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Supporting carers during changes to
the caring role

Review question

What is the effectiveness, cost-effectiveness, and acceptability of interventions for
supporting adult carers during: (i) changes to the setting in which caring is performed,;
(i) the transition of the person receiving care to adulthood; and (iii) change of carer
status or circumstances?

Introduction

Caring is seldom static and many carers will find themselves facing changing and
sometimes increasing needs for care and support over time. The Care Act 2014
introduced a process of identification, assessment, support plan and regular and
ongoing review to identify and meet carers’ assessed needs. Guidance emphasises
that this process should be ongoing and dynamic, regularly reviewed and should take
account of whether the outcomes proposed in the carer’s support plan need change
or modification. Over the past decade, demographic change, greater complexity of
disabilities and health conditions and a shift from hospital to home for long term care
have impacted on carers and the support they might need at different stages. Carers
may be supporting several family members and increasingly are likely to be distance
carers, with family members living within different local authority areas.

Carers organisations emphasise the importance of appropriate information and
practical and emotional support at key transition stages, including changes in the
family’s circumstances such as a return to employment, family breakdown or divorce
or possible changes in the health of the carer (including the need for the carer to go
into hospital or have longer term treatment for a health problem). Carers UK and the
Carers Trust note the importance of acknowledging changes and transitions over
time in many caring roles, emphasising that carers do not necessarily relinquish their
caring role when a relative moves into a residential or care home or long term NHS
provision. However, both also recognise the challenges of managing transitions well.
Age UK (2018) underlines the importance of preparation and advance planning for
increasing levels of inter-dependency as carers and those they support age. The
Parkinsons Society and the Alzheimer’'s Society (2019) also stress the need for
information, advice and support when the person being cared for begins to
deteriorate and the carer’s role changes. Particular concerns have been noted with
regard to the impact on the whole family of escalating care needs, in particular on
young adult carers and their future education and career prospects.

Principle 7 of the NHS England Carers Toolkit states that ‘the support needs of
carers who are more vulnerable or at key transition points will be identified early’,
reinforcing the Care Act’s similar expectations that key transition points will be
identified early to avoid crisis situations. However, there is currently varying
agreement about how best to manage key transition points in care pathways and
how best to ensure that the changing circumstances of both carer and the person
being cared for are acknowledged at key stages.

8
Supporting Adult Carers: evidence reviews for supporting carers during changes to
the caring role DRAFT (June 2019)



DRAFT FOR CONSULTATION
Supporting carers during changes to the caring role

1 Summary of protocol

»

N
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12
13
14
15
16
17

18
19

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

Table 1: Summary of the protocol (PICO table)

Adult carers who provide unpaid care for:

e > 1 adult(s); or

e > 1 young people aged 16 - 17 years with ongoing needs

AND:

e where the setting in which care is provided has changed; or

e whether the person receiving care becomes and adult; or

e when the person who has provided care ceases to do so

¢ social care, healthcare and other practitioners involved in
providing care will also be considered.

¢ As outlined in protocols for key areas 4, 5, 6 and 7.

¢ As outlined in protocols for key areas 4, 5, 6, and 7.

Quantitative outcomes:

e as outlined in protocols for key areas 4, 5, 6 and 7.

Qualitative outcomes:

e Expected themes might include:

o need of carer to be involved in decisions regarding changes to
the setting in which care takes place

o need for practical support/advice to prepare for changes to the
caring role

o continuity of support during transitionary periods
o need for comprehensive information about support available
o return to work/education after carer ceases to be a carer

For full details see the review protocol in appendix A

Evidence

Included studies

This is a mixed method review which includes both qualitative and quantitative study
designs. The objective of this review is to establish whether there are any types of
any interventions for supporting carers during changes to the caring role that are
effective, cost-effective, and acceptable to them.

For the quantitative part of the review, we looked for systematic reviews and
randomised controlled trials (RCTs). For this question, the guideline committee
agreed to exclude quantitative data from research conducted in the United States.
They argued that the interventions would have been conducted in the context of a
welfare system that is not sufficiently comparable with the UK for the purposes of
drafting recommendations.

For the qualitative part of the review, we looked for studies that collected data using
qualitative methods and analysed data qualitatively (including thematic analysis,

9
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framework thematic analysis, content analysis etc.). Survey studies restricted to
reporting descriptive data that were analysed quantitatively were excluded.

Quantitative component of the review

An overview of the 5 included RCTs is provided in Table 2. The studies were from
Canada (3 studies: Cameron 2015, Ducharme 2011, and Ducharme 2015;) and the
United Kingdom (2 studies: Forster 2013, and Kalra 2004). Five RCTs looked at
education/skill based practical support (Ducharme 2011, Ducharme 2015; Forster
2013, and Kalra 2004), and 1 study evaluated a multicomponent practical support
intervention (Cameron 2015).

Overall the included RCTs provided data on 1543 adult carers. The smallest sample
size was 31 adult carers of people with stroke (Cameron 2015), whilst the biggest
study sample was 928 carers —of people with stroke (Forster 2013). The 5 included
RCTs focused on carers of people with the following conditions:

o stroke (Cameron 2015; Forster 2013; and Kalra 2004 —for a total of 1259
carers)

e Alzheimer’s disease (Ducharme 2011, Ducharme 2015, n=111 carers of
which 103 participated in both studies). These 2 RCTs included the same
cohort of carers: in the first study (Ducharme 2011) 111 carers were
randomised between the intervention group (the “Learning to Become a
Family Caregiver” programme) and control group (usual care); in the second
study (Ducharme 2015) the intervention carers were randomised between 2
subgroups (receiving or not receiving a booster session) while the control
carers were kept as in the first study (Ducharme 2011).

The following outcomes were reported for the different interventions:

e For education or skills based practical support for interventions for carers the
outcomes were carer knowledge/confidence/ efficacy about supporting
person receiving care, impact of caring on carer, caring-related morbidity and
resource use.

e For respite or practical support interventions for carers the outcomes were
caring-related morbidity, social capital and carer control.

¢ For the intervention with a psychological/emotional component of practical
support for carers, the outcomes were impact of caring on carer and caring-
related morbidity.

Within this group 2 economic evaluations were identified, and included in the review.
Qualitative component of the review

Four qualitative studies were included (Cobley 2013, Davies 2004, Ryan 2012, and
Salisbury 2010). Table 3 provides a summary of the 4 included qualitative studies.
They were published between 2004 (Davies 2004) and 2013 (Cobley 2013). They
focused on carers either of stroke survivors (Cobley 2013, and Salisbury 2010) or of
older people with an unspecified condition (Davies 2004, and Ryan 2012). All studies
were conducted across the UK. Two studies recruited carers across England (Cobley
2013, and Davies 2004), 1 study took place in Northern Ireland (Ryan 2012), and 1 in
Scotland (Salisbury 2010). All studies focused on the experiences, feelings and
motivations of adult carers (n=101), ranging from a sample size of 9 (Salisbury 2010)
to 48 carers (Davies 2004).

10
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The included studies collected data via face-to-face semi-structured interviews (Table
3). Data analysis methods included constant comparative analysis using the
'Paradigm model' (Ryan 2012), inductive constructivist method (Davies 2004),
interpretative phenomenological analysis (Salisbury 2010), and thematic analysis
(Cobley 2013), with the latter being the most common method across included
studies. Data collection and analysis were performed until the emerging concepts
and categories reached saturation or data sufficiency in 2 studies (Cobley 2013; and
Ryan 2012).

ONO AP WN -

9 All included studies focused on the overall experience of carers with interventions for
10 supporting them during changes to the setting in which care was provided (Table 3),
11 while we did not identify any qualitative study focusing on the acceptability of
12 interventions for supporting adult carers during the transition of the person receiving
13 care from childhood to adulthood or changes of carer status or circumstances. As
14 shown in the theme map (Figure 1), the concepts have been explored in a number of
15 central themes and subthemes.

16 Figure 1: Theme map of carers’ support needs during changes to the setting in
17 which care is provided.

services
to home

¢ Information (e.g. choosing
¢ Information a nursing home, planning for
the future)
® Practical support

From care

¢ Emotional support

] Carers’ support
needs

From home
services

18

19 Excluded studies

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

22 Summary of studies included in the evidence review

23 A summary of the quantitative and qualitative studies that were included in this
24 review is presented in Table 2 and Table 3.
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1 Quantitative component of the review

Table 2: Summary of included quantitative studies

N= 31
Carer
characteristics

o Age - Mean

Setting

e Canada

Study type

e 3 group mixed-
method RCT. This
was a feasibility trial.

Aim of the study

e To examine feasibility

Cameron of conducting a

A controlled trial of the

Timing it Right Stroke
Family Support
Program (TIRSFSP)
and collect pilot data

Study dates

e NR

Follow-up

¢ 1,3, 6 months

randomised .

(SD): Self-
directed
intervention 57
(14.9); Stroke
support person
directed
Intervention 57
(19.4); Control
55 (10)
Gender (%
female)- Self-
directed
intervention
(80%) ; Stroke
support person
directed
Intervention
(73%);

Control 80%

e Intervention 1-
Stroke support
person
directed
e Intervention 2 B
—Self-directed
support
e Control-
Standard care

Setting

e Canada

Study type

e 2 group RCT

Aim of the study

To test the efficacy of a

Carer recipient

characteristics

o First episode of
stroke

N= 111

Carer

characteristics

e Age - Mean
(SD):
intervention
=60.37 (13.12);

psycho educational

control= 62.75

¢ Intervention-

individual program 13.22 Psychoeducati
Ducharm conceived to facilitate ( ) onal program A
e 2011 . e Gender -

transrflon to the _ intervention: e Control —

caregiver role following 79% female - Usual care

diagnosis of Alzheimer control- 79 6"’/

disease in a relative. fomale 0

Study dat

udy dates Carer recipient
I.= ’\IIIR characteristics
offow-up o Alzheimer's

e Post-test, 3 months
Ducharm Setting N= 103 e Intervention 1- A
e 2015 e Canada Booster group

12
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(Follow-
on
booster
session
study
from
Ducharm
e 2011)

Forster
2013

Kalra
2004

Study type

e 3 group RCT

Aim of the study

e To evaluate the
efficacy of a booster
session offered 2
weeks after the 6
month post-program
assessment.

Study dates

e NR

Follow-up

e 6 months from
booster

Setting

¢ United Kingdom

Study type

e 2 group Cluster
multicentre RCT

Aim of the study

e To evaluate whether
or not a structured,
competency-based
training programme
for caregivers [the
London Stroke Carer
Training Course
(LSCTC)] improved
physical and
psychological
outcomes for patients
and their caregivers
after disabling stroke,
and to determine if
such a training
programme is cost-
effective.

Study dates

e 2008- 2010
Follow-up

e 6, 12 months

Setting

e United Kingdom
Study type

e 2 group RCT
Aim of the study

e To evaluate the
effectiveness of

Carer
characteristics

¢ "caregivers had

a mean age of
about 60 years
and
approximately
80% were
women

Carer recipient

characteristics

e Alzheimer's

N= 928

Carer

characteristics

¢ Age - Mean
(SD):
intervention
=61.1 (14.64) ;
control= 60.8
(13.91)

e Gender -
intervention
(n): 140 male ;
control (n): 153
male

Carer recipient

characteristics

e Stroke

N= 300

Carer

characteristics

e Age: (IQR):
Intervention 76
(70-80) years,
Control 76 (70-
82) years

13

e Intervention 2-
Non booster

group
e Control-
Control

e Intervention —
London Stroke
Carers
Training
Course
(LSCTC)

e Control —
Usual care

¢ Intervention-
Caregiver
training

e Control —
Conventional
care

Supporting Adult Carers: evidence reviews for supporting carers during changes to
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training care givers in
reducing burden of
stroke in patients and
their care givers.

e Gender:
Intervention (n):
86/151, Control
(n):74/149

Study dates Carer recipient
¢ NR characteristics
Follow-up e Stroke

e 3, 12 months

A: Education/ skill based practical support intervention. B: Practical support intervention.
F: Female; IQR: Inter quartile range; M: Male; N: Number; NR: Not reported; SD: Standard deviation;
TAU: Treatment as usual; RCT: Randomised controlled trial.

Qualitative component of the review

Table 3: Summary of included qualitative studies

Cobley 2013 N=15 adult carers e Recruitment period: e Transition to a
N/R short-term care
Aim of the study  Carer « Data collection & facility .
The aims of this e Carer age - years analysis: o Information
qualitative study = Mean (SD): 72.8 o Data were needs
were to explore the (14.1) collected e Transition to
carers’ experiences o Carer gender through semi- home from a
of 'Early Supported (M/F:n)= 2/13 structured short-term care

Discharge' services . interviews (duration facility
for stroke patients Care relct.lplent ranged from 30 to o Information
in the UK, and ¢ Condition= stroke 45 minutes). needs
inform future Early o Interview data were o Training and
Sgpported ' analysed using education
Discharge service inductiye thematic needs
devglqpment and gnaly3|s performed o Practical and
provision. in parallel by 2 emotional
researchers. support
needs

14
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Study and aim of
the study

Davies 2004

Aim of the study

The aim of this
qualitative study
was to explore
experiences of
nursing home
placement from the
viewpoint of carers
of older people,
around the time of
the transition, in
order to enable
nurses and other
healthcare
practitioners to
better meet their
needs.

Ryan 2012

Aim of the study

The aim of this
qualitative study
was to explore the
rural family carers’
experiences of the
nursing home
placement of an
older person.

Salisbury 2010

Aim of the study

The aim of this
qualitative study
was to explore the
carers' perceptions
of a Functional

Participants
N=48 adult carers

Carer
e Carer age = Range,
years: 45 - 84

e Carer gender
(M/F:n)= 21/27

Care recipient

e Condition= people
admitted to nursing
homes (no condition
specific)

N=29 adult carers

Carer

e Carer age = Range,
years: N/R

e Carer gender
(M/F:n)= N/R

Care recipient

¢ Condition= Stroke,
dementia and
immobility (no
condition specific)

N=9 adult carers

Carer
e Carer age = Range,
years: 57 - 73

e Carer gender (M/F:
n)= 2/16
Care recipient

15

Methods

¢ Recruitment period:
N/R.

e Data collection &
analysis:

o Data were
collected through
semi-structured
interviews.

o Data were
analysed using
inductive
constructivist
method

¢ Recruitment period:
2003 to 2006

e Data collection &
analysis:

o Data were
collected
through semi-
structured
interviews.

o The interviews
continued until the
emerging concepts
reached saturation.

o Interview data were
analysed using a
constant
comparative
analysis following
the 'Paradigm
model'

o Analysis was
performed in
parallel by 2
researchers, until
data saturation.

¢ Recruitment period:
April to May 2007
o Data collection &
analysis:
o Data were
collected
through semi-

Themes

e Transition to a
long-term care
facility
o Information
needs:
planning for
the future

o Practical
support
needs: health
and social
care
professionals

o Emotional
support
needs

e Transition to a
long-term care
facility
o Information

needs:
choosing a
nursing home
o Practical
support
needs: health
and social
care
professionals

o Emotional
support
needs

e Transition to a
short-term care
facility
o Information

needs

e Transition to
home from a

Supporting Adult Carers: evidence reviews for supporting carers during changes to
the caring role DRAFT (June 2019)
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Study and aim of

the study Participants Methods Themes

Electrical e Condition= stroke structured short-term care

Stimulation out- interviews. facility

patient Clinic. o Interview data were o Information
analysed using the needs

framework of
Interpretative
Phenomenological
Analysis.

o No details on data
saturation/sufficien
cy were reported

F: Female; M: Male; N: Number; N/R: Not reported; SD: Standard deviation.

Quality assessment of outcomes included in the evidence review

See the evidence profiles in appendix F.
Economic evidence

Included studies

Two studies were identified relating to the cost-effectiveness of interventions for
supporting carers during changes to the caring role (Forster 2013; Patel 2004). Table
4 provides a brief summary of the included studies.

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

Table 4: Summary of included studies (economic evidence)
Perspective
and cost
Study Population Intervention/Comparison year Comments
o Forster e Carers of e Structured training e Health and e Sensitivity
2013 inpatients programme — the social care analysis
e Cost- after London Stroke Carers perspective; were
utility stroke Training Programme Societal undertaken
analysis e Usual care perspective to e?<plore
conducted e 2009-10 thg |mpa_ct
alongside prices ofilm_putlng
an RCT missing
o UK data and
i using the
replacement
cost method
to estimate
the costs
of informal
care
o Patel e People e Training carers in basic e Healthand e Sensitivity
2004 who have nursing and facilitation social care  analysis was
e Cost- had a of personal care perspective used to vary
utility stroke ¢ No training of carers e 2001-02 assumptions
conducted prices about length

16
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Perspective

and cost
Study Population Intervention/Comparison year Comments
alongside and their of hospital
an RCT carers stay and
o UK using the

replacement
cost method
to cost the
time of
informal care

RCT: Randomised controlled trial.

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

Excluded studies

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

Summary of studies included in the economic evidence review

A UK economic evaluation (Forster 2013) reported the results of a cost-utility
analysis that compared a structured training programme, the London Stroke Carer
Training Course (LSCTC), for carers of people with stroke to usual care. The LSCTC
consisted of 14 training components (6 mandatory) that were considered to provide
important knowledge and skills that would be needed by carers of stroke survivors
following transfer to home. Carers received the LSCTC training whilst the person with
stroke was an inpatient in the stroke rehabilitation unit. A further ‘follow through’
session was provided after hospital discharge either in person or by telephone.

For costs the analysis adopted societal and health and social care perspectives.
Costs from the health and social care perspective included the costs of
nursing/residential care; hospital inpatient, outpatient, day hospital and accident and
emergency services; and primary care/community-based health/social care services.
For the societal analysis all these costs were included along with the costs of
informal care (for example carers' time). All costs were presented in UK pounds
sterling and were estimated using 2009-10 prices. No discounting was necessary as
all costs were incurred within a 1 year time horizon. Both resource use and
effectiveness evidence were derived from a cluster single RCT including 930 carers,
with a follow-up of 1 year (Forster 2013).

No significant difference between carers receiving training versus no training were
observed in levels of self-reported burden, anxiety, depression, social restriction or
QALYs (quality-adjusted life years), at 1 year follow-up. In addition, health and social
care costs were found to be similar in carers who received the structure training
programme and carers who did not receive training. Both univariate and probabilistic
sensitivity analyses were performed and confirmed the findings of the base-case
analysis, that LSCTC was not cost-effective compared to usual care.
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Annother UK study (Patel 2004) compared the cost-utility of a training programme for
carers of people who had had a stroke compared to no caregiver training. The
training programme comprised instruction in basic skills of moving and handling,
facilitation of activities of daily living, and simple nursing tasks. Carers received
training over 3 to 5 sessions, each lasting from 30 to 45 minutes, and a follow-up
session at home. The analysis costing was undertaken from a societal perspective.
The costs included in the study were community-based care costs (for example
respite care); social services costs (for example social services day care centre);
costs of initial admission for stroke, and costs of other secondary care services and
the costs of informal care (estimated by valuing carers’ time using the opportunity
cost method). All costs were presented in UK pounds sterling at 2001-02 prices.
Discounting of costs was not undertaken as all costs were incurred within 1 year of
the intervention. Both resource use and effectiveness evidence were derived from a
prospective single-blinded RCT (Kalra 2004), with a follow-up of 1 year.

No significant difference in QALYs was found between carers receiving training and
those receiving no training, at 1 year follow-up. The authors queried whether the EQ-
5D measure was sufficiently sensitive to changes in carer health related quality of life
since statistically significant differences were found between the groups using a
visual analogue scale (Kalra 2004). Total health and social care costs were found to
be lower for people whose carers received training than for those whose carers did
not receive training. One-way sensitivity analysis was used to examine the impact of
varying the cost of unpaid care and the length of stay. This analysis showed that the
use of higher costs or longer length of stay increased the total costs in both groups,
but did not affect the comparison of the total costs. Therefore, the authors concluded
that the training of carers of people with stroke reduced the costs associated with
stroke rehabilitation, without worsening the carers' quality of life.

Economic model

No economic model was undertaken for this review because although this was
identified as medium priority there was published economic evidence that was
included in this review and a lack of effectiveness data on which to base new
modelling.
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Each evidence statement has an identifying code to ensure ease of reference to the
data during presentation and committee discussions. The code is derived from the
title of the review and in this case is ‘SCT’ and then a number. SCT stands for
support (during) caring transitions.

Quantitative and qualitative components of the review

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

Work, education and training [Relating to RQD]

SCT1. No evidence (neither quantitative nor qualitative) was identified about this
intervention category

Training to provide practical support [Relating to RQE]
Caring-related morbidity

SCT2. Low quality evidence from 1 multicentre cluster RCT from the UK including
928 adult carers of people after stroke could not differentiate perceived levels of
anxiety (Hospital Anxiety and Depression Scale — Anxiety subscale) and mortality
rates (Number of Caregiver Death) between carers receiving the intervention (the
“London Stroke Carers Training Course” —LSCTC) versus usual care (as
recommended in national guidelines) at 6 and 12 months follow-up. This
educational/skills intervention is a structured training programme for caregivers,
which includes assessment of competencies in knowledge or skills essential for
the day-to-day management of disabled survivors of stroke.

SCT3. Very low quality evidence from 1 UK RCT including 300 adult carers of
people after stroke suggested potential benefits in levels of perceived burden of
depression or anxiety (Hospital Anxiety and Depression Scale) in carers receiving
the intervention (multicomponent training programme targeted on carers’ needs)
combined to usual care versus usual care alone (in this case information on stroke
and its consequences + involvement in goal setting for rehabilitation and
discharge planning + encouragement to attend nursing activities to learn about
informal instruction on facilitating transfers, mobility, and activities of daily living
tasks + advice on community services, benefits, and allowances) at 12 months
follow-up. This educational/skills intervention started when the people who'd had a
stroke’s rehabilitation needs had stabilised and discharge was contemplated.
Carers received 3 to 5 sessions depending on need; each session lasted 30-45
minutes.

Impact of intervention on caring-related accidents/incidents

SCT4. No data reporting on this outcome

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

SCTS5. Very low to low quality evidence from 1 RCT from Canada showed that
there was conflicting evidence about the effectiveness of a manual-based skills
intervention on perceived levels of knowledge/confidence or efficacy in adult
carers of people living with dementia following diagnosis. Low quality evidence
from this RCT including 111 carers found improved levels of preparedness
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(Preparedness for Caregiving Scale) and knowledge of services (The Knowledge
of Services Scale) in carers receiving the skills-based training intervention (the
“Learning to Become a Family Caregiver” programme) versus usual care (such as
putting carers in contact with local community service centres and offering a range
of available services) at 3 months follow - up from intervention completion.
However, the same RCT could not differentiate perceived levels of self-efficacy
(Revised Scale for Caregiving Self-Efficacy), or knowledge of future needs
(Planning for Future Needs Scale) between intervention groups. This manual-
based intervention consists of 90-minutes individual sessions once a week for 7
weeks, it targets only carers, and consists of 7 sessions covering a number of
topics (carer perceptions of the care situation; coping strategies for dealing with
difficulties and averting psychological distress; how to communicate and enjoy
time spent with the relative living with dementia; how to use one’s strengths and
experiences to take care of the relative; how to get family and friends to help;
knowledge of services and how to ask for them; and planning ahead for the future)

SCT6. Very low quality evidence from 1 follow-up RCT from Canada showed that
there was conflicting evidence about the effectiveness of a manual-based skills
intervention on perceived levels of knowledge/confidence or efficacy in adult
carers of people living with dementia following the diagnosis of dementia of their
relative, with or without a booster session. Low quality evidence from this RCT
found improved levels of preparedness (Preparedness for Caregiving Scale) in
carers receiving the booster session after the skills-based training intervention (the
“Learning to Become a Family Caregiver” programme) versus usual care (in this
case putting carers in contact with local community service centres and offering a
range of available services). However, the same RCT could not differentiate levels
of knowledge of services, planning for future care needs, and use of reframing as
a coping strategy, perceived informal support, and family conflicts between
interventions groups. This 90-minute booster session was delivered 6 months and
2 weeks after the initial intervention; and was aimed to consolidate what carers
learned during participation in the skills-based training intervention, to make
adjustments relative to intervention components, and to consolidate or improve
carers’ ability to transfer learning to different problem situations in their daily life as
a caregiver.

Impact of caring on carer

SCT7. Low quality evidence from 1 UK multicentre cluster RCT including 928
adult carers of people after stroke could not differentiate levels of Health Related-
Quality of Life (HR-QoL) (EuroQol VAS) and self-reported levels of burden
(Caregiver burden Scale) between carers receiving the intervention (the “London
Stroke Carers Training Course” —LSCTC) versus usual care (as recommended in
national guidelines) at 6 and 12 months follow-up. This educational/skills
intervention is a structured training programme for caregivers, which includes
assessment of competencies in knowledge or skills essential for the day-to-day
management of disabled survivors of stroke.

SCT8. Very low quality evidence from 1 UK RCT including 300 adult carers of
people after stroke suggested potential benefits in terms of carers’ perceived
burden of HR-QoL (EuroQol VAS) and self-reported levels of burden (Caregiver
burden Scale) in carers receiving the intervention (a multicomponent training
programme targeted on carers’ needs) combined with usual care versus usual
care alone (in this case information on stroke and its consequences + involvement
in goal setting for rehabilitation and discharge planning + encouragement to attend
nursing activities to learn about informal instruction on facilitating transfers,
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mobility, and activities of daily living tasks + advice on community services,
benefits, and allowances) at 12 months follow-up. This educational/skills
intervention started when the stroke survivor’s rehabilitation needs had stabilised
and discharge was contemplated. Carers received 3 to 5 sessions depending on
need; each session lasted 30-45 minutes.

Resource and service use (health or social care)

o SCT9. Please see evidence statements under “Economic component of the
review” below.

Qualitative themes

o SCT10. Perceived carers' training and education needs during transition to
home from a short-term care facility. There is low quality evidence from 1 UK
study that many adult carers of people with stroke expressed the need for
education on how to manage care in the home. In most cases, the training of
carers in how best to physically support the stroke survivor after transfer from
hospital, was described as inadequate. After the person’s discharge from
healthcare services some carers also highlighted difficulties in coping with the
person’s emotional and psychological needs.

Practical support [Relating to RQF]
Caring-related morbidity

o SCT11. Very low quality evidence from 1 feasibility RCT from Canada including 31
adult carers of people after stroke could not differentiate levels of depression
(Center for Epidemiological Studies-Depression), or levels of psychological well-
being (Positive Affect Scale) in carers receiving the intervention (the “Timing it
Right Stroke Family Support Program” —TIRSFSP) versus standard care (not
reported) at 1, 3 and 6 months follow-up. This manual-based practical intervention
aimed to provide carers with support tailored to their needs and corresponding to
their care recipient’s phase of recovery; was composed of 3 components
(information about stroke, treatment options, and services; emotional support to
carers; and guidance about ways to have their support needs met). This
multicomponent intervention has been delivered in 2 ways: 1) carer self-directed
or 2) professional-led.

Impact of caring on carer
e SCT12. No data reporting on this outcome.
Social capital

SCT13. Very low quality evidence from 1 feasibility RCT from Canada including 31
adult carers of people after stroke could not differentiate levels of social support
(Medical Outcomes Study Social Support) in carers receiving the intervention (the
“Timing it Right Stroke Family Support Program” —TIRSFSP) versus standard care
(not reported) at 1, 3 and 6 months follow-up. This manual-based practical
intervention was aimed to provide carers with support tailored to their needs and
corresponding to their care recipient’s phase of recovery; was composed of 3
components (information about stroke, treatment options, and services; emotional
support to carers; and guidance about ways to have their support needs met).
This multicomponent intervention has been delivered in 2 ways: 1) carer self-
directed or 2) professional-led.

Carer quality of life
o SCT14. No data reporting on this outcome.
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Carer choice/control/efficacy

SCT15. One feasibility RCT from Canada including 31 adult carers of people after
stroke could not differentiate levels of mastery (Pearlins Mastery Scale) in carers
receiving the intervention (the “Timing it Right Stroke Family Support Program” —
TIRSFSP) versus standard care (not reported) at 1, 3 and 6 months follow-up.
This manual-based practical intervention was aimed to provide carers with support
tailored to their needs and corresponding to their care recipient’s phase of
recovery; was composed of 3 components (information about stroke, treatment
options, and services; emotional support to carers; and guidance about ways to
have their support needs met). This multicomponent intervention has been
delivered in 2 ways: 1) carer self-directed or 2) professional-led.

Rating the overall certainty in evidence reported in this RCT was not feasible
(because it was impossible to judge the precision of the estimates of effect).

Qualitative themes

SCT16. Perceived carers’ information needs during transition to a long-term
care facility: choosing a nursing home. There is very low quality evidence from
1 UK study that many adult carers seeking a nursing home for the older person
they were supporting reported that the following factors influenced their choice of
a nursing home: familiarity, rurality and the recommendations made by friends.
Other carers felt that the decision-making was further influenced by the expressed
wishes of the older relative. All carers said they rarely needed to consult any
formal channels for advice on the choice of home

SCT17. Perceived carers’ information needs during transition to a long-term
care facility: planning for the future. There is very low quality evidence from 1
UK study that many adult carers of older people recently admitted to a nursing
home reported that they had not been provided with much information to help
them to plan for the future.

SCT18. Perceived carers’ practical support needs during transition to a
long-term care facility: role of health and social care professionals. There is
low quality evidence from 2 UK studies that many adult carers of older people
recently admitted to a nursing home highly valued the support received from
health and social care professionals, particularly in the absence of family support
—or in the presence of limited family support. Professionals were seen as playing
the central role of carer advocate. During the move to the nursing home, many
adult carers expressed the need for a more active interaction with staff. In
particular nursing home staff frequently failed to draw upon the knowledge and
expertise of family caregivers in developing plans of care for residents. In this
context, carers were left to their own initiative to improvise ways of ensuring that
staff got to know the older person.

SCT19. Perceived carers’ information needs during transition to a short-term
care facility. There is low quality evidence from 2 UK studies that many adult
carers of people admitted to acute care after a stroke expressed needs for
detailed ‘disease-specific’ information, for example including stroke diagnosis,
current and future treatment and care needs, availability and how to access
community resources, and prognosis.

SCT20. Perceived carers’ information needs during transition to home from
a short-term care facility. There is low quality evidence from 2 UK studies that
many adult carers of people with stroke had a negative experience of discharge
planning, most of these carers reported being poorly informed regarding the extent
of support available after discharge.
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e SCT21. Perceived carers’ practical and emotional support needs during
transition to home from a short-term care facility. There is low quality
evidence from 1 UK study that, after the person they care for had been discharged
from healthcare services, many adult carers described a reduction in time for
leisure and social activities that, in turn, limited their opportunities for much
needed social support. Many of these carers, indicated that they felt thrown into
the caring role without receiving enough support from the community stroke
teams. They stressed the need for services to consider and address carers’
issues, including practical and emotional support. Most of them reported feelings
of exhaustion and physical strain.

Psychological and emotional support (Relating to RQG)
¢ SCT22. No quantitative evidence was identified about this intervention category
Qualitative themes

o SCT23. Perceived carers’ emotional support needs during transition to a
long-term care facility. There is low quality evidence from 2 UK studies that
many adult carers of older people recently admitted to a nursing home felt that the
key to a successful transition appeared to be the availability of a confidant, often a
social worker, who could support, listen, and offer advice and comfort. Many adult
carers reported that professionals showed no interest in their own needs and the
absence of any assessment meant that many relatives were left to work through
their feelings and emotions at this time without support. The change of care
setting itself was a traumatic experience for many adult carers, some of whom
described overwhelming feelings of guilt and loss. During the move to a nursing
home, they alternated between feelings of reassurance that their relative would
now receive appropriate care and despair that they were no longer able to provide
this care.

Economic component of the review

e SCT24 One partially applicable cost-utility analysis from the UK found that a
structured training programme (the London Stroke Carers Training Programme)
was not cost-effective for carers of inpatients after stroke. This analysis was
characterised by minor limitations

o SCT25 One partially applicable cost-utility analysis from the UK found that training
carers of stroke survivors in nursing and facilitation of personal care was cost-
effective with savings in health and social care costs achieved without a reduction
in the carers’ quality of life. This analysis is characterised by potentially serious
limitations.

The committee’s discussion of the evidence

Interpreting the evidence
The outcomes that matter most
This evidence review includes both qualitative and quantitative outcomes.

In terms of quantitative outcomes, prioritisation was as outlined in the protocols for
the reviews about work, education and training (RQD), the review about training to
provide practical support (RQE), the review about practical support for carers (RQF),
and the review about psychological and emotional support for carers (RQG).
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Quantitative evidence was identified on most of the outcomes considered critical for
supporting carers during changes to the caring role.

In terms of qualitative outcomes, the committee focussed their discussion on 3
themes: transition to a long-term care facility - carers’ support needs (including
information, practical support, and emotional support needs); transition to a short-
term care facility - carers’ support needs (including information needs); and transition
to home from a short-term care facility and carers’ support needs (including
information, training and education, practical support, and emotional support needs).

The quality of the evidence

In terms of quantitative evidence, 5 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 very low to 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.
Common study limitations included: performance bias (with many RCTs not blinding
carers, personnel and outcome assessors to the support interventions provided,
potentially creating systematic differences between groups in the care provided);
attrition bias (with many RCTs reporting incomplete —or missing— outcome data); and
selective reporting bias. Two RCTs (Kalra 2004, and Cameron 2005) presented their
results as medians and interquartile differences, therefore it was not possible to
judge the precision of their estimates of effect, and so rating was automatically
downgraded here.

In terms of qualitative evidence, 4 qualitative studies were identified. Quality of the
qualitative evidence for the 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 phenomena of
interest, either due to insufficient studies (offering inadequate data) or lack of
diversity of carers (for example, all the qualitative evidence focused on carers either
of stroke survivors or of older people with an unspecified condition). For all 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).

Synthesis of quantitative and qualitative data

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.

Five RCTs provided quantitative evidence about the effectiveness of interventions for
supporting carers during changes to the caring role. However the findings were
generally conflicting and the quality of the data were rated as low or very low quality.
The committee therefore made limited use of these findings in drafting
recommendations, focussing more on the strength of the qualitative component. This
is described in detail below under ‘benefits and harms’.

Benefits and harms

Training carers to provide practical support during changes to their caring role
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The quantitative evidence showed that there were conflicting results in levels of carer
knowledge/confidence or efficacy, impact of caring on carer and caring-related
morbidity in carers receiving structured training programmes to deal with changes to
their caring role compared to those carers receiving no intervention. The committee
did express concern that the findings from this area of the review were low to very
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 during changes to their caring role.

Practical support for carers during changes to their caring role

One RCT was identified about the effectiveness of practical support interventions for
carers during changes to their caring role, demonstrating no improvement in
morbidity, levels of social support, and levels of mastery in carers receiving the
intervention. The committee noted that the findings from this trial only covered some
specific carers’ circumstances (in this case carers of stroke survivors); they also
highlighted concerns about the overall quality of the evidence for these findings,
which was graded as very low, and with incalculable imprecision ratings. Therefore,
the committee agreed not to draft any recommendations on this area of the evidence,
based on the quantitative evidence.

They focussed more on the strength of the qualitative evidence in drafting
recommendations about practical support for carers during changes to their caring
role. Based on qualitative evidence, the committee discussed that for many carers of
people recently admitted to a nursing home, receiving information was important to
help them plan for their needs around the transition. Professionals were seen as
playing the central role of carer advocate, with many carers expressing the need for
more active interaction with staff, during the move from home settings to a residential
care home. The committee used this evidence to recommend that health and social
care professionals should provide information and emotional and practical support to
help carers prepare for and adjust to the change in their caring circumstances,
specifically, when the cared-for person moves away from home.

Furthermore, the committee discussed the importance of having a professional from
the hospital-based team be responsible for providing carers with information and
practical and emotional support at the moment of discharge (including practical
information of who to contact about medicine and equipment problems that occur in
the 24 hours after discharge). They noted that this was partially confirmed by the
evidence, but to avoid overlapping with existing NICE guidance, they referred to
NICE’s guideline on transitions between inpatient hospital settings and community or
care home settings, to recommend support and training for carers during this
process.

Psychological and emotional support for carers during changes to their caring
role

No quantitative evidence was identified about the effectiveness of psychological and
emotional support interventions for carers during changes to their caring role.
However, based on qualitative evidence, the committee discussed that for many
carers of people recently admitted to a nursing home the availability of a
professional, who could support, listen, and offer advice and comfort was key to a
successful transition. Based on this evidence, they also agreed that the change of
care setting itself could be a traumatic experience for carers and that support during
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this period is essential. On this basis they drafted a recommendation emphasising
the importance of being aware that caring responsibilities may not end for the carer
when the cared-for person moves away from home.

Related to other topics within this guideline

Evidence from this review alongside the review about end of life support for carers
(RQH) suggested that carers appreciate being recognised for the work they do in
order to improve the life of the cared-for person. The wealth of knowledge that carers
have about the person they care for, their needs and their preferences helps services
provide better support. In light of this evidence the committee discussed that carers
should be recongised and valued both for their own sake and because of its
significance to the person they care for. They therefore drafted a recommendation
about recognising the benefits of identifying carers, which is in the section of the
guideline on identifying carers.

Finally, overall, no quantitative evidence was located by this review about
interventions to support adult carers to enter, remain in or return to work or
interventions for providing emotional support to adult carers during changes to their
caring role. The committee agreed not to recommend further research in the areas
not covered by the evidence, as they considered these topics of low priority for
research funding. Also, there was an absence of evidence on young adult carers’
experiences during transitions in the caring role. The committee believed this
subgroup would have specific needs that should be highlighted, but they did not draft
a research recommendation because they were aware that research in this area is
under way.

Cost effectiveness and resource use

Whilst some cost-effectiveness evidence was found the results were either
inconclusive or difficult to generalise, given the very specific populations (adult carers
of stroke survivors) and the interventions analysed (in this case structured training
programmes). Therefore, it was still necessary for the committee to make additional
qualitative assessments of cost-effectiveness given the breadth of recommendations
drafted on the support needs of adult carers during changes to their caring role.

The committee’s recommendations emphasised the importance of providing
information, emotional and practical support to carers during changes to the care
role. These recommendations were informed largely by the committee’s own
experience and existing NICE guidance. The committee considered that the
recommendations largely reflected current practice and were unlikely to have a
significant resource impact. They acknowledged that some providers would need to
improve the information and support given to carers during transition but this was
likely to be cost-effective as it could mitigate the “downstream” impact on services
arising from transitions which can often be a traumatic experience to the carer.

Other factors the committee took into account

In drafting recommendations on the basis of this review, the committee also took
account NICE’s guideline on transitions between inpatient hospital settings and
community or care home settings (NICE guideline [NG271), which includes support
for carers.
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1 Appendices

2 Appendix A — Review protocols

3 Review protocol for review question: What is the effectiveness, cost-effectiveness, and acceptability of interventions for
4 supporting adult carers during: (i) changes to the setting in which caring is performed; (ii) the transition of the person
5 receiving care to adulthood; and (iii) change of carer status or circumstances?

6

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

Review question What is the effectiveness, cost-effectiveness, and acceptability of interventions for supporting adult
carers during: (i) changes to the setting in which caring is performed; (ii) the transition of the person
receiving care to adulthood; and (iii) change of carer status or circumstances?

Type of review question Mixed, quantitative and qualitative review

Objective of the review This review aims to establish whether there are any interventions for supporting carers during changes
to the caring role that are effective, cost-effective, and acceptable to them

Eligibility criteria — Adult carers who provide unpaid care for:

population/disease/condition/issue/domain > 1 adult(s); or
= 1 young people aged 16 — 17 years with ongoing needs
AND:

where the setting in which care is provided has changed; or

whether the person receiving care becomes and adult; or

when the person who has provided care ceases to do so.

Social care, healthcare and other practitioners involved in providing care will also be considered.

Eligibility criteria — intervention As outlined in protocols for key areas 4, 5, 6 and 7.

Eligibility criteria — comparator(s)/control or As outlined in protocols for key areas 4, 5, 6, and 7.

reference (gold) standard

Outcomes and prioritisation As outlined in protocols for key areas 4, 5, 6 and 7.
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Field (based on PRISMA-P) Content
Expected themes might include:
e need of carer to be involved in decisions regarding changes to the setting in which care takes
place
e need for practical support/advice to prepare for changes to the caring role
e continuity of support during transitionary periods
e need for comprehensive information about support available
e return to work/education after carer ceases to be a carer.

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.

Eligibility criteria — study design See the corresponding section in the protocols for review questions 4, 5, 6, and 7. Generally there will
be no restrictions on the types of studies that will be considered for inclusion.
Other inclusion exclusion criteria Additional inclusion criteria:

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

only studies from the following geographical areas/countries will be included: UK, Australia, Canada,
Europe, Japan, New Zealand, South Africa, and USA. Studies from other countries will not be included
due to substantial differences in their carer populations and/or social or healthcare systems - for
qualitative evidence, only studies from the UK will be considered

full-text English language articles published in or after 2003.

full-text reports of complex or multicomponent interventions will be assessed for relevance to this review
questions

Exclusion criteria:

interventions to support carers during periods of crisis will be excluded, as these interventions will be
assessed as part of question 6

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

non-English language studies.
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Field (based on PRISMA-P)

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

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
Search strategy — for 1 database

Data collection process — forms/duplicate

Data items — define all variables to be collected

Methods for assessing bias at outcome/study

level

Content

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.

Not applicable

Selection of articles will be from the searches for review questions 4, 5, 6 and 7.
Dual screening will not be performed for this review question.

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 will be used for generating bibliographies and citations, sifting studies, extracting data and
for the quality appraisal of the included studies. A GRADE CERQual Microsoft Excel template will be
used to record the overall quality of findings from the qualitative evidence. A Microsoft Excel template
will also be used to record the findings of questionnaire surveys.

As outlined in protocols for key areas 4, 5, 6 and 7.

This review question is not an update.

Developer: the National Guideline Alliance

For details please see section 4.5 of Developing NICE guidelines: the manual 2014
For details please see appendix B.

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

For details please see evidence tables in appendix D (evidence tables) or H (economic evidence
tables).

Standard study checklists were used to critically appraise individual studies. For details please see
section 6.2 of Developing NICE guidelines: the manual 2014
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Field (based on PRISMA-P) Content

The confidence in the evidence extracted from the included studies will be evaluated for each theme
using GRADE CERQual approach: https://www.cerqual.org/

Criteria for quantitative synthesis (where For details please see section 6.4 of Developing NICE guidelines: the manual 2014

suitable)

Methods for analysis — combining studies and Segregated (that is convergent) methods for data synthesis (Pearson 2015; Pluye 2014) will be used to
exploring (in)consistency interpret the evidence. Included studies will be first categorised according to type of study design, and

the data will be analysed as appropriate: for example,

e Mean differences (MDs) or standardised 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. Hetereogeneity will be
assessed using the |2 statistic. GRADE will be used to assess the quality of these outcomes.

o Thematic analysis 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.

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.

References

Pearson, A., White, H., Bath-Hextall, F. (2015). A mixed-methods approach to systematic reviews.
International Journal of Evidence-based Healthcare, 13: 121-131.

Pluye, P., & Hong, Q. N. (2014). Combining the power of stories and the power of numbers: mixed
methods research and mixed studies reviews. Annual review of public health, 35: 29-45.

Meta-bias assessment — publication bias, For details please see section 6.2 of Developing NICE guidelines: the manual 2014.
selective reporting bias
Assessment of confidence in cumulative For details please see sections 6.4 and 9.1 of Developing NICE guidelines: the manual 2014
evidence
Rationale/context — Current management For details please see the introduction to the evidence review.
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Field (based on PRISMA-P)
Describe contributions of authors and guarantor

Sources of funding/support
Name of sponsor
Roles of sponsor

PROSPERQO registration number

Content

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 2014

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.

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

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.
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Appendix B — Literature search strategies

Literature search strategies for review question: What is the effectiveness,
cost-effectiveness, and acceptability of interventions for supporting
adult cares during: (i) changes to the setting in which caring is
performed,; (ii) the transition of the person receiving care to adulthood;
and (iii) change of carer status or circumstances?

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

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/
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14
15
16

17
18

19
20

21
22
23

24

25
26

27
28
29

30
31

32

33
34

35

36

Searches

12 0or 13

14 use psyh

*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))
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37

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

Searches

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.

(((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
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63
64

65
66
67
68

69
70
71
72

73
74

75
76

77
78

79

80

81

82

83
84

85
86

Searches

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

exercise*.hw. or exp *physical activity/ or

Eall

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.
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87
88
89
90
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

Searches

((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.

(((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
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117

118

119
120
121
122
123
124

125
126

127
128
129
130
131
132
133
134

135
136

137
138

Searches

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 lo) or cizhen or dianzhen or electroacupunctur* or (jing adj2 luo) or
jingluo or massag* or needle therap* or zhenijiu 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.

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
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139

140
141

142
143

144
145

146
147

148
149
150
151

152
153

154
155

156
157

158
159
160
161
162

Searches
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
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/
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163
164
165
166

167

168
169

170
171
172
173
174
175

176
177
178

179

180

181

182

183
184
185

186
187

188

189
190

Searches

(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

(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
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191
192
193
194

195

196

197

198

199

200
201
202
203

204

Searches

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
(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.
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205

206

207

208

209
210

211
212
213
214

215

216

Searches

(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 (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.

(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
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217

218

219

220
221
222
223

Searches

"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 (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,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
or/200,212,220

150 and 221

131 and or/177,222

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

OVID

—_

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

(((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.
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11

12
13

14

15

16

17

18

19

20

21

22
23
24

25

26

27
28
29
30

Searches

((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/2-8

(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. 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.

((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.

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

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

(((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/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.

45

Supporting Adult Carers: evidence reviews for supporting carers during changes to
the caring role DRAFT (June 2019)



DRAFT FOR CONSULTATION
Supporting carers during changes to the caring role

31

32
33

34
35

36
37

38
39

40
41

42
43
44
45
46

47
48

49
50

51
52

Searches

(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.

((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
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53

54

55
56
57

58
59
60
61

62
63
64
65
66
67
68
69
70
71

Searches

(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

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

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 counsel* or ((“person centred” or replacement) near/1 (care
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S7
S8
S9

S10
S11

S12

S13
S14

S15

S16

S17

S18

S19

S20

S21

S22

S23
S24
S25

S26

S27

S28
S29

Searches

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”)

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

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*)))

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*)))

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™”)
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S30

S31

8§32

S33
S34

S35
536

S37
S38

S39
S40

S41
S42

S43
S44
S45
S46
S47

S48
S49

S50
S51

Searches

S11 0or 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
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)))

*9

or “self support” or

%97

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*)
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
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S52
S53
S54

S55

556
S57

S58

S59
S60
S61
S62

S63
S64
S65
S66
S67
S68
S69
S70
S71
S72
S73

Searches

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”)

*7

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

telemonitor*)

noft (“gps track™”
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 zhenjiu or zhenci)

noft (meditat®)

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

or “location technology”)

%7

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

s$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
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
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S74

S75

S76
S77
S78

S79
S80
S81
S82

S83
S84
S85

S86
S87

S88
S89
S90

Searches

sampl*” or “unstructured categor*” or “van kaam
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))

Tl *9

or “van manen” or videorecord*

%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®))

*7

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™)

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

NO PR WN -

(mh "caregivers")
tx (carer™ or caregiv* or “care giv*”)
#1 or #2
(mh "counseling+")
(mh "psychotherapy, group+")
(mh "cognitive therapy+")
(mh "mindfulness")
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8 (mh "patient centered care")

9 (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*))

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*)))
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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)

68 #64 or #65 or #66 or #67

69 (mh "education")

70 (mh "health education")

%77
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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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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)
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139  (mh "self disclosure")

140  (mh "art")

141 (mh "music")

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")
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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”)

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

(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
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89
90
91
92
93
94
95
96
97

98
99
100
101
102

103
104

105
106

107
108

109
110
111

112

113
114

mesh descriptor: [workplace] this term only

mesh descriptor: [aid to families with dependent children] this term only
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
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115
116
117
118
119
120

121

122
123
124
125
126
127
128
129
130
131
132

133
134
135
136
137
138
139
140
141
142
143
144
145
146

147
148

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

mesh descriptor: [telemonitoring] this term only

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

(“simulated presence” or “social robot*” or telecare or telehealth or telematic* or
telemonitor®):ti,ab,kw

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

“occupational therap™*”:ti,ab,kw

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

mesh descriptor: [massage] this term only

mesh descriptor: [acupuncture] this term only

mesh descriptor: [complementary therapies] explode all trees

mesh descriptor: [mind body therapies] explode all trees

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

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
electroacupuncture or needle therap* or zhenjiu or zhenci) :ti,ab,kw

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

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

(reminiscence near/1 (group* or therap*)):ti,ab,kw
((emotional or self) near/1 disclosure):ti,ab,kw
mesh descriptor: [self disclosure] this term only
mesh descriptor: [art] this term only

mesh descriptor: [music] this term only

mesh descriptor: [singing] this term only

mesh descriptor: [painting] this term only

mesh descriptor: [art therapy] this term only

mesh descriptor: [singing therapy] this term only
(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
#146

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

Non-database searches
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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

Centre for Mental Health

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

Department for Work and Pensions

10. Directors of Adult Social Services

11. Equality and Human Rights Commission

12. Eurocarers

13. Google UK

14. Health and Social Care Information Centre
15. Health in Wales

16. Healthcare Improvement Scotland

17. Healthcare Quality Improvement Partnership
18. Institute for Public Policy Research

19. Joseph Rowntree Foundation

20. Kings Fund

21. National Audit Office

22. New Policy Institute

23. NHS England

24. NHS Improving Quality

25. Office for National Statistics

26. Research in Practice

27. Royal College of General Practitioners

28. Royal College of Nursing

29. Royal College of Physicians

30. Royal College of Psychiatrists

31. SIGN

32. Turning Point

33. Welsh Government

©COoONOORWN=

Economic evidence

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

Searches

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

1or2

W N = H

63
Supporting Adult Carers: evidence reviews for supporting carers during changes to
the caring role DRAFT (June 2019)


http://wels.open.ac.uk/research-project/caren/

DRAFT FOR CONSULTATION
Supporting carers during changes to the caring role

# Searches

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

5 4 use emez

6 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/

7 6 use mesz
8 budget*.ti,ab.
9 cost*.ti.

10 (economic* or pharmaco?economic®).ti.
11 (price* or pricing*).ti,ab.

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 3and 15

Database: Cochrane Library — Wiley

Searches

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

W N = FHF
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Appendix C — Evidence study selection

Evidence study selection for review question: What is the effectiveness,
cost-effectiveness, and acceptability of interventions for supporting
adult cares during: (i) changes to the setting in which caring is
performed; (ii) the transition of the person receiving care to adulthood;
and (iii) change of carer status or circumstances?

Quantitative component of the review

Figure 2: Flow diagram of article selection for providing practical support for adult
carers review

Titles and abstracts
identified, N= 9574

: 4

Full copies retrieved Excluded, N=9501
and assessed for (not relevant population,
eligibility, N= 73 design, intervention,

comparison, outcomes,
unable to retrieve)

'

Publications included Publications excluded
in review, N=7 (5 from review, N= 66
studies) (refer to excluded
studies list)
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Qualitative component of the review

Figure 3: Flow diagram of article selection for providing practical support for adult
carers review

Titles and abstracts
identified, N= 12923

: 4

Full copies retrieved Excluded, N=12863
anq .a§.sessed for (not relevant population,
eligibility, N= 60 design, intervention,

comparison, outcomes,
unable to retrieve)

Publications included Publications excluded
in review, N=4 from review, N= 56
(Refer to excluded
studies list)
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Appendix D — Evidence tables

Evidence tables for review question: What is the effectiveness, cost-effectiveness, and acceptability of interventions for
supporting adult cares during: (i) changes to the setting in which caring is performed; (ii) the transition of the person
receiving care to adulthood; and (iii) change of carer status or circumstances?

Quantitative component of the review

Table 6: Evidence tables for the quantitative studies

Full citation Sample size Interventions Details Results Limitations
Camgron, N N=31 . e Intervention e Randomization at 1,3 and 6 months follow-up from stroke (as_sessed
Naglie, G., Green, Self-directed (according methods - Note: Median and IQR using the
T. L., Gignac, M. Intervention (n): i _ . : o Strok rt - Cochrane
A., Bayley, M., 10 g:'('):?oecm) i Ejr?#)ee?gz”y Outcomes | Standard care (n=10) Self-directed intervention (n=10) dir;?:t:dsi%?ep:/erﬁ?gﬁo(2=11) ‘Risk of bias’
HUijbregtS’ M" Stroke Support Respite sealed =58 r1nont 3month 6month 2| 3month 6month 2z T :nont iﬁonth 6mont tool for
Silver, F. L. person-directed i eline month e randomized
) ; L practical envelopes h h h

Czerwonka, A., A Intervention (n):  sypport containing Socal : . : . : . trials)
fe_asibility anq 11 intervention group capital: e Random
pilot randomized  Control/ « Name of allocation to 1 zocia(l)rt 0 sequence
fr?ntr_]?”efj tri_?l of (st?n?grd care intervention  ©of 3 groups tom. 81.1|71.0 645 |752 |755 |[758 [786 |685 [791 |823|763 |89.9 | generation -

e "Timing i n): oo Medical  [(70, [(55.3, (505, [(54.8, [(55.3, |[(72.7, [(59.2, |(46.9, |(53.4, |[(67.1,((61.9, [(64.9,

: g (as named e Blinding Outclomes 94.1) |82.8) |88.6) [98.0) |83.1) |88.8) |93.6) |75.9) [85.4) [90.1) |100) |95.3) Uncle_ar. Only
E'gh.tl StSroke 4 Characteristic ™ the paper) methods - Study describes as

amily Suppo aracteristic ; : Social sequentially
Program, Ciiical s s | enas B numbered
Rehabilitation, 29, Carer o person TR — envelopes.
1129-1140, 2015 Chzractel\r/llstlcs afeaeg) blind to group  |related Unclear what

¢ Age - Mean i : bidity: | 13 | 19.5 | 14 225 (189 [135 |11.6 [175 |16 12 i
Ref Id (SgD)' Self- e Intervention aSS|gnmen't gggrésls)ilon @5 |7 |@3s8, 283<5' 0, |12, |5 [@©8 |11, |@®s5 12121 @, cleiteimmllned
210297 b 2 (according  collected pilot  [@oitem ~ [20) |238) [19.8) [P |20 [27) [164) [183) [303) |243) |@ZV) |23 | the
Centre for
; ; to the idemi
intervention Epidemiclo
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Countrylies
where the study
was carried out
Canada

Study type
3 group, single
blind, mixed
methods RCT

Aim of the study
To examine
feasibility of
conducting a
randomised
controlled trial of
the Timing it Right
Stroke Family
Support Program
(TIRSFSP) and
collect pilot data.

Study dates

e Publication
date: 2015

e Data collection:
Not reported

Source of
funding
Supported by
Pilot grants from
the Canadian

57 (14.9); protocol) -
Stroke Respite
support practical
person support
directed intervention
Intervention ¢ Name of
57 (19.4); intervention
Control 55 (as named

é10)d o insth; paper)

e Gender (% - oell-

female)- Self-  directed
directed support
intervention e Control
(80%) rt Stroke (according
suppo to the
directed A
o)
z%e";v)entlon intervention
)
Control 80%  ° E;:;il"(;s

° Jl[?elationship named in

0 care the paper)
:jecipitegt- Self- . Standard
irecte care
intervention Mode of
g?r‘:/:kzpouse » delivery
support e Individual
person e Face-to-face
directed e Telephone
Intervention support
55% spouse ; o Guidebook

quantitative gical
Studies
data.
Depression
Follow-up Scale
measurement - [[CESPD
1, 3, 6 months | Caring-
related
pOSt stroke morbidity:
Sample size gzml‘l)"f’g' (3?5 33 |37 |3 [335 |34 (39 |37.5 |38 32 |43 |365
= i baine (10 105, @7, |34 @7, |33 |328 |@318, |(335 |[(255 (@33, (30,
pond 585 [38) [418) |41)  [433) [44) (425) |438) |44) 37.5) |49) |42.5)
gohilary Positive
convenience Affect
sample was Scale)
not chosen to | Carer
i control:
proylc_je mastery |19 [18 |18 |17 175 |9 (19 |19 |17, | 185 [19 |20
sufficient (Pearlins 7 |(17.5|(17.3, | (168, |(17. |17, |50 |(18, |(18.21 |0 01 (17, (1821 |(17.5,
power to item ,20) [19) |21)  |19) |19.3) |° 19.8) |[) : 208) |) 21.5)
Mastery
d_ete_c_t Scale)
significant
differences
:)rit;:rieer;t Additional outcomes described in the methods but were not reported: Carer's

stroke knowledge (Stroke Knowledge Test), Carer's participation in valued
activities (14 item Caregiving Impact Scale), level of carer's assistance to the
stroke survivor (17 item Caregiving Assistance Scale).

groups and the
small sample
size precluded
conducting
adjusted
analyses
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n process.

Allocation
concealment
- Sealed
envelopes.
Unclear
opacity.
Blinding of
participants
and
personnel -
Single blind
Incomplete
outcome data
- ITT, but with
no
description of
LOCF. Missin
g data for the
standard
care, self-
directed
intervention
and SSP
directed
intervention
groups
respectively;
at 1 month
(20%, 30%,
45%), 3
months
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Institutes of

Health Research
Institute of Aging

and the

Connaught Fund

University of
Toronto.
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Control 60%
spouse

e Living with
care recipient
- Self-directed
intervention
70%; Stroke
support
person
directed
Intervention
73%;
Control 70%

Care recipient

(condition)

e First stroke

Inclusion
criteria

e Caregivers for
individuals
who
experienced
their first
hospitalization
for either
ischemic or
haemorrhagic
stroke within
the first week
post-stroke.
Caregivers

(40%, 20%,
27%), and at
6 months
(30%, 20%,
18%)

e Selective
reporting -
Yes, 3
outcomes
reported in
the methods
but not in the
results
section.

e Other risk of
bias —

Overall RoB -
Very serious

Other
information
Intervention
links with RQF
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had to be able
to speak and
read English
and had to be
primarily
responsible
for providing
and/or
coordinating
community
care without
financial
compensation

Exclusion
criteria

e Caregivers
were excluded
if the person
they care for
was terminally
ill or
discharged to
complex
continuing
care, long-
term care or
assisted
living.

Full citation Sample size Interventions Details Results Limitations
N=111 (assessed
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Ducha_\rme e Intervention e Intervention e Randomization ©Outcomes Intervention n=62, Mean (SD) Control n=49, Mean (SD) using the
Francine C-’ et (n): 62 (according methods - Baseline Post test 3 month Baseline Post test 3 month CQChrane-
al.,, uLearnIng to . Control (n) 49 to the "random F/U F/U ‘Risk Of bias’
become a'\'famlly ’ protoco|) - assignment" I(Car(-:‘lr Zkill'/s, » tool for
1 a . ) nowledge/confidence or i

caregiver Characteristics Education/ ¢ Bjinding efficacy about supporting 48.20 5432863 0352  50.33 50.35  51.65 ra.ndomlzed
efl‘lcacy tOf an Carer skill based .- person recei(\qing care 9.81) 32(863) 591y  (9.47) (10.18)  (9.63) trials)
intervention L f X i onfidence (15 item Sel

Characteristics praCtlcaI Slngle blind. Efficacy Scale) * Random
program for support for To keep the , sequence
caregivers 0 Gt = ke carers " e i generation -

following (SD)Z interviewers k?f'owledgslcotnfldencs or Uncl N
) . i efficacy about supporting nclear. No

diagnosis of intervention ~ ® Name of blind to person receiving care : (255'2)? 30.94 (4.92) (207'3? (?72'2? (f;?ég (371-12; details of th

d .. =60.37 Intervention aSS|gnment, Preparedness (8 item : : : : : etalls o e

ementia in a : i Preparedness for Caregiving method of
lati (13 12) (as named caregivers

relative, 2L : et randomisatio

. control= 62.75 Inthe paper) were _ . J
4G864r,.?4r,19t2,|029(l)s1t:] > , (1 3.22) - randomised k?wzﬁ:azlggi’:onfidence or nwas _glven'
’ psychoeduc  after the efficacy about supporting 70.04 72.34 (13.00) 09 7115 67.92  67.39 o Allocation
e Gender - ational baseline person receiving care : Self (14.62) . . (15.36)  (15.01) (17.03)  (16.87) concealment
Ref Id intervention: . . efficacy (Revised Scale for
708674 79% female : program interview. Post  caregiving Self-Efficacy) - Unclear.
(o] I} . g
control: 79.6% © Control test/ f<_)llow-up Carer knowledge/ confidence/ e Blinding of
. T (according caregivers efficacy: Knowledge of future 15(5.84)  18.56 (6.00) 19.63 15.04 16.13 18.31 participants
Countrylles female 1o the were instructed needs (Planning for Future : : ’ (5.44) (6.90) (7.02) (7.35) )
where th : : ) Needs scale)
ere t .estudy * Relationship protocol) - by the project personnel -
was carried out to care di t Carer knowledge/ confidence/

Canada < No coordinator Not  efficacy: Knowledge of services  18.87 2676 (558 2127 2004 2286  24.29 None.
recipient, intervention to reveal their  (The Knowledge of Services  (7.32) P ek (5.18) (8.59) (8.21) (8.03) N
intervention group scale) * Blinding of

Study type e Name of X . . outcome
and control ianmen Resource and service use:

2 group RCT groups control (as assignment. Support received by caregivers (032) 176 (037) 1.69 169 (0.35) 1.66 1.71 assessment -

. di ° Follow—up (27 item Inventory of Socially : : : : (0.36) : : (0.37) (0.33) Single blind

. respectively - Lzl I t Supportive Behaviors) Ing e Ind.

Aim of the study  \jife 25.8% the paper) - ~ outcome o AP . : Interviewers
AL, szl measurement - Additional outcomes reported: Coping strategies (The Carer's Assessment of Ve

To test the 22.4%: sual care . . e - . were Kep

efficacy of a FIUE Mode of Post test and 3 Managing Index) which assesses the frequency of utilization of 3 coping S
husband O W5 © months later  strategies; problem solving, reframing and stress management, family .

onths late t
psycho 9.7%, 10.2%,  delivery . conflicts (The Family Caregiver Conflict Scale) gssignment
educational daughter o [ratideue] € Sample size Caregivers
individual 45.2% statistical were

71
Supporting Adult Carers: evidence reviews for supporting carers during changes to the caring role DRAFT (June 2019)



DRAFT FOR CONSULTATION
Supporting carers during changes to the caring role

program
conceived to
facilitate transition
to the caregiver
role following
diagnosis of
Alzheimer
disease in a
relative.

Study dates

e Publicatio
n date:
2011

e Data
collection:
Not
described

Source of
funding
Funded by the

Alzheimer Society

of Canada in
partnership with
the Canadian
Institutes of
Health Research
and the Canadian
Nurses
Foundation.
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42.9%, son
8.1%, 8.2%,
other 11.3%,
16.3%

e Living with
care recipient
(ves) -
intervention
46.8%, control
43.8%

Care recipient

(condition)

o Alzheimers

Inclusion
criteria
Participants had
to be the
caregiver
(spouse or
offspring) self-
defined as the
person
principally
responsible
(notion of
primary
caregiver) for a
relative 65 years
of age or older
diagnosed with
Alzheimer

o Face-to-
face
Workbook

power - No
power

calculation
described.

instructed not
to disclose
group
assignment
on interview.

Incomplete
outcome data
- attrition
rates were
2/62

(3.2%) interv
ention group
and 8/49
(16.3%) in
the control
group. Main
reason for
dropping out
was lack of
time.

Selective
reporting -
low risk
Other risk of
bias - unclear
risk:
insufficient
information to
permit
judgment on
sample size
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disease in the statistical

past 9 months. power

Exclusion Overall RoB -

criteria very serious

Caregivers

receiving Other

psychqthera.py information

or participating Intervention

in a support links with RQE

group at time of

study.
Full citation Sample size Interventions Details Results Limitations
Lachance, L., previous RCT — 1 (according methods - took e e Successful outcomes Unsuccessful outcomes p using the
Levesque’ |__, Ducharme to the account of Number of caregivers (%) Number of caregivers (%) Cochrane
Zarit, S. H., 2011) protocol): Ed  kinship tie to g(e:l:;_lgif)wledge/ confidence or efficacy: Emergence of preparedness (Preparedness for Caregiving ‘Risk of bias’
Kergoat, M. J., ¢ Intervention ucation/ skill  the cared for ' tool for
Malntalnlng the Booster (n): based person and Booster group versus 17 (55) 14 (45) 0.014 randomized
potential of a 33 practical sex of Control group 8(28) 21(72) trials)
PSYChQ' e Intervention support for caregiver (this Nont-bloostergroup (versus | 45 (41) 17 (59) 0.144 ¢ Random
educational non- Booster  carers with was not done/  [<ontrol group) sequence
program: efﬂcacy (n): 34 additional described for Maintenance of psychological distress (Psychological Distress Index -14): generation _
of a booster Control ( ) 36 session the original Booster group versus 15 (48) 16 (52) 0.050 unclear

i e Control (n): e
session after an e Intervention  randomisation) |Control group 8 (28) 21 (72) methods.
intervention No furth Randomizati
. e 1 (as named - No turther Non-booster group (versus andomizatio

offered family Characteristics in(the details were | control group) 16(55) 13(48) 0.014 h to the 3
cgreglvers at Carer L paper): given. Note: Carer knowledge/ confidence or efficacy: Emergence of self-efficacy (Revised Scale for Caregiving groups was
disclosure of a characteristics: Booster Only the Scale): not done at
relatlve'§ e Age, gender, group previous study |Booster group versus 15 (54) 13 (46) 0.007 the original
dgmen’ug _ relationship to interventions Control group 6 (22) 21 (78) baseline.
diagnosis, Aging  care recipient: group was re- Second
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& Mental Health, caregivers ¢ Intervention randomised t0 | Non-booster group (versus 13 45) 16 (55) o randomisatio
19, 207-216, had a mean 2 (according  the control group) n was done
2015 age of about to the booster/non 3 caregivers in the booster group and 2 caregivers in the control group did not  taking into

60 years and protocol): Ed  booster complete the self-efficacy scale. account
Ref Id approximately  ycation/ skill  session. The 3 For all other outcomes, no significant results were found in either condition, kinship and
710473 80% were based groups had not booster or non-booster, regarding the expected maintenance of effects caregiver

women. About  practical been (knowledge of services, planning for future, reframing) or the emergence of gender. No
Countrylies 49% of support for randomised at effects (social support and family conflicts). baseline
where the study  caregivers carers with the original Full summary of results published in the paper: characteristic
was carried out were no additional  study's s at second
Canada daughters session baseline randomisatio

Living with Intervention ® Blinding n given. High
Study type care recipient-  2: (as methods - "the risk.

3 group, RCT not reported named in healthcare Allocation
(Follow on study | n\o numerical  the professionals concealment
tzool;l);Jcharme baseline paper):Non-  kept blind to - unclear
) characteristics ~ booster the " Blinding of
rou Intervention. ici
Aim of the study g];ézﬁs?’were gontpr)ol Caregivers gﬁg eI
To evaluate the g - were recruited
. provided (according personnel -
efficacy of a L by a T
. Care recipient to the y no blinding of
booster session o desianated -
(condition) protocol): No 9 participants.
offered 2 weeks ; : rofessional in
imer' intervention P Healthcare
after the 6 month  ® Alzheimer's h :
dfesmas o N f Rl sy professionals
post-program ame o clinic also kept were said to
assessment. Sort Inclusion control (as blind fo th )

o ¢ ind to the be blinded.
to answer 2 criteria named in interventions -
questions: 1) o Caregivers the paper): Single blind. * Blinding of
Does the booster  were a Control U eer B e outcome
session spouse oran  9roup outcomes were ass:assment )
contribute to offspring, self- ¢ Mode of assessed by a unciear
maintain the defined as the  delivery blinded e Incomplete
positive effects of  person o Individual investigator. outcome data
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the program
observed post-
program?; 2) As
caregivers might
need some time
to put into
practice certain
skills proposed in
the program,
does the booster
session foster the
emergence of
positive effects
that did not
significantly
emerge post-
program?

Study dates

e Publication
date:2015

e Data collection:
Not described

Source of
funding

The project was
funded by the

Alzheimer Society

of Canada [grant
number 09-02]
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principally
responsible
(notion of
primary
caregiver) for
a relative 65
years of age
or over and
diagnosed
with
Alzheimer's
disease in the
past 9 months

Exclusion
criteria

e Caregivers
receiving
psychotherap
y or
participating in
a support
group at time
of study

o Face-to-
face

o Single
session

o Post
interventio
n
reinforcem
ent (2
weeks
after post-
program
evaluation)

¢ Follow-up
outcome

measurement -
6 months from

booster
session

e Sample size
statistical

power: Used

software. 66
participants
required, 22
per group,
80% power,
type 1 error
5%

- attrition: 14
dropouts.
n=2 in the
booster
session, n=4
non booster
session, n=7
control group.
Unclear
reasoning in
each group.
"The reasons
for dropping
out were
similar across
the 3 groups:
institutionaliz
ation and
death of a
relative
(n=8),
caregiver
acute health
problem
(n=3), and
lack of time
(n=3).
Selective
outcome
reporting -
high risk. No
mean (SD)
reported for
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Full citation Sample size Interventions Details Results
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the treatment
groups.
Dichotomised
into a
successful
and
unsuccessful
outcome
using
predictive
analysis. The
15-item Self-
efficacy
Scale was
dropped from
the analysis
on account of
its strong
correlation
with
preparedness
for
caregiving.

e Other risk of
bias —

Overall RoB -

Very serious

Limitations
(assessed
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e Forster, A, N:930 ) e Intervention e Randomization Outcomes Intervention group Control group using the
Dickerson, J,  registered with  (according methods- The _ 12 _ Cochrane
Young, J, Patel, 926 9iving ©ine it ot (nadiusiec). Tolowp,  foowesp. (umadivetec). lowsp,  floman 1o Of bias
A, Kalra, L, consent protocol) - randomisation Mean (SD) ~ Mean (SE) Mean  Mean (SD)  Mean (SE) Mean (SE) tool for .
Nixon, J, A e Intervention Education/  was the SRU. (SE) randomized
cluster (n): 450 skill based SRUs were Impact of caring on 455 443 trials)
randomised o Control (n): practical randomised on  (&° Fareghel Burden R ©89=32 07 MR 450(083), 438(0.96) o Random
controlled trial 478 support for a1:1basisto  Scale) n= sequence
and ecqnomic carers 9ither thg Impact of caring on a1 gene_ration -
evaluation of a Characteristics ® Name of the intervention or (c:::;c ﬁg;lzlc?ievs"tir;c;tlon n3=24g 1(7_99), r]3:1?.’31(0.40), 0.41), n3=34§ 0(7.40), n3=23;§ ?Eo.40), n3=23;? ?Eo.41), low risk
structured o intervention  the control Index) = * Allocation
programme for cheraceristos:  (enamed | SUCE L, meoown  owoss o7, A%, oW, am, A, Specamen

i Age - Mean IO [ETEC) e P R (0.0114),  (0.0122), (0.245), (0.0114),  (0.0119), - low ris
caregivers of * Age - London was stratified  (EQ-5D) n=317 n=284  n=471 n=333 n=312 « Blinding of
inpatients after _(SD)5 . Stroke by Caring-related pa rticip%nts
stroke: the Tterventlon Carers geographical m‘gs;‘t';{A’:;’l‘éf;Van g 83(487),  7.0(023) (g'gE» 8.0 (474),  7.5(0.23), 7.0(0.26), and
TRACS trial, =61.1 Training region and Depression Scale, =422 =81 n=286 470 n=334 n=311 o onnel -
Health (14.64) ; Course quality of care  anxiety score) I%w risk
technology ?10 g g?lf 60.8 (LSCTC) (e E garing-rglat((eg mo'rtbifjity: 5.2 (4.25) 5.2 (0.22) 92 5.0 (3.89) 5.5(0.22), 5.2(0.22) Blindi f

) : epression (Hospita .2 (4.25), .2 (0.22), ’ .0 (3.89), .5(0.22), .2 (0.22), ° INnding O
assessment, « Control beingonand Lt nd Depression  n-442 n=318 «{ggé n=471 n=334 n=312 outcomge
17, 1-98, 2013 o Gender - (accordin above, or Scale, depression score) n=
¢ Forster, Anne intervention o the 9 below, the Carina-rolated 4 7 ot iasse_sskment-
) ? ’ . . . aring-relate etween
Dickerson, (n)'t1 4|O male ; protocol) - rkned!]azn on the morbidity: Caregiver 2 gbjtzween 1 6-12 IOW s et
Josie, Young, (olnlire) No ey 12- Death (n) mihs) months) Incomplete
n): 153 male : . indi . . . . . o outcome data
John, Patel, (n) ) i intervention :;(Tﬁ:tg(r)ggore Adjusted analyses (2 level hierarchical model with caregivers nested within - High
Anita, Kalra, * Relationship | Name of stroke units, adjusted for patient level baseline covariates (baseline NEADL, 5 .
Lalit, Nixon to care NSSA). Block e ; ; ; ; attrition rate;
, ; =l control (as randomisation S€X caregiver's education, caregiver baseline HADS score, Edinburgh stroke .,/ .00
Jane, A recipient - named in case mix adjuster) and stroke level covariates (geographical region, key 12 0
structured reported as was used to A . 26.9% at 6
the paper) - indicator score and number of beds in every centre) are also reported (not
training the I ensure that extracted) months,
programme for  patient/care Usualcare  these ' 34.4% at 12
caregivers of giver ¢ Mode of important months and
inpatients after  relationship. delivery covariates in the control
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stroke For the o Individual were balanced group 28%
(TRACS): a intervention o Delivered between the and 34.3%
cluster and control while arms of the respectively.
randomised groups person trial. Outcome
controlled trial respectively: being « Blinding data
and cost- partner cared for methods - collected
effectiveness 69.8%, was an Participants through
analysis, 65.9%; inpatient, were blinded to questionnaire
Lancet, 382, daughter/son follow-up the SRUs s. Telephone
2069-2076, 26.2%, sessionin allocation, and interview for
2013 28.2%; other personor  the primary
relative 3.8%, telephone  multidisciplinar outcomes.
Ref Id 4.8%; other y staff in each * Selective
708922 non relative SRU were not reporting - All
0.2%, 1.0% informed of the stated
Countrylies e Living with people/caregiv primary and
where the study care recipient ers who had secondary
was carried out - reported as consented to outcomes
United Kingdom ‘are the study were
patient and procedures. reported.
Study type caregiver Baseline e Other risk of
2 group, intending to assessments bias - High
multicentre (36 live together done by attrition rate
units, 4 regions) after independent with
cluster discharge" researchers. insufficient
RCT,TRACS trial  Intervention To avoid recruitment to
group yes selection bias, meet
Aim of the study  83.6%, control recruitment revised powe
To evaluate group 80.8%. was done by r calculation
whether or nota  Care recipient Stroke estimation of
structured, (condition) Research 950-1000
competency- o Stroke Network dyads.
based training researchers
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programme for Inclusion who were
caregivers [the criteria independent of Overall RoB -
London Stroke Confirmed the serious
Carer Training primary multidisciplinar
Course (LSCTC)] diagnosis of y team. Other
improved physical new stroke, e Follow-up information
and psychological were medically outcome Intervention
outcomes for stable, were measurement - links with RQE
patients and their likely to return 6 and 12
caregivers after ~ home with months
disabling stroke, residual (questionnaire,
and to determine disability, and telephone for
if such a training  had a caregiver primary
programme is available, willing outcomes)
cost-effective. and able to « Sample size
provide support statistical

Study dates after discharge. power - 36
¢ Publication . SRUSs, each

date: 2011 =2 EI recruiting 25
o Data collection: grltgrla patients, would

February 2008- " atientand result in 450

February 2010 caregiver dyads_; patients in

were excluded if each group

Source of ?Eig:geor}t was and provide
funding close to 90%

palliative care, if

o,
discharge was power at 5%

This project was

funded by the o significance

Medical Research SJZQE%? il 1 level to detect

Counsel and is e the clinically
admission to the

managed by the SRU. or if the relevant

difference of 6
points on the
NEADL score.

NIHR (project
number
09/800/10) on

patient or
caregiver were
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behalf of the registered to the A sample size
MRC-NIHR trial on a of 900 patients
partnership, previous provides more
admission. than 85%
power at the
5%
significance

level to detect
an effect size
of one-third in
any of the
other
outcomes.
Power was
adversely
affected by
higher than
expected loss
to follow-up
and unequal
cluster sizes,
so the sample

size was
increased to
950-1000 to
maintain 90%
power.
Full citation Sample size Interventions Details Results Limitations
e Kalra, L., N=300 Intervention ¢ Randomization Note: Mean and SD were not reported. (assessed
Evans, A., Intervention (n): (according to methods - At 3 months follow-up using the
151; Control (n): the protocol)- , . 3 month Follow- . 3 month Follow- Cochrane
Perez, |., 149 (n) Edu?;ation/ ) block Baseline Intervention Ingl?vnentio% ow-up Baseline Control C;nn(t)rrz)l oflow=up ‘Risk of bias’
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Melbourn, A, o skill pased randomisation; P e e e s e Media |0 o Med o tool for_
Patel, A., Characteristics practical each block 4 I randomized
Knapp, M., Carer support for included 10 Impact of trials)
Donaldson, N., characteristics: carers subjects. e " e Random
- . ; 80- 71- 80-
Training carers o Age: Median Name of the Computer ;uro(l:)ol 151 9 o 140 80 o7 149 8 7 142 70  60-80 sequence
of stroke (IQR): Intervention generated ;‘::Iigue generation-
patients: Intervention  (as named in random score Low risk
randorlrluiled | 76 (70-80) tcr;me paper) - numberstrt]o TE—— Allocation
controlled trial, are giver repare the caring on
BMJ. 328 years, Control trainingg gllo?:ation carer: NR NR NR 151 43 gg' NR NR NR 149 51 41-62 conceglment
’ ’ 76 (70-82) . Caregiver - low risk
1099, 2004 years Control schedule in burden scale .
Patel. A. Gender- (accordingto  advance. Blinding of
1 e ¢ Genaer: th tocoll- Allocati participants
Knapp, M., [T T - e protocol) ocation At 12 months follow-up d
Evans, A., (n): 86/151, _No _ code_s were Baseline Intervention 12 Month Follow-up o o 12 month Follow-up a ] -
Perez, |., Kalra,  GControl intervention held in a Intervention Control P
L., Trainin ; Name of central office Med . . _ single,
° g (n):74/149 . IQR n Median IQR n  Median IQR n  Median IQR outcome
care givers of ) . control (as remote from ian
) to care _ ; caring on blind. Unclear
economic < paper) environment. : b
recipient: i 3 carer: 80- 70- 60- risk if
evaluation, . : Conventional After baseline  EuroQol 151 90 o~ 129 80 o 149 8 8090 135 70 oo |
BMJ, 328, main care assessment \;ﬁ:@' "o personne
1102. 2004 caregiver - the responsible Scoreg were blinded.
’ =[P, Mode of assessor Incomplete
i i X Impact of
Ref Id intervention n - yglivery telephone the  caring on outcome data
707353 ;2r81t|?orllc|j'1=97 e Unclear if randomisation ST NR  NR NR 40 @ ZCONRONRONR 34 X - IOVX risk.
. . group or Ofﬂce W|th burden <10 /O .
Countrylies e Living with individual patient 20 differential
care recipient: identification Impact of between
where the study NR e Face-to-face details only caring on arms
was carried out - i . ’ carer: 24- 23- 24- :
t J Care recipient  * Information clerical worker  Frenchay 181 27 3; 180 27 30 149 28 25-32 148 26 30 Sl
United Kingdom Ir e Strok d thi activities
(condition) o e ' entered this index outcome repo
Study type e Stroke rehabilitation  onto a _ rting -
ytyp unit setting computer el NR NR NR 141 3 24 NR NR NR 143 4 3-6
’ P related Frenchay
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Single blind, 2 Inclusion 1 follow database in morbidity: H activities
groups RCT criteria through strict referral gﬁg:i'y index and
People who'd session at order and was  score hospital
Aim of the study had a stroke home given patient Caring- anxiety and
To evaluate the  were included if allocation to related depression
effectiveness of  they were: relay to ?s%ri?;?ity: HNR NR ONR 141 2 13 NR NR NR 143 3 25 scales were
training care e Independent assessor. depression only reported
givers in reducing jn daily living Blinding SEae at 12 months.
burden of stroke activities methods - Additional outcomes reported: death, institutionalisation, modified Rankin Unclear but
in patients and before the Single blind. ~ Scale, Barthel index (all for the patients) . in methods it
their care givers. stroke Observer who Note: analysis stated to be done by ITT with LOCF used in further analyses. states that
« medically and did not However, the paper de_scrlbe§ 'we mcludeq in the analyses only completed outcomes
Study dates neurologically participate in ~ @ssessments at each time point. n values in the tables above show those who  were
Publication date: SElbE e allocation or  had follow-up data reported at each time point. assessed at
2004 T—— management o Regression analysis: training care givers had a highly significant effect on 3 and 12
Data collection: baseline f the patients ~ caregiver burden score, EuroQol and hospital anxiety and depression score at  months.
N/R assessments assessed 12 months which was independent of age, stroke severity, extent of disability Length of
outcome at3  and caregiver support. Data not provided. stay mention
Source of * expected to and 12 months in statistical
funding return home after stroke analysis but
The project was with residual onset. not reported.
funded by NHS disability =T Methods
R&D Executive's ~ (defined as olow-up include
Pri the need for outcome i
rimary =4 measurement - calculation of
Secondary Sljgrelraision el 3 and 12 means and
Interface Priority ~ Physical anth ¢ SD - these
Programme assistance for n:onk S pos were not
(Project No:F- core gctl_v[tles Stroke. . reported in
4/1997). No of daily living) Sample size the results
competing Caregivers were statistical tables, only
interests were required to have power: the median
declared. no notable Inclusion of and
disability 300 subjects,

80% power to
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(defined as a
Rankin score of
0-2) and be
willing and able
to provide
support after
discharge.

Exclusion
criteria

None described.

detect 30%
reduction in
cost at 5%
significance
level. Could
also detect
differences of
1 point in
Barthel index,
1.5 points in
Frenchay
activities index,
1.5 points in
the hospital
anxiety and
depression
scale, 2.5 point
in the EuroQol
and 1 point in
the caregiver
burden scale.
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interquartile
ranges.

e Other risk of
bias — none

Overall RoB -
very serious

Other
information
75 patients in
each group
were said to
have received
caregiver
support
consisting of a
family worker
who provided
information on
services, link
with social
agencies,
advocacy and
emotional
support for up
to 6 months
after discharge.
Regression
analysis was
used to asses
the
confounding
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effect of this
and other
baseline
variables (age,
extent of
disability).

F: Female; F/U: Followup; IQR: Inter quartile range; ITT: Intention to treat analysis; LOCF: Last observation carried forward; M: Male; N/n: Number/number in subgroup; NR:

Not reported; RCT: Randomised controlled trial; RoB: Risk of Bias; RQ: Research Question; SD: Standard deviation; SRU: Stroke rehabilitation unit; TAU: Treatment as usual.
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Qualitative component of the review

Table 7: Evidence tables for the qualitative studies

Full citation Sample size Interventions Details Findings Limitations (assessed
Cobley, C. S, Fisher, R. J., N=15 e Phenomenon of e Recruitment Carers’ using the CASP
Chouliara, N., Kerr, M., interest (as strategy: Carers were experiences of checklist for qualitative
Walker, M. F., A qualitative Characteristics reported in the recruited purposively the Supported studies)
study expk')ring pgtients' Carer study)_: Carers’ from 2 s_troke unit§ in Discharge - « Q1: Was there a clear
and carers experiences of e Carer age - years experiences of the the_Nottlnghamshwe_ Home_ - S R f [ o
Early Supported Discharge = Mean (SD): 72.8 Supported region. Further details rehabilitation: T e ) - Y
services after stroke, (14.1) Discharge - Home on how carers were e ‘Time not . g
Clinical rehabilitation, 27, e Carer gender rehabilitation recruited are not being a * Q2: Was a qualitative
750-757, 2013 (M/F:n)=2/13 e Phenomenon of reported. carer' methodqlog’y .
¢ Relationship to interest (according e ‘Limited RO = s
Ref Id care to the o Data collection & supportin  * Q3 Was the research
722100 recipient= N/R protocol): RQF - analysis: Data were dealing with ~ design appropriate to
(the majority of Practical support collected carer strain' ~ address the aims of the
Countrylies where the carers within the through (face-to-face) e ‘Lack of research? - Yes
study was carried out study were female semi-structured education ¢ Q4: Was the recruitment
UK - England (Nottingham) spouses) interviews (duration and training  strategy appropriate to
ranged from 30 to 45 of carers' the aims of the
Study type Professionals minutes). Interviews o ‘lnadequate  research? - Yes
qualitative study (peer- e N/A were conducted in the provision e Q5: Were the data
TR, patients’ usual place and delivery  collected in a way that
. Care recipient of residence within 1 of addressed the research
The aims of this qualtative G eoPient Pospital discharge and 010" issue? - Yes
ition)= ospital discharge an . . .
study were to explore the (condition)= stroke con’?inued until c?ata  Q6: Has the relationship
carers’ experiences of saturation was betV\_le.en researcher and
' ; ' . . rticipants been
Early Supported Discharge' |nclusion criteria reached. All interviews p: tel
services for stroke patients were audio-taped, and adequately 5
in the UK, and inform future transcribed. Interview considered? - Yes
85
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Early Supported Discharge Carers of people with a

service development and
provision.

Study dates
e Publication date:
2013
e Data collection: N/R

Source of funding

This is a CLAHRC study
funded by the National
Institute for Health
Research. This article
presents independent
research commissioned by
the National Institute for
Health Research (NIHR).
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confirmed diagnosis of
stroke:

1) with a Barthel Index
= 14/20;

2) within 14 days of
stroke onset;

3) transferred
independently or with
assistance of one;

4) with identified
rehabilitation goals;

5) their hospital
consultant agreed they
were medically stable.
Carers of people with
stroke who were
referred to an Early
Supported Discharge
service, carers of
people with stroke who
met the inclusion
criteria but did not get
referred to an Early
Supported Discharge
service, were recruited
to the study.

Exclusion criteria
N/R (look at the
inclusion criteria)

data were analysed
using inductive
thematic analysis
performed in parallel
by 2 researchers.

e Q7: Have ethical issues
been taken into
consideration? - Yes

e Q8: Was the data
analysis sufficiently
rigorous? - Yes

e Q9: Is there a clear
statement of findings? -
Yes

e Q10: Is the research
valuable for the UK? (1.
Contribution to
literature and 2.
Transferability) — Yes

Overall methodological
concerns - Minor
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Full citation Sample size Interventions Details Findings Limitations (assessed
Davies Sue, Nolan Mike, N=48 Phenomenon of e Recruitment Carers’ using the CASP
'Making the move": interest (as strategy: A experiences of checklist for qualitative

relatives' experiences of the Characteristics

reported in the

convenience sample

the transition to a

studies)

transition to a care hom<_e, Carer study)_: Carers’ of carers was care home: « Q1: Was there a clear
Health and Social Care in e Carer age experiences of the recruited using a e ‘No statement of the aims of
the Community, 12, 517- = Range, years: transition to a care range of strategies: 1. pressure/fee  tha research? - Yes
526, 2004 45-84 home Contact with nursing ling under . o
e Carer gender Phenomenon of home managers pressure’  * @2: Was a qualitative

Ref Id (M/F:n)= 21/27 interest (according (N=20); 2. e ‘Working methodc_>log’¥
715758 ¢ Relationship to to the Advertisement in local together/wor appropriate? - Yes

care protocol): RQF - newspaper (N=6); 3. king apart  * Q3 Was the research
Countrylies where the recipient= parents Practical support Contacts made on e ‘Feeling design appropriate to
study was carried out (n): 0; spouses visits to nursing supported/fe address the aims of the
UK - England (Sheffield) (n): 11; daughters- homes (N=3); 4. eling research? - Yes

sons (n): 33; Advertisement in unsupported ¢ Q4: Was the recruitment
Study type sibling (n): 0; carers’ newsletter ! strategy appropriate to
qualitative study (peer- other/undisclosed (N=3); 5. Sheffield e ‘Beinginthe the aims of the
reviewed) (n): 4 (adult niece, Transitional Care know/workin  research? - Unclear: a

nephew or friend) Forum (N=3); and 6. gin the dark' convenience sample of
Aim of the study Local branch of e ‘Beingin carers was recruited,
The aim of this qualitative  Professionals Relatives’ Association control/losin  unclear appropriateness
study was to e N/A (N=2). The g control' to the aims of the

explore experiences of
nursing home placement
from the viewpoint of carers
of older people, around the
time of the transition, in
order to enable nurses and
other healthcare
practitioners to better meet
their needs.
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Care recipient

Care recipient
(condition)= peopl
e admitted to
nursing homes
(no condition
specific)

87

recruitment happened
in the Sheffield area.
Further details on how
carers were recruited
are not reported.

Data collection &
analysis: Data were
collected

research

e Q5: Were the data
collected in a way that
addressed the research
issue? - Unclear:
Theoretical sufficiency/
saturation of data has not
been discussed
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Study dates
e Publication date:
2004
e Data collection: N/R

Source of funding
N/R

Inclusion criteria
Carers of people who
had experienced
admission to a nursing
home. No further
details have been
reported

Exclusion criteria
N/R (look at the
inclusion criteria)

through (face-to-face)
semi-structured
interviews. Interviews
were conducted in the
patients’ usual place
of residence, with 1
interview took that
place at the
participant’s place of
work and 1 in a cafe.
All were tape-
recorded and later
transcribed. All
interviews were audio-
taped, and
transcribed. Interview
data were analysed
using inductive
constructivist method,
and comprised 4
steps (Rodwell 1998):
1. Unitising — locating
units of meaning
within the text; 2.
Categorising — taking
all the units of data
and sorting them into
categories of ideas; 3.
Filling in patterns —
searching for
convergent and
divergent opinion and

¢ Q6: Has the relationship
between researcher and
participants been
adequately
considered? - Yes

e Q7: Have ethical issues
been taken into
consideration? - Yes

e Q8: Was the data
analysis sufficiently
rigorous? - Unclear: no
sufficient details on data
analysis methods are
reported

e 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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seeking explanations
for these
discrepancies; and 4.
Member checks —
feeding back the
categorisation to
participants. Analysis
was performed in
parallel by 2
researchers. - No
details on data
saturation/sufficiency
were reported

Full citation Sample size Interventions Details Findings

Ryan, Assumpta, McKenna, N=29 e Phenomenonof e Recruitment Carers’

Hugh, Slevin, Oliver, Family interest (as strategy: Carers were experiences of
care-giving and decisions reported in the recruited purposively the nursing home

Limitations (assessed
using the CASP
checklist for qualitative

Characteristics studies)

about entry to care: a rural Carer study)_: Carers’ in a number of ways  placement: « Q1: Was there a clear
perspective, Ageing and e Carer age experiences of through newspaper e ‘No place statement of the aims of
Society, 32, 1-18, 2012 = Range, years: the nursing advertisements, like home' T e - Ve

N/R home notices in nursing e ‘Carer . .
RefId e Carer gender placement. homes and through advocate'  ° Q2.r\‘st Ia CPEllERTE
722477 (M/F:n)= N/R e Phenomenon of direct contact with e ‘Choosing a methodo c:ggl y

« Relationship to interest nursing home home: a R

Country/ies where the care (according to the managers who agreed foregone * Q3 Was the research
study was carried out recipient= parents protocol): RQF - to administer conclusion' ~ design appropriate to
UK - Northern Ireland (n): 0; spouses Practical support information packs e 'Rurality’ address the aims of the

(n): 3; daughters- about the study to o ‘Familiarity ~ esearch?-Yes

Study type
Qualitative study (peer-
reviewed)

sons (n): 22;
sibling (n): 0;
other/undisclosed
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relatives of residents
who were placed in
the home within the
previous 18 months.
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Aim of the study (n): 4 (niece,
The aims of this qualitative nephew)
study were to explore the

rural family carers’ Professionals

experiences of the nursing e None
home placement of an older

person. Care recipient
e Care recipient
Study dates (condition)= Strok
e Publication date: e, dementia and
2012 immobility (no
e Data collection: 2003 condition specific)
to 2006
Inclusion criteria
Source of funding N/R
N/R

Exclusion criteria
N/R

Purposive sampling
was used to initiate
data collection and
thereafter theoretical
sampling was
employed. The
recruitment happened
in a large Health and
Social Care Trust in
Northern Ireland.
Further details on how
carers were recruited
are not reported.

e Data collection &
analysis: Data were
collected
through (face-to-face)
semi-structured
interviews. The
interviews were
conducted at a time
and place convenient
for participants and
theoretical sampling
continued until the
emerging concepts
and categories
reached saturation. All
interviews were audio-
taped, and
transcribed. Interview

90

¢ 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

e Q7: Have ethical issues
been taken into
consideration? - Yes

¢ Q8: Was the data
analysis sufficiently
rigorous? - Yes

e 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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data were analysed
using a constant
comparative analysis
following the
'Paradigm model'
(Strauss and Corbin
1990-1998). Analysis
was performed in
parallel by 2
researchers, until data
saturation. The
constant comparison
of emerging data
facilitated the
verification of findings
and minimised the
likelihood of personal
bias (in this case data
emerging inductively
were confirmed
deductively by further
theoretically sampled
data, including

literature)

Full citation Sample size Interventions Details Findings Limitations (assessed
Salisbury, L., Wilkie, K., N=9 e Phenomenon of e Recruitment Carers’ using the CASP
Bulley, C., Shiels, J., 'After interest (as strategy: Carers who experiences of checklist for qualitative
the stroke': Patients' and Characteristics reported in the had attended an FES healthcare after studies)
carers' experiences of Carer study): Carers’ outpatient clinic for stroke - e Q1: Was there a clear
healthcare after stroke in o Carer age experiences of more than 6 months  Functional statement of the aims of
Scotland, Health and Social = Range, years: healthcare after were recruited Electrical the research? - Yes

57 -73 stroke - Functional purposively (to take  Stimulation Clinic:
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Care in the Community, 18,
424-432, 2010

Ref Id
718224

Countryl/ies where the
study was carried out
UK - Scotland (Edinburgh)

Study type
qualitative study (peer-
reviewed)

Aim of the study

The aim of this qualitative
study was to explore the
carers' perceptions of a
Functional Electrical
Stimulation (FES) out-
patient Clinic.

Study dates
e Publication date:
2010
o Data collection: April
to May 2007

Source of funding
This study was funded by a
pump priming grant from

e Carer gender Electrical
(M/F:n)= 2/16 Stimulation (FES)
e Relationship to Clinic.

Phenomenon of
interest (according
to the

protocol): RQF -
Practical support

care o
recipient= parents

(n): 0; spouses

(n): 9; daughters-
sons (n): O; sibling

(n): G;
other/undisclosed

(n): 0

Professionals
e N/A

Care recipient
e Care recipient
(condition)= str
oke

Inclusion criteria

N/R ("...some of the
carers approached and
included in the study
looked after relatives
with marked
communication
difficulties." page 425)

Exclusion criteria
N/R (look at the
inclusion criteria)
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into account the

mobility level at the

initial clinic .
assessment and time
since stroke). Further .
details on how carers
were recruited are not
reported.

Data collection &
analysis: Data were
collected through
(face-to-face) semi-
structured interviews.
All interviews were
audio-taped,

and transcribed.
Interview data were
analysed using the
framework of
Interpretative
Phenomenological
Analysis (IPA).

To enhance the
trustworthiness of
data, the research
team met to review
and discuss the
coding of the
transcripts.
Subsequent agreed
codes were applied to

‘What is
wrong?’
'In the
hospital’
‘I'm taking

them home’

‘Back at
home’

e 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? - Yes

e Q5: Were the data
collected in a way that
addressed the research
issue? - Unclear:
Theoretical sufficiency/
saturation of data has not
been discussed

e Q6: Has the relationship
between researcher and
participants been
adequately
considered? - Unclear:
unclear description about
relationship between
researcher and carers
during data collection and
analysis

¢ Q7: Have ethical issues
been taken into
consideration? - Yes
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the Centre for Integrated all transcripts - No ¢ Q8: Was the data
Healthcare Research. details on data analysis sufficiently
saturation/sufficiency rigorous? - Unclear:
were reported insufficient details on data
analysis methods are
reported

e Q9: Is there a clear
statement of findings? -
Yes

e Q10: Is the research
valuable for the UK? (1.
Contribution to
literature and 2.
Transferability) - Yes

Overall methodological
concerns - Minor

F: Female; M: Male; N/n: Number/number in subgroup; N/R: Not reported; RQ: Research Question; SD: Standard deviation;
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Appendix E — Forest plots

Forest plots for review question: What is the effectiveness, cost-
effectiveness, and acceptability of interventions for supporting adult
cares during: (i) changes to the setting in which caring is performed,; (ii)
the transition of the person receiving care to adulthood; and (iii) change
of carer status or circumstances?

No meta-analysis was undertaken for this review and so there are no forest plots.
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Appendix F — GRADE tables

GRADE tables for review question: What is the effectiveness, cost-effectiveness, and acceptability of interventions for

supporting adult cares during: (i) changes to the setting in which caring is performed; (ii) the transition of the person
receiving care to adulthood; and (iii) change of carer status or circumstances?

Work, education and training [Relating to RQD]
No quantitative evidence was identified about this intervention category

Training to provide practical support [Relating to RQE]

Table 8: Educational/skill based training for supporting adult carers

Intervention®
, randomise very no serious  No serious N _ :3(2-4) VERY
! dtrials serious? inconsistency indirectness serious none 1 e Control'6: 4 LOW CAITEAL
(3-6)
randomise no serious  no serious 6.3 ooy
4 i 5 i 6 -
1 dtrials Serous inconsistency indirectness serious none 318 334 (1.14Iqwer to LOW CRITICAL
0.14 higher)
95
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. . . MD 0.1 lower
14 rag‘iﬁg;fe seriouss . 70 S0 S y . serious® none 286 311 - (0.82lowerto LOW CRITICAL
0.62 higher)

. . . MD 0.3 lower
14 1ANDOMISE o g5 MO SErIOUS N0 SEMIOUS g e 6 none 318 334 - (0.91lowerto LOW CRITICAL
d trials inconsistency indirectness 0.31 higher)
Intervention®
, randomise very no serious  no serious N ) :2(1-3) VERY
! dtrials serious? inconsistency indirectness serious none e 169 Control'®:  LOW CRlmIghE
3 (2-5)
. . . MD 0 higher
14 1ANDOMISE o g5  NOSEMIOUS N0 SEMIOUS g6 none 286 312 - (0.61lowerto LOW CRITICAL
d trials inconsistency indirectness 0.61 higher)
. . . RR2.12 2 Mmore per
o |EEEEEOk | [IOEENEIE | B SEMENS [ none 2/450 11478 (0.19t0 1000 (oM 2 oy cRiTICAL
d trials inconsistency indirectness 23.35) fewer to 47
’ more)
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RR 1.59 5 more per
4 randomise __. . noserious  no serious N "~ 1000 (from 5
1 dtrials  S€rous inconsistency indirectness serious none 6/450 4/478 (054651 ;o fewer to 39 LOW CRITICAL
’ more)

Intervention®
, randomise very no serious  no serious A : 80 (71-90) VERY
! dtrials serious? inconsistency indirectness serious none 160 2 Control'¢: 70 LOW CRlmIghE
(60-80)
MD 0.01
o |ETEENEDlmres| MOEEMEUS | TOSENES | e none 317 333 . [lower(004 ) 5y cRiTICAL
d trials inconsistency indirectness lower to 0.02
higher)
Intervention®
, randomise very no serious  no serious N ) : 80 (70-90) VERY
l dtrials serious? inconsistency indirectness serious none 2 159 Control'¢: 70 LOW CReAL
(60-80)
MD 0.02
14 randomise (o MNOSErious - noserious ooy, ce none 284 312 . higher(0.01 ) 5y cRITICAL
d trials inconsistency indirectness lower to 0.05
higher)
97
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Intervention®
:43 (36-54) VERY

randomise very no serious  no serious

1 i 3
! d trials  serious? inconsistency indirectness serious none st Ee Control'®: 51 LOW CRITIeAE
(41-62)
MD 0.5
o |ETEENEDlmres| MOEEMEUS | TOSENES | e none 325 340 . higher(18 ) 5w CRITICAL
d trials inconsistency indirectness lower to 2.8
higher)
Intervention®
, randomise very Nno serious  no serious A ) : 32 (27-41) VERY
l dtrials serious? inconsistency indirectness serious none =0 =g Control'¢: 41 LOW CResL
(36-50)
randomise Nno serious  no serious MD 1 higher
14 . serious® . ; Lo serious® none 291 314 - (1.67 lower to LOW CRITICAL
d trials inconsistency indirectness

3.67 higher)

. very . .
13 randomise __ .~ ° . noserious  no serious N _ MD 1.87 VERY
1 d trials sengus inconsistency indirectness serious none e E higher (1.62 LOW CAITEAL
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lower to 5.36
higher)
113 randomise se\;?orzy no serious  NO Serious  No serious none 62 49 ) hil\éll?e?'(:?to LOW CRITICAL
d trials 4 inconsistency indirectness imprecision

5.62 higher)

MD 3.57
. very : , .
43 randomise __ .~ ° . noserious  no serious N— _ higher (2.51 VERY
L d trials serlgus inconsistency indirectness serious none 62 49 lower to 9.65 LOW CRITICAL
higher)
MD 1.32
, very , . .
13 randomise __ .~ ° . noserious  no serious N ) higher (1.14 VERY
L d trials sen?us inconsistency indirectness serious none £z e lower to 3.78 LOW il
higher)
, very , . .
13 randomise __ .~ ° . noserious no serious no serious ) MD 2.98
{ d trials serlgus inconsistency indirectness imprecision none e <k higher (0.39 LW | GRIIEAL
99
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to 5.57
higher)

273 more per
118 randomise se\;ﬁ)rzy no serious  NO Serious  No serious serious? 17/31 8/29 |;\,1R012.?c? 1000 (fron?6 LOW CRITICAL
d trials 5 inconsistency indirectness imprecision 3;89) more to 797
’ more)

313 more per

. very . . . RR 2.41
s frandomise __ .~ ° . noserious no serious nNo serious N—— 1000 (from
! d trials Se”g’us inconsistency indirectness imprecision serious e el (-0 22 more to Y ERTIEA
o2 953 more)

. very . ) RR 175 207 more per
115 randomise o noserious | noserous o6 gorin) e 15/31 829 (0.88t0 1000 (from VERY pirical
d trials 9 inconsistency indirectness 3.51) 33 fewerto LOW

692 more)
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138 more per

1000 (from VERY
77 fewerto LOW
585 more)

RR 1.50
serious® serious?° 12/29 8/29 (0.72+to
3.12)

116 randomise _ . ° s1 no serious  no serious

d trials 5 inconsistency indirectness il

227 more per

. very . . RR 2.02
s randomise __ .~ ° . noserious no serious A - 1000 (from VERY

! d trials serlgous inconsistency indirectness serious serious laze e (%85%;0 24 fewerto LOW CRlmIghE

: 789 more)
276 more per
118 randomise se\;?orzy no serious  no serious  no serious serious? 16/29 8/29 %Roé'?g 1000 (fron? 6 LOW CRITICAL
d trials 5 inconsistency indirectness imprecision 3'93) more to 808

’ more)

1 Kalra 2004.

2 The quality of the evidence was downgraded by 2 levels level due to selective outcome reporting.

3 The quality of evidence was downgraded by 1 level as it was not possible to judge the precision of the estimates of effect (due to results being presented as medians and
interquatrtile differences)

4 Forster 2013

5 The quality of the evidence was downgraded by 1 level due to insufficient statistical power.

6 Non-significant result (Any statistically significant change was considered to be important for carers - for any outcome where published MIDs were not identified)

7 Leavey 2004

8 The quality of the evidence was downgraded by 1 level for selective outcome reporting (no mean/SD reported) and no carer baseline data.

9 The quality of the evidence was downgraded by 1 - imprecision was not assessable due to results being presented as model outputs
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10 Keeping Burke 2013

11 The quality of the evidence was downgraded by 1 level for selective outcome reporting and limited baseline characteristics

12 The quality of the evidence was downgraded by 1 - imprecision was not assessable due to results being presented as primarily p values

13 Ducharme 2011

14 The quality of the evidence was downgraded by 2 levels due to the unclear method of randomisation and allocation concealment, high differential in attrition between the
treatment groups and no statistical power calculation described.

15 All the caregiver resources have been grouped under 1 broad heading for the purpose of GRADE due to all resources having the same quality assessment. The data was
not quantitatively analysed in the paper: "Resource-use differences were not compared statistically, firstly because the economic evaluation was focused on costs and cost-
effectiveness and, secondly, to avoid problems associated with multiple testing." The resource data is therefore reported narratively.

16 Findings were reported only with median and interquartile ranges

17 Rating the overall certainty in evidence in the absence was not feasible (as for the impossibility to judge the precision of the estimates of effect)

18 Ducharme 2015

19 The quality of the evidence was downgraded by 2 levels due to high differential in attrition between the treatment groups and no statistical power calculation described.
20 The quality of the evidence was further downgraded by 1 level due to the unclear randomization of the carers for this outcome: This is a follow-up booster session study to
Ducharme 2011. The intervention group were randomised again (not the control) to the booster and non-booster groups.

Practical support [Relating to RQF]

Table 9: Self guided, tailored support for carers of stroke survivors

, Intervention*:
. very , , sserious
, randomise _ . Nno serious  no serious . - _ 18.9 (12, 27)
L d trials serlzous inconsistency indirectness |mpre;: Ision none 10 10 Control*: 19.5 e

(7, 23.8)
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Intervention*:
4+ randomise (JEF - noserious  noserious oo none 10 10 . 135(85,164) yepy Low CRITICAL
d trials ,  inconsistency indirectness Control*: 14
(3.8, 19.8)
Intervention®:
. very , ,
4 randomise __: no serious  no serious N . 11.6(8.8,18.3)
1 d trials serlzous inconsistency indirectness serious none 10 10 Control*: 8 (5, e
23)
Intervention*:
. very , ,
, randomise __ no serious  no serious N ) 34 (33, 44)
1 d trials serlzous inconsistency indirectness serious none 10 10 Control*: 33 RER S R
(20.5, 38)
Intervention*:
. very , .
g0 |EURENED o of TOESMELS | IDEEMONE | e none 10 10 - 390628425 oy ow CRITICAL
d trials ,  inconsistency indirectness Control* 37
(27, 41.8)
—
, randomise VY noserious  no serious N LSy e nliong
1 dtrials  S€MOUS | heistency indirectness  S€TOUS none 10 10 - 37.5(31.8, VERYLOW CRITICAL
2 y 43.8)
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Control*: 36
(34,41)
Intervention*:
. very . . 75.8 (72.7,
11 TANGOMISE serious N0 SCTOUS ) indrostness Serious’ none 10 10 - 888)  VERYLow MPORTAN
2 Control*: 71.0
(55.3, 82.8)
Intervention*:
. very . . 78.6 (59.2,
randomise _ _ . no serious  no serious . IMPORTAN
11 . serious . . - serious?® none 10 10 - 93.6) VERY LOW
d trials ,  inconsistency indirectness Control*: 64.5 T
(50.5, 88.6)
Intervention*:
. very . . 68.5 (46.9,
11 ragcﬁ;’lusse serious inrc]:g:seigtoe l:]scy ir?c?irii?r?:sss serious?® none 10 10 - 75.9) VERY LOW IMPO.IB TAN
2 Control*: 75.2

(54.8, 98.0)
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Intervention*:
11 randomise serlous Nno serious  Nno serious serious? none 10 10 ) 19 (16420) VERY LOW IMPORTAN
d trials ,  inconsistency indirectness Control*: 18 T
(17.3, 19)
— Intervention®:
4 randomise __ - no serious  No serious A ) 19 (18, 19.8) IMPORTAN
1 d trials serlzous inconsistency indirectness serious none 10 10 Control*: 18 VERY LOW T
(16.8, 21)
very Intervention*:
, randomise no serious  no serious N ) 19 (18,21) IMPORTAN
1 d trials serlzo us inconsistency indirectness serious none 10 10 Control*: 17 VERY LOW T
(17, 19)

1 Cameron 2015
2 the quality of the evidence is downgraded by 2 levels due to the unclear method of randomisation and allocation concealment, high attrition rate and differential between

arms and selective outcome reporting.
3 The quality of evidence was downgraded by 1 level as it was not possible to judge the precision of the estimates of effect (due to results being presented as medians and

interquartile differences)
4 Findings were reported only with median and interquartile ranges
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Table 10: Stroke support person-focused intervention for supporting adult carers

Intervention:
16 (9, 24) VERY

randomised very no serious no serious

1 i 3
! trials  serious? inconsistency indirectness serious none U i Control*: LOW CRIIEAL
20 (7, 24)
Intervention#:
, randomised very no serious  no serious N 11 (2, 21) VERY
! trials  serious? inconsistency indirectness serious none Ul 19 Control*: LOW CRITIGAL
14 (4, 20)
Intervention*:
, randomised very no serious no serious N— 12 (7, 24) VERY
l trials  serious? inconsistency indirectness serious none U i Control*: LOW CRIIEAL
8 (5, 23)
Intervention#:
11 randgmlsed vgary2 _noserious  no serious serious? none 1 10 ) 32 (26, 384)_ VERY CRITICAL
trials  serious? inconsistency indirectness Control*:  LOW
33 (20.5, 38)
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Intervention#:
, randomised very no serious no serious A ) 43 (33,49) VERY
! trials  serious? inconsistency indirectness serious none U o Control*: LOW CRIIEAL

37 (27, 42)
Intervention#:
, randomised very no serious  no serious N _ 37(31,43) VERY
1 trials  serious? inconsistency indirectness serious none R 10 Control*:  LOW CRITICAL
36 (34, 41)
Intervention*:
, randomised very no serious no serious N— ) 82 (67,90) VERY
l trials  serious? inconsistency indirectness serious none U i Control*: LOW CECRIEN

71 (55, 83)
Intervention*:

, randomised very no serious no serious N ) 76 (62, 100) VERY

l trials  serious? inconsistency indirectness serious none U i Control*: LOW CECRIEN
65 (51, 89)
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Intervention#:
, randomised very no serious no serious N ) 90 (65, 96) VERY
! trials  serious? inconsistency indirectness serious none U o Control*: LOW LA FOLRIT
76 (55, 98)
Intervention#:
, randomised very no serious  no serious A ) 19 (17,21) VERY
! trials  serious? inconsistency indirectness serious none Ul 19 Control*: LOW WPRIRAINTY
18 (18, 19)
Intervention*:
, randomised very no serious no serious N— ) 19 (18,21) VERY
l trials  serious? inconsistency indirectness serious none U i Control*: 18 LOW CECRIEN
(17, 21)
Intervention#:
11 randgmlsed vgary2 ~noserious  no serious serious? none 1 10 ) 20 (18, 224)_ VERY IMPORTANT
trials  serious? inconsistency indirectness Control*:  LOW
17 (17,19)

1 Cameron 2015

2 the quality of the evidence is downgraded by 2 levels due to the unclear method of randomisation and allocation concealment, high attrition rate and differential between
arms and selective outcome reporting.

3 The quality of evidence was downgraded by 1 level as it was not possible to judge the precision of the estimates of effect (due to results being presented as medians and
interquartile differences)
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4 Findings were reported only with median and interquartile ranges

Table 11: Carers’ needs tailored stroke support self-guided versus person-focused intervention for supporting adult carers

. no Intervention*:
. very no serious :
11 randqml seriou inconsisten . SoNoYS  serious? none 11 10 . 1609, 29) 4. VERYLOW CRITICA
sed trials 2 c indirectne Control*: L
U ss 19 (12, 27)

—
randomi Very noserious 12 I1n1te(r2vezn1tI)On ' CRITICA
11 sed trials seriou inconsisten indirectne serious?® none 11 10 C’ontrol“' VERY LOW L
5 :
s cy ss 14 (9, 16)
. no Intervention#:
. very no serious .

11 srzg(izg;ls seriou inconsisten insdei:leocutrie serious?® none 11 10 -z (Z)b?\:lr)ol“' VERY LOW CRIEICA
5 :
s cy ss 12 (9, 18)
I no Intervention#:

, randomi y serious 32 (26,38) CRITICA

o . N )
sed trials serlzou inconsisten indirectne S€rous none 11 10 Control*: VERY LOW L

¢ ss 34 (33,34)

—
(72}
<
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Intervention*:
very no serious
1 Sr:g(iﬁ:?'s seriou inconsisten msd?rr(lac:;r?e serious® none 11 10 - 42&3’0‘;:3) VERY LOW CRIIICA
% :
s cy ss 39 (33, 43)
. no Intervention#:
. very no serious .
! ;23122;; seriou inconsisten insd?peoclize serious® none 11 10 - (gl’n:'i)l“' VERY LOW CRIIICA
2 :
s cy ss 38 (32, 44)
. no Intervention#:
. very no serious .
! Sr:g(iz:;'s seriou inconsisten |nsdei:leocl:§e serious3 none 11 10 e (gz;qﬁg)l* VERY LOW IM:,\IO.IB T
> cy ss 76 (73, 89)
. no Intervention#:
very no serious .
1 ;:2(122?; seriou inconsisten |nscje|:IeC)cl:rS1e serious?® none 11 10 ~ e (gi’n:rge‘)' VERY LOW IM:,\IO.IB v
B :
s cy ss 79 (59, 94)
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very no serious Intervention®:
11 randqml seriou inconsisten SPTHOUS serious?® none 11 10 U (2 96)4_ VERY LOW Ao
sed trials 2 c indirectne Control*: ANT
y ss 69 (47, 76)

-
 randomi o 00 serous serious®  none 11 10 - E%V;nztgg)- VERY Low MPORT
sed trials 2 c indirectne Control*: 19 ANT
y ss (16, 20)

. no Intervention*:

very no serious .
4 randomi serious i@ ) 19 (18,21) IMPORT
sed trials se:ou |ncor2:3|sten indirectne S€rous none 11 10 Control: 19 VERY LOW ANT
y ss (18, 19.8)
P—
 randomi Y 10 e serous serious?  none 11 10 ; zlgtar;e;tgns) VERY Low MPORT
sed trials 2 c indirectne Control*: 19 ANT
y ss (18, 21)

1 Cameron 2015
2 the quality of the evidence is downgraded by 2 levels due to the unclear method of randomisation and allocation concealment, high attrition rate and differential between

arms and selective outcome reporting.
3 The quality of evidence was downgraded by 1 level as it was not possible to judge the precision of the estimates of effect (due to results being presented as medians and

interquatrtile differences)
4 Findings were reported only with median and interquartile ranges
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Psychological and emotional support (Relating to RQG)
No quantitative evidence was identified about this intervention category
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GRADE - CERQual tables for review question: What is the effectiveness, cost-effectiveness, and acceptability of
interventions for supporting adult cares during: (i) changes to the setting in which caring is performed; (ii) the transition
of the person receiving care to adulthood; and (iii) change of carer status or circumstances?

Table 12: Summary of evidence (GRADE-CERQual) Theme 1: Transition to a long-term care facility - carers’ support needs

Many adult carers seeking a
nursing home for the older
person they were supporting
reported that the following
factors influenced their choice of
a nursing home: familiarity,

1(Ryan 18 Sl L7 e Moderate Serious
2012) structured recommendations made by Minor concerns Minor concerns concerns! concerns? VERY LOW
interviews friends. Other carers felt that the
decision-making was further
influenced by the expressed
wishes of the older relative. All
carers said that rarely needed to
consult any formal channels for
advice on the choice of home.
Many adult carers of older
1- Semi- people recently admitted to a
1(Davies- : nursing home reported that they Serious ; Minor Serious
Sue 2004) §tructpred had not been provided with concerns? TS concerns concerns* VIR Lo
interviews

much information to help them
to plan for the future.
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Many adult carers of older
people recently admitted to a
nursing home highly valued the
support received from health
and social care professionals,
particularly in the absence of
family support — or in the
presence of limited family
support. Professionals were
seen as playing the central role

2(Davies- of carer advocate. During the

Sue 2004, 2 el move to the nursing home, Moderate . Minor Moderate
structured 3 Minor concerns 5 LOW
Ryan ; . many adult carers expressed the concerns concerns concerns
interviews .
2012) need for a more active

interaction with staff. In
particular nursing home staff
frequently failed to draw upon
the knowledge and expertise of
family caregivers in developing
plans of care for residents. In
this context, carers were left to
their own initiative to improvise
ways of ensuring that staff got to
know the older person.
‘Emotional supportneeds
Many adult carers of older
people recently admitted to a

2(Davies- . . :
Sue 2004, 2 Sl UL el i @hat 112 [ D Moderate : Minor Moderate
R structured a successful transition appeared 3 Minor concerns 5 LOW
yan ; . S concerns concerns concerns
interviews to be the availability of a
2012) ; )
confidant, often a social worker,
who could support, listen, and
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offer advice and comfort. Many

adult carers reported that

professionals showed no

interest in their own needs and

the absence of any assessment

meant that many relatives were

left to work through their feelings

and emotions at this time

without support. The change of

care setting itself was a

traumatic experience for many

adult carers, some of whom

described overwhelming feelings

of guilt and loss. During the

move to a nursing home, they

alternated between feelings of

reassurance that their relative

would now receive appropriate

care and despair that they were

no longer able to provide this

care.
1 Evidence was downgraded by 1 due to applicability of evidence, as the evidence from the study supporting the review findings is only partially applicable to the review
protocol (it includes rural family carers ’ experiences of the nursing home placement of older people)
2 Evidence was downgraded by 1 due to unclear methodological limitations: unclear details on how carers were selected/recruited, no details on data collection/analysis
methods are reported, besides the unclear description about relationship between researchers and included carers
3 Evidence was downgraded by 1 due to unclear methodological limitations in 1 out the 2 studies that contributed to the findings (unclear details on how carers were
selected/recruited, no details on data collection/analysis methods are reported, besides the unclear description about relationship between researchers and included carers)
4 Evidence was downgraded by 2 due to adequacy of data, as only 1 study supported the review’s findings (offering poor data)
5 Evidence was downgraded by 1 due to adequacy of data, as only 2 studies supported the review’s findings (offering thin data)
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Table 13: Summary of evidence (GRADE-CERQual) Theme 2: Transition to a short-term care facility - carers’ support needs

Many adult carers of people
admitted to acute care after a
stroke expressed needs for
detailed ‘disease-specific’
information, for example ; ;
AU, structured including stroke diagnosis, Minor concerns Minor concerns Minor Serious 1 LOW
Cobley ; : concerns concerns

2013) interviews current and future treatment

2(Salisbury 2: Semi-

and care needs, availability

and how to access

community resources, and

prognosis.

1 Evidence was downgraded by 1 due to adequacy of data, as only 2 studies supported the review’s findings (offering thin data)

Table 14: Summary of evidence (GRADE-CERQual) Theme 3: Transition to home from a short-term care facility- carers’ support
needs

Many adult carers of people
with stroke had a negative

2(Salisbury experience of discharge

1: Semi- . ,
2010, structured planning, most of these Minor concerns Minor concerns Minor Moderate1 LOW
Cobley interviews carers reported being poorly concerns concerns
2013) informed regarding the extent
of support available after
discharge.
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Many adult carers of people
with stroke expressed the
need for education on how to
manage care in the home. In
most cases, the training of
carers in how best to
physically support the person
1: Semi- with stroke after the discharge

structured from hospital, was described Minor concerns Minor concerns

interviews as inadequate. After the
person who'd had a stroke’s
discharge from healthcare
services some carers also
highlighted difficulties in
coping with the person’s
emotional and psychological
needs.

Minor Serious
concerns concerns?

1(Cobley

2013) LOW

After the person they care for

had been discharged from

healthcare services, many

adult carers described a

reduction in time for leisure

and social activities that, in

turn, limited their . . Minor Serious
e Minor concerns Minor concerns

opportunities for much concerns concerns?

needed social support. Many

of these carers, indicated that

they felt thrown into the caring

role without receiving enough

support from the community

stroke teams. They stressed

1: Semi-
structured
interviews

1(Cobley

2013) LOW
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the need for services to

consider and address carers’

issues, including practical and

emotional support. Most of

them reported feelings of

exhaustion and felt physically

strained.
1 Evidence was downgraded by 1 due to adequacy of data, as only 2 studies supported the review’s findings (offering thin data)
2 Evidence was downgraded by 2 due to adequacy of data, as only 1 study supported the review’s findings (offering poor data)
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Appendix G — Economic evidence study selection

Economic evidence study selection for review question: What is the
effectiveness, cost-effectiveness, and acceptability of interventions for
supporting adult carers during (i) changes to the setting in which care is
provided, (ii) the transition of the person receiving care to adulthood and
(iii) change of carer status or circumstances?

A global economic literature search was undertaken for supporting adult carers. This
covered all 9 review questions in this guideline. As shown in Figure 4 below, 2
economic study was identified which was applicable to this review question.

Figure 4: 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)
7
Publications included Publications excluded from
in review review, N=42 (refer to excluded
L studies list: appendix k)
|
, !
N
RQA RQB RQC RQD RQE RQF RQG RQH RQI
N=0 N=0 N=0 N=0 N=1 N=1 N=5 N=1 N=2
g
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Appendix H — Economic evidence tables

Economic evidence tables for review question: What is the effectiveness, cost-effectiveness, and acceptability of
interventions for supporting adult cares during: (i) changes to the setting in which caring is performed; (ii) the transition
of the person receiving care to adulthood; and (iii) change of carer status or circumstances?

Study: Intervention: Study population: Cost description: ICER e Perspective:
e Forster 2013 e Structured, e Carers of people with e Cost categories included: e 6 month follow-up: o Health and social
Country: competency- stroke and the person o health and social care o Health and social care
e UK E?()S;grt'rr\?'rllnel?tghe they cared for (dyads) - nursing/residential care gare: Contr(o£|20 / o Societal
g = : inates 7/— .
Study design o N=928 costs; omina e Currency: GBP
London Stroke o Intervention, n=450 - hospital inpatient 0.004 QALYS) e« C : 2009-2010
* Cost- Carer Training prtat Inp L Societal: Control ost year:
effectiveness Course (LSCTC) o Control, n=478 ou:jpatle_rcmit, dtay ZOSp'tal ° dominates (£99/-0.004 * ime horizon: 1 year
analysis and Characteristics 2] cleE e i e time horizon as per
cost-utility C] ok [Intervention; Control] eémergency services QALYs) the RCT endpoint
analysis onter » Age (years): Mean care costs; * Aiter 1 year. e Discounting: N/A
» TAU SD) | : - costs of primary o Health and social care: e
- (SD): intervention : : « Applicability: directl
Inter_ventlons =61.1 (14.64) ; care/community-based Control dominates bp! Y: y
details: control= 60.8 (13.91) health/social care (£96/-0.004 QALYs) applicable
o Participants « Sex (M): intervention services. o Societal: £143,500 . _Qu_allt_y: minor
asses_sed at (n): 140.ma|e . control o Societal saving per QALY lost limitations
baseline, 6 and (n): 153 male - health and social care (—£574/-0.004)
12 months Data sources: costs (see above) Sensitivity analysis:
e The LSCTC - - informal care costs e Sensitivity analyses
GG o L e Source of clinical °
core carer effectiveness data: * Costs Values1: confirmed the
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competencies
that required
training and
testing.

e These
competencies
were important
knowledge/skills
that informal
caregivers would
need to be able
to care effectively
for the stroke
patient on
discharge home

e The LSCTC was
delivered to
carers while the
patient was an
inpatient in the
SRU, with 1
recommended
‘follow through’
session provided
in person or by
telephone after
hospital
discharge.

e Training
continued until

o Randomised control
trial (N=928)*

o EQ-5D health
profiles, for
befriended carers
and control group
carers, were
collected at in order
to calculate QALYs.

e Source of resource

use data:

o Client Service
Receipt Inventory
(CSRI)**

o Randomised control
trial (N=928)*

Source of unit costs:

o Individual-level
resource-use
quantities were
combined with unit
costs to calculate a
cost per participant

o National unit costs
(for example NHS
trust reference cost
schedules, Personal
Social Services
Expenditure and
Unit Costs England,

o Total health and social conclusions of the

care primary analyses
- 6 month follow-up:
£207 (  5to 408)

- 12 months follow-up: -
£47 (—241 to 147)

- After 1 year: £96 (-186
to 379)

o Total societal
- 6 month follow-up: £99
(1248 to 1446)
- 12 months follow-up: -
£644 (—1777 to 489)
- After 1 year: £-574 (
-3112 to 1964)
Outcomes description:
e Outcome categories
included:

o QALYs between baseline
and 6 months, between 6
months and 12 months
and after 1 year

e Outcome values1:
- 6 month follow-up: -
0.00 QALYs(-0.01 to
0.0)
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the carer was Unit Costs of Health - 12 months follow-up: -
deemed and Social Care 0.00 QALYs (-0.01 to
competent 2010) were used 0.01)

TAU where possible - After 1 year: -0.00

e Usual care QALYs ( -0.02 to
(National Clinical ~ * Forster A, Dickerson J, 0.02)
Guidelines for Young J, Patel A, Kalra
stroke) L, A structured training

programme for 1: values are expressed as

caregivers of inpatients mean differences between

2{;‘::;:'}:':\%5;‘?;%8)' a intervention and control
o,

controlled trial and cost- grenp el s ClE)

effectiveness analysis.

Lancet

2013;382(9910):2069-

76

** Kalra L, Evans A,

Perez |, Melbourn A,

Patel A, Knapp M,

Training care givers of

stroke patients:

randomised controlled

trial. BMJ
2004;328:1099-101.
Study: Intervention: Study population: Cost description: ICER e Perspective:
o Patel 2004 e Training of carers e Carers of people with e Cost categories included: ¢ Not performed as the o Societal
Country: of people who've stroke and they cared o initial admission for effectiveness results e Currency: GBP
o UK had a stroke for (dyads) str_oke (ingluding s_troke shoyvgd therg was no « Cost year: 2001-2002
Control: « N=300 unit, physiotherapist, statistically significant
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Study design o TAU

e Cost- Interventions
effectiveness details:
analysis and e Participants were
cost-utility assessed at
analysis baseline, and 1

year follow-up
¢ Training
consisted of:

o instruction in
basic skills of
moving and
handling

o facilitation of
activities of
daily living

o and simple
nursing tasks.

e Carers received
training over 3 to
5 sessions, each
lasting from 30 to
45 minutes, and a
follow-up session
at home.

TAU
e Usual care [1 -

Information on
stroke and its

o Intervention, n=151
o Control, n=149

Characteristics

[Intervention; Control]

o Age (years): Median
(IQR): Intervention 76
(70-80), Control 76
(70-82)

e Intervention (n):
86/151, Control
(n):74/149

Data sources:

e Source of clinical
effectiveness data:

o Randomised control
trial (N=300)*

o EQ-5D health
profiles, for
befriended carers
and control group
carers, were
collected at in order
to calculate QALYs.

e Source of resource
use data:
o Randomised control
trial (N=300)*
e Source of unit costs:

occupational therapist,

hospital speech and

language therapist);

o 12 month follow-up,

including:

- other secondary care
services

- social services
(including social
services day care
centre); and

- community-based care

(including respite care).

- informal care costs
(such as domestic
assistance and carers'
time)

e Costs Values1:

o initial admission for
stroke: -£3176 (-4980 to
-1409)

o 12 month follow-up after
the intervention:

-£541 (-1479 to 353)

[excluding informal care]

-£590 (-1634 to 469)

[including informal care]

- informal care costs: -
£49 (-392 to 303)
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difference in the
reduction of QALYs.
Therefore, a cost-
minimisation analysis
was conducted

Sensitivity analysis:

¢ The sensitivity analysis
showed that the use of
higher costs or longer
length of stay increased
the total costs in both
groups, but did not affect
the comparison of the
total costs.
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e Time horizon: 1 year
time horizon as per
the RCT endpoint

¢ Discounting: N/A

¢ Applicability: directly
applicable

e Quality: minor
limitations
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consequences o Individual-level o Total annual costs: -
(for example resource-use £4091 (-6675 to -1458)
management quantities were Outcomes description:
options); 2 - combined with unit « Outcome categories
Involvement in costs to calculate a -

goal setting for cost per participant 5 Q ALYs.

rehabilitation and
discharge
planning; 3 -
Encouragement
to attend nursing
and therapy; and
4 - Advice on
community
services,
benefits, and
allowances,
including contact
information for
voluntary support
services for
carers].

o National unit costs
(including typical
NHS sources and
local service
provider unit costs)
were used where
possible

o Cost of informal care
were mainly derived

e Outcome values: After 1
year, the mean QALYs
were 0.91 QALYs (+/-
0.11) in the training group
and 0.90 QALYs (+/- 0.14)
in the control group.

from UK minimum 1: values are expressed as
wages as a proxy of mean differences between
value for carers' intervention and control
time. group (and 95% Cls)

*Kalra L, Evans A,
Perez |, Melbourn A,
Patel A, Knapp M,
Training care givers of
stroke patients:
randomised controlled
trial. BMJ
2004;328:1099-101.
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Appendix | — Economic evidence profiles

Economic evidence profiles for review question: What is the effectiveness, cost-effectiveness, and acceptability of
interventions for supporting adult cares during: (i) changes to the setting in which caring is performed; (ii) the transition

of the person receiving care to adulthood; and (iii) change of carer status or circumstances?

Table 15: Economic evidence profiles

Study and

country
Forster 2013
UK

Patel 2004
UK

Limitations
Minor limitations

Potentially
serious
limitations 2

Applicability
Partially
applicable’

Partially
applicable’

Other
comments

Cost Utility
analysis

Cost Utility
analysis

Incremental

costs
£96

-£ 4,091

Incremental
effects

0.00 QALYs

0.01 QALYs

ICER

Structured
training
programme
dominated

Training of
stroke carers
dominant
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Uncertainty
1-way
sensitivity
analyses
produced the
same
conclusion as
the primary
analysis
1-way
sensitivity
analysis
suggested that
including the
costs on
informal care
using the
replacement
care method or
increasing the
length of stay
did not alter
the
conclusions
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Study and Other Incremental Incremental

country Limitations Applicability comments costs effects ICER Uncertainty
Confidence
intervals

reported for
cost and QALY
point estimates

1. Population is for carers of people with stroke and therefore may not be generalisable to all adult carers
2. Costs of the intervention do not appear to have been included in the total costs although the costs of the training are unlikely to offset the observed savings
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Appendix J — Economic analysis

Economic evidence analysis for review question: What is the
effectiveness, cost-effectiveness, and acceptability of interventions for
supporting adult cares during: (i) changes to the setting in which caring
is performed; (ii) the transition of the person receiving care to
adulthood; and (iii) change of carer status or circumstances?

No economic analysis was conducted for this review question
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Appendix K — Excluded studies

List of excluded studies for review question: What is the effectiveness,
cost-effectiveness, and acceptability of interventions for supporting
adult cares during: (i) changes to the setting in which caring is
performed; (ii) the transition of the person receiving care to adulthood;
and (iii) change of carer status or circumstances?

Quantitative component of the review
Table 16: Excludies studies from the quantitative component of the review

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

Aguirrezabal, A., Duarte, E., Rueda, N., Cervantes, C., Not an RCT study design
Marco, E., Escalada, F., Effects of information and

training provision in satisfaction of patients and

carers in stroke rehabilitation, NeuroRehabilitation,

33, 639-647, 2013

Anonymous,, Training carers of stroke patients Study excluded as it was a
improves psychosocial measures in both carer and conference abstract only
patient, Evidence-Based Healthcare and Public

Health, 8, 342-344, 2004

Bakas, T, Farran, Cj, Austin, Jk, Given, Ba, Johnson, Ea, Setting to exclude: no UK,
Williams, Ls, Stroke caregiver outcomes from the Australia, Canada, Europe, Japan,
Telephone Assessment and Skill-Building Kit (TASK) New Zealand, South Africa
Topics in Stroke Rehabilitation, 16, 105-121, 2009

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
home program to reduce multiple psychiatric care.

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

Barca, M., Engedal, K., Haugen, P., Johannessen, A., Study excluded as it was a
Thorsen, K., Experiences of adult children of younger  conference abstract only
persons with dementia: A qualitative study,

International Psychogeriatrics, 25, S29-S30, 2013

Bjorkdahl, A., Nilsson, A. L., Sunnerhagen, K. S., Can Not an intervention of interest:
rehabilitation in the home setting reduce the burden  not support interventions for
of care for the next-of-kin of stroke victims?, Journal adult carers during changes to
of Rehabilitation Medicine, 39, 27-32, 2007 the caring role
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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

Bryant-Lukosius, D., Carter, N., Reid, K., Donald, F.,
Martin-Misener, R., Kilpatrick, K., Harbman, P.,
Kaasalainen, S., Marshall, D., Charbonneau-Smith, R.,
DiCenso, A., The clinical effectiveness and cost-
effectiveness of clinical nurse specialist-led hospital
to home transitional care: a systematic review,
Journal of Evaluation in Clinical Practice, 21, 763-81,
2015

Chenoweth, L, King, Mt, Jeon, Yh, Brodaty, H, Stein-
Parbury, J, Norman, R, Haas, M, Luscombe, G, Caring
for Aged Dementia Care Resident Study (CADRES) of
person-centred care, dementia-care mapping, and
usual care in dementia: a cluster-randomised trial,
The lancet. Neurology, 8, 317-325, 2009

Chien, Wt, Effectiveness of psychoeducation and
mutual support group program for family caregivers
of chinese people with schizophrenia, Open nursing
journal, 2, 28-39, 2008

Chow Julian Chun-Chung, et al.,, Types and sources of
support received by family caregivers of older adults
from diverse racial and ethnic groups, Journal of
Ethnic and Cultural Diversity in Social Work, 19, 175-
194, 2010

Dean, K. M., Hatfield, L. A., Jena, A. B., Cristman, D.,
Flair, M., Kator, K., Nudd, G., Grabowski, D. C.,
Preliminary Data on a Care Coordination Program for
Home Care Recipients, Journal of the American
Geriatrics Society, 64, 1900-1903, 2016

Eames, S., Hoffmann, T., Worrall, L., Read, S., Wong,
A., Randomised controlled trial of an education and
support package for stroke patients and their carers,
BMJ Open, 3 (5) (no pagination) 2013

Forster, A., Young, J., Chapman, K., Nixon, J., Patel, A,,
Holloway, I., Mellish, K., Anwar, S., Breen, R., Knapp,
M., Murray, J., Farrin, A., Cluster Randomized
Controlled Trial: Clinical and Cost-Effectiveness of a
System of Longer-Term Stroke Care, Stroke; a journal
of cerebral circulation, 46, 2212-2219, 2015

Forster, A., Young, J., Green, J., Patterson, C.,
Wanklyn, P., Smith, J., Murray, J., Wild, H., Bogle, S.,
Lowson, K., Structured re-assessment system at 6
months after a disabling stroke: a randomised
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General survey of carers
regarding their health, QoL and
use/satisfaction of support

No study design (review): reviews
have been excluded. References
have been hand searched for
relevant studies

Trial examines outcomes in
people with dementia

Study conducted in Hong Kong

Study regarding ethnic/racial
differences in use of
formal/informal support

Intervention received by
professional carers

Not an intervention of interest:
not support interventions for
adult carers during changes to
the caring role

Population to exclude: no focus
on adult carers

Not an intervention of interest:
not support interventions for
adult carers during changes to
the caring role
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controlled trial with resource use and cost study, Age
& AgeingAge Ageing, 38, 2009

Friedman, Eh, Grant, Js, Re: telephone intervention
with family caregivers of stroke survivors after
rehabilitation, Stroke; a journal of cerebral
circulation, 34, 7-8, 2003

Gaugler, J. E., Understanding and Supporting Persons
with Memory Loss and Their Families Across the
Spectrum of Dementia, Journal of Applied
Gerontology, 36, 779-781, 2017

Gaugler, J. E., Reese, M., Sauld, J., A Pilot Evaluation
of Psychosocial Support for Family Caregivers of
Relatives with Dementia in Long-Term Care: The
Residential Care Transition Module, Research in
gerontological nursing, 8, 161-172, 2015

Gaugler, J. E., Roth, D. L., Haley, W. E., Mittelman, M.
S., Modeling trajectories and transitions: results from
the New York University caregiver intervention,
Nursing Research, 60, S28-37, 2011

Gaugler, Je, Kane, Rl, Newcomer, R, Resilience and
transitions from dementia caregiving, Journals of
gerontology. Series B, Psychological sciences and
social sciences, 62, P38-44, 2007

Gaugler, Je, Mittelman, Ms, Hepburn, K, Newcomer,
R, Identifying at-risk dementia caregivers following
institutionalization: the nursing home admission-
burden and nursing home admission-depression
prognostic tools, Journal of Applied Gerontology, 33,
624-646, 2014

Gaugler, Je, Roth, DI, Haley, We, Mittelman, Ms, Can
counseling and support reduce burden and
depressive symptoms in caregivers of people with
Alzheimer's disease during the transition to
institutionalization? Results from the New York
University caregiver intervention study, Journal of the
American Geriatrics Society, 56, 421-428, 2008
Geldmacher, D. S., Maintaining patients with
Alzheimer's disease in the home environment,
Advanced Studies in Medicine, 4, 308-313, 2004
Grant, Js, Glandon, Gl, Elliot, Tr, Newman, Giger J,
Weaver, M, Problems and associated feelings
experienced by family caregivers of stroke survivors
the second and third month postdischarge, Topics in
Stroke Rehabilitation, 13, 66-74, 2006

Hamilton, G, Gallagher, M, Pierson, K, Lowes, S, Lin,
Py, Ortega, R, Palliative care for dementia: a
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Appendix L — Research recommendations

Research recommendations for review question: What is the effectiveness,
cost-effectiveness, and acceptability of interventions for supporting
adult cares during: (i) changes to the setting in which caring is
performed; (ii) the transition of the person receiving care to adulthood;
and (iii) change of carer status or circumstances?

No research recommendations were made for this review question.
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Appendix M — Quotes extracted from the included
papers, which support the qualitative review findings

Quotes extracted from included papers for review: What is the
effectiveness, cost-effectiveness, and acceptability of interventions for
supporting adult cares during: (i) changes to the setting in which caring
is performed; (ii) the transition of the person receiving care to
adulthood; and (iii) change of carer status or circumstances?

Davies-Sue 2004
¢ ‘No pressure/feeling under pressure'

“After a while, | think my mother must have had problems or shown herself in
a bad light, or they misunderstood her, and they asked me to remove her. It
was within the fortnight, | felt that it wasn't a lot of time.” (Adult carer of a
person admitted to a nursing home - no condition specific)

o ‘Working together/working apart'

“And as | was telling you about his clothes — ‘Oh, we’ve got a lady that’ll do
this’ — this sort of attitude. I've been and told them everything that they want to
know, and | will buy his clothes. | object strongly to that lady telling me, you
know, to that extent. If they had said to me, ‘Well, we've got a lady, Mrs P, that
sees to the needs of clothing, and if you like, then she will go and do the
shopping for you’ — now that’s a different kettle of fish. But to turn round and
say, ‘And we’ve got someone to see to the clothes,’ it’s a different attitude all
together and | object to it strongly, | really do.” (Adult carer of a person
admitted to a nursing home - no condition specific)

¢ ‘Feeling supported/feeling unsupported'

“The matron and the other lady we know greeted us — that was quite nice.
Mum was taken to her room ... she was quite upset and | did nothing but cry.
Just the thought of having to leave her there. One of the sisters tried to
comfort me, she was very good.” (Adult carer of a person admitted to a
nursing home - no condition specific)

“They were lovely. And so that made me feel better. Because it is an
emotional experience. Because I've been responsible for him for the last 6
years, and to suddenly let go and hand him over to somebody else, and think,
oh, you know, ‘I hope it’s going to be all right.” | did feel quite emotional about
it. And | shed quite a few tears over it. But you know, they’ve all been so
lovely. And that’s helped. | feel now some of the staff are more like a friend.”
(Adult carer of a person admitted to a nursing home - no condition specific)

“Yes, well, | think there’s a lot, maybe, either at the hospital or at the home,
that someone could have said, you know — ‘How are you feeling about this?
How is it affecting you? Are you coming to terms with it?” Where | just got on
and did it, you know, | didn’t have time really to think.” (Adult carer of a person
admitted to a nursing home - no condition specific)
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“There was a questionnaire and they said, ‘How much do you want to be
involved? You know, would you want to know if you were away, if anything
happened to your Mum?’ | said, ‘Oh | would!” They also asked me about my
own feelings about my Mum moving in, was | OK about it.” (Adult carer of a
person admitted to a nursing home - no condition specific)

“If | could turn the clock back, | think that | might have gone down a different
avenue. And | would have insisted that | get more help in the community to
perhaps keep her at home for a few more months. | could perhaps have said
that she might even be with me now. Then perhaps | could have let go when
she really got bad. But | can’t turn the clock back. So I've got to accept what it
is at this moment in time.” (Adult carer of a person admitted to a nursing home
- no condition specific)

e ‘Being in the know/working in the dark’

“Well, | used to have. There you used to be, it just depends who’s on. They’d
say, ‘Would you like a dinner Jim?’ and I'd say, ‘Yes please.’ But they never
asked me for ages, about 12 months since | had one. ” (Adult carer of a
person admitted to a nursing home - no condition specific)

e ‘Being in control/losing control’

“They’re together, they are looked after, they’re warm and they’re fed, and
there’s somebody there 24 hours a day if they need medical care.
Acknowledging the fact that we’re here and we’ve got a family and we’ve got
our lives to live, they’re not here. You couldn’t want for anything more than
that. Now, because you've got that situation — and even now we’re still
experimenting with patterns of visiting and trying to do the things we have to
do like running the house, like decorating, we have difficulty in fitting in the
things we have to do — and I’'m not talking about going out, I'm talking about
the things we have to do. We’re struggling with our own lives and work, and
they are actually being looked after, and to actually go somewhere and start
beating your fists on somebody’s desk and starting it all up again ...” (Adult
carer of a person admitted to a nursing home - no condition specific)

Salisbury 2010
¢ ‘In the hospital

“It took about 10 days before she was in the stroke unit. And | phoned Chest,
Heart and Stroke [Medical Charity] on the day after she had the stroke and
she’d actually said the hospital was quite bad for that and people weren’t
getting treated by the stroke unit, and that made me very bitter because | felt
Florence’s stroke got so much worse during that period because she couldn’t
get the proper treatment.” (Adult carer of a person with stroke)

“My daughter says you’ve been here [Accident and Emergency] too long its
time you were moved. And she said you’re the one to say it.” (Adult carer of a
person with stroke)

e ‘I'm taking them home’
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“One of the staff nurses said to me think about my husband'’s long term care,
you’ll never be able to take him home, and that really, it really, really upset
me. | says my husband'’s long term care is in his own home with me.” (Adult
carer of a person with stroke)

“Before he came out of hospital they wanted to put him in a home because |
wouldn’t be there to manage but | said no he’s not going into a home.” (Adult
carer of a person with stroke)

e ‘Back at home’

“We’ve actually - through Chest, Heart and Stroke [Medical Charity] - started
to go to the gym.” (Adult carer of a person with stroke)

Ryan 2012
¢ ‘No place like home'

“She wanted to be at home. She would never have had wanted to be in any
of those places. | remember trying asking her once and she wouldn't give an
answer. People just don’t want to think of these things.” (Adult carer of a
person admitted to a nursing home - no condition specific)

e ‘Carer advocate'

“He got a bit ill and the doctor came up. He said to me Kate it’s going to get
until worse. He said it had to come to an end. | said | would be alright. He said
to me that | wasn’t too well. It was getting to me but | wasn'’t giving in to them.
He said that it was going to kill me. The social workers and the doctor
encouraged me all the time what to do. I didn’t think | would take a heart
attack out of it.” (Adult carer of a person admitted to a nursing home - no
condition specific)

“My doctor said to me that the rest of the family would be blamed for that
because they walked away from it. | remember one time going to the doctor
and asked for a tonic. | said | felt my patience and my nerves were totally
shredded and she questioned me about it and said that it was totally
unacceptable and that | couldn’t go on. She didn’t say it in so many words but
| think she was saying that | would be heading for a nervous breakdown.”
(Adult carer of a person admitted to a nursing home - no condition specific)

e ‘Choosing a home: a foregone conclusion’

“I came down to see Jolene who is the Manager and she took me round the
whole place. Before | got to that stage it already had been recommended by
several people.” (Adult carer of a person admitted to a nursing home - no
condition specific)

“My sister and | had actually chatted about that and mum had said one time
to my sister that if she went to a nursing home she would like to go to the
‘Elms’. In that respect it left it a little a bit easier for us in that we knew that if
she was going to a nursing home that is where she had said.” (Adult carer of a
person admitted to a nursing home - no condition specific)

151
Supporting Adult Carers: evidence reviews for supporting carers during changes to
the caring role DRAFT (June 2019)



DRAFT FOR CONSULTATION
Supporting carers during changes to the caring role

e ‘Choosing a home: Rurality'

“A lot of people love the country and they see the silage being made up and
the cows down the field. The girls bring them out for a walk in their
wheelchairs or whatever when the weather is warmer.” (Adult carer of a
person admitted to a nursing home - no condition specific)

e ‘Choosing a home: Familiarity'

“When my mother was admitted and | looked round and | seen five people
she would have known as residents who were in that home. | knew one of the
nurses that | worked with previously in the hospital ... it was a big help.” (Adult
carer of a person admitted to a nursing home - no condition specific)

Cobley 2013
e ‘Time not being a carer'

“I could get on with the little jobs that wanted doing or | could just put my feet
up and have a rest, so it made life a darn sight easier for me.” (Adult carer of a
person with stroke - receiving Early Supported Discharge services)

e ‘Limited support in dealing with carer strain'

“Well I'm tired; I've lost such a lot of weight, it’s very demanding” (Adult carer
of a person with stroke - receiving Early Supported Discharge services)

“... more active me, I've had to be a lot more active than | used to be because
he used to do well half of what | used to do” (Adult carer of a person with
stroke - receiving Early Supported Discharge services)

“Since he’s come home I've not really gone out very much. Normally | would
just go out and do whatever, but | haven’t been able to do that since he’s
come home from hospital” (Adult carer of a person with stroke - receiving
Early Supported Discharge services)

“I'm very disappointed that they didn’t offer to help me, because obviously he
would have had to go info a home or somewhere if | wasn’t doing it. So |
mean I’'m saving them a lot of money and time.” (Adult carer of a person with
stroke - receiving Early Supported Discharge services)

e ‘Lack of education and training of carers'

"I don’t think they told me anything, | was just left out in the cold ... | didn’t have a
clue what was going on ..." (interview 6; carer). They also felt neglected: ‘these health
professionals forget about the carer who is looking after the sick patient.” (Adult
carer of a person with stroke - receiving Early Supported Discharge services)

;g

‘I wasn’t physically shown the best way to support him ... it was all trial and error’ .
(Adult carer of a person with stroke - receiving Early Supported Discharge
services)

“His depression ... | just don’t know what to do. | can’t cope because | don’t know
what to do to stop it. When he is continuously crying, it can be really wearing
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because you're helpless.” (Adult carer of a person with stroke - receiving Early
Supported Discharge services)

‘Inadequate provision and delivery of information'

“It would have been nice to have somebody sit down with me and say this is what’s
happened, this is why it's happened, this is what you can expect. Okay, so it is there
in the leaflets but you just kind of flick through the leaflets.” (Adult carer of a person
with stroke - receiving Early Supported Discharge services)
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