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ABSTRACT

Objective: Peer facilitators play an important role in
determining the success of many support groups for
patients with medical illnesses. However, many
facilitators do not receive training for their role and
report a number of challenges in fulfilling their
responsibilities. The objective of this systematic review
was to evaluate the effects of training and support
programmes for peer facilitators of support groups for
people with medical illnesses on (1) the competency
and self-efficacy of group facilitators and (2) self-
efficacy for disease management, health outcomes and
satisfaction with support groups among group
members.

Methods: Searches included the CENTRAL, GINAHL,
EMBASE, MEDLINE, PsycINFO and Web of Science
databases from inception through 8 April 2016;
reference list reviews; citation tracking of included
articles; and trial registry reviews. Eligible studies were
randomised controlled trials (RCTs) in any language
that evaluated the effects of training programmes for
peer facilitators compared with no training or
alternative training formats on (1) competency or self-
efficacy of peer facilitators, and (2) self-efficacy for
disease management, health outcomes and satisfaction
with groups of group members. The Cochrane Risk of
Bias tool was used to assess risk of bias.

Results: There were 9757 unique titles/abstracts and
2 full-text publications reviewed. 1 RCT met inclusion
criteria. The study evaluated the confidence and self-
efficacy of cancer support group facilitators
randomised to 4 months access to a website and
discussion forum (N=23; low resource) versus website,
discussion forum and 2-day training workshop (N=29).
There were no significant differences in facilitator
confidence (Hedges’ g=0.16, 95% Cl —0.39 to 0.71) or
self-efficacy (Hedges’ g=0.31, 95% CI —0.24 to 0.86).
Risk of bias was unclear or high for 4 of 6 domains.
Conclusions: Well-designed and well-conducted,
adequately powered trials of peer support group
facilitator training programmes for patients with
medical ilinesses are needed.

Trial registration number: CRD42014013601.

Strengths and limitations of this study

= This is the first systematic review to evaluate the
effects of training and support programmes for
peer facilitators of support groups for people
with medical illnesses on (1) the competency
and self-efficacy of group facilitators, and (2)
self-efficacy for disease management, health out-
comes and satisfaction of group members.

= Important strengths of our systematic review
include a broad search strategy, well-defined
inclusion and exclusion criteria, and rigorous
data coding and reporting as outlined by
Cochrane and the Preferred Reporting Items for
Systematic  Reviews and  Meta-Analyses
(PRISMA) statement.

= A limitation was that we only identified one small
trial and were not able to draw conclusions
about the effects of peer facilitator training
programmes.

Illness-based support groups bring together
people who face similar disease-related chal-
lenges to give and receive emotional support
and exchange disease-related information,
sometimes in the form of structured educa-
tional activities.'™ These groups can be con-
figured in a variety of ways. They may be held
face-to-face, online or via teleconference, they
may be led by professionals or peers, and they
may have a structured or unstructured
format.'™

Many people with chronic medical illnesses
join support groups in order to better cope
with the emotional and practical challenges
of their disease."™ A number of studies have
assessed the benefits of participating in
support groups for common medical dis-
eases, including cancer.™ Participants in
these studies have reported a number of ben-
efits, such as obtaining emotional support,
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receiving information about their disease and treat-
ments, and learning how other patients have coped with
the condition. They have also reported that support
groups help decrease isolation, foster a sense of commu-
nity and instil hope about the future.

In the case of many common medical diseases,
support groups are offered by the healthcare system and
are organised and delivered by professionals who are
knowledgeable about the condition. Peerled support
groups, however, are a less resource-intensive alternative
that could potentially reach more patients, with the
added benefit of having group leaders who may share
important experiences with group members.” In some
settings, such as in rare diseases, professionally led
support groups are typically not available or readily
accessible, and peer-led support groups often emerge
through grassroots efforts.” ¥

Support group facilitators play an important role in
determining the success of a group.'” "' Many support
group facilitators, however, do not receive training for
their role and report a number of challenges in fulfilling
their responsibilities.'’ '" These challenges may include
a lack of training and other resources; a lack of support
from healthcare professionals; difficulty dealing with
problematic group members; difficulty dealing with the
worsening health and death of group members; diffi-
culty finding back-up or replacement facilitators, and
struggles to sustain the group.' !

Formal training of peer support group facilitators
could potentially address some of these concerns and
could improve the experiences of group facilitators and
members. No systematic reviews have examined the
effects of training and support programmes for peer
facilitators of support groups for people with medical
illness. Thus, the objective of the present systematic
review was to evaluate the effect of training and support
programmes for peer facilitators of support groups for
people with medical illnesses on (1) the competency
and self-efficacy of group facilitators, and (2) self-efficacy
for disease management, health outcomes and satisfac-
tion with the support group experience among group
members.

METHODS

This systematic review was registered in PROSPERO
(CRD42014013601), and was conducted and reported in
accordance with the Preferred Reporting Items for

Systematic Reviews and Meta-Analyses (PRISMA)
statement.'”
Search strategy
The CENTRAL, CINAHL, EMBASE, MEDLINE,

PsycINFO and Web of Science databases were initially
searched from inception on 8 September 2014 and
updated on 8 April 2016. A medical librarian developed
the search strategy and performed the search. No restric-
tions by date or language or publication were used. The

complete search strategy can be found in online
supplementary file 1. In addition to database searching,
we manually searched the reference lists of included
publications and tracked their citations using Google
Scholar.'”®> We also searched multiple trial registries,
including ClinicalTrials.gov (clinicaltrials.gov), ISRCTN
(http://www.isrctn.com) and the WHO registry search
portal (apps.who.int/trialsearch) from inception to 10
June 2016.

Publication selection

The results of the search were downloaded into the cit-
ation management database RefWorks (RefWorks-COS,
Bethesda, Maryland, USA), and duplicate references
were identified and removed. Following this, references
were transferred into the systematic review software
DistillerSR  (Evidence Partners, Ottawa, Ontario,
Canada). Using this software, we then assessed the eligi-
bility of each publication through a two-stage process.
First, two investigators independently reviewed the titles
and abstracts of publications that were identified
through the search strategy. If either investigator
deemed an abstract potentially eligible based on the
inclusion criteria, then a full-text review was completed.
Disagreements after full-text review were resolved by
consensus, with a third investigator consulted if
necessary.

Randomised controlled trials (RCTs) of training and
support programmes for peer facilitators of illness-based
support groups reported in any language were eligible
for inclusion. For the purpose of this study, peer facilita-
tor training and support programmes were defined as
formal programmes designed to provide facilitators or
potential facilitators of support groups with the knowl-
edge to facilitate a support group, the interpersonal and
other skills to do this, or ongoing emotional and prac-
tical support. Since the responsibilities of support group
facilitators vary, training and support programmes could
include a number of components aimed at developing
the skills related to these responsibilities. The pro-
grammes could also vary in length, as well as in the
instructional methods and techniques used. Training or
support programmes that included both peer and pro-
fessional facilitators, who facilitated groups as part of
their professional responsibilities, were included.
Training programmes for only professional group facili-
tators, however, were not eligible for inclusion.

We only included trials of training and support inter-
ventions for peer facilitators of support groups for
people with medical illness. To be considered a peer-
facilitated support group for people with medical illness,
the activities of the group had to include the giving and
receiving of emotional and practical support. They
could also include educational activities, but a group
that only followed a structured learning curriculum with
a defined beginning and end (eg, a self-management
programme) was not considered a support group. A
group that was designed to be ongoing (or could be
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used in that way), but was time-limited for the purposes
of a research study, was considered a support group.
Activities of a support group could take place in person,
online or via teleconference, but had to include
ongoing real-time interaction between group members.
Groups that provided psychotherapy were not consid-
ered a support group. Second, membership criteria of
the group had to include having a particular disease
(eg, diabetes) or type of disease (eg, a rare disease) or
being a survivor of a disease (eg, cancer). Training pro-
grammes for peer facilitators of groups designed for
people with mental health disorders were not eligible
for inclusion.

Eligible comparators included no training compara-
tors or alternative training approaches. Eligible RCTs
had to assess outcomes that reflected (1) the compe-
tency or self-efficacy of group facilitators, or (2) self-
efficacy for disease management, health outcomes or
satisfaction with the support group experience among
members of the support groups of the facilitators in the
trial.

Data extraction, analysis and synthesis

Two investigators independently extracted data from
included RCTs and entered it into a standardised Excel
spreadsheet. A complete list of extracted variables is pro-
vided in online supplementary file 2. Disagreements
were resolved by consensus, with a third investigator con-
sulted if necessary. The same two investigators also inde-
pendently assessed risk of bias using the Cochrane Risk
of Bias tool (see online supplementary file 3).1 Again,
discrepancies were resolved by consensus, and a third
investigator was consulted as necessary. Since only one
eligible RCT was identified, there was no pooling of
results.

RESULTS

The database search yielded 9757 unique titles and
abstracts. Of these, 9755 were excluded after title and
abstract review, leaving two conference abstracts for full-
text review."” '® Both abstracts reported results from the
same RCT. Since we were not able to locate a full report
for this RCT at the time of our initial database searches,
we contacted the authors. They provided us with a full
report, which was subsequently published.'” The RCT
met inclusion criteria and was included in the systematic
review. No additional eligible studies were identified via
manual searching of the reference list of the included
publication, by searching trial registries or by citation
tracking. See figure 1 for the PRISMA flow chart.

Description of included RCT

The included RCT enrolled individuals who were cur-
rently leading a support group for adults with cancer
and/or caregivers in New South Wales, Australia.'”
Support group facilitators were stratified based on
gender, geographical location and type of group

(eg, general cancer, specific cancer) and block rando-
mised to one of two 4-month long interventions: (1) low
resource, which included access to a website and discus-
sion forum only, or (2) high resource, which included
access to the website and discussion forum plus
face-to-face training. The website was designed to
provide facilitators with basic theoretical and practical
information on facilitating a support group. The web-
sites in the low-resource and high-resource interventions
were the same, but the discussion forums were separated
in order to prevent contamination. The training for
facilitators in the high-resource intervention involved a
2-day group workshop that aimed to ‘improve confi-
dence in the facilitator role, group facilitation skills,
knowledge of group dynamics, understanding of
boundaries, and awareness of self-care and burnout’.
The workshop was led by an academic researcher and
two experienced cancer support group facilitators.
Participants in the workshop also received a DVD and
manual with examples of how they might address
a number of possibly challenging support group
scenarios.

At the beginning and end of the 4month intervention
period, group facilitators in both trial arms completed a
modified version of the Group Leader Self-Efficacy
Instrument (GLSI) and the Group Leader Challenges
Scale (GLCS). The modified GLSI is a 27-item self-
report questionnaire that assesses self-efficacy for per-
forming group facilitator skills on a six-point Likert scale
ranging from 1 (strongly disagree) to 6 (strongly
agree).17 Higher scores on the GLSI indicate a higher
degree of self-efficacy. The GLCS is a 26-item self-report
questionnaire that assesses the confidence of group facil-
itators in their (1) ability to execute tasks beyond those
of a typical group facilitator, (2) self-care and (3) spe-
cific issues related to cancer support groups.17 It also
uses a six-point Likert scale ranging from 1 (strongly dis-
agree) to 6 (strongly agree), with higher scores indicat-
ing a higher degree of confidence. No outcomes were
collected for members of support groups facilitated by
participants in the trial.

Altogether, 30 group facilitators were randomised to
the lowresource intervention and 35 to the high-
resource intervention. Of these, 23 facilitators in the low-
resource arm and 29 in the high-resource arm com-
pleted postintervention questionnaires and were
included in analyses. Facilitators randomised to the two
trial arms included people affected by cancer, as well as
healthcare professionals who may or may not have been
affected by cancer. Results for facilitators affected by
cancer and not affected by cancer were not reported
separately. As shown in table 1, there were no statistically
significant differences between patients randomised to
the lowresource and high-resource arms, although
scores were higher for the high-resource arm for self-
efficacy (Hedges’ g=0.31, 95% CI —-0.24 to 0.86) and
confidence (Hedges’ g=0.16, 95% CI —0.39 to 0.71).
A comparison of participants in the high-resource and
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9,757 Unique titles/abstracts identified
and screened for potential
eligibility

9,755 Title/abstracts excluded
- No original data, or not a case
study or case series
- Not about a training or support
program for peer leaders of
support groups for people with

medical illness

- Not a RCT of the effectiveness
of a training and support
program for peer leaders of
support groups for people with
medical illness

2 Abstracts selected for full-text

review (duplicate presentations of
the same RCT)

1 Eligible RCT

Figure 1
Meta-Analyses.

low-resource groups who provided data preintervention
(high resource N=33; low resource N=29) to those who
provided data postintervention (high resource N=29; low
resource N=23) suggested similar and small post-trial
minus pretrial positive differences in confidence in both
groups and similar, small negative differences in both
groups in self-efficacy.

Risk of hias

Risk of bias ratings are shown in table 2. Risk of bias was
rated ‘unclear’ for sequence generation and allocation
concealment. Risk of bias was rated ‘high’ for blinding

1 Article eligible for inclusion in
systematic review

PRISMA flow chart. RCT, randomised controlled trial; PRISMA, Preferred Reporting ltems for Systematic Reviews and

of participants, personnel and outcome assessors. All
other risk of bias domains were rated ‘low’.

DISCUSSION

The present systematic review did not identify any trials
that compared training and support programmes for
peer facilitators of disease-based support groups to no
training comparators. It identified only one RCT that
evaluated the effects of alternative training programme
resources.'” That study evaluated the confidence and
self-efficacy of cancer support group facilitators

4

Delisle VVC, et al. BMJ Open 2016;6:¢013325. doi:10.1136/bmjopen-2016-013325



8 Open Access

- »
[} < O (o))
.t g o 2 O
Vo, |8 o § o
Q.ﬁ:m | T |
EWQI - oy -
o9 ..“O‘DU)‘OO“
om\o—“" OQ 1_-0'\-
58Hh|BocRcQRo
1 0 TRYe)
OIXI2 ool oo L
c
]
=
cc|2
55 £
-
£
g 8|2
= 5
£33 |«
™
N--
on %8
a | 8¢
Y =
o C =
» 8T o0 9
0 Q¢ @
d)__m »
Q0 3| L=
EEGT| =5
Scc|lo=o I
Z0c|J1IT A o
0 5
o
™ =
s g
n o 89 £
— = 0 = 3 )
Ogm 80 o
. a2
062 E|QQ 3
20 0| Q = 2
EE T < =
:Sg: %9’ <
Za8| oI >
{=
2
° =
ko] %“D c
C _ot —
| ) o
o N Q S
2x>2g9 2 ®
== S — )
(DC_QC(D(“ =
o 0 g ®© > S
[ Q c (5]
S EZEoG =
s S0 2@E S
)
= S|lcL2glxo o
Q w| 5 3 c o< (S
> =|9030630® SE
o S| 20 g o O = 0
ol Qo= o> o €
o =} o= (8=
= € z oS o0cO OE
o 0|3.229 G > a9
= O|JBT I Ea [CE=
Q >
-+ (0]
w » o%
> 5 o 58
c - = £ o=
= c| 8 @ =
8 Q= 5 S5
3] 5 o
o E|8920 ]
=] = > O =
= = O ® = O
&) o Q= g [V o]
£ g|3=2E 58
— = (o))
T S oTL2G 5 =
= T|lecegml ca
= €| 552 o G 3
o © c =2
& 5 S C =
L5} T © = n O
5 §|3>9% o
E 5| %20 06 Q Sw
c C| 50 = =
o 5| 83= 00 &0
5] al23coc S &5
32 0|88 &Y Ew
o o|OLow ® O
Q2 o A
5 38
° o)
= c 28
o |86 S35
5 £8|scT oL
T L Eoc O
> cE 3| o n > 8 s
© 5 0| 30O =g
= Lo <xoO 0 &
£ 29
% 29
~ $3
(s > 9
2 “E| 85 S =10
2583|5582 88
FI<>0INX< N0}

randomised to 4-month long high-resource (website, dis-
cussion forum, 2-day face-to-face training) and low-
resource (website, discussion forum) interventions. No
statistically significant differences were reported between
the two groups for either group facilitator self-efficacy or
confidence. Outcomes were not collected for members
of the support groups of the facilitators.

There are important methodological considerations,
however, that limit the ability to confidently draw con-
clusions about the potential effects of support group
facilitator training programmes from the trial. One is
that the sample size was very small. A total of 65 patients
were randomised, and data from only 52 who completed
postintervention assessments were analysed. To achieve
80% power for a small (Hedges’ g=0.20) or medium
(Hedges’ g=0.50) effect size, 788 and 128 patients,
respectively, would have been needed. A second is that
the study was rated as having unclear risk of bias related
to sequence generation, allocation concealment, and
incomplete outcome data and high risk of bias related
to blinding of participants, personnel and outcome
assessors.

There are also several issues regarding the design of
the intervention and the trial that should be considered
when conducting trials on training programmes for
support group facilitators in the future. First, trial parti-
cipants included both group facilitators affected by
cancer and healthcare professionals who may or may not
have been affected by cancer. Peer and professional
support group facilitators may have different training
and support needs, although research on this topic is
limited."" '® Future studies should consider the possibil-
ity of targeting training to peer or professional group
leaders.

Second, the information that was provided in the pub-
lished trial report and a related article'? did not include
important information that would be necessary to
attempt to replicate the training programme and trial.
For example, the authors described that participants in
the training arm of the trial participated in one of three
2-day group workshops, but relatively little information
was provided on the conduct of the workshops, when
they occurred, or how participants were selected for
each of the three workshops. The authors reported
that workshops incorporated ‘readings, didactic lec-
tures, the DVD and manual, role-plays and group dis-
Cussion’,]9 but no information was provided on how
the sessions were structured, and only limited informa-
tion was provided on the content. The authors did not
indicate at what time during the 4-month long inter-
vention period the 2-day workshops occurred, the
length of each workshop day, or whether the days took
place sequentially or were spaced apart. Learning and
retention is improved when learning is repeated and
spaced over time, and it is possible that training ses-
sions spaced over time with opportunities to practice
new skills could be more effective than one-shot

20
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Table 2 Assessment of risk of bias of RCT included in systematic review

Cochrane risk of bias tool Review authors’

domains* judgement Support for review authors’ judgement

Sequence generation Unclear Authors reported that leaders were stratified based on gender,
geographical location and type of group, and block randomised by a
statistician. They did not provide information on how the
randomisation sequence was generated.

Allocation concealment Unclear No information provided on allocation concealment method.

Blinding of participants, High Blinding of participants and personnel was not possible due to

personnel and outcome nature of the intervention. Outcomes were self-reported by

assessors participants, who were not blinded.

Incomplete outcome data Unclear Approximately 20% missing data in both trial arms and not included
in final analyses.

Selective outcome reporting Low Authors reported small, non-significant effect sizes for included
outcomes. In addition, although not a prespecified outcome of the
systematic review, they reported emotional distress, which was
higher (non-significant) in the high-resource arm.

Other bias Low None

*See online supplementary file 3 for domain descriptions. Domains are scored as ‘high’, ‘low’ or ‘uncertain’ risk of bias. Risk of bias ratings

were based only on published information.
RCT, randomised controlled trial.

Finally, the trials compared the confidence and self-
efficacy of support group facilitators randomised to a
low-resource intervention that included only access to a
website and chat forum versus the website and chat
forum plus the 2-day workshop. However, as many
support group facilitators do not receive any training for
their role, it would be useful to know how each of these
compares to no training at all.

The growing number of people with one or more
chronic medical illnesses, combined with increasingly
limited healthcare resources, has made it difficult for
healthcare providers and patient organisations to
provide the support that people with chronic diseases
need in order to deal with their condition. As such,
many patients turn to support groups to help them cope
with and manage their disease."™ Peerled support
groups are becoming increasingly popular as a less
resource-intensive alternative that could potentially
reach more patients and they could free professional
resources for patients with more intense psychosocial
needs.’

However, there are some important limitations of
many current support groups. Many patients are not
able to access groups, particularly in rare diseases, and
many peerled groups are not effectively sustained due
to factors such as the health of the facilitator or other
shortcomings that could be potentially addressed via
training.”’ ** Training programmes for peer facilitators
of support groups could improve the availability of
support groups by giving people with chronic diseases
the skills they need to set up groups where none exists.
In addition, these training programmes could increase
the effectiveness of support groups by teaching support
group facilitators how to organise and structure support
groups, as well as how to manage group dynamics and

difficult group members. More research is needed,
however, to better understand options available for pro-
viding training to peer facilitators of support groups and
to determine if they achieve their desired effects.

In summary, this systematic review found that there is
insufficient evidence on the effectiveness of training and
support programmes for peer facilitators of disease-based
support groups and whether they improve the (1) the
competency and self-efficacy of group facilitators, and (2)
self-efficacy for disease management, health outcomes
and satisfaction with support group experiences among
group members. Well-designed and well-executed trials
that assess whether training and support programmes for
peer facilitators of support groups improve outcomes
among group facilitators and group members are
needed.
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