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Training for carers to provide practical
support

Review question

What skills- and educational- based interventions are effective, cost-effective, and
acceptable to carers for training them to provide practical support to the person
receiving care?

Introduction

With demographic change and improved survival rates for people with complex
needs, many carers will be managing complex care situations. Caring can involve a
variety of different skills and roles, including physical moving and handling; personal
care, medicines and treatment programmes and behaviour management. 21st
century care and support may require carers to use a variety of equipment and
adaptations and to manage complex packages of care (including the use of new
digital technology).

There is a general recognition that personalised programmes of training and support
should be offered to carers, including where possible range of components including
self care, education about the health condition or disability of the person cared for,
information on relevant services and future planning and psychosocial support.
However, there is no current consensus about the relative effectiveness and cost-
benefits of specific interventions, not is there evidence as to whether group training
activities of one-to-one training on specific are more effective. There is also
recognition that any programmes for training carers need to address a diverse range
of carers and to be culturally appropriate to different communities, in particular under-
served groups such as some minority ethnic communities and lesbian, gay, and
bisexual and transgender carers. Importantly, a balance may need to be struck
between learning and psycho-social support and socialisation with other carers as
well as the acquisition of relevant skills.

6
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1 Summary of protocol

2 Please see Table 1 for a summary of the Population, Intervention, Comparison and
3 Outcome (PICO) characteristics of this review.

4 Table 1: Summary of the protocol (PICO table)

o Adult carers (18 years of age or older) who provide unpaid
care for either 21 adults, or 21 young people aged 16-17
years with ongoing needs.

e Relevant social-/health-care and other practitioners
involved in providing care.

Any skills- or educational- based intervention whose primary
aim is to train adult carers (and not social-/health-care
providers) to provide practical support to the person
receiving care, including (but not limited to):

e medication management

o first aid

e personal and intimate care

e recovery-based approaches

e movement and handling

e pain management

« financial management

e managing behaviour(s) of person receiving care

e personalised training specific to circumstances/conditions
of person receiving care

o technical health procedures
¢ use of aids and adaptations
o specific Carer Training programs.

¢ no intervention
¢ other interventions within the same category.

Quantitative outcomes:
e Critical
o caring-related morbidity

o impact of intervention on caring-related
accidents/incidents

e Important
o impact of caring on carer

o carer skills, knowledge/confidence or efficacy about
supporting person receiving care

o resource and service use (health or social care)
Qualitative outcomes:
o satisfaction with the intervention
e perceived appropriateness of the intervention
¢ perceived acceptability of the intervention
¢ barriers and facilitators.

5 For full details see the review protocol in appendix A

7
Supporting Adult Carers: evidence reviews for providing training for carers to provide
practical support DRAFT (June 2019)
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1 Evidence
2 Included studies
3 This is a mixed-methods review so qualitative and quantitative studies were eligible
4 for inclusion. The objective of this review was to establish whether there are any
5 types of practical support interventions for adult carers that are effective, cost-
6 effective, and acceptable to them.
7 For the quantitative part of the review, we looked for systematic reviews and
8 randomised control trials (RCTs). For the qualitative part of the review, we looked for
9 studies that collected and analysed data using qualitative methods (including focus
10 groups, interviews, thematic analysis, framework analysis and content analysis).
11 Surveys restricted to reporting descriptive data that were analysed quantitatively
12 were excluded.
13 Evidence is summarised in a GRADE table for the quantitative studies and GRADE-
14 CERQual tables for qualitative studies. These are provided in appendix F.
15 Quantitative component of the review
16 Fourteen RCTs (Faes 2011, Graff 2006, Hattink 2015, Hebert 2003, Hoyle 2013,
17 Klodnicka Kouri 2011, Liddle 2012, Livingston 2014, Lobban 2013, Martin-Carrasco
18 2016, Nufez-Naveira 2016, Sepe-Monti 2016, Szmukler 2003, and Valeberg 2013)
19 were included. Two further papers were used only for data collection (Graff 2007,
20 and Cooper 2016) as they included the same study’s populations as reported in
21 Graff, 2006 and Livingston, 2014 —respectively. The 14 included RCTs are
22 summarised in Table 2.
23
24 Three of the included of the RCTs recruited carers from the UK (Livingston 2014,
25 Lobban 2013, and Szmukler 2003). There were 3 multi-country RCTs (Hattink 2015,
26 Hoyle 2013, and Nufiez-Naveira 2016), with 7 trials coming from a range of other
27 countries (that is Australia, Canada, Italy, the Netherlands and Spain). They were
28 published between 2003 (Hebert 2003, and Szmukler 2003) and 2016 (Nufez-
29 Naveira 2016, and Sepe-Monti 2016). Roughly 75% of the included RCTs were
30 published after 2010 (n=10), which suggests that there is an increasing interest in
31 examining the role of skills- and educational- based interventions to carers for
32 training them to provide practical support to people with care and support needs.
33 Overall, the included RCTs provided data on 1486 carers of people with a mixture of
34 conditions, ranging from a minimum sample size of 36 carers (Faes 2011, and Liddle
35 2012) to a maximum of 260 carers (Livingston 2014). The included RCTs focused on
36 carers of people living with:
37 ¢ Alzheimer’s disease and other dementias (Graff 2006, Hattink 2015, Hebert 2003,
38 Klodnicka Kouri 2011, Liddle 2012, Livingston 2014, Nufez-Naveira 2016, Sepe-
39 Monti 2016, for a total of 914 carers)
40 ¢ arange of mental health problems, including eating disorders, psychosis and
41 schizophrenia (Hoyle 2013, Lobban 2013, Szmukler 2003, for a total of 424
42 carers)
43 e cancer (Valeberg 2013, for a total of 112 carers), and
44 o frailty (Faes 2011, for a total of 36 carers).
45
46 The 14 included RCTs form 6 clusters of training interventions for adult carers. Each
47 cluster represents a set of skills in which carers are being trained or educated. (See
48 Table 2):
49 e pain management (Valeberg 2013)

8
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e managing behaviour(s) of person receiving care (Hebert 2003, Liddle 2012,
Nufez-Naveira 2016, and Szmukler 2003)

e personalised training specific to circumstances/conditions of person receiving care
(Faes 2011, and Klodnicka Kouri 2011)

¢ aids and adaptations (Graff 2006)

¢ specific carer training programs (Hoyle 2013, Livingston 2014, and Lobban 2013),
including:
o training programs for skills building (Hoyle 2013)
o training programs for coping skills (Livingston 2014, and Lobban 2013).

o specific carer psychoeducation intervention (Martin-Carrasco 2016, and Sepe-
Monti 2016).

Qualitative component of the review

Nine qualitative studies were included (Alhaddad 2016, Macdonald 2011,
Papachristou 2015, Riley 2011, Sepulveda 2008a, Sepulveda 2008b, Smith 2015,
Sommerlad 2014, and Yeandle 2011).

Table 3 provides a summary of the 9 included qualitative studies. They were
published between 2008 (Sepulveda 2008a, and Sepulveda 2008b) and 2016
(Alhaddad 2016). All studies focused on carers (n=361), ranging from a sample size
of 12 to 73 carers (Riley 2011 and Yeandle 2011, respectively).

In some included qualitative studies, the focus was on the overall experience of
carers with medical management (Smith 2015), personal / intimate care —feeding
management (Papachristou 2017), or technical health procedures —nebuliser therapy
(Alhaddad 2016) of the person receiving care. Most studies concentrated on carers’
experiences, acceptability, barriers and facilitators in using specific skills- or
educational-interventions to provide practical support to their relative (Macdonald
2011, Riley 2011, Sepulveda 2008a, Sepulveda 2008b, Sommerlad 2014, and
Yeandle 2011). 3 studies included carers of people living with dementia
(Papachristou 2017, Smith 2015, and Sommerlad 2014). A study aimed at exploring
the benefits of the "Caring with Confidence" training programme included carers
without a specific focus on the condition of the person with care needs (Yeandle
2011), the remaining studies included carers of people with a mixture of other
conditions:

¢ three studies focused on carers of people living with eating disorders (Sepulveda
2008a, Sepulveda 2008b, and Macdonald 2011)

¢ one study focused on carers of people living with chronic obstructive pulmonary
disease (Alhaddad 2016), and

¢ one study focused on carers of people living with a first episode of psychosis
(Riley 2011).

The majority of included studies collected data via semi-structured or unstructured
interviews, 2 studies using questionnaires (Sepulveda 2008a; and Sommerlad 2014),
with 2 studies that used focus groups techniques (Riley 2011, Yeandle 2011). Data
analysis methods included content analysis and thematic analysis, with the latter
being the most common method across included studies. All studies were conducted
in the UK:

e Five studies took place in London (Alhaddad 2016; Papachristou 2017; Sepulveda
2008a; Sepulveda 2008b; and Smith 2015);

¢ One study each in South West and South East England (Riley 2011 and
Sommerlad 2014) — respectively; and

9
Supporting Adult Carers: evidence reviews for providing training for carers to provide
practical support DRAFT (June 2019)



AW N-

[e] ~N O

©

11

DRAFT FOR CONSULTATION

RQE: Training for carers to provide practical support

e Two studies were conducted across all the UK (Macdonald 2011, and Yeandle
2011)

As shown in the theme map (Figure 1), the concepts identified in the included
evidence have been explored in a number of central themes and subthemes.

Figure 1: Theme map
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Excluded studies

Studies not included in this review with reasons for their exclusions are provided in
appendix K.

Summary of studies included in the evidence review

Quantitative component of the review

A summary of the studies that were included in this review are presented in Table 2.

Table 2: Summary of included quantitative studies

Faes Setting N=36 patient-carer e | = Multifactorial e Personalised
2011 Netherlands dyads group fall training
Study type Carer prevention specific to
RCT characteristics: training + TAU the person
Aim of the study e Age — years, Mean e C = TAU receiving
To reduce falls in (SD): care
frail older people and | = 67.3 (13.1)
to increase carer cC=64.3 (143)
;liﬁz;rzates e Gender (M/F - N):
ol=9/9
10
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Study

Graff
2006

Hattink
2015

Hebert
2003

Details

2008 to 2009
Follow-up

3 and 6 months from
baseline

Setting

Netherlands

Study type

RCT

Aim of the study
To assess efficacy of
community-based
occupational therapy
and occupational-
therapy training on
the daily functioning
of people living with
dementia and on
carer competence
Study dates

2001 to 2005
Follow-up

3 months from
baseline

Setting

UK, Netherlands
Study type

RCT

Aim of the study
To assess impact of
online dementia
training/e-learning
portal on its
usefulness/friendline
ss, and its impact on
user knowledge,
empathy, attitudes
and competence
Study dates

2013 to 2014
Follow-up

between 2-4 months
for carers in
intervention group
and at 4 months for
WLC group

Setting

Canada

Study type

Multisite RCT

Aim of the study

To assess efficacy of

group

Participants

o C=5/10
Care recipient
characteristics:
e Condition: Frail

older people

N=135 care dyads
Carer
characteristics:

e Mean Age — years,
Mean (SD):
o1=66(15.3)

0 C=61.3(15.4)

e Gender (M/F - N):
o |l =22/46
o C=18/49

Care recipient

characteristics:

e Condition:
Dementia

N=142 carers
Carers
characteristics
e Age — years, Mean
(SD):
o 1=52.93(11.43)
o C=54.69
(14.36)
o Gender (M/F - N):
ol =7/20
o C=10/22
Care recipient
characteristics:
e Condition:
Dementia

N=158 carers
Carer
characteristics:
e Age — years, Mean
(SD):
o 1=59.78 (11.86)

11

Intervention
groups evaluated Comparison
(as named in the (in the review)

e | = Occupational

occupational

o | = Self-Help
Psychosocial
e C=WLC

e | = Group
Psychoeducation

¢ Aids and
adaptations

¢ Specific
Carer
Training
programs

e Managing
behaviour(s)
of person
receiving
care

Supporting Adult Carers: evidence reviews for providing training for carers to provide
practical support DRAFT (June 2019)
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Intervention
groups evaluated Comparison

Study Ll FETUE2EN D (as named in the (in the review)
paper)
psychoeducation in o C=59.77
carers of people of (13.93)
dementia living in e Gender (Female -
their own homes %):
Study dates o1=80
Unclear, not reported _
Follow-up 0oC= 8_1 .
16 weeks after Care recipient
intervention characteristics:
e Condition:
Dementia
Hoyle Setting N=37 carers e | = Guided Self- e Specific
2013 Australia, UK Carer Help Skills Carer
Study type characteristics: training Training
RCT e Age — years, Mean e C = Self-Help programs
Aim of the study (SD): N/R Skills training
To assess efficacy of « Gender (Female -
online self-help skills  %): 89
training program Care recipient
(‘Overcoming characteristics:
Anorexia Online') e Condition:
with and without Anorexia nervosa
professional
guidance in carers of
people with anorexia
nervosa
Study dates
2010 to 2012
Follow-up
Post-intervention and
3 months after
intervention
Klodnicka Setting N=50 carers o | = ¢ Personalised
Kouri Canada Carer Psychoeducation  training
2011 Study type characteristics: e C = Information specific to
RCT e Age — years, Mean  only the person
Aim of the study (SD): receiving
To develop and test o 1=59.12 (8.56) care
efficacy of o C = 64.8 (10.5)
individualised )
psychoeducation o (e = - b
intervention focused o I=5/20
on communication o C=4/21
for carer of person Care recipient
with cognitive characteristics:
problems associated e Condition:
with early stage of Dementia
Alzheimer's Disease
Study dates

Not reported, 20-
month period
Follow-up

12
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Intervention
groups evaluated Comparison

Study Ll FETUE2EN D (as named in the (in the review)
paper)
1 week and 6 weeks
after intervention
Liddle Setting N=36 patient-carer e | = Guided Self- e Managing
2012 Australia dyads Help Behavioural behaviour(s)
Study type Carer Management of person
RCT characteristics: training receiving
Aim of the study e Age — years, Mean e C = TAU care
To evaluate (SD):
effectiveness of o | =72.85(8.34)
DVD-based carer 5 C = 65.38
training program ond (10.07)
carer experience an )
well-being of person * Gender (M/E =N
with dementia o | =4/9;
Study dates o C=1/15
2011 to 2011 Care recipient
Follow-up characteristics:
3 months after ¢ Condition:
intervention Dementia
Livingston Setting N=260 carers e | = Coping Skills e Specific
2014 UK Carer training Carer
Study type characteristics: e C=TAU Training
RCT e Age — years, Mean programs
Aim of the study (SD):
To evaluate o 1=62.0(14.6)
effectlvengss and o C=56.1(12.3)
cost-effectiveness of j
manual- e Sex (M/F - N):
based coping skills o I=57/116
training for family o C =25/62
carers of people Care recipient
living with dementia  characteristics:
in short- and long- e Condition:
term Dementia
Study dates
2009 to 2013
Follow-up
8, 12 and 24 months
after intervention
Lobban  Setting N=103 carers e | = Guided Self- e Specific
2013 UK Carer help Coping Skills  Carer
Study type characteristics: training + TAU Training
RCT e Age — years, Mean e« C =TAU programs
Aim of the study (SD): N/R
To assess efficacy of ¢ Gender (M/F - N):
guided self-help 18/85

coping skills training  Care recipient
toolkit in carers of characteristics:
people with recent- ¢ Condition:
onset psychosis Psychosis
Study dates

Unclear, not reported

13
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Intervention
groups evaluated Comparison

STl PEEN FETUE2EN D (as named in the (in the review)
paper)
Follow-up
6 months from
baseline (after
intervention)
Martin- Setting N=223 carers e | = Group ¢ Specific
Carrasco Spain, Portugal Carer Psychoeducation carer
2016 Study type characteristics: + TAU psychoeduca
Multisite RCT e Age — years, Mean « C = TAU tion
Aim of the study (SD): intervention
To assess efficacy of | =592 (11.4)
psychoeducation o C=61.1(11.6)
compared to .
standard care on e Gender{M/F =N
reducing burden of o | =22/87
carers of people with o C =31/83
schizophrenia Care recipient
Study dates characteristics:
2012 to 2012 e Condition:
Follow-up Schizophrenia
4 months after
intervention
Nunez- Setting N=77 carers e | = Guided Self- ¢ Managing
Naveira  Denmark, Poland, Carer Help behaviour(s)
2016 Spain characteristics: e« C=TAU of person
Study type e Age — years, receiving
Multisite RCT Range: 25 - 88 care
Aim of the study e Gender (M/F - N):
To assess efficacy of | | = g/21
online education and o C=13/18
skills training -
Care recipient
platform e
(UnderstAID) in charac_tt_arlstlcs.
carers of people » Condition:
living with dementia ~ Dementia
Study dates
Unclear, not reported
Follow-up
Post-intervention
Sepe- Setting N=164 carers e | = Group ¢ Specific
Monti Italy Carer psychoeducation carer
2016 Study type characteristics: e C = Group psychoeduca
Multisite RCT e Age — years, Mean information only tion
Aim of the study (SD): intervention
To evaluate effectof | = 57.84 (13.89)
group : o C =59.57
psychoeducational (14.52)

program (Savvy )
Caregiver Program) * Gender (M/F-N):
compared to walk-in ~ © | =20/60
information/support o C =36/48

on carer burden and Care recipient
psychological characteristics:
symptoms in carers

14
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of older people with
Alzheimer's Disease
Study dates
01/2010 to 08/2010
Follow-up

6 months from
baseline

Szmukler
2003

Setting

UK

Study type

RCT

Aim of the study

To assess efficacy of
hybrid
psychoeducation inte
rvention in carers of
people with
psychotic disorders
Study dates
Unclear, not reported
Follow-up

6 months after
intervention

Valeberg
2013

Setting

Norway

Study type

RCT

Aim of the study
To assess efficacy of
cancer pain
management
psychoeducational
intervention
compared to
information only in
cancer care dyads
Study dates

2004 to 2008
Follow-up

9 weeks (Post-
intervention)

¢ Diagnosis:
Dementia

N=61 carers
Carer
characteristics:
e Age — years, Mean
(SD): 54 (14)
e Female (%): 82
Care recipient
characteristics:
e Condition:
Psychotic
disorders

e | = Hybrid
Psychosocial

e C = Information
only

N=117 carers
Carer management
characteristics: psychoeducation
e Age — years, Mean e C = Pain
(SD): information only
o1=62.6(10.5)
o C=63.7 (11.0)
e Gender (Female -

e | = Pain

%):
ol =58.6
o C=61.1

Care recipient
characteristics:
e Condition: Cancer

e Managing
behaviour(s)
of person
receiving
care

e Pain
management

1 C: control group; F: Female; I: intervention group; M: Male; N: Number; SD: Standard deviation; TAU:
2 Treatment as usual; RCT: Randomised controlled trial; WLC: waiting-list control

3 Qualitative component of the review

4 A summary of the studies that were included in this review are presented in Table 3

15
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1 Table 3: Summary of included qualitative studies

Study and aim of
the study

Alhaddad 2016

Aim of the study
To explore the
assistance carers,
provide to people
with COPD using
nebuliser-
delivered therapy
at home

Macdonald 2011

Aim of the study
To explore the
experience of
carers of people
with eating
disorders after
having
participated in a
skills-based
training
programme

Papachristou
2017

Aim of the study
To explore the
experiences of
carers, and views

Participants

e N=14 carers

e Carer
o Age= mean age
(years): 61
o Gender-M/F
(n)=4/10
o Living with care
recipient (yes/no
-N) = 14/0
e Care recipient

o Condition=
COPD

N=19 carers

e Carer

o Age= mean age -
range (years): 47

| 27-64

o Gender-M/F (n)=

9/10
o Living with care
recipient (yes/no
-N) = 15/4
¢ Care recipient

o Condition= Eatin
g Disorders

N=20 carers

e Carer
o Age= N/R

o Gender-M/F (n)=

10/10

Methods

¢ Recruitment
period:

N/R

o Data collection &
analysis methods:

o Semi-structured
interviews
(structured and
open-ended
questions)

o Data were
analysed using
qualitative content
analysis within the
"framework"
method

e Recruitment
period:
N/R
e Data collection &
analysis methods:
o Semi-structured
interviews
administered by
telephone
o Data were
analysed using
Interpretative
Phenomenological
Analysis (IPA)

e Recruitment
period:
N/R
e Data collection &
analysis methods:
o Data were
collected via semi-

16

Themes

e Medication
management

o carer needs

e Technical health
procedure

o carer needs

o Specific carer
training
interventions
o carer (negative)

engagement
with the
intervention:

o barriers to taking
part in the
intervention

o carer (positive)
engagement
with the
intervention:
positive aspects
of the
intervention

o carer (positive)
engagement
with the
intervention:
timing of need
for information

o confidence,
awareness and
knowledge

o relationships
with the care
recipient

o social support

Personal and

intimate care

o feeding and
carer burden
with providing
emotional and
practical support
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on, food-related

information and

support services
in dementia

Riley 2011

Aim of the study

To explore the
potential benefits
of an eight-week
carers
educational group
intervention for
carers of people
with first episode
of psychosis

Sepulveda 2008a

Aim of the study

To examine the
feasibility and
acceptability of
"the Maudsley
eating disorder
collaborative care
skills workshops"
programme
among carers
caring for a
person with an
eating disorder

o Living with care
recipient (yes/no
-N) = N/R
e Care recipient

o Condition=
Dementia

N=12 carers

e Carer
o Age= N/R
o Gender-M/F (n)=
N/R
o Living with care
recipient (yes/no
-N) = N/R
e Care recipient
o Condition=Psych
otic Disorder

N=28 carers

e Carer
o Age= mean age -
range (years):
52,1 | 41-66
o Gender-M/F
(n)=5/23
o Living with care
recipient (yes/no
-N) = 21/7
e Care recipient
o Condition= Eatin
g Disorders

17

structured, face-to-
face interviews

o Data analysis
methods were not
reported

Recruitment

period:

N/R

Data collection &

analysis methods:

o Data were
collected via a
focus group.

o Data were
analysed using a
thematic analysis

Recruitment

period:

N/R

Data collection &

analysis methods:

o Data were
collected through a
questionnaire

o Data analysis
methods were not
reported

o Specific carer
training
interventions
o carer (positive)

engagement
with the
intervention:
timing of need
for information

e Medication
management

o carer needs

e Specific carer
training
interventions
o confidence,
awareness and
knowledge

o relationships
with the care
recipient

o understanding of
a carer’s rights
and
entitlements/
Practical support
in the event of
emergency

e Personal and
intimate care
o feeding and
carer burden
with providing
emotional and
practical support

o Specific carer
training
interventions
o carer (negative)

engagement
with the
intervention: lack
of relevance to
carer
circumstances

o carer (positive)
engagement
with the
intervention:
timing of need
for information

o confidence,
awareness and
knowledge

o emotional
support
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Sepulveda 2008b

Aim of the study

To describe the
feasibility and
acceptability of a
skills-based
training for carers
of people with
eating disorders

Smith 2015

Aim of the study

To explore the
experiences of
family carers
when providing
medicines-related
assistance for a
person with
dementia

Sommerlad 2014

Aim of the study
To explore the
experiences of
carers of people
living with
dementia who
received a
manual-based
coping strategy
programme
(STrAtegies for
RelaTives,
START)

N=16 carers

e Carer
o Age= mean age -
range (years):
52,7 | 28-69
o Gender-M/F
(n)=3/13
o Living with care
recipient (yes/no
-N) =10/6
e Care recipient

o Condition=
Eating Disorders

N=14 carers

e Carer
o Age= range
(years): 45-86
o Gender-M/F
(n)=3/11
o Living with care
recipient (yes/no
-N) = 14/0
e Care recipient
o Condition= Deme
ntia
N=75 carers

e Carer
o Age= mean age -
range (years):
59,3 | 18-65
o Gender-M/F
(n)=26/49
o Living with care
recipient (yes/no
-N) = 44/31
e Care recipient
o Condition= Deme
ntia

e Recruitment

period:
N/R

e Data collection &

analysis methods:

o Data were
collected via
telephone
conversations and
written feedback

o Data were
analysed using a
pilot thematic
analysis

e Recruitment

period:
N/R

e Data collection &

analysis methods:

o Semi-structured
interviews (open-
ended questions)

o Data were
analysed using
qualitative
framework analysis

Recruitment

period:

2009-2003

Data collection &

analysis methods:

o Data were
collected using
self-completed
questionnaires

o Data were
analysed by two
researchers using
thematic analysis

¢ Personal and
intimate care
o feeding and
carer burden
with providing
emotional and
practical support

¢ Specific carer

training

interventions

o carer (positive)
engagement
with the
intervention:
Timing of need
for information

o confidence,
awareness and
knowledge

o relationships
with the care
recipient

e Medication
management

o carer needs

¢ Specific carer

training

interventions

o carer (negative)
engagement
with the
intervention: lack
of relevance to
carer
circumstances

o carer (positive)
engagement
with the
intervention:
Timing of need
for information

o confidence,
awareness and
knowledge

o emotional
support
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Yeandle 2011

Aim of the study

To evaluate the
benefits of the
"Caring with
Confidence"
training
programme for
carers, those they
care for, and
others in the
health and social
care system.

N=73 carers

e Carer
o Age= mean age
(years):
o Gender-M/F (n)=
N/R
o Living with care
recipient (yes/no
-N) = N/R
e Care recipient
o Condition=
General

¢ Recruitment
period:
2008
o Data collection &
analysis methods:
o Focus groups with
carers were used
to elicit their views
about the Caring
with Confidence
programme
o Data analysis
methods were not
reported

o social support

Specific carer

training

interventions

o confidence,
awareness and
knowledge

o emotional
support

o Social support

o understanding of
a carer’s rights
and
entitlements/
practical support
in the event of
emergency

COPD: Chronic Obstructive Pulmonary Disease; F: Female; M: Male; N: Number; N/R: not reported
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1 Quality assessment of outcomes included in the evidence review

2  See the evidence profiles in appendix F.
3
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1 Economic evidence

2 Included studies

3
4

5

7
8

One study was identified with respect to the cost-effectiveness of interventions for providing carers
with training (Livingston 2014). Table 4 provides a brief summary of the included study.

See also the economic evidence study selection chart in appendix G.

Table 4: Summary of included studies (economic evidence)
Perspective and

Study Population Intervention/Comparison cost year Comments
Livingston 2014 Carers of people  Psychological intervention  Health and social = Sensitivity
Cost utility living with called START (STrAtegies care analysis
conducted dementia for RelaTives) 2009-10 prices addressed
a|ongside an imbalances in
RCT Treatment as usual baseline
characteristics
and variation in
I missing
outcomes

according to
characteristics at
baseline

RCT: Randomised controlled trial

See the economic evidence tables in appendix H and economic evidence profiles in appendix |.

9 Excluded studies

10
11

Studies not included in this review with reasons for their exclusion are provided in appendix K —
Excluded studies.

12 Summary of studies included in the economic evidence review

13
14
15

16
17
18
19
20
21
22
23
24

25
26

27
28
29
30
31
32

This UK study (Livingston 2014) compared the cost-utility of a manual-based coping skill training
programme START (STrAtegies for Relatives) with usual care in adult carers of people living with
dementia. The coping skill training programme comprised of 8 sessions:

1) psychoeducation about dementia, carer stress, understanding behaviour of care recipient

2-5) difficult behaviours, behavioural management techniques, carer self-care, communication,
coping strategies, emotional support, reframing

6) future needs of care recipient, UK-specific care and legal planning
7) planning pleasant activities
8) maintaining learned skills over time

Every session ended with stress reduction techniques, relaxation exercises and homework.
Trained psychology graduates were responsible for delivering the START programme. Usual care
was based on standard care recommended in NICE guidance for people living with dementia (for
example medical, psychological and social treatment).

The economic analysis was conducted alongside a RCT conducted in the UK over a time horizon
of 24 months. The training intervention was found to be cost-effective at 8 months follow-up, with
an incremental cost-effectiveness ratio (ICER) of £6,000 per QALY. The intervention was also
found to be cost-effective at 24 months follow-up with an ICER of £11,200 per QALY. In
probabilistic sensitivity analysis, the intervention was found to have a 65% probability of being cost-
effective using a cost-effectiveness threshold of £20,000 per QALY. Sensitivity analyses which
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1 addressed imbalances in baseline characteristics and variation in missing outcomes according to
2  characteristics at baseline reached the same conclusion with respect to the cost-effectiveness of
3 START.

4 Economic model
5 No economic modelling was undertaken for this review because the committee agreed that other
6  topics were higher priorities for economic evaluation.

7 Evidence statements

8 Each evidence statement has an identifying code to ensure ease of reference to the data during
9  presentation and committee discussions. The code is derived from the title of the review and in this
10 caseis ‘TPS’ and then a number. TPS stands for training (to provide) practical support.

11 Quantitative and qualitative components of the review.

12  Evidence statements from the included studies are organised by intervention category and then by
13  outcome within each category, starting with quantitative data and then relevant themes from the
14 qualitative studies.

15 Medication management

16  Caring-related morbidity
17 o TPS1 No data reporting on this outcome

18 Impact of intervention on caring-related accidents/incidents
19 o TPS2 No data reporting on this outcome

20  Carer skills, knowledge/confidence or efficacy about supporting person receiving care
21 ¢ TPS3 No data reporting on this outcome

22  Impact of caring on carer

23 o TPS4 No data reporting on this outcome

24  Resource and service use (health or social care)
25 o TPS5 No data reporting on this outcome

26  Qualitative themes
27 o TPS6 Carers’ perceived needs. There is low quality evidence from 3 qualitative studies that

28 carers have insufficient information regarding medication management and the use and
29 maintenance of equipment to administer medication.
30 One qualitative study explored the experiences of family carers when providing medication-
31 related assistance for a person with dementia. Many carers experienced barriers such as
32 complex medication regimes, disagreements with professional staff, maintaining supplies and
33 anxiety over medication errors. Carers expressed the need for information regarding correct
34 dosage, potential side-effects (especially with new medications), and the effectiveness of
35 medications. In a second qualitative study, exploring the assistance carers provide to people
36 with COPD using nebuliser-delivered therapy at home, carers expressed concerns around when
37 to initiate nebuliser-delivered therapy, frequency of dosage, possible adverse effects, cleaning
38 and maintenance of equipment, and what to do in the case of treatment failure or breakdown of
39 equipment. Carers said that they had unmet needs for information in these areas. In a last
40 study, examining the potential benefits of an eight-week carers’ educational group intervention
41 for carers of people with a first episode of psychosis, some carers said they wanted information
42 about psychosis, medication and the kind of help available, one view expressed was that by
43 attending a carers’ group, more would be learned about the side effects of medication and
44 whether or not it had a positive effect on their care recipient.
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1 First aid

2 o TPS7 No evidence (neither quantitative nor qualitative) was identified about this intervention
3 category

4 Personal and intimate care

5 Caring-related morbidity
o TPS8 No data reporting on this outcome

Impact of intervention on caring-related accidents/incidents
o TPS9 No data reporting on this outcome

0 N O

9  Carer skills, knowledge/confidence or efficacy about supporting person receiving care
10 o TPS10 No data reporting on this outcome
11 Impact of caring on carer
12 o TPS11 No data reporting on this outcome
13 Resource and service use (health or social care)
14 o TPS12 No data reporting on this outcome
15  Qualitative themes
16 o TPS13 Feeding and carers’ perceived burden with providing emotional and practical

17 support. There is low quality evidence from 1 qualitative and 2 mixed-methods studies in both
18 the views and quantitative data that information, support and training in food and nutrition can
19 have a positive impact on carer stress and burden.

20 A qualitative study explored carers’ views on food-related information and support services in
21 dementia, carers felt limited information was provided on food and nutrition, and that training on
22 managing care recipients’ food needs was inadequate. Carers identified 5 areas where services
23 could potentially help them to manage better and reduce burden: written material, training, lunch
24 clubs, respite services and domestic help at home. In a pilot study, using mixed-methods to

25 examine the feasibility and acceptability of a manual supplemented with DVD-based skills

26 training and coaching for carers of relatives with eating disorders, generally carers found this

27 intervention highly acceptable and useful as it increased awareness, knowledge and

28 understanding of the illness and how to cope with providing emotional and practical support to
29 care recipients. A further pilot study, using mixed-methods to examine the feasibility and

30 acceptability of “the Maudsley eating disorder collaborative care skills workshops”, programme.
31 This programme teaches carers particular skills employed by specialist nurses and staff from an
32 eating disorder intensive care setting to help reduce their (carer) distress and enhance their

33 sense of competency. The findings indicate that this programme can reduce the psychological
34 distress and burden of carers.

35 Recovery-based approaches

36 e TPS14 No evidence (neither quantitative nor qualitative) was identified about this intervention
37 category

38 Movement and handling

39 e TPS15 No evidence (neither quantitative nor qualitative) was identified about this intervention
40 category

41 Pain management

42  Caring-related morbidity
43 o TPS16 No data reporting on this outcome

44  Impact of intervention on caring-related accidents/incidents
45 e TPS17 No data reporting on this outcome
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Carer skills, knowledge/confidence or efficacy about supporting person receiving care

o TPS18 Low quality evidence from 1 RCT from Norway, including adult carers of people living
with cancer, found improved levels of knowledge of (cancer) pain management (Family Pain
Questionnaire) in carers receiving a professional-led pain management psychoeducation
intervention versus usual care (pain information only) at 9 weeks of follow-up. This training
intervention was tailored on carer needs (individualised) and was delivered face-to-face
combined with telephone support.

Impact of caring on carer
o TPS19 No data reporting on this outcome

Resource and service use (health or social care)
o TPS20 No data reporting on this outcome

Qualitative themes

o TPS21 No evidence (neither quantitative nor qualitative) was identified about this intervention
category

15 Financial management

16
17

¢ TPS22 No evidence (neither quantitative nor qualitative) was identified about this intervention
category

18 Managing behaviour(s) of person with support needs

19

20
21
22
23
24
25
26
27
28
29
30
31

32
33
34
35
36
37
38

39
40

41
42

43
44
45
46
47
48

Caring-related morbidity

o TPS23 Very low quality evidence from 2 RCTs including adult carers of people living with
dementia, and adult carers of people with psychosis could not differentiate levels of depression
(Cornell Scale for Depression in Dementia), and psychological morbidity (Clinical Interview
Schedule Revised) between carers receiving behavioural management training versus usual
care (information or group support) at 3 to 6 months follow-up. Both training interventions were
delivered to carers either face-to-face by professionals or by means of printed material or video
in combination with telephone support and carer self-guided support. In addition, very low
quality evidence from Canada including adult carers of people living with dementia could not
differentiate levels of anxiety (State—Trait Anxiety Inventory), and general mental health
(Psychiatric Symptoms Index) between carers receiving a group-based and face-to-face
behavioural management training intervention versus usual care (group psychoeducation) at 4
months follow-up.

o TPS24 Very low quality evidence from 1 multicentre RCT from Denmark, Poland, and Spain,
including adult carers of people living with dementia could not differentiate levels of depressive
symptoms (CES-D-20) between carers of people living with dementia receiving behavioural
management training (including aids and adaptations) versus usual care (follow-up unclear).
This training intervention was tailored on carer needs (in relation to the condition of the person
being supported) (individualised) and was delivered by means of video materials combined with
face-to-face support.

Impact of intervention on caring-related accidents/incidents
o TPS25 No data reporting on this outcome

Carer skills, knowledge/confidence or efficacy about supporting the person with support
needs

o TPS26 Low quality of evidence from 1 RCT from Australia, including adult carers of people
living with dementia, found improved levels of knowledge of supporting strategies on dementia
(Communication and Memory Support in Dementia) in carers receiving self-guided behavioural
management training versus usual care at 3 months follow-up. This training intervention was
partially tailored on carer needs (individualised), was delivered to carers via the telephone as
well as with face-to-face support.
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TPS27 Low quality evidence from 1 RCT from Canada, including adult carers of people living
with dementia, could not differentiate levels of self-efficacy in controlling upsetting thoughts
about caregiving (Personal Efficacy Scale) between carers of people living with dementia
receiving behavioural management training versus usual care (information combined to
telephone support or group support). This behavioural training intervention was tailored on carer
needs and was either delivered face-to-face and professional-led.

TPS28 Very low quality of evidence from 1 multicentre RCT from Denmark, Poland, and Spain,
including adult carers of people living with dementia, could not differentiate levels of self-efficacy
(Pearlin-Caregiver Competence Scale) between carers of people living with dementia receiving
behavioural management training (including aids and adaptations) versus usual care at 3
months follow-up. This training intervention was tailored on carer needs (in relation to the
condition of the person being supported) (individualised) and was delivered by means of video
materials combined with face-to-face support.

Impact of caring on carer

TPS29 Very low quality evidence from 3 RCTs from Australia, Canada, and the UK including
adult carers of people living with dementia and psychosis could not differentiate levels of
subjective burden (Positive Aspects of Caregiving Checklist), overall burden (Zarit Caregiver
Burden Interview) and negative experience of caring (Experience of Caregiving Inventory)
between carers receiving behavioural management training versus usual care (information or
group support) at 3 to 6 months follow-up. In contrast, low quality evidence from 1 RCT from
Australia including adult carers of people living with dementia, found improved levels of bother
or upset reactions following memory problems of care recipients (RMBPC) in carers receiving
behavioural management training versus usual care (group support) at 3 months follow-up. In
this trial the behavioural management training interventions was delivered by means of video
materials in combination with face-to-face support.

TPS30 Low quality evidence from 1 RCT from Canada, including adult cares of people living
with dementia, found improved levels of bother or upset reactions following behaviour problems
of care recipients (RMBPC) in carers receiving individualised behavioural management training
versus usual care (group support) at 4 months follow-up. In this trial the individualised
behavioural management training interventions was delivered by means of printed
material/video in combination with telephone support and carer self-guided.

TPS31 Low quality evidence from a meta-analysis of 2 RCTs, including adult carers of people
living with dementia, found improved levels of bother or upset reactions following disruptive
behaviours of care recipients (RMBPC) in carers receiving individualised behavioural
management training versus usual care (information combined with support or group support) at
3 months follow-up; but very low quality evidence from 1 RCT from Australia, including adult
carers of people living with dementia, could not differentiate levels of bother or upset reactions
following depressive behaviour problems of care recipients (RMBPC) in carers receiving self-
guided behavioural management training versus usual care at 3 months follow-up. This training
intervention was tailored on carer needs (in relation to the condition of the person being
supported, individualised) and was delivered by means of video materials combined with face-
to-face support.

TPS32 Very low quality evidence from 1 multicentre RCT from Denmark, Poland, and Spain
including adult carers of people living with dementia could not differentiate levels of caring
experience (Revised Caregiving Satisfaction Scale) between carers of people living with
dementia receiving behavioural management training (including aids and adaptations) versus
usual care at 3 months follow-up. This training intervention was tailored on carer needs (in
relation to the condition of the person being supported, individualised), was delivered by means
of video materials combined with face-to-face support.

Resource and service use (health or social care)

TPS33 No data reporting on this outcome

Qualitative themes
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o TPS34 No evidence was found about experiences and views of carers on training for managing
behaviour(s) of person with support needs

Personalised training specific to the circumstances of the person with care needs

Caring-related morbidity

1

2

3

4

5 e TPS35 Low quality evidence from 1 RCT form the Netherlands including adult carers of frail

6 older people could not differentiate levels of depressive symptoms (CES-D-20), health-related
7 quality of life (EQ-5D-VAS) or anxiety (HADS-A) between carers receiving a professional-led fall
8 prevention training programme versus usual care at 3 to 6 months follow-up. This training

9 intervention was delivered to carers face-to-face and was tailored to their needs.

0 Impact of intervention on caring-related accidents/incidents

1

o TPS36 No data reporting on this outcome

12  Carer skills, knowledge/confidence or efficacy about supporting person receiving care
13 o TPS37 Low quality evidence from 1 RCT from Canada including adult carers of people living

14 with Alzheimer's disease found improved levels of skills (Communication Skills Questionnaire),
15 knowledge (custom measure), and self-efficacy (Caregiver Self-efficacy Scale) for carers

16 receiving a professional psycho-educational intervention personalised to the conditions of

17 people with early stage Alzheimer's disease versus usual care (information only) at 6 weeks

18 follow-up. This training intervention was delivered to carers face-to-face and was tailored to their
19 needs.

20 Impact of caring on carer
21 o TPS38 Low quality evidence from 2 RCTs, including respectively adult carers of frail older

22 people; and adult carers of people living with Alzheimer's disease could not differentiate levels
23 of burden (Zarit Caregiver Burden Interview), objective burden (total caring time in hours per
24 week) or upset with problem behaviours (RMBPC) between carers receiving a training

25 intervention specific to their caring needs versus usual care. Both studies focused on evaluating
26 face-to-face professional-led training interventions.

27 o TPS39 Very low quality evidence from 1 RCT from Canada including adult carers of people

28 living with Alzheimer's disease found improved levels of carer disturbance with communication
29 difficulties with the person with cognitive problems (adapted measure) for carers receiving a

30 professional psycho-educational intervention personalised to the conditions of people with early
31 stage Alzheimer's disease versus usual care (information only) at 6 weeks follow-up. This

32 training intervention was delivered to carers face-to-face and was tailored to their needs.

33 Resource and service use (health or social care)
34 e« TPS40 No data reporting on this outcome

35 Qualitative themes

36 e TPS41 No evidence was found about experiences and views of carers on receiving
37 personalised training specific to the circumstances of the person with care needs

38 Technical health procedures

39 Caring-related morbidity
40 o TPS42 No data reporting on this outcome
41  Impact of intervention on caring-related accidents/incidents

42 e TPS43 No data reporting on this outcome

43  Carer skills, knowledge/confidence or efficacy about supporting person receiving care
44 o TPS44 No data reporting on this outcome

45  Impact of caring on carer
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e TPS45 No data reporting on this outcome

Resource and service use (health or social care)
o TPS46 No data reporting on this outcome

Qualitative themes

o TPS47 Carers ‘perceived needs. There is low quality evidence from one qualitative study that
carers face challenges and uncertainty about using technical equipment.

In a qualitative study aimed to explore the assistance carers provide to people with COPD using
nebuliser-delivered therapy at home, carers expressed several challenges with using technical
equipment. Carers did not feel fully equipped to set up and operate equipment and administer
therapy. They raised concerns over when to initiate nebuliser-delivered therapy, frequency of
dosage, possible adverse effects, cleaning and maintenance of equipment, what to do in the
case of treatment failure or breakdown of equipment, all of which have an impact on care
recipients’ safety. The use of several inhaler devices (nebuliser users often also use handheld
inhalers) created confusion for some carers. Carers sought information from GPs,
manufacturers’ instruction manuals, medication leaflets and family members with medical
backgrounds. Carers also expressed the need for information in areas such as administering
the correct dosage of medication and possible adverse effects. Inconsistent information and a
lack of understanding of changes to prescriptions created uncertainty for some carers.

19 Use of aids and adaptations

20

21
22
23
24
25
26
27

28
29

30

31
32
33
34
35
36

37

38
39
40
41
42
43

44
45

46

Caring-related morbidity

o TPS48 Low quality evidence from 1 RCT from the Netherlands including adult carers of people
living with Alzheimer’s Disease and other dementias found improved levels of depression
(Cornell Scale for Depression), health-related quality of life (Dementia Quality of Life
Instrument), and general health (General Health Questionnaire) in carers receiving an
occupational therapy training intervention versus usual care (waiting list control). This was a
professional-led training intervention delivered to carers face-to-face and tailored to their needs
(in relation to the condition of the person being supported).

Impact of intervention on caring-related accidents/incidents
o TPS49 No data reporting on this outcome

Carer skills, knowledge/confidence or efficacy about supporting person receiving care

e TPS50 Low quality evidence from 1 RCT from the Netherlands including adult carers of people
living with Alzheimer’s Disease and other dementias found improved levels of sense of
competence (Sense of Competence Questionnaire) in carers receiving an occupational therapy
training intervention versus usual care (waiting list control). This was a professional-led training
intervention delivered to carers face-to-face and tailored to their needs (in relation to the
condition of the person being supported).

Impact of caring on carer

e TPS51 Low quality evidence from 1 RCT from the Netherlands including adult carers of people
living with Alzheimer’s Disease and other dementias found improved levels of sense of control
over life (Mastery Scale) in carers receiving an occupational therapy training intervention versus
usual care (waiting list control). This was a professional-led training intervention delivered to
carers face-to-face and tailored to their needs (in relation to the condition of the person being
supported).

Resource and service use (health or social care)
e TPS52 No data reporting on this outcome

Qualitative themes
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o TPS53 No evidence was found about experiences and views of carers on training to Use of aids
and adaptations

Specific carer training programs

Caring-related morbidity

o TPS54 Low quality evidence from 1 RCT from the UK including adult carers of people with
recent-onset psychosis could not differentiate levels of anxiety (General Health Questionnaire)
between carers receiving a guided self-help specific training program (that is intervention for
'relatives of people with recent-onset psychosis: REACT') versus usual care (information
combined with various forms of support) at 6 months follow-up. This training intervention
focused on coping skills, was delivered by means of printed or online materials and was tailored
to carer needs (in relation to the condition of the person being supported).

1

2

3

4

5

6

7

8

9
10
11
12 e TPS55 Low quality evidence from 1 multicentre RCT from the UK and the Netherlands including
13 56 adult carers of people living with dementia could not differentiate levels of health related-
14 quality of life (custom measure) between carers receiving a guided self-help specific training
15 program (that is 'Web-Based STAR E-Learning Course') versus usual care (Wait list control
16 group) at 2 to 4 months follow-up.This training intervention focused on coping skills and was
17 delivered by means of online materials and was tailored to carer needs (in relation to the
18 condition of the person being supported).
19
20

e TPS56 There was moderate to low quality evidence from 1 UK RCT including adult carers of
people living with dementia about the impact of specific carer training programmes on caring-

21 related morbidity. This RCT found improved levels of anxiety and depression (HADS-Total

22 score) at 24 months follow-up, anxiety (HADS-anxiety subscale) at 12 and 24 months follow-up,
23 depression (HADS-depression subscale) at 8, 12 and 24 months follow-up, health-related

24 quality of life (QoL-AD) at 24 months follow-up, and mental health (Health Status Questionnaire)
25 at 24 months follow-up in carers receiving a manual based coping training programme (that is
26 START, STrAtegies for RelaTives) versus usual care. However, this RCT could not differentiate
27 levels of reduced carer abusive behaviours with care recipients (Modified Conflict Tactics Scale)
28 8, 12 and 24 months follow-up, anxiety and depression (HADS-Total score), quality of life, and
29 mental health status in the short term period follow-up. This professional led training

30 intervention focused on coping skills and was delivered to carers face-to-face and was tailored
31 to carer needs (in relation to the condition of the person being supported).

32 o TPS57 Low quality evidence from 1 multicentre RCT from the UK and Australia including adult
33 carers of people with anorexia nervosa could not differentiate levels of general health and well-
34 being (General Health Questionnaire), health-related quality of life (SF-36), depression

35 symptoms (Depression Anxiety Stress Scales), or perceived caring negative/positive experience
36 (Experience of Care Giving Inventory) between carers using a guided self-help web-based

37 training program for skills building versus usual care (Online skills training with no support) at 3
38 months follow-up or following the intervention. This training intervention was delivered by means
39 of online materials, email and telephone support and was not individualised according the carer
40 needs (in relation to the condition of the person being supported).

41  Impact of intervention on caring-related accidents/incidents
42 o TPS58 No data reporting on this outcome

43  Carer skills, knowledge/confidence or efficacy about supporting the person with care needs
44 o TPS59 Moderate quality evidence from 1 RCT from the UK including adult carers of people with

45 recent-onset psychosis found improved levels of concern to cope and perceived ability to cope
46 (Family Questionnaire) in carers receiving a guided self-help specific training program (that is
47 intervention for ‘relatives of people with recent-onset psychosis: REACT’) versus usual care
48 (information combined with various forms of support) at 6 months follow-up. This training
49 intervention focused on coping skills and was delivered by means of printed or online materials
50 and was tailored to carer needs (in relation to the condition of the person being supported).
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TPS60 Moderate quality evidence from 1 multicentre RCT from the UK and the Netherlands
including adult carers of people living with dementia found improved levels of perceived
knowledge (Approaches to Dementia Questionnaire) in carers receiving a guided self-help
specific training program (that is ‘Web-Based STAR E-Learning Course’) versus usual care
(Wait list control group) at 2 to 4 months follow-up; but it could not differentiate levels of
perceived sense of competence (Short Sense of Competence Questionnaire) between
intervention groups at 2 to 4 months follow-up. This training intervention focused on coping
skills and was delivered by means of online materials and was tailored to carer needs (in
relation to the condition of the person being supported).

Impact of caring on carer

TPS61 Moderate to low quality evidence from 1 RCT from the UK including adult carers of
people with recent-onset psychosis found improved levels of perceived positive experience of
caring (Experience of Caregiving Inventory) in carers receiving a guided self-help specific
training program (that is intervention for 'relatives of people with recent-onset psychosis:
REACT') versus usual care (information combined with various forms of support) at 6 months
follow-up. However this RCTcould not differentiate levels of perceived negative experience of
caring (Experience of Caregiving Inventory) between interventions groups at 6 months follow-
up. This training intervention focused on coping skills and was delivered by means of printed or
online materials and was tailored to carer needs (in relation to the condition of the person being
supported).

TPS62 Low quality evidence from 1 multicentre RCT from the UK and the Netherlands including
adult carers of people living with dementia could not differentiate levels of burden (custom
measure) between carers receiving a guided self-help specific training program (that is 'Web-
Based STAR E-Learning Course') versus usual care (Wait list control group) at 2 to 4 months
follow-up.This training intervention focused on coping skills and was delivered by means of
online materials and tailored to carer needs (in relation to the condition of the person being
supported).

TPS63 Low quality evidence from 1 UK RCT including adult carers of people living with
dementia could not differentiate levels of subjective experience with abusive behaviours with
care recipients (Modified Conflict Tactics Scale) between carers receiving a manual based
coping training programme (that is START, STrAtegies for RelaTives) versus usual care at 8,
12, and 24 months follow-up. This professional led training intervention focused on coping skills
and was delivered to carers face-to-face and was tailored to carer needs (in relation to the
condition of the person being supported).

TPS64 Moderate to low quality evidence from 1 multicentre RCT from the UK and Australia
including adult carers of people with anorexia nervosa found improved levels of subjective
burden (Level of Expressed Emotion) in carers receiving a guided self-help web-based training
program for skills building versus usual care (Online skills training with no support) at 3 months
follow-up; but this RCT could not differentiate levels of subjective burden following the
intervention. This training intervention was delivered by means of online materials, email and
telephone support and was not tailored to carer needs (in relation to the condition of the person
being supported).

Resource and service use (health or social care)

TPS65 Please see “Economic evidence”

Qualitative themes

TPS66 Confidence, awareness and knowledge. Low quality evidence from 6 studies (3
qualitative and 3 mixed-methods study design) including carers of people with a range of
different conditions found that carers who attended specific carer training interventions
developed more confidence when caring and a greater understanding of the condition of the
care recipient, enabling them to better cope with challenges.

A qualitative study, exploring the experience of carers of people with eating disorders after
having participated in a skills-based training programme including DVDs and training manual,
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with supplementary telephone coaching, carers spoke of ‘increased confidence and self-
esteem’ and ‘increased awareness, knowledge and understanding’ and greater confidence.
Another qualitative study, looking at the potential benefits of an eight-week educational group
for carers of people with a first episode of psychosis, carers had an improved awareness of the
disease and better understanding of and how to navigate the National Health Service. In a
further study, about the experience of individual family carers of people living with dementia who
received a manual-based coping strategy programme (STrAtegies for RelaTives, START),
some carers found that the confidence gained from being on the programme, together with
communication skills, helped them feel better prepared to manage challenges, such as being
able to question doctors when they withdrew medication from people admitted to hospital.
Lastly, a mixed-methods study aimed to evaluate the benefits of the "Caring with Confidence"
training programme for carers, those they care for, and others in the health and social care
system, carers gained better knowledge on the condition of their care recipient, including on
what benefits they could claim. They were more confident in practical caring skills, such as how
to respond in an emergency.

TPS67 - Relationships with the care recipient. Low quality evidence from 2 qualitative studies
and 1 mixed-methods study including carers of people with a range of different conditions found
that carers who attended specific carer training interventions were able to better communicate
with and understand the care recipient, leading to better relationships between them.

A qualitative study exploring the experience of carers of people with eating disorders after
having participated in a skills-based training programme including DVDs and training manual,
with supplementary telephone coaching, found carers talk about “improved communication with
the sufferer," citing the DVD as helping them to find the right phrases to use or the right way to
approach the person with support needs. In the other study, exploring the potential benefits of
an eight-week carers’ educational group intervention for carers of people with a first episode of
psychosis), carers spoke of improving relationships with the person they cared for and a better
understanding of the iliness.

TPS68 Understanding of a carer’s rights and entitlements/ Practical support in the event
of emergency. There is very low quality evidence from 1 qualitative and 1 mixed-methods
study about carers of people with a range of different conditions that carers who attended a
specific carer training intervention felt they could navigate available information resources better
and were more aware of the services they could utilise. In a qualitative study, exploring the
potential benefits of an eight-week carers educational group intervention for carers of people
with a first episode of psychosis, carers gained knowledge and understanding about navigating
the National Health Service and services they could use. In the mixed-methods study, aimed to
evaluate the benefits of the "Caring with Confidence" training programme for carers, those they
care for, and others in the health and social care system, carers gained better knowledge on the
condition of the person with care needs, including on what entitlements they could claim and
feeling confident about using the knowledge they had gained to develop a plan for what should
happen in the event of an emergency.

TPS69 Social support. There is moderate quality evidence from 3 studies (2 qualitative and 1
mixed-methods) of carers of people living with dementia and carers of people with eating
disorders, that carers who attended specific carer training interventions felt positive about
sharing their experiences with other carers. They felt less isolated and were more socially
active. In particular, carers from ‘hard to reach’ groups (such as LGBT carers) were particularly
positive about the mutual support provided by the training sessions.

In a qualitative study, exploring the experience of carers of people with eating disorders after
having participated in a skills-based training programme including DVDs and a training manual,
with supplementary telephone coaching, carers could identify with others like themselves in a
caring role. Carers found it reassuring and less isolating to know that certain (what seemed to
be peculiar behaviours) were also common in the experiences of other people. In one other
study, about the experience of individual family carers of people living with dementia who
received a manual-based coping strategy programme (STrAtegies for RelaTives, START),
found one carer, as a result of taking part in the START project, joined the Alzheimer's Society
and a yoga group, and sometimes saw a cognitive behavioural therapist. In a mixed method,
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aimed to evaluate the benefits of the "Caring with Confidence" training programme for carers,
those they care for, and others in the health and social care system, carers were helped to
understand the importance of personal leisure time and eliminate the feeling of guilt about this.
The programme reduced isolation by allowing the space for carers to interact with each other,
discuss their issues and find solutions. Participants from ‘hard to reach’ groups, such as LGBT
carers, were particularly positive about the non-discriminatory support provided by the training
sessions.

TPS70 Emotional support. Moderate quality evidence from 3 studies (1 qualitative and 2
mixed-methods) about carers of people living with dementia and carers of people with eating
disorders found that carers who attended specific carer training interventions felt reduced
distress and an increase in happiness as their coping and communication skills improved. A
mixed-methods pilot study, to examine the feasibility and acceptability of “the Maudsley eating
disorder collaborative care skills workshops” programme among carers of people with eating
disorders, indicates that this intervention can reduce psychological distress and improve coping
as carers learn how to feel comfortable about not having to always be at the ‘disposal’ of the
care recipient. A further study, about the experience of individual family carers of people living
with dementia who received a manual-based coping strategy programme (STrAtegies for
RelaTives, START), found that carers can change ‘unhelpful thoughts’ and focus on managing
themselves and their own reactions.

Also, a mixed-methods study, aimed to evaluate the benefits of the "Caring with Confidence"
training programme for carers, those they care for, and others in the health and social care
system, carers were able to meet people in similar circumstances, where a common
understanding helped them to come to terms with the situation. Carers often discussed
improvements in their relationship with the person they cared for, and an increased sense of
confidence and feeling of self-assurance. One in 5 carers felt the independence of the person
they cared for had improved.

TPS71 Carer (negative) engagement with the intervention: Barriers to taking part in the
intervention. Very low quality evidence from 1 qualitative study of carers of people with a range
of different conditions found that carers who attended specific carer training interventions
identified extrinsic barriers that impacted their taking part in the intervention. A study, exploring
the experience of carers of people with eating disorders after having participated in a skills-
based training programme including DVDs and a training manual, with supplementary
telephone coaching, reported that carers expressed the problems of finding the time to take part
in the interventions, without disturbing usual care routines. Furthermore, carers found it difficult
to engage with the intervention when the care recipient was not living with them. In this study
carers also found it difficult implement strategies when there were existing communication
barriers with the care recipient.

TPS72 Carer (negative) engagement with the intervention: Lack of relevance to carer
circumstances. Very low quality evidence from 1 mixed method and 1 qualitative study
including carers of people with a range of different conditions found that carers who attended
specific carer training interventions found the interventions were not relevant to them. In a pilot
study with mixed-methods design, whose primary aim was to describe the feasibility and
acceptability of DVD and telephone coaching-based skills training for carers of people with
eating disorders, carers said they found it difficult to apply the knowledge to their own
circumstances. Similarly, a study about the experience of individual family carers of people
living with dementia who received a manual-based coping strategy programme (STrAtegies for
RelaTives, START), found some respondents feeling that the intervention was not relevant to
their particular circumstances, for example because the dementia was not severe, or the caring
difficulties did not relate directly to the effect of dementia.

TPS73 Carer (positive) engagement with the intervention: timing of need for information.
Low quality evidence from 2 qualitative studies of carers of people with a range of different
conditions found that for carers who attended specific carer training interventions, the timing of
information provision is crucial. In a qualitative study, which explored the experience of carers of
people with eating disorders after having participated in a skills-based training programme
including DVDs and training manual, with supplementary telephone coaching, some carers
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wanted an earlier invite to the intervention as they had a lack of support from services. For
example, four carers expressed an opinion that despite finding the materials helpful, they felt it
would have been even more useful at the onset of the iliness. Similarly, the other study about
the experience of individual family carers of people living with dementia who received a manual-
based coping strategy programme (STrAtegies for RelaTives, START), found that in
comparison to NHS services, which imparted a lot of information at diagnosis or too much
negative information at once, the START programme was more supportive and delivered more
manageable amounts of information over a longer period of time.

TPS74 Carer (positive) engagement with the intervention: positive aspects of the
intervention. Moderate quality evidence from 5 studies (3 qualitative and 2 mixed-methods)
including carers of people living with dementia and carers of people with eating disorders found
that carers who attended specific carer training interventions appreciated the diverse elements
of the interventions.

In the pilot study by Sepulveda (2008b), of mixed-methods design, whose primary aim was to
describe the feasibility and acceptability of DVD and telephone coaching-based skills training for
carers of people with eating disorders, carers said they found the DVDs highly acceptable and
beneficial. The elements that were most praised were those concerning the usefulness of the
information, and the ease of delivering skills training in communication and ‘emotional
regulation’ and providing practical skills. Carers mentioned the animal analogies as ‘a light-
hearted and helpful way to better understand their role. Role play was also highly valued and
seen as necessary in understanding how to put knowledge into practice. The telephone
coaching element helped carers to develop skills and recognise unhelpful behaviours in
response to the iliness and within their interactions with the care recipient.

The qualitative study by Sommerlad (2014) about the experience of individual family carers of
people living with dementia who received a manual-based coping strategy programme
(STrAtegies for RelaTives, START), found that participants valued diverse elements of the
intervention. The relaxation CDs were most commonly cited as being useful during the period of
therapy and afterwards, whilst some participants said that detailed understanding of the
condition helped them cope with their relative’s symptoms, and others said that they valued the
gradual pace of learning about dementia.

In a mixed-methods pilot study by Sepulveda (2008a) to examine the feasibility and
acceptability of “the Maudsley eating disorder collaborative care skills workshops” programme
among carers, participants said that the programme had enhanced their knowledge about their
caring role and helped them acquire practical and useful skills. The workshops were valued
because of the potential for meeting other people with similar experiences. The self-help
manual was also considered to be helpful.

In the qualitative study by Macdonald (2011), which explored the experience of carers of people
with eating disorders after having participated in a skills-based training programme including
DVDs and a training manual, with supplementary telephone coaching, there was no clear
preference for the manual or DVDs. The DVDs complemented the manual, which provided
carers with a flexible, practical and accessible guide that could be integrated easily into their
lives. Specific positive aspects of the coaching included action planning and goal setting,
enhanced self-reflection; and the chance to embed the DVD learning by having phone support
to discuss DVD material. The programme as a whole has helped to boost confidence and self-
esteem, increase carer knowledge and understanding, as well as provide support and
identification with other carers.

In the qualitative study by Papachristou (2017), exploring the experiences of carers and views
on food-related information and support services in dementia, the authors discussed events
such as cafes or lunches held in church halls or community centres to help carers and people
living with dementia to socialise with others in similar circumstances, which provided
opportunities for carers to talk about experiences and concerns, for example about food
preparation and eating.
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1 Specific carers psychoeducation interventions
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Caring-related morbidity

TPS75 Very low quality evidence from 1 RCT from lItaly including carers of older people living
with Alzheimer's Disease could not differentiate levels of general mental health
(Neuropsychiatric Inventory), depressive symptoms (CES-D-20), anxiety (Neuropsychiatric
Inventory and State-Trait Anxiety Inventory), or health related-quality of life (SF-12) between
carers receiving psychoeducation versus usual care at 6 month follow-up. This
psychoeducational intervention was not tailored to carer needs (in relation to the condition of the
person being supported) and was professional-led and delivered face-to face.

TPS76 Low quality evidence from 1 RCT from Spain including adult carers of people with
schizophrenia found improved levels of general health and well-being (General Health
Questionnaire), or levels of perceived health related-quality of life (SF-36) between carers
receiving psychoeducation versus usual care at 6 month follow-up. However, very low quality
from this RCT could not differentiate levels of perceived mental health (SF-36: physical role
subscale) at 6 month follow-up. This psychoeducational intervention was not tailored to carer
needs (in relation to the condition of the person being supported) and was professional-led and
delivered face-to face.

Impact of intervention on caring-related accidents/incidents

TPS77 No data reporting on this outcome

Carer skills, knowledge/confidence or efficacy about supporting person receiving care

TPS78 No data reporting on this outcome

Impact of caring on carer

TPS79 Very low quality evidence from 1 RCT from lItaly, including adult carers of older people
with Alzheimer's Disease, could not differentiate levels burden (Caregiver Burden Inventory),
between carers receiving psychoeducation versus usual care at 6 months follow-up. This
psychoeducational intervention was not tailored to carer needs (in relation to the condition of the
person being supported) and was professional-led and delivered face-to face.

TPS80 Low quality evidence from 1 RCT from Spain, including adult carers of people with
schizophrenia, could not differentiate levels burden (Zarit Caregiver Burden Interview) between
carers receiving psychoeducation versus usual care at 6 months follow-up. This
psychoeducational intervention was not tailored to carer needs (in relation to the condition of the
person being supported) and was professional-led and delivered face-to face.

Resource and service use (health or social care)

TPS81 No data reporting on this outcome

Qualitative themes

TPS82 No evidence was found about experiences and views of carers on receiving specific
psychoeducation interventions

38 Economic component of the review

39
40
41
42
43
44
45

TPS83 One directly applicable cost-utility analysis from UK with minor limitations compared a
manual-based coping training programme START (STrAtegies for Relatives) with usual care in
adult carers of people living with dementia. The training intervention was found to be cost-
effective at 8 months follow-up: the incremental cost-effectiveness ratio (ICER) was £6,000 per
QALY. The intervention was also found to be cost-effective at 24 months follow-up with an ICER
of £11,200 per QALY. With long term follow-up (24 months), the intervention had a 65%
probability of being cost-effective at a cost-effectiveness ratio of £20,000 per QALY.
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1 The committee’s discussion of the evidence

2 Interpreting the evidence

3 The outcomes that matter most

This evidence review includes both qualitative and quantitative outcomes. Overall, no quantitative
or qualitative evidence was identified in relation to the following 4 clusters of training interventions:
first aid; recovery-based approaches; interventions to improve carers’ skills in movement and
handling; and interventions to improve carers’ skills in financial management. Evidence was
identified on most of the outcomes considered during protocol development. In terms of
quantitative outcomes, caring-related morbidity was considered to be a critical outcome for carers.
The impact of a training intervention on caring-related accidents/incidents was also considered to
be of critical interest for drafting recommendations. Impact of caring on carers, carers’ skills,
carers’ knowledge, confidence or self-efficacy about supporting the care recipient, impact of the
intervention on caring-related accidents/incidents and resource and service use were included as
important outcomes.

Caring-related morbidity, carers’ skills, carers’ knowledge and self-efficacy, and impact of caring on
carers were reported by most studies about training interventions. No study reported on the impact
of a training intervention on caring-related accidents or incidents; therefore, the committee agreed
to recommend research about training interventions as a means of supporting carers, in terms of
caring-related accidents or incidents.

In terms of qualitative outcomes, the committee focussed their discussion on 4 themes: medication
management (including carers’ training needs); personal and intimate care (including feeding and
carer burden with providing emotional and practical support); specific carer training programmes
(including carers’ perceived barriers in engaging the training programmes, lack of relevance of the
training programmes to carers’ circumstances, perceived positive aspects of training programmes,
perceived improvement with relationships with the care recipient, and carers’ perceived benefits in
receiving training programmes —such as confidence, awareness and knowledge, improved
understanding of rights and entitlements, emotional, social, and practical support); and technical
health procedures (including carers’ training needs).

29 The quality of the evidence

30
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50

In terms of quantitative evidence, 14 randomised controlled trials (RCTs) were included. The
quality of the quantitative evidence was assessed using the GRADE methodology. The quality of
the evidence across all outcomes ranged from moderate to very low and was commonly
downgraded because of design limitations (risk of bias) of the studies and high to very high rates of
imprecision in the effect estimates, due to small number of events. Most often, design limitations in
the studies were due to the unclear risk of selection bias regarding either random sequence
generation or the allocation concealment, unclear to serious risk of performance or detention bias
(with many RCTs not blinding to the treatment allocation of included carers and / or outcome
assessors); and selective reporting of findings (with many RCTs using customised and self-
reported outcome measures). Also, the small sample size and its convenience nature in most
included studies, as well the lack of the discussion in relation to the statistical power, were
considered to be a major methodological issue.

In terms of qualitative evidence, 9 studies were identified. Quality of the qualitative evidence for the
various themes identified in the review ranged from very low to moderate quality, according to
GRADE-CERQual. The quality of the included qualitative evidence was mostly downgraded due to
adequacy of data, as there was enough data for only a few themes to develop an understanding of
the phenomenon of interest, either due to insufficient studies (offering inadequate data) or lack of
diversity of carers (for example in terms of caring circumstances or diagnosis of the care
recipients). For most themes, the overall quality of evidence was also downgraded due to design
limitations in the studies (for example recruitment, data collection and analysis methods, and lack
of disclosure of the relationship between researcher and participants).
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Based on their expertise, the committee noted that the populations of carers covered in most of
included studies were mixed (in terms of gender, and geographical setting); hence, the committee
agreed that the data from most included studies were applicable across all the UK population of
adult carers. However, in drafting recommendations, the committee noted that the evidence (either
quantitative or qualitative) referred to very specific carers’ circumstances and training needs. In
addition, due to the uncertainty on many of the findings in this mixed-methods review, the
committee thought that the evidence should be interpreted with caution -when drafting
recommendations.

9 Synthesis of quantitative and qualitative data
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During their discussion of the evidence, the committee synthesised the quantitative and qualitative
data, making judgements about the extent to which the combined findings could be used as a
basis for recommendations.

No quantitative data were located about the effectiveness of training to improve carers’ medication
management skills or their ability to provide personal or intimate care. Although related qualitative
data were located, the committee agreed it was too limited — only covering carers of people with
specific conditions — and did not use it for drafting recommendations.

The committee reached similar conclusions about the synthesised evidence for training to manage
technical health procedures. In the absence of quantitative data and with low quality qualitative
evidence, no related reocommendations were drafted.

Where there were neither quantitative nor qualitative data to combine, the committee either agreed
to make no related recommendations (as with training in pain management) or instead drew on
their expertise to draft recommendations (as with training on moving and handling). Their reasons
are explained below under ‘benefits and harms’.

The strength of the mixed methods approach was highlighted when the committee were able to
draft recommendations despite a lack of effectiveness evidence. Examples include training to use
equipment and multi-component training for which there were no quantitative studies but for which
there were qualitative data in which the committee were confident. In particular, they were able to
recommend the important components of these interventions based on acceptability evidence.

For some aspects of the review, the committee were able to synthesise evidence from quantitative
and qualitative data, providing a reliable basis for recommendations. One example is specific carer
training programmes and committee discussions about the combined large body of evidence are
described below under ‘benefits and harms’.

In circumstances where there were quantitative data covering some specific carers’ circumstances
(such as training to manage behaviour that challenges for carers of people living with dementias)
or where quantitative data were conflicting and there were no qualitative data to help make sense
of those findings, the committee agreed they had no basis for drafting recommendations.

37 Benefits and harms

38

39
40
41
42
43
44
45

46

Medication management

No evidence was identified about the effectiveness of training interventions to improve carers’ skills
in medication management; however, qualitative evidence on this area of the review showed that
commonly carers felt to have insufficient information regarding medication management and the
use and maintenance of equipment to administer medication. The committee discussed that the
findings of the review on medication management covered only carers of people with specific
conditions, and hence, they found it difficult to draft recommendations for this cluster of training
interventions.

Personal and intimate care
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No evidence was identified about the effectiveness of training interventions to improve carers’ skills
in providing personal and intimate care to the care recipients; however, qualitative evidence on this
area of the review showed that many carers felt that support and training in food-related
information and nutrition could impact positively on their stress and burden. The committee did
express concern that this evidence only referred to very specific carers’ circumstances (for
example carers of people with eating disorders), which made it difficult to draft recommendations
generalisable to all carers; in addition, the committee noted that this evidence was a low quality.
Hence, the committee were not able to draft any recommendations on this area of the evidence
review.

Movement and handling

No evidence was identified about the effectiveness of training interventions to improve carers’ skills
in movement and handling. The committee nevertheless agreed that most carers would wish to
improve their movement and handling knowledge and skills and that they would benefit from
guidance and advice in this area. Therefore, based on their expertise, the committee agreed to
recommend that carers should be provided with the opportunity to access practical training, advice
and guidance around appropriate moving and handling techniques.

Pain management

The evidence showed that there were significant improved levels of knowledge of cancer pain
management in carers receiving a professional-led pain management psychoeducation
intervention compared to those carers receiving cancer-related pain information only. The
committee did express concern that the findings from this area of the review were low quality, and
only covered some specific carers’ circumstances. Therefore, the committee agreed not to draft
any recommendations on training interventions to improve carers’ skills in pain management.

Managing behaviour(s) of person with support needs

All reviewed evidence on the effectiveness of interventions to improve carers’ skills in managing
behaviours of people with support needs were focussed on carers of people living with dementias
or specifically, Alzheimer’s disease. The committee discussed that the potential strategies for
managing challenging behaviours may be complex and depending on the condition of the care
recipients (for example mental health issues, eating disorders, neurological conditions, dementias,
etc.). Therefore, based on the limited body and strength of the evidence, the committee agreed not
to draft any recommendations on strategies for supporting carers in managing challenging
behaviours of people with support needs.

Personalised training specific to the circumstances or conditions of the person receiving
care

No evidence was identified on the acceptability of personalised training programmes specific to the
circumstances or conditions of people receiving care. However, quantitative evidence showed that
there were conflicting findings about the effects of a training intervention specific to their caring
needs or circumstances versus usual care. The committee did express concern that the findings
from this review were of very low to low quality, and only covered some of the interventions of
interest, which made it difficult to specify the most effective programme for supporting adult carers
with personalised training specific to the circumstances or conditions of their care recipients.
Therefore, the committee agreed not to draft any recommendations on this topic.

Technical health procedures

Qualitative evidence on the experience of adult carers managing technical health procedures
showed that many carers reported to face challenges and uncertainty about using technical
equipment. In particular, low quality evidence on carers providing care for people with chronic
obstructive pulmonary disease (COPD) using nebuliser-delivered therapy at home, demonstrated
that often carers did not feel fully equipped to set up and manage technical health procedures.
Based on this evidence, the committee noted that carers might benefit from information in areas
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such as administering the correct dosage of medication and managing technical health procedures
at home. However, the committee agreed to do not draft recommendations, given the limited body
of qualitative evidence, and the paucity of quantitative data on this area of training interventions.

Use of equipment and adaptations

Based on the evidence, the committee noted that providing carers with training and guidance on
how to use some adaptations, aids and technology may benefit carers with their daily caring role.
The evidence showed that an assessment from an occupational therapist could help carers to find
out what equipment and adaptations would be available, as well as assessing what would be most
appropriate way to access training in a living environment. Therefore, based on the evidence and
their experience, the committee recommended that carers should have access to advice,
guidance, and practical training around appropriate use of equipment and adaptations; and carers
should be involved by care services and professionals (for example occupational therapists or
other relevant health and social care professionals) delivering such an assessment.

Specific carer training programs

The committee noted that there was a large body of evidence on the effectiveness of specific
carers’ training programs showing that such programmes could improve carers’ knowledge, self-
efficacy and advocacy skills, and carers’ ability to cope. The committee did agree with these
findings; in addition, the qualitative evidence on this area of the review showed that carers
commonly felt unconfident and overwhelmed in their caring role. The committee therefore
emphasised the importance of making training easily accessible to improve carer’s knowledge,
skills and confidence.

The committee noted that there was no direct evidence on comparing multicomponent carers’
training programmes versus single component ones, hence, they decided not to recommend that
carers’ training programmes should be multicomponent. However, based on the evidence, the
committee discussed that effective, cost-effective and acceptable carers’ training programmes
should have common features: they should include a range of elements; they should be tailored on
the specific carers’ needs and circumstances; and they should be offered in a variety of formats
(such as printed materials, on-line materials, or/and face-to-face). Therefore, they agreed to
recommend that the delivery of carers’ training programmes should be tailored on their specific
needs, in order to improve carers’ ability to cope and their caring knowledge. Also, based on the
evidence, they agreed that carers’ training programmes should include elements such as self-care,
communication skills, understanding the condition of the cared-for person, knowledge of relevant
services, skill building, psychosocial elements and guidance on future planning.

In terms of agreeing the important content of training programmes, the committee also noted
qualitative evidence about carers feeling unknowledgeable about the management of medication.
The committee therefore used this as a basis for a recommendation about providing training on
medicines management and on the basis of their expertise agreed that training on personal care
and assistive technology should also be considered.

The qualitative evidence showed that some carers felt that receiving a training programme could
reduce their sense of isolation by allowing the space for carers to interact with each other, discuss
their issues and find solutions. Also, adult carers from ‘hard to reach’ groups, were particularly
positive about the non-discriminatory support provided by the training sessions. Therefore, based
on the evidence and their experience, the committee agreed to draft a recommendation, to
consider peer support as a key component of any carer’s training program, with a particular focus
on hard to reach groups such as LGBTQI.

The evidence showed that most carers who attended specific carer training programmes
appreciated common elements of the programmes, such as the usefulness of the received
information and guidance; the flexibility in relation to their needs; and the perceived emotional and
practical benefits (including the potential for meeting other carers with similar experiences or
circumstances, the improved knowledge and skills, and the potential of having a break from
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caring). The committee did express concern that the findings on this area of the review were
focussed only specific carers (that is carers of people living with dementia and carers of people
with eating disorders), even though were rated as of moderate quality. Therefore, based on the
evidence and their experience, the committee agreed to recommend that the delivery of specific
carer training programmes should be tailored on the emotional and practical caring circumstances
of carers receiving training. In addition, that training programmes should provide a balance
between learning and enjoyment, recognising the evidence that as well as building skills, carers
also value the social and support element of attending courses along with others in their position.
Discussions also prompted the committee to agree a ‘consider’ recommendation on the basis of
consensus that carers attending training programmes be given opportunities to stay in touch with
the group after the course, to maintain those benefits in the long term.

Specific carers’ psychoeducation interventions

The evidence on carers’ psychoeducation interventions showed that there were no important
differences in level of burden and caring-related morbidity between carers who received between
carers receiving psychoeducation and those who received usual care. The committee did express
concern that these findings provided evidence of very low or low quality, which made it difficult to
draft any recommendations on this area of the review. Therefore, the committee considered that
the evidence was insufficient for any positive recommendations to be made on carers’
psychoeducation interventions.

The committee did not recommend further research in the areas not covered by the evidence (that
is training interventions or programmes to improve first aid, recovery-based approaches, and
carers’ skills in financial management), as they considered these topics of low priority for research
funding

24 Cost-effectiveness and resource use

25

26
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Medication management

No existing economic evidence was identified on interventions to improve carer skills in medication
management. The committee did not think recommendations could be drafted on the basis of
available evidence and therefore a qualitative consideration of cost-effectiveness was not needed.

Personal and intimate care

No existing economic evidence was identified on interventions to improve carer skills in providing
personal and intimate care to the care recipients. The committee did not think recommendations
could be drafted on the basis of available evidence and therefore a qualitative consideration of
cost-effectiveness was not needed.

Movement and handling

In the absence of any economic evidence or original analysis, the committee made a qualitative
assessment about the cost-effectiveness of interventions to improve carer skills in movement and
handling to the care recipients. The committee noted that access to training advice and guidance
on appropriate moving and handling techniques would be inexpensive and unlikely to incur
significant additional costs to the NHS. Furthermore, the committee noted that poor movement and
handling techniques could result in serious injury with a detrimental impact on the carers health
related quality of life, resulting in additional NHS resource use. The committee recognised that the
recommendations pertaining to this topic reflected standard practice based on statutory
requirements and are essential to support adult carers.

Pain management

No existing economic evidence was identified on interventions to improve carer skills in providing
pain management to the care recipients. Additionally, the committee was of a view that the
evidence was insufficient for any positive recommendations to be made.
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Managing behaviour(s) of person with support needs

No existing economic evidence was identified on interventions to improve carer skills in managing
behaviour(s) of person with support needs. The committee did not think recommendations could be
drafted on the basis of available evidence and therefore a qualitative consideration of cost-
effectiveness was not needed.

Personalised training specific to circumstances/conditions of person receiving care

No existing economic evidence was identified on personalised training programmes specific to the
circumstances of the person with care needs. The committee did not think recommendations could
be drafted on the basis of available evidence and therefore a qualitative consideration of cost-
effectiveness was not needed.

Technical health procedure

No existing economic evidence was identified on interventions to improve carer skills in managing
technical health procedure. The committee did not think recommendations could be drafted on the
basis of available evidence and therefore a qualitative consideration of cost-effectiveness was not
needed.

Use of equipment and adaptations

In the absence of any economic evidence or original analysis, the committee made a qualitative
assessment about the cost-effectiveness. The committee considered that access to advice and
guidance on the appropriate use of equipment and adaptations would be important in order to use
the available equipment and adaptations effectively. The committee did not consider that access to
this guidance and advice would be expensive and did not anticipate a significant resource impact
to the NHS.

Specific carer training programs

The committee discussed the economic evidence about specific carers’ training programmes. This
study compared the cost-utility a manual-based coping skill training programme START
(STrAtegies for Relatives) with usual care in adult carers of people living with dementia. The
committee, agreed that the findings of this study, were directly applicable to the UK health and
social care context and only had minor methodological limitations. The committee also agreed that
the components covered by START for carers of people living with dementia, are a good
representation of the elements that should be covered in this type of training programme, for adult
carers supporting people with any kind of condition. The study found START to be cost-effective
and the committee agreed that these findings provided evidence to support recommendations for
carers’ training programmes including several components, such as self-care, communication
skills, understanding the condition, knowledge of relevant services, skill building and psychosocial
elements. They also agreed that carers’ training multicomponent programmes, had not necessarily
to be the specific intervention evaluated (START), as it was acknowledged that a substantial
number of possible alternative programmes were not captured in the quantitative, qualitative and or
economic evidence.

Specific carers’ psychoeducation interventions

No existing economic evidence was identified on carers’ psychoeducation interventions. The
committee did not think positive recommendations could be made on the available evidence and
therefore a qualitative consideration of cost-effectiveness was not needed.

43 Other factors the committee took into account

44
45
46

The committee discussed that recent guidance from the NHS (NHS Guidance on Continuing
Healthcare 2018) states that assessments for Continuing Healthcare' should 'consider training for
carers to provide them with support in their caring role'. As no evidence was identified about the
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effectiveness and acceptability of training interventions to improve carers’ skills in moving and
handling, the committee agreed this was an important area for carers own safety and well-being as
well as enabling the person receiving care to be safely cared for and was in line with current NHS
and social care practice and guidance and so made a recommendation about carers having
access to advice and guidance about this.
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1 Appendices

2 Appendix A — Review protocols

3 Review protocol for review question: What skills- and educational- based interventions are effective, cost-effective, and
4 acceptable to carers for training them to provide practical support to the person receiving care?

5 Table 5: Review protocol
Field (based on PRISMA-P) Content

What skills- and educational- based interventions are effective, cost-effective, and acceptable to carers for training them to

Feve Guesiens provide practical support to the person receiving care?

Type of review question Systematic mixed studies review

The objective of this review is to establish whether there are any types of training for practical support for adult carers that

Plojsiie @ hie e are effective, cost-effective, and acceptable to them.

Eligibility criteria — o Adult carers (18 years of age or older) who provide unpaid care for either 21 adults, or 21 young people aged 16-17
population/disease/condition/i years with ongoing needs.
ssue/domain « Relevant social-/health-care and other practitioners involved in providing care.

Any skills- or educational- based intervention whose primary aim is to train adult carers (and not social-/health-care
providers) to provide practical support to the person receiving care, including (but not limited to):

e Medication management

o First aid
Eligibility criteria — ¢ Personal and intimate care
intervention(s)/exposure(s)/pr e Recovery-based approaches (for example Recovery College)
ognostic factor(s) o Movement and handling

e Pain management

e Financial management (for example, how to manage a Personal Health Budget on behalf of carer, or how to engage
someone to provide assistance to carer in discharging caring responsibilities)

e Managing behaviour(s) of person receiving care
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Field (based on PRISMA-P) Content

¢ Personalised training specific to circumstances/conditions of person receiving care (rather than training in use of specific
techniques)

e Technical health procedures (for example enteral tube feeding, intravenous therapy, dialysis; note that GC will not be
drafting recommendations on specifics of how to provide such training)

¢ Use of aids and adaptations (including digital assistive technology)
Specific Carer Training programs (for example START program for dementia)

Themes from the qualitative evidence regarding views and experiences of adult carers, and related professionals, may
include:

¢ Satisfaction with the intervention

e Perceived appropriateness of the intervention
¢ Perceived acceptability of the intervention

¢ Barriers and facilitators

Eligibility criteria — For studies assessing the effectiveness of training programmes, we will compare eligible interventions against:
comparator(s)/control or ¢ No intervention
reference (gold) standard « Other interventions within the same category

CRITICAL OUTCOMES:

o Caring-related morbidity (MID: statistical significance)

e Impact of intervention on caring-related accidents/incidents (for example failing to take medicine, number of falls, time
spent providing specific type of practical support) (minimally important difference [MID]: statistical significance)

IMPORTANT OUTCOMES

e Impact of caring on carer (including on carer competency, unplanned care, social isolation/networks or relationships)
(MID: statistical significance)

o Carer skills, knowledge/confidence or efficacy about supporting person receiving care (MID: statistical significance)

e Resource and service use (health or social care) (MID: statistical significance)

For the relevant outcomes above, only validated scales will be included.

Results of the qualitative evidence synthesis will be determined by thematic analysis and the use, if appropriate, of
thematic maps.

The quantitative and qualitative data will be presented together as the overall result of this mixed methods review. Where
they allow, data will be grouped around the protocol interventions.

Outcomes and prioritisation
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Field (based on PRISMA-P)

Eligibility criteria — study
design

Other inclusion exclusion
criteria

Proposed sensitivity/sub-
group analysis, or meta-
regression

Content
No restrictions on study designs will be made. That is, quantitative, qualitative, and mixed-methods studies will all be
considered.

Studies will be categorised according to their relevance to answer a specific aspect of the question - for example RCTs or
observational studies to assess the effectiveness of the intervention; qualitative research for assessing the acceptability of
an intervention — in line with the typology of evidence for social interventions developed by Muir Gray (1996) and in
consultation with the GC.

References
e Muir Gray, JM. (1996). Evidence-based healthcare. London, UK: Churchill Livingstone.
Additional inclusion criteria

o Setting of intervention can be people’s own homes and any other health and social care setting (including neighbourhood
and community) in which adult carers provide care and support

e Only studies from the following geographical areas/countries will be included: UK, Australia, Canada, Europe, Japan,
New Zealand, and South Africa will be included for the quantitative component of the review. Studies from other
countries will not be included due to substantial differences in their carer populations and/or social-/health-care systems.

e Only UK studies will be included for the qualitative component of the review

o Full-text English-language articles published in or after 2003

o Full-text reports of complex/multi-component interventions will be assessed for relevance to this review question

Exclusion criteria

o Conference abstracts will be excluded as they typically do not provide sufficient information to evaluate risk of
bias/quality of study.

e Non-English language articles

A step-wise approach to the included evidence will be used if required: although only studies published in or after 2003 will
be initially included, subsequent modifications to the inclusion criteria may be warranted, subject to ratification by the GC, if
the volume of studies to examine is very high. For example, studies may be restricted to those conducted in the UK or a
more recent date of publication may be used. If changes to the initial inclusion criteria are deemed necessary, reasons for
these will be explicitly noted in the methods section of the guideline.

Stratified/subgroup analysis
e Category of intervention
o Adult carers providing support or who have provided support for people at the end of life
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Field (based on PRISMA-P)

Selection process — duplicate
screening/selection/analysis

Data management (software)

Information sources —
databases and dates

Identify if an update
Author contacts

Highlight if amendment to
previous protocol

Content

Further stratification/subgroup analysis (for example socioeconomic factors), if needed, will be directed by the GC and be
contingent on the themes or patterns that are revealed by the initial synthesis of the quantitative and qualitative evidence

Duplicate screening will be performed using STAR - minimum sample size is 10% of the total for <1000 titles and abstracts,
and 5% of the total for 21000 titles and abstracts. All discrepancies are discussed and resolved between 2 screeners. Any
disputes will be resolved in discussion with the Senior Systematic Reviewer. Data extraction will be supervised by a senior
reviewer. Draft excluded studies and evidence tables will be discussed with the Topic Advisor, prior to circulation to the
Topic Group for their comments. Resolution of disputes will be by discussion between the senior reviewer, Topic Advisor
and Chair.

Pairwise meta-analyses, if appropriate, will be conducted using the Cochrane Review Manager (RevMan5). GRADEpro will
be used to record (and assess) the quality of quantitative evidence for outcomes relevant to establishing the effectiveness
of interventions.

NGA STAR software will be used for generating bibliographies and citations, study sifting, data extraction and recording
quality assessment of studies. A GRADE-CERQual Microsoft Excel template will be used to record and organise the
overall quality of findings from the qualitative evidence; a Microsoft Excel template will also be used to record the findings
of questionnaire surveys.

Sources to be searched:

. ASSIA, CDSR, DARE, Embase, IBSS, Medline, Medline In-Process, PsycINFO, Sociological Abstracts, Social
Services Abstracts, Social Policy and Practice

Filters:

. Systematic review

. RCT

0 Qualitative study

. NICE UK geographic

. Standard animal/non-English language exclusion
Limits:

. Date from 2003

Not applicable
Developer: The National Guideline Alliance

For details please see section 4.5 of Developing NICE guidelines: the manual 2014
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Field (based on PRISMA-P)

Search strategy — for one
database

Data collection process —
forms/duplicate

Data items — define all
variables to be collected

Methods for assessing bias
at outcome/study level

Criteria for quantitative
synthesis (where suitable)

Methods for analysis —
combining studies and
exploring (in)consistency

Content
For details please see appendix F of the guideline

A standardised evidence table format will be used, and published as appendix G (evidence tables) or H (economic
evidence tables) of the guideline.

For details please see evidence tables in appendix G (evidence tables) or H (economic evidence tables) of the guideline.

The following checklists will be used to assess risk of bias/quality of individual studies:

¢ ROBIS for systematic reviews/meta-analyses of interventions studies

e Cochrane RoB tool v1 for (individual or cluster) RCTs;

e Cochrane ROBINS-I for non-randomised (clinical) controlled trials, cohort studies, and historical controlled studies
e CASP Case Control Checklist for case control studies

¢ The appropriate EPOC RoB Tool will be used for (i) complex interventions involving randomised and/or non-randomised
interventions, (ii) controlled before-after studies, (iii) interrupted time series studies, and

o JBI Checklist for cross-sectional studies
o |HE Checklist for case series (that is non-controlled longitudinal studies)
e Boynton & Greenhalgh checklist for cross-sectional surveys and survey questionnaire studies

o Newcastle-Ottawa Scale for studies examining associations between variables (this does not include variables relevant
to clinical diagnosis and prognosis).

o CASP Qualitative Checklist for individual qualitative studies

For details please see section 6.4 of Developing NICE guidelines: the manual

Synthesis of quantitative and qualitative data will be done separately:

e Mean differences (MDs) or standard mean differences (SMDs) for continuous outcomes, risk ratios (RRs) for
dichotomous outcomes, and hazard ratios (HRs) for time to event outcomes, will be used for outcomes relevant to
establishing the effectiveness of interventions. Heterogeneity will be assessed using the i2 statistic. GRADE will be
used to assess the quality of these outcomes.

o Meta synthesis will be used to elucidate any themes or patterns revealed across the included qualitative or mixed-
methods studies relevant to establishing the acceptability of an intervention. GRADE-CERQual will be used to assess
the quality of evidence for a theme across studies.
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Field (based on PRISMA-P) Content

Being a mixed methods review, the NGA technical team will present the data from quantitative and qualitative studies
together, organised around the protocol interventions (where data are available). The committee will complete the
synthesis of these mixed data through their discussions of the evidence. Their interpretation of the relationship between the
quantitative and qualitative data is described in the committee discussion of the evidence.

Meta-bias assessment —
publication bias, selective
reporting bias

For details please see section 6.2 of Developing NICE guidelines: the manual. If sufficient relevant RCT evidence is
available, publication bias will be explored using RevMan5 software to examine funnel plots.

For details of assessing confidence in quantitative evidence for the effectiveness of interventions, please see sections 6.4
and 9.1 of Developing NICE guidelines: the manual. For assessing confidence in the qualitative evidence prior to the
mixed-methods qualitative synthesis of evidence, GRADE-CERQual will be used. A mixed-methods qualitative synthesis
will be used to summarise and interpret the evidence.

Assessment of confidence in
cumulative evidence

Rationale/context — Current

For details please see the introduction to the evidence review in the guideline.
management

A multidisciplinary committee developed the guideline. The committee was convened by the National Guideline Alliance
and chaired by Mr. Phil Taverner in line with section 3 of Developing NICE guidelines: the manual.

Staff from the National Guideline Alliance undertook systematic literature searches, appraised the evidence, conducted
meta-analysis and cost-effectiveness analysis where appropriate, and drafted the guideline in collaboration with the
committee. For details please see the methods chapter of the guideline.

Describe contributions of
authors and guarantor

Sources of funding/support
Name of sponsor

Roles of sponsor

PROSPERO registration
number

The National Guideline Alliance is funded by NICE and hosted by the Royal College of Obstetricians and Gynaecologists.
The National Guideline Alliance is funded by NICE and hosted by the Royal College of Obstetricians and Gynaecologists.

NICE funds the National Guideline Alliance to develop guidelines for those working in the NHS, public health, and social
care in England

Not registered with PROSPERO

APOWON-

AMSTAR: Assessing the Methodological Quality of Systematic Reviews; CDSR: Cochrane Database of Systematic Reviews; CENTRAL: Cochrane Central Register of
Controlled Trials; DARE: Database of Abstracts of Reviews of Effects; GRADE: Grading of Recommendations Assessment, Development and Evaluation; HTA: Health
Technology Assessment; MID: minimal important difference; NICE: National Institute for Health and Care Excellence; RCT: Randomised Controlled Trial; RoB: Risk of Bias;
SD: Standard Deviation.

50
Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)


http://www.prisma-statement.org/Extensions/Protocols.aspx
https://www.nice.org.uk/article/pmg20/chapter/6-Reviewing-research-evidence#assessing-the-quality-of-the-evidence
https://www.nice.org.uk/article/pmg20/chapter/1-Introduction-and-overview
https://www.nice.org.uk/article/pmg20/chapter/1%20Introduction%20and%20overview

DRAFT FOR CONSULTATION
Training for carers to provide practical support

Appendix B — Literature search strategies

Literature search strategies for review question: What skills- and
educational- based interventions are effective, cost-effective, and
acceptable to carers for training them to provide practical support to the
person receiving care?

The search for this topic was last run on 7th November 2017.

Database: Embase, Medline, Medline Ahead of Print and In-Process & Other Non-
Indexed Citations — OVID [Multifile]

10
11
12

13

14
15

Searches

caregiver/ use emez or caregivers/ use mesz, prem or caregivers/ use psyh or
caregiver burden/ use psyh

(carer* or caregiv* or care giv*).ti,ab.
1or2

exp *cognitive therapy/ or (counseling.hw. and exp *counseling/) or *friend/ or
*friendship/ or *group dynamics/ or *group process/ or *group therapy/ or *hotline/ or
*mindfulness/ or *peer group/ or *problem solving/ or *psychotherapy/ or *reality
therapy/ or *relaxation training/ or *self-help/ or *social adaption/ or *social network/
or *social support/ or exp *support group/

*advance care planning/ or *bereavement/ or *case management/ or *crisis
intervention/ or *friends/ or *group process/ or *group therapy/ or *human relation/
or exp *peer group/ or *social network/ or *support group/ or *terminal care/

4or5
6 use emez

exp counseling/ or cognitive behavioral therapy/ or mindfulness/ or patient centered
care/ or problem solving/ or psychotherapy*.sh. or exp psychotherapy, group/ or
reality therapy/ or relaxation therapy/ or social support/

bereavement/ or case management/ or crisis intervention/ or education,
nonprofessional/ or friends/ or group processes/ or hotlines/ or interpersonal
relations/ or palliative care/ or exp peer group/ or professional family relations/ or
exp psychotherapy, group/ or self-help groups/ or exp social networking/ or terminal
care/

8or9

10 use mesz, prem

case management/ or client centered therapy/ or exp cognitive behavior therapy/ or
exp counselling/ or exp group psychotherapy/ or mindfulness/ or exp problem
solving/ or psychotherapy/ or reality therapy/ or exp relaxation therapy/ or social
support/

advocacy/ or bereavement/ or crisis intervention services/ or crisis intervention/ or
“death and dying”/ or friendship/ or group dynamics/ or group counseling/ or hot line
services/ or interpersonal relationships/ or outreach programs/ or palliative care/ or
peer counseling/ or peer evaluation/ or peer relations/ or peers/ or exp peer
relations/ or exp social networks/ or self help techniques/ or social networks/ or
social group work/ or support groups/ or terminally ill patients/

12 0or 13

14 use psyh
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17
18

19
20

21
22
23

24

25
26

27
28
29

30
31

32

33
34

35

36

37

Searches

*internet/ or *computer/ or *computer network/ or *internet/ or *online system/ or exp
*computer assisted therapy/ or *social media/ or *social network/ or exp
*telecommunication/

16 use emez

computers/ or computer assisted instruction/ or computer communication networks/
or exp internet/ or online systems/ or o social media/ or exp social networking/ or
therapy, computer assisted/ or telecommunications/ or telemedicine/

18 use mesz, prem

computer assisted instruction/ or computer assisted therapy/ or computers/ or exp
computer mediated communication/ or exp online therapy/ or exp internet/ or exp
social media/ or exp social networks/ or telecommunications media/ or
telemedicine/

20 use psyh

or/17,19,21

(((psychological* or psychosocial or psychotherapeutic) adj2 (intervention* or
program* or support® or therap* or treat*)) or brief intervention* or
psychotherap®).ti,ab.

(((behaviour* or behavior*) adj2 cognitiv*) or cbt or ccbt or ((behavi* or biobehavi* or
cognitive*) adj3 (intervention* or manag* or program* or therap* or treat*)) or
cognitiv* behav*).ti,ab.

counsel*.ti,ab.

(((computer or digital* or distance based or dvd or internet or multimedia or online
or phone or skill* or technology or telephone or telehealth or telecommunicat® or
video* or web) adj based) or ((computer or digital* or distance based or dvd or
internet or multimedia or online or phone or skill* or technology or telephone or
telehealth or telecommunicat* or video* or web) adj3 (coach* or educat* or skill* or
support® or training*)) or ((education or teaching) adj (intervention or program* or
therap* or psychotherap®)) or elearning or e learning).ti,ab.

(case manag® or ((person centred or replacement) adj (care or therap™®))).ti,ab.
((communit* or social) adj2 support®).ti,ab.

((intervention* or therap* or program* or workshop*) adj7 (caregiver* or care giver*®
or carer®) adj7 (burden or distress* or stress*)).ti,ab.

or/7,11,15,22-29

(befriend* or be* friend* or buddy or buddies or ((community or lay or paid or
support) adj (person or worker*))).ti,ab.

((peer* or voluntary or volunteer®) adj3 (assist* or advice* or advis* or counsel* or
educat* or forum* or help* or mentor* or network* or support® or visit*)).ti,ab.

((peer* or support* or voluntary or volunteer*) adj2 group*).ti,ab.
((peer* or support* or voluntary or volunteer*) adj3 (intervention* or program* or
rehab* or therap* or service* or skill*)).ti,ab.

((peer* adj3 (advis* or consultant or educator* or expert* or facilitator* or instructor®
or leader* or mentor* or person* or tutor* or worker*)) or expert patient* or mutual
aid).ti,ab. or (peer* adj3 (assist* or counsel* or educat* or program* or rehab* or
service* or supervis*)).ti,ab.

((bereav* or death or dying or end of life or grief* or ((palliative or terminal) adj
care))

adj3 (advice™ or advis* or counsel* or intervention* or program* or psychotherap* or
support®) or anticipatory grief).ti,ab.

(((communit* or family or social) adj (network* or support*)) or group conferencing
or individualis?ed support).ti,ab.
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38

39

40
41

42

43
44
45

46

47

48
49
50
51

52

53
54

55
56
57
58
59
60
61
62

63
64

65

Searches

(((carer* or caregiv* or care giv*) adj2 (mentor* or support*)) or (unpaid adj3
support*) or mentoring scheme?).ti,ab.

((carer” or caregiv* or care giv*) adj3 (communication or integrat* or relations or
relationship*) adj3 (famil* or practitioner* or professional* or worker*)) or (famil* adj3
(intervention* or program®)).ti,ab.

(psychoeducat* or psycho educat®).ti,ab.

((emotion* adj (disclosure or focus* or friend* or relation*)) or ((emotion* or network™
or social or psychosocial) adj (adapt* or reintegrat* or support*))).ti,ab.

((dyadic or loneliness or psychosocial* or psycho social*) adj2 (assist* or
intervention* or program* or support* or therap* or treat*)).ti,ab.

((emotion* or one to one or transition*) adj support*).ti,ab.
(lay adj (led or run)).ti,ab.

((crisis or crises or emergenc*) adj3 (advise or advice or assist* or help* or
intervention* or network™ or program* or service* or support®)).ti,ab.

((coping or resilien* or well being or wellbeing) adj2 (intervention* or program* or
therap® or skill* or strateg* or workshop*)).ti,ab.

(advocate or advocacy or ((support® adj3 (approach* or educat* or forum* or
instruct® or interven™ or learn* or module* or network* or program* or psychotherap*
or strateg* or system* or technique* or therap* or train* or workshop* or work
shop*)) or (support* adj (service* or system)))).ti,ab.

((network™ or peer* ) adj2 (discuss* or exchang* or interact* or meeting*)).ti,ab.
(carer* network™ or support group®).ti,ab.
or/31-49

(helpline or help line or ((phone* or telephone*) adj3 (help* or instruct® or interact®
or interven* or mediat* or program* or rehab* or strateg* or support* or teach* or
therap* or train* or treat* or workshop*)) or ((phone or telephone*) adj2 (assist* or
based or driven or led or mediat*))).ti,ab.

(helpseek™ or ((search* or seek*) adj3 (care or assistance or counsel* or healthcare
or help* or support® or therap* or treat*))).ti,ab.

(information adj (needs or provision or support)).ti,ab.

(selfhelp or self help or selfmanag* or self manag* or self support or
selfsupport).ti,ab.

or/51-54

*education/ or *health education/ or *education program/ or *first aid/

56 use emez

caregiver/ed or education/ or first aid/ or exp health education/

58 use mesz, prem

client education/ or education/ or educational programs/ or health education/
60 use psyh

(((carer* or caregiv* or care giv*) adj5 (educat* or intervention* or program* or
support® or taught or teach* or train*)) or ((educat* or train* or learn* or taught*) adj3
(intervention* or program®)) or ((educat* or intervention* or program* or support* or
taught or teach* or train*) adj3 (bandage or cpr or crisis or crises or dressing or
emergency or ((intimate or personal) adj care) or rescue breath*)) or first aid or
personali* train* or resourcefulness train* or (skill* adj2 (build* or coach* or educat*
or learn* or train))).ti,ab.

(psychoeducat* or psycho educat*).ti,ab,hw.

(((medication or pain) adj2 manag*) or pain control program* or ((educat* or train*)
adj5 (handling or movement))).ti,ab.

or/57,59,61-64
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66
67
68

69
70
71
72

73
74

75
76

77
78

79
80

81
82

83
84

85
86

87
88
89
90
91

92

Searches

*n

exercise*.hw. or exp *physical activity/ or *"physical education"/ or exp *sports/
66 use emez

exp exercise/ or physical exertion/ or exp "physical education and training"/ or exp
sports/

68 use mesz, prem
exercise/ or exp physical activity/ or "physical education"/ or exp sports/
70 use psyh

(aerobic train* or exercis* or gym* or jog* or (physical adj (activit* or fit)) or
resistance train* or sport* or strength train* or (swim* not rat*) or walk* or weight lift*
or (leisure adj2 (activit* or intervention* or program* or therap*)) or leisure
based).ti,ab.

or/67,69,71-72

exp *employment/ or exp *return to work/ or *supported employment/ or *vocational
education/ or *vocational rehabilitation/ or *work/ or *work resumption/ or
(employment and rehabilitation).hw.

74 use emez

employment/ or employment, supported/ or rehabilitation, vocational/ or return to
work/ or unemployment/ or vocational education/ or work/ or workplace/ or
(employment/ and rh.fs.)

76 use mesz, prem

employment status/ or exp vocational rehabilitation/ or reemployment/ or
(employment and rehabilitation).hw. or vocational education/ or work adjustment
training/

78 use psyh

*child welfare/ or *financial management/ or *social care/ or *social security/ or
*social welfare/ or “social work/

80 use emez

“aid to families with dependent children”/ or child welfare/ or financing, government/
or government programs/ or public assistance/ or social security/ or social welfare/
or social work/

82 use mesz

government programs/ or social security/ or child welfare/ or "welfare services
(government)"/ or community welfare services/ or exp social case services/ or social
services/ or social security/

84 use psyh

(((employ* or job* or reemploy* or vocation* or work*) adj3 (advice or advis* or
approach® or assist* or coach* or counsel* or educat* or experience or flexible or
integrat* or interven® or liaison* or placement* or program* or rehab* or reintegrat*
or retrain* or scheme* or support* or service* or skill* or strateg* or teach* or
therap* or train* or transitional*)) or carer* lead or flexible working or individuali*
support or job centre or (vocat* adj2 employ*) or (work adj2 coach*)).ti,ab.

((individual placement adj2 support) or ips model).ti,ab.
((permitted or voluntary or rehab*) adj3 work*).ti,ab.
((psychosocial or psycho social or social) adj2 rehab*).ti,ab.
rehabilitation counsel*.ti,ab.

((prevocat™® or vocat®) adj3 (advice* or advis* or assist* or casework* or case work*
or counsel* or educat* or integrat® or interven* or liaison* or mentor* or network™* or
program* or rehab* or reintegrat® or service* or setting® or skill* or support* or
retrain* or teach* or therap* or train* or treat* or specialist*)).ti,ab.

(volunteering or (work adj2 placement*)).ti,ab.
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93

94
95

96
97
98
99
100
101
102
103

104

105
106

107
108

109
110
111
112
113

114
115
116
117

118

119
120

Searches

(((carer* or care giv* or caregiv*) adj3 (card* or employment or passport* or
scheme™ or work)) or paid employment or social security or social welfare).ti,ab.

(return adj to* adj (education or study or training or work*)).ti,ab.

(carer* allowance* or caregiv* allowance or flexible support or ((aid or benefit* or
bills or budget* or financ* or flexible support fund or housing or income* or legal or
lodging? or money or working rights) adj3 (advice or assist* or brochure* or educat*
or information or intervention* or program* or service* or support* or tool*)) or
((carer* or caregiver*) adj7 (benefits* or bills or budget* or financ* or flexible support
fund or housing or legal or money) ad;j7 (advice or assist* or brochure* or educat* or
information or intervention* or program* or service* or support* or tool*))).ti,ab.

(signpost* or sign post*).ti,ab.

or/75,77,79,81,83,85-96

*day care/ or *respite care/

98 use emez

day care, medical/ or respite care/

100 use mesz, prem

adult day care/ use psyh or day care centers/ use psyh or respite care/ use psyh

(day care or daycare or day therap* or daytherap* or home help or short break or
((carer* or caregiv* or care giv*) adj3 support®)).ti,ab.

(((crisis or volunteer) adj support) or holiday* or homehelp* or home help* or
housekeep* or house keep* or meal support or personal assistant or respite or
((activity or fund* or short) adj2 break*) or signpost*).ti,ab.

0r/99,101-104

*assistive technology/ or *occupational therapy/ or *telehealth/ or *telemedicine/ or
*telemetry/ or *telemonitoring/

106 use emez

assistive technology/ or occupational therapy/ or self-help devices/ or telemedicine/
or telemetry/ or telemonitoring/

108 use mesz, prem

assistive technology/ or occupational therapy/ or telemedicine/ or telemetry/

110 use psyh

((assistive adj2 (platform* or technolog*)) or interactive health communication).ti,ab.

(simulated presence or social robot* or telecare or telehealth or telematic* or
telemonitor®).ti,ab.

(gps track™ or location technology).ti,ab.

occupational therap®.ti,ab.

or/107,109,111-115

exp acupuncture/ use emez or exp alternative medicine/ use emez or biofeedback/
or massage/ use emez or meditation/ use emez or acupressure/ use mesz, prem or
massage/ use mesz, prem or acupuncture/ use mesz, prem or exp complementary
therapies/ use mesz, prem or exp mind body therapies/ use mesz, prem or exp
alternative medicine/ use psyh or biofeedback/ use psyh or massage/ use psyh or
mind body therapy/ use psyh

(chinese medicine or medicine, chinese traditional or (moxibustion or
electroacupuncture)).sh,id. or ((alternative or complementary) adj2 (medicine* or
therap*)).ti,ab,sh. or (acu point* or acupoint* or acupressur® or acupunctur® or

(ching adj2 Io) or cizhen or dianzhen or electroacupunctur* or (jing adj2 luo) or
jingluo or massag* or needle therap™® or zhenjiu or zhenci).tw.

meditation.sh. or meditat*.ti,ab.
(acceptance adj2 commitment therap®).ti,ab.
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121
122
123
124

125
126

127
128
129
130
131
132
133
134

135
136

137
138

139

140
141

142
143

Searches

dyadic intervention*.ti,ab.

(reminiscence adj (group* or therap*)).ti,ab.

self disclosure/ use emez,mesz,psyh or ((emotional or self) adj disclosure).ti,ab.

art/ or art therapy/ or music/ or music therapy/ or singing/ or painting/ use emez or
singing/ use emez, mesz, prem or paintings/ use mesz, prem

124 use emez,mesz

art/ or art education/ or art therapy/ or "painting (art)"/ or music/ or music education/
or music therapy/ or singing/

126 use psyh

(art or cafe or cafes or gallery or music or sing or singing).ti,ab.
or/117-123,125,127-128

30,50,55,65,73,97,105,116,129

3 and 130

interviews as topic/ or qualitative research/

132 use emez

interviews as topic/ or anthropology, cultural/ or focus groups/ or exp tape
recording/ or personal narrative/ or narration/ or nursing methodology research/ or
observation/ or qualitative research/ or sampling studies/ or cluster analysis/ or
videodisc recording/

134 use mesz, prem

cluster analysis/ or "culture (anthropological)" or interviews/ or narratives/ or
observation methods/ or qualitative research/ or tape recorders/

136 use psyh

(interview* or action research or audiorecord* or ((audio or tape or video*) adj5
record*) or colaizzi* or (constant adj (comparative or comparison)) or content analy*
or critical social* or (data adj1 saturat*) or discourse analys?s or emic or ethical
enquiry or ethno* or etic or experiences or fieldnote* or (field adj (note* or record* or
stud* or research)) or (focus adj4 (group* or sampl*)) or giorgi* or glaser or
(grounded adj (theor* or study or studies or research)) or heidegger* or
hermeneutic* or heuristic or human science or husserl* or ((life or lived) adj
experience*) or maximum variation or merleau or narrat* or ((participant* or
nonparticipant®) adj3 observ*) or ((philosophical or social) adj research*) or (pilot
testing and survey) or purpos* sampl* or qualitative* or ricoeur or semiotics or
shadowing or snowball or spiegelberg* or stories or story or storytell* or strauss or
structured categor* or tape record* or taperecord* or testimon* or (thematic* adj3
analys™) or themes or theoretical sampl* or unstructured categor* or van kaam* or
van manen or videorecord* or video record* or videotap* or video tap*).ti,ab.

(cross case analys™ or eppi approach or metaethno* or meta ethno* or
metanarrative* or meta narrative® or meta overview or metaoverview or metastud*®
or meta stud* or metasummar* or meta summar* or qualitative overview* or ((critical
interpretative or evidence or meta or mixed methods or multilevel or multi level or
narrative or parallel or realist) adj synthes*) or metasynthes*).mp. or (qualitative®
and (metaanal* or meta anal* or synthes™ or systematic review*)).ti,ab,hw,pt.

or/133,135,137-139

"*attitude to health"/ or *consumer/ or *consumer attitude/ or *health care quality/ or
*patient attitude/ or *patient compliance/ or *patient preference/ or *patient
satisfaction/

141 use emez

*attitude to health/ or comprehensive health care/ or exp consumer participation/ or
exp consumer satisfaction/ or "patient acceptance of health care"/ or patient care
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144
145

146
147

148
149
150
151

152
153

154
155

156
157

158
159
160
161
162
163
164
165
166

167

168
169

170
171
172
173
174

Searches

management/ or patient centered care/ or exp patient compliance/ or patient
satisfaction/ or "quality of health care"/

143 use mesz, prem

exp client attitudes/ or client satisfaction/ or consumer attitudes/ or exp health
attitudes/ or exp consumer attitudes/ or patient satisfaction/ or treatment
compliance/

145 use psyh

((carer* or caregiv* or care giv* or famil* or friend* or mother* or father* or son or
daughter*) adj3 (account* or anxieties or atisfact* or attitude* or barriers or belief* or
buyin or buy in* or choice* or co?operat* or co operat* or expectation* or experienc*
or feedback or feeling* or idea* or inform* or involv* or opinion* or participat* or
perceive* or (perception* not speech perception) or perspective* or preferen* or
prepar* or priorit* or satisf* or view* or voices or worry)).ti,ab.

((consumer or patient) adj2 (focus™ or centered or centred)).ti,ab.
or/142,144,146-148
or/140,149

clinical trials as topic.sh. or (controlled clinical trial or pragmatic clinical trial or
randomized controlled trial).pt. or (placebo or randomi#ed or randomly).ab. or trial.ti.

151 use mesz, prem

(controlled clinical trial or pragmatic clinical trial or randomized controlled trial).pt. or
drug therapy.fs. or (groups or placebo or randomi#ed or randomly or trial).ab.

153 use mesz, prem

crossover procedure/ or double blind procedure/ or randomized controlled trial/ or
single blind procedure/ or (assign™ or allocat* or crossover* or cross over* or
((doubl* or singl*) adj blind*) or factorial* or placebo* or random* or volunteer*).ti,ab.

155 use emez

(assign* or allocat* or crossover* or cross over* or ((doubl* or singl*) adj blind*) or
factorial* or placebo* or random* or volunteer®).ti,ab. use psyh

or/152,154,156-157

meta-analysis/

meta-analysis as topic/ or systematic reviews as topic/
“systematic review”/

meta-analysis/

(meta analy* or metanaly* or metaanaly*).ti,ab.

((systematic or evidence) adj2 (review* or overview*)).ti,ab.
((systematic* or evidence®) adj2 (review* or overview®)).ti,ab.

(reference list* or bibliograph* or hand search* or manual search* or relevant
journals).ab.

(search strategy or search criteria or systematic search or study selection or data
extraction).ab.

(search* adj4 literature).ab.

(medline or pubmed or cochrane or embase or psychlit or psyclit or psychinfo or
psycinfo or cinahl or science citation index or bids or cancerlit).ab.

cochrane.jw.

((pool* or combined) adj2 (data or trials or studies or results)).ab.
or/159-160,163,165-171 use mesz, prem

(or/161-164,166-171) use emez

meta analysis/ use psyh or or/163-171 use psyh
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175

176
177
178

179
180

181
182

183
184
185

186
187

188

189
190
191
192
193
194

195

196

Searches

(cross case analys* or eppi approach or metaethno* or meta ethno* or
metanarrative* or meta narrative* or meta overview or metaoverview or metastud*
or meta stud* or metasummar* or meta summar* or qualitative overview* or ((critical
interpretative or evidence or meta or mixed methods or multilevel or multi level or
narrative or parallel or realist) adj synthes*) or metasynthes*).mp. or (qualitative*
and (metaanal* or meta anal* or synthes* or systematic review* or
qualitativ*)).ti,ab,hw,pt.

or/172-175

or/158,176

exp case control study/ or cohort analysis/ or cross-sectional study/ or follow up/ or
longitudinal study/ or observational study/ or prospective study/ or retrospective
study/

178 use emez

exp case control studies/ or exp cohort studies/ or cross-sectional studies/ or
epidemiologic studies/

180 use mesz, prem

(cohort analysis or followup studies or longitudinal studies or prospective studies or
retrospective studies).sh,id. or (followup study or longitudinal study or prospective
study or retrospective study).md.

182 use psyh
((epidemiologic* or observational) adj (study or studies)).ti,ab.

(cohort*1 or cross section* or crosssection* or followup* or follow up* or followed or
longitudinal* or prospective* or retrospective*).ti,ab.

(case adj2 (control or series or stud*)).ti,ab.

(nonequivalent control group or posttesting or pretesting or pretest posttest design
or pretest posttest control group design or quasi experimental methods or quasi
experimental study or time series or time series analysis).sh.

(((nonequivalent or non equivalent) adj3 control* ) or posttest* or post test* or pre
test* or pretest* or quasi experiment® or quasiexperiment* or timeseries or time
series).tw.

or/179,181,183-188

177 or 189

190

united kingdom/

(national health service* or nhs*).ti,ab,in,ad.

(english not ((published or publication* or translat* or written or language™* or speak*
or literature or citation*) adj5 english)).ti,ab.

(gb or "g.b." or britain* or (british* not "british columbia") or uk or "u.k." or united
kingdom* or (england* not "new england") or northern ireland* or northern irish* or
scotland* or scottish* or ((wales or "south wales") not "new south wales") or
welsh*).ti,ab,jw,in,ad.

(bath or "bath's" or ((birmingham not alabama*) or ("birmingham's" not alabama®*) or
bradford or "bradford's" or brighton or "brighton's" or bristol or "bristol's" or carlisle*
or "carlisle's" or (cambridge not (massachusetts* or boston* or harvard*)) or
("cambridge's" not (massachusetts* or boston* or harvard*)) or (canterbury not
zealand*) or ("canterbury's" not zealand*) or chelmsford or "chelmsford's" or chester
or "chester's" or chichester or "chichester's" or coventry or "coventry's" or derby or
"derby's" or (durham not (carolina* or nc)) or ("durham's" not (carolina* or nc)) or ely
or "ely's" or exeter or "exeter's" or gloucester or "gloucester's" or hereford or
"hereford's" or hull or "hull's" or lancaster or "lancaster's" or leeds* or leicester or
"leicester's" or (lincoln not nebraska*) or ("lincoln's" not nebraska*) or (liverpool not
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197

198

199

200
201
202
203

204

205

Searches
(new south wales* or nsw)) or ("liverpool's" not (new south wales* or nsw)) or

((london not (ontario* or ont or toronto*)) or ("london's" not (ontario* or ont or

toronto*)) or manchester or "manchester's" or (newcastle not (new south wales* or
nsw)) or ("newcastle's" not (new south wales* or nsw)) or norwich or "norwich's" or
nottingham or "nottingham's" or oxford or "oxford's" or peterborough or
"peterborough's" or plymouth or "plymouth's" or portsmouth or "portsmouth's" or
preston or "preston's" or ripon or "ripon's" or salford or "salford's" or salisbury or
"salisbury's" or sheffield or "sheffield's" or southampton or "southampton's" or st
albans or stoke or "stoke's" or sunderland or "sunderland's" or truro or "truro's" or
wakefield or "wakefield's" or wells or westminster or "westminster's" or winchester
or "winchester's" or wolverhampton or "wolverhampton's" or (worcester not
(massachusetts* or boston* or harvard*)) or ("worcester's" not (massachusetts* or
boston* or harvard*)) or (york not ("new york*" or ny or ontario* or ont or toronto*))

or ("york's" not ("new york*" or ny or ontario* or ont or toronto*))))).ti,ab,in,ad.

(bangor or "bangor's" or cardiff or "cardiff's" or newport or "newport's" or st asaph or

"st asaph's" or st davids or swansea or "swansea's").ti,ab,in,ad.
(aberdeen or "aberdeen's" or dundee or "dundee's" or edinburgh or "edinburgh's" or

glasgow or "glasgow's" or inverness or (perth not australia*) or ("perth's" not
australia*) or stirling or "stirling's").ti,ab,in,ad.

(armagh or "armagh's" or belfast or "belfast's" or lisburn or "lisburn's" or londonderry
or "londonderry's" or derry or "derry's" or newry or "newry's").ti,ab,in,ad.

or/192-199 use emez
exp united kingdom/
(national health service* or nhs*).ti,ab,in.

(english not ((published or publication* or translat* or written or language* or speak*
or literature or citation*) adj5 english)).ti,ab.

(gb or "g.b." or britain* or (british* not "british columbia") or uk or "u.k." or united
kingdom™* or (england* not "new england") or northern ireland* or northern irish* or
scotland* or scottish* or ((wales or "south wales") not "new south wales") or
welsh*).ti,ab,jw,in.

(bath or "bath's" or ((birmingham not alabama*) or ("birmingham's" not alabama*) or
bradford or "bradford's" or brighton or "brighton's" or bristol or "bristol's" or carlisle*
or "carlisle's" or (cambridge not (massachusetts* or boston* or harvard*)) or
("cambridge's" not (massachusetts* or boston* or harvard*)) or (canterbury not
zealand®) or ("canterbury's" not zealand*) or chelmsford or "chelmsford's" or chester
or "chester's" or chichester or "chichester's" or coventry or "coventry's" or derby or
"derby's" or (durham not (carolina* or nc)) or ("durham's" not (carolina* or nc)) or ely
or "ely's" or exeter or "exeter's" or gloucester or "gloucester's" or hereford or
"hereford's" or hull or "hull's" or lancaster or "lancaster's" or leeds* or leicester or
"leicester's" or (lincoln not nebraska®) or ("lincoln's" not nebraska™®) or (liverpool not
(new south wales* or nsw)) or ("liverpool's" not (new south wales* or nsw)) or
((london not (ontario* or ont or toronto*)) or ("london's" not (ontario* or ont or
toronto*)) or manchester or "manchester's" or (newcastle not (hew south wales* or
nsw)) or ("newcastle's" not (new south wales* or nsw)) or norwich or "norwich's" or
nottingham or "nottingham's" or oxford or "oxford's" or peterborough or
"peterborough's" or plymouth or "plymouth's" or portsmouth or "portsmouth's" or
preston or "preston's" or ripon or "ripon's" or salford or "salford's" or salisbury or
"salisbury's" or sheffield or "sheffield's" or southampton or "southampton's" or st
albans or stoke or "stoke's" or sunderland or "sunderland's" or truro or "truro's" or
wakefield or "wakefield's" or wells or westminster or "westminster's" or winchester
or "winchester's" or wolverhampton or "wolverhampton's" or (worcester not
(massachusetts™ or boston* or harvard*)) or ("worcester's" not (massachusetts® or
boston* or harvard*)) or (york not ("new york™ or ny or ontario* or ont or toronto*))
or ("york's" not ("new york*" or ny or ontario* or ont or toronto*))))).ti,ab,in.
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206

207

208

209
210

211
212
213
214

215

216

217

218

219

220
221

Searches

(bangor or "bangor's" or cardiff or "cardiff's" or newport or "newport's" or st asaph or
"st asaph's" or st davids or swansea or "swansea's").ti,ab,in.

(aberdeen or "aberdeen's" or dundee or "dundee's" or edinburgh or "edinburgh's" or
glasgow or "glasgow's" or inverness or (perth not australia*) or ("perth's" not
australia®) or stirling or "stirling's").ti,ab,in.

(armagh or "armagh's" or belfast or "belfast's" or lisburn or "lisburn's" or londonderry

or "londonderry's" or derry or "derry's" or newry or "newry's").ti,ab,in.
or/201-208

(exp africa/ or exp americas/ or exp antarctic regions/ or exp arctic regions/ or exp
asia/ or exp oceania/) not (exp great britain/ or europe/)

209 not 210
211 use mesz, prem
(national health service* or nhs*).ti,ab,in,cq.

(english not ((published or publication* or translat* or written or language* or speak*
or literature or citation*) adj5 english)).ti,ab.

(gb or "g.b." or britain* or (british* not "british columbia") or uk or "u.k." or united
kingdom* or (england* not "new england") or northern ireland* or northern irish* or
scotland* or scottish* or ((wales or "south wales") not "new south wales") or
welsh*).ti,ab,jx,in,cq.

(bath or "bath's" or ((birmingham not alabama*) or ("birmingham's" not alabama*) or
bradford or "bradford's" or brighton or "brighton's" or bristol or "bristol's" or carlisle*
or "carlisle's" or (cambridge not (massachusetts* or boston* or harvard*)) or
("cambridge's" not (massachusetts* or boston* or harvard*)) or (canterbury not
zealand*) or ("canterbury's" not zealand*) or chelmsford or "chelmsford's" or chester
or "chester's" or chichester or "chichester's" or coventry or "coventry's" or derby or
"derby's" or (durham not (carolina* or nc)) or ("durham's" not (carolina* or nc)) or ely
or "ely's" or exeter or "exeter's" or gloucester or "gloucester's" or hereford or
"hereford's" or hull or "hull's" or lancaster or "lancaster's" or leeds* or leicester or
"leicester's" or (lincoln not nebraska*) or ("lincoln's" not nebraska*) or (liverpool not
(new south wales* or nsw)) or ("liverpool's" not (new south wales* or nsw)) or
((london not (ontario* or ont or toronto*)) or ("london's" not (ontario* or ont or
toronto*)) or manchester or "manchester's" or (newcastle not (hew south wales* or
nsw)) or ("newcastle's" not (new south wales* or nsw)) or norwich or "norwich's" or
nottingham or "nottingham's" or oxford or "oxford's" or peterborough or
"peterborough's" or plymouth or "plymouth's" or portsmouth or "portsmouth's" or
preston or "preston's" or ripon or "ripon's" or salford or "salford's" or salisbury or
"salisbury's" or sheffield or "sheffield's" or southampton or "southampton's" or st
albans or stoke or "stoke's" or sunderland or "sunderland's" or truro or "truro's" or
wakefield or "wakefield's" or wells or westminster or "westminster's" or winchester
or "winchester's" or wolverhampton or "wolverhampton's" or (worcester not
(massachusetts™ or boston* or harvard*)) or ("worcester's" not (massachusetts* or
boston* or harvard*)) or (york not ("new york™ or ny or ontario* or ont or toronto*))
or ("york's" not ("new york*" or ny or ontario* or ont or toronto*))))).ti,ab,in,cq.

(bangor or "bangor's" or cardiff or "cardiff's" or newport or "newport's" or st asaph or

"st asaph's" or st davids or swansea or "swansea's").ti,ab,in,cq.

(aberdeen or "aberdeen's" or dundee or "dundee's" or edinburgh or "edinburgh's" or
glasgow or "glasgow's" or inverness or (perth not australia*) or ("perth's" not
australia®) or stirling or "stirling's").ti,ab,in,cq.

(armagh or "armagh's" or belfast or "belfast's" or lisburn or "lisburn's" or londonderry
or "londonderry's" or derry or "derry's" or newry or "newry's").ti,ab,in,cq.

or/213-219 use psyh
0r/200,212,220
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# Searches
222 150 and 221
223 131 and or/177,222

Database: Social Policy and Practice, Health Management Information Consortium -
OVID

# Searches

—_

(carer* or caregiv* or care giv*).ti,ab.

2 (((psychological* or psychosocial or psychotherapeutic) adj2 (intervention* or
program® or support® or therap* or treat*)) or brief intervention* or
psychotherap®).ti,ab.

3 (((behaviour* or behavior*) adj2 cognitiv*) or cbt or ccbt or ((behavi* or biobehavi* or
cognitive*) adj3 (intervention* or manag* or program* or therap* or treat*)) or
cognitiv* behav*).ti,ab.

4 counsel®.ti,ab.

5 (((computer or digital* or distance based or dvd or internet or multimedia or online
or phone or skill* or technology or telephone or telehealth or telecommunicat* or
video* or web) adj based) or ((computer or digital* or distance based or dvd or
internet or multimedia or online or phone or skill* or technology or telephone or
telehealth or telecommunicat* or video* or web) adj3 (coach* or educat* or skill* or
support® or training*)) or ((education or teaching) adj (intervention or program* or
therap* or psychotherap*)) or elearning or e learning).ti,ab.

6 (case manag”* or ((person centred or replacement) adj (care or therap*))).ti,ab.

7 ((communit* or social) adj2 support*).ti,ab.

8 ((intervention* or therap* or program* or workshop*) adj7 (caregiver® or care giver*
or carer®) adj7 (burden or distress* or stress*)).ti,ab.

9 or/2-8

10 (befriend* or be* friend* or buddy or buddies or ((community or lay or paid or
support) adj (person or worker*))).ti,ab.

11 ((peer* or voluntary or volunteer*) adj3 (assist* or advice* or advis* or counsel* or
educat* or forum* or help* or mentor* or network* or support® or visit*)).ti,ab.

12 ((peer* or support* or voluntary or volunteer*) adj2 group*).ti,ab.

13 ((peer* or support* or voluntary or volunteer*) adj3 (intervention* or program* or
rehab* or therap* or service* or skill*)).ti,ab. or ((peer* adj3 (advis* or consultant or
educator* or expert* or facilitator* or instructor* or leader* or mentor* or person* or
tutor* or worker*)) or expert patient* or mutual aid).ti,ab.

14 ((bereav* or death or dying or "end of life" or grief* or ((palliative or terminal) near/1
care))
near/3 (advice* or advis* or counsel* or intervention®* or program* or psychotherap*
or support*) or "anticipatory grief").ti,ab.

15 (peer* adj3 (assist* or counsel* or educat* or program* or rehab* or service* or
supervis*)).ti,ab.

16 (((communit* or family or social) adj (network™ or support*)) or group conferencing
or individualis?ed support).ti,ab.

17 (((carer* or caregiv* or care giv*) adj2 (mentor* or support*)) or (unpaid adj3
support®) or mentoring scheme?).ti,ab.

18 ((carer* or caregiv* or care giv*) adj3 (communication or integrat* or relations or

relationship*) adj3 (famil* or practitioner* or professional* or worker*)) or (famil* adj3
(intervention* or program®)).ti,ab.
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19
20

21

22
23
24

25

26

27
28
29
30

31

32
33

34
35

36
37

38
39

40
41

42

Searches
(psychoeducat* or psycho educat®).ti,ab.

((emotion* adj (disclosure or focus* or friend* or relation*)) or ((emotion* or network™
or social or psychosocial) adj (adapt® or reintegrat* or support*))).ti,ab.

((dyadic or loneliness or psychosocial* or psycho social*) adj2 (assist* or
intervention® or program* or support* or therap* or treat*)).ti,ab.

((emotion* or one to one or transition*) adj support*).ti,ab.
(lay adj (led or run)).ti,ab.

((crisis or crises or emergenc*) adj3 (advise or advice or assist* or help* or
intervention* or network* or program* or service* or support*)).ti,ab.

((coping or resilien* or well being or wellbeing) adj2 (intervention* or program* or
therap® or skill* or strateg* or workshop*)).ti,ab.

(advocate or advocacy or ((support* adj3 (approach* or educat* or forum* or
instruct® or interven* or learn* or module* or network* or program* or psychotherap*
or strateg* or system* or technique* or therap* or train* or workshop* or work
shop*)) or (support* adj (service* or system)))).ti,ab.

((network™ or peer* ) adj2 (discuss* or exchang* or interact* or meeting*)).ti,ab.
(carer* network* or support group*).ti,ab.
or/10-28

(helpline or help line or ((phone* or telephone*) adj3 (help* or instruct® or interact*
or interven* or mediat* or program* or rehab* or strateg* or support* or teach* or
therap* or train* or treat* or workshop*)) or ((phone or telephone*) adj2 (assist* or
based or driven or led or mediat*))).ti,ab.

(helpseek™ or ((search* or seek*) adj3 (care or assistance or counsel* or healthcare
or help* or support® or therap* or treat*))).ti,ab.

(information adj (needs or provision or support)).ti,ab.

(selfhelp or self help or selfmanag* or self manag* or self support or
selfsupport).ti,ab.

or/30-33

(((carer* or caregiv* or care giv*) adj5 (educat* or intervention* or program* or
support® or taught or teach* or train*)) or ((educat® or train* or learn* or taught*) adj3
(intervention* or program®)) or ((educat* or intervention* or program* or support* or
taught or teach* or train*) adj3 (bandage or cpr or crisis or crises or dressing or
emergency or ((intimate or personal) adj care) or rescue breath*)) or first aid or
personali* train* or resourcefulness train* or (skill* adj2 (build* or coach* or educat*
or learn™ or train))).ti,ab.

(psychoeducat* or psycho educat®).ti,ab,hw.

(((medication or pain) adj2 manag*) or pain control program* or ((educat* or train*)
adj5 (handling or movement))).ti,ab.

or/35-37

(aerobic train* or exercis* or gym* or jog* or (physical adj (activit* or fit)) or
resistance train* or sport* or strength train* or (swim* not rat*) or walk* or weight lift*
or (leisure adj2 (activit* or intervention* or program* or therap*)) or leisure
based).ti,ab.

39

(((employ* or job* or reemploy* or vocation* or work*) adj3 (advice or advis* or
approach® or assist* or coach* or counsel* or educat* or experience or flexible or
integrat® or interven® or liaison* or placement* or program* or rehab* or reintegrat*
or retrain* or scheme* or support* or service* or skill* or strateg* or teach* or
therap* or train* or transitional*)) or carer* lead or flexible working or individuali*
support or job centre or (vocat* adj2 employ*) or (work adj2 coach*)).ti,ab.

((individual placement adj2 support) or ips model).ti,ab.
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43
44
45
46

47
48

49
50

51
52
53

54

55
56
57

58
59
60
61

62
63
64
65
66
67
68
69
70
71

Searches

((permitted or voluntary or rehab*) adj3 work*).ti,ab.
((psychosocial or psycho social or social) adj2 rehab*).ti,ab.
rehabilitation counsel*.ti,ab.

((prevocat* or vocat®) adj3 (advice* or advis* or assist* or casework* or case work*
or counsel* or educat* or integrat® or interven* or liaison* or mentor* or network* or
program* or rehab* or reintegrat® or service* or setting* or skill* or support* or
retrain* or teach* or therap* or train* or treat* or specialist*)).ti,ab.

(volunteering or (work adj2 placement*)).ti,ab.

(((carer* or care giv* or caregiv*) adj3 (card* or employment or passport* or
scheme* or work)) or paid employment or social security or social welfare).ti,ab.

(return adj to* adj (education or study or training or work™*)).ti,ab.

(carer* allowance* or caregiv* allowance or flexible support or ((aid or benefit* or
bills or budget* or financ* or flexible support fund or housing or income* or legal or
lodging? or money or working rights) adj3 (advice or assist* or brochure* or educat*
or information or intervention* or program* or service* or support* or tool*)) or
((carer* or caregiver*) adj7 (benefits* or bills or budget* or financ* or flexible support
fund or housing or legal or money) ad;j7 (advice or assist* or brochure* or educat* or
information or intervention* or program* or service* or support* or tool*))).ti,ab.

(signpost* or sign post*).ti,ab.
or/41-51

(day care or daycare or day therap* or daytherap* or home help or short break or
((carer* or caregiv* or care giv*) adj3 support)).ti,ab.

(((crisis or volunteer) adj support) or holiday* or homehelp* or home help* or
housekeep* or house keep* or meal support or personal assistant or respite or
((activity or fund* or short) adj2 break*) or signpost*).ti,ab.

or/53-54
((assistive adj2 (platform* or technolog*)) or interactive health communication).ti,ab.

(simulated presence or social robot* or telecare or telehealth or telematic* or
telemonitor®).ti,ab.

(gps track™ or location technology).ti,ab.
occupational therap®.ti,ab.
or/56-59

(chinese medicine or medicine, chinese traditional or (moxibustion or
electroacupuncture)).sh,id. or ((alternative or complementary) adj2 (medicine* or
therap*)).ti,ab,sh. or (acu point* or acupoint* or acupressur® or acupunctur® or
(ching adj2 lo) or cizhen or dianzhen or electroacupunctur* or (jing adj2 luo) or
jingluo or massag* or needle therap* or zhenjiu or zhenci).tw.

meditation.sh. or meditat*.ti,ab.

(acceptance adj2 commitment therap®).ti,ab.

dyadic intervention*.ti,ab.

(reminiscence adj (group* or therap*)).ti,ab.

self disclosure/ use emez,mesz,psyh or ((emotional or self) adj disclosure).ti,ab.
or/61-66

(art or cafe or cafes or gallery or music or sing or singing).ti,ab.

68

or/9, 29, 34, 38, 40, 52, 55, 60, 67, 69

1and 70
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Database: Social Services Abstracts, Sociological Abstracts, International
Bibliography for Social Sciences (IBSS), Applied Social Sciences Index and
Abstracts (ASSIA) — Proquest

S1
S2
S3

S4

S5

S6

S7
S8
S9

S10
S11

S12

S13
S14

S15

S16

S17

S18

S19

S20
S21

Searches
noft (carer* or caregiv* or “care giv*”)
noft (psychotherap®)

noft (((psychological* or psychosocial or psychotherapeutic) near/2 (intervention* or
program* or support® or therap* or treat*)) or “brief intervention*” or psychotherap*)

noft (((behaviour* or behavior*) near/2 cognitiv*) or cbt or ccbt or ((behavi* or
biobehavi* or cognitive*) near/3 (intervention* or manag* or program* or therap* or
treat®)) or “cognitiv* behav*”)

noft (“case manag*”
or therap®)))

noft (((computer or digital* or “distance based” or dvd or internet or multimedia or
online or phone or skill* or technology or telephone or telehealth or telecommunicat®
or video* or web) near/1 based) or ((computer or digital* or “distance based” or dvd
or internet or multimedia or online or phone or skill* or technology or telephone or
telehealth or telecommunicat* or video* or web) near/3 (coach* or educat* or skill*
or support* or training*)) or ((education or teaching) near/1 (intervention or program*
or therap* or psychotherap®)) or elearning or “e learning”)

or counsel* or ((“person centred” or replacement) near/1 (care

noft ((“person centred” or replacement) near/1 (care or therap*))
noft ((communit* or social) near/2 support*)

noft ((intervention* or therap* or program* or workshop*) near/7 (caregiver* or “care
giver*” or carer*) near/7 (burden or distress* or stress*))

S2 or S3 or S4 or S5 or S6 or S7 or S8 or S9

*9

noft (befriend* or “be* friend*” or buddy or buddies or ((community or lay or paid or
support) near/1 (person or worker*)))

noft ((peer* or voluntary or volunteer*) near/3 (assist* or advice* or advis* or
counsel* or educat* or forum* or help* or mentor* or network* or support* or visit*))

noft ((peer* or support* or voluntary or volunteer*) near/2 group*)

noft ((peer* or support® or voluntary or volunteer*) near/3 (intervention* or program*
or rehab* or therap* or service* or skill*))

noft (((peer* near/3 (advis* or consultant or educator* or expert* or facilitator* or
instructor® or leader® or mentor* or person* or tutor* or worker*)) or “expert patient
or “mutual aid”) or (peer* near/3 (assist* or counsel* or educat* or program* or
rehab* or service* or supervis*)))

%77

noft ((bereav* or death or dying or "end of life" or grief* or ((palliative or terminal)
near/1 care)) near/3 (advice* or advis* or counsel* or intervention* or program* or
psychotherap* or support*) or "anticipatory grief")

noft (((communit* or family or social) near/1 (network* or support®)) or “group
conferencing” or “individualised support” or “individualized support”)

noft (((carer® or caregiv* or “care giv*”) near/2 (mentor* or support*)) or (unpaid
near/3 support*) or “mentoring scheme™”)

noft (((carer* or caregiv* or “care giv*’) near/3 (communication or integrat* or
relations or relationship*) near/3 (practitioner* or professional* or worker*)) or (famil*
near/3(intervention* or program®)))

noft (psychoeducat® or “psycho educat™”)

noft ((emotion* near/1 (disclosure or focus™ or friend* or relation*)) or ((emotion* or
network™ or social or psychosocial) near/1 (adapt® or reintegrat* or support*)))
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S22

S23
S24
S25

526

S27

528
S29
S30

S31

S32

8§33
S34

S35
S36

S37
S38

S39
S40

S41
S42

S43
S44
S45

Searches

noft ((dyadic or loneliness or psychosocial* or “psycho social*”) near/2 (assist* or
intervention® or program* or support* or therap* or treat*))

noft ((emotion* or “one to one” or transition*) near/1 support®)
noft (lay near/1 (led or run))

noft ((crisis or crises or emergenc*) near/3 (advise or advice or assist* or help* or
intervention* or network* or program* or service* or support*))

noft ((coping or resilien* or “well being” or wellbeing) near/2 (intervention* or
program® or therap* or skill* or strateg* or workshop*))

noft (advocate or advocacy or ((support* near/3 (approach* or educat* or forum* or
instruct® or interven* or learn* or module* or network* or program* or psychotherap*
or strateg* or system™ or technique* or therap* or train* or workshop* or work
shop*)) or (support* near/1 (service* or system))))

noft ((network* or peer* ) near/2 (discuss* or exchang* or interact* or meeting*))
noft (carer* network* or “support group*”)

S11 or S12 or S13 or S14 or S15 or S16 or S17 or S18 or S19 or S20 or S21 or
S22 or S23 or S24 or S25 or S26 or S27 or S28 or S29

noft (helpline or “help line” or ((phone* or telephone*) near/3 (help* or instruct* or
interact® or interven* or mediat* or program* or rehab* or strateg* or support* or
teach™ or therap* or train* or treat* or workshop*)) or ((phone or telephone*) near/2
(assist* or based or driven or led or mediat*)))

noft (helpseek™ or ((search* or seek*) near/3 (care or assistance or counsel* or
healthcare or help* or support* or therap* or treat*)))

noft (information near/1 (needs or provision or support))

noft (selfhelp or “self help” or selfmanag* or “self manag*” or “self support” or
selfsupport)

S31 or S32 or S33 or S34

noft (((carer* or caregiv* or “care giv*”’) near/5 (educat* or intervention* or program*
or support* or taught or teach* or train*)) or ((educat* or train* or learn* or taught*)
near/3 (intervention* or program*)) or ((educat* or intervention* or program* or
support® or taught or teach* or train*) near/3 (bandage or cpr or crisis or crises or
dressing or emergency or ((intimate or personal) near/1 care) or “rescue breath*”))
or “first aid” or “personali* train*” or” resourcefulness train*” or (skill* near/2 (build*
or coach* or educat* or learn* or train)))

noft (psychoeducat® or “psycho educat*”) ti,ab,hw.

noft (((medication or pain) near/2 manag®) or “pain control program*” or ((educat* or
train*) near/5 (handling or movement)))

S36 or S37 or S38

%%

noft (“aerobic train*” or exercis* or gym* or jog* or (physical near/1 (activit* or fit)) or
“resistance train*” or sport* or “strength train*” or (swim* not rat*) or walk* or weight
lift* or (leisure near/2 (activit* or intervention* or program* or therap®)) or “leisure
based”)

S40

noft (((employ* or job* or reemploy* or vocation* or work*) near/3 (advice or advis*
or approach* or assist* or coach* or counsel* or educat® or experience or flexible or
integrat* or interven® or liaison* or placement* or program* or rehab* or reintegrat*
or retrain* or scheme* or support* or service* or skill* or strateg* or teach* or
therap* or train* or transitional®)) or “carer* lead” or flexible working or “individuali*
support” or “job centre” or (vocat* near/2 employ*) or (work near/2 coach*))

noft ((“individual placement” near/2 support) or “ips model”)
noft ((permitted or voluntary or rehab*) near/3 work*)
noft ((psychosocial or “psycho social” or social) near/2 rehab*)

65

Supporting Adult Carers: evidence reviews for providing training for carers to provide
practical support DRAFT (June 2019)



DRAFT FOR CONSULTATION
Training for carers to provide practical support

S$46
S47

548
S49

S50
S51

S52
S53
S54

S55

S56
S57

S58

S59
S60
S61
S62

S63
S64
S65
S66
S67
S68
S69
S70
S71
S72
S73

Searches
noft (“rehabilitation counsel*”)

noft ((prevocat* or vocat*) near/3 (advice* or advis* or assist* or casework* or “case
work*” or counsel* or educat® or integrat* or interven* or liaison* or mentor* or
network™ or program* or rehab* or reintegrat* or service* or setting* or skill* or
support® or retrain* or teach* or therap* or train* or treat* or specialist*))

noft (volunteering or (work near/2 placement*))

noft (((carer* or “care giv*” or caregiv*) near/3 (card* or employment or passport* or
scheme* or work)) or “paid employment” or “social security” or “social welfare”)

noft (return near/1 to* near/1 (education or study or training or work*))

noft (“carer* allowance*” or “caregiv* allowance” or “flexible support” or ((aid or
benefit* or bills or budget* or financ* or flexible support fund or housing or income*
or legal or lodging® or money or “working rights”) near/3 (advice or assist* or
brochure* or educat* or information or intervention* or program* or service* or
support® or tool*)) or ((carer* or caregiver*) near/7 (benefits* or bills or budget* or
financ* or flexible support fund or housing or legal or money) near/7 (advice or
assist* or brochure* or educat* or information or intervention* or program* or
service* or support* or tool*)))

noft (signpost* or “sign post*”)

S42 or S43 or S44 or S45 or S46 or S47 or S48 or S49 or S50 or S51 or S52

noft (“day care” or daycare or “day therap™” or daytherap* or “home help” or “short
break” or ((carer* or caregiv* or care giv*) near/3 support*))

noft (((crisis or volunteer) near/1 support) or holiday* or homehelp* or home help* or
housekeep* or house keep* or “meal support” or “personal assistant” or respite or
((activity or fund* or short) near/2 break*) or signpost*)

S54 or S55

noft ((assistive near/2 (platform* or technolog*)) or “interactive health
communication”)

noft (“simulated presence” or “social robot*” or telecare or telehealth or telematic* or
telemonitor®)

noft (“gps track*” or “location technology”)

noft “occupational therap™”
S57 or S58 or S59 or S60

noft ((alternative or complementary) near/2 (medicine* or therap*)) or “acu point*” or
acupoint® or acupressur* or acupunctur* or (ching near/2 lo) or cizhen or dianzhen
or electroacupunctur® or (jing near/2 luo) or jingluo or massag* or moxibustion or
electroacupuncture or needle therap* or zhenijiu or zhenci)

noft (meditat*)

noft (acceptance near/2 “commitment therap*”)

noft (“dyadic intervention*”)

noft (reminiscence near/1 (group* or therap®))

noft ((emotional or self) near/1 disclosure)

S62 or S63 or S64 or S65 or S66 or S67

noft (art or cafe or cafes or gallery or music or sing or singing)
S69

$10 or s30 or s35 or s39 or s41 or s53 or s56 or s61 or s68 or s70
S1 and S71

noft (interview* or “action research” or audiorecord* or ((audio or tape or video®)
near/5 record®) or colaizzi* or (constant near/1 (comparative or comparison)) or
content analy™ or “critical social*” or (data near/1 saturat®) or “discourse analysis” or
“discourse analyses” or emic or “ethical enquiry” or ethno* or etic or experiences or
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S74

S75

S76
S77
S78

S79
S80
S81
S82

S83
S84
S85

S86
S87

S88
S89
S90

Searches

fieldnote* or (field near/1 (note* or record* or stud* or research)) or (focus near/4
(group* or sampl*)) or giorgi* or glaser or (grounded near/1 (theor* or study or
studies or research)) or heidegger* or hermeneutic* or heuristic or “human science”
or husserl* or ((life or lived) near/1 experience*) or “maximum variation” or merleau
or narrat* or ((participant* or nonparticipant®) near/3 observ*) or ((philosophical or
social) near/1 research*) or (“pilot testing” and survey) or “purpos* sampl*” or
qualitative® or ricoeur or semiotics or shadowing or snowball or spiegelberg* or
stories or story or storytell* or strauss or “structured categor*” or “tape record™” or
taperecord* or testimon* or (thematic* near/3 analys*) or themes or “theoretical
sampl*” or “unstructured categor*” or “van kaam*” or “van manen” or videorecord*
or “video record*” or videotap* or “video tap*”)

noft (“cross case analys*” or “eppi approach” or metaethno* or “meta ethno*” or
metanarrative® or “meta narrative*” or “meta overview” or metaoverview or
metastud® or “meta stud*” or metasummar* or “meta summar*” or “qualitative
overview™” or ((“critical interpretative” or evidence or meta or “mixed methods” or
multilevel or “multi level” or narrative or parallel or realist) near/1 synthes*) or
metasynthes*).mp. or (qualitative* and (metaanal* or “meta anal*” or synthes* or
“systematic review™”))

noft ((carer* or caregiv* or “care giv*” or famil* or friend* or mother* or father* or son
or daughter*) near/3 (account* or anxieties or atisfact* or attitude* or barriers or
belief* or buyin or “buy in*” or choice* or cooperat* or “co operat*” or expectation* or
experienc* or feedback or feeling” or idea* or inform* or involv* or opinion* or
participat* or perceive* or perspective* or preferen* or prepar* or priorit* or satisf* or
view* or voices or worry))

%77

noft ((consumer or patient) near/2 (focus* or centered or centred))
S73 or S74 or S75 or S76

noft (assign* or allocat* or crossover* or cross over* or ((doubl* or singl*) near/1
blind*) or factorial* or placebo* or random* or volunteer*)

S78
noft (“meta analy*” or metanaly* or metaanaly®)
noft ((systematic or evidence) near/2 (review* or overview*))

noft (“cross case analys*” or “eppi approach” or metaethno* or “meta ethno™” or
metanarrative® or “meta narrative*” or “meta overview” or metaoverview or
metastud® or “meta stud*” or metasummar® or “meta summar*” or “qualitative
overview™” or ((“critical interpretative” or evidence or meta or “mixed methods” or
multilevel or “multi level” or narrative or parallel or realist) near/1 synthes*) or
metasynthes®)

S80 or S81 or S82
noft ((epidemiologic* or observational) near/1 (study or studies))

noft (cohort* or “cross section*” or crosssection* or followup* or “follow up*” or
followed or longitudinal® or prospective* or retrospective™)

%9

noft (case near/2 (control or series or stud*))

noft (((nonequivalent or non equivalent) near/3 control* ) or posttest* or “post test*”
or “pre test*” or pretest* or “quasi experiment*” or quasiexperiment* or timeseries or
“time series”)

S84 or S85 or S86 or S87
S77 or s79 or S83
S72 and S89

Database: CINAHL — EBSCO
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(mh "caregivers")

tx (carer* or caregiv* or “care giv*”)

#1 or #2

(mh "counseling+")

(mh "psychotherapy, group+")

(mh "cognitive therapy+")

(mh "mindfulness")

(mh "patient centered care")

(mh "problem solving")

10 (mh "reality therapy")

11 (mh "simple relaxation therapy (iowa nic)")

12 (mh "social support (iowa noc)") or (mh "support, psychosocial")

13 tx (psychotherap®)

14 (mh "case management")

15 (mh "crisis intervention")

16 (mh "crisis intervention (iowa nic)")

17 (mh "education, nonprofessional")

18 (mh "social networks")

19 (mh "group processes")

20 (mh "interpersonal relations")

21 (mh "professional-family relations")

22 (mh "support groups")

23 (mh "peer group")

24 (mh "psychotherapy, group")

25 (mh "social networking+")

26 (mh "computers and computerization")

27 (mh "computer assisted instruction")

28 (mh "computer communication networks")

29 (mh "online systems")

30 (mh "social media+")

31 (mh "therapy, computer assisted")

32 (mh "telecommunications")

33 (mh "telemedicine")

34 (mh "internet+")

35 (mh "social networking+")

36 tx (((psychological* or psychosocial or psychotherapeutic) n2 (intervention* or
program® or support® or therap* or treat*)) or “brief intervention*” or psychotherap®)
37 tx (((behaviour* or behavior*) n2 cognitiv*) or cbt or ccbt or ((behavi* or
biobehavi* or cognitive*) n3 (intervention* or manag* or program* or therap* or
treat™)) or “cognitiv* behav*”)

38 tx (“case manag*” or counsel* or ((“person centred” or replacement) n1 (care
or therap*)))

39 (((computer or digital* or “distance based” or dvd or internet or multimedia or
online or phone or skill* or technology or telephone or telehealth or telecommunicat*
or video* or web) n1 based) or ((computer or digital* or “distance based” or dvd or
internet or multimedia or online or phone or skill* or technology or telephone or
telehealth or telecommunicat* or video* or web) n3 (coach* or educat* or skill* or
support* or training*)) or ((education or teaching) n1 (intervention or program* or
therap™* or psychotherap®)) or elearning or “e learning”)

40 tx ((“person centred” or replacement) n1 (care or therap*))

41 tx ((communit* or social) n2 support®)

42 tx ((intervention* or therap* or program* or workshop*) n7 (caregiver* or “care
giver*” or carer*) n7 (burden or distress™ or stress*))

O©CoONOOOTPRWN-=-
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43 #4 or #5 or #6 or #7 or #8 or #9 or #10 or #11 or #12 or #13 or #14 or #15 or
#16 or #17 or #18 or #19 or #20 or #21 or #22 or #23 or #24 or #25 or #26 or #27 or
#28 or #29 or #30 or #31 or #32 or #33 or #34 or #35 or #36 or #37 or #38 or #39 or
#40 or #41 or #42

44 tx (befriend™ or “be* friend*” or buddy or buddies or ((community or lay or paid
or support) n1 (person or worker*)))

45 tx ((peer* or voluntary or volunteer*) n3 (assist* or advice™* or advis* or
counsel* or educat® or forum* or help* or mentor* or network* or support® or visit*))
46 tx ((peer* or support* or voluntary or volunteer*) n2 group*)

47 tx ((peer* or support* or voluntary or volunteer*) n3 (intervention* or program*
or rehab* or therap* or service* or skill*))

48 tx (((peer* n3 (advis* or consultant or educator* or expert* or facilitator* or
instructor* or leader* or mentor* or person* or tutor* or worker*)) or “expert patient™”
or “mutual aid”)

or (peer* n3 (assist™ or counsel* or educat* or program* or rehab* or service* or
supervis*)))

49 tx ((bereav* or death or dying or "end of life" or grief* or ((palliative or
terminal) n1 care))

near/3 (advice* or advis* or counsel* or intervention* or program* or psychotherap* or
support*) or "anticipatory grief")

50 tx (((communit* or family or social) n1 (network* or support*)) or “group
conferencing” or “individualised support” or “individualized support”)

51 tx (((carer* or caregiv* or “care giv*”") n2 (mentor* or support*)) or (unpaid n3
support*) or “mentoring scheme™*”)
52 tx (((carer* or caregiv* or “care giv*”) n3 (communication or integrat* or

relations or relationship*) n3 (practitioner* or professional* or worker*)) or (famil*
n3(intervention* or program®)))

53 tx (psychoeducat* or “psycho educat*”)

54 tx ((emotion* n1 (disclosure or focus* or friend* or relation*)) or ((emotion* or
network™ or social or psychosocial) n1 (adapt* or reintegrat* or support*)))

55 tx ((dyadic or loneliness or psychosocial* or “psycho social*) n2 (assist* or
intervention® or program® or support* or therap* or treat*))

56 tx ((emotion* or “one to one” or transition*) n1 support*)

57 tx (lay n1 (led or run))

58 tx ((crisis or crises or emergenc*®) n3 (advise or advice or assist* or help* or
intervention* or network™* or program* or service* or support*))

59 tx ((coping or resilien* or “well being” or wellbeing) n2 (intervention* or
program® or therap* or skill* or strateg* or workshop*))

60 tx (advocate or advocacy or ((support* n3 (approach* or educat* or forum* or
instruct® or interven* or learn* or module* or network* or program* or psychotherap*
or strateg™® or system* or technique* or therap* or train* or workshop* or work shop*))
or (support* n1 (service* or system))))

61 tx ((network™ or peer* ) n2 (discuss* or exchang* or interact* or meeting*))
62 tx (carer* network™ or “support group™”)

63 #44 or #45 or #46 or #47 or #48 or #49 or #50 or #51 or #52 or #53 or #54 or
#55 or #56 or #57 or #58 or #59 or #60 or #61 or #62

64 tx (helpline or “help line” or ((phone* or telephone*) n3 (help* or instruct* or
interact® or interven* or mediat* or program* or rehab* or strateg* or support* or
teach® or therap* or train* or treat* or workshop*)) or ((phone or telephone*) n2
(assist* or based or driven or led or mediat*)))

65 tx (helpseek® or ((search* or seek*) n3 (care or assistance or counsel* or
healthcare or help* or support* or therap* or treat*)))

66 tx (information n1 (needs or provision or support))

67 tx (selfhelp or “self help” or selfmanag* or “self manag*” or “self support” or
selfsupport)
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68 #64 or #65 or #66 or #67

69 (mh "education")

70 (mh "health education")

71 (mh "first aid") or (mh “first aid (iowa nic)")

72 tx (((carer* or caregiv* or “care giv*”) n5 (educat* or intervention* or program*
or support® or taught or teach* or train*)) or ((educat* or train* or learn* or taught*) n3
(intervention™ or program*)) or ((educat® or intervention* or program* or support* or
taught or teach™ or train*) n3 (bandage or cpr or crisis or crises or dressing or
emergency or ((intimate or personal) n1 care) or “rescue breath*”)) or “first aid” or
“personali* train*” or” resourcefulness train*” or (skill* n2 (build* or coach* or educat*
or learn* or train)))

73 tx (psychoeducat* or “psycho educat*”) ti,ab,hw.

74 tx (((medication or pain) n2 manag*) or “pain control program*” or ((educat* or
train*) n5 (handling or movement)))

75 #69 or #70 or #71 or #72 or #73 or #74

76 (mh "exertion")

77 (mh "exercise+")

78 (mh "physical education and training+")

79 (mh "sports+")

80 tx (“aerobic train*” or exercis* or gym* or jog* or (physical n1 (activit* or fit)) or
“resistance train®” or sport* or “strength train*” or (swim* not rat*) or walk* or weight
lift* or (leisure n2 (activit* or intervention* or program* or therap®)) or “leisure based”)
81 #76 or #77 or #78 or #79 or #80

82 (mh "employment")

83 (mh "employment, supported"”)

84 (mh "rehabilitation, vocational)

85 (mh "job re-entry")

86 (mh "unemployment")

87 (mh "vocational education")

88 (mh "work")

89 (mh "work environment")

a0 (MH "Dependent Families")

91 (mh "child welfare")

92 (mh "financing, government")

93 (mh "government programs")

94 (mh "public assistance")

95 (mh "social welfare")

96 (MH "Economic and Social Security")

97 (mh "social work")

98 tx (((employ* or job* or reemploy* or vocation* or work*) n3 (advice or advis*
or approach™ or assist* or coach* or counsel* or educat* or experience or flexible or
integrat® or interven™ or liaison* or placement® or program* or rehab* or reintegrat* or
retrain® or scheme™* or support* or service* or skill* or strateg* or teach* or therap* or
train* or transitional®)) or “carer* lead” or flexible working or “individuali* support” or
“job centre” or (vocat* n2 employ*) or (work n2 coach*))

99 tx ((“individual placement” n2 support) or “ips model”)

100  tx ((permitted or voluntary or rehab*) n3 work™)

101  tx ((psychosocial or “psycho social” or social) n2 rehab*)

102  tx “rehabilitation counsel*”

103  tx ((prevocat* or vocat*) n3 (advice* or advis* or assist* or casework™ or “case
work™” or counsel* or educat® or integrat® or interven* or liaison* or mentor* or
network® or program* or rehab* or reintegrat* or service* or setting® or skill* or
support* or retrain* or teach* or therap* or train* or treat* or specialist*))

104  tx (volunteering or (work n2 placement*))
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*7

105  tx (((carer* or “care giv*” or caregiv*) n3 (card* or employment or passport* or
scheme™ or work)) or “paid employment” or “social security” or “social welfare”)

106  tx (return n1 to* n1 (education or study or training or work*))

107  tx (“carer* allowance™” or “caregiv* allowance” or “flexible support” or ((aid or
benefit* or bills or budget* or financ* or flexible support fund or housing or income* or
legal or lodging* or money or “working rights”) n3 (advice or assist* or brochure* or
educat® or information or intervention* or program* or service* or support* or tool*))
or ((carer* or caregiver®) n7 (benefits* or bills or budget™ or financ* or flexible support
fund or housing or legal or money) n7 (advice or assist* or brochure* or educat* or
information or intervention* or program* or service* or support* or tool*)))

108  tx (signpost* or “sign post*™)

109  #82 or #83 or #84 or #85 or #86 or #87 or #88 or #89 or #90 or #91 or #92 or
#93 or #94 or #95 or #96 or #97 or #98 or #99 or #100 or #101 or #102 or #103 or
#104 or #105 or #106 or #107 or #108

110  (mh "day care")

111 (mh "respite care") or (mh "respite care (iowa nic)")

112  tx (“day care” or daycare or “day therap*” or daytherap* or “home help” or
“short break” or ((carer* or caregiv* or care giv*) n3 support*))

113 tx (((crisis or volunteer) n1 support) or holiday* or homehelp* or home help* or
housekeep* or house keep* or “meal support” or “personal assistant” or respite or
((activity or fund* or short) n2 break*) or signpost*)

114  #110 or #111 or #112 or #113

115  (mh "assistive technology")

116  (mh "occupational therapy")

117  (mh "assistive technology devices+")

118  (mh "telemedicine")

119  (mh "telemetry")

120  (mh "telenursing")

121 tx ((assistive n2 (platform™* or technolog*)) or “interactive health
communication”)

122 tx (“simulated presence” or “social robot*” or telecare or telehealth or
telematic* or telemonitor*)

123  tx (“gps track*” or “location technology”)

124  tx “occupational therap™”

125  #115 or #116 or #117 or #118 or #119 or #120 or #121 or #122 or #123 or
#124

126  (mh "acupressure")

127  (mh "massage")

128  (mh "acupuncture")

129  (mh "alternative therapies+")

130  (mh "mind body techniques+")

131 (mh "medicine, chinese traditional")

132  (mh "moxibustion")

133  tx ((alternative or complementary) n2 (medicine* or therap*)) or “acu point*” or
acupoint* or acupressur* or acupunctur* or (ching n2 lo) or cizhen or dianzhen or
electroacupunctur* or (jing n2 luo) or jingluo or massag* or moxibustion or
electroacupuncture or needle therap® or zhenijiu or zhenci)

134  (mh "meditation") or (mh "meditation (iowa nic)") or tx (meditate*)

135 tx (acceptance n2 “commitment therap™”)

136  tx “dyadic intervention*”

137  tx (reminiscence n1 (group* or therap*))

138  tx ((emotional or self) n1 disclosure)

139  (mh "self disclosure")

140 (mh "art")

141 (mh "music")
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142  (mh "singing")

143  (mh "paint")

144  (mh "art therapy")

145  (mh "singing")

146  tx (art or cafe or cafes or gallery or music or sing or singing)

147  #126 or #127 or #128 or #129 or #130 or #131 or #132 or #133 or #134 or
#135 or #136 or #137 or #138 or #139 or #140 or #141 or #142 or #143 or #144 or
#145 or #146

148  #3 and (#43 or #63 or #68 or #75 or #81 or #109 or #114 or #125 or #147)
149  (mh "cluster analysis") or (mh "qualitative studies") or (mh "observational
methods") or (mh "narratives") or (mh "audiorecording") or (mh "videorecording") or
(mh "focus groups") or (mh "anthropology, cultural") or (mh "structured interview") or
(mh "unstructured interview") or (mh "semi-structured interview")

150 tx (interview* or “action research” or audiorecord™ or ((audio or tape or video*)
n5 record*) or colaizzi* or (constant n1 (comparative or comparison)) or “content
analy*” or “critical social*” or (data n1 saturat*) or “discourse analysis” or “discourse
analyses” or emic or “ethical enquiry” or ethno* or etic or experiences or fieldnote* or
(field n1 (note* or record* or stud* or research)) or (focus n4 (group* or sampl*)) or
giorgi* or glaser or (grounded n1 (theor* or study or studies or research)) or
heidegger* or hermeneutic* or heuristic or “human science” or husserl* or ((life or
lived) n1 experience*) or “maximum variation” or merleau or narrat* or ((participant™
or nonparticipant®) n1 observ*) or ((philosophical or social) n1 research*) or (“pilot
testing” and survey) or “purpos* sampl*” or qualitative* or ricoeur or semiotics or
shadowing or snowball or spiegelberg*® or stories or story or storytell* or strauss or
structured categor* or "tape record*” or taperecord* or testimon* or (thematic* n1
analys*) or themes or “theoretical sampl*” or “unstructured categor*” or “van kaam*”
or “van manen” or videorecord* or “video record*” or videotap* or “video tap*”)

151  tx (“cross case analys™” or “eppi approach” or metaethno* or “meta ethno™” or
metanarrative® or “meta narrative*” or “meta overview” or metaoverview or metastud*®
or “meta stud*” or metasummar* or “meta summar*” or “qualitative overview™” or
((“critical interpretative” or evidence or meta or “mixed methods” or multilevel or “multi
level” or narrative or parallel or realist) n1 synthes*) or metasynthes*) or mw
(qualitative* and (metaanal* or meta anal* or synthes* or systematic review*)) or tx
(qualitative* and (metaanal* or meta anal* or synthes* or systematic review*))

152  (mh "attitude to health") or (mh "consumer participation") or (mh "consumer
satisfaction+") or (mh "patient centered care") or (mh "patient compliance") or (mh
"quality o health care")

153  tx ((carer* or caregiv* or “care giv*” or famil* or friend* or mother* or father* or
son or daughter*) n3 (account® or anxieties or atisfact* or attitude* or barriers or
belief* or buyin or “buy in*” or choice* or cooperat* or “co operat*” or expectation* or
experienc® or feedback or feeling* or idea* or inform* or involv* or opinion* or
participat® or perceive® or (perception* not “speech perception”) or perspective* or
preferen* or prepar* or priorit* or satisf* or view* or voices or worry))

154  tx ((consumer or patient) n2 (focus* or centered or centred))

155  #149 or #150 or #151 or #152 or #153 or #154

156 (mh "clinical trials") or (mh "randomized controlled trials") or ab (placebo or
randomised or randomized or randomly) or ti (trial)

157  (mh "meta analysis")

158  (mh "systematic review")

159  tx (“meta analy*” or metanaly* or metaanaly*)

160  tx ((systematic* or evidence*) n2 (review* or overview®))

161  tx (“reference list*” or bibliograph* or “hand search*” or “manual search*” or
“relevant journals”)

162  tx (“search strategy” or “search criteria” or “systematic search” or “study
selection” or “data extraction”)
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163  (search* n4 literature)

164  tx (medline or pubmed or cochrane or embase or psychlit or psyclit or
psychinfo or psycinfo or cinahl or science citation index or bids or cancerlit)

165 so cochrane

166  tx ((pool* or combined) n2 (data or trials or studies or results))

167  tx (“cross case analys™” or “eppi approach” or metaethno* or “meta ethno™” or
metanarrative® or “meta narrative*” or “meta overview” or metaoverview or metastud*®
or “meta stud* or metasummar® or “meta summar*” or “qualitative overview*” or
((“critical interpretative” or evidence or meta or “mixed methods” or multilevel or “multi
level” or narrative or parallel or realist) n1 synthes*) or metasynthes*) or mw
(qualitative* and (metaanal* or meta anal* or synthes* or systematic review*)) or tx
(qualitative® and (metaanal* or meta anal* or synthes* or systematic review*))

168  #157 or #158 or #159 or #160 or #161 or #162 or #163 or #164 or #165 or
#166 or #167

169  #155 or #156 or #168

170  #148 and #169

Database: Cochrane Library - Wiley
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36

37

38

Searches

mesh descriptor: [caregivers] this term only

(carer* or caregiv* or “care giv*”):ti,ab,kw

#1 or #2

mesh descriptor: [counseling] explode all trees

mesh descriptor: [psychotherapy, group] explode all trees
mesh descriptor: [cognitive behavioral therapy] this term only
mesh descriptor: [mindfulness] this term only

mesh descriptor: [patient centered care] this term only

mesh descriptor: [problem solving] this term only

mesh descriptor: [reality therapy] this term only

mesh descriptor: [relaxation therapy] this term only

mesh descriptor: [social support] this term only
(psychotherap®):ti,ab,kw

(mesh descriptor: [case management] this term only

mesh descriptor: [crisis intervention] this term only

mesh descriptor: [education, nonprofessional] this term only
mesh descriptor: [friends] this term only

mesh descriptor: [group processes] this term only

mesh descriptor: [hotlines] this term only

mesh descriptor: [interpersonal relations] this term only
mesh descriptor: [professional family relations] this term only
mesh descriptor: [self-help groups] this term only

mesh descriptor: [peer group] explode all trees

mesh descriptor: [psychotherapy, group] explode all trees
mesh descriptor: [social networking] explode all trees

mesh descriptor: [computers] this term only

mesh descriptor: [computer assisted instruction] this term only
mesh descriptor: [computer communication networks] this term only
mesh descriptor: [online systems] this term only

mesh descriptor: [social media] this term only

mesh descriptor: [therapy, computer assisted] this term only
mesh descriptor: [telecommunications] this term only

mesh descriptor: [telemedicine] this term only

mesh descriptor: [internet] explode all trees

mesh descriptor: [social networking] explode all trees

(((psychological* or psychosocial or psychotherapeutic) near/2 (intervention* or
program® or support® or therap* or treat*)) or “brief intervention*” or
psychotherap*):ti,ab,kw

(((behaviour* or behavior*) near/2 cognitiv*) or cbt or ccbt or ((behavi* or biobehavi*
or cognitive*) near/3 (intervention* or manag* or program* or therap* or treat*)) or
“cognitiv* behav*”):ti,ab,kw

(“case manag*” or counsel* or ((“person centred” or replacement) near/1 (care or
therap*))):ti,ab,kw
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39
40
41

42

43

44

45
46

47

48

49

50

51

52

53

54

55
56
57

58

59

(((computer or digital* or “distance based” or dvd or internet or multimedia or online
or phone or skill* or technology or telephone or telehealth or telecommunicat® or
video® or web) near/1 based) or ((computer or digital* or “distance based” or dvd or
internet or multimedia or online or phone or skill* or technology or telephone or
telehealth or telecommunicat® or video* or web) near/3 (coach* or educat* or skill*
or support* or training*)) or ((education or teaching) near/1 (intervention or program*
or therap* or psychotherap®)) or elearning or “e learning”):ti,ab,kw

((“person centred” or replacement) near/1 (care or therap*)):ti,ab,kw
((communit* or social) near/2 support®):ti,ab,kw

((intervention® or therap* or program* or workshop*) near/7 (caregiver* or “care
giver*” or carer*) near/7 (burden or distress* or stress*)):ti,ab,kw

#4 or #5 or #6 or #7 or #8 or #9 or #10 or #11 or #12 or #13 or #14 or #15 or #16 or
#17 or #18 or #19 or #20 or #21 or #22 or #23 or #24 or #25 or #26 or #27 or #28 or
#29 or #30 or #31 or #32 or #33 or #34 or #35 or #36 or #37 or #38 or #39 or #40 or
#41 or #42

(befriend* or “be* friend*” or buddy or buddies or ((community or lay or paid or
support) near/1 (person or worker*))):ti,ab,kw

((peer* or voluntary or volunteer*) near/3 (assist* or advice* or advis* or counsel* or
educat* or forum* or help* or mentor* or network* or support* or visit*)):ti,ab,kw
((peer* or support* or voluntary or volunteer*) near/2 group*):ti,ab,kw

((peer* or support* or voluntary or volunteer*) near/3 (intervention* or program* or
rehab* or therap* or service* or skill*)):ti,ab,kw

(((peer* near/3 (advis* or consultant or educator® or expert* or facilitator* or
instructor® or leader® or mentor* or person* or tutor* or worker*)) or “expert patient™”
or “mutual aid”)

or (peer* near/3 (assist* or counsel* or educat® or program* or rehab* or service* or
supervis*))):ti,ab,kw

((bereav* or death or dying or "end of life" or grief* or ((palliative or terminal) near/1
care))

near/3 (advice* or advis* or counsel* or intervention* or program* or psychotherap*
or support*) or "anticipatory grief"):ti,ab,kw

(((communit* or family or social) near/1 (network* or support*)) or “group
conferencing” or “individualised support” or “individualized support”):ti,ab,kw
(((carer* or caregiv* or “care giv*”) near/2 (mentor* or support*)) or (unpaid near/3
support®) or “mentoring scheme*”):ti,ab,kw

(((carer* or caregiv* or “care giv*”) near/3 (communication or integrat® or relations or
relationship*) near/3 (practitioner* or professional* or worker*)) or (famil*
near/3(intervention* or program®))):ti,ab,kw

(psychoeducat* or “psycho educat*”):ti,ab,kw

((emotion* near/1 (disclosure or focus* or friend* or relation*)) or ((emotion* or
network™ or social or psychosocial) near/1 (adapt* or reintegrat* or
support*))):ti,ab,kw

((dyadic or loneliness or psychosocial* or “psycho social*”) near/2 (assist* or
intervention* or program* or support® or therap* or treat*)) :ti,ab,kw

((emotion* or “one to one” or transition*) near/1 support*):ti,ab,kw
(lay near/1 (led or run)):ti,ab,kw

((crisis or crises or emergenc®) near/3 (advise or advice or assist* or help* or
intervention* or network* or program* or service* or support*)):ti,ab,kw

((coping or resilien* or “well being” or wellbeing) near/2 (intervention* or program* or
therap* or skill* or strateg* or workshop*)):ti,ab,kw
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60
61
62

63

64

65
66

67
68
69
70
71

72
73

74
75
76
77
78
79

80
81
82
83
84
85
86
87
88
89
90

(advocate or advocacy or ((support* near/3 (approach* or educat* or forum* or
instruct* or interven* or learn* or module* or network* or program* or psychotherap*
or strateg* or system™ or technique* or therap* or train* or workshop* or work
shop*)) or (support* near/1 (service* or system)))):ti,ab,kw

((network™ or peer* ) near/2 (discuss* or exchang* or interact* or meeting*)):ti,ab,kw
(carer* network™ or “support group*”):ti,ab,kw

#44 or #45 or #46 or #47 or #48 or #49 or #50 or #51 or #52 or #53 or #54 or #55 or
#56 or #57 or #58 or #59 or #60 or #61 or #62

(helpline or “help line” or ((phone* or telephone*) near/3 (help* or instruct* or
interact® or interven* or mediat* or program* or rehab* or strateg* or support* or
teach™ or therap® or train* or treat* or workshop*)) or ((phone or telephone*) near/2
(assist* or based or driven or led or mediat*))):ti,ab,kw

(helpseek™ or ((search* or seek™) near/3 (care or assistance or counsel* or
healthcare or help* or support* or therap* or treat*))):ti,ab,kw

(information near/1 (needs or provision or support)):ti,ab,kw

(selfhelp or “self help” or selfmanag* or “self manag*” or “self support” or
selfsupport) :ti,ab,kw

#64 or #65 or #66 or #67

mesh descriptor: [education] this term only

mesh descriptor: [health education] explode all trees

mesh descriptor: [first aid] this term only

(((carer* or caregiv* or “care giv*”) near/5 (educat* or intervention* or program* or
support® or taught or teach* or train*)) or ((educat® or train* or learn* or taught*)
near/3 (intervention* or program®)) or ((educat* or intervention* or program* or
support® or taught or teach* or train*) near/3 (bandage or cpr or crisis or crises or
dressing or emergency or ((intimate or personal) near/1 care) or “rescue breath*”))
or “first aid” or “personali* train*” or” resourcefulness train*” or (skill* near/2 (build*
or coach* or educat* or learn* or train))):ti,ab,kw

(psychoeducat* or “psycho educat*”) ti,ab,hw.

(((medication or pain) near/2 manag*) or “pain control program
train*) near/5 (handling or movement))):ti,ab,kw

#69 or #70 or #71 or #72 or #73 or #74
mesh descriptor: [physical exertion] this term only

%7

or ((educat* or

mesh descriptor: [exercise] explode all trees
mesh descriptor: [physical education and training] explode all trees
mesh descriptor: [sports] explode all trees

(“aerobic train®” or exercis* or gym* or jog* or (physical near/1 (activit* or fit)) or
“resistance train*” or sport* or “strength train*” or (swim* not rat*) or walk* or weight
lift* or (leisure near/2 (activit* or intervention* or program* or therap®)) or “leisure
based”):ti,ab,kw

#76 or #77 or #78 or #79 or #80

mesh descriptor: [employment] this term only

mesh descriptor: [employment, supported] this term only

mesh descriptor: [rehabilitation, vocational] this term only

mesh descriptor: [return to work] this term only

mesh descriptor: [unemployment] this term only

mesh descriptor: [vocational education] this term only

mesh descriptor: [work] this term only

mesh descriptor: [workplace] this term only

mesh descriptor: [aid to families with dependent children] this term only
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91
92
93
94
95
96
97

98
99
100
101
102

103
104

105
106

107
108

109
110
111

112

113
114
115
116
117
118
119

mesh descriptor: [child welfare] this term only

mesh descriptor: [financing, government] this term only
mesh descriptor: [government programs] this term only
mesh descriptor: [public assistance] this term only
mesh descriptor: [social security] this term only

mesh descriptor: [social welfare] this term only

mesh descriptor: [social work] this term only

(((employ* or job* or reemploy* or vocation* or work*) near/3 (advice or advis* or
approach® or assist* or coach* or counsel* or educat* or experience or flexible or
integrat* or interven® or liaison* or placement* or program* or rehab* or reintegrat*
or retrain* or scheme* or support* or service* or skill* or strateg* or teach* or
therap* or train* or transitional*)) or “carer* lead” or flexible working or “individuali*
support” or “job centre” or (vocat* near/2 employ*) or (work near/2 coach*)):ti,ab,kw

((“individual placement” near/2 support) or “ips model”) :ti,ab,kw
((permitted or voluntary or rehab*) near/3 work*):ti,ab,kw
((psychosocial or “psycho social” or social) near/2 rehab*):ti,ab,kw
“rehabilitation counsel™”:ti,ab,kw

((prevocat™® or vocat®) near/3 (advice* or advis* or assist* or casework* or “case
work*” or counsel* or educat* or integrat* or interven* or liaison* or mentor* or
network™ or program* or rehab* or reintegrat* or service* or setting* or skill* or
support® or retrain* or teach* or therap* or train* or treat* or specialist*)):ti,ab,kw
(volunteering or (work near/2 placement®)):ti,ab,kw

(((carer* or “care giv*” or caregiv*) near/3 (card* or employment or passport* or
scheme™ or work)) or “paid employment” or “social security” or “social welfare”)
:ti,ab,kw

(return near/1 to* near/1 (education or study or training or work*)):ti,ab,kw

(“carer* allowance™” or “caregiv* allowance” or “flexible support” or ((aid or benefit*
or bills or budget* or financ* or flexible support fund or housing or income* or legal
or lodging* or money or “working rights”) near/3 (advice or assist* or brochure* or
educat* or information or intervention* or program* or service* or support® or tool*))
or ((carer* or caregiver®) near/7 (benefits* or bills or budget™ or financ* or flexible
support fund or housing or legal or money) near/7 (advice or assist* or brochure* or
educat* or information or intervention* or program™ or service* or support* or
tool*))):ti,ab,kw

(signpost* or “sign post*”):ti,ab,kw

#82 or #83 or #84 or #85 or #86 or #87 or #88 or #89 or #90 or #91 or #92 or #93 or
#94 or #95 or #96 or #97 or #98 or #99 or #100 or #101 or #102 or #103 or #104 or
#105 or #106 or #107 or #108

mesh descriptor: [day care, medical] this term only

mesh descriptor: [respite care] this term only
(“day care” or daycare or “day therap*” or daytherap* or “home help” or “short
break” or ((carer* or caregiv* or care giv*) near/3 support*)):ti,ab,kw

(((crisis or volunteer) near/1 support) or holiday* or homehelp* or home help* or
housekeep™® or house keep* or “meal support” or “personal assistant” or respite or
((activity or fund* or short) near/2 break*®) or signpost*):ti,ab,kw

#110 or #111 or #112 or #113

mesh descriptor: [assistive technology] this term only
mesh descriptor: [occupational therapy] this term only
mesh descriptor: [self-help devices] this term only
mesh descriptor: [telemedicine] this term only

mesh descriptor: [telemetry] this term only
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120 mesh descriptor: [telemonitoring] this term only

((assistive near/2 (platform* or technolog*)) or “interactive health
121 communication”):ti,ab,kw

(“simulated presence” or “social robot
122 telemonitor®):ti,ab,kw

123  (“gps track™” or “location technology”):ti,ab,kw

%77

or telecare or telehealth or telematic* or

124  “occupational therap*”:ti,ab,kw

125 #115 or #116 or #117 or #118 or #119 or #120 or #121 or #122 or #123 or #124
126 mesh descriptor: [acupressure] this term only

127 mesh descriptor: [massage] this term only

128 mesh descriptor: [acupuncture] this term only

129 mesh descriptor: [complementary therapies] explode all trees

130 mesh descriptor: [mind body therapies] explode all trees

131 mesh descriptor: [medicine, chinese traditional] this term only

132 mesh descriptor: [moxibustion] this term only

((alternative or complementary) near/2 (medicine* or therap*)) or “acu point*” or

acupoint® or acupressur* or acupunctur* or (ching near/2 lo) or cizhen or dianzhen

or electroacupunctur® or (jing near/2 luo) or jingluo or massag* or moxibustion or
133 electroacupuncture or needle therap® or zhenjiu or zhenci) :ti,ab,kw

134 meditation.sh. or meditat*:ti,ab,kw

135 (acceptance near/2 “commitment therap*”):ti,ab,kw
136 “dyadic intervention*”:ti,ab,kw

137 (reminiscence near/1 (group* or therap*)):ti,ab,kw
138 ((emotional or self) near/1 disclosure):ti,ab,kw

139 mesh descriptor: [self disclosure] this term only
140 mesh descriptor: [art] this term only

141  mesh descriptor: [music] this term only

142 mesh descriptor: [singing] this term only

143 mesh descriptor: [painting] this term only

144 mesh descriptor: [art therapy] this term only

145 mesh descriptor: [singing therapy] this term only
146 (art or cafe or cafes or gallery or music or sing or singing):ti,ab,kw

#126 or #127 or #128 or #129 or #130 or #131 or #132 or #133 or #134 or #135 or
#136 or #137 or #138 or #139 or #140 or #141 or #142 or #143 or #144 or #145 or
147 #146

148 #3 and (#43 or #63 or #68 or #75 or #81 or #109 or #114 or #125 or #147)

Non-database searches

In addition to the above databases, searches were undertaken in a range of websites
and other relevant sources:

Agency for Healthcare Research and Quality

Care Quality Commission

Carer Research and Knowledge Exchange Network
Carers Trust

Carers UK

oD~
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Centre for Mental Health

Centre for International Research on Care, Labour and Equalities
Department of Health

Department for Work and Pensions

. Directors of Adult Social Services

. Equality and Human Rights Commission
. Eurocarers

. Google UK

. Health and Social Care Information Centre
. Health in Wales

. Healthcare Improvement Scotland

. Healthcare Quality Improvement Partnership
. Institute for Public Policy Research

. Joseph Rowntree Foundation

. Kings Fund

. National Audit Office

. New Policy Institute

. NHS England

. NHS Improving Quality

. Office for National Statistics

. Research in Practice

. Royal College of General Practitioners

. Royal College of Nursing

. Royal College of Physicians

. Royal College of Psychiatrists

. SIGN

. Turning Point

. Welsh Government

Economics

Database: Embase, Medline, Medline Ahead of Print and In-Process & Other Non-
Indexed Citations — OVID [Multifile]

A ON =~ =

&)

10
11

Searches

caregiver/ use emez or caregivers/ use mesz, prem
(carer* or caregiv* or care giv*).ti,ab.

1or2

budget/ or exp economic evaluation/ or exp fee/ or funding/ or health economics/ or
exp health care cost/

4 use emez

exp budgets/ or exp "costs and cost analysis"/ or economics, nursing/ or
economics, pharmaceutical/ or economics/ or exp economics, hospital/ or exp
economics, medical/ or

exp "fees and charges"/ or value of life/
6 use mesz

budget*.ti,ab.

cost*.ti.

(economic* or pharmaco?economic®).ti.
(price* or pricing*).ti,ab.
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# Searches

12 (cost* adj2 (effective* or utilit* or benefit* or minimi* or unit* or estimat* or
variable*)).ab.

13 (financ* or fee or fees).ti,ab.

14 (value adj2 (money or monetary)).ti,ab.
15 or/5,7-14

16 3 and 15

Database: Cochrane Library - Wiley

# Searches

1 mesh descriptor: [caregivers] this term only
2 (carer* or caregiv* or “care giv*”):ti,ab,kw

3 #1 or #2
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Appendix C — Evidence study selection

Study selection for review question: What skills- and educational- based
interventions are effective, cost-effective, and acceptable to carers for
training them to provide practical support to the person receiving care?

Quantitative component of the review

Figure 2: Flow diagram of article selection for for training for carers to provide
practical support

Titles and abstracts
identified, N= 9574

X ;

Full copies retrieved Excluded, N=9119
and assessed for (not relevant population,
eligibility, N=455 design, intervention,

comparison, outcomes,
unable to retrieve)

Publications included Publications excluded
in review, N= 14 from review, N= 441
(refer to excluded
studies list: appendix k)
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Qualitative component of the review

Figure 3: Flow diagram of article selection for for training for carers to provide
practical support

Titles and abstracts
identified, N= 12923

3 ;

Full copies retrieved Excluded, N= 12720
and assessed for
eliaibilitv. N= 203 (not relevant population,

design, intervention,

Publications included Publications excluded from
in review, N=9 review, N=194 (refer to excluded
studies list: appendix k)
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Appendix D — Evidence tables

Evidence tables for review question: What skills- and educational- based interventions are effective, cost-effective, and
acceptable to carers for training them to provide practical support to the person receiving care?

Quantitative component of the review

Table 6: Evidence tables for the quantitative studies

Full citation

Faes, Mc, Reelick,
Mf, Melis, Rj, Borm,
Gf, Esselink, Ra,
Rikkert, Mg,
Multifactorial fall
prevention for pairs
of frail community-
dwelling older
fallers and their
informal caregivers:
a dead end for
complex
interventions in the
frailest fallers,
Journal of the
American Medical
Directors
Association, 12,
451-458, 2011

Ref Id

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)

Sample size

N=36 patient-carer dyads

randomised

e Intervention, n=18

e Control, n=15 (3 patients
dropped out before
baseline measurements
taken, excluded from
analysis)

Characteristics

Carer

characteristics (Interventi

on; control)

e Age (years): 67.3 (13.1);
64.3 (14.3)

e Gender (M/F): 9/9; 5/10

¢ Living with care recipient
(Y/N): 10/8; 7/8

e Employed (Y/N): 5/13;
5/10

¢ Intervention:
Multifactorial
group fall
prevention
training + TAU

e Control: TAU

o Participants recruited
from geriatric outpatient
clinic of Radboud
University Nijmegen
Medical Centre and 2
non-university teaching
hospitals (Rijnstate
Hospital, Canisius-
Wilhelmina Hospital).
Groups allocated using
minimization
algorithm balanced for
gender, MMSE score (15-
23, 24-30), age (<80,
>80) and number of falls
in past year (1, >1).
Dyads assessed at
baseline, completion of
program, 3 months and 6
months. If care recipient
withdrew from study,
dyad was withdrawn from
study; if carer withdrew,

85

Outcomes after completion
of training

Falls per patient per year:
4.32 versus 0.52, RR=7.97
(95% Cl, 0.86-73.4), p=0.07

Cont

Outco Group Eall rol
Prevention (n||, _

me =18) (n=1

S)
=
e 1.21 (3.41) ||(2.25
scores )
CES-
D -0.86
- chan [|-0.33 (3.31) |[[(3.53
ge )
scores

Limitations
(assessed using the
Cochrane ‘Risk of
bias’ tool for
randomized trials)

e Random sequence
generation: Low
risk (minimization
used)

o Allocation
concealment:
Unclear (no details
provided)

¢ Blinding of
participants/person
nel: High risk
(dyads and
personnel not
blinded,

¢ Blinding of
outcome
assessment: Low
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708895

Countrylies where
the study was
carried out

Netherlands

Study type
RCT

Aim of the study

To reduce falls in
frail older people
and to increase
carer support.

Study dates
01/2008-09/2009

Setting

Geriatric outpatient
clinic

Source of funding
Not reported

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)

e ZBIl: 5.2 (4.5); 6.0 (11.0)

e CES-D: 3.0 (6.5); 3.0
(17.0)

e HADS-A: 2.5 (3.8); 3.0
(8.8)

e Total caring time
(hrs/week): 8.0 (13.1);
10.5 (8.0)

e EQ-5D VAS: 84.5 (15.0);
54.0 (18.0)

Care recipient

characteristics

(Intervention; control)

e Age (years): 78.3 (6.9);
78.3 (7.2)

e Gender (M/F): 4/14; 6/9

e Falls in previous year: 3.0
(1.75); 5.07 (6.41)

¢ Use of walking aid (Y/N):
8/10; 10/5

Inclusion criteria

Patients eligible if they

o fell at least once in 6
months before outpatient
clinic visit

e could walk 15m without
assistance (walking aid
permitted)

¢ had primary carer (non-
professional, assisted
with >1 personal or

then care recipient
continued in study. Falls
registered every day
using fall registration
calendar sent every 2
weeks using stamped
addressed envelope.
Group fall prevention
training + TAU
Intervention conducted by
geriatric psychologist and
geriatric physiotherapist
in maximum groups of 5
dyads, consisting in 10
twice-weekly 2 hr
sessions and 1 2-hr
booster session 6 weeks
after completion of 10
sessions. Carer training
component consisted in
training as co-therapist at
home and strategies to
preserve autonomy.
Program was
personalised to
circumstances of care
recipient through
adaptation of facultative
components of program.
All dyads also received
TAU. Carer training
components included
understanding causes of
falls, training in

86

HADS
-A 0.69
- chan |[0.33 (2.09) [|(1.65
ge )
scores

Total
caring ||n/a n/a
time

EQ-
5D-
VAS

- chan
ge
scores

277
-2.67 (11.16) ||(9.79

Outcomes at long-term
follow- up (average of
change scores at 3 and 6
months)

Falls per patient per year:
4.94 versus 1.17. RR=2.12
(95% CI, 0.6-7.56), p=0.25
Number of patients falling at
least once: 10/18; 6/15

Number of patients falling at
least twice: 6/18; 1/15

Cont
r Fall
Outco Group a rol
Prevention ( _
me _ (n=1
n=18) 5)

risk (assessor
blinded)
Incomplete
outcome data:
Unclear (3

dyads dropped out
before baseline
assessment for
unknown reasons)
Selective
reporting: Unclear
(insufficient
information)

Other bias: Low
risk (study appears
free of other
sources of bias)
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instrumental activity of
daily living, monitored
care
recipient 2twice/week)

e lived in community

¢ had life expectancy >1
year

o were frail (presence of 22
farilty indicators

¢ Informed consent from
both carer and care
recipient.

Exclusion criteria
Patients excluded if

e awaiting nursing home
admission, or

Mini-Mental State
Examination score<15

Full citation
Graff, Mj, Vernooij-
Dassen, Mj,

Sample size

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)

Intervention:
Occupational
therapy

movement and handling,
advice and training
regarding supporting care
recipient in activities of
daily living, and
opportunities to discuss
impact of falls on carer.

o TAU
No details provided

Details

e See entry for Graff 2006.
'Community based

87

ZBI-12

sl 0.14
: 9 |l1.94 (2.97) ||(4.99

scores )

CES-
D-20-
chang
e
scores

-2.05

10(287) |l

HADS-
A - 0.05

chang (|0.53 (1.75) [|(1.38
e )
scores

Objecti
ve
burden
(Total
caring
time
hrs/we
ek)

-3.37
-2.07 (15.96)||(14.3

EQ-
5D-
VAS -
chang
e
scores

277
7.21 (11.27)|[(11.9
1)

e See entry for Graff 2006.
'Community based
occupational therapy for

Limitations

e See entry for Graff
2006. 'Community
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Thijssen, M, N=135 care dyads Control: No occupational therapy for patients with dementia and based occupational
Dekker, J, randomised occupational patients with dementia their care givers: therapy for patients
Hoefnagels, Wh, Intervention, n=68 therapy and their care givers: randomised controlled trial' with dementia
Olderikkert, Mg, Control, n=67 ra}nc'iomlsed controlled givers and th§|r
Effects of trial care: randomised
community controlled trial'
occupationa| Chal'actel'istics

therapy on quality of
life, mood, and
health status in
dementia patients
and their
caregivers: a

e See entry for Graff 2006.
'Community based
occupational therapy for
patients with dementia
and their care givers:
randomised controlled

randomized trial'

controlled ftrial,

Journals of _ Inclusion criteria
gero_ntolo_gy. Series See entry for Graff 2006.
A, Biological

sciences and
medical sciences,
62, 1002-1009,

'Community based
occupational therapy for
patients with dementia and
their care givers:

2007 randomised controlled trial'
Ref Id Exclusion criteria
707138

Countryl/ies where
the study was

See entry for Graff 2006.
'Community based
occupational therapy for
patients with dementia and

carried out their care givers:
Netherlands randomised controlled trial'
Study type

RCT

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)
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Aim of the study

To assess efficacy
of community-based
occupational
therapy on daily
functioning of
people living with
dementia and carer
competence

Study dates
04/2001 to 01/2005

Setting

In home/memory or
day clinic of
geriatrics
department

Source of funding

Supported by Dutch
Alzheimer
Association,
Radboud University
Nijmegen Medical
Center and Dutch
Occupational Thera

py Association

Full citation Sample size e Intervention: e Intervention delivered by Note: All data, except for Limitations

Graff, Mj, Vernooij-  N=135 care dyads Occupational experienced occupational  SPQ outcomes, are from (assessed using the
Dassen, M;, randomised therapy therapists with at least 80  Graff 2007, 'Effects of Cochrane ‘Risk of
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Thijssen, M, e Intervention, n=68 e Control: No hrs training and at least community occupational bias’ tool for
Dekker, J, e Control, n=67 occupational 240 hours experience in therapy on quality of life, randomized trials)
Hoefnagels, Wh, therapy delivering treatment. mood, and health status in e Random sequence
Rikkert, Mg, Characteristics Assessments at baseline, dementia patients and their generation: Low

Community based
occupational
therapy for patients

Carer characteristics
e Mean age (years): 66

6 weeks (post-
intervention) and 6-wk
FU.

caregivers: a randomized
controlled trial'.

Carer outcomes at post-

risk (blocked
randomisation, size
4, stratified by

with dementia and (15.3); 61.3 (15.4) Occupational therapy intervention (6 weeks) severity of
their care givers: e Gender (M/F): 22/46; Consisted of 10 sessions dementia)
randomised 18/49 _ of 1 hour over 5 weeks Outcomes 0168 N2607T e Allocation
controlled triaI, BMJ o Rel.at.lonShlp to care focusing on both (n_ ) (n_ ) concealment:
(Clinical research recipient dementia patients and 104.6 |88.4 Unclear risk
ed.), 333, 1196, (partner/daughter/other): carers delivered by SCQ (13.4) |(13.7) (‘concealed
2006 41/22/5; 38/21/8 occupational therapist. : : envelopes' no
e SCQ: 89.7 (14.9); 90.4 Sessions 1-4 cover CES-D-R 5.8 12.6 further details;
Ref Id ((3236)[) 17 6.3 114 diagnostics and goal (4.8) [(8.5) potential selection
o -D: 11.7 (8.3); 11. defining with dyads bias)
g (7.2) learning to chose and DQolLI- 4 (0.6) 3.4 Blinding of
- HortT i I 7 1(0.7) L
. Care recipient prlc_)rl_tl_se meaningful overa participants/person
(;‘ountryélles where . haracteristics activities they wanted to DQolLI- 205 [15.7 nel: High risk
0 St:; y \tNas e Mean age (years): 79.1 improve throygh FE3EY aesthetics |(3.1) [(4.1) (participants and
carried ou (6.2); 77.1 (6.3) parratlve review . personnel not
Netherlands e Gender (M/F): 29/39; instruments by therapist DQoLlI- 233 |19.9 blinded to group
31/36 (occupational positive 2 '8) (@ '2) allocation, potential
Study type e MMSE: 19 (5.7); 19 (4) .p(:rfor'mar;ce h'?.torlt/ affect : ' performance bias)
RCT e BCRS: 27.3 (5.1); 27.1 inerview for patient Blinding of
4.2) [OPH!-II], ethnogr?phlc DQoL.I- 202 |26 outcome

) interview for carer; and negative (5.6) (6.3) assessment: Low
Aim of the study ) o Canadian occupational affect ’ ' risk (assessors
To assess efficacy ~ Inclusion criteria performance measure for blinded to
of community-based e Carer who is primary care dyad [COPM]). DQOLI'_ e allocation)
occupational carer of person with Therapist also conducts belonging |(1) (1.3) Incomplete

therapy on daily
functioning of

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)

diagnosed mild to
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valuation of potential to
adapt home and general
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people living with
dementia and carer
competence

Study dates
04/2001 to 01/2005

Setting

In home/memory or
day clinic of
geriatrics
department

Source of funding
Supported by Dutch
Alzheimer
Association,
Radboud University
Nijmegen Medical
Center and Dutch
Occupational Thera
py Association

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)

(DSM-1V) provides care
at least once per week
¢ Patient aged=65 years-
old

¢ diagnosed with mild to
moderate dementia
(DSM-1V) (severity
determined by BCRS
score [mild=9-24;
moderate=25-40])

living in community

had primary carer

Written informed consent

from both members of care

dyad

Exclusion criteria

Dementia patient with

e Geriatric Depression
scale score>12, or severe
behavioural or
psychological symptoms
in dementia (BPSD),

e severe illness as
evaluated by geriatrician,
or

e occupational therapy
goals that cannot be
defined, or

¢ no stable treatment by
dementia drug (<3
months on same dose of

environment, as well as
patients’ ability and
potential to

perform activities of daily
life through adaptation of
activities and environment
to disabilities. Sessions 5-
10 cover optimisation of
strategies to improve
daily activities. Carers
trained using cognitive
and behavioural
interventions to be
effective in supervision,
problem solving and
coping strategies to
maintain patient’s and
carer's own autonomy, as
well as social network.
Total time spent on
intervention
approximately 18 hours.
No occupational therapy
After end of trial at 12
weeks, participants were
offered occupational
therapy intervention.

91

DQoll-self-|17.2 [15.4
esteem (1.5) [(1.9)
11
GHQ-12 |7 (3.9) (3.9)
Mastery 16.6 |12.6
Scale (3) (3)
Carer outcomes at 6-week
FU
Outcomes ov N Qi
(n=68) |(n=67)
107.3 |89.4
set (13.6) |(14.4)
5.4 13.1
CES-D-R 145 |91
DQoKI- 4.1 3.4
overall (0.6) ((0.8)
DQolLlI- 20.5
aesthetics |((4.4) o)
postve (223|201
affect ’ '
E(%‘;';i'\;e 19.8 |[26.2
affect ©6) @)
DQolLlI- 17.3 |[15.3
belonging ((1.7) [(2)

o Selective reporting:
Low risk (protocol
available, all
outcomes of
interest reported)

e Other bias: Low
risk (appears free
from other sources
of bias)
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Full citation

Hattink, B., Meiland,
F., van der Roest,
H., Kevern, P.,
Abiuso, F.,
Bengtsson, J.,

‘;:‘;r'];r;istltr‘f;ase oier e DQoLl-self-[13.7  [12.5
e Carer with severe illness esteem  |(1) (13)
71 12.1
GHQ-12
(3.5) [(5)
Mastery 16.7 |12.3
Scale (2.7) [(2.8)

Sample size

N=142 users participated
from UK and Netherlands
(unclear whether this is
number randomised)

¢ In Netherlands, n=85

¢ Intervention:
Self-Help
Psychosocial

e Control: WLC

o STAR is currently
available for nominal fee
and is fully available in
English and other
languages. However,
users in both groups were
able to use STAR free of

Carer outcomes at post-
intervention

Outcomes include data from
non-carer laypeople and
carers unless otherwise
stated.

Limitations
(assessed using the
Cochrane ‘Risk of
bias’ tool for
randomized trials)

e Random sequence

Giuliano, A., Duca, i =50: eneration: Low

A., Sanders, J., ngn?g:ﬁ;cv%ﬁrnstese?;=7- charge either at baseline Outcome SH |WLC ?isk (computer-

Basnett, F., Nugent, professional carers=28’) (for intervention group) or  |(n1; n2) PS generated

C., Kingston, P. = after end of trial (for WLC randomisation with
’ ’ © I U, =’ (nifeinel group). All assessments ADQ Fi ot

Droes, R. M., Web- carers=22; dementia . th d i X (mOdlfled, 19 71.5 Stratlflc.atlon)

Based STAR E- volunteers=17: Wfla_ri ga dere on 'hrc‘e Vlart items only) |2 64.66| e Allocation

Learning Course professional carers=18) ﬁ] :Tsef'g ovv\\:ﬁrlir?eu;eepgt (27: 32) (6.48/(4.9) concealment: Low r

Increases Empathy o |ntervention, n=27 (21 o s tg 9 o ’ ) isk (computer-

and Understanding el e el 5 asetrllnefan etween 2- generated

in Dementia volunteers only) monins for Users in 24.4 allocation

Caregivers: Results e Control, n=32 (25 thervet?‘tl(}n g\;\(/)ECp: and at ADKS 4 24.28 sequence)

from a Randomized  informal carers and 7 o N ethoriange P |27;32) (3.11]|3.12)|  Blinding of

Controlled Trial in volunteers onl Users in Netherlands participants/person

the Netherlands and ) recruited from variety of ) nel: High risk

the United sources (including Attitudes (2 (participants and

Kingdom, Journal of Characteristics meeting_ qentrgs for items from 2.75 21 personnel not

Medical Internet Informal carers and pEe Dol il Aizheimer's  {(1.85|4 o-n|  blinded, potential

Research, 17, e241, Vvolunteers CRIEIIE D G, Disease ) (1.67) performance bias)

2015 characteristics reglonal branches of Survey,
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Ref Id
710640

Countrylies where
the study was
carried out

UK, Netherlands

Study type
RCT

Aim of the study
To assess impact of
online dementia
training/e-learning
portal on its
usefulness/friendlin
ess, and its

impact on user
knowledge,
empathy, attitudes
and competence

Study dates
05/2013 to 03/2014

Setting
In home/online

Source of funding

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)

e Age (y): 52.93 (11.43);
54.69 (14.36)

e Gender (M/F): 7/20;
10/22

¢ Relationship to care
recipient

(partner/child/sibling/other

/not available): 9/8/0/4/6;
9/5/1/10/7

e Duration of caring (<3
months/3-12 months/1-2
years/2-5 years/>5
years): 2/2/2/15/6;
6/1/9/12/4

e Alzheimer's Disease
Knowledge Scale score:

24.67 (3.43); 24.13 (3.32)

Inclusion criteria
Users who were

o sufficiently literate to use
STAR website

e informal or professional
carers for people living
with dementia living in
community or dementia
volunteers

Exclusion criteria

None reported

organisations, case
managers, care
organisations and
dementia-related
websites). Users in UK
recruited from carers
cafes, church groups,
university service users,
carer groups and local
dementia and welfare
organisations. Users who
consented and who were
in intervention group were
sent link to STAR
website.

Self-Help Psychosocial
(STAR=SKkills Training
and Reskilling portal)
STAR designed to

be accessed from

any internet-

enabled device and
consists of online course
with 8 modules -
comprising text, videos,
interactive exercises,
knowledge tests, and
references to other
websites, literature, and
videos - covering
dementia and supporting
it. Themes covered in
modules (2 basic, 6
intermediate/advanced)

93

custom
measure)
(24; 30)
Quality of life®
(2 items, (71'0757 6.48
custom ) © 7 1](1.58)
measure)
Carer burden”
(1 item, (2(')4938 2.8
custom ) "~71/(0.96)
measure)
4.67
4.04
A
SSCQ §1.06 (1.49)
IRI-distress ?57;3 13.59
(27; 32) ) “1[(5.63)
20.4
IRI-
empathy (27; 04 06 15?6033
32) g (355
14.3
IRI-
fantasy (27; 05 24 135;
32) 024|449
18.8
IRI-
. 1 13.75
perspective (2 (3.45)|(4.45)

7: 32)

¢ Blinding of

outcome
assessment: Low
risk (not applicable)
Incomplete
outcome data: Low
risk (39% dropout
rate, missing data
balanced across
groups for similar
reasons)

Selective reporting:
Low risk
(CONSORT form
available, all
outcomes reported)
Other

bias: Low risk
(appears free from
other sources of
bias)
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Funded by
Leonardo da Vinci
Life Long Learning
Programme of the
European Union
(no. 510364-2010)
and the BAVO
Foundation in
Netherlands

are (1) What dementia is,
(2) Living with dementia,
(3) diagnosis and its
importance, (4) Practical
difficulties in daily life and
how to help by best
practice, (5) emotional
impact of dementia and
how adaptation and
coping influences
behaviour and mood, (6)
Support strategies to help
people cope with
consequences of
dementia, (7) Positive
and empathic
communication, and (8)
Emotional impact and
looking after oneself.
User answers questions
posed by an interactive
'learning adviser' to
assess baseline
knowledge and
confidence in order to
personalise learning and
training through course of
modules. Progress was
self-guided and asked to
complete at least 4
modules (knowledge
tests, interactive
exercises, watch videos).
Modules include

94

Note: A, data from carers
only (n=21 online group,
n=25 WLC group)

Mean usefulness of STAR
(scale 1-10; higher=more
useful): UK laypeople
(n=9)=8.27 (0.41);
Netherlands laypeople
(n=17)=7.74 (0.87)

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)
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interactive exercises at
basic and intermediate
levels to test learning;

if score is insufficient,
users encouraged to
retake module and quiz.
All users were
encouraged to join online
Facebook community for
the country in which they
were participating in.
WLC

Users waited for 4
months before they could
register to use STAR.

Full citation Sample size e Intervention: e Carers recruited through  Carer Outcomes at post- Limitations
Hebert, Rejean, N=158 carers randomised Group ~ Alzheimer socieities and  intervention (quasi-ITT (assessed using the
Levesque, Louise, in 12 waves across 6 Psychoeducati home care organisations  analysis) - change Cochrane ‘Risk of

Vezina, Jean, centres. on in 5 regions in Quebec, scores (negative bias’ tool for
Efficacy of a « Intervention, n=72 e Control: TAU Canada. Randomisation  sign=improvement) randomized trials)
psychoeducative « Control. n=72 occ_urred in particular A  Random sequence
group program for ’ region when at least 12 Outcomes |IPE TAU generation: Low
caregivers of Characteristi carers recruited. 14 (n=60) (n=56) risk (Minimization
demented persons aracteristics carers excluded because stratified by carer
living at home, Carer characteristics !nterventlon did not occur RMBPC- |-007 |lo.12 relation to recipient
Journals of * Age (years): 59.78 I GEMHTE CIIE 1D LT frequency [|(0.41) |(0.51) and gender)
Gerontology: Series  (11.86); 59.77 (13.93) dropout. Further 26 « Allocation
B, PsyChO|Ogica| e Female (%) 80, 81 Care.rS dropped out RMBPC- -0.28 -0.1 concealment:
Sciences and Social e Husband or wife of care (patient _ reaction  |{(0.55) ||(0.6) Unclear risk
Sciences, 2003 recipient (%): 62; 60 institutionalised=24 [11 in (insufficient

e Years education: 11.77 intervention, 13 in RMBPC- | h61 llo.13 information)
Ref Id (3.8); 12.19 (4.38) COnEl; Cafer_qt?('f“?ﬁrf cross (1.53) |(1.86) | e Blinding of
207216 e Years caring: 2.9 (2.23); pn;party_i:arir— , dea to product participants/person

2.74 (2) patient=1). Assessments nel: High risk
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e Living with care recipient at baseline and post- RMBPC- (participants and
Countrylies where (%): 85; 86.2 intervention (16 weeks). disruptive |l-0.06 ll0.15 personnel not
the study was e Paid work (%): 22; 36 Group Psychoeducation behaviours (0.56) (d 61) blinded; potential
carried out ZBl: 42.47 (14.63); 41.44 Consisted of 15 2-hr ’ ' performance bias)
Canada (15.16) sessions comprised of 2 frequency Blinding of
e RMBPC-frequency: 1.64 components: RMBPC- outcome
Study tvoe (0.51); 1.55 (0.63) Cognitive appraisal (4 disruptive |-0.41 |l-0.03 assessment: Low
udy typ « RMBPC-reaction: 2.01 sessions): to improve behaviours||(0.87) ||(0.83) risk (assessors
Multisite RCT (0.75); 2.18 (0.69) carer ability to shift from . ' ' blinded to group
e RMBPC-cross product thinking of overall [Eiiy allocation)
Aim of the study frequency-reaction: 3.48 stress_ful situation to RMBPC- Incomplete
To assess efficacy (1.75); 3.56 (2.36) reducing to component disruptive outcome data: Low
of group e STAI: 41.01 (12.96); parts, to develop ability to |, 0 11-0.51 /0.2 risk (missing data
5 &rlle Ak : : urs ;
psychoeducation in 45.46 (14.82) BRAS: 10.9 delineate things about ) (1.68) [|(1.64) balanced in
carers of people of (3.06); 10.66 (3.8) situations that can and c o(sjs ¢ numbers and
dementia living in * ISSB-supportive: 10.77 cannot be changed s similar reasons
their own homes (3.41); 11.24 (3.55) through use of emotional s 24 |l0.09 across groups)
« ISSB-tangible: 12.87 apdtp@b'em-zot'v'”g (14.96)||(11.99)| © Selective Una
3.89); 12.22 (3.1 SUEIERIES, &l e reporting: Unclear
Study dates . fSSBzemotion(aI' 2)3 83 encourage awareness of  |STAl-state ||-1.27 |-1.64 risk (insufficient
Unclear, not (6.81); 23.37 (7.61) link between changing anxiety  ||(16.47)|{(14.49) information)
reported « ISSB-integrative: 23.68 TEUIE @ Szl 116 |[0.65 Other bias: High
(5.49); 23.74 (6.02) AINELBE S BRI E e IPSI (7.98) [(6.03) risk (at baseline,
Setting  PES: ’77 67 (16.68); coping strategies. Cgrers : : Personal Efficacy
Community 69.85 (19_42) T also given individualised [ISB- -05 -0.62 Scale scores
o IPSI: 26.17 (6.94); 26.45 home assignment to supportive |(3.03) ||(3.15) significantly worse
. 8.12 ’ facilitate learning. in control group
Source of funding (D 2) A — Coping strategies: (11 lISB- -0.67 1/0.06 and significantly
N/R * C;Z'rzc? Iir;?ltl (Lf,/"))_ngz'_sa sessions): improving tangible  |/(4.01) ||(3.18) more carers in
a1 0): 92; problem-solving, IISB 096 |looa intervention
Care recipient i i - Uk 2 ;
diE reframing and seeking emotional ||(5.21) /(6.02) group desired
characteristics social support; establish : : institutionalisation
* Age (years): 73.6 (7.8); link between how lISB- 0.22 ||-0.82 of care recipient)
74.67 (7.07) situation changes to integrative (|(4.53) ||(4.74)
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e Diagnosis of Alzheimer's choosing appropriate -3.08 |l0.06
Disease (%): 81; 77 coping strategy. PES (20.71)//(21.73)
e Taking anti-dementia o TAU
drugs (%): 63; 50 Carers in this group BRAS 0.08 (|-0.19
referred to regular group (3.39) ||(3.02)

support program offered

Inclusi iteri
nclusion criteria by Alzheimer Society or

Desire to institutionalize (%):

Carer o health care organisations S
e who is primary carer of in relevant region. These
person with demenia programs are free of
. care[hfor at least 6 charge and do not have
montns waiting lists.
e had moderate carer °
burden (Zarit Burden
Inventory score>9)
¢ not participating in other
support group or
psychotherapy during trial
e supporting at least one
behaviour problem per
week
Exclusion criteria
e Carers were excluded
from trial if caring
circumstances changed
Full citation Sample size e Intervention: e Carers recruited from _ Limitations
Hoyle, D, Slater, J,  N=37 carers randomised Guided Self- websites of consumer Note: all data is means and  (assessed using the
Williams, C. « Intervention. n=19 Help Skills support associations in standard errors. Cochrane ‘Risk of
Schmidt, U, Wade, « Control n=1’8 training Australia, the Somerset Carer outcomes post- bias’ tool for
Td, Evaluation of a ’ e Control: Self- and Wessex Eating intervention randomized trials)
web-based skills o Help Skills Disorder Association in ] e Random sequence
intervention for Characteristics training the UK, and Outcomes gﬂ'ded SF_' generation:%nclear
advertisements on (n=18)
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carers of people
with anorexia
nervosa: a
randomized
controlled trial,
International
Journal of Eating
Disorders, 46, 634-
638, 2013

Ref Id
709111

Countryl/ies where
the study was
carried out

Australia, UK

Study type
RCT

Aim of the study

To assess efficacy
of online self-help
skills training
program
('Overcoming
Anorexia Online'")
with and without
professional
guidance in carers

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)

Carer characteristics

(whole sample)

e Female (%): 89

¢ Lived with care recipient
(%): 83%

e Care recipient
characteristics

e None reported

Inclusion criteria

e Carer of person with
anorexia nervosa who
speaks fluent English

Exclusion criteria
None reported

anorexia nervosa-
related/carer-related
groups on the social
network Facebook.
Carers directed to
website upon providing
consent with instructions
on how to access online
self-report assessment
questionnaires. Consent
from care recipient also
obtained for involvement
in study if possible. Self-
report assessment at
baseline, post-
intervention (7 weeks)
and 3-mo FU.

Self-Help Skills Training
Intervention consists of
further 7
modules/workbooks,
based on cognitive-
behavioural therapy
principles. Module 1:
information about
anorexia nervosa and
introduction to CBT
principles; module 2:
understanding anorexia,
communication and
motivational skills;
module 3: effect of
anorexia on family;
module 4: meal support;

98

| [o=18) || |
186 |[2.03
LEE-total (0.08) |\(0.08)
291 |[2.78
GHQ-28 111.15) [/(0.15)
64.75 |[57.10
SF-36  |l3.87) [/(3.86)
19.03 |[27.92
DASS-21 |4 86) ||(4.85)
EDSIS- |[36.06 |[31.15
total 3.76) [3.80)
ECI- 9021 |[81.76
negative (|(8.64) [|(8.68)
ECI- 3040 |[25.80
positive  [|2.71) [/2.73

Carer outcomes at 3-mo FU

Guided [,
Outcomes ||SH 18
(n=18) |"=18)
180 |[2.12
LEE-total (0.08) ||(0.08)
291 |[2.90
GHQ-28 115 15) [l(0.13)
64.76 |60.32
SF-36  ll4.87) |\(4.54)

risk (insufficient
information)

o Allocation
concealment: Uncl
ear risk (insufficient
information)

¢ Blinding of
participants/person
nel: High risk
(participants and
personnel not
blinded, potential
performance bias)

¢ Blinding of
outcome
assessment: Low
risk (online
assessment, not
applicable)

e Incomplete
outcome data: Low
risk (1 participant
withdrew from
guidance group,
not sufficient to
impact effect
estimates)

o Selective reporting:
Unclear risk
(insufficient
information)

e Other bias: Low
risk (appears free
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of people with module 5: risk and from other sources
. ; . 17.92 ||24.45 .
anorexia nervosa prognosis of anorexia; DASS-21 4.92) |@57) of bias)
module 6: role of related ' '
Study dates behaviours in maintaining |[EDSIS- 36.13 ||29.08
10/2010 to 08/2012 f;grpi’gasrg]\fednﬂ:ﬁnr [l (4.23) ||(4.06) Other information
: i i
) Carers also received hard  [ECI- . Poiiietes e Care recipient
Setting copies of intervention and ~ [negative ||(9.68) ||(9.26) s e ales e
In home/online 2 additional workbo_oks on ECI- 27.21 ||25.65 reported so unclear
self-care (module 8: positive  [[(2.25) [|(2.22) applicability to adult

Source of funding
None reported

carer's own needs and
developing plan to meet
these; module 9: role of
various professionals,
available/accessing
treatments and

population; given
profile of anorexia
nervosa patients,
plausibly applicable
to carers of young

people with
resources. continuing
e Guidance versus no health/social care
guidance needs.

Carers in guidance group
received weekly
professional support

from masters-level trainee
psychologist by email or
telephone. Carers in no
guidance group did not
receive additional
support.

Full citation Sample size e Intervention: e Sample recruited via Carer outcomes at 1-wk Limitations
Klodnicka Kouri, N=50 carers Psychoeducati memory clinics, geriztric post-test (assessed using the
Krystyna, . ' = on assessment unit, an Cochrane ‘Risk of
Duych)al\rme, . g:;'?:g??&g; EE « Control: community in south-west  |Qutco Eggﬁgged ggg;m bias’ tool for
Francine C., Giroux, ’ Information Quebec. All 25 carers mes* randomized trials)
Francine, A psycho- only completed intervention, (n=25) (n=25)
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educational Characteristics with 21 doing so within 5-  |s5.er e Random sequence

intervention focused
on communication
for caregivers of a
family member in
the early stage of
Alzheimer's
disease: Results of
an experimental
study, Dementia:
The International
Journal of Social
Research and
Practice, 10, 435-
453, 2011

Ref Id
709237

Countrylies where
the study was
carried out

Canada

Study type
RCT

Aim of the study

To develop and test
efficacy of
individualised
psychoeducation

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)

Carer characteristics

e Age (years): 59.12 (8.56);

64.8 (10.5)

e Gender (M/F): 5/20; 4/21

e Caucasian: 100% (whole
sample)

e Duration of caring (<1
year/1-2 years/2+ years):
2/7/16; 0/8/17
Education status
(primary/secondary):
0/25; 23/2

e Employment status (full-
time/part-
time/homemaker/retired):
6/5/3/11; 3/5/2/15

¢ Relationship to care
recipient (married or
civil/child/other
relation/friend): 7/15/0/3;
11/11/3/0

e Lives with care recipient?
40%; 44%

e Carer knowledge

(adapted measure): 29.12

(9.42); 33.44 (9.95)

¢ RMPC: 1.65 (0.57); 1.65
(0.61)

e Carer disturbance
(adapted measure): 1.04
(0.73); 1.1 (0.57)

wk period and remaining
4 carers deferring session
(due to for example
illness) to subsequent
week. Assessments, all of
which were self-reported,
were at baseline (1 week
pre-intervention), 1 week
and 6 weeks post-
intervention and were
completed in presence of
trained research
assistants (2 nurses, 1
social worker, 6-hr
training program) blind to
group allocation.
Psychoeducation
Consisted in 5 weekly
structured sessions,
approx. 90-120 min each,
delivered by researchers.
Fidelity ensured using
checklist completed by
trained nurse practitioner.
Program comprised of 5
modules with each
module covering
communication difficulties
associated with cognitive
limitations (for example
concentration, attention,
memory, orientation,
judgment, reasoning,
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knowle
?agfapt 4043  ||34.41
edapt |(7.65)  [(2.86)
measu
re)
RMBP [[1.74 17
C 055)  ||(0.59)
Carer
disturb
ance |0.63 (0.7) ?6954)
(adapt :
ed)
3.41 3.27
CSQ 1075y |(1.03)
9348  |[90.33
CSS I(5.0) (5.0)

*Data are adjusted means,
except for CSS outcome

Carer outcomes at 6-wk FU

Psychoed ||Inform

2:50 ucation ation
(n=25) (n=25)
Carer

knowle [[40.83 33.37

dge ||(7.48) (10.17)

(adapt

generation: Unclear
risk (insufficient
information)
Allocation
concealment:
Unclear risk
(insufficient
information)
Blinding of
participants/person
nel: High risk
(participants/perso
nnel not blinded,
possibility of
performance bias)
Blinding of
outcome
assessment: Low
risk (all measures
were self-report in
presence of
assessor, who was
blinded to group
assignment)
Incomplete
outcome data: Low
risk (7 participants
dropped out before
randomisation
mainly due to
death/iliness of
carer or care
recipient)
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intervention focused
on communication
for carer of person
with cognitive
problems
associated with
early stage of
Alzheimer's
Disease

Study dates

Not reported, 20-
month period

Setting

Community (Urban
and rural)

Source of funding

Funded by the
Quebec
Interuniversity
Nursing Intervention
Research Group,
the Desjardins
Research Chair in
Nursing Care for
Seniors and their
Families, the
Fondation
derecherche en
sciences infirmieres
du Quebec, the

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)

e CSQ: 3.05 (0.89); 2.97
(0.94)

e CSS: 87.79 (8.99); 89.68
(5.12)

Inclusion criteria

Carers who

o self-identified as primary
carers of family member
or friend diagnosed with
cognitive problems
associated with early
stage of probable

Alzheimer's Disease (AD)
(as determined by MMSE

score 20-28)
e were aged=55-years old
e could communicate in
English or French

Exclusion criteria
Carers who

e were currently or recently

participating in

educational/support

group or similar forum
e were unable to assume

role of learner (that is had

cognitive or other
problems)

mood variability, emotions
and visual-spatial and
executive functions).
Participants given
opportunity to master/use
communication skills,
learn about
communication

models, and strategies to
reduce their fear and
anxiety.

Information

Consisted in printed flier
on memory and
communication problems
adapted from

publication Memory Loss
and Aging (College of
Family Physicians of
Canada 1996).
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ed
measu
re)
RMBP |[1.86 168
C 054)  [[(0.57)
Carer
g':;:rb 0.53 1.03
. [078) [042)
ed)
3.69 3.03
CSQ 048y  [(0.93)
9444  |[88.93
CSS I(5.0) (5.82)

*Data are adjusted means,

except for CSS outcome

¢ Selective reporting:
Unclear
(insufficient
information)

e Other bias: High
risk (Control group
significantly older
than intervention
group, p<0.05)
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Canadian Nurses
Foundation and the
Research Centre on
Aging of the
University Institute
of Geriatrics of

Sherbrooke,
Canada.
Full citation Sample size e Intervention: e Dyads completed Carer outcomes at 3-mo FU  Limitations
Liddle, J, Smith- N=36 patient-carer dyads Guided Self- assessments (baseline) Gui (assessed using the
Conway, Er, Baker, randomised _ and carers started trainin ded |t Cochrane ‘Risk of
R, Angwin, A, « Intervention, n=13 dyads Behavioural g sessions within 1 outeo lIst I bias’ tool for
Gallois, C, Copland,  Control, n=16 dyads Management week. Follow-up was 3 « |BM [[(n= Notes randomized trials)
Da, Pachana, Na, ’ months_ after completion mes - 1%_) e Random sequence
Humphreys, Ms, h o e Control: TAU of t_ralnlng program. (1r13— generation: Unclear
Byrne, Gj, Chenery, ¢ aracterlstlcs. . Guided Self-Help ) risk (insufficient
Hj, Memory and Carer characteristics Be_hgvioural Management 5.7 ||sig group information)
communication * Age (years): 72.85 (8.34); training . 9 5 lxtime « Allocation
support strategies in ~ 65.38 (10.07) Consisted in watching 8- |\(4.7||(p=0.001 concealment:
dementia: effect of e Gender (M/F): 4/9; 1/15 DVD at dyad's own home  |CMSD i34 - ll5 " 119 o100 Unclear risk
a training program e Years of carer education: durln_g 2 x 45 min 5) (/8.2 |(p=0.016 (insufficient
for informal median=12 (IQR 10-15); sessions based on 5) |5) information)
caregivers, median=11 (IQR 10-13) RECAPS memory « Blinding of
International e Relationship to care support strategies and the n.s. participants/person
Psychogeriatrics, recipient MESSAGE group, nel: High risk
24, 1927-1942, (spouse/offspring/parent/f communication support 14. |l16. |[fime. (participants and
2012 riend): 11/1/1/0; 11/3/0/2 strategies. First session 38 |lgg [l9rouP x personnel not
o Overall carer health covered communication 2Bl 10402 time; blinded, potential
Ref Id (poor/fair/good/excellent): strategies (MESSAGE 7 o) |62% performance bias)
709329 0/2/7/4’ 0/2/10/4 tralnl_ng), whilst second versqs O BIinding of
« CMSD: median=7 (IQR6- session covered memory 38% imp outcome
7.5): median=6.5 (IQR 5- strategies (RECAPS roved assessment: High
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7.75)

training). Sessions
overseen by 2
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risk for all
outcomes except
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Countryl/ies where e ZBI (short version): 15.85 researchers (with either near sig CMSD (assessors
the study was (8.85); 14.5 (9.29) psychology or speech time not blinded except
carried out « PAC: median=31 (IQR pathology qualifications), (p=0.039|  for CMSD)
Australia 27-37); median=32 (23- who monitored reception 30 |34 ): near Incomplete
39.5) of training, encouraged PAC |\(26- (16 sig group outcome data:
Study type e RMBPC memory discussion, collected 35) |[an [|(p=0.039 Unclear risk (7
problems-frequency: outcome data and 38) ): 46% v dyads withdrew
RCT median=18 (16-25); answered any questions 13% due to reasons
median=22 (IQR 13.5- about training. CMSD improved unlikely related to
Aim of the study 24.5) completed after each intervention. No
To evaluate e RMBPC memory session; training RMBP ns information
effectiveness of problems-reaction: satisfaction/suggestions C 23. grc;up' provided as to
DVD-based carer median=5 ((IQR 2-7); surve-.y.completed at end memor||, o 5 near s’ig dyads group
training program on median=5 ((IQR 2.5-8.5) of training. y (11- (15 group X allocation)
carer experience TAU (No training) proble 26) |- . [ltime Selective reporting:
and well being of Care recipient (person Carers completed ]rcnS- 26. (p=0.028 Unclear risk
person with with dementia) assessments at basgll_ne reque ) ) (msufﬁm_ent
dementia e and at _3-mo FU. Training ncy mformafuon)
DVD given to carers after Other bias: Low
e Age (years): 75.85 (6.77); 3-mo FU RMBP risk (appears free
Study dates 77.81 (10.53) ' C from other sources
07/2011 to 02/2011 e Gender (M/F): 10/3; 11/5 memor|| , 8 of bis)
e Overall health y (2- (2 |Ihs
Setting (poor/fair/lgood/excellent): proble 7) 14.
In home 2/5/5/1; 1/3/7/5 ms- 5)
« Diagnosis reactio
(Alzheimer's/vascular/fron n
Source of funding totemporal/NOS/other): s
Funded by J.O. and 5/1/2/4/1; 7/3/0/5/1 RMBP gr(;upl
J.R. Wicking Trust C 3 5 near sig
(managed by ANZ [ralieom aaler _d|srupt (1- (2.5 group x
trus_tees) and the Carers who ive 7 time
National Health and livi ith behavi 8.5) (p=0.028
Medical Research * were fiving with person ours- =0
diagnosed with medically )
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Council (Grant ID diagnosed dementia freque
511208). (including Alzheimer's ncy
Disease)
e were the primary carer RMBP
¢ gave informed consent C
e People diagnosed with disrupt|ls I3 5
dementia who ve (1- |(1- [ ns
e could provide responses behavi 4) |16
to direct assessment ours=
measures reactio
e gave informed consent n
CSDD 7 |la |[near sig,
Exclusion criteria - @- 2.5 group
Not reported freque 11) |-8) (p=0.024
ncy )
_CSDD > o
Leactio g;_ Eg)S ns

*All data is median and
IQR, except for ZBI which
is mean and SD

; 0=0.00385 due to multiple
comparisons (Bonferroni)

Full citation Sample size e Intervention: ¢ Randomisation stratified Outcomes at 8 months Limitations
Livingston, G., N=260 Co.ping Skills by health trust using Inter- (assessed using the
Barber, J., « Intervention, n=173 traiing random permuted blocks  |Outco venti Cont|l | Cochrane ‘Risk of
Rapaport, P., e Control. n=87 e Control: TAU vylth ratio of 2:1 me I rol bias’ tool for
Knapp, M., Griffin, ’ (invention: randomized trials)
M., Romeo, R., ch teristi TAU). Par’umpants. HADS- [[12.9 ||13|[14.9 | ° Random sequence
King, D., Livingston, aracteristics assessed at baseline, 4, Total {|(7.9) ||3 [|(8.0) generation: Low
D., Lewis-Holmes, [Intervention; Control] 8, 12 and 24 months. risk (online

104
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E., Mummery, C., Carer characteristics e Coping Skills training HsQ- |[58.6 58.2 computer-
Walker, Z, Hoe, J., o Age (years): 62.0 (14.6); START intervention mental ||(22.0|[1%[|(19.2|ls | ~ generated
Cooper, C., START 56.1 (12.3) consists in manualised 8 health |) 2 ) randomisation
(STrAtegies for o Sex (M/F): 57/116; 25/62 sessions covering — system, stratified
RelaTwe_s) study:a o \White UK/white o Session 1: HADS-||7.6 (|13](8.8 71 by health trust
pragmatic other/black + minority: Psychoeducation about  |A (4.4) |3 ||(4.4)] |  using random
randomlsed_ 131/10/31; 65/5/17 dementia, carer stress, HADS. 5.3 E 6.1 | permut.ed blocks)
dgtgrmme the n=172: 14.8 (7.4) behaviour of care it/ el | A S | concealment: Low
cllnlcgl « HADS-A: 8.1 (4.4), recipient MCTS risk (cgntral
effectiveness and n=172: 9.3 (4.3) o Sessions 2-5: Difficult (at alllocgtlon)
cost-effectiveness « HADS.D: 5.4 behaviours, behavioural  |least Blinding of
of almanual-based (3.8), n=172: 5.5 (3.9) management one o lealie |k part|c:|_pant_s/person
coping stratedy 15 Mental Health: 58.3 techniques, carer seff- item nel: High risk
programme in (22.4), n=171: 58.2 (21.7) care, communication, with (Participants/perso
promoting the « MCTS Total: 2.8 (2.9) coping strategies, score 2 nnel not blinded to
et r NG T C oot o, 2 S
. - = — indin
living with dementia, ® Zarit Total: 35.3(18.4), TEIIET T *Data from Cooper 2016 | outcomgeo

Health Technology
Assessment, 18, i-

n=165; 38.1 (17.0), n=84

e Work situation

o Session 6: Future
needs of care recipient,

At 12 months

assessment: Low
risk (assessors

xxvi+1-242. 2014 (FT/PT/retired/Not UK-specifiq care and o . Ty
working): 36/27/80/30; legal planning Inter Z::gg'aq%;‘; SR
28/20/23/16 o Session 7: Planning L
Ref Id o Outco Contr Incomplete
pleasant activities me  IventilN llol N .
710884 . MM outcome data: High
c trvli h Care recipient o Session 8 Malnta”’!lng on . ] risk (missing data
ountry/ies where ..o cteristics learned skills over time — — likely related to true
the study was _ _ E on ended with |HADS-|[12.5|[13(| 14.6 .
carried out L Age (years). 79.9 (83)! very SeSSIOn enaed wi T (7 9) 8 (8 9) 64 outcome with
78.0 (9.9) stress reduction —IE =2 1L imbalance in
UK e Sex (M/F): 71/102; 37/50 iz ane e | e |51l s reasons for missing
o White UK/white Relaxation exercises (inc. |mentg|((20. 1Moz 5161 data across
Study type other/black + focused breathing, guided |ho51th |6) (223 groups)
RCT minority:126/14/33; imagery, meditation) also — —  Selective reporting:
61/6/20 used in sessions. Low risk (study
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Aim of the study

To evaluate
effectiveness and
cost-effectiveness
of manual-

based coping skills
training for
dementia carers in
short- and long-term

Study dates
11/2009 to 06/2013

Setting

Home, NHS trust or
participating
neurology clinic

Source of funding
Health Technology
Assessment
programme of NIHR

e Living with carer:
65.3%/57.5%

Inclusion criteria

Family carers of people
living with dementia
recruited from 3 mental
health trusts and a
neurology clinic (Dementia
Research Centre) who
provide at least weekly
emotional or practical
support, and

self-identify as primary
carer of someone with
dementia not living in 24-hr
care

provide informed consent

Exclusion criteria

Carers who were

not able to provide
informed consent

current participating in
another RCT as a carer
lived >1.5 hrs travelling
time from researcher base

e TAU
Presumed to consist in
standard based on NICE
guidelines with services
based around person with
dementia (for example
medical, psychological
and social treatment).
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HADS-||7
A

(4.4)

13||8

(5.1)

HADS-
D

5.0
(4.2)

5.9
(4.3)

||°°*||°°
w

MCTS
(at
least
one
item
with
score
22)*

33

67

67

46

*Data from Cooper 2016

At 24 months

155 | |
@5) [**

Outco Inter_— Cont
venti [N
me rol
on | |
HADS- (|13.6 (|1
T (8.3) 2_
HSQ (|60.2 11 55.0
mental (|(19.8 3 (21.2
health |[) _)
HADS-(|18.1 (|13](9.2
A (4.9) 2_(5 3)
HADS-(|5.5 (|13](6.3
D (4.2) 2_(4 9)
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protocol available,
all outcomes
reported)

e Other bias: None
Other information
e At 8-mo FU, 21 and

12 carers in
intervention and
control group had
withdrawn or
dropped out.
Reasons included
carer died (1 each
group), wanting
intervention
treatment (4 in TAU
group), did not like
intervention (3 in
intervention group);
6 provided no
reason (5
intervention, 1
TAU).
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MCTS

(at

least

one o7 |ls4f10 |l40

item

with

score 2

2)*

*Data from Cooper 2016
Full citation Sample size * Intervention: e See entry for Livingston Results Limitations
Cooper, C., Barber, e See entry for Livingston Coping Skills 2014 e See entry for Livingston e See entry for
J., Griffin, M., 2014 training 2014 Livingston 2014
Iéi]:;ing§ton, G, ; Characteristics

FANEEED ¢ e See entry for Livingston

START 2014

psychological
intervention in
reducing abuse by  Inclusion criteria

dementia family e See entry for Livingston

carers: randomized 2014

controlled ftrial,

Qterr;]atlonglt _ Exclusion criteria
sychogeriatrics, o

28, 881-7, 2016 3 §g$4entry for Livingston

Ref Id

711825

Countryl/ies where
the study was
carried out
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UK

Study type
Multisite RCT

Aim of the study
To assess efficacy
of START
intervention in
reducing abuse of
people living with
dementia by their
carers

Study dates
11/2009 to 06/2013

Setting

Home, NHS trust or
participating
neurology clinic

Source of funding

See entry for
Livingston 2014

Full citation Sample size

Lobban, F., N=103 carers randomised
Glentworth, D, « Intervention, n=51
Chapman, L., e Control, n=52
Wainwright, L.,

Postlethwaite, A.,

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)

¢ Intervention:
Guided Self-
help Coping
Skills training
+ TAU

e Control: TAU

e Carers recruited from 3
NHS trusts. Face-to-face
assessments at baseline
and post-intervention (6
months) at convenient
location (for example

108

Carer outcomes at post-
intervention (6 months)

Outcome (l_‘:'wdeds TAU
S (n=45)
CS+TAU

Limitations
(assessed using the
Cochrane ‘Risk of
bias’ tool for
randomized trials)
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Dunn, G., Pinfold,
V., Larkin, W.,
Haddock, G.,
Feasibility of a
supported self-
management
intervention for
relatives of people
with recent-onset
psychosis: REACT
study, British
Journal of
Psychiatry, 203,
2013

Ref Id
532457

Countrylies where
the study was
carried out

UK

Study type
RCT

Aim of the study

To assess efficacy
of guided self-help
coping skills training
toolkit in carers of

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)

Characteristics

Carer characteristics

(whole sample)

e Gender (M/F): 18/85

e White British (%): 94

e Employment (% full-
time/part-
time/unemployed or
retired): 33/21/45

¢ Lived with care recipient
(%): 73

Care recipient

e Known diagnosis (%
psychosis/schiozphrenia/
bipolar disorder): 50/8/5

e Median duration of illness
(months): 36 months
(range 3/240)

e Median time since
diagnosis (months): 9
(range 0-144)

Inclusion criteria

Carers

e relatives/partners/close
friends of person
experiencing psychosis

e direct contact with care
recipient

o self-identified main carer

e 218 years-old

carer home, NHS or
university premises).
Guided Self Help Coping
Skills training (REACT" -
Relatives' Education and
Coping Toolkit) + TAU
Carers given both printed
version and access to
online version of toolkit,
which consisted in 13
modules of between 11
and 23 A5 pages that
carer could cover at own
pace. Intervention
delivered by 1 of 6 early
interventions support
worker (who received 4
days training over 3
months). Modules use
case examples to
facilitate finding
information relevant to
carer's particular
circumstances. Modules
covered: information
about psychosis,
managing symptoms and
crises; stress
management; mental
health services; treatment
options; resource
directory (43 pages);
terms of jargon. Uses
signposting to other
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| ln=4n || |
28.30
23.42
GHQ-28 (15.20) §1 5.42
100.9
ECI- 85.53 1
negative |((43.69) [|(34.93
)
ECI- 30.70 30.64
positive |[(10.56) [((9.28)
CWsQ- 79.50
well ?299'6711 ) |e247
being ’ )
CWSQ- [[39.60 (3132'8199
support |[(10.31) ) ’
FQ-  |l68.92 (71%655
concern |[[(16.95) ) ’
FQ-  |l40.03 ?2462753
coping [{(19.92) ) ’
37.94 37.15
alal 5.94) |6.77)

e Random sequence

generation: Low
risk (varying block
randomisation)
Allocation
concealment: Low
risk (central
allocation used)
Blinding of
participants/person
nel: High risk
(participants and
personnel not
blinded, potential
performance bias)
Blinding of
outcome
assessment:
Unclear risk
(although
assessors blinded
to group
assignment,
blinding was
broken for 9 carers
at assessment)
Incomplete
outcome data: Low
risk (similar dropout
rates for similar
reasons)

Selective reporting:
Low risk (protocol
available, all main
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people with recent-
onset psychosis

Study dates

Unclear, not
reported

Setting
In home/telephone

Source of funding

Funded by the
National Institute for
Health Research
(NIHR) under its
Research for
Patient Benefit
(RfPB) Programme
(Grant Reference
Number RfPB PB-
PG-0807-14075)

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)

e competent in writing and
speaking English

e Care recipient

¢ aged between 14 and 35

e currently supported by
early intervention
services in participating
NHS Trust

o first contact with early
intervention services
within past 24 months

Exclusion criteria
None reported

resources requiring
regular updating of toolkit.
Initial session was face-
to-face for introduction to
toolkit and to arrange
mode of support
(telephone or email).
Support consisted of
maximum 1 hour per
week over course of 6
month intervention and
acted to facilitate
identification of key
problems, find relevant
resources in toolkit, and
engage in problem
solving. Minimum of 6
support contacts in case
that carers did not
respond or initiate
contact.

TAU

Consisted in carer
assessment and ongoing
assessment of care
recipient needs; shared
formulation of individual
and family issues;
information about mental
health and related
health/social care system;
practical support; links to
other support services;
crisis intervention; relapse

110

outcomes
measures reported)

e Other bias: Low
risk (appears free
from other sources
of bias)

Other information

e Includes carers of
people below age
of 16 years; only
one carer
requested access
to online version of
toolkit.
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Full citation Sample size e Intervention: e Assessment conducted at Results Limitations
Martin-Carrasco, N=223 carers Group ~ baseline, post- Carer changes scores (post-  (assessed using the
M., Fernandez- « Intervention, n=109 Psychoeducati intervention (after 4 intervention - baseline) - Cochrane ‘Risk of
Catalina, P., e Control. n=114 on +TAU months), and subsequent  completer case analysis bias’ tool for
Dominguez- ’ e Control: TAU 4-mo FU. Trial ended for randomized trials)
Panchon, A. |., L individual carer if they S e Random sequence
Goncalves-Pereira,  Characteristics withdrew consent or there |5 .~ PE+ [(TAU generation: Low
M., Gonzalez-Fraile, Carer characteristics were protocol deviations TAU  ||(n=97) risk (computer-
E., Munoz- * Age (years): 59.2 (11.4); (assessed by Ce_ntral (n=86) generated block
Hermoso, P., 61.1 (11.6) research committee) or randomisation, size
Ballesteros, J., « Gender (M/F): 22/87; care recipient (i) moved =80 o 1to 4)
Educa-lilGroup, A || 31/83 from outpatient to ZBl-22 - 1(12.68)|l 15 07)| o Allocation
randomized trial to e Education level (no inpatient/residential care concealment: Low
assess the efficacy degree/primary/secondar setting or (i) was _4.52 risk (central
ofa yluniversity): 7/38/34/30; discharged from IEQ- (11.58) -1.72 allocation)
psychoeducational 12/48/39/15 healthcare service. total (12.13)1 , Biinding of
intervention on e Employment status * Group Psychoeducation + participants/person
caregiver burden in (employed/unemployed/h TAU IEQ- -1.16  110.09 nel: High risk
schizophrenia, ousewife/retired/disabled) Consisted in 12 tension (4.19) |((5.34) (participants and
European : 41/8/33/27/0; structured and personnel not
Psychiatry: the 30/14/36/32/2 manualised weekly IEQ- 1577 |loss blinded, potential
Journal of the « Relationship to care sessions, egch Iastl_ng 90- [supervisio (3.54) [|(2.84) performance bias)
Association of recipient (parent/spouse 120 mins with 15 min Il « Blinding of
European or partner/brother or el wletls o seesion IEQ- 142 029 outcome
Psychiatrists, 33,9- sister/child/other): 78/7/18 (iStEl= e} . o e assessment: Low
17,2016 214; 87/6/20/0/1 eo NS s worries |[(092) JI640) | rigk (all measures
« Duration of carer role psycnologist or  |l-1.43 |-0.94 self-report,
Ref Id (vears): 14.2 (9.8); 15.5 psychiatrist Carers IEQ-urgingll 4 97) |l(4.08) assessor was
(10.1) !'ecewed_ standardised blinded to group
712470 information about CES-D ||-2.86 ”0.36 |
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prevention; stress
management; referral to
structured family
intervention if needed.
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assignment)
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| [9.17) [[@.60) | * Incomplete

Countrylies where
the study was
carried out

Spain, Portual

Study type
Multisite RCT

Aim of the study
To assess efficacy
of psychoeducation
compared to
standard care on
reducing burden of
carers of people
with schizophrenia

Study dates
03/2012 to 05/2012

Setting

24 outpatient
psychiatric clinics
(21 in Spain, 3 in
Portugal)

Source of funding

Research grant
from Instituto de

e Hours per day spent

caring: 5.3 (1.4); 5.2 (1.4)

¢ Diagnosis: data not
reported

Inclusion criteria

Carers who

e aged 218 years-old

e supporting relative with
schizophrenia or
schizoaffective disorder

e spent minimum of 4
hours/week supporting
person

e Person with
schizophrenia or
schizoaffective disorder
who

¢ was diagnosed at least 2
years before trial

Exclusion criteria

Carers who

¢ did not have time to
attend weekly sessions

e were receiving or
received in last year
similar standardised
psychoeducational
intervention

e Person with
schizophrenia or

schizophrenia and given
cognitive/behavioural
skills training .
Intervention required
active participation from
carers (for example role
playing). Contents of
sessions included
understanding mental
illness (sessions 1+2),
treatment of
schizophrenia/dealing
with emergencies
(session 3), taking care of
oneself (session 4),
stress and well-being
(session 5), role of
thinking (session 6),
engaging in pleasant
activities (session 7),
communication skills
(session 8), behavioural
management (session 9),
problem solving (session
10), demanding situation
(session 11), and
available
resources/services
(session 12).

TAU

Carers received usual
support from outpatient
service where care
recipient treated, and had
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outcome data: High

Carer changes scores (4-mo

GHQ-28- [[429 L4125 |  risk (Atpost:
total (11.00) (11.20) intervention and 4-
mo FU, 19% and
GHQ-28- |[-0.89 |-0.02 5% dropout rate,
) respectively, in
somatic _ |(3.88) ||(3.88) intervention
oq_ group and 10% and
S&%ﬁ? -1.84 |[|-0.73 5%, respectively,
) ; (4.57) 1[(3.71) dropout rate in
insomnia
control group,
GHQ-28- reasons likely
social -1.60 |}-0.15 related to true
dysfunctio (|(3.32) ||(2.96) outcome)
n e Selective reporting:
Unclear risk
GHQ-28- (insufficient
severe -0.26 ||-0.34 information)
depressio [|(2.49) [|(3.79) e Other bias: Low
il risk (appears free

from other sources
of bias)

FU - baseline) - Completer

case analysis

CE;roupP TAU
Outcomes +TAU (n=91
(n=82) )
-1.21
-5.67
ZBI|-22 (10.97) §11.09
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Salud Carlos I, schizoaffective disorder regular interviews and 260
Spain (P110/01049).  who updates about care IEQ-total [[2:#6 (12.18
e was hospitalised in month recipient. (12.09) ) '
before trial or was in
residential care IEQ- -1.48 -0.48
e presented with mental tension (3.69) [|(4.19)
retardation, dementia or
other organic cognitive IEQ- -1.05 -0.41
disorder supervisio|| 3 39y |13 08)
n
IEQ- -1.37 -0.66
worries  |[(5.58)  |[|(5.81)
IEQ- -2.05 -1.12
urging (5.01) [|(5.27)
CES-D -2.38 -0.73

7.77) ||(7.77)

GHQ-28- ||-3.00 22'181 A
total (12.32) ) :
GHQ-28- ||-0.59 0.33
somatic (4.56) (4.11)

GHQ-28-

anxicéty/ -1.24 -0.70
) . ||(4.60) (4.16)
insomnia

GHQ-28-

social -0.64 -0.30
dysfunctio||(3.16) (3.02)
n
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GHQ-28-

severe -0.53 -0.20

depressio |[(2.81) |[(3.84)

n
Full citation Sample size e Intervention: e Carers recruited from Carer outcomes post- Limitations
Nufiez-Naveira, L, ~ N=77 carers randomised ﬁulided Self- various local Aflzfzjeilmcejr’s intervention (assessed using the
Alonso-Bua, B, . . elp associations of adult day- Cochrane ‘Risk of
Labra, C, Ln:ggv?ggﬁrr]r;ark:15, * Control: TAU care centres in Denmark,  |Qutcomes G?go Tpil;1 bias’ tool for
Gregersen, R, Poland=9, Spain=12) Poland and Spain. Self- (n )[|(n )| randomized trials)
Maibom, K, Mojs, E, & Control, n=41 assessments, completed SRR 17.03 |[20.77 | ¢ Random sequence
Krawczyk- (Denmark=1, Poland=20, online or paper versions eV 17.07) [|(9.02)|  generation: Low
Wasielewska, A, Spain=20) returned to project leader : risk (computer-
Millan-Calenti, Jc, in each country, at Pearlin- generated
UnderstAID, an ICT - baseline before Caregiver |11.70 [110.97 randomisation)
Platform to Help s randomisation and post-  |Competenc |/(2.18) {/(2.60) | o Allocation
Informal Caregivers ~ Carer characteristics intervention. e Scale concealment:
of People living with ~ (completers only: ¢ Guided Self- . Unclear risk
dementia: a Pilot intervention=30; Help ('understAID") Revised (insufficient
Sercleriieg control=31) Carers accessed Caregiving |/18.60 |119.10 information)
Controlled Study, ~ * Gender (M/F): 9/21; application through Satisfaction (4.75)|(5-71) | | gjinding of
BioMed Research 13/18 internet-enabled devices  [Scale participants/person
International, 2016, ¢ Employment (physical (for example smartphone, nel: High risk

5726465, 2016

work/intellectual work/une
mployed/retired):
6/10/1/13; 7/15/4/5

tablet, PC). Consists of
Learning section of 5
modules, daily task

(participants and
personnel not

Ref Id . : blinded, potential
712609 e Hours of caring per week section and social _ performance bias)
(<20/220): 17/13; 18/13 network support. Learning « Blinding of
_ e Support caring (%): 28/31 modules each have 4 outcome
Country/ies where o gelf-perceived health levels of difficulty and assessment:
the study was (very cover: Modulg 1: Unclear risk (self-
carried out good/good/fair/poor): cognitive decline; Module report but no
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5/9/16/0; 1/16/13/1

2: Daily tasks; Module 3:
behavioural change;
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further information)
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Denmark, Poland,
Spain

Study type

RCT

Aim of the study

To assess efficacy
of online education
and skills training
platform
(UnderstAID) in
carers of people
living with dementia

Study dates

Unclear, not
reported

Setting
In home/online

Source of funding

Supported by grant
#AAL-2012-5-107
for 'understAID: A
PlatformThat Helps
Informal Caregivers
to Understand and
Aid Their Demented
Relatives' and
funded by the
European

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)

e Care recipient
characteristics

e Global Deterioration
Scale stage (4/5/6/7):
12/12/5/1; 7/10/11/3

Inclusion criteria

e Carer of person with
diagnosed dementia
(ICD-10, DSM-IV-TR or
NINDS-ADRDA criteria)

e who is informal primary
carer

e assists care recipient in
basic tasks for >6 weeks
for substantial amount of
time

e with ZBI score=24

¢ informed consent

Exclusion criteria

e Carers not able to
evaluate or use online
intervention (for example
cognitive impairment,
who were illiterate, or had
severe hearing and visual
or motor problems)

module 4: social
activities; module 5:
caring experience. Daily
task section provides
calendar and
appointment/medication
intake reminders. Social
network support was
moderated by
researchers and enabled
exchange of information
and opinions. UnderstAID
could also be
personalised (optional) by
completing a
questionnaire at
beginning of application
to tailor it to carer's
knowledge and situation.
Carers in this group also
received weekly or
monthly phone calls to
track their progress with
using platform, gain
feedback

TAU

Carers received standard
care relative to the
country in which they live.
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e Incomplete
outcome
data: High risk
(reason for missing
data likely related
to true outcome
with imbalance in
numbers/reasons
across groups)

¢ Selective reporting:
Unclear risk
(insufficient
information)

e Other
bias: High risk (car
ers in intervention
group received
significantly more
support from
dementia
supervisors and
significantly less
respite care than
controls, not
controlled for in
analysis

Other information

e Some of the
Danish carers
received financial
renumeration for
reducing working
hours in their jobs
whilst caring
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Commission in the
Ambient Assisted
Living (AAL) Joint
Programme and
various national
funding agencies in
Denmark, Spain
and Poland.

Full citation
Sepe-Monti, M.,
Vanacore, N.,
Bartorelli, L.,
Tognetti, A.,
Giubilei, F., The
Savvy Caregiver
Program: A Probe
Multicenter
Randomized
Controlled Pilot Trial
in Caregivers of
Patients Affected by
Alzheimer's
Disease, Journal of
Alzheimer's
Disease, 54, 1235-
1246, 2016

Ref Id
712836

Countrylies where
the study was
carried out
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Sample size e Intervention:
N=164 carers Group ,
e Intervention, n=80 giychoeducatl
e Control, n=84 « Control:

Group
Characteristics information
Carer characteristics only

e Age (years): 57.84
(13.89); 59.57 (14.52)

e Gender (M/F): 20/60;
36/48

e Education (years): 12.35
(4.06); 11.57 (4.39)

¢ Relationship to person
with AD
(child/spouse/other):
42/32/6; 40/39/5

¢ Lives with person with
AD: 56%; 63%

e Second carer: 31%; 33%

Care recipient
characteristics

o All trial psychologists had
training to conduct
SAVVY program to
ensure consistency of
treatment. All treatment
sessions in both groups
coordinated by local
psychologist group
leader. Assessments at
baseline, then 8 weeks
and 6 months after
baseline. Carers
participated in group
interventions without care
recipients. ITT analysis
conducted.

e Group psychoeducation
(SAVVY)
Multicomponent
intervention with
information provision,
education, problem
solving, skills training,
behavioural management
techniques, and cognitive
strategies elements.
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Outcomes at 8-week FU

G Inform-

roup ation

PE (n=80) (n=84)

NPI- 21.11 22.93
Total |[|(12.18) ||(14.61)
NPI 13.17 14.14
distress |[(9.05) (10.70)
27.78 29.11
CBl l12.05) ||(15.45)
SF-12- (|48.75 47.60
physical|((8.49) (9.75)
SF-12- (|42.82 42.47
mental (|(11.21) [|(12.00)
CES-D- ||11.24 13.28
20 (6.73) (7.97)
STAI-  |[31.91 33.71
state (9.69) (10.96)

Outcomes at 6-mo FU

e Some indirectness
as sample
includes 38%
carers from Poland

Limitations

e Random sequence
generation: Low
risk (computer-
generated random
numbers)

¢ Allocation
concealment: Low
risk (central
allocation centre)

¢ Blinding of
participants/person
nel: Low risk
(participants blinde
d to allocation;
personnel providing
intervention not
blinded so
possibility of
performance bias)

¢ Blinding of
outcome
assessment: Low
risk (assessor
blinded to
allocation)
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Italy
Study type
Multisite RCT

Aim of the study

To evaluate effect
of group
psychoeducational
program (Savvy
Caregiver Program)
compared to walk-in
information/support
on carer burden and
psychological
symptoms in carers
of older people with
Alzheimer's
Disease

Study dates
01/2010 to 08/2010

Setting

10 outpatient
memory clinics

Source of funding
Supported by a
Health Care
Research
Foundation grant.
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e Age (years): 77.76 (6.30);
78.50 (6.67)

e Gender (M/F): 50/30;
47/37

¢ Disease duration (years):
3.38 (2.54); 3.2 (2.88)

e MMSE score: 16.85
(5.61); 14.75 (6.19)

Inclusion criteria

¢ Patients with diagnosis of
probably or possible
Alzheimer's Disease
(NINCDS-ADRDA
criteria) attending one of
10 outpatient memory
clinics, with known
(informal) primary carer

e Carer informed consnet

Exclusion criteria

¢ Patients with diagnosis of
other forms of dementia
or participating in other
pharmacological/non-
pharmacological trials

e Patients whose carers
unable or refused
consent to participate

Structured 6 weekly, 2
hour group (that is with
other carers) sessions,
each on different topics,
to enhance carer quality
of life and ability to be
and successful as carer.
SAVVY based on (Italian
versions of) Caregiver's
Manual and Trainer's
Manual. Content of
sessions consisted in (1)
clinical/pharmacological
information about AD and
preparation for education
program, (2) self-care,
emotional and
behavioural management,
communication, (3)
involving person with AD
in activities, (4) ADL
behavioural management
strategies, (5) strengthen
learning and decision-
making model, and (6)
family as source of
support.

Information only

Two 2 hr sessions of
group information
program comprised of
medical information about
AD and conducting open
group discussion about
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COPE
scores

educatio ||ation
n (n=80) ||(n=84)

Psycho- ||Inform-

Social 30.82 [[29.14
Support |[(8.62) |[(7.81)

Avoidanc
e 20.93 21.31
Strategie |[(3.52) |[(3.44)
S

Positive |[38.88  {|36.80
attitude  ||(6.43)  [|(7.07)

Focus on||33.11 32.68
Problem |((5.73) (5.19)

Religious
orientatio
n

24.02 |[24.52
(5.41) ||(5.33)

Data stratified by 33%
percentile scores for each
subscale not shown.

Psycho- |{Inform-
education ||ation
(n=80) (n=84)

22.20 25.19

NP (16.19) [|(16.30)

e Incomplete
outcome data: High
risk (13 in
intervention and 28
carers in control
group withdrew
before 8-week
follow-up.
Subsequent
12 intervention and
9 control carers
refused 6-mo FU;
potential attrition
bias)

e Selective reporting:
Unclear
(insufficient
information)

e Other bias: High
risk (significant
differences at
baseline: more
female carers in
control group;
control group
patients had lower
baseline MMSE
score [that is more
severe AD];
intervention group
patients took more
acetylcholinesteras
e inhibitors)
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Full citation

Szmukler, G.,
Kuipers, E., Joyce,
J., Harris, T., Leese,
M., Maphosa, W.,
Staples, E., An
exploratory
randomised
controlled trial of a
support programme
for carers of
patients with a
psychosis, Social

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)

Sample size

N=61 carers randomised
¢ Intervention, n=30

e Control, n=31

Characteristics

Carer characteristics

(whole sample)

e Age (y): 54 (14)

e Female (%): 82

¢ Relationship to care
recipient (%

¢ Intervention:
Hybrid
Psychosocial

e Control:
Information
only

supporting a person with
AD. Session 1 was on
week 2 (clinical and
pharmacological
information about AD)
and session 2 in week 4
(discussion of carer
needs and problems)

Carers recruited from
patient register in
Camberwell in London.
Assessments at baseline
and 6-mo FU (6 months
after post-intervention)
Hybrid Psychosocial
Consisted in 6 individual
sessions based on a
family approach (without
patient) and
subsequently, 12 group
carer sessions every 2

118

ZliZtlre 1208 [[12.72
- (10.03) {|(10.95)
27.87 29.05
CB (12.88) |/(16.10)
SF-
12- 50.51 49.49
physi || (7.99) (9.84)
cal
SF-
12- 40.59 40.49
ment || (10.19) ||(13.46)
al
CES- |[13.32 14.17 (9.
D-20 (| (7.50) 24)
STAI- (|33.89 (10.||36.18
state ||77) (12.77)
Carer outcomes at 6-mo FU
Hybrid
Outcomes PS o
(n=26) ||(n=23)
6.2 8.5
SR 72) e
ECI- 74 72
negative (36) (42)

Limitations
(assessed using the
Cochrane ‘Risk of
bias’ tool for
randomized trials)
e Random sequence
generation: Low
risk (block
randomisation of
varying sizes with
stratification)
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Psychiatry & parent/spouse/sibling/chil weeks. Both individual COPI- ¢ Allocation
Psychiatric dren): 62/10/13/5 and group sessions were effective (2.4) (2.4) concealment:
Epidemiology, 38, e Employed (%): 46 run by same carer Unclear risk
411-8, 2003 e Education (% >A-level): support worker COPI- 52 4.9 (insufficient
18 (experienced Community ineffective [|(2.2) [(1.4) information)
Ref Id e Supporting more than Psychiatric Nurse, not SESS 08 Iha Blinding of
one person (%): 30 involved in patient's care). ) . : participants/person
708235 i close (3.4) ||(2.3) A
e Hours contact with care Contents of individual nel: High risk
i recipient per week sessions were: Session 1! |gEgs. 0.6 1.2 (participants and
Countrylies where (<10/10-35/>35): introduction and community |[(2.8) [|(3.2) personnel not
the study was 46/28/26 discussion of carer blinded, potential
carried out issues; Session 2: cScD 3.5 3.6 performance bias)
UK Inclusion criteria education on care (1.9 ||(1.7) Blinding of
o :jecipi;nt's mt_erlltal outcome
Isoraer, aetiology, assessment: High
:t(‘:’_?y type « at least 1 face-to-face treatment and available risk (assessors S;J1ot

Aim of the study

To assess efficacy
of hybrid
psychoeducation int
ervention in carers
of people with
psychotic disorders

contact per month with
care recipient
o self-identifies as primary
carer of care recipient
identified by care
recipient as their primary
carer
Care recipient
diagnosed by consultant
with psychotic disorder

services; written
information about relevant
disorder and available
services. Carers also
given video 'Carers Story'
with aim of encouraging
discussion. Sessions 3-5:
problem solving training;
Session 6: review of
intervention and
introduction to group

blinded to group
assignment)
Incomplete
outcome data:
Unclear risk
(dropouts had
higher coping skills
and

would likely reduce
effect estimate)

Study dates (schizophrenia, : , Selective
schizoaffective disorder, sessions. Group sessions reporting: Unclear
Unclear, not . . . ~durati f1.5h S .
reported bipolar affective disorder, (~duration of 1.5 hours risk (insufficient
psychotic depressive each) acted as information)
disorder) reinforcement of Other bias: Low
Setting individual sessions and risk (appears free
In home Exclusion criteria opportunity to provide from other sources

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)
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support in group
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Source of funding environment. Each group

None reported

session started with 30
min talk by person with
relevant experience of
particular aspects of
mental illness (for
example what is mental
illness, how can it be
treated). General
discussion between
carers then encouraged,
facilitated by support
worker.

Information only

e Consisted of 1 session of

1 hour in which study was
described and issues
related to caring were
discussed. Carers
received same written
information and video as
in intervention group.

Full citation Sample size e Intervention: Clinicaltrials.gov Carer outcomes at post- Limitations
Valeberg, Bt, N=117 care recipients Pain NCT00760305 intervention (assessed using the
Kolstad. E randomised management Cancer patients recruited ) : Cochrane ‘Risk of
Smastuen. Mc, « Intervention. n=58 psychoeducati  from university-based Pain P?'n ;| bias’ tool for
Miaskowski, C, consenting carers on Norwegian cancer centre, 2:&0 ;nna;nagem :gnorma randomized trials)
Rustgen, T, The « Control, n=54 consenting  * _Control; Pain assessme_nts at ba_tselme (n=58) = « Random sequence
PRO-SELF pain carers |nf?rmat|on and post-intervention (=EY) generation: Unclear
control program L only Pain management FamP risk (insufficient
improves family gharactherlsﬂ::s_ " . psychoeducation (‘PRO- ain 563 information)
caregivers' (is:::v(;ni;gs ‘:"155 8'°s SELF pain control e 7.60 (1.4) (1.5) « Allocation
knowledge of control. n=5 4’) ’ program ed concealment: Uncl
cancer pain ’
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management, e Age (y): 62.6 (10.5); 63.7 Intervention delivered by versio ear risk (insufficient
Cancer Nursing, 36, (11.0) specially-trained oncology  |n) information)
429-435, 2013 Female (%): 58.6; 61.1 nurse who visited Blinding of

Ref Id e Education (% patient's home at weeks participants/person
709953 primary/secondary/univer 1, 3 and 6 and maintained nel: High risk

Countryl/ies where
the study was

sity<4 years/university>4
years): 52.6/15.8/14/17.5;
47.2/11.3/20.8/20.8

telephone contact at
weeks 2, 4 and 5. Home
visits consisted of

(participants and
personnel not
blinded to group

carried out X ; " ; tecfis - led i
N e Lives with care recipient identifying knowledge assignment)
ytyp (%): 97; 94 gaps using dyad's Blinding of
pure training, to o Relationship to care responses to modified outcome
complete recipient (% Family Pain assessment: Uncle

Aim of the study

To assess efficacy
of cancer pain

spouse/child/sibling/other
family/other):
93/3/2/2/0/0; 94/0/2/0/2/2

Questionnaire. Modifying
pain plan in light of
deficits, and

ar risk (insufficient
information)
Incomplete

management o Employment status communication with outcome data:
psychoeducational (%full-time/part-time/sick physician to improve pain Unclear risk
intervention |eave/pensioned/other): outcomes. Telephone (insufficient

compared to
information only in
cancer care dyads

29.8/14/7/38.6/10.5;
31.5/7.4/5.6/42.6/13

Care recipient

session with either
member of dyad
reviewing pain intensity
scores and pain

information to
determine if
dropouts and if so

Study dates characteristics (interventi medication intake and why) . .

10/2004 to 05/2008 on, n=58; control, n=54) lelfeEiiel Inelds &l Selective reporting:
. A - 65.0 (10.9): 64.3 served as reinforcement Low risk (protocol

Setting * 1%e7(y). 0 (10.9); 64. of home sessions. available, all

In home (13.7)

Source of funding
Funded by the

e Years since cancer
diagnosis: 4.2 (4.0); 3.0

Pain information only
Dyads received booklet
about cancer pain

relevant carer
outcomes reported)
Other bias: Unclear

Norwegian (3.4) management developed risk (carers in
. e Number of : 3
Research Council. tastasis: 1.4 (0.9): 1.5 by oncologist at Oslo psychoeducation
zgeg?s asis: 1.4 (0.9); 1. University Hospital. Also group had
: received same frequency significantly higher
72.9 (9.6) telephone calls as modified FPQ

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)
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Inclusion criteria

e Carer of person with
cancer

e Aged 18-years or older

¢ willing to participate in
study

e read, write and
understand Norwegian

e Care recipient

e cancer diagnosis with
radiographic evidence of
bone metastasis

Exclusion criteria

e Care recipient

e evidence of brain
metastasis

intervention group with
focus on monitoring
adherence to completing
pain management diary.

score than those in
information only
group; care
recipients in control
group had
significantly higher
Karnofsky
performance
scores than those
in intervention
group; neither of
these differences
were controlled for
in analysis;
randomisation also
occurred before
recruitment of
carers).

F: Female; M: Male; N: Number; SD: Standard deviation; TAU: Treatment as usual; RCT: Randomised controlled trial; WLC: waiting-list control
Qualitative component of the review

Table 7: Evidence tables for the qualitative studies

Full citation Sample size Details: o Assistance in decisions Limitations (assessed using
Alhaddad, B., Taylor, K. M. G., N=14 ¢ Recruitment methods: regarding the need for the CASP checklist for
Robertson, T., Watman, G., Carers were recruited therapy including advice on qualitative studies

Smith, F. J., Assistance of Characteristics through primary care (38 doses and the need for

family carers for patients with Carer general practitioners) and emergency help;

COPD using nebulisers at e Carer (sample n)= 14 intermediate care

home: A qualitative study,

122
Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)



DRAFT FOR CONSULTATION
Training for carers to provide practical support

European Journal of Hospital e Carer (age)= mean age (healthcare and ¢ Setting up and operating the ¢ Q1: Was there a clear

Pharmacy, 23, 156-160, 2016  (years): 61 rehabilitation team located nebuliser including cleaning,  statement of the aims of the
e Carer (gender-M/F)= 4/10 at a major acute hospital), maintenance research? - Yes

Ref Id « "Relationship to care permitting involvement of e Obtaining supplies; and e Q2: Was a qualitative

725037 recipient'= parents (n):0; carers of a diverse patient obtaining information. methodology appropriate? -

Countryl/ies where the study
was carried out
UK

Study type
Qualitative

Aim of the study

The aims of this mixed-
method study were to explore
the the assistance carers
provide to patients with COPD
using nebuliser-delivered
therapy at home, and the
problems experienced that
may impact on the safety and
effectiveness of therapy and
contribute to carer burden.

Study dates
2016

Source of funding

Harrow Research Ethics
Committee, REC reference
08/H0719/55.

spouses (n): 11; daughters-
sons (n): 3; sibling (n): 0;
undisclosed (n): 0

¢ Living with care recipient
(yes/not -n)= 14/0

e Care-giving duration -
duration of illness=mean
duration (years): 4.5

Professionals

N/A

Care recipient

e care recipient (condition)=
COPD

e care recipient (age)= N/R

Inclusion criteria

e Carers of patients whose
disease management may
be stable in the community;

e Carers who assisted
patients recently admitted to
hospital with an
exacerbation, possibly
indicating treatment failure;

e Carers of patients with a
confirmed COPD diagnosis,
prescribed
Nebules/Respules and/or

group. All individual’s
respondent with the
inclusion criteria were
contacted.

Data collection & analysis:
Semi-structured interviews
(strutctured and open-ended
questions). Interviews were
recorded and trascribed
verbatim. Data were
analysed using qualitative
content analysis within the
"framework" method (Ritchie
J, Lewis J. Qualitative
Research Practice: A Guide
for Social Science Students
and Researchers. London:
Sage, 2003)
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Yes

e Q3: Was the research
design appropriate to
address the aims of the
research? - Yes

¢ Q4: Was the recruitment
strategy appropriate to the
aims of the research? - Yes

e Q5: Were the data collected
in a way that addressed the
research issue? - Yes

¢ Q6: Has the relationship
between researcher and
participants been
adequately considered? -
No

e Q7: Have ethical issues
been taken into
consideration? - Yes

¢ Q8: Was the data analysis
sufficiently rigorous? - Yes

¢ Q9: Is there a clear
statement of findings? -
Yes

¢ Q10: Is the research
valuable for the UK (1.
Contribution to literature
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Full citation

Macdonald, P., Murray, J.,
Goddard, E., Treasure, J.,
Carer's experience and
perceived effects of a skills
based training programme for
families of people with eating
disorders: a qualitative study,
European Eating Disorders
ReviewEur, 19, 2011

Ref Id
532606

Countryl/ies where the study
was carried out
UK

Study type
Qualitative Study

Combivent (ipratropium
andsalbutamol) for use with
a nebuliser in their home

Exclusion criteria

e Carer of patients with mental
health problems, severe
cognitive impairment, were
unwell or had a serious
illness (eg, advanced
cancer)

Sample size
N=19

Characteristics

Carer

e Carer (sample n) = 19

e Carer (age)= mean age -
range (years): 47 | 27-64

e Carer (gender-M/F) = 9/10

¢ "Relationship to care
recipient"= parents (n):14;
spouses (n): 3; daughters-
sons (n): 0; sibling (n): 2;
undisclosed (n): 0

¢ Living with care recipient
(yes/not -n) = 15/4

e Care-giving duration -
duration of illness= duration
range (years): 5 months-19
years

Professionals

Details:

Recruitment methods:
Carers were recruited from
the Institute of Psychiatry
website, from BEAT (UK
eating disorder organization)
and from carer support
groups in regions throughout
the UK. This sample was
purposively selected from a
trial.

Data collection & analysis:
Semi-structured interviews
administered by telephone
and conducted by two
interviewers. Interviews
were guided by a topic
guide, recorded and
trascribed verbatim. Data
were analysed using
Interpretative

124

e Experience of caring for a
loved one (that is attempts
at understanding the illness,
problem-solving strategies
utilized, skills and strengths
in response to symptoms
and experience of carer
burden and psychological
distress)

¢ Interpersonal experience
which included contact with
the sufferer as well as
relationships with partners,
siblings, extended family,
friends and professionals,

o Effectiveness and
acceptability of the
intervention

e Criticism, problems and non-
acceptability of the
intervention.

and 2. Transferability)? -
Yes

Overall methodological
concerns: Minor

Limitations (assessed using
the CASP checklist for
qualitative studies

e Q1: Was there a clear
statement of the aims of the
research? - Yes

¢ Q2: Was a qualitative
methodology appropriate? -
Yes

¢ Q3: Was the research
design appropriate to
address the aims of the
research? - Yes

e Q4: Was the recruitment
strategy appropriate to the
aims of the research? - Yes

¢ Q5: Were the data collected
in a way that addressed the
research issue? - Can't tell

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)
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Aim of the study o N/A Phenomenological Analysis ¢ Q6: Has the relationship
The aims of this qualitative Care recipient (IPA) to explore each between researcher and
research were to explore the e care recipient participant’s experience of participants been
experience of carers of people  (condition)= Eating having participated in the adequately considered? -
with eating disorders after Disorders intervention. Investigator Can't tell

having participated in a skills- « care recipient (age)= mean and methodological e Q7: Have ethical issues
based training programme age - range (years): 23 | 15-  triangulation was adopted been taken into

that incorporated five psycho- 51 for the purpose of consideration? - Yes
educational DVDs and book. addressing validity issues.  Q8: Was the data analysis
Study dates Inclusion criteria sufficiently rigorous? - Can't
2011 ¢ Not reported tell

Source of funding « Q9: Is there a clear
Department of Health NIHR  Exclusion criteria statement of findings? -
Programme Grant for Applied o Not reported Yes

Research (Reference number ¢ Q10: Is the research

RP-PG-0606-1043) valuable for the UK (1.

Contribution to literature
and 2. Transferability)? -
Yes

Overall methodological
concerns: Moderate

125
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Full citation

Papachristou, lliatha, Hickey,
Gary, lliffe, Steve, Dementia
informal caregiver obtaining
and engaging in food-related
information and support
services, Dementia: The
International Journal of Social
Research and Practice, 16,
108-118, 2017

Ref Id
723415

Countryl/ies where the study
was carried out
UK

Study type
Qualitative study

Aim of the study

The aims of this qualitative
research were to explore the
experiences of carers, and
views on, food-related
information and support
services in dementia.

Study dates
2017

Source of funding
None

Sample size
N=20

Characteristics

Carer

e Carer (sample n)= 20

e Carer (age)= N/R

e Carer (gender-M/F)= 10/10

¢ "Relationship to care
recipient"= parents (n):0;
spouses (n): 13; daughters-
sons (n): 4; sibling (n): 2;
friend (n): 1

e Living with care recipient
(yes/not -n)= N/R

e Care-giving duration -
duration of illness= N/R

Professionals

o N/A

Care recipient

e care recipient (condition)=
Dementia

e care recipient (age)= N/R

Inclusion criteria
¢ Not reported

Exclusion criteria
¢ Not reported

Details:

¢ Recruitment methods:
Carers were recruited: 1) by
advertising, via leaflets and
posters, in a local chemist, a
community centre, and a
national charity (AS) in
South West London; 2) by
the snowballing technique;
3) by contacting health care
professionals working with
dementia and older adults.
All individuals respondent
with the inclusion criteria
were contacted.

Data collection & analysis:
Data were collected via
semi-structured, face-to-face
interviews. All the interviews
took place in the caregiver’s
home or in a private room in
a public library during an 8-
week period, with the
interviews lasting 20 to 30
minutes. Interviews were
recorded and trascribed
verbatim. Data were
analysed using qualitative
thematic analysis using both
an inductive and deductive
approach. An analytical
framework was derived from
previous literature and was
further developed from the
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Limitations (assessed using
the CASP checklist for
qualitative studies

e Q1: Was there a clear
statement of the aims of the
research? - Yes

¢ Q2: Was a qualitative
methodology appropriate? -
Yes

¢ Q3: Was the research
design appropriate to
address the aims of the
research? - Yes

e Q4: Was the recruitment
strategy appropriate to the
aims of the research? -
Can't tell

¢ Q5: Were the data collected
in a way that addressed the
research issue? - Yes

¢ Q6: Has the relationship
between researcher and
participants been
adequately considered? -
Yes

¢ Q7: Have ethical issues
been taken into
consideration? - Yes

¢ Q8: Was the data analysis
sufficiently rigorous? - Yes
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Full citation

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

Ref Id
717439

Countryl/ies where the study
was carried out
UK

Sample size
N=12

Characteristics

Carer

e Carer (sample n)= 12

e Carer (age)= N/R

e Carer (gender-M/F)= N/R

¢ "Relationship to care
recipient"= N/R

e Living with care recipient
(yes/not -n)= N/R

e Care-giving duration -
duration of illness= N/R

Professionals

o N/A

emerging data. Following
the coding by the first
researcher, a second
researcher then checked the
codes against the data to
ensure credibility and
trustworthiness.

Details:

¢ Recruitment methods:
Carers were recruited in the
study if they were attending
the educational course
object of the study. All
individuals respondent with
the inclusion criteria were
contacted.

Data collection & analysis:
Data were collected via a
focus group audiotaped then
transcribed verbatim. Pairs
of analysts performed an
independent coding of data,
compared findings and
completed a correlational
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e The emotional impacts of
being a carer and how the
group impacted on this

¢ The wider impacts of mental

o lliness within a family roles
and relationships

e Group design and
arrangements

o Wider impacts of the
education group

¢ Q9: Is there a clear
statement of findings? -
Yes

¢ Q10: Is the research
valuable for the UK (1.
Contribution to literature
and 2. Transferability)? -
Yes

Overall methodological
concerns: Minor

Limitations (assessed using
the CASP checklist for
qualitative studies

e Q1: Was there a clear
statement of the aims of the
research? - Yes

e Q2: Was a qualitative
methodology appropriate? -
Yes

e Q3: Was the research
design appropriate to
address the aims of the
research? - Yes
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Study type Care recipient analysiS. Using thematic ¢ Q4: Was the recruitment
qualitative study e Care recipient analysis, the transcripts strategy appropriate to the
(condition)=Psychotic were coded into broad aims of the research? - No
Aim of the study Disorders themes based on service * Q5: Were the data collected
The aims of this qualitative e Care recipient (age)= N/R evaluation objectives and in a way that addressed the
research were to explore the focus group questions to research issue? - Can't tell
potential benefits of a eight-  Inclusion criteria create an initial template. ¢ Q6: Has the relationship
week carers educational e Not reported between researcher and
groupintervention for carers of Exclusion criteria participants been
people with first episode of e Not reported adequately considered? -
psychosis (including changes Can't tell
in feelings of confidence, e Q7: Have ethical issues
understanding of psychosis, been taken into
isolation, recognition) consideration? - Can't tell
¢ Q8: Was the data analysis
Study dates sufficiently rigorous? - No
2011 ¢ Q9: Is there a clear
. statement of findings? - Yes
Source of funding * Q10: Is the research
N/R valuable for the UK (1.

Contribution to literature
and 2. Transferability)? -
Yes

Overall methodological
concerns: Major

Full citation Sample size Details: ¢ Reducing over directiveness Limitations (assessed using
Sepulveda, A. R, Lopez, C., N=28 e Recruitment methods: e Improving carer stress and the CASP checklist for
Todd, G., Whitaker, W., Carers were recruited in the  coping qualitative studies
Treasure, J., An examination Characteristics study by: 1) from the Beat e Affirmation
of the impact of "the Maudsley Carer London Carers’ Group plus e Externalising lliness
eating disorder collaborative e Carer (sample n)= 28 families and carers of
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care skills workshops" on the
well being of carers: a pilot
study, Social Psychiatry &
Psychiatric Epidemiology, 43,
584-91, 2008 (Sepulveda
2008a)

Ref Id
719821

Countryl/ies where the study
was carried out
UK

Study type
Qualitative Study

Aim of the study

The aims of this mixed-
method study were to
examine the feasibility and
acceptability of "the Maudsley
eating disorder collaborative
care skills workshops™"
programme among care
givers and whether the
difficulties and distress
involved in supporting a
person with an eating disorder
were reduced.

Study dates
2008

e Carer (age)= mean age -
range (years): 52,1 | 41-66

e Carer (gender-M/F)= 5/23

¢ "Relationship to care
recipient"= parents (n):26;
spouses (n): 1; daughters-
sons (n): 0; sibling (n): 1;
friend (n): O

¢ Living with care recipient
(yes/not -n)= 21/7 o

e Care-giving duration -
duration of illness= N/R

Professionals

o N/A

Care recipient

e care recipient
(condition)= Eating
Disorders

e care recipient (age)= mean
age - range (years): 23 | 15-
33

Inclusion criteria

e Carers living with, or directly
involved in the care of
people with an eating
disorders

Exclusion criteria

e There were no exclusion
criteria for patients who
could be adolescents or
adults

patients referred to the
South London and Maudsley
Hospital; 2) from the website
of the Eating Disorder Unit
(EDU) and from the EDU
newsletter. All individuals
respondent with the
inclusion criteria were
contacted.

Data collection & analysis:
Data were collected through
a questionnaire. Data
analysis methods were not
reported
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e Q1: Was there a clear
statement of the aims of the
research? - Yes

e Q2: Was a qualitative
methodology appropriate? -
Yes

e Q3: Was the research
design appropriate to
address the aims of the
research? - Yes

¢ Q4: Was the recruitment
strategy appropriate to the
aims of the research? - Yes

e Q5: Were the data collected
in a way that addressed the
research issue? - Yes

¢ Q6: Has the relationship
between researcher and
participants been
adequately considered? -
Can't tell

e Q7: Have ethical issues
been taken into
consideration? - Can't tell

¢ Q8: Was the data analysis
sufficiently rigorous? - No

¢ Q9: Is there a clear
statement of findings? -
Yes

¢ Q10: Is the research
valuable for the UK (1.
Contribution to literature
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Source of funding
Post-doctorate Fullbright and
Spanish Education Ministry
Fellowship (EX2004/0481)

Full citation

Sepulveda, A. R., Lopez, C.,
Macdonald, P., Treasure, J.,
Feasibility and acceptability of
DVD and telephone coaching-
based skills training for carers
of people with an eating
disorder, International Journal
of Eating Disorders, 41, 318-
25, 2008 (Sepulveda 2008b)

Ref Id
719822

Countryl/ies where the study
was carried out

Sample size
N=16

Characteristics

Carer

e Carer (sample n)= 16

e Carer (age)= mean age -
range (years): 52,7 | 28-69

e Carer (gender-M/F)= 3/13

¢ "Relationship to care
recipient"= parents (n):4;
spouses (n): 10; daughters-
sons (n): 0; sibling (n): 0;
friend (n): O

¢ Living with care recipient
(yes/not -n)= 10/6

Details:

o Carer role/needs
Recruitment methods: e Carer approach
Carers were recruited in the e Impact of illness
study by: 1) from the Beat ¢ DVD strengths
London Carers’ Group plus ¢ DVD weaknesses
families and carers of  Feedback from telephone
patients referred to the coaching.

South London and Maudsley

Hospital; 2) from the website

of the Eating Disorder Unit

(EDU) and from the EDU

newsletter. All individuals

respondent with the

inclusion criteria were

contacted.

Data collection & analysis:

and 2. Transferability)? -
Yes

Overall methodological
concerns: Major

Limitations (assessed using
the CASP checklist for
qualitative studies

e Q1: Was there a clear
statement of the aims of the
research? - Yes

e Q2: Was a qualitative
methodology appropriate? -
Yes

e Q3: Was the research
design appropriate to
address the aims of the
research? - Yes

¢ Q4: Was the recruitment
strategy appropriate to the

UK e Care-giving duration - Data were collected via aims of the research? -
duration of illness= N/R telephone conversations Can't tell
Study type Professionals and written feedback. Data e Q5: Were the data collected

Qualitative study

Aim of the study

The aims of this mixed-
method study were 1) to
describe the feasibility and
acceptability of this skills-
based training for carers of

o N/A

Care recipient

e care recipient (condition)=
Eating Disorders

e care recipient (age)= mean
age - range (years): 17} 14-

were analysed using a pilot
thematic analysis - no
further details were reported

130

in a way that addressed the
research issue? - Yes

¢ Q6: Has the relationship
between researcher and
participants been
adequately considered? -
Can't tell

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)



DRAFT FOR CONSULTATION
Training for carers to provide practical support

people with eating disorders

and 2) to examine whether the Inclusion criteria

anxiety, depression, and

expressed emotion involved in

the caregiving experience
were reduced.

Study dates
2008

Source of funding
Post-doctorate Fullbright and
Spanish Education Ministry
Fellowship (EX2004/0481)

Full citation

Smith, F., Grijseels, M. S.,
Ryan, P., Tobiansky, R.,
Assisting people living with

dementia with their medicines:

experiences of family carers,
International Journal of

Pharmacy Practice, 23, 44-51,

2015

Ref Id
725222

e Carers living with, or directly
involved in the care of
people with an eating
disorders

Exclusion criteria

e There were no exclusion
criteria for patients who
could be adolescents or
adults

Sample size
N=14

Characteristics

Carer

e Carer (sample n)= 14

e Carer (age)= range (years):
45-86

e Carer (gender-M/F)= 3/11

¢ "Relationship to care
recipient"= parents (n):0;
spouses (n): 2; daughters-
sons (n): 12; sibling (n): O;
friends (n): 0

e Q7: Have ethical issues
been taken into
consideration? - Yes

¢ Q8: Was the data analysis
sufficiently rigorous? - Can't
tell

¢ Q9: Is there a clear
statement of findings? -
Yes

¢ Q10: Is the research
valuable for the UK (1.
Contribution to literature
and 2. Transferability)? -
Yes

Overall methodological
concerns: Moderate

Details:

¢ Recruitment methods:
Carers were recruited
purposively through the
memory treatment clinics at
Barnet Hospital, and the
Barnet Branch of the
Alzheimer’s Society

e Data collection & analysis:
Semi-structured interviews

(open-ended questions). o Liaison with health
Topics of the interviews professionals

included monitoring supplies o Suggestions for service
in the home, liaising with developments.

¢ Ordering and collecting from Limitations (assessed using
the surgery and/or the CASP checklist for
pharmacy qualitative studies

¢ Dosage boxes, reminders
and administration

¢ Information about medicines

e Carers’ concerns about the
effect of medicines

e Carers, care-recipients and
sharing of information

e Q1: Was there a clear
statement of the aims of the
research? - Yes

e Q2: Was a qualitative
methodology appropriate? -
Yes

¢ Q3: Was the research
design appropriate to
address the aims of the
research? - Yes
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Country/ies where the study e Living with care recipient

was carried out
UK

Study type
Qualitative study

Aim of the study

The aims of this qualitative
research were to explore the
experiences of family carers
when providing medicines-
related assistance for a
person with dementia, to
indicate how services could
become more responsive to
the specific needs of this
group of carers.

Study dates
2015

Source of funding
None

(yes/not -n)= 14/0

e Care-giving duration -
duration of illness= N/R

Professionals

o N/A

Care recipient

e care recipient
(condition)= Dementia

e care recipient (age)= range
(years): 81-93

Inclusion criteria

e Carers were eligible if they
provided some assistance
(however minimal) with a
medication for a person with
a diagnosis of dementia,

e were unpaid for the
assistance they provided,

¢ had at least weekly face-to-
face contact with the person
they assisted and were the
main (informal) carer.

¢ The inclusion criteria for
care-recipients were: a
diagnosis of dementia, living
at home and able and willing
to consent.

Exclusion criteria
¢ Not reported (look at the
inclusion criteria)

health professionals
(hospitals, surgeries and
pharmacies), reminders,
assistance with
administration of different
formulations, participating in
decisions about the need for
medicines, doses and side
effects (and were based on
a literature review)
Interviews were recorded
and trascribed verbatim.
Data were analysed using
qualitative framework
analysis (Ritchie J, Lewis J.
Qualitative Research
Practice: A Guide for Social
Science Students and
Researchers. London: Sage,
2003)
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e Q4: Was the recruitment
strategy appropriate to the
aims of the research? - Yes

¢ Q5: Were the data collected
in a way that addressed the
research issue? - Yes

¢ Q6: Has the relationship
between researcher and
participants been
adequately considered? -
No

¢ Q7: Have ethical issues
been taken into
consideration? - Yes

¢ Q8: Was the data analysis
sufficiently rigorous? - Yes

¢ Q9: Is there a clear
statement of findings? -
Yes

¢ Q10: Is the research
valuable for the UK (1.
Contribution to literature
and 2. Transferability)? -
Yes

Overall methodological
concerns: Minor
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Details:

¢ Recruitment methods:
Carers were recruited

Characteristics purposively as a sub-sample

Carer of the START trial.

e Carer (sample n)=75 e Data collection & analysis:

family carers of adults with e Carer (age)= mean age - Data were collected using

dementia: qualitative study of  range (years): 59,3 | 18-65 self-completed

participants’ views aboutthe o Carer (gender-M/F)= 26/49 questionnaires (INCLUDING

intervention, BMJ Open, 4, « "Relationship to care this questions: 1) Was there

Full citation

Sommerlad, Andrew, Manela,
Monica, Cooper, Claudia,
Rapaport, Penny, Livingston,
Gill, START (STrAtegies for
RelaTives) coping strategy for

Sample size
N=75

o Important aspects of the
therapy

¢ Participants’ engagement
with the therapy

and potential improvements
o Appropriate time for delivery
of the intervention.

2014 recipient"= parents (n):0; anything that you found
spouses (n): 31; daughters- particularly helpful?; 2) How

Ref Id sons (n): 34; sibling (n): 0;  have you used the

745259 other (n): 10 intervention (support

sessions, manual or CD)
since it ended?; 3) Is there
anything you would do

¢ Living with care recipient
(yes/not -n)= 44/31
e Care-giving duration -

Country/ies where the study
was carried out

UK duration of illness= N/R differently?; 4) Is there
Professionals anything you would add in?;
Study type N/A 5) Looking back, do you feel

Qualitative study that you took part in the
intervention at the right
time?) Exploring the
experience of the START
intervention. Data were
transcribed, coded and
analysed by twwo
researchers using thematic

analysis

Care recipient

care recipient
(condition)= Dementia

e care recipient (age)= N/R

Aim of the study

The aims of this qualitative
research were to explore the
experiences of individual . L.
family carers of people living Inclusion criteria

with dementia who received a ® Participant eligibility were as
manual-based coping strategy ~ USed in the START trial
programme (STrAtegies for (Ca_rers were mplu_ded in the
RelaTives, START), main START trial if they
demonstrated in a identified themselves as the
randomised-controlled trial to ~ Primary family carer of a
reduce affective symptoms. patient diagnosed with
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Limitations (assessed using
the CASP checklist for
qualitative studies

e Unhelpful aspects of therapy * Q1: Was there a clear

statement of the aims of the
research? - Yes

¢ Q2: Was a qualitative
methodology appropriate? -
Yes

¢ Q3: Was the research
design appropriate to
address the aims of the
research? - Yes

e Q4: Was the recruitment
strategy appropriate to the
aims of the research? - Yes

¢ Q5: Were the data collected
in a way that addressed the
research issue? - Yes

¢ Q6: Has the relationship
between researcher and
participants been
adequately considered? -
Yes

¢ Q7: Have ethical issues
been taken into
consideration? - Yes

¢ Q8: Was the data analysis
sufficiently rigorous? - Yes

¢ Q9: Is there a clear
statement of findings? -
Yes
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Study dates
2014

Source of funding

National Institute for Health
Research - Health Technology
Assessment (HTA)
programme ( project no
08/14/06)

Full citation

Yeandle Sue, Wigfield
Andrea, Training and
supporting carers: the national
evaluation of the caring with
confidence programme, 112p.,
2012

Ref Id
722392

Countryl/ies where the study
was carried out

UK

Study type

Qualitative study

Aim of the study

dementia who provided
support at least weekly to
their relative, who was not
living in 24 h care and
referred to one of 4 different
settings - 3 mental health
services and a tertiary
neurological service for
dementia).

e Cares were included at 2-
years follow-up of ther trial

Exclusion criteria
¢ Not reported (look at the
inclusion criteria)

Sample size
N=73

Characteristics

Carer

e Carer (sample n)= 73

e Carer (age)= mean age
(years):

e Carer (gender-M/F)= N/R

¢ "Relationship to care
recipient"= N/R

e Living with care recipient
(yes/not -n)= N/R

e Care-giving duration -
duration of illness= N/R

Professionals

o N/A

Care recipient

Details:

¢ Recruitment methods:
Carers were recruited as a
sub-sample of the "caring
with confidence"
programme.

¢ Data collection & analysis:

Data were collected using a
mixed-methods approach
combining both qualitative
and quantitative elements,
together with observation
and documentary analysis.
Focus groups with carers
were used to elicit their
views about the Caring with
Confidence programme.
Focus group data were
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e Improved awareness about
needing time for [carers]
themselves

e Improved social support

e Improved knowledge on the
condition

o Self-identification [as carers]

e Understanding of a carer’s
rights and entitlements

¢ Q10: Is the research
valuable for the UK (1.
Contribution to literature
and 2. Transferability)? -
Yes

Overall methodological
concerns: Minor

Limitations (assessed using
the CASP checklist for
qualitative studies

e Q1: Was there a clear
statement of the aims of the
research? - Yes

¢ Q2: Was a qualitative
methodology appropriate? -
Yes

e Q3: Was the research
design appropriate to
address the aims of the
research? - Yes

e Q4: Was the recruitment
strategy appropriate to the
aims of the research? -
Can't tell
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The aims of this mixed- e care recipient (condition)=
method study were the General

benefits of the "Caring with e care recipient (age)= N/R
Confidence" training

programme for carers, those Inclusion criteria

they care for, and others in the o« Not reported

health and social care system.

Exclusion criteria

Study dates ¢ Not reported
2012

Source of funding
Department of Health - Policy
Research Programme

tape-recorded, captured in
detailed research notes or
recorded on specially
designed templates. The
emergent qualitative
database was then
subjected to thematic
analysis, in a series of steps
involving all relevant
members of the research
team.

COPD: Chronic Obstructive Pulmonary Disease; F: Female; M: Male; N: Number; N/R: not reported.
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e Q5: Were the data collected
in a way that addressed the
research issue? - Can't tell

e Q6: Has the relationship
between researcher and
participants been
adequately considered? -
Can't tell

e Q7: Have ethical issues
been taken into
consideration? - Can't tell

¢ Q8: Was the data analysis
sufficiently rigorous? - Can't
tell

¢ Q9: Is there a clear
statement of findings? -
Yes

¢ Q10: Is the research
valuable for the UK (1.
Contribution to literature
and 2. Transferability)? -
Yes

Overall methodological
concerns: Moderate
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Appendix E — Forest plots

Forest plots for review question: What skills- and educational- based
interventions are effective, cost-effective, and acceptable to carers for
training them to provide practical support to the person receiving care?

Figure 4: Managing behaviour(s) of person receiving care, impact of caring on
carer: upset with disruptive behaviours (RMBPC) at 12 weeks follow-
up - individualised behavioural management training versus usual
care (information combined with support or group support)

Experimental Control Mean Difference Mean Difference
Study or Subgroup Mean SD Total Mean SD Total Weight IV, Fixed, 95% CI IV, Fixed, 95% CI
Hebert 2003 216 084 60 253 091 56 88.6% -0.37[-0.69,-0.05]
Liddle 2012 27 092 13 35 15 16 11.4% -0.80[-1.69, 0.09] - 7
Total (95% Cl) 73 72 100.0% -0.42[-0.72, -0.12] <P
Heterogeneity: Chi2 = 0.80, df = 1 (P = 0.37); I2= 0% ; *1 ; i é
Testfor overall effect: Z = 2.73 (P = 0.006) Favours [ behavioural management training]  Favours [ usual care ]

Cl: confidence interval; MD: mean difference

Hebert 2003, Liddle 2012
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Appendix F — GRADE - CERQual tables

GRADE tables for review question: What skills- and educational- based interventions are effective, cost-effective, and
acceptable to carers for training them to provide practical support to the person receiving care?

Pain management

Table 8: Evidence profile for training on pain management for carers to provide practical support

MD 2
. very no serious no serious  no serious higher
11 ranFjomlse serious inconsistenc  indirectnes imprecisio none 58 54 - (1.46 to LOW LRI
d trials 2 ANT
y S n 2.54
higher)

Cl: confidence interval; MD: mean difference.

1 Valeberg 2013

2 The quality of the evidence was downgraded of 2 levels because of the potential risk of performance bias (no information blinding of outcome assessors) and unclear risk of
selection bias, and selective reporting of study outcomes. Furthermore, carers in the intervention group had significantly higher score on item 1 of modified FPQ score than
those in information only group; care recipients in control group had significantly higher Karnofsky performance scores than those in intervention group; neither of these
differences were controlled for in analysis; randomisation also occurred before recruitment of carers.
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Managing behaviour(s) of person receiving care

Table 9: Evidence profile for training on managing behaviour(s) of person receiving care for carers

MD 0.7
. . lower
. no serious no serious VER
11 ranQomlse very , inconsistenc indirectnes serious® none 13 16 = (1.8 Y CRITICA
d trials serious lower to L
s 0.4 LOW

higher)

MD 2.3
. . lower
. no serious no serious VER
4 randomise very : ) - - ) (6.94 CRITICA
1 d trials serious’ inconsistenc  indirectnes  serious none 26 23 lower to Y L
S LOW
2.34
higher)
MD 3.42
no serious no serious (e VER
6 randomise very : ) C N _ (8.39 CRITICA
1 d trials serious’ inconsistenc  indirectnes  serious none 60 56 lower to Y L
S LOW
1.55
higher)
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MD 1.88
randomise very XS SRS O SR I(Zvéetlr VIER CRITICA
16 . Y~ inconsistenc indirectnes serious® none 60 56 - ’
d trials serious lower to L
s LOW
0.88
higher)
MD 3.26
. no serious no serious . higher
11 randomise  Very - iconsistenc indirectnes 1O SEMOUS  pone 13 16 - (249to Low MPORT
d trials serious s imprecision 403 ANT
higher)
MD 3.56
randomise very AIELIITE L s no serious ?ég:gr IMPORT
16 . > 7 inconsistenc indirectnes . o none 60 56 - : LOW
d trials serious s imprecision lower to ANT
10.57
higher)
“Impact of caring on carer - Subjective burden: Positive Aspects of Caregiving (PAC) at 12 weeks follow-up (Better indicated by higher values)
. . MD 0.02
1 GEUBEAES fE ir:mzsr?gics)?:nc %%ﬁzg%l:ass serious® none 13 16 = lower ¥ER IMPORT
d trials serious? s (3.62 LOW ANT
lower to
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3.58
higher)
MD 2.31
. . lower
. no serious no serious VER
’ randomise very : ) o - (9.18 IMPORT
1 d trials serious? inconsistenc  indirectnes  serious none 13 16 lower to Y ANT
] LOW
4.56
higher)
MD 1.18
. . lower
. no serious no serious VER
6 randomise very ; ) . - (4.94 IMPORT
1 d trials serious” inconsistenc indirectnes  serious none 60 56 lower to ANT
S LOW
2.58
higher)
MD 2
. . higher
. no serious no serious VER
4 randomise very . ) - L3 (20.05 IMPORT
1 d trials serious’ inconsistenc  indirectnes  serious none 26 23 lower to ANT
s LOW
24.05
higher)
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MD 3.8
. no serious no serious . lower
ik IS T , inconsistenc indirectnes no Serous — hone 13 16 = (6.79t0  LOW et
d trials serious s imprecision 181 ANT
lower)
MD 0.30
. no serious no serious . lower
16 ranQomlse very ; inconsistenc indirectnes no Serous 1 one 60 56 - (0.53t0 LOW LAl
d trials serious s imprecision 0.07 ANT
lower)
MD 0.42
. very no serious no serious . lower
1.6 randomise AT . T no serious ) IMPORT
2 d trials ’s79r|ous |;con3|stenc |snd|rectnes imprecision none 73 72 (()0.1722 to LOW ANT
lower)
MD 0.7
. . higher
. no serious no serious
11 ran.domlse very , inconsistenc indirectnes serious® none 13 16 = (0 e PMEORY
d trials serious s lowerto Y ANT
2.2 LOW
higher)

CI: confidence interval; MD: mean difference
1 Liddle 2012
2 The quality of the evidence was downgraded of 2 levels because of the potential risk of performance bias, selection, and attrition bias
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3 Non-significant result (Any statistically significant change was considered to be important for carers - for any outcome where published MIDs were not identified)

4 Szmukler 2003

5 The quality of the evidence was downgraded of 2 levels because of the potential risk of performance bias (no blinding of outcome assessors), the unclear risk of selection
bias (no information given), and selective reporting of study outcomes (reporting bias)

6 Hebert 2003

7 The quality of the evidence was downgraded from high to low because of the unclear risk of selection bias and selective reporting of study findings (no information was
provided). Furthermore, at baseline, Personal Efficacy Scale scores were significantly worse in control group and significantly more carers in intervention group desired
institutionalisation of care recipient.

Table 10: Evidence profile for training on managing behaviour(s) of person receiving care for carers (including aids and adaptations)

. . MD 3.74
. very no serious no serious
1 randomis : : . e B ) lower (7.8 VERY CRITICA
1 ed trials zsnou inconsistenc ;ndlrectnes serious none 30 31 lower to LOW L
y 0.32 higher)
very no serious no serious D) 0L
11 ;adntc: %T:S seriou inconsistenc indirectnes  serious?® none 30 31 - ggvger':{éo"w I\_/g\ITVY 'IAN'{:?'.ORT
2
S y s 1.93 higher)
ver no serious no serious MD 0.5
11 randomis y . ist indirect S 30 31 lower (3.13 VERY IMPORT
od trials sgnou inconsistenc  indirectnes  serious none - lower to LOW  ANT
S y s 2.13 higher)
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Cl: confidence interval; MD: mean difference

1 Nufiez-Naveira 2016

2 The quality of the evidence was downgraded of 2 levels because of the potential risk of performance bias, selection bias, and selective reporting of study outcomes.
Moreover, carers in intervention group received significantly more support from dementia supervisors and significantly less respite care than controls, not controlled for in
analysis

3 Non-significant result (Any statistically significant change was considered to be important for carers - for any outcome where published MIDs were not identified)

Personalised training specific to circumstances/conditions of person receiving care

Table 11: Evidence profile for personalised training (specific to circumstances/conditions of person receiving care) for carers to
provide practical support

MD 3.05
no serious no serious g
1 ranFjomlse Sf MOU " inconsistenc  indirectnes  serious? none 18 15 - (La LOW ORIUIEA
d trials S s lower to L
y 6.55
higher)
MD 0.48
randomise seriou 'O SEILES e ?(I)gShg r CRITICA
11 : 2 inconsistenc  indirectnes  serious® none 18 15 - ’ LOW
d trials S s lower to L
y 1.55
higher)
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MD 4.44
. . lower
. . no serious no serious
11 rangomlse Sze MOU " inconsistenc  indirectnes  serious? none 18 15 = (12.4 LOW OIS
d trials S s lower to L
y 3.52
higher)
MD 0.66
. very no serious no serious . higher
14 ranFjomlse seriou  inconsistenc  indirectnes © SoroUs none 25 25 - (0.25 to LOW asall
d trials S5 y s imprecision 107 ANT
higher)
MD 7.46
. very no serious no serious . higher
14 gatn_domlse seriou  inconsistenc  indirectnes 0 SeNOUS none 25 25 - (2.46 to LOW L3IFOIRT
rials <5 y s imprecision 12.46 ANT
higher)
MD 5.51
. very no serious no serious . higher
14 ran.domlse seriou  inconsistenc  indirectnes |10 SSMOUS none 25 25 - (2.510 LOW L3O
d trials S5 y s imprecision 8.52 ANT
higher)
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MD 1.8
no serious no serious el
1 randomise seriou . ) - .3 ) (1.07 IMPORT
1 d trials 2 inconsistenc |Snd|rectnes serious none 18 15 lower to LOW ANT
y 4.67
higher)
MD 1.3
no serious no serious g/ e
1 ranFjomlse Sf MOU " inconsistenc  indirectnes  serious? none 18 15 - (s LOW LA
d trials S s lower to ANT
y 11.66
higher)
MD 0.18
very no serious no serious LSSy
14 ran.domlse seriou  inconsistenc indirectnes  serious® none 25 25 - (013 LOW LilZot
d trials <5 v s lower to ANT
0.49

higher)

no serious no serious MD 0.5 VER
inconsistenc  indirectnes  serious?® none 25 25 - lower Y
y s (0.84 to LOW

IMPORT
ANT

randomise seriou

11
d trials s2
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0.16
lower)

Cl: confidence interval; MD: mean difference
1 Faes 2011
2 The quality of the evidence was downgraded from high to moderate because of the unclear risk of section bias, added to the unclear risk of attrition bias and unclear

reporting of study outcomes
3 Non-significant result (Any statistically significant change was considered to be important for carers - for any outcome where published MIDs were not identified)

4 Klodnicka-Kouri 2011
5 The quality of the evidence was downgraded of 2 levels because of the potential risk of selection bias (no information given), and selective reporting of study outcomes
(reporting bias). Furthermore, the control group was significantly older than intervention group, p<0.05 - at baseline.

Use of aids and adaptations

Table 12: Evidence profile for aids and adaptations for carers to provide practical support

MD 7.2
. very no serious no serious  Nno serious lower
11 randpmls seriou inconsistenc indirectnes imprecisio none 68 67 - (9.53 to LOW CRIUIEA
ed trials 2 L
s y s n 4.87
lower)
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MD 0.7
. very no serious no serious  no serious higher
11 ;adntc: i(:r:s seriou inconsistenc indirectnes imprecisio none 68 67 - (0.46 to LOW ERITICA
s? y s n 0.94
higher)
MD 5
. very no serious no serious  Nno serious lower
11 ;adng ic;rlgls seriou inconsistenc indirectnes imprecisio none 68 67 - (6.46 to LOW ERITICA
s2 y s n 3.54
lower)
MD 17.9
. very no serious no serious  Nno serious higher
11 ;e;jntc:ic;rgs seriou inconsistenc indirectnes imprecisio none 68 67 - (13.17to LOW %‘\ﬁ.ORT
s? y s n 22.63

higher)
MD 4.40
. very no serious no serious  no serious higher
11 randpmls seriou inconsistenc indirectnes imprecisio none 68 67 - (3.47 to LOW L3IAOIRT
ed trials 5 ANT
s y S n 5.33
higher)

CI: confidence interval; MD: mean difference
1 Graff 2006
2 The quality of the evidence was downgraded from high to low because of the high risk of selection bias
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Specific carer training programs

Table 13: Evidence profile for specific carer training programs for coping skills [Tailored to carer needs & carer-led] for carers to
provide practical support

MD 4.88
no serious no serious (Evier
11 (raadntc: ic;rlgls zf MOU" inconsistenc  indirectnes  serious? none 41 45 - I(;\:/ﬁrato LOW ERITICA
y s 16
higher)
MD 0.57
no serious no serious ey
13 ;adntc: ggls :;arlou inconsistenc  indirectnes  serious® none 21 25 - I(g\./\‘/t;r to LOW ERITICA
y s 1.55
higher)
MD 7.7
. . no serious No serious  no serious lower
11 lent? ic;r;r:s ;e MOU" inconsistenc  indirectnes imprecisio  none 41 45 - (14.87 to .':.Aé) P %‘\E.ORT
y s n 0.53
lower)
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MD 14.22
. . no serious Nno Serious  no serious lower
11 randpmls S?I’IOU inconsistenc indirectnes imprecisio none 41 45 - (22.81 to WIOIDIEIRA | (BP0l
ed trials S y s n 563 TE ANT

lower)

MD 0.63
randomis seriou O B " EEMEIE ?(I)g’lh ‘? r IMPORT
13 : 2 inconsistenc  indirectnes  serious® none 21 25 - ’ LOW
ed trials S y s lower to ANT
1.37

higher)
MD 6.93
. . no serious Nno serious  no serious higher
13 ;adng ioaT:S :f MU inconsistenc  indirectnes imprecisio  none 27 32 - (3.95to _I:_/Ié) DERA L\%I?I.ORT
y S n 9.91
higher)
no serious no serious  no serious D0
13 randomis seriou . ist indirect . o 27 32 higher MODERA IMPORT
od trials 2 inconsistenc indirectnes imprecisio none - (1.44 TE ANT
y s n lower to
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1.76
higher)
MD 15.38
no serious no serious e
1 randomis seriou . ) oo S ) (32.2 IMPORT
1 ed trials 2 inconsistenc indirectnes  serious none 41 45 lower to LOW ANT
y S
1.44
higher)
MD 7.06
. . no serious no serious  Nno serious higher
11 :Tg ic;rlgls zf MOU" inconsistenc indirectnes imprecisio  none 41 45 - (2.84 to 'IMI? DA %I\E.ORT
y S n 11.28
higher)
MD 0.37
no serious no serious (onzer
3 randomis seriou . ) oo - ) (0.93 IMPORT
1 ed trials <2 inconsistenc indirectnes  serious none 21 25 lower to LOW ANT
y S
0.19
higher)

CI: confidence interval; MD: mean difference
1 Lobban 2013
2 The quality of the evidence was downgraded of 1 level because of the potential risk of detection bias
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3 Hattink 2015
4 Between 2-4 months for carers in intervention group and at 4 months for WLC group
5 Non-significant result (Any statistically significant change was considered to be important for carers - for any outcome where published MIDs were not identified)

Table 14: Evidence profile for specific carer training programs for coping skills [Tailored to carer needs & professional-led] for carers
to provide practical support

MD 2
no serious no serious lonser
1 randomis seriou . : e A ) (4.29 CRITICA
1 ed trials 2 inconsistenc |Snd|rectnes serious none 133 71 lower to LOW L
y 0.29
higher)
MD 2.1
no serious no serious lower
11 randpm|s s;erlou inconsistenc  indirectnes  serious?® none 138 64 = (4.65 LOW CRITICA
ed trials s s lower to L
y 0.45
higher)
. . no serious no serious  Nno serious MD 2.58
11 rand9m|s SZGI'IOU inconsistenc indirectnes imprecisio none 132 64 = lower B
ed trials S TE L
y 5 n (4.26 to

151
Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)



DRAFT FOR CONSULTATION
Training for carers to provide practical support

0.90
lower) 4

MD 1.2
no serious no serious [oak
11 rand_om|s SSMOU inconsistenc  indirectnes  serious? none 133 71 = (2.47 LOW CRITICA
ed trials  s? s lower to L
y 0.07
higher)
MD 1.6
. . no serious no serious  Nno serious higher
11 ;adnﬁic;rlgls 229”°“ inconsistenc indirectnes imprecisio none 138 67 - (0.34 to 'IMI? DA ERITICA
y s n 2.86
higher)
no serious no serious  no serious D2
11 randomis seriou . ) _ . - lower (215 MODERA CRITICA
: 2 inconsistenc indirectnes imprecisio none 132 64 =
ed trials s t0 0.18 TE L
y S n | 2
ower)
randomis  seriou ™ serious no serious  no serious MD 3.5 MODERA CRITICA
11 od trials 2 inconsistenc  indirectnes imprecisio none 133 71 - lower TE L
y s n (4.73 to
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2.27
lower)

MD 3.8
. . no serious Nno serious  no serious lower
11 ;ectinﬁic;rlr:s :gnou inconsistenc indirectnes imprecisio none 138 67 - (5.21 to .'}.Aé) DlERes LN,{:?I.ORT
y 5 n 2.39
lower)
MD 1.45
. . no serious no serious  Nno serious lower
11 ;adnﬁic;rlgls zf”m‘ inconsistenc indirectnes imprecisio none 132 64 - (2.32 to .':./IEO DA %I\E.ORT
y S n 0.6 lower)
4
MD 1.02
no serious no serious ey
11 (r::jntdr;;rlr:s zzerlou inconsistenc  indirectnes  serious?® none 119 61 = I(c1>\./\?ezr to LOW L\N,LF.’I.ORT
y s 3.06
higher)
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MD 0.5
no serious no serious higher
1 randomis seriou . : A A ) (1.62 IMPORT
1 ed trials 2 inconsistenc |Snd|rectnes serious none 114 53 lower to LOW ANT
J 2.62
higher)
MD 0.16
no serious no serious higher
11 randpm|s s;enou inconsistenc  indirectnes  serious?® none 95 49 = (1.30 LOW IMPORT
edtrials s s lower to ANT
y 1.70
higher) 4
MD 0.4
no serious no serious higher
11 randpmls 329”0“ inconsistenc  indirectnes  serious® none 122 66 = (69 LOW R
edtrials s S lower to L
y 6.46
higher)
Nno serious no serious MD 5.7
11 ;%nﬁi(;rgls zzerlou inconsistenc  indirectnes  serious® none 121 61 - ?1'983? ' LOW ERITICA
y s lower to
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12.43
higher)
. . MD 7.5
11 ;ecninﬁic;rlr;is zzeriou ir:::cswfgi(;}cjesnc ir:lodifzgﬁll:ass serious® none 113 55 - I(12lgg7e;0 LOW ERITICA
2 2N
randomis serioy 1O Serious - noserious - 53/133  46.5 cF; §6 gg’f?\ggg CRITICA
11 ed trials  s2 ;;lconsstenc |Snd|rectnes serious® none (39.8%) % ' (6.62 to garvc\):r :Z? LOW L
1) 88 more)
. . no serious no serious A ;1)2:1 ‘If?)\(l)vg r
11 ;a(jnﬂg:s :(Zarlou inconsistenc  indirectnes  serious?® none (5;'4113; ) 2;5)9.3 ?075?8 to (from 207 LOW ERITICA
y : og) el
 Caring-related morbidity - Anxiety (HADS- anxiety >=9) number of cases - at 24 months follow-up
. . no serious no serious R ggrf?\(,)vg(r)
11 (raadntdr;;rlr:s zzerlou inconsistenc  indirectnes  serious?® none (5::;12350 ) 50% ?08663 to (from 185 LOW ERITICA
’ ) 118) g0 more)
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113 fewer
no serious no serious per 1000
11 ;nﬁic;rlréls :zenou inconsistenc  indirectnes  serious® none (228 1/ 1130:/): ) 03/02'4 ?oﬁf 110 (rom 191 LOW ERITICA
y s ’ ) fewer to
1487 13 more)
. . RR 94 fewer
. randomis serioy OSerlous - noserious 241138 269 065 b 100 CRITICA
od trials 2 inconsistenc indirectnes  serious none (17.4%) % (0.38 to § rom t L
y s ewer to
117) 30 more)
RR 68 fewer
. . no serious no serious 19/64 per 1000
11 ;adnﬂic;rlgls 2?”°“ inconsistenc indirectnes  serious® none ?202/173(2 ) (29.7 ?67477 t (from 157 LOW ERITICA
S ’ % ; fewer to
g * 1:23) 74 more)

RR 43 fewer
. . no serious no serious per 1000
11 randpmls szerlou inconsistenc indirectnes  serious?® none 88/4003 35'4 Ve (from 127 LOW LAlFeIxr
edtrials s (21.8%) % (0.5to ANT
y s 1.39) fewer to
’ 99 more)
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RR

45 fewer
. . no serious no serious per 1000
11 ;nﬁic;rlrls :;anou inconsistenc  indirectnes  serious?® none ?23?{1;; ) 3/08'4 ?68;2 to 1(rfrom 136 LOW 'IAN,{FI.ORT
y S ’ - ewer to
1:27) 105 more)
RR 48 more
. randomis serioy OSerlous - noserious 27132 156 131 Per10%0 - IMPORT
ed trials 2 inconsistenc indirectnes  serious none (20.5%) % (0.68 to § rom t ANT
y s ewer to
221 240 more)

Cl: confidence interval; MD: mean difference; RR: risk ratio

1 Livingston 2014

2 The quality of the evidence was downgraded from high to moderate because of the potential risk of attrition bias (missing data likely related to true outcome with imbalance in
reasons for missing data across groups

3 Non-significant result (Any statistically significant change was considered to be important for carers - for any outcome where published MIDs were not identified)

4 Effect estimates adjusted for baseline, centre, carers' age, sex, NPl and Zarit (n=200) as reported by the Authors
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Table 15: Evidence profile for specific carer training programs for skills building [Not tailored to carer needs & carer-led] for carers to
provide practical support

MD 0.13
. . higher
, . No serious no serious
11 ranqom|se sgnou inconsistenc  indirectnes  serious?® none 18 18 = (0.29 LOW CRITICA
d trials s s lower to L
y 0.55
higher)
MD 0.01
randomise  seriou O oLl UL ?69216 r CRITICA
11 . % inconsistenc  indirectnes  serious® none 18 18 = ’ LOW
d trials ] s lower to L
y 0.43
higher)
MD 7.65
randomise  seriou O S " EEOIE ?éggg r CRITICA
11 . - inconsistenc  indirectnes  serious® none 18 18 - ’ LOW
d trials S lower to L
y s 18.36

higher)
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MD 4.44
. . higher
, . no serious no serious
1 randomise seriou . . A N ) (8.61 CRITICA
1 d trials 2 inconsistenc |Snd|rectnes serious none 18 18 lower to LOW L
y 17.49
higher)
MD 8.89
. . lower
. s no serious no serious
11 ranf:iom|se szenou inconsistenc  indirectnes  serious® none 18 18 = (21.98 LOW CRITICA
d trials S s lower to L
y 4.2
higher)
MD 6.53
. . lower
: . no serious no serious
11 ranqomlse sgnou inconsistenc  indirectnes  serious?® none 18 18 = (e LOW R
d trials ] S lower to L
y 6.63
higher)
- Impact of caring on carer - Subjective burden (Level of Expressed Emotion) - post-intervention (Better indicated by lower values)
. . MD 0.17
. : no serious no serious
1 observatio  seriou . . - I _ lower CRITICA
1 nal studies  s2 inconsistenc |Snd|rectnes serious none 18 18 (0.39 LOW L
y lower to
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0.05
higher)
. . . MD 0.32
po momse sorou TS poselous posemi g .l WODERA CRICA
d trials s? S n (0.54 to TE L
y 0.1 lower)
MD 8.45
. . higher
11 el e :L?:csagglics)?:nc ir:lc:ii?':g&uess serious® none 18 18 - (15.55 IMPORT
d trials s? s lower to LOW ANT
y 32.45
higher)
MD 17.42
randomise  seriou O SELel LI I(Wéggfr IMPORT
11 " 2 inconsistenc indirectnes  serious® none 18 18 = ’ LOW
d trials S lower to ANT
y s 43.68

higher)

1 randomise  seriou [0 SSTIOUS no serious I LB CRITICA
1 ) 5 inconsistenc indirectnes  serious none 18 18 = higher LOW
d trials S L
y s (2.82 to
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6.38
higher)

MD 0.44

no serious no serious  No serious lower (1.9 CRITICA
inconsistenc indirectnes imprecisio  serious?® 18 18 - lower to LOW L
y 5 n 1.02

higher)

randomise seriou

11 .
d trials s2

Cl: confidence interval; MD: mean difference

1 Hoyle 2013
2 The quality of the evidence was downgraded from high to moderate because of the unclear risk of selective reporting of study outcomes (reporting bias), and the unclear risk

of selection bias (insufficient information).
3 Non-significant result (Any statistically significant change was considered to be important for carers - for any outcome where published MIDs were not identified)

Specific carers psychoeducation interventions

Table 16: Evidence profile for specific carer psychoeducation interventions for carers to provide practical support
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MD

2.99
. very no serious no serious lower VER
1 La{]Fjomlse seriou inconsistenc indirectnes serious® none 80 84 (7.96 Y R
rials 2 L
s y s lowerto LOW
1.98
higher)
MD
0.85
. very no serious no serious lower VER
11 gatr; %?émse seriou  inconsistenc indirectnes serious® none 80 84 (3.42 Y ERITICA
s? y s lowerto LOW
1.72
higher)
MD
2.29
. very no serious no serious lower VER
11 :'jatnFiomlse seriou  inconsistenc indirectnes serious® none 80 84 (5.9 Y RIS
rials 2 L
s y s lowerto LOW
1.32

higher)
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MD

1.02
. very no serious no serious higher VER
1 Latr: idaclaénlse seriou inconsistenc indirectnes serious® none 80 84 - (1.72 Y ERITICA
s? y s lowerto LOW
3.76
higher)
MD 0.1
. . higher
. very no serious no serious VER
11 rangomlse seriou  inconsistenc indirectnes serious® none 80 84 - (e (CRlies
d trials <2 s lower to LOW L
y 3.74
higher)
MD 5.6
. very no serious no serious  No serious lower
14 :’jatr: ;:;cl);mse seriou inconsistenc indirectnes imprecisio none 44 38 - (8.29t0 LOW ERITICA
ss y s n 2.91
lower)
. very no serious no serious  No serious MD
14 (rjatr; gc;?lse seriou inconsistenc indirectnes imprecisio none 44 38 - 11.3 LOW ERITICA
s® y s n higher
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(1.12to
21.48
higher)

MD

27.9

. very no serious no serious  Nno serious .
14 FEEIDE seriou inconsistenc indirectnes imprecisio none 44 38 - ?ég;g’;o LOW ERITICA

d trials 5
S y S : 46.01
higher)

MD

. . . 12.3
. very no serious Nno serious  no serious :
14 DS seriou inconsistenc indirectnes imprecisio none 44 38 - ?2|g1h 2e E{o LOW ERITICA

d trials
s? y s n 22.48
higher)

MD

. . . 13.3
. very no serious Nno serious  no serious ;
14 IO seriou inconsistenc indirectnes imprecisio none 44 38 - ?éggf I’;o LOW ERITICA

d trials 5
S y S : 20.59
higher)
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MD

. . . 14.9
. very no serious Nno serious  no serious .
14 La{]Fjomlse seriou inconsistenc indirectnes imprecisio none 44 38 - pidlicy LOW R
rials S5 y s n (7.52 to L
22.28
higher)
MD
very no serious Nno serious  no serious 12.1
14 ga;: %?émse seriou inconsistenc indirectnes imprecisio none 44 38 - ?695 ?(; LOW ERITICA
5 .
S y S : 23.3
higher)
MD
very no serious no serious  No serious 28
14 :’jatr: ;:;cl);mse seriou inconsistenc indirectnes imprecisio none 44 38 - ?éggg I’;o LOW ERITICA
5 .
S y S n 45.64
higher)
 Caring-related morbidity - Quality of life: Mental Health (SF-36 — physical role subscale) at 6 months follow-up (Better indicated by higher values)
. . MD 2.1
. very no serious no serious . VER
14 :’jatr: ;:;cl);mse seriou  inconsistenc indirectnes serious® none 44 38 - ?1'96h§ ' Y ERITICA
5 .
S / S lower to Lo
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5.89
higher)

MD

1.18
very no serious no serious lower VER IMPORT
seriou  inconsistenc indirectnes serious® none 80 84 - (5.63 Y ANT
s? y s lowerto LOW

3.27

higher)

randomise

1
1 d trials

MD

. . . 10.2
very no serious No serious No serious e CRITICA

seriou inconsistenc indirectnes imprecisio none 44 38 - (17.52 LOW L

5
S y S : to 2.88
lower)

randomise

4
L d trials

Cl: confidence interval; MD: mean difference

1 Sepe-Monti 2016

2The quality of the evidence was downgraded from high to low because of the unclear risk of reporting bias: selective reporting of study outcomes (no enough information
provided to judge this criterion) and the potential risk of attrition bias (13 in intervention and 28 carers in control group withdrew before 8-week follow-up. Subsequent 12
intervention and 9 control carers refused 6-mo FU; potential attrition bias). Furthermore, there was a significant difference at baseline: more female carers in control group;
control group patients had lower baseline MMSE score [that is more severe AD]; intervention group patients took more acetylcholinesterase inhibitors

3 Non-significant result (Any statistically significant change was considered to be important for carers - for any outcome where published MIDs were not identified)

4 Martin-Carrasco 2009
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5 The quality of the evidence was downgraded from high to low because of the unclear of performance bias (no enough information provided to judge this criterion), the
potential risk of attrition bias (10% did not complete study; missing data for 29% of sample with imbalance across groups) and the unclear risk of selection bias (insufficient

information).
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GRADE - CERQual tables for review question: What skills- and educational- based interventions are effective, cost-
effective, and acceptable to carers for training them to provide practical support to the person receiving care?

Table 17: Summary of evidence (GRADE-CERQual), Theme 1: Medication management - Carer needs

1. Semi-
structured
3 interviews
(Alhadda (open.-ended Qarers have insuff!cient
d 2016: questions). information regarding ' No or very No or very
Riley ’ 1. Semi- medication management and Serious No or very minor minor minor LOW
2011: structured the use and maintenance of concerns’ concerns Concemns Concemns
Smitf; interviews equipment to administer
2015) (structured and medication.
open-ended

questions); 1.

focus group
1 Evidence was downgraded due to serious methodological limitations (Riley 2011: no details on the recruitment strategy, unclear data collection methods and no details on

data analysis methods)
Personal and intimate care

Table 18: Summary of evidence (GRADE-CERQual), Theme 2: Personal care — Feeding and carer burden with providing emotional and
practical support
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3. .
1. semi-

g?gf(;h structured, face-
2017: to-face Providing information, support

f interviews; 1. via and training in food and . . No or very No or very
Sepulve ¢ " " Serious No or very minor : X
da elephone. putntlon can have a positive concerns' concerns minor minor LOW
2008a: conversations impact on carer stress and concerns concerns
Se ul\;e and written burden.
dap feedback; 1.
2008b) questionnaire

1 Evidence was downgraded due to methodological limitations (Sepulveda 2008a, and Sepulveda 2008b: no details on the data analysis methods, and no details about the
relationship between researchers performing the analysis and recruited carers)

Technical health procedure

Table 19: Summary of evidence (GRADE-CERQual), Theme 3: Technical health procedure - Carer needs

1. Semi-
structured Carers face challenges and N
; ! . . . . o or very .
interviews uncertainty about using No or very minor ~ No or very minor ; Serious
1(Alhadd . ; minor ;. Low
(strutctured and  technical equipment. concerns concerns concerns
ad 2016) concerns
open-ended
questions).

1 Evidence was downgraded due to adequacy of data, as only 1 study supported the review’s findings (offering poor data)
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Specific Carer Training programs

Table 20: Summary of evidence (GRADE-CERQual), Theme 4: Specific carer training interventions - Confidence, awareness and

knowledge
_-

1. Semi-

structured

interviews
6 administered by
(Macdon telephone; 1.
ald Data were
2011; collected via a Carers (of people with a range
Riley focus group; 3. of different conditions) who
2011; Data were attended specific carer training
Sepulve  collected interventions developed more No or very No or very
da through a confidence when caringand a  Serious No or very minor : : LOW
2008a; questionnaire greater understanding of the concerns' concerns minor minor

o L concerns concerns

Sepulve 1. Data were condition of the care recipient,
da collected via enabling them to better cope
2008Db; telephone with challenges.

Sommerl conversations
ad 2014; and written
Yeandle feedback;
2011) 1. Self-
completed
questionnaires
1. Focus groups
1 Evidence was downgraded due to serious methodological limitations (Riley 2011: no details on the recruitment strategy, data collection and data analysis methods); and
(Sepulveda 2008a: no details on data analysis) and unclear methodological limitations for (Macdonald 2012; Sepulveda 2008b; and Yeandle 2011).
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Table 21: Summary of evidence (GRADE-CERQual), Theme 5: Specific carer training interventions - Relationships with the care

recipient
-
1. Semi-
3 structured Carers (of people with a range
(Macdon interviews of different conditions) who
ald administered by  attended specific carer training
2011; telephone; 1. interventions were able to . No or very minor No or very No or very
Riley Focus group better communicate with and 1 minor minor LOW
2011; 1. Telephone understand the care recipient, concerns concerns concerns concerns
Sepulve  conversations leading to better relationships
da and written between them.

2008b), feedback

1 Evidence was downgraded due to serious methodological limitations (Riley 2011: no details on the recruitment strategy, unclear data collection methods and no details on
data analysis methods) and unclear methodological limitations (Sepulveda 2008b: no details on the data analysis methods, and no details about the relationship between

researchers performing the analysis and recruited carers)

Table 22: Summary of evidence (GRADE-CERQual), Theme 6: Specific carer training interventions - Understanding of a carer’s rights
and entitlements/ Practical support in the event of emergency

Carers of people with a range

2 (Riley of different conditions who No or very
2011; 2. Focus group att_eqdeq a specnf|c carer Minor concerns? No or very minor minor Serious , VERYLOW
Yeandle training intervention felt they concerns concerns concerns

2011) could navigate available
information resources better
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and were more aware of the
services they could utilise.

2 Evidence was downgraded due to potential methodological limitation (Riley 2011: no details on the recruitment strategy, unclear data collection methods and no details on

data analysis methods)
3 Evidence was downgraded due to substantial concerns with adequacy of data, as only 2 studies supported the review’s findings (offering thin data)

Table 23: Summary of evidence (GRADE-CERQual), Theme 7: Specific carer training interventions - Social support

Carers of people living with
dementia and carers of people
with eating disorders, who
attended specific carer training

3 1. Semi- ; . e
(Macdon  structured mterventlops felt posmve
] : about sharing their

ald interviews . X
2011: administered b experiences with other carers. No or very minor No or very No or very

’ y They felt less isolated and Minor concerns? ry minor minor MODERATE
Sommerl telephone - . concerns
ad 2014 2 were more socially active. In concerns concerns

particular, carers from ‘hard to

reach’ groups (such as LGBT

carers) were particularly

positive about the mutual

support provided by the

training sessions.

1 Evidence was downgraded due to minor methodological limitations (Macdonald 2011; and Yeandle 2011: no enough details on the data analysis methods, and not sufficient
details about the relationship between researchers performing the analysis and recruited carers)

Yeandle duestionnaires
2011) 3. Focus groups
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Table 24: Summary of evidence (GRADE-CERQual), Theme 8: Specific carer training interventions — Emotional support support

Carers of people living with

1. dementia and carers of people
(Sepulve with eating disorders who
da attended specific carer training
2008a; 2. Questionnaire interventions felt reduced . No or very minor N.o or very N‘.) or very

. ; : Minor concerns? minor minor MODERATE
Sommerl 1. Focus groups distress and an increase in concerns

: ; i concerns concerns

ad 2014; happiness as their coping and
Yeandle communication skills
2011). improved.

1 Evidence was downgraded due to methodological limitations (Sepulveda 2008a: no details on data analysis)

Table 25: Summary of evidence (GRADE-CERQual), Theme 9: Specific carer training interventions — Carer (negative) engagement
with the intervention: Barriers to taking part in the intervention

Carers of people with a range
of different conditions who

1 1. Semi- attended specific carer training
\ structured interventions identified . . No or very .
(Macdon . e . X No or very minor ~ No or very minor : Serious
interviews extrinsic barriers that impacted minor ; LOW
ald dmini db heir taki in th concerns concerns concerns
2011) administered by t eir ta ing part in the concerns
telephone intervention, for example

finding time to take part in the
interventions, without

173
Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)



DRAFT FOR CONSULTATION
Training for carers to provide practical support

disturbing usual care routines;
and difficulty engaging with
the intervention when the care
recipient was not living with
them.
1 Evidence was downgraded due to adequacy of data, as only 1 study supported the review’s findings (offering poor data)

Table 26: Summary of evidence (GRADE-CERQual), Theme 10: Specific carer training interventions — Carer (negative) engagement
with the intervention: Lack of relevance to carer circumstances

1. Telephone Carers who attended specific
2.(Sepul  conversations carer training interventions
veda and written found the interventions were . . No or very .
2008b; feedback; not relevant to them, for No or very minor - No or very minor minor Serious ;1 LOW
Sommerl 1. Self- example they found it difficult concems concerms concerns concems
ad 2014) completed to apply the knowledge to their

questionnaires own circumstances.
1 Evidence was downgraded substantial concerns with the adequacy of data, as only 2 studies supported the review’s findings (offering poor data)

Table 27: Summary of evidence (GRADE-CERQual), Theme 11: Specific carer training interventions — Carer (positive) engagement
with the intervention: Timing of need for information

174
Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)



DRAFT FOR CONSULTATION
Training for carers to provide practical support

1. Semi-

structured Many carers of people with a
(Macdon interviews range of different conditions No or ver
ald administered by  felt that for them the timing of  No or very minor ~ No or very minor minor y Serious LOW
2011, telephone information provision is crucial concerns concerns concerns'

. " concerns

Sommerl 1. Self- in order to attend specific
ad 2014) completed carer training interventions.

questionnaires
1 Evidence was downgraded due substantial concerns with the adequacy of data, as only 2 studies supported the review’s findings (offering poor data)

Table 28: Summary of evidence (GRADE-CERQual), Theme 12: Specific carer training interventions — Carer (positive) engagement
with the intervention: Positve aspects of the intervention

2. Self-
(Macdon completed
ald questionnaires;
2011, 1. Semi- Carers of people living with
Papachri  structured dementia and carers of people
stou interviews with eating disorders who No or very minor No or very No or very
2017, administered by  attended specific carer training Minor concerns'’ ry minor minor MODERATE
Sepulve telephone; 1. interventions appreciated the concerns concerns concerns
da semi-structured, diverse elements of the
20083, face-to-face interventions.
Sepulve interviews; 1. via
da telephone
2008Db, conversations
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Sommerl and written

ad 2014) feedback
1 Evidence was downgraded due to minor methodological limitations (Sepulveda 2008a, and Sepulveda 2008b: no details on the data analysis methods, and no details about
the relationship between researchers performing the analysis and recruited carers)
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Appendix G — Economic evidence study selection

Economic evidence study selection for review question: What skills- and
educational- based interventions are effective, cost-effective, and
acceptable to carers for training them to provide practical support to the
person receiving care?

A global economic literature search was undertaken for supporting adult carers. This
covered all 9 review questions in this guideline. As shown in Figure 5 below, 1
economic study was identified which was applicable to this review question.

Figure 5: Study selection flow chart

Titles and abstracts
identified, N= 15603

[
Full copies retrieved Excluded, N= 15551
and assessed for (not relevant population, design, intervention,
eligibility, N= 52 comparison, outcomes, unable to retrieve)
r
Publications included Publications excluded from
in review review, N=42 (refer to excluded
L studies list: appendix k)
|
RQ
RQA RQB RQC RQD RQE RQF G RQH RQl
N=0 N=0 N=0 N=0 N=1 N=1 N= 5 N=1 N=2
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Appendix H — Economic evidence tables

Economic evidence tables for review question: What skills- and educational- based interventions are effective, cost-
effective, and acceptable to carers for training them to provide practical support to the person receiving care?

Figure 6: Economic evidence tables

o Study:
Livingston 2014
e Country:

UK

o Study design
Cost-utility
analysis

¢ Intervention:

¢ Interventions

o Study population:

Coping Skills N=260 Carers of people
training living with dementia

e Control: o Intervention, n=173
TAU o Control, n=87

¢ Characteristics
[Intervention; Control]
o Age (years): 62.0
(14.6); 56.1 (12.3)
o Sex (M/F): 57/116;

details:

o Participants
assessed at
baseline, 4, 8,

12 and 24 25/62
mon.ths. ‘ ¢ Data sources:

o Coping Skills o Source of clinical
training effectiveness data:
START Randomised control
intervention trial (N=260)*
conS|sts_ in o EQ-5D health
manualised 8 profiles, for
sessions befriended carers
COVeFIn_Q and control group
- Session 1: carers, were

Psychoeducat

o Cost description:

o Cost categories included
outpatient costs,
community costs, and
other costs

o Incremental Costs
Values:

o 24-month time
horizon=£336

o 8-month time
horizon=£252

e Outcome description:

o Carer QALYs calculated
from the EQ-5D by
applying societal
weights.

o Incremental Outcome
Values:

o 24-month time
horizon=0.030 (Cl 95% -
0.010 to 0.060) QALYs

178

e [CER
o 24-month time horizon
=£11,200 / QALY
o 8-month time horizon =
£6,000 / QALY

¢ Sensitivity analysis:
Intervention has a 67%
probability of being at
cost-effective at a
threshold of
£20,000/QALY over 24
months, and a 75%
probability at a threshold
of £30,000/QALY.

e Perspective: Health
and social care

e Currency: GBP
e Cost year: 2009-2010

e Time horizon: 8 & 24
months

¢ time horizon as per
the RCT endpoint

¢ Discounting: 3.5%

o Applicability: directly
applicable

e Quality: minor
limitations

Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)



DRAFT FOR CONSULTATION
Training for carers to provide practical support

ion about collected at in order o 8-month time
dementia, to calculate QALYs. horizon=0.042 (Cl 95%
carer stress, o Source of resource 0.01510 0.071) QALYs
understandin use data:
g behaviour Randomised control
of care trial (N=260)*
recipient . .
) o Source of unit costs:
- Sessions 2-5: .
Difficult Unit costs were from
b . NHS and national
ehaviours,
behavioural soues (M
RefCosts; PSSRU).
management
techniques,
carer self- * Livingston, G., Barber,
care, J., Rapaport, P., Knapp,
communicatio M., Griffin, M., Romeo,
n, coping R., Cooper, C. (2014).
strategies, START (STrAtegies for
emotional RelaTives) study: a
support, pragmatic randomised
reframing controlled trial to
- Session 6: determine the clinical
Future needs effectiveness and cost-
of care effectiveness of a
recipient, UK- manual-based coping
specific care strategy programme in
and legal promoting the mental
planning health of carers of
_ Session 7- people I'iving with
Planning dementia. Health
Technology
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pleasant Assessment, 18(61), i-
activities XXVi+1-242.

- Session 8:
Maintaining
learned skills
over time

- Every session
ended with
stress
reduction
technique and
homework.
Relaxation
exercises
(inc. focused
breathing,
guided
imagery,
meditation)
also used in
sessions.

o TAU

Presumed to
consist in
standard based
on NICE
guidelines with
services based
around person
with dementia

180
Supporting Adult Carers: evidence reviews for providing training for carers to provide practical support DRAFT (June 2019)



DRAFT FOR CONSULTATION
Training for carers to provide practical support

(for example
medical,
psychological
and social
treatment).

CUA: cost-utility analysis; ICER: incremental cost-effectiveness ratio; QALY: quality-adjusted life year: STAR: STrAtegies for RelaTives: TAU: treatment as usual.
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Appendix | - Economic evidence profiles

Economic evidence profiles for review question: What skills- and educational- based interventions are effective, cost-
effective, and acceptable to carers for training them to provide practical support to the person receiving care?

Table 29: Economic evidence profiles

Study and Other Incremental Incremental

country Limitations Applicability comments costs effects ICER Uncertainty

e Author & year:  Minor limitations  Directly o Type of « 8 months « 8 months « 8 months * Probabilistic
Livingston applicable economic £252 (-28 to 0.042 QALYs £6,000 /QALY sensitivity
2014 analysis: Cost 565) (0.015 to - P T analyses:

e Country: UK Utility analysis | 54 months 0.071) £11.200 Interventlon

« Interventions: * Time horizon: £336 (223t * 24 months JQALY hasba STA’ "
Manual-based 8 months 895) 0.030 QALYs e e
coping strategy ([P R (-0.010 to efeflegtise (;(:sa_
intervention economic 0.060) e
(STAR evaluation) reshola o
intervention) and 24 months £20,000/QALY
versus e Primary over ﬁ4 .
TAU. measure of ?Sclzt s,and a

lefAt\ch\)(me. probability at a

threshold of
£30,000/QALY

CUA: cost-utility analysis; ICER: incremental cost-effectiveness ratio; QALY: quality-adjusted life year: STAR: STrAtegies for RelaTives
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Appendix J — Economic analysis

Economic evidence analysis for review question: What skills- and
educational- based interventions are effective, cost-effective, and
acceptable to carers for training them to provide practical support to the
person receiving care?

No economic analysis was conducted for this review question.
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Appendix K — Excluded studies

Excluded studies for review question: What skills- and educational- based
interventions are effective, cost-effective, and acceptable to carers for
training them to provide practical support to the person receiving care?

Quantitative component of the review

Table 30: Excludies studies from the quantitative component of the review

A'Campo, L. E., Wekking, E. M., Spliethoff-Kamminga, Regression analysis of A'Campo
N. G, Stijnen, T., Roos, R. A., Treatment effect 2010.

modifiers for the patient education programme for

Parkinson's disease, International Journal of Clinical

Practice, 66, 77-83, 2012

Adelman, R. D., Tmanova, L. L., Delgado, D., Dion, General systematic review of
S., Lachs, M. S., Caregiver burden: A clinical review, interventions to reduce carer
JAMA - Journal of the American Medical Association, burden.

311, 1052-1059, 2014

Aggarwal, B., Liao, M., Christian, A., Mosca, L., Prevalence study/regression
Influence of caregiving on lifestyle and psychosocial analysis of RCT.

risk factors among family members of patients

hospitalized with cardiovascular disease, Journal of

General Internal Medicine, 24, 93-8, 2009

Agrawal, K, Suchetha, Ps, Mallikarjunaiah, Hs, A Study conducted in India.
comparative study on quantity of caregiver support for

upper limb functional recovery in post stroke,

International journal of physiotherapy and research, 3,

77-82, 2013

Agren, S, Evangelista, Ls, Hjelm, C, Stromberg, A, Control arm does not

Dyads affected by chronic heart failure: a randomized systematically include carers.
study evaluating effects of education and psychosocial

support to patients with heart failure and their

partners, Journal of Cardiac Failure, 18, 359-366,

2012

Aguirrezabal, A., Duarte, E., Rueda, N., Cervantes, Not randomised control trial.
C., Marco, E., Escalada, F., Effects of information and

training provision in satisfaction of patients and carers

in stroke rehabilitation, NeuroRehabilitation, 33, 639-

647, 2013

Alsaeed, D., Jamieson, E., Gul, M. O., Smith, F. J., Systematic review of qualitative
Challenges to optimal medicines use in people living  studies.

with dementia and their caregivers: A literature review,

International Journal of Pharmaceutics, 512, 396-404,

2016

American Association for Respiratory, Care, AARC Insufficient detail provided about
Clinical Practice Guidelines. Providing patient and identified studies.

caregiver training 2010, Respiratory Care, 55, 765-9,

2010

Anonymous, Training carers of stroke patients Reprint of abstract of Kalra 2004.

improves psychosocial measures in both carer and
patient, Evidence-Based Healthcare and Public
Health, 8, 342-344, 2004
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Anonymous,, Providing patient and caregiver training
2010, Respiratory Care, 55, 765-769, 2010

Anonymous,, Training informal carers of stroke
patients reduces health and social care costs in the
year following a stroke, Evidence-Based Healthcare
and Public Health, 8, 345-347, 2004

apos,, Mara, Alison, Jamal, Farah, Llewellyn, Alexis,
Lehmann, Angela, Cooper, Chris, Bergeron, Caroline,
Improving children&apos;s and young people&apos;s
outcomes through support for mothers, fathers, and
carers, 94, 2010

Arksey, H., Jackson, K., Wallace, A., Baldwin, S.,

Golder, S., Newbronner, E., Hare, P., Access to health

care for carers: barriers and interventions, Database
of Abstracts of Reviews of Effects, 156, 2003

Arksey, Hilary, Hirst, Michael, Unpaid carers' access
to and use of primary care services, Primary Health
Care Research and Development, 6, 101-116, 2005

Armfield, N. R., Gray, L. C., Smith, A. C., Clinical use
of Skype: a review of the evidence base, Journal of
Telemedicine & Telecare, 18, 125-7, 2012

Asnani, M. R., Quimby, K. R., Bennett, N. R., Francis,
D. K., Interventions for patients and caregivers to
improve knowledge of sickle cell disease and
recognition of its related complications, Cochrane
Database of Systematic Reviews, 2016 (10) (no
pagination), 2016

Au, A, Gallagher-Thompson, D, Wong, Mk, Leung, J,
Chan, Wc, Chan, Cc, Lu, Hj, Lai, Mk, Chan, K,
Behavioral activation for dementia caregivers:
scheduling pleasant events and enhancing
communications, Clinical Interventions In Aging, 10,
611-619, 2015

Austrom, Mary Guerriero, Damush, Teresa M.,
Hartwell, Cora West, Perkins, Tony, Unverzagt,
Frederick, Boustani, Malaz, Hendrie, Hugh C.,

Callahan, Christopher M., Development and

Implementation of Nonpharmacologic Protocols for the
Management of Patients with Alzheimer's Disease and

Their Families in a Multiracial Primary Care Setting,
Gerontologist, 44, 548, 2004

Backhaus, S. L., Ibarra, S. L., Klyce, D., Trexler, L. E.,
Malec, J. F., Brain injury coping skills group: a
preventative intervention for patients with brain injury
and their caregivers.[Erratum appears in Arch Phys
Med Rehabil. 2010 Nov;91(11):1793], Archives of
Physical Medicine & Rehabilitation, 91, 840-8, 2010

Bakas, T, Austin, Jk, Habermann, B, Jessup, Nm,
McLennon, Sm, Mitchell, Ph, Telephone assessment
and skill-building kit for stroke caregivers: a
randomized controlled clinical trial, Stroke; a journal of
cerebral circulation, 46, 3478-3487, 2015

Bakas, T, Farran, Cj, Austin, Jk, Given, Ba, Johnson,
Ea, Williams, Ls, Stroke caregiver outcomes from the
Telephone Assessment and Skill-Building Kit (TASK),
Topics in Stroke Rehabilitation, 16, 105-121, 2009
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Duplicate.

Economic results of RCT.

Review focussed on outcomes of
care recipient rather than carer.

No studies published in or after
2003.

Descriptive statistics regarding
access/use only.

Review identified only one relevant
abstract (article not published in
English).

No relevant studies.

Study conducted in Hong Kong.

Describes program only, results
not reported.

Reports care recipient and carer
data together.

This RCT was performed in the
USA, it was therefore excluded
because of the health and social
care context (not comparable with
that in place in the UK).

This RCT was performed in the
USA, it was therefore excluded
because of the health and social

Supporting Adult Carers: evidence reviews for providing training for carers to provide

practical support DRAFT (June 2019)



DRAFT FOR CONSULTATION
Training for carers to provide practical support

care context (not comparable with
that in place in the UK).

Baker, A., Barker, S., Sampson, A., Martin, C., General scoping review of
Caregiver outcomes and interventions: a systematic interventions for carers of people
scoping review of the traumatic brain injury and spinal with brain/spinal cord injury.
cord injury literature, Clinical rehabilitation, 31, 45-60,

2017

Bakker, T. J., Duivenvoorden, H. J., van der Lee, J., Intervention is multidisciplinary
Olde Rikkert, M. G., Beekman, A. T., Ribbe, M. W., rehabilitation program aimed
Benefit of an integrative psychotherapeutic nursing primarily at person receiving care.

home program to reduce multiple psychiatric
symptoms of psychogeriatric patients and caregiver
burden after six months of follow-up: a re-analysis of a
randomized controlled trial, International
Psychogeriatrics, 25, 34-46, 2013

Banningh, Lw, Vernooij-Dassen, Mj, Vullings, M, Not randomised controlled study.
Prins, Jb, Rikkert, Mg, Kessels, Rp, Learning to live

with a loved one with mild cognitive impairment:

effectiveness of a waiting list controlled trial of a group

intervention on significant others' sense of

competence and well-being, American Journal of

Alzheimer's Disease and other Dementias, 28, 228-

238, 2013

Barca, M., Engedal, K., Haugen, P., Johannessen, A., Conference abstract.
Thorsen, K., Experiences of adult children of younger

persons with dementia: A qualitative study,

International Psychogeriatrics, 25, S29-S30, 2013

Beauchamp, N., Irvine, Ab, Seeley, J, Johnson, B. No adult carers who provide
(2005). Worksite-based internet multimedia program unpaid care young people lower
for family caregivers of persons with dementia. than 16-17 years with ongoing
Gerontologist, 45(6), 793-801. needs.

Belgacem, B, Auclair, C, Fedor, Mc, Brugnon, D, Study conducted in France.

Blanquet, M, Tournilhac, O, Gerbaud, L, A caregiver
educational program improves quality of life and
burden for cancer patients and their caregivers: a
randomised clinical trial, European Journal of
Oncology Nursing, 17, 870-876, 2013

Belle, S., Burgio, L, Burns, R, Coon, D, Czaja, Sj, It is not a training study. Potentially
Gallagher-Thompson, D, Gitlin, Ln, Klinger, J, Koepke, eligible for RQG.

Km, Lee, Cc, Martindale-Adams, J, Nichols, L, Schulz,

R, Stahl, S, Stevens, A, Winter, L, Zhang, S. (2006).

Enhancing the quality of life of dementia caregivers

from different ethnic or racial groups: a randomized,

controlled trial. Annals of Internal Medicine, 145(10),

727-738.

Beng, Ts, Ahmad, F, Loong, Lc, Chin, Le, Zainal, Nz, Study conducted in Malaysia.
Guan, Nc, Ann, Yh, Li, Lm, Meng, Cb, Distress

Reduction for Palliative Care Patients and Families

With 5-Minute Mindful Breathing: a Pilot Study,

American journal of hospice & palliative care, 33, 555-

560, 2016

Bergin, S., Mockford, C., Recommendations to General systematic review on
support informal carers of people living with motor experience of carers of motor
neurone disease, British Journal of Community neurone disease carers and views
Nursing, 21, 518-524, 2016 on professional services.
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Berry, J. W., Elliott, T. R., Grant, J. S., Edwards, G.,
Fine, P. R., Does problem-solving training for family
caregivers benefit their care recipients with severe
disabilities? A latent growth model of the Project
CLUES randomized clinical trial, Rehabilitation
Psychology, 57, 98-112, 2012

Beynon, T., Radcliffe, E., Child, F., Orlowska, D.,
Whittaker, S., Lawson, S., Selman, L., Harding, R.,
What are the supportive and palliative care needs of
patients with cutaneous T-cell ymphoma and their
caregivers? A systematic review of the evidence,
British Journal of Dermatology, 170, 599-608, 2014

Bledsoe, Linda K., Moore, Sharon E., Collins, Wanda
Lott, Long Distance Caregiving: An Evaluative Review
of the Literature, Ageing International, 35, 293-310,
2010

Blewett James, et al., Improving the safety, health and
wellbeing of children through improving the physical
and mental health of mothers, fathers and carers:
research review 1, 2010

Boothroyd, L., Lehoux, P., Home-based
chemotherapy for cancer: issues for patients,
caregivers and the health care system, Database of
Abstracts of Reviews of Effects, 77, 2004

Boots, L. M. M., Vugt, M. E. de, Knippenberg, R. J. M.
van, A systematic review of internet-based supportive
interventions for caregivers of patients with dementia,
International Journal of Geriatric Psychiatry, 29, 2014

Borreani, C., Bianchi, E., Cilia, S., Giuntoli, M.,
Pietrolongo, E., Rossi, I., Grasso, M. G., Patti, F.,
Lopes, L., Lugaresi, A., Confalonieri, P., Morino, P.,
Palmisano, L., Martino, G., Ponzio, M., Amadeo, R.,
Zaratin, P., Battaglia, M. A., Giordano, A., Unmet
needs of people with severe multiple sclerosis and
their carers: Qualitative data to construct a home
palliative care programme, Journal of Neurology, 260,
S173, 2013

Bowers, Helen, Maclean, Mairi, Patel, Meena, Older
People's Programme, O. P. P., Disregarded and
overlooked. 2016

Brady, P., Kangas, M., McGill, K., "Family Matters™": A
Systematic Review of the Evidence For Family
Psychoeducation For Major Depressive Disorder,
Journal of Marital & Family Therapy, 43, 245-263,
2017

Brereton, L., Carroll, C., Barnston, S., Interventions for
adult family carers of people who have had a stroke: A
systematic review, Clinical Rehabilitation, 21, 867-
884, 2007

Bridges-Webb, C., Giles, B., Speechly, C., Zurynski,
Y., Hiramanek, N., Patients with dementia and their
carers, Annals of the New York Academy of Sciences,
1114, 130-6, 2007
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Secondary analysis of Rivera 2008
and Elliot 2009.

No identified articles on carers.

General review of literature on
long-distance caring.

General review on improving
outcomes for children via
improving health of parents and
carers, not clearly applicable to
carers of young people who will
transition to adult services.

No relevant articles published in or
after 2003.

No additional relevant articles
identified.

Conference abstract.

Article not available.

No relevant articles identified.

General systematic review of
interventions for carers of people
with stroke.

General survey of carers regarding
their health, QoL and
use/satisfaction of support.
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Brunton, L., Bower, P., Sanders, C., The Systematic review of qualitative
Contradictions of Telehealth User Experience in studies.

Chronic Obstructive Pulmonary Disease (COPD): A

Qualitative Meta-Synthesis, PLoS ONE [Electronic

Resource], 10, e0139561, 2015

Bryant, J., Mansfield, E., Boyes, A. W., Waller, A., Review of role of carers in
Sanson-Fisher, R., Regan, T., Involvement of informal improving outcomes for people
caregivers in supporting patients with COPD: A review with COPD.

of intervention studies, International Journal of COPD,

11, 1587-1596, 2016

Buckley, Kathleen M., "A Meta-Analysis of Commentary.
Interventions for Informal Stroke Caregivers":

Commentary by Buckley, Western Journal of Nursing

Research, 29, 357-359, 2007

Bull, M. J., Boaz, L., Jerme, M., Educating Family No relevant RCTs identified.
Caregivers for Older Adults About Delirium: A

Systematic Review, Worldviews on Evidence-Based

Nursing, 13, 232-40, 2016

Bulut, M., Arslantas, H., Ferhan Dereboy, I., Effects of Study conducted in Turkey.
Psychoeducation Given to Caregivers of People With

a Diagnosis of Schizophrenia, Issues in Mental Health

Nursing, 37, 800-810, 2016

Burgio L, Stevens A, Guy D, Roth DL, Haley WE., Reports data at halfway point of
Impact of two psychosocial interventions on white and trial.

African American family caregivers of individuals with

dementia, The Gerontologist, 43, 568-79, 2003

Burgio, Ld, Collins, Ib, Schmid, B, Wharton, T, Single-arm translational study.
McCallum, D, Decoster, J, Translating the REACH

Caregiver Intervention for Use by Area Agency on

Aging Personnel: the REACH OUT Program,

Gerontologist, 49, 103-116, 2009

Burns, R., Nichols, Lo, Martindale-Adams, J, Graney, This study focus on a

Mj, Lummus, A. (2003). Primary care interventions for multicomponent intervention

dementia caregivers: 2-year outcomes from the (REACH -Resources for Enhancing

REACH study. Gerontologist, 43(4), 547-555. Alzheimer's Caregivers Health)
The main components of this
intervention are behavioural,
psycho-educational, and coping
skills training — and it will included
RQG of this guideline.

Butow, P. N., Phillips, F., Schweder, J., White, K., No studies including caregivers
Underhill, C., Goldstein, D., Clinical Oncological and published in or after 2003.
Society of, Australia, Psychosocial well-being and

supportive care needs of cancer patients living in

urban and rural/regional areas: a systematic review,

Supportive Care in Cancer, 20, 1-22, 2012

Cameron Ailsa, et al.,, Factors that promote and Identified articles are about general
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No primary aim of the intervention
is to train adult carers to provide
practical support to the person
receiving care - potentially elegible
for RQF/G.

This RCT was performed in the
USA, it was therefore excluded
because of the health and social
care context (not comparable with
that in place in the UK).

Qualitative review.

Survey study, no carer outcomes.

Study protocol.

No RCTs identified.

Not randomised controlled ftrial.

Not randomised controlled trial.

Cross-sectional survey of German
acute care hospitals.

Nursing intervention for care
recipients.
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with family caregivers of stroke survivors after
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Predictors of distress and hope in relatives of
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Journal of Geriatric Psychiatry, 15, 425-434, 2007
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Thompson, Lw, Jimenez, D. (2008). Effectiveness of
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caregivers: outcomes and mediators of change.
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therapy, 26(4), 286-303.
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Yea-Ing, International perspectives on
nonpharmacological best practices for dementia family
caregivers: A review, Clinical Gerontologist: The
Journal of Aging and Mental Health, 35, 316-355,
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Comparative outcomes of two distance-based
interventions for male caregivers of family members
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Disease and Other Dementias, 22, 120-128, 2007

Gaugler, J. E., Understanding and Supporting
Persons with Memory Loss and Their Families Across
the Spectrum of Dementia, Journal of Applied
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review, Rehabilitation Psychology, 55, 108-125, 2010

Geldmacher, D. S., Maintaining patients with
Alzheimer's disease in the home environment,
Advanced Studies in Medicine, 4, 308-313, 2004

Ghaleb Obaidi, J., Al-Atiyyat, N. M., Quality of life
among primary caregivers of women with breast
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Letter.

Secondary regression analysis of
controlled family psychoeducation
study.

This RCT was performed in the
USA, it was therefore excluded
because of the health and social
care context (not comparable with
that in place in the UK).

This RCT was performed in the
USA, it was therefore excluded
because of the health and social
care context (not comparable with
that in place in the UK).

This is a psychoeducation
intevention for carers to provide
them with psychological and
emotional support, as such shoulkd
be included in RQG.

General systematic review of
interventions for dementia carers.

This RCT was performed in the
USA, it was therefore excluded
because of the health and social
care context (not comparable with
that in place in the UK).

Introduction to special issue of
journal.

Intervention studies were excluded
from the systematic review.

General (non-systematic) review.

No relevant articles.
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167-171, 2009
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on outcomes of a nonpharmacological intervention to  from Gitlin 2010.
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31, 1056-1063, 2016

Gitlin, Laura N., Winter, Laraine, Dennis, Marie P., Descriptive analysis of use of
Assistive devices caregivers use and find helpful to assistive devices in Gitlin 2003.
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Gerontechnology, 9, 408-414, 2010

Gitlin, Ln, Hauck, Ww, Dennis, Mp, Winter, L, This RCT was performed in the
Maintenance of effects of the home environmental USA, it was therefore excluded
skill-building program for family caregivers and because of the health and social
individuals with Alzheimer's disease and related care context (not comparable with
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Gitlin, Ln, Winter, L, Burke, J, Chernett, N, Dennis, This RCT was performed in the
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and reduce caregiver burden: a randomized pilot care context (not comparable with
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Gitlin, Ln, Winter, L, Dennis, Mp, Hodgson, N, Hauck, This RCT was performed in the
Ww, A biobehavioral home-based intervention and the USA, it was therefore excluded

well-being of patients with dementia and their because of the health and social
caregivers: the COPE randomized trial, Jama, 304, care context (not comparable with
983-991, 2010 that in place in the UK).

Gitlin, Ln, Winter, L, Dennis, Mp, Hodgson, N, Hauck, This RCT was performed in the
Ww, Targeting and managing behavioral symptoms in USA, it was therefore excluded

individuals with dementia: a randomized trial of a because of the health and social
nonpharmacological intervention, Journal of the care context (not comparable with
American Geriatrics Society, 58, 1465-1474, 2010 that in place in the UK).

Given, Barbara, Given, Charles W., Sikorskii, Alla, This RCT was performed in the
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Mohammad, The Impact of Providing Symptom because of the health and social
Management Assistance on Caregiver Reaction: care context (not comparable with
Results of a Randomized Trial, Journal of Pain and that in place in the UK).
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a randomized controlled trial of a behavioral USA, it was therefore excluded
intervention group for Alzheimer's disease caregivers, because of the health and social
Gerontologist, 46, 827-832, 2006 care context (not comparable with

that in place in the UK).
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Zauszniewski, Ja, Enhancing resourcefulness to USA, it was therefore excluded
improve outcomes in family caregivers and persons because of the health and social
with Alzheimer's disease: a pilot randomized trial, care context (not comparable with
International journal of Alzheimer's disease, 2014, that in place in the UK).

2014

Graff, Maud J. L., Adang, Eddy M. M., Vernooij- Cost-effectiveness study.

Dassen, Myrra J. M., Community occupational therapy
for older patients with dementia and their care givers,
British Medical Journal, 336, 7636

Graff, Maud J., Vernooij-Dassen, Myrra J., Not randomised controlled study
Hoefnagels, Willibrord H., Dekker, Joost, de Witte, Luc (single arm study).
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Impairments and Their Primary Caregivers: A Pilot
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Graff, Maud J., Vernooij-Dassen, Myrra J., Zajec, Qualitative study.
Jana, Olde-Rikkert, Marcel G., Hoefnagels, Willibrord
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caregiver?, Dementia: The International Journal of

Social Research and Practice, 5, 503-532, 2006

Great Britain Department of Health, Carers strategy: UK Government carer action plan,
second national action plan 2014 - 2016, 70, 2014 no cited literature/data.

Greenwood Nan, Smith Raymond, Barriers and No relevant studies.
facilitators for male carers in accessing formal and

informal support: a systematic review, Maturitas, 82,

162-169, 2015
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home-challenges, satisfactions and coping: a
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stroke survivors: meta-ethnographic review of
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Han, C. J., Lee, Y. J., Demiris, G., Interventions Using
Social Media for Cancer Prevention and Management:
A Systematic Review, Cancer Nursing., 27, 2017
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Gerontologist, 48, 236, 2008
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and education scheme for stroke survivors: a
randomized controlled trial and economic evaluation,
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qualitative studies focussed on
specific aspect of care.

General meta-ethnographic
systematic review.

Review of qualitative research.

Single-arm study.

Description of single-arm study.

Not randomised controlled study.

Conference abstract.

No relevant studies identified.
Comment article.
All included studies published

before 2003.

Conference abstract.

Sample is care recipients.

Regression analysis of REACH Il
study (Belle 2006).
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evidence-based strategies to meet the needs of
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of Gerontological Nursing, 33, 30-36, 2007 that in place in the UK).

Hepburn, Kw, Lewis, M, Narayan, S, Tornatore, J, This RCT was performed in the
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Heslin, M., Forster, A., Healey, A., Patel, A., A Review of economic studies.

systematic review of the economic evidence for
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Hirsch, O, Leyh, J., Karch, C., Ferlings, R., Schafer, = Study conducted in Germany/not
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Hoffmann, T., Russell, T., McKenna, K., Producing Single-arm study.
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Medical Informatics, 73, 751-8, 2004

Holdcroft, Deanne, What are people living with Review not available.
dementia and their carers' perceptions of the quality of

care they receive in hospitals in the UK?, Ageing and

Health: the Journal of the Institute of Ageing and
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Holland, R., Lenaghan, E., Harvey, I., Smith, R., Sample is care recipients.
Shepstone, L., Lipp, A., Christou, M., Evans, D.,
Hand, C., Does home based medication review keep
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Horvath, Kj, Trudeau, Sa, Rudolph, JI, Trudeau, Pa,
Duffy, Me, Berlowitz, D, Clinical trial of a home safety
toolkit for Alzheimer's disease, International journal of
Alzheimer's disease, 2013, 2013

Hubbard, A. A., McEvoy, P. M., Smith, L., & Kane, R.
T. (2016). Brief group psychoeducation for caregivers
of individuals with bipolar disorder: A randomized
controlled trial. Journal of Affective Disorders, 200, 31-
36.

Hudson, P. L., Lobb, E. A., Thomas, K., Zordan, R. D.,
Trauer, T., Quinn, K., Williams, A., Summers, M.,
Psycho-educational group intervention for family
caregivers of hospitalized palliative care patients: pilot
study, Journal of Palliative Medicine, 15, 277-81, 2012

Hulme, Claire, Wright, Judy, Crocker, Tom, Non-
pharmacological approaches for dementia that
informal carers might try or access, International
Journal of Geriatric Psychiatry, 25, 2010

Hung, Lc, Liu, Cc, Hung, Hc, Kuo, Hw, Effects of a
nursing intervention program on disabled patients and
their caregivers, Archives of Gerontology and
Geriatrics, 36, 259, 2003

Huo, Y, Chiang, L, Wu, S, Kuo, H., The effectiveness
of a home rehabilitation nursing program in caregivers
of stroke patients, 2, 109-118, 2006

James, Neil, The formal support experiences of family
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issues: What do carers say?, Journal of Intellectual
Disabilities, 17, 6-23, 2013

Jenson Mette, et al.,, Effectiveness of educational
interventions for informal caregivers of individuals with
dementia residing in the community: systematic
review and meta-analysis of randomised controlled
trials, International Journal of Geriatric Psychiatry, 30,
130-143, 2015

Jeste, D. V., Dunn, L. B., Folsom, D. P., Zisook, D.,
Multimedia educational aids for improving consumer
knowledge about illness management and treatment
decisions: a review of randomized controlled ftrials,
Journal of Psychiatric Research, 42, 1-21, 2008
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care--a systematic review, Journal of Telemedicine &
Telecare, 17, 1-6, 2011
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This RCT was performed in the
USA, it was therefore excluded
because of the health and social
care context (not comparable with
that in place in the UK).

this is a group psychoeducation for
carers to provide them with
psychological and emotional
support, as such shoulkd be
included in RQG.

Single-arm study, no relevant data.

Review of interventions for people
living with dementia.

Study conducted in Taiwan.

Avrticle not available.

Review of qualitative studies.

No additional relevant RCTs
identified.

Review of literature from 1979 to
2004, no relevant articles
identified.

No relevant studies.

All included studies are on general
views and experiences of BME
carers of dementia rather than on
specific aspects of care.
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Jones, Kevin, Addressing the needs of carers during  Not systematic review.
early psychosis, Early Intervention in Psychiatry, 3,
S22-S26, 2009

Judge, Ks, Yarry, Sj, Looman, Wj, Bass, Dm, This RCT was performed in the

Improved Strain and Psychosocial Outcomes for USA, it was therefore excluded

Caregivers of Individuals with Dementia: findings from because of the health and social
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Knapp, M, Donaldson, N, A randomised controlled trial
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Khatiban, M, Kheirollahi, A, Oshvandi, K, Alhani, F, Full text not in English.
Feradmal, J, The effect of family-based education on
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Koller, A., Miaskowski, C., De Geest, S., Opitz, O.,
Spichiger, E., Supporting self-management of pain in
cancer patients: methods and lessons learned from a
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Konno, Rie, Assisting caregivers to support people
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Advanced Nursing, 65, 773-774, 2009
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Kouri, Krystyna Klodnicka, Ducharme, Francine C.,
Giroux, Francine, A psycho-educational intervention
focused on communication for caregivers of a family
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Qualitative study.

Full text not in English.

Study conducted in South Korea.

Intervention studies were excluded
from this review.

Not clear whether person cared for
has ongoing health or social care
needs.

Qualitative study.

Not randomised controlled study.

Article not available.

Discussion only, no relevant carer
results reported.

Summary of reviews by JB
Institute.

No extractable carer outcome data.

Conference abstract.

Duplicate of Kouri 2011.
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Appendix L — Research recommendation

Research recommendations for review question: What skills and
educational based interventions are effective, cost-effective and
acceptable to carers for training them to provide practical support to the
person receiving care?

Why this is important

This review failed to identify any research evidence about the impact of training for
carers on caring related accidents or incidents. This was set out a priori as an
important outcome and was considered by the committee to include falls and failure
to take prescribed medicine. The committee therefore agreed about the importance
of recommending future research about support of interventions which help to reduce
caring related accidents or incidents. In their view the outcomes of interest should
relate to both the care recipient and the carer.

Research recommendation in question format: What support or training helps to
reduce caring-related incidents or accidents?

Research What is the effectiveness, cost-effectiveness and acceptability of
question the whole family approach to carers’ assessments?

Carers provide a wide range of care and support tasks, sometimes with
advice and training from practitioners or peers but often through

people or the teaching themselves and finding information or tips from diverse
population sources. If they do not have up to date information or training and
support from practitioners the concern is that adverse events will occur,
for instance falls or injury (to the carer or cared for person) during
moving and handling or overdose through administering medication.
These negative outcomes impact both on the carer and on the person
being supported. More widely, such accidents or incidents are also
likely to result in a break down in caring or unplanned health contacts,
including hospital admissions so there are related resource implications
as well as health and wellbeing considerations for the carer and cared
for person.

Importance to

NICE guidance provides advice on effective, good value health and

Relevan(':e o social care including care and support for adult carers and the cared-for
NICE guidance person.

The Care Act (2014) places a statutory duty on local authorities to put
) in place services that can prevent, reduce or delay carers from

NHS/ social care  developing a need for support. This means that councils should be
delivering services that can intervene and help carers before their
health suffers as a result of their caring role. The kind of services local
authorities are expected to use in order to prevent carers developing a
need for support includes training that helps them feel confident
undertaking care tasks. If they feel confident and competent to
undertake care tasks the likelihood of ill health or injury to them or the
cared for person will be reduced. The development of an evidence base
about the effectiveness of training for carers to reduce caring-related
incidents or accidents is therefore clearly relevant to the Care Act
requirements.

Relevance to
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National
priorities

Current evidence

base

Equalities

N/A: not applicable

The Care Act (2014) places a statutory duty on local authorities to
prevent, reduce or delay carers from experiencing poor outcomes as a
result of caring and developing their own support needs. Determining
the effectiveness of training for carers to help them provide care and
support safely will contribute towards this objective.

There is currently no published evidence about the effectiveness of
training for carers in terms of the reduction of declining health, injury or
accidents among carers or the cared for person.

N/A

Population

Intervention

Comparator

Outcomes

Study design

Timeframe

o Adults carers (18 years of age or older) who provide unpaid care for
either 21 adults, or 21 young people aged 16-17 years with ongoing
needs.

¢ Training for carers to help them undertake care tasks

No training
Different training programmes compared with each other

o Outcomes relate to the carer and the cared for person:
¢ Care related accidents or incidents

¢ health and social care related quality of life

¢ physical and mental health

¢ health care contacts

Randomised controlled trial

Two years from randomisation
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Appendix M — Quotes extracted from the included
papers, which support the qualitative review findings

Alhaddad 2016

¢ "We didn't want to have it (nebuliser therapy) because... he puts on a lot of
weight, he fills with water, but he said—don’t worry, it’s better to start it straight
away than to wait. We used to wait until he couldn’t breathe at all, you see?"
(Adult carer of a person with COPD - nebuliser-delivered therapy at home)

e "Some days he looks like he’s got the shakes for that is the Ventolin® anyway,
because that does make you shake because I've been on that myself in the past
and yeah...that wears off doesn't it after a while, but he does, | just leave him to sit
quiet, | watch him, he doesn’t always know that I'm watching him." (Adult carer of
a person with COPD); "Well, when she’s bad she’ll use it [the nebuliser] up to four
times a day; when she’s good maybe only once or twice. So she tries not to use it,
she’s stubborn; she tries her hardest not to use it." (Adult carer of a person with
COPD - nebuliser-delivered therapy at home)

e "He can’t put the solutions in when things are bad. He doesn’t understand which
ones to put in. He couldn’t tell the difference between the two; the antibiotic and
the other one. So, he does need somebody to make sure he is doing it properly."
(Adult carer of a person with COPD); "l have to say | don’t think he does enough
deep breathing....l say come on breathe in and breathe out." (Adult carer of a
person with COPD - nebuliser-delivered therapy at home)

¢ "We bought packages from the company and you get loads of stuff you don't
need. You know you couldn’t buy the tubes without [the nebuliser], you know on
their own, and that kind of thing; you’re like paying £20 for a package with loads of
stuff you don’t use." (Adult carer of a person with COPD - nebuliser-delivered
therapy at home); "My husband is on three different inhalers, so we weren’t
entirely sure how they really work...He was told to take them, but we weren't really
sure what we were supposed to be doing." (Adult carer of a person with COPD -
nebuliser-delivered therapy at home); "I’'m not a doctor and I'm not a nurse and
they mustn’t view me as that...they can do this, but at the end of the day [...] if
something bad happened to her, | would say “is that me?’ ‘Did | do that?" (Adult
carer of a person with COPD - nebuliser-delivered therapy at home)

Macdonald 2011

¢ "l suppose my main problem was actually finding the time when | could actually
watch them and read the book without getting too distracted" (Care of a person
with ED - DVDs + skills-based training manual); "l had limited opportunity to
actually apply the exercises . . . .. when things are bad, she seems to revert to her
and will not communicate as much with me"(Care of a person with ED - DVDs +
skills-based training manual); "It's one thing reading it in the book and going ‘right
OK, OK this sounds pretty simple’ and then you might sit down and do it and its
gonna take you like two hours to have this conversation because it's such a tricky
one "(Care of a person with ED - DVDs + skills-based training manual); "They are
away at college or they are away and they are suffering from an eating disorder.
Now how do you cope with that?"(Care of a person with ED - DVDs + skills-based
training manual)

o "Four carers expressed an opinion that although they found the materials helpful,

they felt it would have been even more useful at the beginning of the illness, or
had they participated much earlier at the onset of the illness." (Author quote)
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e "So probably the psychological help that she"s had and I"m not praising us or
ourselves at all but probably come through the book and the information with your
set up really"(Care of a person with ED - DVDs + skills-based training manual); b)
Perceived personal development: increased confidence and self esteem" (Care of
a person with ED - DVDs + skills-based training manual); "increased awareness,
knowledge and understanding" (Care of a person with ED - DVDs + skills-based
training manual); "increased strength, efficacy and empowerment" (Care of a
person with ED - DVDs + skills-based training manual); and "greater
encouragement and patience"(Care of a person with ED - DVDs + skills-based
training manual); "It gave me confidence or more confidence and through me, my
partner and through us . . . we all got a bit more confidence that we could actually
challenge this" ; "l felt that some of the behaviours that | thought were peculiar to
us and were really, you know, strange, | was kind of reassured that that was all
part of the illness that made me feel we weren', it wasn't just us "(Care of a
person with ED - DVDs + skills-based training manual); "It did, as | say, give me a
bit of encouragement and understanding and left me feeling easier with it — took
the panic away "(Care of a person with ED - DVDs + skills-based training manual);
“. .. | think probably, you know, conversations with her, the DVD has helped find
the right phrases to use or the right way to approach her"(Care of a person with
ED - DVDs + skills-based training manual)

¢ "l don’t feel as if anything’s worked particularly well because she’s still unwell so . .
. until she’s better, | suppose | don’t feel that anything’s worked but it's not like that
because it's a gradual process, isn’t it?"(Care of a person with ED - DVDs + skills-
based training manual); ". . . whereas the DVD is more . . . you just kind of sit
through and watch it and follow it through and sometimes it’s a bit frustrating
because em things, the role plays don’'t necessarily reflect what goes on in your
own house" (Care of a person with ED - DVDs + skills-based training manual);
"Yeah like of . . . consistent approach and also not being able to get any dialogue .
. . there were some fairly closed answers P gave me that was basically ‘well go
and try this’ and that was it really" (Care of a person with ED - DVDs + skills-
based training manuals)

Papachristou 2015

e "l do worry over Lily. | don't like Lily getting too thin. I’'m a bit surprised that no one
has spoken to us about nutrition and food. | don’t think they do that much with
leaflets and | certainly have not received anything”. (Adult carer of a person with
dementia)

¢ "Alady from the Alzheimer’s Society visited and there were so many questions |
wanted to ask her but she was really here for her purposes and me filling in these
forms: things for what we can claim for. | wanted to information about what kinds
of food to avoid and that side of things. They do have a kitchen at the Alzheimer’s
Society but | do not know if they have any guidelines to help caregivers. | don’t
know anything about that side of it but I've always been interested in diet". (Adult
carer of a person with dementia)

e "We could do with getting information on people living with dementia and food . . .
We had nothing specific given to us so far. A person came and spoke about the
five fruits and vegetables for the day but she did not actually give us any
information on anything we should be doing different in regards to dementia and
food. We have nobody telling us what might happen. Hoping we do things the right
way". (Adult carer of a person with dementia)
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Riley 2011

¢ "l wanted to find out what psychosis was . . . But since coming here, it's actually
changed that because | almost . . . | can understand it. And so, it doesn't affect me
in the same ways now, | . . . | can deal with it." (Adult carer of a person with
psychosis education group programme); "Well you just feel quite lonely, because
even if you've got family or a partner . . . to see someone you love soiill . . . is
heartbreaking really and you do feel really isolated." (Adult carer of a person with
psychosis education group programme) ; "The carers felt tremendous stigma
about mental iliness and this was twofold; concern was expressed for the stigma
experienced by their relative and how the carers were viewed by others. The
carers felt it was hard for ‘outsiders’ to understand the caring role and
consequently, did not discuss this with friends" (Author quote)

¢ " Seeing that Christmas tree outside . . . the little things can be a trigger" (Adult
carer of a person with psychosis - education group programme); "l thought that by
coming to the carers group that | should find out a little bit more about the illness
and the sort of, side effects of the medication and whether it was going in the right
direction, or indeed if anything was actually happening at all"(Adult carer of a
person with psychosis - education group programme)

o "We'd only just had my son diagnosed, there were people saying ‘we've had 7
years of hell. . . .’ It was just too much for me, | was like ‘oh my god’. You see |
thought he was going to get better then, and then he said 7 years and still ill. That
was hard to take really " (Adult carer of a person with psychosis - education group
programme)

¢ "l was quite resistant to coming, as | didn't feel like . . . a carer. You know, | used
to go out to work and | didn't want to be . . . just a carer." (Adult carer of a person
with psychosis - education group programme); "l don't like the word carer. You
know, I'm her mum, and you don't feel like a carer."(Adult carer of a person with
psychosis - education group programme). "All the signs are there aren't they. Until
you've actually experienced it you don't know what you're looking for, do you? And
now sort of after this group. . . . perhaps if the early warning signs were showing
again you'd be able to pick up on that, or I'd like to think | can pick up some of
things that you could see — the early warning signs."(Adult carer of a person with
psychosis - education group programme); "If I'd been in possession of some of the
facts earlier | might have reacted differently to how | did 12 months ago . . . | think,
we all have a better understanding of it now, | think that you react more positively
to a situation."(Adult carer of a person with psychosis - education group
programme); "I've had some really good ideas about some of the problems and
how to deal with them, because people have tried them and they've
worked."(Adult carer of a person with psychosis - education group programme)

¢ "l think for me it was just having a point of contact as well, which I've never had
before, | didn't have any idea of anybody that | could contact or . . . for advice or
anything, till | came here."(Adult carer of a person with psychosis - education
group programme)

Sepulveda 2008a

¢ "It has made me completely change my whole approach.... | am not so pushy
about enquiring about her symptoms rather it is up to her when she phones me™ |
think it has made substantial changes to the way | see all my children in terms of
not always trying to reassure and solve their problems.... | think standing back is
very helpful and encouraging by not offering them all of the solutions, but just
encouraging when they have got problems™ When she first got ill you become a
super-carer, the expert, always there. But she didn’t get better, in fact she got
worse. The more | was there the worse she got. It was learning for me how to let
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go and to allow her to make choices for herself. To actually leave her in the house
on her own, to go out, even if it was just to circle the house 20 times with the dog"
(Adult carer of a person with ED - collaborative care skills workshops)

¢ "She notices my happiness level increasing as | am giving myself a chance to get
my life back because | had put it on complete hold because | was always at her
disposal and now to go out and do what | want to do and show her actually | am
happy"(Adult carer of a person with ED - collaborative care skills workshops)

¢ "l think because our daughter knows that we are now getting professional
assistance.... it means we are to a certain extent coming at it from the same
direction. | think that the impact of that, picking up on something you said, is that it
almost makes the problem, it gives it a separate identity which is somehow slightly
separate, slightly over there, as distinct from being within the person
themselves"(Adult carer of a person with ED - collaborative care skills workshops)

Sepulveda 2008b

e "...ldothink there’s an awful lot to understand . . . really a lot there to
understand and | don’t know just as a normal person that you could get it right"
(Adult carer of a person with ED - DVD + Telephone Coaching-Based Skills
Training); "but the patients were all sort of calm em . . .which is not . . . they
weren’t being stroppy or kicking or so | think you would need . . . it wasn't realistic,
a true representation of the situation really and actually cajoling them into getting
them sitting down to the sitting down position" (Adult carer of a person with ED -
DVD + Telephone Coaching-Based Skills Training); "The messages are clear, it's
putting the techniques into practice that is difficult . . . it is quite difficult to use
these DVDs in isolation without some face to face interaction with" (Adult carer of
a person with ED - DVD + Telephone Coaching-Based Skills Training)

¢ "l found them really, really useful and the things | found most useful are the role
play"(Adult carer of a person with ED - DVD + Telephone Coaching-Based Skills
Training); "l appreciated the idea of the dolphin in particular, kind of nudging . . .
because | . . . the times when | have been talking to my wife and its worked . . . a
kind of when we have been moving in that kind of mood if you like "(Adult carer of
a person with ED - DVD + Telephone Coaching-Based Skills Training); "The
DVDs still carry lots of powerful messages and give carers hope that things can
get better if they really put theirminds to it!"(Adult carer of a person with ED - DVD
+ Telephone Coaching-Based Skills Training)

e "...and | have to fight against that because . . . otherwise | could over-protect . . .
and | don’'t want to do that either. Equally she’s going through a difficult stage at
the moment and I'm . . . I'm trying to find the right balance" (Adult carer of a
person with ED - DVD + Telephone Coaching-Based Skills Training); "And | do
trust her and now she says to me ‘if | don’t do it | will let you know’ whereas before
| was so anxious that she was doing it that I'd question her — ‘have you done it?’
and of course then that just . . . it just destroyed her trust in me" (Adult carer of a
person with ED - DVD + Telephone Coaching-Based Skills Training)

e "the DVDs 4 and 5 really helps the carer to see how the collaborative skills work in
practice. | still believe that a back up phone coaching is essential as there are so
many behaviours that carers find so difficult to deal with and you cannot hope to
coverall of them in this DVD package" (Adult carer of a person with ED - DVD +
Telephone Coaching-Based Skills Training);" "It is crucial to have some sort of
backup support/help line so carers can at least talk about some of the issues
raised" (Adult carer of a person with ED - DVD + Telephone Coaching-Based
Skills Training)
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Smith 2015

o "When she lived alone and had to take her blood pressure tablets on her own and
| came in the afternoon, the tablet was still in the dosage box and | didn’t know
what to do. | did not know if it could hurt her to give the tablet at that moment or if |
had to wait until the next morning". (Adult carer of person with dementia). ". . .
when he was taking Aricept it had not the right effect on him and it made him
worse in his behaviour." (Adult carer of person with dementia). ". . . | was reading
the digoxin leaflet lately and it says that on the things digoxin does is confusion
and Mum is taking a really high dose of digoxin, sowe don’t know if we stop that,
that will improve her memory". (Adult carer of person with dementia)."She feels
terribly tired all the time. I'm not sure if this is a side-effect of the new medicine.
(Adult carer of person with demntia)

e "The medication was delivered to my mum by the pharmacy. But suddenly they
stopped. . . . I live the other side of London. They did not mention this earlier. So |
had to spend another day phoning around to get everything done. | had come not
to worry too much if she missed a day of the ramipril or aspirin, because these
pills were more preventative. But | didn’t want her to miss the Aricept [donepezil].
After that | wrote down in my agenda when to get a new prescription. But it would
be so much easier if things would go automatically. (Adult carer of a person with
dementia)"; "She thinks she doesn’t need them. . . It's a shame that she can’t
remember why she was told to take them." (Adult carer of a person with dementia)

Sommerlad 2014

o "Wasn't something | would do for myself" (Adult carer of a person with dementia -
START intervention); "Knowing that there would be a follow-up might have kept it
all fresher in my mind for longer and got me into a routine of it all better" (Adult
carer of a person with dementia - START intervention); "The sessions were too
long and interrupted normal daily duties" (Adult carer of a person with dementia -
START intervention); "It would have been nice if the therapist met my Dad ... to
have the therapist's viewpoint, to see for themselves" (Adult carer of a person with
dementia - START intervention); "One session involving the care-recipient so they
appreciate there are problems ... and the effect their iliness is having on spouse
... might help with their self-control. " (Adult carer of a person with dementia -
START intervention); "More discussion of the likely course of the iliness." (Adult
carer of a person with dementia - START intervention)

e "How to prepare for what lies ahead. " (Adult carer of a person with dementia -
START intervention); Although the CD of relaxation techniques was popular with
many respondents, others did not like it: "I haven't used the CD—some of which |
found really irritating!" (Adult carer of a person with dementia - START
intervention); "l found the male voices off-putting on the CD—prefer all female
voices. " (Adult carer of a person with dementia - START intervention)

e "The CDs are very relaxing ... still very much being used today" (Adult carer of a
person with dementia - START intervention); "Relaxation exercises helped before
bedtime to clear the mind." (Adult carer of a person with dementia - START
intervention); "NHS services gave a lot of information at diagnosis; too much
negative info at once. | felt START was more supportive and gave smaller bits at a
time" (Adult carer of a person with dementia - START intervention)

¢ "Sometimes | sit and go through my orange folder [therapy manual] and there is a
peace and understanding that someone is there with me"(Adult carer of a person
with dementia - START intervention); "Rather than using the CD, | went back to
practising transcendental meditation again—so thank you for that"(Adult carer of a
person with dementia - START intervention); "l now feel | have all the tools before
she gets worse"(Adult carer of a person with dementia - START intervention); "I
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wish | knew more, well before her condition was diagnosed, as | feel that | would
have been more understanding and giving to her." (Adult carer of a person with
dementia - START intervention); "[START programme] should have started earlier
before we found a live-in carer for my mother-in-law." (Adult carer of a person with
dementia - START intervention); "l feel it was a little early as further down the line,
| find it so much harder to cope with my mother as her Alzheimer's has got worse."
(Adult carer of a person with dementia - START intervention)

¢ "Some of the problems that | eventually had to face had been discussed, making
me aware of them and able to care better." (Adult carer of a person with dementia
- START intervention); "When she was in hospital, doctors took her off
medications. | learnt to be more assertive to talk to doctors and got medications
put back on." (Adult carer of a person with dementia - START intervention); "The
most important and useful message was to go along with whatever the
Alzheimer's sufferer says, that is enter their World and don't attempt to correct
obvious inconsistencies." (Adult carer of a person with dementia - START
intervention)

¢ "Changing unhelpful thoughts ... it concentrated my thoughts on how | was
managing my own reactions and trying to be understanding of my husband's
illness" (Adult carer of a person with dementia - START intervention); "What was
an added bonus was that it centred on me rather than my husband. Previously all
attention and energy had been focused on them" (Adult carer of a person with
dementia - START intervention); "I have since joined the Alzheimer's Society,
joined a yoga group and occasionally see a cognitive behavioural therapist—all of
which were a result of taking part in the START project” (Adult carer of a person
with dementia - START intervention); "l have used the methods consistently within
my working environment and in offering constructive advice and support to friends
dealing with stressful situations that arise within their daily lives" (Adult carer of a
person with dementia - START intervention)

Yeandle 2011

e "I've just been trying to sort of get out more and socialise and it was the ‘rip up the
guilt’....you know, write the guilty word down and rip it up. That’s what | learn here,
that it's OK to go out and have a coffee with a friend for half an hour, an hour. |
was feeling very, very guilty, quite mixed up when | came, because obviously |
had all these different things going on."(Adult carer — CwC programme); “It [Caring
with Confidence] reinforces that thinking of yourself is part of helping the cared for.
You need leisure time. “(Adult carer — CwC programme); “You may know the
solution, but it is difficult to make yourself do it. Having someone turn round and
tell you to do what you say makes you do it. “(Adult carer — CwC programme)

¢ ‘| have started working again, which has been a great bonus for me, not just
financially, it gets my brain ticking again. Thanks to Caring with Confidence.
Having the confidence to actually say yes | will do the work that I'm asked to do,
whereas in the last 12 months I've turned it down on every occasion. “(Adult carer
— CwC programme); However, many barriers to (re) entering paid work remained:

e “There aren’t jobs out there that you can just dip in and out of. So Caring with
Confidence doesn’t make a difference. It's not viable at all. There are no jobs with
the flexibility required by carers. I'm interested in doing a university course but |
can’t see how | can fit it in. “(Adult carer — CwC programme); “The reality of the job
market is that you can’t work, Caring with Confidence course or not. People don’t
want to employ someone who is looking after a disabled child at home. “(Adult
carer — CwC programme); Earning limits make it not worth the effort. You're not
allowed enough to make it worth the hassle. “(Adult carer — CwC programme)
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o “People feel less isolated now...”. (Adult carer — CwC programme); “| agree you
feel less isolated, that you'’re not the only one. It empowers you to fight for your
rights..”. (Adult carer — CwC programme); “It's the interaction that is important; a
lot of the information that is given out would be worthless without the interaction”.
(Adult carer — CwC programme)

o “A coffee morning wouldn’t be structured like the course is. It’s led, everyone has
the chance to talk and the focus is kept on the topic. Here, everybody has a
chance to say something, it’s really worthwhile, it being led, chaired....otherwise
it's just a chat”. (Adult carer — CwC programme); “Seeing people struggling
through similar situations provides permission / endorsement of a change in
behaviour. People help you to question your own resolution”. (Adult carer — CwC
programme); “It's important to know there are others. Previously you think you're
on your own. Going through people’s stories makes you aware of things that can
lead to change. The group therapy aspect really works, it's very important” (Adult
carer — CwC programme)

¢ “lt was good to be in a gay space. This made people more confident. People
knew that the others attending the sessions would be at least gay-friendly, if not
gay. (Adult carer — CwC programme)

o “We gained more knowledge about what we can claim. Most people are not
aware of what they can claim, because there are no proper information sessions
for carers telling people what they can claim. Many people don’t claim what they’re
entitled to.”. (Adult carer — CwC programme)

e “In the past | struggled to lift my husband who is a big man, but | was reluctant to
dial 999. Before | would have called people, now I’'m happy just to call the
emergency services. | was reluctant to do so before. | felt bad that | was calling
them regularly. Thanks to this course | realise what the services are there for, so |
don’t feel so bad”. (Adult carer — CwC programme); Before Caring with
Confidence, we would have been reluctant to dial 999 over an episode such as
the cared for person falling, now we have more confidence to do so because we
were made to feel as if we have a right to use these services by talking to other
carers and facilitators, who reminded us that we wouldn’t be wasting their time”.
(Adult carer — CwC programme): “l realised that | had to ask for assistance instead
of suffering in silence”. (Adult carer — CwC programme)

e “It's about acknowledging the carer label, realising that you are not just a wife or a
parent that you have become a carer. Meeting people in similar circumstances
and with a shared understanding allows you to come to terms with it”. (Adult carer
— CwC programme); “Caring with Confidence increased the feeling that | was a
carer. It pushed me further to that point”. (Adult carer — CwC programme); “l was
probably somebody who had decided that | was a carer, just as | came here. | look
after my mother who has got dementia and is frail and is losing her eyesight, so |
was just coming to that point. So that was reinforced when | came here that, yes, |
was a carer - and it makes you think about things”. (Adult carer — CwC
programme)

o “You feel better, you feel better about the cared for, which gives improved
patience, so your relationship with the cared for goes better”. (Adult carer — CwC
programme); “As | am more confident and self assured - this has had a ripple
effect”. (Adult carer — CwC programme); “By me stepping back from certain
situations, the person | care for has to now take responsibility for his actions and
be more independent”. (Adult carer — CwC programme)

¢ "Since we’ve been here (CwC), I've persuaded my husband to fill in the form for
Disability Living Allowance, which he has got! It came through within a month.
(venene ) | had known about the benefit before, but had not realised that we were
entitled to it. The facilitator helped in this”. (Adult carer — CwC programme); “I now
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feel more confident that | can cope, so my mother won’t have to go into a home.
Thinking about it, | always assumed that when my mother got that bad with her
dementia or whatever, that she would go into a home. But | think | feel more
confident and able to cope with things, and I think probably now she would,
somehow, we would find a way that she could come and stay with us. It’s the
confidence; it's a really good title for the course. “(Adult carer — CwC programme)
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