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Abstract

Background. Family education programs (FEPs) target caregiving-related psychological
distress for carers of relatives/friends diagnosed with serious mental health conditions.
While FEPs are efficacious in reducing distress, the mechanisms are not fully known. Peer
group support and greater mental health knowledge are proposed to reduce carers’ psycho-
logical distress by reducing stigmatising attitudes and self-blame, and strengthening carers’
relationship with their relative.

Methods. Adult carers (n = 1016) who participated in Wellways Australia’s FEP from 2009 to
2016 completed self-report questionnaires at the core program’s start and end, during the
consolidation period, and at a 6-month follow-up. Those who enrolled early completed
questionnaires prior to a wait-list period. We used linear mixed-effects modelling to assess
the program’s effectiveness using a naturalistic wait-list control longitudinal design, and
multivariate latent growth modelling to test a theory-based process change model.

Results. While there was no significant change over the wait-list period, psychological distress,
self-blame and stigmatising attitudes significantly decreased, and communication and rela-
tionship quality/feelings increased from the core program’s start to its end. Changes were
maintained throughout the consolidation period and follow-up. Peer group support signifi-
cantly predicted the declining trajectory of distress. Peer group support and greater knowledge
significantly predicted declining levels of self-blame and stigmatising attitudes, and increasing
levels of communication.

Conclusions. This is the first study to quantitatively validate the mechanisms underlying the
effect of FEPs on carers’ psychological distress. Peer group support is key in modifying carers’
appraisals of their friend/relatives’ condition. Continued implementation of FEPs within
mental health service systems is warranted.

Education and support for family ‘carers’ has been consistently recommended by clinical prac-
tice guidelines in the UK (NICE, 2014a; 2014b), the USA (Dixon et al., 2010; Dixon and
Schwarz, 2014), and in Australia and New Zealand (Galletly et al, 2016). These services are
offered to individuals who provide regular support to a family member or friend (‘relative’)
who is diagnosed with schizophrenia or another serious mental health condition, and fall
into two overlapping types: family psychoeducation interventions (FPI) and family education
programs (FEPs). The former is comprised of clinician-led family sessions offered over 6-9
months to carers along with their relative (typically diagnosed with schizophrenia) with the
reduction of relapse rates as a primary target and the reduction of burden and distress in carers
an important secondary outcome (Dixon et al, 2010). A multiple family group format
(McFarlane, 2002) is possible but not the norm. While FPIs are efficacious in achieving
these outcomes (Pharoah et al., 2010), and have been available for decades, they have not
been adopted at expected rates by mental health services, clinicians and carers (Kavanagh
et al., 1993; Fadden, 1997; Dixon et al., 2001; Cohen et al., 2008; Drapalski et al., 2008;
Harvey and O’Hanlon, 2013; Haddock et al., 2014; Ince, Haddock and Tai, 2016), leaving
many carers without assistance to address common carer-related experiences such as isolation
(Hayes et al., 2015), self-blame and guilt/shame (McCann et al., 2009; Cherry et al., 2017).
FEPs (Solomon, 1996; Dixon et al., 2010) developed in parallel with FPIs. While FEPs
include similar content to FPIs, they differ in their greater emphasis on the carer’s wellbeing.
Usually conducted in a group format without the relative attending, participants are typically
carers for individuals diagnosed with a serious mental health condition (schizophrenia, bipolar
disorder). Exposure of carers to peers is an essential element, varying from peers as fellow par-
ticipants in clinically-auspiced groups (Chien et al., 2004; Riley et al., 2011; Onwumere et al.,
2017) to peer-led programs auspiced by carer-run organisations (Dixon et al., 2011; Stephens
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et al., 2011). For carers, FEPs appear to provide a relatively access-
ible and acceptable alternative to FPIs. While not as robust as that
for FPIs, there is mounting evidence demonstrating the efficacy of
FEPs, across differing health systems and cultural settings, in
reducing carer burden and psychological distress, and improving
family functioning (Chien et al, 2004; Dixon et al, 2011;
Stephens et al., 2011; Bademli et al., 2014; Yesufu-Udechuku
et al., 2015).

Researching the mechanisms by which FEPs lead to improved
outcomes has received little attention. Qualitative evaluations of
FEPs run in various service settings in different countries identi-
fied similar potential mechanisms: reduction in carers’ stigmatis-
ing attitudes of mental health conditions, increased mental health
knowledge resulting in appraisal changes, experiencing peer sup-
port, building communication and self-management skills, feeling
less isolated in their carer role (Chien et al., 2006; Lucksted et al.,
2008; Bademli ef al., 2016). Bringing together this qualitative data
with conceptual frameworks that underlie FEPs, namely, the
biopsychosocial model of mental illness (Engel, 1977), group psy-
chotherapy research (Yalom and Leszcz, 2005), the stress-
appraisal-coping theory (Lazarus and Folkman, 1984) as applied
to the caregiving experience (Szmukler et al., 1996), and the con-
ceptualisation of social support as coping assistance (Thoits,
1986), we proposed a model to explain how FEPs result in reduc-
tions in carers’ psychological distress (Fig. 1). The model identi-
fied two key ingredients: receiving support from others who
have a similar lived experience, and increased mental health
knowledge. We proposed that these key ingredients lead to reduc-
tions in carers’ appraisals (stigmatising attitudes about, and per-
ceived responsibility for, their relatives’ condition), improved
communication and strengthened family/friend functioning.
Changes in these processes were hypothesised to result in reduc-
tions in carers’ psychological distress, a more distal outcome.

We are not aware of any studies that explore evidence for these
mechanisms in carers participating in FEPs. Wellways’
Building-a-Future program is an Australian FEP modelled on
NAMT’s Family-to-Family program and adapted to the
Australian cultural and mental health context (Stephens et al.,
2011). We aimed to evaluate the effectiveness of the Wellways
FEP using a naturalistic wait-list control design, and to quantita-
tively investigate a model of the change processes.

Method
Intervention

Building-a-Future is a 12-session support and education group
designed for family and friend caregivers of people diagnosed
with a mental health condition that draws upon biopsychosocial
and stress-vulnerability-coping models, peer support and commu-
nity development principles. It aims to assist carers through educa-
tion about mental health conditions and services whilst providing
support and encouraging the development of effective strategies for
caring for their relative and themselves. Small groups (8-14) are
led by trained facilitators who have first-hand experience of the
caregiving role. The relative does not attend the group. Eight struc-
tured 3-h core group sessions held weekly provide information,
skills-training and discussion opportunities, and four 3-h consoli-
dation group sessions held monthly focus on knowledge and skill
enhancement, and socialisation (for details see Stephens et al.,
2011). Although originally focussed on caregiving for a relative
diagnosed with schizophrenia, Wellways’ longstanding carer-
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developed program draws attendance from carers whose relative
may have one of a number of mental health conditions. This
reflects the common demands and stressors of caregiving irrespect-
ive of the relatives’ condition.

Design

This ‘real-world’ effectiveness study incorporated a naturalistic
wait-list control longitudinal design to determine whether partici-
pation in the intervention resulted in hypothesised changes. All
individuals who enrolled early enough were invited to complete
an initial assessment (time 0) that served as their own control
over a wait-list period. Subsequent assessments were completed
at the core program’s start (time 1) and end (time 2), 3 months
into the 4-month consolidation period (time 3), and 6 months
after the consolidation period ended (time 4). La Trobe
University (LTU) co-authors served as program evaluation
consultants.

To test our model of the FEP change processes (Fig. 1), we
applied a repeated-measures design using data from each time
point except time 0. Due to the proportion of missing data, we
created a subsample (n=195) comprised of participants who
had no missing values for the outcome variable at each time
point. This subsample also had a lower proportion of missing
data for all other model variables.

Statistical analyses

A linear mixed-effects model (IBM’s SPSS Statistics Version 24)
was used to determine whether there would be a significant differ-
ence in the outcome and process variables across each time per-
iod. Linear mixed-effects modelling accommodates for missing
data by estimating parameters rather than using list-wise deletion,
thus enabling the full sample to be used.

We used multivariate latent growth modelling (MLGM; IBM’s
SPSS AMOS Version 24) to determine whether intervention input
variables influenced the simultaneous growth of the process vari-
ables and the growth of the outcome variable, given its ability to
answer questions related to developmental growth and predictors
of growth over several time points (Curran et al, 2010).
Specifically, we tested whether the longitudinal trajectory in psy-
chological distress among carers over the 12-month evaluation
would be predicted by intervention input variables, and whether
the growth trajectory of process variables over the same period
would mediate these associations. We estimated missing popula-
tion parameters with full-information maximum likelihood esti-
mation procedures that assume that data are missing-at-random
and used a multiple imputation method to estimate missing
values in the subsample for all variables. The indices used to
assess good overall model fit to the data were: %> with a p value
>0.05; Xz/df ratio <2; comparative fit index (CFI) and Tucker-
Lewis Index (TLI) >0.95; root-mean-square error of approxima-
tion (RMSEA) <0.06 (Hu and Bentler, 1999; Hooper et al., 2008).

Procedure

All adult carers who enrolled in the Building-a-Future program in
any state in Australia between 2009 and 2016 were invited to par-
ticipate in the evaluation by Wellways staff; written consent was
required for participation. Participants were mailed a question-
naire and a stamped, self-addressed envelope at each time point
except time 1 where some were distributed on site. The
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Fig. 1. A process model for distress reduction in family education programs.

questionnaires were returned by mail or collected at group ses-
sions. The questionnaire included socio-demographic items, and
input, outcome and process measures. Wellways staff maintained
the questionnaires, and provided the de-identified data to LTU
co-authors for analyses. LTU’s Human Research Ethics
Committee approved the study (FHEC08/R9). The authors assert
that all procedures contributing to this work comply with the
ethical standards of the relevant national and institutional
committees on human experimentation and with the Helsinki
Declaration of 1975, as revised in 2008.

Participants

Participants were 1016 carers from 207 programs in six states in
Australia. Of these, 116 returned the questionnaire at time O0;
both the number of questionnaires distributed and the number
of program attendees who enrolled early enough for inclusion
in the wait-list period is not known. The median length of the
wait-list period was 25 days (1 =91). The rate of returned ques-
tionnaires to those mailed were: 98.7% of 967 mailed at time 1,
66.4% of 732 at time 2, 72.6% of 492 at time 3 and 85.0% of
341 at time 4. The number of carers enrolled in the program
and reasons for evaluation attrition were not recorded. The
intended consolidation sessions were implemented variably such
that some cohorts received all four and others none.

Measures

Measures were selected after extensive consultation with program
facilitators to ensure their suitability. Generally, all items on
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measures were summed with higher scores reflecting higher levels
of each construct.

Carer distress

The Depression, Anxiety and Stress Scale-21 (DASS) is a valid
and reliable measure of psychological distress (Lovibond and
Lovibond, 1995), comprised of three seven-item subscales rating
from 0 (did not apply to me) to 3 (applied to me very much or
most of the time) the extent to which each statement applied to
them over the past week.

Mental health knowledge

Mental health knowledge was measured using an adapted version
of the Family-to-Family Outcome Survey Scales-Knowledge of
Serious Mental Illness (Dixon et al., 2004). Participants rated
the extent to which they agreed with each of seven items on a
four-point scale ranging from strongly disagree to strongly agree.
Change in Knowledge was calculated by subtracting the time 2
score from the time 1 score.

Peer support

This measure of perceived group helpfulness was adapted from
Roy et al’s 12-item scale (2005), which was based on the short
form of Yalom’s Curative Factor Scale (Lieberman et al., 1973).
Only at time 2, participants rated the extent to which each item
was true according to their experience of the group on a five-point
scale (1 =not true to 5 = true).

Process variables
Adapted from Westbrook and Bauman’s scale (1996), the seven-
item Self-blame measure (items included perceived responsibility
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Table 1. Demographic information at time 1 for participants in full sample and

subsample
Subsample Full sample
n=195 n=1016
Gender®
Female 158 (81.4%) 781 (77.9%)
Male 36 (18.6%) 221 (22.1%)

Age [years; M(s.p.)]

58.1 (9.63)

54.8 (11.6)

Relationship to person
diagnosed with a mental health
condition®

Mother 95 (49.0%) 472 (49.8%)
Father 23 (11.9%) 108 (11.4%)
Partner 39 (20.1%) 186 (19.7%)
Sibling 18 (9.3%) 65 (6.8%)
Child 5 (2.6%) 36 (3.8%)
Friend 2 (1.0%) 16 (1.7%)
Other 12 (6.2%) 64 (6.7%)

Cultural background®*

Australian 146 (76.0%) 733 (74.7%)
European 28 (14.6%) 143 (14.6%)
Asian 4 (2.1%) 24 (2.4%)
Indigenous Australian 2 (1.0%) 19 (1.9%)
North American 2 (1.0%) 9 (0.9%)
African 1 (0.5%) 6 (0.6%)
Central/South American 2 (1.0%) 3 (0.3%)
Other 7 (3.6%) 44 (4.5%)

Relative/friend’s gender®

Female 80 (41.2%) 376 (39.8%)
Male 114 (58.8%) 569 (60.2%)
Relative/friend’s age [years; 38.7 (15.3) 36.3 (15.6)
M(s.0.)]
Length of relative/friends’ 14.7 (12.3) 12.3 (10.8)

diagnosis [years; M(s.p.)]®

Diagnosed mental health
condition’8

Schizophrenia or other
psychotic disorder

72 (36.9%)

341 (35.8%)

Bipolar disorder

59 (30.3%)

242 (25.4%)

Depression

68 (34.9%)

374 (39.3%)

Anxiety disorder

51 (26.2%)

294 (30.9%)

Personality disorder

20 (10.3%)

100 (10.5%)

Eating disorder

5 (2.6%)

19 (2.0%)

Other disorder

39 (20.0%)

186 (19.5%)

No diagnosis

15 (7.7%)

71 (7.5%)

State attending Wellways
Programme

New South Wales

35 (17.9%)

144 (14.2%)

(Continued)
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Table 1. (Continued.)

Subsample Full sample
n=195 n=1016
Northern Queensland 17 (8.7%) 162 (16.0%)
South Australia 31 (15.9%) 128 (12.7%)
Southern Queensland 14 (7.2%) 61 (6.0%)
Tasmania 3 (1.5%) 5 (0.5%)
Victoria 51 (26.2%) 260 (25.7%)
Western Australia 44 (22.6%) 251 (24.8%)

Percentages are valid per cent.

“n=194.

Pn=192.

‘n=981.

9n=193.

n =166.

fn=952.

EDiagnosed conditions equate to more than 100% as multiple diagnoses were possible.

for their relative’s condition, feelings of guilt/shame) and the
three-item Stigmatising attitudes measure (items included stereo-
types about mental illness) asked participants to rate the extent to
which they agreed with each item on a four-point scale ranging
from strongly disagree to strongly agree.

Three scales were developed to assess participants’ appraisal of
their relationship with their relative over the past 2 weeks. The
scales were face valid and had high internal consistency
(Table 2). Relationship quality. Using a four-point scale, partici-
pants rated four questions addressing relationship closeness, abil-
ity to communicate, perceived similarity with their relative and
how well they get along. Relationship feelings. Participants rated
on a four-point scale the extent they felt strained, sad, angry
and appreciated in their relationship. Communication.
Participants rated on a scale from 0-100 their perception of
their ability to talk with their relative about the mental health con-
dition; about any problems or issues; and the extent to which they
understood their relative’s experience of living with a mental
health condition.

Results
Demographic information

As detailed in Table 1, three-quarters of participating carers were
Australian women, half were mothers of the individual diagnosed,
and on average aged in their mid-50s. The supported relative was
typically male, aged in their mid-30s with more than a decade of
experience of a mental health condition. Participants reported
their relatives’ diagnosed mental health condition (more than
one could be selected); one-third of the relatives were diagnosed
with a psychotic disorder, one-quarter bipolar disorder and two-
fifths depression. The demographic composition of the subsample
and full sample were similar.

Preliminary analyses

Due to the proportion of missing data, analyses were conducted to
determine whether the MLGM missing-at-random assumption
was met. Participants’ missing status was defined as ‘retained’
(no missing outcome variable at time 1-4) and ‘not retained’
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Table 2. Descriptive statistics for model variables using full sample and subsample

Full sample Subsample?
Cronbach’s Cronbach’s

Variable Time N M (s.D.) Range a n M (s.D.) Range a
Peer support 2 481 51.95 (7.76) 21-60 0.92 195 52.36 (7.59) 23-60 0.92
Knowledge 0 112 11.18 (3.96) 0-21 0.84 - - - -

1 877 10.96 (3.77) 0-21 0.82 195 10.65 (3.77) 0-21 0.82

2 463 14.47 (2.86) 2-21 0.80 195 14.36 (2.76) 6-21 0.77

3 345 14.24 (3.00) 0-21 0.81 195 14.17 (2.96) 2-21 0.80

4 282 14.16 (3.22) 2-21 0.83 195 14.19 (3.08) 2-21 0.82
Change in knowledge N/A 422 3.54 (3.87) -8 to 21 N/A 195 3.71 (4.46) —7to 21 N/A
Self-blame 0 112 7.16 (4.89) 0-21 0.89 - - = =

1 932 6.77 (4.65) 0-21 0.89 195 6.92 (4.87) 0-21 0.90

2 477 5.50 (4.22) 0-21 0.91 195 5.34 (4.26) —-3-20 0.89

3 354 497 (4.17) 0-21 0.91 195 5.08 (4.32) 0-21 0.92

4 283 4.89 (4.41) 0-21 0.92 195 4.85 (4.49) —5--21 0.93
Stigmatising attitudes 0 113 1.68 (1.92) 0-9 0.84 - - - -

1 930 1.91 (1.84) 0-9 0.84 195 1.83 (1.85) —2-—-—9 0.87

2 477 1.50 (1.65) 0-9 0.84 195 1.41 (1.59) 0-7 0.77

3 356 1.58 (1.66) 0-9 0.84 195 1.69 (1.77) 0-9 0.89

4 287 1.48 (1.74) 0-9 0.87 195 1.52 (1.72) 0-9 0.84
Relationship quality 0 112 6.81 (3.4) 0-12 0.86 - - - -

1 925 6.72 (3.27) 0-12 0.84 195 6.53 (3.16) 0-12 0.83

2 477 7.44 (3.10) 0-12 0.85 195 7.27 (3.15) 0-12 0.87

3 352 7.28 (3.25) 0-12 0.87 195 6.95 (3.38) 0-12 0.86

4 284 7.10 (3.44) 0-12 0.88 195 6.81 (3.50) 0-12 0.89
Relationship feelings 0 113 5.47 (3.64) 0-12 0.77 - - —-1--12 -

1 929 5.11 (3.56) 0-12 0.79 195 5.03 (3.47) 0-12 0.78

2 479 6.19 (3.67) 0-12 0.81 195 6.11 (3.60) 0-12 0.80

3 356 6.57 (3.69) 0-12 0.84 195 6.30 (3.71) 0-12 0.84

4 286 6.40 (3.79) 0-12 0.84 195 6.34 (3.91) =13 0.86
Communication 0 113 15.20 (7.69) 0-28 0.85 = = = =

1 941 15.41 (7.45) 0-30 0.78 195 14.73 (7.41) 0-30 0.79

2 481 18.86 (6.78) 0-30 0.78 195 18.26 (6.77) 1-30 0.77

3 355 18.99 (6.82) 0-30 0.78 195 18.20 (7.24) 0-30 0.78

4 286 18.66 (7.17) 0-30 0.78 195 18.12 (7.30) 0-30 0.80
Depression DASS 0 113 6.80 (5.76) 0-20 0.92 - - - -
subscale

1 924 6.63 (5.74) 0-21 0.93 195 5.78 (5.12) 0-21 0.91

2 482 4.33 (4.33) 0-21 0.89 195 4.49 (4.15) 0-19 0.88

3 355 4.65 (4.83) 0-21 0.92 195 4.27 (4.50) 0-21 0.91

4 276 4.95 (4.94) 0-21 0.92 195 4.64 (4.74) 0-19 0.92
Anxiety DASS subscale 0 113 4,09 (4.81) 0-18 0.88 - - - -

1 925 4.17 (4.67) 0-21 0.87 195 3.60 (4.19) 0-17 0.85

2 482 2.74 (3.51) 0-21 0.83 195 2.97 (3.57) —1to 20 0.83

(Continued)
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Full sample Subsample?
Cronbach’s Cronbach’s

Variable Time N M (s.0.) Range o n M (s.0.) Range a

3 354 2.87 (3.84) 0-21 0.85 195 2.69 (3.49) 0-18 0.84

4 275 3.02 (3.75) 0-20 0.84 195 2.86 (3.65) 0-20 0.83
Stress DASS subscale 0 113 8.42 (5.60) 0-21 0.91 - - - -

1 926 8.59 (5.44) 0-21 0.91 195 8.15 (5.22) 0-21 0.90

2 484 6.13 (4.62) 0-21 0.89 195 6.44 (4.76) 0-20 0.90

3 354 6.16 (4.82) 0-20 0.90 195 5.99 (4.60) 0-20 0.90

4 277 6.61 (4.83) 0-21 0.89 195 6.35 (4.72) 0-21 0.89
DASS-Total 0 113 19.31 (14.84) 0-59 0.96 - - - -

1 922 19.38 (14.39) 0-62 0.95 195 17.53 (13.18) 0-57 0.95

2 482 13.19 (11.03) 0-63 0.94 195 13.90 (11.03) 0-57 0.94

3 353 13.57 (12.13) 0-59 0.95 195 12.95 (11.26) 0-56 0.95

4 275 14.48 (12.05) 0-61 0.95 195 13.84 (11.82) 0-56 0.94

A dash indicates that data were not generated in the subsample.
“Imputed data used. DASS =the Depression, Anxiety and Stress Scale-21.

(at least one missing outcome variable). Using a Bonferroni-
adjusted alpha level of 0.01 per test (0.05/5), logistic regression
analyses including all model variables at time 1 indicated that
there were no significant differences in scores based on missing
status. Of the socio-demographic variables, only age [B = —0.027,
Wald (1) =10.326, p=0.001, exp(B)=0.973, 95% CI 0.957-
0.989] predicted missing status such that the older the participant
the more likely they completed all of the subsequent evaluations.

Outcome analyses

Descriptive statistics for model variables in both samples are
reported in Table 2, the linear mixed-effects analyses statistics in
Table 3, and correlations among variables in the online
Supplementary material. Eleven participants were excluded from
these analyses as their wait-list period was either less than 7 days
or greater than 6 months. Overall, there was no change in variables
during the wait-list period; however, there were significant changes
in the variables from the start to the end of the core program, and
no further significant change in scores during the consolidation
and follow-up period. The estimated mean DASS-Total score at
the program’s start (M = 19.38, s.E. = 0.47) did not significantly dif-
fer from the total score at the beginning of the wait-list period,
which suggests that the average level of psychological distress did
not change over the wait-list period. Psychological distress levels
at the program’s start, however, were significantly higher than
levels at the core program’s end, as well as 3 months into the con-
solidation period and at the 6-month follow-up. Average distress
scores did not significantly change from the core program’s end
through the consolidation and follow-up period. Generally, the
same pattern of results (in predicted directions) emerged for men-
tal health knowledge (starting estimated M =10.97, s.e.=0.13),
self-blame (M = 6.73, s.e. = 0.15), stigmatising attitudes (M = 1.91,
s.E.=0.06), communication (M =15.39, s.e.=0.25), relationship
feelings (M = 5.12, s.e. = 0.12) and relationship quality (M =6.71,
sE =0.11).
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Process analyses

Using the sub-sample data, we built an MLGM based on the
proposed process model (Fig. 1) by first testing unconditional
univariate latent growth models for each of the process and out-
come variables. Next, we added time-invariant covariates (input
variables) as predictors of the outcome variable, DASS-Total
Slope. The model met adequate fit criteria to the data, x*(11) =
19.035, ns, x*/df=1.730, CFI=0.976, TLI=0.967, RMSEA =
0.061. Peer support, but not change in knowledge, significantly
predicted the trajectory of DASS-Total from the program’s start
through the consolidation and follow-up period. The standardised
path coefficient from Peer Support to the DASS-Total Slope was
significant (8=-0.918, p=0.013) suggesting that a higher rating
of group helpfulness predicts a more rapid decline in carers’ dis-
tress over the 12-month evaluation while controlling for the influ-
ence of change in knowledge. We tested this model with data from
the full sample. The model had poorer but adequate fit to the
data, and a similar relationship among the variables (see online
Supplementary material).

We continued to build the proposed model by including the
growth trajectories for each of the process variables one-by-one
to understand the relationships among these variables over
time. When building the proposed model, there was evidence of
multicollinearity among variables when the DASS-Total latent
factor was in the model, which only resolved when excluded.
Thus, it was not practical to test the full proposed model. We
then used model fit indices and covariances to build the most
comprehensive model that had a good model fit. The final
model incorporated both input variables and three process vari-
ables, x*(78)=117.514, p=0.003, x*/df=1.507, CFI=0.967,
TLI=0.961, RMSEA =0.051. The standardised path coefficients
are reported in Fig. 2. Both the level of group helpfulness and
the change in knowledge significantly predicted the self-blame
and the stigmatising attitudes trajectories, and the communication
trajectory, from the program’s start to the 6-month follow-up.
More knowledge gained during the program and higher ratings
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*p<0.05, **p <0.01, ***p<0.001.
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of group helpfulness predicted a more rapid decline in levels of
self-blame and stigmatising attitudes, and a more rapid increase
in communication with their relative over the 12-month study,
while controlling for the influence of the other input. Testing
this model using data from the full sample showed a good fit,
and similar relationships as in the subsample (online
Supplementary Fig. 1).

Discussion

We conceptualised a model of change for FEPs, comprising pro-
gram inputs (peer support; knowledge) and intervening processes
(stigmatising attitudes; self-blame; communication; relationship
feelings; relationship quality) impacting the primary overall
outcome of caregiver distress. We utilised a large ‘real-world’
data set from a program for relatives of people who are living
with a major psychiatric disorder to examine outcomes, and
hypothesised change processes. The new data set, use of a wait-list
condition and linear mixed-effects modelling extended a previous
evaluation (Stephens et al, 2011) by demonstrating that change
over 13 months in the overall outcome variable of caregiver dis-
tress and in each process variable — proximal outcomes in their
own right - was attributable to the program. Improvements
occurred over the course of the core program, but not over the
wait-list period, and were maintained during the consolidation
period and 6-months after the consolidation program ended.
The strong implication is that the Wellways program was asso-
ciated with these sustained changes. Further, our model of change
processes was partially supported. Multivariate latent growth
modelling showed that greater mental health knowledge and
higher levels of perceived group helpfulness each contributed to
a reduction in carers’ stigmatising attitudes and self-blame over
time, and improved communication with their relative from the
program’s start through to 6 months after the 12-session program
ended. Furthermore, higher levels of perceived group helpfulness,
but not change in knowledge, uniquely predicted the growth
trajectory of the primary outcome measure, carer’s psychological
distress. These results add to the growing evidence that FEPs are
effective in not only reducing carer’s psychological distress, but
also in reducing self-blame and stigma and in strengthening
the relationship with the person they support (Pickett-Schenk
et al., 2006; Yesufu-Udechuku et al., 2015; Mercado et al., 2016)
via the experience of a supportive peer group and/or gain in
knowledge.

Change processes

This is the first study to test a longitudinal model of change pro-
cesses involved in FEPs. Our model included two intra-personal
process variables: self-blame and stigmatising attitudes of mental
illness. Regarding self-blame, perceived group helpfulness and
change in mental health knowledge significantly predicted a
decline in carers’ level of self-blame, and feelings of guilt/shame
related to their relatives’ diagnosed condition. This is consistent
with results from qualitative evaluations of FEP in China
(Chien et al, 2006) and the USA (Lucksted et al, 2008) in
which carers felt less guilty about their relatives’ diagnosed condi-
tion and engaged in less blaming after participation. While there
was a parallel reduction in carers’ psychological distress through-
out this evaluation, we were unable to test whether these growth
trajectories predicted reductions in distress because of the
complexity of the proposed model and the nature of the data.
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Fig. 2. Final multivariate latent growth model for growth in process variables from the start of the core program through the consolidation and follow-up period
using the subsample. Path coefficients are standardised. Intercept, observed indicators and covariances among the residual variances are omitted from the figure.

*p<0.05, **p<0.01, ***p<0.001.

Stigma is not only a source of psychological distress for carers of
adults diagnosed with a mental health condition, but it has also
been associated with the use of less effective coping strategies
(Muralidharan et al., 2016). Our study suggests that FEPs can
address stigma. Stigmatising attitudes reduced over the evaluation,
and perceived group helpfulness and increased mental health
knowledge significantly predicted this decline. This finding
extends qualitative evaluations in which carers stated that they
felt less stigmatised after participation in an FEP (Chien et al,
2006). However, we were unable to determine whether the decline
in self-stigma predicted the decline in distress over the same period.

Our model also included relationship process variables. The
quality of communication between carers and their relative has
been a focus of FPIs and FEPs, with the carer’s improved empathy
and reduced dominance in the relationship mediating the effect of
FPIs on the relatives’ clinical outcome (Giron et al., 2015). In two
qualitative evaluations (Chien ef al., 2006; Lucksted et al., 2008),
carers reported that their participation in an FEP led to improved
communication. Our results provide larger scale support for these
findings in FEPs: perceived group helpfulness and increased men-
tal health knowledge predicted improved communication between
carers and their relative.

https://doi.org/10.1017/50033291719000965 Published online by Cambridge University Press

The two other relationship processes, relationship feelings and
relationship quality, also improved throughout the intervention
and follow-up. Because carers’ causal attributions of their rela-
tives’ mental health-related behaviours affect their interactions
(Kuipers et al., 2010; McFarlane, 2016), it is notable that over
the evaluation period, carers’ feelings towards their relative and
the quality of their relationship improved. Similarly, carers who
participated in evaluations of FEPs demonstrated (Pickett-
Schenk et al., 2006) and reported (Lucksted et al., 2008) a reduc-
tion in negative feelings towards their relative. However, we were
unable to test the associations among these factors and the pro-
gram’s key ingredients, as none of the preliminary models that
included these two variables met criteria for an adequate fit.
Further study on the effect of FEPs on relational communication
and carer outcomes is warranted.

Service implications

Our findings on processes, from data collected alongside routine
service delivery, strengthen the validity of the FEP model as prac-
tised, thus adding justification for increasing investment in the
availability of this model. In the Family Forum’s (Cohen et al.,
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2008) proposed stepped-care recommendation, carers should be
invited to participate in an FEP before engaging in FPIs. This
makes sense: Peer leadership, along with (typically) a non-clinical
service auspice, likely enhance acceptability; and, although train-
ing for facilitators is typically required, a workforce of non-
professionals is less costly than utilising mental health specialists.
Further, disseminability of FEPs has been demonstrated both by
the Wellways and the Family-to-Family programs (Lucksted
et al., 2013). Given the difficulties discussed earlier in disseminat-
ing FPIs, the ready availability of FEPs may reduce the burden on
the health-care system.

Carers in this study had some mental health knowledge at the
program’s start. Although further knowledge gained predicted
change in process variables, it did not predict the change in dis-
tress over the study beyond the effect of peer support. One
explanation may be that formal mental health information was
a less needed or less powerful ingredient than peer support for
our cohort whose relatives had been diagnosed on average for
more than a decade. This is understandable, given the persisting
social isolation and lowered quality of life of carers (Hayes
et al., 2015). Similar increases in knowledge were reported in eva-
luations of other FEPs (Pickett-Schenk et al., 2008; Dixon et al.,
2011); some participants indicated that the knowledge gained
largely revised prior knowledge acquired on their own, as many
had been carers for decades (Lucksted et al., 2008). These findings
suggest that the need for mental health information will vary over
time, with carers of individuals who are recently diagnosed more
likely to benefit from this ingredient.

Theoretical implications

Our study strengthens the evidence that a critical element for the
effectiveness of FEPs is the experience of learning with a small
group of peers, and (typically) a trained peer leader, who is also
supporting a relative diagnosed with a similar condition. This is
consistent with Thoits’ (1986) re-conceptualisation of social sup-
port as coping assistance, in which she purports that the stress-
buffering derived from others is most likely to be garnered from
individuals with similar lived experiences who are not distressed,
due to a greater likelihood of perceived empathic understanding.
Furthermore, Thoits proposed that empathic understanding
derived from peers first reduces feelings of shame related to
one’s emotional reaction to caregiving stress; that is, carers’ emo-
tional responses to caregiving likely needs to be normalised first
by social comparison to a peer(s) in the same caregiving role.
Once normalisation occurs, then carers may be receptive to infor-
mational support from peers that can then alter the nature of the
stressor and/or the stress reaction. FEP design and training may
benefit from further investigation of this theoretical framework.

Our findings are also consistent with the cognitive model of
caregiving in psychosis (Kuipers et al., 2010). This model impli-
cates carers’ appraisals of their relatives’ behaviours as triggers
of a cascade of consequences from carer reactions to their relative,
their openness to services, and, ultimately, their own health.
Although FPI is the intervention type most associated with
changing family carers’ appraisals, we found that mental health
knowledge and peer support predicted reductions in self-blame
and stigmatising attitudes, suggesting that appraisals are likely
also changed by FEPs, which extends results from a meta-analysis
that found carer-only interventions can change the experience of
caregiving (Yesufu-Udechuku et al.,, 2015).
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Strengths and limitations

This study is not a randomised controlled trial and causal conclu-
sions about the effectiveness of Wellways’ FEP cannot be defini-
tively made; however, the trajectory of change in outcome and
process variables — from baseline through intervention to
follow-up - indicates that this was highly likely due to the pro-
gram. Further, the substantive numbers studied in a routine prac-
tice setting lends high external validity and complies with
guidance on evaluating complex interventions (Craig et al,
2008). While there was a large proportion of data missing, the
MLGM analyses conducted with the full sample revealed a similar
pattern of relationships among the variables as those with the
socio-demographically similar subsample. The degree of missing
data, however, is not unusual for a real-world intervention with
an extended follow-up (Pickett-Schnek et al., 2006; Dixon et al.,
2011). To minimise its impact, we selected statistical methods
that estimated population parameters using all data available.

The study’s naturalistic wait-list control design matched
Wellways’ dual aim, service provision and evaluation, but contrib-
uted to the small proportion of participants who had wait-list
data. We chose statistical methods designed to mitigate this limi-
tation. Additional limitations include the shorter median duration
of the wait-list period than the core program, and its variable
length; the reliance on self-report measures; and the use of study-
developed scales.

The carers in this sample were supporting relatives diagnosed
with a range of mental health conditions and were at different
points in their caregiving journey. However, the scope of this
study did not extend to examining subgroup differences.

Conclusions

This study strengthens evidence of the effectiveness of FEPs for
carers of individuals diagnosed with serious mental health condi-
tions, including maintenance of treatment gains over a 6-month
follow-up. Key program features of knowledge gain and peer
group experience are related to intrapersonal and relationship-
related changes. Attendance figures suggest that FEPs are an
acceptable form of service. Ready accessibility of FEPs for carers
within stepped-care mental health service systems is reasonable
with the current level of evidence while awaiting more definitive
trials.

Supplementary material. The supplementary material for this article can
be found at https:/doi.org/10.1017/50033291719000965

Author ORCIDs.
0000-0002-6974-7140

John Farhall, 0000-0003-2439-2830, Marilyn L. Cugnetto,

Acknowledgements. This research received no specific grant from any
funding agency, commercial or not-for-profit sectors.

Conflict of interest. None.

References

Bademli K and Cetinkaya Duman Z (2014) Effects of a family-to-family
support program on the mental health and coping strategies of adults
with mental illness: a randomized controlled study. Archives of Psychiatric
Nursing 28, 392-398.

Bademli K and Cetinkaya Duman Z (2016) Emotions, ideas and experiences
of caregivers of patients with schizophrenia about family to family support
program. Archives of Psychiatric Nursing 30, 329-333.


https://doi.org/10.1017/S0033291719000965
https://doi.org/10.1017/S0033291719000965
https://orcid.org/
https://orcid.org/0000-0003-2439-2830
https://orcid.org/0000-0002-6974-7140
https://doi.org/10.1017/S0033291719000965

1108

Cherry MG, Taylor PJ, Brown SL, Rigby JW and Sellwood W (2017) Guilt,
shame and expressed emotion in carers of people with long-term mental
health difficulties: a systematic review. Psychiatry Research 249, 139-151.

Chien W, Norman I and Thompson DR (2004) A randomized controlled
trial of a mutual support group for family caregivers of patients with schizo-
phrenia. International Journal of Nursing Studies 41, 637-649.

Chien W, Norman I and Thompson DR (2006) Perceived benefits and diffi-
culties experienced in a mutual support group for family carers of people
with schizophrenia. Qualitative Health Research 16, 962-981.

Cohen AN, Glynn SM, Murray-Swank AB, Barrio C, Fischer EP,
McCutcheon SJ, Perlick DA, Rotondi AJ, Sayers SL, Sherman MD and
Dixon LB (2008) The family forum: directions for the implementation of
family psychoeducation for severe mental illness. Psychiatric Services 59,
40-48.

Craig P, Dieppe P, Macintyre S, Michie S, Nazareth I and Petticrew M
(2008) Developing and evaluating complex interventions: the new
Medical Research Council guidance. British Medical Journal 337, al655.

Curran PJ, Obeidat K and Losardo D (2010) Twelve frequently asked ques-
tions about growth curve modelling. Journal of Cognition and Development
11, 121-136.

Dixon LB and Schwarz EC (2014) Fifty years of progress in community men-
tal health in US: the growth of evidence-based practices. Epidemiology and
Psychiatric Services 23, 5-9.

Dixon L, McFarlane WR, Lefley H, Lucksted A, Cohen M, Falloon I,
Mueser K, Miklowitz D, Solomon P and Sondheimer D (2001)
Evidence-based practices for services to families of people with psychiatric
disabilities. Psychiatric Services 52, 903-910.

Dixon L, Lucksted A, Stewart B, Burland J, Brown CH, Postrado L,
McGuire C and Hoffman M (2004) Outcomes of the peer-taught
12-week family-to-family education program for severe mental illness.
Acta Psychiatrica Scandinavica 109, 207-215.

Dixon LB, Dickerson F, Bellack AS, Bennett M, Dickinson D,
Goldberg RW, Lehman A, Tenhula WN, Calmes C, Pasillas RM, Peer J
and Kreyenbuhl J (2010) The 2009 schizophrenia PORT psychosocial treat-
ment recommendations and summary statements. Schizophrenia Bulletin
36, 48-70.

Dixon LB, Lucksted A, Medoff DR, Burland J, Stewart B, Lehman AF,
Fang LJ, Sturm V, Brown C and Murray-Swank A (2011) Outcomes of
a randomized study of a peer-taught family-to-family education program
for mental illness. Psychiatric Services 62, 591-597.

Drapalski AL, Marshall T, Seybolt D, Medoff D, Peer ], Leith J and
Dixon LB (2008) Unmet needs of families of adults with mental illness
and preferences regarding family services. Psychiatric Services 59, 655-662.

Engel GL (1977) The need for a new medical model: a challenge for biomedi-
cine. Science 196, 129-136.

Fadden G (1997) Implementation of family interventions in routine clinical
practice following staff training programs: a major cause of concern.
Journal of Mental Health 6, 599-612.

Galletly C, Castle D, Dark F, Humberstone V, Jablensky A, Killackey E,
Kulkarni J, McGorry P, Nielssen O and Tran N (2016) Royal Australian
and New Zealand college of psychiatrists clinical practice guidelines for
the management of schizophrenia and related disorders. Australian and
New Zealand Journal of Psychiatry 50, 1-117.

Giron M, Nova-Fernandez F, Mana-Alvarenga S, Nolasco A,
Molina-Habas A, Fernandez-Yanez A, Tabares-Seisdedos R and
Gomez-Beneyto M (2015) How does family intervention improve the out-
come of people with schizophrenia? Social Psychiatry and Psychiatric
Epidemiology 50, 379-387.

Haddock G, Eisner E, Boone C, Davies G, Coogan C and Barrowclough C
(2014) An investigation of the implementation of NICE recommended CBT
interventions for people with schizophrenia. Journal of Mental Health 23,
162-165.

Harvey C and O’Hanlon B (2013) Family psycho-education for people with
schizophrenia and other psychotic disorders and their families. Australian
and New Zealand Journal of Psychiatry 47, 516-520.

Hayes L, Hawthorne G, Farhall JF, O’Hanlon B and Harvey C (2015) Quality
of life and social isolation among caregivers of adults with schizophrenia:
policy and outcomes. Community Mental Health Journal 51, 591-597.

https://doi.org/10.1017/50033291719000965 Published online by Cambridge University Press

John Farhall et al.

Hooper D, Coughlan J and Mullen MR (2008) Structural equation modelling:
guidelines for determining model fit. Electronic Journal of Business Research
Methods 6, 53-60.

Hu LT and Bentler PM (1999) Cutoff criteria for fit indexes in covariance
structure analysis: conventional criteria verses new alternatives. Structural
Equation Modeling 6, 1-55.

Ince P, Haddock G and Tai S (2016) A systematic review of the implementa-
tion of recommended psychological interventions for schizophrenia: rates,
barriers, and improvement strategies. Psychology and Psychotherapy 89,
324-350.

Kavanagh DJ, Piatkowska O, Clark D, O’Halloran P, Manicavasagar V,
Rosen A and Tennant C (1993) Application of cognitive-behavioural
family intervention for schizophrenia in multidisciplinary teams: what
can the matter be? Australian Psychologist 28, 181-188.

Kuipers E, Onwumere J and Bebbington P (2010) Cognitive model of care-
giving in psychosis. The British Journal of Psychiatry 196, 259-265.

Lazarus RS and Folkman S (1984) Stress, Appraisal, and Coping. New York:
Springer.

Lieberman MA, Yalom ID and Miles MB (1973) Encounter Groups: First
Factors. New York: Basic Books.

Lovibond SH and Lovibond PF (1995) Manual for the Depression Anxiety
Stress Scales, 2nd edn. Sydney: Psychology Foundation.

Lucksted A, Medoff D, Burland J, Stewart B, Fang L], Brown C, Jones A,
Lehman A and Dixon LB (2013) Sustained outcomes of a peer-taught fam-
ily education program on mental illness. Acta Psychiatrica Scandinavica
127, 279-286.

Lucksted A, Stewart B and Forbes CB (2008) Benefits and changes for
family to family graduates. American Journal of Community Psychology
42, 154-166.

Mercado M, Fuss AA, Sawano N, Gensemer A, Brennan W, McManus K,
Dixon LB, Haselden M and Cleek AF (2016) Generalizability of the
NAMI family-to-family education program: evidence from an efficacy
study. Psychiatric Services 67, 591-593.

McCann TV, Lubman DI and Clark E (2009) First-time primary caregivers’
experience of caring for young adults with first-episode psychosis.
Schizophrenia Bulletin 37, 381-388.

McFarlane WR (2002) Multifamily Groups in the Treatment of Severe
Psychiatric Disorders. New York: Guilford Press.

McFarlane WR (2016) Family interventions for schizophrenia and the psych-
oses: a review. Family Process 55, 460-482.

Muralidharan A, Lucksted A, Medoff D, Fang LJ and Dixon L (2016)
Stigma: a unique source of distress for family members of individuals
with mental illness. The Journal of Behavioral Health Services and
Research 43, 484-493.

National Institute for Health and Care Excellence (NICE) (2014a) Psychosis
and Schizophrenia in Adults: Treatment and Management. (NICE Clinical
Guideline 178). London: NICE, viewed 7 March 2018. Available at
https://www.nice.org.uk/guidance/cg178

NICE (2014b) Bipolar Disorder: Assessment and Management. (NICE Clinical
Guideline 185). London: NICE, viewed 6 February 2019. Available at https:/
nice.org.uk/guidance/cg185

Onwumere J, Zhou Z, Desai R, Learmonth S, Reynolds N and Gaughran F
(2017) Attending a long-term support group for carers of adults with
psychosis: a carer’s perspective. Journal of Psychiatric Intensive Care 13,
93-99.

Pharoah F, Mari JJ, Rathbone J and Wong W (2010) Family intervention for
schizophrenia. Cochrane Database of Systematic Reviews 12, 1-166.

Pickett-Schenk SA, Cook JA, Steigman P, Lippincott R, Bennett C and
Grey DD (2006) Psychological well-being and relationship outcomes in a
randomized study of family-led education. Archives of General Psychiatry
63, 1043-1050.

Pickett-Schenk SA, Lippincott RC, Bennett C and Steigman PJ (2008)
Improving knowledge about mental illness through family-led education:
the journey-of-hope. Psychiatric Services 59, 49-56.

Riley G, Gregory N, Bellinger J, Davies N, Mabbott G and Sabourin R
(2011) Carer’s education groups for relatives with a first episode of psych-
osis: an evaluation of an eight-week education group. Early Intervention in
Psychiatry 5, 57-63.


https://www.nice.org.uk/guidance/cg178
https://www.nice.org.uk/guidance/cg178
https://nice.org.uk/guidance/cg185
https://nice.org.uk/guidance/cg185
https://nice.org.uk/guidance/cg185
https://doi.org/10.1017/S0033291719000965

Psychological Medicine

Roy V, Turcotte D, Montminy L and Lindsay J (2005) Therapeutic factors at
the beginning of the intervention process in groups for men who batter.
Small Group Research 36, 106-133.

Solomon P (1996) Moving from psychoeducation to family education for
families of adults with serious mental illness. Psychiatric Services 47,
1364-1370.

Stephens JR, Farhall J, Farman S and Ratcliff KM (2011) An
evaluation of well ways, a family education programme for carers of people
with a mental illness. Australian and New Zealand Journal of Psychiatry 45,
45-53.

Szmukler GI, Burgess P, Herrman H, Benson A, Colusa S and Bloch §
(1996) Caring for relatives with serious mental illness: the development

https://doi.org/10.1017/50033291719000965 Published online by Cambridge University Press

1109

of the experience of caregiving inventory. Social Psychiatry and
Psychiatric Epidemiology 31, 137-148.

Thoits PA (1986) Social support as coping assistance. Journal of Consulting
and Clinical Psychology 54, 416-423.

Westbrook LE and Bauman LJ (1996) Perceived Stigma of HIV/AIDS Scale.
New York: Albert Einstein College of Medicine.

Yalom ID and Leszcz M (2005) The Theory and Practice of Group
Psychotherapy, 5th edn. New York: Basic Books.

Yesufu-Udechuku A, Harrison B, Mayo-Wilson E, Young N, Woodhams P,
Shiers D, Kuipers E and Kendall T (2015) Interventions to improve the
experience of caring for people with severe mental illness: systematic review
and meta-analysis. The British Journal of Psychiatry 206, 268-274.


https://doi.org/10.1017/S0033291719000965

	Outcomes and change processes of an established family education program for carers of adults diagnosed with a serious mental health condition
	Method
	Intervention
	Design
	Statistical analyses
	Procedure
	Participants
	Measures
	Carer distress
	Mental health knowledge
	Peer support
	Process variables


	Results
	Demographic information
	Preliminary analyses
	Outcome analyses
	Process analyses

	Discussion
	Change processes
	Service implications
	Theoretical implications
	Strengths and limitations

	Conclusions
	Acknowledgements
	References


