Appendix A: How this guideline was developed

This guideline was developed in accordance with the process and methods set out in
Developing NICE guidelines: the Manual (2014).

The review questions used to develop the guideline were as follows:

1. Which aspects of the experience of using adult social care services are positive or

valued by people who use services?

2. For people who use adult social care services, what are the barriers related to

improving their experience of care?

3. For people who use adult social care services, what would help improve their

experience of care?

4. What methods and approaches for gathering, monitoring and evaluating the
experiences of people using adult social care services are effective and cost-

effective?

1. Search strategy

The evidence reviews used to develop the guideline recommendations were
underpinned by systematic literature searches, following the methods described in
the manual. The aim of the systematic searches was to comprehensively identify the
published evidence to answer the review questions developed by the Guideline
Committee and NICE Collaborating Centre for Social Care (NCCSC).

A single search strategy for the review questions was developed by the NICE
Collaborating Centre for Social Care. The research questions were translated into a
framework of four concepts:

(1) views and experiences — including: views, experience, preference, perspective,
satisfaction, dissatisfaction feedback, learn, attitudes, expectation, complaint

(2) Setting (social care services) — including: social care, social provision, social
service, community, residential, home, personal budget, direct payment, care plan

(3) Population (adults) — including: adults, older people, frail, elderly, homeless,
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disabled, disability
(4) Study type and outcomes — including: quality studies, evaluation studies,

measures or outcomes, economic studies

These concepts were translated into search strategies using subject heading and

free text terms. The strategies were run across a number of databases.

To help maximise the relevance of the results and to keep the search focused we
combined difference terms near each other for ‘service user’ such as consumer,
client, customer, people with terms used to elicit people’s views and experiences,

such as perspective, satisfaction, feedback, experience.

The search was restricted to human studies in the English language and published
from 2000. This was chosen to include those studies that were most likely to be
generalizable to the England and Wales policy and legislative context. Two
significant policy and legislative documents included The Care Act 2001 and Valuing
People 2001 that were intended to change the way people experienced health and

social care.

Economic evidence was searched for as part of the single search strategy, and
included searching within the economic databases the NHS Economic Evaluation
Database (NHS EED) and the Health Economic Evaluations Database (HEED).

Additional searches of websites of relevant organisations were undertaken to

capture literature that might not have been found from the database searches.

A call for evidence from stakeholders, providing an opportunity for any groups or
organisations to submit relevant evidence was also carried out at the beginning of

the review which ran on the NICE website up to the end of March 2016.

Guideline Committee members were also asked to alert the NICE Collaborating
Centre for Social Care to any additional evidence, published, unpublished or in

press, that met the inclusion criteria throughout the review.

The database and website searches were undertaken in March 2016. Update

searching of the bibliographic databases searches took place in January 2017.
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When the update searches were ran an adjustment was made to the original search

strategy to include the term ‘disabled’ in the population segment of the search.

Additional methods used

To ensure that we were including the views from different groups in this review and
to capture the direct user experience it was necessary to look at additional evidence

sources and types of evidence for this review.

We searched the Leeds Disability Rights Unit database and the Skills for Care
Archive to identify any studies likely to contain the direct views and experiences of

people from diverse groups using social care services.

The GC highlighted, from their experience, the compelling nature of video evidence
on direct user experience. We additionally searched databases which contained a
range of relevant video evidence accompanied by transcripts. This included SCIE
Social Care TV and Think Local Act Personal (TLAP) video collection.

2. Sources searched

The following sources were searched.
Bibliographic databases

Social care and social science:

Ageline (Ebsco)

Applied Social Sciences Index & Abstracts (ASSIA) (Proquest)
International Bibliography of the Social Sciences (IBSS) (Proquest)
Social Policy and Practice (SCO, CPA, CLA, IDOX Information) (Ovid)
Social Work Abstracts (SWA) (Ovid)

Social Services Abstracts (SSA) (Ovid)

SocINDEX (Ebsco)

Sociological Abstracts (Proquest)

Health:
Cumulative Index to Nursing and Allied Health Literature (CINAHL) (Ebsco)
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Medline (Ovid)
PsycINFO (Ovid)

Other databases:

Campbell Collaboration Library

Centre for Reviews and Dissemination database (includes NHS EED' - economic
database and DARE)

Social Care Online (SCO)

The Cochrane Library

Websites:
ADASS

ESRC

IPPR

Ipsos MORI

Joseph Rowntree Foundation

King's Fund

Leeds Disability Rights Unit database
LGA

NATCEN

National Voices

NIHR

! Bibliographic records will be published on DARE and NHS EED until 31st March 2015.

NIHR funding to produce DARE and NHS EED ceases at the end of March 2015. However, both databases
can be accessed via the CRD website.
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Nuffield Trust

OPENGgrey (European grey literature)
OPM

Picker Institute Europe

Professional Standards Authority
SCIE Social Care TV

Skills for Care Archive

Social Policy Research Unit

Social Services Knowledge Scotland

Think Local Act Personal (TLAP) video collection
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3. Search strategies for the bibliographic database searches

1. Ageline (Ebsco)

Date searched: 16/03/2016

No. of records: 3325

Date limits: after 31Dec2000
Date update search: 24/01/2017
No. of update records: 107

Note: No equivalent term or got 0 results for following phrases so left out.
“‘expert by experience”

Tl (carer* n3 feedback) or AB (carer* n3 feedback)

Tl (consult* n3 expectation*) or AB (consult* n3 expectation™)

Tl (carer® n3 complaint®) or AB (carer* n3 complaint*)

Tl (participation n3 complaint®) or AB (participation n3 complaint®)

# Query Results
S1 (DE "satisfaction") 1,226
S2 (ZE "attitudes") 6,281
S3 DE "Caregivers" 8,307
S4 DE "Service Involvement" 148

S5 Tl (lived n3 experience*) or AB (lived n3 experience®) 313

S6 DE "Advocacy" 1,510
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S7 Tl (carer* n3 attitud*) or AB (carer* n3 attitud®) 9

ss Tl (carer* n3 (choice* or choos* or control)) or AB 5
(carer* n3 (choice* or choos™ or control))

s9 Tl (carer* n3 expectation*) or AB (carer* n3 4
expectation®)

S10 | Tl (carer* n3 experience*) or AB (carer* n3 experience*) | 57

S11 Tl (carer* n3 learn*) or AB (carer* n3 learn*) 6

Tl (carer* n3 perspective*) or AB (carer* n3
S12 13
perspective™)

S13 | Tl (carer* n3 preference*) or AB (carer* n3 preference*) | 2

s14 Tl (carer* n3 (satisf* or dissatisf*)) or AB (carer* n3 1
(satisf* or dissatisf*))

S15 | Tl (carer* n3 view*) or AB (carer* n3 view*) 17

S16 | Tl (client* n3 attitud*) or AB (client* n3 attitud*) 32

517 Tl (client* n3 (choice* or choos* or control)) or AB 08
(client* n3 (choice* or choos* or control))

S18 | Tl (client* n3 complaint*) or AB (client* n3 complaint*) 6

Tl (client* n3 expectation*) or AB (client* n3
S19 _ 17
expectation®)
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Tl (client* n3 experience*) or AB (client* n3

S20 99
experience®)

S21 Tl (client* n3 feedback) or AB (client* n3 feedback) 10

S22 | Tl (client* n3 learn*) or AB (client* n3 learn*) 33
Tl (client* n3 perspective*) or AB (client* n3

S23 35
perspective*)

S24 | Tl (client* n3 preference*) or AB (client* n3 preference*) | 24
TI (client* n3 (satisf* or dissatisf*)) or AB (client* n3

S25 132
(satisf* or dissatisf*))

S26 | Tl (client* n3 view*) or AB (client* n3 view*) 38

S27 | Tl (consult* n3 attitud*) or AB (consult* n3 attitud®) 2

- Tl (consult* n3 (choice* or choos™ or control)) or AB 18
(consult* n3 (choice* or choos™ or control))
Tl (consult* n3 complaint*) or AB (consult* n3

S29 5
complaint®)
TI (consult* n3 experience*) or AB (consult* n3

S30 _ 24
experience®)

S31 Tl (consult* n3 feedback) or AB (consult* n3 feedback) |5

S32 | Tl (consult* n3 learn*) or AB (consult* n3 learn*) 6
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533 Tl (consult* n3 perspective*) or AB (consult* n3 .
perspective*)

s34 Tl (consult* n3 preference*) or AB (consult* n3 )
preference®)

S35 Tl (consult* n3 (satisf* or dissatisf*)) or AB (consult* n3 8
(satisf* or dissatisf*))

S36 | Tl (consult* n3 view*) or AB (consult* n3 view*) 6

S37 | Tl (consumer* n3 attitud*) or AB (consumer* n3 attitud*) | 64

538 Tl (consumer* n3 (choice* or choos* or control)) or AB 931
(consumer* n3 (choice* or choos* or control))

Tl (consumer* n3 complaint*) or AB (consumer* n3
S39 25
complaint®)

Tl (consumer* n3 expectation*) or AB (consumer* n3
S40 13
expectation®)

Tl (consumer* n3 experience*) or AB (consumer® n3
S41 39
experience®)

s49 Tl (consumer* n3 feedback) or AB (consumer* n3 9
feedback)

S43 | Tl (consumer® n3 learn*) or AB (consumer® n3 learn®) 13
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Tl (consumer* n3 perspective*) or AB (consumer* n3
S44 63
perspective*)

TI (consumer* n3 preference®) or AB (consumer® n3
S45 71
preference®)

S46 Tl (consumer* n3 (satisf* or dissatisf*)) or AB 88
(consumer* n3 (satisf* or dissatisf*))

S47 | Tl (consumer® n3 view*) or AB (consumer* n3 view®) 43

S48 | Tl (customer* n3 attitud*) or AB (customer* n3 attitud*) | 1

s49 Tl (customer* n3 (choice* or choos™* or control)) or AB )
(customer* n3 (choice* or choos™ or control))

S50 Tl (customer* n3 complaint*) or AB (customer* n3 5
complaint®)

s51 Tl (customer® n3 expectation*) or AB (customer* n3 9
expectation®)

Tl (customer® n3 experience*) or AB (customer® n3
S52 10
experience®)

s53 Tl (customer* n3 feedback) or AB (customer® n3 4
feedback)

S54 | Tl (customer® n3 learn*) or AB (customer® n3 learn™) 6
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S5 Tl (customer* n3 perspective*) or AB (customer* n3 )
perspective*)

56 Tl (customer* n3 preference*) or AB (customer® n3 3
preference®)

57 Tl (customer* n3 (satisf* or dissatisf*)) or AB (customer* 51
n3 (satisf* or dissatisf*))

S58 | Tl (customer® n3 view*) or AB (customer* n3 view*) 3

S59 | Tl (individual* n3 attitud*) or AB (individual* n3 attitud*) | 126

Tl (individual* n3 (choice* or choos™ or control)) or AB
S60 496
(individual* n3 (choice* or choos* or control))

Tl (individual* n3 complaint*) or AB(individual* n3
S61 34
complaint®)

TI (individual* n3 expectation*) or AB (individual* n3
S62 43
expectation®)

TI (individual* n3 experience*) or AB (individual* n3
S63 549
experience®)

TI (individual* n3 feedback) or AB (individual* n3
S64 22
feedback)

S65 | Tl (individual* n3 learn*) or AB (individual* n3 learn®) 140
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TI (individual* n3 perspective*) or AB (individual* n3
S66 187
perspective*)

Tl (individual* n3 preference™) or AB (individual* n3
S67 168
preference®)

S68 Tl (individual* n3 (satisf* or dissatisf*)) or AB 89
(individual* n3 (satisf* or dissatisf*))

S69 | Tl (individual* n3 view*) or AB (individual* n3 view*) 146

S70 | Tl (involv* n3 attitud*) or AB (involv* n3 attitud*) 47

S71 TI (involv* n3 (choice* or choos* or control)) or AB 150
(involv* n3 (choice* or choos* or control))

Tl (involve* n3 complaint*) or AB (involve* n3
S72 10
complaint®)

TI (involv* n3 expectation*) or AB (involv* n3
S73 25
expectation®)

Tl (involv* n3 experience*) or AB (involv* n3

S74 135
experience®)

S75 | Tl (involv* n3 feedback) or AB (involv* n3 feedback) 14

S76 | Tl (involv* n3 learn*) or AB (involv* n3 learn™) 98

Tl (involv* n3 perspective*) or AB (involv* n3
S77 _ 36
perspective*)
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Tl (involv* n3 preference*) or AB (involv* n3
S78 24
preference®)

Tl (involv* n3 (satisf* or dissatisf*)) or AB (involv* n3
S79 89
(satisf* or dissatisf*))

S80 | Tl (involv* n3 view*) or AB (involv* n3 view*) 24

81 Tl (participation* n3 attitud*) or AB (participation* n3 51
attitud®)

s82 Tl (participation* n3 (choice* or choos* or control)) or 59
AB (participation* n3 (choice* or choos* or control))

83 Tl (participation* n3 (choice* or choos* or control)) or 59
AB (participation* n3 (choice* or choos* or control))

S84 Tl (participation* n3 expectation*) or AB (participation* 20
n3 expectation™)

TI (participation* n3 experience*) or AB (participation*
85 (P P P ) (P P 59
n3 experience®)

86 Tl (participation* n3 feedback) or AB (participation* n3 5
feedback)

TI (participation* n3 learn*) or AB (participation* n3
g7 (p P ) (p p 59
learn®)

88 Tl (participation* n3 perspective*) or AB (participation* »
n3 perspective*)
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TI (participation* n3 preference*) or AB (participation*
s89 (p P p ) (P p 20
n3 preference®)

S90 Tl (participation* n3 (satisf* or dissatisf*)) or AB 92
(participation® n3 (satisf* or dissatisf*))

T (participation* n3 view*) or AB (participation* n3
$91 (p P ) (P P o1
view®)

S92 | Tl (people* n3 attitud*) or AB (people* n3 attitud*) 359

Tl (people* n3 (choice* or choos* or control)) or AB
S93 244
(people* n3 (choice* or choos* or control))

TI (people* n3 complaint*) or AB (people* n3
so4 (peop p ) (peop o4
complaint®)

TI (people* n3 expectation*) or AB (people* n3
95 (peop p ) (peop 40
expectation®)

Tl (people* n3 experience*) or AB (people* n3
S96 (peop p ) (peop 585
experience®)

S97 | Tl (people* n3 feedback) or AB (people* n3 feedback) 1

S98 | Tl (people* n3 learn*) or AB (people* n3 learn*) 166

TI (people* n3 perspective*) or AB (people* n3
S99 (peop persp ) (peop 198
perspective*)
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Tl (people* n3 preference*) or AB (people* n3
S100 (peop p ) (peop 48
preference®)
Tl (people* n3 (satisf* or dissatisf*)) or AB (people* n3
S101 (peop ( ) (peop %0
(satisf* or dissatisf*))
S102 | Tl (people* n3 view*) or AB (people* n3 view*) 230
S103 | Tl (user* n3 attitud*) or AB (user* n3 attitud*) 11
Tl (user* n3 (choice* or choos* or control)) or AB (user®
S104 28
n3 (choice* or choos* or control))
S105 | Tl (user* n3 complaint*) or AB (user* n3 complaint*) 1
S106 | Tl (user* n3 expectation®) or AB (user* n3 expectation*) | 5
S107 | Tl (user* n3 experience*) or AB (user* n3 experience*) | 54
S108 | Tl (user* n3 feedback) or AB (user* n3 feedback) 7
S109 | Tl (user* n3 learn*) or AB (user* n3 learn®) 13
S110 | Tl (user* n3 perspective*) or AB (user* n3 perspective*) | 19
S111 | Tl (user* n3 preference*) or AB (user* n3 preference®) 13
Tl (user* n3 (satisf* or dissatisf*)) or AB (user* n3
S112 45
(satisf* or dissatisf*))
S113 | Tl (user* n3 view*) or AB (user* n3 view®) 12
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S114 | Tl (engag®) or AB (engag®) 3,994

S115 | Tl (advocacy) or AB (advocacy) 1,554
S116 | DE "Informal Support Systems" 2,723
S117 | Tl ("peer support") or AB ("peer support") 100
S118 | Tl (tech*) or AB (tech*) 8,272
S119 | DE "Information Technology" 540

S1OR S2 OR S3 OR S4 OR S5 OR S6 OR S7 OR S8
OR S9 OR S10 OR S11 OR S12 OR S13 OR S14 OR
S15 OR S16 OR S17 OR S18 OR S19 OR S20 OR S21
OR S22 OR S23 OR S24 OR S25 OR S26 OR S27 OR
S28 OR S29 OR S30 OR S31 OR S32 OR S33 OR S34
OR S35 OR S36 OR S37 OR S38 OR S39 OR S40 OR
S41 OR S42 OR S43 OR S44 OR S45 OR S46 OR S47
OR S48 OR S49 OR S50 OR S51 OR S52 OR S53 OR
S54 OR S55 OR S56 OR S57 OR S58 OR S59 OR S60
S120 | OR S61 OR S62 OR S63 OR S64 OR S65 OR S66 OR | 33,655
S67 OR S68 OR S69 OR S70 OR S71 OR S72 OR S73
OR S74 OR S75 OR S76 OR S77 OR S78 OR S79 OR
S80 OR S81 OR S82 OR S83 OR S84 OR S85 OR S86
OR S87 OR S88 OR S89 OR S90 OR S91 OR S92 OR
S93 OR S94 OR S95 OR S96 OR S97 OR S98 OR S99
OR S100 OR S101 OR S102 OR S103 OR S104 OR
S105 OR S106 OR S107 OR S$108 OR S109 OR S110
OR S111 OR S112 OR S113 OR S114 OR S115 OR
S116 OR S117 OR S118 OR S119
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S121 | DE "Social Services" 3,001

S122 | DE "Social Work" 1,055

S123 | DE "Supportive Services" 2,327

TI ("direct payment*" or "individual budget™ or
micro?commissioning or "personal budget™" or
"personal health budget* or personali?ed or
personali?ation or "person-centred" or "self-directed
S124 | support") or AB ("direct payment™" or "individual 437
budget™ or micro?commissioning or "personal budget*"
or "personal health budget* or personali?ed or

personali?ation or "person-centred" or "self-directed

support")
S125 | Tl ("care plan*') or AB ("care plan®) 3,200
S126 | DE "Service Coordination" 236

*n

TI ("social work™ or "social care" or "social service™ or
S127 | "social provision") or AB ("social work*" or "social care" | 6,309

or "social service™ or "social provision")

Tl ((community or home or residential or day) n3 (care

or help or provision or provider* or service* or support))
S128 | or AB ((community or home or residential or day) n3 17,679
(care or help or provision or provider* or service* or

support))

People's experience in adult social care services: consultation draft (August 2017) 17 of 176



S121 OR S122 OR S123 OR S124 OR S125 OR S126
S129 26,098
OR S127 OR S128

DE "Adults of All Ages" OR DE "Adults" OR DE "Middle
S130 | Aged" OR DE "OId" OR DE "Older Adults" OR DE 115,813
"Young Adults" OR DE "Young OlId"

S131 | Tl "adult*" or AB "adult* 45,610

S132 | Tl homeless or AB homeless 201

TI ("older people" or "older person*" or "older adult*") or
S133 42,537
AB ("older people" or "older person* or "older adult™)

TI (geriatric or "very old" or elder* or frail* or disabilit* or
S134 | disabled) or AB (geriatric or "very old" or elder* or frail* | 51,339

or disabilit* or disabled)

S135 | DE "Homeless" 148
S136 | DE "Disabilities" OR DE "Disabled" 4,106
S137 | DE "Minority Groups" 1,474

S130 OR S131 OR S132 OR S133 OR S134 OR S135
S138 126,152
OR S136 OR S137

TI (child* or adolescen* or youth*) or AB (child* or
S139 10,847
adolescen* or youth*)

S140 | DE "Children" 1,445
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S141 | DE "Adolescents" 582
S142 | S139 OR S140 OR S141 11,312
S143 | S138 NOT S142 115,653
S144 | DE "Meta Analyses" 430
S145 | DE "Randomized Controlled Trials" 1,455
S146 | DE "Controlled Clinical Trials" 152
S147 | DE "Literature Reviews" 2,731
S148 | Tl (systematic*) or AB (systematic*) 2,240
S149 | Tl (review*) or AB (review®) 19,325
S150 | Tl (meta analys*) or AB (meta analys™) 466
S151 | Tl (random*) or AB (random®) 6,870
S152 | ti (trial*) 1,079
S153 | DE "Qualitative Research" 4,587

TI ("behavioural research" or "behavioural research" or
S154 "conversation analysis" or "evidence synthesis" or 179

"personal narratives" or "survey research")or AB

("behavioural research" or "behavioural research" or
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"conversation analysis" or "evidence synthesis" or

"personal narratives" or "survey research")
S155 | DE "Narratives" 457
S156 | DE "Personal Accounts"” 2,826
S157 | DE "Data Collection" 5,004
S158 | DE "Ethnography" 407
S159 | DE "Focus Groups" 989
S160 | Tl ("focus group*") or AB ("focus group™®) 1,887
S161 | DE "Longitudinal Studies" 7,662
S162 | DE "Minimum Data Set" 148
S163 | DE "National Surveys" 585
S164 | DE "Participant Observation" 180
S165 | DE "Proxy Respondents" 227
S166 | DE "Self Report Measures" 895
S167 | DE "State Surveys" 505
S168 | DE "Statistical Analysis" 6,601
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S169 | DE "Study Participation” 438

S170 | DE "Surveys" 3,767
S171 | DE "Interviews" 577
S172 | DE "Survey Questionnaires" 3,207
S173 | DE "Self Report Measures" 895

Tl ("process evaluation™ or "outcome evaluation*" or
or 105

*n *n

S174 | "service evaluation*™)or AB ("process evaluation

*n

"outcome evaluation™ or "service evaluation*")

Tl (qualitative or interview* or audit* or feedback or in-
depth or story or stories or questionnaire* or narrative*
or narration* or survey* or observation* or case or
cohort or study or studies) or AB (qualitative or

S175 | . _ _ 82,449
interview™ or audit* or feedback or in-depth or story or
stories or questionnaire* or narrative* or narration* or
survey* or observation* or case or cohort or study or

studies)

Tl (discourse or discurs*) n3 (analys*)or AB (discourse
S176 96
or discurs*) n3 (analys™)

Tl (ethno* or emic or etic or phenomenolog* or

grounded theory or constant compar* or theoretical

S177 4,889

sampl* or purposive sampl* or realist* or thematic or
empirical) or AB (ethno* or emic or etic or

phenomenolog* or grounded theory or constant
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compar® or theoretical sampl* or purposive sampl* or
realist* or thematic or empirical)
S178 | Tl (synthes*) or AB (synthes™) 589
S179 | Tl (analys*) or AB (analys®) 25,323
S180 | DE "Outcomes" 2,681
S181 | DE "Activities of Daily Living" 2,743
TI ("activities of daily living") or AB ("activities of daily
S182 4,423
living")
S183 | DE "Program Evaluations" 2,767
S184 | DE "Quality of Care" 3,295
S185 | DE "Quality of Life" 4,517
Tl (effectiveness or empower or monitored or
monitoring or improve* or measur*) or AB (effectiveness
S186 39,866
or empower or monitored or monitoring or improve* or
measur®)
TI (ASCOT or instrument* or independence or
intervention or models or outcome* or quality or
S187 | wellbeing) or AB (ASCOT or instrument* or 48,329
independence or intervention or models or outcome* or
quality or wellbeing)
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TI ("co-design" or "co-production*") or AB ("co-design'

commission* or pricing)

=188 or "co-production*") 4
S189 | DE "Service Involvement" 148
S190 | Tl (cost*) or AB (cost*) 14,383
S191 | Tl (economic*) or AB (economic®) 8,462
S192 | DE "Costs" 1,653
S193 | DE "Cost Effectiveness" 774
S194 | DE "Models" 3,744
S195 | DE "Econometric Models" 472
S196 | DE "Budgets"” 281
S197 | DE "Socioeconomic Levels" 1,761
5198 TI (Fiscal or funding or financial or finance) or AB 14,897
(Fiscal or funding or financial or finance)
S199 | Tl Socioeconomic* or AB Socioeconomic* 2,588
$200 Tl ((Personal or pool*) n3 budget*) or AB ((Personal or o4
pool*) n3 budget®)
$201 Tl (price* or commission* or pricing) or AB (price* or 3.841

People's experience in adult social care services: consultation draft (August 2017) 23 of 176



S202

Tl ("cash for care") or AB ("cash for care")

S203

Tl (Personal health n3 budget*) or AB (Personal health
n3 budget®)

S204

S144 OR S145 OR S146 OR S147 OR S148 OR S149
OR S150 OR S151 OR S152 OR S153 OR S154 OR
S155 OR S156 OR S157 OR $158 OR S159 OR S160
OR S161 OR S162 OR $163 OR S164 OR S165 OR
S166 OR S167 OR S168 OR S169 OR S170 OR S171
OR S172 OR S173 OR S174 OR S175 OR S176 OR
S177 OR S178 OR S179 OR S180 OR S181 OR S182
OR S183 OR S184 OR S185 OR S186 OR S187 OR
S188 OR S189 OR S190 OR S191 OR S192 OR S193
OR S194 OR S195 OR S196 OR S197 OR S198 OR
S199 OR S200 OR S201 OR S202 OR S203

126,938

S205

S120 AND S129 AND S143 AND S204

6,698

S206

S120 AND S129 AND S143 AND S204

Limited by Date: 2000-Current

2. ASSIA (Proquest)

Date searched: 23/03/2016

No. of records: 2728

Date limits: after 31Dec2000
Date update search: 27/01/2017
No. of update records: 356

3,325

Set

Query

Results

People's experience in adult social care services: consultation draft (August 2017) 24 of 176




S3

ti,ab(lived NEAR/2 experience) OR ti,ab("expert by
experience") OR SU.exact("CLIENT
SATISFACTION") OR SU.exact("CONSUMER
SATISFACTION") OR SU.EXACT("User
involvement") OR SU.EXACT ("Experiences") OR
SU.EXACT("Perceptions") OR SU.EXACT("Public
perception") OR SU.EXACT("Attitudes") OR
SU.EXACT("Advocacy") OR SU.EXACT("Consumer
participation") OR SU.EXACT("Client participation")
OR SU.EXACT("Carers") OR SU.EXACT("Users")
OR ((attitude OR complaint OR choice OR choos*
OR control OR satisf* OR dissatisf* OR expectation
OR experience OR feedback OR learn OR
perspective OR preference OR view) NEAR/3 (Carer
OR Client OR consult* OR consumer OR Customer
OR Individual OR Involv* OR participation OR people
OR user)) OR TI,AB(engag*) OR TI,AB(advocacy)
OR TI,AB("peer support") OR TI,AB("technol*™) OR
SU.EXACT("Consumer representation") OR
SU.EXACT("Support networks") OR
SU.exact("SOCIAL SUPPORT") OR
SU.EXACT("Technical aids")

76394

S5

TI1,AB(attitude OR complaint OR (choice OR choos*
OR control) OR (satisf* OR dissatisf*) OR
expectation OR experience OR feedback OR learn
OR perspective OR preference OR view NEAR/3
Carer OR Client OR consult* OR consumer OR
Customer OR Individual OR Involv* OR participation
OR people OR user)

331956
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S7

TI,AB(engag* OR advocacy OR "peer support" OR
"technol*) OR SU.EXACT("Consumer
representation” OR "Support networks" OR "SOCIAL
SUPPORT" OR "Technical aids")

42137

S8

SU.EXACT("Advocacy") OR SU.EXACT("Consumer
participation") OR SU.EXACT("Client participation")
OR SU.EXACT(("Carers")

8341

S10

ti,ab(lived n/2 experience) OR ti,ab("expert by
experience") OR SU.exact("CLIENT
SATISFACTION") OR SU.exact("CONSUMER
SATISFACTION") OR SU.EXACT("User
involvement") OR SU.EXACT("Experiences") OR
SU.EXACT("Perceptions") OR SU.EXACT("Public
perception") OR SU.EXACT ("Attitudes")

29950

S11

S5 0OR S7 OR S8 OR S10

355183

S12

SU.EXACT("Social work" OR "service provision" OR
"Services" OR "Service delivery" OR "Free services")
OR TI,AB("direct payment" OR "individual budget"
OR "personal budget" OR "personal health budget"
OR personalised OR personalized OR
personalisation OR personalization OR "person-
centred" OR "self-directed support" OR “Care plan”
OR "social work" OR "social care" OR "social
service" OR "social provision") OR TI,AB((community
OR home OR residential OR day) NEAR/3 (care OR
help OR provision OR provider OR service OR
support))

29001
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S13

(T1,AB(adult) OR TI,AB(homeless) OR TI,AB("older
people" OR "older person" OR "older adult") OR
TI,AB("geriatric" OR "very old" OR elder OR frail OR
disabilit* OR disabled) OR SU.EXACT("Adults") OR
SU.EXACT("Middle aged people") OR
SU.EXACT("Homeless people") OR
SU.EXACT("Elderly people") OR SU.EXACT("Young
adults") OR SU.EXACT("Disadvantaged people") OR
SU.EXACT("Minority groups") OR
SU.EXACT("Disability")) NOT
(SU.EXACT("Children") OR TI,AB(child* OR
adolescen® OR youth) OR
SU.EXACT("Adolescents"))

74110

S14

((SU.EXACT("Qualitative research") OR
SU.EXACT("Qualitative analysis") OR
SU.EXACT("Qualitative data") OR
SU.EXACT("Qualitative methods") OR
SU.EXACT("Data collection") OR SU.EXACT("Data
collection") OR SU.EXACT("Cohort analysis") OR
SU.EXACT("Case controlled studies") OR
SU.EXACT("Focus groups") OR
SU.EXACT("Interviews") OR SU.EXACT("Focus
group interviews") OR SU.EXACT("Grounded
theory") OR SU.EXACT("Questionnaires") OR
SU.EXACT("Surveys") OR
SU.EXACT("Observational research") OR
SU.EXACT("Narratives") OR SU.EXACT("Personal
narratives")) OR (T1,AB(random*) OR Tl(trial) OR
TI,AB("behavioural research" OR "behavioural
research" OR "conversation analysis" OR "evidence
synthesis" OR "personal narratives" OR "survey

461070
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research") OR TI,AB(qualitative OR interview OR
audit OR feedback OR "in-depth" OR story OR
stories OR questionnaire OR narrative OR narration
OR survey OR observation OR case OR cohort OR
study OR studies) OR TI,AB((discourse OR discurs®)
NEAR/3 (analys*)) OR TI,AB(ethno* OR emic OR
etic OR phenomenolog* OR "grounded theory" OR
"constant compar*" OR "theoretical sampl*™ OR
"purposive sampl*™ OR realist* OR thematic OR
empirical) OR TI,AB(synthes*) OR TI,AB("focus
group")) OR (SU.EXACT("Evaluation") OR
SU.EXACT("Needs assessment") OR
SU.EXACT("Outcomes") OR SU.EXACT("Activities
of daily living") OR SU.EXACT("User involvement")
OR SU.EXACT("Wellbeing") OR SU.EXACT("Quality
of life") OR SU.EXACT("Quality of care")) OR
(TILAB("process evaluation" OR "outcome evaluation"
OR "service evaluation") OR TI,AB("activities of daily
living") OR TI,AB(effectiveness OR empower OR
monitored OR monitoring OR improve OR measure)
OR TILAB(ASCOT OR instrument OR independence
OR intervention OR models OR outcome OR quality
OR wellbeing) OR TI,AB("co-design" OR "co-
production")) OR (SU.EXACT("Economic analysis")
OR SU.EXACT("Costs") OR SU.EXACT("Budgets")
OR SU.EXACT("Econometric models")) OR
(TI,AB(cost) OR TI,AB(economic) OR TI,AB(Fiscal
OR funding OR financial OR finance) OR
T1,AB(Socioeconomic) OR TI,AB((Personal OR pool)
NEAR/3 (budget)) OR TI,AB(price OR commission
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OR pricing) OR TI,AB("cash for care") OR

TI,AB("Personal health" NEAR/3 budget)))
S15 S11 AND S12 AND S13 AND S14 3281
S16 AND pd(20000101-20160331) 40827
S17 S15 AND S16 277
S18 la.exact("English") 666957
S19 S17 AND S18 2728

3. CINAHL (Ebsco)

Date searched: 16/03/2016

No. of records: 4144

Date limits: after 31Dec2000
Date update search: 24/01/2017

No. of update records: 72

# Query Results
S1 (MM "Patient Attitudes") 11,692
S2 MM "consumer satisfaction" 2,706
S3 (MM "Patient Satisfaction") 10,626
S4 (MM "Perception") 6,235
S5 (MM "Consumer Advocacy") 1,225
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S6 (MM "Patient Advocacy") 4,316

S7 (MM "Consumer Participation") 6,103

S8 MM "Caregivers" 11,674

Tl (lived n3 experience*) or AB (lived n3
S9 3,941
experience®)

Tl (carer* n3 attitud*) or AB (carer* n3
S10 57
attitud™)

Tl (carer* n3 (choice* or choos* or control))
S11 or AB (carer* n3 (choice* or choos* or 93

control))

Tl (carer* n3 complaint*) or AB (carer* n3
S12 2
complaint®)

Tl (carer* n3 expectation*) or AB (carer* n3
S13 28
expectation®)

Tl (carer* n3 experience*) or AB (carer® n3
S14 564
experience®)

Tl (carer* n3 feedback) or AB (carer* n3
S15 19
feedback)

S16 Tl (carer* n3 learn*) or AB (carer* n3 learn*) | 118

People's experience in adult social care services: consultation draft (August 2017) 30 of 176



Tl (carer* n3 perspective*) or AB (carer* n3
S17 210
perspective™)

Tl (carer* n3 preference®) or AB (carer* n3
S18 32
preference®)

Tl (carer* n3 (satisf* or dissatisf*)) or AB
S19 165
(carer* n3 (satisf* or dissatisf*))

S20 Tl (carer* n3 view*) or AB (carer* n3 view*) 245

Tl (client* n3 attitud*) or AB (client* n3
S21 185
attitud®)

Tl (client* n3 (choice* or choos* or control))
S22 or AB (client* n3 (choice* or choos* or 349

control))

Tl (client* n3 complaint*) or AB (client* n3
S23 17
complaint®)

Tl (client* n3 expectation*) or AB (client* n3
S24 128
expectation®)

Tl (client* n3 experience*) or AB (client* n3
S25 909
experience®)

Tl (client* n3 feedback) or AB (client* n3
S26 93
feedback)

S27 Tl (client* n3 learn*) or AB (client* n3 learn*) | 290
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Tl (client* n3 perspective*) or AB (client* n3

S28 491
perspective™)
TI (client* n3 preference*) or AB (client* n3

S29 104
preference®)
Tl (client* n3 (satisf* or dissatisf*)) or AB

S30 657
(client* n3 (satisf* or dissatisf*))

S31 Tl (client* n3 view*) or AB (client* n3 view*) | 332
Tl (consult* n3 attitud*) or AB (consult* n3

S32 57
attitud®)
Tl (consult* n3 (choice* or choos™ or control))

S33 or AB (consult* n3 (choice* or choos* or 197
control))
Tl (consult* n3 complaint*) or AB (consult*

S34 . 28
n3 complaint*)
Tl (consult* n3 expectation*) or AB (consult*

S35 46
n3 expectation®)
Tl (consult* n3 experience*) or AB (consult*

S36 340
n3 experience®)
Tl (consult* n3 feedback) or AB (consult* n3

S37 68
feedback)
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Tl (consult* n3 learn*) or AB (consult* n3
S38 92
learn®)

TI (consult* n3 perspective*) or AB (consult*
S39 96
n3 perspective*)

Tl (consult* n3 preference*) or AB (consult®
S40 40
n3 preference®)

S41 Tl (consult* n3 (satisf* or dissatisf*)) or AB 191
(consult* n3 (satisf* or dissatisf*))

TI (consult* n3 view*) or AB (consult* n3
S42 . 129
view™)

Tl (consumer* n3 attitud*) or AB (consumer*
S43 162
n3 attitud*)

Tl (consumer* n3 (choice* or choos* or
S44 control)) or AB (consumer* n3 (choice* or 547

choos* or control))

Tl (consumer* n3 complaint*) or AB
S45 _ 26
(consumer* n3 complaint*)

Tl (consumer* n3 expectation*) or AB
S46 119
(consumer* n3 expectation*)

Tl (consumer* n3 experience*) or AB
S47 249
(consumer* n3 experience®)
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Tl (consumer* n3 feedback) or AB

S48 42
(consumer* n3 feedback)
Tl (consumer* n3 learn*) or AB (consumer*

S49 73
n3 learn®)
Tl (consumer*® n3 perspective*) or AB

S50 461
(consumer* n3 perspective®)
Tl (consumer* n3 preference®) or AB

S51 183
(consumer® n3 preference™)
TI (consumer* n3 (satisf* or dissatisf*)) or AB

S52 _ . . 435
(consumer* n3 (satisf* or dissatisf*))
TI (consumer* n3 view*) or AB (consumer®

S53 272
n3 view®)
Tl (customer* n3 attitud*) or AB (customer*

S54 16
n3 attitud*)
Tl (customer* n3 (choice* or choos* or

S55 control)) or AB (customer* n3 (choice* or 32
choos* or control))
Tl (customer® n3 complaint*) or AB

S56 _ 19
(customer* n3 complaint*)
Tl (customer* n3 expectation*) or AB

S57 45
(customer* n3 expectation™)
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Tl (customer® n3 experience*) or AB

AB(individual* n3 complaint®)

S58 48
(customer* n3 experience®)
Tl (customer* n3 feedback) or AB (customer*

S59 31
n3 feedback)
Tl (customer* n3 learn*) or AB (customer* n3

S60 18
learn®)
Tl (customer® n3 perspective*) or AB

S61 42
(customer* n3 perspective®)
Tl (customer® n3 preference*®) or AB

S62 11
(customer* n3 preference™)
Tl (customer* n3 (satisf* or dissatisf*)) or AB

S63 _ . . 434
(customer® n3 (satisf* or dissatisf*))
Tl (customer* n3 view*) or AB (customer* n3

S64 26
view™)
Tl (individual* n3 attitud*) or AB (individual*

S65 604
n3 attitud*)
Tl (individual* n3 (choice* or choos™ or

S66 control)) or AB (individual* n3 (choice* or 2,758
choos* or control))
TI (individual* n3 complaint*) or

S67 110
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Tl (individual* n3 expectation*) or AB

control))

S68 203
(individual* n3 expectation®)
Tl (individual* n3 experience*) or AB

S69 3,294
(individual* n3 experience*)
Tl (individual* n3 feedback) or AB

S70 259
(individual* n3 feedback)
Tl (individual* n3 learn*) or AB (individual*

S71 1,014
n3 learn®)
Tl (individual* n3 perspective*) or AB

S72 668
(individual* n3 perspective™)
Tl (individual* n3 preference*) or AB

S73 656
(individual* n3 preference?®)
TI (individual* n3 (satisf* or dissatisf*)) or AB

S74 408
(individual* n3 (satisf* or dissatisf*))
TI (individual* n3 view*) or AB (individual* n3

S75 500
view™)
Tl (involv* n3 attitud*) or AB (involv* n3

S76 240
attitud™)
Tl (involv* n3 (choice* or choos* or control))

S77 or AB (involv* n3 (choice* or choos™ or 1,362
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Tl (involve* n3 complaint*) or AB (involve* n3
S78 39
complaint®)

Tl (involv* n3 expectation*) or AB (involv* n3
S79 105
expectation®)

Tl (involv* n3 experience*) or AB (involv* n3
S80 1,026
experience®)

Tl (involv* n3 feedback) or AB (involv* n3
S81 121
feedback)

Tl (involv* n3 learn*) or AB (involv* n3
S82 769
learn™)

Tl (involv* n3 perspective*) or AB (involv* n3
S83 _ 276
perspective*)

Tl (involv* n3 preference*) or AB (involv* n3
S84 153
preference®)

Tl (involv* n3 (satisf* or dissatisf*)) or AB
S85 241
(involv* n3 (satisf* or dissatisf*))

S86 TI (involv* n3 view*) or AB (involv* n3 view*) | 271

Tl (participation n3 attitud*) or AB
S87 189
(participation n3 attitud®)

People's experience in adult social care services: consultation draft (August 2017) 37 of 176



Tl (participation n3 (choice* or choos™ or

S88 control)) or AB (participation n3 (choice* or 300
choos™ or control))
Tl (participation n3 complaint*) or AB

s89 (particip plaint®) 5
(participation n3 complaint*)
Tl (participation n3 expectation*) or AB

S90 (particip p ) 82
(participation n3 expectation®)
Tl (participation n3 experience*) or AB

S91 (P P P ) 551
(participation n3 experience®)
Tl (participation n3 feedback) or AB

S92 57
(participation n3 feedback)
Tl (participation n3 learn*) or AB

S93 285
(participation n3 learn™)
Tl (participation n3 perspective*) or AB

S04 (particip persp ) 128
(participation n3 perspective®)
Tl (participation n3 preference*) or AB

S95 P P P ) 140
(participation n3 preference®)
Tl (participation n3 (satisf* or dissatisf*)) or

S96 (P . p _ ( _ . . ) 332
AB (participation n3 (satisf* or dissatisf*))
TI (participation n3 view*) or AB

S97 132
(participation n3 view™)
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TI (people n3 attitud*) or AB (people n3
S98 (peop ) (peop 995
attitud™)

Tl (people n3 (choice™ or choos™ or control))
S99 or AB (people n3 (choice* or choos* or 1,211

control))

TI (people n3 complaint*) or AB (people n3
$100 (peop P ) (peop &7
complaint®)

Tl (people n3 expectation™) or AB (people n3
$101 (peop p ) (peop 147
expectation®)

TI (people n3 experience*) or AB (people n3
S102 (peop P ) (peop 3509
experience®)

TI (people n3 feedback) or AB (people n3
S103 (peop ) (peop 55
feedback)

TI (people n3 learn*) or AB (people n3
S104 (peop ) (peop 2,734
learn™)

TI (people n3 perspective*) or AB (people n3
S105 (p p- persp ) (peop 533
perspective*)

TI (people n3 preference*) or AB (people n3
S106 (peop p ) (peop 167
preference®)

TI (people n3 (satisf* or dissatisf*)) or AB
S107 262
(people n3 (satisf* or dissatisf*))
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S108 Tl (people n3 view*) or AB (people n3 view*) | 723

S109 Tl (people n3 view*) or AB (people n3 view*) | 723

S110 Tl (user* n3 attitud*) or AB (user* n3 attitud*) | 178

Tl (user* n3 (choice* or choos* or control)) or
S111 575
AB (user* n3 (choice* or choos* or control))

Tl (user® n3 complaint®) or AB (user* n3
S112 28
complaint®)

Tl (user* n3 expectation*) or AB (user* n3
S113 141
expectation®)

Tl (user* n3 experience*) or AB (user* n3
S114 1,343
experience®)

Tl (user* n3 feedback) or AB (user* n3
S115 233
feedback)

S116 Tl (user* n3 learn*) or AB (user* n3 learn®) 198

Tl (user* n3 perspective*) or AB (user* n3
S117 569
perspective™)

Tl (user* n3 preference*) or AB (user* n3
S118 234
preference®)

Tl (user* n3 (satisf* or dissatisf*)) or AB
S119 _ o 790
(user* n3 (satisf* or dissatisf*))
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S120 Tl (user* n3 view*) or AB (user* n3 view*) 629

S121 Tl (engag®) or AB (engag®) 28,967
S122 Tl (advocacy) or AB (advocacy) 7,051
S123 TI ("peer support") or AB ("peer support") 1,377
S124 (MM "Telecommunications") 777
S125 Tl "advocacy" or AB "advocacy" 7,048
S126 Tl technol* or AB technol* 47,869

S1 OR S2 OR S3 OR S4 OR S5 OR S6 OR
S7 OR S8 OR S9 OR S10 OR S11 OR S12
OR S13 OR S14 OR S15 OR $16 OR S17
OR S18 OR S19 OR S20 OR S21 OR S22
OR S23 OR S24 OR S25 OR $26 OR S27
OR S28 OR S29 OR S30 OR S31 OR S32
OR S33 OR S34 OR S35 OR $36 OR S37
OR S38 OR S39 OR S40 OR S41 OR S42
S127 OR S43 OR S44 OR S45 OR S46 OR S47 | 164,051
OR S48 OR S49 OR S50 OR S51 OR S52
OR S53 OR S54 OR S55 OR S56 OR S57
OR S58 OR S59 OR S60 OR S61 OR S62
OR S63 OR S64 OR S65 OR S66 OR S67
OR S68 OR S69 OR S70 OR S71 OR S72
OR S73 OR S74 OR S75 OR S76 OR S77
OR S78 OR S79 OR S80 OR S81 OR S82
OR S83 OR S84 OR S85 OR S86 OR S87
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OR S88 OR S89 OR S90 OR S91 OR S92
OR S93 OR S94 OR S95 OR S96 OR S97
OR S98 OR S99 OR S100 OR S101 OR
S102 OR S103 OR S104 OR S105 OR S106
OR S107 OR S108 OR $109 OR S110 OR
S111 OR S112 OR S113 OR S114 OR S115
OR S116 OR S117 OR S118 OR S119 OR
S120 OR $121 OR S122 OR S123 OR S124
OR S125 OR S126

S128 MH "social work service" 5,431

S129 (MM "Social Work") 6,084

TI ("social work™ or "social care" or "social

service™" or "social provision") or AB ("social
S130 . _ . 19,414
work*" or "social care" or "social service*" or

"social provision")

TI ((community or home or residential or
day) n3 (care or help or provision or
rovider* or service* or support)) or AB
S131 P Pport) 45,170
((community or home or residential or day)
n3 (care or help or provision or provider* or

service* or support))

S132 (MM "Health Care Delivery, Integrated") 3,306

S133 Tl ("care plan*™) or AB ("care plan*) 10,897
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TI ("direct payment*" or "individual budget™"
or micro?commissioning or "personal
budget™ or "personal health budget*" or
personali?ed or personali?ation or "person-
centred" or "self-directed support") or AB
S134 4,800
("direct payment*" or "individual budget™ or
micro?commissioning or "personal budget™"
or "personal health budget*™ or personali?ed
or personali?ation or "person-centred" or

"self-directed support")

S128 OR $129 OR S130 OR S131 OR S132
S135 85,626
OR S133 OR S134

S136 (MH "Adult+") 798,943

S137 Tl "adult™ or AB "adult* 131,864

Tl (geriatric or "very old" or elder* or frail* or
S138 disabilit* or disabled) or AB (geriatric or "very | 107,014

old" or elder* or frail* or disabilit* or disabled)

Tl ("older people" or "older person*" or "older
S139 adult*") or AB ("older people" or "older 37,253

*n

person™ or "older adult*™")

S140 TI homeless or AB homeless 3,559
S141 (MM "Minority Groups") 3,632
S142 (MM "Disabled") 14,399
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S143 (MM "Homeless Persons") 2,238
S144 (MH "Adolescence+") 227,081
S145 (MH "Child+") 322,208
S146 TI (child* or adolescen* or youth*) or AB 238 860
(child* or adolescen* or youth*)
S1a7 S136 OR S137 OR S138 OR S139 OR S140 892,163
OR S141 OR S142 OR S143
S148 S144 OR S145 OR S146 506,896
S149 S147 NOT S148 698,489
S150 MH systematic review 25,229
S151 (MH "Meta Analysis") 17,242
S152 (MM "Meta Synthesis") 33
S153 (MM "Randomized Controlled Trials") 471
S154 (MM "Literature Review") 327
S155 Tl (systematic*) or AB (systematic*) 50,343
S156 Tl (review*) or AB (review®) 232,964
S157 Tl (meta analys*) or AB (meta analys®) 17,248
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S158 Tl (random*) or AB (random®) 126,038
S159 TI (trial*) 48,696
S160 (MM "Qualitative Studies") 2,200
S161 (MM "Interviews") 1,285
S162 (MM "Focus Groups") 450
S163 (MM "Narratives") 1,347
S164 (MM "Self Report") 1,888
S165 (MM "Surveys") 2,570
S166 (MM "Observational Methods") 293
S167 (MM "Grounded Theory") 272
S168 (MM "Data Collection") 2,672
S169 (MM "Cross Sectional Studies") 62
S170 (MM "Prospective Studies") 482
S171 (MM "Case Control Studies") 123
S172 TI ("focus group*) or AB ("focus group*) 15,404
S173 TI ("behavioural research" or "behavioural 1,396
research" or "conversation analysis" or
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"evidence synthesis" or "personal narratives”
or "survey research")or AB ("behavioural
research" or "behavioural research" or
"conversation analysis" or "evidence
synthesis" or "personal narratives" or "survey

research")

S174

Tl (qualitative or interview* or audit* or
feedback or in-depth or story or stories or
questionnaire* or narrative* or narration* or
survey* or observation* or case or cohort or
study or studies) or AB (qualitative or
interview* or audit* or feedback or in-depth
or story or stories or questionnaire* or
narrative® or narration* or survey* or
observation* or case or cohort or study or

studies)

915,570

S175

Tl (discourse or discurs*) n3 (analys*)or AB

(discourse or discurs*) n3 (analys™)

1,231

S176

TI (ethno* or emic or etic or phenomenolog*
or grounded theory or constant compar™ or
theoretical sampl* or purposive sampl* or
realist* or thematic or empirical) or AB
(ethno* or emic or etic or phenomenolog* or
grounded theory or constant compar* or
theoretical sampl* or purposive sampl* or

realist* or thematic or empirical)

46,618

S177

Tl (synthes*) or AB (synthes®)

14,929
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S178 (MM "Consumer Participation") 6,103

S179 (MM "Program Evaluation") 5,324
S180 (MM "Evaluation") 352
S181 (MM "Treatment Outcomes") 17,516
S182 (MM "Activities of Daily Living") 4,779
S183 (MM "Clinical Effectiveness") 315
S184 (MM "Quality of Life") 21,658

*n

Tl ("process evaluation™ or "outcome

*n

evaluation* or "service evaluation*")or AB
S185 _ 1,612
("process evaluation™ or "outcome

evaluation*" or "service evaluation*")

TI ("activities of daily living") or AB ("activities
S186 6,836
of daily living")

Tl (effectiveness or empower or monitored or
monitoring or improve* or measur*) or AB

S187 _ . 492,642
(effectiveness or empower or monitored or

monitoring or improve* or measur®)

T1 (ASCOT or instrument® or independence
sS188 or intervention or models or outcome* or 539 214
quality or wellbeing) or AB (ASCOT or

instrument* or independence or intervention
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or models or outcome* or quality or
wellbeing)
Tl ("co-design" or "co-production*') or AB
S189 90
("co-design" or "co-production™")
S190 (MM "Economic Value of Life") 160
S191 (MM "Costs and Cost Analysis") 2,072
S192 (MM "Budgets") 2,722
S193 Tl (cost*) or AB (cost*) 72,269
S194 Tl (economic*) or AB (economic®) 28,191
Tl (Fiscal or funding or financial or finance)
S195 or AB (Fiscal or funding or financial or 33,596
finance)
S196 TI Socioeconomic* or AB Socioeconomic* 13,977
Tl ((Personal or pool*) n3 budget*) or AB
S197 ( pool’) get’) 190
((Personal or pool*) n3 budget®)
Tl (price* or commission* or pricing) or AB
S198 P pricing) 16,417
(price* or commission™ or pricing)
S199 TI ("cash for care") or AB ("cash for care") 20
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S200

Tl (Personal health n3 budget*) or AB
(Personal health n3 budget*)

62

S201

S150 OR S151 OR S152 OR S153 OR S154
OR S155 OR S156 OR S157 OR S158 OR
S159 OR S160 OR S161 OR $162 OR S163
OR S164 OR S165 OR S166 OR S167 OR
S168 OR $169 OR S170 OR S171 OR S172
OR S173 OR S174 OR S175 OR S176 OR
S177 OR S178 OR S179 OR S180 OR S181
OR S182 OR S183 OR S184 OR S185 OR
S186 OR S187 OR S188 OR $189 OR S190
OR S191 OR S192 OR S193 OR S194 OR
S195 OR S196 OR S197 OR S198 OR S199
OR S200

1,378,265

S202

S127 AND S135 AND S149 AND S201

5,029

S203

4. IBSS (Proquest)

S127 AND S135 AND S149 AND S201
Limited by English

Limited date=2000-Current

Date searched: 15/03/2016

No. of records: 946

Date limits: after 31Dec2000
Date update search: 27/01/2017

No. of update records: 20

VIEWS

4,144
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SU.EXACT("Satisfaction") OR SU.EXACT ("Attitudes") OR SU.EXACT("Public
opinion") OR SU.EXACT("Advocacy") OR SU.EXACT("Caring") OR
SU.EXACT("Social support")

TI,AB(lived n/2 experience) OR TI,AB("expert by experience")

TI,AB(engag*) OR TI,AB(advocacy) OR TI,AB("peer support") OR TI,AB("technol*")
attitude OR complaint OR (choice OR choos* OR control) OR (satisf* OR dissatisf*)
OR expectation OR experience OR feedback OR learn OR perspective OR
preference OR view NEAR/3 Carer OR Client OR consult* OR consumer OR
Customer OR Individual OR Involv* OR participation OR people OR user

SETTING

TIL,AB("direct payment" OR "individual budget" OR "personal budget" OR "personal
health budget" OR personalised OR personalized OR personalisation OR
personalization OR "person-centred" OR "self-directed support") TI,AB(Care plan)
OR TI,AB("social work" OR "social care" OR "social service" OR "social provision")
OR TI,AB((community OR home OR residential OR day) NEAR/3 (care OR help OR
provision OR provider OR service OR support))

SU.EXACT("Social work") OR SU.EXACT("Social services") OR
SU.EXACT("Community services") OR SU.EXACT("Quality of service")

POPULATION

(T1,AB(adult) OR TI,AB(homeless) OR TI,AB("older people" OR "older person" OR
"older adult") OR TI,AB("geriatric" OR "very old" OR elder OR frail OR disabilit* OR
disabled) OR

SU.EXACT("Adulthood") OR SU.EXACT("Middle age") OR SU.EXACT("Aged") OR
SU.EXACT("Homeless people") OR SU.EXACT("Minority groups") OR
SU.EXACT("Disability") NOT (SU.EXACT("Children") OR TI,AB(child* OR
adolescen* OR youth) OR SU.EXACT("Adolescence"))

STUDY TYPE/METHODS
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SU.EXACT("Review articles") OR TI,AB(systematic) OR TI,AB(review) OR
T1,AB(meta-analysis)

QUALIATITIVE STUDIES

SU.EXACT("Empirical research") OR SU.EXACT("Qualitative analysis") OR
SU.EXACT("Data collection") OR SU.EXACT("Cluster analysis") OR
SU.EXACT("Cohort analysis") OR SU.EXACT("Secondary analysis") OR
SU.EXACT("Survey analysis") OR SU.EXACT("Data analysis") OR
SU.EXACT("Focus groups") OR SU.EXACT("Interviews") OR OR
SU.EXACT("Questionnaires") OR SU.EXACT("Surveys") OR
SU.EXACT("Narratives")

TI,AB(random™*) OR Tl(trial) OR TI,AB("behavioural research" or "behavioural
research" or "conversation analysis" or "evidence synthesis" or "personal narratives"
or "survey research") OR TI,AB(qualitative or interview or audit or feedback or "in-
depth" or story or stories or questionnaire or narrative or narration or survey or
observation or case or cohort or study or studies) OR TI,AB((discourse or discurs®)

N/3 (analys*)) OR TI,AB(ethno* or emic or etic or phenomenolog* or "grounded

* N *n

theory" or "constant compar*"or "theoretical sampl*" or "purposive sampl* or realist*

or thematic or empirical) OR TI,AB(synthes*) OR TI,AB("focus group")
MEASURES

SU.EXACT("Programme evaluation") OR SU.EXACT ("Evaluation techniques") OR
SU.EXACT("Evaluation") OR SU.EXACT("Well-being") OR SU.EXACT("Quality of
service") OR SU.EXACT("Quality of life") OR SU.EXACT("Organizational

effectiveness")

TI,AB("process evaluation" or "outcome evaluation" or "service evaluation") OR
T1,AB("activities of daily living") OR TI,AB(effectiveness or empower or monitored or
monitoring or improve or measure) OR TI,AB(ASCOT or instrument or independence
or intervention or models or outcome or quality or wellbeing) OR TI,AB("co-design"

or "co-production")

ECONOMIC STUIDES
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SU.EXACT("Economic research") OR SU.EXACT("Cost analysis") OR
SU.EXACT("Cost-benefit analysis") OR SU.EXACT ("Economic impact analysis") OR
SU.EXACT("Costs") OR SU.EXACT("Budgets") OR SU.EXACT("Econometric
models") OR SU.EXACT("Cost-effectiveness")

T1,AB(cost) OR TI,AB(economic) OR TI,AB(Fiscal or funding or financial or finance)
OR TI,AB(Socioeconomic) OR TI,AB((Personal or pool) N/3 (budget)) OR
TI1,AB(price or commission or pricing) OR TI,AB("cash for care") OR TI,AB("Personal
health" N/3 budget)

SEARCH STATEMENTS

((T1,AB(lived NEAR/2 experience) OR TI,AB("expert by experience")) OR
(TI,AB(engag*) OR TI,AB(advocacy) OR TI,AB("peer support") OR TI,AB("technol*"))
OR (TI,AB(engag*) OR Tl,AB(advocacy) OR TI,AB("peer support") OR
TI,LAB("technol*™)) OR (attitude OR complaint OR (choice OR choos* OR control) OR
(satisf* OR dissatisf*) OR expectation OR experience OR feedback OR learn OR
perspective OR preference OR view NEAR/3 Carer OR Client OR consult* OR
consumer OR Customer OR Individual OR Involv* OR participation OR people OR
user)) AND ((TI,AB("direct payment" OR "individual budget" OR "personal budget"
OR "personal health budget" OR personalised OR personalized OR personalisation
OR personalization OR "person-centred" OR "self-directed support") TI,AB(Care
plan) OR TI,AB("social work" OR "social care" OR "social service" OR "social
provision") OR TI,AB((community OR home OR residential OR day) NEAR/3 (care
OR help OR provision OR provider OR service OR support))) OR
(SU.EXACT("Social work") OR SU.EXACT("Social services") OR
SU.EXACT("Community services") OR SU.EXACT("Quality of service"))) AND
((TI,AB(adult) OR TI,AB(homeless) OR TI,AB("older people" OR "older person" OR
"older adult") OR TI,AB("geriatric" OR "very old" OR elder OR frail OR disabilit* OR
disabled) OR SU.EXACT("Adulthood") OR SU.EXACT("Middle age") OR
SU.EXACT("Aged") OR SU.EXACT("Homeless people") OR SU.EXACT("Minority
groups") OR SU.EXACT("Disability")) NOT (SU.EXACT("Children") OR TI,AB(child*
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OR adolescen* OR youth) OR SU.EXACT("Adolescence"))) AND
((SU.EXACT("Review articles") OR TI,AB(systematic) OR TI,AB(review) OR
TI,AB(meta-analysis)) OR (SU.EXACT("Empirical research") OR
SU.EXACT("Qualitative analysis") OR SU.EXACT("Data collection") OR
SU.EXACT("Cluster analysis") OR SU.EXACT("Cohort analysis") OR
SU.EXACT("Secondary analysis") OR SU.EXACT("Survey analysis") OR
SU.EXACT("Data analysis") OR SU.EXACT("Focus groups") OR
SU.EXACT("Interviews") OR SU.EXACT("Questionnaires") OR
SU.EXACT("Surveys") OR SU.EXACT("Narratives")) OR (TI,AB(random*) OR
Tl(trial) OR TI,AB("behavioural research" OR "behavioural research" OR
"conversation analysis" OR "evidence synthesis" OR "personal narratives" OR
"survey research") OR TIl,AB(qualitative OR interview OR audit OR feedback OR "in-
depth" OR story OR stories OR questionnaire OR narrative OR narration OR survey
OR observation OR case OR cohort OR study OR studies) OR TI,AB((discourse OR
discurs*) NEAR/3 (analys*)) OR TI,AB(ethno* OR emic OR etic OR phenomenolog*
OR "grounded theory" OR "constant compar*™ OR "theoretical sampl*™ OR
"purposive sampl*™ OR realist* OR thematic OR empirical) OR TI,AB(synthes*) OR
TI,AB("focus group")) OR (SU.EXACT("Programme evaluation") OR
SU.EXACT("Evaluation techniques") OR SU.EXACT("Evaluation") OR
SU.EXACT("Well-being") OR SU.EXACT("Quality of service") OR
SU.EXACT("Quality of life") OR SU.EXACT ("Organizational effectiveness")
TI,AB("process evaluation" OR "outcome evaluation" OR "service evaluation") OR
TI,AB("activities of daily living") OR TI,AB(effectiveness OR empower OR monitored
OR monitoring OR improve OR measure) OR TI,AB(ASCOT OR instrument OR
independence OR intervention OR models OR outcome OR quality OR wellbeing)
OR TI,AB("co-design" OR "co-production")) OR (SU.EXACT("Economic research")
OR SU.EXACT("Cost analysis") OR SU.EXACT("Cost-benefit analysis") OR
SU.EXACT("Economic impact analysis") OR SU.EXACT("Costs") OR
SU.EXACT("Budgets") OR SU.EXACT("Econometric models") OR
SU.EXACT("Cost-effectiveness")) OR (Tl,AB(cost) OR TI,AB(economic) OR
TI,AB(Fiscal OR funding OR financial OR finance) OR TI,AB(Socioeconomic) OR
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TI,AB((Personal OR pool) NEAR/3 (budget)) OR TI,AB(price OR commission OR
pricing) OR TI,AB("cash for care") OR TI,AB("Personal health" NEAR/3 budget)))

SEARCH RESULTS

Search run 15 March 2016 on IBSS on Proquest platform
Total results before limits: 1125

English: 1008

With English and date limit 2000-Current: 946

5. MEDLINE (Ovid) (In-Process & Other Non-Indexed Citations and Ovid
MEDLINE(R) <1946 to Present>

Date searched: 17/03/2016

No. of records: 6991

Date limits: after 31Dec2000
Date update search: 24/01/2017

No. of update records: 691

Set Searches Results
1 patient satisfaction/ 64208
2 |(Lived adj2 experience$).ti,ab. 3142
3 Perception/ 24322
4  |Attitude/ 41678
5 Consumer Satisfaction/ 18345
6 Patient Advocacy/ 22685
7  |patient participation/ 19600
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8 patient preference/ 4207
9 "expert by experience".ti,ab. 6
10 |Caregivers/ 24523
11 |(carer$ adj3 attitud$).ti,ab. 65
12  |(carer$ adj3 (choice$ or choos$ or control)).ti,ab. 78
13 |(carer$ adj3 expectation$).ti,ab. 31
14  |(carer$ adj3 experience$).ti,ab. 555
15 |(carer$ adj3 feedback).ti,ab. 28
16 |(carer$ adj3 learn$).ti,ab. 31
17  |(carer$ adj3 perspective$).ti,ab. 192
18 |(carer$ adj3 preference$).ti,ab. 33
19 |(carer$ adj3 (satisf$ or dissatisf$)).ti,ab. 181
20 |(carer$ adj3 view$).ti,ab. 197
21 |(client$ adj3 attitud$).ti,ab. 261
22 |(client$ adj3 (choice$ or choos$ or control)).ti,ab. 411
23 |(client$ adj3 complaint$).ti,ab. 47
24 |(client$ adj3 expectation$).ti,ab. 232
25 |(client$ adj3 experience$).ti,ab. 872
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26 |(client$ adj3 feedback).ti,ab. 114
27 |(client$ adj3 learn$).ti,ab. 208
28 |(client$ adj3 perspective$).ti,ab. 473
29 |(client$ adj3 preference$).ti,ab. 207
30 |(client$ adj3 (satisf$ or dissatisf$)).ti,ab. 1187
31 |(client$ adj3 view$).ti,ab. 354
32 |(consult$ adj3 attitud$).ti,ab. 166
33 |(consult$ adj3 (choice$ or choos$ or control)).ti,ab. 412
34 |(consult$ adj3 complaint$).ti,ab. 139
35 |(consult$ adj3 experience$).ti,ab. 855
36 |(consult$ adj3 feedback).ti,ab. 120
37 |(consult$ adj3 learn$).ti,ab. 154
38 |(consult$ adj3 perspective$).ti,ab. 130
39 |(consult$ adj3 preference$).ti,ab. 103
40 |(consult$ adj3 (satisf$ or dissatisf$)).ti,ab. 510
41  |(consult$ adj3 view$).ti,ab. 273
42 |(consumer$ adj3 attitud$).ti,ab. 477
43 |(consumer$ adj3 (choice$ or choos$ or control)).ti,ab. 1324
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44  |(consumer$ adj3 complaint$).ti,ab. 108
45 |(consumer$ adj3 expectation$).ti,ab. 310
46 |(consumer$ adj3 experience$).ti,ab. 367
47 |(consumer$ adj3 feedback).ti,ab. 86
48 |(consumer$ adj3 learn$).ti,ab. 74
49 |(consumer$ adj3 perspective$).ti,ab. 624
50 |(consumer$ adj3 preference$).ti,ab. 785
51 |(consumer$ adj3 (satisf$ or dissatisf$)).ti,ab. 937
52 |(consumer$ adj3 view$).ti,ab. 525
53 |(customer$ adj3 attitud$).ti,ab. 33
54  |(customer$ adj3 (choice$ or choos$ or control)).ti,ab. 64
55 |(customer$ adj3 complaint$).ti,ab. 63
56 |(customer$ adj3 expectation$).ti,ab. 138
57 |(customer$ adj3 experience$).ti,ab. 83
58 |(customer$ adj3 feedback).ti,ab. 43
59 |(customer$ adj3 learn$).ti,ab. 34
60 |(customer$ adj3 perspective$).ti,ab. 60
61 |(customer$ adj3 preference$).ti,ab. 34
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62 |(individual$ adj3 attitud$).ti,ab. 1209
63 |(individual$ adj3 (choice$ or choos$ or control)).ti,ab. 13894
64 |(individual$ adj3 complaint$).ti,ab. 383
65 |(individual$ adj3 expectation$).ti,ab. 447
66 |(individual$ adj3 experience$).ti,ab. 7700
67 |(individual$ adj3 feedback).ti,ab. 900
68 |(individual$ adj3 learn$).ti,ab. 2517
69 |(individual$ adj3 perspective$).ti,ab. 1249
70 |(individual$ adj3 preference$).ti,ab. 2552
71 |(individual$ adj3 (satisf$ or dissatisf$)).ti,ab. 883
72 |(individual$ adj3 view$).ti,ab. 1435
73 |(involv$ adj3 attitud$).ti,ab. 506
74  |(involv$ adj3 (choice$ or choos$ or control)).ti,ab. 18049
75 |(involv$ adj3 complaint$).ti,ab. 212
76 |(involv$ adj3 expectation$).ti,ab. 229
77 |(involv$ adj3 experience$).ti,ab. 2027
78 |(involv$ adj3 feedback).ti,ab. 1917
79 |(involv$ adj3 learn$).ti,ab. 3626
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80 |[(involv$ adj3 perspective$).ti,ab. 463
81 |(involv$ adj3 preference$).ti,ab. 500
82 |(involv$ adj3 (satisf$ or dissatisf$)).ti,ab. 484
83 |(involv$ adj3 view$).ti,ab. 760
84 |(participation adj3 attitud$).ti,ab. 343
85 |(participation adj3 (choice$ or choos$ or control)).ti,ab. 704
86 |(participation adj3 complaint$).ti,ab. 14

87 |(participation adj3 expectation$).ti,ab. 109
88 |(participation adj3 experience$).ti,ab. 649
89 |(participation adj3 feedback).ti,ab. 81

90 |(participation adj3 learn$).ti,ab. 366
91 |(participation adj3 perspective$).ti,ab. 145
92 |(participation adj3 preference$).ti,ab. 214
93 |(participation adj3 (satisf$ or dissatisf$)).ti,ab. 512
94 |(participation adj3 view$).ti,ab. 245
95 |(people adj3 attitud$).ti,ab. 1366
96 |(people adj3 (choice$ or choos$ or control)).ti,ab. 2341
97 |(people adj3 complaint$).ti,ab. 185
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98 |(people adj3 expectation$).ti,ab. 166
99 |(people adj3 experience$).ti,ab. 4159
100 |(people adj3 feedback).ti,ab. 77

101 |(people adj3 learn$).ti,ab. 1592
102 |(people adj3 perspective$).ti,ab. 523
103 |(people adj3 preference$).ti,ab. 239
104 |(people adj3 (satisf$ or dissatisf$)).ti,ab. 386
105 |(people adj3 view$).ti,ab. 922
106 |(user$ adj3 attitud$).ti,ab. 336
107 |(user$ adj3 (choice$ or choos$ or control)).ti,ab. 1731
108 |(user$ adj3 complaint$).ti,ab. 81

109 |(user$ adj3 expectation$).ti,ab. 264
110 |(user$ adj3 experience$).ti,ab. 3005
111 |(user$ adj3 feedback).ti,ab. 762
112 |(user$ adj3 learn$).ti,ab. 404
113 |(user$ adj3 perspective$).ti,ab. 861

114 |(user$ adj3 preference$).ti,ab. 549
115 |(user$ adj3 (satisf$ or dissatisf$)).ti,ab. 1888
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116 |(user$ adj3 view$).ti,ab. 932
117 |engag$.ti,ab. 104857
118 |advocacy.ti,ab. 10160
119 |social support/ 56115
120 |"peer support".ti,ab. 2156
121 |technol$.ti,ab. 301554
122 |or/1-121 738725
123 |Social Work/ 13784
124 |("direct payment$" or "individual budget$" or 21224
micro?commissioning or "personal budget$" or "personal health
budget$" or personali?ed or personali?ation or "person-centred"
or "self-directed support").ti,ab.
125 |Care plan$.ti,ab. 9912
126 |Delivery of Health care, Integrated/ 9405
127 |("social work$" or "social care" or "social service$" or "social 21431
provision").ti,ab.
128 |((community or home or residential or day) adj3 (care or help or 66486
provision or provider$ or service$ or support)).ti,ab.
129 |or/123-128 130156
130 |adult$.ti,ab. 910741
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131 |Adult/ 4189893
132 |aged/ 2496248
133 |frail elderly/ 7717
134 |middle aged/ 3554691
135 |"Aged, 80 and over"/ 687240
136 |Young Adult/ 480901
137 |("older people" or "older person$" or "older adult$").ti,ab. 65962
138 |(geriatric or "very old" or elder$ or frail$ or disabilit$ or 345091
disabled).ti,ab.

139 |Homeless Persons/ 5957
140 |homeless.ti,ab. 5987
141 |or/130-140 6516529
142 |(child$ or adolescen$ or youth).ti,ab. 1212347
143 |Child/ 1455785
144 |Adolescent/ 1708932
145 |or/142-144 2810428
146 |141 not 145 5013658
147 |systematic$.ti,ab. 276830
148 |review$.ti,ab. 1466579
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149 |review/ 2078817
150 |Meta-Analysis/ 62640
151 |meta?.ti,ab. 294350
152 |Meta-Analysis as Topic/ 14603
153 |Randomized Controlled Trials as Topic/ 101460
154 |random§$.ti,ab. 812473
155 |Randomized controlled trial.pt. 409860
156 |Controlled clinical trial.pt. 90286
157 |Trial$.ti. 200094
158 |Case-Control Studies/ 208915
159 |Cohort Studies/ 189335
160 |Cross-Sectional Studies/ 208885
161 |or/147-160 4585731
162 |("behavio?ral research" or "conversation analys?s" or "evidence 4658
synthesis" or "personal narratives" or "survey research").ti,ab.

163 |behavioral research/ 2718
164 |cohort studies/ 189335
165 |data collection/ 84923
166 |ethnopsychology/ 615
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in-depth or story or stories or questionnaire$ or narrative$ or

narration$ or survey$ or observation$ or case or cohort or study

or studies).ti,ab.

167 |Evaluation Studies as Topic/ 120308
168 |"Focus Group$".ti,ab. 27374
169 |Focus Groups/ 19491
170 |interview/ 26591
171 |interviews as topic/ 46050
172 |needs assessment/ 24272
173 |narration/ 5854
174 |observational study/ 18988
175 |qualitative research/ 25831
176 |"Surveys and Questionnaires"/ 336448
177 |Self report/ 13469
178 |Grounded theory/ 177
179 |Personal Narratives/ 2045
180 |Program Evaluation/ 50140
181 |("process evaluation$" or "outcome evaluation$" or "service 4244
evaluation$").ti,ab.
182 |(qualitative or interview$ or audit$ or focus group$ or feedback or | 8999196
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183 |((discourse or discurs$) adj3 analys?s).ti,ab. 1387
184 |(ethno$ or emic or etic or phenomenolog$ or grounded theory or 177313
constant compar$ or theoretical sampl$ or purposive sampl$ or
realist* or thematic or empirical).ti,ab.
185 |synthes$.ti,ab. 814127
186 |analys$.ti,ab. 3409367
187 |Treatment Outcome/ 715432
188 |"Activities of Daily Living"/ 53528
189 |"activities of daily living".ti,ab. 17636
190 |(effectiveness or empower or monitored or monitoring or 4380381
improve$ or measur$).ti,ab.
191 |(ASCOT or instrument$ or independence or intervention or 2594844
models or outcome$ or quality or wellbeing).ti,ab.
192 |("co-design" or "co-production$").ti,ab. 714
193 |or/162-192 13141642
194 |cost$.ti,ab. 417196
195 |economic$.ti,ab. 179438
196 |Direct service costs/ 1080
197 |Capital expenditures/ 1970
198 |Value of life/ 5484
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199 |Budgets/ 10377
200 |(Fiscal or funding or financial or finance).ti,ab. 97390
201 |Socioeconomic$.ti,ab. 60917
202 |Models, Economic/ 7282
203 |((Personal or pool$) adj3 budget$).ti,ab. 118
204 |(Personal health adj3 budget$).ti,ab. 32
205 |(price$ or commission$ or pricing).ti,ab. 58497
206 |"cash for care".ti,ab. 24
207 |or/194-206 727946
208 |161 or 193 or 207 14656780
209 122 and 129 and 146 9816
210 122 and 129 and 146 and 208 9261
211 |Historical Article/ 327856
212 |Editorial/ 396251
213 |Comment/ 655286
214 |Letter/ 906101
215 |News/ 174890
216 |or/211-215 1930613
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217 210 not 216 9210

218 |limit 217 to English language 8617

219 |limit 218 to yr="2000-Current" 6991

6. PsycINFO (Proquest)

Date searched: 22/03/2016

No. of records: 6262

Date limits: after 31Dec2000
Date update search: 30/01/2017
No. of update records: 597
VIEWS

MJSUB.EXACT("Satisfaction") OR MJSUB.EXACT ("Attitudes") OR
MJSUB.EXACT("Adult Attitudes") OR MJSUB.EXACT("Consumer Attitudes") OR
MJSUB.EXACT("Consumer Satisfaction") OR MJSUB.EXACT("Experiences
(Events)") OR MJSUB.EXACT("Client Attitudes") OR MJSUB.EXACT ("Participation")
OR MJSUB.EXACT("Involvement") OR MJSUB.EXACT("Public Opinion") OR
MJSUB.EXACT("Participation") OR MJSUB.EXACT("Client Participation") OR
MJSUB.EXACT("Advocacy") OR MJSUB.EXACT("Caregivers") OR

MJSUB.EXACT ("Preferences")

MJSUB.EXACT("Social Support") OR MJSUB.EXACT("Assistive Technology") OR
MJSUB.EXACT("Augmentative Communication")

TI,AB(lived n/2 experience) OR TI,AB("expert by experience")

TI,AB(engag*) OR TI,AB(advocacy) OR TI,AB("peer support") OR TI,AB("technol*")
attitude OR complaint OR (choice OR choos* OR control) OR (satisf* OR dissatisf*)
OR expectation OR experience OR feedback OR learn OR perspective OR
preference OR view NEAR/3 Carer OR Client OR consult* OR consumer OR
Customer OR Individual OR Involv* OR participation OR people OR user
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SETTING

SU.EXACT.EXPLODE("Social Services") OR SU.EXACT.EXPLODE("Social
Casework") OR MJSUB.EXACT("Elder Care")

TI,AB("direct payment" OR "individual budget" OR "personal budget" OR "personal
health budget" OR personalised OR personalized OR personalisation OR
personalization OR "person-centred" OR "self-directed support") TI,AB(Care plan)
OR TI,AB("social work" OR "social care" OR "social service" OR "social provision")
OR TI,AB((community OR home OR residential OR day) NEAR/3 (care OR help OR
provision OR provider OR service OR support))

POPULATION

MJSUB.EXACT("Minority Groups") OR MJSUB.EXACT("Homeless") OR
MJSUB.EXACT("Disadvantaged”) OR MJSUB.EXACT("Disabilities")

(T1I,AB(adult) OR TI,AB(homeless) OR TI,AB("older people" OR "older person" OR
"older adult") OR TI,AB("geriatric" OR "very old" OR elder OR frail OR disabilit* OR
disabled)

NOT
T1,AB(child* OR adolescen* OR youth)

STUDY TYPE/METHODS
T1,AB(systematic) OR TI,AB(review) OR TI,AB(meta-analysis)

SU.EXACT.EXPLODE("Literature Review") OR MJSUB.EXACT("Qualitative
Research") OR MJSUB.EXACT("Cohort Analysis") OR MJSUB.EXACT("Followup
Studies") OR MJSUB.EXACT("Longitudinal Studies") OR MJSUB.EXACT("Data
Collection") OR MJSUB.EXACT("Needs Assessment") OR

MJSUB.EXACT ("Interviews") OR MJSUB.EXACT("Surveys") OR OR
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MJSUB.EXACT("Observation Methods") OR MJSUB.EXACT("Questionnaires") OR
MJSUB.EXACT("Self Report") OR MJSUB.EXACT("Grounded Theory")

QUALIATITIVE STUDIES

TI,AB(random*) OR Tl(trial) OR TI,AB("behavioural research" or "behavioural
research" or "conversation analysis" or "evidence synthesis" or "personal narratives"
or "survey research") OR TI,AB(qualitative or interview or audit or feedback or "in-
depth" or story or stories or questionnaire or narrative or narration or survey or
observation or case or cohort or study or studies) OR TI,AB((discourse or discurs®)
N/3 (analys*®)) OR TI,AB(ethno* or emic or etic or phenomenolog* or "grounded

N

theory" or "constant compar*"or "theoretical sampl*" or "purposive sampl* or realist*

or thematic or empirical) OR TI,AB(synthes*) OR TI,AB("focus group")
MEASURES

TI,AB("process evaluation" or "outcome evaluation" or "service evaluation") OR
T1,AB("activities of daily living") OR TI,AB(effectiveness or empower or monitored or
monitoring or improve or measure) OR TI,AB(ASCOT or instrument or independence
or intervention or models or outcome or quality or wellbeing) OR TI,AB("co-design"

or "co-production")

MJSUB.EXACT("Program Evaluation") OR MJSUB.EXACT("Quality of Services")
OR MJSUB.EXACT("Evaluation") OR OR MJSUB.EXACT ("Treatment Outcomes")
OR MJSUB.EXACT(("Activities of Daily Living") OR MJSUB.EXACT("Well Being")
OR MJSUB.EXACT(("Quality of Life") OR MJSUB.EXACT("Empowerment") OR
MJSUB.EXACT("Organizational Effectiveness")

ECONOMIC STUIDES
MJSUB.EXACT("Costs and Cost Analysis") OR MJSUB.EXACT ("Budgets")

TI,AB(cost) OR TI1,AB(economic) OR TI,AB(Fiscal or funding or financial or finance)
OR TI,AB(Socioeconomic) OR TI,AB((Personal or pool) N/3 (budget)) OR
TI1,AB(price or commission or pricing) OR TI,AB("cash for care") OR TI,AB("Personal
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health" N/3 budget)

SEARCH RESULTS
Search run 22 March 2016 on PsycINFO on Proquest platform

Wasn'’t able to combine the study type in the search. Without got 8758 results.
Exported these results in date batches. Excluded books and dissertations and
theses from results list which = 7241. Was able to export 6262 results into and

Endnote Library.
In Endnote searched dataset for study type search terms to
With English and date limit 2000-Current:

Excluded books and dissertations and theses

7. Social Policy and Practice (SPP) (Ovid)

Date searched: 17/03/2016

No. of records: 3817

Date limits: after 31Dec2000
Date update search: 24/01/2017
No. of update records: 174

Set Searches Results
1 "user views".de. 6952
2 |view$.de. 5090
3 |("service user" or "service users").de. 5098
4 participation.de. 13054
5 |opinion$.de. 209
6 |advocacy.de. 2701
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7  |carers.de. 9186
8 |(Lived adj2 experience$).ti,ab. 589
9 "expert by experience".ti,ab. 10
10 |(carer$ adj3 attitud$).ti,ab. 68
11 |(carer$ adj3 (choice$ or choos$ or control)).ti,ab. 86
12 |(carer$ adj3 expectation$).ti,ab. 35
13 |(carer$ adj3 experience$).ti,ab. 710
14  |(carer$ adj3 feedback).ti,ab. 25
15 |(carer$ adj3 learn$).ti,ab. 135
16 |(carer$ adj3 perspective$).ti,ab. 242
17  |(carer$ adj3 preference$).ti,ab. 16
18 |(carer$ adj3 (satisf$ or dissatisf$)).ti,ab. 133
19 |(carer$ adj3 view$).ti,ab. 357
20 |(client$ adj3 attitud$).ti,ab. 50
21 |(client$ adj3 (choice$ or choos$ or control)).ti,ab. 93
22 |(client$ adj3 complaint$).ti,ab. 5
23 |(client$ adj3 expectation$).ti,ab. 35
24 |(client$ adj3 experience$).ti,ab. 316
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25 |(client$ adj3 feedback).ti,ab. 36
26 |(client$ adj3 learn$).ti,ab. 82
27 |(client$ adj3 perspective$).ti,ab. 115
28 |(client$ adj3 preference$).ti,ab. 39
29 |(client$ adj3 (satisf$ or dissatisf$)).ti,ab. 176
30 |(client$ adj3 view$).ti,ab. 138
31 |(consult$ adj3 attitud$).ti,ab. 7

32 |(consult$ adj3 (choice$ or choos$ or control)).ti,ab. 54
33 |(consult$ adj3 complaint$).ti,ab. 17
34 |(consult$ adj3 experience$).ti,ab. 99
35 |(consult$ adj3 feedback).ti,ab. 31

36 |(consult$ adj3 learn$).ti,ab. 61

37 |(consult$ adj3 perspective$).ti,ab. 12
38 |(consult$ adj3 preference$).ti,ab. 7

39 |(consult$ adj3 (satisf$ or dissatisf$)).ti,ab. 20
40 |(consult$ adj3 view$).ti,ab. 235
41  |(consumer$ adj3 attitud$).ti,ab. 37
42 |(consumer$ adj3 (choice$ or choos$ or control)).ti,ab. 224
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43 |(consumer$ adj3 complaint$).ti,ab. 9
44  |(consumer$ adj3 expectation$).ti,ab. 22
45 |(consumer$ adj3 experience$).ti,ab. 51
46 |(consumer$ adj3 feedback).ti,ab. 18
47  |(consumer$ adj3 learn$).ti,ab. 11
48 |(consumer$ adj3 perspective$).ti,ab. 84
49 |(consumer$ adj3 preference$).ti,ab. 66
50 |(consumer$ adj3 (satisf$ or dissatisf$)).ti,ab. 119
51 |(consumer$ adj3 view$).ti,ab. 140
52 |(customer$ adj3 attitud$).ti,ab. 16
53 |(customer$ adj3 (choice$ or choos$ or control)).ti,ab. 31
54  |(customer$ adj3 complaint$).ti,ab. 9
55 |(customer$ adj3 expectation$).ti,ab. 17
56 |(customer$ adj3 experience$).ti,ab. 59
57 |(customer$ adj3 feedback).ti,ab. 19
58 |(customer$ adj3 learn$).ti,ab. 8
59 |(customer$ adj3 perspective$).ti,ab. 12
60 |(customer$ adj3 preference$).ti,ab. 14
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61 |(customer$ adj3 (satisf$ or dissatisf$)).ti,ab. 109
62 |(customer$ adj3 view$).ti,ab. 32
63 |(individual$ adj3 attitud$).ti,ab. 136
64 |(individual$ adj3 (choice$ or choos$ or control)).ti,ab. 385
65 |(individual$ adj3 complaint$).ti,ab. 11
66 |(individual$ adj3 expectation$).ti,ab. 33
67 |(individual$ adj3 experience$).ti,ab. 637
68 |(individual$ adj3 feedback).ti,ab. 18
69 |(individual$ adj3 learn$).ti,ab. 374
70 |(individual$ adj3 perspective$).ti,ab. 145
71 |(individual$ adj3 preference$).ti,ab. 140
72 |(individual$ adj3 (satisf$ or dissatisf$)).ti,ab. 49
73 |(involv$ adj3 attitud$).ti,ab. 96
74  |(involv$ adj3 (choice$ or choos$ or control)).ti,ab. 215
75 |(involv$ adj3 complaint$).ti,ab. 23
76 |(involv$ adj3 expectation$).ti,ab. 39
77 |(involv$ adj3 experience$).ti,ab. 381
78 |(involv$ adj3 feedback).ti,ab. 15
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79 |(involv$ adj3 learn$).ti,ab. 361
80 |[(involv$ adj3 perspective$).ti,ab. 94
81 |(involv$ adj3 preference$).ti,ab. 20
82 |(involv$ adj3 (satisf$ or dissatisf$)).ti,ab. 55
83 |(involv$ adj3 view$).ti,ab. 166
84 |(participation adj3 attitud$).ti,ab. 63
85 |(participation adj3 (choice$ or choos$ or control)).ti,ab. 114
86 |(participation adj3 complaint$).ti,ab. 6

87 |(participation adj3 expectation$).ti,ab. 19
88 |(participation adj3 experience$).ti,ab. 160
89 |(participation adj3 feedback).ti,ab. 52
90 |(participation adj3 learn$).ti,ab. 195
91 |(participation adj3 perspective$).ti,ab. 56
92 |(participation adj3 preference$).ti,ab. 10
93 |(participation adj3 (satisf$ or dissatisf$)).ti,ab. 38
94 |(participation adj3 view$).ti,ab. 59
95 |(people adj3 attitud$).ti,ab. 620
96 |(people adj3 (choice$ or choos$ or control)).ti,ab. 899
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97 |(people adj3 complaint$).ti,ab. 53
98 |(people adj3 expectation$).ti,ab. 105
99 |(people adj3 experience$).ti,ab. 3147
100 |(people adj3 feedback).ti,ab. 36
101 |(people adj3 learn$).ti,ab. 5803
102 |(people adj3 perspective$).ti,ab. 365
103 |(people adj3 preference$).ti,ab. 79
104 |(people adj3 (satisf$ or dissatisf$)).ti,ab. 148
105 |(people adj3 view$).ti,ab. 1183
106 |(user$ adj3 attitud$).ti,ab. 62
107 |(user$ adj3 (choice$ or choos$ or control)).ti,ab. 376
108 |(user$ adj3 complaint$).ti,ab. 25
109 |(user$ adj3 expectation$).ti,ab. 63
110 |(user$ adj3 experience$).ti,ab. 760
111 |(user$ adj3 feedback).ti,ab. 121
112 |(user$ adj3 learn$).ti,ab. 129
113 |(user$ adj3 perspective$).ti,ab. 431
114 |(user$ adj3 preference$).ti,ab. 51
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115 |(user$ adj3 (satisf$ or dissatisf$)).ti,ab. 218
116 |(user$ adj3 view$).ti,ab. 799
117 |engag$.ti,ab. 12803
118 |advocacy.ti,ab. 3109
119 |social networks.de. 2328
120 |peer support.de. 247
121 |support groups.de. 995
122 |telecare.de. 213
123 |assistive technology.de. 1324
124 |or/1-123 67839
125 |"social work".de. 14341
126 |"integrated care".de. 409
127 |"adult social care".de. 1275
128 |("direct payment$" or "individual budget$" or 5293

micro?commissioning or "personal budget$" or "personal health

budget$" or personali?ed or personali?ation or "person-centred"

or "self-directed support").ti,ab.
129 |Care plan$.ti,ab. 2270
130 |("social work$" or "social care" or "social service$" or "social 56030

provision").ti,ab.
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131 |((community or home or residential or day) adj3 (care or help or 30148
provision or provider$ or service$ or support)).ti,ab.
132 |or/125-131 87123
133 |"young adults".de. 3932
134 |"older people".de. 74283
135 |"very old people".de. 265
136 |adult$.ti,ab. 29260
137 |("older people" or "older person$" or "older adult$").ti,ab. 27039
138 |(geriatric or "very old" or elder$ or frail$ or disabilit$ or 39268
disabled).ti,ab.
139 |homeless people.de. 1626
140 |homeless.ti,ab. 4545
141 |or/133-140 121629
142 |(child$ or adolescen$ or youth).ti,ab. 134469
143 |child*.de. 92359
144 |adolesce*.de. 13821
145 |or/142-144 151164
146 |141 not 145 97017
147 |("systematic review" or systematic reviews).de. 780
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in-depth or story or stories or questionnaire$ or narrative$ or
narration$ or survey$ or observation$ or case or cohort or study

or studies).ti,ab.

148 |systematic$.ti,ab. 4903
149 |("literature review" or literature reviews).de. 5945
150 |review$.ti,ab. 43712
151 |meta?.ti,ab. 1042
152 |random$.ti,ab. 4646
153 |randomised controlled trials.de. 553
154 |Trial$.ti. 1272
155 |research methods.de. 4158
156 |("behavio?ral research" or "conversation analys?s" or "evidence 301
synthesis" or "personal narratives" or "survey research").ti,ab.
157 |"Focus Group$".ti,ab. 4232
158 |("process evaluation$" or "outcome evaluation$" or "service 457
evaluation$").ti,ab.
159 |qualitative research.de. 611
160 |questionnaires.de. 1471
161 |surveys.de. 8399
162 |(qualitative or interview$ or audit$ or focus group$ or feedback or 143609
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163 |((discourse or discurs$) adj3 analys?s).ti,ab. 263
164 |(ethno$ or emic or etic or phenomenolog$ or grounded theory or 8961
constant compar$ or theoretical sampl$ or purposive sampl$ or
realist* or thematic or empirical).ti,ab.
165 |synthes$.ti,ab. 1156
166 |analys$.ti,ab. 39135
167 |(effectiveness or empower or monitored or monitoring or 67789
improve$ or measur$).ti,ab.
168 |"Activities of Daily Living".de. 678
169 |"activities of daily living".ti,ab. 1221
170 |evaluation.de. 20049
171 |outcomes.de. 13872
172 |instruments.de. 1134
173 |intervention.de. 8839
174 |effectiveness.de. 5002
175 |evidence.de. 1818
176 |(ASCOT or instrument$ or independence or intervention or 74989
models or outcome$ or quality or wellbeing).ti,ab.
177 |("co-design" or "co-production$").ti,ab. 339
178 |cost$.de. 7839
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179 |cost$.ti,ab. 16041
180 |economic$.de. 9113
181 |economic$.ti,ab. 18538
182 |(Fiscal or funding or financial or finance).ti,ab. 24141
183 |Socioeconomic$.ti,ab. 1765
184 |((Personal or pool$) adj3 budget$).ti,ab. 794
185 |(Personal health adj3 budget$).ti,ab. 69
186 |(price$ or commission$ or pricing).ti,ab. 18793
187 |"cash for care".ti,ab. 85
188 |or/147-187 270142
189 |124 and 132 and 146 and 188 5518
190 |limit 189 to yr="2000-Current" 3817

8. Social Services Abstracts (Proquest)

Date searched: 15/03/2016

No. of records: 2052

Date limits: after 31Dec2000
Date update search: 30/01/2017
No. of update records: 218
VIEWS

SU.EXACT("Client Satisfaction") OR SU.EXACT("Experience") OR
SU.EXACT("Satisfaction") OR SU.EXACT("Participation") OR SU.EXACT("Citizen
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Participation") OR SU.EXACT("Perceptions") OR SU.EXACT("Attitudes") OR
SU.EXACT("Preferences") or SU.EXACT("Caregivers") or SU.EXACT("Advocacy")

SU.EXACT("Support Networks") OR SU.EXACT ("Social Support")

TI,AB(lived n/2 experience) OR TI,AB("expert by experience")

TI,AB(engag*) OR TI,AB(advocacy) OR TI,AB("peer support") OR TI,AB("technol*")
attitude OR complaint OR (choice OR choos* OR control) OR (satisf* OR dissatisf*)
OR expectation OR experience OR feedback OR learn OR perspective OR
preference OR view NEAR/3 Carer OR Client OR consult* OR consumer OR
Customer OR Individual OR Involv* OR participation OR people OR user

SETTING

TIL,AB("direct payment" OR "individual budget" OR "personal budget" OR "personal
health budget" OR personalised OR personalized OR personalisation OR
personalization OR "person-centred" OR "self-directed support") TI,AB(Care plan)
OR TI,AB("social work" OR "social care" OR "social service" OR "social provision")
OR TI,AB((community OR home OR residential OR day) NEAR/3 (care OR help OR
provision OR provider OR service OR support))

SU.EXACT("Social Work") OR SU.EXACT("Adult Care Services") OR
SU.EXACT("Community Services") OR SU.EXACT("Social Services")

POPULATION

(TI,AB(adult) OR TI,AB(homeless) OR TI,AB("older people" OR "older person" OR
"older adult") OR TI,AB("geriatric" OR "very old" OR elder OR frail OR disabilit* OR
disabled) OR SU.EXACT("Adults") OR SU.EXACT("Elderly") OR SU.EXACT("Middle
Aged Adults") OR SU.EXACT("Young Adults") OR SU.EXACT("Homelessness") OR
SU.EXACT("Minority Groups") OR SU.EXACT("Disadvantaged")

NOT (SU.EXACT("Children") OR TI,AB(child* OR adolescen* OR youth) OR
SU.EXACT("Adolescents"))

STUDY TYPE/METHODS
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SU.EXACT("Literature Reviews") OR SU.EXACT("Qualitative Methods") OR
SU.EXACT("Observation") OR SU.EXACT("Methodology (Data Collection)") OR
SU.EXACT("Surveys") OR SU.EXACT("Interviews") OR SU.EXACT("Group
Research") OR SU.EXACT("Cohort Analysis") OR SU.EXACT("Surveys") OR
SU.EXACT("Questionnaires") OR SU.EXACT("Narratives") OR
SU.EXACT("Observation")

QUALIATITIVE STUDIES

TI,AB(random™*) OR Tl(trial) OR TI,AB("behavioural research" or "behavioural
research" or "conversation analysis" or "evidence synthesis" or "personal narratives"
or "survey research") OR TI,AB(qualitative or interview or audit or feedback or "in-
depth" or story or stories or questionnaire or narrative or narration or survey or
observation or case or cohort or study or studies) OR TI,AB((discourse or discurs®)
N/3 (analys*)) OR TI,AB(ethno* or emic or etic or phenomenolog* or "grounded

theory" or "constant compar
or thematic or empirical) OR TI,AB(synthes*) OR TI,AB("focus group")

or "theoretical sampl*™ or "purposive sampl*™ or realist*

MEASURES

SU.EXACT("Program Evaluation") OR SU.EXACT ("Evaluation") OR
SU.EXACT("Evaluation Research") OR SU.EXACT("Needs Assessment") OR
SU.EXACT("Treatment Outcomes") OR SU.EXACT ("Activities of Daily Living") OR
SU.EXACT("Quality of Life") OR SU.EXACT("Well Being")

TI,AB("process evaluation" or "outcome evaluation" or "service evaluation") OR
T1,AB("activities of daily living") OR TI,AB(effectiveness or empower or monitored or
monitoring or improve or measure) OR TI,AB(ASCOT or instrument or independence
or intervention or models or outcome or quality or wellbeing) OR TI,AB("co-design"

or "co-production")

ECONOMIC STUIDES
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SU.EXACT("Costs") OR SU.EXACT("Budgets") OR SU.EXACT("Economic Models")
OR SU.EXACT("Econometric Analysis")

TI1,AB(cost) OR TI,AB(economic) OR TI,AB(Fiscal or funding or financial or finance)
OR TI,AB(Socioeconomic) OR TI,AB((Personal or pool) N/3 (budget)) OR
T1,AB(price or commission or pricing) OR TI,AB("cash for care") OR TI,AB("Personal
health" N/3 budget)

SEARCH STATEMENTS

((SU.EXACT("Client Satisfaction") OR SU.EXACT("Experience") OR
SU.EXACT("Satisfaction") OR SU.EXACT ("Participation") OR SU.EXACT("Citizen
Participation") OR SU.EXACT ("Perceptions") OR SU.EXACT("Attitudes") OR
SU.EXACT("Preferences") OR SU.EXACT("Caregivers") OR
SU.EXACT("Advocacy") SU.EXACT("Support Networks") OR SU.EXACT ("Social
Support")) OR (TI,AB(lived NEAR/2 experience) OR TI,AB("expert by experience"))
OR (TI,AB(engag*) OR Tl,AB(advocacy) OR TI,AB("peer support") OR
TILAB("technol*™)) OR (attitude OR complaint OR (choice OR choos* OR control) OR
(satisf* OR dissatisf*) OR expectation OR experience OR feedback OR learn OR
perspective OR preference OR view NEAR/3 Carer OR Client OR consult* OR
consumer OR Customer OR Individual OR Involv* OR participation OR people OR
user)) AND ((TI,AB("direct payment" OR "individual budget" OR "personal budget"
OR "personal health budget" OR personalised OR personalized OR personalisation
OR personalization OR "person-centred" OR "self-directed support") TI,AB(Care
plan) OR TI,AB("social work" OR "social care" OR "social service" OR "social
provision") OR TI,AB((community OR home OR residential OR day) NEAR/3 (care
OR help OR provision OR provider OR service OR support))) OR
(SU.EXACT("Social Work") OR SU.EXACT("Adult Care Services") OR
SU.EXACT("Community Services") OR SU.EXACT("Social Services"))) AND
((SU.EXACT("Adults") OR SU.EXACT("Elderly") OR SU.EXACT("Middle Aged
Adults") OR SU.EXACT("Young Adults") OR SU.EXACT("Homelessness") OR
SU.EXACT("Minority Groups") OR SU.EXACT("Disadvantaged")) NOT
(SU.EXACT("Children") OR TI,AB(child* OR adolescen* OR youth) OR
SU.EXACT("Adolescents"))) AND ((SU.EXACT("Literature Reviews") OR
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SU.EXACT("Qualitative Methods") OR SU.EXACT("Observation") OR
SU.EXACT("Methodology (Data Collection)") OR SU.EXACT("Surveys") OR
SU.EXACT("Interviews") OR SU.EXACT("Group Research") OR SU.EXACT("Cohort
Analysis") OR SU.EXACT("Surveys") OR SU.EXACT("Questionnaires") OR
SU.EXACT("Narratives") OR SU.EXACT("Observation")) OR (TI,AB(random*) OR
Tl(trial) OR TI,AB("behavioural research" OR "behavioural research" OR
"conversation analysis" OR "evidence synthesis" OR "personal narratives" OR
"survey research") OR TIl,AB(qualitative OR interview OR audit OR feedback OR "in-
depth" OR story OR stories OR questionnaire OR narrative OR narration OR survey
OR observation OR case OR cohort OR study OR studies) OR TI,AB((discourse OR
discurs*) NEAR/3 (analys*)) OR TI,AB(ethno* OR emic OR etic OR phenomenolog*
OR "grounded theory" OR "constant compar*" OR "theoretical sampl*™ OR
"purposive sampl*™ OR realist* OR thematic OR empirical) OR TI,AB(synthes*) OR
TI,AB("focus group")) OR (SU.EXACT("Program Evaluation") OR
SU.EXACT("Evaluation") OR SU.EXACT("Evaluation Research") OR
SU.EXACT("Needs Assessment") OR SU.EXACT("Treatment Outcomes") OR
SU.EXACT("Activities of Daily Living") OR SU.EXACT("Quality of Life") OR
SU.EXACT("Well Being")) OR (TI,AB("process evaluation" OR "outcome evaluation"
OR "service evaluation") OR TI,AB("activities of daily living") OR TIl,AB(effectiveness
OR empower OR monitored OR monitoring OR improve OR measure) OR
TI,AB(ASCOT OR instrument OR independence OR intervention OR models OR
outcome OR quality OR wellbeing) OR TI,AB("co-design" OR "co-production")) OR
(SU.EXACT("Costs") OR SU.EXACT("Budgets") OR SU.EXACT("Economic
Models") OR SU.EXACT("Econometric Analysis")) OR (TI,AB(cost) OR
T1,AB(economic) OR TI,AB(Fiscal OR funding OR financial OR finance) OR
TI,AB(Socioeconomic) OR TI,AB((Personal OR pool) NEAR/3 (budget)) OR
TI,AB(price OR commission OR pricing) OR TI,AB("cash for care") OR
TI,AB("Personal health" NEAR/3 budget)) OR (TIl,AB(cost) OR TI,AB(economic) OR
TI,AB(Fiscal OR funding OR financial OR finance) OR TI,AB(Socioeconomic) OR
TI,AB((Personal OR pool) NEAR/3 (budget)) OR TI,AB(price OR commission OR
pricing) OR TI,AB("cash for care") OR TI,AB("Personal health" NEAR/3 budget)))

SEARCH RESULTS
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Total results before limits: 3309
English: 3184
With English and date limit 2000-Current: 2056

Note when exported results by date range — only 2052 came up for export.

9. Social Work Abstracts (Ovid)

Date searched: 09/03/2016

No. of records: 315

Date limits: after 31Dec2000
Date update search: 30/01/2017

No. of update records: 6

Searches Results Search

Type

1 attitudes.de. 984

2 satisfaction.de. 153

3 perception.de. 262

4 (Lived adj2 experience$).ti,ab. 140

5 "expert by experience".ti,ab. 2

6 Caregivers.de. 965

7 (carer$ adj3 attitud$).ti,ab. 3

8 (carer$ adj3 expectation$).ti,ab. 4

9 (carer$ adj3 experience$).ti,ab. 21

10 (carer$ adj3 perspective$).ti,ab. 7
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11 (carer$ adj3 (satisf$ or dissatisf$)).ti,ab. 5
12 (carer$ adj3 view$).ti,ab. 7
13 (client$ adj3 attitud$).ti,ab. 51
14 (client$ adj3 (choice$ or choos$ or control)).ti,ab. 70
15 (client$ adj3 complaint$).ti,ab. 8
16 (client$ adj3 expectation$).ti,ab. 30
17 (client$ adj3 experience$).ti,ab. 161
18 (client$ adj3 feedback).ti,ab. 18
19 (client$ adj3 learn$).ti,ab. 39
20 (client$ adj3 perspective$).ti,ab. 74
21 (client$ adj3 preference$).ti,ab. 30
22 (client$ adj3 (satisf$ or dissatisf$)).ti,ab. 110
23 (client$ adj3 view$).ti,ab. 80
24 (consult$ adj3 attitud$).ti,ab. 1
25 (consult$ adj3 (choice$ or choos$ or control)).ti,ab. 6
26 (consult$ adj3 experience$).ti,ab. 16
27 (consult$ adj3 feedback).ti,ab. 3
28 (consult$ adj3 learn$).ti,ab. 8
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29 (consult$ adj3 preference$).ti,ab. 2
30 (consult$ adj3 (satisf$ or dissatisf$)).ti,ab. 3
31 (consult$ adj3 view$).ti,ab. 7
32 (consumer$ ad;j3 attitud$).ti,ab. 8
33 (consumer$ adj3 (choice$ or choos$ or control)).ti,ab. 26
34 (consumer$ adj3 expectation$).ti,ab. 2
35 (consumer$ adj3 experience$).ti,ab. 18
36 (consumer$ adj3 feedback).ti,ab. 7
37 (consumer$ adj3 learn$).ti,ab. 2
38 (consumer$ adj3 perspective$).ti,ab. 33
39 (consumer$ adj3 preference$).ti,ab. 18
40 (consumer$ adj3 (satisf$ or dissatisf$)).ti,ab. 56
41 (consumer$ adj3 view$).ti,ab. 14
42 (customer$ adj3 (choice$ or choos$ or control)).ti,ab. 1
43 (customer$ adj3 complaint$).ti,ab. 1
44 (customer$ adj3 expectation$).ti,ab. 2
45 (customer$ adj3 perspective$).ti,ab. 1
46 (individual$ adj3 attitud$).ti,ab. 54
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47 (individual$ adj3 (choice$ or choos$ or control)).ti,ab. 85
48 (individual$ adj3 complaint$).ti,ab. 4
49 (individual$ adj3 expectation$).ti,ab. 16
50 (individual$ adj3 experience$).ti,ab. 185
51 (individual$ adj3 feedback).ti,ab. 10
52 (individual$ adj3 learn$).ti,ab. 46
53 (individual$ adj3 perspective$).ti,ab. 42
54 (individual$ adj3 preference$).ti,ab. 31
55 (individual$ adj3 (satisf$ or dissatisf$)).ti,ab. 27
56 (individual$ adj3 view$).ti,ab. 50
57 |(involv$ adj3 attitud$).i,ab. 23
58 (involv$ adj3 (choice$ or choos$ or control)).ti,ab. 41
59 (involv$ adj3 complaint$).ti,ab. 4
60 (involv$ adj3 expectation$).ti,ab. 13
61 (involv$ adj3 experience$).ti,ab. 67
62 (involv$ adj3 feedback).ti,ab. 2
63 (involv$ adj3 learn$).ti,ab. 37
64 (involv$ adj3 perspective$).ti,ab. 31
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65 (involv$ adj3 preference$).ti,ab. 2
66 (involv$ adj3 (satisf$ or dissatisf$)).ti,ab. 19
67 (involv$ adj3 view$).ti,ab. 25
68 (participation adj3 attitud$).ti,ab. 23
69 (participation adj3 (choice$ or choos$ or control)).ti,ab. 20
70 (participation adj3 expectation$).ti,ab. 5
71 (participation adj3 experience$).ti,ab. 19
72 (participation adj3 feedback).ti,ab. 1
73 (participation adj3 learn$).ti,ab. 13
74 (participation adj3 perspective$).ti,ab. 11
75 (participation adj3 preference$).ti,ab. 4
76 (participation adj3 (satisf$ or dissatisf$)).ti,ab. 25
77 (participation adj3 view$).ti,ab. 13
78 (people adj3 attitud$).ti,ab. 61
79 (people adj3 (choice$ or choos$ or control)).ti,ab. 31
80 (people adj3 complaint$).ti,ab. 2
81 (people adj3 expectation$).ti,ab. 9
82 (people adj3 experience$).ti,ab. 150
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83 (people adj3 learn$).ti,ab. 48
84 (people adj3 perspective$).ti,ab. 19
85 (people adj3 preference$).ti,ab. 3
86 (people adj3 (satisf$ or dissatisf$)).ti,ab. 8
87 (people adj3 view$).ti,ab. 50
88 (user$ adj3 attitud$).ti,ab. 2
89 (user$ adj3 (choice$ or choos$ or control)).ti,ab. 14
90 (user$ adj3 expectation$).ti,ab. 5
91 (user$ adj3 experience$).ti,ab. 35
92 (user$ adj3 feedback).ti,ab. 5
93 (user$ adj3 learn$).ti,ab. 6
94 (user$ adj3 perspective$).ti,ab. 20
95 (user$ adj3 preference$).ti,ab. 5
96 (user$ adj3 (satisf$ or dissatisf$)).ti,ab. 11
97 (user$ adj3 view$).ti,ab. 15
98 engag$.ti,ab. 2693
99 social support.de. 715
100 advocacy.ti,ab. 944
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101 "peer support".ti,ab. 127
102 technology.de. 672
103 technol$.ti,ab. 1276
104 or/1-103 9819
105 Social work.de. 3006
106 ("direct payment$" or "individual budget$" or 112
micro?commissioning or "personal budget$" or "personal
health budget$" or personali?ed or personali?ation or "person-
centred" or "self-directed support").ti,ab.
107 Care plan$.ti,ab. 145
108 ("social work$" or "social care" or "social service$" or "social 18393
provision").ti,ab.
109 ((community or home or residential or day) adj3 (care or help 3093
or provision or provider$ or service$ or support)).ti,ab.
110 or/105-109 20920
111 adults.de. 273
112 elderly.de. 183
113 adult$.ti,ab. 5615
114 aged.de. 2307
115 ("older people" or "older person$" or "older adult$").ti,ab. 1676
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116 (geriatric or "very old" or elder$ or frail$ or disabilit$ or 4895
disabled).ti,ab.
117 Homelessness.de. 520
118 homeless.ti,ab. 747
119  |or/111-118 11093
120 (child$ or adolescen$ or youth).ti,ab. 20822
121 child*.de. 15401
122 adolesce*.de. 3875
123 |or/120-122 23230
124 119 not 123 7264
125 systematic$.ti,ab. 1250
126 review$.ti,ab. 6103
127 "meta analysis".de. 49
128 meta?.ti,ab. 239
129 random$.ti,ab. 2164
130 "Conceptual frameworks".de. 512
131 "Social work research".de. 327
132 research.de. 12519
133 |Trial$.ti. 207
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134 ("behavio?ral research" or "conversation analys?s" or 152
"evidence synthesis" or "personal narratives" or "survey
research").ti,ab.
135 "Focus Group$".ti,ab. 781
136 ("process evaluation$" or "outcome evaluation$" or "service 130
evaluation$").ti,ab.
137 "qualitative research".de. 145
138 (qualitative or interview$ or audit$ or focus group$ or feedback 40018
or in-depth or story or stories or questionnaire$ or narrative$ or
narration$ or survey$ or observation$ or case or cohort or
study or studies).ti,ab.
139 surveys.de. 225
140 qguestionnaires.de. 49
141 narratives.de. 435
142 ((discourse or discurs$) adj3 analys?s).ti,ab. 60
143 (ethno$ or emic or etic or phenomenolog$ or grounded theory 3800
or constant compar$ or theoretical sampl$ or purposive
sampl$ or realist* or thematic or empirical).ti,ab.
144 synthes$.ti,ab. 354
145 analys$.ti,ab. 11050
146 "activities of daily living".ti,ab. 151
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147 (effectiveness or empower or monitored or monitoring or 13131
improve$ or measur$).ti,ab.
148 (ASCOT or instrument$ or independence or intervention or 16719
models or outcome$ or quality or wellbeing).ti,ab.
149 participation.de. 146
150 ("co-design" or "co-production$").ti,ab. 6
151 outcomes.de. 380
152 collaboration.de. 520
153 budgets.de. 35
154  |cost$.ti,ab. 2153
155 Cost$.de. 243
156 economics.de. 323
157  |economic$.ti,ab. 3446
158 (Fiscal or funding or financial or finance).ti,ab. 2492
159 Socioeconomic$.ti,ab. 1091
160 ((Personal or pool$) adj3 budget$).ti,ab. 7
161 (price$ or commission$ or pricing).ti,ab. 551
162 "cash for care".ti,ab. 7
163 or/125-162 55380
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164 104 and 110 and 124 and 163 507

165 limit 164 to yr="2000-Current" 315

10. SocINDEX (Ebsco)

Date searched: 16/03/2016

No. of records: 1879

Date limits: after 31Dec2000
Date update search: 26/01/2017
No. of update records: 120

Set Search Terms Results
S1 DE "CLIENT satisfaction" 168

S2 DE "ATTITUDE (Psychology)" 18,660

S3 DE "PUBLIC opinion" 7,980

S4 DE "PERCEPTION" 7,220

S5 DE "SOCIAL advocacy" 783

S6 DE "PATIENT participation” 522

S7 DE "CAREGIVERS" 6,534

S8 DE "SUPPORT groups" 1,304

S9 TI (lived n3 experience®) or AB (lived n3 experience®) 2,327

S10 DE "Advocacy" 758
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S11 Tl (carer* n3 attitud*™) or AB (carer* n3 attitud™®) 22

S12 Tl (carer* n3 (choice* or choos* or control)) or AB 25

(carer* n3 (choice* or choos* or control))

S13 Tl (carer* n3 complaint*) or AB (carer* n3 complaint®) 5

S14 Tl (carer* n3 expectation*) or AB (carer* n3 13

expectation®)

S15 TI (carer* n3 experience*) or AB (carer* n3 190
experience®)

S16 TI (carer* n3 feedback) or AB (carer* n3 feedback) 8

S17 Tl (carer* n3 learn*) or AB (carer* n3 learn™) 35

S18 TI (carer* n3 perspective*) or AB (carer* n3 77
perspective*)

S19 TI (carer* n3 preference*) or AB (carer* n3 7
preference®)

S20 TI (carer* n3 (satisf* or dissatisf*)) or AB (carer* n3 41

(satisf* or dissatisf*))

S21 Tl (carer* n3 view*) or AB (carer* n3 view*) 84
S22 TI (client* n3 attitud*) or AB (client* n3 attitud*) 299
S23 TI (client* n3 (choice* or choos* or control)) or AB 452

(client* n3 (choice* or choos* or control))

People's experience in adult social care services: consultation draft (August 2017) 97 of 176



S24 TI (client* n3 complaint*) or AB (client* n3 complaint*) 37

S25 TI (client* n3 expectation®) or AB (client* n3 188

expectation®)

S26 TI (client* n3 experience*) or AB (client* n3 817
experience®)

S27 TI (client* n3 feedback) or AB (client* n3 feedback) 97

S28 TI (client* n3 learn*) or AB (client* n3 learn®) 192

S29 TI (client* n3 perspective*) or AB (client* n3 324
perspective*)

S30 TI (client* n3 preference*) or AB (client* n3 119
preference®)

S31 Tl (client* n3 (satisf* or dissatisf*)) or AB (client* n3 524

(satisf* or dissatisf*))

S32 TI (client* n3 view*) or AB (client* n3 view*) 363
S33 Tl (consult* n3 attitud*) or AB (consult* n3 attitud®) 41
S34 TI (consult* n3 (choice* or choos* or control)) or AB 109

(consult* n3 (choice* or choos™ or control))

S35 TI (consult* n3 complaint*) or AB (consult* n3 19
complaint*®)
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S36 Tl (consult* n3 expectation*) or AB (consult* n3 20

expectation®)

S37 TI (consult* n3 experience*®) or AB (consult* n3 221

experience®)

S38 TI (consult* n3 feedback) or AB (consult* n3 feedback) 24

S39 TI (consult* n3 learn*) or AB (consult* n3 learn®) 74

S40 TI (consult* n3 perspective*) or AB (consult* n3 43
perspective*)

S41 TI (consult* n3 preference™) or AB (consult* n3 19
preference®)

S42 TI (consult* n3 (satisf* or dissatisf*)) or AB (consult* n3 40

(satisf* or dissatisf*))

S43 TI (consult* n3 view*) or AB (consult* n3 view*) 110
S44 Tl (consumer* n3 attitud*) or AB (consumer* n3 531
attitud®)

S45 TI (consumer® n3 (choice* or choos* or control)) or AB 948

(consumer® n3 (choice* or choos* or control))

S46 TI (consumer® n3 complaint®) or AB (consumer* n3 162

complaint®)

S47 TI (consumer* n3 expectation®) or AB (consumer* n3 142

expectation®)
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S48 TI (consumer* n3 experience®) or AB (consumer* n3 304

experience®)

S49 TI (consumer* n3 feedback) or AB (consumer® n3 32
feedback)

S50 TI (consumer* n3 learn*) or AB (consumer® n3 learn*) 89

S51 Tl (consumer*® n3 perspective*) or AB (consumer* n3 302

perspective™)

S52 TI (consumer*® n3 preference*) or AB (consumer® n3 489
preference™)

S53 Tl (consumer® n3 (satisf* or dissatisf*)) or AB 442

(consumer* n3 (satisf* or dissatisf*))

S54 Tl (consumer® n3 view*) or AB (consumer* n3 view*) 282

S55 TI (customer*® n3 attitud*) or AB (customer® n3 attitud*) 58

S56 TI (customer® n3 (choice* or choos* or control)) or AB 96

(customer* n3 (choice* or choos* or control))

S57 TI (customer® n3 complaint®) or AB (customer* n3 39
complaint®)
S58 TI (customer® n3 expectation®) or AB (customer* n3 82

expectation®)

S59 TI (customer® n3 experience*) or AB (customer* n3 69

experience®)
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S60 TI (customer* n3 feedback) or AB (customer® n3 13

feedback)

S61 Tl (customer® n3 learn*) or AB (customer® n3 learn™) 17

S62 TI (customer* n3 perspective*) or AB (customer® n3 41
perspective*)

S63 TI (customer* n3 preference*) or AB (customer® n3 45
preference®)

S64 Tl (customer® n3 (satisf* or dissatisf*)) or AB (425)

(customer® n3 (satisf* or dissatisf*))

S65 TI (customer® n3 view*) or AB (customer* n3 view*) (46)

S66 TI (individual* n3 attitud*) or AB (individual* n3 attitud*) (1,900)

S67 TI (individual* n3 (choice* or choos™ or control)) or AB  (3,670)

(individual* n3 (choice* or choos* or control))
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S68 TI (individual* n3 complaint*) or AB(individual* n3 (114)

complaint®)

S69 TI (individual* n3 expectation*) or AB (individual* n3 (428)

expectation®)

S70 TI (individual* n3 experience®) or AB (individual* n3 (3,654)

experience®)

S71 TI (individual* n3 feedback) or AB (individual* n3 (197)
feedback)

S72 TI (individual* n3 learn*) or AB (individual® n3 learn®) (1,164)

S73 TI (individual* n3 perspective*) or AB (individual* n3 (1,054)

perspective*)

S74 TI (individual* n3 preference*) or AB (individual* n3 (1,211)

preference®)
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S75

S76

S77

S78

S79

S80

Tl (individual* n3 (satisf* or dissatisf*)) or AB

(individual* n3 (satisf* or dissatisf*))

Tl (individual* n3 view*) or AB (individual* n3 view®)

Tl (involv* n3 attitud*) or AB (involv* n3 attitud*)

Tl (involv* n3 (choice* or choos* or control)) or AB

(involv* n3 (choice* or choos* or control))

Tl (involve* n3 complaint*) or AB (involve* n3

complaint®)

TI (involv* n3 expectation®) or AB (involv* n3

expectation®)

(849)

(1,344)

(668)

(1,433)

(91)

(191)
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S81 TI (involv* n3 experience*) or AB (involv* n3 (1,013)

experience®)

S82 TI (involv* n3 feedback) or AB (involv* n3 feedback) (75)

S83 TI (involv* n3 learn*) or AB (involv* n3 learn®) (787)

S84 TI (involv* n3 perspective*) or AB (involv* n3 (395)
perspective*)

S85 TI (involv* n3 preference*) or AB (involv* n3 (143)
preference®)

S86 TI (involv* n3 (satisf* or dissatisf*)) or AB (involv* n3 (372)

(satisf* or dissatisf*))

S87 TI (involv* n3 view*) or AB (involv* n3 view*) (538)
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S88 TI (participation n3 attitud*) or AB (participation n3 (437)
attitud®)

S89 TI (participation n3 (choice* or choos* or control)) or (467)

AB (participation n3 (choice* or choos* or control))

S90 TI (participation n3 complaint*) or AB (participation n3  (8)

complaint®)

S91 TI (participation n3 expectation*) or AB (participation (99)

n3 expectation™)

S92 TI (participation n3 experience*) or AB (participation n3  (480)

experience®)

S93 TI (participation n3 feedback) or AB (participation n3 (43)
feedback)
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S94 TI (participation n3 learn*) or AB (participation n3 (353)

learn®)

S95 TI (participation n3 perspective*) or AB (participation (216)

n3 perspective*)

S96 TI (participation n3 preference®) or AB (participation n3  (82)

preference®)

S97 TI (participation n3 (satisf* or dissatisf*)) or AB (232)

(participation n3 (satisf* or dissatisf*))

S98 TI (participation n3 view*) or AB (participation n3 (247)
view®)

S99 TI (people n3 attitud*) or AB (people n3 attitud®) (2,062)

S100 TI (people n3 (choice* or choos™ or control)) or AB (1,825)

(people n3 (choice* or choos* or control))
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S101 TI (people n3 complaint*) or AB (people n3 complaint*) (58)

S102 TI (people n3 expectation*) or AB (people n3 (400)

expectation®)

S103 TI (people n3 experience*) or AB (people n3 (3,999)

experience®)

S104 TI (people n3 feedback) or AB (people n3 feedback) (54)

S105 TI (people n3 learn*) or AB (people n3 learn®) (2,100)
S106 TI (people n3 perspective*) or AB (people n3 (813)
perspective*)
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S107 TI (people n3 preference™) or AB (people n3 (367)

preference®)

S108 TI (people n3 (satisf* or dissatisf*)) or AB (people n3 (491)

(satisf* or dissatisf*))

S109 TI (people n3 view*) or AB (people n3 view*) (1,901)

S110 TI (user® n3 attitud*) or AB (user* n3 attitud®) (173)

S111 TI (user* n3 (choice* or choos™ or control)) or AB (user* (413)

n3 (choice* or choos* or control))

S112 TI (user* n3 complaint*) or AB (user* n3 complaint*) (17)

S113 TI (user* n3 expectation*) or AB (user* n3 (56)

expectation®)
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S114 TI (user* n3 experience*) or AB (user* n3 experience*) (597)

S115 TI (user* n3 feedback) or AB (user* n3 feedback) (66)

S116 TI (user* n3 learn®) or AB (user® n3 learn*) (99)

S117 TI (user* n3 perspective*) or AB (user* n3 (267)
perspective*)

S118 TI (user* n3 preference*) or AB (user* n3 preference*) (69)

S119 TI (user® n3 (satisf* or dissatisf*)) or AB (user* n3 (220)

(satisf* or dissatisf*))
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S120 TI (user* n3 view*) or AB (user* n3 view*)

S121 Tl (engag*) or AB (engag*)

S122 TI (advocacy) or AB (advocacy)

S123 TI ("peer support") or AB ("peer support")

S124 DE "INFORMATION & communication technologies"

S125 DE "ASSISTIVE computer technology"

S126 DE "COMMUNICATION devices for people with

disabilities"

(342)

(51,088)

(9,101)

(805)

(768)

(37)
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S127 S1 OR S2 OR S3 OR S4 OR S5 OR S6 OR S7 OR S8
OR S9 OR S10 OR S11 OR S12 OR S13 OR S14 OR
S15 0OR 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 OR S30 OR S31 OR S32 OR
S33 OR S34 OR S35 OR S36 OR S37 OR S38 OR
S39 OR S40 OR S41 OR S42 OR S43 OR S44 OR
S45 OR S46 OR S47 OR S48 OR S49 OR S50 OR
S51 OR S52 OR S53 OR S54 OR S55 OR S56 OR
S57 OR S58 OR S59 OR S60 OR S61 OR S62 OR
S63 OR S64 OR S65 OR S66 OR S67 OR S68 OR
S69 OR S70 OR S71 OR S72 OR S73 O ...

S128 DE "Social Services"

S129 DE "Social Work"

S130 DE "HOME care services"

S131 DE "ADULT care services"

(141,571)

(37,193)

(2,282)

(2,369)

(497)
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S132 DE "COMMUNITY-based social services" (875)

S133 DE "SOCIAL case work" (3,836)

S134 TI ("direct payment* or "individual budget*" or (2,589)
micro?commissioning or "personal budget™" or
"personal health budget*™ or personali?ed or
personali?ation or "person-centred" or "self-directed
support") or AB ("direct payment*" or "individual
budget™ or micro?commissioning or "personal
budget™ or "personal health budget*" or personali?ed
or personali?ation or "person-centred" or "self-directed

support")

S135 TI ("care plan*™) or AB ("care plan®) (3,276)

S136 TI ("social work™ or "social care" or "social service*™ or (65,872)

"social provision") or AB ("social work*" or "social care'

or "social service*" or "social provision")
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S137 TI ((community or home or residential or day) n3 (care
or help or provision or provider* or service* or support))
or AB ((community or home or residential or day) n3
(care or help or provision or provider* or service* or

support))

S138 S128 OR S129 OR S130 OR S131 OR S132 OR S133

OR S134 OR S135 OR S136 OR S137

S139 DE "ADULTS"

S140 TI "adult*™ or AB "adult*

S141 DE "MIDDLE age"

S142 DE "MIDDLE-aged persons"

(33,740)

(109,202)

(3,173)

(76,739)

(1,503)

(169)
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S143 DE "OLD age" (3,474)

S144 DE "OLDER people" (14,348)
S145 DE "YOUNG adults" (4,969)
S146 DE "HOMELESS persons" (2,516)
S147 Tl homeless or AB homeless (5,649)
S148 DE "MINORITIES" (9,486)
S149 DE "PEOPLE with disabilities" (5,493)

People's experience in adult social care services: consultation draft (August 2017) 114 of 176



S150 TI ("older people" or "older person*" or "older adult*") (16,677)
or AB ("older people" or "older person* or "older
adult™)

S151 TI (geriatric or "very old" or elder* or frail* or disabilit* (48,433)
or disabled) or AB (geriatric or "very old" or elder* or

frail* or disabilit* or disabled)

S152 S139 OR S140 OR S141 OR S142 OR S143 OR S144 (147,071)
OR S145 OR S146 OR S147 OR S148 OR S149 OR
S150 OR S151

S153 DE "SOCIAL case work with children" OR DE "SOCIAL (51,612)
work with children" OR DE "ADOLESCENCE" OR DE
"YOUTH" OR DE "CHILDREN"

S154 TI (child* or adolescen* or youth*) or AB (child* or (290,360)

adolescen® or youth*)

S155 S153 OR S154 (295,287)
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S156 S152 NOT S155 (100,123)

S157 DE " meta-analysis" (2,113)
S158 DE "CLINICAL trials" (2,963)
S159 DE "RANDOMIZED controlled trials" (1,322)
S160 DE "Literature reviews" (2,092)
S161 TI (systematic*) or AB (systematic*) (24,636)
S162 TI (review*) or AB (review*) (605,693)
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S163

S164

S165

S166

S167

S168

Tl (meta analys*) or AB (meta analys™®)

Tl (random*) or AB (random™)

ti (trial™)

DE "QUALITATIVE research"

DE "narratives"

AB "personal account”

(3,105)

(29,791)

(7,331)

(10,587)

(2,069)

(240)
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S169 DE "data collection"

S170 DE "ETHNOLOGY"

S171 DE "FOCUS groups"

S172 TI ("focus group™") or AB ("focus group®)

S173 TI ("behavioural research" or "behavioural research" or
"conversation analysis" or "evidence synthesis" or
"personal narratives" or "survey research")or AB
("behavioural research" or "behavioural research" or
"conversation analysis" or "evidence synthesis" or

"personal narratives" or "survey research")

S174 DE "INTERVIEWING"

(2,213)

(13,549)

(2,673)

(9,980)

(2,936)

(9,950)
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S175

S176

S177

S178

S179

S180

S181

DE "CONVERSATION analysis"

DE "PARTICIPANT observation"

DE "CONVERSATION analysis"

DE "PARTICIPANT observation"

DE "EVENT history analysis"

DE "Minimum Data Set"

DE "National Surveys"

(767)

(1,317)

(767)

(1,317)

(326)

(26)

(68)
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S182

S183

S184

S185

S186

S187

People's experience in adult social care services

DE "Proxy Respondents”

DE "Self Report Measures"

DE "State Surveys"

DE "Statistical Analysis"

DE "Surveys"

DE "Interviews"

(57)

(18,562)

(7,268)
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S188 TI ("process evaluation* or "outcome evaluation™ or (1,253)
"service evaluation*™)or AB ("process evaluation*" or

"outcome evaluation™" or "service evaluation*")

S189 TI (qualitative or interview* or audit* or feedback orin-  (792,145)
depth or story or stories or questionnaire* or narrative*
or narration® or survey* or observation* or case or
cohort or study or studies) or AB (qualitative or
interview™ or audit* or feedback or in-depth or story or
stories or questionnaire* or narrative* or narration* or
survey* or observation* or case or cohort or study or

studies)

S190 TI (discourse or discurs*) n3 (analys*)or AB (discourse (3,858)

or discurs*) n3 (analys®)

S191 TI (ethno* or emic or etic or phenomenolog* or (100,611)
grounded theory or constant compar* or theoretical
sampl* or purposive sampl* or realist* or thematic or
empirical) or AB (ethno* or emic or etic or
phenomenolog* or grounded theory or constant
compar* or theoretical sampl* or purposive sampl* or

realist* or thematic or empirical)

S192 TI (synthes*) or AB (synthes™) (7,450)
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S193 DE "OUTCOME assessment (Social services)" (353)

S194 DE "SOCIAL services -- Evaluation” (205)
S195 DE "QUALITY of life" (9,966)
S196 DE "WELL-being" (6,176)
S197 DE "Quality of Care" (292)
S198 DE "ACTIVITIES of daily living" (1,256)

S199 TI ("activities of daily living") or AB ("activities of daily (1,221)
living")
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S200 TI (effectiveness or empower or monitored or (252,240)
monitoring or improve* or measur®) or AB
(effectiveness or empower or monitored or monitoring

or improve* or measur®)

S201 TI (ASCOT or instrument® or independence or (354,249)
intervention or models or outcome* or quality or
wellbeing) or AB (ASCOT or instrument* or
independence or intervention or models or outcome* or

quality or wellbeing)

S202 TI ("co-design" or "co-production*) or AB ("co-design"  (272)

or "co-production*")

S203 DE "COST" (1,878)

S204 OR DE "COST effectiveness" OR DE "PRICES" OR (30,962)
DE "ECONOMICS" OR DE "COST effectiveness" OR
DE "PRICES"

S205 DE "ECONOMICS" (25,802)
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S206

S207

S208

S209

S210

S211

S212

DE "PRICES"

DE "BUDGET"

DE "PERSONAL budgets"

Tl (cost®) or AB (cost*)

Tl (economic*) or AB (economic®)

DE "ECONOMETRIC models"

DE "Models"

(2,767)

(3,478)

(101)

(68,012)

(187,615)

(1,893)

(137)
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S213

S214

S215

S216

S217

S218

Tl (Fiscal or funding or financial or finance) or AB

(Fiscal or funding or financial or finance)

Tl Socioeconomic* or AB Socioeconomic*

Tl ((Personal or pool*) n3 budget*) or AB ((Personal or
pool*) n3 budget®)

Tl (price* or commission* or pricing) or AB (price* or

commission* or pricing)

Tl ("cash for care") or AB ("cash for care")

Tl (Personal health n3 budget*) or AB (Personal health
n3 budget®)

(78,302)

(22,936)

(209)

(56,970)

(48)

(12)
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S219 S157 OR S158 OR S159 OR S160 OR S161 OR §162  (1,718,113)
OR S163 OR S164 OR $165 OR S166 OR S167 OR
S168 OR S169 OR S170 OR S171 OR S172 OR S173
OR S174 OR S175 OR §$176 OR S177 OR S178 OR
S179 OR S180 OR S181 OR S182 OR S183 OR S184
OR S185 OR S186 OR S187 OR S188 OR S189 OR
S190 OR S191 OR S192 OR S193 OR S194 OR S195
OR S196 OR S197 OR $198 OR S199 OR S200 OR
S201 OR S202 OR S203 OR S204 OR S205 OR S206
OR S207 OR S208 OR S209 OR S210 OR S211 OR
S212 OR S213 OR S214 OR S215 OR S216 OR S217

OR S218
S220 S127 AND S138 AND S156 AND S219 (2,369)
S221 S127 AND S138 AND S156 AND S219 (1,933)

Date limit: 01/01/2000 - Current

S222 S220 AND S221 (1,933)
S223 S127 AND S138 AND S156 (without study type) (2,854)
S224 S220 AND S221 1879
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(limited to English Language)

11. Sociological Abstracts (Proquest)

Date searched: 15/03/2016

No. of records: 945

Date limits: after 31Dec2000
Date update search: 30/01/2017
No. of update records: 156

VIEWS

SU.EXACT("Client Satisfaction") OR SU.EXACT("Experience") OR
SU.EXACT("Satisfaction") OR SU.EXACT ("Participation") OR SU.EXACT("Citizen
Participation") OR SU.EXACT("Perceptions") OR SU.EXACT("Attitudes") OR
SU.EXACT("Preferences") or SU.EXACT("Caregivers") or SU.EXACT("Advocacy")

SU.EXACT("Support Networks") OR SU.EXACT("Social Support")

TI,AB(lived n/2 experience) OR TI,AB("expert by experience")

TI,AB(engag*) OR TI,AB(advocacy) OR TI,AB("peer support") OR TI,AB("technol*")

attitude OR complaint OR (choice OR choos* OR control) OR (satisf* OR dissatisf*)
OR expectation OR experience OR feedback OR learn OR perspective OR
preference OR view NEAR/3 Carer OR Client OR consult* OR consumer OR
Customer OR Individual OR Involv* OR participation OR people OR user

SETTING

TI,AB("direct payment" OR "individual budget" OR "personal budget" OR "personal
health budget" OR personalised OR personalized OR personalisation OR
personalization OR "person-centred" OR "self-directed support") TI,AB(Care plan)

OR TI,AB("social work" OR "social care" OR "social service" OR "social provision")
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OR TI,AB((community OR home OR residential OR day) NEAR/3 (care OR help OR
provision OR provider OR service OR support))

SU.EXACT("Social Work") OR SU.EXACT("Adult Care Services") OR
SU.EXACT("Community Services") OR SU.EXACT("Social Services")

POPULATION

(T1,AB(adult) OR TI,AB(homeless) OR TI,AB("older people" OR "older person" OR
"older adult") OR TI,AB("geriatric" OR "very old" OR elder OR frail OR disabilit* or
disabled) OR SU.EXACT("Adults") OR SU.EXACT("Elderly") OR SU.EXACT("Middle
Aged Adults") OR SU.EXACT("Young Adults") OR SU.EXACT("Homelessness") OR
SU.EXACT("Minority Groups") OR SU.EXACT("Disadvantaged")

NOT (SU.EXACT("Children") OR TI,AB(child* OR adolescen* OR youth) OR
SU.EXACT("Adolescents"))

STUDY TYPE/METHODS

SU.EXACT("Literature Reviews") OR SU.EXACT("Qualitative Methods") OR
SU.EXACT("Observation") OR SU.EXACT("Methodology (Data Collection)") OR
SU.EXACT("Surveys") OR SU.EXACT("Interviews") OR SU.EXACT("Group
Research") OR SU.EXACT("Cohort Analysis") OR SU.EXACT("Surveys") OR
SU.EXACT("Questionnaires") OR SU.EXACT("Narratives") OR
SU.EXACT("Observation")

QUALIATITIVE STUDIES

TI,AB(random™*) OR Tl(trial) OR TI,AB("behavioural research" or "behavioural
research" or "conversation analysis" or "evidence synthesis" or "personal narratives"
or "survey research") OR TI,AB(qualitative or interview or audit or feedback or "in-
depth" or story or stories or questionnaire or narrative or narration or survey or
observation or case or cohort or study or studies) OR TI,AB((discourse or discurs®)
N/3 (analys*)) OR TI,AB(ethno* or emic or etic or phenomenolog* or "grounded
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theory" or "constant compar*"or "theoretical sampl*" or "purposive sampl*™ or realist*
or thematic or empirical) OR TI,AB(synthes*) OR TI,AB("focus group")

MEASURES

SU.EXACT("Program Evaluation") OR SU.EXACT("Evaluation") OR
SU.EXACT("Evaluation Research") OR SU.EXACT("Needs Assessment") OR
SU.EXACT("Treatment Outcomes") OR SU.EXACT ("Activities of Daily Living") OR
SU.EXACT("Quality of Life") OR SU.EXACT("Well Being")

TI,AB("process evaluation" or "outcome evaluation" or "service evaluation") OR
T1,AB("activities of daily living") OR TI,AB(effectiveness or empower or monitored or
monitoring or improve or measure) OR TI,AB(ASCOT or instrument or independence
or intervention or models or outcome or quality or wellbeing) OR TI,AB("co-design"

or "co-production")
ECONOMIC STUIDES

SU.EXACT("Costs") OR SU.EXACT("Budgets") OR SU.EXACT("Economic Models")
OR SU.EXACT("Econometric Analysis")

T1,AB(cost) OR TI,AB(economic) OR TI,AB(Fiscal or funding or financial or finance)
OR TI,AB(Socioeconomic) OR TI,AB((Personal or pool) N/3 (budget)) OR
TI1,AB(price or commission or pricing) OR TI,AB("cash for care") OR TI,AB("Personal
health" N/3 budget)

SEARCH STATEMENTS

((SU.EXACT("Client Satisfaction") OR SU.EXACT("Experience") OR
SU.EXACT("Satisfaction") OR SU.EXACT ("Participation") OR SU.EXACT("Citizen
Participation") OR SU.EXACT("Perceptions") OR SU.EXACT("Attitudes") OR
SU.EXACT("Preferences") OR SU.EXACT("Caregivers") OR
SU.EXACT("Advocacy") SU.EXACT("Support Networks") OR SU.EXACT("Social
Support")) OR (TI,AB(lived NEAR/2 experience) OR TI,AB("expert by experience"))
OR (TI,AB(engag*) OR TI,AB(advocacy) OR TI,AB("peer support") OR
TI1,AB("technol*)) OR (attitude OR complaint OR (choice OR choos* OR control) OR
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(satisf* OR dissatisf*) OR expectation OR experience OR feedback OR learn OR
perspective OR preference OR view NEAR/3 Carer OR Client OR consult* OR
consumer OR Customer OR Individual OR Involv* OR participation OR people OR
user)) AND ((TI,AB("direct payment" OR "individual budget" OR "personal budget"
OR "personal health budget" OR personalised OR personalized OR personalisation
OR personalization OR "person-centred" OR "self-directed support") TI,AB(Care
plan) OR TI,AB("social work" OR "social care" OR "social service" OR "social
provision") OR TI,AB((community OR home OR residential OR day) NEAR/3 (care
OR help OR provision OR provider OR service OR support))) OR
(SU.EXACT("Social Work") OR SU.EXACT("Adult Care Services") OR
SU.EXACT("Community Services") OR SU.EXACT("Social Services"))) AND
((SU.EXACT("Adults") OR SU.EXACT("Elderly") OR SU.EXACT("Middle Aged
Adults") OR SU.EXACT("Young Adults") OR SU.EXACT("Homelessness") OR
SU.EXACT("Minority Groups") OR SU.EXACT("Disadvantaged")) NOT
(SU.EXACT("Children") OR TI,AB(child* OR adolescen* OR youth) OR
SU.EXACT("Adolescents"))) AND ((SU.EXACT ("Literature Reviews") OR
SU.EXACT("Qualitative Methods") OR SU.EXACT("Observation") OR
SU.EXACT("Methodology (Data Collection)") OR SU.EXACT("Surveys") OR
SU.EXACT("Interviews") OR SU.EXACT("Group Research") OR SU.EXACT("Cohort
Analysis") OR SU.EXACT("Surveys") OR SU.EXACT("Questionnaires") OR
SU.EXACT("Narratives") OR SU.EXACT("Observation")) OR (TI,AB(random*) OR
Tl(trial) OR TI,AB("behavioural research" OR "behavioural research" OR
"conversation analysis" OR "evidence synthesis" OR "personal narratives" OR
"survey research") OR TIl,AB(qualitative OR interview OR audit OR feedback OR "in-
depth" OR story OR stories OR questionnaire OR narrative OR narration OR survey
OR observation OR case OR cohort OR study OR studies) OR TI,AB((discourse OR
discurs®) NEAR/3 (analys*)) OR TI,AB(ethno* OR emic OR etic OR phenomenolog*
OR "grounded theory" OR "constant compar*" OR "theoretical sampl*™ OR
"purposive sampl*™ OR realist* OR thematic OR empirical) OR TI,AB(synthes*) OR
TI1,AB("focus group")) OR (SU.EXACT("Program Evaluation") OR
SU.EXACT("Evaluation") OR SU.EXACT("Evaluation Research") OR
SU.EXACT("Needs Assessment") OR SU.EXACT("Treatment Outcomes") OR
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SU.EXACT("Activities of Daily Living") OR SU.EXACT("Quality of Life") OR
SU.EXACT("Well Being")) OR (TI,AB("process evaluation" OR "outcome evaluation"
OR "service evaluation") OR TI,AB("activities of daily living") OR TI,AB(effectiveness
OR empower OR monitored OR monitoring OR improve OR measure) OR
TILAB(ASCOT OR instrument OR independence OR intervention OR models OR
outcome OR quality OR wellbeing) OR TI,AB("co-design" OR "co-production")) OR
(SU.EXACT("Costs") OR SU.EXACT("Budgets") OR SU.EXACT("Economic
Models") OR SU.EXACT("Econometric Analysis")) OR (TI,AB(cost) OR
TI,AB(economic) OR TI,AB(Fiscal OR funding OR financial OR finance) OR
TI,AB(Socioeconomic) OR TI,AB((Personal OR pool) NEAR/3 (budget)) OR
TI,AB(price OR commission OR pricing) OR TI,AB("cash for care") OR
TI,AB("Personal health" NEAR/3 budget)) OR (Tl,AB(cost) OR TI,AB(economic) OR
TI,AB(Fiscal OR funding OR financial OR finance) OR TI,AB(Socioeconomic) OR
TI,AB((Personal OR pool) NEAR/3 (budget)) OR TI,AB(price OR commission OR
pricing) OR TI,AB("cash for care") OR TI,AB("Personal health" NEAR/3 budget)))

12. Social Care Online (update search only)
This database is part of the SPP database, however the SPP database is only
updated quarterly so to make sure that the most recent published studies were

included we additionally searched this database, which is updated daily.

Date searched: 01/02/2017

No. of records: 285

AllFields:'views' OR 'experience' OR 'perspective'

AND

SubjectTerms: "service users" OR SubjectTerms:"user views"
AND

PublicationYear:'2016 2017'
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4. Scoping searches

Scoping searches were undertaken in July-August 2015 using the following websites

and databases:

Databases
Centre for Reviews and Dissemination databases (Dare, HTA, NHS EDD)

PubMed Health

SPP - Social Policy & Practice
SWA- Social Work Abstracts
Systematic Review Journal
The Campbell Collaboration

The Cochrane Database

Websites

BASW — British Association Social Workers

CQC - Care Quality Commission

EHRC - Equality and Human Rights Commission
EPPI Centre

HSCIC — Health and Social Care Information Centre
NHS England

NHS Confederation

PSSRU - Personal Social Services Research Unit
QORU - Quality and Outcomes of Person-centred Care Policy Research Unit
RIP & RIPfa - Research in Practice for adults and children

Browsing or simple search strategies were employed. The search results were used

to provide information for scope development and project planning.
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Guidance/policy

Research evidence

Department of Health (2014)
Care Act. London: The Stationary
Office

Beresford P, Shamash M, Forrest V et al.
(2005) Developing social care: service users’
vision for adult support: Shaping our Lives.
London: SCIE

Department of Health (2012) The
Health and Social Care Act
(2012). London: The Stationary
Office

Health & Social Care Information Centre
(2014) Personal Social Services Adult Social
Care Survey, England - 2013-14. London:
HSCIC

King’s Fund (2011) Experience-
based co-design: working with
patients to improve health care.
London: King’s Fund

Leadership Alliance for the Care of Dying
People (2014) One Chance to Get it Right -
Improving people’s experience of care in the
last few days and hours of life. London

Levin E (2004) Involving service
users and carers in social work
education. SCIE Guide 4.
London: SCIE

Rahilly T, Hendry E (2014) Promoting the
Wellbeing of Children in Care - Messages from
Research. London: National Society for the
Prevention of Cruelty to Children

National Institute for Health and
Care Excellence (2012) CG138
Patient experience in adult NHS
services. London: NICE.

Social Care Institute for Excellence (2005)
SCIE Research briefing 11: The health and
well-being of young carers. London: SCIE

National Institute for Health and
Care Excellence (2011) CG136
Service user experience in adult
mental health. London: NICE.

Social Care Institute for Excellence (2009) At a
glance 19: Building user and carer
involvement in social work education. London:
SCIE

National Institute for Health and

Care Excellence (2010) Looked-
after children and young people.
London: NICE.

Social Care Institute for Excellence (2012)
People not processes: the future of
personalisation and independent living.
London: SCIE

5. Review questions and objectives

1. Views and experiences of services users

Component Description

Review No & Question 1. Which aspects of the experience of using adult

Scope section: social care services are positive or valued by
people who use services?
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Objectives

To identify evidence from 2000 onwards about what
people who use adult social care services value as
positive aspects of their experience. This should also
include what people think works well or contributes
to a positive experience. We will use a grounded
approach to build a thematic framework that may be
used to inform the analysis in subsequent reviews. If
possible, themes around negative experiences will

also be identified.

Criteria for considering

studies for the review

Population: Adults aged 18 or over who use social
care services

Setting: All UK settings where adult social care
services are delivered.

Intervention: This is not an intervention review. It
focuses on synthesizing evidence from a range of
sources about service user views.

Outcome: For this question, there is likely to be a
considerable amount of evidence from qualitative
data, although some types of quantitative or mixed
methods studies may also be included. Both service
user and service level outcomes may be included as
appropriate. Relevant outcomes could include views
about:

1 Wellbeing and quality of life (related to health,
mental health and social wellbeing).

2 Engagement with services and care, including
understanding relevant care and management
issues where appropriate.

3 Choice and control.

4 Satisfaction of people who use services (including
carer, family and advocate perceptions of how
satisfied the people who use services are).
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5 Perceived and objectively measured
independence.

6 Ability to carry out activities of daily living with or
without support.

7 Continuity of care.

8 Participation in social and community activities,
including training and education, paid and unpaid
employment.

9 Resource use.

10 Security and personal safety.

Evidence type

Research about the views and experiences of

people who use services about the service they

receive. This could be: qualitative, quantitative or

mixed.

e Qualitative assessments

¢ Quantitative studies such as surveys where
views are gathered.

¢ Mixed methods studies

e Systematic reviews - if they address the same

research question

Changes made in the

course of the review

Study type restricted to studies that are rich in
qualitative data, directly reported by people using
services themselves in each of the main settings
(residential care, own home, hospital and
community). Used this framework to identify gaps in

the evidence.

Used the 'scoping framework' to identify themes.
When a theme became saturated, we didn’t include

more of those studies.

Additional search for directly reported views papers

(silver standard), and video transcript that address
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these gaps for three groups: people with learning
disabilities, including autism; people with sensory

impairments, people employing Personal Assistants.

Consider people with particular needs and

characteristics when reviewing additional evidence:

o Studies of people with learning disabilities
(LD), including autism

o Studies of people hard of hearing, with
multiple sensory impairments

o Studies of Personal Assistants (PAs).

o LGBQT

o BME

2. Barriers to improving the experience of care

Component Description
Review No & Question 2. For people who use adult social care
Scope section: services, what are the barriers related to

improving their experience of care?

Objectives To identify barriers to improving the experience of
adult social care services. The themes identified in
Question 1 will be used to help focus this review.
Factors that may limit or prevent people’s positive
experience of care might include barriers to people
being engaged in their care planning and delivery;
lack of information about what services users
value or need; evidence about the characteristics
of services where improvements in user
experience are either not evaluated, or not

improved following negative evaluation.
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Criteria for considering

studies for the review

Population: Adults aged 18 or over who use social
care services

Setting: All UK settings where adult social care
services are delivered.

Intervention: This is not an intervention review. It
seeks to synthesize evidence from a range of
sources about the barriers and facilitators to
improving the experience of adult social care
services

Outcomes: For this question, there is likely to be a
considerable amount of evidence from qualitative
data, although some types of quantitative or mixed
methods studies may also be included. Both service
user and service level outcomes may be included as
appropriate. Relevant outcomes could include

measures or information relating to:

1 Wellbeing and quality of life (related to health,

mental health and social wellbeing).

2 Engagement with services and care, including
understanding relevant care and management

issues where appropriate.
3 Choice and control.

4 Satisfaction of people who use services (including
carer, family and advocate perceptions of how

satisfied the people who use services are).

5 Perceived and objectively measured

independence.

6 Ability to carry out activities of daily living with or

without support.
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7 Continuity of care.

8 Participation in social and community activities,
including training and education, paid and unpaid

employment.
9 Resource use.

10 Security and personal safety.

Evidence type

¢ Intervention or evaluation studies where barriers
or facilitators are assessed

e Qualitative assessments

¢ Quantitative studies such as surveys where
views are gathered.

e Mixed methods studies

e Systematic reviews - if they address the same

research question

Changes made in the

course of the review

Included settings restricted to residential care, own
home, hospital and community. Prioritised
residential care studies because residential care
considered an area where people’s experience may
be especially poor, and people may be more

excluded from research.

Study type restricted to those that are rich in
qualitative data, directly reported by people using
services themselves in each of the main settings
(residential care, own home, hospital and
community), except for residential care in which
studies reporting views from people other service

users were included.
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Used the 'scoping framework' to identify themes.
When a theme became saturated, we didn’t include

more of those studies.

Additional search for directly reported views papers
(silver standard), and, video transcript that address

these gaps, as a way of prioritising

Consider people with particular needs and

characteristics when reviewing additional evidence:

o Studies of people with learning disabilities
(LD), including autism

o Studies of people hard of hearing, with
multiple sensory impairments

o Studies of Personal Assistants (PAs).

o LGBQT

BME

3. Facilitators to improving the experience of care

Component

Description

Review No & Question

Scope section:

3. For people who use adult social care services,
what would help improve their experience of

care?

Objectives

To identify facilitators to improving the experience of
adult social care services. The themes identified in
Question 1 will be used to focus this review. Factors
that help improve people’s experience of care might
include use of different kinds of information about
service users’ needs or views to inform
development; engagement with formal groups or
advocates, and so on. It is likely that there will be

considerable overlap between the papers included in
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review 2 and 3, and some overlap between papers

included in reviews 1 and 3.

Criteria for considering

studies for the review

Population: Adults aged 18 or over who use social
care services

Setting: All UK settings where adult social care
services are delivered.

Intervention: This is not an intervention review. It
seeks to synthesize evidence from a range of
sources about the barriers and facilitators to
improving the experience of adult social care

services.

Outcomes: For this question, there is likely to be a
considerable amount of evidence from qualitative
data, although some types of quantitative or mixed
methods studies may also be included. Both service
user and service level outcomes may be included as
appropriate. Relevant outcomes could include

measures or information relating to:

1 Wellbeing and quality of life (related to health,

mental health and social wellbeing).

2 Engagement with services and care, including
understanding relevant care and management

issues where appropriate.
3 Choice and control.

4 Satisfaction of people who use services (including
carer, family and advocate perceptions of how

satisfied the people who use services are).

5 Perceived and objectively measured

independence.
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6 Ability to carry out activities of daily living with or

without support.
7 Continuity of care.

8 Participation in social and community activities,
including training and education, paid and unpaid

employment.
9 Resource use.

10 Security and personal safety.

Evidence type

e Intervention or evaluation studies where barriers
or facilitators are assessed

e Qualitative assessments

¢ Quantitative studies such as surveys where
views are gathered.

¢ Mixed methods studies

e Systematic reviews - if they address the same

research question

Changes made in the

course of the review

Study type restricted to studies that are rich in
qualitative data, directly reported by people using
services themselves in each of the main settings
(residential care, own home, hospital and
community). Used this framework to identify gaps in

the evidence.

Used the 'scoping framework' to identify themes.
When a theme became saturated, we didn’t include

more of those studies.

Additional search for directly reported views papers
(silver standard), and video transcript that address

these gaps for three groups: people with learning
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disabilities, including autism; people with sensory

impairments, people employing Personal Assistants.

Consider people with particular needs and

characteristics when reviewing additional evidence:

o Studies of people with learning disabilities
(LD), including autism

o Studies of people hard of hearing, with
multiple sensory impairments

o Studies of Personal Assistants (PAs).

LGBQT

o BME

O

4. Effectiveness and cost effectiveness of methods for evaluating experiences

Component

Description

Review No & Question

Scope section:

4. What methods and approaches for gathering,
monitoring and evaluating the experiences of
people using adult social care services are

effective and cost-effective?

Objectives

There is some evidence — much of it from research
on community engagement - that engagement in
service design and delivery can improve both
service and individual outcomes. The objective of
this review question is to identify evidence from
2000 onwards about what works in terms of the
different ways that services collate information about
the views and experiences of people who use adult
social care services; specifically, the question will
focus on and how these activities impact on
individual outcomes, including effectiveness and

cost effectiveness.
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Criteria for considering

studies for the review

Population: Adults aged 18 or over who use social
care services

Setting: All UK settings where adult social care
services are delivered.

Intervention: This question focuses on different
approaches to gathering, synthesizing and using the
views of adults who use services in service

development and improvement.

Outcomes: For this question, there is likely to be a
range of interventions such as different models of
consultation or service management, support
services, such as advocacy and peer support,
devices and technologies. Studies with a
comparative design, including before / after designs,
controlled trials, randomised controlled trial, cost
effectiveness studies and other evaluation designs
where a comparison group is used will be included,
where individual outcomes are reported. Relevant
outcomes could include measures or information
relating to:

1 Wellbeing and quality of life (related to health,

mental health and social wellbeing).

2 Engagement with services and care, including
understanding relevant care and management

issues where appropriate.
3 Choice and control.

4 Satisfaction of people who use services (including
carer, family and advocate perceptions of how

satisfied the people who use services are).

5 Perceived and objectively measured

independence.
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6 Ability to carry out activities of daily living with or

without support.
7 Continuity of care.

8 Participation in social and community activities,
including training and education, paid and unpaid

employment.

9 Resource use10 Security and personal safety.

Evidence type

e Before / after or other controlled design, which
measure and report on relevant individual
outcome measures.

e Controlled trials or RCTs

e Studies of cost effectiveness

e Evaluation studies where a control or
comparison group is used

o Systematic reviews of effectiveness studies

Changes made in the

course of the review

Using our original review protocol criteria we
identified only two studies. We therefore explored
options for identifying additional literature. We
considered: amending our UK-only inclusion criteria
to include studies with a control group from other
countries; or, amending our criteria in relation to
study design. On closer review, the latter option
seemed more appropriate and useful for answering

our question.

It was suggested by the GC7 that we include studies
evaluating the ASCOT toolkit as evidence for RQ4.
We ran a specific search of studies of our EPPI
database of studies (including the updated search
studies) evaluating ASCOT. To be in scope and in

keeping with processes developed for evidence
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presented to previous GC meetings, we set the
criteria that these studies not only had to be
evaluating the effectiveness of ASCOT but had to
ideally also include direct user views in the

evaluation.
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6. Figure A1. Flowchart summarising excluded studies
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7. Lists of studies excluded at full text screening stage by exclusion criteria

Research questions 1, 2 and 3

older adults and their home care workers. Aging & Mental Health 20, 56-64
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Abma T, Bruijn A, Kardol T et al. (2012) Responsibilities in elderly care: Mr Powell's narrative of duty and Country

relations. Bioethics 26, 22-31
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Journal of Mental Health 18, 99-110
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preliminary study. Health and Social Care in the Community 10, 464-471
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with Dementia After Relocation to a Residential Care Facility. Journal of Housing for the Elderly 27, 221-240

Andersson |, Pettersson E and Sidenvall B (2007) Daily life after moving into a care home--Experiences from Country

older people, relatives and contact persons. Journal of Clinical Nursing 16, 1712-1718

Audit Commission et al. (2000) A report of the joint review of social services in Staffordshire County Council. Population

London: Ofsted

Awang D (2002) Older people and participation within Disabled Facilities Grant processes. The British Journal | Intervention
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Ayalon L and Roziner | (2016) Satisfaction with the relationship from the perspectives of family caregivers, Country
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Views. Topics in Stroke Rehabilitation 18, 536-548

Barnes C, Mercer G, and Din | (2003) Research Review on User Involvement in Promoting Change and Intervention
Enhancing the Quality of Social ‘Care’ Services for Disabled People: Literature review. Leeds: Centre for

Disability Studies, University of Leeds

Barnes C, Morgan H and Mercer G (2001) Creating Independent Futures: An Evaluation of Services Led by Intervention
Disabled People. Stage Three Report. Leeds: The Disability Press

Beresford P et al. (2016) From mental illness to a social model of madness and distress. London: Shaping Our | Intervention
Lives

Blank A (2004) Clients' experience of partnership with occupational therapists in community mental health. Intervention
British Journal of Occupational Therapy 67, 118-124

Blood I, Copeman | and Pannell J (2016) Hearing the voices of older people in Wales: what helps and hinders | Intervention
us as we age? Research report. Cardiff: Social Services Improvement Agency

Bock C, Demiris G, Choi Y et al. (2016) Engaging older adults in the visualization of sensor data facilitated by | Country

an open platform for connected devices. Technology and health care 24, 541-50

Bollig G, Gjengedal E and Rosland JH (2016) They know!—Do they? A qualitative study of residents and Intervention
relatives views on advance care planning, end-of-life care, and decision-making in nursing homes. Palliative

medicine 30, 456-470

Bone H (2009) Being Positive in Bradford: An Analysis of the Social Support Needs of people affected by HIV & | Intervention
AIDS in the Bradford District. Bradford: City of Bradford

Bowles KH and Baugh AC (2007) Applying research evidence to optimize telehomecare. The Journal of Intervention
cardiovascular nursing 22, 5-15

Bradshaw SA, Playford ED and Riazi A (2012) Living well in care homes: a systematic review of qualitative Country
studies. Age and ageing 41, 429-40

Brookes N, Palmer S and Callaghan L (2016) “I live with other people and not alone”: a survey of the views and | Low priority
experiences of older people using Shared Lives (adult placement). Working with Older People 20, 179-186

Brown J and Addington-Hall J (2008) How people with motor neurone disease talk about living with their iliness: | Intervention
A narrative study. Journal of Advanced Nursing 62, 200-208

Brown K, Worrall L, Davidson B et al. (2010) Snapshots of success: an insider perspective on living Intervention
successfully with aphasia. Aphasiology 24, 1267-1295

Brown K, Worrall L, Davidson B et al. (2011) Living Successfully with Aphasia: Family Members Share Their Intervention
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Burton AE, Gibson JM and Shaw RL (2016) How do older people with sight loss manage their general health? | Intervention
A qualitative study. Disability and Rehabilitation: An International, and Multidisciplinary Journal 38, 2277-2285

Burton E, Lewin G and Boldy D (2013) Barriers and Motivators to Being Physically Active for Older Home Care | Country
Clients. Physical and Occupational Therapyin Geriatrics 31, 21-36

Burton E, Lewin G and Boldy D (2015) Physical activity preferences of older home care clients. International Intervention
Journal of Older People Nursing 10, 170-178

Byrne K, Sims-Gould J, Frazee K et al. (2011) “I'm Satisfied ... But”: Clients' and Families' Contingent Country
Responses About Home Care. Home Health Care Services Quarterly 30, 161-177

Caldwell J and Heller T (2003) Management of respite and personal assistance services in a consumer- Intervention

directed family support programme. Journal of Intellectual Disability Research 47, 352-366

Care and Social Services Inspectorate Wales (2016) 'Above and beyond': national review of domiciliary care in | Low priority
Wales. Merthyr Tydfil: Care and Social Services Inspectorate Wales

Care Quality Commission (2016) 2016 community mental health survey: statistical release. London: CQC Intervention
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Care Quality Commission (2016) A different ending: addressing inequalities in end of life care: older people. Evidence type
London: CQC
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palliative home care: A care development project. Palliative & Supportive Care 12, 107-1159
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Findings from a pilot project evaluation. Primary Health Care Research and Development 6, 269-277
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Clark L (2006) A comparative study on the effects of community care charging policies for personal assistance | Evidence type
users. Dissertation. Leeds: University of Leeds.

Commission For Social Care Inspection (2007) Hello, how can | help?: an analysis of mystery shoppers' Intervention
experiences of local council social care information services. London: Commission for Social Care Inspection

Commission For Social Care Inspection (2008) Raising voices: views on safeguarding adults. London: Intervention
Commission for Social Care Inspection

Commission For Social Care Inspection (2008) See me, not just the dementia: understanding people's Intervention

experiences of living in a care home. London: Commission for Social Care Inspection
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Cook EJ, Randhawa G, Sharp C et al. (2016) Exploring the factors that influence the decision to adopt and Low priority
engage with an integrated assistive telehealth and telecare service in Cambridgeshire, UK: a nested qualitative
study of patient 'users' and 'non-users'. BMC health services research 16, 137
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independent living and their longer-term outcomes. London: King's College London. Social Care Workforce
Research Unit

Cunliffe Al, Dewey ME, Gladman JR et al. (2004) Sooner and healthier: a randomised controlled trial and Intervention
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