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Objective: Although the importance of family caregivers’ involvement in
their children’s mental health treatment is increasingly recognized, fac-
tors that influence caregivers’ participation are not clearly understood.
This study examined the views of family caregivers whose children re-
ceived out-of-home treatment to determine the amount and types of
family caregivers’ participation in their children’s treatment, the care-
givers’ perceptions of barriers and supports to participation, and the re-
lationship of barriers and supports to caregivers’ participation and sat-
isfaction with care. Methods: As part of a national survey, a subsample
of 102 family caregivers from 31 states whose children were in a resi-
dential treatment center, psychiatric unit, or group home answered a
questionnaire that included questions about their participation in their
children’s treatment and about barriers and supports to their participa-
tion. Results: Family caregivers identified as barriers concrete factors
such as cost of transportation and distance from service providers as
well as more intangible factors such as lack of communication between
staff members of different programs and negative attitudes of staff
members. Conclugions: Programs seeking to create a more supportive
environment for family caregivers’ involvement in out-of-home care will
need to seek out family members’ perceptions of their experience with
their children’s treatment and their views about factors that would help
increase their participation. (Psychiatric Services 54:1513-1518, 2003)

urrently 8 percent of children
receiving mental health servic-

es use residential treatment

services is a primary principle guiding
the implementation of the Child and
Adolescent Service System Program

centers, and this treatment consumes
almost 30 percent of national children’s
mental health expenditures (1). Fur-
thermore, inpatient hospitalization
consumes about half of mental health
resources for children (1). Family par-
ticipation in children’s mental health

(2,3) and the Comprehensive Commu-
nity Mental Health Services for Chil-
dren and Their Families Program (4).
This principle reflects the belief that
services will be more appropriate and
youths will respond more positively if
the family is a full partner in care (5,6).
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Previous studies have supported
the benefits of family participation in
out-of-home treatment. For example,
family involvement has been positive-
ly correlated with shorter stays in out-
of-home care and with postplacement
success (7), and considerably reduced
inpatient stays have been associated
with parents’ participation in interdis-
ciplinary team meetings on a psychi-
atric unit (8). However, despite these
positive findings, little information is
available about families’ experiences
with participation in residential treat-
ment and other out-of-home treat-
ment programs or about the factors
that hinder or facilitate participation.

Baker and associates (9) conducted
one of the few studies that have de-
scribed family involvement, defined
as participation in social and educa-
tional activities at residential treat-
ment facilities, telephone contact,
family visits, and visits home by the
child. On the basis of a sample of
three treatment facilities, they found
that most children with mental retar-
dation, mental health problems, or
both had a low level of involvement
with their families. Surveying staff
members within the three facilities
about their attitudes toward various
types of family involvement, Baker
and associates (10) found that staff
gave less endorsement to items relat-
ed to empowering families to partici-
pate in decision making in the child’s
program compared with their support
of family involvement in parent train-
ing or family therapy. Actual rates of
family participation, measured by in-
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volvement in social and educational
activities at the facility, telephone
contact, visits at the facility, and home
visits for the child, were much lower
than staff members’ perceptions of
the rate of family participation (9).

Distance and limited resources ap-
peared to constrain families’ involve-
ment, and the authors reported that
opportunities for family involvement
were not well developed or well artic-
ulated to parents (9). In addition to fi-
nancial and geographic factors that
inhibited family participation, staff at-
titudes also had effects. Greater sup-
port for family involvement was
found among older staff members, fe-
male staff, professional staff, and staff
members who felt that they knew the
families better (10). In a study con-
ducted two years after a large resi-
dential treatment center had adopted
a family-centered approach, Coleman
(11) found that attitudes about family
involvement varied by staff members’
positions and educational achieve-
ment. Administrators and persons
with more education supported high-
er levels of family involvement.

Some efforts have been made to ex-
amine factors that may facilitate or
hinder family participation. For ex-
ample, Kazdin and colleagues (12)
developed a measure of barriers to
treatment participation to assess fac-
tors that contribute to families’ early
withdrawal from participation in ther-
apy. Four subscales were developed
to measure stressors and obstacles
that compete with treatment, treat-
ment demands and issues, perceived
relevance of treatment, and relation-
ship with the therapist. Ratings on the
scale were predictive of missed ap-
pointments and early dropout from
treatment. These barriers that were
measured significantly affected treat-
ment outcomes for children with con-
duct disorder and their families.

Even less is known about supports
for participation than about barriers to
participation. Baker and associates (9)
concluded that agencies should plan to
provide outreach services and re-
sources to engage families who live at
a great distance. Friesen and col-
leagues (13) conducted focus groups
of family members with children who
were receiving mental health treat-
ment in out-of-home settings. The
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family members described several fac-
tors that facilitated their participation,
including staff behaviors, such as shar-
ing information and being supportive,
and agency practices, such as provid-
ing meals and providing opportunities
for contact with other families.

Many of the previous studies in this
area were limited by analyses that in-
cluded aggregated groups of youths
with mental retardation and youths
with mental health problems. Thus it
is difficult to ascertain to whom the
findings apply. In addition, study find-
ings from a single facility or from a

i
Little
information
is avai;able about
Jamdilies’ experiences with
Darticipation in residential
treatment and otber out-of-
bhome treatment programs
or about the factors
that either binder
or facilitate

Darticipation.

few facilities that are part of the same
corporation are difficult to generalize.
The current study addressed these
limitations through a national survey
of family caregivers of children with
behavioral and emotional issues who
were receiving community or out-of-
home treatment. This study was con-
ducted to identify the caregivers’
characteristics and amount of partici-
pation in their children’s treatment as
well as their perceptions of barriers
and supports to their participation.

In this study we focused on the fol-
lowing three dimensions of care-

givers’ participation in children’s out-
of-home care: contact between the
family caregivers and the child, edu-
cational planning, and service or
treatment planning,

Methods

Sample and survey procedures
Eligible study participants were par-
ents or other family caregivers with
primary responsibility for youths
from birth to age 20 years who had
received at least three months of in-
home treatment or at least 30 contin-
uous days of out-of-home treatment
for emotional, behavioral, or mental
disorders between September 1,
1996, and August 31, 1998. This
cross-sectional study used a sample
of caregivers recruited through ran-
domly selected chapters of the Fed-
eration of Families for Children’s
Mental Health and the mailing list of
the Research and Training Center on
Family Support and Children’s Men-
tal Health. Participation was anony-
mous; questionnaires were returned
with no identifying information.
Portland State University’s institu-
tional review board approved the
study. The data were collected dur-
ing 1999 and 2000.

Measures
In addition to including questions
about demographic characteristics,
the study questionnaire addressed
topics related to family participation
in children’s out-of-home treatment,
including contact between parents
and children and caregivers” involve-
ment in educational planning and
service or treatment planning. Family
caregivers were asked to indicate how
often they spoke with the child by
telephone, how often they made on-
campus and away-from-campus visits,
and how often the child came home
for visits after the initial adjustment
period. The response choices were
“daily,” “two to six times per week,”
“weekly,” “two to three times per
month,” “monthly,” “six to 11 times
per year,” “one to five times per year,”
and “never.” The total amount of con-
tact was calculated by converting re-
sponses for each type of contact into
contact episodes per day and sum-
ming them.

Family caregivers were asked to
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rate. their satisfaction with each type
of contact by using a 4-point continu-
um from 1, “extremely dissatisfied,”
to 4, “extremely satisfied.” The
mean+SD satisfaction rating for the
different types of contact was used for
the analysis (mean=3.05+.65).

We examined the two domains of
educational planning and service or
treatment planning by including par-
allel sets of 12 questions about partic-
ipation in each domain. Caregivers
were asked to respond to the ques-
tions on a 4-point continuum on
which 1 represented “not at all”; 2,
“some”; 3, “a little”; and 4, “a lot.” Ex-
amples of items are, “To what extent
were your ideas valued in education
planning for this child® and “How
much did staff make changes in the
educational plans as a result of your
suggestions?” As a result of principal-
components analysis, each measure
was reduced to seven items. Cron-
bach’s alpha for the retained items
was .93 for the educational planning
measure and .95 for the service or
treatment planning measure. The two
measures were moderately correlated
(r=.55, p<.001), indicating that simi-
lar but distinct constructs were being
measured.

Results

The total number of survey forms re-
ceived for the entire sample was 486.
A total of 114 usable surveys were re-
turned from family caregivers in 31
states whose children were in out-of-
home care, for a response rate of 57
percent. The response rate for fami-
lies whose children were receiving
services while living at home did not
differ from the response rate for fam-
ilies whose children were in out-of-
home care. The analysis focused on a
subset of the sample consisting of 102
parents whose children received out-
of-home treatment in a residential
treatment center (68 respondents, or
67 percent), a psychiatric hospital or
psychiatric unit (21 respondents, or
21 percent), or a group home (13 re-
spondents, or 13 percent).

Chi square and t test analyses indi-
cated no significant demographic dif-
ferences among families and children
being served in the three settings in
terms of caregivers” marital status, in-
come adjusted for family size, care-

givers’ education, children’s gender,
ethnicity, age, children’s number of
diagnoses, and age at onset of the
children’s emotional, behavioral, or
mental health problems. The only sta-
tistically significant difference among
the three groups was legal status at
the time of placement: the state had
legal custody of eight (38 percent) of
the children in group homes, five (12
percent) of those in residential treat-
ment, and one (5 percent) of those in
psychiatric hospital settings (y2=8.04,
df=2, p<.02). Because of the similari-
ties across the three groups, the
groups were aggregated for the rest of
the analyses.

I
The
lotal
amount of
contact between
caregiver and child varied
with the child’s age, distance
from bome to the
Dlacement, and
limits on

contact.

Eight male and 94 female care-
givers reported on 74 boys and 28
girls. Most of the respondents were
birth mothers (70 respondents, or 69
percent) or adoptive mothers (19 re-
spondents, or 19 percent). More than
half of the family caregivers (54 re-
spondents, or 53 percent) had a col-
lege degree, and the median yearly
household income ranged from
$35,000 to $44,999. Although the me-
dian income range appears high in
light of U.S. household income data,
17 respondents (17 percent) had very
low incomes (less than 50 percent of
the U.S. median), and one-half of
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those families were at or below the
federal poverty threshold (14,15).

Seventy-eight respondents (78 per-
cent) had legal custody of their chil-
dren at the time of placement. A ma-
jority of those without legal custody
(11 respondents, or 52 percent) re-
ported relinquishment of parental
rights as a prerequisite for state fund-
ing of services (16). Eighty (78 per-
cent) of the children described by
their caregivers were white, nine (9
percent) were African American, six
(6 percent) were multiracial, three (3
percent) were Hispanic, and two (2
percent) were Native American. The
mean+SD age at which parents re-
ported that they first noticed the
child’s problems was 6.1+3.8 years,
and the child’s mean age at first re-
ceipt of mental health services was
7.2+3.7 years.

The mean age of the children at the
time of data collection was 14.1+3.1
years, with a range from 6.7 to 20.6
years. Eighty-nine children (89 per-
cent) had more than one diagnosis
(mean number of diagnoses=3.9+
2.1). The most common reported di-
agnoses were attention-deficit hyper-
activity disorder (50 children, or 49
percent), bipolar disorder (43 chil-
dren, or 42 percent), and opposition-
al defiant discrder (41 children, or 40
percent). The mean accumulated
length of out-of-home placement
over the two-year study period was
13.8+7.6 months. About one-third of
the children (35 children, or 34 per-
cent) were reported to have had more
than one out-of-home placement
during the two-year study period.

Caregilverchild contact

Of the different forms of contact,
telephone contact occurred most fre-
quently: 90 (88 percent) of the par-
ents reported telephone contact at
least once a week; 63 (63 percent), 33
(33 percent), and 23 (24 percent) re-
ported that visits occurred once a
week or more on campus, off cam-
pus, and at home, respectively. The
total amount of contact varied with
the childs age, distance from home
to the placement, and limits on con-
tact. Younger children had more con-
tact with their families (r=—.29,
p<.01), as did children in treatment
facilities closer to home (r=-.26,
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Table 1

Items identified by 102 family caregivers as barriers to participation in the educa-
tion and treatment of children in out-of-home care

Caregivers
Caregivers identifying
identifying item as the most
item as a barrier important barrier® .
Item N % N %
Family circumstances ‘
Distance from service providers 45 44 22 22
Caregiver’s work schedule 38 37 10 10
Cost of transportation 29 28 3 3
Lack of access to transportation 10 10 1 1
Child care arrangements 8 8 0 —
Cost of child care 7 7 0 —
Facility characteristics
Lack of communication between staff
in different programs or agencies 40 . 39 8 8
Lack of open communication 22 22 4 4
Lack of opportunity or encouragement
to participate in the child’s treatment 21 21 3 3
Inflexible visiting and meeting schedules 15 19 4 4
Lack of clarity about whom to contact
with questions and concerns 17 17, 2 2
Negative staff attitudes about the family 11 11 4 4
Restrictive policies 10 10 3 3
Lack of consideration for cultural values 8 8 1 1
Other? 7 7 2 2

® Thirty-five caregivers did not identify any item as the most important barrier.
b Includes “costs not covered by insurance company,” “direct care staff not knowledgeable about our
son’s disorder,” and “staff did not return phone calls.”

p<.05). No significant differences
were found in the frequency of con-
tact on the basis of the children’s sex,
race, or severity of condition, nor
were significant differences found on
the basis of the caregivers’ character-
istics, such as sex, race, age, income,
education, custody status, or marital
status. Caregivers who reported less
total contact reported less satisfac-
tion with the amount of contact
(r=.36, p<.01).

Caregiver participation

The mean=+SD rating on the measure
of participation in educational plan-
ning was 2.77+.91, between “a little”
and “some,” with a range of ratings
from 1 to 4. Ratings on the measure
of participation in service or treat-
ment planning were similar, with a
mean rating of 2.88+.88, between “a
little” and “some,” and a range of rat-
ings from 1 to 4.

Barriers to participation
Caregivers were presented with a list
of potential barriers and were asked
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to check all items describing things
that made it difficult for them to par-
ticipate in their children’s education
or treatment. The items on the
measure of barriers to participation
are shown in Table 1, which also
shows the percentage of family care-
givers who selected each item and,
for each item, the percentage of
caregivers who selected the item as
the most important barrier. For the
analysis, the barriers were divided
into two groups: family circum-
stances and facility characteristics.
Distance from service providers was
the most frequently identified family
circumstance that was a barrier to
participation in treatment. The most
frequently identified facility charac-
teristic was the lack of communica-
tion between staff in different pro-
grams (reported by 40 respondents,
or 39 percent). Among the 67 care-
givers who endorsed a particular
barrier as the greatest hindrance to
participation, distance to service
providers was the most frequently
identified barrier.

Supports to participation
Caregivers were presented with a list of
possible supports to participation and
asked to- check “all the ways that pro-
gram staff or case workers supported
your participation in your childs out-
of-home care.” Table 2 lists the items in
the two categories of staff support de-
veloped for this analysis—concrete and
interpersonal supports—and indicates
the supports most frequently identified
by caregivers as well as the supports
that were considered most important.
The most frequently mentioned sup-
port was the provision of a contact per-
son, checked by 83 caregivers (81 per-
cent). Of the 68 caregivers (67 percent)
who named a particular support as
most important, the highest ranking
was given to notification when some-
thing was wrong or when there were
health or other concerns involving the
child, followed closely by provision of a
contact person.

Importance of

barriers and supports

To assess the relationship of barriers
and supports to measures of partici-
pation and family caregivers’ satisfac-
tion, summed indexes were devel-
oped from the items listed in Table 1
and Table 2. The alpha coefficients of
.72 for the barriers index and .87 for
the supports index reflect high inter-
nal consistency for the two measures.
Family caregivers’ reports of more
barriers were associated with less to-
tal contact with the child (r=—.43,
p<.01), alower rate of participation in
educational planning (r=-.55, p<.01),
a lower rate of participation in treat-
ment planning (r=—865, p<.01), and
less satisfaction with the amount of
contact (r=-.54, p<.01).

Conversely, family reports of more
supports were associated with having
more total contact with the child
(r=.24, p<.05), a higher rate of partic-
ipation in educational planning
(r=.66, p<.01), and a higher rate of
participation in service or treatment
planning (r=.79, p<.01). The more
supports families perceived, the high-
er they rated their satisfaction with
the amount of contact (r=.56, p<.01).

Discussion and conclusions
In 1989, Jenson and Whittaker (17)
identified barriers and proposed spe-
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Table 2

Items identified by 102 family caregivers as supports to their participation in the education and treatment of children in out-

of-home care

Caregivers iden-

Caregivers identifying tifying item as the
item as a support most important support?
Item N % N %
Concrete supports provided by treatment program
Provision of a contact person 83 81 13 13
Notification of caregiver when something was wrong or
if there were health or other concerns about the child 68 67 15 15
Flexible scheduling of meetings 63 62 4 4
Information about rights and grievance procedures 58 57 0 —
Comfortable and private space for meetings 58 57 0 —
Prompt return of phone calls 58 57 0 —
Inclusion of caregiver’s comments in the child’s records 59 58 2 2
Support for transitions into or out of services or programs 42 41 1 1
Communication with all relevant family members . 42 41 4 4
Help with transportation costs 24 24 0 —
Help with telephone costs 22 22 0 —
Assistance with child care costs 11 11 2 2
Interpersonal supports }ilrovided by treatment program
Caregiver treated with dignity and respect 77 76 5 5
Caregiver made to feel that his or her participation was imporant 66 65 11 11
Caregiver made to feel welcome 63 62 2 2
All family members encouraged to participate 49 48 3 3
Responsiveness to the family’s cultural values 33 32 3 3
Other? 4 4 3 3

# Thirty-four caregivers did not identify any item as the most important support.
b Includes “treated child with dignity and respect,” “let my son know that it was important for us to be involved,” and “made me feel that they really

cared about our problems.”

cific policies and strategies for in-
creasing parental involvement at each
stage of the placement process. Many
of the barriers described by Jenson
and Whittaker are reflected in the
findings of the study reported here.
Furthermore, the findings of this
study support the important relation-
ship between family caregivers” per-
ceptions of barriers and supports and
their participation in their children’s
out-of-home treatment. Although

family participation has generally been

viewed as a function of the geographic
and demographic characteristics of the
child and the family, these results un-
derscore the importance of the poli-
cies and practices of placement facili-
ties and the attitudes of staff members.
Perceived parental resistance or reluc-
tance to participate in their child’s
treatment may be reframed as a need
for resources to pay for transportation
or the need for additional encourage-
ment to participate.

Although, to our knowledge, no
outcome studies have documented
negative consequences of family in-

volvement, staff member may per-
ceive family visits as disruptive or up-
setting to children, and parents may
perceive that staff members blame
them for their children’s difficulties
(7). Professionals’ perceptions of fam-
ilies as causal agents in their chil-
dren’s mental illness and their nega-
tive attitudes toward parents are be-
lieved to constrain family participa-
tion in treatment (18,19).

This study had several limitations.
Because no listings are available to
identify families whose children have
received mental health services, a
sampling frame was created on the
basis of lists from organizations that
provide services and supports to this
population. Although our sampling
strategy allowed us to survey a nation-
al sample of parents, the sample did
not fully represent the population of
interest—caregivers of children with
serious emotional problems—in that
it included only caregivers who chose
to be added to a national mailing list
or who were connected to family or-
ganizations. These caregivers repre-
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sent only a small proportion of all
families of children with serious emo-
tional disorders, and they may differ
from the wider population of family
caregivers in several ways. For exam-
ple, members of family organizations
are perhaps more likely than other
caregivers to be aware of their rights
to participate in their children’s treat-
ment and to have advocacy skills. Pre-
vious studies have found that parents
who are very rich or very poor tend
not to be members of support organ-
izations (20,21). The caregivers in this
study may represent those who have
had the most positive experiences
caregivers are likely to have. Future
research would benefit from efforts
to obtain a more representative sam-
ple and efforts to identify more clear-
ly which barriers and supports are
most germane to each of the multiple
dimensions of family participation.
These findings offer staff members
information that can be used in re-
viewing their programs and consider-
ing possible changes. Addressing bar-
riers such as the costs of transporta-
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tion or providing overnight accom-
modations will involve additional re-
sources. Family caregivers’ percep-
tions of whether they are being treat-
ed with respect and being made to
feel welcome are intangible, and pro-
grams will need to make additional
efforts to find out how caregivers ex-
perience the programs’ services and
what changes will be most supportive
of caregivers’ involvement. 4
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