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An Inquiry by Social Workers into Evening Routines in

Community Living Settings for Adults with Learning Disabilities
Abstract

Significant progress has been made since the 1980s in supporting adults with
learning disability to live independent lives in the community. In 2012, the
Department of Health in England announced the latest policy initiative to further
invest in community support for people with learning disabilities, Transforming Care.
Building the right community supported living setting for people does not in isolation
provide for a comprehensive strategy towards achieving a paradigm shift in how
people with learning disabilities experience their full right to inclusion in their

communities.

We undertook a practice inquiry into the quality of life experienced by people with
learning disabilities. Social workers chose the focus of the inquiry to be on people’s
evening routines to answer the question — were people living in the community
experiencing independence or did institutional routines define their lives. The
findings were that 69% of people with a learning disability were either in bed or were
ready for bed. There was evidence that institutionalised routines existed in the
settings with an association between an early evening meal time and the person
being ready for or in bed (p=0.0001 at Time 1 and p=0.051 at Time 2). Implications

for social work practice are discussed.
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Introduction

From the early 1980s the UK has implemented a programme of deinstutionalisation
(Emerson & Hatton 2006) which superficially appears to be achieving its ambitions of
increasing choice for people with learning disabilities and enabling them to live
independent lives within the community (DH 2001, 2006, 2007a, 2007b, 2009). Over
the last decade, the proportion of people with learning disabilities whose choices
were restricted to a long stay in a hospital bed has nearly halved (Glover & Olson
2012, NHS England 2015a). However, in 2012 the BBC broadcast a programme on
Winterbourne View care home for adults with learning disabilities which provided
evidence of routine mistreatment and abuse of vulnerable adults which was not
identified through compliance procedures or regulatory inspection visits (DH 2012).
A series of national reviews have taken place subsequently, including the
Winterbourne View Joint Improvement Programme, and following the homes closure
(LGA 2015) the Transforming Care programme (NHS England 2014, 2015b). The
ambition for the national programmes is to improve the lives of learning disabled
people and/or people with autism whose behaviour challenges professionals and
services through reducing inappropriate stays in hospital settings and increasing the
extent to which people experience independence, inclusion in their community, and
are able to make choices about how they want to live their lives (NHS England
2015b). Whilst the Transforming Care policy intent is targeted at people who were
at high risk of an inpatient hospital admission, the associated national service model
described in Building the Right Support is ambitious, describing a framework which
aims to achieve better outcomes for the total population of people with learning
disabilities and/or autism within local areas. However, despite the rhetoric of
independence and choice in government policy towards adults with a learning

disability, there is little evidence that a change is taking place to make the policy

3|Page



intent real through appropriate levels of resources being made available to secure

more autonomous lives for those requiring support.

Whilst creating the conditions to enable people to live independently is a major
milestone towards upholding people’s Article 19 rights (EPRS 2016), the proposed
national service model does not yet describe a comprehensive strategy towards
achieving a paradigm shift from services taking for granted that their services are
‘helpful’ (Morgan 2012) towards services instead viewing their approach from
the perspective of being there to safeguard and uphold a comprehensive
programme of enforceable rights (EHRC 2014) as provided for by the UN
Convention of the Rights of Persons with Disabilities (UK Enable 2015). Article 19 of
the CRPD enshrines the right of persons with learning disabilities to live fully
inclusive lives, enabled through wide ranging community support and access to
independent living. For social workers working in the field of learning disabilities
social work, whose professional practice identity is defined through being grounded
in human rights (BASW 2014), the drive towards desinsitutionalisation has had a
major impact on practice over the last three decades. Brokerage of support for
people to live independent and fulfilling lives, accessing the full range of their rights
as UK citizens, has become a major focus of learning disabilities social work

practice.

In 2016, the Department of Health in England announced in the newly published
vision for adult social work (DH 2016) the intention to pilot the role of a Named Social
Worker in the field of learning disability social work. There are 6 pilot sites where
social workers are piloting the role, including Camden, Nottingham, Sheffield,
Liverpool, Hertfordshire and Calderdale. In Hertfordshire and Calderdale, the
approach being advocated for is one grounded in human rights and citizenship in

keeping with the global definition of good social work practice (BASW 2014). The
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focus on the human aspect of social work reflects the observations of Goodley &
Runswick-Cole (2014) that learning disabled people’s voices, independence, politics
and capacity for self-advocacy has been systematically dehumanised by society.
The limited access to community experiences, social networks and choice-making
opportunities (Emerson et al 2014) which people with a learning disability
experience, continues to impact significantly on their health and well-being (Hatton el

al 2016).

It over 50 years since, Erving Goffman proposed a definition for a total institution in
his seminal book Asylums. Goffman observed such “closed world” settings featured
breakdowns of the distinctions which would usually exist between play, work and
sleep so that all happened under a single authority within a single setting. In the
total institution people would live depersonalised lives following rigid institutional
routines which helped maintain social distance between the staff in the setting and
the person. Whilst in the UK deinstitutionalisation has led to the asylums being
decommissioned and significantly more people living in community settings, the
mindset of the total institution is pervasive and has followed people into their new
homes manifesting as restrictive institutionalised routines which continue to limit their
life experience (Hatton et al 1996, Emerson & Hatton 1994). The emergence of self-
advocacy groups such as Stay up Late Campaign (2012) is a reaction against the
intransigence of the institutionalised, infantilizing mindsets which lead to routinised

meal times and bed times.

Inspired by the Stay up Late Campaign, in 2015 two social work teams who were
supporting people to live more independent lives set out to find out whether
routinised care and support on an evening was the experience of the people they
were supporting. Specifically they set out to ask what was happening in community
home settings for people with a learning disability at 8pm on an evening. This paper

reports on the findings from the evaluation.

5|Page



Methodological and Ethical Choices

The service evaluation followed National Research Ethics guidelines and the design
took account of the Joint University Council Social Work Education Committee code
of practice for research ethical and moral guidance (JUC 2016). Participant consent
was secured from all participants who were invited to contribute to the study.
Information about the study was provided in Easy Read format for those who
requested it. It was made clear in the consent literature that people did not have to
participate if they chose not to do so. Social workers who were also qualified as
Best Interest Assessors were involved in the design and implementation of the
evaluation to ensure that the rights of people with learning disabilities who may have
lacked capacity to consent to participate were upheld. The initial analysis was
shared with people who participated in the study during a focus group session to
support the process of making sense of the findings.

The evaluation was conducted as a form of practitioner-led research in action.
Practitioner-led research aims to integrate knowledge generation with actions and
experience which will generate recommendation to further improve practice (Heron &
Reason 2001, Shaw, Lunt & Mitchell 2014). It is particularly relevant for service
evaluations involving social workers where critical participatory action research

traditions are coherent with cultural conventions (Kemmis 2008).

Methods

Design

Four evaluation visits were conducted, two in each Local Authority. The settings
were purposefully sampled from across a range of community based
accommodation settings for adults with learning disabilities. including supported

independent tenancies, supported living and CQC registered residential care homes
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and residential with nursing care homes. The demographic characteristics of
individual participants was not collected during the audit, statistical analyses were

therefore conducted as independent variable tests.

Two unannounced evaluation visits took place in each Local Authority area, repeated
6 months apart to provide results for comparison at different times of the year. The
visits were unannounced to reduce the risk of the Hawthorne effect (Adair 1984)
resulting in behaviours changing within the settings as a result of the evaluation
taking place. Evaluation teams of qualified social workers from the Learning
Disability Social Work services in both LA1 and LA2, visited each of the settings
wearing their ID Badges with a covering letter from the Director of Adult Social
Services explaining their role and the purpose of the evaluation. In total 112 social
workers took part in the evaluation visits working in teams of two. Each pair visited
up to two settings on the night of each audit. The evaluation visits in LAL took place
between 2000-2100 hours on one Friday evening in March and October 2015. The
evaluation visits in LA2 took place between 2000-2100 hours on one Thursday
evening in January and June 2015. These four visits provided data which covered
different points of the calendar year, providing insight about the extent to which
people were independently choosing how they structured their evening or whether

they were subject to institutional routines.

Procedure

In LA1L, 33 settings owned by 12 care providers were visited during the Time 1 visit,
providing accommodation for 160 people, of which 135 participated in the evaluation.
Twenty-nine of these settings were revisited during the Time 2 visit six months later
providing accommodation for 143 people of which 127 took part in the evaluation.
Three settings had been decommissioned since the first visit and were no longer
providing accommodation for adults with learning disabilities and a further unit was in

the process of being decommissioned. The evaluation teams in LAl each visited
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two settings, the first visit taking place at 2000hrs and the second 2030hrs on a

Friday evening.

In LA2, 23 settings owned by 18 care providers were visited during the T 1 visit
providing accommodation for 136 people, all of whom participated in the evaluation.
Fourteen of the settings evaluated in LA2 were re-visited six months later during the
T 2 visit. An additional two settings providing accommodation for 16 people were
also visited which had not previously been evaluated. One of these additional
settings was run by a care provider where the evaluation team had found 90% of
residents were ‘ready for bed’ during their T 1 visit. The settings visited during the T
2 visit provided accommaodation for 110 people, all of whom participated. Fewer
settings were visited the second evaluation due to reduced availability of social
workers to contribute to the data collection process. The evaluation teams visited all

settings in LA2 at 2030hrs on a Thursday evening.

Data was categorised and coded by the social work managers organising the
evaluation. The categories were: gone out; up and not ready for bed; up and ready
for bed; in bed awake; and in bed asleep. In addition, the social workers recorded
the hour in which the person had eaten their evening meal. The social workers in
LA1 and LAZ2 also recorded in field notes free text any comments given by staff in the
settings where they volunteered an explanation as to why people were in bed at the

time of the visit.

An evaluation tool* was used in all four visits to improve the rigour of data collection
procedures. To address concerns that the evaluation would by nature provide a
limited snap shot in time, data collection was repeated in each Local Authority six
months after the original visit. The purpose of the T 2 visit was to validate the T 1

observations and enable comparisons to be made between the findings.

! The evaluation tool is available on request from the authors
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Materials

The evaluation tool was developed by social workers involved. It was designed to
capture data in relation to meal times, evening routines and free text commentary,
where offered, about the reasons why people were in bed if this was found to be the
case. The same evaluation tool was used in all four visits conducted in both LAl
and LA2. The social workers completed the evaluation tool during the visit which
captured information about meal times and where people were at the time of the
visit.

Analysis

Faced with the volume of data generated, the approach towards systematic analysis
and interpretation (Robson 2011) of data was framed using a set of rules (Silverman
2011). These rules emphasised getting stuck into the analysis from an early stage,
allowing the narrative to emerge from the data rather than trying to leap to early
hypotheses, and being thorough and true to the data throughout the process to

improve the validity of the analysis and findings.

From the outset analytical choices were made in relation to data management, with a
view towards achieving reliability through use of low-inference descriptors (Seale
1999). The Evaluation Team in LA1 captured field notes providing descriptions of
what choices had been made about people’s bed time routines in the language of

the person living in the settings or the staff working there (Silverman 2011).

In LA1, data was uploaded by the team who had collected it to a Share Point site
from which it was extracted and analysed using Microsoft Excel. In LA2 the data
was manually inputted into Microsoft Excel for analysis. The statistical significance
was calculated using independent samples tests - Fisher's Exact Test and Chi-

Square analysis.
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Secondary data was collected through a search performed on the Care Quality
Commission (CQC) web site for the most recently published CQC ratings and reports
on outcomes from inspection. In LAl an additional search was conducted on the
proprietary management information system which recorded adult safeguarding

alerts and requests for authorisation under Deprivation of Liberty Safeguards.

Findings

The evaluation involved visits to 56 settings managed by 28 care provider
organisations across both Local Authorities. Two of the provider organisations were
found to be operating in both Local Authorities. The settings provided
accommodation for up to 313 people (range 1 — 16), with an average of 5 people
living in each setting. Most (89%) of people living in the settings chose to participate,

with 507 contacts made during the four evaluation visits.

Twenty of the settings visited were classified by the Care Quality Commission (CQC)
as regulated supported living settings (CQC 2015a). Seven care agencies managed
these settings. At the time of the evaluation, nearly three quarters (71%) were rated
as ‘good’ in their most recent inspection report. One of the providers was rated as
‘requiring improvement’. One provider’s rating changed during a CQC routine
inspection which took place between T 1 and T 2 from ‘good’ to ‘requires

improvement’.

Four of the settings in LAL visited during the evaluation were classified by the
evaluation team as ‘supported accommodation’. People living in these settings were

sustaining an independent tenancy with personal assistance.

Thirty of the settings visited were registered with the CQC for provision of residential
care, six of which were also registered for residential with nursing care. There were

207 people living in these settings who participated. At the time of the evaluation,
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94% of the settings registered with CQC for residential care were rated as meeting

all care standards (CQC 2015b) in their most recent inspection reports.

Table 1 about here

Across all four visits, 69% of adults with learning disabilities who participated in the
evaluation were engaged in some form of bed time related routine by 2030hrs on an
evening. Nearly three quarters (73%) of those who were observed to be ready for
bed at the time of the visit had eaten their evening meal between 1700-1800hrs.
Applying Fisher’s exact test, at T 1 there was a strong association (p=0.0001)
between the early evening meal time and the person being ready for or in bed by
2030hrs. At T 2 an earlier meal time was not as strongly associated (p=0.051) with
being ready for or in bed by 2030hrs. The results across both times were that if the
person had an early meal, they were relatively unlikely to be up and not ready for
bed by 2030hrs (24.1% of people who had an early meal at T 1; 29.0% of people
who had an early meal at T 2). However, people who had a later meal possibly
became less likely to be up and not ready for bed by 2030hrs from T 1 = 59.0%; T 2

=42.6%.

The evaluation found across all four visits that 7% of people had gone out, 24% were
up but not ready for bed, 34% were up and ready for bed, 19% were in bed awake

and 15% were in bed asleep (see Table 2 for details).

Table 2 about here

There were significant differences (Chi-square = 38.66, df=3, p<0.001) observed in
the proportion of people who were up and those who were ready for bed or in bed
between the different types of accommaodation setting (see Table 3). People living
independently through a supported tenancy agreement were 1.75 times more likely
to be up and not ready for bed, and 4.5 times more likely to have gone out for the

evening than people living in any other setting. People living in residential with
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nursing care were 1.8 times more likely to be in bed at the time of the evaluation

Visit.

Table 3 about here

The evaluation visits in LAL also captured free text commentary from staff working in
the settings managed by care providers. Narrative accounts of why people were
found to be ready for bed were recorded from 32 care provider staff during T 1 and
37 provider staff during T 2. At T 1 nearly half (43%) of the narrative accounts were
framed as being the person’s choice. At T 2 89% of the narrative accounts presented
the decision to go to bed as a positive choice on the part of the person with learning

disabilities.

Discussion

The findings indicate that whilst significant progress has been made in implementing
a service model in the UK which encourages independence through choice of
accommodation, new forms of controls have replaced the old institutional ones
(Emerson & Hatton 2006). Despite over 20 years of public policy interventions
designed to reduce health inequalities and improve the quality of the lives led by
people with learning disabilities, institutional routines were found to continue to be a
pervasive feature. People with a learning disability living in the settings visited
during the big bed time audit were experiencing lives defined by meal and bed time
routines. There were, however, significant differences observed between the types
of accommodation setting which suggest that the more independent the service
model defining the environment, the more likely it would be that the setting operated

in a way that promoted self-governance and autonomy (O’Shea 2012).

The dehumanising impact of staff in the settings using operating routines to manage

the lives of the people with learning disabilities living there is illustrated in the artefact
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which the evaluation team found pinned to the chair of a person living in one of the

settings visited:

‘Dinner 5pm; Bedtime 6pm; With Medication; Night Night; Sweet Dreams’

In another setting the evaluation team found that there was only a single worker, in
contravention of the person’s care plan. The plan identified the need for double
staffing support, when questioned by the evaluation team the staff reported that the
person was ‘padded up in case of incident’. In a setting accommodating 12 male
residents staff were found to be sat together watching Coronation Street. None of
the residents were watching the programme, they told the evaluation team that they
must not disturb the staff as ‘staff are busy, staff have jobs to do’. People largely
perceive themselves and others in relative terms, drawing reference from the value
they attribute to others. The observations recorded during the visits should be
contextualised within the limitations of the study including the decision taken at the
design stage not to collect data on the demographic characteristics of participants
which may have generated deeper insights into the patterns observed However, the
findings suggest that further research into the cultural conventions which exist within
supported accommodation settings could add value to the Transforming Care

approach as the new service model is implemented across the UK.

A recurrent theme within the responses given by staff working in settings where
people were found to be ready for bed at the time of the evaluation visit was to
positively frame that people were exercising ‘choice’. Whilst it is possible to argue
that people who were found to be ready for bed were understanding, reasoning and
exercising control, significant differences were observed between the types of setting
which indicate that there are more complex contextual factors influencing decision
making about bed times. As shown in Table 3, people were found to be ready for

bed during the evaluation in all settings which were managed by a care provider. The
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largest proportion of people who at the time of the evaluation were found to have
plans for the evening were living in accommodation which met the definition of a

supported tenancy setting.

Limitations

The study was small scale, whilst the approach determined was to ensure practice in
conducting the evaluation was in keeping with ESRC and JUC principles, the size of
the sample by nature amplified issues which were of particular importance within the
sample. It is problematic to generalise the findings to the experiences of adults with

learning disabilities living in other types of supported accommodation or to

extrapolate the findings to a bigger, regional or national picture.

Due to practicalities there are limitations with the controls
including the audit was conducted on a Friday in LA1 and
a Thursday in LA2 and the evaluation tool was not able to
be used in all settings in LA2 during the first evaluation
and had to be completed retrospectively. Data collected
in LA2 was manually inputted into Microsoft Excel for
analysis. This resulted in some data being lost, it also led
to some issues with data quality. It is not possible to verify
if the same individuals participated in the audit between T
1 and T 2 which meant that the analysis had to be
conducted as independent variable tests and statistical
comparisons could not be made between the
times.Conclusion and Implications for Practice

The findings from the social worker visits were that institutional routines are a
pervasive feature, which infantilize and restrict the extent to which adults with a
learning disability experience their rights (O’Shea 2012). Evening routines described
in this paper are as a proxy for a wider test of how people experience citizenship and

the ordinary lives which their non-learning disabled peers experience. There are
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implications in the findings for commissioning practices, social work support planning
and social work education. The global definition of social work emphasises the role
of social workers in upholding social justice (BASW 2014). As the lead professional
in arranging and planning support for learning disabled people, greater attention
needs to be paid to the culture of the care provider. Social work practice focused on
building people’s efficacy as self-advocates could make a significant impact on care

providers culture, practice and ultimately quality.
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Tables

Table 1: Summary of the Characteristics of the settings visited during evaluation visits

Supported Supported CcQcC CQcC
Tenancy Living Registered Registered
Residential Residential
Care Home with Nursing
Care Home
N N N N N N N N
Setting | Peopl | Setting | Peopl | Setting | Peopl | Setting | Peopl
s e s e s e s e
living living living living
in the in the in the in the
unit unit unit unit
LAl 4 14 23 91 5 39 2 16
Evalu
ation
1
LA2 - - - - 17 113 4 23
Evalu
ation
1
LAl 4 17 18 71 5 40 2 15
Evalu

22 |



ation
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Table 2: Summary of results from each the four evaluations conducted

\ N % Gone % Up& %Up& % In % In

people  people Out Not Ready Bed Bed

living in  particip Ready forBed Awake Asleep

the ating in for Bed
settings the
evaluati

on

LA1 160 135 16 24 31 15 14
Evaluation 1
LA2 136 134 - 20 43 21 17

Evaluation 1

LAl 143 127 8 39 23 19 11

Evaluation 2

LA2 120 110 - 22 44 16 18

Evaluation 2
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Table 3: Summary of results by community based accommodation type

N % Gone % Up & Not % Up & % In Bed % In Bed
Provider
People Out Ready for Ready for Awake Asleep
Type
Bed Bed
Supported 19 32 42 16 - 11
Tenancy
Supported 132 13 29 30 17 11
Living
Residential 289 5 24 39 18 14
Care Home
Residential 67 - 9 28 34 28
with
Nursing
Care Home
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