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This integrated literature review provides state-of-the-science information regarding
parent participation in the care of hospitalized child. The database search revealed
only 12 articles on this subject published between 1996-2002. Ganong’s (1987)
integrative research review process guided this study, and the matrix method of
Garrard (1999) was modified to develop the data collection tool. The rules of
inference for data analysis and interpretation were identified. Research outcomes were
systematically analyzed and reported using a qualitative descriptive approach. Three
major themes emerged from the investigation: parents, nurses, and child care interac-
tions. As there were both similar and different findings between Thai and Western
cultures, cultural differences regarding parent participation in the care of hospitalized
child must be considered in future investigations. Because cultural competence in
parent participation has not been well addressed in the literature, further research is
needed to delineate the cultural underpinnings of parent participation in the care of
hospitalized child.

Western concepts directing the care of hospitalized children have changed
significantly over time. Parents who were once excluded from participa-
tion in Western cultures now are strongly encouraged to play significant
roles in the care of their hospitalized child. In Eastern cultures such as
Thailand, parents always have been expected to play a role in the care of
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their hospitalized child. Today, in both societies, parents not only accom-
pany their child into the hospital, but also are encouraged to fully partici-
pate in their child’s care 24 hours a day.

Results from past studies related to parent participation in the care of
hospitalized children support that parents want to participate in their child’s
care (Balling & McCubbin, 2001; Evans, 1996; Kawik, 1996; Keatinge
& Gilmore, 1996; Neill, 1996). Multidisciplinary studies have affirmed
the importance of the role of the parent in both physiological and psycho-
social health outcomes for children. However, there are many factors
influencing child care interactions including attitudes of nurses (Johnson
& Lindschau, 1996), communication between parents and nurses (Evans,
1996; Neill, 1996), inadequate information from health care professionals
(Kawik, 1996), lack of negotiation (Blower & Morgan, 2000), and ad-
equate availability of nursing staff (Balling & McCubbin, 2001). Whereas
practices related to parent participation in the care of hospitalized chil-
dren within the Western culture have evolved based on increased scien-
tific knowledge and practice outcomes, little is known about parent
participation or factors influencing this role in the East.

The increased practice of parent participation in the care of the hospi-
talized child has resulted in changes in pediatric nursing practices. Never-
theless, there is no consensus in the literature about integration of parent
participation in the care of hospitalized child within the health care envi-
ronment. For example, Johnson and Linschau (1996) reported that parent
participation in the care of hospitalized child was positive and evolving.
Moreover, results of these investigations have supported changes in health
care providers’ attitudes and practices. Conversely, de Lima, Rocha,
Scochi, and Callery (2001), who studied parent participation in the care
of hospitalized child in Brazil, revealed that some difficulties occurred in
the integration of the mothers’ and nurses’ tasks in the care of hospital-
ized child. These results provided a basis for concern regarding fragmen-
tation of care into manual and intellectual work. Our integrated literature
review synthesizes what is known about the state of the science and
clarifies what is known about the concept of parent participation in the
care of hospitalized child. Recommendations for further research also are
provided.

It also is important to recognize that what is known about parent par-
ticipation in the care of the hospitalized child is based on investigations
within the Western culture. As a result, models describing parent partici-
pation in such care have been developed based on data from Western
populations. In Thailand, expectations about parent roles in the hospital
are different from those in the West. Before Western models are globally
imposed, research is needed to determine the cultural competence of these
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models. This literature review also discusses the applicability of Western
models regarding this concept between Thai and Western cultures. The
results assist in the development of evidenced-based culturally competent
practices.

METHODS

The authors applied Ganong’s (1987) method of integrative research re-
view to this integrated literature analysis. Ganong’s method consists of:

* Making decisions about what to review.

* Reading and understanding the information that the authors present.

* Evaluating the ideas, research methods, and results of each publi-
cation.

* Preparing a synthesis that includes both the content and a critical
analysis of these materials.

To aid in the performance of the above steps, we modified the matrix
method of Garrard (1999) to design a data collection tool. The following
three questions were addressed:

1. What are the perceptions of parents and nurses toward parent par-
ticipation in the care of hospitalized child?

2. What factors, variables, or child care interactions are significant to
parent participation in the care of hospitalized child?

3. Are there differences in the concept of parent participation in the
care of hospitalized child between Thai and Western cultures?

SAMPLE

The sample consisted of journal articles published in English from Janu-
ary 1996 through February 2002. Inclusion criteria were:

e Databased articles.

» Articles identified using several computerized databases, including
Cumulative Index of Nursing and Allied Health Literature (CINAHL),
MEDLINE, PubMed, Academic Search Premier, and Sciencedirect
under the linked key terms of parent participation in the care of
hospitalized child with any type of illness except critical illness and
neonatal care.

e Articles identified from review of the references lists of the re-
trieved articles.
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Exclusion criteria were:

* Opinion literature and other nonresearch-based reports or discus-
sions.

* Unpublished manuscripts, books, tapes, or electronic media.

* Articles that did not provide abstracts.

* Articles published outside the designated time frame.

Procedure

The literature review was conducted using the sampling criteria described
above. The Parent Participation in the Care of Hospitalized Child Data
Analysis Tool was designed for using in this study. The tool consisted of
categorical columns where data related to author, purpose of investiga-
tion, design, samples, measures, results, and country where study was
conducted were coded. Content validity was assured by using the catego-
ries identified by Ganong (1987) as essential components for an integra-
tive review. In addition, we identified rules of inference for data analysis
and interpretation, and revised the tool when elements arose that could
not be included in the initial schema, i.e., country in which investigation
was conducted. We analyzed each article in the sample by using the
Parent Participation in the Care of Hospitalized Child Tool. Each original
research study was treated as a single datum.

Analysis

A qualitative descriptive approach to synthesis of research outcomes was
used; common themes and content were identified and analyzed. This
process included a series of systematic steps:

1. Each article selected for inclusion was carefully read.

2. Data related to each category listed on the tool was entered into a
table containing columns reflecting the categories identified in the
procedures section above.

3. Constant comparative analysis was used to identify thematic cat-
egories.

Thematic categories that emerged were summarized for further discus-
sion and analysis. Aggregation of outcomes and generation of themes
were techniques used in data analysis. The following categories emerged:

1. Parents’ feelings.
2. Parents’ expectations and perceptions of participation in child care.
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3. Parents’ availability of participation in child care.

4. Nurses’ attitudes toward parent participation in hospitalized child’s
care.

5. Child care interactions.

RESULTS

The final sample consisted of 12 full text articles published between
1996-2002. The majority of articles (5 articles) were published in 1996.
Three each were published in 1999 and 2001, and one was published in
2000. No studies were published in 1997, 1998, and 2002. Of those
articles included in the analysis, findings were reported from five coun-
tries: the United Kingdom (6 articles), the United States and Australia
(2 articles each), and Sweden and Brazil (1 article each).

A variety of methodologies were employed in these studies. de Lima
et al. (2001), Evans (1996), Hutchfield (1999), Neill (1996), and Simons,
Franck, and Roberson (2001) used a qualitative approach. Balling and
McCubbin (2001), Heymann, Toomey, and Furstenberg (1999), Johnson
and Linschau (1996), Keatinge and Gilmore (1996), and Kristensson-
Hallstrom (1999) used a quantitative approach. Both qualitative and quanti-
tative approaches were used in only two studies (Blower & Morgan,
2000; Kawik, 1996).

Participants consisted of parents, nurses, or staff, or both parents and
nurses. Balling and McCubbin (2001), de Lima et al. (2001), Evans (1996),
Heymann et al. (1999), Kristensson-Hallstrom (1999), and Neill (1996)
elected to study groups of parents. Two reports only included data from
nurses or staff (Hutchfield, 1999; Johnson & Linschau, 1996). The re-
mainder of the studies included data from both parents and nurses (Blower
& Morgan, 2000; Kawik, 1996; Keatinge & Gilmore, 1996; Simons et
al., 2001).

Children with both acute and chronic illnesses were studied. Blower
and Morgan (2000), Neill (1996), and Simons et al. (2001) studied chil-
dren with an acute illness or short stay admission, while Balling and
McCubbin (2001), de Lima et al. (2001), and Evans (1996) studied chil-
dren with chronic illness. Four articles reported studies of children from
both groups (Johnson & Linschau, 1996; Kawik, 1996; Keatinge & Gilmore,
1996; Kristensson-Hallstrom, 1999). Two articles lacked identification of
types of illnesses (Heymann et al., 1999; Hutchfield, 1999).

A variety of ages of children was studied. Two studies reported results
from parents of preschool-age children (0-5 years) (Blower & Morgan,
2000; Neill, 1996). Four studies contained data from children of a wider
age range, such as 3—11 years (Evans, 1996), 1 month—12 years (Keatinge
& Gilmore, 1996), 10 years or younger (Heymann et al., 1999), and 1-12
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years (de Lima et al., 2001). Two teams of investigators studied groups
of children of all different ages (Balling & McCubbin, 2001; Kristensson-
Hallstrom, 1999). Four contained no identification of the ages of the
children (Hutchfield, 1999; Johnson & Linschau, 1996; Kawik, 1996;
Simons et al., 2001). These limitations significantly limit the generalizability
of the findings.

The findings from the literature reviews are summarized in Table 1.
Analysis of these studies revealed three categories of themes: parents,
nurses, and child care interactions. Each of these themes is described
below.

Parents

Parents’ Feelings Regarding Participating
in Care of the Hospitalized Child

Parents often report feelings of anxiety, stress (Evans, 1996; Keatinge &
Gilmore, 1996), and being out of control because of the disease and/or its
treatment (Evans, 1996). In addition, parents felt that home care was
better than hospital care (Balling & McCubbin, 2001).

Parents’ Expectations and Perceptions

Parents wanted to participate in child care (Kawik, 1996; Neill, 1996).
They participated in child care by choice (Neill, 1996), including provi-
sion of basic care (Keatinge & Gilmore, 1996), information sharing (Balling
& McCubbin, 2001), and technical care or clinical care (Balling & McCubbin,
2001; Evans, 1996). Neill (1996) reported that parents wanted a profes-
sional to manage clinical care. Moreover, parents wanted their older chil-
dren to be able to participate in the care of the hospitalized child (Balling
& McCubbin, 2001).

Parents’ Availability of Participation

Parents who were more educated were more available to participate in
care (Heymann et al., 1999). Additionally, parents who lacked the ability
to negotiate with nurses demonstrated decreased participation in the care
of their children (Blower & Morgan, 2000). Parents’ perceptions about
their child’s pain level had an impact on their participation in care. If the
parents perceived that the child’s pain level was decreased, then they
increased participation in their child’s care (Kristensson-Hallstrom, 1999).

Nurses’ Attitudes Toward Parent Participation

Registered nurses had more positive attitudes toward parent participa-
tion than other staff members such as student nurses, medical staff, play
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leaders, ward clerks, physiotherapists, and social workers (Johnson &
Lindschau, 1996). Also, Keatinge and Gilmore (1996) found that nurses’
attitudes to shared care were mostly positive.

Child Care Interactions

Many problems were reported in association with child care interactions
between parents and nurses. These included communication (Evans, 1996;
Neill, 1996), paternalism, increased difficulties during short stay hospi-
talizations (Neill, 1996), inadequate information (Kawik, 1996), nurses
being too busy to provide optimal care in the hospital and understaffing
(Balling & McCubbin, 2001), frustration and dissatisfaction with a desig-
nated passive role (Simons et al., 2001), fragmentation of care into manual
and intellectual work, and difficulty integrating nursing and parent roles
(de Lima et al., 2001). Cooperation and partnership between parents and
nurses were valued components of the child care interactions (Hutchfield,
1999).

DISCUSSION

Based on the analysis of the literature, we could say that parent participa-
tion in the care of hospitalized child is based on the perspectives from
Western culture. Three major themes emerged: parents, nurses, and child
care interactions. The literature demonstrates that although parents com-
monly feel anxious, stressed, and out of control, they wanted and were
willing to be involved in the care of their hospitalized child. Moreover,
parents wanted to participate in their child’s care in different ways. These
included provision of basic care, technical care, or clinical care, and in-
formation sharing. Most parents clearly needed to participate in the child’s
basic care. However, there was no consensus related to parents’ partici-
pating in technical care or clinical care as to whom was responsible for
the child’s care, and how the roles of parents and nurses were balanced in
caring for the child. Interestingly, the analysis showed that parents wanted
older children to participate in care and felt home care was better than in-
hospital care (Balling & McCubbin, 2001).

Many of the studies in the sample were descriptive in nature and pro-
vided evidence for factors influencing parent participation in the care of
the hospitalized child. These included parents’ and nurses’ characteris-
tics, child conditions, parents’ perception of hospitalized child care, and
lack of negotiation between parents and nurses. Nevertheless, the rela-
tionship between factors influencing parent participation in the care of
hospitalized child and actual performance and comfort with care remains
somewhat ambiguous.
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Analysis of the data related to child care interactions illustrated that
there were both barriers and facilitators associated with child care inter-
actions. The barriers included communication, paternalism, short length
of stay, inadequate information from professionals, lack of availability of
nurses especially related to understaffing, frustration and dissatisfaction
with passive roles, fragmentation of care into manual and intellectual
work, and difficulty integrating nursing and parent roles. The facilitators
identified were cooperation and partnership between parents and nurses.
These outcomes suggest that the additional research regarding parent par-
ticipation in the care of hospitalized child is needed to address these
issues within a framework defined by parent values.

Most research studies used a descriptive methodology to identify prob-
lems or factors influencing parent participation in the care of hospitalized
child. This methodology was helpful in disclosing factors influencing
parent participation. However, further work is needed to delineate the
impact of these factors. In addition, most researchers developed their
own instruments to collect data, whereas others modified instruments to
collect data (Balling & McCubbin, 2001; Johnson & Lindschau, 1996;
Keatinge & Gilmore, 1996). Further work is needed to define the psycho-
metric properties of these tools.

Cultural considerations outside the Western culture also must be con-
sidered. In a qualitative pilot investigation of parent participation in the
care of hospitalized child in Thai culture, six categories related to parent
participation in the care of hospitalized children with chronic illnesses
emerged (Pongjaturawit, 2001):

1. Child care provided by the parents.

2. Parents’ desire to participate in their child’s care.

3. Parents’ reluctance to participate in some aspects of their child’s
care.

4. Parents’ feelings about participating in their child’s care.

5. Parents’ feelings when their children were hospitalized.

6. The help or support parents need when participating.

In the pilot, parents described several activities of care that they pro-
vided for their hospitalized child. These activities were categorized into
four concepts: basic caregiving, technical caregiving, seeking information
to help child’s care better, and child’s emotional nurturance. Parents em-
phasized that they desired to be with their children during procedures
(e.g., being in the treatment room and being present during physical ex-
amination or investigation). Parents also indicated that none of the care
they provided to their children was undesirable. In other words they felt
confident and comfortable with all the care they were providing. Parents’
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feelings about participating in their child’s care were classified into posi-
tive or negative feelings. Positive feelings included being glad, feeling
good, feeling dignified, encouraging their children, and feeling that they
could help their children recover rapidly. The negative feelings included
discomfort, being afraid of making mistakes, being afraid of complaining
of nurses, and feeling that nurses could do it better. There were several
concepts identified in the category of parents’ feelings when their chil-
dren were hospitalized: being unhappy, anxious, fearful, sad, pitying, con-
cerned, and sympathetic. Parents also reported that they were confused,
and that the child was not being taken care of as well as they would have
been at home. Finally, parents indicated they needed to have more infor-
mation about their child’s condition, treatments, and care.

When the outcomes of the pilot were compared with the literature
review of data from Western cultures, there were both similarities and
differences. In regard to parents’ feelings about participating in the care
of their child in the hospital, parents from both cultures expressed nega-
tive feelings regarding participating in the care of their child such as
stress, anxiety, and discomfort. However, Thai parents expressed addi-
tional concerns, including being afraid of making mistakes, being afraid
of complaining about nurses, and feelings of concern that nurses could do
a better job.

Although there was a willingness participate in their child’s care, Western
parents participated by choice, while Thai parents had no choice about
participation, as participation is a routine expectation in the Thai culture.
Parents from both cultures reported several activities of care they pro-
vided for their hospitalized child. Thai parents provided basic care, tech-
nical care, seeking information to help improve their child’s care, and
emotional nurturance. Western parents provided basic care, technical care,
and information sharing with health care professionals. This finding sug-
gests that Thai parents lack information from professionals, especially
related to their child’s conditions, treatments, and care needs. Thai par-
ents, like Western parents, emphasized that they wanted to be with their
children during procedures. Cultural differences in regard to parent par-
ticipation in the care of hospitalized child should be considered in future
investigations. Although similarities exist, significant differences related
to the cultural context also exist.

This integrated literature review provided state-of-the-science infor-
mation regarding parent participation in the care of hospitalized children
based on Western culture. Most of the studies in this literature review
used a descriptive methodology and clarified parents’ feelings, expecta-
tions, perceptions, and availability. Nurses’ attitudes toward parent par-
ticipation were also explicated. Other studies provided information about
factors influencing parent participation in the care of a hospitalized child.
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In addition, problems related to the caregiving interaction between nurses
and parents were defined. The findings documented a number of prob-
lems, including communication issues (Evans, 1996; Neill, 1996) and
affirmed the presence of facilitators such as the need for cooperation
(Hutchfield, 1999) between nurses and parents. Further explication of the
relationships between these factors is needed.

Cultural competence in parent participation has not been well addressed
in the literature. When comparing parent participation in the care of hos-
pitalized child between Thai and Western cultures, based on the results of
a single pilot investigation, results suggest that Thai parents needed more
assistance than Western parents to enhance their relationship and com-
munication with nurses (Pongjaturawit, 2001). In addition, they need more
information about their hospitalized child’s care. Moreover, Thai parents
provided their hospitalized child’s care in different ways from parents
from the Western culture. Therefore, further research is needed to delin-
eate the cultural underpinnings of parent participation in the care of a
hospitalized child. Further research is needed to determine how to em-
power parents, promote communication between with parents and nurses,
and clarify the roles of those involved in the care of hospitalized child.
Additional research also is needed to ascertain the psychometric reliabil-
ity and validity of tools used to assess parent participation in the care of
their child. Finally, models describing the strength of relationships be-
tween factors associated with parent participation in the care of the hos-
pitalized child must be developed and tested. These models must be evaluated
within cultural contexts. Only the successful intervention protocols should
be developed.
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