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ABSTRACT

UK Government policy advocates that as far as possidlelts with a learning disability

should be supported within mainstream community setijpgpartment of HealthL993;

2001; 2007) However, for individuals who present with mental health problems or
exceptional challenging behaviour, admission to aigpst inpatient unit is sometimes
necessary. Despite a growing body of [0t e
community and healthcare services, research exploring their views and experiences of

inpatient admission remains limited.

The aim of thecurrent study was to address this gap in the literature by conducting a
gualitative exploration of service userso ¢
treatment units. The study employed a Grounded Theory methodology to obtain multiple
perse cti ves on servi ce ustuctwed interigwe with servicee s u
users, carers and staff members. Verbatim interview transcripts were analysed in line with

the Grounded Theory approach to develop a rich artkeh understanding of sege

usersodo experiences.

From the data analysed, five core concepts were constructed which provided a theoretical
model for understanding service userso expe
service usersod6 experiémctevncam Ipeoagaederatl c
cour se of admi ssi ond as wel | as t he psSYyc
connectednessbo, 060sense of agency6 and Ocr ec
the constructiom f 6 under st an drindings aee rahsideredannrelation t the

existing literature and social constructionist, systemic and attachment theories.

Clinical and service development implications from the research findings highlight the
need for inpatient staff to consider thpact of psychosocial factors and processes on
service userso experiences, as wel | as
Recommendations are also made for maintaining family involvement, creating a context in
which shared understandings between stafiersaand service users can be constructed,

and developing links with community services.
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Chapte 1: Introduction

CHAPTER 1: INTRODUCTION

1.1 Chapter Overview

Recent Government policy has facilitated a change to the way in which adults with a
learning disability who present with challenging behaviour or mental health problems are
cared for(Department of Health, 1993, 2002007) This has resulted in a shiftofn
service users being accommodated in large,-&iag hospitals to being supported more
and more within community settingdowever, a small but significant proportion of these
adults cannot be supported effectively by community services alone andredugne
inpatient admission. Three different models of inpatient services are utilised in the UK for

adults witha learning disability

Despite widespread call for service users
receive, very little reseeh has been undertaken exploring their opinions of inpatient
admissionThe current study therefore aimedprovide an insight into the experiences and
views of adults witha learning disability who were admitted to specialist inpatient

assessment anceatment units.

This chapter comprises four parts. In Part 1 key definitions are provided for terms used
throughout the study and literature search. This is followed by a brief overview of the
prevalence of challenging behaviour and mental health probfepeople witha learning
disability and a history of the development of learning disability services over the recent
years. A description ofhe different inpatienservice models is theprovided with a
discussion around the reseammhd views on eacbf them Part 2 introduces the issues
surrounding the importance and chall enges
This is followed by a brief review of t
community and healthcare services. Battien provides focusedreview of the literature
relating specifically tos er vi ce us e wnisws ana rexperienees ef rinpaiient
services. The scope of the literature search is explained and key aspects of the views of
service users and their ceseare discussed with consideratiom the differences in
experiences across service settings. This section concludes with an exploration of the
limitations of theexistingresearch. Part 4 summarises the rationale, aims and objectives of

the study.

0

ot}

he



Chapte 1: Introduction

Part 1: Setting the Scene

1.2 Terminology

1.2.1 Learning Disability

Terminology within scientific and lay literature to describe people vaithearning

disability is broad. Many different terms are used interchangeably incluglihge ar ni n g
disabilityd 6 meetat d&t i on, O 6l earning di,f&i omenhy ab
handi andpmént al I yep aftenr sulgtle differenseexist betwer the

meanings of these termB&rfierson, 2001)I'he researcher recognistie wide use of these

generic terra and has therefore been guided by The British Psychological Society (BPS,
2000) i n chopoesoipnge twhe ht ear nihedermd s enrgv idwilles al g é i
also be utilised to refer to people withlearning disabilityaccessing services, assth

terminologyis commonly used.

1.2.2 Mental Health Problems

A number of terms including psychi atri c di s gl deeme mt adlmedit sad
ando ment al h e a bhré &lso domindnlfoend ih the lieemtdre. The researcher

has chosen to use the teme nt a | h e a Iwhidh is mged Hy the ser/ide within

which the research was undertaken and is favoureMIbiD and The Mental Health

Foundation

1.2.3 Inpatient Services

Theterm6 i n p at ic eigused L easaribe any inpatient service to which adults with a
learning disability may be admitted in order to receive support in relation to challenging
behaviour and/or mental health problems. The térimn p at i e n tefera tbramys s i 0 n ¢
period of stay within such a service. Different models of inpatient service, including
mainstream services provided within general adult mental health settings and services

specific for adults with a learning disability, are described mahg ih section 1.6.
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1.3 Definitions

1.3.1 Learning Disability

Within the International Statistical Classification of Diseases and Related Health Problems,
10" Revision (ICB10), he World Health Organisian definesimental retardatiod a s :

@ condtion of arrested or incomplete development of mind, which is especially
characterised by impairment of skills manifested during the developmental period,
skills which contribute to the overall level of intelligence, i.e. cognitive, language,
motor and soc a |  a R(Wdrld Healtle Grganisation, 1992, pp.369)

Three core criteria are widely recognised as needing to be met in order for a person to be

diagnosed as having a learning disabilityorld Health Organisation, 1992)

1. Significant impairment in itellectual functioning.

This is commonly assessed using an individually administered test of intelligence, such as

the Weschler Adult Intelligence ScalgVv) (Weschler, 2008) which is sensitive in
identifying an individual s | evel of abilit

in usingnew skills.

2. Significant impairment in adaptive/social functioning

This refers to a per sono6s iat skillsunccenparisontoc e pt u
that which would be expected within their culture. This often results in difficulties taking

care of themselves and living independentijeveloping and maintaining social
relationshipsand keeping themselves safe.

3. Early onsé(before adulthood)

The presence of impaired intellectual and adaptive/social functioning must have occurred
during the developmental period of life i.e. in childhood before the age of 18 years. This
criteria distinguishes people with learning disabilit from those with acquired brain

injury.

Individualsarediagnosed with varying degrees of disabifigmelymild, moderate, severe

or profound dependent on their level of impairméiitis classification system is used for
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the purposes of identifying needndproviding access to appropriate services (Sturmey,
2007). Furthermore, access to services mago beinfluenced by the presence of

additionaldifficulties such ashallerging behaviour or mental health problems

1.3.2 Challenging Behaviour

A definition that is widely cited proposes thahallenging behaviouis 6 cul t ur al |
abnormal behaviour(s) of such an intensity, frequency or duration that the physical safety

of the person or others is likely to be placed in serious jeopardy, or behavtoahn is

likely to seriously limit the use of, or result in the person being denied access to, ordinary

communi t y(Erhessonj 2001,ip3).e s 6

The label o f 6chal |l en g idesgiptivemther thanadiagndstic havevet.i$
widely acknowlelged that challenging behaviour is a socially constructed phenomasnon

it is largely dependent upon whether the behaviour is perceived to be challenging
according to the culture and environment in which it occurs (Emerson,. 20&brdingly,
behaviour isonly deemed challenging when it is defined this way by the context in which
it occurs.There are a number of features which commonly result in a behaviour being
viewed as challenging including when a behaviour is dangeronst er f er es wi t h
daily functioning or results in them being excluded from seryicagses significant stress

to others involved in providing supportir is problematic in itself given s duration,
frequency and severity. Behaviours considered challenging therefore oftedteiptiysical
aggression towards otherself-injurious behaviours such as head hitting, -béihg,

scratchingand destructiveness towards property (Allen, 2008).

1.3.3 Mental Health Problems

The World Health Organisation (WHO, 2001p.21) defines mental and behavioural
disorders a® cl i ni cally significant conditions cl
mood (emotions) or behaviour associated with personal distress and/or impaired

f un ct iThennaturgganddseverity ofental health problems raange from day to day

worries to severe and enduripgoblemssuch as recurrent depressive disorgsychosis

andbipolar affective disorder. Mental health problecasia f f ect an i ndi vi due
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feelings and behaviours anthy have wide rangingazial and interpersonal consequences
(The Mental Health Foundation).

1.4 Challenging Behaviour and Mental Health Problems in People witha Learning

Disability

1.4.1 Prevalence Rates

It is evident from the definitions presented that challengpelgaviour and mental health
problems share a number of common features with both being identified by disturbances in
behaviour as well as changes in cognitive and emotional states. Behaviours which are
defined as challenging may therefore also be consldsyenptoms or expressions of
mental health problems and vice versa. Due to these definitional limitatianslifficult

to accurately establish prevalence rabedeed it is argued that the reportedly high rates of
mental health problems within this population may be attributable to the prevalence of
challenging behaviour and its inclusion as a form of mental health prqbliésn, 2008;

Allen & Davies, 2007).

Despite this ongoing debate however, there is now a wide consensus that people with
learningdisability are atanincreased risk of presenting with challenging behaviour and/or
experiencing mental health problemshen compared to the general populatiomith
prevalence rates as high as 97% reported depending upon inclusion Cibeqpdin, 2011;
Cooperet al, 2007). Psychiatric morbidity in people witla learning disabilityhas also
been suggested to Be3 times higher than that in the general popoie(Alexanderet al,
2001).

Research has identified a number of factwisch play a role in the increasetsk of
challenging behaviour afat mental health problems ipeople with a learning disability.
These includehe severity ofthe learning digsbility; reduced activity, socialisation and
opportunities for selfctualisation life events such as placement break down and
traumatic experiencesow self esteemand insecure attachments (Allen, 2008; Allen &
Davies, 2007; Martorell & Tsakanikos, Z)0
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1.4.2 Consequences

The consequences of both challenging behaviour and mental health problegresgitar

with a learning disability, their families and services around them can be significant. Such
difficulties oftenincludestress forthe person withthe learning disabilityandtheir carers

risk of service breakdown and social exclusiase of out of area placements and
significant costs to local authorities and health boards (Allen, 1999). It is unsurprising
therefore thapeople with a learning dability are likely to require the support of specialist
learning disability and/or mental health serviedsch are specifically designed to meet
their emotional and behavioural needssatme point during their lif§Department of
Health, 2009).

1.5Devdopment of Services

1.5.1Social Role Valorisationand De-Institutionalisation

Services fompeople with a learning disabilityave undergone massive changes over the

past few decadesThese changes have been influenced by concerns regarding the
accommodation of people with a learning disability in large institutional hospitals and by
Social Role Valorisation theor§Cocks, 2001; Lemay, 1995; Wolfensberger, 1992)s

theory, whichha i ts origins in the principles of 0
a learning disability are socially devalued by the negative evaluations that society attributes

to them. The strategic objective of Social Role Valorisation theory therefareerghaince

the competencies of people with a learning disability and improver#ationshipswith

others in order promote the vidglat people with a learning disabilitgre socially valued

(Cocks, 2001Wolfensberger, 1992)

In line with the aims of &c i al Rol e Man sotriitsuattii coma | idésdaet i o
significant change in service provision for adults with a learning disability Wéltlosure

of long stay hospitalandthe resettlement of sedents into the communitinderpinning

this move towards community livingare beliefs that large institutional care settings

resulted inthe devaluation and disablement péople with a learning disabilityy society

social exclusion and isolatiora n dongé er m i ncarceration @& [ w
protectiord ( Burr el | p&6)Tr i p, 2010, p
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In 2001 the Department of Health issuedh e w h i Va®ingoReoples A new strategy

for learning disability for the 21 century (Department of Health2001)which outlined

the UK strategyor the developmentf services fopeople with a learning disability. This
strategy wadaseduponfour core principles; rights, inclusion, choice and independence.
At the same time the Welsh Learning Disability Advisory Group (2001) produced
dulfilling the Promise® which presented a similar framewofér the development of
learning disability services within Wales. Together, these strategy documents have been
instrumental in outlining and developing UK wide services for people with a learning
disability. Their emphas has been on increasitiie control service users have in making
decisions regarding their lives; ensuritigat the individual rights of service users are
respectedand facilitatingthe active inclusion of service userspilanning and evaluating

thesevicesthey access

The Mansell Report (Department of Healt®93) also recommended that steps be taken to
ensure the mental health needpebple with a learning disabilityereaddressed through
the provision ohighly individualised, community badeand locally providedervicesUK
Government policyalsostrongly advocates that people with a learning disability should be
enabled to lead their lives in ways which reflect those of the general popilaticinding
having access to the same levelssefvice provisioni and should not benlawfully
subject to deprivation of their liberty within hospital or residential care settMupgs(ry

of Justice, 2008

1.5.2 The Need for Inpatient Services

De-institutionalisationand the drive towardsommunity based mental health services for
people with a learning disabilithave brought opportunities for mangervice userso
access the sanmovisionsas those aviable to the wider population. However, services
remain somewhat limited and uneventieveloped across the UKCumella, 2009;
Hassiotiset al, 2008; Holland, 2007)It is reported by Lyall and Kelly (2007) that a
significant proportion opeople with a learning disabilitiving in the communitywill also
require support in excess of thatrovided by community services, with a lack of such

provision being linked with fatal consequences
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Furthermore, it is possible that the demand for specialist inpatient services will grow with

the increased detention of people with a learning disability following the widening of the
definition of oOment al di s othedMentél Heltm Actt h e r e
(Depart ment of Heal t h, 2008) . The introduc
this amendment will also mean that individuals detained under the Mental Health Act,
including people with a learning disabilityill have to be detained iserviceswhich can

meet their specialist neefdall & Ali, 2009; Picton, 2008).

In a study by Xenitidiet al (2004) of those people with a learningsdbility already in
contact with Community Learning Disability Mental Health Teams, 17% requinex so
period of inpatient admission over ay8ar period. It is also estimated that between two
andfour acute inpatient beds are needed per 100,000 population (Alexarale2001).
The need for appropriate inpatient servitge$e provided in ordeo effectively meet the

complex needs of this populatisithereforehighlighted.

1.6Inpatient Service Models

It has beerproposed that inpatient servicks people with a learning disabilityhould

offer short term, highly focused assessment and treatofechallenging behaviour and
mental health problems within the context of a wider care pathway (Department of Health,
2007). Three models of inpatient serviseare currentlyavailable within the UK to
complementand supporicommunity services andre proided by both the public and
private sectofBouras & Holt, 2004; Cumella, 2009

1.6.1 Mainstream

Within this mode| inpatient carés provided within mainstream acute adult mental health
wards andservice users are supported by stedfned from wihin a generic adult mental
health mode(Chaplinet al, 2008)

1.6.2 Specialist

Shortterm assessment and treatment in specialist inpatient services is provided in
dedicated multdisciplinary learning disability mental health units (Lyall & KelBQO7;
Slevin et al, 2008). Staff within these services will have undergone learning disability

8
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mental health training and have often received additional training specific to the needs of
this population for example in challenging behaviour or communitatipport strategies.
Speciali st services are sometimes | ocated
purpose built units in the grounds of old long stay hospitals @dall, 2006; Mansellet

al., 2010; Trower, 1998)

1.6.3 Integrated

Integratel services have been developed in an attempt to providgakpecare within
mainstream adult mental healtlettings. Such services consist of dedicated learning
disability beds within mainstreamacute adult mental healttvards with staff from
specialistservices working in partnership with staff within mainstream wéagésvices are
developed and provided locally, crossing health and social care service boundaries (Hall
al., 2006).

1.7Which Model to Use?

1.7.1Government Agenda

In line with theprinciples of denstitutionalisation and normalisatiptdK Government
policy advocates the use of mainstreadult mental healtmpatient services (Department

of Health 1993; 2001; 2007). The Department of Health (20@166) stategpeople with

a learning disability should be enabled to access general psychiatric services whenever
p 0 s s iHbwewer, ©is recognised that mainstream services may require support from
specialistearning disabilityservices in order to achieve this (Department of Healll7)

It is alsoacknowledgedhat specialisinpatientservices may be necessary faoplewith
severe chal |l en gfornhg snialeruraberi ob individuals with gignificant
learning disabilities and mental health problems who cannot appateldyi be admitted to
gener al psychiatric ser viDemdment ef\Heafth, 2001t h s p
pp67; 2007, 2009).The Royal College of Psychiatrists (20@8%0 supportsthe need for
specialistinpatient services,highlighting concerns about the abilitgf mainstreamadult

mental health provisioto appropriately meet trmomplex needs of service users
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1.7.2Views on Different Service Provisiors

There is a growing body of research examining the outcomes and effectigéddrent
service models and proponents of each have arfpretheir benefits. However, there
remains considerable debate regarding the proposed advantages and disadvatitages of

different inpatient service modetsitined abové€Chaplin, 2004)

In line with government thinkingt has been argued that mainstream settings provide a
more inclusive service fqueople with a learning disabilityhich is less stigmatising &
specialist service provisikmn d mor e refl ecti ved indattihendr ( Ba
& Holt, 2004; Murphy et al, 1996. Indeed, Blunden and Allen (1987) highlight that one

of the concerns regarding specialist inpatient services may be the impact of labelling upon
servi ce us e Heavéeversnaindtream snd eneagedinpatient service models
introducethe potential for increased vulnerability of this population (ldakl, 2006) and

the lack of an appropriate peer group (\&sal, 2007). The claim that service users
experience more inclusion in integrated itiat services is challenged by findings that

they are often located in separate areas or wards of the service and that feelings of isolation
and rejection may in fact be exacerbatéthl( et al, 2006). In contrastthe bringing
togetherof service userwith complex and varying needs on specialist umiégy/ increase
challenging behaviour and it is argued that there is a lack of evidence for the bahefits
locating people with a learning disabilityogether (McKenzie, 2011)Furthermore,
emergency admissns and the unpredictable nature of specialist inpatient units have been
shown to monopolise staff time and disrupt the treatment of service users (Hoefkens &
Allen, 1990).

Conflicting beliefs are highlighted within the literature with regards toathalability of

services and the quality of care across gggtiWhilst mainstream provisios seen to

offer a wider range of services (Trowetr al, 1998) specialistservicesare seen to have

staff with the necessary expertise to suppexple with dearning disability(McKenzie,
2011)andpr ovi de Oappropriate treatmento withir
(Hall & Ali, 2009; Picton, 2008).It has been argued thatamstream servicesre

unsuitable for people with severe learning disabilifBailey & Cooper, 1997and that

staff in these services do not understéimel communication issues, the complex social

networks or the presentations of mental health and challenging behavprogle with a

10
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learning disability(Hall et al, 2006; Troweret al, 1998). Indeed, specialist services are
often recognised foaccepting referral for service users with a widange of learning
disability and more complex needs (Cummella, 20G9%as also been proposed that as
specialist inpatient units are espfically designed to meet the needs of this population,
these environments may be better equipped and adapted to withstand the effects of
challenging behaviour (Blunden & Allen, 1987).

Specialistinpatient services maglso benefit frombetteraccesso communitylearning

disability services (Chaplin, 2009) anlkese links may have a significant impact upon
developing and deliverinmpatienttreatment packageshose gains can be maintained in

the communityMurphy et al, 1996 Newman & Emerson, 1991However with specialist

services often being out of aremaintaining community links can be a challenge for
specialist inpatient services (Mansekt al, 2010). Concerns have been raised that
community services may easyeodtionfBhmden & Allen, ad mi s
1987, pp.25) or as an opportunity to abandon responsibility for service users (Newman &
Emerson, 1991), both of which are likely to hinder the development of competence within

local services.

An additional challenge facing inpatiesgrvices isa generalack of community services

with research indicatinghat discharge from specialist services is hindered Hy t
(Cummella, 2009; Lyall & Kelly, 2007; McKenzie, 2011) as welllgsfunding issues
(Slevinetal,2008).Thi s i ssue offs eodrbveidc eb | uoscekrisn gtébak i ng |
inpatient bed because there is no community provision for them to gestd)s inservice
usershaving longer admissions to specialist servicmilar to those experienced before

the closure of long stay hospitaEnd remaining in hospital longer than necessary (Slevin

et al, 2008; Wattset al, 2000). This is supported by findings tliae average length of
admissionon mainstreamunits tends to be shorter (Chaplin, 2004; Hadt al., 2006).

Following a recent investigation into learning disability hospitals it has fmerd that

specialist facilitiesdesigned to provide short term assessment and treatment of idéally 3

months haveservice users on thewho have been there fap to 20 years. Concerns are

therefore being raised abosérvice userbecomi ng 6i mpri sonedd and

and meaningful opportunities that were intended witindatutionalisation Ritt, 2011.

11
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There is a lack of high quality reseamtthin this field however, wittvery few studies or
randomised control trials directly comparisgrvice models (Trowest al, 1998 Chaplin,

2009). Furthermore, whilst outcome data such as referral rates, service use, length of
admission and treatment outca &cross settings is beginning to be considered, research
exploring theexperiences andiews of stakeholders, in particular those of service users,
remains limited (Scior & Longo, 2005).

Part 2 Service Userso View

1.8 Obtaining Service Uses ¥iews

1.8.1 Thelmportance in Obtaining Service Uses Wiews

Service users have repeatedly expressed a desire to be included in research and to have
their views heard and incorporated in the development and delivery of services @wens

al., 2008). The priorities of service users regarding research within mental health and
learning disability contexts are similar to those of other stakeholders. Service users have
identified a need for more investigation into their potential rolesearvice pnning and
delivery; promotion of their independence, sefiteem and recovergnd issues relating to

the quality of inpatient and residential care environments (Owatesils 2008)

Empowering service usets be more involvedn their care and in see development

and evaluation is high on the agenda of national and local policy with a particular push for
the active inclusion of service wuserso vi
(Department of Health, 20015iven the increased prevalence roéntal and physical

health difficulties inadults with a learning disability, seems crucial that their experiences

in this area are understood. To restrict the involvement of those who are able to provide a
unique insight into their experiences wouldes unethicallt is widely recognised

however that the views ofndividuals with a learning disabilitgn the healthcare services

they receive are still often overlooked (Department of Health, 2009; Royal College of
Psychiatrists, 2003; Young & Chess@006).

12



Chapte 1: Introduction

1.8.2 Challenges

Achieving service user involvement is hindered by a wealth of faateasy of which

relate to the service contexts within which research is undertaken. Barriers such as negative
staff perceptions regarding the calniitions service users can maksgrvice culture
surrounding risk managemermind beliefs about capacity to give consent athmesult in

the voices of service users, particularly those \aittnore severe learning disabilityr
behavioural difficulties, not beinigeard (Arscotet al, 1998; Chapliret al, 2009; Gorfin

& McGlaughlin, 2005).In order toovercomethese barrierstaff and carergsan provide
valuable support to service users in expressing their views. This howewngs with it a
number of further leallenges. The presence of staff during interviews introduces the
potential for bias as service users are more inclined towards offering responses which are
seen as pleasing to staff (Young & Chesson, 2006). Furthermore, acquiescence is a
potential obstael for researchers to overcome, although evidence points to this not being a
significant concern in obtaining informed consent (Murpéty al, 1996; Young &
Chesson, 2006)

Service userso6 bel i e tense abgencytalsotplesemharkalts e s a n ¢
their inclusion. Obtaining their views may be impeded by beliefs dhoking choice and

a sense of powerlessness which renders them silenced when faced with the task of
expressing their views (Gorfin & McGlaughlin, 2005). Communication diffiesltalso

present potential challges for researchers to overcormescottet al, 1998.

1.8.3 Overcoming the Barriers

Service users have shown themseleelsewilling and able to participate in research given
theappropriate support anduth work has been undertaken to identify ways in wihely

may be enabled to give informed consenttake partin healthcare related research

(Arscott et al, 1998, 1999; Walmsley & Johnson, 2003; Young & Chesson, 2006).
Preparing service usewith clear explanations of what the research will involve and using
accessible information tailored to the indi
initial hurdle (Chaplinet al, 2009) Enhancing service usér a b tolemgage m semi

structuredinterviews may be achieved usingqugmentativecommunicationsystems to

13
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supplement speeclhnd pictorial supporto assist in both receptive and expressive
communicatior{Arscottet al, 1998; Young & Chesson, 2006).

Including others who know the services er wel | to act as O6proxy
engagementbuild rapport and ensure informed consent is obtained can also contribute
significantly to the achievement of service user inclusalthough this is not without its

problems as outlined eaeli(Nind, 2008; Walmsley & Johnson, 2003)

19Service Usersod Views of Community and Hea

Despite views that the inclusion of adults with a learning disability in research pertaining
to community and healthcare services is still limited, the body of literature based on

service userso views within this field is g

Ser vi ce u sdeexkpsrignces hawesbgeen ahtained in relation to community mental
health serndes (Hoole & Morgan, 2011 Jacques & Stranks, 2009;
general hospital care (Gibles al, 2008), independent comunity living (Bond & Hurst,

201Q ForresterJoneset al, 2002), restraint (Hawkinet al, 2005) and detention under the
Mental Health Act (McNallyet al, 2007). Furthermore, service users have shared their
perceptions of support staff in forensic inpatient settings (Clarketoal, 2009) and

learning disability nursing (Manthorpet al, 2003).

Applying a qualitative methodology uch of this research has utilised a focus group
approaccaes a means of opening up dial oguee and
al., 2008; Hoole & Morgan, 2011 Jacques & St r&Rokes20102 ByO 9 ; O«
facilitating discussion of what is of interest to participants, as opposed to answering pre
determined questions, focus groups have been shown to be effective in eliciting the views

of service users (Helws & Jones, 2011). Howeverhilst data from focus groups can be

analysed thematically, one to one setnuctured interviews yield data which can be
analysed in more depth using Grounded Theory (Hawkinal, 2005; Llewellyn &

Northway, 2008) or Interpretive Phenomenological Analysis (Clarksoral, 2009;

McNally et al, 2007).

14
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Given the opportunity to express their views and opinisasvice users have identified a
number of key issues in relation to their experience®ofmunity and healthcare services.
Themesregardingpower, control, independence and inclusion feature prominently (Bond
& Hurst, 2010 Jacques & Stranks, 2009; Hoole & Morgan, 2010; McNetlgl., 2007) as

do issues of fairness, equality and respect l{&dt al, 2008; Hoole & Morgan, 2011
McNally et al, 2007. Tensions b®veen vulnerability and support, ar@ntrol and
punishment are alsbighlighted (Bond & Hurst, 20t0VicNally et al, 2007 O6Brien
Rose, 2010). Research has identifigcht opportwnities for activity and meaningful
employmenc ont ri bute positively t obosdomanddaek user
of activity figure negativelyin their accounts (Forresteloneset al, 2002; Rourkeet al,

2004). As service users often have widnetworks of support around thent is
unsurprising that relationships with staff and carers provide another common theme within
their narratives (Bond & Hurst, 201Clarksonet al, 2009; Gibbset al, 2008; Rourkeet

al., 2004).

It is clear thereforethatwith appropriate support people with a learning disabdlity able

to engage in qualitative researahth the expanding body of literature exploring their

views and experiences highlightiagnumber of key themebat dominate their accounts

As adirect consequence of these studmervice uselsviews have influenced the core
principles underpinning services at a national level (Jacques & Stranks, 200€)eand
development of local service delivery and documents (Fellows & Jones, ROtbhtrast

to this growing body of literature pertainigo ser vi ce usersod Vi ews
healthcare services howeyaesearch exploring the views of adults with a learning

disability regarding inpatient services remain limited

Par t 3: Service Usersd®6 and Carerso6 V
Services A Review of the Literature

1.10 Literature Search
In order to identify theexisting literature and previous researg#lating to the views of

adults with a learning disali§i on inpatient servicess comprehensive literature search

wassystematically carried out.
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1.10.1 The Search Strategy

Three electronic databases were searcB&BASE, Ovid Medline (R) and PsycINFor

all years up until January 2012. In addition arceaof the Cochrane Library was
conducted and the reference lists of key articles and joud@lsn@l of Applied Research
in Intellectual Disabilitiesand Advances in Mental Health and Intellectual Disabilijies

werereviewed for additional published iies.

Three separate searches were carried out to obtain a comprehensive overview of the
research literature. Search terms (Learning disabilit*, Intellectual disabilit*, Inpatient, In
patient, Mental Health, Psychiatric, Challenging Behaviour, Sensee* uExperience*,

View*) were combined using Boolean operatofgles and abstracts generated through
these searches were reviewed (N= 1,386) according to the inclusion and exclusion criteria.

A summary of the literature search process is provided ierajp 1.

1.10.2 Inclusion and Exclusion Terms

To be includedin this focused review of the literatyretudieswere requiredto have
qualitativelyexaminglp a r t i cubjecive viesvé and experiences of inpatient services.
An initial review of the literature highlighted a paucity of research specifically
investigaing service usadbexperiences and views in this area and it was therefore decided
that research exploringared s staffd siews and experiences would also be included if it

satisfied all other criteria.

Any studies which focused on physical health experiences (e.g. dental treatment, surgical
procedures), community services, forensic inpatient servicddootUK services were
excluded. Similarlyonly English language studies were considered for inclusion. Research
papers, theoretical articles and systematic reviews that gegrerated within the search
andidentified as relevant to the current stubdyt did not meet the inclusion criteria for the

focused literatureeview, contributed to the overall write up of this research.

1.10.3ldentification of the Key Studies

In total, tenresearch papers were identified through the literature sedrich explored

service userso6o or carersodo vi e(ses appendik l)e x per i
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Studies have been included in this review based on their relevance to the research topic and
a critical appraisal of the full text articles usingyaalty standarddramework based on
Law et al. (1998) and Spencet al.(2003) (see appendix.2)

The researcher concluded that three studies did not meet the inclusion criteria for this
review and consequently they were not reviewed in detail, howeveh#weycontributed

to the wider psychological literature that is discussed. The study by Clea@i{2006)

was excluded as it focusegecifically on the prevalence and experience of violence on
specialist inpatient units. Furthermore, data was obtainegtiominantly through
guestionnaires with |Iimited qualitative exp
does not provide a qualitative exploration
Furthermore, studies bylurphyet al.(1996) andvosetal.( 2007) expl ored se
and carerso6 experiences of specialist and
provided only descriptive findings in the form of percentages of participants who reported

a given experience. Therefotbese studies were also excluded as they did not provide a
gualitative understanding of participants?®é
remaining, two of these by Longo and Scior (2004) and Scior and Longo (2005) presented
identical findings fron the same study. Only the more recent of these papers was included

in this review as it presented a more extended literature review, and discussion and critique

of the research findings.

This review therefore focuses on six papers which are considete/é met the quality
standards outlined in appendix 2, and exp
experiences of i npatient services within a
and experiences are the focus of four of the researclest(ficior & Longo, 200%Parkes

et al, 2007; Donneet al, 2010; Chinret al, 2011)and carer s6 vi ews and
the focus of four studies (Scior & Longo, 20@amuelset al, 2007; Donneet al, 2010;

Bonell et al, 2011). The literature reiew also draw upon wider psychological research

and theory as well as findings from the re

relatedareas.
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1.11 Service Userso Views

1.11.1 Summary of the Key Studies

All of the studiesincluded in thisreview adopted a qualitative approach using semi
structured interviews to explore a andnge ol
Longo (2005) were the first to attempt a qualitative exploration in this area using
Interpretive Phenomenologicalnalysis to examine thexperiences of 14 service usars
mainstream inpatient services and 15 service users in specialist inpatient assessment and
treatment unitsDonneret al. (2010) also used Interpretive Phenomenological Analysis in
their explorationof the experiences of 11 service users across five mainstream inpatient
settings. Using a thematic analysis approach, Paakak (2007) analysed data collected

from 12 service users who had been admitted to a mainstream inpatient service and 19
serviceusers who had been admitted to a newly developed integrated inpatient unit. Chinn
et al. (2011) undertook a thematic analysis of the experiences of 17 service users across 18
out of area NHS and private specialist inpatient uritsletailed summaryf the study

designs, participant demographasd methodologies can be found in appendix 2.

From this body of literature he f act ors that might iinfluenc
evaluation of admission can begin to be understood. Common themes thigthighted

within the literature acrosgpatient settings are discussed below under the headings
control and inclusion; safety, vulnerability and protection; relationships with staff;
relationships with other service useenvironment; the admission pess; and treatment

and recoverySpecific differences in experiences according to service setting are discussed

in section 1.13.

1.11.2Control and Inclusion

Research exploring service userso6 views of
which they feel should underpin mental health service development, has highligbt

value that service useadtribute to having choice about treatment options; the right to be
treated fairly and respectfully; and control and responsibility with regard$ecision

making about their healthcare (Jacques & Stranks, 2009). Despite this, the current

|l iterature review on service userso6 exper.i
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service users do not experience these principles and values withimp#tient services
they have come into contact with.

Feelings of disempowermemtere prevalent throughout the literature reviewed. Service

users described threats of punishment and rigid rules which engendered feelings of
disempowerment, along with bdkethat compliance with medication was synonymous

wi t h recovery. Submi ssiveness al so charact
descriptions ofthem saying or doing things just to please staff (Donatml, 2010).
Furthermore, research indicatedttha s er vi ce wuserso6 tendency to
and acquiescent may have the potential to result in them feeling neglected or being put at

risk (Bond & Hust, 2010 Donneret al, 2010). This is supported mgsearch within

general healitare setting where service users have identified that their reliance on staff

and the power imbalance this can create resulted in significant feelings for them of
unfairness, discrimination and inequality associated having a learning disability @ibbs

al., 2008; Hbole & Morgan, 201} Therefore, whilst resech has indicated that service

users acknowledge their need for support from staff within mental health services, it would

appear that this might be at the expense of their aegdlesiréor control.

The studes reviewed suggested that feeling out of conivat associated with service
user | a imfermation and uncertainty regarding key elements of treatment such as
length of admission and post discharge plans (Scior & Longo, 2005). This may in part be
due to failures in acknowledging the cognitive and communication needs of service users
which wasreported to have resulted in information not being made accessible for them and
their active involvement in treatment being limited (Scior & Longo, 2005). &mil
difficulties for service users in achieving a shared understanding with staff have also been
expressed by service users in general hospital settings (&lite#ds 2008). On the other

hand being well informed about their care was identified as a significontributory

factorin service users feeling included, as it also was for carers (Dehaé&r2010).

Donneret al. (2010, p. 219) reported service userso ex|
l i st ened t ofighawtd rsa vaif f gba bebeved. Mamy service users have
al so densoctr ihbaevdi n&rior& Longoj 2065,0p.214). Although there was
evidence that feeling i ncluded was supporte

ward rounds many of them experienced #e as intimidating. Indeed their accounts
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suggestd that service users struggled to feel involved in decision making ddsprig
present at the ward round. This suggested #ti@ndance itself was not sufficient for
inclusion or involvement (Parkest d., 2007). Within community mental health settings
service users have highlighted the importance of having carers to adfarcttem (Hoole

& Morgan, 201). However, within inpatient settings service users described a lack of
control in managing their k&ionships with potential advocates such as friends and family
and highlighted the need to negotiate telephone contact and visits via staff (Scior & Longo,
2005).This lack of contact with family was considered by service users to place limitations
on ther rights (Murphyet al, 1996). Achieving a sense of control, equality, inclusion and
involvement in their care may therefore be precluttedservice userdy difficulties in

accessing and maintaining contact with carers who prandaportant role aadvocates.

Chinn et al. (2011) suggestedhat the limitations in choice highlighted above and the
organi sation of service usersod6 schedul es or
contributed to a sense of-@ersonalisation and stand in stadntrast to the principles of

choice, rights and independenéeirthermore, theproposed that lack of control, choice

and inclusion within such inpatient services may be a reflection of the underlying
assumption that decision making is the prerogativstaff. However, service users have

identified hopes for greater control over decision making and increaskedion in the
development of community servicadich may support the conclusion that service users

view these principles as important within atignt setings also (Hoole & Morgan, 20).1
1.11.3Safety, Vulnerability and Protection

Service users in the studies reviewed also described feeling vulnerable as a result of the
lack of control they experienced and not knowing what was going to happtrem

following admission. They commented on the benefits of staff taking time to orientate
them to the ward which r pagickpt ¢ ?Pati@lk208/, r ed uc
pp.26). However, other service users acknowledged tleat lehaviouin the community

prior to admissiorhad become worrying and out of control therefore they consequently
viewed the inpatient unit as a place where they felt safer by comparison (Metrglhy

1996; Voset al, 2007)
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Service users also reported that W&d environments often felt unsafe due to violence

and theft of personal possessions witltcamts describing service usemaving been
assaulted and feeling at risk asetah20®Esul t
Parkeset al, 2007). Scior and Longo (2005) reported thagervice users described a
reliance on staff to keep them safe, however staff did not always meet theseSoeszls
repotts from service users indicatecstperiences of staff being unfn@ly, unavailable or
causing actuallpysical harm by use of physical restraint, which exacerbated their feelings

of vulnerability.

1.11.4Relationships with Staff

Relationships with staff were recognised as being particularly important to seseisas!
they contributed towards feelingd safety, access to activities and maintaining contact
with friends and family (Scior & Longo, 2005). These relationships were characterised

across service settings both positively and negatively.

Chinn et al. (2011) reported accounts from service usedso described negative
interactions with staff who we unfriendly and unsympathetias well as sarcastic,
threatening and intimidating which service users experienced as distressing and
demeaning. This is supported by evidence from local community hesaéth services

and forensic inpatient settings where negative staff attributes such as laziness, being nasty
and arrogantand winding service users up have also been described by service users
(Clarksonetal, 2009; O6Brien & Rose, 2010).

High staffturnoverwasreported by service users to have impaired their ability to get to
know staff (Donneret al, 2010). Furthermore, service users often reported feeling let
down, angry or frustrated as a result of staff unavailability which meant they hadt twor wa
failed to have their needs met at all (Scior & Longo, 2005; Patkals 2007)

However, therewere also positive accounts of relationships with staff detailed in the
research reviewed and examples given by service users of staff being caring, sensitive and
available to talk to (Chinet al, 2011; Parkest al, 2007). This is supported by Clarkson

et al. (2009) who reported that service users in forensic inpatient settings found staff to
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have a nurturing parental role and were positive about the familiarity and alliance with

staff that they experienced.

1.11.5Relationships with other Service Users

Relationships between service users have been found to be characterised by incidents of
violence, aggression and bullying (Donnetr al, 2010; Scior & Longo, 2005). The
unpredictability of ot have leftservice iusers fealigye r s 0
vulnerable, upset and stressed, with noise having presented a particular annoyance (Chinn
et al, 2011; Scior & Longo, 2005). It has been suggested that an inappropriate mix of
service users may give rise to these negative experiences, particularly feratign

service users who were accommodated with other service users whose behaviours were

violent, aggressive or sexualised (Murptyal, 1996).

In addition, service users have described difficulty in getting to know other service users,
which contribded to feelings of isolation. In specialist services in particular, service users
attributed this to other service users having a disability and/or limited communication skills
(Scior & Longo, 2005). In contrast, relationships with other service usersiimstream
settingswere described more positively (Scior & Longo, 2005: Doneeal, 2010) and
Parkeset al. (2007) noted that service users in an integrated service did not report any
instances of bullying or isolation. Furthermore, despite the difficulties service users
reported within their relationships with other service users, positive opportunities for
sccialisation with other service users were also reported in all settings (Scior & Longo,
2005; Parkest al, 2007).

1.11.6Environment

Service usersod6 views of the phaydeedamgely envi r
negative including views ohe general atmosphere within the unit and frustration at the

lack of privacy (Scior & Longo, 2005). Furthermore, service users also reported that being
placed in facilities far away from home contributed to intense feelings of isolation from
family and fiends and difficulties in maintaining these significant relationships. Most
service users therefore wanted more contact and to return closer to home &Cainn

2011) McNally et al. (2007) also reported that some service users detained under the
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Mental Health Act experienced a sense of rejection and abandonment by their family and
reported feeling lonely as a result of this separation.

1.11.7The Admission Process

Service users also saw admission as offering themselves and their carers a period of
respite, a view that was also shared by carers (Doginalr, 2010). However, Chingt al.

(2011) reported that a number of service users viewed their admission as a form of
punishment and that consequently they saw the inpatient unit as being like a Phison
perception appeared to be influenced to some extent by the fasethi@e users attributed
thecause of their admission to their challenging behaviour ahdiangbeen admitted via

the courts following incidestof violence or aggression. Soreervice users in this study
indicated that their negative feelings about admission were exacerbated by their perception

thattheadmission was unfair.

Service users in inpatient settings also described difficulties in adjusting to this
environment with thir experiences of anxiety being linked to unfamiliarity and uncertainty
(Parkeset al, 2007). This is supported by narratives from adults with a learning disability
experiencing general hospital cawehich identified that feelings of anxiety and fear wee
commonly reported and were influenced by previous experiences (&ibhs2008).

1.11.8Treatment and Recovery

Chinnetal. (2011, p. 24) descri bed the aims afidei npat:i
range of therapeutic modalities, combinipgychiatric, educational, recreational and
cognitive behavioural perspective® Al t hough the extent to wh
challenged by some findings (Chie al, 2011), some therapeutic benefits of admission

and treatment have been highlighted t hi n a number of other ser

The research reviewed suggedtieat activities might be considered an important aspect of
service usersb6 treat ment pl ans with a range
opportunities for th development of independence, choice and control in inpatient and
community settings (Scior & Longo, 2005; O

reported opportunities for engagement in activities as providing both enjoyment and a
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sense of purpose,thbugh others discussed the boredom they experienced in inpatient
facilities where theraverefew activities (Chinret al, 2011). Bond and Hurst (20L8ave

also highlighted the importance of activities being meaningful for adults with a learning
disabilty who live independently within the community, concluding that positive day
opportunities were linked with increased sedteem, independence, motivation and well

being in rvice usersFurthermore, McNallyet al. (2007, pp.50) described the value that
service users detained wunder t tole witkie the a | He
systensuch as t h,actaroefr o6oafd vti hseorhefiehoéstaffip at i ent s o

The use of medication as a therapeutic intervention has received mixed vieveefvire

users. Whilst some service users viewed medication as a helpful component of their
treatment plan, others experienced it as punitive when given without consent and resulted
in unwanted side effects which could be embarrassing (GHirah, 2011).Parkeset al.

(2007) found that some service users reflected upon their knowledge of medication and
reported that increased understanding of medication resulted in service users being more
able to recognise its benefits. However, other service uspmsted apprehension about
taking medication with experiences of disempowerment exacerbated by feelings that they
dadtotakeh ( Petalk2e03, p.27).

In addition to activitypbased interventions and medical treatments, service users have
discuissed their experiences of psychological treatments. Service users identified the
benefits they find in talking and addressing issues from the past (€hiah 2011).
However, the availability of other psychotherapeutic treatments, for example anger
manaement, has been identified as being limited (Cletral, 2011; Parkest al, 2007).

Service us er s owerelimged withiothe reseachorevieweg, however some

evidence suggested that service users associated recovery largely with improvements in
behaviour (Murphyet al, 1996) and compliance with medication (Donetal. 2010).
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1.12Carers ¥Wiews

1.121 Summary of the Key Studies

The views of individuals who support and care for service users offadditional and
important insight into how we might understand the experiences of service users in
inpatient settingsThe research reviewdths exanmedthe views of family angbaid carers
including direct support staff and community leaghdisability/mental health nurses. This
section of the literature review builds upon the previous section by proviging
exploration of the findings in relation to kéhemesrepresented within research exploring

carerso views and experiences of inpatient

Scior and Longo (2005) obtained the views of 10 carers in respect of mainstream inpatient
services and 10 carerso6 vi ¢and treatimentsupite.ci al i
Donneret al. (2010) also explored the views of nine family carers, four community nurses

and seven professionals from community learning disability teams in relation to
mainstream inpatient services. Both these studies used Inie@pRhenomenological
Analysis. Using a thematic analysis approach, Sanaieds (2007) reported the views of

12 professionals from community learning disability teams and eight family and paid
carers regarding an integrated inpatient service. Benhall (2011) also applied a thematic

analysis in their examination of the views of 16 family carers across 18 out of area NHS

and private specialist inpatient unitsssummary othe studydesignscontexts, participant

demographicand methodologieis sumnarisedin appendix 2.

1.12.2Views on Admission

Family and paid carersave been found to Hargely satisfied with both the process of
admission and the positive outcasrfer service usexr(Donneret al, 2010; Samuelst al,

2007). Carers have describ&dwever, the difficult route to securing admission for service

users and havintp reachcrisis point before services would accept the service faser
admission(Donneret al, 2010;Scior & Longo, 200k In particular cares commented on
poorintetragency wor king within maifigstibhgraeamstants er v i ¢
battted i n accessi ng hthdyfoundfrustratisgu(Popneeat al, 2008,i c h
pp.220). Once admissiowas securedhowever, carerpositivdy describelt he &ér espi t

nature of admission for themselves andtf@ service useln addition carers reported a
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sense of being supporteshd cared for by the wardtaff during the period of admission
and highlightedthe openness of communication weéen themselves and ward staff
(Donneret al, 2010). FurthermoreScior and Longo (2005) reported the importance of
discharge planning illustrated by carers and the impact thistadw the admissiowas
experiencedy them particularly with regard tdoss of support as a result of discharge.
Findings therefore suggestthat admission may serve a function not only for the service

user but also for thosmrers who suppothem.

Mixed views have been expresdmdcarersabout the length of admission (Samustisl,
2007) with Scior and Longo (2005pentifying that carergelt they would have liked a
longer admissiomandmore advice. Views on treatmerdriedwith some carerbaving felt
satisfied with medication and agties (Samuelst al, 2007)and others having expressed
concerns about service users being over medic&@dr(& Longo, 200%h On the basis of
the existing researdmowever, carers appeato have saidvery little about the treatment

service users peival.

1.12.3Concerns about Safety and Environment

Some carerseported that service users in mainstream services were able to mix and make
friends withservice usersvho did not havea learning disabilityScior & Longo, 2005
Samuelset al, 2007).These findings would therefore suggest thainstream services can
enhance inclusion and integration pdople with a learning disabilityfHowever,in line
with accounts given by service users themselves, ar@rshavereported themselves
and service sersas feeling frightened of othenonlearning disabled service users and
describedhreats and instances of violeno@kingthe environmenéd a u n t(Borrelped
al., 2011; Donneret al, 201Q pp.218. Indeed, ssues of safetwereraised by carers in
each of the studies review@ttluding @ncernsabout theft of possessions (il et al,
2011, Samuelset al, 2007) and locking of ward doorS¢ior & Longo, 2005 Samuelset
al., 2007).

Carersd views of the environment refl ected
Longo, 2005).Mainstream ward environmentsere describednegatively by careras
drab, gloomy and rwgdowrd (S aanal,e200%, p. 1 4 ) epressing,dntimidating
... frighteningd ( D etnah 2040 pp.219. Specialist settings howeveavere described
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as b ehomelked 6 awede viewed more positively perhaps highlighting the
importance of the physical environment in how carers evaluated the sebdice &
Longo, 2005pp.217). Furthermore, carers felt thatainstreamenvironmens often had a
negative impact upon their relationshipith service useras visits lacked privacy (Donner
et al, 2010). This would suggest that amtenance of significant relationph within the
service usés life may beaffected by admission.

1.12.4Relationships with Ward Staff

The nature of car e was@drecurgng theamie throwghout theresearch h s t
reviewed Carers descrilak difficulties in communicationwith staff, limited contact,

frequent use of agency stafind lack of continuity as barriers to ensuring effective care
planning Gcior & Longo, 2005 Samuelset al, 2007). The lack of continuity and
consequential difficulty in knowing who to liaise widd to some carers finding it difficult

to establish trusting relationships with staff which they experienced as disorientating and

upsetting $cior & Longo, 200k

1.12.5Relationships with Service Users anthvolvementin Care

The role ofcarersandt hei r ongoi ng i nvol vsootdeuhds aothar s er vi
key theme withinthe literature reviewed Attendance at ward roundgas described as

providing an important opportunity for carers to be involved in service asmEse
(Samuelset al, 2007) and carers acknowledgdx positive role theplayedas advocates

during these meetisg(Bmell et al, 2011). Carers held a strong sense that staff in
mainstreamandi nt egr ated settings failed &and appr
communicatio needs (Donneret al, 2010). With service users therefore feeling
disempowered and unable to make their neeagstresknown, carers viewed their role as
advocate as an important one. However, with canensng reported feelindeft out,

ignored devaled and lacking in information it is likely that the experience of
disempowerment for both caseand service ussrwas perpetuated angervice usexd

voices lost within he complex inpatient system (Ball et al, 2011, Donneret al, 2010;

Scior & Longo, 200%. Where a more collaborative relationshifas reported to exist

between carers and ward staff, carers viewed the admission more positively and were more

accepting of its negative aspects such as the use of reshamt & Longo, 200h
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In relation to experiences regarding out of area placements, EBxdradl(2011) found that

some carers felt as if their relationships with service users had been damaged for good and
expressed beliefs thaervice user would never be able to return to themre.Carers
described how the distance between themselves and service userscorgaot and
advocacy was difficult to maintain which exacerbated r &eliisgé ofupset In contrast,

some carergudgedthis distanceas contributing positively towardservice users being

away from bad influences in the local area and feeling settled on the ungli(Bbal,

2017). On the wholéhowever distance wasound to bea barrier to carer involvement and
caused strain within carservice user relationshipsitiv consequential social exclusion

and loss of community links ohé part of the service user (Bl et al,, 2011J).

1.13 Differences in Views Across Services

The themes explored above were prevalent throughout the research conducted in specialist,
manstream and integrated services with mixed positive and negative views expressed.
However, Scior and Longo (2005) provided the opportunity for direct comparison of
carersod6 and service userso views between m

summarised below.

I n particul ar, di fferences were noted in s
other service users. Scior and Longo (2005) found that greater feelings of isolation with

less positive evaluation of relationships between sensees were reported in relation to
specialist services. In contrast, service users in mainstream settings identified that services
promoted positive relationships and consequently greater integration and normalisation
was achieved within these settinggenice users in mainstream inpatient units, however,

were also mordkely to feel vulnerable, disempowered and lacking in freedom than those

in specialist settings.

Views on staffoés attitudes also evoksd diff
settings. Whilst in specialist services staff were described as caring and involving of carers

who reported higher levels of information sharing, in mainstream services experiences of
staffdéds attitudes and behayvordingly, caesviewed es s f
staff i n mai nat r é&a s ingotvaddak wogsisrejeating obthe service

use® ( Scior & Longo, 2005, pp. 216) . Service
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supported, more stressed and less trusting in meamst settings. Carers were more
optimistic about discharge arrangements from specialist services with admission largely
being viewed more positively as having provided respite. In conclusion Scior and Longo
(2005) proposed that specialist environments vggmeerally evaluated more favourably

particularly with regards to service userso

1.14 Summary of Literature Review and Relevant Theory

The research reviewed, from both service u
number of factors’hi ch appear to have influenced ser
inpatient admission. However, previous studies have focused upon providing thematic or
phenomenol ogi cal accounts of service user s¢
consiceration to psychological theory in order to make sense of these. Whilst the
importance of relationships with staff and carers are highlighted in the literéture

example these are not explored from theoretical perspectisiesh might contribute to a

mor e psychol ogi cal understanding of how
experiences. This may reflect the limited application of social constructionist, systemic and
attachment theories overal/l with regards
perspectives and relationships within the field of learning disabilities and challenging
behaviour . |t i s t herefore proposed t hat
experiences identified in the existing literature may be undergtpddawing upon social
constructionist, systemic and attachment ideas, as discussed Beloovdingly, hese
approaches may be considered useful in making sense of the results obtained within the

current study.

1.14.1 The Creation of Meaning

The research reviewed indicated that ser vi
their admission and the meaning that they attributed to them appeared to influence how
they were experience@onneret al, 2010; Scior & Longq 2005; Parke®t al, 2007).

The meaning service users made of their admission seemed to be influenced by a range of
factors including their relationships and interactions with other service users, staff and
family; and repeated experiences such as being assaulted or ladkimgation. Social
constructionist approaches propose that meaning, experience and identity are constructed,
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and may therefore be understood, within the context of such relationships, interactions and

patterns of behaviour (Freedman, 2001; Pearce, 2004).

1.14.2The Relational Context

The application of systemic theory to understanding the experiences of service users is
supported by findings that people with a learning disabditen experience multiple
networks of supportincluding family, social careservices, residential support and
healthcare professionald.ynggaardet al, 2001; Baum, 2006, 2007)The literature
reviewed indicated that service users in inpatient settings were members of multiple
systems, describing relationships with other servsers, staff, family members and

community mental health servicdddnneret al, 2010;Scior & Longo, 2005).

In line with social constructionist thinkingystemicapproachegropose that individuals

are connected inelationships with one another atloat experiences are constructed and
understood in relation to reciprocal patterns of interactions and behaviours occurring
within a given context (Baum, 2006; Freedman, 2001; Vetere & Dallos, 2003).
accordance with this thinking, the research reviewsdicated that the context of the

service settinginddifferences in hovwservice userselatal to staff and other service users

were linked to differenes in their experiencesf admission (Scior & Longo, 2005).
Service user so f e ebeitimgwerealo thouglit ® beyinfluemcediby p at i
their relationstps with other service users (Ball et al, 2011, Donneret al, 2010) as

were feelings of isolan (Scior & Longo, 2005). The ffects o f service us
relationships with staff on their experiences of control, inclusion and being heard were also
indicated in the research reviewed (Chatral, 2011; Donneet al, 2010; Scior & Longo,

2005) . Service userso6 mihpirocare avere ase linketl tob e i n ¢
maintaining &mily contact and having caresmho adopted an advocacy role (&dl et al,

2011, Scior & Longo, 2005).

Attachment theory (Bowlby, 1969, 1978980) also emphasises the influence of relational
factors uporexperiences, in particular experiences of separation, loss and safety. Bowlby
(1969) proposed that in response to threat or distress individuals seek out attachment
figures. This model may therefore provide a useful framework for understanding service

use s 6 a n desporseas édieisgbseparated as a result of admission, their desire to
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mai ntain contact and the | mpact of etdi st anc
2011).

The nature of relationships between service users and inpatienttafhitnay also be
considered within an attachment perspective. Lynggaard (2005) suggesé&s Huahe

adults wth a learning disability havsignificant dependens@n support staff toneettheir

physical, social and emotional neetiigserelationships maparticularly important. It may
therefore be considered that these could be conceptualised as attachment relationships for

service users.

1.15 Study Limitations

Limitations of each of the studies detailed in this review are summarised in appendix 2
with specific issues identified in relation to methodological limitations, generalisability of

findings, limited description of service settings and sampling bias.

Of the six key studies discussed within this review only two provided an interpretive
analysisof the data using Interpretive Phenomenological Analysis (IPA) (Doenat,

2010; Scior & Longo, 2005) with the remaining four providing a thematic exploration of
the data (Bonelét al, 2011; Chinret al, 2011; Parkest al, 2007; Samuelst al, 2007).
However, critical appraisal revealed that only four papers provided a suitably thorough and
transparent description of the process of analysis and inclusion of strategies to ensure
credibility checking (see appendix 2). Furthermore, whilst the kagies offered a

t hemati c understanding or i nterpretation
experiences, there have been no attempts to synthesise this into a theoretical model or

framework for understanding this phenomenon.

An inherent difficulty inundertaking qualitative research with people with a learning
disability is the ethical and methodological necessity for participants to have a level of
cognitive and communication ability to provide informed consent and engage in the
research process. Camyuently the findings discussed reflected predominantly the views
of service users with a mild learning disability and the issues and themes identified in
studies may be specific to this population. This is of particular relevance in understanding

thedif er ences between service userso experier

31



Chapte 1: Introduction

where the wider service user population is likely to have a greater or lesser degree of
learning disability than the participating service user. In addition to this, inteyvre a

number of the studies were conducted with service users up to three years post discharge,
thus introducing the potential for limited recall associated with duration of time elapsed

since admission (Donnet al.,2010; Parkest al.,2007).

A further methodological limitation arises from the sampling bias which occurs as a
conseqguence of service providers managing the recruitment process. Whilst it is recognised
that it would be unethical for researchers to make the initial approach to servisg use
Chinnet al. (2011) and Donneet al. (2010) pointed out that the views of service users
considered not to be appropriate participants by service managers were excluded, and the
views presented were therefore potentially biased. In addition, the eepressed by
service users in Donnet al. (2010) were likely to have been influenced to some degree

by the presence of support staff during interviews.

This review of the literature identified that carers offer a useful perspective that can
contribute meani ngf ul | vy towar ds understanding S
Walmsley and Johnson (2003) advised that only including service users in research may
fiexclude groups from contributing to a richer more extensive view of the issues affecting

the livesof people with a learning disabilly ( pp. 14 3) . Furthermore,
(cited in Walmsl ey & ailadlevel cesearcha3io@dlnvglvetive i1 t e s
process of uncovering, listening to and learning from the experiences of petpla w

learning disability. And yet, if we are to comprehend those experiences fully, we need to

cast our net wide . However, it i's 1T mportant t hat
account of the service us er éusderstanging ofitheshn c e i
The extent to which carers in the research reviewed were involved with services and
service users during periods of admission and were therefore able to comment on the
service usersob6 exper eteah Q@l1l; Bansie eu al,c 0@/ | r (Bo
Furthermore, exploration of multiple perspectives was limited with no inclusion of ward

staff who worked with service users during admission on a daily basis.

The findings discussed in this review provide a useful starting point froochwibegin to
understand the experiences of adults with a learning disability in inpatient settings.

However, although research has examined all three service models and attempted to
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provide some insight 1into t heexmrehcésecrass c e s
settings, there remains a paucity of literature. In particular the experiences of service users
within any one service model are still limited in their exploration. Furthermore, two of the
studies focused on out of area inpatient sesv{¢hinnet al, 2011; Bonellet al, 2011).

Whilst the experiences of service users in these settings appeared to share some similarities
with those in other settings, the possibility that the experiences of adults with a learning
disability in specialistservices in their locality areas would be different cannot be
excluded. Chinret al. (2011) therefore recognised the need to explore the experiences of
service users in specialist units in their locality area. To date no research studies have
undertaken apecific investigation of this area.

Part 4. Rationale, Aimsand Objectives

1.16Rationale, Aimsand Objectives of Current Study

1.161 Rationale

The current studwasinfluenced by Government policy which advocates that the views of
service users ahother stakeholders need to be heard in order that direct clinical practice

and service development can be informed and driven by the experiences of those accessing
the services. This research therefore contribbtwevards the larger body of literature
petaining to service userso6 views of healt
and research aims within this field. More specifically, this study has been undertaken in
order to build wupon the existingviewsoay of
inpatient servicesas discussed above and in response to a number of key limitations

highlighted byareviewof the literature

The literature revieed identified that despite a Government drive for the use of
mainstream inpatient provision fadults with a learning disabilifythere is recognition

that the needs of some service users may be best met in specialist services (Royal College
of Psychiatrists, 2003). Furthermore, findings point towards the experiences of service
users in mainstreamnd specialist facilities varying greatlparticulaty with regards to

factors such aselationships between service users, feelings of safety and control, and
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relationships with staff. The negative experiences of vulnerability and disempowerment
expressedby service users within nastream services challenge thev@rnment push for

the use of this model. The researcher therefore proposes that understanding the views and
experiences of service users in each of these settings is vital in order to inforce serv
devel opment , | ocal policy and ensure indi\
appropriate service model. To date, no study has focused explicitly on exploring the views

of service users within local specialist services despite the fact that ddisl of service

provision is still widely used. It is therefore important that the experiences of this specific

population are considered.

Previous research has obtained service us:
introduced possible recall difulties Thereforem order to avoid issues of delayed recall

the researcher interviewed service users during their admission period. Furthermore, a
novel research methodologyas utilised in comparison to those wasswithin the existing

literature. h order to enhance the richness of the information obtaimadltiple
perspectives on t hewveresexpiored (WWalmsley & Jofmsgon, 28003.er i er
This approach is in line with systemic thinking which proposes bedaviours and
experiences may benderstood from multiple perspectivegiich generate more or less

helpful ways of understanding patterns of relating in a system rather than ideas which are
considered either truthful or wrong (Vetere & Dallos, 20@8B)ly carers and staff whoad

maintain& contact with the service user during their admission and thetdaierethem

well enough to comment on their experienaere included to avoid limitations

acknavledged in previous studies (Bell et al, 2011 Samuelst al, 2007).

Although the literatre described in this review provides a meaningful understanding of
service usersd6 views and experiences, no st
a theoretical expl anati on pekent stady \therefere us er
employeda Grounded Theory approach to constraetaning around how individuals
understand and make sense of events. Using
staff6 siews were explored and analysed in order to develop a theoretical model which

will directly inform clinical practice and the development of specialist inpatient services

for adults with a learning disability
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1.162 Aims and Objectives

The current study aimetbbui | d on the existing I|literatu
experiences of specialist inpatient assessment and treatment units from multiple
perspectives. Furthermore, sing a Grounded Theory methodolothys study aimedo

integrate the views of servitsers, carers and staff in order to develop a theoretical model

by which service wusers6 experiences <can b
l i mitations and gaps within the existing I
inpatient admissioareaddressed.

Specifically the studpadthreemain aims:

1. To elicit service usersb6 experiences of

and treatment units

2. To el icit t he perspectives of carers an

admission.

3. To integrate the views of service users, carers and staff into a theoretical model for
understanding the factors that mpatentr i but

admission.

Using semustructured interviews the researcla@medto elicit views on of éroadrange

of elements related tservice used experience based upon previous research findings
The researcher also aimed to generate findings whichidwdirectly inform clinical
practice and staff training withigpecialist inpatient settings as wella@mtribute towards
policy and service development regarding the wider provision of mental health services for

adults with a learning disability
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Chapter 2: Methodology

CHAPTER 2: METHODOLOGY

2.1 Chapter Overview

The aim of this study was to explore the experiences of adults with a learning disability in
specialist inpatient assessment and treatment units from the perspectives of service users,
carers and staff. A further aim of the study was to integrate thes@leplerspectivesito

a theoretical mod el for understanding t he

experiences.

This chapter provides an overview of the qualitative research methodology employed to
meet these aims, namely Grounded Theory (Gla&seBtrauss, 1967), outlining its
philosophy, the rationale for its use and the Grounded Theory prodessguidelines
adhered to in order to ensure the quality of the research are then highlighted E#lott

1999) and a summary of the participamd aesearch procedures is presented.

2.2 Design

A qualitative methodology, guided by the principles of Grounded Theory (Glaser &
Strauss, 1967), was used to develop an understanding of the experiences of adults with a
learning disability in specialisnpatient assessment and treatment units. Three service
users participated, each of whom nominated a carer and a staff member who also took part.

Semistructured interviews were therefore conducted with nine participants in total.

2.3 Qualitative Methodolayy

2.3.1 Overview of Qualitative Methodology and Philosophy

Qualitative research methodologies are concerned with gathering information about how
people experience particular events or phenomenon in order to construct meaning around
how they understand nd make sense of the world (Willig, 2008). Qualitative
methodologies are therefore interpretive and in contrast to quantitative approaches, their
obj ect ideseribeiasd possibly @xplain events and experiences, but never to@redict
(Willig, 2008, pp9). Such methodologies are becoming increasingly popular in a range of

disciplines where quantitative research was previously favoured.
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2.3.2 Rationale for using Qualitative Methodology

A qualitative research methodology was adopted in the current studlyenabled the
researcher to address existing gaps in the literature and fulfil the research aims by
exploring the complex details and wvariabil
inpatient admission. The essence of this experience andt hught be understood would

be difficult to obtain using traditional quantitative methodologidsch are designed to

measure variables, test theories and analyse results using statistical nfainthésmore,

as the current study aimed to develdpeoretical model for understanding the factors that

contribute to service userso6 experiences a

2.4 Grounded Theory

2.4.1 Overview of Grounded Theory Philosophy

In recent years the acceptability of qualitatippr@aches to research and their contribution

to the literature alongside quantitative approaches has been increasingly acknowledged
(Pope & Mays, 2006). Numerous qualitative research methodologies are now widely
applied in psychological research includin@iscourse Analysis, Interpretive
Phenomenological Analysis and Grounded Theory (Willig, 2008).

Grounded Theory was developed by sociologists Glaser and Strauss (1967) who argued

t hat guantitative approaches fail esdof t o f
understanding experiences as they aimed only to test hypotheses driven by existing
theories. Grounded Theory is an inductive approach, therefore the researcher does not
begin with a hypothesis which they aim to confirm or disconfirm. Rather, therchsea

has a set o f ai ms and questions designed
experiences and social worlds in order to identify concepts and relationships within these
accounts.Through a process of systematic analysis these are then orgamised
theoretical explanatory system which ma k e s
6groundedd in the dat a. Grounded Theory is
data, as well as a systematic process of sampling, data collection andsaf@thgsimaz,

2006).
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Grounded Theory has undergone a number of changes and revisions in response to
criticisms of Gl aser and Straussao (1967)
particular, there has been considerable debate as to whether Grdumetag can be
conducted with no prior assumptions or biases as initially postulated. Furthermore, the
extent to which the researcher should engage with the existing literature before data
collection and analysis is questioned (Charmaz, 2006). Corbin aadsSt(2008) have
proposed that some degree of researcher bias or theoretical sensitivity is inevitable and
may even be considered beneficial in attuning the researcher to important concepts within
the data. In response to these claims by Corbin and St@@08) the researcher
conducted a brief review of the literature in the development stage of this study in order to
highlight important areas of focus for the data collection and to increase their awareness of

issues of particular relevance during theadanalysis process.

The underlying philosophy that theories O6er
the researcher has also received criticism. It has been suggested that this epistemological
position does not fit with the constructivist origiof other qualitative approaches, which

view knowledge as being created within the context of cultural, societal and historical
relationships (Willig, 2008). Accordingly, Charmaz (2006) has proposed that grounded
theories are not 9oSUdisvcoeed eddt biun @he ocdcwon
experiences, perspectives and relationships to the data and analysis. Therefore, Grounded
Theory i s vi ewistapretve podrayhl efrthe stgdieddworld, not an exact

picture of ib  ( C h aQ06namlP). IR accordance with this epistemological position,
Pidgeon and Henwood (1996) recommend careful documentation of research processes at
every stage to highlight the researcher 6s 1
analysis process, her eby i ncreasing reflexivity and t

influence on theory construction (see section 2.6.1).

2.4.2 Rationale for using Grounded Theory

It has been suggested that Grounded Theory is an appropriate methodology tp emplo
when little is known about a phenomenon (Corbin & Strauss, 2008). Based on the research
reviewed it is evident that there is little theoretical understanding of how service users
experience and make sense of admission on specialist inpatient unites€aeciher was

also interested in exploring change processes or transitions that service users might have
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experienced whilst on the unit and Grounded Theory is again considered to be useful in
exploring these phenomenon (Strauss & Corbin, 1998).

Theamoft hi s research was to explore service
integrating multiple perspectives into a single theoretical understanding. Previous research
has wused Interpretive Phenomenol ogical Ana
staffds experiences individually, however
approach which enabled all three perspectives to be drawn together into one theoretical
understanding. It is argued that by drawing upon multiple informant perspectees th
current study was able to obtain a richer
experiences of admission on specialist assessment and treatment units than might

otherwise have been achieved (Walmsley & Johnson, 2003).

2.5 The Grounded Theoy Process

The process of Grounded Theory involves a number of key principles and practices
(Charmaz, 2006). These include data collection, categorisation and conceptualisation. As
patterns and relationships are identified between categories and corcépsyretical
understanding of how concepts relate to each other and make sense of the whole is
constructed. However, these stages are not discrete but rather iterative or repeating
processes which occur flexibly alongside one another (see figure 2dggikg in data
collection, analysis, reflection and theory generation simultaneously enables the researcher
to ground the theory in the data (Willig, 2008).
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Figure 2.1 Diagrammatic Representation of the Grounded Theory Process

Data Collection Data preparatior

Data Storage

Initial analysis

Coding

Refining indexing system

/ \ Core analysis

Memo writing<— > Category linking

!

CoreConcepts

Definitions Outcomes

Memos

Relationships and Models

Reproduced from Pidge@ndHenwood (1996, p.88)

2.5.1 Data Collection

Grounded Theory c anamdseanycform efuqudlitatitte materaln g
(Pidgeon, 1996, pp.77). Data can dmlected using a number of techniques, including
obtaining data directly from the source or gathering it indirectly from existing texts or
documents. Commonly, data is collected by means of aedmrded or videtaped face

to face interviews which aréen transcribed to retain the detail of the data and to minimise

data reduction prior to analysis (Willig, 2008).

In order to guide individuals in giving a focused account of their experience, whilst
allowing them the flexibility to freely and openly offenformation about it, the use of
semistructured interview schedules is recommended (Willig, 2008). This facilitates a

breadth and depth in the data collected which is not constrained-byiptiag categories.
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As data collection and analysis progresseterview schedules may be altered to reflect

the emerging themes and more focused interview questions used.

2.5.2 Open Coding and Categorisation

Early stages of analysis involve the researcher repeatedly reading and asking questions of
the data witm a process of 6open codingbé (Straus
which may be words, phrases, sentences or longer segments of text, are highlighted and

|l abel |l ed. These descriptive | abels are re"
processof open coding thus allows the researcher to capture the detail, variation and

complexity of the data (Strauss & Corbin, 1998).

2.5.3 Constant Comparison

As more data is coded and categorised, constant comparisons are made to explore
similarities and dfierences with existing categories. New categories or subcategories may

therefore be identified. Previously coded transcripts are revisited with these new categories
in mind and recoded as appropriate. Throughout this process of shifting between data and

caegories, multiple interpretations of the data are considered.

2.5.4 Theoretical Sampling

Data collection and analysis occur alongside each other with key themes, ideas and
interesting patterns within the data being used to guide subsequent dataooollsst
analysis progresses interviews are shaped according to preliminary findings and theoretical
sampling occurs as consideration is given to the recruitment of participants who will add

meaningful data to test the developing hypotheses and theory.

2.5.5 Axial Coding and Theoretical Saturation

Axial coding describes the process of relating categories and concepts to one another.
Previously identified categories and concepts may be relabelled, merged or split to take
account of new interpretations, Ik relationships and patterns. Axial coding and

t heoretical sampling occur alongside one at

meaning no new categories are identified and additional data simply confirms what is
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already known (Strauss & Corhi1998). However, it is recognised that the continuous
process of axial coding may preclude the arrival at a final point of saturation as the
researcher i s constantly alert to alterna
therefore not the end dfi¢ Grounded Theory process but rather a point at which a suitable

understanding of the data has been obtained which is useful (Glaser & Strauss, 1967).

2.5.6 Memo Writing

Memos provide a written record of the process of theory generation; documenting
definitions of categories, justification of labels chosen, the nature of relationships between
categories and concepts, and reflections on the research. Consequently, memos offer the
resear ch e rexteanaliseelhe aralysts and the process of pretatiord ( Pi dgeon,
1996, pp.85). They are a useful tool in understanding and following the analytic process, as

well as for stimulating theorising (Pidgeon & Henwood, 1996). Appendix 3 presents

extracts from the researcher s memos.

2.6 Ensuring Quality in Research

The interpretive nature of qualitative research methodologies has led to claims that they
lack credibility and are unsystematic (Pope & Mays, 2006). The applicability of
Orel i abval iapdayspohedaluating their quality has also been questioned and
the use of small samples has been criticised on the basis that they are unrepresentative and

so findings cannot be generalised to the wider population (Golafshani, 2003).

In response tanese claims Elliotet al. (1999) propose a set of guidelines for ensuring the
legitimacy, credibility and quality of qualitative research. The researcher applied these
quality guidelines to the current study to ensure and evaluate its methodologidgl guali

summary of the guidelines and their application to the current research is presented below.

2.6.1 Consideration of the Researcher6s Pos

Researchers ar e encour aged to owchompmty @n@d:
perspectivé ( Edtd.,i1999, pp.221).
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ORefl exivity requires an awareness of the
of meaning throughout the research process, and an acknowledgement of the

i mpossibility of remaining out si dng of (o
r e s e &Willg,R008, pp.10).

Re s ear cher sexmoreehe waysirevchicht [tbeir]anvolvement with a particular

study influences, acts upon and informs such reséarchf Wi I I i g, 2008, pp. 1
recommended that researchers eihyi state their relationship to the research topic and

remain vigilant to the potential contribution of their own values, assumptions and interests

in the area to data collection, analysis and interpretation (E#icdi, 1999). This serves to

increag the transparency and credibility of the research and assists researchers in

maintaining an open minded and critical approach (Pope & Mays, 2006).

I n the <current study the researcheros bacl
relationship to th research topic are summarised in section 2.10. Reflexivity was also
ensured by maintaining a reflective diary

thoughts and feelings throughout the research process (see appendix 4).

2.6.2 Situating the Sample

A description of the participants serves to enable the researcher to evaluate the

generalisability of the findings to the population considered.

A summary of the participants in the current study is presented in order to provide the
reader with sufficiehinformation to understand the nature and context of the findings (see
section 2.8.4).

2.6.3 Grounding in Examples

An overriding principle of Grounded Theory
Consequently, examples of the data should beigedvin order to highlight the process of
analysis and exemplify the o0fitd between t
researcher. This transparency allows the reader to consider whether the proposed theory is

grounded in a credible interpréta of the data.
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An example of data coding and categorisation is provided in appendix 5 which shows an
extract from a coded transcript. Furthermore, quotes from the data are presented
throughout Chapter 3 to describe the categories and concepts generated and tottiestrate

analytic process and understanding developed.

2.6.4 Credibility Checks

It is suggested that the credibility of categories and concepts is verified with another
individual who has an understanding of the research area and/or the method of analysis

employed. Participants may also be involved in this process of credibility checking.

The researcher ensured a process of credibility checking was achieved in the current study
by discussing emergent categories and concepts with both the academic amal clini
supervisors. Themes were also presented to Clinical Psychologists working in this field for
discussion and their views were taken into account when constructing the Grounded
Theory. Unfortunately, it was not possible to verify themes with participhugsto time

constraints.

Elliot et al. (1999) described the principle of triangulation as a means of credibility
checking. This strategy involves the collection of data from multiple sources, or the use of
quantitative data, for the purpose of validgtithe themes generated (McLeod, 1994;
Golafshani, 2003). This approach however, has little meaning within the social
constructionist model of Grounded Theory used in this study in which each perspective

was considered to add something meaningful to theryheonstructed. The purpose of
obtaining multiple per specdmedrneselyatvalidatom s st
but at deepening and &wid@hsemy, oh@®4, ump.el )t

2.6.5 Coherence

The data, analysis and findings shouldobesented in a logical and intelligible way, whilst

retaining the nuances in the data, to provide a comprehensive account.
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Both written and diagrammatic representations of the data are provided in Chapter 3 and
were discussed wit hic and elinicalessiperaisors hneardgrsto ac a d

maximise coherence.

2.6.6 General vs Specific Research Tasks

Research should be undertaken and presented with clear aims which specify whether an
understanding of a general or a specific phenomenon is soughte Wkesiim of research

IS to generate a general understanding this should be based on an appropriate range of
participants. Where a specific understanding is sought, specific instances should be

described systematically and comprehensively (Pidgeon & Hehvi®96).

The aims of the current study are presented in Chapter 1 and a summary of the participants
provided in section 2.8.4. The findings are presented in a way which clearly displays the
outcomes of the analysis (see Chapter 3) and limitations tgdheralizability of the

findings are discussed in Chapter 4.

2.6.7 Resonating with the Readers

The research and its findings should be presented in a way which accurately reflects the

subject matter for readers and clarifies or enhances their insiglit im a useful way.

The researcher aimed to present the material in the current study in a way that represented
the experiences of participants. Draft versions of each Chapter were read by the
researchero6s clinical a n & previdea cheorder to esswre e r v i

this aim was met and to enhance resonance with the readers.

2.7 Ethical Considerations

2.7.1 Obtaining Ethical Approval

A research proposal was submitted to the local Research and Development Department
(R&D) where the researcher was employed. R&D approval was granted in May 2011 (see
appendix 6). Ethical approval was obtained from the South East Wales Research Ethics

Committee Panel D in June 2011 (see appendix 7). Written permission to undertake the
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reseach was also gained from the R&D department of the host health board in which the
research was undertaken (see appendix 8) and verbal permission was obtained from the

lead manager of the services in which participants were recruited.
2.7.2 Obtaining Informed Consent

The researcher adhered to guidance for obtaining informed consent from the British
Psychological Society (BPS, 2009, 2011). Guidelines for conducting qualitative research
with people with learning, communication and other disabilities weoefalowed (Nind,

2008). In order to enhance comprehension and ensure informed consent was obtained, all
written information for service users was supported visually following guidance on how to
make information accessible for people with a learning disaCHANGE, n.d), and was
presented to service users by familiar inpatient unit staff. Different procedures were in
place for recruiting service users, carers and staff therefore separate information sheets and

consent forms were provided (see appendicd®, 11 & 12).

All potential participants were provided with an information sheet by the assessment and
treatment unit manager, or member of staff in charge, during the recruitment phase of the
study (see appendices 9 & 10). The information sheet ieeplahe exact nature of the
study and what participation would involve as well as outlining the potential costs and
benefits of taking part. Participants were informed that they were under no obligation to
participate and could withdraw their consentrat ame. Service users were informed that
participation in the study would not affect their treatment or discharge. Issues of

confidentiality, data collection, storage and analysis were also highlighted.

Participants were asked to return a consent forthe researcher declaring their informed
consent to take part and giving their contact details (see appendices 11 & 12). The consent
forms included confirmation that participants:

1 had read and understood the relevant information sheet

1 had asked any questis they had regarding the research

1 understood participation was voluntary and could be withdrawn at any time

1 understood how confidentiality would be maintained

1 agreed for data from their taped interview to be included in the final report
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1 consented to takpart in the research
1 consented for the researcher to interview a carer and a specified member of staff

from their key work team (service user consent forms only)

Prior to and following interview the researcher reviewed the consent form with the
participant and verbal consent wasaférmed. In order to ensur@formedconsent was
given by service users, the information sheets wefgrasgented by the researchedan

clarification sought that service users fully understood what they were consenting to.

2.7.3 Maintaining Confidentiality

Procedures were in place to ensure the confidentiality of all participants during the
research process. The researcher was bowrdebBritish Psychological Society Code of
Human Research Ethics (BPS, 2011), the British Psychological Society Code of Ethics and
Conduct (BPS, 2009) and the Data Protection Act (1998).

Every effort was made to ensure confidentiality, however partitspaere made aware of

the limits of confidentiality through the information provided. They were informed that the
researcher would share with the assessment and treatment unit manager, or lead manager,
any information disclosed as necessary in order surenthe welfare of participants or
others. Confidentiality was ensured using the process detailed below.

During the recruitment phase the manager of the assessment and treatment unit, or a
member of staff in charge, made initial contact with potentidgigy@ants. Their details

were only made known to the researcher when they returned the consent form. Participants
were allocated a pseudonym which was used to code their transcripts and personal
information, and these were stored separately. Only theards® had access to this
information and knew which participant each pseudonym was linked to. Any identifiable
information such as places, names of other service users or staff members was anonymised
or excluded from the transcripts. Transcripts werdyaed solely by the researcher, with

only anonymised excerpts shared for the purposes of credibility checking (see section
2.6.4).
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2.7.4 Ensuring the Welfare of Participants

It was not anticipated that there would be any adverse effects for particygamt®sult of
taking part in this study other than the time commitment which participants were informed
of at the time of giving their consent. However, the researcher was aware of the possibility
that themes may arise during the interviews which coaldfta sensitive nature, therefore

a protocol was developed to risk manage any potential distress which occurred.

Prior to commencing the interviews, the researchaffraned with service users that they
were happy to take part and the option for a imemnof staff to accompany them was
offered. All three service users requested a member of staff remain present, which was
facilitated. During the interview the researcher remained vigilant for any changes in the
service user's mood or indications that aafir in the interview may be necessary. No

incidents of challenging behaviour occurred.

Participants were informed that the research interview could be stopped or postponed if
they became distressed or did not wish to continue for any reason. Appropeiabes of
support for participants were in place: these included the researcher offering emotional
support, the opportunity to speak to another member of staff or referral to someone
independent of the research to discuss the issues raised in more demp¢hofNthe

participants required this additional support.

Ri sk assessments were also carried out t o
userso interviews. Unit staff were consul te
occurring and sk management strategies currently in place were adhered to by the
researcher.

2.8 Participants

2.8.1 Inclusion Criteria

The following inclusion criteria were applied:
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(i) Service users:
1 Over the age of 18
1 Currently a compulsory or voluntary inpatient in an assessment and treatment unit.
1 Possessed a level of cognitive ability and verbal communication which enabled

them to provide informed consent and participate in the research process.

(i) Carers:
1 Over the ag of 18
1 Family members or paid carers
1 Involved in supporting the service user for at least 6 months prior to admission and
maintained regular contact during the admission

1 Nominated by service user who consented to them taking part

(i) Staff members:

Over the age of 18

)l
T Qualified or unqualified member of the s
1 Supported the service user throughout their period of admission

)

Nominated by service user who consented to them taking part

2.8.2 Exclusion Criteria

The following exlusion criteria were applied:

T Staff members who had taken a significar
admission were excluded as it was felt they would not be able to comment on all
aspects of the service userob6s experience

{1 Staff members ocarers who accompanied the service user during their interview
were excluded as their knowledge of the

the perspective they provided.
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2.8.3 Recruitment of Participants

Participants were recruited across three specialist inpatient assessment and treatment units
from within one Health Board in South Wales. The units were geographically separate and

had individual management and staff teams, however the structure andphylas the

units were consistent with one another, with a lead manager overseeing their operational
running. There were a total of 24 beds across the three units. Service documentation
described the aim and role of these specialist inpatient units agibéimo pr ovi de a |
delivered comprehensive specialist health service for people with a learning disability [by]
offer[ing] shortterm inpatient assessment and intervention facilities for adults with
learning disabilities whose behaviours present pioeal challenges, or who have mental
health problems which pose compl eMofthehavi ol
units applied a positive behavioural support (PBS) approach to the assessment and
treatment of challenging behaviour. The corégdophy of this valueed model is to

maintain the dignity of people with a learning disability and minimise or eliminate the use

of punitive and reactive responses to challenging behaviour. The approach therefore
focuses on the use of positive proactsteategies to prevent behaviours occurring and
enhance independence, choice and inclusion (Attext.,2005).

Once ethical approval had been obtained, the researcher met with each of the unit
managers to explain the nature of the study, share theaglegg@tocol and answer any

questions. Based on the inclusion and exclusion criteria, managers were asked to identify
service users who were eligible to take part. Regular contact was maintained between the

researcher and unit managers to monitor prognestentifying participants.

Potential service user participants were identified and approached by the unit manager or a
member of staff in charge who shared with them the information sheet (see appendix 9).
The opportunity to clarify any aspects of tlesearch was offered and two service users
chose to meet with the researcher prior to consenting to take part in the study in order to
clarify issues related to data storage. Once the service user appeared to have understood the
details of the research theyere asked if they wished to take part and informed consent
obtained (see section 2.7.2; appendix 11). The service user was then supported by the unit
manager or member of staff in charge to identify a carer and nominate a member of staff

from their key vork team that the researcher could interview about their experience.
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Nominated carers and staff members were then contacted by the unit manager or member
of staff in charge. They were provided with an information sheet (see appendix 10) and
asked to retur a signed consent form, with their contact details, directly to the researcher

(see appendix 12).

Following analysis of the data collected from the first service user, carer and staff member,
it was evident that data from each of the three participabtipgr was contributing
meaningfully to the analysis. The researcher discussed this with her academic supervisor
and considered it appropriate to continue sampling from each participant group in

accordance with the principles of theoretical sampling (sémBet5.4).

2.8.4 Description of Participants

This section provides a description of participants to enable the reader to understand the
nature and context of the findings. In order to protect confidentiality participants have been
provided with a psedonym and identifiable information removed. Three service users
consented to take part, each of whom nominated a carer and staff member who were also

interviewed. Descriptions of the nine participants are summarised below:

Participant 1: Mel (Service use

Mel was in her mid 30s and had been an inpatient on the assessment and treatment unit for
seven months at the time of interview. She had a mild learning disability and additional
diagnoses of personality disorder and epilepsy. Following a series odosesr and
admission to hospital, Mel was admitted to the assessment and treatment unit for one
month. She was then discharged back to her staffed community house however was re
admitted to the unit two weeks later after several more overdose attemis thkhe Mel

was detained under Section 3 of the Mental Health Act for a planned period of assessment
and treatment in relation to her challenging behaviour. Mel remained on section at the time
of interview and met the service criteria for delayed traredffeare indicating that she was

ready for discharge but was waiting for an appropriate placement to be found.

Participant 2: Emily (Carer)
Emily was Mel 6s mother. She had cared for

supported accommodation teaays ago. Emily maintained contact with Mel at least once
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a week during her admission and lived in close proximity to the assessment and treatment

unit.

Participant 3: Joanne (Staff member)

Joanne was a healthcare support worker who had worked with Mel since she was first
admitted to the unit. Joanne was also familiar with Mel from her previous admission.
Joanne had 31 years experience working with people with a learning disability and had

worked on the assessment and treatment unit for 15 years.

Participant 4: Kat (Service user)

Kat was admitted to the assessment and treatment unit via the criminal justice system. She
had been arrested and bailed to the unit following a violent and distressing incident in
which she assaulted someone. She was later detained under Section 3Mehthie
Health Act. Kat had experienced one previous admission, four years earlier, which lasted
approximately a month. Kat was in her mid 20s and had a mild learning disability as well
as an autistic spectrum disorder. At the time of interview she whserstiection and had

been on the unit for one year. At the time of admission Kat had lived in her own home with
her partner who passed away shortly after she was admitted. During admission Kat also
experienced the loss of a number of other significantioelships. Kat was due to be
discharged on section to a privately run secure hospital facility the week after her

interview.

Participant 5: Natalie (Carer)

Nat al i e wa s Natakethaédscared dot Kakim the family home until she moved
into her ow house approximately two years before she was admitted. Natalie remained
involved in supporting Kat and her partner during this time and maintained contact with
Kat at least once a week during her admission. Natalie lived in close proximity to the
assessent and treatment unit. At the time of interview with Natalie, Kat had been

discharged from the assessment and treatment unit.
Participant 6: Lucy (Staff member)

Lucy had worked on the assessment and treatment unit for 26 years as a healthcare support

worker. She had supported Kat since her initial admission and was familiar with her from
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her previous admission. At the time of interview with Lucy, Kat had been discharged from

the assessment and treatment unit.

Participant 7: Alan (Service user)

Alan wasin his 40s and had a mild learning disability. He had been an inpatient in the
assessment and treatment unit for two and a half years before being transferred to another
inpatient unit for an eighteen month period of specific therapeutic rehabilitatioen Wis
contract of care came to an end Alan had returned tadbessment and treatment unit
under Section 3 of the Mental Health Act. This was his third period of admission. At the
time of interview Alan had been in the assessment and treatment ruteih fimonths, was

no longer under section and was waiting for a suitable discharge placement to be found.

Participant 8: Sandra (Carer)
Sandra was $he had Supported Alaneluring his previous community and
inpatient placements. Sandra livedshort distance away from the assessment and

treatment unit and maintained contact with Alan at least once a week.

Participant 9: Roger (Staff member)
Roger was a qualified nurse who had supported Alan since admission and throughout each
of his previousadmissions. Roger had 36 years experience working with adults with a

learning disability, nine years of which had been on the assessment and treatment unit.

2.9 Procedure

2.9.1 Development of Interview Schedules

Semistructured interview schedules wedeveloped separately for service users and
staff/carers. In line with the Grounded Theory philosophy (see section 2.4), these
comprised broad stem opended questions to facilitate discussion and exploration of a

wide range of aspects relating to servitces er s 6 experiences from
perspective. In addition, more focused and specific questions were used to encourage
participants to elaborate on their responses (see appendices 13 & 14). Interview schedules
were developed in consultation withh e r esear cher 6s supervisors

clinical experience and the aims of the study, as outlined in Chapter 1. In line with
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recommendations from Young and Chesson (2006), visual prompts depicting emotions and
key concepts within the inteew schedule were made available to assist service users in

engaging with the interview process. However, no service users required these.

The semistructured interview schedules covered a number of areas including:
The admission process

The assessmeanhd treatment process

The recovery process

The discharge process

Service user involvement

Environment

=4 =4 4 4 A -4 -2

Overall experience

I niti al data analysis highlighted particiop
relating to the physical nature of the assesdgnamnd treatment unit. In line with the
principles of theoretical sampling (see section 2.5.4), prompts related to this line of
questioning were subsequently removed from future interviews, however sufficient
flexibility was maintained to allow participanto highlight this theme if it was relevant for

them.

2.9.2 Interview Procedure

Upon receipt of consent forms, the researcher contacted participants and arrangements
were made for interviews. Service users who consented to take part in the research were
interviewed on the assessment and treatment unit. Each service user requested a member of
staff to accompany them and this was arranged. Prior to interview, the researcher discussed
with staff any communication needs the service user had and verbal caratimmnwas

modified to an appropriate level for service users accordingly. Although visual
communication support was available none of the service users required this. All carers
were interviewed in their own homes. Two staff members were interviewbdiaptace

of work and the other at a learning disability team base. Interviews ranged from 45 minutes
to one hour 20 minutes. Time was allocated after the interviews for participants to debrief

and ask any questions the interview had raised for them.
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All interviews were audiotaped and transcribed within 1 week of the interview.
Demographic information including age, gender, occupation, length of stay on unit and
relationship to the service user was obtained at the start of the interview and documented

seprately from the transcript.

2.9.3 Data Analysis

Data analysis was conducted according to the Grounded Theory process described in
section 2.5. Following verbatim transcription, each interview was read several times and
initial open coding completed hand. This enabled the researcher to become immersed in
the data. Axial coding was then conducted alongside further memo writing to record the
analytic process. Constant comparative analysis was employed and strategies for ensuring
the quality of the reseeh, as discussed previously, were adhered to (see section 2.6).

Service wusers©o, carers6 and staffds trans
researcher to explore similarities and differences between the themes generated from each
group of paticipants. However, upon inspection of the data it was evident that the themes
generated across the groups were similar and consequently categories and concepts were

integrated for the purposes of final analysis and theory generation.

The researcher usélde computer software package NVivo to aid the analytic process. The

use of computer software in qualitative research has been criticised due to the risk that it
reduces the researcherodés closeness to the
200) . The researchero6s experience reflectedo
by hand as this was felt to achieve a more in depth analytic process. However, the
researcher found NVivo to be a helpful tool in organising and storing the dagocas,

concepts and memos constructed.
2.10 Researcherdés Position
The researcher was a 29 year old white woman from a British working class background,

employed as a Trainee Clinical Psychologist. She had-aqstng interest in the research

topic which had been stimulated by both personal and professional expeaaddesd a
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motivation to enhance the quality of learning disability services such as those she had
worked in or had personal contact with.

Having a sibling with a mild learning disability, the researcher hadHastl experience of

the challenges facingdividuals with a learning disability, and their families. In particular,

her thinking had been influenced by the frustrations and inequalities she had observed in
accessing appropriate healthcare support at times of difficulty. Her experience ofdthis ha
been largely negative and she was aware of the possible influence this may have on her

assumptions as she approached data collection and analysis.

Prior to commencing Clinical Psychology Training, the researcher worked in Learning
Disability servicesAs an Assistant Psychologist she worked in a residential setting with a
focus on implementing persaentred approaches to life skills teaching and transition
planning for young adults with a learning disability who were moving from residential to
communiy living. Following this, she worked in an assessment and treatment unit similar
to those providing services to participants in the current study. Her research interests were
borne largely from this clinical experience as she developed an interest inehoee s

users and their families experienced admission to such units and the factors which
influenced positive or negative outcomes of admission. The researcher was particularly
interested in the systemic nature of the unit, thinking about relationshipgatiedns of
behaviour, how these were managed and the impact they had on the admission and

discharge experiences of service users.

The researcher chose not to undertake this research project within the Health Board in
which she had been previously emyd. The researcher was aware that, in part, this was
due to a belief that the service users and family members would report mainly negative
views on the unit as a result of negative opinions she had witnessed in the past. The focus
of the current researchias driven by a desire to give service users a voice and a platform
from which their stories and those of their families, could be heard; whether positive or
negative. The researcher therefore remained mindful of her assumptions throughout the

data colletion and analysis process in order to minimise any bias in her interpretation.

The development of the specific research topic was shaped by discussions with the

researchero6s clinical and atedaisbesin the nedip er v i
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and political spheres. Specifically, t he
experiences was fuelled by a documentary and subsequent government investigation into
abuses in inpatient services for people with a leardisgbility. In particular, the
researcher became interested in what it was like to be resident on an inpatient unit,
particularly for a longer period of time. The researcher recognised her assumptions
regarding this and the potential influence of thesumptions was monitored through

regular supervision and the use of a reflective diary (see appendix 4 for extracts).
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CHAPTER 3: RESULTS

3.1 Chapter Overview

This chapter presents the key findings and themes from the Grounded Theory analysis of
the datecollected from the nine participants. These themes are arranged into core concepts,
categories and sutategories. Within the text, and for the purposes of diagrammatic
representationCORE CONCEPTS are written in bold uppercase forgategoriesare

written in bold lowercase font arsibcategoriesre written underlined in lowercase font.

Five CORE CATEGORIES wer e generated from participan
usersbd experiences. Fi gur €ORE.CONCRRTSandd e s a
categoriesgenerated from the Grounded Theory Analysis. EZOIRE CONCEPT along

with its related categories and sub-categoriesis then presented with a diagrammatic
representation and definition, followed by discussion and illustrative quotes from the

interviews.
Following a detailed description of the results a diagrammatic model of the resulting
Grounded Theory is presented in Figure 3.7 in order to demonstrate ho@GORE

CATEGORIES are linked. This is further explained in section 3.7.

To protect anonymity eacparticipant has been allocated a pseudonym and identifiable

information has been removed or changed.
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Figure 3.1: Diagrammatic Summary of the Grounded Theory Analysis
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3.2 Core Concept: The Course of Admission

Thiscoreconcept refers to service usersodo expe
stages of their admission and includes three categtmeasg admitted, assessment and

treatment andthe discharge process

Figure 3.2: Diagrammatic Summary of Core CondapE COURSE OF ADMISSION

THE COURSE OF
ADMISSION

. . Assessment and . >
Being A dmitted Treatment The Discharge Process

Activities
The Nature of the
Admission
—— Behavioural and
Emotional Management

Settling In L

Phvsical Health

Professional Involvement

3.2.1 Category: Being Admitted

Participants talked about how service users experienced the prodesagadmitted in

relation tothe nature of the admissiamd the necessifpr asettling inperiod.

3.2.1.1 SubCategory: The Nature of the Admission

The rature of the admissionaptures the beliefs service users held about the reason for

their admission:
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Al had t o ccoome |b anaks hoenfAlm, senacetserhg | i st . o
AThe police brought me heatsé&vicAwer)puni sh m
AfBecause | took too much overdoses and |

worried about me and the social worke was worri ed about me &
be i n a ¢Melfservigelsart e. 0

The beliefs service users held about the reason for their admission appeared to have

contributed to their views of the unit and feelings about their admission:

AAlsaaw [ his first admission] as a puni shn
me away from my family, they're punishing me because | am out of control. Because |

have done bad things | am here.® (Than drsa
carer)

AWedbd explained to Kat that this time it
|l eave the assessment and treat ment uni t .

pr i s on gMataliehcarer). 0

All of the service users had experienced previous stagssessment and treatment units,

which also contributed to their views on admission:

AKat hadndét | i ked the experience there th
girl the first time. She was very angry when she went into the assessment and
treatment unit and obvi o(Natdligjcated was a di f

Al didndt want to be here beca(dad service been
user)
AThere were suggestions that It wasnot a

assessment and treatment unit by the community nurse. She said that she felt this
would be detrimental because Alan would always see this as a stepping stone, [he
would think]6i f t hi s doesndt work out I can go
uni ¢Sandra, carer)

The familiarity service users had with the unit and staff, as a result of having previously

been admitted on the unit, was also believed to influence hovegpeyienced their initial

admission:
AFamiliarity [i1s very important in maki ng
building but peopl e é I think there was

whol e team t ha t(Rodel, staff mdmbeir)n 6t knowo
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3.2.1.2 SubCategory: Settling In

For someservices users the initial process of admissiasdescribed abeing traumatic,

scary and unsettling:

A The events surrounding Katds admission

cars, paramedi cs, ambul ances, dogs é It was
someone asked my sister Owhatodés happening
filming an episode of The Bill 6. Because

initial process of Kat being admitted] was qui
(Natalie, carer)

A[ When | was first admitted it was]| scar.y
come out €& | di d(lKaf servieeauset) t o be here. o

Al When | firredt larwasvneddt hseet t | ed. I was (g:¢
ti mes é |t makes me feel unsett | vl shar

service user)

In response to the trauma and anxiety of admission, and in relation to the benefits of
service useks being familiar with the unit and staff noted above, participants described the

importance of @ettling inperiod:

Al't took a while to get (Meksediceuser)t he new p
AAl an needs to settle back in and we all
couple of weeks and t HSamdrajcarédr)s goi ng t o de

AWhen Mel was first admitted | think like all the patients [when they first] come,
theyreveryani ou s, but after the initial comi ng
where they're going to be staying, weoll
and make them as welcome as possible beca
Mel wasf i n @aarne, staff member)

3.2.2 Category: Assessment and Treatment

Service user so0 assesmmeatland treatmprs undeestoad én retation to
four subcategorieswhich highlight key factorsthat contributel to assessment and

treatment proceduresactivities behaviouraland emotional managemephysical health

andprofessional involvement
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3.2.2.1 SubCategory: Activities

Activities on the unit formed a positive component of the experience of admission for

savice users:

AWe | | staff find things for you to do ¢é
making cards. She | i kes making cards and
used to be a learner how to show you how to make cards. Then when you know how to
doit,lIwent f or my own c a(Athn, seavikesuser)k i t , you kn
AThe activities are good. Do drawing, art
making, sewing, play games connect 4 and binggGo o u't i n the ga

Sometimes | play gamegiMel, service user)

Furthermore, outings off the unit provided particular enjoyment for service users:

Al think going out, when he knows that h
Al a n 6 Rodea gtaff tnember)

AStaff took mebast ©Howna|[the beathp é it
all the different (dat seaviseusewher e | wused to
A Me | | oves going out. She doesné6t mind w
sheds out (3ohmmd) saff membgr)y . 0

Carers and staff recognised the necessity for structure and routine within the daily

activities that were organised for service users:

Al think they have got structured days, /
has got a(Sandraneer)abl e, 0

Al Al I service user s] had a timetable eve
have other patients that we have to fit
stick to it as much as we could ttatt he t i
was a big issue because when you tell her
out at half past sheod(Lunestaffinemineryng bezer k

However, participants noted the disappointment service users experienced when planned

activities had to be cancelled:

wi t h us

AOver the years when Al ands been
l ed] . O

activities havi(Roger stadf mbngerc anc e |
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ASt aff i n charge wil!/| say (oecaudd staff damatv e t o
take you and pickyouup] é it feels upsetting, you Kknt¢
all week kind of thing andAlapeervicedser)nks you

Difficulties in providing activities and sticking to plans were attributed tatipgredictable

nature of the wunit and the | imited staffing

~

n | know staff havenot al ways got the tin
something happens in the unit they have to be there ...they ta [ gi ve her mo
because theyodove al ways got emergencies co
(Emily, carer)

AWe 6re an eight bedded unit we tend to wc
exceptionally challenging and something, and they have an aggressive outburst,
thereds no way | can turn round, i f we hé¢
have one peson take Al an out and | eave one p¢
(Roger, staff member)

ASometi mes we gimg orothetafteingon ift ske# aramootr busy €é w
usually go out in the afternoon instead of the morning because staff are busy in the
mo r n i(Mel sedvice user)

Participants also emphasised the potential for service users to engage in challenging

behaviour when activities were cancelled or when they were not given the attention it was

felt they needed:
A | know someststhavendmt tdhet ptai me [for Al a
actually asking him to play up. He want s
gonna get it iIs to have a Dblip then heos

what wo ul (Rogerataffonemberp

N Mel doesnot [
because shebds t
s he be(ktmily,eamer)o

k e activities being cance
h i

[
i nking, 6l 6dm going to get

3.2.2.2 SubCategory: Behavioural and Emotional Management
A range of strategies were identified whi

challenging behaviour and emotional distress. These seemed to form another important

aspect of thassessment and treatmeryirocess.
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When disassing what service users had found helpful during their admission, they
unani mously expressed positive opinions abc

comfort and helping them to manage their own behaviour:

A( Researcher): Wohbat t ohibregsabHel ptead 6be go
troubl ed?
(Participant): We | | |l talked to (Mamber of

service user)

ASome of the staff c¢comfor {(Katpserviceuser) They t a

AStaff nmealakeodutt a rying not t @elrserviceuss)ay or
60Tal k timed was identified as being a proa

Behaviour Support (PBS) approach adopted by the assessment and treatment units. Where

behaiours escalated however, the use of restraint was described:

A We bv e got t he same [ approach t o behavi
pri mary, secondary and reactive and weobv
and that. So wh agofflyaseline yoh stant givink the télkstimeybtah

blah blah. And if it went to the next thing then, only once or twice | think she had to be
restrained and she had her things taken out of her room because she was throwing
t h e (uey, staff member)

AWe estrained Mel to be honest, because s
her yesterday morning é it was easier to
her cal m, t aoanng staffimeamber) | f el t o

Participants also talked about thse of praise and rewards given in response to service

users managing their own behaviours or emotional distress:

Al Goi ng hopping] wildl be an extra outineg
out his wardr obe ¢Rogér, stdemémsberf ul | of it then
Al say to Kat 61 6m so proud of you coz VY«
youbdr e mo v (Nataie, carer) n o wo

Al do teldl Me | Il 6m very proud of her, be
b et t(Jannepstaff member)

Med cati on was described as having been wuse
emotional and behavioural difficulties. Mixed views were expressed by participants about

its use however:
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ASometi mes Kat woul dndt get dseethaniwherbed a
she was really really anxious, her hands used to shake. And when | thought she was
going to blow her hands would start shak
tabl et ?6 [ and s h@uystasfmgniber)6 Yes pl ease. 60

AMel awiwalys need hel p, but I donot t hink
Medi cation for her epil epsy yes, and may
know. |l 60m very much against those as wel
t hat , Dbbuetl ile vdeo nidtt wo(knilgdcaredr k f or her . 0

ablets sometimes makes me drowsy or
atrist tells me] 6ltéds good for vyo

ANew t
psychi
| ev el s (Kdtpservice gser)

Assessment and treatmentalso incorporated therapeutic input, however this did not

al ways match service userso6 expectations of

AKat kept saying 6they promised to do me
were doing itbutataleel t hat she could cope with €&
l' i ke you or | woul d understand that they
her e. Because itodés talking therapy and Yy«
them. Talking them aroundhi ngs and saying to them Oyea
of this and thatés why youdre feeling |ik
Sso she saw it as t hey @atalie,dacer)yng not hing fo
3.2.2.3 SubCategory: Physical Healh
This sub category refers to tpaysical healthmonitoring and treatment that service users
received as part of theissessment and treatment:
AAl'l the patients, they have a head to to
and they're playinggp but al | theydve got 1is toot hact
with a toothache and staff dondt realise

on t h e i@oahnrie,rstaft member)

Al 6ve seen] t he dent i s esterday for atcloecktupn endd e nt i
had my teeth brushed é And | take ear dr ¢
and | might have to go to the hospital. A
n

ow ne xt(Mehasanicdused)

We stildl assess his mental heal th and e
educing programme now the dietician saw
few pounds s i nc(Roges,taff meraber) hi m | ast o

= D
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3.2.2.4 SubCategory: Professonal Involvement

Involvement from professionals outside of the unit was also identified by participants as

part of theassessment and treatmenhat service users received:

AThe soci al wor ker drew up this plan and
specialist behaviour team were involved, | think [unit staff] all know now how to
approach Mel in a different way and that

everybog putting in their input and getting to know what makes Mel, service user tick
e a | (Emyily, carer)

-

[l see] t h(Kat pesvigecuber)at ri st . 0O

=]

A know Kat had art therapy ¢é (Udyestafbosycho
member)

A Car | neeg on@ Wednesday, the occupational therapy assistant, and we do arts
and crafts oursel ves(Melsevice@arr | eyds not ar

3.2.3 Category: The Discharge Process

Each of the service users had experienced an extended period of admidb®mniminas a
consequence of difficulties in planning their discharge and limited availability of

appropriate placements:

Al 6ve been here since March and I dondt |
to |live €é they said t buldype foriaglacé to coma opw h ow
because theydre shor (Melaservice iser) moment f or h
AAll Al an needs, which is easier said tha

If you could actually put the way we manage him into a house wihr@ybe two
ot her people, he would be very happy. Bu
for their registration a(Rayerestafferremiterdh i ng, t

t
h
Participants described the implications for service users of havergdrethe unit for long

periods of time. These included service users no longer having activities to do, becoming

too comfortable and not wanting to leave:

ANow the staff know Al an heb6s not t her e
lessons orbeing s sessed. So there'"s a | ot | ess f
do mor e \Bartdda, cdrer)ym. 0
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Al think [the unit manager] said the same
better. Because | think she will becomstitutionalisedif she stays there any longer,

and | dond6ét want that for her é Sheds be
her to get comfortable there, because it:¢

not al | (Emiyecarér)i me. 0

AWe have service users who have been he
call it because there's nowhere for t
assessment, but they're particularly difficult in théehavioursto manage, and
providers wonodot accept them then for what
whatever, but sometimes they can be here too long and they get too hapfantiere

they dondt . @eanne, stafomembera v e ]

r
h

In response to thelea of discharge, service users were described as being amboralent

reluctant about leaving the unit:

AAl an | ikes being with us so, although ev
a new home | canot wait t o dgoon 6tto waa nrtew oh
her e, I 61 | (Rogerssgaff jember)al | . 6 0

Al 6m patient waiting. |l dondét mind waitin
move | wonodt(Melaeniceuser) mov e o

ABefore Kat | eft she daidthady wermnd, tohegowas
She started crying, upset [she said] o1 r

me . (Budy, staff member)

3.3 Core Concept: Sense of Self and Connectedness

This core concept refers to how service users etdivemselves in relain to other people

on the unititheir sense otonnectedness with other service users, staff and their families;
and how this affectedndwasaffected by their experience of admission. Four categories
were constructed which capture tfaetors which influencdts e r vi ¢ SENBEB@Fr s 6
SELF AND CONNECTEDNESS. identification with learning disability, relationships

with staff, relationshipswith family andvalued and meaningful sense of purpose.
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Figure 3.3: Diagrammatic Summary of Core Conc&ENSE OF SELF AND
CONNECTEDNESS

SENSE OF SELF &
CONNECTEDNESS
|
| I I l
Identification S p. S p. Valued &
with Learning Rel_:.' t101‘1.sh1|1.s Rg! a tmmh.ll]__‘s Meaningful Sense
e rere with Staff with Family '
Disability of Purpose
Beliefs about Self
Ditferent from
other Service
Users

3.3.1 Category: Identification with Learning Disability

Ser vi c SENSE @R SEIBF AND CONNECTEDNESSappeared to be influenced
by their views on people with a learningability and their personal identification with

this label. This category comprised two subcategobelefs about seliinddifferent from

other service users

3.3.1.1Sub-Category: Beliefs aboutSelf

The subcategorybeliefs about selencompassed mumber of different aspects of service

userso6 beliefs about -catefpor mparteipante describdisernice n t h
users as holding strong beliefs about t hems

their learning disability:

=]

Al a mot gat affinity with people of his own mental ability ... Alan will not agree
hat hedés not (Sandrapeater)i n any way. O

—+

AKat 6s al ways wanted to be, wh at she <cal
her e, I dondt wa nnna be normalel wannto ke lout is theusireett |, I
and do what other peopl e d¢Natédlie,carery She doe
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AKat didnét think she wasndt nor mal , or d
spaz or anythinagdli kSehet hwootul she&dd Ilgoyom co
(Lucy, staff member)

I n additi on, some service userso vVviews abo

their beliefs about themselves as being capable and independent:

AKat didnot |l i ke the fact that [staff] wc
her é [ Sh says] o1 dondédt wanna be in a |
telling me what to dobd But what she doe:c
it on h(Nataliepcarar) 0

AAnd when they were doing Mel 6s hair [ sh
t hi s m(gmilg tafer) 6 0

3.3.1.2Sub-Category: Different from Other Service Users

Participants also talked about services us
disabilities and of themselves as beidifferent from other service userssome

participants talked about the negative views service users held about people with

disabilities:

AThere's no understanding with Alan of d
peoplesd disabilities, heds not very pat
peopl esd conditions or disabil i trigheis at al
the head, 6 or, O6They a bit silly, they ch
to him and not(Saadrtagaamery i ng at all . 0
AScreaming, shouting, wake me wup in the
morning ...Only twather patients | got on with. The rest have been noisy, difficult ...

|l 6m more qui et than they are . .. [ The p
dri bbl e, spit, scream . (Katseryceusar)h f ood, no

These views ledtosaan service users viewing themsel v

users:
Al Al an see hi mself] the old fashioned wa
better [than o@Rdgerrstaffreembhei) ce user s] o
Al think Mel thinks that [ other service u
Less as in sheds more intelligent. Li ke
her, that 6 qJoanresstaff emhbel) i nk . 0
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Furthermore, some service oseseemed to find it difficult to relate to and develop
relationships with other service users, which sometimes resulted in them isolating

themselves:

Al watch] TV in my bedr oo rKattservijesseray away
Al keep myeddl fbutto smyne patients dondét talk
that | just keep miAsre sefvicetusery mysel f, you Kkn

AWhen Al anttimeywedaditwo peo@esvitholns in, and Alan spent very
very |little time in the main |iving room
(Roger, staff member)

Carers also described the differences between service users and the inappropriate mix on

the unit which sometimes resedl in negative consequences such as service users copying

behaviours:
Al't was not the right place f or (N&ad, ; t he
carer)
A Me | shoul dnét really be there because st
ther e, and | think itdés having an i mpact
then she wild|l do the same €& and Meahds ne\

BN

i mpact (Bmily, bager) . 0

3.3.2 Category: Relationships with Staff

This category refers to the closeness and
staff, which may be seen to have contributed to service users having a sense of
conneceédness with staff on the unit. Many participants characterised the nature of service

u s erelatiébnships with staff as being similar to those experienced between friends or

family:
A | think Al an probably sees me thinkstaf bi g
have become his ext e fRbgedstaff membdr)y over t he
AWel |, me and Roger put our hands togethe
hands I 61 1 mi s s R o dAdan, savicé usdr). Hebs bee
AKdti ked to be in with the staff, thatdos
to [join in with staffés conver s dludy,ons] b

staff member)
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Whereas service users saw themselveddifferent from otherservice users some

participants described service users as feeling similar to or like staff:

AAl an sees himself as one of them [staff]
as t hem. |l think Badrseme3 them as friends.
AMel 6s wwerayndcdroivn ng with all the other p
and they're the patient Sheds more
(Joanne, staff member)

AANd | said to staff yesterday woodmnot ake
any more overdoses. Il n three years ti me

A

6Youdd be a wonde(Mélwseérvicenwsenber of staff. 60

For one service user however, notralationships with staff were experienced positively

and sonetimes resulted in her isolating herself on the unit:

AKat took a di s]Jitwdslg etra ia | fedbwcyl Eaffanferftbérgen

AA nightmare with horrible staff, but ni
working | feel] depressed. |(Kat derige usem b e d

3.3.3Category: Relationshipswith Family

This category highlighted the impatth a t admi ssion to the unit
relationships, contact and sens eelatmrfishipsonnect
with family were reported to have been disrupted upon admission by the traumatic

processes of separation from amlgeived rejection by family:

A | think first of al |l It was so awful f
(Sandra, carer)

Al Kat thought] somebody wanted her put b
bad guys at the time because she saw we wereeagi ng to this é
understands it but she also says youobve
me .(Natalie, carer)

rn

-

A Me | [ says] OYoudve put me here in here,
| left in your house; l wany ou t o bring it over her e.

S u n d gBmilydaarer)

One service user described the oI iheriloessg hel |

of significant relationshipduring her admission
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Altds been ay ¢ amBeird o heneelonkly, mypartnexr died and then
my d a d (Kdt,iserice user)

Ensuring contact with family was therefore recognised as important in order for service

users to maintain a sense of connectedness within significant family relgtigins

AMel would |Iike to see me more and |1 6d | i
canot . I canodt just get two buses wup th
some days t Emilyccaren)p t here. o

AWebdbd see Kat every week at the meeting

ti mes a week. And (Nasaliehcardr) a | ot of cont act
Al see my parents every other weekend. S
when she can because she works longu r s . I wi sh | coul d sece

(Mel, service user)

Facilitating inclusion in family events appeared to be particularly important for two service

users where significant family events took place:

AAl ands father i's in HeoOspiatcadluadt yt gei mg
afternoon so he should be there now ... his sister has been going to visit the father

every night and shedol | r i(Roger, #ddff member)o | et h
h

re was h traumasofboKlygt dSdaintkg gloar |

e t he

ationship with the staff there because
S

r

e his body otherwise shedoll think w
| yéiSatgo of tioe sthfie her. stefad and myself took her down to view

ody which was really difficult for

o be abl e t dNalle,carer)rt of t he funer al

>SS s T D
® — ®d® O d
o ® o

0
S
r

The i mportance and signifi canc ectedndéss witer vi c e
family was further highlighted by their ongoing desire to return home or remain close to

family following discharge:

AAl an wants to be home with the family.
with my sisterhandshkey HSamdiaeaa) Hhat . o

Al think | 6ve got a placement coming up b
y ou Kk (Alanysemice user)

il mi ss mum and dad a | ot . |l 6ve been awa
(Mel, serviceuser)
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3.3.4Category: Valued and Meaningful Sense of Purpose

This category refers to the impact that having a role and a purpose on the unit had on some
service usersod6 sense of value and responsi |

as haung a meaningful role in helping staff and looking after other service users:

AThere are people there that Mel reads st
being the protector, mot h¢miyncgrer)t hem and |
AYou know, i f thereds some patients playi
6l 1 try(Alrgselvieeluger) out 0

Al help with the | aundry, I hel p with t
laundrette with the bags. And | help go over to help them empty the bins into the big
bi ns. I hel p put t he I(Meysedicewsed way i n t hat

One serviceuser was also reported to have specific jobs that he carried out on the unit

which gave him a sense of responsibility and the feeling of being trusted:

Al tell you what's fantastic is that the\)
is brilliant. They gave hini | dondt know if he dothe it a
mai | . He used to sort the mai.lo amnh$arndrkee,
carer)

Altés good to come off section you know,
moreand be trusted and like | got one job where | go down the storage room and |
keeps sheets and towels and things like that. Staff used to stand by my side and watch
me doing it but | (Manmsérticetsarye t hat no mor e

3.4 Core Concept: Sense @fgency

Thiscoreconcept refers to service usersoé exper
volition by having control and responsibility over their lives during admission. This
concept consists of three categorieaitonomy and freedom, externally imposed

constraints andservice user inclusion and involvement
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Figure 3.4: Diagrammatic Summary of Core Con@&pNSE OF AGENCY

SENSE OF
AGENCY
| |
- arvi Tg
Autonomy & Externflll} Serv lfe User
Freedom Imposed Inclusion and
Constraints Involvement
Rules and
Restrictions Feeling Heard
Control and Decision Making
Authonty

3.4.1 Category: Autonomy and Freedom

Participants described the impact that being on the assessment and treaitriesd on
the level of audnomy and freedom service usersgperienced. One service user described
her negative experience of losirspme of theautonomy and freedomshehad whenshe
had been living in the communitgs a result of being on the assessnagmt treatment

unit:
A | havenét got the [|ife | had before | (o
no on my own in the house, no house with just me and my partner and the animals, not
all owed to go out on my ovad ] mapasaovellbein on my

pr i s(Kab sedvice user)

Anotherservice user also described his experience of lacking the control and freedom to
determine his own relationshipand of being advised by ward staff to be friends with

another service user detgphis not wanting to:

il had one ward round the other day and t
coz hebébs got an illness, and he |l ikes to

wi || change your mind amaw bree alrliyenldss oo ul
[ but ] I said o6 4dAlanisgvceusdr)d6l | give it a go.
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For another service user however, admission provided respiteafimnal of independence
which she had found difficult to managethe community:

A | doen 6cdcoadkiikng on my own. And | donodt ik
|l i ke being on my own. I donodot | i ke |l iving
me anymore. And | dondt (MVel ¢$ewicewse ki ng ei t h

Inrelatontod c har ge planning and hopes for the
autonomy, freedom and independence were also illustrated:
ATheyodove got to find me 24(Mdhsewiceusegr e [ i n

AWhen Al an moves on heol | probably be ev.
f r e e dRoger, staff member)

Al 6d | i ke to have my | ife back, l i ke befo
hope [l get more freedom when | leave] but got a gelirfg to say no. | want a house
of my (Katnserviag user)

3.4.2 Category: Externally Imposed Constraints

Externally imposed constraintsrelates to therules and restrictionthatwereperceived to

be in place on the assessment and treatmentaumitd s er vi ce user soé exfg

being in a position of havingpntrol and authority.

3.4.2.1 SubCategory: Rules and Restrictions

Restrictions and limitations on what service users felt they were allowed to do and have
were evident throughout goticipans 6 nar r at i v e s desciibadeis psstivev i c e L

view of being on section:

[ Being on section] hol ds you in placeéit
ind of t hi(Alg, serviceouser)k n o wo

AN D

However, participants also des i bed the constraints and re

liberty that being on section resulted in:

Al Being on section] means | can
(Mel, service user)

o
—
«
o
o
c
—
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Al To Al an coming off se@t i baveneant ]Jbedlodmr
(Roger, staff member)

When service users came off section saraetinuedto have staff accompanying them
when theywent out. his presented another perceived source of restriction on what they

were able to daas described bgne service user:

Al came off section and | have one to one
are all one to one down there too. So say now this morning there were three staff on
and three staff in the af(Alawsewicenser) t hat me

Staff and carers described boundaries that were in place on the unit which sometimes

restricted what service users could have:

ABoundaries all the ti me, thatds how we
have boundaries butifar n e s s,  a(Joanaeyssaff hember) .

AfAl an does know t hat t here are boundari e:c
(Sandra, carer)

In particular, boundaries and restrictions were described in relation to access to money:

Al f | 6veot akenshNMebstand | 6ve done Chri st
use your initiative. Tel | her Owebve got
and webve got to get this, that and the o
us er s; vedtttenm doo mugh or give them the 100 pounds when they can only

s p e n d(Joanbe, staff member)

AAt the moment Al anés got money in his seé
my A40 out.o6 1611 say O6no, yoduohddf3®n need
the tin on the wa (Rdger, staf memban)dgeti ng thing.

Rules around how the assessment and treatmentwargsun and how service usensre

allowed tospend their time were also described:

Al 6d | i ke t o gtehte uapf taetr n20 oond cél o[cbku ti nl 6 m] n
al | (@&at,pervice user)

Al stick to the rules, we have a drink of
and tea at certain times and supper at ce
wherever | go now | O06m used t o liets.é Wen dh alv ee
to go to bed at certain times, 9. 00 or g
because itdés the rul es. That 6s ndMel,a gooc

service user)
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Mixed feelings were expressed about how service usersrienped theseaules and
restrictions One participant described the positive experience a service user had as a result

of having boundaries in place:

Al think Mel feels safe here and | think
people are beip pr of essi onal wi t h he(@oannel stafft hi nk
member)

However, for other service users the experiences of rules and restrictions were described

negatively:

service user)

1]

[ Kat saw it as] staff were nasty

(7]

~

AStafftwi Al aeaydédNo, you'r
heés going to come back |
carer)

e not having it
t o me] (Bandda, s ay,

3.4.2.2 SubCategory: Control and Authority

Al candt do whatever | want. I di (Kat,6t hav

t o he
omet hing probabl y(Natdiegtared he wanted to do.

This subcategory relates to participgndb per cepti ons of service u
carershadcontrol and authoritgpver whatheydid:
Al Al an sees it as staff ar e](Sandeajchrer)ng hi m
AKat would see [people takem mgnheol Whag t
(Natalie, carer)
A Me l doesnot |l i ke [staff Dbeing strict] b
(Emily, carer)
One staff member reported that what service users could do and have had to be
Onegoti at ed dheouttame of lthés wasometimes determined by staff and
carerv i ews about whether the service user One
AEverything that happened with Alan or his family was always negotiated through the
primary nurse € if he wanted anything anct
to be negotiated through me . .. [ somet i me
youcamt have thato € Because hedoll say Oget

6no, you d(Roger stafi rmeender)i t . 6 0
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In addition, the staff member also described the belief this service user had that staff would

&nforcérestrictions:

Al 6ved ¢ Al an 6énow youdbre not going out
[ and he has said] 61 am I 6ém fine.d And |
owhen you tel!]l me what és wrong | 611 t hin
thannothen, because he knows that | will enf
day, weol | get t o {(Roger,daffmegmbary) of t he probl
3.4.3 Category: Service User Inclusion and Involvement
This category incorporates factors that were constrre d i n r el ation to h

SENSE OF AGENCY was influenced by their inclusion and involvement in aspects of
their admission and discharge. Thifeelngat egor

heardand of being involved idecisionmakingaround their care and discharge planning.

3.4.3.1 SubCategory: Feeling Heard

Service users identified a number of verbal andverbal strategies that they employed in

order to make their opinions known:

Al do come outl asnaly l6yeudr stwfdngfwhat vyo
home visit. I worked all the week and | t
st op p dAlan,isdrvicé user)

A When |1 d&m not happy dKatpservicessermet hi ng] l g

In order to el heard and get what they wexh service users were also described as

needing to be persistent:

(@}
Q

Al f Alan says, 6l want it, Il want it,
wa nt gSandta,.carer)

AWhat Mel does is i f she candét get what s
twice a day so sheod6ll get them to come ou
what she wa nJoannejstaffhemeer)end. o

Carer sd vi ews voodting fohserviae userand theirineed tapdak up for
them and do things in their best interestere acknowledged and illustrated by carers in

these quotes:

79



Chapter 3: Results

AAs |l ong as |1 6m here as Mel 6s mot her | w
for her, and | dondt want her Just |l eft and
t hi ngs [Emiyeargar)hat . o

AEverything was done i n Kat 6s best i nt e
advocateds view was OKat s houplfahehtleisise what
what she wants, so this is what she shoul
We | | I said 6no, I understand where youbt!

(Natalie, carer)

Service wuser s 0feeling pardor kelievedhsweverfcould betseen to be
influenced by their feelings of being excluded from the communication between carers and

staff:
Al was lucky that | had the sort of rappc¢
[but] I think sometimesKawvo ul d say Oy oud (Natalie,asker)ng t heir
Al went to see Alan [following an inciden
blah, 6 and | said O06she didnét say that a
6l 6ve just hbeeont ahki ppone . .. I keep say
your sister doesndt gRoyger stdffenengbert hi ng s, It

3.4.3.2 SubCategory: Decision Making

Service usersao desires t o be i nvol ved i n

participants:

Al Al an told me] 6l want to come off secti
you think you could cope wi e#¢$adthe sadetq He s
staff He still thinks a Ilittle bit tha
|l i kes to have input, he(Sdndr&keaer) t o have his

In particular, accounts were described of service users voicing hieioies and being

involved in decisions about their discharge plans:

A Me | I's very <clear about what she wants
invol ved, sheds had meetings andemityhe soc
carer)

AWe all wlekdt Gso rwvave i ltome] and | 6ve got tc
parts that theydd shown us was that the b
hol e under the stairs. It wasndét a huge b
And Kat msaati dl i6Miébnmg her e, |l ook i1 tds | ike a
l'ive in a house with peopl e | canot star

(Natalie, carer)
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AMy sister wants me to go into them [res
don 0t wanna go into them type of (Amhaces,
service user)

However, service users indicated they did not always feel their opinion was listened to:

AnStaff are not really | isteniwantcéd, o f t h
service user)

AThe Doctor has brought it up in the wa
facility] and | said o6l dondét wanna go al
said o6youdll l' i ke 1t, youoll get on with

(Alan, service user)

3.5 Core Concept: Creating Safety and Protection

This core concept incorporates vieatsoutservice usesvulnerability and the resultant
need for inpatient units to implemesitategies designed to ensure service asafsty and
protection. This process is understood in relation to three categauniesrability and

need for protection, endfelingisafe service users

Figure 3.5: Diagrammatic Summary of Core Conc@REATING SAFETY AND
PROTECTION

CREATING
SAFETY &
PROTECTION
' |
Vulnerability & Need Ensuring Service o
for Protection Users' Safety Feeling Safe

3.5.1 Category: Vulnerability and Need for Protection

Vulnerability and need for protection captures the view that service users were seen as
having been vulnerable prior to admission and that statutory services had failed to

adequately ensure their protien:
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AMel 6s very vulnerabl e, sheds al(Balyy,s beer
carer)

A[ Soci al services] are not very nice. The
[ My soci al wor ker ] told my motdrek €& osidomaa
that happened the druggies came and my partner died and | came in here. Had a
POVA meeting and they said itdéds not safe
house. Two days |l ater my soci al wor ker s

fom each other or go back to the house wit
together so we went back to t h&atbkewicse and

user)
A Me | talks so nor mal, i f you wereingoutsid
di sability at al I, you woul dnot, and t hg
(Joanne, staff member)
I n addition, s e r v ivalrerabilitg and se@d fer yrptection warec e s 0o f
seen to continue during their admission with accounts of violence and inappropriate
sexualised behaviour from other service users:
Al Anot her service user] used to go for m

know. It happened on a Friday, lll@dt know what date, but i

keeped hitting, he keeps hitting his fist
it you know, | dondot | (Akae serviceusgny body att a
AThere was one ptedthittiegrout attMel dor reasond) wetl hehasa

his problems as well, and he physically
t i mdBsnilypcarer)

A[ 1 watch TV] i n the |l ounge with screamir
people like Daniel (other service user) come in and wank themselves off in front of you

€ Disgusting. Il told him to gelat sewde. He v

user)

This quote from a staff member reflected the beliefs of one service user regarding the need

to rely on staff to keep her safe:

AAsS soon as Me | had been targeted [ by &

overwhelming need to be friends with thaffstbecause she felt that she needed to at

the time then, beca(oamesdifmember)leded t o be s
3.5.2 Category: Ensuring Service Userso Saf

This category comprises a number of ways in which services created a safe context in

responsé 0 service usersod6 need for protection.
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sectioned were identified as means of reducing the risks to service users and others within

the community:

A The police] said because wunergbleshewdsd s ee
and how she was really really with the wrong people. They made sure she was
charged with something so she would have to go to court and she would have to be
kept away fr om(Nadid caterthese peopl e. 0

A | me an i n aytAlae wapteddotstay ob kekctionsbecause he feels safer, he
feels that the opportunity is not t her e
anyt h(Samdya, carer)

Further interventions including restraint and close monitoring, were reported to e use
during admission in order to keep service users safe in response to the potential risk to

themselves or from others:

AKat was threatening to harm herself at t
put into place like staff had to visit her room Bveo often to make sure she was ok

and safe. Things had to be | ocked away ¢
more, obviously for he@ataisscafe @ty and for th

i rst went there she saw it as
hing, but it wBEmyocam)y for her

1]

When Mel f
he was bat

(7))

AYesterday morning we restrained Mel t o
t han Ir8eencheregasterday morning. She was aggressive, slapping and going
round and hitting everyone. So the thing is, for her own safety, rather than have all
the patients hitting her back, it was easier to sit her down in a seated restrain just to
keephec al m, t al k (Joaone,isteffrmember) f el t . 0

Although service users recognised the need for these measures as a means of ensuring

theirs and others safety, they held negative views of their experiences:

A(Participant): Staff shout at me and reatn me [when | scream, shout and try to hurt
peopl e] € Then when people hold me to res:s
theydre fighting with me so | fight with
(Researcher): So why do you think they need to hold you?

(Participant): Safety.

(Researcher): Whose safety? Yours or theirs?

(Parti ci p(dan sejviceugngt h o

A | was restrained and | di dnot l i ke tha
escapi n Melasgraice nserd
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3.5.3 Category: Feeling Safe

Despite service usersd ongoing experiences
reports of strategies employed to ensure their safety, this category represgusitthe

perceptions thagaomeservice userdid feel safe on the unit:

AnWel | feel safe here | d ¢Alan, berviceeuselr) s af e i n

~

Al think Mel feels safe here and | think
people are being professionbl dwndéh hieirnk.l
particularly in a hurry to go to be honest, she feels safe here, she does like the staff,

you can tell, this is t he (Joaanemstafensemberd) 6 ve s

3.6 Core Concept: Understanding and Meaning

This concept refers to hoWNDERSTANDING AND MEANING wasconstructed and
shared between service users, carers, staff and other professiohais. concept
incorporates three categoriesharing understanding, understanding the service user

andmaking sense of change

Figure 3.6: Diagrammatic Summary of Core ConcepiNDERSTANDING AND
MEANING

UNDERSTANDING &
MEANING
| |
Sharing Understanding the Making Sense of
Understanding Service User Change

Lack of Shared Beliefs about the

Understanding Service User Developing New Skills
Developing a Shared Getting to Know the Maturning

Understanding Service User
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3.6.1 Category: Sharing Understanding

Carers and staff describeallack of shared understandinbat often existed between

themselves and service usend the strategies that weesnployedwith the aim of

developing a shared understanding

3.6.1.1 SubCategory: Lack of Shared Understanding

Ser vi c andersaadingfothe process of their admissjoand the eventswhich
occurred during jtwere perceived by carers and st&df be limied by difficultiesservice

users hadh being able tanake sense dhe situations they encountered:

AAl an couldndét understand
how to explain to him th
(Roger, staff member)

a

[the way anot he
t [ t hheavo toluer 0s

AKat coul dndét wunderstand that was a dange
to

have cohryeddalf member)s . 0

il donot t hi nk Mel would understand about

inhee because webdbve got to keep her safe,
she knows all of that, but she doesnot
to go and t foanng,staffimerkber) t hat . 0

Carers and staff also reflectedattservice users did make sense of situatioowever they
often did this in a waywhich suggested that they held different perception or

interpretation of the situation tmarers and staff

—

The most di fficult thing | think th
hi t

y
ings and her misinterpr et {Natalie, careo)f e

e
h

Al f someone has said something and Al an
sotmebody has said 6hang on a minute, 6 Al

(Roger, staff member)

A Staff] say that (Eely,cami)si nterprets thi

The negative impact s er vi ce users Omisinterprwdai ngo

illustratedby the following quote
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AStaff would say something in a jokey way
now and we were friends, I would say Oyo
that as a real criticism and would misinterpret tfaet that it was meant in a jokey

fashion as O6oh, youdre spoiltdé [jokey ton
you ared6 [harsh tone of voice]. Everythi

t aken pe(Natatiencarer) yv. o

Sometimes, nsinterpretations were thought to be intentional and possibly a way of service

usersod asserting some contr ol and influence
AWhere staff have said 6get on with it or
me this, they said this, thgyu s hed me. 6 He wi | | embel |l i sh

his own back on (Gdndrscameg mber of staff . o

3.6.1.2 SubCategory: Developing a Shared Understanding

It was acknowledged by carers and staff that service users wanted to understnesvh

happening during their admission and needed to be given explanations:

APeople saying no to him é Al an (Saedmas it a
carer)
A Me l needs an answer when iitdéds going to

(Joanm, staff member)

In orderto ascertain how service uséradinterpretedhings that were said to theamdto
ensure theyharedc a r e r 6 s6 saderdtanding affafsituatipa number of strategies
wereemployed Examples of carers and stafarifying what service usetsadunderstood

and providing explanationsere described

| al ways say to Alan 6now what did | say
it up with] O6What do you think I said to
i's more important than him understfaandi ng
me to know what he thinks | said because he might get the wrong end of the stick ... [if
he doesndt understand] I(Ringet, staff mgmber)o e x p |l ai

AYou have to sit with Kat and sayhatwhat

means?6 [ The wunit manager ] has a brillia
something then saying 6énow tel/l me what

you t hi nk (Nataimeaent it 6. 0O

A culture of workingtogetheras a teamand providing consistencyin explanations and

responsewasalsorecognisechsamean® f pr omoting service users
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AOn the ward you have to, as a staff +tea
make sure before you answer you already know thaM e | hasnoét asked e
: I 61 1 al ways find out i f Mel 6s asked
positively with her. And 10611 say, Oyouc¢
your washing is thiswsanaftt erurtooyno.udr wlaévwve ng
because you'll be taking other (@oame, i ce u

staff member)

ABut al | the staff worked hard and we al
same thing we all supported her tle 11 e (Luzy, staff member)

3.6.2 Category: Understanding the Service User

This category i s ¢ o0nc ebeliafeaboutwservide useemd thker s 6 ar

procesf getting to know the service user

3.6.2.1 SubCategory: Beliefs about Service Usrs

Carers and staff described the impact of developeigefs about service usdrased upon

how they appeared and the negative consequences this could have in relation to people

having unrealistic expectations of them:

Al dondét t hi n port$tdiflekmew the real Meb WA $ot o peqgple take her
at face value because she looks normal, and at the end of the day she has got a lot of
pr obl €éEmiby,carer)

AMel 6s a very good at communicating and
skills are quite poor, and | think thatos
expectations of her are too high €é | thir
board | think is not as much asUopmapl e t
staff member)
ABecause Alan talks so well, peopl e wild.|
he does n Roges $taff menmer)o
Car er 6s hehets aout gefviced usebeing demanding and complex were also
highlighted:
AAl an i s &I want , I want , I WRoger, Gtaffa nd  t |
member)
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AKat 6s very draining ¢é Shedés veryhediffic
limit, really to the limit and | think some of the staff found her very difficult to work

with and | fully understand t(Katalie carerlvi ng h
AThe patients that we have Mehbgd@anelovar e pa
of different placements over the years, a
saythatsh 6 s been verywhateegwerd eavaynldo chyg , el se i s
have the same ¢é t dnedsytHe mest irgende with@ (Jeanne,e € b |

staff member)

A narrative that was presented for all seryv

of service users also being manipulative, telling lies and making allegations:

AAl an wil | make up s tsadthingsor doge things) and weh at
are aware that he does embellish ... but we have to investigate any allegations made,

the same way that st(&dndra,darye t o be i nvest
AKat made a | ot of all egati onsétagraii qakstt. 0

(Natalie, carer)

~

Al think Mel (Joanneestwff memibef) a | ot . 0O

Thebeliefs about service usdtgat carers and staff held can be seen from the quotes below

to have impacted upon how staff approached the task of supporting them, as well as

affecting their discharge plans:

AANd because Al ands [ made all egati ons|]

alegati ons, I sai d, 6dondét you wunderstand
because youobve told lies in the past? You
more incidents, the less likely people will take you. They will look at your fileagnd

owell we dondét really want him, hebds a bi

take that risk. So itbés | ess ($andkaechrgr) of y o

Youdbd be a b
e saying thi

[ wary going in Katbés bedrc
n
n my own with

i ke 6so and so, so and
0 (Lucy) staff gremtber)t hem i nt o tr

O T I
~—~
=

~

AMel 6 s akliwagy salnmaegati ons, and youdbve got
pl acements and this same pattern of this
mak es al I(Jeapraetsiafbnmemben

For service users the effect of carers and staff holdiegettbeliefs about them being
demanding, complex, manipulative and lying, sometimes resulted in the experience of not

feeling believed and becoming distressed:
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Al told] some of the staff [that a staff
donoéntk tshhiedéd do thatoé €é they believe her
honestly think theyKatdserbiceusereve you over me
AThere are situations where | wil!/ say to
And hedll say, O6honestly, honestly, 6 and
couple of times and then I k ngoupsetlbyprmee g o't
a s k i n g(Sahdrancarer)

3.6.2.2 SubCategory: Getting to Know the Service User

This subc at egor y i ncor por atregardingpther timpartangea oft s 6 \

understanding angetting to know the service userorder to provide approjate care and

support:

AThe social worker had the tools to secti
because she thought she was just a spoil"
time to get to know her andé&fstanding and peoplei t 6 s
taking time out (Matmliescarer)y back and think. 0

The effectiveness of the assessment and treatment ugistiimg to know the service user

and in sharingheir understanding witbarerss illustratedin the following qwtes

A | think staff are beginning to underst a
went there. When she first went there she was quite angry and things like that, and
they just sort of took her keté ftassmamtor al ue
understanchera bi t b gEntilyeaarerh o w. 0

ATo me that would be my biggest positive
knowKat and accept her for what she is and learn strategies to deal with her which
nobody has e vMataliedarer)le bef or eo

Al 61 I mi ss the staff hMetsewiseauset) hey know me
AThe staff know Al an inside out. They wil
bit off, heés | ooking el sewhere, hebds bec
say, O6be aware of this. o TSeaedya,carg e absol u

3.6.3 Category: Making Sense of Change

This category relates to how participants viewed recovery and made sense of the changes
in service usersod6 presentations during th:

constructeddeveloping new skillandmauring.
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3.6.3.1 SubCategory: Developing New Skills

Change was understood in relation to service users having learnt new daily living skills,

such as making the bed and budgeting, and having improved communication skills:

Al di dnodt us edkitnog bteh eg osoidn gdte nbae a (Mdl,u t I 6
service user)

AOA30 will be alrightdé Al an said 6coz 1|6l
that now, you know. So we went back out drew £30 out of the till, we got the shirts, got
everythingkse he wanted and he stildl had chang

taken a whileé (Roger, staff member)

Aler the first tiared evaird Kahdwhatudgy anemaej (
step. Like before it would have been all her, totally &ied then might have asked
something at the eral(Natalie, carer)

Change was also recognised i n s dehaviowmad user

and emotional management

Al Al an knows heds getting bets ayahothdbecaus

day and | h a v and évén tonthe pding \Wwhare whérd he has, bhadhe

callsit ablipand you go into his calc&(Roga,istaffand he
member)

A | us ed $wear,glout,maeam, throw things. | hamee hit the staff. But |
havendt done t.h@adtsdrvceausef) weeks now

iMel 6s | earning to deal with her anger be
be sl amming all the doors and 16d say, 0l
have time out on your own. Put the radio on or put a DVD on, there's lots of things
you can do, or tal k aboqleannejstaffnhdemlzen d she t e

3.6.3.2 SubCategory: Maturing

A process ofmaturingis presented as another meansmatking sense of changéhat

occured during admission:

Al think Alan sees it as heds grown up a
| 6m mor e o@andrajcaerl ul t . 6

Al t hi nk Kat 6s mat theassdssnsent amd éreatménieubhse ybbeveen |

done a lot with her but thbesr d t o put your finger on wh
matured in some way(Natalie, carer)
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Al'tés good to come off section. You can
trusted é be g@landservideusery of wi se. 0
However, carers reflected that they felt S

behaviours were unlikely to change:

Al think that [ Kat 6s rage] i's part of he
her makeup, hep e r s o n(Hdtalief carer)
Al think thatodés just Mel and shebds al way:
have t hesdEmgyrcarer)] e ms . 0

3.7 Making Sensef the Experience: A Grounded Theory

The model in figure 3.7 represents a grounded theory of the interacting factors that
participantsé responses suggested may infl

experience admission in specialist inpatient assessment and treatment units.

The nodel proposes that the psychological processes represented within the concepts of
SENSE OF SELF AND CONNECTEDNESS, SENSE OF AGENCYNdCREATING

SAFETY AND PROTECTION are significant for service users in making sense of their
experience. For example, hovosely service users related to the idea of having a learning
disability; the quality of their relationships with others; their perception of being on
section; and feelings of both vulnerability and safety upon the unit can all be seen to
influence how theymade sense of and experienced their admission. Furthermore, the
model proposes that these factors contribute towards GNWERSTANDING AND
MEANING around the admission is constructed and shared between service users, carers
and staff. The modelgoes on tsuggest hat service userodés exper.i
only by what happens to them, as represented within the procedural aspects of the
COURSE OF ADMISSION, but also by how they make sense of their experience of
admission and the NDERSTANDING AND ME ANING that is constructed and shared.

It S i mportant t o not e t hat t he pr opose

interpretations of the data antdis therefore recommended that the model is further
explored and tested, as discussed in sectian 4.6
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Figure 3.7: Grounded Theory Model
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CHAPTER 4: DISCUSSION

4.1 Chapter Overview

The aim of the current study was to examine the experiences of adults with a learning
disability in specialist inpatient units, drawing upon the perspectives of service users,
carers andstaff. This chapter provides a summary of the key findings from the current
study which are reviewed in relation to the existing literature. The contribution of the
research to the current understanding of s
units and how this might be understood from a theoretical perspeéstivetlined. The

clinical implications of the results are discussed and a critical appraisal of the
methodological strengths and limitations of the research presented. Finally,
recommendations for future research are considered and the conclusions of the study are

summarised.

4.2 Summary of the Research Findings and Review in Relation to Existing Literature

4.2.1 The Course of Admission

Three key factors seem to be important indberse of admission, namely being admitted,;
assessment and treatment; and the discharge process. In relation to the process of being
admitted, and imilar to findings reported by Chinet al (2011), some service users

viewed admission as punishmentand uns as being | i ke a O6prisc
the unit as a place of safety, respite or transition in line with findings from Detratr

(2010). Furthermore, admission appeared to serve an important function in the assessment
and treatment of sewwvie userso6 physical heal th which
inequalities and poor community access to healthcare contrary to the Department of
Heal t hdéds (2009) agenda. | fainctionsdo nohreflieat thes t | n g
desired purpose of thenit as an acute facility designed to address exceptional challenging
behaviour or ment al heal th difficulties. S
for admission and the purpose of the unit appeared to reflect, in part, their previous
experiences and different routes to admission. For some service users the process of
admission was experienced as traumatic and, similar to findings from Rake€007),

service users reported feeling angry, anxious and scared. In response to this.etite curr
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findings highlight that familiarity with the unit from previous admission and the presence
of an induction and orientation period con’
of admission by supporting them in understanding what was happenthghereby

reducing anxiety.

What happened to service users in terms of the assessment and treatment they received
whilst on the unit was also significarEngagement in activities, in particular going out

from the unit, appeared to be a pertinent aspect s er vi ce usersd posi
admission. In support of findings from previous studies service users appeared to
particularly value those activities which promoted independence, choice and control (Scior

& Longo, 2005; O 6 B r ever,ndiffiéultieR m previding2pfedidiapility Ho w
and routine in relation to activities off the unit were described which often resulted in
disappointment and frustration for service users, as previously described by Scior and
Longo (2005) and Parkex al (2007). This may be attributed to limited staffing capacity

or availability, as well as reflecting inherent difficulties for acute inpatient units which by
their nature are unpredictable environments designed and resourced to provide therapeutic

rather tharsocial activities for service users (Hoefkens & Allen, 1990).

The assessment and treatment units involved in this study all employed a Positive
Behaviour Support (PBS) approach t o under
challenging behaviour (see secti2.8.3). Consonant with this approach, and previous
findings from Chinretal. ( 2011) , participants valued 6t al
proactive approach to behavioural and emotional management, and saw this as providing
them with comfort and He to manage their challenging behaviour. Furthermore, the use

of medication as a strategy for behavioural and emotional management received mixed
views. As reported by Scior and Longo (2005), some carers in the current study felt that
service users werevermedicated and its effectiveness was questioned. However, in
contrast to the conclusions of Chiahal (2011) and Parkest al (2007), service users in

the current study did not report feeling concerned about medication or feeling forced into
taking t. It is interesting to note that although therapeutic input from other professionals

was described by participants, this was not a focus of their accounts. The reasons for this
are unclear but may be a reflection of service users not experiencing thl&ragies as
therapeutic per se or due to a limited availability of psychotherapy as reported in previous
research (Chinet al, 2011; Parkest al,, 2007).
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A number of issues relating to the discharge process were also highligbsassment

and treatmet units are designed to provide short term admission. However, the current
study supports conclusions from previous research which highlights that service users may

be at risk of extended periods of adtmi ssi or
a lack of appropriate community services (Chaplin, 2004; elahl, 2006; Pitt, 2011;

Slevinet al, 2008; Wattset al, 2000). A number of negative implications related to this

were identified in the currento ctomdyritmadbdll &c
the unit and a risk of becoming O6instituti
service users did not report negative views of being on the unit for extended periods of
time, as might be expected, instead describing not watditgave the unit. This may be

due to a number of reasons, some of which are discussed below.

4.2.2 Sense of Self and Connectedness

Service wusersod6 views of themsel ves and th
including staff; carers and other service users, were influential factors in how they
experienced admissiom support of findings from McNallet al (2007) and Scior and

Longo (2005), the current study reports that service users had difficulties in relating to
other service users therebgolating themselves on occasidn. comparison to others

whose disabilities they judged negativedgrvice users viewed themselve®asor mal 6 an.
6capabl ebd. |l ndeed, McKenzie (2011) propose
varying degrees of support and therefore may not be appropriately placed together in
specialist services, a view that was held by some carers in thetcsiudy. Bringing

together service users with different levels of disability, need and at different stages of
acute illness was reported to result in service users engaging in or ctiyiciuallenging

behaviours of otherdHowever, opportunities to adoptrole as carer to other service users

or as a helper to staff appeared to provide a valued and meaningful sense of purpose for
service users which contributed positively to their experiences, possibly as a consequence

of increasing their seésteem andvell-being (Blunden & Allen, 1987; Chinet al., 2011).

In contrast to the lack of connectedness service users felt with other service users, they
largely experienced positive relationships with staff. Similarly, Clarksbml (2009)
found that in foresic settings service users viewed staff as having a parentalviolst

Scior and Longo (200%Isohi ghl i ghted the i mportance and
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relationships with staff. Furthermore, in support of findings from McNetllgl (2007) it

may be concluded that service users aligned themselves more with staff than other service
userswhi ch contri buted towards a gr esanseeof sens
belonging (pp. 50) . However, Cc o ns ietsal €01t), ovei t h  f |
service user did indicate negative interactions with staff which appeared to increase her

feelings of isolation on occasion.

Relationships with family were also significant for service users during their admission.

The traumatic experience of bgi admitted to the assessment and treatment unit may in
part be attributed to service userso exper.i
some experienced as a rejection. Consistent with findings presented byeCain@011)

and McNallyetal. (2007), being separated from family was found to contribute to service
userso feelings of di stress and |l onel i nes
therefore found to be important for both service users and carers, particularly where
significart family events took place. In addition, service users indicated that they would

like to return home or at least remain close to family upon discharge, suggesting service

users had maintained a strong relationship with family members during admission.

4.2.3 Sense of Agency

Factors affecting service usersd sense of
during their admission and feelings of involvement and inclusion were also highlighted

t hroughout par tServidepsens talketbauhhow lifeaoh they sssessment

and treatment unit compared to their life in the community with regards to the level of
autonomy and freedom they experienced. Negative views expressed were associated with a
loss of control and independence, the restrictxgerience for service users of having staff
accompanying them to go out and being on section. McNalg) (2007) also found that

the experience of being sectioned was associated with feelings of powerlessness.
Restrictions on gealsvdesribedasaaasdtdf urtdundariessandw e
rules, which service users largely viewed negatively. Feelings of disempowerment created
by the enforcement of rigid rules have also been described in previous literature (Etlonner

al, 2010).
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In particular, restrictions around access to money were highlighted in the current study as a
result of both unit rules and requirement s
described making decisions with sdeappearce us
that this was not always how it was experienced by service tsarselvesRathery this

was described by service users as staff trying to be in control of their lives and telling them
what to do. In line with findings from Jacques & Stranks @0&ervice users indicated

that they wanted their views, opinions and wishes in relation to the care they received to be
heard, however they also reported not always feeling involved or included. Indeed, similar

to findings from Donneet al (2010, pp.22) who reported sfghtvi ce
w i tstafbto be heard, participants indicated that service users often had to shout, go mad

or be persistent in their requests in order to feel heard. However, in relation to decisions
about discharge, sace users were described as being able to express their opinions and

be included in this decision making process, although some indicated that this experience
did not always equate to feeling heard. It
of staff as having control and authority may have limited their experience of feeling heard

and being involved in decision making, as proposed by Patkdq2007).

With regards to supporting service users?©o
advoa@acyhas beemrxtensivelyhighlighted in previous research (Bonellal, 2011; Hoole

& Morgan, 2011; Samuelst al, 2007). Consistent with this, carers in the current study
described their experiences of advocating for service users to ensure thingoneiia

t hei r 6 b ewetwingitheirtadvocacy toke @s important and beneficial to ensuring
service -hsiemgd Mewéver, service usersobd expe
was apparent that the experience of carers and staff comiingiaad making decisions

with each othemaysometimesaveresulted inservice users feeling excluded.

4.2.4 Creating Safety and Protection

Participants described a number of i ssues 1
for protection and those strategies employed to ensure their s@f@tgerns regarding
service userso6 safety in i npatesearch(Danmer t s h:
et al, 2010; Parkegt al, 2007; Scior & Longo, 2005) and are further raised within the

current study. Murphyet al. (2007) proposed that incidents of assault and violence left

service users feeling threatened, in need of protection from staff and elicited feelings of
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vulnerability. It is therefore possible that the incidents of assault and inappropriate
sexualised bel@our directed by other service usedescribed in the current study
contributed to the difficulties in the relationships between service users. However, in
contrast to evidence that service userso e:
lookedto for protection (Scior & Longo, 2005), the positive relationships that service users

in the current study had with staff may be considered a protective factor in service users

feeling safe.

A number of specific procedures and strategies employedsiaresiservice users safety

were also highlighted in the results and may be seen to contribute to service users overall
feelings of safety on the unit, as reported by participants. In particular, staff described the

use of restraint, in line with the posigiwbehavioural support approach, as a last resort in
responding to challenging behaviour. Whilst service users described the experience of
being restrained negatively, they also talked abooiv they understood this to be
necessary at times inorderéoswu e t heir own and ot hersd saf
by Hawkinset al. (2005).

It is interesting to note that in contrast to previous studies (Datradr 2010; Samuelst

al., 2007), issues relating to the overall unit environment, for examjohg lrimidating,
frightening, drab and gloomy, did not featu
fact that the units had been specially designed to withstand the effects of challenging
behaviour (Blunden & Allen, 1987) and that service uses carers were largely satisfied

with the environment, as found in previous studies of specialist inpatient services (Scior &
Longo, 2005).

4.2.5 Understanding and Meaning

The way in which understanding and meaning was constructed and shared betwieen s

user s, carers and staff i's identified as a
admission. In relation to developing a shared understandeff,and carers emphasised
throughout their account s tebstndings ef sitwdatiane us e |
did not always match those held by themselves. AlthdbgHindings discussed above
indicatethat service usergere able to make sense of many aspetttheir admission,

they did so from their own perspective which staff anérsaoften viewed as service users
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not understanding or misinterpreting the situation, rather than having a different but valid

perspective.

Understanding what was happening during their admissiowever,was identified as

important for service usersna@ staff described their provision of explanations and
consistency of responses to facilitate a shared understanding with service users. However,

as indicated in section 4.2.3, service users did not always feel that their views or opinions
were heard andhus a truly shared understanding may have been difficult to achieve, a
finding also reported in relation to servi
et al, 2008).

Service usersodéd experiences of admhesi paowlke
beliefs about them, including beliefs about them being demanding, manipulative and lying,
which appeared to affect interactions and
being believed. The importance of getting to know servicesusmed developing a shared
understanding in order to better support them and appropriately meet their needs was
therefore emphasised and recognised as a strength of the unit. This finding supports the
view that staff in specialist inpatient units may h#wve skills and expertise to understand

and support service users with complex needs (McKenzie, 2011).

I n contrast to findings from the previous
the process of change was understood in relation to a nurntaetars not solely in terms

of improvements in behaviour (Murphst al, 1996) and compliance with medication
(Donneret al, 2010). Participants described a process of maturing as service users were
trusted with jobs which provided a sense of purposedisplayed positive improvements

in terms of their behavioural and emotional management, a findings supported by Murphy

et al (1996). The view was also shared across participants that service users had developed
new skills during their admission. Howeyea therapeutic pessimism also existed amongst
carers who felt t hat some aspects of serv

change.
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4.3 TheoreticalDiscussion

The findings from the current study suggest that it is important to consider how
interactions, relationships and patterns of behaviour between service users, carers, staff and
other service users influence the construction of meaning, understanding and experience

within the context of the inpatient unit.

Drawing upon a systemic framverk the findings suggest that service users make sense of
their experiences within the context of relationships, patterns of behaviour and interactions
with others (Baum, 2006; Freedman, 2001; Vetere & Dallos, 20tBed many different
systems and rationships, includinghosewith staff, carers and other service uséhg
idertification with the concept of having a learning disability; and the impact of wider
community service provisiongan be seen to haveontributel to ser vi ce user
experience This would appear to support the view that service usergpamteof of
multiple systems which influence their experiences and therefore support the application
and consideration of systemic thinking to understanding their experiences (Lyngyaard
al., 2001; Baum, 2006, 2007Accordingly, the grounded theory model presented indicates
that the three relational concepts@®énse of agen@y&sense of self and connectedrigss
andc&reating safety and protecti@represent important factors mow serviceusers make
sense of their experience within the context of the service environment, culture or their
relationships with others. For example, in line with previous findengd the systemic
approach,s e r v i c eexpearienees f0 control may be seen to lmnected to
relationships with staff (Donnest al, 2010); their feelings of vulnerability linked with
interactions with other service users (Chatral.,2011) and separation from family related

to feelings of loneliness (Chirat al.,2011).

The modelthussuggests that these relational concepéy influence how the procedural
aspects of admission are experienced through their contribution to the construction of
understanding and meaning. Indeed previous research has identified that thegmeani
service users attribute to the reason for admission or purpose of restraint for example,
influences how admission is experienced (Donredr al., 2010; Scior & Longo, 2005;
Parkeset al., 2007). Applying a gcial constructionist approaclthe model preseged
proposes that the construction of understanding and meaning is influenced by service

usersod6 views of themselves, thejaswellasbynt i ty,
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the beliefs held about service users by oth@reedman, 2001; Pearc2Q04). It is
therefore suggested that the experience of admission is influenced bypoastauction of
understanding and meaning between service users, staff and carers. It is of note that this
idea has received little discussion in the previous litezaeviewed, yet is highlighted as a

significant component of the model presented here.

The importance of service usersod relations
safety and protection may also be understood from an attachment perspeciiee Se

users described the trauma of being separated from their family and the importance of
maintaining contact with them during admission. Tinigy reflectthe enduringhature of

the attachment borad which characteriséhese relationships (Bowlby, 19697131980).
Furthermore, as proposed by Lynggaard (2005), the current study found that service users
described their relationships with staff as being particularly important with regards to
meeting their physical needs, providing comfort and promoting fgelf safety. Thus,

the relational bonds that service users experienced with staff may be conceptualised as

attachment bonds similar to those experienced with family members.

The 1 mplications of considering swsociali ce u

constructionist and systemic frameworks are described further in the next section.

4.4 Clinical and Senice Development Implications

The current study identified a number of f:
of specialist inpatiet admission which indicateseveral possible clinical and service
development implication®ecommendations for staff and carers supporting people with a
learning disability in specialist inpatient units, as well as for the development of inpatient

and conmunity service provision, are discussed below within the context of the research

findings, previous literature and theoretical considerations.
4.4.1 Developing and Sharing Understanding
Overall, participants reflected that developing a better undéistamf service users as

we |l | as promoting service userso6 understan

provide important focuses for clinical practice.
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It was foundthat service users wattto know whatwas happening with regards to their

care and why with findings highlightingthe importance and impact éfis upon how
service usersexperiencd admission. It is therefore important that service users are
supportedto develop an understanding of experiencksing their admissionwith
information about them being made accessible, a recommendation that is supported by
Scior & Longo (2005). Indeed, it is argued that providing accessible documentation for
service users using pictures, symbols and easy read text, should be a key priority for
services in order to promote equality and inclusion of people with a learning disability
(CHANGE, n.d).

The current study also highlighted a number of verbal strategies that staff and carers
implemented to communicate information with service users in ordaw tto create a

shared understanding with them. Strategies that staff reported as being helpful included
providing explanationsensuringthey were consistent in their responses to service users

and clarifying with service users their understanding of whatl been saidThis may be

seen to highlight the need fataff to ensure thagiving informationis balanced with

listening to and hearingow service usersiave understood thighe rese@h suggested

t hat service userso u n @ eoftes tveewed bynsgaff aso f S i
misinterpretations, however it @rgued that service uséranderstanding are no less

accuratet h an s tsanply réflect nbeanings constructed from different perspectives
(Baum, 2006; Vetere & Dallos, 2003 herefore, inorder to better facilitate the
development of shared understandings, mechanisms need to be put in place to support staff
in understanding how service users view themselves and the perspective from which they
might construct meaning. Indeed McNadlyyal. (2007) also emphasised the need for staff

i n inpatient services to be aware of ser vi
vulnerability and powerlessness, in order to understand their experiences and better support
them.

Using a systemic approl, service users and individuals within their support network may

be brought together to coll aboratively con
experiences by exploring the multiple perspectives and understandings that exist
(Lynggaard et al., 2001). Network training sessions, for example, offer a systemic
framework through which this can be achieved using systemic principles to consider the

relationships, beliefs, actions, communication patterns, and wider contextual thetors
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influence serv c e U s er s §Jenkins & ®arry2006)c Iavelving service users may
also contribute towards enhancing their feelings of being heard and promoting the view

that all perspectives are valid and useful in constructing meaning and understanding.

The povision of ongoing psychological consultation and supervision may also contribute
towards hel ping staff to understand servic
enable staff to recognise the implications of attributions and perceptions theghwoit

service users being manipulative or lying, for example, upon how they interpret and
respond to service usersod6 behaviours. | nde
and support to enable staff working in inpatient settings to develop megptil ways of
understanding and responding to services users has also been highlighted by Scior &
Longo (2005). This may be a role that Clinical Psychologists working within learning

disability services could adopt.

4.4.2 Deeloping PersonCentred Support Plans

The current findings indicated that some aspects of support plans, such as access to money,
were dictated by service level restrictiondieTdevelopment oindividualised person
centredsupport plangs recommended however as a means ofeilcrs i ng ser vi ce
choice and control (Department of Health, 2009) and reducing feelings -of de
personalisation that are associated with the use of group schedules and planst(&lhinn

2011).

In line with previous research, ghfindings fromthe current study also highlighted the

tensionsfor servicesb et ween pr omot i ng Iirglependengeagtonansyer s 6
and freedomwith implementingrestrictive strategiemecessaryto ensuretheir safety

(Bond & Hust, 2010; McNalletal,2 0 0 7 ; n@ &d&se, R0OAQ)Including service users

in the development of their support plans is likely to go some way towards managing these
tensions. SimilarlyHawkinset al. (2005) recommeratl that service usemnseresupported

to understand the reason for resioios and the influence of their own behaviour ugoan

necessity for interventions such as restraint. In line with this suggestioentfindings

indicated that althougbervice usergxperienced incidents of restraint negativelyere

they were abléo understand thaecessity of this to ensure safettyey experienced the

unit overall as a safe place
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The implementation ofa positive behavioural support modg@lllen et al., 2005) is also
supported by the current study. Findings indicated that sensees experienced the
consistent support, regular talk time and boundaa&sociated with this approads
comforting and safd-urthermore, this approach may be seen to have enabled service users
to better manage their own behaviour thereby enabling toebe more independent and
enhance their sense of responsibility.

4.4.3Promoting Attachment Relationships

Findings from the current study highlighted that service users valued their relationships
with staff, at times describing these as being comparable to family relationships. Therefore,
findings would seem to suggest that staff h@vemportantrole in offering service users
social and emotional support within the contextedftionshipsthat could be viewed as
attachment relationships (Lynggaard, 2005). The absence of positive attachment
relationships for adults with a learning disability has been linkiga an increased risk of
challenging behaviour therefore it would appear to be important that these relationships are

nurtured during inpatient admission (Allen, 2008; Allen & Davies, 2007).

A number of ways in which staff can provide social and ematisapport have already

been highlighted within the research findings, for example providing talk time, taking time

to understand the service user and providing clear and consistent boundaries. However,
Lynggaard (2005) reports that staff may not recognisee i r r ol e and val ue
l ives which may cause them difficulty in r.
and emotional needs, and attachment behaviours. Staff may therefore benefit from further
training and psychological consultat in order to raiseawareness about attachment
relationshipsand their contribution to thepsychological experiences and wélking of

people with a learning disabilityrhis may be particularly important in relation to helping
service users to prepara fand manage their feelings around discharge when relationships
with staff will change again and possibly be Idetiolving service users in the discharge
process and ensuring relationships can begin to be formed with new staff will also be

important.
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4.4.4Maintaining Family Involvement

Attachment theory also provides a framework for considering the importance of
mai ntaining service userso relationships
admission resulted in a disruption of important fanmdyationships for service users.
Therefore, in support of recommendations by Scior & Longo (2005), it is proposed that
services need to support and nurture contact between families and service users in order to
maintain these connections and attachmdatiomships. Services in the current study were
recognised for their efforts in establishing open channels of communication between
families and services, facilitating regular contact and ensuring service users were included
in important family events. Thigndings also support the use of a key worker or primary
nurse system in order to ensure carers have a key point of contact and continuity in their

communication with services (Samuetsal.,2007; Scior & Longo, 2005).

The findings from this study alseupport arguments for the provision of local and
accessible services that facilitate ongoing contact with carers and the maintenance of
family relationships (Chinet al. 2011). This has implications for the future development

of services with a need tongure local inpatient provision is available to reduce the
necessity for service users to be placed out of area, which not only disrupts relationships
but also has significant cost implications focal authorities and health boards (Allen,
1999).

4.4.5Improving Advocacy

The importance ofmaintaining relationshipand communication between services, carers

and service users @so recognised in relation to enabliogrersto act as advocates for

service userg¢Department of Health, 2009revious resarch has highlighted that carers
acting as advocates can promote service us
(Hoole & Morgan, 2011; Murphy et al., 1996; Scior & Longo, 2005).

However, the current findings indicated that carers did not awWaysise ser vi ce
views on situations and their advocacy was sometimes biased by their own perception of
what was in the service userso best i ntere

service usersod® wishes. astheraforerfelt ® havdréseltediinrn c | u s
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service users feeling excluded and unheard. Consequently, the inclusion of carers needs to

be balanced with the active inclusion of service users in decision making processes. The
Department of Health (2009) identifyraamber of approaches to advocacy including-self
advocacy, professional advocacy and peer advocacy. None of the service users in the
current study reported having accessed any form of independent advocacy support.
Inpatient services may therefore enhaneersvi ce usersod experience
feeling heard by establishing links with local advocacy groups and organisations such as
People First. This is also |ikely to contr
and service evaluation and @édepment, in line with Government agendBgartment of

Health, 200).

4.4.6Provision of Peer Relationships

Current and previous findings have highlighted that adults with a mild learning disability

often feel different to other service users (McNadly al., 2007), resulting in poor
relationships between them and feelings of isolation (Scior & Longo, 2005). These
experiences are report esteent and hinog theirrinclisierr vi c e
within the unit (Blunden & Allen, 1987; Chinet al, 2011). It is therefore proposed that
specialist inpatient services need to consider ways in which adults with a mild learning
disability can be supported to develop or maintain relationships with peers they feel

connected to in order to enhance inclusaod protect their selésteem.

These findings may be considered to contribute towards the argumentthistwith a

mild learning disabilityare better placed in mainstream services. Scior & Longo (2005)
reported that adults with a mild learning didigypwere able to make friends in mainstream
services, which increased their experiences of integration and normalisation in comparison
to those in specialist inpatient units. However, mainstream services, although providing a
peer group with whom adultsithr a mild learning disability may feel more connected to,
may not be appropriate in meeting service
2001, 2007, 2009; Royal College of Psychiatrists, 2003). Therefore, it is proposed that
better links should bestablished between inpatient and community services in order to
support service users to develop a peer group they identify themselves with, thereby
reducing risks of isolation, low sedfsteem, stigmatisation and exclusion (Department of

Health, 2009). e development of integrated services may also be supported by these
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findings, however to ensure the effective implementation of this service model a solid
foundation for intetfagency working will need to be established in response to findings
from Donneret al. (2010).

4.4.7Provision of Therapeutic Activities

The current study found that service users valued activities which provided them with a
role and sense of purpose. Meaningful activities should therefore be provided within
inpatient services whichot only provide engagement but also have a therapeutic function
in order to enhance sedfsteem, independence, motivation and\velhg (Bond & Hurst,
2010). This is also important in providing service users with opportunities to enhance their
daily living skills and achieve a sense of trust and responsibility, all of which appeared to

contribute positively to their experiences of change and maturing.

However, it is recognised that there are a number of barriers to increasing the provision of
activity including the unpredictability of inpatient environments which disrupts activities
and low staffservice user ratios which restrict the provision of necessary one to one
support (Hoefkens & Allen, 1990). These difficulties again point towards a need to
corsider engaging wider community services multi-disciplinary professionalsand
potentially the voluntary sectoin order to support service users (Department of Health,
2001). This may beparticularly important for service usensho have beern inpatient
settings for extended periods of time and may be at risk of the negative outcomes
associated with this (Pitt, 201 Burthermore, enabling service users to engage in activities

in their own local communities will contribute towards ensuring treatment @ess
developed whose gains can be generalised and maintained outside of the inpatient setting
(Murphyet al.,1996; Newman & Emerson, 1991).

4.4.8Developing Community Services

Findings suggested that the development of community services may alsoded iree
order to reduce the likelihood of inappropriate or avoidable admission, for example as a
result of poor access to healthcare (Department of Health, 2009). In order to promote
independence, choice, rights and inclusion adults with a learning disadhibuld be

admitted to inpatient units as a last resort within a wider care pathway (Department of
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Health, 1993, 2007). However, it would appear that community healthcare and local
authority services may view inpatient units as respite or transitiolitiéscias opposed to

acute services for the assessment and treatment of mental health problems or exceptional
challenging behaviour. The current findings highlighted a number of concerning
implications of this, including service users not wanting to leheeunit and the delayed
discharge of those for whom placements could not be found.

Consequently, the inappropriate or avoidable admission of service users and lack of
community service provision are identified as key areas to be addressed. The p@ivisio
teaching and training to local services and development of a skilled workforce is likely to
be invaluable in achieving better outcomes for service users (Scior & Longo, 2005).
Enhancing the competence of local services and empowering them to fete abjpgport
service users with complex needs will hopefully reduce the view that inpatient admission is
aneaésy oletvman & 6Emerson, 1991, pp.25). Furthermore, raising awareness
regarding the purpose of inpatient services and the implicationspgfraiate admission

is an important implication of this study. It is hoped that dissemination of the current
research findings will contribute towards achieving these recommendations, developing
training packages for local services and influencing sedeavelopment.

4.5 Methodological Strengths and Limitations

4.5.1 Methodology and Design

The aim of this research was to obtain arichdiept h under standing of
experiences in specialist inpatient assessment and treatment units drawing upon multiple
perspectives. It was also hoped to integrate these views into a theonetidal for
understanding the factors that contritbiteo s er vi c e u sleergsafitatvex per i ¢
Grounded Theory methodology employed was appropriate in meeting these aims and may
therefore be considered a strength of the study. However, by obtainingentyvi ce user
experiences, different methodological approaches could have been considered. Interpretive
Phenomenological Analysis for example, may have yielded different findings and a deeper
exploration of service us dtatisnddentified ie rélatienx p e r i e
to previous studies which utilised this approach was that they did not facilitate the

development of a theoretical understanding of the processes which contributed to service
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userso experiences. | mhas emabied rthe sdnstructioh ef ac ur r
theoretical model outlining a number of interacting processes which appeared to contribute

to service usersodo experiences of inpatient

The previous research reviewed was criticised for interviewing serviece sgme time

after their discharge from inpatient services. In order to address this limitation, the current
study recruited service users whilst they were still admitted on the assessment and
treatment units. This reduced the potential effect of delagedllrand possible bias
introduced as a result of participants having to rely upon their recollection of events that
occurred months or years previously. Ser vi
were able to recall all aspects of their admissimowever the approach used and absence

o f a retrospective perspective prevented t
discharge. Furthermore, as service users had been in the assessment and treatment unit for
up to a year, the criticisms ofguious studies regarding delayed recall may be applicable

to the current study in relation to servi:

admission.

The challenges and barriers to achieving service user inclusion in research have been
extensively documented and are discussed in section AB&ftet al, 1998; Chapliret

al., 2009; Gorfin & McGlaughlin, 2005)The current study employed a number of
strategies to ensure service users were able to give informed consent, partictpate in
research and share their views and experiences of inpatient admission. In particular, the
researcher used visual communication alongside written information sheets and consent
forms to enable service users to provide informed consent in line wittnmeeoadations by

Nind (2008) and CHANGE (n.d). Furthermore, the recruitment procedures in place
ensured service users were approached by a familiar member of the inpatient unit staff
team who explained the nature of the research and obtained initial cdfisalii, the
researcher took time at the start of the interview to develop a relationship with the service
user and used an open, discursive approach to put them at ease in order to foster a

comfortable context for service users to engage in the intepresess.
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4.5.2 Data Collection and Analysis

The use of senmstructured interview schedules may be considered another strength of the
study as they facilitated the exploration of a broad range of themes relating to service
user s6 exper roach afforded paftibipargts the pcontrol to determine the
direction and focus of the interview therefore enabling them to highlight specific aspects of
admission which they considered to be important. The researcher had little engagement
with the existingiterature prior to constructing the interview schedules and conducting the
interviews thereby introducing minimal bias into the data collection prodégs.
interviewing service users prior to carers and staff the researcher also avoided the
introduction ofany potenti al bias or i nfl uence t

knowl edge of carersd or staffds perspect.i

In order to further support service users in engaging in the interview process prompts were
given and follow up questions used to eeablem to expand upon their views. These were
used in accordance with the service users
researcher was mindful about the use of prompts and the potential influence this might
have 1 n shapi mgponsesand the fecusuos ther istesview (Nind, 2008).
Although each service user required several prompts for more information during their
interview, the researcher ensured this was done to follow up on issues service users raised
and not to introduce meideas. Whilst prompting may be considered a criticism of this
study, without it the level of service user information yielded would not have been

possible.

The presence of staff members during service user interviews may be considered another
limitation of the study. In order to ensure the welfare of service users it was felt necessary
that they were offered the option to have a familiar member of staff present and each
service user chose to accept this offer. It is possible that service users mayedave
reluctant to disclose negative views as a result of staff presence, however the data obtained
does not suggest this to be the case. Furthermore, service users were explicitly told that
their treatment or discharge would not be affected by anything sh&l during their
interview. It is hoped that this enabled them to speak openly about their experiences

without feeling the need to censor their views

11C
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It is also important to consider the possibility that staff may have been reticent to discuss
negativeviews and their accounts might have been influenced by a desire to present a
positive image of services. In order to minimise this risk the researcher was cautious to
ensure a service user focus throughout the interviews, exploring how service users felt
about or experienced various aspects of
perceptions of services per se.

It is possible that service users, carers and staff could have expressed conflicting
perspectives which would not have facilitated the gatien of a cohesive understanding

of service usersod experiences. A number
analysis were taken in an attempt to reduce the likelihood of this. In contrast to previous
studies, only carers and staff members vdeovice users chose to participate, were
considered to know the service users well, and had maintained regular contact during the

period of admission were invited to take part. This ensured that carer and staff participants

o f

had a well informed perspecticen ser vi ce usersoé experiences

and coherence in participantsd accounts wa:¢

account was considered to provide a wuseful

consistent thenr® running through ©participantsd nar

appropriate to analyse all interviews as part of one data set and to integrate perspectives
within one theoretical model. The consideration of multiple perspectives is therefore
regarckd as a strength of the current study.

4.5.3 Sample

The recruitment procedures in place for the current study introduced a potential sampling
bias that warrants consideration. The study required service managers to undertake the
initial identification aand approach of potential service user participants. In doing this
service managers may have recruited only service users they felt would reflect positively
upon their experiences. In addition, the views of service users not considered appropriate
for the sudy have consequently been excluded. This limitation also applies to the previous
research reviewed and is difficult to avoid if ethical procedures are to be adhered to (BPS,
2009, 2011). The process of theoretical sampling employed in this study hoarestaed

the researcheo continue the recruitment processes until a point of theoretical saturation

was reached (see section 2.5.5).
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It is also important to critique the heterogeneity and generalisability of findings. Whilst
qualitative methodologies daot aim to produce findings which can be generalised, the
researcher attempted to interview participants who represented a diverse sample from
which a theoretical understanding of servi
generalised (Golafshar2003). The generation of multiple perspectives facilitated a range

of views and experiences to be considered and the sample consisted of service users from
different age groups, backgrounds, genders and who were located in different inpatient
units. Simiarly staff members had extensive experience in working with people with a
learning disability, worked across different services and at different levels of seniority.
However, carers and staff members were predominantly female which may be considered a
limitation. Multiple inpatient settings were approached in an attempt to reduce the
likelihood that experiences were unique to one setting. However all settings worked within
the same philosophy and management structure, therefore the service contexth thavhic
research findings can be applied may be limited.

As previously discussed, an inherent restriction in qualitative research with adults with a
learning disability is the necessity for them to have a level of cognitive and communication
ability which enables them to take part in verbal ssmictured interews. This
methodological limitation also applies to the current study which recruited only service
users with a mild learning disability. Consequently, a significant proportion of adults with
a learning disability who access specialist inpatient unitse vecluded. The research
findings may therefore only be considered to reflect the experiences of this population of
adults within specialist assessmemtd treatment units. A description of services and
participants has been provided in section 2.8 tdlenthe reader to contextualise the

findings whichmay in part address this limitation

A sample of eight to ten participants is considered sufficient for the purposes of conducting

a grounded theory analysis (Strauss & Corbin, 1998). Although the tatuely recruited

ni ne participants t his refl ected only thr
considered a limitation and further contribute to the caution with which the findings are
generalised. However, the use of a small sample is in line thétraims of qualitative
methodologies which strive to obtain a rich andl@pth understanding of a phenomenon

as has been achieved in this research.
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4.5.4 Ensuring Quality

Previous studies have been criticised for providing insufficient detail angparsncy
regarding how the quality of the research was ensured and the potential influence of the
researcher on the data analysis. In order to ensure the quality of the current study the
researcher has adhered to the guidelines proposed by éilliamt (1999) described in

section 2.6 and clearly documented the analytic processes.

An example of this is the researcherds con
gathered. Using the process of constant comparison described in section 2.5.3, a

0 g r o uthedrg wad constructed by moving constantly between the data and the process

of analysis. This process was recorded to protect against it becoming overly biased by the
researcherdéds own interpretation. Furéeher mor
researcher ds supervisors during the theor
concepts that were proposed closely reflected the experiences described by participants
(see section 2.6.4). Finally, quotes have been provided in Chapter 3 to epaleladir to

fully understand the theory constructed.

Unfortunately it wasndét possible to carry «c
and this could be considered a limitation of the study. A focus group with participants
would have enabledhe researcher to check whether the research findings accurately
reflected the accounts service users, carers and staff provided and captured an integrated
theory of participantsd perspectives. Thi s
analysis to sengthen the quality of the research however this was not undertaken due to

the limited timescale.

4.6 Recommendations for Further Research

The findings from the current study provide a valuable insight into the experiences of
adults with a learningiglability in specialist inpatient assessment and treatment units. The
findings, implications and limitations of the research indicate several potential areas for

future research.

As this study employed a relatively small sample and the results are limitgbir
generalizability, it will be important that further research is undertaken in this area to

11¢



Chapter 4Discussion

increase the sample size overall. Furthermore, research is needed to explore the
experiences of adults with moderate and severe learning disabilitiesuTieait study
suggests that, in cases where service users are limited in their ability to engage in the
research process themselves, this may be achieved using the perspectives of carers and

staff who know the service user well.

Further investigation witin this area of research may also be useful to explore the theory
constructed in the current study. In particular, further research should seek to consider
more explicitly the links between psychological processes involved in the construction of
understadi ng and meaning and service usersoo exf
current study was broad, however findings
sense of self; relationships with others; feelings of safety within the context of these
relationships and the inpatient unit; and sense of control and inclusion may interact to
influence their experience. The specific nature of these interactions cannot be determined
from the results obtained in the current study, however more focusedchesesyr provide

greater insight and understanding into how these factors relate to one another and influence
serviceuse®E X peri ences. Furthermore, the concep
groundedmostheavi ly within stafff&erandecasers® 3
Further exploration of this concept m#yereforebe warranted in order to extend our
knowl edge of t he i mpact of staff beliefs
construction of shared understanding specifically fromisene user sd per specH
also be hypothesised that the model proposed by this study encapsulates both protective
and vulnerability factors which contribute to positive and negative experiences of
admission. Quantitative research may facilitate aenmedepth exploration of these factors

in order to identify which are most significant in their contribution.

The application of social constructionist, systemic and attachment theories in the field of
learning disabilities and challenging behaviour remméimited. However, the current study
has shown that these theoretical frameworks can be meaningfully applied to this field in
order to support service user inclusion in research and provide useful models from which
to make sense ofheir experiences. WHther consideration from these theoretical
perspectives of the experiences of adults with a learning disability within a range of

inpatient and residential settingsthereforaecommended.
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There has been much debate regarding the effectivenestiffiament experiences across
specialist and mainstream service provision. No previous research has been identified
exploring the experiences of adults with a learning disability specifically in specialist
inpatient units. Although the current study may tcabmite to this debate it would be
helpful to replicate this study in other settings to expand upon the findings across different
service models. This would enable findings to be compared and potentially strengthen the

influence of the current study on giee development.

4.7 Conclusions

The current study provided a rich;diepth exploration of the experiences of adults with a
learning disability in specialist inpatient assessment and treatment units. Whilst there is a
growing body of research exploring the experiences of service usensaiient settings,

this was the first to explore experiences specifically in specialist units and to draw upon

different perspectives to achieve this.

The findings from the current study swugge
influenced by fadars relating to procedural aspects of admission as well as a number of
psychological processes. Systemic and attachment theories are considered to provide
usef ul frameworks within which to underst

experiences andhé impact of patterns of interactions and relationships upon this.

Several clinical implications were highlighted from the findings including the need to
create a context within inpatient services for shared understanding between staff, carers
and servie users to be constructed. Recommendations were also made for supporting staff
to develop meaningful relationships with service users and provide emotional support, as
well as for maintaining family relationships. The importance of enhancing the prowgfsion
therapeutic activities and implications of developing vital links with community services
were also discussed. The current study has a number of strengths, however limitations have

also been highlighted with possible directions for future researcimexditli
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Appendix 1:Summary of Literatur&earchProcess

Appendix 1

Databases searched:

EMBASE
Ovid Medline (R)
PsycINFO

19747 2012 (Jan week 2)
194671 2012 (Jan week 2
18061 2012 (Jan week 2)

Meamningdisabilitr OR "\

Intellectual disabilit*
AND
Inpatient OR Irpatient

- )

(earning disabilit* OR \

Intellectual disabilit*

AND

Mental Health OR Psychiatri
AND

Service user* OR Experienc

OR View*

\ | )

(earning disabilit* OR \

Intellectual disabilit*

AND

Challenging Behaviour
AND

Service user* OR Experienci
OR View*

\ | )

i
EMBASE| 134 EMBASET 298 N EMBASET 49 N
Medlinei 140 Medlinei 205 Medlinei 4
PsycINFOI 93 PsycINFOi 413 PsycINFO- 50
Totali 367 Totali 916 Totali 103
(excluding duplicates) (excludng duplicates) ) (including duplicates) )

Abstracts Rviewed and Exclusion Criteria Applied

EMBASET 24 (EMBASE 12 ") (EMBASE7 0

Medlinei 0 Medlinei 3 Medlinei 0

PsycINFOI 18 PsycINFOI 19 PsycINFOI 0

Totali 42 U otali 34 ) Totali 0O (High % dugicates)

Additional papers identified |
manually* - 11
|
(Total relevant papers identifieq
87

(. J

[ Epidemiology/prevalence

Inpatient services (types, &€
effectiveness) 28

LD/CB/MH - 4 — L :

Obtaining service users views

I [ 10 ]

[ Service development context7 ]
|
| Service user views and experiences
(excluding inpatient services)L8
—1

***Retained for systematic review

[ Views and experences of inpatient serviceg 10 1

*Exclusion criteria:
Child not adult

Not learning disability focused
Forensic inpatient focused

Physical health focused
Non UK service focused

Community focused (and not su experience/view focused) Duplicate paper

**Additional papers identified through a review tfe references of key articlekey journals
(Journal of Applied Reseen in Intellectual DisabilitiesAdvances in Mental Hdth and Learning
Disabilities), Cochraneewiew, recommendatiamn from experts within the fieldnd ley policies



Appendix 2: Literature Review Table

Critical appraisal of research studies based on frameworks from Spencer et al (2003) and Law et:al, (1998)
1 Study haglear aims and objectives / statement of purpose 91 Data collection and analysis is systematic and clearly described
1 Previous literature is reviewed and provides a rationale for study 9 Trustworthiness: results are supported by the data and steps
1 Design is clear and appropriate taken to ensure credibility / triangulation / reflexivity
1 Context and setting are clearly described 1 Study contributes to existing knowledge / practice and addresses
1

Sampling and participant characterises are clear and suitable originalaims
Reference| Aim & Design | Service Number of Participant Data Collection & Format of Limitations
Setting Participants Demographics Analysis Method Findings
Murphy, To obtain Specialist 25 service users Recruitment up to 2 | Semistructured Percentage of | Interview data not
et al. service users inpatient interviewed; 26 years post discharge | interviews and service users | translated into
(1996) evaluationof service completed (mean 56.5 months). | quality of life who described| meaningful themes
current quality | (limited guestionnaire. guestionnaire. given (descriptive not
of life and views| description | 25 carers completed | Level of LD and experience is | interpretive)
of previous given) guestionnaire reason for admission | No method of reported and
inpatient unknown analysis specified. | how Duration since discharg
admission. All serviceusers who experience (although some evideng
left unit during given | 9 women, 17 men Some evidence of | was rated of recall issues being
No design period were Mean age 35.6 years | credibility/ (positive or | addressed)
specified considered eligible reliability/ validity negative)
checking Level of LD unknown
(generaligbility)
Longo & To explore Mainstream | 33 service users Recruited up to 12 Semistructured Themes Limited geographical
Scior service user and and specialis| eligiblei 14 months post dischargq interview (all aspectq presented with| area
(2009 carer service maintream 15 (some still inpatient). | of admission) guotes to
experiencesf provision (3 | specialist took part. support Limited review of
inpatient ATUs) All mild-moderate LD | IPA previous literature
admission using| (London) 26 carers (family and
qualitative paid) approacheti 10 | Similar demographics| Thorough descriptiof Limited consideration of
design mainstream10 across settings. of analysis and study limitations
specialist took part 9 voluntary, 6 detaineq evidence of
Qualitative (specialist; equal in | credibility checking
mainstream




Scior & To explore Mainstream | 33 service users Recruited up to 12 Semistructured Themes Limited geographical
Longo service user and and specialis| eligiblei 14 months post dischargq interview (all aspectq presented with| area
(2005) carer service mainstream15 (some still inpatient). | of admission) quotes to
experiences of | provision (3 | specialist took part. support
inpatient ATUs) All mild-moderate LD | IPA
admission using| (London) 26 carergfamily and
qua]itative paid) approached 10 | Similar demographics| Thorough descriptior
design mainstream10 across settings. of analysis and
specialist took part | 9 voluntary, 6 detaineq evidence of
Qualitative (specialist; equal in | credibility checking
mainstrean)
Chaplin, To explore 47 UK wide | 585 staff Unknown Closed question Descriptive Specific focus on
et al. prevalence and | specialist guestionnaire and | statistics prevalence and
(2006) experience of | inpatient 157 service users some qualitatig experience of violence.
violence on units (limited guestions Themes
inpatient units | description) | Staff and service user! Limited demographic
in all UK trusts Descriptive statistical information known
Audit design eligible. analysis and
Thematic analysis Data did not provide
meaningful
understanding of
experience.
Vos,etal. | To examine Mainstream | 8 service users Recruitment during Semistructured Percentage of | Descriptive not
(2007) subjective psychiatric | eligible, 6 consented | and after admission. | questionnaire service users | interpretive
experiences of | ward (limited who
service users in| description | All service users All mild LD. No statistical experienced | Small sample size.
mainstream given) admitted to unit during 2 informal, remainder | analysis possible specified
psychiatric given period were detained expeience on | [ack of data analysis
wards and considered eligible. No evidence of guestionnaire
identify 16-44 years of age credibility/ reported with | only service users with
implications for 5 women, 3 men reliability/ validity/ | descriptive | \jid LD
service (participant Checking statistics (genera”ab”ity)

provision

Survey Design

demographics not
stated)




Samuels, | Toinvestigate | Integrated 12 professionals (from] 11 women, 9 men Semi-structured Themes with | Approach tahematic
et al. staff and carer | service community support interview number of analysis not specified
(2007) views on new | provision teams) and 8 carers (4 participants

integrated (dedicated | family, 4 paid) Thematic approach | commenting | Level of involvement

service beds in to analysis: Qualrus | on each theme| professional/carer had

provision mainstream | Sampling criteria reported: few | with unit/service user is

mental unclear Independent coding | quotes given | unclear
Qualitative health ward) and externavalidity/
design credibility checking.
Some evidence of
reflexivity

Parkes,et | To obtain views | Mainstream | All service users Recruitment up to 3 | Peer reviewed semi | Themes Approach to thematic
al. (2007) | of service users| psychiatric | admitted to unit during years post discharge | structured interview | reported with | analysis not specified
T Study onmainstream | ward and given period were supporting
relates to | inpatient service integrated considerectligible Level of LD not Thematic approach | quotes given.
Samuels, | admission and | service specified to analysis: Qualrus Levd of LD not stated
etal. on integrated (dedicated | Phase 1: 15 service (generaliability)
(2007) service beds in users eligiblg 12 6 women, 6 men. Some evidence of

provision mainstream | interviewed 26-54 years of age (41 multiple author

following mental mean). Admitted 8 | coding and

service health ward) weeks (mean 15). 7 | credibility checking

development voluntary, 5 detained.

Qualitative Phase 2: 23 service | 12 women, 7 men. 20

design users eligiblg 19 68 years of age (mear

interviewed 39) Admitted 124
weeks (mean 9). 11
voluntary, 8 detained.

Donner, et | To explore 5 different 26 service users Recruited up to 2 yean Semistructured Themes No level of LD specified
al. (2010) | service user, mainstream | eligiblei 11 consenteq post discharge (range| interview (pre presented with

carer and inpatient to take part or carer tg 2-52 weeks: all admission, admissio| quotes to No providers from

service provider| units in 2 take part. discharged) and post discharge).| support mentd health services

views of locality areas Combined interviews took part in focus group

mainstream 15 interviews 9 No level of LD

servi_c_e service users, 9 family specified Focus group with Possible sampling bias

provision carers, 4 community service providers




nurses

by service providers

Qualitative 3055 years of age. 5 | IPAT case by case
7 srvice providers women, 6 men. analysis. Possible censorship in
(members of Thorough descriptior combined interviews
community ID team) and evidence of
(focus group) credibility checking
Bonell,et | To elicit the 18 out of 27 family members 2 women, 14 men. Semistructured Themes Residential service not
al. (2011) | views of family | area eligiblet 16 consenteq Mean age 35 years | interview covering | presenteavith | acute facility
carers of servicg specialistin | (11 parents, 3 siblings broad range of areag quotes to
users placed in | patient 2 partner/spouse) Service users: support Possible bias and
out of area residential Level of LD: Thematic analysis influence from
specialist services (7 69% mild/borderline researcher / trust agend
services NHS, 11 12% moderate Thorough descriptior,
private) used 19% severe/profound | of analysis and
Qualitative by 3 London evidence of
boroughs 7 voluntary, 9 detaine( credibility checking
Chinn, et | To elicit the 18 out of 26 service users Interviewed during Semistructured Themes Residential service not
al. (2011) | views of service| area eligiblei 17 6admi ssi on|interview covering | presented with| acute facility
Study users placed in | specialist in | interviewed range of aspects of | quotes to
relates to | out of area patient Admitted 2120 admission and support Views of those excluded
Bonell,et | specialist residential | All service users in ou] months (mean 30 service provision by Psychiatrist not
al. (2011) | sevices services (7 | of area placements | months) heard.
NHS, 11 considered eligible. 9 Thematic analysis
Qualitative private) used| not approached due | 80% Mild LD Mostly mild LD
by 3 London | concerns raised by Thorough descriptior (genealizability)
boroughs Consultant Psychiatri§ 759% Detained of analysis and

4 women, 13 men

Mean age 34 years

evidence of
credibility checking

No control group or
comparison
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Appendix 3:Extract of Memos

Definitions:

FEELING SAFE:references to service users feeling safe from threats outside of the unit
and safe from threats within the unit. References to service users viewing the assessment
and treatment unit as a safe or secure base.

Links to: being vulnerable, being assaultedioe unit, restrictions to maintain safety

CLARI FYI NG UNDERSTANDI NG: references t o S
understanding of what has been said to them or what is happening.

Links to: explanations, service user understanding, misinterpretation
Categoriesnd connections:

During the coding process categories were linked and renamed using NVivo to manage
this process. Some examples are given below:

T 6Being lid&mramecdfdadcti ng | i ke staffod as t
views of sevice users taking on the role of staff members

1 Reason for admissidnclarified throughout transcripts whether participants talked
about the official o6reason for admi ssi on
admi s s-cooed)d linked belieE about admi ssion to 6vie

1 Consistency s pl i t i
communi cati on
togethero

to Oapp ach to working wi
| at r i

n
o] more closely 1|

Theorydevelopment

In relation to howtheor' might hang togethehve noticed thatategories arising seem to

fit with bronfenbrenners ecological circlesth regards to reflectingndividual factors that
service users bring / staff factors / organisational or unit based factors / other sesvice us
factors / family factors....and then how these relate to each other and interact to influence
the service users experience.

Looking at relationships between staffamily / service userg LD culture/ political
framework fits with constructivisgpistemology of qualitative methodolagy
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Appendix 4: Reflective Diary Extract

Developing ideas:

14" March:

There are so many ideas?! How do | know where to start or what to focus on? The area of
servicexpsrirsmces 1S so under researched it
interested in familybés experiences but it

then [clinical supervisor] has quantitative data | could use. Am feeling verwbgkned
with ideas.

Interviews:

13" August:

Having just compl eted my first service us
interview with an assumption that she would not be able to give me rich, elaborate answers
therefor e | 0derguestgn orianintevgretation @ suggedtion too quickly. |
hadnot t hought | 6d have that assumption bt
abilities to engage in the interview process and lead it herself rather than relying on me to
guide and diretit.

17" August:

I have my second interview planned and am
the first interview and apply it. In order for my methodology to be most effective | need
rich information so | aeed to wélflert pairt i &1

service user.

Cross roads:

5" September:

Il tds been a stressful we e k! Having done tv
feeling on one hand like | have loads of information already and on the othehéike ho

i dea what I have. |l 6ve reached a cross r oc¢

participant triads or whether to just do se
my research now will impact upon what | can conclude at a latertidatigh. My option is

to ditch the staff participant group but this really feels like it changes the systemic
approach to the research as i1t reduces the
do?!

Analysis

28" October:

The analysis process bedihsl initially generated 59 codes with 99 references but
yesterday refined the codes | had by comparing similar codes and checking that the code
names reflected what was said and not what | was interpreting. Think on a number of
occasions | had coded atitg an abstract level which maybe reflected the fact that | have
already begun to think about themes and hypotheses; so | refined my code names in line
with this. |l 6m starting to understand the
as | move between the transcript and the codes, between the codes and the
themes/hypotheses | have, and between the codes. That was hard work enough with 1



Appendix 4

transcript so goodness knows when | have to
7'M

11" Nov:

| 6ekbanged how | 6 m dwasffirmiagetiai doigg thie boeing dhaotigh .
NVivo wasnodt enabling me to see the bigger

copies of the transcripts and noting down codes then plan to transfer thelN¥/ivoto

store the analysis Id&fimitely feelingcloser to the data and getting a bestemse oft by

coding on the hard copy.t 6 s gi vi ng me mor the dathasawholender s
rather than coding each line in isolation of the context

10" January:
Happy New Year!! Well I feel l' i ke 1 6im well
notes permanently attached to me and | 06m s

daily. I think the analysis is going well but there are soooooanyncategories and | need
to get this initial stage of the analysis done soon so that | can start refining my categories
and have a more manageable amount of analysis to handle.

1% April:

l 6m writing up and still a meat the dath | myce r e s u |
something new and then when | discuss this with my supervisor something new seems to

be constructed g ai n . |l tds so useful to keep refl ect

checking out that they fit together but it does leavenmedering whether this process will
ever endée.
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Appendix 5: Transcript Extract

Interview with Roger, staff member re: Alan

P) First week, always the first week when he’s come in apart from this

N
‘(,CJ:U'\& , time because it was for a different reason, it was all attitude. None of it was .
v 3‘;\0{\ : ; ; ; e ‘nj
oC t his fault. So like | say, we’'d be having a chat, he has access to talk time

every day, not when he wants it obviously, but every day he might say to me
o V2 ‘can we have a chat?’ ‘| haven’t got time now,” he’s usually ask at 1 o’clock ?;mﬂ/‘h
o
just before handover but I'd say ‘I'll see you before | go home’ and I'll finish

at half past 2, before now I've gone in at 20 past 2. I'll say ‘right don’t worry
about the time’ because he knows | finish at half past 2, ‘it doesn’t matter.
Whats the problem? | told you I'll see you and explain when things are
happening. | know when you're busy. You don’t have to talk to me you can
talk to anybody.” ‘I know but I like to talk to you-’&BE‘E?EEE_L@,",,'SP,[?_tla?ly &l’}w -(;J,c,ﬁ

because | try to give him the explanations.

I) Is that important to Alan do you think, having the explanation and

knowing what's happening and why things are like they are?

P) Well, just knowing why. | explain to him and he’ll say ‘yes, yes, yes’ to

anything. So | always say to him ‘now you tell me what | just told you.” And C\oJ U”ﬁ ‘
Oroex 0l

he goes ‘um,..... So | say ‘if you don’'t understand tell me you don't

understand and 'l try to explain it another way.” Because this is what has

happened a lot, | think especially in that placerr{ent, they say something to
him and ask ‘do you understand?’ And he says ‘yes.” So they walk away and
he hasn’t got a clue. Because working with people who are less able than )
e X0 Alan anyway you know you've got to try a few different ways to try to figure Z’\/(L "
:A{fw b\ ) out what they understand. And Alan, because he talks so well, people will .//\f(, ‘“3
) o

i say ‘you say to him, he knows, it's over.” But he doesn’t always. If he doesn’t
j”‘(c 9, understand he might not understand why but half the time he doesn’t .
understand. So that's why | always say to him ‘now what did | say to you?" ‘I OO“,'I‘ } 1&)”(
don’t know.” ‘what do you think | said to you?’ that's what | follow it up with @g\(‘,\@: 'U )
then to see what he thinks | said which | think is more important than him wa‘\lﬁ

'
he thinks | said because he might ge stick. Like, he '

X\J’\e has a timetable, he likes his weekly timetable. So it'll say Tuesday morning,

always Tuesday morning because the TV choice is out on a Tuesday,
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Interview with Roger, staff member re: Alan

Tuesday morning personal shopping 10 o’clock. So he’ll come out at 10

Yol \u\ ./ o'clock and he’ll have his coat and shoes on and he’ll say ‘I've got shopping

, ‘\nc "w\)‘\\‘k} now’. I'll say ‘hand on, what do we always say? 10 o’clock or as soon as the
pree staff can do it.” Because he'll still go out that morning but of course if we're in \LéUf ‘(j
the middle of something else he might not actually go out until 11. So what | W\S?"L“fd .
normally do then is, because he’'ll ask in the morning who's taking him when |,
he gets up, I'll say ‘its me this morning.” But if it's me | always say ‘it's me
this morning but | will give you a shout when we’re going.’ Because I've got
other things I've got to do as well and if I've got nothing going I'll say ‘right
we'll be going about 10 o'clock,” or I'll say ‘we’ll go out as soon as you've
had your drink,” which they have their mid morning drink and fruit at half past

10.

P) So, if I'm free for 10 | normally say that then because if we’re out then

o he’s not gonna miss his drink. So | say ‘we’ll do out at soon as you've had
'\56’)“(\‘}(;\ . your drink’ so he’s got the perfect timeline anything crops up I've got that O{\J“(BQO
d a

extra bit of time to deal with it before we go. And sometimes I've even said ‘I ?\wr\? ’
W i can’'t go with you now I've got something else to do but so and so else is

O
WA . .
? gonna take you instead.

I)  How does Alan experience having to wait or things being cancelled do

you think? What'’s his experience of that been on the unit?

P) At the moment now, not a lot because we're quite quiet but over the DDUPFCJ“ ot
years when he’s been with us he’s had a lot of disappointments. Not so

much through his own doing. §Ne’re an 8 bedded unit we tend to‘w‘o@

taff. flf we have someone in whose exceptionally challenging and

S
somethmg, and they have an aggressive outburst, there’s no way | can turn 55

TS
(“ @ round, if we have 2 people dealing with that person, and have one person Jarne

take Alan out and leave 1 person dealing with the other 6. So, | mean before

‘ now he’ve marched back off to his room ‘I can’t go out now’ and he’ splayed W“W
up.
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Appendix 6 Research & Development Approval Letters

/Q\ G IG Bwrdd lechyd Prifysgol
Caerdydd a’r Fro
<, No CYMRU
\"/ H Cardiff and Vale
b WALES | University Health Board

Eich cyf/Your ref

Ein cyf/Our ref

Welsh Health Telephone Network 1872
Direct line/Llinell uniongyrchol

Tel: 029 20746986
Fax: 029 20745311
CAV_Research.Development@wales.nhs.uk

13 July 2011

Miss Hayley Hill

Trainee Clinical Psychologist
Archway House

77 Ty Glas Avenue
Llanishen

Cardiff

CF14 5DX

Dear Miss Hill

Ysbyty Athrofaol Cymru
University Hospital of Wales

Heath Park, Parc Y Mynydd Bychan,

Cardiff, CF14 4XW Caerdydd, CF14 4XW

Phone 029 2074 7747 Ffon 029 2074 7747

Fax 029 2074 3838 Ffacs 029 2074 3838

Minicom 029 2074 3632 Minicom 029 2074 3632
From:  Professor JI Bisson

R&D Director

R&D Office, 2™ Floor TB2
University Hospital of Wales
Cardiff

CF14 4XW

Project ID : 11/MEH/5121 : The Experience Of Adults With Learning Disabilities
In Specialist Inpatients Assessment And Treatment Units

Further to recent correspondence regarding the above project, | am now happy to

confirm receipt of:

« Evidence of favourable opinion from the relevant NHS Research Ethics Committee
» Revised documentation as required by the REC in order to obtain favourable

opinion

« Evidence of appropriate GCP training for the Cl / Pl / delegated researchers

The following amended documentation is approved for use with this study:

Documents Version Date

Favourable Opinion from South East Wales REC 30 June 2011

Staff/Carer Participant Information Sheet 2.0 22 June 2011

Service User Information Sheet 4.0 22 June 2011

Service User Consent Form 3.0 22 June 2011

Staff/Carer Consent Form 3.0 22 June 2011

Page 1 of 2 Sss
Version 1.0. 09.06.10 4 &
Bwrdd lechyd Prifysgol Caerdydd a'r Fro yw enw gweithredol Bwrdd lechyd Lleol Prifysgol Caerdydd a‘r Fro ."’/s‘g\"ﬁ

Cardiff and Vale University Health Board is the operational name of Cardiff and Vale University Local Health Board

UHW129X
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Please accept this letter as confirmation of sponsorship by Cardiff and Vale UHB and

permission for the project to begin.

May | take this opportunity to wish you success with the project, and to remind you
that as Principal Investigator you are required to:

« Ensure that all members of the research team undertake the project in accordance

with ICH-GCP and adhere to the protocol as approved by the Research Ethics
Committee

o Inform the R&D Office if any external or additional funding is awarded for this
project in the future

o Inform the R&D Office of any amendments relating to the protocol, including
personnel changes and amendments to the actual or anticipated start and end
dates

» Complete any documentation sent to you by the R&D Office or University
Research and Commercial Division regarding this project

« Ensure that adverse event reporting is in accordance with the UHB adopted

Cardiff and Vale NHS Trust Policy and Procedure for Reporting Research-Related

Adverse Events (refs 164 & 174) and Incident Reporting and Investigation (ref
108)

« Ensure that the research complies with the Data Protection Act 1998

 Ensure that arrangements for continued storage or use of human tissue samples
at the end of the approved research project comply with the Human Tissue Act,
2004 (for further information please contact Sharon Orton, HTA Coordinator

OrtonS@cf.ac.uk).

If you require any further information or assistance, please do not hesitate to contact

staff in the R&D Office.

Yours sincerely,

W,

Professor Jonathan | Bisson
Cardiff and Vale University Local Health Board R&D Director

CC R&D Lead Prof Nick Craddock

Page 2 of 2
Version 1.0. 09.06.10
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\ G| @G | Bwrdd lechyd Prifysgol  Ysbyty Athrofaol Cymru
CYMRU

%70 YymRruU | Caerdydd a'r Fro University Hospital of Wales
\ / H Car.dlff .and Vale Heath Park, Parc Y Mynydd Bychan,
WALES | University Health Board  cardiff, cF14 axw Caerdydd, CF14 4XW
Phone 029 2074 7747 Ffon 029 2074 7747
Eich cyf/Your ref Fax 029 2074 3838 Ffacs 029 2074 3838
Ein cyf/Our ref Minicom 029 2074 3632 Minicom 029 2074 3632
Welsh Health Telephone Network 1872
Direct line/Llinell uniongyrchol
Tel: 029 20746986 From: Professor JI Bisson
Fax: 029 20745311 R&D Director
CAV_Research.Development@wales.nhs.uk R&D Office, 2™ floor TB2
University Hospital of Wales
Cardiff
CF14 4XW
18 May 2011
Miss Hayley Hill

Trainee Clinical Psychologist
Archway House

77 Ty Glas Avenue
Llanishen

Cardiff

Cf14 5dx

Dear Miss Hill

Project ID : 11/MEH/5121 : The Experience Of Adults With Learning Disabilities
In Specialist Inpatients Assessment And Treatment Units

Thank you for your recent communication regarding the above project, which was
reviewed on 18 May 2011 by the Chair of the Cardiff and Vale Research Review
Service (CaRRS).

Documents submitted for review were:

Document Version Date
NHS RD Form 3.1 Received 06/05/11
SSI Form 3.1 Received 06/05/11
Protocol 1.0 09/02/11
Semi Structured Interviews: Staff/Carer 3.0 23/03/11
Participant Information Sheet: Staff/Carer 1.0 09/02/11
Participant Consent Forin: Staff/Caier 2.0 08/02/11
Semi Structured Interviews: Service User 2.0 23/03/11
Participant Information Sheet: Service User | 3.0 18/04/11
Participant Consent Form: Service User 2.0 10/03/11
‘ Page 1 of 2 s\*‘.”:@ "
Version 1.0. 09.06.10 S 5

Bwrdd lechyd Prifysgol Caerdydd a'r Fro yw enw gweithredol Bwrdd lechyd Lleol Prifysgol Caerdydd a’r Fro '”/J‘,ua\‘Q

Cardiff and Vale University Health Board is the operational name of Cardiff and Vale University Local Health Board UHW129X



Appendix 6

I'am pleased to inform you that the Chair had no objection to your proposal.

R&D approval and final acceptance of sponsorship by Cardiff and Vale UHB is now
subject to the following:

e Evidence of favourable opinion from the relevant NHS Research Ethics
Committee

Once the above is in place, an R&D approval letter will be issued. You should not
begin your project before receiving this written confirmation from the R&D Office.

Please ensure that you notify R&D if any changes to your protocol or study
documents are required in order to obtain a favourable opinion from the Research
Ethics Committee.

If you require any further information or assistance, please do not hesitate to contact
the staff in the R&D Office.

Yours sincerely,

B

Professor Jonathan | Bisson N
Chair of the Cardiff and Vale Research Review Service (CaRRS)

CC R&D Lead Prof Nick Craddock

[ENCS] Obtaining a sponsorship signature - guidelines

Page 2 of 2
Version 1.0.09.06.10
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Appendix 7 Ethics Approval Letters

Rhan o seilwaith ymchwil Cymru a ariannir gan y Sefydliad Cenedlaethol ar gyfer Ymchwil Gofal Cymdeithasol ac lechyd, Llywodraeth Cynulliad Cymru

Part of the research infrastructure for Wales funded by the National Institute for Social Care and Health Research, Welsh Assembly Government

South East Wales Research Ethics Committee
z Sixth Floor, Churchill House
17 Churchill Way

Uned
Cydlynu

Caniatad

£y GG
\y/ NHS

Telephone : 029 2037 6823
Permissions
Co-ordinating
Unit

PCU

30 June 2011

Mrs Hayley Hill

Trainee Clinical Psychologist

Cardiff and Vale University Health Board
South Wales Doctoral Programme in
Clinical Psychology, Archway House

77 Ty Glas Ave, Llanishen, Cardiff

CF14 5DX

Dear Mrs Hill

Study title: The experiences of adults with learning disabilities in
specialist inpatient assessment and treatment units

REC reference: 11/WA/0160

Thank you for your letter of 24 June 2011, responding to the Committee’s request for further
information on the above research and submitting revised documentation.

The further information has been considered on behalf of the Committee by the Chair, Dr K
Craig.

Confirmation of ethical opinion

On behalf of the Committee, | am pleased to confirm a favourable ethical opinion for the
above research on the basis described in the application form, protocol and supporting
documentation [as revised], subject to the conditions specified below.

Ethical review of research sites

NHS sites

The favourable opinion applies to all NHS sites taking part in the study, subject to

management permission being obtained from the NHS/HSC R&D office prior to the start of
the study (see "Conditions of the favourable opinion" below).

Non-NHS sites

Atiennir gan

Cynhelir Cydweithrediad Gwyddor lechyd Academaidd y Sefydliad Cenedlaethol ar gyfer reodnth

Bwrdd lechyd Ymchwil Gofal Cymdeithasol ac lechyd gan Fwrdd Addysgu lechyd Powys Ccynulliad Cymru
Addysgu Powys Funded by
Powys Teaching The National Institute for Social Care and Health Research Academic Health Science Wg';'v‘e ‘r‘:jn";‘;"’

HealhiBoar Collaboration is hosted by Powys Teaching Health Board
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Conditions of the favourable opinion

The favourable opinion is subject to the following conditions being met prior to the start of
the study.

Management permission or approval must be obtained from each host organisation prior to
the start of the study at the site concerned.

Management permission ("R&D approval”) should be sought from all NHS organisations
involved in the study in accordance with NHS research governance arrangements.

Guidance on applying for NHS permission for research is available in the Integrated
Research Application System or at http://www.rdforum.nhs.uk.

Where a NHS organisation’s role in the study is limited to identifying and referring potential
participants to research sites ("participant identification centre”), guidance should be sought
from the R&D office on the information it requires to give permission for this activity.

For non-NHS sites, site management permission should be obtained in accordance with the
procedures of the relevant host organisation.

Sponsors are not required to notify the Committee of approvals from host organisations

It is the responsibility of the sponsor to ensure that all the conditions are complied
with before the start of the study or its initiation at a particular site (as applicable).

Approved documents

The final list of documents reviewed and approved by the Committee is as follows:

Document Version Date

Interview Schedules/Topic Guides 2 - Service |23 March 2011
User

Interview Schedules/Topic Guides 2 - Staff/ |23 March 2011
Carer

Investigator CV H Hill 20 May 2011

Investigator CV R Jenkins |23 March 2011

Participant Consent Form: Service User 3 22 June 2011

Participant Consent Form: Staff/Carer 22 June 2011

Participant Information Sheet: Service User 22 June 2011

Participant Information Sheet: Staff/Carer 22 June 2011
Protocol 09 February 2011
REC application IRAS 3.1 (23 May 2011
Referees or other scientific critique report CaRRS 18 May 2011

=N~ w
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Response to Request for Further Information | 24 June 2011

Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements for
Research Ethics Committees (July 2001) and complies fully with the Standard Operating
Procedures for Research Ethics Committees in the UK.

After ethical review

Now that you have completed the application process please visit the National Research
Ethics Service website > After Review

You are invited to give your view of the service that you have received from the National
Research Ethics Service and the application procedure. If you wish to make your views
known please use the feedback form available on the website.

The attached document “After ethical review — guidance for researchers” gives detailed
guidance on reporting requirements for studies with a favourable opinion, including:

Notifying substantial amendments
Adding new sites and investigators
Progress and safety reports
Notifying the end of the study

The NRES website also provides guidance on these topics, which is updated in the light of
changes in reporting requirements or procedures.

We would also like to inform you that we consult regularly with stakeholders to improve our
service. If you would like to join our Reference Group please email

referencegroup@nres.npsa.nhs.uk.

[11/wA/0160 Please quote this number on all correspondence |

With the Committee’s best wishes for the success of this project

Yougs-sincerely

0
P x&j\lw
BrK § Craig
Cha

Email: jagit.sidhu@bsc.wales.nhs.uk

Enclosures: “After ethical review — guidance for researchers” [SL-AR2]
Copy to: R&D Office for Cardiff & Vale NHS Trust
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Riian o seilwaith ymchwil Cymru a ariannir gan y Sefydliad Cenedlaethol ar gyfer Ymehwil Gofal Cymdeithasol ac lechyd, Llywodraeth Cynulliad Cymru

Part of the research infrastructure for Wales funded by the National Institute for Social Care and Health Research, Welsh Assembly Government

NISGHR

Uned Permissions
Cydlynu P l | Co-ordinating
Caniatad Unit

09 June 2011

Mrs Hayley Hill

Trainee Clinical Psychologist

South Wales Doctoral Programme in
Clinical Psychology, Archway House
77 Ty Glas Ave, Llanishen, Cardiff
CF14 5DX

Dear Mrs Hill

Study Title:

South East Wales Research Ethics Committee
Sixth Floor, Churchill House

17 Churchill Way

Cardiff CF10 2TW

Telephone : 029 2037 6823

The experiences of adults with learnings disabilities in

97 NHS

specialist inpatient assessment and treatment units

REC reference number: 11/WA/0160

The South East Wales Research Ethics Committee - Panel D reviewed the above
application at their meeting held on the 9" June 2011.

Thank you for attending to discuss the study, the clarification that you provided was most
helpful.

Documents reviewed

The documents reviewed at the meeting were:

Document Version Date

Interview Schedules/Topic Guides 2 - Service User |23 March 2011

Interview Schedules/Topic Guides 2 - Staff / Carer |23 March 2011

Investigator CV H Hill 20 May 2011
Investigator CV R Jenkins 23 March 2011
Participant Consent Form: Service User 2 10 March 2011

Participant Consent Form: Staff / Carer 09 February 2011

Participant Information Sheet: Service User

Participant Information Sheet: Staff / Carer 09 February 2011

2
3 18 April 2011
1
1

Protocol 09 February 2011

REC application IRAS 3.1 23 May 2011

CaRRS

Referees or other scientific critique report 18 May 2011

GiG

Cynhelir Cydweithrediad Gwyddor lechyd Academaidd y Sefydliad Cenedlaethol ar gyfer
Bwrdd lechyd ‘Ymchwil Gofal Cymdeithasol ac lechyd gan Fwrdd Addysgu lechyd Powys
Addysgu Powys
:owly; TBeach;ng The National Institute for Social Care and Health Research Academic Health Science
ealt! 0ar

Collaboration is hosted by Powys Teaching Health Board

Ariennir gan
Lywodraeth
Cynulliad Cymiu
Funded by
Welsh Assembly
Government
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Provisional opinion

The Committee noted that this was a single site qualitative study with the main objective
being to explore the experiences of adults with learning disabilities in specialist inpatient
assessment and treatment units.

The Committee noted that the study was being carried out for an educational qualification.

The Committee noted that approximately 36 service users will be recruited into the study
who meet the eligibility criteria.

The Committee noted that potential participants would initially be identified and approached
by healthcare professionals involved in their care.

The Committee noted that potential participants will be provided with written information
about the purpose of the study, why they have been invited to participate, who is conducting
the research, how the data would be used and what participation will require of them. They
will also be given the opportunity to ask any questions about the study. Written consent will
be obtained prior to participation in the study. It will be made clear throughout the study that
participation is entirely voluntary and that they can withdraw at any point for any reason.

The Committee noted that no intervention or procedure, which would normally be considered
a part of routine care, would be withheld from participants.

The Committee noted that the Cardiff University would be acting as sponsor for the above
study in accordance with the Research Governance Framework.

The Committee noted that the sponsor had signed the declaration in the application form to
confirm that an appropriate process of scientific critique had demonstrated that the research
proposal is worthwhile and of high scientific quality and that the necessary insurance or
indemnity arrangements will be in place prior to commencement of the research.

The Committee noted from Q (A43) of the application form that study data would be stored
for less than 3 months after the end of the study. The Committee asked that you ensure
that all data is stored and destroyed in line with the Data Protection Act (1998).

The Committee noted that the start date on the application was incorrect and asked that the
study does not commence until all relevant approvals are in place.

The Committee would be content to give a favourable ethical opinion of the research, subject
to receiving a complete response to the request for further information set out below.

The Committee delegated authority to confirm its final opinion on the application to the
Chair.
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Further information or clarification required

1. The Committee noted that you had detailed in the information sheets that
confidentiality would be broken if you became aware of potential risk to the participant
or another person. The Committee asked that you also explain in the information
sheet how this would be managed.

1.1 The Committee noted the information sheet for staff/carers and were of the view that
the information sheet may be too technical for carers to comprehend. The Committee
therefore advised that you simplify the information sheet or provide a separate
information sheet for carers. .

2. The consent form should be amended in the Point 1 should make reference to the
version number and date of the corresponding information sheet.

If you would find it helpful to discuss any of the matters raised above or seek further
clarification from a member of the Committee, you are welcome to contact Mrs J
Sidhu, Co-ordinator on 02920 376822.

When submitting your response to the Committee, please send revised documentation
where appropriate underlining or otherwise highlighting the changes you have made and
giving revised version numbers and dates.

If the committee has asked for clarification or changes to any answers given in the
application form, please do not submit a revised copy of the application form; these can be
addressed in a covering letter to the REC.

The Committee will confirm the final ethical opinion within a maximum of 60 days from the

date of initial receipt of the application, excluding the time taken by you to respond fully to
the above points. A response should be submitted by no later than 07 October 2011.

Membership of the Committee

The members of the Committee who were present at the meeting are listed on the attached
sheet.

Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements for
Research Ethics Committees (July 2001) and complies fully with the Standard Operating
Procedures for Research Ethics Committees in the UK.
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| 11/WA/0160 Please quote this number on all correspondence

Yours sincerely

'O
f \\/(N O /KA/\,

Dr k:CCraig
Chair

Email: jagit.sidhu@bsc.wales.nhs.uk

Enclosures: List of names and professions of members who were present at the
meeting and those who submitted written comments.

Copy to: Professor Jonathon Bisson
Professor Jonathon Bisson
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