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Abstract: The purpose of this study was twofold: (a) to describe parental perceptions of family–
provider relationships, and (b) to explore links between parental perceptions of family–provider
relationships and well-being in families with children who have Down syndrome. Mailed ques-
tionnaires were used to collect data from 94 families that include a child with Down syndrome.
Data from 89 mothers are the focus of this report. The results indicate that when mothers of chil-
dren with Down syndrome believe that their family’s relationship with health care providers is pos-
itive and family-centered, they feel more satisfied with the care that their child is receiving and
they are more likely to seek help from health care providers. In addition, when a discrepancy ex-
ists between what mothers want the family–provider relationship to be and what they believe the
relationship is, mothers feel less satisfied with the care that their child is receiving. Finally, high-
er levels of individual and family well-being are reported by mothers who (a) want, and believe
they have, positive family-centered relationships with providers, and (b) feel more satisfied with
care received. Results of this study contribute to a better understanding of the role that health
care providers play in individual and family adaptation to chronic conditions. © 1999 John Wiley &
Sons, Inc. Res Nurs Health 22:357–368, 1999
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Children with Down syndrome and their families
are faced with ongoing challenges that affect
many aspects of their lives. In addition to having
some degree of mental retardation, children with
Down syndrome are susceptible to a wide range of
health problems, including congenital heart dis-
ease, thyroid dysfunction, sleep apnea, frequent
respiratory problems, and chronic ear infections
(Cohen, 1995; Cooley, 1995). These health prob-

lems may result in activity restrictions, absences
from school, frequent hospitalizations, and a re-
duced life expectancy (Cunningham, 1996). Chal-
lenges experienced by family members include 
increased demands on their time, energy, and re-
sources, as well as dramatic shifts in their enact-
ment of social roles (Barnett & Boyce, 1995;
Padeliadu, 1998). Although societal attitudes to-
ward individuals with Down syndrome have be-

The author acknowledges Karen F. Pridham, PhD, RN, Helen Denne Schulte Professor of
Nursing, Professor of Family Medicine, and Carol D. Ryff, PhD, Department of Psychology, Uni-
versity of Wisconsin–Madison, for their support and guidance with this research. Thanks are ex-
tended to the parents who participated in this study.

Contract grant sponsor: National Research Service Award; contract grant number: NR06338.
Contract grant sponsor: Helen Denne Schulte Research Award, University of Wisconsin–

Madison, College of Nursing.
*Assistant Professor.



come more positive, many children with Down
syndrome and their families experience a sense of
stigma from friends, relatives, and the wider com-
munity (Herbert & Carpenter, 1994; Van Riper,
Pridham, & Ryff, 1992).

Currently, there is a growing consensus that the
multiple challenges associated with Down syn-
drome do not lead necessarily to negative conse-
quences for families (Gath, 1990; Hornby, 1995;
Scott, Atkinson, Minton, & Bowman, 1997; Van
Riper, Ryff, & Pridham, 1992). It remains unclear,
however, why some families of children with
Down syndrome are resilient and thrive, while
others remain vulnerable and some deteriorate. To
date, researchers who have addressed this issue
have focused primarily on characteristics of the
chronic condition, the affected child, the primary
caretaker, and more recently, the family system
(e.g., Cahill & Glidden, 1996; Cheng & Tang,
1995; Floyd & Gallagher, 1997; Rodrigue, Mor-
gan, & Geffken, 1992; Sloper, Knussen, Turner, &
Cunningham, 1991).

Despite increased awareness that relationships
with health care providers can alter the experience
of living with a chronic condition (see Faux &
Knafl, 1996 for an excellent review of this litera-
ture) relatively little is known about how families
with children who have Down syndrome appraise
and respond to the ongoing relationships they 
develop with health care providers. Generally, re-
searchers have treated the health-care staff as a
static entity in the world of illness and disability
(Chesler & Barbarin, 1987). Few researchers have
viewed the family–provider relationship as a chal-
lenging one, or looked at health care providers 
as having an independent impact on well-being 
in families with children who have Down syn-
drome.

The purpose of this study was twofold: (a) to
describe parental perceptions of family–provider 
relationships, and (b) to explore links between
parental perceptions of family–provider relation-
ships and well-being in families with children
who have Down syndrome. A family is defined as
“two or more individuals who depend on one an-
other for emotional, physical, and/or economic
support. The members of the family are self-de-
fined” (Hanson & Boyd, 1996, p. 6). Well-being
includes six dimensions of individual psycholog-
ical well-being (i.e., autonomy, environmental
mastery, personal growth, purpose in life, positive
relations with others, and self-acceptance) and
family functioning. Family–provider relation-
ships include relationships with individual health
care providers (e.g., nurses and physicians) and re-

lationships with health care-organizations (e.g.,
hospitals and clinics). For a family–provider rela-
tionship to be viewed as family-centered, health
care providers must acknowledge and respect the
pivotal role of the family in the lives of children
with chronic conditions (Shelton, Jeppson, &
Johnson, 1987).

To date, much of what is known about family–
provider relationships following the birth of a
child with Down syndrome has been derived from
anecdotal reports by parents (Berube, 1996; Cun-
ningham, Morgan, & McGucken, 1984; Garwick,
Patterson, Bennett, & Blum, 1995; Herbert & Car-
penter, 1994; Pueschel, 1985; Van Riper, Prid-
ham, & Ryff, 1992; Van Riper & Selder, 1989).
Typically, parents have described critical inci-
dents (e.g., initial awareness of the child’s diag-
nosis) or health care situations in which they were
either extremely satisfied or extremely dissatis-
fied with family–provider interactions. In addi-
tion, some parents have noted how these pivotal
encounters influenced, in either a positive or neg-
ative direction, the experience of raising a child
with Down syndrome. For example, in an earlier
study (Van Riper, Pridham, & Ryff, 1992), one
mother noted that the physician helped to set the
tone for how she felt about her daughter and the
experience of parenting a child with Down syn-
drome. She said,

The pediatrician entered the room and sat down with
us, held our hands, and explained the best that he could
what having such a child meant. He reassured us that
this was a time for celebration, that she would make us
happier than we could ever imagine and that the only
thing that made her different was that one (lousy) chro-
mosome. She would be able to do anything she wants
(read, write, talk, walk, etc.), it might just take her a lit-
tle longer than most. But give her time, you’ll see. . . .
After his talk with us, I didn’t cry anymore. I no longer
felt sorry for myself. (p. 29)

In contrast, another mother recalled,

The only choices the doctor gave me were (1) I would
take him home and love him. (2) Put him in an institu-
tion. (3) Order them to cut off his food supply. . . . What
no one told me and I desperately needed to hear, was that
these children generate more love than is imaginable. I
was scared to death of my baby. . . . For the first few
months, I felt suicidal. (p. 30)

Although parental descriptions of outstanding
health care encounters have added significantly to
our understanding of family–provider relation-
ships following the birth of a child with Down syn-
drome, they may not reflect the more typical 
or ordinary family–provider interactions. That is,
they may not provide us with information about
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how families with children who have Down syn-
drome appraise and respond to the kind of inter-
actions that they routinely have with health care
providers. Moreover, parental descriptions of out-
standing health care encounters may not capture
the ongoing, dynamic nature of the long-term or
“chronic” relationships that usually develop be-
tween families and health care providers when a
family member has a chronic condition (Mc-
Daniel, Hepworth, & Doherty, 1992; Thorne,
1993).

Although the nature of family–provider rela-
tionships is a critical aspect of any illness experi-
ence, it becomes even more important when the
affected individual is a child and the child’s con-
dition is a chronic one (Leff & Walizer, 1992).
Many families of children with chronic conditions
have extensive and complex responsibilities for
health and illness-related care (Bruce & Ritchie,
1997). Because of this, families of children with
chronic conditions are particularly vulnerable to
lack of support and perceived criticism from
health care providers, especially if they perceive
that health care providers are holding them ac-
countable for their child’s poor health outcomes
(McDaniel et al., 1992). Differences in opinion
about caregiving and decision-making roles that
may be transitory and easily overlooked in acute
conditions may solidify and become strong deter-
minants of action when a child has a chronic con-
dition (Chesler & Barbarian, 1984, 1987). Habit-
ual differences in opinion may result in family
members feeling undervalued, angry, confused,
helpless, hopeless, resentful, uncertain, and dis-
satisfied (Larson, 1998; Robinson, 1985; Thorne,
1993). In her work on family-larger-systems rela-
tionships, Imber-Black (1991) noted that difficult
family–provider relationships take a toll on nor-
mal development for family members and may
contribute to burnout and cynicism.

Some families who become dissatisfied with
family–provider relationships “go through the
motions” of seeking help from health care pro-
viders with little expectation that anyone could or
would provide meaningful help, whereas other
families withdraw from involvement with health
care providers (Thorne & Robinson, 1988). With-
drawal from involvement with health care pro-
viders may afford some protection for the self-
esteem of family members, but unfortunately, it
also deprives them of potential help (Davis, 1991).
Through help-seeking, families can enhance their
expertise in caring for a child with a chronic con-
dition or compensate for their lack of expertise. In
addition, positive help-seeking experiences can

foster personal growth and the development of in-
dividual and family strengths (Dunst & Trivette,
1996; Fogel, 1993).

The point of this descriptive study was to bring
together a number of different theoretical per-
spectives to help explain reported differences in
how families of children with Down syndrome ap-
praise and respond to the ongoing relationships
they develop with health care providers. Well-
man’s framework theory of mind (1988, 1992)
provided the basic infrastructure for this study.
Wellman developed the framework to explain and
predict intentional action, action that people un-
dertake for a reason. According to Wellman, be-
liefs and desires are the two most important in-
ternal determinants of intentional action. People
behave the way they do because they believe that
certain actions will bring about the outcomes they
desire. Outcomes of intentional action typically
give rise to feelings, such as feelings of satisfac-
tion or feelings of dissatisfaction. In turn, feelings
affect beliefs and desires.

Wellman (1988) noted that specific theories of
mind need to be developed if researchers wish to
explain how individuals appraise and respond to
specific situations. For this research, Wellman’s
framework theory of mind has been expanded in
two ways. First, the focus has been broadened to
acknowledge that human mental functioning is so-
cially shared, or more generally, socially situated
(Lave, 1993; Resnick, 1993; Vygotsky, 1978;
Wertsch, 1991). Parental beliefs, desires, feelings,
and intentions concerning family–provider rela-
tionships are developed through social interaction.
In addition, they are inherently situated in cultur-
al, institutional, and historical contexts (Burkett,
1991; Kleinman, Eisenberg, & Good, 1978).
Therefore, the beliefs, desires, feelings, and inten-
tions concerning family–provider relationships
that parents of children with Down syndrome de-
velop will be influenced by (a) family–provider in-
teractions prior to and following the child’s birth,
(b) cultural beliefs about individuals with Down
syndrome, and (c) the current philosophy of care
for individuals with Down syndrome. In addition,
because each family is a unique social entity with
its own worldview and its own perspective on
health and illness, family members will probably
agree on some or all of their beliefs, desires, feel-
ings, and intentions concerning family–provider
relationships (Helman, 1991; Reiss, 1981, 1989).

A second way that Wellman’s framework theo-
ry of mind (1988, 1992) has been expanded is that
the construct of working models (Bowlby, 1982;
Bretherton, 1991; Pridham, 1993) has been in-
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cluded. This construct has been included to help
explain how the determinants of intentional action
identified by Wellman (i.e., beliefs, desires, feel-
ings, and intentions) are organized into goal-
corrected behavioral systems (working models).
Goal-corrected behavioral systems are character-
ized by the process used to achieve the specified
condition or set-goal, not by their ability to reach
a predictable or predefined outcome (Bowlby,
1982). In goal-corrected behavioral systems, a be-
havioral response is selected from a repertoire of
responses. Then the response is corrected or mod-
ified, based on whatever discrepancy exists be-
tween current performance and the set-goal.

Bowlby (1973, 1980, 1989) proposed that in the
course of interacting with the physical and per-
sonal world, individuals construct working mod-
els. These models are dynamic mental construc-
tions of self, others, and relationships with others
that guide how people appraise and respond to im-
portant others (Bretherton, 1991; Pridham, 1993).
Evidence is mounting that parents of children with
chronic conditions typically view health care
providers, especially the affected child’s primary
health care provider, as important others ( Dixon,
1996; Faux & Seideman, 1996; Knafl, Breit-
mayer, Gallo, & Zoeller, 1992; Robinson, 1996;
Thorne & Robinson, 1988). Because of this view

of health care providers as important others, par-
ents of children with chronic conditions are likely
to construct working models of family–provider
relationships. These models not only shape how
parents and other family members appraise and re-
spond to family–provider interactions, they also
provide the foundation for consistency in how in-
dividual family members and family systems re-
spond (Reiss, 1981, 1989).

In summary, a variety of theoretical perspec-
tives were brought together to help explain report-
ed differences in how families of children with
Down syndrome appraise and respond to the on-
going relationships they develop with health care
providers. Major study variables are depicted in
Figure 1. Specific questions explored in this study
were (a) How are the family–provider-relation-
ship working model components (e.g., beliefs, 
desires, feelings, and intentions) related? (b) Are
belief–desire discrepancies concerning family–
provider relationships associated with feelings of
satisfaction with care? (c) Which individual and
family characteristics are associated with the psy-
chological well-being of parents, parental depres-
sion, and family functioning? (d) Which working
model components are associated with the psy-
chological well-being of parents, parental depres-
sion, and family functioning?
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FIGURE 1. Major study variables: (a) individual and family characteristics, (b) parental working model components
(beliefs about family-provider relationships, desires about family-provider relationships, feelings of satisfaction with
care, and intentions regarding seeking help from health care providers), and (c) well-being variables (psychological
well-being of the parent and family functioning).



METHOD

Sample

The sample for this descriptive, correlational
study consisted of volunteer families that include
an individual with Down syndrome. Approxi-
mately 130 families were invited to participate in
this study. Families were recruited through Down
syndrome support groups, study family referrals,
and informational flyers distributed to the 35 fam-
ilies of children with Down syndrome listed in the
Association for the Care of Children’s Health Par-
ent Resource Directory (Lawrence, Johnson, &
Stepanek, 1994).

Of the 110 families (84.6% recruitment rate)
who expressed interest in participating, 94 fami-
lies (85.4% response rate) returned one or more
questionnaires. Fifty-nine of the families returned
one questionnaire (in all but two of these families,
the mother was the parent who completed the
questionnaire) and 35 families returned two ques-
tionnaires (both parents participated). There was
no attempt made to obtain explanations for re-
fusals to participate. Due to the relatively large dif-
ference in the number of mothers and fathers com-
pleting questionnaires, data from the 89 mothers
are the focus of this report (three of the maternal
questionnaires were missing too much data to be
included). Data from fathers will be presented in a
future paper.

The majority of mothers were white (95%),
married (88%), and middle-class (58% had fami-
ly incomes between $25,000 to $55,000). Mothers
ranged in age from 26–65 years. The mean age of
mothers at the birth of their child with Down syn-
drome was 31.64 (SD 5 5.72). The mean years of
education for mothers was 15.47 years (SD 5
2.20). Thirty-seven percent (n 5 33) of the moth-
ers were employed outside of the home full time
(30 or more hr per week), 34% (n 5 30) were em-
ployed part time (less than 30 hr per week), and
29% (n 5 26) were not employed outside of the
home. Family size ranged from one child (n 5 8)
to 12 children (n 5 1). The average number of
children was three. The majority of families (over
87%) belonged to some type of organization for
children with chronic conditions. Over 38% be-
longed to a local support group.

The average age of children with Down syn-
drome was 8.32 years. Over 48% (n 5 43) of the
children with Down syndrome were under the age
of 7, 37% (n 5 33) were 7–14 years, and under
15% (n 5 13) were 14–22 years of age. While
most of the children had been relatively healthy
during the past year, 93% were reported to have

chronic health problems such as sleep apnea, a
seizure disorder, or congenital heart disease. Forty
percent missed more than 1 week of early inter-
vention or school during the previous year due to
health problems.

Measures

Family-provider relationships. The Family-
Provider Relationships Instrument (FAMPRO), a
self-report instrument consisting of three sub-
scales (i.e., Beliefs-Desires, Feelings, Intentions)
was developed by this investigator to assess four
components (e.g., beliefs, desires, feelings, and in-
tentions) of parents’ working models of family–
provider relationships. FAMPRO was developed
following a review of the literature on family–
provider relationships and family-centered care,
and a reexamination of qualitative data collected
in prior research concerning family–provider re-
lationships following the birth of a child with
Down syndrome (Van Riper, 1987; Van Riper,
Pridham, & Ryff, 1992, Van Riper & Selder,
1989). FAMPRO was reviewed by a panel of ex-
perts for evidence of face validity. The panel of
nine experts consisted of four nurses (three mas-
ter’s-prepared and one doctorally prepared) with
expertise in maternal–child nursing, two primary
care physicians, and three parents of children with
Down syndrome. Changes recommended by these
individuals were incorporated prior to data collec-
tion. For this sample, alpha coefficients for the
subscales ranged from .83–.91. The subscales of
FAMPRO are described briefly below (see Van
Riper, 1995 for a more in-depth description).

For the belief–desire subscale, parents are
asked to read 42 statements concerning family–
provider relationships (e.g., Our child’s primary
health care provider acknowledges that we know,
or are beginning to know, our child better than
anyone else. Our family takes an active role in
planning the care our child with Down syndrome
receives.). After reading each statement, the par-
ents are asked to indicate on a 4-point scale the ex-
tent to which they agree that the statement reflects
their family’s current relationship with the affect-
ed child’s primary health care provider. Then, par-
ents are asked to indicate on a 4-point scale the ex-
tent to which they want their family’s relationship
with the identified provider to be like the one por-
trayed by the statement. The beliefs score is an 
indicator of the nature of the current family–
provider relationship, while the desires score is an
indicator of the family’s “ideal” or desired fami-
ly–provider relationship. Possible scores for each
scale range from 42–168, with higher scores indi-
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cating positive, family-centered relationships. The
belief–desire discrepancy score is an indicator of
“goodness of fit” between the type of relationship
families want with health care providers and the
type of relationship they have. Discrepancies are
calculated for each item, then totaled. Possible
scores range from 0–126, with lower scores indi-
cating a better fit or less discrepancy.

The feelings subscale was developed to assess
how satisfied parents are with 16 different aspects
of care (e.g., accessibility of care, ability of pro-
vider to communicate effectively with family
members) and how important these aspects of care
are to parents. The feelings of satisfaction with
care score is calculated using an approach similar
to the one used by Ferrans and Powers (1985) to
calculate quality-of-life scores. Satisfaction re-
sponses are adjusted to take into account the im-
portance responses. Possible scores range from 0
–30. Higher scores indicate greater satisfaction.

The intentions subscale is a modification of the
Willingness to Seek Help measure developed by
Nadler, Lewinstein, and Rahav (1991). Parents are
presented with 15 situations (the original measure
had seven situations) in which the parent of a child
with Down syndrome might need outside help (e.g.,
child develops an unexpected health problem, one
or more family members are feeling exhausted or
“burnt out”). For each situation, parents are asked
to indicate on a 5-point scale how likely it would be
that their family would (a) try to deal with the situ-
ation themselves, (b) ask for help from friends and
relatives, (c) ask for help from other parents of chil-
dren with Down syndrome, (d) ask for help from
health care providers, and (e) ask for help from oth-
er professionals. Parents’ responses are summed to
obtain five help-seeking scores (e.g., self-help,
help-seeking from close others, help-seeking from
similar others, help-seeking from health care
providers, help-seeking from other professionals).
For this study, the help-seeking from health care
providers score was used to assess intentions re-
garding seeking help from health care providers.
Possible scores range from 15–75, with higher
scores indicating greater intention to seek help.

Parental psychological well-being. Ryff’s
(1989) measure of psychological well-being was
used to assess the psychological well-being of par-
ents. It consists of six dimensions: autonomy, en-
vironmental mastery, personal growth, purpose in
life, positive relations with others, and self accep-
tance. Each dimension includes 14 items rated on
a 6-point scale, with possible scores ranging from
0–84 for the individual scales and higher scores
indicating more positive well-being. According to
Ryff, alpha coefficients for the individual scales

have ranged from .83 –.91. Convergent and dis-
criminant validity tests revealed that the six scales
correlate in a positive manner with prior measures
of positive functioning and in a negative manner
with measures of negative functioning. Confirma-
tory factor analyses with data from a nationally
representative sample (Ryff & Keyes, 1995) pro-
vided support for the six-factor model of psycho-
logical well-being originally proposed by Ryff, as
well as a single second-order super factor (psy-
chological well-being). Alpha coefficients for the
present sample ranged from .82 (personal growth
scale) to .92 (self-acceptance scale).

Parental depression. The Center for Epi-
demiological Studies Depression Scale (CES-D)
(Radloff, 1977) was used to tap symptoms of
parental depression, a negative aspect of psycho-
logical functioning. This scale consists of 20 items
(e.g., I felt that everything I did was an effort). Par-
ents were asked to rate on a 4-point scale the ex-
tent to which each statement applied to them dur-
ing the past week. Possible scores range from 0–
60. Scores greater than 16 are considered to sug-
gest increased risk for clinical depression. Radloff
reported data demonstrating acceptable test-retest
reliability, good concurrent validity with other
self-report measures of depression, and good dis-
criminant validity. Alpha coefficients were report-
ed as .85 for community samples and .90 for clin-
ical samples. The alpha coefficient for the present
sample was .86.

Family functioning. The General Scale of
the Family Assessment Measure (FAM III), a self-
report measure developed from the process model
of family functioning (Skinner, Steinhauer, &
Santa-Barbara, 1983) was used to assess family
functioning. The General Scale of FAM III (50
items) focuses on the family as a system. It pro-
vides an overall rating of family functioning. Ac-
cording to Skinner et al. (1983), the majority of
standardized scores for “normal” families fall be-
tween 40 and 60. Standardized scores outside this
range are thought to indicate either very healthy
functioning (40 or below) or considerable distur-
bance (60 or above). The alpha coefficient for the
General Scale was reported as .93. For the present
sample, the alpha coefficient was .84. With regard
to validity, the General Scale has significantly dif-
ferentiated between “normal” families and clinical
families (Skinner, 1987).

Procedure

Institutional review board approvals of the study
were obtained before its initiation. Families who
agreed to participate in the study were mailed a
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packet containing an introductory letter, one or
two questionnaires depending on how many par-
ents signed the consent, and a prestamped return
envelope for each questionnaire. Parents were
asked to return the completed questionnaires with-
in 2 weeks. Based on pilot testing, the question-
naire took approximately 1 to 2 hr to complete.
Follow-up postcard reminders were sent to nonre-
spondents after 3 weeks. Telephone calls were
made to those parents who had not responded to
the postcard reminders after 1 week.

RESULTS

Descriptive statistics were computed for all the
scales used in the study. Means, standard devia-
tions, and actual ranges for the major study vari-
ables are shown in Table 1. Scores for the beliefs,
belief–desire discrepancy, and feelings of satis-
faction with care subscales of FAMPRO indicate
that, in general, these mothers are satisfied with
the care received, and they believe that their fam-
ilies have developed positive relationships with
providers. An interesting finding was that a num-
ber of mothers indicated that family members had
“worked hard” to achieve the kind of relationship
they had with providers. The mean score for the
desires subscale (M 5 140.15, SD 5 12.19) indi-
cates that mothers in this sample wanted family–
provider relationships that reflected key elements
of family-centered care (Shelton et al., 1987).
Scores for the well-being variables reflect positive
parental and family functioning. The mean de-
pression score for this sample (M 5 9.82, SD 5

9.59) fell well below 16, the score indicative of
clinical depression (Radloff, 1977). Also the mean
level of family functioning (M 5 48.01, SD 5
6.96) was lower, suggesting better functioning,
than the mean (M 5 50.00) for the normative sam-
ple (Skinner et al., 1983).

Correlational Analysis

Results from the descriptive statistics and bivari-
ate scatterplots indicated that the assumptions re-
quired for correlational analysis (e.g., evidence of
a normal distribution, approximately equal vari-
ability, linear relationships between variables)
were met. Therefore, a correlation matrix was gen-
erated for the major study variables and specific
individual and family characteristics. Examina-
tion of the correlation matrix revealed that only
two of the individual and family characteristics
(e.g., maternal age and family income) were sig-
nificantly associated ( p , .05) with one or more
of the well-being variables. Correlations among
maternal age, family income and the major study
variables are summarized in Table 2. 

Associations between working model compo-
nents. Beliefs were significantly associated with
the other three working model components: de-
sires (r 5 .71, p ,.01), feelings (r 5 .43, p , .01),
and intentions (r 5 .37, p , .01) (Table 2). There
was also a significant association between desires
and intentions (r 5 .22, p , .05). Mothers who de-
picted family–provider relationships as positive
and family-centered reported more satisfaction
with care and greater intentions to seek help from
health care providers.
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Table 1. Means, Standard Deviations, and Actual Ranges for the Major Study Variables

M SD Actual Range

Beliefs (n 5 86) 132.63 13.67 96–162
Desires (n 5 86) 140.15 12.19 110–162
Belief–desire dependency (n 5 86) 10.16 10.37 0–47
Feelings (n 5 89) 24.77 4.18 9–30
Intentions (n 5 86) 42.47 11.90 21–70
Family functioning (n 5 85) 48.01 6.96 32–60
Depression (n 5 89) 9.82 9.59 0–48
Overall psychological well-being (n 5 88) 388.45 44.30 220–465

Autonomy 62.67 8.95 39–84
Environmental mastery 59.39 9.06 32–78
Personal growth 69.26 7.29 52–83
Positive relations with others 66.48 9.68 33–83
Purpose in life 66.73 8.59 35–83
Self-acceptance 63.89 10.46 23–83

Note. For family functioning, M of normative sample 5 50, SD 5 10; 40 or below 5 very healthy functioning; 60 or above 5 consider-
able disturbance in functioning.



Association of belief–desire discrepancy with
feelings of satisfaction with care. Findings in
Table 2 reveal a significant inverse relationship
between belief–desire discrepancy and feelings of
satisfaction with care (r 5 2.51, p , .01). Moth-
ers who reported less discrepancy between what
their family’s relationship with health care
providers was like and what they wanted the rela-
tionship to be like reported more satisfaction with
care.

Individual and family characteristics associat-
ed with well-being variables. Family income
was significantly inversely associated with parental
depression (r 5 -.21, p , .05) and positively as-
sociated with overall parental psychological well-
being (r 5 .33, p , .01) (Table 2). Additional bi-
variate correlations revealed a significant positive
association between family income and all six di-
mensions of psychological well-being: autonomy
(r 5 .21, p , .05), environmental mastery (r 5
.32, p , .01), personal growth (r 5 .23, p , .05),
purpose in life (r 5 . 24), p , .05), positive rela-
tions with others (r 5 .33, p , .01), and self ac-
ceptance (r 5 .29, p , .01). Mothers who report-
ed higher family incomes reported lower levels of
depression and higher levels of psychological
well-being. There was also a significant positive
association between current age of the mother and
maternal depression (r 5 .34. p , .01). Depres-
sion scores tended to be higher for older mothers.

Associations between working model compo-
nents and well-being variables. The feelings
component was significantly associated with all
three well-being variables: family functioning (r
5 2.24, p , .05), overall psychological well-be-
ing (r 5 .26, p , .05), and parental depression (r
5 -.26, p , .05) (Table 2). The beliefs and desires
components were significantly associated with
family functioning (r 5 -.36, p , .01, r 5 2.32, p

, .01, respectively) and overall psychological
well-being (r 5 .28, p , .01, r 5 .25, p , .05, 
respectively), but not with depression. These pat-
terns of bivariate correlations indicate that moth-
ers who wanted, and believed that they had, posi-
tive family-centered relationships with providers
and who reported increased feelings of satisfac-
tion with care had higher levels of psychological
well-being and family functioning. Also, mothers
who reported increased feelings of satisfaction
with care reported lower levels of depression. Par-
tial correlations revealed that all of the significant
associations noted above remained significant af-
ter controlling for family income and maternal
age.

Additional bivariate correlations revealed sig-
nificant associations between beliefs and four di-
mensions of psychological well-being: autonomy
(r 5 .28, p ,.01), environmental mastery (r 5 .24,
p , .05), purpose in life (r 5 .29, p , .01), and
positive relations with others (r 5 .26, p ,.05).
There were also significant associations between
feelings and three dimensions of psychological
well-being: environmental mastery (r 5 .26, p ,
.05), positive relations with others (r 5 .25, p ,
.05), and self-acceptance (r 5 .24, p , .05). In ad-
dition, desires was significantly associated with
purpose in life (r 5 .26, p , 05). 

DISCUSSION

When mothers of children with Down syndrome
believed that their family’s relationship with
health care providers was positive and family-cen-
tered, they felt more satisfied with the care that
their child was receiving and they were more like-
ly to seek help from health care providers. In ad-
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Table 2. Correlations Among Maternal Age, Family Income, and Major Study Variables

1 2 3 4 5 6 7 8 9 10

1. Maternal age 1.00
2. Family income 2.05 1.00
3. Beliefs about FPR .04 .30** 1.00
4. Desires about FPR .14 .15 .71** 1.00
5. Belief–desire discrepancy .13 2.15 2.51** .11 1.00
6. Feelings of satisfaction 2.10 .20 .43** .03 2.56** 1.00
7. Intentions to seek help 2.04 .13 .37** .22* 2.18 .05 1.00
8. Family functioning .02 2.12 2.36** 2.32** .22* 2.24* .07 1.00
9. Depression .34** 2.21* 2.18 2.15 2.12 2.26* .15 .37** 1.00
10. Overall psychological 2.19 .33** .28** .25* 2.11 .26* 2.08 2.55** 2.61 1.00

well-being

Note. FPR 5 Family–Provider Relationship; HCP 5 Health Care Provider.
*p # .05. **p # .01.



dition, when a discrepancy existed between what
mothers wanted the family–provider relationship
to be like and what they believed the relationship
was like, mothers were less satisfied with the care
received. Finally, higher levels of individual and
family well-being were reported by mothers who
(a) wanted, and believed they had, positive fami-
ly-centered relationships with providers, and (b)
were more satisfied with care received.

Although the philosophy and principles of fam-
ily-centered care are frequently cited in the litera-
ture, there is growing recognition that for many
families, family-centered care is more of a dream
than a reality (Ahmann, 1994; Bruce & Ritchie,
1997; Dunst & Trivette, 1996; Garwick, Kohr-
man, Wolman, & Blum, 1998). Results from this
study support the findings by Diehl, Moffitt, and
Wade (1991) that most parents want family-cen-
tered care. An encouraging finding from the cur-
rent study is that the majority of the mothers in this
study reported that their family’s relationship with
their child’s primary health care provider had
some or all of the critical elements of family-cen-
tered care (e.g., families are recognized as the con-
stant in the child’s life, families are supported 
in their natural caregiving and decision-making
roles). Further research is needed to delineate how
families obtain family-centered care. Do they just
get lucky and pick a provider that believes in fam-
ily-centered care? Or, is it primarily through their
own efforts? How does the family–provider rela-
tionship develop over time? What individual and
family resources are needed to develop a positive
family-centered relationship with health care
providers?

Findings from this study strengthen the findings
from earlier studies concerning health care rela-
tionships in a number of ways. First, in earlier
studies, parents were typically asked to describe
critical incidents or outstanding encounters with
health care providers. In the current study, parents
were asked to share their beliefs about typical, as
well as outstanding, encounters with providers.
This may provide a more accurate picture of the
ongoing relationships families develop with health
care providers. It may also further our under-
standing of which kind of encounters (e.g., typical
or outstanding, positive or negative) have the
greatest impact on feelings of satisfaction with
care.

Another way that findings from this study
strengthen the findings from prior work is that in
the earlier studies parents were seldom asked to re-
spond to questions about family–provider interac-
tions in terms of their feelings of overall satisfac-
tion with care. In the current study, a quantitative,

self-report measure was used to assess parental
feelings of overall satisfaction with care. This
measure takes into account both satisfaction with,
and importance of, various aspects of care. Also,
parents were encouraged to comment on their
overall satisfaction with care. Comments by moth-
ers in this study were very similar to those report-
ed by Knafl et al. (1992).

This study is one of the first to explore links be-
tween family–provider relationships and well-be-
ing in families that include a child with a chronic
condition. The finding that mothers who (a) want-
ed, and believed they had, positive family-cen-
tered relationships with providers, and (b) felt
more satisfied with care received reported higher
levels of psychological well-being and family
functioning strengthens the argument for family-
centered care. It also provides support for the view
that health care relationships can be both a re-
source and a constraint (Chesler & Barbarin,
1984; 1987; Ray & Ritchie, 1993; Thorne, 1993).
When health care relationships have some or all of
the essential elements of family-centered care,
family members can grow and develop through
these relationships (Fogel, 1993). In contrast,
when health care relationships are adversarial, in-
dividual and family well-being may be adversely
affected (Robinson, 1985). Disrespectful behavior
by health care providers is likely to threaten a par-
ent’s psychological well-being, especially if the
parent construes the health care provider as being
of a high status, having prestige, an expert, and
therefore, an important source of help (Davis,
1991).

The significance of family–provider relation-
ships may vary across the life course of the affect-
ed individual and their family. For example, during
the first few months after the birth of a child with
Down syndrome, a relationship with health care
providers that is effective and mutually satisfying
may be viewed as critical. A large belief–desire
discrepancy concerning the family–provider rela-
tionship may result in parents looking for a new
health care provider for their child. In contrast,
when the child’s health status is fairly stable and
parents have come to terms with the fact that their
child is “other than expected,” a large belief–desire
discrepancy may not be viewed as that important.
Sloper and Turner (1992) noted that as the age of
the child with Down syndrome increases, parents
have fewer contacts with health care providers and
there is a reduction in the number of times parents
seek help from health care providers. Although this
finding might suggest that families with older chil-
dren who have Down syndrome have fewer health
care needs, another possibility is that the child’s
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parents have become very skilled in meeting their
child’s special health care needs. A third possibili-
ty is that previous attempts to seek help from health
care professionals have been so unsatisfactory that
parents avoid seeking help from health care pro-
viders. Further research is needed on the help-seek-
ing patterns of parents who have children with
chronic conditions.

Several limitations in this research should be
noted. First, the sample consisted of volunteers.
Parents who participated in this study were for the
most part reasonably well-educated, belonged to a
support group or an organization for families of
children with special health care needs, and were
motivated to participate in research. Sample char-
acteristics such as these warrant caution in any at-
tempt to generalize the findings beyond the study
sample.

A second limitation is that, despite efforts to ob-
tain data from both mothers and fathers, only 37
fathers returned completed questionnaires. One
father noted that he could not complete the ques-
tionnaire because he was not the one who “deals
with health care providers.” Another father indi-
cated that he would be glad to participate in the
study, but he “wasn’t going to do the essay part”
(i.e., the open-ended questions). Failure to obtain
completed data sets from both parents for the ma-
jority of families in this study limited the extent 
to which within-family comparisons of parental
working models could be made. In addition, lim-
ited participation by fathers resulted in the focus
of this report being restricted to maternal percep-
tions of family–provider relationships. A growing
number of fathers are actively involved in the 
ongoing health care of children with Down 
syndrome. Therefore, it is essential that their 
voices be heard. Future studies concerning family–
provider relationships must include creative ap-
proaches to recruit and retain fathers in the re-
search.

A third limitation of this study is that it was a
cross-sectional study. A longitudinal study needs
to be conducted to examine how parents of chil-
dren with Down syndrome construct or revise
their working models of family–provider relation-
ships following the birth of a child with Down syn-
drome. Also, a longitudinal study is needed to sort
out the direction of the effects. Mothers with high-
er levels of psychological well-being may be more
effective in developing positive relationships with
health care providers. Therefore, the effects are
most likely multidirectional.

Overall, the findings of this study indicate that
relationships with health care providers can influ-
ence the experience of raising a child with Down

syndrome. Family-provider relationships that are
characterized as positive and family-centered are
associated with increased satisfaction with care,
greater willingness to seek help from providers,
and higher levels of individual and family well-
being. When a discrepancy exists between what
mothers want their family’s relationship with
providers to be like and what they believe it is like,
mothers feel less satisfied with the care that their
child with Down syndrome is receiving. The fol-
lowing quote from a mother of a 1-year-old with
Down syndrome captures the major findings of
this study: “The attitude and competency of our
pediatrician have made such a wonderful differ-
ence in our lives, even though we’d like her office
to be closer, it’s [the extra travel] worth it to us. . . .
Having a health care provider who works with us,
listens to our concerns, and doesn’t dismiss them,
has made us a happier family.”
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