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The work required to raise a child with a chronic illness or disability is above and beyond that of raising a typical child. This
article presents a model, Parenting and Childhood Chronicity (PACC), that was developed during an interpretive study with 43
parents of 34 children (aged 15 months to 16 years) with various chronic conditions, is presented. “Special needs parenting”
describes the additional care that a child needs and includes medical care, parenting plus, and working the systems.
“Minimizing consequences” reflects the struggle to balance the rest of family life and includes parenting siblings, maintaining
relationships, and keeping yourself going.
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SOCIETY DEPENDS ON families to provide
complex care at home to those with chronic

illness and disability. Acquiring the requisite
knowledge, skills, and organization necessary to
raise a child with a chronic health condition creates
many challenges and claims a significant portion of
family resources. The nature and process of par-
enting must be restructured to meet these chal-
lenges, and this has significant consequences for
the entire family.
Research describing parents’ experiences with

raising a child with a chronic condition began over
35 years ago (Davis, 1963). Since then, many
descriptive and correlational studies have been per-
formed. For reviews, see Beresford (1994), Burke,
Kauffmann, Costello, Wiskin, & Harrison (1998),
Drotar (1997), Hayes (1997), and Holditch-Davis
& Miles (1997), Only recently have intervention
studies begun to appear in the literature (Burke,
Handley-Derry, Costello, Kauffmann, & Dillon,
1997; Pelchat, Bisson, Ricard, Perreault, & Bou-
chard, 1999; Pless, Feeley, Gottlieb, Rowat,
Dougherty, & Willard, 1994; Ritchie, Stewart, El-
lerton, Thompson, Meade, & Viscount, 2000).
Two methodological building blocks need to be in

place to support intervention studies. The first is
empirically based, family-centered models of care-
giving. The second is conceptually and method-
ologically sound measurement instruments. This
article addresses the first criterion.
To date, models of the content parental caregiv-

ing responsibilities have focused on adaptive tasks
(Canam, 1993), stressors and tasks (Burke, Kauff-
mann, Costello, Wiskin, & Harrison, 1998; Burke,
Kauffmann, Harrison, & Wiskin, 1999), and con-
cerns (Feeley & Gottlieb, 1998). These models are
an excellent beginning for enumerating the sources
of stress and tasks that parents face, but they do not
capture the full range of parental responsibilities
that result from caregiving. In particular, these
models do not distinguish between the work that is
publicly visible versus that which is invisible.
When aspects of caregiving are invisible, profes-
sionals, policy stakeholders, and the general public
cannot fully understand or appreciate caregiving
and its consequences. A representation that makes
visible the invisible is critical for understanding,
assessing, and supporting the caregiving parents.
The purpose of this study was to validate a

model describing the work required to raise a child
with a chronic health condition with a sample of
parents providing theoretically diverse care. The
model, Parenting and Childhood Chronicity
(PACC), was developed through 3 iterative cycles
of interpretation with different parent samples. The
first version was developed as part of a study that
examined stress and coping among caregiving par-
ents (Ray, 1988). That version was revised with
use of data from a hospital-based evaluation of
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discharge planning (unpublished data) and a re-
view of other detailed interpretive reports (Hage-
dorn, 1993; Hayes, 1992; McKeever, 1991). In the
current study, feedback on the second draft was
sought from caregiving parents who could speak
from diverse caregiving contexts.

PARTICIPANTS

In the current cross-sectional study a heteroge-
neous sample was purposively recruited to maxi-
mize variation in the ill or disabled children’s age,
diagnosis, home medical care, and condition sever-
ity. All children required at least one form of care
for a medical condition. Children who had behav-
ioral or developmental disabilities alone were ex-
cluded. Once ethical and administrative approval
was obtained, participants were recruited through
clinicians at a developmental center, pediatric re-
habilitation hospital, respite program, and two sup-
port associations. Each agency served children of
all ages and a variety of diagnoses and was there-
fore able to support the purposive sampling. The
complexity of the children’s care ranged from mo-
bility aids to 24-hour ventilator support. The age of
the children with chronic health problems ranged
from 15 months to 16 years.
Thirty families with 34 children who had

chronic health conditions participated. Thirty
mothers and thirteen fathers were interviewed.
Family composition reflected the variety of fami-
lies in society: 24 heterosexual couples either mar-
ried, remarried, or living together; 1 lesbian cou-
ple; 2 engaged mothers; 2 single mothers; and 1
single father. Of the 30 mothers, 20 were wage-
earners in some capacity. This included part- and
full-time employment as well as in-home and out-
of-home employment.

PHILOSOPHIC PERSPECTIVE AND METHOD

The interpretive perspective that informed this
study was philosophic hermeneutics (Bernstein,
1991; Gadamer, 1975; Thompson, 1990). Within
this hermeneutic tradition, a person’s understand-
ing of his or her situation stems from social and
historical roots and cannot be separated from his or
her interests, culture, language, history, or ethical
standpoints. The prior meanings in families’ every-
day lives provide both the conditions and the limits
of their understanding. Context is primary (Rabi-
now & Sullivan, 1987); there can be no single
authoritative interpretation of the caregiving expe-
rience (Linge, 1976). A parent’s interpretation of
the different states of his or her child and the
family’s development, health, and well being is

determined by his or her history and social and
practical context. A parent’s understanding of his
or her situation is reinterpreted as his or her context
evolves over time. Understanding families’ inter-
pretations is critical to understanding the health of
families raising children with chronic conditions,
as well as the range of situated options their inter-
pretations allow. Just as families’ interpretations
evolve with contextual changes, research interpre-
tations evolve as new data are acquired. From a
hermeneutic perspective, “validation” of the care-
giving model is an ongoing process of reinterpre-
tation and revision based on increasingly shared
meanings.

Data Collection
Families chose the most convenient interview

location for their interview; 28 chose the family
home and 2 mothers preferred to be interviewed at
work. I began interviews by giving each parent a
pie-chart diagram representing the major sections
of PACC. The pie chart contained 7 equal-sized
sections labeled as follows: doing special care,
parenting plus, working the systems, changing re-
lationships, keeping yourself going, keeping the
household going, and changing family priorities.
After I provided a brief explanation of what I
meant by each section in the pie chart, parents
explained what each section meant in the context
of their lives. This prompt was sufficient to launch
parents into 1- to 3-hour descriptions of their care-
giving experiences. Some sections generated much
more discussion than others, depending on how
much parents struggled with that particular issue.

Data Management and Interpretation
Thirteen hundred pages of text were transcribed

verbatim in Microsoft Word (Microsoft Corp, Red-
mond, Wash) and imported into a hypertext data-
base (FolioVIEWS (Folio Corporation, Provo,
Utah) for data management. Analytic notes were
created in a separate database, and hypertext links
were made to related text. Advanced search tech-
niques allowed data searching, viewing, and print-
ing of coded data in a variety of ways. Ray (1997)
previously described these techniques in detail.
The first interpretive step was to code the tran-

scribed data according to the themes and organi-
zation of the preliminary model. As new or differ-
ent interpretations occurred, they were added to the
coding scheme. Thematically similar codes were
combined to produce the 6 major sections of the
revised model. These sections represented substan-
tive issues only; within each section, parents of-
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fered multiple interpretations of the issues. In step
two, new, repetitive, convergent, and divergent
interpretations in parents’ accounts were identified.
In the final step, the similarities; differences, ante-
cedents, and consequences of various interpreta-
tions were analyzed and compared with data in the
previously published literature. The revised ver-
sion of PACC is shown in Figure 1. The top half
represents the work of “special needs parenting,”
and the bottom half represents the work of “mini-
mizing the consequences” of caregiving for the rest
of the family.

SPECIAL NEEDS PARENTING

Doing the Medical Care
Technical care

As other investigators have found (Jerrett &
Costello, 1996; McKeever, 1991; Ray & Ritchie,
1993; Thorne, Radford, & Armstrong, 1997), the
task of learning to carry out the medical aspects of
a child’s care was initially frightening, but parents
quickly became accustomed to doing the technical
aspects of their child’s care and then did the tasks
automatically. One parent explained:

Oooohh! We would be scared. Even with his trach. De-
canulation. I remember I used to shake after. I would pop

it back in and then I would shake. Now it’s just a daily
thing—we just pop it in.

Parents estimated that it took 6 months before
the technical aspects of care became the most
taken-for-granted part of their child’s care. This
time frame seemed to apply regardless of the com-
plexity of the care. Parents noted that care neces-
sitating a daily lengthy struggle between parent
and child or that was believed to cause suffering
for the child was especially difficult. Meeting
nutritional needs of children with oral feeding
problems was a prominent example in this and
other studies (Adams, Gordon, & Spangler, 1999;
Humphry, 1991; Spalding & McKeever, 1998;
Thorne, Radford, & Armstrong, 1997).
For the population of children who require med-

ical equipment, the technical care is the most vis-
ible and the aspect of care that gains more recog-
nition both by professionals and by the lay public.
Parents noted that it is the technology that frightens
extended family, school personnel, and the public.
The level of technology has also been emphasized
in policy decisions regarding the allocation of ser-
vices. In contrast, many parents believed that tech-
nology such as a gastrostomy tube (G tube) was a
minor issue in their child’s care. One mother said,

Figure 1. PACC Model: The work of raising a child with a chronic health condition.
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“Okay, you have to pour her formula into the bag.
And get her plugged in. But it’s not that DIFFI-
CULT. The fact that she has a G tube makes her a
level two [and eligible for services]. But that’s the
simple part.” As this mother noted, other aspects of
care require more sophisticated clinical judgment
and management skills.
Not only did parents become experts in caring

for their child’s medical needs, they also became
experts at observing and supervising the technical
and interactional competency of professionals—
both in the hospital and in the home (Nicholas,
1999). One parent said the following:

We completely know her care from head to toe. And this
helps us in knowing who are good nurses and who are not
good nurses. What is not acceptable to us. If you have a
certain way of holding a catheter that’s not a problem. But
we KNOW whether you are doing things correctly, or not.
Whether you are harming our children or not. Whether you
are confident in you skills, or not. We KNOW that.

Symptom monitoring

Caregiving parents have first responsibility for
accurately diagnosing and managing worrisome
symptoms, complications, or emergencies (Ander-
son, 1990; McKeever, 1991). Through this moni-
toring, they became very attuned to their child.
One parent said, “I’ve become so aware of him,
that even though I’m sleeping, I can tell whether
his breathing has changed or not. Whether he’s just
playing in the crib or whether he’s having a seizure.”
As shown in other studies (Fedewa & Oberst,

1996; Hinds et al., 1996; MacDonald, 1996), the
need for vigilant monitoring of symptoms or prob-
lems with equipment meant that parents were con-
stantly on guard. This constant level of uncertainty
(Cohen, 1993; Horner, 1997; Mishel, 1990) com-
bined with the tension of always being on guard is
what has led parents in many studies to note that
caregiving is a “24-hour job” (Anderson, 1990;
Knafl, Breitmayer, Gallo, & Zoeller, 1996; Turn-
bull, Patterson, Behr, Murphy, Marquis, & Blue-
Banning, 1993).
Parents were responsible for clinical decisions

regarding symptom management. Their decisions
were guided by what they felt was the priority for
the child and for the family (Gallo & Knafl, 1998;
Gibson, 1995). Although this purposeful clinical
judgment has often been labeled as “noncompli-
ant” or “nonadherent” behavior, a growing number
of writers are critiquing and reframing the compli-
ance issue (Atkin & Ahmad, 2000; Gallo & Knafl,
1998; Schumacher, Stewart, Archbold, Dodd, &
Dibble, 2000; Thorne, 1990; Wuest, 1993b).

Parenting Plus
This section addresses more typical aspects of

parenting, but because of the child’s condition,
these developmentally defined parenting roles are
greater in intensity and duration—sometimes life-
long. This is largely invisible work, yet it is prob-
ably the most time-consuming because daily activ-
ities, milestone achievements, and anticipating
future options all take longer when a child has a
chronic health condition. Parenting plus is similar
to the notion of compensatory parenting of Miles
& Holditch-Davis (1995).

Closing or filling the gap

Often, children’s physical, sensory, physiologi-
cal, or communicative abilities are such that par-
ents must compensate for skills that are delayed,
that the child will never acquire, or that the child is
losing (Gagliardi, 1991). When there was hope for
the child to achieve delayed abilities, parents in
this study put great effort into helping their child
close the gap. Parents taught themselves and their
children sign language, assumed responsibility for
occupational therapy and physiotherapy, and
learned how to operate talking computers. They
sought out creative opportunities to promote their
child’s development, such as mounting a stroller
on skis or an oxygen tank on a bike.
When the children were unlikely to be able to

achieve certain abilities, parents filled that gap.
Some parents felt that their personal development
was arrested along with their child’s. One father
explained, “I’m 50 years old. I know people who
are 46 years old and their kids are all gone. I still
have to go up there and wipe his butt.” The con-
sequences of this prolonged or indefinite parenting
are compounded by society’s lack of recognition
for this invisible “low-tech” work (Wuest, 1993a).
Although vigilant monitoring is required for

children with unpredictable illness trajectories, it is
also an important aspect of parenting a child who
has a cognitive or developmental dimension to
their condition. Other parents were concerned with
issues of safety or social disruption; one mother
stayed during preschool to curb her son’s poten-
tially disruptive behavior. Some parents with teen-
agers had reached the conclusion that this watchful
parenting would be necessary for the remainder of
their child’s life.

Paving the way

Societal expectations and reactions necessitate
another aspect of special needs parenting. Many
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parents found that they needed to create social
opportunities for their child and bolster his or her
self-confidence in preparation for the public’s re-
action to disability. In one mother’s words, “It’s a
CRUEL world and the instinct is to SHELTER her
from it. But she’s got to be out in it sometime.” As
prior authors have noted, many experiences such as
staring (Goffman, 1963; Hayes, 1992) and teasing
(Hagedorn, 1993) contribute to this interpretation
of the world. One father related the following
experience: “I’ve found out in the public people
have not been comfortable with him. At all. You
can see adults are staring at him. Then you hear
them get down and say ’Oh that POOR child!’”
Because of these reactions, parents created a

variety of opportunities to prepare their child
and/or to “desensitize” the people who would be
meeting their child. One mother brought her
daughter into work believing that the more her
colleagues were exposed to her daughter, the easier
it might be for the next child they met. Another
mother wrote a children’s storybook about her
child’s condition and shared it with friends and
future classmates. This opened up the lines of
communication and reestablished friendships that
were starting to drift apart.
Gaining a level of acceptance or tolerance was

one thing, but achieving true friendship was a
major challenge (Crocker, 1998; Heiman, 2000).
One parent provided this example:

She had one little friend here. She was coming over every
two weeks just to visit. She stayed the night a couple of
nights and her mother called me and asked about [my
daughter’s] disease and was it terminal? And she said “I
don’t want Samantha being her friend anymore cause if
she dies Samantha will be upset.”

Other children had broken off friendships say-
ing, “We can’t come over anymore, my Mom and
Dad think you’re too much trouble.” Faced with
this, some parents acknowledged that their child
was going to be living in a world of adults, and
they turned their energies to finding as many ways
as possible to entertain their child. Other parents,
who had the financial resources, created ways of
enticing healthy children to come and play at their
house.
Overall, parents invested tremendous energy in

anticipating how their child could best fit into the
social world. Everything needed to be thought
through from a novel perspective, as social struc-
tures designed for typical children needed some
form of adaptation. Special needs parenting in-
volved a level of anticipation well beyond that of

typical parenting and was accompanied by much
uncertainty about the best course of action; yet it
remained invisible.

Working the Systems
Health and social services

Parents required no explanation of the concept
“working the systems.” They spoke at length about
the frustrations of working with the health, social
service, and education systems. Parents generally
had greater difficulty with the system structure
than with individual professionals. There were a
mix of helpful and unhelpful professionals, but the
system problems were constant. Several parents
indicated “working the systems” was the worst part
of having a child with a chronic condition, con-
suming up to 50% of their caregiving time.
Almost all parents spoke of being overwhelmed

when their child was first diagnosed. They grap-
pled with what this was going to mean for their
family, and they did not know what questions to
ask or what help they might need. As one parent
stated, “You don’t KNOW what you need. And
you don’t know what people have to offer.” Over
time and with experience, parents were able to
clearly articulate what they hoped for from the
system. Some of these hopes included “Just know-
ing that people understand and are there for you.
That as a parent you are not totally alone with the
responsibility.” They wanted a system that treated
their child as a whole person rather than each
discipline or service claiming a piece. They ex-
plained that it was “the practical stuff” that they
wanted professionals’ expertise and advice on.
They wished for a system that would be flexible
enough so that a program of care could be planned
around the child, rather than trying to fit the child
into preexisting structures and eligibility catego-
ries. They needed information that was freely
available, complete, and correct. In addition, they
wished there had been one consistent person to
whom they could turn who would have helped
them sort through the maze of people and pro-
grams that fell under the Ministries of Health,
Social Services, and Education.
Despite extensive literature promoting princi-

ples of family-centered care (Ireys & Perry, 1999;
King, Rosenbaum, & King, 1997; Schumacher,
Stewart, Archbold, Dodd, & Dibble, 2000; Shelton
& Stepanek, 1994; Van Riper, 1999), these were
exactly the attributes that parents found lacking in
the systems. In their experience both parents and
professionals struggled with institutional structures
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and policies that did not support families. Faced
with these system limitations, parents tested a host
of investigative, management, advocacy, negotia-
tion, and lobbying skills. Although parents arrived
at varying interpretations regarding what the most
effective strategies were, they all developed greater
“participatory competence” (Gibson, 1995).
Collectively, parents spent an extraordinary

amount of time searching for information, people,
and services. This was done in a trial-and-error or
word-of-mouth fashion. The process involved a lot
of phone inquiries and meetings and “learning the
hard way.” Once parents found people who they
could rely on for information, the searching be-
came easier. Setting up an integrated program of
services for their child often took up to 2 years.
Rarely did parents identify one person who had
played a key coordinating role with their child’s
care. Among the 30 families, only two profession-
als were mentioned who stayed with the family in
a committed long-term supportive role. Other fam-
ilies wished they had this kind of person. One
parent offered the following recommendation:

I guess the one thing that’s been lacking is a center or a
leader. I’ve had to act in that capacity and it has been very
difficult because I DON’T know what’s out there. I don’t
KNOW who to ask. I DON’T have the authority in many
cases to let’s say, make a referral. So a person to look at
the whole picture. And coordinate efforts. That would be
the most helpful thing in our lives. ONE person to do that.

As in previous studies (Gibson, 1995; Heaman,
1995; Thyen, Kuhlthau, & Perrin, 1999), parents,
almost exclusively mothers, became their child’s
manager. Often, this meant restructuring employ-
ment hours to accommodate the care-management
role (Cuskelly, Pulman, & Hayes, 1998). Parents
organized and “chaired” team meetings, wrote let-
ters to government officials, sat on advisory coun-
cils, and attended conferences to keep abreast of
the latest developments in the medical manage-
ment of their child’s condition.
Some strategies used to coordinate professionals

were ingenious but a poignant reflection on the
lack of coordination within the health care system.
One mother invited the professionals involved in
her son’s care to a luncheon at her home. The
professionals were able to meet each other, and her
son had one assessment in his home environment.
All parents found that they had no choice but to

become an advocate for their child. They tested a
variety of strategies for working with professionals
and ultimately adopted a wide array of approaches.
Some believed in the “power of humility,” whereas

others claimed that “you don’t ask permission, you
beg forgiveness.” Parents generally preferred to
step back and let professionals do their job, but
when faced with care that threatened their child,
they stepped in and took over. One parent spoke of
her experience in a regional hospital:

I went to the nursing station, phoned the Children’s
[hospital]. And I said, “These guy’s are driving me insane.
This child is septic. He’s massively perforated his intes-
tine. He has no counts. His temperature’s 42. I need an air
evac.” He said, “It’s on it’s way.”

Some parents also learned that their child’s care
was affected by the politics between physicians
and between hospital departments. When advocat-
ing for a particular plan of care for their child, they
were acutely aware of the need to avoid political
ramifications. Despite the extensive and sophisti-
cated management and advocacy skills that parents
developed, this still remained largely invisible to a
significant proportion of the health professionals.

Respite

For families who found out about respite and
successfully sought it out, it provided critical re-
lief. For several parents in this study, nighttime
respite allowed them to sleep so that they could
continue through the day. Other parents spoke of
the personal support they received through respite.
For example, some nurses fulfilled roles as “part of
the family,” “a best friend,” a home-school teacher,
and a legal guardian in the parents’ will. However,
other parents spoke of nurses who would work to
rule and had minimal interaction with the child or
siblings. The degree of commitment and flexibility
among nurses shaped the efficacy of the respite
experience.
What remains invisible to most people is the

work that stems from having respite personnel in
the home. Some, but not all, families had been
responsible for finding and training or orienting
their own nurses, associate families, or homemak-
ers. This work was sometimes an obstacle for
those most in need of help. One mother explained:

Now I just need somebody in the family to figure out
respite for us. Nobody’s taken that ball. How to make the
calls. To interview the people. There’s just NO time. It’s
hard to FIND people. . . . All Iwant to do is go to bed.

Parents of children with the most complex needs
tended to have the responsibility of keeping time
sheets, coordinating schedules, and essentially
maintaining a pool of staff. Parents decided what
care was assigned to staff and what they, as par-
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ents, would be solely responsible for. For all par-
ents receiving respite, the most important part of
their management role was ensuring that the per-
son caring for their child was competent and that
their child was safe. One parent said the following:

The bottom line is that you get confident with this person,
and then you can actually RELAX. For a while we had
other respite help. And it was not respite. You have to stay
up and watch them. Teaching, you have to teach them. It’s
not only important to get respite, but to get respite with
someone you can trust.

Three parents were amazed when their respite
staff complained of being burned out and took a
leave to recover from the strain of the care—the
same care that parents had been expected to do on
their own. Others found professional staff to be
less confident around their child than they were as
lay parents. “I have a nurse, she has 28 years of
experience with seizure kids. And she still gets
petrified when [my son] has a seizure.” Overall,
parents who located committed, clinically skilled,
pragmatic, and flexible respite personnel benefited
the most.

Education

There is some evidence that the school system
can also prove challenging for families, but this is
less well documented in the literature. The school-
related literature has focused on the effects of
chronic conditions on academic performance
(Bender, 1995; Celano & Geller, 1992; Ireys,
Salkever, Kolodner, & Bijur, 1996), providing
medical information for teachers (Armstrong &
Horn, 1995; Bender, 1995), rates of absenteeism
(Ireys, Salkever, Kolodner, & Bijur, 1996), school
reentry (Sexson & Madan-Swain, 1993), and cog-
nitive sequelae of conditions or treatments (Arm-
strong & Horn, 1995; Black & Hynd, 1995;
Holmes, O’Brien, & Greer, 1995). Less attention
has been paid to barriers and attitudes within
school systems (Sexson & Madan-Swain, 1995).
Parents in this study emphasized issues of access,
availability of aides, the public debate regarding
integration, and ideological differences regarding
responsibility and cutbacks within the school dis-
tricts.
A major decision that many parents faced was

whether their child should be in a fully integrated,
partially integrated, or segregated educational set-
ting. Integration was a contentious issue. In an
integrated setting both the child and parents faced
resentment from teachers and other parents who
believed special needs children consumed a dispro-

portionate share of resources. In a segregated
school it was difficult to find an optimal match that
would support group affiliation and normalcy. Par-
ents were reluctant for their child to be segregated
with children who had more severe disabilities.

Most of the time she spends in the resource room with
other kids who are mostly quite severely mentally handi-
capped. And that has ALWAYS bothered me, because she
isn’t mentally handicapped. There’s never been any real
spot for her to fit into.

Parents of children with special needs wanted
their child to appear maximally able. Parents of
healthy children were concerned about unfair ap-
propriation of the teacher’s attention. Despite dif-
ferent motivations, the consequences were the
same: no one wanted their child in class with the
most severely affected children.
Parents used a host of strategies to facilitate a

positive academic experience for their child. All
attended school meetings. Other strategies in-
cluded being on the parent advisory council, vol-
unteering at the school regularly, speaking with the
teacher daily, and even donating equipment and
funds to the school. Mothers were primarily re-
sponsible for these interactions, either because of
work schedules or because they were believed to
have the patience and people skills required for the
task. Parents who were less involved with the
school tended to describe a more conflicted rela-
tionship with school personnel and more doubts
about the adequacy of their child’s school experi-
ence.
Overall, parents found working with systems “a

CONSTANT struggle. You’re always constantly
having to be on top of things, and making sure
things are set up.” So, in addition to maintaining
vigilance with respect to their child’s health status,
parents felt compelled to monitor the actions of
professionals and institutions with a similar vigi-
lance.

MINIMIZING CONSEQUENCES
FOR THE FAMILY

Parenting Siblings
Parental attention

Across studies, parents have demonstrated con-
sistent concerns that siblings are “lost in the shuf-
fle” (Cuskelly & Dadds, 1992; Faux, 1993; Hage-
dorn, 1993; Williams et al., 1997). Parents in this
study had similar worries and found that a special
effort was required to set aside time for siblings.
To compensate, they tried to set up activities that
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were dedicated to the healthy siblings. Parents
were acutely aware that the child with the chronic
condition became a focal point. Some parents were
searching for ways to try to shift that focus but
were having varied success. One parent said,
“What we are trying to do in terms of changing our
OWN family priorities is stop the focus being
around her. Because it is so unfair to everyone
else.” Often the family tended to be split up; one
parent would do things with the healthy children
while the other parent cared for the child who was
unable to participate.

You never have this sense that your whole family is doing
something. Very seldom do we do things with our whole
family. Very seldom. It just is too complicated. So we
don’t even pretend that we’re going to live a “normal” life.
And we’re okay with that. Most of the time. Although
sometimes it’s kind of resented.

Additional responsibility

The literature on siblings also suggests that
healthy siblings assume more responsibility, in-
cluding monitoring their sibling’s health status and
worrying about their welfare (Davies, 1993;
Faulkner, 1996; Howe, 1993; Klein & Schliefer,
1993). Girls are thought to be particularly at risk
for greater responsibility, either at parental request
or of their own choosing (Hallum, 1995; Stoneman
& Berman, 1993). In this study parents claimed
that they made specific efforts not to give undue
responsibility to healthy siblings. One mother de-
scribed how her daughter would take on caregiving
responsibility as a way to be with her parents.
Some parents noted that healthy children worried
about their ill brother or sister. For example, one
young girl insisted on accompanying her sister on
respite weekends so that she could ensure that the
respite family was caring for her sister properly. A
teenage brother worried about the teasing and hurt-
ful pranks his sister might face in high school.

Maintaining Relationships
Previous studies have shown that when a family

has a child with a chronic condition, parents’ rela-
tionships with their partner, friends, and extended
family are tested and usually change in some way.
One of the truisms that is often heard is that “some
people draw closer, some drift away, but all rela-
tionships change.” This observation applies for
the most important relationship—that with one’s
spouse or partner (Taanila, Kokkonen, & Järvelin,
1996).

Spouse or partner

Investigators have looked at social support and
its effect on families of children with chronic
health conditions from a range of theoretical and
methodological perspectives. The primary conclu-
sion in this body of literature is that spousal sup-
port is most important for mothers. The evidence
and explanations for why some relationships grow
stronger and others drift apart have been more
complex and less conclusive.
There is a widespread belief that the presence of

a chronically ill child is associated with more fre-
quent divorce rates. In this study 6 of 30 couples
had been divorced; 3 of those were in new long-
term relationships. In 3 of the 6 divorces the cus-
todial parent believed that the child’s condition
played a direct role in the marriage breakdown. Of
the 24 couples who remained together, one mother
offered the following explanation:

Sometimes we wonder if we stay together because of [our
son]. Or because we love each other. I just can’t pack up
my son and go. I couldn’t imagine coping without my
husband. And I know he couldn’t without me. So we just
sort of—we do. It’s our son that has really cemented us
together.

Seven couples in this study volunteered their
understanding that they were statistically at risk for
divorce. The ubiquity of this belief has become one
more preconception that families struggle against
(Hayes, 1992; Poyadue, 1993). More recent studies
on divorce rates are finding that marital disso-
lutions in this population do not exceed rates in
the general population. (Eddy & Walker, 1999;
Hallum, 1995; Katz & Krulik, 1999; Taanila,
Kokkonen, & Ja¨rvelin, 1996). A mutual approach
to parenting the child with a chronic condition may
be a key element (Knafl & Zoeller, 2000). Couples
seem divided among those who felt that the expe-
rience of raising a chronically ill child brought
them closer together and those who felt further
apart as a couple.

Friends

Just as there are changes in spousal relation-
ships, there changes in friendships. Despite the
substantial amount of evidence indicating the ben-
eficial effects of support (Thyen, Terres, Yazd-
gerdi, & Perrin, 1998; Warfield, Krauss, Hauser-
Cram, Upshur, & Shonkoff, 1999), especially from
other parents of chronically ill children (Ritchie,
Stewart, Ellerton, Thompson, Meade, & Viscount,
2000; Taanila, Järvelin, & Kokkonen, 1999), par-
ents frequently report a strong sense of isolation
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(Boland & Sims, 1996; Florian & Krulik, 1991;
Silver, Bauman, & Weiss, 1999). Data from this
study support the interpretation that parents have
limited access to other families who share and fully
understand their experience. Parents spoke more
often of friends drifting away than rallying around
them, but often couples experienced a mixture of
both. Several parents used the phrase “you find out
who your friends really are.” A similar pattern of
both drifting away and rallying around occurred
among members of the extended families.

Extended family

Within the group of families studied, there was
a 3-way split between those whose family lived far
away, those who had at least one family member
highly involved, and those who had limited or
conflicted relationships with extended family
members. Some grandparents were too old to cope
with the child’s care or were in need of family care
themselves. Parents offered two interpretations of
why their extend family withdrew: they were un-
comfortable and fearful, or “they just didn’t get it.”
One mother described her family’s discomfort:

A lot of my family DOESN’T come around. And I think it
is because they don’t really know what to do when they see
[him] going into a seizure. Or him having his tube feed.
And it’s really hard having to see a two-year-old going
through all of the stuff he has to go through, and yet still
be so happy. And it’s very hard on my family. So a lot of
them DON’T come around very much.

Despite the fears and lack of understanding that
distanced some parents from their extended family,
there were other extended family members who
demonstrated a deep commitment. One parent said,
“That night when [my daughter] was operated on,
I felt my dad in the corridor. I didn’t see him, I felt
him. And then he was there by my side, and he
never left me. He never left [my daughter]. He was
there for the whole two and a half years.”

Explaining variations in support

The people who remained supportive could be
described in two ways: they were very committed
to the parents and/or the child, and they had a
shared understanding of the experience. Not all
supportive people started out with a shared under-
standing. But when their degree of commitment to
the parents and/or the child was sufficiently strong,
they moved beyond any discomfort and worked to
establish a shared understanding of the family’s
situation.
For other supportive people, the understanding

preceded the commitment. These people included
parents who were sharing the experience of raising
an ill child and health professionals who became
committed to a particular family. Among parents
who shared the experience of raising a chronically
ill child, communication was no longer effortful.
One parent described an evening with her friends:

Well there’s a different level. You feel that you can come
as really YOU. It’s not that we spend a lot of time talking
about our kids. But there’s a level of connectedness. And
also with the kids. If you had come over to my house on
Friday night, everyone except [one child] had a label.

Some parents shied away from these friendships,
in part because sharing the experience also meant
sharing the painful times in a deeply personal way.

Keeping Yourself Going
There is extensive literature that addresses how

caregiving parents keep themselves going and why
some seem more successful than others. It is usu-
ally a coping or adaptation perspective that has
framed these studies (Kazak et al., 1997; Krulik,
Turner-Henson, Kanematsu, al-Ma’aitah, Swan, &
Holaday, 1999; Lesar & Maldonado, 1996; Mc-
Donald, Poertner, & Pierpont, 1999; Pelchat, Rich-
ard, et al., 1999; Stephenson, 1999). Most investi-
gators have focused on the psychological or
emotional aspects, ignoring the physical health of
caregiving parents (McKeever, 1991). Several
studies include descriptions of mothers who are
exhausted and floundering (Brinchmann, 1999;
Knafl, Breitmeyer, Gallo, & Zoeller, 1994; Mc-
Keever, 1991; Williams et al., 1999).

Just do it

In this study, parents’ primary explanation of
how they kept going was “You just do it,” “You
have no choice,” or “You don’t think about it.” As
Gibson (1995) found, parents were so busy doing
things for their child that they did not have time to
think about it. When the workload was demanding
but not overwhelming, parents became so accus-
tomed to their way of life that they did not realize
how hard they were working until the workload
was lightened or they had a healthy child. One
parent spoke about her healthy baby:

One thing that we had noticed with [this baby], in the eight
weeks, it’s been so easy, and we can go out. And we can
go on walks. And we can do things that we could never do
with [our first child]. . . . Ikeep looking at her, and I think,
“I’m not talking to her enough.” And I’m thinking, “I don’t
HAVE to!!’ She’ll pick it up.”

Although the notion of taken-for-grantedness is
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used to explain the interpretive and practical
“stumbling” that occurs with onset of illness
(Charmaz, 1991; Frank, 1991), it also works in
reverse. To have free time is something out of the
ordinary; at that point, it becomes the subject of
reflection (Mulderij, 1996).
Most parents claimed that there was nothing to

be gained by dwelling on their situation because
there was not any other option; they just had to
“get on with the show.” The following passage
illustrates that the ease of assuming this interpre-
tation varied.

It comes down to choice. You can fall apart or you keep
going. When you are having a really bad day, you end up
getting a good sleep that night. I think God just sort of says
to you “YOU are going to sleep well.” You get up in the
morning and you feel better. And you just DO it. And
anybody who says “Oh my God. I don’t know how you do
it.” Well if you love your child, you would do it too. You
have no choice [voice cracking]. Okay, I’ll just sit here and
cry. I don’t know, you JUST DO IT. JUST DO IT.

In the final analysis, parents kept going because
they had no alternative (Gibson, 1995; Gravelle,
1997; Nicholas, 1999). The condition that made
this pragmatic stance possible was their absolute
commitment to do everything that they could to
help their child.

Constructing Sustaining Interpretations
Numerous authors have offered descriptions of

how parents construct a sustaining interpretation of
their situation (Brinchmann, 1999; Hinds et al.,
1996; Milo, 1997; Turnbull, Patterson, Behr, Mur-
phy, Marquis, & Blue-Banning, 1993). These ef-
forts have been variously labeled as drawing on
“positive comparisons” (Affleck & Tennen, 1993;
Behr & Murphy, 1993), emphasizing growth
(Crocker, 1998; Miles, Holditch-Davis, Burchinal,
& Nelson, 1999), gradual resignation (Bruce,
Schultz, & Smyrnios, 1996), and normalizing
(Deatrick, Knafl, & Murphy-Moore, 1999; Knafl &
Deatrick, 1986; Monsen, 1999; O’Halloran, 1993).
These representations are based on the interpreta-
tion that there are real limits to how much parents
can change their situation, reduce caregiving de-
mands, or obtain help. Consequently, parents must
change the way that they think about their child,
themselves, and their life.
Parents found ways to positively interpret their

situation that were not always publicly apparent.
They often noted that other children were worse
off than their own, as demonstrated in Affleck &
Tennen’s notion of downward comparisons (1993).
Before parents could draw strength from such

comparisons, they needed to be aware of other
children’s circumstances; this usually occurred
through hospitalizations. Entering the world of
chronic childhood illness is a completely new ex-
perience for most parents, and their meanings and
understanding of events and good fortune are per-
manently shifted: “We’re pretty LUCKY that way.
We don’t have to do any feeding tubes or anything
like that. That’s pretty lucky.”
Perhaps the most sustaining interpretations were

the rewards of seeing one’s child progress, no
matter how small the incremental gains. Even
when a child was not improving, the parents’ abil-
ity to interpret their child as strong and in control
was infinitely more sustaining in painful situations
than seeing their child as a helpless victim. The
next two passages illustrate the tone of these con-
trasting interpretations.

She’s a very DETERMINED STUBBORN little girl. And
that’s the only reason why she’s here. She WANTS to be
here. And I think when she’s ready to leave she will go.
And if it’s before me, I have to accept that. And it’s just the
way it is. Yeah. I can handle that.
It’s almost cruel, what they’ve done. . . . It’s like an

article that I read in one of the magazines. “This is what
Pinocchio is REALLY like: held together with strings and
tubes wants to be a real child.” My poor little Pinocchio
here.

Often the parents who were able to construct a
more positive interpretation of their child’s situa-
tion were also those who were more successful in
receiving help.

Changing Priorities: Gearing Down and
Letting Go
The presence of a chronic illness in the family

sets new limits on the range of situated options that
families have available. Similarly, there are a mul-
titude of activities, small and large, that families
find are not an option or simply not worth the
effort. Illness dimensions play a large role in de-
termining what family options are available. For
example, allergens, lack of wheelchair access,
cumbersome equipment, special diets, and immu-
nosuppression may all lead to families remaining
at home (Hayes, 1992).
Over time, parents came to realize that they were

going to have to pace themselves for the long term.
They realized that there were limits to what they
could do for their child and family and still be able
to keep going themselves. Even during hospitaliza-
tions, some parents noted that they could always
spot the parents of chronic children, because those
parents knew that they had to take breaks so that
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they would have the energy reserves to cope with
the intense work that would follow their child’s
discharge. When a child was clearly not develop-
ing or improving as hoped, eventually parents had
to begin the process of letting go of expectations
and actively reinterpreting what was important in
their lives. One parent said the following:

So we just go along, and HOPEFULLY he will do it. If he
doesn’t, well that’s just [our son]. And we just accept him
that way. But learn not to beat our heads. For a long
time it was like ’What was I doing wrong.“ And now it’s
just ’This is [our son]. And if he doesn’t talk, he doesn’t
talk.”

When a child’s condition was severe, life be-
came more focused around the simple and more
immediate things. One parent said, “We appreciate
all the little things that he does. Like growing so
well. Like that gives us satisfaction. We’ve really
gone down to the very BASICS. Just appreciate.”
It was this focusing and appreciation of fundamen-
tals that accompanied the shift in meaning with
chronic illness experience that explained the very
different interpretations of what constituted quality
of life.
There was also a temporal dimension to gearing

down. Perhaps the most ubiquitous expression
used by parents was “living one day at a time.” For
some, this was because the child’s clinical status
was very unpredictable and parents simply never
knew what would be happening from one day to
the next. They had no time or energy to think
beyond tomorrow or next week. Other parents re-
alized that the long-term future was so unpredict-
able that trying to imagine the range of possibilities
was both futile and painful. One parent said the
following:

When he was born I was looking very far down the road.
And I was putting him in kindergarten. And I was crying
because I was imagining him being teased. And all the
hardships he was going through. And I was really killing
myself. So I really had to go back. And I would honestly
say that we do, now, take one day at a time. And that’s
been a real hard lesson to learn.

As children grew older, parents realized they
had no choice but to think further down the road.
This was especially important when children
would require life-long assistance. One mother de-
scribed the progression this way:

At first you plan only a few months ahead. And then it
becomes longer planning. And by the time they’re 10 you
are looking at LONG-term planning. I think that is just a
natural growth. Ten or twelve and up you just start think-

ing of not a 5-year plan, not even a 10-year plan. You are
looking at a 40-year plan.

When children were dying, it was rare for par-
ents to think beyond their child’s death. Their
focus was on the time that they had left with the
child.

Staying healthy

All parents spoke of fatigue. The degree of fa-
tigue ranged from manageable to virtually incapac-
itating. Most parents were ignoring the long-term
consequences that this might have for their own
health. A few were able to get exercise but most
acknowledged that they did not care for their own
physical health as they should. Three had been on
long-term stress leave from paid employment.
There seemed to be a disproportionate number of
parents injured from motor vehicle accidents, work
injuries, back pain, and hernias from lifting.
As in other studies, parents spoke of reaching or

approaching “burn out” (Hoyle, 1992; McKeever,
1991; Stephenson, 1999). One parent said the fol-
lowing:

I WAS burned out. I wasn’t getting enough sleep. He came
home one day and I was just a total wreck. And he went to
see the doctor and he said, “She’s falling apart! You have
to help me! She’s falling apart!” At that point I said it. I
said I didn’t want to be a mommy any more. I wanted to
give it all up.

What changed this and other mothers’ actions
was to be told that if they did not look after
themselves, then there would not be anyone there
to care for their child. This realization was often a
prerequisite to gearing down or letting go.

Seeking and accepting help

One of the most fundamental assurances that
parents hoped for was to know that they were not
totally alone and that they had somewhere to turn
if they needed help. Many came to the conclusion
that they were alone in the responsibility, and this
made the challenge even more difficult.
When help-seeking by parents was analyzed,

there were three important elements to successfully
engaging family and friends: learning what you
need, getting beyond others’ discomfort and lack
of understanding, and being specific about the help
that is needed. Several parents commented that the
first obstacle to seeking help was that you might
not know, or have the energy to explain, what help
you need. One parent gave the following recom-
mendation:
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One of the BIGGEST lessons we learned very early on was
that if someone says to you “Can I do something to help?”
we make a list. When they say “Can we help?” take them
up on that offer. Because if you DON’T take them up on
that offer, then they do pull away.

This parent’s neighbors would fill up the freezer
with meals when her child was hospitalized. Other
parents had friends that cleaned or sat with a bed-
ridden child so that the parents could do other
chores. The critical issue was that parents learned
to direct offers of assistance early, before poten-
tially supportive people started to drift away.

DISCUSSION

Parents raising children with chronic health con-
ditions face a complex array of responsibilities and
challenges. The care required for the child with a
chronic condition has been described under three
sections of the PACC model: medical care, parent-
ing plus, and working the systems. Although di-
viding caregiving responsibilities into three sec-
tions aids the analytic process, it is important to
note that parents saw the components as highly
interrelated. Any action to care for the child often
had implications in all three sections of special
needs parenting. For example, a schedule change
in the medical care could have implications for
whether the child was able to participate in a
scheduled play activity with peers or whether spe-
cial training would be needed for personnel in the
school. This overlap is depicted by the dotted line
between sections in Figure 1. While parents
worked to address all areas of the child’s care
needs, there was an essential tension between the
top and bottom half of the model. Parents con-
stantly struggled to keep the child’s needs and the
family’s needs in balance. It was very difficult to
attend to both halves at the same time.
In addition to depicting the need for balance,

PACC also makes visible the invisible components
of caregiving. These included monitoring the
child’s physical symptoms, anticipating the need
for adaptive strategies, facilitating and monitoring
the child’s success in social situations, and work-
ing with health, education, and social service sec-
tors. Whereas managing the medical care became
an automatic part of daily life, interpreting symp-
toms, the anticipatory work of “parenting plus,”
and the administrative and political work with var-
ious agencies remained labor-intensive and prob-
lematic because new situations and challenges
were always arising. In particular, parents resented
the time, effort, and emotional energy that they
needed to expend in administrative, coordinating,

and advocacy roles. Unfortunately for parents,
these were also the most invisible parts of their
caregiving role. Furthermore, the more expertise
parents gained in providing these caregiving re-
sponsibilities, the more invisible and taken-for-
granted their efforts become. This placed parents at
risk for acquiring more and more caregiving re-
sponsibility, until they faltered in their ability to
keep up with the workload. These complex and
skilled responsibilities that parents assume need to
be made visible.
PACC was developed with the use of data from

families of children with medical illnesses some-
times combined with developmental and behav-
ioral challenges. It is possible that by omitting the
section on medical care, PACC would be appro-
priate for families of children with developmental
and behavioral challenges alone, but this applica-
bility remains to be tested.

Utility in Research, Policy, and Practice
PACC can be useful in four specific ways: as a

basis for identifying foci for intervention studies,
as a theoretical basis for instrument development, as
a framework for assessing families, and as a tool for
parents and clinicians to articulate caregiving issues.
There is an urgent need to move into more

intervention research with caregiving families. In
designing these studies, investigators need to take
invisible caregiving responsibilities into account.
In particular, the foci for intervention studies need
to be reconsidered. The assumption underlying
many studies is that the foci for change need to be
within the family. The findings of this study indi-
cate that the area of greatest frustration, working
the systems, is the area with the least support and
services available. Parents provided many exam-
ples of various systems being more frustrating and
burdensome than they were helpful. Parents noted
that with greater coordination, consistency, family-
centeredness, and access to information, they
would be able to properly focus time and energy on
parenting their ill child and minimizing the conse-
quences for the rest of the family. This indicates a
need to rethink our approach to intervention. For
example, a key system-level intervention would be
to integrate programmatic funding for children
with chronic conditions so that home care, medi-
cations, equipment, supplies, school aides, and
therapies are all funded and coordinated under one
program. A second intervention currently being
developed is an Internet-accessible resource data-
base that enables both parents and professionals to
access information quickly and efficiently.

435PARENTING AND CHILDHOOD CHRONICITY



The findings also identify gaps in our ability to
measure caregiving workload for a pediatric pop-
ulation. For example, the Clinician’s Overall Bur-
den Index (Stein & Jessop, 1982) was originally
developed in 1979 and does not capture the full
range of responsibilities that caregiving parents
assume today. It was also developed from a med-
ical clinician’s perspective, rather than parents’
perspective, so it does not capture the invisible
work identified in PACC. To address this gap, a new
instrument based on PACC, the Scope of Caregiving
Scale (SOCS), is currently being tested.
For clinicians to intervene effectively on care-

giving parents’ behalf, they must first appreciate
both the visible and the invisible caregiving re-
sponsibilities. PACC provides a comprehensive
framework for assessing areas of responsibility and
concern for families. Similarly, for parents and
clinicians who are seeking ways to articulate needs

and concerns to program or policy audiences,
PACC can provide a visual aid for conveying the
full scope of responsibilities faced by parents of
children with chronic conditions.
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