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Families and Chronic Illness:
A Synthesis of Current Research

Kathleen A. Knafl, Ph.D., F.A.A.N.
Catherine L. Gilliss, D.N.Sc., R.N., F.A.A.N.
Yale University

The purpose of this review of 73 articles reporting family research was to
identify major areas of inquiry and to draw conclusions about what is known
about families in which a member has a chronic illness. The review identified
two distinct clusters of research in which knowledge is being generated. The
first cluster included descriptive studies of family response to illness. The
second cluster included explanatory studies of variables contributing to
response to chronic illness. Within each of these two broad clusters, focused
areas of inquiry were identified and the results of these studies were synthe-
sized. The findings of the review are discussed in terms of their implications
for developing nursing interventions and future research.

This article builds on our prior review of family nursing research pub-
lished in the Handbook of Clinical Nursing Research (Gilliss & Knafl,
1999). The review examined the state of nursing science related to
families facing nonnormative, health-related challenges and synthe-
sized the research with regard to its purpose, design, conceptual
underpinnings, focal health problem, and family focus. Similar to
other reviews, ours included a diverse array of articles but fell short of
making definitive statements about what we could say with confi-
dence we know about family response to chronic illness. In this article
we again turn our attention to synthesizing current knowledge about
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families, this time focusing on study results and how they inform our
understanding of family functioning in the context of illness. Our
goals were both to identify major areas of inquiry and to draw conclu-
sions about what is known about families in these areas. To achieve
this goal we both expanded and restricted our search of the literature
in comparison to our prior review. We expanded our search to include
both nursing and nonnursing research because our focus was on the
current state of knowledge, not the disciplinary source of that knowl-
edge. At the same time, we restricted our focus to research on how the
family system responded to a member’s chronic illness, eliminating
studies that focused exclusively on individual family roles.

METHOD

The following inclusion criteria guided our search for relevant arti-
cles: (a) published in an English language journal between 1990 and
1998; (b) focused on the family’s response or the contribution of the
family to a member’s response to chronic illness; and (c) grounded in
a family model or conceptual framework, included at least one family
measure, and/or proposed to develop a theory or concept relevant to
understanding the family system. Working with a university librar-
ian, we used a combination of computer (CINAHL, Medline,
PsycINFO) and hand-search techniques to identify 73 articles that
met our search criteria. The 73 articles reported results from 62 differ-
ent studies. In some cases articles were reporting different aspects of a
single study. In the computer-based searches the terms such as family,
illness, adaptation, and adjustment were used to locate relevant arti-
cles. Thirty-two different journals were represented in the review. In
nursing, the Journal of Pediatric Nursing had published the most family
studies focusing on chronic illness (n = 14), with the Journal of
Advanced Nursing, Journal of Family Nursing, Qualitative Health
Research, and the Western Journal of Nursing Research each publishing 5
articles on family and chronic illness. Of the interdisciplinary journals
only two, the Journal of Pediatric Psychology and the Journal of Develop-
mental and Behavioral Pediatrics, had published multiple family arti-
cles. Table 1 provides an overview of the methods and conceptual
underpinnings of the articles. Although each article was reviewed
and summarized with regard to the study’s purpose, conceptual
framework, design, sample, measures, and results, the emphasis of
both the summary and analysis was on study results. Articles were
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displayed on a large summary grid, and analysis entailed a series of
comparisons across the 73 articles that focused on identifying major
areas of inquiry and patterns of results within each area. Initially,
comparisons focused on identifying broad areas of inquiry based on
the purpose of the research. Following the identification of two broad
clusters of research (descriptive and explanatory), the analysis was
directed to identifying narrower areas of inquiry within each cluster
and synthesizing the results of the studies in these areas. Conceptual
and methodological trends also were noted. The analysis proceeded
from a review of the summary grid of the 73 articles to a review of suc-
cessively smaller grids that summarized the articles in the narrower
areas of inquiry.

RESULTS

Our analysis revealed two distinct clusters of knowledge. As
shown in Table 1, most articles (66%) were in the descriptive cluster
and focused on describing or conceptualizing family response to ill-
ness. The results of these studies revealed an inside look at how fami-
lies experienced chronic illness. They reported detailed accounts and
conceptual renderings of how families created meaning, lived their
lives, and experienced the impact of chronic illness. In contrast, stud-
ies in the explanatory cluster (34%) sought to explain the nature of
family illness response or identify family variables that explained a
family member’s response to illness. The results of these explanatory
studies revealed insights into why families respond in different ways
to chronic illness. These studies identified variables that were associ-
ated with different family outcomes as well as family variables that
were associated with different family member outcomes. Within each
cluster of these two clusters there were more focused areas of inquiry
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Table 1: Overview of Studies by Knowledge Cluster

Descriptive Explanatory
Study Characteristic Studies, % (n = 38) Studies, % (n = 24)

Data from multiple family members 64 33
Theoretically grounded 74 79
Focus on single illness 56 50
Ill family member a child 71 75
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in which knowledge is being generated. Table 1 provides an overview
of the methodological characteristics of articles in the descriptive and
explanatory clusters. Table 2 provides more detailed information of
the focus of studies in these two major knowledge clusters. In the fol-
lowing sections we summarize the results of studies within each
knowledge cluster.

Cluster 1: Describing Family Response to Illness

The primary intent of studies in this knowledge cluster was to
report a detailed description or conceptual rendering of the overall
family experience of chronic illness or selected aspects of the experi-
ence. As summarized in Table 2, focused areas of inquiry included
studies of family life in the context of chronic illness, studies of the
impact of illness on family life, studies of family transitions associated
with chronic illness, and studies whose primary aim was the develop-
ment of family-related concepts. As summarized in Table 1, most of
the 38 studies in this cluster focused on family response to childhood
chronic illness (71%) and included data from multiple family mem-
bers (64%), usually parents of an ill child or parents and the ill child. In
addition, most were theoretically grounded, with 11 articles, reflect-
ing 9 different studies (Artinian & Duggan, 1993; Dashiff, 1993; Don-
nelly, 1994; Gallo, 1990; Gallo & Knafl, 1998; Knafl, Breitmayer, Gallo,
& Zoeller, 1996; McCarthy & Gallo, 1992; Najarian, 1995; Rehm &
Catanzaro, 1998; Sawyer, 1992; Youngblut, Brennan, & Swegart,
1994), based on a family framework such as the resiliency model of
family stress. Twelve studies (Birenbaum, 1990; Chesla, 1991;
Cornman, 1993; Ferrell, Rhiner, Shapiro, & Dierkes, 1994; Gravelle,
1997; Horner, 1998; Jerrett, 1994; Knafl, Ayres, Gallo, Zoeller, &
Breitmayer, 1995; Kopp et al., 1995; Lynam, 1995; Mu & Tomlinson,
1997; Snowdon, Cameron, & Dunham, 1994) focused on a specific
concept such as family climate or goals. Nine studies, reporting
results in 12 articles (Bull, 1992; Clarke-Steffen, 1993b, 1997; Cohen,
1993, 1995a, 1995b; Hilton, 1994; Hilton & Starzomski, 1994;
Powell-Cope, 1995; White, 1994; Whyte, 1992; Wuest & Stern, 1990)
used grounded theory techniques to generate a conceptualization of
family response to illness. Two studies (Agazio, 1997; Clarke-Steffen,
1993b), both of which addressed health-related transitions, used a
conceptual framework related to transitions rather than a family
framework. The studies in this cluster reflected a wide range of ill-
nesses, with multiple illnesses included in 12 studies (Cohen, 1993,
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Table 2: Overview of Major Clusters of Family Knowledge

Knowledge Cluster Citation by Focused Area of Inquiry

Descriptions of family
response to chronic
illness (48 articles;
38 studies)

Family life in the context of chronic illness (Artinian &
Duggan, 1993; Chesla, 1991; Cohen, 1993, 1995b;
Gagliardi, 1991; Gallo & Knafl, 1998; Gravelle, 1997;
Hatton, Canam, Thorne, & Hughes, 1995; Hilton,
1994; Hilton & Starzomski, 1994; Horner, 1998;
Jerrett, 1994; Knafl, Breitmayer, Gallo, & Zoeller,
1996; McCarthy & Gallo, 1992; Powell-Cope, 1995;
Scharer & Dixon, 1989; Sharkey, 1995; Stuifbergen,
1990; Wuest & Stern, 1990)

Impact of chronic illness on the family system
(Bohachick & Anton, 1990; Cornman, 1993; Dashiff,
1993; Donnelly, 1994; Ferrell, Rhiner, Shapiro, &
Dierkes, 1994; Fleming et al., 1994; Gallo, 1990; Kopp
et al., 1995; Labbe, 1996; Najarian, 1995; Park &
Martinson, 1998; Rehm & Catanzaro, 1998; Sawyer,
1992; Youngblut, Brennan, & Swegart, 1994; Zahr,
Khoury, & Saoud, 1994)

Family transitions related to chronic illness (Agazio,
1997; Bull, 1992; Clarke-Steffen, 1993a, 1993b, 1997;
Cohen, 1995a; Knafl, Ayres, Gallo, Zoeller, &
Breitmayer, 1995; White, 1994; Whyte, 1992)

Development of family concepts (Birenbaum, 1990;
Lynman, 1995; Mu & Tomlinson, 1997; Robinson,
1993; Stez, Lewis & Houck, 1994)

Explanations of family
response to chronic
illness (25 articles;
24 studies)

Correlates of family response to illness (Failla & Jones,
1991; Fink, 1995; Holden, Chmielewski, Nelson,
Kager, & Foltz, 1997; Hough, Lewis, & Woods, 1991;
LoBiondo-Wood, Bernier-Henn, & Williams, 1992;
Snowdon, Cameron, & Dunham, 1994; Turner-
Henson, Holaday, Corser, Ogletree, & Swan, 1994;
Wicks, 1997; Woods, Haberman, & Packard, 1993;
Woods & Lewis, 1995)

Family’s contribution to individual response to ill-
ness (Auslander, Bubb, & Santiago, 1993; Brandt &
Weinert, 1998; Gallo, Breitmayer, Knafl, & Zoeller,
1993; Hamlett, Pellegrini, & Katz, 1992; Ireys & Sil-
ver, 1996; Morris et al., 1997; Patterson, McCubbin,
& Warwick, 1990; Perrin, Ayoub, & Willet, 1993; Ray
& Ritchie, 1993; Silver, Stein, & Dadds, 1996;
Thompson 1994, 1999; Van Scriver, D’Angelo,
Rappaport, & Woolf, 1995)

Interventions to shape family response to illness
(Comana, Brown, & Thomas, 1998; Sherman, 1995)
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1995b; Gallo, Breitmayer, Knafl, & Zoeller, 1993; Gallo & Knafl, 1998;
Gravelle, 1997; Knafl et al., 1995, 1996; Mu & Tomlinson, 1997; Robin-
son, 1993; Sharkey, 1995; Stetz, Lewis, & Houck, 1994; Stuifbergen,
1990; Woods & Lewis, 1995; Zahr, Khoury, & Saoud, 1994) and cancer
the focus of 7 (Birenbaum, 1990; Clarke-Steffen, 1993a, 1993b, 1997;
Cohen, 1995a; Cornman, 1993; Ferrell et al., 1994; Hilton, 1994;
Lynam, 1995). Only cardiac conditions (Artinian & Duggan, 1993;
Bohachick & Anton, 1990), diabetes (Dashiff, 1993; Gallo, 1990;
Hatton, Canam, Thorne, & Hughes, 1995; McCarthy & Gallo, 1992),
mental illness (Chesla, 1991; Najarian, 1995), asthma (Donnelly, 1994;
Horner, 1998; Park & Martinson, 1998), cystic fibrosis (Sawyer, 1992;
Turner-Henson, Holaday, & Swan, 1992), and technological depend-
ency (Agazio, 1997; Fleming et al., 1994; Scharer & Dixon, 1989) were
represented in more than 1 of the 38 studies.

Family life in the context of chronic illness. As shown in Table 2, the
largest group of studies in this cluster (19 articles, 16 studies)
described the process of family adaptation to illness. As a group, the
results of these predominantly qualitative studies provide evidence,
based on family members’ accounts of their experiences, that families
typically rise to the challenges presented by the illness. Over time,
most families are able to find positive meaning in the illness experi-
ence and incorporate illness management into their everyday routine
so that family life resumes or retains a taken-for-granted quality.
Adaptation typically occurs in a series of identifiable stages as family
members construct their own subjective illness meanings and
develop strategies for managing the illness (Hatton et al., 1995; Hor-
ner, 1998; Jerrett, 1994; Powell-Cope, 1995; Wuest & Stern, 1990). For
example, Powell-Cope (1995) described a three-stage adaptive pro-
cess of “hitting home,” “mutual protection,” and “moving on” that
typified gay couples’ eventual acceptance of the loss and uncertainty
associated with one partner’s HIV infection. Studies of families in
which there was an ill child identified stages that parents went
through as they learned to master the treatment regimen and incorpo-
rated illness management into everyday family life (Hatton et al.,
1995; Horner, 1998; Jerrett, 1994; Wuest & Stern, 1990). Jerrett (1994), in
a study of 10 families in which a child had arthritis, described how
parents moved from confusion to competently taking charge, and
Wuest and Stern (1990) identified the stages of acquiescing, helpless
floundering, becoming expert, and managing effectively as character-
izing the process of learning to manage a child’s recurrent bouts of
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otitis media. These studies indicate that both mastery and
routinization of the treatment regimen are important aspects of the
family’s response to illness.

Other studies described distinct family patterns of adaptation to
illness that remained relatively stable over time (Chesla, 1991; Gallo &
Knafl, 1998; Hilton, 1994; Hilton & Starzomski, 1994; Knafl, Gallo,
Breitmeyer, Gallo, & Zoeller, 1996; McCarthy & Gallo, 1992;
Stuifbergen, 1990). Stuifbergen (1990), in one of the few quantitative
investigations in this group, studied 67 chronically ill individuals and
their spouses and described four patterns of family functioning that
were based on the Family Environment Scale (cohesive, moral-reli-
gious, structured conflict, unstructured conflict). The cohesive pat-
tern was the most frequent. Chesla (1991) used Heidegger’s concep-
tion of caring as a basis for conceptualizing four distinct patterns of
caring practices in families in which a young adult had schizophrenia.
She labeled the patterns engaged care, conflicted care, managed care,
and distanced care. In a qualitative study of 63 families, Knafl and her
colleagues (1996) identified five illness management styles (thriving,
accommodating, enduring, struggling, and floundering) that
reflected differing levels and sources of difficulty experienced by fam-
ilies in which a child had a chronic illness. Similar to other studies, this
one found that over time many families were able to develop a man-
agement style that minimized the intrusiveness of the illness on fam-
ily life.

The concept of normalization was used in a number of studies that
addressed family life in the context of chronic illness (Cohen, 1993,
1995b; Gallo & Knafl, 1998; Gravelle, 1997; Knafl et al., 1996; Scharer &
Dixon, 1989; Sharkey, 1995) to describe strategies families used to
minimize the disruption of the illness and to characterize the outcome
of their management efforts. These studies found that families delib-
erately engaged in activities such as routinization of the treatment
regimen and avoidance of potentially embarrassing situations in
order to create a family life that was experienced as both normal and
satisfying. Over time, the outcome of such strategies was the percep-
tion of living a normal family life despite a member’s chronic illness.

Although normalization characterizes the adaptive process of
many families, these studies also provide evidence that some families
are unable to normalize their lives and experience tremendous diffi-
culty incorporating illness management into a stable family routine.
In these families the illness remains an unwelcome focus of family
life. There is limited information on what factors contribute to the
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development of different patterns of response to illness. However,
there is some evidence that the uncertainty surrounding the course of
a potentially fatal illness may pose a serious threat to families’ efforts
to minimize its intrusiveness and normalize family life
(Clarke-Steffen, 1993b; Cohen, 1993, 1995a, 1995b; Gagliardi, 1991;
Gravelle, 1997; Powell-Cope, 1995).

Impact of chronic illness on the family system. In contrast to studies
that addressed the process of family adaptation to chronic illness,
other investigations described the nature and extent of change in fam-
ily life as the result of a member’s illness. The results of these studies,
which typically used standardized measures to assess illness impact
on family functioning, present a mixed picture of the impact of illness
on family life. Some studies found evidence that families continue to
function well when a family member has a chronic illness (Bohachick
& Anton, 1990; Donnelly, 1994; Rehm & Catanzaro, 1998; Sawyer,
1992; Youngblut et al., 1994). In contrast, other studies documented
negative outcomes for family functioning (Cornman, 1993; Ferrell
et al., 1994; Kopp et al., 1995; Park & Martinson, 1998) or a variable ill-
ness impact across subsystems within the family or different illness
contexts (Dashiff, 1993; Fleming et al., 1994; Gallo, 1990; Labbe, 1996;
Zahr et al., 1994). Good family functioning has been reported in fami-
lies facing diverse health challenges, including childhood asthma
(Donnelly, 1994), cystic fibrosis (Sawyer, 1992), medical fragility
(Youngblut et al., 1994), multiple sclerosis (Rehm & Catanzaro, 1998),
and cardiomyopathy (Bohachick & Anton, 1990). Although different
measures of functioning were used, these studies provide evidence
that families continue to function well in varied illness contexts. Three
of the four studies that documented a negative illness impact focused
on cancer (Cornman, 1993), pain (Kopp et al., 1995), or cancer pain
(Ferrell et al., 1994), and the fourth focused on Korean families (Park &
Martinson, 1998). These studies suggest that both disease type and
cultural context influence the degree of impact. This conclusion is
supported by the results of other studies that have compared the rela-
tive impact of different illness situations on family functioning (Flem-
ing et al., 1994; Labbe, 1996; Zahr et al., 1994). For example, Fleming
and colleagues (1994), in a study of 160 parents of children who were
technology dependent, found different types and levels of impact
across four different technology groupings. In a similar vein, Labbe
(1996) found that families in which a child had Batten’s as opposed to
a less serious neurological disease perceived less family cohesion and
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more negative family outcomes as a result of the illness. Other studies
have reported differential illness effects across different subsystems
in the family, with the marital subsystem appearing to be especially at
risk for negative outcomes (Dashiff, 1993; Gallo, 1990). Dashiff (1993),
for example, found that parents reported an increase in family close-
ness but a decrease in couple closeness as a result of their daughter’s
diabetes.

Transitions and chronic illness. Other investigators have studied
major transitions in the chronic illness experience in an effort to iden-
tify times during which the illness may be especially difficult for the
family to manage (Agazio, 1997; Bull, 1992; Clarke-Steffen, 1993a,
1993b, 1997; Cohen, 1995a; Knafl et al., 1995; White, 1994; Whyte,
1992). The initial transition from health to illness during the diagnos-
tic process as well as those related to the provision of health care such
as the transition from hospital to home care consistently have been
found to be periods of intense worry and confusion for family mem-
bers. The transition from health to illness is especially difficult and
typically is accompanied by a sense of unreality (Clarke-Steffen,
1993a, 1993b, 1997; Cohen, 1995a; Knafl et al., 1995; Whyte, 1992).
When a member has a serious illness families are confronted with the
possibility of making major changes in their usual routine to accom-
modate illness demands and are challenged to face the possibility of a
radically altered future. The transitions accompanying the diagnostic
period often are described in terms of a pervasive sense of uncertainty
(Clarke-Steffen, 1993b; Cohen, 1995a) and loss of the
taken-for-granted world (Clarke-Steffen, 1993a, 1997; Whyte, 1992)
that families experience. Although the time period surrounding the
diagnosis appears to be an inherently stressful time, there also is evi-
dence that interactions with health care providers can both increase
and decrease the stress associated with the diagnosis (Knafl et al.,
1995).

Concept development. Finally, several studies in the descriptive
knowledge cluster focused on developing a specific concept that was
useful for describing family response to illness (Birenbaum, 1990;
Lynam, 1995; Mu & Tomlinson, 1997; Robinson, 1993; Stetz et al.,
1994). Two of the studies focused on adapting the concepts of support
(Lynam, 1995) and stress (Mu & Tomlinson, 1997) for family research.
Based on qualitative interviews with 12 cancer patients, Lynam (1995)
developed the concept of family support as a reciprocal process in
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which both patients and family members engaged in behaviors to
make one another feel loved. Mu and Tomlinson (1997), in a
phenomenological study of parents of children with catastrophic ill-
ness, developed the concept of family stress as incorporating four
realms of experience: role ambiguity, coping, external resources, and
family boundaries. Studies such as these are useful in clarifying dis-
tinct aspects of the family’s as opposed to the individual’s experience
of chronic illness. Two other studies in this group were directed to
developing the well-established family concepts of normalization
(Robinson, 1993) and goals (Stetz et al., 1994). Robinson (1993) con-
tributed to the further development of the concept of normalization
by exploring how families moved from focusing on illness-related
problems during the time period following the diagnosis to focusing
on normalizing life despite the illness. In one of the few studies
including families of both ill children and adults, Robinson found that
family members made a conscious decision to normalize their life and
subsequently developed strategies to support that decision. Stetz
et al. (1994) interviewed wives, husbands, and children in families in
which the wife had a chronic illness and found that family goals were
most frequently identified in the areas of cohesion, financial stability,
viability of children, adaptation, and health maintenance. All these
studies point to the usefulness of qualitative methods for developing
concepts that capture the family experience of the chronic illness.

Knowledge Cluster 2: Explaining Family Response to Illness

Studies in the second knowledge cluster focused on explaining
rather than describing the nature of the family’s response to chronic
illness or the contribution of family variables to the ill person’s adap-
tation. In contrast to studies in the previous cluster, which revealed
descriptive insights into the basis for differing family responses to ill-
ness, the investigators in this second cluster explicitly proposed to
explain these responses, often stating hypotheses related to the corre-
lates of family functioning or the contribution of family-related vari-
ables to individual functioning. Studies in this cluster generated
knowledge in two major areas, identification of correlates of family
response to illness and identification of family variables that contrib-
ute to individual response to illness. Additionally, two studies in this
cluster tested interventions directed to influencing the nature of the
family’s response to illness. Table 2 lists studies in each of these more
focused areas of inquiry.
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As summarized in Table 1, most of the 24 studies in the explanatory
cluster were theoretically grounded (79%) and reported on families in
which a child member was ill (75%). Half the studies included fami-
lies experiencing different illnesses (Fink, 1995; Hough, Lewis, &
Woods, 1991; Ireys & Silver, 1996; Patterson, McCubbin, & Warwick,
1990; Perrin, Ayoub, & Willet, 1993; Ray & Ritchie, 1993; Sherman,
1995; Silver, Stein, & Dadds, 1996; Snowdon et al., 1994;
Turner-Henson et al., 1992; Van Scriver, D’Angelo, Rappaport, &
Woolf, 1995; Woods, Haberman, & Packard, 1993; Woods & Lewis,
1995). The other 12 studies targeted a variety of specific illnesses such
as diabetes (Auslander, Bubb, & Santiago, 1993), multiple sclerosis
(Brandt & Weinert, 1998), and chronic obstructive pulmonary disease
(Wicks, 1997). The theoretical underpinnings of the studies were var-
ied and included both family (e.g., double ABCX, family systems) and
nonfamily (e.g., stress and coping, child adaptation) frameworks.
Because studies in this cluster included research focusing on family
response as well as studies of the family’s contribution to individual
response, it is not surprising that a combination of both family and
nonfamily frameworks was represented. Only two frameworks, the
family adjustment and adaptation response model and the resiliency
model of family stress, adjustment, and adaptation, were used in
more than one of the studies (Auslander et al., 1993; Brandt & Weinert,
1998; Comana, Brown, & Thomas, 1998; Patterson et al., 1990;
Patterson, Jernell, Leonard, & Titus, 1994). In contrast to studies in the
descriptive cluster, relatively few studies in the explanatory cluster
(33%) included data from more than one family member, perhaps
reflecting the analytical challenges related to lack of statistical inde-
pendence when multiple members of the same family are included in
the analysis.

Correlates of family response to illness. Ten studies focused on identi-
fying variables that explained the quality of family functioning in the
context of chronic illness. Investigators included different combina-
tions of variables in their efforts to account for the variation in family
functioning in the context of chronic illness. Across studies, family
stress was the most frequently studied explanatory variable, with five
studies including stress as a variable and finding a relationship
between stress and family functioning. These studies linked family
functioning, adaptation, health, or well-being to the number or mag-
nitude of stressors the family was experiencing. Fewer stressors con-
sistently were associated with better functioning (Failla & Jones, 1991;
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Fink, 1995; Holden, Chmielewski, Nelson, Kager, & Foltz, 1997;
LoBiondo-Wood, Bernier-Henn, & Williams, 1992; Wicks, 1997).
There was minimal overlap across these studies with regard to their
conceptual underpinnings and measures. For example, using the
typology model of adjustment and adaptation, Failla and Jones (1991)
studied families of developmentally disabled children and found a
relationship between stress as measured by the Family Stress Index
and family functioning as measured by the Feetham Family Func-
tioning Survey. In contrast, LoBiondo-Wood and colleagues (1992)
grounded their study of families in which a child had a liver trans-
plant in the double ABCX model and used the Family Inventory of
Life Events and the Family Assessment Device to measure the con-
structs of family stress and functioning. Despite this variation, these
studies support the importance of situating the family’s response to
chronic illness in the context of other stressors the family may be
experiencing.

Other studies revealed additional correlates of family response to
illness, including resources (Fink, 1995; Snowdon et al., 1994), hardi-
ness (Failla & Jones, 1991; Snowdon et al., 1994), social support
(LoBiondo-Wood et al., 1992; Snowdon et al., 1994), and the ability to
find positive meaning in the illness experience (Hough et al., 1991;
Woods & Lewis, 1995). Notably absent from these studies was any
attention to the role of health care professionals and systems in shap-
ing the quality of the family’s illness response. Although identifying
salient demographic, illness, and family variables for future research,
studies such as these have yet to generate definitive explanatory evi-
dence of the key variables or combination of variables that shape the
illness experiences of families.

Contribution of family variables to individual illness response. Investi-
gators also have been interested in identifying family variables such
as cohesion, adaptability, and conflict that contribute to the ill family
member’s adaptation to illness. Research in this area of inquiry most
often targets families in which a child member had a chronic illness.
Nine of the 13 studies in this group addressed the ill child’s adapta-
tion (Auslander et al., 1993; Brandt & Weinert, 1998; Hamlett,
Pellegrini, & Katz, 1992; Morris et al., 1997; Patterson et al., 1990;
Perrin et al., 1993; Silver et al., 1996; Thompson et al., 1999; Van Scriver
et al., 1995), 3 studied the mother’s adjustment (Ireys & Silver, 1996;
Ray & Ritchie, 1993; Thompson et al., 1994), and 1 studied the sibling’s
adjustment (Gallo et al., 1993). These studies point to the influence of
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family on individual response to illness. There is a growing body of
evidence that both greater family cohesion and less family conflict are
linked to better adjustment in children with chronic illness. Five of the
9 studies of the ill child’s adjustment to illness found a relationship
between lowered family conflict and adjustment. (Brandt & Weinert,
1981; Hamlett et al., 1992; Morris et al., 1997; Perrin et al., 1993;
Thompson et al., 1994), with 3 of these also finding a relationship
between family cohesion and child adjustment (Hamlett et al., 1992;
Morris et al., 1997; Perrin et al., 1993). Fewer family stressors
(Auslander et al., 1993; Patterson et al., 1990) and adaptability (Brandt
& Weinert, 1998; Perrin et al., 1993) were other family variables that
were found to be related to the ill child’s adjustment. Research on
mothers of ill children found a relationship between family variables
(e.g., strengths, integration, support) and maternal functioning (Ireys
& Silver, 1996; Ray & Ritchie, 1993; Thompson et al., 1994). Although
these studies support the importance of family variables, their mod-
est number, in concert with the diversity of measures, precludes
drawing conclusions about the importance of any single variable.
Nonetheless, these studies provide direction for future lines of
inquiry.

Influencing the family’s response to illness. Two studies in this focal
area tested interventions directed to enhancing the family’s adjust-
ment to illness (Comana et al., 1998; Sherman, 1995). Comana and col-
leagues (1998) tested the effect of an intervention that used reminis-
cence to promote family coping in families in which an adult member
had chronic renal failure. Coping scores increased significantly after
the six reminiscence sessions. Sherman (1995) studied the influence of
a respite program for families in which a child required home care ser-
vices, and reported lower sibling strain and caregiver somatization in
families that used respite more frequently. This study measured fam-
ily impact, but no data were reported on family outcomes.

DISCUSSION

The intersection of family and chronic illness remains a lively area
of inquiry for both family and chronic illness researchers. As revealed
in this review, there are indeed things that we can say with reasonable
confidence that we know about families in which there is a member
with a chronic illness. The rich body of descriptive work that com-
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poses the first knowledge cluster has taught us that over time many
families not only master the treatment regimen but make it a routine
part of their everyday lives. Studies within this group highlight the
processes and strategies families use to keep the illness from being the
focal point of family life. Descriptive studies also have revealed dis-
tinct patterns of adaptation that families develop to accommodate the
demands of the illness and have identified the time period around the
diagnosis as an especially difficult one for families. In a number of
these descriptive studies reflecting an array of illness situations the
concepts of normalization and uncertainty have proven especially
useful in characterizing important aspects of the illness experience.
On the other hand, the explanatory studies in the second cluster point
to the importance of considering the full array of stresses a family may
be experiencing as an important determinant of their response to
chronic illness. They also provide compelling evidence of the contri-
bution of the family, especially in the form of family conflict and cohe-
sion, to an ill child’s adaptation.

Prior studies of the correlates of family and individual adaptation
to illness as well as descriptive studies of family processes that shape
response to chronic illness provide useful data for developing inter-
ventions directed to supporting family adaptation. However, the
small number of intervention studies identified in our review sug-
gests that few researchers are using this current knowledge of families
to design and test interventions aimed at promoting optimal adapta-
tion to illness. In a practice discipline such as nursing, the expectation
is that what we know will inform practice. Although individual
nurses may draw on the results of family research to enhance their
nursing care, researchers have been reticent to translate their results
into testable nursing interventions despite a growing body of knowl-
edge about those factors that shape family response to chronic illness.

In an early editorial in the Journal of Family Nursing, Janice Bell
(1995) wrote, “We need to be less tentative and more self-assured
about our competence to assist families, and we need to talk more
about it, study more about it, and write more about it” (p. 355). The
knowledge generated by the studies in this review is an ideal vehicle
for generating more discussion, research, and publication. In particu-
lar, these studies set the stage for developing assessment protocols
that target important aspects of the family’s illness experience and
developing interventions that contribute to optimal family and fam-
ily member outcomes. For example, the results of these studies sug-
gest that it is important to assess the collective stressors that the family
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may be experiencing, not just those directly related to the illness.
Descriptions of the varying patterns of family response to illness pro-
vide the basis for individualized interventions that address families’
unique strengths and problems in the face of chronic illness. Descrip-
tive studies have revealed a host of strategies that families develop
over time to master the treatment regimen and make it a routine part
of family life. These strategies could be incorporated into interven-
tions aimed at easing the transitions associated with having a family
member with a chronic illness. As a group, these studies help us
understand illness from the family’s perspective and some of the key
factors that shape that experience. Surely this is a credible starting
point for translating this body of research into practice.

Some of the more preliminary findings and gaps in the literature
provide direction for subsequent research. The significance of future
studies will be enhanced to the extent that they deliberately build on
the current body of knowledge. We found few studies that took into
account the role of nurses or health care providers in shaping the fam-
ily’s response to illness. Thus, we know very little about the contribu-
tion of nurses to the various patterns of family response to illness that
have been identified. However, knowing that distinct patterns of
response exist suggests that nursing interventions must be individu-
alized to the family’s unique strengths and difficulties. We also know
very little about the relationship between some of the family pro-
cesses and patterns identified through descriptive work and the vari-
ables identified through explanatory studies as enhancing or imped-
ing family functioning. By identifying variables that are linked with
different levels of individual and family functioning in families who
exhibit different patterns of response to illness, we will be better posi-
tioned to develop and test interventions that address the unique
needs of families. As Bell (1995) noted, we need to talk more as well as
study more. Some of that talk needs to involve discussions between
family researchers and expert practitioners whose patients could and
should benefit from the results of this rich body of research. Practitio-
ners are in an excellent position to help shape interventions that are in
keeping with the goals of advanced practice nursing and that allow
for individualization based on the family’s particular situation. The
challenge for researchers is to develop protocols that test individual-
ized as compared to standardized interventions. The Calgary family
assessment and intervention model (Wright & Leahey, 2000) and
recent work by Burke, Harrison, Kauffmann, & Wong (2001) provide
useful models for developing and testing family nursing interven-
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tions. In particular, Burke and colleagues’ (2001) research demon-
strates how a standardized intervention approach can be individual-
ized in terms of the family problems that are addressed and the
strategies that are used to address them.

Family research remains a conceptually and methodologically
diverse area of inquiry. Although there is considerable reliance on
stress and coping models such as the double ABCX model or the resil-
iency model of family stress, adjustment, and adaptation, there are
numerous other frameworks and concepts (e.g., family systems, fam-
ily management style, family caring) that are guiding family inquiry.
The field is characterized by methodological diversity as well. Case
studies, surveys, and grounded theories are among the varied
designs that are contributing to knowledge development in the area.
This diversity contributes to studying a broad array of topics that are
germane to family response to illness and thereby contributes to a
more comprehensive understanding of families and chronic illness.
However, this diversity can also impede knowledge development if
investigators are reticent to take into account or build on the work of
colleagues who do not share their theoretical and methodological
convictions. Given the absence of cross-fertilization between studies
in the first and second knowledge cluster, it is evident that family
researchers are not taking full advantage of the current body of
knowledge. Although the qualitative versus quantitative debates of
the past have subsided, we have yet to address fully how the results of
methodologically and conceptually diverse studies of family
response to illness can be mutually informative of one another. Per-
haps we need to direct some of our efforts to discussing how the
descriptive studies that characterize the first knowledge cluster and
the explanatory studies of the second cluster can truly build on one
another. We need to direct more attention to using the results of quali-
tative descriptions and conceptualizations to elaborate on and refine
existing family frameworks and to using established frameworks to
focus future qualitative inquiry. In so doing, we will take fuller advan-
tage of our current knowledge base for shaping future research and
practice.
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