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Objective: Guidelines for the treatment of severe mental illness recom-
mend that providers share information with families and involve them in
treatment. However, research indicates that consumer-provider-family
collaboration is not part of routine clinical practice. This study examined
the process of releasing information to families and the types of informa-
tion they receive. Methods: Self-administered surveys were completed by
219 family and consumer members of the National Alliance for the Men-
tally Ill. The surveys gathered information about their experiences with
providers’ releasing information. Consumers’ attitudes toward collabora-
tion and family members’ satisfaction with providers were also measured.
Regression analyses examined the relationship between consumers’ atti-
tudes toward family involvement and whether providers discussed family
involvement or the release of information with consumers. Further analy-
ses examined the relationship between family satisfaction and release of
information. Results: The majority of family respondents (72 percent) re-
ported that they received some specific information about their relative’s
mental illness. Most families received information about diagnosis and
medications, but few received information about the treatment plan. Few
consumers reported that their permission was requested to release infor-
mation to their families. Consumers’ attitudes toward their family and to-
ward family involvement were significantly associated with whether they
were encouraged by their provider to involve a family member in their
treatment. No significant relationship was found between consumers’ at-
titudes and whether their provider discussed the release of information.
Family members’ satisfaction was positively related to whether they re-
ceived information from providers. Conclusions: The findings suggest
that although some information is shared with families, collaboration is
not currently part of routine clinical practice. (Psychiatric Services
51:1006-1011, 2000)

linical guidelines for the treat-
ment of persons with severe
mental illness recommend
provider-consumer-family collabora-

providers engage consumers and
families in the process of treatment
planning and share information with
families about their relative’s mental

illness and treatment.
Recommendations

tion in all phases of the treatment

process (1-3). In such collaboration, encouraging
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collaboration were recently devel-
oped in response to evidence that
sharing information with families re-
duces the frequency of relapse and
thereby reduces rehospitalization for
persons with severe mental illness
(4-6). Families who receive informa-
tion are able to support their ill rela-
tive more effectively (7-12). Infor-
mation on the diagnosis, treatment,
and prognosis of the relative’s illness
allows family members to assist their
relative in monitoring symptoms and
managing medication (13). Although
evidence indicates that collaborative
treatment benefits consumers by in-
creasing treatment effectiveness,
collaboration is not currently part of
routine clinical practice (14,15).

Research indicates that attitudes
may affect collaboration. Families
who have been excluded from the
treatment process may be skeptical of
building collaborative relationships
with providers. Families have report-
ed encountering uncaring staff who
leave them feeling frustrated and dis-
satisfied with the treatment process
(16-21). When they have voiced their
dissatisfaction to providers, the pro-
viders have misinterpreted their ex-
pressions as reflecting an unwilling-
ness to become involved in their rela-
tive’s treatment, thus creating a cycli-
cal dynamic of noninvolvement.

Collaboration may also be influ-
enced by consumers’ attitudes toward
family involvement. Providers may be
less likely to discuss family involve-
ment and less likely to ask for permis-
sion to release information to families
of clients who express negative atti-
tudes toward their family.

PSYCHIATRIC SERVICES ¢ August 2000 Vol. 51 No. 8



The lack of clarity about confiden-
tiality policies on the release of infor-
mation to families has also been dis-
cussed as a potential barrier to collab-
oration (13,16,22-30). Confidentiali-
ty lies at the core of the therapeutic
relationship. The therapeutic rela-
tionship is based on clients” trust that
providers will not disclose informa-
tion without their consent.

However, many mental health
agencies do not have clear proce-
dures for releasing information to
families. In most states, providing
even the most basic information
about a clients condition or treat-
ment without the client’s consent is
technically a breach of confidentiali-
ty statutes (personal communication,
Ulan H, Sept 1998). Nonetheless, the
consent forms in use in many mental
health agencies may not be appropri-
ate for obtaining consumers” author-
ization to release information to
their families (25).

This study examined how mental
health care providers discussed confi-
dentiality with consumers and their
families. The purpose of the study was
to understand the types of information
shared and the process by which infor-
mation was released to families of per-
sons with severe mental illness.

Methods

Sample

Self-administered surveys were dis-
tributed at the 1998 annual conven-
tion of the National Alliance for the
Mentally Il (NAMI). An additional
mailing was sent to 50 NAMI state of-
fices five months later. NAMI mem-
bers distributed the surveys during
support group and educational meet-
ings and also included the survey in
NAMI newsletters.

The survey was divided into three
sections. Both consumers and family
members completed the first section.
The next two sections, shown in Table
1, included questions specifically for
either consumers or family members.
Respondents who were both con-
sumers and family members were
asked to complete all three sections.
Data analyses were conducted with
and without this subgroup, and no
differences were found. For this rea-
son, the subgroup was included in all
data analyses.

Table 1

Items from a survey on release of information by providers to family members
conducted among members of the National Alliance for the Mentally I1l

Items for family members
Process of releasing information

My relative has been asked by his or her mental health provider(s) for permission
to share information regarding his or her mental health treatment with me.

(Yes, no)
Types of information released

My relative’s mental health provider(s) has given me general information about my

relative’s mental illness. (Yes, no)

If no, have you been told that this information is confidential? (Yes, no)
My relative’s mental health provider(s) has given me the following information
about my relative’s mental illness. (Mark all that apply)

Diagnosis, medications, scheduled appointments, treatment or service plan, dis-

charge plans, none of the above.

If none of the above, have you been told that this information is confidential?

(Yes, no)
Family involvement

How deeply are you involved in the life of your relative? (Very involved, somewhat
involved, slightly involved, not involved)
When was the last time you had contact with your relative with mental illness?
(Today or yesterday, last week, last month, longer)
Family satisfaction (Responses range from 1, strongly disagree, to 4, strongly agree)
The mental health providers I have dealt with feel I can play an important role in

the treatment process.

The mental health providers I have dealt with have given me as much information
as I have needed about my relative’s illness.

Sometimes I feel that mental health providers do not understand the problems
faced by family members in caring for their relative with mental illness.

Mental health providers are very responsive to my needs as a family member.

Consumer items
Process of releasing information

My mental health provider has asked me for my (oral) permission to release infor-
mation about my treatment to my family member(s). (Yes, no)
I have been asked by my mental health provider to sign a form so that information
regarding my mental illness may be shared with my family. (Yes, no)
I have been encouraged by my mental health provider(s) to involve a family
member in my mental health treatment. (Yes, no)
Attitudes about collaboration (Responses ranged from 1, strongly disagree, to 4,

strongly agree)

My family is usually supportive of me.

When I am in treatment I think it is important for my family to be involved in my

treatment.

Measures

Because of the lack of standardized
instruments appropriate for this
study, the survey items in Table 1
were developed by the authors. Items
to which consumers responded meas-
ured the process of releasing informa-
tion to families and consumers’ atti-
tudes toward collaboration. Items to
which families responded measured
the process for releasing information,
the types of information released, and
family involvement and satisfaction
with providers.

Family satisfaction was measured
using four items. Principal-compo-
nents factor analysis indicated that
the four items loaded as a single fac-
tor, which was interpreted as measur-
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ing family satisfaction with providers.
The factor explained 56 percent of
the variance. Therefore, responses to
the four items were summed to cre-
ate a satisfaction scale. The Cron-
bach’s alpha for the satisfaction scale
was .73.

Measures were pretested with ten
families and five consumers. Fre-
quency distributions for the measures
indicated sufficient variability within
the variables.

Analysis

Descriptive analysis was conducted
using SPSS-PC software. Linear re-
gression models were developed to
test the hypothesis that when the
analysis controlled for race, gender,
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Table 2

Demographic characteristics of consumer and family members of the National Al-
liance for the Mentally Ill who responded to a survey on release of information

Study sample

Family respon-
dents (N=185)

Consumer respon-
dents (N=64)

% N %

Characteristic N
Gender
Male 42 23 26 41
Female 135 73 33 52
Missing data 8 4 5 7
Race
Caucasian 166 90 56 88
Other 18 9.5 8 12
Missing data 1 5
Relationship to consumer
Parent 144 78 — —
Sibling 27 15 - -
Adult child 23 12 — —
Spouse 13 7 — —
More than one category 22 12 — —
Age in years
Under 44 19 10 33 51
45 to 64 86 47 25 39
65 and over 74 40 3 5
Missing data 6 3 3 5
Educational level completed
Graduate or professional 59 32 22 34
C()Hege 78 42 21 33
High school 44 24 17 27
Less than high school 3 1.5 2 3
Missing data 1 5 2 3

education, and level of involvement
with the ill relative, families who re-
ceived general or specific informa-
tion about their relative’s mental ill-
ness were more likely to be satisfied
with mental health providers. Lo-
gistic regression models were used
to examine the association between
consumers’ attitudes toward family
involvement and whether providers
asked for written or oral permission
to release information to their fami-
lies or encouraged consumers to in-
volve a family member in their
treatment. Race, gender, and edu-
cation were included as control
variables. Missing data were han-
dled through a process of pairwise
deletion.

Results

Sample characteristics

A total of 219 surveys were returned
from 185 NAMI family members and
64 NAMI consumers; 30 respondents
(14 percent) reported that they were
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both a family member and a con-
sumer. Thirty states and the District
of Columbia were represented in the
sample. Most of the respondents
were well educated; 90 respondents
(41 percent) had finished college, and
72 (33 percent) had earned a gradu-
ate or professional degree. The ma-
jority of survey respondents were
Caucasian (197 respondents, or 90 per-
cent) and female (147 respondents,
or 67 percent).

Most of the family respondents
(144 respondents, or 78 percent)
were parents of adults with severe
mental illness. A total of 139 family
respondents (75 percent) reported
that they were very involved in their
ill relative’s life; 150 (81 percent)
reported having contact with their
relative within the past day.

Table 2 presents demographic
characteristics of the consumer and
family respondents. The sample was
similar to the sample in a nation-
wide study of 1,401 NAMI mem-

bers (31). In that study, most re-
spondents were women, most were
Caucasian (92 percent), and most
were the parent of a person with
mental illness (73 percent). In addi-
tion, a majority (70 percent) had
completed college or graduate
school.

Releasing information

Sixteen consumer respondents (25
percent) reported that providers
asked for their written permission to
disclose information to their family.
Thirteen consumers (20 percent) re-
ported that they were asked for their
oral permission. Eighty-nine family
respondents (48 percent) reported
that their relative was asked by his or
her mental health provider for per-
mission to share information about
treatment. Thirty-eight family re-
spondents (21 percent) said their rel-
ative was not asked, and 20 (11 per-
cent) were unsure.

Types of information

Jfamilies receive

A total of 109 family respondents (59
percent) indicated that they received
general information from providers
about their relative’s mental illness.
Of the 71 family respondents who
did not receive general information,
48 (68 percent) were told that this
information was confidential. Most
family respondents (133 respon-
dents, or 72 percent) received some
specific information about their rela-
tive’s mental illness. The majority of
these respondents reported receiv-
ing information about their relative’s
diagnosis (110 respondents, or 83
percent) and medications (112 re-
spondents, or 84 percent). Forty-
three of the 133 family respondents
who received information (32 per-
cent) indicated that they received in-
formation about their relative’s treat-
ment or service plan. Thirty-five of
the 52 family respondents who did
not receive specific information (67
percent) were told that this informa-
tion was confidential.

Consumers’ attitudes
toward collaboration
Fifty-one of the consumer respon-
dents (80 percent) reported feeling
supported by their family. Thirty-nine
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consumers (61 percent) reported that
they thought it was important for
their family to be involved in their
treatment. However, only 23 con-
sumers (36 percent) were encouraged
by providers to involve a family mem-
ber in their mental health treatment.
A logistic regression model that con-
trolled for race, gender, and educa-
tion indicated that consumers’ atti-
tudes toward their family and toward
family involvement were significantly
associated with whether consumers
were encouraged by their provider to
involve a family member in their
treatment (X?=24.25, df=5, p=.001).
Results of this model are summarized
in Table 3.

No significant associations were
found between consumers’ attitudes
toward their family and consumers’
attitudes toward family involvement
and whether providers asked con-
sumers for their written or oral per-
mission to release information to
their family.

Family satisfaction

The results of the linear regression
models shown in Table 4 indicated
that families who received general or
specific information about their rela-
tive’s mental illness were significantly
more likely to report that they were
satisfied with mental health providers
than those who did not receive infor-
mation. Males were more likely than
females to be satisfied with mental
health providers.

Discussion and conclusions
The study was based on a nationwide
sample of NAMI members. Like oth-
er samples of NAMI members (31),
the study respondents were mostly
parents of adults with mental illness,
white, and well educated. Because
NAMI is a support and education or-
ganization, NAMI members have
more access to information about
mental illness and are more likely to
understand the mental health system.
Consequently, NAMI members are
significantly more likely to report
contacts with professionals than are
other family members (32). For these
reasons, the study findings are not
generalizable to all consumers and
family members.

The sample was self-selected and

Table 3

Results of a logistic regression examining the relationship between consumers’ at-
titudes and whether their providers encouraged family involvement in treatment!

Wald
Variable B SE P statistic
Consumer’s attitude
Toward family involve-
ment in treatment 8411 .3482 0157 5.836
Toward the family 1.1754 5714 .0397 4.231
Gender —.4607 7297 ns 399
Education —.0764 4430 ns .030
Race -1.0286 1.5173 ns 460
! The analysis controlled for gender, education, and race.

the data were self-reported—two ad-
ditional limitations of the study. The
survey was anonymous, and thus it
was not possible to determine wheth-
er consumer and family respondents
were from the same family in order to
assess discrepancies in the data. Fu-
ture research would be strengthened
by adding a provider sample and
matching provider, family, and con-
sumer responses.

Because of the exploratory nature
of the study, the instrument was kept
brief. Other variables that might be
included in a more in-depth analysis
of this issue are consumer diagnosis,
severity of illness, and length of time
since onset of the illness. Each of
these variables may affect the
process of releasing information to
families.

What types of information

are released?

The finding that the majority of fami-
ly members in this study had re-
ceived information about their ill rel-
ative’s diagnosis and medications is
encouraging and reflects progress to-
ward more widespread provider-con-
sumer-family collaboration. Howev-
er, considering that the sample con-
sisted of NAMI members, it is sur-
prising that few families had received
information about their ill relative’s
treatment plan. NAMI members
have been shown to be significantly
more likely than other families to
have contact with their relatives’
providers. One possible explanation
for the finding is that information
about diagnosis and medications may
be shared with families at the time of

Table 4

Results of a logistic regression examining the relationship between family mem-
bers’ satisfaction with providers and whether they received general and specific in-
formation from providers about their ill relative!

Variable B t df P
Model 1
General information 4.493 8.058 5 .001
Gender -1.410 -2.255 4 .026
Education —.008 -.237 4 ns
Race —.544 —.626 4 ns
Level of involvement —.002 -.104 4 ns
Model 2
Specific information 3.654 5.478 5 001
Gender -1.750 -2.598 4 .010
Education .001 034 4 ns
Race —.004 -.051 4 ns
Level of involvement .009 400 4 ns

! The analyses controlled for gender, education, race, and level of family involvement. R%=.318 for

model 1; R%2=.191 for model 2.
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the relative’s intake into the mental
health system; however, providers
may not establish an ongoing collab-
orative relationship. Giving informa-
tion about the treatment plan to fam-
ilies may require a deeper level of in-
volvement between providers, con-
sumers, and families.

These findings raise important
questions about the current process
of provider-consumer-family collabo-
ration. At what point or points in the
process do families typically receive
information? Are there gender differ-
ences associated with the way that
providers and families interact? Are
mental health programs designed so
that it is possible to include families in
treatment planning? Are providers
compensated (either reimbursed or
allotted time) for collaborating with
families? Further research is needed
to explore these questions.

Who initiates the process?

Even though a large number of fami-
ly respondents reported that they re-
ceived some information from pro-
viders, many were not satisfied with
their contact with providers. Unso-
licited comments on the surveys sug-
gested that the process of obtaining
information was often initiated by
consumers or family members and re-
quired much personal effort. In unso-
licited comments, six respondents de-
scribed the burden of having to learn
the types of questions to ask in order
to understand the mental health sys-
tem and the treatment that their rela-
tive was receiving. Because informa-
tion about most physical health prob-
lems may be released to a person’s
next of kin without his or her consent,
consumers and families entering the
mental health system are not likely to
be aware of the need to initiate the
release process to receive essential
treatment information.

The following comments from a
family respondent suggest that be-
cause a consumer’s consent is needed
to release information, families ex-
pect providers to initiate the release
process. “My daughter was a patient
at Hospital X three times in 1998.
Twice when I inquired about her con-
dition or asked to speak with her, I
was told that I wasn't even supposed
to know if my daughter was a patient.

1010

When a patient is interviewed on ad-
mittance, during the interview did
anyone ask my daughter’s permission
to advise me, her mother, of her
whereabouts? Whatever happened to
common sense? Suppose, heaven for-
bid, something tragic had happened,
then they would have told me—too
late!”

Current treatment guidelines for
severe mental illness recommend in-
volving family members in all aspects
of the treatment process. However,
these findings suggest that even
NAMI family members may be hav-
ing a hard time becoming involved in
their relative’s treatment on an ongo-
ing basis.

Whose decision is it

to release information?

Even though the consumers in this
study were affiliated with NAMI and
reported a high degree of family sup-
port, few indicated that they were
asked for permission to release infor-
mation to their families. The data
from family respondents supported
the idea that many consumers are not
asked for their permission before spe-
cific information about their illness is
released to family members. These
findings suggest that providers, con-
sumers, and families are not working
together as collaboratively as they
could. The results also raise questions
about how state statutes on confiden-
tiality are interpreted by local agen-
cies in regard to the release of infor-
mation to families.

Variations within agencies may be
promoting the perception among
family members that providers hide
behind a veil of confidentiality to
avoid collaborating with family mem-
bers (26,27,33). Although the majori-
ty of family respondents who did not
receive specific information were cor-
rectly told that this information—di-
agnosis, medications, and the treat-
ment or service plan—is confidential,
most family respondents who did not
receive general information about
mental illness were told that general
information was confidential. The
findings suggest that confusion exists
among providers, consumers, and
families about the types of informa-
tion that are confidential and those
that are not.

Unsolicited comments received
from 11 family respondents suggest
that the release process may vary ac-
cording to providers’ interpretation
of confidentiality policies. These
family respondents reported that
some providers released informa-
tion to them while others did not.
Some family members explained
that their ill relative changed
providers until he or she found a
provider who allowed family in-
volvement. Some of this variation in
the release of information may be
due to the absence of clear proce-
dures and consent forms in many
mental health systems (19).

Two hypotheses were tested to ex-
amine factors that may influence the
process of collaboration and release
of information to families. It was hy-
pothesized that providers may be
more likely to ask permission (oral or
written) for releasing information to
families from consumers who express
more positive attitudes toward family
collaboration. The results did not
support this hypothesis. However, the
findings showed that consumers’ atti-
tudes toward family involvement
were positively associated with wheth-
er providers encouraged consumers
to involve a family member in their
treatment.

Research and practice implications
Research is needed to understand the
current process used to release infor-
mation to families, including how the
process is initiated, how state statutes
are interpreted, and how agency poli-
cies on confidentiality are imple-
mented. The processes that are cur-
rently employed should be evaluated
for their effectiveness in meeting the
recommendations for provider-con-
sumer-family collaboration that are
outlined as best practices for the
treatment of persons with severe
mental illness.

Training for providers, consumers,
and families is needed to clarify the
types of information that are confi-
dential and nonconfidential and the
process for releasing confidential in-
formation. Training should empha-
size that the choice to protect or re-
lease confidential information should
be the consumer’s decision and that
collaborative treatment involves pro-
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viders, consumers, and families work-
ing together. ¢
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