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Critical appraisal tables

Review question 1: Which aspects of the experience of using adult social care services are positive or valued by people who use ser-
vices?

Review question 2: For people who use adult social care services, what are the barriers related to improving their experience of care?
Review question 3: For people who use adult social care services, what would help improve their experience of care?

Review question 4: What methods and approaches for gathering, monitoring and evaluating the experiences of people using adult social
care services are effective and cost-effective?
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1. Abbott D, Ottaway H, Gosling J et al. (2017) Lesbian, gay, bisexual, transgender, queer and intersex (LGBTQI+) disabled people and
self-directed social care support. Bristol: University of Bristol

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Is the mixed-methods research
design relevant to address the
qualitative and quantitative re-
search questions (or objec-
tives), or the qualitative and
quantitative aspects of the
mixed-methods question?

Yes

The mixed methods research de-
sign is appropriate to address the
qualitative and quantitative re-
search questions. In particular,
the survey data provides very
useful context and lends weight to
the findings from the qualitative
interviews. However, there is no
information about the different el-
ements of the research design.

Is the integration of qualitative
and quantitative data (or re-
sults) relevant to address the
research question?

Yes

Integrating the quantitative survey
data with the qualitative data from
the interviews and focus groups

Qualitative comp 1

Which component?

Survey of 56 LGBTQI+ disabled
adults

Are the sources of qualitative
data (archives, documents, in-
formants, observations) rele-
vant to address the research
question?

Yes

The research protocol stipulates
the intention to survey the mem-
bership of REGARD who live in
England, both those who are for-
mal members (n=58) and those
who are connected to REGARD
via Facebook (n= unknown in
terms of how many are in Eng-
land)'. In the actual research it-
self, 56 individuals were included
in the survey.

Is the process for analysing
qualitative data relevant to ad-
dress the research question?
Unclear

Does the study’s research
question match the review
question?

Yes

Research Questions in study pro-
tocol are:

1. What are the circumstances in
which LGBTQI+ disabled men
and women feel empowered by
social care staff and the circum-
stances in which they feel disem-
powered/discriminated against?

2. What kind of social care needs
do LGBTQI+ disabled women and
men have that could be said to be
more closely related to their sex-
ual identity? In what ways do they
want social care staff do support
these?

3. How are sexuality-related
needs and/or sexual identity is-
sues dealt with in e.g. support
planning, hiring and employing
support workers, support worker
training, support reviews?

4. What are support worker/PAs
experiences of negotiating the
sexuality related needs of the
people they work for?

Overall assessment of internal
validity
+

Lack of information about re-
search methodology.

Overall assessment of external
validity
++

Overall validity score

+

Lack of information about re-
search methodology.
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provides a detailed and explicit
account of the key issues relevant
to this topic.

Is appropriate consideration
given to the limitations associ-
ated with this integration, such
as the divergence of qualitative
and quantitative data (or re-
sults)?

No
This aspect has not been re-
ported on.

No information provided on how
survey data was analysed

Is appropriate consideration
given to how findings relate to
the context, such as the set-
ting, in which the data were col-
lected?

No

No information provided on how
survey findings relate to context.

Is appropriate consideration
given to how findings relate to
researchers’ influence; for ex-
ample, though their interac-
tions with participants?

No

No information provided on how
survey findings relate to research-
ers' influence.

Qualitative comp 2

Which component?
Qualitative interviews with 20
LGBTQI+ disabled people.

Are the sources of qualitative
data (archives, documents, in-
formants, observations) rele-
vant to address the research

5. What are the implications for
the delivery and organisation of
high quality social care for
LGBTQI+ disabled people?

Has the study dealt appropri-
ately with any ethical con-
cerns?

Yes

The University of Bristol is the
study Sponsor. The Social Care
Research Ethics Committee
(SCREC) are responsible for re-
viewing the study. The protocol
makes reference to information
about individuals being stored in
accordance with Data Protection
Act principles and guidance....
The protocol also stipulates that
the role of the Chief Investigator
is to be responsible for ensuring
that the team are compliant with
the Data Protection Act'.(Page 3).

Were service users involved in
the study?
Yes

Is there a clear focus on the
guideline topic?

Yes

Concerns service user experience
of self-directed social care sup-
port.
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question?
Yes

The protocol stipulated the inten-
tion to carry out 30 interviews,
which was thought to be feasible
within time and budget. Re-
searchers also stated that this 'is
the right saturation point for quali-
tative interviews given a quite
specific group on a quite specific
topic. ‘(Page 5). However, the fi-
nal study was made up of 20 in-
terviews.

Is the process for analysing
qualitative data relevant to ad-
dress the research question?
Unclear

No detail provided on how inter-
view data was analysed.

Is appropriate consideration
given to how findings relate to
the context, such as the set-
ting, in which the data were col-
lected?

No

No information provided on how
interview findings relate to con-
text.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes

Lesbian, Gay, Bisexual and
Transgender, Queer and Intersex
(LGBTQI+) disabled men &
women.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes

Study context is people's homes
and locations where social care is
provided as suggested by the re-
search findings.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes

Study relates to activities covered
by the scope e.g. Access to ser-
vices; Assessment; Choosing and
managing care.

(For views questions) Are the
views and experiences re-
ported relevant to the guide-
line?

Yes
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Is appropriate consideration
given to how findings relate to
researchers’ influence; for ex-
ample, though their interac-
tions with participants?

No

No information provided on how
findings from interviews relate to
researchers' influence.

Qualitative comp 3
Which component?
A focus group of PAs

Are the sources of qualitative
data (archives, documents, in-
formants, observations) rele-
vant to address the research
question?

Yes

The protocol stipulated the inten-
tion to organise two focus groups
of between 6-8 PAs in each group
who currently support LGBTQI+
disabled people as this ‘... might
provide a useful counterpoint to
hear how some PAs, from their
perspective, go about doing this
work — as well as thinking about
what kind of training and support
would help them to do the job
well'. (Page 6). The final study
however, refers to one focus
group of PAs.

Does the study have a UK per-
spective?

Yes

Based in England and findings
are transferable within UK con-
text.
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Is the process for analysing
qualitative data relevant to ad-
dress the research question?
Unclear

No detail provided on how the fo-
cus group data was analysed.

Is appropriate consideration
given to how findings relate to
the context, such as the set-
ting, in which the data were col-
lected?

No

No information provided on how
focus group findings relate to con-
text

Is appropriate consideration
given to how findings relate to
researchers' influence; for ex-
ample, though their interac-
tions with participants?

No

No info provided on how findings
from focus groups relate to re-
searchers' influence.

Quantitative comp
Descriptive A
Survey

Is the sampling strategy rele-
vant to address the quantitative
research question?
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Unclear

Sample drawn from the member-
ship of REGARD who live in Eng-
land, both those who are formal
members (n=58) and those who
are connected to REGARD via
Facebook (n= unknown in terms
of how many are in England). No
detail provided on sampling strat-
egy in the published research.

Is the sample representative of
the population under study?
Unclear

The research provides no infor-
mation on how survey sample
was selected.

Are measurements appropri-
ate?
Unclear

Is there an acceptable re-
sponse rate (60% or above)?
Unclear.

2. Abbott S, Fisk M and Forward L (2000) Social and democratic participation in residential settings for older people: realities and aspira-

tions. Ageing and Society 20, 327-340

Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Methodology
Qualitative study

How well was the data collec-
tion carried out?

Does the study’s research
question match the review

As far as can be ascertained
from the paper, how well was
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Qualitative interviews — quota
samples.

Is a qualitative approach ap-
propriate?
Appropriate.

Is the study clear in what it
seeks to do?
Clear.

How defensible/rigorous is the
research design/methodology?
Somewhat defensible

Clear from the methodology how
the study was carried out BUT
the sample ended up being 'op-
portunistic' even though the re-
searchers aim for quota sam-

pling.

Is the context clearly de-
scribed?

Unclear.

Possible biases are not dis-
cussed but authors do state the
study did not set out to be repre-
sentative.

Was the sampling carried out
in an appropriate way?
Somewhat appropriate

Appropriately.

Are the data ‘rich’?

Mixed.

While the study aimed to include
a diversity of views, and the sam-
pling included participants from
sheltered housing and residential
care settings, the results do not
record which quotes or themes
arose from which type of setting.
Also because sampling did not
take detailed histories, associa-
tions between gender, health, life-
style etc. and views are not relia-
ble.

Is the analysis reliable?
Reliable.

Are the findings convincing?
Somewhat convincing

The analysis involved thematic
content analysis, which is appro-
priate for this study design, but it
is difficult to conclude much about
the diversity of views since little
analysis was done drawing out
differences and similarities by
settings.

Are the conclusions adequate?
Somewhat adequate

question?

Partly.

None of the study questions ask
about service use but they do
ask for participant views.

Has the study dealt appropri-
ately with any ethical con-
cerns?

No.

Were service users involved in
the study?

Yes.

All 122 participants were using ei-
ther sheltered housing or residen-
tial care services.

Is there a clear focus on the
guideline topic?

Partly.

The study is seeking views and
experiences of living in sheltered
and/or residential care so on
scope in terms of the settings but
not directly about service use per
se — the service use element
comes out of themes developed
from discussions with partici-
pants.

Is the study population the
same as at least one of the

the study conducted?
+

Overall assessment of external
validity
+

Overall score
+
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

It could be that those who com-
pleted it were more positive be-
cause the sample ended up being
opportunistic. Although the re-
searchers did go to much effort to
secure participation from 'those
less likely to volunteer' to partici-
pate (p329).

Were the methods reliable?
Reliable.

Apart from the caveats mentioned
already about how the sample
was derived. Field notes were
used to supplement the inter-
views.

Given the paper's focus was on di-
versity, it is surprising there is not
much discussion about the extent
of diverse views in the conclu-
sions. Mostly the conclusions
summarise the overall thematic
points from the findings section.

groups covered by the guide-
line?

Yes.

Older people in receipt of social
services.

Is the study setting the same
as at least one of the settings
covered by the guideline?
Yes.

Residential care.

Does the study relate to at
least one of the activities cov-
ered by the guideline?

Yes, experiences of using resi-
dential care services.

(For views questions) Are the
views and experiences re-
ported relevant to the guide-
line?

Partly.

Some are and some not. The rel-
evant aspects are those to do
with levels of participation resi-
dents have in their own lives in-
cluding what happens to them in
the settings.

Does the study have a UK per-
spective?
Yes.
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3. Barnes C and Mercer G (2006) Creating user-led disability services in a disabling society. Bristol: Policy Press

Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

Interviews in nine case study
sites.

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?

Clear.

The project was initiated by the
BCODP Research Committee in
1998 and developed with the Na-
tional Centre for Independent Liv-
ing (NCIL). Its main aim was to as-
sess the development of Centres
for Independent/Integrated/Inclu-
sive Living (CILs) and similar user-
directed organisations (Authors,
p63).

How defensible/rigorous is the
research design/methodology?
Defensible.

The project comprised four

How well was the data collec-
tion carried out?

Appropriately.

Data collection from the nine case
study sites included collection of
documentary evidence (for exam-
ple, mission statements and
minutes of AGMSs); semi-struc-
tured interviews with staff and us-
ers. Data from users was collected
as part of stage 3 of the project.
Interviewees chose their preferred
method of interview, whether indi-
vidually, in pairs or as part of a fo-
cus group. Sign language, inter-
preters and personal assistance
was offered if needed. Research-
ers attempted to match the inter-
view style to the needs of inter-
viewees. Interviews were tape-
recorded and transcripts checked
with interviewees (p67).

Are the data ‘rich’?
Rich.
User views presented in chapter

Does the study’s research
question match the review
question?

Yes.

User views of user-led disability
services.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

Were service users involved in
the study?

Yes.

User views described on a range
of services.

Is there a clear focus on the
guideline topic?

Yes.

About user views in social care.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

As far as can be ascertained
from the paper, how well was

the study conducted?
++

Overall assessment of external
validity
++

Overall score
++
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

stages: 1. Establishing research
themes and postal survey of user-
led organisations 2. Visits to nine
case study sites including inter-
views with staff 3. In-depth inter-
views with users from nine case
study sites 4. Return visits to sites
to present and explore findings

(p63).

Is the context clearly de-
scribed?

Clear

Observations made in a variety of
settings. Chapter four briefly de-
scribes the characteristics of the
participants and the nine case
study organisations.

Was the sampling carried out in
an appropriate way?

Somewhat appropriate.

Authors point out that the sample
from the nine case study sites was
not representative. As member-
ship and user lists are confidential,
researchers resorted to using a
range of methods to recruit partici-
pants, including sending invita-
tions to potential participants in lo-
cal newsletters, letters sent di-

seven are rich in their descrip-
tions.

Is the analysis reliable?
Reliable.

Qualitative data was analysed us-
ing 'constant comparison' ap-
proach. (Glaser and Strauss,
1967). Categories were identified
and two researchers examined the
data to identify the existence and
consistency of key themes across
participants and research sites

(p66).

Are the findings convincing?
Convincing.

Are the conclusions adequate?
Adequate.

Yes.
Disabled adults.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes

Range of settings — including com-
munity, care home, day centres in
the statutory, voluntary and private
sector.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

Describes views of disabled peo-
ple in nine case study organisa-
tions providing services for disa-
bled people.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

rectly to individuals in organisa-
tions, or approaching potential in-
terviewees for names of individu-
als who might be interested (p66).

Were the methods reliable?
Reliable.

The researchers aimed to ensure
that the research should be ac-
countable to disabled people, so it
was managed by a small advisory
group including disabled people
and members of organisations
controlled by disabled people
(who were in the majority), which
met every two months to review
progress. The initial five months
were focused on discussing aims
and objectives of the research
with key figures in Britain's Disa-
bled People's Movement. Data
analysis and drafts were shared
with reps of disabled people's or-
ganisations and the advisory
group for their comment (p56).

Yes.

Nine organisations included: 1.
Cardiff and Vale Coalition of Disa-
bled People (CVCDP) 2. CIL de
Gwynedd (CILdG) 3. Centre for In-
dependent (now changed to 'Inclu-
sive') Living in Glasgow 4. Derby-
shire Coalition for Independent
Living (DCIL) 5. Disability Action
North East (DANE) 6. Greenwich
Association of Disabled People's
Centres for Independent Living
(GAD) 7. Lothian Centre for Inde-
pendent (now changed to 'Inte-
grated') Living (LCIL) 8. Surrey
Users' Network (SUN) 9. West of
England Centre for Independent
Living (WECIL) (p65).

4. Beech R, Henderson C, Ashby S et al. (2013) Does integrated governance lead to integrated patient care? Findings from the innova-

tion forum. Health & Social Care in the Community 21, 598-605
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study.

Qualitative methods within a case
study design.

Is a qualitative approach ap-
propriate?

Appropriate.

Qualitative research methods as
part of a case study to map indi-
vidual patient journeys. This de-
sign (see McLeod et al. 2011,
Toscan et al. 2011) is recom-
mended as a method for captur-
ing patients’ experiences about
services (NHS Institute for Inno-
vation & Improvement 2009).

Is the study clear in what it
seeks to do?
Clear.

How defensible/rigorous is the
research design/methodology?
Defensible.

‘Case study design (see McLeod
et al. 2011, Toscan et al. 2011) is
recommended as an approach for
capturing patients’ experiences
about services (NHS Institute for
Innovation & Improvement 2009).

How well was the data collec-
tion carried out?

Appropriately.

Data collection took place be-
tween February and July 2008.
'Researchers conducted up to
three semi-structured interviews
with each patient using a topic
guide to elicit patient experiences
of care. The guide was informed
by consultation with a public in-
volvement advisory group con-
vened by one of the participating
research organisations. The first
interview, at a time close to the
participant's health crisis, covered
the events leading up to it. The
second covered clinical interven-
tions received (generally in an
acute hospital) and the third, on-
going care following discharge
from an acute hospital or care
closer to home service'. (Page
589).

Are the data ‘rich’?
Rich.

Is the analysis reliable?
Reliable.

Tape-recorded interviews were
transcribed and anonymised.

Does the study’s research
question match the review
question?

Yes.

Patient interviews (46) covered
care received before, at the time
of and following a health crisis.

Has the study dealt appropri-
ately with any ethical con-
cerns?

Yes

Ethics approval for the study was
granted by the Eastern MREC.
Research governance approval
was obtained from the relevant
Primary Care Trust and Local Au-
thority committees.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

As far as can be ascertained
from the paper, how well was

the study conducted?
++

Overall assessment of external
validity
++

Overall score
++
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Up to three interviews per patient
undertaken. The study was de-
signed to follow patients
within/across both service bound-
aries and across time to capture
their experiences as they were
referred to and discharged from
services. Patients were recruited
with assistance from hospital
and/or community-based staff
and use of the modified Appropri-
ateness Evaluation Protocol crite-
ria [an audit tool for identifying
avoidable acute hospital bed use
(Beech 2005)]" (p599).

Is the context clearly de-
scribed?
Clear

Was the sampling carried out
in an appropriate way?
Appropriate

‘The identification of the patient
sample was purposive. Patients
were recruited with assistance
from hospital and/or community-
based staff and use of the modi-
fied Appropriateness Evaluation
Protocol criteria [an audit tool for
identifying avoidable acute hospi-
tal bed use (Beech 2005)]. If pa-
tients met the inclusion criteria,
they were approached initially by

Themes were identified, and cat-
egories developed and refined in-
ductively, employing the constant
comparative method of grounded
theory (Glaser and Strauss
1967). The researcher responsi-
ble for each site (SA, AD, CH) in-
dependently coded the data for
their site line by line. During a se-
ries of face-to-face and telecon-
ference meetings to enable shar-
ing of data and ideas, the joint
coding-framework was agreed.
Themes common to all sites as
well as differences were dis-
cussed, compared and developed
as analysis progressed. Emer-
gent findings were also informed
by other data such as interviews
with senior managers and docu-
mentary analysis. Themes that
were substantially present in the
data from all three sites remained
in the final analytical framework.

Are the findings convincing?
Convincing.

Are the conclusions adequate?
Adequate.

Older people.

Is the study setting the same
as at least one of the settings
covered by the guideline?
Yes.

Across and within organisational
boundaries.

Does the study relate to at
least one of the activities cov-
ered by the guideline?

Yes.

(For views questions) Are the
views and experiences re-
ported relevant to the guide-
line?

Yes.

Views focus on the care delivery
experiences of patients during
three key phases of their jour-
neys: pre-crisis, crisis and reha-
bilitation (including discharge
from acute care).

Does the study have a UK per-
spective?
Yes.
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

a member of staff involved in their
care to assess potential interest
in participation and were given an
information sheet giving details of
the study. A researcher then con-
tacted the patient, answered any
questions and arranged a suita-
ble time and venue for the initial
interview. Patients were given at
least 24 hours to consider their
participation before the re-
searcher sought written consent'
(p599).

Were the methods reliable?
Reliable.

Where possible, if the patient
agreed, an additional interview
was undertaken with an identified
carer. Also, researchers carried
out semi-structured interviews with
a range of key staff involved in the
patient’s care, e.g. hospital nurs-
ing staff, allied health or medical
team and, in community settings,
intermediate care or rehabilitation
team members. Interviews were
conducted face-to-face or by tele-
phone, and were tape-recorded
with the participant’s consent
(p600).
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5. Blake M, Bowes A, Valdeep G et al. (2016) A collaborative exploration of the reasons for lower satisfaction with services among Bang-
ladeshi and Pakistani social care users. Health & Social Care in the Community. Advance online publication. doi: 10.1111/hsc.12411

Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Methodology

In-depth interviews with social
care users.

Is a qualitative approach appro-
priate? Appropriate. The aim of
the study was to understand the
views and experiences of a group
of BME adult social care service
users, in order to understand why
they have lower levels of satisfac-
tion with these services than white
UK service users.

Is the study clear in what it
seeks to do? Clear. The purpose
of the study, to understand the
reasons for BME service users'
lower level of satisfaction, and
then work collaboratively to con-
sider solutions, was clear.

How defensible/rigorous is the
research design/methodology?
Defensible. Since the aim of the
study was to explore the different
satisfaction levels of BME and

How well was the data collec-
tion carried out?

Appropriately.

'Interview topic guides for service
users and social care providers
were developed using themes
identified from the research litera-
ture. Interviews with service users
and their families lasted around 60
minutes and were conducted by
trained qualitative research spe-
cialists. Researchers attended
fieldwork briefings where the study
context, the methods and topic
coverage were discussed. These
covered daily routines, formal care
and informal care. An exploration
of cultural and personal expecta-
tions, and experiences of access-
ing and receiving social care
sought to identify drivers of satis-
faction and dissatisfaction. Focus
groups were conducted with social
workers and home care workers
and in-depth interviews with social
care managers. Topics mirrored
those used for the service users,

Does the study’s research
question match the review
question? Yes. The study does
not specifically provide a research
question, but it does state in the
abstract that it 'explored underly-
ing reasons for the expression of
dissatisfaction with services
among Bangladeshi and Pakistani
social care users in England and
investigated, using a collaborative
approach, how these could be ad-
dressed'. (Page1). The study
makes clear that the reference is
specifically to adult social care.

Has the study dealt appropri-
ately with any ethical concerns?
Yes. 'Ethics approval was ob-
tained from the Social Care Re-
search Ethics Committee sup-
ported by the Social Care Institute
for Excellence (scie.org.uk). Infor-
mation about the research was
available in accessible formats
and translated into the relevant
written languages (Urdu and Ben-

As far as can be ascertained
from the paper, how well was
the study conducted?

++

Overall assessment of external
validity
++

Overall score
++
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

white UK service users, it was ap-
propriate to carry out interviews
with both groups. Bangladeshi and
Pakistani interviewees were se-
lected because they are groups
that have consistently shown low
satisfaction levels with care ser-
vices, and again this was appro-
priate as the aim was to explore
the reasons for dissatisfaction, not
to quantify it. The use of practi-
tioner interviewees allowed for ex-
planations to be provided for some
of the causes of dissatisfaction,
e.g. inadequate resources, lack of
training. It also allowed for collab-
orative working between service
users and practitioners in develop-
ing solutions.

Is the context clearly de-
scribed?

Unclear.

The wider context for the study,
BME adult social care service user
dissatisfaction, is clearly ex-
plained. However the settings
where the interviews informing this
study took place are not de-
scribed. This is worth noting, since
it is part of the context for the in-
terviews and could influence how

and perspectives on, and experi-
ences of, providing care were ex-
plored'. (Page 4).

Are the data ‘rich’?
Rich.

There is rich and detailed data
about the reasons for interviewee
dissatisfaction with adult social
care services.

Is the analysis reliable?

Reliable. The study report states
that a thematic analysis was car-
ried out, and this is reflected in the
thematic structure of the report.
The analysis is detailed and con-
sistent, and appears to be an im-
partial presentation of the data de-
rived from the interviewees.

Are the findings convincing?
Yes.

The study presents a consistent
and detailed picture.

Are the conclusions adequate?
Yes.

gali). The research was also ex-
plained verbally and participant
consent was sought at the start of
each data encounter. The inter-
views were offered in the main
languages spoken by study partic-
ipants (Urdu, Punjabi, Bengali and
Sylheti). Service users were of-
fered £20 to thank them for their
participation'. (Page 5).

Were service users involved in
the study?

Yes.

Although service users were not
involved in designing the study or
carrying out the research, they
were involved in the collaborative
workshops which helped produce
recommendations for improving
services to BME communities.

Is there a clear focus on the
guideline topic?

Yes.

The study explores the experi-
ences of Bangladeshi and Paki-
stani social care service users, in
order to find out why BME com-
munities show lower levels of sat-
isfaction than white British user of
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

participants feel about being inter-
viewed and what they are willing
to state in the interview.

Was the sampling carried out in
an appropriate way?

Appropriate.

As a qualitative study, what was
important was not to get a repre-
sentative sample of BME carers
who were dissatisfied with the
adult social care provided to them
so much as to interview service
users who could express what
their dissatisfactions were. It was
therefore appropriate to pick mem-
bers of groups who had consist-
ently expressed dissatisfaction
with the service. Although the in-
terviewees were all from urban ar-
eas, and not rural areas, this al-
lowed the researchers to focus on
areas with a higher BME popula-
tion, and there was a geographic
spread in the locations chosen —
north, south and Midlands. There
may be specific dimensions to the
experience of rural BME service
users, who may, for example, be
more isolated, but it was under-
standable and acceptable to use
the sample which could be the

The conclusions not only provide
an adequate explanation for the
user dissatisfaction of the inter-
viewees, they also include sug-
gestions with which the interview-
ees collaborated in order to ad-
dress the dissatisfactions.

Adult Social Care services. The
study identifies some barriers and
facilitators to service provision,
and makes some proposals for
how services could be improved.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

The study population consisted of
2 groups: adult social care service
users of Bangladeshi and Paki-
stani background; and practition-
ers responsible for providing adult
social care services.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

All the service user participants in
the study were being provided
with care in their home, and not in
a residential setting.

Does the study relate to at least
one of the activities covered by
the guideline? Yes.
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

most easily contacted and identi-
fied. It was also appropriate to se-
lect groups of white British service
users and social care practitioners
for comparison with the views of
the BME interviewees.

Were the methods reliable?
Reliable.

There is no reason to doubt the
reliability of the research design,
the data collection or the analysis.

The study related to the following
activities: access to services;
choosing and managing care; in-
volving people using services in
policy and strategies for local ser-
vice improvement; views of people
who use services, including car-
ers' or family members' percep-
tions of how well services support
them to be actively involved in
their care planning and delivery;
and working with the people who
use services to ensure the right
care is delivered at the right time.

Are the views and experiences
reported relevant to the guide-
line?

Yes.

The views and experiences
sought are all from people who ei-
ther use or provide adult social
care services, with the aim of im-
proving service provision for BME
communities.

Does the study have a UK per-
spective?

Yes.

Participants in the study were
drawn from 4 local authorities in 3
English cities: Birmingham, Leeds,
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

and predominantly Redbridge and
Newham in London.

6. Cameron A, Abrahams H, Morgan K et al. (2016) From pillar to post: homeless women's experiences of social care. Health & Social
Care in the Community 24(3), 345-352

Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Methodology
Qualitative study

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?
Clear.

How defensible/rigorous is the
research design/methodology?
Defensible.

Is the context clearly de-
scribed?
Clear.

Was the sampling carried out in
an appropriate way?
Appropriate

How well was the data collec-
tion carried out?

Appropriately.

The first interview focused on
women’s views of their living ar-
rangements, past and present. It
also explored factors thought to
have an impact on homelessness,
e.g. experiences of domestic vio-
lence, time spent in ‘care’ as a
child and involvement with the
criminal justice system. At the end
of the interview, women were of-
fered a cash payment of £20 and
invited to follow-up interviews, with
permission for the researchers to
contact any of the services that
they were currently using — in or-
der to trace them if necessary.
Confidentiality was assured and
that their consent or dissent (to
contact services) would not affect
the services they received. Be-
tween interviews, researchers

Does the study’s research
question match the review
question?

Yes.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

Ethical review for the project was
provided by (School for Policy
Studies) Research Ethics Commit-
tee. After gaining women'’s agree-
ment to take part, informed con-
sent was gained before each inter-
view. Confidentiality and anonym-
ity have been secured by using
pseudonyms. The authors
acknowledge that a longitudinal
study of this nature raises many
ethical issues, 'not least the sensi-
tivity of discussing homelessness;
discussions of these are published

As far as can be ascertained
from the paper, how well was

the study conducted?
++

Overall assessment of external
validity
++

Overall score
++
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Women were recruited through
hostels (nine), the night shelter
and specialist services that sup-
ported homeless women and
those at risk of homelessness
(two).

Were the methods reliable?
Reliable.

maintained contact with women by
text or email. At the second stage,
6 months later, 28 women were
re-interviewed. Again, the inter-
views covered their current living
arrangements. In addition, ques-
tions were asked about their expe-
riences of services (including so-
cial care) and their relationships
with family and friends. At the final
stage, 6 months later, 22 women
were interviewed. The interviews
covered similar areas in stages
one and two, but also asked
women to reflect on their experi-
ences of taking part in the study.

Are the data ‘rich’?

Yes

Rich quotes from a variety of con-
texts.

Is the analysis reliable?
Reliable.

'Interviews were digitally recorded
and transcribed in full. Transcripts
were analysed thematically using
a priori codes derived from the ex-
isting research literature and sup-
plemented with additional codes
as the analysis proceeded (Flick

elsewhere (Williamson et al.
2014)". (Authors, page 347).

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes

Homeless women receiving statu-
tory and non-statutory social care.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Non-statutory and statutory social
care for homeless women pro-
vided in a variety of settings.

Does the study relate to at least
one of the activities covered by
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

2009). Occasionally, codes over-
lapped (Gilbert 2008), reflecting
the interconnectedness of events
and feelings reported by partici-
pants. Coded transcripts were
cross-checked by members of the
team to ensure consistency. Data
were managed using computer-
assisted analysis software
(NVivo9)' (Authors, p347).

Are the findings convincing?
Convincing

Findings clearly presented and ad-
dress the study question.

Are the conclusions adequate?
Adequate

Clear links between data, interpre-
tation and conclusions and en-
hances understanding of the re-
search topic. Implications of the
research clearly defined as well as
discussion of limitations. Authors
said: 'Despite repeated visits to
hostels and support services, we
recruited 38 women, instead of the
40 we had hoped. Additionally, 16
women dropped out of the study.
Some women only revealed detail
about their needs as they grew to

the guideline?
Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Detailed experiences described of
the use of social care services.

Does the study have a UK per-
spective?
Yes
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

trust the researchers. Conse-
quently, although we are able to
offer an account of the social care
support they received, as well as
their experiences of this, we are
unable to provide much detail
about how their needs changed
over time' (p350).

7. Clark J (2009) Providing intimate continence care for people with learning disabilities. Nursing times 105, 26-8

Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

Participant observation in residen-
tial care homes, staff interviews
and analysis of documents (in-
cluding support guidelines and
oganisational policies) were used
to ascertain the personal care ex-
periences of six people with learn-
ing disabilities.

Is a qualitative approach appro-
priate?

Appropriate.

Observations were necessary be-
cause residents could not com-
municate on their own.

How well was the data collec-
tion carried out?

Somewhat appropriately

It is not clear how recruitment of
residents was made or how ac-
cess to the care homes was
gained and there is no discussion
of study limitations. It is unclear
how consent was gained and how
the observations were carried out.
No discussion of how the observa-
tions may have impacted on the
participants.

Are the data ‘rich’?

Rich.

Lots of useful narratives reported
on barriers and service use.

Does the study’s research
question match the review
question?

Yes.

The study asks about the experi-
ence of intimate and personal care
for adults with severe and pro-
found learning disabilities.

Has the study dealt appropri-
ately with any ethical concerns?
No.

The study does not make explicit
how consent was gained and how
the observations were carried out.
No discussion of how the observa-
tions may have impacted on the
participants.

As far as can be ascertained
from the paper, how well was

the study conducted?
+

Overall assessment of external
validity
+

Overall score
+
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Is the study clear in what it
seeks to do?

Clear.

The study aimed to address a gap
in knowledge by answering this re-
search question: 'How do adults
with severe and profound learning
disabilities experience intimate
and personal care?’

How defensible/rigorous is the
research design/methodology?
Somewhat defensible.

Clear what methodology was used
but not clear how recruitment of
residents was made or of how ac-
cess to the care homes was
gained and no discussion of study
limitations.

Is the context clearly de-
scribed?

Unclear.

Background context provided but
not clear how residential care
homes selected. Nothing is re-
ported about the context of the
residential care home such as
size, age and gender profile of the
residents.

Is the analysis reliable?
Unreliable because unclear which
methodology elicited which of the
data findings.

Are the findings convincing?
Somewhat convincing.

The findings link well to the study
aims, and are very useful for an-
swering the research question.
However, it is difficult to distin-
guish which methods elicited
which results.

Are the conclusions adequate?
Adequate.

The summarising of the results is
good and links well to the findings
reported in the paper.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?

Yes.

Study includes the views and ex-
periences of people in residential
care.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Adults with severe and profound
learning disabilities.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Care homes.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes
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sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Was the sampling carried out in
an appropriate way?

Not sure

Details of the sampling of partici-
pants or the care homes is not re-
ported.

Were the methods reliable?
Unreliable.
Insufficient detail is provided.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

8. Colston G (2013) Perspectives on personal outcomes of early stage support for people with dementia and their carers. Edinburgh:
Centre for Research on Families and Relationships

Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

Semi-structured interviews with
people recently diagnosed with
dementia. The researcher was
also a practitioner or manager of
the service. Questionnaires con-
ducted online with staff and volun-
teers, and interviews with carers
not reported here.

Is a qualitative approach ap-
propriate?
Appropriate.

How well was the data collec-
tion carried out?
Inappropriately.

Researcher was known to re-
spondents.

Are the data ‘rich’?

Poor.

Diversity of perspective and con-
tent has not been explored. Also
lack of detail and depth in partici-
pant responses. Apart from the
odd reference, it is not explicit
which aspects of the service indi-
viduals are referring to.

Does the study’s research
question match the review
question?

Yes.

Study aims to get a sense of the
experience of using the early
stage support service and what it
means to the individuals in the
early stage of dementia and their
family.

Has the study dealt appropri-
ately with any ethical con-
cerns?

As far as can be ascertained
from the paper, how well was
the study conducted?

Relationship of researcher/practi-
tioner to respondents through the
Resource Centre has potentially
biased the responses favourably.
The researcher stated that this
relationship, as well as an under-
standing of dementia, helped to
ensure that participants could
contribute to their full potential.
She was mindful of not influenc-
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Is the study clear in what it
seeks to do?
Mixed.

How defensible/rigorous is the
research design/methodology?
Indefensible.

Methodology not made explicit.

Is the context clearly de-
scribed?
Unclear.

Was the sampling carried out
in an appropriate way?

Not sure

Detail not provided on how partic-
ipants were selected.

Were the methods reliable?
Unreliable

Is the analysis reliable?
Unreliable.

The narrative was analysed using
the Talking Points Personal Out-
comes Approach, categorising re-
sponses that are valued by users
(Cook and Miller Joint Improve-
ment Team 2012) (p4). The re-
searcher (practitioner) knew the
majority of the participants
through their use of the Resource
Centre. This relationship, as well
as an understanding of dementia,
helped to ensure that participants
could contribute to their full po-
tential. The researcher was mind-
ful of not putting the participants
under duress or encourage them
to only highlight positive aspects,
but admitted that her presence
may have influenced participant
responses. There was no evi-
dence that responses/transcripts
were checked with another re-
searcher.

Are the findings convincing?
Not convincing

Are the conclusions adequate?
Inadequate.

Partly.

All the participants have early
stage dementia and capacity and
therefore able to consent to take
part in the research. Consent to
conduct the research was sought
and agreed by Alzheimer Scot-
land to approach participants, in
accordance with organisational
policy and procedures. Gaining
consent involved contacting the
Policy and Research Officer at
Alzheimer's Scotland and com-
pleting a Research Access ques-
tionnaire providing an outline of
the research, who the participants
will be, how they will be recruited,
what information they will receive
and asking to highlight any poten-
tial ethical concerns. Data collec-
tion and confidentiality was ana-
lysed. Ultimately, consent was
granted by the Chief Executive of
Alzheimer Scotland. In order that
participants could decide whether
to consent or not, they were given
an information sheet outlining the
research, clarifying that participa-
tion was entirely optional, and
that the answers would be anony-
mous and subject to confidential-
ity in accordance with Alzheimer's
Scotland. In terms of supporting
the person with dementia in the

ing participant responses, but ad-
mitted that this might not have
been avoidable. The researcher
does not detail how the sample
was recruited and there was no
evidence that responses/tran-
scripts were checked with an-
other researcher. There is a no-
ticeable lack of detail and depth
in participant responses and it is
not explicit which aspects of the
service individuals are referring
to.

Overall assessment of external
validity
+

Overall score
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

research, the majority of people
who access the service were
known to the researcher through
their contact with the Resource
Centre. This relationship, as well
as an understanding of dementia,
helped to ensure that participants
could contribute to their full po-
tential. The researcher stressed
that individuals did not feel
obliged to participate or obliged to
highlight only the positive as-
pects, but this might have influ-
enced responses in favour of the
service.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older people recently diagnosed
with dementia.
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Internal validity — approach and | Internal validity — performance | External validity. Overall validity rating.
sample. and analysis.

Is the study setting the same
as at least one of the settings
covered by the guideline?
Yes.

Community setting.

Does the study relate to at
least one of the activities cov-
ered by the guideline?

Yes.

Use of post-diagnostic support in
the community.

(For views questions) Are the
views and experiences re-
ported relevant to the guide-
line?

Partly.

Mixture of views about the ser-
vice and perceptions about indi-
vidual feelings, fears, anxieties,
etc.

Does the study have a UK per-
spective?
No

9. Cook G, Brown-Wilson C and Forte D (2006) The impact of sensory impairment on social interaction between residents in care homes.
International Journal of Older People Nursing 1, 216-224.
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sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

The paper draws on two research
studies, The first study, ‘a herme-
neutic inquiry examining the
meaning ascribed to living in a
care home’ and the second study,
‘a constructivist study, exploring
relationships between residents,
families and staff’. ‘Both studies
drew on older people’s narrative
accounts to explore their experi-
ences of living in a care home. On
independently interpreting the nar-
ratives a similar theme emerged
around the challenges to social in-
teractions experienced by resi-
dents with sight and/or hearing im-
pairment. This resulted in a cross-
study analysis to further illuminate
this theme’ (p216). The first study
involved 53 interviews with people
aged between 52 and 95 years
who had lived in four different care
homes between 1.5 and 6 years.
The second study involved 18 res-
idents (aged 70-100 years) who
lived in one of the care homes
within this study. Data in this
home was collected through six
semi-structured interviews with
residents, 100 hours of participant
observation and two resident fo-
cus group interviews.

How well was the data collec-
tion carried out?

Appropriately

Defensible details are given of
how the participants of each study
were recruited and of ethical con-
siderations.

Are the data ‘rich’?

Mixed

Study findings are rich for meeting
the study aims but thin in terms of
providing evidence for barriers to
adults using social care.

Is the analysis reliable?
Reliable.

A clear analytical framework is re-
ported on page 218: ‘Both studies
utilized an interpretative frame-
work for the analysis of the partici-
pants’ stories of life as a resident.’

Are the findings convincing?
Convincing for meeting the study
aims.

Are the conclusions adequate?
Somewhat adequate

Key analytical themes are ex-
plored and reported which are

Does the study’s research
question match the review
question?

Partly.

Not directly about service use but
relevant information is given
through the narratives discussing
life in residential care settings.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

Local Research Ethics Committee
approval was sought. The partici-
pants were fully informed of the
nature of the study and what
would be required of them. In ad-
dition, informed consent was re-
visited at the beginning of each in-
terview. Some details about how
the researcher collected data but
not how they were introduced to
the participants or how they
gained access to the settings.

Were service users involved in
the study?

Yes.

Residential care home residents.

As far as can be ascertained
from the paper, how well was

the study conducted?
+

Not much information about barri-
ers.

Overall assessment of external
validity
+

Overall score
+
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sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?

Clear.

The aim was to draw on older
people’s narratives to illuminate
the experience of living in a care
home and the impact that vision
and hearing impairments have on
the individual’s ability to engage in
social interactions with other resi-
dents.

How defensible/rigorous is the
research design/methodology?
Somewhat defensible

Some details are given about how
each of the two studies were car-
ried out but as the paper reports
on the two studies, it not clear
what contribution each study
made to the findings — they are
merged in the presentation of the
results.

drawn together for the conclu-
sions. However, the conclusions
are sparse and the authors could
have said more about in what
ways practice could be improved.
The main conclusion seems to be
for more empirical work.

Is there a clear focus on the
guideline topic?

Partly.

Not much information about barri-
ers and facilitators.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?
Yes.
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Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Is the context clearly de-
scribed?

Unclear.

Care homes involved were anony-
mised. How the care homes were
selected is unclear.

Was the sampling carried out in
an appropriate way?
Appropriate.

Page 218: In study 1, 8 older peo-
ple, aged between 52 and 95
years, who had lived in four differ-
ent care homes between 1.5 and
6 years, were invited to participate
in the study during a 6-month pe-
riod. In study 2, Data in this home
was collected through six semi-
structured interviews with resi-
dents, 100 hours of participant ob-
servation and two resident focus
group interviews. The researcher
attended the home on different
days at different times over a 9-
month period. These days and
times were mutually negotiated
with all participants, following a
process of informed consent, as
identified in Local Research Ethics
approval. Opportunities to speak
with residents were negotiated on
the day the visit took place to ena-
ble all participants to be involved
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

or not depending on their health
and wellbeing.

Were the methods reliable?
Somewhat reliable.

Enough detail is given to support
replicating the type of study but
the types of questions asked are
not given and it is not clear how
the care homes were selected or
how access to the care homes
was obtained.

10. Cook G, Thompson J and Reed J (2015) Re-conceptualising the status of residents in a care home: older people wanting to 'live with
care'. Ageing & Society 35, 1587-1613

Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

"This study was a biographical in-
vestigation that sought to explore
the meaning and meaningfulness
that older people attribute to their
experiences of living in a care
home. The research design fol-
lowed Gadamer’s (1975, 1976,
1989) hermeneutic dialogical pro-
cess, in which a dialogue is cre-
ated between the researcher’s
and the participant’s understand-
ings of particular phenomena, with

How well was the data collec-
tion carried out?

Appropriately.

Interviews started with invitations
to participants to narrate their life
histories. At follow-up interviews,
participants were asked to give
accounts of their lives since the
previous interviews. In addition,
specific issues about communal
living and the meaning of ‘home’
were introduced by generative
questions such as: ‘Could you tell
me about living with others in this

Does the study’s research
question match the review
question?

Yes.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

The interviewees were properly in-
formed about the study and had
agreed to be interviewed. In-
formed consent was confirmed at
the beginning of each interview to

As far as can be ascertained
from the paper, how well was

the study conducted?
++

Overall assessment of external
validity
++

Overall score
++
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

a view to attaining a greater ap-
preciation of the participant’s
stance’ (p1591). Multiple interview
approach to explore the narratives
in depth.

Is a qualitative approach appro-
priate?

Appropriate.

'"This study was a biographical in-
vestigation that sought to explore
the meaning and meaningfulness
that older people attribute to their
experiences of living in a care
home. The research design fol-
lowed Gadamer’s (1975, 1976,
1989) hermeneutic dialogical pro-
cess, in which a dialogue is cre-
ated between the researcher’s
and the participant’s understand-
ings of particular phenomena, with
a view to attaining a greater ap-
preciation of the participant’s
stance. This research design sup-
ported the study’s aim to facilitate
older people to tell their stories of
life in a care home. A multiple in-
terview approach was adopted to
explore the narratives in depth’
(p1591).

care home?’ The benefit of this
approach to data collection was
the addition of new topics to the
interview schedule based upon
previous stories that participants
told, and having the opportunity
for clarification of inconsistencies
in individual interviewees’ re-
sponses through revisiting topics
(Cohen, Khan and Steeves 2000;
Dumay 2010). The interviews
were held fortnightly, but were
flexible to allow for residents' own
convenience and health situations.
Trust between researcher and res-
ident was nurtured and enabled
examination of quite sensitive top-
ics.

Are the data ‘rich’?
Rich.

Is the analysis reliable?
Reliable.

'‘Narrative analysis was used to in-
terpret how participants viewed
their experiences and environ-
ment. Following each interview,
audio recordings were transcribed
verbatim, and open coding under-
taken to identify what stories were
told, and the topics/issues raised

ensure on-going consent. The
study was compliant with the di-
rectives of University and NHS Lo-
cal Research Ethics Committees
which ensured interviewees’ rights
to confidentiality were upheld via
anonymisation of data and use of
pseudonyms.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?

Yes.

The study explores the views and
experiences of care home resi-
dents in care homes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Care homes.
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Is the study clear in what it
seeks to do?
Clear.

How defensible/rigorous is the
research design/methodology?
Defensible

A multiple interview approach was
used to explore the narratives in
depth. Episodic interviewing was
adopted as the data collection
method (Flick 1998, 2000) and
this technique combines narrative
interviewing and more direct forms
of questioning to allow the re-
searcher to access both episodic
(knowledge of direct experiences)
and semantic knowledge
(knowledge of concepts and as-
sumptions). According to Flick,
this method of data collection is
appropriate when the aim of the
research is to explore routines and
normal everyday phenomena.

Is the context clearly de-
scribed?
Clear.

Was the sampling carried out in
an appropriate way?
Appropriate.

by the respondent. This method
facilitated interaction with individ-
ual resident’s stories. Conse-
quently, a dialectic movement be-
tween the whole and the parts of
interviews and interview se-
quences was initiated, allowing for
shifts between description and in-
terpretation. The initial interpreta-
tion began with developing a sur-
face understanding of the data
that aimed to acquire a sense of
the whole. This was followed by a
structural analysis in which the di-
alogue was examined to explain
‘what it says’ and ‘how it was
said’. The third phase consisted of
a critical in-depth interpretation us-
ing the FHN framework in order to
analyse narratives in terms of
what they said about participants’
experiences and aspirations re-
garding the physical, social and
self-actualisation needs that
‘home’ should fulfil. This provided
a broader frame of reference than
the ADL framework that domi-
nates practice in the care home
sector' (p1593).

Are the findings convincing?
Convincing.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?
Yes.
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

In the first instance, care home
managers were approached to re-
cruit the sample and get consent
for participation in the study. The
sampling strategy aimed to recruit
a broad range of care home types
in terms of registration category,
number of residents, proprietor ar-
rangements, philosophy and or-
ganisation of care, the social activ-
ities programme and type of living
areas in the home. Eight older
people volunteered to take part in
the study and, after having the
study explained to them, agreed to
be interviewed. Informed consent
was checked at the start of each
interview to ensure continued con-
sent.

Were the methods reliable?
Reliable.

Rigorous data collection, methods,
sampling and analysis

The authors suggest that being re-
liant on a small sample who lived
in four different care home envi-
ronments where not much was
known about the culture and sur-
roundings may mean that general-
ising from data is an issue. This
has been compensated for by in-
depth and continued contact with
interviewees over a long period,
which provided new insights into
their lives including the chal-
lenges. It was only during the later
interviews that participants dis-
cussed very sensitive issues such
as their anticipated death. These
frank discussions depended on
the development of trust between
the researcher and the participant,
which is not attainable in the con-
text of a single interview.

Are the conclusions adequate?
Adequate.

11. Cooper C, Dow B, Hay S et al. (2013) Care workers' abusive behavior to residents in care homes: a qualitative study of types of
abuse, barriers, and facilitators to good care and development of an instrument for reporting of abuse anonymously. International psy-

chogeriatrics / IPA 25, 733-41
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Methodology
Qualitative study

Qualitative focus groups with 36
care workers from four London
care homes, asking about abuse
they had witnessed or perpe-
trated.

Is a qualitative approach appro-
priate?

Appropriate.

The aim was to find out and de-
scribe what triggered abuse of
older people by care home staff.
Use of focus groups was appropri-
ate for this aim.

Is the study clear in what it
seeks to do?

Mixed

Clear but lacks an actual stated
aim. Also, part of the study seems
to be testing or validating a ques-
tionnaire of items assessing abuse
of elderly people but this is not
stated as an explicit aim.

How defensible/rigorous is the
research design/methodology?
Somewhat defensible

How well was the data collec-
tion carried out?

Appropriately.

Purposive sampling was carried
out to include care workers from a
range of care settings (private,
voluntary, or local authority; nurs-
ing or residential; dementia spe-
cialist or not) and with different
levels of experience. Care home
managers from organisations
agreed to participate in the re-
search. Care workers employed to
give direct (hands-on) care to peo-
ple with dementia were invited to
participate. This included care as-
sistants and nursing staff.

Are the data ‘rich’?

Rich.

Lots of discussion and examples
included about barriers to social
care from the viewpoint of carers.

Is the analysis reliable?

Reliable but as these are reports
from the participants who were
carers, they may or may not re-
flect what users think about abuse
and the reasons for abuse.

Does the study’s research
question match the review
question?

Yes.

This paper examines the types of
abuse, barriers, and facilitators to
good care.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

Page 734: ‘Participants gave in-
formed consent after receiving an
information sheet and an oppor-
tunity to ask questions. This ex-
plained the study was to find out
what helps professionals to pro-
vide high quality-care to people
with dementia and what makes it
harder for them to do so, and to
ask their views about a new ques-
tionnaire to ask carers anony-
mously about potentially harmful
behaviour towards people with de-
mentia. They were asked not to
disclose identifying information
about staff or residents. They
were advised that if researchers
believed that a person was at
significant risk of harm from the in-
formation disclosed, then the ap-
propriate manager would be in-
formed. The information sheet

As far as can be ascertained
from the paper, how well was

the study conducted?
++

Overall assessment of external
validity
++

Overall score
++
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

It is clear how the study was car-
ried out, including how care
homes were selected and partici-
pants recruited so the study can
be replicated. Not clear what re-
sults came out of each focus
group (there were 4) or how re-
sponses may have varied by gen-
der or other participant character-
istics. Only summarised points are
provided for all the focus groups.

Is the context clearly de-
scribed?

Clear.

Yes: older people’s nursing and
residential homes in inner and
outer London.

Was the sampling carried out in
an appropriate way?
Appropriate.

Purposive sampling was carried
out to include care workers from a
range of care settings (private,
voluntary, or local authority; nurs-
ing or residential; dementia spe-
cialist or not) and with different
levels of experience.

Were the methods reliable?
Reliable.

Are the findings convincing?
Somewhat convincing

Yes but as they are only from the
carer's perspective they could be
biased and/or not be a good rep-
resentation of what users think.

Are the conclusions adequate?
Somewhat adequate.

Good discussion of what results
mean but not much about what
needs to happen to take good
practice forward. Main point is the
need for further research and test-
ing of the data collection question-
naire items on detecting abuse.

specified that “we respect

confidentiality but cannot keep it a
secret if anyone is being seriously
harmed or is at high risk of serious

harm”.

Were service users involved in
the study?

No.

Views expressed are primarily
those of care workers.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

About experiences of residents in
care homes.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Care home.

Does the study relate to at least
one of the activities covered by
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Qualitative focus groups with 36
care workers from four London
care homes, asking about abuse
they had witnessed or perpe-
trated.

the guideline?
Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?

Yes.

Older people’s care homes in in-
ner and outer London from a
range of care settings (private,
voluntary, or local authority; nurs-
ing or residential; dementia spe-
cialist or not).

12. Fleming J, Brayne C and Cambridge City (2008) Inability to Get Up after Falling, Subsequent Time on Floor, and Summoning Help:
Prospective Cohort Study in People over 90. BMJ (British Medical Journal) 337, 1279-1282

Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Methodology
Mixed methods.

Follow-up of participants in a pro-
spective cohort study of ageing,
using fall calendars, phone calls,
and visits. Data were collected on
the immediate consequence of

Qualitative comp 1

Which component?

Narrative data from surveys with
older people and any proxy in-
formant if available.

Does the study’s research
question match the review
question?

Yes.

This paper describes the inci-
dence and extent of lying on the
floor after falling and not being

Overall assessment of internal
validity
++

Overall assessment of external
validity
++
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

falls among participants of a popu-
lation-based study— the Cam-
bridge City over-75s Cohort
(CC75C). The methods have been
described in detail elsewhere for
the cohort overall
(www.cc75c.group.cam.ac.uk), a
longitudinal cohort study of older
old people. This cohort initially re-
cruited participants through gen-
eral practices in the 1980s, when
they were all aged 75 or over. Re-
peated surveys since baseline
have gathered data on a range of
variables including socio-de-
mographics, physical and mental
health, function, and detailed cog-
nitive assessment that included
the mini-mental state examination.
All those who took part in the
2002-3 survey (90 women and 20
men) were followed up in a pro-
spective study of falls for one year
or until death if sooner. Data rec-
orded after each fall included
whether the individual who fell had
been able to get up without help,
how long they were on the floor,
any injuries, and whether they
called for assistance.

Are the sources of qualitative
data (archives, documents, in-
formants, observations) rele-
vant to address the research
question?

Yes.

Is the process for analysing
qualitative data relevant to ad-
dress the research question?
Yes.

'We recorded subjective com-
ments of participants and relatives
and coded the qualitative data
from these verbatim transcripts
using framework analysis methods
to identify emergent themes con-
cerning the use of call alarms and
summoning help' (Authors, p4).

Is appropriate consideration
given to how findings relate to
the context, such as the setting,
in which the data were col-
lected?

Yes, findings are discussed sepa-
rately in the text according to the
different settings in which the data
were collected.

Is appropriate consideration
given to how findings relate to

able to stand up and includes nar-
rative about the experiences of
falling, including the reported bar-
riers to using call alarm systems.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

'For each participant written in-
formed consent was obtained ei-
ther in person or from the proxy in-
formant, as approved by Cam-
bridge research ethics committee'
(Authors, p8).

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?

Yes.

Views and experiences, especially
in terms of barriers to use of call
alarms.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Overall validity score
++

Adult social care: improving people's experience (February 2018) 41 of 475
© NICE [2018]. All rights reserved. Subject to Notice of rights



https://www.nice.org.uk/terms-and-conditions#notice-of-rights

Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Is the mixed-methods research
design relevant to address the
qualitative and quantitative re-
search questions (or objec-
tives), or the qualitative and
quantitative aspects of the
mixed-methods question?
Yes.

Is the integration of qualitative
and quantitative data (or re-
sults) relevant to address the
research question?

Yes.

Is appropriate consideration
given to the limitations associ-
ated with this integration, such
as the divergence of qualitative
and quantitative data (or re-
sults)?

Unclear.

researchers' influence, for ex-
ample, through their interac-
tions with participants?
Unclear.

Not stated what role the re-
searcher played.

Quantitative component (de-
scriptive)

Which component?

Falls data describing incidence
and extent of lying on the floor for
a long time after falling.

Is the sampling strategy rele-
vant to address the quantitative
research question (quantitative
aspect of the mixed-methods
question)?

Details of the recruitment and
sampling of the longitudinal cohort
are reported elsewhere not in this
paper — a link is provided. It is re-
ported here as a 'population sam-
ple'.

Is the sample representative of
the population under study?

It is reported as a 'sample popula-
tion' but details are not provided in
this paper.

Older people.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Own homes or care homes.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?
Yes.
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Are measurements appropriate
(clear origin, or validity known,
or standard instrument)?

Main outcome measures are re-
ported as:

1. Inability to get up without help
2. Lying on floor for a long time af-
ter falling, associated factors;
availability and use of call alarm
systems

3. Participants’ views on using call
alarms to summon help if needed
after falling.

Is there an acceptable response
rate (60% or above)?
Not reported in this paper.

13 Fleming J, Glynn M, Griffin R et al. (2011) Person-centred support:

choices for end of life care. London: Shaping Our Lives

Internal validity — approach and
sample.

Internal validity performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

stages involved: « Collecting sta-
tistics about the number of people
who are admitted to hospital and
what the outcome is. « Reviewing
existing research on end of life

How well was the data collec-
tion carried out?

Somewhat appropriately
Interviews and focus groups. But
the nature of the interview pro-
cess, specific research questions,
etc. was not detailed. With the

Does the study’s research
question match the review
question?

Yes.

Study explores the views of resi-
dents, their carers or relatives of
older people living in independent

As far as can be ascertained
from the paper, how well was

the study conducted?
+

The role of the researcher is not
clearly described. Description of
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Internal validity — approach and
sample.

Internal validity performance
and analysis.

External validity.

Overall validity rating.

care to identify key messages to
inform research questions. « Col-
lecting views of older people living
in independent care homes, their
relatives and carers and also staff
on end of life care, barriers to per-
son centred care. * Preparation of
a report of the findings. « A semi-
nar for all stakeholders to review
the information and develop a plan
of action involving carers and ser-
vice users.

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?
Clear.

How defensible/rigorous is the
research design/methodology?
Defensible

Four nursing homes and one resi-
dential care home participated in
the study. The research used a
mixture of individual interviews
and focus groups. 8 service users
interviewed individually. 7 relatives
interviewed individually; and 7 in a
focus group =14. 18 individual

practitioner focus groups, the re-
searchers found it difficult to make
contact with managers and from 5
who eventually indicated that they
could attend, only one manager
attended.

Are the data ‘rich’?

Rich.

Research has plenty of examples
of rich data — quotes from resi-
dents, relatives and practitioners.

Is the analysis reliable?

Not sure/not reported

The study does not explain how
the material was analysed except
to say that there a report of the
findings was published and a sem-
inar held for all stakeholders to re-
view the information.

Are the findings convincing?
Convincing.

Are the conclusions adequate?
Adequate.

care homes and staff in care
homes on the barriers to person
centred support at the end of life
and how these barriers might be
overcome.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

The research had ethical approval
from the Ethics Committee of the
Faculty of Health and Life Sci-
ences at De Montfort University
and Research Governance Ap-
proval from Camchester Health
and Social Research Consortium.
With participants’ consent, inter-
views were tape-recorded and
consent for this is included in the
consent form. The voluntary na-
ture of this research was made
clear at all stages, and the right
not to answer particular questions
or to withdraw altogether was
made clear, and such decisions
had no consequences for their
care etc. It was recognised that
taking part in this research project
could cause people distress and a
comprehensive range of support
options was offered to people if
they needed them.

how data was collected, including
interview questions, topic sched-
ule in focus group not detailed. No
description of how data was ana-
lysed. With the practitioner focus
groups, the researchers found it
difficult to make contact with man-
agers and from five who eventu-
ally said that they could attend,
only one manager attended.

Overall assessment of external
validity
+

Overall score
+
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Internal validity — approach and
sample.

Internal validity performance
and analysis.

External validity.

Overall validity rating.

practitioners and managers inter-
viewed — focus group not possible
due to staff schedules.

Is the context clearly de-
scribed?
Clear.

Was the sampling carried out in
an appropriate way?

Not sure.

Not clear how sample was drawn
and if respondents were likely to
have a particular perspective.

Were the methods reliable?
Reliable.

The research used a mixture of in-
dividual interviews and focus
groups.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Care home residents, including
family, relatives and staff.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Care homes.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
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Internal validity — approach and
sample.

Internal validity performance
and analysis.

External validity.

Overall validity rating.

relevant to the guideline?
Yes.

Does the study have a UK per-
spective?
Yes.

14. French S and Swain John (2006) Disabled people's experiences of housing adaptations. In: Clutton S, and Grisbrooke J, editors. An
Introduction to Occupational Therapy in Housing. London: Whurr Publishers Ltd

Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

Seven targeted interviews with
disabled people — four focus spe-
cifically on housing issues and
three explore the relationship be-
tween occupational therapists and
service users more generally.

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?

Clear.

The purpose of the chapter is

How well was the data collec-
tion carried out?
Not sure/inadequately reported.

Are the data ‘rich’?

Rich.

Thick descriptive content, contexts
of the data are clearly described,
the diversity of perspective and
content was explored.

Is the analysis reliable?
Not sure/not reported.

Are the findings convincing?
Somewhat convincing.

Does the study’s research
question match the review
question?

Yes.

The authors explore some ‘real
world’ experiences to illustrate
some of the qualities that users
value in therapists and some of
the difficulties that may arise in
therapy from the user's viewpoint.

Has the study dealt appropri-
ately with any ethical concerns?
No reference is made to this.

Were service users involved in
the study?

As far as can be ascertained
from the paper, how well was

the study conducted?
+

Overall assessment of external
validity
+

Overall score
+
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

clear with examination of under-
pinning values and appropriate
reference to the literature.

How defensible/rigorous is the
research design/methodology?
Not sure.

The authors state that they did not
intend to provide a representative
sample of service users; their aim
was to draw on the experiences of
a small number of disabled people
with considerable experiences
with housing issues and contact
with occupational therapists. Data
collection and data analysis tech-
niques have not been discussed
by authors either.

Is the context clearly de-
scribed?

Clear.

Characteristics of the interviewees
and settings are gleaned from in-
terviewee responses. Authors
have interviewed individuals with a
variety of user circumstances.

Was the sampling carried out in
an appropriate way?
Somewhat appropriate.

Are the conclusions adequate?
Somewhat adequate.

Yes.
Seven people were interviewed.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Disabled people.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Study context is people's own
homes and contact with occupa-
tional therapists.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

Use of occupational therapy.

(For views questions) Are the
views and experiences reported
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

This was a purposive sample of
seven participants.

Were the methods reliable?
Somewhat reliable.

Data collected by only one
method. However, the chapter is
based on rich interviewee quotes.

relevant to the guideline?
Yes.

Does the study have a UK per-
spective?
Yes.

15. Gajewska U and Trigg R (2016) Centres for people with intellectual disabilities: Attendees’ perceptions of benefit. Journal of Applied
Research in Intellectual Disabilities 29, 587-591

Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Methodology
Qualitative study —
unstructured individual interviews.

Is a qualitative approach appro-
priate?

Appropriate.

The study seeks to investigate the
views and experiences of service
users. Using unstructured inter-
views that were up to an hour long
would have allowed the re-
searcher scope to explore partici-
pants' responses.

How well was the data collec-
tion carried out?

Not sure/inadequately reported.

Although the use of unstructured
interviews could allow for full and
open exploration of participants'
views, details of the actual pro-
cesses that occurred in the inter-
views is not provided.

Are the data ‘rich’?
Mixed.

Details with examples of the data
are provided for only 4 out of the
11 subthemes identified in the-
matic analysis. The data examples

Does the study’s research
question match the review
question?

Yes.

The guideline concerns improving
the experience of care for people
using adult social care services.
The study enquires into whether a
day and community learning cen-
tre meets its goals of providing so-
cial support, life skills and greater
control over their lives to people
with intellectual disabilities.

Has the study dealt appropri-
ately with any ethical concerns?

As far as can be ascertained
from the paper, how well was
the study conducted?

Concerns about the researcher
carrying out the interviews also
being a volunteer at the day cen-
tre which is the subject of the in-
terviews; implications that the re-
searcher's neutrality could be
compromised, and that interview-
ees could be guarded in what they
say.

Overall assessment of external
validity
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Is the study clear in what it
seeks to do?

Clear.

The study was clear in its aim of
exploring the views of people with
intellectual disabilities about the
benefits of attending a day and
community learning centre.

How defensible/rigorous is the
research design/methodology?
Indefensible.

The researcher carrying out the in-
terviewees was a volunteer worker
at the centre where the research
was carried out. Although the re-
searcher states that this allowed
the participants to be 'more com-
fortable and open during the inter-
views' (page 588), the researcher
not deal with other possible im-
pacts of being already known to
participants as a volunteer at the
centre, e.g. they may have been
keen to please the researcher by
speaking well of the centre, and
the participants could have been
concerned about possible conse-
quences if they complained about
the centre. The study also does
not deal with the researcher's own
position as a volunteer at the day

provided do provide evidence to
support the findings.

Is the analysis reliable?
Somewhat reliable.

Although the process of coding
the themes is described in the
study, there is no report of the al-
location of codes being checked,
nor of the neutrality of the re-
searcher being considered as a
possible factor in the positive per-
ception of the day centre that
emerges from the study.

Are the findings convincing?
Somewhat convincing.

The findings presented are con-
sistent and coherent. However,
the questions about whether the
participants would have felt free to
speak critically about the day cen-
tre to a researcher who was also a
volunteer there, and about the re-
searcher's own neutrality for the
same reason, are not answered in
the study. The findings of the
study about the day centre are
only positive, and there must be
questions about whether these are

Yes.

'Ethical approval for the study was
granted by Nottingham Trent Uni-
versity Research Ethics Commit-
tee. Informed consent was ob-
tained from the facility and each
individual participant before the in-
terviews began'. (Page 588). Dif-
ferent names and ages were used
to protect participants' anonymity.

Were service users involved in
the study?

No.

Only as interviewees, not in terms
of designing, carrying out or ana-
lysing the research.

Is there a clear focus on the
guideline topic?

Yes.

The focus of the study is the expe-
rience of individuals using an adult

social care service for people with
intellectual disabilities.

Is the study population the
same as at least one of the

+

The study is very relevant to the
guideline topic. However, the
smallness of the sample and the
use of only a single location
means that it is hard to say how
widely applicable the findings are.

Overall score

+
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

centre, i.e. having a connection
with the place, the impact of
whose activities is being re-
searched, does not place the re-
searcher in a neutral position. Ad-
ditionally, although the use of un-
structured interviews could allow
for full and open exploration of
participants' views, details of the
actual processes that occurred in
the interviews is not provided.

Is the context clearly de-
scribed? Clear.

The context of the interviews, a
day centre described as a '‘Men-
cap facility', is provided.

Was the sampling carried out in
an appropriate way?

Not sure.

The study states that the partici-
pants were a 'purposive sample'
(p588), but does not describe how
they were selected.

the reasons. Because of this, the
findings are partially convincing.

Are the conclusions adequate?
Somewhat adequate.

The findings are very relevant to
the aims of the study, and are pre-
sented coherently. However, be-
cause the neutrality of the re-
searcher is compromised, and
presentation of the data is quite
selective, the findings can only be
categorised as somewhat ade-
quate.

groups covered by the guide-
line?

Yes.

All of the interviewees were peo-
ple aged 18 or over who use adult
social care services (a day cen-
tre).

Is the study setting the same as
at least one of the settings cov-
ered by the guideline? Yes.

The study setting is a day centre
where adult social care services
are provided for adults with intel-
lectual disabilities.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

The study presents the views of
people using an adult social care
service about how the service
meets their needs and promotes
their wellbeing.

Are the views and experiences
reported relevant to the guide-
line?
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Were the methods reliable?
Not sure.

Too little detail is provided about
the methods for their reliability to
be judged.

Yes.

A study that presents the views of
adult social care service users
about the service being provided
to them is highly relevant to the
guideline.

Does the study have a UK per-
spective?

Yes.

The location of the study is an
'East Midlands Mencap facility'.
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16. Glendinning C, Clarke S, Hare P et al. (2008) Progress and problems in developing outcomes-focused social care services for older

people in England. Health & Social Care in the Community 16, 54—63

Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Methodology
Mixed methods

A postal survey (using quantitative
and qualitative measures) and
case studies in six localities.

Is the mixed-methods research
design relevant to address the
qualitative and quantitative re-
search questions (or objec-
tives), or the qualitative and
quantitative aspects of the
mixed-methods question?
Yes.

Is the integration of qualitative
and quantitative data (or re-
sults) relevant to address the
research question?

Yes.

Is appropriate consideration
given to the limitations associ-
ated with this integration, such
as the divergence of qualitative
and quantitative data (or re-
sults)?

N/A

Qualitative comp 1

Which component?
Qualitative data obtained from
both the postal survey and the
case studies.

Are the sources of qualitative
data (archives, documents, in-
formants, observations) rele-
vant to address the research
question?

Yes.

POSTAL SURVEY - Aimed at
adult social care managers and
practitioners in England and
Wales known to be interested in
developing outcomes-focused ser-
vices.

CASE STUDIES - Interviews un-
dertaken with managers and front-
line practitioners; interviews and
focus group discussions were also
held with service users. Interview-
ees were initially identified by sen-
ior managers; front-line staff con-
tacted service users and obtained
consent for their details to be
passed to the research team.

Does the study’s research
question match the review
question?

Yes.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

'Ethical approval for the study was
obtained from the Research Com-
mittee of the Association of Direc-
tors of Social Services and, where
necessary, local research govern-
ance approval was also obtained.
The study was guided by an advi-
sory group of older service users
and carers that met three times
during the study' (Authors: page
57).

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

Overall assessment of internal
validity
++

Overall assessment of external
validity
++

Overall validity score
++
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Is the process for analysing
qualitative data relevant to ad-
dress the research question?
Yes.

POSTAL SURVEY - Qualitative
data were entered into a Microsoft
Access database and analysed
thematically.

CASE STUDIES — Across the six
sites, 82 staff and 71 service us-
ers took part in interviews or dis-
cussions. Interviews conducted
with managers and front-line prac-
titioners; interviews and focus
group discussions held with ser-
vice users. Two semi-structured
topic guides were developed for
managers, one covering individ-
ual-level assessment, care plan-
ning, care management and re-
view, the other covering broader
service planning, commissioning
and development activities. Both
topic guides asked about factors
that had helped and hindered pro-
gress. These were tape-recorded
or field notes taken.

Is appropriate consideration
given to how findings relate to
the context, such as the setting,

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older people.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?
Yes.
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

in which the data were col-
lected?

Yes.

Good discussion of policy and
context on developing outcomes-
focused services. Research based
on sound knowledge base and
previous research (e.g. Qureshi et
al. 1998) on outcomes-focused
services.

Is appropriate consideration
given to how findings relate to
researchers' influence, for ex-
ample, through their interac-
tions with participants?
Unclear.

Quantitative component (de-
scriptive)

Which component?

Postal survey — quantitative data
element.

Is the sampling strategy rele-
vant to address the quantitative
research question (quantitative
aspect of the mixed-methods
research question)?

Yes.
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

"The postal survey was targeted at
adult social care managers and
practitioners in England and
Wales known to be interested in
developing outcomes-focused ser-
vices. An earlier research and de-
velopment programme (Qureshi et
al. 1998, Nicholas et al. 2003) had
established a network of practi-
tioners and managers interested
in developing outcomes-focused
services. However, many contacts
were out of date and some worked
with other user groups. An updat-
ing and screening procedure was
therefore conducted to identify the
target sample — 222 in all across
England and Wales — thought to
be involved in developing out-
comes-focused social care ser-
vices for older people' (Authors,
p56).

Is the sample representative of
the population under study?
Yes. The postal survey was tar-
geted at adult social care manag-
ers and practitioners in England
and Wales known to be interested
in developing outcomes-focused
services.
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Internal validity — approach and
sample.

Internal validity — performance
and analysis.

External validity.

Overall validity rating.

Are measurements appropriate
(clear origin, or validity known,
or standard instrument)?

Yes.

The postal questionnaire con-
tained closed and open-ended
questions on progress in develop-
ing outcomes-focused services;
any stakeholder organisations in-
volved; the types of activities,
types of services and older people
aimed at; achievements to date;
and factors helping and hindering
progress. Quantitative data were
entered into a Microsoft Access
database and transferred to SPSS
for analysis.

Is there an acceptable response
rate (60% or above)?

No.

Fifty-four respondents from a pos-
sible 222.

17. Goodman C, Amador S, Elmore N et al. (2013) Preferences and priorities for ongoing and end-of-life care: a qualitative study of older
people with dementia resident in care homes. International journal of nursing studies 50, 1639-47

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology
Qualitative study

How well was the data collec-
tion carried out?

Does the study’s research
question match the review

As far as can be ascertained
from the paper, how well was
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

An exploratory, qualitative study
that used guided conversations
with 18 people with dementia, liv-
ing in six care homes.

Is a qualitative approach appro-
priate?

Appropriate.

Exploratory, qualitative study that
used guided conversations was
appropriate for this group of partic-
ipants.

Is the study clear in what it
seeks to do?

Clear.

This paper draws on findings from
18 interviews conducted as part of
a four-year longitudinal mixed
method study. This paper focuses
on the aspects of ongoing and
EOLC.

How defensible/rigorous is the
research design/methodology?
Somewhat defensible.

Clear accounts of the ra-
tionale/justification for the sam-
pling, data collection and data
analysis techniques were pro-
vided, but given that the target
group was people with dementia,

Somewhat appropriately.
Interviews were exploratory. The
authors state that while there were
recurring themes, data saturation
may not have been reached. As
some interviews were short or
covered diverse topics and were
not focused enough, and re-
searchers were not acquainted
enough with participants, interpre-
tation of views was difficult. Fur-
thermore, some interviewees
found difficulty in expressing their
views and this was one reason for
answers that lacked detail. Other
methods of communicating ideas
and views about end of life were
not explored through observation,
visual aids or biography and sto-
ries. Despite these limitations, the
authors state that careful attention
was paid to what older people
thought was significant about on-
going and EOLC. (Authors: page
1645).

Are the data ‘rich’?
Rich.

Is the analysis reliable?
Reliable.
Data were systematically grouped

question?
Yes.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

This study (REC reference:
08/H0502/74) received a favoura-
ble ethical opinion from the South-
ampton & South West Hampshire
Research Ethics Committee (A)
on 14 July 2008.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older people with dementia.

the study conducted?
+

Overall assessment of external
validity
++

Overall score
+
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

other methods of data collection
could have been employed to al-
low for fuller responses.

Is the context clearly de-
scribed?

Clear.

Despite contextual information
provided on types of care home
and level of need of participants,
analysis does not break down
findings according to these crite-
ria.

Was the sampling carried out in
an appropriate way?
Appropriate.

Older people who were either for-
mally diagnosed with dementia or
considered by the care home
manager/staff as having symp-
toms indicating that dementia
might be present were ap-
proached and invited to take part
in the study and agreed to be in-
terviewed. The sample was pur-
posive in that residents from each
of the six care homes and with dif-
ferent care trajectories were re-
cruited, but the key criterion for in-
clusion was the ability to engage

into categories that initially kept as
close as possible to the older per-
sons’ descriptions of events and
experiences (Tesch, 1990). Cate-
gories were reviewed and com-
bined or linked together where
there was overlap or similarities.
Within and between categories,
links were made, negative cases
noted and key themes identified
(Coffey and Atkinson, 1996). Two
researchers reviewed and refined
the themes, which were checked
with the wider research team and
two members of the PIR group
who had experience of family
members living and dying in care
homes.

Are the findings convincing?
Somewhat convincing.
Conclusions are plausible and co-
herent, but the fact that some indi-
viduals had difficulty expressing
their points of view and research-
ers did not know enough about in-
dividuals' life stories, meant that
interview data may not have been
interpreted precisely by research-
ers.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Care homes.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Participants were asked about
their life in the care home, their
health, thoughts for the future, and
wishes surrounding end of life.

Does the study have a UK per-
spective?
Yes.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

in a conversation. This latter crite-
rion meant that a section of resi-
dents were automatically ex-
cluded.

Were the methods reliable?
Somewhat reliable.

Interviews aimed to promote
meaningful participation. They
were held in a location that was
suitable for the resident with time
built in to feel at ease with the re-
searcher. 'The interviews were
semi-structured, conversational
and flexible, so that the participant
was able to focus on issues that
were important to them. They took
the form of a ‘guided conversation’
(Gott et al. 2004). Specific
prompts about end of life asked,
“How would you like to be looked
after when you are near the end of
your life?” or, “How would you like
to be looked after if you became
ill’very poorly?” All interviews
were recorded with the person’s
consent and were transcribed and
anonymised' (Authors, p1641).
However, this was the only
method of data collection used
and the authors acknowledge that

Are the conclusions adequate?
Adequate.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

other methods such as observa-
tion, videos and diaries would
have enriched the data.

18. Hamilton S, Tew J, Szymczynska P et al. (2016) Power, Choice and Control: How Do Personal Budgets Affect the Experiences of Peo-
ple with Mental Health Problems and Their Relationships with Social Workers and Other Practitioners?. British Journal of Social Work,

719-736

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

This paper draws on in-depth
qualitative interviews with 52 ser-
vice users with mental health
problems and 28 mental health
practitioners that were conducted
in 2012—-13 as part of a national
study exploring the implementa-
tion of personal budgets (see
Larsen et al. 2013).

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?
Clear.

How well was the data collec-
tion carried out?
Appropriately.

Are the data ‘rich’?

Rich.

Contexts of the data are clearly
described; the diversity of per-
spective and content was ex-
plored.

Is the analysis reliable?
Reliable.

Analysis was undertaken using an
Interpretive Framework Approach
(Ritchie and Spencer 1994), which
employs a matrix-based analytic
method to classify and organise
data into themes and provides a
systematic and transparent over-
view of data at different levels of

Does the study’s research
question match the review
question?

Yes.

Views of users in three English lo-
cal authorities were sought about
personal budgets in mental health
social care.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

National research ethics and local
governance approvals were ob-
tained (Camberwell St Giles Na-
tional Research Ethics Committee
ref.11/LO/0620). Study sites were
guaranteed anonymity and are de-
scribed in the paper accordingly
as Sites A, B and C.

As far as can be ascertained
from the paper, how well was

the study conducted?
++

Overall assessment of external
validity
++

Overall score
++
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

How defensible/rigorous is the
research design/methodology?
Defensible.

The study is based on in-depth
qualitative interviews in three pur-
posively selected local authority
areas of diverse geographies (ur-
ban/rural) and at different stages

Sampling of interviewees was
done through a careful and sensi-
tive process using a mental health
professional as a conduit and al-
lowing for potential participants to

Is the context clearly de-
scribed?
Clear.

Was the sampling carried out in
an appropriate way?
Appropriate.

Interviews were conducted in
three local authority areas that
were selected purposively to re-
flect a diverse geographic spread
in terms of urban—rural and di-
verse levels of uptake of personal
budgets. Service user sample was
selected from those who had ac-
cessed, or were in the process of

of implementing personal budgets.

decline the invitation to participate.

coding. Together with ten service
user researchers who formed a re-
search advisory group, an initial
framework was designed around
research questions and themes
coming out of the data. A sub-
group systematically coded the
transcripts using the framework.
Both the coding and framework
were reviewed again as part of the
larger advisory group to ensure
consistency and see if themes had
changed or new themes emerged.
After consensus was established
on a final framework, transcripts
were coded, collated and summa-
rised using the software NVivo9. A
matrix containing summaries of
each coded quote ensured there
was transparency in the portrayal
of agreements and differences
within data.

Are the findings convincing?
Convincing.

Are the conclusions adequate?

Adequate

Findings provide evidence of how

personal budgets may deliver op-

portunities for people to take more
power and control and some of

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?

Yes.

This is about service user views of
social care.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

People with various mental health
conditions and in receipt of social
care.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Mental health-related social care
services.

Does the study relate to at least
one of the activities covered by
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

accessing, personal budgets or
Direct Payments, and had a men-
tal health problem which made
them eligible for social care ser-
vices after having had a local au-
thority assessment of need. Indi-
viduals were identified through
mental health practitioners in local
authorities, the voluntary sector or
peer support organisations. Initial
approach was through the practi-
tioner and potential interviewees
could choose whether or not they
wished to be involved.

Were the methods reliable?
Somewhat reliable.

the barriers and challenges in this
process. The findings may not be
generalisable for two reasons: the
three local authority sites may not
be representative of other areas in
the UK. Secondly, with local au-
thorities experiencing rapid cuts in
funding, policies and procedures
concerning implementation of PBs
are constantly changing; therefore
approaches to practice have had
little chance to become estab-
lished. The findings presented are
therefore only a snapshot of expe-
riences at a particular point in time
(Authors, p732).

the guideline?
Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?

Yes.

Based in three English local au-
thorities. Potentially some findings
may not be relevant to other parts
of England or the UK.

19. Handley M, Goodman C, Froggatt K et al. (2014) Living and dying: Responsibility for end-of-life care in care homes without on-site
nursing provision — A prospective study. Health & Social Care in the Community 22, 22-29

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Mixed methods

A mixed-method design was used.
Interviews with care home staff
and healthcare professionals
alongside a review of care home
notes. Limitations are noted on
page 28: This study is limited in

Qualitative comp 1

Which component?

The findings summarised from
narrative accounts of staff and
other professionals and reviews of
care notes.

Does the study’s research
question match the review
question?

Yes.

Has the study dealt appropri-
ately with any ethical concerns?

Overall assessment of internal
validity
+

Overall assessment of external
validity
++
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

studying six care homes and as-
sociated primary care services in
areas that may not be representa-
tive. To be able to address such a
sensitive topic, our sample of
homes was selected from care
homes regarded as providing
good care with good working rela-
tionships with primary healthcare
professionals. It did not engage
with practice in homes where
there were recognised problems
with quality of care.

Is the mixed-methods research
design relevant to address the
qualitative and quantitative re-
search questions (or objec-
tives), or the qualitative and
quantitative aspects of the
mixed-methods question?
Yes.

Is the integration of qualitative
and quantitative data (or re-
sults) relevant to address the
research question?

Yes.

Are the sources of qualitative
data (archives, documents, in-
formants, observations) rele-
vant to address the research
question?

Yes.

The findings summarised from
narrative accounts of staff and
other professionals (and reviews
of care notes) describe the experi-
ences of end-of-life care of older
people resident in care homes,
and how care home staff and the
healthcare practitioners who vis-
ited the care home interpreted
their role.

Is the process for analysing
qualitative data relevant to ad-
dress the research question?
Yes.

Interviews were transcribed and
entered onto NVivo qualitative
data analysis software (QSR Inter-
national Pty Ltd., Version 7, 2006)
for organisation prior to analysis.
Analysis involved three stages: (i)
familiarisation, decontextualisation
and segmenting the data into cat-
egories, (ii) comparing categories
(both within and between) for
common and divergent themes,
and (iii) looking at relationships in

Yes.

'Ethics review was provided by the
Southampton and South West
Hampshire Research Ethics Com-
mittee (REC ref. 08/H0502/38)
and local government and NHS
organisations (Authors, p23).

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older people.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Care homes.

Overall validity score
+
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Is appropriate consideration
given to the limitations associ-
ated with this integration, such
as the divergence of qualitative
and quantitative data (or re-
sults)?

Unclear.

the themes identified and the
practices observed.

Is appropriate consideration
given to how findings relate to
the context, such as the setting,
in which the data were col-
lected?

Yes.

Findings are discussed in relation
to the setting in which the data
were collected. Later on in the pa-
per reflection is made about the
limitations of the research includ-
ing the small number of cases,
which means the study is not rep-
resentative of the population as a
whole.

Is appropriate consideration
given to how findings relate to
researchers' influence, for ex-
ample, through their interac-
tions with participants?

No.

Not adequately discussed in this
paper.

Qualitative component 2
Which component?

Does the study relate to at least
one of the activities covered by
the guideline?

Yes

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Experiences of end-of-life care.

Does the study have a UK per-
spective?
Yes.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Review of care home notes.

Are the sources of qualitative
data (archives, documents, in-
formants, observations) rele-
vant to address the research
question?

Yes.

Residents’ care notes and medical
records held within the care
homes were reviewed at four time
points over a 12-month period.

Is the process for analysing
qualitative data relevant to ad-
dress the research question?
Unclear.

Is appropriate consideration
given to how findings relate to
the context, such as the setting,
in which the data was col-
lected?

Unclear.

Is appropriate consideration
given to how findings relate to
researchers’ influence, for ex-
ample, through their interac-
tions with participants?
Unclear.
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20. Hart E, Lymbery M, Gladman JR (2005) Away from Home: An Ethnographic Study of a Transitional Rehabilitation Scheme for Older
People in the UK. Social Science & Medicine 60, 1241-1250

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

Ethnographic study. The ‘core
characteristics’ of ethnography
were: it was small in scale, focus-
sing on TR as a social process in
the settings in which the scheme
was organised and delivered. The
study was designed to trace the
development of the scheme over 2
years, with fieldwork concentrated
in two phases, 12 months apart.

Is a qualitative approach appro-
priate?

Appropriate.

The study highlighted the need to
understand intermediate care from
the different perspectives of older
people, providers and managers,
and to recognise the possible con-
sequences, positive and negative,
of providing rehabilitation away
from home. This was only possible

How well was the data collec-
tion carried out?
Appropriately

Are the data ‘rich’?

Mixed.

The data are rich about the
scheme and provide many exam-
ples of what older people said
about their experiences. However,
these views are confined to the
TR scheme, which is a specific
form of adult social care so it
therefore is less informative about
wider adult social care services.
Also, while some information and
examples are provided about bar-
riers, not all of the paper is about
this.

Is the analysis reliable?

Reliable.

It is reported on page 1243 that all
taped interviews were transcribed
and entered onto NVivo 2.0 for
analysis. The researchers also
worked directly with hard copies of

Does the study’s research
question match the review
question?

Yes.

Views of older people and care
home managers about a transi-
tional rehabilitation (TR) scheme.

Has the study dealt appropri-
ately with any ethical concerns?
Yes

The study was approved by the lo-
cal research ethics committee.
Details of ethical considerations
are given in the paper.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

As far as can be ascertained
from the paper, how well was

the study conducted?
++

Overall assessment of external
validity
++

Overall score
++
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

to do by taking an in-depth ethno-
graphic approach. ‘The theoretical
purpose behind our sampling
strategy was to understand how
each of three key groups experi-
enced the scheme— managers,
care staff and older people—and
explore similarities and differences
within and between groups’ (Au-
thors, p1243).

Is the study clear in what it
seeks to do?

Clear.

The study sets out clear objectives
that the paper follows through
from the introduction, methods,
findings and conclusions.

How defensible/rigorous is the
research design/methodology?
Defensible.

'We used purposive sampling (Sil-
verman, 2001) to select partici-
pants on the basis of their experi-
ence and in-depth knowledge of
the scheme rather than, as in a
survey, because they were repre-
sentative of a larger ‘population’
(Davies, 1999)." (Authors, p1243).

the transcripts and field-notes,
reading and re-reading them to re-
tain an oversight of the overall
context of the study.

Are the findings convincing?
Convincing.

Yes they provide a good reflection
of what different stakeholders said
about the experiences of using the
TR scheme. The triangulation ap-
proach of asking elderly people
and different groups of profession-
als meant the conclusions drawn
were not biased. Page 1248: The
authors argue that ‘the ethno-
graphic approach confirmed the
advantages of this research
method in generating data of con-
siderable richness, depth and
breadth (Hammersley, 1990; Sav-
age, 2000), particularly when ap-
plied to various forms of institu-
tional care for older people (Staf-
ford, 2003). It enabled a focus on
the perspectives of older people,
and also on the views of staff (in
this case, rehabilitation assis-
tants), who have been absent
from much intermediate care re-
search.’

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older people.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Intermediate care scheme in six
care homes.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?
Yes.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Is the context clearly de-
scribed?

Clear.

The authors provide a clear de-
scription of the TR scheme and
how the settings that took place
were sampled.

Was the sampling carried out in
an appropriate way?
Appropriate.

‘We used purposive sampling (Sil-
verman, 2001) to select partici-
pants on the basis of their experi-
ence and in-depth knowledge of
the scheme rather than, asin a
survey, because they were repre-
sentative of a larger ‘population’
(Davies, 1999). The theoretical
purpose behind our sampling
strategy was to understand how
each of three key groups experi-
enced the scheme— managers,
care staff and older people—and
explore similarities and differences
within and between groups’ (Au-
thors, p1243).

Were the methods reliable?
Reliable.

The authors claim that the ‘ethno-
graphic approach confirmed the
advantages of this research

Are the conclusions adequate?
Adequate.

The conclusions are well consid-
ered and link back well to the
study objectives. Key to the barri-
ers question is that: ‘It is possible,
even within an institutional setting,
to provide specialist rehabilitation
services for those older people
who want them which transform
their lives for the better. However,
we conclude that policy makers
need to be cautious in the devel-
opment of residential forms of in-
termediate care, for two linked
reasons. First, it should not always
be assumed that home is best for
all older people. Secondly, it is by
no means straightforward to simu-
late the conditions of home in an
institutional environment—espe-
cially one that is purpose-built’
(p1249).
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

method in generating data of con-
siderable richness, depth and
breadth (Hammersley, 1990; Sav-
age, 2000), particularly when ap-
plied to various forms of institu-
tional care for older people (Staf-
ford, 2003).” They also argue that
this approach was beneficial be-
cause it ‘enabled a focus on the
perspectives of older people, and
also on the views of staff (in this
case, rehabilitation assistants),
who have been absent from much
intermediate care research’ (Au-
thors, p1248).

21. Hatton C and Waters J (2011) The National Personal Budget Survey: June 2011. London: Think Local Act Personal

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Survey BUT direct user views in-
cluded - 417/1,114 personal
budget holders who completed the
POET survey wrote in a comment
about their experience of personal
budgets.

Objectives of the study clearly
stated?
Partly.

Data suitable for analysis?
Yes.

Clear description of data collec-
tion methods and analysis?
Partly.

Some parts more clearly de-
scribed than others. Not entirely
clear how participants were re-

Is the setting similar to the UK?
Yes.

Is there a clear focus on [popu-
lation]?
Yes.

Is there a clear focus on [inter-
vention]?

Internal validity
+

External validity

Overall score
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

The study describes the back-
ground of the POET surveys but
no objectives stated. Rationale for
the survey given on page 6.

Design

Measures for contacting non-re-
sponders?

Not described.

Response rate?
Not reported.

Describes what was measured,
how it was measured and the
outcomes?

Yes.

Measurements valid?

Partly.

Some views and experiences of
users of personal budgets are
captured but the main focus is on
reporting survey data.

Measurements reliable?

Partly.

Captures some views and experi-
ences of users but most of the
data are survey responses.

cruited other than from local au-
thorities. Response rates not sup-
plied.

Methods appropriate for the
data?
Yes.

Statistics correctly performed
and interpreted?
Yes.

Response rate calculation pro-
vided?
No.

Methods for handling missing
data described?
No.

Difference between non-re-
spondents and respondents de-
scribed?

No.

Results discussed in relation to
existing knowledge on subject

Mixed.
Not clear what the 'setting is'.

Implied home care.

Are the questions relevant?
Unclear

Research questions not stated. No
questionnaire supplied with report.

Overall assessment of external
validity
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Measurements reproducible?
Partly.

No questionnaire reported or in-
cluded and not entirely clear how
study participants recruited - ex-
cept through local authorities.

Basic data adequately de-
scribed?

Yes.

Good description of respondents
given.

Results presented clearly, ob-
jectively and in enough detail
for readers to make personal
judgements?

Partly.

Clear presentation of survey data.
However, views data reported only
for some participants and no de-
tails given about age, gender etc.
of participant.

Results internally consistent?
Yes.

and study objectives?
No.

Limitations of the study stated?
No.

Results can be generalised?
Unclear.

Not clear what the total number
being sampled from is so cannot
comment on this.

Appropriate attempts made to
establish 'reliability’ and 'validi-
ty' of analysis?

No.

Not reported.
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22. Hearle D, Rees V, Prince J (2012) Balance of occupation in older adults: experiences in a residential care home. Quality in Ageing &

Older Adults 13, 125-134

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Mixed methods

Single case study design using
multiple data collection methods -
included systematic observation,
field notes and interval time sam-
pling, both qualitative and quanti-
tative.

Is the mixed-methods research
design relevant to address the
qualitative and quantitative re-
search questions (or objec-
tives), or the qualitative and
quantitative aspects of the
mixed-methods question?

Yes

Is the integration of qualitative
and quantitative data (or re-
sults) relevant to address the
research question?

Yes.

Multiple data collection methods
within a case study approach al-
lowed for themes to be explored
from various angles and included

Qualitative comp 1
Which component?
Observation schedule.

Are the sources of qualitative
data (archives, documents, in-
formants, observations) rele-
vant to address the research
question?

Yes.

An observation schedule was de-
veloped based on an interval time
sampling model (Fulton et al.,
2006), which covered types of ac-
tivities engaged in by residents
identified in a preliminary visit in
areas frequented by residents.
This schedule had a qualitative
and quantitative element. "Field
notes regarding the environment
and nature of interactions between
care staff and residents were com-
piled at the time of observation in
order to increase the meaningful-
ness of the observed data. These
field notes also included some un-
solicited comments made by the
residents. A running record was
made in the public places of the
care home of the activities of the

Does the study’s research
question match the review
question?

Yes.

Includes resident views about oc-
cupation in a care home.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

'Following ethical approval by Car-
diff University, informed written
consent was obtained from the
manager of the care home. The
manager assured capacity of the
residents who were given a full ex-
planation of the nature of the
study. Permission to record activi-
ties was received' (Authors: page
127).

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

Overall assessment of internal
validity
+

Overall assessment of external
validity

Overall validity score
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

field notes and interval time sam-
pling, both qualitative and quanti-
tative. This made for a more ro-
bust study, reducing bias and en-
hancing the reliability of the find-
ings.

Is appropriate consideration
given to the limitations associ-
ated with this integration, such
as the divergence of qualitative
and quantitative data (or re-
sults)?

Yes.

A single case study may not be
representative of the experiences
of residents in other care homes.
Time limited observation over dif-
ferent locations may miss activi-
ties. Methodological limitations in
that observation only provided dis-
crete snapshots, albeit over 12
hours, of the activities of residents
in one care home. Triangulation
was applied by combining quanti-
tative and qualitative approaches.
The engagement of residents may
have been missed in the use of in-
terval time sampling and com-
ments may represent the views of
an articulate few. Small sample
drawn from one home.

care staff, visitors, available re-
sources, noise and seating" (Au-
thors, p128).

Is the process for analysing
qualitative data relevant to ad-
dress the research question?
Yes.

‘The care home was visited for pe-
riods of four hours on three occa-
sions and the observation sched-
ule was used to record residents’
activities. This was achieved by
moving through all the public
places to log activities on a contin-
uous basis. On each of the three
days, records of activity were
completed on four separate occa-
sions each of 60-min duration
throughout the day. This allowed
each area to be visited five times
in @ 40-min period and 20 min al-
located to the transition between
areas and recording of field notes’
(Authors, p127). Participants be-
came familiar with the researcher
and hence more at ease. Just one
of the researchers was eventually
involved in making observations
as this allowed for consistency in
adhering to the observation
schedule. The data were analysed
using the Statistical Package for

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older adults.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Care home setting.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Partly.

The engagement of residents may
have been missed in the use of in-
terval time sampling and com-
ments from residents may repre-
sent only the views of an articulate
few.

Adult social care: improving people's experience (February 2018) 73 of 475
© NICE [2018]. All rights reserved. Subject to Notice of rights



https://www.nice.org.uk/terms-and-conditions#notice-of-rights

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

the Social Sciences version 12
(Brace et al. 2006). Descriptive
statistics were used to analyse the
frequencies of activities of the res-
idents and any differences in oc-
cupation over the three days. Field
notes including residents' views
are included.

Is appropriate consideration
given to how findings relate to
the context, such as the setting,
in which the data were col-
lected?

Partly.

Is appropriate consideration
given to how findings relate to
researchers' influence, for ex-
ample, through their interac-
tions with participants?
Unclear.

Quantitative component (includ-
ing non-RCT; cohort study;
case-control study)

Which quantitative component?
Observation schedule.

Does the study have a UK per-
spective?

No.

As this study is only based in one
care home, the findings cannot be
generalised more widely.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Are participants (organisations)
recruited in a way that mini-
mises selection bias?

Unclear.

Are measurements appropriate
(clear origin, or validity known,
or standard instrument; and ab-
sence of contamination be-
tween groups when appropri-
ate) regarding the exposure/in-
tervention and outcomes?

“An observation schedule was
drawn up, the schedule being
based on an interval time sam-
pling model (Fulton et al., 2006).
This included the types of activi-
ties engaged in by residents iden-
tified in a preliminary visit in areas
frequented by residents. The care
home was visited for periods of
four hour on three occasions and
the observation schedule was

used to record residents’ activities.

This was achieved by moving
through all the public places to log
activities on a continuous basis.
On each of the three days, rec-
ords of activity were completed on
four separate occasions each of
60-min duration throughout the
day. This allowed each area to be
visited five times in a 40-min pe-
riod and 20 min allocated to the
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

transition between areas and re-
cording of field notes”. (Authors:
page 127).

In the groups being compared
(exposed versus non-exposed;
with intervention versus with-
out; cases versus controls), are
the participants comparable, or
do researchers take into ac-
count (control for) the differ-
ence between these groups?
N/A

Are there complete outcome
data (80% or above), and, when
applicable, an acceptable re-
sponse rate (60% or above), or
an acceptable follow-up rate for
cohort studies (depending on
the duration of follow-up)?
Observation design, so outcome
data not applicable.

23. Hebblethwaite A, Hames A, Donkin M et al. (2007) Investigating the experiences of people who have been homeless and are in con-

tact with learning disability services. Learning Disability Review 12, 25-34
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study. Semi-structured
qualitative interviews were con-
ducted with fourteen people with
learning disabilities who had expe-
rienced homelessness.

Is a qualitative approach appro-
priate?
Appropriate.

Aim is to gather views and experi-
ences of those homeless with
learning disability needs.

Is the study clear in what it
seeks to do?
Clear.

Well founded in other studies,
highlighting the rationale for inves-
tigating homelessness and people
with learning disabilities: "Alt-
hough a limited number of reports
have indicated that people with
learning disabilities or difficulties
may be at increased risk of be-
coming homeless (Leedham,
2002; ODPM, 2002; Warnes et al.,
2003; Crisis, 2005), very little re-
search has been done in the UK
with this group of people" (p26).

How well was the data collec-
tion carried out?
Not sure/inadequately reported.

Are the data ‘rich’?
Mixed.

Clear description of quantifying
numbers of participants that agree
and disagree; however it is un-
clear if these participants are
homeless or accommodated. Ad-
ditionally, there is little information
about their characteristics.

Is the analysis reliable?
Somewhat reliable.

Qualitative data from the inter-
views was analysed using content
analysis. As stated by the authors
“Content analysis was used to
identify emerging themes from the
data, using two raters to ensure
reliability. Unique individual expe-
riences were also taken into ac-
count in the analysis”. (Authors:
page 28). The analysis questions
the reliability of the data due to the
brief explanation or consideration
of bias, especially as it is not re-
ported whether participants did

Does the study’s research
question match the review
question?

Partly.

The relevant findings are about
outcomes such as: wellbeing and
quality of life, engagement with
services and care, and support
from agencies. However, the find-
ings are generally brief and little
commentary is about services de-
livering adult social care, but tem-
porary accommodation for home-
lessness.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

The research project gained ethi-
cal approval from a local research
ethics committee. Consent was
given by participants.

Were service users involved in
the study?
No.

Not co-produced.

As far as can be ascertained
from the paper, how well was
the study conducted?

The authors point out that the
sample from the fourteen inter-
views is not representative, espe-
cially due to the focus of North
East of England. This was due
partly to difficulties in recruiting in-
terviewees because of the crisis
situation of homelessness. Little
information is reported on their
abilities and lack of personal his-
tory, i.e. previous contact with ser-
vices. As reported, the study did
not include representations from
ethnic minorities, and is limited
due to the recruitment of only two
females. Compounding these limi-
tations is a lack of information of
characteristics of those partici-
pants that were interviewed, mak-
ing the data difficult to contextual-
ise and thus interpret. Please con-
sider that findings are nine years
old and provisions may have
changed to assist people with
greater support needs.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

The aim is to report the experi-
ences of those with learning disa-
bilities that have been homeless,
and ascertain their viewpoints of
learning disability services in one
region, North East of England.

How defensible/rigorous is the
research design/methodology?
Defensible - Clear approach to
gathering data, i.e. the participants
were contacted due to being
known to local social or health LD
services. The professionals were
asked whether it was appropriate
for the participants to be con-
tacted, which reduced the contact
details initially provided from 38 to
14. In the limitations the authors
describe how the study experi-
enced difficulty in recruitment.

Is the context clearly de-
scribed?
Not sure.

Unclear.

Was the sampling carried out in
an appropriate way?
Appropriate.

feedback on the findings.

Are the findings convincing?
Convincing.

Report is clear and coherent, with
findings supported by direct
quotes from participants.

Are the conclusions adequate?
Adequate.

Thorough findings and good, com-
prehensive discussion and conclu-
sion supported by other studies.
This report excels in exploring the
limitations.

Is there a clear focus on the
guideline topic?
Yes.

Adults with learning disabilities
and service user experience.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Adults with learning disabilities.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Temporary accommodation for
homelessness, not specifically
adults with learning disabilities,
though relevant in part due to dis-
cussion of service provision.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

Adults social care.

Overall assessment of external
validity

Unsure if wholly relevant to re-
search question 1 because the
study explores the support within
temporary accommodation, and
little mention of adult social care.
The study concludes that there
needs to be provision designed to
help greater support needs (in-
cluding learning disabilities).

+

Overall score
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Research team went through the
service users professional to en-
sure it was an appropriate time.

Were the methods reliable?
Somewhat reliable.

Collected via one method — quali-
tative interviews.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

The aim is to report the experi-
ences of those with learning disa-
bilities that have been homeless,
and ascertain their viewpoints of
learning disability services in one
region, North East of England.

Does the study have a UK per-
spective?
Yes — North East of England, UK.

24, Hillcoat-Nallétamby S (2014) The meaning of "independence” for older people in different residential settings. The Journals of Geron-
tology: Series B: Psychological Sciences and Social Sciences 69B, 419-430

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

The article draws on qualitative
data collected from in-depth inter-
views conducted as part of a
larger study completed in Wales
(Burholt et al., 2010) designed to
address knowledge gaps about
meeting the needs of frail, older
people residing in supported living

How well was the data collec-
tion carried out?

Appropriately.

"The research team were trained
on recruitment and interviewing
techniques and the challenges of
interviewing couples. Voice-rec-
orded interviews were carried out
in people’s homes or in private

Does the study’s research
question match the review
question?

Partly.

The focus of this study was the
meaning of independence for
older people in different settings,
so this does not entirely match the
review question.

As far as can be ascertained
from the paper, how well was

the study conducted?
+

Overall assessment of external
validity
+
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

environments. Qualitative inter-
views planned to gather subjective
experiences of ageing and care
received in community, care home
and extra care settings by explor-
ing core topics about healthcare
provisions, support networks, so-
cial activities, frailty and disability,
with specific extra questions on
reasons and choices for moving
for participants in extra-care and
residential settings.

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?

Clear.

This research presents qualitative
data from in-depth interviews con-
ducted as part of a larger study
completed in Wales (Burholt et al.
2010) designed to address
knowledge gaps about meeting
the needs of frail, older people re-
siding in supported living environ-
ments.

rooms in the other settings. Re-
spondents were reassured that in-
terviews could be terminated at
any point. If participants were liv-
ing with a spouse or partner, inter-
viewers asked for time alone with
the participant to complete the in-
terview, and this was usually not a
problem. The quality of data col-
lection was checked at regular
team meetings, and interview con-
tent was compared for accuracy
with some data from the quantita-
tive survey, e.g. marital status and
age. (Authors, page 3).

Are the data ‘rich’?
Rich.

Is the analysis reliable?
Reliable.

An analytical framework was cre-
ated to guide exploration of inter-
view transcripts. The framework
was based on a review of re-
search covering studies about
older people’s understandings of
independence in different residen-
tial settings.

Has the study dealt appropri-
ately with any ethical concerns?
No reference made in the study to
ethical issues.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Community and residential set-
tings.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

Overall score
+
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

How defensible/rigorous is the
research design/methodology?
Defensible.

Is the context clearly de-
scribed?

Clear.

The interview transcripts clearly
differentiate the findings between
the different kinds of residential
settings.

Was the sampling carried out in
an appropriate way?
Appropriate.

"The study population of older
people living in extra care or resi-
dential settings was drawn from
locations in Wales, identified from
a specialist database including all
registered schemes in the country.
As Wales is a very small country,
it was important to preserve the
anonymity of study sites, so extra
care and residential settings were
not selected based on characteris
tics such as number of beds or
type of facility. Instead, two Welsh
counties were purposively sam-
pled based on rural-urban con-
text, as well as linguistic variations
(Office of National Statistics,

Are the findings convincing?
Convincing.

Are the conclusions adequate?
Somewhat adequate.

The authors conclude that the re-
sults need to be interpreted in light
of some limitations: 'The study is
based on a relatively small con-
venience sample from Wales, and
for financial reasons, qualitative
data collection was only com-
pleted for half of the original total
sample, thus compromising the
ability to generalize from the find-
ings; some findings are likely to be
context specific, for example,
physical adaptations would nor-
mally only be introduced to the pri-
vate dwelling as both extra-care
and residential settings are likely
to incorporate these design fea-
tures' (Authors, p10).

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Partly.

Views in relation to the use of so-
cial care are relevant.

Does the study have a UK per-
spective?

Yes.

Based in Wales.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

2004). All residential schemes in
these counties were contacted to
participate in the study, and indi-
viduals living in the community in
their own homes were reached
through local authority services.
Team managers and community-
based staff in each setting agreed
to approach their clients and dis-
tribute information and participant
consent forms for the project’ (Au-
thors, p2).

Were the methods reliable?
Somewhat reliable.

Only one method of data collec-
tion, i.e. interviews, was used.
This method itself was reliable in
that it involved the development of
a prior coding framework using
words or phrases identified from
the literature such as “independ-
ent/ence/ently,” “home,” “myself,”
“family,” and “my own home,”.
(Authors: page 4). The framework
was tested and amended over a
series of peer debriefing meetings
with researchers. Two researchers
and the author then used the
framework to manually code a
random sample of 20% of tran-
scripts and compare them for in-
ternal consistency, adjusting the
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

coding framework based on peer
consensus. Coded interview ex-
tracts were then analysed themati-
cally by type of residential setting
to explore patterns in meanings of
independence across settings.

25. Hoole L and Morgan S (2011) 'It's only right that we get involved':

services. British Journal of Learning Disabilities 39, 5-10

service-user perspectives on involvement in learning disability

Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Methodology
Qualitative study.

Focus group held with seven peo-
ple with learning disabilities re-
cruited from a self-advocacy group
and day centre for people with
learning disabilities.

Is a qualitative approach appro-
priate?
Appropriate.

Focus group conducted with 7
participants to meet aim of study,
which is about gathering people’s
experience of learning disabilities
services.

How well was the data collec-
tion carried out?
Appropriately.

Excellent ethical consent when
considering the recruitment of
people with learning disabilities.
The researchers considered how
to facilitate, which included the au-
thors, two trainee clinical psy-
chologists and a familiar staff-
member. Additionally, they were
governed by previous guidance
Gates and Waight (2007), which
proposes the role of facilitation is
to guide participants' attention and
to create a flowing discussion. The

Does the study’s research
question match the review
question?

Yes.

Service user experience incorpo-
rating participants with learning
disabilities explore their experi-
ence of services.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

Excellent research governance
establishing the participants are
able to give consent under rele-
vant legislation - Mental Capacity

As far as can be ascertained
from the paper, how well was

the study conducted?
+

Very thorough methodology and
preparation. Note: the sample is
one focus group consisting of
seven participants where there is
a brief description of the charac-
teristics. However, the user views
presented do not distinguish be-
tween the individuals, and direct
quotes are not contextualised. The
discussions highlight the limita-
tions of the study in which, when
conducting a focus group, some
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Is the study clear in what it
seeks to do?

Clear aim with objectives and
methods that seek to gain service
user experiences.

How defensible/rigorous is the
research design/methodology?
Defensible.

The authors note the effectiveness
of focus groups and how the use
of this method of data collection
with people with learning disabili-
ties is a valuable approach:
"health understanding and promo-
tion (Bollard 2003; Fraser and Fra-
ser 2001; Martin et al. 1997), ac-
commodation (Barr et al. 2003)
and understanding of 'Best Value'
quality mechanisms (Cambridge
and McCarthy 2001)" (p6). It is im-
portant to note that due to the na-
ture of the research — a local audit
— the aim was to inform local pro-
viders of service-user experi-
ences, so is an efficient way to as-
certain data promptly.

focus group was hosted in a famil-
iar environment, which again was
founded in research to promote
participation (Gates and Waight
2007, page 7). Through a semi-
structured focus group, the re-
search team were satisfied with
the format, noted here: ‘We found
discussion gathered its own mo-
mentum and participants had
strong views that they wished to
share.’ (Page 7). The research
team are also aware of the impact
of video recording; however, con-
sent was gained.

Are the data ‘rich’?
Yes.

Is the analysis reliable?
Reliable — Comprehensive analy-
sis where data has been recorded,
then analysed using thematic
analysis (Braun and Clarke 2006).
The authors note that non-verbal
cues were not analysed, as they
were interested in the narrative. It
is significant that analysis was fed
back to each participant in an ac-
cessible summary of the findings.

Act. Permission was sought to
video record discussion and par-
ticipants were able to opt in using
appropriate accessible consent
forms. Ethical approval was not
reported from a research commit-
tee but it is unclear if this is appro-
priate given the ethical considera-
tions.

Were service users involved in
the study?
No.

Study not co-produced.

Is there a clear focus on the
guideline topic?
Yes.

Service user experience.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Adults with learning disabilities.

participants were more domineer-
ing.

Overall assessment of external
validity
++

Relevant to review question one,
with clear link to guideline topic.
The participants are recruited by
the individual organisations, fol-
lowing thorough ethical considera-
tion.

Overall score
+
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Is the context clearly de-
scribed?
Not sure.

Not adequately reported.

Was the sampling carried out in
an appropriate way?
Appropriate

‘Participants were recruited from
an established self-advocacy
group and from a day centre for
people with learning disabilities,
both situated in a borough of
South West London’ (p6). The re-
search team went through the
manager and staff of each entity
to ensure that the participants felt
like they had a choice if they were
a part of the focus group or not.
The inclusion criteria were similar
to other studies conducted with
people with learning disabilities
(Barr et al. 2003; Cambridge and
McCarthy 2001).

Were the methods reliable?
Somewhat reliable - Only one
method of data collection, which
was a small-scale focus group.

Are the findings convincing?
Convincing.

Services assessed by people with
learning disabilities (n=7), consid-
ered their insights into the varying
experiences, which have been an-
alysed in three key themes: (1)
Feelings of unfairness and ine-
quality; (2) Experiences of inclu-
sion and power; and (3) Future vi-
sions. The only criticism would be
that the quotes and experiences
are not contextualised.

Are the conclusions adequate?
Adequate — The discussion high-
lights the limitations of the study in
which, when conducting a focus
group, some participants were
more domineering. The conclusion
states that services have made
people with disabilities experience
problems in the current and past
of inclusion and exclusion of
power, and their hopes for future
outcomes.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Day centre for people with learn-
ing disabilities.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes — Adult social care.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes — The aim was to conduct a
focus group with service users
with learning disabilities in order to
ascertain ‘their experiences of ser-
vices, what was helpful and un-
helpful, whether they felt involved
and listened to, and suggestions
for improving involvement’ (p6).

Does the study have a UK per-
spective?
Yes — London
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26. IFF Research (2008) Employment aspects and workforce implications of direct payments: research report. London: IFF Research

Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Methodology

Qualitative study. This is a three-
phase, large-scale quantitative re-
search project encompassing the
following: 1. Main employer survey
— 526 face-to-face interviews with
Direct Payment employers in six-
teen Local Authority areas.

2. Self-completion survey of Per-
sonal Assistants

3. Telephone survey of Personal
Assistants - 100 individuals who
had completed the self-completion
survey.

The SUE review is based on the
first phase focusing on qualitative
data from the main employer sur-
vey, carried out between February
and November 2007.

Is a qualitative approach appro-
priate?

Appropriate.

Is the study clear in what it
seeks to do?

Clear.

How well was the data collec-
tion carried out?

Appropriately.

Interviews were conducted, either
in the person's home or a conven-
ient location, and with the em-
ployer alone, or where requested
by the employer, with a repre-
sentative or support person pre-
sent. It was stressed that the sur-
vey questions would focus largely
on the person or persons em-
ployed through Direct Payments,
and that therefore, these individu-
als should not be present during
the interview. Where the Personal
Assistant and the person in receipt
of or responsible for administering
the Direct Payments and arrang-
ing care was one and the same
person (i.e. a carer or a parent of
a child recipient) representatives
could be present or complete the
survey on the employer’s behalf.
(Page 14).

Are the data ‘rich’?
Rich.

Does the study’s research
question match the review
question?

Yes.

Interviews focused on the follow-
ing:

1. employer's history of involve-
ment with DP

2. employer satisfaction with the
current Personal Assistant(s) em-
ployed through Direct Payments

3. problems experienced under Di-
rect Payments, general concerns
and additional support require-
ments

4. employer attitudes to being an
independent employer, including
formal contracts and training for
Personal Assistants

5. attitudes towards the registra-
tion of Personal Assistants

6. some details on the job role and
work / training history of current
Personal Assistants.

Interviews also asked about any
experience of abuse when em-
ploying a PA or using Local Au-
thority-arranged support services.

As far as can be ascertained
from the paper, how well was

the study conducted?
+

Overall assessment of external
validity
++

Overall score

+
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

How defensible/rigorous is the
research design/methodology?
Defensible. The main employer
questionnaire was based on the
findings of the Sheffield/New
Types of Worker research and
other key published research, and
developed in consultation with the
project steering group. This group
consisted of representatives of
Skills for Care, the General Social
Care Council (GSCC), a repre-
sentative of Skills for Care's Peo-
ple who Use Services and Carers
Task and Finish Group, the Shef-
field researcher and the Social
Care Institute for Excellence
(SCIE). The survey was piloted in
two phases, initially with five Di-
rect Payment employers, and revi-
sions made on their feedback, and
then a full version of it was piloted
with 11 DP employers within one
Local Authority region to develop
a final questionnaire in conjunction
with Skills for Care (p15).

Is the context clearly de-
scribed?

Clear

Contexts of the data are clearly
described and varied rich quotes.

Is the analysis reliable?
Not sure/not reported

Are the findings convincing?
Convincing

Are the conclusions adequate?
Adequate

Has the study dealt appropri-
ately with any ethical concerns?
No.

Were service users involved in
the study?

Yes

Is there a clear focus on the
guideline topic?

Yes. Views of direct payment us-
ers.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.
People receiving direct payments.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes. Services accessed through
direct payments in people's own
homes and other settings.

Adult social care: improving people's experience (February 2018) 87 of 475
© NICE [2018]. All rights reserved. Subject to Notice of rights



https://www.nice.org.uk/terms-and-conditions#notice-of-rights

Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Was the sampling carried out in
an appropriate way?

Appropriate.

Letters were sent to Direct Pay-
ment employers covered by the
participating Local Authorities,
asking them to contact IFF Re-
search if they did not want to be
contacted in relation to the survey.
Those individuals not opting out of
the survey were invited to partici-
pate in a face-to-face interview
(p13). 'lt should also be noted that
whilst steps were taken to ensure
that the proportion of interviews
conducted with employers of dif-
ferent genders and disability types
matched those found in the sam-
ple obtained, there were no such
quotas set according to age or
ethnicity... the weighting of the
survey data by administrative cat-
egory has not led to any particular
skew in the weighted profile of
gender, ethnicity and age' (p 20).
A relatively equal balance of male
and female employers were inter-
viewed (58% female, 42% male).
Reflecting the characteristics of
the samples of Direct Payment
employers provided, the vast ma-
jority of employers participating

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

Are the views and experiences
reported relevant to the guide-
line?

Yes.

Does the study have a UK per-
spective?

Yes.

Adult social care: improving people's experience (February 2018) 88 of 475
© NICE [2018]. All rights reserved. Subject to Notice of rights



https://www.nice.org.uk/terms-and-conditions#notice-of-rights

Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

(88%) were white. Note that be-
cause of the relatively low num-
bers of Asian, Black and Mixed
ethnicity employers that were in-
terviewed, it has been difficult to
make meaningful comparisons be-
tween employers of different eth-
nicities. Only statistically signifi-
cant differences between employ-
ers of different ethnicities are pre-
sented in the report.

A relatively even spread of em-
ployers of different ages were in-
terviewed. The male employers
surveyed were generally younger
than the female participants; 31%
of males were under the age of
24, compared to 16% of female
employers (unweighted figures)

(p21).

Were the methods reliable?
Reliable.

Questionnaire was piloted exten-
sively involving two phases. Data
collected for the whole research it-
self involved more than one
method.
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27. Institute of Public Care. Oxford Brookes University (2010) Oxfordshire County Council: support to the early intervention and preven-
tion services for older people and vulnerable adults programme: report on study of care pathways. Bath: Oxford Brookes University

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Mixed methods

The project combined a quantita-
tive and qualitative approach. 1.
Secondary analysis of admissions
records. The aim was to obtain
data on a quarter of all admissions
across the county over the year
prior to the study. 2. Interviews
with a sample of the 115 older
people admitted to a care home in
2008-2009, their informal main
carers where available, and care
managers. A total of 21 interviews,
including seven older people,
eight carers and eight care man-
agers, were carried out. There
were three cases where the carers
of older people with dementia
were interviewed. The completed
interviews were transcribed and
an analysis of the transcripts car-
ried out using qualitative data
analysis software. This was trian-
gulated with the data from the file
audit. Older people and their car-
ers were asked about circum-
stances and experiences prior to
entering a care home, including:
the previous living arrangements
of the older person; their health

Qualitative comp 1

Which component?

Interviews with care home resi-
dents, their informal main carers
where available, and care manag-
ers.

Are the sources of qualitative
data (archives, documents, in-
formants, observations) rele-
vant to address the research
question?

Partly.

The qualitative part of the study in-
cluded sections about social ser-
vices used and support relevant to
this review but other sections of
the research report are not rele-
vant (e.g. views about primary
care).

Is the process for analysing
qualitative data relevant to ad-
dress the research question?
Yes.

No research questions stated but
views are clearly an important
means of eliciting information
about critical 'circumstances and
events' prior to admission.

Does the study’s research
question match the review
question?

Yes.

This aim of this paper was to iden-
tify the critical characteristics, cir-
cumstances and events that lead
to a care home admission in order
to provide appropriate services to
prevent or delay such an admis-
sion.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

Ethical and practical reasons are
referred to by the authors in their
decision not to interview people
with dementia. (Page 6).

Were service users involved in
the study?

Yes.

Service users were interviewed for
this study.

Is there a clear focus on the
guideline topic?
Yes.

Overall assessment of internal
validity
+

Overall assessment of external
validity
+

Overall validity score
+
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

and need for care in the four to
five years leading up to admission;
the circumstances around the de-
cision to go into care; and whether
there were any services or support
that they felt could have enabled
them to continue living in their own
home for longer. This phase of the
project also included mapping
timelines for the older people who
were interviewed to visually
demonstrate their pathway into
care.

Is the mixed-methods research
design relevant to address the
qualitative and quantitative re-
search questions (or objec-
tives), or the qualitative and
quantitative aspects of the
mixed-methods question?
Yes.

Secondary analyses of records
provide important contextual infor-
mation for the interviews that fol-
lowed.

Is the integration of qualitative
and quantitative data (or re-
sults) relevant to address the
research question?

Yes.

Is appropriate consideration
given to how findings relate to
the context, such as the setting,
in which the data were col-
lected?

Yes.

Analysis was conducted about cir-
cumstances prior to admission
and this information was used to
understand differences between
the samples.

Is appropriate consideration
given to how findings relate to
researchers' influence, for ex-
ample, through their interac-
tions with participants?
Unclear.

Nothing is stated about this in the
report.

Quantitative component (de-
scriptive)

Which component?

Secondary analysis of admission
records.

The qualitative part of the study in-
cluded sections about social ser-
vices used and support relevant to
this review.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older people.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Care homes.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?
No.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Interview data was triangulated
with the data from secondary anal-
ysis of records.

Is appropriate consideration
given to the limitations associ-
ated with this integration, such
as the divergence of qualitative
and quantitative data (or re-
sults)?

N/A

Is the sampling strategy rele-
vant to address the quantitative
research question?

Unclear.

It was unclear how the secondary
analysis was carried out and what
elements of the admissions data
was analysed.

Is the sample representative of
the population under study?
Not stated — although the admis-
sions data looks like it’s about the
same cases sampled from the
qualitative component, which is
broadly representative of the pop-
ulation in terms of its de-
mographics.

Are measurements appropriate
(clear origin, or validity known,
or standard instrument)?
Unclear.

Is there an acceptable response
rate (60% or above)?

Not stated — not a survey with re-
sponse rates. A comment is made
on page 1 that: ‘It should be noted
that the quality of file data de-
pends on the approach of individ-
ual staff to recording the data and

Details of the type of care home
not provided so it is hard to gauge
if settings characteristics have a
UK-wide perspective.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

this obviously creates varying de-
grees of bias. For example, infor-
mation prior to admission to a care
home may emphasise the severity
of an older person’s situation in or-
der to ensure that they are consid-
ered eligible for admission’ (Au-
thors, p1).

28. Irvine F, Yeung EYW, and Partridge M et al. (2016) The impact of personalisation on people from Chinese backgrounds: qualitative
accounts of social care experience. Health Soc Care Community, Advance online publication. doi: 10.1111/hsc.12374

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

In-depth semi-structured inter-
views - in the language of choice
of the participants (English, Can-
tonese or Mandarin) between July
2012 and February 2013.

Is a qualitative approach appro-
priate?

Appropriate.

In-depth interviews — appropriate
for obtaining views of social ser-
vices.

How well was the data collec-
tion carried out?

Somewhat appropriately.
Purposive sampling to recruit peo-
ple from a Chinese background
with a physical impairment who
had received social care from
adult services in the previous 6
months. Snowballing techniques
were used with individuals who
agreed to take part in the study,
who were asked to pass on re-
cruitment flyers to potential partici-
pants. The research team invited
all who took part in an interview to

Does the study’s research
question match the review
question?

Yes.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

Written consent was obtained
from each participant to take part
in interviews and focus groups,
and for these to be audio-rec-
orded. Confidentiality was assured
and all data were anonymised.
The study gained ethics approval

As far as can be ascertained
from the paper, how well was
the study conducted?

+

Overall assessment of external
validity
++

Overall score
+
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Is the study clear in what it
seeks to do?
Clear.

How defensible/rigorous is the
research design/methodology?
Somewhat defensible

There are a number of notable
limitations reported by the authors
on page 8: 1. 24/26 respondents
resided in major English cities and
were mainly recruited through Chi-
nese welfare organisations. This
may have influenced their experi-
ences and their levels of satisfac-
tion such that they would not be
transferable to people living in
suburban or rural locations. While
the authors say they attempted to
portray a balanced report of partic-
ipants’ experiences, they agree it
is possible that their accounts
were coloured by their perceptions
of the interviewing researchers
and the perceived balance of
power between researcher and re-
searched; 2. The authors say that
the professional social worker sta-
tus of the ‘insider’ may have influ-
enced or inhibited participants’
disclosure of their experiences.

attend the focus groups. No sec-
ond stage sampling or filtering
was conducted.

Are the data ‘rich’?
Rich.

Is the analysis reliable?
Reliable.

Page 4. The authors report that:
The interviews and focus groups
were audio recorded, fully tran-
scribed and anonymised. Tran-
scripts were analysed in the origi-
nal language of the interview, and
bilingual labelling was used
through the analysis to accurately
describe participants’ experiences
and in order to retain any linguistic
nuances. The research team read
the interview transcripts to exam-
ine patterns in the data, coded
them and identified initial sub-
themes before agreeing on a pre-
liminary thematic framework. Deci-
sion processes were traced and
themes were scrutinised by an in-
dependent researcher by cross-
checking case charts with data re-
construction sheets to ensure cor-
respondence, and systematically
tracing interview quotations

from the Social Care Research
Ethics Committee.

Were service users involved in
the study?

Yes.

Participants were those with Chi-
nese background with a physical
impairment who had received so-
cial care from adult services in the
previous 6 months.

Is there a clear focus on the
guideline topic?

Yes.

Views and experiences of social
services.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Home Care.

Adult social care: improving people's experience (February 2018) 94 of 475
© NICE [2018]. All rights reserved. Subject to Notice of rights



https://www.nice.org.uk/terms-and-conditions#notice-of-rights

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Is the context clearly de-
scribed?

Unclear.

Although it is clear the respond-
ents were those with a physical
impairment who had used social
services recently, it is not clear
where the participants were re-
ceiving the care. It seems likely all
were home care based but this is
not confirmed in the paper.

Was the sampling carried out in
an appropriate way?

Somewhat appropriate.

Purposive sampling was used; all
participants were accepted into
the focus groups.

Were the methods reliable?
Reliable.

through all stages of analysis to
ensure dependability.

Are the findings convincing?
Convincing.

Findings are summarised well and
quotes link well to the summative
points being made by the authors.

Are the conclusions adequate?
Adequate.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Views of service users — directly
reported.

Does the study have a UK per-
spective?

Yes.

England.

29. Jones K, Netten A, Francis J et al. (2007) Using older home care user experiences in performance monitoring. Health and Social Care

in the Community 15, 322-332

Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Methodology
Cross-sectional study

Measurements and outcomes
clear?

Yes.

Appropriate techniques used

Is the setting similar to the UK?
Yes.

Internal validity
+
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

To avoid response bias that the
majority of the questionnaires be
self-completed although alterna-
tive methods, such as face-to-face
interviews or telephone interviews,
would be acceptable where nec-
essary. Councils were advised to
plan to send out a maximum of
two reminder letters to these ser-
vice users. A pairwise correlation
matrix was analysed to overcome
the problem of missing data. Reli-
ability analysis using Cronbach’s
alpha was performed to measure
the internal consistency of the fac-
tors.

Objectives of study clearly
stated?

Yes, the study aims to examine
whether best value performance
indicators reflect quality of home
care as experienced by people
who use the services.

Clearly specified and appropri-
ate research design?
Partly.

Some councils were permitted to
add and remove questions. Two
councils removed a question on

when exploring the association
between a continuous variable
and a dichotomous variable. Be-
cause of the tendency of older
service users to over-rate the per-
formance of services, raw scores
for the quality items were trans-
formed into dichotomous (binary)
scores with the extreme or top
level scoring 1 and all other re-
sponses 0.

Measurements valid?
Yes.

Setting for data collection justi-
fied?

Partly

Respondents were advised to
avoid response bias by ensuring
most questionnaires were self-
completed; however, overall 43%
of people who completed the
questionnaire needed help to do
SO.

All important outcomes and re-
sults considered?

Yes.

The study looks at whether the ex-
periences of home care reflect the
performance indicators of quality.
It also finds that other factors may

Is there a clear focus on [popu-
lation]?
Yes.

Is the intervention clearly [inter-
vention]?
Yes.

Are the outcomes relevant?
Yes.

Measurement of the perceptions
and experience of service users,
and how this can be translated
into best value performance indi-
cators, towards improving home
care services is highly relevant to
this review question.

External validity
+
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

the skills and attitudes to carers
due to concerns of the length of
the questionnaire. There was no
sensitivity analysis to see if this
was an important question to omit
or had an effect on the underlying
construct of home care quality.

Subjects recruited in acceptable
way?

Partly.

All councils were requested to se-
lect a random sample of eligible
home care service users aged 65
and over from their records in
2003. It is not stated how this was
done in practice, although guid-
ance was given to councils on the
required sample size.

Sample representative of de-
fined population?

Unclear.

There were no baseline statistics
of national characteristics of ser-
vice users to compare with. Au-
thors state that London boroughs
were underrepresented in the
sample population due to another
study being carried out in London
at the same time.

be important in determining ser-
vice quality than these two indica-
tors alone.

Tables/graphs adequately la-
belled and understandable?
Yes.

Appropriate choice and use of
statistical methods?

Yes.

Identifies whether the perfor-
mance indicators reflect aspects
of quality. Factor extraction was
performed using principal compo-
nent analysis with an orthogonal
rotation using the varimax method
for interpretation.

Are sufficient data presented to
support the findings?
Yes.

Results discussed in relation to
existing knowledge on the sub-
ject and study objectives?

Yes.

Results can be generalised?
Partly.
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

The study compares existing
measures of quality and finds that
the two factors are associated with
quality of care as perceived by the
respondents. However, the study
also finds other indicators of qual-
ity than the two in the performance
indicators. It is less clear how this
can be tested and generalised.

Do conclusions match find-
ings?
Yes.

30. Katz J, Holland C, Peace S et al. (2011) A Better Life: What older people with high support needs value. York: Joseph Rowntree Foun-

dation

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

Framework developed through a
two-phase approach:

1. Evidence review of people's
(with high support needs) views
about what they value and aspire
to, in order to identify the headings
for an evidence framework.

2. Conversations with people with
high support needs about what
they want and value in order to

How well was the data collec-
tion carried out?

Appropriately.

The conversations were recorded
with permission of interviewees,
then transcribed and analysed
against the categories in the evi-
dence framework. New categories
were added as necessary and this
process was cross-checked by
team members.

Does the study’s research
question match the review
question?

Partly.

Research question was what older
people with high support needs
want and value in their lives, so
not explicitly social care.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

As far as can be ascertained
from the paper, how well was

the study conducted?
+

Overall assessment of external
validity
+

Overall score
+
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

validate the framework. The re-
searchers also spoke to volun-
teers and professionals working
with people with high support
needs in a range of organisations.
Most of these conversations were
held on the phone.

Is a qualitative approach appro-
priate?

Appropriate.

The study aimed to improve un-
derstanding of what older people
with high support needs want and
value by proposing a model based
on a research review and discus-
sions with study participants and
therefore a qualitative approach is
appropriate.

Is the study clear in what it
seeks to do?

Clear.

Research with service users in-
volving younger adults with high
support needs and, to a lesser ex-
tent, older people in general, is
fairly well established. Research
with older people with high sup-
port needs is a more recent phe-
nomena and this paper builds on
that.

Are the data ‘rich’?
Mixed.

Is the analysis reliable?
Reliable.

‘The transcribed conversations
were analysed against the catego-
ries in the evidence framework,
with new categories added as
necessary, then cross-checked by
team members.' (Authors, page
19). In their analysis, the re-
searchers grouped themes or sub-
themes according to how often
they were mentioned and the im-
portance given to them by partici-
pants. (Page 20). Analysis also in-
volved comparing the evidence
framework with frameworks pro-
duced in other comparable stud-
ies.

Are the findings convincing?
Convincing

Authors state that the findings
were based on a small sample of
people and therefore may not be
representative. However, the 'con-
versations provided some verifica-
tion by older people with high sup-
port needs of the recurring themes
from other studies.' (Page 19).

Researchers ensured that all par-
ticipants were able to fully engage
with the research process, and
where this was not possible, car-
ers accompanied older people and
acted as proxy. The use of an
adapted existing interview tool
called the ‘facets of life wheel’ us-
ing the concepts identified through
the literature review, enabled peo-
ple to lead on topics as much as
possible.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older (and some younger) people
with high support needs.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

How defensible/rigorous is the
research design/methodology?
Defensible.

Researchers adapted an existing
interview tool called the ‘facets of
life wheel’, using the concepts
identified through an earlier litera-
ture review and included in the in-
terim framework. The wheel sup-
ports user-led and semi-structured
discussions (Peace et al. 2006)
enabling people to lead on topics
as much as possible and talk
about different aspects of their
lives including their wishes (Au-
thors, p19).

Is the context clearly de-
scribed?

Clear.

Characteristics of the participants
and settings not always clearly de-
fined.

Was the sampling carried out in
an appropriate way?

Somewhat appropriate.

A purposive sample was recruited
through contacts of the Open Uni-
versity’s (researchers') network
across the UK, instead of through

Are the conclusions adequate?
Adequate.

This study enhances our under-
standing of the topic. Researchers
acknowledged the limitations of
gathering certain types of factual
information from people with cog-
nitive impairments, but felt confi-
dent that the information collected
was reliable (Authors, p19).

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes

own home and institutional set-
tings.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?
Yes.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

national organisations. The re-
searchers said that this helped
them to identify a mix of people (in
terms of age, disability, geograph-
ical location, living circumstances,
etc.) who are not usually con-
sulted.

Were the methods reliable?
Somewhat reliable.
Conversations lasted from 45 and
90 minutes. Some of the partici-
pants with dementia were unable
to give reliable information and
proxy carer views were used
where possible. However, the vis-
ual nature of the ‘wheel’ meant
that it was a good tool to prompt
conversations with these partici-
pants in particular. The simplicity
of the tool also meant that it
worked well with people with sen-
sory impairment, as it was easy to
explain. While researchers were
aware of the limitations of gather-
ing certain types of factual infor-
mation from people with cognitive
impairments, they felt confident
with the information collected (Au-
thors, p19).
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31. Komaromy C, Sidell M, Katz J (2000) The quality of terminal care in residential and nursing homes. International journal of palliative

nursing 6, 192-200

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Mixed methods

The study involved three stages
— a postal questionnaire (Stage
1), interviews with heads of 100
homes (Stage 2) and 12 case
studies (Stage 3).

Is the mixed-methods research
design relevant to address the
qualitative and quantitative re-
search questions (or objec-
tives), or the qualitative and
quantitative aspects of the
mixed-methods question?
Yes.

Is the integration of qualitative
and quantitative data (or re-
sults) relevant to address the
research question?

Unclear.

This study suits a multi-method
approach (3 types of study de-
sign). But there is no description
of how these methods comple-
ment each other, or how each

Qualitative comp 1

Which component?

Stages 2 and 3 included 100 inter-
views with heads of homes and 12
case studies.

Are the sources of qualitative
data (archives, documents, in-
formants, observations) rele-
vant to address the research
question?

Yes.

Interviews with the heads of
homes and 12 case studies com-
plement the quantitative element,
i.e. postal questionnaire.

Is the process for analysing
qualitative data relevant to ad-
dress the research question?
No.

There is no discussion of analysis
of the interviews or data from the
case study sites. The only refer-
ence to interviews in the Methods
section refers to the use of struc-
tured and semi-structured ques-
tions and what they included, e.g.
resources available for terminal

Does the study’s research
question match the review
question?

Yes.

Resident views about social care.

Overall assessment of internal
validity

Overall assessment of external
validity

+

Despite adequate and appropriate
references to previous literature to
provide context, the study does
not appear to be clear in its aims.
The authors state their focus is to
report on the postal survey aspect
of the research but much of the re-
porting is mixed with the Stage 2
aspect, i.e. the interviews with
heads of homes.

Overall validity score
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

method informs or shapes the
other.

Is appropriate consideration
given to the limitations associ-
ated with this integration, such
as the divergence of qualitative
and quantitative data (or re-
sults)?

No.

The data from the questionnaires
(Stage 1) and the structured ele-
ments of the interviews (Stage 2)
were analysed using the Statistical
Package for the Social Sciences
(SPSS). There is no detail about
the differences between care
homes. Responses not compared
and contrasted across
groups/sites.

care, reasons for transfer of resi-
dents, and knowledge and training
in palliative care.

Is appropriate consideration
given to how findings relate to
the context, such as the setting,
in which the data were col-
lected?

No.

Is appropriate consideration
given to how findings relate to
researchers' influence, for ex-
ample, through their interac-
tions with participants?

No

Quantitative component (de-
scriptive)

Which component?

Postal survey of 1000 homes.

Is the sampling strategy rele-
vant to address the quantitative
research question (quantitative
aspect of the mixed-methods
question)?

Unclear
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Internal validity - approach and | Internal validity - performance External validity. Overall validity rating.
sample. and analysis.

No sampling information. Only re-
porting in methods section is

“This article focuses on the quanti-
tative data collected from the
postal survey of 1000 homes
which yielded a response rate of
41% (n =412)...." (Authors, p193).

Is the sample representative of
the population under study?
Unclear.

Are measurements appropriate
(clear origin, or validity known,
or standard instrument)?

No. Data collected from the postal
survey of 1000 homes yielded a
response rate of 41% (n = 412).

Is there an acceptable response
rate (60% or above)?
No.

32. Mair M and McLeod B (2008) An evaluation and assessment of deferred payment agreements. Edinburgh: Scottish Government So-
cial Research

Adult social care: improving people's experience (February 2018) 104 of 475
© NICE [2018]. All rights reserved. Subject to Notice of rights


https://www.nice.org.uk/terms-and-conditions#notice-of-rights

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology
Qualitative study

The research was based on 14 lo-
cal authorities, and used qualita-
tive methods to gather information
from residents and their relatives,
older people in the community and
local authority officials. Fieldwork
was carried out as follows: * One—
to-one interviews with 4 individu-
als who have gone through the
process of setting up a DPA, gath-
ering views and experiences of
the process * One-to-one inter-
views with 6 individuals who have
no DPA in place, including a mix
of individuals who have sold their
property prior to moving into care,
or who have had a Charging Or-
der placed on their property as an
alternative to a DPA, gathering
views and experiences of the pro-
cesses they had been through -
Focus groups with 2 community-
based groups of older people
gathering information relating to
knowledge of DPAs and attitudes
towards relevant issues relating to
payment of care home fees * One-
to-one interviews with 10 local au-
thority representatives from social

How well was the data collec-
tion carried out?

Somewhat appropriately
Fieldwork was carried out as fol-
lows: « One—to-one interviews with
4 individuals who have gone
through the process of setting up
a DPA, gathering views and expe-
riences of the process * One-to-
one interviews with 6 individuals
who have no DPA in place, includ-
ing a mix of individuals who have
sold their property prior to moving
into care, or who have had a
Charging Order placed on their
property as an alternative to a
DPA, gathering views and experi-
ences of the processes they had
been through * Focus groups with
2 community-based groups of
older people gathering information
relating to knowledge of DPAs and
attitudes towards relevant issues
relating to payment of care home
fees * One-to-one interviews with
10 local authority representatives
from social work finance. * 2 one-
to-one interviews with front-line
social work staff responsible for
advising residents about funding

Does the study’s research
question match the review
question?

Yes.

Has the study dealt appropri-
ately with any ethical concerns?
No.

Not stated.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Care home residents.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

15. As far as can be ascertained
from the paper, how well was

the study conducted?
+

Overall score
+
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

work finance. ¢ 2 one-to-one inter-
views with front-line social work
staff responsible for advising resi-
dents about funding options and
arrangements, to gather infor-
mation on practices and views in
relation to DPAs and Charging Or-
ders « Additional one-to-one inter-
views with a further four local au-
thority representatives, which in-
cluded staff from social work fi-
nance and legal services.

Is a qualitative approach appro-
priate?

Appropriate.

Interviews and focus groups were
used to elicit the views of older
people and their relatives about
DPAs.

Is the study clear in what it
seeks to do?

Clear.

Yes the aims are well stated.

How defensible/rigorous is the
research design/methodology?
Somewhat defensible.

options and arrangements, to
gather information on practices
and views in relation to DPAs and
Charging Orders « Additional one-
to-one interviews with a further
four local authority representa-
tives, which included staff from so-
cial work finance and legal ser-
vices. (Authors, page 8) Although
it had been hoped to gather the
views of stakeholder organisa-
tions, it is reported that neither
Help the Aged nor Age Concern
felt that they had sufficient
knowledge and experience to con-
tribute to the project.

Are the data ‘rich’?

Rich.

Yes the perspectives of various
stakeholders are clearly repre-
sented and then each section has
a summary bringing together the
key points from these perspec-
tives.

Is the analysis reliable?
Somewhat reliable.

Not clear how the analysis was
conducted.

Yes.
Care homes.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Includes care home residents'
knowledge of, attitudes towards,
and experiences of Deferred Pay-
ment Agreements.

Does the study have a UK per-
spective?
Yes.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Although some information on
sampling is given - in terms of size
- it is not clear on what criteria the
participants within the LAs were
chosen. It seems (but is not very
explicit) that the participants were
a mixture of those with and with-
out experience of DPAs.

Is the context clearly de-
scribed?

Clear.

Yes the background of DPAs is
very clearly described.

Was the sampling carried out in
an appropriate way?

Somewhat appropriate.

On page 9, it is reported that the
original sample was changed but
no reflection is made on what ef-
fect the sample changes may
have had on the results.

Were the methods reliable?
Reliable.

Data was collected by focus
groups and interviews. However,
the results are not discussed
alongside other studies.

Are the findings convincing?
Somewhat convincing.

Overall very good but could have
used more quotes (and indication
of numbers with same views).

Are the conclusions adequate?

Adequate.

Implications are clearly defined in

relation to policy and local govern-
ment.
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33. Malley J, Towers A, Netten AP et al. (2012) An assessment of the construct validity of the ASCOT measure of social care-related qual-
ity of life with older people. Health and quality of life outcomes 10, 21

Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Methodology

A survey of older people receiving
publicly funded home care ser-
vices was conducted by face-to-
face interview in several sites
across England. Data were col-
lected face-to-face through com-
puter-aided personal interviews in
people’s homes during 2009 in ten
geographically dispersed locations
across England. The interviews
gathered socio-demographic infor-
mation and details about service
receipt and informal support.

Objectives of the study clearly
stated?

Yes

The study aims to demonstrate
the construct validity of the AS-
COT attributes. The study involves
testing the ASCOT variables
against measured attributes.

Design
2.13 Response rate?

Data suitable for analysis?

Yes.

Data were responses to aspects of
the ASCOT toolkit.

Clear description of data collec-
tion methods and analysis?
Yes.

Methodology is very clear in what
was done by the authors and why.

Methods appropriate for the data?
Yes.

Authors used: chi-squared tests and
analysis of variance, as appropriate,
to test the construct validity of each
attribute.

Statistics correctly performed and
interpreted?
Yes

Response rate calculation pro-
vided?

Yes

See page 4: In total, 566 contacts

Is the setting similar to the UK?
Yes.
England.

Is there a clear focus on [popu-
lation]?
Yes.

Is there a clear focus on [inter-
vention]?
Yes.

Are the questions relevant?
Yes.

Overall assessment of external
validity
++

Internal validity
++

Overall assessment of external
validity
++
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Page 4: 53% responded to the
survey - 301/566 contacts.

Describes what was measured,
how it was measured and the
outcomes?

Yes.

The paper describes clearly in the
methodology section which
measures were being tested and
why.

Measurements valid?

Yes.

Measures are those from the AS-
COT toolkit.

Measurements reliable?

Partly.

ASCOT measures used. Authors
comment in the conclusions that
more work needs to be done to
test the reliability of the measures
in relation to older people.

Measurements reproducible?
Yes.

Should be as a clear description is
provided of how the study was
carried out and who the respond-
ents were.

were attempted from a sample of
778, producing 301 (53%) complete
interviews.

Methods for handling missing
data described?

Yes.

Page 4: Non-responders were cate-
gorised as refusals (n = 18, 3%), de-
ceased (n =4, 1%) and not contact-
able (n =243, 43%).

Difference between non-respond-
ents and respondents described?
Yes.

Page 4: Non-responders were cate-
gorised as refusals (n = 18, 3%), de-
ceased (n =4, 1%) and not contact-
able (n =243, 43%).

Results discussed in relation to
existing knowledge on subject
and study objectives?

Yes.

The results are discussed and inter-
preted in the context of the study
participants and the wider applicabil-
ity of future use of ASCOT with older
people and other groups.
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Basic data adequately de-
scribed?

Yes a good table (1) is provided in
the paper about the socio-demo-
graphic characteristics of the re-
spondents.

Results presented clearly, ob-
jectively & in enough detail for
readers to make personal
judgements?

Yes.

Results are provided for each item
in comparison with other QoL
measures such as GHQ-12 — see
table 4.

Results internally consistent?
Yes.

Analysis included testing the inter-
nal consistency between items us-
ing correlations.

Limitations of the study stated?
Yes.

The authors report the following limi-
tations with this study (p12): “Firstly,
the sample data only included older
people receiving publicly funded
home care services. As a result it is
only possible to draw conclusions
about the feasibility of using the
measure and its validity for this client
group in this setting. Secondly, the
sample obtained here was not ethni-
cally diverse, so we cannot demon-
strate the validity of the measure
amongst black and minority ethnic
(BME) groups. It would therefore be
of value to repeat this analysis with
other client groups and, given the
potential for some members of BME
groups to have very specific prefer-
ences related to their cultural herit-
age, on a more ethnically diverse
sample. Future work should also
consider the reliability of the items.”

Results can be generalised?
Partly.

There are problems with the sample
- a bias on older people and an in-
clusion of a significant minority of
proxy views that make generalisa-
tion of these findings somewhat
problematic.
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Appropriate attempts made to es-
tablish ‘reliability’ and ‘validity' of
analysis?

Partly.

The whole point of the paper is to
test the construct validity of the AS-
COT measures being tested. The
authors suggest more work is
needed to test the reliability of the
various items being tested.

34. Mathie E, Goodman C, Crang C et al. (2012) An uncertain future: the unchanging views of care home residents about living and dy-

ing. Palliative medicine 26, 734-43

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Mixed methods

The study used a prospective de-
sign with a mixed method ap-
proach, and data were collected
during 2008-2009. This paper re-
ports on interviews with a sub-
sample of care home residents
across six care homes. The other
parts to this study, not reported in
this paper are: The aspect of care
home culture was measured by a
tool to establish the attitudes and
belief systems of the care homes,
and espoused approach to end-of-
life care. Review of care notes
four times over a year (the data for

Qualitative comp 1

Which component?

Interviews with care home resi-
dents.

Are the sources of qualitative
data (archives, documents, in-
formants, observations) rele-
vant to address the research
question?

Yes.

The interviews provided residents
with an opportunity to talk about
what was significant to them about
living and dying in a care home.

Does the study’s research
question match the review
question?

Partly.

The study asked residents ques-
tions about their background, their
health, life in the care home,
health services received, the con-
text and process of care, and their
thoughts about their future and
about death. The aim of the study
was to understand how living in a
care home influenced older peo-
ple’s views, experiences and ex-
pectations of end-of-life care and
symptom relief.

Overall assessment of internal
validity
++

Overall assessment of external
validity
+

Overall validity score
+
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

which are provided elsewhere) of
all residents who had capacity to
understand the aim of the study
and consented to taking part. Sep-
arate interviews with nine care
home managers who were invited
to participate in the study by letter.

Is the mixed-methods research
design relevant to address the
qualitative and quantitative re-
search questions (or objec-
tives), or the qualitative and
quantitative aspects of the
mixed-methods question?
Yes.

Is the integration of qualitative
and quantitative data (or re-
sults) relevant to address the
research question?

N/A

Paper only reports on the inter-
views with care home residents.

Is appropriate consideration

given to the limitations associ-
ated with this integration, such
as the divergence of qualitative

Is the process for analysing
qualitative data relevant to ad-
dress the research question?
Yes.

'Data analysis of the interviews
used the computer package
NVIVO to map the data. The anal-
ysis involved three stages. First,
there was a process of familiariza-
tion and ‘decontextualization’ and
segmenting of data into separate
and defined categories that were
close to the participants’ own cate-
gories. Second, comparison was
made within and between catego-
ries, which enabled the identifica-
tion of preoccupations, differences
and themes. The third stage was
the identification of relationships
and exploration of tentative hy-
potheses. Credibility of analysis
was sought through searching for
rival explanations, peer debriefing
within the research team, and dis-
cussion with the PIR group. In ad-
dition, the PIR members tested
and confirmed the validity of the
findings at the end of the study by
running three discussion groups
with the care home residents'
(p736).

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

The research aimed to be as in-
clusive as possible, giving all resi-
dents opportunity to take part in
the study, including those living in
any dementia units. All residents
who had capacity to understand
the aim of the study and con-
sented to taking part had their
care notes reviewed four times
over a year (the data are not pro-
vided in this paper), and a self-se-
lected sub-sample agreed to be
interviewed three times. Consent
to interview was checked consist-
ently throughout the data collec-
tion period.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?

Partly.

In as much as the study discusses
aspects of care and support in the
context of end of life care, there is
clear relevance to the scope. But
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

and quantitative data (or re-
sults)?
N/A

Is appropriate consideration
given to how findings relate to
the context, such as the setting,
in which the data were col-
lected?

Yes.

"The authors state that the study
cannot claim to be representative
of all residential care homes in
England despite the fact that the
sample selected was fairly typical
of those found in the industry... To
differing degrees, care staff acted
as gatekeepers to residents and
the older people participating may
have been more articulate and not
in as poor health or cognitively im-
paired as those who did not partic-
ipate' (p741). The study made the
assumption that being resident in
a care home, watching other resi-
dents dying and going through pe-
riods of ill health would, over time,
shape how residents talked about
their own mortality and their priori-
ties for end-of-life care. But, the
findings contradicted this, nor did
the culture or approach to EOLC
in the six homes appear to shape
residents' views. Preoccupations
and priorities for end-of-life care
fell into four main themes (and
subgroups): Living in the Past (1
a, 1b), Living in the Present (2 a,

a lot of the reporting is on resi-
dents' past lives, current experi-
ences, their health and health ser-
vices received, and thoughts
about their future and about death.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older people living in care homes.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

The six care homes varied in their
characteristics. There was a range
of occupancy (27-60), size and
religious affiliation. In terms of ap-
proaches to end-of-life, one care
home had formal end-of-life proce-
dures, and another had its own fi-
nal wishes forms. The other care
homes all had funeral arrange-
ment forms and reported that they
dealt with end-of-life decisions ‘as
and when’ (p736).

Does the study relate to at least
one of the activities covered by
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

2 b), Thinking about the Future (3
a, 3b,3c, 4 a)and Actively En-
gaged with planning the future (4
b) (p736).

Is appropriate consideration
given to how findings relate to
researchers' influence, for ex-
ample, through their interac-
tions with participants?

No.

the guideline?
Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Partly.

Not all the views are about the use
of services. So as well as per-
ceived and actual experiences of
care and support, participants also
discuss issues such as their past
lives and feelings about the future
and death.

Does the study have a UK per-
spective?

No.

The authors warn that 'care must
be taken when extrapolating these
findings to the wider population.
To differing degrees, care staff
acted as gatekeepers to residents.
This study is limited in that the
older people participating may
have been more articulate and not
in as poor health or cognitively im-
paired as those who did not partic-
ipate' (p741).
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35. Miller E, Cooper S, Cook A et al. (2008) Outcomes important to people with intellectual disabilities. Journal of Policy and Practice in
Intellectual Disabilities 5(3), 150-158

Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Methodology

Qualitative study — Data collection
was qualitative with service users
with intellectual disabilities (and a
small proportion of carers support-
ing the service user) who are ac-
cessing various services. The rel-
evant method of data collection is
in the form of interviews.

Is a qualitative approach appro-
priate?
Appropriate.

Ascertaining views and experi-
ences through interviews and fo-
cus groups. Noted as suitable for
collecting data from service users
with intellectual disabilities as re-
ported by previous studies (Fraser
and Fraser 2001).

Is the study clear in what it
seeks to do?
Clear.

Outcomes important to people
with ID.

How well was the data collec-
tion carried out?
Appropriately.

Consent was approved and the
choice of recording was offered to
interviewees. Interviews lasted be-
tween 30-90 minutes. The option
of conducting interviews in peo-
ple’s own homes was given, which
was taken up by the maijority of in-
terviewees.

Are the data ‘rich’?

Given the little information on
characteristics, data is not rich be-
cause the diversity of perspective
is not analysed.

Is the analysis reliable?
Somewhat reliable.

Qualitative data from the inter-
views was analysed using NVivo.
The analysis and approach ap-
pears inductive, applying an initial
coding frame with original out-
comes to expand and include is-
sues that occurred in interviews.
The research team then recorded

Does the study’s research
question match the review
question?

Yes.

Views and experiences of people
with ID who are asked about the
importance of process outcomes.
All interviewees are accessing a
relevant service.

Has the study dealt appropri-
ately with any ethical concerns?
Partly.

Ethical approval not reported.
Good research ethics, ascertain-
ing consent.

Were service users involved in
the study?

Partly. Co-produced with the ad-
vocacy group Central England
People First. This is not without
tensions and these are discussed
in the paper (page 151).

As far as can be ascertained
from the paper, how well was

the study conducted?
+

Large-scale study (87 interviews)
with good, diverse geographical
representation. But lack of context
or characteristics of participations
impacts on the validity of findings.

Overall assessment of external
validity
++

Very relevant to question one as
the paper presents direct relevant
process outcomes in the scope:
wellbeing, engagement with ser-
vices, choice and control.

Overall score
+

Well-linked finding and discussion.
Aim was to understand what the
fundamental outcomes to people
with ID are, and the findings sup-
port previous studies framework in
reporting quality of life outcomes
and process outcomes.
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

How defensible/rigorous is the
research design/methodology?
Defensible

Researchers are well grounded
and governed by previous re-
search conducted by the Social
Policy Research Unit at York Uni-
versity. The interview schedule
was co-designed with the CEPF
having been tested in focus
groups prior to second stage (i.e.
on which this paper is based),
where the research team gathered
evidence in the interviews across
5 sites.

Is the context clearly de-
scribed?

Services were selected where
health and social care staff were
working together to deliver an inte-
grated service at the operational
level. But contextual information
was not detailed enough.

There is little clarity about the
characteristics of the participants
in interviews conducted by either
the research team or by focus
groups held by the CEPF.

patterns but little information is
provided. It is important to note
that no analysis of data for the in-
terviews conducted by CEPF, so
unclear how this data is inter-
preted or incorporated in the find-
ings.

Are the findings convincing?
Somewhat convincing.

Relevant findings following a simi-
lar format to other studies but they
are brief. Each process outcome
is supported by a direct quote col-
lated from interviews. The authors
report considerations from the lim-
ited information ascertained in fo-
cus groups. (Page 155).

Are the conclusions adequate?
Adequate. Aim was to understand
what the fundamental outcomes to
people with ID are, and the find-
ings support previous studies’
frameworks in reporting quality of
life outcomes and process out-
comes. Partnership is a key con-
clusion: ‘Using an outcomes-fo-
cused tool based on this work, we
identified that changes in the way
services are delivered to people
with ID have resulted in improved

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

People with Intellectual Disabilities
(ID) — this is the terminology used
in the study.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

A range of settings including statu-
tory adult intellectual disabilities
teams, day centres, and sup-
ported living. Also included are
people’s own homes.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

Adult social care.
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Was the sampling carried out in
an appropriate way?

Not sure — No information about
how sampling was carried out.

Were the methods reliable?
Somewhat reliable

Clear design and methodology;
however, despite this large-scale
study (87 interviews) having good,
diverse geographical representa-
tion, the characteristics of study
participants have not been clearly
described.

User researchers played a key
role in identifying outcomes and
designing research tools for this
project, but the authors
acknowledge that with hindsight, it
would have been more useful to
involve them in discussing the ap-
proach to the research, especially
the nature of their role before the
funding application stage.

outcomes, including opportunities
for supported independent living,
where they exist’ (p157).

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes — to ascertain the views and
experiences of service users on
what outcomes they prioritise.

Does the study have a UK per-
spective?
Yes.

Scotland and England.

36. Murphy J, Gray CM, Cox S (2007) The use of Talking Mats to improve communication and quality of care for people with dementia.

Housing, and Care & Support 10, 21-27
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Methodology
Qualitative study

Is a qualitative approach appro-
priate?

Somewhat appropriate

The study deals with improve-
ments to the ability to communi-
cate about their own wellbeing us-
ing Talking Mats, as compared to
other methods, used for people
with dementia. The method used
of video-taping the engagement
and communication with the ser-
vice users and then evaluating the
tapes and comparing the methods
does seem appropriate, although
this does mean that a lot of the
scoring could be subjective. The
report does not state what tech-
niques were used to evaluate how
well people communicated using
the different methods.

Is the study clear in what it
seeks to do?

Mixed.

The study's aims are clearly
stated. However, | am concerned
that the second part of the re-
search question (‘Are Talking
Mats effective for all people with
dementia, or do only those in the

How well was the data collec-
tion carried out?

Not sure/inadequately reported
Almost nothing is stated in the re-
port about how the data was col-
lected and evaluated.

Are the data ‘rich’?

Poor.

No data from the study, i.e. the dif
ferent interview methods, are pro-
vided. Only the findings are pre-
sented. The data cannot be de-
scribed as 'rich'.

Is the analysis reliable?

Not sure/not reported.

The methods used to analyse the
different ways of communicating
are not described, and so their re-
liability cannot be assessed.

Are the findings convincing?
Somewhat convincing.

It seems likely to be true that the
Talking Mats can help people with
dementia to communicate about
their wellbeing. However, not
enough data is provided about the
process of reaching the findings
for them to be considered wholly
convincing.

Does the study’s research
question match the review
question?

Partly.

The study deals with the experi-
ence of one group of people using
adult social care services (i.e.
people with dementia), and con-
siders one method of enabling
them to communicate better (Talk-
ing Mats). It also considers
whether the method enables
everyone with dementia to com-
municate better, or only those in
the early stages. Cost effective-
ness is not considered, although
the technique is described several
times as 'low technology commu-
nication', which seems to imply
that it will also be low cost.

Has the study dealt appropri-
ately with any ethical concerns?
Partly.

There is no statement in the report
about getting ethical clearance for
the study. However, the report
does provide the following de-
scription of how they dealt with the
issue of consent by participants:
"The problem of obtaining in-
formed consent for research from
people with dementia was ad-
dressed by using a three-stage

As far as can be ascertained
from the paper, how well was
the study conducted?

The objectivity of the study seems
to be compromised by the re-
search question appearing to as-
sume what the answer will be. No
details are provided about the
methods used to compare the dif-
ferent methods of communication
being considered, or examples
that might illustrate how one
method was better than another.

Overall assessment of external
validity

+

The study does have some rele-
vance to the wider population of
people with dementia being pro-
vided with social care, as it states
that the Talking Mats method does
enable them to communicate bet-
ter about their wellbeing, enabling
care more appropriate to their
needs to be provided. However,
the study itself acknowledges that
the number of participants is too
low for the findings to be general-
iseable. Also, since little infor-
mation is provided about how the
technique was actually used it
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

earlier stages of the illness bene-
fit?") appears to anticipate that the
answer to the first part, about
whether the mats actually work,
will be yes.

How defensible/rigorous is the
research design/methodology?
Somewhat defensible.

What is stated about the research
method is fine, but there are gaps.
Most obviously, there is no de-
scription of how people's ability to
communicate about their wellbe-
ing was evaluated, only that it was
carried out by two researchers
and a final year psychology stu-
dent. Given the research ques-
tion's own apparent assumption
that the research method is going
to be a success, in my view there
needs to be more detail about how
this evaluation was carried out be-
fore its objectivity and its results
can be accepted.

Is the context clearly de-
scribed?

Unclear.

From statements within the report,
it would appear that the context of
the study was that it was carried
out with residents of a care home
who had dementia. However the

Are the conclusions adequate?
Somewhat adequate.

The findings of 15 months of re-
search are reported as three bullet
points. Considerably more space
is devoted to policy and practice
implications, some of which
seems speculative and not directly
linked to the evidence, e.g. that
Talking Mats may improve com-
munication between people who
do not share the same first lan-
guage.

consent procedure. This involved
providing accessible information
using visual clues, plain English
and verbal explanations, ap-
proaches to staff and family mem-
bers as well as to the people with
dementia themselves, and a policy
of ongoing consent whereby
checks were made at every visit to
ensure that the participants were
happy to continue' (p24).

Were service users involved in
the study?

No.

Only as participants - not involved
in designing or carrying out re-
search.

Is there a clear focus on the
guideline topic?

Yes.

The study does explore one possi-
ble method for 'improving the ex-
perience of care for people using
adult social care services'.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

The population of the study were

would be hard to replicate the
study on the basis of the infor-
mation provided. Relevance to the
guideline topic is also limited,
since service users communi-
cating about their own wellbeing is
not one of the matters covered.

Overall score
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

care home setting is not explicitly
stated.

Was the sampling carried out in
an appropriate way?

Not sure.

Sampling method not described.

Were the methods reliable?
Somewhat reliable

The method of comparing the
Talking Mats method of communi-
cation with two other discussion
methods by video-taping them and
then comparing them seems like a
good way to proceed, except that
the methods used to compare the
ways of communicating cannot be
described as reliable as it is not
described in detail at all.

all people aged 18 and older who
use adult social care services.

Is the study setting the same as
at least one of the settings cov-

ered by the guideline?

Yes.

The setting appears to be an adult
social care home (although this is

not specifically stated, it can be in-
ferred).

Does the study relate to at least
one of the activities covered by
the guideline?

Partly

The aim of the study was to ena-
ble people to communicate better
about their own wellbeing. Alt-
hough this could assist care work-
ers with better meeting their
needs, the aim was not for service
users to communicate about their
experiences or about their views
of the services they were receiv-

ing.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

No

The views being solicited in the
study were about the participants'
own wellbeing, which is not what
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

is being addressed in the guide-
line.

Does the study have a UK per-

spective?

Yes.

Two of the three researchers are

from the University of Stirling, and
although the location of the study
is not stated, the introductory sec-
tions place it entirely in a UK con-
text.

37. Norah Fry Research Centre (2010) 'It's all about respect’: people with learning difficulties and personal assistants. Bristol: Norah Fry

Research Centre

Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Methodology

Qualitative study — ‘This stage of
the project involved visits to 6 di-
rect payment schemes to carry out
group, individual and pair inter-
views with: 19 people with learn-
ing difficulties; 14 personal assis-
tants or support workers; 9 man-
agers of direct payment support
schemes or provider organisa-
tions; and 8 parents or carers’.
Service user interview data pro-
vided in tables.

How well was the data collec-
tion carried out?
Not sure.

Not adequately reported.

Are the data ‘rich’?

Not sure - Poorly contextualised
and no information about the anal-
ysis.

Is the analysis reliable?
Not sure/not reported.

Does the study’s research
question match the review
question?

Yes.

Service users with learning disa-
bilities experience of social care
and receiving direct payments.

Has the study dealt appropri-
ately with any ethical concerns?
No.

As far as can be ascertained
from the paper, how well was
the study conducted?

The methodology is not ade-
quately reported, thus making
findings difficult to contextualise
and draw conclusions.

Overall assessment of external
validity
+
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Is a qualitative approach appro-
priate?
Appropriate.

As this is a stage 2 report and sur-
vey data includes people with
learning disabilities and PA's.

Is the study clear in what it
seeks to do?
Clear — clear aim

How defensible/rigorous is the
research design/methodology?
Not sure.

Not adequately reported.

Is the context clearly de-
scribed?
Clear.

Partially clear characteristics of
participants and their disability in-
cluding their current living situa-
tion. The author does not include
a level of information about age,
ethnicity and sexuality.

Was the sampling carried out in
an appropriate way?
Not sure.

Are the findings convincing?
Not sure.

Are the conclusions adequate?
Not sure

Not reported. The research project
was initiated by the Centre for In-
clusive Living, an organisation run
by disabled people and the re-
search is funded by the Big Lot-
tery. The Norah Fry Research
Centre is also a partner of the pro-
ject. It is important to note that re-
search governance surrounding
consent is not discussed, nor if the
project sought ethical approval
from a relevant research commit-
tee. However, the researchers en-
sured that they only met PA’s in
the company of the person they
were supporting, as they felt it to
be the most ethical approach.

Were service users involved in
the study?
Yes.

Two researchers from a self-advo-
cacy group developed the inter-
view schedule and played a cen-
tral role in interviewing, ‘one or
other of them led every interview
apart from two’ (p1).

Is there a clear focus on the
guideline topic?
Yes.

Very relevant to research ques-
tion.

Overall score

Although the study is relevant, due
to poor research design, it is hard
to draw many conclusions from
findings.
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Internal validity - approach and | Internal validity - performance
sample and analysis

External validity

Overall validity rating

Not adequately reported.

Were the methods reliable?
Not sure.

Not adequately reported.

Service user experience.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes

Adults with learning disabilities.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

A range of settings in the statu-
tory, voluntary and private sector,
including day centres, People First
(self-advocacy group) with mem-
bers who use direct payments
(DP), support provider organisa-
tion, and a social services depart-
ment.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

Direct Payments.
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

The aim is to ‘find out more about
what makes good support for peo-
ple with learning disabilities, par-

ticularly those who use direct pay-
ments or have one-to-one support

through organisations or agencies’

(p1). This is conducted through in-
dividual and group interviews with
19 people with learning disabili-
ties, in some instances supported
by their PA or Carer or Family
member.

Does the study have a UK per-
spective?
Yes — UK.

38. Patmore C, Qureshi H, Nicholas E (2000) Consulting older community care clients about their services. Research, and Policy and

Planning 18(1)

Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Methodology
Qualitative study

88 older users of Social Services
community care were interviewed

How well was the data collec-
tion carried out?

Somewhat appropriately.

Data collection methods are not

Does the study’s research
question match the review
question?

Yes.

Study is based on a two-part

As far as can be ascertained
from the paper, how well was

the study conducted?
+
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

in groups, individually, or via tele-
phone conference where senior
service managers were favoured
as interviewers.

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?

Clear.

Authors clearly discuss purpose of
the study with adequate and ap-
propriate reference to the litera-
ture.

How defensible/rigorous is the
research design/methodology?
Defensible.

Study design involving interviews
in a variety of formats and settings
is appropriate to the research
question and to the user group, al-
lowing greater opportunity for peo-
ple to be involved.

Is the context clearly de-
scribed?
Clear

clearly described, so it is not pos-
sible to say if this was systematic.
However, the authors describe the
process of recruiting participants
to the study and ensuring that a
diversity of older people is in-
cluded.

Are the data ‘rich’?

Mixed.

Data is author representation of
the views of users.

Is the analysis reliable?

Not sure/not reported.

No discussion on data analysis,
including how researcher(s)
themed and coded tran-
scripts/data.

Are the findings convincing?
Convincing.

SPRU is well reputed and has
published extensively in this area.

Are the conclusions adequate?
Adequate

question. The second part asks
'What were appropriate methods
for gathering the views of older
service users about outcomes
achieved through their own ser-
vices'?

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

The authors discuss the issue of
ensuring inclusivity in the re-
search. For instance, the prob-
lems in recruiting older people for
groups irrespective of preparation
and resources were an issue. A
research assistant was appointed
to visit prospective interviewees.
An Older People’s Advisory Group
provided peer guidance on initial
communications, focus group ven-
ues and transport arrangements.

Were service users involved in
the study?
Yes

Is there a clear focus on the
guideline topic?
Yes

Is the study population the
same as at least one of the

Overall assessment of external
validity
++

Overall score
+
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Authors describe the different con-
texts of the study participants in
terms of where they were located
and other characteristics such as
health condition.

Was the sampling carried out in
an appropriate way?

Appropriate

Researchers were mindful in re-
cruiting a diverse range of older
population groups, including: ser-
vice users receiving high and low
levels of home care; housebound
older people; people who attended
day care; people with physical dis-
abilities; people with dementia;
and people from minority ethnic
groups.

Were the methods reliable?

Not sure.

Methods are not made explicit.
This paper reports findings on one
aspect (views of older people)
from a larger study involving other
groups including carers and pro-
fessionals (Patmore 1998).

groups covered by the guide-
line?

Yes

Older people

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Settings include day care and
community care.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Views of older people.

Does the study have a UK per-
spective?
Yes.

39. Peace S, Katz J, Holland C et al. (2016) The needs and aspirations of older people with vision impairment: report for Thomas Pock-

lington Trust. Milton Keynes: Open University. Faculty of Health and Social Care
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Methodology
Qualitative study

Is a qualitative approach appro
priate? Appropriate. Central top-
ics included a range of health,
housing and social care issues
which were suited to a qualitative
study design using a question-
naire format.

Is the study clear in what it
seeks to do?
Clear.

How defensible/rigorous is the
research design/methodology?
Defensible.

Is the context clearly de-
scribed? Clear. Characteristics of
the participants and settings are
clearly defined, and observations
were made in a variety of circum-
stances and from a range of re-
spondents.

Was the sampling carried out in
an appropriate way?
Appropriate.

How well was the data collec-
tion carried out?

Appropriately.

Interviews aimed to last about an
hour to 90 minutes and most were
undertaken either in the person’s
home or in an agreed ‘public
place’. These were tape-recorded
and minuted.

Are the data ‘rich’?

Mixed.

User views are quite sparse over-
all. Much of the findings are based
on author narrative.

Is the analysis reliable?
Somewhat reliable.

Data analysis was undertaken via
framework analysis (Spencer et al.
2003) using a template based on
the original interview schedule
covering topics including de-
mographics, vision, health, hous-
ing and living arrangements, ADL,
and support. However, the authors
do not elaborate on the process of
data analysis.

Are the findings convincing?
Convincing.
The research team’s experience

Does the study’s research
question match the review
question?

Partly.

Study seeks to understand prefer-
ences for where people with vision
impairment would like to live and
with what kinds of support, so it
partly matches review question.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

Informed consent was discussed
prior to the interview after which
participants signed a consent
form. Most of the interviews were
tape-recorded with the permission
of participants and, where appro-
priate, photographs of equipment
or housing adaptations were
taken, again with the participants’
permission (p59).

Were service users involved in
the study?

Yes.

Older people with vision impair-
ments were involved in the study.

As far as can be ascertained
from the paper, how well was

the study conducted?
+

Overall assessment of external
validity
+

Overall score
+
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

The potential delays in gaining
ethical approval meant that study
participants were not accessed
through the NHS or social ser-
vices but through recommended
national VI organisations and local
vision charities, e.g. RNIB/Action
in Bristol, London and Birmingham
and the HQ of The Macular Soci-
ety in Andover. The study uses a
purposive sample with:
e focus on respondents in late
old age (over 85 years)
e participants with a range of eye
conditions
e adequate representation from
minority ethnic groups.

Authors note that because of the
shorter life expectancy of this pop-
ulation and increased rate of Vi
compared to the white indigenous
population, a small number of
people aged below 70 were in-
cluded in addition to a substantial
number under 85.

Were the methods reliable?
Reliable.

The interviews aimed to last about
an hour to 90 minutes and most
took place either in the person’s
home, or in an agreed ‘public

of studying the needs and aspira-
tions of older people with high
support needs form the basis for
this study (Katz et al. 2011. A Bet-
ter Life: what older people with
high support needs value, Re-
search Findings, JRF). Findings
are clearly and coherently pre-
sented.

Are the conclusions adequate?
Adequate.

The conclusions are adequate;
however, authors note that study
findings cannot be generalised to
all older people with vision impair-
ments as the study sample was
accessed through organisations
for people with VI.

Is there a clear focus on the
guideline topic?

Partly.

Although the study examines the
preferences of older people with
VI and what kinds of support they
prefer, the reporting of social care
issues was limited.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older people with vision impair-
ment.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

People were interviewed in a
range of community settings, in-
cluding their own homes and 'cen-
tres for the blind'.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

place’. Seven interviews were car-
ried out in ‘centres for the blind’.
Interviewing at home was the pre-
ferred option as it allowed re-
searchers to get a clearer under-
standing of the participant’s envi-
ronment.

The study includes user views on
accessing and using assistive
technology.

Are the views and experiences
reported relevant to the guide-
line?

Yes.

The study includes user views on
accessing and using assistive
technology.

Does the study have a UK per-
spective?

Yes.

Based in England.

40. Pizzola L, Martos Z, Pfisterer K et al. (2013) Construct validation and test-retest reliability of a Mealtime Satisfaction Questionnaire
for retirement home residents. Journal of Nutrition in Gerontology and Geriatrics 32(4), 343-359

Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Methodology

Cross-sectional study: Survey
with the purpose of determining
tool reliability and validity.

Objectives of study clearly
stated?
Partly.

Measurements and outcomes
clear?
Yes.

Measurements valid?

Partly.

Construct validity of Mealtime Sat-
isfaction Questionnaire ascer-
tained via comparison with Phila-
delphia Geriatric Center Morale

Is the setting similar to the UK?
Yes.

Canadian study but residential
care setting for older people likely
to be similar.

Is there a clear focus on [popu-
lation]?

Yes.

Population is adults with social

Internal validity

External validity
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

The purpose of the study stated
as being to investigate reliability
and validity of a Mealtime Satis-
faction Questionnaire. However,
the conclusions of the study also
relate to how to improve satisfac-
tion with mealtimes and quality of
life, which were not stated in the
original objectives.

Clearly specified and appropri-
ate research design?

Partly.

See commentary relating to aims
of study.

Subjects recruited in acceptable
way?

Partly.

Although important to note that
participants could only participate
if they were 'cognitively well'
enough to read the consent infor-
mation and questionnaire. This
means that some population
groups, e.g. older people with de-
mentia or those with visual impair-
ments, are likely to be have been
excluded from the study.

Sample representative of de-
fined population?

Scale (PGCMS). However, relia-
bility and validity of this instrument
is not reported.

Setting for data collection justi-
fied?
Yes.

All important outcomes and re-
sults considered?

Partly.

Study does not investigate making
improvements to mealtimes and
whether this improved scores on
the MSQ or PGCMS.

Tables/graphs adequately la-
belled and understandable?
Yes.

Appropriate choice and use of
statistical methods?
Yes.

In-depth description of the anal-
ysis process?
Yes.

Are sufficient data presented to
support the findings?

care needs (older adults in resi-
dential care).

Is the intervention clearly [inter-
vention]?

Unclear.

The tool is a method for gathering
views and experiences but is
about a relatively specific aspect
of experience.

Are the outcomes relevant?
Unclear.

Outcomes only partially relevant.
The main aim of the review ques-
tion was to look at effective meth-
ods for gathering user views and
experiences and using these to
change practice. This study exam-
ines the internal properties of a
particular scale, but does not look
at how the findings of the tool can
be used in practice.
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Partly.
See comments relating to exclu-
sion criteria above.

Partly.
See below.

Results discussed in relation to
existing knowledge on the sub-
ject and study objectives?

Yes

Results can be generalised?
Partly

Results could be generalised to
similar population in similar setting
but unlikely to be applicable be-
yond this.

Do conclusions match find-
ings?

Partly.

One of the study findings does not
appear to be supported by the evi-
dence. The study showed an as-
sociation between mealtime satis-
faction and quality of life at a par-
ticular time point. Based on this,
the study authors further suggest
that, to improve quality of life, sat-
isfaction with meal times should
be measured and improved upon.
However, this conclusion is not
strictly supported by the findings
of the study. No steps were taken
within the study to improve
mealtime satisfaction. It is there-
fore unclear whether improvement
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

in mealtime satisfaction would in-
deed lead to improved quality of
life.

41. Popham C and Orrell M (2012) What matters for people with dementia in care homes? Aging & Mental Health 16, 181-188

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology
Qualitative study

Care homes managers were inter-
viewed to seek their views on the
most important factors in the envi-
ronment when caring for people
with dementia. Focus groups in
each home, facilitated by the re-
searcher (CP), were used to
gather the views of residents with
dementia, family carers and staff
as to what aspects of the environ-
ment they considered most im-
portant.

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?
Clear.

How well was the data collec-
tion carried out?
Appropriately.

Are the data ‘rich’?

Mixed.

Data based on a small sample.
Not rich in quotes. Findings from
various participants merged into
themes.

Is the analysis reliable?
Somewhat reliable.

Recordings of focus groups and
interviews were transcribed and
analysed using the ‘Long Table
Approach’ as described by Krue-
ger and Casey (2000). In this
technique transcripts are printed
out, identified by colour coding for
focus group or interview and
home. The printouts are cut up

Does the study’s research
question match the review
question?

Yes.

Includes views of residents with
dementia.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

Ethical approval was obtained
from the University College Lon-
don Research Ethics Committee.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

As far as can be ascertained
from the paper, how well was

the study conducted?
+

Overall assessment of external
validity
+

Overall score
+
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

How defensible/rigorous is the
research design/methodology?
Somewhat defensible.

This was a small study based on a
convenience sample of homes in
Greater London.

Is the context clearly de-
scribed?
Clear.

Was the sampling carried out in
an appropriate way?

Not sure

Not clear how sampling was car-
ried out within the homes, i.e. how
residents, staff or family carers
were selected; only the selection
of the care homes is described.

Were the methods reliable?
Reliable.

Data was collected by interviews
and focus groups and compared
to other research.

into separate comments and the
comments grouped according to
the emerging themes generated.
Thus the most frequently men-
tioned topics could be identified
for each group and as a whole.

Are the findings convincing?
Convincing.

The authors describe how the
themes were developed and
which participants contributed to
them.

Are the conclusions adequate?
Adequate.

Yes and links are made to previ-
ous research.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

People with dementia.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Resident views about the care
home environment but data based
on a small sample and not rich in
quotes.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Does the study have a UK per-
spective?
Yes.

42 Rainbow Ripples and Butler R (2006) The Rainbow Ripples report:

provision in Leeds. Leeds: Rainbow Ripples

lesbian, gay and bisexual disabled people's experiences of service

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology
Qualitative study
involving:

i. In-depth interviews with Lesbian,
Gay and Bisexual (LGB) disabled
people,

ii. Interviews with key service pro-
viders, and

iii. A questionnaire survey of a
broad range of service providers.

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?
Clear.

How well was the data collec-
tion carried out?

Appropriately.

Each interviewee was interviewed
at a location of their choice, either
face to face or by telephone. Inter-
viewees signed consent forms be-
forehand explaining the purpose
of the research, what would hap-
pen to the data provided and what
they could expect to get back from
the research. Each LGB disabled
interviewee was paid £15 as a
small thank you for their time and
involvement (p32).

Are the data ‘rich’?
Rich.
Contexts of the data described in

Does the study’s research
question match the review
question?

Yes.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

The research’s design and meth-
odology was agreed by the Uni-
versity of Hull’s internal ethics
committees, and was conducted in
accordance with the current
‘Statement of Ethical Practice for
the British Sociological Associa-
tion’ (British Sociological Associa-
tion 2002).

As far as can be ascertained
from the paper, how well was

the study conducted?
++

Overall assessment of external
validity
++

Overall score
++
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

How defensible/rigorous is the
research design/methodology?
Defensible.

In order to meet the aims of the
project, researchers undertook
three stages of research. These
were: i. In-depth interviews with
Lesbian, Gay and Bisexual (LGB)
disabled people, ii. Interviews with
key service providers, and iii. A
questionnaire survey of a broad
range of service providers.

Is the context clearly de-
scribed?

Clear.

Characteristics of the participants
and settings clearly defined and
observations made in a wide vari-
ety of settings.

Was the sampling carried out in
an appropriate way?

Somewhat appropriate.
'Interviewees ranged from people
with little obvious control in their
lives, who were using segregated
services - such as day or residen-
tial care, or were dependent on
relatives for personal support - to

detail, as is diversity of perspec-
tive and content.

Is the analysis reliable?
Reliable.

Are the findings convincing?
Convincing.

While recruiting an LGB disabled
researcher to undertake the re-
search, 'Rainbow Ripples, Leeds
Lesbian, Gay and Bisexual Disa-
bled People’s Group' have acted
as the steering group. They have
been involved in the design of the
fieldwork tools, analysis and writ-
ing of the resulting reports and
training materials. The authors
point out that the 'project has, in
this sense, been inspired by, in-
volved and aimed to assist LGB
disabled people from its initiation'
(Authors, p23).

Are the conclusions adequate?
Adequate.

Authors acknowledge that one lim-
itation of the study was that finite
resources, budget and time meant
that the research had to be con-
fined to those individuals living
and/or spending a significant

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?

Yes.

This is the first study to look in de-
tail at a wide range of LGB disa-
bled people’s experiences of a
wide range of services including
those provided by social care.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

LGB disabled people.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Various settings included in the re-
search, including individuals' own
homes and residential settings.

Does the study relate to at least
one of the activities covered by
the guideline?
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

LGB disabled people who had at-
tributes associated with independ-
ence and control - such as being
home owners. LGB disabled peo-
ple in these situations may feel
more confident in coming forward
for interview, so this may not be a
representative sample' (Authors,
p46).

Were the methods reliable?
Reliable

Data collected by more than one
method, therefore findings could
be triangulated. Furthermore, re-
sults were overseen by a steering
group made up of LGB people
from Rainbow Ripples organisa-
tion.

amount of their time within the
boundaries of Leeds City Council.
Despite this shortcoming, the con-
clusions are adequate.

Yes.

The study covered a range of ser-
vice provision including Education
and Training; Transport; and Em-
ployment. Areas relevant to the
guideline include: Technical Aids
and Equipment; Personal Assis-
tance; and Advocacy (advice and
support).

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?

Yes.

Study set in Leeds, but findings
potentially have a UK-wide per-
spective.

43. Redley M, Clare |, Luke L et al. (2010) Mental Capacity Act (England and Wales) 2005: The emergent Independent Mental Capacity
Advocate (IMCA) service. British Journal of Social Work 40, 1812-1828

Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Methodology
Mixed methods

Qualitative comp 1

SEMI-STRUCTURED INTER-
VIEWS

Does the study’s research
question match the review
question?

Yes.

Overall assessment of internal
validity
+
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

The quantitative data were col-
lected by asking each participating
advocacy organisation to com-
plete a 22-item checklist describ-
ing each individual referred to the
pilot IMCA and associated case-
work. Qualitative data were col-
lected by a series of interviews
with managers and practitioners
about their experiences and per-
ceptions of IMCA casework (Au-
thors, p1818).

Is the mixed-methods research
design relevant to address the
qualitative and quantitative re-
search questions (or objec-
tives), or the qualitative and
quantitative aspects of the
mixed-methods question?

Yes.

Quantitative data collection was
important by way of gathering info
on type and nature of referrals and
provided context for the semi-
structured interview findings with
health and social professionals.

Is the integration of qualitative
and quantitative data (or re-
sults) relevant to address the
research question?

1) Face-to-face semi-structured in-
terviews with the IMCA managers,
IMCA caseworkers and the person
responsible for promoting the
IMCA service.

2) Semi-structured phone inter-
views - with the decision-makers
in health and social care who had
worked with an IMCA, and the in-
terviews with the healthcare prac-
titioners who had not worked with
an IMCA (Authors, p1818).

Are the sources of qualitative
data (archives, documents, in-
formants, observations) rele-
vant to address the research
question?

Yes.

Face-to-face semi-structured inter-
views with the IMCA managers,
IMCA caseworkers and the person
responsible for promoting the
IMCA service - sixty and ninety
minutes duration. Questions in-
cluded participants’ views and ex-
perience of: the IMCA role; pro-
moting the IMCA service in health
and social care services; the com-
plexities of IMCA casework; work-
ing with decision-makers; the dif-
ference between statutory and ge-
neric non-instructed advocacy;
and the perceived effectiveness of

Studies are excluded if they are
about models/approaches report-
ing provider views only. But (in
this case) where advocates are di-
rectly representing service users,
e.g. where service user lacks the
mental capacity to be involved in
the service use tool development,
study is included.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

Ethical approval was granted by
the NHS Cambridge Research
Ethics Committee on the basis
that no attempt would be made to
interview individuals lacking the
capacity to give or withhold con-
sent to participate in the research
(Authors, p1817).

Were service users involved in
the study?
No.

Is there a clear focus on the
guideline topic?
Yes.

Overall assessment of external
validity
++

Overall validity score
+
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Yes.

Integration of quantitative and
qualitative data provides a com-
plete picture and answers the re-
search question.

Is appropriate consideration
given to the limitations associ-
ated with this integration, such
as the divergence of qualitative
and quantitative data (or re-
sults)?

N/A

a statutory advocate in supporting
the best interests of adults lacking
decision-making capacity. Semi-
structured phone interviews - with
the decision-makers in health and
social care who had worked with
an IMCA, and the interviews with
the healthcare practitioners who
had not worked with an IMCA. In-
terviews lasted between ten and
forty minutes. Questions included
participants’ views about whether
the involvement of a statutory ad-
vocate had provided, or might pro-
vide, additional support both to
people lacking capacity and to
professionals making substitute
decisions (Authors, p1818).

Is the process for analysing
qualitative data relevant to ad-
dress the research question?
Yes.

Interview data were recorded with
key phrases or expressions in-
cluded verbatim. Emerging
themes were identified and coded.
Codes and subsequent analysis
were modified and agreed via the
researchers’ participation network
meetings attended by IMCA case-
workers and their managers,
hosted by the Department of
Health, where representatives

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Study relates to professionals
working with individuals who lack
mental capacity.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Advocacy organisations in the vol-
untary sector. Other health and
social care practitioners are men-
tioned but organisation details not
made explicit.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

Advocacy in the form of represent-
ing to substitute decision-makers
the views of adults who lack ca-
pacity.

(For views questions) Are the
views and experiences reported
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

from each organisation could dis-
cuss with civil servants, and the
research team, challenges con-
cerning raising awareness of the
pilot IMCA services among practi-
tioners in health and social care,
different interpretations of the
IMCA role as set out in the MCA,
and complicated IMCA casework.
Data analysis involved identifying
key issues around IMCA practice
(e.g. the assessment of a client’s
capacity and whether family mem-
bers might be appropriate to con-
sult) and how these were de-
scribed and characterised. These
descriptions became the basis for
hypothetical models of IMCA prac-
tice. The models were tested and
refined in later interviews and at
the monthly network meetings,
and then used to code the data
(Authors, p1819).

Is appropriate consideration
given to how findings relate to
the context, such as the setting,
in which the data were col-
lected?

Yes.

"The purpose of these findings
from the pilot Independent Mental
Capacity Advocate (IMCA) service
was to inform the development of

relevant to the guideline?
Yes.

Does the study have a UK per-
spective?
Yes.
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

statutory advocacy, introduced in
English legislation for the first time
under the 2005 Mental Capacity
Act’ (Authors, p1823).

Is appropriate consideration
given to how findings relate to
researchers’' influence, for ex-
ample, through their interac-
tions with participants?

No.

Researchers do not explain how
they might have influenced study
design and analysis or how the
findings relate to their perspective,
role and interactions with study
participants.

Quantitative component (de-
scriptive)

Which component?
Quantitative data — a 22-item
checklist describing each individ-
ual referred for an IMCA and as-
sociated casework.

Is the sampling strategy rele-
vant to address the quantitative
research question (quantitative
aspect of the mixed-methods
question)?

Yes.
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

This was a convenience sample of
social care and health staff from a
range of organisations.

Is the sample representative of
the population under study?
No.

The authors stress: 'lIt should be
borne in mind that the data pre-
sented here are derived from a pi-
lot service, whose organisations
were selected for the pilot in part
because they were already judged
able to deliver an IMCA service.
Hence, the quantitative data may
not be an accurate representation
of the true proportions of IMCA
cases with respect to decision
types and the demographics of the
client groups. In contrast, the
managers and IMCA caseworkers
interviewed for the qualitative data
probably represent some of the
most able advocates because the
organisations from which they
came had been selected by the
Department of Health to take part
in the pilot' (Authors, p1823).

Are measurements appropriate
(clear origin, or validity known,
or standard instrument)?

Yes.
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Quantitative data - each participat-
ing advocacy completed a 22-item
checklist describing type and na-
ture of referral to pilot IMCA ser-
vice. Checklist items included:

— 'prospective clients’ de-
mographics (including the reason
for their lack of capacity and main
means of communication)

— the profession of the person
making the referral and the type of
decision

— whether or not the prospective
client was considered eligible for
an IMCA

— the nature of casework including
the numbers of meetings with the
client, the total number of hours
spent on the case, time from refer-
ral to decision, and whether health
or social care notes were ac-
cessed

— items to measure the outcome
of each client’s case and specifi-
cally whether the IMCA had been
able to obtain information about
his or her wishes or values

— whether a written report had
been submitted, and

— whether the IMCA challenged
the decision maker’s best-inter-
ests decision’ (Authors, p1817).
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Checklist items were piloted with
representatives from each of the
seven organisations, and the per-
sons responsible for administering
the questionnaire were given face-
to-face guidance in its use. The fi-
nal version of the checklist (MS
Access database format) was
completed monthly and returned
electronically to the research
team.

Is there an acceptable response
rate (60% or above)?
Not reported in this paper.

44. Riazi A, Bradshaw SA, Playford, editors (2012) Quality of life in the care home: a qualitative study of the perspectives of residents
with multiple sclerosis. Disability and rehabilitation 34, 2095-102

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

Participants were interviewed indi-
vidually in their care homes.

Is a qualitative approach ap-
propriate?

Appropriate.

Yes and used grounded theory.

How well was the data collec-
tion carried out?

Appropriately.

Yes the study clearly sets out in
detail how the recruitment, sam-
pling and data collection was car-
ried out.

Are the data ‘rich’?
Rich.
Lots of quotes given to support

Does the study’s research
question match the review
question?

Partly.

The study is mostly about quality
of life but includes questions
about the care home environ-
ment, and choice and control,
which are relevant to this review.

As far as can be ascertained
from the paper, how well was

the study conducted?
++

Overall assessment of exter-
nal validity
++
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Is the study clear in what it
seeks to do?

Clear. The aim of this study was
to explore how residents with MS
perceive their QoL in the care
home and to develop a concep-
tual model of QoL for care home
residents with MS.

How defensible/rigorous is the
research design/methodology?
Defensible.

Design is appropriate for a views
question.

Is the context clearly de-
scribed?

Clear.

Yes the settings are clearly de-
scribed (p2096): Care homes of-
fering nursing care and/or per-
sonal care, with both high and
low proportion of MS residents
were approached. Homes were
within a 100-mile radius of Lon-
don, UK. They differed in size,
setting (urban/rural) and organi-
zation type (large vs. independent
homes).

Was the sampling carried out
in an appropriate way?
Appropriate.

themes - direct from residents.
However, not clear which setting /
care home the residents were
from.

Is the analysis reliable?
Reliable.

More than one researcher coded
the themes and checked the
themes. Themes were complete
when saturation was reached,
and then there was a search for
new topics.

Are the findings convincing?
Convincing.

Yes clearly presented including
age and gender of participant for
context.

Are the conclusions adequate?
Adequate.

The conclusions relate back to the
research questions well.

Has the study dealt appropri-
ately with any ethical con-
cerns?

Yes.

Participants who could not give
consent and those who could not
follow the interview questions did
not take part.

Were service users involved in
the study?

Yes.

Residents of care homes.

Is there a clear focus on the
guideline topic?

Yes.

Views and experiences of resi-
dential care settings.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Adults using social care ser-
vices.

Is the study setting the same
as at least one of the settings
covered by the guideline?
Yes.

Overall score
++
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Data collection and analysis was
repeatedly checked for accuracy
and elimination of bias in the fol-
lowing ways (p2096): Each inter-
view was recorded and tran-
scribed verbatim. Data collection
and analysis were conducted
concurrently until data saturation
was reached [23]. That is, we fin-
ished interviewing residents when
we were sure that the same in-
stances of data were being re-
peated over and over [23], and no
new “experiences” were being re-
ported by participants regarding
their QoL. Alternating between
collection and analysis allowed
confirmation of coding categories
while they were being developed
[24]. The transcripts were read
repeatedly by two investigators
(Siobhan A. Bradshaw and Af-
sane Riazi). These two investiga-
tors independently coded the
transcripts using open coding, by
assigning codes to the text based
on words or phrases that cap-
tured meaning in the data [24]
(Figure 1).

Were the methods reliable?
Reliable.
The main method was qualitative

Residential care.

Does the study relate to at
least one of the activities cov-
ered by the guideline?

Yes.

(For views questions) Are the
views and experiences re-
ported relevant to the guide-
line?

Yes.

Does the study have a UK per-
spective?

Yes.

Care homes from a 100-mile ra-
dius of London.
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Internal validity - approach and | Internal validity - performance External validity. Overall validity rating.
sample. and analysis.

interviews. Themes were derived
and checked by multiple interview-
ers. “Participants were interviewed
individually in their care homes.
Informed consent was obtained
from all participants. Prior to inter-
view, the cognitive ability of the
resident was determined by the
researcher (Siobhan A. Brad-
shaw), reflecting on conversation
during the consent process and
their general demeanour, though
no formal cognitive evaluation was
undertaken at this stage in order
to be as inclusive of participants
as possible. Participants who
could not give consent and those
who could not follow the interview
questions did not take part”. (Au-
thors: page 2098).

45. Social Care Institute for Excellence (2009) Personalisation for Someone with a Learning Disability. SCIE TV Transcript. London: SCIE

Internal validity - approach and | Internal validity - performance External validity Overall validity rating
sample and analysis

Methodology How well was the data collec- Does the study’s research As far as can be ascertained
Other - This is not a research tion carried out? question match the review from the paper, how well was
study. There is no clearly stated Not sure/inadequately reported. question? the study conducted?
methodology; however, the video Partly. -

features face-to-face qualitative in-

terviews with family members, and
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

scenarios from the life of a woman
with learning disabilities.

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?
Mixed.

This is not a research study.
There is no clearly stated research
objective; however, the video is
clear about its aims.

How defensible/rigorous is the
research design/methodology?
Not sure.

Is the context clearly de-
scribed?
Unclear.

Was the sampling carried out in
an appropriate way?
Not sure.

Were the methods reliable?
Not sure

Are the data ‘rich’?
Rich.

Is the analysis reliable?
Somewhat reliable.

The video features direct reports
from family members, and proxy
reports of the person's experience
via their family members. The per-
son who uses services is central
to the video.

Are the findings convincing?
Somewhat convincing.

Are the conclusions adequate?
Not sure.

This is not a primary research
study. The video does, however,
focus on areas relevant to review
questions on (RQ1) improving ex-
perience, and (RQ2+3) barriers
and facilitators. It also includes
someone from a population that is
in scope for this review.

Has the study dealt appropri-
ately with any ethical concerns?
No.

This is not a primary research
study. The transcripts do not pro-
vide details of methodology or ap-
proach to recruitment for participa-
tion, or support of people in the
video.

Were service users involved in
the study?
Yes.

The video includes a woman who
uses services and her family
members.

Is there a clear focus on the
guideline topic?
Yes.

This is not a research study. It
does feature rich experience data,
highly relevant to our topic but it
includes only one case study.

Overall assessment of external
validity
+

Overall score
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

This is explicitly about improving
the experience and life of some-
one who uses social care support,
by providing a personalised pack-
age of care.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

The person has a learning disabil-
ity, communication needs and
sensory impairment.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

The person is supported to live in
her own home, rather than having
to go into residential care.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

The video focuses on providing
personalised support, enabling
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

choice and control and promoting
independence.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?
Yes.

46. Social Care Institute for Excellence (2010) Working With Lesbian, Gay, Bisexual and Transgendered People - People with learning
disabilities: A gay man’s story. SCIE TV Transcript. London: SCIE

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Other — This is not a research
study. There is no clearly stated
methodology; however, the video
features face-to-face, qualitative
reports from someone with a
learning disability.

Is a qualitative approach appro-
priate?
Appropriate.

How well was the data collec-
tion carried out?
Not sure/inadequately reported.

Are the data ‘rich’?
Rich.

The video provides first-hand ac-
counts of experience from some-
one using social care.

Is the analysis reliable?
Not sure/not reported.

Does the study’s research
question match the review
question?

Yes.

The video features scenarios from
the life of a man with social care
needs and face-to-face qualitative
data provided by him. The video
focuses on areas relevant to our
review questions on (RQ1) im-
proving experience, and (RQ2+3)
barriers and facilitators.

As far as can be ascertained
from the paper, how well was
the study conducted?

Overall assessment of external
validity

The video is a case study, not re-
search but is relevant to our popu-
lation and scope.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Is the study clear in what it
seeks to do?
Unclear.

This is a case study and not re-
search study.

How defensible/rigorous is the
research design/methodology?
Not sure.

No details are provided about
methods for this case study.

Is the context clearly de-
scribed?
Clear.

The context for this work is clear:
it seeks to describe the experi-
ences of a man using social care
support with specific needs related
to his learning disability and his
sexuality.

Was the sampling carried out in
an appropriate way?
Not sure.

Were the methods reliable?
Not sure.

Are the findings convincing?
Somewhat adequate.

The man's testimony about what
worked and didn't work in support-
ing him in the way he wanted is
compelling.

Are the conclusions adequate?
Somewhat adequate.

The video concludes with a sum-

mary from an academic about not
making assumptions and provid-

ing personalised support.

Has the study dealt appropri-
ately with any ethical concerns?
No.

The video is a case study and not
research. No details are provided
about sampling or ethics.

Were service users involved in
the study?
Yes.

The video features a man with
learning disabilities who uses so-
cial care support.

Is there a clear focus on the
guideline topic?
Yes

The video focuses on the man's
experience of support: what
worked well and what worked less
well.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

The man has a learning disability,

social care needs and needs for
support in relation to his sexuality.

Overall score
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Internal validity - approach and | Internal validity - performance External validity. Overall validity rating.
sample. and analysis.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

The video focuses on the man in
the context of his home and com-
munity.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

The video focuses on experience
of being supported by care work-
ers.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?
Yes.

47. Social Care Institute for Excellence (2012) Challenging behaviour and learning disabilities — independent living. SCIE TV Transcript.
London: SCIE
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Other. This is not a research
study. There is no clearly stated
methodology.

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?
Clear.

The case study film seeks to pro-
vide practical suggestions for
providing people with personalised
support.

How defensible/rigorous is the
research design/methodology?
Not sure.

There is no methodological detail
provided in the transcript. It is a
case study film that is presented
as part of a suite of resources on
the topic.

Is the context clearly de-
scribed?
Clear.

How well was the data collec-
tion carried out?

Not sure/inadequately reported.
There is also no detail of this type
in the methods.

Are the data ‘rich’?
Rich.

Is the analysis reliable?
Not sure/not reported.

Are the findings convincing?
Somewhat convincing.

Are the conclusions adequate?
Somewhat adequate.

This is a short case study film and
therefore conclusions are limited;
however, the conclusions that are
presented are clear and concise.

Does the study’s research
question match the review
question?

Partly.

This is a case study video on SCI-
E's website. It is part of a suite of
resources on learning disabilities
and behaviour that challenges. No
detailed methodological infor-
mation is provided in the transcript
of the case study video.

The population group, type of sup-
port and service setting is relevant
to the guideline. The content is rel-
evant, particularly to RQ1 and
RQ3.

Has the study dealt appropri-
ately with any ethical concerns?
No.

This is a case study video on SCI-
E's website. It is part of a suite of
resources on learning disabilities
and behaviour that challenges. No
detailed methodological infor-
mation is provided in the transcript
of the case study video.

As far as can be ascertained
from the paper, how well was
the study conducted?

There is also no detail within the
transcript about methods.

Overall assessment of external
validity

The case study is relevant to our
topic and population but includes
indirectly reported user views and
experiences. There is also no de-
tail within the transcript about
methods.

Overall score
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Was the sampling carried out in
an appropriate way?
Not sure.

There is also no detail of sampling
within the transcript.

Were the methods reliable?
Not sure.

There is also no detail within the
transcript about methods.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

The population group, type of sup-
port and service setting is relevant
to the guideline. The content is rel-
evant particularly to RQ1 and
RQ3.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Relevant settings: home and com-
munity.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

The case study focuses on practi-
cal ways to provide support that
responds to people's needs and
wishes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?
Yes.

48. Social Care Institute for Excellence (2014a) Challenging behaviour and learning disabilities -improving services. SCIE TV Transcript.

London: SCIE

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Other — This is not a research
study. There is no clearly stated
methodology; however, the video
features face-to-face, qualitative
interviews with people with learn-
ing disabilities, those who support
them, those who manager ser-
vices and an academic expert.

How well was the data collec-
tion carried out?
Not sure/inadequately reported.

Are the data ‘rich’?
Mixed.

Does the study’s research
question match the review
question?

Partly.

This is not a primary research
study. The video does, however,
focus on areas relevant to our re-
view questions on (RQ1) improv-

As far as can be ascertained
from the paper, how well was
the study conducted?

This is not a primary research
study. The transcripts do not pro-
vide details of methodology or ap-
proach to recruitment for participa-
tion in the video.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?
Mixed.

This is not a primary research
study; however, the video has
clear aims and key messages.

How defensible/rigorous is the
research design/methodology?
Not sure - Not applicable

Is the context clearly de-
scribed?
Clear.

Was the sampling carried out in
an appropriate way?
Not sure.

This is not a primary research
study. There is no detail about
how participants were recruited.

Were the methods reliable?
Not sure.

Is the analysis reliable?
Not sure/not reported.

Are the findings convincing?
Somewhat convincing.

Are the conclusions adequate?
Somewhat adequate.

There are brief conclusions that
summarise the key learning points
from the video about how to sup-
port people in a person-centred
way.

ing experience, and (RQ2+3) bar-
riers and facilitators. It also in-
cludes populations that are in
scope for our work.

Has the study dealt appropri-
ately with any ethical concerns?
No.

This is not a primary research
study. The transcripts do not pro-
vide details of methodology or ap-
proach to recruitment for participa-
tion in the video.

Were service users involved in
the study?
Yes.

The video includes direct and
proxy reports of views and experi-
ences of people who use services.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Overall assessment of external
validity
+

Overall score

This is not a primary research
study.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

This is not a primary research
study. There is no detail of meth-
ods for conducting the interviews
that are featured.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Residential care and support in
other community settings

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

The video relates to people's ac-
tivities of daily living.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

The video reports practitioners'
views and experiences of support-
ing communication needs of peo-
ple with learning disabilities and
behaviour that challenges. It also
reports service users' experiences
of being supported in this way.

Does the study have a UK per-
spective?
Yes.
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49. Social Care Institute for Excellence (2014b) Dignity in Care — Privacy. SCIE TV Transcript. London: SCIE

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Other — This is not a research
study. There is no clearly stated
methodology; however, the video
features face-to-face, qualitative
accounts from people who use
services and workers who provide
support.

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?
Unclear.

How defensible/rigorous is the
research design/methodology?
Not sure.

Is the context clearly de-
scribed?
Clear.

How well was the data collec-
tion carried out?
Not sure/inadequately reported.

Are the data ‘rich’?
Poor.

Is the analysis reliable?
Not sure/not reported.

Are the findings convincing?
Somewhat convincing.

Are the conclusions adequate?
Inadequate.

Does the study’s research
question match the review
question?

Partly.

This is not a primary research
study. The video does, however,
have some relevance to a key out-
come of interest - dignity - and is,
by inference, relevant to our re-
view questions on (RQ1) improv-
ing experience, and (RQ2+3) bar-
riers and facilitators. It also in-
cludes populations that are in
scope for our work.

Has the study dealt appropri-
ately with any ethical concerns?
No.

This is not a primary research
study. The transcript does not pro-
vide details of methodology or ap-
proach to recruitment, or ongoing
support for people participating in
the video.

As far as can be ascertained
from the paper, how well was
the study conducted?

The video features film footage of
people using services but the nar-
rative reports are from people who
provide support. This is not a re-
search study so there is no infor-
mation about methods or sam-

pling.
Overall assessment of external

validity

Overall score
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Was the sampling carried out in
an appropriate way?
Not sure

Were the methods reliable?
Not sure

Were service users involved in
the study?
Yes

People who use services feature
in the video by way of illustrative
clips of their day-to-day lives.

Is there a clear focus on the
guideline topic?
Partly.

This is not a primary research
study. The video does, however,
have some relevance to a key out-
come of interest - dignity - and
therefore is broadly relevant to ex-
perience of support.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

The video features adults who use
social care support.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.
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Internal validity - approach and | Internal validity - performance External validity. Overall validity rating.
sample. and analysis.

The video features people who
live in and work in residential care
settings.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

The video focuses on how work-
ers can support people in a way
that maximises dignity and re-
spect.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

The experiences are reported by
workers and managers.

Does the study have a UK per-
spective?
Yes.

50. Stevens Alice K, Raphael H, Green Sue M (2015) A qualitative study of older people with minimal care needs experiences of their
admission to a nursing home with Registered Nurse care. Quality in Ageing & Older Adults 16, 94-105
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

A qualitative inductive methodol-
ogy using a grounded theory ap-
proach was employed in order to
gain insight from the participants’
perspective.

Is a qualitative approach ap-
propriate?

Appropriate.

Yes for gaining insights, views
and experiences of transitions
into residential care.

Is the study clear in what it
seeks to do?

Clear.

Yes it seeks to explore the expe-
riences of older people with mini-
mal care needs gaining admis-
sion to care homes. A qualitative
study using a grounded theory
method was undertaken.

How defensible/rigorous is the
research design/methodology?
Defensible.

A qualitative study using a
grounded theory method was un-
dertaken. The core methods of
data collection with simultaneous

How well was the data collec-
tion carried out?

Appropriately.

The study took place in one ge-
ographical region in the south of
the UK. Within a grounded the-
ory study, it is undesirable to de-
termine sample size at the out-
set (Cutcliffe 2000); hence par-
ticipant numbers were guided by
the needs of the data collection
and the analysis. Initial sampling
was purposive. As data were
collected and analysed theoreti-
cal sampling techniques were
employed (Charmaz 2006).
Theoretical sampling can also
refer to questions within an in-
terview; therefore, as data col-
lection and analysis progressed,
the interviews became more fo-
cused on areas of theoretical
relevance that emerged during
the analysis (Glaser 1992).

Are the data ‘rich’?

Rich.

Yes lots of quotes from direct
users about their views/experi-
ences.

Is the analysis reliable?
Reliable.

Does the study’s research
question match the review
question?

Yes.

The study includes views and ex-
periences of transitions to resi-
dential care and what helped
and/or hindered that process.

Has the study dealt appropri-
ately with any ethical con-
cerns?

Yes.

Page 96: A large national pro-
vider of residential care agreed
that care home residents could
be approached via the care home
manager. Ethical approval was
obtained from the local NHS Re-
search Ethics Committee and
governance approvals from the
local trust. Written informed con-
sent was obtained from all partici-
pants.

Were service users involved in
the study?

Yes.

Older people leaving hospitalisa-
tion and entering residential care.

Is there a clear focus on the
guideline topic?

As far as can be ascertained
from the paper, how well was

the study conducted?
++

Overall assessment of exter-

nal validity
++

Overall score
++
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

data analysis, theoretical sam-
pling, constant comparison, field
notes and memo writing were
employed, thus ensuring the de-
veloping theories were
“grounded” in the data.

Is the context clearly de-
scribed?

Clear.

The settings and methods of re-
cruitment and inclusion / exclu-
sion criteria are all clearly de-
scribed.

Was the sampling carried out
in an appropriate way?
Appropriate.

The study took place in one geo-
graphical region in the south of
the UK. Within a grounded theory
study, it is undesirable to deter-
mine sample size at the outset
(Cutcliffe 2000); hence partici-
pant numbers were guided by the
needs of the data collection and
analysis. Initial sampling was
purposive. As data were col-
lected and analysed, theoretical
sampling techniques were em-
ployed (Charmaz 2006). Theoret-
ical sampling can also refer to

Each interview was recorded
and transcribed verbatim into a
word-processing file. Non-verbal
communication, for example,
displays of emotion during the
interview, was also recorded in
memos and field notes. During
the initial coding, the data were
broken down, “fractured” and
codes and labels that depicted
meaning were assigned to
words or phrases (Glaser 1992;
Charmaz 2006). “Fracturing” fa-
cilitated the distancing from the
data and conceptualisation
which is a necessary procedure
for theory development (Char-
maz 2006). During analysis, the
data were constantly compared
to other data, allowing the codes
to be reviewed and refined. This
ensured that the emerging cate-
gories and their properties had
relevance and “fit” (Glaser
1992). Theoretical memos in-
formed category generation and
posed questions of the data.
Relevant literature informed the
emerging categories and is dis-
cussed in the results section. As
analysis progressed, coding
moved towards being “selec-
tive”, focusing on those codes

Yes.
Users of residential care - direct
views and experiences.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older people using residential
care/making transitions into resi-
dential care.

Is the study setting the same
as at least one of the settings
covered by the guideline?
Yes.

Transitions to residential care.

Does the study relate to at
least one of the activities cov-
ered by the guideline?

Yes.

Views and experiences of using
residential care.

(For views questions) Are the
views and experiences re-
ported relevant to the guide-
line?

Yes.

Views and experiences of using
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

questions within an interview;
therefore, as data collection and
analysis progressed the inter-
views became more focused on
areas of theoretical relevance
that emerged during the analysis
(Glaser 1992).

Were the methods reliable?
Reliable.

Grounded theory supported by
field notes and interactive analy-
sis.

that related to emergent main
categories in order to identify a
core category that linked the
data (Glaser 1992). Only data
that held relevance for the
emerging theory continued to be
incorporated. As the categories
became integrated and reduced,
only the most relevant remained
and were linked to form the core
category.

Are the findings convincing?
Convincing.

Very clearly described and
linked to the evolving key
themes from the research.

Are the conclusions adequate?
Adequate.

Yes they link well with the aims of
the research.

adult social service care.

Does the study have a UK per-
spective?
Yes.

51. Stewart F, Goddard C, Schiff R et al. (2011) Advanced care planning in care homes for older people: a qualitative study of the views
of care staff and families. Age and Ageing 40, 330-335

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology
Qualitative study

How well was the data collec-
tion carried out?

Does the study’s research
question match the review

As far as can be ascertained
from the paper, how well was
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?

Clear aims and objectives and re-
search question. Detailed and ap-
propriate reference to relevant lit-
erature.

How defensible/rigorous is the
research design/methodology?
Defensible.

Study design appropriate to the
research question. Clear descrip-
tion of rationale/justification for the
sampling, data collection and data
analysis techniques.

Is the context clearly de-
scribed?
Clear.

Was the sampling carried out in
an appropriate way?
Appropriate.

Appropriately.

Care homes were identified
through the Commission for Social
Care website and the local Care
Home Support Team. In each
home, the manager and a ran-
domly selected nurse and care as-
sistant were invited to take part. In
care homes providing personal
care only, a visiting community
nurse was invited to participate.
Participating homes were grouped
into four mutually exclusive sub-
sets: (i) nursing or dual-registered
without the Gold Standard Frame-
work for Care Homes (GSFCH),
(i) nursing or dual-registered in
early stages of the GSFCH, (iii)
nursing or dual-registered in later
stages of the GSFCH and (iv) resi-
dential. A care home was ran-
domly selected from each subset
in order to achieve a purposeful
sample. Care home managers
provided the names of residents
and their family members or
friends who they felt would be ca-
pable of being interviewed.

question?
Yes.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

The study was approved by King'’s
College Research Ethics Commit-
tee (REF: 07/H0808/136 &
07/Q0703/89). Written informed
consent was obtained from all par-
ticipants who took part.

Were service users involved in
the study?

No.

The authors acknowledge that a
limitation of this research is the
absence of residents’ views. Four-
teen of 41 potential residents were
interviewed, but only one resident
shared their views about ad-
vanced care planning during the
interview and the other 13 resi-
dents did not. Therefore, the au-
thors were not able to include resi-
dents’ views as part of this study.

the study conducted?
++

Overall assessment of external
validity
++

Overall score
++
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

In each home, the manager and a
randomly selected nurse and care
assistant were invited to partici-
pate. In care homes providing per-
sonal care only, a community
nurse who visited the home was
invited to take part. The aim was
to recruit four residents and their
family members (if available) from
each type of home and an addi-
tional four family members to rep-
resent residents with cognitive im-
pairment.

Were the methods reliable?
Somewhat reliable.

Are the data ‘rich’?
Rich.

Is the analysis reliable?
Reliable.

The Interviews were analysed us-
ing the framework analysis ap-
proach, which allowed the explo-
ration of new themes whilst con-
tent coding categorical questions
and allowing comparison of
themes between participants. It
comprises five stages: (i) familiari-
sation; (ii) identifying a thematic
framework; (iii) indexing; (iv) chart-
ing; and (v) mapping and interpre-
tation.

Are the findings convincing?
Convincing.

Clear and coherent findings. The
themes of the qualitative analysis
were organised around (i) bene-
fits, (ii) barriers, and (iii) facilita-
tors.

Are the conclusions adequate?
Adequate.
The study describes limitations:

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Though not directly involved, the
study is about older people in care
homes.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Care homes.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Residents views were excluded,
as only one resident was able to
offer any opinion on ACP. Rea-
sons suggested include: the ques-
tions regarding ACP coming to-
wards the end of a relatively in-
tense interview schedule, and also
the difficult nature of the subject.
Interviewing family members and
friends of existing care home resi-
dents and also comparing their
views to those of staff is that, un-
like staff, they may have not yet
experienced the outcome of ACP
practices. As such it may have
been more useful to interview rela-
tives of deceased residents who
have a more global view of the
process. Views of GPs are miss-
ing and they are significant mem-
bers of the multi-disciplinary team.

Explores views from care home
staff and the family of residents in
care homes for older people.

Does the study have a UK per-
spective?
Yes.

52. Stewart J and McVittie C (2011) Living with falls: House-bound older people’s experiences of health and community care. European

Journal of Ageing 8, 271-279

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology
Qualitative study

How well was the data collec-
tion carried out?

Does the study’s research
question match the review

As far as can be ascertained
from the paper, how well was
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

A qualitative research design, us-
ing an interpretative phenomeno-
logical analysis (IPA) approach.

Is a qualitative approach ap-
propriate?

Appropriate.

Yes — interviews are the appro-
priate methodology for eliciting
views data from a small sample
of people — in-depth analysis.

Is the study clear in what it
seeks to do?

Clear.

It is clear in that it sets out to ex-
amine the experiences of eight
housebound, community-living
older people. This group is ar-
gued to be under-represented in
the research literature.

How defensible/rigorous is the
research design/methodol-
ogy?

Somewhat defensible.

Correct method for addressing
the research aims. However,
sampling was rather opportunis-
tic because letters were sent to
potential participants (who had
been identified by their commu-
nity physiotherapist) discharged

Appropriately.

Recruitment and interviews took
place over autumn and winter of
2006. Consent was obtained be-
fore any interviews took place.

Are the data ‘rich’?

Mixed.

Some quotes on service use but
as the study was not explicitly
about opinions of using services,
some of the themes and quotes
are not directly relevant to this
review.

Is the analysis reliable?
Reliable.

For the data analysis, emerging
themes were repeatedly checked
for fit against further instances,
with themes being further devel-
oped as necessary. This initial
analysis was conducted by the
first author. Thereafter both au-
thors checked the emerging
themes against instances occur-
ring in the data set.

Are the findings convincing?
Somewhat convincing.

As this is a small sample from
one area of the UK, this study
cannot say how much this reflects

question?

Partly.

It is about the views and experi-
ences of a community of older
people after they have had a fall.
However, the data themes in-
clude discussion of how this has
impacted on their use of services
and therefore their views of
health and social care.

Has the study dealt appropri-
ately with any ethical con-
cerns?

Yes.

At the time the interviewer
worked within community-based
health services and was accord-
ingly familiar with the health sta-
tus and concerns of those who
agreed to take part in the study.
It is stated that this knowledge
allowed the establishment of
easy rapport between inter-
viewer and interviewees in the
research process, allowing inter-
viewees to talk openly about
their experiences. Interviewer
audio-recorded with the consent
of the participants and later tran-
scribed. To ensure confidential-
ity, participants’ names were
changed to pseudonyms. Ethical

the study conducted?
+

Overall assessment of exter-

nal validity
+

Overall score
+
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

from the service within the previ-
ous 6 weeks and the authors
waited for these people to reply -
either of which did reply and be-
came part of the study. Apart
from the discharge criteria, there
is no information about why
these people were chosen or re-
cruited - it seems the study took
whoever replied to their letters.

Is the context clearly de-
scribed?

Clear.

The sample is clearly described
and the background context is
given for the participants. How-
ever, because the interventions
were tailored to the individuals,
the authors say they cannot re-
port on the rehab programmes
each individual received.

Was the sampling carried out
in an appropriate way?
Somewhat appropriate.

The sampling was random in
that letters went out and the
study waited to see who would
reply. However, this could mean
those who did reply were those
individuals who had more to say
about using services post fall,

views of other people after falls in
other areas of the UK. But the re-
sults are presented well for a
small-scale in-depth study.

Are the conclusions adequate?
Adequate.

The conclusions relate back to the
aims very well and offer some
suggestions about what could be
improved for future service deliv-

ery.

approval for the study being
granted by the local NHS re-
search ethics committee.

Were service users involved in
the study?

Yes.

Participants were users of com-
munity home help social ser-
vices.

Is there a clear focus on the
guideline topic?

Yes.

Users of home help social ser-
vices.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older people using home help
services.

Is the study setting the same
as at least one of the settings
covered by the guideline?
Yes.

Own home is one of the settings
of this review.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

which could be a biased picture.

Were the methods reliable?
Reliable.

Interviews were carried out appro-
priately — recorded with consent.

Does the study relate to at
least one of the activities cov-
ered by the guideline?

Yes

Social services use included
even though about falls.

(For views questions) Are the
views and experiences re-
ported relevant to the guide-
line?

Yes.

Views of adults using home
help/community based social
services.

Does the study have a UK per-
spective?
Study set in Scotland.

53. Swain J (2005) Independent Evaluation: Developing User Involvement in Leonard Cheshire. Final Report. Newcastle: Northumbria

University

Internal validity - performance
and analysis

Internal validity - approach and
sample

External validity

Overall validity rating

Methodology
National, regional, local re-
ports/assessments/evaluations

Report identifies who is respon-
sible for intellectual content?
Yes.

John Swain. Professor of Disabil-
ity and Inclusion School of Health,
Education and Community Studies

Is the setting similar to the UK?
N/A

Setting is Leonard Cheshire, an
organisation that provides social
care services including Care-at-
Home, residential homes and the

Internal validity rating

External validity rating
+
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Internal validity - performance
and analysis

Internal validity - approach and
sample

External validity

Overall validity rating

Clearly stated aims or brief?
Yes.

Aims to: 'To conduct a review of
and support the development of
service user involvement at all lev-
els and within all areas of Leonard
Cheshire activity' (p5).

Stated methodology?

Yes.

The research has been conducted
as an ‘independent evaluation’ by
a research team from Northumbria
University. Involved two stages.

Stage one — Mapping the Evalua-
tion included:

a) Initial contact with stake-
holders within Leonard
Cheshire including service
users, Leonard Cheshire
managers, trustees, direc-
tors and volunteers, Disa-
bled People’s Forum Staff
and SURE representatives

b) A literature review of rele-
vant research.

c) Qualitative and quantitative
analysis of documentation
provided by Leonard
Cheshire.

Northumbria University, Newcastle
upon Tyne.

Are they reputable?
Yes.

Any limits clearly stated?
No.

Clear authorial standpoint?
No.

Work appears balanced?
Unclear.

Employability scheme. Not all find-
ings may translate to other con-
texts.

Is there a clear focus on [popu-
lation]?

Yes.

Adults included are in receipt of a
range of social care provision, so
populations correspond with those
stipulated in the scope.

Is there a clear focus on [inter-
vention]?
N/A

Are the questions relevant?
Yes.

Despite this evaluation being
about user involvement, much of
the views material covers the
quality of social care provision
within Leonard Cheshire. Relevant
views material has been extracted
from both stage one and stage
two of this evaluation. Stage One
views material - gathered through
focus groups and semi-structured
interviews. Key questions were
developed with the participants
around topics of: user involvement
within the organisation; impact on

Overall score
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Internal validity - performance
and analysis

Internal validity - approach and
sample

External validity

Overall validity rating

d) Part of Phase One involved
collecting the views and ex-
periences of service users
and providers through fo-
cus groups and semi-struc-
tured interviews.

Stage Two — This final phase
aimed to:

a) Develop the recommenda-
tions of the conclusion of
the Interim Report.

b) Conduct 6 ‘case studies’ of
local developments within
Leonard Cheshire in rela-
tion to user involvement.

c) Focus on examples
deemed to be good prac-
tice by members of the
Steering Group in terms of
the barriers and facilitators
to user involvement.

d) Consider strategies to em-
bed the recommendations
of the evaluation into the
development of user in-
volvement in Leonard
Cheshire. Five case studies
were conducted with a fo-
cus on the development of
good practice in user in-
volvement.

the lives of service users; and the
effectiveness of key strategies
within the organisation — including
training, mentoring, information,
support to users in learning diffi-
culties services. User involvement
topics included: governance; cen-
tral committees; regional involve-
ment; local services; and staff and
volunteer recruitment. Stage Two -
from the five case studies, case
study two and case study three
provide views material.

Overall assessment of external
validity
+
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Internal validity - performance
and analysis

Internal validity - approach and
sample

External validity

Overall validity rating

Peer-reviewed?

Unclear.

The authors do not refer to peer
review. They make reference to
the management of the project be-
ing undertaken by a Steering
Committee whose role was to en-
sure the evaluation remains inde-
pendent and that the research is
collaborative, 'that is conducted
‘with’ rather than ‘on’ the organisa-
tion' (p6).

Edited by reputable authority?
Unclear.

Date
Clearly stated date relating to con-
tents?

Yes.

Significance

Meaningful content?

Partly.

Content is meaningful up to a
point in that it appears to reflect
general messages about service
user involvement in services.
However, service user views (from
Stage one of the evaluation) do
not distinguish who is making a
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Internal validity - performance Internal validity - approach and | External validity Overall validity rating
and analysis sample

statement or in which settings
these are based, therefore making
it difficult to draw any conclusions
without this vital context.

Adds context?
Partly.

Strengthens or refutes a current
position

Partly.

Without detailed contextual infor-
mation that makes explicit the de-
tails of service users and settings
that the quotes are extracted from,
it is difficult to make a proper as-
sessment of the findings.

Enriches research area?
Partly.

Lack of contextual information
within quotes makes it difficult to
assess findings.

54. Swinkels A and Mitchell T (2009) Delayed transfer from hospital to community settings: the older person's perspective. Health & so-
cial care in the community 17, 45-53
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

Study used a phenomenological
approach to facilitate researcher’s
exploration and interpretation of
participants’ perceptions of de-
layed transfer from hospital. Phe-
nomenology is concerned with the
complex description that arises
from people’s detailed stories of
their experiences.

Is a qualitative approach ap-
propriate?
Appropriate.

Is the study clear in what it
seeks to do?
Clear.

How defensible/rigorous is the
research design/methodology?
Defensible

Conversational interviews (Van
Manen 1990, Denzin and Lincoln
2003) were used to gain partici-
pants’ perspectives. The re-
searchers believed that this
method would engage partici-
pants, help them feel at ease and
in so doing, promote communica-
tion. A semi-structured interview

How well was the data collec-
tion carried out?

Appropriately.

Conversational interviews (Van
Manen 1990, Denzin and Lincoln
2003) were used to collect partici-
pants’ views. The researchers be-
lieved that this method could en-
gage participants, help them feel
at ease and thereby promote
communication. A semi-struc-
tured interview guide consisting
of eight questions was used as a
basis for exploring patients’ per-
ceptions of delayed transfer of
care. Audiotaped interviews were
carried out in private with patients
in separate rooms or private
spaces next to wards. Interviews
lasted for as long as participants
wished to talk.

Are the data ‘rich’?

Rich.

The study included a diversity of
views, which can be clearly
traced back to who said them and
what level of need they were at.

Is the analysis reliable?
Reliable.

Data analysis in phenomenology
aims to ‘preserve the uniqueness

Does the study’s research
question match the review
question?

Yes.

The interview schedule includes
questions on: What has been
done to help your transfer out of
hospital? (Perception of manage-
ment of transfer process); What
do you think you need to help you
leave hospital? (Perception of
needs).

Has the study dealt appropri-
ately with any ethical con-
cerns?

Yes.

Decisional capacity or compe-
tence to make decisions may
vary from day to day, or even
from hour to hour, in some older
people (Kayser-Jones and
Koenig 1994, Grout 2004, Brindle
and Holmes 2005). This issue
arose where one researcher
spent considerable time discuss-
ing the research with a participant
and obtained consent, but when
the researcher returned to inter-
view the person 4 days later, they
did not recognise her and denied
having seen the consent form.
This situation demonstrates the

As far as can be ascertained
from the paper, how well was

the study conducted?
++

Overall assessment of external
validity
+

Overall score
+
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

guide, comprising eight ques-
tions, was used as a basis for ex-
ploring patients’ perceptions of
delayed transfer of care (Table
2). Audiotaped interviews were
conducted in private with patients
in side rooms or enclosed areas
adjacent to wards. In addition,
field notes were taken at each in-
terview to record the time, loca-
tion and context of each inter-
view, together with researchers’
overall impressions of the body
language and demeanour of indi-
vidual participants.

Is the context clearly de-
scribed?
Clear.

Was the sampling carried out
in an appropriate way?
Appropriate.

A purposive sampling strategy
was used to identify a wide
range of potential participants,
aged 65 years and over, from
different categories of delay (e.qg.
waiting for assessment, a care
package or a placement in a res-
idential or nursing home).

of each lived experience of the
phenomenon while permitting an
understanding of the meaning of
the phenomenon itself’ (Banonis
1989, p.168). Researchers tran-
scribed their own interviews and
annotated these with memos and
reflections during this process.
Transcripts were imported into
NVivo (version 2.0) data analysis
software. Each researcher initially
coded their own interviews and
then met together to discuss the
development of data categories.
These discussions were key to
ensuring that the categories were
defined and comparable across
and between researchers and
transcripts. Then themes were
developed to house the data cat-
egories and explored by both re-
searchers to ensure compatibility,
fit and rigour (Koch and Harring-
ton 1998). This highly iterative
phase of the analysis process
highlighted both the uniqueness
and similarities of participant’s ex-
perience and required some data
to be revisited, recoded and re-
categorised.

importance of continually check-
ing out participants’ understand-
ing of the research and revisiting
consent.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older people awaiting hospital
discharge.

Is the study setting the same
as at least one of the settings
covered by the guideline?
Yes.

Does the study relate to at
least one of the activities cov-
ered by the guideline?

Yes.

Hospital ward.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Were the methods reliable?
Somewhat reliable.

Only one method of data collec-
tion was employed, i.e. conversa-
tional interviews (Van Manen
1990, Denzin and Lincoln 2003). A
semi-structured interview guide
was used to explore patients’ per-
ceptions of delayed transfer of
care and these were audiotaped.

Are the findings convincing?
Convincing.

Are the conclusions adequate?
Adequate.

Employing a phenomenological
approach helped facilitate re-
searchers’ exploration and inter-
pretation of participants’ percep-
tions of delayed transfer from hos-
pital. The authors conclude that
participants passively relinquished
their involvement in discharge
planning. Some chose not to be
involved because of the perceived
expertise of others. Other partici-
pants felt disempowered by fac-
tors such as ill health, low mood,
dependency, lack of information
and the intricacies of discharge
planning processes for complex
community care needs.

(For views questions) Are the
views and experiences re-
ported relevant to the guide-
line?

Partly.

Some are and some not. The rel-
evant aspects are those to do
with participants' perceptions of
social services and future health
and social care needs.

Does the study have a UK per-
spective?
Yes.

55. Teale EA and Young JB (2015) A Patient Reported Experience Measure (PREM) for use by older people in community services. Age

and Ageing 44, 667—-672

Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Methodology

Measurements and outcomes
clear?

Is the setting similar to the UK?
Yes.

Internal validity
+
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Cross-sectional study: Survey
the consensus group developed
the questionnaire items. Tests for
reliability were used using the
Mokkan Scale to determine the
Loevinger H coefficient.

Objectives of study clearly
stated?
Yes.

Clearly specified and appropri-

ate research design?

Yes — to include measures of ex-

periences of intermediate care as
an important part of assessing the
quality of integrated care.

Subjects recruited in acceptable
way?

Partly.

The new questions were incorpo-
rated into a national audit survey.
Recruitment methods states that
approximately half of the NHS in
England registered to participate
in the audit.

Sample representative of de-
fined population?

Unclear.

Half of the NHS in England regis-
tered to participate in the audit.

Partly.

The development of the questions
was by an expert consensus panel
of survey experts, patients and
practitioners. Questions were cho-
sen for their relevance; there is no
information about how members
of the panel reached their deci-
sions (other than face validity) and
what may have been excluded
from the original round of sug-
gested questions. 15 people re-
sponded out of 29 on the panel;
however, the final versions of the
PREMs were field tested in three
sites prior to adoption in the audit.

Measurements valid?

Yes.

Scalability of the IC-PREMs was
explored with Mokken analysis
(non-parametric item response
theory (NIRT) to measure the la-
tent trait, in this case user experi-
ence). This property of a set of
questions is called uni-dimension-
ality and is assessed through cal-
culation of Loevinger H statistics.

Setting for data collection justi-
fied?

Partly.

There were different methods of

Is there a clear focus on [popu-
lation]?

Yes.

Older people who receive bed-
based, or community-based inter-
mediate care.

Is the intervention clearly [inter-
vention]?

No.

The intervention "intermediate
care” as spanning both health and
social care is quite broad, and in-
cluded people described as bed-
based or home based. There may
be a range of different interven-
tions and activities within the two
groups that can be called interme-
diate care.

Are the outcomes relevant?
Yes.

Patient reported experiences of in-
termediate care as a component
of improving integrated health and
social care is relevant to this re-
view.

External validity
++
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Not clear why these authorities
registered over those that didn't,
but likely to represent a range of
different localities and a large
sample of the population.

recruiting people to complete the
questionnaire - face to face with
bed-based group and by post for
the home-based group, which may
have had an effect on the re-
sponse rates for both groups, with
face-to-face being higher.

All important outcomes and re-
sults considered?

Partly.

Questionnaires with missing data
were removed although this was
described as generally low, and
indicates the acceptability of the
questionnaire to people who com-
pleted it.

Tables/graphs adequately la-
belled and understandable?
Yes.

Appropriate choice and use of
statistical methods?
Yes.

In-depth description of the anal-
ysis process?
Yes.

Are sufficient data presented to
support the findings?
Partly.

Adult social care: improving people's experience (February 2018) 177 of 475
© NICE [2018]. All rights reserved. Subject to Notice of rights



https://www.nice.org.uk/terms-and-conditions#notice-of-rights

Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

The NAIC was an anonymous sur-
vey and demographic information
for individual service users cannot
be linked to their PREM re-
sponses.

Results discussed in relation to
existing knowledge on the sub-
ject and study objectives?

Yes

Do conclusions match find-
ings?

Partly.

Overall, the H coefficients were
low to moderate (the moderate
and low cut off points overlapped).

56. Think Local Act Personal (2009) A service user’s personal budgets story. Video transcript. London:

TLAP

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Other

Not research. Video evidence
transcript from TLAP. Single case.

Is a qualitative approach appro-
priate?
Not sure.

How well was the data collec-
tion carried out?

Appropriately.

Video evidence is appropriate for
views/opinions of using SDS (self-
directed support) through social
services and using personal assis-
tants, which meets the scope cri-
teria.

Does the study’s research
question match the review
question?

Partly.

Not research, so no RQs stated.
Video evidence transcript from
TLAP. However, video is about
views/opinions of using individual
budgets through social services

As far as can be ascertained
from the paper, how well was
the study conducted?

Not research. No theoretical basis
or sampling or known methods re-
ported.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Not research. Video evidence
transcript from TLAP.

Is the study clear in what it
seeks to do?

Unclear.

Not research. Video evidence
transcript from TLAP. Video
clearly about service user ex-
pressing opinions.

How defensible/rigorous is the
research design/methodology?
Not sure.

Not research. Video evidence
transcript from TLAP.

Is the context clearly de-
scribed?

Unclear.

No introduction of the case is
given but it is clear it is video evi-
dence of a service user describing
their experience of using adult so-
cial care to employ a PA.

Was the sampling carried out in
an appropriate way?

Not sure

N/A: Not research. Video evidence
transcript from TLAP.

Are the data ‘rich’?
Rich.
Yes rich in service user views.

Is the analysis reliable?

Not sure/not reported.

N/A: Not research. Video evidence
transcript from TLAP.

Are the findings convincing?
Convincing.

Yes — direct views from a service
user about employing a PA.

Are the conclusions adequate?
Not sure.
No conclusions given.

and using personal assistants,
which meets the scope criteria.

Has the study dealt appropri-
ately with any ethical concerns?
No.

Not research. Video evidence
transcript from TLAP.

Were service users involved in
the study?

Yes.

Single case of a woman reporting
on experience of using social care
services.

Is there a clear focus on the
guideline topic?

Yes.

Video is about views/opinions of
using individual social care budg-
ets and using personal assistants,
which meets the scope criteria.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes

Adult using social care services.

Overall assessment of external
validity

+

Poor research rigour but rich in di-
rect user views and high rele-
vance to review scope.

Overall score

Poor on research methods/rigour
but rich on direct user views. How-
ever, transcript is very short and
no background section explaining
context.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Were the methods reliable?

Not sure.

N/A: Not research. Video evidence
transcript from TLAP.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Own home setting.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

Using social care services - indi-
vidual budgets.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Video is about views/opinions of
using individual budgets and using
personal assistants, which meets
the scope criteria.

Does the study have a UK per-
spective?
Yes.

57. Think Local Act Personal (2010a) A service user's personal budget story. Video transcript. London: TLAP
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Methodology

Other

Not research so no aims stated.
Video evidence from TLAP. Tran-
script of one case study.

Is a qualitative approach appro-
priate?

Not sure.

Not research. Video evidence
transcript from TLAP.

Is the study clear in what it
seeks to do?

Unclear.

Not research. Video evidence
transcript from TLAP. Video
clearly about service user ex-
pressing opinions.

How defensible/rigorous is the
research design/methodology?

Not sure.

Not research. Video evidence
transcript from TLAP.

Is the context clearly de-
scribed?

How well was the data collec-
tion carried out?

Appropriately.

Video evidence is appropriate for
views/opinions of using SDS (self-
directed support) through social
services and using personal assis-
tants, which meets the scope cri-
teria.

Are the data ‘rich’?
Rich.
Yes rich in service user views.

Is the analysis reliable?

Not sure/not reported.

N/A: Not research. Video evidence
transcript from TLAP.

Are the findings convincing?
Convincing

Yes — direct views from a service
user about employing a PA.

Are the conclusions adequate?
Not sure.
No conclusions given.

Does the study’s research
question match the review
question?

Partly.

Not research so no RQs stated.
Video evidence transcript from
TLAP. However, video is about
views/opinions of using SDS (self-
directed support) through social
services and using personal assis-
tants, which meets the scope cri-
teria.

Has the study dealt appropri-
ately with any ethical concerns?
No.

Not relevant: not research.

Were service users involved in
the study?

Yes

Single case of a man reporting on
experience of using social care
services.

Is there a clear focus on the
guideline topic?

Yes.

Video is about views/opinions of
using SDS (self-directed support)
through social services and using

As far as can be ascertained
from the paper, how well was
the study conducted?

Not research. No theoretical basis
or sampling or known methods re-
ported.

Overall assessment of external
validity
+

Overall score

Poor on research methods/rigour
but rich on direct user views. How-
ever, transcript is very short and
no background section explaining
context.
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Unclear.

No introduction of the case is
given but it is clear it is video evi-
dence of a service user describing
their experience of using adult so-
cial care to employ a PA.

Was the sampling carried out in
an appropriate way?

Not sure.

N/A: Not research. Video evidence
transcript from TLAP.

Were the methods reliable?
Not sure.

N/A: Not research. Video evidence
transcript from TLAP.

personal assistants, which meets
the scope criteria.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Adult using social care services.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Own home setting.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

Using social care services: SDS.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Video is about views/opinions of
using SDS (self-directed support)
through social services and using
personal assistants, which meets
the scope criteria.
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Does the study have a UK per-
spective?
Yes.

58. Think Local Act Personal (2010b) A Service user's Personal budget story. Video transcript. London:

TLAP

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Other

Not research. Video evidence
transcript from TLAP. Single case.

Is a qualitative approach appro-
priate?

Not sure.

Not research. Video evidence
transcript from TLAP.

Is the study clear in what it
seeks to do?

Unclear.

Not research. Video evidence
transcript from TLAP. Video
clearly about service user ex-
pressing opinions.

How defensible/rigorous is the
research design/methodology?

How well was the data collec-
tion carried out?

Appropriately.

Video evidence is appropriate for
views/opinions of using personal
assistants, which meets the scope
criteria.

Are the data ‘rich’?
Rich.
Yes rich in service user views.

Is the analysis reliable?

Not sure/not reported.

N/A: Not research. Video evidence
transcript from TLAP.

Are the findings convincing?
Convincing.

Does the study’s research
question match the review
question?

Partly.

Not research, so no RQs stated.
Video evidence transcript from
TLAP. However, video is about
views/opinions of using personal
assistants, which meets the scope
criteria.

Has the study dealt appropri-
ately with any ethical concerns?
No.

Not research. Video evidence
transcript from TLAP.

Were service users involved in
the study?

Yes.

Single case of a man reporting on

As far as can be ascertained
from the paper, how well was
the study conducted?

Not research. No theoretical basis
or sampling or known methods re-
ported.

Overall assessment of external
validity

+

Poor research rigour but rich in di-
rect user views and high rele-
vance to review scope.

Overall score

Poor on research methods/rigour
but rich on direct user views. How-
ever, transcript is very short and
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Not sure.
Not research. Video evidence
transcript from TLAP.

Is the context clearly de-
scribed?

Unclear.

No introduction of the case is
given but it is clear it is video evi-
dence of a service user describing
their experience of using adult so-
cial care to employ a PA.

Was the sampling carried out in
an appropriate way?

Not sure.

N/A: Not research. Video evidence
transcript from TLAP.

Were the methods reliable?

Not sure.

N/A: Not research. Video evidence
transcript from TLAP.

Yes — direct views from a service
user about employing a PA.

Are the conclusions adequate?
Not sure.
No conclusions given

experience of using social care
services.

Is there a clear focus on the
guideline topic?

Yes.

Video is about views/opinions of
using personal assistants to pro-
vide help/support, which meets
the scope criteria.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Adult using social care services.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Own home setting.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

Using social care services — PAs.

(For views questions) Are the
views and experiences reported

no background section explaining
context.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

relevant to the guideline?
Yes.

Video is about views/opinions of
using personal assistants, which
meets the scope criteria.

Does the study have a UK per-
spective?
Yes.

59. Think Local Act Personal (2012a) Making it Real. Video transcript. London: TLAP

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Other

Not research. Video evidence
transcript from TLAP. Single case

Is a qualitative approach appro-
priate?

Not sure.

Not research. Video evidence
transcript from TLAP.

Is the study clear in what it
seeks to do?

Unclear.

Not research. Video evidence
transcript from TLAP. Video

How well was the data collec-
tion carried out?

Appropriately.

Video evidence is appropriate for
views/opinions of using personal
assistants, which meets the scope
criteria.

Are the data ‘rich’?
Rich.
Yes rich in service user views.

Is the analysis reliable?

Not sure/not reported.

N/A: Not research. Video evidence
transcript from TLAP.

Does the study’s research
question match the review
question?

Partly.

Not research, so no RQs stated.
Video evidence transcript from
TLAP. However, video is about
views/opinions of using personal
assistants, which meets the scope
criteria.

Has the study dealt appropri-
ately with any ethical concerns?
No.

Not research. Video evidence
transcript from TLAP.

As far as can be ascertained
from the paper, how well was
the study conducted?

Not research. No theoretical basis
or sampling or known methods re-
ported.

Overall assessment of external
validity

+

Poor research rigour but rich in di-
rect user views and high rele-
vance to review scope.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

clearly about service user ex-
pressing opinions.

How defensible/rigorous is the
research design/methodology?
Not sure.

Not research. Video evidence
transcript from TLAP.

Is the context clearly de-
scribed?

Unclear.

No introduction of the case is
given but it is clear it is video evi-
dence of a service user describing
their experience of using adult so-
cial care to employ a PA.

Was the sampling carried out in
an appropriate way?

Not sure.

N/A: Not research. Video evidence
transcript from TLAP.

Were the methods reliable?

Not sure.

N/A: Not research. Video evidence
transcript from TLAP.

Are the findings convincing?
Convincing.

Yes — direct views from a service
user about employing a PA.

Are the conclusions adequate?
Not sure.
No conclusions given.

Were service users involved in
the study?

Yes.

Single case of a man reporting on
experience of using social care
services.

Is there a clear focus on the
guideline topic?

Yes.

Video is about views/opinions of
using personal assistants to pro-
vide help/support, which meets
the scope criteria.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Adult using social care services.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Own home setting.

Does the study relate to at least
one of the activities covered by

Overall score

Poor on research methods/rigour
but rich on direct user views. How-
ever, transcript is very short and
no background section explaining
context.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

the guideline?
Yes.
Using social care services — PAs.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Video is about views/opinions of
using personal assistants, which
meets the scope criteria.

Does the study have a UK per-
spective?
Yes.

60. Think Local Act Personal (2012b) Making it Real - A woman with Alzheimer’s . Video transcript. London: TLAP

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Other

Not research. Video evidence
transcript from TLAP. Single case.

Is a qualitative approach appro-
priate?
Not sure.

How well was the data collec-
tion carried out?

Appropriately.

Video evidence is appropriate for
views/opinions of using personal
assistants, which meets the scope
criteria.

Does the study’s research
question match the review
question?

Partly.

Not research, so no RQs stated.
Video evidence transcript from
TLAP. However, video is about
views/opinions of using personal

As far as can be ascertained
from the paper, how well was
the study conducted?

Not research. No theoretical basis
or sampling or known methods re-
ported.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Not research. Video evidence
transcript from TLAP.

Is the study clear in what it
seeks to do?

Unclear.

Not research. Video evidence
transcript from TLAP. Video
clearly about service user ex-
pressing opinions.

How defensible/rigorous is the
research design/methodology?
Not sure.

Not research. Video evidence
transcript from TLAP.

Is the context clearly de-
scribed?

Unclear.

Not much of an introduction of the
case is given but it is clear it is
video evidence of a service user
describing their experience of us-
ing adult social care to employ a
PA.

Was the sampling carried out in
an appropriate way?
Not sure.

Are the data ‘rich’?
Rich.
Yes rich in service user views.

Is the analysis reliable?

Not sure/not reported.

N/A: Not research. Video evidence
transcript from TLAP.

Are the findings convincing?
Convincing.

Yes — direct views from a service
user about employing a PA.

Are the conclusions adequate?
Not sure.
No conclusions given.

assistants, which meets the scope
criteria.

Has the study dealt appropri-
ately with any ethical concerns?
No.

Not research. Video evidence
transcript from TLAP.

Were service users involved in
the study?

Yes.

Single case of a woman reporting
on experience of using social care
services.

Is there a clear focus on the
guideline topic?

Yes.

Video is about views/opinions of
using personal assistants to pro-
vide help/support, which meets
the scope criteria.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes

Adult using social care services.

Overall assessment of external
validity

+

Poor research rigour but rich in di-
rect user views and high rele-
vance to review scope.

Overall score

Poor on research methods/rigour
but rich on direct user views. How-
ever, transcript is very short and
no background section explaining
context
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

N/A: Not research. Video evidence
transcript from TLAP.

Were the methods reliable?

Not sure.

N/A: Not research. Video evidence
transcript from TLAP.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Own home setting.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

Using social care services — PAs.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Video is about views/opinions of
using personal assistants, which
meets the scope criteria.

Does the study have a UK per-
spective?
Yes.

61. Towers AM, Smith N, Palmer S et al. (2016) The acceptability and feasibility of using the Adult Social Care Outcomes Toolkit (ASCOT)

to inform practice in care homes. BMC Health Serv Res 16, 523
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Methodology

Mixed methods

Survey analysis of the current
SCRQoL, as measured by AS-
COT. Focus group discussions
(with staff initially and then resi-
dents and their families) to provide
feedback on changes in practice.

Is the mixed-methods research
design relevant to address the
qualitative and quantitative re-
search questions (or objec-
tives), or the qualitative and
quantitative aspects of the
mixed-methods question?

Yes.

The mixed-method research de-
sign of qual and quant methods is
appropriate to addressing the vari-
ous aims of the study.

Is the integration of qualitative
and quantitative data (or re-
sults) relevant to address the
research question?

Unclear

It is unclear how the different com-
ponents were integrated. The pa-
per seems to present each com-
ponent separately.

Qualitative comp 1

Which component?

Focus group interviews to provide
feedback on QoL assessments
from researchers and get staff to
reflect on what works well.

Are the sources of qualitative
data (archives, documents, in-
formants, observations) rele-
vant to address the research
question?

Partly.

Views of staff on what works well
are important but would have
been better to include views of
residents about same issues
alongside this.

Is the process for analysing
qualitative data relevant to ad-
dress the research question?
Unclear.

Not clear how the qualitative data
was analysed and incorporated
into the results.

Is appropriate consideration
given to how findings relate to
the context, such as the setting,
in which the data were col-
lected?

Partly.

Some analysis was undertaken to

Does the study’s research
question match the review
question?

Yes.

Relevant for RQ4. Paper is evalu-
ating a toolkit for measuring/moni-
toring people's views of QoL
within residential care home set-
tings.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

Researchers spent time in each
home talking to residents, explain-
ing the study and assessing their
capacity to consent. Throughout
the study researchers continu-
ously monitored whether or not
residents agreed to participate.
Consent was considered a contin-
uous process and researchers
continuously assessed residents’
willingness to be involved in the
study.

Were service users involved in
the study?

Yes.

Residents of care homes com-
pleted the SCRQoL measures -
some with assistance from staff
(those lacking capacity).

Overall assessment of internal
validity
+

Overall assessment of external
validity
+

Overall validity score
+
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Is appropriate consideration
given to the limitations associ-
ated with this integration, such
as the divergence of qualitative
and quantitative data (or re-
sults)?

Partly

The authors state in the paper that
the qualitative data was to provide
feedback and reflection on what
works well. In the discussion and
conclusions section, the authors
report if the staff views diverged or
were in agreement with the views
presented by the authors. How-
ever, not much discussion is given
to comparing the qual and quant
aspects of the research.

compare the two care home set-
tings but this was related to the
quantitative analysis of the
SCRQoL. No analysis was under-
taken of the qualitative data by
setting/context.

Is appropriate consideration
given to how findings relate to
researchers' influence, for ex-
ample, through their interac-
tions with participants?

Yes.

The role of researchers is pre-
sented in the discussion section.
For example, the authors reflect
that “had staff collected the data
and made their own ratings of res-
idents’ lives, using ASCOT, it may
have had more impact on care
practice than a feedback interven-
tion and would also have had sus-
tainability beyond the life of the
study, providing potential for ongo-
ing benefits for residents and
staff.”

Quantitative component (de-
scriptive)

Which component?

Analysis of the SCRQoL survey at
two time points.

Is there a clear focus on the
guideline topic?

Yes.

Relevant evidence for addressing
RQ4.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older people using social care
services in residential care home
settings.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Residential care home settings.

Does the study relate to at least
one of the activities covered by
the guideline?

Partly.

While the focus is heavily on QoL,
the paper is relevant to the review
as it discusses changes in prac-
tice related to feedback provided
on QoL within the care homes.

(For views questions) Are the
views and experiences reported

Adult social care: improving people's experience (February 2018) 191 of 475
© NICE [2018]. All rights reserved. Subject to Notice of rights



https://www.nice.org.uk/terms-and-conditions#notice-of-rights

Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Is the sampling strategy rele-
vant to address the quantitative
research question (quantitative
aspect of the mixed-methods
question)?

Yes.

Is the sample representative of
the population under study?
No.

Results are based on a very small
sample, which the authors com-
ment was due to the difficulties re-
cruiting and retaining homes to the
research. Attrition rate was 16%
(one care home was removed
from the study at Time 2). The two
residential care homes only ac-
cepted female residents (85% of
the total sample was female). This
made the sample unusual.

Are measurements appropriate
(clear origin, or validity known,
or standard instrument)?

Yes.

Measures are taken from the vali-
dated ASCOT toolkit.

Is there an acceptable response
rate (60% or above)?

Partly.

The authors state the response
rates are acceptable. However,

relevant to the guideline?

Partly.

There are NO direct quotes pro-
vided from the residents but the
staff reflections of the ASCOT
toolkit and how this changed prac-
tice are relevant for this review.

Does the study have a UK per-
spective?

Yes.

Study of two residential care
homes in England.
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

they varied from 23% in one of the
nursing homes to 54% in one of
the residential care homes. Addi-
tionally, attrition rate was 16% and
one care home was removed from
the study at Time 2.

62. Trappes-Lomax T and Hawton A (2012) The user voice: older people's experiences of reablement and rehabilitation. Journal of Inte-

grated Care 20, 181-194

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

Semi-structured face-to-face inter-
views in 2002/3, with 42 partici-
pants (mean age 81.4 years) us-
ing interpretative phenomenologi-
cal analysis (IPA).

Is a qualitative approach appro-
priate?
Appropriate.

Is the study clear in what it
seeks to do?

Clear.

The interview schedule focused
on the three main stages of the re-
habilitative pathway: ‘Going There’

How well was the data collec-
tion carried out?

Appropriately.

Those agreeing to take part were
contacted by telephone to arrange
a mutually convenient time and
place for interview. Three partici-
pants were interviewed in residen-
tial care, one in an acute hospital
during a planned admission. In to-
tal, 38 were interviewed at home,
six with a spouse or other family
carer. Participants were reminded
of the aim of the study and not
pressured to be involved, while
given the option to withdraw at
their discretion with no effect on
their entitlement to services. All
provided signed consent forms.

Does the study’s research
question match the review
question?

Yes.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

Ethical approval was granted by
the North and East Devon Local
Research Ethics Committee.

Were service users involved in
the study?
Yes.

As far as can be ascertained
from the paper, how well was

the study conducted?
++

Overall assessment of external
validity
++

Overall score
++

Adult social care: improving people's experience (February 2018) 193 of 475
© NICE [2018]. All rights reserved. Subject to Notice of rights



https://www.nice.org.uk/terms-and-conditions#notice-of-rights

Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

(reason for/experiences of admis-
sion, expectations of care); ‘Being
There’ (perceptions of the setting,
experiences of care); and ‘Leaving
There’ (experiences of discharge,
formal and informal support once
back at home).

How defensible/rigorous is the
research design/methodology?
Defensible.

Is the context clearly de-
scribed?
Clear.

Was the sampling carried out in
an appropriate way?
Appropriate.

All participants in the previous trial
(n=206) had been patients in one
of ten community hospitals. All re-
ceived initial rehabilitation input in
the community hospitals. They
had then been discharged either
straight home (the control group)
or to one of several L/A short-term
residential rehabilitation units (the
intervention group). In total, 64 of
these original participants were
confirmed by GPs to be well
enough to be approached again.

Are the data ‘rich’?

Rich.

Narrative is full of rich quotes from
users where contexts of the data
are clearly described.

Is the analysis reliable?
Reliable.

Data was analysed using IPA, as
recommended for relatively large
samples (Smith et al. 1999). This
is based on systematic analysis of
common themes arising from the
transcripts. A provisional coding
framework was developed by the
researchers, working jointly on
data from the first interview and
separately for three more. Carer
transcripts were coded separately.
The coding was checked in two
stages by an independent IPA re-
searcher and a research psy-
chologist. The last stage involved
sending interviewees a summary
of results and asking for feedback
on this. Seven replies were re-
ceived, which provided further de-
tail on individual experiences, but
none conflicted with the feedback.

Are the findings convincing?
Convincing.

Is there a clear focus on the
guideline topic?

Yes.

User views about reablement and
rehab.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Is the study setting the same as
at least one of the settings cov-

ered by the guideline?

Yes.

Rehabilitation services in commu-

nity hospitals, local authority short-
term residential units and people's
own home.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Views of people in rehabilitation
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

In total, 42 (65%) responded to
written invitations to take part in
the follow-up qualitative study.

Were the methods reliable?
Reliable.

Findings clearly and coherently
presented.

Are the conclusions adequate?
Adequate

Authors state that findings mirror
other studies of user experience
and related evidence about as-
sessment, institutionalisation and
psychological factors.

services in community hospitals
and local authority short-term resi-
dential units as well as people's
own homes.

Does the study have a UK per-
spective?
Yes.

63. Turnpenny A, Caiels J, Whelton B et al. (2016) Developing an easy read version of the adult social care outcomes toolkit (ascot).
Journal of Applied Research in Intellectual Disabilities, Advance online publication. doi: 10.1111/jar.12294

Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Methodology

Mixed methods

The study combined survey devel-
opment and pre-testing methods
with approaches to create acces-
sible information for people with
intellectual disabilities. A working
group assisted researchers in
identifying appropriate question
formats, pictures and wording.

Is the mixed-methods research
design relevant to address the
qualitative and quantitative re-

Qualitative comp 1

Which component?

Eight focus groups with a total of
32 participants with an intellectual
disability and/or autism were con-
ducted to gain feedback on the
first revision of the ASCOT-ER.
Each focus group tested two or
three domains — using the ap-
proach described in the Methods
section — and each domain was
tested at least twice in different fo-
CUs groups.

Does the study’s research
question match the review
question?

Yes.

RQ4 is about testing and evaluat-
ing the effectiveness of tools to
support, with the collection of
views and experiences of people
using, adult social care services.
This paper reports on the process
of adapting and improving the AS-
COT tool for use by people with
intellectual disabilities and autism.

Overall assessment of internal
validity
+

Overall assessment of external
validity
+

Overall validity score
+
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

search questions (or objec-
tives), or the qualitative and
quantitative aspects of the
mixed-methods question?
Yes.

Is the integration of qualitative
and quantitative data (or re-
sults) relevant to address the
research question?

Yes.

Is appropriate consideration
given to the limitations associ-
ated with this integration, such
as the divergence of qualitative
and quantitative data (or re-
sults)?

No.

This is not mentioned within the
analysis. The results of the quali-
tative and quantitative sections
are dealt with separately.

Are the sources of qualitative
data (archives, documents, in-
formants, observations) rele-
vant to address the research
question?

Yes.

Is the process for analysing
qualitative data relevant to ad-
dress the research question?
Yes.

Working group and focus group
discussions were summarised in
detail after each meeting. Notes
were thematically analysed to
check for misunderstandings, in-
consistent interpretations, concept
coverage and adequacy of im-
ages. The findings from these
were incorporated into the revi-
sions of the questionnaire.

Is appropriate consideration
given to how findings relate to
the context, such as the setting,
in which the data were col-
lected?

No.

No details given about this.

Has the study dealt appropri-
ately with any ethical concerns?
Partly.

The study received ethical clear-
ance. However, it is reported lev-
els of needs and abilities of re-
spondents were mixed (some of
them lived independently with min-
imal help, and others had more
support. Two people were unable
to read) and this factor does not
seem to have been explicitly taken
into account in either the methods
of working with the participants or
in the tools used.

Were service users involved in
the study?

Yes.

People with intellectual disabilities
or autism using social care ser-
vices.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.
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Internal validity — approach and | Internal validity — performance | External validity Overall validity rating
sample and analysis

Is appropriate consideration Is the study setting the same as
given to how findings relate to at least one of the settings cov-
researchers' influence, for ex- ered by the guideline?

ample, through their interac- Yes.

tions with participants?

Yes. Does the study relate to at least
Interviewers’ contributions can one of the activities covered by
shape interviews by providing the guideline?

confirmation, functional remarks, Yes.
expansive probes and feedback,
and keep respondents motivated. | (For effectiveness questions)
Are the study outcomes rele-
vant to the guideline?

Yes.

Does the study have a UK per-
spective?
Yes.

64. Valdeep G, Husain F, Vowden K (2014) Satisfaction with social care services among Black and Minority ethnic populations: exploring
satisfaction with adult social care services amongst Pakistani, Bangladeshi and white British people. London: National Centre for Social
Research

Internal validity - approach and | Internal validity - performance External validity. Overall validity rating.
sample. and analysis.
Methodology How well was the data collec- Does the study’s research As far as can be ascertained
Qualitative study tion carried out? question match the review from the paper, how well was
In-depth interviews and focus Somewhat appropriately. question? the study conducted?
groups designed to explore Initial sampling criteria included Yes. +
whether lower satisfaction was re- | specific local authority areas

(Newham, Redbridge, Birmingham

and Leeds); however, this was
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

lated to how social care is deliv-
ered to or received by BME
groups.

Is a qualitative approach appro-
priate?

Somewhat appropriate.

Yes but not grounded in any the-
ory. Purposeful sampling was con-
ducted.

Is the study clear in what it
seeks to do?

Clear.

The aims of the study are very
clear.

How defensible/rigorous is the
research design/methodology?
Defensible.

The methods used are very clearly
described and appropriate to ad-
dressing the research aims.

Is the context clearly de-
scribed?
Clear.

Was the sampling carried out in
an appropriate way?

later relaxed to include other ar-
eas within London. P19: During
recruitment, compromises in rela-
tion to some criteria (such as
area) and final numbers inter-
viewed had to be made. P20: The
intention had been to conduct two
phases of research: interviews
with service users and then follow-
up interviews with a relative. How-
ever, the authors say that after
finding that many of the initial ser-
vice interviews had been con-
ducted with relatives, it was de-
cided that the phase of interview-
ing relatives was not necessary.

Are the data ‘rich’?

Mixed.

A reasonable amount of direct
user views but also quite a lot of
quotes from relatives - this is prob-
ably because the authors say that
in cases where the service user
could not directly be interviewed,
the interview was carried out with
their relative.

Is the analysis reliable?
Reliable.
P23: The interviews were tran-

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

Prior to starting project work, an
application was made to the So-
cial Care Research Ethics Com-
mittee and approval was given.
Throughout the project the authors
maintained contact with the Social
Care REC to discuss ethical is-
sues that arose and to apply for
amendments, as needed. Addi-
tionally, all interviewers had en-
hanced Criminal Records Bureau
(CRB) clearance. The project was
carried out in accordance with ISO
20252.

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Overall assessment of external
validity
++

Overall score
+
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Somewhat appropriate.
Purposeful sampling was done.
The sample locations were se-
lected to capture variations in so-
cio-economic status and local and
regional differences in terms of
provision of social care. The re-
searchers chose areas with large
Pakistani and Bangladeshi com-
munities using data available from
the Office for National Statistics
and deliberately chose two areas
with a higher concentration of peo-
ple of Bangladeshi origin and two
with more people of Pakistani
origin.

Were the methods reliable?
Reliable.

scribed verbatim and analysed us-
ing the Framework method, devel-
oped by NatCen. Framework is a
qualitative data analysis method,
which uses a ‘matrix’ approach to
conduct theme and case-based
analysis. Using Framework, the
authors say they "adopted a com-
prehensive approach to the data
analysis ensuring systematic and
consistent treatment of every
piece of data collected to ensure
reliable and valid interpretation.”
The authors say that use of their
analytical framework meant the in-
terpretations were grounded in the
data "and not imposed by the re-
search team". There is no theoret-
ical basis stated for the sampling,
analysis or interpretations drawn.

Are the findings convincing?
Convincing.

Yes because the authors have
been very clear in attributing state-
ments and quotes to the different
groups interviewed so it is very
clear to see which ones relate di-
rectly to service users.

Are the conclusions adequate?
Somewhat adequate.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?
Yes.
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

In most instances it is clear how
conclusions link up to the findings
sections but this is not for all of the
conclusions.

65. Ward L and Banks L (2017) Older people’s experiences of sight loss in care homes. Brighton: Social Science and Policy Research

Centre

Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Methodology
Qualitative study

Is a qualitative approach appro-
priate? Appropriate.

Study aims to fill a gap on re-
search with older people with sight
loss in residential care homes by
giving a voice to people experi-
encing sight loss in residential
care.

Is the study clear in what it
seeks to do?
Clear.

How defensible/rigorous is the
research design/methodology?
Defensible.

Stratified, purposive sampling
methods were used to ensure a

How well was the data collec-
tion carried out?

Not sure / inadequately reported.
It was not clear what methods of
data collection were used. For ex-
ample any adaptions made for in-
dividual participants to assist in in-
terviews, where the interviews
were held, methods for obtaining
informed consent.

Are the data ‘rich’?
Rich.

Is the analysis reliable?
Reliable.

Experts by experience were in-
volved in the analysis and mean-
ings in the data.

Are the findings convincing?
Somewhat convincing.
Although barriers to good care

Does the study’s research
question match the review
question?

Yes.

The experiences of people with
sight loss of health and social care
were a priority for the guideline
committee.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

An experts by experience panel
considered any ethical dimensions
to the research.

Were service users involved in
the study?

Yes.

An experts by experience panel
was employed to oversee and de-
velop the interview questions and

As far as can be ascertained
from the paper, how well was

the study conducted?
+

Overall assessment of external
validity
++

Overall score
+
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

range of users’ views and experi-
ences were represented.

Was the sampling carried out in
an appropriate way?

Somewhat appropriate.

However, only care homes meet-
ing all standards in the most re-
cent assessment (307 care homes
and 363 nursing homes) were se-
lected (i.e. functioning well). How-
ever the aim of the research was
to identify good practice rather
than barriers to good care. All but
one of the care homes were in
London boroughs, this is out of
14503 registered care homes in
England. The majority of CQC in-
spections report either good or
needs improvement.

Were the methods reliable?
Reliable.

were identified, the care homes
were already selected for provid-
ing good quality care based on
CQC inspection report, so it is
may be that the whole range of
barriers to good care experienced
by older people in care homers
with sight loss are not identified
from this sample, hence the rec-
ommendations only really apply to
improving quality of care in al-
ready high performing care
homes.

Are the conclusions adequate?
Somewhat adequate.

any ethical dimensions to the re-
search. The panel was also in-
volved in interpreting the findings.
A project advisory group was also
brought together from stakehold-
ers from the sight loss and care
sectors.

Is there a clear focus on the
guideline topic?
Yes.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Study includes the direct views
and experiences of people using
social care services.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Residential care homes.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

Experiences of care and support
in residential care homes for peo-
ple with sight loss.
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Are the views and experiences
reported relevant to the guide-
line?

Yes.

Does the study have a UK per-
spective?
Yes.

66. Westwood S (2016) 'We see it as being heterosexualised, being put into a care home': gender, sexuality and housing/care prefer-
ences among older LGB individuals in the UK. Health & Social Care in the Community 24, e155-e163

Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Methodology

Qualitative study - Semi-structured
interviews.

Is a qualitative approach appro-
priate?

Appropriate.

The study seeks to explore in
depth the views of LGB people
about what they would prefer in
terms of adult social care residen-
tial provision that would meet their
needs, including a need to feel
safe. A qualitative approach is an
appropriate method for doing this.

Is the study clear in what it

How well was the data collec-
tion carried out?

Appropriately.

'Interviews were audio recorded
and then transcripts were pre-
pared for analysis. These were
sent to participants for verification
and/or corrections. The final ver-
sion, approved by each partici-
pant, was then used for analysis'.
(Page 156).

Are the data ‘rich’?
Rich.

Is the analysis reliable?
Somewhat reliable.
The analysis was carried out using

Does the study’s research
question match the review
question?

Partly.

The study deals with service user
preferences rather than service
user experience, since only 10 of
the 60 interviewees were currently
living in sheltered accommodation.
No information is given about
whether the remainder were using
any adult social care services.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

As far as can be ascertained
from the paper, how well was
the study conducted?

+

Overall assessment of external
validity

There is only limited relevance to
the service user experience of
adult social care services, as none
of the participants describe such
experiences. However, they do
provide their views about their
preferences for receiving adult so-
cial care in a residential setting,
and one of the options for this
would be residential provision by
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Internal validity - approach and

Internal validity - performance

External validity

Overall validity rating

The study has a clear aim, which
is to explore the views of LGB
people about how elderly residen-
tial provision could meet their
needs.

How defensible/rigorous is the
research design/methodology?
Somewhat defensible.

The use of semi-structured inter-
views was an appropriate method
for carrying out this study, as it al-
lowed for interviewer flexibility in
exploring the participants' opinions
and views. The study was self-se-
lecting, as recruitment was carried
out using online advertising, social
networks, opportunistic and snow-
ball sampling. Although for qualita-
tive research, representativeness
is not of primary importance, it is
worth noting that the sample does
seem particularly weighted in
some areas. Only 1 out of 60 par-
ticipants were non-white, the ma-
jority were described as being
'well educated and relatively afflu-
ent' (p156), and al- though this
was a study about preferences for
supported housing and care, only
1 in 6 of the participants was actu-
ally living in supported housing,

However, there is no mention of
the researcher's analysis being
checked by any other parties.

Are the findings convincing?
Convincing.

The findings are clearly presented
and coherent. There is no reason
to doubt this is a sound presenta-
tion of the data that emerged from
the interviews.

Are the conclusions adequate?
Somewhat adequate.

Despite some reservations about
sampling, the report does present
a useful picture of the concerns of
LGB people about going into resi-
dential care settings. It may have
benefited from having more voices
from LGB people with experience
of the care settings being consid-
ered, and greater diversity in the
ethnic and social backgrounds of
the interviewees.

sity. Ethical issues (researching
hidden populations, insider/out-
sider dynamics and anonymity in
sensitive research) were ad-
dressed in the Methodological
section of the final thesis (West-
wood 2014, pp.107-116) and
were also explored in Westwood
(2013)." (Page 156).

Were service users involved in
the study?

No.

Only as interviewees - no indica-
tion that they were involved in de-
signing, data collection or analy-
sis.

Is there a clear focus on the
guideline topic?

Partly.

Only 10 out of 60 interviewees are
described as being service users,
i.e. they live in sheltered accom-
modation. The remainder are ex-
pressing their preference for the
type of service (supported housing
provision) they would like if and
when they need it.

Is the study population the
same as at least one of the

sample and analysis
seeks to do? thematic approaches, which is ap- | 'The project was approved by the | adult social care services.
Clear. propriate to the methodology. Ethics Committee at Keele Univer-

Overall score
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

and interviewees may have had
little knowledge about supported
living arrangements.

Is the context clearly de-
scribed?

Not sure.

The study does not describe the
context in which the interviews
were carried out.

Was the sampling carried out in
an appropriate way?

Somewhat appropriate
'Participants were recruited via
online advertising, marketing via
social networks, opportunistic and
snowball sampling, i.e. word of
mouth recommendation, which
was of particular importance in ac-
cessing less networked individu-
als' (p156). This may have led to a
lack of representation of some
perspectives, e.g. the participants
are described as being all white
British except 1, and generally
well educated and affluent.

Were the methods reliable?
Reliable.

groups covered by the guide-
line?

Partly.

All participants in the study are
adults, and although the study
does not state whether they are
using adult social care services,
the research question concerns
their prospective use of residential
care services, either sheltered
housing or residential or nursing
care.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Partly.

There is no report in the study of
the maijority of participants cur-
rently using adult social care ser-
vices, as 50 of the 60 interviewees
are still living independently, and
the other 10 are living in sheltered
accommodation, which is a 'hous-
ing' provision not adult social care.
However, the settings of interest
for the study are residential set-
tings for elders, which can be pro-
vided by housing (sheltered hous-
ing), adult social care (residential
homes) or health (nursing care).
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Does the study relate to at least
one of the activities covered by
the guideline?

Partly.

The study does provide infor-
mation about what LGB service
users would wish if they entered
elderly residential care, and how it
could be ensured that the right
care was delivered to them so that
their social and emotional needs
and wellbeing were supported.
However, as the study does not
provide data of people's experi-
ences of using adult social care
services, only what their prefer-
ences would be if they were pro-
vided with these services, this
question is only partly met.

Are the views and experiences
reported relevant to the guide-
line?

Partly.

The study presents views about
what preferences would be in
terms of being provided with resi-
dential elderly care, by adult social
care and other service providers
(housing and health). There was
some presentation of participants'
experiences of living in sheltered
accommodation, and of the expe-
riences of people known to the
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

participants who had lived in resi-
dential care settings.

Does the study have a UK per-
spective?
Yes.

67. Williams V and Robinson C (2000) 'Tick this, tick that': The views of people with learning disabilities on their assessments. Journal of

Learning Disabilities 4(4), 293-305

Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Methodology

Qualitative study - This study con-
tains three points of data collec-
tion; however, note this is hard to
interpret because unclearly writ-
ten.

Point 1 titled ‘Individual planning’:
The research team met with 46
people with learning disabilities
who have individual programme
plans (IPPs) and are in receipt of
a day service. 25 people were
then interviewed following an IPP,
rather than a community care as-
sessment because the research-
ers wanted to investigate ‘how this

process contributed to their own

How well was the data collec-
tion carried out?
Somewhat appropriately.

The authors create accessible
guides to conduct interviews with
the participants; however, there is
no information about consent,
place of interview or rationale.

Are the data ‘rich’?
Not sure.

Not adequately reported.

Is the analysis reliable?
Not sure/not reported.

Does the study’s research
question match the review
question?

Yes.

Views and experiences of people
with learning disabilities of assess-
ment process - community care
assessment and the IPP.

Has the study dealt appropri-
ately with any ethical concerns?
No.

Not reported.

As far as can be ascertained
from the paper, how well was
the study conducted?

The authors do not note any limi-
tations in their paper. This poor (-)
quality study is using an outdated
assessment framework and legis-
lation, originally the NHS and
Community Care Act (1990), suc-
ceeded by the Care Act (2014).
Need to be mindful of interpreting
findings because the sample age
group is between 14 and 47, and
the authors do not distinguish be-
tween each participant when re-
porting. Compounding the lack of
information on participants, it is
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

choices and empowerment’
(p295).

Point 2 titled ‘method’: 51 families
were approached who had a per-
son with learning disabilities over
the age of 11. This was then re-
duced to 45 interviews being car-
ried out because one refused and
five were under the age of 11.

Point 3 titled ‘method’ and ‘one
year on’ in findings: The research
team then approached the original
45 interviewed for a follow-up ap-
proximately a year later to find out
the outcomes after their assess-
ment, but 6 responded and were
interviewed.

Is a qualitative approach appro-
priate?
Appropriate.

Provides an opportunity to gather
data about people with learning
disabilities’ direct experience of
their assessment through re-
searchers conducting qualitative
interviews.

Data not convincing due to lack of
information provided. Additionally,
the authors make a lot of state-
ments which are not adequately
supported by previous research,
such as: ‘People with learning dis-
abilities are constantly surrounded
by others who are judging them,
and their whole life can seem to
them like an educational journey,
with intermittent progress reports
sent to their parent’ (p298).

Are the findings convincing?
Not sure.

Not adequately reported.

Are the conclusions adequate?
Not sure.

Based on the lack of methodology
and analysis, findings are difficult
to interpret. Unsure of how au-
thors have interpreted the data.

Were service users involved in
the study?
No.

Not reported.

Is there a clear focus on the
guideline topic?
Yes.

Service user views — Adults with
learning disabilities.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Adults with learning disabilities.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Social care.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

Assessment process.

impossible to ascertain if findings
are representative geographically
and across the service users’ level
of need. The authors are not clear
about how each phase is reported
in findings, some participants are
only asked certain questions but
the amount of participants who re-
spond does not correlate with
number of interviews conducted.

Overall assessment of external
validity
+

Relevant findings to people with
learning disabilities’ view on their
assessments and the outcomes;
however, outdated legislation.

Overall score
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Is the study clear in what it
seeks to do?
Clear.

How defensible/rigorous is the
research design/methodology?
Not sure.

Not adequately reported.

Is the context clearly de-
scribed?

Not sure.
Not adequately reported.

Was the sampling carried out in
an appropriate way?
Not sure.

Not adequately reported.

Were the methods reliable?
Somewhat reliable.

One method of data collection -
qualitative interviews, over three
phases. The use of follow up a
year later is good; however, there
is no information about the meth-
odology or response rate. Out of
45 interviews conducted, 6 re-
sponded.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Views of those who are in receipt
of social care, having underwent
an assessment and are currently

supported through adults services.

Does the study have a UK per-
spective?
Yes.

UK.
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68. Willis P, Maegusuku-Hewett T, Raithby M et al. (2016) Swimming upstream: the provision of inclusive care to older lesbian, gay and
bisexual (LGB) adults in residential and nursing environments in Wales. Ageing and Society 36, 282-306

Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Methodology
Qualitative study

The study used 5 focus group in-
terviews with care and nursing
staff and managers, and individual
interviews with older LGB people.

Is a qualitative approach appro-
priate?

Appropriate.

Most appropriate method for as-
certaining the views and experi-
ences being sought.

Is the study clear in what it
seeks to do?

Clear.
The study sets out its aims clearly.

How defensible/rigorous is the
research design/methodology?
Defensible.

How well was the data collec-
tion carried out?

Appropriately.

Data collection was carried out by
conducting semi-structured inter-
views with the LGB people who
came forward, either with individu-
als or in 4 cases with couples. In-
terviews were between 1 and 3
hours long, average length 2
hours, and the resulting transcripts
were thematically coded. Three fo-
cus group interviews were con-
ducted with 14 care staff, and 2 fo-
cus groups were held with the 27
managers. The groups lasted 45—
90 minutes, and were co-facili-
tated by 2 members of the re-
search team.

Are the data ‘rich’?
Rich.

Is the analysis reliable?
Reliable.

Does the study’s research
question match the review
question?

Yes.

The study does consider what the
barriers are to LGB people being
provided with residential care,
which recognises and supports
their needs, and how this service
provision could be improved.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

"The project received ethical ap-
proval from the NHS Wales Na-
tional Research Ethics Service
(reference 11/WA/0217), local
R&D approval from Abertawe Bro
Morgannwg, Cardiff and Vale and
Betsi Cadwaladr University Health
Boards, and University ethics ap-
proval.' (Page 303).

Were service users involved in
the study?

As far as can be ascertained
from the paper, how well was

the study conducted?
++

A well conducted study that lays
out a convincing case in its initial
background statement for why this
is an important issue.

Overall assessment of external
validity
+

Although the prospective service
users who participated in the
study do not have experience of
the service about which they are
being interviewed, the study does
provide a lot of contextualising in-
formation, both in terms of the
views and experiences of the staff
and in terms of the findings from
other studies, so that the rele-
vance and applicability of their
views is demonstrated.
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Since the study did not include the
views and experiences of LGB
people living in residential care
settings, the interviews with focus
groups of staff and managers pro-
vided a context for the views and
concerns expressed by the LGB
participants in the study.

The study would have benefited
from including some voices of
LGB people actually living in resi-
dential care. However, given the
hetero normative environment de-
scribed in these places, it could
have been difficult to identify LGB
people resident in them who were
open about their sexual identity.
Though this could have added an-
other dimension to the study, it still
'works' by giving voice to what the
group of LGB people interviewed
would want from residential care,
and then juxtaposing that with
practitioners' descriptions of the
current situation in such accom-
modation.

Is the context clearly de-
scribed?

Clear.

The study reports that for service
user interviews "Transcripts were
thematically coded in NVivo using
an interpretative phenomenologi-
cal framework whereby the focus
was on the participant’s under-
standing of their social world,
identities and expectations of fu-
ture care. During the analysis we
were mindful of not obscuring at-
tention to the heterogeneity of
older LGB people’s lives — we do
not want to convey an artificial im-
age of participants’ lives as follow-
ing uniform trajectories and ne-
glect differences on the basis of
other social identities such as age,
gender and ability' (pp.289-90).
NVivo was also used to analyse
the transcripts of the focus group
interviews with practitioners, and
the study describes how themes
emerged from the interviews, with
team members checking each oth-
er's analysis.

Are the findings convincing?
Convincing.

The findings are clearly presented,
coherent and plausible.

Yes.

Is there a clear focus on the
guideline topic?

Partly.

Although it deals with adult social
care residential provision for older
people, it does presents service
user preferences rather than ex-
periences, as none of the LGB in-
terviewees was living in residential
care.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Partly.

The study population includes
adults who are prospective rather
than actual users of adult social
care services. The study popula-
tion also includes care staff and
managers.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Overall score
+
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

The report starts with a thorough
discussion of the social and re-
search context in which the study
took place. The context for the
service user interviews was their
own homes. The context for the
focus groups with practitioners
and managers is not described,
although the focus groups with
managers are described as dove-
tailing with a regional networking
event, meaning greater numbers
of managers could attend.

Was the sampling carried out in
an appropriate way?

Somewhat appropriate.

LGB adults interviewed were re-
cruited using purposive and snow-
balling methods, i.e. they were
self-selecting. The authors state
that as there is no census data
about the numbers of LGB people
in the UK, a representative sample
would be impossible to achieve.
However, this does mean that cer-
tain voices or perspectives could
be absent, most notably, since all
interviewees are white, BME
voices.

Are the conclusions adequate?
Somewhat adequate.

The conclusions clearly relate to
the data and the analysis carried
out on it. However, for the pur-
poses of the guideline it would
have been preferable to include
some views from LGB people that
related actual experiences of us-
ing adult social care services.

The settings under consideration
are adult social care residential
homes for older people.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

The study includes the views of
prospective service users with the
aim of ensuring that the right care
is delivered to them.

Are the views and experiences
reported relevant to the guide-
line?

Yes.

The study includes the views of
LGB people who do not have ex-
perience of adult social care provi-
sion, and the views and experi-

ences of staff and managers who
do.

Does the study have a UK per-
spective?

Yes.
Wales.
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Were the methods reliable?
Reliable.

No reason to doubt the reliability
of the methods used.

69. Willis R, Evandrou M, Pathak P et al. (2016) Problems with measuring satisfaction with social care. Health & Social Care in the Com-

munity 24, 587-595

Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

Methodology
Qualitative study

In-depth individual interviews with
adult service users and informal
carers from white British and
South Asian ethnic groups in three
Local Authority regions.

Is a qualitative approach appro-
priate?

Appropriate way of finding out in-
depth information about survey re-
sponses.

Is the study clear in what it
seeks to do?
Clear.

How well was the data collec-
tion carried out?

Somewhat appropriately.

The study provides quite a lot of
information to indicate that data
was collected appropriately: inter-
views were conducted in 3 lan-
guages according to participants’
preferences, using semi-struc-
tured interviews with mostly open-
ended questions, apart from one
closed-ended question about sat-
isfaction ratings. However, the re-
port does not provide information
about questions asked other than
the satisfaction question, and
does not state where interviews
were carried out.

Are the data ‘rich’?

Does the study’s research
question match the review
question?

Yes.

The study concerns the way user
satisfaction is measured, and in
particular whether user satisfac-
tion surveys are an adequate way
of measuring user satisfaction.

Has the study dealt appropri-
ately with any ethical concerns?
No.

Given the study was funded by
NIHR, it is highly unlikely that
there was no ethical clearance,
but there is no discussion in the
paper of ethical issues or clear-
ance.

As far as can be ascertained
from the paper, how well was

the study conducted?
+

No information provided gives
cause for concern about the way
the study was conducted. How-
ever, there are areas in which
more information could have been
provided, e.g. where and how the
interviews were carried out, what
was actually asked of participants,
more detailed comparison of re-
sponses from the 2 ethnic groups
in the study.

Overall assessment of external
validity
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

How defensible/rigorous is the
research design/methodology?
Defensible.

Is the context clearly de-
scribed?

Unclear.

The study does provide the social
and research context in which the
study was carried out. However, it
provides no information about the
context or setting in which the in-
terviews which provide the data
for the study were carried out.

Was the sampling carried out in
an appropriate way?
Appropriate.

The researchers used purposive
and snowballing sampling meth-
ods to recruit participants from the
2 ethnic groups in the study. 'Ser-
vice users and carers were re-
cruited through several means.
First, invitation letters were posted
by Local Authority Social Services
departments to service users and
carers. Second, gatekeepers of in-
terest groups were approached for
advice on how to recruit partici-
pants. Permission was given for
the research team to visit temples,
mosques, churches, carer groups,

Mixed.

The study presents rich data to il-
lustrate their findings that user sat-
isfaction survey do not adequately
convey the experiences of people
using adult social care services,
e.g. how they may be satisfied
with some aspects of the service
received but not others. However,
very little rich data is provided to il-
lustrate the other matter under
consideration, whether there are
differences in satisfaction between
South East Asian and white British
service user satisfaction ratings.

Is the analysis reliable?
Reliable.

‘Data were analysed using the-
matic analysis (Braun & Clarke
2006) and the principles of open
coding, constant comparison, neg-
ative case analysis and memo
writing (Mason 2002). In addition,
some a priori codes derived from
the literature review were used.
Data were not forced into these a
priori codes; instead, they were
used as reminders to look for in-
stances of theoretical importance
in the data. The NVivo 10 software
program was used to facilitate
data storage, categorisation and

Were service users involved in
the study?

No.

Only as interviewees, not involved
in designing, carrying out or ana-
lysing the study.

Is there a clear focus on the
guideline topic?

Yes.

The main focus of the study is
user satisfaction, in 2 domains: a
comparison between a BME group
of service users and a white Brit-
ish group; and interviews about
what it is that people who use
adult social care services are sat-
isfied and dissatisfied with about
the services, and hence what
does not get captured by survey
questionnaires.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

The participants include 46 people
who use adult social care ser-
vices, as well as 36 carers.

+

A useful exploration of the views
and experiences of people who
use adult social care services, in
terms of satisfaction with the ser-
vices, which highlights the im-
portant data, which is not captured
by user satisfaction surveys.
Study also compares the experi-
ences of majority and minority eth-
nic groups. However, it is quite a
short study, so does not present a
wealth of data, and does not pro-
vide details about how ethical is-
sues were dealt with.

Overall score
+
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Internal validity — approach and
sample

Internal validity — performance
and analysis

External validity

Overall validity rating

social groups, etc. in order to in-
troduce the project to potential
participants. Finally, people who
had taken part in the study were
asked if they would mind passing
on the researchers’ details to their
friends and family members'
(p591).

4.3 Were the methods reliable?
Reliable.

retrieval. Two coders inde-
pendently coded the transcripts,
and compared their coding. Codes
and themes were developed
through discussion with the project
team, and checked by returning to
the transcripts’ (Authors, p591).

Are the findings convincing?
Convincing.

Are the conclusions adequate?
Adequate.

The conclusions seem clearly
linked to the data from the partici-
pants.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

‘Services used included domicili-
ary care, residential care, day cen
tres and carers’ groups, among
others' (p591).

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

The study relates to the views of
people who use adult social care
services and of carers relating to
what parts of the service they are
satisfied and dissatisfied with.

(For views questions) Are the
views and experiences reported
relevant to the guideline?

Yes.

Does the study have a UK per-
spective?

Yes.

Hampshire, Portsmouth and
Southampton.
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70. Willis R, Khambhaita P, Pathak P et al. (2016) Satisfaction with social care services among South Asian and White British older peo-
ple: the need to understand the system. Ageing and Society 36, 1364—-1387

Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Methodology
Qualitative study

Is a qualitative approach appro-
priate?

Appropriate.

Appropriate way for studying
views and experiences of 2 differ-
ent ethnic groups.

Is the study clear in what it
seeks to do? Clear.

How defensible/rigorous is the
research design/methodology?
Defensible.

Methods appropriate to research

requirements.

Is the context clearly de-
scribed?

Clear.

'Interviews were carried out at a
place and time convenient to the
participant, e.g. the participant’s
own home, their day centre or the
university' (p1369).

Was the sampling carried out in

How well was the data collec-
tion carried out?

Appropriately.

Interviews carried out by 2 re-
searchers, of whom 1 was British
Indian and 1 was white Irish. The
British Indian interviewer was able
to conduct interviews in Hindi and
Guijarati, and both interviewers
conducted interviews in English.

As both interviewers were female,
gender matching with male partici-
pants was not possible. The advi-
sory panel helped develop the
topic guides for the interviews,
which were piloted before being fi-
nalised, and were designed not to
include implicit assumptions about
South Asian participants having
worse experiences of adult social
care.

Are the data ‘rich’?
Rich.

Is the analysis reliable?
Reliable.

NVivo software was used to assist
with the process of coding the in-
terview transcripts. "Two members

Does the study’s research
question match the review
question?

Yes.

Appropriate way to collect and
compare views and experiences
of adult social care services, and
explore the reasons for satisfac-
tion or dissatisfaction with these
services.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

'Ethical approval was granted by
the Social Care Research Ethics
Committee and the University of
Southampton Research Ethics
Committee, and research govern-
ance approval was granted by the
three Local Authorities in the study
area'. (Page 1368).

Were service users involved in
the study?

No.

Only as interviewees, not involved
in designing, carrying out or ana-
lysing the study, or in making rec-
ommendations.

As far as can be ascertained
from the paper, how well was

the study conducted?
++

Overall assessment of external
validity
++

Overall score
+
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

an appropriate way?
Appropriate.

'Recruitment packs were trans-
lated into relevant South Asian
languages (Hindi, Gujarati, Ben-
gali). Local authorities posted re-
cruitment packs directly to existing
service users. Researchers pro-
moted the project at organised
groups, e.g. day centres, lunch
clubs, social clubs, temples and
churches. The research fellow vol-
unteered at a culturally specific
carers’ group. An information stall
was held at the Southampton
Mela, an Asian arts festival, and
another at a pre-Christmas arts
and crafts fair. Two of the re-
search team speak a range of
South Asian languages, which
helped facilitate recruitment
events. Posters advertising the
project were placed in shops, li-
braries, GP surgeries and phar-
macies. Finally, the snowballing
technique was used, where partic-
ipants were asked to suggest
members of their social network
as potential participants' (p1368).
The result was a sample from a
variety of religions and no reli-
gions, with a wide variety of ages
and with a variety of medical con-

of the research team coded the in-
terviews, held coding meetings
and revised the coding strategy.
After coding, themes were pro-
posed and tested in the data.
Analysis meetings with the whole
research team refined the themes,
and the team collaborated in writ-
ing up the findings. Themes were
discarded if they did not have
enough evidence to support them.
Other themes were strengthened
and amended through the process
of exploring the data, and discus-
sion within the team' (p1370).

Are the findings convincing?
Convincing.

The findings are clearly presented,
and are coherent and consistent,
including extracts from the data to
support findings and conclusions.

Are the conclusions adequate?
Adequate.

The conclusions are clearly linked
to the evidence presented and the
analysis.

Is there a clear focus on the
guideline topic?

Yes.

The study deals with the experi-
ences of 2 groups of service users
of different ethnicities.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Forty-six service users and 36 car-
ers.

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

'Participants used the following
services provided by or funded
through the local authority: day
centres, lunch clubs, domiciliary
care, meals-on-wheels, care
homes, respite care, received di-
rect payments, had an adaptation
made to their home, and culturally
specific day centres, lunch clubs
and carers’ groups. Many of the
South Asian participants used cul-
turally specific services but some
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

ditions and disabilities, using a va-
riety of different adult social care
services.

Were the methods reliable?
Reliable.

No reason to doubt the reliability
of the methods used.

also used mainstream services'
(p1368).

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

The study deals with the aspects
of adult social care services that
are valued by people being pro-
vided with the service, as well as
the views of people using the ser-
vices and their carers about being
provided with the right care.

Are the views and experiences
reported relevant to the guide-
line?

Yes.

Does the study have a UK per-
spective?

Yes.

Hampshire, Portsmouth and
Southampton.

71. Wilson CB and Davies S (2009) Developing relationships in long term care environments: the contribution of staff. Journal of clinical

nursing 18, 1746-55
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

Methodology

Qualitative study

"The study employed a construc-
tivist design where the different
perspectives held by participants
were explored and shared to de-
velop a joint construction of how
relationships influenced their ex-
periences' (p1746).

Is a qualitative approach ap-
propriate?

Appropriate.

‘“This paper draws from a study
that adopted a constructivist ap-
proach (Guba & Lincoln 1989) to
explore relationships in care
homes from the perspective of
residents, families and staff. A
constructivist approach was rele-
vant in the context of this study,
since it assumes that each par-
ticipant may hold a different per-
spective on their relationships,
influenced by the time, the con-
text and by others with whom
they share relationships. In a
constructivist inquiry, the interac-
tion between the researcher and
participants shapes what
emerges from the investigation
and knowledge is then created

How well was the data collec-
tion carried out?
Appropriately.

‘Data were collected over two
years between 2003-2005
across three care homes using
participant observation, inter-
views with residents, families
and staff and focus groups. As
the interaction between the re-
searcher and participant was a
major part of this study, data col-
lection was carried out by one
researcher for consistency. Par-
ticipant observation was under-
taken on different days at differ-
ent times within each home in
time slots between 4-12 hours
each day. Being a participant in
the home included being in-
volved in activities such as help-
ing residents at meal times, hav-
ing conversations with residents
and participating in care rou-
tines. The range of activities sup-
ported the triangulation of data
sources and credibility of the
study. During these periods of
observation, field notes were
tape recorded verbally and then
transcribed verbatim within the
next 24 hours during which time
simultaneous notes were made

Does the study’s research
question match the review
question?

Partly.

The aim of this study was to con-
sider how relationships in care
homes influence the experience
of older people, their families
and staff.

Has the study dealt appropri-
ately with any ethical con-
cerns?

Yes.

Seeking informed consent was
an on-going process and con-
sent was continuously negoti-
ated through strategies such as
obtaining verbal consent prior to
each visit as well as seeking
written consent at various times
such as before a taped interview.
As the study progressed, people
who seemed to hold differing
views were also invited to be in-
volved to ensure a breadth of
views within each home. This
study was reviewed by a local
Research Ethics Committee and
organisational approval was
granted by the local Primary
Care Trust.

As far as can be ascertained
from the paper, how well was

the study conducted?
+

Overall assessment of exter-

nal validity
+

Overall score
+
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

jointly through this interaction
(Rodwell 1998)'.

Is the study clear in what it
seeks to do?
Clear.

How defensible/rigorous is the
research design/methodol-
ogy?

Defensible.

Participant observation and inter-
views enabled a hermeneutic cir-
cle* to be created between resi-
dents, families and staff. Data
collection and analysis were con-
ducted in parallel using a con-
stant comparative method. Fo-
cus groups: Care home 1 =2
with residents; Care home 2= 1
with families; Care home 3 = 1
with residents Interviews with
residents - 16 across all care
homes Participant observation
(hours) = 156 across all care
homes Interviews with staff = 25
Interviews with families = 18
*Theory of interpretation and un-
derstanding that no observation
or description is free from the ef-
fects of the observer's experi-
ences, pre-suppositions, and
projections of his or her personal

in a reflexive diary. Interviews
were used to support the herme-
neutic process of developing
shared meanings between the
participants and the researcher
(Guba & Lincoln 1989). This was
achieved through semi-struc-
tured interviews that were prear-
ranged, tape-recorded and tran-
scribed. Following each inter-
view, a reflexive diary was used
to document thoughts and obser-
vations about this process and
the data that emerged, enabling
the researcher to feed back
thoughts and observations to
participants as the research pro-
gressed, ensuring conformability
of the study (Lincoln and Guba
1985)" (p1749).

Are the data ‘rich’?
Rich.

Is the analysis reliable?
Reliable.

As data were collected, and tran-
scription and coding were under-
taken in parallel within each care
home. Units of meaning were
sorted into categories for each
home. On completion of data

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?

Partly.

The focus of the study is on the
development of relationships in
care homes and the impact that
this has on experiences.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

Older people.

Is the study setting the same
as at least one of the settings
covered by the guideline?
Yes.

Care home setting.

Does the study relate to at
least one of the activities cov-
ered by the guideline?

Yes.

(For views questions) Are the
views and experiences re-
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Internal validity - approach and
sample.

Internal validity - performance
and analysis.

External validity.

Overall validity rating.

values and expectations. Herme-
neutic is Greek for interpreter.

Is the context clearly de-
scribed?
Unclear

Was the sampling carried out
in an appropriate way?
Appropriate

"Three care homes were chosen
to reflect variations in size, loca-
tion and residents. Purposive
sampling was undertaken within
homes to ensure that partici-
pants were able to illuminate the
research question (Stake 2000)".

Were the methods reliable?
Reliable.

collection, the final stage of ill-
ing in patterns’ included search-
ing for convergent and divergent
opinion, seeking explanation for
these discrepancies. This pro-
cess was recorded in a method-
ological log to capture decisions
as the research design emerged,
providing an audit trail to ensure
dependability (Lincoln and Guba
1985) (p1749).

Are the findings convincing?
Convincing

Are the conclusions adequate?
Adequate

This study progresses our under-
standing of the development of re-
lationships between staff, resi-
dents and families in care homes
by considering how the staff may
support or constrain these rela-
tionships through their approach
to care delivery.

ported relevant to the guide-
line?
Yes.

Does the study have a UK per-
spective?
Yes.

72. Yeung EYW, Partridge M, Irvine F (2016) Satisfaction with social care: the experiences of people from Chinese backgrounds with
physical disabilities. Health & Social Care in the Community 24, e144—e154
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

Methodology

Qualitative study - Individual inter-
views with 26 people from Chi-
nese backgrounds with physical
disabilities aged 18—70 who use
adult social care services, fol-
lowed up by focus group inter-
views with the same individuals in
3 groups.

Is a qualitative approach appro-
priate?

Appropriate.

The aim of the study was to record
the views and experiences of a
particular minority group of adult
social care service users, so the
qualitative approach was the ap-
propriate method for doing this.

Is the study clear in what it
seeks to do? Clear.

The study has a clear focus - find-
ing out whether the experience of
Chinese adult social care service
users reflects the lower satisfac-
tion levels of BME users of these
services, and to hear the voices of
Chinese people with physical disa-
bilities and impairments using
these services.

How defensible/rigorous is the

How well was the data collec-
tion carried out?

Appropriately.

The interviews were carried out by
2 bilingual and 1 English-speaking
researchers using a topic guide
with a series of open-ended ques-
tions to guide the interviews.

The researchers describe the pro-
cess of the interviews: 'We began
the interviews with questions such
as: ‘what is your experience of so-
cial care?’ and ‘how did you first
come into contact with social
care?’ These open-ended ques-
tions provided room for partici-
pants to freely articulate their ex-
periences. The interviews lasted
between 30 and 80 minutes and
took place either in Chinese com-
munity centres or participants’
homes [...] We stopped recruiting
participants once data saturation
had been reached. Interviews
were carried out in the preferred
language of participants' (page
146). After initial data analysis, all
participants were invited to take
part in focus group to discuss ini-
tial findings. As a result, 14 partici-
pants took part in 3 focus group, 2
in Cantonese and 1 in English.
Researchers state that these

Does the study’s research
question match the review
question?

Yes.

The study is very relevant to the
review question, as it deals with
the service user experience of
adult social care service users
from the Chinese community.

Has the study dealt appropri-
ately with any ethical concerns?
Yes.

'Ethics approval was obtained
from the National Social Care Re-
search Ethics Committee and in-
formed consent was sought before
data collection commenced. Pseu-
donyms were used in this paper to
protect participants’ identity' (page
145). The researchers further re-
port that 'We did not encounter
any major ethical dilemmas
throughout the research process.
However, a number of participants
appeared to be emotionally upset
when they talked about their expe-
riences of living with a physical
disability, and the demand placed
on their families to look after them.
When participants showed signs
of distress, we offered them the
option to take a break, have the

As far as can be ascertained
from the paper, how well was

the study conducted?
++

Overall assessment of external
validity
++

Overall score
++
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

research design/methodology?
Defensible. The study began with
semi-structured individual inter-
views with Chinese people who
use adult social care services, and
then took the findings from these
interviews to focus groups so that
the researchers' interpretation of
them could be validated and clari-
fied. The sample was recruited by
sending recruitment material to all
local authority adult social care
teams and distributing leaflets and
posters to Chinese community
centres and supermarkets in ma-
jor cities. Most recruits came via
the Chinese community centres,
with some recruits contacting the
research team directly.

Is the context clearly de-
scribed?

Clear.

The individual interviews were car-
ried out in participants' homes and
in Chinese community centres,
and the focus groups were held in
Chinese community centres. The
researchers state that 'Contextual
information that could not be rec-
orded in the interviews and focus
groups was captured in our field
notes' (p146), although the report

groups 'helped to verify our inter-
pretation and generate new under-
standing of their experiences'
(p146).

Are the data ‘rich’?
Rich.

Is the analysis reliable?
Reliable.

The researchers have ensured
they accurately captured what par-
ticipants were saying by inviting
the participants to attend focus
groups where the researchers' ini-
tial analysis of the individual inter-
views could be discussed. The in-
terviews and focus groups were
recorded and transcribed, with
data analysis being carried out in
the language used in the original
interview, to ensure that meaning
was not lost in translation. The-
matic analysis of the interviews
used the words that were used in
the interviews in coding them. The
bilingual researchers then trans-
lated Chinese codes and themes,
with constant reference to source
material to ensure accurate repre-
sentation.

Are the findings convincing?
Convincing.

interview re-scheduled or with-
draw from the study. All partici-
pants chose to continue the inter-
view as they felt that it was im-
portant to have their experiences
shared and voices heard. Partici-
pants were given information
about bilingual counselling ser-
vices should they wish to seek
support from them' (p146).

Were service users involved in
the study?
Yes.

Is there a clear focus on the
guideline topic?

Yes.

The study deals with adult social
care service user experience of
the Chinese community.

Is the study population the
same as at least one of the
groups covered by the guide-
line?

Yes.

All the interviewees were people
using adult social care services
because of a physical disability or
impairment.

Adult social care: improving people's experience (February 2018) 222 of 475
© NICE [2018]. All rights reserved. Subject to Notice of rights



https://www.nice.org.uk/terms-and-conditions#notice-of-rights

Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

does not supply field note infor-
mation.

Was the sampling carried out in
an appropriate way?
Appropriate.

The study used purposive sam-
pling to recruit participants, which
is not problematic since this is a
qualitative study and need not be
representative of Chinese people
using adult social care services in
general so long as views about
the experience of using these ser-
vices is captured. They recruited
participants by contacting all local
authority adult social care teams,
and sending leaflets and posters
to Chinese community centres
and supermarkets in major cities.
Some participants contacted the
research team directly - the study
does not state how these partici-
pants had become aware of the
study, but presumably it was
through seeing promotion materi-
als or word of mouth.

Were the methods reliable?
Reliable.

There is no reason to consider the
methods as being unreliable.

There is no reason to doubt that
the researchers have presented a
convincing and accurate depiction
of the experiences of Chinese
people using adult social care ser-
vices.

Are the conclusions adequate?
Adequate.

The study concludes that 'experi-
ences of social care among peo-
ple from Chinese backgrounds are
influenced by structural and cul-
tural factors. It is an on-going
struggle especially for those who
are not proficient in English, to ne-
gotiate access and organisation of
their social care. The findings
clearly show that many partici-
pants remain confused about the
organisation of social care and
they can be easily lost in the sys-
tem' (p152). It suggests that social
care services need to be better in-
formed about the tensions be-
tween reluctance to accept out-
side support and the demands
that caring places on family net-
works. They should also be aware
of the Chinese community's reluc-
tance to complain when a per-
son's social care needs are not
being adequately met. The report

Is the study setting the same as
at least one of the settings cov-
ered by the guideline?

Yes.

Twenty-three participants were liv-
ing at home and 3 were living in
residential care. Eight were receiv-
ing day centre care, 12 domiciliary
care, with 1 receiving both, 1 get-
ting home care and 1 waiting to be
assessed.

Does the study relate to at least
one of the activities covered by
the guideline?

Yes.

The study deals with the views of
people receiving social care ser-
vices on how well the services
meet their needs and support their
wellbeing.

Are the views and experiences

reported relevant to the guide-

line?

Yes.

The study solely concerns the ex-
periences of a particular group of
adult social care services users.

Does the study have a UK per-
spective?
Yes.
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Internal validity - approach and
sample

Internal validity - performance
and analysis

External validity

Overall validity rating

suggests developing a 'clear com-
munication strategy that takes ac-
count of the verbal and written lan-
guages used by the diverse set of
Chinese communities in England'
(p152), e.g. by working collabora-
tively with Chinese welfare organi-
sations to address cultural and lin-
guistic needs and ensure fair ac-
cess and treatment.

It presents the views of members
of the Chinese community living in
the UK.
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Findings tables

Review question 1: Which aspects of the experience of using adult social care services are positive or valued by people who use ser-
vices?

Review question 2: For people who use adult social care services, what are the barriers related to improving their experience of care?
Review question 3: For people who use adult social care services, what would help improve their experience of care?

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

Adult social care: improving people's experience (February 2018) 225 of 475
© NICE [2018]. All rights reserved. Subject to Notice of rights


https://www.nice.org.uk/terms-and-conditions#notice-of-rights

1. Abbott D, Ottaway H, Gosling J et al. (2017) Lesbian, gay, bisexual and transgender, queer and intersex (LGBTQI+) disabled people
and self-directed social care support. Bristol: University of Bristol
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Study aim

The study aims were
to:

'‘Understand more
about the specific so-
cial care needs of
LGBTQI+ disabled
People and how they
are, or could be, sup-
ported by adult social
care professionals
through self-directed
social care.

* Improve social care
professionals’ under-
standing of and ap-
proaches to the social
care needs of
LGBTQI+ Disabled
People, thereby im-
proving outcomes for
service users.

+ Gain insight from
support workers and
personal assistants
(PAs) of potentially
helpful and empower-
ing ways of supporting
and interacting with

Participants
People receiving social care

Sample characteristics

» Sex

53% identified as female, 30% as
male, 15% as non-binary.

» Sexual orientation

Lesbian, Gay, Bisexual, Transgender,
Queer and Intersex (LGBTQI+) Disa-
bled adults described themselves as
follows:

34% lesbian/gay woman
26% a gay man

32% bisexual

20% identified as trans

* Disability

Respondents could choose from eight
categories to describe their disabil-
ity/impairment: ‘mobility impairment’
was most commonly selected (33%),
followed by ‘long-term health impair-
ment’ (22%), ‘cognitive impairment’

Framework areas

Respect, dignity and control; Personalised support;
Active participation in lived experience of care; Care
and support for people’s needs

Narrative findings

More than half of those surveyed said that they never
or only sometimes revealed their sexual orientation or
gender identity to their PAs. Less than one third said
that they were 'very comfortable' discussing their sup-
port needs regarding being LGBTQI+ with their PAs.

‘There was a full range of being out to PAs: not out,
out to some and out to all. Some that were out or out
to all talked about how pleasurable and important it
was to be open about their sexuality or being trans.
Some interviewees said that they were not immedi-
ately out to PAs but adopted a 'wait and see' policy’.
(Authors: page 2).

Several people said they were unhappily resigned to
the idea of not being fully out because of their anxiety
about the reaction of the PA and the implications on
their care and support:

“I have the bloody right to be who | am in my own
home. You know, if | can't be myself in my own
house, I'm really screwed, you know. Because | need
people working for me who can handle queers com-
ing in and out of the house, who can handle maybe
that one of my friends who used to be a girl is now a

Overall score
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LGBTQI+ Disabled so-
cial care recipients and
overcoming challenges
or barriers' (Authors:
page 2).

Methodology

Mixed methods

1.Qualitative interviews
with 20 LGBTQI+ disa-
bled people

2.A focus group of PAs

3. A survey of 56
LGBTQI+ disabled
adults who use self-di-
rected social care in
England.

Country
UK
England

Source of funding
NIHR School for Social
Care Research.

(14%) and ‘mental health difficulties’
(13%).

Sample size
56 LGBTQI+ disabled adults

guy this week, who can handle going out to protests
with me, who can handle turning up at LGBTQI+
events with me, you know.” (Study participant: page
2)

“If | fire someone I've got to have an alternative be-
fore | can do that. You can't just find people in two or
three hours. It's meant I've had to put up with more
bad behaviour if | hadn't had to think, 'Well what's the
alternative?"” (Study participant: page 2)

Over a third said that they had faced discrimination or
had poor treatment from their PAs because of their
sexual orientation or gender identity.

Most interviewees talked about difficult experiences
with PAs and other social care staff regarding their
package of support, at times discriminatory, even
abusive. Agencies were seen as slow to respond.

Some interviewees were very discreet at home:

“If I had a copy of 'Gay Times' | would probably make
an effort to make sure it wasn't there... especially
when you've got a new carer coming in... just in case
they're homophobic.” (Study participant: page 3).

Over 90% said that their needs as a LGBTQI+ disa-
bled person were either overlooked or only partly con-
sidered during assessment or review. Less than a
third said they felt comfortable talking about these
needs with staff in their local authority. Assessments
failed to emphasise the whole person, by ignoring
sexual orientation or gender identity.

One person describing the process of filling in an as-
sessment form, said:
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“I picked it up, signed it and wrote the date in the box,
and | said to her, [social worker] 'Oh, what's this?"'
And there was a box about my sexuality, and she had
not asked me. And | said, 'Oh, what's this bit? You
haven't filled it.' She said, 'Oh, | never bother with
that. | don't think it's really relevant.' But actually it's
important that we are represented within these things,
and that people know that trans people and queer
people are being seen. | just said to her, 'Well I'm go-
ing tofill it in." It felt a bit too much like sweeping it un-
der the carpet. And | don't want to be swept under the
carpet.” (Study participant: page 4).

Some people were worried that being too open may
negatively affect the outcome of assessments:

“I do worry if a care manager was very religious or
whatever that they may not give me a totally fair as-
sessment if they're judging my life or lifestyle.” (Study
participant: page 4).

In terms of being supported to do LGBTQI+ 'things'
(e.g. go to an event/bar, support to maintain friend-
ships and relationships), 22% said that their PAs did
not assist them. When asked further, 40% said it was
because they were not out to their PAs; 40% said
they were uncomfortable with their PAs supporting
this; and 20% said that their PAs had refused to help
with such activities.

Also, positive examples were cited by participants:

“‘My PA was delighted to come on Pride with me. My
PAs, I'm very open with them about my work, my life-
style, about my orientation and about my gender. |
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need people to work with me that respect my inde-
pendence and who are happy to see me participating
in my community doing things that enrich me. | need
my PA to come to Pride and go with the flow and not
care that some man may come and kiss him on the
cheek. My PA enjoyed Pride, he was glad to go.”
(Study participant: page 4).

Many people expressed the desire for more LGBTQI+
PAs.

In the qualitative interviews and survey, people de-
scribed the benefits and challenges of self-directed
social care support.

Having control over support arrangements was the
most commonly mentioned reason for a preference
for self-directed support. Previous experiences with
agency workers were negative:

“You have different people all the time, you've got
strangers coming into your house. | wanted to be able
to choose. It's transformative if you get the right per-
son.” (Study participant: page 4).

Most of the interviewees spoke about the desire to
have more support for 'social hours' to reduce isola-
tion.

A repeated theme in the research was the difficulty of
recruiting and retaining good quality PAs. The rea-
sons included a lack of guidance and support with re-
cruitment processes and a lack of support and infor-
mation regarding managing disagreement or conflict
within support relationships/arrangements.
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2. Abbott S, Fisk M and Forward L (2000) Social and democratic participation in residential settings for older people: realities and aspira-
tions. Ageing and Society 20, 327-340

Research aims PICO (population, intervention, Findings Overall validity rating
comparison, outcomes)

Framework areas

Study aim Participants Overall score

To explore the range Older people receiving social care Respect, dignity and control +

and diversity of views | Older people in sheltered housing or | ~5re and support for people’s needs

held by older people residential settings

living in sheltered

housing and residential L Narrative findings

care settings about in- | S@mple characteristics Page 334: The authors discuss that an important im-

dependence and in- Sex , ) pact of moving into residential care for some people is

volvement. 25 men; 97 women interviewed the loss of paid work and / or running of their own
Sample age homes. Some participants spoke of strategies for
Two-thirds of sample aged over 85 overcoming this loss. The authors report that: "A

Methodology years significant minority of residents spoke of a variety of

Qualitative study practical ways in which they participated in the run-

Qualitative interviews - Sample size ning of the house. It was important to be able to offer

quota samples 122 interviews were carried out. help (for example, laying the table at lunch-time, help-

ing with the washing-up, gardening, etc.), and sug-
gested that these activities increased their self-es-

Country Costs? teem." (Authors) "The house-keeper’s husband went
UK . No ] into hospital suddenly and she was going to call

NW England, W Mid- someone to get the tea. But | said that I'd do it... and
lands and Wales felt quite proud to be involved. (F, 76) (Respondents).

The authors go on to say that: "Staff had recognised
the value of practical participation and in several
houses there was a rota for laying the table: ‘to make
them feel involved’ (staff)." And (on p336) the authors
state that residents had positive aspirations "to be in-
volved more strategically in the running of the resi-
dence". Page 335: Other residents spoke about the
benefits of personalisation: "l wish we could call each
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other by our first names, it's more friendly. But the
committee don’t approve. (F, 86)". Page 336: The au-
thors note that none of the care homes had a formal
complaints procedure in place and that most staff ex-
pected that residents would identify problems by talk-
ing to staff, and that complaints would be dealt with
by informal discussion. One care home had a commit-
tee that did meet with residents twice yearly
specifically to deal with complaints. In another care
home, "the chairperson took advantage of a weekly
tea-party to invite ‘bouquets and brick-bats™ (Au-
thors). Page 338: The authors mention that infor-
mation issues were a problem but rarely mentioned.
One resident said: "They put things on the notice
board but | can’t read it...l have to rely on someone
telling me...people don’t always think to tell me. (F,
85)". Page 338: The authors argue that "there was
substantial evidence of limited choice (particularly
concerning meals), an absence of clear processes for
redress, and limited opportunities for representation”.
However, the authors argue that as opportunities for
involvement (such as resident representation on care
home committees) was not even highlighted as an is-
sue for many residents; there needs to be 'ownership'
of the problem before it can be resolved. They argue
that "A necessary although not sufficient first step in
achieving a more participative culture is for organisa-
tions and individuals providing sheltered housing or
residential care to learn how to encourage and attend
to dissenting as well as majority voices among their
residents". (Authors).
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3. Barnes C and Mercer G (2006) Creating user-led disability services in a disabling society. Bristol: Policy Press
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Study aim

Drawing on evidence
from a range of
sources, including ma-
terial from the first na-
tional study of user-
controlled services
(Creating Independent
Futures 2000), this
book provides a critical
evaluation of the de-
velopment and organi-
sation of user-con-
trolled services in the
UK and identifies the
key economic, political
and cultural factors
that shape their further
development. Chapter
seven discusses users'
experiences using
mainstream, commu-
nity-based support ser-
vices and contrasts
this with disabled peo-
ple's experiences of
user-led services, with
in-depth examination
of the issues specific
to user-led services

Participants
People receiving social care
Professionals/practitioners

Sample characteristics
Sex
53% female

Disability

65 individuals described themselves
as having a physical impairment.
Eight people reported emotional dis-
tress. Eight people had learning diffi-
culties. Eight had sensory impair-
ments.

Ethnicity

93.3% described themselves as one
of the following: English (48%) Scot-
tish (24%) British (10.7%) Welsh
(9.3%) Irish (1.3%) The remaining
6.7% described themselves as Afri-
can Caribbean, White European or
Jewish (p67).

Sample age

Nearly half of sample were aged 35—
54 Four people aged 18-24 Five peo-
ple aged over 65

Level of need

Framework areas

Respect, dignity and control

Personalised support

Info and comms

Active participation in lived experience of care
Care and support for people’s needs

Narrative findings

Services accessed by the disabled participant
spanned the statutory, private and voluntary sector.
The majority (68) of the sample of 76 individuals was
still accessing services from LA social service depart-
ments, including input from a social worker and/or
case manager, home adaptations, home helps and
day centre placements. Generally, individuals criti-
cised these mainstream organisations for not being
responsive to their needs. Centre for Independent/In-
tegrated/Inclusive Living (CIL) organisations are seen
as significantly more responsive to people's needs,
despite their lack of resources.

MAINSTREAM PROVISION
i. Assessments

Most assessments were led by professionals and
most participants felt that these were not personal-
ised. 'They just don't work to the services that you re-
quire...they suit themselves. They don't listen...Mind
you, | suppose that they are short of staff and that's
their way..."look we've got other people to attend to",
but that's not what people want to hear (Participant 1,

Overall score
++
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that users believe dis-
tinguish them from
mainstream provision.

Methodology
Qualitative study
Interviews in nine case
study sites

Country
UK

Source of funding
Voluntary/Charity
National Lottery. Au-
thor states funding re-
ceived for two years
from January 2000

(PB3).

36 participants lived with their part-
ner, family or friends, while 33 lived
alone and six lived in residential
homes (p67).

Sample size
76 disabled people.

Costs?
No.

page 117). “It was a fight to get any sort of assess-
ment to begin with. Their assessments were budget
led” (Participant 2 , page 117). This situation con-
firmed for participants the importance of moving to-
wards self-assessment. The Authors explain that
there is no evidence that this has led to a dispropor-
tionate use of services (Authors, p117).

ii. Home-helps

The limitations on home-help input was a significant
anxiety, where many interviewees talked about diffi-
culties caused especially with regards to lifting and
handling and domestic tasks. Reliability of home-
helps, including agency staff and volunteers was par-
ticularly problematic: ‘...there might be 400 of you in
an area and 40 people coming out to do the care. So
you have to allow for this and be flexible. What hap-
pens in reality is that you're up at half past seven (in
the morning) waiting for your care workers and some-
times at a quarter to on in the afternoon you are still
sitting there waiting for her’ (Particpant 2, p118). This
was especially problematic for people whose health
conditions fluctuated from day to day, e.g. those with
multiple sclerosis or severe emotional distress, as the
level of support needed would vary accordingly. High
staff turnover and variable quality of support were
other issues that were cause for anxiety: “You didn't
know who was coming to see you and a lot of differ-
ent people come and they would come in and tell you
what they would do, they didn't know what to do with
me, how to lift me or anything’ (Participant 3, p119).

iii. Lack of control
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Several interviewees felt that they had no control and
that they were expected to be grateful for services:
‘There was no control...| was very much worked on, |
was an object more than a subject’ (Participant 4,
p119).

iv. Complaints

Participants also pointed out that complaints were of-
ten not dealt with properly and individuals were often
labelled as 'trouble makers' (Authors, p119). ‘You're
put down as a whiner, or you're a moaner, the fact
that you mightn't have had a shower for three or four
days — “well, it doesn't really matter dear, you’re not
really going anywhere today, are you?” (Participant 2,
p120).

ACCESSING USER-LED SERVICES
i. Referrals

The authors note that it is significant that the majority
of people interviewed were signposted to user-led or-
ganisations by professionals in statutory services. Re-
ferrals were proportionately higher in those areas
where links were strong between user-controlled or-
ganisations, local social services department or
health authority, e.g. as in Cardiff, Glasgow and Sur-
rey: ‘| would say that that particular office at social
services was quite proactive in helping me getin
touch with the direct payment scheme’ (Participant 5 ,
p120). But there was no automatic system of referral
by health authorities or allied health professionals for
disabled people: ‘When | started to become ill and

Adult social care: improving people's experience (February 2018) 234 of 475

© NICE [2018]. All rights reserved. Subject to Notice of rights



https://www.nice.org.uk/terms-and-conditions#notice-of-rights

Research aims

PICO (population, intervention,
comparison, outcomes)

Findings

Overall validity rating

went to the hospital, he [the consultant] gives you a
prognosis, | was left absolutely devastated. There
was no information in the hospital whatsoever, and |
wasn't in a state to ask. Basically | went home not
aware of any group whatsoever...You're by yourself,
you don't know where to go’ (Participant 6, p123).

ii. Use of services and choice and control

Two main themes were identified in comparisons be-
tween professionally led and user-led organisations:
choice and control. Participants were explicit about
the fact that user-led organisations offered them more
choice of services and increased control over how
these services were delivered: ‘I have transferred
from a social services' help at home to a direct pay-
ment scheme via the [user -controlled organisation].
We were struggling with the kind of help we were hav-
ing... [The independent living support worker from the
organisation] came to see us with my social worker.
We discussed the whys and wherefores, and we
thought we would at least attempt to use this direct
payment scheme...From day one the impact was just
totally different. It totally turned our lives around’ (Par-
ticipant 7, p124).

iii. Support groups

Some people used direct payments from other agen-
cies but attended PA employers' support groups run
by the case study organisation: ‘Nobody was able to
help me with the Independent Living [Fund]...| was at
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my wits end when | discovered the [CIL]. M...[a disa-
bled support worker] has been exceptionally helpful. |
was over today to talk to her about the payment of In-
come Tax and National Insurance. | actually had to
call the taxman. He didn't know anything about car-
ers, about people like me employing carers...” (Partici-
pant 8, p125).

iv. Use of Direct payments

Also mentioned regularly by participants, was social
workers and other professionals questioning the com-
petence of disabled people applying for direct pay-
ments: ‘| went to the social work side and it went so
far, and basically it was binned at a certain level. |
didn't get the support to follow it through, or the infor-
mation. So | went back and challenged them and
came down here to the CIL...and that's why I've been
coming on the training schemes...They bring you up
to speed with what's necessary...How do you handle
your personal assistants? How do you handle your
payroll?...The CIL it can keep you totally on the right
track...” (Participant 9, p125).

v. Information

Access to information was a problem, especially for
people with newly acquired impairments: ‘It's the
“catch-22” situation, in as much as when you need it,
when you become disabled or incapable of perform-
ing certain functions, it becomes harder and harder to
obtain information...” (Participant 10, p126). 49% of

Adult social care: improving people's experience (February 2018) 236 of 475

© NICE [2018]. All rights reserved. Subject to Notice of rights



https://www.nice.org.uk/terms-and-conditions#notice-of-rights

Research aims

PICO (population, intervention,
comparison, outcomes)

Findings

Overall validity rating

the participants had sought out information from the
case study organisations.

vi. Training

Nearly half of the participants saw themselves as both
users and members of their local CIL. Training facili-
ties and courses were offered by all the case study
organisations: ‘The training | received enabled me to
be a proficient deliverer of Disability Awareness or
Equality Training...” (Participant 11, p127).

vii. Counselling and peer support

The need for counselling was particularly valued by
those disabled people who had recently acquired their
impairment and/or recently become aware of disability
issues: ‘When | came here they gave me confidence
to carry on...l know there's a support group here and
someone | can come and talk to whereas before | did-
n't..." (Participant 6, p128). Formal and informal peer
support provided by other disabled people active in
the case study organisations was identified as helpful
in reducing social isolation (Authors, p129).

viii. Sensitivity to need

Participants felt that user-controlled organisations
were much more sensitive to their specific needs:

‘When | was on my own without a PA or somebody |
could exchange information or confidences with...Well
| would have either become a basket case or...a sui-
cidal case...Psychologically the [CIL] gives the individ-
ual a sense of identity and a sense of which places to
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go for help. So it certainly is a lifeline in that respect’
(Participant 5, p129).

WANTS AND ASPIRATIONS

Participants often cited the issue of lack of information
about the benefits of user-controlled services and the
organisations providing them: ‘I certainly think they
could improve by making more people aware that the
place is here....People like myself, who become disa-
bled, you don't know who to turn to...” (Participant 6,
p131).

Some participants were very worried that ClLs were
not attracting younger disabled people. Other prob-
lems cited by participants was accessibility of build-
ings used by CILs, geographical location and access
by public transport, and staff shortages which could
impact on the efficiency and effectiveness of services
(Authors, p132).

4. Beech R, Henderson C, Ashby S et al. (2013) Does integrated governance lead to integrated patient care? Findings from the innova-
tion forum. Health & Social Care in the Community 21, 598-605
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comparison, outcomes)
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Study aim

This article presents
research that exam-
ined the integration of
services offered at the
patient/practitioner in-
terface [referred to as

Participants

Older people receiving social care
Professionals/practitioners
Carers/family members

Framework areas
Respect, dignity and control
Continuity of care and transitions (incl. access)

Narrative findings
The care delivery experiences of patients are grouped

Overall score
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meso- and micro-level
integration by Ling et
al. 2010, and also as
continuity of care
(Heaton et al. 2012)]
and in particular the
extent to which the ac-
tions of frontline staff
working within and
across organisations
supported the drive to
reduce the use of
emergency hospital
bed days by older peo
ple. A secondary aim
of the research was to
assess how closer in-
ter-organisational inte-
gration was affecting
the delivery of services
at the patient/practi-
tioner interface.

Methodology
Qualitative study
Qualitative methods
within a case study de-
sign.

Country
UK

Sample characteristics

Level of need

Patients regarded as eligible for care
‘closer to home’ services, at the point
of and following a health crisis, Three
conditions focused on: [Chronic Ob-
structive Pulmonary Disease (COPD),
stroke or falls].

Sample size
18 patients (six in each site) with one
of three conditions.

Costs?
No.

into the three key phases of their journeys: pre-crisis;
crisis; and rehabilitation (including discharge from
acute care). A general barrier was concerns voiced by
patients on the suitability of arrangements for organis-
ing continuing care, while family members reported
being excluded from discussions about care arrange-
ments and the roles they were expected to play
(p600):

BARRIER The pre-crisis phase Although some pa-
tients had been quite well before their health crisis,
many had suffered significant periods of ill health. In
particular, patients who had fallen and patients with
breathing problems gave examples of having delayed
help-seeking or reporting accidents, being reluctant to
‘bother’ professionals (in particular GPs). Such deci-
sions delayed or averted contact with primary and
community care services at when they might have
acted to prevent crises. For example, 14 of 18 individ-
uals said that they had suffered a previous fall, but in
many cases had not reported these to health profes-
sionals. Blockages to connecting ‘closer to home’ ser-
vices to patients could be a result of the way main-
stream primary and community services were organ-
ised. Staff members said that GPs had a key role in
offering care during the pre-crisis and crisis phases,
but they thought that changes to the GP appointment
system had created barriers. Some staff praised out-
of-hours rapid response teams for being typically
faster to respond than out-of-hours GP services.
(Staff, p600) (p601):

Adult social care: improving people's experience (February 2018) 239 of 475
© NICE [2018]. All rights reserved. Subject to Notice of rights



https://www.nice.org.uk/terms-and-conditions#notice-of-rights

Research aims

PICO (population, intervention,
comparison, outcomes)

Findings

Overall validity rating

FACILITATOR The crisis phase - It has been esti-
mated that up to half of those people who fall and are
seen by the ambulance service do not need to be ad-
mitted to hospital (Snooks et al. 2006). This research
found that very few people were diverted at the point
of making an emergency call. Mrs N’s patient journey
not only highlights a rare example of a successful ‘di-
version’ by paramedics from acute care but also de-
scribes the patient’s feelings to a perceived poor ser-
vice from her primary care provider. 'If | press that
[alarm], then it answers in the hall there. That’'s how |
got the paramedics you see, because — not being un-
kind — you can be on the phone for hours trying to
ring a doctor and you don’t get anywhere. So | ring
now for the paramedics'. [Mrs N, Site 3]. Mr H’s
daughter arranged for home care from his social ser-
vices department, which then referred him on to com-
munity rehabilitation, and Mrs R heard about adult
care services from a family member. Her GP subse-
quently referred her to the intermediate care team: |
got a phone call within 24 hours from adult care [actu-
ally intermediate care] asking me what was wrong —
and maybe 2 days later | was all set up; they were
marvellous. [Mrs R, site 3].

BARRIER Two patients (Mr H and Mrs R) spoke of
episodes in which they were treated in A&E for frac-
tures and discharged home without suitable arrange-
ments for follow-up care and support. In both cases,
family members intervened and contacted community
services to arrange this (Authors, p601). Mr H’s
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daughter arranged for home care from his social ser-
vices department, which then referred him on to com-
munity rehabilitation, and Mrs R learned about adult
care services from a family member. Her GP subse-
quently referred her to the intermediate care team.
The patient journeys highlighted the important role
that family and friends play in providing follow-up
care. One issue identified by staff working for care
‘closer to home’ services in all the sites was that cur-
rent referral patterns meant that opportunities were
being missed to prevent ‘avoidable’ acute bed use. A
key problem was the lack of knowledge of the exist-
ence and function of these services by potential refer-
rers. (Authors, p601). (p602):

FACILITATOR The rehabilitation phase — In some
cases, decision-making about on-going care following
an acute attendance or admission resulted in timely
transfer and patients were satisfied. For example, Mr
K was screened in the hospital’s observation ward by
intermediate care staff, offered a 6-week package of
intensive physiotherapy and transferred to the rehabil-
itation unit the next day. Decision-making about on-
going care following an acute attendance or admis-
sion resulted in timely transfer and patients were sat-
isfied. For example, Mr K was screened in the hospi-
tal’s observation ward by intermediate care staff, of-
fered a 6-week package of intensive physiotherapy
and transferred to the rehabilitation unit the next day
(Authors, p 602). Many of the patients who received
on-going care from rehabilitation services commented
on the personalised nature of care provided within a
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holistic and integrated approach (Authors, p602).
(p602):

BARRIER The rehabilitation phase — However, many
patients and carers were concerned with the quality of
acute hospital discharge planning, especially their
lack of involvement in this. Two patients from different
sites, both frail women in their 80s with COPD, expe-
rienced unsuccessful discharges and thought that this
was because they were not feeling well enough to go
home. (Two female participants in their 80s, p602): ‘|
was astonished when the young doctor said, “I think
you can go home tomorrow”. | said, “I don'’t feel fit. ...
What about me going to the [rehabilitation unit] for a
bit?” And he said “Oh no, you’d be much better at
home, get back to normal”. And so it was against my
will. | suppose they would say | finally agreed, but
there didn’t seem any option but to go home — and it
was then | found | wasn’t able to cope. ... With hind-
sight, | was a bit weak to go with it, but | was so weak’
(Miss E, p 602). Other patients who needed extended
periods of rehabilitation faced delays in access to
bedded rehabilitation with the choice of discharge
destination seemingly driven by the availability of
community hospital and intermediate care beds (Au-
thors, p602). Common issues across all the phases
above included services for preventing health crises
were underused because individuals were slow to ac-
cess care following accidents or when feeling unwell
and because health professionals failed to inform pa-
tients about preventative services such as falls pre-
vention services. At the time of a health crisis, there
was a reliance on ‘traditional’ referral patterns and
services, partly due to a lack of knowledge about care
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‘closer to home’ services among key frontline profes-
sions and because out-of-hours rapid response ser-
vices were not always available. Patients spoke about
a lack of information and signposting about services
that they could themselves use before, during or after
a health crisis. Communication between profession-
als, particularly across organisational boundaries,
was a challenge. Patients described having to un-
dergo multiple assessments. Information sharing was
impeded by a lack of compatible technologies.

5. Blake M, Bowes A, Valdeep G et al. (2016) A collaborative exploration of the reasons for lower satisfaction with services among Bang-
ladeshi and Pakistani social care users. Health & Social Care in the Community. Advance online publication. doi: 10.1111/hsc.12411
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Study aim

"This study explored
underlying reasons for
the expression of dis-
satisfaction with ser-
vices among Bangla-
deshi and Pakistani
social care users in
England and investi-
gated, using a collabo-
rative approach, how
these could be ad-
dressed' (p1).

Methodology

Participants

People receiving home care - All the
service user participants in the study
(63) were being provided with adult
social care services in their homes.

Professionals/practitioners — 24 social
care managers, social workers and
care workers.

Sample characteristics

Sex — Of the service user partici-
pants, 28 were male and 35 female.

Framework areas
Personalised support

The study found that 'requests for care did not always
translate into the desired care package. Apart from
services to address unmet needs (such as loneliness
and isolation), more equipment and more time from
care and support workers, in particular, were identi-
fied as care gaps' (page 5). In order to address this,
the report noted that 'our findings confirm that a per-
son-centred approcolsach to meeting the needs of di-
verse clients is needed irrespective of the service
user’s ethnicity or cultural background' (p8). l.e. ser-
vice providers should guard against making assump-
tions about the sort of service that should be pro-
vided, based on the service user's ethnicity.

Overall score
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In-depth interviews
with social care users.

Country
UK — England.

Source of funding

Government - National
Institute for Health Re-
search, School for So-
cial Care Research
(NIHR SSCR)

Sexual orientation — Not stated.
Disability — Not stated.

Ethnicity — Of the service user partici-
pants, 20 were Bangladeshi, 24 were
Pakistani and 19 were white British.
The report makes clear that they are
describing ethnic descent not nation-
ality in using these terms.

Ethnicity of the social care practition-
ers is not provided.

Sample age - Of the service user par-
ticipants, 30 are aged 18 to 59 and 33
are aged 60+.

Level of need — Not provided.

Socioeconomic position — Not pro-
vided.

Sample size

Comparison numbers — A comparison
is made between the 44 Asian ser-
vice user participants and the 19
white British participants in terms of
how they understood and responded
to survey questions, in order to ascer-
tain whether this could be connected
to the lower satisfaction level with
adult social are described by BME
communities. There were also com-
parisons between the perceptions of

Info and comms

The study reported that 'Reliability and consistency
emerged as two main concerns in relation to commu-
nication. Reliability related to social workers keeping
appointments and being responsive to users’ need for
contact. A common complaint was that it was difficult
to make contact with social workers generally, and
not having an assigned social worker hindered com-
munication. Frequent changes in social workers com-
bined with perceived inadequate handovers meant
users had to explain their situation and care needs re-
peatedly. Those who relied on social workers’
knowledge to navigate the care system felt dissatis-
fied with what was viewed as sporadic communica-
tion' (p5). However, the study did find that practitioner
assumptions played a role in the minority communi-
ties not receiving the same level of service as white
British service users in the study: "There was a per-
ception among local authorities, borne out in practice,
that Bangladeshis and Pakistanis with care needs
were more likely than other groups to live with their
families. This led to an assumption of a preference for
‘taking care of their own’. This perception worked in
parallel with an expectation within these groups that
the family should or would provide care, resistance to
‘outsiders’ providing care in the home and a per-
ceived stigma associated with seeking care outside
the family. This perceived and internalised obligation
to provide care meant that these groups were less
likely than their white British counterparts to be aware
of their entitlements to services' (p6). The study also
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the 63 service users and the 24 social
care practitioners.

Costs?

No — Not provided.

identified some language and communication barri-
ers:

e 'Communication barriers were experienced along
the care pathway. Accessing care, especially
through local authority automated phone lines,
was particularly difficult for Bangladeshi and Paki-
stani people.

e Where language services (interpreter or own lan-
guage staff) were not available, difficulties were
encountered in communications with social work-
ers; in challenging care packages; explaining
tasks; and building rapport with care workers.

e Factors that mediated the negative consequences
of poor communication were levels of education;
English language proficiency; the involvement of
family members; and the assistance of third par-
ties such as community organisations or providers
who advocated on behalf of carers' (p7).

¢ It was also noted that 'A shared language in-
creased satisfaction with care workers; however,
this was not essential and the use of body lan-
guage and signing helped to build rapport be-
tween care workers and service users, contrib-

uting to higher levels of satisfaction with care’ (p7).

The study made recommendations related to infor-
mation and communication:

'— Raising awareness of available services through lo-
cal media and community organisations in order to fa-
cilitate access to services and with a view to reducing
the stigma associated with accessing services
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— Effective communication between local authorities
and social care providers of service user characteris-
tics, preferences, and cultural and religious needs so
that these can underpin the development of an appro-
priate person-centred package of care [...]

— Effective modes of communication for those who
are not fluent in English and greater use of better
trained and well briefed interpreters with workers who
know how to work with an interpreter, as well as more
face-to-face contact between provider and service us-
er' (p8).

Continuity of care and transitions (incl. access)

The study made the following recommendation, in or-
der to address the issues raised by changes of social
worker and to ensure information was passed on: 'Im-
plementing a service user file, ‘Ten things you need to
know about me’, to be updated by service users as
needed and with the support of care workers' (p8).

Care and support for people’s needs

The practitioners reported that it could be difficult to
assess the needs of service users with poor literacy
and English language skills, as this meant they relied
on other family members to translate/interpret. How-
ever, although the family members already providing
care were usually female, the persons with the neces-
sary language skills were usually the males. It was
believed that not being able to communicate with the
main carer led to some of the dissatisfaction service
users experienced. With regard to ethnic matching of
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care providers with service users, the study noted
'For the most part, an accepted response to cultural
diversity (by both providers and service users) was
the matching of care providers to the cultural charac-
teristics of service users. A common language; appro-
priate and respectful forms of address (e.g. address-
ing older care users as ‘aunty’ instead of using first
names); preparation of culturally appropriate food; the
gender of care workers; religion (for support with ritual
ablution for prayer); and a general cultural under-
standing to help build rapport and familiarity were
identified by service users as important dimensions of
ethnic matching' (p7). However 'The salience and rel-
ative value of these dimensions was specific to indi-
vidual service users. For those concerned about pre-
serving the privacy of family discussions, religion
matching was more important than language match-
ing. The use of personal budgets to employ family
members as carers could facilitate the provision of
culturally appropriate care' and 'care user-care pro-
vider ethnic matching was not always necessary to
improve satisfaction' (p7). Service users stated that
ethnic matching was sometimes inappropriate or in-
adequate, but local authorities sometimes had to
compromise when they could not provide an exact
match, e.g. matching general geographic location but
not language. The study found no evidence of cultural
awareness training being provided for staff providing
care, but also that there were service users who felt
that their care workers did show some level of cultural
awareness which contributed to their satisfaction with
the service. Overall, the study found that 'Poor under-
standing by service users and poor communication by
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service providers of the balance between cultural ap-
propriateness and a formal caregiving relationship
hindered care provision that met care users’ needs
and expectations' (p8).

Narrative findings

CARE PATHWAYS COMMON TO ALL GROUPS:
Three aspects played a key role in perceived satisfac-
tion with care: accessing care through the local au-
thority; interaction and communications with social
workers; and receiving care from care and support
workers. There were common drivers of satisfaction
for all three ethnic groups.

i. Accessing care

Ease of making contact with social workers, the
speed of undertaking an assessment and the care
package agreed was fundamental to user satisfaction
for all three ethnic groups:

‘Those that don’t ask don’t get anything’ (Female ser-
vice user, Pakistani origin, Leeds, p5).

With the exception of services to address unmet
needs (such as loneliness and isolation), care gaps
were identified in the shape of more equipment and
more time from care and support workers.

ii. Communication with social workers

Reliability and consistency were two main concerns in
relation to communication. Reliability included social
workers keeping appointments and being responsive.
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Not having an assigned social worker was also identi-
fied:

‘We have to contact the social services team in the
area to get hold of the actual social worker’. (Relative
of male service user, Bangladeshi origin, Birmingham

(pS).

iii. Receiving care

The nature of care was the most important driver of
satisfaction. Service users expressed satisfaction
where staff had gone out of their way to provide a ser-
vice.

A lack of time caused dissatisfaction for both service
users and carers:

‘... One is punctuality, two is the rapport and three is
getting the work done properly. She’s [my care
worker] got all three. If you haven’t got all three, then
it might be a problem’ (Service user, male, white Brit-
ish, London, p6).

SATISFACTION, ETHNICITY AND CULTURE: Com-
mon issues led to satisfaction or dissatisfaction
among all three population groups. But there were
cultural and ethnic differences. Cultural issues were
interpreted and expressed differently by service us-
ers, by their families (including carers) and by local
authorities or providers.

i. They ‘take care of their own’
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Service providers assumed that Asian families would
prefer to 'take care of their own', consequently making
them less aware of their entitlement to services and
less likely to seek help, or only do so at crisis point.

ii. Family and caring

Caring was often a female role supplemented with a
small amount of care from the local authority. Where
there were language or literacy issues, care providers
sometimes could not communicate directly with the
women who were the main carers about what the ser-
vice user's needs were. The authors note that:

‘Disentangling reasons for dissatisfaction is difficult
where the wider family is involved — care users, their
main carers and those who act as communicators
with the care system’ (Authors, p7).

iii. Language and communication barriers

Accessing care, especially through local authority au-
tomated phone lines, was problematic for Bangla-
deshi and Pakistani people. In the absence of lan-
guage services (interpreter or own language staff),
communications with social workers was hampered;
care packages could not be negotiated properly; ex-
plaining tasks and building rapport with care workers
was problematic.

iv. Ethnic matching as a response to cultural and reli-
gious difference
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Service users identified key dimensions of ethnic
matching including a shared language; preparation of
culturally appropriate food; the gender of care work-
ers; religion (for support with ritual ablution for
prayer); and a general cultural understanding to help
build rapport and familiarity. Significantly, care user—
care provider ethnic matching was not always an es-
sential part of improving satisfaction. For example,
white British care workers were perceived to perform
practical tasks such as cleaning and changing clothes
more effectively than care workers of other ethnicities.

v. Meeting service user needs

From the provider and local authority perspectives
ethnic matching was not always possible so compro-
mises had to be made, for example matching South
Asian origin but not language. This contrasted with
the view that cultural familiarity could weaken the fun-
damentally professional (and formal) nature of the
care user—care worker relationship. For example, a
senior manager, (homecare provider) explained that
service users may say:

‘I want someone from my community because she
speaks my language. | like it — somebody comes in, in
the day and | can speak my language’. Or, ‘| confide
in her’. Or, ‘It’s like a daughter coming to the door’.
Whereas another service user will turn round and say,
‘It's my private life. | don’t want somebody to come in
and intrude and ask me all questions about — where’s
your daughter’? (Senior manager, homecare provider,

p8).
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Care workers were not receiving cultural awareness
training, although some were still showing cultural
sensitivity, which contributed positively to satisfaction.

COLLABORATIVE WORKSHOPS generated a num-
ber of suggestions from service users:

— Use local media and community organisations to
raise awareness of services and reduce stigma.

— Good communication between local authorities and
care providers about service users' individual needs,
so as to develop person-centred care packages.

— Service users to be assisted to provide and update
a file about their needs.

— The support needs of carers within the family (usu-
ally women) to be considered.

— Improved communication with non-English speak-
ers, e.g. with appropriately trained interpreters, and
more face-to-face contact.

— Recruit a local care workforce that mirrors the diver-
sity of the service user population.

— Training in cultural awareness for social care practi-
tioners (Authors, p8).

6. Cameron A, Abrahams H, Morgan K et al. (2016) From pillar to post: homeless women's experiences of social care. Health & Social
Care in the Community 24(3), 345-352
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Study aim

The TARA Project-
"The study was based
in a large English city
and followed a group
of homeless women
(without secure hous-
ing) and women at risk
of homelessness (from
tenancy breakdown) to
identify how their expe-
riences and needs
changed over this
time. The aim was to
gain a fuller under-
standing of their
needs, including their
social care needs, as a
means to understand
how best to support
women to access, and
maintain engagement
with, support services'
(p347).

Methodology
Qualitative study

Small-scale longitudi-
nal study over two
years. Thirty-eight
women were recruited

Participants

People receiving social care

Social care services for homeless
people are provided by a various
agencies from across the statutory
and non-statutory sectors. The au-
thors describe a various range of so-
cial care provision including — named
key workers based in, or linked to,
their accommodation; at specialist
services, such as mental health or
drug and alcohol services, as well as
by accessing support from local vol-
untary groups, e.g. an organisation
working with street sex workers.

Sample characteristics
Sex
All female participants

Ethnicity

The majority described their ethnicity
as white British (27), four women de-
scribed themselves as white Euro-
pean, two as black African and five as
mixed race.

Sample age
Age range from 19 to 59.

Level of need
Homeless women (without secure

Framework areas

Personalised support

Info and comms

Continuity of care and transitions (including access)
Care and support for people’s needs

Narrative findings

This study highlighted the disjointed nature of support
for homeless women. There were also positive exam-
ples of person-centred services. The findings are
summarised under the four headings below.

SUPPORTING WOMEN

Many of the women had multiple key workers. One
woman, said how she was ‘getting all the support |
need’ from workers at a community-based drug treat-
ment service for Black, Asian and Minority Ethnic
adults as well as from a generic drugs project and a
housing association (p348). But many women found it
difficult engaging with multiple services in parallel.
Participant 2 commented “...l think it's easier just to
have one person to talk to’ (p348).

In terms of what individuals felt was an effective key
worker, Participant 3 explained how she valued the
consistent and non-judgemental support from workers
based in a voluntary organisation. 'Cos | just gave up,
you know. But they’ve never given up on me, even
though I've made mistakes... and I've had my re-
lapses and I've had whatever — their door’s always
open to me' (p348).

Overall score
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with a retention rate of
58% over three rounds
of interviews. Inter-
views explored specific
events in women’s
lives, their current liv-
ing arrangements and
how their experiences
and needs, including
for social care,
changed over time.

Country
UK
England

Source of funding
Government

National Institute for
Health Research
(NIHR), School for So-
cial Care Research.

housing) and women at risk of home-
lessness (from tenancy breakdown).

Sample size

Despite the intention to recruit 40
women, the final sample was 38. At
the second stage, 6 months later, 28
women were re-interviewed. At the fi-
nal stage, 6 months later, 22 women
were interviewed (i.e. eventually 16
women dropped out of the study). Of
the numbers who dropped out, one
woman could not be located; one
woman was in a closed detox unit;
and another was in prison; with the
remaining 13 either wishing to abstain
or being too busy.

Costs?
No.

Participant 2 explained that having a worker of a simi-
lar age with similar experiences was fundamental to
her. Other women valued having a key worker who
took a holistic, person-centred approach. Participant 4
explained how her worker from a local drugs project
had supported her back into education. Her worker
had: “.. filled in forms to get funding, and like she
knew who to get in contact with . . . which | wouldn’t
have a clue... and she came to college with me to try
and like enrol me’ (p348).

It was not just key workers from specialist community
services who took this approach. Participant 5 said
staff in the refuge where she lived had liaised with
various services on her behalf, including drug workers
and social workers. Other women talked about the
support that their key workers had provided in terms
of accompanying them to medical appointments and
supporting them with practical tasks, such as budget-
ing their money. Where women did not have a good
rapport with their key workers, this was sometimes
because the initial contact with a worker had been
problematic (Authors, p348).

FRAGMENTED SERVICES

Women talked about the lack of co-ordination be-
tween services. The dispersed locations of services
caused problems as described by Participant 3 in her
first interview “...it's just when they pass you from pil-
lar to post, from post to pillar... and that’s what they’re
doing with me... the other day | had to go all the way
to do an assessment, and then they wanted me to go
to yesterday. That all costs money, buses and that ...
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or | have to walk it. And by the time I’'ve done all that,
I’'m knackered...’ (p349).

Participant 6 described in her second interview the is-
sue of conflicting advice about which services she
could attend. “...If I'm going to one organisation I'd
like the information and the advice I'm given to be
consistent, so | don’t come out even more confused
than | already am.’

Participant 7 said about services ‘...they occasionally
fail to pass messages on, and that’s cos they’re all
over the place...” (p349).

Most of the women were attending one-to-one coun-
selling and/or group sessions as a condition of the
support they received, either from their housing
agency or specialist support agency, and their experi-
ences were mixed.

Participant 8 said counselling had, 'Helped me with
my anger like obviously... overdosing, self-harming,
things from my childhood' (p349). But others found
these sessions 'harrowing and unhelpful', while group
sessions were universally thought to be intimidating
and difficult to attend (Authors, p349).

STATUTORY SOCIAL WORK SERVICES

Several women revealed that they had been involved
with social work services, either in their own child-
hood or as a parent involved with the children protec-
tion system, but did not feel comfortable discussing
their experiences with services (Authors, p349). De-
spite the complex nature of their needs, none of the
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women said they were in contact with social workers
from adult services (Authors, p350).

WOMEN-ONLY SERVICES

The history of abuse and sexual violence experienced
by women meant that having access to women-only
services, including hostels, was often reported. Mixed
hostels were seen as hostile environments. Partici-
pant 7 spoke of the respite she received at a
women’s morning at a specialist drugs project and the
significant part this played in her care: 'Because it's
just somewhere you can go and have a cup of tea
and paint your nails and there’s people there... if you
need some support they can help you sort of thing'
(p350).

CHANGES TO SERVICES

Over the duration of the research, the local authority
re-commissioned some of its supported housing con-
tracts; budgets of services were cut and the women-
only night shelter closed. Women spoke of conse-
qguences such as not being able to have the same key
worker anymore. Participant 7 commented: 'They
had a whole massive mix up in a load of people had
to be let go and they had a budget cut . . . so she isn’t
a support worker any more, she’s got a different role
in which is a shame'. She said that staff were having
to support more women, appeared more stressed and
had less time for individual women (p350).
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Findings.

Overall validity rat-
ing.

Study aim

This study aimed to
answer the broad
question: ‘How do
adults with severe and
profound learning disa-
bilities experience inti-
mate and personal
care?

Methodology
Qualitative study
Participant observation
in residential care
homes, staff interviews
and analysis of docu-
ments (including sup-
port guidelines and or-
ganisational policies)
were used to ascertain
the personal care ex-
periences of six people
with learning disabili-
ties.

Country
UK

Source of funding
Not reported.

Participants
Older people receiving social care

Sample size

Data was collected over 10 months,
during which time the delivery of inti-
mate and personal care provided to
six service users by 17 social staff
was observed in two residential
homes.

Costs?
No.

Narrative findings

Data findings presented in themes which barriers are
discussed within: 1. Naked. Service users were left
naked while sitting on the toilet. Authors say this high-
lights issues of barriers to dignity. 2. Using the toilet
as a seat. Not only were service users often left na-
ked on the toilet, but they were also asked to sit on
the toilet while other aspects of their care were car-
ried out. Authors question if it is dignified to be
shaved or have teeth cleaned while sitting on the toi-
let. Another key barrier is privacy. The authors argue
this practice means it is not possible for residents to
use the toilet without being observed by staff. 3. Be-
ing left waiting. The study highlights a disjoin between
guidelines stating residents are to be asked at regular
intervals if they need to use the toilet and what hap-
pens in practice, with examples of residents left for
long periods without being taken to the toilet. 4. Being
watched. The policies and procedures in both homes
highlighted the need to maintain privacy and dignity
during intimate and personal care. However, while
doors were always shut while this care was delivered,
other staff and service users often entered the room
while someone was on the toilet or in the bath. On
one occasion, when a man was on the toilet, at least
three other people intruded. 5. Lack of discretion. The
study highlights evidence of residents being spoken
about in terms of their incontinence in public places
such as kitchen areas.

Overall validity rating

=+
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8. Colston G (2013) Perspectives on personal outcomes of early stage support for people with dementia and their carers. Edinburgh:
Centre for Research on Families and Relationships

Research aims

PICO (population, intervention,
comparison, outcomes)

Findings

Overall validity rating

Study aim

This research project
seeks to identify the
personal outcomes of
early stage support
provided by Alzhei-
mer's Scotland Dun-
dee Early Stage Sup-
port Service by con-
ducting semi-struc-
tured interviews with
individuals living with a
diagnosis of dementia
who are using the ser-
vice, as well as their
carers and the staff
and volunteers who
provide the support.
Focus here is on the
interviews with people
with dementia.

Methodology
Qualitative study
Semi-structured inter-
views with people re-
cently diagnosed with
dementia. The re-
searcher was also a
practitioner/manager of

Participants

Older people receiving social care
Professionals/practitioners
Carers/family members

Sample characteristics
Sex
5 male.

Disability
People with dementia.

Sample age
63-76, average age 70.

Level of need

People who have recently been diag-
nosed with dementia and living in the
community and accessing the post di-
agnostic support service. One man
had been using the service for four
years, three men for one year and the
other man for 18 months.

Sample size
5 service users and 3 carers. 6 staff
and volunteers.

Framework areas
Active participation in lived experience of care

Narrative findings

The Five Pillars have been adopted as part of Scot-
land’s National Dementia Strategy and resulted in the
Scottish Government making a commitment to ensure
that everyone given a diagnosis of dementia is enti-
tled to a year's post diagnostic support. The experien-
tial perspective of individuals was analysed within this
context and these pillars are: peer support; commu-
nity connections; understanding the illness; planning
for the future-decision making; planning for the future-
future care. Peer support and community connections
are the key pillars of support that people with demen-
tia highlight as significant.

PEER SUPPORT

A male participant uses the service as a continuation
of activities he has enjoyed all his life and having the
opportunity to meet with others he gets on well with.

'Meet other people the same as me, the staff help as
well.” (Male participant 2, 72).

'Out and about meeting different people that was
something, rather than sitting here all day. Meeting
other people is the best part of it... . Otherwise it

Overall score
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Research aims

PICO (population, intervention,
comparison, outcomes)

Findings

Overall validity rating

the service. Question-
naires conducted
online with staff and
volunteers, and inter-
views with carers not
reported here.

Country
UK
Scotland.

Source of funding
Government

Funded through the
Economic and Social
Research Council.
This programme also
received support from
the Scottish Govern-
ment’s Joint Improve-
ment Team.

Intervention

The model of support that has been
developed is based around develop-
ing activities and supports for people
who are in the early stages of demen-
tia. This support includes individual
and group activities and a Positive
Dementia Support Group. Activities
have depended on individual needs
and wishes of those using the service
and, for example, swimming, golf, ice
skating, decoupage, gym, Tai Chi, al-
lotment, History Group, Men’s Group,
Football Memories. In respect of this
review, the Positive Dementia Sup-
port Group would be of relevance.

Costs?
No.

would be a long week looking out the window.’ (Male
participant 3, 70).

COMMUNITY CONNECTIONS

All the respondents described the importance of com-
munity connections —

'Along came Football Memories — right down my
street, always loved football... | had lost my love of
football when | was diagnosed; there was nothing in it
for me. Football memories encouraged me to go back
to football.” (Male participant 4, 63).

'Dementia Resource Centre — very, very normal, I'm
in a situation where | am happy. It (the service) keeps
me in touch with the real word. | wouldn’t be able to
go on without the service. | don’t know what would
happen to me. It's part of me now, part of my wife.'
(Male participant 4, 63).

UNDERSTANDING THE ILLNESS

'l didn’t know what it was (when | was diagnosed),
how it was going to effect me.... It upsets me, | speak
to God sometimes... you must be doing this for a rea-
son. | won’t be any good to anyone. It get's me down
a bit.” (Male participant 2, 72).

'W gave me all the books, read them for two weeks,
started understanding it.... Now that | understand
what it is | can accept it.' (Male participant 4, 63).

PLANNING FOR THE FUTURE
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Research aims

PICO (population, intervention,
comparison, outcomes)

Findings

Overall validity rating

In relation to planning for the future — whether it was
future decision making or planning for future care,
only one person with dementia discussed this. 'If
things change...natural continuation of my care, more
than happy at Morgan Street. | watched them at day
care and its brilliant...that’s really geed me up know-
ing that there will be care when | need it. Day care
staff make a point of recognising you when you are
there. | really want it to be at Morgan Street — the
care.” (Male participant 4, 63).

... In relation to the Talking Points Outcome, this re-
vealed that for the people with dementia using the
service all were able to identify ways in which the ser-
vice had an impact on their quality of life’ (Authors,

p7).

¢ ‘In the group there’s different personalities, get
close to each other and that's what keeps us
going.’” (Male participant 4)

e ‘It's alright going to meet folk and going to Crai-
gie Bowling Club.” (Graeme)

¢ ‘Keeps me involved and | can’t do that at
home.” (Male participant 2 )

e ‘Getting out and about meeting different people
and getting transport. If | didn’t have transport |
couldn’t go anywhere.’ (Male participant 3 )

The author note on page 7, in terms of 'process', peo-
ple were very keen to praise the support provided by
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Research aims

PICO (population, intervention,
comparison, outcomes)

Findings

Overall validity rating

staff and this may have been emphasised, as the par-
ticipants were aware that the researcher was the
overall manager of the service.

e 'Coming into a new situation and finding staff
really respect you.' (Name not provided)

¢ 'Encouraged to be positive. No-one has ever
said poor Joe.’ (Male participant 4)

e 'I'm alright the way it is | like the company, if
the staff wasn’t good | wouldn’t be long in tell-
ing you.” (Male participant 1)

e 'They look after you really well.” (Male partici-
pant 2)

'All the staff are very helpful, | can ask them anything.
All the staff in Morgan Street. In that way it's really
helpful to me.” (Male participant 3 )

9. Cook G, Brown-Wilson C and Forte D (2006) The impact of sensory impairment on social interaction between residents in care homes.
International Journal of Older People Nursing 1, 216-224

Research aims.

PICO (population, intervention,
comparison, outcomes).

Findings.

Overall validity rat-
ing.

Study aim

The aim was to draw
on older people’s nar-
ratives to illuminate the
experience of living in
a care home and the
impact that vision and
hearing impairments

Participants
Older people receiving social care

Sample characteristics

Sample age

First study participants were aged be-
tween 52 and 95 years. Second study
participants were aged 70-100 years.

Narrative findings

The authors suggest that the cross-cutting analysis
from both studies highlights the difficulties residents
experience in interacting with others, in the home, as
a consequence of sight or hearing impairment, and
the potential impact this had on feelings of social iso-

Overall validity rating
+
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Research aims.

PICO (population, intervention,
comparison, outcomes).

Findings.

Overall validity rat-
ing.

have on the individ-
ual’s ability to engage
in social interactions
with other residents.

Methodology
Qualitative study

The paper draws on
two research studies,
The first study, ‘a her-
meneutic inquiry ex-
amining the meaning
ascribed to living in a
care home’ and the
second study, ‘a con-
structivist study, ex-
ploring relationships
between residents,
families and staff’.
‘Both studies drew on
older people’s narra-
tive accounts to ex-
plore their experiences
of living in a care
home. On inde-
pendently interpreting
the narratives, a simi-
lar theme emerged
around the challenges
to social interactions
experienced by resi-
dents with sight and/ or
hearing impairment.
This resulted in a cross

Sample size

Paper draws on two studies. The first
study involved 53 interviews with peo-
ple aged between 52 and 95 years,
who had lived in four different care
homes between 1.5 and 6 years. The
second study involved 18 residents
(aged 70 to 100 years) who lived in
one of the care homes within this
study.

Costs?
No.

lation. They argue this point is illustrated through nar-
ratives from two residents, one with sight impairment
and the other with hearing loss. They also say that
the narratives show the problems these people en-
countered and how resilient they were in adjusting to
their sensory loss and maintaining social interactions.
There are several findings within the main text that re-
late to how older people discuss their sensory impair-
ments. Below are examples of where explicit refer-
ence is made to service use.

Summarising across the accounts, in terms of barri-
ers, the authors comment:

That as staff in care homes are in a position to know
people’s backgrounds, this helps to facilitate introduc-
tions between residents which is positive for building
friendships between residents (Authors, p221). The
importance of this is exemplified in this account from
a resident:

‘There are two people | sit near and | can hear to talk
with, everyone else is so far away. | would be lost
without them. | can talk to [resident 1] because | can
hear her. She keeps me up to date, | usually have to
ask her what'’s for dinner. There can be somebody
next door to her and | just can’t hear them. | should
feel lost if there wasn’t the three of us. If [resident 1]
and [resident 2] weren’t here, | would be lost’ (Resi-
dent, p220).

That residents with marked sensory impairments may
be without specific ‘label’ or diagnosis, making it
difficult for staff to acknowledge a resident’s problem
(Authors, p222).
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PICO (population, intervention,
comparison, outcomes).

Findings.

Overall validity rat-
ing.

study analysis to fur-
ther illuminate this
theme’ (p216). The
first study involved 53
interviews with people
aged between 52 and
95 years, who had
lived in four different
care homes between
1.5 and 6 years. The
second study involved
18 residents (aged 70
to 100 years) who lived
in one of the care
homes within this
study. Data in this
home was collected
through six semi-struc-
tured interviews with
residents, 100 hours of
participant observation
and two resident focus
group interviews.

Country
UK

Source of funding
Not reported.

That key to supporting older people with vision and
hearing impairments is “ensuring that equipment is
well fitted, positioned correctly and in good working
order. However, nurses have been found not to have
the awareness, knowledge or skills to achieve this
(Authors, p222).

Additionally, residents with sensory impairments
spoke about the need for consistency in settings and
the environment they were living in: ‘l used to go
down to the sitting room which is beautifully deco-
rated with lovely armchairs and lovely furnishings and
photographs. Really nice you couldn’t get it more
homely. They keep changing things around which
makes things worse for me. Never mind’ (Resident,
p220-21).
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10. Cook G, Thompson J, Reed J (2015) Re-conceptualising the status of residents in a care home: older people wanting to ‘'live with
care'. Ageing & Society 35, 1587-1613

Research aims.

PICO (population, intervention,
comparison, outcomes).

Findings.

Overall validity rat-
ing.

Study aim

The aim of the study
was to help older peo-
ple to tell their stories
of life in a care home.
This paper examines
the complex issues
surrounding the resi-
dential status of care
home residents in
terms of basic human
needs. The authors
note that not many
studies in care homes
have extended en-
gagement with resi-
dents to explore their
views, and further-
more, a lot of existing
research has focused
on the move to a care
home, rather than life
within a care home.
Hence this study is
novel in that sense.

Methodology
Qualitative study

"This study was a bio-
graphical investigation
that sought to explore

Participants

People receiving social care

Older people recruited from diverse
types of care home including one 20-
bed nursing home, a 40-bed dual reg-
istered home, a 78-bed dual-regis-
tered home, and a 40-bed nursing/
residential and high-dependency el-
derly care home.

Sample characteristics
Sex
Seven female and one male resident.

Sample age
Aged between 52 and 95 years.

Level of need

Older people recruited from diverse
types of care home including one 20-
bed nursing home, a 40-bed dual reg-
istered home, a 78-bed dual-regis-
tered home, and a 40-bed nursing/
residential and high-dependency el-
derly care home. Had lived in these
homes for one and a half to six years.

Sample size
Eight older people and each resident

Framework areas

Respect, dignity and control

Personalised support

Active participation in lived experience of care
Care and support for people’s needs

Narrative findings

Much of the existing research has focused on the
move to a care home, instead of living in a care
home. This study does the latter, hence its unique-
ness. Five themes emerged that collectively show
that residents wanted their residential status to in-
volve ‘living with care’ rather than ‘existing in care’.
The five themes were:

1. ‘CARING FOR ONESELF/BEING CARED FOR’
Acute and chronic illness, disability and increased
frailty were major reasons that limited participants’
ability to carry out one or more self-care or health-
care need and precipitated a move to a care home.
Most participants indicated that depending on others
in the care home environment was challenging where
staff had little knowledge of their preferences and dis-
likes. One female resident explained: "They put things
on me and | haven’t seen them for months and
months. | don’t know where they get them from. One
day you have a vest on and the next day you haven't.
| had no vest on today. She was just going to put my
blouse on and | said, ‘Oh | have to have something on

Overall score
++

Adult social care: improving people's experience (February 2018) 264 of 475
© NICE [2018]. All rights reserved. Subject to Notice of rights



https://www.nice.org.uk/terms-and-conditions#notice-of-rights

Research aims.

PICO (population, intervention,
comparison, outcomes).

Findings.

Overall validity rat-
ing.

the meaning and
meaningfulness that
older people attribute
to their experiences of
living in a care home.
The research design
followed Gadamer’s
(1975,1976,1989) her-
meneutic dialogical
process, in which a di-
alogue is created be-
tween the researcher’s
and the participant’s
understandings of par-
ticular phenomena,
with a view to attaining
a greater appreciation
of the participant’s
stance' (p1591). Multi-
ple interview approach
to explore the narra-
tives in depth.

Country
UK

Source of funding
Not reported.

was interviewed up to eight times
over a period of six months.

Costs?
No.

inside my blouse, you can see right through this’
(p1595).

Participants endeavoured to remain as independent
as possible within the care context. A male resident
said this improved his quality of his life: 'Oh | can con-
trol my own life ... and that is a big thing. You know |
wouldn'’t like to keep having to ask the staff to take
me here or to do this for me or do that. When you can
do it yourself it is much better. It makes it, it makes
your life more pleasant’ (p1596).

2. ‘BEING IN CONTROL/LOSING CONTROL’

The participants described situations and events
where they were able to make decisions and act on
them. However, there was also evidence that resi-
dents did not feel able to have a say about the day-to-
day management of the care homes where organisa-
tional systems were staff-centred. A female resident
reluctantly accepted the dining room seating arrange-
ments: 'l sat at a good table once where they were
very nice and friendly. We have single tables now.
We used to have a long table where everyone sat
down. Now we have tables of four all over and it de-
pends on the table that you siton . . . it is not as much
fun as before' (p1598).

3. ‘RELATING TO OTHERS/PUTTING UP WITH
OTHERS’

Communications with staff were largely classified as
'functional and relational'. Functional interaction, the
most widespread, emerged from care practices and

was concerned with identifying and dealing with resi-
dents’ needs. Relational interaction involved sharing
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Overall validity rat-
ing.

personal or topical information that was of mutual in-
terest and opportunities for residents to experience
‘companionship and reciprocity within the routine of
their daily lives' (Authors, p1600), but was compro-
mised by high staff turnover and demanding staff
workload. For example, another female resident de-
scribed how this had a significant impact on her, mak-
ing her feeling: ‘Very upset. You never know who is
going to walk through the door when you wake up in
the morning and when they bring your breakfast in.
You ask their name and you ask that half a dozen
times during the day because you have forgotten and
the next thing you know they have gone and they
don’t even say goodbye — they just disappear’
(p1600).

Participants with limited mobility had little choice re-
garding contact with other residents and were almost
totally reliant on staff to facilitate access to public ar-
eas of the home.

4. ‘ACTIVE CHOOSERS AND USERS OF
SPACE/OCCUPYING SPACE’

Separate rooms allowed participants to nurture pri-
vate lives with family and friends. But small room size
restricted their options in terms of furnishings and fit-
tings. Furthermore, some appliances and services
were unavailable to residents (e.g. private telephone
lines and internet), which meant that some activities
could not be kept discreet (e.g. telephone conversa-
tions using the care home’s line). None of the partici-
pants had locks on their rooms, and staff often en-
tered residents’ rooms without asking; participants,
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PICO (population, intervention,
comparison, outcomes).

Findings.

Overall validity rat-
ing.

however, felt that this was standard practice and did
not complain.

5. ‘ENGAGING IN MEANINGFUL ACTIVITY/LACK-
ING MEANINGFUL ACTIVITY’

Participants described the ‘sameness of it all’, a fe-
male resident explained: 'l get up, helped to get
ready, have breakfast and then | would be taken to
the day lounge. Then lunch, then tea and then back to
bed. That is how it is, every day!’ (p1604).

Most significance was placed on activities that pro-
vided a goal or purpose or created a sense of fulfil-
ment or achievement, e.g. activities with family and
friends. The role of activities co-ordinator and support
of staff were seen as paramount in this respect. Lim-
ited resources affected the range of activities availa-
ble, e.g. transport problems and staffing issues re-
stricted excursions and outings with friends and fam-

ily.

11. Cooper C, Dow B, Hay S et al. (2013) Care workers' abusive behavior to residents in care homes: a qualitative study of types of
abuse, barriers, and facilitators to good care and development of an instrument for reporting of abuse anonymously. International psy-
chogeriatrics / IPA 25, 733-41

Research aims.

PICO (population, intervention,
comparison, outcomes).

Findings.

Overall validity rat-
ing.

Study aim

Not stated but within
background section
says: "to ask care

Participants

Carers/family members

Staff working to provide social care to
adults with dementia in residential
care homes. Care worker 8 (22%);

Narrative findings

Page 734: Discussions focused on barriers to deliver-
ing good quality dementia care. Care workers were
encouraged to give examples from their practice of

Overall validity rating
++
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PICO (population, intervention,
comparison, outcomes).

Findings.

Overall validity rat-
ing.

home workers to report
abuse anonymously".

Methodology
Qualitative study

Qualitative focus
groups with 36 care
workers from four Lon-
don care homes, ask-
ing about abuse they
had witnessed or per-
petrated.

Country

UK

Older people’s nursing
and residential homes
in inner and outer Lon-
don.

Source of funding
Not reported

Care assistant 18 (50%); Registered
mental nurse 2 (6%); Social worker 1
(3%); Senior worker or manager 7
(19%); Working full time 33 (91.7%);
Hours worked per week 34.8 (2.8;
21-40).

Sample characteristics

Sex

26 (72%)

Ethnicity

Filipino 11 (31%); Black British 9
(25%); White 8 (22%); Chinese 2
(6%); Asian 1 (3%); Mixed or others 5
(14%).

Sample age

44.5 (11.9; 23-67).

Sample size

Focus groups were facilitated by two
to three researchers (SH, CC, and
DL), lasted 60—-90 minutes, and had
6—13 participants (Table 1: 36 partici-
pants in total from 4 focus groups).
The four care facilities were as fol-
lows: a local authority residential care
home for older people with dementia,
a charity run residential care home
providing personal and dementia
care, a private nursing home for peo-
ple requiring general and dementia
nursing, and a private residential care
home for older people specialising in
dementia care.

situations when good quality care had not been deliv-
ered or when they had been concerned that abuse
had occurred. Page 736: Reports of abusive behav-
iours witnessed could mostly be divided into three
categories: (1) Situations which the care workers
thought were due to insufficient resources or compet-
ing demands, such as residents waiting too long for
personal care or being denied care they needed to
ensure they were moved safely or were not emotion-
ally neglected. (2) Instances when staff acted in po-
tentially abusive ways, which they judged better for
residents than alternatives; for example, care workers
made threats in order to coerce residents to accept
care, or restrained them, as they saw no alternative
way of keeping them clean; and a resident at high risk
of falls was required to walk as care workers were
concerned that otherwise he would forget the skill. (3)
Situations related to institutional practices; for exam-
ple, residents not being given enough time to eat
meals because of kitchen closing time. One caregiver
described an act of deliberate physical abuse that
took place in an earlier employment. Page 737: "Bu-
reaucracy was frequently raised as a barrier to provid-
ing high-quality care.” "A lack of information about
residents was also perceived as a cause of poor
care.” "All the groups gave examples of how inade-
quate staffing levels or problems with equipment
could result in negative outcomes for residents." Page
738: "All the groups discussed care workers feeling
undervalued, ignored, underpaid, or blamed when
things went wrong or not wanting to do the job and
that this led to abusive practice." "...a greater likeli-
hood of lower quality, including abusive care by staff
that did not want to do the work.” "Care workers felt
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Costs?
No.

hurt by or angry toward residents who reacted badly
to them and this may have made problems worse.”
Page 739: "Care workers in all the groups described
abusive situations occurring due to insufficient re-
sources or competing demands, such as residents
waiting for personal care, or being denied the atten-
tion they needed to have enough to eat, to be moved
about safely, or to meet their emotional needs." Page
740: "There are legal, employment, and social barri-
ers to care home workers reporting abuse they have
witnessed or perpetrated, but they are the most likely
to witness abuse."

12. Fleming J, Brayne C and Cambridge City (2008) Inability to Get Up after Falling, Subsequent Time on Floor, and Summoning Help:
Prospective Cohort Study in People over 90. BMJ (British Medical Journal) 337, 1279-1282

Research aims.

PICO (population, intervention,
comparison, outcomes).

Findings.

Overall validity rat-
ing.

Study aim

To describe the inci-
dence and extent of ly-
ing on the floor for a
long time after being
unable to get up from a
fall among people
aged over 90; to ex-
plore their use of call
alarm systems in these
circumstances.

Participants

Older people receiving home care
90 women and 20 men aged over
90(n=110), surviving participants of
the Cambridge City over-75s Cohort,
a population based sample. Partici-
pants’ usual place of residence (own
homes or care homes), mostly in
Cambridge.

Older people receiving social care
Participants’ usual place of residence
(own homes or care homes), mostly
in Cambridge.

Narrative findings

Barriers to using alarms arose at several crucial
stages: not seeing any advantage in having such a
system, not developing the habit of wearing the pen-
dant even if the system was installed, and, in the
event of a fall, not activating the alarm— either as a
conscious decision or as a failed attempt. These are
detailed in box 1 on page 6: All DIRECT QUOTES
FROM PAGE 6: 1. Examples of not wanting/having a
call alarm: “My niece is only next door. | can bang on
the wall if | need to call help.” Daughter's comments:
She refuses to have a call alarm because she thinks it
would keep going off by mistake. She is worried
enough about the string pull alarms in each room
[sheltered housing scheme] and often won’t turn on

Overall validity rating
++
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Methodology
Mixed methods

Follow-up of partici-
pants in a prospective
cohort study of ageing,
using fall calendars,
phone calls, and visits.
Data were collected on
the immediate conse-
quence of falls among
participants of a popu-
lation-based study—
the Cambridge City
over-75s Cohort
(CC75C). The meth-
ods have been de-
scribed in detail else-
where for the cohort
overall
(www.cc75c.group.ca
m.ac.uk), a longitudinal
cohort study of older
old people. This cohort
initially recruited partic-
ipants through general
practices in the 1980s,
when they were all
aged 75 or over. Re-
peated surveys since
baseline have gath-
ered data on a range
of variables including
sociodemographics,

Sample characteristics

Sex

90 women and 20 men aged over
90(n=110).

Sample age

Table 1, page 2: All participants
(n=110): Mean (SD) 94.4 (2.4) Partici-
pants with =1 fall reported (n=66):
94.6 (2.6) Participants with no fall re-
ported (n=44): 94.2 (1.9)

Level of need

Page 3: Participants were predomi-
nantly frail—most were unable to
climb stairs, nearly a third were una-
ble to walk outdoors, one in 10 were
housebound, and about one in three
were severely cognitively impaired.

Sample size

90 women and 20 men aged over
90(n=110), surviving participants of
the Cambridge City over-75s Cohort,
a population based sample.

Costs?
No.

the kitchen or bathroom lights in case she pulls the
wrong cord by mistake.” 2. Having a call alarm but not
wearing it “I have got one but | don’t have to wear it
yet, | just hang it on the back of the chair there.” ‘I
wasn’t wearing my pendant. | don’t usually wear it . . .
It was quite a struggle to get up. It took about half an
hour. My sister pushed me across to the sofa bed and
we used that to help get me up...I've been thinking af-
ter you asked last time, maybe | should wear it when
my sister is out.” “I'd already taken it off ready for bed
and put it on the bedside table then | couldn’t reach
it.” [Lost balance getting undressed, was on the floor
all night until next morning finally attracted the atten-
tion of someone delivering a newspaper by calling
through the door bell intercom] 3. Examples of wear-
ing but choosing not to use it: “| wanted to be able to
get up by myself. It took me a long time to get up but |
did it in the end. It makes me annoyed if | have to
have help.” [Fell bending down to pick up a letter at
the door] “I didn’t want to use the call alarm, although
| was wearing it, for fear of being taken into hospital.”
[Trying to stand up from the toilet, fell on her back] “I
grabbed the portable arms round the loo when | lost
balance but they tilted. | took quarter of an hour to
shuffle from the bathroom through to the sitting-room
so | could pull myself up on an armchair.” “Didn’t need
to.” [He stood up from a stool after washing his feet in
a bowl on the floor and fell backwards. Difficult getting
up—pulling himself up by the sink he fell backwards
again, but still didn’t use his call alarm] Difficulty in ac-
tivating alarm “I couldn't have reached the
alarm...like, well, I've got the frame but | can’t always
reach it.” [Fell trying to get from bed to commode
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physical and mental
health, function, and
detailed cognitive as-
sessment that included
the mini-mental state
examination. All those
who took part in the
2002-3 survey (90
women and 20 men)
were followed up in a
prospective study of
falls for one year or un-
til death if sooner. Data
recorded after each fall
included whether the
individual who fell had
been able to get up
without help, how long
they were on the floor,
any injuries, and
whether they called for
assistance.

Country

UK

Participants’ usual
place of residence
(own homes or care
homes), mostly in
Cambridge.

Source of funding
Government
This study was sup-

while in hospital] “I tried to call Care Call but the pen-
dant didn’t work because there’d been a power cut
the day before.” [The trolley he was walking with
tipped up and he went over too, got himself across
floor to climb up onto armchair in about 10 minutes,
then waited a couple of hours for his carer to come]. “I
was wearing my alarm but | didn’t think it would work
out there in the street so | didn’t even try it.” [Lost bal-
ance at the gate, fell on pavement outside her flat] “Is
at the kerb trying to get up but | couldn’t. After what
seemed like ages a car came by and a man wound
down his window to ask if | was okay. He helped me
up and back indoors.” “It always seems a long time
when you’re waiting but | don’t suppose it was really.”
[Found on floor by carer, confused. She had not set
off the alarm, although she thought she had]
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ported by an NHS ex-
ecutive research and
development unit
health services re-
search fellowship.
Pharmaceutical
Supported by the
BUPA Foundation.

13. Fleming J, Glynn M, Griffin R et al. (2011) Person-centred support: choices for end of life care. London: Shaping Our Lives

The aim of this study was to col-
lect the views of residents, their
carers or relatives of older people
living in five independent care
homes and staff in those homes
on the barriers to person centred
support at the end of life and how
these barriers might be overcome.
This was part of a larger project
called 'the Standards We Expect'
aimed at guiding the development
of systems and processes to sup-
port social care service users to
determine how their rights/needs
are met, through user involvement
and negotiation among key stake-
holders, and dialogue with a wider
network.

Older people receiving social care
Professionals/practitioners
Carers/family members
Administrators, commissioners,
managers

Sample characteristics

Sex

SERVICE USERS: 6 were female
and 2 were male. RELATIVES: 10
were female and 4 were male.
Practitioners/Managers: 16 were
female and 2 male.

Ethnicity

SERVICE USERS: All stated their
ethnicity as White British.

RELATIVES: All stated their eth-
nicity as White Biritish.

Study conducted over a period of
a month in August and September
2007. BARRIERS Lack of EOLC
discussions — Many residents said
they had not talked about end of
life decisions; only some said they
had discussed EOLC with their
relatives or care home staff; none
had spoken to their GP. Only one
resident had recorded decisions
about their end of life. But it was
uncertain if these extended be-
yond the subject of her funeral
and will: No one had advanced
care directives. Is planning for end
of life care person-centred? Resi-
dents spoke about family deciding
what would happen to them when

Research aims. PICO (population, intervention, | Findings. Overall validity rating.
comparison, outcomes)
Study aim Participants Findings Overall validity rating

+
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Methodology

Qualitative study

stages involved: ¢ Collecting sta-
tistics about the number of people
who are admitted to hospital and
what the outcome is. « Reviewing
existing research on end of life
care to identify key messages to
inform research questions. « Col-
lecting views of older people living
in independent care homes, their
relatives and carers and also staff
on end of life care, barriers to per-
son centred care. * Preparation of
a report of the findings. * A semi-
nar for all stakeholders to review
the information and develop a plan
of action involving carers and ser-
vice users.

Country
UK

Source of funding
Voluntary/Charity
Joseph Rowntree Foundation

PRACTITIONERS/MANAGERS:
11 stated their ethnicity to be
White British. 4 described their
ethnicity as Black African, 2 as
Black Caribbean and 1 as Paki-
stani.

Sample age
SERVICE USERS: Average age
was 82.6 years old.

RELATIVES: Average age was 65
years old.

PRACTITIONERS/MANAGERS:
Average age was 46 years old.
Level of need

SERVICE USERS: The average
time the service users had been
living at their nursing or residential

home was 2 years and 10 months.

Sample size

33 people and a focus group of a
further seven carers and relatives
broken down as follows: 8 service
users. 14 relatives 18 individual
practitioners and managers.

Costs?
No.

the time had come, but that in
some cases decisions were not
written down. One resident said
that no one had talked to her
about her wishes as she ap-
proached the end of her life, but
she did not mind this: “No, | don’t
want them to...| have got it on my
mind all the time and it doesn’t go
away. | don’t like being over-pow-
ered with it” (Resident, p15). Re-
luctance of staff to talk with resi-
dents about end of life - This was
one of the most significant barriers
to choice in EOLC. “It is very diffi-
cult when you don’t know them, it
is easier when people have been
here a little while and you have
got to know them a little bit bet-
ter...if | am doing the general pre-
assessment | will probably leave
that question until a little bit later
on in the assessment so at least
you have got a little bit of a feel for
how that person is feeling at the
time” (Practitioner, p20). One resi-
dent had planned his end of life
needs with his son and daughter-
in-law and knew that they had
been discussed with the care
home staff who had ‘not really’
talked these through with him.
Finding the right time to discuss
end of life wishes — Staff generally
felt that end of life discussions
with residents and relatives were
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not appropriate when the resident
first moves in: “We do do the basic
care plan within 48 hours of them
coming in. But things like end of
life care we have a specific page
in the care plan for death and dy-
ing, and so we tend to get to know
them a little bit better and speak to
the relatives and try to formulate
something they are happy with”
(Practitioner, p21). The impact on
families and carers of end of life
planning — Families can experi-
ence immense stress and guilt,
which sometimes led to disagree-
ments between relatives and resi-
dents about end of life issues.
Concern that relatives were mak-
ing decisions on behalf of resi-
dents — Many relatives were mak-
ing important end of life decisions
for their loved one with minimal
resident participation, for example
in relation to completing paper-
work: “If they (residents) are capa-
ble of signing, if not it would be the
next of kin who would be responsi-
ble for it” (Practitioner, p23). One
relative spoke of paperwork about
end of life decisions being filled in
by her family without discussion
with the resident, despite nothing
to indicate that the older person
was incapable: “l don’t know
whether they (staff) have dis-
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cussed it with her but we our-
selves have signed a form, a ‘no
resuscitation.” ... Me and my sis-
ters have spoken about it, we
have not discussed it with my fa-
ther, he is 87, and we decided we
didn’t want resuscitation. But |
don’t think it has been discussed
with her (mother) because | don’t
think she would understand. ...We
haven’t spoken to her because
death to my mother is a bit of a
no, no, she doesn’t want to know
about it” (Relative, p23). Staff atti-
tudes — One resident said she felt
staff attitudes were a barrier to
person centred care at the end of
life: “Attitude, the attitude of some
carers is wrong, they like to boss
old people about and say we are
in charge, they are not, they are
doing a job” (Resident, p24) Fund-
ing and staffing levels — Some in-
terviewees mentioned a lack of
staffing and funding constraints
which had a negative effect on
good practice in care for people in
end of life care. “We could always
do with more resources, we could
always do with someone addi-
tional to sit with people in the end
of life stages, | don’t believe that
anyone should be left on their
own... that can be a problem”
(Manager, p25). Agency staff —
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Support from staff who were ac-
quainted with residents, as the
end of their lives neared, seemed
to vary between homes. “When
agency staff are on my mum has
sometimes no teeth in, she is a
poor eater any way and with no
teeth... Since the changeover in
January in a short time three hear-
ing aids just disappeared and she
is really fretful, she needs her
hearing aid and when she hasn’t
got it she is really disorientated
she is really agitated. So when
things happen like that it is really
distressing and it happens more
when agency staff are on” (Rela-
tive, p27). People who chose to
die at a care home being admitted
to hospital - This was a major bar-
rier to choices in end-of-life care.
Staff spoke of the need to have
the correct end of life paperwork
signed by all required parties, in-
cluding GPs. Without these signa-
tures, problems could arise where
residents were admitted to hospi-
tal when they had previously ex-
pressed a wish not to be. DNAR
from hospital: it was not always
clear if a ‘DNAR’ from hospital ap-
plied in other circumstances. One
traumatic incident occurred where
a resident was resuscitated in
front of her family, as a DNAR
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form supplied for an earlier ambu-
lance journey from hospital was
no longer valid. A lack of prior dis-
cussion and planning can lead to
difficult decisions as the end of life
approaches: “...we had an in-
stance that we had a lady who we
had to ring 999 for, the lady was
nearly 100. And when they all got
here, ... they were just about to
take her off to hospital, and her
daughter said ‘No | don’t want her
to. Is she going to get better? No,
leave her here, | want her to die
here where she is loved and cared
for” (Practitioner, p30). Fear of
blame — Several practitioners
were worried that if they followed
residents’ wishes about not being
resuscitated or taken to hospital at
the end of their lives, this could
lead to criticism and blame for ne-
glect for letting an older resident
die naturally. Cultural differences
at the end of life: There was an
absence of residents from ethnic
minority groups: “We haven’t had
any experience here... Oh we
have, at the time it was a bit of a
panic, it was a Jewish gentleman
that passed away and we had a
bit of a panic trying to find a
Rabbi... At the moment if anything
happens then we would probably
need to refer to the policy book,
generally phone round for specific
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advice or advice from the family
hopefully” (Practitioner, p34).

14. French S and Swain John (2006) Disabled people's experiences of housing adaptations. In: Clutton S, and Grisbrooke J eds, editors.

An Introduction to Occupational Therapy in Housing. London: Whurr Publishers Ltd

Research aims.

PICO (population, intervention,
comparison, outcomes).

Findings.

Overall validity rat-
ing.

Study aim

The section of the
chapter entitled 'Disa-
bled people's experi-
ences of housing ad-
aptations' is based on
interviews with disa-
bled people who have
had considerable ex-
periences with housing
and considerable con-
tact with occupational
therapists in the recent
past. Four interviews
focus specifically on
housing issues and
were conducted for the
specific purposes of
this chapter; three oth-
ers explore the rela-
tionship between occu-
pational therapists and
clients more generally.
The authors aim to
gather some “real
world” experiences for

Participants
People receiving social care

Sample characteristics
Disability
People with physical disabilities

Sample size
Seven disabled people

Costs?
No.

Framework areas

Respect, dignity and control
Personalised support

Care and support for people’s needs

Narrative findings
BARRIERS

1. CHOICE AND CONTROL

When communication breaks down, or there is a
power imbalance, choice and control is challenged.
The resistance to the power relationship with the OT
is described in a female participant’s experience and
words such as ‘battle’: ‘What | did find incredibly diffi-
cult to come to terms with was somebody coming into
my home and saying, ‘This needs to be done and this
is how it's going to be done.” | had no say whatsoever
to the point where...well one of the things is the front
door which is completely flat because I'm in a wheel-
chair. | could cope with a small rise very easily and |
demonstrated that | could manage. What happens
now is that whenever you open the door the leaves
blow in because it’s so flat. | had quite a long argu-
ment, added to which the builder had difficulty finding
such a flat front door’ (p14). She continues to de-
scribe: ‘The only battle that | won, and it was a major

Overall score
+
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the purpose of illustrat-
ing some of the quali-
ties users value in oc-
cupational therapists
and some of the prob-
lems that may occur in
therapy from the user’s
viewpoint (Authors,

p10).

Methodology
Qualitative study
Seven targeted inter-
views with disabled
people - four focus
specifically on housing
issues and three ex-
plore the relationship
between occupational
therapists and service
users more generally.

Country
UK

Source of funding
Not reported.

argument that held up all the work for about three
months, was that they wanted to lower all the work
tops in the kitchen to my height and | kept pointing out
that there were three other members of the family and
| didn’t want to have to do all the work! What we actu-
ally did was a carpenter friend of mine put rollout tops
under the existing tops so | have something my height
and they’ve got something at their height. It was as if |
was living on my own and that the property was
theirs’ (p14).

2. BEING LISTENED TO

Another female participant, describes significant prob-
lems in being listened to or believed. For example,
she had problems closing the backdoor to her block
of flats and the other tenants started to complain that
the door was being left open. ‘So | started to get no-
tices pinned on the back door that said, “Please keep
this door locked at all times, close the door”. And if |
put two wheels over my ramp they would slam the
door even if | was going into my garden area and I've
always had to have keys to get back in. An OT visited
me... and | explained that | couldn’t drive the wheel-
chair and shut the door and she said could they at-
tach a hook thing on to my shoulder that would hook
on the door and, if | was able to manoeuvre the chair
properly, this hook would grab on to this other thing
and the door would shut behind me. And | thought
“‘Well | might get decapitated or something.” | said, “I
don’t think that’s going to work.” It took many, many
months for the OT system to put this right. | had to
demonstrate that | couldn’t actually shut the door to
three different people...Then they said yes | could
have my remote on that door’ (p16).
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3. OT CONSTRAINED BY SYSTEM

A third female interviewee, felt that occupational ther-
apists are constrained by the system. ‘I think the diffi-
culties have been with the previous OT. She was all
too aware of what she was allowed to recommend
from a financial point of view and she was very aware
of what the process was ... But instead of saying...
“We aren’t going to get funding for a downstairs toilet
until M is eight because that’s the way the system
works”, if she’d said “Yes | really feel that M is entitled
to a downstairs toilet, of course he should have a toi-
let, but | just cannot get it for him,” then | could have
understood that. But she didn’t, she kept saying that
until he’s eight he doesn’t need a toilet downstairs.
And she’d turn up with commodes and all sorts of ri-
diculous equipment’ (p16).

4. POWER IMBALANCE

The provision of designs and equipment and the type
of relationship initiated are elements that are part of
the development of a power relationship. For in-
stance, another participant found her occupational
therapist distant and rigid and was helped by a friend
and her carer when OT equipment could not be used:
‘When | got home the social service OT came and
she started as if it was day one with a big assessment
when I'd had the whole thing done in hospital. | was ill
and in a lot of pain, sick most of the time, couldn’t eat,
and | couldn’t be doing with it. | thought, “Just go
away, just go to the hospital and they’ll tell you every-
thing you want to know.” She was neutral. She was
just doing her job with her clipboard. | can’t remember
her name - she was just a professional. She came
back to say that there was a waiting list for this bath
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thing so I'd have to have bed baths for three months
from the carer. Finally this thing arrived, none of us
knew it was coming, it came with a man in a van —a
lovely, friendly man with this contraption — but it didn’t
fit. We got to “breaking rule time” then which meant
“blow what they said.” My friend and my carer got
these two boards and they made a slide system to the
bath. The OT didn’t help one bit. When we told her
the contraption wouldn’t work she said “Well, that’s
that then, it will have to be bed baths.” She never
came again’ (p17).

FACILITATORS
1. CHOICE, CONTROL AND PARTNERSHIP

Where user choice and control exists alongside a
genuine working partnership with the occupational
therapist, creative and satisfactory solutions can be
found. A mother and son’s examples portray this
where occupational therapists understood and sup-
ported their wishes. The mother believes that the OT
assigned to her son is constrained by finance, but,
despite this, she supports the mother and not the sys-
tem. ‘She makes recommendations that are clearly
based on what she believes to be right and she lis-
tens and she’s prepared to alter according to family
circumstances. An example of that would be when
she originally looked at our old house for rails around
the house, she made the recommendation, came
back for comments, and took on board what | had to
say, and made some alterations. She’s also got off
the fence and written to local authorities, complained
and pleaded with them to alter curbs, pavements,
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roads around the house. It is not part of her brief re-
ally but she is prepared to do that’ (p17).

The son describes: ‘When | was being offered accom-
modation by the local authority and the housing asso-
ciation it was very useful to have the OT there who
could say “Well no, that’s not actually suitable for this
person.” That | found useful because | felt very pres-
sured to just take somewhere to live whenever | was
offered somewhere. | was in crisis and | was thinking
“No this isn’t right, this will not work” and | was really
worried that | wouldn’t be able to get out...I found that
they reassured me and fought my corner, which was
to say “Don’t you worry, stop in that short-term ac-
commodation as long as you need to, until it’s right for
you, don’t feel pressured to take something that’s
75% of the way towards something you are after if
you physically can’t cope with it”...So | think they give
you psychological support as well because of their ex-
pertise when everyone else was saying, “Well it's a
disabled flat so just get yourself in there™ (p18).

15. Gajewska U and Trigg R (2016) Centres for people with intellectual disabilities: Attendees’ perceptions of benefit. Journal of Applied
Research in Intellectual Disabilities 29, 587-591

Research aims

PICO (population, intervention,
comparison, outcomes)

Findings

Overall validity rating

Study aim

The study aims to ex-
plore the perceptions
of people with intellec-
tual disabilities of the

Participants

People receiving social care - People
with intellectual disabilities who at-
tend a day and community learning
centre.

Framework areas
Care and support for people’s needs

The study investigated whether the day centre was
supporting the participants by meeting certain identi-
fied needs:

Overall score
+
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benefits of attending
day and community
learning centres, and
whether the stated
goals of the centre
studied by this piece of
research, of providing
social support, life
skills and greater con-
trol by attendees over
their lives, are being
met.

Methodology
Qualitative study

Unstructured individual
interviews.

Country
UK — East Midlands.

Source of funding
Not reported.

Sample characteristics
Sex — 4 male, 3 female.
Sexual orientation — Not stated.

Disability — All have intellectual disa-
bilities, and are described as having
‘a mild level of disability' (587).

Ethnicity — Not stated.

Sample age — 'approximate age
ranged from 23 to 54 years' (p588).
The report stated that participants'
true ages were not used, to protect
their anonymity.

Level of need — Participants de-
scribed as having a 'mild level of disa-
bility' (p588).

Socioeconomic position — Not stated.

Sample size

Sample size — There were 7 partici-
pants in the research.

Costs?
No — Not stated.

— addressing people's isolation from their communi-
ties through enabling them to form relationships with
other attendees, staff and volunteers

— enabling them to socialise with people who have
had similar life experiences to them, so reducing lone-
liness

— helping attendees to become more independent
and find employment by helping them to develop life
skills and acquire qualifications.

The study found that most participants had acquired
new skills, leading to them having greater confidence
in themselves and their abilities. Feeling proud of
what they had achieved also made them feel more
confident. Participants report having an improved self-
image: "I’'m a better person for it. I'm not a bad per-
son" (p589). Participants also report feeling a sense
of purpose: "I've got something to do with my life"
(p589) instead of being 'bored' or 'wasting their life
away' (p589).

Narrative findings

The report provides a list of the themes that it states
emerged from the data provided by the interviews,
comprising 4 themes (Skills, Social support, Control
and Self-image) and 11 sub-themes. However the re-
port does not supply the findings for all of these head-
ings, and focuses exclusively on themes of 'internal
control' and the three sub-themes, which come under
the theme of 'Self-image’.

The report finds that:
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Internal control

'Some participants reported having better control over
their emotions and behaviours after attending the
centre. This was partially due to greater understand-
ing of others and their perspectives' (p588-9). An ex-
ample is provided of one participant who became less
argumentative and more tolerant of others:

‘People said that, even “J” said I've changed. “P” said
when | first came here | was abrupt which means
quick temper, something to do with temper isn't it?
Yeah, angry. But | calmed down a hell of a lot’ (Partic-
ipant, p589).

Self-image: confidence

The authors’ state that 'most participants expressed
greater confidence in themselves and their abilities,
following the mastery of new skills' and became more
confident socially through learning to deal with unfa-
miliar situations (Authors, p589):

[Before attending the centre] | wouldn’t have done
the pack bags at Asda and it’s talking to other people
because it’s the people who need the bags packing...
| wouldn’t have done that couple of years ago but I'd
do it now’ (Participant, p589).

Self-image: self-worth

The authors comment that participants spoke about
having increasing respect for themselves, which in-
cluded recovery from maltreatment, and that being

praised for their work helped achieve this recovery:
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‘Started liking myself... Pff, | never liked myself...Obvi-
ously [because of] the way that I've been brought up,
the way I've been treated over the years. That’s all
changing and I’'m a better person for it. 'm not a bad
person’ (Participant, p589).

Self-image: purpose

The authors describe centres providing participants
with different opportunities, which gave them a sense
of purpose such as enabling them to carry out activi-
ties to benefit other people:

‘Yeah it made me more erm happy. I've got some-
thing to do with my life, like helping other people, rais-
ing money for other... erm things to do here and all
that so it is—it’s a good thing’ (Participant, p589).

16. Glendinning C, Clarke S, Hare P et al. (2008) Progress and problems in developing outcomes-focused social care services for older
people in England. Health & Social Care in the Community 16, 54—63

This paper examines
some of the practical
challenges in the plan-
ning, commissioning,
and delivery of out-
comes-focused social
care services and the
ways in which they can

Older people receiving social care.
Professionals/practitioners
managers and practitioners (postal
survey element).

Sample size
Postal survey — From 222 adult social
care managers and practitioners in

The research, a postal survey and case studies in six
localities, was conducted between June and Decem-
ber 2005. Note: Change outcomes relate to improve-
ments in physical, mental or emotional functioning.
Maintenance outcomes are those that prevent or de-
lay deterioration in health, wellbeing or quality of life.
Process outcomes refer to the experience of seeking,
obtaining and using services.

Research aims. PICO (population, intervention, Findings. Overall validity rat-
comparison, outcomes). ing.
Study aim Participants Findings Overall validity rating
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Research aims.

PICO (population, intervention,
comparison, outcomes).

Findings.

Overall validity rat-
ing.

be addressed by draw-
ing on a recent study
into the progress of so-
cial services depart-
ments in England and
Wales in delivering
outcomes-focused ser-
vices for older people
(Glendinning et al.
2006). The research,
involved a postal sur-
vey and case studies
in six localities in Eng-
land and Wales.

Methodology
Mixed methods

A postal survey (using
quantitative and quali-
tative measures) and

case studies in six lo-
calities.

Country
UK
England and Wales

Source of funding
Government
Department of Health,
as part of their pro-
gramme of social care
research at the Social

England and Wales known to be in-
terested in developing outcomes-fo-
cused services in all across England
and Wales, 54 responses returned.
Case study — across the six sites, 82
staff and 71 service users took part in
interviews or discussions.

Costs?
No.

CASE STUDIES SERVICE COMMISSIONING —
change outcomes All the case study sites had re-
cently established intermediate care and re-ablement
services. Staff working in re-ablement and rehabilita-
tion services voiced concerns that, where significant
change outcomes had been achieved, these were not
always maintained in the provision of longer-term
support: 'lIt gets so far, then it's out of our hands and
we can’t follow it through. The end result, we don’t
know...” (Re-ablement service manager, p59).

SERVICE COMMISSIONING — maintenance out-
comes Maintenance outcomes are critical in helping
older people who need longer-term social care sup-
port. But, considerable evidence points to the rigid na-
ture of the commissioning and delivery of home care
services; which means that such services cannot al-
ways deliver a full range of desired maintenance out-
comes (Knapp et al. 2001, Francis and Netten 2002,
2004, Ware et al. 2003). Managers in some sites said
that the home care services they commissioned were
aimed mainly at physical maintenance rather than
wider social or quality of life outcomes. Service users
agreed with this and said they would like to get out
more but had no one to take them — this was not part
of their home care service (p59).

POSTAL SURVEY AND CASE STUDY - showed that
‘Outcomes’ can have different meanings for medical
and social care professionals and debates about
‘medical’ vs. ‘social’ models had impeded the devel-
opment of integrated outcomes-focused day services
in one site. Very few examples were found of initia-
tives that respondents considered outcomes-focused
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Policy Research Unit, that had been in place for more than 3 years. Moreo-
University of York. ver, even in the case study sites, selected because
Voluntary/Charity they reported having outcomes-focused services in
Social Care Institute place, users said while individual outcomes-focused
for Excellence. services were undoubtedly highly effective, their

spread was nevertheless sometimes fragmented. The
outcomes valued by older people appeared most
likely to be achieved in services with strong inter pro-
fessional teams and devolved resources over which
staff had extensive control. For example, in re-able-
ment services, day centres and residential care
homes, staff had access to a range of skills and re-
sources they could deploy flexibly in response to us-
ers’ priorities and concerns. However, there appeared
to be inconsistency between these examples of out-
comes-focused practice and service users’ wider
lives. For example, day centres could provide excel-
lent quality services, with strong emphasis on process
outcomes, for users. However, support for users to
maintain their own social activities outside the day
centre was non-existent. Authors point to 'most strik-
ing disjunction' between short-term re-ablement ser-
vices and longer-term home care services, where the
latter often ackn