REPRINTED FROM

Psychosomatics

The Journal of the Academy of Psychosomatic Medicine© 1986

JOHANNA SHAPIRO, Ph.D.

Assessment of family
coping with 1llness

ABSTRACT: Coping with the stress of a critical illness, a severe
physical handicap, or a marked developmental delay is not only an
individual response, but also represents a continuing interaction
among family members and those closely associated with them, as
well as with the outside environment. This article examines the
characteristics of family coping, provides recommendations for
facilitating improved coping, and presents criteria for assessing how
well a family is responding to the problem.

Many definitions exist to facilitate un-
derstanding of the term coping. We
speak of cognitive, affective, and be-
havioral coping strategies'; we refer to
problem-focused, emotion-focused,
palliative, and instrumental coping.?
It is possible that the proliferation of
terms is itself a coping strategy, a way
of reassuring ourselves that abundant
coping resources are available when
things go wrong. Technical defini-
tions of coping abound.*¢ As scientists
and researchers, we invent cognitive
models and terms to label the phenom-
enon. But we are also healers and
teachers, and need to remember the

human context in which this ‘‘cop-
ing’’ occurs. When we go beyond the
social science terminology, in fact
*‘family coping”’ refers to how close
relatives answer the questions: Why is
my loved one suffering? And what can
my response to that suffering be?”

Far from being abstract and theoret-
ical, this definition is extremely rele-
vant to ultimate goals of applied re-
search, teaching, and clinical prac-
tice. When speaking about
interventions to facilitate adaptive
family coping, we can emphasize be-
havioral strategies, but ultimately we
are helping families discover ways of
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being with each other and with the
larger society that are meaningful and
fulfilling.

Families whose children are strick-
en by life-threatening, disfiguring, or
handicapping conditions often turn to
the physician for help in managing on
a daily basis and in satisfactorily inte-
grating this experience into their
lives.*® Yet some physicians and other
health care professionals may be ill
prepared to address the overwhelming

‘emotions and concerns of these par-
ents. We do not have enough informa-

tion as to why some families rise to the
challenge of such acrisis, while others
sink into a state of chronic stress.

Positive coping is the response we
strive to elicit in patients and families.
But what is it? What do we currently
know about how patients and families
cope? How do we distinguish adaptive
from dysfunctional coping; what out-
come criteria can we apply from a
pragmatic and an ethical viewpoint?
How do we apply a family systems ap-
proach to the study of coping?*® What
practical lessons for health care pro-
viders can be learned from such an
analysis?

For the past several years, | have re-



searched and worked clinically with
families of children who have cancer,
physically handicapping conditions,
or a variety of developmental delays.
The intent was to discover the impact
of these stressful events on the family,
and to learn more about the process by
which it responded to the event and the
extent to which the stressor became in-
tegrated into family functioning.
These families were forced to face
questions of personal meaning that
many of us, living in a society in
which public physical suffering is no
longer frequently evident, can often
avoid: What meaning can there be ina
world that encompasses the unde-
served suffering of children?" How
can we control, or respond to, the un-
controllable, chance *‘bad things,”’ as
Kushner writes, ' that come into the
lives of many or perhaps all of us?

In my observations, families that
resolved these questions satisfactorily
often achieved a certain harmony®;
families that did not tended to decline
into chaos and disintegration. Also, it
became clear that coping is not simply
an individual response, despite the
fact that this is primarily how it has
been studied; rather, it is an interactive
process occurring between individ-
uals who are significant to each other,
usually within the family but also in-
cluding friends, extended family,
neighbors, and colleagues. '

In my own research, individual ma-
ternal psychological and physical ad-
justment correlated highly with over-
all family response to a handicapped
child. Families that were highly dis-
rupted by the presence of such a child,
that had angry or prolonged negative
feelings toward the child, or that per-
ceived the child to be a burden tended
to be also characterized by depressed

and ill mothers.'*”
The concept of family coping re-
mains insufficiently defined. Is it sim-

ply an aggregate of individual coping

responses? Does it have to do with
overall patterns of family function?
We are beginning to accumulate evi-
dence about family coping. What fol-
lows is an exploration of some impor-
tant areas in the assessment of family
coping, from both a research and a
clinical perspective.

Areas in family coping

Value clarification in coping out-
comes. The word ‘‘coping’’ is used in
two contexts. We may refer to behav-
ior elicited in response to a stressful

Physicians or therapists
uncomfortable dealing with
their own feelings when
confronted with a
developmentally delayed
child may unconsciously
encourage families to avoid
emotion-focused coping.

event in order to minimize emotional
distress as coping®: seeking informa-
tion, changing physicians, sharing
feclings with one’s spouse—all these
are coping responses. However, we
also speak vernacularly of individuals
and families as ‘‘coping,”” or *‘not
coping,”” with a particular stressful
event, which confers a certain positive
value on coping per se. We must look
carefully at the outcomes for assessing
whether a family is coping well or
poorly in this latter sense. What are
the criteria by which we judge adap-
tive family coping? Some criteria
have a certain face validity: for exam-
ple, we might reach almost universal
agreement that individuals who are
less depressed and physically healthi-
€r are functioning betier than those
who are more depressed and having
more illness episodes. Similarly,
there might be widespread accord,

when considering the family level,
that families that are cohesive, able to
express feelings, encourage indepen-
dence in family members, and are not
highly conflicted or extremely con-
trolling'*"* would be functioning bet-
ter than families not characterized by
these attributes. Findings from my
own research demonstrate that some
families, and some individuals, do
function better in the face of a calami-
tous iliness-reiated event than others.
However, it is important to remem-
ber the extremely subjective nature of
most outcome criteria, especially in a
clinical context. For example, it has
been pointed out® that in some cases
survival might be a good measure of
positive coping, whereas in other
cases the quality of life becomes the
more important criterion. This point is
particularly significant in terms of
physician training, when we may see
residents applying their own idiosyn-
cratic concepts of positive functioning
to parents and families. For example, I
recall one teaching situation in which
a resident was enthusiastic about a
family’s coping ability because they
seemed to have mastered all available
information about Down’s syndrome.
A more thorough evaluation of this
family revealed an almost total lack of
communication between parents, a
classic web of emotional silence® that
had ensnared the entire family unit.
From a clinical perspective, it is criti-
cal to elicit family goals and values?:
what is important to.them helps tailor
the development of particular coping
strategies to fit their specific situation.
Task-specific nature of coping. In
Figure 1, an apparently unitary stress-
or, such as the diagnosis of leukemia,
generates a multitude of adaptive
tasks,* or areas in which parents need
to act or respond in order to deai suc-
cessfully with their child’s illness. For
example, the diagnosis of childhood
cancer can generate the following



tasks: (1) learning what leukemia is—
a knowledge task, (2) dealing with
feelings of shock, disbelief, and
fear—a personal task, (3) giving and
getting support from spouse and fam-
ily members—an interpersonal task,
(4) identifying appropriate treatment
modalities—an informational task,
and (5) communicating the diagnosis
to the community (school, neighbors)
—a social-integrative task.? The list
of potential adaptive tasks can vary
greatly. In terms of assessment, we
must first consider the stage theory of
coping,”* as represented in Figure 2,
and leamn to identify the adaptive tasks
associated with different stages. We
must then be able to assess different
family members’ ability to deal effec-

tively with these tasks.

Some evidence® indicates that pro-
cesses of family functioning equip
families to deal with certain kinds of
tasks better than others. For example,
a family uneasy about the overt
expression of emotion may be a family
with excellent problem-solving skills
but one unable to deal with the affec-
tive dimension of a life-threatening di-
agnosis. Similarly, the family mem-
ber whose coping patterns violate
family rules and myths” may be open
to punishment and scapegoating by
the rest of the family. During training,
residents may project their own values
and rules onto families with disastrous
results. Physicians or therapists un-
comfortable dealing with their own

feelings when confronted with a de-
velopmentally delayed child may un-
consciously encourage families to
avoid emotion-focused coping, and
support the family’s engaging only in
emotionally restricted kinds of coping
strategies.

Flexibility in coping responses.
This is really a corollary of the above
point. The idea of ‘‘bad’’ vs *‘good”
coping strategies may be somewhat
simplistic,’ and the ‘‘good’’ coping in
fact is characterized by a flexible and
broad range of available coping strate-
gies, rather than by a specific kind of
coping per se.*® Thus, families that
know how to problem solve and to ex-
press feelings® may do better (be less
depressed, have fewer illness inci-

(continued)

FIGURE 1—Coping as a family: Family resources are drawn upon to facilitate adaptation
following stress from a severe illness or crisis.



dents) than families restricted to one
modality or the other.

Positive vs negative coping strate-
gies. That said, there is some evidence
that certain coping strategies may be
associated with positive outcomes,
and some with negative outcomes.
For example, in my own research,
families with a handicapped child that
communicated frequently, openly,
and specifically about the child’s
problems were characterized by less
depressed mothers, had fewer illness
symptoms and episodes, and had
more positive attitudes toward dis-
abled persons than families where this
kind of communication did not occur.
Similarly, mothers who were able to
seek emotional support from a variety

of sources, who could use humor to
deal with their child’s problem, who
felt in control of it, and who perceived
themselves as having coping re-
sources at their disposal were less de-
pressed and in better health than
mothers who did not use these strate-
gies. Finally, mothers who used nor-
malizing strategies (behavioral and
cognitive coping strategies that in-
creased the child’s integration into the
family and the community) also had
higher levels of functioning. Mothers
who favored avoidant and self-blame
strategies tended to be more de-
pressed, in poorer health, and had
more negative attitudes toward the
disabled.

Within-family coping. Some da-

ta** support the contention that by re-
structuring the family environment
more positively, more adaptive out-
comes for individual family members
dealing with the stressor of illness may
be generated. This evidence justifies
the importance of working with the
family as an entire unit, and focusing
on improving certain general interac-
tional processes within the family. For
example, interventions that increase
the family’s overall ability to commu-
nicate and express feelings, that in-
crease the amount of time the family
spends in active recreational activi-
ties, and that reduce excessive chaos
in daily family functioning will be as-
sociated with better physical and emo-
tional functioning of the individual
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FIGURE 2—Stage theory of family response to illness.



family member.

In terms of specific family respons-
es to a seriously ill or handicapped
child, there is some indication that
families in which other members be-
sides the mother are involved in the
child’s care, and families that encour-
age normalization and integration of
the child, are associated with more
positive outcomes for individual fam-
ily members **; conversely, families
that cannot talk openly about the child
and families with strong negative feel-
ings about the child’s condition are as-
sociated with more negative individ-
ual outcomes.

Finally, clinical evidence™* sug-
gests that families with serious dis-
crepancies between family members
in terms.of stages of the adaptation
process or in specific attitudes toward
the child may be characterized by
more negative individual outcomes.
This concept of family discrepancy
frequently translates into problems in
terms of physician-family interac-
tions. The less experienced physician
may identify one particular family
member as ‘‘right,’” and another as in
need of enlightenment. Often the
“‘right”” family member cormresponds
to the physician’s own stage of adap-
tive response to the child.

Family coping in relation to the
larger society. One of the least ad-
dressed and most important influences
on good family coping is the family’s
interface with the outside world. A
major source of stress for families
with a handicapped or chronically ill
child is the nature of society’s re-
sponse.” In too many cases, this re-
sponse is negative and punitive. In my
own work, families with severely
handicapped or ill children often used
the analogy of crossing an invisible
barrier into another world when their
child was affected. ‘“Until my child
got cancer,”’ or, *‘Until my child was
born with a genetic defect,’’ they will

say, *‘I always thought that this kind
of thing happened to other people.’’
Further probing usually revealed that
*‘other people’’ meant poor, unedu-
cated, or incompetent persons, sinful
people being punished by God, and
basically persons very different from
the respondent. Many individuals
make attributions of parental blame
when asked about a child suffering a
life-threatening illness.** My work
with poor Mexican families revealed a
similar pattern in the case of handi-
capped children, suggesting that this

A
At the very time families

may rieed social support the
most, it may be least
available to them.

S

is not a culture-specific phenomenon.

Society, confronted with a handi-
capped or seriously ill child, must ask
the question, Why? In an effort to al-
lay fear, to impose some sort of order
on a threatening world,” the answer
frequently is blame. This happened
because in some way the person af-
fected was careless, bad, stupid, or ir-
responsible. The clear implication is
that **it could never happen to me.”’
Parents themselves may engage in
self-blame, finding it easier to accept
personal responsibility than to make a
totally random attribution.

The phenomenon of societal blame
has clear consequences for families.
Families with ill and handicapped
children have less social support than
families of nonaffected children.*
There also is clear evidence* that so-
cial support mediates stress in a posi-
tive way. We can have a situation in
which at the very time families may
need social support the most, it may be
least available to them. Social isola-
tion, ostracism, and stigma are not
simply interesting sociologic con-

cepts. They are pregnant friends who
do not want to be around you because
your baby was born ‘‘deformed.’’
They are mothers who tell you that
your autistic three-year-old should be
castrated so that he will never repro-
duce. They are strangers in the market
who whisper in audible tones that
‘‘children like that shouldn’t be
brought out in public.”” Such families
are in great need of identifying support
from the larger community where that
is available, often in the form of sup-
port groups comprised of parents fac-
ing similar problems**; and of learn-
ing how to deal with society’s fear and
lack of understanding.

In regard to the caregiver, this is an
important area for training. As a self-
protective mechanism, all of us work-
ing with ill and afflicted families need
some sense of separation, distance,
and otherness. However, in the pres-
ence of these families, we can be
caught up by our own sense of being
threatened and vulnerable. When this
happens, we must guard against sub-
tly punishing these families, blaming
them for being in this situation of suf-
fering and pain.

In summary, in terms of assessing
family coping, attention should be
paid to the following: (1) Has this fam-
ily been able to integrate the stressful
experience of illness in a personally
meaningful and coherent way? (2)
Can we evaluate the family as doing
fairly well in terms of individual
members’ physical and emotional ad-
justment, and in terms of overall fam-
ily functioning? (3) Are there major
discrepancies between family
members in terms of stages of coping,
of their interpretation of the child’s
condition, and of the coping strategies
available to them and that are allowed
by the family system? (4) Is there evi-
dence of coping strategies associated
with positive outcome, ie, open and
concrete communication patterns



within the family, ability to seek out
emotional support from a variety of
sources, efforts directed at integration
and normalization of the affected
child, use of humor, problem-solving,
and information acquisition? (5) Con-
versely, do we observe too much reli-
ance on negative coping strategies,
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