In Our Own Voice—Family Companion:
Reducing Self-Stigma of Family Members
of Persons With Serious Mental Illness

Deborah A. Perlick, Ph.D.
Ann H. Nelson, R.N., B.S.N.
Kate Mattias, M.P.H., J.D.
James Selzer, M.B.A., Ph.D.
Carla Kalvin, B.A.

Objective: This article reports preliminary findings from a novel, fami-
ly peer-based intervention designed to reduce self-stigma among fami-
ly members of people with serious mental illness. Methods: A total of
158 primary caregivers of patients with schizophrenia were recruited
from a large urban mental health facility (93 caregivers) or from a fam-
ily and consumer advocacy organization (65 caregivers). Caregivers (N=
122) who reported they perceived at least a moderate level of mental ill-
ness-related stigma were evaluated on measures of self-stigma, with-
drawal, secrecy, anxiety, and social comparison and randomly assigned
to receive one of two, one-session group interventions: a peer-led inter-
vention (In Our Own Voice-Family Companion [IOOV-FC]) designed to
stimulate group discussion or a clinician-led family education session,
which delivered information about mental illness in a structured, di-
dactic format. IOOV-FC consisted of playing a videotape of family mem-
bers who describe their experiences coping with stigma, which was fol-
lowed by a discussion led by two family peers who modeled sharing
their own experiences and facilitated group sharing. Resulis: Of 24 fam-
ily members and ten consumers, 96% rated the videotape above a pre-
determined acceptability threshold on a 19-item scale assessing cultur-
al sensitivity, respect for different stakeholders, relevance of content,
and technical quality (a=.92). Caregivers receiving IOOV-FC with low to
moderate pretreatment anxiety reported a substantial reduction in self-
stigma (effect size=.50) relative to those receiving clinician-led family
education (p=.017) as well as significant reductions in secrecy (p=.031).
Conclusions: Peer-led group interventions may be more effective in re-
ducing family self-stigma than clinician-led education, at least for per-
sons reporting experiencing low to moderate anxiety levels on a stan-
dard questionnaire (Psychiatric Services 62:1456-1462, 2011)
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esearch has shown that nega-
Rtive stereotyping and discrimi-

nation toward people with a
mental disorder are experienced by
their family members as well as by the
individuals afflicted (1). For example,
Struening and colleagues (2) found
that 40% to 79% of 461 family mem-
bers of mental health consumers with
a diagnosed serious mental illness
agreed that “most people” devalued
family members. Research has also
documented that family members
tend to internalize the devaluing
views of others, which is referred to as
self-stigma and is reflected in feelings
of guilt or self-blame in relation to the
relative’s illness. Studies have found
that feelings of guilt or self-blame
characterized up to 50% of family
members (3-7) and that self-stigma
was associated with low self-esteem
(8,9), secrecy, or social withdrawal in
response to anticipated rejection (4,
10,11), psychological distress (12,13),
and subjective burden (14). Although
several interventions to reduce self-
stigma among consumers have been
described (15-20), no intervention
targeting self-stigma among family
members has been reported.

We present preliminary data from a
novel intervention designed to reduce
self-stigma among family members of
individuals with serious mental illness.
This intervention, In Our Own
Voice—Family Companion (IOOV-
FQC), is a single session modeled after
“In Our Own Voice” (IOOV), a wide-
ly disseminated program and manual
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developed by the National Alliance
on Mental Illness (NAMI) to reduce
public stigma toward mental health
care consumers. Like IOOV, IOOV-
FC features two family members who
describe the process of learning to
cope with mental illness through
sharing their own experiences and
those of other family members fea-
tured on a videotape. With this ap-
proach, IOOV-FC aims to disconfirm
negative, internalized stereotypes
held by family members through in-
teraction with family peers who mod-
el challenging discriminatory behav-
ior and stigmatizing beliefs rather
than internalizing them.

This article first reports on the de-
velopment of IOOV-FC. We then
present our evaluation of the inter-
vention’s preliminary efficacy in re-
ducing family self-stigma compared
with a provider-delivered family edu-
cation session. Second, we evaluate
the efficacy of IOOV-FC in compari-
son with family education in altering
interpersonal strategies commonly
adopted to cope with the adverse im-
pact of discrimination: secrecy and
withdrawal (21). Third, we examine
potential moderators and mediators
of treatment response, specifically
the role of anxiety as a moderator and
social comparison as a mediator of
outcome. Family members of individ-
uals with mental illness often report
acute distress, anxiety, or fear (22,23).
Because high anxiety has been associ-
ated with poorer response to psy-
chosocial treatments for depression
(24-29) and depression is common
among caregivers of people with
mental illness (30-32), it seems plau-
sible that elevated pretreatment anxi-
ety may be associated with poorer re-
sponse to IOOV-FC. Anxious persons
may experience social anxiety in a
group setting when asked to share
personal stories with strangers and
withdraw, compromising their ability
to benefit from an intervention de-
signed to alter self-cognitions through
exposure to, and comparison with,
the viewpoints and coping strategies
used by others. Festinger (33) ob-
served that people have a tendency to
“evaluate their own opinions and abil-
ities by comparison respectively with
the opinions and abilities of others,”
which he termed “social comparison.”

We hypothesized first that family
members participating in a peer-led
intervention focused on learning to
cope with mental illness stigma
(IOOV-FC) would report greater re-
ductions in self-stigma than family
members participating in clinician-
led education about various aspects of
mental illness. Second, we hypothe-
sized that family members participat-
ing in IOOV-FC would report greater
reductions in the use of secrecy and
withdrawal than those participating in
family education. Third, consistent
with the results of prior studies, we
hypothesized that reductions in self-
stigma, secrecy, and withdrawal
would be moderated by family mem-
bers” preintervention anxiety level,
with the advantage of IOOV-FC ver-
sus family education most evident for
family members with low to moderate
anxiety. Finally, on the basis of the lit-
erature on social comparison, we an-
ticipated that hypothesized decreases
in self-stigma, secrecy, and withdraw-
al associated with assignment to
IOOV-FC would be mediated by de-
creases in social comparison during
the intervention.

Methods

Participants

A total of 158 caregiver participants
were recruited from the inpatient and
outpatient psychiatric services of a
large, metropolitan hospital center in
the Northeast (N=93) and from the
Connecticut chapter of the National
Alliance for Mental Illness (NAMI-
CT) (N=65). At the hospital, clini-
cians referred all consumers with di-
agnosed schizophrenia and an eligible
caregiver to the study team. At
NAMI-CT, family members were re-
cruited via fliers or self-referral after
announcements at support group
meetings. To be eligible, caregivers
had to be age 18 or older and the pri-
mary caregiver of a relative who met
DSM-1V criteria for a schizophrenia
spectrum disorder based on chart di-
agnosis. We chose to focus on schizo-
phrenia in this preliminary study to
reduce heterogeneity of results from
potentially differing experiences of
family members whose relatives have
diagnoses of other disorders. The pri-
mary caregiver met at least three of
five criteria established by Pollak and
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Perlick (34): being a spouse or parent,
having more frequent contact than
any other caregiver, helping to sup-
port the patient financially, being
contacted by treatment staff for
emergencies, and having been in-
volved in the patient’s treatment. In
addition, caregivers had to be a first-
degree relative of the patient and
show evidence of perceived stigma,
operationalized as scoring positive on
at least two of the seven items on the
Struening and colleagues (2) Devalu-
ation of Consumer Families Scale.

Of 221 caregivers referred, 65
(71%) of 92 caregivers referred from
NAMI-CT and 93 (72%) of 129 care-
givers referred from the hospital (47%
of caregivers of all patients ap-
proached) agreed to participate and
met inclusion criteria (N=158). All
caregivers screened met inclusion cri-
teria for perceived stigma. The study
was approved by the facilities” institu-
tional review boards; after complete
description of the study to partici-
pants, written informed consent was
obtained. Consenting caregivers were
assessed and randomly assigned to re-
ceive one of two group interventions:
a peer-led intervention (IOOV-FC)
designed to stimulate group discus-
sion, disclosure, and social compari-
son or a clinician-led family education
session that delivered information
about mental illness in a structured,
didactic format. Caregivers were as-
sessed and randomly assigned to treat-
ment condition within the two-week
period before the scheduled group
meeting. We assessed 122 (77%) of
consenting caregivers, who were ran-
domly assigned to a study condition
and participated in the intervention
and postassessment; 23% were unable
to be scheduled or contacted, and
their data were thus lost to the study.
Participant recruitment and data col-
lection took place between Septem-
ber 2008 and April 2010.

Measures
Caregivers were assessed before ran-
domization and immediately post-
treatment on all measures described
below. Posttest assessments were per-
formed by an independent evaluator
who was blind to the study’s treat-
ment condition.

To measure changes in caregiver
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self-stigma, we used a modified ver-
sion of the seven-item Devaluation of
Consumer Families Scale (2), which
measures perceptions of discrimina-
tion and devaluation directed toward
families by the general public. The
modified scale applies the method
described by Corrigan and colleagues
(35,36) for assessing stereotype en-
dorsement and stereotype self-con-
currence (that is, self-stigma) to each
of the Struening and colleagues (2)
items. For each item, a corresponding
“stereotype agreement” and “self-
concurrence” item was developed.
For example, for the public stigma
item “Most people would rather not
be friends with families that have a
relative who is mentally ill living with
them,” the corresponding stereotype
agreement item was “People are jus-
tified in not wanting to be friends
with people who have a mentally ill
relative living with them,” and the
corresponding self-concurrence item
was “I sometimes feel that others are
justified in not befriending me be-
cause I live with a family member
who is mentally ill.” These items were
reviewed by both Corrigan and Link
and were piloted on ten family mem-
bers to ensure clarity and acceptabili-
ty. The seven stereotype agreement
items and the seven self-concurrence
items were then combined to pro-
duce a 1l4-item self-stigma scale,
which had good internal consistency
(a=.84). Secrecy and withdrawal
were assessed with Link and col-
leagues’ (21) scales. The secrecy scale
is a five-item Likert scale assessing
use of concealment of mental illness
(for example, “If you have been treat-
ed for a serious mental illness, the
best thing to do is to keep it a secret”)
(a=.72). The withdrawal scale con-
sists of seven items assessing “limiting

social interaction to those who know
about and tend to accept one’s stig-
matized condition,” such as, “If I
thought someone I know held nega-
tive opinions about psychiatric pa-
tients, I would try to avoid him or
her” (@=.57). Baseline self-stigma was
modestly correlated with both secre-
cy (r=.209, p=.021) and withdrawal
(r=.233, p=.010), which were signifi-
cantly intercorrelated  (r=.479,
p<.001) as well.

Anxiety and social comparison were
assessed with the Brief Symptom In-
ventory (BSI) (37) anxiety scale
(¢=.85) and the 1l-item, Iowa-
Netherlands Comparison Orientation
Measure (38) (x=.83), respectively.
The latter scale was developed to
measure social comparison, a term
coined by Festinger (33) to describe
the tendency to evaluate one’s opin-
ions and abilities through comparison
with others (such as “find out what
others think who face similar prob-
lems as I do” or “how well I have done
something”). Higher numbers reflect
higher social comparison (38).

IOOVEFC intervention

IOOV-FC consisted of a 15-minute
videotape of family members describ-
ing their experiences in adjusting to
having a member with mental illness,
followed by a 60-minute group discus-
sion facilitated by two family peers.
The family members in the video
shared their experiences coping with
stigma associated with mental illness
using the framework of NAMTs Stages
of Emotional Response, where stage 1
is dealing with catastrophic events,
when the illness symptoms first
emerge; stage 2 is learning to cope,
which involves understanding the ill-
ness and its management; and stage 3
is moving into advocacy through prac-

ticing self-care and confronting stigma
in one’s daily life and through public
advocacy (Table 1). Group discussion
was elicited after the video clip on
each Emotional Stage, as well as at the
end of the video. Both the video and
group discussions focused on self-stig-
ma themes identified in focus groups
conducted with family members and
consumers,

The acceptability of the video pro-
duction was evaluated by 24 family
members and ten consumers using 4-
point Likert scales on 17 items assess-
ing the degree to which the produc-
tion was culturally sensitive, respect-
ful of different stakeholders, and re-
flective of families’ stigma experi-
ences. Higher scores reflect higher
acceptability. Internal consistency of
the 17 items was good (a=.92); 96%
(N=23) of participants rated all items
above a predetermined acceptability
threshold. The mean+SD score on
the total scale was 3.60+.24. Twelve
family members who had facilitated
or attended NAMI’s signature peer
education program, Family-to-Fami-
ly, were chosen as facilitators for
IOOV-FC and participated in a two-
day, intensive training program that
covered defining caregivers’ experi-
ence of stigma at each of NAMI’s
Stages of Emotional Response,
guidelines for self-disclosure, and
group facilitation skills.

Family education condition

The family education condition was a
75-minute educational presentation
on mental illness, its treatment, fami-
ly impact, and resources and was de-
livered by two mental health provi-
ders in a clinical setting. Education
was delivered via videotape and Power-
Point presentation, and group inter-
action was limited to questions from

Table 1

Family self-stigma themes relating to the Stages of Emotional Response?

Dealing with catastrophic events

Learning to cope

Moving into advocacy

Rejection by former friends, family members

Embarrassment, shame
Helplessness, self-blame

Feelings of incompetence in interactions

with providers
Social withdrawal, isolation
Selective self-disclosure

Advocating better care for relatives
with serious mental illness

Focus on self-care

Education of others about mental
illness

* The Stages of Emotional Change is a model articulated by the National Alliance on Mental Illness to describe the family’s adjustment process to the

mental illness of one of its members.
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participants, with answers provided
by the clinician.

Ten groups of four to eight family
participants each were conducted for
IOOV-FC (N=59) and for family edu-
cation (N=63). A video recording was
made of every third group, and four
IOOV-FC tapes were rated for adher-
ence and competence by the NAMI
principal investigator and a master’s-
level clinician. The rating scale, which
was developed for this study, included
17 items on adherence and seven
items on competence. Across the four
sessions rated, 94% of all items were
rated at or above a preselected adher-
ence threshold. Raters’ scores dif-
fered by no more than 1 point for 91%
of adherence items and 96% of com-
petence items. The overall interrater
reliability (Pearson’s r) was .959 for
adherence and .988 for competence.

Data analysis
All 122 participants who attended
their assigned treatment group com-
pleted the posttreatment assessment.
All principal analyses were conducted
based on the intention-to-treat prin-
ciple and used all available data for
analysis. First, the treatment and con-
trol groups were compared on ten
pretreatment sociodemographic and
clinical characteristics by using t, chi
square, or Fisher’s exact tests. Next,
linear regression models were used to
evaluate the effect of treatment group
on outcome variables. Each variable
measured at posttreatment was re-
gressed onto treatment group assign-
ment, followed by the respective pre-
treatment value for that variable. In
this analytic approach, the group ef-
fect was the test of the difference be-
tween the two groups posttreatment,
with controls for pretreatment levels.
The model described above was
computed again, with the interaction
between treatment group and pre-
treatment anxiety level added as the
final entry, in order to evaluate the
hypothesis that treatment effects
would be strongest for family mem-
bers with low to moderate levels of
baseline anxiety. Where a significant
effect of group or group x anxiety
level interaction was observed, we
used exploratory models to evaluate
social comparison as a mediator of
treatment-related changes, in each

case adding either the interaction be-
tween group and the pretreatment-
posttreatment change in the hypoth-
esized mediating variable as well as
its pretreatment value or the pre-
treatment value and the pretreat-
ment-posttreatment value alone (39)
after the group x anxiety level term
had been entered.

Results

Sample characteristics

Of the 122 participants randomly as-
signed to receive the IOOV-FC inter-
vention or the control treatment, all
were available for postassessment.
Table 2 displays the pretreatment so-
ciodemographic and clinical charac-
teristics of the study sample. No sig-
nificant differences between treat-
ment groups were observed before
the onset of treatment on any of ten
caregiver and patient sociodemo-
graphic variables.

Patient and caregiver

treatment outcomes

Table 3 summarizes the results of the
regression analyses of family outcome
variables by treatment group assign-
ment. In addition to the group effect,
the group x anxiety level interaction
effect is reported. Although the group
effect for self-stigma approached sig-
nificance (p=.064), none of the mod-
els found a significant effect for treat-
ment group alone. However, signifi-
cant interactions between group and
pretreatment anxiety level were ob-
served for two outcomes. For self-
stigma, a significant interaction was
observed in which the IOOV-FC
group overall showed some reduction
in reports of self-stigma (F=5.85, df=
2 and 122, p=.017), but the reduction
was greatest for those with low to
moderate versus high levels of pre-
treatment anxiety (Figure 1). By con-
trast, for the family education group,
reports of self-stigma postinterven-
tion were virtually identical to those
reported preintervention (Figure 1)
and were not influenced by level of
anxiety (pretreatment BSI score x
pre-post self-stigma Pearson r=.038).
The effect size observed for partici-
pants with low to moderate anxiety
was in the medium range (Cohen’s
d=.50), whereas the effect was con-
sidered small for participants with
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high anxiety (d=.21). A significant
group x pretreatment anxiety interac-
tion was also observed for secrecy (F=
4.79, df=2 and 122, p=.031). In the
IOOV-FC group participants with
low to moderate levels of anxiety re-
ported a modest decrease in secrecy
(d=.20), whereas participants with
high anxiety reported a comparable
increase in secrecy (d=.19). Pretreat-
ment-posttreatment changes in stig-
ma were not significantly associated
with changes in secrecy (r=—310, p=
.738) or withdrawal (r=-.162, p=
.076), although changes in secrecy
and withdrawal were significantly
correlated (r=.276, p=.002).

The term for changes in social com-
parison observed during the interven-
tion (pretreatment—posttreatment SO-
cial comparison) was significant when
examined in the exploratory model
evaluating the role of social compari-
son as a mediator of changes in self-
stigma (F=6.15, df=1 and 115, p=.015).
Lower levels of self-stigma posttreat-
ment were associated with greater re-
ductions in social comparison. The as-
sociated increase in explanatory pow-
er (from an adjusted R® of .332 to
.366) was also significant (F =
6.11, df=1 and 115, p=.015).
Discussion
This article reports on the develop-
ment and preliminary findings of
IOOV-FC, a novel intervention de-
signed to reduce family self-stigma.
Developed in collaboration with
NAMI-CT, IOOV-FC was structured
to promote interaction with family
peers who had successfully negotiated
many of the difficulties and emotional
strains confronting study participants.
IOOV-FC was hypothesized to reduce
self-stigma, secrecy, and withdrawal
through stimulating social comparison
processes that would inspire partici-
pants to reappraise their ability to
cope with discrimination and rejec-
tion experienced in interactions with
others. Our findings indicate that the
intervention was acceptable and feasi-
ble. Family members with low to
moderate levels of preintervention
anxiety who were assigned to IOOV-
FC reported significant reductions in
self-stigma and secrecy relative to
those assigned to the family education
control group, and reductions in self-
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Table 2

Characteristics of consumers with serious mental illness and their family members before family members received In Our
Own Voice—Family Companion intervention or standard family education (control)

Caregivers Consumers
Intervention  Control Intervention  Control
(N=59) (N=63) (N=59) (N=63)
Test Test
Characteristic N % N % statistic* df N % N % statistic?  df
Female 42 71 48 76 X2:3.94 1 19 32 17 25 x~=.40 1
Age (M=SD) 56.2+11.7 57.1£9.7 t=—44 120 35.9x12.1 32.3+13.8 t=1.54 120
Race or ethnicity
Caucasian 51 86 50 79 X2:1.07 1 47 80 52 82 XQ:.I"/' 1
African American 5 9 5 8 6 10 5 8
Hispanic 3 5 2 3 3 5 3 5
Other 0 — 6 10 3 5 3 5
Marital status
Married or cohabitating 35 60 41 65  x2=.43 1 4 7 5 8 1.00 1
Widowed, divorced, or separated 15 25 18 29 7 12 2 3
Never married 9 15 4 6 48 81 56 89
Employment status
Full-time 27 46 32 501 XZ .07 1 1 2 3 XQ:.OS 1
Part-time 10 17 9 14 10 17 11 18
Retired 15 25 14 22 0 — 4 6
Unemployed, student 7 12 8 13 48 81 46 73
Relationship of caregiver to consumer
Parent 39 67 46 73 x%=.66 1
Spouse or significant other 2 3 3 5
Other family members? 15 25 14 22
Other nonfamily member® 3 5 0 —
Lives with consumer L?/es 26 44 33 52 x2=.84 1
Age of onset (M=SD) 20.6£7.2 19.7+10.3 t=.55 119
Consumer ever hoepltahzed (ves) 55 93 62 98 .20 1
Age at first hospitalization (M=SD)d 22.9+5.98 20.6+8.04 t=1.76 111
Number of dpsychlatrlc admissions
(M+£SD) 7.25+6.99 6.27+9.97 t=.61 119

* Due to low expected cell frequencies, chi square or Fisher’s exact tests were calculated by combining across categories for the following variables: race
or ethnicity, white versus nonwhite; marital status, ever versus never married; employment status, working versus not working; relationship of caregiv-
er to consumer, parent versus other. For differences calculated with the Fisher test (consumer marital status and ever hospitalized), the exact proba-
bilities are reported. No comparisons performed were significant at p<.05.

b Includes 6 adult children, 7 siblings, 1 nephew, and 1 other family member in the In Our Own Voice intervention group; includes 6 adult children, 1
grandson, 1 nephew, and 6 siblings in the control group

¢ Includes 2 friends or neighbors and 1 other nonfamily member in the In Our Own Voice intervention group; includes no others in the control group

4 One consumer had missing data on age of onset and number of hospitalizations; 9 consumers had missing data on age at first hospitalization.

Table 3

Relationship of treatment assignment to family self-stigma, secrecy, and withdrawal among family members who received
In Our Own Voice—Family Companion intervention or standard family education®

In Our Own Voice—

Family Companion (N=59)

Family education

control condition (N=63)

Pretreatment Posttreatment Pretreatment Posttreatment  Group Group x BSIP
Variable M SD M SD M SD M SD df p F df P
Self-stigma® 1.8 5 1.5 5 1.7 4 1.7 4 3.49 2,118  .064 585 2,118 .017
Secrecyd 4.1 1.0 3.9 1.0 3.9 1.1 3.7 1.1 .52 2,118 472 479 2,118 .031
Withdrawal® 3.8 9 3.7 .8 3.7 8 3.6 7 .00 2,118 970 07 2,118 795

4 For economy of space the coefficients and significance levels only for treatment group assignment are shown.
b Brief Symptom Inventory anxiety subscale score

¢ Self-stigma scale
4 Link secrecy scale
¢ Link withdrawal scale
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stigma were partially mediated by re-
ductions in social comparison.

Although our findings are consis-
tent with the literature, it is of con-
cern that caregivers with high levels
of anxiety showed only a small reduc-
tion in self-stigma in contrast to the
more robust reduction observed for
caregivers with low to moderate anx-
iety. Future trials should modify the
intervention to address the stigma
concerns of these caregivers as well.
Caregivers with high anxiety may re-
frain from full group participation for
fear of being judged or embarrassed.
Consistent with this speculation is
the slight increase in secrecy ob-
served among these caregivers. In
studies of evidence-based psychoso-
cial interventions, consumers with
co-occurring anxiety symptoms took
longer to achieve a therapeutic re-
sponse (24-27), suggesting that care-
givers with high anxiety might re-
spond more favorably to IOOV-FC
with additional sessions, allowing suf-
ficient exposure to disconfirm antici-
pated threats (such as fear of sham-
ing or embarrassment) and to in-
crease receptivity to cognitive—infor—
mational and affective-supportive as-
pects of IOOV-FC. It is also possible
that they would benefit from inclu-
sion of stress reduction tools or
strategies from evidence-based inter-
ventions for anxiety. Qualitative
methods might be used to determine
specific needs of caregivers with high
anxiety that are not addressed by the
current intervention.

The finding that changes in self-
stigma were not associated with
changes in secrecy or withdrawal de-
spite significant intercorrelations pre-
treatment and in prior work (29) may
be attributable to differences in sam-
pling (that is, mental health or sup-
port group versus a community set-
ting) or to the use of specific inter-
vention strategies. For example,
group leaders supported use of both
secrecy and selective disclosure, de-
pending on the situation.

The finding that reductions in self-
stigma in IOOV-FC were partially me-
diated by reductions in social compar-
ison suggests that learning more effec-
tive strategies for coping with public
stigma and the tendency to internalize
negative stereotypes decreased partic-

Figure 1

Effects of peer-led versus clinician-led psychoeducation and pretreatment
anxiety level on self-stigma of family members?

1.80 — Hl 100V-FC high anxiety
© [J IO0V-FC low anxiety
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g 170—] @ FE low anxiety
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2 1.65—
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 Possible scores on the self-stigma scale range from 14 to 56, with higher scores indicating higher
self-stigma. Data represent the mean of the group means, above and below the medians for each
treatment condition. IOOV-FC, In Our Own Voice-Family Companion; FE, standard family ed-

ucation

ipants’ need to seek information from,
or evaluate their abilities in relation to,
the perceived successes of other fami-
ly members, resulting in reductions in
both self-stigma and social comparison
from pretreatment to posttreatment
relative to reductions observed for the
control group.

The availability of a very brief in-
tervention that can help reverse the
internalization of mental illness stig-
ma for families is important for sev-
eral reasons. First, as noted above,
self-stigma adversely affects the self-
esteem, social lives, and psychologi-
cal health and well-being of family
members of persons with mental ill-
ness (8-12). Second, in practice, fam-
ily members who feel ashamed, to
blame, incompetent, or who make
other internal attributions for their
relative’s illness may be less likely to
take constructive actions on his or
her behalf. Family members play a
critical role in promoting their rela-
tives entry into and adherence to
mental health treatments (40—45) but
are often deterred by fear of expo-
sure to stigma and blame from
providers, friends, or other family
members (6,46).

Although these initial results are
promising, it will be critical to see
whether they are sustained over time.
A limitation of the study is the rela-
tively low proportion of caregivers
from diverse ethnic and racial back-
grounds, which limits generalizability.
Only 18% of caregivers and 19% of
consumers were from racial or ethnic
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minority groups. Because stigma may
serve as an especially profound barri-
er to care for individuals from these
groups (47,48), it will be critical to
build in measures to increase diversi-
ty in future studies.

Conclusions

The results of this study suggest that
peer-delivered interventions may rep-
resent a more effective way to reduce
self-stigma than provider-delivered
education. Future studies should ad-
dress the needs of caregivers with high
anxiety levels and from racial and eth-
nic minority groups.

Acknowledgments and disclosures

This study was supported by grants RO1
MHO077168 and ROIMHO077169 from the Na-
tional Institute of Mental Health. The authors
gratefully acknowledge the support and guid-
ance of and offer a special thanks to the peer fa-
cilitators from the Connecticut chapter of the
National Alliance on Mental Tllness and family
members and mental health consumers who
participated in this study. Finally, the authors
thank Christina DeFranco of Danolas Produc-
tions for her inspired video representation of
the personal accounts of family members
learning to cope with having a relative with
mental illness.

The authors report no competing interests.

References

1. Corrigan P, Miller F: Shame, blame, and
contamination: a review of mental illness
stigma on family members. Journal of

Mental Health 13:537-548, 2004

2. Struening E, Perlick D, Link B, et al: Stig-
ma as a barrier to recovery: the extent to
which caregivers believe most people de-
value consumers and their families. Psychi-

1461



10.

11.

12.

13.

14.

15.

16.

17.

atric Services 52:1633-1638, 2001

. Muhlbauer S: Navigating the storm of

mental illness: phases in the family’s jour-
ney. Qualitative Health Research 12:1076—
1092, 2002

. Phelan ], Bromet E, Link B: Psychiatric ill-

ness and family stigma. Schizophrenia Bul-
letin 24:115-126, 1998

. O’Haeri |, Fido A: The opinion of care-

givers on aspects of schizophrenia and ma-
jor affective disorders in a Nigerian setting.
Social Psychiatry and Psychiatry Epidemi-
Ology 36:493-499, 2001

. Angermeyer M, Schulze B, Dietrich S:

Courtesy stigma: a focus group study of
relatives of schizophrenia patients. Social
Psychiatry and Psychiatry Epidemiology
38:593-602, 2003

. Wahl O, Harman C: Family views of stig-

ma. Schizophrenia Bulletin 15:131-139,
1989

. Tsang H, Phidias K, Chan F, et al: Sources

of burdens on families of individuals with
mental illness. International Journal of Re-
habilitation Research 26:123-130, 2003

. Markowitz F: The effects of stigma on the

psychological well-being and life satisfac-
tion of persons with mental illness. Journal
of Health and Social Behavior 39:335-348,
1998

Phillips M, Pearson V, Li F, et al: Stigma
and expressed emotion: a study of people
with schizophrenia and their family mem-
bers in China. British Journal of Psychiatry
181:488-493, 2002

Stengler-Wenzke K, Trosbach J, Dietrich
S, et al: Experience of stigmatization by
relatives of patients with obsessive com-
pulsive disorder. Archives of Psychiatric
Nursing 18:88-96, 2004

Martens L, Addington J: The psychological
well-being of family members of individu-
als with schizophrenia. Social Psychiatry
and Psychiatry Epidemiology 36:128-133,
2001

Mickelson K: Perceived stigma, social sup-
port, and depression. Personality and So-
cial Psychology Bulletin 27:8, 2001

Greenberg |, Greenley J, McKee D, et al:
Mothers caring for an adult child with
schizophrenia: the effects of subjective
burden on maternal health. Family Rela-
tions: Interdisciplinary Journal of Applied
Family Studies 42:205-211, 1993

Link B, Struening E, Neese-Todd S, et al:
Stigma as a barrier to recovery: the conse-
quences of stigma for the self-esteem of
people with mental illness. Psychiatric Ser-
vices 52:1621-1626, 2001

Estroff SE, Penn DL, Toporek J: From
stigma to discrimination: an analysis of
community efforts to reduce the negative
consequences of having a psychiatric disor-
der and label. Schizophrenia Bulletin 30:
493-509, 2004

McCay E, Beanlands H, Leszcz M, et al: A
group intervention to promote healthy
self-concepts and guide recovery in first
episode schizophrenia: a pilot study. Psy-
chiatric Rehabilitation Journal 30:105-
111, 2006

1462

18.

19.

20.

21.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

33.

Knight M, Wykes T, Hayward P: Group
treatment of perceived stigma and self-es-
teem in schizophrenia: a waiting list trial of
efficacy. Behavioral and Cognitive Psy-
chotherapy 34:305-318, 2006

Roe D, Hasson-Ohayon I, Derhy O, et al:
Talking about life and finding solutions to
different hardships: a qualitative study on
the impact of narrative enhancement and
cognitive therapy on persons with serious
mental illness. Journal of Nervous and
Mental Disease 198:807-812, 2010

Yanos PT, Roe D, Lysaker PH: Narrative
enhancement and cognitive therapy: a new
group-based treatment for internalized
stigma among persons with severe mental
illness. International Journal of Group Psy-
chotherapy, in press

Link B, Cullen F, Struening E, et al: A
modified labeling theory approach to men-
tal disorders: an empirical assessment.
American Sociological Review 54:400—
423, 1989

Lefley H: The family’s response to mental
illness in a relative. New Direction for
Mental Health Services 34:3-21, 1987

Lefley H: Family Burden and Family Stig-
ma in Major Mental Illness, American Psy-
chologist 44:556-560, 1989

Feske U, Frank E, Kupfer D, et al:Anxiety
as a predictor of response to interpersonal
psychotherapy for recurrent major depres-
sion: an exploratory investigation. Depres-
sion and Anxiety 8:135-141, 1998

Feske U, Frank E, Mallinger A, et al: Anx-
iety as a correlate of response to the acute
treatment of bipolar I disorder. American
Journal of Psychiatry 157:956-962, 2000

Andreescu C, Lenze E, Dew M, et al: Ef-
fect of comorbid anxiety on treatment re-
sponse and relapse risk in late-life depres-
sion: controlled study. British Journal of
Psychiatry 190:344-349, 2007

Brown C, Schulberg H, Madonia M, et al:
Treatment outcomes for primary care pa-
tients with major depression and lifetime
anxiety disorders. American Journal of Psy-
Chiatry 153:293-300, 1996

Reich J: Family psychiatric histories in
male patients with generalized anxiety dis-
order and major depressive disorder. An-
nals of Clinical Psychiatry 7:71-79, 1995

Hamilton K, Dobson K: Cognitive therapy
of depression: pretreatment patient pre-
dictors of outcome. Clinical Psychology
Review 22:875-893, 2002

Perlick D, Miklowitz D, Link B, et al: Per-
ceived stigma and depression among care-
givers of patients with bipolar disorder.
British Journal of Psychiatry 190:535-536,
2007

Dyck D, Short R, Vitaliano P: Predictors of
burden and infectious illness in schizo-
phrenia caregivers. Psychosomatic Medi-
cine 61:411-419, 1999

Struening E, Stueve A, Vine P, et al: Fac-
tors associated with grief and depressive
symptoms in caregivers of people with se-
rious mental illness. Research in Commu-

nity and Mental Health 8:91-124, 1995

Festinger L: A theory of social comparison

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44.

45.

46.

47.

48.

process. Human Relations 7:117-140,
1954

Pollak CP, Perlick D: Sleep problems and
institutionalization of the elderly. Journal
of Geriatric Psychiatry and Neurology 4:
204-210, 1991

Corrigan P, Watson A, Barr L, et al: The
self-stigma of mental illness: implications
for self-esteem and self-efficacy. Journal of
Social and Clinical Psychology 25:875-884,
2006

Watson A, Corrigan P, Larson ], et al: Self-
stigma in people with mental illness. Schiz-
ophrenia Bulletin 33:1312-1318, 2007

Derogatis L: BSI, Brief Symptom Invento-
ry: Administration, Scoring &Procedures
Manual. Minneapolis, MN, National Com-
puter Systems, 1993

Gibbons F, Buunk B: Individual differ-
ences in social comparison: development
of a scale of social comparison orientation.
Journal of Personality and Social Psycholo-
gy 76:129-142, 1999

Kraemer H, Wilson T, Fairburn C, et al:
Mediators and moderators of treatment ef-
fects in randomized clinical trials. Archives
of General Psychiatry 59:877-883, 2002

Perlick D, Rosenheck R, Clarkin J, et al:
Impact of family burden on clinical out-
come among patients with bipolar disor-
der. Psychiatric Services 55:1029-1035,
2004

Perlick D, Rosenheck R, Kaczynski R, et
al: Medication non adherence in bipolar
disorder: a patient-centered review of re-
search findings. Clinical Approaches to
Bipolar Disorders 3:59-70, 2004

Yamada A, Barrio C, Harding C, et al: Cul-
tural themes associated with pathways to
initial use of psychiatric services in a tri-
ethnic community sample of adults with
schizophrenia. Schizophrenia Research
115:375-376, 2009

Cochran S, Gitlin M: Attitudinal correlates
of lithium compliance in bipolar affective
disorders. Journal of Nervous and Mental
Disease 176:457-464, 1988

Pilling S, Bebbington P, Kuipers E, et al:
Psychological treatments in schizophrenia:
1. meta-analysis of family intervention and
cognitive behavior therapy. Psychological
Medicine 32:763-782, 2002

Aagaard ], Vestergaard P, Maarbjerg K:
Adherence to lithium prophylaxis: II. mul-
tivariable analysis of clinical social, and
psychosocial predictors of nonadherence.
Pharmacopsychiatry 21:166-170, 1988

Lefley H: The stigmatized family; in Stig-
ma and Mental Tllness. Edited by Fink P,
Tasman A. Washington, DC, American Psy-
chiatric Press, 1992

O’Conner K, Koeske G, Brown C: Racial
differences in attitudes toward profession-
al mental health treatment: the mediating
effect of stigma. Journal of Gerontological
Social Work 52:695-712, 2009

Nadeem E, Lange JM, Edge D, et al: Does
stigma keep poor young immigrant and
US-born black and Latina women from
seeking mental health care? Psychiatric
Services 58:1547-1554, 2007

PSYCHIATRIC SERVICES ¢ ps.psychiatryonline.org ¢ December 2011 Vol. 62 No. 12




<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Gray Gamma 2.2)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Error
  /CompatibilityLevel 1.4
  /CompressObjects /Off
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJDFFile false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends false
  /DetectCurves 0.1000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize false
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness true
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Remove
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages true
  /ColorImageMinResolution 150
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages false
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.40
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages true
  /GrayImageMinResolution 150
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages false
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.40
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages true
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly true
  /PDFXNoTrimBoxError false
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (Euroscale Coated v2)
  /PDFXOutputConditionIdentifier (FOGRA1)
  /PDFXOutputCondition ()
  /PDFXRegistryName (http://www.color.org)
  /PDFXTrapped /False

  /Description <<
    /DEU <>
    /FRA <>
    /JPN <>
    /PTB <>
    /DAN <>
    /NLD <>
    /ESP <>
    /SUO <>
    /ITA <>
    /NOR <>
    /SVE <>
    /ENU (DSC Distiller 7 Basic - Non Ad Managment)
  >>
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


