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CHAPTER 1
I

INTRODUCTION

Maureen Davey, Karni Kissil, and Laura Lynch

We are passionate about this book because of our own experiences with parental
illness, our clinical work, and clinical research with parents and their families.
As children, we were each significantly impacted by parental illness. Two of us
(M.D. and K.K.) lost a mother to cancer when we were school-age children. One
of us (L.L.) experienced a father struggling to manage type 1 diabetes. Reflect-
ing back on our experiences as adults and providers, we realized how family-
centered approaches to medical care could have made our parents’ and families’
struggles easier and reduced feelings of isolation and distress. We each remember
feeling invisible and overlooked by healthcare providers when our parents were
coping with their chronic (diabetes) or life-threatening (cancer) illnesses. Experi-
ences with parental illness in our own families inspired us to study and develop
culturally sensitive prevention programs to help other families like ours. Thus,
our shared desire to help providers improve the lives of the millions of children
currently coping with parental illness is what motivated us to write a book to help
providers better meet the needs of these vulnerable families.

This book was written for mental healthcare providers (e.g., behavioral health-
care providers, clinical psychologists, social workers, family therapists, counsel-
ing psychologists, nurses) who work with families coping with parental illness
in diverse practice settings (e.g., primary care, specialty care, community mental
health, private practice). We describe theoretical frameworks (attachment theory:
Bowlby, 1969/1982, family systems illness model: Rolland, 1999, 2005), seven
types of prevalent parental illnesses and their impact on parents and their children
(e.g., depression, cancer, HIV, multiple sclerosis, lupus, diabetes, cardiovascular dis-
eases), experiences of grandparents raising grandchildren, psychosocial and family
assessment tools, general clinical guidelines to help families cope with parental
illness, evidence-supported prevention programs that facilitate family resilience,
parental death and grief interventions, and ethical considerations. Additionally,
we consider the importance of adapting interventions so they are more culturally
relevant (e.g., tailored for different cultures, ethnicities, and races) and can be
used in diverse practice settings (e.g., primary care, specialty medical clinics, out-
patient mental health clinics, and private practice settings).

History of Helping Families Cope with Parental lliness

From the late 1950s until the mid-1980s, children living with ill parents were rarely
mentioned in the literature, except noting that these children might have more
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responsibilities at home (e.g., Arnaud, 1959; Romano, 1976). At this time, most
clinical providers and researchers focused on patients’ and spouses’ needs, rather
than on their children at home. In the late 1980s, clinical researchers began focusing
on specific parental illnesses with regard to how they impact children, adolescents,
and parents. Yet despite this focus on children and adolescents in the last 30 years,
most medical clinics (primary and specialty) and mental health and private prac-
tice clinics are not routinely assessing and attending to the needs of children who
have ill parents, and they are not providing culturally sensitive, evidence-supported
prevention programs. More often, peer or parent-only cognitive behavioral or psy-
choeducational approaches are offered to families in lieu of prevention programs
that are more interactive and focus on parent—child attachment and improved par-
ent—child communication (Campbell, 2003; Shields, Finley, & Chawla, 2012).

Families are networks of reciprocal relationships. When a parent is diagnosed
with an illness like depression, cancer, HIV, or diabetes, although the course of
the particular illness will differ, it affects the family system, for example, marital
relationships, parenting practices, family roles and routines, children and ado-
lescents, household management, work responsibilities, and social relationships
(e.g., Aldridge & Becker, 1999; Masten, 2001; Rolland, 1994, 1999). When a
parent or primary caregiver (e.g., grandparents who are raising grandchildren) is
ill, depressive mood and distress may be experienced by both the ill parent and
his or her partner or spouse (Armistead, Klein, & Forehand, 1995; Armsden &
Lewis, 1993; Burton, 1992). Noteworthy, there are more symptoms of distress
among single parents with lower incomes because they tend to have less family
support (Cross, 1989; Evans & Kim, 2013; Sue, 2003; Whaley & Davis, 2007).
Additionally, many parents experience impaired parenting because of the illness,
side effects of treatment, and understandable emotional distress (Beardslee, Glad-
stone, Wright, & Cooper, 2003; Beardslee, Versage, & Gladstone, 1998). Conse-
quently, some parents coping with an illness are less psychologically available to
their children, have poorer communication and supervision, provide inconsistent
discipline, experience more irritability, and use more coercive parenting prac-
tices. Parental illness, whether physical or mental, can stress even the strongest
of families.

Impact of Parental lllness

Parental illnesses are common and can affect all levels of the family system: patient,
spouse/partner, and their children. Parental illnesses can also cause depressive
mood and distress in both the afflicted parent and his or her partner or spouse
(Compas, Worsham, Ey, & Howell, 1996). In turn, this can result in impaired
parenting as described previously (Beardslee et al., 1998, 2003). This impairment
of parenting has been linked to poorer adaptability among children, for example,
behavioral, social, and self-esteem problems (Armistead et al., 1995; Lewis, 2004;
Pederson & Revenson, 2005; Weaver, Rowland, Alfano, & McNeel, 2010). Clin-
ical researchers have reported that children may experience physical symptoms,
family conflict, and less family cohesion (Bogosian, Moss-Morris, Hadwin, 2010;
Pakenham, Bursnall, Chiu, Cannon, & Okochi, 2006). Older school-age children
report that their lives are often complicated by their parent’s diagnosis and treat-
ment. Clinical researchers suggest that among children of all ages whose parents
have an illness, older school-age children (ages 10 to 18) tend to report the high-
est levels of psychological symptoms and are at most risk for experiencing anxiety
and depression (Armsden & Lewis, 1993; Beardslee et al., 2003).
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Since parental illness can have a profound impact on children and adoles-
cents with regard to their development, physical and mental health, and over-
all well-being (Pakenham & Cox, 2012), a family-centered approach to care is
needed in our healthcare system. Access to information and a range of practical
and emotional support services are essential for families experiencing parental
illness (Chelsa, 2010). Psychosocial support should be part of the routine practice
of all healthcare providers who have direct contact with children and families.

Yet, our current healthcare system does not routinely support families, chil-
dren, and adolescents when a parent has a serious, chronic, or life-threatening ill-
ness (Blank, 2012; Johnson, 2000). Many of today’s behavioral health therapists
and mental healthcare providers lack training regarding how to interview, inter-
vene, and respond to more than the ill parents who are their patients (Martire,
2005; Martire, Lustig, Schulz, Miller, & Helgeson, 2004). Families frequently
describe difficulty meeting the demands of a parental illness. They may have lim-
ited financial resources, inadequate respite support, limited communication with
the education and healthcare systems, and competing work and family commit-
ments (Evans & Kim, 2013). Some families become socially isolated at a time
when they most need supportive social relationships. Helping providers rou-
tinely use psychosocial assessments and family interventions at the front end and
throughout treatment could help these families receive the support they need
(Chelsa, 2010). We hope our book helps providers working in diverse practice
settings with families who are coping with parental illness.

Audience for the Book

Designed for prevention and intervention, this book was written for two groups
of professionals. The first group includes clinical supervisors who train providers
(such as counselors, psychologists, nurses, physicians, social workers, marriage
and family therapists) who work in medical settings, community mental health
clinics, and private practice, to help them utilize a family-centered approach to
care with families coping with different types of parental illnesses.

The second group includes program administrators and other decision-makers
involved in developing curricula and implementation in various helping profes-
sional programs. This book can be used as a primary or supplemental textbook
for graduate classes dedicated to the clinical preparation and development of
clinicians such as clinical practicum, medical family therapy, or health psychology
courses. It is applicable across mental health and physical health disciplines includ-
ing psychology, sociology, nursing, public health, social work, and medicine.

Overview of Book Chapters

This book is divided into three parts. Part I continues with Chapter 2, “Main-
taining a Family Focus: Utilizing Attachment Theory and the Family Systems
Illness Model,” in which we review two frameworks, attachment theory (Bowlby,
1969/1982) and the family systems illness model (Rolland, 1999), that guided the
development of this book. Bowlby (1969/1982) emphasized the importance of
accessibility and responsiveness between children and adolescents and their pri-
mary caregivers, which has been linked to better social and emotional adjustment;
we believe this can help shield children and adolescents who are coping with an ill
parent. Attachment theory assumes that a child’s sense of security in life depends
on parents being available and protective. Although attachment is essential in
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infancy, it is also important throughout the life cycle (Bowlby, 1969/1982). Paren-
tal illness is a stressful life event that can lead to family instability and parental
depression, which are associated with less parental supervision and sometimes
more coercive parenting. The strength of the parent—child attachment bond can
shield children from the negative effects of coping with a parent’s illness. Secure
attachments can help to protect children so that when adversity is present, they
can better cope and adapt.

Rolland’s family systems illness model (1999, 2005) provides a systemic
framework for working with families who are facing any chronic illness. Rol-
land’s model acknowledges the effect of the “psychosocial types of illness”
(Rolland, 1999, p. 244), which refers to categorizing and understanding the
impact of the illness based on its: (1) type of onset, (2) type of course it takes,
(3) outcome of an illness, (4) how much incapacitation the illness causes, and
(5) level of uncertainty related to the illness. We applied this model to each of
the illnesses described in Part II of our book to provide a systemic framework for
identifying clinically relevant and culturally sensitive clinical interventions.

Part II, Parental Illnesses, consists of eight chapters describing seven different
types of parental illnesses (Chapters 3 to 9) and the experiences of grandparents
coping with illness and raising grandchildren (Chapter 10). Chapter 3 through 9
are all organized in the following way: (1) prevalence, prognosis, and associated
medical outcomes, as well as a description of illness according to Rolland’s (1999)
categorization; (2) effects of the illness on parents and children; (3) cultural con-
siderations and consideration of cultural differences and presentations based on
the clinical context (e.g., primary care, specialty clinics, outpatient mental health,
private practice), age of child, race, ethnicity, family structure, which parent or
grandparent is ill, and class; (4) clinical vignette illustrating how a family coping
with the specific parental illness could present; and (5) additional resources. The
seven illnesses reviewed in Part II are reflected in the respective chapter titles:
“Parental Depression” (Chapter 3), “Parental Cancer” (Chapter 4), “Parental
HIV” (Chapter 5), “Parental Multiple Sclerosis” (Chapter 6), “Parental Sys-
temic Lupus Erythematosus” (Chapter 7), “Parental Diabetes” (Chapter 8), and
“Parental Cardiovascular Diseases” (Chapter 9). We end Part II with a chapter
describing the experiences of grandparents raising grandchildren (Chapter 10).
We included this chapter because there has been a steady increase in the number
of grandparent-headed households in the United States since the 1990s. Unfortu-
nately, grandparents who have the primary responsibility of raising their grand-
children tend to have poorer self-reported mental health outcomes, including
experiencing greater parenting stresses, depression, family strain, and anxiety
compared to those grandparents not serving in this capacity. This is particularly
so for those of lower socioeconomic status (SES) who tend to have fewer material
resources and poorer networks of social support (Burton, 1992).

Part III, Interventions and Clinical Considerations, includes five chapters. In
Chapter 11, “Needs Assessments and Clinical Tools,” we review valid and reli-
able adult, child/adolescent, and family assessment tools that can help providers
utilize a family-centered approach to care. We describe the importance of doing
needs assessments on adult patients to determine if they have school age chil-
dren at home and if these children are struggling because of a parent’s illness. In
Chapter 12, “Clinical Guidelines for Working with Parental Illness,” we review
available literature and offer clear, step-by-step guidelines for effective and cultur-
ally sensitive treatment in diverse practice settings. We also describe how to help
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parents have more open communication about their illness, so children do not
worry alone, and how parents can provide updates to children in developmentally
appropriate ways. Finally, we provide tips to help parents prepare children for
any hospital visits by describing in advance what a child will see and hear; debrief
with children after medical visits to allay any worries, fears, or concerns; and
provide other forms of communication (e.g., cards, drawings, videos) when visits
are not possible while in treatment. In Chapter 13, “Evidence-Supported Treat-
ments for Parental Illness,” we review some evidence-supported family treatment
programs for depression, cancer, and HIV. We also consider the importance of
culturally adapting treatments for diverse populations and becoming a culturally
sensitive provider.

The purpose of this book is to help providers support families coping with
parental illness. Sadly, for some families, illness will lead to the death of the ill
parent. Providers working with families coping with parental illness have an
important role and can help families work through both anticipatory grief before
the loss and mourning after the death. In Chapter 14, “Parental Death and Grief
Interventions,” we describe how children at different ages tend to grieve the loss
of a parent and when grief becomes complicated. We also describe factors that
can affect children’s adjustment following parental loss, and we offer interven-
tions that can be used by professionals to facilitate healthy grieving.

In the last chapter, Chapter 15, “Ethical Considerations,” we review legal and
ethical issues that could arise when working with families who are coping with
parental illness. We use two case examples to illustrate issues such as collaborat-
ing with medical providers, confidentiality and informed consent, working with
the family as a unit of treatment, and contacting school personnel.

This book was written for a clinical audience so it could be used as a practical,
hands-on resource. All of the illness chapters follow the same format to make
it easier to find relevant information. We included text boxes with salient take-
home points in most chapters, for those readers who do not have time to thor-
oughly read each chapter. We also included additional resources in each chapter
to help providers expand their knowledge beyond the scope of this book. We
hope providers use this book as a resource to help them provide family-centered
approaches to care to children coping with parental illness and their parents.
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CHAPTER 2
I

MAINTAINING A FAMILY FOCUS

Utilizing Attachment Theory and the Family
Systems lllness Model

Laura Lynch

The Institute of Medicine has recognized the important role families play in indi-
vidual healthcare practices and clinical outcomes and has recommended their
inclusion in primary and tertiary care clinical settings (IOM, 2001). A family-
centered approach to care describes a philosophy that places the patient and his/
her family at the center of health care; advocates for collaboration between the
patient, family members, and the healthcare team; and facilitates collaborative
relationships (Martire et al., 2004). Family-centered care is responsive to fam-
ilies’ strengths and needs, cultural contexts regarding views about health and
illness, and the need for long-term continuity of care (McDaniel, Campbell, Hep-
worth, & Lorenz, 2005).

Although many researchers and providers have reported that family and social
support are powerful untapped resources for improving treatment adherence to
chronic medical conditions, primary and specialty care providers have not con-
sistently found a way to utilize family-centered approaches to assessment and
care (e.g., Johnson, 2000; Peterson, Takiya, & Finley, 2003). Some of the reasons
providers struggle to implement family-centered approaches to care, especially
with adult patient populations, is because of financial (billing for family visits
and for multiple providers), clinical (lack of knowledge about how to work with
families), and administrative barriers (see Peek, 2008).

Despite these barriers, family-centered care has been recommended because
positive family support is associated with better medication and treatment adher-
ence; more open and positive communication between patients, family members,
and their treatment teams; and treatment retention (DiGioia, Greenhouse, &
Levison, 2007). Family members influence the patient’s psychological adjustment
and management of chronic illnesses, including the adoption of healthy behaviors
(Martire, Lustig, Schulz, Miller, & Helgeson, 2004). The family is the primary
social context for patients; it is a naturally occurring support system through
which to provide health-related prevention and intervention programs (Duke &
Scal, 2011; Pakenham & Cox, 2014).

Involving family members in each other’s care can be efficient, informative,
and influential to the success of treatment plans (Jdegard, 2005). Family inclu-
sion can range from acknowledging the family’s influence on individual health
to incorporating family, friends, and caregivers as part of routine care (IOM,
2001; McDaniel et al., 2005). Although this clinical approach is more common
among providers who work with pediatric (e.g., partnering with parents to help
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an ill child) and geriatric (e.g., partnering with caregivers of elderly patients) pop-
ulations, we recommend using a family-centered approach to care with adult
patients who are parenting children at home.

In this chapter, we review John Bowlby’s attachment theory (Bowlby, 1973,
1980) and John Rolland’s family systems illness model (Rolland, 1999) to help
providers utilize a family-centered approach to care with parents who are coping
with an illness and caring for children at home. Bowlby (1969/1982) emphasized
the importance of accessibility and responsiveness between children, adolescents,
and their primary caregivers, which has been linked to improved social and emo-
tional adjustment among children. Parental illness is a stressful life event that can
lead to family instability and parental depression (see Chapter 3), which is asso-
ciated with less parental supervision and, for some parents, more coercive par-
enting (e.g., Beardslee et al., 1998). The strength of the parent—child attachment
bond can shield children and adolescents from the negative effects of coping with
a parent’s illness. Secure attachments can help to protect children so that when
adversity is present (a parent’s illness), they can better cope and adapt (Feeney,
2000).

Additionally, in this chapter we summarize John Rolland’s FSI model (1999,
2005), which is a systemic framework for working with families who are facing
chronic illness. We chose this model because it focuses on family strengths and
“attends to the expected psychosocial demands of a disorder through its various
phases, family systems dynamics that emphasize family and individual life cycles,
multigenerational patterns, and belief systems” (Rolland, 1999, p. 244). The fam-
ily systems illness model acknowledges the effect of the “psychosocial types of ill-
ness” (Rolland, 1999, p. 244), which refers to categorizing and understanding the
impact of an illness based on the following: (1) type of onset, (2) type of course it
takes, (3) outcome of the illness, (4) how much incapacitation the illness causes,
and (5) level of uncertainty related to the illness.

Theory provides a framework to guide clinical work with individuals, couples,
and families; it helps providers develop case conceptualizations, interpret new
issues that emerge a case, and develop treatment goals. In this chapter we review
one theory (attachment theory; Bowlby, 1969) and one theory-based model (family
systems illness model; Rolland, 1994a,b, 1999) to help providers utilize a family-
centered approach to care with families who are coping with parental illness.

Attachment Theory

An understanding of attachment theory is essential for working with parents and
children, because this theory provides a foundational framework for understanding
parent—child relationships. John Bowlby (1988), a psychiatrist, developed attachment
theory to explain the consequences of parent—child separations during World War II.
Existing theories explaining children’s ties to their mothers did not fit with what
he observed and experienced as a provider working with institutionalized and
hospitalized children (Bowlby, 1988), so he developed a theory to better explain
parent—child dynamics. Bowlby (1988) posited that attachment to significant oth-
ers is an individual and primary source of human motivation, and is instinctual,
like the innate drive for food and sex.

Attachment theory assumes that a child’s sense of security depends on parents
being available, attuned, and protective. Although attachment is essential during
infancy, it is also important throughout the life cycle (Bowlby, 1969/1982).
Researchers have reported that attachment issues in childhood can have long-term
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negative effects in adulthood (Ainsworth et al., 1978; Armistead et al., 1995;
Armsden & Lewis, 1993; Bowlby, 1969/1982; Rolland, 1999; Simpson, Collins,
Tran, & Haydon, 2007; Walsh, 2002), such as anxiety, anger, depression, trouble
making secure attachments in adult relationships, and substance abuse, among
other negative outcomes. Attachment begins in infancy; infants have an innate
need to connect to a primary caregiver who can protect them and meet their basic
needs (e.g., food, shelter).

During infancy, the primary attachment figure is typically the mother, but a
child can have more than one attachment figure (e.g., mother and father; grand-
parents). When children experience physical or emotional distress, they tend to
seek out their primary attachment figures in order to feel safe and to receive
comfort (Bowlby, 1969/1982); they do this by exhibiting attachment behaviors.
“Attachment behaviour is any form of behaviour that results in a person attaining
or maintaining proximity to some other clearly identified individual who is con-
ceived as better able to cope with the world” (Bowlby, 1988, p. 26). For example,
an infant will do this through crying, while young children look for or move
toward their attachment figures.

When an attachment figure is consistently available, attuned, can comfort the
child, and meet practical, emotional, and social needs, then a secure attachment is
developed. If a parent is unavailable, or inconsistently available, insecure attach-
ments tend to develop because children learn they cannot depend on their attach-
ment figures (Bowlby, 1988). The type of response and consistency of attachment
figures also affects children’s internal working models. Bowlby (1988) defines
“internal working models” as children’s views of themselves and others, formed
through interactions and experiences with attachment figures. This in turn affects
how children anticipate and respond to attachment figures and their surroundings
(Bowlby, 1969/1982). These early attachment experiences and related internal
working models continue to affect how individuals view and act in close rela-
tionships during adolescence and later in adulthood (Caffery & Erdman, 2003).

Attachment theory was expanded by Bowlby’s colleague, Dr. Mary Ainsworth,
who was a developmental psychologist. Her most renowned research was conduct-
ing “the strange situation” experiment, in which she observed infants’ behaviors
in the presence and absence of their mothers and in the presence of a stranger
(Ainsworth et al., 1978). When the stranger was present, children felt threat-
ened and attachment behaviors (seeking contact with mother) were heightened
(Ainsworth et al., 1978). Ainsworth hypothesized that parents act as a foundation
of safety and security, a “secure base” from which children can confidently explore
their surroundings (Ainsworth et al., 1978). Yet, this only occurs if there is secure
attachment between the child and parent (Rajecki, Lamb, & Obmascher, 1978).

In her seminal research with children and their primary caregivers, Ainsworth
and Bell (1970) identified three main attachment patterns: (1) secure, (2) ambiv-
alent, and (3) avoidant. The latter two are insecure attachment styles. Securely
attached children were distressed when first separated from their mothers, but
then were able to self-soothe and explore. When reunited, these children imme-
diately sought contact with their mothers and then returned to exploring their
surroundings. These mothers were consistently warm, attuned, and responsive to
their babies’ social and emotional needs (Ainsworth & Bell, 1970).

Ambivalent attachment was characterized by distress upon separation from
attachment figures, but ambivalence when reunited with them. Mothers of
ambivalently attached infants were inconsistent with their responsiveness (e.g.,
sometimes warmly responding to their cries, sometimes ignoring their children)
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(Ainsworth et al., 1978). Avoidant attachment was characterized by infants who
did not exhibit much distress when separated from their mothers and were avoid-
ant of their mothers when reunited. Mothers of these infants tended to reject
them and be emotionally unresponsive (Ainsworth et al., 1978).

Later, Main and Solomon (1990) described a fourth type of attachment pattern:
disorganized (also an insecure attachment). Infants with this type of attachment
did not have any predictable attachment behaviors. Disorganized attachment
forms when attachment figures are unpredictable themselves and children cannot
anticipate how they will react (Lyons-Ruth & Jacobvitz, 1999).

Parental lllness and Attachment

Parental illness is a stressor that can activate attachment behaviors in children at
all ages. The illness can lead to physical separations between the ill parent and
children, for example, because ill parents might need to be hospitalized for vary-
ing periods of time (Feeney, 2000; Feeney & Ryan, 1994). Even if a child is able
to visit the parent in the hospital, the parent is not as readily available to the child
and is unable to be as attuned and responsive and care for the child’s needs in the
same way. Additionally, having a chronic illness can make it difficult for parents
to be as emotionally and physically attuned and responsive to their children, even
when they are not hospitalized (e.g., needing to rest at home because of side
effects from treatment) (Meijer, Oort, Visser-Meily, & Sieh, 2014).

Thus, physical separations and decreased parental responsiveness can trig-
ger attachment behaviors in the children/adolescents of chronically ill parents.
Attachment behaviors will vary based on whether the child is securely or inse-
curely attached and the age of the child (Diareme et al., 2007). Armsden and
Lewis (1993) noted that “children with a history of secure attachment might
show a more intense behavioral reaction to a real separation threat than children
who have experienced chronic unresponsive parenting” (p. 155). Yet, securely
attached children are able to more easily cope will the stressor because of their
abilities to seek out assistance from trusted attachment figures and because pos-
itive attachment experiences have shaped a more resilient and positive internal
working model (Armsden & Lewis, 1993). Attachment behavior of a child with
an ill parent will also look different depending on the child’s age and culture;
these differences are further explored in Chapter 13.

Parental illness itself does not necessarily lead to the development of an inse-
cure attachment. Rather, the illness can activate existing attachment patterns
between parents and their children. For example, Sieh, Visser-Meily, and Meijer
(2013) compared a sample of Dutch families who were parenting adolescents
who had healthy parents to a sample of families with adolescents who had par-
ents coping with a chronic medical condition. They found no differences in the
quality of parent—child attachment between the two groups of adolescents. Sieh
et al. (2013) said, “it may be argued that children [of parents with chronic med-
ical conditions] require . . . highly secure parent attachment to buffer the risk for
adjustment difficulties” (p. 216).

Children’s attachment security affects how they will react to and experience
parental illness. Ireland and Pakenham (2010) examined the adjustment of youth
to parental illness or parental disability in a sample of 81 Australian children
who were 10 to 25 years old. They reported associations between the partici-
pants’ attachment security and caregiving of their ill parents; more attachment
security was associated with less distress providing care to their ill parents and
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greater confidence providing care to their parents. According to their results,
attachment security was not associated with adjustment to the parental illness.
Yet, the authors noted that attachment between children and the parent who was
not ill was not measured; secure attachment to the healthy parent may reduce the
negative effects of insecure attachment to the ill parent (Ireland and Pakenham,
2010).

It is important to mention that if a parental illness is severe enough to cause
repeated and long-term ruptures in the parent—child relationship and to interfere
with the ill parent’s responsiveness, a child’s previously secure attachment with
the ill parent could become compromised (Pakenham & Cox, 2014). Armsden
and Lewis (1993) said “dramatic and consistent positive or negative alterations
in parental availability, for example, may result insignificant changes in the
child’s view of the relationship” (pp. 154-155). Bowlby (1988) also suggested
that significant changes in parental behavior toward a child can change the qual-
ity of attachment, although attachment style tends to become more static as a
child ages (p. 127). Next, we summarize John Rolland’s family systems illness
model (Rolland, 1999, 2005) to help mental healthcare providers use a family-
centered approach to care.

Family Systems Illness Model

Rolland’s family systems illness (FSI) model (1984, 1987a,b, 1988, 1994a,b,
1999, 2005) is a systemic framework to help providers work with families facing
a chronic illness. Rolland developed this model based on family systems theory
and his own clinical experiences as a psychiatrist working with families coping
with illness (Rolland, 2005). His model emphasizes family strengths and “attends
to the expected psychosocial demands of a disorder through its various phases,
family systems dynamics that emphasize family and individual life cycles, mul-
tigenerational patterns, and belief systems” (Rolland, 1999, p. 244). Rolland
(1999) noted that family belief systems are informed by the family’s culture,
ethnicity, and gender. Undoubtedly, individuals and the family systems they are
embedded in are recursively affected by these salient contextual variables.

The FSI model also acknowledges the effect of “psychosocial types of illness™
(Rolland, 1999, p. 244), which refers to categorizing and understanding the
impact of an illness based on the following factors: (1) the type of illness onset
(acute or sudden, gradual), (2) the course the illness takes (progressive, constant,
relapsing), (3) the outcome of an illness (nonfatal, shortened life span, fatal),
(4) the extent of incapacitation caused by illness (none, mild, moderate, severe),
and (5) the level of uncertainty related to the illness. Rolland notes that the level
of uncertainty is a factor that is affected by all of the previous factors (e.g., onset,
course) and is better understood as a “metacharacteristic” of the others (1994a,
p. 33). For instance, some illnesses have an unpredictable course (e.g., multiple
sclerosis) and/or outcome (e.g., advanced stage cancer), and sometimes the rate at
which an illness develops or changes over time can be unpredictable.

Illnesses can have an acute or gradual onset; an acute onset tends to have a
more negative effect on the family because it is unexpected and sudden (Rolland,
1999). Rolland (1999) broke down the course of an illness into the following
three categories: (1) “progressive” or steady deterioration over time, (2) “con-
stant” or “a semi-permanent change that is stable and predictable over a consid-
erable time span,” and (3) “relapsing or episodic,” in which stability or symptom
intensity varies (Rolland, 1999, p. 245).
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Rolland (1999) also described the importance of the “time phases of illness”
(p. 246), which refers to the development of an illness over time. He identified
three salient time phases: (1) crisis (prediagnosis with symptoms, diagnosis, and
adjustment period), (2) chronic (the long haul during treatment), and (3) ter-
minal (preterminal, death, mourning, and resolution of loss). The crisis phase
occurs when symptoms are present but a diagnosis has not yet been made, and it
describes the period of adjustment right after a patient receives a definitive diag-
nosis. Rolland (1999) notes that during the crisis phase, mental health and health-
care providers can have a significant impact on how family members view the
illness. The chronic phase is the ongoing experience of coping with the illness (e.g.,
treatment, monitoring) post crisis phase. If an illness reaches the terminal phase,
“the inevitability of death becomes apparent and dominates family life” (p. 248).

Parental lllness and the FSI Model

Rolland (1994a,b, 2005) wrote about the FSI model in the context of parental
illness and disability. He emphasized the importance of attending to the family’s
life cycle phase; for example, parental illness while raising young children is not
a normative or expected occurrence. Thus, families are likely to experience addi-
tional stress if the demands of the parental illness interfere with typical develop-
mental tasks and family routines (e.g., having children, guiding children through
their own milestones, preparing to launch children) during this phase (Rolland,
1999). The ill parent may not be able to fully share parenting responsibilities with
the healthy parent the same way he or she could before the illness; single parents
may struggle if they do not have help from other family members for support.
The illness could also affect a couple’s timeline for having children or the number
of children they have.

As children become adolescents and begin to individuate from their parents,
they may feel conflicted because of a desire to spend more time with peers versus
the parent and the corresponding needs of the family (Rolland, 1999). Rolland
(1999) also said that how a couple handles and communicates about the illness
can affect how their children are able to cope with the illness; when parents have
more open communication about the illness and their relationship, children are
better able to adapt as well. Open communication between parents and children
benefits children who are coping with a parent’s illness; children’s anxiety can be
decreased when parents provide age-appropriate information about the illness
and its impact (Rolland, 1999) (see Chapter 13 for more details).

Families coping with parental illness may have the tendency to see the illness
as the sick parent’s issue; however, it is more adaptive and beneficial for all family
members when it is reframed as a family challenge so everyone can work together
(Rolland, 1999). Nonetheless, it is important that the familial relationships (cou-
ple, parent—child, siblings) do not become defined by the illness. Rolland (1999)
notes that “therapists can help family members to learn how to circumscribe the
time and space occupied by the condition in their relationships . . . [and] keep the
illness in its place” (p. 259) (see Chapter 13 for more details).

Providers using FSI should first consider who (couple, parent—child, patient/
family-healthcare team) should be included in therapy sessions or excluded and
why. They should first meet with parents to find out what topics are off limits
with children at home and why, as well as explore the communication and parent-
ing styles with children and adolescents at home (Rolland, 1999). For example,
there is no evidence that children or youth are hurt by gradual age-appropriate
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information about the parent’s illness; blocked communication is associated with
feelings of isolation, anxiety, and depression for family members. Additionally,
older youth might benefit from meeting with the healthcare team so they are
better informed and feel less anxious about the course of the parent’s treatment,
especially with single parents who rely on older children to care for younger
children at home and help out with family routines. Rolland (1999) recommends
a range of family consultations depending on the presenting issues in the family.
For instance, he suggests meeting with family during crucial transition points
(such as a change in prognosis) and conducting psychosocial check-ups with fam-
ily members throughout treatment.

It is important to understand multigenerational family patterns regarding past
experiences with illness (Rolland, 1987a), such as individual and family devel-
opment; multigenerational experiences with illness and loss, including stories of
resilience; current timing of the parental illness with regard to the family’s life
cycle (newly formed couple, new parents, parenting school age/adolescent chil-
dren, launching adult children); and the impact of the illness on future individual
and family life cycle planning. Rolland recommends asking families the following
questions to understand the multigenerational experiences with illness: (1) How
did the family organize itself as a system in response to any prior illness, loss, and
crisis, and how did this system evolve over time? (2)What did family members
learn from those experiences? (3)What are learned differences among key family
members (Rolland, 1999)? Providers should also illicit family members’ health
beliefs to understand how the family creates meaning for the parental illness
experience, and then try to facilitate competency and mastery. Some beliefs to
examine among family members are: (1) mind-body relationship, (2) control and
mastery, (3) beliefs about the cause of the parental illness (e.g., punishment for
sins, blame on self or family member, genetic link to parent, injustice, bad luck),
(4) course and outcome, (5) ethnic and cultural beliefs (e.g., control, appropriate
sick role, kind and degree of open communication, who is in caretaking system,
normative illness rituals), (6) spirituality, and (7) communication style among
family members (Rolland, 1999).

Sieh, Dikkers, Visser-Meily, and Meijer (2012) conducted a study with
Dutch families coping with parents’ chronic medical conditions using the FSI
model (Rolland, 1984, 1987a,b, 1988, 1994a,b, 1999, 2005). The researchers
explored the link between adolescents’ stress levels and parental illness type.
Sieh et al. (2012) noted the FSI model views illness with regard to illness type
and family functioning; different chronic illnesses differ from each other in
terms of onset, course, disability, level, outcome, and stage of illness. Their
results support the FSI model; family functioning (based on quality of the mar-
ital relationship, parent—child interaction, and parent—child attachment) was
significantly associated with adolescents’ stress levels, but the parents’ illness
types were not associated with stress level. This latter finding may be due to
the fact that only families in the chronic phase were included in this study, and
“the stressors associated with the crisis stage of a less severe condition could
easily generate more strain on a family system than the chronic phase of a more
serious condition” (Sieh et al., 2012, p. 603).

Conclusions

Attachment theory, the FSI model, and a family-centered approach to care com-
plement each other. The FSI model focuses on family functioning and parent—child
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relationships, which are important factors regarding how families adapt to
chronic illnesses, whereas attachment theory more deeply considers the nature of
children’s relationships to their parents. The FSI model adds to attachment theory
by acknowledging the larger family system that the parent—child relationship is
part of, as well as the context of the various dimensions of the chronic illness and
time (the family life cycle, culture, spirituality). By using attachment theory and
the FSI model, providers can better understand and attend to the complex dynam-
ics among families who are coping with an ill parent and utilize a family-centered
approach to care.
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CHAPTER 3
I

PARENTAL DEPRESSION

Laura Lynch

An estimated 7.5 million parents are currently coping with depression in the
U.S., and approximately 15 million children have a parent who has depression
(National Research Council and Institute of Medicine, 2009). It is important to
note that depression does not automatically mean an individual cannot be a good
parent; however, if the depression is not treated and the family is not supported,
it can have long-lasting and negative effects on children. Although depression is
a mental health condition, we decided to include it in our book because across
all types of parental medical illnesses, comorbid depression is common for up
to 2 years after diagnosis and can negatively impact both parents and their off-
spring. Providers working with families who are coping with parental illness will
often encounter depressive symptoms or depression and should understand how
it can affect families.

Depression: About the lllness
Prevalence

Depression is a mental health condition characterized by low mood and/or anhe-
donia, defined as the loss of interest or pleasure in previously pleasurable activities
that persists for two or more weeks (APA, 2013); it affects many individuals in
the U.S. and worldwide. According to the CDC’s (2012) analysis of the National
Health and Nutrition Examination Survey (NHANES) data from 2007 to 2010,
almost 8% of individuals in the United States (ages 12 and above) met the criteria
for “current depression.” “Current depression” describes individuals who meet
the criteria for depression based on their score on the Patient Health Question-
naire, which asks about depressive symptoms in the past 2 weeks (CDC, 2012).
Approximately 4.1% of these individuals will be diagnosed with major depres-
sive disorder criteria. According to the Substance Abuse and Mental Health Ser-
vices Administration’s (SAMHSA, 2013) 2012 National Survey on Drug Use and
Health, approximately 16 million adults, or 6.9% of the U.S. population, have
experienced one or more episodes of major depression in the past 12 months.
There are significant health disparities (e.g., age, gender, race, ethnicity, SES,
marital status) in the incidence of depression. Young adults (ages 18-25) report
the highest rates of major depressive episodes in the past year with a prevalence
rate of 8.7% (SAMHSA, 2013). This age group is followed by 26- to 49-year-
olds, who have a 7.6% prevalence, and then people aged 50 years and older, who
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have a 5.1% prevalence rate (SAMHSA, 2013). Racial minorities, particularly Black
and Hispanic individuals, have a significantly higher incidence of depression com-
pared to Whites (Pratt & Brody, 2014). According to SAMHSA (2013), individuals
who identified as having two or more races have the highest incidence (11.4%) of a
major depressive episode in the past 12 months. This group was followed in incidence
rates by individuals who identified as American Indian or Alaska Native (8.9%),
White individuals (7.3%), Hispanic individuals (5.8%), Black individuals (4.6%),
Asian individuals (4.0%), and Native Hawaiian/Other Pacific Islander (1.6%).

There is a significantly higher incidence of depression among women com-
pared to men (see Figure 3.1); in 2013, approximately 8.1% of women and 5.1%
of men had a major depressive episode in the last 12 months (SAMHSA, 2013).
There are also socioeconomic disparities related to depression. Individuals living
below the poverty line are significantly more likely to experience depression than
those living at or above the poverty line (Pratt & Brody, 2014). According to the
National Center for Health Statistics (2012), from 2005 until 2010, adults living
below the poverty level had an incidence of depression more than four times
higher than adults whose family incomes fell at or above 400% of the poverty
level. Noteworthy, low-income mothers have significantly high rates of depres-
sion compared to higher-income mothers (Beardslee, Versage, & Giadstone,
1998). Conversely, there is significantly less depression among adults who have
college degrees compared to individuals with lower levels of education (including
less than high school, high school, and some college levels of education) (SAM-
HSA, 2013).
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Figure 3.1 12-Month Prevalence of Major Depressive Episode among U.S. Adults
(2013)

Source: U.S. Department of Health and Human Services, National Institutes of Health,
National Institute of Mental Health. (2013). Major depression among adults. Data courtesy of
SAMHSA. Retrieved from www.nimh.nih.gov/health/statistics/prevalence/major-depression-
among-adults.shtml
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Symptoms and Medical Outcomes

Depressive symptoms can include low mood, loss of interest or pleasure, appe-
tite changes, weight changes, sleep changes, low energy, difficulty concentrating,
feelings of guilt or worthlessness, restlessness, and suicidal ideation (APA, 2013).
Depending on the severity and length of the depressive symptoms, an individual
can be diagnosed with a depressive disorder, such as major depressive disorder. In
the next section, the different types of depression are described according to the

DSM-V (APA, 2013).

Types of Depression

There are different types of depressive disorders classified by the American Psy-
chological Association’s DSM-V (APA, 2013). In this chapter, we focus primarily
on depressive disorders that tend to co-occur with parental medical illnesses.

Major Depressive Disorder

Major depressive disorder (MDD) is diagnosed when an individual has expe-
rienced depressed mood and/or anhedonia in addition to four other depressive
symptoms almost daily for at least 2 weeks. An individual must have no history
of manic or hypomanic episodes to receive this diagnosis. A manic episode is
characterized by a period of abnormally and persistently elevated, expansive, or
irritable mood lasting for at least 1 week with at least three additional related
symptoms. A hypomanic episode is characterized by a distinct period similar to
a manic episode but with less intense symptoms and a shorter duration of 4 days
(APA, 2013). MDD can last indefinitely, or the major depressive episode can lead
to periods of remission for at least 2 months with little to no symptoms (APA,
2013).

Persistent Depressive Disorder

In the DSM-V (APA, 2013), persistent depressive disorder is a newer diagnosis
that combines the previous DSM-IV-TR (APA, 2000) diagnoses of chronic major
depressive disorder and dysthymic disorder, which is a milder but chronic type
of depression. A persistent depressive disorder diagnosis describes an individual
who is experiencing depressed mood almost daily for most of the day, for a mini-
mum of 2 years, along with at least two of the following symptoms: (1) increased
or decreased appetite, (2) difficulty sleeping or sleeping too much, (3) decreased
energy or tiredness, (4) low self-esteem, (5) poor concentration or indecisiveness,
and (6) feelings of hopelessness (APA, 2013). Symptoms must have a significant
impact on psychosocial functioning (e.g., work performance, close relationships).
Additionally, if an individual has experienced a remission in symptoms during
a 2-year or longer period, it cannot be for more than 2 months. If an individual
meets the criteria for persistent depressive disorder and also meets the criteria for
a major depressive disorder, then persistent depressive disorder is diagnosed, with
the proviso that MDD is also present.

Depressive Disorder Due to Another Medical Condlition

Depressive disorder due to another medical condition is diagnosed when there
is significant and persistent depressed mood or anhedonia and when “there is
evidence from the history, physical examination, or laboratory findings that this
disturbance is the direct pathophysiological consequence of another medical



Downloaded by [National Library of the Philippines] at 23:05 01 November 2017

24 Parental Illnesses

condition” (APA, 2013, p. 180). In order to receive this diagnosis, symptoms
cannot be exclusive to an episode of delirium, cannot be better explained by
another mental health diagnosis, and have a negative psychosocial impact (APA,
2013). Examples of chronic illness that can result in this diagnosis are: (1) stroke,
(2) Huntington’s disease, (3) traumatic brain injury, (4) Parkinson’s disease, and
(5) hypothyroidism (APA, 2013).

Other Specified Depressive Disorder and

Unspecified Depressive Disorder

Individuals can be given a diagnosis of other specified depressive disorder or
unspecified depressive disorder if they experience depressive symptoms that
are significant but do not fully meet the criteria for another depressive disorder
because of the number and duration of symptoms (APA, 2013). The experience
of significant depressive symptoms that fit a specific depressive disorder category
has been described as minor depression in the co-morbid depression and illness
literature.

Depression can have negative health consequences for patients. Patients coping
with depression as well as a physical illnesses tend to have worse illness outcomes,
such as lower levels of overall physical health, more illness burden, and higher
mortality rates (Chiang et al., 2015; Katon, Lin, & Kroenke, 2007; McCusker,
Cole, Ciampi, Latimer, Windholz, & Belzile, 2007; van Dijk et al., 20135).
Co-morbid depression can also affect how individuals experience and cope with
a chronic physical illness; depression can negatively impact patients’ perceptions
of their illness severity (Hurt, Weinman, & Brown, 2009; Walker, Lindner, &
Noonan, 2009) and their healthcare utilization (Snell, Fernandes, Bujoreanu, &
Garcia, 2014). Noteworthy, researchers report that depressed individuals are at a
higher risk for developing physical illnesses in general (Holahan, Pahl, Cronkite,
Holahan, North, & Moos, 2010; Patten et al., 2008).

Depression can also contribute to decreased overall self-care and poor adherence
to medical treatment, which has negative consequences for health (Katon, 2003).
For example, there is a significant link between depression and other unhealthy
behaviors (e.g., smoking, lack of exercise, poor diet) (Appelhans et al., 2012;
Chang, Lin, Wang, Fan, Chou, & Chen, 2013; Ellis, Orom, Giovino, & Kiviniemi,
2015; Husky, Mazure, Paliwal, & McKee, 2008; Rosal et al., 2001).

Suicide

Suicide is defined by the CDC as “death that has been caused by self-directed inju-
rious behavior with any intent to die as a result of the behavior” (CDC, 2015a).
Suicide is the 10th leading cause of death in the U.S. (National Center for Injury
Prevention and Control, CDC, 2013), and depression is a significant risk factor for
suicide (Mayo Clinic, 2015). Suicidal ideation is one of the symptoms of depres-
sion, and if it is not addressed, there is a risk that suicidal thoughts will escalate into
a suicidal plan and/or action. From 2005 to 2009, the suicide rates were highest
among American Indian/Alaskan Natives and non-Hispanic Whites (National Cen-
ter for Injury Prevention and Control, CDC, 2013). In 2013, the age-adjusted sui-
cide rate for Whites was 14.19 per 100,000, for American Indian/Alaskan Natives
it was 11.65, for Asian/Pacific Islanders it was 5.82, and for Black individuals it
was 5.39 (National Center for Injury Prevention and Control, 2013). (We want to
note that these racial groups included all individuals who identified as Hispanic
or non-Hispanic because Hispanic was not considered a separate racial category.)
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In addition, despite the statistic that more women are diagnosed with depression
compared to men, significantly more men commit suicide (CDC, 2015b).

Psychological Comorbidities

Depression often co-occurs with other psychiatric conditions. There is a signif-
icant association between mood disorders (e.g., major depressive disorder) and
anxiety disorders, especially posttraumatic stress disorder, generalized anxiety
disorder, obsessive-compulsive disorder, and social phobia (Brown et al., 2001).
Depression often co-occurs with substance use (Currie & Wang, 2005; Mueller
et al., 1994) and personality disorders (Fava, Fabbri, & Sonino, 2002; Luca,
Luca, & Calandra, 2012). More than 30% of patients diagnosed with major
depressive disorder have a comorbid substance use disorder, such as alcohol
dependence (Davis, Uezato, Newell, & Frazier, 2008). Researchers also suggest
that comorbid personality disorders can negatively affect depression treatment
(Newton-Howes, Tyrer, & Johnson, 2006; Grilo et al., 2010).

Diagnosis and Prognosis

Depression is often diagnosed by primary care providers, but it can also be diag-
nosed by other healthcare or mental healthcare providers. Depression is diag-
nosed when specific criteria for depressive disorders are clinically observed or
reported by a patient, as outlined in the fifth edition of the Diagnostic and Statis-
tical Manual of Mental Disorders (APA, 2013); however, the course of depression
can vary.

Multiple factors contribute to the course of depression. A younger age of
onset of depression, a family history of mood disorders, and a longer length of
depressive episodes are all risk factors for developing chronic depression, which is
defined as long-term depression without periods of full remission (Holzel, Harter,
Reese, & Kriston, 2011). Individuals who experience trauma in childhood tend to
have more chronic depression and fewer remissions (Barnhofer, Brennan, Crane,
Duggan, & Williams, 2014; Kaplan & Klinetob, 2000). Additionally, the occur-
rence of negative life events (e.g., job loss, death of a loved one) is associated
with a more chronic course of depression and a longer period of time to the first
remission. Cronkite et al. (2013) reported that the severity of depression based on
initial levels of depressive symptoms and course was common among individuals
who had more chronic medical conditions, less psychological flexibility (e.g., low
levels of happiness, calm, and positive disposition), and who tended to use avoid-
ance to cope with stress.

Personality traits have a salient role in the development of depression and
its course. For example, Cloninger, Svrakic, and Przybeck, (2006) reported that
the trait of self-directedness (“a person’s degree of cognitive coherence and real-
ity testing which facilitate a person to be responsible, purposeful, resourceful,
self-accepting, and hopeful,” p. 41) was a protective factor for developing depres-
sion; a decrease in the level of self-directedness was associated with negative
mood changes. Additionally, Steunenberg, Beekman, Deeg, and Kerkhof (2010)
reported an association between depressive episode recurrence and high levels of
the personality trait of neuroticism, which is characterized by a tendency toward
negative emotions and thinking and low levels of the trait of mastery (“the extent
to which individuals consider themselves to be in control of their own lives,”
p. 166).
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Most individuals who have a major depressive episode will experience a
remission of depressive symptoms within 12 months (Whiteford et al., 2013).
Without any treatment for depression, it is estimated that approximately 23%
of depressed individuals will experience remission of their symptoms within 3
months, 32% of individuals within 6 months, and 53% individuals within 12
months. Yet, each depressive episode increases the chance of a recurrence of
depression, and the longer an episode lasts, the lower the likelihood of recov-
ery from the depressive symptoms (Richards, 2011). The longer the remission
period after a major depressive episode, the lower the likelihood of a recurrence
(Solomon et al., 2000). Approximately 15% of individuals who experienced an
episode of major depression later had subsequent episodes without experiencing
even a single 12-month period of remission over the course of 23 years (Eaton et
al., 2008). Yet, an estimated 50% of participants had no recurrences after their
first episode of depression (Eaton et al., 2008).

Treatment

Recent meta-analyses suggest that episodes of depression can be prevented with
treatment (Cuijpers, Beckman, & Reynolds, 2012; Cuijpers, Von Strategn, Smit,
Miahlopoulous, & Beckman, 2008). There are many safe and effective strategies
in a wide range of community and clinical settings (e.g., primary care, community
mental health) for treating adults with elevated symptoms of major depression,
including: (1) medication, (2) cognitive behavioral therapy, and (3) interpersonal
therapy (Cuijpers et al., 2012). Depression is often treated with antidepres-
sants, psychotherapy, or a combination of both. Electroconvulsive therapy is a
treatment that can be used to treat more severe, treatment-resistant depression
(NIMH, n.d.). Next, different types of treatments for depression are summarized.

Medication

Several classes of medications have been developed to treat depression. Approx-
imately 10.8% of individuals in the U.S. over the age of 12 take antidepressant
medications (Pratt, Brody, and Gu, 2011) (see Figure 3.2 for a breakdown by sex
and age). Selective serotonin reuptake inhibitors (SSRIs) are the class of antide-
pressants most commonly prescribed by healthcare providers to treat depression.
SSRIs prevent serotonin, a chemical released in the brain, from being reabsorbed
in the brain, keeping an individual’s serotonin levels higher; serotonin levels affect
mood. Common drugs in this classification include: (1) citalopram, (2) escitalo-
pram, (3) fluoxetine, (4) paroxetine, and (5) sertraline; these tend to have fewer
side effects compared to other types of antidepressants (Mayo Clinic, 2013c).
Individuals who experience side effects while taking SSRIs typically experience
them temporarily. Side effects (see Table 3.1) can include: (1) nausea and/or vom-
iting, (2) nervousness or restlessness, (3) dizziness, (4) sexual issues, (5) drowsi-
ness, (6) difficulty sleeping, (7) weight changes, (8) headache, (9) dry mouth, and
(10) diarrhea (Mayo Clinic, 2013c).

Serotonin and norepinephrine reuptake inhibitors (SNRIs) are a newer class
of antidepressant medications that are similar to SSRIs. They prevent the reab-
sorption of both norepinephrine (another chemical released in the brain affecting
mood) and serotonin. Duloxetine, venlafaxine, desvenlafaxine, and levomil-
nacipran are SNRIs. They are similar to SSRIs and also tend to be well-tolerated
with fewer side effects (www.mayoclinic.org/diseases-conditions/depression/
in-depth/antidepressants/art-20044970). Side effects (see Table 3.1) for this class
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Figure 3.2 Percentage of Persons Aged 12 and over Who Take Antidepressant Medi-
cation, by Age and Sex: United States, 2005-2008

! Significantly different from age group 18-39.

2 Significantly different from age groups 40-59 and 60 and older.

3 Significantly different from females.

4 Significantly different from age group 60 and older.

Source: Reprinted from Pratt, L.A., Brody, D.]., & Gu, Q. (2011). Antidepressant use in
persons aged 12 and over: United States, 2005-2008. NCHS data brief, no 76. Hyattsville,

MD: National Center for Health Statistics. Retrieved from www.cdc.gov/nchs/data/data
briefs/db76.htm

of medication can include: (1) nausea, (2) dry mouth, (3) dizziness, (4) excessive
sweating, (5) fatigue, (6) urination issues, (7) anxiety, (8) constipation, (9) diffi-
culty sleeping, (10) sexual issues, (11) headaches, and (12) poor appetite (Mayo
Clinic, 2013d).

Monoamine oxidase inhibitors (MAQIs) stop monoamine oxidase, which is
an enzyme, from breaking down chemicals in the brain (norepinephrine, sero-
tonin, and dopamine), leading to improved mood (Mayo Clinic, 2013b). MAOIs
include: (1) tranylcypromine, (2) phenelzine, (3) isocarboxazid, and (4) selegiline.
This was the first class of medications developed to treat depression, but they are
now utilized to treat depression after all other types of antidepressants have failed
(Mayo Clinic, 2013b). MAOIs tend to cause more severe side effects compared
to other classes of medications, and they also require adherence to a special diet
and the avoidance of some types of medications to prevent blood pressure from
increasing (NIMH, n.d.).

Trycyclic antidepressants (TCAs) are an older class of antidepressants. Sim-
ilar to SSRIs and SNRIs, TCAs prevent the reabsorption of mood-affecting
chemicals in the brain, specifically serotonin and epinephrine. TCAs include:
(1) amitriptyline, (2) amoxapine, (3) desipramine, (4) doxepin, (5) imipramine,
(6) nortriptyline, (7) protriptyline, and (8) trimipramine (Mayo Clinic, 2013e).
This class of medication tends to cause more side effects compared to SSRIs or
SNRIs, which can include: (1) dry mouth, (2) blurred vision, (3) constipation,
(4) urinary issues, (5) fatigue, (6) increased appetite, (7) low blood pressure,
(8) sweating, (9) confusion, (10) tremors, (11) heart rate changes, (12) sexual issues,
and (13) an increase in seizures in individuals with a seizure history (Mayo Clinic,
2013e).

Atypical antidepressants are those that do not fit under any other antidepressant
drug class. These medications include: (1) buproprion, (2) trazodone, (3) mirtazapine,
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Table 3.1 Side Effects and Medications

Side Effect Medicines Most Likely to Cause This Side Effect
Nausea/vomiting e Venlafaxine (Effexor®, Effexor XR®)

e Paroxetine (Paxil®)
Weight gain e Mirtazapine (Remeron®, Remeron SolTab®)

o Between 2 and 7 pounds in
6 to 8 weeks

Diarrhea

Sleepiness

Sertraline (Zoloft®)
Trazodone (Desyrel®)
Sexual problems (such as Paroxetine (Paxil®, Paxil CR®)

decreased sex drive or Escitalopram (Lexapro®), fluoxetine

difficulty getting an erection) (Prozac®, Prozac Weekly®), paroxetine
(Paxil®, Paxil CR®), and sertraline (Zoloft®)
had more sexual side effects than bupropion
(Wellbutrin®, Wellbutrin SR®, Wellbutrin XL®)

e o o o

Source: Humphries, A., Smith, A., Workman, T., Jurdi R. A., & Fordis, M. (2012). Med-
icines for treating depression: A review of the research for Adults. Agency for Healthcare
Research and Quality. Retrieved from http://effectivehealthcare.ahrq.gov/ehc/index.cfm/
search-for-guides-reviews-and-reports/?pageAction=displayProduct&productID=1142.
Reproduced with permission from Agency for Healthcare Research and Quality.

and (4) vortioxetine. They affect dopamine, serotonin, and norepinephrine
levels; each type of medication has different side effects. Buproprion is often
prescribed because it causes less sexual and weight side effects (Mayo Clinic,
2013a).

Electroconvulsive Therapy

Electroconvulsive therapy (ECT) is a treatment in which electrical impulses are
administered to the brain. An individual receives this treatment under anes-
thesia. ECT treatment takes a few minutes to complete. An individual usually
receives three treatments per week, and typically 6 to 12 treatments total (Uni-
versity of Michigan Department of Psychiatry, 2015). Side effects tend to be
only temporary and can include confusion, disorientation, and memory loss

(NIMH, n.d.).

Psychotherapy

Cognitive behavioral therapy (CBT) and interpersonal therapy (IPT) are two
evidence-based psychotherapy models that help to treat depression (NIMH, n.d.).
CBT clinicians use interventions to restructure individuals’ negative thoughts and
related behaviors to create more realistic, adaptive thoughts and positive behav-
iors (Sudak, 2012). IPT clinicians work with clients to identify and reframe the
presenting issue as an interpersonal problem and then focus on increasing the
client’s social support, decreasing the client’s interpersonal distress, helping
the client process his or her emotions, and increasing the client’s interpersonal
skills (Lipsitz & Markowitz, 2013). Researchers have also reported that couples
therapy is as effective as individual therapy for decreasing depressive symptoms
(Barbato & D’Avanzo, 2008). There is also some support for the effectiveness of
family therapy to treat depression, but randomized controlled trials are needed
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for it to be considered an evidence-based intervention for treating depression
(Henken et al., 2007).

Level of Uncertainty about the Depression

Depression can lead to high levels of uncertainty for individuals diagnosed
with it and their families. When the depression is first diagnosed by a medical
or mental healthcare provider, many report feeling relieved to finally have a
definitive diagnosis; many parents report feeling uncertain regarding what the
depressive disorder diagnosis means for their quality of life and their fami-
lies. The depressed individual and their family members often worry about the
stigma of the diagnosis and treatment (e.g., psychotropic medication, therapy)
(Latalova, Kamaradova, & Prasko, 2014; Oakley, Kanter, Taylor, & Duguid,
2012). Family members often feel confused about what is causing the depres-
sive symptoms and how it will affect their relationships and current roles in
the family (Knobloch & Delaney, 2012). Daily life may become unpredictable
as family members are unsure how the depressed individual will feel or react
(e.g., irritable, sad, unable to resume daily routines or parenting) (Ahlstrom,
Skirsiter, & Danielson, 2009).

As previously described, an individual may experience one or multiple major
depressive episodes throughout his/her lifetime; an individual can experience a
period of remission after a major depressive episode. Persistent depressive disor-
der is a long-term course of depression. Depressive symptoms can be managed
or resolved depending on the success of the medication and/or psychotherapy
treatment. Unfortunately, there is no guarantee that depression will not reoccur
or worsen, even after it has been successfully treated. Consequently, parents and
families may worry about the recurrence of depressive symptoms, especially chil-
dren at home and spouses/partners of depressed individuals. When a recurrence
does occur, family members may be better prepared because they have a better
understanding of depression and how it can be treated (if it was treated before),
but they may now worry the depression will never fully be resolved. For more
severe depression in which there is suicidal ideation and/or a self-harm history,
family members may additionally experience significant distress and worry about
the depressed individual’s physical safety, as well as his or her mental health.

Impact of Parental Depression on Parents

Parental depression is a significant issue in the U.S.; approximately 15 million
children in the U.S. live with parents who have significant symptoms of depres-
sion (National Research Council and Institute of Medicine, 2009). Depression
can affect an individual’s ability to work, maintain relationships, and manage
household tasks. Given the psychological and physical symptoms of depression,
depressed parents often experience some impaired functioning, less consistency,
and lower levels of supervision (Ahlstrom et al., 2009; Brennan et al., 2002).
Parenting is a challenging role at the best of times; depression can make it much
more difficult and complex. Depressive symptoms such as low mood, feelings of
guilt and hopelessness, and low energy can make it tough to carry out parent-
ing tasks and be attuned to children’s practical and emotional needs (National
Research Council and Institute of Medicine, 2009). More severe depressive symp-
toms can make effective parenting difficult and lead to negative social, emotional,
and behavioral outcomes among children (Jacobs, Warner, & Weissman, 2013;
Kouros & Garber, 2010). For example, Geulayov, Metcalfe, Heron, Kidger, and
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Gunnell (2014) reported that the number of maternal suicide attempts increased
children’s risks of suicide attempts and suicidal thoughts.

Mothers who are depressed tend to be more punitive and have lower levels of
sensitivity and responsiveness to their children (Murray & Cooper, 2003). Mater-
nal depression has also been associated with less responsiveness to infants (Flykt,
Kanninen, Sinkkonen, & Punamaki, 2010); this can be harmful because infancy
is a critical time for the development of secure parent—child attachment and child
development. Parents who are depressed may also exhibit more inconsistent or
extreme parenting styles; they could be overly permissive or highly reactive while
parenting (Errdzuriz Arellano, Harvey, & Thakar, 2012). Depressed parents may
be more irritable and hostile, and they are often less engaged and attuned to their
children (Lovejoy, Graczyk, O’Hare, & Neuman, 2000). Although this compro-
mised parenting style can have negative consequences for offspring, parents often
report feeling overwhelmed, guilty, and helpless and are unable to address their
children’s needs while coping with the burden of their own depressive symptoms.

Depression in one partner can also negatively affect marital satisfaction in
couples (Kronmiiller et al., 2011) and is associated with higher levels of conflict
between parents (Fear et al., 2009). Among children with a depressed parent,
conflict between parents has been linked to higher levels of anxiety and depres-
sion and more aggressive behaviors in children (Fear et al., 2009). Couple conflict
is one pathway through which parental depression can affect children, but it is
not the only one. Parental depression can also directly impact children (Haning-
ton, Heron, Stein, & Ramchandani, 2012).

What Clinicians Need to Know about Depression

Comorbid depression can negatively affect chronic illness outcomes.

Depression is associated with poorer marital satisfaction.

Antidepressant medication and psychotherapy can decrease depression.

Family history of depression is a risk factor for depression.

Depressive symptoms include both physical and psychological

symptoms.

6  Children and parents may experience or perceive stigma about experi-
encing parental depression.

7  Parents struggle to parent while coping with depression.

@i AW -

Impact of Parental Depression on Children
Effect on Child Mental Health and Behaviors

Parental depression can lead to an increased risk of children developing psychiatric
disorders, including mood, anxiety, and substance abuse disorders, by the time
they are young adults (Leis & Mendelson, 2010). Cummings, Cheung, and Davies
(2013) reported parental depression increases parents’ negative expressiveness
toward their children, which in turn can negatively impact children’s levels of emo-
tional security and their likelihood of internalizing symptoms (e.g., of depression
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and anxiety). There is evidence that parental depression is also linked to children’s
risk of developing externalizing behaviors (e.g., aggressive and antisocial behav-
iors) (Kouros & Garber, 20105 Piché, Bergeron, Cyr, & Berthiaume, 2011).

Parents’ experiences additionally support these findings. Langrock, Compas,
Keller, Merchant, and Copeland (2002) examined depressed parents’ views of
their children’s coping with their depression. Parents’ reports suggest there was a
high incidence of anxiety, depression, and aggressive behaviors among their chil-
dren. Children also experienced stress related to parental withdrawal behaviors
(not as available emotionally/physically to their children) and intrusiveness (e.g.,
parents who were upset, angry, or easily frustrated).

Paternal Versus Maternal Depression

Researchers and scholars have examined the relationship between mater-
nal depression and negative behavior and mental health outcomes in children
(Kim-Cohen, Moffitt, Taylor, Pawlby, & Caspi, 20035). Less frequently examined,
although equally important, is the impact of fathers’ depression on their children.

Kane and Garber (2009) reported a link between paternal depression and
externalizing and internalizing behaviors in children, after controlling for mater-
nal depression. They reported the level of conflict between fathers and children
mediated children’s externalizing issues; more conflict in relationships between
depressed fathers and their children led to more externalizing symptoms in their
children. Jacobs et al. (2013) also reported that both maternal and paternal
depression are associated with greater risks of internalizing disorders in their chil-
dren; noteworthy, fathers’ depression had a more negative impact if the depres-
sion occurred when the child was aged 18 or older, while no difference in child’s
age at onset was reported for maternal depression.

Connell and Goodman (2002) conducted a meta-analysis to examine the
impact of paternal versus maternal psychopathology on child behavior. Paren-
tal “psychopathology” in this study included parental depression, but it was
combined with studies that included parents with alcohol or substance abuse
or dependence, anxiety disorders, schizophrenia, antisocial personality disorder,
bipolar disorder, or specific symptoms of mental distress (p. 751). They reported
mothers’ and fathers’ psychopathology were equally associated with their chil-
dren’s externalizing behaviors. They also suggest mothers’ psychopathology has
a slightly stronger association with internalizing behaviors in children compared
to fathers” mental health issues.

Brennan, Hammen, Katz, and Le Brocque (2002) conducted study with a large
Australian community sample that examined maternal depression and paternal
psychopathology and the impact on adolescents. They reported a link between
maternal and paternal depression; when one parent is depressed, the other parent
is more likely to also be depressed. When both parents were depressed, ado-
lescent nondepressive externalizing disorders (including ADHD, conduct disor-
der, oppositional defiant disorder, and substance abuse disorders) significantly
increased. Conversely, the impact on children when both mothers and fathers
were depressed was no different than when only one parent was depressed.

Differences by Child Age and Gender

The risk for children varies based on age and gender of the child. The impact of
parental depression can begin in the prenatal period, when the child is in utero.
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Women who are depressed during pregnancy have a higher risk of premature
delivery and slower fetal growth (Diego et al., 2009). In infancy and toddler-
hood, when parent—child attachment is first developing, parents’ depression can
increase the likelihood of insecure child—parent attachment styles (Toth, Rogosch,
Manly, & Cicchetti, 2006). School-age and adolescent children are also affected
by negative parenting behaviors (e.g., lack of warmth, hostility), as discussed in
the previous section, and compared to younger children are more likely to view
their depressed parents’ behaviors and lack of attunement as stressful (National
Research Council and Institute of Medicine, 2009). Goodman et al. (2011), in
their meta-analysis of studies on maternal depression and child psychopathol-
ogy, found that the younger the children, the more they were affected (in terms
of internalizing and externalizing problems or other psychopathology) by their
mothers’ depression.

Girls who grew up with a depressed parent are at a higher risk for experienc-
ing depression in adulthood compared to boys (Morris, McGrath, Goldman, &
Rottenberg, 2014). Adolescent girls of parents who have had a depressive episode
are also more likely to experience depression after stressful life events compared
to adolescent boys (Bouma, Ormel, Verhulst, & Oldehinkel, 2008). Yet, Essex,
Klein, and Cho (2003) studied depressed mothers who also reported marital con-
flict and reported that while female children had more internalizing behaviors, the
male children had more externalizing behaviors.

Impact on Children’s Views of Self

Parental depression can also negatively impact children’s self-esteem. Goodman,
Adamson, Riniti, and Cole (1994) reported that mothers with a history of depres-
sion are more likely to have negative attitudes toward their children, which can
result in children’s lower self-esteem. Self-esteem is important, because children of
depressed parents who have higher self-esteem are more likely to have long-term
positive outcomes (e.g., high functioning, lack of psychiatric diagnosis) (Lewand-
owski et al., 2014).

Impact on Parent-Child Attachment

The quality of attachment between depressed parents and their children plays
a significant role in how parental depression affects children. There is evidence
that children with higher levels of negative attachment to their depressed parents
have a greater risk of developing depression themselves (Abela, Zinck, Kryger,

Zilber, & Hankin, 2009).

Caretaking Behaviors by Children

As depressed parents become less emotionally and physically available to their chil-
dren, their children could become parentified and take on the role of caregivers for
their depressed parents (Champion et al., 2009; Van Parys & Rober, 2013). This
can include doing more household chores, caring for younger siblings, and making
sure a parent gets out of bed in the morning to go to work (Van Parys & Rober,
2013). Children could also become emotional caregivers for their depressed par-
ents and withhold their own thoughts and feelings in order to protect their parents;
parents may in turn feel guilty about their children assuming caregiving responsi-
bilities (Van Parys & Rober, 2013). Champion et al. (2009) studied mothers with
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a depression history and their adolescent children. They reported adolescents’ lev-
els of emotional and instrumental (e.g., taking on household chores) support were
associated with adolescents’ levels of anxiety and depression; adolescents who
assumed more household tasks tended to be distressed. Yet, caregiving behaviors
by adolescents are not problematic if parents meet their offsprings’ needs and
children do not have burdensome levels of responsibilities (Jurkovic, Thirkield, &
Morrell, 2001, as cited by Champion et al., 2009).

Abuse and Neglect Risk

Due to the physical and psychological impact of depressive symptoms, depressed
parents are at risk for abusive or neglectful behaviors. Turney (2011) reported
depressed mothers are more likely to self-report psychological aggression, physical
assault, and lower levels of child engagement compared to mothers who were not
depressed. Parental depression is also associated with excessive infant crying, which
increases the risk of child abuse (van den Berg et al., 2009). In a sample of parents
of 3- to 5-year-olds, paternal and maternal depression rates were approximately
twice as high in families in which child neglect was present (Lee, Taylor, & Bellamy,
2012). Shay and Knutson (2008) reported “it is the [symptom of] irritability of the
depressed mother that contributes to physical abuse” (p. 48).

Child Outcomes with Parental Depression Treatment

Given how parental depression can affect the diagnosed parent, the couple rela-
tionship, and the depressed parent’s parenting ability, it is not surprising that
parental depression can negatively impact children’s mental health. On the other
hand, effective treatment of parental depressive symptoms can improve child
well-being and lower levels of distress. Wickramaratne et al. (2011) examined
psychopathology among children of depressed mothers after remission of their
depression symptoms and found that the children’s symptoms and problem
behaviors significantly decreased in the 1-year period after the mothers’ depres-
sion went into remission. Garber, Ciesla, McCauley, Diamond, and Schloredt
(2011) also reported that as parents’ depressive symptoms remitted, their chil-
dren’s depressive symptoms also significantly improved.

Overall, prior research suggests clinicians should assess and treat a parent’s
depressive symptoms, the couple relationship, and the parent—child relationship
to minimize the impact of parental depression on the child while providing relief
and respite to the often overwhelmed depressed parent.

Impact of Depression on Parents and
Children: Main Points

1 Children can be negatively affected by parental depression through
increased marital conflict and dissatisfaction and decreased parenting
abilities.

2 Children of depressed parents are at a higher risk for internalizing and
externalizing behaviors.

(Continued)



Downloaded by [National Library of the Philippines] at 23:05 01 November 2017

34 Parental Illnesses

3 Child gender and age differentially impact the experience of parental
depression.

4  Parental depression can negatively affect parent—child attachment.

5  Parental depression increases the risk of child abuse and neglect.

Cultural Considerations

Similar to parents coping with physical illnesses, attending to the cultural back-
grounds of patients and their families is important to consider while treating
parental depression. How individuals understand, express, and want to treat
depression will differ based on a family’s cultural background. For example,
Karasz (2005) reported that, compared to European Americans, South American
individuals tend to believe depressed feelings are caused by life stress and social/
relational issues and they are not perceived as an illness. South Americans tend
to address depression by attending to the underlying issue or avoiding negative
thoughts about the issue (Karasz, 2005).

Givens, Houston, Van Voorhees, Ford, and Cooper (2007) explored attitudes
about depression and depression treatment in a large sample of White, African
American, Asian/Pacific Islander, and Hispanic participants. They reported racial
and ethnic minority (non-White) participants preferred counseling over medica-
tion for depression treatment and were less likely to believe there are biological
causes of depression. All ethnic/racial groups were concerned about the stigma of
depression; however, Pacific Islanders had more fears about stigma. Black, Gitlin,
and Burke (2011) explored how older African Americans experienced depression;
many did not view depression treatment as the best way to address it. Instead,
most participants preferred to “[resolve] depression meshed with adaptive strat-
egies they used throughout life to deal with negative circumstances, such as
reliance on community, church, friendship, prayer, and aloneness” (Black et al.,
2011, p. 655).

Depressive symptoms and the descriptions of depression can also vary
depending on the culture. Chinese individuals, for example, may be more likely
to endorse the physical (somatic) symptoms of depression compared to the psy-
chological ones (Kleinman & Good, 2004; Ryder & Chentsova-Dutton, 2012).
Compared to Eastern cultures, Western cultures tend to view positive emo-
tions as healthy and depressed mood as more pathological (Tsai & Chentsova-
Dutton, 2002). Western culture also tends to view depression as more biological
in nature and as more of an individual/internal issue (Tsai & Chentsova-Dutton,
2002).

Thus, depressive symptoms, language, and meaning can vary across and even
within cultural groups. Clinicians should increase their cultural competence by
learning how depression is experienced and expressed cross-culturally while
remaining curious and willing to learn from each patient’s and family’s unique
story and perspective. Clinicians should try to be flexible enough to allow for
“other constructions” of depression (Falicov, 2003, p. 385) so they can avoid
overlooking depression in patients from diverse cultures. Dwight-Johnson and
Lagomasino (2007) assert that clinicians should ensure that racial and eth-
nic minority patients are provided with accurate, updated information about
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treatment options in an understandable format (i.e., in their primary language if
they speak a language other than English).

Clinical Context

Depressed patients are more likely to first be diagnosed in primary care medi-
cal settings versus mental healthcare settings. Clinicians working in primary care
are on the front lines, where they can identify and treat (or refer for treatment)
depressed individuals. Even though a depressed adult is likely to come alone to
a primary care visit, clinicians should routinely ask about children of depressed
patients and ensure the family is being supported, especially children at home and
partners/spouses of the depressed patient. Clinicians in outpatient mental health
settings and private practice may be referred individuals who have depression,
but more often there will be other types of individual, couple, or family present-
ing problems. Consequently, we recommend that clinicians assess each client,
especially all parents coping with medical illnesses, for any underlying depressive
symptoms as part of their routine intake assessment. It is important to think about
the impact of parental depression on all family members and to stay attuned to
any development of depressive symptoms throughout the course of therapy.

Clinical Vignette

The following is a clinical vignette to help you consider how a family coping with
parental depression might present clinically.

Tracy is a 27-year-old White single mother who came to her primary care
provider’s (PCP’s) office for an annual well visit. On one of her screening forms,
she indicated several depressive symptoms, including low mood most days, anhe-
donia, difficulty staying asleep, weight gain, low energy, and difficulty concentrat-
ing. Tracy’s PCP, Dr. Lopez, is particularly concerned about Tracy’s significant
weight gain given that her BMI was already above average at her last appoint-
ment. When Dr. Lopez further assessed Tracy’s mood during the appointment,
Tracy became tearful. She reported she has been feeling depressed for the past
few months. Tracy said she has experienced periods of depression in the past but
that they didn’t last as long, stating “I just can’t shake it this time.” Tracy is the
primary caretaker for ber daughter, Jasmine (age 4), and ber boyfriend’s daugbhter,
Monique (age 12). Her boyfriend, Charlie (age 31), works the night shift as an
airplane mechanic. Tracy reports that she often finds herself crying for no reason,
and many days she finds it difficult to make herself get out of bed. She states “it’s
s0 hard to run around after Jasmine these days,” and she explains that Monique
has helped by taking care of Jasmine after school so Tracy can “just lie down.”
Tracy reports that Charlie is very emotionally supportive of her but that be is not
often available to help her with the children due to working many overtime hours.

Tracy’s PCP is especially concerned about Tracy’s depression and her level of
self-care because Tracy’s bloodwork has indicated that she is prediabetic. These
factors mean that Tracy is at very high risk for developing type 2 diabetes if she
does not make significant changes in her diet and exercise. Tracy’s PCP offers to
prescribe ber antidepressants to decrease her depression, but Tracy refuses. She
reports that she does not believe in taking medications to help with mood, and
she discusses how her family also shares this belief. When the PCP suggests psy-
chotherapy as another means to address Tracy’s mood, Tracy hesitantly agrees
to try it.
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Conclusions

Depression is a pervasive mental health issue in the U.S. and worldwide that has
significant consequences for children of depressed parents. Depression and phys-
ical illness have a bidirectional relationship; depression increases an individual’s
risk for developing various physical illnesses, and physical illness increases an
individual’s risk for developing depression. It is very important for mental health-
care and medical professionals to be aware of this relationship and provide family-
centered approaches to health care that attend to the needs of children at home.
When working with families coping with a physical illness, psychoeducation
should be provided to the parents about the risk and role of depression, and
depression screenings should be administered regularly. Clinicians also need to
attend to the cultural backgrounds of their clients when assessing for and dis-
cussing depression in session; we know that clients’ conceptualization and beliefs
about depression will vary greatly based on their cultures.

Test Your Knowledge: True or False

1 Depression is more common among men than women.

Depression has been associated with negative health outcomes.

There are no racial disparities in depression incidence in the U.S.

Psychotherapy treatment of depression should only be recommended if

medication has failed to manage depressive symptoms.

5  Significant weight loss or gain, anhedonia, and suicidal ideation are all

possible symptoms of depression.

Depression always co-occurs with a chronic physical illness.

Depression can negatively affect the couple relationship.

8 Individuals understandings of and attitudes toward depression are
impacted by their cultural backgrounds.

Answers: 1-E 2-T, 3-E 4-E 5-T, 6-E, 7-T, 8-T

AW
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Did You Know?

e  More than 350 million people globally are coping with depression.

e  Depression was historically referred to as “melancholia.”

e In 1621, Robert Burton wrote a text called Anatomy of Melancholy, in
which he explored psychosocial causes of depression.

e Sigmund Freud posited that melancholia was a result of actual or per-
ceived loss.

®  One of the first antidepressant medications discovered, iproniazid, was
originally developed to treat tuberculosis.

e Antidepressant medications typically take 4 to 6 weeks to start work-
ing and improving mood.
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Professional Readings and Resources

American Foundation for Suicide Prevention: http://afsp.org

Anxiety and Depression Organization of America: http://adaa.org

National Institute of Mental Health: http:/nimh.nih.gov/health/topics/depression/index.
shtml

National Research Council and Institute of Medicine. (2009). Depression in parents, par-
enting, and children: Opportunities to improve identification, treatment, and preven-
tion. Washington, DC: National Academies Press.

World Health Organization: http://who.int/topics/depression/en/
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CHAPTER 4
I

PARENTAL CANCER

Maureen Davey

Cancer: About the Illness
Prevalence

Cancer develops when cells in the body are damaged, leading to their inability
to have a normal programmed cell death (see Figure 4.1). Instead, cancer cells
continue to grow and divide in an aggressive and often uncontrolled way, leading
to large masses or tumors that can spread and destroy other parts of the body
or organs where they are embedded (NCI, 2014). Cancer cells spread by getting
into the blood stream or lymph vessels; when they spread to other parts of the
body, they can grow and become new tumors. Many factors contribute to the
development of cancer, including: (1) genetics or a family history of cancer, (2)
tobacco use, (3) excess body weight, (4) alcohol abuse, (5) sun exposure, (6) radi-
ation exposure, (7) environmental causes (e.g., pollution), (8) hormones, and (9)
immune conditions (ACS, 2013). Although there is no definitive cause of cancer,
these person-environmental factors can all contribute to the possibility of devel-
oping cancer in one’s lifetime. If left untreated, cancer can lead to incapacitation
and ultimately death.

There are over 100 types of cancer, and they vary by site of origin in the body
(e.g., prostate, breast, bone marrow) and can differ in symptoms, staging, pro-
gression, and prognosis (ACS, 2014). Additionally, there are two main classifica-
tions of cancer: (1) solid tumor and (2) blood/liquid tumors. A solid tumor is an
abnormal mass of tissue that does not have liquid areas (NCI, 2014), for example,
breast, prostate and colon cancer. Blood or liquid tumors begin in blood-forming
tissue, like bone marrow or cells in the immune system, for example, leukemia or
lymphoma (NCI, 2014).

As of January 2014, the most common type among men in the U.S. was pros-
tate cancer (approximately 2,975,970 survivors or 43%), followed by melanoma
(621,430 or 9%), urinary bladder (455,520 or 7%), non-Hodgkin lymphoma
(297,820 or 4%), testis (244,110 or 4%), kidney (229,790 or 3%), lung/bronchus
(196,580 or 3%), oral cavity and pharynx (194,140 or 3%), leukemia (177,940
or 3%), and 6,876,600 for all other cancers (ACS, 2014). As of January 2014,
the most common type of cancer among women in the U.S. was breast cancer
(3,131,440 or 41%), followed by uterine (624,890 or 8%), colon/rectum (624,
340 or 8%), melanoma (528,860 or 7%), thyroid (470,020 or 6 %), non-Hodgkin
lymphoma (272,000 or 4%), cervix (244,180 or 3%), lung/bronchus (233,510
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Source: National Cancer Institute. Retrieved from www.cancer.gov/about-cancer/what-
is-cancer. Reprinted with permission.

or 3%), ovary (199,900 or 3%), kidney (159,280 or 2%), and 7,607,230 for all
other cancers (ACS, 2014).

Additionally, there are significant health disparities in the incidence of cancer;
older individuals and minorities are at a higher risk of being diagnosed with can-
cer. Black men and women have a higher incidence and increased mortality for
most solid tumor cancers (ACS, 2013). For example, White women more often
develop breast cancer, but Black women have a greater chance of being diagnosed
with more aggressive, advanced-stage breast cancer and are more likely to be
diagnosed at a younger age, leading to a worse prognosis (NCI, 2014). Black
women and men have a higher incidence of colon cancer, and Black men have a
higher incidence of prostate cancer at all ages. Hispanics have lower prevalence
rates for all cancers combined when compared to Whites, but they have higher
rates of infection-related types of cancer including uterine, cervix, liver, gallblad-
der, and stomach cancer. Thus, minority populations in the U.S. (e.g., African
Americans, Hispanic Americans, Asian Americans, and Native Americans/Alas-
kan Natives) have a higher total incidence of cancer and a higher total death
rate as compared to Whites (ACS, 2014). Noteworthy, for all cancers combined,
the death rate is 25% higher for African Americans/Blacks compared to Whites
(NCI, 2014).

Socioeconomic disparities also exist in the United States. Individuals living
in areas where at least 20% of people are below the poverty line tend to have
cancer mortality rates that are 13% higher compared to individuals who live
in more affluent counties (Ward et al., 2004). Cancer patients who live in less
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affluent areas also have lower 5-year survival rates (Ward et al., 2004). Lack of
medical coverage, barriers to early detection and screening, and unequal access to
improvements in cancer treatment may be contributing to these differences in sur-
vival (NCI, 2014). Additionally, SES has been linked to negative health behaviors
that can increase cancer risks. For example, individuals with lower SES are more
likely to smoke, be obese, and have higher alcohol intakes, and they are less likely
to get screened for cancer (ACS, 2013). Approximately half of all cancer survi-
vors (46%) are 70-years-old, because cancer is more often diagnosed in older
individuals. Of note, cancer is steadily increasing among minorities (ACS, 2014).

Prognosis and Medical Outcomes

Medical providers tend to first perform a biopsy (the removal of a sample of tissue
or cells so it can be examined under a microscope) of any abnormal cells detected
during physical exams or regular screenings (e.g., mammogram) to determine
the stage of cancer. For example, the stages of breast cancer are determined by
the following four factors: (1) whether it is invasive, (2) tumor size, (3) number
of lymph nodes affected, and (4) whether it has metastasized or spread to areas
other than the breast (ACS, 2014). Breast cancer stages include stage 0, 1A, TIA,
IIB, IITA, HIB, IIC, and IV. It is beyond the scope of this chapter to describe the
different stages for all types of cancer, but for most tumors, stage 0 refers to when
the cancer cells have not spread outside of where they initially developed in the
breast, whereas in stage IV, the cancer has spread beyond the breast itself to other
areas of the body such as the bones or brain (ACS, 2013).

Each type of cancer has a different type of staging (with more advanced stages
associated with worse prognoses because the cancer has spread from its site of
origin), and each type has a varying course of treatment, a different prognosis,
and different outcomes, which is again beyond the scope of this chapter. Most
treatment regimens last between four and eight months (ACS, 2013), but this
will vary based on the type of cancer, staging, and treatment regimen. Some types
of cancer, when caught in earlier stages, tend to have better survival rates (e.g.,
colon, leukemia), whereas other types of cancer (e.g., pancreatic) have poorer
survival rates.

Most providers agree that a cancer diagnosis and the treatment significantly
affect patients and their family members because of the significant side effects of
treatment (e.g., fatigue, nausea, pain). Treatment can include surgery, chemother-
apy, radiation, hormone therapy, and frequent visits to the doctor. In addition,
there are many physical and emotional demands of the illness. Healthier eating
habits are important during cancer treatment (NCI, 2014) because some treat-
ments work better when patients get enough calories and protein in their diets.
Oncology providers report that patients who eat healthier tend to have better
prognoses and quality of life (NCI, 2014).

The most common types of cancer treatments are surgery, chemotherapy, and
radiation therapy (ACS, 2014). Surgery is used to diagnose, treat, or prevent
cancer and can offer the greatest chance for cure, if the cancer has not spread to
other parts of the body. Chemotherapy describes the use of medications to kill
cancer cells; however, it also tends to kill the healthy cells, which can lead to neg-
ative side effects (e.g., loss of hair, fatigue). Radiation therapy uses high-energy
particles or waves to destroy or damage cancer cells and is one of the most com-
mon treatments for cancer, either by itself or with other types of treatment (NCI,
2014). Targeted therapy is a newer type of cancer treatment that uses drugs to
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more precisely identify and attack cancer cells, to prevent the damage of normal
cells (NCI, 2014). Targeted therapy is becoming a part of many cancer treatment
regimens. Immunotherapy is a treatment that uses the body’s own immune system
to help fight cancer. For example, in some blood cancers, such as leukemia, bone
marrow transplants and other types of stem cell transplants are used to treat
cancer (ACS, 2014).

Many patients report struggling with chemotherapy treatment because it can
lead to nausea, vomiting, and diarrhea. Medication may be prescribed to patients
to help reduce symptoms of nausea and vomiting. Cancer-related pain can also
be caused by the treatment (e.g., surgery, radiation, chemotherapy). Typically
providers assess for the level of cancer pain and then decide how to best help each
patient feel more comfortable (e.g., medication, mindfulness meditation, bio-
feedback) (Koch, Jansen, Brenner, & Arndt, 2013). Additionally, cancer-related
fatigue is a common problem that affects many patients’ quality of life.

Psychological Comorbidities

Cancer patients tend to experience high rates of depressed mood during the
acute phase of treatment and for two or more years after diagnosis (ACS, 2012;
Bottomley, 1998; Brown, Kroenke, Theobald, Wu, & Tu, 2010; Caplette-
Gingras & Savard, 2008; Carlson et al., 2004; Fann et al., 2008; Harris &
Zakowski, 2003; Hoffman, McCarthy, Recklitis, & Ng, 2009; Massie, 2004;
Meyerowitz, Kurita, & D’Orazio, 2008). Even in absence of depressed mood,
treatment demands or preoccupation with the cancer can lead to patients feeling
anxious and physically or emotionally unavailable to family members at home
(Davey, Kissil, Lynch, Harmon, & Hodgson, 2012, 2013; Lewis, 2004, 2006).

Coping with the diagnosis and treatment of cancer changes daily routines,
schedules, activities, self-esteem, self-worth, sexuality, self-perception, and life
priorities (Compas et al., 1994; Leedham & Meyerowitz, 1999; Lewis & Ham-
mond, 1996). The initial diagnosis can be a shocking and traumatic time for
patients. “Why me?” and “Why now?” are common questions asked by patients
in response to cancer diagnosis. Patients may also suffer from a loss of income,
the financial stress of medical bills, and fears (real or anticipated) of losing their
jobs and insurance. As a result of the cancer, many patients lose some level of
social interaction and the ability to do previous activities. As these patients search
for meaning and try to adapt to the psychosocial transitions described, depressive
symptoms and anxiety (for some) are often experienced.

Level of Uncertainty about the lliness

Cancer patients who complete their treatment regimens often report living with
feelings of fear and uncertainty because they worry the cancer will reoccur. Many
parents worry about whether they will be there for their children (Koch et al.,
2013; Ness et al., 2013). Cancer patients who require surgery, chemotherapy, and
radiation treatments are usually those who are diagnosed with more advanced
stages of cancer which require more aggressive treatment, and thus they are more
likely to have a cancer recurrence. Many cancer survivors report concerns after
completing their cancer treatment because approximately 40% of all cancers
have a less than 5-year survival rate (ACS, 2014).

Patients report worrying most right before their follow-up appointments
when they are screened for any cancer recurrence (Ness et al., 2013). Common
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questions that patients tend to have for their providers are: (1) Will it come back?
(2) What are the chances it will come back? (3) How will I know if it comes back?
(4) What will I do if it comes back? and (5) When will it come back? (Koch et al.,
2013). Some report trouble sleeping, excessive worrying, and depressive and anx-
iety symptoms because of their fears of recurrence. Some patients report obsess-
ing about every ache and pain as signs the cancer has returned. Some symptoms
of recurrence that patients and providers should be attuned to are: (1) return of
the cancer symptoms (e.g., lump or new growth where the cancer first started);
(2) new or unusual pain that does not dissipate; (3) weight loss without trying;
(4) bleeding or unexplained bruising; (5) chills or fever; (6) headaches; (7) short-
ness of breath; (8) lumps, bumps, or swelling; (9) nausea, vomiting, and loss of
appetite; and (10) any other unusual symptoms (ACS, 2014).

What Clinicians Need to Know about Cancer

1 Cancer can be treated by surgery, chemotherapy, radiation therapy,
and hormonal therapy.

2 Nausea, vomiting, diarrhea, and pain can be caused by the cancer treat-
ment; treatment of these symptoms should be addressed by providers
so patients are more comfortable.

3 The initial diagnosis can be a shocking and traumatic time for patients
with cancer.

4 Cancer patients tend to experience high rates of depressed mood during
the acute phase of treatment and for two or more years after diagnosis.

5 Cancer patients who complete their treatment regimen often report liv-
ing with feelings of fear and uncertainty because they worry the cancer
will reoccur.

Each year, approximately 1.2 million parents of school-age children will be
newly diagnosed with cancer in the U.S. (ACS, 2014). Assuming there are one to
two children per household, this means that approximately 2.4 million children
will be affected by the diagnosis and treatment of cancer in a parent (Lewis, 2006,
2007). Despite the recent advancements in cancer treatment, and even in cases
with good prognosis for survival, patients may experience damage to their physi-
cal appearance and the loss of physical functioning and abilities to carry out their
daily routines (Compas et al., 1994; Hoffman et al., 2009; Lewis, 2004). An esti-
mated 25% of adults within two years of an initial cancer diagnosis are parenting
children 18 years of age and younger (ACS, 2013; Niemeli et al., 2010; Osborn,
2007), which suggests that every year thousands of children will be affected by
the diagnosis and treatment of cancer in a parent.

In addition to struggling to accept a cancer diagnosis, parents also report strug-
gling with feelings of uncertainty about the future of their families and worry
that they will not survive the cancer (Christ, Siegel, & Sperber, 1994; Compas
et al., 1994). Parents often fear missing their children’s traditional developmental
milestones of graduation, marriage, and childbirth. They may also experience
guilt and anxiety about not being able to parent their children and support their
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spouse or partner during the course of the illness (Johnson, Martin, Martin, &
Gumaer, 1992; Lewis, 2007). Consequently, an ill parent’s ability to adjust to the
stress can affect the entire family system (Compas et al., 1994; Leedham & Mey-
erowitz, 1999;Lewis & Hammond, 1996).

The Effect of Cancer on Parenting

Cancer patients report that caring for their children is most difficult during the
initial phase of diagnosis and treatment, when they often experience feelings of
shock and uncertainty, and they regret not being able to parent their children the
way they would like to (Billhult & Segersten, 2003; Buchbinder, Longhofer, &
McCue, 2009; Davey, Nino, Kissil, & Ingram, 2012; Hoke, 2001; Lewis & Ham-
mond, 1996). Cancer can cause distress and depressive symptoms in both the ill
parent and his or her spouse or partner (Leedham & Meyerowitz, 1999; Lewis &
Hammond, 1996). Depressed parents often show impaired parenting character-
ized by less psychological availability, less communication, decreased supervision,
lack of consistency in discipline, as well as more hostility, irritability, and coer-
civeness (Armsden & Lewis, 1994; Christ et al., 1994; Compas et al., 1994). Even
in the absence of depressive symptoms, cancer can lead to parental inaccessibility.
The treatment demands or preoccupation with the illness can make a parent phys-
ically or emotionally unavailable to offspring. Overall, parental illness has been
reported to cause parental withdrawal, indifference, unreliability, hostility, and
coerciveness, and these characteristics have been linked to impaired adaptability
of the child; for example, the child may have behavioral, social, and self-esteem
problems (Armsden & Lewis, 1994; Christ et al., 1994; Compas et al., 1994).

Parental cancer can also affect parenting because of changes in the marital rela-
tionship (Baik & Adams, 2011). Parental cancer can cause marital tension, which
may result in adjustment difficulties for children and adolescents in the family.
Marital discord has been associated with more frequent punishment (Osborn,
2007). The parental atmosphere of marital strife may lead to anxiety in children
and adolescents as well as to concerns about the future and the family’s stability.
Children and adolescents may misinterpret decreased parental accessibility and
believe that they are not loved or valued (Compas, Worsham, Ey, & Howell,
1996; Lewis & Hammond, 1996).

The Effect of Parental Cancer on Children and Adolescents

It is estimated that 22-32% of school-age children who are coping with a parent
diagnosed with cancer will reach the clinical range of depression and/or anxiety
(Huizinga et al., 2003; Lewis & Darby, 2003; Lewis, 2004, 2006, 2007; Nelson &
While, 2002). As described previously, treatment, disease-related symptoms, and
parental depressed mood can all negatively affect children’s physical and emo-
tional access to the parent and affect the quality of parenting. Yet, children and
adolescents often report relying on themselves to manage and to cope with their
parent’s cancer (Davey, Tubbs, Kissil, & Nifio, 2011; Deshields, Zebrack, &
Kennedy, 2013; Edwards et al., 2008; Forrest, Plumb, Ziebland, & Stein, 2006;
Hoekstra et al., 2007; Grabiak, Bender, & Puskar, 2007; Kissil, Nifio, Jacobs,
Davey, & Tubbs, 2010).

Children whose parents are diagnosed with cancer may experience psycho-
social stress (e.g., Lewis, 2004, 2006, 2007). For example, Compas and his
colleagues (1994) assessed anxiety/depression and stress responses in adult
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cancer patients (7 = 117), spouses (n = 76), and their children (7 = 110, aged
6 to 30 years old) shortly after the patients’ diagnoses to identify family mem-
bers at risk for psychological maladjustment. Children, adolescents, and young
adults reported moderate to high levels of emotional distress when their parents
were diagnosed and treated for cancer. The authors reported that both the stress-
response and anxiety/depression symptoms varied in children as a function of
age, sex of the child, and sex of the parent who was ill. Adolescent girls whose
mothers had cancer were the most significantly distressed.

Living with a chronically ill parent exposes children to the following psychoso-
cial stressors: (1) the potential loss of the parent to death; (2) the temporary loss
of the ill parent because of symptoms of the disease and side effects of treatment;
(3) temporary loss of the healthy parent because he or she is preoccupied with
taking care of the ill parent and is emotionally unavailable; and (4) the disruption
of family roles and routines. Children’s ways of coping with stress will play an
important role in their emotional and psychological adjustments to this stressful
experience. For example, Wellisch (1979) reported that among children whose
parent had cancer, younger children displayed regressed behavior and older ado-
lescent children displayed antisocial conduct, including acting out anger, drinking
alcohol, and engaging in promiscuous sexual behavior.

Lewis and her colleagues (2004, 2006, 2007) examined how school-age chil-
dren cope with their mother’s breast cancer and how their families help them cope
(Lewis et al., 2006). They conducted semistructured interviews with 81 children,
6 to 20 years old, from 50 families in which the mother had been diagnosed
with breast cancer within the 2.5 years of the study. In their study, children were
divided into the following three age groups: (1) young school-aged (7 through
10 years old), (2) older school-aged (11 through 13 years old), and (3) adolescents
(14 through 18 years old). All children were asked to verbalize their concerns
and feelings about their mothers’ illness. Each group provided responses consis-
tent with their stage of psychosocial and cognitive development. Lewis and her
team reported that it was difficult for younger school-age children to understand
the concept of cancer because of their concrete mode of thinking. They often
described the illness as “it,” and their emotional responses were concerned pri-
marily with fear, loneliness, anger, and uncertainty about the future.

The older school-aged children acknowledged that they had to take on more
responsibilities, such as household chores, which took time away from their own
interests and activities. These children tended to display developmentally appro-
priate responses to their parents’ cancer; they were more concerned with playing
and their own activities than with empathizing and helping out at home. There-
fore, they maintained an egocentric position on the process, relative to their own
stage of cognitive and psychosocial development.

Since the cognitive abilities of adolescents are more advanced than those of
younger children, they are better able to comprehend the illness and the treatment
process and to identify the ramifications for current and future family life and
relationships (Armsden & Lewis, 1994; Compas et al., 1994). Due to their devel-
opmental life stage, adolescents report feeling torn between the developmental
tasks of adolescence (e.g., forming relationships outside the family) and the need
to deal with the practical, psychological, and social tasks demanded by the illness.
Adolescents report that their lives are often complicated by a parent’s cancer.
Adolescents, who are typically struggling for independence and the formation
of their own identities, reported feelings of conflict between the desire to break
away from the family of origin and the knowledge that they were needed at home
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both emotionally and physically. This particular age group often felt burdened
with additional roles and responsibilities (Compas et al., 1996). Thus, a parent’s
cancer diagnosis and the demands of treatment can keep adolescents more closely
aligned with the family at a time when developmentally they should be pulling
away from the family to progress toward autonomy.

Parental Cancer and Adolescent Gender Differences

There are differences regarding how male and female adolescents cope when their
mothers have cancer. Adolescent daughters report wanting to support their moth-
ers during the course of the illness, yet they also feel anger and resentment and,
consequently, they often withdraw from their mothers. These daughters may also
fear the risk of inheriting the disease from their mothers who have cancer. Con-
sequently, they could harbor resentment toward their mothers for contributing to
their own genetic vulnerability or predisposition to cancer. Their anger is often
expressed overtly through argumentativeness or covertly through emotional and
physical distancing.

Adolescent sons may also have difficulty adjusting to parental illness, as they
often avoid communication that directly addresses the illness and the situation.
They may also want all information about the disease concealed from others
outside the family. For adolescent sons, emotions are more likely to be acted out
rather than expressed through open communication.

Similarly, in our studies with racially diverse families coping with parental can-
cer (Davey, Askew, & Godette, 2003; Davey, Gulish, Askew, Godette, & Childs,
2005; Davey et al., 2011), female and male adolescents seemed to adapt and
cope in different ways. Female adolescents described experiencing fear of inher-
iting cancer when their mothers were diagnosed with breast cancer. They also
tended to more readily express their feelings to others as a form of coping, as they
reported experiencing sadness, fear, and anxiety. Adolescent males, when asked
about their feelings at diagnosis and during treatment, used phrases like “hard
inside” or they could not recall how they felt during those times. Overall, adoles-
cent boys in our studies seemed less expressive and tried to deny or ignore their
feelings during the family interviews; they more often reported feeling angry and
numb rather than sad and fearful, and they more often coped by distracting them-
selves or blocking things out. These studies highlight the importance of consider-
ing gender differences and styles of coping when developing family interventions
with this population of families and with adolescents in general.

Despite the gender differences, both female and male adolescents reported
that their lives had been complicated by a parent’s cancer. This particular age
group often felt burdened with additional roles and responsibilities, especially
the oldest child in the family (Armsden & Lewis, 1994). Additionally, researchers
(e.g., Compas et al., 1996; Hoke, 1997; Leedham & Meyerowitz, 1999; Lewis &
Hammond, 1996) have suggested that among children whose parents had a par-
ticular type of illness, adolescents whose parents have cancer report the highest
levels of psychological symptoms (e.g., symptoms of anxiety and depression).

Children’s and adolescents’ developmental needs will in many ways determine
how to best talk to them about the cancer and how to best help them (Leed-
ham & Meyerowitz, 1999). For example, the way a younger child reacts is most
often reflected in his or her behavior. Young children may appear to regress in
behavior if their worlds are threatened. For example, children who are fully toilet
trained may start having accidents. Two and three year olds, who typically are
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adventuresome in exploring their environments, may become unusually clingy
and dependent. First graders who have adjusted well to starting school may resist
going to school and display exaggerated separation anxiety. For children who
cannot talk about their worries, these behaviors are clues for parents and clini-
cians regarding anxieties about changes in the household or in their relationships
to their parents. During these times, parents may need to offer extra attention to
their children. If a parent is feeling too ill, other family members may be called
upon to temporarily help manage children.

School-age children have the advantage of being able to verbalize their feelings
and also have more resources outside of their immediate families to help them
cope. School personnel should be informed of the parent’s cancer so the child’s
responses can be understood within that context. Parental illness can be particu-
larly difficult for adolescents, who are in a developmental stage of separation from
parental figures. It is typical for teenagers to test parental limits and to gradually
achieve more self-confidence in their desire for independence. When this process
is interrupted by cancer, teenagers can experience ambivalence and resentment,
especially if they are called upon to take over parental responsibilities.

In cases where a parent is diagnosed with cancer, clinicians can provide emo-
tional and social support to the family. A chronic illness such as cancer impacts all
families, even those families with good coping and adaptation skills. When cancer
strikes a family, parents might instinctively want to protect their children; how-
ever, children are good at sensing when something is wrong, and it is important
for parents to talk over the issue with their children in developmentally appropri-
ate ways. By keeping the cancer diagnosis a secret, many children experience even
more anxiety because they might imagine something worse than what is actually
happening in the family. When parents are ready to tell their children about the
cancer, there are ways to help them discuss it.

The following suggestions were taken from several clinical articles on helping
parents talk to their children about cancer (Leedham & Meyerowitz, 1999):

1 Help the parents practice their explanations to their children beforehand.

2 Have parents explain to their younger children that cancer is not
contagious.

3 Help parents remove any blame; children at younger ages might think
they caused the illness.

4 Help parents balance optimism and pessimism when sharing the news
(e.g., offer a realistic but hopeful assessment of the situation).

5 If theill parent is in the hospital for any extended period of time, encour-
age parents to stay in touch to reassure their children that the illness has
nothing to do with how much they love them.

6 Encourage parents to take their children’s/adolescents’ feelings seriously.
It is common for children to have many different reactions when they
learn a parent has cancer; these can include anger, sadness, guilt, fear,
confusion, and even frustration. All of these responses are normal, and
children need to know it is healthy for them to have all kinds of feelings.

7 Encourage parents to answer questions honestly; for young children, the
amount of information parents give them is usually less important than
parents making them feel safe with what they say.

8 Encourage parents to help their children understand treatment. Chil-
dren’s greatest fears often spring from what they do not know; their
imaginations can create pictures that are worse than that actual situation,
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so explain the treatment process in a way that is appropriate for their
ages.
9 Help parents prepare their children for the effects of treatment (physical

changes like weight and hair loss can sometimes frighten them).

10 Encourage parents to let their children and adolescents help, but don’t
overburden them with responsibilities.

11 Encourage parents to be prepared to discuss death. (For more about
preparing children for parental death, see Chapter 15.)

Some children and adolescents will not speak up and say that they are strug-
gling, because they do not want to overload or worry their parents (Davey, Kissil,
et al., 2012, 2013; Lewis et al., 2006; Osborn, 2007). Even after parents’ cancer
goes into remission, the fears about cancer can stay with a child. Support groups
can be safe and supportive places for children to express their feelings about their
parents’ cancer without fearing that they will burden their families (Lewis et al.,
2006; Muriel & Rauch, 2003; Niemeli et al., 2010).

Impact of Cancer on Parents and Children: Main Points

1  Parents with cancer are concerned about the impact on their children,
and they experience many challenges in parenting their children.

2 Research suggests that female adolescents are most negatively affected
by a mother’s cancer.

3 Children’s ways of coping with stress will play important roles in their
emotional and psychological adjustment to parental cancer.

4 TItis important for providers to consider age and gender differences and
styles of coping among children dealing with parental cancer.

5  Children and adolescents often do not speak up and say that they
are struggling, because they do not want to overload or worry their
parents.

6 Itis important to provide children with accurate information about the
cancer and assess whether they attribute changes in the course of illness
to their own behavior.

Cultural Considerations

Age is a primary risk factor for most cancers (most cancers are diagnosed in
individuals aged 55 or older); however, as discussed earlier in this chapter, cancer
incidence also varies by race and ethnicity, with some groups more likely to be
diagnosed with certain types of cancers compared to others (ACS, 2014). The
total projected cancer incidence will increase by 45%, from 1.6 million in 2010
to 2.3 million in 2030, because it has been estimated that cancer will be diagnosed
more often among older adults and minorities (Smith, Cokkinides, & Brawley,
2009). Given these statistics, it is important to understand that there are differ-
ences in how individuals cope with cancer across racial and ethnic groups (Culver,
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Arena, Wimberly, Antoni, & Carver, 2004; Deshields et al., 2013; Spencer et al.,
1999).

Although all patients need to feel understood, reassured, and supported by
providers, it is especially important for ethnic and racial minority cancer patients
that providers instill trust, hope, and a fighting spirit because of possible cul-
tural differences in health beliefs and behaviors and an understandable mistrust
of larger systems, including the medical system (Deshields et al., 2013; Whaley &
Davis, 2007). It is additionally important for providers to assess for barriers to
treatment among low income patients (e.g., transportation and child care needs)
and offer practical support to improve treatment appointment adherence (Wha-
ley & Davis, 2007). More emphasis needs to be placed on how family members
are interconnected and mutually influence each other and on how culture is essen-
tial in their lives to better help diverse families cope with cancer (see Part III of
this book).

Mental healthcare providers who work in oncology clinics are more likely
to encounter families who are coping with parental cancer because they have
direct access to the oncology treatment team. It is important to first do a full
needs assessment (see Chapter 12) with all adult cancer patients (both males and
females, as well as older adults who may be raising grandchildren) to find out if
they have any children at home. Providers who work in oncology clinics should
ask all cancer patients about how they are coping with the cancer, their levels of
social support, and whether they are able to maintain family recreation and lei-
sure activities. It is important to maximize the child or youth’s support system by
helping him or her connect to other safe adult figures, have someone track school
performance, and enable maintenance of peer activities to allow for a break from
the parental cancer, as needed.

Providers should also help parents have more open communication about their
cancer diagnosis and ongoing treatment so children do not worry alone; parents
are encouraged to provide updates to children in developmentally appropriate
ways. It is important to help parents prepare children for any hospital visits by
describing in advance what a child will see and hear; debrief after medical visit to
allay any worries, fears, and concerns; and provide other forms of communica-
tion (e.g., cards, drawings, videos) when visits are not possible while in treatment.

Mental healthcare providers who work in more traditional outpatient clin-
ical settings (e.g., private practice, community mental health) need to be more
intentional about collaborating with oncology providers who are involved in the
care of parents diagnosed with cancer. During intake sessions with clients and
families, the mental healthcare provider should do a full biopsychosocial spiri-
tual assessment (see Chapter 12) and ask about any current illnesses that family
members are managing. If a parent has been diagnosed with cancer, providers
should explain that collaboration with oncologists is important to ensure that all
of the providers and the family are on the same page. Mental healthcare providers
should contact the oncology treatment team to: (1) establish open communica-
tion about treatment and (2) share relevant information to ensure best care for
the cancer patient and the family.

Clinical Vignette

The following is a clinical vignette to help you consider how a family coping with
parental cancer might present clinically.
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Jake is an African American, 16-year-old adolescent whose mother has stage
III breast cancer. Jake’s mother and father are both 48 years old and are African
American; they have been married for 19 years. His mother has a bachelor’s
degree and his father has a technical degree. Their income is between $40,000
and $60,000, and both parents report being Baptist. Jake is an only child, is in
11th grade, and is a B student. He considers himself religious. His mother was
diagnosed with stage 111 breast cancer 6 months ago, and Jake was told about
the cancer 2 weeks after the diagnosis; this is a first-time diagnosis for his motber.
She has had a double mastectomy, and she is now in the middle of her chemo-
therapy treatment. The final stage of treatment will be radiation therapy, once the
chemotherapy is completed. Jake was referred to therapy by bis school counselor
because his grades dropped and he has been distracted in school since his moth-
er’s cancer diagnosis.

Jake worries daily that his mother will not recover after the cancer treatment
is completed. When he first found out about his mother’s cancer diagnosis, he
felt frustrated because a lot of other people are also sick in bis family and are not
available to provide support to his mother and bis father at this time. Addition-
ally, his grandmother had breast cancer 5 years ago, and she did not survive past
2 years, so he worries that his mother will also not recover. Often, he comes home
to his mother resting on the couch or sleeping because of the fatigue after doing
the chemotherapy treatment, especially the day after her treatment at the hospi-
tal. Jake and his father do not currently talk much to each other about their con-
cerns, because they are both so overwhelmed and fearful about the future. Jake
feels isolated and has not shared his mother’s diagnosis and treatment with his
friends because he feels they would not understand and he “does not like telling
people his personal business.” He is trying to stay focused on school, which is his
parents’ expectation for him, but it is difficult because he is keeping his feelings of
distress to himself and he does not want to cry in front of his mother. He is trying
to stay strong in front of his parents so he does not further burden them with his
worries and concerns. Consequently, his grades have dropped from all Bs to Cs
this past grading period.

Jake did not realize how much bis life would change because of his mother’s
breast cancer diagnosis and treatment, and at this time he is unable to go out and
have fun with bis friends. As an only child at home, he tries to tell his mother to
take it easy, but his mother does not listen to him because she wants to keep the
family’s routine as normal as possible. Jake’s father is not as involved because he
had to take a second job after his wife needed to take a leave from work in order
to do the demanding treatment regimen. Jake does go to church with bis family
and has been trying to pray more often. He thought it might be helpful, but he
finds it is not as comforting as he was hoping.

The psychosocial well-being of the children of cancer patients is a relatively
new area of clinical research. Consequently, it is still more common to provide
psychosocial support to the adult cancer patients and their spouses, but not to the
offspring at home (Lewis, 2004; Niemald, Hakko, & Rasanen, 2010). In the last
decade, however, more family interventions have been developed and evaluated
that will be discussed in detail in Part III of this book.

Conclusions

In this chapter, we described the prevalence of cancer and described the racial and
socioeconomic health disparities associated with the incidence of cancer (older
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individuals and minorities are most at risk) and survival rates (ACS, 2014). Addi-
tionally, we discussed the psychological comorbidities (e.g., anxiety) and levels
of uncertainty about the illness; for example, cancer patients tend to experience
high rates of depressed mood during the acute phase of treatment and for two
or more years after diagnosis (e.g., Caplette-Gingras & Savard, 2008). In addi-
tion, cancer patients who complete their treatment often report living with fear
and uncertainty because of the fear of recurrence (Koch et al., 2013; Ness et al.,
2013). Next we discussed how cancer affects parents (i.e., in their parenting roles)
and their children, and we considered gender and developmental stage differences
in children with regard to how they cope with parental cancer. For example, ado-
lescent daughters of mothers coping with cancer are at the highest risk of experi-
encing emotional distress (e.g., Compas, Worsham, Ey, & Howell, 1996; Lewis,
2007). We described cultural factors to take into consideration (e.g., age, income,
race, healthcare setting) while working with families coping with parental cancer.
Finally, we provided a brief clinical vignette to illustrate how a family coping with
parental cancer might clinically present.

Test Your Knowledge: True or False

1 Every year, hundreds of children will be affected by the diagnosis and
treatment of cancer in a parent.

2 The most common type of cancer is prostate cancer.

3 Cancer patients tend to experience low rates of depressive symptoms
up to 2 years after diagnosis.

4 Cancer patients who complete treatment are not worried about cancer
anymore.

5 Cancer can cause distress in both the ill parent and his/her partner or spouse.

6 Younger children are more negatively affected by parental cancer than
adolescents.

7 Among adolescents whose parents have cancer, there are differences in
how male and female adolescents cope.

8 Children’s and adolescents’ developmental needs determine how to
best talk to them about the cancer and how to help them.

9 Children and adolescents almost always speak up and tell their parents
they are struggling with the parental cancer.

10 There are differences in how individuals cope with cancer across racial

and ethnic groups.

Answers: 1-E, 2-T, 3-F, 4-F, 5-T, 6-F, 7-T, 8-T, 9-F, 10-T

Professional Readings and Resources

Harpham, W. S. (2011). When a parent has cancer: A guide to caring for your children.
New York: Harper Collins.

Heiney, S. P. (2001). Cancer in the family: Helping children cope with a parent’s illness.
American Cancer Society.

Van Dernoot, P. (2006). Helping your children cope with your cancer: A guide for parents
and families. Long Island, NY: Hatherleigh Press.
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CHAPTER 5
I

PARENTAL HIV

Maureen Davey

HIV: About the lllness
Prevalence

The human immunodeficiency virus (HIV) is a retrovirus that uses CD4 T-cells
(helper cells whose main purpose is to initiate the body’s response to infections) to
reproduce and attack the immune system, which then causes the acquired immu-
nodeficiency syndrome (AIDS) (CDC, 2013; Weiss, 1993). Individuals diagnosed
with HIV who have CD4 counts below 200 cells/mcL are diagnosed with AIDS
(CDC, 2010). HIV/AIDS reduces the number of helper T-cells, which leads to
a weakened immune system and an inability to fight opportunistic infections
that would normally not significantly affect otherwise healthy individuals (CDC,
2012b). These infections are referred to as opportunistic because they take advan-
tage of a weakened immune system and cause illnesses (e.g., pneumonia, central
nervous system lymphoma, some types of cancer) that can lead to death (CDC,
2010). Without treatment, the average survival time after being infected with
HIV is approximately 9 to 11 years; however, HIV is now manageable with treat-
ment (e.g., HAART), but it is not curable (CDC, 2013).

Unfortunately, HIV continues to spread globally (e.g., Africa, Asia, Eastern
Europe, Central Asia, Caribbean, Latin America) and in the U.S. (United Nations
Programme on HIV/AIDS [UNAIDS], 2008). In 2007, there were 2.7 million new
HIV infections; younger individuals (aged 15 to 24 years) made up half of all new
HIV infections globally (UNAIDS, 2008). The CDC (2012a) estimates that more
than 1 million individuals are currently living with HIV in the United States. The
highest new rates of HIV infection in the U.S. are among 20- to 45-year-olds. In
particular, young African American MSMs (men who have sex with men) and
African American heterosexual females are the fastest growing groups because of
unprotected intercourse.

There are significant health disparities in the incidence of HIV in the United
States. Individuals of color who have lower SES tend to be disproportionately
affected by HIV (CDC, 2012a,b,c; Schuster et al., 2000; U.S. Department of
Health and Human Services, 2001). Noteworthy, when HIV was first recognized
and diagnosed by medical providers, few women were diagnosed with it; how-
ever, currently women account for more than 25% of all new HIV/AIDS diagno-
ses, and women of color (e.g., African American, Latina) are disproportionately
affected (CDC, 2012b,¢). According to the CDC (2012a), high risk heterosexual
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contact is currently the source of 80% of newly diagnosed cases of HIV among
women across all races in the U.S.

By race, African Americans face the most significant HIV burden (CDC, 2010,
2012a,b) (see Figure 5.1). For example, in 2010, African Americans accounted
for approximately 44% of all new HIV infections among adults and adolescents
aged 13 and older, yet they only represent 12% of the U.S. population (CDC,
2012a). The estimated rate of new HIV infections for African American women
was 20 times that of White women and almost 5 times that of Hispanic/Latino
women.

Latinos are also significantly affected by HIV. The estimated number of new
HIV infections in 2010 was three times higher for Latinos than for Whites, likely
due to poverty and language barriers that can affect access to health care and to a
lack of health literacy regarding protective behaviors that can help to prevent the
transmission of HIV (CDC, 2010). Among Latino MSMs, approximately 67% of
new HIV infections occur under the age of 35 (CDC, 2010). HIV has also affected
American Indians and Alaskan Natives, who have the highest number of individ-
uals diagnosed with HIV out of all racial/ethnic groups because of contaminated
needles and substance abuse (CDC, 2012¢). Americans aged 50 and older have
many of the same HIV risk factors as younger Americans. Individuals who are
55 years old and older account for 19% of the 1 million people living with HIV
in the United States. HIV progresses more rapidly in older people (CDC, 2012a).
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Figure 5.1 Diagnoses of HIV Infection among Adolescents and Young Adults Aged
13 to 24 Years, by Race/Ethnicity, 2009-2013

Source: National Center for Health Statistics (NCHS), Center for Disease Control. Retrieved
from www.cdc.gov/hiv/pdf/statistics_surveillance_Adolescents.pdf
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Socioeconomic factors impact how individuals are diagnosed and cope with
HIV. According to the CDC (2011), poverty is a significant barrier to access-
ing HIV testing and HIV medications (HAART). For example, the CDC (2011)
reported that individuals who live below the poverty line are twice as likely to be
HIV infected (2.3%) compared to individuals who live in the same community
but above the poverty line (1.0%), and the prevalence for both groups is higher
than the national average (0.45%). Additionally, HIV infection is more prevalent
among individuals who are unemployed and who have less than a high school
education (CDC, 2012c¢).

Prognosis and Medical Outcomes

There are three main types of bodily fluids that can transmit HIV/AIDS: (1) blood
products, (2) semen, and (3) vaginal fluids. Thus, the four main routes of HIV
infection are: (1) blood transfusions, (2) unprotected sexual intercourse (includ-
ing oral and anal), (3) sharing contaminated needles, and (4) mother to baby
either before birth or during birth (referred to as perinatal HIV) or through breast
milk. When HIV enters the bloodstream, it first attacks the white blood cells
(CD4 cells). The immune system then produces antibodies to fight off infections.
When an individual takes an HIV test, providers are looking for these antibodies,
which will confirm that an HIV infection has occurred (www.amfar.org). It is
important to get tested after potential exposure. Within a few weeks after being
infected with HIV, many people develop temporary flu-like symptoms or swollen
glands. Yet, some individuals report feeling healthy for a decade or more, and
unfortunately, HIV-infected people who feel healthy can still transmit the virus to
others (CDC, 2012b).

Most people develop detectable HIV antibodies within 3 months of the infec-
tion, with the average at 20 days; in rare cases, it can take 6 to 12 months. For
this reason, the CDC (2012b) recommends HIV testing 6 months after the last
possible exposure (e.g., unprotected vaginal, anal, or oral sex or sharing needles).
Individuals can be tested at their doctor’s office, the local health department,
the hospital, and clinics (e.g., mobile) that provide HIV testing (www.amfar.org;
CDC, 2012b). HIV test results are confidential and can only be shared with peo-
ple who are authorized to see the medical records; anonymous testing sites are
also available. Several HIV antibody tests are used today, and the most common
are blood and oral fluid tests (CDC, 2014a). Unlike traditional tests, which can
take from 3 days to several weeks, rapid HIV testing results are ready in 20 to
60 minutes. Although all tests are accurate, positive HIV results should be later
confirmed with a follow-up test before a final diagnosis of HIV can be made
(CDC, 2010).

There are several stages after an individual has been infected with HIV. The
first stage, or acute stage, includes the following symptoms, which can occur 1
to 6 weeks after the HIV infection: (1) short, flu-like illness; (2) fever; (3) weight
loss; (4) mouth sores or thrush; (5) headaches; (6) skin rash; and (7) nausea or
vomiting (CDC, 2010). The second stage, an asymptomatic period, can last for an
average of 10 years. This stage is usually free of symptoms; however, there may
be swollen glands, and the level of HIV in the blood can drop to low levels but
HIV antibodies are still detectable in the blood. The third stage is called the symp-
tomatic stage, where the immune system significantly deteriorates leading to the
development of opportunistic infections and cancers (CDC, 2012b). In the fourth
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and final stage, HIV becomes AIDS as the immune system weakens and CD4 cells
decrease significantly in number (CD4 count below 200 cells/mcL).

People infected with HIV have a higher risk for developing the following types
of cancer: (1) Kaposi sarcoma (a cancer that causes patches of abnormal tissue
to grow under the skin in the lining of the mouth, nose, and throat or in other
organs), (2) non-Hodgkin lymphoma (tumors develop from lymphocytes, which
is a type of white blood cell), and (3) cervical cancer (NCIL, 2014). A diagnosis
of any one of these cancers typically means that the HIV has progressed to AIDS
(NCIL, 2014).

Regarding the progression of HIV/AIDS, individuals with CD4 counts of less
than 500 are vulnerable to experiencing the following: (1) bacterial infections,
(2) tuberculosis, (3) herpes simplex (genital herpes) and herpes zoster (shin-
gles), (4) vaginal candidiasis (an infection of the vagina caused by a yeast, or
fungus, referred to as candida), and (5) Kaposi sarcoma (pink or purplish skin
lesions caused by the HHV-8 virus) (CDC, 2013). When CD4 counts drop below
200, then individuals are at risk of developing the following: (1) pneumonia,
(2) toxoplasmosis (a parasitic disease), and (3) non-Hodgkin lymphoma. When
CD4 counts drop below 50, individuals are at risk of developing: (1) dissemi-
nated mycobacterium avium complex infection or MAC (caused by inhalation
or ingestion with symptoms such as fever, sweats, weight loss, and anemia),
(2) histoplasmosis (known as “cave disease,” a potentially fatal fungal disease),
(3) CMV renitis (an inflammation of the retina caused by a CMV infection),
(4) CNS lymphoma (cancer affecting the central nervous system), (5) progressive
multifocal leukoencephalopathy (a viral infection of the brain), (6) HIV demen-
tia, and (7) wasting syndrome (an unexplainable, profound weight loss accompa-
nied by weakness and persistent diarrhea) (CDC, 2013).

The HIV/AIDS epidemic has changed from treating an illness that often led
to death in the 1980s and early 1990s to now treating a chronic yet manageable
illness due to the development of highly active antiretroviral therapies (HAART;
Lightfoot, Rotheram-Borus, & Tevendale, 2007). HAART is the name given to
the aggressive treatment used to suppress HIV viral replication and the progres-
sion of the HIV disease (Miller & Hays, 2000). The HAART regimen combines
three or more different drugs developed to reduce the amount of active virus, and
for some people it even lowers the numbers of active virus until it is undetectable
using HIV blood testing. Yet, HAART often includes the following side effects
that can negatively affect treatment compliance: (1) anxiety, (2) insulin resis-
tance, (3) diarrhea, (4) nausea and vomiting, and (5) rashes (Kolbasovsky, 2008).
Despite these uncomfortable side effects, HAART has significantly reduced the
number of AIDS deaths in the U.S. and worldwide (CDC, 2013).

For most patients, near perfect (95%) medication adherence is needed to
achieve full and durable viral suppression (Davey, Foster, Milton, & Duncan,
2009; Naar-King et al., 2006), so the introduction of HAART has led to many
studies that examined factors that affect medication adherence (CDC, 2010;
DiMatteo, Giordani, Lepper, & Croghan, 2002; Song, Lee, Rotheram-Borus &
Svvendeman, 2006). Poor medication adherence to the HAART regimen has
many more negative consequences for HIV compared to other illnesses (e.g.,
Johnson et al., 2006) and is the second strongest predictor of the progression
to AIDS and death, after the CD4 count (Miller & Hayes, 2000). This degree
of adherence requires a patient on a twice-daily regimen to not miss or delay
more than three doses of antiretroviral medications per month, is far greater than
that commonly associated with other chronic diseases, and is difficult for most
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patients to maintain over the course of a lifelong illness (Osterberg & Blaschke,
20035; Peterson, Takiyah, & Finley, 2003).

At some point, a healthcare provider may decide to change an individual’s
HIV treatment plan. Two of the most common reasons are: (1) drug toxicity and
(2) treatment regimen failure or resistance to HAART (www.amfar.org). Drug
toxicity refers to when HIV medications cause harmful side effects that make it
too difficult for a patient to continue taking them. Regimen failure means that
the medications are not working well enough to control the HIV because drug
resistance has occurred. This can result from poor overall health, poor treatment
adherence, drug resistance, alcohol or substance use, or medical conditions or ill-
nesses other than HIV infection. Providers often change the combination of three
antiretrovirals prescribed (there are over 25 FDA approved antiretroviral medi-
cations; CDC, 2013). Some providers have patients take a “drug holiday” from
their HIV medicine, which is a structured treatment interruption; this can take
place if the viral load is very low and the patient is asymptomatic or if the side
effects are causing too much discomfort (DiMatteo et al., 2002; Miller & Hays,
2000). Once an individual’s status has changed from HIV to AIDS, providers will
treat the opportunistic infections and likely prescribe a different HAART regi-
men, with the hope that the amount of HIV in the blood will become suppressed
again and the patient will convert back to having HIV (Miller & Hays, 2000).

Psychological Comorbidities

Many individuals who are coping with HIV/AIDS additionally experience depres-
sion, anxiety, post-traumatic stress disorder (PTSD), loneliness, and fear because
they are also coping with the stigma of a disease that is often perceived as immoral
by their families, communities, and larger society (Herek & Capitanio, 1993).
HIV is different from the other types of parental illnesses described in this book
because there are unique challenges, such as deciding how and when to disclose
one’s HIV status because individuals could be shunned verbally, physically, and
financially by society (Dutra et al., 2000; Qiao et al., 2013; Schuster et al., 2000).
Additionally, HIV/AIDS can affect multiple family members who could be ill at
the same time (Kolbasovsky, 2008; Rotheram-Borus et al., 2005). Unfortunately,
the stigma attached to HIV/AIDS often leads to secrecy and alienation from social
support and resources and, for some, co-occurring distress (Herek & Capitanio,
1993; Rotheram-Borus, Robin, Reid, & Draimin, 1998; United Nations Pro-
gramme, 2008).

Prior studies suggest that individuals who are coping with HIV tend to expe-
rience elevated rates of depressive symptoms, anxiety, and PTSD and are at an
increased risk of engaging in substance abuse, intimate partner violence, and
being homeless (Gaynes, Pence, Eron, & Miller, 2008; Leserman, 2003). The
effects of HIV on the brain, the stigma of HIV, losing one’s job, social isola-
tion, and illness-related stressors can all predispose individuals to experience
co-occurring mental health issues (Herek & Capitanio, 1993; Parry, Blank, &
Pithey, 2007). Depression has been associated with poorer medication compli-
ance, worse clinical outcomes, increased sexual risk taking, higher suicide risk,
and a decreased quality of life (Gaynes et al., 2008). Individuals coping with
HIV and PTSD tend to have poorer treatment compliance, more reports of pain
and discomfort, and more alcohol/substance abuse (Leserman, 2003; Parry et
al., 2007). Additionally, epidemiological studies suggest that the suicide rate is
more than three times higher among HIV-positive individuals compared to the
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general population (Carrico, 2010). Consequently, these co-occurring issues can
all negatively affect medication compliance and clinical outcomes (Osterberg &

Blaschke, 2005).

Level of Uncertainty about the lliness

Patients report experiencing trauma and fears about the acute stage of the HIV
illness returning, viral loads increasing, grief for the loss of one’s physical health,
and isolation and rejection from family members, friends, and the community
(e.g., Serovich, Kimberly, Mosack, & Lewis, 2001). Many report feeling over-
whelmed when they find out they are HIV positive, including feelings such as
shock, fear, and anger. Often people feel helpless, sad, and anxious about the
illness (CDC, 2012b,c). HIV can cause feelings of uncertainty because, even with
good treatment adherence, opportunistic infections can still occur (e.g., pneumo-
nia), and the viral load may increase because of resistance to the HAART regimen
(United Nations Programme, 2008). Although with 95% treatment adherence
to HAART many do live full lives without experiencing many of these negative
psychosocial outcomes, prior studies suggest that worries about the HIV illness
becoming more acute and converting to AIDS are common among most individ-
uals who are coping with HIV (Rotherum-Borus et al., 2005, 2012).

What Clinicians Need to Know about HIV

1 HIV infection causes the immune system to begin to fail, which can
lead to life-threatening opportunistic infections.

2 HIV is most often acquired through unprotected sexual intercourse,
contaminated needles, and from an infected mother (perinatal).

3 The highest new rates of HIV infection in the U.S. are among 20- to
45-year-olds, in particular young African American MSMs (men who
have sex with men) and African American heterosexual females.

4 Although there is no cure for HIV/AIDS, HAART, which is a highly
active antiretroviral therapy developed to reduce the amount of HIV
virus in the blood, has improved outcomes since the mid-1990s.

5  When working with individuals with HIV/AIDS, it is important to
remember that they tend to have elevated rates of depression, which
have been linked to poor self-care, poor medication adherence, and
WOrse outcomes.

6  Depressive symptoms are likely caused by the stigma of HIV/AIDS,
social isolation, and illness-related stressors.

7  Studies have also reported that anxiety and PTSD are elevated among
individuals with HIV/AIDS.

Effects of Parental HIV on Parents and Children

Although HIV/AIDS is diagnosed in an individual, the entire family and commu-
nity are affected (Rotheram-Borus, Rice, Comulada, Best, & Li, 2012). “As the
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epidemic has unfolded, the early focus on individuals has become inadequate:
families live with HIV, not just individuals” (Rotheram-Borus, Flannery, Rice, &
Lester, 2005, p. 978). Families may face psychological and interpersonal issues
as they adapt to the diagnosis and long-term treatment of HIV/AIDS. Unlike
other physical illnesses such as heart disease and cancer, HIV/AIDS is different
because many family members can be ill at the same time, and there is often
social stigma associated with this illness (Zhao, Li, Zhao, Zhang, & Stanton,
2012), which can lead to secrecy and experiences of isolation from other commu-
nity supports. Families may additionally be coping with chronic poverty, multiple
losses, trauma, and substance abuse (Lee et al., 2007). Additionally, there has
been a profound negative impact of HIV on low-income African American and
Latino families because they are disproportionately affected by HIV/AIDS in the
U.S. (CDC, 2013).

It has been estimated that 200,000 children in the U.S. are living with a parent
who has HIV, but this is likely an underestimate because approximately one-third
of individuals who have HIV are not in care and another one-third do not yet
know they are infected (CDC, 2012a). Women account for 24% of individuals
living with HIV in the U.S., and many of these women are the primary caregivers
of children (CDC, 2013; Murphy et al., 2015; Rotheram-Borus et al., 2012).

Medical advancements have led to people with HIV/AIDS living much lon-
ger (CDC, 2013), and as a result, it is more likely that the children of HIV-
infected parents will not lose their parents until they reach adulthood (Bauman
et al., 2006; Rotheram-Borus et al., 2006; Shuster et al., 2000). It is also possible
that more HIV-infected individuals will decide to become parents. In a sample
of HIV-positive adults receiving health care in the U.S., 28-29% of men and
women wanted to have children in the future (Chen et al., 2001). Another study
reported that 12% of the women and 2% of men in this sample had conceived
and had their youngest child after being diagnosed with HIV (Schuster et al.,
2000). Women and men coping with HIV can safely have children, which will be
explained further in this chapter (CDC, 2012a).

Societal factors that can complicate the adjustment of families to HIV include:
(1) the secrecy, (2) stigma, (3) social isolation, and (4) discrimination often expe-
rienced by families coping with parental HIV (CDC, 2013; Dutra et al., 2000;
Zhao et al., 2012). Families may be additionally burdened with: (1) chronic pov-
erty, (2) homelessness, (3) multiple losses, and (4) substance abuse (Bogart et al.,
2008; Bor et al., 1993; Chi & Li, 2013). Navigating parenting in the context of
illness can be challenging, as described in this book, but living with HIV as a par-
ent is different than living with another type of chronic illness because of the soci-
etal stigma and discrimination that can lead to isolation and less social support
(Dutra et al., 2000; Lee et al., 2007; Mitrani, Prado, Feaster, Robinson-Batista, &
Szapocznik, 2003; Rotheram-Borus et al., 2005; Zhao et al., 2012).

Couples in which one partner is HIV positive and the other is HIV negative
are referred to as either serodiscordant or mixed serostatus (CDC, 2012c; Fife,
Scott, Fineberg, & Zwickl, 2008). Couples in mixed-status relationships may
additionally be coping with the following issues: (1) the HIV-positive partner
may focus on not infecting his/her partner and the HIV-negative partner may
focus on caregiving, which can lead to an imbalance in the relationship; (2) HIV
can lead to physical changes and HAART can also cause side effects that can
lead to negative feelings about physical attraction and impact intimacy; and (3)
fears about transmitting HIV to one’s partner may lead to decreased or no sex-
ual intimacy, even though precautions can be taken to not infect a partner (e.g.,
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condoms and safe sex practices) (Fife et al., 2008; Martire, Schulz, Helgeson,
Small, & Saghafi, 2010). Additionally, psychoeducation for couples is recom-
mended because, although HAART cannot cure HIV, adhering to the medication
regimen can reduce the chances of transmitting HIV to a partner (e.g., because
of maintaining an undetectable viral load), as can regularly using condoms and
avoiding sexual activity during infections (e.g., STDs, cold, or flu).

Women and men who are HIV positive can safely have biological children.
Recent studies suggest that HIV-infected sperm can be “washed” and then used to
have a healthy baby (Eke & Oragwu, 2011). Sperm washing describes when indi-
vidual spermatozoa are separated from the seminal fluid. Sperm washing is used
to prevent HIV transmission but allow conception in sero-discordant couples in
which the male is HIV positive but the female is HIV negative. This procedure
is feasible because HIV cannot attach itself to spermatozoa, but it can be found
in the fluid and cells surrounding spermatozoa. Yet, not everyone can afford this
procedure; it costs approximately $10,000, and medical insurance tends to not
cover it. It can also be tough to find a clinic that has the medical equipment
needed to wash sperm (Eke & Oragwu, 2011).

Approximately 35% of pregnant HIV-positive women can pass the HIV infec-
tion to their newborns, if they are not treated (CDC, 2012c). HIV transmission
during pregnancy, labor, and delivery or breastfeeding is referred to as perinatal
transmission and is the most common route of HIV infection in children. When
HIV is diagnosed before or during pregnancy and treated with HAART (and
breastfeeding does not occur), then, according to the CDC (2012c¢), the risk of
passing HIV to a newborn drops significantly to 2% (CDC, 2012c¢). Fortunately,
in the last 20 years, HIV testing and prevention efforts have resulted in a 90%
decrease in the number of perinatal infections in the U.S. (CDC, 2012c¢).

The Effect of HIV on Parenting

Parents who are coping with HIV have reported many challenges while caring
for their children, such as: (1) parenting ability, (2) disclosing HIV status to their
children, (3) stigma associated with HIV, (4) children’s emotional and behavioral
reactions, (5) medical treatment and adherence, and (6) guardianship planning
(Forehand et al., 2002; Rotheram-Borus et al., 2005, 2006). Yet, some of the pos-
itive changes parents reported are: (1) commitment to parenting and (2) strength-
ened parent—child relationships (Chi & Li, 2013; Murphy et al., 2015).

Parenting ability is often a struggle because parents report experiencing fatigue,
side effects from the HAART treatment, and depressive symptoms (Gaynes et
al., 2008; Leserman, 2003). Disclosure of HIV status to children is especially
challenging because they report struggling with: (1) how to disclose to children,
(2) what to tell their children, (3) when to disclose to their children, and
(4) telling older children but not younger children (Qiao et al., 2013). Some of the
challenges reported by parents are the possible community stigma (e.g., children’s
peers at school) associated with HIV, which can lead to them keeping it a family
secret, isolation and peer rejection, and fears and misperceptions (Corona et al.,
2006; Murphy et al., 2015).

Some of the parenting challenges regarding children’s emotional and behav-
ioral reactions are mixed according to prior studies on HIV disclosure (Qiao
etal.,2013; Rotheram-Borus et al., 2005, 2012). Some children experience depres-
sive symptoms and anxiety, engage in risky behaviors, have more family conflict,
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and experience role reversals as children become caregivers for their parents (Bau-
man et al., 2006; Stein, Riedel, & Rotheram-Borus, 1999). Other challenges par-
ents have reported concern medication and treatment adherence regarding hiding
medications from their children who do not know their HIV status and missing
medical appointments because of child care issues (Osterberg & Blaschke, 20035;
Qiao et al., 2013). Additionally, guardianship planning to decide, in the worst
case scenario, who will care for their children can lead to family isolation and
struggles with the legality of these plans (Rotheram-Borus et al., 1998, 2012).
Despite these challenges, some parents have reported positive changes in their
parenting; for example, qualitative studies suggest a renewed commitment to par-
enting, strengthened parent—child relationships, and some role reversals (paren-
tification) that are adaptive for older children to assume more developmentally
appropriate responsibilities at home (Bauman et al., 2006; Bogart et al., 2008).

Disclosure of HIV Status to Children

Parental HIV disclosure to children is a process, not a single event, that should
change developmentally throughout a child’s life (Lesch et al., 2007). Disclosure
will likely involve multiple conversations that are informed by the child’s cogni-
tive development and gradually improve the child’s age-appropriate understand-
ing of HIV and its impact on his/her life (Qiao et al., 2013). Providers need to
understand each family’s unique cultural and family environment and start with
a comprehensive assessment of caregivers’ and children’s needs and the factors
(e.g., family, psychosocial, cultural, religious) that may affect HIV disclosure. It is
recommended that providers first carefully discuss disclosure with the caregiver(s)
to find out their beliefs and views about disclosure, for example, who needs to be
told before the child can be told (Lester et al., 2002).

It is important to attend to cultural beliefs and practices (e.g., race, ethnicity,
religion) regarding appropriate ways of discussing HIV with children and care-
giver readiness to deal with the disease and disclose to their children (Plaff, 2004).
Clinicians need to provide an environment that is supportive and open and that
addresses caregivers’ concerns and fears about disclosure (Waugh, 2003). Some
precipitating factors for disclosure include: (1) illness progression and the appear-
ance of visible signs of illness, (2) the child’s persistent illness-related questions,
and (3) parental illness or death (Lester et al., 2002). Disclosure patterns by care-
givers can range from a full disclosure to partial disclosure to no disclosure (Neh-
ring et al., 2000). Many parents report being afraid to disclose their HIV status
to their children because they worry that their children will inadvertently disclose
their status to others, who would then treat their children unfairly (Zhao et al.,
2012). Unfortunately, three decades into the HIV/AIDS epidemic, disclosure of
parental HIV infection is often delayed until children are older, and few empir-
ically based interventions or guidelines are available for assisting parents and
clinicians in making decisions about disclosure to children (Wiener et al., 2007).

The Effect of Parental HIV on Children and Adolescents

Like other children with a seriously ill parent, parental HIV-affected children and
adolescents are vulnerable to emotional and behavioral issues (Bor, Miller, &
Goldman, 1993; Corona et al., 2009; Forehand et al., 2002); however, prior
research additionally suggests they face unique challenges because of their parents’
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HIV status, including misconceptions about transmitting HIV, fear of prejudice
and discrimination, family disruption, and lack of planning for their future care
if parents are dying because of the progression from HIV to AIDS (Chi & Li,
2013; Qiao et al., 2013; Rotheram-Borus et al., 2005, 2006). HIV can lead to
elevated levels of family stress if roles in the family are reorganized to compensate
for the parent’s illness (e.g., many adolescents assume caregiving responsibilities
and household tasks to help out the ill parent) and if the needs of the uninfected
child are overlooked because of the physical and emotional needs of the infected
parent (Zhao et al., 2012).

According to two recent systemic reviews of the literature, many children and
youth have symptoms of distress when their parents are coping with the more
acute stages of HIV (Chi et al., 2013; Qioa et al., 2013). Longitudinal studies sug-
gest that children and youth who are living with parental HIV will be negatively
impacted with regard to their emotional and behavioral adjustment. Chi and Li
(2013) conducted a recent systematic review of the literature and noted that four
studies in the U.S. have examined the longitudinal effects of parental HIV/AIDS
on children’s psychological well-being. Their review suggests that these children
are vulnerable to experiencing depressive symptoms, post-traumatic stress, and
problems focusing in school.

Rotheram-Borus (2005, 2006, 2012) reported that psychological distress in
children and youth (e.g., depression, anxiety, post-traumatic stress) peaks when
parents’ HIV is most severe (and becomes AIDS) and parents are struggling to
manage their symptoms. Similarly, another longitudinal study was conducted
by Forehand et al. (2002), who compared the psychosocial adjustment of non-
infected children (ages 6 to 11 at first assessment) whose mothers are and are
not HIV infected over 4 years. They examined changes in the two groups of
children and examined how parenting impacts children’s adjustment. Forehand
et al., (2002) reported that children of HIV-infected mothers had more depressive
symptoms across the four assessments compared to children whose mothers were
not infected. Additionally, the quality of the mother—child relationship (clearer
communication and closer relationship) was associated with improved child
adjustment in both groups (Forehand et al., 2002).

Many HIV researchers and providers underscore the importance of addressing
the stigma and the often resulting secrecy and lack of disclosure of parents” HIV
status to children (Murphy et al., 2012; Qiao et al., 2013). Unfortunately, HIV is
still stigmatized in the U.S. Many children and youth often understand that their
parents’ illness is a secret and consequently may experience feelings of shame
about it. This can also reduce children’s opportunities for garnering social sup-
port, because they are unable to openly talk about the parent’s illness with peers
(Lee et al., 2007). Many children and youth report experiencing fear, worries,
and anxiety about their parents’ HIV and concerns about their futures if their
parents’ HIV becomes AIDS (Rotherum-Borus et al., 2006, 2012; Schuster et al.,
2000). Additionally, the child’s age affects how much he or she understands HIV/
AIDS. Younger children tend to have a limited understanding of HIV because of
their cognitive development; they may only understand that their parent is ill and
not the complexities of HIV and the treatment regimen. School-age children and
adolescents, if the parent has disclosed his/her HIV status, are capable of under-
standing HIV and some even track parents’ treatment and medical appointments
(Corona et al., 2009).
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Impact of HIV on Parents and Children: Main Points

1 Parenting ability is often a struggle because parents report experienc-
ing fatigue, side effects from the HAART treatment, and depressive
symptoms.

2 Parents with HIV are often concerned about disclosing their HIV status
to children because they may tell others and then be treated unfairly
and stigmatized.

3 Other challenges parents have reported concern medication and treat-
ment adherence regarding hiding medications from their children
who do not know their HIV status and missing medical appointments
because of child care issues.

4  Guardianship and custody planning are common concerns among par-
ents and children.

5 Younger children are not cognitively able to understand the complexi-
ties of HIV and the tough HAART treatment regimen.

6 Many adolescents assume caregiving and household tasks to help out
their ill parent, leading to changing family roles.

7  Some children and youth understand that the parent’s illness is a secret
and consequently may experience feelings of shame about it.

8 Longitudinal studies suggest that living with parental HIV negatively
impacts children’s emotional and behavioral adjustment (e.g., depres-
sive symptoms, post-traumatic stress, and school issues).

9  Children’s feelings of shame can reduce their opportunities for garner-
ing social support, because they are unable to openly talk about the
parent’s illness with peers.

Cultural Considerations

Because the most recent increase in HIV diagnoses is among 20- to 45-year-olds,
in particular young African American MSMs and African American heterosex-
ual females (CDC, 2013), culturally specific risk and protective factors should be
attended to while working with families. Thus, culturally specific risk and protec-
tive factors (e.g., race, ethnicity, gender, SES) should be attended to while working
with families who are coping with parental HIV (CDC, 2014b; Chi & Li et al.,
2013; Dutra et al., 2000). Since individuals of color who have lower SES tend to be
disproportionately affected by HIV in the U.S. (Schuster et al., 2000; U.S. Depart-
ment of Health and Human Services, 2001), it is important to provide culturally
sensitive care to improve treatment engagement and retention. Providers need to
adapt their approaches to HIV care from primarily treating HIV-positive gay men
in the earlier years of the epidemic to treating minorities and women, so the meth-
ods attend to patients’ unique needs (Smedley, Stith, & Nelson, 2003). For exam-
ple, since most new HIV cases diagnosed in African American and Hispanic women
are due to high-risk heterosexual encounters, it is important for providers to attend
to cultural differences. Depending on the racial/ethnic community, how gender and
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power impact safer sex practices, cultural and language barriers, poverty, and trans-
portation issues likely need to be attended to and overcome (Squires, 2007).

Nuiiez (2000) suggests that reducing health disparities requires a shift from cul-
tural competence (belief that a provider can ever become competent) to cultural
efficacy (attitude of cultural humility) among providers. Cross-cultural efficacy
implies that healthcare providers need to learn how to be effective with diverse
patient populations where neither the culture of the provider or the patient is
favored (Nufez, 2000). Nuiez says that providers should attend to the influences
of both individuality (patient-centered) and group factors (cultural group norms)
because this will facilitate a more empathetic stance and trust during the clinical
encounter, which will lead to improved patient engagement, treatment retention,
and clinical outcomes.

HIV/AIDS is a chronic disease requiring long-term medical and psychosocial
support to parents who are coping with HIV and their children. Most individuals
are diagnosed in primary care, while having a routine visit, during gynecologic
care, or in a clinic where anonymous testing is provided. After diagnosis, pro-
viders should make a referral to a specialty care clinic that serves HIV positive
and exposed patients. In HIV clinics, routine care should include: (1) history
taking, (2) physical examination, (3) prescription of HAART, (4) infant testing
if the parent gave birth and was diagnosed with HIV at the birth, (5) adherence
to medication support, and (6) risk reduction counseling (Rotherum-Borus et al.,
2012). Additionally, many HIV clinics have medical case management onsite and
also in collaboration with outside partners (e.g., Action AIDS) to help patients
receive basic assistance with housing, insurance, and referrals to other agencies as
needed. Finally, some HIV clinics have onsite therapy and support groups avail-
able for HIV positive patients and mental healthcare providers who can help
patients navigate how to inform partners of their HIV status (CDC, 2012¢; Davey
et al., 2008, 2009).

Although most HIV/AIDS clinics include a behavioral component (e.g., case
management to address insurance issues, behavioral health provider to help
patients cope with treatment adherence and depressive symptoms), unfortunately
family-centered approaches to care that routinely include children and family
members are less common. An exception is an HIV family clinic in the north-
eastern U.S. that provides a one-stop shopping model for HIV positive parents
and their children (Davey et al., 2008, 2009). This clinic provides the following
services to the parent diagnosed with HIV and the entire family: (1) medical care,
(2) case management, (3) nutritional counseling, (4) family therapy, and (5) psy-
choeducation support groups to parents and children. Our hope is that more HIV
clinics consider including children so both parents coping with HIV/AIDS and
their families are educated about prevention and how best to cope with parental
HIV (e.g., disclosure of HIV status in the family, reducing feelings of shame and
fears) and they can garner more social supports and cope as a family.

Clinical Vignette

The following is a clinical vignette to help you consider how a family coping with
parental HIV might present clinically.

Donna is a 30-year-old, White mother who has HIV and is currently parent-
ing two school-age children, Eve (12 years old) and Dan (8 years old). Donna
recently developed a resistance to her HIV medications (HAART) from prior
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poor medication adherence, and she is now progressing to chronic renal failure
and dialysis. She has a long bistory of trauma. Donna was infected with HIV in
her mid-teens through sexual abuse by an older male in the neighborhood, and
she had an HIV-positive baby from that assault who was placed in foster care and
eventually adopted by another family. At 18, Donna had her second child (Eve)
as a single mother, and then she had her son (Dan). She was a wonderful parent.
She took the HAART medication and was compliant during the two pregnancies,
so her children were born HIV negative. Unfortunately, after having her children,
Donna struggled to take her HIV medication because she experienced resentment
and anger due to being infected when she was sexually assaulted. In particular,
swallowing the pills triggered PTSD because that reminded her of how she was
sexually assaulted. Currently, Donna’s CD4 counts are very low (below 50) and
she has progressed to AIDS. She is now on dialysis because her kidneys have
failed, and she needs to make a plan for ber two children after she is gone. Donna
could no longer go to the clinic, so hospice care was set up for her at home, but
her two children still had no plan for guardianship and they were very fearful
and concerned about the future. Donna kept hoping she would recover and keep
caring for her children because she was dedicated as a mother. Donna’s mother
lives nearby, but they have a strained relationship; Donna is considering whether
she could meet with her and help form a plan for who would care for ber children
in the future.

The psychosocial well-being of the children of HIV patients is a growing area
of clinical research. In the last two decades, more family interventions have been
developed and evaluated; these will be discussed in detail in Part III of this book.

Conclusions

Parental HIV/AIDS is a stressful condition for the infected individuals as well
as for their families. Many parents report experiencing depressive symptoms,
anxiety, PTSD, loneliness, and fear because they are also coping with the
stigma of HIV. The stigma attached to HIV/AIDS often leads to secrecy and
alienation of families from social supports. As extrafamilial support decreases,
it can become more difficult for parents to provide children with nurturing,
predictable, and consistent environments. Parents who are coping with HIV
have reported many challenges while caring for their children (e.g., parenting
ability, disclosing HIV status to their children, stigma associated with HIV,
children’s emotional and behavioral reactions, adherence to treatment, and
guardianship planning).

Youth whose parents are diagnosed with HIV are vulnerable to emotional and
behavioral issues and additionally face unique challenges because of their parents’
HIV status, including misconceptions about transmitting HIV, fear of prejudice
and discrimination, family disruption, and lack of planning for their future care if
parents are dying because of the progression from HIV to AIDS. It is important to
provide culturally sensitive care to improve treatment engagement and retention,
because individuals of color who have lower SES tend to be disproportionately
affected by HIV in the U.S. Finally, we recommend more family-centered HIV
clinics that target not just the parent coping with HIV but also their children so
families are educated about prevention and how best to cope with parental HIV
(e.g., disclosure of HIV status in the family, reduce feelings of shame and fears)
and they can garner more social supports and cope as a family.
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Test Your Knowledge: True or False

1 HIV/AIDS interferes with the body’s ability to fend off viruses, bacte-
ria, and other disease-causing agents.

2 Kaposi sarcoma (pink or purplish skin lesions caused by the HHV-8

virus) is a type of cancer involving a tumor in the blood vessel walls.

Although it is rare in people who are HIV negative, many people

infected with HIV develop the condition, which causes skin lesions.

Disclosure of HIV status to others is an easy, straightforward process.

HIV is most prevalent among gay men today.

S5 Parents are most concerned about how, when, and what to tell their
children about their HIV status.

6  Children and adolescents often experience worries, fears, and concerns
about their parents’ HIV.

7  Most HIV clinics provide care to the entire family (the parent diag-
nosed with HIV and his/her children at home).

Answers: 1-T, 2-T, 3-E 4-F, 5-T, 6-T, 7-F

E OS]

Professional Readings and Resources

AIDS Alliance: Children, Youth, and Family. A resource to give voice to the needs of women,
children, youth, and families living with and affected by HIV and AIDS. Retrieved from
www.aids-alliance.org/

Kidd, R., & Clay, S. (2003). Understanding and challenging HIV stigma: Toolkit for
action. Washington, DC: International Center for Women (ICRW).

National AIDS Hotline: 800-342-2437 (English), 800-344-7432 (Spanish)

Richter, L. (2010). An introduction to family-centered services to children affected by HIV
and AIDS. Journal of International AIDS Society, 13(suppl 2), SIL.
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CHAPTER 6
I

PARENTAL MULTIPLE SCLEROSIS

Karni Kissil

Multiple Sclerosis: About the lllness
Prevalence

Multiple sclerosis (MS), also known as disseminated sclerosis or encephalomy-
elitis disseminata, affects approximately 2.5 million people worldwide (National
MS Society, 2015). The prevalence of MS is twice as high in women (Matthews &
Rice-Oxley, 2001), and in recent years there has been an increase in prevalence
because of the longer survival rates, which means that women with MS live much
longer, as well as an overall increase in the incidence of MS in women worldwide
(Koch-Henriksen & Sorensen, 2010). MS is the most common nontraumatic neu-
rological condition in young and middle-aged adults in the Western world, with
a clinical onset usually between 20 and 50 years old, although it can also occur
in young children and in older adults (Paparrigopoulos, Ferentinos, Kouzoupis,
Koutsis, & Papadimitriou, 2010).

MS occurs in most ethnic groups, including African Americans, Asians, and
Hispanics/Latinos, but it is more common among Caucasians of northern Euro-
pean ancestry (www.nationalmssociety.org). Hispanic Whites are more likely to
have the relapse-remitting form of MS and a younger onset compared to non-
Hispanic Whites (Amezcua, Lund, Weiner, & Islam, 2011). African Americans
have a greater likelihood of developing vision, transverse myelitis (inflamma-
tion of the spinal cord), and mobility problems compared to Caucasians with
MS. African Americans also have a more aggressive course of MS compared to
Caucasians (Cree et al., 2004).

According to the National Multiple Sclerosis Society (www.nationalmssociety.
org), in general, MS is more common in areas farthest from the equator. However,
prevalence rates may differ significantly among groups living in the same geo-
graphic area regardless of distance from the equator. For example, despite their lat-
itude, MS is rare in some populations, including among Inuit, Yakutes, Hutterites,
Norwegian Lapps, Australian Aborigines, and New Zealanders, suggesting that
ethnicity and geography interact in complex ways in different parts of the world.

Symptoms and Medical Outcomes

MS is a disease of the central nervous system that is characterized by inflamma-
tion, demyelination and axon degeneration. Inflammation occurs when a part
of the body becomes reddened, swollen, and painful. Demyelination is when the
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myelin sheath of neurons is damaged and leads to the impairment of the con-
duction of signals in the affected nerves. Axon degeneration is a condition in
which parts of the nerve cells (called axons) break down. These three processes in
MS involve multiple functional body subsystems simultaneously and/or progres-
sively (Dutta & Trapp, 2011). MS occurs because of an abnormal reaction of the
immune system, wherein it attacks the central nervous system (CNS) (including
the brain, spinal cord, and optic nerves). Within the CNS, MS causes the immune
system to attack myelin—the fatty substance that surrounds and insulates the
nerve fibers—as well as the nerve fibers themselves. This damaged myelin in turn
forms scar tissue (sclerosis), which is the origin for the name of MS. When any
part of the myelin sheath or nerve fiber is damaged or destroyed, nerve impulses
traveling to and from the brain and spinal cord are distorted or interrupted, pro-
ducing a wide variety of symptoms (www.nationalmssociety.org).

Symptoms of MS vary greatly among patients, and the progression of symp-
toms is unique to each patient. Symptoms can include the following: (1) transient
or persistent visual disturbances; (2) vertigo and dizziness; (3) gait disorders; (4)
sensory deficits such as pain, numbness, and tingling; (5) motor deficits such as
spasticity (stiff or rigid muscles); (6) weakness; and other more subtle symptoms,
such as (7) bladder and bowel dysfunction, (8) sexual problems, (9) mood dis-
turbances, and (10) attention deficits. Fatigue is the most commonly reported
symptom that interferes with the daily activities in up to 80% of MS patients,
regardless of the degree of their disability (Fattore, Lang, & Pugliatti, 2012).
Fatigue is considered by many MS patients to be the most disabling symptom of
the disease because it negatively affects their quality of life, mood, and cognitive
and social functioning (Schreurs, de Ridder, & Bensing, 2002).

Psychological Comorbidities

Neuropsychiatric symptoms are quite common in MS patients and have been
reported to be almost always present (95% of patients), even in early stages or
in mild cases of MS (Diaz-Olavarrieta, Cummings, Velazquez, & Garcia de la
Cadena, 1999). Major depression is the most common psychiatric disorder that
co-occurs, with lifetime prevalence rates close to 50%, which is three times higher
than in the general population (Patten, Beck, Williams, Barbui, & Metz, 2003).
Symptoms of depression and apathy are linked to higher levels of cognitive impair-
ment (Demaree, Gaudino, & DeLuca, 2003; Feinstein, 2006). Sleep disorders are
also more frequent in MS patients than in the general population (reported in
over 50% of patients). The most common sleep disorders are insomnia, noctur-
nal movement disorder (repetitive limb movement during sleep), sleep-disordered
breathing, and narcolepsy (overwhelming daytime sleepiness) (Paparrigopoulos
et al., 2010). Sleep disorders in MS patients can be primary (disease related) or
secondary to pain, spasticity, depression, and medication side effects (Attarian,
Brown, Duntley, Carter, & Cross, 2004; Soldatos & Paparrigopoulos, 2005).
Less commonly reported psychiatric disorders include bipolar disorder, euphoria,
and anxiety (Paparrigopoulos et al., 2010).

Diagnosis and Prognosis

Currently, there are no laboratory tests that can determine whether a person
has MS (Polman et al., 2011). Several evaluations are conducted to determine
whether a person meets the criteria of MS and to rule out the existence of diseases
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that mimic MS (e.g., spinal cord lymphoma, lupus, sarcoidosis, stroke, Lyme dis-
ease). The criteria for diagnosing MS are referred to as the revised McDonald
criteria (Polman et al., 2011), which were last revised in 2010 and include the
following three requirements: (1) neurological evidence of lesions or plaques in at
least two distinct areas of the central nervous system white matter, (2) evidence
that the plaques have occurred at different points in time, and (3) ruling out any
other reasonable explanation for these plaques (www.msfocus.org).

A provider first does a thorough medical history and a neurological exam. The
three major tools used to determine MS are: (1) an MRI to detect areas of demy-
elination; (2) evoked potential tests, which are painless procedures where elec-
trodes are placed on the head and body and responses are recorded to determine
whether there are delays in nerve transmission; and (3) spinal fluid analysis (spinal
tap), where cerebrospinal fluid (the fluid that the brain and spinal cord are bathed
in) is taken through a lumbar puncture to check for diseases that mimic MS.

The diagnosis of MS is sometimes obvious and sometimes very difficult. It is
highly dependent on the accuracy of the medical history and the physician’s exam-
ination. Because there is no single test to determine MS, patients can sometime go
through several misdiagnoses before being finally diagnosed (www.msfocus.org).

Due to the large number of symptoms, specific experiences with MS can vary.
Therefore, the course of MS is impossible to predict because each patient may
have a unique illness course. However, studies suggest that being a female, of
younger age at onset, and with little disability after 5 years are generally indica-
tive of favorable prognosis (Tullman, 2013).

Types of MS

There are four disease courses of MS and each can be mild, moderate, or severe
(www.nationalmssociety.org) (see Figure 6.1).

1 Relapsing-remitting MS (RRMS). This is the most common type of
MS and is found in approximately 85-90% of patients. It is character-
ized by early onset in the early 20s and periodic attacks of worsening
neurologic function (relapses) followed by partial or complete recovery
(remission) with no apparent progression of the disease. The patterns of
nerves affected, severity of attacks, and time between remissions vary
widely in patients.

2 Secondary-progressive MS (SPMS). After 10 to 20 years with the disease,
most patients with RRMS will transition to SPMS. This stage is similar
to primary progressive MS, with symptoms steadily progressing without
relapses or remissions.

3 Primary-progressive MS (PPMS). Between 10% and 15% of patients
with MS have PPMS, which is characterized by continuous worsening of
symptoms from the time of diagnosis without distinct relapses or remis-
sions. The onset for this type of MS is usually around the age of 40. This
type of MS usually leads to disability earlier than RRMS and tends to
respond poorly to treatment.

4 Progressing-relapsing MS (PRMS). This is the least common of the four
types of MS disease courses and is characterized by steadily progressing
disease from the beginning and occasional exacerbations along the way,
with no remissions. People with PRMS may or may not experience some
recovery following these attacks.
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Figure 6.1 Four Types of MS

Source: Holland, N. J., Burks, J. S., & Schneider, D. M. (2010). Primary progressive mul-
tiple sclerosis: What you need to know. MSAA, Cherry Hill, NJ, and NMSS, New York.
Reprinted with permission.
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The etiology of MS remains largely unknown, but it is likely caused by a com-
plex interaction between individual genetic susceptibility and environmental fac-
tors. Genetic factors appear to play a significant role in MS. For example, among
identical twins, if one sibling has MS, the risk for the other twin developing
MS is 24%. Among nonidentical twins the risk is 3% (Hansen, Skytthe, Stenager,
Petersen, Brennum-Hansen, & Kyvik, 2005). For first-degree relatives of a per-
son with MS, such as children or siblings, the risk is approximately 2.5-5%, and
the risk is potentially higher in families who have several family members with
the disease. Among the environmental factors that are currently being studied
are demographic variables (e.g., distance from the equator), levels of exposure
to sunlight, levels of vitamin D, and smoking. In addition, various viruses and
bacteria are currently being investigated to determine whether they play a role in
triggering the development of MS (www.nationalmssociety.org).

Treatment

There is currently no cure for MS. However, comprehensive care for MS includes
clinical treatment that can help to modify or slow the disease course, treat relapses,
manage symptoms, improve function and safety, and address emotional health.

Medications
Medications described in Table 6.1 are often used in MS to modify the disease
course, treat relapses, and manage symptoms.

Rehabilitation

Comprehensive treatment of MS includes rehabilitation to improve and main-
tain activities of daily living (ADLs). At diagnosis and throughout the ongoing
treatment, rehabilitation specialists provide education and treatments to reduce
fatigue and improve ADLs. The rehabilitation team will target problems with
mobility, dressing and personal care, role performance at home and work, and
participation in leisure activities. They also provide evaluation and treatment
of speech and swallowing difficulties and cognitive problems with thinking and
memory. Rehabilitation specialists also include speech/language pathologists,
occupational therapists, physical therapists, vocational rehabilitation counselors,
and cognitive rehabilitation counselors.

Emotional Support

The comprehensive care of MS should address mental health in addition to
physical health issues because mental health professionals can detect emotional
problems related to MS such as depression, anxiety, and mood changes. Since
MS impacts both patients and their families, mental health professionals should
also attend to patients’ families by assessing their needs and providing education,
support, and treatment tailored to the unique circumstances of each family. For
example, some families may need help reorganizing roles and tasks to support
the patient, and other families may need help explaining the disease to younger
children at home.

Clearly, many healthcare specialists are needed to holistically treat patients
coping with MS; therefore, good collaboration and clear communication are
essential. Good communication is also essential because of the many medica-
tions prescribed and the need to monitor for possible side effects and multidrug
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interactions. Each patient should have a team of specialists working together to
address the various aspects of the disease. It is helpful if this team works within
a single center, offering “one-stop shopping.” Unfortunately, more often this is
not the case and people are referred by their MS physician to other specialists
in the community. In most cases, the neurologist functions as the leader of the
team. Since MS is a disease of the nervous system, the neurologist is the one who
will first diagnose MS, develop a course of treatment, and coordinate with other
specialists as needed.

Levels of Uncertainty about the lliness

Because of the myriad symptoms and the unpredictable course of MS (e.g.,
progression and outcome), coping with it often leads to a lot of uncertainty in
patients and their family members. Patients have no way of knowing how quickly
the disease will progress and the severity of expected incapacitation. Although the
disease can lead to disability, most people living with MS do not become severely
disabled. Two-thirds are able to walk, although many will need to use a cane or
crutches, and some will use a scooter or wheelchair because of fatigue, weakness,
balance problems, or to conserve their energy (www.nationalmssociety.org). By
the age of 70, about 25% of MS patients will be restricted to a bed or a wheel-
chair. Finally, although MS is not a life-threatening disease, it does reduce the life
span of patients by 8 years, on average (Olek, 2005).

What Clinicians Need to Know about MS

1 MS is a disease of the central nervous system that can affect multiple
systems and functions.

2 MS symptoms are variable and unpredictable. No two people have
exactly the same symptoms, and each person’s symptoms can change
or fluctuate over time.

3 Currently there is no cure. Treatments aim to manage symptoms, mod-
ify the course of the disease, and improve general functioning.

4  The disease can lead to various degrees of disability.

5  There is a high level of uncertainty related to the disease.

MS is the most common neurological disorder among young people, with
onset often occurring during childbearing years. Consequently, many will have
to manage the demands of the disease while parenting their children, which
can be challenging depending on the severity of the MS-related symptoms and
disability. Indeed, many parents report concerns about the impact of the illness
on their children and their parenting abilities (De Judicibus & McCabe, 2004;
Pakenham & Cox, 2012). For women, MS plays a role in the decision to become
a mother. Many women with MS report seeking advice from multiple sources to
ensure that motherhood is possible and will not jeopardize their health. Addi-
tionally, preparing for the pregnancy and the first years of parenting requires the
careful planning of support and respite to create a balance between the mother’s
and the baby’s needs (Payne & McPherson, 2010). Mothers of younger children
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report making a conscious effort to set up daily routines that allow them to attend
to all their tasks and conserve their energy to avoid a MS relapse. They also report
that when they were unable to meet the demands of parenting young children,
they were worried about being perceived by others as “bad” mothers (Payne &
McPherson, 2010).

Prior studies suggest that mothers with MS are concerned about their children
(Harrison & Stuifbergen, 2002; Pakenham, Tilling, & Cretchley, 2012). Mothers
report worrying about their children taking on more responsibility at home, need-
ing more emotional support because of their illness, and not fully understand-
ing what is going on with the mother, especially the unpredictable MS relapses
(Harrison & Stuifbergen, 2002). Mothers reported being worried and frustrated
especially during MS flare-ups because they were unable to: (1) participate in
physical activities with their children, (2) transport their children to their activities,
(3) help with homework, and (4) be involved in the daily running of the house
(Pakenham, Tilling, & Cretchley, 2012). These concerns place mothers with
MS at an even higher risk for symptoms of depression (Harrison & Stuifbergen,
2002). However, social support can help mitigate their concerns (Harrison &
Stuifbergen, 2002). Thus, mothers with MS can benefit from therapy and psy-
choeducation to help them develop support systems to ensure their children are
receiving practical and emotional support.

People with MS are often cared for by family members throughout the course
of their illness. Partners of people with MS often report experiencing a range of
negative effects (Knight, Devereux, & Godfrey, 1997; Pakenham et al., 2012).
Due to its unpredictable course, caregivers are often confused about MS symp-
toms, diagnosis, and treatment. They cannot predict relapses, progression of the
disease, and the level of daily functioning. Caregivers often have to deal with
the patient’s emotional changes, anxiety, and/or depression, which are part of the
MS symptoms. This uncertainty about the disease and the neuropsychiatric symp-
toms causes stress for caregivers of people with MS and impacts their adjustment
to caregiving and their quality of life (Knight et al., 1997; Lynch, Kroencke, &
Denney, 2001; Sherman et al., 2007). The unpredictability of the disease can
also disrupt the family hierarchy and family rules because of the sudden need to
change priorities, responsibilities, and roles with each relapse and often pull in
extended family members to help care for the patient (Halper, 2007). Physical
disability and especially motor problems are additional sources of burden on the
patient and family (McCabe, Firth, & O’Connor, 2009).

Partners typically report their lives have been significantly constrained by the
demands of caregiving and the need to assume additional responsibilities (e.g.,
housework and child care). Partners report not having enough time for the rest
of the family and, at the same time, feeling pressure to spend time with their
children, transport them to various activities, and take over responsibilities that
otherwise would be shared with the parent with MS. Additionally, coping with
MS can put stress on the couple’s relationship as evidenced by the higher risk for
divorce and separation compared to the general population (Pfleger, Flachs, &
Koch-Henriksen, 2010). Interestingly, one study reported a six-fold increase in
the risk for divorce when the woman was diagnosed with MS (Glantz et al.,
2009).

MS is among the most costly neurological diseases because of its early onset,
long duration, and interruption of stable employment for both the patients
and their caregivers (Fattore et al., 2012; Kouzoupis, Paparrigopoulos, Solda-
tos, & Papadimitriou, 2010). In addition to all of the other stressors, families of
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MS patients also have to manage financial burdens related to the cost of MS and
the loss of work productivity. Not surprisingly, partners of people with MS are at
a higher risk for developing depression, anxiety, and distress compared to other
caregivers (Buhse, 2008). Thus, clinicians working with families who are coping
with parental MS should carefully assess caregivers’ well-being and help them
develop sources of support (Bogosian, Moss-Morris, Yardley, & Dennison, 2009)
as well as find ways to create some stability and structure given the uncertainty
of the disease.

Impact of MS on Children and Adolescents

There are mixed findings describing the impact of parental MS on children’s
well-being. For example, Pakenham and Bursnall (2006) reported that children’s
greater involvement in family responsibilities was associated with higher levels
of depressive and anxiety symptoms and lower positive affect. Yahav, Vosburgh,
and Miller (2005, 2007) similarly reported that, compared to the adolescents
of “healthy” parents, adolescents of parents with MS felt more burdened and
exhibited more fear and anxiety. Yet, a more recent study (Pakenham & Cox,
2014) suggests there are no differences between children of parents with MS and
children of healthy parents on a variety of outcomes, including somatization,
health, prosocial behavior, caregiving, behavioral-social difficulties, attachment,
and family functioning.

Bogosian, Moss-Morris, and Hadwin (2010) conducted a systematic review
exploring the impact of parental MS on children across 20 studies. Most studies
were conducted with school-aged children (7-11 years old) and showed no nega-
tive impact of MS, while the few studies conducted with adolescents (11-18 years
old) indicated some negative impact on adolescents’ psychological well-being.
Studies that did not control for the child’s age and included children between the
ages of 4 and 235 years old reported that having a parent with MS puts children
at an increased risk of developing psychosocial problems. Clearly, age of the child
is an important factor in understanding the impact of MS on children, and more
studies are needed to clarify our understanding of the interplay between age and
other factors in mediating the impact of parental MS on children.

One of the primary effects of parental MS on children is the redistribution of
roles and tasks in the family. The wide range of clinical symptoms in MS pro-
duces disability in most areas of daily functioning, making it difficult for parents
to engage in self-care and ADLs, such as getting dressed, bathing, preparing meals
for the family, running errands, and more. Consequently, children of parents with
MS often assume caregiving responsibilities more than children of healthy par-
ents do (Pakenham & Bursnall, 2006; Pakenham & Cox, 2012). Research on
the impact of increased parental responsibilities on children, however, has been
inconclusive.

Some studies have reported that higher levels of caregiving responsibilities are
associated with negative child outcomes such as poor adjustment, symptoms of
depression and anxiety, and lower positive affect (Pakenham & Burnsnall, 2006;
Turpin, Leech, & Hackenberg, 2008). In addition, the need to assume more care-
giving responsibilities can lead to social isolation because these children feel differ-
ent than their peers and often are unable to participate in extracurricular activities
(Diareme et al., 2006). This isolation is exacerbated by their reluctance to reach
out to others for support, believing that their friends cannot understand what they
are going through (Pakenham, Bursnall, Chiu, Cannon, & Okochi, 2006).
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Other studies (e.g., Bogosian, Moss-Morris, Bishop, & Hadwin, 2011) sug-
gest that caring for a parent with MS can also be beneficial for children. For
example, the literature on young caregivers suggests that youth caregiving in a
range of family illness contexts (not specifically parental MS) may be associated
with positive outcomes including self-perceived maturity, increased confidence in
caring, and strengthened relationships (Pakenham, Bursnall, Chiu, Cannon, &
Okochi, 2006; Pakenham, Chiu, Bursnall, & Cannon, 2007). There is some
evidence suggesting that the impact of caring for a parent with MS is associ-
ated with the nature of the caregiving activity. For example, Pakenham and Cox
(2012) reported that children who provided higher levels of instrumental care
(e.g., scheduling appointments, talking to doctors) and social-emotional care
(e.g., keeping parent happy, keeping parent company) showed poorer adjustment,
whereas children who provided higher levels of personal-intimate care (e.g., help-
ing parent shower and get dressed) showed better adjustment.

An important issue to consider while working with children of parents with
MS is their level of understanding of the disease. MS can be difficult for younger
children to understand. Some of the symptoms, such as cognitive changes and
fatigue, are invisible and therefore harder to comprehend. A parent’s increased
impairment, either suddenly or over time, with no apparent precipitator can be
confusing to younger children. Children may believe that they have partly caused
the disease and wonder whether it is contagious or fatal (Cross & Rintell, 1999).
Evidence suggests that children who are not fully informed about the parent’s
MS have more problems than children who are better informed (Paliokosta et al.,
2009). For example, children who were more knowledgeable about the disease
experienced less distress and felt that the information about MS helped them to
support their parent better (Coles, Pakenham & Leech, 2007).

In a study with a sample of 7- to 14-year-old children of parents with MS,
Cross and Rintell (1999) explored children’s understanding and experience of
parental MS. Their findings suggested that many children were keen observers
of their parents; they accurately perceived a variety of their parents’ symptoms,
including invisible and visible symptoms, affective responses, reduced activity,
and stress levels. Most children were aware of the day-to-day variations in the
illness. There was a tendency for girls to be more perceptive than boys, especially
regarding the more subtle symptoms such as reduced activity and mood changes
in their parents. Children’s overall understanding of the nature of the disease
and its physiology was very limited, and they provided inaccurate information
about the disease. Children reported believing that the etiology of MS involved
contagion, heredity, fate, or was the result of parents’ behavior, such as overwork.
Almost half of the children believed their own behavior affected the course of the
illness. Even though the children were aware of the day-to-day changes in the
disease, none of them reported believing their parent’s MS would get worse.

Considering the expected progression of the disease, this is concerning. When
a parent’s MS gets worse, children who believe their behavior influences the dis-
ease may blame themselves. Thus, it is important for clinicians working with
children who have a parent with MS to provide them with accurate and devel-
opmentally appropriate information about MS. This information may need to be
updated and elaborated as the children mature. In addition, children need to hear
that they cannot cause or worsen MS.

There is evidence suggesting that children who learn to use positive cop-
ing strategies such as problem solving, acceptance, and seeking social support
experience less distress, better health, and greater life satisfaction in general
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(Pakenham & Bursnall, 2006). Therefore, children of parents with MS can ben-
efit from interventions that focus on facilitation of the development of better
coping skills (Horner, 2013).

Impact of MS on Parents and Children: Main Points

1 Parents with MS are concerned about the impact of MS on their chil-
dren and experience many challenges parenting their children.

2 MS can strain the relationship between the sick parent and his or her
partner and significantly burden the caregiving partner.

3 Evidence suggests that parental MS can have both positive and nega-
tive effects on children.

4 Research suggests that adolescents are more negatively impacted by
MS than younger children.

5 Increased caregiving responsibility can have negative impact on chil-
dren, and this may be related to the type of caregiving.

6 It is important to provide children with accurate information about
MS and to assess whether they attribute changes in the course of illness
to their own behavior.

7  Teaching children effective coping strategies such as problem solving
and seeking social support can decrease the negative impact of parental
MS.

8  Caregivers can benefit from having their own support systems.

Cultural Considerations

Prior research suggests that race and SES are related to various aspects of MS,
such as disease progression, comorbidities, prognosis, and treatment (Buchanan,
Martin, Wang, & Kim, 2006; Buchanan, Martin, Zuniga, Wang, & Kim, 2004;
Buchanan et al., 2010; Cree et al., 2004; Marrie, Horwitz, Cutter, Tyry, Cam-
pagnolo, & Vollmer, 2008; Weinstock-Guttman et al., 2003). Several studies
reported that African Americans tend to be diagnosed at a younger age, have
greater disability with increased disease duration, and demonstrate more rapid
cognitive decline and more aggressive course of disease compared to non—African
Americans (Cree et al., 2004; Marrie et al., 2008; Weinstock-Guttman et al.,
2003). Also, African Americans with MS are significantly younger at admission
to a nursing facility and significantly more physically dependent and cognitively
impaired than Caucasians with MS at time of admission (Buchanan et al., 2004,
2006).

Buchanan and his colleagues (2010) conducted a study to learn about possible
racial and ethnic differences in demographics, MS characteristics and symptoms,
and MS treatments among Latinos, African Americans, and Caucasians in the
U.S. They analyzed data in an MS registry that was gathered from 35,000 people
with MS. They found many racial and ethnic differences among the three groups.
Regarding demographic characteristics, a larger proportion of African Americans
were female, compared to the other two groups. Also, a larger proportion of
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Caucasians were married compared to Latinos and African Americans. Cauca-
sians had significantly higher incomes compared to the other two groups.

Regarding MS characteristics, there were significant differences in the aver-
age age of diagnosis and the average age symptoms first appeared, with Latinos
experiencing the first symptoms at a younger age (Latinos: 28.6 years old; African
Americans: 29.8 years; Caucasians: 30.1 years) and being diagnosed at a younger
age compared to African Americans and Caucasians (Latinos: 34.5 years; African
Americans: 35.8; Caucasians: 37.4 years). Note that for all three groups, the time
from first symptoms to diagnosis is about 6 to 7 years. This translates to years
of suffering and seeking medical care for various symptoms and myriad tests and
misdiagnoses before arriving at the right diagnosis.

People with MS often have physical comorbidities such as heart problems, var-
ious types of cancer, and high blood pressure. Studies report that these differences
are also related to race and SES. For example, African Americans have a higher
risk for physical comorbidities compared to Caucasians. In addition, having a
lower income, less education, and being older than 60 all increase the risk for
physical comorbidities (Marrie et al., 2008). Having a low SES was also found
to be related to a higher prevalence of adverse health behaviors such as smoking,
obesity, and physical inactivity (Marrie, Horwitz, Cutter, Tyry, Campagnolo, &
Vollmer, 2009).

Regarding MS treatment, there were significant racial/ethnic differences in
MS care, with a smaller proportion of African Americans getting care from an
MS specialty clinic or a center compared to Caucasians and Latinos. Less than
50% of all three groups received care from a MS specialty center. Further, more
than half of the African Americans in the sample had never been treated by an
MS-specialized neurologist, and only about 50% of Caucasians and Latinos have
received care from a MS-specialized neurologist (Buchanan et al., 2010).

Since only about half of MS patients receive care in MS specialty centers or
from a MS-specialized neurologist, mental healthcare providers will probably
meet MS patients in many different clinics. Because of the variety of symptoms
and co-morbidities, MS patients receive care from many different experts such
as urologists, cardiologists, ophthalmologists, and orthopedics, to name a few,
in addition to those who treat them in MS centers. Due to the unpredictable
nature of MS and the occasional flare-ups, patients also often end up at the emer-
gency room or hospitalized for various reasons. Thus, mental healthcare provid-
ers should actively assess their patients in any of these settings to check whether
the specific reason that brought them to the clinic is a standalone illness or part
of a diagnosis of MS (e.g., do they suffer from a urinary tract infection, or is the
infection part of MS). When working with MS patients, mental healthcare pro-
viders should assess the needs of the patients, their primary caretakers, and their
children. Mental healthcare providers can educate patients with regard to the
possible impact of MS on caregivers and children and help them provide accurate
information about MS to their children. Parents also need to clearly tell their chil-
dren that fluctuations in the parent’s condition are part of the course of the illness
and are not related to the children’s behavior. Providers can help patients create
a support system for themselves, their caregivers, and their children to ease the
burden, ensure stable daily functioning at home, and prevent a sense of isolation
for all family members.

Regarding the impact of MS on children, studies suggest various factors
moderate the impact of MS on children. In a review of studies on the impact of
MS on children, Bogosian and her colleagues (2010) identified several potential



Downloaded by [National Library of the Philippines] at 23:05 01 November 2017

88 Parental Illnesses

moderating factors. Studies reviewed suggest that parental level of functional
impairment and the unpredictability of the parent’s disease were related to poorer
adjustment in children and to emotional distress (Diareme et al., 2006; Paken-
ham & Burnsnall, 2006). Another study showed that illness exacerbation was
related to mothers’ being less affectionate with their children, which in turn trig-
gered anxiety and fear in children (Deatrick, Brennan, & Cameron, 1998).

Family environment can be a protective or a risk factor for children’s adjust-
ment to parental MS. Family dysfunction was found to be associated with chil-
dren’s poor adjustment (Diareme et al., 2006). Child coping was also found to
be related to how well the healthy partner was functioning (Ehrensperger et al.,
2008).

Evidence suggests that there is a gender difference in coping with parental
MS. Daughters tend to cope better than sons of parents with MS. Further, healthy
mothers and daughters tend to cope better than healthy fathers and sons (Steck,
Amsler, Kappos, & Burgin, 2001). In addition, evidence suggests that children are
affected more negatively when their mother is sick (rather than the father) (Steck
et al., 2007).

Clinical Vignette

The following is a clinical vignette describing a possible clinical presentation of a
family coping with parental MS. The vignette is based on a real case. All names
and identifying information have been changed to maintain clients’ confidentiality.

Daniel, a 4-year-old Asian boy, and his parents were referred to therapy by
a family case worker after Daniel was expelled from preschool twice for biting
other children. Daniel came to the first therapy session with his mother and father
and his 6-month-old baby brother. Daniel’s mother, Ting (29-year-old Asian), was
diagnosed with relapsing-remitting MS the year before and was currently taking
medications. She had flare-ups every few weeks, and during the flare-ups she had
to rest in bed for a few days. Her main symptoms during flare-ups were fatigue,
loss of bowel control, pain, and forgetfulness. She has also experienced balance
problems and fell down a few times. Because of unpredictable presentation of
symptoms, she has been afraid to leave the house on her own and has not gone
anywhere without being accompanied by a family member. Daniel’s father, Jeff
(32-year-old Asian), worked for the Army, but be had to quit his job when Ting
got sick last year to take care of her and his four young children: Daniel, baby
James (6 months old), and their twin daughters (Joy and Faith, § years old). Jeff
has been looking for a job that will give him more flexibility and time at home to
help with caregiving, but so far he has been unemployed for almost a year.

Because of the ongoing family financial difficulties and Ting’s illness, they had
to move in with Ting’s mother. The relationship between Jeff and his mother-in-
law was not close, but since they moved in together their relationship has became
very contentious. Ting’s mother criticizes the way he parents his children; he feels
like Ting and her mother are undermining him as a parent and father figure. His
mother-in-law often contradicts him in front of the children. He feels excluded
from the family and out of place in his mother-in-law’s house. Ting agrees that her
mother was “meddling” too much in their family affairs but said that she could
not challenge her mother because she needed her help.

Jeff wants to look for another affordable apartment, but Ting is besitant
because she does not want to be home by herself when Jeff eventually finds a new
job. She was eligible for a few hours a week of home care aid, but she refused to
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accept it because she wanted to take care of her own children. Both parents are
worried about the impact of the MS and stressors on their children.

Did You Know?

e Sclerosis is a Greek word meaning hardening of tissue or scars.

e The first documented case of MS is from 1868. Jean-Martin Charcot, a
professor at the University of Paris who has been called “the father of
neurology,” carefully examined a young woman with a tremor of a sort
he had never seen before. He noted her other neurological problems,
including slurred speech and abnormal eye movements, and compared
them to other patients he had seen. When she died, he examined her
brain and found the characteristic scars or “plaques” of MS. Dr. Char-
cot wrote a complete description of the disease and the changes in the
brain that accompany it.

e The National Institute of Health (NIH) allocates an average of
$115 million per year to funding research on MS.

e The country with the highest prevalence of MS is Hungary, with 176
patients per 100,000 people, followed by Slovenia (150), Germany
(149), and United States (135).

e Total healthcare costs for MS in the U.S. (including direct and indirect
costs) range from $8,528 to $54,244 per patient per year.

® Some evidence suggests that people who live farther from the equator
have a higher risk for developing multiple sclerosis than people who
live closer to the equator, and further evidence suggests that moving
either closer to or farther away from the equator before the age of 15
can change your risk level. The reasons behind this geographic influ-
ence are still unclear.

Conclusions

MS is the most common nontraumatic neurological condition in young and
middle-aged adults in the Western world, affecting 2.5 million people worldwide.
MS occurs in most ethnic groups, but it is more common in Caucasians of north-
ern European ancestry. MS is characterized by inflammation, demyelination, and
axon degeneration of the central nervous system. Symptoms of MS vary greatly
among patients and include both physiological and psychological symptoms.
The progression of symptoms is unique to each patient. The etiology of MS is
unknown. Currently there is no cure to MS, but available treatments help to mod-
ify or slow the disease course, treat relapses, manage symptoms, improve function
and safety, and address emotional health.

MS can have a negative impact on caregivers and children. Caregivers can feel
burdened and constrained by the continuous and unpredictable demands of care-
giving. Children can feel burdened by the additional caregiving responsibilities
and by social isolation. MS can also strain couple relationships and increases the
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risk for divorce. Mental healthcare providers working with MS patients should
thoroughly assess the needs of all family members and help the family create
structure and balance within the unpredictability of the disease as well as create a
support system that allows some respite to patients and caregivers.

Test Your Knowledge: True or False

1 MS is the leading cause of death in the U.S.
The most common symptom of MS is fatigue.
MS impacts more men than women at a rate of 2:1.
MS is more prevalent among Hispanics and African Americans.
There is no cure for MS.
Younger children are more negatively affected by parental MS than
adolescents.
7 Increased responsibilities and caregiving in children of parents with
MS can have both negative and positive effects.
8 Children sometimes believe that the parent’s MS is related to their own
behavior.
9 Studies show that children cope better when their mothers are sick than
when their fathers are sick.
10 Children’s adjustment to parental MS is related to how well their
healthy parent is coping with the MS.

Answers: 1-F, 2-T, 3-F, 4-E 5-T, 6-E, 7-T, 8-T, 9-F, 10-T

AN L1 AW

Professional Readings and Resources

Kalb, R. (2011). Multiple sclerosis (Sth ed.). New York: Demos Health.

The Multiple Sclerosis Association of America: www.mymsaa.org/

Multiple Sclerosis International Federation: www.msif.org

Multiple Sclerosis Foundation: www.msfocus.org

Multiple Sclerosis Journal: http://msj.sagepub.com/

Murray, T. J., Saunders, C., & Holland, N. (2012). Multiple sclerosis: A guide to the newly
diagnosed (4th ed.). New York: Demos Health.

The National MS Society: www.nationalmssociety.org
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CHAPTER 7
I

PARENTAL SYSTEMIC LUPUS
ERYTHEMATOSUS

Karni Kissil

Systemic Lupus Erythematosus: About the lliness
Prevalence

Systemic lupus erythematosus (SLE) is a multisystem autoimmune disease char-
acterized by complex and changing symptoms of the disease. SLE is a chronic
autoimmune disease in which a person’s immune system mistakenly attacks
healthy tissues, cells, and organs (Askanase, Shum, & Mitnick, 2012). The body’s
immune system normally makes proteins called antibodies to protect the body
against viruses, bacteria, and other foreign materials (called antigens). In an auto-
immune disorder such as SLE, the immune system loses its ability to differentiate
between foreign substances (antigens) and its own cells and tissues. The immune
system then makes antibodies directed against the body itself and attacks healthy
cells, tissues, and organs. SLE can affect many parts of the body, including the
joints, skin, kidneys, heart, lungs, blood vessels, and brain (Ginzler & Tayar,
2013). Although people with this disease can have many different symptoms,
some of the most common symptoms include: (1) a persistent low-grade fever, (2)
extreme fatigue, and (3) painful or swollen joints. A common medical sign of SLE
is a butterfly-shaped reddish or purplish rash across the bridge of the nose and
cheeks (Pettersson et al., 2012).

SLE is characterized by periods of illness, called flare-ups, in which the disease
is active, and periods of remission, in which fewer or no symptoms are present
(Ginzler & Tayar, 2013). What constitutes a flare-up has been challenging to
define because of variability in symptoms and severity (Ruperto et al., 2011). The
Lupus Foundation of America (LFA) convened an international working group
to reach consensus and define a flare-up. The committee agreed on the following
definition: “A flare is a measurable increase in disease activity in one or more
organ systems involving new or worse clinical findings, laboratory measurements
and/or changes in ADL. It must be considered clinically significant by the assessor
and usually there would be at least consideration of an increase in treatment”
(Ruperto et al., 2011, p. 456). What constitutes a mild, moderate, or severe
flare-up is also not clearly defined and depends on the increase in symptoms and
the level of disease activity. A severe flare-up is one that involves a threat to an
organ or to life that leads to hospitalization (Ruperto et al., 2011).

Generally, no two people with SLE will have identical symptoms or the same
cycle of illness and remission. Some will only have fatigue and kidney problems,
such as kidney failure. Others will have heart disease, lung inflammation, and
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mouth sores. Yet in others, there will be no major organ involvement, just cycles
of fatigue, low-grade fever, and joint pain. In addition, some patients have several
flare-ups a year while others have one major flare-up and then have no flare-
ups for several years (www.lupus.org). The severity and duration of symptoms
do vary within and among patients as well (Sterling et al., 2014). For example,
fatigue is the most common symptom in SLE, reported by 67-90% of patients
(Cleanthous, Tyagi, Isenberg, Newman, 2012), but the frequency, duration, and
severity can vary. For some patients, there is a daily or weekly pattern (e.g., fatigue
that increases throughout the day, every day) because of one’s activity level and
having a flare-up. The experience of fatigue ranges from patients experiencing it
daily to patients not experiencing it for several years (Sterling et al., 2014). The
duration of fatigue also varies and ranges from a few hours to days or months
(Cleanthous et al., 2012; Sterling et al., 2014).

Even though the symptoms and course of SLE vary tremendously, some dis-
tinct patterns regarding the progression of this disease have been documented
in different populations (Alarcén et al., 2006; Andrade, Alarcén, Fernandez,
Apte, Vild, & Reveille, 2007; Cooper et al., 2002). Prior studies suggest that
men tend to experience more damage from SLE early on and have more kidney
involvement compared to women. Minority patients tend to have a more abrupt
onset, more severe clinical manifestations, and more active disease compared to
White patients (Alarcon et al., 1998, 2006). African American, Hispanic, and
Asian SLE patients tend to have more renal (kidney disease), neurological (e.g.,
seizures), hematological (e.g., anemia), and serosal (inflammation of the heart
and/or lungs) manifestations compared to White SLE patients (regardless of age
and gender) (Alarcén, McGwin, Petri, Reveille, Ramsey-Goldman, & Kimberly,
2002; Alarcon et al., 1999; Bastian et al., 2002; Pons-Estel et al., 2004). These
minority groups also tend to accrue more damage over time and more quickly
than White SLE patients (Alarcon et al., 2001; Gonzalez, Toloza, McGwin, &
Alarcon, 2013; Toloza et al., 2004).

An estimated 1.5 million people in the U.S. have SLE, and approximately
16,000 new patients are diagnosed each year (www.lupus.org). Incidence rates of
SLE range from 1 to 10 per 100,000 persons per year, and prevalence rates range
from 20 to 70 people per 100,000 (Pons-Estel et al., 2010). Epidemiological stud-
ies on SLE indicate significant gender, age, racial, ethnic, and socioeconomic vari-
ations, which are summarized next (Danchenko, Satia, & Anthony, 2006; Duran,
Apte, Alarcén, & LUMINA Study Group, 2007; Fernandez et al., 2007; Somers
et al., 2014).

There are significant gender differences in SLE prevalence, with higher disease
prevalence (10-fold higher) among women compared to men (Pons-Estel et al.,
2010; Somers et al., 2014). Age distribution of SLE cases is fairly broad, rang-
ing from children as young as 2 years old to adults 80 years of age and older
(Danchenko et al., 2006); however, childhood incidence and prevalence rates are
considerably lower than adult rates (Huemer et al., 2001).

There are also substantial differences in disease onset, features, course, and
outcome among patients with SLE from the major U.S. ethnic groups, with His-
panic patients (particularly of Mexican ancestry, but not of Puerto Rican ancestry)
and African American patients exhibiting more serious progression of this disease
at a younger age and with worse outcomes (Ferndndez et al., 2007). Patients from
ethnic minorities tend to develop SLE more frequently, have an acute disease
onset, have more disease manifestations, and accrue more disease damage com-
pared to White patients (Alarcon et al., 2006; Ferndndez et al., 2007; Gonzaélez
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et al., 2013). For example, African American and Afro-Caribbean females are
four times more likely to be diagnosed with SLE compared to White females.
African American and Hispanic females tend to be diagnosed at a younger age
(Texas Hispanics: 31.4 years old; African Americans: 33.1 years old; Caucasians:
39.8 years old; Gonzalez et al., 2013) and the disease progresses faster and causes
more damage compared to White females (Alarcon et al., 2001, 2004; Bertoli
et al., 2008; Cooper et al., 2002; Fernandez et al., 2007). SLE incidence, mor-
bidity, and mortality are all much higher among people of African descent,
Hispanics, and Asians than among Whites in the United States (Bastian et al.,
2007; Fernandez et al., 2007; Gonzélez et al., 2013; Krishnan & Hubert, 2006;
Odutola & Ward, 2005).

Prior research suggests that socioeconomic issues, especially poverty, may be
more important than race and ethnicity for explaining the current health dis-
parities in SLE (Alarcon et al., 2004; Duran et al., 2007; Fernandez et al., 2007;
Peschken et al., 2009). Poor SES has been associated with several unfavorable SLE
outcomes, including: (1) disease activity, (2) damage accrual, (3) work disability,
and (4) mortality (Gonzailez et al., 2013). Whereas genetic factors are believed
to contribute to SLE susceptibility and disease activity at onset, socioeconomic
factors such as health insurance, level of education, household income, and social
support likely play a major role over the course of the disease (Duran et al., 2007;
Fernandez et al., 2007; Gonzalez et al., 2013; Peschken et al., 2009). For example,
in prior research, SES (low household income) but not being of African American
ethnicity was significantly associated with diminished survival rates (Kasitanon,
Magder, & Petri, 2006). In the U.S., low SES is widely associated with ethnic
minority status. In addition to poverty, low SES includes lower levels of edu-
cation, limited or no health insurance, inadequate living conditions, barriers in
accessing health care, and, among Hispanics, limited English proficiency. Taken
together, these issues can lead to delays in the diagnosis of SLE, poor treatment
adherence, and less effective treatment. Under such circumstances, more damage
accrual and higher mortality rates tend to occur (Duran et al., 2007; Gonzalez
etal., 2013).

Diagnosis and Prognosis

SLE is a chronic and complex disease. Its symptoms are similar to other types of
diseases, which makes it difficult to diagnose SLE (Lateef & Petri, 2012). There
is no single laboratory test that can determine if a person has lupus. It can often
take months or years after symptoms first appear for a definitive diagnosis to be
made. In order to diagnose SLE, a doctor needs to have physical or laboratory
evidence for the condition, such as: (1) swelling of joints, (2) protein in the urine,
or (3) fluid around the lungs or heart. A person’s medical history (and family
medical history) is also considered. Additionally, special tests are conducted to
rule out other diseases.

The American College of Rheumatology (ACR) developed a list of 11 criteria
to help providers diagnose SLE. Having four or more of the following criteria,
either at the present time or in the past, indicates a strong chance for a diagnosis
of SLE (Hochberg, 1997; Ginzler & Tayar, 2013):

1 Malar rash—a rash over the cheeks and nose, often in the shape of a
butterfly.
2 Discoid rash—a rash that is red, raised, and has disk-shaped patches.
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3 Photosensitivity—a reaction to sun or light that causes a skin rash to

appear or get worse.

4 Oral ulcers—sores appearing in the mouth, usually painless.

5 Arthritis—joint pain and swelling in two or more joints in which the

bones around the joints do not become destroyed.

6 Serositis—inflammation of the lining around the heart (pericarditis) and/

or lungs (pleuritis).

7 Kidney disorder—excessive protein or cellular casts in the urine.

Neurological disorder—seizures or psychosis.

9 Blood disorder—anemia (low red blood cell count), leukopenia (low
white blood cell count), lymphopenia (low level of specific white blood
cells), or thrombocytopenia (low platelet count).

10 Immunologic disorder—antibodies to double-stranded DNA (these are
specific antibodies that target specific antigens in the DNA), antibodies
to Sm (complex of specific proteins and nucleic acid), or antibodies to
cardiolipin (a component of the cell).

11 Abnormal antinuclear antibody (ANA)—A positive ANA blood test
shows that the immune system is making an antibody (protein) that
reacts with components of the body’s cells. This is called autoimmunity,
which is not necessarily harmful. A positive ANA result may be associ-
ated with an autoimmune illness like lupus, but by itself it does not mean
an individual has the disease. Approximately 20% of the population will
have a positive ANA test. Positive tests are also seen in other conditions,
such as thyroid disease, certain liver conditions, and other autoimmune
diseases (www.lupusresearchinstitue.org).

o]

Previously SLE was considered to be a fatal condition; however, today patients
can live for decades following the diagnosis (Pons-Estel et al., 2010). Five-year
survival rates in most studies conducted in the U.S., Europe, Canada, and Latin
America are above 90%, and 15- to 20-year survival rates are approximately 80%
(Pons-Estel et al., 2010). Although for some patients SLE can be fatal, individu-
als who are coping with non-organ-threatening aspects of SLE (e.g., no heart or
kidney disease) can anticipate normal life spans if they adhere to their medication
regimens and seek help for new manifestations of the disease. Approximately 7%
of SLE patients are hospitalized every year, primarily because of organ flare-ups
(Lee et al., 2013), and in general most SLE patients rarely require hospitalization.

Types of Lupus

Systemic lupus erythematosus (SLE) is the form of the disease that most people
are referring to when they say “lupus.” This is a systemic disease that can affect
various parts of the body, is the most common, and is the focus of this chap-
ter. However, there are other types of lupus that are less common, which are
briefly summarized below and in Figure 7.1 (Shoenfeld & Meroni, 2012; www.
lupusresearch.org).

®  Discoid lupus erythematosus is a chronic skin disorder in which a red,
raised rash appears on the face, neck, and scalp. The raised areas may
become thick and scaly and can cause scarring. The rash may last for
days or years and may recur. In approximately 10% of patients, discoid
lupus can evolve into the systemic form of the disease (SLE). This cannot
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be predicted or prevented. Treatment of discoid lupus will not prevent its
progression to the systemic form.

®  Drug-induced lupus is a form of lupus caused by medications. Many
different drugs can cause drug-induced lupus. They include some anti-
seizure medications, high blood pressure medications, antibiotics and
antifungals, thyroid medications, and oral contraceptive pills. Symptoms
are similar to those of SLE (arthritis, rash, fever, and chest pain), and
they typically go away completely when the drug is stopped.

e Neonatal lupus is a rare disease that can occur in newborn babies of
women with SLE, Sjogren’s syndrome, or no disease at all. At birth, the
babies have a skin rash, liver problems, and low blood counts. These
symptoms gradually go away over several months. Neonatal lupus is
rare, and most infants of mothers with SLE are entirely healthy.

The etiology of SLE is unclear; however, most agree that it involves a com-
bination of genetic, hormonal, and environmental factors (Zandman-Goddard,
Solomon, Rosman, Peeva, & Shoenfeld, 2012). To date, no gene or group of
genes has been identified that causes SLE, although the disease does occur in
certain families, and some genes have been identified as contributing to the devel-
opment of SLE (Gonzélez et al., 2013). Only 10% of SLE patients will have a
close relative (parent or sibling) who already has or who may develop this disease.
Additionally, only about 5% of the children born to individuals with SLE will
develop it (www.lupusinternational.com). In identical twins, if one twin has SLE,

Nonsystemic
Discoid Lupus

150,030
10%

Nonsystemic
Drug-Induced,
Neonatal, &
Other Lupus

299,970
20%

Figure 7.1 Distribution of Types of Lupus

Source: Reprinted with permission from Ellen Illsley. Retrieved from http:/lupusadventure
betweenthelines.wordpress.com
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there is a 25% chance for the other twin to develop the disease, supporting the
idea that genetics explain only part of the etiology and additional factors play a
role (www.lupus.org).

SLE occurs primarily in women during childbearing ages, which suggests hor-
mones could be involved in the etiology of this disease (Danchenko et al., 2006). In
addition, many women have more symptoms before their menstrual periods and/or
during pregnancy, which further supports a possible hormonal role in SLE. So far,
researchers have been unable to identify specific hormones involved in the devel-
opment of SLE. Environmental factors are also known to play a role in triggering
the disease, such as infections, antibiotics, smoking, ultraviolet light, vitamin D
deficiency, certain drugs, and pesticides (Zandman-Goddard et al., 2012).

Treatment

A treatment plan for SLE is typically developed and coordinated by a rheumatol-
ogist, who is a doctor that specializes in arthritis and other diseases of the joints,
muscles, and bones (www.lupusresearchinstitute.org). Other specialists may join
the treatment team and care for a particular patient, based on the patient’s symp-
toms. Thus, if a patient has kidney disease, a nephrologist will likely be involved;
if a patient has seizures, a neurologist should be a part of the team. The goals of
the treatment plan are to reduce inflammation, suppress the overactive immune
system, prevent flare-ups and treat them when they occur, control symptoms like
joint pain and fatigue, and minimize damage to organs. It can sometimes take
months or years for physicians to find the right combination of medicines to keep
a patient’s symptoms under control.

There is currently no cure for SLE; however, a wide variety of medications can
be used to treat SLE symptoms. Medications described in Table 7.1 are often used
to treat SLE symptoms (www.lupus.org).

Psychological Comorbidities

SLE can precipitate mood disturbances such as depression, nervousness, con-
fusion, decreased concentration, and insomnia (Bachen, Chesney, Criswell,
2009; Walker, Smarr, Parker, Weidensaul, Nelson, & McMurray, 2000).
The cycle of flare-ups and chronic symptoms caused by SLE can result in
an overall decrease in quality of life, both physically and emotionally (Kul-
czycka, Sysa-Jedrzejowska, & Robak, 2010; Lateef & Petri, 2012). Patients
who cope with SLE report being depressed and anxious for the following
reasons: (1) pain and physical limitations, (2) changes in appearance (espe-
cially hair loss, but also skin problems, swelling of the face, and weight
gain), and (3) medication side effects (Beckerman, Auerbach, & Blanco,
2011; Danoff-Burg & Friedberg, 2009; Kuriya, Gladman, Ibanez, & Urow-
itz, 2008). Additionally, many patients report living with fears of exacerba-
tion of the symptoms and uncertainty about the future course of the disease
(Auerbach, Beckerman, & Blanco, 2013; Beckerman et al., 2011; Phillip,
Lindner & Lederman, 2009; Moses, Wiggers, Nicholas, & Cockburn, 2005;
Seawell & Danoff-Burg, 2005). Several studies have reported that emotional
states were associated with the activity and duration of SLE; the more acute
the SLE flares were, the more depressed patients became (Bachen et al., 2009;
Beckerman et al., 2011; Kulczycka et al., 2010; Phillip et al., 2009; Seawell &
Danoff-Burg, 2005).
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Table 7.1 Medications Used in SLE Treatment

Category Function Examples of Available
Medications
Corticosteroids Help to decrease the Prednisone
swelling, warmth, Hydrocortisone
tenderness, and pain Prednisolone
that are associated with Methylprednisolone
inflammation. (Medrol)
Anti-inflammatories Help reduce inflammation Aspirin
and pain. Acetaminophen (Tylenol)

Ibuprofen (Motrin)
Naproxen (Naprosyn)
Antimalarials Often prescribed for skin Hydroxychloroquine

rashes, mouth ulcers, (Plaquenil) Chloroquine

and joint pain. They also

protect against damage

from the sun.

It may take months before
antimalarial drugs
improve SLE symptoms.

Anticoagulants Reduce risk of blood clots Heparin (Calciparine,
by thinning the blood. Liquaemin) Warfarin
(Coumadin)
Immunosuppressives Used to control the Cyclophosphamide
overactive immune system (Cytoxan)
and reduce inflammation, Methotrexate
especially when steroids (Rheumatrex)
have been ineffective or Azathioprine (Imuran)

when a person cannot
tolerate high doses of

steroids.

Monoclonal antibody ~ This medication disrupts Belimumab (Benlysta),
B-cell activity (B-cells specifically developed
are responsible for the to treat SLE and FDA
overaggressive immune approved

system response in SLE).

Women who cope with SLE often describe experiencing acute psychological
distress related to a loss of the following: (1) their valued social roles as wives,
mothers, sisters, daughters, and friends; (2) physical capabilities; (3) indepen-
dence; (4) family balance; and (5) the anticipation of additional future losses
with the progression of the disease (Beckerman & Sarracco, 2012; Karasz,
Ouellete, & Features Submission, 1995). Psychological distress is also related
to the continuous uncertainty people with SLE often face. This uncertainty
is linked to the course and extent of the illness, future flares, and possible
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physical, financial, and social limitations. SLE often disrupts an individual’s
life plans, and its unpredictable course makes it difficult for patients to chart
a new trajectory, which can lead to existential insecurities (Beckerman & Sar-
racco, 2012; Stockl, 2007). Prior research (Auerbach et al., 2013) suggests that
social support can mitigate some of this emotional burden for SLE patients.
Patients who have friends, for example, are less likely to develop symptoms
of depression and anxiety (Auerbach et al., 2013). Thus, helping patients cre-
ate and maintain social support networks should be an integral part of their
treatment plans.

Level of Uncertainty about the lliness

Because of the acuity, chronicity, and unpredictability of SLE, patients often
report experiencing high levels of psychological distress and uncertainty (Auer-
bach et al., 2013). Patients with SLE tend to perceive their bodies as being fragile
and unreliable (Mattsson, Moller, Stamm, Gard, & Bostrom, 2012). Flare-ups
can happen suddenly without the patient having any control or understanding of
the triggers. There are no patterns to the flare-ups with regard to the frequency
or the symptoms. There is also uncertainty about when flare-ups will emerge,
with patients not knowing whether their symptoms are related to the SLE, which
means another flare-up, or indicative of another co-occurring disease (Mattsson
etal., 2012).

What Clinicians Need to Know about SLE

1 SLE is an autoimmune disease in which the body’s immune system
attacks various cells, tissues, and organs.

2 SLE disproportionally affects women (90% of patients) and ethnic
minorities.

3 The most common symptoms include persistent low-grade fever,
extreme fatigue, and painful or swollen joints.

4  The disease progresses in cycles of flares and remissions and is highly
unpredictable.

5 SLE symptoms mimic many other diseases, and a definitive diagnosis
can take years.

6  The 5-year survival rate is approximately 90%.

7  Many SLE patients report experiencing psychological distress related
to a profound sense of loss and the ongoing uncertainty about the
course and progression of the disease.

8 The etiology of SLE in unknown, although scientists believe that it
involves a combination of genetic, hormonal, and environmental
factors.

9 There is currently no cure for SLE, but a variety of medications can
help to reduce symptoms.
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Impact of SLE on Parents

The influence of SLE on parents may begin even before parenting, since SLE
can impact family planning and one’s ability to have children (Vinet, Pineau,
Gordon, Clarke, & Bernatsky, 2008). SLE affects the decision to get pregnant
because of the potential risks involved. First, studies report a two- to three-fold
increase in disease activity during pregnancy (Cortés-Herndndez, Ordi-Ros, Pare-
des, Casellas, Castillo, & Vilardell-Tarres, 2002). Disease exacerbation can occur
at any time during pregnancy until several months after delivery (Clowse, 2007).
Second, women with SLE have fewer live births compared to the general pop-
ulation (Vinet et al., 2011). Third, SLE is associated with an increased risk for
maternal complications during pregnancy, including preeclampsia (high blood
pressure and protein in the urine after the 20th week of pregnancy, which can
be fatal if left untreated), hypertension, and thromboembolic events (when a clot
that formed in a blood vessel breaks loose and is carried by the blood stream to
plug another vessel) (Clowse, 2007). Fourth, women with SLE are about six times
more likely to have premature babies compared to healthier women (Yasmeen,
Wilkins, Field, Sheikh, & Gilbert, 2001) and to deliver babies who are small for
their gestational age (Clowse, 2007).

SLE can cause tension in the couple relationship. Many patients report that
the disease has negatively affected the quality of their relationships with their
partners (Boomsma, Bijl, Stegeman, Kallenberg, Hoffman, & Tervaert, 2002;
Hassett et al., 2012). The challenges of living with SLE cause major career dis-
ruptions and often bring heavy financial and emotional burdens (Yelin et al.,
2012) for both patients and their partners. People with SLE often have to change
careers because of the symptoms of the disease that affect work productivity, and
they often work in jobs that are less rewarding and less stable or stop working
altogether (Drenkard et al., 2014; Strand et al., 2013; Yelin et al., 2012). The
expenses of health care and prescriptions can further exacerbate financial strains
and result in increased relationship conflict (Danoff-Burg & Friedberg, 2009). In
addition, SLE can negatively affect patients’ sex drives and impact the level of
intimacy with partners. Many women with SLE have impaired sexual functioning
because of physical problems (e.g., pain), emotional problems (e.g., depression),
and reduced libido due to disturbances of the hormonal cycle (e.g., as a result of
taking steroids), which can reduce one’s sex drive and cause additional stress on
the relationship (Dstensen, 2004).

SLE also significantly affects patients’ and their partners’ abilities to parent
(Backman, Del Fabro Smith, Smith, Montie, & Suto, 2007; Evans & de Souza,
2008; Poole, Rymek-Gmytrasiewicz, Mendelson, Sanders & Skipper, 2012).
Mothers who report experiencing fatigue and chronic pain, the most common
symptoms of SLE, often report being in too much discomfort to participate fully
in family events or to care for their children. Photosensitivity (sensitivity to light)
can restrict the amount of time SLE patients are able to participate in outdoor
activities with their children (e.g., going to the playground or spending time by
the pool). Mothers may miss special events, accomplishments, and important
milestones in their children’s lives because of debilitating flare-ups.

Mothers with SLE who have younger children (younger than 5 years old) report
significant difficulties in daily tasks such as picking up their children, playing with
their children on the floor, doing household chores such as cleaning and shopping,
and playing with their children outdoors (Poole et al., 2012). They also report hav-
ing no energy to be patient with and to talk to or listen to their children. Mothers
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of older children report similar difficulties, such as struggling to do household
chores and shopping, and in addition report struggling to maintain discipline with
their older children (Poole et al., 2012). Difficulty performing these parenting tasks
results in partners assuming most of the child care responsibilities and feeling over-
burdened. These difficulties in performing parenting tasks can leave mothers feeling
frustrated, angry, guilty, and impatient toward their children (Poole, Hare, Turn-
er-Montez, Mendelson, & Skipper, 2014). In addition, mothers with SLE report
being concerned about hereditary issues and worry about the impact of SLE on
their children’s health, especially their daughters, since SLE is 10 times more preva-
lent in females (Hale, Treharne, Norton, Mitton, Erb, & Kittas, 2006).

Impact of SLE on Children and Adolescents

Although chronic illness happens to families and not just to individuals, there is
scarce research on the psychosocial impact of parental SLE on offspring. Most
studies on children of mothers with SLE focus on possible medical and devel-
opmental issues these children may develop as a result of the maternal SLE or
exposure to SLE medication in utero. For example, many studies investigated
possible negative fetal outcomes for women diagnosed with SLE who have flare-
ups during their pregnancy, or women who have renal involvement because of
the SLE (e.g., Kwok, Tam, Zhu, Leung, & Li, 2011). Children who are born to
women who have renal disease during pregnancy are at an increased risk for hos-
pital admissions because of infection (Gayed et al., 2014). Neuropsychological
studies of children born to mothers with SLE reported an increased incidence of
learning disabilities like dyslexia, dysgraphia, and dyscalculia and an association
with a greater risk for autism spectrum disorder (Bomba et al., 2009; Nalli et al.,
2014; Ross, Sammaritano, Nass, Lockshin, 2003; Urowitz et al., 2008). Dyslexia
seems to be the most frequently reported problem, with a prevalence of 14% in
the children of mothers with SLE, versus 2-5% in the general population (Neri
et al., 2004). Several studies suggest that sons of SLE mothers are at a higher risk
for developing learning disabilities compared to daughters (Neri et al., 2004; Ross
et al., 2003). The possible causes for these gender differences are still unclear.

Several studies explored the experiences of children of parents with chronic
pain, which is a primary symptom of SLE (Evans & de Souza, 2008; Hoftun,
Romundstad, & Rygg, 2013; Kaasbell, Lydersen, & Indredavik, 2012, 2014).
The findings of these studies suggest that adolescent boys and girls whose par-
ents suffer from chronic pain are at an increased risk for developing symptoms
of depression and anxiety compared to adolescents whose parents do not have
chronic pain (Evans, Shipton, & Keenan, 2006; Kaasbell et al., 2012). These ado-
lescents are also at a higher risk for experiencing chronic pain themselves (Evans
et al., 2006; Saunders, Von Korff, LeResche, & Mancl, 2007).

Adolescents’ perceptions of the severity of their parents’ illness and how well
their parents manage their pain are important factors for understanding their
ways of coping (Umberger, Martsolf, Jacobson, Risko, Patterson, & Calabro,
2013). Adolescents who reported that a parent was severely ill and debilitated
tended to distance themselves physically and emotionally from the ill parent and
to hide their true feelings from the parent to not burden them. They perceived
their ill parent as distant and shut down and often wondered if they were loved.
In retrospect, these adolescents reported feeling great sorrow and loss because
they did not have an attuned and engaged parent and for not having a normal
childhood. Adolescents who perceived their parent as able to push through the
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pain and to be present emotionally for them tended to communicate more with
their ill parent about the impact of the parent’s illness on the family. These
adolescents perceived their ill parent as warm and more available and they had
no doubts about being loved (Umberger et al., 2013). Clinicians should tailor
family interventions to increase direct communication about the impact of the
illness between children and their parents to prevent any mutual emotional
distancing.

Prior studies with parents who have children aged 6 to 12 years reported that
children who live with maternal chronic pain are at a higher risk for psychoso-
cial and health problems (Evans et al., 2006; Evans, Keenan, & Shipton, 2007;
Evans & de Souza, 2008; Stein & Newcomb, 1994). Findings from these stud-
ies also suggest that children of mothers who suffer from chronic pain tend to
report higher levels of symptoms of depression and anxiety and more aggressive
and delinquent behaviors compared to children of healthy mothers. In addition,
these children tend to have more compromised health and complain more about
pain compared to children of healthy mothers (Evans & de Souza, 2008; Evans
et al., 2006, 2007; Schanberg, Anthony, Gil, Lefebvre, Kredich, & Macharoni,
2001). Further, children of mothers with chronic pain tend to show more inse-
cure attachment and become “clingy” compared to children of healthy mothers
(Evans et al., 2007; Evans & de Souza, 2008). This is possibly because mothers
are inconsistently available (physically and emotionally) to their children because
of the unpredictable courses of their illness.

Children aged 6 to 12 years often report being acutely aware of their mothers’
health status and search for signs or “red flags” that suggest their mother is not
feeling well. They look for signs of pain such as limping, signs of fatigue such as
the mother asking the child to make her a cup of tea, and changes in mother’s
mood and temper. Children often report trying to be “good” during those times
to minimize their parent’s stress (Evans & de Souza, 2008).

Mothers with SLE report that their children often learn to care for themselves
and for the mothers, both physically and emotionally, as well as help with house-
hold tasks. These mothers perceived their children as more independent and
responsible compared to other children their age (Backman et al., 2007; Evans &
de Souza, 2008). Although children often feel proud about their independence
and helpfulness, they can also experience a range of negative emotions, such as
being angry at their mother’s unavailability, frustrated because they are missing
out on fun experiences among peers, and feeling deprived of maternal attention.
Evidence suggests that mothers with SLE are not always aware of the extent of
their children’s concerns and anxiety. Clinicians working with families coping
with maternal SLE should talk directly to the children in order to get a more
accurate picture of their level of distress.

Impact of SLE on Parents and Children: Main Points

1  SLE influences the decision to have children and increases the risk for
pregnancy complications.

2 SLE can strain the relationship between the sick parent and his/her
partner because of financial concerns, employment problems, sexual
problems, and the healthy partner being overburdened with child care.
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3 Children and adolescents of parents who suffer from SLE are at risk
for experiencing chronic pain, anxiety and depression, and insecure
attachment.

4 Children are very attuned to their sick parent’s health status and can
detect when the parent is not feeling well.

5 The child’s perception of how well his/her ill parent manages pain is an
important factor in the child’s ability to communicate with the parent
about his/her feelings.

6  Mothers are not always aware of the extent of their children’s concerns
and anxiety about their illness.

Cultural Considerations

Mental healthcare providers will typically meet SLE patients in different types of
clinics. While most patients are treated by a rheumatologist, due to the variety of
symptoms and co-morbidities, SLE patients receive care from different specialists
such as nephrologists, dermatologists, and cardiologists. Patients can also end up
in the hospital emergency room because of occasional severe or life-threatening
flare-ups. Thus, mental healthcare providers should actively assess their patients
in any of these clinics to check whether the specific reason that brought them to
the clinic is related to an SLE diagnosis.

Mental healthcare providers who work with SLE patients should assess the
well-being of the patient and his/her family. Since SLE patients are at a higher risk
for psychological distress and their children are at a significant risk for experi-
encing pain, depression, and anxiety, a thorough family evaluation should assess
for these symptoms. Providers should educate patients about the importance of
communicating with their children about how the illness may be impacting the
family. Patients should also be informed about the association between how their
children perceive the way they manage their illness and the children’s own adjust-
ment. Since social support can mitigate symptoms of anxiety and depression, pro-
viders should help patients create and maintain a support system for the whole
family.

In general, SLE is more frequent and severe, with higher disease activity and
with more damage accrual among non-White populations compared to White
populations (Gonzdlez et al., 2013). Although it is difficult to determine the
extent to which these observed differences are caused by genetic or nongenetic
factors, scientists believe that genetic factors influence the early course of the dis-
ease (e.g., onset), while nongenetic factors play a more salient role over the course
of the disease (Gonzdlez et al., 2013). One of the factors that is associated with
unfavorable outcomes in SLE is low SES and its related features, such as pov-
erty, difficulty accessing care, no health insurance, inadequate housing, unhealthy
behaviors (e.g., smoking), and lower level of education (Alarcon et al., 2004;
Duran et al., 2007; Ferndndez et al., 2007; Gonzilez et al., 2013). While provid-
ers cannot do much about genetic vulnerabilities and some of the socioeconomic
factors, they can intervene at the individual and family levels of patients and help
ameliorate some of the risk factors. For example, providers can assess what are
the systemic barriers for treatment adherence and help patients access the help
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they need (e.g., child care, transportation). They can educate patients about the
importance of social support and changing unhealthy behaviors (smoking, sed-
entary lifestyle, unhealthy eating habits) in the prevention of SLE co-morbidities
and help them access programs to achieve those changes. Finally, providers can
help patients learn how to communicate effectively with all their healthcare pro-
viders and advocate for what their families need.

Clinical Vignette

The following is a vignette describing a possible clinical presentation of a family
coping with parental MS. This vignette is based on a real case. All names and
identifying information have been changed to maintain clients’ confidentiality.

Suzanna, a 37-year-old Hispanic woman, sought therapy because of concerns
about her adolescent daughter, Camilla. Camilla was a junior at the local high
school and was a very good student (As and Bs). She was also an excellent ath-
lete and played on the school volleyball team. Camilla and Suzanna have been
very close since Suzanna divorced Camilla’s father when Camilla was 3 years
old. The father went back to his family in Guatemala and has had no contact
with them since the divorce. Suzanna never remarried, and Camilla was her only
child. Suzanna was diagnosed with SLE 10 years ago, when Camilla was 7 years
old. Even though she was consistently monitored by a rheumatologist and was
taking medication to control her symptoms and chronic pain, her SLE progressed
over the years and her flare-ups became more frequent and more severe. She also
developed kidney problems and was receiving dialysis twice a week. Because of
her illness, Suzanna had to quit her job as a full-time hairdresser and now she
receives social security. Camilla works on the weekends in the local mall and gives
all of her salary to her mother to help with their expenses.

Camilla also belps a lot around the house and takes care of Suzanna when she
has a flare-up. Although two of Suzanna’s sisters live in the same neighborbood,
Camilla and Suzanna usually do not ask for their belp and manage on their own.
Camilla does not have any close friends and spends most of her free time caring
for ber mother. Camilla is an honor roll student and always talked about wani-
ing to be a doctor. Suzanna is very proud of Camilla and supports her career
aspirations. Now that Camilla is a junior in high school, they started looking for
a good college to attend. Camilla applied for several colleges and got accepted
to almost all of them. She also got accepted to an Ivy League school, on a full
scholarship, in another state. Suzanna was excited about her only daughter going
to such a prestigious program, only to find out that Camilla has no intentions of
going there and plans to stay home and attend a local college she only applied
for as a last resort, in case she was not accepted to any of the programs she was
interested in. Suzanna tried to convince Camilla to change her mind, to no avail.
She felt that Camilla is throwing her career away in order to take care of her, and
she did not want her daughter to give up on such an opportunity. Camilla said
that taking care of her mother was more important than anything else, and she
couldn’t trust anyone to make sure her mother was well. After several weeks of
tension, arguments, and tears, which exacerbated Suzanna’s symptoms and rein-
forced Camilla’s decision to stay close to home, Suzanna suggested that they seek
counseling and Camilla agreed.
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Did You Know?

1 Treatment for SLE can be expensive. Average annual direct medical
costs exceed $20,000, with the average increasing to $63,000 if the
kidneys are involved.

2 Women with SLE are at increased risk for loss of bone mass (osteopo-
rosis) and are nearly five times more likely to experience a fracture.

3 SLE patients are strongly encouraged to quit smoking because tobacco
products can trigger flares.

4 Lupus was named 130 years ago by a French doctor who thought the
rash on the face resembled bites of a wolf. Today the rash is referred
to as butterfly-like, but the wolf name persists. Lupus is Latin for wolf,
and erythematosus means reddening of the skin.

5  Cats, mice, and dogs can get lupus, too.

SLE can often occur with other autoimmune disorders.

7  The highest incidences of SLE are in Italy, Spain, and Martinique, and
the lowest are in Northern Ireland, United Kingdom, and Finland.

8  SLE has been tracked in six continents globally (Europe, North Amer-
ica, South America, Africa, Asia, and Australia).

N\

Conclusions

Systemic lupus erythematosus (SLE) is a multisystem autoimmune disease charac-
terized by complex and changing symptoms of the disease. Common symptoms
are fatigue, pain, low-grade fever, and swelling of the joints. SLE is characterized
by periods of illness, called flare-ups, in which the disease is active, and periods of
remission, in which fewer or no symptoms are present. SLE is difficult to diagnose
because its symptoms mimic many other diseases and reaching a diagnosis can
take years. SLE has no cure, and its symptoms can be managed with medication.
Epidemiological studies on SLE indicate significant gender, age, racial, ethnic, and
socioeconomic variations, with non-White minorities at the U.S. being diagnosed
at younger ages, having more severe manifestations of the disease, having more
major organ involvement, and accruing more damage compared to Whites. These
differences are attributed to both genetic and nongenetic factors such as low SES.
SLE also affects significantly more women than men.

A diagnosis of SLE impacts the patients and their families. SLE patients can
experience psychological distress, anxiety, and depression. SLE can cause ten-
sion in the patients’ relationships with their spouses. SLE can affect the ability
to have children and to parent. Children of SLE patients are at a higher risk for
developing learning disabilities, having chronic pain, and experiencing anxiety
and depression. Mental healthcare providers can help patients and families com-
municate better about the disease, advocate for better access for care, and adopt
a healthier lifestyle to reduce SLE chronic co-morbidities.
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Test Your Knowledge: True or False

1 SLE is the leading cause of death in the U.S.
The most common symptoms of SLE are pain and fatigue.
SLE impacts more men than women at a rate of 9:1.
SLE is more prevalent among Caucasians and African Americans.
There is no cure for SLE.
SLE can put stress on the family due to financial burden, the healthy
partner being overburdened with responsibilities, and sexual problems.
7 Communicating with children about the impact of the parental illness
can help them adjust better.
8 Children sometimes feel angry and deprived because of a mother’s
illness.
9 Young children are not really aware of the mother’s illness.
10 Children of SLE patients are at a high risk for developing learning
disabilities.

Answers: 1-E, 2-T, 3-F, 4-F, 5-T, 6-T, 7-T, 8-T, 9-F, 10-T

AN Lk WD

Professional Readings and Resources

Lahita, R. G. (n.d) What Is Lupus?: www.lupusinternational.com/About-Lupus-1-1/What-
is-Lupus-.aspx

NIH. (2015). Handout on Health: Systemic Lupus Erythematosus: www.niams.nih.gov/
health_info/lupus/#Lupus_35

Thomas, D. (2014). The lupus encyclopedia: A comprebensive guide for patients and fam-
ilies. Baltimore, MD: Johns Hopkins Press.

Wallace, Daniel J. (2012). The Lupus Book: A Guide for Patients and Their Families. NY,
NY: Oxford University Press.

What Causes Lupus?: www.lupus.org/answers/entry/what-causes-lupus

What Is Lupus?: www.lupus.org/answers/entry/what-is-lupus

What Medications Are Used to Treat Lupus?: www.lupus.org/answers/entry/medications-
to-treat-lupus
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I

PARENTAL DIABETES

Laura Lynch and Maureen Davey

Diabetes: About the Iliness
Prevalence

Diabetes has become an epidemic in the U.S. (Aston, 2013). Approximately
18.8 million adults, children, and adolescents have a diabetes diagnosis, and
about 7 million are prediabetic or have diabetes but have not yet been diagnosed
(CDC, 2011) (see Table 8.1). Additionally, the cost of diabetes (e.g., prediabetes,
diagnosed and undiagnosed diabetes, and gestational diabetes) in the U.S. is esti-
mated to be more than $218 billion each year (Dall et al., 2010).

There are two main types of diabetes, type 1 and type 2; type 2 diabetes is
much more common than type 1. Type 2 diabetes occurs when the body becomes
resistant to the insulin that it produces. Therefore, the body’s ability to naturally
produce insulin is hindered, which leads to excess glucose build up (Centers for
Disease Control and Prevention, 2011). Essentially, there is enough insulin in the
body, but the cells are unable to use it. In type 1 diabetes, the body is no longer
able to produce insulin at all (Deatcher, 2008). In the U.S., 90% of individuals
with diabetes are diagnosed with type 2 (Nolan, Damm, & Prentki, 2011). Given
the overwhelming prevalence of type 2 diabetes, we will focus on type 2 in this
chapter.

Although type 2 diabetes affects individuals across all races and ethnicities,
significant class, racial, and gender-related health disparities currently exist in
the U.S. (Carter-Edwards, Skelly, Cagle, & Appel, 2004; Carthron et al., 2010;
Chaufan, Davis, & Constantino, 2011; Kramer et al., 2012; Pierre-Louis, Akoh,
White, & Pharris, 2011; Rubin & Peyrot, 1998; Samuel-Hodge et al., 2000).
African Americans, Hispanic/Latino Americans, American Indians, and some
Asian Americans and Pacific Islanders are at a higher risk for developing type 2
diabetes (Centers for Disease Control and Prevention, 2014). African American
women at all income levels are especially vulnerable for developing adult-onset
type 2 diabetes (Dingfelder, 2013).

Socioeconomic disparities also exist (Connolly, Unwin, Sherriff, Bilous, &
Kelly, 2000; Dall et al., 2010). Lower SES is associated with increased diabetes-
related mortality rates (Saydah & Lochner, 2010) and overall diabetes risk (Lee
et al.,, 2011). Housing instability and food insecurity, both facets of low SES,
negatively affect individuals’ abilities to effectively manage their diabetes (Vija-
yaraghavan, Jacobs, Seligman, & Fernandez, 2011).
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Table 8.1 Diagnosed and Undiagnosed Diabetes among People Aged 20 Years and Older

Diagnosed and Undiagnosed Diabetes among People Aged 20 Years or Older,
United States, 2010

Group Number or Percentage Who Have Diabetes

Age > 20 years 25.6 million or 11.3% of all people in this age group
Age > 65 years 10.9 million or 26.9% of all people in this age group
Men 13.0 million or 11.8% of all people in this age group
Women 12.6 million or 10.8% of all people in this age group
Non-Hispanic Whites 15.7 million or 10.2% of all people in this age group
Non-Hispanic Blacks 4.9 million or 18.7% of all people in this age group

Sufficient data are not available to estimate the total prevalence of diabetes (diagnosed and
undiagnosed) for other U.S. racial/ethnic minority populations.

Source: Centers for Disease Control and Prevention. (2011). National diabetes fact sheet:
National estimates and general information on diabetes and pre-diabetes in the United
States. Atlanta, GA: U.S. Department of Health and Human Services, Centers for Disease
Control and Prevention. Retrieved from www.cdc.gov/diabetes/pubs/pdf/ndfs_2011.pdf

Prognosis and Medical Outcomes

Type 2 diabetes affects glucose, or blood sugar, levels. Glucose levels that are either
too low or too high can be dangerous. Hypoglycemia occurs when blood glucose
levels drop too low. Symptoms can include the following: (1) shakiness, (2) dizzi-
ness, (3) sweating, (4) chills, (5) irritability, (6) confusion, (7) increased heart rate,
(8) headache, (9) tingling, (10) weakness, (11) seizures, and (12) unconsciousness
(ADA, 2015). Hyperglycemia occurs when blood glucose levels become too high.
Symptoms of this condition include an increased thirst and more frequent urina-
tion (ADA, 2015). If hyperglycemia is untreated, it can develop into ketoacidosis,
a diabetic coma, which can lead to death (ADA, 2015).

Higher blood sugar levels over long periods of time can also damage vital
organs (e.g., kidneys, eyes, and nerves). Unless well managed, this can result
in numerous medical complications, for example, an increased risk of stroke,
heart disease, blindness, renal failure, limb amputations, and nonalcoholic fatty
liver disease (Nolan et al., 2011). Individuals diagnosed with diabetes also have
a higher risk of developing dental diseases, and in general they are more likely
to experience a variety of illnesses (e.g., pneumonia, influenza) (Centers for Dis-
ease Control and Prevention, 2011). Among the leading causes of death in the
U.S., diabetes was ranked seventh (Centers for Disease Control and Prevention,
2011).

Obesity is a significant risk factor for developing type 2 diabetes. Most indi-
viduals diagnosed with type 2 diabetes are overweight, and as the rates of obe-
sity have steadily increased in the U.S., the incidence of type 2 diabetes has also
increased (Yaturu, 2011). Most type 2 diabetes diagnoses occur in adulthood.
Yet, with the increasing prevalence of childhood obesity in the U.S., it is occurring
more frequently among children and adolescents (D’Adamo & Caprio, 2011;
Yaturu, 2011). Before individuals develop type 2 diabetes, they often have pre-
diabetes. Prediabetes occurs when blood glucose levels are higher than normal
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but they are not yet high enough for the definitive diagnosis of type 2 diabetes
(Deatcher, 2008).

Type 2 diabetes can be managed, and individuals can lead normal and full lives.
Type 2 diabetes management involves maintaining a healthy weight through diet
and engaging in regular exercise. If these lifestyle changes cannot be made or main-
tained, then oral medications (e.g., metaformin) and/or insulin therapy may be
used to treat it (Knowler et al., 2002; Nolan et al., 2011; Turkoski, 2006). Insulin
therapy is self-administered through insulin injections or an insulin pump, which
is worn on the outside of the body and delivers a continuous dose of insulin intra-
venously (American Diabetes Association, 2015).

Development and Diagnosis of Type 2 Diabetes

Type 2 diabetes can take between 7 and 10 years to fully develop, as the body
gradually becomes resistant to insulin and the ability to produce insulin deterio-
rates (Nisal, Gholap, & Davies, 2012). From patients’ and family’s perspectives,
the onset of type 2 diabetes may seem gradual in some cases and acute in others.
It may be more gradual if the diagnosed individual was previously identified as
someone at risk for developing type 2 diabetes by a medical provider or was for-
mally diagnosed with prediabetes. Yet families could experience the diagnosis as
more acute if they did not know that the family member was at risk for develop-
ing type 2 diabetes prior to the formal diagnosis and/or there were no noticeable
symptoms prior to the diagnosis. This lack of awareness is quite possible because
individuals with type 2 diabetes often do not experience symptoms until the later
stages of developing the illness and because a diagnosis during these later stages
increases the likelihood of existing diabetes complications (Nisal, Gholap, &
Davies, 2012).

Diabetes often runs in families. Prior studies suggest that family history is an
important predictor of developing type 2 diabetes (D’Adamo & Caprio, 2011;
Knowler et al., 2002; Moses, Mawby, & Phillips, 2013). If an adult patient has
type 2 diabetes, then their offspring are at an increased risk of also developing
the disease (Ackermann et al., 2011; Bachman, Singhal, Misra, & Foster, 2010;
CDC, 2011). It is estimated that individuals with one parent diagnosed with type
2 diabetes have double the risk of developing this type of diabetes, while having
both parents diagnosed with type 2 diabetes will increase the risk up to six times
(Nolan et al., 2011). The American Diabetes Association estimates that a child
has a 1 in 7 chance of developing diabetes if the parent is diagnosed before the
age of 50, compared to a 1 in 13 chance if the parent is diagnosed after that age
(Nolan et al., 2011).

Another salient risk factor associated with family history is lifestyle (Torpy,
Lynm, & Glass, 2009; Yaturu, 2011). Researchers in the United Kingdom and
in the U.S. reported that obese and overweight adults were more likely to have
a family history of diabetes; overweight adults are almost twice as likely to have
diabetes, while obese adults are nearly four times as likely to have it. Despite the
mounting evidence, many individuals in the U.S. do not yet believe their fam-
ily history is a serious risk factor for developing diabetes (Yaturu, 2011). Prior
studies suggest that only one-third of parents with diabetes thought it was likely
that their children would also develop the disease. Only 38% of brothers and
sisters of people who had diabetes, thought they would also develop it. Prior
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studies suggest that while two-thirds of people know they have type 2 diabetes in
their families, only one-third actively seek out family medical history information

(CDC, 2011).

Psychological Comorbidities

Diabetes is associated with negative psychological outcomes (e.g., Weinger &
Lee, 2006). For example, type 2 diabetes often co-occurs with symptoms of
depression (Campayo, Goémez-Biel, & Lobo, 2011). Depression co-occurring
with diabetes can negatively affect glycemic and metabolic control and treatment
adherence which can lead to complications related to vascular health (Campayo
et al., 2011). Campayo and colleagues (2011) noted that “the comorbidity of
depression and diabetes is associated with increased morbidity, increased mortal-
ity, and higher medical costs” (p. 28). Not only is the rate of depression higher
among individuals with type 2 diabetes compared to the general population, there
is also some evidence that supports a bidirectional association between diabetes
and depression (Renn, Feliciano, & Segal, 2011). This means that depression may
act as a risk factor for type 2 diabetes (e.g., by negatively affecting self-care) in
some cases and as a consequence of diabetes in others (Renn et al., 2011).

Anxiety has also been associated with type 2 diabetes. Lin and colleagues
(2008) analyzed data from the 2006 Behavioral Risk Factor Surveillance System
and examined the comorbidity of diabetes and anxiety among U.S. adults. They
reported that a diabetes diagnosis was associated with a 20% higher rate of life-
time diagnosis of anxiety than those individuals who do not have diabetes in the
U.S. (Lin et al., 2008). A higher association with depression was also confirmed in
this study (Lin et al., 2008). Parental diabetes, therefore, can also cause depressive
mood, anxiety, and distress in the afflicted parent.

Level of Uncertainty about the lliness

Well-managed or controlled type 2 diabetes presents very differently compared
to poorly managed type 2 diabetes. A person with well-managed type 2 diabetes
is able to keep his or her blood glucose levels regulated through a combination
of dietary changes and regular exercise, and possibly medication. This individual
monitors his/her glucose levels (as often as the doctor instructs) by testing the
blood with a glucose monitor. This individual also attends medical appointments
(typically with a primary care physician or endocrinologist), continually tracks
and discusses the illness, and follows the diabetes management plan developed
with the doctor. An individual with poorly managed diabetes is not able to regu-
late his/her blood glucose levels effectively. He or she may not exercise regularly
or have a healthy diet. This individual may not keep track of the blood glucose
levels as often as the doctor recommends. This individual may also miss diabetes-
related medical appointments, and he or she will likely experience periodic
episodes of hypoglycemia or hyperglycemia that result from unregulated blood
glucose levels.

As discussed earlier in this chapter, type 2 diabetes can cause serious negative
health consequences if it is poorly controlled, for example, significant incapaci-
tation like amputated limbs, stroke, coma, or even fatality (Mayo Clinic, 2014).
Poor levels of control over the illness can lead to much uncertainty (and fear) in
the diagnosed parent as well as in family members.
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What Clinicians Need to Know about Diabetes

1 Type 2 diabetes requires consistent management on the part of the
patient.

2 Type 2 diabetes can have many negative health outcomes and can ulti-
mately be fatal if not controlled effectively.

3 Type 2 diabetes cannot be cured, but it can be managed with a combi-
nation of diet, exercise, and medication.

4 Children of parents with type 2 diabetes are at higher risk for develop-
ing the illness themselves.

5 Patients with type 2 diabetes are more likely to have depression or
anxiety than the general population.

6  There are significant racial and socioeconomic health disparities asso-
ciated with type 2 diabetes.

Effects of Diabetes on Parents

As of 2012, there were an estimated 28.9 million individuals aged 20 years
or older in the U.S. with diabetes (Centers for Disease Control and Preven-
tion, 2014). According to the United States Census Bureau (2012), there are
approximately 24,445,000 two-parent families and 1,859,000 single-parent
families in the United States. Based on these statistics, there are likely a con-
siderable number of adults with type 2 diabetes who are parenting school-age
children.

If a parent with diabetes is partnered, the couple relationship is inevitably
impacted (e.g., Trief et al., 2003). Couples can be affected by and respond to the
diabetes in different ways. They may experience the illness as transformative and
grow in positive ways, as something they must accept and adapt to, or as some-
thing troublesome or scary, which they may attempt to avoid or ignore (Hous-
ton-Barrett & Wilson, 2014).

The nondiabetic partner may take on a role in managing the illness. Couples’
expectations about the nondiabetic partner’s role in the management of diabetes
have been found to be associated with the diagnosed partner’s diabetes treatment
adherence (Seidel, Franks, Stephens, & Rook, 2012). Additionally, the extent to
which the diabetes is under control can impact both partners and the quality of
the couple relationship. Poorly managed diabetes can act as a relational stressor.
lida, Stephens, Franks, and Rook (2013) found evidence that increased diabetes
symptom severity in a partner was related to higher levels of tension and less
enjoyment within the couple relationship. Diabetes can also affect a couple’s sex-
ual relationship. Erectile dysfunction is significantly more prevalent among men
with diabetes than those without it (Jackson, 2004). Sexual dysfunctions such as
decreased vaginal lubrication, dyspareunia, and low libido are also more common
among women who have diabetes than among nondiabetic women (Meeking,
Fosbury, Cummings, 2013). The quality and strength of a couple’s relationship
inevitably impacts their children; thus, the impact of diabetes on the couple is one
path through which parental diabetes can affect children.
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Effects of Parental Diabetes on Children

There is limited research examining the psychosocial effects of parental type 2
diabetes on parents and their children, but what little has been done is notewor-
thy. Laroche, Davis, and colleagues (2008) explored how dietary changes made by
African American and Latino parents because of their diabetes influenced how they
fed their children at home and how the children experienced these dietary changes.
They described four types of family patterns that occur when these changes are
enacted. The first pattern includes families in which the parents expected their
children to eat the same foods as them and the children did not show much
resistance to this parental expectation. In the second pattern, the parents had
the aforementioned expectations and the children resisted the dietary changes
at home. The third pattern described children who resisted the dietary changes
their parents were making and parents who then let their children make other
food choices, and finally a fourth pattern described parents who provided their
children with food other than what they made for themselves despite no outward
resistance from their children. The authors noted that the four different family
patterns could be a reflection of cultural differences in parenting styles, because
80% of the African American families were in two of the food patterns and 60%
of the Latino families were in the other two food patterns. The authors did not
offer any explanation for this difference.

Using data from the same study, Laroche and colleagues (2008) also exam-
ined the consumption of (sugary) soda in families where parents were making
dietary changes because of diabetes and the effect of these changes on the family’s
diet. Most parents reported either decreasing or stopping their soda consump-
tion. Some parents tried to reduce or stop their children’s consumption of sugar-
based sodas and reported that they were met with varying degrees of resistance
from their children. Overall, the researchers reported that the level of soda con-
sumption decreased more than the level of any other unhealthy food consump-
tion for many child participants, which was similar for adult participants. They
attributed this finding to some families limiting the availability of soda more than
other unhealthy foods in their homes. Both of these studies suggest that even the
changes parents with type 2 diabetes attempt to make regarding their lifestyles
can impact their children in multiple ways.

Laroche et al. (2009) examined the roles of children regarding their parents’
type 2 diabetes management. They used the same data from their initial study and
included an additional cohort of participants who completed their intervention
program. Findings suggest that children’s roles included: (1) monitoring parents’
dietary intake, (2) helping with shopping and meal preparation, (3) reminding
parents to exercise, (4) exercising with parents, (5) reminding parents to take
medications, (6) assisting in other diabetes self-management tasks, and (7) tempt-
ing adults to stray from their diet for diabetes. The authors noted that the roles
children assumed at home were both helpful (e.g., food preparation, medication
reminders) and unhelpful (e.g., influencing their diet negatively) for parents as
they try to manage type 2 diabetes. They also noted these roles have the potential
to both positively affect children (e.g., self-confidence) and to negatively affect
them (e.g., isolation and being parentified). The authors did not explore how the
children felt about assuming these roles; however, this study demonstrates that
children can and often do take an active role in managing their parents’ diabetes
and that the various roles in turn can affect the parents’ experiences of their illness.

Finally, Carthron, Johnson, Hubbart, Strickland, and Nance (2010) studied
how the diabetes management of African American grandmothers was influenced
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by their roles as primary caregivers for their grandchildren. They compared the
grandmothers’ diabetes management before and after they became the primary
caregivers of their grandchildren and compared the grandmothers to another age-
matched cohort of grandmothers diagnosed with diabetes who were not primary
caregivers for their grandchildren.

The results suggest that grandmothers who were primary caregivers found
it harder to maintain a healthy diet and to regularly monitor their blood glu-
cose after they began caring for their grandchildren compared to before they
became primary caregivers. The authors suggest that the time and money needed
to maintain a healthy diet could have decreased after the primary caregiving of
grandchildren began, and the limited finances could have additionally negatively
affected their frequency of blood glucose monitoring (which requires costly
medical supplies). Findings also suggest that the caregiving grandmother group
had less frequent eye examinations compared to the noncaregiving comparison
group. The authors concluded that African American grandmothers with dia-
betes who are primary caregivers could more likely experience diabetes-related
negative health consequences because they struggle with effectively managing the
diabetes while also caring for their grandchildren. Though this study focused on
a very specific population, it illustrates some of the potential ways that type 2
diabetes can make parenting more challenging and shows how parenting respon-
sibilities can affect diabetes management. Parents may tend to their children’s
needs at the expense of their own, which can have serious health consequences
when a parent has diabetes and may need to monitor blood glucose levels, take
medication or insulin, exercise regularly, and watch what he/she eats. Also, if a
parent’s blood glucose levels are too high or too low, he or she will experience
physical and/or cognitive symptoms that could temporarily impair parenting
(e.g., dizziness, confusion).

Parents who are coping with depression have been shown to be less psycho-
logically available and to struggle with communicating, supervising, and being
consistent with parental discipline (Campayo et al., 2011). Since, as mentioned
previously, individuals with diabetes often experience depression, diabetic parents
are at higher risk of experiencing some of these parenting issues. Additionally,
since parental depression has been associated with more internalizing symptoms
(e.g., depression and anxiety) in children and adolescents (Fear et al., 2009),
depressive symptoms among parents coping with type 2 diabetes may affect their
offspring’s symptoms of anxiety and depression.

Impact of Parental Diabetes on Parents
and Children: Main Points

1 The roles children may take on in the management of their parents’
diabetes can impact parents both positively and negatively.

2 Even seemingly small health changes parents with diabetes make, such
as improving their diets, can have a significant impact on their children.

3 Parents with diabetes have a higher risk of being depressed, and paren-
tal depression can negatively affects children.

4 Parents with diabetes may struggle with balancing their diabetes man-
agement tasks along with their parenting responsibilities.
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Cultural Considerations

The higher incidence of type 2 diabetes in minority populations suggests the need
for more family interventions that are culturally sensitive. More clinical research
should examine the role of cultural background and health beliefs on the parental
type 2 diabetes experience (Laroche, Davis et al., 2008).

Pierre-Louis et al. (2011) examined the experiences of African American
women with diabetes. The women in the study discussed the presence of extreme
life stressors, the rising and falling of blood sugars levels together with the stress
of trauma and loss, symptoms of depression, lack of connection with health-
care providers, food as a source of comfort and stress, blocked energy, and God
as a source of strength. Similarly, Lin et al (2008) recommended that health-
care providers consider patients’ sociocultural backgrounds with regard to how
diabetic patients make choices about their treatment and manage their illness.
They examined the experience of Taiwanese patients with type 2 diabetes. These
patients reported seeking their own culturally sanctioned healing methods and
changing their patterns of eating, physical activity, and other culturally bound
embedded behaviors. They also said that diabetes had a lot of stigma in their
culture and community. Sridhar et al. (2007) examined Indian diabetic patients.
They reported that men seem to adjust better to the disease and women had more
depressive symptoms, stress, and feelings of guilt. Social support more often came
from the nuclear family and specifically from wives. Taken together, these studies
highlight the importance of looking at the context of the patients’ lives in order
to understand the challenges they are facing and to tailor effective interventions
for the patients and their families.

Diet and food choices are influenced by a family’s culture, so helping families
change their dietary habits in ways that take their culture into consideration are
important. Parenting styles are also influenced by a family’s culture; therefore,
helping parents care for their children in culturally sensitive ways is essential.
A culturally relevant approach to care is needed among all clinical providers
because it has been linked to better provider—client engagement, treatment adher-
ence, and the quality of mental health care (Hark & DeLisser, 2011; Langer,
1999; Nuiiez, 2000; U.S. Department of Health and Human Services, 2001).

Clinical Adaptation Based on Type of Clinical Setting

Clinicians who work in primary care clinics are most likely to encounter fami-
lies coping with parental type 2 diabetes, since diabetes is most often diagnosed
and treated in primary care. These clinicians have the benefit of having direct
access to a diabetic patient’s medical provider and should consider collaborat-
ing closely with the primary care provider. Ideally, this collaboration can help
the mental healthcare professional more fully understand the diabetes diagnosis
and medical treatment goals (e.g., weight loss, taking medication consistently),
and it will enable the primary care provider to better understand the patient’s
family support system and any psychosocial stressors that could affect man-
agement of the illness. Clinicians who are integrated in primary care settings
tend to provide short-term, focused behavioral health interventions that directly
impact patient health outcomes. They are likely to be referred families who are
coping with type 2 diabetes when the physician is concerned about a patient’s
management of the diabetes or when a family is having difficulty adjusting to
the diagnosis.
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When mental healthcare providers first meet with families, they should assess
the family using a biopsychosocial framework to determine the following: (1)
family’s understanding of the illness; (2) how the diabetes has been affecting the
patient, partner, and children at home; (3) any psychosocial stressors that may
be interfering with management of the illness; and (4) family strengths that can
be utilized to promote better coping and management of the diabetes (refer to
Chapter 12 for assessments). Using this information, mental healthcare providers
can work closely with the family to develop a focused treatment plan that mini-
mizes any barriers to effectively managing the diabetes and that can support any
offspring at home who are concerned about the parent’s health, which maximizes
family strengths and support. Mental healthcare providers can continue to meet
with the family as needed throughout the primary care treatment of the illness;
however, if there are significant mental health issues or family issues, the clinician
will need to make appropriate referrals to community mental health practitioners
or mental health practitioners in private practice.

Since they are not co-located with the medical team, mental healthcare pro-
viders in more traditional outpatient clinical settings need to be more intentional
about collaborating with medical providers who are involved in the care of a par-
ent diagnosed with type 2 diabetes. During an intake session with a family, when
it comes up that a parent has diabetes, the provider should ask for permission
to contact the primary care physician. The mental healthcare provider should
explain that collaboration with medical providers is important to ensure that all
of the providers and the family are on the same page regarding the diabetes diag-
nosis, treatment goals, and any psychosocial stressors. Release of information
forms should be reviewed and signed by the patient which will allow for ongoing
interdisciplinary collaboration. The mental healthcare provider will need to make
a concentrated effort to reach out to medical providers in order to: (1) establish
a collaborative relationship and (2) share relevant information to ensure optimal
care for the patient and his/her family. In clinical settings, a mental healthcare
provider typically has more time than physicians to meet with patients and their
families. This helps clinicians explore type 2 diabetes and the surrounding fam-
ily dynamics in more depth and to address unresolved issues within the family
that may not be directly related to the diabetes but could be exacerbated by this
stressor.

Clinical Vignette

The following is a clinical vignette describing a possible clinical presentation of a
family coping with parental type 2 diabetes.

Ricardo, a 39-year-old Mexican American man, was diagnosed with type 2
diabetes 6 months ago by bhis primary care physician, Dr. Solano. Over the past
year, Dr. Solano bas been encouraging Ricardo to increase his exercise and make
his diet healthier, as Ricardo has been prediabetic for that length of time. He
has recommended that Ricardo lose at least 30 pounds. Ricardo works 50 hours
per week as an electrician, and he reports that it is hard to find time to exercise
after work. He has a significant family history of type 2 diabetes, including bis
mother, father, and older sister. Ricardo has expressed that “it’s just what hap-
pens” to most people in his family as they age. Dr. Solano prescribed Metformin
to Ricardo to belp manage his glucose levels, which Ricardo takes as prescribed.
Ricardo’s wife, Gloria, 34, is also Mexican American, and she is an ESL teacher
at a local middle school. She currently has no significant health issues, but she has
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an aunt and a grandmother with type 2 diabetes. Both Ricardo and Gloria prefer
to cook and eat traditional Mexican American food, and they consider it to be
a significant aspect of their culture that they want to pass on to their daughter.
Their daughter, Angie, is 9 years old and, according to her pediatrician, she is
slightly overweight for her beight. Gloria assists Ricardo in managing his diabetes
by reminding him to take his medication and to test his glucose levels. She also
suggested that they join the local YMCA to use the gym, but she did not press the
issue when Ricardo was uninterested.

Conclusions

Type 2 diabetes impacts all levels of the family system—the patient, the couple,
and their children—even when the illness is well-managed and the family has
good coping and adaptation skills. Given the prevalence of adult-onset type 2 dia-
betes, it is likely that clinicians will encounter more families affected by it. Med-
ical providers who care for adults with type 2 diabetes should ask about every
patient’s family. Ideally, primary care and specialty clinics should have trained
mental health clinicians available to assist these patients in performing the critical
role of parenting. A therapist can intervene throughout the life cycle of the family
and of the disease. For example, providers should regularly assess for depres-
sion, anxiety, and eating disorders among individuals coping with type 2 diabetes
(Anstoot et al., 2007; Kakleas, Kandyla, Karayianni, & Karavanaki, 2009). They
can help families navigate previous psychiatric and behavior issues that are now
compounded and magnified by the presence of type 2 diabetes (Anstoot et al.,
2007; Kakleas et al., 2009).

It is also important that mental health and medical providers attend to the fam-
ily’s cultural context (Hark & DeLisser, 2011; Nuiiez, 2000) when addressing the
effects of parental type 2 diabetes. For example, as discussed in this chapter, diet
and food choices are influenced by a family’s culture, so helping families address
dietary habits that take into consideration their culture is important. Parenting
styles are also shaped by a family’s culture, so helping parents diagnosed with
type 2 diabetes care for their children in culturally congruent ways is essential.

Did You Know?

1 The estimated cost of diabetes in the U.S. in 2012 was $2435 billion.

2 English physiologist Sir Edward Albert Sharpey-Schafer first discov-
ered insulin (produced in the pancreas) in 1910.

3 In 1940, the American Diabetes Association was founded.

4 Individuals with diabetes have a significantly higher risk of having
complications from influenza and thus are highly encouraged to get
annual flu vaccines.

5 The National Diabetes Prevention Program is currently being led by
the Centers for Disease Control and Prevention in collaboration with
other federal and private agencies, in an effort to implement a commu-
nity-based intervention that focuses on promoting lifestyle changes to
reduce type 2 diabetes risk in prediabetic individuals.
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6  Certified diabetes health educators are health professionals who have
had specialized training in diabetes management and prevention and
who work in various healthcare settings to help teach and support indi-
viduals coping with diabetes so they can effectively manage it.

7  Africa is the region with the lowest prevalence of diabetes.

Test Your Knowledge: True or False

Type 1 diabetes is more common than type 2 diabetes.

Diabetes can cause significant negative health outcomes.

All individuals with diabetes require oral medication or insulin.

Type 2 diabetes often runs in families.

Type 2 diabetes is typically diagnosed in childhood.

Obesity is a significant risk factor in type 2 diabetes.

Prediabetes is a condition in which blood glucose levels are higher than
normal but they are not yet high enough for a diabetes diagnosis.

8 Itis possible for type 2 diabetes to be controlled with diet and exercise.

Answers: 1-E 2-T, 3-E 4-T, 5-F, 6-T, 7-T, 8-T

NN LW

Professional Readings and Resources

American Diabetes Association: http://diabetes.org
International Diabetes Federation: http://idf.org/wdd-index
Joslin Diabetes Center: http:/joslin.org

National Diabetes Education Program: http://ndep.nih.gov/
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CHAPTER 9
I

PARENTAL CARDIOVASCULAR DISEASES

Karni Kissil

Cardiovascular Diseases: About the lliness
Prevalence

Cardiovascular disease (CVD) causes one out of every 2.9 deaths in the U.S.
(Lloyd-Jones et al., 2009). CVD is not a singular chronic medical condition but
describes a broad range of diseases such as coronary heart disease (e.g., myocar-
dial infarction [heart attack], angina pectoris [chest pain]), high blood pressure,
cardiac arrest, and arrhythmia (Shields, Finley, & Chawla, & Meadors, 2012).
CVD is currently the leading cause of death in the U.S. and represents approxi-
mately 17% of the overall national health expenditures (Lloyd-Jones et al., 2010).

Although CVD remains the leading killer of both women and men in the U.S.,
there are substantial gender differences in both the prevalence and burden of
different types of CVDs (Mosca, Barrett-Connor, & Wenger, 2011). For both
women and men, coronary heart disease (CHD) is the largest contributor to CVD
morbidity and mortality. The number of women living with and dying from CVD
and stroke exceeds the number of men, and the number of hospital discharges for
heart failure and stroke is higher for women than for men (Roger et al., 2011).
More men are living with and dying of CHD, and they have more hospital dis-
charges for CHD. Gender differences in CVD mortality largely reflect gender
differences in the U.S. demographics. Women constitute a larger proportion of
the elderly population because women tend to have longer life expectancies com-
pared to men (Mosca et al., 2011).

Additionally, there are ethnic and racial differences in the prevalence of CVD in
the U.S., with non-Hispanic Blacks bearing a disproportionate burden of morbid-
ity and mortality rates (CDC, 2005; Heidenreich et al., 2011; Roger et al., 2012).
Among women, the prevalence of CVD is 47% for Black women, 34% for White
women, and 31% for Mexican American Women (Roger et al., 2011). Notewor-
thy, the mortality rate of CHD is highest among Black women (122 out of 100,000
compared with 94 out of 100,000 in White women) (Roger et al., 2011).

There are also gender differences in the prevalence of risk factors for CVD
(Mosca et al. 2011). Although men and women have a nearly equal prevalence
of hypertension (high blood pressure), recent data from the National Health and
Nutrition Examination Survey (NHANES) suggest that the prevalence of high
blood pressure is greater among women who are older than 65 (National Center
for Health Statistics, 2010). The highest rate of hypertension is among Black
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women (44 %), and this is steadily increasing (Hertz, Unger, Cornell, & Saunders,
2005). Diabetes mellitus, another risk factor for CVD, is also more prevalent
among women compared to men (Roger et al., 2011).

Lower SES is a well-established risk-factor for CVDs, especially CHD (Albert,
Glynn, Buring, & Ridker, 2006; Ruiz, Prather, & Steffen, 2012). Lower SES
during childhood is associated with more CHD in adulthood, independently
of adult SES (Miller, Chen, Parker, 2011). Lower SES contributes to CVD risk
through other risk factors associated with it, such as active and passive smoking
(second hand smoking), less education, increased exposure to infectious agents,
poorer diets, limited opportunities for physical activity, limited access to health
care, and higher levels of stress (Albert et al., 2006; Steptoe & Kivimaki, 2012).
For example, more-educated women are less likely to be smokers and are more
likely to participate in rigorous physical activities compared to women who have
less education (Albert et al., 2006).

Lifestyle risk factors for CVD additionally vary by gender, race, and ethnicity.
Cigarette smoking is more common among men compared to women (21.3% vs.
18.1%) (Roger et al., 2011). Non-Hispanic White women have a higher rate of
smoking (20.7%) compared to Black women (18.8%) and Hispanic women (9.4%).
Rates of physical inactivity are also higher among women compared to men (34.5%
vs. 30.3%) (Roger et al., 2011). Obesity and being overweight are highly prevalent
among both men and women in the U.S., with two-thirds of Americans being over-
weight or obese (72% men and 64% women) as defined by body mass index (BMI).
(An adult who has a BMI between 25 and 29.9 is considered overweight and a BMI
of 30 or higher is obese; Flegal, Carroll, Ogden, & Curtin, 2010). Among women,
non-Hispanic Blacks and Mexican Americans are more likely to be obese compared
non-Hispanic Whites (50% vs. 45% vs. 33%, respectively) (Flegal et al., 2010).

Types of CVDs

CVD is not a singular chronic medical condition, but encompasses a broad spec-
trum of diseases and conditions involving the heart and blood vessels (Shields,
Finely, Chawla, & Meadors, 2012) (see Figure 9.1). The most common diseases
and conditions are (www.heart.org):

1 Coronary heart disease (CHD)—describes heart problems caused by a
plaque build-up in the walls of the arteries, or atherosclerosis. As plaque
builds up, the arteries narrow, making it more difficult for blood to flow
to and from the heart, leading to a higher risk for heart attack or stroke.

2 Heart failure—condition in which the heart is not pumping blood as well
as it should, which results in a limited supply of blood to the cells. An
individual with heart failure tends to fatigue easily and becomes quickly
out of breath while doing daily activities.

3 Arrbythmia—an irregular heartbeat that refers to any change from the
normal sequence of electrical impulses to and from the heart. The electri-
cal impulses may happen too fast, too slowly, or erratically, causing the
heart to beat too fast (tachycardia), too slowly (bradycardia), or errat-
ically (atrial or ventricular fibrillation). When the heart does not beat
properly, it cannot pump blood effectively, which can affect the lungs,
brain, and all other organs.

4 Heart valve problems—includes several conditions involving malfunc-
tioning heart valves. For example, stenosis refers to when the valve does
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not open properly and consequently the heart has to work harder to
pump blood. Valve regurgitation refers to a leaky valve that causes blood
to flow back through the valve during heart contractions.

5 Cardiac arrest—the abrupt loss of heart functioning in a person who
may or may not have been diagnosed with heart disease. Death can
occur instantly or shortly after symptoms appear. If cardiopulmonary
resuscitation (CPR) is performed and a defibrillator is used to shock the
heart and restore a normal heart rhythm within a few minutes, cardiac
arrest can be reversed.

6  Stroke—when a blood vessel that carries oxygen and nutrients to the
brain is either blocked by a clot or bursts (ruptures). When this occurs,
part of the brain cannot get the blood (oxygen) it needs, resulting in
death of part of the brain.

7 Cardiomyopathy—a disease of the heart muscle that can be inherited
or acquired. Cardiomyopathy refers to when the heart muscle becomes
enlarged, thick, or rigid, causing the heart to weaken and to become less
able to pump blood through the body.

8  High blood pressure (HBP)—a disease and a significant risk factor for
other CVDs. High blood pressure, or hypertension, is often referred to
as “the silent killer.” Even though it typically has no symptoms, HBP
can have deadly health consequences if it is not treated immediately. It
is the most common CVD in the U.S. An estimated 78 million people
have a diagnosis of HBP. Untreated HBP can lead to stroke, heart attack,
heart failure, and kidney damage.

Other, 15.6%

Diseases of the
Arteries, 3.4%

Coronary Heart
Disease, 49.9%

High Blood Pressure,

7.5%

Heart Failure, 7.0%

Stroke, 16.5%

Figure 9.1 Percentage Breakdown of Deaths Attributable to Cardiovascular Disease
(United States, 2008)

Source: Roger, V. L., Go, A. S., Lloyd-Jones, D. M., Benjamin, E. J., Berry, J. D., Borden W.
B., ... Turner, M. B. on behalf of the American Heart Association Statistics Committee and
Stroke Statistics Subcommittee. (2012). Heart disease and stroke statistics—2012 update:
A report from the American Heart Association. Circulation, 125, e2-€220. Retrieved from
http://circ.ahajournals.org/content/125/1/e2.full.pdf+html. Reprinted with permission.
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The risk of developing CVD is the result of the interaction between an indi-
vidual’s genetic inheritance and the physical and social environment he/she lives
in over time (Hunter, 2005). Genes provide a “default setting” that predisposes
an individual to certain diseases. Yet, modifications of the social and physical
environments can lessen the impact that genes have regarding the initiation or
progression of a disease (Gluckman & Hanson, 2008; Hasselbalch, 2010). The
risk of developing CVD is determined by this complex interplay of modifiable
and nonmodifiable factors including but not limited to genes, level of physical
activity, nutrition, health status, sedentary behavior, and social circumstances
(Archer & Blair, 2011). Twin and familial studies suggest that heredity does not
play the most important role in the etiology of CVD because genes contribute
only about 30% (Bouchard, Malina, & Perusse, 1997). These genetic studies
suggest a substantial role for modifiable environmental factors (Archer & Blair,
2011).

Diagnosis and Prognosis

CVDs can be diagnosed by a primary care provider during a routine annual exam
(e.g., high blood pressure), by a cardiologist, or in the emergency room or inten-
sive care unit following a serious cardiac event. Some of the more common symp-
toms of CVDs are: (1) undue fatigue, (2) labored breathing (called dyspnea),
(3) heart palpitations (the sensation that the heart is skipping a beat or beating
too rapidly), and (4) chest pain.

A healthcare provider can diagnose a CVD based on several assessments. The
provider will typically first do a comprehensive medical history, including any
family history with CVDs. The provider will then conduct a thorough physical
examination and order blood tests (to look for enzymes that indicate a heart
attack has occurred). The following diagnostic procedures can be used to diag-
nose CVD (www.heart.org):

1 Electrocardiogram (ECG or EKG)—examines any abnormalities caused
by damage to the heart. An ECG is a medical device that makes a graph-
ical record of the heart’s electrical activity.

2 Holter monitoring or ambulatory ECG/EKG—patient wears a heart
monitor for several days to record the electrical activity of the heart
during daily activities.

3 Chest X-ray—determines whether the heart is enlarged or if fluid is accu-
mulating in the lungs as a result of the heart attack.

4 Echocardiogram—hand-held device placed on the chest that uses
high-frequency sound waves (ultrasound) to produce images of the
heart’s size, structure, and motion. It can help to detect abnormal
rhythm.

5 Cardiac computer tomography—refersto several noninvasive, diagnostic-
imaging tests (e.g., CT, PET scan) that use computer-assisted techniques
to take images of the heart. A computer creates three-dimensional (3-D)
images that can show blockages caused by calcium deposits in the cor-
onary arteries.

6  Exercise stress test—monitor with electrodes is attached to the skin
on the chest area to record the heart functioning (including heart
rate, breathing, and blood pressure) while the patient walks on a
treadmill.
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7 Cardiac catheterization—examines the inside of the heart’s blood vessels
using special X-rays called angiograms. Dye visible by X-ray is injected
into the blood vessels using a thin hollow tube called a catheter. This
procedure is one of the most useful and accurate tools for diagnosing
cardiovascular problems. It can detect where arteries are narrowed or
blocked, measure blood pressure within the heart and oxygen in the
blood, and evaluate heart muscle function.

The prognosis of CVD varies depending on the type of CVD and the risk fac-
tors (e.g., obesity, smoking, social isolation). Patients can have full lives after a
mild CVD if they make the lifestyle changes needed to reduce person-environment
risk factors (e.g., exercise, lose weight). It is beyond the scope of this chapter to
fully describe the prognosis for each type of CVD. Instead, some statistics are pro-
vided to illustrate the CVD prognosis. The percentages of patients aged 40 years
and older who die within a year after a first stroke are 21% for men and 24%
for women (Rosamond et al., 2008). The length of time needed to recover from a
stroke depends on its severity. Approximately 50-70% of stroke survivors regain
their functional independence; however, 15-30% are permanently disabled and
20% require institutional care 3 months after onset (Rosamond et al., 2008).
Within 5 years of a first heart attack, among patients who are ages 40 and older,
33% of men and 43% of women will die, 4% of men and 6% of women will have
a stroke, and 7% of men and 12% of women will have heart failure (Rosamond
etal., 2008).

Several psychosocial factors affect prognosis. For example, social support
has been linked to prognosis, with low perceived social support negatively
affecting cardiac mortality (Barth, Schneider, & von Kinel, 2010). Thus, men-
tal healthcare providers working with CVD patients should assess for avail-
able family and social support and facilitate increasing it. In addition, patients’
expectations about recovery have been linked to prognosis. Prior studies sug-
gest that patients who have more favorable expectations about their likelihood
of recovery tend to have better longer-term survival, regardless of the severity of
the CVD illness (Barefoot et al., 2011; Davidson, Mostofsky, & Whang, 2010;
Mondloch, Cole, & Frank, 2001). Thus, mental healthcare providers should
assess patients’ expectations for recovery, instill hope, and help patients modify
their expectations as needed.

Treatment

Treatment for CVD can include medication, surgery, and various other proce-
dures such as cardioversion (delivering electrical pulses to the heart to restore
normal heart rhythms) or thrombolysis, a procedure that involves injecting a
clot-dissolving agent to help restore blood flow in a coronary artery. In Table 9.1
we describe the main medication groups used to treat common CVDs (www.
heartandstroke.com).

For some patients, medication is not enough to manage the symptoms of CVD
and surgery is required. Some of the more common surgical procedures for treat-
ing CVDs include: (1) coronary artery bypass surgery, in which a healthy blood
vessel taken from the leg, arm, chest, or abdomen is connected to the other arter-
ies in the heart so that blood is bypassed around the diseased or blocked area;
(2) heart valve surgery to repair or replace a heart valve; and (3) surgically insert-
ing a pacemaker, which is the implantation of a small electronic device usually
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Table 9.1 Medications Used in CVD Treatment

CVD

Medication Group and Function

Heart attack
(also referred to as
myocardial infarction)

Heart failure

Arrhythmia

Coronary heart disease

(CHD)

High blood pressure

1.

2.

S

Beta blockers:

Slow the heart rate and reduce blood pressure.
Calcium channel blockers:

Vasodilators that widen the blood vessels and help
to lower blood pressure and slow down the heart
rate.

. Nitrates: Another group of vasodilators.
. ACE (angiotensin-converting enzyme) inhibitors:

Usually given to patients with high blood pressure
or heart failure or those with a high likelihood

of developing coronary artery disease. They help
to control blood pressure and make it easier for
the heart to pump. ACE inhibitors help to lower
blood pressure by decreasing the amount of
angiotensin II the body makes, which makes the
blood vessels narrow.

. ARBs (angiotensin 11 receptor blockers): Used

to treat high blood pressure and heart failure.
They work as well as ACE inhibitors but may be
a better choice for patients who experience side
effects after taking the ACE inhibitors.

. Beta blockers: Used to slow the heart rate down

and reduce blood pressure.

. Aldosterone antagonists: Mild diuretics

that are usually given in combination with
other medications. They inhibit the hormone
aldosterone, which causes sodium and water
retention and raises blood pressure.

. Digoxin: Helps the heart pump stronger and slows

down the heart rate to improve its pumping action.

Antiarrbythmic drugs: Used to treat heart rhythm

disorders. They help to bring the heartbeat into a
healthy range and also reduce common arrhythmia
symptoms such as heart palpitations, irregular
heartbeats, fast heartbeats, lightheadedness,
fainting, chest pain, and shortness of breath.

. Anticoagulants: Also referred to as blood thinners.

They help prevent blood clots from forming and
growing and thus reduce the risk for heart attack,
stroke, and blockages in the blood vessels.

. Anti-platelets: Help to prevent dangerous blood

clots from forming. They may be used to reduce
the risk of clot-induced heart attack or stroke.
Aspirin is the most commonly used anti-platelet.

Many of the medications used for the other CVDs

described are also used to treat high blood
pressure, such as beta blockers, ACE inhibitors,
diuretics, and calcium channel blockers.
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in the chest (just below the collarbone) to help regulate slow electrical problems
with the heart.

An important part of CVD treatment includes rehabilitation. During rehabil-
itation, all of the treatments that address the various risk factors associated with
CVD (e.g., smoking, physical inactivity, unhealthy diet) are typically done. Prior
studies suggest that people who follow a healthy lifestyle tend to experience a
reduced risk of CHD and stroke (Chiuve et al., 2008). Prior studies also suggest
that sedentary behaviors (e.g., sitting, reading, screen time) and a lack of physical
activity are associated with an increased risk for CVD (Archer & Blair, 2011;
Ford & Caspersen, 2012; Thompson et al., 2003). A recent meta-analysis of
studies that examined physical activity and risks for developing CVDs concluded
that higher levels of leisure time that includes physical activity (e.g., jogging) and
moderate levels of occupational physical activity are associated with a reduced
risk of CHD and stroke among men by 20-30% and among women by 10-20%
(Li & Siegrist, 2012). Thus, an effective rehabilitation plan should include not
only a healthy diet and an increase in structured physical activities (e.g., going for
a walk, to the gym), but also a decrease in overall sedentary behavior.

Another major risk factor for CVD that can be modified as part of a compre-
hensive rehabilitation plan is stress. Many studies suggest that exposure to long-
term stress is associated with a significant increase in the risk of developing CHD
compared to individuals who did not experience long-term stress. Similar results
were reported for various types of stress, including: (1) work-related stress, (2)
marital problems, (3) death of a child, and (4) caregiving for a sick spouse at
home (De Bacquer et al., 2005; Eaker, Sullivan, Kelly-Hayes, d’Agostino, & Ben-
jamin, 2005; Kivimaki et al., 2013; Lee, Colditz, Berkman, & Kawachi, 2003;
Li, Hansen, Mortensen, & Olsen, 2002; Orth-Gomer et al., 2000; Yusuf et al.,
2004). Social isolation and loneliness have also been reported as common sources
of stress (Steptoe & Kivimiki, 2012). Thus, while working with patients who are
coping with CVDs, therapists should assess for their levels and sources of stress.
The rehabilitation plan should include effective ways to reduce stress, for exam-
ple, couples therapy for marital problems, increased social interaction to reduce
feelings of loneliness, relaxation techniques and mindfulness meditation, support
groups and respite for stressed or burnt-out caregivers, and/or a plan to increase
physical activity.

Psychological Comorbidities

Depression and psychological distress have long been recognized as significant
risk factors for developing cardiovascular disease, for recurrent cardiac events in
patients with established cardiovascular disease, for adverse outcomes after coro-
nary bypass graft surgery, and for an increased mortality from other types of car-
diac events (Lett, Ali, Whooley, 2008; van Zyl et al., 2009; Wellenius, Mukamal,
Kulshreshtha, Asonganyi, & Mittleman, 2008; Whooley, 2006; Whooley et al.,
2008). Major depressive disorder is more prevalent among patients coping with
coronary heart disease compared to the general population (Kop & Plumhoff,
2011; Poole, Dickens, & Steptoe, 2011) and is associated with subsequent mor-
tality as well as lower functional status (Barth, Schumacher, & Herrmann-Lingen,
2004; Blumenthal et al., 2003). Additionally, evidence suggests that symptoms of
depression are not limited to patients. Caregivers can also suffer from depressive
symptoms and higher levels of distress in general (Randall, Molloy, & Steptoe,
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2009). Depressed patients may experience difficulties with problem solving and
coping with challenges, and they can be less compliant with medical therapy and
rehabilitation (Grenard et al., 2011); therefore, increased recognition of and treat-
ment for major depression are crucial for patients with CVD and their caregivers.

Levels of Uncertainty about the lliness

Most heart-related illnesses can be life threatening. When patients are first
informed of their diagnosis, the realization of having a serious, chronic, and
possibly life-threatening illness can generate feelings of powerlessness and help-
lessness (Roberts, Kiselica, & Fredrickson, 2002). Many patients and partners
report experiencing high levels of anxiety and uncertainty about the future (Cam-
eron & Gignac, 2008; Dekel, Vilchinsky, Liberman, Leibowitz, Khaskia, & Mos-
seri, 2014). The levels of uncertainty can change depending on the diagnosis and
prognosis. Surviving a cardiac arrest or a heart attack naturally generates higher
levels of anxiety and uncertainty compared to “milder” diagnoses like high blood
pressure or an irregular heart beat (arrhythmia).

When the acute phase of first learning about the diagnosis is over and the
patient and family begin adjusting to living with a chronic illness, more uncer-
tainty may be experienced by the patient and his/her family (Dekel et al., 2014).
Patients often report worrying about losing their partners now that they have
been diagnosed with a debilitating condition and they cannot function as well as
before the diagnosis (Pruchno, Wilson-Genderson, & Cartwright, 2009). Part-
ners may worry about the stability of the relationship, the asymmetry in the rela-
tionship, and the need to adapt to the changing needs of the ill partner (Arrenhall,
Kristofferzon, Fridlund, Malm, & Nilsson, 2011).

What Clinicians Need to Know about CVD

1 CVD is not a single illness but describes a broad range of illnesses and
conditions involving the heart and blood vessels.

2 CVD is the leading cause of death in the U.S.

3 There are gender, racial, ethnic, and socioeconomic differences regard-
ing the burden of CVDs, with minorities disproportionally burdened
with CVD morbidity and mortality.

4 Treatment of CVDs can include a combination of medication, surgery,
and rehabilitation that focuses on lifestyle changes that address CVD
risk factors.

5  The risks of developing CVD are determined by the interplay of mod-
ifiable and nonmodifiable factors that include, but are not limited to,
genes, physical activity, nutrition, and health status.

6  Depressive symptoms are prevalent among patients with CVD and are
a risk factor for developing CVD in healthy patients.

7  Most CVDs generate feelings of uncertainty and psychological distress
in both patients and their partners/caregivers.
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Impact of CVD on Parents

Marital status and the quality of relationships are major risk factors for develop-
ing CVDs (Smith, Baron, & Grove, 2013). Being married versus being divorced,
widowed, or never married has been associated with a reduced CHD risk (Idler,
Boulifard, & Contrada, 2012), but strain and disruption in an intimate relation-
ship conversely increase the risk for developing CHD (Smith, Baron, & Caska,
2014) and other CVDs. For example, poor marital quality is associated with higher
blood pressure (Holt-Lunstad, Birmingham, & Jones, 2008) and with longer hos-
pital stays for women following coronary bypass surgery (Kulik & Mahler, 2006).
CHD progresses more rapidly in women who report experiencing stress in their
intimate relationships compared to women who report having happy relationships
(Wang et al., 2007). Additionally, more relationship conflict and worries reported
by married and cohabiting couples are associated with more CHD in previously
healthy individuals (De Vogli, Chandola, & Marmot, 2007), an increased progres-
sion of atherosclerosis (Wang et al., 2007), recurrent coronary events, and reduced
survival rates in CHD patients (Idler et al., 2012; King & Reis, 2012). On the
other hand, higher levels of marital satisfaction were associated with lower levels
of depressive symptoms for both patients and their partners (Dekel et al., 2014).

Coping with CVD can lead to significant changes in the relationships of patients
and their spouses or partners (Andersson, Borglin, Sjostrom-Strand, & Willman,
2013; Dalteg, Benzein, Fridlund, & Malm, 2011; Fransson, Arenhall, Steinke, Frid-
lund, & Nilsson, 2014; Imes, Dougherty, Pyper, & Sullivan, 2011; Luttik, Jaarsma,
Veeger, & van Veldhuisen, 2005). Spouses and partners often report experiencing
emotional and physical pressure because they are assuming the responsibilities of
caring for their ill spouse, the household, and the rest of the family (Andersson et
al., 2013; Arenhall, Kristofferzon, Fridlund, & Nilsson, 2011). Healthy partners
may be overwhelmed by constant concerns about the future, their children, and the
possibility of another CVD episode (Andersson et al., 2013).

Spouses and partners often report that their lives are “on hold” because of the
need to put their own needs aside (Andersson et al., 2013; Arenhall, Kristofferzon,
Fridlund, Malm, & Nilsson, 2011; Dalteg et al., 2011). Partners may also feel a
sense of loss about the relationship, in particular the loss of the relationship as it
was before, and the loss of the partner because of changes in his/her behavior fol-
lowing the diagnosis. Additionally, partners often report less intimacy and sexual
activity because of the fear that sexual activity may trigger another cardiac event
or exacerbate an existing heart condition (Arenhall et al., 2011; Dalteg, Ben-
zein, Fridlund, & Malm, 2011; Lopez-Medina, Gil-Garcia, Sanchez-Criado, &
Pancorbo-Hidalgo, 2014; O’Farrell, Murray, & Hotz, 2000). These changes in
parental roles and the marital relationship can affect children with regard to their
adjustment and well-being (Diareme et al., 2007).

Impact of Parental CVD on Children and Adolescents

Although chronic illnesses can impact the entire family, few studies have examined
the psychosocial impact of parental CVD on offspring. Most studies have focused
on how it affects patients, spouses, and the marital relationship. Although many
scholars acknowledge that CVD tends to occur among older adults, prevalence
studies actually suggest that more than 25% of adults between the ages of 20 and
29 have CVD (data includes CHD, stroke, high blood pressure, and heart failure)
(Rosamond et al., 2008).
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One type of parental CVD that has been studied is stroke. Researchers con-
ducted several studies assessing children’s adjustment to parental stroke from
right after the diagnosis and up to 3 years after the stroke (Sieh, Meijer, & Visser-
Meily, 2010; van de Port, Visser-Meily, Post, & Lindeman, 2007; Visser-Meily,
Post, Meijer, Maas, Ketelaar, & Lindeman, 2005a; Visser-Meily, Post, Meijer,
van de Port, Maas, & Lindeman, 2005b). Findings from this longitudinal study
suggest that shortly after diagnosis, when the parent has started in-patient reha-
bilitation, more than half of offspring exhibited externalizing and internalizing
problems, either at the clinical or subclinical levels. At the 1-year follow-up, only
29% of children still had these behavioral symptoms. In addition, the healthy
parent’s depressive symptoms, report of role strain, and negative perception of
the marital relationship were significantly associated with their children’s well-
being (Visser-Meily et al., 2005a, 2005b).

Findings regarding children’s adjustment 3 years after the parental stroke sug-
gest similar patterns. Parental depressive symptoms (both for the healthy and the
ill parent), life satisfaction of the ill parent, and the quality of the marital relation-
ship were all significantly associated with children’s reports of stress 3 years after
the parent’s stroke (Sieh et al., 2010; van de Port et al., 2007). Two-thirds of the
children in this study performed caregiving activities at home and all children did
household chores, but the extent of participation in these activities was not sig-
nificantly associated with children’s reports of stress (Sieh et al., 2010; van de Port
et al., 2007). Children’s functioning was also not significantly associated with the
severity of the parent’s illness (Sieh et al., 2010; Visser-Meily et al., 2005a). Three
years after the parental stroke, children in this study additionally reported some
positive changes. More than half of the children reported they felt more mature and
needed at home because they had more responsibilities (van de Port et al., 2007).

Taken together, these findings suggest that parental well-being and marital
satisfaction following a stroke are important factors for understanding children’s
adjustment over time. Similar findings were reported in studies on other types of
parental chronic illnesses described in this book. In a review of studies on chil-
dren of somatically ill parents, for example, Roger and his colleagues (Romer,
Barkmann, Schulte-Markwort, Thomalla, & Riedesser, 2002) concluded that
“the level of emotional stress or psychological maladjustment depended on . . .
the subjective perception of the parental impairment™ (p. 32). Children’s adjust-
ment difficulties can be a direct response to sensing their parents’ negative emo-
tional states (e.g., depression, strain, marital dissatisfaction) or a result of the
“interrupted parenting” (Armistead, Klein, & Forehand, 1993) they experience
due to the healthy parent being burdened by caregiving responsibilities. Mental
healthcare providers should attend to the whole family while working with stroke
survivors and intervene at the parents’ level to promote healthy adjustment for
all family members.

Impact of CVD on Parents and Children: Main Points

1 The quality of the marital relationship is associated with CVD risks
and recovery from CVDs.

2 A satisfying marital relationship is associated with fewer symptoms of
depression following a CVD for both partners.

(Continued)
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CVD can create significant changes in the marital relationship.

4 Spouses of patients with CVD often feel overburdened and feel a sense
of loss.

5  Changes in the marital relationship following a CVD can create inter-
rupted parenting.

6  Children’s adjustment to parental CVD is associated with the parents’

emotional well-being and marital satisfaction and not with the severity

of the illness.

Cultural Considerations

Mental healthcare providers will likely first encounter CVD patients in primary
care offices, cardiologist clinics, and emergency rooms or in intensive care units.
In any of these clinical settings, mental healthcare providers should first assess
the well-being of CVD patients and their families. Since CVD patients and their
partners are at a higher risk for psychological distress and depression (Lett, Ali,
Whooley, 2008; van Zyl et al., 2009; Wellenius, Mukamal, Kulshreshtha, Ason-
ganyi, & Mittleman, 2008; Whooley, 2006; Whooley et al., 2008), which can
impede the patient’s recovery (Grenard et al., 2011) and their children’s adjust-
ment (Sieh et al., 2010; van de Port et al., 2007; Visser-Meily et al., 2005a;
2005b), a thorough family evaluation should be conducted close to when the
parent is diagnosed with a CVD.

Additionally, mental healthcare providers should intervene and help to reduce
the CVD risk factors. Improving population-based risk factors has been effective
in facilitating a decline in CVD death rates in the U.S. (Heidenreich et al., 2011).
Smoking rates have declined since the first surgeon general’s report on adverse
effects of smoking in 1964. In addition, efforts to reduce dietary fat intake in
the 1960s and 1970s, treat hypertension in the 1970s and 1980s, and improve
blood lipid levels in the 1980s and 1990s have likely contributed to dramatically
reduced CVD death rates through a decline in risk factors (Heidenreich et al.,
2011). Thus, mental healthcare providers can intervene with patients who have
CVD risk factors before they develop a CVD and do clinical preventions. For
example, mental healthcare providers who work in primary care clinics, hos-
pitals, or mental health centers can collaborate with other professionals (e.g.,
nutritionists, nurses, cardiologists, primary care physicians) to conduct a vari-
ety of support groups addressing CVD risk factors. These clinical settings can
offer patients who have CVD risk factors comprehensive care that can include
mindfulness-based stress reduction programs, smoking cessation using moti-
vational interviewing (Velasquez, Hecht, Quinn, Emmons, DiClemente, &
Dolan-Mullen, 2000), and weight loss support groups. Support group preventa-
tive programs can reach larger numbers of patients who are at risk for developing
CVDs, which could help to offset their health trajectory into a healthier lifestyle.

Racial and ethnic health disparities in the U.S. are well established and have
become a concern in health care (Yancy et al., 2011). Racial and ethnic minorities
in the U.S. bear a disproportionate burden of disease and higher mortality rates
(Yancy et al., 2011). CVD is the leading contributor to this mortality differen-
tial, with African Americans being two to three times more likely to die from



Downloaded by [National Library of the Philippines] at 23:05 01 November 2017

Parental Cardiovascular Diseases 137

heart disease compared with Whites at any given age (Mensah & Brown, 2007).
Additionally, high blood pressure disproportionally affects African Americans
in the U.S. and is prevalent in almost half of African American women (Roger
et al., 2011). Additionally, Hispanic Americans diagnosed with heart failure tend
to have higher hospital readmission rates and tend to experience multiple barri-
ers to treatment because of language, cultural, and socioeconomic factors that
lead to poorer health outcomes (Vivo, Krim, Cevik, & Witteles, 2009).

Recent registry-based research studies confirm a race-based invasive proce-
dure gap, suggesting that people of color and individuals receiving Medicaid are
less likely to receive effective treatment and have less access to newer and more
costly invasive procedures (e.g., cardiac catheterization, coronary artery bypass
graft, implantation of defibrillators) (Cram, Bayman, Popescu, & Vaughan-
Sarrazin, 2009; Farmer, Kirkpatrick, Heidenreich, Curtis, Wang, & Groeneveld,
2009; Gaglia et al., 2010). Even though health disparities in CVDs in the U.S.
are significant and well-established, healthcare providers are lagging behind in
acknowledging this problem. For example, in a survey of cardiologists, approxi-
mately one-third acknowledged the existence of racial and ethnic care disparities,
and less than 5% acknowledged disparities in their own clinic (Lurie et al., 2005).

Currently, there are various programs attempting to reduce health dispari-
ties in cardiac care. For example, in 2009, the American College of Cardiology
(ACC) launched the Coalition to Reduce Racial and Ethnic Disparities in CV
Outcomes (CREDOQ), an initiative that gives cardiologists and other healthcare
providers who are treating CVDs effective tools to examine disparities in their
practice using quality improvement measures to achieve a reduction in cardiac
health disparities (Yancy et al., 2011). CREDO disseminates to hospitals effec-
tive tools to evaluate their physicians’ performance stratified by various patient
sociodemographic variables such as race, age, and type of insurance in order to
detect gaps in quality of care. CREDO also provides hospitals with tools for cul-
tural competency training for providers as well as patient education and support.
Recent studies assessing the effectiveness of these programs report a decrease
in cardiac health disparities among participating hospitals (e.g., Chin, Walters,
Cook, & Huang, 2007; Cohen et al., 2010; Davis, Vinci, Okwuosa, Chase, &
Huang, 2007). Data from these studies support the value of stratified registries,
multidisciplinary teams, and community outreach. Mental healthcare providers
can advocate for these types of programs in their practice settings and develop
multidisciplinary teams to provide culturally competent patient and family-
centered quality care to all patients.

Ethnic and racial minorities are also disproportionally affected by CVD risk
factors such as smoking and limited physical activity (Kurian & Cardarelli,
2007). These are areas in which therapists are well equipped to intervene. Ther-
apists can meet with patients who have CVD risk factors in various healthcare
settings. Therapists who are not working in the medical field may also meet many
patients who are not diagnosed with CVD but who have many of the CVD risk
factors, such as obesity and smoking. For example, studies suggest an association
between childhood sexual and physical abuse and obesity (Gustafson & Sarwer,
2004; Rohde, Ichikawa, Simon, Ludman, Linde, Jeffery, & Operskalski, 2008);
thus, mental healthcare providers working with this vulnerable group can help
their patients understand some of the reasons behind their obesity as well as pro-
vide education and support to prevent the development of CVDs.

Finally, studies suggest that CVD prevention should begin early in life. For
example, for individuals who reach middle age with optimal levels of all major
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risk factors, the remaining lifetime risk of developing CVD is only 6-8% (Lloyd-
Jones et al., 2006). Modest improvements in risk factors earlier in life can lead
to substantial reductions later in life (Heidenreich et al., 2011). Since children of
parents with CVD are at a higher risk for developing CVDs themselves, preven-
tive interventions should address the entire family. These interventions should
include psychoeducation for the family. For example, an average 3 gram per per-
son reduction in daily intake of salt (1200 mg of sodium) can reduce the risk of
developing CHD by 15% among Black men and women (Bibbins-Domingo et al.,
2010). Thus, teaching families about the importance of reducing sodium intake
can lead to significant improvements in risk factors for all members of the family
and future generations.

Clinical Vignette

The following is a clinical vignette describing a possible clinical presentation
of a family coping with parental CVD. This vignette is based on a real case.
All names and identifying information have been changed to maintain clients’
confidentiality.

Max is a 45-year-old man of Russian origin. He is married to Tara (42 years
old). They have two children: Sarah, a junior in high school, and Jack, who is
9 years old. About a year ago, Max started experiencing labored breathing after
simple daily activities like walking the dog. He also had difficulty falling asleep
because he was experiencing heart palpitations. Tara thought it was because of
his anxiety and suggested seeking a mental healthcare provider for therapy. Max
visited his primary care physician, who prescribed anti-anxiety medication and
mild sleeping pills. Max took the medication for several weeks but still felt no
relief. He also started to feel some pressure in his chest a few times during the day.
His primary care physician then referred him to a cardiologist. The cardiologist
took a comprebensive medical history and Max noted that bis brother had a heart
attack at the age of 32 and his mother has arrbythmia. The cardiologist ordered
some tests and the results showed that Max had blockages in two arteries. Within
a few days, be was hospitalized and underwent angioplasty (a procedure in which
special tubing with an attached deflated balloon is threaded up to the coronary
arteries and the balloon is then inflated to widen the blocked areas). Max had to
stay in the hospital overnight for the procedure. He and Tara decided to not tell
their two children that Max was undergoing a surgical procedure; instead they
told the children he was hospitalized for a routine check-up.

Following the procedure, Max felt better. Max and Tara decided to change
their lifestyles. Max started working with a personal trainer to slowly increase
his physical activity. Max and Tara changed the family diet and started cooking
healthier, low fat meals at home. Max started paying closer attention to what
everyone was eating at home. He constantly made comments about his daugh-
ter’s weight and eating habits. He repeatedly told her that she needed to exercise
more and lose weight. Tara kept telling him to back off and saying that he was
not being effective since he was hurting Sarab’s feelings and creating body image
issues for ber. Then Tara received an email from Jack’s teacher, who expressed
her concerns because Jack told her in class that Tara had HIV and that they were
moving out of state for treatment. She also wrote that Jack has been distracted
in class and seemed somewhat sad. Tara understood that Jack was struggling
with the changes at home and with uncertainty and concerns about Tara’s bealth.
She realized that he sensed the changes in the house and noticed the secrecy, and
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without clear information, he imagined the worst case scenario, that she had HIV
and not that Max had a heart condition. She talked to Max and they decided to
seek family counseling to learn how to cope better with all the recent changes.

Did You Know?

1 Direct medical costs of CVD are estimated to increase to $818 billion
by 2030 (from $273 billion in 2010). Indirect costs of CVD, including
loss of productivity, are expected to increase to $276 billion by 2030
(from $172 billion in 2010).

2 The American Heart Association was founded by six cardiologists in
1924.

3 In 2008, one in nine death certificates in the U.S. mentioned heart
failure.

4 Approximately every second, one American has a coronary event, and
approximately every minute, someone dies of one.

5 In 2009, 7,453,000 inpatient cardiovascular operations and proce-
dures were performed in the U.S.

6 A heart beats approximately 100,000 times a day.

7 The beating sound of the heart is the clap of the valve leaflets opening
and closing.

8 Heart disease has been found in 3,000-year-old mummies.

9 The blue whale has the largest heart, weighing over 1,500 pounds.

10 A person is more likely to have a heart attack on a Monday morning
than on any other day of the week.

Conclusions

CVD describes a broad range of diseases involving the heart and blood vessels,
such as coronary heart disease (CHD), stroke, cardiac arrest, and arrhythmia
(Shields, Finley, Chawla, & Meadors, 2012). Currently, CVD is the leading cause
of death in the U.S. and constitutes 17% of overall national health expenditures
(Lloyd-Jones et al., 2010). Common symptoms of CVD include undue fatigue,
labored breathing, heart palpitations, and chest pain. There are significant racial,
ethnic, socioeconomic, and gender differences in the prevalence and outcome of
CVD and in CVD risk factors such as smoking and obesity (Albert et al., 2006;
Mensah & Brown, 2007; Rogers et al., 2011, 2012; Vivo, Krim, Cevik, & Witte-
les, 2009).

Coping with CVD can lead to significant changes in the relationships of
patients with their spouses or partners (Andersson et al., 2013; Dalteg et al.,
2011; Fransson et al., 2014; Imes et al., 2011). Patients and their spouses and
partners are at an increased risk for depression and emotional distress. Partners
may feel overwhelmed with responsibility and may feel a sense of loss about the
relationship. Prior studies suggest that children’s adjustment to parental CVD is
associated with the parents’ marital satisfaction and emotional well-being and not
with the severity of the illness. Mental healthcare providers should attend to the
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whole family while working with patients diagnosed with CVDs and intervene
at all levels of the system to promote healthier lifestyle changes for the patients
and their families and to prevent the development of CVD in future generations.

Test Your Knowledge: True or False

1  CVD is the leading cause of death in the U.S.
2 White men are the largest group affected by CVD.
3 Smoking, sedentary behavior, and obesity are some of the risk factors

for CVD.

4 CVD patients and their partners are at high risk for developing
depression.

5 If your parent has CVD, you will definitely get sick too, since CVD is
hereditary.

6 Lowering or eliminating risk factors (e.g., smoking cessation) can help
prevent CVD.

7  Partners of patients with CVD may feel burdened and overwhelmed
with caregiving responsibilities.

8  Children’s adjustment following parental stroke is directly related to
the severity of the stroke.

9  Mental healthcare providers can help families reduce risk factors for
CVD.

Answers: 1-T, 2-E 3-T, 4-T, S-E, 6-T, 7-T, 8-E, 9-T

Professional Readings and Resources

American Heart Association: www.heart.org

Heart Disease Treatment: www.heartandstroke.com

John, K. (2014). The heart health bible: The S-step plan to prevent and reverse heart dis-
ease. Boston, MA: Da Capo Lifelong Books.

Franklin, B., & Piscatella, J. C. (2011). Prevent, halt & reverse heart disease: 109 things
you can do. New York: Workman Publishing Company.

The National Coalition for Women with Heart Disease: www.womanheart.org
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CHAPTER 10
I

GRANDPARENTS RAISING
GRANDCHILDREN

Maureen Davey and Laura Lynch

Introduction

In the last few decades, grandparent-headed households have been steadily
increasing (AARP, 2010; U.S. Census Bureau, 2010); therefore, it is important
to include a chapter describing the experiences of grandparents who are rais-
ing grandchildren, because these caregivers are older and are more vulnerable
to developing illnesses. Few grandparents, regardless of race, ethnicity, or social
class, choose to parent a second time or to become custodial grandparents in
later life (Hayslip & Kaminski, 2008). Custodial grandparenting (CG) happens
when a grandparent assumes primary responsibility for parenting a grandchild
because parents are not able to care for their child (Hayslip & Kaminski, 2005a;
Strom & Strom, 2011; Wilson, 2013). For many grandparents, this unexpected
parenting role in later life leads to disruptions in life plans, financial struggles
to support their grandchildren on fixed incomes at retirement age (Generations
United, 2004), and the need for bigger housing to accommodate school-age chil-
dren (Strom & Strom, 2011), all while coping with their own health problems in
later life (Butler & Zakari, 2005).

Pre-existing health problems can become exacerbated because of the emo-
tional (Conway, Jones, & Speakes-Lewis, 2011) and physical demands (Hinter-
long & Ryan, 2008) of childrearing in later life (Brintnall-Peterson, Poehlmann,
Morgan, & Shlafer, 2009; Wilson, 2013). Yet, despite the myriad physical health,
psychological, and relational challenges, many grandparents report enjoying their
roles because they feel positive about keeping their grandchildren out of the for-
mal foster care system, having a second opportunity to parent in a different way,
and assuming an important role in their grandchildren’s lives (Dolbin-MacNab &
Keiley, 2006; Dunifon, 2013; Hayslip & Kaminski, 2005a, 2005b). In this chap-
ter, we deviate from the structure of the previous parental illness chapters to
describe the following about CGs: (1) demographic characteristics; (2) economic
and legal issues; (3) physical health; (4) psychological health; (5) parenting; (6)
children and adolescent outcomes; and (7) cultural considerations, and we also
provide a clinical vignette.

Characteristics of Custodial Grandparents

Grandparent-headed households in the U.S. have been steadily increasing since the
1990s (AARP, 2010; Brintnall-Peterson et al., 2009). Approximately 4.9 million
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children under the age of 18 live in grandparent-headed homes; 915,000 grand-
parents in 2010 had primary responsibility for at least one grandchild. Approxi-
mately 43% of these grandparents provided care without any assistance from the
parents of the grandchild (U.S. Census Bureau, 2010). The most common reasons
grandparents decide to raise their grandchildren are parental: (1) substance abuse,
(2) abuse and neglect, (3) poverty, (4) incarceration, (5) mental illness, (6) physical
illness, (7) teenage pregnancy, (8) abandonment, (9) divorce, (10) military deploy-
ment, and (11) death (Bene, 2010; Gibson, 2005; Hayslip & Kaminski, 2005a;
Hinterlong & Ryan, 2008; Ruiz, 2008; Simpson & Lawrence-Webb, 2009). Most
grandparents decide to raise their grandchildren to prevent formal placements in
the foster care system and to help out during the military deployment of parents
(Dunifon, 2013; Hayslip & Kaminski, 2005b; Hinterlong & Ryan, 2008).

Grandparents who are raising grandchildren tend to be married (67%),
female (58%), and own their own homes (79%), and most are 65 years of age
or younger (U.S. Census Bureau, 2010; Wilson, 2013). Approximately one-third
also report having a disability. Grandparents who are raising grandchildren are
also more likely to be living in poverty compared to grandparents who are not
raising their grandchildren; 18 % of grandparents aged 60 years and older raising
grandchildren lived below the poverty line in 2010 (U.S. Census Bureau, 2010).
Although custodial grandparents’ ages can range from 41 to 80 (AARP, 2010),
approximately one-third (36%) were 60 years old or older in 2010 (U.S. Census
Bureau). Grandparent-headed families in the U.S. are racially/ethnically diverse;
approximately 50% are non-Hispanic White, 24% are African American, 3% are
Asian, 2% are American Indian, and 19% are Hispanic of any race (AARP, 2010;
U.S. Census, 2010). Noteworthy, compared to other races, African American
grandparents are more likely to assume the role of primary caregivers for one or
more grandchildren (Burton, 1992; Gibson, 1999, 2002, 2005).

Within the African American community, there is a historical and cultural
tradition of relatives caring for their kin, and maternal grandmothers are the rel-
atives who most often become caregivers of their grandchildren (Gibson, 2005;
Goodman & Silverstein, 2006). Thus, a disproportionate number of grandpar-
ents raising grandchildren in the U.S. are African American (24%) (Conway et al.,
2011). Most African American grandparents raising grandchildren are women,
single, do not have high school diplomas, receive public assistance, and live below
the poverty level (Bene, 2010; Simpson & Lawrence-Webb, 2009); therefore, it
is important to consider how structural inequalities can contribute to stressors
among African American CGs (Simpson & Lawrence-Webb, 2009). Scholars
who have examined informal kinship care among low-income, African American
CGs report they often experience: (1) inaccessibility and unresponsiveness from
service agencies and (2) destabilizing forces such as drug abuse, violence, and
poverty in their communities (Fuller-Thomson & Minkler, 2000, 2005; Jimenez,
2002; Kelley et al., 2013; Minkler et al., 1999, 2005). It is also important to
understand the economic and legal issues CGs report experiencing.

Economic and Legal Issues

CGs often struggle to provide adequate housing, food, and clothing because of
their fixed incomes and limited financial resources (Hayslip & Kaminski, 2005a).
Yet, despite these unexpected financial hardships in later life, most CGs do finan-
cially provide for their grandchildren (Generations United, 2004 ). It is remarkable
that they often do this without any formal legal or economic support (compared



Downloaded by [National Library of the Philippines] at 23:05 01 November 2017

148 Parental Illnesses

to the formal foster care system) because they typically have informal custody
arrangements to care for their grandchildren (Simmons & Dye, 2003; Simpson &
Lawrence-Webb, 2009).

CGs have also reported legal issues regarding obtaining guardianship, enrolling
their grandchildren in school, and accessing medical care for their grandchildren
(Wilson, 2013). Older CGs have reported experiencing ageism during meetings
with school and health staff (Gerard, Landry-Meyer, & Roe, 2006). Some CGs
report ongoing custody struggles with other grandparents or their grandchildren’s
parents (Goodman & Silverstein, 2002). It can be especially difficult for CGs to
negotiate relationships with their grandchildren’s parents (Hinterlong & Ryan,
2008) because they want to protect their grandchildren, but also allow them to
visit with their parents (their adult children) (Gibson, 2005). Consequently, it can
be difficult for grandparents to see their adult children fail as parents (Brintnall-
Peterson, Poehlmann, Morgan, & Shlafer, 2009).

Some CGs report feeling angry toward their grandchildren’s parents, guilty
about their own parenting, and shameful of the family structure (AARP, 2010;
Conway et al., 2011). Consequently, CGs report experiencing emotional stress
because they are sad about their adult child’s failure as a parent, and at the same
time feel responsible for their adult child not being available to parent his or her
own children (Baker & Silverstein, 2008b). As a result of their caregiving respon-
sibilities, CGs reported having less time for their own self-care (e.g., making their
own medical appointments) and to spend with their partners, friends, and com-
munities (Dowdell, 2004). Less time to engage in self-care and to receive social
support can lead to caregiver burden and more negative physical health outcomes
(Dolbin-MacNab, 2006).

Physical Health among CGs

Compared to their noncustodial counterparts, CGs tend to have more physical
health problems, including depression, coronary heart disease, physical disabil-
ities, and chronic health conditions like asthma and diabetes (Hadfield, 2014).
Hughes, Waite, LaPierre, and Luo (2007) reported that CGs had significantly
more depressive symptoms, higher incidence of obesity, and decreased levels of
exercise after beginning custodial caregiving. Lee, Colditz, Berkman, and Kawachi
(2003) reported a 1.86 times increased risk (age-adjusted) of coronary artery dis-
ease among caregiving grandmothers compared to noncaregiving grandmothers.
CGs are also more likely to report limitations in activities of daily living, likely
due to their older age (Minkler & Fuller-Thompson, 1999).

Raising grandchildren can affect the overall health of CGs because they may
neglect their own health care to focus on their grandchildren. One study of Afri-
can American caregiving grandmothers with diabetes reported that initiating
primary caregiving of their grandchildren negatively affected their diabetes man-
agement, including the monitoring of their blood glucose levels and diet (Car-
thron, Johnson, Hubbart, Strickland, & Nance, 2010), which has the potential
for long-term health consequences. Baker and Silverstein (2008a) reported that
grandmothers who recently took on the primary care of grandchildren were less
likely to get their influenza vaccines, cholesterol screenings, and Pap screenings
than grandmothers who were not caregivers.

Compared to noncaregiving grandmothers and grandmothers living in
multigenerational homes, custodial grandmothers tend to have the worst self-
rated physical health (Musil et al., 2011). CGs’ overall health-related quality
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of life (including mental and physical health) has been linked to the number of
grandchildren they are caring for, the CGs’ level of education, and depression
(Neely-Barnes, Graff, & Washington, 2010). Essentially, more grandchildren,
lower education level, and higher levels of depression are associated with lower
health-related quality of life for CGs (Neely-Barnes et al., 2010).

Yet, other scholars have noted that these differences in health outcomes could
be explained by CGs’ overall lower socioeconomic status versus the impact of
caregiving for grandchildren in later life (Hinterlong & Ryan, 2008). As noted
previously, CGs are more likely to have lower incomes, less education, and be
part of minority groups, which are also all associated with poorer health out-
comes in general (AARP, 2010). Thus, although many studies have reported
negative physical health outcomes among CGs, a few studies have reported that
becoming a CG can be physically beneficial because this role in later life facilitates
a more active lifestyle and healthier meals (Hayslip & Kaminski, 2005a; Leder,
Grinstead, & Torres, 2007).

Psychological Health among CGs

Unfortunately, grandparents who have primary responsibility for raising their
grandchildren tend to have poorer self-reported mental health outcomes, includ-
ing experiencing greater parenting stresses and less quality of life compared to
grandparents who are not raising their grandchildren (Blustein, Chan, & Gua-
nais, 2004; Butler & Zakari, 2005; Conway et al., 2011). CGs are also more
vulnerable to experiencing depressive symptoms, especially among grandmothers
raising grandchildren who have behavioral problems (Goodman & Silverstein,
2006).

In a study comparing 86 Caucasian and African American grandmothers rais-
ing grandchildren to 86 Caucasian and African American mothers, CGs reported
more overall parenting-related stress and distress (Musil, Youngblut, Ahn, &
Curry, 2002). Caucasian CGs reported higher levels of parenting-related stress
and distress compared to non-CGs (Musil et al., 2002). Blustein et al. (2004)
reported that CGs are more likely to experience depressive symptoms compared
to when they were not caregiving, and non-White, single caregiving grandmothers
are the CG subgroup with the highest likelihood of experiencing depressive symp-
toms. Parenting can also become stressful for CGs (Dowdell, 2004); CGs may
experience caregiving strain, particularly older CGs (Conway et al., 2011). This is
not surprising given the multiple stressors CGs report, including financial strain,
parenting role strain, and the lack of social support (Butler & Zakari, 2005; Gen-
erations United, 2004).

Positive Experiences of CGs

Scholars have noted that the literature focuses too much on negative outcomes
among CGs. Many CGs report enjoying their caregiving roles in later life and
describe how caregiving gives them a sense of purpose (Hayslip & Kaminski,
2005a,2005b). There is a long tradition of grandparent involvement in childrearing
across cultures in the U.S. (Fuller-Thomson & Minkler, 2005; Gibson, 1999,
2002, 2005; Goodman & Silverstein, 2002). For African Americans, it comes
from the extended family traditions to protect children during the deliberate
break-up of families during slavery (Jimenez, 2002). Later, great migrations of
African Americans from the south moved north to find work and had to leave
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their children in CGs’ care. Extended family and kin needed to work together in
the context of racism, poverty, and unemployment (Minkler & Fuller-Thompson,
2005). Today, African Americans at all ages perceive grandparents’ roles as
important and integral to the family because they provide practical, financial,
and emotional support and teach values and religious faith (Kelch-Oliver, 2011;
Minkler & Fuller-Thompson, 2005; Ruiz, 2008).

Goodman and Silverstein (2006) compared a sample of African American,
White, and Latino grandmothers raising their grandchildren (z = 1,058) to exam-
ine how cultural norms impact experiences of custodial grandparenting. They
reported that African American grandmothers reported the highest well-being
compared to the White and Latino custodial grandmothers; White CGs reported
the lowest well-being. The authors explain these finding through a cultural lens.
As noted earlier, there is a strong African American tradition of grandparents
raising grandchildren, which helps to explain their higher scores on well-being.
In contrast, Latino custodial grandmothers may experience inner role conflicts
because of their cultural expectation of close intergenerational relationships
(familism), where typically multiple generations (three generations) of families
live together. When Latino grandmothers assume primary caregiving responsibil-
ities of their grandchildren, without their adult children this cultural norm is not
fulfilled (Goodman & Silverstein, 2006). Finally White grandparents less often
assume custodial grandparenting, so assuming this caregiving role is expected to
cause inner conflicts and role strain.

CGs can encounter myriad stressors including strained relationships with birth
parents, social and cultural stigma, financial pressure, and their own age-related
health issues (Hayslip & Kaminski, 2008). Yet despite these myriad challenges,
many CGs report enjoying raising their grandchildren and describe having this
role in later life as emotionally fulfilling, which gives them a renewed sense of pur-
pose (Hinterlong & Ryan, 2008). Many children in grandparents’ care develop
with positive emotional and behavioral outcomes (Pittman & Boswell, 2007).

Parenting among CGs

Given the myriad factors described previously (e.g., possible conflict with child’s
parents and custody/legal issues, psychological distress, older age and associated
health issues, financial issues, role strain), parenting can be challenging for CGs,
especially if their grandchildren have social, emotional, or behavioral problems
(Hayslip & Kaminski, 2005a, 2005b). Grandparents typically decide to raise
their grandchildren because of a disruptive family event (e.g., death of a parent,
mental health or substance abuse in a parent); therefore, many grandchildren will
understandably have unresolved feelings of loss, sadness, and anger that could
be expressed negatively at home, in school, or in the community (Gerard et al.,
2006; Strom & Strom, 2011). Thus, CGs not only have to parent children in later
life and cope with the parenting failure of their adult children, but they also need
to learn how to provide emotional support to vulnerable grandchildren who are
coping with the separation from a parent, either temporarily (parent in substance
abuse or mental health treatment facility) or permanently (death of a parent)
(Dolbin-MacNab & Keiley, 2006).

Grandparents will need to transition from the role of a more traditional grand-
parent to an active parent who is able to communicate clearly, supervise, disci-
pline, as well as model and reinforce prosocial behaviors (Dolbin-MacNab &
Keiley, 2006).
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Given the sudden and often stressful circumstances that characterize cus-
todial grandparenting, it is rare to find grandparents whose parental skills
are well developed and anchored in current information about: (1) parent-
ing practices, . . . (2) normal developmental changes in their grandchildren’s
physical, cognitive, and psychosocial, and emotional development, and
(3) . .. childhood disorders such as depression, ADHD, drug use, aggression/
acting out behavior, grief at the loss of a parent, self-destructive behaviors,
or alcoholism.

(Hayslip & Kaminski, 2005a, p. 158)

Some community centers provide CGs with parent training to help them make
this transition. Topics have included: (1) mental health care for themselves and
grandchildren; (2) drug use and sexuality; (3) school violence and peer influences;
(4) parenting skills (e.g., setting limits); (5) communication skills (how to talk to
an adolescent, how to partner with a teacher at school); (6) legal and custodial
advocacy; and (7) grief and loss (Hayslip & Kaminski, 2005a; 2005b; Strom &
Strom, 2011). Additionally, support groups have been developed and occur at
community centers to help CGs cope with their new roles and to find social sup-
port from other CGs making this role transition in later life (Gerard et al., 2006).
For example, the American Association of Retired Persons (AARP, 2010) has a
grandparent information center that maintains a national database of grandpar-
ent support groups and has online information describing the emotional, legal,
and financial needs of CGs.

Strom and Strom (2011) summarized findings from empirical studies, inno-
vative community initiatives, and case reports to describe what CGs should do
to successfully navigate the caregiving transition. The following recommenda-
tions are based on their reviews of the literature and empirical studies: (1) modify
expectations to fit new conditions (e.g., accept caregiving role and engage new
parenting strategies, such as a replacement for corporal punishment, which was
more common when they were raising children); (2) cooperate with a parent who
shares responsibility for child care; (3) monitor grandchild’s emotional, academic,
and social progress; (4) become familiar with family rights and social services
(advocacy); (5) arrange for respite to have periodic relief from caregiver bur-
den; and (6) spend quality time with grandchild, both in leisure activities and for
school-related work (Strom & Strom, 2011).

What Clinicians Need to Know about Custodial
Grandparents (CGs)

1 The number of grandparent-headed households has been steadily
increasing over the past 20 years.

2 African American grandparents are more likely to become primary

caregivers for grandchildren compared to grandparents from other

racial/ethnic groups.

Becoming a CG can be a positive experience for grandparents.

4  The circumstances surrounding grandparents taking on custody are
inevitably stressful and impact the entire family.

(O8]

(Continued)
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5 CGs typically have more-informal custody arrangements that have not
been legalized.

6  CGs have to parent children in later life and they also cope with the
parenting failures of their adult children.

7  CGs also need to learn how to provide emotional support to vulnera-
ble grandchildren who are coping with the separation from a parent,
either temporarily (parent in substance abuse or mental health treat-
ment facility) or permanently (death of a parent).

Children and Adolescents Raised by Custodial Grandparents

Researchers and clinicians have reported that children raised in grandparent-headed
families can display developmental (learning disabilities), physical (health prob-
lems), behavioral (aggression), academic (poor school performance, learning dis-
abilities, ADHD), and emotional problems (depression, anxiety) because of prior
negative experiences with their parents (Dunifon, 2013). As noted previously, the
family events that led to the separation from their parents (e.g., substance abuse,
abuse, neglect, poverty, death of a parent) are often difficult for school-age chil-
dren to process and can lead to feelings of grief and loss, which if left unresolved
can negatively affect adjustment to being raised by CGs (Smith & Palmieri, 2007).

Children who have been abused or neglected often struggle to establish trust
and feel secure in their relationships with CGs (Hayslip & Kaminski, 2005a) and
can experience feelings of anger, rejection, and guilt. Relationships among fam-
ily members can also create stress for grandchildren because visits from parents
can be stressful and leave the children feeling hurt, abandoned, and confused
(Strom & Strom, 2011). Due to their age difference with CGs, grandchildren
could feel disconnected from their grandparents (Edwards & Daire, 2006). Addi-
tionally, intergenerational differences regarding household rules and expectations
can be a source of tension and conflict between grandchildren and CGs (Hays-
lip & Kaminski, 2005b). This transition of moving in with CGs often involves
moving to a new neighborhood, starting a new school, and getting used to a new
home, which can all add to the difficulties in adjustment.

Yet, to date, research findings are mixed regarding the extent to which grand-
children experience problems when they are cared for by CGs (Dunifon, 2013;
Edwards & Daire, 2006; Smith & Palmieri, 2007). For example, Smith and Palm-
ieri (2007) conducted a study with grandmothers who were raising adolescent
granddaughters and grandsons. Grandmothers reported that boys presented with
many more problems compared to girls; boys were more likely to have external-
izing behavior problems (e.g., misconduct or acting out). Grandmothers reported
that girls were more likely to have internalizing problems (e.g., withdrawal, anx-
iety, depression) (Smith & Palmieri, 2007).

Similarly, among adolescents living with CGs, Pittman (2007) reported more
emotional and behavioral problems compared to other low-income, urban youth
living in either single-parent or two-parent traditional families. She explained
this finding by suggesting that grandparents are aging and could be struggling
with monitoring and setting limits with their grandchildren. Additionally, Pit-
tman (2007) reported that adolescence is a time of identity development and
when biological parents are not available to children, this can lead to questioning
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their own value as a person and lead to depressive symptoms, anxiety, or getting
involved in delinquency. In another study with younger children (ages 2 to 6),
Pittman and Boswell (2007) reported that very young children who were being
raised by CGs were similar to other children regarding emotional functioning, but
they were behind their peers in developing academic skills.

According to a systematic review conducted in 2009, compared to two-parent
families, children raised by CGs actually had comparable health outcomes but tended
to experience more asthma, headaches, accidents, and injuries (Winokur, Holtan, &
Valentine, 2009). Behavioral outcomes were also comparable to two-parent families,
as the rates of obedience in school and with teachers and the rates of expulsion were
comparable. Regarding school outcomes, children raised by CGs were less likely
to be rated as above-average students and more likely to repeat a grade compared
to two-parent families; however, they were comparable to children in single-parent
families on these same academic outcomes (Whitley, Kelley, & Sipe, 2001).

Noteworthy, compared to children in foster care, children raised by CGs were
twice as likely to report more positive emotional health (Smith & Palmieri, 2007;
Winokur et al., 2009), and only half as likely as foster care children to expe-
rience a mental illness. Foster care children were more likely to receive men-
tal health services compared to kinship care children, but the use of physicians
was comparable for foster and kinship care children. Regarding safety, kinship
care children were less likely to experience a substantiated incident of abuse or
neglect while in and out of home placement settings compared to children in
foster care; however, kinship families also tended to have lower levels of parental
supervision. Children raised by CGs had lower levels of internalizing behaviors
(e.g., withdrawn, passive behaviors), lower levels of externalizing behaviors (e.g.,
aggressive, delinquent behaviors), and higher levels of competence and adaptive
behaviors compared to children raised in foster care (Winokur et al., 2009). Thus,
it is important to compare outcomes for children being raised by CGs to the
appropriate comparison group to fully understand psychological, academic, and
social outcomes for grandchildren who are being raised by CGs (Wilson, 2013).

What Clinicians Need to Know about Children
Being Raised by CGs

1  Family events that led to separation from their parents are difficult for
school-age children to process and can lead to feelings of grief and loss.

2 Relationshipsamong family members can create stress for grandchildren.

3 Intergenerational differences regarding household rules and expecta-
tions can be a source of tension and conflict.

4  Compared to children in foster care, children raised by CGs were twice
as likely to report more positive emotional health.

5 Young children who were being raised by CGs were similar to other
children with regard to emotional functioning, but they were behind
their peers in developing academic skills.

6  Children raised by CGs have lower levels of internalizing and external-
izing behaviors and higher levels of competence and adaptive behaviors
compared to children raised in foster care.
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Cultural Considerations

Overall, CG families in the U.S. are ethnically and culturally diverse (U.S. Census
Bureau, 2010). Thus, it is important for mental healthcare providers to acknowl-
edge and explore the cultural context of CG families to understand how culture
shapes their family functioning and beliefs and to help them cope with a CG’s
illness.

Single, African American women are the most disproportionally represented
group among CGs. Prior research suggests that African American CGs over-
all have high satisfaction as custodial caregivers to their grandchildren despite
the challenges they face as CGs (Kataoka-Yahiro, Ceria, & Yoder, 2004). As
previously described, this is related to traditions of custodial grandparenting
because of African American families’ history of adaptation to racial oppres-
sion (Minkler & Fuller-Thompson, 2005). Another study of Filipino caregiving
grandparents in Hawaii identified that caregiving was viewed as normative and
part of maintaining the values of family closeness and relational reciprocity
(Kataoka-Yahiro, Ceria, & Yoder, 2004). Asian American grandparents often
live in three-generation homes and participate in caring for their grandchildren
alongside parents; however, there are few studies that have examined Asian
American CGs (Kataoka-Yahiro, Ceria, & Yoder, 2004). Compared to the gen-
eral population, CGs are more likely to be immigrants and not speak English as
their first language (Population Reference Bureau, 2011). If a language barrier
is present, it may serve to increase the isolation that CGs are already likely to
experience.

Mental healthcare providers in any setting could encounter a CG family or
family member. For instance, a mental healthcare provider integrated in pri-
mary care may be referred a CG who is struggling with a mental health issue
or who is overwhelmed with stress; they may also be referred a grandchild who
presents to the primary care provided with a behavioral issue or emotional
distress. An outpatient mental healthcare provider could see the entire CG fam-
ily who presents in the midst of the initial custody transition or as a result of
parenting difficulties, or one CG family member may present in individual ther-
apy. It is essential for providers to fully assess the family structure and custody
arrangements to identify CG families and explore the unique stressors they may
encounter. CGs and their grandchildren can benefit from supportive counseling
or family therapy to help them adapt to the new custody arrangement, help
children repair attachment to parents, facilitate children’s attachment to CGs,
and help children mourn the loss associated with being part of the new family
structure.

Family health clinics with integrated mental health that can provide services to
both children and older adults are in the best position to facilitate family health
care so both CGs and their grandchildren receive coordinated care. When both
the CGs and their grandchildren can visit providers on the same day at the same
family primary care clinic, barriers to quality health care can be decreased. Cli-
nicians should especially attend to CGs’ well-being during caregiving transitions
(e.g., when initially taking on custody of grandchildren or returning custody to
biological parents), as these are times of increased stress (Baker & Silverstein,
2008a; Baker, Silverstein, & Putney, 2008). Clinicians should also try to connect
CGs to support groups whenever possible to provide them with access to other
CGs, respite, and increase their social support.
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Low-income CGs may qualify for but be unaware of government assistance
programs targeting parents and children (U.S. Department of Health and Human
Services, 2008). They may benefit from housing programs in order to accommo-
date their grandchildren in a suitable home; some cities have housing designated
for such family caregivers (AARP, 2011). There are also agencies that can pro-
vide temporary respite care so CGs can have some relief from their parenting
duties (Baker & Silverstein, 2008a; Baker et al., 2008). Clinicians working with
CG families should give them relevant practical resources as well as assess and
address their mental health and relational issues.

Clinical Vignette

The following is a clinical vignette to help you consider how a family in which a
grandparent is raising a grandchild might present.

Mary (age 67) and her husband, Ronald (age 70), are a Haitian American
couple who are primary caregivers for their two grandchildren, Marcus (age 12)
and Michael (age 11). Mary is a retired elementary school teacher and Ronald
is a retired postal worker. Mary and Ronald’s daughter (Abigail), the children’s
mother, died 3 years ago in a car accident. Abigail was a single mother who had
sole custody of her children; the two children never had a relationship with their
father, who is currently incarcerated in another state. Mary and Ronald were
awarded full custody of their grandchildren right after her death. Ronald was
diagnosed with colon cancer 3 months ago and is currently undergoing chemo-
therapy treatment. Mary has had high blood pressure (controlled with medica-
tion) and osteoarthritis in her knees (which has been worsening) for the past few
years; the arthritis makes it difficult for Mary to get around, and she now uses
a cane to walk. Her doctor told her she would benefit from knee replacement
surgery; however, she has been putting it off because she worries it would disrupt
the family too much, especially given Ronald’s current cancer treatment, which
debilitates him physically and emotionally. Marcus struggles with anxiety and
has been in therapy for the past year. Mary has taken on more of the household
and parenting responsibilities since Ronald’s diagnosis, and she is feeling stressed
and overwhelmed. She is trying to keep things as normal as possible for her two
grandchildren so they do not worry much about their grandfather. Yet, Mary is
fearful about how the children will handle another loss and how she would care
for them alone if Ronald does not survive the cancer.

Conclusions

In this chapter, we described the prevalence of grandparents raising grandchil-
dren and the racial and socioeconomic health disparities (AARP, 2010; Hays-
lip & Kaminski, 2005b). Additionally, we summarized how being a grandparent
who is raising grandchildren affects grandparents physically and psychologically
and addressed the various challenges they face. We also discussed how being
raised by grandparents impacts grandchildren’s mental health and academic
functioning. We then described cultural factors to take into consideration (e.g.,
age, income, race, healthcare setting) when working with grandparents who
are raising their grandchildren. Finally, we provided a brief clinical vignette to
illustrate how a grandparent-headed home coping with parental illnesses might
clinically present.
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Test Your Knowledge: True or False

1 Custodial grandparents are grandparents who become the primary
caregivers for their grandchildren when parents cannot care for them.

2 Most custodial grandparents are Asian American.

Women are more likely to become CGs than men.

4 Children in foster care have better mental health outcomes than chil-
dren raised by CGs.

5 CGs may be unaware that they qualify for government assistance

programs.

CGs have a greater likelihood of health issues compared to non-CGs.

7  CG’s are typically over the age of 70.

Answers: 1-T, 2-F, 3-T, 4-F, 5-T, 6-T, 7-F
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Professional Readings and Resources

American Association of Retired Persons (AARP). (2010). Facts about grandparents raising
grandchildren. Retrieved from www.aarp.org/confacts/grandparents/grandfacts.html
Fays, E. (2002). A grandparent’s gift of love: True stories of comfort, hope, and wisdom.

New York: Warner Books.
Hayslip, B., & Hicks Patrick, J. (Eds.). (2006). Custodial grandparenting: Individual, cul-
tural, and ethnic diversity. New York: Springer Publishing.
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CHAPTER 11
I

NEEDS ASSESSMENTS AND
CLINICAL TOOLS

Maureen Davey and Brianna Bilkins

Medical providers routinely measure and track physical vital signs (e.g., weight,
blood pressure), yet patients are not routinely asked about social and behavioral
domains (e.g., emotional distress, impact of patient’s illness on family, quality
of parent—child relationships) (Pakenham & Cox, 2014; Pakenham & Ireland,
2010). Currently there is no standard regarding which psychosocial assessments
providers in primary and specialty medical settings should regularly use and track
(Helsing, 2015). Recently, a committee of health experts selected by the Institute
of Medicine (IOM) recommended that 12 social and behavioral domains be rou-
tinely assessed and recorded in patients’ electronic health records; the committee
referred to them as “psychosocial vital signs” (Helsing, 2015, p. 8). Based on
research suggesting these domains are linked to health outcomes and the avail-
ability of reliable and valid tools to measure them, the committee recommended
regularly asking about the following 12 psychosocial vital signs: (1) alcohol use,
(2) race and ethnicity, (3) residential address, (4) tobacco use and exposure,
(5) census tract/median income, (6) depression, (7) education, (8) financial
resource strain, (9) intimate partner violence, (10) physical activity, (11) social
connections and social isolation, and (12) stress (Helsing, 20135). (See Table 11.1
for list of psychosocial domains and target areas recommended by the IOM com-
mittee of health experts.)

We agree with the IOM committee’s recommendation that providers routinely
assess patients, especially parents coping with an illness and their children’s med-
ical and psychosocial vital signs. It is important to measure and track psycho-
social vital signs at the beginning of a parent’s treatment (close to diagnosis)
and throughout care, especially the psychological and individual-level social rela-
tionships domains and target areas listed in Table 11.1. For example, among ill
parents and their children, we recommend the following be routinely assessed:
(1) stress levels; (2) negative mood and affect (e.g., depression and anxiety); (3)
family routines before and after the parental illness; (4) family communication
(direct communication, limited open communication, indirect style of communi-
cation, no communication); and (5) quality of child’s relationship and attachment
to ill parent and, in two-parent families, to the healthy parent (secure, insecure,
ambivalent attachment) (Murphy et al., 2009; Sperry, 2005, 2014).

In this chapter we review several valid and reliable assessments (e.g., patient/
parental, child/youth, and family assessments) to help providers begin evaluating
psychosocial vital signs among families coping with parental illness or to enhance
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Table 11.1 Summary of Psychosocial Domains Selected by 2015 IOM Committee

Domain Target Areas

Sociodemographic e Sexual orientation
e Race/ethnicity
e Country of origin/U.S. born or non-U.S. born
® Education
¢ Employment
e Financial resource strain (e.g., food and
housing insecurity)

Psychological e Health literacy
e Stress
® Negative mood and affect (e.g., depression,
anxiety)

e DPsychological assets (e.g., conscientiousness,
patient engagement/activation, optimism,
self-efficacy)

Behavioral e Dietary patterns

e Physical activity

e Tobacco use and exposure

e Alcohol use

Individual-level social e Social connections and social isolation
relationships and living e Exposure to violence
conditions

Neighborhoods and communities ® Neighborhood and community composition
characteristics (e.g., socioeconomic and racial/
ethnic characteristics)

Source: Helsing, K. (2015). Capturing social and behavioral domains and measures in
electronic health records. In 143rd APHA Annual Meeting and Exposition (October 31—
November 4, 2015) (pp. 3-17). American Public Health Association (see p. 8, Table S-1).

an already existing prevention program. First, we describe the importance of
doing needs assessments on all adult patients coping with an illness in primary
and specialty medical settings to find out if they have children at home and if
their children are struggling because of their parent’s illness. We then review adult
assessments developed to evaluate how ill parents and their partners/spouses are
feeling and coping. We also describe some self-report child and youth measures to
find out how school-age children are managing the parent’s illness. Additionally,
we describe family assessments and discuss how they can inform a family-cen-
tered approach to care. We conclude by providing a clinical case vignette to illus-
trate the routine use of psychosocial assessments.

Importance of Needs Assessments on All Adult Patients

The diagnosis and treatment of an illness is associated with considerable psycho-
social distress for both ill parents and their families (Pakenham & Cox, 2014;
Rolland, 1999; Ruddy & McDaniel, 2013). This is especially true during the
active treatment phase because ill parents tend to report the following: (1) wor-
ries and fears about their health outcomes, (2) changes in physical appearance,



Downloaded by [National Library of the Philippines] at 23:05 01 November 2017

Needs Assessments and Clinical Tools 163

(3) changes in relationships, (4) financial issues, (5) changes in roles and routines
at home, and (6) emotional challenges (McDaniel, Doherty, and & Hepworth,
2014; Gdegard, 2005). Both ill parents and their family members report experi-
encing emotional distress, especially partners/spouses of patients and school-age
children (Pakenham & Ireland, 2010).

Assessing how parents are coping with an illness is an important first step for
identifying psychosocial issues that may impact treatment and recovery, especially
among historically underserved populations (e.g., low income ethnic and racial
minority patients) (IOM, 2001; Whaley & Davis, 2007). Psychosocial support
programs and services should be informed by what matters to patients so services:
(1) respect the patient’s and family’s values, culture, and needs; (2) provide phys-
ical comfort and emotional support; (3) ensure information, education, and com-
munication; (4) involve family and support persons; and (5) remove treatment
barriers to improve access to care (IOM, 2001; Sue & Sue, 2008).

Needs assessments are important for program planning because patients do
not always communicate their psychosocial concerns to treatment teams (Sperry,
2011) and providers tend to be more focused on treating the illness and not on
addressing how patients and family members at home are coping and adapting to
it (McDaniel, Doherty, & Hepworth, 2014). Patients have physical, psychosocial,
and informational needs during all stages of medical care (Helsing, 2015); there-
fore, psychosocial support programs should be developed to meet these needs. We
recommend providers consider routinely asking about family-based psychosocial
support needs and treatment barriers. The first step is to screen all adult patients
coping with a chronic or terminal illness in primary, specialty, and community
healthcare settings at the beginning of an ill parent’s treatment (close to diagno-
sis), especially if distress is reported or observed in the patient, his’her spouse or
partner, and children at home.

For example, in our recently published needs assessment study (Davey et al.,
2015), we surveyed a primarily African American sample of parents diagnosed
with cancer. We decided to first conduct a needs assessment, because this oncol-
ogy clinic treats a significant population of low-income racial minority cancer
patients who are parenting school-age children. In order to develop culturally rel-
evant family-based services and to remove treatment barriers, we asked patients
the following questions in an anonymous self-report needs assessment.
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Today’s date:

Your age:

Your gender: Male Female

Your race (you can choose more than one if appropriate):
_ Yes __No White

_ Yes __No Black/African American

_ Yes __No Asian

_ Yes __No American Indian or Alaskan Native

_ Yes __No Native Hawaiian or Pacific Islander

_ Yes __No Other

Your ethnicity:
__Hispanic or Latino/Latina
__Not Hispanic or Latino/Latina

Highest level of education you completed:
__Less than high school

__High school

__Some college or associate’s degree
__Bachelor’s degree

__Graduate or professional degree

Your current job status (choose one that best describes you):
__Not working or unemployed

__Employed part time

__Employed full time

__Homemaker, raising children, care of others

_ Disabled

__Retired

Your current marital/relationship status (choose one that best describes you):
__Single, never married

__Currently married

__Divorced or separated

__Not married, but in a relationship

If you are married or in a relationship, do you currently live with your spouse/
partner?

__I'am not married or in a relationship

_ Yes, I live with my spouse/partner

_ No, I do not live with my spouse/partner

Do you have children?
_Yes _ No

If you answered yes, do you have children between the ages of 6 to 18 at home?
_Yes _ No

© 2016, Helping Children and Families Cope with Parental Illness, Davey, Kissil, and Lynch,
Routledge
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If you answered no, you can STOP here. The remaining questions are for cancer
patients who have school-age children at home and who are between the ages of
ages of 6 to 18.

If you answered yes, please choose one response that indicates your level of con-
cern about the following areas.

How much do you think your children (ages 6 to 18) have been affected by the
cancer?

_ Notatall __Alittle __Somewhat __A lot _ Very much __The most possible

Because of the cancer I am concerned about . . .
Talking about the illness with one or more children at home.

_ Notatall __A little __Somewhat __A lot _ Very much __The most possible

Helping/participation in household activities from one or more children at home.

__Notatall __A little __Somewhat __A lot __Very much __The most possible

Coping or emotional well-being of one or more children at home.

_ Notatall __Alittle _ Somewhat __A lot _ Very much __The most possible

This last section asks about how we can help parents coping with cancer and
their school-age children. Please choose one response that indicates your opinion.

How interested are you in your children (ages 6 to 18) receiving support services?

_ Notatall __Alittle _ Somewhat __A lot _ Very much __The most possible

How interested are you in coming to a family support program where parents and
children (ages 6 to 18) come in together?

_ Notatall __A little __Somewhat __A lot __Very much __The most possible

Would you rather attend a support program at the hospital where you receive
care or at another clinic nearby?

__I would rather attend a support program at the hospital where I currently
receive care

__I prefer to attend a support program at another clinic nearby

__It does not matter to me

What are the things you would need to help attend a support program (e.g., child
care, tokens for transportation, convenient time)?

© 2016, Helping Children and Families Cope with Parental Illness, Davey, Kissil, and Lynch,
Routledge
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We surveyed a convenience sample of adult oncology patients (7 =113; 71.7%
African American) in an urban northeastern diverse cancer center (Davey et al.,
2015). Findings suggested most patients were parenting school-age children and
were worried about them (96%); 86.7% reported they would attend a family
support program. Among patients (7 = 108 out of 113) who reported currently
parenting school-age children at home: (1) 94.7% reported their school age
children are somewhat to the most possible affected by their cancer; (2) 91.5%
reported that because of the cancer they are somewhat to the most possible con-
cerned about talking about the illness with one or more children at home; (3)
61% reported that because of the cancer they are somewhat to the most possible
concerned about how much household/child care help children are providing at
home; (4) 92.9% are somewhat to the most possible concerned about coping or
the emotional well-being of one or more children at home; (5) 88.5% are some-
what to the most possible interested in receiving support services; and (6) 86.7%
are somewhat to the most possible interested in coming to a family support pro-
gram with their children. Based on these findings, we developed a culturally sen-
sitive family-based prevention program (parents and school-age children meeting
together, provided help with transportation and food at each meeting, and located
at a convenient place and time) to better meet the needs of minority parents cop-
ing with cancer. We recommend providers routinely have adult patients complete
a psychosocial needs assessment throughout care, especially close to diagnosis.

Adult Assessments

Providers need to understand how an ill parent and his/her spouse/partner have
been coping in order to intervene in helpful ways (Sperry, 2011). Yet, it is under-
standable that because of financial (billing for family visits to assess psychosocial
domains), clinical (lack of knowledge regarding how to assess patients and their
families), and productivity issues (time constraints), providers have not routinely
assessed patients’ and spouses’/partners’ psychosocial vital signs (Helsing, 20135).
In this section, we review some valid and reliable self-report measures provid-
ers can feasibly use to assess parents’ psychosocial vital signs at diagnosis and
throughout treatment (see Table 11.2 for some recommended adult self-report
measures).

The Medical Outcome Study Short Form-36 (Ware et al., 1992) assesses how
the diagnosis and treatment impact patients, for example, limitations in activi-
ties and social functioning, emotional distress, fatigue, and general perceptions
of health. Illness is often described as a traumatic event that leads to significant
changes in patients’ lives; therefore, it is important to assess for symptoms of
depression (Beck Depression Inventory-II: Beck et al., 1996; CES-D: Radloff,
1977 in Table 11.2) and anxiety (State-Trait Anxiety Scale: Spielberger, Gorsuch,
Lushene, Vagg, & Jacobs, 1983; Novy et al., 1993 in Table 11.2). Patients and
their partners/spouses may feel overwhelmed juggling the demands of treatment,
family life, and working. Evaluating perceived stress in patients and their spouses/
partners can facilitate treatment planning (see Perceived Stress Scale: Cohen et
al., 1983 in Table 11.2). While many of these self-report assessments can be used
throughout treatment, it is appropriate to distribute specific measures at different
times (e.g., at diagnosis, during treatment, and follow-up screening).

For example, it is more appropriate to assess for caregiver burden after the
partner/spouse has been in that role for a while. The Zarit Burden Interview (Sch-
reiner, Morimoto, Arai, & Zarit, 2006; Zarit & Zarit, 1987 in Table 11.2) is a
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useful assessment of caregiver burden; it can help providers find out if caregivers
need practical, emotional, and financial support (Schreiner et al., 2006). Simi-
larly, it may be better to assess patient hope using the Herth Hope Index (Herth,
1992; see Table 11.2) and, for those patients who report relying on spirituality to
cope, the Spirituality Well-Being Scale (Paloutzian & Ellison, 1982) can be used
after the initial shock of the diagnosis has dissipated. Once the patient and part-
ner/spouse have had time to accept the diagnosis and course of treatment, provid-
ers can try to understand how to facilitate hope-fostering beliefs (Herth, 1992).
Table 11.2 describes some helpful adult assessments that have been used with
parents who are coping with an illness; however, this is not an exhaustive list of
adult assessments (see Corcoran & Fischer, 2013, for list of adult assessments).

Child and Adolescent Assessments

If parents report being concerned about their children, then providers should con-
sider asking children to come in for a visit to ask how they are coping with their
parent’s illness. Young children (under 10 years old) may not be able to com-
plete self-report assessments; however, art or play therapy, which are beyond the
scope of this chapter to review, can be helpful nonverbal assessments (see Sperry,
2011). There are many valid and reliable self-report psychosocial measures for
school-age children (ages 10 and older). In Table 11.3, we review some of these
assessments (depressive symptoms: CDI, anxiety: RCMAS, mood and feelings:
MFQ-C/P, impact of parent’s illness: PIIS-R, and behavioral health symptoms:
BHS) that have been used to assess school-age children who are coping with
parental illness. We recommend that, at minimum, providers evaluate depres-
sive symptoms (CDI: Kovacs, 1981), anxiety (RCMAS: Reynolds & Richmond,
1997) and how the child is coping with his/her parent’s illness (PIIS-R: Morley
et al., 2010; Schrag, Morley, Quinn, & Jahanshahi, 2004).

It is beyond the scope of this chapter to thoroughly review child and adoles-
cent clinical tools. There are many helpful articles and books that review child
and adolescent assessments that providers can consider using (see Alderfer et al.,
2008; Sperry, 2011).

Family Assessments

If providers observe that parents and children are struggling with open communi-
cation, securely attaching to each other, and maintaining family routines because
of the parental illness, then we recommend doing family assessments (Sperry,
2011). There are many valid and reliable self-report measures that parents and
their school-age children can complete. In Table 11.4, we review some of these
family assessments that have been used with families coping with parental illness.
We recommend that, at a minimum, providers evaluate parent—child attachment
(Security Scale: Kerns et al., 2000), parent—child communication (General Com-
munication: Barnes & Olson, 1985), family routines (FRI: Jenson et al., 1983),
and how the family functions (FAD: Miller et al., 1985).

Again, it is beyond the scope of this chapter to thoroughly review all feasi-
ble, reliable, and valid family clinical assessments. There are helpful articles and
books that review valid and reliable family assessments that providers can con-
sider using (see Pritchett et al., 2011).
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How to Use Clinical Tools to Inform
Family-Centered Approaches to Care

Needs and psychosocial assessments should facilitate more open communication
by giving patients and their families a chance to openly express their concerns and
to identify physical, emotional, and logistical needs (Sperry, 2005, 2011, 2014).
Results of needs and psychosocial assessments should be shared with the patient,
family members, and his/her healthcare team. Healthcare providers should then
develop a family-centered treatment plan and continue to monitor both medical
and psychosocial vital signs. Furthermore, the assessments and recommendations
should be readily accessible (e.g., in the electronic medical record) to facilitate
more open communication between providers, patients, and their family mem-
bers (Helsing, 2015). Although baseline needs assessments at diagnosis of the ill
parent tend to be self-reported, mechanisms for review at several levels (depend-
ing on the level of distress or need) should be available and responded to with
appropriate treatment. This requires support from trained mental healthcare pro-
viders, as well as a formal referral system that is responsive to patients’ and their
children’s needs.

When parents disclose either in the needs assessment or directly to providers
they are concerned about how their children/adolescents are adapting to their ill-
ness, it is important to ask about the family’s functioning prior to diagnosis of the
parental illness (McDaniel, Doherty, & Hepworth, 2014). This helps providers
understand how the illness has affected family routines, stress, and relationships
in the family. Then, a current assessment of family life after the diagnosis should
be done with all family members to assess their adaptation. This also validates
the family’s strengths so that the assessment of family life and routines before
and after the illness is a type of intervention. Providers should begin by helping
the family develop a timeline of the illness and asking about the family’s health
history, typically over two to three generations. Family health beliefs can help
providers understand how these attitudes and beliefs impact coping and adapting
to a chronic illness in a parent (e.g., if the parent also experienced this same illness
in his/her family). Drawing out the timeline into the future helps to illicit family
members’ hopes and fears. This is especially important if the illness is terminal
or leads to a permanent change in the ill parent’s functioning (see Chapter 12).

Providers should also ask about the timing of the illness in the family’s life
cycle (Rolland, 1999; see Chapters 3, 12). Medical providers tend to not be as
attuned to how illness and the family life cycle (e.g., getting married, birth of first
child, raising school-age children or adolescents, launching young adult children)
interconnect, so mental healthcare providers can be helpful to both the healthcare
team and to the family by talking about how the illness fits into the life cycle of
the family (e.g., raising young children, raising adolescents).

Clinical Vignette

The following is a clinical case vignette illustrating how providers can utilize
adult, child, and family assessments to help children and adolescents cope with
an ill parent.

Joyce, a 40-year-old Latina elementary school teacher, after having a pelvic
exam, ultrasound, and biopsy, has just been diagnosed with stage 11A uterine
cancer (involves the uterus and surface lining of the cervix). She is married to
Alex (43-year-old Caucasian), and they have a 13-year-old daughter, Maria. Alex
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is also a teacher at a local high school where they live. Shortly after being diag-
nosed, Joyce and Alex met with her oncologist, Dr. Smith, to discuss options for
treatment. Together, they decided Joyce should have a hysterectomy, removal of
both ovaries, several months of chemotherapy, and radiation therapy. Dr. Smith’s
colleague, who is a bebavioral healthcare provider at his practice, decided it was
important to conduct a needs assessment with Joyce. After she completed the
brief needs assessment, the oncology treatment team learned that Joyce is worried
about burdening her husband, Alex, and concerned that her daughter, Maria, has
become anxious and worried. Joyce and her husband have openly talked to Maria
about the cancer diagnosis, course of treatment, side effects, and prognosis. Yet
they sometimes share too much information with Maria. Joyce noted that Maria
has been having nightmares and does not want to leave Joyce’s side, because she
worries about her. Upon learning this information, Dr. Smith and the bebavioral
healthcare provider suggest that she bring her daughter in for a visit and a brief
psychosocial assessment.

The following week, Joyce and Maria came to visit Dr. Smith and the behav-
ioral healthcare provider, who warmly introduced themselves to Maria and
acknowledged how scary it must be for her mom to be sick, but also reassured
her that Joyce is a very strong woman who plans to fight the cancer. After getting
to know a little bit about Maria, the behavioral healthcare provider administers
the Revised Child Manifest Anxiety Scale (RCMAS) and learns that Maria is quite
anxious. Although the cutoff score for severe anxiety is 42, Maria scores a 38,
which suggests higher levels of anxiety and a need for further intervention. The
provider gives Joyce the contact information of a prevention program that spe-
cializes in helping families cope with parental cancer to belp Maria communicate
more openly to her parents and to belp reduce her feelings of anxiety.

After her hysterectomy and two months of chemotherapy, Joyce returns to
Dr. Smith for a follow-up appointment. Dr. Smith notices that the optimism
and determination Joyce had originally displayed were no longer present. Joyce
seems drained, quiet, and depressed. She had to quit her job, feels embarrassed
about losing ber hair because of the chemotherapy, and does not want her friends
and family to see her. She also feels like she lost her identity as a woman and
a mother after getting her uterus removed. Dr. Smith decides to have Joyce fill
out the Herth Hope Index (HHI), a brief 12-item measure that assesses hope-
fostering and hope-hindering beliefs in patients. The HHI suggests Joyce has
low interpersonal connectedness, feels like she does not have a purpose or
sense of direction, rarely feels lighthearted, has uncontrollable pain and dis-
comfort, and has been isolating herself. Dr. Smith asks Joyce to speak to the
behavioral health provider on staff for further assessment of distress and to
discuss regular therapy appointments. Furthermore, Dr. Smith invites Joyce’s
husband and daughter to assess how they are handling Joyce’s tough chemo-
therapy treatment.

At their visit, Dr. Smith and the behavioral bealthcare provider first talk to
Alex and ask Maria to sit in the waiting room. Similar to Joyce, Dr. Smith notices
that Alex seems drained. After learning more about his worries and concerns,
they administer the Zarit Burden Interview (ZBI) and learn that Alex is severely
burdened by Joyce’s cancer treatment. Since Joyce had to quit her job, Alex has
had to get a cab driving job four nights a week in addition to his teaching posi-
tion to pay for the medical bills, and he is rarely home to spend time with Maria.
He is participating in few leisure activities or socialization because when he is
not working at his two jobs, bhe is home taking care of Joyce and Maria. Alex
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scored a 24 on the HHI, which is predictive of a risk for developing depression,
so Dr. Smith and the bebavioral healthcare provider make referrals to support
groups and respite programs for spouses of people with chronic illnesses. They
encouraged him to seek respite and to attend the support group.

When Alex was finished, Dr. Smith and the behavioral healthcare provider also
assessed how Joyce’s chemotherapy treatment has been impacting Maria. They
administered the Parental Illness Impact Scale-Revised (PIIS-R), a 51-item mea-
sure of the impact that parental illness has on youth. Like Alex, Maria has been
negatively affected by Joyce’s cancer treatment regarding additional responsibil-
ities, family functioning, and social development. She often feels sad and angry
that her mother is not able to attend her school functions, such as the school play
that Maria starred in, and she feels embarrassed having friends come to their
house because her mother is always in a “bad mood” and does not interact with
her friends the way other parents do. Dr. Smith and the bebavioral healthcare
provider recommend that Maria and her parents meet with a provider to open
up communication and find family members who can help to support the family.
Dr. Smith explained that it may belp the family feel less isolated if they reach out
to friends and family for support.

Cultural Considerations

Psychosocial and supportive care interventions should attend to needs regarding
the family’s structure (e.g., heterosexual married or cohabitating couples, single-
parent headed household, same-sex couples, children living with grandparents),
race/ethnicity, gender, literacy, and socioeconomic variables. Unfortunately, many
minority patients underutilize psychosocial family support programs. Research-
ers and clinical providers suggest a perceived lack of cultural sensitivity and
institutional and structural barriers to participation help to explain the current
underutilization of psychosocial support services (IOM, 2001; Whitley, 2007).
A better understanding of the psychosocial support needs and barriers to treat-
ment can help to inform the development of culturally sensitive couples and fam-
ily-based support services. This can improve treatment engagement, retention,
and satisfaction among racially and socioeconomically diverse patients and their
families (Walsh, 2012). In order to improve service utilization by vulnerable pop-
ulations, we need to first understand their needs, preferences, and barriers to
treatment. Conducting psychosocial need assessments with diverse samples of
patients (Davey et al., 2015; Sidani, Guruge, Miranda, Ford-Gilboe, & Varcoe,
2010) is an important first step for developing culturally relevant services; and if
available, culturally sensitive measures should be used (Johnson, 2006; Whitley,
2007).

What Clinicians Need to Know about Needs
Assessments and Clinical Tools

1 Recently, a committee of health experts selected by the Institute of
Medicine (IOM) recommended 12 social and behavioral areas be rou-
tinely assessed and recorded in patients’ electronic health records; the
committee referred to them as “psychosocial vital signs.”

(Continued)
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2 Providers need to understand how an ill parent and his/her spouse or
partner have been coping and their levels of distress and concerns in
order to intervene in helpful ways.

3 Child, adolescent, and family psychosocial assessments can help to
clarify issues, uncover distress, and identify how best to help children
and adolescents cope with an ill parent.

4 It is especially important to measure and track psychosocial vital
signs at the beginning of a parent’s treatment (close to diagnosis) and
throughout care.

5 Psychosocial and supportive care interventions should attend to needs
regarding family structure (e.g., heterosexual married or cohabitating
couples, single-parent headed household, same-sex couples, children
living with grandparents), race/ethnicity, gender, literacy, and socio-
economic variables. Unfortunately, many minority cancer patients
underutilize psychosocial support programs.

Conclusions

The diagnosis of an illness in a parent followed by diagnostic planning, discussion,
and treatment are stressful experiences that affect patients’ physical and psycho-
logical health and are linked to negative outcomes such as poor treatment compli-
ance, quality of life, and satisfaction with care (Rolland, 1999). In busy medical
clinics, patients and families at significant risk for distress will not be identified
if they are not routinely screened. Psychosocial screening and needs assessments
during acute care have been gaining attention in clinical practices (Sperry, 2014).
Patient assessments are especially important among historically underserved pop-
ulations to facilitate the identification, referral, and retention of patients and fam-
ilies who may respond better to culturally sensitive support services (Schmidt &
Bullinger, 2003; Sperry, 2011, 2005). We recommend providers screen all par-
ents coping with an illness and their offspring close to diagnosis and throughout
care so both medical and psychosocial “vital signs” are assessed. Routine adult,
child/youth, and family psychosocial assessments can help children/youth con-
nect to other available adult figures, improve parent—child communication and
attachment, and help to maintain fun activities so children can take a break from
their parents’ illness, as needed. Assessments also help to identify parents who
need emotional and practical support (see Chapter 12 for clinical approaches and
Chapter 13 for a review of evidence supported prevention programs).

Professional Readings and Resources

Bray, J. H. (2009). Couple and family assessment. In J.H. Bray & M. Stanton (Eds.),
The Wiley-Blackwell handbook of family psychology (pp. 151-164). Oxford:
Wiley-Blackwell.

Corcoran, K. J. (1994). Measures for clinical practice: Couples, families, and children
(Vol. 1). New York: Simon and Schuster.

Jacob, T., & Tennenbaum, D. L. (2013). Family assessment: Rationale, methods and future
directions. New York: Springer Science & Business Media.

Patterson, J., & Williams, L. (2009). Essential skills in family therapy: From the first inter-
view to termination. New York: Guilford Press.
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CHAPTER 12
I

CLINICAL GUIDELINES FOR WORKING
WITH PARENTAL ILLNESS

Laura Lynch

Although parental illnesses vary with regard to onset, course, and prognosis,
there are common experiences among families coping with parental illness. Both
attachment theory (Bowlby, 1969, 1973, 1980) and the family systems illness
(FSI) model (Rolland, 1984, 1987a,b, 1988, 1994a, 1999, 2005) (see Chapter 2)
can help providers utilize a family-centered approach to care. In this chapter, we
describe general clinical guidelines and recommendations for working with fam-
ilies coping with parental illness, including attending to children’s developmental
stages, the family’s life cycle, and the couple relationship; helping parents talk
to children about parental illness; preparing children for hospital visits; using
children’s books as resources; maximizing social support; collaborating across
disciplines, and using a culturally sensitive approach to care.

Child Development

Clinical approaches to help families cope with an ill parent should be informed
by children’s developmental stages because these will impact their understanding
of the illness and coping (Armistead, Klein, & Forehand, 1995; Compas et al.,
1994). Similarly, Rolland’s FSI model (1984, 1987a,b, 1988, 1994b, 1999, 2005)
describes the importance of attending to developmental stages of all family mem-
bers. Additionally, attachment theory (Bowlby, 1969, 1973, 1980) (see Chap-
ter 2) suggests parental illness will activate attachment behaviors in children,
which will vary based on the children’s ages and stages of development.

For example, infants often display separation distress by crying (Armsden &
Lewis; 1993; Bowlby, 1980; Diareme et al., 2007). Younger children (toddlers and
preschoolers) may cry, seek frequent physical proximity to their parents, display
hyperactivity, have tantrums, exhibit regression, or even demonstrate aggressive
or destructive behaviors when separated from their parents (Armsden & Lewis,
1993; Diareme et al., 2007). Young children may also have difficulty expressing
their anger when they are separated from an ill parent; feelings of anger could be
expressed behaviorally toward themselves or others (Armsden & Lewis, 1993).
School age children’s and adolescents’ attachment behaviors can include negative
behavior at school, increased irritability, or more reckless behavior when they
are not feeling connected to a parent. They could also withdraw and appear not
concerned by any changes in physical or emotional access to an ill parent; this can
occur even among securely attached children (Bowlby, 1980).

As children get older, they tend to want less physical closeness to their parents,
but they will still need emotional closeness. Adolescents tend to pursue more
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autonomy compared to younger children, but they still need a secure parent—child
attachment. Secure attachment in adolescence is nurtured with effective and open
parent—child communication, including parental sensitivity and responsiveness
to adolescents’ emotions, which encourages adolescents to more openly express
feelings to their parents (Allen, 2008). Secure attachment among adolescents is
also improved when parents allow adolescents to have increased independence
while still preserving a close relationship (Allen, 2008). Thus, many adolescents
with secure attachments will seek out parents for comfort, especially when they
are upset or are experiencing distress (Allen, 2008).

In addition to attachment behaviors, children’s ages and developmental stages
can affect how they express emotions (e.g., anger, fear) about their parent’s illness
and changes in family routines. For example, children in preschool may believe
they are somehow responsible for causing their parent to get sick because of a
developmentally appropriate tendency to display magical thinking and a more
self-centered view of the world (Diareme et al., 2007). In contrast, adolescents
may feel guilty about wanting to spend more time with peers while the family is
coping with a parent’s illness (Allen, 2008; Diareme et al., 2007). Diareme and

Table 12.1 Child Development Issues Related to Parental Illness

Developmental Stage  Psychological Issues

Infancy Separation from parent(s)
Inconsistent physical and emotional care by parent(s)
Toddlerhood Separation from parent(s) experienced as abandonment or
punishment
Inconsistent provision of attention and limit setting
Preschool Magical thinking of having caused the parent’s illness

Illness experienced as punishment
Fun and play perceived as inappropriate
Latency Irrational fear of causing or exacerbating parent’s illness and
associated guilt
Somatic complaints (due to age-expected dependency on
parents)
Guilt for having fun
Feeling unimportant
Adolescence Guilt or ambivalence about desire for independence (due to
age-expected need for autonomy)
Somatic complaints (due to age-expected concerns with body
image and health-identity formation issues)
Shame about ill parent (due to age-expected need for peer
acceptance)
Resentment of increased responsibilities at home (due to age-
expected need for independent activities)
Negligence or compromise of own growth and autonomy
(due to age-expected guilt for wanting to separate from ill
parent)

Source: Diareme, S., Tsiantis, J., Romer, G., Tsalamanios, E., Anasontzi, S., Paliokosta,
E., & Kolaitis, G. (2007). Child developmental issues related to parental illness. Families,
Systems, & Health. 25(1), 98-118 (p. 100). Reprinted with permission of the American
Psychological Association.
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colleagues (2007) described issues children may face based on their developmen-
tal stages. Table 12.1 provides a summary of possible psychological issues among
children coping with an ill parent, based on children’s developmental stages.

Family Life Cycle

It is helpful to view a family as “a system moving through time” that will expe-
rience transitions and have roles and relationship changes at different stages of
the life cycle (McGoldrick & Carter, 2003, p. 375). Rolland (1994a, 1994b) also
described the importance of attending to a family’s life cycle stage. Families with
children tend to have similar life cycle tasks regarding having, raising, and launch-
ing children; parental illness can impact and/or impede these tasks. McGoldrick,
Carter, and Garcia Preto (2015) describe specific tasks among families caring for
young children and adolescents. In families with younger children, tasks include:
(1) the couple’s adjustment as they add children (biological offspring, adoption,
step-children) to the family, (2) negotiating parenting, finances, and running the
household, (3) adjustment of extended family relationships to accommodate
new parenting and grandparenting roles, and (4) adjustment of relationships to
accommodate larger systems (work—family balance) based on the new structure
of the family (McGoldrick et al., 2015, p. 24).

In families who are parenting adolescents, tasks include: (1) adjustment of
parent—child relationships and boundaries to facilitate adolescents’ increased
autonomy, (2) assistance with adolescents’ formation and interaction with rela-
tionships in the community (e.g., peers), (3) renewed focus on “midlife couple and
career issues,” and (4) adjustment to caring for older family members (McGol-
drick et al., 2015, p. 24).

Genograms

Multigenerational perspectives (Rolland, 1994a, 1994b) are helpful when work-
ing with families coping with parental illness. Using a multigenerational frame-
work is important because extended family may be an untapped source of support
or it can lead additional stressors (e.g., caregiving for elderly parents). We encour-
age providers to assess each family’s developmental tasks and goals and consider
how the parental illness is impacting them. A good way to accomplish this is by
developing a genogram in collaboration with the family (Rolland, 1994a, 1994b).
A genogram is a map of two to three family generations and relationships (Ger-
son & McGoldrick, 1985). Providers can use a genogram to both join and to
understand beliefs about parental illness to help the family not repeat unhealthy
intergenerational patterns (McDaniel et al., 2014; Rolland, 1994a). Figure 12.1
is an example of a family genogram; later in the chapter we describe a clinical
vignette using Figure 12.1.

Couple Relationships

Prior research suggests children are affected by the quality of their parents’ rela-
tionships (Fear et al., 2009; Riggio, 2004; Spath, 2007; Sturge-Apple, Skibo, &
Davies, 2012). Armistead and her colleagues (1995) noted parental physical ill-
ness could trigger or exacerbate relationship conflict, which in turn can impact
the quality of parenting (Armistead et al., 1995). The authors also described the
increased risk of parents experiencing depression, which has been associated with
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Figure 12.1 Example of a Genogram Identifying Family Illnesses

parental illness (see Chapter 3) (Armistead et al., 1995). When a parent is diag-
nosed with an illness, providers should assess the couple relationship without
children present. If parents are divorced or separated, providers should still try to
meet with both the well and ill parent to learn about their relationship history,
co-parenting strengths and challenges, and views regarding how the illness has
impacted the family. If a couple is distressed, couples therapy or a support group
for couples coping with illness in a partner should be discussed as a treatment
option (Alati, 2014). Given the risk of depression among individuals coping with
chronic illness and their partners (see Chapter 3) and the negative impact depres-
sion can have on parenting (Hanington et al., 2012), we recommend that provid-
ers screen both partners for depression, at minimum at diagnosis and if possible
throughout treatment (see Chapter 11).

Helping Parents Talk to Children about the lliness

Providers working with families coping with an ill parent should facilitate more
effective and open family communication, especially about the illness, treatment,
and side effects. Parents may worry about telling their children about the illness
(e.g., Kennedy & Lloyd-Williams, 2009). Some parents will want to protect their
children by disclosing little to no information. Although this is understandable,
trying to hide the illness or withholding information is generally not in the best
interest of children. Many providers and scholars suggest that helping parents
communicate age-appropriate information to their children can be beneficial for
both parents and their children (Barnes et al., 2002; Lewis et al., 2015; Paliokosta
et al., 2009).

Although children mature in similar ways through each developmental stage,
children are unique and may develop at different rates. A child may know more
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about the illness than parents realize, or a child could have misperceptions about
it. Thus, providers should ask children about their understanding, fears, and con-
cerns (e.g., “Do you know what diabetes is? Tell me about it.” or “What does
cancer mean?”) and not assume parents are fully informed about their children’s
experiences because they are often overwhelmed with the diagnosis, treatment,
and many medical appointments.

For example, Myant and Williams (2005) studied illness understanding among
children ages 4 to 12 years and reported “the most frequent definition of illness
was based upon the presence of symptoms and feeling poorly,” even among some
of the 4- and 5-year-old participants (p. 118). As children get older, their under-
standings of illness and health tend to become more complex (abstract thinking)
and their knowledge about specific illnesses tends to increase (Myant & Williams,
2005).

Providers should help parents use age-appropriate language when discussing
the illness with their children, and parents should not give too many details to
younger children because it can be overwhelming and beyond their understanding.
Koopman, Baars, Chaplin, and Zwinderman (2004) examined children’s devel-
opment of illness understanding as they got older. They reported that between
ages 7 and 11 (corresponding with Piaget’s concrete-operational phase), children
are able to understand mind-body separation, that is, that illness can be caused
from inside of the body and affect parts of the body and can be treated through
behavior (e.g., taking medication). At this stage of development, children also
begin to understand analogies. The authors recommend that until children reach
this level of understanding, adults should explain illnesses using brief, general
terms (Koopman et al., 2004). Once children reach this level, parents can also use
analogies to help children understand an illness, such as the “heart is a pump”
(Koopman et al., 2004, p. 369).

Possible Misperceptions and Fears

When working with the children of ill parents, it is important to ask if they have
any worries or concerns and to educate parents about possible fears and concerns
their children might be experiencing. As Rolland (1994a) noted, “catastrophic
fears and fantasies held silently are far more destructive than realistic concerns
that are aired and relieved by the parents” (p. 223). There are many mispercep-
tions children may have about the parent’s illness, such as the prognosis of the
illness. For example, a child who sees a diabetic parent have a hypoglycemic
episode may worry that her parent is going to die. Conversely, a child may not
realize the extent to which a parent is ill if he/she is terminal or has a poor prog-
nosis (e.g., in some cases of cancer). Another misperception a child could have is
believing the illness is somehow his fault or a punishment for his own bad behav-
ior (Diareme et al., 2007). Preschool-age children might believe they should not
play with friends and enjoy themselves while their parent is ill, and adolescents
may feel their desire to go out with peers is wrong when their parent is at home
not feeling well (Diareme et al., 2007).

Some children worry their parent could die (Maybery & Reupert, 2010). In
cases of more advanced or terminal illnesses, this is a realistic fear that should be
addressed by providers and parents (see Chapter 14). Yet, for more manageable
or chronic illnesses this fear can be addressed by explaining how the illness will
be treated and describing the positive prognosis (e.g., “Mom is not going to die.
Diabetes is something she can take care of by taking her medicine and eating
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well; doing these things will keep her healthy” or “Dad’s cancer was caught early,
which is a really good thing. The doctors think they will be able to help him
get better by giving him chemotherapy, which is a strong kind of medicine to
fight the cancer”). Younger children may worry about developing the illness from
their parent. Providers should help parents explain to their children they will
not “catch” the illness from the ill parent and reassure them in developmentally
appropriate ways.

Children, especially adolescents, often worry about changes in family func-
tioning and daily routines. They report being concerned about who will take
them to extracurricular activities or what will happen during holidays and vaca-
tions if, for example, mom or dad is feeling sick because of side effects from
the chemotherapy. Older children have reported worrying that family life and
routines will never “feel normal” again. Providers can help children express their
fears and concerns directly to parents and help parents provide reassurance and
accurate information as needed. Some children may feel anxious about expressing
their feelings to parents, which depends on the type of relationship parents had
with their children prior to the parental illness (e.g., secure attachment, insecure
attachment, close, or distant). When children are securely attached to parents,
they are more likely to feel comfortable openly expressing their emotions (see
Chapter 2).

In addition to experiencing fear, children may experience confusion, sadness,
shame, guilt, and anger. Providers should help prepare parents for the range of
emotions children could experience and indicate that just because their children
are not outwardly expressing distress, it does not mean they are not experiencing
any illness-related emotions (Armsden & Lewis, 1993). Any significant change
in behavior (e.g., withdrawing, oppositional behavior) can be a sign a child or
adolescent is struggling (Armsden & Lewis, 1993). Providers can: (1) help parents
model open emotional expression to their children, (2) help parents explore and
validate their children’s emotions, and (3) help children learn how to identify and
express their emotions.

Providers should work with parents and children to help them identify and
use healthier ways to express feelings to each other and utilize adaptive coping
strategies. After children’s understandings of emotions have been assessed, pro-
viders can ask children the following questions: (1) “How do you know when you
are scared/sad/mad?” (2) “What do you do when you feel this way?” (3) “What
could you say to mom or dad to let them know you are feeling this way?” Pro-
viders can encourage children and parents to openly talk about adaptive ways to
cope with strong feelings. Younger children, for example, may cope with feeling
sad by sitting on a parent’s lap or cope with feeling angry by running around
in the backyard. Older children may talk to a close friend or write in a journal.
When parents understand their children’s emotions and are aware of their coping
strategies, they can be more attuned and responsive to children’s needs and facil-
itate positive emotional coping.

Preparing Children for the lliness

Children will experience their parent’s illness in myriad ways, depending on the
type of illness and prognosis, their personality, gender, culture, and develop-
mental stage. A child or adolescent may witness a parent experiencing physi-
cal symptoms, help with care, or visit a parent in the hospital. Providers should
help parents prepare children for these experiences, especially more frightening
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experiences like visiting a parent in the hospital (Knutsson & Bergbom, 2007).
For example, a child of a parent with diabetes should know how to recognize
if a parent has become severely hypoglycemic and what to do to help (Rolland,
1994a). A child cared for by a parent at high risk for a stroke or cardiac issues
should know what to do if an emergency occurs. Even preschool age children can
be taught what constitutes an emergency and how to dial 911. Older school-age
children and adolescents may be able to give a hypoglycemic parent a sugary
snack or a drink or administer an emergency glucose injection (Rolland, 1994a).
Providers should help parents consider possible scenarios regarding how to pre-
pare children in age appropriate ways and facilitate open communication between
parents and children.

Some parents may be hospitalized during their illness. What children worry
about is often worse than what is actually occurring to their ill parents; visiting par-
ents while they are hospitalized can be comforting for children. Providers should
keep in mind that children who do not want to visit a hospitalized parent should
not be forced to do so (Clarke & Harrison, 2001). Instead, providers should help
parents explore this with their child to see if there are any unaddressed fears or
underlying emotions related to the avoidance of the hospital.

Children and adolescents who are uncomfortable visiting a parent in the
hospital should be encouraged to still communicate with their ill parent (e.g.,
over the telephone or Google chat). Infants and toddlers who are too young to
understand a parent’s hospitalization will not benefit from hospital visits in the
same way an older school-age child will; younger children will benefit more from
maintaining family routines at home (Clarke & Harrison, 2001). Before a child
is brought to the hospital, the well parent (or primary caregiver) should explain
what the child might see, including any altered appearance of the parent (e.g.,
bruising, IVs, monitors), and explain what the child can expect from the ill parent
(e.g., “Mommy is very sleepy and will not be able to talk much” or “Dad will be
in a hospital bed, but he is feeling good today and is looking forward to hearing
about your day at school”).

Using Children’s Books as Resources

Children’s books can be an excellent resource for parents. There are many books
about parental illness written for children of various ages. Parental cancer is the
most common illness addressed in children’s books, but there are also more gen-
eral books about parental illness. Parents can read books to younger children to
help begin illness or death-related conversations (e.g., Gutiérrez, Miller, Rosen-
gren, & Schein, 2014), provide age-appropriate information, and normalize chil-
dren’s experiences. Providers may also consider utilizing (or recommending to
parents) children’s books that help children identify and express their emotions.
This can help children learn how to recognize and talk about their feelings and
help parents better understand their children’s emotional experiences. At the end
of this chapter, we provide a list of books that address parental illness and help
children express their emotions.

Maximizing Support Systems

Parental illness can place enormous stress on the family system (Rashi, Wittman,
Tsimicalis, & Loiselle, 2015). Providers should help families identify support
from the community and extended family members. Given the importance of
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maintaining family routines, garnering social support is essential. If parents are
unable to care for their children because of a physical impairment or a demanding
treatment regimen, other trusted family members or friends can provide functional
and emotional support (Armsden & Lewis, 1993). Children need consistency;
when an ill and well parent feel supported, they can better focus on the needs of
their children and be more emotionally available (Armsden & Lewis, 1993).

Grauf-Grounds (2007) described an intervention that can help increase social
support. She encourages families to make a list of people who can provide dif-
ferent types of support (e.g., a ride, a meal, emotional support). Then each per-
son on the list is mailed or emailed a brief letter asking them to identify one or
two ways they could support the family. The family is then encouraged to place
all responses in a visible place so they are reminded of available social support.
Providers can also facilitate in-person meetings with family members and possi-
ble support persons to help explain the demands of the illness and needs of the
family. During this meeting, support persons are encouraged to identify specific
ways they can help by providing both practical and emotional support (Grauf-
Grounds, 2007).

Guidelines for Diverse Clinical Settings

As mentioned in the earlier illness chapters, mental healthcare providers in diverse
practice settings will at some point interact with families coping with parental
illness. We hope our recommendations are helpful to all providers (e.g., primary
and tertiary care, private practice, community mental health). Yet, there are some
differences in the approach to care based on whether a provider is part of an
integrated medical setting or works in a mental healthcare setting (e.g., private
practice or a community mental health center).

Providers working in medical settings are most likely to be referred a parent
coping with a chronic illness. Additionally, since medical care tends to be more
patient-centered, ill parents are more likely to be referred for individual ther-
apy. In order to identify the family’s needs, we recommend integrated mental
healthcare providers first ask if patients are parenting children at home (see Chap-
ter 11). Mental healthcare providers who are integrated in medical settings also
tend to provide more short-term support and psychotherapy services. Providers
in this role should keep in mind they may need to refer the entire family or some
family members for long-term individual, couple, or family therapy if there are
more serious mental health or relational issues.

Providers in community mental healthcare or private practice settings are
more likely to be referred individuals or families with psychological or relational
presenting problems. Yet, clients may not at first talk about experiencing parental
illness as part of the presenting problem. Instead, they often describe relationship
issues, behavioral issues in children, and emotional distress. We encourage all
providers to ask about any past or current illnesses in the family. Additionally,
providers in private practice and community mental healthcare centers tend to
face greater challenges regarding collaborating with medical providers, which we
address in the next section.

Interdisciplinary Collaboration

Families interface with school, healthcare, and government systems. Provid-
ers should collaborate and partner with staff in these multiple systems to help
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support families coping with parental illness. Medical providers can provide men-
tal healthcare providers with important information about the illness (e.g., onset,
stage, prognosis). For example, a medical provider may report one prognosis,
while family members could have a different understanding. Providers can facil-
itate improved communication between medical providers and families to help
them developed a shared understanding of the illness.

Healthcare teams tend to include multiple providers, so clinicians should be
comfortable collaborating with more than one provider (e.g., primary care pro-
vider, specialists, nutritionist, nurse navigator, medical social workers) (McDan-
iel, Doherty, & Hepworth, 2014). Providers who are fully or partially integrated
into medical settings tend to have better access to medical providers; they may
have joint meetings with the treatment team and the family (McDaniel et al.,
2014). Mental healthcare providers in private practice or in community mental
healthcare settings will need to be more intentional if they want to collaborate
with medical providers. Before contacting them, it is important to first talk about
it with the family and obtain written releases of information (McDaniel et al.,
2014) (see Chapter 15). After releases of information are signed, providers can
initiate contact with medical treatment teams and let them know about their
work with the family, as well as offer ongoing collaboration. At the very least,
providers should ask about medical providers’ views of the illness and, if known,
the family’s adjustment.

If children are having any problems in school, providers in consultation with
parents should contact the school to understand what is happening in the class-
room. Providers, with parental permission, may need to inform a teacher about
the parental illness. They can coach parents to have more open discussions with
their child’s teacher regarding their child’s needs. If school personnel are aware of
the parent’s illness, they may be able to provide additional emotional and prac-
tical support.

Attending to Culture

In order to effectively work with families, providers should attend to a fami-
ly’s cultural background (e.g., race, ethnicity, SES, language, religion) because it
influences how families will cope and adapt. As discussed earlier in the chapter,
paying attention to individual and family developmental stages, as well as the
larger family system and family illness history, is important. As we explored in
the previous illness chapters, providers should also attend to the culture of the
family, because beliefs about illness and the illness experience are influenced by
families’ cultures (e.g., race, ethnicity, SES, spiritual beliefs) (McDaniel et al.,
2014; Rolland, 1994a).

Additionally, providers should attend to factors related to the illness. As dis-
cussed in Chapter 2, Rolland’s (1984, 1987a,b, 1988, 1994a, 1994b, 1999, 2005)
FSI model is a helpful way to conceptualize salient illness factors, such as the type
of illness onset (e.g., sudden), course of the illness (e.g., relapsing), prognosis (e.g.,
chronic, terminal), how much incapacitation/disability the ill parent will expe-
rience, and the level of unpredictability of the particular illness. Keeping these
illness factors in mind will help providers better understand how a particular
illness could impact the family. Additionally, providers will be better prepared to
address possible illness transitions, which can be particularly stressful for fami-
lies. For example, understanding the course of a parent’s multiple sclerosis could
help providers prepare families for illness-related flare-ups. Understanding that a
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parent’s cancer treatment may cause temporary incapacitation can help providers
facilitate open family discussions about temporarily shifting roles in the family so
they can adapt to the acute phase of cancer treatment. Next we present a clinical
case vignette to illustrate the importance of exploring children’s understandings
and concerns about their parents’ illness.

Clinical Vignette

Claire is a family therapist in a private practice who receives a referral from a
family medical provider at a nearby primary care practice. The referral is for a
family that includes Robin, a middle school teacher (37) of mixed Western Euro-
pean descent; her husband, Tom, an IT director (42) of German-Irish descent;
and their son, Colin (11) (see Figure 12.1). The referring provider states that he
is concerned about the family’s stress level and adjustment to Robin’s illness. Six
months ago, Robin was diagnosed with cervical cancer and has been undergoing
treatment. Robin and Tom talked to Colin about the cancer diagnosis soon after
they received it, and they kept Colin informed about the treatment and progno-
sis. Robin has taken a medical leave from her job to focus on treatment, but she
is worried about the family’s financial situation if she is not able to return next
fall. In addition, Tom’s father was diagnosed with Alzheimer’s disease over a year
ago. His mother is his father’s primary caregiver, but Tom is his mother’s main
emotional support, and he helps to manage their finances and coordinate his
father’s medical appointments. Although Robin appreciates Tom’s dedication to
bis parents, she feels he has been less supportive to her because he is also caring
for his parents. Consequently, she sometimes feels resentful.

Recently, Colin has been experiencing anxiety about going to school; his
teacher reported his participation in class has decreased dramatically and he has
become more withdrawn from bis peers. Robin and Tom are not sure what is
going on with Colin; they worry they should not have told him as much about
Robin’s cancer and treatment. Claire meets with the family. Using a multigenera-
tional lens and a genogram (see Figure 12.1), she quickly identifies the dual stress-
ors the family, and particularly Tom, are facing with Robin’s and Tom’s father’s
illnesses. Claire meets with Robin and Tom to first assess the couple relationship;
they report they have been arguing more often and both feel misunderstood and
not supported by the other. When Claire assesses the family in a joint session, she
asks Colin to tell her about what he understands about his mother’s illness. While
discussing what he knows, Colin begins to cry and admits he looked up cervical
cancer online and read his mom could die from it. Robin and Tom are surprised
that Colin did not come to them to talk about this; Colin reveals he did not want
to make them more sad and upset, especially during his mom’s tough treatment
regimen. Claire meets with the family to help them communicate more openly
with each other, finds caregiving and respite support for Tom and his parents,
and meets with the couple to work on supporting each other and more openly
expressing their needs.

Conclusions

Parental illness affects all levels of the family system. When providers attend to
these multiple levels, they are able to conceptualize and address psychosocial
issues for parents and their children. These include attending to children’s devel-
opmental stages, the family life cycle, the couple, the extended family system,
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social support, larger systems (e.g., the medical system), and contextual factors
(e.g., culture). Providers should help parents more openly talk to their children
about the illness. Children will experience a range of emotions throughout the
course of a parent’s illness; parents can help their children express and cope with
their emotions in healthy ways.

What Clinicians Need to Know about Working
with Families Coping with Parental lliness

1 Do not assume you fully understand what a child knows about his/her
parent’s illness; ask the child directly, if possible, or coach the parent to
ask the child directly.

2 Educate parents about encouraging emotional expression and encour-
age them to help their children identify their feelings.

3 Encourage parents to engage in an ongoing open dialogue with their
children about the illness.

4  Consider each family member’s individual developmental stage, cul-
ture, and family life cycle stage.

5 Help families identify and maximize their support systems to decrease
parental stress and increase consistency for children.

6  Assess the parent’s couple relationship because it can affect not only
their ability to cope with an illness but also their children’s well-being.
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CHAPTER 13
I

EVIDENCE-SUPPORTED TREATMENTS
FOR PARENTAL ILLNESS

Maureen Davey

The U.S. healthcare system is fragmented, which makes it difficult for patients and
their families to navigate it (Blank, 2012) and for providers to coordinate care so
they can routinely support families when a parent has a chronic or a life-threatening
illness. As we described in the second part of our book, when a parent is diagnosed
with an illness, children and adolescents are often reluctant to verbalize their fears
and concerns because they do not want to add to their family’s burdens (Colletti et
al., 2009; Pakenham & Cox, 2012; Worsham et al., 1997). Schools, recreation pro-
grams, and other sources of community support are often not aware of the situation
or prepared to help children, youth, and their parents at this tough time (Scholten
et al., 2013). Many families report struggling to meet the demands of coping with
a parental illness, especially single, low-income parents who tend to have fewer
resources and less support (Evans & Kim, 2013). Some parents have limited finan-
cial resources, minimal respite support, poor communication with the education
and healthcare systems, and competing work and family demands (Evans & Kim,
2013). Unfortunately, this can lead to families becoming socially isolated at a time
when they most need psychosocial support (Wills & Ainette, 2012).

Throughout this book we have described how different types of parental ill-
nesses can have a profound impact on a child’s or adolescent’s development, phys-
ical and mental health, and well-being (Pakenham & Cox, 2012). We recommend
that providers consider using a family-centered approach to care (see Chapter 2)
and become familiar with a range of evidence-based and promising (defined as
an intervention that is effective but does not yet have enough empirical support
to be designated an evidence-based intervention) support services. For example,
parent-only, parent—child, child- or adolescent-only, and in-home psychosocial
support services should be part of the practice of healthcare providers who have
direct contact with families coping with parental illness (Gladstone et al., 2015;
Scholten et al., 2013).

There are many different types of support programs and services that are
beyond the scope of this chapter to review. In this chapter, we decided to review
three promising or evidence-supported prevention programs because they illus-
trate different modalities (e.g., parent and child sessions, in-home services, and
support groups). Most have been evaluated and adapted for diverse populations,
and two (Family Talk and Teens and Adults Learning to Communicate) of the
three are available online. In this chapter we will review interventions to help
families coping with parental: (1) depression (Family Talk: Beardslee et al., 2007),
(2) breast cancer (Enhancing Connections Program: Lewis et al., 2006), and
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(3) HIV (Teens and Adults Learning to Communicate [TALC]: Rotheram-Borus et
al., 2006). We also describe the importance of adapting interventions so they are
culturally relevant for diverse populations as well as training to become a culturally
competent healthcare provider. Since depression tends to co-occur with experienc-
ing a parental illness, we first review an evidence-based prevention program for
families who are coping with parental depression, Beardslee and colleagues’ Family
Talk Program (Beardslee, 2009; Beardslee et al., 2003, 2007, 2010).

Parental Depression: Family Talk Program

As described in Chapter 3, there are many safe and effective strategies for treat-
ing adults diagnosed with depression, including cognitive behavioral therapy,
interpersonal therapy, and medication. Yet few researchers and clinical providers
report whether the adults treated are parents or whether a parent’s treatment for
depression affects his or her children (Beardslee, 2009; Colletti et al., 2009). Some
promising preventive intervention strategies for parents coping with depression
include treating the parents, providing assistance with parenting, and using a
two-generational parent—child clinical approach (e.g., Munoz et al., 2012). The
Institute of Medicine (2009) reported that according to both parent and child
reports, parenting programs can be useful and effective (IOM, 2009).

Although promising, we do want to note that this is an area that has some chal-
lenges, for example: (1) developing a healthcare system that routinely provides
two-generational parent—child treatment for parental depression; (2) responding to
the needs of vulnerable populations, especially low income, culturally and ethnically
diverse families; (3) responding to families experiencing depression along with other
types of family adversity; and (4) developing interventions that build on collabo-
rative and comprehensive service models (Beardslee, 2009; Beardslee et al., 2010).
Some additional challenges are the lack of a trained workforce and infrastructure to
support the introduction of new prevention programs, not having a payment system
to reimburse for these services, and a focus on prevention as opposed to our current
focus on treatment in the U.S. healthcare system (Blank, 2012).

Beardslee’s Family Talk Program targets the entire family and utilizes a family-
centered approach to care (Beardslee, 2009; Focht-Birkerts, & Beardslee, 2000).
It is a preventive intervention that was first developed in 1991 in Boston, Massa-
chusetts, for families in which one or both parents had an affective disorder (e.g.,
depression, bipolar) and were parenting at least one child between 9 and 14 years
old (Beardslee et al., 2003; Beardslee, 2009). Beardslee and his colleagues chose
this age range because of the increased risk of children developing affective dis-
orders in middle adolescence (Riley et al., 2008). Since the program was first
developed 25 ago, it has been used with children between the ages of 4 and 25 in
families who have at least one child in early adolescence (Beardslee et al., 2003).
This is an evidence-based model that has been evaluated in three separate ran-
domized clinical trials (e.g., Beardslee et al., 2003, 2007) and has been dissemi-
nated in diverse practice settings (e.g., primary care, community health centers);
it received a 3.5 out of a possible 4.0 in the National Registry of Evidence-Based
Programs and Practices for strength of evidence (see http://SAMHSA.org).

Godals of the Family Talk Program

The Family Talk Program is an evidence-based, short-term (6 to 8 sessions),
intensive, psychoeducational family-based program with short (1 to 2 weeks) to


http://SAMHSA.org

Downloaded by [National Library of the Philippines] at 23:05 01 November 2017

Evidence-Supported Treatments 197

long-term follow-ups (6 months, 1 year) (Beardslee et al., 2007; Bearsdlee, 2009).
Myriad clinical strategies are used to help families cope with parental depression,
such as: (1) teaching about depression, (2) assessing all family members and mak-
ing referrals as needed, (3) helping the family develop a sense of hope about the
future, and (4) linking cognitive information (Beck, 1963) to both the individual
and family views on affective illness and the life experiences of each family. The
main goals are to: (1) inform parents, (2) help parents tap into their resilience
and encourage it in their own children, (3) help families plan for the future, (4)
help families develop new strategies for talking about the illness, (5) develop new
behaviors and attitudes about the illness, and (6) develop new ways to cope that
lead to resilience and more open communication between parents and children
(Focht-Birkerts & Beardslee, 2000).

Family Talk includes family meetings as well as individual sessions with par-
ents and separate sessions with children (Riley et al., 2008). The number of
sessions (6 to 8 sessions) varies depending on the family’s needs and the clin-
ical setting. There is a treatment manual available online for diverse provider
populations, such as pediatricians, internists, family practitioners, psychologists,
psychiatrists, social workers, and family therapists (see web-based training in
Family Talk at www.fampod.org/). Completing a training program (online and
in-person training, review of cases, reading relevant literature and group discus-
sion, clinical supervision, and evaluation of pilot cases) is recommended by the
developers, and this can be tailored to the clinical setting and the population
treated. Beardslee and his colleagues also recommend that providers have some
prior clinical experience with affective disorders and with children and youth
(Beardslee, 2009).

Although the child who is coping with a parent diagnosed with depression is
the focus of Family Talk, a primary goal for parents is to more openly communi-
cate about their depression with offspring; the family can then begin to develop
a shared understanding and more open communication with each other. Family
Talk is built on the premise that the family has untapped resources; the provider’s
task is to help the family identify and utilize these untapped family resources.
Additionally, the provider is considered a facilitator versus an expert who decides
what should be done in each session. The main goal of Family Talk is to help
family members first better understand the parental depression and each other’s
views, communicate more openly, and develop a better understanding of parental
depression in the context of the cognitive information offered (Beardslee et al.,
2003).

Family Talk Modules

There are seven modules in Family Talk that are described next (see Table 13.1
and web-based training in Family Talk at www.fampod.org/).

Session 1

As summarized in Table 13.1 at the conclusion of this section, the first session is
an introductory session with the parent(s) that involves: (1) explaining the timing
and purpose of the intervention, (2) developing a strong therapeutic alliance with
parents, (3) taking a history of the parental depression, (4) identifying the parents’
main concerns and defining goals for the family intervention, (5) getting a release
of information from the provider treating the parent diagnosed with depression.
While taking the history of the parent’s depression, questions are first directed
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toward the ill parent and then providers should ask partners/spouses (when there
is a two-parent family) their views about the depression. This facilitates perspec-
tive taking and developing a strong therapeutic alliance with both parents.

Session 2

The second session is also with just the parents in order to provide psychoeduca-
tion and to ask about their understanding of the family’s experiences regarding
the parental depression. There are four goals for the second session with parents:
(1) continue to ask about the family’s experience with depression (affective ill-
ness), focusing more on the spouse’s/partner’s views when there is a two-parent
family; (2) present psychoeducational information about the cause, symptoms,
and treatment for depression; (3) describe the characteristics of resiliency in chil-
dren/youth; and (4) help parents consider their children’s current levels of func-
tioning and talk about any concerns regarding their adjustment to the parental
illness.

Session 3

The third session is a meeting with the children separately, with the parents’
permission. There are three main goals for this session: (1) acknowledging the
importance of the children’s views and developing a strong therapeutic alliance,
(2) assessing the children’s current levels of functioning and asking questions
regarding their understandings of and responses to the parental depression, and
(3) helping the children/youth talk more openly to their parents regarding ques-
tions or concerns that can be later discussed during the family meeting (fifth ses-
sion). This latter goal is very important because many children are hesitant to
disclose concerns or fears to their parents, but they may be comfortable giving
the provider permission to share their concerns and feelings during the family
meeting (fifth session). Beardslee (2009) noted that children’s responses during
the Family Talk sessions will vary depending on their ages, developmental levels,
amount of disruption (e.g., parent’s irritability, lethargy, lack of responsiveness at
home), and tension in the family. It is the provider’s job to help children openly
express their feelings and help bring these forth in the family meeting so they can
have an open and honest discussion with their parents in which any feelings and
concerns will be validated by family members.

Session 4
During the fourth session, the provider again meets with parents separately to
plan the family meeting (fifth session). There are three main goals for this ses-
sion: (1) providing parents with an overview of their children’s current level of
functioning, (2) connecting parents’ perceptions of depression with their chil-
dren’s experiences of their affective illness, and (3) asking parents to help plan
the family meeting with their children during the fifth session. As the provider
and parents plan the family meeting, the provider reviews the psychoeducational
information as well as characteristics of resilient children. The provider should
also remind parents that they can help their children be resilient by being open to
their children’s questions during the family meeting without getting defensive or
inadvertently shutting down the conversation.

Some parents may decide to talk to their children about a specific incident, for
example, when they were hospitalized for severe symptoms of depression; other
parents may want to talk in more general terms. It is up to parents to decide the
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main focus of the family meeting, in consultation with the provider (Beardslee,
2009). Some parents may be reluctant to openly talk to their children because of
their feelings of shame as a parent. In these cases, providers may have to take a
more active role and ask parents to talk about any fears about having an open
discussion with their children and reassure them that coming together as a family
to openly share feelings and experiences is a first step toward coping better as a
family.

Session 5

The fifth session is when the family meeting occurs with parents and children
together. Beardslee describes this session as the most important part of Family
Talk (Beardslee et al., 2003, 2007, 2010). The primary goal of the fifth session is
to help the family develop a shared understanding of the parental illness and val-
idate parents’ and children’s experiences. The goal is to empower parents to view
and present the depression to their children as an illness that may have affected
the family but can now be openly discussed and understood. Beardslee (2009) and
colleagues suggest there are six principles for a successful family meeting: (1) pay-
ing attention to the timing of the meeting, (2) gaining a commitment to the pro-
cess from the entire family, (3) identifying specific major concerns and addressing
them, (4) bringing together and reconstructing the family history, (5) developing
a plan to talk more than once, and (6) drawing on all available resources to get
through the parental depression together as a family (see Table 13.1). For some
families, providers will only need to provide minimal direction; for other families
who are reluctant to openly share their experiences and feelings, the provider may
have to take a more directive role to facilitate an open discussion between parents
and their children.

Session 6

The sixth session is when a 1-week follow-up and check-in with the family occurs.
During this session, providers review how family members felt about the family
meeting, in particular how the children felt about it, and to help parents consider
how to address concerns about their children and questions that their children
might still have after the family meeting. This is also when risk factors and how to
facilitate resilience in children are reviewed. One of the main goals of this session
is to help parents view the intervention as the beginning of an ongoing process.
The tasks of the sixth session will reflect what was covered during the previous
session, the family meeting (Beardslee, 2009).

Session 7
The seventh session is a long-term follow-up (6 months, 1 year). The purpose
of this session is to: (1) encourage the family to use the provider as a resource;
(2) review and reinforce what they learned in Family Talk, focusing on the fami-
ly’s unique experiences; and (3) assess the family’s functioning since the last inter-
vention session (sixth session). The follow-up typically includes one meeting with
parents, but children can be included if parents request it. Additionally, this ses-
sion reminds parents that the provider is a resource who is available to them in
the future (www.fampod.org/). A summary of the seven Family Talk sessions is
described in Table 13.1.

We do want to note that not all clinics have the infrastructure and resources
to do the sixth and seventh sessions, which require short-term (1 week) and
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long-term (6 month to 1 year) follow-ups with parents and their children. We do
recommend, at minimum, asking how families have been coping since complet-
ing the Family Talk program to solidify the changes and to consider doing some
booster sessions, as needed (see Chapter 11).

Helping Parents Focus on Their Children

Beardslee and colleagues reported it is important for parents to recognize
the impact of the depression on their children/adolescents (Beardslee, 2009).
Although it may be difficult for parents to acknowledge that their depression
has been stressful for children, worries and fears about causing extreme distress
to their children may not be accurate; this is a cognitive distortion that can
occur with depression (Beck, 1963). Thus, a more realistic understanding of
their children’s strengths and problem areas can help to reassure parents. Part
of the task for parents in Family Talk is to think about how family experiences
with the parental depression have been interpreted by their children. Then the
provider can coach the parent(s) to help children openly talk about experiences
of the parent’s illness, reassuring children they are neither to blame nor respon-
sible for the illness.

Sessions with the parents (see sessions 1, 2, 4 in Table 13.1) explore specific
strategies parents can use to help their children cope with the parental illness,
such as: (1) clarifying for children what has happened to the parent and to the
family; (2) making sure children do not feel responsible for the parent’s illness;
(3) helping children talk about their own experiences and letting them know
they will be not be limited by the parent’s depression; (4) identifying supports
for children, with particular attention paid to reestablishing those routines that
were disrupted by parental illness; (5) discussing current difficulties children are
facing; (6) anticipating and seeking treatment for children if needed; (7) iden-
tifying the family’s resources and adaptive capacities; and (8) emphasizing the
need for ongoing open discussions of children’s experiences and needs. At the
end of these sessions, parents are encouraged to talk about what they hope to
accomplish during the family sessions. Then, family sessions are held to present
this information to their children.

Help Families Develop Hope for the Future

Family Talk focuses on families’ hopes for the future and how they have been
affected by parental depression (www.fampod.org/). Providers should ask par-
ents to share thoughts about their children, hopes for the future, and how these
hopes have been affected by the illness. Beardslee and colleagues also recommend
that providers who are learning Family Talk first examine their own views about
raising children (Beardslee et al., 2003; Focht-Birkerts & Beardslee, 2000) to help
identify positive and realistic ways to improve children’s coping with parental
depression.

The principles of Family Talk have also been used in other programs and inter-
ventions, including Family Connections (Head Start and Early Head Start teacher
training for supporting families facing adversities) and FOCUS (a resiliency pro-
gram for military families) (Beardslee, 2009; Silverstein et al., 2011). In the U.S.,
Family Talk has been adapted for single-parent families of color (Podorefsky et
al., 2001), single-parent Latino families (Mufioz et al., 2012), and African Amer-
ican families (D’Angelo et al., 2009). Other adaptations have been developed
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for families in Australia, Costa Rica, Finland, Iceland, the Netherlands, Nor-
way, Rwanda, and Sweden. Treatment manuals are available in English, Dutch,
Finnish, German, and Spanish. Materials for Head Start parents and teachers
about resilience and depression are available at www.childrenshospital.org/
familyconnections. Web-based training in Family Talk and other resources is
available at www.fampod.org. Additionally, a tool kit for family service providers
is available online at http://store.samhsa.gov/product/SMA14-4878.

Next, we review a promising in-home prevention program that was devel-
oped to help mothers coping with breast cancer and their school-age children, the
Enhancing Connections Program (Lewis et al., 2006, 2015).

Parental Cancer: Enhancing Connections Program

As described in Chapter 4, an estimated 25% of adults within 2 years of an initial
cancer diagnosis are parenting children 18 years of age and younger (ACS, 2015).
Parents with cancer tend to understandably be less psychologically available and
struggle with communicating, supervising, and being consistent with discipline
as they navigate the tough cancer treatment regimen. As parents, they may also
display more hostility, irritability, and coerciveness, which are associated with
behavioral, social, and self-esteem problems in children (Lewis, 2004; Weaver
et al.,, 2010). Both structured peer support group interventions (Gottlieb &
Wachala, 2007) and family interventions (Niemela et al., 2010; Osborn, 2007)
have been developed to provide psychosocial support to children (ages 5 to 18)
who are coping with parental cancer, but unfortunately they have rarely informed
everyday oncology practice patterns (Deshields et al., 2013).

Peer support group interventions were developed to give children a chance
to share feelings about their parent’s cancer, improve their understanding and
knowledge about the psychosocial aspects of parental cancer, and improve coping
strategies (Greening, 1992; Heiney et al., 1996; Taylor-Brown et al., 1993). Two
types of children’s support group structures have been evaluated: (1) a fixed group
for the same child participants with the number of sessions varying from 5 to 10
(Call, 1990; Heiney et al., 1996; Taylor-Brown et al., 1993) and (2) workshops
with a changing combination of participants (Bedway & Smith, 1996; Green-
ing, 1992). Both parents and children who have attended support groups have
reported improvement in feelings of worry and isolation (Deshields et al., 2013).

Three structured family interventions have been developed and evaluated in
the U.S. to help families cope with parental cancer (Davis-Kirsch, Brandt, &
Lewis, 2003; Hoke, 1997; Lewis et al., 2006):

1 A short-term psychoeducation intervention (six to eight sessions) was
developed to help parents improve family communication and to pre-
vent difficulties among school-age children ages 8 to 16. Only paren-
tal outcomes were evaluated and not the impact of the intervention on
the children (Hoke, 1997). Parents diagnosed with cancer in this study
did improve recognizing their children’s concerns and better understood
their children’s experiences coping with parental cancer (Hoke, 1997).

2 Making the Most of the Moment uses a contextual model of parent-
hood, coping, and cognitive theory and targets mothers coping with
breast cancer (five sessions) to improve communication between moth-
ers coping with breast cancer and their children ages 8 to 12 (Davis-
Kirsch, Brandt, & Lewis, 2003). Parental outcomes were evaluated and
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suggest mothers improved managing the breast cancer and parenting
their children.

3 The Enhancing Connections prevention program, a promising preven-
tion program for mothers coping with breast cancer and their school-age
children which is described next (Lewis et al., 2006).

The Enhancing Connections prevention program includes five 1-hour in-home
sessions delivered every 2 weeks by a patient educator. Additionally, an inter-
active booklet about cancer is read by the mother to her child, a mother’s
workbook is completed by the mother and child together, and a “My Story”
child activity book is given to the child to write or draw about his/her moth-
er’s diagnosis, treatment, and the child’s feelings (Lewis et al., 2006, 2015). This
promising prevention program uses a contextual model of parenthood, coping,
and cognitive theory to help mothers who are coping with breast cancer improve
communication with their school-age children ages 8 to 12 (Lewis et al., 2006,
2015).

Both parental and child outcomes were evaluated in prior studies that included
primarily White, well-educated, two-parent, middle class families in six U.S.
states (Washington, California, Pennsylvania, Minnesota, Arizona, and Indiana)
(Davis-Kirsch et al., 2003; Lewis et al., 2006, 2015) to examine whether the pre-
vention program significantly decreased the mother’s depressed mood and anxi-
ety, improved the quality of parenting, and improved the child’s behavioral and
emotional adjustment to the mother’s breast cancer (Davis-Kirsch et al., 2003;
Lewis et al., 2006, 2015). A randomized control trial (Lewis et al., 2015) was
recently completed to evaluate mothers at 2 and 12 months after the intervention
was completed; they were assigned to either the treatment (Enhancing Connec-
tions Program) or to a control group (booklet and phone call describing how to
communicate and support their child). Findings suggest that compared to the
control group, mothers who completed the Enhancing Connections Program had
significantly less depressed mood, and 12 months later their children were less
depressed compared to the control group of children (Lewis et al., 2015). Yet,
Lewis and colleagues (2015) also reported their program did not significantly
impact parenting self-efficacy or anxiety among mothers, which should be tar-
geted in future studies.

Conceptual Framework of Enhancing Connections Program

The Enhancing Connections Program was developed 15 years ago from the inte-
gration of prior qualitative and quantitative studies with many mothers coping
with breast cancer and their school-age children (e.g., Davis-Kirsch et al., 2003;
Lewis et al., 2006, 2015) and a developmental-contextual model of parenting,
coping theory, and social cognitive theory. Lewis and her colleagues discovered
in their earlier descriptive studies that some mothers did not openly prepare
or talk to children about their breast cancer diagnosis and treatment, while
others disclosed too much information and inadvertently made their children
more anxious (Davis-Kirsch et al., 2003; Lewis, 2004). Parents reported they
felt ill-prepared to talk to their school-age children and struggled because they
had feelings of guilt about how the breast cancer affected their families (Lewis,
2004). Based on these earlier descriptive studies with parents and children,
Lewis and her colleagues developed an in-home prevention program to help
mothers diagnosed with breast cancer learn how to listen to their school-age
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children, be more attuned to what their children need to know, and manage
their own emotions while talking to children about their cancer diagnosis and
treatment (Lewis et al., 2006).

Lewis and her colleagues developed a five-session in-home prevention pro-
gram, Enhancing Connections, to improve the mother’s understanding of her
child’s perception of and coping with the parent’s breast cancer experience and to
help the mother support her child’s coping. Another goal is to improve the moth-
er’s ability to help her school age child by both supporting the child’s use of exist-
ing coping strategies and broadening the child’s use of additional effective coping
skills to minimize his/her stress levels. All home-based intervention sessions were
developed to improve the mother’s parenting skills and self-efficacy in the follow-
ing areas: (1) managing her own cancer-related anxiety and depressive symptoms
so her feelings do not overwhelm the child; (2) helping the mother attentively
listen to her child; (3) helping the mother learn how to illicit the child’s concerns,
feelings, questions, or issues; and (4) helping her improve the child’s coping skills
and helping the child to better adapt to the parental cancer experience.

Patient educators are trained to provide in-home sessions that include problem-
solving skills that are reinforced with homework done by the mother in between
the sessions (Lewis et al., 2006). The patient educator provides positive feedback
and encouragement in each session.

Enhancing Connections Educational Counseling
Sessions for the Mother

Five parts make up the Enhancing Connections Program: (1) five 1-hour in-home
patient education sessions every 2 weeks with the mother who is coping with
breast cancer, with handouts and assignments; (2) mother—child interactive book-
lets about cancer; (3) mother’s workbook; (4) child’s “My Story” booklet; and
(5) phone pager number so they can access the treatment team as needed. The
five educational in-home counseling sessions were developed and tested for fea-
sibility and acceptability by Lewis and her team in prior studies (Lewis et al.,
2006, 2015). The patient educator uses a structured script (see Table 13.2) in
each session. Printed handouts are also given to the mother during each home
intervention session to highlight the main points of each session.

Session 1

As described in Table 13.2, session 1, anchoring yourself so you can help your
child, helps the mother identify what makes her anxious about the breast cancer
and avoid transferring her anxieties and concerns to her child. The main goal of
the first session is to help the mother identify ways she can take care of herself and
help to alleviate stress related to her breast cancer experience. This session helps
the mother think of her own experience as distinct from her child’s experiences
and consider how she can manage her emotions in the presence of her child.

Session 2

Session 2, adding to your listening skills, helps to improve the mother’s ability
to listen and to not lecture when the child shares his/her thoughts and feelings.
The primary goal of this session is to improve the mother’s parenting self-efficacy
so she can encourage her child to more openly share thoughts and feelings. This
session helps the mother more attentively listen and validate her child’s thoughts
and feelings.
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Session 3

Session 3, building on your listening skills, helps the mother identify what she
knows about her child’s thoughts and feelings. The health educator teaches the
mother to use more open-ended questions to, for example, draw out a quiet child
and learn about his/her thoughts and feelings regarding the breast cancer experi-
ence. This session helps the mother listen to her child share her/his thoughts and
feelings while managing her own emotions about the breast cancer experience.
The main goal is to teach her how to illicit her child’s concerns or feelings in
developmentally appropriate and supportive ways, especially the child who is
withdrawn and reluctant to talk.

Session 4

Session 4, being a detective of your child’s coping, helps the mother observe her
child’s coping behaviors regarding the breast cancer. Health educators teach the
mother how to talk with her child to reinforce or develop adaptive coping skills.
This session helps the mother consider observations of her child’s coping behavior
and how she can improve her child’s coping with her breast cancer. This session
helps the mother reflect on her child’s coping skills and determine what is effective
and not effective.

Session 5

Session 35, anchoring skills and celebrating your success, is the final session devel-
oped to help the mother transition from the prevention program to ongoing expe-
riences with the breast cancer by helping her reflect on what she learned about
herself and her child during the program. The main goal of this final session is
to help the mother identify sources of support for maintaining the child’s coping
skills and the mother—child relationship after the program is completed. This ses-
sion helps the mother reflect on prior sessions regarding what she learned and
did in the program; self-monitoring and self-reflection are parts of parenting self-
efficacy. This session also helps the mother identify future resources for ongoing
support to maintain both her child’s coping and the quality of the mother—child
relationship. Table 13.2 summarizes the five in-home sessions.

Mother—Child Interactive Cancer Booklets

The mother—child interactive cancer booklet is a series of three interactive book-
lets that describe the mother’s breast cancer and its treatment. These child-
focused booklets describe, in age appropriate ways, breast cancer, surgery for
breast cancer, chemotherapy, and radiation therapy. One booklet describes breast
cancer and surgical diagnosis and treatment, another describes chemotherapy,
and the third booklet describes radiation therapy. Each mother can choose the set
of booklets most relevant to her course of treatment, in order to tailor the amount
and type of booklet each child is given.

These booklets were designed to be read aloud by the mother and her child
together in between sessions; there are specific, open-ended questions in each
booklet so the mother and child are guided through an open discussion about
the cancer. The built-in questions invite the child to talk about the breast cancer
so that the mother can gain a better understanding of her child’s views, includ-
ing any confusion, fears, and misinformation about the cancer; what the child
believes caused the cancer; and the child’s view of his/her role, if any, in causing
the cancer (e.g., the child is not the cause of the parent’s breast cancer). Mothers
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revealed in prior interview studies they often did not know how to help their
children talk about the cancer and did not know how to invite their children to
share their thoughts, questions, or feelings about what was happening related
to the breast cancer. The scripted, open-ended questions facilitate an open and
supportive conversation between the mother and child.

Mother’s Workbook

The mother’s workbook has session-specific activities and homework assign-
ments that focus on improving the mother’s parenting knowledge, skills, and self-
efficacy. Behavioral tips are also included in the workbook. For example, one
set of behavioral strategies helps her manage interactions with her child in emo-
tionally tough areas that are “hot spots” for the mother, such as addressing the
child when she/he asks, “Mom, are you going to die?” All the assignments and
the workbook text are designed to involve a feasible amount of time so that the
mother is not burdened or asked to do too much.

The Child's “My Story” Booklet

The “My Story” booklet is an interactive booklet developed for the child to write
in, draw in, and talk about with the mother in between the five in-home sessions.
It provides an opportunity for the mother to positively engage with her child. The
content encourages the child to disclose aspects of him-/herself to the mother to
help her understand what the child thinks, feels, and does.

Phone Pager Access to Patient Educator

A detailed phone log is kept by the provider to track every phone call from the
mothers to the patient educators. The mother is invited in the mother’s workbook
to call the pager number for support as she completes the homework assignments
in between the five in-home sessions or has difficulties talking to her child. Infor-
mation in the log includes the date and how long the call lasted, the issues dis-
cussed by the caller(s), and specific statements made by the patient educators. At
this time, information about training and the treatment manuals is not available
online, but we encourage providers to contact the developers at the University
of Washington (Dr. Lewis) to inquire about future training opportunities in this
in-home prevention program for mothers coping with breast cancer and their
children.

The third and final program reviewed in this chapter is an evidence-based
prevention program (support group format delivered in community settings by
two providers or members from the community) developed by Rotheram-Borus
and her colleagues first in New York City, and later in Los Angeles and abroad
(e.g., Thailand, Zimbabwe, Haiti, South Africa). This is a program for parents
(primarily mothers) coping with HIV and their school-age children (ages 11 to
18), Teens and Adults Learning to Communicate (TALC; Rotheram-Borus et al.,
2006, 2011).

Parental HIV: Teens and Adults Learning to Communicate (TALC)

Since 1992, the National Institutes of Health (NIH) has funded the development,
evaluation, and dissemination of family-focused HIV/AIDS prevention and inter-
vention programs (http://NIH.org). There are now many evidence-based HIV-
prevention programs that target the following: (1) parents or children diagnosed
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with HIV, helping school-age children cope with parental HIV; (2) couples cop-
ing with HIV in a partner; and (3) child/adolescent adjustment after parental
disclosure of an HIV infection (see a list of evidence-based HIV programs for
adults, couples, parents, and children at https://effectiveinterventions.cdc.gov/en/
HighImpactPrevention/Interventions.aspx). Additionally, some prevention pro-
grams target parenting and healthy communication about sex to prevent HIV
in adolescents (e.g., Parents Matter Program by Forehand and colleagues, www.
cdenpin.org/parentsmatter/programDescription.asp).

In this section, we review an evidence-based prevention program called Teens
and Parents Learning to Communicate Program (TALC), which has been dis-
seminated and evaluated in community settings with low-income diverse (Afri-
can American, Latino, Asian) families coping with parental HIV. In 1993, this
family-based HIV-prevention program was developed by Rotheram-Borus and
her colleagues in New York City, and it was later adapted for families living in
Los Angeles (Rotheram-Borus et al., 2012). TALC was developed to help parents
(primarily mothers) living with HIV cope with their diagnosis, parent better, and
engage in positive and healthy behaviors (Rotheram-Borus et al., 2006). Over
the last three decades, Rotheram-Borus and her colleagues have been developing,
evaluating, and disseminating TALC and other evidence-based prevention pro-
grams both in the U.S. and abroad (e.g., Rotherham-Borus et al., 2011).

TALC was first developed in the early 1990s, before antiretroviral therapies
were available. At that time, most parents diagnosed with HIV were expected to
die in a year, so sessions originally focused more on helping parents make plans
for custody, grief, and loss (Rotheram-Borus et al., 2005). With the development
of effective HIV treatment (HAART), as described in Chapter 5, modules and
sessions were revised because now parents can expect to live longer and be there
to care for their children.

TALC supports parents living with HIV/AIDS and their adolescent children
(ages 11-18) using social learning theory (people change their behavior over
time in response to opportunities and rewards), cognitive behavioral tech-
niques (positive thoughts and behaviors), and facilitating open communication
between parents and their adolescent children (Rotheram-Borus et al., 2006).
There are three main areas that TALC targets: (1) parents responding to their
serostatus (especially negative emotions of anger, depression, hurt, and hope-
lessness); (2) parenting while coping with HIV; and (3) post-death adjustment.
This family-based program includes two modules (24 sessions, 2 hours/session)
designed to be conducted out in the community to improve behavior and mental
health outcomes among parents coping with HIV and their adolescent children
(Rotheram-Borus et al., 2001, 2011). The first module for a small group of
parents (8 sessions) focuses on coping with the HIV illness and disclosure. The
second module for parents and their adolescents (16 sessions) focuses on open
communication and improving coping with parental HIV (http://chipts.ucla.edu/
projects/talc-la/).

The goals of TALC for parents living with HIV are to: (1) improve parent-
ing while ill (e.g., reduce family conflict, improve communication, clarify family
roles); (2) reduce mental health symptoms; (3) reduce sexual and drug trans-
mission acts; and (4) increase medical adherence and assertiveness with medical
providers (Rotheram-Borus et al., 2003). For adolescents, the goals are to: (1)
improve family relationships, (2) reduce mental health symptoms, (3) reduce mul-
tiple problem behaviors (e.g., drug use, criminal acts, school problems, teenage
pregnancy), and (4) aid school retention (Rotheram-Borus et al., 2006).


https://effectiveinterventions.cdc.gov/en/HighImpactPrevention/Interventions.aspx
https://effectiveinterventions.cdc.gov/en/HighImpactPrevention/Interventions.aspx
http://www.cdcnpin.org/parentsmatter/programDescription.asp
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http://chipts.ucla.edu/projects/talc-la/
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TALC has been evaluated in several large randomized control trials with
low-income HIV-infected parents in New York City and Los Angeles and their
adolescent children (ages 11-18) (e.g., Rotheram-Borus et al., 2012, 2014). Most
parents in these studies were low-income African American, Latino, and Asian
mothers, and the treatment manual has been culturally adapted for them. Fami-
lies who completed TALC were compared to families assigned to a control group
on mental health and health behaviors, including sexual behavior and substance
use. Over 2-, 4-, and 6-year follow-up periods, adolescents assigned to the TALC
intervention reported significantly less emotional distress, fewer conduct prob-
lems, and fewer family-related stressors and better self-esteem compared to the
control group of adolescents (e.g., Rotheram-Borus et al., 2006). Additionally,
emotional distress decreased faster among adolescents and parents who com-
pleted TALC compared to the families who were assigned to the control group
(Rotheram-Borus et al., 2012).

Training TALC Group Facilitators

Two leaders run each group so one leader can focus on the TALC content and the
other can focus on group process during sessions. TALC training lasts 2 weeks
in order to learn how to implement the program using the treatment manual; the
developers also provide ongoing consultations, as needed. Graduate students or
members of the community who are positive role models (with no more than a
10th grade education) have been trained in TALC (Rotheram-Borus et al., 2009).
The community members are chosen because they are good problem solvers,
are parents themselves, and are able to learn basic social learning and cogni-
tive behavioral change techniques. The first week of training focuses on common
principles and factors to facilitate behavior change, and the second week is a
review of the modules and scripts in the TALC treatment manual. The develop-
ers have stated they do not expect exact fidelity to the treatment manual, but at
minimum they want group leaders to follow the main principles for each group
session (Rotheram-Borus et al., 2009).

Adolescents and Parents Learning to Communicate

Adolescents (ages 11 to 18) are invited to participate in TALC if their parents
have already disclosed their HIV-positive status to them. Both parents and ado-
lescents receive a workbook to record their individual goals and accomplish-
ments during the program (Rotheram-Borus et al., 2001, 2003). In order to
reduce barriers to treatment, help with transportation, child care, and meals
are provided at each of the 24 sessions. Participants who miss a session can
complete a makeup. TALC includes a series of small support group sessions out
in the community, usually held on Saturdays (a morning 2-hour session and an
afternoon 2-hour session for a total of 12 Saturdays or 24 sessions). The scripts
for all sessions in the three TALC modules are available online at the Center for
HIV Identification, Prevention, and Treatment Services (http://chipts.ucla.edu/
projects/talc-la/).

Parents first meet together for eight sessions (module 1) and focus on adapting
to their HIV status, maintaining healthy lifestyles, coping with negative feelings
regarding the diagnosis, and making decisions about disclosing their status to
others. In the next 16 sessions (module 2), parents and their adolescent children
are invited to attend sessions; some sessions are with parents and adolescents
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together and others are sessions with just the parents. The goal of module 2 is
to reduce parents’ emotional distress, support positive family routines, help their
children avoid high-risk behaviors, and make custody plans for their children, as
needed. Module 2 was also designed to improve adolescents’ coping with the par-
ent’s HIV diagnosis and possible death, learn skills to reduce high-risk behaviors
(e.g., sexual acts, substance use, and teenage pregnancy), and to reduce emotional
distress (Rotheram-Borus et al., 2014). If a parent dies, module 3, which focuses
on grief, bereavement, and setting new life goals, can be done with the new care-
givers and adolescents. We want to note that it is beyond the scope of this chapter
to review module 3 of TALC, but again, all scripts for the three modules can be
found online.

TALC Sessions
Module 1: Parents’ Curriculum—Taking Care of Myself

The first module includes eight sessions (2 hours/session) with a small group of
parents coping with HIV led by two trained members from the community (see
Table 13.3 for a summary of the goals for TALC sessions). Here we briefly sum-
marize each of the eight sessions (see http://chipts.ucla.edu/projects/talc-la/ for the
30-page scripts for each session).

Session 1 with Parents

The first parent group session, “Coping With My Illness,” has the following six
objectives: (1) develop a sense of comfort with the group, (2) establish group
rules, (3) learn about coping effectively and helping their children, (4) identify
parents’ feelings, (5) determine how to help each other, and (6) increase parents’
relaxation skills. The goals are first to begin to build group cohesion by openly
sharing, developing group rules, and using the tokens to note when they like or
appreciate what was shared by others in the group. The second goal is to help
parents recognize and accept their feelings, because this is a first step toward
better coping with them.

Session 2 with Parents

The second parent group session, “Coping With Fear,” has the following five
objectives: (1) increase comfort with the group, (2) decrease fears, (3) increase
relaxation skills, (4) increase self-esteem, and (5) increase comfort with self-
disclosing. In the second session, the goal is to help parents talk about feelings
regarding having an HIV diagnosis because it helps them identify and accept their
feelings and not feel as isolated. The approach to coping with fear is through
repeated exposure (retelling the story and openly sharing feelings of fear) and
relaxation.

Session 3 with Parents

The third parent group, “Coping With Anger,” has the following six objectives:
(1) increase support for each other, (2) identify angry feelings, (3) express angry
feelings in a safe environment, (4) increase parents’ abilities to tell someone they
are angry, (5) increase relaxation skills, and (6) increase self-esteem. Parents liv-
ing with or recently diagnosed with HIV report feelings of anger, and they often
struggle to express the anger in healthy ways, which can lead to somatic com-
plaints or physical illness. In this session, the goal is to help parents identify angry
feelings and accept and validate their feelings as understandable. Through role
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playing, parents practice telling someone else they are angry while being assertive;
relaxation techniques are also practiced to help with anger management.

Session 4 with Parents

The fourth parent group, “Coping With Sadness,” has the following six objec-
tives: (1) identify feelings of sadness, (2) connect negative thoughts to feelings of
sadness, (3) increase ability to alter negative thoughts, (4) increase ability to cope
with sadness, (5) use activity schedules to reduce sadness, and (6) increase self-
esteem. The goal of this session is to help reduce sadness and depressive symp-
toms using cognitive behavioral techniques (e.g., describing negative thoughts
and irrational beliefs and learning how to counter these thoughts and beliefs).
Techniques for reducing sadness are identified, scheduling more pleasant events is
practiced, and relaxation and self-esteem exercises are used to increase confidence
and to regulate emotions.

Session 5 with Parents

The fifth parent group, “Coping With the Meaning of My Illness,” has the fol-
lowing five objectives: (1) clarify life values, (2) develop positive meaning about
the illness, (3) determine areas in parents’ lives where they can exercise control,
(4) project their own future visions; and (5) increase self-esteem. Parents who are
coping with a chronic illness tend to search for a meaning in the experience, try to
regain mastery over the event, and try to feel good about themselves again despite
the illness. These three themes are the focus of this session.

Session 6 with Parents

The sixth parent group, “Coping With Whether to Tell I Have HIV/AIDS,” has
the following four objectives: (1) learn about concerns regarding disclosure, (2)
define disclosure decisions as problems, (3) develop information about the prob-
lem, and (4) brainstorm alternative solutions for problems.

Session 7 with Parents

The seventh parent group, “Coping With Telling Others,” has the following five
objectives: (1) determine advantages and disadvantages of telling others they are
living with HIV/AIDS, (2) evaluate different possible actions, (3) learn how to
select the best action to take, (4) increase ability to tell someone they are living
with HIV/AIDS, and (5) learn about dealing with uncertainty.

Session 8 with Parents

The eighth parent group, “Coping With the Future,” has the following three
objectives: (1) strengthen vision for a positive future, (2) reduce barriers related
to unfinished business, and (3) increase sense of being able to control the future.

Module 2: Parent and Joint Parent and Adolescent Sessions

The second module includes 16 sessions (2 hours/session); eight sessions are with
a small group of parents (sessions 1-7, 14) and eight are with a small group of
parents along with their adolescent children (sessions 8-13, 15-16); the sessions
are again led by two trained providers or members from the community. This
module targets both parents and adolescents to help parents consider custody
plans, reduce risk, and maintain positive family routines. The parent-adolescent
sessions focus on helping youth adapt to their parents” HIV, improving parent—
adolescent relationships, and reducing risk behaviors. Here we briefly summarize
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the objectives of the 16 sessions (see http://chipts.ucla.edu/projects/talc-la/ for the
30-page script for each session).

Session 1 with Parents

The first session, “What Are My Children’s Needs,” has the following four
objectives: (1) identify needs of their adolescent children, (2) analyze the mean-
ing to an adolescent of possibly losing someone close to them, (3) increase
ability to relax, and (4) increase self-esteem. This marks the beginning of the
second module of TALC; the first module focused on parents so they could first
address their own needs. The second module assumes that after parents have
addressed some of their own needs, they can now focus on their adolescent
children’s needs.

Session 2 with Parents

The second session, “Who Will Take Care of My Children,” has the following
seven objectives: (1) become more comfortable making plans for someone to take
care of their children, (2) identify reasons for and against making a formal cus-
tody plan, (3) improve abilities to decide whether it is best for them to keep their
children together, (4) identify characteristics they want a guardian to have, (5)
identify people who could serve as guardians, (6) evaluate candidates and make
a tentative choice of custodian, and (7) identify ways to handle frustration over
limited choices.

Session 3 with Parents

The third session, “What Kinds of Arrangements Can I Make?,” has the follow-
ing four objectives: (1) identify feelings about custody planning and effect on
self-concept, (2) be able to discriminate between custody options, (3) improve
skills in selecting the option that best fits their situation, and (4) increase comfort
with custody planning.

Session 4 with Parents

The fourth session, “Preparation Phase: Taking Care of Myself,” has the follow-
ing six objectives: (1) identify feelings of sadness, (2) connect negative thoughts to
feelings of sadness, (3) practice ability from module 1 to alter negative thoughts,
(4) increase ability to cope with sadness, (5) use activity schedules to reduce sad-
ness, and (6) increase self-esteem. This is a review of what parents learned in the
first module as feelings about custody planning may trigger sadness.

Session 5 with Parents

The fifth session, “How Can I Really Listen to My Children?,” has the following
four objectives: (1) understand how parents talk to their children and whether
they listen to their children, (2) distinguish active listening from other kinds of
listening, (3) teach parents to listen actively to their children, and (4) overcome
obstacles to listening actively.

Session 6 with Parents

The sixth session, “How Can I Tell My Children What I Feel?,” has the follow-
ing four objectives: (1) understand the differences between actively listening and
expressing feelings, (2) express feelings directly through I statements, (3) increase
I statements and reduce negative you statements, and (4) identify and overcome
problems using direct express of feelings.
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Session 7 with Parents

The seventh session, “How Should I Deal With Problem Behavior?,” has the fol-
lowing five objectives: (1) define adolescent problem behaviors in specific terms,
(2) translate negative behaviors into positive behaviors, (3) know the importance
of positive reinforcement and how it works, (4) use social reinforcement with
adolescents, and (5) become familiar with use of reinforcement programs that
include measurement and nonsocial reinforcement.

Session 8 with Parents and Adolescents

The eighth session is the first parent and adolescent group, “How Can We Cre-
ate a Positive Atmosphere at Home?,” and it has the following five objectives:
(1) parents and youth will be able to identify positive qualities in each other
and express them to each other, (2) parents and youth will become aware of
family strengths, (3) parents and youth will have an appreciation for each oth-
er’s values, (4) parents and youth will be able to give positive messages to each
other, and (5) parents and youth will be able to reinforce each other’s positive
behaviors.

Session 9 with Parents and Adolescents

The ninth session, “How Can We Resolve Conflicts at Home?,” has the fol-
lowing six objectives: (1) parents and youth will identify common areas of par-
ent-adolescent conflict, (2) parents and youth will distinguish between parents’
and adolescents’ responsibilities, (3) parents and youth will identify feelings
associated with conflict, (4) parents and youth will review traditional ways of
resolving conflict, (5) parents and youth will understand the six-step (no lose,
both parent and adolescent win) conflict resolution approach, and, (6) par-
ents and youth will improve their skills in using the six-step conflict resolution
approach.

Session 10 with Parents and Adolescents

The 10th session, “How Can We Resolve Conflicts at Home: Part 22,” has the
following four objectives: (1) parents and youth will identify obstacles to using
the six-step conlflict resolution approach and develop ways to overcome them,
(2) parents and youth will increase their skills in applying the six-step conflict
resolution approach for typical problems at home, (3) parents and youth will set
priorities that exist in their family, and (4) parents and youth will apply the six-
step method to a low-level conflict between them.

Session 11 with Parents and Adolescents

The 11th session, “How Can We Work Together on Selecting a Custodian?,” has
the following three objectives: (1) parents will be able to present their custody
needs to their teenagers, (2) youth will identify what they want in a custodian,
and (3) parents and youth will be able to solve custody issues.

Session 12 with Parents and Adolescents

The 12th session, “How Can We Deal With Drugs and Alcohol?,” has the fol-
lowing six objectives: (1) youth and parents will learn how to avoid reinfection
from injection drug use; (2) youth will increase their commitments to quit, avoid,
or reduce substance use; (3) youth will have an opportunity to learn about dis-
advantages of substance use from the experiences of others; (4) parents will have
an opportunity to make a contributions to their teenagers in substance abuse
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prevention; (5) youth and parents will increase their dialogue on substance use;
and (6) youth and parents will learn how to deal with triggers.

Session 13 with Parents and Adolescents

The 13th session is a parent and adolescent group, “How Do I Prevent Pregnancy
and Fatherhood?,” has the following four objectives: (1) youth will decrease
their motivation to have babies during adolescence, (2) youth and parents will
increase their problem-solving skills regarding unwanted pregnancies, (3) youth
will decrease attitudes that foster pregnancy, and (4) parents will increase their
support of delaying pregnancy until after adolescence.

Session 14 with Parents

The 14th session is a parent-only group, “Where Am I in Making a Custody
Plan?,” and has the following three objectives: (1) parents who have successfully
made custody plans will receive reinforcement for their plans, (2) parents who
had difficulty completing their custody plans will receive assistance in overcoming
barriers, and (3) parents will receive resources to help them continue to complete
their custody plans after the session is over.

Session 15 with Parents and Adolescents

The 15th session is a parent and adolescent group, “How Can Parents Encour-
age Safer Sex?,” and has the following five objectives: (1) youth and parents will
increase their knowledge of STDs and HIV, (2) youth and parents will be more
able to talk about sex together, (3) youth will be more motivated to seek respon-
sible and mutually caring sexual relationships, (4) parents will be supportive of
caring relationships for their teenagers, and (5) youth and parents will increase
their skills in problem-solving risky behaviors.

Session 16 with Parents and Adolescents

Finally, the 16th session is a parent and adolescent group, “What Is the Parent’s
Legacy and the Youth’s Goals?,” and has the following five objectives: (1) parents
will pass on a legacy to their children, (2) parents will feel good about the legacy
they have passed onto their children, (3) youth will have a sense of direction for
the future and what they want to accomplish, (4) parents will feel secure with
their teenagers having a sense of direction, and (5) youth will have an apprecia-
tion of the legacy their parents have left them.

Although TALC was designed for two facilitators, the principles can be uti-
lized by individual providers who are working with parents coping with HIV, in
particular helping the mother; see Table 13.3 for a summary of the parent and
youth topics covered in the 16 sessions.

In addition to these three prevention programs, we also recommend the follow-
ing resources that summarize other promising interventions to help families cope
with parental illness: (1) depression and affective disorder prevention programs (see
Muiioz, Beardslee, & Leykin, 2012) and intervention programs (see cognitive behav-
ioral family intervention by Compas, 2014; Compas et al., 2009, 2010, 2011; Riley
et al., 2008); (2) parental cancer interventions (see Davis-Kirsch, Brandt, & Lewis,
2003) and oncology support group programs (see Deshields et al., 2013; Gottlieb &
Wachala, 2007); (3) HIV (see Parents Matter Program by Forehand et al., 2004;
Structural Ecosystems Therapy by Mitrani et al., 2010; CDC list of effective interven-
tions at: https:/effectiveinterventions.cdc.gov/en/HighImpactPrevention/Interven-
tions.aspx); and (4) general parental illness interventions (see Scholten et al., 2013).
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Table 13.3 TALC Sessions for Parent Module 1 and Parent/Parent—Adolescent Module 2

Session Parent Topic Youth Topic
Module 1 with Parents: Coping with Illness, Disclosure
1 Parents Coping with illness
2 Parents Coping with fear
3 Parents Coping with anger
4 Parents Coping with sadness
S Parents Coping with meaning of illness
6 Parents Deciding to disclose
7 Parents Disclosing
8 Parents Planning for the future
Module 2 with Parents and Their Child: Planning a Legacy
1 Parents Awareness of my children’s Making sense of my
needs parent’s illness
2 Parents Caring for my children Disclosure of parent with
AIDS
3 Parents Making custody arrangements Dealing with stigma
4 Parents Starting my custody plan Dealing with fear
$ Parents Listening to my children Coping with sad feelings
6 Parents Sharing with my children Coping with anger
7 Parents Reducing problem behavior ~ Acting constructively

8 Parents and Teens
9 Parents and Teens

10 Parents and Teens

11 Parents and Teens
12 Parents and Teens
13 Parents and Teens

14 Parents
15 Parents and Teens
16 Parents and Teens

Creating a positive home

Resolving home conflicts
(part 1)

Resolving home conflicts
(part 2)

Selecting a custodian

Dealing with drugs, alcohol

Preventing pregnancy/
fatherhood

Making a custody plan

Encouraging safer sex

Setting legacy and the youth’s
goals

Creating a positive home

Resolving home conflicts
(part 1)

Resolving home conflicts
(part 2)

Selecting a custodian

Dealing with drugs, alcohol

Preventing pregnancy/
fatherhood

Make a custody plan

Encouraging safer sex

Setting my future goals

Source: Adapted from Rotheram-Borus, M. J., Lee, M. B., Gwadz, M., & Draimin, B. (2001).
An intervention for parents with AIDS and their adolescent children. American Journal
of Public Health, 91(8), 1294-1302.

Cultural Considerations

Differences in attitudes, daily functioning, and levels of distress among different
ethnic and racial groups are well-documented, yet most promising and evidence-
based psychosocial support services have not been tailored for culturally diverse
patient populations (Avis et al., 2008; Bernal et al., 2009). It is important to con-
sider how emotional distress among families coping with parental illness may be
exacerbated by poverty, racism, sexism, and homophobia (Castro et al., 2010).
Providers should be implementing promising or evidence-based interventions
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that have been culturally adapted for that population (Flores et al., 2005). In
a meta-analysis of 65 studies testing cultural adaptations, Smith et al. (2011)
reported that culturally adapted treatments were more effective than nonadapted
treatments, and adaptations tailored to specific ethnic/racial groups were more
effective than those adapted for a variety of minority groups. Although culturally
sensitive approaches to care are recommended across mental health professions
(e.g., APA; AAMFT, NASW, AMA), unfortunately there continues to be a gap
between cultural competence among providers and culturally adapted interven-
tions designed to help diverse and underserved populations (e.g., ethnic and racial
minorities; low-income families; and lesbian, gay, bisexual, and transgender pop-
ulations) (Whaley & Davis, 2007; Zayas, 2010).

In this chapter, we reviewed two evidence-based interventions (Family Talk
for families coping with parental depression: Beardslee, 2009; TALC for fami-
lies coping with parental HIV: Rotheram-Borus et al., 2003) that were culturally
adapted for diverse families, in particular for single parents, as well as for African
American and Latino families. The treatment manuals were adapted to tap into
resiliency that was culturally relevant and providers were trained to be culturally
sensitive (e.g., D’Angelo et al., 2009; Podorefsky et al., 2001; Mufioz et al., 2012).
However, most promising and evidence-based interventions have been evaluated
with White middle class two-parent families (e.g., Enhancing Connections pro-
gram) or programs have been evaluated with diverse families but the treatment
manual has not been culturally adapted for those families (Bernal et al., 2009).

Cultural adaptation describes the systematic modification of an evidence-based
intervention so that it attends to the language, immigration history, culture (race
and ethnicity), socioeconomic status, and context of a specific group in order
to respect families’ cultures and values (Bernal et al., 2009; Griner & Smith,
2006). There are surface-level adaptations that can be helpful, for example,
client-therapist racial and/or ethnic matching and providing translated interven-
tion materials to participants. Yet there are also structural adaptations that require
a deeper consideration of the role of culture (Zayas, 2010), for example, carefully
reviewing how cultural values, traditions, and heritage inform engagement and
retention strategies for diverse families coping with parental illness, choosing cul-
turally sensitive assessments (see Chapter 11), and developing treatment manuals
that target culturally relevant parenting practices and coping. Finally, it is import-
ant to consider how the intervention is disseminated in order to ensure that it is:
(1) flexible, (2) efficient, (3) inexpensive, (4) acceptable to diverse populations of
patients and their families, and (5) provided in a wide variety of clinical settings,
for example, primary care, community health centers, and private practice set-
tings (D’Angelo et al., 2009; Gladstone et al., 2015).

Conclusions

In this chapter, we described one promising (Enhancing Connections: Lewis et al.,
2006, 2015) and two evidence-based prevention programs (Family Talk: Beard-
slee, 2009; TALC: Rotheram-Borus et al., 2001) that use different modalities
(e.g., separate parent and child sessions, parent—child sessions, in-home services,
and support group formats) to help families cope with parental illness. Interven-
tions and services for families coping with a chronic illness should help parents
and children develop adaptive ways to cope with daily life stressors; problem
solve; manage feelings of fear, anxiety, and depressive symptoms; and help par-
ents and children have more open communication with each other. Prevention
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programs should help families decrease emotional distress, have fewer emo-
tional and behavioral problems, and reestablish family routines (Pakenham &
Cox, 2012). As described in the second part of our book, illnesses have different
courses and produce varying feelings of uncertainty among family members that
should also be addressed (e.g., recurrence of cancer or HIV, depressive episode).
Finally, we described the importance of providers becoming culturally competent
and the cultural adaptation of interventions so that they are relevant for diverse
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populations of families coping with parental illness.

What Clinicians Need to Know about Evidence-Supported
Treatments

1

Consider using a family-centered approach to care and become famil-
iar with a range of culturally sensitive promising and evidence-based
support services in different modalities.

Beardslee’s Family Talk is an evidence-based program that targets
the entire family (parents and school-age children) and has been
disseminated in diverse practice settings and with diverse popula-
tions; it received a 3.5 out of a possible 4.0 in the National Regis-
try of Evidence-Based Programs and Practices for strength of evidence
(SAMHSA).

Lewis’s Enhancing Connections program is a promising in-home pre-
vention program developed to help mothers coping with breast cancer
who are parenting school-age children (ages 8 to 12).
Rotheram-Borus’s Teens and Adults Learning to Communicate (TALC)
is an evidence-based group prevention program that has been dissem-
inated to diverse populations of parents coping with HIV and their
adolescent children (ages 11 to 18).

Cultural adaptation (deep versus surface) describes the systematic
modification of an evidence-based intervention so that it attends to the
language, immigration history, culture (race and ethnicity), socioeco-
nomic status, and context and so it is culturally relevant and respects
families’ values.

Professional Readings and Resources

CDC HIV Evidence-Based Prevention Programs: https://effectiveinterventions.cdc.gov/en/

HighImpactPrevention/Interventions.aspx
Family Talk: www.fampod.org/

Harpham, W. S. (2011). When a parent has cancer: A guide to caring for your children.

New York: Harper Collins.

McCue, K., & Bonn, R. (1996). How to help children through a parent’s serious illness.

London: Macmillan.
Parents Matter: www.cdcnpin.org/parentsmatter/programDescription.asp/

Rauch, P. K., & Muriel, A. C. (2006). Raising an emotionally healthy child when a parent

is sick. New York: McGraw-Hill.
TALC scripts for sessions: http://chipts.ucla.edu/projects/talc-la/


https://effectiveinterventions.cdc.gov/en/HighImpactPrevention/Interventions.aspx
https://effectiveinterventions.cdc.gov/en/HighImpactPrevention/Interventions.aspx
http://www.fampod.org/
http://www.cdcnpin.org/parentsmatter/programDescription.asp/
http://chipts.ucla.edu/projects/talc-la/
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CHAPTER 14
I

PARENTAL DEATH AND GRIEF
INTERVENTIONS

Karni Kissil

Introduction

In the U.S., approximately 2 million children will lose a parent before the age
of 18, and 1 in 20 will lose a parent before graduating from high school (The
High Mark Caring Place, 2010; Social Security Administration, 2007). Although
the loss of a parent can be devastating at any age, it is among the most stressful
life events that a young or school-age child will experience (Dowdney, 2000;
Harrison & Harrington, 2001; Torbic, 2011). Children grieve differently than
adults, and often their pain is not recognized or understood by adults. Some
develop unhealthy patterns of expressing grief, for example, physical compli-
cations, depression, antisocial behavior, failure in school, or involvement with
the judicial system (National Hospice and Palliative Care Organization, 2012).
A parent’s death is associated with an increased risk for developing a wide range
of problems in childhood and in adulthood, including: (1) anxiety, (2) depression,
(3) functional impairment, (4) delinquent behaviors, (5) self-injury, (6) suicidal-
ity, (7) health problems, and (8) relationship problems (Cerel, Fristad, Verducci,
Weller, & Weller, 2006; Draper & Hancock, 2011; Grenklo, Kreicbergs, Valdi-
marsdéttir, Nyberg, Steineck, & First, 2013; Jakobsen, & Christiansen, 2011;
Kaplow, Layne, Pynoos, Cohen, & Lieberman, 2012; Melhem, Porta, Shamsed-
deen, Payne, & Brent, 2011; Melhem, Walker, Moritz, & Brent, 2008).

Various factors can affect the process of grieving among children, for exam-
ple, whether it was the mother or the father who died, if it is a single-parent or
two-parent home, gender and age of the child at the time of the parent’s death,
and whether the death was sudden or drawn out because of a chronic illness
(Hope & Hodge, 2006; Howarth, 2011). Parental death can be a traumatic
event for children because of the loss of a parent and subsequent changes in
multiple domains of children’s lives, for example, relocation to a new house,
neighborhood, and school; living with extended family or kin if it was a sin-
gle parent; financial changes; and changes in daily routines and responsibili-
ties (Howarth, 2011; Wolchik, Ma, Tein, Sandler, & Ayers, 2008; Werner-Lin,
Biank, & Rubenstein, 2010). The purpose of this book is to help providers
support children and families who are coping with parental illness. Sadly, for
some families, this will lead to the death of the ill parent. Providers working
with families coping with parental illness have an important role and can help
families work through anticipatory grief before the loss and mourning after
the death of a parent. In this chapter, first the process of anticipatory grief is
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described (Hibberd, Wamser, & Vandenberg, 2011), which refers to when fam-
ilies are caring for a terminally ill parent.

Anticipatory Grief

For many children and youth, the grieving process begins before the death of
a parent (Torbic, 2011). For some it will begin when they first hear about the
terminal diagnosis. For others it will start when they first see significant physical
and emotional changes in their ill parent. For example, a son may begin to grieve
when his father cannot coach his baseball games anymore. This type of grief is
called anticipatory grief. Anticipatory grief describes grieving that occurs before
the actual death (Coombs, 2010); it describes the emotional, psychological, and
interpersonal processes of confronting the imminent loss of a terminally ill loved
one (Hibberd et al., 2011) and is similar to the process of mourning, but occurs
in anticipation of the death.

When an individual knows someone is going to die or fears that a loved one
may die, it can lead to anticipatory grief that is expressed as feelings, thoughts,
and physical symptoms. Some common thoughts among children anticipating the
death of a parent are: (1) worry or preoccupation with the parent who is dying
and his/her needs or well-being, (2) what will happen to the child when the parent
dies, especially in single-parent families, and (3) whether the illness is the child’s
fault and feeling guilty because the child has done or said something that upset the
parent who is dying. Many children experience feelings of sadness, fear, anger, iso-
lation, or loneliness about the imminent loss of a parent and anxiety about when
the death will actually occur. Noteworthy, some children will express emotional
distress as physical symptoms, for example: (1) headaches, (2) changes in sleeping
or eating habits, (3) nausea and stomach pains, (4) muscle aches or tightness in the
chest, and (5) difficulty focusing or concentrating in school (Lyles, 2006).

Although anticipatory grief includes stages, every family is unique and will
experience anticipatory grief, death, and loss in their own way (Johansson &
Grimby, 2012). Anticipatory grief can include the following phases, although not
necessarily in this order (Johansson & Grimby, 2012):

®  Phase I. In this stage, an individual (parent) realizes that death is the
outcome of an illness; there is no expectation for a cure. Sadness and
depression are often associated with this first stage of grief.

®  Phase II. The next phase of anticipatory grief is concern for the dying
person. Family members (children) may regret arguments or conflicts
with the dying parent. For the dying parent, concern is often increased
for loved ones, especially children.

e Phase I11. In this phase, the actual death may be “rehearsed.” The phys-
ical process of death and what could happen after death are concerns.
Funeral arrangements and saying good-bye to loved ones may occur as a
result of anticipatory grieving.

®  Phase IV. During this last phase, loved ones (children) often imagine
what their lives are going to be like without the person (parent) who is
dying. Dying parents think about the missed rites of passages, for exam-
ple, proms, weddings, and birthdays. Children wonder what it will be
like to lose their parent and who will care for them. The parent who is
dying may think about life after death and try to imagine what it will be
like for his or her loved ones (children) to live without him or her.
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The concept of anticipatory grief has generated some controversy regarding
whether it exists, how it is different from post-loss grief, and whether it facilitates
or hinders the grieving process after the death of a loved one (Fulton, 2003).
Anticipatory grief is different from post-loss grief, because the death is not in the
past but is expected in the future; the person being grieved is still alive, albeit ter-
minally ill (Hibberd et al., 2011). Findings have been mixed regarding the effects
of anticipatory grief on post-loss mourning (Rando, 2000). Some studies with
adults reported possible benefits of forewarning and the opportunity to engage in
anticipatory grief; mourners can cherish the time remaining with the dying loved
one, help with care, and gradually prepare for navigating life without this person.
Other studies suggest anticipatory grief does not significantly decrease post-loss
grief (Hibberd et al., 2011; Simon, 2008).

Children may not experience direct benefits from anticipatory grief. For exam-
ple, younger children, because of their developmental stage, lack the ability to
plan and reorganize their lives in preparation for the loss of a parent. They typ-
ically do not have opportunities to deepen relationships with their ill parents
through caregiving (Hibberd et al., 2011). Additionally, children could be neg-
atively impacted by prolonged exposure to the dying parent, such as witnessing
the physical and/or cognitive decline, observing physical manifestations of the
illness, and witnessing the anxiety and fear in their dying parent and the caregiv-
ers (Saldinger, Cain, & Porterfield, 2003).

Children in families with a terminally ill parent can be negatively affected by
the unavailability of adult caregivers (healthy parent or caregiver in single-parent
families). Caregivers in the family are often overwhelmed with taking care of the
ill parent, along with financial, emotional, and interpersonal issues. Consequently,
they may have fewer practical and emotional resources and time to attend to
children (Hibberd et al., 2011). Adolescents may be particularly affected because
they are often asked to assume adult tasks within the family, for example, taking
responsibility for younger siblings and maintaining daily family routines, when
the ill parent is too sick or is hospitalized, especially in single-parent families
(Rotheram-Borus, Weiss, Alber, & Lester, 2005).

How Children at Different Ages Grieve the Loss of a Parent

The treatment of childhood grief is challenging for both providers and family
members because the grieving process is different for children compared to
adults. Children mourn differently because their cognitive abilities to grasp
and cope with loss are still developing. Depending on the child’s age, he/she
may not fully understand the concept of death or the finality and permanence
of the loss (Howarth, 2011). Among very young children (preschool age and
younger), death is perceived as temporary and reversible. Younger children
often have magical thinking, believing they can bring back their deceased
parent (Tobric, 2011). Due to their emerging verbal abilities, grief reactions
in young children can be manifested through behavior, play, and nonverbal
expressions (Bugge, Darbyshire, Rokholt, Haugstvedt, & Helseth, 2014).
Younger children may also experience somatic symptoms such as headaches,
fatigue, stomach aches, difficulty sleeping, restlessness, and loss of appetite
(Sood, Razdan, Weller, & Weller, 2006). They could also fear they or others in
the family will also become ill or die, or they feel alone and experience fear of
separation from their caregivers (Bugge et al., 2014; Dowdney, 2000; Koehler,
2010; National Cancer Institute, 2014). Additionally, young children who are
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grieving the loss of a parent might regress to more infantile behaviors, such as
bed-wetting.

School-age children (6-12 years old) are beginning to understand that death is
not reversible and are often curious about the biological process of dying (NCI,
2014). Children at this age are often anxious and fearful about dying and may
blame themselves for the death of their parent (Torbic, 2011). Among older
children in this age group (age 9 and older), peer relationships are becoming
important and they want to fit in. The death of a parent can interfere with the
development of their self-esteem if it makes them feel different from their friends,
leading to feelings of isolation (Torbic, 2011).

Young adolescents (ages 12-14) experience pubertal physiological changes
that can cause significant mood swings and lead to displays of intense emotions
as their hormones surge (Robin & Omar, 2014). Egocentric behavior is com-
mon; adolescents may begin to withdraw emotionally from the family to establish
their independence. Thus, their reactions to the death of a parent may seem self-
centered if they are more worried about the impact of the death for them ver-
sus other family members (Serwint, 2011). Younger adolescents understand that
death is final, yet their primary coping strategy is to protect themselves from
emotional pain using denial and limited exposure to painful emotions (thus the
intermittent nature of their grief) (Christ, Siegel, & Christ, 2002). Peer relation-
ships are a major priority, which is why young adolescents tend to hide their
feelings to fit in with their peers; they often prefer to grieve privately (Christ et
al., 2002; Torbic, 2011).

Older adolescents (15-17 years old) use formal operations more consistently,
which allows them to integrate past, present, and future. Thus, they are able to
understand the enduring consequences of death, acknowledge it more like adults,
and confront it before it occurs, understanding the future consequences (Christ et
al., 2002; Robin & Omar, 2014; Torbic, 2011). Older adolescents’ (age 15-17)
grieving processes can resemble adults, with experiences of intense sadness and
emotional pain, not wanting to spend time with friends and family, and distur-
bances in sleep patterns and appetite (Cohen & Mannarino, 2010; Robin &
Omar, 2014). Peer support at this age continues to be important as adolescents
develop more intimate supportive relationships with peers. These relationships
can sometimes facilitate working through the pain. Yet, sometimes peers do not
understand the bereaved adolescent’s feelings of grief or could even reject him/her
(protecting themselves from intense and painful emotions), which can be devas-
tating for the bereaved adolescent (Robin & Omar, 2014).

An important difference between how adults grieve compared to young chil-
dren and adolescents is the intermittent nature of children’s grief. Like adults,
children and youth experience “pangs” of grief, which are sudden intense waves
of painful feelings of loss. Yet, unlike adults, these feelings tend to appear more
intermittently (Christ et al., 2002; Torbic, 2011). This is because of children’s
developing cognitive abilities and difficulty tolerating intense emotions for long
periods of time (Christ et al., 2002). Consequently, it is sometimes difficult for
parents and other family members who are also grieving to notice, understand,
and respond appropriately to children’s intermittent expressions of grief (Bugge
et al., 2014; Christ & Christ, 2006; Mannarino & Cohen, 2011; NCI, 2014).
Thus, after the loss of a parent, children may actively engage in peer activities
(e.g., sports, school clubs) and laugh, which can lead to confusion for adults who
could mistakenly believe their children have resolved feelings of grief and have
moved on (Dowdney, 2011; Torbic, 2011).
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The grieving process for children has been conceptualized as a series of tasks
that need to be traversed. In his seminal grief model, Worden (1996) identified the
following four tasks: (1) accepting the reality of the loss, (2) fully experiencing the
emotional pain resulting from the loss, (3) adjusting to one’s environment without
the deceased parent, and (4) finding meaning in the parent’s death and maintain-
ing a relationship with the parent that supports growth. Scholars have sug-
gested that because the cognitive and emotional abilities of children are not fully
developed, they cannot fully resolve the four mourning tasks (Biank & Werner-
Lin, 2011; Christ, 2000; Christ, Siegel, & Christ, 2002). For example, the task
of accepting the reality of the loss is often challenging for younger children who
have not yet mastered the concept of permanence (Davies, 2004). As a result,
children may reexperience the loss as they grow older and achieve developmental
milestones (e.g., high school graduation, marriage, birth of first child) (Biank &
Werner-Lin, 2011; National Cancer Institute, 2014).

Healthy mourning for children tends to occur cyclically and intermittently
(Biank & Werner-Lin, 2011; NCI, 2014; Torbic, 2011). As a child develops
and matures, she/he will reinterpret the parent’s life and death and the relation-
ship with the parent using more mature cognitive and emotional skills. As a
result, grief is not resolved but instead periodically renegotiated until adulthood
(Biank & Werner-Lin, 2011; Worden, 1996). Consequently, revisiting the loss of
a parent helps children more fully understand their parent’s death and process
their own loss at each development stage or milestone (e.g., attending prom, first
relationship, graduating from high school, attending college, marriage, birth of
a child). Table 14.1 shows the different ages of children and a summary of how
they understand death and express grief.

Complicated Grief

There has been growing recognition of a syndrome of disturbed grief, referred to
as complicated grief or prolonged grief disorder (PGD). While many will recover
12 months after a loss without an intervention (Melhem et al., 2011; Robin &
Omar, 2014), 10-15% struggle for months or even years after a loss (Mancini,
Griffin, & Bonanno, 2012; Neimeyer & Currier, 2009). There is some debate
about the precise constellation of symptoms in prolonged grief (Mancini et al.,
2012), but most identify the following symptoms: (1) intrusive and troubling
thoughts about the deceased person, (2) intense and persistent yearning for the
deceased, (3) numbness and emptiness, (4) difficulty accepting the loss, and (5)
hopelessness and purposelessness (Lichtenthal, Cruess, & Prigerson, 2004; Ng,
2005; Prigerson et al., 2009; Shear et al., 2011). Although more often studied in
adults, clinical symptoms have also been observed in children and adolescents
(Spuij, Dekovic, & Boelen, 2015). Recent studies reported children and adoles-
cents can develop PGD symptoms that can be reliably assessed and are distinct
from normal grief, depression, anxiety, and PTSD (Brown & Goodman, 2005;
Dillen, Fontaine, & Verhofstadt-Denéve, 2008; Spuij, Prinzie, et al., 2012; Spuij,
Reitze, et al., 2012).

Melhem and his colleagues (Melhem, Day, Shear, Day, Reynolds, & Brent,
2004) conducted a study assessing grief symptoms in 146 youth exposed to peer
suicide. A factor analysis of their reported symptoms identified two dimensions
of grief: (1) complicated grief (e.g., finding it painful to recall memories of the
deceased, preoccupation with the deceased) and (2) normal grief (e.g., missing
the deceased). In this same study (Melhem et al., 2004), complicated grief was
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associated with increased depressive symptoms, suicidal ideation, functional
impairment, and symptoms of PTSD among youth. Similar associations were
reported by Melhem and his colleagues in another study conducted with paren-
tally bereaved youth (Melhem, Moritz, Walker, Shear, & Brent, 2007) and by
Brown and Goodman (2005), who conducted a study with children of parents
who were killed in the World Trade Center attacks of September 11,2001. Brown
and Goodman (2005) also conducted a factor analysis and reported two factors
that they referred to as traumatic grief and normal grief. They reported traumatic
grief was associated with symptoms of depression, anxiety, and PTSD, as well as
poor coping responses (Brown & Goodman, 2005). Since studies on the effective-
ness of grief counseling interventions suggest counseling is most effective for chil-
dren who have significant distress and complicated grief symptoms (Neimeyer &
Currier, 2009; Rosner, Kruse, & Hagl, 2010), an accurate assessment of compli-
cated grief is an important first step for providers.

Factors Influencing Adjustment of
Bereaved Children: Child Factors

Most scholars conceptualize parental death as a series of stressors related to not
only the loss of an important attachment figure but also a decrease in family
income, changes in residence, less contact with friends and neighbors, increased
responsibilities, and loss of time with the surviving caregiver (Werner-Lin,
Biank, & Rubenstein, 2010; Wolchik, Ma, Tein, Sandler, & Ayers, 2008). Paren-
tal death can also introduce stressors that limit the surviving caregiver’s abil-
ity to provide a stable environment, consistent discipline, adequate warmth and
support, and open communication with the child (Wolchik, Tein, Sandler, &
Ayers, 2006). Thus, bereaved children often have to cope not only with the loss
of their parent but also with possible major changes in their environments and
daily routines. They may face multiple challenges as they try to mourn the loss
of their parent and process changes in their lives, while at the same time mas-
tering the normative tasks of development appropriate for their ages (Biank &
Werner- Lin, 2011; Oltjenbruns, 2001; Robin & Omar, 2014). If children become
overwhelmed with feelings of grief they may struggle with staying on track devel-
opmentally (Biank & Werner-Lin, 2011).

Although the experience of loss is unique in each child, several factors influ-
ence the grieving process and a child’s adjustment after a parental loss. Some
of these factors are child related and some are family related (Hope & Hodge,
2006; Howarth, 2011). Child factors include the child’s: (1) gender, (2) age, (3)
self-esteem, and (4) developmental stage (Christ & Christ, 2006; Haine, Ayers,
Sandler, & Wolchik, 2008; Hope & Hodge, 2006). Girls tend to exhibit more
internalizing problems (depressive symptoms, anxiety) after the death of a par-
ent, while boys tend to exhibit more externalizing problems (school problems,
delinquency) (Dowdney, 2011; Hope & Hodge, 2006). Prospective longitudi-
nal studies suggest a heightened vulnerability for girls that can persist over time
(Schmiege, Khoo, Sandler, Ayers, & Wolchik, 2006). A possible explanation for
this gender difference could be that girls tend to take on more household tasks
and caring for younger siblings in bereaved families, and as a result they are more
burdened and could struggle with staying on track developmentally (Sandler et
al., 2003).

Self-esteem is another important factor that can affect bereavement among
children and youth (Haine et al., 2003; Wolchick et al., 2006, 2008). Children
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with higher self-esteem tend to cope better with negative life events; they are also
able to integrate stressful experiences with less negative arousal by using more
adaptive coping mechanisms (Haine et al., 2003). Additionally, bereavement may
result in decreased self-esteem either by having fewer opportunities to engage in
activities that improve self-esteem (e.g., social activities, sports, positive interac-
tions with caregivers) or by being exposed to stigma (e.g., parent died of HIV/
AIDS, moving to a smaller house in a poorer neighborhood, orphaned because
their only parent died) (Haine et al., 2003; Wolchik et al., 2006). Studies that
examined the mediating role of self-esteem suggest self-esteem mediates the rela-
tionship between life stressors and internalizing and externalizing problems in
bereaved children (Haine et al., 2003; Wolchik et al., 2006). Thus, bereaved chil-
dren who have higher self-esteem tend to experience less internalizing and exter-
nalizing problems compared to bereaved children who have lower self-esteem.
Consequently, increasing self-esteem has been suggested as one of the important
parts of bereavement therapy for children and adolescents (Ayers et al., 2013;
Sandler et al., 2010, 2013).

Factors Influencing Adjustment of
Bereaved Children: Family Factors

Several family factors can affect the adjustment of children to parental loss.
Salient family-level factors include: (1) which parent died (mother versus father),
(2) circumstances of the death (sudden or long-term illness), and (3) availability
of consistent warm relationships with other caregivers (Dowdney, 2011; Haine et
al., 2003, 2008; Hope & Hodge, 2006; Howarth, 2011; National Cancer Insti-
tute, 2014).

Which Parent Died

The stability and consistency of the family following parental loss are salient
contributors to children’s adjustment after parental death (Haine et al., 2008;
National Cancer Institute, 2014). Consequently, the gender of the deceased par-
ent is important because this can impact the family stability following death. Ear-
lier studies reported differences between adjustment following maternal versus
paternal deaths, suggesting that children tend to have worse outcomes after the
deaths of their mothers compared to their fathers. For example, Boerner and Sil-
verman (2001) reported that women who maintained daily routines in the family
prior to their husbands’ deaths tended to provide more continuity of routines and
emotional climate following the husband’s death. Thus, in more traditional fam-
ilies, where mothers are in charge of the household, children tend to experience
less disruption to their daily routines following the death of a father. Additionally,
women’s parenting styles tend to be more child centered, so they are often more
attuned to children’s needs following the loss of a parent. Compared to men
raising children, women also tend to seek out professional and supportive com-
munities (Wittouck, Van Autreve, De Jaegre, Portzky, & van Heeringen, 2011).
Bereaved men were often not the primary caregivers in their families before
their wives died, and consequently they are not familiar with the practical and
emotional parenting of their children (Werner-Lin & Biank, 2012). Men may
find it more difficult to garner parenting support because they relied on their
wives for support. Since fathers are not always the primary caregivers, they
may feel less confident in their parenting abilities (Glazer, Clark, Thomas, &
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Haxton, 2010). As a result, some fathers will care more about daily pragmatics
(household tasks, homework) and not be as attuned to their children’s emotional
needs. Other researchers suggest that it is not the gender of the parent that impacts
adjustment following parental death but rather the role the parent had in the
family (Boerner & Silverman, 2001; Werner-Lin & Biank, 2012). If the deceased
parent was the nurturer in the family who was responsible for maintaining daily
routines, the family may struggle to regain its sense of safety and stability (Glazer
et al., 2010). For any family structure (single parent, two parent), it is important
to assess the role of the deceased caregiver to understand the challenges the family
will experience adjusting to life after the loss of a parent.

Circumstances of Parental Death

Regarding the cause of death, there have been mixed findings about its impact
on children’s grief reactions (Cerel, Jordan, & Duberstein, 2008). In some stud-
ies, traumatic and sudden parental death (e.g., suicide, homicide) was associated
with child PTSD symptoms (e.g., Cerel, Fristad, Weller, & Weller, 2000; Dowd-
ney, 2000), increased risk for depressive disorder up to 2 years post-loss (Brent,
Melhem, Donohoe, & Walker, 2009), and an increased risk for suicidal behavior
(Hung & Rabin, 2009; Kuramoto, Brent, & Wilcox, 2009). Yet, in a study with
children who lost a parent to a violent death (suicide, homicide, and accidents),
Brown and her colleagues (2007) reported the cause of death from violence or
suicide was not a major predictor of mental health problems in children and was
not a useful indicator of bereaved children’s needs for intervention (Brown, San-
dler, Tein, Liu, & Haine, 2007).

Studies comparing the adjustment to the sudden loss of a parent versus
an expected death (from a terminal illness) have also produced mixed results
(McClatchy, Vonk, & Palardy, 2009). McClatchy and Vonk (2005) conducted
a study with children in bereavement camp and reported that the level of PTSD
symptoms among children who lost a parent to an unexpected death was compa-
rable to children who lost a parent to an expected death. In a more recent study,
McClatchy, Vonk, and Palardy (2009) compared symptoms of complicated grief
and PTSD between children who were bereaved by expected death and children
who were bereaved by unexpected death. They reported no significant differ-
ences between the two groups. Yet, Pfeffer and her colleagues reported children
who were bereaved by sudden death (parental suicide) reported significantly more
depressive symptoms and interpersonal problems compared to children who were
bereaved because of parental cancer; children were assessed within 18 months of
their loss (Pfeffer, Karus, Siegel, & Jiang, 2000). Clearly, more research should
be conducted to examine whether the circumstances of the parent’s death have a
differential impact on children’s adjustment.

Availability of Other Caregivers

The caregiver has an important role in helping bereaved children grieve the loss of
a parent (Brent et al., 2009; Melhem et al., 2008, 2011). A supportive and nurtur-
ing caregiver who models healthy grief and provides opportunities for emotional
expression is the biggest protective factor for children and adolescents (Cerel
et al., 2006; Hope & Hodge, 2006; Kwok, Haine, Sandler, Ayers, Wolchik, &
Tein, 2005; Lin, Sandler, Ayers, Wolchik, & Luecken, 2004; Luecken, Kraft,
Appelhans, & Enders, 2009; Luecken & Lemery, 2004; Sandler et al., 2010; Tein,
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Sandler, Ayers, & Wolchik, 2006; Werner-Lin & Biank, 2012; Wolchik, Ma, Tein,
Sandler, & Ayers, 2008). On the other hand, when the surviving caregiver strug-
gles with his/her own grief, children can be negatively affected (Saldinger, Por-
terfield, & Cain, 2004; Silverman, Baker, Cait, & Boerner, 2003). For example,
in preschool bereaved children, depression in the surviving parent is the most
powerful predictor of behavioral disturbances in children (Wolchik et al., 2006).

The loss of a parent can affect the child’s caregiver in many ways, especially
if the caregiver is the surviving parent, including: (1) intense emotional pain, (2)
anxiety, (3) anger, (4) lack of energy, (5) hopelessness, and (6) a lower tolerance to
stress (Aho, Tarkka, Astedt-Kurki, & Kaunonen, 2006; Arnold, Gemma, & Cush-
man, 2005; Werner-Lin & Biank, 2012). Surviving caregivers report increased
levels of anxiety and depression, suicidal ideation, and functional impairment,
all of which can negatively impact their parenting and availability to bereaved
children in their care (Melhem et al., 2008). If the bereaved caregiver is preoccu-
pied with his/her own grief, the absence of the deceased parent will be felt more
intensely throughout the family. Additionally, the bereaved child may sense the
profound grief of the surviving adult and mask his/her own distress to prevent
additional burden on the caregiver (Werner-Lin & Biank, 2012). Sadly, bereaved
children may feel more isolated and alone while coping with this loss, losing both
caregivers as sources of emotional support.

What Clinicians Need to Know about Children’s Grief

1  Early parental death puts children at risk for a wide range of problems
in childhood and adolescence.

2 Grief can be expressed differently in children compared to adults and
tends to be intermittent.

3 Children tend to experience prolonged grief and reexperience the loss
at different developmental stages.

4 In addition to coping with the loss, children often have to face many
changes in their environments and daily routines.

5 Many factors influence child adjustment following parental loss,
including child and family factors.

6 A supportive and nurturing parent or caregiver is the biggest protective
factor contributing to positive adjustment following parental loss.

Grief Interventions

When a parent dies after experiencing a terminal illness, children’s difficulties
often start before the anticipated death (anticipatory grief). In fact, children’s
highest levels of distress often occur during the terminal stages of a parent’s illness
and not immediately following a parent’s death (e.g., Cerel et al., 2006; Christ &
Christ, 2006; Johansson & Grimby, 2012; Rotheram-Borus et al., 2005). When-
ever possible, grief intervention should begin soon after the terminal diagnosis,
when the “bad news” is first shared with the parent and family. Mental health-
care providers who work in hospitals, hospice, and other clinics where terminally
ill patients are cared for can help families cope with the transition from treating



Downloaded by [National Library of the Philippines] at 23:05 01 November 2017

Parental Death and Grief Interventions 233

a chronic parental illness to preparing for the loss. There are several strategies
providers can use to help children and families through this difficult period.

First, providers can help children and adolescents decide how much they want
to be shielded from the reality of the illness and their dying parent. Some chil-
dren cannot tolerate visits to the hospital. Children should be allowed to choose
their level of exposure without feeling guilt or shame; for younger children, it is
important to consult with the surviving parent to assess what is best for that child
(Saldinger et al., 2003). Second, providers can help to reduce the family’s anxiety
by providing education about the grief process and validating the range of emo-
tions family members may experience (Haine et al., 2008; Hope & Hodge, 2006;
Sandler et al., 2003). Finally, providers can help caregivers regain some sense of
order and control by helping them make plans for caring for their children. For
example, if the ill parent is a single parent, it is important to discuss alternative
caregivers and arrangements for custody.

While there are few evidence-supported interventions for parentally bereaved
children, many studies have reported risk and protective factors that can be mod-
ified to facilitate healthier adjustment (Ayers, Kennedy, Sandler, & Stokes, 2003;
Haine et al., 2008). After first summarizing evidence-supported interventions
clinicians can use with bereaved children, we will describe one empirically sup-
ported family program for bereaved children and youth (Sandler et al., 2010,
2013) as well as a peer support group program for bereaved children (Metel &
Barnes, 2011). First, the following are some recommended therapy components
for empirically supported modifiable risk and protective factors (Ayers et al.,
2013; Haine et al., 2008; Sandler et al., 2008).

Child Level

1 Improving child coping skills. When children actively use coping skills,
they tend to adapt better after the loss of a parent (Wolchik et al., 2006).
School-age children can be taught specific coping strategies such as
problem solving, support seeking, and positive reframing. Even younger
children can be taught how to distinguish between problems that are a
“child’s job” to fix and problems that adults should take care of (Ayers
etal., 2013). Additionally, children of all ages can be taught simple strat-
egies to improve problem solving. For example, a common model for
teaching positive reframing includes the following four steps: (1) Stop:
What am I feeling? (2) Think: First, look outside. What is happening?
Then, look inside, any hurtful thoughts? (3) Brainstorm: What helpful
thought can I have? (4) Choose: Does the thought make sense to me?
And does it feel better? (Ayers et al., 2013). Clinicians can help children
increase their coping efficacy by: (1) helping children choose goals and
use their coping skills to achieve those goals, (2) providing positive feed-
back when children make an effort to use their coping skills, and (3)
expressing their belief in the children’s abilities to successfully cope with
their problems (Haine et al., 2008).

2 Improving child self-esteem. The loss of positive interactions with the
deceased parent or negative interactions with a surviving caregiver (e.g.,
other parent, grandparents) who is depressed and unavailable can neg-
atively impact children’s self-esteem (Haine, Ayers, Sandler, Wolchik, &
Weyer, 2003; Wolchik, Tein, Sandler, & Ayers, 2006). Lower self-esteem in

parentally bereaved children has been associated with more mental health
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problems (Haine et al., 2003; Wolchik et al., 2006). Clinicians can help
adolescents reframe negative self-talk (Haine et al., 2008) and help chil-
dren and youth identify their strengths (Howarth, 2011). Clinicians can
also work with parents and caregivers to provide more positive reinforce-
ment and opportunities for children to engage in activities they do well or
can easily master to improve children’s self-esteem (Haine et al., 2008).
Supporting open expression of emotions. When children feel they have
to inhibit the expression of negative emotions, they are more likely to
develop mental health problems (Pennebaker, 2012). Clinicians can
engage children in experiential activities that provide opportunities for
talking about their feelings following the loss (e.g., using expressive arts
such as drawing and painting, talking about favorite memories) (Haine et
al., 2008). Clinicians can also work with the child’s caregiver to develop
a supportive and open relationship so the child feels comfortable openly
expressing negative feelings. Children do not have to express negative
emotions about the loss, but they need to know they can openly talk to
their surviving caregivers about their feelings.

Surviving Parent/Caregiver

One of the most significant contributors to child adjustment following parental
loss is positive parenting by the surviving caregiver or other adults that includes
open communication and a balance of warmth and effective discipline (Haine et
al., 2008; Haine, Wolchik, Sandler, Millsap, & Ayers, 2006; Kwok et al., 2005;
Sandler et al., 2008). Clinicians can help bereaved caregivers reduce their own
stress so they are more available for their children and can create such positive
parenting experiences (Howarth, 2011).

1

Increasing parental warmth. Some of the components of parental warmth
are expressing affection, conveying acceptance, fostering open communi-
cation, and providing emotional support, as well as displaying positive
regard (Haine et al., 2008). Clinicians can help caregivers express more
warmth toward their bereaved children in consistent and genuine ways.
Helping caregivers reduce stress. Mental healthcare providers can create
supportive and safe spaces for caregivers (e.g., surviving parent, grand-
parents, foster care parent) to talk openly about their grief and their
daily life challenges. They can help caregivers seek self-care while they
also grieve the loss.

Teaching caregivers effective discipline. Clinicians can work with care-
givers to increase effective discipline strategies; provide clear rules,
expectations, and consequences for misbehaviors; be consistent while
enforcing the rules; and use positive reinforcement to increase favor-
able behaviors (Ayers, Sandler, et al., 1996; Ayers, Wolchik, et al., 1996;
Haine et al., 2008).

At the Pareni—Child Family Level

1

Improving caregiver—child communication. Clinicians can work with
caregivers to improve their listening skills and encourage more open
communication with their children. Clinicians can also educate care-
givers about the importance of having one-on-one time with their
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children and providing safe spaces for communication. Caregivers can
be encouraged to communicate to their children that it is ok to feel
sad or scared or angry about the loss, in developmentally appropriate
ways.

2 Increasing positive family interactions. Consistent and stable environ-
ments lead to healthier adaptation to parental loss (Haine et al., 2008;
National Cancer Institute, 2014). Increasing positive family interactions
can facilitate more family cohesion and stability. Clinicians can help
families schedule a regular time for family rituals and leisure activities
(e.g., game night) (Sandler et al., 2003). Having fun together on a regu-
lar basis can increase warmth and communication among family mem-
bers and convey to children that it is acceptable to be happy and have
fun together even while grieving.

Providers working with bereaved children or children in anticipatory grief
should be direct and honest while discussing death of a parent. Children and
adolescents will cope better if they know what is happening and what to expect.
Silence about death teaches children this topic is taboo, leaving them isolated
and alone with their feelings and fears. Children need to be told the truth based
on their developmental levels. Their questions should be answered honestly and
directly (Dowdney, 2011; NCI, 2014; Torbic, 2011). Additionally, when talking
to children about death, proper words should be used. Euphemisms such as “she
passed away” should not be used because they can lead to confusion and misin-
terpretations, especially among younger children who are very concrete in their
thinking (Dowdney, 2011; National Cancer Institute, 2014).

Peer Group Support Groups for Bereaved Children

Peer support groups are a cost effective way to provide grief support for bereaved
children and youth (Metel & Barnes, 2011). Some of the most effective work
occurs in peer support groups (Berzof, 2011). In a support group, grieving is nor-
malized, leading to less stigma and isolation. Adolescents and children have an
opportunity to help others and at the same time master their own losses. Groups
facilitate retelling the story of loss over and over again and gaining a sense of
coherence and integration. Grief groups offer ways to continue the relationship
with the deceased (e.g., photo albums, writing letters, collages) while also con-
necting with others who have also lost a parent (Berzof, 2011).

Metel and Barnes (2011) conducted a study evaluating the benefits of a peer
support group for bereaved children. This program was offered at a community-
based charity. Children were divided by age, with a younger group that included
children 10 years old and younger and an older group that included children
older than 10 years old. Each group was led by a paid staff member and a trained
adult volunteer (not necessarily someone who lost a parent). The size of groups
ranged between three to eight members. Groups occurred once a week for six to
eight weeks and lasted for 90 minutes, with a residential weekend in the middle.

Each peer support group session included an activity designed to facilitate
open communication and to help participants express their feelings of grief. For
example, in one activity, “Salt Jars,” participants reminisced about different times
and memories with the deceased parent and gave each memory a color. Then
they rubbed colored chalk into salt and poured different colored layers into a jar,
which was shared with their peers. In another group activity, “Tesco Tantrum,”
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participants were asked to lie down on the carpet and to think about something
they are angry about, punch their fists, stomp their feet, and scream at the top of
their lungs until they feel they have had enough.

Metel and Barnes conducted interviews with 23 children (from 17 families)
between the ages of 8 and 17 years who participated in this program follow-
ing the loss of a parent or a sibling. In 16 families the children lost a parent,
and in one family children lost an older sibling; parents were also interviewed.
The most common perceived benefit reported by both children and parents was
the social interaction with peers who also experienced bereavement. Children
reported feeling understood by their peers, leading them to feel less isolated
and different. This has been reported in other peer support group studies for
bereaved children (e.g., Wilkinson, Croy, King, & Barnes, 2007). Children
reported the group helped them better manage their emotions and more openly
talk about their feelings, especially anger about their parent dying. Yet, parents
reported the group did not lead to better parent—child communication about the
bereavement at home.

Group Family Bereavement Intervention Program

The Family Bereavement Program (FBP) is an evidence-supported, manualized,
grief support group program for parentally bereaved children, adolescents, and
their caregivers that was developed by researchers at Arizona State University
(Ayers et al., 2013; Hagan, Tein, Sandler, Wolchik, Ayers, & Luecken, 2012;
Sandler et al., 2010, 2013). This program is based on a contextual resilience
conceptual framework (Sandler, Wolchik, & Ayers, 2007) of family adaptation
following parental loss. It was designed to improve family adaptation by encour-
aging children and surviving caregivers to satisfy their basic needs (e.g., safety,
a sense of control, positive evaluation of self) and accomplish developmentally
appropriate life tasks. The primary goal is to increase resiliency and facilitate bet-
ter adaptation (Sandler et al., 2010). It targets skills that increase resiliency such
as problem solving and self-esteem to provide bereaved children and their families
with strategies to better cope with their losses and life changes.

The program includes 12 two-hour weekly sessions, with separate groups for
children and adolescents. Children’s groups include children between the ages of
8 and 12 years old. Adolescents groups are for children between 12 and 16 years
old. Out of the 12 sessions, eight sessions are for children and caregivers sep-
arately and four are conjoint sessions with parents and children together in a
multifamily support group. Additionally, in the caregiver program, there are two
1-hour individual sessions to tailor the program to the needs of each family. Each
group is led by two master’s-level counselors and can include 5 to 11 group mem-
bers (Ayers et al., 2013).

This program includes a strong psychoeducational component that teaches
children and caregivers resilience-promoting coping skills. The caregiver program
focuses on: (1) positive parenting, (2) caregiver—child relationship quality, (3)
effective discipline, (4) caregiver mental health problems, and (5) negative events
(Ayers et al., 2013). Factors targeted in the child and adolescent programs are:
(1) caregiver—child relationship quality, (2) positive coping (including active cop-
ing and coping efficacy), (3) events that lower self-esteem and threats appraisal,
(4) adaptive control beliefs, and (5) adaptive emotional expression (Ayers et al.,
2013). These were selected based on salient outcomes in bereaved youth or youth
exposed to other major family disruptions (Sandler et al., 2010).
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At the beginning of the family program, caregivers and children/youth each
identify one personal goal they want to accomplish; throughout the program they
practice using skills to accomplish these goals. While teaching program skills,
group leaders first solicit group members’ experiences and ideas to develop the
rationale for using the program skills and to highlight how the skills are relevant
to their own experiences. After each skill is described and modeled using role play
by the group leaders or by videotape, members then role-play the use of these
skills; leaders and other group members give feedback. Families are instructed to
practice the new skills between sessions at home and discuss experiences during
the next group session.

Each session has a similar structure, as follows: (1) discussion of practice at
home, (2) teaching a new skill, (3) practice the new skill, and (4) assignment
of activities to practice at home. For example, to work on effective discipline,
caregivers are taught to provide clearer rules and expectations, use effective con-
sequences, and be more consistent. Teaching caregivers to improve their relation-
ships with children includes providing one-on-one time with each child, engaging
in family leisure activities, and improving their listening skills (Ayers et al., 2013).
For more information about the structure and content of this evidence-based pro-
gram, mental healthcare providers can access treatment manuals (for the children
program: Ayers, Wolchik, et al., 1996; for the adolescent version: Ayers, Sandler,
et al., 1996).

This manualized program was evaluated using a randomized experimental
design that included 156 families who had a total of 244 children and adolescents
between the ages of 8 and 16. Participants were randomly assigned to either the
FBP program or to a self-study comparison condition in which family members
received three books about grief and a syllabus to guide them (Ayers et al., 2013).
Participants had to lose a parent 3 to 30 months prior to attending the program.
Participants were assessed four times: (1) at the beginning of the program, (2)
immediately following the end of the program, (3) 11 months after the post-
test, and (4) 6 years after the intervention. Findings suggest the program pro-
motes positive outcomes for both children (e.g., positive coping) and caregivers
(increase in positive parenting, decrease in mental health problems) and these are
maintained 6 years following participation in the program (Hagan et al., 2012;
Sandler et al., 2013).

It is noteworthy that in recent years there has been a lot of debate in the mental
health field about the effectiveness of bereavement interventions with children,
adolescents, and adults (Bonanno & Lilienfeld, 2008; Currier, Neimeyer, & Ber-
man, 2008; Larson, 2014; Larson & Hoyt, 2007; Neimeyer & Currier, 2009;
Rosner, Lumbeck, & Geissner, 2011; Schut, 2010; Spuij et al., 2015). In a
meta-analysis of studies examining the effectiveness of bereavement interventions
with children, Currier, Holland, and Neimeyer (2007) concluded bereavement
interventions for children are no more useful than not receiving any intervention.
Neimeyer and Currier (2009) examined characteristics of effective bereavement
interventions and concluded that grief therapy can be helpful for people who
experience substantial clinical distress. Similarly, others suggest most bereaved
people will not benefit from clinical interventions (Bonanno & Lilienfield, 2008;
Mancini, Griffin, & Bonanno, 2012). “Others with less oppressive and sustained
symptoms tend to respond resiliently, even in the absence of intervention, suggest-
ing that grief therapists might adopt an attitude of humble appreciation for what
many of the bereaved can achieve without professional assistance” (Neiyemer &
Currier, 2009, p. 355). Taken together, these findings suggest mental healthcare
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providers should first assess all families coping with parental loss so interventions
can be tailored for those children and adolescents who can benefit most from pro-
fessional help—those children and youth who exhibit substantial levels of distress
and difficulty following the loss of a parent.

Mental Healthcare Providers in the Medical System

Mental healthcare providers should collaborate with medical providers to help
families cope with anticipatory grief and parental death starting at the terminal
diagnosis (e.g., collaborating with hospice care providers). Providing timely and
accurate information about end-of-life issues (such as prognosis, talking about
death, who will care for children in single-parent families) to patients and their
families is a challenging task for most healthcare providers. Physicians have
reported several reasons for delaying or avoiding these conversations, including:
(1) stress, (2) discomfort, (3) lack of training, (4) fear of hurting the recipient
of the information, (5) destroying hope, and (6) losing patient trust (Anderlik,
Pentz, & Hess, 2000; Baile, Lenzi, Parker, Buckman, & Cohen, 2002; Barclay,
Momen, Case-Upton, Kuhn, & Smith, 2011: Friedrichsen & Milberg, 2006; Gor-
don & Daugherty, 2003; Hancock et al., 2007; Mack & Smith, 2012). This task
can be even more challenging for providers when their terminally ill patients have
minor children at home.

Providing end-of-life information to patients’ children is important for opti-
mal adjustment following parental death (Bylund-Grenklo et al., 2014; Grenklo,
Kreicbergs, Valdimarsdottir, Nyberg, Steineck, & Furst, 2013). Grenko and her
colleagues (2013) conducted a retrospective study with 851 participants who
were between the ages of 13 and 16 years old when they lost a parent. The inter-
views took place 6 to 9 years following the loss. They reported children who did
not receive medical information prior to the loss of their parents were more likely
to experience mistrust of their parent’s medical provider compared to children
who received information. Children’s mistrust of the quality of care provided to
their deceased parent was also associated with an increased risk for symptoms of
depression (Grenklo et al., 2013).

Mental healthcare providers who work in hospital settings will likely encounter
more terminally ill patients; they can be the bridge between medical providers and
patient/families by advocating for these important end-of-life conversations. Men-
tal healthcare providers can educate medical providers about the importance of
providing this information and how best to deliver the “bad news” to patients and
their families. They can also support patients and their families during the terminal
stage of the illness. Specifically, they can help families solicit practical and emotional
support and make referrals to support groups and other interventions as needed.

Providers can help children and families adapt by providing education about
the grief process (Haine et al., 2008; Hope & Hodge, 2006; Sandler et al., 2003).
They can collaborate with hospital staff and, in particular, hospice teams by offer-
ing a grief education group to families either during the terminal stage or imme-
diately following the loss. The goal of support groups is to normalize the grief
and help children and caregivers know what to expect. Some important issues to
address are the following: (1) the death is not the child’s fault, (2) talking openly
about the deceased parent is encouraged, (3) it is normal to feel a wide range
of emotions, and (4) it is acceptable to talk to the parent who died and honor
his/her memory (e.g., through photo albums, or art projects that preserve their
memories) (Sandler et al., 2003).
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Since children often express their grief through somatization (Bugge et al.,
2014; Sood et al., 2006), providers who work in primary care clinics should be
more attuned to the possibility of parental loss among children who present with
somatic complaints. Mental healthcare providers can ask caregivers if their chil-
dren experienced a recent loss that precipitated the somatic complaints. Mental
healthcare providers can also educate primary care physicians and pediatricians
about the link between parental loss and somatization to increase their likeli-
hood of checking for such experiences and providing a referral for therapy as
needed.

Cultural Considerations

The dominant societal discourse about grief is based on the following assump-
tions: (1) grief follows a distinct pattern, (2) it is time limited and should end,
(3) it is linear with specific stages or tasks, and (4) it should be worked through
and at the end of the process there is a closure characterized by a detachment
from the deceased loved one (Balk et al., 2004; Breen & O’Connor, 2007; Val-
entine, 2006). Although empirical support for these assumptions is not strong
(Balk et al., 2004; Bonanno & Field, 2001; Stroebe & Schut, 2005), they are
prevalent and unquestioned in many healthcare settings (Breen & O’Connor,
2007). Empirical evidence suggests various grief service providers (e.g., coun-
selors, clergy, hospice, nurses) still rely on these assumptions while working
with the bereaved (Murray, 2002; Valentine, 2006; Walter, 2000, 2006). Breen
and O’Connor (2007) suggest these assumptions are not necessarily wrong, but
they capture the experiences of primarily White, middle class, and older people
(Breen & O’Connor, 2007; Valentine, 2006). These assumptions are less likely
to capture the experiences of grief in diverse populations, for example, people
bereaved by a stigmatizing death (e.g., HIV) or other cultures beyond the domi-
nant North American culture.

In order to provide culturally sensitive care, providers should be aware of,
or at minimum ask about, the cultural beliefs of families and children. This is
especially important for grieving families because the failure to observe cultur-
ally sanctioned rituals following a death can lead to an experience of unresolved
loss (Hardy-Bougere, 2007). Providers should ask families about rituals and tra-
ditions, including: (1) beliefs about what happens after death, (2) the roles of
family members in coping with death, (3) characteristics of normal expressions of
death, and (4) whether there are certain types of death that are more difficult to
cope with (Clements et al., 2003). Mental healthcare providers should examine
their own beliefs and biases about death so they do not impose their own beliefs
on families they serve (e.g., beliefs about the existence of heaven or afterlife)
(Hardy-Bougere, 2007). Additionally, providers need to be careful to not impose
cultural stereotypes and rather ask whether clients adhere to prevalent cultural
beliefs and practices attributed to their cultural group. “While bereavement is a
universal phenomenon, the experience of grief is not. Grief is a unique experience
that occurs within a historical, social, cultural, and political context” (Breen &
O’Connor, 2007, p. 209). All these factors need to be considered when trying to
understand the diverse experience of grief.

Although each family is unique, there are some common characteristics typ-
ical of the various cultural groups in the United States. Healthcare providers
should be familiar with these characteristics when working with diverse groups
of bereaved families and children (Hardy-Bougere, 2007). For example, in the
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African American community, support of the nuclear and extended family are
instrumental in coping with grief and loss. Emotional expressions vary, with
some crying and wailing and others being silent and stoic (Smith, 2002). African
Americans’ cultural beliefs are steeped in religion and spirituality (Van & Meleis,
2003); many believe life exists after death (e.g., heaven). They tend to perceive
death as a reflection of God’s will or plan, believe the deceased is in God’s hands,
and believe that they will be united again in heaven after death (Smith, 2002).
African Americans tend to rely on inner strength and draw from past experi-
ences while coping with grief or any other major crisis (Hardy-Bougere, 2007).
Southern and rural African Americans often have the corpse at the house for
the evening before the funeral (Smith, 2002). African Americans could have a
mistrust of the healthcare system because of the historical legacy of racism in
the U.S., especially regarding advanced directives and end-of-life care (Lobar,
Youngblut, & Brooten, 2006; Perkins, Geppert, Gonzales, Cortez, & Hazuda,
2002); they tend to seek help from clergy rather than from healthcare profession-
als (Lobar et al., 2006).

Latinos in the U.S. represent a large variety of cultures and races. Thus, cul-
tural customs related to grief and loss will vary; no distinct patterns of grief and
loss of a loved one have been reported (National Infant and Mortality Review
Program, 2005). When working with bereaved Latino families, healthcare pro-
viders should familiarize themselves with the concept of respeto (rules guiding
social interactions). In traditional Latino families there is a strict hierarchy that
should be honored, with status going in order from older to younger and from
male to female (National Infant and Mortality Review Program, 2005). Reli-
gion is also strongly valued, with most Latinos being Catholic and many being
Pentecostals. Health is viewed as a gift from God and is highly valued. Faith is
enlisted in the prevention of illness through prayers, wearing religious medals,
and keeping relics in the home (National Infant and Mortality Review Program,
2005). Grief may be expressed by crying openly; women may wail loudly and
men could act according to machismo, where there is a belief that men should
not show overt emotion (Lobar et al., 2006). The Latino community tends to
embrace religion and spirituality; there is a psychological and spiritual continuity
between the living and the dead. Thus, families often continue their relationships
with the deceased through prayers and visits to the cemetery (Lobar et al., 2006;
National Infant and Mortality Review Program, 2005).

In the Asian culture, traditional elaborate funeral ceremonies often mark the
passing of souls to the afterlife. Sadness and grief may be expressed as somatic
complaints because emotional distress is often considered a disgrace to the family
(Lobar et al., 2006). Buddhists tend to view death as an opportunity for improve-
ment in the next life. Dying with a positive state of mind surrounded by family and
monks helps the deceased become reborn on a higher level. The body should be
handled in a worthy and respectful manner (Dimond, 2004). In Chinese culture,
saving face is often an important consideration; in the case of a death, the more
people cry for the deceased, the more she/he was loved (Yick & Gupta, 2002).
Additionally, filial piety, the responsibility for one’s relative, is valued (Lobar et
al., 2006). Chinese culture tends to stress the importance of familial obligation
to bury the dead and honor the ancestors with religious rites. Traditionally, the
most important obligation in life is to perform burial rites appropriately (Klass &
Goss, 2014). The Chinese believe in the afterlife and will often burn incense and
other symbolic items to ensure the welfare of the deceased’s soul in the next life
(Klass & Goss, 2014).
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What Clinicians Need to Know about Grief Interventions

1  If possible, interventions should start when the parent is at the terminal
stage of illness.

2 Education about the grief process can help to reduce anxiety for surviv-
ing parents and children.

3 Improving children’s coping skills, self-esteem, and abilities to express
negative emotions can help them adjust better to parental loss.

4 Helping the surviving caregiver/parent discipline effectively, reduce
stress, and increase warmth toward children can help the family adjust
better to parental loss.

5 Working with the family to improve communication and positive fam-
ily interactions can lead to healthier adaptation to parental loss.

6  Providers in medical settings can collaborate with medical staff to pro-
vide grief support to families and help physicians deliver accurate infor-
mation and end-of-life conversations with patients and their families.

7 Grief is a unique experience. Providers should be cautious to not impose
preconceived notions about grief on their patients or on patients from
different cultures.

8  Most children will recover on their own following parental death and
will not need professional help.

Conclusions

The death of a parent is one of the most stressful life events a child can expe-
rience, and it significantly increases the risks for a wide range of problems in
childhood and adulthood. Parental death can be a traumatic event for children
not only because of the actual loss of a parent but also because of the changes it
causes in multiple domains of their lives. Due to their developing cognitive and
emotional abilities, children understand and express grief differently than adults.
Children’s grief is intermittent and cyclical as children reexperience their loss as
they go through different developmental stages.

The presence of a warm and consistent parent or caregiver and the stability of
the environment are strong predictors of children’s healthy adaptation to paren-
tal loss. Interventions focused on resources that impact resilience can promote
better adjustment for children. These interventions can address variables at the
child level, such as self-esteem and coping efficacy; at the parent level, such as
stress reduction and positive parenting; as well as at the family level, such as
communication.

Test Your Knowledge: True or False

1 Young children can express grief through somatic symptoms.
2 Children have to talk about their loss in order to work through their
grief.

(Continued)
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3 In order to adjust well following parental loss, children have to let go
of the deceased parent.

4 Bereaved children revisit their losses as they go through developmental
stages.

5  The stability of the family environment is the single most important
factor impacting children’s adjustment to parental loss.

6 Improving children’s coping skills and self-esteem can help them adjust
better following parental death.

7  Educating children and their families about the grief process can lower
anxiety and improve coping.

8  Grief is a universal experience and therefore the grief process is similar
in all cultures.

Answers: 1-T, 2-E 3-F, 4-T, 5-F, 6-T, 7-T, 8-F

Professional Readings and Resources

Children’s Grief Education Association: www.childgrief.org

Cohen, J. A., Mannarino, A. P., & Deblinger, E. (2006). Treating trauma and traumatic
grief in children and adolescents. New York: Guilford Press.

Lowenstein, L. (2006). Creative interventions for bereaved children. Toronto, Ontario:
Champion Press.

The National Alliance for Grieving Children: www.nationalallianceforgrievingchildren.org

Rainbows for All Children: www.rainbows.org
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CHAPTER 15
I

ETHICAL CONSIDERATIONS

Karni Kissil

In this chapter we describe some common ethical issues that may occur while
working with families who are coping with parental illnesses in diverse practice
settings (e.g., primary care, specialty care, private practice). Most mental health-
care providers will collaborate with medical providers and staff, such as physi-
cians, nurses, or hospice staff. Some are behavioral healthcare providers who
work in integrated primary care clinics and are embedded in the treatment team.
Others work in private practice, but they need to collaborate with healthcare
providers to improve the quality of medical and psychosocial care for their clients
and families. The following common ethical issues are described in this chapter:
(1) informed consent, (2) collaborating with medical providers, (3) confidenti-
ality, (4) documentation, (5) working with the family as a unit of treatment, (6)
contacting school personnel, and (7) self of the therapist and managing profes-
sional/personal boundaries. We describe these common ethical issues using two
case examples.

Ethical Case Example 1: Mental Healthcare
Provider Embedded in a Medical Setting

Donna is a 42-year-old Caucasian woman. She is a single mother of two children,
15-year-old Audrey and 11-year-old Kory. Donna was diagnosed with breast can-
cer 4 years ago, had a double mastectomy, and received chemotherapy; she has
been cancer free for 2 years. Yet, 2 years ago she was diagnosed with cervical
cancer, had surgery and chemotherapy, and went into remission. Six months ago,
during a follow-up screening, the oncologist found cancer in her liver, possibly
metastasized from ber cervical cancer. Donna again had surgery; her providers
discovered the cancer metastasized to her liver, small intestines, and ovaries. After
the surgery, Donna’s oncologist shared the bad news and told her there was not
much to do at this point because the cancer had spread throughout her body. He
reassured her that the treatment team would do everything they could to make
her comfortable.

While she was sick, Donna’s mother moved in to take care of her and to help
with her two children. Additionally, her older sister, who lived nearby and was
very close to Donna, came over every day to help Donna maintain a daily rou-
tine for her children. Both Donna’s mother and sister accompanied her to all of
her medical appointments, waited for her during chemotherapy treatments, and
were informed of her diagnoses and all treatments. Donna signed a release of
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information form allowing both her mother and sister to communicate with her
oncology treatment team. At first Donna did not share ber cancer diagnosis and
treatment with her children. Yet, after she got sick the second time (2 years ago),
she disclosed the diagnosis to her 15-year-old daughter, but not to her 11-year-old
son, because she felt be was too young and sensitive. Kory, her son, knew that his
mother was sick but did not know she now had terminal cancer.

After receiving the terminal diagnosis, Donna consulted with a clinical social
worker in the oncology department whom she met during ber previous hospital-
izations. She wanted to tell ber sister about the terminal diagnosis so she could
start preparing for her death and ensure her children would be safe and cared for;
however, she did not want to tell her mother she was dying because her mother
had a bistory of alcohol abuse and she did not want to jeopardize her recovery.
She also did not want to tell ber younger son, hoping he would have a few more
months to experience a “normal childbhood.” When she got out of her session
with the social worker, she found her mother sitting in the hospital waiting room
area. Her mother was talking to the nurse, asking about Donna’s new treatment
plan after the surgery. When her mother saw Donna and the social worker, she
approached them to ask the social worker about the change in Donna’s medica-
tions. In the next section we describe common ethical considerations and apply
them to this case example, in which a mental healthcare provider (social worker)
is embedded in a medical setting (oncology).

Informed Consent

Informed consent describes the process of providing information to a patient
prior to treatment regarding their rights as well as information needed to make
informed medical decisions (Giampieri, 2012; Hudgins, Rose, Fifield, & Arnaut,
2013). It can also include an authorization to release information to outsiders;
these are specific forms and processes of securing a patient’s consent to release
protected health information for a specific purpose and to whom (e.g., primary
care provider, therapist, family members). Additionally, in settings where medical
care is provided by multiple providers, informed consent can include identifying
one’s professional identity prior to treating a patient/client as well as explaining
the risks, limitations of confidentiality (e.g., all members of the team can access
information shared in this medical setting because the team is the provider), and
the patient’s ability to discontinue treatment at any time (Hudgins et al., 2013).

The process of obtaining informed consent should be a routine procedural
issue in integrated care settings, especially regarding when, how, and from whom
informed consent is obtained (Barnett, 2007; Hudgins et al., 2013). For example,
should the patient sign informed consent that covers the entire treatment team
(including mental healthcare providers) at the beginning of treatment? Should
there be two separate informed consent forms, one for medical treatment and
one for mental healthcare treatment? If there is one comprehensive consent form,
which member of the treatment team should be in charge of providing all of the
information to a new patient?

Many recommend that informed consent should be an ongoing process, espe-
cially while treating patients who are coping with medical and mental health issues
(Barnett, 2007; Giampieri, 2012; Striefel, 2009). The term process means informed
consent should be openly discussed with patients (Giampieri, 2012; Mammucari
etal., 2014). This can be challenging because some medical clinics provide patients
with only written documents that can be read when patients first begin care, which
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some patients may not fully understand or thoroughly read. There could be lan-
guage or literacy barriers that prevent patients from fully understanding informed
consent and its implications for sharing their health information and care (Hodg-
son et al., 2013). When there are multiple providers and myriad treatments (med-
ical, mental health), in addition to written consent, we also recommend clearly
explaining each type of treatment and the roles of providers and clarifying who
will have access to the patient’s medical and mental healthcare information. Addi-
tionally, in healthcare settings that have electronic medical record systems (EMR),
patients should be informed of what type of health information will be docu-
mented in their medical record and who will have access to it (e.g., a patient may
want to know if what happens during psychotherapy sessions will be documented
and available to every provider on the medical team).

Further, an ongoing process for obtaining informed consent means it should
be revisited throughout treatment and not just at the beginning of care (Hudgins
et al., 2013). This is important because over time treatment options may change,
policies and clinical practices could be revised, as could the utilization of
health-related technologies (e.g., portals, emails) (Hodgson et al., 2013). Patients’
preferences for sharing information could also change (e.g., following a divorce
or after the prognosis changes). For example, following her last surgery, Donna’s
prognosis and treatment plan changed. This would be an important time to revisit
informed consent to ensure Donna understands her options for treatment and
prognosis and has the opportunity to ask questions and clarify who will currently
have access to her health information.

Confidentiality

According to HIPAA’s Privacy Rule (45 CFR 164.506, U.S. Department of
Health & Human Services, 1996), confidentiality describes the federal protection
of personal health information balanced with avoiding the creation of unnecessary
barriers to the delivery of quality health care (Hodgson, Mendenhall, & Lamson,
2013). Confidentiality seems like a straightforward issue when addressing patients
one-on-one in an outpatient office or in the exam room, but it can become more
complicated when multiple providers and family members are involved in care
and when using EMRs. Especially in integrated care settings, electronic record
systems were developed to facilitate access for multiple providers, but this also
increases the risk for confidentiality breaches unless precautions are taken (e.g.,
tracking who can access a medical record) (Robinson & Reiter, 2007). Addition-
ally, integrated care teams often include professionals from diverse disciplines
(e.g., clinical psychologists, social workers, family therapists, medical providers)
who follow different codes of ethics (Hudgins, Rose, Fifield, & Arnault, 2014). In
order to ensure confidentiality is managed appropriately, treatment teams should
meet regularly and closely collaborate with each other regarding honoring ethical
guidelines and protecting patients” health information (Hudgins et al., 2014).
Nonmedical providers (e.g., social workers, counselors, marriage and family
therapists) who are part of an integrated care team may find themselves in chal-
lenging situations. They may be unsure whether they should follow the code of
ethics of their professional organizations (e.g., APA, AAMFT, NASW) or the code
of ethics of the American Medical Association (AMA) that governs policies and
regulations in medical settings. Providers may discontinue collaborating with each
other because they are concerned about confidentiality. While respecting confi-
dentiality of our patients is very important, having separate medical and mental
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health records and treatment plans can hinder continuity of care (Hodgson et al.,
2013; Kathol, Butler, McAlpine, & Kane, 2010; von Esenwein & Druss, 2014).
As integrated care becomes more commonly practiced, it is important to find
an ethical and careful way to merge these two ways of practicing (Gould, 2013;
Hodgson et al., 2013; Hudgins et al., 2014; Rigby et al., 1998).

In case example 1, confidentiality was at risk when Donna’s mother was talking
to the nurse in the waiting room. Since Donna has been in and out of the oncol-
ogy department for 4 years, she, her sister, and her mother have developed close
working relationships with the oncology treatment team. So, it was not unusual
for her mother to casually talk to the nurses and the physicians who were caring
for Donna. Yet, at this time, Donna did not want her mother to know about the
terminal diagnosis, which she discussed with the social worker during the session
that day. When multiple family members are involved, providers have to maintain
a delicate balance between being supportive and maintaining confidentiality of
their patients. Hodgson and her colleagues (2013) advise that open spaces such
as hallways and waiting areas should be designated for non-work-related and
nonconfidential information, and closed-door spaces should be reserved for con-
fidential conversations about patient care.

Some professional disciplines have addressed the issue of confidentiality while
working with several family members. For example, the APA code of ethics
describes the importance of clarifying the relationship of the therapist with each
family member at the beginning of treatment, that is, who is being identified as
the patient and how information will be shared among family members (APA
standard 10.2 [APA, 2010]). The AAMFT code of ethics also recommends clari-
fying the limits of confidentiality at the beginning of treatment and describes the
importance of protecting patients’ privacy, for example, requiring written consent
for disclosures between participating family members (http://aamft.org, principle
II: confidentiality).

In the clinical example described previously, the therapist should immediately
record the change in Donna’s preferences for release authorizations and her deci-
sion to exclude her mother from being informed about her terminal diagnosis.
Since Donna’s mother is currently at the clinic and asking questions in the waiting
room, the therapist has to make a judgment call regarding whether she should
just note this change in Donna’s medical record and trust team members will
review the EMR before speaking to Donna or her family members or to immedi-
ately reach out to team members to inform them about this recent change. If all
team members follow the recommendation to restrict hallway conversations to
nonconfidential material, it is likely the nurse will tell Donna’s mother to address
her question the next time she accompanies Donna to her appointments, and with
Donna present.

Noteworthy, it is not uncommon for patients to bring a support person during
medical appointments. While it may be the responsibility of the patient to inform
the provider what can be shared with a support person, providers should also
explore this issue before starting the session or medical examination (Gould,
2013). Many confidentiality breaches and patient grievances can be prevented by
being more cautious throughout care.

Scope of Practice

Most professional disciplines’ codes of ethics describe the scope of practice. Pro-
viders are advised to be aware of that scope, to continue getting education in their
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areas of expertise, and to treat problems within the boundaries of their compe-
tence (e.g., APA standard 2.01, boundaries of competence [APA, 2010]; NASW
standard 1.04, competence [NASW, 2008]). Mental healthcare providers who
practice in integrated care settings should provide care cautiously in several ways.
First, mental healthcare providers may have access to patients’ medical informa-
tion, such as test results, which they do not have the medical expertise to inter-
pret. Yet, they may be asked by patients to explain this information even though
it is beyond their scope of practice. Second, mental healthcare providers have
access to patients’ medical records and may have information that the patient
is not yet aware of (e.g., recent test results). Thus, mental healthcare providers
should always defer to medical providers when medical questions are asked by
patients (Rosenberg & Speice, 2013). In case example 1, Donna’s mother asked
the social worker about Donna’s change of medication. In addition to the issue of
confidentiality discussed previously, this question is beyond the scope of practice
for the social worker, so she should tell Donna’s mother to bring this up the next
time she accompanies Donna to the medical appointment.

Scope of practice is important not only regarding the intersection of mental
and medical spheres but also within each of these areas. For example, let’s sup-
pose the social worker asked Donna why she did not want her mother to know
about her terminal diagnosis. Donna then shares with the social worker that her
mother is a recovering alcoholic who has been sober for 20 years, but she recently
relapsed and Donna did not want to further burden her. The social worker, who
has known Donna for 4 years and feels very close and comfortable with the
family, may feel “tempted” to help Donna’s mother work on her alcohol abuse
issues. Yet, this is not within the boundaries of her expertise and not part of her
responsibilities on the oncology treatment team. The right thing to do in this case
is to provide Donna’s mother with a referral to alcohol abuse counseling.

Changes in care settings are another issue to consider. Where care is provided
may change during treatment. For example, in Donna’s case, she may be trans-
ferred to a hospice clinical setting as her cancer progresses, or she may decide to
stay home and receive home-based hospice care. Quality of care should be pro-
vided with the best interest of the patient in mind, wherever it is needed, regard-
less of location. Donna’s therapist should collaborate with the hospice team and
help them provide end-of-life care, and she should be able to visit Donna at the
hospice setting and at home to ensure the continuity of high quality of care.

Documentation

Every professional discipline addresses providers’ responsibilities to maintain
accurate, timely, and adequate documentation (e.g., APA standard 6.02 [APA,
2010]; AMA opinion 7.025 [AMA, n.d.]). While mental healthcare providers
have prioritized and advocated for patients’ privacy, often at the expense of opti-
mal shared care in the past (Rosenberg & Speice, 2013), when working in an
integrated treatment team, providers should recognize the value of having a com-
prehensive biopsychosocial-spiritual understanding of patients with regard to the
provision of quality care and effective treatment planning (Kathol et al., 2010;
von Esenwein & Druss, 2014).

In integrated care settings, where there is typically one comprehensive shared
medical record, ethical dilemmas can arise. Mental healthcare providers should
use discretion when documenting sensitive information about patients and their
family members (Hodgson et al., 2013; von Esenwein & Druss, 2014). Family
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members’ privacy is an important factor to consider; minimal identifying infor-
mation should be used in the medical record. Only information that is essential
for the provision of quality of care should be included (von Esenwein & Druss,
2014), because patients can obtain their own medical records.

Continuing with Donna’s case, the provider should use discretion when doc-
umenting the therapy sessions. She should describe Donna’s request to not tell
her mother about the terminal diagnosis, but exclude information about her
mother’s alcohol abuse issues to protect her mother’s privacy. Yet, the fact that
Donna’s mother had recently relapsed may impact her ability to support Donna
as her cancer progresses, so it could be important to help Donna find additional
social support. Thus, the therapist should consider noting in the medical record
the possible scenario (that her mother will become less available for her) without
describing too many details that compromise her mother’s health information
and privacy.

Working with the Family as the Unit of Treatment

While many providers, researchers, and organizations (e.g., American Academy of
Nursing, JCAHO, Institute of Medicine, Institute for Family Centered Care) have
supported the importance of family members’ involvement to improve patients’
clinical outcomes, many collaborative care models, including the patient-centered
medical home, place little emphasis on engaging family members as part of the
healthcare team (Agency for Healthcare Research and Quality, 2008). At the
same time, many of today’s behavioral healthcare providers and physical health-
care providers lack training regarding how to interview, intervene, and respond
to more than one person in the room efficiently and effectively (Martire, 2005;
Martire et al. 2004). As described in Chapter 2, family-centered care is a para-
digm shift and a change in culture for many healthcare providers and clinics.
We recommend considering a family-centered approach to care, especially while
working with parents who are coping with an illness and their families. Thus, it
is important to also consider how working with the family as a unit of treatment
will impact ethical guidelines.

Responsibility

A therapist’s primary responsibility is to his/her client. Yet, the family is the client
when using a family-centered approach to medical care, which is defined as a
healthcare delivery approach endorsing the support and participation of fam-
ily members (Shields, 2010). When working with a family, there could be more
than one individual in treatment, so it may be difficult to choose an appropriate
treatment or intervention. For example, an intervention that best helps one fam-
ily member might not always be optimal for other family members. In the case
of Donna, her decision to not disclose her terminal diagnosis to her mother and
to her younger son may help her feel good about protecting her mother and her
child, but it may not be the optimal choice for them. Being unaware of Donna’s
terminal diagnosis denies her family members of the opportunity to prepare for
her death and cherish the remaining time they have together. Although we rec-
ommend respecting the choices of the parent who is ill, the mental healthcare
provider working with Donna should help Donna explore what would be the
most appropriate psychosocial intervention (see Chapters 2 and 14) benefitting
the well-being of all family members.
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Confidentiality

Providers working with families may encounter ethical issues regarding confi-
dentiality because, when implementing a family-centered approach to care, the
identified client is more than one person (AAMFT, 2001; AMA, n.d.). Therapists
should be transparent and inform family members at the beginning of treatment
of their rights to confidentiality and the limits of confidentiality when working
with more than one client. Some providers agree to not disclose to other family
members any information an individual family member decides to share in pri-
vate. Other providers believe that this policy limits their effectiveness and take
a position of no secrets among family members, meaning that even information
that was disclosed in an individual session can be discussed in family sessions. In
order to avoid a potential breach of confidentiality, some providers refuse con-
sultations with individual family members unless all agree the provider will not
keep secrets from other family members. Whatever position a provider takes, it
is important to discuss it with the family prior to beginning therapy to prevent a
scenario in which different family members function under different assumptions
about confidentiality. In case example 1, if Donna would like to have a few ses-
sions with her mother to discuss issues in their relationship, the therapist has to
discuss with Donna the confidentiality around her terminal diagnosis.

Informed Consent

Informed consent is another important ethical consideration for providers who
are working with families. The process of informed consent should take place
with every member of the family participating in therapy (age 14 and older in
most U.S. states), even if some members join at a later stage. Thus, if Donna
wants to have a few therapy sessions with her daughter, Audrey, to discuss the
changes at home due to Donna’s illness and address Audrey’s concerns about
the future, the mental healthcare provider has to discuss informed consent with
Audrey.

It is often the case that some family members are not so eager to participate in
family therapy as other members. This highlights the issue of voluntary participa-
tion. Donna’s daughter, Audrey, has to consent to treatment. Coercing someone,
either by the therapist or other family members, to attend therapy is unethical.
However, mental healthcare providers can strongly encourage reluctant family
members to attend one session to find out if therapy can benefit them in any way.

Case Example 2: Mental Healthcare Provider in Private Practice

Kim is a 35-year-old African American woman. She was recently diagnosed with
multiple sclerosis (MS) following 2 years of suffering from various symptoms
and going to different providers in search of a definitive diagnosis. She is a pro-
fessional dancer, and up until 3 months ago she worked for a well-known dance
company. Due to the unpredictability and severity of her symptoms, especially
the flare-ups, she had to quit her job. Kim is married to Jordan, a 36-year-old
African American man. Jordan works as a human resource manager in a big
hotel. The couple has three young children: 9-year-old Vanessa, 5-year-old Aaron,
and 3-year-old Tasha.

Kim sought therapy following her MS diagnosis. Her primary care physician
thought she was depressed and needed some professional bhelp navigating the
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impact of the diagnosis on her life and family. He was also concerned because
Kim told him sometimes she was too tired to get out of bed and take her medica-
tions. He referred Kim to a mental healthcare provider who specializes in medical
family therapy and whose office was in the same building as the clinic. During
her therapy sessions, Kim talked about her struggle accepting the MS diagnosis,
hoping to wake up one day realizing it was just a bad dream. She talked about
feeling depressed regarding the loss of her dancing career, concerns for her hus-
band who has to work so hard at work and at home when she has ber flare-ups,
and financial difficulties following the loss of her job as a dancer. She also talked
about struggling to be consistent in taking care of her children, especially when
her symptoms were incapacitating. She was worried about becoming a neglectful
mother when ber symptoms “take over.” Kim did not tell her children about her
diagnosis, because she felt that they were too young to understand.

Collaboration with Medical Providers

Kim has several providers involved in her MS care. She has a primary care phy-
sician, who referred her for therapy. She also sees a neurologist, who diagnosed
her with MS and referred her to a rehabilitation specialist who is part of the
neurology department at the local hospital where the neurologist works. The
rehabilitation specialist helps her find effective ways to reduce feelings of fatigue
and adjust to living with MS.

Since Kim has several providers, good communication amongst all of them is
essential for optimal continuity of care. She is taking several medications that will
change as her condition progresses, so every member of the treatment team needs
to be aware of all medications; frequent communication is recommended. At the
beginning of treatment, the provider should openly discuss release authorization
for each provider involved in Kim’s care. The counselor should describe the bene-
fits of communicating with Kim’s providers as well as the risks. A provider should
be specific about the type and extent of information that will be shared. With
Kim’s signed releases of information, her counselor can contact her providers to
explain his role and ask for information that will improve his work with her. With
Kim’s permission, he can report any helpful information back to the treatment
team. Mental healthcare providers should be cautious about maintaining Kim’s
privacy and only report information that will benefit Kim’s treatment. This infor-
mation should not be as detailed as the therapy notes in the EMR.

Confidentiality

Differing from a mental healthcare provider who is embedded in a medical setting,
Kim’s therapist is in a private practice office located in the same office building
as her provider, so there are no shared medical records. Confidentiality rules are
more straightforward and easy to follow since mental healthcare providers have
to follow the codes of ethics of their professional disciplines (e.g., ACA, AAMFT,
NASW). While in integrated care mental healthcare providers are encouraged to
document only information that is essential to the patient’s continuity of care,
providers in private practice can write detailed psychotherapy notes that include
interpretations, dynamic processes, and relational information (Hudgins et al.,
2013). Mental healthcare providers have to be mindful when sharing information
with other providers that they obtain release authorization and have clearly dis-
cussed with their patients the extent and type of information to be shared.
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Contacting School Personnel

Let’s continue with the story of Kim. As described, Kim did not want her chil-
dren to know about her MS diagnosis. Yet, a few weeks later, Kim learned that
Vanessa, her older daughter, was having problems in school. Her teacher reported
that Vanessa seemed distracted, sad, and withdrawn. Her class participation
recently decreased, which negatively impacted her grades, and she has been sitting
alone during recess. Kim wondered if she should disclose her illness to Vanessa’s
teachers so they are more caring and sensitive toward her, and she wondered if
this means that Vanessa understands what is going on and perhaps she should
disclose her illness to Vanessa.

Deciding whether and when to contact school personnel should be decided by
the patient in consultation with his or her spouse or partner. The mental health-
care provider should discuss this option with Kim and her husband and help her
address questions such as: What is the purpose of contacting the school? Is it
better to do it in person or send a letter? How much is she comfortable disclos-
ing? Would she and her husband like any kind of intervention from the school
(e.g., having the school counselor talk to Vanessa, including Vanessa in a support
group in school). Kim should also decide whether she would like to sign a release
of authorization to open up communication between the school and her mental
healthcare provider. If Kim prefers that the provider contact the school directly,
they have to discuss the specific information the provider is allowed to share with
the school; all communication and interactions with the school should be docu-
mented in Kim’s record.

Mental healthcare providers should remember the scope of their practice and
intervene accordingly. For example, Kim and the provider might agree that a few
family therapy sessions with her two older children, Vanessa and Aaron, will be
helpful. If the provider is experienced in a family-centered approach to care, he
can conduct these sessions. Alternately, he can provide Kim with a referral to a
family therapist for these sessions and continue to work with Kim in individual
sessions.

Self of Therapist and Managing Professional
and Personal Boundaries

Let’s continue with the story of Kim. When Kim meets with the mental healthcare
provider and tells him about her daughter’s school problems and her dilemma
regarding disclosing the MS diagnosis to her, the provider responds impatiently
and tells her she has to disclose the diagnosis to all of her children as soon as
possible because secrets are always harmful. The provider immediately notices
the hurt reaction on Kim’s face and realizes the way he responded was unlike his
usual therapeutic style. When the provider reflects on his behavior, he realizes
the situation was tough because of his own personal history with parental illness.
The mental healthcare provider lost his father to a chronic illness when he was a
child. His family kept the father’s illness a secret from him for several years. The
provider was told about it a few days prior to his father’s death. At that time, he
also found out that his older siblings knew all along about their father’s illness.
He was resentful toward his family about the way his father’s illness was han-
dled and felt that they should have told him sooner. When Kim brought up her
struggle in deciding whether she should tell her own children, he was responding
from a vulnerable and hurt position, identifying too much with Kim’s three young
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children. After realizing that he was becoming reactive, the provider reminded
himself that this is not his family. He took a deep breath and was able to reengage
in a conversation with Kim, this time letting her express her own concerns about
how, when, and with whom to disclose her MS diagnosis and how to answer
questions that may arise when she talks to her children.

This case example illustrates that, as mental healthcare providers, we bring all
of who we are into the therapy room. Our histories, life experiences, personal-
ities, and personal values shape how we interact with our clients. While having
had similar experiences as our clients can help us identify with their struggles and
better understand their pain (Aponte & Kissil, 2014; Elkaim, 1997), we have to
be able to differentiate ourselves from our clients and their issues (Aponte & Kis-
sil, 2014). We have to make sure we work with our clients to find the best course
of action that fits their circumstances and not impose what we believe are the
solutions we needed when we struggled with similar issues.

Working with clients and families who are coping with medical illnesses
can bring up family-of-origin medical issues among mental healthcare provid-
ers (McDaniel, Doherty, & Hepworth, 2014). These can include beliefs about
health and illness, experiences of illness and loss, family patterns of interacting
around illness and loss, as well as experiences of interacting with health providers
(McDaniel, Doherty, & Hepworth, 2014). These experiences can help providers
connect to their clients, better understand their struggles, and understand how
to best help them (Aponte & Kissil, 2014). In order for therapists to utilize their
own experiences during clinical encounters, they have to be comfortable access-
ing those experiences and memories when needed. At the same time, in order to
differentiate themselves from their clients, providers have to be skilled at track-
ing their own reactions during sessions to notice when they get triggered, and
then take the appropriate steps to maintain their professional boundaries. Being
reflective and using supervision and/or consultation as needed can help mental
healthcare providers effectively manage their professional selves and remain cli-
ent centered (Rosenberg & Speice, 2013).
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adolescents 134-6; prevalence of
126-7; prognosis of 130; psychological
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chest X-ray 129

Chi, P. 68

child/adolescent needs assessments 170,
171-2¢

Child Depression Inventory (CDI) 170,
171t

child development, parental illness clinical
guidelines and 1824, 183¢

children, impact of parental depression
on 30-4; abuse/neglect risk and 33;
age/gender differences in 31-2;
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Palmieri, P. A. 152

parental death, grief interventions for
children and 223-42; ages of children
and 225-7, 228t; anticipatory grief and
224-5; child factors influencing grieving
process 229-30; clinician’s knowledge
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paternal vs. maternal depression 31

peer support group interventions 204

Perceived Stress Scale 166, 168t
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overview of 209-11

terminal phase of illness 14

theory, defined 10

“the strange situation” experiment 11

time phases of illness 14

toddlerhood stage, issues related to
parental illness during 183¢

traumatic grief 229

treatments: for cancer 45-6; for
cardiovascular disease 130-2, 131¢;
for depression 26-9; for human
immunodeficiency virus 62-3; for
multiple sclerosis 80-2, 81¢

trycyclic antidepressants (TCAs) 27

Turney, K. 33

type 1 diabetes 113

type 2 diabetes 113

uncertainty levels: about cardiovascular
disease 133; about depression 29;
about diabetes 116; about HIV 64;
about systemic lupus erythematosus
100; with cancer 46—8; with multiple
sclerosis 824

valve regurgitation 128
Van Voorhees, B. W. 34
Visser-Meily, J.M.A. 15
Vonk, M. E. 231
Vosburgh, J. 84

Waite, L. ]. 148
Wellisch, D. K. 49
Wickramaratne, P. 33
Williams, J. M. 186
Worden, J. 227

Yahav, R. 84

Zarit Burden Interview 166, 169t, 170
Zwinderman, K. H. 186



	Cover
	Title
	Copyright
	Dedication
	CONTENTS
	Acknowledgments
	Part I Introduction and Theoretical Frameworks
	1 Introduction
	2 Maintaining a Family Focus: Utilizing Attachment Theory and the Family Systems Illness Model

	Part II Parental Illnesses
	3 Parental Depression
	4 Parental Cancer
	5 Parental HIV
	6 Parental Multiple Sclerosis
	7 Parental Systemic Lupus Erythematosus
	8 Parental Diabetes
	9 Parental Cardiovascular Diseases
	10 Grandparents Raising Grandchildren

	Part III Interventions and Clinical Considerations
	11 Needs Assessments and Clinical Tools
	12 Clinical Guidelines for Working with Parental Illness
	13 Evidence-Supported Treatments for Parental Illness
	14 Parental Death and Grief Interventions
	15 Ethical Considerations

	Index



