’s a long
hospitalization or an extended home health situation, families often have the same nurse with
them for long periods of time. Some nurses and families find it difficult to differentiate between a
professional and personal relationship. In the last decade, the explosion of social media has
blurred this line even further. The American Nurses’ Association (ANA) recognizes that the use
of social media can be very beneficial to patients and families. In 2012, the ANA published
Guidelines for Using Electronic and Social Media: the Regulatory Perspective, in which it states,
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“Social media can be a very effective way of communicating in nursing, but guidelines for
appropriate use by healthcare providers are essential.” The guideline further cautions nurses
against crossing privacy and therapeutic lines.

Nurses communicate via social media (e.g., blogs, online video sites and forums) in ways that
are very beneficial, including educating other health professionals and the public. A nurse’s social
media communication is not problematic as long as the nurse remains cognizant of professional
obligations to privacy, confidentiality and respect. There are potential, inadvertent breaches of
patient confidentiality. Let us examine a hypothetical example. After a rough night at work, a
nurse posts on her Facebook® page about the great teamwork that helped save the life of a heart
transplant patient who was admitted that night. Even though she did not use specific identifiers,
that nurse broke confidentiality. If that patient was the only heart transplant patient in the hospital
that day, it would not be hard for someone to figure out about whom the nurse was talking.
Another confidentiality breach would be accessing the organization’s electronic medical record
without a valid reason. As another hypothetical example, a nurse cares for a patient in the
intensive care unit for three weeks after a car accident. The patient improves and is transferred
to the pediatric inpatient rehabilitation unit. The next day, the nurse checks the patient’s medical
record to see how the patient is doing. This is a breach of privacy because the nurse is no longer
caring for that patient. When a nurse is no longer actively involved in a patient’s care, he or she
has no legitimate reason to access that patient’s medical record.

Appropriate policies and expectations must be in place to ensure that healthcare providers
use technology and social media appropriately and do not cross boundaries. Maintaining
professional nursing boundaries is an essential component of a healthy nurse-patient-family
relationship. Because nurses spend so much time with patients and families, the nurse may be
asked questions he or she is unable to answer or questions that make the nurse uncomfortable.
Families of long-term patients often seek friendship and distraction. These factors can lead to
distorted views of the nurse-family relationship. As another hypothetical example, a nurse had
cared for a pediatric patient for more than four months, and the father asked for the nurse’s phone
number. The nurse was unsure how to respond and gave her personal phone number to the
father. Later, the father began texting the nurse messages that made her uncomfortable, and the
nurse-family relationship was broken. Nurses must recognize that the nurse-patient-family
relationship is professional, not personal. By respectfully declining inappropriate requests, the
nurse can maintain professional boundaries and protect the nurse-family relationship, which
ultimately benefits the patient. Nursing leadership should be contacted for questions or
recommendations about these difficult situations, and the leadership should consider proactive
training for nursing staff.

Conclusion

The pediatric nurse has a unique opportunity to make a substantial impact on pediatric
patients and their families. Through advocacy and caring, along with utilizing good
communication strategies, nurses can make a tremendous difference in the lives of those they
touch. The communication techniques chosen by the pediatric nurse must be tailored to fit each
individual situation. When collaborating with other members of the healthcare team, the nurse
must be assertive, knowledgeable and respectful. When talking with pediatric patients, the nurse
must speak and act in developmentally appropriate terms, so as to build trust and ensure
understanding. While interacting with families, the nurse must be compassionate, realistic, honest
and informative. To optimize the quality of patient care, nurses need to practice and share
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communication techniques with one another and engage in lifelong learning to meet the needs of
pediatric patients and families.
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Chapter 15
Point of View: the Child Life Specialist
Lauren Hollis, CCLS

What Is a Child life Specialist?

Child life specialists are trained professionals with expertise in helping children and their
families overcome life’s challenging events. With a strong background in family systems and child
development, child life specialists promote effective coping through play, preparation, education
and self-expression activities. They provide emotional support for families and encourage optimal
development of children facing a broad range of challenging experiences, particularly those
related to healthcare and hospitalization. Because they understand that a child’s wellbeing
depends on the support of the family, child life specialists provide information, support and
guidance to parents, siblings and other family members. They also play a vital role in educating
parents, administrators and the general public about the needs of children under stress (Child Life
Council, 1998).

Helping a Child Cope with Hospitalization:

Rollins et al. (2005) note that a child’s reaction to hospitalization is affected by his or her
developmental age, the constellation of stressful events, the diagnoses, available support
systems, coping skills and past medical experiences. Stresses in the hospital include, but are not
limited to: loss of control; the perception of bodily injury; separation from family and friends; pain;
a reduction in developmentally appropriate activities; and the unfamiliar hospital setting.

The term “coping” refers to what a person does and how he or she does it during a stressful
situation to avoid, remove, minimize or get through it. (Gaynard et al., 1998). Children cope in
different ways. For example, for some children crying during a procedure can be an effective
coping technique as long as they are cooperative and follow commands. Crying also can be an
effective way to express feelings during an emotional experience. According to Gaynard et al.
(1998), effective coping can be linked with the concepts of mastery, competence and effectance
(behavior that leads to the building of effective results). When children are able to effectively cope
with stresses encountered in the hospital, they experience a sense of mastery or competence
that can generalize to other potentially stressful situations. A child life specialist's main focus is
to help minimize anxiety and increase positive coping.

A child’s world revolves around play, and it can be a challenge to play in the hospital. It is
important to remember that play is a universal language and is one way by which children
communicate. Professionals need to work with children on their level. A child life specialist
focuses on including therapeutic play, expressive activities, medical play and medical art to help
normalize the hospital experience. Many children do not cope well in the hospital due to a variety
of factors. These include: lack of knowledge about their diagnoses and procedures; lack of
understanding about how the hospital works and how the staff functions; and lack of normalization
opportunities. Brewer et al. (2006) stated, “Fear of separation, loss of control, unfamiliar routines,
instruments, and environments were all sources of children’s negative reactions.” Therefore,
providing developmentally appropriate preparations for surgery and procedures using pictures,
medical equipment, role play and appropriate language describing what the patient will hear, feel,
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taste, smell and touch can decrease a child’s anxiety. In addition, providing opportunities for play
and nonmedical conversations is important.

Building Trust: A Gateway to Communication

One of the core competencies that a child life specialist must possess is the ability to
successfully build rapport with a pediatric patient and family and interact with the patient in an age
appropriate manner. We cannot build rapport and trust if we cannot communicate effectively with
a child. When working with pediatric patients, it is important that each team member understands
how to successfully build rapport with the patients. The first aspect of building rapport is to get
down to the child’s level, physically. Standing over a child conveys the message that you are in
charge and have power over the child. Getting down to the patient’s level shows that you want
to be an equal and engage with the child. Once you are engaged with the child, ask questions
and do not assume you know the answers. For example, if a patient is crying, instead of saying,
“I know you are scared.” you could say “l see you are crying. Can you tell me why you are crying
or how you are feeling right now?” Then make sure you validate the answer and feelings that the
child expressed to you. It is important to remember that however the child feels is considered
normal. Do not tell a child, “Don’t be scared; it will be ok.” It is appropriate for the child to be
scared.

With pediatric patients, you cannot assume anything about their understanding of the
hospitalization. Depending on developmental level and past experiences, the patient may have
many misconceptions. Itis important when building rapport, not to use words the patient may not
understand. For example, telling a four year old child, “You are going to have an IV placed in
your arm by the VAT (Vascular Access Team).” could be interpreted as, “You are going to have
a plant (ivy) put in your arm by a bat.” This misconception is due to a four year old child’s magical
thinking. Instead you could say, “You are going to have a small tube, like a straw, put in your arm
so that you can get some water and medicine through the tube. A nurse is going to come into
your room to put that straw in your arm.” At that point a child life specialist can provide the patient
with an opportunity for medical play to help familiarize the patient with the IV and associated
medical equipment, as well as an opportunity to discuss and rehearse a coping plan.

Another component in successfully building rapport with a patient is to be honest and not
make promises you cannot keep. If you tell a child, “I promise that your chest tube will be taken
out by the end of the day.” and it does not get removed for two more days, that child may have a
difficult time trusting you again. And the child could generalize the lack of trust to all or most
medical team members since a medical professional “lied” to her. Be open and honest about
what is going to happen. You could say, “I hope that we can take out your chest tube today, but
I can’t make any promises. | know you are ready to get it out so we will take it out as soon as we
are sure you don’t need it anymore.”

Consider the developmental age of the patient. Below is some basic information about
developmental levels and how to build rapport with children in each age group.

6 to 12 months

At this age the child’s primary source of stress is separation anxiety. Separation anxiety is
anxiety and stress from being separated from the parent(s), with whom the infant has bonded.
One way to build trust with infants in this age group is to allow parents to be present and hold the
infant during examinations, conversations and when a stranger is present. Age appropriate
distractions, such as bubbles and rattles, during interactions can be highly effective as well.
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1to 3 years
In this age group a primary source of stress during hospitalization is restriction of ambulation

and access to areas to explore. Being limited in ability to ambulate and explore can cause
regression in a child’s psychomotor, behavioral and social skills. Allowing the child to explore
during the hospitalization and even during examinations (e.g., playing with the stethoscope) can
help reduce this anxiety. Find ways to encourage mobility outside of the child’s hospital room if
possible. Utilizing age appropriate activities such as giving the child stickers, blowing bubbles
and playing with toys can be an effective way to build trust.

4 to 5 years
One of the preschool child’s main sources of stress is magical thinking. Children believe they

have the ability to wish things to happen (Rollins et al., 2005). Children at this age may view the
hospital as a form of punishment, thinking that it is their fault that they are hospitalized. If children
of this age are not given the opportunity for practice and development of psychomotor, behavioral
and social skills, they may experience regression in these skills. Using developmentally
appropriate language and explaining what you are going to do before you do it can help mitigate
fears and eliminate misconceptions. Explaining why the patient is having a procedure or receiving
medicine so as to clarify any misconceptions is very important. If a patient requires a procedure,
it can be effective to perform the procedure in a room other than the child’s hospital room (e.g., a
treatment room). This helps to keep the child’s hospital room a relatively safe place.

6 to 12 years
Much of the school-age child’s stress in the hospital is centered on the lack of socialization

and absence of a normal schedule. Contact with family and peers is very important.
Implementing a schedule, including times when patients can interact with other patients their age
(if appropriate) or communicate with their peers and families, is important.

13 to 19 years

Major sources of stress for the teenager are the need for privacy and independence and the
need to find his or her identity. It is difficult for a patient to have privacy and independence and
to establish his or her own sense of identity while in the hospital. A few ways to build rapport with
the patient while meeting his or her needs are to: allow the teen to wear his or her own clothes (if
appropriate); allow the teen to keep his or her door closed; and require personnel and visitors to
knock before entering. In addition, encouraging patients to engage in normal activities that they
like, such as journaling, playing video games, participating in arts and crafts and reading while in
the hospital can help reduce stress and promote trust.

Examples of Words and Phrases to Avoid and Substitutes
Listed below are some examples of words and phrases to avoid, the implications of these
words or expressions and suggestions for appropriate alternate wordage.

Physician: “We are going to give you some dye.” This could imply “to die.”
Suggestion: “We are going to give you some medicine in that tube (or straw) in your arm that
will help us to be able to see your more clearly.”

Nurse: “I need you to collect some urine.” This implies “you’re in” to children.
Suggestion: “I need you to go “pee” (or the child’s familiar term) “in this cup.”

Physician: “I am going to put you to sleep.” The child might have had a past experience with a
pet being “put to sleep,” and it never came back.
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Suggestion: “I am going to give you a medicine that will help your body go to sleep. It is a
different kind of sleep from the naps you take at home. When you wake up and the medicine
wears off, you will be able to see your (parent or caregiver).

Surgeon: “I am going to open you up during surgery.” or “I am going to cut it out.” This could
imply pain or body mutilation to the child. Use concrete explanations.

Suggestion: “While you are sleeping, I am going to make a small (if it truly is going to be
small) opening and take out the sick part of your tummy.”

Nurse: “We are going to do a dressing change.” A child might think he needs to change his
clothes or that you are going to undress him.
Suggestion: “We are going to change your bandages for new ones.”
Pediatrics and Pain

Pain is subjective and very difficult to explain and measure because individuals learn the
application of the word through different experiences in their life (Young, 2005). If you tell a child
that something will not hurt and it does hurt, he or she may think you have lied intentionally.
Instead, you could tell the patient what you are going to do. For example, instead of saying, ‘I
am not going to hurt you.” you could say, “I| am going to listen to your heart and touch your
stomach.” This is telling the child exactly what you are going to do and does not give false
expectations. Since pain is subjective and different for each person, it is better to use concrete
words associated with the sensation that they may feel. For example, if a child is having an
intravenous catheter placed, you could say, “Some children say it feels like a pinch, bee sting, ant
bite or poke. You can tell me what it feels like to you.” According to Young (2005), “a child’s
experience during painful medical procedures likely plays a significant role in shaping that
individual’s pain response to future events.” Therefore, it is important to help children have a
positive coping experience during medical procedures. Ways to help a child cope with a medical
procedure include:

¢ Consulting a child life specialist in advance of the procedure

¢ Making sure the patient is provided developmentally appropriate preparation for the procedure
¢ Offering choices when choices are available

¢ Providing a calm environment with minimal background conversations

¢ Offering parental presence and support when available and appropriate

¢ Utilizing pain management techniques

¢ Using developmentally appropriate language throughout the procedure

¢ Provide items for distraction during the procedure, e.g., an | Spy Book (Marzollo and Wick,
1992-2012), a stress ball, an iPad, games and bubble blowing

Chronic pain is generally more of a challenge than acute pain, both to the patient and to the
healthcare professional. Things that can help a patient with chronic pain include: distraction (e.g.,
arts and crafts, movies, video games, other games, books and puzzles); guided imagery; deep
breathing techniques; squeezing a stress ball; massage; and self expressive activities. When a
patient’s chronic pain cannot be completely alleviated by non-pharmacological measures, pain
medication will be required. Helping the patient understand his or her pain and describe the pain
and its intensity is a very important part of pain management. Many patients have a difficult time
identifying their pain on a scale of 1-10 or 1-5 because each person’s perception of pain is
different. For example, one child’s interpretation of a pain level of 10 could be being bitten by a
shark, while another child’s interpretation is breaking his leg. It is important to find the pain
measurement that works best for each individual patient. If you have a patient who is having a
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difficult time using a numerical or faces scale, you could have him or her create a personal scale
with his or her interpretations of pain. (See Chapter 12, Point of View: the Pain Management
Team.)

End of Life: The Vital Role of Communication and Language

There are many variables that affect end-of-life conversations with families of pediatric
patients. The most important, obviously, is whether or not the patient has already died, and if so,
what were the circumstances of the death. Other important factors include: the social, cultural
and religious support available to the bereaved; the strength of their attachment to the child; their
coping behaviors; and their degree of ambivalence towards the situation.

When talking to families about end-of-life issues there are several aspects to consider. Before
you start the conversation, find a quiet and safe place to talk. Be direct and honest about the
patient’s current health, the prognosis and the plans and options for end-of-life care. Usually the
most difficult words for a healthcare professional to say and for the bereaved to hear are the
words “death” and “dying”. Yet these words are very important during end-of-life conversations.
Family members may experience a number of feelings and emotions, and it is important for them
to hear these words so as to start processing what is happening and not misinterpret the
conversation. (See Chapter 19, When the Death of a Child is Anticipated and Imminent.) Other
aspects include matching the affect of the family members and not being inappropriately cheerful
or humorous. Know the child’s name and use it. Be comfortable with silence and honor family
wishes regarding privacy and visitors. Be available. Allow parents to express as much grief as
they are feeling at the moment, expect different reactions from different people and encourage
parents to be with the patient and with each other.

Below are some helpful things to tell families:

“I am sorry. I know this is a difficult time for you.”

“What can I do to support you?” (Then do it.)

“Is there anyone I can call for you?”

“I know that nothing I can say will make this any easier or better for you.”

Family members cannot always remember a lot of information during these situations, and it
is often the small but useful things that you say that will help a family. Some phrases that families
may not find helpful are:

“It was God’s will.”

“He is in a better place.”

“Everything happens for a reason.”

“Time will heal.”

“You have to be strong for your (wife, husband, other children).”

“The child would not have been normal anyway.”

“At least she isn’t in pain anymore.” or “At least she lived a good life.” (Beware the phrase, “at
least”; it can be interpreted as implying that the death was not that bad because...)

These statements are not helpful because of the raw and intense emotional pain that a family
goes through during the death of a child. The family loved the child and wanted the child alive
and with them for as long as possible.

Parents often have a difficult time explaining the patient’s prognosis or that the patient has
died to siblings and other children in the family. A child life specialist can help the family provide
an age appropriate explanation of death and dying, as well as an explanation of the illness. It is
important to remember that children grieve differently than adults. Preschool age children will
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often revert to playing after being told about a patients’ death or poor prognosis. It can sometimes
be hard for parents to understand why the sibling does not appear sad. This does not mean that
the sibling is not sad; it is the child’s way of processing and coping with the information. A
teenager might become quiet and not want to remain at the bedside for a long period of time after
the patient has died. These are all normal responses to grief. Davies wrote (cited in Rollins et
al., 2005), “Siblings who are included at the time of death and in the rituals following the death
are better able to reconcile the loss.” A child life specialist can explain the spectrum of normal
grief responses in children to the family in advance.

A child life specialist can offer memory making items and options, resources and
encouragement of rituals during the time of grief and bereavement. For patients who are at the
end of life and are alert and interactive, many of the rituals, memory making and legacy building
activities and sibling support can be done with patient involvement. Some examples of memory
making might include ink prints and molds of the patients’ hands and feet, locks of their hair and
pictures of the children and family members, either separately or together, for example, parents
bathing the infant, holding the toddler or playing with the older child. These memories can be
made by hospital personnel for the family or with the involvement of the family members. It is the
family’s option to have these memories and to participate in their creation. “What people who
have experienced a loss believe, feel and do varies enormously from culture to culture.” (Rollins
et al., 2005). Some families have rituals that are very important during the bereavement process
but do not encourage memory making. According to McGoldrick et al. (cited in Rollins et al.,
2005), there is a series of questions to consider in making a plan to support parents and families
during a time of bereavement:

o What are the prescribed rituals for handling the dying process, the dead body and the
disposal of the body; what are the rituals to commemorate the loss?

¢ What are the family’s beliefs about what happens after death?

o What are the family’s beliefs about appropriate emotional expression and integration of a loss
experience?

e Does the family have gender rules for handling a death?

Conclusion

The child life specialist is uniquely qualified to help the patient and family cope with the
stresses of illness and hospitalization. Some of the principles of communication employed by the
child life specialist, for example, talking in non-medical and age-appropriate language and
avoiding words that can have unintended implications or be easily misunderstood by a child, can
be used by all healthcare professionals. Other techniques, such as guided imagery and some
methods of distraction, usually require the special training of the child life specialist. The support
provided by a child life specialist can be especially helpful for patients undergoing procedures and
for patients and families dealing with end-of-life issues.
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Chapter 16

Point of View: Team Approach to Communicating with
Patients and Families in a Multidisciplinary Clinic
Kathryn Ostermaier, MD

Dinah L Godwin, LCSW

Rhonda Amrine, RN

A multidisciplinary approach to patient care has been a goal for effective and safe healthcare
delivery for decades. The concept was introduced in the 1970s and proven effective in the 1980s,
with continued evidence to suggest that patient care is safer when it is coordinated and
collaborative (Mitchell and Crittenden , 2000; Yeager, 2005). When patient care involves complex
or multiple chronic problems, it is difficult for one provider to meet all the needs of a patient and
family. This is particularly true in high risk areas such as the intensive care unit, emergency
department and operating room. Research shows that interdisciplinary care improves patient
satisfaction, reduces errors (Kohn, 2000), improves clinical effectiveness and efficiency (Firth-
Cozens, 2001) and improves the morale and job satisfaction of team members (Firth-Cozens,
2001). However, barriers to effective communication among team members are common.
Typical barriers include: changing team structures; breakdowns in communication; insufficient
time; and role ambiguity (Yeager, 2005). Overcoming these barriers is critical in order to deliver
a consistent message to patients and families.

While we will use the pediatric multidisciplinary clinic as a model for this chapter, its
importance in other settings, such as in-hospital, is recognized and appreciated.

Communication within the Team

When many professionals are involved in the care of a patient it is important to define a core
group of individuals to take ownership of care coordination and communication. Depending on
the clinical scenario, the core group is likely to include physicians, mid-level practitioners, nurses,
social workers, therapists and medical assistants. By defining critical members of this core team,
a consistent approach to patient care can be achieved. Additionally, by having diverse core
teams, providers other than physicians are likely to have a greater sense of ownership in the
wellbeing of patients. Members of this core team should be defined by their professional outlook
and not necessarily by the individuals themselves. This allows some flexibility and fluidity to the
team, as members frequently come and go. A cohesive team is one in which all members
recognize the unigue and valuable contribution each discipline offers to patient care.

Once a core team is established, leadership and direction must be provided. Leadership is
often the role of the physician, in part because the physician is the driver of the care plan and also
because patients and families have the expectation that their physician will be the team leader.
Effective leadership defines the roles of members, promotes conflict resolution and encourages
healthy communication (Yeager, 2005). However, an effective team is one that respects all
members, understands shared as well as individual responsibilities and encourages members to
use their unigue skills and expertise when approaching patient care. This ultimately encourages
open discussion and the free flow of information among team members.
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Effective clinical care by a team relies on effective communication. This is best accomplished
by having team members housed in the same building, to allow better integration and less
fragmentation among members (Cook et al., 2001). This can be accomplished in other ways
using modern technology. An electronic medical record allows easy pre-visit reviews of interim
history and laboratory data and can promote consistency in care through clinical protocols and
patient panel management. However, face-to-face communication is crucial, and regularly
scheduled care coordination meetings are an excellent way to get all members of a team on the
same page, especially when working with medically complex patients (Xyrichis and Lowton,
2008). By meeting regularly, goals and objectives for patient care can be established. Scheduled
coordination meetings can also allow effective communication between inpatient and outpatient
care teams. A core team can provide leadership and sharing of information to the multitude of
providers a patient is likely to encounter across the hospital or clinic setting. Time is essential for
this process to be effective and should be allocated appropriately for all team members. This can
be a challenge, given the large patient loads in today’s healthcare environment and the limited
amount of time allotted to each patient. In order for team care to work, institutional support for
adequate time is crucial (Fewster-Thuente and Velsor-Friedrich, 2008). The confidentiality of
medical information is also something to consider when multiple providers are caring for the same
patient. The chances of inadvertently disclosing confidential information to outsiders increases
when a team discusses patient care in a non-secure area such as outside the patient’s room. The
team must take conscious precautions to protect private information when in the halls and work
spaces of a clinic or hospital.

Communication between the Team and the Patient

Once fluid and effective communication is established within a team, optimal communication
with families should ensue. Care coordination meetings allow providers a broader understanding
of a patient’s needs and a consistent message when speaking to the patient and family. Effective
communication as a team requires a single point of entry. This is best done by having a person
familiar to the family (such as a medical assistant) answer the phone and direct questions to the
appropriate members of the team. Families appreciate this consistency and begin to trust and
rely on the front person for information. This person should be an integral part of the team in
order to be familiar with a patient’'s medical history and needs, thereby effectively handling
everyday questions.

In a multidisciplinary clinic, many providers are likely to see a patient on the same day.
Confusion ensues if the family detects conflicting information. Having a consistent message
among team members is essential. Additionally, having clear role expectations and ensuring that
individual team members focus on their area of expertise help to avoid unnecessary overlap and
confusion.

Team care can also improve a patient’s understanding of information given in the clinical
setting. A study by Ley (1988) found that 7% to 47% of patients do not understand information
given to them during typical clinical encounters. When all team members are involved in care
coordination meetings, questions that arise after clinic visits can be addressed appropriately by
fellow team members to strengthen and reinforce ideas or care plans previously discussed in
clinic or in the inpatient setting. The more often a patient and parents have the opportunity to
hear difficult or complex information, the better their understanding will be. Additionally, the
advantage of a diverse team is the different techniques that are employed in relaying similar
information. Multiple communication styles can be very advantageous when discussing nuanced
information. The more a patient and parent(s) understand about the diagnosis, the more likely
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they are to comply with recommendations. However, shifting to a team based system of care can
be confusing for patients who are accustomed to a single physician providing all the information.
We find that this is best handled by letting families know upfront which aspects of care will be
addressed by which team members.

Team Communication in Pediatric Healthcare — Role of the Social Worker

Social workers are integral members of effective healthcare teams for several reasons. Social
workers have expertise in communicating with patients and families and often serve as a bridge
between other healthcare professionals and the family, helping to facilitate optimal
communication. Social workers have advanced training in family systems and are able to assess
family dynamics that contribute to challenges in implementing the healthcare team’s
recommendations. They also can identify and address problematic team dynamics and
communication breakdowns among members of the healthcare team, as well as those that occur
between the team and the family.

Inherent to the social work perspective is recognition that an individual’s situation cannot be
understood without also understanding the social context of that person. For a child, the most
basic social context is his or her family. A social worker addresses the family’s situation and
needs, as well as the child’s individual needs, because it is impossible to address the patient’s
needs without looking at the larger picture. This holistic approach may sometimes appear to be
in conflict with the perspective of other medical professionals whose responsibility is to focus on
the child’'s symptoms, disease process and treatment options. However, a holistic or family-
centered-approach can complement rather than conflict with a disease-centered approach. The
social worker may be aware of the financial, logistical and other psychosocial barriers that families
face in trying to meet their children’s needs. In the current era of family-centered care, this
information can assist the team in developing a plan that meets the child’s needs, while taking
into account the family’s strengths and challenges.

Social Worker as a Bridge

It is not uncommon for members of the healthcare team to use medical terminology or to talk
with families at a level that is well above their understanding. Social workers are trained to
continually check for understanding and to help translate the medical professionals’ verbiage into
a language that the families can understand. Within the team, it is essential for social workers
and physicians to communicate clearly with each other and, as frequently as necessary, to ensure
that they are on the same page and that the social worker has a full understanding of what has
been relayed to the family so that there is no miscommunication. Social workers have the
responsibility to check for their own understanding before communicating any medical information
to families.

It is common for families to feel more comfortable talking to a social worker and asking
guestions that they might be embarrassed to ask their physician. Families are often reluctant to
let physicians know that they do not understand something, or they may be reluctant to ask
questions out of fear that they will be perceived as questioning the doctor’s authority. Families
may be more at ease with and less intimidated by a social worker, who is more likely to be
perceived as an equal rather than as an authority figure. The social worker can then serve as a
conduit for information between the healthcare team and the family, relaying patients’ and
families’ questions to the appropriate team members.

Conversely, some families may have had negative experiences with a social worker in the
past, particularly if they have been involved with the child protection system, and may be more
likely to share information with another member of the team. In these cases, a family may convey
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psychosocial concerns or stressors to another healthcare professional instead of to the social
worker. It is important for other team members to communicate this information to the social
worker for appropriate follow-up.

Social Work and Family Dynamics

As Fineberg (2010) notes, “Theoretical approaches and clinical skills applied by social workers
make them logical leaders for practice and guidance in family-oriented communication and care.”
Social workers are usually responsible for coordinating family meetings and patient care
conferences, which provide a forum for the majority of the multidisciplinary team communications
with the patient and family. During these meetings, the dynamics of the particular patient and
family are often most evident. When a child becomes ill or has a chronic or disabling condition,
this affects not only the child and his or her parents, but the family system as a whole. In turn,
the reactions of individual family members can have a positive or negative impact on both the
child and other family members. On the positive side, family members can be a strong source of
support and comfort for one another. On the negative side, however, individual or family
dysfunction can contribute to a child’s distress, as well as to the family’s ability to follow through
with the child’s care plan.

When working with a family that is evidencing dysfunctional dynamics, it is essential for team
members to agree in advance on a plan for communicating with the family members. They may
need to be repeatedly redirected from their focus on their interpersonal problems to the child’s
needs. Families that display signs of escalating internal conflict may need more assertive
intervention, including removal from the patient care area if their conflict has the potential to upset
the child or disturb other patients and families. Families may also engage in dysfunctional
communication patterns, such as attempting to split the team, and team members must recognize
these types of behaviors, discuss them and present a unified front to the family. The following is
an example of this type of splitting:

Mother (to attending physician): “I don’t understand why you are telling me that Madison can’t
go home until her dad comes in for training. Dr. Specialist said we’re doing great, and as long as
[ know how to do the trach care, I can show her dad once we’re home. Dr. Specialist really
understands what our family is going through.”

The background for this scenario is that the mother has repeatedly challenged the attending
physician and has either misunderstood or intentionally misrepresented information from the
specialist. The physicians and other members of the team need to identify this type of behavior
early in the episode of care, ensure that they are in accord and present a consistent message to
the mother.

Itis also important for the team to keep in mind that the overarching purpose of communication
with the family is to address the child’s health needs and not to become enmeshed in the family’s
broader problems. Similarly, the role of the medical social worker is not to conduct family therapy
but to address the family’s immediate needs and to help resolve barriers to adhering to the child’s
plan of care.

A major advantage of multidisciplinary team communication with families is that key members
of the family and healthcare team are all present at the same time to hear the same information,
clarify any areas of confusion and work together to formulate a plan. This type of communication
is integral to effective family-centered care.

Social Work and Team Dynamics
Before a healthcare team can effectively communicate with a family, it is essential that the
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team members have effective internal communication. In general, a team that communicates well
functions well, and “Disharmony within a team is often manifested in communication difficulties.”
(Foley, 1993). In order to establish effective team dynamics and team communication patterns,
team members must have a good understanding of and respect for each other’s roles. Team
members must also be aware and respectful of the differing perspectives of each discipline. For
example, the social worker's emphasis on patient and family self-determination may, at times,
seem at odds with the more prescriptive approach of other members of the healthcare team.

Because the social worker is attuned to potentially dysfunctional family dynamics, he or she
is often the first person to identify problematic team dynamics. Tensions and communication
breakdowns within a team have been shown to contribute to decreased provider and patient
satisfaction and are likely contributors to poor patient outcomes (Foley, 1993).

Coordinating Team Communication: a Clinical Nursing Perspective from a
Multidisciplinary Clinic
Preparing for the Clinic Visit

Team communication is crucial for the success of a multidisciplinary clinic. One of the most
important roles of a clinic nurse in facilitating effective communication is to help prepare the team
for each clinic session. Prior to the scheduled visit, the nurse should review the patient’s chart to
make note of any new laboratory or imaging results, emergency room documentation and primary
care or subspecialty notes since the last visit to the multidisciplinary clinic. However, it is not
always possible to capture complete information if the patient is seen by providers outside the
organization or medical group. The nurse should also make note of the patient's diagnoses,
medications and other pertinent information documented by the medical team at the patient’s last
visit.

In preparation for the patient’s visit, a pre-clinic team meeting should be held to discuss vital
information the nurse has gathered since the patient’s previous visit. Although attendance at the
meeting may vary, depending on the type of multidisciplinary clinic and provider availability, typical
attendees include the nurse, clinic coordinator, social worker, dietician, physical therapist,
occupational therapist, specialty physicians and individuals from other services provided in the
clinic, as appropriate. This pre-clinic visit allows team members to re-orient themselves to the
patient and family, review clinical concerns and develop a coordinated plan for the upcoming clinic
visit. This coordinated planning results not only in an efficient clinic visit but also helps to reassure
the patient and family that the team is knowledgeable about their care.

The Clinic Visit

Coordinating the multidisciplinary visit is often challenging, not only with regard to scheduling,
but also in ensuring that patient confidentiality is protected. In order to protect patient privacy, the
team should gather in a conference room and limit conversations about the patient to this room.
In a busy multidisciplinary clinic, visual aids may help to optimize team communication. Using a
dry erase board is one option. In the example below, the team uses the board to write the room
number, patient name and the services that will see the patient during the clinic session. The
team in the Texas Children’s Hospital Multidisciplinary Clinic uses an “X” to indicate that the
patient is to be seen by a service and an “-O-“if the patient will not be seen by that service during
clinic. The board can also be used to write notes about patients’ needs or the language they
speak (Figure 1). When a member of the team is in the patient room, a magnetic disk can be
placed by the patient’'s name under the particular service to indicate who is in the room. To
facilitate clinic flow, it is also helpful to have a clinic coordinator who can remain near the dry
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erase board to enter updates and make sure the clinic runs smoothly. Visual aids and an identified
traffic controller can help the team work together more efficiently and avoid mishaps or
duplications of effort. The board is in the physician’s workroom where access is limited to
authorized personnel.

Figure 1. Example of a Patient Services Board.

RM | Patient Pedi NS Uro PM&R | Ortho | Nutr | SW | CLS | PT

#
Johnny

1 Smith X X X X X -O- X -O-
Jenny Urine

culture

4 | Jones X | X A X O- | X | X | X | -O- | recded
Jesus

5 Garcia | Sp X -O- X -O- -O- ‘ X | -O-] X

* = Pediatrician
A = Urologist

‘ = Nutritionist

Sp = Speaks Spanish

During the multidisciplinary clinic session, the nurse should focus on carrying out physician
orders, such as providing wound care, collecting specimens for the laboratory, completing
laboratory requisitions and administering immunizations or other injections. A critical role of the
nurse is to provide the patient and family members with education on a variety of topics. The
nurse also needs to make sure that the team continues to communicate effectively regarding
patients throughout the clinic session. Finally, the nurse needs to facilitate a smooth discharge
by ensuring that the patient and family understand what took place during the visit, that all their
guestions have been answered adequately and that they understand the follow-up plans.

After the Visit

Team communication is important after the clinic session, and the nurse can serve as the
liaison for all after visit follow-up requests. Phone calls are often needed to ensure that the family
understood the information provided during clinic. The clinic nurse is often the first person to
identify barriers to the family’s ability to understand and adhere to the care plan. When complex
medical recommendations are necessary, parents may need additional support and guidance.
Often, multiple phone calls will be needed as families can be overwhelmed by what may seem
routine to the treatment team. The nurse is crucial in helping each patient achieve the best
outcome, through ongoing support and education. In addition, relaying the family’s challenges
back to the team will allow modification of the care plan as needed.

Between clinic visits, the nurse also serves as the patient’'s primary connection to the
physicians. The nurse needs to be skilled at phone triage since any given call could be an
emergent situation. Can the patient be observed at home? Does he or she need to be seen by
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the pediatrician or evaluated by a subspecialist? Does the patient need to go to the emergency
department?

The nurse plays a vital role in the multidisciplinary clinic, as the facilitator for communication
and ongoing patient education, as well as functioning as an intermediary between the family and
the physicians.

Conclusion

While each member of a multidisciplinary clinic team has a unique perspective on team
communication with children and families, the overarching concepts are common across
disciplines. A team that communicates and functions well, with team members using their
individual skills in mutually effective ways, makes patient care more proactive and more effective.
Research has shown the many benefits of strong interdisciplinary teams: fewer and shorter delays
in patient care; improved morale, increased job satisfaction and lower overall stress among
employees; increased efficiency of staff; improved patient satisfaction; and enhanced clinical
effectiveness with fewer errors (Yeager, 2005). Overall, teamwork, when implemented with
appropriate delineation of individual roles, gives caregivers more control over their work
environment and provides a safety net against clinical errors.

For teams to provide optimal patient care, all members must be able to communicate
effectively both internally and with the patients and families they serve. Team members must be
attuned to the potential challenges of team communication and must take care to deliver clear
and consistent information to families. As a result, families whose children are cared for by
multidisciplinary teams will reap the benefits of multiple professionals’ expertise and support.
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Chapter 17
Delivering and Discussing Bad News
Antonio G. Cabrera

Introduction
Bad news can be defined as information that does any of the following:

o Adversely affects a person’s view of his or her present or future world
e Conveys a threat to a person’s mental or physical well being

e Upsets an established lifestyle or limits a person’s life choices

¢ Engenders a feeling of worry, fear, despair or hopelessness

Most of us have encountered clinical situations in which we were challenged to deliver bad
news to patients and their family members. Receipt of such information can cause immediate or
delayed changes in the individual’s life and relationships to others, including the physician-patient
relationship. These changes can be temporary or long-lasting. Bad news can engender a wide
array of reactions from patients and parents, depending on the individual's life experiences,
personality, emotional stability, culture, spiritual beliefs and worldview, as well as the available
emotional and social support. Given the wide array of potential responses to receiving bad news,
healthcare professionals often find it difficult to step back and take all these aspects into account.

Why Do Healthcare Providers Find It Difficult to Talk about Bad News?

One reason for difficulty in talking with patients about bad news, aside from the fact that bad
news is bad