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A qualitative research design combined with a quantitative analytic technique, concept mapping, was used to examine and ad-
dress barriers to African-American families’ involvement in the treatment of their family members with mental illness. Focus
groups were formed with lay and professional informants. The focus groups recommended a variety of strategies for improving
caregiver supports and increasing the involvement of caregivers in the treatment process. The implications of these findings for

mental health professionals are discussed.

amily members of persons with severe mental disability

can play critical roles in enhancing the treatment and care

of their ill family members. However, the ability of fami-
lies to fulfill their caregiving role is negatively affected by a
number of barriers, including significant levels of perceived bur-
den experienced by many caregivers and a lack of perceived
support from mental health professionals and from caregivers’
own informal social networks (Biegel, Milligan, Putnam, &
Song, 1994). A major gap in the literature is a lack of full under-
standing of the role of race and ethnicity in family caregiving for
persons with mental illness. There is a large body of research ev-
idence documenting the fact that different groups of individuals
meet needs and solve problems in differing ways and that there
are often obstacles—systemic and personal—that differentially
affect the ability, opportunity, and willingness of specific popu-
lation groups to participate in organized help-seeking and re-
ceiving activities (Giordano, 1973; Naparstek, Biegel, & Spiro,
1982; Neighbors & Jackson, 1996; Padgett, 1995). Nevertheless,
the role of race and ethnicity has received relatively little atten-
tion in the mental health family caregiving literature (Davis,
1982; Davis & Proctor, 1989). Thus, a fuller understanding of
obstacles and barriers faced by minority populations in family
caregiving for persons with mental illness is needed.

Understanding the barriers facing African-American family
caregivers is of particular concern to mental health professionals
for several reasons. First, African-American consumers with se-
vere mental disability would appear to have even greater needs
for family support than do Caucasian consumers, given the fact
that they have higher rates of use of in-patient mental health ser-
vices. In addition, African-American consumers have lower uti-
lization and higher drop-out rates for out-patient mental health
services than do Caucasian consumers (Snowden & Cheung,
1990). Second, the samples of only a few research studies have
included a sufficient number of African-American family care-
givers to allow a specific examination of their problems and
needs (Biegel, Milligan, Putnam, & Song, 1994; Pickett, Vrani-
ak, Cook, & Cohler, 1993; Struening, Stueve, Vine, Kreisman,
Link, & Herman, 1995).

Conceptual Framework and Research Questions

This study specifically focused on ways to enhance the in-
volvement of African-American families in the treatment and
care of their family member with mental illness. A systems theo-
retical orientation underlies the design of this study. General sys-
tems theory (Bertalanffy, 1969) broadly defines a system as a
complex of interacting elements which function together to man-
age the environment. Individual system elements or components
are embedded within a web of interlocking relationships such
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that change in any one element ultimately affects the entire sys-
tem. In order to truly understand the functioning of any one sys-
tem element, it must be examined from within the context of the
system of which it is a part.

The key informants targeted in this study—family care-
givers, mental health consumers, agency case managers, and staff
of the county mental health board authority—each represent
major components of the local mental health system which have
the greatest direct impact on the day-to-day conduct of family
caregiving to persons with severe mental disability. It is recog-
nized, of course, that this local system is itself embedded in sys-
tems of greater scope and breadth which have indirect impacts on
family caregivers. For example, state and national legislatures
which establish mental health treatment policies and funding pri-
orities, schools which train mental health professionals and pre-
pare them for work in the field, and government and non-profit
institutions which sponsor mental health research, to name but a
few.

Two research questions were examined in this study: (1)
What barriers or obstacles hinder African-American families’ in-
volvement in the treatment and support of their family members
with mental illness? and (2) How can these barriers or obstacles
be overcome? Because of their different perspectives, it was felt
that the use of a variety of key informants in this study would
help provide a more comprehensive understanding of the needs
of family caregivers. In addition, each of the informant groups in-
cluded in this study needs to be intimately involved in addressing
the solutions to identified needs.

Methodology

Study Design

This study used a combination of qualitative and quantitative
research methodology. Separate focus groups were formed with
the four types of informants mentioned above, caregivers, con-
sumers, agency case managers and staff from the county mental
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health board, which is the local mental health planning and fund-
ing agency. Each informant group participated in two focus
group sessions, one to two weeks apart. Focus group sessions
were facilitated by a professional focus group leader and were
three hours in length.

Data from these focus groups were analyzed with the appli-
cation of a recently developed quantitative analytic technique
called concept mapping (Trochim, 1989). Concept mapping is a
statistical technique designed for the management and interpreta-
tion of a certain type of qualitative data, i.e., the statements gen-
erated during a “brainstorming” session. Statements brainstormed
within a focus group setting are sorted into conceptually similar
piles and rated for their importance by each focus group partici-
pant working independently. Multivariate statistical techniques—
multidimensional scaling and cluster analysis—are then applied
to this information and results are depicted in the form of a
“map” of clusters of statements, each ostensibly representing
some underlying concept. Concept mapping has been used in the
mental health field to study the perceptions of mental health staff
and mental health consumers on a variety of issues. Examples in-
clude the adaptation of a rehabilitation technology to a core
urban, homeless population with psychiatric disabilities (Shern,
1993), staff perceptions of a mobile job support program for per-
sons with severe mental illness (Cook, 1993), quality in intake
assessment and case management (Marquart, Pollak, & Bickman,
1992), and mental health outcomes from the perspective of con-
sumers (Trochim, Dumont, & Campbell, 1993).

Sampling

This study was conducted in a large, midwestern, urban
community. Each focus group sample was derived differently.
Consumers were selected from two sources. Case managers from
four mental health agencies serving a predominately African-
American clientele were asked to nominate African-American
adult consumers with severe mental disability whom they felt
would be able to actively participate in a focus group setting. The
investigators randomly selected 75% of the consumer focus
group from this pool of nominees. The remaining 25% of the
sample was randomly selected from among consumers in the
mental health board’s data system as a check against the possibil-
ity that case managers would nominate only consumers with very
high levels of functioning and favorable attitudes toward the
mental health system.

Family caregivers were randomly selected from nominations
by case managers from these same four agencies. Case managers
from the four agencies were randomly selected and asked to par-
ticipate in the case manager focus group. In addition, volunteers
from the mental health board staff were recruited to participate in
the mental health board focus group.

A total of 76 individuals agreed to participate in the focus
groups: 24 consumers, 22 caregivers, 19 case managers, and 11
mental health board staff. Refusal rates were low. Of those nomi-
nated individuals whom we were able to contact, 80% of the
caregivers, 76% of the case managers, and 75% of the consumers
agreed to participate.

Procedures and Data Analyses

In the first focus group session, participants brainstormed the
question, “What barriers or obstacles hinder African-American
families in the treatment and care of their family member with
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mental illness?,” generating individual statements. This process
continued until the group members felt they had exhausted the
range of possible statements. Group participants then sorted and
rated the statements according to the concept mapping proce-
dures described above.

In the interval between focus group sessions, concept map-
ping was used to conceptualize the statements generated from the
participants in the focus groups. Using the Concept System' soft-
ware developed by Trochim, project staff generated a cluster map
for each of the four focus groups, and named all clusters based on
their constitutive obstacle statements.

Project staff further grouped the clusters into one of four “re-
gions”—Family, Consumer, System or Community, based on the
locus of the brainstormed statements. This conceptualization is
consistent with the overarching systems orientation of this re-
search. These four regions describe major elements of the broad-
er caregiving system. While each is connected with and influ-
ences all others, each exercises a dominant influence over partic-
ular aspects of caregiver functioning, and is thus the appropriate
focus in addressing ways to improve caregiver functioning. It
was felt that such groupings, which were based on service deliv-
ery research literature (Biegel & Farkas, 1989), would help clari-
fy the locus of the barriers and also would later facilitate atten-
tion to the levels at which solutions to these obstacles might best
be addressed.

Clusters were assigned to regions from a list of clusters with-
out reference to their location on the cluster map, based on a con-
sensus of project staff. Only then was the map consulted to see if
clusters which had been grouped together in the same category
were, in fact, contiguous with one another and constitutive of a
true map “region.” In all cases, true map regions resulted from
the assignation of clusters to categories, thus providing empirical
support for the conceptualization of data by project staff.

For the second focus group session, participants were given
a complete listing of the obstacle statements brainstormed at the
first focus group session. The statements were grouped under the
cluster names which had been assigned by project staff according
to the procedures described above. After discussion and clarifica-
tion of the cluster names, participants were asked to brainstorm
solutions specific to the obstacles identified by each cluster
name, referring to individual statements within a cluster only to
get a better sense of the meaning of the cluster name. Because
time did not permit the brainstorming of solutions for all cluster
names on the list, only the most important in each region, based
on the importance ratings computed from the first session’s data,
were targeted for solution statement brainstorming.

Following a short break, participants were given a complete
list of the brainstormed solution statements, organized under each
obstacle cluster name. Participants were then asked to individual-
ly rate the importance of each statement as a solution to the prob-
lem identified by the obstacle cluster name, using the same five-
point rating scale used to rate the obstacle statements. Time con-
straints prohibited the sorting of solutions statements by the par-
ticipants.

In order to discern more meaningful patterns and trends
within the solutions data, Concept System software was used to
produce a solutions cluster map for each focus group. After being
screened for duplication, the solution statements of each focus
group were sorted according to Concept System protocol by each
of the five members of the project research staff. This sorting
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took place prior to any substantive discussion of the solutions
data so as not to prejudice the sorting process in any way. The re-
sults of this sort were entered into the Concept System software,
as were the ratings of the solution statements obtained from the
focus group participants. The resulting solutions cluster maps
(see Figures 5-8), therefore, are hybrid creations, consisting of
the rating scores of the focus group participants and the sortings
of the research staff. The solutions cluster maps represent an in-
novative adaptation of concept mapping, and demonstrate the
versatility of this technique. Because sorting and rating are com-
pletely independent processes within concept mapping, the fact
that different sets of individuals performed each of these two
tasks does not compromise the validity of the results. Clusters
were named by project staff using the same procedure described
above for the obstacle clusters.

Findings

Sample Characteristics

Twenty-two African-American mental health consumers
participated in one or both focus group sessions. Almost three-
quarters (73%) were female with a mean age of 42 years. All of
the consumers were certified by the State of Ohio as having se-
vere mental disability. The most common diagnosis among these

Figure 1. Obstacles Cluster Map. Family Caregiver Focus Group

individuals was Schizophrenia (59%), followed by Affective Dis-
order (27%), Anxiety Disorder (9%) and Adjustment Reaction
(5%). Over half (55%) had one or more hospitalizations in a pub-
lic mental hospital within the last five years. Of those hospital-
ized, the mean number of hospitalizations was 7.6.

There were twenty African-American family caregivers who
participated in one or both focus group sessions, of whom the
substantial majority were female (85%). Almost two-thirds
(65%) of caregivers were parents of their family members with
mental illness, one-quarter of the family caregivers were siblings,
while 10% were other relatives. Data on caregiver age is not
available.

Seventeen mental health case managers and one case man-
agement supervisor attended at least one focus group session.
Most were African-American (61%) and female (56%), with a
mean age of 33.5 years. The bachelors degree was the highest ed-
ucation degree of almost two-thirds (65%) of the case managers,
while almost one-fifth (18%) held a Master’s degree. Participants
had been case managers for an average of almost three years.

Finally, eleven staff members of the local mental health
board participated in one or both focus group sessions. Almost
three-quarters were female (73%) and almost half (45%) were
African-American, with a mean age of 45 years. Participants held
a variety of professional positions at the mental health board, and
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had been in their present position for an average of approximate-
ly one and one-half years.

Obstacles Identified by Focus Groups

Family Caregiver Focus Group. As can be seen in Figure 12,
the family caregivers’ Obstacles Cluster Map is dominated by the
System region, accounting for 61% of the total number of state-
ments, and containing seven of the eleven clusters. The Commu-
nity region follows in terms of size, comprised of 20% of the
total statements in two clusters. The Consumer and Family re-
gions each consist of a single cluster of five statements.

The cluster names of the System region suggest two major
types of barriers. Clusters #3, #7 and #9 describe barriers result-
ing from the inadequate treatment received by consumers from
the mental health system, whether that treatment is routine (Clus-
ter #9) or specialized (Clusters #3 and #7). Clusters #4, #8, #10,
and #11 describe the caregivers’ sense of isolation, of being left
to their own resources and of not receiving sufficient help from
providers. This lack of help stems from providers being general-
ly inaccessible to caregivers (Cluster #11). There is recognition
by the caregivers, however, that this inaccessibility may in part
be due to case managers’ large caseloads and high burnout rates
(Cluster #10). Furthermore, providers who are accessible are very
often perceived as less than helpful (Cluster #8). The lack of in-

Figure 2. Obstacles Cluster Map. Consumer Focus Group

formal, as well as formal supports (Cluster #4) completes the pic-
ture of the isolation felt by caregivers, who often feel they must
go it alone.

The focus of the two clusters in the Community region is the
inability of the legal system to deal appropriately with mental
health consumers and their family caregivers. These two clusters
chronicle essentially the same set of problems, but apply them to
different segments of the legal system. Cluster #6 addresses the
judicial system’s inability to deal with consumers, either as the
result of ignorance or indifference. Cluster #5 reflects much the
same level of unpreparedness of the police for dealing with con-
sumers. In addition, problems stemming specifically from police/
caregiver interactions are noted. These consist of an unwilling-
ness or inability on the part of police to give due credence to the
caregivers’ portrayal of domestic situations involving the con-
sumer which require police intervention.

Comprised of only one cluster, the Family region highlights
the difficulties caregivers face in managing the finances of their
family members with mental illness. The cluster focuses on three
areas: legal red tape pertaining to caregivers’ functioning as pay-
ees, conflict between caregivers and consumers over the handling
of the consumer’s money, and conflict between the caregiver and
their other family members about financial priorities.
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The Consumer region, similarly comprised of one cluster,
focuses on consumer behaviors which generate obstacles for
caregivers. There are two types of behaviors included in the clus-
ter. Passive behaviors include those through which the consumer
is taken advantage of by another, be it an unscrupulous merchant
or alleged friend. The active consumer behaviors that may create
obstacles include such things as the consumers’ manipulation of
the mental health system and refusal to participate in treatment.

Overall, only two of the fifty-four (4%) statements of the
family caregiver focus group, “Mental hospitals discriminate
against African-American consumers,” and “Cultural differences
between consumers and Asian psychiatrists, especially with lan-
guage, creates barriers,” are explicitly related to issues of race.?

Consumer Focus Group. As can be seen from Figure 2, no
single region dominates the consumers’ Obstacles Cluster Map.
Only the Consumer region is disproportionately small, consisting
of a single cluster of only three statements. Overall, the con-
sumers viewed obstacles as arising primarily from caregiver in-
adequacies and from poor communications among caregivers,
providers, and consumers. To a lesser degree, consumers under-
stood barriers to be caused by poverty, a lack of caregiver formal
and informal supports, and negative consumer behaviors.

Data from the Family region indicate concern over the nega-
tive impact which caregivers may have upon consumers. Cluster
#1 describes the inability of the caregiver to effectively relate to
the consumer due to caregiver illiteracy, lack of knowledge about
mental illness and medications, or simply a lack of time and ener-
gy resulting from other commitments and obligations. The con-
sumer’s frustration with his/her illness, which often leads to with-
drawal from the caregiver, was also noted in this cluster.

Cluster #9 describes caregiver behaviors which adversely af-
fect the consumer. These behaviors are seen as having a variety
of causes, including caregivers’ fear of the consumer, caregivers’
desire to take advantage of the consumer or the caregiver’s own
mental illness. Caregiver beliefs and attitudes that adversely af-
fect consumers make up Cluster #2. These include discounting
the formal diagnosis of the consumer in favor of the caregiver’s
own personal theory of the consumer’s illness, and viewing mul-
tiple consumer family members stereotypically as all having the
same problems and, therefore, the same needs. Cluster #8 dis-
cusses the need for caregiver respite due to burnout. The lack of
availability of caregiver respite may result in inappropriate treat-
ment of the consumer, such as hospitalizing the consumer simply
so the caregiver can have a break.

The Community region highlights barriers that derive from
structural inadequacies of the caregivers’ formal and informal
networks. Some of these inadequacies are a general lack of sup-
ports, such as a lack of child care and lack of supports from other
family members (Cluster #6), while others more specifically re-
sult from financial barriers, such as the lack of insurance cover-
age for caregivers and consumers, poor access to transportation,
and difficulties in obtaining government benefits (Cluster #10).

The System region may be understood to revolve around the
theme of poor communications among consumers, caregivers,
and providers. These poor communications manifest generally
and more specifically in the form of caregivers being given inad-
equate information by providers regarding consumer medications
(Cluster #3) and other aspects of treatment (Clusters #4 and #5).
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Cluster #4 describes a general breakdown of communica-
tions among providers, caregivers and consumers. Specific caus-
es of such breakdown include consumer illiteracy, caregivers’
lack of knowledge regarding mental illness, and cultural barriers
between providers and caregivers. Consumers also feel that
providers are not giving caregivers the kind of information they
need to be effective in aiding the consumer (Cluster #5).

The Consumer region consists of a single cluster which ad-
dresses the obstacles created for caregivers by the confounding
behaviors and medical conditions of the consumer. In particular,
substance abuse was seen as a major problem.

As was the case with the family caregiver focus group, few
obstacles cited by consumers pertained explicitly to issues of
race. Three (7%) of the consumer focus group statements cited
issues of provider racial prejudice, lack of culturally specific ac-
tivities for consumers, and providers’ failure to understand the
caregiver’s culture.

Case Manager Focus Group. A 14-cluster solution appeared
optimal to the research staff. To arrive at that, a 16-cluster solu-
tion was generated, Cluster #13 was dropped due to a lack of the-
matic connection between its constitutive statements, and clusters
#1 and #6 were combined into a single cluster (see Figure 3). As
can be seen from Figure 3, the Family and System regions domi-
nate the map, accounting for 90% of all of the brainstormed ob-
stacle statements. By contrast, the other regions are quite small.
The Consumer region consists of two clusters, each containing
only two statements, while the Community region is comprised
of a single cluster of four statements.

The cluster names of the Family region suggest two major
types of barriers: caregivers’ capacity to provide care and care-
giver attitudes. Barriers arising from a limited caregiver or family
capacity to provide care were described as stemming either from
a lack of caregivers’ knowledge about mental illness in general or
lack of knowledge of specific treatment plans (Clusters #1 and
#6), or family structural factors (Clusters #2 and #3). Barriers re-
lated to attitudes were the result of either the prejudices and
norms imposed from without by the dominant culture (Clusters
#4 and #5) or the beliefs and attitudes embraced from within
African-American culture (Cluster #7).

The System region can be seen to embody two major
themes. Clusters #11, #12, #15, and #16 describe barriers arising
from deficiencies in the mental health system. These deficiencies
may be attributed to the exclusion of the family from the treat-
ment process (Clusters #11 and #16), stereotyping of African-
Americans by the mental health system (Cluster #15) or by more
general causes (Cluster #12). The second theme is found in Clus-
ter #10, which points to the lack of adequate community support
systems for caregivers.

The Consumer region highlights consumer behaviors as a
source of barriers to caregivers. Both clusters in this region point
to the role played by negative consumer behaviors, such as sub-
stance abuse and the refusal to get treatment, in creating obsta-
cles for family caregivers.

The Community region, consisting of only Cluster #8, em-
phasizes the poverty in which many African-American con-
sumers and caregivers live as a source of barriers to caregiver in-
volvement with their mentally ill family member.

Overall, case managers cited issues of race to a greater de-
gree than did the family caregiver or consumer focus groups,
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Figure 3. Obstacles Cluster Map. Case Manager Focus Group
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with 8 of 82 (10%) statements pertaining to race. Case managers
made reference to a lack of culturally sensitive mental health ser-
vices, provider knowledge and attitudes, and racial discrimina-
tion.

Mental Health Board Focus Group. The 16 clusters on this
map were assigned to only three regions: Family, Community,
and System, with no clusters deemed to properly belong in the
Consumer category. The Family and System regions dominate
the map.

The major types of obstacles cited in the Family Region are
those stemming from attitudes and beliefs. These attitudes and
beliefs are those of the caregiver (Clusters #3, #9, and #12), the
consumer (Clusters #3 and #9) and, in some instances, the mental
health system and the larger society (Cluster #5). Cited beliefs
and attitudes range from somewhat generalized caregiver fears of
the mental health system and the experience of social stigma to
specific cultural beliefs about the nature of mental illness and
caregivers’ fear that the consumer will become dependent upon
them. Another type of obstacle is seen as deriving from the limit-
ed capacity of the caregiver to provide care, either due to person-
al traits of the caregiver or family structural impediments. Other
themes are obstacles which result from a breakdown of relation-
ships with the caregiver, whether they be relationships between
the caregiver and the consumer or those between the caregiver
and the provider.
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All of the clusters in the System region, with the possible ex-
ception of Cluster #14, point to inadequate services and supports
being available through the mental health system. These inade-
quacies may in turn be caused by problems of the mental health
system, caregivers’ inability to access resources, or the absence
of needed services or supports. Cluster #16 focuses on education
and training needs or issues, such as providers’ lack of under-
standing of the culture of African-American families.

Cluster #13 cites the lack of adequate funding and the ab-
sence of culturally relevant services and supports as important
caregiver barriers. Obstacles that arise due to differences of opin-
ion between the caregiver and provider make up Cluster #14.
Such differences of opinion may be in regard to what is consid-
ered appropriate treatment of the consumer, or may be focused
on what is considered an appropriate level of provider support for
the caregiver. Caregiver ignorance of mental health issues is cited
as a contributing cause.

Two distinct themes, both revolving around cultural sensitiv-
ity, emerge from the statements of Cluster #1. On the one hand,
there is a need for increased cultural sensitivity on the part of
providers to African-American family culture and values. On the
other hand, there is the stereotyping of African-American fami-
lies as all having the same culture and values, without adequate
attention being paid to individual family uniqueness.
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Cluster #15 focuses on the general “user-unfriendliness” of
the mental health system. It includes the difficulties of accessing
services, the confusion, frustration, and lack of continuity that re-
sult from having to deal with multiple systems for services and
the lack of continuity which results from high provider staff
turnover. Another type of obstacle specifically mentioned is the
lack of practical skills training for caregivers. Finally, obstacles
which arise as a result of a lack of funding for needed services
and supports and the mental health system’s structural incapacity
to deal with consumers with multiple disabilities are described in
Cluster #7.

The Community region consists of Clusters #6 and #8. Clus-
ter #6 describes obstacles that result from the family’s mistrust of
institutions. Obstacles resulting from the limited resources avail-
able to caregivers make up Cluster #8. The statements in this
cluster distinguish between the absence of needed resources and
the lack of access to existing resources. Reasons for lack of ac-
cess might be a lack of adequate transportation, ignorance of the
existence of the resource, or being so overwhelmed by a feeling
of racial oppression that one simply has not the energy nor the
motivation to attempt to access existing resources.

Overall, mental health board staff explicitly cited issues of
race as an obstacle to a greater degree than any of the other three
focus groups. Ten of 80 (13%) statements generated by this
group, pertained to race. Racial barriers cited were similar to is-
sues cited by the case manager focus group. These barriers in-
cluded the lack of culturally specific mental health services,
provider knowledge and attitudes, and racial discrimination.
However, mental health board staff also cited cultural values and
belief systems of caregivers as being the locus of barriers.

Convergent and Divergent Obstacle Themes Across
Focus Groups

The above findings demonstrate the value of utilizing a wide
variety of different constituencies in the mental health system to
examine service needs and barriers. Doing so enables us to iden-
tify foci and themes cited across groups as well as those cited by
only one or two groups. We turn now to an examination of some
of the dominant obstacle themes that found expression across
focus groups, as well as some themes that were group specific.

Overall, the great majority of the statements generated by the
case manager and mental health board groups (90%) fell in the
Family and System regions. The statements of the consumer
group were spread more evenly across the Family, Community,
and System regions, while over half (61%) of all obstacle state-
ments of the caregiver group fell within the System region. All
four groups had the lowest percentage of obstacle statements in
the Consumer region.

All four focus groups voiced significant concern over the ex-
clusion of the family from the treatment process. Exclusion of the
family was seen to stem from several sources, including: caregiv-
er ignorance of existing resources and programs due to the lack
of any formal mechanism for communicating this information to
caregivers on a regular and timely basis; a devaluation of the im-
portance of family involvement on the part of the mental health
system; and structural barriers such as a lack of transportation
and child care which would enable caregivers to be more in-
volved. Of the four groups, the case managers and caregivers
placed the greatest emphasis, and the mental health board group
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the least amount of emphasis, on the lack of involvement of the
family in the treatment process.

Another broad area of concern identified by all four focus
groups was inadequate caregiver supports. Understandably, the
caregiver group placed the greatest emphasis on this obstacle. As
previously noted, the caregivers’ sense of isolation was pervasive
throughout the obstacles identified by that focus group. Other di-
mensions of inadequate caregiver supports include the lack of
telephone supports, including information and emergency hot-
lines; the absence of self-help groups for caregivers; the absence
of support in the areas of consumer finance and medication man-
agement; and structural inadequacies such as inadequate trans-
portation, child care, and respite services.

The above two concerns were the only major obstacle
themes identified by all four focus groups. However, several
other themes were identified by three of the four groups. The
availability and quality of mental health services was a theme
which received significant attention from the case manager, care-
giver, and mental health board focus groups. For the most part,
the services referred to were consumer services from mental
health provider agencies, although some reference was also made
to services targeting caregivers. Areas of cited deficiencies in-
cluded: a general shortage of services in all types of mental
health programs; lack of continuity of services, due to high case-
loads, leading to case manager burnout and high turnover rates;
and bureaucratic red tape and the general user-unfriendliness of
the mental health system. Poor quality or lack of services ar-
guably represents the greatest concern of both the case managers
and mental health board groups, as reflected in their obstacle
statements. The caregivers placed somewhat less emphasis on
these obstacles than did the other two groups, though their con-
cern was still significant. Interestingly, while the consumer group
indicated its displeasure with the perceived quality of the services
that consumers receive, these were more or less isolated state-
ments that did not emerge as a theme of any consequence.

The limited caregiver or family capacity to provide care was
a common theme of the case manager, consumer, and mental
health board focus groups. Limitations were seen to arise from
either personal traits of the caregiver, such as an unwillingness to
acknowledge the mental illness of the family member or the care-
giver’s own mental illness, or from structural impediments, such
as poverty and lack of education. Of the three groups, the con-
sumers probably gave this theme the most emphasis, particularly
if one understands it to include the general theme of caregiver in-
adequacies, which was prominent in the consumer obstacles data.
Not surprisingly, the caregivers did not share this perspective.
Their emphasis was on not having access to services and infor-
mation, and on feeling isolated, unsupported, and overwhelmed.
However, it is possible to also view these caregiver concerns as a
form of expressing limited capacity to provide care.

A theme that was expressed by the caregiver, consumer, and
case manager focus groups was that of negative consumer behav-
iors. All three of these groups attached roughly equal importance
to this class of obstacles, which was seen to include the use of il-
licit drugs, non-compliance with medications and treatment regi-
men, and the consumer’s manipulation of the mental health Sys-
tem.

Several additional themes were expressed by only two of the
four focus groups. The case manager and mental health board
groups expressed a common concern over attitudes and beliefs
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which affect treatment. While predominately referring to caregiv-
er attitudes and beliefs, they also included those of consumers,
providers, and the society at large. Included among these beliefs
are those stemming from racial and cultural perceptions, such as
fear of the mental health system and beliefs about the etiology of
mental illness, as well as the more generalized stigma attached to
mental illness. The case managers tended to focus more on care-
giver-held beliefs and attitudes, whereas the mental health board
group’s focus was broader and more generalized.

The case manager and consumer groups expressed a com-
mon concern over the potential negative impact of caregivers
upon consumers, which was seen as stemming from a variety of
sources. These sources included caregiver attitudes and beliefs
about mental illness, outright mistreatment of the consumer by
the caregiver, and neglect and oversight due to burnout and the
weight of other caregiver responsibilities.

Concern over issues surrounding consumer medications
emerged from both the caregiver and consumer obstacles data.
Concern was expressed over proper diagnosis and correct pre-
scriptions being issued, proper dosages and monitoring issues,
compliance issues, side effects and interaction effects of pre-
scribed medications with particular foods and with illicit drugs
and alcohol.

As interesting as the common themes voiced by more than
one focus group were, so were some of the themes expressed by

Figure 4. Obstacles Cluster Map. Mental Health Board Focus Group

only a single group. Two important themes emerging from the
caregivers obstacles data were not echoed by any of the other
groups. These were managing the finances of the consumer, and
the inability of the legal system to deal appropriately with mental
health consumers and their family caregivers. Both of these
themes commanded considerable attention from the caregiver
group. Regarding financial management, caregivers pointed to
the difficulties of functioning as payee for the consumer, particu-
larly to the confusion and red tape entailed. In addition, they
pointed to the strain of managing the consumer with regard to
money matters. Regarding problems with the legal/judicial sys-
tem, the caregivers pointed to a general and seemingly systemic
lack of sensitivity and awareness within the legal/judicial system
as to the special needs of consumers and their family caregivers.

The consumers expressed a concern with age, of both the
consumer and the caregiver, which was not echoed by any other
group. Concern focused on the caregiver’s ability to distinguish
natural aging processes from mental illness symptoms in elderly
consumers, as well as the elderly caregiver’s ability to provide
competent care. It should be noted, however, that this was a rela-
tively minor theme of the consumer obstacles data.

Solutions Identified by Focus Group

Family Caregiver Focus Group. The solutions cluster names
in Figure 5 suggest three broad types of solutions: (1) increased
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Figure 5. Solutions Cluster Map. Family Caregiver Focus Group
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support and involvement of the caregiver and consumer by the
mental health system; (2) caregiver self-help initiatives; and (3)
improved responsiveness of the legal/judicial system to caregiver
and consumer needs.

By far the greatest emphasis of the family caregivers was on
increasing the support to, and the involvement of, family care-
givers in the treatment process. Clusters #1, #2, #3, #5, and #6,
which offer a variety of suggested strategies, all focus on these
types of solutions (see Figure 5). Cluster #5, Increase Caregiver
Involvement in Psychiatric Treatment/Medications, suggests two
types of solutions: those involving innovative programming, and
those calling for improved performance by existing programs and
services. The top-rated of all 58 caregiver solution statements
(importance rating = 4.95) suggests one such innovation: “Doc-
tors should have a conference with the consumer and caregiver
on the consumer’s diagnosis, treatment plan, and prognosis.” Ex-
amples of improving performance of existing services include
doctors spending more time with consumers and doing a better
job of monitoring medications.

Enhance Caregiver Medication Management Capabilities
(Cluster #3), also suggests two types of solutions: those stem-
ming from provider-initiated assistance to the caregiver, such as
the implementation of agency family group meetings; and those
arising from caregiver-initiated actions, such as referencing med-
ical textbooks to verify suspected side-effects of consumer medi-
cations. The statements of Cluster #6, Increase Caregiver Educa-
tion and Information, suggest that this should be accomplished in
two ways. The first would be through programs and initiatives
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which directly target caregivers as information recipients. A sec-
ond means would be through media campaigns aimed at the gen-
eral public, but which would also reach many caregivers in the
process.

Increase Consumer Financial Resources (Cluster #2) pro-
poses two different approaches. One way is to increase funding
to the programs which serve consumer needs. A second way to
increase consumer financial resources is to eliminate or reduce
the red tape surrounding the consumer’s finances. Cluster #1, Fa-
cilitate Caregiver Payee Functioning is closely related to Cluster
#2, dealing with finances, but focuses exclusively on issues aris-
ing from caregivers’ functioning as payees to consumers. Two
types of solutions are offered: systemic change, perhaps involv-
ing the creation of a special agency to function exclusively in the
payee capacity; and improved caregiver management of the con-
sumer regarding money matters.

The second broad type of solution, those focusing on care-
giver self-help initiatives, can be seen in Cluster #4, Caregiver
Actions to Protect Consumers, which describes a variety of indi-
vidual caregiver actions which all have the general quality of
“looking out” for the consumer. These include defending the
consumer against unscrupulous merchants and insulating the
consumer from individuals who pose the risk of being a bad in-
fluence.

Finally, solutions pertaining to improved responsiveness of
the legal/judicial systems to caregiver and consumer needs can be
seen in Cluster #7. Solutions include recommendations for spe-

171



Figure 6. Solutions Cluster Map. Consumer Focus Group
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cial training of legal/judicial personnel, increased lobbying on
behalf of consumers, and legal reforms which would facilitate
identification of mental health consumers by the legal system to
ensure proper treatment.

Noticeable by their total absence from the caregiver solu-
tions data are any statements explicitly citing race or culture as
factors in the removal of barriers.

Consumer Focus Group. Figure 6 reveals several interesting
patterns within the solutions data. The five cluster names suggest
four major types of solutions: (1) improved caregiver perfor-
mance, to be achieved through caregiver training, education and
accountability; (2) improved mental health system services for
the consumer; (3) improved all-around communications among
providers, consumers and caregivers; and (4) greater community
supports for caregivers and consumers.

The theme of improved caregiver performance through care-
giver education, training, and accountability can be seen in Clus-
ters #1 and #3. Cluster #1, Improved Assessment and Monitoring
of Caregiver Competence, is the highest-rated of the five clusters
of Figure 6, with an importance rating of 4.32 (i.e., very-extremely
important). Solutions include establishing minimum legal compe-
tency standards for caregivers and dramatically increasing care-
giver accountability, with a call for sanctions for abuses. Cluster
# 3, Increase Caregiver Education and Information, suggests two
means by which this may be achieved. The first is through pro-
grams specifically aimed at caregivers, the other through educa-
tional programs aimed at the general public.

Improved mental health services for the consumer is the
theme of Cluster #2. The implicit premise underlying this cluster
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is that improving the quality of the services consumers receive
from the mental health system will proportionately decrease the
burden of the caregiver. Both the provision of additional services,
as well as the improvement of existing services, are called for by
consumers. Specific focus is placed upon better diagnosis and
medication monitoring, reduction of case manager caseloads,
making available more high quality housing, improving commu-
nications, and generally making the mental health system more
user-friendly.

While such improvement in communications among all par-
ties is cited in Cluster #4, overwhelmingly the need expressed is
for improved communications between caregivers and providers,
particularly with regard to consumer medications. Finally, Clus-
ter #5, Enhance Community Support Systems, describes solutions
which call for increasing caregiver supports in a variety of ways,
such as providing caregiver home aides, telephone supports and
support groups, respite (including subsidized recreational activi-
ties), financial support enabling the caregiver not to work outside
the home, and child care for the children of both the caregiver
and the consumer.

As was the case with the family caregiver data, none of the
solution statements from the consumer focus group explicitly cite
race or culture as a factor.

Case Manager Focus Group. The cluster names of Figure 7
suggest three very broad types of solutions: (1) those stemming
from increased supports for caregivers; (2) those stemming from
an improved mental health system and, (3) those deriving from
increased consumer accountability.
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Figure 7. Solutions Cluster Map. Case Manager Focus Group
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The theme of increased supports for caregivers can be seen
in Clusters #1, #3, #7, and #8, which identify a variety of sup-
ports. Cluster #7, Increase Housing and Housing Support Re-
sources, addresses two related but distinct housing resources
needs, (1) the need to improve the living conditions of the care-
giver in order to make it easier (or merely possible) for the care-
giver to provide adequate care, and (2) the need for more and bet-
ter residential facilities for consumers. As regards housing sup-
port resources, better and cheaper access to transportation also
emerges as a significant theme. Cluster #3, Enhanced Community
Support Systems, encompasses a wide variety of suggested solu-
tions, a reflection of the broad range of potential community sup-
ports. However, these may be divided into several broad cate-
gories: neighborhood-based centers for caregivers and con-
sumers; more caregiver telephone support services (e.g., hot-
lines); support groups for caregivers; improved and expanded
community-based crisis intervention capabilities; and more treat-
ment centers for consumers, particularly for African-American
females, dual-diagnosis consumers and consumers being released
from jail.

Cluster #1, Improve Family Intervention and Outreach, also
contains a range of diverse solutions. One theme which emerges
is the call for better family counseling services, including better
early assessment of the family as a whole, improved early inter-
vention, and the creation of family support groups to discuss dif-
ferent mental illnesses and medications.

Cluster #8, Increase Caregiver Education and Information,
is a very coherent cluster which voices one of the major leitmo-
tifs to emerge out of the case manager solutions data. The vast
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majority of statements in this cluster make an explicit reference
to caregiver education, whether it be through classes, videos,
call-in information lines, media ads, in-home programs or
newsletters.

Solutions focusing on needed improvements in the mental
health system can be seen in Clusters #2, #4, #5, and, to some ex-
tent, #1. Cluster #4, Human Resource Development to Strengthen
Case Management and Psychiatric Services, which was the high-
est rated of all the solutions clusters, focuses on the need of the
mental health system to develop its personnel resources in two
key areas: case management and psychiatric services. With re-
gard to case managers, a number of incentives are suggested to
assure better quality and continuity of services from existing case
managers and also a number of strategies are suggested to attract
a better quality of applicant to the field as a whole. These incen-
tives include higher case manager salaries (which were directly
linked by group participants to a reduction in turnover rates),
payment of case manager licensure fees, and financial supports
for continuing education. Noteworthy is the fact that the top-rated
solution overall was “Hire more case managers” (importance rat-
ing =4.78).

Regarding psychiatric services, a concern with cultural bias
and language barriers was manifest. In particular, ways to over-
come communications problems arising from an increasingly In-
dian and Asian pool of psychiatrists who have great difficulty un-
derstanding their African-American consumers, as well as mak-
ing themselves understood to them, were called for. The call for
incentives to African-Americans to enter the psychiatric profes-
sion should be understood as addressing these language barriers,
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Figure 8. Solutions Cluster Map. Mental Health Board Focus Group

Total Number of Solution Statements=78
Mean Importance Rating for All Statements=3.68

INCREASE FUNDING
FOR SERVICES (3.55)

ENHANCE COMMUNITY
SUPPORT SYSTEMS
(3.83)

IMPROVE MENTAL HEALTH SYSTEM'S
RESPONSIVENESS TO CONSUMER-
AND FAMILY- DEFINED NEEDS (3.62)

INCREASE ACCESS TO SERVICES (3.79)

IMPROVE PROVIDER
EDUCATION AND
TRAINING (3.74)

INCREASE COMMUNITY AND
CAREGIVER EDUCATION AND
INFORMATION (3.49)

as well as addressing cultural biases in diagnosis and treatment.
As with the need for more case managers, there was strong
agreement about the need to hire more psychiatrists.

Cluster #5, Increase Family Caregiver Involvement In Treat-
ment, points to the need for routinely involving family members
(including those other than the primary caregiver) in all phases of
the treatment process, beginning with assessment and treatment
planning. A modification of the confidentiality laws was suggest-
ed as a way of enhancing family involvement. Cluster #2 ad-
dresses the need to make the agencies and services of the overall
mental health system more sensitive and responsive to the needs
of both family caregivers and mental health consumers.

The third broad type of solution, consumer accountability, is
the theme of Cluster #6, Increase Consumer Accountability. This
is a highly coherent cluster which captures one of the strongest
and most consistent themes to be found among the solution state-
ments of the case manager focus group. Consumer accountability
is to be enhanced primarily through the mandating of certain
kinds of treatment, including mandatory treatment for consumers
receiving entitlements, and the imposition of sanctions for non-
compliance.

Race and cultural issues emerged as a theme of the case
managers’ solution statements. A total of 7 solution statements
(7% of the total) make explicit reference to race and/or culture as
a factor. These include calls for the training and hiring of more
African-American psychiatrists, more treatment centers specifi-
cally targeting African-American females, measures to reduce
language barriers and cultural bias in dealings with foreign-born
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psychiatrists and physicians, and greater education of the general
public concerning African-American culture.

Mental Health Board Focus Group. The cluster names of
Figure 8 suggest three broad categories of solutions: (1) those in-
volving improving access to services, either through increased
funding for new or existing services, greater responsiveness to
the needs of the consumers, or through other measures; (2) solu-
tions involving increased and improved education, whether it be
of the provider, the caregiver, or the community at large; and (3)
solutions involving the enhancement of caregiver supports.

The theme of increasing access to services can be seen in
Clusters #1, #2, and #4. Increase Access to Services (Cluster #2)
depicts two broad categories of solutions. The first derive from
increased supports to providers (e.g., hiring more staff and in-
creasing salaries) and improved staff performance (e.g., better
phone availability and more varied working hours to assure avail-
ability during the evenings and on weekends.) The second type of
solution involves increasing caregiver supports, through such
means as telephone hot-lines, respite care and reduction of ap-
pointment barriers. Cluster #4, Improve Mental Health System’s
Responsiveness to Consumer- and Family-Defined Needs, em-
phasizes the desirability of allowing families a greater voice in
treatment planning and execution. Cluster #1, Increase Funding
for Services, recommends better fiscal management of existing
programs, as well as funding for a broader range of services, in-
cluding some which are not traditionally looked upon as “ser-
vices” per se, such as consumer hobbies, family recreation, and
homemaker services for caregivers.
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Increased education is the theme of Clusters #5 and #6.
Cluster #6, Improve Provider Education and Training, suggests
that improvement needs to occur in two domains: (1) the formal
education received by the provider prior to employment, and (2)
on-the-job and in-service training. Upgrading of curricula at
those institutions charged with training providers, and the estab-
lishment of apprenticeship programs and mandatory in-service
training standards are also recommended. Cluster #5, Increase
Community and Caregiver Education and Information, as its
name suggests, outlines the need for two types of educational ef-
forts: those targeting family caregivers specifically, and those
aimed at the public at large. Significantly, the education cam-
paign outlined for the general public includes the lofty goal of
bringing about a fundamental change in society’s perception of
mental illness.

Finally Cluster #3, Enhance Community Support Systems,
focuses on strengthening caregivers’ systems of social support
through two types of approaches. The first is increasing the quan-
tity and quality of existing support systems. The second kind of
solution revolves around legal/political activity, such as changing
the confidentiality laws to facilitate caregiver participation in
treatment, and comprehensive and coordinated lobbying efforts
on behalf of mental health issues.

Overall, then, the emphasis of the mental health board
group’s solutions points overwhelmingly toward improving the
quality, availability and access to system services. Of secondary
concern is enhancing the community supports available to care-
givers.

The themes of race and cultural sensitivity are well-
represented among the mental health board group’s solutions
data. Eight statements appearing in six different solutions clus-
ters make explicit reference to race or cultural issues (10% of the
total). Issues of race and cultural sensitivity are viewed as more
or less pervasive by the mental health board group, to be attended
to in every undertaking.

Convergent and Divergent Solution Themes Across
Focus Groups

Once more we turn to an examination of some of the themes
to emerge from the solutions data. Themes that were expressed
across focus groups, as well as those themes that were group-
specific are discussed.

Only one solutions theme received the endorsement of all
four focus groups: improved caregiver supports. This theme was
a major concern of the case managers and the mental health
board staff, and was implicit in many of the solutions statements
made by the caregivers. This theme was also expressed by the
consumer focus group, although it was not seen to be as impor-
tant as increasing caregiver accountability and improving the
quality of services to consumers. Improved caregiver supports
were seen to encompass improved housing, support groups and
telephone hotlines, respite support and recreational activities, in-
home aides, workshops and greater access to information, and
caregiver counseling.

Two important themes were voiced by three of the four
groups. The need fo increase the involvement of the caregiver
and family in the treatment process emerged from the solutions
data of the caregiver, case manager, and mental health board
groups. Means for accomplishing this goal were seen to include
active recruitment of family involvement by case managers and
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others, rendering the mental health system more user-friendly, in-
cluding reduction of appointment barriers, and adopting a more
family-centered, rather than consumer-centered, approach to
counseling and needs assessment. It should be noted that the con-
sumers voiced a somewhat different but related theme. They
called for a more general improvement in communications, par-
ticularly among providers and consumers, and generated only a
relatively few statements specifically calling for the increased in-
volvement of the caregiver in the treatment process.

Another theme receiving the endorsement of three of the
four focus groups was the call to improve the mental health sys-
tem, particularly the services provided to consumers. This theme
emerged as a major concern of the case managers, while receiv-
ing only slightly less emphasis from the consumers. While the
mental health board focus group certainly called for an improve-
ment of the mental health system, the tone of their solution state-
ments was far less strident than was that of the case managers or
consumers. The latter two groups were quite direct in their criti-
cisms of the system. They indicated the need for major overhauls
in the areas of personnel and programming, calling for stream-
lined procedures, tighter quality control measures, and more
stringent criteria regarding the formal and ongoing training of
personnel. The mental health board group, on the other hand,
spoke more in terms of making the system more responsive,
more culturally sensitive and more user-friendly. It is noteworthy
that the caregiver focus group failed to identify this theme to any
significant degree. Their focus was almost exclusively on things
that could be done to enhance their own performance and effec-
tiveness as caregivers.

Both the caregivers and consumers shared a major focus on
solutions centered around better management of medications.
Specific concerns were expressed about diagnoses, incorrect
dosages, side effects of medications, interaction effects with
foodstuffs and illicit drugs and alcohol, and the availability of
medications when needed. It is telling that both the case manager
and mental health board focus groups were silent on this theme
that was of great concern to the others.

Several important themes were cited only by individual
focus groups. Perhaps chief among these was the caregivers’ call
to improve the responsiveness of the legal/judicial system to the
needs of consumers and caregivers. Caregivers cited the general
need for greater sensitivity to the special needs of mental health
consumers on the part of the legal/judicial system and made spe-
cific recommendations regarding police training for special han-
dling of mental health consumers.

The case managers were very vocal in calling for an increase
in consumer accountability, expressing a willingness to mandate
certain domains of treatment and impose sanctions for non-
compliance. Consumers, by the same token, were equally vocal
in calling for an increase in caregiver accountability. They called
for the establishment of minimum standards of caregiver compe-
tence and legal sanctions in cases of abuse.

Whereas many of the solutions proposed by other focus
groups implicitly entailed an increase in funding, funding specifi-
cally emerged as a major theme of the mental health board focus
group. Fully 15% of this group’s brainstormed solution state-
ments explicitly call for either increased funding, more efficient
utilization of current resources, a redefining of funding priorities,
or some other facet of improved resource management. In addi-
tion to the 15% of statements making explicit reference to fund-
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ing issues, a great many others implicitly entail increased expen-
ditures. As the funding authority for the local mental health sys-
tem, this emphasis of the mental health board group is under-
standable.

Discussion and Implications for Service Delivery,
Policy and Research

In general, there was good consistency between the obstacles
and solutions generated within each group. However, there were
some inconsistencies with which obstacles and solutions themes
were identified by the various focus groups, yielding several in-
teresting observations. For example, all groups identified the ex-
clusion of family members from the treatment process as a sig-
nificant barrier. However, increasing family involvement did not
emerge as a solution theme among the consumers. Rather, their
concern was directed more toward the inadequacies of family
caregivers that prevent them from becoming meaningfully in-
volved. Unless these problems can be overcome, consumers ap-
pear reluctant to suggest ways in which family participation can
be increased. Thus, the data suggest that, at least from the per-
spective of consumers, system changes designed to improve care-
giver competence and capacity should precede attempts by the
mental health system to “legislate” family involvement.

Another example involved the availability and adequacy of
mental health services. Consumers did not draw a connection be-
tween the services they receive and the involvement of family
caregivers. On the other hand, they were very vocal about how
service quality and availability should be increased as solutions.
Family members, however, exhibited just the opposite pattern.
They identified the existing services as a barrier, but did not sug-
gest improving services as an approach. These findings are in-
dicative of differing loci as to where change needs to take place.
Consumers tended to focus on the need for external change, in-
cluding changes in the mental health system and caregivers. The
caregiver group, however, tended to internalize the need for
change and talked much more about ways in which they could
change and things they could do to improve their own involve-
ment.

The absence of particular themes from the statements of
some groups was also of interest. As noted above, case managers
and mental health board staff failed to identify medication issues
as a theme. The mental health board staff also omitted consumer
behaviors as an obstacle. These groups, to the exclusion of the
others, were the ones that mentioned attitudes and beliefs. These
findings are likely the result of the differing roles played by each
of the constituent groups and the perspectives they bring.

Differences among the groups also extend to the explicit
mention of race and culture in both barriers and solutions. Only a
relatively small percentage of both obstacle and solution state-
ments by the focus groups explicitly cite race and/or culture as a
factor. If we once more invoke our caveat about drawing conclu-
sions from these data (see Endnote 3), it nevertheless strikes us as
significant that not a single solutions statement from either the
caregiver or consumer focus groups made any explicit mention of
race or culture as a factor to be considered in the amelioration of
caregiver obstacles. It should be noted that the case manager and
mental health board staff groups were both culturally mixed. The
other two groups were composed entirely of African-Americans.
It is possible that group composition may affect the degree to
which race and culture are explicitly attended. Additional re-
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search is needed, controlling for the racial mix of the respondent
groups, in order to investigate this question.

All of these observations underscore the importance of gath-
ering multiple perspectives when assessing needs and developing
plans to address these needs. The results also clearly illustrate the
interactive nature of the mental health system. While there is
considerable agreement across groups as to where barriers exist,
there is less agreement on how these barriers should be ad-
dressed. There is also variability in where the various groups
place their priorities. System design or redesign must incorporate
these interactions and interrelationships in order to be successful.
Thus, while many of the results from individual groups have
been noted in previous research, this study adds an additional di-
mension to our understanding by allowing the comparison of the
conceptualization of the same issue by multiple groups, each of
which is an integral part of the total mental health system.

Overall, study findings demonstrate that family caregivers of
African-American mental health consumers face a number of
barriers which inhibit their involvement in the treatment and care
of their family member with mental illness. The loci of these bar-
riers are on multiple levels—consumer, family, community, and
the mental health system. Though progress has been made by
mental health professionals over the past decade in addressing
the needs of caregivers, clearly further work is needed, especially
with minority families.

The needs of African-American families are not being ade-
quately addressed or recognized by mental health systems. Men-
tal health systems that are defined as consumer-driven need to be
re-conceptualized as consumer and family driven. This change in
philosophy needs to be accompanied by the development of spe-
cific mechanisms for greater inclusion of families in the treat-
ment process. This will enhance the support which families re-
ceive from mental health professionals and in turn will strengthen
a family’s abilities to provide support to their mental health con-
sumers. The issue of enhancing relationships between African-
American families and mental health professionals cannot be ad-
dressed simply by offering a smorgasbord of services and re-
sources for families. Rather, African-American families need to
be viewed by professionals as true partners in the care of their
family members with mental illness. In addition, the differing
needs of families, based on family history, family support sys-
tems, and family life stage, need to be taken into consideration.

Partnerships by mental health professionals and family care-
givers means early involvement of families in the treatment pro-
cess and the establishment and maintenance of ongoing channels
of communications. This increased involvement may also help
address the negative perceptions that consumers have of family
caregivers as expressed in our study findings. By involving fami-
lies to a greater degree in the treatment process, by increasing
their knowledge and social support and assisting their efforts at
self-help and advocacy, family caregivers should be able to func-
tion more effectively, thereby reducing tensions and sources of
conflict with their care recipients.

Family caregivers in this study expressed a genuine willing-
ness to use self-help mechanisms to address their needs. There-
fore, the role of mental health professionals in working with fam-
ilies does not have to be primarily a direct service one. It should
include also serving as enablers, educators, facilitators, consul-
tants, and advocates. Given the changing nature of mental health
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care due to the fiscal constraints of managed care, such a strategy
can be both timely and cost-effective.

While all of the issues addressed in this study are not unique
to African-American family caregivers, our results clearly indi-
cate that African-American family caregivers face some particu-
lar challenges that need to be addressed by mental health profes-
sionals. It is important to recognize that race and social class may
interact to exacerbate needs felt by minority family caregivers.
The need for greater sensitivity by mental health professionals
and institutions to issues of ethnicity and culture was a prominent
theme in this study. Furthermore, this need was seen by some
focus groups as being more or less pervasive, involving all as-
pects of the mental health service delivery system, from the re-
cruitment and training of staff and professional workers, to the
restructuring of existing facilities and services to render them
more “user-friendly” to minority clients.

Notwithstanding the above, a number of the obstacles and
solution statements brainstormed by the caregivers, consumers,
case managers, and mental health board staff in this study can be
applied generically across family caregivers, regardless of race.
In particular, a number of the barriers cited in this study are con-
sistent with findings concerning caregiver needs from research
literature over the past two decades (Davis, Dinitz, &
Pasaminick, 1974; Doll, 1976; Grad & Sainsbury, 1963; Hatfield,
1978). Our findings, in part, are thus demonstrative of common-
alities in the caregiving experience across race and social class.
However, as with any qualitative study, the external validity of
this study is limited. The number of study participants in each of
the focus groups was small and each group was not necessarily
representative of its broader constituency. Therefore, care needs
to be taken in the interpretation and utilization of study findings.

The methodology utilized in this study also has implications
for the planning and delivery of mental health services by mental
health professionals. The focus group methodology coupled with
concept mapping offers mental health professionals an efficient
and cost-effective approach to identifying and developing strate-
gies to address unmet mental health needs, and one requiring
only modest levels of training in order to be successfully imple-
mented. Furthermore, as previously mentioned, study findings
demonstrate the value of utilizing a diverse set of constituencies
in the mental health system to examine service needs and barri-
ers. This approach leads to the identification of themes cited
across multiple groups as well as those cited by only one or two
groups. The end result is the potential for the development of a
set of interventions and strategies which can more comprehen-
sively address unmet needs.

Another potential benefit deriving from the methodology
employed in this study is the very large number of obstacle state-
ments which were generated by the focus groups. These state-
ments can be used in future research to generate and test a scale
designed to measure obstacles to involvement of families in the
treatment and support of their family members with mental ill-
ness. The scale could include both generic obstacles as well as
obstacles that are particular to specific racial or ethnic groups.
Once developed, the scale could be used across constituent
groups—family caregivers, consumers, case managers and men-
tal health board staff—in a broader study to examine the impact
of these obstacles on family caregivers and the degree to which
the identification of particular obstacles or groups of obstacles
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varies by constituency group, constituent group characteristics
such as race or ethnicity, or by geographic area.

Although a number of the solutions suggested in this study
are not new (e.g., improved caregiver supports and increasing the
involvement of family caregivers in the treatment process), they
do support previous recommendations by family researchers and
advocates (Biegel, Milligan, Putnam, & Song, 1994; Lefley &
Johnson, 1990). While there is no consensus in the mental health
field regarding the adequacy with which mental health profes-
sionals are currently meeting the needs of families (Biegel, Song,
& Milligan, 1995; Hatfield, 1986; Marsh, 1992), it is clear that
mental health professionals have the technology, knowledge and
skills, to do so.

Endnotes

IConcept System software was used for all concept mapping data analyses in this
study. The statements and the individual sortings and ratings obtained from the focus groups
are the raw data from which the Concept System software constructs a series of “maps” for
each of the four focus groups. From the sort information for each group, an N x N (N =
number of statements) binary, symmetric similarity matrix is constructed for each partici-
pant. For any two items sorted in the same pile, a ‘1’ is placed in that row and column, while
a ‘0’ is placed when they are not. Subsequently, a group similarity matrix is obtained by
combining the individual matrices. This matrix also has as many rows and columns as there
are statements. The number placed on any pair of statements indicates how many focus
group members grouped that pair of statements in the same pile. A multi-dimensional scal-
ing procedure then utilizes this matrix to produce a “point map,” with each point represent-
ing one statement and the distance between points indicating the sorting similarities and dif-
ferences. Finally, hierarchical cluster analysis, using Ward’s algorithm as the distance mea-
sure, groups the individual statements into clusters which presumably reflect similar con-
cepts (Trochim, 1989). The software permits specification of the number of clusters desired
in the “solution.” Indeed, a major task of interpreting data using Concept System software
lies in deciding on the cluster solution that provides the best “fit” with the data.

2’Fences” drawn around each cluster in Figures 1-8 represent the average importance
rating of that cluster, with more “fences” indicating a higher average importance rating. The
average importance rating of each cluster appears in parentheses after the cluster name. The
geographical size of a map cluster is not related to the number of statements it contains, but
rather the perceived coherence of its constituent statements with one another, as reflected in
the sortings of the focus group participants. The number appearing inside each cluster is its
identifying number, and has no statistical significance or meaning.

3A legitimate methodological question surrounds treatment of brainstormed state-
ments which make explicit reference to race and/or culture as a factor. Since the focus ques-
tions asked were, “What barriers or obstacles hinder African-American families’ involve-
ment in the treatment and support of their family member with mental illness?,” and “How
can barriers or obstacles which hinder African-American families’ involvement in the treat-
ment and support of their family member with mental illness be overcome?,” it can rightful-
ly be argued that all of the statements brainstormed in response to these focus questions
have a racial component to them. It is certainly the case that a great many statements, al-
though making no explicit reference to race or culture, nevertheless assume the context of
the focus questions. In contrast, statements making explicit reference to race and/or cultural
issues do apply exclusively to African-American family caregivers and, what is more, were
stated by group participants in order to explicitly and specifically reference African-
Americans in contradistinction to other groups. Therefore, such statements are treated as a
special category indicative of observations and concerns in which race and/or culture is
viewed as being critically relevant. These items will be tracked throughout the discussion of
the data, with the understanding, however, that they do not represent the entire breadth and
scope of the impact of race and culture in these matters.
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