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Objective: This study used a survey to assess the information and edu-
cational needs of family members of adults with mental illness and their
preferences regarding how to address those needs. Methods: Recruit-
ment was attempted through two sources: local mental health treatment
facilities and the Maryland chapter of the National Alliance on Mental
Illness (NAMI). Inadequate contact information and low response rate
produced only 16 responses from family members of consumers re-
cruited through local mental health facilities. Thus results are reported
for a family needs assessment survey mailed to NAMI members (308 of
962 possible responses). Bivariate and multivariate analyses were used
to summarize relationships between characteristics of the family mem-
ber, characteristics of the ill relative, experience of stigma by the fami-
ly member, and information needs of the family members. Resulis: On
average, family members reported a substantial number of unmet
needs (mean=SD of 7.09:4.71 needs; possible number of needs ranges
from 0 to 16), often despite prior receipt of information. Family mem-
bers’ experiences of stigma and having an ill relative with a more re-
cently occurring condition (for example, a younger relative or a shorter
length of illness) or with a disabling condition (for example, recent hos-
pitalization) were significantly associated with a greater number of un-
met needs. Family members preferred that a mental health provider
(63%) address their needs on an as-needed basis (58%). Conclusions:
The needs and preferences of family members of adults with mental ill-
ness are diverse and varied. Consequently, these families may benefit
from ongoing provision of information and support tailored to meet the
families’ individual needs. Continued efforts should be made to under-
stand and address consumer and family needs, potential barriers to par-
ticipation in family services, and the relationship between stigma and
family need. (Psychiatric Services 59:655-662, 2008)
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arly studies assessing the
E needs of families of adults
with mental illness have con-
sistently found that families need in-
formation about their relative’s ill-
ness, coping strategies, support, un-
derstanding of the illness, and assis-
tance with problem-solving (1-6).
Over 30 controlled and comparative
research trials have found that family
psychoeducation models that last
nine months and provide information
about mental illness, emotional sup-
port, problem-solving skills, and crisis
intervention reduce relapse and re-
hospitalization for persons with men-
tal illness and improve well-being for
their family member (7). These inter-
ventions differ in the format, combi-
nation of educational and support
services, and timing in which the in-
tervention is delivered. The signifi-
cant evidence for the effectiveness of
family psychoeducation models has
resulted in their designation as an ev-
idence-based practice (8-10).
Identification of family psychoedu-
cation as an evidence-based practice
has led to numerous dissemination ef-
forts that have had limited success in
reaching large numbers of consumers.
The eight-state project to test the ef-
fectiveness of toolkits for dissemina-
tion of evidence-based practices re-
sulted in relatively few consumers re-
ceiving family psychoeducation (Mar-
shall T, Whitley R, unpublished manu-
script, 2008). New York State’s effort
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to implement family psychoeducation
programs at 35 sites was recently re-
placed with an effort to promote a
family consultation model (11), in part
because of low penetration of the pro-
gram and the perception that family
psychoeducation was not effectively
meeting the needs of most families in
the public system.

Although many system and provi-
der barriers to family psychoeduca-
tion have been explored (12), little is
known about family- and consumer-
related barriers to family psychoedu-
cation. One potential reason for the
low participation in family psychoed-
ucation may be that services do not
appropriately target the differing
needs and preferences of family
members and consumers (13-15).
Limited research describes family
and consumer characteristics that in-
fluence the types of information and
support services families want. Fami-
ly member characteristics—such as
phase of life or age (13,16-18), gen-
der or relationship to the ill relative
(19,20), ethnicity (21,22), and experi-
ences of stigma (5,12,23,24)—and
consumer characteristics—such as
contact with family (6,22), diagnosis
(25), duration of mental illness
(26-29), and severity of mental illness
(30)—may influence family need.

The reasons for the limited pene-
tration of family psychoeducation re-
quire further understanding of family
preferences and need for services.
We thus aimed to examine the types
of support and education that families
of adults with mental illness need and
have received, to examine whether
specific family and consumer charac-
teristics are associated with differ-
ences in families’ perceptions of
need, and to explore families’ prefer-
ences for how information and sup-
port services should be offered.

Methods

Participants and procedures

We employed a cross-sectional survey
design targeting the family members
of adults with mental illness. All pro-
cedures were approved by the institu-
tional review boards of the University
of Maryland and the Maryland De-
partment of Health and Mental Hy-
giene. We attempted to recruit family
respondents through two sources: lo-

656

cal mental health authorities and the
Maryland chapter of the National Al-
liance on Mental Illness (NAMI
Maryland). All family respondents
were English speaking and able to
provide informed consent for study
participation. Surveys were complet-
ed between June 2004 and May 2005.

Two state hospitals, three commu-
nity outpatient mental health centers,
and one community inpatient facility
were asked to provide a list of the
names, telephone numbers, and ad-
dresses of all adult clients (age 18 or
older) diagnosed as having a serious
mental illness. This category typically
includes individuals with schizophre-
nia or schizoaffective disorder, bipo-
lar disorder, and chronic or persistent
major depression. Lists from outpa-
tient facilities included current
clients, and lists from inpatient facili-
ties reflected clients discharged in the
past three months.

Consumers of mental health servic-
es identified on the provider lists re-
ceived letters describing the study
and informing them that a researcher
would contact them. Consumers un-
willing to be contacted were asked to
inform their mental health provider
or the researcher directly and were
removed from the list. We then at-
tempted to contact the remaining
consumers by telephone. We provid-
ed them with a description of the
study and asked for their permission
to contact a family member of their
choice. With such permission, we at-
tempted to contact family members
and sought their consent for study
participation. Family members who
agreed to participate were mailed an
introductory letter, a self-adminis-
tered survey, two copies of the con-
sent form (one to be signed and re-
turned to the researcher), and a
postage-paid return envelope. In an
effort to increase the response rate
(31), family members who did not re-
turn the survey after three weeks
were sent reminder postcards and a
final reminder call was made one
week before the survey deadline.

Family members were also recruit-
ed for the study through NAMI Mary-
land. An introductory letter, consent
forms, a postage-paid return envelope,
and the survey instrument were sent to
all carrent NAMI Maryland members

by NAMI staff. Procedures identical to
those described above were used to
contact family members who had not
returned the survey.

Participating community mental
health facilities identified a total of 481
consumers. Of those, 70 (15%) gave
permission to contact their family
member, 113 (23%) refused permis-
sion, and 298 (62%) were unreachable
(that is, wrong phone number was list-
ed, consumer had moved, or con-
sumer was hospitalized). Of the 70
family members identified as potential
respondents, 33 (47%) consented, 19
(27%) refused, 18 (26%) were un-
reachable because of inadequate or in-
accurate contact information, and 16
(23%) returned the survey. This re-
sponse rate was lower than other stud-
ies using similar sampling techniques
(6,32,33). A total of 962 eligible family
members were included in the NAMI
Maryland database. Of the 962, a total
of 316 (33%) returned the survey. This
response rate is methodologically sim-
ilar to other studies (34).

Because of the low number of re-
spondents recruited through mental
health facilities, only information col-
lected through the NAMI sample is
reported here. Respondents were in-
cluded in the analysis if they reported
having a relative who was diagnosed as
having any mental illness (that is,
schizophrenia or schizoaffective disor-
der, bipolar disorder, major depres-
sion, obsessive-compulsive disorder or
any other anxiety disorder, borderline
personality disorder, or a substance
use disorder). Data from eight respon-
dents were excluded because they did
not meet inclusion criteria (six because
the respondents’ relative was younger
than 18 years and two because the re-
spondents’ relative was not clearly di-
agnosed as having a mental illness).

Survey

Family information and support
needs. We assessed four areas of fami-
ly information and support needs:
need for information about the rela-
tive’s mental health, need for informa-
tion about negotiating for services,
need for information about communi-
ty resources, and need for skills for as-
sisting a relative with mental illness.
The 16 items we used to measure
these need categories were adapted
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from the Yale-Northeast Program
Evaluation Center Family Assessment
of Needs for Services (FANS) (35)
(items listed in Table 3). We identified
four possible conditions: unmet need
because the information was never re-
ceived, unmet need because family
members have not received enough
information, no current need because
family members have received enough
information, and never a need for the
information. These four categories
were later collapsed into two cate-
gories that reflect unmet need (cur-
rent need because information was
never received or they did not receive
enough information) and receipt of in-
formation (any prior receipt of infor-
mation). Number of unmet needs was
tallied by the four areas of family in-
formation and support described
above and in an overall score. (Possible
number of total needs range from 0 to
16.) Additionally, respondents were
asked to identify which information
was most important to them and the
preferred mode and method (where,
how, when, and by whom) of receiving
that information.

Family member characteristics.
Characteristics believed to affect fam-
ily information and support needs
were assessed, including age, ethnici-
ty, gender, employment status, level of
education, income, relationship to the
ill relative, and contact with the ill rel-
ative (whether the ill relative lived
with the family, whether the family
member was the primary caregiver,
and frequency of contact with the ill
relative).

Il relative characteristics. Character-
istics of the ill relative believed to affect
family information and support needs
were assessed, including age, gender,
employment status, diagnosis, length of
time with the illness, onset of the ill-
ness, mastery or control over the illness,
and severity of the illness. Onset of the
illness was measured by asking respon-
dents whether their relative’s mental
health problems appeared suddenly.
Mastery or control over the illness was
measured by asking whether the re-
spondent’s relative was currently re-
ceiving treatment or taking medication
and whether the respondent perceived
the illness as being short term, episodic,
chronic with periodic relapses, or a
chronic illness that will never improve.

Severity of the illness was measured by
asking respondents whether their rela-
tives had been hospitalized for their
mental health problem or had attempt-
ed to harm themselves or someone else
in the past year.

Family perceptions of stigma. Two
items adapted from the Experience of
Caregiving Inventory (36) were in-
cluded to measure the family mem-
bers’ perceptions of stigma. Respon-
dents were asked whether they felt
stigmatized by people in the commu-
nity or the mental health system be-
cause of their relative’s mental illness
and whether stigma prevented them
from seeking services for themselves
or their family member.

Participation in family services.
Four items were included to assess re-
spondents” knowledge of and partici-
pation in two family services: family
psychoeducation and NAMT’s Family-
to-Family Education Program. The
Family-to-Family Education Program
is a 12-week course taught by trained
family members for family caregivers
of individuals with mental illness.

Analysis

We used descriptive statistics to sum-
marize family education and support
needs, characteristics of the respon-
dent and the ill relative, and the re-
spondent’s perception of the relative’s
mental illness. We excluded the item
“support groups for families of rela-
tives with mental illness” because we
were examining a NAMI sample.
Frequencies were also used to sum-
marize the most important needs
identified by family members (re-
flecting needs identified as the most
important and the second most im-
portant) and their preferences for
how information and support services
should be offered.

We assessed the bivariate relation-
ships between number of unmet needs
and characteristics of the family mem-
ber, characteristics of the ill relative,
and family perceptions of stigma by us-
ing Pearson’s product—moment corre-
lation (continuous variables), point-
biserial correlations (dichotomous
variables), and one-way analyses of
variance (ANOVAs) (categorical vari-
ables). Given the relationship between
stigma and unmet need, bivariate
analyses (for example, Pearson’s prod-
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uct-moment correlations, point-biseri-
al correlations, and one-way ANOVAs)
were conducted to assess relationships
between the family member’s percep-
tion of stigma, the family member’s
characteristics, and the ill relative’s
characteristics. Variables that were sig-
nificantly associated with stigma were
included in a multivariate analysis to
determine their relative unique contri-
butions to unmet needs.

Results

Family member and ill

relative characteristics

Table 1 shows the characteristics of
family respondents, their perceptions
of their relative’s illness, and their ex-
perience of stigma. A total of 108
(36%) family respondents reported
feeling stigmatized by people in their
community or the mental health sys-
tem because of their relative’s mental
illness. However, only 23 (8%) report-
ed that stigma prevented them from
seeking mental health services. (All
data were not available for all respon-
dents.) Table 2 highlights demograph-
ic and clinical characteristics of the ill
relatives.

Participation in family services

A majority of family respondents had
knowledge of (N=265, or 89%) or had
participated in (N=167, or 56%) the
Family-to-Family Education Program
provided through NAMI. In contrast,
only 50 (17%) had heard of family psy-
choeducation and only 13 (4%) had
participated in a family psychoeduca-
tion program.

Family information

and support needs

Family respondents reported a sub-
stantial number of unmet needs. On
average, family respondents indicated
the need for approximately half of the
topics presented (mean+SD of
7.09+4.71 topics; possible number
ranges from 0 to 16). More than half
of family respondents reported need-
ing information on their relative’s
treatment progress, assertive commu-
nity treatment, future planning for
care of their ill relative, and advocat-
ing for services for their ill relative
(Table 3). No individual need or spe-
cific area of need emerged as most
important.
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Table 1

Characteristics of 308 family members and their perception of their relative’s

mental illness

Total
Variable N2 N %
Characteristic
Age (M=SD) 299 63.17+12.27
Female 307 223 73
White 303 277 91
Employment status
Full-time 298 111 37
Part-time 298 36 12
Retired 298 134 45
Homemaker 298 16 5
Unemployed 298 1 <1
Education
Graduate or professional school 295 125 42
College graduate 295 101 34
Some college 295 48 16
High school 295 19 6
Less than high school 295 1 <1
Income ($)
=>100,000 252 68 27
50,000-99,999 252 106 42
<49,999 252 78 31
Relationship
Mother 299 174 58
Father 299 60 20
Sib]ing 299 28 9
Spouse 299 18 6
Child 299 9 3
Other 299 10 3
Lives with ill relative 302 99 33
Primary caregiver 289 218 75
Contact in the past 6 months
Daily 295 137 46
Weekly 295 117 40
Monthly 295 19 6
Less than monthly 295 15 5
None 295 7 2
Perception of stigma
Feels stigmatized by community
members or mental health providers
Yes (includes sometimes) 303 108 36
Unsure 303 19 6
Stigma prevents respondent from
seeking services for self or relative
Yes (includes sometimes) 298 23 8
Unsure 298 2 1

* Ns vary because of missing data.

Although almost all family respon-
dents reported prior receipt of infor-
mation (N=294, or 96%), a substantial
number indicated continued need for
that same information (N=234, or
79%). Specifically, family respondents
reported wanting additional informa-
tion regarding planning for their ill rel-
ative’s future (109 of 179 respondents,
or 61%), advocating for better services
or treatment for their relative (119 of
215 respondents, or 55%), and reha-
bilitation or housing services (69 of
141 respondents, or 49%).
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Preferred modes and methods

Jor receiving information

A majority of family respondents pre-
ferred that information and support
be provided by a mental health pro-
fessional (N=195, or 63%) and that
this information would be delivered
in person (N=88, or 29%) or in writ-
ing (N=66, or 21%). Most family re-
spondents preferred to receive this
information on an as-needed basis
(N=180, or 58%), in a mental health
clinic or hospital (N=90, or 29%), or
in their own home (N=72, or 23%).

Relationship between
characteristics and unmet needs
Older family respondents reported
fewer unmet needs, and more specifi-
cally, fewer unmet needs for informa-
tion concerning negotiating for servic-
es and skills to assist their ill relative.
Also, family members who were re-
tired reported fewer needs (6.34+4.47
needs) than those who worked full-
time (7.85+4.70 needs) or part-time
(7.85+4.67 needs) (F=2.86, df=3 and
293, p<.05). Unmet needs did not dif-
fer on the basis of family respondents’
education, income, or relationship to
their ill relative.

Family respondents who reported
that their ill relative had a more recent-
ly occurring or disabling form of men-
tal illness had greater unmet needs
(Table 4). Family respondents with rel-
atives who were younger, were unem-
ployed, or had been hospitalized or had
attempted to harm themselves or oth-
ers in the past year reported greater
unmet needs than their comparison
groups. Family respondents with rela-
tives with a length of illness of ten or
more years reported significantly fewer
unmet needs (6.43+4.45 needs) than
those with relatives with a shorter
length of illness (zero to five years:
8.30£5.16 needs; five to ten years:
9.22+4.55 needs) (F=8.73, df=2 and
294, p<.001). Living with an ill relative
was associated with a greater need for
information in specific areas (for exam-
ple, negotiating services and communi-
ty resources) but not greater unmet
needs, overall. Family members who
perceived a relative’s condition as be-
ing chronic and in recovery reported
greater needs (8.47+4.60 needs) than
those who viewed the condition as be-
ing in recovery (6.64+4.70 needs) or as
a condition that never improves
(6.87+4.50 needs) (F=3.30, df=2 and
273, p<.05) (the other two response
options were excluded from the analy-
ses because of the small subsample).
Unmet needs were largely unrelated to
the family respondent’s perception of
the ill relative’s mastery or control of ill-
ness, the ill relative’s diagnosis, and the
gender of the family respondent.

Family perceptions of stigma
and relation to unmet needs
Family respondents who reported feel-
ing stigmatized by people in their

PSYCHIATRIC SERVICES ' ps.psychiatryonline.org ' June 2008 Vol. 59 No. 6



community or the mental health sys-
tem because of their relative’s mental
illness were more likely to have greater
needs, both overall and within each of
the four areas of family information
and support needs. However, feelings
of stigma were not associated with re-
ceipt of services.

Multivariate analyses

Feelings of stigma were strongly asso-
ciated with unmet needs even after the
analysis controlled for family charac-
teristics (for example, age, gender, and
caregiver status) and consumer char-
acteristics (for example, age, years of
illness, and recent hospitalization)
(Table 5). However, demographic
characteristics of the ill relative were
also uniquely predictive of unmet
needs. When other factors were con-
trolled for, having a relative who was
younger, who had a shorter length of
illness, or who had a hospitalization in
the past year was associated with
greater unmet needs.

Discussion
This study provides an overview of the
information needs of the families of
individuals with mental illness and
preferences for how these needs
should be addressed. Our results con-
firm the substantial unmet need
among family members of adults with
mental illness found in earlier studies
(1-6). Our findings extend previous
work by highlighting the presence of
ongoing need, despite prior receipt of
the information. Given that over half
of our family respondents completed
the NAMI Family-to-Family Educa-
tion Program and all were involved in
NAMI support groups, the extent of
this need is particularly noteworthy.
These results suggest that family
needs cannot be adequately addressed
by simply providing information once,
but rather, ongoing provision of infor-
mation and support is required.
Ongoing need may be due, in part,
to the diverse and changing needs of
families. Need varied considerably
among families, often dependent on
the current family situation and psychi-
atric status of the ill relative. Family
members of consumers experiencing
an emergence or reemergence of
symptoms (for example, younger con-
sumers and individuals recently hospi-

Table 2

Characteristics of 308 relatives with mental illness

Total
Variable N# N %
Characteristic
Age (M+£SD) 294 40.22+13.47
Male 302 201 67
Employment
Full-time 296 39 13
Part-time 296 70 24
Retired 296 13 4
Homemaker 296 5 2
Unemployed 296 169 57
Diagnosis
Schizophrenia or schizoaffective disorder 303 169 56
Bipolar disorder 303 90 30
Major depression 303 38 13
Obsessive-compulsive disorder 303 15 5
Anxiety disorder 303 27 9
Borderline personality disorder 303 17 6
Substance abuse disorder 303 17 6
Other 303 18 6
Length of illness (years)
0-5 303 44 15
5-10 303 47 16
=10 303 206 68
Current treatment 298 265 89
Current medication 299 260 87
Family member’s description of illness
Chronic illness, will never improve 282 86 30
Chronic illness with periodic
relapses (not in recovery) 282 58 21
Chronic illness with periodic
relapses (in recovery) 282 132 47
Comes and goes over time, but will
go away 282 5 2
Short-term illness that will
get better in the near future 282 1 <1
Hospitalization in the past year 295 95 32
Attempted harm to self in the past year
Yes 300 25 8
Unsure 300 26 9
Attempted harm to others in the past year
Yes 302 16 5
Unsure 302 15 5
Receives disability 302 188 62
Sudden onset of illness 296 82 28

@ Ns vary because of missing data.

talized) require more information and
support. These families might benefit
from a more structured behavioral pro-
gram, like family psychoeducation
(37,38). In contrast, families of individ-
uals with a longer history of illness and
of those who have made significant
steps toward recovery have already
gained skills and knowledge to assist
their relative. These families, as well as
older parents and primary caregivers,
often report the need for more target-
ed information, such as planning for
the future care of an ill relative in their
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absence (39,40). Thus different needs
that occur during various stages of ill-
ness and recovery argue for a more tai-
lored approach to family services.
Interestingly, we found that family
members who felt stigmatized by
mental health providers or the com-
munity experienced greater need in all
areas. These cross-sectional data do
not permit inferences regarding cause
and effect. It is possible that the expe-
rience of stigma may lead to greater
educational need, either through the
damaging effects of stigma or because
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Table 3

Information and support needs and prior receipt of information among 308
family members with relatives with mental illness®

Received information®

Need information®

Variable N % N %

Information about relative’s

mental health (M+SD)d 3.75+1.42 1.87+1.76
Mental illness 282 92 88 29
Treatment 262 85 140 45
Medication or side effects 250 81 132 43
Treatment progress 218 71 155 50
Substance abuse 142 46 61 20

Information about negotiating

for services (M+SD)¢ 1.80+1.30 1.81+1.39
Finding psychiatrist or therapist 209 68 128 49
Rehabilitation or employment 141 46 151 49
Assertive community treatment 97 31 159 52
Respite services 107 35 118 38

Information on community-based

services (M+SD)! 1.59+1.16 1.54+1.16
Housing 133 43 133 43
Financial assistance 178 58 142 46
Future planning 179 58 199 65

Skills for assisting relative with

mental illness (M+SD)¢ 2.83+1.39 1.88+1.47
Emergency procedures 236 77 123 40
Medication adherence 182 59 133 43
Advocating for services 215 70 175 57
Coping with symptoms 240 78 147 48

Total needs (M+SD)8 9.97+4.27 7.09+4.71

 Ttems were adapted from the Yale-Northeast Program Evaluation Center Family Assessment of

Needs for Services.

b This variable reflects both family members who have received information but need more informa-
tion and family members who have received information and do not need additional information.

¢ This variable reflects family members who need the information because they have not received
it previously and family members who have received the information previously but need addi-

tional information.
4 Possible number of needs ranges from 0 to 5.
¢ Possible number of needs ranges from 0 to 4.
" Possible number of needs ranges from 0 to 3.
§ Possible number of needs ranges from 0 to 16.

the types of services that people re-
ceive do not effectively neutralize the
impact of stigma. On the other hand,
greater need may create a greater vul-
nerability and perhaps increased sensi-
tivity to stigma. Regardless, these find-
ings suggest that mental health
providers should explore perceptions
of stigma with families to whom they
are providing services.

Consistent with reports of family-re-
lated barriers (12), we found that fam-
ily members of adults with mental ill-
ness have limited knowledge of family
psychoeducation. The awareness of
the Family-to-Family Education Pro-
gram is likely due to our NAMI sam-
ple. Limited knowledge of family psy-
choeducation in this group may reflect
a lack of available family psychoeduca-
tion programs, a lack of awareness of
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the existence of these programs, or
both. Although the reason for limited
knowledge of family psychoeducation
is unclear, these results confirm previ-
ous findings that knowledge of and
participation in this program remains
minimal despite significant implemen-
tation efforts.

Families prefer greater flexibility in
how family services are provided. Both
the Family-to-Family Education Pro-
gram and family psychoeducation pro-
grams are fairly structured in format
and content, with family members
meeting on a weekly basis for 12 weeks
for the Family-to-Family Education
Program or nine months to a year or
more for a family psychoeducation
program. However, families indicated
a preference in receiving information
on an as-needed basis, rather than in

regularly scheduled meetings. Fami-
lies also preferred receiving this infor-
mation from a mental health provider,
preferably their relative’s mental
health provider. In addition, family
members expressed interest in servic-
es that extend beyond the mental
health clinic or hospital to include
more community and home care.

This study has a significant limitation
in that it includes only the perspectives
of NAMI Maryland families. Although
this sample is important to understand,
it is not representative of all consumers
or of all consumers receiving services
in Maryland (41). Family members in
our sample were primarily Caucasian,
female, and educated and had a higher
level of income—factors shown to in-
fluence family needs.

Failure to recruit a sample from
community treatment facilities is an
important outcome and requires dis-
cussion. Despite attempts to recruit
family members from a variety of set-
tings, recruiting families through com-
munity treatment facilities proved dif-
ficult. Inadequate contact information
was available for almost two-thirds of
eligible consumers and approximately
one-quarter of identified family mem-
bers. In addition, a substantial number
of consumers and families for whom
contact information was available re-
fused to participate. Refusals may re-
flect both consumer-level barriers (for
example, concerns about family bur-
den, confidentiality issues, and stigma)
and family-level barriers (for example,
time constraints, stigma, and caregiver
burden), which may be more pervasive
among consumers and families less fa-
miliar with family services (42).

Legal and ethical concerns on the
part of providers and service systems
(that is, concerns regarding patient and
family confidentiality, whether the
study would violate the procedures of
the Health Insurance Portability and
Accountability Act, and whether
clients were too vulnerable to partici-
pate in the study) may also serve to im-
pede recruitment in community set-
tings. In fact, two of the community in-
patient facilities identified by the men-
tal health board for recruitment in this
study refused to provide lists of eligible
clients, citing concerns regarding pa-
tient confidentiality. Moreover, in
many community mental health set-
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Table 4

Correlations between family member’s characteristics, ill relative’s characteristics, perception of stigma by the family

member, and unmet need?

Information on  Information on

Information on

Information on

Total ill relative’s negotiating community skills for assisting
Variable need mental health  for services services ill relative
Family respondent characteristic
Age —. 14 -07 -11 —.15* —.16™*
Gender (1, male; 2, female) .05 .07 -01 .06 .05
Contact with ill relative
Lives with ill relative .08 .02 13* 14* -.05
Primary caregiver .10 .06 A1 .10 .06
Frequency of contact? -.07 —-.02 -.12* -.09 -.02
Il relative characteristic
Age —. 29 —.12* —17* —. 24 —.20™*
Gender (1, male; 2, female) —.04 —.04 .04 -.05 .01
Diagnosis
Schizophrenia or schizoaffective
disorder .06 .01 10 .03 .03
Bipolar disorder -.02 —.06 -.04 .06 .00
Major depression -01 .02 -07 -.03 .03
Obsessive-compulsive disorder -.02 —-.02 —-.03 .04 -.04
Anxiety disorder .00 .08 —-.06 -.01 -.03
Borderline personality disorder .10 .08 .05 A1 .09
Substance abuse disorder -.01 .04 .00 .02 -.06
Mastery or control over illness
Currently receiving treatment .10 12F .06 12F .01
Currently taking medication .08 A1 .07 .04 .03
Severity of illness
Hospitalization in the past year® I 33 305 5% 305
Attempt to harm self in the past year® 20 B2 13* 13* 15*
Attempt to harm others in the past year®  .24*** 18%* 2 R 16% D9k
Family perceptions of stigma:
experiences of stigmab,c 307 B2 QT 28 237
Participation in family services:
attended Family-to-Family Education
Program 11 13% .05 .09 .07

4 Pearson’s product-moment correlations for continuous variables and point-biserial correlations for dichotomous variables
b Variable was recoded to reflect daily contact (1) and other contact (2).
¢ Response choice “unsure” was recoded as missing for this variable.

“p<.05
“*p<.01
“p<.001

tings, research has rarely been con-
ducted. Thus lack of prior exposure to
or involvement in research studies and
limited familiarity with research proce-
dures may serve to intensify provider
concerns about perceived legal or ethi-
cal issues associated with recruitment
and participation in research studies.
Our failure to recruit a community
sample despite considerable planning
and effort leaves a remaining challenge
for service planners.

Conclusions

Despite these limitations, our results
provide important information con-
cerning the ongoing needs of families

Table 5

Results of stepwise multiple regression analysis of factors that influenced the
needs of 245 family members of adults with mental illness

Rz

Variable B p F P
Step 1 — — .038 3.21 .024
Age of respondent -.016 ns
Gender of respondent -014 ns
Primary caregiver .045 ns
Step 2 — — 225 1149 <.001
Age of ill relative -.143 .031
=10 years of illness -.133 042
Hospitalization in the past
year® 314 <.001
Step 3 — — 262 12.04 <.001
Feelings of stigma?® 211 .001
@ Response choice “unsure” was coded as missing for these variables.
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of individuals with mental illness. Fur-
thermore, they suggest that the con-
tent and structure of these services
should be tailored to the individual
needs and preferences of each family.
Continued efforts should be made to
better understand and address both
consumer and family member service
needs and potential barriers to partici-
pation in family services.
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