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Foreword

Anyone who has provided companionship, counseling, or care to persons 
who are coping with serious illness knows how diverse the landscape of 
loss can be, with some itineraries through this terrain climbing to vistas 
of hope while others descend into valleys of despair. But most, perhaps, 
thread through a variegated terrain of threat, uncertainty, helplessness, ac-
tion, isolation, acceptance, and connection, with too few markers to signal 
the way forward. Worse, those touched by the illness as well as those who 
help them may be presented with presumptive markers of a standardized, 
stepwise journey that departs substantially from the journey on which this 
patient, in this family, struggling with these issues, in this cultural frame, 
at this point in the progression of his or her illness, is embarked. Trying to 
find the way forward with an erroneous map can be still more  disorienting 
than having no map at all.

In this compact volume, anchored as it is in a deep history of per-
sonal and professional acquaintance with the topic, Ken Doka provides 
an authoritative and appropriately individualized guidebook for pro-
fessionals who willingly accept the role of fellow travelers for patients 
and families contending with this unfamiliar terrain. With characteristic 
clarity, Doka draws on the classic and contemporary literature as well 
as his own pedagogy and practice in death and dying to offer orient-
ing concepts for the whole spectrum of care people may require when 
illness intrudes into their lives. For each phase of the illness trajectory, 
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from prediagnosis through acute, chronic, and recovery/remission pe-
riods to the terminal phase, he offers intelligent attention to the prob-
lems and prospects people confront, and in countless examples of actual 
clinical situations he brings to life the concepts that inform compas-
sionate care. What struck me was not only the simple practicality of the 
principles and interventions he describes and illustrates, but also their 
 comprehensiveness and sweep, encompassing concern with the physi-
cal, medical, psychosocial, and existential aspects of life-threatening 
illness. Implicit in this nuanced and multidimensional treatment of the 
topic is Doka’s advocacy of interdisciplinary contributions to caring for 
people with life-altering conditions, as well as encouragement for all of 
us who do this work to recognize its complexity and be willing to tran-
scend sometimes-artificial disciplinary divisions to provide treatment to 
the whole person. In this respect I found this book to accord fully with 
recent developments in hospice and palliative care, which emphasize 
the importance of recognizing the integrity and diversity of patients in 
their own unique family and cultural contexts. However, even as he in-
tegrates in this new edition the latest work on meaning making, dignity 
therapy, and moral wills, Doka brings to bear his gift as a storyteller to 
bring these concepts to life. In other words, as a skilled pedagogue, Doka 
tacks back and forth between abstract conceptualization and concrete 
experience, giving the reader useful models and methods for counseling 
in this challenging context but also illustrating their application to real 
people facing real problems. Moreover, orienting as he does to the tasks 
of coping with illness in all its varied challenges, he casts patients as pro-
tagonists empowered by choice, characterized by individuality, and ani-
mated by activity as they and their families negotiate their own pathway 
through the terrain of illness and treatment. The result is a readable book 
that covers a surprising amount of ground without leaving the reader 
feeling winded from slogging through interminable theories or being 
bogged down with technicalities. As usual, Doka seems to have gotten 
the balance just right.

Although I am no stranger to this literature, I readily acknowledge 
that I learned a good deal myself from the perusal of these pages, and 
I am certain this will be the case for other readers, whatever their level 
of expertise. In consequence, I will find myself adding the second edi-
tion of Counseling Individuals With Life-Threatening Illness to the recom-
mended  readings I use in classes with students as well as those I offer 
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in workshops with professionals who work in end-of-life care. And I 
recommend it to you as well, confident that it provides practical guid-
ance to all counselors who strive to offer support and understanding to 
persons finding their way through the often daunting landscape of seri-
ous illness and loss.

Robert A. Neimeyer, PhD
Professor, Clinical Psychotherapy
University of Memphis 
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Table 1.1  TASKS IN LIFE-THREATENING ILLNESS 

GENERIC TASKS ACUTE PHASE CHRONIC PHASE TERMINAL PHASE

 I. Responding to 
the physical 
fact of disease 

 1. Understanding 
the disease 

 1. Managing 
symptoms and 
side effects

 1. Dealing with 
symptoms, 
discomfort, 
pain, and 
incapacitation

 II. Taking steps 
to cope with 
the reality of 
disease 

 2. Examining 
and maximiz-
ing health and 
lifestyle 

 3. Maximizing 
one’s  coping 
strengths 
and limiting 
weaknesses 

 4. Examining in-
ter-nal and ex-
ternal resources 
and liabilities 

 5. Developing 
strategies to 
deal with issues 
created by dis-
ease (disclosure, 
coping with 
 professionals, 
treatment 
options, life 
contingencies)

 2. Carrying out 
health regimens 

 3. Preventing 
and managing 
health crisis 

 4. Managing stress 
and examining 
coping 

 5. Maximizing 
social support 
and minimizing 
social isolation 

 6. Normalizing life 
in the face of 
disease 

 7. Dealing with 
financial 
concerns

 2. Managing 
health pro-
cedures and 
institutional 
procedures 

 3. Managing stress 
and examining 
coping 

 4. Dealing 
 effectively with 
caregivers 

 5. Preparing for 
death and 
 saying good-bye 
(if necessary)

 III.  Preserving 
self-concept 
and relation-
ships with oth-
ers in the face 
of disease

 6. Exploring the 
effect of illness 
on one’s sense 
of self and rela-
tionships with 
others

 8. Preserving 
self-concept 

 9. Redefining 
 relationships 
with others 
throughout the 
course of the 
disease

 6. Preserving 
self-concept 

 7. Preserving 
appropriate 
relationships 
with family and 
friends

 IV.  Dealing with 
affective and 
existential/ 
spiritual issues 
created or 
reactivated by 
the disease

 7. Ventilating feel-
ings and fears

 8. Integrating the 
present reality 
of the diagnosis 
with one’s past 
life and future 
plans.

 10.  Ventilating feel-
ings and fears

 11.  Finding mean-
ing in  suffering, 
chronicity, 
 uncertainty, and 
decline

 8. Ventilating feel-
ings and fears 

 9. Finding mean-
ing in life, dy-
ing, and death
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2
Historical Perspectives on Dying  

and Illness

Although many people associate the historical roots of the study of dying 
with Kübler-Ross’s epochal book On Death and Dying (1969), in fact the roots 
of this field are both earlier and more varied. In this section, I explore some 
of the early and contemporary contributions to the study of the dying pro-
cess. This chapter begins with a brief history of some of the early forma-
tive work, reviews the development of the concept of anticipatory grief, 
describes more contemporary efforts to develop task models of dying, and 
discusses theorists who have viewed dying as a developmental and trans-
formative experience. This is not, by any means, a comprehensive review 
of all the work on this topic that exists in the field. Rather, it represents the 
author’s perspective of influential work that has contributed to the care of 
the dying as well as to the task model developed in this book. Persons who 
wish a more all-inclusive view may consult varied social histories of the 
field (Corr, Doka, & Kastenbaum, 1999; Pine, 1977, 1986).

Perhaps one of the earliest efforts to understand some of the psy-
chosocial processes of dying was Lindemann’s (1944) study of grief reac-
tions based on samples of survivors of persons who died in Massachusetts 
General Hospital or those who died in the Cocoanut Grove fire (a Boston  
tragedy where a fire in an overcrowded and locked nightclub killed  
492 patrons). While the study naturally emphasized grief reactions, it 
 introduced the concept of anticipatory grief—a topic that will be explored 
later in this section.
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Herman Feifel’s The Meaning of Death (1959) was among the first 
publications and early efforts in thanatology. Feifel’s book emerged from 
one of the first organizational efforts in the study of death. He had made 
what was a somewhat radical suggestion—that the American Psychologi-
cal Association sponsor a seminar on dying and death at its 1956 annual 
meeting. Though many thought death more a topic for religion than psy-
chology, the seminar attracted wide attention. The Meaning of Death was a 
natural outgrowth of the seminar. Feifel invited a range of authors includ-
ing psychologists, psychiatrists, and theologians, as well as individuals 
from medicine and the humanities. In many ways this set the tone for the 
field of thanatology, which would remain multidisciplinary rather than 
merely the province of one academic discipline.

THE STUDY OF DYING: EARLY EFFORTS

While Feifel and Lindemann both touched on the dying process, their 
major focus was on the study of grief. Also in that early era, Glaser and 
Strauss published two books that would contribute some enduring con-
cepts to the study of the dying process. In Awareness of Dying (1965),  
Glaser and Strauss studied what dying people knew or suspected about 
their impending deaths. It is important to remember that in that period, 
the general practice was not to discuss death with individuals who were 
dying. Nonetheless, Glaser and Strauss documented that dying individu-
als experienced four different awareness contexts. In closed awareness, the 
dying person had no inkling of his or her impending death. As Glaser and 
Strauss noted, this context was unstable and unlikely to last long as dying 
individuals began to respond to both external and internal cues. Internally, 
patients were likely to realize that they were getting weaker rather than 
stronger. Externally, patients could see the worried and saddened looks of 
their families, the discomfort of family and medical personnel over future-
oriented questions that the patient might ask, and the hushed tones and 
private conversations that seemed to surround their care. Patients would 
soon suspect that they might be dying. In suspected awareness, dying indi-
viduals expected their impending death, often trying to test their suspi-
cions with medical staff or family. A third context—mutual pretense—was 
the most common. Here patients and family both were aware of the im-
pending death but, to protect the other, each pretended that the patient 
would recover. The last context, open awareness, was where both patients 
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and family were aware of and could discuss the possibility of death.  
Glaser and Strauss’s (1965) work played a significant role in questioning 
the veil of silence that had surrounded the dying process.

Their second work, Time for Dying (Glaser and Strauss, 1968),  
focused on the temporal organization of death within the hospital. They 
noted that most deaths followed certain expected trajectories—trajectories 
where the descent into dying was slow or “lingering” as well as others 
that were “quick.” Glaser and Strauss emphasized how medical staffs or-
ganized their efforts around an expected trajectory, using their expecta-
tions not only to organize their own efforts but also to manage family 
reactions to the loss. “Badly timed” deaths, where the death did not follow 
an expected trajectory, often created great difficulty for staff.

Strauss’s interest here presaged later work on the process of chronic 
illness (Strauss, 1975). This work, although often barely recognized, was 
important for a number of reasons. First, Strauss sought to broaden the 
emerging study of the dying process to ask a larger question: How do in-
dividuals cope with life-limiting illness even when death is not an immediate 
expectation? Second, Strauss’s study was one of the first within the behav-
ioral sciences to really examine the strategies that individual patients and 
families use to cope with the multiple problems of living with illness, such 
as managing medical regimens, controlling symptoms, and coping with 
the inevitable social isolation that often occurs.

Sudnow’s Passing On: The Social Organization of Dying (1967) was 
an ethnographic account of dying conducted in two hospitals. Sudnow’s 
work also was far reaching and many of his observations reinforced those 
of Glaser and Strauss (1965, 1968). Sudnow also documented the medi-
cal staff’s attempt to manage the family’s reactions. To staff, unpredicted 
deaths were problematic, and in some cases staff went so far as to manu-
facture a “crisis of dying” even after the patient was already dead. Sud-
now emphasized the social context that surrounded dying, sensitive to 
the ways that the medical staff treated patients based on their age or social 
status. One of his most enduring contributions was the introduction of the 
concept of social death, which referred to his observed phenomenon that 
family and staff often treated many comatose patients, though technically 
living, as if they were dead.

In 1962, Weisman and Hackett published a study on dying patients 
and the predilection to death. Weisman and Hackett found that patients’ 
strategies of coping actually seemed to influence their survival. For exam-
ple, patients who prematurely accepted death, “giving up” in effect, were 
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likely to have lower survival rates than patients who retained hope, de-
nied death, or actively fought to remain alive. This study led Weisman to a 
more general investigation of the role of denial in illness (Weisman, 1972), 
as well as to the range of ways that persons cope with cancers and other 
illnesses (Weisman, 1979, 1984). In his work on coping, Weisman noted a 
wide range of coping responses such as seeking information, sharing con-
cerns, suppression, displacement, using humor to deflect, redefining, pas-
sive acceptance, disengagement, taking appropriate actions, compliance, 
escape, or blaming oneself or others. Weisman noted that these strategies 
not only affected survival but also helped the individual patient as well as 
family and friends determine whether or not the death was “appropriate.”  
To Weisman, an appropriate death was a highly individual concept by 
which persons decide whether or not a particular mode of death is a fit-
ting or meaningful end to a life as the individual wished to live it. This is a 
critical concept, very different from the notion of Kübler-Ross (1969) who 
sees the acceptance of death as a hallmark of appropriateness.

HOSPICE: A WAY TO CARE FOR THE DYING

In this early period, Cicely Saunders founded St. Christopher’s Hospice, 
often credited as the first hospice, in the London area. Saunders empha-
sized that dying was not simply a biomedical or physical event but one 
that also had psychosocial, familial, and spiritual implications. Care of the 
dying, then, needed to be holistic and centered on the ill person and his 
or her family as the unit of care. St. Christopher’s tried to create a “home-
like” atmosphere that sought a holistic, family-centered way to allow dy-
ing persons to live life as fully as possible, free from debilitating pain and 
incapacitating symptoms. The hospice philosophy and the growth of hos-
pice did much to improve the treatment of dying persons and to encour-
age the study of the dying process.

The hospice movement’s remarkable history is well noted in other 
sources (see, for example, Stoddard, 1978). It is, perhaps, one of the most 
successful grassroots movements in the last quarter of the 20th century. 
The holistic philosophy of hospice has today permeated much of medi-
cine, at least in terms of recognition that a patient’s quality of life means 
meeting not only physical needs but psychological, social, and spiritual  
needs as well. Moreover, the success of hospice has led others to seriously 
question how well the medical system is generally meeting the needs 
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of those who are dying as a result of multiple serious chronic illnesses  
(Myers & Lynn, 2001).

St. Christopher’s became a beacon both of research and practice, 
generating seeds that would grow throughout the world. Many of the 
pioneers who would influence the development of hospice and palliative 
care visited or trained there.

In the United States, this resulted in the development of Hospice, Inc., 
in Branford, Connecticut, just outside of New Haven. In 1974, Branford 
also had a small home care unit. But it was Dr. William Lamers, a founder 
of a hospice in Marin County, California, that viewed home care as both 
the heart and future of hospice. To Lamers, the idea of a “home-like” en-
vironment could best be offered within the patient’s actual home. Lamers 
offered a model that freed interested individuals from fundraising for new 
facilities. This home care model of hospice quickly spread throughout the 
United States, sponsored by a range of groups from churches and inter-
faith groups to  junior leagues. Hospice, then, took a very different path 
in the United States compared to England, in that in the United States, 
hospices primarily offered home care and heavily stressed psychosocial 
care and the use of volunteers (Connor, 1998). While home care remains 
the primary mode for the delivery of hospice services in the United States, 
hospices have been offered in other places as well. Some hospices will 
have a residence in addition to home-care services, and some have ser-
vices and programs in other settings including hospitals, nursing homes, 
and assisted living facilities. There are also a small number of prisons 
where hospice care is provided to inmates.

To Saunders and Kastenbaum (1999), the growth of hospice was a 
reaction to a number of trends. First, technology-driven medicine focused 
on cure, seemingly abandoning those who were no longer responsive to 
treatment. Second, hospice resonated with two other themes of the era—
“consumerism” and “return to nature.” Both trends converged on the 
idea that individuals could create alternative, more natural organizations 
where persons could take control of their lives—and their deaths.

Not everyone learned the same lesson at St. Christopher’s. St. 
 Christopher’s impressed Dr. Balfour Mount, a Canadian physician. How-
ever, Mount was convinced that the lessons of St. Christopher’s need not 
necessarily lead to a new form of care but could be applied even in the 
high technology environment of the modern hospital. When he returned 
to the Royal Victoria Hospital in Montreal, he pioneered the development 
of a hospital-based palliative care model. In recent years, this movement 
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has become a major force in American medicine, evident in attempts to 
educate physicians, nurses, and other hospital-based personnel such as 
chaplains and social workers in end-of-life issues with programs such 
as EPIC (End-of-Life and Palliative Care), ELNEC (End-of-Life Nursing 
 Education Consortium), and ACE (Advocating for Clinical Excellence), as 
well as efforts to create standards for assessing the quality of palliative 
care (Lynn, Chaudhry, Simon, Wilkinson, & Schuster, 2007; National Con-
sensus Project, 2004).

Hospice care is likely to continue to evolve. The Patient Protection 
and Affordable Care Act, passed in 2010, authorized demonstration to test 
the viability of concurrent care. That will allow patients to continue to 
receive life-extending treatment while accessing the palliative care  offered 
by hospice services. This is critical as the prevailing Medicare benefit 
has determined eligibility for hospice care should include a prognosis of 
6 months or less and agreement to forego life-extending therapies. While 
the program likely is to be assessed on the basis of whether concurrent 
care provides an effective bridge to hospice that will increase utilization of 
 hospice services and reduce overall costs in end-of-life care, such  programs 
offer an opportunity for hospice and palliative care programs to continue 
to evolve and to gain increased public awareness and acceptance. More-
over, it may serve to reverse a trend where patients are referred to hospice 
in the last weeks of life (Casarett, 2011).

KÜBLER-ROSS AND ON DEATH AND DYING

Few of these efforts, at least in the very beginning, captured as much pub-
lic attention as did the publication of Kübler-Ross’s On Death and Dying. 
The book appeared at the right moment. Kübler-Ross was a charismatic 
woman who spoke of a “natural death” at a time when there was an in-
creased aversion to technological and impersonal care (Klass & Hutton, 
1985). Her message found a ready audience.

Kübler-Ross posited that dying persons went through a series of five 
(now famous) stages: denial, anger, bargaining, depression, and acceptance. It 
should be noted that Kübler-Ross stressed that within and through these 
stages, hope was a constant reaction—though the content of hope may change 
from “perhaps I will beat this” to “I hope I see my brother before I die.”

The stages, though still popular in lay literature, are problematic. 
Evaluations of her theory of stages (see, for example, Doka, 1993) note 
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many issues. Some are methodological in nature. Kübler-Ross never really 
documented her material or her methodology. It is unclear how her data 
were collected or how many patients experienced which reactions, nor has 
research supported the concept of stages (e.g., Schulz & Aderman, 1974).

There are other problems as well. Later work would demonstrate that 
denial and acceptance were far more complex than presented by Kübler-
Ross (Weisman, 1972). In addition, while Kübler-Ross insisted that the 
stage theory was not to be understood literally or linearly, the book clearly 
offers an impression of linear stages. As such, individual differences and 
the diverse ways that persons cope are often ignored. In addition, it is 
unclear whether the stages represent a description of how persons cope 
with dying or a prescriptive approach that stresses that dying individu-
als ought to be assisted to move through the five stages and eventually 
embrace acceptance.

Yet despite these serious criticisms, Kübler-Ross, in her many case 
vignettes, offered a model of communication that made a powerful plea 
for the humanistic care of the dying patient. In an excellent evaluation of 
Kübler-Ross’s contributions, Corr (1993) suggests that this call for human-
istic care and her affirming message to talk to dying persons, along with 
the heuristic value of the work, are the enduring legacies of the book.

TOWARD A MORE INCLUSIVE CONCEPTUALIZATION  
OF THE DYING PROCESS

The work cited so far in this chapter played a critical role in the evolu-
tion of thanatology—moving the field from a primarily theological and 
philosophical endeavor to one more broadly rooted in many disciplines. 
However, as the study of the dying process continued, other work began 
to emerge that would have a more direct influence on the paradigm devel-
oped within this book.

Avery Weisman and the Complexity of Denial

As stated earlier, one of the critical criticisms of Kübler-Ross’s Stage 
Theory was that denial and acceptance were far more complex than ac-
knowledged in her work. In Kübler-Ross’s work, denial was essentially 
a negative state—a buffer brought on through the shock of a terminal 
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diagnosis. The dying patient had to first surmount this denial to recog-
nize, even in an existential anger, that death was imminent, thereby begin-
ning the journey toward a more peaceful acceptance of death—or at the 
very least a passive resignation to it.

Perhaps Weisman and Hackett’s (1962) earlier work on predilection 
toward death had already suggested that denial was not as problematic 
as Kübler-Ross perceived. In any case, Weisman’s 1972 work, On Dying 
and Denying: A Psychiatric Study of Terminality, suggested that denial and 
acceptance were highly complex processes. Weisman first described orders 
of denial, emphasizing that patients might deny a number of realities in the 
course of the illness. In first-order denial the patient denies the symptom. 
For example, the patient may deny a lump is a lesion, insisting that it was 
always there or the result of an injury that will soon heal. A patient in  
second-order denial no longer denies the symptom, but denies some aspect 
of the diagnosis. A few examples may illustrate. A patient may describe 
the lump as a “neoplasm,” eschewing the far more charged word “cancer.” 
In one of my counseling cases, a patient would carefully describe his con-
dition as “acquired immune deficiency syndrome,” correcting those who 
called it AIDS. To this patient, they seemed different disorders rather than 
a single disorder and its acronym. Third-order denial means that the patient 
accepts the diagnosis while avoiding the prognosis that usually accom-
panies it. A 40-year-old patient with late-stage pancreatic cancer shared 
with me that he had a dream where he was promised that he would live 
“three score and ten” or 70 years, the approximate age at which males in 
his family tended to die.

While delineating the complexity of denial, Weisman also notes that 
denial is not always negative. It allows patients to participate in therapy 
and sustain hope. Denial is a defense mechanism. In the absence of denial 
at some level, there is little reason to engage in painful therapies.

Weisman introduces a very significant concept of middle knowledge, 
meaning that patients drift in and out of denial—sometimes affirming, 
other times denying the closeness of death. Denial then is not a state that 
patients leave on a journey to acceptance. Rather, it is a constant compan-
ion as patients deal with the reality of illness. Persons, even in the later 
stages of illness, may deny the possibility of death in one conversation 
even as they acknowledge it in the next.

When I first began in this field in 1971, most children with leukemia 
lived but a few years with the diagnosis. I was called in one evening to 
deal with Brett, a bright 11-year-old boy who was highly anxious as he 
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realized in that quiet night that he would be unlikely to live to see his  
14th birthday.

It was a powerful conversation.
Throughout the early hours of the morning, the child struggled with 

all the things that he realized he would probably never do, from driving a 
car to finishing school to romance with a girl he would likely never meet. 
The next morning, when I dropped by, he was watching Perry Mason, a 
popular television show at the time featuring an attorney. As I sat down, 
he turned to me, just hours after our painful dialogue, and announced, 
“When I get older, I think I would like to be a lawyer.” We made small talk 
about the challenges of law.

I realized how important both conversations were. Brett needed to 
know that I could talk to him about death, but he also needed to know 
that he could control that discussion, and that I would not intrude when 
he was not ready to address it.

The concept of middle knowledge expands considerably the under-
standing of denial. It reminds us that individuals with life-threatening ill-
ness must, at times, use denial to cope with the realities of life—one  cannot 
constantly focus on one’s own death. Yet, as Weisman also points out, true 
and sustained denial in persons with life-threatening illness is rare. Such 
individuals, even children, are constantly assessing internal cues. They 
know they are getting weaker; they can feel the disease progress. They are 
reminded of their conditions by external cues, such as the visits, glances, 
and guarded comments of others. In the Internet era, information is no 
longer controlled by medical monopoly. It is easily available with a few 
clicks of a mouse.

While that is so, individuals with life-threatening illness will want to 
set the pace, to determine when and with whom they wish to discuss the 
possibility or even the inevitability of death. To Weisman, the important 
question was not, “Does the patient accept or deny death?” but rather, “When, 
with whom, and under what circumstances does the patient discuss the possibility 
of death?”

The Evolution of Anticipatory Grief

In the closing section of his study on acute grief, Lindemann (1944) noted 
that individuals anticipating a loss could experience grief reactions. Later, 
Fulton and associates (Fulton & Fulton, 1971; Fulton & Gottesman, 1980) 
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attempted to develop this concept. They viewed anticipatory grief as a 
more common reaction as illnesses were generally now more prolonged. 
Fulton and his associates (Fulton & Fulton, 1971; Fulton & Gottesman, 
1980) viewed these grief reactions somewhat ambivalently. They hypoth-
esized that as one individual slowly died, others might experience grief 
reactions such as sadness or depression, rehearse the death, and even 
prepare to live with the consequences of the death. The potential diffi-
culty was that as family members continued to grieve in anticipation of 
the eventual and inevitable death, they might disengage from the person 
who was dying, further isolating that individual. In addition, if the dying 
period was highly prolonged, family members’ grief may very well be 
“spent,” meaning that most of their grief was completed during the jour-
ney toward death, leaving little visible reaction at the moment of death. If 
the immediate family felt little reaction, they might well decide to forego 
a traditional funeral, depriving the extended family and intimate network 
of a meaningful ritual that would facilitate their grieving processes.

Later, Fulton became concerned that the term was easily misused. 
Fulton wrote at a time when many clinicians attempted to “encourage” 
family members to experience anticipatory grief under the assumption 
that the acknowledgment and processing of the grief prior to the actual 
loss would mitigate grief experienced after the death. He later described 
this as a “hydrostatic” perspective of grief, indicating a zero-sum notion 
of grief—that is, that there is just so much grief and so many tears that can 
be expended. Therefore, whatever is experienced earlier on in the illness 
will not need to be encountered later (Fulton, 1987). It is also important 
to realize that knowing or suspecting the prognosis may be terminal does 
not necessarily mean that anticipatory grief occur (see Rando, 2000, for 
an extensive review). Fulton has since reevaluated the concept, stating, “I 
have serious reservations regarding the heuristic value—either theoretical 
or practical—of the concepts ‘anticipatory grief’ and ‘anticipatory mourn-
ing’” (Fulton, 2003, p. 348).

Rando (2000), however, has offered an extensive revision of the con-
cept. Rando acknowledges that the term anticipatory grief is a misnomer, 
yet she still finds it useful. Rando redefines anticipatory grief, referring 
to the phenomenon as anticipatory mourning. This is a critical distinction. 
Anticipatory grief refers to a reaction, whereas anticipatory mourning is a 
far more inclusive concept referring not only to reactions experienced but 
also to the intrapsychic and interpsychic processes that one uses to adapt 
to and cope with life-limiting illness. Rando also redefines the concept as 
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pertaining not only to the grief generated by the possibility of future loss 
but primarily as a reaction to the losses experienced concurrently during 
the course of the illness. The patient is not the only person to incur these 
losses. Family members and even professional caregivers may experience 
these losses as the patient continues to decline.

For example, in the early 1990s a good friend of mine, Kurt—a man 
in his 40s, married, with two young adult children—developed ALS  
(amyotrophic lateral sclerosis), popularly called Lou Gehrig’s disease. 
ALS is a motor neuron disease characterized by progressive deterioration. 
Eventually, victims may lose much neural functioning and may become 
unable to use their limbs, speak, or even swallow or eventually breathe 
without respiratory support. As Kurt continued to decline, he once com-
mented that his greatest loss was his ability to hug his children. He was 
a bright and witty conversationalist prior to the illness. At the funeral, 
his wife commented that her greatest loss, even beyond that of the death 
itself, was when he finally lost the power of speech.

Rando never saw disengagement from the person with life-threaten-
ing illness as an inevitable result of anticipatory grief. Rather, she viewed 
the family as struggling with three different and contradictory reactions— 
striving to be with the person in the present, longing for and grieving for 
the  person as he or she was, and simultaneously planning for a future life 
that the ill individual may not be part of. Since this reaction is far more com-
plex than simply an anticipation of the death, it has little relation to the grief 
 reactions that may be experienced should the individual with the illness 
eventually die. Rando’s reformulation, then, frees the concept from much of 
the earlier misconceptions that proved problematic.

The Possibilities in Dying

In addition to coping with dying, there has been some work on possibili-
ties for continued growth and development throughout the dying process. 
Kübler-Ross (1975), in her edited book Death: The Final Stage of Growth, 
suggested that accepting the finiteness of life allows us to more fully  
live life by discarding the external roles and petty concerns that are essen-
tially meaningless. Dying persons are our teachers, she asserts, since by 
accepting the limited time left in their lives they can focus on what is truly 
important and meaningful.
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Byock (1997), in his excellent book Dying Well: The Prospect for Growth 
at the End of Life, suggests that once a dying patient is freed from pain that 
person retains the human potential to grow and the possibility to use his 
or her remaining time to express love, finish significant and meaningful 
tasks, and reconcile with others.

This may be true at any phase in the illness experience.
My father was a child of the Depression. He took his work very se-

riously, sometimes in a consuming way. He was anxious about work as 
well. Despite the fact that he was a valued employee, he constantly wor-
ried about his performance as well as the stability of his firm. He rarely 
took vacations, and when he did he seemed to get little enjoyment from 
them. We feared, as often was the case, that a call from the office would 
abort our trip. Like many fathers of that era, families were the responsibil-
ity of the mother.

When I was a teenager, my father showed symptoms of prostate 
problems. This was a cause of great anxiety as his father had died pain-
fully from prostate cancer. My father made many promises to my mother, 
and I suppose to God, if he could be spared a similar fate. The biopsy 
showed benign enlargement—nothing more.

My mother, though, kept him to his promises. Family became more 
important. Less fearful at work, he stood his ground and offered his 
opinions more often. He even countered a threat from his supervisor 
with an offer to resign, knowing that he could always find work. The 
result was not what he initially expected. His supervisor paled, offered 
him a raise, and met whatever modest demands my father had asked. 
He worked for the man in a number of different roles, including as a 
post-retirement consultant well into his 70s. Throughout his life, he often 
joked that an enlarged prostate was one of the best things that ever hap-
pened to him.

As I said, such growth can happen at any phase of an illness, even, 
or perhaps especially, as death nears. This time can offer unique oppor-
tunities to express love or to ask forgiveness, and even to bring a sense 
of completion to one’s life. The key caution is to remember that these are 
possibilities—possibilities that need to be embraced by the dying person. 
They become a danger when others, whether family members or health 
professionals, see it as their goal to induce the dying person to achieve 
such possibilities. Shneidman (1992) offers a fitting caution that no one has 
to die in a state of “psychoanalytical grace.”



Chapter 2. Historical Perspectives on Dying and Illness

25

Intervals and Phases

One of the limitations of Kübler-Ross’s work is that at the time it was 
written, many individuals diagnosed with a disease had a limited life 
span that was often lived exclusively within a medical setting. As time 
and treatments progressed, the realities of illness changed. A diagnosis of 
many diseases was not necessarily a death sentence. Individuals experi-
enced treatment, often as an outpatient, and even returned to their earlier 
roles. Counseling persons with diseases such as cancer did not initially or 
automatically mean counseling individuals who were dying.

Both Pattison’s (1978) and Weisman’s (1980) work began to reflect 
the changing nature of the illness experience. Pattison (1978) spoke of 
a  living–dying interval, or the time between a diagnosis and a death. As  
Pattison noted 30 years ago, this is a new stage in the human life cycle, 
 enabled by medical advances that allow individuals to extend life consider-
ably. In the years since Pattison first wrote about the living–dying  interval, 
not only has this time been further extended but, for many  diseases, even 
the certainty of death has been challenged.

Pattison further divided this living–dying interval into three phases. 
The first phase, the acute crises phase, is characterized by the crises of a 
diagnosis that disrupts the assumptions and patterns of life. The chronic 
phase is the period of time where one lives with the disease, seeking treat-
ment and, to Pattison, coping with a multiplicity of fears as the disease 
continues to devitalize. In the terminal phase, the patient begins to disen-
gage as he or she approaches death.

Similarly Weisman (1980), studying cancer patients, spoke of a num-
ber of stages in the course of the illness. The first of Weisman’s psychosocial 
stages of cancer was existential plight. Here there are two substages— 
impact distress at the time of diagnosis and existential plight proper as the 
patient continues to adjust to the diagnosis, initial treatment, the reality 
of cancer, and the threat of death. Weisman recognizes that some of these 
fears and issues can even arise prior to diagnosis as the patient begins to 
notice signs and possibly suspect cancer. This phase usually lasts about  
3 or 4 months.

The second stage, mitigation and accommodation, can last indefinitely 
depending on the course of the disease. Here essentially the patient learns 
to live with the diagnosis, adjusting to the limitations imposed by the 
treatment or the disease.



Counseling Individuals With Life-Threatening Illness

26

In stage three, decline and deterioration occurs when the disease  
begins to progress. Here the patient’s quality of life begins to suffer and 
the patient moves to a fourth stage, terminality and preterminality, where 
the decline become steeper and death becomes inevitable.

Myers and Lynn (2001) remind us of another reality of death in con-
temporary Western societies. Many people today, especially older persons, 
often face multiple, chronic, life-threatening illnesses as they approach the 
end of life. This not only complicates care, it makes a definitive prognosis 
difficult. The result is that many individuals today die suddenly, in the 
midst of multiple chronic conditions.

Task and Phase Models of Coping With Life-Threatening  
Illness and Dying

Worden’s publication of Grief Counseling and Grief Therapy (1982) repre-
sented a paradigm shift in the way we understood mourning, one that 
would contribute to the study of dying as well. While prior models of-
fered a more linear stage or phase theory to explain the mourning process, 
Worden conceptualized mourning as a series of four tasks. As Corr (1992) 
noted, the use of tasks offered certain advantages. Implicit in the concept 
of tasks was an inherent assumption of individuality and autonomy not 
often seen in stage models. Bereaved individuals might find it easier to 
cope with some tasks than with others. They would complete tasks in 
their own unique ways and on their own timetables or even choose not 
to address certain tasks. Also, unlike stage theories, there was no assump-
tion of linearity. Moreover a task model had clear clinical implications. A 
grief counselor could assist clients in understanding what tasks they were 
struggling with and facilitate these grieving clients as they sought to work 
on these difficult tasks.

Both Corr (1992) and Doka (1993, 1995) applied the concept of tasks 
to the dying process. To Corr, coping with dying involved four major 
tasks that correspond to the dimensions of human life—physical, psycho-
logical, social, and spiritual. The physical task was to satisfy bodily needs 
and to minimize physical distress in ways that are consistent with other values. 
Corr defined the psychological task as to maximize psychological security, 
autonomy, and richness. The social task was to sustain and enhance those in-
terpersonal attachments that are significant to the person concerned, and to sus-
tain selected interactions with social groups within society or with society itself. 
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Corr’s spiritual task was to address issues of meaningfulness, connectedness, 
and transcendence and, in doing so, to foster hope.

Building on the work of both Pattison (1978) and Weisman (1980), I 
suggested that a life-threatening illness could be understood as a series of 
phases, noting that not all phases would appear in any given illness (1993, 
1995). The prediagnostic phase concerns itself with the process of health 
seeking. It refers to the time prior to the diagnosis. One of the most com-
mon contexts would be the time between when an individual notices a 
symptom and seeks medical assistance. The acute phase refers to the crisis 
period surrounding the diagnosis of life-threatening illness. The chronic 
phase refers to that period where the individual struggles with the disease 
and treatment. Many individuals may recover from the illness. However, 
it is important to remember that in the recovery phase, individuals do not 
simply go back to the life experienced before illness. They still have to 
adapt to the aftereffects, residues, and fears and anxieties aroused by the 
illness. The terminal phase revolves around adapting to the inevitability of 
impending death as treatment becomes palliative (see Figure 1.1).

At each phase, individuals have to adapt to a series of tasks. These 
tasks derive from four general or global tasks: to respond to the physical facts 
of the disease; to take steps to cope with the reality of the disease; to preserve one’s 
self-concept and relationships with others in the face of the disease; and to deal 
with affective and existential/spiritual issues created or reactivated by the disease 
(see Table 1.1).

Although all of these models seem to have interesting implications 
for understanding the ways that individuals cope with dying and life-
threatening illness, they have not been widely applied. Yet, they all still 
represent a possible direction as we strive to develop new approaches and 
models of the dying process. It is this that underlies this book.
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3
Effective Professional Caregivers:  

Seven Sensitivities

A woman institutionalized in a nursing home was praising her nurse, 
describing her as gentle and warm, caring and considerate. “Of course,” 
the woman added, “I wish I never had the opportunity or need to meet 
her.” This comment expresses the ambivalent way in which caregivers 
can be perceived as they care for individuals and families struggling with 
life-threatening illness. They are important, critical allies in the struggle, 
and are sometimes perceived as having almost magical powers. Caregiv-
ers, families, and individuals can forge powerful bonds. Caregivers can  
become deeply concerned about and involved with their clients. Indeed, 
occasionally caregivers are the ones who are unable to let go, even when 
individuals themselves and their families are ready to accept death.

Yet the caregiver role can generate more than a little ambivalence. 
Sick individuals and their families may have mixed feelings toward their 
caregivers. Caregivers, after all, are unwelcome reminders of disease. In-
dividuals who are ill, as well as their families, may resent their depen-
dence on caregivers. Certainly, patients may wish that the circumstances 
of life had never brought them together.

To function effectively, caregivers will have to demonstrate sensi-
tivity; sensitivity to the individual is paramount. They will also need to 
be sensitive to the culture of the individual, whether ethnicity, lifestyle, 
or social class defines that culture. They will need to be sensitive to the 
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constraints and nature of their own roles. In all, there are seven sensitivi-
ties that the most effective caretakers manifest:

1. Sensitivity to the whole person

 2. Sensitivity to the problem of pain and discomfort

 3. Sensitivity to honest, open, and mutual communication

 4. Sensitivity to the individual’s autonomy

 5. Sensitivity to the individual’s needs

 6. Sensitivity to cultural differences

7. Sensitivity to treatment goals

This chapter addresses these seven sensitivities of effective caregiv-
ing. It puts these sensitivities at the center of any caregiving role whether 
for the physician, the health aide, the counselor, the—nurse, the chaplain, 
or the social worker. I have seen caregivers in a variety of roles taking a 
special place in an individual’s struggle with life-threatening illness. In 
each case, it was that caretaker’s combination of skill and sensitivity that 
enabled him or her to contribute in a positive manner in that struggle. 
The next chapter then identifies some of the key attributes of the skilled 
counselor.

SENSITIVITY TO THE WHOLE PERSON

I remember one doctor on grand rounds stopping by the bed of a man 
who had cancer. As the interns surrounded the bed, the doctor began to 
lecture. Still lecturing, the doctor and his entourage departed, never hav-
ing said a single word to the ill man himself. The doctor was highly skilled 
technically; indeed, on that level he had much to recommend him. But he 
was seriously flawed as a healer because he saw people as patients with 
various conditions, such as bad livers or swollen spleens. He was blind to 
the fact that patients are people: husbands or wives, fathers or mothers, 
baseball fans or balletomanes, cat lovers or dog fanciers.

The persons one cares for are not just patients but people, living 
human beings who are struggling with all the concerns of life. Life-
threatening illness, at any phase, is more than just a physical or health 
problem. Life-threatening illness is a multifaceted crisis, one that af-
fects an individual physically, psychologically, socially, financially, and 
spiritually.
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Effective caregiving means maintaining consistent sensitivity to 
all the dimensions of this crisis. That holistic approach is the heart and 
strength of the hospice philosophy. But most caregivers do not have the 
luxury of only taking a holistic approach when a patient has reached the 
terminal stage of illness. Nor do caregivers always have the luxury of 
“specializing.” Individuals themselves will often choose the person with 
whom they wish to discuss specific concerns. It is not unusual for a patient 
to address psychological or spiritual concerns to a nurse, rather than to a 
psychologist or a chaplain. One woman, for example, reminded her nurse 
that the chaplain was not available at that moment, 2:00 a.m., but that she 
needed to talk now. Her nurse was able to listen, provide support, and 
later provide referral to other caregivers as well.

A holistic approach affirms the reality that life-threatening illness 
takes place in the context of life. Throughout the time of illness individu-
als continue to struggle with the same issues and needs that preceded the 
illness. Naturally, these issues can and will be complicated by the expe-
rience of illness. Caregivers who recognize these struggles will not only 
facilitate an individual’s response to illness, but also reaffirm his or her 
human identity.

SENSITIVITY TO THE PROBLEM OF PAIN AND DISCOMFORT

Pain will be a major focus of attention for individuals experiencing 
severe symptoms or physical discomfort, leaving them little energy for 
anything else. Intense pain can exacerbate psychological distress, dis-
rupt social relationships, and intensify spiritual alienation, but none of 
these issues can be addressed until individuals achieve at least mini-
mal comfort. One of the most important tasks of caregivers is to help 
individuals who are experiencing pain to achieve a reasonable degree 
of physical comfort.

The good news is that there is both an increased recognition, even by 
regulatory bodies, of the importance of pain control as well as an increas-
ing array of pharmaceutical, radiological, and surgical strategies, as well 
as complementary therapies to achieve effective management. In addition, 
many hospices and hospitals now recognize the need to treat pain holisti-
cally. A distinction can be made between pain, a physical sensation, and 
suffering, mental and spiritual anguish (Puchalski, 2006). The point is that 
in a life-threatening illness, both pain and suffering may be contributing 
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to the patient’s discomfort. Hence effective pain management needs to be 
accompanied by spiritual and psychological counseling.

The bad news is that despite these advances many patients still suf-
fer and experience pain. Though there has been considerable progress in 
understanding, assessing, and treating pain, there are still considerable 
barriers to effective pain management. Some barriers relate to policy. In 
the current regulatory climate, many physicians are reluctant to prescribe 
opioids since this may attract the unwelcome attention of state and federal 
authorities (Doka, 2006; Edmondson, 2006). Some barriers are related to 
the education of physicians and the organization of medical care. Many 
physicians and nurses were trained at a time when effective pain man-
agement was underemphasized. Physicians may be suspicious of patients 
who constantly complain of pain (Doka, 2006). Hospital care is often frag-
mented. One of the lessons of hospice is that pain management is best 
achieved with multidisciplinary teams. Yet, pain management is not only 
the problem of medicine; many patients and their families may be fearful 
of pain medications—worried that they may lose consciousness and con-
trol or become addicted. There may even be a Dubose syndrome, which is a 
belief, much like the character, Mrs. Dubose, in To Kill a Mockingbird, that 
suffering is a mark of moral fiber and that it is heroic to die unbeholden to 
any drug (Doka, 2006).

Caregivers may use a number of strategies to manage pain. In some 
cases they may serve as patient advocates, reminding doctors and nurses 
about the pain problems of the individual. In other situations, they may 
have the ability to directly intervene. They may be able to provide more 
effective pain treatment.

Pain management is a shared responsibility. Each professional care-
giver should take pain seriously and respectfully, remembering that “pain 
is what the patient says it is.” Each caregiver shares a responsibility to 
assess pain and advocate for the patient’s needs. While physicians retain 
primary responsibility for medically treating pain, other caregivers may 
have a role in managing pain within the parameters of their role.

Caregivers also may be able to teach patients and families both how 
to assess and report pain and how to use alternative, nonpharmaceutical 
techniques of pain control such as imaging and visualizations, relaxation 
techniques, and other behaviorist and cognitive approaches. Such help 
will not only allow individuals to experience increased comfort and per-
mit them to consider other issues, but it may also assuage anxieties, reaf-
firm an individual’s sense of control, and build trust and rapport.
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SENSITIVITY TO HONEST, OPEN, AND MUTUAL COMMUNICATION

Honest and mutual communication is an essential prerequisite to care. 
Open communication means responding honestly to an individual’s con-
cerns. This is the essence of patient rights and is central to effective care-
giving: Caregiving cannot be effective in a context characterized by deceit 
and evasion.

While it is important to provide individuals with information about 
their illness, it is equally important to do a good job communicating this 
information. Hogshead (1976), for example, suggests eight principles to 
employ when delivering “bad news”:

 1. Keep it simple.

 2. Ask yourself, “What does this diagnosis mean to this patient?”

 3. Meet on “cool ground” first. Get to know a patient prior to presenting 
the news.

 4. Wait for questions.

 5. Do not argue with denial.

 6. Ask questions yourself.

 7. Do not destroy all hope.

 8. Do not say anything that is not true.

These suggestions were addressed primarily to physicians, but they 
are useful for all caregivers. They remind caregivers of the need to estab-
lish a context of open communication.

Avoid cryptic messages that leave people in suspense. It is cruel to 
say to a person struggling with illness something like “Well, the tests were 
not as positive as we hoped; we’ll talk about it next Tuesday.” It is better to 
say nothing than to provide people with partial information that can only 
increase their anxieties. Full disclosure, with time allotted for discussion, 
is the only way to present unsettling news.

There is a nonverbal dimension to open communication as well. 
The caregiver needs to convey both by the use of space and demeanor 
as well as words that he and she welcomes communication. Providing 
privacy, maintaining eye contact, and, when appropriate and acceptable 
including reassuring physical contact, all facilitate communication. Sit-
ting near an individual rather than behind a desk communicates equal-
ity and respect.
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An open communication process is both honest and person cen-
tered. Here the caregiver honestly responds to the individual’s concerns, 
for these concerns are clues to what the person is able and willing to hear 
at any given time. Thus, if the individual does not ask about, or does not 
wish to discuss, prognosis at the time of the diagnosis, it need not be  
addressed. And if the individual does ask or wish to discuss such issues, 
they ought to be considered in as tentative and hopeful a manner as hon-
esty allows.

An open communication process tries to accomplish three goals:

 1. It lets the individual set the pace and tone.

 2. It is reflective. It allows individuals to reflect on their concerns, in ef-
fect, to find the answers to their own questions. For example, once a 
man asked me if I thought he would live to see his new grandchild, 
expected in about 4 months. When I asked what he thought, it became 
an opportunity to share his fear, anxieties, frustrations, and unfinished 
business. Previous queries to his physician yielded only vaguely hope-
ful reassurances that showed a reluctance to consider his questions.

 3. An open communication process provides reassurance that any topic 
is open to consideration.

Open communication also means trying to understand the individu-
al’s perspectives. It is essential that one try to understand an individual’s 
biography and perspective. That biography may include items that are part 
of an individual’s history: personal and familial characteristics, religious 
and spiritual beliefs, cultural perspectives, and informal and formal social 
support. But it is also critical to understand the individual’s perspective on 
health, illness, treatment, and perhaps, at a later phase, even death.

It is important to understand how an individual became the person 
he or she is now. To do that, one has to understand the ways in which that 
individual has struggled with the illness. Often the individual’s thoughts 
and fears about a diagnosis can be very revealing.

Health professionals can be dismissive, or even threatened by, an 
individual’s attempt at self-diagnosis. Yet self-diagnosis can be very in-
formative: It reveals much about the individual’s medical sophistication, 
fears, support systems, and early attempts at detection and treatment. 
Rather than avoiding the individual’s perspective on diagnosis, health 
professionals should encourage such discussion. Beyond providing in-
sight into the person’s basic beliefs, this discussion can convey an attitude 
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of respect and help facilitate a context in which the individual is a full 
participant in treatment.

This step leads naturally into a larger area of concern: understand-
ing the person’s perspective on health, illness, treatment, and death. 
However, it may not always be easy to understand the patient’s perspec-
tive. While caregivers may or may not differ from individuals in terms of 
psychological attributes, social attributes, and philosophical ideas, they 
are certain to differ from them in role and perspective. It has often been 
noted that doctors are accorded almost mystical prestige in our society. 
The caregiver brings prestige, knowledge, and authority to the encounter, 
and the ill individual or family member is clearly dependent. Perspective 
too is dissimilar. The caregiver is dealing with scientific generalities, but 
the individual is concerned with a specific life, his or her own. Language 
is different. Scientific language is always tentative and probabilistic: “The 
chance of X occurring is very remote.” But individuals who are struggling 
with illness speak a more concrete language and seek to hear certainty:  
“X will never occur,” or “X is inevitable.” Sometimes educational, class, 
and cultural differences cloud the communication process and also com-
plicate these differences.

Words may have very dissimilar meanings for caregivers and ill 
 individuals. Each person has a personal construction or meaning of the 
disease that includes images of the disease as well as ideas about its 
 etiology, treatment, and outcome. Susan Sontag (1988) noted that meta-
phoric meanings connected to a disease might include connotations of 
weakness, punishment, and/or inevitable decay and death. A person 
receiving a diagnosis of AIDS, for example, may perceive the disease as 
being rapid and horrifying, disfiguring and disorientating. Another indi-
vidual receiving the same diagnosis may have an image of a long, uncer-
tain struggle, but one that allows interludes of remission and perhaps the 
opportunity of benefiting from a still-to-be discovered cure.

Perceptions of etiology can also differ. Some may perceive the dis-
ease as an unlucky event, others as divine wrath. Given current knowl-
edge that emphasizes lifestyle factors in disease, it is not unusual for 
individuals to identify lifestyle factors that they believe contributed to the 
disease. But the degree to which someone attributes illnesses to his or her 
own behavior, and the feelings he or she has about personal responsibility 
for illness can differ widely.

People habitually reinterpret the past to make sense of the present. 
Individual perceptions concerning the etiology of a disease may include 
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numerous segments of biography that the individual believes brought 
him or her to this moment. And there may be considerable affect, includ-
ing anger and guilt, in that reconstruction.

Images and theories of treatment may vary as well. Certain individ-
uals with cancer may have a deep fear of surgery because they wrongly 
believe that once the cancer is exposed to the surgeon’s knife it will in-
evitably grow and spread. Others may have heard horror stories about 
chemotherapy or fear that radiation will lead to impotence or cause new 
cancerous growths. Individuals may have self-fulfilling expectations con-
cerning side effects.

People with illness may also have divergent images of outcome. 
Some may see death as inevitable, others see it as a risk, and still others 
see it as a remote possibility. They may have images of other outcomes as 
well. The person who suffers a heart attack may envision a post-attack life 
of near-invalidism. A woman facing a mastectomy may believe her sexual 
life is over. Individuals may fear that disease will lead to financial impov-
erishment and familial disintegration.

Even meanings of death can differ. To some, death can be the great 
enemy, to be fought at all costs. Others may be resigned to death. Some 
may fear death greatly; others may show less anxiety. Some may see death 
as an entry to a new form of existence; others as the end of existence.

Images arise from a number of sources. Individuals may have had 
different experiences with death. Knowledge of the disease may differ. 
All the variables that affect attitudes—class, culture, age, place in the life 
cycle, education, religious beliefs, gender, and personality—will influence 
images of illness, treatment, and death.

There may be societal influences as well. Susan Sontag (1978, 1988) 
suggests that many diseases have a public meaning. She notes that dis-
eases are often used as metaphors; for example, “the cancer of poverty 
that eats away at the heart of the city.” These metaphors influence pri-
vate meanings of the disease, often complicating responses to a diagnosis. 
These meanings may change over time, and may not be consistent from 
society to society. Cancer and leprosy, for example, no longer hold the 
terror they once held. Historically, even at times when leprosy was preva-
lent, it was not always perceived in the same manner by different cultures. 
In some cultures leprosy was greatly feared and lepers ostracized, but in 
others there was little fear or disgust. AIDS, in the early years of the epi-
demic, and to an extent, even now, provides a similar example. AIDS was 
one of most dreaded diseases in our society, perhaps because it combines 
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characteristics of other diseases feared throughout history—mysterious 
origin, disfiguring symptoms, and inevitable fatality—and perhaps be-
cause it is passed through blood and semen, bodily fluids that have had 
universal mystical significance as the fluids of life.

Whatever the roots of patient images, caregivers should try to 
 explore the individual’s perspective on the disease during the time of di-
agnosis. Exploration will enable the caregiver to better understand what 
issues  significant for the individual are likely to crop up during the course 
of the disease and treatment. Every disease creates its own distinct issues, 
both medically and psychosocially, for care. Colon cancer, and subse-
quent colostomy, may create deep feelings of shame and possible social 
isolation. One task of the caregiver in counseling an individual through a 
life- threatening illness is to understand how the unique issues raised by 
any given disease and its subsequent treatment will be understood, inter-
preted, and acted upon by that person.

A second reason for understanding the individual’s perspective is 
to guard against what might be called self-fulfilling prophesies. Sudnow 
(1967), in his book Passing On, offers a vivid example of the potency of 
self-fulfilling prophecies. A man diagnosed with a particularly virulent 
form of cancer exhibited the normal symptoms and decline characteristic 
of the disease. Only after his death did the autopsy indicate that the tumor 
was benign and should not have been life-threatening. In recent years the 
recognition that a person’s perspectives on disease may influence outcome 
has increased. Certainly, the individual’s perspective will influence re-
sponses to the disease and treatment. As Rosenbaum (1978, p. 171) states, 
“The successful long-term treatment of any patient will depend to a great 
degree on a patient’s attitude. If he can strive for and maintain a positive 
attitude, which means he is willing to fight for his life and believes he can 
live longer by doing so, he often will respond better to treatment.”

Caregivers need to understand and to work through individual’s 
anxieties about treatment. Siegel (1986) claims that “the most important 
thing [for an ill individual] is to pick a therapy you believe in,” and be-
lieves that most negative side effects are the result of self-fulfilling prophe-
cies fostered by physicians and patients. Other research (Chandler, 1965) 
has indicated that individuals who have a strong presentiment of death, 
that is, a feeling that death can occur at any time, an attitude often found 
in heart attack and stroke victims, exhibit higher levels of anxiety, inter-
personal difficulties, and acting-out behaviors. While the topic of impact 
of an individual’s perspective on treatment and prognosis needs more 
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extended investigation, it already seems clear that an individual’s per-
spective does play some role on outcome. At the very least, it can be said 
that individuals who harbor some hope that the disease can be slowed, if 
not stopped, have a stronger motivation for treatment.

A final issue in reviewing an individual’s biography is to understand 
earlier crises and the ways in which that person coped with these prior 
crises. Such discussion may provide a good sense of the individual’s cir-
cumstances as well as his or her perspective. Some may have lived a life 
characterized by crises while others may have lives that were less tem-
pestuous. Some may define a wide range of events as crises while others 
are far more selective. A discussion of the responses to these crises also 
reveals basic coping strategies. These strategies will often be employed 
throughout the current crisis. Becoming aware of them at this early point 
allows caregivers, individuals, and families opportunities to discuss the 
ways that their characteristic coping styles both facilitate and complicate 
adjustment. And it alerts caregivers to the need to explore what may be 
occurring when these formerly characteristic coping styles are not utilized 
in the current crisis.

SENSITIVITY TO THE INDIVIDUAL’S AUTONOMY

Sensitivity to the individual means respecting that individual’s auton-
omy. The very experience of life-threatening illness thrusts persons into 
dependent roles. At times in the illness individuals may be physically  
dependent. Even if they are not always physically dependent, they are 
dependent upon treatment and information from caregivers. Often they 
may feel that their lives are out of control.

The sensitive caregiver tries to reaffirm that sense of control by  
offering choices when possible rather than simply making demands, or 
by allowing families and individuals as much control over treatment and 
daily routine as possible. Sometimes this can be very simple; for example, 
allowing an individual to choose one time slot for treatment from among 
three or four possible time slots offers a sense of participation in treatment.

Respecting autonomy also means respecting a person’s choices.  
Every individual will make his or her own choices on how to cope with the 
illness, how to choose appropriate treatments, and—if necessary—how to 
face death. These choices may not always be the choices caregivers would 
make. Someone else’s styles of coping may be different, as may be his or 
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her ways of responding to illness or death. One nurse, for example, was 
troubled because a very special elderly patient had no interest in reconcil-
ing, prior to his death, with an estranged son. In another situation care-
givers were dismayed that an individual chose to discontinue treatment. 
Caregivers cannot force people to do this or that; all caregivers can do is 
to help individuals to understand and evaluate their actions; they cannot 
make choices for others. Shneidman (1982) stated that “no one has to die 
in a state of psychoanalytic grace.” In the end there are no magic words 
that patients need to utter, not even welcoming words of forgiveness or 
love. These are merely options that can be presented to dying individuals 
and families.

Yet respecting the autonomy of an individual does not mean sensi-
tive caregivers ignore the relational reality or social ecology surrounding 
that person. Sensitive caregivers can assist clients in navigating the ecol-
ogy of the client’s relationships, helping the client explore the effects of de-
cisions and choices upon others within the individual’s intimate network. 
The concept of differentiation is useful here. A differentiated person is an 
individual who can be connected to others without being emotionally 
controlled by the wishes of others. Differentiated individuals can make 
rational decisions based on their own needs rather than simply respond-
ing or reacting to the needs of others. The differentiated self is both a part 
of others yet apart from them (Bowen, 1978). In one case, for example, an 
individual chose his son to be his health proxy rather than a good friend 
who would be more likely to carry out the individual’s wishes. The person 
did so recognizing the potential that his son would likely be more reluc-
tant to terminate treatment. Yet, he reasoned that it was more important 
neither to disenfranchise his son in this critical process nor to alienate his 
son from the potential support this friend could offer following the death. 
As the patient stated, “I have made sacrifices for my children throughout 
my life—every good parent does. This will be my final sacrifice.”

SENSITIVITY TO THE INDIVIDUAL’S NEEDS

Having sensitivity to the individual means, of course, having sensitiv-
ity for all of that person’s needs. Throughout this book there are many 
needs—physical, financial, psychological, social, spiritual—that life-
threatening illness intensifies. These needs complement, and at times, 
complicate the health needs of individuals as they continue to try to live 



Counseling Individuals With Life-Threatening Illness

40

their lives. Sensitive caregivers seek to support individuals as they meet 
those needs.

In addition, caregivers should be sensitive to the heightened sense of 
time that individuals with life-threatening illness sometimes experience. 
There is an exercise in which each student holds a lighted match as he or 
she relates the most important moments of his or her life. As the match 
burns down the person’s pace sharply quickens. Individuals with life-
threatening illness often respond in a similar way, but throughout their 
illness, not just in the few moments it takes for a match to burn. Time is the 
unknown. They feel well today, but tomorrow they may have a relapse. 
They may have little patience. There is much to do, to experience, and 
time is unsure. I mention in Chapter 7 a handout given to hospice volun-
teers on how they might handle dying persons’ requests such as a desire 
for flowers, a need to talk, a wish to taste pizza. The correct response in 
each incident was “Do it now.”

SENSITIVITY TO CULTURAL DIFFERENCES

In the past decades there has been increasing concern about the challenge 
posed while providing care to individuals from different cultural back-
grounds (Giger & Davidhizar, 1991; Sue & Sue, 2008). That concern arises 
from the central fact of caregiving that all good care is based on communi-
cation. For communication to be effective, both the caregiver and the indi-
vidual cared for must be able to correctly interpret each other’s verbal and 
nonverbal messages. This process can become very complicated when dif-
ferent cultural groups exhibit different nonverbal and verbal behaviors. It 
can be especially complicated when linguistic barriers further complicate 
the process. Even the use of interpreters can complicate interaction; for 
example, interpreters may seek to shield those for whom they interpret, 
changing the message to make it more palatable.

Counseling culturally different persons can be particularly difficult. 
The counseling process is rooted in Western and middle-class assump-
tions, such as the value of individualism and the importance of self- 
disclosure. Other cultural groups may not share these assumptions and 
may be mystified and threatened by counseling. Some groups may be 
uncomfortable with self-disclosure, particularly with outsiders. Dillard 
(1983), for example, indicates that many Asian Americans have been taught 
to mask behavior and avoid eye contact. He also notes that many Asian 



Chapter 3. Effective Professional Caregivers: Seven Sensitivities

41

females may be uncomfortable if left alone with a male. Leong (1986), in a 
comprehensive review of counseling with Asian Americans, also suggests 
that Asian Americans may not respond well to unstructured and ambigu-
ous counseling contexts. More recent reviews have emphasized that Asian 
Americans, especially less acculturated populations, may be reluctant to 
discuss death or prepare advance directives, are more likely to prefer ag-
gressive treatment, and often defer decisions to family members (Braun & 
Nichols, 1997; Hsiung & Farrans, 2007).

Providing care to individuals with life-threatening illness is also 
complicated by the fact that different cultural groups have different 
 expectations, attitudes, beliefs, behaviors, and values concerning health, 
illness, pain, and death. Cultural groups may differ on definitions of 
 illness as well as theories of etiology and treatment.

Western medicine often focuses on immediate (e.g., virus, bacteria, 
trauma) and underlying (e.g., poor sanitation, poor nutrition, weakness 
due to drug abuse) causes, while many other cultural systems will focus 
on ultimate causes (e.g., God’s will or sin). Caregivers also should be aware 
that cultural expectations could influence relationships with caregivers 
and expectations about the caregiver’s role. Hispanics, for example, may 
expect that a relationship with a caregiver will be personal and marked by 
trust. Family involvement in care and consultation is expected, especially 
with elders. Standards of etiquette and modesty also differ. Hispanics may 
expect that caregivers will spend time chatting with their clients prior to 
taking care of business.

Moreover, each cultural group has distinct values and perspectives 
that may influence choices and ethical decisions as individuals face treat-
ment for life-threatening illness and even, possibly, the end of life (Braun, 
Pietsch, & Blanchette, 2000; Cohen, 2005; Tiano & Beyer, 2005). Caregivers 
need to retain a sensitivity not to assume that others share similar ethical 
principles. For example, a basic principle of Western ethics is a major em-
phasis on individual autonomy that may not resonate with persons from 
more collectivist or familial-based cultures. Here there may be an expecta-
tion that decisions need to be addressed within a larger group such as the 
family, and individual interests would be subordinated to what the family 
considers best. Similarly, cultures that have experienced a history of dis-
crimination and devaluation may distrust suggestions to discontinue care 
and allow death to occur. Naturally, caregivers should always be careful 
never to assume an individual’s personal sense of identity or that indi-
vidual’s adherence to the perceived values of that group.
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It is also critical to take a strength-based perspective, recognizing 
how values and behaviors of any given group emerged as the group 
 responded to particular challenges that were faced. For example, African 
Americans, struggling with slavery and discrimination, often may have 
strong values that stress resilience, independence, struggle, and spiritual-
ity (Becker & Newsom, 2005). These values may be highly useful in the 
diagnostic and chronic phases of the illness but may complicate adapta-
tion when care is solely palliative.

In preparing to care for culturally different persons, the caregiver 
needs to begin with a strong sense of self-awareness. Counselors need to 
be cognizant of their own values and biases, comfortable with cultural dif-
ferences, and ready to refer their clients elsewhere if necessary. They may 
also need to recognize that some groups may perceive them as representa-
tives or symbols of a repressive system and thus become targets of anger. 
Caregivers may have to spend considerable time in developing rapport 
and trust with members of other groups.

Caregivers should also familiarize themselves with the individual’s 
cultural group. Taking such simple actions as placing culturally relevant 
magazines in the waiting area can facilitate care. Such an act sends a mes-
sage to the members of the group that the caregiver is cognizant of and 
sensitive to their concerns. Sometimes members of that culture may be 
effective resources. In other cases the caregivers can assume a stance of 
“enlightened ignorance,” asking the individual to inform them about their 
beliefs, traditions, or behaviors that they are unfamiliar with. Often simple 
questions, such as “Is there anything that you wish us to know about your 
culture (or your background, life, etc.) that can assist our work together?” 
can be quite revealing.

If caregivers have frequent contact with members of other cultural 
groups, they should make the effort to learn more about these cultures, 
seeking out information about their historical experiences, customs, other 
components of the culture, and especially cultural factors that might facili-
tate caregiving and coping with life-threatening illness. Such sensitivity 
is particularly necessary at the very beginning of the caregiving process, 
for even the way one defines or describes a group may affect subsequent 
development of trust and rapport. Many Hispanic/Latino groups, for ex-
ample, resent the label “Spanish,” preferring either a generic term such as 
Hispanic or Latino or identification with a particular country or culture of 
origin such as Puerto Rican or Cuban American.
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In studying a culture, caregivers always have to remember the in-
dividual. Many cultures are quite diverse, encompassing many values, 
traditions, and practices. Individuals may have grown up in families 
that are blended; that is, in families that draw from a variety of cultures. 
 Individuals may differ in the degree to which they identify with a culture. 
Some may have a strong cultural identity: They grew up in their country 
of origin or in a strong ethnic neighborhood, have lived in or returned 
to such areas, participate in traditional events, take pride in their native 
culture, and socialize primarily with other members of that culture. Other 
individuals may be at midpoints in the continuum of cultural identity. For 
many others, cultural identification can be remote and distant.

Once a culture is understood, and an individual’s level of cultural 
identification is assessed, caregivers can adapt their methods to that cul-
ture and draw on that culture’s unique strengths. Dillard (1983), for exam-
ple, suggests that cognitive approaches may work very well with Asians, 
as they are compatible with beliefs and behaviors about will power and 
self-control. Dillard also describes how holistic health approaches work 
very well with Native Americans since holistic practices are consistent 
with their beliefs and values. In other situations caregivers may be able 
to utilize strong family support systems. Even traditional beliefs and folk 
practitioners may have a role. In one of my cases I counseled a Haitian 
immigrant being treated for cancer who had a recurring dream that she 
would die on a given date. Conventional counseling did little to change 
her perspective. At the suggestion of a nurse, I contacted a folk healer 
from her community. He was able to convince her, after a ritual, that the 
curse implied by the dream was now removed.

Descriptions of the illness and treatment can sometimes be cast in 
traditional terms. And cultural rituals too may provide comfort and sup-
port in crisis. Ryan (1993) tells of an elderly Chinese American who was 
dying and who requested that incense be allowed beside his hospital bed. 
Participating in this ritual seemed to ease his anxiety.

It is also important to recognize that culture is not defined solely 
by ethnicity. Culture groups can be defined by a variety of variables such 
as degree of education, social class, religion, or shared behaviors. Each 
social class, for example, can be defined as a subgroup within the greater 
cultural group, with its own shared behaviors, values, and beliefs. Again, 
caregivers from one class may need special sensitivity in assisting mem-
bers of other classes. Lower-income groups, for example, may be highly 
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suspicious of authority, may be fatalistic and resigned about their condi-
tion, and may face a variety of economic and social barriers that compli-
cate their adjustment to illness. They may be isolated from both formal 
and informal social support. Lower-income families may also be coping 
with many concurrent crises. In addition, they may lack personal physi-
cians, receiving much of their care in emergency rooms, thus limiting any 
continuity of care. On the other hand, some lower-income people have had 
to fight so hard to survive that they have a toughness that can be utilized 
as a significant coping skill. In short, illness will present unique issues to 
each social class. I once counseled a 35-year-old man from a wealthy and 
powerful family who was dying from cancer. Although his wealth and 
connections enabled him to receive the best medical care, including partic-
ipation in some experimental protocols, he and his spouse became angry 
and depressed during the terminal phase. They had so much, so enjoyable 
a life, that death seemed particularly unfair. He was extraordinarily angry 
and distressed that with all his resources he could not surmount the pres-
ent crisis as he had so easily surmounted other problems in the past.

Religion too can define cultural groups. Caregivers should be sen-
sitive to the unique religious traditions, practices, rituals, and beliefs of 
 individuals. In one case nurses decided to cheer a patient up by celebrat-
ing her birthday. They were unaware that Jehovah’s Witnesses do not cel-
ebrate such occasions.

Even shared behaviors may define a cultural group. The AIDS epi-
demic has made many caregivers sensitive to gay and drug subcultures. 
In each subculture, responses, feelings, and coping behaviors may differ. 
Medical treatment and counseling interventions will have to be adapted 
to that culture. For example, in designing interventions for IV drug users, 
caregivers should be sensitive to their often-chaotic lifestyles, as well as 
the fatalism and self-destructive behaviors evident in many IV drug users. 
Many IV drug users have long tolerated poor health along with addiction 
and have continually faced the risk of death. Interventions may have to 
be designed that take into account the unique experiences, behaviors, and 
issues of each subculture.

Finally, caregivers too may face their own unique stresses in working 
with the culturally different customs and behaviors of different groups. 
Vachon (1987) offers an illustration of a group of nurses who were discom-
forted by deathbed rituals of a given ethnic group. Caregivers may find 
it hard to understand the values, therapies, and rituals of other cultures. 
They may experience their own biases, fears, and anxieties. For example, 
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many caregivers may be uncomfortable dealing with homosexuals or 
drug users. Communication difficulties also can frustrate caregivers.

In summation, caregivers have to remember that with any popula-
tion special issues often arise. The sensitive caregiver should try his or her 
best to adapt to each individual’s cultural heritage, situation, or culture. 
Cultural competence remains a key attribute of the sensitive caregiver. 
While awareness of cultural differences is a part of cultural competence, 
cultural competence is less a body of knowledge than it is a spirit of in-
quiry. Ultimately it is an openness and willingness to allow patients to 
teach about their own ways of life.

SENSITIVITY TO GOALS

Throughout the course of the illness, there may be different goals for treat-
ment. In the acute and chronic phases of the illness the realistic goals may 
involve saving, or at least significantly prolonging, an individual’s life. In 
the terminal phase the goal is palliative, to provide comfort.

The sensitive caregiver must always be cognizant of these larger 
treatment goals. Many times the issues that arise in the caregiving and 
counseling process will be affected by treatment goals. For example, I re-
member two cases that had a surface similarity. In both cases a hospital-
ized leukemia patient wanted to attend a significant family event. Given 
the fragile nature of the individuals’ health, attendance held considerable 
health risk. In one case, though, the man was in the initial phases of treat-
ment. There was a realistic hope of significantly prolonging his life and 
even hope of possible cure. Here the counseling goal was to make him 
aware of the risk he faced by leaving the hospital, and then, later, to help 
him find an alternate way of being part of the family occasion. In the sec-
ond situation the woman was clearly in the terminal phase. While her at-
tendance at the family function held risk, this medical risk was secondary 
to the tremendous psychological comfort of attending. The treatment goal 
here was comfort, and my first counseling goal was to help the client un-
derstand the risk she faced. When she remained committed to her desire 
to attend the family function, I changed roles to serve as her advocate and 
facilitator.

This discussion presumes that treatment goals are shared by all  
involved caregivers and are realistic. When that assumption is not met, 
caregivers may have to question implied treatment goals. For example, 
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I once observed a scene between a physician and a nurse. The doctor 
was reluctant to increase pain medication for his patient, expressing con-
cern about possible addiction and adverse effects upon survival. “But,” 
the nurse reminded him, “I thought we believed the patient would not 
recover? Isn’t our goal now palliative?” This question allowed the care 
team to openly discuss and clarify treatment goals, and then to deliver 
care based upon these realistic goals. Sometimes, too, it is the ill individual 
or other family members who are unwilling to recognize that treatment 
goals have shifted. For example, in one case a man was deeply upset and 
offended by a physician’s suggestion that he consider hospice care. For 
though staff and family recognized he was dying, he unrealistically held 
to the hope of another remission. In such cases caregivers should tread 
carefully. An ill person’s hopes may be explored, but it should be up to 
that individual to set the pace. A person’s sense of hope and his or her 
defenses ought not to be assaulted to obtain unanimity on treatment goals. 
An individual’s hope, whether realistic or not, should not expire much 
before he or she does.
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4
The Skilled Counselor

Counselors working with families and individuals struggling with life-
threatening illness need more than sensitivity—they need skills. These 
skills not only include an ability to work with individuals and families 
throughout the life cycle, but also a facility to carefully monitor their own 
roles and reactions while modeling effective self-care. These two sets of 
skills are highly interrelated. Failure to master both is a formula for com-
passion fatigue and burnout (Doka, 2006).

SKILL AS A COUNSELOR

Effective caregivers recognize the nature and limits of their roles. Caregiv-
ers can struggle for the individual only with the help of that individual 
and his or her family. Counselors primarily help individuals and fami-
lies to identify the issues they are dealing with, to explore the dimensions 
of these issues, and to find effective ways of coping with their concerns. 
 Primary caregivers share many things in common with counselors—many 
of the processes are the same—yet the counselor still needs to establish 
rapport. Various approaches may be employed, including cognitive ones, 
as well as expressive therapies such as art, music, drama, play and dance, 
or even pet therapies. While the content of counseling is determined by 
the individual’s needs and is based upon the tasks raised at each phase of 
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illness, communicative skills remain the same. Among the most important 
of these are:

 1. Open-ended questions that allow more than a “yes” or “no” answer. 
These questions encourage the individual to share concerns.

 2. Active listening, which includes:

 a. Using silence, so that the individual may fill in the space.
 b. Restating content, which allows the counselor to assure others he 

or she is listening;  crystallizes client’s comments; and checks the 
counselor’s perception. Generally, the caregiver paraphrases what 
was said by the individual.

 c. Reflecting feelings, where the caregiver reflects on the feelings 
expressed.

 d. Summarizing content, similar to restating but with more material.
 e. Summarizing feelings, a synthesis of the individual’s effective 

response.
 3. Interpretation of an individual’s nonverbal behaviors—a tentative inter-

pretation of nonverbal behaviors; for example, “You seem anxious.” 
This is often a good technique to facilitate awareness of or expression 
of emotion. One has to be careful to recognize that the nonverbal be-
haviors are individually expressed and influenced by culture.

 4. Problem-solving skills, which is a broad array of techniques that seek 
definition and analysis of problems and consideration and evaluation 
of options.

 5. Empathic statements, which are summations and interpretations from 
the individual’s perspective that allow the counselor to gently con-
front underlying issues (e.g., noting, “It’s difficult to experience such 
disability. Often it makes you feel a little sorry for yourself.”) These 
interpretations are based on prior content.

 6. Theme identification, where the caregiver identifies underlying themes 
(e.g., difficulty in dealing with loss).

 7. Self-disclosure, where one reveals feelings and reactions to facilitate 
the other’s sense of being understood. (Note that these should resem-
ble the individual’s feelings and be brief enough so as not to change 
focus from the individual under care.)

 8. Perception check, which attempts to tentatively check the  caregiver’s 
perception (“You seem very removed today; are you tired or 
bored?”)
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 9. Techniques that try to understand the meaning of client’s feelings, behaviors, 
and attitudes, such as:

 a. Clarification, which simply seeks to facilitate a client’s and coun-
selor’s understanding: “Are you angry today?”

 b. Confrontation, a delicate technique that must be well timed and 
sensitive to an individual’s receptiveness. Confrontations may 
point to a person’s discrepancies between verbal statements, be-
tween verbal and nonverbal messages, provide alternate frames 
of reference, or help the individual understand that he or she is 
evading issues or ignoring feedback.

 c. Immediacy, where the caregiver responds with his or her own re-
action and interaction with the person. (“I’m finding it hard to stay 
tuned. We seem to be rehashing old material.” “How are you feel-
ing about our interactions?”)

 10. Action strategies, such as:

 a. Desensitization, which uses counter-conditioning and relaxation 
techniques to reduce anxiety.

 b. Contract setting, an agreement to modify behavior.
 c. Social modeling, which allows the client opportunities to role play 

varied situations with counselor feedback.

 11. Affirmation—that the individual is valued and likeable. Caregivers 
should remember that certain approaches such as exhortation, false 
optimism, or careless phrases (“We will all die sometime”) are coun-
tertherapeutic, alienating individuals and inhibiting open and effec-
tive communication (based upon George & Christiani, 1981).

Although providing care to individuals with life-threatening 
 illnesses has similarities with a variety of counseling and caregiving situa-
tions, particularly crisis contexts, some factors make it unique. Shneidman 
(1978) has identified a number of factors that make counseling the dying 
unique. While Shneidman more narrowly stresses counseling the dying 
and focuses upon the terminal phases, his factors may have broader ap-
plication in other phases of life-threatening illness. To Shneidman, coun-
seling the dying is different because:

1. The goals are different. Psychological comfort is the major objec-
tive. In such a context, defenses and coping mechanisms are respected and 
rarely challenged by the caregiver unless these defenses threaten the life 
of the ill individual or others.
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I have already discussed the importance of allowing denial. Indi-
viduals are not under psychological mandate to “accept” their deaths. The 
coping mechanism of denial should not be challenged just because the 
caregiver or family members are uncomfortable with this attitude. And 
denial is not the only coping mechanism that must be accepted. I once 
worked with a young man who was dying of muscular dystrophy. He had 
constructed a vivid fantasy about the value and significance of his life. 
This distorted image provided critical psychological comfort. In another 
counseling context I might have tried to challenge that fantasy and then 
assist the individual in reconstructing a more authentic identity. Here, 
though, given the limits of time imposed by his life-threatening illness, I 
could not take that risk. This young man did not have the time to construct 
a new sustaining identity. Shneidman comments that “no one needs to die 
in a state of psychoanalytic grace.” His wise words should be a reminder 
to all caregivers that there is no ideal way for an individual to face his or 
her own death.

2. The rules are different. Shneidman particularly notes that transfer-
ence can be intense during this phase of illness. The caregiver can become, 
and even desire to become, a significant other in the client’s life. Thus the 
caregiver can often play an important role in helping that person validate 
his or her life or more effectively cope with the illness. For example, I once 
counseled an older woman who was dying and struggling with her per-
ception of being a failed parent. One of her daughters died from a drug 
overdose. Her other child, a son, was estranged, homeless, and dealing 
with alcoholism and probably mental illness. As she faced the end of life, 
she obviously began to look at me—about the same age as her son—as a 
sort of surrogate son. Rather than analyze her reaction with her, I used it 
to validate her parenting.

3. Countertransference can be intense. Whenever caregivers assist 
 others in facing their mortality, caregivers themselves can be reminded of 
their own mortality and losses. Fulton (1987) has described the “Stockholm 
syndrome” and applied it to caregivers. The Stockholm syndrome refers 
to a common process in hostage taking in which hostages often identify 
with their captors. Fulton argues that under extremely stressful situations, 
close relationships can be forged quickly. Thus, caregivers may identify 
with the individuals under their care and grieve about their illnesses and 
deaths. Counselors and other caregivers may not recognize their grief or 
discuss it with peers since they believe it violates professional norms of 
“over-involvement.” They may not receive support from friends who may 
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negate such work-related cases. Their grief, then, although intense and 
real, can become disenfranchised, that is, neither they nor others around 
them recognize their real loss and grief.

4. The process is different. Generally, the effective counselor should 
always be working toward termination. By that it is meant that the goal 
of counseling is to empower clients to face their difficulties utilizing their 
own strengths and to no longer be dependent on the counselor’s assis-
tance. In counseling individuals with life-threatening illness, particularly 
as the client moves into the terminal phase, one no longer needs to work 
toward reaching termination of the counseling process. Death itself pro-
vides termination.

5. The counselor can be more active. Generally, counselors seek to 
challenge individuals to resolve their own problems and difficulties. 
Given the frailties of life-threatening illness and the limits of time, coun-
selors can take more active roles, serving as advocates and ombudsmen. 
For example, an individual may be reluctant to ask questions of her phy-
sician. In another life situation the counselor probably would have tried 
to help the individual explore her attitudes toward authority and assist 
her in developing assertive strategies. Instead the counselor served as 
her advocate.

6. The person sets the pace. In describing middle knowledge, Weisman 
(1972) notes that individuals often drift in and out of confrontations 
with their own mortality, sometimes denying the illness and approach-
ing death, other times confronting their problems. Counseling strategies 
should allow individuals to set the agenda and pace. Because of the nature 
of “middle knowledge,” it is not unusual for caregivers to have intense 
conversations with dying persons about anxieties and fears about illness 
and death one day that are not even alluded to the next day.

7. The counselor must also work with families and other survivors. Life-
threatening illness is a family illness, deeply affecting all others in the fam-
ily system. Working with families during the illness and after the death is 
critical.

SENSITIVITY TO FAMILIES

I emphasize throughout this book that an individual’s life-threatening 
illness always affects the entire family. Sensitive counseling recognizes 
the familial context of an illness. Sensitive counselors also understand 
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that individuals may define “family” differently and that family interac-
tions are highly unique, influenced by a variety of factors such as cul-
ture. Counselors then should help families examine the ways in which 
illness affects them as a family, as well as the ways that they are coping 
with the illness.

I have found two models particularly useful in assisting families in 
coping with life-threatening illness. The first, Herr and Weakland’s (1979) 
model of the family problem-solving process, can be generally applied 
to many circumstances where families have to assess their own problem-
solving process and resolve difficulties. The second, network intervention, 
can also be a very effective technique that can allow family units to effec-
tively use larger systems, both informal and formal, to resolve particular 
problems. Both will be outlined here as examples of types of approaches 
to family counseling that caregivers may find helpful.

Herr and Weakland’s (1979) Model

1. Build rapport and make an initial assessment.
2. Define the problem. The first step after developing rapport and be-

ginning an initial assessment is to clearly define the problem. Herr and 
Weakland caution that often the “identified problem,” that is, the problem 
that the family recognizes, is not the real problem that actually needs reso-
lution. For example, the “identified problem” may be that the patient does 
not take his prescribed medication, while the underlying problem could 
involve such issues as denial, family power, or control. Ideally, by the end 
of this stage, Herr and Weakland suggest that the family has defined a 
problem in a way that has avoided both negativism and scapegoating, and 
has recognized the problem as a family issue rather than solely a personal 
one. Instead of, for example, a problem defined as “family members not 
pulling their weight,” the problem is recast as “a need to better coordinate 
and distribute caregiving.”

3. Determine solutions attempted previously. Herr and Weakland note 
that many times families have attempted various solutions prior to seek-
ing help. Reviewing these attempts will help one to avoid suggesting al-
ready failed solutions, to find solutions that may have been abandoned 
prematurely, and to see “solutions” that may have complicated problems. 
This review can often illuminate family dynamics.
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4. Establish goals. Once problems have been defined and attempted 
solutions viewed, families are now ready to set goals. Herr and Weakland 
emphasize that goals should be both realistic and carefully defined.

5. Comprehend the family system. Throughout these first four phases 
the counselor has observed much about family dynamics. Herr and 
 Weakland suggest that now is an appropriate time for families and care-
givers to review the family system and its problem-solving process.

6. Mobilize the family system. In this stage caregivers assist families 
in developing strategies that will allow them to achieve their goals. Herr 
and Weakland emphasize that interventions and their rationales have to 
be formed within perspectives with which the family can identify and 
understand.

7. Achieve a successful termination. Herr and Weakland point out 
that the goal of all family counseling is termination, that is, helping 
 family members reach the stage at which they can resolve difficulties by 
themselves and have learned enough about their own problem- solving 
process that they should not need further counseling. Herr and  
Weakland suggest that the counselor at termination should emphasize 
the family’s role in resolving its own problems and help the family to 
anticipate possible problems that may arise. In the constant crisis con-
text of life-threatening illness, however, counselors need to recognize 
that families may need continued contact and help. In such situations 
a model that allows continued monitoring of the family and provides 
care mandated by the crisis may be a more suitable approach. Herr 
and Weakland, however, provide a warning about fostering an overde-
pendence upon the counselor that impairs the family’s coping capacity.  
Ultimately the counselor’s role is to act as a facilitator, assisting the family 
as it copes with illness and possible death.

Network Intervention

This technique was originally designed for work with troubled and 
 delinquent youths (see Thorman, 1982). It can sometimes be success-
fully applied to families coping with life-threatening illness. The goal is 
to mobilize a network to resolve a particular problem. This approach can 
work well when the problem is a tangible one and open to a quick fix. 
While discussing this model, I refer to a particular case in which network 
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intervention was successfully utilized. In that case a woman residing with 
her spouse and adult child was in the late chronic phase of cancer. This 
family had no other children. Since the son worked long hours, the wom-
an’s care was mainly in the hands of her retired husband, who provided 
meals, supervised her medication, and took care of the house. The crisis 
was caused by the sudden death of the woman’s husband from a heart 
attack.

Preparatory Phase: The decision to use the network model should be 
made carefully, after an assessment by the counselor that network inter-
vention has a reasonable chance of succeeding. In the preparatory phase a 
counselor needs to assess the problem and determine the potential viabil-
ity of the network to resolve the problem. Usually such networks consist 
of 20 to 40 people. The counselor may also need to put together a team to 
assist this process. After consultation with the family network, the coun-
selor arranges a meeting of the support team, usually on a weekend and 
at the home, if possible, of the ill person. This time at the home allows the 
network to reconnect and work together, even in arranging such details 
as meal planning and preparation. It also allows the counselor to measure 
the level of initial commitment.

In the case example, network intervention was considered viable. 
The family did have financial resources to pay for some services such as 
homemaker assistance. The primary problems identified were provid-
ing for monitoring and supervision of medication, companionship, and 
meals, but these seemed tangible and open to intervention. While the fam-
ily system was quite small, consisting only of mother and son, the family 
was deeply involved in a small church that had a pastor and parishioners 
eager to help. A meeting was set for a Saturday and Sunday afternoon, 
and about 20 people attended.

Phases of Network Intervention

 1. Retribalization Phase: In this phase people socialize and reconnect.

 2. Polarization Phase: Here the family and the team present the problem 
and the group reviews possible solutions. Team leaders may facili-
tate the formation of small groups to discuss alternative solutions. 
Often sides can form when members commit to a given solution. In 
this case, one group investigated Meals-on-Wheels and other options 
such as restaurant delivery to ensure that the ill woman would have 
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her meals while her son worked. Another group considered the pos-
sibility that church members could share some responsibility.

 3. Mobilization Phase: The group begins to consider the tasks needed 
to find a solution. Often the group recognizes the extent of required 
commitment and the difficulty of the tasks.

 4. Depression Phase: The group’s initial optimism wanes when its mem-
bers discover that there is no easy solution to the problem and be-
come discouraged by its scope. Some members may be resentful that 
their ideas were not given a fair hearing. The team helps the group 
recognize and verbalize their frustration. Now the family may renew 
its request for help.

 5. Breakthrough Phase: In response to this request for help, the group re-
commits, reaches a viable solution, and assigns tasks. In the case ex-
ample, the group recognized its limits for providing daily meals since 
only 10 people were able to commit to regular meal delivery. Each of 
these 10 people promised to deliver a casserole-type meal that would 
provide 2 days’ worth of meals. The son resolved to provide meals 
on weekends and promised to purchase a microwave oven to make 
preparation of meals and reheating of casseroles easier. These solutions 
gave members a sense that all ideas were utilized and it limited the 
cooks’ commitments to one day a month. Other members, about 15 in 
number, agreed to serve as companions to the ill woman, visiting her 
on days when the cooks would not. A church secretary and another 
parishioner agreed to serve as coordinators for the whole intervention.

This intervention is just one example of the types of techniques that 
counselors may find useful. Other approaches may have similar value. 
The basic point is that counselors will need to develop sensitivity to the 
needs of the family, as well as appropriate interventions to assist families 
as they cope with life-threatening illness.

SENSITIVITY TO DIFFERENT AGE GROUPS, POPULATIONS,  
AND GENERATIONAL COHORTS

Earlier I discussed that life-threatening illness is different for people at 
different phases of the life cycle because developmental issues can often 
complicate responses to life-threatening illness. Sensitive caregivers will 
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recognize the unique issues that arise at any point in the life cycle. They 
will also recognize that populations that are developmentally impaired 
may have special difficulties in responding to the crisis of life-threatening 
illness. Finally, cargivers understand that the different experiences of dis-
tinct generational cohorts will influence both how they cope with illness 
and respond to care and counseling. This section emphasizes the particu-
lar problems of three groups—children and adolescents, individuals with 
intellectual disabilities, and older persons—and addresses generational 
differences.

Working With Children and Adolescents

Counseling children and adolescents with life-threatening illness can be 
very difficult. Counselors may find themselves emotionally drawn to the 
ill child and greatly affected by the child’s illness and death. Even beyond 
such intense emotional involvement, counseling children and adolescents 
creates other difficulties that complicate the counseling process.

One of the first complications is that counselor–child relationships 
are always triadic. Counselors must simultaneously deal with the child 
and the parents or guardians of that child. Because the needs of the child 
and the needs of the parents are not always identical, this can impair trust. 
Young clients may be reluctant to confide in their counselors because they 
are unsure of how much the counselor can be trusted.

Counselors should confront this issue early in the course of their 
work with children and adolescents. They can affirm that the child’s con-
fidences will be respected but, depending on the needs of the parents or 
the child, can indicate that they will periodically talk with the parents. 
But in all situations, the caregiver and the child together should discuss 
problems, develop a plan, and agree about what will be reported to the 
parents. Counselors may forewarn the child of exceptions to confidential-
ity; for example, when the child is engaged in actions that endanger his or 
her life or the life of others or when there are signs of abuse. Counselors 
should make parents equally aware of this arrangement.

Another issue that is often a significant one between parents and 
 children involves communication and truthfulness. Many parents take a 
protective approach toward communication in which they attempt to shield 
the child from the nature or implications of the illness. Counselors need 
to respect these strategies, but they also need to help parents evaluate the 
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implications of such strategies. Often such strategies are not effective since 
children have access to a wide range of information about the condition: 
internal health cues; external treatment cues; information from books, TV, 
and from videos; input from ill peers; and more. Previous studies (Blue-
bond-Langner, 1978, 1987; Doka, 1982a, 1982b) indicate that regardless of 
parental disclosure decisions, children often know the nature and serious-
ness of their conditions. Such protective strategies can be costly, for they can 
impair trust at a critical time in the parent–child relationship, and may also 
complicate compliance with medical regimens. In working with children 
under communicative restrictions, counselors can assume a nondirective 
approach, offering little information but allowing the child to freely discuss 
feelings, fears, and relationships. When confronted with requests for infor-
mation, the caregiver can help the child identify the people who can address 
the child’s concerns. The counselor also can serve as a quiet advocate for the 
child’s concerns and his or her readiness to assimilate information. Again, it 
is important to share that approach with parents.

In communicating with children suffering from life-threatening ill-
ness, there are two critical points caregivers should recognize. First, it is 
important to understand that when the child asks, “Am I going to die?” 
it may not be a request for information but a call for reassurance. Only by 
asking the child to clarify such questions can the counselors understand 
and address underlying concerns.

For example, a 10-year-old boy asked if his leukemia was fatal. The 
caregiver began by asking the child what he had heard about the disease. 
The child talked about a student at his high school, still honored by an 
annual award presented in her name, who had died of the disease some 
20 years earlier. The conversation seemed to indicate that the child wanted 
reassurance. By honestly discussing the child’s anxieties, and by respond-
ing to his needs by pointing out that treatment had advanced in the past 
two decades, the counselor was able to maintain open communication 
and hope.

Second, as in any communicative process, each counselor has to be 
clear about his or her own role. Perhaps the caregiver may not be the per-
son best suited to answer medical questions. His or her most critical role 
may be to help the child clarify underlying concerns and questions, iden-
tify appropriate resources, and examine the effects of responses on the 
child’s feelings and behaviors.

Truthfulness is not the only thing that can complicate commu-
nication with children. Often communication can be complicated by 
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the child’s level of cognitive development. Children may not have the 
 vocabulary or conceptual framework necessary to process the informa-
tion they receive. They may exhibit magical thinking, finding it difficult 
to separate reality and fantasy. Counselors can facilitate communication 
in these situations by patiently providing sufficient time for the child 
to assimilate information and ask questions. The “report back,” a tech-
nique in which children recount the information as they understand it, 
is often an effective way to gain insight into the child’s intellectual level 
and vocabulary, to identify anxieties and feelings complicating the com-
municative process, and to clarify any misunderstandings. Visual aids 
appropriate to the age level, such as dolls, models (anatomical models 
of organs or systems, for example), books, diagrams, and videos can 
 facilitate this communicative process. One physician I know, to help 
 prepare a child for surgery, actually drew the incisions with washable 
magic marker on the boy’s abdomen. This allowed the child 2 days to 
get used to the idea of scars and to experiment on what clothes could 
effectively mask the scarring.

Limits to the child’s cognitive development can also impair the task 
of reviewing life. One of the key tasks in illness is to integrate the illness 
into one’s life. Jarratt (1994) suggests that time lines can be an effective 
way for children to explore the ways that illness has affected their lives. 
Young children can use different crayon colors to represent periods of life 
(e.g., the child may choose blue for the time before school, green for the 
time between school and illness, gray for the onset of illness, and so on). 
Older children can create linear time lines. Such time lines can become the 
basis for discussion about how they felt and coped during these times and 
how varied changes in their lives affected them.

Dealing with feelings is another complicated problem for children 
and adolescents. They may have a difficult time identifying the many 
emotions they face, and they can find it hard to recognize and assimi-
late emotions such as anger or guilt. Again, Jarratt (1994), in her work 
with bereaved children, has developed many techniques that can easily be  
applied to children with life-threatening illness. Among them are:

1. Feeling Checks: This is a simple technique in which the child is 
asked to tell how much of a given emotion he/she is experiencing. Younger 
children may show the emotion by using their hands (close together for 
little anger, far apart for great anger, and so forth). Older children may 
demonstrate their levels of feeling by selecting a number on a scale. Often 
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the counselor will prepare the child by talking about how some children 
can have such feelings, thus validating these emotions.

2. “Five-Faces Techniques”: These refer to a variety of techniques 
that use five faces (glad, sad, mad, scared, and lonely). These faces may 
be placed on cards and a number of games may be developed. Children 
may draw cards explaining when they felt that emotion and how they 
responded when they felt it. Or they may tell stories about someone who 
is feeling the emotion expressed on a given face.

3. “Show Me”: Here the caregiver asks the child to “show me how 
you look sad, or angry, or whatever.” This not only gives permission for 
the feeling but also opens discussion of these emotions.

4. Fables and Metaphors: In this projective technique the caregiver 
begins a “fable” such as “A child wakes up and says ‘Oh, I am afraid.’” 
The child is then asked to complete the fable. Fables can be constructed to 
uncover any emotion or anxiety.

In addition to these techniques, counselors may wish to use other 
approaches. Often expressive therapies such as art, play, drama, or music 
that build on the child’s modes of expression and strengths can be useful 
with children (Webb, 2009). Jewett (1994) also suggests that counselors 
should check family rules about feelings and help children explore their 
coping by examining how they connect actions with feelings.

Life-threatening illness can often complicate the entire process of 
a child’s or adolescent’s development. The process of development is a 
gradual move toward independence and autonomy. Life-threatening ill-
ness can reverse this process, generating greater dependence. Dependence 
can be complicated by parental over-protectiveness, a common response 
to a child’s illness. Caregivers, children, and parents may need to address 
these issues, recognizing the child’s need for independence and the par-
ents’ emotional needs and their deep desire to be involved in care. Often 
counselors can help families find mutually agreeable solutions. In one 
case, for example, parents felt that their adolescent daughter, dying of can-
cer, was rejecting them. The daughter felt that her fragile independence 
and dignity were threatened by her parents’ response. When they shared 
their concerns, they were able to reach an agreement on appropriate in-
volvements. It was acceptable for her parents to change her dressing, for 
that was clearly related to her illness, and she clearly needed her parents’ 
support and comfort. But she preferred to be dressed, bathed, and fed by 
the nursing staff, because if her parents performed those tasks it painfully 
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reinforced her dependency. Such agreements are always tentative and 
may continually need to be reworked as the child’s physical condition 
changes and the child’s development continues.

Adherence issues, especially in the chronic phase, can often be a 
battleground between parents and children that reflects the struggle 
between the child’s need for independence and autonomy and illness-
induced dependency. Often such conflict can be mitigated by allowing 
the child full partnership in treatment; by fully informing the child about 
the need for adherence; by tailoring the regimen as much as possible  
to the child’s schedule, needs, and lifestyle; and by soliciting the child’s 
participation in discussions and decisions. Children and adolescents 
should be given as many choices as possible during treatment including 
scheduling times, injection sites, and decisions on who should be pres-
ent during treatment. Self-help networks, for both parents and children, 
can also assist both in expressing feelings and fears, and developing suc-
cessful coping strategies.

Counselors should monitor the effects of illness on family life. Be-
cause of the great stress of a child’s life-threatening illness on the family 
and the developmental struggle it often creates, there can be deleterious 
effects upon the family. While earlier observations of extensive marital 
disruption in families of terminally ill children have not been supported 
by subsequent research (see Stephenson, 1985), there still may be other 
negative effects. One study (Hawkins & Dunkin, 1985) found that in fami-
lies where children faced chronic health conditions there was an increased 
risk of physical abuse or neglect both because of the increased burden and 
consequent stress. Though such situations are rare, monitoring family re-
lationships can sensitize counselors to the ways that changes in the illness 
and the child’s continued development are affecting family relationships 
and coping patterns.

It is often worthwhile to explore the family’s initial response to the 
illness. The process of health-seeking is complicated with children, since 
it can include an additional step in which the child, especially in the older 
years, has to bring the symptom to the parents’ attention and the parents 
then need to make a decision on seeking help. Exploring this process will 
often shed light on the family’s coping styles and beliefs about illness. This 
exploration can also sensitize counselors to issues that might affect other 
family members and their responses to the illness. For example, parents 
who were slow to respond to the child’s complaints may face considerable 
guilt throughout the illness.
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This exploration might well include not just family but everyone 
within the child’s circle, as everyone in that circle may be affected by 
the child’s illness. Persons may respond by avoiding the child, or per-
haps by overprotecting or overindulging the child. Other parents may 
prohibit their children from playing with the ill child. The illness may 
effectively remove the child from areas for peer interaction, or the child 
may withdraw and be reluctant to participate in normal activities. Thus, 
it is important to explore the ways that the illness has changed relation-
ships with all those in the child’s circle. When caregivers are working 
within institutions such as hospitals, they may develop support groups 
for friends and staff.

One important area to explore with school-age children is the re-
sponse of schools to the illness. The child’s experience of illness may be 
complicated by school life. Schools can vary in their willingness to ac-
commodate a child’s illness and regimen—some schools will make great 
efforts to accommodate the child and facilitate adherence to the medical 
regimen, while others will be resistant to small modifications of routines 
or regulations. Some schools can be insensitive to a child’s threatening ill-
ness, perhaps even perceiving education as an unnecessary bother since 
that child may not survive. Counselors can assist children and their fami-
lies in identifying school-based barriers to adherence and help them to 
develop problem-solving strategies. Some strategies can be as simple as 
providing the child with privacy for medications or adjusting schedules 
to accommodate the child’s regimen.

Counselors may also wish to educate schools about symptom con-
trol and crisis management. In one case, for example, a counselor arranged 
for a nurse and a physician to speak to teachers, the guidance counselor, 
and the school nurse of an entering high school freshman who had cystic 
fibrosis. This visit alleviated some fears and allowed the school to identify 
possible problems that the illness might pose to the child’s daily sched-
ule. Once these problems were identified, such as frequent trips to the 
bathroom, teachers felt more confident that they could handle the child. 
The guidance counselor appreciated information about the best times to 
schedule varied courses. Both the school nurse and the guidance counselor 
also felt relieved at the opportunity to discuss symptoms and their control 
and to develop crisis management plans. Everyone left the meeting with 
lists of problems they should watch out for, as well as actions (e.g., call the 
parents; call an ambulance, then call the parents; and so forth) they could 
take and important emergency numbers. In many cases physicians and 
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other medical personnel can provide information that will alleviate need-
less fears. In other situations, counselors may choose to advocate.

Disclosure concerns can be another school-related issue for both chil-
dren and parents. Parents may wish to clarify with school principals just 
who would have access to sensitive information. Counselors may need to 
help children and parents in clarifying and exploring their concerns. Par-
ents, children, and school staff may also want to develop and periodically 
review any necessary restrictions or emergency and contingency plans. 
Teachers will need continuous, appropriate, and educationally related in-
formation that will need to be updated throughout the course of illness. 
The child’s education will be facilitated when teachers and school nurses 
are incorporated into the caregiving team.

Other school-related problems can also develop, particularly during 
the chronic phase. It is not unusual that the disruptions caused by the 
disease, the effects of medication and treatment, and the child’s responses 
to the illness can affect cognitive and social development. Caregivers may 
need to assess such effects with children and their parents, perhaps assist-
ing them to reevaluate their expectations. One young girl suffering from 
leukemia was deeply distressed that her grades declined and she was no 
longer able to participate in volleyball. Sensitive to the latter concern, the 
coach made her his timekeeper when she was able to take this role. While 
the school also provided access to tutoring, she had to redefine her expec-
tations, recognizing that the maintenance of health was now her highest 
priority. There may be times, however, that schools suggest inappropri-
ately placing the child unnecessarily and unsuitably in special education 
classes or imposing needless restrictions on the child that may run counter 
to treatment. For example, one school excused a child from physical edu-
cation even though the doctor felt no such need and suggested exercise. In 
such cases caregivers can be very effective advocates.

Working With Individuals With Intellectual Disability

One special population that counselors may come into contact with 
more frequently is persons with intellectual disability. In the past three 
decades more persons with intellectual disability have survived early 
childhood and are living longer life spans, and are less likely to be liv-
ing within institutions. During the course of these extended lives, per-
sons with intellectual disability will experience illnesses in the manner 
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of their nondisabled peers and will be treated for those illnesses within 
the same facilities and by the same staffs. Yet this is a population that will 
require special sensitivities and approaches from those who care for them  
(Friedman & Helm, 2010).

It is important to remember that persons with intellectual disabil-
ity are not homogeneous. They share the same differences in terms of 
background as other groups and levels of cognitive disability can vary 
from mild to severe. Living conditions can also vary: Some may live in-
dependently, others with their families or in-group homes, still others 
in institutions. Levels of social and psychological impairments can also 
differ, and may not neatly correspond to cognitive impairments. Thus, 
an impaired person’s age may not be predictive of developmental level 
or behavior.

Lavin (2002) describes certain characteristics typical of persons with 
intellectual disability. They often have external locius of control, lack con-
fidence in their own abilities to solve problems, find it difficult to think 
abstractly, have limited abilities to transfer skills from one level to another, 
and have poor short-term memory skills.

Because of these limitations, persons with intellectual disability may 
have a very difficult time coping with abstract concepts such as “disease,” 
“dying,” or “death.” Some research has suggested that these concepts 
may be easier for persons with intellectual disability to master as they 
age. Chronological age, rather than cognitive level, may be a factor, since it 
provides a rough index of the person’s level of experience with dying and 
death. Often family and staff may exacerbate these conceptual difficulties 
if they try to overprotect the client with intellectual disability, effectively 
disenfranchising the client from any role in the treatment.

In discussing grief counseling with individuals with intellectual  
disabilities, both Doka (2010) and Lavin (2002) make a number of points 
that generally can be applied to counseling persons with intellectual dis-
ability. First, the need for caregivers to be patient and clear with their 
clients is emphasized. Comfort and continued reassurance may be par-
ticularly important throughout the crisis. Second, caregivers will have to 
teach coping skills throughout the crisis. This begins by analyzing what 
behaviors and skills will be necessary at each phase. Lavin then suggests 
a four-step process that can facilitate learning:

1. Preparation: Here the goal is to prepare the person with intellectual 
disability to be exposed to the experience. Counselors may wish to begin by 



Counseling Individuals With Life-Threatening Illness

64

talking about the individual’s previous experiences with illness. This will 
provide an opportunity to draw upon these experiences in later sessions.

2. Direct Instruction: The counselor can teach skills that may be 
useful to the person, providing constant reassurance and reinforcement. 
For example, the counselor may have to review those circumstances 
in which the individual should notify an appropriate caregiver about 
changes in health, carefully explaining the symptoms the person might 
monitor.

3. Modeling: In this approach someone models the expected be-
havior for the individual. The counselor may help to interpret the event  
(e.g., “He is going to tell the nurse what’s bothering him”). The person 
with intellectual disabilities can then attempt to copy the behavior with 
the encouragement and support of the caregiver.

4. Emotional Support: Throughout the crisis, persons with intellectual 
disability may have to be helped to understand and express their emo-
tions. Directive questions such as, “Are you scared?” or “How do you feel 
when you are scared?” may help such individuals recognize their emo-
tions. Counselors may need to provide considerable support throughout 
the crisis of illness. Nonverbal behaviors such as reassuring touch may 
provide that needed and welcome presence.

Counselors may find that counseling individuals with intellectual 
disability requires considerable flexibility in approach. Depending on the 
level of disability, the present crisis, and the person’s previous experiences, 
caregivers may have to continually adapt approaches to each person. But 
these clients still share the same needs as other nondisabled individuals, 
including the need for autonomy, control, and respect.

Working With Older Persons

Although two thirds of dying persons in the United States are 65 years 
old or older, comparatively little attention has been paid to their unique 
concerns and issues. Many health care workers, like other segments of the 
population, prefer to work with younger clients, often because they have 
been influenced by negative stereotypes of older persons. Thus, older per-
sons who are ill may face a double burden.

Three basic understandings are fundamental. First, counselors must 
realize that older persons are not a homogeneous group. They differ, as 
does any age group, on any number of variables such as ethnicity, culture, 
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class, education level, coping skills, family, and informal and formal sup-
port systems.

Second, counselors must have a basic understanding of the aging 
process. This includes an ability to distinguish between changes due to 
normal aging and those that are pathological and/or illness-related. For 
example, confusion and disorientation are not part of the normal aging 
process but rather symptoms of underlying disorders that can be either 
acute and reversible or chronic and irreversible. Should such symptoms 
become evident during treatment, the individual should be assessed. In 
some cases disorientation may be caused by dietary changes, medication, 
or other facts of a treatment program; in other cases, disorientation may be 
a manifestation of the illness or a sign of another condition. These symp-
toms should not be readily dismissed as evidence of aging. In fact, any 
caregiver should view any symptom, pain, or discomfort experienced by 
older individuals with the same seriousness as a complaint by someone 
younger.

Third, counselors must examine their own beliefs and feelings about 
the aging process and older persons. Are older persons being treated with 
respect? Are their needs for independence and autonomy being consid-
ered? Are their psychological and social needs, including sexual needs, 
being recognized?

Five issues may complicate older persons’ attempts to cope with 
life-threatening illness and/or their efforts to engage in the counseling 
process.

1. Resistance to counseling: Many older persons in this era may be 
resistant to engaging in the counseling process. The reason may be histori-
cal. Older persons may not have the same familiarity with counseling ser-
vices as younger people. In addition, older persons may associate the use 
of mental health services with stigma and may be reluctant to engage in an 
activity that they perceive as challenging their autonomy or privacy. Thus, 
it is important for counselors and other caregivers to be sensitive to such 
resistance. Counselors and caregivers should try to present the option of 
counseling in a manner that both explains and normalizes the counseling 
process. They should not assume that older persons have a clear image 
of what counseling entails. They should be open to questions and should 
respectfully examine the misperceptions and anxieties that the elderly 
may have about the counseling process. For example, one elderly man 
diagnosed with cancer was reluctant to have a psychological and social 
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work assessment since he feared that the process would inevitably lead to 
his institutionalization in a nursing home. Naturally, the older person has 
a right to reject participation in counseling that should be respected. In 
such situations, the counselor should reassure the person that the option 
remains open. Even if an older person does agree to counseling, there may 
be times within the counseling process when the issue of resistance needs 
to be addressed.

2. Stereotypes of aging may inhibit health seeking: A second issue that 
may arise with the counseling process concerns health-seeking behavior. 
Successful coping with life-threatening illness entails constant monitoring 
of one’s bodily state. While some older individuals may exhibit obses-
sive hypochondrias, other elderly people may ignore, dismiss, or discount 
symptoms. Elderly individuals are just as likely to be deluded by aging 
stereotypes as their families and others: Often they may dismiss symp-
toms of mental or physical decline as evidence of the aging process. This 
tendency can be identified when counselors explore the initial process 
of health seeking. Here they may find that an elderly client chose self-
medication or delayed seeking medical help for a considerable, perhaps 
even fatal, interval. Once identified, the danger of such strategies can be 
explored and elderly individuals can be taught more effective strategies 
for monitoring and supporting health. In some cases these discussions 
will uncover feelings of fatalism and resignation. For example, one older 
woman delayed seeking treatment for skin cancer. Questioned as to why 
she had waited so long, she replied that at age 84 something was bound 
to kill you. This can arise too in counseling since an older person may feel 
considerable guilt about delayed treatment.

Sometimes other dynamics may be apparent. Physicians and family 
members may share stereotypes of health and may not take the complaints 
of older persons seriously. If older persons are suffering from confusion or 
dementia, family caregivers may feel guilty that they did not recognize 
symptoms of life-threatening illness.

3. Social support may be limited: While the issue of social support is 
not unique to older persons, it is more likely to be a problem with older 
individuals than with other age groups. Older clients may well have out-
lived other family members, or surviving family members—the wife or 
husband, siblings, even children—may be too old themselves to be able 
to help. Thus it is essential for counselors to ascertain both the size and 
nature of any possible support system as well as its ability to provide care. 
Once the support system is identified, counselors can assess barriers to its 
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effective utilization, such as the client’s reluctance to request assistance. 
Counselors can assist elderly individuals in identifying additional sources 
of support. Local offices of aging may be particularly helpful in assisting 
with needs assessments as well as with identifying, providing, and moni-
toring supplementary services. Such exploration can uncover significant 
information about the client’s perceptions and misperceptions concerning 
social support. One 87-year-old woman, for example, was intensely angry 
because she thought her only daughter should be providing more help. 
But the daughter herself was near 70 and taking care of an ailing husband. 
Lack of support can accentuate feelings of loneliness, complicate adjust-
ment to life-threatening illness, and even limit access to varied programs 
such as hospice that may require the presence of a family caregiver.

4. Other physical and cognitive impairments: Older persons with life-
threatening illness may suffer other cognitive and physical impairments. 
While such impairments are not an inherent part of the aging process, they 
become more common as persons age. Naturally, the presence of such im-
pairments has to be considered when developing regimens and when as-
sisting individuals in meeting the tasks necessitated by life-threatening 
illness. Moreover, the effects and complications of these other conditions 
and impairments need to be monitored throughout the phases of illness.

5. Problems with life review: Finally, older persons may have particu-
lar concerns connected with the life-review process. While this process is 
common to all experiencing a sense of finitude, older persons may have 
unique concerns. At this point in their lives they may see the unfolding of 
events that cause them special pain. One elderly man, for example, was 
distressed to recognize that none of his grandchildren would carry on the 
family name. In counseling he was able to redefine his concept of family 
continuity in ways that provided psychological comfort. In similar ways 
elderly individuals may be deeply distressed about the plight of their sur-
vivors, and concerned about the ability of spouses, or even adult children, 
to function without them. One elderly woman, for example, was deeply 
concerned about the effect of her death upon her husband who was both 
physically impaired and showing signs of confusion. Another woman was 
troubled by the fact that she was leaving a son with developmental dis-
abilities. In both cases contingency planning with a caregiver and other 
relatives eased anxiety.

With older persons (and, in fact, with any individual struggling 
with an awareness of finitude), life review and reminiscence offer  
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a potent therapeutic approach. They can affirm continuity of identity, 
often threatened both in later life and with illness; allow older persons to 
retain self-esteem and create a sense of parity with caregiving staff; and 
confirm an ability to cope as persons draw comfort from the knowledge 
that they coped successfully with earlier crises (Magee, 1988, 2007). The 
techniques for reminiscence and life-review therapies can vary consider-
ably since any of the senses stimulate memories. Certainly music and 
photographs but even foods and smells can be usefully employed to en-
gage remembrance.

Counselors also need to understand that caregivers may experience 
special stresses as they deal with older clients. Caregivers can be troubled 
by the loneliness of older individuals or the plight of survivors. Problems 
may arise about the appropriateness of care. Given the age and probable 
continued suffering of an older individual, caregivers may be resistant to 
any form of extraordinary care creating a sense of moral distress.

Sensitivity to Generational Differencesi

Counselors also need to be sensitive to and understand generational dif-
ferences. Each cohort or generation is shaped by unique social, historical, 
and demographic factors that influence its attitudes, values, and behav-
iors. As such, these factors influence the ways that a generation will re-
spond to health professionals, counselors, and life-threatening illness. As 
with any source of diversity, it is important to remember what is called the 
ecological fallacy; that is, that generalizations that hold for a group may not 
necessarily apply to all members of that group. Thus, systems of care need 
to be reassessed and reinvented as each new cohort ages. Such reimagin-
ing involves intergenerational considerations; for example, Baby Boomers 
managing care of Traditional Generation parents. It is also important to 
recognize that cohorts are socially constructed and different writers may 
use somewhat different years or terms to define a cohort. Here I primarily 
follow the listings offered by Strauss and Howe (1991).

Often, the GI Generation (born between 1901 and 1924) and the  
Silent Generation (born between 1925 and 1942) are now grouped together 

iMaterial used here is drawn from Doka, K. (2013). Generational cohorts: A military 
perspective. In K. Doka & A. Tucci (Eds.), Improving care for veterans facing illness and 
death. Washington, DC: The Hospice Foundation of America.
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as the Traditional Generation as they now share common experiences of 
later life and many of their formative experiences were not radically dif-
ferent, such as growing up in intact homes, utilizing savings accounts, and 
experiencing radio and newspapers as major informational sources. As 
a group, the members of the Traditional Generation often accept the fact 
that life is unfair; hence, they may be accepting of their fate. Traditional-
ists, after all, grew up at a time when medical treatments were limited— 
children died from polio and whooping cough, and heart attacks were 
fatal—hence some may be fatalistic and view medications and hospitals 
with suspicion. They lived in an era prior to penicillin and other anti-
biotics; some remember the many epidemics such as the Flu Pandemic. 
They also lived through the demographic transition; many saw parents 
or siblings die from diseases easily cured now. Yet they were a group that 
accepted authority. Raised during the Depression and war years, they 
looked to the government for assistance. Since they learned to follow or-
ders, they remain generally adherent, often seeking a doctor’s advice for 
anything health related and rarely questioning physicians.

Often end-of-life preparation meant wills and other estate planning. 
Traditionalists, however, will now accept the need for health care proxies 
and advance directives, yet ethnic differences still exist within this gen-
eration. With increasing dependence they may have conflicts with Baby 
Boom caregivers on “downsizing,” as living through a Depression may 
make them wary of the perceived wastefulness of their Boomer children 
who attempt to toss out “clutter.” Again, because they struggled to achieve 
prosperity and regard savings accounts and homes as prized symbols of 
achievement and security, Traditionalists may seriously struggle with dif-
ficult decisions regarding savings and assets versus eligibility for govern-
mental programs.

Traditionalists tend to be quiet about emotions and feelings and are 
generally resistant to therapy—they define therapy as something for per-
sons who are “crazy.” Traditionalists may even be resistant to employee 
assistance programs since they first experienced such programs as deal-
ing with occupational alcoholism. They are, though, the first generation to 
embrace widow/widower and other grief support groups, probably as a 
reflection of their “can do” orientation.

There are distinct ethnic differences among Traditionalists. African 
Americans in these generations experienced harsh discrimination and 
prejudice, themes that may emerge in life review. Many persons may have 
a pride of survivorship; that is, a sense that they have lived through a range 
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of life experiences both as individuals and as a race, from harsh segrega-
tion to the election of an African American president. African American 
Traditionalists remember the Tuskegee experiments that caused distrust 
of medical professionals. That distrust, as well as spiritual values such as 
a strong belief in the miraculous action of God and the strong value placed 
on life and the pride of survivorship, may lead to reluctance to consider 
palliative care.

The Baby Boom Generation, born between 1943 and 1960, had very 
different experiences. First births deferred by the Depression and World 
War II soared as serviceman began to return home. The sheer size of the 
Boom—73 million still survive—meant that Baby Boomers faced competi-
tion and crowds at every stage of life. They were the first generation influ-
enced by television and were a generation of worsening trends as divorce 
and delinquency rates rose. Their experience of government was shaped 
by Watergate and Vietnam, a far different outlook than their parents’ ex-
periences of the New Deal and a unified war effort.

The Boomer Generation is also very diverse both ethnically and 
spiritually. The 1965 Immigration Act eliminated quotas and allowed mi-
gration from countries previously limited or excluded. Spiritual diversity 
was also evident in the growth of non-Western religions. The Baby Boom 
generation experienced the sexual revolution and was active in gay rights 
movements.

Boomers changed every social institution they encountered. Often 
compared to the pig slowly being digested by a snake, Boomer values 
of individuality, personal autonomy, and distrust of authority challenged 
colleges and workplaces. It will be interesting to see the ways that Boom-
ers may challenge how we age and die. That will be important as Boomers 
are now aging. In fact, by 2030 when all Boomers are over 65, 18% of the 
U.S. population will be 65 or older.

Boomers are likely to offer challenges to end-of-life care. Medicine 
made great strides in the Boomer generation. They saw the conquest of 
polio and tremendous advances in all forms of treatment. Hence they may 
be reluctant to accept that care is now palliative. Moreover Boomers will 
expect to be actively involved in determining their medical care rather 
than simply accepting medical authority. Boomers too are heavy consum-
ers of alternative medicines including chiropractic, acupuncture, herbal 
and natural treatments, and vitamins. They may also be more prone to 
use nonprescribed drugs. The Boomer generation was one of the first to 
widely experiment with recreational drugs.
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Boomers value “death with dignity,” as well as effective pain man-
agement; they were in the forefront of the hospice movement so that por-
tends well for hospice use. On the other hand, control and options might 
make hospice more attractive if it offers concurrent care. Katz and Wright 
(2007), for example, recount a case where a woman opted out of hospice 
since it did not offer life-extending treatment or nutritional support—the 
patient wanted to survive until her daughter’s wedding. In addition, 
Boomers’ focus on autonomy and control may lead to some interesting 
ethical dilemmas in the future. For example some Boomers have stated 
in advance directives that if they do not know enough to eat, do not  
feed them!

As a generation, Boomers grew up with guidance counselors and 
so are not adverse to therapy, although receptiveness to therapy is medi-
ated by other variables such as class or ethnicity. Boomers too embraced 
self-help movements, especially as self-help turned from prohibitory to 
enhancing, that is, from keeping an individual from doing something such 
as turning to alcohol to helping them cope with and transform their lives. 
Strength-based approaches are often useful as Boomers are independent, 
accustomed to challenging authority, and often have a strong sense of 
self-efficacy. Life review can assist Boomers in identifying the ways they 
responded to earlier challenges. Yet Boomers may very well have issues 
that arise in counseling. Boomers were the first “Me Generation,” often 
putting their aspirations ahead of others’ needs. High divorce rates and 
higher rates of single parent families meant that their children were the 
first latch-key generation. Often wanting first to be friends to their chil-
dren, they were often permissive. Living in a highly competitive world, 
relationships took a back seat. Thus issues of guilt and regret may arise in 
counseling.

Generation X, those born between 1961 and 1981, had very differ-
ent experiences. A much smaller generation, they were raised in a time of 
terrorism, environmental disasters, and new diseases such as AIDS. With 
the oldest members just over 50, they are just beginning to struggle with 
an awareness of mortality. They tend to value speed, efficiency, and a con-
sultative style in medical providers and are more open to nontraditional 
forms of care, often seeking and verifying medical information from the 
Internet. Generation X is open to counseling and responsive to coaching, 
as they embrace an expansive and enhancing view of counseling.

Generation Y, also called the millennial generation as they were 
born in the years between 1982 and 2000, and Generation Z, born after 



Counseling Individuals With Life-Threatening Illness

72

2001, are rarely seen in end-of-life care. These generations were born in a 
time where there was a deep and renewed interest in youth. It is a wanted 
and supervised generation often experiencing comparatively limited free 
time. Technologically advanced, these generations tended to grow up 
with computers and the Internet a regular facet of life. They are tolerant 
generations, growing up in a time when diversity is celebrated. They are 
also one of the most “medicated” generations with relatively high usage, 
especially among younger members of Generation X as well as Genera-
tion Z, of psychotropic medications. When counseling members of these 
generations, it is critical to assess any drug use as well as to maintain an 
 ongoing dialog about the use of the Internet as they cope with loss and 
grief. These generations are likely to not only gain information from the 
Internet but also to use it for support and memorialization (Sofka, Cupit, &  
Gilbert, 2012).

Even within generations, critical experiences such as military expe-
rience may need to be considered in offering counseling on illness and 
end-of-life care. Military culture often values hierarchy, interdependence, 
respect for authority, heroic sacrifice, patriotism, and risk taking. Stoicism 
is prized, potentially challenging the ability to manage pain. These values 
may not mesh well with end-of-life care as individuals may be forced into 
dependency and encouraged to make autonomous choices. Moreover the 
shared experiences of military veterans in combat may result in difficult 
memories and even the re-emergence in end-of-life care of earlier symp-
toms of Posttraumatic Stress Disorder (PTSD). Again these experiential 
components may clash with the practices often employed in end-of-life 
care that affirm open emotionality and grief, as well as encourage remi-
niscence and life review. Clinicians would be wise to assess the effects of 
military service using instruments such as the Military History Checklist. It 
is also wise to remember that many women also served in the military in 
support roles as well as more recently in combat. Questions about military 
experience should not be limited to men alone.

Note that generational differences exist between military cohorts. 
These can include the ways veterans were received when they returned. 
World War II veterans were honored while Korean War veterans were met 
with indifference and Vietnam veterans encountered hostility. They also 
may have encountered different medical issues that may intersect with 
their responses to care. World War II veterans who fought in the South 
Pacific may have suffered a variety of tropical diseases such as malaria. 
Korean War veterans may have experienced extreme cold, suffering from 



Chapter 4. The Skilled Counselor

73

frostbite and hypothermia. Vietnam veterans were exposed to Agent  
Orange and have high rates of testing positive for the hepatitis C virus. 
While few veterans of the Gulf Wars are currently in care for life- threatening 
illness, they too may have been exposed to chemical or biological agents. 
As stated earlier, combat experience is associated with manifestations of 
PTSD. And, for yet unknown reasons, persons who served in the military, 
with any cohort, seem to be at significantly higher risk of ALS (amyo-
trophic lateral sclerosis), popularly called Lou Gehrig’s disease. In fact, in 
2008, amended Veterans Affairs regulations granted presumption of ser-
vice connection to any veteran with the disease.

In summary, skilled counselors need to be aware of generational dif-
ferences. These differences may include the client’s communicative style 
as there are generational differences in language as well as in experiences, 
values, and beliefs, It is critical then to be open and nonjudgmental, ex-
ploring the client’s motivation for certain behaviors such as tattooing or 
body piercing without prior assumptions. The general admonitions to 
counselors to be empathic, acknowledge generational differences, and 
learn about the client remain important. In the final analysis, a strength-
based approach to counseling takes into account the varied generational 
assets and resources.

SENSITIVITY TO SELF

Giving care to persons who have life-threatening illness can be stressful 
and emotionally draining. Whenever one cares for someone struggling 
with life-threatening illness, one risks having to confront the death of the 
client, the consequent sense of loss, and the fears associated with one’s 
own mortality, all of which can be profound stresses. Sensitive counselors 
should realize that unless they address their own needs, they have little 
left to give to others. They have an important role in modeling effective 
self-care to the caregiving community as a whole.

Professionals often find it difficult to realize and admit how the losses 
others experience can affect them. One of the most destructive myths 
about professionalism is that the mark of the profession is to remain emo-
tionally unattached and uninvolved. In fact, caregivers often forge very 
close relationships with ill individuals and their families. Naturally, crisis 
points in an illness will affect caregivers, and deaths can be devastating. 
Moreover, even though a caregiver may feel an intense loss when a special 
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client dies, that sense of loss may not be recognized and validated by oth-
ers. Even the caregiver himself or herself may not recognize or admit deep 
feelings of grief. Such grief is real but effectively disenfranchised because 
the caregiver recognizes no perceived right to mourn. As Katz and  Johnson 
(2006) acknowledge, it is natural to have feelings toward a client. The key 
issue is to retain a sense of self-awareness that inhibits a destructive sense 
of countertransference where the counselor seeks to work through his or 
her own conflicts through the patient.

Caregivers may experience this sense of loss even before families 
have recognized the extent of their loss. Kastenbaum (1987) describes the 
phenomena of “vicarious grief” among older individuals. He points out 
that older persons often experience grief “vicariously” when they hear 
of the losses of younger persons. Kastenbaum suggests that the elderly 
person, having experience in grief, may empathize more with the newly 
bereaved because the elderly person understands the pain and turmoil the 
newly bereaved are likely to face. Perhaps caregivers undergo a similar 
experience. Even in the early and more hopeful periods of an individual’s 
illness, caregivers may have the background and experience to anticipate 
and grieve vicariously for the pain and difficulty clients are likely to face.

The death of a client may cause a caregiver to confront his or her own 
mortality. Usually by midlife one develops a true awareness of one’s own 
mortality. The deaths of others, particularly when they are close to our 
own age, may sharpen that awareness of mortality. One grieves not only 
the loss of another, but also a recognized eventual loss of self.

Caregivers may also find it stressful to cope with the choices that 
individuals make in the course of their illness. For example, many care-
givers are personally offended when clients seek alternative treatments 
and therapies. Rather than understanding this choice for what it is, the 
decision to explore any path that offers hope, caregivers may experience 
it as rejection. In such situations caregivers should accept the client’s right 
to choose, and instead of offering dire predictions or condemning the 
 client’s decision, the caretaker should make it clear that the welcome mat 
will always be out. Even at later points in the illness caregivers can be 
troubled by an individual’s choices, particularly by decisions to end treat-
ment. As caregivers confront the disparity between their preferred choices 
and what the ill individuals actually choose, the caregiver’s own sense of 
stress can increase.

Jameton (1984) defines moral distress as the inner conflicts that 
health care professionals may experience as they care for patients in 
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life-threatening illness. This moral distress results when a caregiver 
experiences personal, professional, spiritual, or ethical dilemmas that 
may arise from conflicts among their values, the institutional values and 
policies, and the wishes of the patient and the family. Sources of moral 
distress can include beliefs that the current treatment is futile, disagree-
ments to forego or withdraw treatment, belief that the treatment is caus-
ing harm, belief that the patients and/or family have not been given 
truly informed consent, thoughts that the patient’s wishes are being 
 ignored, or inadequate pain management. In such circumstances care-
givers feel torn since they perceive that they are not giving the best care 
they can offer or feel that they are offering care contrary to their beliefs. 
For example, a number of years ago, I was involved in ethical grand 
rounds that followed a dementia patient’s death. The patient had lived 
in the nursing home for many years. In her confused mind, she believed 
that all who cared for her were her children. She treated each staff mem-
ber with a wonderful sense of kindness, touching their cheek and telling 
them what a good son or daughter the person was. Her adult children 
were actively involved in her care as well. Over time she developed a 
serious infection. Her wishes (prior to admission) were clear and her 
children concurred with a decision not to offer further treatment. The 
staff, though, was outraged at her death. As we reviewed the decisions 
to withhold, one nurse objected, “If it is so ethical, why do I feel so damn 
bad?” (Doka, 1994).

Studies (Papadatou, 2000; Vachon 1987, 2007) have revealed other 
factors that can contribute to caregiver stress. For example, children and 
adolescents with life-threatening illness often create unique stress. Indi-
viduals with whom caregivers identify, preexisting family problems that 
complicate an individual’s coping, factors related to the particular illness 
such as its symptoms or trajectory, and a variety of other factors can affect 
the caregiver’s experience of stress and grief. In addition, caregivers may 
now lose a relationship with family members. Caregivers may experience 
a sense of past or future losses or feel that they still had goals for the pa-
tient that were yet unmet. Papatatou (2000) acknowledges the significant 
balancing act that is essential to resilience. Caregivers have to oscillate 
between both experiencing and containing grief.

The work environment often exacerbates caregiver stress. In fact, 
for many caregivers work difficulties such as communication problems, 
inadequate resources and support, or structural and role difficulties add 
greatly to their stress.
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Caregivers need to be sensitive to the effects that working with the 
seriously ill and the dying have on them. Stress and grief may manifest 
itself physically in minor and major illnesses. It may emerge in behav-
iors evident at home or at work, in steep disturbances, for example, or in 
psychological reactions such as depression, guilt, anger, irritability, frus-
tration, anxiety, or a sense of hopelessness. It can affect a caregiver’s cogni-
tive processes, causing errors in judgment or magical thinking. Caregiver 
grief can impair work relationships, lower morale, and increase absentee-
ism and staff turnover.

Caregivers need to be sensitive to their own feelings and must de-
velop effective coping strategies. Some of these may be structural. Provi-
sion for formal support and sharing, both in a group and in an individual 
context, can be helpful. Ongoing education can provide caregivers with 
new insights and techniques that enable them to function better. Work 
flexibility that allows caregivers opportunities to distance themselves and 
find periodic respite can minimize stress and facilitate grief. Attending 
funerals or finding other ways to memorialize significant clients may pro-
vide a final opportunity to share thoughts or memories with family.

I once led a session for social work staff of two different agencies. 
Staffs at both agencies were dealing with foster children who were HIV 
positive. Often children in their care died. The staff in one agency seemed 
to be coping noticeably better than the staff in the other agency. A critical 
factor in this difference was the work environment. In the former agency, 
staff had developed a team approach, with weekly support meetings. In 
the latter agency staff were expected to function autonomously. In the first 
agency the director set a tone that was very responsive to the emotional 
needs of staff. She often suggested that staff should go home after they 
experienced a death, perhaps taking off a day or two. In the other agency, 
the director was concerned that staff not take unanticipated days off, re-
minding her social workers that they knew the nature of the job when 
they accepted it. I asked each worker to write down the average number 
of hours each worked. It was the same for each agency. The flexibility in 
the first agency did not diminish the amount of work accomplished. It 
did, however, allow staff space and time to meet their emotional needs. 
As Papatatou (2000) notes, the work unit itself can significantly mitigate 
or exacerbate caregiver stress.

While structural modifications may help caregivers deal more 
 effectively with their own feelings and reactions, caregivers also need to 
examine their own personal coping mechanisms. Weisman (1979) uses  
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a concept that he calls the “least possible contribution” as a way that care-
givers can effectively cope with their own stress and sense of powerless-
ness. Weisman suggests that if caregivers can do something just a bit extra, 
for example, bake cookies for a person or bring someone a special tape 
or book, such simple little acts can later help to assuage feelings of grief 
and loss. The idea is not to do as little as possible, but to try to do some-
thing, however small, that will make a difference to a person’s life. Studies 
(Vachon, 1987, 2007) have identified some other factors that may mitigate 
stress and facilitate grief. One of the most important factors is that care-
givers and counselors should develop effective ways to manage their life-
styles. Proper rest, good nutrition, exercise, and opportunities for respite, 
relaxation, diversion, and renewal are all important aspects of lifestyle 
management. Informal social support can also be a critical factor, espe-
cially when support is not available within a professional or work context.

A personal philosophy that both allows one a perspective on the suf-
fering and unfairness evident in life-threatening illness and that defines a 
professional role in ways that permit a sense of competency and control 
may also assist coping. In my training of clergy and chaplains, for exam-
ple, I often talk of a “theology of the unknown” and a “ministry of pres-
ence.” By the former I mean that clergy have to accept that they cannot 
explain every act: illness and death are mysteries beyond comprehension. 
The ministry of presence refers to a role in which clergy and chaplains 
define themselves as supportive presences, providing comfort and contact 
rather than resolution. Caregivers have to explore and develop their own 
philosophies and perspectives on roles that provide them with succor in 
grief and stress.

Caregivers have a unique role to play in an individual’s struggle 
with life-threatening illness. That role might be compared to a candle. A 
candle can help illuminate an experience, provide a path in the darkness, 
and give courage to explore. Caregivers, at their best, can provide that 
light. That light can accompany individuals as they negotiate a sometimes 
treacherous and scary path. The journey will still be dark, but the light can 
make it less terrifying.
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5
Responses to Life-Threatening Illness

Rob and John share a room in a hospital. Both are dying of cancer.  
Beyond their illness they have little in common. Rob is a 49-year-old African 
American who works as a bank manager. Always taught to be polite, he is 
a model of graciousness to the staff. Brought up into a strong Baptist faith, 
he faces early death with some quiet anxiety but also with a sense of faith. 
John is a 67-year-old retired steamfitter. Always a brawler with a fearsome 
temper, he is still angry, constantly lashing out at family and staff.

These two men illustrate an important point. Each individual will 
die much as that person lived. The ways by which one currently responds 
to everyday crises often give clues as to how a client will respond to the 
crisis of illness or death. Thus it is useful to explore the ways clients and 
patients have responded to crisis in the past.

Each individual has his or her own vision of what is an appropriate 
death. To some it may mean peacefully accepting death. To others it may 
mean fighting death bitterly to the end. Still others might choose to die 
quickly or opt for heavy sedation. Each person has his or her own defini-
tion of a “good death.”

Researchers and clinicians also stress that the ways we respond and 
react to the crisis of death are also highly individual and varied. Shneid-
man (1978), a pioneer in death studies, has characterized dying persons as 
exhibiting a “hive of affect.” By that, Shneidman meant that dying persons 
could rarely be characterized in terms of a single emotional response such 
as “anger” at any given point in the illness. Rather, they may experience 
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a range of many—sometimes contradictory—emotions simultaneously. 
Think, for example, of a life crisis as minor as an adolescent who has not 
returned at curfew. Parents experiencing this minor crisis may be experi-
encing anger, guilt, anxiety, disappointment, and sadness, all at the same 
time. Responses to life-threatening illness are not only experienced on the 
emotional level but on the physical, behavioral, cognitive, and even spiri-
tual levels as well. This chapter describes the many and major types of 
responses that individuals can have as they cope with personal or familial 
crises of life-threatening illness and death.

PHYSICAL RESPONSES

Physical Manifestations of Stress

The diagnosis of life-threatening illness is an extraordinarily stressful 
event. This intense crisis begins with the diagnosis itself. While the sense 
of crisis may recede during the chronic phase, new stressors including 
treatment, accommodating the demands of life as the illness continues, 
and often a continued uncertainty, will arise. Stress itself can become 
chronic at this time. In the terminal phase, dying itself is an irresolvable 
crisis. This too creates acute stress.

Many individuals will manifest this continuing stress physically. 
The range of physical reactions to stress can include insomnia, head-
aches, dizziness, fatigue, nausea, tingling sensations, and a variety of 
other physical ills. One should alert one’s physician if experiencing any 
of these reactions, for physical responses, particularly changes in eating 
and sleeping patterns, might also result from the effects of the disease 
and treatments.

Preoccupation With Health

In life-threatening illness many people begin to shift their focus inward. 
A natural result of the trauma of diagnosis is that one can become ex-
tremely aware of and sensitive to one’s body. Given this heightened anx-
iety and a preoccupation with oneself, minor symptoms and sensations, 
once ignored or quickly dismissed, may become the focus of considerable 
attention and concern. It is also normal during serious illness to become 
particularly sensitive to certain physical reactions that one fears may 
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indicate particular dangers, such as relapse, metastasis, or recurrence.  
For example, one woman recovering from breast cancer became ex-
tremely concerned about back pain. Investigation revealed that a dying 
woman she had met in the hospital who described such pain as the first 
symptom that her breast cancer had metastasized instigated her concern. 
This preoccupation with health can affect anyone who is ill; indeed, a 
concern with health is heightened whenever one faces illness, even the 
illness of another. Illness tends to remind one of one’s own vulnerabil-
ity. One takes chest pains much more seriously when a friend has had a 
heart attack.

Counselors should encourage clients to report any symptoms to a 
physician. This is critical in order for the physician to monitor the illness 
and treatment. Within this context though, counselors can validate that 
these physical responses to disease are normal responses to the illness 
experience.

COGNITIVE RESPONSES

Shock

Often one’s initial response to life-threatening illness is a profound sense 
of shock. Just as humans will respond to severe physical trauma by going 
into shock, a person can respond to the psychological trauma of a serious 
diagnosis with a similar reaction. This may be evident in high levels of 
stress, as well as confusion, disorientation, and numbness.

Denial

One of the most common and complex responses to life-threatening illness 
is denial. However, as Weisman (1972) indicates, there are a number of dif-
ferent levels of denial. For example, as discussed in Chapter 3, Weisman 
defined “first-order denial” as a denial of the facts. Here, one denies the 
symptoms of the illness: “This is not really a lump or, if it is, it is a result of 
an earlier injury.” In “second-order denial” one admits the symptoms and 
diagnosis but refuses to acknowledge the implications of that diagnosis. 
One often focuses on each symptom, crisis, or event as an isolated item. 
A person with cancer, for example, may focus on an impending opera-
tion, giving little attention to the long-term implications of the disease. 
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“Third-order denial” occurs when one recognizes an incurable disease but 
still views the illness as indefinitely prolonged. In other words, one denies 
the possibility of death.

Denial is also made more complex by the fact that what seems like 
denial can, in fact, be many other things. One of the key issues of life-
threatening illness, especially in its early phases, is managing information 
about that illness. One needs to make decisions about who to tell, when to 
share that information, and what to say about the disease. Work, promo-
tions, relationships, even self-esteem may be affected by these decisions. It 
is not unusual to guard this information carefully, perhaps by emphasiz-
ing the most optimistic scenarios or even by using evasion and deception. 
These (mis)communications may shed little light on the person’s own 
awareness of illness. Also, one can consciously choose to suppress the fact 
of illness, remaining aware of the disease and its implications but concen-
trating on less-traumatic issues.

There may be a very thin line between public acknowledgment 
and private awareness of illness. Again, as noted in an earlier chapter,  
Weisman (1972) used the phrase middle knowledge to express the complex 
reality of awareness and denial. Dying people may drift in and out of 
awareness of death. At some points they may acknowledge, selectively 
to given individuals, the seriousness of their illness, while at other times 
they may seemingly ignore such issues.

Denial in the early phases of illness is not only common but also 
understandable. Many serious life-threatening illnesses, such as HIV in-
fection or chronic lymphocytic leukemia, are asymptomatic in the early 
stages and typically include extended periods of remission. For many life-
threatening diseases prognosis is uncertain. It is certainly natural to avoid 
the possible implications of threatened survival.

Denial may also be functional; it is not always negative. Sometimes 
it helps people adjust to illness. A degree of denial allows us to continue 
to plan for the future, maintain social relationships, and even participate 
in treatment. After all, it makes little sense to submit to painful treatment 
if there is no possibility of ultimate beneficial effect.

Denial may be adaptive when recognition will not alter the situ-
ation. It may be very useful early in the illness as a way of mitigating 
the threat. And there is even research (Weisman and Worden, 1975) that 
indicates denial is associated with longer survival. In all of these cir-
cumstances, denial may have a useful role to play and should not be 
condemned by outsiders.
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Denial should only be challenged when it constitutes a threat to the 
health of a person or to the health of others. For example, a person who 
denies the seriousness of the illness or who maintains an irrational delu-
sion of health so that it affects participation in or adherence to treatment 
may need to be questioned. This problem often occurs during periods of 
remission when the ill person, encouraged by recovered health, denies 
an initially accepted diagnosis. Signs of such denial may be evidenced by 
relaxed adherence to treatment or even its total suspension. In one case a 
man who had suffered from heart failure experienced a significant gain in 
health after initial treatment. He then became convinced that the original 
diagnosis was a mistake, a result of mixed test results, and he stopped 
taking his medication and visiting the outpatient clinic. The unfortunate 
result was that his health rapidly deteriorated.

Similarly, a counselor may need to confront a person who endangers 
the health of others, such as a person who is HIV positive but who denies 
infection and continues to participate in behaviors that have a high risk 
of transmitting the virus to others. Here, counterproductive denial jeop-
ardizes the welfare of others. In other cases, denial should be recognized 
for what it is—a psychological defense. This defense buffers an individual 
from encountering a severe psychological threat in the circumstances that 
the person may be unable to handle.

It is always valuable to allow the client to honestly explore, at his or 
her own pace, any concerns that may develop. Given the reality of “mid-
dle knowledge,” people will at times address issues of illness, physical 
deterioration, or dying, and at other moments they will entertain hopes 
for eventual recovery. But in an understanding and accepting context, the 
person may, at times, choose to let down the defense of denial.

Egocentricity and Constriction of Interests

At the time of diagnosis one may turn inward. One can become egocen-
tric, severely limiting all outside interests. There are many reasons for this. 
Physiological factors focus attention on bodily sensations: One becomes 
tuned into one’s own body during illness.

Psychologically, the crisis of diagnosis centers all attention on the 
illness, the source of the stress. In addition, interactions with others may 
be limited by hospitalization, the attention of family and friends, and 
the attempt to spare them further stress or to exempt them from role 
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responsibilities. Even family members caught in the crisis may experience 
that same sense of egocentricity.

Generally, as one moves from the crisis of the diagnostic phase 
into the chronic phase, egocentricity tends to diminish. Here hope for 
continued existence may strongly reemerge. In addition, the challenges, 
diversions, and stimulations of resumed roles tend to refocus attention 
outward. Both the ill person and other family members have gone back to 
work or school and family life, and a degree of normalcy returns. In many 
cases, though, some egocentricity and constriction of interests may still be 
observed during the chronic phase. Treatment and symptoms are constant 
reminders of disease. Hence fears of deterioration, relapse, or recurrence 
place constraints on any future planning. The fact of illness, the demands 
of treatment, lessened energy levels, and even decisions on priorities may 
diminish or end involvement in certain activities and roles.

As health begins to deteriorate, especially in the terminal phase, ego-
centricity and constriction of interests are likely to reemerge. Often, disen-
gagement of the dying individual from others is a clear sign of impending 
death. The dying person seems to withdraw from others, and lacks inter-
est in any outside needs. This disengagement may be a manifestation of 
underlying depression and grief, a psychological reaction to an irresolv-
able crisis, a response to the withdrawal of others, or a reflective struggle 
as the person focuses attention on inward spiritual needs.

Bargaining

Bargaining too has been identified as a common response to a life- 
threatening illness. Bargaining is a feeling that by omitting or committing 
certain actions one can avoid or forestall further illness or death. It is often 
expressed through explicit or implicit “deals” with some figure of author-
ity. For example, bargaining may revolve around lifestyle and adherence 
issues. One may promise to amend certain lifestyle practices that contrib-
uted to the illness or may agree to accept medical treatment.

One may exhibit an almost magical thinking about adherence to the 
medical regimen. “If only I watch my diet, take my medication, and do ev-
erything I am told, I will achieve continued remission or cure.” Sometimes 
this can have an initial positive aspect in encouraging adherence to the 
medical regimen, but later in the course of the disease the impact can be 
negative when the individual feels disenchantment and discouragement 
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as the illness proceeds. Thus it is important for caregivers to provide hope-
ful yet realistic messages about what adherence to the medical regimen is 
likely to achieve.

Sometimes clients even may perceive that a change in lifestyle will 
ensure health. A gay client with AIDS once stated, “I became sick because 
I engaged in promiscuous and unsafe sex. If I stop doing what made me 
sick, I will stay well.” A person with heart disease promised God he would 
attend church regularly if the operation was successful. The turning  
toward religion that has often been observed in persons diagnosed with 
life-threatening illness may be, at least in part, a manifestation of the  
“bargaining” response to illness.

The nature of bargains often strongly reflects the person’s experi-
ence of illness. Early on in the illness bargains may emphasize cures or 
significant remission. Later, as the individual begins to experience deterio-
ration, bargains may focus on living to enjoy certain significant events or  
milestones (such as birthdays, anniversaries, a daughter’s wedding, and 
so on), living pain free, or even on an afterlife.

Bargaining can have both constructive and destructive aspects. In 
some cases it can facilitate life-enhancing behaviors. In others, however, 
it can lead to feelings that may inhibit adaptation. In the chronic phase of 
illness such bargains may continue to encourage adherence. Individuals 
may believe that as long as they participate in treatment that will forestall 
continued decline. However, should deterioration continue, individuals 
may feel discouraged and angry that the “bargain” was not kept, losing 
motivation for adherence to treatment.

Changes in Body Image and Self-Esteem

Every culture values its own image of physical vitality and attractiveness. 
The combination of disease and treatment can cause effects that under-
mine a person’s sense of physical attractiveness, thereby impairing body 
image. Since body image is so interwoven with sexuality, gender iden-
tity, self-concept, and self-esteem, the effects on body image can be highly 
significant.

Goffman (1963), in his book Stigma, described the impacts of stigma 
or impaired body image on self-concept. To Goffman, stigma creates a dis-
crepancy between actual and virtual social identity; that is, there is a dif-
ference between the way someone would like others to view him or her 
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and the way others perceive that person. Often this stigma affects both 
interaction and identity. The following cases illustrate the stigma that 
chronic illness creates:

Barbara is an attractive 49-year-old woman with cancer. She had an operation 
that left scarring on her abdomen. She also received chemotherapy that some-
times made her appear bloated. Though a very attractive woman, she is very 
sensitive about the scars on her body, even though they are relatively minor. 
She feels much less attractive since surgery. A divorcee, involved in a serious 
relationship with a man, she has not been able to have sex since her first surgery. 
She worries that eventually her boyfriend will leave her and she will live on as 
a “lonely old, ugly woman.”

Changes in body image caused by disease and treatment can affect 
other aspects of identity and self-esteem. It is important to note that body 
image has a subjective reality. One’s body image may plummet when  
objective changes are only minor.

“Near-Death” and Other Extraordinary Experiences

Since the publication of Moody’s Life after Life in 1975, there has been con-
siderable interest in “near-death experiences” or “altered consciousness 
experiences.” As Moody describes it, persons near death often experience 
a common sequence of events in which they experience their body mov-
ing through a dark tunnel, glimpsing the spirits of others who have died. 
To Moody these experiences were warm and positive and often left survi-
vors with a lessened fear of death.

In addition to these experiences, clients might report other forms of 
extraordinary experiences akin to what LaGrand (1997) found in bereaved 
individuals. Individuals with illness may experience “visitations” dreams 
or other extraordinary experiences that have relevance to the illness. For 
example, one client reported that he had a dream where his father, long 
dead, reassured him that he would recover. In another case, a woman re-
ported feeling the comforting presence of her dead grandmother as she 
was wheeled into surgery. In other circumstances, coincidental expe-
riences can take on great symbolic importance. One man reported that 
when he was awaiting surgery, he could hear the radio in the operating 
room playing “Hang on Sloopy”—a song his father would sing to him in 
rough times.
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Near-death experiences and other extraordinary events are not  
uncommon in life-threatening illness. But they do not seem to be universal 
or uniform, nor are they always comforting and positive. Some research-
ers (Kastenbaum, 1979) have found that many individuals have experi-
enced frightening episodes involving terrifying images.

Further, such experiences may have many possible explanations. 
While some (e.g., Moody, 1975) feel that they may represent proof of an 
afterlife, others (Kastenbaum, 1979) hold that they may be a reaction to 
drugs or internal chemical changes. The key issue is how the individual 
who has this experience interprets it, and whether he or she finds it com-
forting. Counselors should ask individuals if they have had any such ex-
periences and then allow them to recount and interpret that experience.

Other Dreams and Sleep Disturbances

During a life-threatening illness sleep disturbances are common. Stress 
and uncertainty may lead to bouts of insomnia. An individual may be 
troubled by dreams that reflect preoperative anxieties, anxieties associ-
ated with illness or treatment, or fears of death. One man facing amputa-
tion dreamed he was in a butcher shop with limbs and body parts hanging 
from meat hooks. In another case a newly diagnosed MS patient dreamed 
she was invisible as she frantically tried to receive help from family and 
friends, thereby reflecting her fears of abandonment and death.

Dreams may sometimes reflect spiritual anxieties, especially during 
the acute and terminal phases. For example, one woman who was facing 
surgery was deeply troubled by her decision to bring up her children in 
a faith different from the one in which she had been raised. She began to 
have recurrent dreams in which she saw a poker table covered with pen-
nies. (Penny poker was her major form of recreation.) Each penny had a 
different face. A large finger that she assumed was the hand of God was 
separating the pennies into different piles. She would always wake up 
when the finger was placed upon her face.

Dreams do not always have to be fearful. One adolescent, soon 
 after his diagnosis of a brain tumor, had a dream about a “peaceful 
warrior.” This warrior was able to surmount numerous obstacles to re-
solve his quest and prove his manhood. The dream became a metaphor, 
 providing inner strength for the youth’s struggle with his illness. Dreams, 
then, are an effective way to reflect upon a person’s underlying concern. 
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Again, caregivers do well to ask people what they have dreamed, to note 
the images, thoughts, and feelings associated with the dream, and to en-
courage them to explore and interpret these dreams.

Existential Plight, Reassessment of Life, and Mortality

Confronting life-threatening illness often leads to an intensified awareness 
of one’s own mortality. Facing death often causes both the individual and 
family members to review and make sense of their past lives, and to assess 
the present and future as well. One may reassess one’s values, beliefs, and 
priorities. This struggle can sometimes intensify feelings of anger, anxiety, 
and guilt. An individual may feel bitter or guilty about missed opportuni-
ties, prior choices, or unfinished business. One may ponder what he or she 
has done to deserve this disease or fall into despair over the meaning of 
his or her own existence.

There may be positive reactions, too. Often an individual will make 
decisions that will enhance the quality of life. It is not unusual for persons 
who experience life-threatening illness to speak of the illness as a turning 
point in their lives—because of their illness they have reordered their pri-
orities, thereby enriching the quality of whatever time remains. Some peo-
ple are able to construct systems of thought that allow them to integrate 
and interpret their experience of illness in ways that enhance self-esteem. 
One man struggling with a crippling disease found comfort in the fact that 
it caused him to think more about his family. He was able to reinterpret 
the time he was forced to stay at home as an opportunity to reconnect with 
his children. The knowledge of mortality may give present life new vital-
ity, even turning mundane tasks into pleasurable achievements.

Cognitive Impairments and Psychiatric Disturbances

The tremendous stress of life-threatening illness, the anticipatory grief 
that it may engender, and the effects of both the disease and its treatment, 
may manifest themselves in cognitive impairments and psychiatric dis-
turbance. Cognitive impairments such as forgetfulness, confusion, inabil-
ity to concentrate, and poor concentration may be evident. Illness may 
reactivate earlier unresolved difficulties and may create such stress that 
the person’s coping abilities are overwhelmed.
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Psychiatric disturbances are also far more common among persons 
with life-threatening illness. One study (Hobbs, Perrin, & Irays, 1985), 
for example, found that children with life-threatening illness are seven 
times more at risk for psychiatric disturbances than their well peers. Simi-
larly, another study (Cytryn, Moore, & Robinson, 1973) found that 59% 
of a sample of cystic fibrosis patients had at least some degree of mental 
disturbance. Studies of persons who tested HIV positive (Buhrich, 1986; 
Winiarski, 1991) have identified a series of AIDS-related psychiatric syn-
dromes such as dysphonia, phobias, anxiety disorders, and immobiliza-
tion that follow diagnosis.

Suicidal Thoughts

The diagnosis of life-threatening illness, because it causes heightened 
anxiety for the survival and well-being of self and others, may well cause 
suicidal thoughts. If death is likely, an individual may reason, why not 
experience it now and avoid expected personal deterioration as well as the 
negative effects on family? Since suicidal wishes can be self-fulfilling, they 
should be resolved prior to surgery or other forms of treatment. The threat 
of suicide usually recedes in the early chronic phase after the crisis of  
diagnosis but may return with continued deterioration in the later chronic 
and terminal phases.

Hope

Hope usually exists throughout the experience of life-threatening ill-
ness. Many believe that hope can enhance coping skills and even influ-
ence survival. For example, Siegel (1986) emphasizes the importance of 
maintaining positive outlooks, believing that negative perceptions can 
become self-fulfilling. For Siegal, the body and mind are inexorably inter-
twined; hope, strengthened through active imagining of the most positive  
outcomes, becomes a catalyst in achieving those desired results.

Throughout the course of the illness the focus of hope may change. 
In the prediagnostic phase, hope usually centers on the symptoms either 
disappearing or having no serious significance. During the diagnostic 
or acute phase, hope may center on the most optimistic outcomes, that 
the diagnosis will not be life-threatening, for example, or that treatment 
will lead to cure or significant remission. Hope of cure or remission may 
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continue throughout the chronic phase. In the latter periods of that phase, 
hope may center on a slowed rate of deterioration or on a lessening of 
pain. In the terminal phase hope may center on surviving beyond signifi-
cant milestones or events, or on the abatement of symptoms or pain.

Throughout periods of decline the time frame of hope will diminish. 
In the early phases of illness hope is likely to be expressed in years. In later 
periods that time frame may decline to days. “I hope to live to 70 years” 
may become “I hope to live to my birthday on Friday.” In the early phases 
of illness hope is important because it encourages treatment and preserves 
self-identity and social relationships. In the terminal phase hope may  
focus on the afterlife or other modes of symbolic immortality, such as liv-
ing on in the lives of descendents and a community, or in one’s creations 
and accomplishments.

EMOTIONAL RESPONSES

Guilt and Shame

Guilt and shame are common reactions to life-threatening illness. There 
may be causation guilt, in which the individual feels guilty over personal 
behaviors or a lifestyle that may have contributed to the disease. For ex-
ample, in one case an older man who had been diagnosed with throat 
cancer blamed his pipe smoking for the disease and felt very guilty that  
he continued to smoke despite previous warnings. Given the fact that 
many life-threatening diseases have behavioral components, this is not an 
unusual response.

There may also be moral guilt. Here the individual perceives the dis-
ease as a punishment for some moral or character offense. Religious or spiri-
tual issues are often intertwined in moral guilt. Here the individual believes 
that the illness is a punishment from God or a sign of cosmic karma. How-
ever, moral guilt can result from other factors as well. Many life-threatening 
diseases are often publicly perceived not only as lifestyle-related but also as 
character-related. A smoker with lung cancer may feel guilt both because he 
knows that his smoking contributed to the disease and because he has in-
ternalized social attitudes that smokers lack willpower. In other cases even 
the person’s basic personality may be blamed for the disease. For example, 
explosive personalities may be seen as contributing to heart disease, while 
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those who find it difficult to express emotion may be blamed for causing 
their own cancer. Counselors need to be sensitive to the reality that one 
 unfortunate by-product of theory and research on the psychological corre-
lates of disease is that disease victims may incorrectly internalize blame for 
their own illness. One study (Bennett & Bennett, 1984, p. 561) emphasized 
that “excessive belief in the power of human influence over painful afflic-
tions always carries a destructive potential.”

In addition to moral and causation guilt, individuals may also ex-
hibit a sense of role guilt. Here the focus of guilt is upon opportunities 
wasted and the limited time remaining. For example, an ill husband may 
feel guilty about past behavior to his wife. These feelings may even be 
exacerbated by the wife’s support during the crisis. And he may feel 
guilty over the ways that his illness and perhaps death will affect his 
spouse’s life. Role guilt can also be expressed as guilt over being a burden.  
Particularly in the chronic and terminal phases of illness, when one may 
require the intensive help of others, individuals may feel guilty about the 
demands they are making upon others and the ways that their illness is 
affecting the lives of others.

Anger

Anger is another common response to life-threatening illness. An individ-
ual is naturally angry that the illness is troubling his or her daily existence, 
complicating life and threatening possible death.

This anger may be directed at God. The individual feels outraged 
and cheated by the illness. There may be a sense of deep unfairness. “Why 
me?” is often an angry theme that emerges as persons cope with illness. 
For example, one young woman with cancer felt tremendous anger over 
the unfairness of the illness. She had two young children. She considered 
herself a moral person who had taken great efforts to lead a healthy life-
style. The questions of “Why me?” and “Why now?” loomed large.

In other cases the anger may be directed at other individuals who 
can be blamed for the condition. In one case a worker blamed his em-
ployers for exposing him to hazardous chemicals that he believed were 
responsible for his cancer. In another case a woman who had contracted 
lung cancer was angry with her brother who had introduced her to smok-
ing when they were both teenagers.
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Sometimes anger may be directed at caregivers. One phenomenon 
that counselors need to be aware of is “splitting.” Here an individual’s an-
ger is turned toward one caregiver while others are excused from blame. 
Such scapegoating often exacerbates tensions among caregivers. Often the 
individual’s false perception reinforces caregivers’ self-concepts that they 
are just a bit more sensitive and skilled than others. It is important to rec-
ognize that client complaints, even when focused upon one person, may 
be a manifestation of an individual’s anger over his or her illness.

Targets of anger can also include family and friends. An individual may 
become angry with his or her family, often because these targets are both clos-
est and safest. Again, it is not unusual that one or two family members are 
scapegoated. One man with MS constantly focused his anger on his young 
teenage son. In counseling, it became clear that his anger tended to focus on 
the boy since he resented his son’s growing vitality and emerging athletic 
powers just as his own mobility and physical state were so rapidly declining.

Friends too may become a focal point of anger and hostility. An 
 individual may feel that friends are insensitive or unsupportive. While 
in some cases this may be true, in other situations friends are merely 
 uncomfortable with or unable to respond effectively to the ill person’s 
new, ambiguous status. Friends may also be receiving mixed messages 
about what the ill individual wants, needs, and expects.

Anger should be seriously evaluated and explored because sometimes 
it has a legitimate cause. Counselors should beware of dismissing anger too 
readily. I once knew a chaplain who listened to a nurse’s story about a pa-
tient who always complained about cold potatoes. The nurse suggested that 
this complaint really reflected the patient’s anger at his illness. The chaplain 
asked the nurse if she ever put her finger on the potatoes!

While anger is a natural response, it can generate interpersonal 
tension, which both exacerbates stress and alienates crucial support. An 
individual’s anger at the illness may cause that individual to strike out 
repeatedly at others in the immediate environment, often those very same 
people who are most needed to help in the struggle with the disease.

Jealousy and Envy

Jealousy and envy are common human emotions, so common that two 
of the Ten Commandments address them. Persons with life-threatening 
illness may experience jealousy and envy. An individual may be jealous 
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of the good health of others. In some cases he or she may feel resentment  
toward those who do not seem to appreciate their health, who misuse their 
time, or who lead lives perceived to be destructive. An individual may be 
jealous of other persons who seem to be responding better to treatment, 
coping more effectively with illness, or seemingly receiving more support. 
Family members may feel envious of other families untouched by illness, 
or by families that seem to be coping better. Because jealousy and envy 
are defined negatively, an individual or family may experience guilt over 
these emotions. Counselors should recognize that these concerns are nor-
mal, and can help by encouraging individuals to review the ways that 
these emotions are influencing responses to illness and relationships.

Fear and Anxiety

The crisis of diagnosis produces fear and anxiety. Fears can include fears 
of the unknown, of loneliness, of extinction, of loss of family and friends, 
of the loss of body or mental functions, of loss of control, and of pain and 
suffering. In some cases fears will focus on what the disease and treat-
ments may do to an individual’s roles and identity. For example, an op-
eration that mars the face may well cause anxiety about appearance and 
attractiveness that in turn will challenge identity. There may be fears the 
disease and its treatment will impair performance or make it impossible 
to maintain a career. Fears can focus on the operation or subsequent treat-
ments; indeed, fear can be especially high prior to and immediately fol-
lowing surgery. Preoperative anxieties may focus on the fear of anesthesia, 
the loss of consciousness, or the effect of the operation (e.g., causing addi-
tional damage, loss of organ and function, negative findings). Fears about 
postoperative care and life can focus on ability to function, employability, 
attractiveness, and finances. Postoperative anxieties may concern pros-
pects for recovery. It is not unusual for anxious individuals to scrutinize 
carefully the remarks of physicians, nurses, and family for clues to their 
condition. There may be fears related to various therapies and their side 
effects. An individual may have fears that chemotherapy or radiation will 
cause sickness or sterility, leave the individual unable to function, or even 
create new cancer. Additional fears may focus on the fear of the dying 
process or the ability of others to cope with the illness and possible death.

Fears and anxieties are likely to ebb and flow throughout the chronic 
phase. Often there is a persistent level of anxiety. During crisis points this 
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anxiety can be intense. Even small events, such as the onset of a minor ail-
ment such as a cold, can create great anxiety. Levels of fear and anxiety can 
continue even in cases of full recovery, often intensifying when illness or 
new symptoms threaten recurrence or perhaps when acquaintances suf-
fer relapse or die of the disease. As the person approaches the terminal 
phase, anxieties may center on the process of dying (e.g., the pain, depen-
dence, indignity, loneliness); the loss of life (e.g., separation, incomplete-
ness, loss of mastery); the after-death (e.g., fate of the body, judgment, the 
unknown); and the well-being of survivors.

While specific fears and generalized anxieties are natural and un-
derstandable responses to life-threatening illness, they can be both de-
structive and disabling. In some cases, anxiety may inhibit patients from 
sharing information with their health care providers if they are fearful 
that the information can be a portent of bad news that they would rather 
not know. In other cases, the level of anxiety may be so high as to inhibit 
the client from functioning in other roles. Clients also might utilize dys-
functional strategies such as alcohol abuse to alleviate anxiety. Counselors 
should continually assess clients’ levels of anxiety, the ways that anxiety is  
affecting their ability to cope both with the illness and life in general, and 
the strategies they use to deal with their anxiety. If the level of anxiety is 
highly disabling, psychotropic medications may be prescribed.

Grief, Sadness, and Depression

Learning of life-threatening illness often generates feelings of grief, sad-
ness, and depression. Sociologist Robert Fulton (1987) has described what 
he calls anticipatory grief. Grief, he points out, is not only a response to 
losses one has experienced but also to those one expects to experience. 
More recently, Rando (2000) has described anticipatory grief as a “useful 
misnomer.” Rando notes that anticipatory grief, or as she prefers the more 
inclusive term anticipatory mourning, refers to the range of reactions that 
persons cope with in the course of an illness. Rando’s redefinition reminds 
readers that it is not only the expectation of anticipated loss that persons 
experience, but even more critically, the ongoing losses that are inevitable 
throughout the experience of illness. Counselors should then review, vali-
date, and address the issue of loss as clients continue to adapt to illness. 
For example, one client, a 50-year-old man suffering from ALS, indicated 
that on hearing his diagnosis of this progressive terminal disease that 



Chapter 5. Responses to Life-Threatening Illness

95

would likely end his life within a few years, the first loss that he experi-
enced was his dream of a mountain retirement home with his wife. Later 
in the course of the illness, he dealt with a variety of losses as the disease 
progressed and he continued to lose physical functions and had to give up 
his career and other meaningful activities.

While grief and other reactions such as sadness and regret are com-
mon in life-threatening illness, they should be differentiated from depres-
sion. Depression is a diagnostic category—a manifestation of a mental 
illness—that may be manifested in a number of ways including constant 
sadness, fatigue, loss of energy, diminished interest in activity, insomnia 
or hypersomnia, and feelings of worthlessness. Though depression is an 
understandable response to life-threatening illness, it should be viewed 
seriously. Depression can sap energy for treatment, impair the quality of 
life, lead to suicidal acts, and perhaps even hasten death. Depression that 
lasts over 2 weeks should be professionally evaluated and treated. Often 
antidepressants as well as therapy can be useful in mitigating depression.

Resignation

Kübler-Ross (1969) identified acceptance as a common response to life-
threatening illness, particularly in the terminal phase. Here the individual 
recognizes the inevitability of death and ceases to fight death. According 
to Kübler-Ross (1969, p. 113), “Acceptance should not be mistaken for a 
happy stage. It is almost void of feelings. It is as if the pain had gone, the 
struggle is over, and there comes a time for the ‘new final rest before the 
long journey.’”

Acceptance can be a very complicated response. In some cases it may 
reflect the resignation that Kübler-Ross describes, while in others it may 
simply define an emotional collapse. Roberts (1988), basing her work on 
crisis theory, suggests that people unable to surmount the crisis of death 
experience a collapse of any remaining defenses. In still other cases death 
is anticipated, that is, looked forward to, either as a release from pain 
and/or dependency or as an entry into a better and continued form of 
existence. And sometimes individuals actively acquiesce in death, even 
taking actions such as poor compliance to a medical regimen, refusing 
treatment, or even committing suicide. In summary, there are a variety of 
responses that may be identified as “acceptance” ranging from resigna-
tion to acquiescence.
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It should also be noted that acceptance is not necessarily a desired 
state for all people. Such a position ignores the individual ways one faces 
death. Each individual has a different perspective on what constitutes a 
good death. Some may choose to struggle continuously against death, 
while others will almost rush to accept it. Sometimes acceptance can be 
premature. An acceptance response, particularly in the early phases of  
illness, may inhibit treatment and complicate any hopes for recovery.

Other Emotional Responses

Since illness and dying are processes of life, all the emotions experienced 
in life may be evidenced in life-threatening illness. There will still be mo-
ments of joy, happiness, and love. Sometimes such reactions can be experi-
enced as part of the response to illness. Once a woman in the chronic phase 
of illness shared with me her joy and zest about being able to continue 
mundane household work tasks that she had feared she might never be 
able to do again. Another client, faced with a continued decline, expressed 
his “unspeakable joy” at experiencing family moments and events.

Emotional responses, or any other pattern of responses, do not fol-
low any order. And in any human situation, particularly a crisis, there 
may be considerable mood swings. Clients may feel sadness in the morn-
ing and seem much better by lunch. Journaling can be an effective way 
for clients to monitor feelings and reactions throughout the course of an 
illness and such a technique can assist counselors in assessing factors that 
generate patterns of responses.

BEHAVIORAL RESPONSES

Hypersensitivity

Persons with life-threatening illness may become hypersensitive. An indi-
vidual often becomes extremely conscious of how others—family, friends, 
and medical staff—respond to him or her. He or she may exhibit great 
sensitivity to verbal and nonverbal behaviors of others. One woman, 
recovering from cancer surgery, for example, was convinced that her 
neighbors’ use of paper plates at a casual barbecue indicated her fear of 
“catching” cancer from the woman who had cancer. An individual may 
scrutinize even casual remarks, especially those made by doctors and 



Chapter 5. Responses to Life-Threatening Illness

97

other caregivers, for clues about his or her condition, perhaps because the 
individual is suspicious that he or she has not been told the whole truth.

Humor

Humor is one of our most basic coping mechanisms, one that can be very 
effective in times of crisis since it can release tension, ease stress, and 
strengthen social relationships. Sometimes it can even mitigate the shock 
of bad news, allowing individuals to regain their sense of control. Claire 
Kowalski, a dear colleague, composed this limerick at a time when she 
had heard some bad news:

A doctor I talked to this noon 
Forecast some dire symptoms quite soon. 
So I’ll seek my own cure, 
And succeed to be sure, 
And that doctor can sing a new tune.

Another limerick illustrates the way that humor allowed her to main-
tain hope and continue a positive outlook even in the midst of treatment.

This dear body on which I depend 
Is becoming my very best friend. 
So I’ll treat it just right, 
Loving care day and night, 
And I know I am now on the mend.

Another colleague facing ovarian surgery remembered that her 
last words to the doctor as she went under anesthesia were “keep the 
playpen.” Norman Cousins (1979), in his book The Anatomy of an Illness,  
expressed his strong belief that his positive attitude and therapeutic use of 
laughter not only eased his adjustment to his illness, but also was the key 
to his recovery.

Disengagement

Clinicians and researchers have long recognized that people often respond 
to life-threatening illness with disengagement, behavior in which they 
withdraw from others. Disengagement is often seen in the acute phase 
and also quite often in the latter period of the terminal phase.
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The causes of disengagement can be quite diverse. In some cases 
it may be a manifestation of intense anxiety, pain, and egocentricity, all 
of which can cause people to withdraw from social interaction and focus 
on the self. In other cases it may be a symptom of underlying depression. 
In still other cases it may result from an intense involvement with inner 
issues and struggles. Finally, it may be a response to the isolation experi-
enced when significant others—especially family and friends—withdraw 
from the ill individual.

Mastery and Control Behaviors

Someone who experiences life-threatening illness may have a strong feeling 
that his or her life is no longer in control. Not only are clients facing an uncer-
tain future, but they may be forced into a dependent role or may anticipate 
future dependency. One way to respond to this loss of control is by trying to 
assert control even more strongly and attempting to master this experience.

These attempts at mastery and control can be expressed in a number 
of ways. Clients may try to learn as much as possible about the disease. 
The ease of information on the Internet then can be both helpful and prob-
lematic. It can make clients better informed and thus partners in the treat-
ment of the disease. It may even offer options for online support. However, 
because the Internet is unregulated, clients also may receive false or even 
exploitive information. Counselors should continue to assess whether and 
how clients are using the Internet.

Other clients may assert mastery and control in different ways.  
Clients may plunge into physical fitness activities; use cognitive modes of 
control by intellectualizing the threat; be very sensitive about maintain-
ing personal control, for example, by carefully checking emotional expres-
sion; resist attempts by family, friends, and professionals to intrude on 
treatment decisions; or by asserting control in the disclosure process. For 
example, an older man insisted that his wife keep the diagnosis from his 
four adult children, but over the next 2 days he individually shared that 
information with each child, swearing each one to secrecy.

Individuals may become assertive about their rights. For example, one 
researcher (Gustafson, 1972) found that nursing home patients were insistent 
over issues such as new glasses or clothes since these struggles gave them a 
sense that they were still alive. In some cases people can become exceedingly 
manipulative, using their illness to obtain secondary gains. For example, in 
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one case a young man attempted to use the fact that he had leukemia to 
maintain and control his relationship with his girlfriend. Whenever they had 
problems, he would insist it was because she could not deal with his disease, 
and he always added that a break up would surely result in his relapse.

As with any response, these behaviors can be both appropriate and 
inappropriate. In some cases they can lead people to assume realistic re-
sponsibility for treatment. In other cases they can have negative implica-
tions, such as causing individuals to reject any dependent relationship, 
even one that might facilitate subsequent treatment.

Other problematic reactions include compulsive behaviors or coun-
ter phobic reactions in which the person asserts control through rejection 
of expert advice. Examples of compulsive behaviors include obsessions 
with health or adherence to particular rituals that an individual believes 
are associated with health. A diabetic adolescent who defiantly eats junk 
food and drinks beer would be an example of a counterphobic reaction.

Regression and Dependent Behaviors

Regression and dependent behaviors are another response to the loss of 
control inherent in life-threatening illness. A person may respond to par-
tial loss of control brought on by illness by surrendering additional con-
trol. Some psychologists suggest that persons typically respond to loss 
of control by making renewed efforts to exert control. Feeling that they 
are losing control, they try even harder to maintain it. However, if these 
efforts seem to fail, they may give up completely, allowing others to take 
even greater control of their lives than is necessary.

Overwhelmed by the diagnosis or decline, some people regress and 
become dependent. This dependency can have other implications. Ear-
lier conflicts over dependency, autonomy, and authority can reemerge. 
One older man, for example, who was struggling with diabetes, began 
to become very dependent upon his wife, asking her to monitor his diet, 
control his portions, and cook appropriate meals. However, at the same 
time he would sneak snacks and eat forbidden candies. In counseling, he 
recognized a similar pattern from his adolescence. As an overweight teen-
ager he had expected his mother to help him adhere to his diet. But he 
also resented her efforts, and frequently sabotaged them. He realized he 
had transferred many of his unresolved feelings and behaviors from this 
earlier life experience to his current situation.
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It is important for counselors and other caregivers, including both 
family members and medical staff, to try to emphasize, whenever possi-
ble, the autonomy of the ill person. While it is often easier for caregivers to 
do something for the ill person instead of leaving him or her to do it, each 
act may reinforce the person’s own dependencies and lessened abilities. 
Often the line is difficult to draw, but individuals should be encouraged to 
do as much as possible.

Acting Out and Resisting Behaviors

An individual may also respond to life-threatening illness by acting out 
and resisting behaviors. Displaced anger and hypersensitivity can lead 
to acting-out behaviors and increased interpersonal conflicts. People who 
are ill may be short-tempered and have frequent angry outbursts. Resist-
ing behaviors, rooted perhaps in anger and denial, may be evident here as 
well, and may be manifested in such things as missed appointments, poor 
adherence to treatment, and counter phobic behaviors.

SPIRITUAL RESPONSES

In recent years there has been increased attention and appreciation of the 
role and importance of spiritual care in the reaction to and treatment of 
life-threatening illness. In many ways this reflects the emphasis of hospice 
on holistic care—care that acknowledges the spiritual. It is also a result of 
recent endeavors such as the Consensus Conferences sponsored by the 
Archstone Foundation that sought to seek standards for spiritual care 
( Puchalski et al., 2009) as well as the National Program of The  Hospice 
Foundation of America, focusing on spirituality and end-of-life care 
(Doka & Tucci, 2011). Among the spiritual manifestations experienced in 
life-threatening illness are the following.

Changes in Spiritual Behaviors

Life-threatening illness may very well provoke an existential or spiri-
tual crisis, causing clients to question the nature of their faith, the quality 
of their lives, and even the fairness of the world. For some, there may a 
renewed interest in religion. They may begin or intensify religious and 
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spiritual activity such as attending church and praying. They may seek to 
complete or even repeat religious rituals. A formerly nonobservant Jewish 
man decided, for example, to have a bar mitzvah, even though he was 57. 
In another case a nonpracticing Roman Catholic began to attend church 
once more, and even insisted upon a new baptism. Such behaviors may re-
flect renewed interest and appreciation of spiritual and philosophical con-
cerns, brought to the fore by people’s struggles with their own mortality.

It is important, however, that caregivers recognize that even though 
illness may awaken or intensify spiritual interests in some people, others 
may have a faith crisis. This may be observed as anger with God or a fall-
ing away from former spiritual practices. For some, the very fact of the 
illness may create a crisis of faith. Counselors should always assess any 
changes in spiritual and religious beliefs, practices, or rituals.

Seeking a Miracle

For some persons, the crisis of a life-threatening illness may lead to a quest 
for a miracle, particularly when medicine has little to offer beyond pallia-
tive care. They may attempt various modes of spiritual healing from visit-
ing shrines to laying on of hands to New Age techniques such as healing 
crystals.

Counselors and other health caregivers have to tread a thin line here 
between allowing a client to maintain hope, respecting the client’s reli-
gious beliefs, and at least alerting clients to the possibilities of fraud. Two 
principles may be helpful. The first is that spiritual practices that comple-
ment any existing medical therapies and do no harm can certainly be uti-
lized. A second principle is to assist clients in evaluating practices and 
promises that do not seem evidence-based or spiritually centered and al-
lowing the possibility that unscrupulous persons are preying on rather 
than praying with vulnerable patients.

A case might illustrate these differences. A young client with ALS 
began to search for faith-based programs as he realized traditional medi-
cine had little to offer. He found two programs that he attended. One was 
a church, in a faith tradition similar to his own, that had a monthly heal-
ing service where the congregation joined in prayer for healing. People 
flocked to these services. The minister reminded the congregation that 
healing was a mysterious process. The minister truly believed that some 
were healed by this service yet he made no claims that all would be healed, 
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at least physically. While the congregation did have a free will offering, the 
minister scrupulously reminded the congregants that though they were 
free to offer any gift, divine healing could not be purchased.

The second healer was far different. He promised that he could cure 
the disease given enough treatments. The sessions were costly and cash 
was only accepted—no receipts were given. As I worked with the ALS 
client and his family, the client decided to continue to visit the Church but 
ceased seeing the healer. Evidently the healer was arrested and convicted 
of tax evasion.

There is one other consideration that bears mention. In some cases, 
clients or their families may press for further treatment even if it is futile 
and/or painful—holding out for a miracle. In some cases, the scientific 
language of probability may seem to offer such hope. While a scientist 
may understand that less than a 1% chance means further treatment is 
futile, a lay listener may cling to that as a hopeful straw. In other cases, it 
may reflect the client or families’ religious beliefs.

Counselors need to respect such spiritual beliefs. It may be helpful to 
affirm that the client or families wish for a cure while reaffirming contin-
gencies. A simple statement such as: I also hope for a miracle, but in case that 
does not happen, what would you wish for yourself or the patient? may open a 
fruitful dialog about opportunities for palliative or hospice care.

Transcendent Behaviors

Concerns about the meaning of life may encourage people to take actions 
that will utilize their remaining time to fulfill goals even if their activity 
exacerbates risk. For example, a woman with MS chose to have a child, 
even at the risk of further deterioration of her health, because being preg-
nant fulfilled a life goal and enhanced her sense of biological survival 
through an offspring. In another case a man diagnosed with Parkinson’s 
disease decided to intensify his efforts to complete a doctorate. Thereafter, 
medical decisions and procedures took second place to his educational 
concerns.

In some cases individuals focus on assisting others. When one older 
man, for example, learned that he had a life-threatening disease, he became  
concerned about his wife’s survival. She had a number of controlled 
chronic conditions that required a complicated medical regimen. He spent 
considerable energy on teaching his wife to be medically self-sufficient.
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A Search for Meaning

The diagnosis of a life-threatening illness challenges an individual’s as-
sumptive world as the person struggles with attempting to make sense of 
the illness, asking questions about the reason for the diagnosis as well as 
existential questions about the nature of death and the meaning of his or 
her life. Religious and spiritual perspectives may offer reassurance to per-
sons with life-threatening illness that their illness is part of a larger plan or 
that the experience may offer lessons to self or others.

A Sense of Connection and Control

Spiritual beliefs may spur a sense of a larger connection. Even in the in-
herent existential isolation of an illness, there may be a sense that a God 
or some Higher Power will sustain and protect. This connection may be 
more tangible as patients experience beneficial support from the visits 
and prayers of a chaplain, clergy, spiritual advisor, ministry team, or even 
within the larger faith community (Siegel & Schrimshaw, 2002; Townsend, 
Kladder, & Mulligan, 2002).

Religious and spiritual beliefs offer individuals’ a sense of control 
at a time when everything may seem chaotic. This sense of control may 
be interpretive—that is, the ability to find meaning or benefit from the 
experience. Patients may have a sense of vicarious control as they leave 
the illness to the Will of God or to some sense of a Higher Power. In other 
situations, the control may be predictive, perhaps believing that God will 
cure them or be with them throughout this experience.

CONCLUSION

In recent years, there has been a move away from seeing responses to a 
life-threatening illness or a loss as a series of stages to understanding the 
wide range of responses, the very individual pathways, of how persons 
respond to crises. Counselors have a role in assisting clients in recognizing 
the very many ways—physically, cognitively, emotionally, behaviorally, 
and spiritually—they are responding to the crisis of illness.

There is more than mere recognition. The ways that clients respond to 
life-threatening illness are often reflective of underlying adaptive styles or 
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the process whereby individuals attempt to manage situations that place 
intense demands upon their intrapsychic and interpsychic resources.

In short, there are many different ways that clients may adapt to a 
life-threatening illness. Counselors can assist clients with the ways that 
their adaptations may help and hinder them at times. For example, a 
certain degree of dependency can facilitate adjustment, allowing one to 
accept help. However, too much dependency can sabotage one’s rehabili-
tation at times when one may be expected to do more things for oneself. 
Similarly, adaptive styles that emphasize fighting and resisting disease 
may, many believe, increase survival time. But they can also create dif-
ficulties such as resisting needed help. There is also the risk of emotional 
collapse when these responses no longer seem to forestall deterioration or 
death (Roberts, 1988).

It is important, then, to examine the ways that clients adapt to the 
crisis of life-threatening illness. Are their adaptations allowing clients to 
confront the crisis—offering flexibility as the course of the illness shifts or 
conditions and information change, or are the adaptive patterns, such as 
continued denial or failing to adhere to treatment, hastening death? As 
mentioned earlier, reviewing the client’s responses to prior crises in life 
can pinpoint strengths and forewarn counselors—and clients—of possible 
problems.

When clients really understand their responses, they are empowered 
to assess the way their reaction and adaptation styles affect their sense of 
self, influence relationships with others, and complicate or facilitate  the 
struggle with life-threatening illness. This may not only influence the 
quantity of life, it may even change its quality.



105

6
Understanding the Illness Experience

Death has been called “the Great Leveler.” In many ways it is. We will all 
die rich or poor, Black or White, death is the common certainty. Never-
theless, life-threatening illness is affected by many factors. Our heredity, 
gender, social class, environment, culture, and life style will influence how 
long we live, the illnesses we develop, the treatment we receive, and the 
ways we respond and react to the threat of illness.

Not only are the causes and course of life-threatening illness  
influenced by many factors, but also the experience of illness is very 
different for each person. Each illness is distinct, affected by the nature 
of the disease, the time in life when it strikes, and the circumstances 
that surround it. It is important to explore the unique experience of an 
illness, for such exploration enables each person, whatever his or her 
role—the person struggling with disease, a family member, a friend, or 
a caregiver or counselor—to understand and empathize with the very 
individual problems and issues that the illness brings. This inhibits one 
from making unhelpful comparisons with how other individuals or fam-
ily members dealt with illness. “Why can’t she deal with it like Dad?” “How 
come he does not seem to have the attitude that served him so well before?” By 
recognizing the unique, personal experience of any encounter with life-
threatening illness, counselors become better able to understand each 
person’s response.

This chapter highlights three critical factors. First, every life- 
threatening disease or condition creates special concerns for the individuals 
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it strikes and their families. Second, the time in the life cycle when a dis-
ease strikes also affects the experience of that disease. Third, an individu-
al’s life style and personality influence his or her response to illness.

DISEASE-RELATED FACTORS: WHAT ARE THE PARTICULAR  
ISSUES RAISED BY THE ILLNESS?

The Nature of the Disease

Where and how a disease manifests itself is often significant. Breast can-
cer, by its very nature, threatens sexuality and identity in ways that lung 
cancer does not. Breast cancer raises fears of possible death, but also can 
undermine a woman’s self-esteem, impair her sense of sexuality and  
attractiveness, and thereby affect her relationship with a spouse or a lover.

Any form of cancer can also leave strong fears about metastasis or 
recurrence, such that any subsequent symptom or pain will cause great 
anxiety. Any future cancer, even one that strikes years later and is uncon-
nected to the first episode, may create a sense of hopelessness.

Other diseases raise their own particular issues. Many heart attack 
patients are left, even after recovery, with a heightened sense of vulner-
ability and anxiety that can permeate every activity and relationship. A 
client who suffered a heart attack now literally fears for his life whenever 
he faces serious stress. Similarly, those individuals who have experienced 
stroke may experience a reactive depression to any remaining physical or 
intellectual impairments.

Predictability of the Disease Course

Another factor that is important is the predictability of the disease. For 
some diseases both the prognosis and the probable course of the disease, 
including its timing, are known, within certain limits. People with that 
disease are likely to have a specific life expectancy. In other cases progno-
sis, course, or timing may be uncertain. An example of the latter kind of 
disease is multiple sclerosis (MS), which is characterized by great unpre-
dictability. Some individuals with MS may decline rapidly while others 
will continue to function at high levels for decades.
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Often the less predictable the disease, the more difficult it is to cope 
with it. When illnesses are reasonably predictable, everyone, including the 
ill individual, the family, and other caregivers, have clear expectations. 
Some kind of planning, however awful, can be done. When the disease 
has an unpredictable course, even this manner of coping is denied.

Symptoms

Different symptoms will also influence the experience of life-threatening 
illness. In some illnesses pain will be a constant, unwelcome companion, 
often affecting relationships and seriously impairing the quality of life. 
Diseases characterized by a persistent or disruptive set of symptoms can 
also create difficulties. For example, the constant coughing and wheez-
ing and foul-smelling stools characteristic of cystic fibrosis can lead to 
increasing isolation for its sufferers. Similarly, symptoms that are more 
visible, such as visible lesions, can create a greater sense of stigmatization 
for those who are ill, for they feel more set off from the healthy than those 
whose disease does not include such obvious signs.

Psychological Effects

Manifestations of the disease can also differ in the psychological dis-
comfort they can create for individuals. Threats to identity (e.g., involv-
ing sexual organs or the face), colostomies, threats to mobility, loss of 
cerebral function, and specific critical incapacities (e.g., loss of a leg for 
an active person) can be particularly distressing (Amir & Ramati, 2002; 
Rosenblatt, 2004).

Diseases have different meanings to different individuals. Because of 
past experiences or prior knowledge, some individuals may have strong 
fears about a particular type of death. For some, cancer is the great fear, 
while others may fear a different disease (Doka, 1997).

Even the site of the disease not only creates a unique physical effect 
but a psychological one as well. Breast or testicular cancer, for example, 
is inevitably intertwined with sexuality and self-image. Other sites may 
generate other complicating meanings depending on the culture or the 
experiences of the individual.



Counseling Individuals With Life-Threatening Illness

108

Social Consequences

Different diseases also have different social consequences. Tuberculosis 
and cancer were once greatly feared. A few decades ago, AIDS generated 
such intense fear that persons with the disease were often isolated, stig-
matized, and ostracized.

Disease Trajectory

Another important aspect of a disease is its trajectory or pattern. Glaser 
and Strauss (1968) describe the special issues each pattern has for indi-
viduals and their families. For example, a trajectory characterized by pro-
gressive deterioration and decline may cause different concerns than one 
characterized by remissions and relapses. The following trajectories create 
very different illness experiences.

The Gradual Slant: In this trajectory, one experiences a long, slow decline. 
Here the chronic phase may be quite long, often lasting years. Through-
out this time the individual may continue to receive treatment, perhaps 
to retard gradual, progressive deterioration. The predictability often 
found in this pattern tends to create less anxiety and the evident gradu-
alism tends to facilitate adjustment. However, the very length of the tra-
jectory, particularly during the terminal phase, can create considerable 
stress for individuals and families. Often they may describe the illness 
as going on “too long.”

The Downward Slope: In this pattern the decline is rapid, the chronic 
phase short or nonexistent, and medical treatment aggressive. Here the 
person must cope with rapid deterioration and the likelihood of death. 
Families must learn to cope with relatively sudden loss.

Peaks and Valleys: In this trajectory, exemplified by diseases such as 
AIDS or leukemia, there are alternating patterns of remission, relapse, 
and recovery. This pattern is characterized by considerable anxiety 
and constant stress, for often the timing of the relapses and remissions 
is unclear. Individuals and their families may not know how long a 
remission will last, how total recovery will be, or whether any given 
relapse will signal a final decline into death. Families may also experi-
ence the Lazarus syndrome where, because they expect the death of a 
person, they fail to adjust to that person’s recovery and the continued 
repetition of the cycle.
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Descending Plateaus: This pattern is characteristic of diseases such as MS. 
Here the person experiences declines, an indeterminate period of stabi-
lization at that diminished level, then further decline and new stabiliza-
tion. Like the pattern of peaks and valleys, this pattern is characterized 
by considerable uncertainty. One may not know how long a period of 
stabilization will last or when a decline is likely to begin or how deep 
it will be. Unlike the peaks and valley pattern, however, declines tend 
to be irreversible, necessitating adjustment to a new level of disability.

Presentiment: This pattern characterizes persons who recover from sud-
den heart attacks or strokes. Here the recovery may be total, but the in-
dividuals and their families are very aware of their vulnerability to both 
subsequent recurrences and death.

Treatment Differences

Not only are the trajectory, nature, and symptoms of various diseases 
different, but their treatments differ as well. Treatment will have a sig-
nificant effect upon the individual’s experience of life-threatening illness. 
Three factors regarding treatment are important: the type of treatment, the  
nature of the treatment regimen, and the side effects and after effects.

Rando (1984) has described the psychological effects of different 
treatment modalities. For example, she noted that many people have 
considerable misconceptions and fears about surgery. Fears may be as-
sociated with the use of anesthesia and loss of consciousness, pain after 
the operation, or the visible scars resulting from surgery. Persons may be 
anxious about the extent of the surgery and the degree of dependence it 
may create both in the immediate postoperative period and later. They 
may also worry about the outcome of surgery, perhaps fearing that the 
surgery will not improve or may even harm their condition. In some cases 
surgery can even arouse other psychological issues such as feelings about 
guilt and punishment.

If long periods of bed rest following surgery or other special treat-
ments are required, this rest may also have negative effects. Prolonged 
bed rest can adversely affect all the body’s systems and create psychologi-
cal difficulties, such as depression, decreases in problem-solving abilities, 
lessened motivation, and negative changes in body image.

Radiation may be feared because it is believed to be dangerous,  
perhaps even causing cancer, sterility, and other difficult side effects.  
Chemotherapy can raise similar fears.
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The side effects and after effects of treatment will also influence the 
experience of illness. While in some cases side effects are minimal and 
barely disruptive, in other cases the side effects of treatment can be more 
devastating than the disease itself. After effects too may vary. In some con-
ditions the after effects of treatment are limited. Soon after the treatment 
stops, patients can resume normal activities with little reminder of their 
ordeal. In other cases, though, the after effects can be lasting. Regimens 
too may range from simple self-monitoring of health to heavy, extensive, 
and burdensome regimens evident in diseases such as cystic fibrosis.

Individuals experience different reactions to treatments. Some people 
may be angry over the treatment or the resulting complications. Others may 
experience depression. In any case, every disease and every treatment cre-
ates different issues. The first step in understanding one’s own or someone 
else’s reaction is to consider the particular problems caused by this disease.

WHEN DOES DISEASE STRIKE? THE IMPORTANCE  
OF THE LIFE CYCLE

While the characteristics of any given disease influence the experience of 
life-threatening illness, the experience is also affected by the time in life 
when that disease strikes. Illness is a different experience for adolescents 
than it is for older persons––not necessarily easier, but certainly differ-
ent. At any point in life a disease brings up different issues as individuals  
respond both to the disease itself and to the different expectations and 
tasks of that phase of the life cycle.

Infancy and Early Childhood

There are a number of ways that life-threatening illness affects the young 
child. The intermittent periods of separation, the ever-changing environ-
ment, as well as painful and (to the very young) incomprehensible proce-
dures may impair both the child’s bonding and his or her development 
of trust. Periods of hospitalization can be particularly frightening since 
a young child may feel abandoned to strangers who cause pain. Many 
hospital programs now allow unlimited visitation by parents, including 
overnight stays, and encourage full parental participation in care and med-
ication. This often mitigates some of the separation anxiety and isolation 
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that children may experience during hospitalization. Parents may wish to 
ask about or even to suggest such programs if their infant or young child 
needs to be hospitalized.

Communication can be another major issue. Often parents of a young 
child are reluctant to inform the child about the disease or treatment. Their 
concern here is to protect the child and limit his or her distress. But often 
these attempts are counterproductive. Even young children will often be 
aware of the seriousness of their condition. This awareness can result from 
self-monitoring of their own condition, parental cues and responses, and 
comments from hospitalized peers. It is often less anxiety provoking to 
honestly answer a child’s questions. Children will also find it comforting 
if they are prepared beforehand for any surgical or treatment procedures. 
Honest and open communication between parents and their children is 
effective in building and maintaining trust.

As the child continues to age and develop, the physical limitations 
caused by the disease and its treatments, and also by parental restrictions, 
may limit his or her ability to explore the world and develop autonomy. In 
addition, parental attempts to set limits and provide discipline, so critical 
at this stage, may be compromised by concern about the illness. Parents 
may be anxious and overly restrictive, sympathetically lenient, or seem-
ingly inconsistent and arbitrary (based upon an assessment of the child’s 
condition at that time). The result is that the child’s developmental tasks 
of both exploring the environment and finding and recognizing limits are 
impaired.

While the child’s ability to understand the reality of death or of life-
threatening illness is a topic debated by many professionals (Kenyon, 
2001), the differences between the parents’ and the child’s understanding 
of the situation as well as the anxiety generated in parents and children by 
the illness can complicate communication between parents and children. 
Parents may have considerable uncertainty about how, how much, and 
when to respond to their child’s questions. The young child too may have 
considerable misunderstanding of the nature, cause, and treatment of the 
illness. Children often assume that illness is punishment for some offense. 
A 5-year-old girl once told me that she thought she had cancer because she 
had left the gate open, allowing her mother’s dog to escape to the street, 
where it was run over by a car. She was convinced that her illness was a 
punishment for her act and her later lies about it.

At any stage in their child’s life, but particularly early in develop-
ment, parents may also have intense anxiety about the long-term effects of 
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both the disease and its treatment on subsequent development. They may 
worry that their child will have physical, social, psychological, or intellec-
tual scars that may haunt the child’s later life.

The School-Age Child

Life-threatening illness poses special issues for the school-age child. The 
child will need to learn to manage the illness within a school environ-
ment, which will cause him or her many problems. First, intermittent ab-
sences and the side effects of treatment can impair academic performance. 
Second, teachers sometimes assume that illness and treatment retard  
intellectual development, particularly if side effects include lethargy or con-
fusion. Third, the treatment regimen may be difficult to manage within the 
classroom environment. Teachers may be resistant to interruptions posed 
by the need for medication or other aspects of treatment. School authorities 
may pressure parents to place their child in special education classes, an 
inappropriate classification for a child who can maintain academic perfor-
mance, for such a reassignment can increase the child’s sense of stigma and 
isolation, impair self-concept, and inhibit intellectual development.

Schools thrust the ill child into interaction with healthy peers, which 
can create other issues. The stigma of the illness, limitations on activity, 
lack of self-confidence, and low self-esteem are but a few of the problems 
that can arise. In some cases other parents, afraid of the disease and overly 
protective of their own children, may discourage or prohibit their chil-
dren from playing with the ill child. One study of children with cancer 
(Spinetta & Deasy-Spinetta, 1981) found that they were more reluctant to 
participate in activities than their well peers. This in turn impaired sub-
sequent growth and development. While teasing is a normal part of chil-
dren’s interactions with one another, such teasing can exacerbate the ill 
child’s sense of being different, thus inhibiting interaction and lowering 
self-esteem, especially since many ill children are already very sensitive 
and anxious about their disease.

Friends can share information that upsets the child. In fact, interac-
tion with peers, either well peers or others with the same illness, in ad-
dition to increased access to both print and nonprint media, especially 
the Internet, that occurs at this age, make it highly unlikely that parents 
or other adults can successfully control the child’s understanding of the  
nature or implications of his or her disease. Many of these problems can 
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be mitigated by means of honest and open communication with the child 
and through the education of teachers and peers.

Illness complicates the struggles for mastery and independence typi-
cal of this age. Parents may be reluctant to allow their child necessary 
autonomy, thereby breeding overdependence. The child’s own ability  
to master his or her environment may be affected either by the direct 
limitations of the disease or by an impaired self-concept. On the other  
hand, this natural desire for mastery can be well utilized, particularly 
within the chronic phase, by encouraging the child’s increased responsi-
bility and participation in treatment and treatment decisions.

The school-age child does face illness with two particular strengths. 
First, the child is often able to reach out for and to accept the help of sup-
portive adults, something the adolescent may be more reluctant to do. 
Second, the child often firmly believes in his or her philosophy and faith, 
deriving comfort and strengths from those beliefs. The school-age child is 
more likely to ask “What is heaven like?” than to ask “Is there a heaven?” 
William Easson, in his book The Dying Child (1970, p. 45), summarizes 
these strengths well:

The grade school child has the emotional ability to face the prospect of his death 
and to reach out to his parents and his family for comfort and understanding.

Yea though I walk through the valley of the shadow of death…thy rod and thy 
staff comfort me. This verse was written by a believer. These words could have 
been said by a grade school child.

Adolescence

The key developmental issues of adolescence are often called the three 
I’s: identity, independence, and intimacy. Life-threatening illness poses 
unique threats to each of these issues.

The adolescent’s identity can be impaired in a number of ways. 
First, the physical deformities resulting from treatment of the disease 
may impair body image and self-concept. Second, these physical effects,  
associated limitations on activity, and periods of hospitalization can cause 
isolation from and rejection by peers, hampering self-esteem.

These same effects can also affect intimacy. The adolescent may be 
limited in his or her ability to establish ties with a peer group. As Easson  
(1988) notes, the limitations and disabilities caused by the illness may limit 
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participation in and acceptance by more socially or athletically oriented 
peer groups. Or treatment and illness may retard academic progress, 
thereby limiting association with and acceptance by more intellectually 
inclined groups. These same factors, he adds, limit the seriously ill adoles-
cent’s sexual outlets.

Illness is likely to complicate independence. If the illness begins in 
adolescence, the adolescent is forced into a more dependent role just at 
the time in the life cycle when he or she is trying to achieve a degree of 
independence. If the illness extends from childhood into adolescence, the 
adolescent may have already experienced a history of over-protectiveness 
that may result in a lack of early maturing experiences that increase pas-
sivity and impair the assumption of a more independent role. In both 
cases the uncertainty of the disease may limit and complicate planning for 
later adulthood.

The disease may cause other difficulties as well. While adolescent 
conflict with parents is exaggerated, relationships with parents are often 
characterized by considerable ambivalence. This ambivalence, as well as 
the adolescent’s quest for independence, may complicate the adolescent’s 
ability to seek or to accept support from parents and other adults. Some-
times adherence issues can become a battleground between adolescents 
and their caregivers, reflecting the adolescent’s need for independence 
and control. Allowing the adolescent to become a full partner in treatment 
by informing him or her about the need for adherence, tailoring the regi-
men to the adolescent’s life-style, and soliciting the adolescent’s participa-
tion in discussions and decisions can reduce that conflict.

In addition, adolescence is often a time of questioning beliefs. Thus, 
beliefs about God and the afterlife that can be very comforting to the 
school-age child may provide less support to the adolescent.

Adolescents can often question the unfairness of an abbreviated 
life span. Leaving a legacy may become an important aspect of meaning- 
making. As Selove, Cochran, and Cohen (2008) note, journaling and ex-
pressive arts such as painting, poetry, or music can offer valued opportu-
nities to leave a mark.

The adolescent struggling with life-threatening illness also brings 
certain strengths to his or her struggle. Often their resiliency and beliefs 
about personal indestructibility can provide significant hope. Cognitive 
abilities and coping skills are more developed at this age.

Many of the negative effects of illness can be mitigated if those around 
the adolescent support the adolescent’s individuality and independence. 
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Recognizing that the normal needs of adolescence for autonomy and 
bonding with peers, as well as adolescent concerns about body image, are 
often expressed in concerns about clothes and appearance can help pro-
vide a sense of normalcy. Strength-based group work may also be effective 
as peer support is critical for adolescents as is the need to project strength 
and competency (Botta, 2009). Again, such respect also entails involving 
the adolescent in decisions about care such as educating them about pain 
control options (Selove et al., 2008) and gaining consent to ethical deci-
sions that may need to be made (Jennings, 2008).

As a child or adolescent reaches a terminal phase of the illness, it 
may be very difficult for the parents and guardians—and sometimes the 
medical staff—to acknowledge that reality. This failure to recognize that 
the goal of treatment must now change may inhibit effective pain manage-
ment, appropriate referrals to hospice or palliative care services, and create 
ethical issues around futile care (Corr, 2008; Jennings, 2008; Selove et al.,  
2008). At this point, hospital ethical teams should ensure that parents and 
guardians have the information, counseling, and support that they will 
need as they struggle with the agonizing choices that are posed by this 
point in the child’s illness.

The Young Adult

Young adulthood is a time of looking outward, of beginning families 
and a career. Illness forces attention inward. As with the adolescent, 
then, illness during young adulthood can seriously affect the comple-
tion of tasks in the life cycle. It may impair independence and affect 
the development of relationships. It may introduce uncertainty to mar-
riage and family plans. Disease may disturb the developing equilibrium 
between spouses, perhaps creating less-balanced relationships. It may 
have deep adverse effects on a career, impairing performance, limiting 
career mobility, and perhaps even affecting employability and insur-
ability. It may also influence financial planning and increase financial 
insecurity. Possible problems with insurance, the uncertain costs of  
illness, and unpredictable effects on future earnings may severely limit 
options at all stages of the life cycle. The thought of a limited life span 
may create deep anxiety and intense affect, and these issues may be 
intensified because everything the young adult has strived to achieve is 
now threatened.
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The Middle-Aged Adult

Many of the same problems that plague young adults afflicted with life-
threatening illness also trouble middle-aged adults. In some respects, life may 
have a more settled quality for those in middle adulthood. Jobs, careers, fam-
ily, and friendship networks have probably stabilized. Yet life-threatening 
illness can unsettle all of these patterns. Relationships can undergo profound 
change. Career and financial stability may be jeopardized. Because financial 
and familial responsibilities may be at an apex in midlife, life-threatening  
illness can create great anxiety. And, as in early adulthood, it may also gen-
erate a strong sense of anger that one is being cheated so close to the prize.

It may also intensify normal developmental struggles. Midlife adults 
often develop an awareness of mortality, realizing that death is inevita-
ble but still expecting it to occur decades in the future (Doka, 2008). This 
awareness, however, does intensify a desire to leave a mark, to pass on 
something to a younger generation. The psychologist Erik Erikson charac-
terizes the challenge of midlife as “generativity versus stagnation.” Life-
threatening illness means that the awareness of mortality is not only future 
and abstract, but also present and real. The man or woman whose illness 
threatens life may frenetically strive to accomplish all life goals even while 
struggling with disease. For example, in one case a teacher suffering from 
brain cancer insisted upon completing a master’s degree and securing a 
job even though these goals added additional stress to an already stress-
ful life. It was critically important for her to achieve these lifelong goals, 
delayed by the pressures of beginning a family, prior to her death.

The Older Adult

If the middle-aged adult is aware of mortality, the elderly are often  
described as aware of their own finitude. The older adult realizes the near-
ness of death, yet this awareness coexists with a continued sense of a per-
sonal future. While older persons recognize that they are approaching the 
end of their life span, they still may not envision their own personal death. 
Indeed, life-threatening illness may still come as a psychic shock.

Older individuals have their own unique problems as they cope with 
life-threatening illness. First, this illness may come at a time when they are 
already coping with other chronic, although not life-threatening, illnesses. 
Thus, their ability to surmount this illness may be threatened by their frailty. 
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Second, their support systems may have been weakened by death or dis-
ability. They may lack able and appropriate caregivers, and they may worry 
about spouses or others dependent upon them. Illness may threaten their 
own caregiving responsibilities and heighten their fears for another’s health, 
happiness, or survival should they become incapacitated or die. Third, many 
elderly people may ignore or discount serious symptoms since they believe 
that aches and pains are to be expected as part of the aging process.

Finally, there may be developmental difficulties as well. Devel-
opmental psychologists recognize that the elderly often undergo a life- 
review process, assessing their goals and accomplishments. Those who 
can say that their life had value, that they have accomplished much, can 
be said to have reached a state of ego integrity. Often this state makes it 
easier to face death. Perhaps the appeal of Frank Sinatra’s song My Way 
is that it expresses that sense of having had a worthwhile life. In contrast, 
the person who feels that he or she has wasted life often spends his or her 
last days in despair.

This process of life review seems more related to a sense that death 
is near than to simple chronological age. For example, most dying per-
sons will review their lives as they become aware of death. Still, older per-
sons may sometimes face unique issues that complicate this process. For  
example, the failures of children or the fact that they are the last of a name 
or line may be apparent only in later life, complicating life review.

SOCIAL AND PSYCHOLOGICAL FACTORS

As stated earlier, our response to and experience of illness is influenced by 
a variety of social and psychological factors. Among them are:

Characteristics Such as Gender, Race, Ethnicity and Culture,  
Social Class, and Income

Social class and income level often affect the experience of illness. For  
example, persons of high social class have considerably more resources 
and therefore more options when coping with illness. Such access to health 
care may not only increase survival time, it also may offer comfort that all 
possible options are being considered and reinforce a sense of control and 
empowerment at a critical time.
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Gender and ethnicity also can influence the experience of illness. 
Longevity, causes of deaths, as well as responses to dying, death, and grief 
differ between sexes and among ethnic groups. Even responses to care-
givers and treatment may be influenced by these factors (Doka & Martin, 
2010; Martin & Doka, 2000; Stillion, 1985).

Intellectual Ability, Knowledge, Education, and Prior Experience

An individual’s prior experience with disease as well as his or her 
knowledge, education, and intellectual ability can affect the experience 
of life-threatening illness. Previous experience with the disease, even if 
that experience is of limited relevance in the present context, can greatly  
influence the ways in which one perceives and responds to an illness. For 
example, a client who had suffered a heart attack at a relatively young 
age had considerable misconceptions and anxiety about heart disease, all 
rooted in his experience of his grandfather’s disabling heart condition. In 
other cases, the experience with the disease may help us maintain more 
optimistic perceptions. A client who had breast cancer, for example, was 
deeply encouraged by two acquaintances’ successful treatment.

Knowledge, education, and intellectual ability can have similar mixed 
effects. Individuals with higher levels of knowledge, education, and intel-
lectual ability may be better able to relate to caregivers and take more par-
ticipatory roles in treatment. But there may be negative factors, too. One 
nurse, for example, was aware of symptoms that she could associate with 
recurrence of cancer. Hence any such symptoms, even when these symp-
toms had clear alternate explanations, created intense anxiety for this nurse.

The Meaning of Illness, Life, and Death: Religious, Spiritual,  
and Philosophical Systems

Life-threatening illness is a crisis that has spiritual and philosophical di-
mensions since it raises questions about the reasons for illness, the role of 
suffering, and the meaning of life and death. Religious and philosophical  
beliefs and rituals can facilitate or complicate the spiritual struggle often 
associated with life-threatening illness. For some individuals, their re-
ligious or philosophical beliefs can be a source of great comfort. Belief 
in an afterlife may be a source of comfort and hope. Rituals too can be 
helpful. Prayer can be a highly therapeutic tool, allowing individuals  
opportunities to think about and share concerns.
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But in other cases, the effects can be negative. Sometimes religious rit-
uals can inhibit meaningful exchanges or convey unintended meanings to 
participants. One Italian Catholic mother was enraged that her priest used 
the ritual Anointing of the Sick on her son, newly diagnosed with leukemia, 
since she associated it with the Last Rites and imminent death. And some 
beliefs may complicate the illness experience. A young gay man with AIDS 
was deeply troubled by his Fundamentalist background, for his childhood 
beliefs equated homosexuality with sin, punishment, and death.

Personality, Coping Skills, and Will to Live

In recent years considerable attention has been paid to the fact that person-
ality, coping skills, and attitude are significant factors that affect not only 
the experience of illness but perhaps even survival time and survival rates 
(Carmel, Baron-Epel, & Shemy, 2007). And while some question claims 
of longer survival, it seems evident that stress-resistant personalities, 
personalities that allow one to seek and accept help, better coping skills, 
and positive attitude can mitigate the great stress associated with life- 
threatening illness. It is also evident that medical staff responds differently 
to clients whom they perceive as having a “will-to-live,” often intensifying 
their own involvement and efforts.

One’s self-concept too is a critical factor in how one handles life-
threatening illness. Self-concept can also affect a person’s ability to seek 
or accept help. One whose self-perception emphasizes independence and 
self-reliance may be unable to easily accept aid.

Informal Support: The Importance of Family,  
Friends, and Confidantes

Another critical set of variables influencing how we experience and  
respond to illness is the level of support we receive from family and 
friends. Supportive others can mitigate the stress of life-threatening ill-
ness in many ways, providing emotional support; assistance in daily liv-
ing, particularly during the chronic phase; help in adhering to medical 
regimes; and other aid. Strong support from family and friends can help 
prevent a sense of hopelessness that may increase biological vulnerability 
and shorten survival time. Because the period of life-threatening illness 
can be long, and the care demands at times heavy, supportive networks 
that are both extensive (i.e., draw from a larger number of family and 
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friends) and intensive (i.e., have members that are strongly tied to the pa-
tient) are best able to provide support. Not only are the quantity and qual-
ity of relationships important, but also the ways that family and friends 
relate. Relationships characterized by openness and honesty provide most 
support for individuals coping with life-threatening illness.

Formal Support

Formal support, or support from medical staff and other profession-
als, is another factor affecting how a person responds to and experi-
ences life-threatening illness. Access to quality medical and nursing care 
can certainly affect survival time. But other forms of care such as social,  
psychological, and spiritual care can also influence both the quality of life 
and life length. For example, one study (Spiegel et al., 1989) found that 
metastasized breast cancer patients who attended weekly support groups 
lived longer than a control group that did not.

Concurrent Crises

Life-threatening illness is both extraordinarily stressful and self- absorbing. 
When this crisis is compounded by other crises, it may affect one’s responses, 
strain coping resources, and inhibit support. For example, a woman with 
MS found her life greatly complicated when her husband had a car acci-
dent. Now he too needed care, just when her mobility was limited. Many 
IV drug users with AIDS may also have chaotic and crisis-ridden life styles 
that inhibit their ability to deal with their conditions. Any ability to seek 
care and follow a complicated regimen is affected not only by low income, 
limited social support, and cognitive impairments associated with long-
term drug use, but also by such crises as homelessness and arrests.

CONCLUSION

In short, anyone’s experience of life-threatening illness and his or her  
response to it is highly unique and individual. It is affected not only by 
the distinct nature of the disease itself and by the time in the life cycle it 
strikes, but also by a range of psychological and social variables. A key 
concern of counselors is to examine these factors to understand how they 
complicate or mitigate the experience of illness.
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7
The Prediagnostic Phase: Understanding 

the Road Before

One’s confrontation with life-threatening illness or death can develop in a 
number of different ways. Often it may result after one seeks medical advice 
and treatment in response to the appearance of a troubling sign such as a 
lump in a breast or blood in the urine. In other cases it may result from the 
confirmation of a positive test result, such as an HIV antibodies test or a 
tuberculin test. Such tests may have been sought even though one was as-
ymptomatic because one engaged in at-risk behaviors, suspected exposure, 
or simply sought reassurance. In still other cases the encounter with illness 
may be sudden, such as the experience of a heart attack or stroke. Finally, 
the encounter may come about as an unexpected result of a routine physical 
examination or test that reveals an unsuspected serious illness.

One often considers the beginning phase of illness to start with the 
diagnosis of illness. In reality, the encounter with life-threatening illness 
often predates the diagnosis. No matter what the circumstance of the en-
counter, there may well be a period prior to one’s certain knowledge of 
illness during which one struggles with suspicion of illness or knowledge, 
at some level, of risk—a prediagnostic phase. Whatever the circumstances 
that lead to the fateful moment of diagnosis, it is useful to understand 
the client’s behavior in the process that preceded it. Making decisions to 
seek medical help—health seeking as it is sometimes called—is a complex 
process that can often tell much about how the client will respond to the 
crisis of illness.
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Tom’s case illustrates this point. Tom, a man in his 50s, has been hav-
ing problems with urination for a few months. For a long time he simply 
ignored these problems, even neglecting to mention it to his physician 
during a routine visit. After a while he began to tell some friends about 
his problem, and they had the wisdom to advise him to seek medical help. 
When he did, tests indicated a growth on his prostate gland. His delayed 
health seeking almost cost him his life!

Understanding the process of how clients seek medical help should 
provide opportunities for growth rather than guilt or blame. Reviewing 
behavior prior to diagnosis can reveal the client’s fears and anxieties, cop-
ing mechanisms, and sources of support. Tom, for example, recognized 
after the fact that he had suspected cancer all along. He knew, based on his 
own previous experiences with his father’s death from cancer, how much 
that possible diagnosis frightened him. His new experience with disease 
taught him that he had a strong tendency to deny and avoid things that 
made him anxious. Realizing this characteristic helped him and his physi-
cian throughout the course of Tom’s successful treatment. As a result of 
his illness, Tom also could identify the friends and family members with 
whom he was comfortable discussing his illness. He found, much to his 
surprise, that he had tried to shield and protect his wife, but that he was 
comfortable discussing his anxieties with a few close friends.

There is much value in understanding the ways one behaves prior 
to diagnosis. Each person may follow a different path to that diagnosis. 
In each case, however, it is worthwhile to review the context and circum-
stances that led to this moment of crisis.

One of the most common contexts, and certainly one of the most 
researched, is when a person learns of a life-threatening illness while seek-
ing medical attention for a troubling symptom. Medical sociologists have 
long recognized that seeking such treatment is a complex process influ-
enced by many factors. This process provides a model for the factors that 
characterize health seeking even in other situations.

Symptoms of illness, especially at their onset, are rarely so dra-
matic or unambiguous as to mandate immediate attention. Moreover, 
fear and anxiety can inhibit action. One may very well decide to wait 
rather than risk the possibility of confronting bad news. Thus there is 
often a period of delay during which these symptoms and their implica-
tions are interpreted and evaluated by the person so afflicted. In some 
cases this period of delay can be so long as to imperil any opportunity 
for successful treatment.
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The evaluation of symptoms is likely to be influenced by four sets of 
factors: symptom-related factors, physical and psychological factors, situational 
factors, and social factors (Bloom, 1965; Coe, 1970; Davis, 1972; Dingwall, 
1976; Harowski, 1987; Spector, 1985; Mechanic, 1968, 1980).

SYMPTOM-RELATED FACTORS

Often the very nature of the symptom will be a major factor affecting the 
person’s decision to seek assistance. Symptom-related variables include 
the following:

How Apparent, Recognizable, and Serious Are the Symptoms?

Symptoms that are more apparent, such as sharp pains, fever, and rashes, 
are more likely to command attention than those that are less apparent, 
such as a general malaise. Similarly, symptoms that are more recognizable 
and considered serious by most people, such as blood in the urine or stool 
or a lump in the breast, are apt to receive more consideration than vague 
feelings of fatigue or soreness.

The more a symptom is considered to be a sign of future danger, 
the more likely action will be taken. While a lump in the breast can be a 
symptom of a number of conditions, many of which are harmless, most 
women recognize such a lump as a possible sign of cancer. On the other 
hand, a backache can also foretell serious illness, but is often perceived as 
far less worrisome.

How Disruptive Are the Symptoms?

The more a symptom disrupts family life, work, or other social activities, 
the earlier action is likely to be taken. A persistently painful toothache  
demands a quick trip to the dentist. A less-disruptive symptom that does 
not impinge on one’s personal or social life may not be as pressing.

How Frequent and Persistent Are the Symptoms?

Symptoms that are perceived as both less persistent and routine may not re-
ceive the same concern as those that are persistent and/or recurring. In the 
former cases, it is easy to wait out the symptoms, hoping they will not recur.
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Possible Alternative Interpretations

When an alternate explanation exists for a symptom it is often less worri-
some than when an appropriate explanation is not available. A lump that 
follows trauma is often perceived as less frightening than one that simply 
appears “on its own.” Similarly, fatigue or aches after vigorous activity are 
perceived as less troubling than those that lack explanation. When one can 
rationally account for symptoms, one typically feels less concern.

Part of the evaluation of explanations also includes a strong sense of 
personal biography. “Am I a person who is vulnerable to this disease?” is 
often part of the interpretive process. For example, a man with a family 
history of coronary disease may well perceive chest pain differently from 
one who has no such history. An IV drug user may respond with panic to a 
night sweat, a possible indicator of AIDS, while someone not at risk might 
consider the symptom of little consequence. A person who has recovered 
from cancer may be far more sensitive to signs or symptoms that might 
suggest possible relapse.

PHYSICAL AND PSYCHOLOGICAL FACTORS

In addition to the nature of symptoms, other factors such as physical and 
psychological states affect both the evaluation of symptoms and the deci-
sion whether to seek medical help. Among these are:

Tolerance Thresholds

Individuals vary in their assessment and toleration of pain and discom-
fort. Sometimes our cultural background affects our experience of pain. 
One study (Mechanic 1980) found that persons of Irish and English ex-
traction tended to have higher levels of pain toleration than a sample of 
Jews and Italians. Men are less likely to complain of pain than women. 
Individuals also may differ in their pain thresholds. The point is that for a 
variety of physiological, cultural, and gender-related reasons, others may 
tolerate pain or symptoms that may send one person for medical attention 
(Doka, 2006).
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Basic Beliefs and Knowledge

Another variable that affects health seeking is a person’s basic belief  
systems. Basic to seeking medical attention are the beliefs that one is sus-
ceptible to disease, that disease states are harmful, that intervention can 
help, and that assistance is therefore worth seeking. But not everyone  
accepts the modern scientific theories that underlie disease diagnosis  
and treatment.

Social and cultural beliefs about the type of treatment that is suitable 
can also affect the health-seeking process. Every culture has beliefs about 
illness causation, treatment, and referral. For example, in a cultural system 
dominated by folk beliefs, an ill person will probably turn to folk practi-
tioners before seeing a physician. In other cultures, outside treatment may 
always be sought within the medical system.

Knowledge too is a variable. Individuals may differ in the degree to 
which they recognize the significance of symptoms. This may affect the 
process of seeking treatment. A person who recognizes that numbness is a 
sign of stroke will be more likely to seek help for that symptom than one 
who does not have that knowledge. For example, research has indicated 
that persons who are aware of symptoms of stroke or had prior experi-
ence of a stroke were more likely to present early for treatment (Kitko & 
Hupcey, 2008). Similarly, persons with prior health difficulties or family 
history of illness were more likely to seek information from their social 
networks (Cook-Craig, Ely, Flaherty, Dignan, & White, 2012).

Internet usage will be increasingly associated with health-seeking 
behavior. Studies have shown that aside from primary care physicians, 
many individuals are likely to seek medical information from Internet 
sources (Mayer, 2006; Weaver et al., 2010). Class may also be a factor, how-
ever. A study of lower-income individuals found they were more likely to 
seek information from family and friends (Cook-Craig et al., 2012).

Anxiety Level

The level of anxiety produced by the symptom is also a factor in seeking 
assistance. Any symptom can generate considerable anxiety. The anxiety 
may result from a number of concerns including the nature, difficulty, and 
process of diagnosis and/or treatment; the humiliation, embarrassment, 
or stigma associated with the symptoms or suspected disease; and fears 



Counseling Individuals With Life-Threatening Illness

126

related to coping with the treatment such as anxieties about surgery, con-
cerns about childcare or work, or worry about finances. Maria, for exam-
ple, an older Italian woman, delayed seeking attention for a lump in her 
breast because of embarrassment, while Mark, a 30-year-old businessman, 
neglected chest pains because he feared hospitalization would affect his 
work schedule.

Not only are levels and sources of anxiety likely to differ among indi-
viduals, but ways of coping with anxiety may vary as well. In some cases, 
anxiety can distort the perceptual process of evaluation. For example, the 
level of anxiety may be so great that an individual like Tom will deny the 
symptoms. Behavioral responses may differ too. The anxiety experienced 
by some individuals, especially coupled with depression, inhibits them 
from seeking medical attention (Cook-Craig et al., 2012), while the anxiety 
felt by other individuals actually compels them to seek help.

Personality Characteristics

Other personality characteristics, such as one’s willingness to disclose 
information about one’s self, or how extroverted or trusting one is, are 
among the factors affecting the health-seeking process. Seeking medical 
assistance is often a later step in a process that involves both self-appraisal 
and discussions with family and friends. While this process will be de-
scribed in greater detail later, it is important to note that varied personality 
characteristics, such as low self-esteem, introversion, introspection, and 
a lack of trust and/or self-disclosure, may inhibit or distort this process. 
For example, people who are very private about their affairs may find 
it hard to consult others, whether professionals or their intimates, about 
troubling symptoms. Similarly, persons who are highly introspective are 
more likely to be aware of bodily sensations and physical symptoms than 
those who focus their attention outward.

Childhood Experiences

Developmental experiences also seem to play a role in the evaluation of 
symptoms. Early experiences with illness may make us more sensitive to 
symptoms and more acutely aware of bodily sensations. An adult who 
experienced rheumatic fever as a child may recognize a vulnerability to 
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heart disease and may therefore be more attentive to suspected heart- 
related symptoms. These experiences may be indirect as well. Persons 
who have witnessed the illness of a significant other may be more aware, 
attentive, and anxious regarding similar symptoms in themselves.

Parenting styles too may affect health-seeking behaviors. A study 
of young adults (Mechanic, 1980) found that those who had experienced 
abusive parenting tended to report and to monitor physical symptoms 
more closely, suggesting that this attitude may have resulted from addi-
tional stress or more introspection that this early abuse seems to engender. 
As stated earlier, this introspection often leads to greater attention to one’s 
physical state.

SITUATIONAL FACTORS

Social Context

Individuals’ evaluations of their physical states are also influenced by the 
larger social context. For example, health campaigns or portrayals of ill-
ness in the mass media can make the public more aware of certain diseases 
and thus more attentive regarding symptoms. Epidemics can sensitize 
people both to the significance of symptoms and to the likelihood of pos-
sible infection. As illustration, one study (Davis, 1972) showed that during 
the polio epidemic, parents were much more likely to call a doctor even 
though they believed their child only had a cold. Since they were aware of 
polio cases in their area, they were more sensitive to their child’s potential 
vulnerability to polio. Similarly, as the AIDS crisis unfolded, many gay 
men were far more attentive to rashes and other symptoms than they had 
been before. Some, in fact, searched their bodies daily for evidence of rash.

Competing Needs

At times when many needs compete for one’s attention, only the most 
sustained and serious symptoms will get attention. There are a number 
of reasons for this. First, one’s attention is generally focused outward; 
therefore, physical sensations are likely to get less attention. One tends to 
focus on inner states only when the distractions from the external environ-
ment are minimal, or conversely when internal physical symptoms are so 
overwhelming that one is no longer able to function. Second, a number of 
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symptoms such as fatigue, headaches, or soreness can be attributed to the 
press of external circumstances, and therefore discounted. Third, seeking 
medical evaluation and treatment often has a lower priority than immedi-
ate pressing problems.

Availability of Help

Ease of seeking assistance can also be a factor. This has two elements. Peo-
ple are likely to seek out family and friends first. They may want to dis-
cuss and to compare symptoms with others whom they know and trust. 
This process will also be facilitated when people perceived as being simi-
lar to them are available to consult. Thus, access to others to whom one is 
close can sometimes facilitate the health-seeking process.

Second, the accessibility of formal medical assistance will also be a 
factor. Easy access to appropriate medical help, unrestricted by financial, 
linguistic, class, or geographic barriers, will make it more likely that a per-
son will seek such help. Persons without health insurance, for example, 
may be far more reluctant to seek help—especially early in the process 
when symptoms are not intrusive—than someone who has good coverage 
and easy access to care.

SOCIAL FACTORS

The previous discussion should make clear the importance of other inter-
vening variables such as culture, social class, gender, age, and education. 
All have direct as well as indirect impacts on health seeking.

Culture

One’s behavior is always influenced by culture. Culture frames one’s 
entire belief system about the nature and cause of illness, the efficacy of 
treatment, even the process of seeking outside assistance. For example, 
in some cultures traditional healers may be consulted instead of or prior 
to turning to the medical establishment. In addition, linguistic or cul-
tural barriers may inhibit both the process of health-seeking and subse-
quent treatment.
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Social Class

Social class too can have a significant impact on health seeking. For ex-
ample, some observers believe that low-income persons are often fatalistic 
and present-oriented (Lewis, 1966). Low-income persons may feel that they 
have little control over the future; in any case, the problems of the present 
are so overwhelming that the individual has no energy left to address the 
future. In one case a lower-class woman with a family history of cancer who 
had a lump in her breast was urged to see a physician. She resisted, claim-
ing, “It wouldn’t make any difference.” Even when convinced that medical 
care could help her, she repeatedly missed appointments both to take the 
cancer test and then to discuss the results, each time claiming a sudden fam-
ily crisis or lack of funds. When the test results proved to be positive, she 
responded, “I was born under an unlucky star,” and the pattern of missed 
appointments continued thereafter throughout her treatment.

Similarly, low-income people may have ambivalent attitudes toward 
authority figures that are likely to differ from them in terms of educational 
levels and language. This problem can affect doctor–patient interaction, 
limiting the person’s disclosure of illness, and complicating a health pro-
fessional’s understanding of a client’s description of symptoms.

In addition, Cook-Craig et al. (2012) suggest that as mentioned 
earlier, lower-income individuals are more likely to rely on family and 
friends for health information than health professionals or even the In-
ternet. Therefore, it may be valuable to consider community partnerships 
with both faith communities as well as other community-based organiza-
tions to offer medical information.

Even more critical is that social class will also have a direct impact 
on the accessibility of medical care. There is considerable research that 
emphasizes that disparities in American health care between social classes 
persist from the time of diagnosis through palliative care, and affect the 
entire course of treatment including pain management, hospice admis-
sions, and survival (Byrd & Clayton, 2002; Doka, 2006).

Educational Level

A person’s level of education has a clear relationship to his or her un-
derstanding of symptoms and sources of help. Disparities between the 
educational level of the patient and health professionals may inhibit the 
communicative process.
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Gender Roles

Gender roles also seem to be a significant variable in health seeking. 
First, there are differences between the sexes both in longevity and 
causes of death. These differences may affect the way an individual 
perceives risk and responds to symptoms. Second, as part of the tra-
ditional male role, males are taught to minimize and to ignore minor 
physical symptoms. There is also evidence that male doctors may not 
perceive certain female symptoms such as morning sickness or men-
strual cramps as serious.

Age

Age also affects the evaluation of medical symptoms. First, standards of 
health differ by age. An acceptable blood pressure for someone 50 years 
old is far different than that for someone 5  years old. Second, the per-
ceptions of both health professionals and patients themselves may be in-
fluenced by the age of the patient. For example, an elderly person may 
be more likely than a younger person to ignore symptoms by attributing 
them to age; of course, this attitude delays diagnosis (Prasanna, Korner-
Bitensky, & Ahmed, 2013). Similarly, health professionals may also dis-
count the symptoms of an elderly person.

Other Social Roles and Behaviors

Other roles can influence perception and evaluation of symptoms. For ex-
ample, even prior to the AIDS epidemic, promiscuous homosexuals were 
aware of their vulnerability to a number of sexually transmitted diseases. 
Certain occupational groups, such as coal miners, are often aware of po-
tential occupational diseases and may be especially attentive to symp-
toms. As stated earlier, such attentiveness may be particularly acute when 
media attention or personal and group experiences cause one to focus on a 
particular illness. Religious beliefs too have been identified as influencing 
health seeking. For example, religious beliefs might influence attitudes 
about the illness and treatment (God’s will) that inhibit health seeking or 
they might suggest alternate treatment, such as prayer, pilgrimages, reli-
gious healers, and the like.
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THE PROCESS OF HEALTH SEEKING

In summary, the process of seeking attention for a troubling symptom 
is complex, multifaceted, and influenced by many things. One can use  
Gestalt psychology to illustrate this process. A basic gestalt premise is 
that one often ignores the ground and focuses on the “figure.” In health-
seeking this means that one tends to ignore internal states until conditions 
force one to respond to them either because the internal stimulus, such as 
pain, becomes so intense that it mandates a response or because circum-
stances in the external environment continually redirect one’s attention 
to that internal state. In short, then, one’s attention is normally directed 
outward, but some conditions will cause one to pay attention to bodily 
sensations and symptoms. Once that attention is redirected, it can create a 
great deal of anxiety and concern.

At that point, the person experiencing these symptoms may have 
to formulate both an evaluation of the symptoms and a response. People 
may interpret a symptom as normal and ignore it, or they may determine 
that information is incomplete so they decide to wait and see. Or they 
may judge the symptoms as abnormal. Even in that case the responses can 
be different; possible responses include ignoring the symptom, treating 
it oneself, or seeking some form of assistance. This process of evaluat-
ing symptoms and responses is ongoing. Evaluating symptoms is a con-
stant process of hypothesis testing. One’s tentative diagnosis is constantly 
evaluated in the light of new evidence. Fred Davis (1972), in his account 
of the polio epidemic, offers such an illustration. Some parents initially 
perceived the symptoms of polio as a cold. When their child failed to get 
well, the parents wanted to believe that the child was malingering. But 
when the child continued to get sicker, their earlier hypotheses no longer 
held and parents were forced to recognize the possibility of polio. So, for 
example, a lump or a bruise may first be defined as normal. However, if 
that lump grows, or the bruise does not heal within a certain time frame, 
or if either changes in some way (such as becoming more painful), a new 
tentative hypothesis may be drawn and the individual may finally decide 
to seek medical care.

This process is also likely to involve consultation with others. A per-
son experiencing a symptom may ask family members and friends for 
their evaluation of the symptoms, and also ask for their advice about treat-
ment. In situations where the symptoms are visible, or when they impinge 
upon behavior, family, friends, and others may offer unsolicited advice. 
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Thus, there may be cycles of assessment, reassessment, and treatment that 
only after time may culminate in a decision to seek medical treatment.

HEALTH SEEKING IN OTHER CONTEXTS

Not everyone finds out that they have a life-threatening illness when they 
seek evaluation of a troubling symptom. Some may learn of the illness 
even though they have no symptoms. This may occur when an individual 
decides to take a diagnostic or genetic test or even in the course of a nor-
mal physical examination. Still, the previous discussion of health seeking 
is relevant here too, for a process may precede either activity.

Often someone has elected to take a diagnostic test, even though he 
or she is asymptomatic, because he or she fears exposure to the disease. 
Individuals often take genetic tests because of family history or other risk 
factors. Given these contexts, clinicians may believe that a positive result 
would not be a complete surprise to the event.

Yet limited research on the HIV antibodies test or genetic tests casts 
doubt upon this assumption (Flowers, Duncan, & Knussen, 2003; Barnoy, 
2007). A person’s motivation for taking the test as well as his or her percep-
tion of risk can vary considerably. In some cases there is a high perception 
of risk, while in other cases there is no real expectation of a positive result. 
For example, people may take the HIV test because they are beginning 
a relationship, recovering from addiction, ending an infidelity, having a 
routine insurance physical, or making a political statement (e.g., support-
ing an ex-addict or gay organization’s call for testing). Such people may 
have every expectation that the result will be negative.

Even in these situations, it is helpful to explore such issues as the 
individual’s assumptions, motivations, anxieties, and expectations about 
the test; their knowledge, beliefs, and experiences about the disease and 
treatment; and their process of deciding to seek both the test and results. 
While this counseling has become relatively common with HIV and ge-
netic testing, it is not common with other tests for life-threatening disease.

Evidence of life-threatening illness can also be found by means of 
routine tests and procedures. For example, a blood test may find chronic 
lymphocytic leukemia or prostate cancer or suspicion of another seri-
ous illness even though the person is asymptomatic. In these cases, the 
shock of life-threatening illness is compounded by the individual’s lack of  
perception of risk.
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Nonetheless, it is valuable to explore the motivations, behaviors, and 
anxieties preceding even these tests and examinations. Was this simply a 
routine physical, continued monitoring of a prior recovery, or was there 
a suspicion of illness? How often and under what circumstances does 
the person normally get examined? What was the process preceding this 
physical? For example, delaying and resisting or missing appointments 
preceding the physical may indicate anxiety and/or denial and may be 
a cause of subsequent guilt. What are one’s feelings prior to a physical 
in general, and toward this physical in particular? Some may approach a 
physical with a sense of anxiety while others have no such feeling.

There are cases in which one encounters life-threatening illness that 
do not seem to involve any conscious decision on one’s part to seek help. 
In these cases, one is suddenly and dramatically thrust into the situation. 
With a heart attack or a stroke, for example, one is quickly and unexpect-
edly made aware of one’s own fragility and vulnerability.

But even in these cases, it may be worthwhile to consider prediag-
nostic behaviors and attitudes. Was there any suspicion or evidence of 
problems? Was there any expectation of risk? Could and did one at some 
time perceive a risk (e.g., high blood pressure, obesity, or the like)? What 
was prediagnostic behavior? Had friends and family expressed concerns?

Understanding the road before is critical. The prediagnostic phase 
offers a window on patient’s knowledge, fears, social support, and cop-
ing behaviors as well as cultural and spiritual beliefs and practices. 
Whether one realizes it or not, the client has completed three tasks. First, 
the client recognized, at some level, a possible danger or risk. Second, 
the client began to cope with all the anxiety and uncertainty inherent in 
that danger. Third, the client developed a plan of action to deal with that 
concern. By reviewing and exploring that process, a person—whether 
the ill individual or a family member—not only knows where he or she 
has been but how he or she got there. Counselors can assist the client to 
understand and to use the strengths uncovered and compensate for the 
weaknesses discovered. The client can then use that knowledge to meet 
the challenge of other tasks throughout all the remaining phases of life-
threatening illness.
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8
Counseling Clients Through the Crisis  

of Diagnosis

THE DIAGNOSTIC DIVIDE: THE ACUTE PHASE

Whatever symptoms or suspicions may exist in the prediagnostic period, 
whatever fears are entertained, the diagnosis of life-threatening illness  
always comes as a shock. Anthony Ferrara, a psychologist who later died 
of AIDS, captured the moment well. Though he suspected the spots on 
his skin were Kaposi’s sarcoma, an almost sure sign of AIDS, he was still 
stunned and overwhelmed at the actual diagnosis (1984, p. 1285): “All of 
my mental preparation was insufficient to thwart the tidal wave of emo-
tion that swept over me as I received what at the time I regarded as a death 
sentence.”

Until the actual diagnosis, no matter what the expectation, suspi-
cion, or fear, there is always a chance that the client’s self-diagnosis might 
be mistaken. The lump may yet turn out to be a benign cyst, the rash to 
be only a minor problem. However, this changes at the moment when a 
diagnosis is rendered. Here the client’s worst fears may be realized and 
the person is forced to recognize that he or she is now either in a struggle 
for life or an inexorable slide toward death.

The time of the diagnosis is often described as a turning point; a time 
of crisis when one’s whole orientation toward life changes. According 



Counseling Individuals With Life-Threatening Illness

136

to Weisman (1980), this confrontation with possible death overwhelms 
people, creating the shock and numbness that he terms “impact vulner-
ability.” For Weisman, diagnosis is a time of “existential plight” during 
which one must cope with the crisis of possible death. Many psychologists 
emphasize that a diagnosis of life-threatening illness is second in  causing 
stress only to the knowledge of dying itself (Pattison, E. M. (1977) The 
 experience of dying. Englewood Cliffs, NJ: Prentice-Hall. Weisman, 1986).

Others though may find this crisis an opportunity for growth. Faced 
with a profound threat to personal mortality, some individuals will ex-
perience posttraumatic growth (Luszczynska et al., 2012), experiencing a 
sense of personal strength, heightened spirituality, renewed relationships, 
and reordered priorities.

It should be recognized that the time of diagnosis is often not a  
single moment, though it may culminate in that moment when the di-
agnosis is spoken. Rather, it is a process unfolding over time in which 
a person experiences various tests or procedures during which different 
hypotheses of illness are advanced and sometimes discarded. The coun-
selor’s role during this period often is to assist clients as they struggle with 
uncertainty, anxiety, and ambiguity.

The process of determining a diagnosis is often very difficult. During 
this time people may have to cope not only with a multiplicity of medical 
tests and procedures but also with a great deal of uncertainty. During this 
period an individual may be asked to take numerous diagnostic tests.

It is important to remember that many of these tests are part of  
a process of diagnosis; any one test may not be definitive in and of itself. 
For example, if physicians suspect a tumor they may wish to perform a 
variety of tests such as a blood test, a CT scan, an MRI, and other tests to 
locate and assess the nature of the tumor. But only a biopsy will tell them 
if the tumor is cancerous. Subsequent tests, called staging tests, may be 
required to see how advanced the cancerous condition is. In short, the 
time of diagnosis is a process during which physicians test their hypoth-
eses, when varied explorations are evaluated against emerging informa-
tion. Throughout this period the individual being tested will experience 
wide mood swings as a continuing flow of information changes both the 
possible diagnosis and the prognosis. For example, in my father’s case, 
the initial symptom was blood in the urine. While this physical fact stim-
ulated great concern, we recognized that numerous conditions, some of 
which were minor, could account for the blood. Subsequent examinations 
led to the suspicion of a mass on both the kidney and the pancreas. More 
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tests pinpointed the growth on the gallbladder and kidney. Surgery suc-
cessfully removed both tumors; one was encapsulated, but the other was 
unrelated and benign. During the course of the week when the testing and 
surgery took place, my father’s prognosis changed from uncertain to poor 
to hopeful to excellent. The moods and reactions of my father, our family, 
and even the physician changed in tandem with the emerging diagnosis.

One always has to remember that diagnosis is as much an art as a 
science. Most life-threatening diseases have some degree of uncertainty. 
Many diagnostic tests really do no more than point to the probability of a 
certain result. At each successive level of testing, however, the diagnosis 
may become more certain. But even then the course of the disease—how 
the disease will unfold and develop—still may be uncertain.

Not only is the diagnosis characterized by at least some degree of 
uncertainty, the prognosis often has considerable uncertainty as well. As-
suming that the diagnosis is as accurate as the process allows, numerous 
other variables can affect prognosis. Diseases themselves may differ in the 
degree that prognosis is clear. Moreover, an individual’s health, attitude, 
and adherence to the medical regimen as well as the effectiveness of var-
ied therapies; the stage at which the disease was discovered; the impact of 
subsequent medical progress—all these factors can influence prognosis. 
It is important to remember that any prediction is at best a statistically 
grounded estimate, perhaps only loosely based upon relevant variables 
and the current state of ever-changing medical knowledge and treatment. 
For many clients, these predictions can be useful. They may allow all those 
concerned to envision a sense of time that will facilitate planning and as-
sist individuals and families in evaluating different options. But no pre-
diction should ever be considered certain. Almost every family can offer 
anecdotes about family members who not only outlived predictions, but 
also sometimes even the physicians who made them.

The diagnosis of life-threatening illness creates an intense crisis 
filled with anxiety, strong emotional reactions, and many personal and 
interpersonal issues. Tensions and anxieties mount. Individuals must ei-
ther learn effective ways of coping or experience personal disorganization 
and intense anxiety. The very knowledge of life-threatening illness re-
sults in intense crisis for newly diagnosed persons and their families. The 
fact of illness is beyond one’s control. Yet the diagnosis of illness affects 
the whole family: all family member goals, all family member roles, and 
all family member relationships. Despite this crisis of uncertain nature,  
everyone in the family has to make a series of initial decisions that well 
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may radically affect the quality, nature, and even duration of a loved one’s 
life. Life-threatening illness has ramifications that affect every aspect of 
life: relationships with families and friends, financial decisions, work, and 
school. In fact, virtually all plans will need to be reevaluated in the new 
context of diagnosed illness.

Throughout this period a number of issues are raised for the person 
who is coping with the diagnosis. These may be viewed as tasks that the 
person must consider. These tasks include:

1. Understanding the disease

 2. Examining and maximizing health and lifestyle

 3. Maximizing one’s coping strengths and limiting weaknesses

 4. Developing strategies to deal with issues created by disease

 5. Exploring the effect of illness on one’s sense of self and relationships 
with others

 6. Ventilating feelings and fears

 7. Incorporating the present reality of the diagnosis into one’s sense of 
past and future

Understanding the Disease

The client’s perceptions of the disease may be far different from a profes-
sional understanding of the disease. The meaning that someone gives to 
the diagnosis may be inaccurate and may affect him or her in negative 
ways. Some people may read the diagnosis as a death sentence, thereby 
extinguishing any hope and consequently impairing subsequent treat-
ment. Others may take the diagnosis too lightly, failing to change their 
lifestyle or develop the kinds of behaviors that will enhance health.

One of the first tasks for individuals and families is to try to under-
stand the disease at issue. This not only means discovering an accurate 
and realistic understanding of the disease, but also of learning to cope  
in a way that allows continued hope, a sense of control, and lower levels 
of anxiety.

This process begins by exploring the client’s understanding of the 
disease. Often this is best done with a medical professional who can pro-
vide opportunities to probe any misunderstandings and to gently ques-
tion misperceptions. During this process it is usually helpful to explore 
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the sources of the information as well as the validity accorded each source. 
This is especially critical due to the emergence of the Internet as a source 
of information. Many clients, or their families and friends, will go there 
first. The difficulty here is twofold. First, the Internet will often include 
a range of information that varies from the accurate to the fanciful. Sec-
ond, the Internet also can be a source of quack treatments and fraudulent 
claims of cure. Counselors do well to assess the degree to which the client 
is receiving information online as well as the types of information they are 
receiving.

It is also important to assess factors that may be blocking the client’s 
comprehension. In some cases the barriers can be social. Sometimes the 
social status and authority of the physician or other medical personnel 
may intimidate the client. As a result, the client is hesitant to ask ques-
tions. There may be educational barriers because of which the ill person 
has a difficult time understanding the information offered and is reluctant 
to acknowledge that difficulty. These barriers often reinforce one another. 
The ill person may not understand the physician’s language and may be 
too embarrassed or intimidated to ask questions.

If this could be a problem, counselors can suggest that clients ask to 
have another family member, friend, or some trusted intermediary such 
as a clergyman to be present when they hear the results, or at subsequent 
visits. It may also help the client to write down any questions that he or 
she may have. Open communication is critical, but it is important to real-
ize, especially in this early period, that not all questions will have defini-
tive answers. Sometimes counselors can even role play with the client so 
that clients are comfortable in confronting medical personnel. In an ideal 
world, physicians should be sensitive enough to present information and 
to provide access to information in language the person can understand. 
Offering a trusting, unhurried, respectful, and nonjudgmental context 
in which people may ask questions, repeating and reviewing what they 
know, will help this information process. Linking people with other per-
sons of similar backgrounds who have the disease, informally and in self-
help groups, is also quite useful. Not only can such information facilitate 
understanding, it also can offer coping strategies and provide hope. When 
communication is poor, someone should inform the caregiver.

There may be psychological barriers too. Serious anxiety can make it 
difficult to absorb and understand information about the disease. One client 
shared that she became so nervous once she heard the word “cancer” that she 
was frozen in fear, unable to hear, respond, or question. Sometimes talking 
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over these fears with others can alleviate anxiety. Or returning at a later time, 
perhaps supported by a friend, when the level of anxiety has lessened may 
provide a better opportunity to question and to discuss the illness and its 
treatment. It also may help to explore the sources of anxiety. Becoming anx-
ious may result from a number of sources: misinformation, prior poor expe-
riences, or a generally pessimistic attitude about life. Negative perceptions 
due to misinformation or past experiences can generally be handled in the 
same way as any learning process. In a trusting context, earlier information 
can be explored, sources evaluated, and new information provided.

It is important to remember that many major life-threatening ill-
nesses lumped together under such categories as “cancer” or “heart dis-
ease” are really many different, related diseases. An individual’s earlier 
experiences or the experiences of others with cancer or heart disease may 
tell very little about a similar but different condition. For example, a friend 
or relative’s experience with pancreatic cancer will not be all that relevant 
for someone who has prostate cancer. Each disease has its own treatment, 
symptoms, and prognosis. Moreover, the pace of progress of science is 
not only amazing but also constantly accelerating. In 1971 I worked in the 
pediatric ward of a major cancer center. Most of the children who died of 
cancer in the past could be successfully treated by today’s methods. Even 
people diagnosed with AIDS today can expect to live considerably longer 
lives than those diagnosed a few decades ago. Again, self-help groups or 
persons who have the disease may be very useful both in providing the 
most current information and in reinforcing hope.

Sometimes family members will be worried that the ill individual 
seems too optimistic. I usually do not find such an optimistic state to be 
troubling. Overly optimistic perceptions of disease are less problematic at 
this early stage of illness. Often such optimism will encourage adherence to 
the medical regimen. Beyond the serious obligation of physicians to provide 
patients with accurate information about their disease and the risks of treat-
ment, these optimistic perceptions should not be challenged unless they im-
pair adherence with treatment or endanger the lives of others.

Examining and Maximizing Health and Lifestyle

Life-threatening illness can often be influenced by the client’s lifestyle. 
In some cases lifestyle can be a significant contributor to the disease. In 
other cases lifestyle factors may have an effect on treatment, course, or 
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recurrence of the illness. In any case, good health practices will contrib-
ute to reducing stress and facilitating adaptation. Thus, it is worthwhile 
to examine the ways in which the client’s current lifestyle affects health, 
as well as the ways by which the client may modify lifestyle practices 
to enhance health. Suitable exercises, good nutrition, adequate sleep, and 
 effective stress management are more important when one is seriously ill 
than ever before. It is important, of course, to encourage the client to dis-
cuss any major lifestyle modification, such as diet or exercise, with his or 
her physician. In addition to improving health, such actions can reaffirm 
in the client a renewed sense of control over his or her life that may have 
been threatened by the diagnosis.

Maximizing One’s Coping Strengths and Limiting Weaknesses

In any crisis—and the diagnosis of life-threatening illness is certainly a  
crisis—individuals and their families face certain challenges. If clients 
want to focus on the illness in such a way as to maximize chances for 
successful outcome, they will need to marshal their resources effectively 
and limit time, energy, and other kinds of losses to problems that might 
intrude upon this central struggle.

Here again, a good way to begin is by examining the client’s coping 
styles and strategies. Often an effective way to start that exploration is to 
focus on the ways that the client has reacted to previous crises in his or 
her life. This method can reveal coping styles and strategies that might be 
useful now, in this current crisis. For example, if the client’s previous ten-
dency has been to get angry, such a response in the current crisis should 
come as no surprise. If in past crises the client was prone to make rash 
decisions or to panic, client awareness of that tendency may guard against 
that kind of reaction now.

Focusing on past strategies often helps clients to become aware of 
styles and patterns that may help or hinder current responses. Once a cli-
ent has reviewed past coping strategies, he or she can consider what strat-
egies can best be adapted to the present crisis. The client can also consider 
which styles work and which styles do not work. For example, anger can 
be a powerful motivational tool if it focused against the disease. But if an-
ger is directed toward family and friends, that same response may drive 
people away just at the time when they are most needed. Similarly, if a 
client has a tendency to carefully weigh decisions and is usually reluctant 



Counseling Individuals With Life-Threatening Illness

142

to make a choice until all the information is in, this characteristic can be 
helpful in avoiding rash actions but it can also inhibit fast responses to a 
crisis. Examining coping styles early in the illness process allows the client 
to draw upon obvious strengths, and also helps a client to become aware 
of weaknesses, perhaps to better overcome them.

Moreover, the very examination of how clients handled crises has a 
latent but critical function at this early crises point in the illness. It rein-
forces hope—reminding clients, in a chaotic and difficult time that they 
had surmounted prior crises in their lives.

I should add that continuity in styles and reactions is not always 
present. Sometimes clients have changed so much that previous ways of 
coping are no longer indicative of present responses. But sometimes this 
lack of continuity can be a cause for concern. For example, it might show 
that the person is in a sustained destructive denial or an immobilizing 
panic. I always suggest to counselors and other caregivers that if this con-
tinuity is absent, they should explore reasons that might account for these 
new ways of coping.

A second area to consider is social support. Who can one turn to for 
help? In what ways can the people you know best help? What are one’s 
own feelings about asking for or accepting different kinds of help?

Many times sources of support may be underestimated. Once fam-
ily and friends are identified and approached, they can surprise one with 
their willingness to help, each in their own way. During counseling I ask 
my clients, whom can you turn to in crisis? Often they name only a few 
people, but when I probe deeper, asking them questions about whom 
they have told and who has offered help, they discover that their network 
is larger than they had realized. In some cases they may recognize that 
their own inhibitions limit help options. For example, a 30-year-old man  
diagnosed with MS was surprised at the help offered by his formerly  
estranged brother.

I find a simple exercise to be helpful. I ask clients to come with 
a list of all the persons they know who have promised or are likely to  
offer support. As we examine the list, we are likely to expand it. I often ask 
questions here such as: Is there anyone else we should include such as people 
at work, in your faith communities, or other neighbors or friends? Once the list 
is complete, and clients are often both reassured and surprised at how ex-
tensive the list is, I ask clients to put an L next to all the persons on the list 
who are good listeners. Next, I request that they put a D next to the names 
of doers—people they really can count on to complete a chore or errand. 



Chapter 8. Counseling Clients Through the Crisis of Diagnosis

143

Finally, an R goes to people who offer respite. These are people who may 
never ask how the client is doing and seem to avoid any discussion of the 
illness. Nonetheless, they often can provide respite or time away from the 
disease—laughter and distraction.

This exercise, which can be used at any point in the illness, even 
with family caregivers, reaffirms three issues. First, it often reassures 
clients that they have extensive informal support. Second, it allows 
clients to assess whether or not they are using their support systems 
effectively—asking the doers to do and the listeners to listen. Third, it 
validates both the idea of respite and the role that such persons offer in 
their support.

Depending on prior conversations with a client, I sometimes suggest 
a fourth category—X. I use X to identify destructive individuals, sabo-
teurs, who need either to be avoided or otherwise neutralized. These are 
individuals who may discourage adherence to a medical regimen or sap 
hope. For example, an adolescent client with leukemia had a friend who 
thought the cure for every moment of anxiety or depression was a can of 
beer. Family and friends whose own needs or behaviors are so extreme 
that they sap strength rather than provide support do more harm than 
good. Verbally or physically abusive persons, people whose lives are so 
chaotic that they constantly involve others in their own crises, or people 
who are so self-absorbed that even when the client is in a crisis they still 
look to the client to meet their needs will make your problems worse. Such 
individuals attack self-confidence, self-esteem, and hope. One client cop-
ing with his father’s cancer told me of a friend with whom he bicycled. 
The friend would tell constant stories of people he knew who had cancer, 
often stressing negative outcomes! “For example,” this client indicated, 
“One time when I was discussing my father’s chemotherapy, he told a 
long story about someone’s long struggle with chemotherapy. I was wait-
ing for a punch line like ‘She’s doing well now.’ Instead, he told me she 
died 6 months later.”

There are three ways for clients to deal with other people’s destruc-
tive behaviors. Some clients can just ignore them, attributing that behav-
ior to misguided attempts to help, the destructive individual’s own needs 
and problems, or lack of effective coping abilities. In other cases, it may be 
necessary to avoid or discontinue a destructive relationship. Or the client 
may choose to confront the person, explaining that these behaviors are not 
helpful and perhaps offering concrete suggestions on how the person can 
help better.
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While this exercise may seem simplistic, it does emphasize a key 
point: Different people are comfortable helping in different ways. For 
example, a daughter I know was very uncomfortable with changing her  
father’s medical dressing, but she was happy to cook food for him and to 
feed him. Another woman became tense when asked to drive her friend 
to the doctor’s office. She deeply wanted to help, but found the particular 
request painful and often made excuses not to go. After she shared her 
true feelings she found other ways to help, such as babysitting her friend’s 
children; she thus met her desire to help and fulfilled a real need for her 
friend.

Naturally, counselors need to determine that an informal support 
system does function prior to using such an exercise. Not every client has 
such support.

When support is not forthcoming, it is often valuable to explore the 
reasons why. Sometimes possible networks simply do not exist. This is 
often the case with many elderly people. They may have outlived spouses, 
family, and friends, or those who remain may be too frail or too ill them-
selves to offer assistance. Here formal systems may need to compensate.

In other cases, client expectations for help may be unrealistic. One 
client of mine, for example, was outraged that her daughter did not quit 
her job to care for her. The daughter was more than willing to help when 
she was not working and to coordinate her mother’s care. Her mother’s 
expectations, though, ignored the constraints imposed on her daughter by 
her own life needs.

Perhaps potential helpers are receiving mixed or ambivalent mes-
sages. In one case a man with cancer was annoyed that his adult children 
did not make themselves more available to help him. Yet whenever they 
asked what they could do, he put them off. An offer to drive him to the 
doctor’s office would be met by the response, “No thanks, I’ve called a 
cab.” They felt they were respecting his independence; he believed they 
should have insisted upon driving. This example indicates the importance 
of clients clearly communicating their needs and desires, and not expect-
ing others to guess what help they need and expect.

For many individuals, disease-related support groups may be  
extremely useful. Such groups can validate the client’s feelings, offer op-
portunities to ventilate emotions or other concerns, offer a sense of respite 
with understanding others, and help a client learn coping techniques. 
For example, one client indicated that since her disease sapped her hand 
strength, she was very aware in restaurants to order dishes that could be 
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easily cut with a fork. A fellow support group member shared that she 
would just direct the waiter to ask that her food be cut in the kitchen. 
Sometimes such simple “tricks of the trade” can be exceedingly valuable. 
In addition, support groups may assist individuals in identifying other 
resources and assessing future issues. For some individuals, considering 
future decline and possibly watching members decline or die may dis-
courage participation in a support group. In addition, there may be nega-
tive aspects to support groups that are poorly run. In such groups there 
may be a sense of shared anguish that can inhibit effective coping. In well-
run groups the ventilation of difficulties should always center on strate-
gies to minimize problems and enhance coping.

Clients should not neglect other formal sources of support. Many ser-
vices, including transportation, nursing, home care, support groups, meals, 
counseling, and even financial help, may be available. These can  often sup-
plement help from family and friends. Often hospital social workers or 
agencies such as the American Cancer Society can provide information on 
what services are available in different communities and how one  applies 
for their help. Finding available help, even as early as the time of the di-
agnosis when this help may not be necessary, can alleviate anxiety, help 
avoid the difficulties associated with trying to find help at a time when it is 
 critically necessary, and reaffirm the client’s own abilities to cope.

Part of limiting weaknesses is placing other problems in perspective. 
It is difficult to cope with the crisis of diagnosis when it is just one of the 
problems a person is considering. For example, it is doubly devastating 
to learn that one has AIDS when one is struggling with the psychological 
crisis of sexual identity or drug use. It is difficult enough to cope with can-
cer or a heart attack, but more so when the crisis follows divorce or career 
reverses. In these cases clients need to prioritize concerns. Focusing on the 
illness first, and leaving other concerns for later, is one way to avoid being 
overwhelmed.

Developing Strategies to Deal With Issues Created by Disease

A diagnosis of life-threatening illness creates immediate practical issues 
that must be resolved. It is especially important to consider these contin-
gencies relatively early in the illness—particularly in cases such as HIV 
or other diseases such as Alzheimer’s, neurological illnesses, or other 
brain syndromes where the possibility of cognitive decline or dementia 
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may impair decision making (Scofield, 1995). Among the most pressing of 
these issues are:

Whom to Tell

Clients need to make decisions about how much information to reveal and 
in whom to confide. Given uncertainty about their fate, clients will be very 
concerned about how much information to share with family and friends, 
and how that information should be presented. The issue of disclosure is 
critical for a number of reasons. Among family and friends, disclosure can 
be an important factor in the ability to mobilize social support through-
out the course of illness. If clients choose to keep a diagnosis secret, their 
intimates may be deprived of opportunities to share information and 
offer support. One friend told me an illustrative story. He had made an  
appointment for tests but decided not to share this news with his brother 
and sister, for he did not wish to upset them. For a week he and his wife 
struggled with their anxiety. At his physician’s office he learned that the 
condition was minor and easily treated. When he shared his joy at this 
news with his siblings, they told him they both had the same problem. 
Had he shared news about his health problem earlier, he and his wife 
would have been spared an anxious week. Disclosing news about disease 
to others can be a positive experience. Many ill people find that family 
and friends are far more supportive and helpful than they had expected. 
Disclosure allows others to show concern and offer support.

Sometimes the issue of disclosure or how much to communicate 
comes up just in deciding how to answer the question: “How are you?” 
A colleague with leukemia struggled with the problem of how to respond 
to this common question and finally decided to respond, “I’m doing very 
well, thank you, though I do have a serious disease.”

Individuals find it useful to rehearse ways to disclose the disease 
with a confidante. Others ask a family member or confidante to share 
news about the diagnosis with other family and friends. As one woman 
explained, “It got us past the ‘awkward moment’ and it allowed friends to 
respond as they wanted. Most called and were very supportive.”

While friends and family generally are supportive, it often takes a 
little time for relationships to return to normalcy. One woman mentioned 
that it took her friends about 2 weeks before they would talk about their 
own problems again.

Clients diagnosed with a serious disease may be very secretive about 
their problems for a number of reasons. They may not have come to terms 
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with the diagnosis themselves. Secretiveness can be a form of control; if 
an individual feels that he or she cannot control the disease, the individual 
might take some comfort from knowing that he or she can control who 
else knows and what they know. One adolescent diagnosed with leuke-
mia, for example, swore school officials to secrecy. She later told her class-
mates the diagnosis, in turn swearing each one to secrecy. Some people 
may wish to protect others or they may wish to protect themselves. They 
may be anxious, perhaps realistically so, that disclosure will affect their 
relationships with others, their plans, and their careers. The pressure to 
keep things secret is particularly strong whenever the disease is highly 
stigmatizing, as with AIDS or Alzheimer’s disease, or potentially embar-
rassing such as colon cancer.

Ill individuals need to remember that attempts to jealously guard 
information can be counterproductive. Family and friends can often sense 
an intimate’s anxiety. Coworkers will attempt to make sense of frequent 
absences, changes in behavior, and changes in appearance. Given the 
relative medical sophistication of many people in our society, they will 
evaluate the information they receive from the evidence they observe. 
Inconsistent accounts made to different individuals can create confusion 
and rumors. Insurance claims, visits to medical personnel, and other such 
factors may yield significant clues to the diagnosis. In short, clients need 
to be reminded that their ability to actually control information is prob-
ably quite limited—especially as time goes on. Secretiveness may backfire, 
for rumors about the diagnosis can often be far more damaging than the 
truth. Moreover, excessive secretiveness can harm relationships by under-
mining trust.

It is important to remember that disclosure decisions do not have 
to be put in all-or-nothing terms. Decisions need not be cast in the form, 
“Whom do I choose to tell or not to tell?” Instead, the question can be 
posed as, “What information do I need to share with which others, at what 
point?”

Coping With Medical Professionals

Clients may need assistance in coping with medical professionals. During 
the diagnostic phase clients have many important concerns about what 
course of action to pursue. Should they seek a second opinion? Are cli-
ents comfortable with their physicians and specialists? If further testing or 
exploratory surgery is contemplated, are they satisfied with the medical 
facility?



Counseling Individuals With Life-Threatening Illness

148

Feelings about professionals need to be explored. In some cases dis-
comfort or ambivalence may be a result of anxiety over the diagnosis or 
anger at a physician for delivering bad news. But in other cases ambiva-
lence or discomfort may reflect realistic concerns. Not every physician is 
the perfect physician, nor is every hospital or specialized medical facility 
equally good as a place of treatment.

While reviewing these feelings with clients, it helps to remember 
that a second opinion may be a good idea; another doctor may well offer 
valuable medical advice and alternatives for treatment. He or she may 
cushion the shock of diagnosis, return a sense of control, and even provide 
a sense of valuable space and time to make critical decisions. But second 
opinions can be a problem if they delay treatment beyond a time that is 
medically wise or if they lead to “shopping around” for third, fourth, or 
fifth opinions, deferring the reality of the diagnosis and a reasoned course 
of treatment.

It is important for individuals and their families to be comfortable 
with both their physicians and their hospital. This became clear when 
my father was diagnosed with cancer. While we had great respect for his 
physician, we were not comfortable with the local general hospital that 
was handling father’s operation. As a family we decided that it would 
be best if father were treated at a major medical center even if such treat-
ment meant switching to another physician. My father’s physician was 
understanding and supportive of my father’s and our family’s decision. 
Although we did not wish to hurt the doctor’s feelings, my father’s 
health was our first priority. The situation was successfully resolved. My 
father recovered from the surgery. But even if the ending had not been 
so happy, insisting that our father be treated in a more sophisticated 
medical facility was the right thing for us to do. Had he died, at least we 
would have known that we had done all we could to make sure he had 
the best possible care.

Deciding on Treatments

After a diagnosis of life-threatening disease, clients will need to make 
decisions about treatment. There are three factors that can complicate the 
process of medical decision making. First, effective decision making re-
quires that the patient have adequate and available information, opportu-
nities to discuss this information with medical professionals, and time to 
consider the available treatment options (Fowler, Levin, & Sepucha, 2011). 
Second, medical treatment options have considerable uncertainty as well. 
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There may be multiple options to treat any given disease, all with cor-
responding advantages and disadvantages (Han, Klein, & Arora, 2011).  
Finally, this can be further complicated by the considerable uncertainty 
that exists in assessing the concordance between a patient’s treatment  
options and goals (Leeet al., 2012).

Treatment plans differ according to the illness involved. In some 
cases, treatment plans may be relatively unobtrusive. Some conditions 
require little more than monitoring. With others, medication or lifestyle 
modifications may be recommended. When a friend had a heart attack, 
for example, his doctors prescribed medication, placed him on a diet, and 
recommended that he review and simplify his lifestyle, eliminating un-
necessary stress.

With many conditions, though, other approaches are necessary. In 
many cases surgery, radiation therapy, or chemotherapy, or a combina-
tion of therapies, will be required. Whatever therapies are available, indi-
viduals should explore their feelings and fears about them. An individual 
may fear surgery because he or she fears anesthesia, loss of consciousness, 
postoperative pain, visible damage (scars and the like), loss of function, 
aftereffects on employment and finances, or any combination of these 
things. Radiation may be feared because of the procedure itself (treatment 
from a machine with no human present), concerns over side effects such 
as sexual dysfunction and/or sterility, or effects on later health. Chemo-
therapy can engender similar fears. In all these cases individuals may be 
afraid that the cure will be worse than the illness.

This is particularly important when diseases have options for treat-
ment. For example, prostate cancer can be treated with a number of dif-
ferent options, depending on the age of the patient and the stage of the 
disease, which ranges from watchful waiting to surgery or radiation. It is 
critical for counselors to explore with clients treatment options to ascertain 
that clients are making choices based on evidence rather than emotional 
reactivity. It is essential that this information be accurate and opportuni-
ties for dialogue are available. For example, Lee and his associates (2011) 
found that many breast cancer patients had major knowledge deficits and 
were frequently not even offered options.

It is vital that clients discuss and share these fears with physicians. 
Sometimes these fears may be based upon past experiences that are no lon-
ger valid or perhaps not relevant in this case. Clients might be  needlessly 
troubled, or worse, even refuse lifesaving therapy because of baseless 
misperceptions.
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It is also essential to discuss all the other options and choices that 
might be available (Lee et al., 2012). Again, second opinions may prove 
valuable. I also strongly believe that people who are very active partici-
pants in health decisions, who maintain a strong sense of control rather 
than simply passively accepting a physician’s advice, and who actively 
research and discuss treatment options, are not only likely to cope better, 
but may, in fact, live longer.

Clients may also need to carefully consider risks and side effects. 
Physicians are usually very careful about outlining all the possible things 
that could happen as a result of therapy since physicians are morally and 
legally required to inform one of risks. Not everyone will experience side 
effects in the same way. Siegel (1986) emphasizes the importance of posi-
tive thinking. He believes that if one focuses on all the bad things that 
can or might happen, this can be self-fulfilling. Siegel recommends that 
one nurture mental attitudes that stress minimal discomfort. Siegel also 
teaches positive ways to envision therapies, for example, imagining radia-
tion as a warm, golden beam of healing light.

These treatment decisions can often be confused by the fact that 
one is getting contrary advice on treatment from physicians and others 
and even through the Internet. It is important for clients to examine any 
conflicting advice. Sometimes these conflicts are more apparent than real. 
Some alternate treatments, such as diet or imaging, may be done along 
with conventional medical therapies—often allowing clients an active 
sense of participating in their treatment. In recent years a great deal of  
attention has been given to holistic and unconventional therapies. My 
own view is that when these treatments are adjuncts to conventional med-
ical treatment, do not discourage medical treatment, and carry no medi-
cal risk, interest and involvement should be encouraged. When my father 
was ill with cancer, my gift to him was teaching him imaging. Imaging 
means utilizing a person’s imagination in a very active way. Its underly-
ing assumption is that there are strong associations between mental and 
physical states, and mental attitude may be able to enhance the function-
ing of the immune system. In my father’s case, we developed images that 
were familiar and comfortable to him. He imagined his immune cells as 
soldiers seeking out and destroying enemy cancer cells. Each day he set 
aside time to develop this mental image of a large but successful battle.

At other times, though, there are medical disagreements about what 
is the best way to proceed. Here counselors can assist clients in finding 
the information needed to make intelligent decisions. Information from 
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physicians about possible risks and benefits will be essential. Counsel-
ors can sometimes suggest options that can be discussed with physicians. 
For example, perhaps there is time to try less-radical approaches, leaving 
more-radical alternatives for later stages of treatment, if needed. It is criti-
cal to spend time examining these choices, even given the anxiety often 
felt in this period and the pressure to make a decision quickly. If a client 
has fully explored his or her options, the client is less likely to second 
guess or regret these decisions later. However, counselors should accept 
the limitations of their own role. They are there to assist and facilitate the 
client’s decision, not to offer advice or to impose a decision.

It is also important to know how treatment might affect other aspects 
of life. Often if potential problems are identified, compromises may be 
found that might alleviate some concerns. For example, if someone is con-
cerned that therapy might impair work or school, it might be scheduled 
on a Friday or just before a long holiday weekend so that side effects have 
subsided by the beginning of the next work or school week.

If a client does make a decision to seek an alternative method of 
treatment instead of a more traditional approach, it is important to under-
stand and evaluate that choice. Sometimes it may result from social pres-
sures such as advice from family or friends. Other times such approaches 
may result from feelings of helplessness or panic that move a client to 
seek treatment, however unproven, that seems to offer more than tradi-
tional medicine. If a client can find a physician who provides emotional 
support and allows the client to clearly review all treatment options that 
sometimes may mitigate a desire to attempt unconventional approaches.

Other Life Choices

The diagnosis of life-threatening illness may also force the client to review 
other decisions: “Should I proceed with the wedding?” “Should I pursue this 
relationship?” “Should I quit school or work?” are examples of the kind of 
questions clients may need to consider.

There are two contrasting coping tendencies. One is to keep things 
exactly the same, proceeding with life as if there were no existing crisis. 
This approach is unlikely to work, because disease already has created or 
soon will create changes that must be confronted. Pretending that they do 
not exist impairs the kind of realistic planning that may allow a renewed 
sense of control. While one cannot control the fact that a diagnosis has 
changed one’s life, to some extent one can control the way it changes life. 
One client of mine provides a good illustration of this important point. 



Counseling Individuals With Life-Threatening Illness

152

Insisting that his diagnosis changed nothing, he worked as hard or even 
harder in his small business. But when he was hospitalized as a result of 
exhaustion, he finally had to admit that his diagnosis had changed his life. 
He was now able to realistically plan his workday. He limited himself to 
about 4 hours a day, regulated the tasks he did, and hired additional help. 
His new plan allowed him to marshal his resources and cope more effec-
tively with his health crisis. When he recognized that he could still make 
good decisions, even in the midst of a crisis, he regained a sense of his own 
coping abilities.

Other clients may wish to make definitive decisions regarding all 
possible contingencies, often ignoring the inherent uncertainty of this 
phase of their lives. Sometimes it is better to wait, prioritizing issues that 
need to be settled now and leaving others for a later time. It is impor-
tant to recognize that similar decisions can have very distinct meanings 
and implications to different individuals or at different times in the ill-
ness. The decision to quit work can represent either a premature and un-
healthy withdrawal or a life-enhancing decision about priorities. It may 
profoundly affect financial stability by limiting income, access to health 
insurance, and the availability of other forms of help. Given the uncer-
tainty of this phase, it is often worthwhile to remember that decisions can 
be tentative and limited. Instead of asking oneself, “Should I quit work?” 
one might better focus on more limited possibilities, such as taking a tem-
porary leave of absence, scaling back commitments and work, a shorter 
work day or week, or even working from home. Review and discuss these 
decisions with all those who may be affected by them.

Finally, clients should consider other contingencies. They may wish 
to examine their finances and financial health since such an examina-
tion may influence other decisions and options. Clients should review 
their medical insurance and explore options if they are uninsured or 
underinsured.

This also may be a good time for clients to review or create wills and 
to consider issues of guardianship, health proxies, power of attorney, ad-
vance directives, and the like. This may involve decisions regarding what 
circumstances an individual wishes intubation, resuscitation, or artificial 
nutrition and hydration, as well as who should make that decision if the 
individual who is ill loses the competency to participate in health care 
decisions. As one prepares advance directives it is important to remem-
ber two things. First, research (Halpern & Arnold, 2008) has shown that 
people have poor affective forecasting, that is they tend to underestimate 
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their ability to adapt to adversity. This includes focalism—that is, an  
individual will focus more on what will change rather than what will  
remain the same; immune neglect—individuals fail to foresee how their own 
coping skills will reduce unhappiness; and a failure to predict adaptation— 
individuals will fail to recognize how what they value will shift. Second, 
it is important to assess how those in your intimate circle including the 
surrogate will respond to these choices.

In addition, it is always worthwhile to periodically review titles, 
leases, wills, and insurance policies to see if decisions on property, benefi-
ciaries, guardians, and executors reflect current relationships. An illness is 
simply one more opportunity to reexamine these earlier decisions. How-
ever, while these options should be addressed with a client, it is critical not 
to overwhelm a client at the onset of a life-threatening diagnosis.

Exploring the Effect of Illness on Sense of Self  
and Relationships With Others

The diagnosis of life-threatening illness changes the client’s sense of self in 
many ways. One may feel betrayed by the frailty of one’s physical body. 
One may feel stigmatized by disease. Critical identities may seem threat-
ened by the illness: A teacher may be anxious that he or she will no longer 
be able to teach; an avid skier may fear the end of that activity. It is im-
portant to discuss these concerns with caregivers, especially physicians 
and counselors, and to raise them in self-help groups. This may provide 
opportunities to ventilate these feelings, find reassurance, and sometimes 
develop new strategies to deal with the problem. One 55-year-old man 
facing a colostomy was worried that the operation, if he chose to have it, 
would effectively end his career. He discussed this concern with his physi-
cian, who recommended a support group. In the support group he found 
reassurance that his fears both were natural but groundless.

A life-threatening illness is likely to change relationships with other 
people. They may not know how to respond, especially in the early phase 
of illness, to the newly diagnosed person, perhaps someone who is in the 
paradoxical position of looking well and yet being seriously ill. Some 
friends or family may feel awkward and uneasy, anxious about the dis-
ease, fearful of how it may change the relationship, or unsure of how to 
act or what to say. Feeling such discomfort, they may very well avoid both 
the ill individual and even other family members.
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If clients are feeling disappointed by the reactions of others, it is usu-
ally worthwhile to explore this issue early, for often these things can es-
calate later on in the illness. That is, later on people may be avoidant in 
part because they feel guilty about their previous avoidance! Counselors 
can assist clients not only to ventilate these concerns, but also to develop 
strategies for dealing with change. Sometimes humor can break the ice. 
At other times it may be worthwhile to gently confront the issue. One 
friend diagnosed with leukemia had to confront his fishing buddies. They 
admitted that they had had extended conversations among themselves as 
to whether he was well enough to be invited on a trip. He needed to gen-
tly remind them that he could make that decision himself, but first they 
would have to invite him. Life-threatening illness can bring isolation or 
greater intimacy. What actually happens is the responsibility of everyone: 
the ill person, family, and friends.

Ventilating Feelings and Fears

At any phase of illness clients may experience strong emotional reactions. 
Individuals and families may have all types of feelings ranging from relief 
that the uncertainty “is over” to deep depression at the results. Indeed one of 
the critical roles of the counselor at the time of diagnosis is to provide a safe 
place for clients to express their shock, disbelief, and denial of the diagnosis.

In fact, almost any emotions may be experienced throughout the 
course of illness. There is no one set of normal reactions, nor any one se-
quence of emotional experiences. Each person will respond in his or her 
own individual ways.

Dealing with emotional reactions can be difficult. Often clients expe-
riencing illness face a double bind. They are filled with feelings, but may 
find limited opportunities to share them. There can be many reasons for 
this situation. They may be reluctant to share their feelings and their fears, 
especially with those whom they most love. Or family and friends may 
find it difficult to listen. Family and friends may deny the sick individual’s 
negative feelings, telling him or her not to feel angry, guilty, or sad, as if 
such feelings can be so readily dismissed.

Often self-help groups or counselors can provide the emotional dis-
tance and objectivity that people need if they are to ventilate their true 
feelings. Three things are essential: understanding one’s feelings, express-
ing them, and using them constructively in the course of the illness.
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Individuals experiencing life-threatening illness need opportunities 
to talk over their concerns in a trusting, nonjudgmental atmosphere. Once 
these feelings are openly expressed, an individual can move on to explore 
both the sources of these emotions and the ways that this affect will influ-
ence treatment.

Counselors should try to assist individuals in utilizing feelings con-
structively in the subsequent treatment of illness. For example, emotions 
such as fear and guilt can immobilize or motivate. Anger can isolate one 
from others, imperiling relationships, or it can be focused against the dis-
ease. A case illustrates the ways that individuals can deal with their feel-
ings and fears. A 30-year-old male was diagnosed with pancreatic cancer. 
He initially responded with a fear of future pain and suffering, and with 
guilt that his present pain was punishment for his prior lifestyle—one  
that included the frequent use of recreational drugs. In counseling he 
was able both to express these concerns and to explore his fear and guilt. 
Honest, realistic communication with his physician alleviated his anxiety 
somewhat. He recognized the likely course of the disease, but was reas-
sured by his physician that the doctor would do everything possible to 
minimize pain. Instruction in self-hypnosis and imaging gave him some 
sense of control over possible future pain.

Counselors should recognize that any and each emotional reaction 
could have both constructive and destructive manifestations. As an indi-
vidual client expresses and explores his or her feelings, he or she is able 
to minimize destructive aspects and facilitate effective responses toward 
the illness.

Incorporating the Present Reality of the Diagnosis  
Into One’s Sense of Past and Future

The diagnosis of illness affects not only the client’s present but also the 
client’s past and future. The very nature of dealing with life-threatening 
issues may compel one to focus on past issues. Previous ways of coping 
with crisis, expectations of support, and experiences with illness are topics 
that involve considerable history. They bring clients back to unresolved 
issues, perhaps dealing with dependency, sexuality, or relationships that 
are now reactivated by the diagnosis. Clients may wish to discuss these re-
emerging issues with counselors and therapists, particularly if they seem 
to be interfering with the way one currently is functioning. For example, 
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Louis, a 25-year-old man newly diagnosed with muscular dystrophy, 
found that he needed to work through his fears of abandonment. Louis 
had been placed in foster care when his mother could not cope with his ill 
brother. Based on this early experience, Louis feared that his wife would 
abandon him, too. His fears and his constant demands for reassurance 
actually threatened his marriage. Through therapy, he was able to under-
stand the source of his fears and work on resolving these early issues.

The diagnosis of life-threatening illness also calls the client’s future 
life into question. Not only health, but also all facets of the client’s previous 
lifestyle, such as priorities and relationships, are now opened to review. 
Some individuals who recover from illness often speak of the diagnosis as 
a positive and pivotal turning point in their lives. The illness provided an 
opportunity, however unwelcome and unsought, to review and to change 
their lives. In one case, a woman who had been a workaholic reprioritized 
her time so that she could spend more time in leisure activities with her 
children and her friends.

Even when recovery is not expected, one can decide how one wishes 
to spend the time that one has left. Clients may decide to reprioritize time 
and activities, perhaps spending more time with family and friends. Not 
only does this affirm personal control but it also may alleviate anxiety, 
bolster social support, and provide useful diversion, making remaining 
time more enjoyable and meaningful.

The ability to see past the crisis, to seize the opportunity, to make 
changes, is a critical factor in maintaining a positive attitude. The same 
human needs that existed prior to the crisis still exist now. Clients may 
find it helpful to continue to plan for the future, even if decisions are con-
strained by a more limited time frame. Planning provides a sense of diver-
sion and reinforces hope. For example, one man with cancer researched 
and planned the cruise he and his wife intended to take when he recov-
ered. He lived to take that cruise. Looking beyond the illness, resetting pri-
orities, and reviewing what the client may want from life, even if it does 
not enhance survival, can improve the present quality of life.

The crisis of diagnosis fundamentally is a spiritual crisis. Clients may 
often experience a renewed faith and utilize spiritual techniques, such as 
prayer or meditation, in adapting to the diagnosis (Cotton et al., 2006). Spiri-
tual assessment and exploration is critical. Counselors should explore their 
clients’ spiritual histories, helping them to identify the ways their spiritual-
ity may complicate adaptation, perhaps by a sense of moral guilt or feelings 
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of spiritual abandonment, as well as ways that spiritual practices, beliefs, 
and rituals facilitate adaptation to the new reality of illness.

THE END OF THE ACUTE OR DIAGNOSTIC PHASE

The acute phase of life-threatening illness, centering on diagnosis, is by 
its very nature self-limiting. For though it may take a period of time, per-
haps weeks, the uncertainty of the acute phase will be at least partially 
resolved, and individuals and their families will face new realities. These 
realities can differ. In rare situations the event precipitating the diagnosis 
may result in death or a swift decline into the terminal phase of illness. 
Here loss may be sudden as with a fatal heart attack or death on the oper-
ating table. This leaves survivors to deal with diagnosis and death almost 
simultaneously. Or the illness may progress so rapidly, or the disability, 
perhaps from stroke, is so pronounced and irreversible that the individual 
and family have to grieve the extensive losses that have occurred and pre-
pare for the person’s likely death.

Then there are situations in which recovery is considered complete. 
Here the person may have recovered from a heart attack or stroke or 
may have been successfully treated for cancer. In these situations, people 
may face varied risks of recurrence. However, even with recovery, there 
still seems to be considerable aftereffects from an encounter with life- 
threatening illness. Koocher and O’Malley (1981) studied almost 120 sur-
vivors of childhood cancer. They found that these people still suffered 
from varied residues of the disease including physical scars, fears of re-
lapse, psychological impairment, and discrimination in employment as 
well as in obtaining health and life insurance. Even full recovery may 
leave physical, emotional, psychological, social, and financial scars that 
may reverberate throughout one’s life.

In many cases, though, individuals and their families will have to 
cope with the ongoing presence of disease, its treatment, and consequent 
levels of disability. Here the person enters the chronic phase of illness, a 
phase with its own challenges and tasks.
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9
Counseling Clients in the Chronic  

Phase of Illness

THE CHRONIC PHASE: AN OVERVIEW

It is a tedious time of testing and treatment. There are bimonthly chemotherapy 
sessions, which leave Joan, a 54-year-old cancer patient, sick and exhausted for 
days. In between those times, Joan cares for her home and maintains her position 
as an elementary school guidance counselor. Her latest prognosis is guarded but 
optimistic. Within 6 months, the chemotherapy will end. But it will be 5 years, 
perhaps longer, before she knows, with only reasonable certainty, whether she will 
survive this bout with cancer. Meanwhile, her days are filled with a low level of 
continued stress punctuated by occasional waves of anxiety. Her nights are times 
of fitful sleep and troubled dreams.

Joan’s experience is an increasingly common one in life-threatening 
illness. Most people will neither quickly recover from the disease nor 
rapidly deteriorate. For most, between the diagnosis and the outcome of 
the disease there will be a long chronic period during which there are 
struggles with the demands, and side effects of treatment, the symptoms 
of the disease, and the daily business of living. Weisman (1980), in his 
study of responses to cancer, describes the early part of this chronic phase 
as “accommodation and mitigation.” For Weisman, the challenge of this 
period is to accommodate the illness with previous coping skills and roles. 
Often by this time, the crisis posed by the diagnosis is mitigated. The ill 
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individual is simply striving now to find ways to live life with the ongoing 
presence of the disease (Weisman, 1980, p. 87).

Perhaps the most dramatic change in life-threatening illness is the 
existence and extension of the chronic phase. Not too many years ago 
the period between diagnosis and death for many illnesses was typically 
measured in months, and these months were mostly lived within hospital 
walls. Now that period may be measured in years, allowing hope for a 
still-undiscovered cure or ongoing remission, and much of it may be lived 
in the person’s own environment, permitting the resumption of work, 
school, and other roles.

AIDS provides a good illustration of this important point. Persons 
diagnosed with AIDS may now live decades. Throughout this time, they 
may harbor hopes, hardly unrealistic, that newly developed treatments 
will continue to extend life or even cure the disease. They may work or 
go to school, as well as continue to develop relationships. There may be 
long periods when symptoms seem under control and health seems good. 
Though the disease is present and likely to shorten life, these individuals 
continue to live.

This new reality of life-threatening illness has blurred the distinc-
tion between chronic and life-threatening illness. The chronic phase of 
life-threatening illness can be defined as that period between diagnosis 
and the final outcome. Here the client attempts to cope with the demands 
of life while simultaneously striving to maintain health and prevent and/
or adapt to the deterioration of health caused by the presence of life- 
threatening disease. The chronic phase involves many of the same issues 
and struggles common to all chronic illness.

One issue is simply the fragmented nature of health care. Through-
out the chronic phase, clients may have to span multiple medical spe-
cialties as well other components of care such as rehabilitative services. 
Clients then may need assistance in managing their care in such a siloed 
system (Ehrlich, Kendall, & Muenchberger, 2012).

The quality of life in the chronic phase is likely to be deeply affected 
by the nature and symptoms of the disease. While these two factors were 
explored earlier, they deserve mention here again.

The trajectory or pattern that the illness takes often shapes the ex-
perience of the chronic phase. In diseases that show a slow but steady 
or relentless pattern of decline, individuals and their families may have 
to cope with the psychological distress of constant and continued dete-
rioration. “Every night,” one young muscular dystrophy victim told me, 
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“I go to bed knowing I will wake up weaker.” In these patterns, there 
may be a sense of great weariness, of having lived too long. To capture 
her mood, one client once paraphrased the words of the Indian leader 
Chief Joseph when he surrendered to U.S. forces: “I have fought too long 
forever.” Not only are these slow periods of decline difficult for ill indi-
viduals, they are difficult for their families and others involved with the 
persons as well.

Other patterns or trajectories may shape this experience in other 
ways. Patterns marked by relapses and remissions as well as periods of 
relative stability are followed by sharp declines and create unique prob-
lems for ill individuals and their families. Relapses are times of great  
anxiety. One woman with MS said, “I never know with each relapse how 
far I will decline, how disabled I will come, how dependent . . . and I 
always think ‘Will I be able to recover? Will I have to enter the nursing 
home?’” A man with leukemia, a disease characterized by remission and 
relapse rather than the declining plateaus of MS, echoed these concerns: 
“Each relapse I say ‘How long [to live]’ and with each remission I ask the 
same question.” Moreover, both noted the effects of the illness on other 
aspects of life. A client with AIDS, for example, described how hard it was 
to plan, to readjust, and even to relate to friends and family. “I have had,” 
he once dramatically announced, “more deathbed scenes than Sarah Ber-
nhardt.” In each illness, though, the nature of the trajectory will define the 
types of difficulties and experiences individuals encounter.

The quality of life in this chronic phase also will be greatly affected 
and defined by the particular symptoms of the underlying disease. In situ-
ations where one is asymptomatic or experiences minor symptoms and 
little pain, it may be possible to continue to maintain a good quality of life, 
one that approaches the standard of life prior to the diagnosis. In other 
cases, where symptoms are persistent, recurring, and disruptive, and pain 
is chronic, the quality of life may be disrupted. Regardless of the level of 
disruption, it is natural that many individuals and their families can be 
affected by chronic anxiety.

In the early phases of the disease, or in periods of remission, the 
nature of life may not change dramatically from earlier, pre-illness times. 
Often this is very reassuring to individuals and families, a reminder that a 
good quality of life can be maintained even in the face of life-threatening 
illness. Hope may reassert itself. Individuals may become busy in treat-
ment and even engage and explore alternate modalities of treatment such 
as imaging or other attitudinal approaches.
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Some individuals may also use this time to plan for the possible 
events and contingencies likely to occur as the illness progresses. Illness 
often compels individuals to make financial arrangements and to address 
other pressing concerns such as childcare. People may need to anticipate 
medical and care needs and allocate and prioritize time. This planning 
may mitigate some of the loss of control experienced at the time of di-
agnosis. It is important to remember, though, that some individuals and 
family members may approach this in a different way, preferring to take 
one day at a time.

Life in the chronic phase is often punctuated by varied crisis points. 
Crisis points can include the complications, deteriorations, and relapses 
brought on by the illness, as well as the side effects and complications of 
treatments. Even unrelated and minor illnesses can create crises. For exam-
ple, the symptoms of a common cold can cause consternation either as a 
threat to the precarious balance between health and illness or as a harbinger 
of death, causing anxiety that this simple symptom evidences a final decline.

To others, increasing dependency and perhaps even life events can 
create psychological distress and crisis. To a young man with muscu-
lar dystrophy, the dependency symbolized by a wheelchair can be pro-
foundly distressing. In another case, a man with cancer was devastated 
when he learned he would be moved from an acute care institution to a 
chronic facility instead of going home. This placement reinforced his per-
ception of his deterioration and increased dependency. It reminded him 
that remissions would no longer be total and that preserving normalcy 
would be increasingly difficult.

While the chronic phase can be a difficult period, it can also be per-
ceived as a time of opportunities. The chronic phase often provides op-
portunities to return to work or school. It can be an opportunity to resume 
or renew relationships. It can even be an opportunity to fulfill a previously 
unfulfilled dream. Living with disease is always a difficult, unwanted 
challenge. However, it is a challenge that can be met if one emphasizes 
that one is living with disease.

The chronic phase can be viewed as a transitional and uncertain 
phase. Throughout this period, individuals and families experience sig-
nificant changes and challenges. Individuals have to confront a series of 
tasks that reflect that struggle:

 1. Managing symptoms and side effects

 2. Carrying out medical regimens
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 3. Preventing and managing medical crises

 4. Managing stress and examining coping

 5. Maximizing social support and minimizing social isolation

 6. Normalizing life in the face of disease

 7. Dealing with financial concerns

 8. Preserving self-concept

 9. Redefining relationships with others throughout the course of the 
disease

 10. Ventilating feeling and fears

 11. Finding meaning in suffering, chronicity, uncertainty, or decline

Managing Symptoms and Side Effects

Throughout the chronic phase, clients must constantly cope with the pres-
ence of disruptive symptoms and treatment side effects. Often the most 
intrusive of these is the presence of pain. In the chronic phase, pain con-
trol is particularly critical since it can encourage adherence to a needed 
regimen, disrupt other roles, and enhance psychological functioning and 
morale. But while pain control is critical in the chronic phase, it can often 
be difficult.

The first step in pain control is always an assessment of both the pain 
and the behavior that results from the pain. Pain is quite complex, more 
than simply a physical sensation. One needs to assess the ways that pain 
is influenced by psychological states, spiritual concerns, or social factors. 
For example, pain can be exacerbated by anxiety or depression. Stress can 
affect the perception of pain. Even social factors can play a role. Some 
families may act to reinforce either “pain” or “well” behaviors, perhaps 
by only responding to the individual’s complaints. Often, assessing the 
patterns of pain (e.g., when does pain most often occur) can be a good way 
to determine influencing factors. For example, in one case a client experi-
enced most severe pain on weekends. Two contributing factors emerged 
upon analysis. First, the pain preceded chemotherapy always scheduled 
on Monday, suggesting that anxiety over treatment contributed to pain. 
Second, other family members were available and solicitous on weekends, 
suggesting that they too often reinforced pain behaviors by their constant 
inquiries, sympathy, and solicitous attention. In other cases, clients may 
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be reluctant to even share that they are in pain. I have always found the 
question “Are you comfortable?” to be more open, and potentially more 
revealing than “Are you in pain?”

Once an assessment is made, the counselor can work with families 
and others in developing pain control strategies. In some cases medica-
tion will be called for, but medication is likely to be only one strategy in 
an overall plan of care. Remember that pharmaceutical strategies are but 
one arrow in the medical quiver. Sometimes surgery or radiation can also 
have palliative import.

If the illness continues to progress and pain management and symp-
tom management remain or become problematic, patients may wish to 
consider bridge programs that may be offered under the auspices of hos-
pices or palliative care programs. Such programs offer palliative special-
ists to assist in pain management, symptom control, and, often, emotional 
and spiritual support to patients who continue seeking active treatment 
and are yet unwilling to select hospice care. Beyond the obvious medi-
cal and psychological benefits of such programs for patients unlikely to  
recover, such bridge programs ease the transition to appropriate end-of-
life care.

Counseling will be a useful strategy as well, allowing one to address 
underlying psychological, spiritual, or social factors. Both individuals and 
their families may need to learn principles of positive reinforcement so 
that “well” behaviors rather than “pain” behaviors can be activated and 
utilized. Diversion, relaxation techniques, and hypnosis are other possible 
additional strategies. Even exercise may be useful since it provides diver-
sion, loosens muscle tightness, and reaffirms activity and control.

One very successful strategy that can be employed is imagery. Here 
the client utilizes his or her own imaginative processes to alleviate pain. 
Imagery begins similarly to relaxation techniques. One sits quietly in a 
comfortable position with closed eyes. Slowly and deeply breathing 
through the nose, one attempts to relax all muscles, often starting at the 
feet and moving to the face. When one is relaxed, one is guided to utilize 
imagination. In some cases, the image evoked is a pleasant diversion. For 
example, a client can select and imagine him or herself beside a mountain 
stream or on a Caribbean island. Naturally, such images are drawn from 
the client’s own experiences and fantasies. In other cases, the client may 
imagine a healing presence that removes the pain, perhaps, for example, 
a religious figure. Other forms of imaging may involve conceptualizing 
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the pain on a scale, then imagining the scale value declining as the pain 
moderates.

There are two points that should be remembered. First, effective pain 
control will often involve a series of strategies. Second, these strategies 
will have to be customized to the individual client. Religious images may 
be a very useful technique for some, but for others such images would 
convey little meaning.

While pain may be a significant factor, it is not the only symptom 
with which individuals may have to cope. Clients may encounter a series 
of side effects and symptoms

If a client is experiencing any symptoms or side effects, it is impor-
tant for the client to share information about them with his or her physi-
cian immediately. Often a client may be reluctant to do this, not wanting to 
appear to be a complainer, or because the client mistakenly assumes that 
the problem is part of the illness. Counselors should probe here reminding 
clients that physicians can frequently use this information to better un-
derstand the client’s condition and to guide treatment. Many times physi-
cians may be able to take steps to alleviate side effects. Many side effects 
of treatment or symptoms of disease can be mitigated by patients’ actions 
or controlled by medication. It may be important to remind clients that 
physicians may have to experiment with a number of approaches before 
they find what works best. Clients also should be reminded not to take 
any nonprescribed drugs, even over-the-counter drugs, without discuss-
ing it with a physician.

When it is not possible to mitigate symptoms, counselors should as-
sist the client in trying to understand the ways in which these symptoms 
are affecting the client’s life. In some cases, symptoms may be minimal and 
easily hidden, but in other cases they may be very apparent and highly 
disruptive. Individuals may not only experience the disruptive effects of 
the symptoms on their other roles, but may also feel a sense of stigma that 
deeply affects not only their own sense of identity and self-esteem but also 
their interaction with others. To cite an example, I know a young man who 
was disfigured by facial lesions. He felt so stigmatized by these lesions 
that he hid himself in his apartment, avoiding the visits and social support 
of friends and family.

Counselors can assist clients in developing strategies to deal with 
intrusive symptoms. In some cases, this may involve simple behavioral 
modifications. Anselm Strauss (1975), for example, in his study of chronic 
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illness, described how an individual experiencing diarrhea had to find 
stores that permitted easy access to rest-rooms. In other cases, lifestyle 
modifications may be more intensive. One client of mine learned to sched-
ule important meetings prior to lunch since he tired later in the day. In 
other cases, environmental modifications may help. One man with limited 
mobility due to his disease found it necessary to modify his home envi-
ronment so that he could function on one floor. Sometimes such modifi-
cations may involve the cooperation of others. One young boy suffering 
from leukemia underwent chemotherapy every Friday afternoon. Usually 
he wasn’t functioning well until Tuesday. On Fridays, he was so anxious 
that he found it hard to concentrate on schoolwork. His teacher was ex-
tremely helpful with this problem, for she scheduled significant tests and 
assignments on Wednesdays and Thursdays. Once symptoms and their 
consequences are explored, often one can work to control them.

The disabling symptoms created by the disease may be long lasting 
and intrusive. It is, therefore, essential to first assess the impact of the 
disability. Basic evaluations of the ways that the disability affects activi-
ties of daily living (ADLs) are available. A good global measure is the 
Quality of Life (QOL) Scale. Other scales such as the Psychological Ad-
justment to Illness Scale (PAIS), Acceptance of Disability (AD) Scale, the 
Sickness Impact Profile (SIP), the Millon Behavioral Health Inventory 
(MBHI), the Reactions to Impairment and Disability Inventory (RIDI), 
and the Handicap Problems Inventory (HIP) measure general adapta-
tion to disability. Other measures such as the Mental Adjustment to Can-
cer Scale or the Nottingham Adjustment Scale are available to measure 
either adaptation to a specific disease or a disability. For example the 
Nottingham Adjustment Scale measures adaptation to visual impair-
ments (Livneh & Antonak, 2005).

Clients may also need to explore the full meaning of the impact of 
this chronic illness disability on their quality of life and sense of iden-
tity. In addition to relevant medical information about managing the con-
sequent disability, clients may also need assistance in developing skills 
to successfully adapt and function in their communities with their dis-
ability, including assertiveness training, decision-making and problem-
solving skills, time-management skills, assistance in stigma-management 
strategies, and help in maintaining interpersonal relationships (Livneh &  
Antonak, 2005). Here support groups can again be an adjunct to counsel-
ing as individuals “in the know,” that is, those with similar disabilities, 
can share their own coping strategies and reinforce effective adaptation.
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Carrying Out Health Regimens

One of the most critical tasks in the chronic phase is adhering to a medical 
regimen since such regimens are a significant factor in whether a cure or 
a significant prolongation of life can be achieved. Regimens may range 
from heavy treatment, such as weekly chemotherapy, or massive changes 
in life style and diet that adversely affect the quality of life, to minor life 
style changes and simple monitoring. In most cases, individuals have to 
undergo some treatment and adhere to a medical regimen that is itself an 
intrusion into daily life and a constant reminder of illness. Recently many 
caregivers have begun to speak of “adherence” or a “therapeutic alliance” 
to a medical regimen rather than the traditional term “compliance”; ad-
herence or alliance emphasizes the sense of partnership so critical to suc-
cess, rather than simply following a prescribed set of rules provided by 
caregivers—it denotes collaboration rather than obedience.

Adherence can be difficult for many people, but certain groups 
have special problems. Adolescents may find treatment restrictions not 
only burdensome but a threat to their emerging independence and quest 
for social acceptance. In addition to these types of psychosocial barriers, 
there may be situational barriers as well. People experiencing too many 
crises or operating under severe constraints may find adherence difficult. 
Persons with limited incomes, for example, may find the costs of special 
diets prohibitive. Others may find instructions and directions confusing. 
And those with chaotic life styles characterized by constant crises, such as 
IV drug users, may find compliance virtually impossible. People who are 
experiencing multiple chronic illnesses may find it difficult to balance the 
demands of many simultaneous regimens.

While adherence may be more difficult in these situations, studies 
(Hayes, McDonald, & Garg, 2002) suggest that almost half of all indi-
viduals do not fully adhere to the medication treatment regimen, with 
adherence even lower for behaviorally demanding regimens or life style 
prescriptions. Individuals, families, physicians, and other caregivers must 
therefore create a partnership—a therapeutic alliance—to help make ad-
herence work.

This partnership begins when individuals clearly identify and dis-
cuss their fears and beliefs about the regimen with their physicians. Often, 
one significant psychological barrier to adherence is the belief that action 
will have little effect on the disease. Since this belief will lessen the motiva-
tion for adherence, it can become self-fulfilling. A regimen half-followed is 
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unlikely to be successful. Physicians can help by being realistic and truth-
ful about goals, side effects, costs, and expectations. If an individual is told 
the truth, for example, that symptom relief may be partial, that pain will 
decrease though not disappear, or that the disease will be slowed but not 
eradicated, he or she will have realistic expectations and therefore be more 
likely to follow the regimen. When one recognizes the regimen is doing 
what is expected, one is more likely to continue to adhere to it.

Tailoring regimens also means fitting them as much as possible into 
an individual’s life style. Physicians can sometimes make arbitrary deci-
sions on when medication is to be taken without ever discussing how the 
regimen fits into a person’s life. Sometimes issues are minor. One elderly 
friend had to take medication three times a day. The physician wrote on 
the prescription “Take at 8 a.m., 4 p.m., and 12 a.m.” This caused some 
conflict: My friend was generally asleep by midnight, and at 8 a.m., he 
was out of his house on a brisk walk. He was reluctant to call his doctor 
and unsure that he should arbitrarily change the times, but a brief phone 
call solved his problem: the doctor altered the times for medication to  
7 a.m., 3 p.m., and 11 p.m.

In another situation a client did not take medication because it made 
her groggy and interfered with her work. When she discussed this prob-
lem with her physician, he shifted the medication time to the afternoon. 
My client learned to adjust her work around it. Both cases were read-
ily solved, yet both sets of difficulties, however minor, could have been 
avoided if physicians and their patients simply talked with one another. 
Personalizing regimens is usually not difficult, but it does require a level 
of communication between physicians and their patients that allows for 
fitting treatment needs to the individual’s life style.

The partnership, though, goes beyond an individual and his or 
her physicians. Sometimes it involves other caregivers such as nurses. 
They too may need to be involved in training and educating individuals 
about their regimens. Often individuals will need ongoing support. For 
example, one visiting nurse was extraordinarily helpful to an older man 
who was taking tri-weekly shots of Interferon. He was expected to inject 
himself and this made him very anxious. His nurse was very reassuring, 
constantly showing him the technique, and promising that she would be 
there as long as he needed her. Even after he mastered injecting himself, 
she would call periodically to monitor his success and reassure him. Such 
continuity, empathy, support, and communication between individuals 
and their caregivers can facilitate adherence to a regimen.
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This therapeutic alliance also may involve family. Sometimes per-
sons within an individual’s circle discourage adherence. In one case, for 
example, whenever Rita was undergoing radiation therapy, an aunt would 
wonder aloud whether it was worth it. In another case, Tom, a young man 
undergoing chemotherapy, was often encouraged to drink by a friend, 
despite the fact that Tom had indicated that drinking interfered with his 
treatment. In such cases, it is important to identify destructive individuals 
and develop effective strategies for dealing with them. In the first case, 
Rita was able to share her feelings with her aunt. In the second, Tom found 
he could not continue what he realized was a destructive relationship.

In some cases, family members may be expected to participate in the 
regimen, but they may be untrained, find their role emotionally or physi-
cally difficult, or simply have overwhelming demands on time. They too 
may need training and perhaps counseling support to fulfill their new role 
as caregivers.

A client’s level of adherence is unlikely to be stable. It is important 
to review constantly what factors may be facilitating or limiting adher-
ence. Sometimes it may be medical, for example, individuals can feel very 
discouraged after a crisis or after continued deterioration. Sometimes it 
is psychological; when people are feeling very bad, or even perhaps very 
good, they may find it difficult to adhere. Sometimes there are other rea-
sons. Perhaps adherence declines in time of high stress or activity. Changes 
in the social environment may affect adherence. For example, the death of 
a spouse may influence the surviving spouse’s adherence. In one case, the 
husband supervised his wife’s medication. When he died, her adherence 
became much less regular.

Again, alliance means that client’s should continue to discuss prob-
lems as they arise with physicians and caregivers. Identifying barriers to 
full adherence is often the first step to finding ways to address them. One 
divorced man struggling with cancer found that his adherence declined 
when his children visited. He was so involved with them that he often 
forgot his medication. Once he identified the problem, he and his nurse 
set up a pillbox and a set of alarm clocks.

It is also important for clients not to become discouraged if they 
find it difficult to adhere to a regimen. One man with emphysema was 
not supposed to smoke or drink. On vacation with friends, he lapsed and 
did both. Upon reflection he was discouraged, thinking he could never 
fully adhere. Yet in discussions with his physician, he was able to identify  
factors that had led him to abandon his regimen, develop strategies to 
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avoid problems in the future, and return to his regimen. Falling off a regi-
men, even for an extended period of time, does not mean that one cannot 
return to it.

Alliance also involves respecting individual choices. For example, 
there may be cases in which individuals wish to attempt alternate, non-
traditional therapies such as diets or imagery. When such therapies offer 
no recognizable harm and they are complementary to rather than com-
petitive with conventional therapies, they should not be discouraged. Par-
ticipating in such therapies may provide an ill individual with a renewed 
sense of control and hope. Respecting individuals’ choices and seeking to 
facilitate them, for example, by accommodating diets in hospitalizations, 
may enhance coping and encourage general adherence with the medical 
regimen since it reinforces the full partnership in treatment.

There may also be situations where individuals make decisions not 
to adhere to treatment or to try a competitive nontraditional therapy. 
When such cases involve competent adults, counselors can explore with 
individuals the reasons for and the risks associated with such decisions. 
In some cases, an individual’s reluctance to accept treatment may involve 
depression, anxieties, or other feelings that can be addressed or misinfor-
mation that can be corrected. Other times individuals may distrust the 
medical establishment and feel that it has little to offer; thus they feel that 
little will be risked in trying something different. Again it is worthwhile 
to explore these feelings. In other cases, compromises or simplifications of 
the regimen may resolve concerns.

There may be situations, though, that are not so readily resolved. 
Here an individual has made, in his or her terms, a rational decision, 
perhaps a very different one than a caregiver or a family member might 
make, not to adhere with a part of the regimen, to end treatment, or to 
seek unconventional therapy. For example, in one case, a 60-year-old man 
with leukemia who had already survived two prior (and unrelated to this 
occurrence) bouts with cancer, decided to forego further chemotherapy 
for this third encounter with malignancy. He reasoned that the treatment 
would impair any remaining time he had while promising only limited 
opportunity for success. Such decisions have to be respected. But caregiv-
ers and counselors should encourage individuals to explore reasons for 
the decision, to discuss its effects on family, and to review other possible 
options for treatment.

Sometimes people decide not to participate in conventional therapies 
because they believe “nothing can be done.” They need to be convinced 
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that things can be done within the context of conventional medicine, per-
haps not to cure, but possibly to extend life, to alleviate symptoms, and/
or to control pain. Physicians and other caregivers must encourage open-
ness, for only when the individual expresses his or her true feelings and 
beliefs can they be addressed.

In summary, adherence should be regarded as a continuum. On one 
end are those who fully adhere. On the other end are those who do not 
adhere at all. Most clients will be between these poles, adhering to vary-
ing degrees. Understanding where one is in that continuum, what factors 
influence the degree of compliance, what risks and benefits are associated 
with the present state of adherence, and what one can do to maintain and/
or enhance adherence with caregivers often helps. This ongoing assess-
ment of adherence also provides continued opportunities to receive edu-
cation and instruction.

While adhering to a medical regimen is primarily the responsibility 
of the client and his or her physician or other medical personnel, counsel-
ors should acknowledge that they too are part of this therapeutic alliance. 
When individuals have difficulty with adherence, counselors may wish to 
explore factors and situations that inhibit adherence. However, counselors 
should remember certain behaviors such as exhortations, “all or nothing” 
comments (e.g., “Will you follow the diet or not?”), or threatening com-
ments (e.g., “If you don’t follow this regimen you will surely relapse!”) 
are countertherapeutic and are not likely to be effective in improving ad-
herence. Adherence will be improved in a context that emphasizes full 
partnership, honesty, good communication, clear empathy, and mutual 
respect.

Preventing and Managing Medical Crises

The chronic phase is often punctuated by a variety of medical crises. If 
these crises are poorly managed, they can adversely affect both physi-
cal and mental health. Effective prevention and management of medical 
crises, on the other hand, can often reaffirm a sense of control and raise 
morale.

Counselors can assist clients in preventing many medical crises 
through careful education and preparation. Clients should be encouraged 
to discuss with their physicians, potential danger signs and symptoms 
that mandate immediate attention. This can become a useful opportunity 
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to assess symptoms, strategies, and possible difficulties that may arise. 
By paying prompt attention to potential problems, carefully adhering to a 
treatment regimen, and maintaining an effective life style, an ill individual 
can prevent many crises.

But not all medical crises can be avoided. It often helps to do some con-
tingency planning with caregivers and family that identifies possible sources 
of informal support and medical assistance. For example, clients and their 
families may need to know who to contact if the primary physician is not 
readily available. If clients are traveling, they need the names of local physi-
cians and medical centers should emergencies arise. If clients live alone, they 
may wish to consider having someone offer periodic reassurance calls.

Developing a flow chart can be a very effective technique for both in-
dividuals and their families. When I worked with foster parents who were 
caring for HIV-infected children, this proved a very popular intervention. 
Here physicians and other caregivers identified possible medical con-
tingencies and difficulties and outlined appropriate responses. In some 
cases, the action may be as mild as “inform the physician at the next visit”; 
in other cases the action to be taken may be to seek immediate emergency 
care. One side benefit of such a flow chart is to reassure the families that 
not every symptom or event constitutes a major crisis. Families can add 
their own notes such as who can be contacted, who can provide needed 
support (e.g., transportation, meals, and the like), and who should be noti-
fied. These charts should be kept in a place familiar and available to other 
family members. Such a chart can forestall a sense of panic that can im-
mobilize people in a chronic phase and reaffirm a sense of control in a 
chaotic time. Even the very exercise of creating a chart is an intervention 
that reasserts the client’s control.

It is best to do crisis planning in a noncrisis context early in the 
chronic phase. When creating a contingency list, it is important to re-
mind all concerned that these events are contingencies that might possibly  
occur, not sure predictions. Making the list or flow chart should be an  
interactive process with families fully participating. Many find this kind 
of planning hopeful, since it emphasizes all the actions that one can take to 
prevent and control possible crises. But other clients may feel threatened 
by addressing future crises. If this process begins to seem too threatening, 
one can merely list and post medical personnel that should be contacted 
should need arise.

In short, while managing medical crises primarily is an issue among 
clients, their physicians, and their medical teams, counselors can play a 
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supportive role. That role assesses whether clients are open to this form of 
contingency planning, assisting clients in finding and organizing informa-
tion, and in understanding fears, anxieties, and other barriers that might 
inhibit effective responses to crises.

Managing Stress and Examining Coping

Living with disease is quite stressful because the client is trying to main-
tain a quality of life with varying degrees of diminished capacity, energy, 
and resources, as well as pain, psychological distress, and the increased 
demands of treatment. Often life in the chronic phase is full of small crises, 
constant problems with which the individual must deal. Managing stress 
is often a critical problem.

It is helpful to begin to deal with this problem by assessing with clients 
both current sources and symptoms of stress as well as styles of coping with 
stress. Again clients often find it useful to think about earlier challenges and 
crises that were resolved successfully. Not only can such a mental review 
enhance coping by reminding clients of past successful coping skills, it can 
also reduce anxiety by reminding clients of the times they had surmounted 
prior problems. Counselors should assist clients in understanding the ways 
that current life style and current state of disease may inhibit or facilitate 
effective stress management. Proper diet, activity, exercises, diversion, even 
humor, may be adaptive mechanisms that can help build stress resistance. 
Counselors may also be able to teach effective techniques for stress reduc-
tion such as biofeedback, relaxation, or medication. In addition, clients 
should identify and alter or avoid situations that exacerbate stress.

In this period, counselors may have to challenge a client’s unrealistic 
expectations. One cannot do everything that one did prior to the illness. 
It is important to recognize that energy is going to be expended in fight-
ing the illness even when symptoms are not apparent. If a client is coping 
with time-consuming treatments, disruptive symptoms, or even increased 
fatigue, maintaining previous activities and involvements is even harder. 
In these circumstances, surrendering certain activities or delegating re-
sponsibilities may help reduce stress. When these measures are only mar-
ginally effective and stress levels remain so high that health or sleep is 
adversely affected, there may be reason to recommend medication.

However, there are alternatives to medication that clients may wish 
to try. One woman unable to sleep well since her diagnosis was reluctant 
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to take sleeping pills both because she had younger children (and feared 
she wouldn’t wake up if they needed her) and because she wanted to 
minimize any drugs she was taking. She found sleep-relaxation tapes a 
helpful alternative. Since stress levels will fluctuate considerably dur-
ing the chronic phase, stress should be constantly monitored throughout  
the illness.

Maximizing Social Support and Minimizing Social Isolation

During the chronic phase, clients and their families may experience a deep 
sense of social isolation. Often individuals and families have the percep-
tion that social support is more readily available in times of crisis, such as 
the initial diagnosis.

There are many reasons for this perception. In the context of a clear 
crisis, need may be more apparent and appropriate ways to respond more 
clearly defined. If someone is hospitalized, friends have clear norms about 
what they are expected to do. But when an individual returns home, friends 
may be unaware of the continued needs of the patient and uncomfortable 
or unclear about what they should say or do. Other factors too may con-
tribute to a sense of isolation. Separation from work or recreational roles 
may limit opportunities for interaction. The financial pressures of chronic 
illness as well as decreased energy levels or other symptoms of disease 
may also decrease individual and family interactions with others. Fears 
may further isolate the individual, as friends and family avoid patients, 
and become worried, often needlessly, about possible contagion.

The ill client needs to assess who in the network of family and friends 
can and does provide support. As mentioned earlier, the client can begin 
by listing the names of those persons the client counts as part of his or 
her support system. Often this simple act can give a person a comforting 
sense of just how extensive the network is. The individual may also wish 
to explore variables such as geographic distance, other roles, and obliga-
tions that might affect the ability of members in the network to provide 
support. The client may wish to examine the different relationships he or 
she has with varied members that may affect the level of perceived sup-
port and the types of support each person can best offer.

For example, some family members and close friends may have ex-
tensive ties, bound by mutual obligations, affections, and past support. 
With other persons, ties and expectations of support may have to be more 
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limited. Once the network is defined, an individual can assess the ways 
that he is using his network. Sometimes the problem is that others may not 
be able to provide the help needed. They may, however, be more comfort-
able in assisting in other ways. Again the technique, described in the prior 
chapter of noting the types of support (listeners/doers/respite) is useful 
throughout the illness.

Here we may seek to add one more category—saboteurs. Saboteurs 
refer to friends who are destructive at this point in the illness. Saboteurs, 
for example, may sabotage adherence to a regimen in direct and indirect 
ways. Directly they can discourage adherence to a regimen. One adoles-
cent client with juvenile diabetes had friends who would urge him to join 
their underage drinking, an action that would negatively affect his insulin 
levels. Other saboteurs operate in an indirect manner, challenging hope 
that might make clients less likely to adhere. One client shared a story 
where she was venting to a friend about the rigors of adhering to a diffi-
cult round of chemotherapy. The friend then recounted a story of an aunt 
who, facing a difficult treatment, would publicly ponder “Is it worth it?” 
The story ended with the aunt’s death.

Another way to approach the issue of support is to ask the client 
about surprises in support. I usually begin by asking about negative sur-
prises—the persons that the client thought might be there but are somehow 
missing. This offers opportunity for the client both to explore any feelings, 
such as disappointment or abandonment, and to assess factors that might 
be inhibiting expected support. It also is critical to explore positive sur-
prises—persons who have responded better than could be expected. In 
one case, for example, a divorced father was pleasantly surprised by the 
support he received from his teenage son. This support helped validate 
his role as a noncustodial parent.

Reviewing one’s network may also mitigate another potential prob-
lem. Some individuals, particularly older persons or individuals with 
younger families or dependent members may have serious concerns 
about how others will survive their death. Reviewing one’s network can 
be a useful way to build reassurance that the needs of others will continue 
to be met even if one should become seriously incapacitated or die.

It is also important for clients to avoid social isolation as much as 
possible. One may begin by assisting clients in assessing one’s degree of 
involvement prior to the illness as well as the changes that occurred af-
ter diagnosis. This can suggest factors that contribute to isolation. Again, 
these factors can be varied and can include physical incapacitation, stigma, 
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immobility, shrinking social roles, others’ discomfort, fears, or anxieties, 
or other psychological factors that inhibit interaction. Once these factors 
are identified the client can begin to develop strategies to lessen this social 
isolation and reengage in social life.

Throughout this exploration, one needs to remember that there is an 
important distinction between isolation, which is an objective state, and 
loneliness, which is a subjective feeling. Clients can be relatively isolated, 
having few opportunities for interaction, but not feel lonely; or clients can 
be isolated and lonely. Others can have considerable interaction with oth-
ers but still feel a deep sense of loneliness. This last state often reflects 
situations where one interacts extensively but still feels that basic needs 
are unmet. And this too reinforces the connection between issues of isola-
tion and support.

Finally, counselors may help clients identify sources of formal sup-
port to complement and supplement informal networks. These can in-
clude social service agencies, disease-related organizations, such as the 
American Cancer Society, and self-help groups. Self-help groups can be 
particularly helpful in providing both resources of social support, and ac-
tivities and interactions that ease social isolation.

Normalizing Life in the Face of Disease

The central difficulty in the chronic phase is living with the disease. As 
the chronic phase begins, clients must try to accommodate the demands 
of daily life to the new reality of that disease. This struggle continues 
throughout the chronic phase, especially if further deterioration raises 
new complications.

Roles, relationships, and identity are often the major issues in at-
tempting to maintain a normal life. Throughout the chronic phase, the 
disease can constantly assault a client’s sense of self. Symptoms can be 
so intrusive that they may impair the ways the client views and relates to 
others. The client’s sense of sexual identity and sexual relationships may 
be affected as well. Others can react with embarrassment, awkwardness, 
or even rejection, not knowing how to relate to the now ill individual. 
Important roles may be compromised by the nature of the disease, its 
symptoms, and treatment. The ill individual may be unable to function 
effectively in school, at work, or in other significant roles. Living a life as 
normal as possible is a key challenge of chronic illness. One of the first 



Chapter 9. Counseling Clients in the Chronic Phase of Illness

177

things that counselors can do is to fully explore the ways the disease has 
affected the client’s life—considering the effects of the disease on the cli-
ent’s sense of self, roles, and relationships.

One of the biggest changes may be in the client’s sexual relation-
ships. Research has indicated that around 40% of persons with disabili-
ties report sexual dysfunction compared to 13% of the general population. 
In some conditions such as multiple sclerosis, it may be as high as 73% 
(Glover-Graf, 2012). This should not be surprising. Physical pain certainly 
can be a factor. In addition, health, body image, self-concept, relationships 
with others, and sexuality are all closely associated. Changes in one area 
may affect all the others. For example, declines in health or certain forms 
of treatment may affect sexual desires or performance. Changes in body 
images such as scarring, particularly when it occurs in parts of the body 
associated with sexuality, may have similar effects. Even the attitude of 
one’s partner can be affected by the disease. For example, one woman 
was reluctant to have sexual relationships with her husband following his 
heart attack. She believed that the excitement would endanger his health. 
Her anxiety affected her sexual desire, and ultimately her relationship 
with her husband.

The key to resolving sexual difficulties lies in honest communica-
tion. First, that means establishing honest communication with physicians 
and other medical caregivers. When I train caregivers, I stress the impor-
tance of taking a good sexual history of patients and periodically monitor-
ing the effects of the illness on sexual behaviors and relationships. Patients 
should be encouraged by the counselor to discuss their sex lives. Often 
such discussion can clear up any myths or misunderstandings that might 
be impairing sexual expression. Similarly, self-help groups or counselors 
can also be helpful in examining the ways that an illness might influence 
sexuality.

Of course, honest communication is essential between ill individuals 
and their partners. Each needs to openly share feelings and experiences, 
what is comfortable and what causes discomfort. Sometimes patience and 
compromise are also necessary. One woman, for example, was reluctant to 
undress in front of her husband following a mastectomy. He constantly re-
assured her that her operation made no difference to him. He found him-
self angry and frustrated that she did not accept his assurance, while she 
felt pressured. In counseling, they were able to reach some compromises. 
She recognized their needs for intimacy and her husband recognized her 
need for privacy at this point in her life. She undressed privately and in 
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the dark. Recognizing her needs, he no longer felt that his assurances were 
ignored.

This case also illustrates two additional points. First, sometimes 
counseling can be very effective in assisting couples as they examine 
their sexual relationships during the course of illness. Second, couples 
can sometimes learn through a counseling process that sexual intimacy 
is multifaceted and does not always have to be expressed through sexual 
intercourse. One client shared that one of the most erotic and intimate 
experiences he ever experienced was his wife’s gentle massaging and kiss-
ing at a time when he was too frail for other sexual acts.

Annon (1976) offers a model—PLISSET—for dealing with sexual 
concerns. “P”stands for obtaining Permission from the client to initiate sex-
ual discussion, asking questions and reaffirming that sexual concerns are 
normal and natural. “LI” means providing the Limited Information needed 
to function sexually, while “SS” suggests giving Specific Suggestions for the 
individual to proceed with sexual relations. In some cases “IT” or Inten-
sive Therapy may be needed to explore the issues of sexuality for that cli-
ent. The underlying concept is that most therapists with basic training in 
human sexuality can address the first three concerns but that referral to 
specifically trained therapists specializing in this area may be necessary if 
clients need such assistance.

Other roles and relationships may change as well. In focusing on the 
ways that the disease has changed a client’s life, one can determine factors 
that inhibit normalcy and develop creative solutions to difficulties. For ex-
ample, one man who had returned to work while he was struggling with 
cancer believed that his supervisors were being overprotective, sheltering 
him from work challenges that he felt would be a welcome diversion. In 
counseling, he explored his own reasoning as well as that of his supervi-
sors. He role played various ways that he might approach them until he 
found an approach that he thought would be both personally comfortable 
and effective. He then was able to resolve his work difficulties. Families 
and friends may be overprotective, perhaps even overbearing, inhibit-
ing an individual from reaching his or her potential and sometimes even  
inducing dependency.

In other cases, however, the client may be reluctant to accept the fact 
that the continued deterioration of health or the demands of treatment 
may have made the continuance of a previous life style difficult if not im-
possible. Here the counselor may need to realistically explore what roles 
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can be maintained and what roles will have to be modified or even sur-
rendered. In some cases, individuals may discover alternate opportunities 
that allow him or her to maintain, perhaps in limited fashion, important 
roles. In one case, for example, a college professor, already on reduced 
load, was reluctant to give up his two last classes. His dean, however, 
was deeply concerned both that he was so debilitated that teaching would 
be difficult and that he very well might not survive until the end of the 
semester. As the dean and professor discussed their mutual concerns and 
needs, they were able to develop an effective solution: Both courses would 
be team taught with an adjunct (or part-time) instructor selected by that 
professor.

Not every situation can be so easily resolved. Decisions to leave 
work can be constrained by financial reasons. One young man who had 
developed a form of muscular dystrophy in his 20s found that the physi-
cal demands of his work increased his sense of weakness and fatigue. Al-
though he was in the early stages of the disease, his physician advised 
him to take a less physical job. However, given his lack of education, only 
construction work paid a wage that allowed him to maintain his financial 
independence. Leaving this work provided stark alternatives: He would 
lose his medical insurance, and he also would have to return to a con-
flicted home that he had left only 2  years earlier. Even telling his boss 
about his condition did not seem viable to him since he doubted whether 
he would be permitted to keep his job were his condition known.

Again, support and self-help groups can be effective resources in 
adjusting to normalize life, often providing “tricks of the trade” or strate-
gies. In addition, they can offer acceptance, moral support, and models of 
successful adjustment. Often they are reservoirs of creative and effective 
problem solving. However, everyone has to make a decision whether such 
groups are personally helpful. For some, these groups may reinforce an 
unpleasant sense of being different.

The key to normalizing life in the face of disease lies in negotiating 
the conflicts between the client’s wants, the client’s needs, and the client’s 
abilities. Counselors can begin by assisting clients in assessing what they 
want to do, what they need to do in order to maintain a quality of life, 
and what they are able to do at this point in the illness. Once these wants, 
needs, and abilities have been clarified, counselors can facilitate clients as 
they find creative solutions that allow living as normally as possible with 
the constraints posed by the disease and treatment.
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Dealing With Financial Concerns

The most significant stress within the chronic period is often financial. 
Life-threatening illness often has adverse financial effects. Medical bills 
mount, just as income is reduced. Incidental expenses are legion, includ-
ing transportation to and from hospitals, meals eaten out in the course of 
visits and treatment, special diet supplements, perhaps increased child-
care costs, environmental modifications, and even such things as new 
clothing perhaps necessitated by significant changes in weight or other 
physical symptoms of the disease.

Four approaches may assist in helping to cope with financial 
difficulties.

First, it often helps clients just to become aware of the costs of illness. 
In many cases, clients may be experiencing financial pressure and may not 
yet have identified the increased demands that cause it. Often just listing 
the money spent on incidental expenses in a given time period can be a 
revelation. Once these costs are determined, one can develop a budget. In 
some cases, this may be the first time that clients have even had a need to 
budget.

Second, counselors can assist clients in identifying possible resources 
within their circle of family and friends as well as community resources. 
Transportation costs might be reduced if one used friends or community 
resources for rides. The local Cancer Society, for example, may provide 
transportation at little or no cost. If eating out costs too much, clients can 
pack lunches. Understanding what the illness actually costs can help cli-
ents plan alternate strategies for reducing cost.

Third, clients may also need to identify and explore their resistance 
and reluctance to utilize social services or support. Americans like to think 
of themselves as self-sustaining and independent. These beliefs might be-
come even stronger during life-threatening illness. With everything else in 
disarray and while coping with physical dependency, it can be difficult to 
recognize another form of dependency. Yet it is precisely at this time that 
clients need help most. Counselors should help clients to review when in-
dependence is functional and when it is not functional. Again, sometimes 
counselors can help explore this and even serve as advocates in arranging 
supportive services.

Finally, sometimes the services of financial planners can be helpful in 
assisting clients in making decisions on how and when to tap into finan-
cial resources. Sometimes clients may need their help to learn how to set 
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up journals to document medical and related expenses for tax purposes. 
There may even be financial instruments such as reverse mortgages or 
viaticals (where an ill person sells his or her life insurance to a broker for a 
partial settlement) that might alleviate a financial crisis.

Again, such decisions are not purely financial. Selling stocks or an-
nuities may also involve letting go of future dreams. Estate planning can 
reaffirm one’s own mortality and occasionally reopen old issues. One cli-
ent, for example, was reluctant to sign a will since he had hoped to in-
clude a bequest to a sister. But he was unwilling to make such a bequest 
since they were still not reconciled. Yet not to include her in the will sug-
gested an unwelcome finalization of their present alienation. In summary, 
financial and estate planning, necessitated by the current illness, can raise 
psychological and relational issues that clients may need to address. Un-
derstanding that discomfort, and exploring it with family or counselors, 
is part of this process.

One of the more difficult financial problems may involve health in-
surance coverage. Even with insurance, the costs of a major illness can be 
staggering. Because many insurance companies are trying to control these 
costs, they may challenge certain costs incurred by individuals. For ex-
ample, many insurance companies may refuse to pay for treatments they 
regard as experimental.

Insurance hassles can be highly upsetting. They can become yet an-
other stressful thing for an ill client to deal with, generating strange feel-
ings of anxiety, anger, even betrayal. Counselors obviously cannot solve 
such issues for clients but the counselor can assist clients in dealing with 
the stress that might be generated and to help identify resources such as 
insurance agents, benefits coordinators, or lawyers to aid clients in finding 
information and asserting their legal rights.

Preserving Self-Concept

Sometimes in the chronic phase, clients will begin to internalize a self-def-
inition that includes the disease and deterioration experienced. To many 
people the central aspect of their self-concept is now that they are “a per-
son with a disease,” different and stigmatized by that fact. I remember one 
12-year-old boy who had leukemia. At the time he was in remission and as 
active as any young adolescent. Nothing in his appearance indicated the 
disease, but its impact was seared into his psyche. He frequently began 
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conversations with the phrase “When I was normal . . .” thereby revealing 
the degree to which the presence of disease was now a central part of how 
he viewed himself.

The more clients continue prior activities and relationships, the eas-
ier it is to preserve self-concept. Some individuals also find it helpful to 
use varied techniques to preserve their physical self-concept. For example, 
if a client loses hair in chemotherapy, wearing a wig may help. Families 
and caregivers can have a significant role in preserving an individual’s 
sense of self. For the more caregivers and family members treat a person 
as normal, the easier it is for that person to maintain a sound sense of 
self. Counselors should periodically question clients about the ways the 
disease has influenced their sense of self—validating feelings when neces-
sary and developing strategies for minimizing effects when appropriate.

Redefining Relationships With Others Throughout  
the Course of the Disease

During the chronic phase, the effects of the disease may also impinge on 
the client’s interactions with others. Life-threatening illness has the poten-
tial to severely affect social relationships. Others who know the diagnosis 
may have difficulty interacting with someone who is both seriously ill but 
still appears healthy and vigorous. Preston (1979) discusses what he calls 
the “Gregor effect.” He draws from Kafka’s famous story “Metamorpho-
sis,” in which the protagonist, Gregor, wakes up one morning to find him-
self transformed into a giant cockroach. But it is his family’s subsequent 
treatment of him as an insect that really modifies his own self-perception. 
Their behavior reinforces this new reality. Treated differently he becomes 
different. The “Gregor effect” implies that the diagnosis of disease be-
comes a stigma, a mark that impinges on all other social roles and affects 
all other relationships and interactions. In her book The Private Worlds of 
Dying Children, Myra Bluebond-Langner (1978, p. 172) notes this change: 
“Until the diagnosis was made (about the second or third day after admis-
sion), the children were, in their own eyes and in the eyes of their parents, 
not different from other children. . . . Once the diagnosis was made, how-
ever, everything changed. People, especially the family, started to treat 
the children differently, who then noticed the change.” In short, the pres-
ence of life-threatening illness can change relationships with others. The 
new status, the illness role produced by the diagnosis, adds uncertainty 
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to every relationship and every other role. These changes can continue 
throughout the course of the illness.

The key issue for clients is to recognize that every significant change 
in their lives has a ripple effect that influences every other part of life, in-
cluding every relationship. Life-threatening illness is a significant change, 
one that generates many ripples.

It is important for clients to understand the ways in which the illness 
has affected other relationships. Perhaps others are uncomfortable—not 
knowing what is expected of them or how to act, they may either avoid 
the now-ill client or act differently. Here, honest communication some-
times can help. In some cases, changed situations such as leaving a work 
role can change relationships. Without the common bond, the relationship 
may not generate the interest or time to sustain itself. A philosophical at-
titude sometimes can help. One client undergoing treatment for cancer 
expressed it well. “There are,” he said, “some friends who are there for me 
when I’m sick. Others who are there for me when I’m better; I’ve learned 
to treasure both.”

Ventilating Feelings and Fears

At every phase of illness, clients have to cope with feelings and fears. 
These feelings and fears may be quite varied, and include many of the 
responses noted in an earlier chapter. Counselors should be aware that the 
nature and the intensity of these feelings may vary with the course and 
trajectory of the illness.

Often these feelings will intensify at crisis points within the illness 
or in periods characterized by continued deterioration. At such times, 
fears and feelings associated with disability, dependency, and dying may 
loom large, perhaps even becoming overwhelming. In such periods all 
assumptions, rationalizations, and other defenses may be challenged. For 
example, clients may reassure themselves that if they adhere to the treat-
ment, or continue certain activities such as prayer or meditation or change 
behaviors, the illness will be arrested. These defenses may allow one to 
effectively defend against the disease for a while and resume a normal 
life. But physical deterioration or a medical crisis can overwhelm such a 
defense, generating strong affect and anxieties.

Different types of treatments can be associated with changes in af-
fect or anxiety. In some cases treatment may ease primary or secondary 



Counseling Individuals With Life-Threatening Illness

184

emotional side effects. For example, depression may be a side effect of 
some medications, and others can cause fatigue or irritability. Hospital-
ization too, even if routine, can reinforce fears of dependency and death.  
Clients may exhibit a great deal of ambivalence about treatment even 
when the treatment seems relatively unobtrusive, routine, and successful. 
They may worry about the psychological and financial costs of the illness 
to their families.

Even when clients are in remission, they may still experience many 
emotions and anxieties. Clients may be unrealistically optimistic, anxious, 
irritable, highly depressed, or have any variety of possible responses. The 
very fact that things are going well may make some clients anxious, caus-
ing them to look for bad news or an expected blow. The point is that coun-
selors should not assume in these relatively tranquil periods that clients 
will be free of emotional stress. In fact, in seemingly tranquil periods one 
may have more time to reflect upon feelings and fears. During this time, 
clients may have less emotional support from others who may be con-
stantly encouraging them not to think negatively, thereby denying the cli-
ent’s honest and natural emotional responses.

Since the course of disease is likely to change, clients need to adjust 
to the constant changes posed by the disease. Whenever clients experience 
these changes, it is important to discuss their feelings and fears, particu-
larly the meanings that they give to such changes. Perhaps the change is 
viewed as only a temporary setback, or perhaps the change is perceived as 
an ominous omen, foreshadowing continued decline and eventual death, 
dashing any hope of recovery or even relative stability. These meanings 
may not be the same meanings that counselors or medical professionals 
place upon the change. But in any case, it may help to review with clients 
the changes and their meanings, assist clients in assessing the validity of 
their concerns and fears, consider the effects these changes will have upon 
their lives, and determine strategies for dealing with these changes. In ad-
dition, with every significant change in illness, clients may need to review 
the viability of any previous decisions, for example, whether or not to 
work, and to reconsider contingency plans.

Thus, throughout the chronic phase, counselors should allow and 
encourage their clients to ventilate and explore their emotions in a non-
judgmental and accepting atmosphere. And because feelings and fears 
may vary considerably depending on the nature and course of the dis-
ease, the counselor should follow the ill individual’s lead. It is not unusual 
that individuals ride an emotional roller coaster, shifting back and forth 
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between times when they feel positive and upbeat, and other times when 
they feel depressed, angry, or lonely.

In some cases, just ventilating these emotions may allow clients 
a sense of resolution and comfort. Counselors can assist clients as well 
in identifying confidants with whom they can also share their feelings  
and fears.

In other cases, listening may not be enough. Individuals may need 
to develop ways to resolve their emotional conflicts or to develop strate-
gies for handling their anxieties and feelings more effectively. In one case, 
a 30-year-old Hispanic male with testicular cancer was deeply troubled 
and consumed by guilt, attributing the disease to sexual sins. Encouraged 
to explore ways of resolving that intense guilt, he reached back to his past 
religious traditions, engaging in the sacrament of Confession with a sym-
pathetic priest. Following his penance and absolution, he felt emotionally 
healed. In another case, a 50-year-old female battling cancer was able to 
recognize her anger and its effects on her family, and to develop alterna-
tive strategies—in her case, pounding on dough—to diffuse her feelings.

Finding Meaning in Suffering, Chronicity, Uncertainty, or Decline

With continued chronicity and uncertainty, clients may have to constantly 
rework issues and tasks raised within the chronic phase. They may need 
assistance in understanding the peculiar stresses of long-term uncertainty 
and the implications of that uncertainty for their behaviors and relation-
ships. Such uncertainty may impair any ability to plan. Hypersensitivity 
and distrust may be generated by long periods of uncertainty. Some cli-
ents may believe information is being withheld, and may scrutinize every 
remark of both family and caregiving staff searching for clues. They may 
have a sense that the illness is taking too much time, and become angry, 
depressed, or resigned.

Whatever the experience of illness, the ill person has a need to try to 
understand and interpret that experience: “Why am I suffering?” “Why 
did this happen to me?” “Why did it happen now?” These questions are 
attempts to struggle with the meaning of the disease or even more funda-
mentally, with issues of purpose and meaning in life or death. Each client 
will need to struggle with these questions on his or her own, either an-
swering the questions in a way that is personally meaningful or deciding 
that these questions are ultimately unanswerable. To some clients, illness 
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and the consequent suffering may simply be random acts, while to others 
they can be a punishment, an occasion to learn or grow, an opportunity 
to connect with the suffering of others and develop empathy, or even part 
of a large yet unknown cosmic plan. It is not the counselor’s role to offer 
an explanation for suffering. Counseling offers opportunities for reflec-
tion and insight. Frankl (2004) emphasized that while one may have no 
choice about suffering, one has choices within suffering. To Frankl, persons 
who can find meaning in suffering are best able to cope. Questions such 
as “What have you learned from this experience?” “How has this experi-
ences changed you?” “How has this experience made you different?” can 
challenge clients to find meaning and purpose in their illness and make 
that suffering a transformative experience.

THE END OF THE CHRONIC PHASE

The chronic phase has a number of possible resolutions. In some cases 
treatment, although it may have been long and painful, can produce a 
total cure. Some ill individuals may experience a partial recovery. In other 
cases, the condition can stabilize, leading the individual to experience an 
extended period of chronic illness and ongoing uncertainty or residual 
disability. And finally, some will experience continued decline—entering 
a phase where care becomes solely palliative.

In summary, the chronic phase is a long, uncertain, and difficult  
period for both individuals and their families. But it is also a time of  
opportunities—an opportunity to fight to regain health, an opportunity to 
make the best of the time that one has, and an opportunity to live and expe-
rience life in its fullest sense even when fighting disease and possible death.
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At any phase in life-threatening illness a partial or full recovery may  
occur. Perhaps the original diagnosis was wrong or too pessimistic. In other 
cases initial treatment may be successful in affecting a cure, perhaps imme-
diately following the diagnosis or after a chronic phase. On rare occasions, 
even in the terminal phase a recovery may be experienced. Recoveries may 
be partial or complete. In some cases one may retain no apparent ill effects 
from the disease; in other cases, however, one may experience diminished 
abilities, carry physical scars, or bear psychological injuries.

Recovery and cure are perhaps among the most welcome words in 
life-threatening illness. I remember the great sense of celebration when 
we learned my father would fully recover. Happily, these words are used 
more and more often. However, it is important to recognize that while these 
words are used more often, recovery does not mean that clients simply re-
turn to the life led before. Any encounter with a crisis changes people. Per-
sons are no longer the people they once were. Even a recovery leaves certain 
issues that have to be explored and tasks that need to be completed as clients  
attempt to move on with their lives. These tasks include:

 1. Dealing with the physical, psychological, social, financial, and spiri-
tual residues of illness

 2. Coping with ongoing fears and anxieties, including fear of recurrence

 3. Examining life and lifestyle issues and reconstructing one’s life

 4. Redefining relationships with caregivers
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DEALING WITH THE PHYSICAL, PSYCHOLOGICAL, SOCIAL, 
FINANCIAL, AND SPIRITUAL RESIDUES OF ILLNESS

There is often a series of after-effects to life-threatening illness and treat-
ment. There may be physical scars or permanent disabilities. Clients may 
need to develop responses to these physical effects. Clients may also have 
to grieve secondary losses that result from these physical changes. For 
example, one young woman whose leg was amputated grieved the loss 
of her athletic career. This activity had been both an important part of 
her self-identity and the center of her social life and friendships. Others 
often invalidated these expressions of grief, reminding her that a leg was 
a small price to pay for recovery. While this sentiment may be true, it did 
not make her loss any less painful. Once the crisis of the illness was over, 
she was left to consider that cost. Only now, once the threat was over, 
could she realize what she had lost and grieve about the way her life had 
changed. She recognized that her sense of self-identity was changed by 
her bout with life-threatening illness.

As in the chronic phase, one residue of a life-threatening illness, ex-
emplified by the case above, is that recovery from the disease may come 
at the cost of a life-long disability. Counselors then also may need to fo-
cus on assisting the client to reconstruct identity and meaning (Livneh &  
Antonak, 2005). It may require additional exploration of the effect of the 
disability on relationships including sexual relationships (Glover-Graf, 
2012; Livneh & Antonak, 2005). Counselors too may need to teach adap-
tive skills such as assertiveness, time management, decision making, 
problem solving, and stigma management (Livneh & Antonak, 2005).

There may be other emotional and social scars as well. Clients may 
continue to experience a range of emotional responses, often including 
anger and guilt. They may be angry that they had suffered, guilty about 
lifestyle factors that they believed contributed to the illness, even guilty 
over recovery especially if peers in treatment died.

There may be social disruptions as well. Clients may feel disap-
pointed by the response of family and friends. In some cases spouses or 
lovers who were supportive during the crisis may feel free to leave now. 
Friends too may feel uncomfortable with the recovered person, perhaps 
even fearing disease. In other cases, recovered individuals may find their 
friends’ concerns trivial or unimportant, affecting mutual support and  
ultimately the relationship. After a bout with cancer or another life- 
threatening illness, it can be hard to be sympathetic when friends or 
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families experience seemingly minor problems. One client shared with me 
her friend’s exasperation. She would always try to comfort her friend with 
the comment, “Well, at least it’s not life-threatening.” After a particularly 
difficult day, her friend rebuked her, saying, “Do I have to have cancer to 
get sympathy and support?” The incident reminded my client both of the 
perspective she had gained from her illness and her need to be aware of 
others’ needs.

Some may find it difficult to establish new intimate relationships, 
perhaps because they fear the future. Others may be reluctant to become 
involved with someone they fear may become ill.

Employment and careers can also be changed by the illness. One 
may have lost or left a job during the illness. Coworkers may be fearful. 
One may encounter discrimination because of medical history that affects 
the ability to obtain a position, change jobs, or advance. Some people may 
experience demotions or dismissals.

There may be financial effects. Obtaining life insurance or medical 
insurance may be difficult. One may have exhausted savings and piled up 
considerable debts.

There often are spiritual residues to life-threatening illness. One’s 
sense of security may be threatened. The way one looks at life may change. 
One’s faith and beliefs may be altered. Some may find a deeper sense of 
spirituality, while others find their religious perspectives challenged.

These effects can sometimes be long lasting. A colleague and his wife 
decided not to have children. He had had extensive chemotherapy and 
radiation treatments during a struggle with cancer during adolescence, 
and so he and his wife feared possible birth defects. While this fear may 
or may not have been realistic, it does illustrate how one’s encounter with 
life-threatening illness may affect decisions and choices even decades later.

Counseling can be very helpful during the recovery phase, providing 
an opportunity for individuals to explore these remaining issues. Often 
it is helpful just to have concerns recognized and validated. Many times 
individuals who have recovered from life-threatening illness are made to 
feel ungrateful if they complain. After all, they are told, they are lucky 
to be alive. This may be true, and most individuals recognize this truth,  
but it still does not change the fact that illness and recovery extracted 
a fearful price. I have found that just asking clients about the effects of 
an illness—all the effects, physical, psychological, social, spiritual, and  
financial—reassures them that it is acceptable, even in recovery, to recog-
nize the high and continued cost of illness.
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Once these concerns are recognized and explored, counselors can 
assist clients in developing ways to deal with them. Perhaps a client can 
discuss concerns with family, friends, clergy, or coworkers. In some cases 
there may be administrative or legal remedies to particular problems such 
as job or insurance discrimination. It is important that each individual 
make decisions about the ways to handle these after effects of illness that 
are comfortable for him or her. Not every solution will be the same for ev-
eryone. For example, some individuals will find prostheses or reconstruc-
tive surgery important to their sense of normalcy and their own self-image, 
while others may find reconstruction or prosthetic devices unnecessary.

Self-help groups such as Cancervive for persons who have recovered 
from life-threatening illness can also be helpful. These support groups can 
help individuals realize they are not alone in coping with their concerns. 
The stories and accounts of other members may provide ongoing inspira-
tion as well as successful strategies for dealing with the problems that 
persist in recovery.

COPING WITH ONGOING FEARS AND ANXIETIES,  
INCLUDING FEAR OF RECURRENCE

It is very normal and natural following an experience with life-threaten-
ing illness for an individual to continue to have a strong sense of anxiety,  
depression, or other similar reactions. There are a number of reasons for 
this. An experience with life-threatening illness reminds the individual 
how quickly illness or death can threaten.

Second, the individual may experience continued anxiety about  
recovery and activity. What can the individual do? How much should he 
or she attempt? What is really pushing the limit? Is this recovery progress-
ing at an expected and/or acceptable pace? These questions can continue 
for a considerable period of time after a recovery. Sociologist Rodney Coe 
(1970) once compared recovery to adolescence, describing it as a continu-
ous, often anxiety-ridden, test of reemerging strength against ongoing, 
increasing life demands.

Finally, there may also be high anxiety about the recurrence of illness. 
Individuals may be highly sensitive toward symptoms that are associated 
with the return of illness. For example, a woman who had recovered from 
cancer particularly feared stomach pains since she believed such pain 
was a likely sign of metastasis. Many persons who have recovered from 
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life-threatening illness suffer anxiety whenever they have a routine doc-
tor’s appointment. One client who had recovered from cancer shared that 
she had a panic attack every year before her annual checkup with the on-
cologist. Recovered heart patients may be very anxious about chest pains, 
arm pains, fatigue, shortness of breath, or other related symptoms; recov-
ered stroke victims may be highly agitated by symptoms associated with 
stroke such as numbness, headaches, or blurred vision.

Clients need not only validation but also strategies to deal with these 
fears. Counselors can validate the importance of discussing these anxiet-
ies with others. Counselors also can gently challenge unrealistic or even 
superstitious beliefs such as if a fear is expressed, the feared outcome may 
occur. In some cases, clients, once they recognize the source of fear, can 
be encouraged to speak with their physicians, for often physicians can 
provide helpful information about the pace of recovery or the real risks of 
recurrence. They can also help the client to assess changes in lifestyle or 
preventive health behaviors that might minimize chances of recurrence or 
new disease. These changes may also give the client a renewed sense of 
control that lessens feelings of vulnerability.

Many individuals may also find imagery and meditation useful. Im-
aging continued health and recovery, taking time to relax and meditate, 
pursuing diversion and exercise are all ways to reduce anxiety, manage 
stress, and reaffirm personal well-being.

Self-help groups may also be valuable. They can allow opportunities 
to discuss and to explore concerns in a trusting and accepting atmosphere. 
Again, other survivors can provide reassuring role models.

EXAMINING LIFE AND LIFESTYLE ISSUES  
AND RECONSTRUCTING ONE’S LIFE

One of the natural desires in recovery is to turn the clock back; to go back 
to the way things were prior to the illness. While this is a natural and nor-
mal wish, it is unlikely to be achieved. Often too much has occurred dur-
ing the illness, changing both recovered individuals and their families, to 
simply resume earlier patterns of life. Clients need to recognize that while 
they cannot go back to the way things were, they can establish a new life-
style with a different and new sense of normalcy.

The illness may have changed relationships with family or friends. 
Each person affected by the illness has changed, and perhaps grown as 
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well. For example, children may have learned to be more independent 
during the course of a mother’s or father’s illness. Often family roles also 
may have changed. In one case a young wife took on increased responsi-
bilities for the family’s business when her husband became ill. Following 
his recovery, she had no desire to relinquish her interest in that business.

Sometimes a return to the past may not even be desirable. Perhaps 
poor health or lifestyle practices contributed to the illness. For example, 
in one case a 41-year-old man had to realize that a return to his previous 
stress-ridden job and unhealthy lifestyle would likely recreate, in short 
order, the conditions that led to his heart attack. Like many persons re-
covering from illness, he needed to identify and change negative health 
practices.

Finally, illness sometimes changes one’s personal priorities. Things 
that seemed important in the past may no longer seem so essential now. 
Many times people will grow through the illness, reestablishing personal 
priorities. For some, an encounter with life-threatening illness can be a 
positive turning point in life. Joe, a middle-aged man who recovered from 
cancer, now spends considerably more time with his wife and family. The 
illness experience reminded him just how important family was to him.

In recovery, it is important to reflect upon and review the illness ex-
perience. What has the illness taught? How has the experience changed 
you as a person? How has the illness affected your relationships with oth-
ers? How has the relationship changed your spiritual beliefs and prac-
tices? What insights have been gained? Reflection can often help integrate 
the client’s experience of illness into his or her own sense of personal 
biography. In my counseling with persons who have recovered, I often 
use three questions that I have adapted from a very special colleague,  
Dr. Catherine Sanders, who used them in her grief counseling. The ques-
tions that I ask clients to reflect upon are:

What do I need to leave behind as I begin this new phase of life?
This question allows the client opportunities to consider the negative 
residuals of the illness experience. Perhaps there is a sense of vulner-
ability or anger that the client recognizes would impair the sense of res-
toration and complicate recovery.
What do I want to keep from the illness experience?
Not all aspects of the illness experience were likely to have been nega-
tive. Clients may have discovered renewed appreciation of life or family 
or friends. Clients may have developed new insights about themselves 
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or may have identified or improved significant strengths. Some may 
have found renewed faith.
What do I want to add?
The illness or its aftermath may have identified certain areas that need to 
be addressed. In some cases these may result from reordered priorities re-
sulting from the experience. In other cases individuals may no longer have 
the opportunity to resume old roles, perhaps because of continued physi-
cal disabilities or other reasons. Individuals then need to address what 
new skills, values, or attitudes they may need to adapt to this new world.

As counselors review these questions with clients, counselors should 
caution clients to avoid rash decisions. It is critical to allow time to become 
aware of the person the client has become as a result of the illness, and to 
adjust to the new realities that exist. Clients may regret radical changes that 
are made in the emotional aftermath of recovery. In one case, a 50-year-
old man recovering from cancer wanted to leave his business, return to 
school, and obtain an education degree. His counselor intervened to help 
him think more deeply about this change and how it would radically af-
fect his family’s financial stability and lifestyle. Together they reviewed 
motivations for the career change, found a program where he could take 
courses and maintain his job, and thereby plan a much smoother, and  
almost equally fast, career change.

REDEFINING RELATIONSHIPS WITH CAREGIVERS

Throughout the course of the illness one may have forged very close rela-
tionships with caregivers. Once a client recovers it may be difficult to rede-
fine these relationships or to say good-bye. The client may become anxious 
and resentful as caregivers’ attentions begin to focus elsewhere. The client 
may feel a sense of abandonment, perhaps exacerbated by the caregivers’ 
delight in the recovery and kidding comments that there is no longer reason 
to see one another. Maintenance of the relationship can even have a magical 
quality to some individuals, who believe that it will ward off recurrence.

Families, recovered individuals, and caregivers should avoid abrupt 
good-byes. All may need to discuss their feelings about the relationships 
and ambivalence about termination. Each may wish to validate one an-
other, focusing on what they have learned from the illness struggle. Each 
may need to redefine the relationship.
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Sometimes individuals and families may have a need to acknowl-
edge caregivers by giving appropriate gifts of thanks. This often enables 
individuals to reciprocate, at least symbolically, the help they have re-
ceived. While this is understandable and appropriate, it may make some 
caregivers uncomfortable. It helps if hospitals, hospices, and nursing 
homes have explicit policies on gift giving for individuals may be hurt 
or offended if caregivers refuse inappropriate gifts. Stated policies offer 
caregivers a clear rationale in accepting or refusing a gift. In some cases, 
caregivers may even use such policies to appropriately redirect a gift. One 
recovered furrier, for example, wanted to give a favorite nurse a fur coat. 
She found the gift excessive and in violation of hospital policy but was 
able to suggest giving the coat in her honor to a hospital auction.

Not all situations end so graciously, nor are all feelings so positive. 
In some cases individuals may have unresolved feelings including anger 
at staff. Here it may be important to take action that brings a sense of sat-
isfaction. Individuals may wish to discuss their concerns with counselors, 
caregivers, or administrators. In one case a family was very upset at the 
emergency room of a local hospital that had misdiagnosed their mother’s 
heart attack. The emergency room had sent her home with a diagnosis 
of indigestion. Her personal physician insisted, upon hearing the report 
that same morning, that she be admitted to a larger university hospital. 
His action probably saved her life. Her family decided to deal with their 
anger by meeting with the local hospital’s administrator. When cases do 
not involve gross negligence or malpractice, individuals may need to find 
other ways to deal with anger, such as writing a letter that may never be 
sent, or adding an entry to a journal about their experiences and feelings.

In summary, recovery raises significant issues for individuals and 
families. Even in recovery there are tasks that must be worked through 
so that individuals can recover—not only physically, but psychologically, 
socially, and spiritually and go on to resume changed, but hopefully en-
hanced, lives.
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in the Terminal Phase

At a conference I once attended as a student, a speaker described the ter-
minal phase as the time when there is “nothing more to do.” Even then 
I thought that was a very unfortunate way to view the terminal phase of 
illness. While there may be little to do to effect a cure or even to prolong 
life significantly, there is still much that can be done to keep the individual 
physically comfortable and to provide psychological, social, and spiritual 
support. Even in this terminal phase, individuals can still live their re-
maining days with both quality and meaning. For some individuals and 
their families, the terminal phase can be a significant time, one that allows 
ill individuals to die with dignity and a sense of completion or perhaps 
even personal growth. It may be a time that offers families opportuni-
ties to say their good-byes in ways that will ease their deep sense of loss  
and grief.

The terminal phase begins when the medical goal changes from cur-
ing a person or maintaining that person in remission to providing pallia-
tive or comfort-oriented care. Now the chance of recovery or remission is 
remote. Death is not only possible; it seems predictable, even imminent.

This does not mean that the death always is easily predictable. Many 
persons, especially older persons, may suffer from multiple chronic con-
ditions such as heart disease, high blood pressure, and diabetes, for ex-
ample, in addition to perhaps a diagnosis of cancer. Managing multiple 
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diseases is complex and does not always allow a predictable prognosis. 
Rather than ask for a predictable timeframe, it is sometimes helpful to 
assess whether it would be a surprise if the patient died within the next 
6 months. Such discussions can allow families to consider options such as 
hospice.

Usually the terminal phase is first recognized and defined by medi-
cal staff. Based on the conditions, symptoms, tests, and responses to treat-
ment, physicians modify their definition of patients from “sick” to “dying.” 
This changed prognosis is usually communicated to other medical staff 
and even to families and patients through direct means such as physi-
cian comments, or sometimes through indirect means such as changes in 
treatment, subtle comments, or even evasions. One man, for example, told 
me that he first recognized his declining state when his physician ceased 
making his usual optimistic comments.

Often dying persons do not need a physician’s confirmation of their 
state. Aware of the changes they are undergoing, they sense their impend-
ing death. Individuals may have a fair degree of medical knowledge and 
recognize not only internal cues but also external cues about their condi-
tion. One client told me that his first inkling of impending death occurred 
when he commented that next spring he wanted to plant an herb garden. 
His wife grasped his hand tightly, and with tears glistening in her eyes, 
she cried out “Of course you will.” “She never,” he wryly commented, 
“showed much emotion about my gardening.” Moreover, ill individuals 
may have a high degree of sophistication about illness gleaned from inter-
action with other patients during the course of the illness, their own read-
ing, the Internet, and TV. They begin to acknowledge the imminence of 
death even if they vary in their acceptance of that fate (Schroepfer, 2006).

While individuals, families, and medical staff often share the per-
ception of the transition from ill to dying, this is not always the case. 
Sometimes the person or the family may be reluctant to admit that the 
individual is now dying. Some individuals or families may even hold out 
hope for spiritual intervention, holding on to the possibility of a mira-
cle that will offer a reprieve. In such cases, medical staff can respect the  
belief—even share the hope—while still allowing families to consider con-
tingencies. We too hope for that miracle but if it does not occur, would you like 
us to allow natural death?

Other times individuals or their families may perceive that death is 
near even when medical staff feel that the patient is not dying or when 
medical staff recognize their patient is dying but still continue, perhaps 
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inappropriately, to treat the person medically as if a cure or significant 
remission were expected. For example, both the radiologist and the  
oncologist wished to continue to treat one client now in the terminal phase 
of treatment. When challenged, the radiologist appropriately suggested 
that radiation would shrink a tumor that was creating discomfort and 
therefore aligned with the palliative goal. The oncologist could not really 
explain how continued treatment would be palliative.

Research has noted that families and medical staff often associate 
a good death as those that were expected by both staff and relatives. In 
addition, in good deaths there was an absence of distressing symptoms 
and appropriate medical treatment. Such a perception of a good death 
often influenced both staff morale and the subsequent grief of families 
(Costello, 2006; Glaser & Strauss, 1968; Sudnow, 1968).

In the beginning of this transition to the terminal phase the physi-
cal decline of the person may not be perceptible or it may be seen as just 
another stage in a long continuous decline. The person seems to be slowly 
fading away. As the physical decline continues, however, it is likely to 
accelerate and become more noticeable. When family and friends recog-
nize accelerated decline, they focus increased attention on the dying per-
son. There are varied ways that are used to scale the individuals decline, 
such as the Karnofsky (1949) score, the Zubrod (1982) score, or the Lansky  
(1987) score.

In the final period of the terminal phase, individuals may slip in and 
out of consciousness. By now staff, the family, and often the individual 
him- or herself recognizes that death is near, that the last weeks and days 
are at hand. This is the period for leave takings. Family, friends, and staff 
share their final farewells with the person, sometimes even when the  
patient is comatose. In some religious systems there may be a desire for 
final rituals such as Last Rites, receiving the Eucharist, or being blessed.

In this terminal phase, the client, even though dying, still retains basic 
human needs for contact and communication. A colleague, Edie Stark, at 
a professional conference, conducted one of the most valuable exercises I 
ever experienced. Edie asked this assembly of death educators and coun-
selors, “What do dying persons need?” Soon the blackboard was filled 
with responses: “Understanding,” “Honesty,” “Good care,” “Touch,”  
“Respect,” “Listening,” “Contact,” “Love,” “Relief from pain,” “Diversion,” 
“Humor,” and a host of other terms were quickly listed. “Now,” Edie con-
tinued, “What does a living person need?” Edie had made her point: A list 
addressing a living person’s needs would be the same. Basic human needs 
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do not change simply because the status or definition of a person changes. 
As long as we live, certain basic human needs remain the same.

Some human needs, however, are sorely challenged in the terminal 
phase, often by a misguided sense of protectiveness or by family or even 
medical staff’s own needs. One key need that is too often forgotten in this 
period is the need for open communication.

DISCUSSING DEATH

The question of whether individuals know and recognize their state is 
now often moot as a result of changes in medical practice. Most of the 
early research in this area took place at a time when standard practice 
was to “protect” the person from the information of impending death. 
Research (Glaser & Strauss, 1965; Sudnow, 1967; Doka, 1982) has indi-
cated the impossibility of this task as well as the negative effects of such 
policies. Often the practice of protection served to further isolate the dy-
ing person. For example, I once studied nurses’ interactions with dying 
people in a hospital that discouraged discussions of death. I found nurses 
often avoided uncomfortable conversations by avoiding dying persons  
(Doka, 1982).

In other cases inhibitions on discussions of death impaired the per-
son’s ability to finish personal business. When my aunt was dying of can-
cer, she became insistent about seeing me. I was somewhat surprised by 
the request because our relationship was cordial but not close. When I 
arrived at the hospital it was clear that my aunt wanted to see me alone. 
As my uncle left he whispered that my aunt didn’t know she was dying. 
As soon as he left she turned to me and said, “You know I’m dying.” I 
took her hand and didn’t say anything. My silent assent prompted her to 
make a request. She had become ill right after a move into a new commu-
nity and she never had the opportunity to formally join a church. She had 
been active in church all her life and it was important that she die a church 
member. But whenever she mentioned her desire to her husband, he told 
her she could join a church once she got well. Her request to see me was a 
last-ditch effort to break the bonds of pretense.

However, patients should never be forced to face death when they 
choose not to do so. There are some caregivers, and even family members, 
who feel that the failure of the patient to openly acknowledge and discuss 
death is a sign of denial that is deemed unhealthy. Nothing can be less true 
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or more destructive. The reality of “middle knowledge” means that patients, 
even in the last days of their lives, will move in and out of the awareness 
of death’s imminence—sometimes accepting that truth, other times deny-
ing the inevitable prognosis. Open communication focuses on the needs of 
the patient—what the patient wishes to address rather than the desires of 
formal or family caregivers. The goal of open communication is to keep the 
dialogue open. If we respond “yes” to a patient’s query of whether he or 
she is dying, there is little more to say. Questions that allow the dialogue to 
continue would be much more in the interest of the patient.

When my father was dying, we (and my father was very much part 
of the decision) chose hospice care. While the care was excellent, there 
was one moment I wished would have turned out differently. My father, a 
highly independent man until his final illness, asked his hospice nurse one 
day when he would be able to drive. In a way, it was an unusual question. 
He was now so weakened that he barely left his bed. The nurse, surprised 
at the query, responded that he would never drive again—he was dying. 
He became angry. Always a gentle soul, he never complained, but turned 
his head and never really spoke to her again. It would have been far bet-
ter to respond in a different way: “You really must miss driving. It is hard 
to be so immobile. Where would you wish to drive?” Any one of those 
responses would have been both honest and kept the conversation open.

Dying individuals themselves should be allowed to set the tone for 
conversation. By their own comments, individuals will indicate what they 
want to talk about and when it is comfortable to do so. My advice to fami-
lies and caregivers has always been to do a lot of listening. The goal is to 
allow for open communication.

Open communication means many things. First, it allows “give and 
take.” There are two things that can inhibit that process. One is when oth-
ers take a protective attitude, being reluctant to truly communicate, limit-
ing opportunities for interaction, even employing evasion and deception. 
Communication, though, can also be inhibited when others overwhelm 
the patient, answering questions with so much information, so much truth 
that the patient cannot digest or even hear all that is said.

In communicating with dying persons there are some key guidelines 
that should be recognized:

 Let the individual set the tone. Often an individual’s questions and com-
ments will indicate what he or she wants to discuss. Because of “middle 
knowledge,” it is important to recognize that the needs may change 
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with different visits, and even with different stages in a single conver-
sation. It is not unusual to have a meaningful conversation about an 
individual’s fears and anxieties about dying one day only to return the 
next day and discuss a cruise a patient wishes to take when recovered.

Some people will chose never to talk about death. One man, rec-
ognizing that he had cancer, went over his affairs with family. But from 
that initial point he made it clear that he wanted to avoid conversations 
about death. Such defenses as denial or avoidance have to be respected 
unless they endanger the person or others.
 Listen and reflect. A chaplain told me that one of the most significant en-
counters she ever had with a dying person was when she simply sat and 
stroked the dying woman’s hand while that woman shared her feelings 
and fears. Many times caregivers may find the simple act of listening 
difficult. They so want to say something, anything, to contribute to the 
conversation, break the silence, solve the problem, or bring some com-
fort. Yet often a receptive silence, perhaps combined with some sup-
portive touch, can be far more effective.

Similarly, when caregivers do respond it is often helpful to respond 
in ways that allow the individual to reflect. Responding to a question 
such as “Am I going to die?” with another question such as “Are you 
scared?” conveys the message that one is willing to discuss any con-
cerns, while still allowing the individual the freedom to choose what to 
talk about. Such a response also permits both the dying person and the 
other person an opportunity to really understand what is being asked.  
Sometimes patients do not really want their questions answered.
Remember one’s own role. In court cases hearsay and speculation are not 
allowed. The same should hold true for communication. Questions best 
answered by physicians should be directed to them. Encourage direct 
communication. Sometimes this may mean being an advocate, inform-
ing medical personnel of a patient’s needs or helping individuals find 
ways to address their concerns.
Communication is nonverbal and paraverbal as well as verbal. Counselors can 
communicate much by paraverbal factors such as tone, loudness, and ca-
dence as well as nonverbal actions such as expression. Clear discomfort, 
avoiding patients, limiting opportunities for privacy—all communicate 
much louder than words a reluctance to hear someone’s concerns.
Always allow hope. In one’s responses to dying persons, take care not 
to extinguish hope. Nothing you say should extinguish the hope that 
someone holds, however unrealistic it may be. One counseling intern 
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felt that she had violated honest communication because she had re-
sponded to a clearly dying person’s comment that “I hope I can re-
cover” with the statement, “I hope so, too.” She had not failed: She had 
allowed the person to set the tone, and she had responded in a reflective 
way, with an answer that was sensitive to the patient’s own needs at 
that moment. Moreover, she was kind. One wise instructor once told me 
that “hope should not expire before the patient.”

DECISIONS IN THE TERMINAL PHASE

When patients move into the terminal phase, they and their families may 
have to make a number of decisions that can affect not only the quality of 
the patient’s remaining life but also the ways that families adjust following 
the death. Often the decisions, such as should the patient enter a hospice 
program and at what point should interventions be ended, are critical.

Motivational interviewing can be a useful counseling approach in 
assisting such decision making. This approach, originally designed for 
substance abusers, is a directive style where the counselor develops a thera-
peutic alliance to assist clients in working through discrepancies between 
their values and behaviors (Miller & Rollnick, 2002). For example, counselors 
can assist clients in understanding the divergences between their advanced 
directives and care choices in terms of their values for an appropriate death.

Should the Person Enter a Hospice Program?

While other phases of life-threatening illness may be experienced within 
the home and community, the terminal stage is usually experienced within 
institutions. Almost 70% of people die in hospitals or nursing homes. 
Many observers have noted that hospitals, because they emphasize in-
tervention, aggressive treatment, and cures, are ill suited to care for the 
dying. In these settings dying persons often receive less attention from 
staff because staff is discomforted by death. Costs for end-of-life care are  
unnecessarily multiplied. Psychosocial needs of the dying often are  
ignored. In an atmosphere that emphasizes a medical model with cure or 
control of disease as desired goals, palliative care, and particularly pain 
control, is sometimes underemphasized. Patients may be subjected to 
overzealous maintenance or overly aggressive treatment as medical staff 
seeks to ward off death.
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Obviously, the reality of how dying persons are handled varies 
among institutions. In any case, numerous variables influence the ways in 
which institutions both view death and treat their dying clients. Nonethe-
less, the observed failure of hospitals to adequately handle death led in 
the early l970s to the hospice movement. As a social movement hospice 
care has had phenomenal success in the United States, growing from a 
single hospice in 1971 to over 3,000 today.

Hospice in the United States is more of a philosophy than an insti-
tution: Although hospice care takes place in free-standing hospices and in 
special hospice units of hospitals and nursing homes, much hospice care 
is provided at home. Hospice has a philosophy that emphasizes palliative, 
comfort-oriented care, placing great attention on the management of pain 
and distress. Hospices have also stressed holistic care that addresses psy-
chological, social, and spiritual needs as well as medical and physical needs. 
Hospice programs have pioneered a team approach in which physicians, 
nurses, social workers, counselors, and volunteers join with the dying per-
sons and their families in the determination of care. This is a distinct differ-
ence from the physician-centered mode of care generally found in hospitals. 
Hospices often emphasize maintaining the continuity of the dying person’s 
life by attempting to provide much care at home; institutionalization is gen-
erally a last resort. Hospices also recognize a continuing need to provide 
services, such as bereavement counseling for the family, after the death.

Sometimes people are reluctant to use hospice programs. Many may 
not have heard of the hospice philosophy or may not even be aware that hos-
pice programs exist within their communities. Sometimes caregivers are re-
luctant to discuss hospice programs with families since they believe the topic 
might upset them. Families and dying individuals may believe that entering a 
hospice program means “giving up.” Or they may be troubled by the errone-
ous belief that once an individual enters a hospice program, he or she will not 
be able to leave it and will lose eligibility for conventional heath care.

As a result of such misinformation, many people who would benefit 
from a hospice program fail to enter one, or enroll so late in the illness that 
hospice really cannot provide them with a full range of services. Enrolling 
a person in hospice when the individual has only a few days to live and 
is semi- or virtually comatose means that the person cannot draw upon 
the counseling services and social support that hospice can provide to  
increase the quality of remaining time.

Hospice programs can be a wonderful resource for a dying person 
and the family. Hospice physicians and nurses often excel at keeping 
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individuals physically comfortable. Counselors, chaplains, and social 
workers can assist patients and families to meet psychological, spiritual, 
and social needs. Volunteers can often help with care, providing needed 
respite for families. Bereavement counseling and support groups can as-
sist families after the death. Many times family members are so impressed 
with hospice services that some become hospice volunteers themselves.

Physicians, hospitals, and social service agencies can offer referrals 
to local hospice programs; many are listed in the phone book. Many hos-
pice programs can accept Medicare or other insurance. Information about 
local hospices can also be obtained through the Hospice Foundation of 
America or the National Hospice and Palliative Organization.

While hospices are a welcome option, they may not be appropri-
ate for every person in the terminal phase. Many hospice programs, es-
pecially home care, require the participation of a “primary care giver” 
such as a spouse, other relative, or friend who can provide ongoing care. 
Many individuals, particularly elderly ones, may not have such a person. 
In some cases hospice care will be inappropriate for medical reasons— 
perhaps neither the dying individual nor the family are ready to recog-
nize that there is no hope for cure or significant extension of life. Certain 
conditions have to be met if a person is to die at home. Family members 
have to be willing to nurse their loved one, have basic training in fun-
damental nursing skills, and have information about the dying process. 
Special equipment may be required. And both moral support and flexible, 
multidisciplinary assistance will be needed.

In recent years, many hospitals have begun palliative care units. 
These programs seek to apply the principles common to hospice within 
a hospital setting and may offer an additional option for care at the end 
of life. In addition, many hospices now offer bridge programs where they 
provide, through their own specialists, services such as holistic care, pain 
management, and symptom control even as the patient continues to seek 
life-extending treatment—easing the eventual passage to hospice care.

Ethical Issues at the End of Life

Patients, their surrogates, and their families may have to make a series 
of ethical decisions at the end of life. These ethical decisions may include 
such issues as what medical interventions might be implemented, re-
fused, or withdrawn; whether or not artificial hydration and nutrition 
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should be begun or withdrawn; whether to donate bodies, tissues, or  
organs; whether or not to accept palliative sedation in which the patient is 
totally sedated in order to ease intractable pain; and possibly whether the 
patient might take actions to hasten death such as, where legal, physician-
assisted suicide.

It is beyond the scope of this book to fully explore the ethical impli-
cations of such decisions (see Doka, Corr, Tucci, & Jennings, 2012; Doka, 
Jennings, & Corr, 2005; Fins, 2006; Werth & Blevins, 2009). However, there 
are some considerations that counselors ought to consider as they assist 
clients, surrogates, and family members.

Jennings (2008) argues that current end-of-life ethics are highly  
individualistic—emphasizing the ultimate autonomy of the patient.  
Jennings then calls for a more ecological perspective that understands the 
effects of these ethical decisions on the larger community of family and 
friends. For example, a health surrogate—the person entrusted to make 
health decisions when the patient lacks the capacity to do so—is expected 
to follow any advance directives of the patient. In the absence of a clear 
advance directive, or in seeking to apply the patient’s expressed wish to 
an often more ambiguous medical reality, the surrogate is expected to sim-
ply assess what the dying person would choose, or if that is unknown, 
what a “reasonable person” would wish. Interestingly, though the surro-
gate has responsibility for the decision, there is no attention paid to what 
the surrogate’s or the family’s values and preferences are. This is a critical 
point as the ethical decisions that are made at the end of life may seriously 
influence the consequent grief of the family (Doka, 2005).

Counselors then support clients in a number of ways as they strug-
gle with these ethical concerns. First, they can provide information and 
assist in clarifying options and choices. Second, counselors can encourage 
a deliberate and inclusive process where individuals who are dying (when 
they are able), families, and surrogates consider not only the wishes and 
values of the dying person but also the implications of these decisions 
upon the intimate network. Third, counselors can advocate for families. 
Many times medical staff may wish to quicken this process. Families may 
need space and time to process these decisions. Finally, after the death, 
family members and surrogates may need to review their decisions.

Counselors also should acknowledge the stake that staff members 
have in these decisions. For counselors that work in health care facilities, 
staff may need support lest these decisions create a sense of moral distress. 
In assisting families, particularly in decisions such as hastening death, 
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counselors have to be aware of their own values as well as local policies 
and legal mandates. Recently many professional ethical codes have begun 
to consider end-of-life ethics. A number of these codes allow counselors to 
counsel clients considering assisted suicide as long as they do not actually 
participate in a criminal act. Counselors taking on such a role may wish 
to obtain legal advice before they proceed as to whether even counseling 
in such situations violates state or local laws or runs afoul of professional 
licensing entities. Finally, counselors need to concede the ways that this 
process may be challenging for them as well and exercise good self-care.

TASKS OF THE TERMINAL PHASE

In the terminal phase the medical goal has changed from curing illness or 
prolonging life to providing comfort. The tasks in this phase reflect that 
transition. Comfort—physical, psychological, social, and spiritual—is the 
paramount concern. In order to achieve that comfort, individuals have to 
face numerous problems that may challenge that goal. The tasks of the 
terminal phase include:

Dealing with symptoms, discomfort, pain, and incapacitation
Managing health procedures and institutional procedures
Managing stress and examining coping
Dealing effectively with caregivers
Preparing for death and saying good-bye
Preserving self-concept
Preserving relationships with family and friends
Ventilating feelings and fears
Finding meaning in life and death

Dealing With Symptoms, Discomfort, Pain, and Incapacitation

The terminal phase is generally characterized by constant physical de-
cline. Dying individuals need to cope with the increasing intrusiveness 
of symptoms. They are likely to become progressively weaker and more 
fatigued. Physical deterioration may occur as well, affecting both identity 
and self-esteem. Throughout this period the dying may become increas-
ingly dependent upon others.
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A number of issues may emerge as caregivers assist their patients 
in dealing with these issues. First and foremost is the issue of pain con-
trol. Some degree of pain may be a constant companion throughout the 
experience of life-threatening illness. Perhaps it was the first symptom 
that signaled the onset of the illness. Often it is an intermittent or ongoing 
problem throughout the chronic phase. In the terminal phase, with little 
activity and diversion, pain can become a pervasive reality.

Pain and suffering are multifaceted realities, experienced on many 
levels. On a physical level, pain may be experienced acutely, in sharp 
intense periods, and/or chronically. Spiritual pain may result as people 
struggle with the meaning of life and death. The dying person may suffer 
the psychological pain of dealing with anxiety and loneliness, and social 
pain in coping with interpersonal loss. There may be financial pain, as 
when individuals worry about the financial impact of their illness and 
death on their families

Often neglected in the study of pain is what might be called gender 
pain. This pain is caused when someone is treated not as a person, a man 
or a woman, but as an object. Any modesty the person may feel is dis-
counted or ignored. One of the best illustrations I know of this occurred 
on grand rounds a number of years ago. A group of doctors, unannounced 
and unanticipated, surrounded the bed of a 7-year-old leukemia patient. 
Yanking up the boy’s shirt, the head physician stated, “Notice the spleen.” 
After each resident had poked around a bit, they all left. There may be 
other manifestations as well. People may feel the loss of body image, a loss 
often exacerbated by the neglect of gender-related rituals such as mani-
cures, hair grooming, or shaves. Individuals may also recognize that their 
sexual needs are ignored. They are no longer allowed to enjoy lovemaking 
or even cuddling or other forms of intimacy. This too can add to a person’s 
pain and subsequent withdrawal.

One wise nurse practitioner, Phyllis Taylor (1983), defined the ever-
present reality of all these forms of pain as “the most critical problem in 
the terminal phase.” According to Taylor, pain sets up a destructive cycle 
that saps coping resources. Pain, in all its forms, often results in insom-
nia since pain is most intensely experienced at night when there is little 
diversion. This leads to greater irritability, causing family and friends to 
further isolate the person. This isolation increases the patient’s depression, 
lessens coping abilities, and further exacerbates pain. Pain management, 
therefore, is the basic precondition to maintaining the quality of life and 
social relationships.
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In the past 20 years, there has been incredible progress in pain man-
agement. A range of strategies including pharmaceutical, surgical, radia-
tion therapy, as well as alternative therapies exists to alleviate pain. There 
is increasing recognition that since suffering is holistic, pain management 
must be team oriented as well, employing social workers, counselors, and 
chaplains along with health professionals. Today’s medicine often has the 
wherewithal to offer only a small minority of patients both pain control 
and some degree of mental clarity. In cases where pain is intractable, pal-
liative sedation may be an alternative.

Yet, while there is an ability to manage pain, there is often a sig-
nificant gap between knowledge and practice (Doka, 2006). Counselors 
then have a role as advocates. They may need to remind medical staff 
that, now that the terminal phase has been reached, medical goals have 
changed from curing illness or prolonging life to palliative goals. Coun-
selors may suggest alternatives such as hospice care where palliative 
goals are clearly recognized and the dying individual’s comfort is the 
basic priority. Previous medical concerns such as the danger of addiction 
or the physical risks associated with pain medication, though possibly 
legitimate during the acute or chronic phase, have less viability in the 
terminal phase and so may be gently challenged. Research has indicated 
that contingent strategies, that is, offering the terminally ill medication 
on request, can reduce anxiety and eliminate the need to display pain 
as antecedent to medication, thereby actually reducing the amount of 
medication requested.

Once pain is controlled, individuals can address other issues asso-
ciated with physical decline. Individuals may need information on the 
meaning and nature of varied symptoms. Is this symptom or disability 
permanent or might it possibly subside? Is it to be expected? Can it be 
treated? What other symptoms might be expected? In addressing these 
cognitive concerns, caregivers need to be sure of the person’s real ques-
tions. The question “What will occur?” may be a request for information, 
a cry for reassurance, or a desire to plan. Only when counselors take time 
to fully understand the context of questions can they provide answers that 
are both honest and meet an individual’s needs. For example, a man suf-
fering from cancer rather casually asked me if the back pain was normal. 
In discussing his concerns he revealed that he had deep fears that this pain 
might mean the cancer had spread to his spinal cord, evoking fearful im-
ages of an uncle’s death from a different form of cancer, a death that left 
his uncle incontinent and paralyzed.
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Questions about symptoms may reveal underlying feelings too. 
Individuals may need to discuss what these symptoms and increased 
dependency mean to them and what they are feeling. There may be be-
havioral dimensions as well. They may need to develop ways that they 
can more effectively cope with new and increasing limitations and in-
capacitation. Even limited intervention can help maintain dignity and 
reinforce a small sense of control. One man, for example, facing deterio-
rating bladder control, was able to develop an “emergency” code on his 
nurses’ button that allowed him a “fighting chance” to get to the bath-
room in time. And finally, in the face of continued evidence of physical 
decline, individuals may wish to review treatment decisions and contin-
gencies such as durable power of attorney, living wills, or decisions not 
to resuscitate.

Managing Health Procedures and Institutional Procedures

Because, in some cases, the terminal phase may be lived within institu-
tions, clients have to cope both with the stresses of institutional life and 
with sometimes painful institutional procedures. Goffman (1961) has de-
scribed the varied disconcerting aspects of institutional life, such as the 
facts that treatment is based on organizational rationality rather than indi-
vidual choice, institutions control very basic behaviors such as eating, and 
that all 24 hours of every day are spent within a single limited environ-
ment. Goffman also notes that these factors can generate a sense of role 
dispossession and depersonalization. In a hospital, one can be reduced to 
an object of medical care, losing personhood in the process. One’s previ-
ous life and position can seem lost. These stresses can be exacerbated in 
certain units such as intensive care where rules are far more stringent.

The first question individuals and families need to consider is 
whether the institution is an appropriate place. Alternatives to institution-
alization in hospitals and nursing homes, such as home care and/or place-
ment in a hospice or palliative care unit, may minimize or eliminate many 
stressful conditions.

When such options are not available or useful, other strategies may 
assist in reducing institutional stress. Counselors can assist families and 
dying individuals in identifying and exploring factors that create stress. 
Once these issues are identified, one can develop strategies to cope 
more effectively with them. In some cases, a caregiver can serve as an 
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institutional advocate or assist in empowering ill individuals or their fam-
ilies to create exchanges. For example, one man found his room stressful, 
since it overlooked a busy street. His wife was able to assist in getting the 
room changed. In other situations no easy solution may be possible and 
counselors may have to assist individuals in developing more effective 
ways to adjust to the stress.

Often issues of depersonalization and powerlessness can underlie 
a person’s concerns. Thus, empowering individuals and families to deal 
with these issues, or serving as an extension of the power of the person, 
serves a twofold function. Not only does it resolve the immediate problem, 
it also reaffirms an individual’s sense of power and control at a time when 
he or she may feel such control is missing. The individual’s concern with 
control has other implications. It suggests the importance that even minor 
factors can have in exacerbating stress. For example, one man was very 
upset with bureaucratic slowness in replacing his broken TV. Staff could 
not fully appreciate his concern, since his roommate was graciously shar-
ing his TV. However, for the individual in question the failure to replace 
the TV reinforced his own sense of powerlessness and depersonalization, 
exacerbating his stress. Counselors can help to reinforce a sense of control 
by providing choices whenever possible. Such choices may include sched-
uling times for treatment, having a role in selecting staff, and deciding on 
the presence of others in treatment.

Even knocking on an open door returns power to people. I learned 
this lesson early. In my clinical training I met a successful businesswoman 
now dying of cancer. Each morning I knocked on her door and asked if I 
could make an appointment to talk. She would open up her appointment 
calendar and we would negotiate a time. Personalizing the environment 
may also mitigate institutional stress. Determining a suitable form of ad-
dress, allowing personal effects, and allowing modifications of the envi-
ronment increase comfort and lower the stresses of institutional life.

Managing Stress and Examining Coping

In addition to managing institutional stress, dying individuals have to 
cope with all the stresses of dying. Roberts (1988) has pointed out that 
dying is an insolvable crisis insofar as nothing the individual can do can 
change the fact of impending death. To Roberts, the crisis of dying can 
overwhelm a dying individual’s coping mechanisms.
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Caregivers, counselors, and family members need to respect and 
to support each individual’s attempt to cope with the crisis of dying.  
Although individuals’ ways of coping may differ, caregivers and families 
should remember that their major goal in this phase is to maintain comfort.

No individual’s methods of coping should be challenged unless they 
affect the health of others or the dying person’s well-being. It is worth-
while for family and caregivers to explore with dying persons ways to 
reduce any stress they are experiencing. In some cases dying persons may 
wish to minimize stress by withdrawing from stressful situations. For ex-
ample, one man dying from cancer decided that he really had to with-
draw from his small business. As difficult as that was for him to give up 
that role, it eliminated a great deal of additional stress. In other situations 
modifications in the person’s environment may eliminate some sources 
of stress. In one situation the hospital where a young boy was dying from 
cystic fibrosis relaxed its rules on both the number and ages of visitors.

In still other situations, providing additional psychological, social, 
and spiritual support or strategies such as diversion and imaging can help 
the dying person cope with any stress. For example, one dying woman 
found visits from an unstable sister upsetting. Not wishing to bar her sis-
ter’s visits totally, she did arrange for other relatives to be present when-
ever her sister visited.

While it may be worthwhile for individuals to examine their ways 
of coping, individuals may not have the energy or time to develop new 
coping styles. In these cases caregivers should emphasize adapting coping 
style to the crisis. For example, if someone is responding to a crisis with 
inappropriate anger, it would make sense to try to direct the response into 
different channels rather than spending a great deal of time in exploring 
the roots of that anger. As much as possible, use support and respect cur-
rent coping strategies.

One particular stress in the terminal phase arises from the sense that 
time is running out. Caregiver and family sensitivity to that issue can con-
siderably reduce a dying individual’s level of stress. I once read a handout 
at a hospice conference that listed a variety of comments and requests 
from dying persons. A second column listed typical responses. A third col-
umn listed a suggested response. The requests were things like “I would 
love to smell a rose” or “I’d enjoy a pepperoni pizza.” Typical responses 
were statements such as “Tomorrow I will pick you a rose” or “Thursday 
the menu includes pizza.” The suggested response was always the same: 
“Do it now!”
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Dealing Effectively With Caregivers

Individuals and families have to deal with numerous caregivers. Through-
out the terminal phase they may have to cope with physicians, nurses, 
therapists, technicians, psychologists, social workers, chaplains, volun-
teers, and more. All these people will have their own personalities and 
characteristics. And in many cases patients and families will be forced into 
interactions in which they have little control, with persons whom, to vary-
ing degrees, they may find difficult. Too many, even well-meaning, help-
ers can overwhelm individuals who have limited resources.

Counselors can assist individuals and families to honestly and 
openly share and explore their relationships with varied caregivers. This 
provides opportunities to consider factors that might facilitate or impede 
relationships with caregivers, to examine any underlying patterns in rela-
tionships, and to identify and solve any problems with difficult relation-
ships. Often such examinations may even provide insights into their own 
relationships with each other and with other informal caregivers among 
family and friends. It may assist in identifying personal factors and ste-
reotypes that might affect interaction with caregivers. Family members 
and ill individuals also have to recognize and explore the possibility that 
they may be projecting their own unresolved feelings and conflicts on to 
staff. For example, as an individual slides into a terminal decline, both 
the family and the dying person can feel tremendous anger. This hostil-
ity can be directed toward caregivers. Sometimes one particular caregiver 
becomes the focus of this anger. One older woman I counseled was able to 
recognize that her dislike for one particular nurse was a projection of un-
resolved feelings toward her sister. In another case an African American 
man was able to recognize that his negative reaction toward the various 
nurses and aides was connected to antipathy for West Indians.

In some cases staff may not recognize personal feelings and behav-
iors that inhibit their reactions to certain individuals. Caregiving staff may 
need assistance in understanding why others perceive their own inter-
personal styles negatively. They may need to identify their own hidden 
agendas, and reaffirm the fact that individuals have their own ways to 
face impending death, perhaps including defenses, such as denial, that 
some caregivers find troubling. Naturally, family must interact carefully 
and gently lest they needlessly complicate their own relationships with 
these caregivers and exacerbate any existing conflicts between the patient 
and these caregivers.
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Caregivers too have to be careful of the phenomenon of splitting. In 
splitting, the family often divides the staffs into the good, caring caregivers 
and the others who are defined negatively. They then advertently or inad-
vertently play these two groups against each other. It is easy for caregivers 
to fall into this as one often likes to believe that one is just a bit more sensi-
tive, caring, and competent than one’s peers. Unfortunately this splitting 
exacerbates conflicts, creating triangles among caregivers, patients, and 
families, often impairing both morale and relationships. Faced with such 
complaints caregivers ought to assist family members in directly resolving 
any issues with staff members.

There are other things family members can do to build positive rela-
tions between the dying individual and staff. It is important to help staff 
to see the individual as a person rather than simply as a patient. Personal 
effects of the individual can generate a sense of individuality. One male 
patient’s “grandpa” pajamas were a constant conversation starter with 
staff. Another simple but effective strategy for families is to fill a small 
bulletin board with pictures of the individual’s family and the individual 
him- or herself engaging in favored activities. Such simple things often 
can facilitate interaction and the discovery of common interests shared by 
the patient and caregiving staff. Moreover, pictures and the like serve as a 
constant reminder of the personhood of the patient.

Preparing for Death and Saying Good-Bye

There is a process of anticipatory bereavement that complements the pro-
cess of anticipatory grief. In the latter individuals mourn a loss that is an-
ticipated. In the former individuals take objective actions in anticipation 
of, or in preparation for, that loss.

Some dying persons may wish to get their affairs in order in prepara-
tion for death. “Putting one’s affairs in order” can mean different things 
to different people. It may mean arranging financial affairs: making sure 
papers are in order, that the family is aware of critical details, that final 
decisions regarding business are carried out. It may involve actions re-
garding family relationships: The dying person may seek to reconcile with 
an estranged relative, receive a visit from a loved one who has moved far 
away, or say good-bye to every member of the extended family. They may 
wish to plan their own funerals.
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Counselors can have vital functions when dying persons approach 
this task. In some cases they can assist individuals in their work, perhaps 
by serving as intermediaries. In other cases they can review with the per-
son the decisions he or she has reached; in cases where decisions may 
be hastily made or impaired by physical or mental disabilities resulting 
from the illness, caregivers can help guide the individual to make better 
decisions. The decisions individuals make at this point may be of critical 
importance since they may affect the individual’s spiritual need to die ap-
propriately. Counselors can help them define what is appropriate for them 
as well as empower them to control that process as much as possible, and 
they can interpret their actions and wishes to other family members or 
staff. For some individuals “dying appropriately” may mean peacefully 
accepting death. For others it may signify a desperate struggle right up to 
the very end.

Throughout this period there may be additional moments of crisis 
and distress caused perhaps by the knowledge that there is nothing more 
to do medically, by new disabilities that presage further dependence, by 
medical crisis, or by final decline. One man, for example, who described 
himself as resigned to death, found his equilibrium disturbed when fur-
ther physical deterioration left him incontinent. He openly wept at this 
new indignity, complaining that he was destined to leave life as he en-
tered, in an infant-like state of dependence.

In the final phases some individuals may find it important to say 
good-bye. Other individuals may seem to hold on, perhaps waiting for 
a particular individual to visit or a significant date to arrive. Some may 
seem to withdraw. Counselors may have a role in helping interpret these 
and other behaviors to family and friends, as well as providing support, 
referral, and assistance at the time of the death.

As indicated earlier in this section, some individuals may choose this 
time to settle any unfinished business. They may have a need to reconcile 
with an estranged friend or relative or ask forgiveness. Byock (1997, 2004), 
for example, suggests that dying well (and living well) entails four state-
ments: Please forgive me, I forgive you, thank you, and I love you. I would 
readily affirm the value of such statements. However, it is important to 
remember that these are options that ought to be offered a dying individ-
ual rather than a prescription that must be followed. Shneidman’s (1982) 
earlier mentioned dictum that individuals need not die in a state of psy-
choanalytic grace still holds.
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One of my most painful consultations involved a nurse who felt 
badly that an older man who was dying had not spoken to his brother for 
nearly 40 years over a dispute about an inheritance. She learned that the 
brother lived just a few blocks away. She asked her patient if he would 
be open to seeing his brother. The patient replied that his brother knew 
where he lived and was welcome to apologize whenever the brother 
wished. Approaching the brother, she received a similar response. The 
brother would come whenever the patient was willing to make amends. 
The social worker created what I called a sitcom ruse, convincing each 
brother that the other was now ready. She was convinced that once they 
met, their animosity would evaporate in the face of death.

It did not.
As soon as they realized the ruse they began shouting at each other 

and her. The ill brother died in the midst of the conflict with the surviving 
brother shouting at him until ushered out of the room.

It is important then not to force any issues. In fact, some clients will 
continue to function as if death will never come. Counselors need to under-
stand and respect that strategy as well and perhaps even help families to 
understand the basic truth that everyone chooses his or her own way to die.

Preserving Self-Concept

In the terminal phase, self-concept is assaulted in many ways. Physical dete-
rioration resulting from the disease can damage self-image and self-esteem. 
Such deterioration, often joined with decreased energy levels and increased 
disability, may lead to withdrawal and disengagement from social roles and 
relationships. The underlying condition or the fact of impending death can 
create a sense of stigma, of being different, that can inhibit interaction with 
others. Erving Goffman (1963), in his book Stigma, describes this reaction as 
a “flooding” in which the stigma becomes so overwhelming that it impairs 
the ability to function in other roles. The dying individual is no longer seen 
as a wife or husband, a mother or father, a sister or brother, a good neigh-
bor, a teacher, or whatever, but only as someone who is dying. People then 
become awkward or embarrassed in the dying person’s presence, and they 
withdraw from him or her. A destructive cycle is set in motion in which the 
terminally ill person, treated as less than human, begins to perceive him- or 
her-self in such a way. This may be particularly evident when severe disfig-
urement accompanies the illness.
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The counselor’s own treatment of the ill individual will be an im-
portant factor in the individual’s ability to preserve a sense of self. More-
over, it models effective interaction for family members and even medical 
staff. Treating the dying person as normally as possible is essential. The 
counselor may again need to serve as an advocate for the patient who is 
dying. Continued emphasis on daily tasks such as grooming and dental 
care reinforces a sense of personhood. The use and care of articles such as 
glasses, false teeth, prostheses, or wigs can reinforce aspects of identity. 
The ill individual still needs to be treated as a man or woman, and his or 
her privacy and dignity still must be maintained. Touching can be particu-
larly important; for physical contact emphasizes the important reality that 
illness or nearness to death has not made the person unclean or untouch-
able. However, ill persons should never be touched or hugged without 
their permission, for touch may be physically painful, psychologically  
uncomfortable, or culturally inappropriate. Observing individuals’ com-
fort with touch, or asking them whether they are open to touch, can avoid 
creating such discomfort. Finally, models of care that allow individuals 
mutual participation in treatment not only reinforce a sense of self but also 
reinforce coping and decrease medical resistance.

As in the chronic phase, ill individuals have to consider the effects 
of illness on other roles and relationships. In this ongoing process indi-
viduals may need to decide which roles they must let go, which they can 
maintain, and which can be redefined. And they can explore the effects of 
those changes on their own sense of self.

Preserving Relationships With Family and Friends

For the reasons discussed in the previous section, relationships with fam-
ily and friends often deteriorate in tandem with the physical health of 
the individual during the terminal phase. Because the person is perceived 
now as dying, family and friends may withdraw, have problems with 
knowing how to interact, or become overly protective and paternalistic.

Counselors can do three things to help individuals preserve their 
relationships with family and friends. First, the effects of the illness on 
relationships should be reviewed. For example, if an individual complains 
of loneliness, the counselor can examine the degree to which he or she is 
isolated as well as factors that may be contributing to isolation or to a feel-
ing of loneliness. In some cases the individual may not be isolated at all. 
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For example, a feeling of loneliness may result from a lack of meaningful 
encounters.

In one case a woman dying of cancer wanted to discuss her feelings 
and her fears for her family after her death. The family had great difficulty 
with such communication, often trying to deflect such serious thoughts. 
As a result, she felt increasingly dissatisfied and lonely even though she 
had a constant stream of visitors.

In other cases loneliness can result from an objective isolation. 
Causes can vary from the family’s disengagement and discomfort, to the 
person’s own behaviors, such as intense anger, that may be driving the 
family away. Once the effects of the illness on relationships are under-
stood, the dying person, the family, and the counselor can develop ap-
proaches to mitigate such effects.

Second, it is important to review family interactions for possible nega-
tive behaviors. For instance, family behaviors around meals and eating 
can be very revealing. Families can often become highly agitated when cli-
ents cease to eat. Such an act may have multiple meanings to the family— 
suggesting perhaps that the individual has now given up or that death in 
imminent and unavoidable. Family members may not always recognize that 
needs change and appetite may be affected by illness and treatment. I have 
sometimes seen families treat a 90-year-old man like he was a 9-month-old 
baby, frantically trying to convince him to eat. Counselors can not only edu-
cate families on the changing physical needs that result as persons approach 
death, but also can help teach them other ways they might nourish the client 
spiritually and emotionally by affirming their love and support and sharing 
valued reminiscences. In other cases, family members can focus so much on 
the bright side that the individual’s real concerns are ignored.

Third, counselors are helpful in enabling families, friends, and indi-
viduals to interact more effectively with one another. Dying persons and 
their families sometimes need to be told that they are misinterpreting sig-
nals. In one case, a middle-aged man dying of cancer complained to me 
that his wife was withholding information about the school and behav-
ioral problems of their teenage son. I discovered that she was reluctant 
to “dump” more problems on her dying husband, particularly because in 
the recent past he seemed to balk when these topics came up in conver-
sations. With my assistance they were able to understand past commu-
nication difficulties. The husband recognized his own ambivalence: On 
the one hand he was the boy’s father, but on the other hand, there were 
days when he just could not cope with another problem. The husband and 
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wife were able to develop a code that could communicate their intentions.  
Every day the husband would ask about their son, Sean. When she had 
had problems with Sean, the wife would answer, “You know Sean.” The 
husband would follow up on days when he felt able. On other days, he 
would simply sigh and say, “That Sean.” Moreover, both husband and 
wife were able to identify alternate sources of support to assist the wife 
and son. In summary, then, counseling can assist families in recognizing 
that all human needs remain in force until the very end of life.

Counseling may also include advocacy with hospital staff. In some 
cases, dying persons may need modifications of procedures or space so as to 
meet these needs and preserve meaningful relationships. One hospital was 
very sensitive to married couples’ needs to preserve sexual intimacy, provid-
ing them with the space and privacy they required. However, a counselor 
did have to advocate for similar private space and time for a gay couple.

Ventilating Feelings and Fears

While individuals may experience a wide range of emotions in the ter-
minal phase, anxiety, sadness and depression, and guilt are particularly 
common in the terminal phase. Pattison (1978) notes that dying persons 
can have numerous anxieties arising from fear of the unknown, loneliness, 
sorrow, loss of family and friends, loss of control, suffering and pain, re-
gression, and a variety of other sources. Pattison further suggests that anx-
iety can be alleviated by the caregiver’s supportive presence, a willingness 
to explore fears in an open and honest way, and a readiness to advocate, 
when suitable, for more effective pain management or more control.

Sadness and depression, too, are common in the terminal phase. 
Sadness may be defined as a more transitory emotion while the diagnosis 
of depression should be limited to a range of symptoms that meet the  
Diagnostic and Statistical Manual criteria. While sadness and depression are 
both common and understandable, caregivers should not assume that de-
pression should never be treated. When the quality of an individual’s life 
deteriorates, physicians, family counselors, and other caregivers should 
consider possible talk therapies and/or pharmaceutical approaches.

While sadness and depression may be expressed verbally, particularly 
in reactive depression or through disengagement and disinterest, it may 
also be expressed by means of suicidal comments. Suicidal comments are 
common in the terminal phase, and they should be taken seriously. Suicide 
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rates are higher among those with terminal illness, and possibly more ac-
cepted by others (Range & Martin, 1990; Saunders & Valente, 1987).

When individuals express suicidal thoughts, counselors may wish to 
assess how viable the threat is. Four areas of exploration are often helpful.

 1. Imminence—How soon does the individual expect to attempt suicide?

  Is it a future thought or a present plan?

 2. Provocation—What has occurred to make the suicide viable now?

  Is the individual experiencing a current crisis or new disability?

 3. Plan—Does the individual have a plan? How well-defined is that 
plan?

 4. Means—Are the means to complete the plan available? Can the indi-
vidual physically carry it off?

Three interventions may prove useful in inhibiting a suicide:

 1. The comment “I don’t want to live” frequently means, “I don’t want 
to live like this.” Often defining and alleviating the “like this” may 
forestall suicide.

 2. Another approach is to delay and contract. Here the counselor seeks 
to have the individual delay the suicide and may enter into a contract, 
by which the individual promises to contact the counselor or to per-
form some other specified preventive action prior to any suicidal act.

 3. Counselors, caregivers, and families may seek to “suicide proof” the 
environment, removing any obvious sharp instruments, limiting the 
presence of medication, and providing regular observations.

Other feelings, too, may be found in the terminal phase. For exam-
ple, guilt may be common. The life review process may make individuals 
feel guilty about acts they committed or failed to commit in the past. They 
may feel responsible, morally or medically, for their deteriorating condi-
tion or for their failure to respond to treatment. In such cases, caregiv-
ers will want to assist individuals in exploring their guilt. Sometimes this 
exploration will help individuals to develop a sense of resolution. Hav-
ing explored their guilt, they may now be ready to dismiss it. In other 
cases different interventions may be necessary. Some people may need 
to resolve guilt by speaking to an empty chair or by writing a letter. They 
may need to search their religious traditions to find a sense of forgive-
ness. Some may need to develop and participate in rituals, drawn from 
religious traditions that provide a sense of atonement.
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While anxiety, sadness, depression, and guilt are common responses 
in the terminal phase, any emotional response can occur. Whatever the  
response, counselors can assist individuals and families in examining 
these emotions, seeing the ways that these emotions affect their lives and 
relationships, and, when necessary, developing strategies that will help 
them to cope with their emotions more effectively.

In assisting ill loved ones in coping with these emotional responses, 
counselors should remember both the limited time frame and the overall 
goal of psychological comfort. With death drawing near, there may not be 
time to fully explore every emotional response. It is unnecessary that the 
individual effectively resolve all previous conflicts. Rather, the goal should 
be to facilitate, to the degree possible, emotional balance and comfort.

In the terminal phase, individuals often mourn their own impend-
ing deaths. Rando (2000) described a process of anticipatory mourning, 
noting that persons may mourn losses that are impending as well as those 
that have already occurred. Dying individuals can anticipate and mourn 
their own loss. Not only does the dying person have to cope with the loss 
of self and the threat of nonexistence, he or she must simultaneously deal 
with the loss of loved ones, because he or she faces in impending death the 
termination of all relationships. This grief may be expressed as sadness 
and depression or in other responses typical of grief.

But, though this grief is normal and natural, family and friends may 
discourage its expression. In some cases, family and friends continue to 
deny the inevitability of death, urging the individual to maintain a posi-
tive attitude. In other cases, the dying person may wish to protect the fam-
ily, assuming a cheerful demeanor. In such cases, counselors have a special 
role in providing a safe and supportive environment where clients can 
express their reactions to loss.

Finding Meaning in Life and Death

Spiritual and existential needs are often accentuated as clients face death. 
Often the very fact of death focuses one inward, as one engages in a reflective 
struggle to meet one’s own spiritual needs. These may include three needs.

One spiritual need is to die appropriately. This means dying in a way 
consistent with one’s self-identity. There is no one right way to die. Not 
everyone has to “accept” death. Some may fight death bitterly to the end. 
Others may deny, or even ignore death. Some will want to preserve life 
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until death can be held off no longer while others will want to die while 
they still maintain some control over their destiny. In short, each person 
will define an appropriate death differently.

Dying appropriately also means being able to interpret and under-
stand the experience of death. Understanding the meaning of suffering 
and death is difficult in a society in which pain seems to have no purpose 
and meaning. Phillipe Aries (1987), in a historical study of death, points 
out how images of the “good death” have been reversed. In the Middle 
Ages the most feared death was one that was sudden or one that occurred 
during sleep, for in these cases the dying person had no time for spiri-
tual preparation. In that period, the pain experienced was believed to help 
compensate for sin; pain on earth diminished the amount of time a sinner 
would have to spend in Purgatory after death. While a lingering death is 
more common now, there is often no framework in which to interpret or 
understand suffering. Now many persons seem to ask for a quick death 
without pain, even if such a death involves lack of consciousness.

Counselors can assist patients and families in assessing what an 
appropriate death means for them. Counselors can sensitively question 
clients when clients are able to be so self-reflective. What constitutes a 
good death for you? Who would you wish to be around you? What would 
you wish to happen? Such questions can help clarify what an appropriate 
death means to that client.

A second spiritual need is a transcendental one—to find hope that 
extends beyond the grave. Changes in the focus of hope are hallmarks of 
the terminal phase. Earlier in the illness the person may have expectations 
(perhaps entirely realistic) of cure, arrest, or remission. In the terminal 
phase these may still be “desired hopes,” but they are no longer consid-
ered likely. In other words, the person’s hope is focused not so much on 
physical survival but on the ways that his or her life may continue even 
after physical death. A young client of mine was diagnosed with cancer. 
Early in the illness he had hopes of a total recovery. In the terminal phase 
he began to emphasize his beliefs in an afterlife.

Such hope may be rooted in religious or spiritual beliefs of an after-
life. It is interesting to speculate that much of the interest in near-death 
experiences may represent a recasting of a traditional theological mode of 
belief in an afterlife into a quasi-scientific framework that is more reassur-
ing in a secular age.

There are other modes of symbolic immortality. The biological mode 
defines immortality by reference to one’s progeny. In the creative mode, 
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continuance is found in one’s creations whether they are the singular ac-
complishments of the great or the more mundane contributions of the 
average. The “eternal nature” and “transcendental” modes, like the theo-
logical mode, refer to different belief systems. “Eternal nature” would be 
a belief that one’s remains will, in some way, return to the chain of life. 
Transcendental beliefs would refer to a wide range of beliefs that assert 
that death moves one toward union with God or the universe. In the com-
munal mode one’s life is seen as part of a larger group; as long as the 
group survives, each person lives within that community’s memory. In 
the medical mode, a sense of immortality finds expression in the hope 
that one will live on because parts of one’s body, such as the eyes, heart, or 
kidneys, will live on in others (Lifton & Olsen, 1974).

The third spiritual need is to find meaning in life. Developmental 
psychologists and sociologists assert that the knowledge of impending 
death creates a crisis in which one reviews life in order to integrate one’s 
goals, experiences, and values. This need is met when one can affirm the 
value of one’s life. The failure to find such meaning creates a great sense 
of despair that one has wasted one’s life.

Life review and reminiscence therapy can be highly useful tools in 
assisting clients in creating a sense of meaning. In addition to that great 
value, life review and reminiscence serve other roles such as reaffirming 
the continuity of the person’s identity. This is particularly important as it 
can boost the morale of the patient, restoring his or her self-esteem and 
perhaps, if done with or around medical staff, reasserting the accomplish-
ments and achievements of the patient in a way that creates a sense of 
parity with staff (Magee, 1988).

Simple acts, such as asking individuals to talk about themselves and 
their pasts, may often be enough to generate a flood of memories. Other 
actions may also prove useful. Reviewing photographs, whether personal 
or related to a given time period, listening to music that was popular dur-
ing varied periods of a person’s life, and journal writing are good ways to 
engender such memories. Constructing family trees and genograms; ask-
ing about the individual’s life; reviewing family treasures; sharing family 
stories and humor; constructing life peaks-and-valleys lines; even mak-
ing pilgrimages to special places can also encourage reminiscence that can 
validate the person’s life. Remember that all senses, not just hearing and 
seeing, can evoke memories. Touching fabrics or other materials, smelling 
certain scents, even tasting special foods can all be employed to unleash 
memories.
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Counselors may also have to help dying persons construct a sense of 
meaning. Often individuals may need to review the work they have done, 
the lives they have touched, even the events they have witnessed to gain 
that sense of significance. For example, one 90-year-old woman who felt 
she had not accomplished much in her life was able to take great comfort in 
the fact that she started her life in the horse-and-buggy era and lived to see 
man walk on the moon. Counselors also can encourage family members to 
share reminiscences about the part the dying individual had in their lives, 
recalling kind acts or the ways in which the dying individual affected them. 
One client recalled how reminiscing with his dying dad reminded his father 
of all the good times that they had shared, thereby resolving the father’s 
concern that he had not spent enough time with his son. As Schenck and 
Roscoe (2009) note, storytelling is both natural and healing.

Life review therapy also uses many of these techniques. Here, how-
ever, reminiscence and storytelling are combined with careful history tak-
ing and astute observations. For example, the counselor may question 
why they skipped through a period of life so quickly or seemed reluctant 
to engage in conversation about a given event. In addition, in life review, 
the counselor often seeks to have the client attribute meaning to events. 
What did you learn from that event? How did the experience change you?

Sometimes the life-review process can uncover regrets or unfinished 
business. Often this may be subtle. For example, an individual may con-
stantly repeat a certain story. In one case an older man repeatedly talked 
about his time as a young officer, reviewing a clash of wills with an experi-
enced sergeant. I noted that this man seemed to figure prominently in his ac-
count and asked him what troubled him about the man and the experience. 
He then told me a story of how he resented the man’s authority and advice. 
Once, to assert his own control, he ordered his men to attack the enemy in 
a certain way that ignored the sergeant’s suggestions. His men fell into a 
devastating ambush, and he had carried a heavy load of guilt since that time.

Counselors may have to assist the individual to achieve a sense of 
resolution if that is a need of the individual who is dying. Counselors need 
not suggest this if it is not a need identified by the dying person. There 
may be a number of ways that any necessary resolution can happen. In 
some cases there may still be opportunity for some form of resolving ac-
tion. For example, there was still time and mutual motivation for a dying 
man to reconcile with an estranged sister. In other cases, experiences may 
have to be reframed. One dying teacher, for example, had strong regrets 
about his own children’s modest educational accomplishments. She was 
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able to find success, however, in the impact she had upon her students’ 
lives and the achievements of some of her educational protégé. Finally, 
in other cases, individuals may need to spiritually reinterpret their lives. 
Every faith and philosophical tradition has a concept of forgiveness, in-
cluding self-forgiveness. Once individuals express regrets or guilt, others 
may encourage them to draw upon their spiritual beliefs to find that sense 
of forgiveness and resolution.

In deciding whether to embark on a life-review process it is impor-
tant for counselors to consider two issues. First, the life-review process is 
a time-consuming, individually directed, interactive process. There may 
be questions of whether such a directed process can be successfully com-
pleted in the time that remains. Second, the goal should be palliative; thus, 
counselors must be careful to avoid psychological conflict.

There are other strategies in addition to reminiscence and life review 
that can be useful to clients in reconstructing a sense of personal life mean-
ing. Some individuals may wish to have living eulogies. Here, family and 
friends are invited to come together in a ritual to share their memories and 
eulogies prior to the death.

Chochinov constructed dignity therapy as a specific intervention de-
signed to minimize the continued assaults on self that patients in the termi-
nal phase often experience. Dignity therapy was designed to preserve the 
patient’s continuity of self, preserve the patient’s roles, offer opportunity to 
leave a legacy, and to maintain hopefulness, resilience, pride, and a sense 
of autonomy and control. In dignity therapy trained volunteers and staff 
record the life history of dying patients. Questions such as these are asked:

Tell me a little about your life history; particularly the parts that you 
either remember most or think are the most important. When did you 
feel most alive?
Are there specific things that you would want your family to know 
about you, and are there particular things you would want them to 
remember?
What are the most important roles you have played in life (family roles, 
vocational roles, community service roles, etc.)? Why were they so im-
portant to you and what do you think you accomplished in those roles?
What are your most important accomplishments, and what do you feel 
most proud of?
Are there particular things that you feel still need to be said to your loved 
ones, or things that you would want to take the time to say once again?
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What are your hopes and dreams for your loved ones?
What have you learned about life that you would want to pass along 
to others? What advice or words of guidance would you wish to pass 
along to your [son, daughter, husband, wife, parents, other(s)]?
Are there words or perhaps even instructions you would like to offer 
your family to help prepare them for the future? In creating this perma-
nent record, are there other things that you would like included?

The patient’s story is presented in a bound book or some other gen-
erativity document and read to the patient and family. The family then 
retains the document. Research has shown such an approach to be highly 
beneficial for patients and families (Chochinov, 2012; McClement et al., 
2007). Since this process takes time, Chochinov (2012) does not recom-
mend beginning the process with patients who are too ill to benefit from 
the process and/or are expected to die within a 2-week period.

Ethical wills allow the client to acknowledge and pass on the values 
that he or she would like to see preserved and honored within his or her 
family. Even beyond such formal approaches or documents, counselors can 
assist clients in developing legacies simply by asking questions such as: How 
would you wish to be remembered by those around you? What stories do 
you wish them to tell about you? What are the values you wish to pass on to 
those you love? What are the lessons you wish them to learn from your life?

This last task reminds counselors to be generally sensitive to the 
spiritual needs of their clients. Counselors always, as part of their his-
tory taking, should assess clients’ spirituality. Clients should be encour-
aged to address such issues as what they believed caused the illness, the 
role that their faith has played in helping them both understand and cope 
with the disease, as well as the rituals and practices they find helpful.  
Effective spiritual care allows individuals to define their own spirituality 
and describe their own spiritual needs (Pacholski, 2006). This may range 
from religious observances (such as prayer, rituals, and the like) to secular 
acts (observing a sunset or reading poems). When individuals do not have 
theistic beliefs, it is still important to assess what gives them a sense of 
meaning and purpose and what helps them cope with their illness. Natu-
rally this should be done in a way that is sensitive both to their stance and 
to a possible fear of being proselytized.

This spiritual task reminds counselors and clients that every experi-
ence, even those that are painful and fearful, provides opportunities for 
continued personal development and growth. Without romanticizing the 
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experience of dying, counselors can also err by viewing a dying person’s 
life solely in terms of the past tense.

END-OF-LIFE PHENOMENA

As individuals near death, they may experience phenomena associated 
with the end of life. A wide range of phenomena have been reported 
around the process of death and dying, throughout history and across 
cultures. For example, Nahm and Greyson (2014) documented numerous 
cases where patients have had a spontaneous remission of symptoms and 
regained lucidity in the last days or hours of life. This has even been seen 
in cases of persons with intellectual disabilities and dementia. Nahm and 
Greyson note the case of Anna Kätharina Ehmer, a woman with severe 
intellectual disabilities, who never previously spoke, yet she sang to her-
self a coherent song of dying. Nahm and Greyson suggest that the study 
of such phenomena (they call it terminal lucidity) may lead to discoveries 
about brain functioning. For counselors, the key issue is addressing such 
incidents with the family and assessing their interpretation of the event.

Both Moody (1975) and Ring (1984) have described Near Death Expe-
riences. In their accounts, people who are revived from a close encounter 
with death such as a heart attack often report similar experiences includ-
ing out-of-body experiences, a sensation of detachment and levitation, 
feelings of serenity, and the presence of warmth and light. Such experi-
ences, they claim, reduce subsequent death anxiety. Kastenbaum (1979), in  
reviewing the phenomena, notes that such near-death experiences are 
more diverse, less archetypical, and not as uniformly positive as por-
trayed. Again the counselor’s role is simply to assess what the experience 
meant to the individuals and to explore any lasting implications of the 
experience in adapting to illness and life.

Callanan and Kelley (1992) describe another phenomenon—  
nearing death awareness. In this experience, dying patients communicate the  
imminence of death often obliquely—referring to seeing relatives or 
friends long dead, speaking of imminent travel, or simply conveying a 
sense of impending death. In my father’s case, he began to ask one morn-
ing: Am I dying? The question was not do I have a terminal prognosis—he 
clearly understood that he was now in hospice care. When I asked him 
why he asked this, he could only say that he felt different. I asked what 
he needed; he simply requested that the family gather. He died that night.
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Counselors may wish to solicit such accounts by asking patients and 
families about “dreams and visions” or other experiences and then allow-
ing patients and families to interpret the event. Hospice and other profes-
sionals present when such phenomena are reported might wish to indicate 
that this may be a sign of death’s imminence and invite the patient and 
family to complete any last acts or unfinished business. Counselors also 
should be aware that deathbed phenomena are larger than the archetype 
images suggested by Callanan and Kelley (1992).

There may be other phenomena associated with the end of life. Pre-
monitions of death for self or others are not uncommon. In many cultures 
premonitions may be associated with dreams, animals, or other natural 
signs. These premonitions may or may not be related to current illness. 
When they are not, reactions and anxieties need to be assessed less it be-
come self-fulfilling. When they are related to illness and are experienced 
by the patient, they may be seen as nearing death awareness.

Brayne and Fenwick (2008) also report what they call transpersonal 
ELE’s (or end-of-life experiences).  These include coincidences such as close 
friends and relatives, physically distant, sensing the death; pets behaving 
strangely; or other phenomena such as clocks stopping at the moment of 
death, strange odors, lights, or mists. As in other cases, the role of the coun-
selor is to allow exploration of the meaning of the event, and if desired  
to participate in actions that may seem desirable.

THE SPECIAL PROBLEM OF THE COMATOSE PERSON

Even during the period that the individual is comatose communication can 
still continue. It is unclear when people are comatose how receptive they 
are to external stimuli. But there is anecdotal evidence that suggests some 
people may maintain hearing, at least on some level. Counselors need not 
neglect comatose persons. They can encourage family members to continue 
communication, to stroke or hold or touch the individual while gently 
speaking to him or her. This period can often be an excellent opportunity for 
family members to address remaining issues with the dying person. Two 
cases illustrate this point. One involved an 18-year-old boy who always had 
a difficult time communicating his feelings to his father. As his father lay 
comatose, he was able to finally verbalize his love. In another case a wife 
was able to finally forgive her dying but comatose spouse for the ways that 
his alcoholism had affected their lives and family. In both cases this oppor-
tunity to communicate facilitated later grief adjustment.
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Family members and other caregivers may also use this period for 
gentle reassurance or continued rituals. One chaplain used to make a 
point of visiting comatose individuals on his rounds, stopping at the bed-
side to hold the person’s hand and gently recite a favorite and familiar 
prayer or psalm.

Sometimes in this period, family or caregivers may wish to address 
the issue of the impending death. If this is their need, counselors can en-
courage them to do so. Let me offer a dramatic illustration. One older man 
continued to visit his wife, a woman who had been comatose but seem-
ingly holding on to life for months. The visits were always extraordinarily 
painful for him. His wife continued to thrash in her bed even though the 
staff assured him she experienced no pain. Acting on his counselor’s rec-
ommendation, the husband took his wife’s hand and recited the Lord’s 
Prayer and the Twenty-Third Psalm, two favorites of hers. She seemed 
calmed, for the thrashing ceased. The woman and her husband had both 
been orphans. In fact they had met in an orphanage. They had had one 
child who was killed in World War II. One of the woman’s concerns had 
been leaving her husband alone. Remembering this concern, her husband 
softly told her that it was all right to let go, to die, because their friends 
would take care of him. She died that night.

AS DEATH APPROACHES

As death approaches, bodily systems begin to shut down. Often there is 
a loss of appetite. The dying individual, even if not comatose, may be 
fatigued, sleeping much of the time. Dying persons are likely to exhibit 
weakness, confusion, and disorientation. They may seem to disengage 
from others. There may be changes in the color and frequency of urine 
as well as a loss of bowel and urinary control. As the circulatory system 
begins to fail, there may be coolness in finger tips and toes and mottled 
veins. Breathing may seem labored or rapid.

At this point, families may need education that explains the physi-
cal changes that might occur as systems shut down and the person  
nears death. Such education can assist the family in recognizing the imme-
diacy of death, offer a sense of psychic control, and allow opportunities to 
finish business and offer a final good-bye. It can allay family fears as well. 
For example, families can often become upset when patients lose their  
appetites—creating irrational fears in some cases that the patient is no 
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longer fighting but choosing to die. As noted earlier, families may respond 
by almost treating the patient as an infant, trying to induce them, much as 
they would a young child, to take one more bite. By educating the families 
on the normalcy of such reactions, medical and counseling professionals 
can validate caring and teach families ways to “nourish” the client spiritu-
ally and emotionally—perhaps by recounting the patient’s legacy to them 
or sharing spiritual rituals and actions such as prayers or readings.

The last moments of the terminal phase have been called the death-
watch. If staff members suspect death is near, family members are notified 
so that the person does not die alone. Even here there are interventions 
that can assist the dying person and the family. Beth Israel Hospital in 
New York City has begun a doula program. Doula is a Greek word for mid-
wives. At Beth Israel, the doulas are volunteers who serve as “midwives” 
for the dying, serving as patient advocates and attempting to assist the 
transition from life to death (Fersko-Weiss, 2010).

Musical thanatologists are another innovative intervention during 
this final period. Based on medieval manuscripts, musical thanatologists 
play harp music during the deathwatch that is supposed to help control 
respiration and allow the patient to peacefully transition to death. A recent 
evaluative study found that while these vigils (as they are called) had no 
discernible effect on respiration, they did lessen wakefulness and decrease 
agitation (Freeman et al., 2006).

Sometimes, though, such predictions are hard to make so that a 
deathwatch can last much longer than staff anticipated, or the individual 
may rally and stabilize for a while, leading to a subsequent deathwatch or 
even a succession of such deathwatches.

The terminal phase ends with the pronouncement of death. Even 
at that time there are actions professionals can take to assist the family. 
Families may need time alone. They may wish to perform a small ritual, 
perhaps offering a prayer, anointing the person, or offering a last kiss. In 
some cultures there may be required actions such as lighting a candle and 
opening a window to allow the soul to depart. Family members may need 
to close a relationship with professional caregivers. For my family, it was 
important to give the hospice home attendant a small gift and to take her 
to lunch with the family.

This is simply the beginning of the end of the first phase of the  
family’s grief.
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12
Counseling Families During  

a Life-Threatening Illness

Implicit in all the previous chapters is the recognition that any life- 
threatening illness is always a family disease for family members are inti-
mately involved in every phase of their illness. Not only the ill individual 
but also all members of the family will have their lives changed in both 
subtle and significant ways throughout the course of the illness.

It is important to understand the effects of illness upon each fam-
ily member and the family as a whole. Only then can counselors assist 
families in understanding the ways in which the experience of a family 
member’s illness affects them as well as the ways that they influence  
others’ response to the illness.

Throughout this chapter, I will use the term “family” in the broadest 
possible context. I define “family” interactively rather than strictly bio-
logically. Family refers to anyone who is part of a close circle with whom 
the ill person interacts, shares information, and feels bound to by strong 
personal, reciprocal, and obligatory ties. Some may define this as the in-
dividual’s “chosen family” or “intimate network.” Such a term encom-
passes not only lovers, but also friends, and perhaps even others such as 
ex-spouses, all of whom may become participants in the person’s struggle 
with life-threatening illness. In my counseling one of the first tasks is, in 
fact, to determine who constitutes the person’s circle or intimate network 
or “family.”
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THE EXPERIENCE OF ILLNESS: A FAMILY PERSPECTIVE

The family involvement with illness often begins even prior to the period 
of diagnosis. Families may be involved by noticing and assessing symp-
toms or by suggesting diagnostic tests. They may be consulted as the 
person begins to decide upon a course of action, choosing, for example, 
to delay or seek medical help. The ways in which individuals and fami-
lies interact throughout this prediagnostic phase can be very revealing, 
for they suggest patterns that persist throughout the illness. In one case 
a young man concealed his symptoms and doctor’s visits from his par-
ents and other family members so as not to worry them needlessly until 
after he knew what his problem was. This protective pattern continued 
throughout the illness, inhibiting the ability of others to provide support 
and causing his family considerable frustration and even resentment.

In the prediagnostic period, families may have to cope with con-
siderable anxiety and uncertainty. Their responses may illustrate coping 
mechanisms that will be utilized throughout the illness. Some may deny 
symptoms or the implications of these symptoms, while others fear the 
worst. Family members may experience other emotions as well. Often 
there may be guilt associated with their fears. It is not unusual for fam-
ily members to worry about what the illness will mean for the ill indi-
vidual and what it will mean for them. When family members harbor such 
thoughts, these beliefs, however normal and natural, may be defined as 
selfish, becoming a source of guilt or a cause for conflict.

Even at this early prediagnostic phase an element of uncertainty 
about the future may be introduced. Already there may be subtle altera-
tions in behaviors between ill individuals and families. Patterns of com-
munication, sexual relationships, and even power may be affected by the 
threat of illness.

In the diagnostic period families learn what they and the individual 
struggling with disease must face. This is not to suggest that all uncer-
tainty is now over. Even a diagnosis may still leave considerable uncer-
tainty about treatment, course, and prognosis.

It must also be recognized that ill individuals may make disclosure 
decisions that inform specific family members in different ways. Some 
individuals may decide not to divulge full information about the illness 
to any family members or to tell the whole truth to just a few members 
of the family, perhaps developing cover stories to present to other mem-
bers. Often children and adolescents will be given partial or even untrue 
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information. In one case an older man found he had prostate cancer. He 
shared that information with two of his three adult children, charging 
them not to tell his wife or other son. He also selected not to share the 
information with other relatives or friends; to all others, he was undergo-
ing minor surgery for a benign tumor. He reasoned that he did not wish to 
worry his wife who had a heart condition or cause his other son to return 
home after he had just relocated in a distant state to begin a new job. In 
another case, a woman who had breast cancer decided with her husband 
not to tell their 10-year-old son about her true condition. In such cases, al-
though there may be some logic to that initial position, it may later create 
negative implications for the family. Counselors often need to assist the 
client to clearly evaluate the implications of disclosure decisions.

During the diagnostic phase, families have to face the possible threat 
of a family member’s sustained illness and even death. They also have to 
face the personal consequences of this illness. The onset of illness can af-
fect each individual’s life. Each family member’s career and life plans may 
have to be changed or postponed. There may be new and additional respon-
sibilities, demands upon time, and financial effects. Family members, too, 
may have to make disclosure decisions, choosing whom they will need to 
tell and where they will seek support. When a mother is seriously ill, there 
may be fears that the children’s development may be disrupted or impeded. 
With some diseases, such as AIDS, there may be anxiety about the social 
consequences and stigma that may result. With other diseases, there may 
be concerns about the effect of the disease upon the health of other fam-
ily members. Such concern can exist even when a disease is not infectious. 
Family members may worry that anxiety and added responsibilities may 
adversely affect their health or the health of others. In short, the diagnostic 
phase is a crisis characterized by continued uncertainty and anxiety, affect-
ing in distinct ways the patient and each member of the patient’s networks.

It is also a time when family members may begin to experience 
their own grief about the other member’s possible death. Clinicians have 
described a process of “anticipatory grief” or “anticipatory mourning” 
(Rando, 2000), where family members react to the threatened or impend-
ing loss of someone as well as the losses already experienced at the time 
of diagnosis and throughout the illness. For example, when one colleague 
was diagnosed with ALS early in his 50s, he remarked that his first loss 
was a dream of an active retirement in a home in the mountains. Later, as 
the illness progressed, his wife indicated her profound sense of loss when 
her husband, once a brilliant conversationalist, could no longer speak.
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This grief may be evidenced in a variety of ways: physical, cognitive, 
affective, behavioral, and even spiritual. Family members may experience 
such physical effects of grief as aches, pains, or fatigue. They may find it 
difficult to concentrate or focus, and will have dreams about the ill mem-
ber. They may experience a range of emotions including guilt, sadness, de-
pression, or anger. They may be lethargic or overactive, irritable, excitable, 
or apathetic. They may face a spiritual crisis, searching for some meaning 
behind the health crisis. They may become disenchanted with religion, or, 
more likely, embrace their faith more fervently for personal comfort or as 
a part of an implicit bargain with God. These reactions will be individual 
and affected by the responses of the ill person, the family member’s own 
personality and coping style, the level of information he or she possesses, 
educational level, and degree of social support.

The effects of the diagnosis affect the family as a whole. The whole fam-
ily system is altered. Relationships with the ill member, including power and 
sexual relationships, may change. Members may take on new roles vis-à-vis 
one another. Some may become caregivers; others may take on advocacy 
roles. Often some family members, especially parents of ill children, will be-
gin to search systematically for information about the disease and treatment 
options. Generally the crisis of diagnosis is a time when interaction and com-
munication among family members is high. In many families the crisis is per-
ceived as bringing the family together and there is a strong sense of family 
and social support. For example, sometimes different perspectives, perhaps 
based upon educational, class, or cultural perspectives between family mem-
bers may be tolerated or even treasured. In times of family crisis, members 
may have greater tolerance for these differing perspectives. In some families, 
however, the stress of the crisis may exacerbate tensions, reactivating pre-ex-
isting conflicts, continuing old conflicts, or creating new ones.

While the chronic phase lacks the intense crisis atmosphere of the 
acute or terminal phase, it is often a very difficult period for family mem-
bers, particularly those living with and caring for the ill individual. Of-
ten the support and solidarity experienced in the crisis of diagnosis ebbs 
somewhat as the threat of immediate death fades and other family and 
friends adjust to the continued realities of their own lives. The immediate 
family, however, has to accommodate new demands, responsibilities, and 
stresses into their own daily routines. For although they must continue 
school of work, as may the ill individual, they have to adjust to the regi-
men, treatment, and illness as well as modifications in role responsibili-
ties, quality of life, daily activities, and patterns that the illness entails.
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A family’s financial state is likely to be adversely affected by the pri-
mary and secondary costs of illness. Often the demands of the illness as 
well as any financial consequences may curtail social interaction with oth-
ers. Bluebond-Langner (1987), for example, notes that many siblings of 
chronically ill children often find their own social lives and friendships 
adversely affected by their sibling’s illness. She describes how siblings live 
in “houses of chronic sorrow,” places uninviting to visit, and how almost 
all plans become contingent on the health of the ill sibling. While Blue-
bond-Langner’s research centers specifically on the brothers and sisters 
of dying children, the implications of her findings are broader, capturing 
many of the difficulties experienced by all those who share homes with 
those in the chronic phase.

The chronic phase is often a period of continued stress punctuated 
by points of crisis. The tension generated by the illness manifests itself 
throughout the entire family. It may be evident in acute bouts of depres-
sion, sleeplessness, irritability, fatigue, helplessness, and isolation. It may 
take its toll on emotional stability, or manifest itself in abuse or neglect. It 
is not surprising that grief therapists (Rando, 1983; Sanders, 1983) found 
evidence suggesting that long periods of chronic illness may create issues 
that complicate grief even after the person’s death.

Beyond the stress, families in the chronic phase are often on an emo-
tional roller coaster, affected by the ill individual’s health as well as the 
reaction and responses of the ill individual and other family members. 
Family members may feel anger over the disease, the sick person’s de-
mands, the effects of the disease on their own lives and the life of the 
family, and at the toll the treatment is taking on the individual and the 
family. They may feel guilty about their feelings of anger as well as their 
feelings of ambivalence. The sources of this ambivalence may be quite var-
ied. In some cases they may be ambivalent about the individual’s contin-
ued life under these conditions, both seeking some finality and resolution 
but fearing death. Even the changes in the ill individual’s physical state 
may cause ambivalence, sometimes by evoking sympathy and repulsion  
simultaneously. They may be ambivalent about their own caregiver roles. 
Family members, too, may have great anxiety about the ill member, their 
own abilities to cope, and their own futures.

Denial is a common response in the chronic phase, particularly in 
its early period or at times when the ill member’s health seems stable. 
Indeed, families may exhibit the same range of physical, affective, cogni-
tive, behavioral, and spiritual reactions that an ill individual experiences.
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There are often two significant family issues evident in the chronic 
phase. The first involves the ill member’s treatment regimen. Family 
members may respond in many ways to a regimen, acting as anything 
from saboteurs to supporters. Some members can become over-protective, 
seeking perfectionism or over-control, while other family members may 
exhibit poor and erratic participation in treatment. Family members’ re-
sponses to the regimen may also vary during the course of the chronic 
phase. In the early chronic phase when the individual seems to be doing 
reasonably well, family responses may range from feelings that the treat-
ment is unnecessary and a burden to an almost magical instance upon ad-
herence, hoping that such adherence will stave off disease. In the later part 
of this phase, characterized by decline, family responses may again range 
from hopelessness (“Why bother?”) to unrealistic expectations. Caregiv-
ers and counselors will need to be sensitive to the ways that family reac-
tions and behaviors facilitate or complicate the ill member’s own response 
to treatment.

As the ill individual’s health deteriorates and the person moves into 
the terminal phase, family members begin to cope emotionally and in 
other ways with the now-expected death and the ever-growing burdens 
of care. While some family members may continue to deny death even in 
the face of physical deterioration, most family members will recognize the 
possibility, if not the probability, of death. They may begin to plan both for 
the individual’s death and for their own lives after the loss.

In the terminal phase members of the extended family and the dying 
individual’s network will rally around the dying member and the imme-
diate family. Sometimes this can raise issues and cause resentment among 
family members. In some cases family members may resent what they 
view as intrusions. The return of family members who have moved away 
or who have been alienated can reactivate old or continuing conflicts as 
well as create new ones. In one case a dying woman made a great fuss 
over the fact that her son, who lived 200 miles away, visited the hospi-
tal almost every weekend. This caused her daughter, who had been her 
mother’s primary caregiver throughout the chronic period, to feel hurt 
and resentful, renewing long-held feelings about her mother’s preference 
for her brother.

Throughout the terminal phase family members will cope with a va-
riety of reactions and feelings. There may be a sense of ambivalence and 
relief that the individual’s struggle, and their own, is nearing an end. Guilt, 
anger, sadness, and depression are common. They may feel awkward in 
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communicating and interacting with the person, unsure of how to behave 
and react. They may feel drained by increasing responsibilities for the 
emotional and physical care of the dying person. As the individual dete-
riorates and begins to disengage and withdraw, family members may feel 
confused, hurt, and rejected. And family members may feel exhausted by 
the illness.

Family members may also be conflicted about behavior should the 
individual become comatose. If the person is hospitalized, family mem-
bers may feel the continued responsibility to visit, while at the same time 
feeling useless and awkward. Counselors and caregivers can often be es-
pecially helpful at this time in reassuring family that they will be kept 
informed and in assisting them in making decisions about time and pri-
orities. Counselors may also wish to assist family members in interacting 
with comatose persons. Often simple acts such as stroking the comatose 
person or taking part in routine physical care can assuage feelings of 
uselessness. And this period can be a meaningful opportunity for family 
members to take leave and finish any remaining business.

In the closing period of life, family may have to make or review a 
variety of decisions, such as continuing treatment, approving autopsies, 
or allowing donations of body parts. They may have to begin to consider 
actions that need be taken after the death, such as funeral arrangements 
and disposition of property. These discussions, too, can sometimes create 
individual stress and tension as well as conflicts among family members.

As the individual moves toward death, families may have a need to 
be present, participating in a deathwatch. At such points there may be an 
intense concern for privacy, such that even routine medical monitoring 
may cause resentment and anger. Families may wish to participate in var-
ied rituals such as Last Rites or Anointing of the Sick. Other families may 
not desire such rituals. When a priest unilaterally began to administer Last 
Rites, one mother of a dying child was highly disturbed both because she 
was unwilling to recognize the fact of impending death and because she 
wanted her local priest, rather than the unknown chaplain, to have that 
role. At the moment of death, families may want uninterrupted privacy. 
They may appreciate time alone to say good-bye and complete any pri-
vate ritual of leave-taking. While the client’s struggle ends with death, 
family will still have to cope with their own ongoing grief.

Throughout the entire course of life-threatening illness one needs to 
be sensitive to the effects of the illness upon the whole family. Families are 
always trying to maintain a dynamic balance, constantly adjusting to the 
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continued changes brought about both by internal changes such as the 
growth and development of family members and external, societal pres-
sures. Life-threatening illness with all the extensive financial, interper-
sonal, social, psychological, and spiritual changes that it brings about can 
seriously threaten that required balance. This is evident in all phases of the 
illness, but especially at crisis points such as the diagnosis, the terminal 
period, and times of pronounced deterioration in health.

It may be evident, too, in times of recovery. Here the recovery of the 
person, with consequent resumption and reordering of family roles and 
expectations, may threaten any tenuous balance that had been achieved. 
It is not unusual that families may experience tension and ambivalence 
even in recovery.

Family members may share anxiety about recurrences, fearing an-
other family trial. They may be reluctant to share or to give up roles that 
they had assumed during the illness. Each change throughout an indi-
vidual’s illness produces both individual and interpersonal effects. Family 
members may grieve the losses that these changes entail, for they mean 
the death of the family system as it once was. One mother dying of can-
cer recognized her own ambivalence when her teenage daughter began to 
take up the chore of chauffeuring the younger children. She deeply appre-
ciated her daughter’s newfound responsibility but also mourned her own 
loss of mobility and function, and even resented the shared confidences, 
experiences, and closeness that were developing between her daughter 
and the two younger siblings.

One has to be particularly sensitive to the effects of an individual’s 
life-threatening illness on children in the home. As I noted earlier, Blue-
bond-Langner (1978) indicated that siblings of dying children often live in 
homes of “chronic sorrow” where parents are constantly depressed about 
their ill child. Life often revolves around the disease, with plans constantly 
changing contingent upon the illness. Well children often feel isolated and 
anxious as a result of the illness, distressed by the treatment, and even 
guilty about their own good health. Their emotional, social, and devel-
opmental needs are often subordinated to those of the ill child. In some 
cases, well children even feel that they are the targets of their ill sibling’s 
anger. These findings probably have application more broadly to any case 
where children are members of families providing care to those with life-
threatening illness.

Professional caregivers can assist families by helping to empower more 
open and effective parent–child communication, aiding and advocating 
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recognition of the child’s needs, and helping families identify additional or 
alternate sources of support for children. In some cases this may be other 
family or friends. Often there may be family members or friends who wish 
to provide help but are uncomfortable or threatened by interaction with 
the ill member. They may, however, welcome the opportunity to show sup-
port by providing help with children. In addition, many agencies provide 
programs such as camps, support groups, counseling, and recreational and 
respite services to such children.

ASSESSING FACTORS THAT AFFECT FAMILY REACTIONS

The previous section outlined some of the ways that family members may 
be affected by and respond to a member’s illness, but family members’ reac-
tions are highly individual, influenced by a wide variety of factors. Rando 
(1984) reminds us that we need to view the family from two perspectives. 
First, each family is a collection of individuals. Reaction to another member’s 
illness will be affected by a range of individual variables such as personality, 
coping abilities, age and maturity, gender, relationship with the ill person, 
intelligence, education, mental and physical health, religion and philosophy 
of life, fears, knowledge of and experiences with illness and death, and for-
mal and informal supports. Second, the family as a whole has its own unique 
structure and characteristics. These include such factors as the number and 
personalities of the members of the family; their developmental states; 
the family’s position in the family life-cycle; interactional patterns; values, 
norms, expectations, and beliefs; equality of relationship, flexibility, and 
communication; patterns of dependence and independence; coping styles 
and problem-solving abilities; and resources and strengths. The illness will 
also affect the family’s responses in such areas as the meaning the illness has 
for the family as a whole; the symptoms and manifestations of the illness; 
the stigma associated with the illness; the stress and strains of the illness and 
treatment regimen; and the timeliness and course of the illness.

Rando (1984) suggests that a number of factors seem to facilitate a 
family system’s ability to cope more effectively with life-threatening ill-
ness. These include:

Knowledge of the symptoms and probable cycle of the illness, and train-
ing as to how to provide effective care throughout all phases of illness
The ability to participate in the care of the ill individual, particularly in 
the terminal phase, since participation allows a sense of control
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Open and honest communication, including the openness to discuss 
feelings within the family and with the ill family member
Flexible family structures that allow members to readjust roles through-
out the course of the illness
Positive relationships between family members and effective and com-
patible patterns of problem solving and coping
Availability of effective informal and formal support systems
Social and economic resources and the absence of other crises and fam-
ily problems, all of which combine to maximize effective coping
Quality medical care and good relationships and communication be-
tween family and medical systems
A philosophical or religious belief system that allows a continued sense 
of hope and provides an interpretive framework for illness and death

This list suggests other factors that might complicate a family’s  
adjustment to life-threatening illness. These factors include:

Dysfunctional patterns of family relationships, interaction, communica-
tion, and problem solving
Unavailability or ineffectiveness of informal and formal support systems
Stigmatizing diseases that inhibit the family from requesting or receiv-
ing assistance
Other familial or individual crises concurrent with the illness
Lack of social or economic resources
Poor-quality medical care and poor communication and interaction 
with medical caregivers

These factors indicate family groups that may be at particular risk, 
such as families where members suffering from feared diseases such as 
AIDS may have to face stigma that will inhibit support throughout the 
illness and even after death, and that may even strain relationships with 
some members of the caregiving community. Family units that have ex-
perienced the fragmentation caused by separation or divorce may also 
experience special difficulties. For example, a single parent coping with a 
child with life-threatening disease might well face a lack of financial, so-
cial, psychological, emotional, and spiritual support. Similarly, ex-spouses 
and separated couples may face special problems when one person be-
comes terminally ill. Here expectations and norms about appropriate be-
havior, responsibilities, and even feelings are unclear. Prior conflicts may 
strain relationships with other family members. Similarly, cohabitating 
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heterosexual couples or homosexual lovers may face similar difficulties 
because members of the biological family might not sanction these rela-
tionships. The lack of a legally recognized tie may create other problems as 
well, arising from the role of the partner in treatment decisions, insurance 
questions, and reaching out for support from informal and formal sources. 
Families with distinctly different cultural or economic backgrounds may 
have serious problems interacting with and communicating with medical 
staff. Certainly, families experiencing social and economic deprivation or 
those with histories characterized by conflict will have special problems in 
coping with life-threatening illness.

Families are all unique, each with its own “personality.” Just as no 
two individuals will respond in exactly the same way to a succession of 
stressors and crises, no two families will deal with the ongoing problems 
associated with life-threatening illness in the same ways. Counselors must 
try to discover whatever strengths a family has, and help the family to best 
utilize these strengths. Counselors should simultaneously try to under-
stand, correct, and otherwise compensate for any weaknesses that might 
inhibit the family’s response to that illness.

ASSESSING CAREGIVING

Counselors have to take particular care in assessing the functioning and 
even health changes that may result when families are extensively in-
volved in caregiving. Family caregivers may face high levels of stress that 
can adversely affect their jobs and careers, interactions within the family, 
and their social outlets, potentially lessening support. In addition, care-
giving may have deleterious effects on the caregiver’s physical and men-
tal health (Doka & Davidson, 2001; Levine, 2003–4). Hence it is critical to 
assess any health changes not only in clients but also the caregivers.

Naturally the experience will have different meaning for each care-
giver. For some caregivers, caregiving is a burden—doing odious tasks for 
someone who wishes that he or she were not so dependent. Others may 
acknowledge, even in the burden of caregiving, gifts such as the opportu-
nity to transcend one’s own needs, an appreciation of newfound strengths, 
or the pride in keeping promises and difficult commitments. Counselors 
should be careful to assess what the caregiving experience means for the 
individual caregiver.
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The meaning of that experience may be dependent on a number of 
factors. These naturally include the objective aspects of the caregiving ex-
periences. For example, the sense of burden is likely to be higher when 
the caregiver’s sleep is constantly disrupted, or the patient is incontinent, 
immobile, or demented. There may be other objective factors as well. Cul-
ture, for example, differently defines the mutual obligations that family 
members owe one another as well as the cultural norms that frame the 
caregiving experience. Individuals from cultures that emphasize high 
levels of filial piety may be reluctant even to accept professional help or 
respite.

This assessment should also take into account subjective factors. 
Caregiving always will be interpreted through the prism of past experi-
ence and history. It is easier to provide caregiving when prior relation-
ships have been positive. It is much more difficult to be a caregiver to 
someone where there is a history of conflicted or ambivalent relationships 
and a perception that the person now needing care never was forthcoming 
with support in the caregiver’s past.

In short, counselors should carefully assess the caregiving experience 
and the meaning that the experience has for the caregiver. Only then will 
the counselor be able to suggest appropriate interventions and resources.

FAMILY TASKS THROUGHOUT THE ILLNESS

Families, just like individuals, will have to integrate the experience of a 
family member’s illness into their ongoing lives. For throughout the time 
of the illness the family will continue to function and develop, to cope with 
all the continuing tasks of life, and to interact with all the issues and needs 
that existed prior to the diagnosis. Families, just like individuals, will have 
to cope with a series of tasks throughout all phases of life-threatening ill-
ness. And families, again like individuals, will have varying degrees of 
success coping with the variety of problems they face.

The Prediagnostic Phase

Just as ill individuals find it valuable to understand their experiences dur-
ing the prediagnostic period, families learn by examining the whole fam-
ily’s role in this period. In some cases families may have had a limited or 



Chapter 12. Counseling Families During a Life-Threatening Illness

241

even no role. They may have known little or nothing about the symptoms. 
If an individual has kept his or her family in the dark, this action could 
have positive results if it leads the family to reexamine its patterns of com-
munication, lest individuals continue to show patterns of poor communi-
cation—perhaps from a desire to protect—that limit their ability to reach 
out for or to accept family support. Discussing factors that influenced 
someone to withhold information about illness may help the whole fam-
ily learn to cope more effectively in future crises.

In other cases family members may have been aware of symptoms, 
but minimized or dismissed their significance. Sometimes this occurs be-
cause family members wanted to reassure the ill member and themselves 
that nothing was wrong. Again, discussions can help families identify  
patterns of behavior and to understand the ways that these patterns can 
either hinder or facilitate the ongoing response to serious illness.

Similarly, family members may wish to examine ways that they 
interacted and either supported or impeded the ill member during the 
health-seeking phase. Could they share concerns and reach decisions ef-
fectively? Did prior conflicts interfere with decision-making processes? 
Could they provide emotional, social, and other needed forms of support 
for the ill member and for each other?

The point of such examination is not to renew conflicts but to under-
stand the ways in which the family functioned. Understand that a family 
can build on its strengths and compensate for weaknesses as it engages in 
a family struggle with life-threatening illness.

The Diagnostic Phase

Understanding the Disease and Treatment

Within a family system there may be considerable differences in the ways 
that family members understand the illness and treatment. These differ-
ences can result from a variety of factors: cognitive, educational, develop-
mental, and generational differences among members; access to different 
information; emotional and cognitive reactions such as denial that may 
block understanding; and so on. Assuming that the ill individual is will-
ing to disclose information about the illness throughout the family, fam-
ily members may need assistance to develop a realistic understanding of 
the disease. Some family members may have very pessimistic views due 
to misinformation or prior experiences, and, therefore, will need some 



Counseling Individuals With Life-Threatening Illness

242

positive reinforcement. Others may be overly optimistic. At this phase of 
the illness, optimistic responses should only be challenged if they seri-
ously impair family functioning, treatment, or the health of others. In one 
such case, a woman whose son was HIV positive denied that her son was 
ill since he was asymptomatic. She also badgered her daughter-in-law be-
cause she refused to continue having sex with her son. Her conduct caused 
division in the family and impaired her son’s participation in treatment. 
Here was someone whose false optimism required correction so that she 
could understand the risks of her son’s condition.

Realistically Considering the Family’s Abilities to Provide Support  
and Identifying Additional Resources

The time of diagnosis is an appropriate time for family to begin to develop 
realistic care plans. Diagnosis usually includes an indication of immedi-
ate treatment and caregiving needs. Families that are able to effectively 
plan and meet these immediate needs will have less anxiety about the 
future and may develop effective coping strategies that can be applied 
to subsequent experiences. Families may need to be made aware of vari-
ous sources of assistance such as social services, specialized services (e.g., 
for children or for the elderly), community services, and illness-related 
services. Family members should be encouraged to share such informa-
tion, for individuals will often identify needs based on their knowledge 
of available services. Counselors can assist families in identifying needs 
and evaluating care strategies. If necessary, they should assist families in 
examining any sources of resistance to utilizing identified help within or 
outside of the family system. Strategies that distribute tasks throughout a 
family and/or utilize outside resources are likely to be more effective both 
in the immediate crisis and in the long run.

Life-threatening illness creates immediate problems for the family. 
Among them are:

Disclosure

Once individuals share information about the symptoms and di-
agnosis, family members have to be concerned about when, what, and 
how they talk about the disease within and without the immediate family. 
Should they tell parents, in-laws, children, or friends? Other family mem-
bers and the ill member may differ in the degree of secrecy or openness 
they desire. Counselors can assist by exploring how these decisions will 
affect each individual. As stated earlier, sometimes it is best to adopt a 
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policy of limited disclosure: “What information do I need to share with 
whom, at what point?” Family members need to be advised that infor-
mation can often spread geometrically. One client’s teenaged daughter 
decided to confide her older brother’s HIV diagnosis to her boyfriend. 
Within a short time, news of her brother’s condition had spread through-
out the community, placing further strain upon the family. The point coun-
selors should emphasize is that disclosure decisions can have numerous 
implications and effects, and thus merit careful consideration.

An issue that often arises within family systems concerns disclos-
ing information to children. Adult members frequently wish to protect a 
child from troubling information and perhaps protect themselves from the 
child’s questioning. Such strategies are often ineffective because children 
can sense the anxiety and tension around them. It is often more productive 
to inform a child about what is happening, but to present such informa-
tion in ways consistent with the child’s own experience and develop-
mental level. Again, limited disclosure is often the best policy. Certainly, 
children should be fully prepared for what they will observe and experi-
ence. Adults should describe the sights, sounds, and smells that children 
may observe. Whether children visit the ill individual or not, they should 
be given other opportunities to show support, perhaps, for example, by 
sending pictures, making tape recordings, or phoning. Children should 
also be supported during a visit. After the visit, children need the oppor-
tunity to discuss their feelings and observations.

Coping with Professionals and Treatment Decisions

While these tasks are really the responsibility of the ill member, fam-
ily members may still have strong feelings about them. Caregivers may 
assist families in identifying and exploring their concerns and assessing 
how these concerns are complicating or facilitating the ill member’s re-
action to illness. It is critical that family members are comfortable about 
treatment decisions made at all phases of the illness. Should the ill person 
die, the grief of family members will be easier if they are not haunted by 
questions about whether alternate treatment decisions, including choices 
of hospitals or doctors, should have been made.

Life Contingencies

The diagnosis of life-threatening illness affects all areas of the ill 
individual’s life and the lives of other members of the family, such as a 
family member’s decision to quit a job. Counselors can help families to 
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identify their options and review the implications of various decisions. 
Family members also may need help coping with the uncertainty often 
evident in the acute period. Often, merely emphasizing that any decision 
made can be tentative reinforces and facilitates that understanding. But 
families may need to recognize their own ambivalence and anxiety about 
uncertainty.

Assisting Families in Examining Their Own Coping Styles

Both individual family members and the family as a whole may exhibit 
coping styles and strategies that are functional or dysfunctional. Nathan 
(1990) identifies four strategies often found in the early phases of the 
illness:

 1. The direct/action-oriented approach is a problem-solving mode in 
which family members make realistic efforts to deal with the disease.

 2. The conscious/normalcy mode recognizes the reality of the situation 
but emphasizes continuing to live life as normally as possible.

 3. A third pattern is called denial/suppression. Here members deny the 
disease.

 4. Finally, an escapist strategy seeks to distance one from the illness by 
escape mechanisms such as substance abuse.

Nathan notes the last strategy is often the least productive adapta-
tion. Families need to examine the ways that they are responding as indi-
viduals and as a family, identifying where and when their strategies are 
effective, evaluating the ways their coping strategies interact, and consid-
ering, when necessary, alternate strategies. Counselors can help by rein-
forcing, when evident, effective patterns of coping. It is also important in 
the early phase to emphasize that coping strategies need to be continually 
reevaluated as the circumstances and family needs change.

Facilitating Communication Within Families and Between Families  
and Ill Individuals

The last two tasks have explicitly addressed the issue of communication. 
Throughout the diagnostic period family members may have the need to 
discuss feelings and fears as well as issues created by the illness. Counsel-
ors can assist the family by assessing barriers to effective communication 
and developing strategies to improve family communication. A variety of 
interventions may be utilized to improve communication. In some cases it 
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is useful to ask members to write down their feelings or to develop struc-
tured “sharing sessions.” Any such intervention should be suggested only 
after barriers have been identified within the family.

Ventilating Feelings and Fears

Families, too, may need to express their feelings and fears. They may need 
to explore their ability to discuss their concerns with one another. They 
need to consider how their reactions facilitate or impair family interac-
tions as well as the response of the ill member. Caregivers may wish to 
check “feeling rules” or family norms that govern the expression of feel-
ings. Sometimes families can repress such feelings. Counselors can be 
very useful here, for they have the opportunity to observe and explore any 
nonverbal behaviors that may be exchanged when feelings are discussed. 
Counselors can also lead discussions on how family members respond 
when feelings are displayed.

Exploring the Ways That the Diagnosis Affects the Ill Person, 
Relationships With That Person, and Family Life

The diagnosis of life-threatening illness is often a turning point for ill indi-
viduals and their families. Life for everyone will now never be the same. 
Family members need to reflect upon the ways that the diagnosis has af-
fected both the ill member and others within the family system. Some 
members may not recognize that the person’s perspectives and reality 
have been unalterably changed. And they may be confused or resentful 
about changes in family life created by the onset of disease.

They also may need to examine their own relationship with the ill 
individual. Both their perception of the ill person and their behavior to-
ward that person may change as a result of the diagnosis. Parents of dy-
ing children, for example, sometimes speak of “diminished expectations.” 
When a child is born, parental expectations may be limitless. Beginning 
with the diagnosis, though, and continuing throughout the illness, expec-
tations can continually change. By the time of the terminal phase, parents 
may have considerable fears about their child’s future. These diminished 
expectations can exist in any relationship. These changes in perception 
can also lead to changes in behavior toward the ill member. One woman, 
for example, was deeply dismayed when her brother was diagnosed with 
cancer. She perceived the diagnosis as a death sentence and began to 
withdraw from him. In other cases, fear, anxiety, and misinformation may 
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affect relationships with the ill member. In some cases, the diagnosis can 
become the “master status” or the overarching attribute and identity that 
define the individual. The person becomes not the parent or the sibling or 
the spouse, but the “disease victim.” This role can be reinforced by remov-
ing other significant roles from that person.

The Chronic Phase

Assisting in Managing Symptoms and Dealing With Changes  
in the Course of the Illness

Family members may need assistance in assessing the effects of the indi-
vidual’s illness upon themselves and the family. Goffman (1983), in his 
book Stigma, describes “the wise,” that is, a group of sympathetic others 
who understand the stigma created by serious illness and who can pro-
vide empathy and support. In the chronic phase, family members may be 
called upon to assume such roles. Often they can help the ill member by 
minimizing possibilities for public awareness of symptoms of the disease. 
For example, the adult children of a woman with heart disease helped 
their mother to plan walking routes to church and other events that would 
minimize physical stress. Family members, too, may help in reevaluating 
their roles as conditions change throughout the illness.

Assisting the Individual in Adhering With the Treatment Regimen.

One of the ill person’s basic tasks in the chronic phase involves adhering 
to the treatment regimen. But this is not solely a task for the ill individual. 
By necessity, family members usually become involved in the treatment. 
In some situations, such as those involving a young child or a frail or dis-
oriented adult, family members may have primary responsibility for the 
treatment regimen. In most treatment regimens family members will have 
important roles in encouraging or discouraging adherence.

In designing treatment regimens, especially those that mandate fam-
ily involvement, counselors will do well to bring the whole family into the 
process. Often family members can provide valuable insight on issues that 
might influence adherence. For example, in one case a son questioned the 
timing of medication on weekends when family schedules were different 
and activities were likely to interfere with adherence.

Counselors also have to be careful about assuming that the fam-
ily member will participate in the regimen. Family members may feel 
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inadequate to the task of acting as “policemen.” They may also be very 
uncomfortable with other possible regimen-related rules. One woman and 
her adult son were discomforted by the request that he assist his mother in 
handling her colostomy bags since it violated family norms of modesty. In 
other situations family members can be overwhelmed by competing de-
mands on their time. Counselors can assist families by carefully assessing 
physical and psychological comfort levels in assigning tasks, providing 
adequate training, and assisting members in developing additional sup-
port, both for backup and respite.

Counselors might also want to monitor the ways that family mem-
bers and the person undergoing treatment perceive that the family is fa-
cilitating or complicating adherence. They also should be sensitive to the 
ways that the regimen is affecting relationships within the family.

Preventing and Managing Health Crises

Throughout the chronic phase, ill individuals may experience medical cri-
ses. Families, as well as the ill member, should be informed about ways to 
avoid crises and how to manage them when they do occur. Often rehears-
ing strategies for handling medical crises can alleviate anxiety and en-
hance coping. Once a crisis is resolved, families may need an opportunity 
to review and reflect upon their ways of handling that crisis. Counselors 
may need to intervene to assist families with reviewing in a positive man-
ner, such that strategies of scapegoating are avoided, impediments to ef-
fective responses are discussed, and alternate approaches are developed. 
Family members may also need to ventilate feelings and fears arising from 
the crisis.

Reducing Stress and Examining Coping Strategies

Because chronic illness is extraordinarily stressful for all the members of 
the family system, some or all members of the family system may need 
stress management. Families should identify sources of stress and ways 
that stress is manifested and they should examine their own strategies of 
coping with stress.

Being a family caregiver is extremely stressful. Not only is the person 
dealing with constant demands to provide care for the person who is ill, 
but he or she must simultaneously cope with his or her own sense of loss. 
Family caregivers may experience an intense range of emotions. They may 
feel anger and resentment at the person who is ill or at other members of 
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the family system who they perceive as being unsupportive or unappre-
ciative. They may feel guilt about their own inability to be “perfect” all 
the time for the ill individual. They may find it difficult to cope with the 
demands of providing the full range of physical, emotional, social, and 
spiritual support the ill individual seems to require.

These family caregivers may find counseling and self-help groups 
useful. They may need to learn how to communicate their own needs to 
other family members.

Family caregivers and other family members may also find it valu-
able to learn effective stress-reduction strategies. These can include such 
things as improving problem solving; increasing planning and commu-
nication; withdrawing from stressful situations or delegating; examining 
and modifying unrealistic expectations of self; and employing effective 
lifestyle management such as good diet, regular exercise, social support, 
diversion, relaxation, and meditation.

Primary caretakers especially must find ways to allow themselves 
respite. For example, one retired daughter who lived near her father be-
came his primary caregiver during his illness. She came near to burning 
out, but through counseling finally did learn to effectively use her broth-
ers, both of whom worked and lived some distance away. One was able 
to come on weekends to care for his father, thereby allowing her and her 
husband a chance to get away to their vacation home. The other brother 
assumed responsibility for negotiating with hospitals and physicians. By 
communicating her needs and recognizing the importance of respite, she 
was able to minimize stress.

In examining the ways families cope, it is important to remember 
that each family has its own characteristic ways of coping. Recognizing 
what these are can be the first step toward discovering strengths to build 
on and weaknesses to be corrected.

Marshalling Outside Support and Resources

Throughout the chronic phase families will need to effectively utilize infor-
mal and formal support systems and cope with medical personnel. Effective 
utilization of such support can enhance adaptation, reduce stress, and mini-
mize a sense of isolation. This support not only provides needed help and 
respite, it also has a ritual aspect, affirming that all caregivers are part of a 
larger group, reinforcing the security of the group in a chaotic time. It is not 
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surprising that family caregivers find that the degree of support a family 
has prior to the death is an important factor in its adjustment to bereave-
ment after the death. Families need to examine their informal support sys-
tem, assessing how relationships with friends and families have changed 
throughout the illness, identifying needs and support available from their 
informal support network, recognizing barriers to the effective utilization 
of such support, and developing strategies to utilize such support more ef-
fectively. One key issue a family needs to consider is what persons are best 
suited for which tasks. Not every member has the same level of empathy, 
patience, commitment, skill, time, and so forth. Some may be good persons 
to help with shopping or with childcare. Others may help negotiate with 
medical staff. Still others may be good caregivers or listeners.

A similar assessment should be applied to formal support systems. 
Counselors can assist families to explore any resistance toward utilizing 
such services. Family members, for example, may consider themselves 
best attuned to care for the patient, distrustful of others. They may have to 
be gently coaxed into respite—first taking a small shopping trip prior to 
catching a movie or a weekend respite.

This exploration of reluctance to entrust care to others may be a par-
ticularly helpful strategy if the level of patient deterioration becomes so 
pronounced that placement in a chronic care facility is necessary. In such 
cases counselors may need to review with families their own attempts to 
care for the person, identifying in nonjudgmental ways limits to the ca-
pacity to maintain care in the face of the patient’s escalating needs. They 
may find it important to explore alternatives to institutionalization. If the 
counselor foresees institutionalization, it may be helpful to have families 
begin to consider what circumstances and events may necessitate it. Often 
when families begin extensive caregiving, I ask what factors would make 
it impossible to continue to care for the person at home. This allows the 
family the opportunity to consider the possibility and to minimize aver-
sive reactions when the possibility becomes actuality. In many cases, fam-
ily members will even feel proud that they actually went far beyond what 
they once considered impossible. If the patient is institutionalized, it may 
be helpful for counselors to help family members redefine their roles as 
caregivers. They have not stopped being caregivers (and by implication, 
caring), their role has changed now to other caregiving responsibilities 
such as advocacy. Nonetheless, should permanent institutionalization be-
come necessary, caregivers may have to assist families in addressing new 
emotional or interactional issues that may arise.
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Normalizing Life in the Face of Disease

The simple phrase “normalizing life” conveys one of the more difficult and 
complex tasks in the chronic phase. It is one that really entails many dis-
tinct issues. The first issue is attempting, as much as possible, to normalize 
the ill member’s life. In order for that member to preserve self-concept, he 
or she will need to be treated by significant others as “normal.” Families 
need to review the ways that the illness is affecting their perception of 
and interactions with the ill person. The goal for families is to prevent the 
illness from dominating their relationship with the ill member so that it 
becomes his or her primary identity or “master status.”

It is also critical to recognize that such treatment can impair an in-
dividual’s adaptation to illness by damaging self-esteem and coping 
capacity, and by inducing unnecessary dependence. It is important to con-
tinually assess the ways in which the illness itself is affecting interaction 
with the ill member, the ill member’s response to illness, and the general 
quality of family life. What changes have occurred in your family since the 
last visit? Addressing this question can facilitate an ongoing assessment 
and attune family sensitivities to the continued changes wrought by the 
illness. Such a review should also include an assessment of the ways that 
sexual relationships may have changed between the ill member and his 
or her partner. And it should also consider financial changes and stresses 
experienced by the family.

The key to this task lies in normalizing family life as far as possible. 
In some cases, families will place such a great effort on maintaining the 
“usual” life of the family that such effort actually undermines family life 
and hinders the ill member’s adaptation to the illness. For example, one 
family I worked with attempted to maintain their previous activities and 
made no allowance for their father’s illness. This lessened the social sup-
port available to the father, and created additional stress and strain for 
him. Families should inventory aspects of family life, determine which 
parts of that life are significant enough to be maintained and which parts 
must be modified or given up because of the illness, and then allow fam-
ily members to verbalize their own sense of loss over these changes. This 
last step is particularly important since it is an unfair burden not to allow 
family members to recognize that the loss of previous activities is a source 
of concern. It is not selfish for family members to miss the quality of life 
and personal freedom that existed prior to the illness.
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Ventilating Feelings and Fear

In any phase of illness, ill individuals and families will need to deal with 
feelings and fears. Counseling can provide a trusting atmosphere where 
these feelings and fears can safely be discussed and explored. Counselors 
can assist family members in developing effective ways to handle such 
emotions. Throughout this phase family members may need to examine 
the many losses that they and their family have experienced through-
out the course of the illness. These can include loss of activities, losses of 
health, and losses of family life and lifestyle. And they may have to grieve 
about losses that they anticipate, including the death of the ill member. It 
is not unusual that feelings and fears may change considerably through-
out the course of this phase, swinging from optimism to pessimism,  
depending on the ill member’s current condition.

Finding Meaning in Suffering, Chronicity, Uncertainty, and Decline

Just as ill individuals have to cope with finding meaning in sickness and 
suffering, so, too, do other family members. Each family member may be 
in a different place in his or her spiritual and philosophical journeys. Fam-
ily members need to respect these differences.

Families and Recovery

Families, too, may have ongoing needs even in recovery. The family may 
have changed significantly throughout the course of the illness. It may be 
difficult to readjust to the recovered member when he or she attempts to 
assume old roles and relationships. Patterns of independence or depen-
dence formed in the illness may be difficult to change. Family members 
may experience a variety of emotions at recovery. They may feel anxious 
about recurrence or feel very vulnerable and fragile. They may feel an-
gry as a result of unresolved conflicts arising from the behaviors of other 
members during the course of the crisis. They may be impatient with 
the recovering member, perhaps feeling that person’s recovery is being 
paced too slowly or too quickly. As stated earlier, an encounter with life-
threatening illness changes an individual. Families may struggle to relate 
to who the person is now.
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In any case, families should periodically discuss how the family is far-
ing throughout the period of recovery. They may need to validate feelings, 
noting that this phase in the illness process can be a difficult adjustment.

The Terminal Phase

Understanding the Process of Dying

When an individual reaches the terminal stage, family members may need 
to be informed about the dying process particular to that disease. What 
can they expect, in trajectory, symptoms, incapacitation, and pain? They 
may need training as to the ways they can respond to any medical condi-
tions or crises they may encounter. They may need assistance in under-
standing and exploring their own feelings now that the goal has changed 
to palliative care. They may need to be able to interpret varied signs con-
cerning the proximity and actuality of death.

If the family is planning to keep the patient at home, they may find 
it useful to talk with medical staff about what they can expect in this fi-
nal period. But the information a family needs at this stage is not solely 
medical. Family members may need assistance in interpreting the dying 
person’s social and psychological reactions. They may need help in un-
derstanding that reactions such as withdrawal, anger, grief, and sadness 
are natural responses to the dying process (Hebert, Schulz, Copeland, & 
Arnold, 2008). And family members may need to explore and to discuss 
with one another their own responses to such behaviors.

Coping With Caregivers and Institutions

The terminal phase often means that family members will again have to 
deal with a new group of caregivers, those who are actively involved in 
the care of the dying person. In this phase the dying person may very well 
be institutionalized in a nursing home, hospital, or hospice. This, too, can 
create stress for families. As families explore any difficulty or stresses as-
sociated with caregivers and institutions they can develop effective strate-
gies to alleviate problems and stress.

Counselors also should assess the effectiveness of pain management 
with family members. There are three major reasons for this. First, family 
members are most aware of the patient and may be able to interpret signs 
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of distress even in patients who are comatose or experiencing dementia. 
Second, family members themselves may constitute a barrier to effective 
management of pain. They may have unrealistic fears about the effects of 
varied analgesics. This can be especially important if they are the ones in 
a home hospice situation who are administering medication. Finally, per-
ceptions that the patient died in suffering or pain are likely to complicate 
the family’s grief (Doka, 2006).

Emotionally Restructuring Relationships With the Dying Person

Emotional relationships with the patient may be highly complicated in 
the terminal phase. Family members may be experiencing countervailing 
reactions. They may wish to stay with the person in the moment, making 
the most of the remaining time while simultaneously wishing to relate to 
the person as he or she was and trying to now plan for a life without that 
person. Counselors can assist this process by exploring with family mem-
bers their own needs and reactions. When necessary, they can gently test 
the family members’ senses of reality. And, when appropriate, they can 
encourage family members to meet their own and each other’s needs. In 
one case, for example, a hospice nurse was able to explore with the wife of 
a dying man her own needs to be involved in the ongoing life activities of 
her teenaged children. She was able to assist the woman in arranging for 
alternate care, freeing her to meet those needs.

Effectively Utilizing Resources

At any point in the illness it is important for family members to consider 
their effectiveness in utilizing resources such as other family members, 
friends, and formal services (self-help groups, counselors, and other ser-
vices). Whenever conditions change, it is critical for family members to re-
assess their needs and to reconsider their utilization of available resources. 
Again, families may need to be informed about different types of services 
that may be able to provide assistance. And again, they may need to ex-
plore with a counselor any resistance or barriers toward utilizing such 
assistance. Often in the crises of the terminal phase, their informal support 
systems will rally around. This may provide additional aid and support. 
But family members may also recognize a sense of resentment for a per-
ceived lack of support during earlier phases of the illness.
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Dealing With One’s Own Emotions and Grief

In the terminal phase, as in any phase of illness, family members may 
experience a range of emotional responses. As family members face the 
imminent loss of the dying member, they need to inventory the many 
losses they have already experienced as well as the losses they anticipate. 
It is also important, especially after a long illness, for family members to 
understand that their own reactions to the death may be very ambiva-
lent. They should be reassured that wanting the patient’s and their own 
struggle to end while simultaneously wishing the patient could continue 
to live is a perfectly normal reaction.

Understanding the Human Needs of the Dying Person

Even though an individual is dying, he or she maintains the same human 
needs that have persisted throughout life. Humor, love, touch, communi-
cation, and care are just a sample of these ongoing needs. Often, though, 
because families facing the terminal phase are so concerned about the is-
sue of death, they can neglect the individual’s other needs. Sometimes 
formal caregivers can be helpful in assisting families to understand their 
perception of the dying person and to encourage responses that are cogni-
zant of the dying individual’s continuing human needs.

Maintaining Relationships With the Dying Member and Continuing  
to Incorporate the Dying Person Within the Family System

In many ways this is an extension of the earlier task. Not only do fami-
lies need to be cognizant of ongoing human needs, they need to continue 
to maintain relationships and continue to incorporate the dying person 
within the family. In the terminal phase the dying person may have lim-
ited energy and be bedridden. Often dying individuals are physically re-
moved from the flow of family life, either because they are confined to a 
sickroom at home or removed to an institution. Moreover, family members 
may seek to protect the dying person from additional troubles or difficul-
ties, thus withholding information and removing the person from fam-
ily decisions. Communication, too, can become increasingly awkward.  
Family members may be unclear as to what to say.



Chapter 12. Counseling Families During a Life-Threatening Illness

255

It is important for families to openly discuss their relationships with 
the dying member. To the degree that family members are comfortable 
participating in activities such as the care of the dying person, or remi-
niscing, they may provide meaningful interaction for the present and they 
may also mitigate subsequent grief. For example, when one family was 
encouraged to share the ways that their father had influenced their lives 
with him, they found these special times both enjoyable while he lived out 
his last days and helpful when they later mourned his loss. This activity 
seemed not only to ease their communication, but also to be significant for 
their father and facilitate their later grief. Family members can also par-
ticipate in other ways that are comfortable for them. Some may choose to 
be involved in personal care, monitoring medication, providing massages, 
or helping with grooming. Others may be comfortable in social conversa-
tion, or reading to a family member, or even watching television together. 
That, too, may provide diversion and social support. Still others may find 
it helpful to pray with the ill person or participate in other religious ritu-
als. Families should also recognize the need to allow the dying individual 
the freedom to decide whether or not he or she wishes to pursue these 
activities.

Realistically Planning for the Dying and Death of the Person

In the terminal phase, family members may be faced with a series of dif-
ficult decisions. Some may involve actions to be taken during this termi-
nal phase: for example, decisions to seek hospice care, or to sign “Do Not 
Resuscitate” orders, or to terminate treatment. It is critical for counsel-
ors to review these ethical decisions as they complicate subsequent grief 
(Doka, 2005). Families also may need to decide about autopsies or tissue 
donations. Families may need help in interpreting signs of impending 
death and in understanding procedures that may take place around the 
death. This information is critical in any context, but is essential if the 
individual is at home during his or her final days. Families will need 
to know whom to call and when. Other decisions may involve issues 
related to the time of death, for example, funeral plans. Still others may 
involve decisions about the post-death period such as decisions about 
work or selling the home.

The very discussion of these topics can support family members’ de-
sires and needs to plan. Family members can review the effectiveness of 
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their own problem-solving processes. One man, for example, while facing 
the death of his wife, became aware that his penchant for unilateral deci-
sions complicated relationships with other members of his family. He was 
able then to incorporate his children in the decision-making process.

Planning for the Continuation of Family Life Throughout  
the Terminal Phase and After the Death

Throughout the terminal phase and even after the death, the family con-
tinues. But that family will be affected by the dying process and changed 
after the death. It is important for families to explore the ways that the ill-
ness and death affect the family’s communication, interaction, and struc-
ture. Families will need to consider how these events have influenced the 
family’s goals and plans. And they may need to consider ways in which 
they will adjust and prevent fragmentation following the death.

Finding Meaning in Life and Death

Family members, as well as the dying individual, need to make sense out 
of the dying person’s life and death. It is a critical part of grieving and 
ongoing personal development to understand the ways that a person has 
influenced one’s own life—both for good and for bad. When it is possible, 
that is, when the reflections are positive, sharing such reflections with the 
person who is ill and with other family members can help each person’s 
search for meaning. When my father had reached a critical point in his 
own struggle with cancer, our family shared a meal together. We spoke of 
all the good times we had had, all the gifts he had given us. I do not think 
that any of us realized all the different facts of his fathering until that mo-
ment. Each of us, including my father, developed a better measure of the 
man. Approaches mentioned in the last chapter, such as dignity therapy 
or life review where the dying individual’s story is shared with the fam-
ily, are especially useful since they benefit both dying persons and their 
families (Chochinov, 2012; Magee, 2011; McClement, Chochinov, Hack, 
Hassard, Kristjanson, & Harlos, 2007).

Not all feelings toward the dying individual may be positive. Nega-
tive feelings, though shielded from the dying individual, should not be 
bottled inside. They should be shared, but probably with a counselor or a 
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confidant. At this point, it is unfair to complicate other family members’ 
struggles with meaning by adding to their burdens.

Families do not have to face the crisis of illness alone. Counselors 
can assist families in identifying resources that can support families and 
ill individuals in their struggle.

In summary, families face considerable challenges when one mem-
ber is ill. They can face these challenges better if they confront them as a 
family. Standing together as a family means that each family member feels 
the freedom to discuss concerns openly and to share in solving problems 
throughout the course of the illness. This open sharing does not mean that 
every problem can be resolved to everyone’s satisfaction. It does mean, 
however, that if families set up a process whereby each member’s concerns 
are aired and considered, where family and individual needs are viewed 
and balanced, and where appropriate compromises are made, families 
will find that they are better able to withstand the stresses of life-threaten-
ing illness and be more effective in supporting each other throughout this 
stressful time. There is a myth that illness always brings families together. 
Sometimes it does, but other times the illness experience can hopelessly 
fragment a family. It is not crisis, but the way a family faces that crisis, that 
knits a family together.

SUPPORTING FAMILIES AT THE TIME OF DEATH

Counselors, when possible, can help families prepare for the actual mo-
ment of death. Some persons, perhaps hospice or hospital chaplains or 
social workers, may actually be present with families at the moment death 
occurs. The passing from life to death, whatever one’s spirituality, is a sa-
cred moment. As stated in the previous chapter, families should be offered 
the opportunity to create a ritual to mark that moment. Lighting a candle, 
saying a prayer, touching the person one last time, or joining hands in a 
moment of silence are examples of ways that families may choose to mark 
that moment. Families might be invited to construct their own unique 
ritual. “Is there anything you would like to do to mark this moment?”In 
my teaching, I often suggest that counselors follow a “rule of three”; that 
is, offering, if asked, at least three varied suggestions. I have found that 
such a process seems to empower families to create their own ritual. A 
statement offering one option (or even two) may be perceived as coercive 
by the family.
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Families later may need to review any decisions made at the end 
of life. In the aftermath of a death family members may have second 
thoughts about the decisions they made. Should they have done another 
round of chemotherapy? Should they have signed a “do not resuscitate” 
order? Families may need reassurance that given the information they 
had, and the stressful emotions they experienced, their choices and deci-
sions were appropriate.

Regardless of expectation, the moment of death is often a confused 
time when family members cope with shock and disbelief. Counselors can 
often assist by helping that family in reviewing and assisting them with  
final details such as death certificates or funeral or alternate arrangements. 
Most importantly, counselors can at the moment of death allow the fam-
ily the opportunity to grieve. It is natural and appropriate that families 
will experience grief at this time. Such grief, however expressed (unless 
dangerous to self or others), can be encouraged. A very special colleague 
of mine, Patricia Murphy, often trains medical interns and residents at a 
large urban university hospital. She notes that many of the families may 
become highly emotional at the time of death—shouting, crying, and 
wailing. She offers sound advice: You may feel the need for valium as you 
witness the scene—by all means take one. Just leave the family alone!

AFTER THE DEATH

While it is beyond the scope of this book to address counseling family 
members after the death, a few comments about the family reactions and 
the interventions after the death are useful. Readers may wish to further 
supplement these comments with additional resources such as Humphrey 
(2009), Neimeyer (2001), or Worden (2009).

Naturally one of the first events following a death is the funeral or 
memorial service. Such events can be highly therapeutic for many rea-
sons. Psychologically funerals confirm the reality of death, allowing “do-
ing something” in a disorganized time, and offering opportunities to 
share memories and feelings. They bring a community together, remind-
ing mourners they have support. They offer a spiritual or philosophical 
framework for interpreting the death (Rando, 1984).

While funerals are generally therapeutic, there are ways to enhance 
their value. Bereaved individuals may benefit from opportunities to par-
ticipate in the planning or conduct of funerals. They can select music or 
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readings that can be meaningful. They can be offered options to partici-
pate as readers or pallbearers. They can share reminiscences. They can 
personalize the ritual in other ways as well, through photographs, mem-
ory boards, and other visual displays.

Funeral rituals also can be enhanced by acknowledging that many 
individuals have multiple roles. It is often useful to have eulogists who 
knew the deceased in different ways. When a colleague, Catherine Sand-
ers, died, her family chose three people—a close friend, a professional col-
league, and her daughter—to share their memories. Each knew her in a 
somewhat different way and in a different role. Yet as each shared their 
memories, a rich interconnected tapestry unfolded. Everyone left having 
a sense both of the Catherine they knew as well as the other dimensions of 
her life that they had not really experienced.

In the same way, in a society where few mourners may share the 
same cultural or religious values, it can help to translate the ritual; that 
is, to explain things that only may be understood by a small subset of 
mourners. A number of years ago, a good fried died in midlife from ALS. 
An engineer by vocation, his avocation was playing in a local bluegrass 
band. A steady gig was an outdoor flea market. Since it was outdoors, 
concerts were always “weather permitting.” Jokingly, they began each set 
with a bluegrass rendition of We Sing in the Sunshine. When he learned his 
diagnosis, he told his wife they had sung in the sunshine, now they would 
have to learn to sing in the rain. The closing “hymn” at his service was 
Singing in the Rain. This story had to be recounted first as some mourners 
would get the connection and others would merely wonder if Singing in 
the Rain was a Lutheran hymn.

After the funeral, families still have to cope with the loss and their 
experience of grief. One of the myths that can sometimes follow a life-
threatening illness is that because of the long period of illness, the experi-
ence of grief may be minimized. The old saw is that sudden deaths are 
harder on survivors. In fact, every loss carries factors that might facilitate 
or complicate the grieving process. In a long illness, the ambivalence of 
the family—partly wishing for the death, wishing to stay in the moment, 
and yet wanting the dying process to end so that some state of normalcy 
can return to life can be complicating.  In addition the inevitable physical 
deterioration of the person who is dying may also create a complicating 
ambivalence.  One young client, for example, expressed how frightened 
he was by the now skeletal specter of his father. Finally families may 
struggle with ethical decisions at the end-of-life that later cause family 
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conflict or invoke regret.  Other factors may facilitate the grief—the loss, 
after all, may be expected, and families may have opportunity to finish 
business and say good-bye.

Therefore, survivors may experience grief in varied ways. Physi-
cal reactions are common. These includes a range of physical responses 
such as headaches, other aches and pains, tightness, dizziness, exhaus-
tion, menstrual irregularities, sexual impotency, breathlessness, trem-
ors and shakes, and oversensitivity to noise. Bereaved individuals, 
particularly widows, do have a higher rate of mortality in the first year 
of loss (Parkes, 2006). There may be many reasons for this—the stress 
of bereavement, the change in lifestyle that accompanies a loss, and 
the fact that many chronic diseases have lifestyle factors that can be 
shared by both partners. It is important that a physician monitor any  
physical responses to loss.

There are affective manifestations of grief as well. Individuals may 
experience a range of emotions such as anger, guilt, helplessness, sadness, 
shock, numbing, yearning, jealousy, and self-blame. Some bereaved per-
sons, especially after a long experience with illness, may even feel a sense 
of relief or even emancipation. This, however, can be followed by a sense 
of guilt. As in any emotional crisis, even contradictory feelings, such as 
sadness and relief, can be experienced simultaneously.

There can be cognitive manifestations of grief. Included here is 
a sense of depersonalization in which nothing seems real. There can be 
a sense of disbelief and confusion, an inability to concentrate or focus.  
Bereaved individuals can be preoccupied with images or memories of the 
loss. These cognitive manifestations can affect functioning at work, school, 
or home. Many persons also report experiences in which they dream of 
the deceased or have a sense of the person’s presence, even sense-based 
experiences of the other.

Grief has spiritual manifestations. Individuals may struggle to find 
meaning and to reestablish a sense of identity and order in their worlds. 
They may be angry at God or struggle with their faith.

Behavioral manifestations of grief can also vary. These behavioral 
manifestations can include crying, withdrawal, avoiding or seeking re-
minders of the loss, searching behaviors, over activity, and changes in  
relationships with others.

The reactions of persons to loss are highly individual and influenced 
by a number of factors. These include the unique meaning of the loss, 
the strength and nature of the attachment, the circumstances surrounding 
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the loss such as the presence of other crises, reactions and experiences of 
earlier loss, the temperament and adaptive abilities of the individual, the 
presence and support of family and other informal and formal support 
systems, cultural and spiritual beliefs and practices, and general health 
and lifestyle practices of the grieving individuals.

There have been a number of approaches to understanding the pro-
cess or course of acute grief. Earlier approaches tended to see grief as 
proceeding in stages or phases. Recent approaches have emphasized that 
grief does not follow a predictable and linear course, stressing instead that 
it often proceeds in a roller coaster-like pattern, full of ups and downs, 
times when the grief reactions are more or less intense. Some of these more 
intense periods are predictable—holidays, anniversaries, or other signifi-
cant days—but other times may have no recognizable trigger.

Newer approaches have emphasized that grief involves a series of 
tasks or processes. Task models have considerable value. As Corr (1992) 
notes, task models emphasize the individuality of reactions. Though peo-
ple may have to cope with similar issues or tasks, like any set of tasks, 
they do it in their own way. They also do the tasks in their own time, 
stressing that the tasks do not infer linearity and that they emphasize in-
dividual autonomy. Finally task models reinforce the role of the counselor 
as a facilitator. Counselors can assist individuals in identifying obstacles 
and in assessing coping strategies as individuals who are grieving cope 
with these tasks.

J. W. Worden’s 1982 publication of Grief Counseling and Grief Therapy 
significantly advanced theoretical development in thanatology by mov-
ing away from linear stage models and offering one of the first task mod-
els of grieving. Worden’s work moved the understanding of grief from a 
search for universal patterns to recognition of the very individual ways 
the people grieve. Subsequent editions of the book modified the tasks; 
Worden (2009) now describes four tasks of grief as: to accept the reality 
of the loss, to process the pain of grief, to adjust to a world without the 
deceased, and to find an enduring connection with the deceased in the 
midst of embarking on a new life. I suggested a fifth task—to reconstruct 
faith and philosophical systems challenged by loss (Doka, 1993). Worden 
(2009) asserts that such a task is unnecessary since he believes that is one 
of the internal adjustments that are addressed in the task of adjusting to a 
world without the deceased.

Other current models focus on the processes of grief. Stroebe and 
Schut (1999), for example, proposed a Dual Process Model of Grief. In that 
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model, they see bereaved individuals oscillating or moving between two 
processes—one that seeks to adjust to the loss while the other seeks to re-
store a new normalcy of life. The model stresses the critical importance of 
oscillation as complications occur when that oscillation is absent.

The critical point to remember is that the course of grief is not linear. 
Nor is there any inherent timetable to grief. Grief reactions can persist for 
considerable time, gradually losing intensity after the first few years. Recent 
research as well emphasizes that one does not “get over the loss.” Rather, over 
time, the pain lessens, and the grief becomes less disabling as individuals 
function at levels comparable to (and sometimes better than) pre-loss  levels. 
Bonds and attachments to the lost object continue, however, and periods of 
intense grief can occur years after the loss (Klass, Silverman, & Nickman,  
1996). For example, the birth of a grandchild can trigger an experience of 
grief in a widow who wished to share this event with her deceased spouse.

We also need to recognize that grief is not just an individual event. 
Just as in illness, grief is a family process. Since families are systems, 
 family members then can facilitate or complicate the grief of each other 
person within the system (Shapiro, 1994). Moreover, family members may 
struggle to create a consistent and shared narrative to the illness or death 
that offers meaning to the family (Nadeau, 1998).

Grief reactions may vary among different cultures. As Rosenblatt, 
Walsh, and Jackson (1976) note, each culture has distinct patterns of at-
tachment that influence what relationships are grieved. Moreover, cul-
tures vary in the ways that grief is experienced and expressed. In some 
cultures grief is shown through emotional experiences while in others, 
grief may be experienced and expressed somatically. Cultures will also 
vary in their norms about the ways it is appropriate to mourn as well as 
funeral customs. In fact, as Rosenblatt concludes, the only cultural univer-
sal is that every culture has norms to acknowledge loss.

Individuals and families experiencing grief can help themselves in 
a number of ways. Because grief is a form of stress, lifestyle management 
including adequate sleep and a healthy diet, as well as other techniques 
for stress reduction can be helpful. Bibliotherapy or the use of self-help 
books can often validate or normalize grief reactions, suggest ways of ad-
aptation, and offer hope. Self-help and support groups can offer similar 
assistance as well as social support from others who have experienced 
loss. Others may benefit from counselors, particularly if their health suf-
fers or their grief becomes highly disabling, impairing functioning at 
work, school, or home, or if they harbor destructive thoughts toward self 
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or others. Parkes (1980) particularly stressed the value of grief counseling 
when other support is not forthcoming. In such cases, it is important to 
ensure that the counselor is trained in some of the newer approaches to 
understanding grief. Pharmacological interventions also may be helpful, 
particularly when the grief is disabling, that is, severely compromising 
the individual’s health or ability to function. Such interventions should be 
focused on particular conditions, such as anxiety or depression, that are 
precipitated or exacerbated by the bereavement. Pharmacological inter-
ventions should be accompanied by psychotherapy.

Most individuals seem to ameliorate grief in that, over time, they 
can remember the loss without the intense reactions experienced ear-
lier. Nevertheless, a significant minority of bereaved individuals seem 
to experience more complicated grief reactions (Boerner, Mancini, & 
Bonnano, 2013; Rando, 1993). While models of complicated grief vary, 
complicated grief reactions generally involve intensifications and exag-
gerations of the earlier-described responses to grief that effectively im-
pair the individual’s ability to function in significant roles. Complicated 
grief can also be evident in masked reactions; that is, the grief is masked 
by another problem such as substance abuse. The newest version of the 
Diagnostic and Statistical Manual, DSM-5, includes modifications that 
acknowledge complicated grief. Separation Anxiety Disorder can now 
be diagnosed in adults. Both the criteria for Adjustment Disorders and 
Separation Anxiety Disorder allow such a diagnosis in individuals experi-
encing bereavement. More controversially, the bereavement exclusion is 
now removed for a Major Depressive Disorder. It should be noted that the 
DSM-5 attempts to carefully distinguish between depression and typi-
cal patterns of grief. Finally one form of complicated grief—Persistent 
Complex Bereavement Disorder—is recognized as a condition that merits 
further study. In all of these conditions, the DSM-5 stresses that more 
complicated patterns of grief are evidenced in that the bereaved indi-
viduals are functionally impaired over a long term in fulfilling familial, 
social, and occupational roles.

CONCLUSION

This chapter began by reminding readers that life-threatening illness is 
a family illness, affecting all the members of a family in varied ways at 
all phases of the illness. The family also has needs, reactions, and tasks 
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that are similar to those of its ill member. Families that recognize their 
reactions and needs and utilize their own unique strengths and resources  
to more effectively cope with the tasks created by the crisis of life- 
threatening illness may more effectively adjust to the illness and threat 
of death. And families may find that their own adjustment to any subse-
quent loss and grief is eased.
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Appendix

EXERCISES

These exercises, consisting of discussion questions, role plays, and case studies are 
designed to illustrate some of the concepts developed within the book. They may be 
useful for workshops, training, or class activities.

PREDIAGNOSTIC PHASE

 1. Imagine that a test was developed that could identify a genetic 
marker for Alzheimer’s disease. This test, taken any time within the 
life cycle, would indicate that at some indeterminate point in the 
future a person who tests positive would likely develop dementia. 
Naturally since the test does not indicate age of onset, there is no way 
to ascertain whether these symptoms might appear at 60 or 90 years 
of age. Obviously, there is always the possibility that the person may 
die of another factor before any symptoms of dementia emerge. What 
would be the advantages and disadvantages of such a test? How 
would you counsel a client who wished to explore the possibility of 
the test? Would you take the test? Assume you are 40 years old and 
the test result is positive, meaning you have a high likelihood of one 
day developing Alzheimer’s. How would that influence life decisions 
now? Suppose you are dating a prospective partner who indicated 
testing positive. How would that affect the relationship?
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 2. In the following cases, what issues might be worth exploring based 
upon the description of prediagnostic behaviors (these may be role 
played).

 a. For the past 6 months, Matt, a 13-year-old boy, has complained to 
his mother about an occasional throbbing pain in his left leg. His 
mother has dismissed it as “growing pains” and wondered if the 
pain was related to a move to a new school. At his annual physical, 
Matt noted it to the doctor who recommended further testing. Sub-
sequent x-rays and tests found that Matt has osteogenic sarcoma, 
or bone cancer in his leg. Because the disease is advanced, Matt’s 
leg will need to be amputated. Chemotherapy will follow and the 
prognosis is guarded.

 b. May is an older woman caring for her grandchildren while her 
children worked. She also is active in the church choir and the mis-
sion society of her local church. She has diabetes and high blood 
pressure. She claims life can be so busy that it is hard to adhere to 
her regimen. She recently had a small stroke. While recovering, she 
constantly worries about how the grandkids are faring.

DIAGNOSTIC PHASE

 3. In each of these cases, analyze the cultural factors that you think might 
assist in interpreting the situation. How would you proceed? When 
there is a need for intervention, discuss interventive techniques.

 a. Julio is a 60-year-old Hispanic man diagnosed with ALS. His family  
does not want him to know. They insist he be told he has a “nerve 
disease.” What should you do?

 b. Jane Rainbow is a Native American woman who is entering the 
hospital for minor surgery. She stops her physician as he begins to 
explain the risks saying she does not wish to know. How should 
the doctor proceed? Would you answer differently if the risks were 
greater?

 4. Role Play: Robert is a 23-year-old active church member, but already 
in his life, he has achieved much. He has been an honor student,  
Eagle Scout, and the recipient of many athletic trophies and scholastic 
awards. He has just become engaged and holds a new, exciting job. 
Learning he has leukemia, he keeps asking, “Why me?”
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CHRONIC PHASE

 5. Role Play

 a. Wife: As part of your health regimen, you must adhere to a very 
strict diet. This is essential to control your diabetes as you undergo 
treatment for cancer. Your husband is always taking you out to 
dinner, urging on wine, rich foods, and desserts that are not part of 
your regimen. This has caused some conflict and you seek counsel-
ing so that your husband may recognize the problem and be more 
supportive.

 b. Husband: Your wife of 35 years is now undergoing treatment for can-
cer. You are pessimistic that she will survive since she has multiple 
health problems including diabetes and high blood pressure. Like 
many married couples, it has not always been easy for the two of 
you. Twice in the marriage you even both separated for short peri-
ods. You just want your wife to enjoy the time she has left.

 c. Counselor: A couple has come to you recommended by a physi-
cian who feels that the marital discord may be adding stress to his  
patients and complicating her treatment.

 6. Case Discussion: Marcie is a 79-year-old woman struggling with 
cancer. She is facing tremendous pain and discomfort from chemo-
therapy. Though the prognosis seems promising, she wonders if it is 
worth all the suffering. Her only surviving son has urged her to seek 
counseling. Accompanying her, he worries that his mother will de-
cide to forego treatment—something the mother is considering. What 
issues, as a counselor, would you wish to explore?

 7. John is an active, bright to average 6th grader who has recently been 
readmitted to school after hospitalization for cancer. The surgery 
has left a large incision on his chest. John is presently undergoing 
chemotherapy. His performance in school has always been variable, 
especially since he entered intermediate school and he has had a 
reputation as manipulative. Since his return, he has been complain-
ing of tiredness, especially in the afternoons and on Fridays, follow-
ing Thursday chemotherapy, and often forgets or claims he can’t do 
homework. He also demands to be excused from swimming, a class 
he had always hated. List key issues that you perceive in this case. Is 
there any information you would wish to have? Outline some pos-
sible strategies to more effectively deal with this.
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TERMINAL PHASE

 8. Stella is 57 years old and a housewife for much of her life. As she is 
now dying of ALS, she deeply regrets that she did not do more with 
her life. She has come to you as a counselor. What interventive strate-
gies would you use? (Also may be done as a role play.)

 9. A patient no longer has the capacity to participate in discussions 
about care. Her oldest daughter holds the health proxy but does not 
agree with her mother’s earlier expressed wish to withdraw artifi-
cial hydration and nutrition. How would you advise the daughter 
to proceed? Is a surrogate decision maker bound to these earlier ex-
pressed wishes or is it ethical for her to utilize her own judgment? 
She has just come from her home in Florida, about 1,000 miles away. 
Her younger sister has been a major caregiver for her mother since 
she resides in the same city. She believes her mother’s long expressed 
wishes should be followed but she is reluctant to confront her sister 
who she always found stubborn and somewhat intimidating. What 
might be some underlying dynamics? If the family came to you, how 
might you proceed?

 10. Thomas is a 60-year-old man dying of cancer. The pain is intense. 
He has openly spoken of hastening his death. The physician fears 
that Thomas may be storing pain medications in order to overdose, a 
strategy that Thomas found on the Internet. What is the ethical course 
for the physician?

RECOVERY PHASE

 11. Jon has recovered from a serious illness. In the midst of treatment, he 
has promised to join “Prince of Peace Volunteers,” a denominational 
volunteer group if he recovered. He really does not wish to uproot his 
life, but fears God will allow the illness to recur if he does not fulfill 
his vow. He has come to you to sort out his feelings. How might you 
help him?

 12. Role Play or Case Discussion: Rita is a 46-year-old survivor of cancer. 
She has had a successful career in advertising but since her operation 
she has not received a promotion she thought she deserved. In addi-
tion, while she still retains all her accounts, she is noticing that senior 
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management seems to be shifting new accounts to other executives. 
She has thought of relocating but wonders about the effects of a job 
change on her health insurance coverage. She has been divorced and 
would like to develop a new relationship with a man but she is also 
embarrassed by the small scars that resulted from her cancer surgery.

FAMILY ISSUES

 13. Role Play

 a. Debbie: You are a 16-year-old girl whose father is suffering from 
multiple sclerosis (MS). Since your father has been disabled from 
the disease, your mother is on your back a great deal, asking you to 
pick up your little brother, to take him to practice, or to shop. You 
resent the extra responsibilities and are frightened about the fam-
ily should your dad continue to deteriorate. Your only relaxation is 
hanging out with your friends.

 b. Mother: Your husband has deteriorated rapidly since his diagnosis 
with MS. You try to keep stress away from him since you feel it 
exacerbates his condition. You are trying to hold your family to-
gether but it is difficult. You are especially concerned that your 
16-year-old daughter is not acting responsibly. Instead of helping, 
she is hanging out with a bad crowd. Her grades are declining, 
she is breaking curfew, and even worse, you suspect she is using 
marijuana and alcohol. You are deeply worried but have kept your 
concerns, as much as you can, from your husband.

 c. Jeremy: You are a 9-year-old boy. Ever since your dad became ill, 
you have been worried about your family. You try to help but ev-
eryone says you are too young. You used to be closer to your older 
sister but now she seems moody. You are fearful that your dad will 
die but whenever you mention these fears your sister gets angry 
or your mother cries. You love baseball but are thinking of quitting 
since picking you up from practice has become a bone of conten-
tion between your mother and sister.

 d. Counselor: A mother has called to see if you can help in “getting 
her daughter in line.” She noted the father is ill and confined to a 
wheelchair. She has agreed to family counseling but indicated it 
would be too tough for her husband to attend and that he does not 
need the additional stress.
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 14. Mildred has been caring for her 82-year-old mother for some time. 
The mother has Alzheimer’s disease. After her mother was found 
wandering, Mildred has decided to place her in a nursing home. Her 
younger brother Gary flew in, convinced that this was a bad idea. He 
has spoken to a case manager and he is convinced that with a little 
help, mom can remain in Mildred’s home “with less stress” than be-
fore. This conflict has caused them to see you, a counselor with the 
local office on aging.

 15. Tommy, now 14 years old, was 12 when his father died. Since then 
his grades have begun to fall. In your sessions with him, Tommy  
reveals that he feels guilty that he was frightened by his father’s  
appearance and, at the last visit, declined to hug him. His dad died 
soon after. How would you help Tommy deal with his guilt?
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