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Commentary

3.1. Interpreting Evidence from Inquiry

3.2. Implementing and Reviewing Policy

3.3. Promoting Evidence Based Management and Practice



Section 3 represents the second main body of work evidenced in this
submission and although there is a focus on adult abuse and adult protection
and people with learning disabilities, this is contextualised in generic
experience in the field. The exhibits centre on peer reviewed academic
journal papers but include some peer reviewed professional journal papers
and book chapters, reflecting the applied nature of the work. Related written
outputs are also referenced in the supporting discussion where relevant to

informing the application of learning from the main body of work exhibited.

I have consciously chosen to use the term adult protection in preference to
adult safeguarding throughout this submission, although since the report by
the Association of Directors of Social Services (2005) on standards for good
practice, the latter also defines the policy literature, with a steady shift
towards the use of the term safeguarding for strategic and policy issues. My
concern is that a change of language will not address fundamental concerns
about policy, management or practice capability in the field and can function
to distract attention from the challenges ahead. Moreover, safeguarding

retains a potentially pejorative association with authority and control.

3.1. Interpreting Evidence from Inquiry

When preparing this submission yet another public exposé of the abuse and
mistreatment of people with learning disabilities in residential care, namely at
‘Winterbourne View’ was televised to a national audience (BBC 1, 2011).
Over ten years earlier a similar fIy on the wall exposé of abuse at the privately
run Brompton care home in Medway was screened (BBC 1, 1999), preceded

by a Panorama television documentary (BBC 1, 1995) which had included
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witness testimony on the abuse of people with learning disabilities in
privately run residential care homes in Buckinghamshire (Buckinghamshire

County Council, 1998).

I was contacted by telephone in late 1999 by the producer before the
screening of the 1999 Maclntyre Undercover programme (BBC 1, 1999). He
described a number of scenarios of abuse and mistreatment (which later
appeared on the programme) and asked my opinion about them. After briefly
consulting colleagues at the Tizard Centre, I returned his call saying that
what he had described amounted to criminal acts and that the police should
be notified. 1 got a strong sense that the production team were fearful that
police involvement might result in a criminal investigation which precluded
the broadcasting of the programme and shortly afterwards it was screened,
including commentary from a Mencap representative. This broadcast raised a
collection of ethical concerns but paramount was the failure to intervene at
the earliest opportunity to prevent further abuse and to effectively protect the
service users placed at the Brompton care home — a secondary concern being
the risk of jeopardising a criminal investigation in relation to the
admissibility and reliability of evidence. Donald Maclntyre (2002) in his
postscript to a publication on ethical approaches to physical interventions,
edited by David Allen (Maclntyre, 2002), offered observations on the
involvement of Kent Police who despite finding five cases of assault on five
different residents in fifteen days of filming (BBC 1, 1999), attacked the
programme - although they did eventually apologise for not taking the
alleged crimes against vulnerable adults seriously. Arguably, nor did the
production team or the BBC in their failure to inform the police about these
potential offences. What this story also illustrates is the terrible potential

complexity and unpredictability of adult protection work, the ways desired
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outcomes can readily slip from our grasp and how service users risk not being
heard in the conflicting politics of the work. These are all issues which are

discussed in this section.

My previous involvement in an abuse inquiry in South East London was
referenced as the reason for being contacted by the producer (Ref. 3.1.a.
Cambridge, 1998b and Ref. 3.1.b. Cambridge, 1999c). The first of these
exhibits, a professional journal paper (Ref. 3.1.a. Cambridge, 1998b) was
produced as quickly as possible after the inquiry report had been delivered to
the commissioners of the service, with the aim of disseminating the key
learning from the inquiry to learning disability managers and practitioners.
The second was an academic journal paper in Disability and Society entitled
The First Hit (Ref. 3.1.b. Cambridge, 1999c) which provided a deeper
systemic analysis of the factors which contributed to and defined the culture of
abuse, set them in an organisational context and located and reviewed them in

the wider theoretical literature.

This paper also represents one of the first published attempts to construct and
interpret detailed case evidence on the institutionalised abuse of people with
learning disabilities and challenging behaviours. It also developed an
academically driven critical analysis of the characteristics of a culture of abuse
which linked experience to theoretical explanations of abuse. The paper was
consequently at the cutting edge of what was then a rapidly developing
discourse, underpinned by evidence, on the mistreatment of people with
learning disabilities. The process of writing the paper, coupled with my

involvement in the inquiry, served to facilitate a level of reflection and

interpretation beyond my lead role in the inquiry as it helped develop a




conceptual as well as empirical foundation for my subsequent work in adult

protection.

Since the Longcare inquiry (Buckinghamshire County Council, 1998) there
have been a series of formal inquiries into the abuse of people with learning
disabilities, echoing many of the findings and recommendations related in my
First Hit paper (Ref. 3.1.b. Cambridge, 1999¢c). These included the need to
open up services to more outside scrutiny, deinstitutionalise care practices and
support, have more accountable and involved management and supervision,
share and exchange information between different professionals and agencies
and treat service users as individuals with rights (Commission for Health
Improvement, 2003; Healthcare Commission and Commission for Social Care
Inspection, 2006; Healthcare Commission, 2007). Formal inquiries bring
methodological and interpretative challenges (see Cambridge, 2001c),
particularly in relation to the tendency to seemingly reproduce and repeat
existing knowledge of why care systems and arrangements fail. In comparison,
television exposés, with their bias towards sensationalism at the expense of
reflection, raise more acute ethical concerns, with the rights of people with
learning disabilities to protection apparently coming second to the lust for
public voyeurism. A more intelligent retrospective television documentary
about the abuse of people with learning disabilities, which has the capacity,
albeit with the benefit of hindsight, to include a contextual analysis and report
on the outcome of investigative processes and any police involvement, would I
believe be more insightful and informative. It would also likely have a greater
impact on protecting vulnerable adults by promoting a wider awareness of the
indicators of abuse and neglectful practice and how to take effective action if

abuse or neglect is witnessed, disclosed or suspected.




The events associated with the abuse inquiry and wider publication of the
analysis and interpretation of the findings (Ref. 3.1.b. Cambridge 1999c¢) were
also happening at a formative phase in relation to Government thinking about
policy in adult protection (the protection of vulnerable adults from abuse, later
to be termed the safeguarding of vulnerable adults). The first national adult
protection policy was issued the following year (Department of Health, 2000),
with No Secrets helping frame policy and practice in the field over the next
decade. It was in this period of early policy implementation in local authorities
(as lead agencies for the development of local multi-agency policies and
procedures in adult protection) that I contributed chapters to published
volumes which sought to inform the policy implementation process by drawing
on and interpreting the evidence from the inquiry (Ref. 3.1.c. Cambridge, 2003
and Ref. 3.1.d. Cambridge, 2004).

The first of these chapters (Ref. 3.1.c. Cambridge, 2003) appeared in a volume
edited by David Allen and published by the British Institute of Learning
Disabilities, examining ethical approaches to physical interventions
(previously called control and restraint procedures and later termed restrictive
physical interventions to stress their function). Evidence suggested that such
interventions were potentially harmful to people with learning disabilities who
received them (Murphy et al, 2003). Donald Maclntyre’s television exposé
(BBC 1, 1999) starkly illustrated the potential for their misuse as a form of
punishment and indeed how the use of the euphemism care and responsibility
had desensitised staff to the risks such procedures posed. Drawing on the
evidence uncovered in the inquiry I led, my aim was to extend understanding
about the organisational and systems context to the institutionalised abuse of
people with learning disabilities in ordinary community based services and to
identify priorities for reviewing adult protection competence in such systems.
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This was also relevant to this edited volume because the people with learning
disabilities on which the inquiry centred, both displayed seriously challenging
behaviours which staff failed to appropriately respond to, despite guidance and
training from a specialist challenging behaviour team (Ref. 3.1.b. Cambridge,

1999¢).

In the second chapter (Ref. 3.1.d. Cambridge, 2004) I sought to transfer
learning from the inquiry to examine and review the effective management and
collation of evidence in such inquiries. 1 also identified the associated
methodological and interpretative pitfalls in order to inform a productive
inquiry process. Similar reflective approaches have extended to how best to
apply learning from serious case review in adult protection (Aylett 2008;
Stevens et al, 2008; Brown, 2009; Manthorpe and Martineau, 2011). Such
processes have operated in parallel to the review of No Secrets (Department of
Health, 2009b) and 1 sought to give prominence to transferrable learning in
adult protection when commissioning papers for and editing a special issue of
the Journal of Adult Protection. This centred on reporting and interpreting
experience from Kent and Medway (see Section 3.2 - Cambridge, 2009), such
as the paper examining the process and function of serious case review

(Brown, 2009).

An area of research and publication which served to cross-fertilise my work
in adult protection and sexuality (see Section 2) was that on intimate and
personal care for people with PMLD (sometimes also referenced as people
with learning disabilities and complex needs), conducted in partnership with
Stephen Carnaby. Although products of this work are also referenced and
exhibited in Sections 3.2 and 3.3, I have chosen to include an academic

journal paper and edited volume chapter in this section because they
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summarise the empirical evidence from the study (Ref. 3.1.e. Carnaby and
Cambridge, 2002 and Ref. 3.1.f. Carnaby and Cambridge 2006a). The research
inquired into the provision of intimate and personal care for people with
PMLD, including the role and adequacy of policies and individual care
guidelines in the context of data on staff attitudes to the provision of a range of
intimate and personal care tasks. Although this work is also referenced and
exhibited in Sections 2.2 and 2.3, these focus on the overlap between intimate

and personal care and sexuality as opposed to adult protection.

The academic journal paper (Ref. 3.1.e. Carnaby and Cambridge, 2002) was
the first published output from this research and reported in detail on the
findings from interviews with staff in a specialist day and a residential service
and documentary analysis of service policies and individual care guidelines.
The edited volume chapter (Ref. 3.1.f. Carnaby and Cambridge 2006a) was
specifically targeted to a management and practice audience, being part of a
volume examining intimate and personal care for people with PMLD (Carnaby
and Cambridge, 2006b). The aim of the chapter was to summarise the applied
learning from the research in order to inform ways to improve the quality of
intimate and personal care. Particularly relevant was the expressed dislike by
staff of providing intimate care tasks associated with continence and menstrual
care and their subsequent attempts to reduce such interaction to a minimum,
increasing the risk of poor quality and neglectful care. It was also evident that
detailed advice on how to undertake these tasks effectively and in user-centred

ways was usually lacking in individual care guidelines.

The research on intimate and personal care was the first to undertake an
empirical examination of this topic in relation to the provision of support to
people with PMLD and although relatively small scale (being based on
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experiences in a residential service and a specialist day support service), the
study was able to drill down to a level of detail necessary for informing our
understanding of such care. Staff attitudes and experiences relating to the
provision of a wide range of intimate and personal care tasks were also able to
be interpreted in the context of operational policies and individual care
guidelines as well as the wider theoretical literature on disability, the body and

touch.

3.2. Implementing and Reviewing Policy

As discussed in Section 3.1, the research on intimate and personal care for
people with PMLD, informed both sexuality and adult protection work more
widely. The interface with sexuality is discussed and exhibited in Section 2.1,
with general lessons for policy reported and exhibited in Section 2.3 because of
the emphasis on sexuality. The interface with adult protection is continued in
this section however, because findings from the research were relevant to

informing the development and implementation of adult protection policy.

A wide range of theoretical and conceptual models influence our interpretation
of abusive situations. In intimate and personal care for example, the potential
risks of abuse and neglect in isolated care settings has been recognised (Lee-
Treweek (1994), with the propensity for such interactions to become corrupted
having been differentiated (Wardhaugh and Wilding, 1993). It has also been
recognised that a breakdown in caring relationships can be linked to the nature
of dependency (Hollins, 1994) and that the carer stress and social learning can
be associated with abuse (Sobsey, 1994). Tomita (1990) examined how abuse

in challenging care situations can be neutralised through denial or by justifying
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or excusing it. Observations have also been made about the way language is
used to decriminalise offences committed against people with disabilities
(Sobsey, 1994). The work on intimate and personal care therefore provided a
window through which it was possible to examine such factors as they relate to
formal care relationships between paid staff and people with PMLD, the group
least likely to be able to consent to touch or communicate using traditional

expressive and receptive verbal communication.

The first paper exhibited in this section, included the term a personal touch in
the title to stress the centrality of considerations relating to touch in intimate
care interactions. It included case examples illustrating care dilemmas
associated with the provision of intimate and personal care stemming from the
research. The aim was to make visible the risks of abuse and neglect
associated with such care and to suggest ways to effectively manage risk
through supervision, operational policies and individual care guidelines (Ref.
3.2.a. Cambridge and Carnaby, 2000a). The importance of differentiating
between how touch is intended and how it is experienced was noted as a
central consideration (also see discussion in relevant exhibits in 3.1),
particularly involving the sexual parts of the body, with care provision
mediated by, and care responses formulated to take account of, such
differences. It is interesting to note that subsequently the 2003 Sexual Offences
Act redefined sexual activity to include touching or any physical contact with
any part of the body, with anything and through anything, that was intended as

sexual.

The next two exhibits in this section are both academic journal papers which
were published in Social Work Education and serve to move the discussion

specifically back to adult protection per se. Both were published with the aim
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of reporting experience and lessons from externally facing adult protection
work, namely the development and delivery of bespoke adult protection
training (Ref. 3.2.b. Cambridge and Parkes, 2004a and Ref. 3.2.c. Cambridge
and Parkes, 2006a). These training interventions were commissioned by Kent
and Medway adult protection committee and were developed and piloted with
Tessa Parkes, focusing respectively on decision-making in adult protection
(Ref. 3.2.b. Cambridge and Parkes, 2004a) and joint adult protection
investigations between social services and the police (Ref. 3.2.c. Cambridge

and Parkes, 2006a).

The decision-making training was targeted at managers, senior practitioners
and specialist adult protection co-ordinators in Kent and Medway social
services departments and their partner agencies, while the joint investigations
training included participants from social services, the police and health
agencies. Both programmes were components of a wider local adult protection
training strategy (levels 5 and 3 respectively - see Aylett, 2009), with the
publication of papers reporting their development (Ref. 3.2.b. Cambridge and
Parkes, 2004a and Ref. 3.2.c. Cambridge and Parkes, 2006c). These led to
expressions of interest from other local authorities and my involvement in the
design and delivery of similar training for Somerset and Cambridgeshire social
services (see below). Both papers therefore had a demonstrated impact on
adult protection training in local authorities more widely and were at the
forefront of developments in the field. More recently they have informed
research for the Social Care Institute for Excellence (Braye et al/, 2011) on the
governance of adult safeguarding — as has other work referenced in this

submission (Cambridge and Parkes, 2004b; Cambridge, 2001c).
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I developed a training programme with Tessa Parkes for Somerset Social
Services on joint investigations with the police, which involved a detective
sergeant based at the Yeovil Vulnerable Victims Unit who provided examples
and advice to practitioners about working effectively with the police in
criminal investigations. Because of the wealth of experience and lessons
provided, I drew on this part of the training and the questions raised by
delegates to draft a professional journal paper to alert and guide social work
practitioners working alongside the police in adult protection investigations
(Ref. 3.2.d. Shearlock and Cambridge, 2009). The paper provided advice on
responding to a range of situations encountered in criminal investigations
through the use of case examples placed in an operational context. For
example, the role of the Crown Prosecution Service and the evidential and
public interest tests, how best to manage disclosures of abuse and how to
keep effective records in relation to preserving best evidence and planning
for the use of special measures to protect vulnerable witnesses in court. It
also related advice for working effectively with the police in protecting

vulnerable adults outside criminal investigations.

In a similar vein, based on my involvement in research and training for Kent
and Medway, I identified a body of experience related to their early
development of adult protection policy and practice which might be usefully
shared with other agencies and practitioners with responsibilities in the field.
Building on policy development work a decade earlier (Brown and Stien,
1998) and an evaluation of the specialist adult protection co-ordinator role in
Kent (Ref. 3.2.e. Cambridge and Parkes, 2006b - see below), I proposed a
special issue of the Journal of Adult Protection (Cambridge, 2009 — also see
discussion in 3.1 above), commissioning and editing a range of multi-agency

perspectives and experiences from Kent and Medway. The aim was to
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facilitate the dissemination of learning and innovation from a case study adult

protection system.

A more specific example of evidence based practice in adult protection was the
evaluation for Kent Social Services of their specialist adult protection co-
ordinator posts. These had been established in various districts across the
county but had evolved into quite different roles in relation to the tasks
undertaken and their relationships with mainstream practitioners.  This
qualitative evaluation involved documentary analysis and interviews to
determine the reasons the role was introduced in Kent, the functions performed
by adult protection co-ordinators and how the role had diversified in practice
from district to district, including the advantages and disadvantages of different

specialist arrangements.

The research paper in the British Journal of Social Work (Ref. 3.2.e.
Cambridge and Parkes, 2006b), reported the findings from this evaluation and
the learning from Kent in relation to establishing and extending specialist adult
protection co-ordinator roles more widely - in particular, the type of specialist
roles which evidence suggests were most effective for managing risk and
developing mainstream adult protection competence. For example, in some
Kent districts adult protection co-ordinators were expected to take on most
adult protection investigations whereas in others they advised and supported
care managers and district managers in adult protection cases. Most adult
protection co-ordinators also led investigations into institutional abuse in
residential services and established local practice networks to review local
experience and learning. The paper was consequently able comment on the
effectiveness of these different models and arrangements at a time when such

specialist roles were being widely established across social services and health
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agencies nationally. Other publications developed from this research examined

more detailed questions such as case management arrangements in adult

protection (Cambridge and Parkes, 2004b).

Interestingly, later research (see Ref. 3.3.e. Cambridge ef al, 2011a - in Section
3.3) provided an opportunity to examine specialist adult protection roles in
relation to adult protection processes and outcomes. One of the adult
protection co-ordinators who was an informant in the original evaluation also
later developed a model of preventive intervention in the private and voluntary
residential care sector for older people. She provided a descriptive and
analytical account of the operation of the model for the special issue of the
Journal of Adult Protection (Elvidge and MacPhail, 2009) - again illustrating
the cross-fertilisation between different components of my adult protection

work.

The breadth of my experience in research and development in this field,
combined with my commitment to apply the findings of research and learning
to inform teaching, led to a commission to write a chapter for the edited
volume Competence in Social Work Practice: a practical guide for students
and professionals (Ref. 3.2.f. Cambridge, 2007b). This chapter specifically
examined adult protection competence in social work practice — a perspective
which will assist with the application of my knowledge to inform social work

teaching at Medway.




3.3. Promoting Evidence Based Management and Practice

This section moves on to exhibit and reference my work in adult protection
which has informed management and practice. As with the previous section,
I start with an exhibit from my work on intimate and personal care for people
with PMLD. The edited volume in which the next exhibited chapter (Ref.
3.3.a. Carnaby and Cambridge, 2006¢) was published, was jointly edited with
Stephen Carnaby (Carnaby and Cambridge, 2006b), with the chapter focused
on applying the learning from the research to inform the provision of good
quality intimate and personal care. It was evident from the research (see
exhibits 3.1.e. and 3.1.f. above for example), that a number of operational,
management and practice factors mitigate against the development of best

practice in the provision of such care.

One example is the routine use of agency staff which often meant that intimate
care was provided by people unfamiliar with the person’s care needs and their
individual care guidelines and who were unknown to the person they were
providing intimate care for. Agency workers were for example, sometimes
employed because the there were too few women staff to cover the care needs
of women service users, as the same gender intimate and personal care policy
requires.  The chapter consequently explored the resolution of such
management and practice dilemmas, while also pointing to more effective
practices such as communication between staff and service users during
intimate and personal care. Recommendations were also made for promoting
person-centred care planning, including the deployment of consultation groups
comprising people who had supported the person in the past, tasked with

identifying individual care needs and effective ways to meet them.
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Findings relevant to informing best practice and service user support were also
developed into an integrated staff training and communication pack
(Cambridge and Carnaby, 2000b), with Making it Personal providing a useful
and innovative resource for managers and practitioners. Included were
materials for running workshops, case studies for group-work, worked
scenarios and line drawings in story form covering a range of key intimate and
personal care tasks. With its genesis in research, Making it Personal represents
an example of an evidence based practice resource which was ahead of its time,
facilitating support for intimate and personal care which anticipated the aims of
national learning disability policy, such as person centre planning, social
inclusion, rights and choice (Department of Health, 2001). Effort in this area is
especially important in relation to a group of people with learning disabilities
who have traditionally been excluded from participating in decisions about
their own care — a deficit acknowledged in the recent learning disability policy
review and update (Department of Health, 2009a) and a recent report and
related recommendations for the Department of Health on services for adults

with PMLD (Mansell, 2010).

A major challenge associated with implementing adult protection policy
(Department of Health, 2000 and 2009b) has been the implementation gap
between national policy and local practice, exacerbated by the fractures in
accountability associated with the market in social care (Cambridge and
Brown, 1997a). As evidenced in Section 3.2, staff training is a key way local
authorities have sought to close this gap and although contractually, they are
able to set expectations about the content and coverage of such training by
service providers, it usually remains the responsibility of providers to resource
and implement adult protection awareness training, albeit part of wider local

adult protection training strategies (Aylett, 2009). Extending competence in
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adult protection consequently remains a priority, with an edited volume chapter
targeting staff in such services (Ref. 3.3.b. Cambridge, 2007c). This sought to
demystify adult protection by outlining the key aims of policy and linking these
to the responsibilities of agencies and individuals supporting people with
learning disabilities. It also made connections between adult protection work
and risk management, the latter being the specific focus of the subsequent

chapter (Cambridge, 2007d).

The remaining exhibits in this section relate to a larger collaborative research
project for which I was the lead applicant and researcher and therefore
represent a different level of activity in adult protection. Funds were secured
from the Nuffield Foundation in 2005 to examine the adult protection
referrals collected by Kent and Medway social services departments between
1998 and 2005. The research was considered important because it had the
potential to identify learning in relation to the development of adult
protection monitoring systems by local authorities as part of the wider
implementation of No Secrets (Department of Health, 2000), which had made
suggestions for the routine gathering of information on adult protection
referrals but not on how best to do this. It also had the potential to provide
intelligence on patterns of abuse and risk within and between the vulnerable
adult client groups.  Although specific national research had been
commissioned to explore experience in relation to recording adult protection
monitoring data, it was largely based on a sample of local authorities and

lacked depth of analysis (Action on Elder Abuse, 2006).

How to develop effective management information in the field was also a
question facing the Association of Directors of (Adult) Social Services

(2005) and one which had generated responses from the Commission for
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Social Care Inspection (2007 and 2008). The research was therefore of
central relevance to the rapidly evolving policy debate in adult protection in
the mid 2000s, carrying the additional potential to inform comparisons of
adult protection data between service systems and local authorities as well as
improve our understanding of patterns of adult protection referral, prevalence

and risk.

As outlined in Section 1.3, each member of the research team took lead
responsibility for a different aspect of the study and related publication and
the first piece of published work from the project following the report
(Cambridge et al, 2006b) was an academic paper in the Journal of Social
Work outlining the main findings in relation to incidence and risk (Mansell et
al, 2009). This was followed by a paper in the Journal of Applied Research
in Intellectual Disabilities examining the findings in relation to adult
protection referrals for people with learning disabilities (Ref. 3.3.c. Beadle-
Brown et al, 2010), reporting a number of key findings relevant to adult
protection management and practice in learning disability. These included the
higher frequency of reported abuse amongst people with learning disabilities
placed out of area in Kent for multiple abuse and the significant differences
between people with learning disabilities and those without a learning
disability in relation to the type of abuse referenced in referrals. On the latter
for example, a relatively high frequency for sexual abuse was evident for

people with learning disabilities.

This triggered a more in-depth analysis of the referral data relating to sexual
abuse and people with learning disabilities, with the findings discussed in a
second paper in the Journal of Applied Research in Intellectual Disabilities

(Ref. 3.3.d. Cambridge et al/, 2010). In this paper, referrals for people with
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learning disabilities where sexual abuse was recorded were compared with
referrals for people with learning disabilities for other types of abuse.
Comparisons with other studies using data from different sources, in particular
Turk and Brown (1993) and Brown ef al/ (1995), indicated surprisingly
consistent findings across a range of key variables, including process and
outcome measures (see below). This suggests the capacity of adult protection
monitoring data to provide a useful and reliable source of national and local
intelligence on the sexual abuse of people with learning disabilities. The study
also confirmed the ongoing need for risk management and prevention in
relation to men with learning disabilities who sexually abuse (Brown and

Thompson, 1997).

The discussion now moves to the penultimate exhibited paper in this section
published in the Journal of Social Work, which reported the findings on adult
protection processes and outcomes (Ref. 3.3.e. Cambridge ef al, 2011a). The
processes and outcomes of adult protection interventions have been little
explored outside serious case review (Brown, 2009; Manthorpe and Martineau,
2009) and the methodological and interpretative limits this imposes on wider
transferability outside the more strategic reporting requirements under the
Protection of Vulnerable Adults Scheme (Stevens et al, 2008). Some processes
and outcome were however included in the sexual abuse studies by Turk and
Brown (1993) and Brown et al (1995). The analyses which framed this paper
sought to examine process variables and their relationship with outcomes, with
a number of key findings emerging. @ The massive workload facing
practitioners, with 84% of referrals leading to investigations and 41%
confirmed as abuse was evidenced, as was the lead role of local authorities in
joint investigations. Linking back to the discussion in Section 3.2 about the

role of specialist adult protection co-ordinators, it was also found that more
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referrals were raised in Kent districts with such a specialist role, with
associations found between the presence of an adult protection co-ordinator
and the frequency of joint investigations and referrals relating to older people,
suggesting the effective targeting and deployment of such posts. Aspects of
process and outcome were also found to vary widely between the Kent
districts, including the provision of post-abuse work, underlining the need for

consistent approaches to providing such support across local jurisdictions.

In addition, the paper offered management and practice pointers for the
effective development and analysis of adult protection monitoring systems
more widely. For example, providing more details on the characteristics of
those referred - particularly in relation to the nature and severity of their
disability - and improving the comparability of the information recorded on
such systems, would assist with deepening our collective understanding of
vulnerability and risk, point to priorities for preventive work and enable the

exploration of performance indicators in adult protection.

Milne et al (in submission) outlines the findings in relation to adult
protection referrals for older people and examines them in the context of
wider research in social gerontology and elder abuse. Data on referrals for
people with mental health problems was scarce in the empirical data collected
by the research, limiting the potential for examining adult protection
experience in this area. Whilst representing a methodological weakness of
the study, commentators have noted that the construction and interpretation
of abuse in mental health services presets a complex challenge, with a range
of policy, systems, legal, organisational and micro-organisational factors
offered as explanations for the low visibility of mental health in adult

protection practice (Aylett, 2005; Coleman, 2005; Brown and Stein, 2000;
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Williams and Keating, 2000). Overall however, the research provided a
valuable additional window through which to view and interpret adult
protection, including information of value to management and practice (Ref.

3.3.f. Cambridge et al, 2011b).

Methodological and interpretative limitations centre on the necessarily
quantitative characteristics of the data used, with aggregate data missing a
rich body of individual service user and practitioner experience. Although
data was supplemented by information imported from both local authority
client data bases and from information held on services by the then
Commission for Social Care Inspection, coverage remained patchy and detail
scarce. An undoubted strength however, was the inclusion of a large number
of cases (over 6,000 referrals) covering a period between 1998 and 2005,
allowing for the statistical significance of associations between variables to
be tested and trends and patterns in the data to be identified. This was also
the first study of its kind nationally, interrogating local authority monitoring
data, rather than requesting specific data as with the Action on Elder Abuse
study (2006). However, as it was a local study based on case study adult
protection systems, the generalisation of the findings remain limited, despite
important transferrable lessons for the improvement of adult protection

monitoring data having been identified.
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4.1. Summary Overview

Sexuality and adult protection are closely related themes. At a theoretical and
practice level, this submission has demonstrated how they connect through
other areas of investigation such as the provision if intimate and personal care
for people with PMLD and issues such as gender and power in relation to
vulnerable adult abuse and sexual abuse. Both themes have been associated
with new policies or legislation but also have a history of marginalisation and
both continue to present challenges to policy-makers, managers, practitioners,

service users and researchers.

When I started my academic research career at the University of Kent, there
was no policy or practice language for adult protection and no guiding
national policy. Social workers and other practitioners simply addressed
sexual and other forms of abuse in ways they felt most appropriate to
individual case circumstances and the law — by today’s standards I would
have raised numerous adult protection alerts when visiting the old long-stay
hospitals in the early 1990s. It is interesting to acknowledge however, that
islands of innovation existed, with for example, specialist training in adult
protection investigations having been developed before No Secrets
(Department of Health, 2000) by grounded researchers and trainers in the
field (Brown, 1998 and 1999), informed by case experience and emerging
evidence on the sexual abuse of people with learning disabilities (Brown and

Turk, 1992; Turk and Brown, 1993; Brown et al, 1995).

Figures 3 and 4 summarise the different developmental paths and influences
sexuality and adult protection work in learning disability have experienced.

Innovation in sexuality has remained relatively isolated, although legislation

aimed at improving access to criminal justice for people with learning




disabilities and improving the capacity of the law to respond to sexual abuse
(the 1999 Youth Justice and Criminal Evidence Act and the 2003 Sexual
Offences Act) has influenced and served to underpin best practice. The 2007
Equality Act (sexual orientation regulations) also has the capacity to promote
access to goods, facilities and services for some people with learning
disabilities. ~Without national guiding policy and with sexuality largely
invisible in national learning disability policy (Department of Health, 2001
and 2009a), work in sexuality has largely been driven from the grass roots by

committed practitioners and researchers.

In contrast, adult protection management and practice quickly became
formalised and mainstreamed through the generic No Secrets national policy
(Department of Health, 2000 and 2009b), with the benefit of a proliferating
research and practice literature. There was also a wider social awareness of
the risks of abuse faced by vulnerable adults as a result of television exposés
of abuse of people with learning disabilities and other vulnerable adults (see
Section 3). In the same way as dirty intimate and personal care tasks are
marginalised and made invisible in services for people with PMLD, so

sexuality and disability sit uncomfortably in a society which promotes valued

stereotypical images of the body and sex.
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Figure 3: Influences on the development of sexuality work
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Figure 4: Influences on the development of adult protection work
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A third area of policy implementation deserves attention at this point because

of its relevance to understanding the capacity of adult protection systems.
The work and functioning of regulation through the National Care Standards
Commission and its successors, has tended to focus on organisational issues
rather than on improving the safety and protection of service users, defined
through successive rounds of reorganisation, first into separate health and
social care inspectorates (the Healthcare Commission and Commission for
Social Care Inspection) and later re-integration through the Care Quality
Commission. This process served more to distract attention from weaknesses
in the process and methodology of inspection in relation to adult protection
and the construction of productive operational relationships which work

across agencies and professional groups.

Pressing questions include for example, why regulation did not detect the
institutionalised characteristics and abusive care practices associated with the
Brompton care home (BBC 1, 1999) and Winterbourne View (BBC 1, 2011) -
see fuller discussion in Section 3.1? Only in the last few years has the
necessity for whole systems approaches to adult protection competence been
acknowledged in the policy literature (Social Care Institute for Excellence,
2008; 2012a and b), with local initiatives left to plug the operational gaps
between quality assurance and commissioning and adult protection
management and practice (Elvidge and MacPhail, 2009). Ironically, the
functions of the Independent Safeguarding Authority charged with ‘regulating’
the social care workforce in relation to criminality and risk, is being scaled
back (Home Office, 2012), although it would have been well placed to
undertake a strategic lead and co-ordination role for advancing integrated
adult protection management and practice - in line with national objectives

and working between local authorities and across agencies and sectors.



The different policy and legal profiles of sexuality and adult protection,
combined with overlapping considerations such as the role of regulation, raise
interesting questions about the capacity of policy and the law and their inter-
relationships to shape behaviour and advance practice in social care services
for people with learning disabilities — mirrored in the current debate about the
extent to which adult protection policy in England should be underpinned by
legislation (Department of Health, 2009b; Spencer-Lane, 2010). I believe that
policy and the law should be constructed from our knowledge of best practice
and designed to sharpen effective intervention, with policy development and
implementation informed by learning from demonstration and innovation.
Values are important for informing policy and practice but it is not enough for
policy to be solely values driven, which was arguably the case with national
learning disability policy (McGill et al, 2000), although adult protection
policy (Department of Health, 2000 and 2009b), as discussed above, has been

more firmly rooted in evidence and practice experience.

There is already anecdotal evidence from local authorities that social work
and care management is retreating from generic adult services to core
activities such as child protection and high risk casework. As a consequence
of successive rounds of public spending cuts, brutal decisions on tightening
vertical target efficiency (Davies and Challis, 1986) are on the horizon, which,
in adult protection, will require the re-prioritisation of referral and eligibility
criteria. These might reference the seriousness of the alleged abuse, the type
or types of abuse referred and investigated, the level of vulnerability of the
alleged victim or the likelihood of achieving particular outcomes, such as a
criminal conviction for the alleged perpetrator. This reflects an emerging
debate about thresholds for referral (Collins. 2010) and inclusion in serious

case review (Manthorpe and Martineau, 2011), echoing issues raised a decade



earlier by Brown and Stein (1998). Figure 5 summarises the changing

demands currently being experienced by adult protection systems.



Figure 5: Changing demands on adult protection systems

Increasing
statutory
responsibilities

Increased
referrals/
caseloads

Rolling public
spending cuts

Adult
protection
systems

An range of evidence suggests that devolving more autonomy to social
workers and care managers to identify and target needs and allocate resources
is productive and effective. Such approaches underpinned early models and
rationales for case and care management (Audit Commission, 1987 and 1989;
Department of Health and Social Services Inspectorate, 1991; Cambridge,
1992). Sir Roy Griffiths in his 1988 report Community Care: Agenda for
Action (Griffiths, 1988) also envisaged resources and decision-making
devolved to local ‘care managers’ (not to be confused with the care
management implemented following the 1990 community care reforms which
was a generic form of case management - see Department of Health, 1989;
Cambridge, 1999a). This remains a current issue as Munro (2011) and the
Social Work Reform Board (2011) also identify the advantages of more front-
line autonomy. Such devolution would likely work most effectively under

new localised systems of social care organisation and resourcing, such as



those based on municipalities in Sweden (Cambridge and Ernst, 2006).
Localisation also has the potential to link with the objectives of
personalisation (Department of Health, 2007), although risks increasing
inequities in the provision of resources and services between individuals and
territories. Figure 6 identifies the potential responses of adult protection

systems to the demands identified above.

Figure 6: Potential responses of adult protection systems
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4.2. Personal Reflections

The selection of exhibits in this submission and the accompanying statements
and commentaries represent the first time in my academic career that I have
explicitly reflected on the significance and inter-connection between different

themes in my research, writing and practice. Reflection is a recognised and



important methodology in social work but is under-utilised in academia,
where supervision and appraisal are increasingly driven by research
assessment and management demands As most of the work exhibited in this
submission is the product of research and development or conceptual
interpretation, rather than social work practice, I have not explicitly or
directly utilised models of critical reflection, experiential learning or
reflexivity (Quinn, 2000; Kolb, 1995; Bradley, 2006; Nash, 2000; Fook et al,
2006). However, they offer potential for reviewing the connectedness
between research, teaching and practice and externally facing activities such
as policy development, staff training, educational resource development and

individual work with men with learning disabilities.

I am now better positioned to recognise that my early research in HIV and
learning disability (see for example Ref. 2.1.a. Cambridge, 1996a) and the
theoretical exploration of the issues it raised (see for example Ref. 2.1.c.
Cambridge, 1997a) was radical and cutting-edge. I also hope it was influential,
at a time when HIV and AIDS were largely absent in disability and learning
disability, despite subsequent shifts in the epidemiology of HIV and the
development of more effective drug therapies. Poverty and social injustice
remain determining factors in HIV risk and sexual health and the rise in new
HIV infection rates suggests the imperative to refocus attention on HIV
prevention. Experience from the 1990s and my work on HIV and men with
learning disabilities provides critical lessons, including the cultural
appropriateness of HIV prevention work, the recognition of social and
economic marginalisation and the importance of providing unambiguous
information and images. My early work in HIV and learning disability also
provides a glimpse of a recent social and political history, framed and

interpreted by the reality that access to sexual health in its broadest sense
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(McCarthy, 2002 and 2009), as well as health in general (Emerson and Baines,

2009), remains woefully lacking for people with learning disabilities.

Reflecting on my work in adult protection, it is evident from a number of
exhibits in Section 3 and the accompanying commentary, that this is located
in a discourse that interprets and analyses adult abuse by taking regard of the
functioning of social care systems (see for example Ref. 3.1.b. Cambridge,
1999c; Ref. 3.1.c. Cambridge, 2003; Ref. 3.1.d. Cambridge, 2004). Such an
approach was unusual for the late 1990s and I still observe the tendency for
regular adult protection investigations to be driven more by individual
characteristics and circumstances than by political and economic factors or
social and organisational conditions. Although the phenomenological nature
of individual instances of abuse limits the transfer of learning, there are
invariably systems factors which contribute to its occurrence and which are
relevant to strengthening prevention and systems capabilities, hence the
significant role of serious case review in developing a learning culture

(Brown, 2009).

One of the advantages of having specialist adult protection co-ordinator posts
in Kent was the establishment of practice networks and the application and
exchange of learning and information from adult protection investigations
(Ref. 3.2.e. Cambridge and Parkes, 2006b). Although similar difficulties face
serious case review, including its fit with other processes in health and social
care, layers of outcome and learning are identifiable (Brown, 2009), with high
profile reviews demonstrating their capacity to impact on learning at the
national level (Flynn, 2007 and 2010). The challenge facing adult protection
work is consequently to maximise and extend learning from individual
investigations at both local and national levels, such as the circumstances

under which protective measures may be adequate and a criminal prosecution
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may not be in the public interest or indeed in the interests of the alleged
victim (see case study and discussion in Ref. 3.2.d. Shearlock and Cambridge,

2009).

I now hold a more conscious awareness of the location of my work in the
social model of disability and social work (Oliver and Sapey, 2006). I am
also more aware of the predominantly applied nature of my research and the
potential of its written outputs to drive best practice and inform policy,
underlining what I believe is the critical role evidence based practice and the
application of learning from research plays in social work and social care
more widely (Gilgun, 2005; McNeece and Thyer, 2004). This is especially
important in critical areas of practice such as sexuality and adult protection
where the potential for conflicts between values and the legal and procedural
demands on practitioners (see commentary in Section 4.3) are most likely to

be perceived and experienced.

I also hold the broader hope that the values which underpin inclusive and anti-
oppressive practice (Dominelli, 2002; Thompson, 2001; Ferguson and
Woodward, 2009) which have driven excellent work in sexuality and learning
disability, can be extended more explicitly to adult protection. Eleven years
on from No Secrets (Department of Health, 2000), which formalised
expectations about the roles of local authorities and their partner agencies in
adult protection, we have been involved in a collective natural experiment,
the objective of which was to bring major improvement in our capacity to
protect vulnerable adults, both through preventive work and in responding to
allegations of abuse. However, we are less competent at putting the person
and their wishes at the centre of what have become procedurally driven
processes and the imperative is now to explore how advocacy and person-

centred approaches can effectively be employed in adult protection, a
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consideration signalled by a recent report from the Social Care Institute for

Excellence (Wallcraft and Sweeney, 2011).

4.3. Concluding Observations

In the thematic mapping in the summary and supporting statement (Section
1.3) I identified the primary themes of sexuality and adult protection around
which this submission is built, raising questions about the conceptual and
practice relationship between empowerment and the promotion of service user
rights and the protection of vulnerable adults from abuse and exploitation. At
a theoretical level a number of conflicts between these two aims and areas of
practice are readily identifiable. Given the evidence on the high risk of sexual
abuse to people with learning disabilities it might be conceptualised for
example, that this results in over-protection, impacting on privacy and choice.
In an attempt to protect someone from HIV risk it might be conceptualised
that their right to liberty and sexual expression could risk being denied (see

for example discussion in Ref. 2.2.d. Cambridge, 2001b).

However, the observations in the commentary on the exhibits in Sections 2.1
and 2.2 indicate my intellectual position, informed by my research and
practice experience, that empowerment and protection do not conflict when
individual work with service users is person-centred (O’Brien and O’Brien,
2002) and driven by a desire to promote the rights of people with learning
disabilities and to facilitate positive change in their lives. The productivity
and effectiveness of such work is however maximised by coming from
outside the service and importing a level of objectivity which would be
difficult to maintain and protect from within a line management relationship

or organisational system. Such a position also facilitates the navigation and
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resolution of conflicts between rights and protection or between
empowerment and risk management by identifying options and choices
outside the assumptive worlds of those in established inter-professional or

user-carer relationships.

Alternatively, it can be conceptualised that empowerment and protection
occur as parallel rather than mutually exclusive activities in individual work
with people with learning disabilities and that in research in sexuality and
adult protection, empowerment and protection emerge as parallel rather than
conflicting dimensions. Promoting the rights, interests and independence of
service users while protecting them from danger or harm are for example,
both aims embodied in professional codes of social work practice
(McLaughlin, 2008; GSCC, 2004). In my experience, individual work where
empowerment and rights overlap with protection from undue harm or risk,
offers the greatest opportunity to facilitate productive and positive changes in
people’s lives. For example, safer sex education with men with learning
disabilities who have sex with men seeks to promote a positive image of
consenting homosexuality and safer-sex, thus underpinning positive self-
image and self-awareness and assertiveness and safety outside as well as
within sexual health (see discussion in Ref. 2.1.c. Cambridge, 1997a).
Similarly, sexuality work with a man with learning disabilities who disclosed
past sexual abuse would seek to involve him in constructive ways in the adult
protection investigation which would provide positive recognition and
acknowledgement of his experience of abuse (see discussion in Ref. 2.2.f.

Cambridge, 2008d, and discussion below).

McLaughlin (2008) highlights the restrictions various directives, guidelines
and policies impart on social work practice, articulated by O’Sullivan (1999)

as the rules based approach to decision-making, where risk aversion and
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protection are put before empowerment. Webb (2006) observes that ethical
practice is limited by such defensive stances and Lymbery (1998) notes how
the location of social work in bureaucratic structures increases hierarchical
accountability and limits professional autonomy. Such conflicts are therefore
not so much a consequence of practice dilemmas per se, rather the
management and resource demands placed on social work and indeed the
expectations of society as a whole on social work and social care. These are
issues recently made visible by Munro (2011) in her articulation of the
demands faced by social workers in child protection, their consequent relative
lack of autonomy and the need to move our thinking and behaviour from
compliance to a culture of learning — with the latter mirrored in proposals by
the Social Work Reform Board (2011). Although decision-making is rightly
influenced by the law and professional responsibilities, emotional intelligence
(Howe, 2008) and intuition (Ref. 3.2.b. Cambridge and Parkes, 2004a) are
recognised as important influences, with emotion identified as a significant
determinant of nuanced decision-making in areas of practice such as

assessment of mental capacity (Brown, 2011).

As a researcher and educator in learning disability, I appreciate that I have
mostly operated outside such demands and constraints, with the philosophical
orientation of research and arms length practice, providing the capacity to
empower service users to make more informed choices about their sexual
lives outside immediate line management constraints. This rights perspective
is now underpinned by deprivation of liberty safeguards in the Mental
Capacity Act 2005 and the Mental Health Act, 2007. Protection in its
broadest sense remains an integral part of this work, only to be formalised
through the use of adult protection procedures when abuse or exploitation is

witnessed, suspected or disclosed (Department of Health, 2000 and 2009b).
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This was the case in my individual work with a man with learning disabilities
who had a sexual fetish (see Ref. 2.2.f. Cambridge, 2008d) where I was able to
develop a professional advocacy stance because my role was detached from
managerial responsibilities, thus strengthening professional capacity (White and
Harris, 2001; Henderson and Pochin, 2001). This enabled me to place emphasis
on considerations relating to his liberty based on the evidence of his non-
offending - challenging accumulated assumptions within a succession of
services about the risks associated with his sexual fetish. At the same time |
held professional responsibility for reporting his disclosure of sexual abuse (as a
victim) through referral to formal adult protection procedures, while being
effectively positioned to support him to participate positively and productively
in the investigation process. This experience served to acknowledge and
confirm his past experience of abuse and helped him improve his self-image and

self-esteem.

I am also now better able to contextualise and reflect on the location of this
work. My non-judgemental approach to his sexual fetish for example,
combined with positive regard and empathy in relation to his experience of
disability and rejection, enabled me to advocate effectively on his behalf, using
a person-centred psycho-educational approach. This has similar characteristics
to the core conditions of therapy (Thomas and Woods, 2003) and modern
psycho-therapeutic approaches to working with people with learning disabilities
(Frankish and Terry, 2003; Willner, 2005). The main difference was my
emphasis on education through the provision of information to inform choice
and the possible consequences of different choices. I identified with and had
empathy for his experience of marginalisation in relation to his sexual interests
and being emotionally attuned to his experience of disability and rejection
(Howe, 2008), helped ensure my work remained relevant to his lived

experiences and expectations.
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More broadly, the exhibits in this submission and the accompanying
commentaries have helped highlight the inequities in care and support people
with learning disabilities experience in relation to gender, sexuality, relative
vulnerability, severity of disability and the capacity to participate in service
procedures. My work on the sexuality of men with learning disabilities and
people with learning disabilities more widely, suggests the more ready
involvement of people with mild or moderate learning disabilities who for
example, are better able to participate in sex education. In contrast, my work on
intimate and personal care for people with PMLD found their exclusion
exacerbated by lack of participation in decisions about the care they receive,
centred on difficulties associated with the use of traditional forms of receptive

and expressive communication.

Although recognised as a major challenge for practice (Carnaby and Pawlyn,
2009), the latter has only recently attracted policy recognition (Mansell, 2010)
having previously been left to campaigning organisations to address (Mencap,
2001 and 2003). Interventions such as individualised communication (Jones,
2000; Cambridge and Forrester-Jones, 2003) and intensive interaction (Hewlett
and Nind, 1998) have demonstrated the potential to increase participation, but
more systemic inter-professional and inter-agency competencies are required to
address the neglect and exclusion of this group (Mansell, 2010). Ultimately, it
is only through challenging and changing social and political attitudes towards
disability and difference that the social exclusion and economic marginalisation
of people with learning disabilities, the denial of their sexual being and the

neglect and abuse they experience will be effectively tackled.
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The Physical Abuse of People

with Learning Disabilities and
Challenging Behaviours: Lessons '
for Commssioners and Providers

| _
This paper describes the circumstances surrounding the physical abuse of persons with learning J

disabilities and challenging behaviours in a residential service and the findings of a related inquiry.
The findings are used to identify the signs and signals associated with a culture of abuse, of use
to commissioners and providers for helping detect abusive services and for adult protection

more widely.
,_'

prevention and recognition of abuse and to the
development of pro-active responses (ARC/NAPSAC,
1993: Brown, 1996: Brown ez al. 1996a and 1996b).
However, there remains an implementation gap

INTRODUCTION between central policy and local policy and practice
in difficult areas such as abuse. Commissioners,
providers and specialist practitioners in learning
disability still have much to learn about putting
policies, guidelines and procedures into practice, i
specifying safer services and effecting systems level
changes. Although there is no single most effective
model for adult protection, some authorities have
developed comprehensive inter-agency policies
(Greenwich Social Services Department, 1993).

The inquiry upon which the evidence used in .
this paper is based was triggered by a disclosure by

Paul Cambridge
_ TizaRD CENTRE, UNIVERSITY OF KENT AT CANTERBURY

Physical abuse has been defined as:

‘including injuries which are not explained
satisfactorily, where there is concern that the
injury was inflicted intentionally or through lack
of care to the person by the person him/herself, or
by those who have custody, charge or care of the
person. Pushing, pinching, slapping, punching
and forced feeding would come into this category
depending on the circumstances within which

they occurred’
(Greenwich Social Services Department, service user B to her mother, that a member of staff ,
1993, pl11). had hit her at home. The nature of disclosure is .
an important consideration for adult protection.
!

Evidence suggests that self disclosure is the most

frequent form of disclosure (Brown et al., 1995: ;

McCarthy & Thompson, 1997), making people : '
ey

The heightened management and professional
interest in adult protection is reflected in a range
of policy and guidance material relating to the
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more at risk if they are isolated in one service or
care setting. The majority of reported abuse also
occurs in the user’s own home, which was again
consistent with this case study.

During the ensuing investigation, some members
of the staff group at the house also disclosed various
other alleged incidents of abuse by particular
members of the staff team. Following the initial
disclosure, the adult protection procedures were
initiated, the staff member concerned was suspended,
the GP was called and the police were informed. As
a result of the subsequent investigations, two other
staff members were also dismissed for gross miscon-
duct and criminal proceedings relating to assault
were initiated against the principal alleged abuser.
In total there were seven allegations of physical
abuse towards user A and four allegations of
physical abuse towards user B.

The allegations of physical abuse included hitting
and kicking the service users and prodding or
throwing objects at them. Some allegations were
also associated with breaking care guidelines relating
to personal care, disregarding financial systems and
non-compliance with care guidelines developed by
the service and local professionals (see Greenwich -
Social Services Department, 1993, and Stein &
Brown, 1996, for definitions of different forms of
abuse). The abuse can also be categorised as multiple
abuse because there were a number of alleged
perpetrators and victims. Work on sexual abuse has
recorded staff-perpetrated abuse at about 20% of all
recorded cases (Brown ez al., 1995), although lower
figures have been recorded by some studies
(McCarthy & Thompson, 1997), so staff-perpetrated
abuse is not unfamiliar in services for people with .

learning disabilities.

CASE PROFILE

A and B both have severe learning disabilities and
display challenging behaviours and therefore need
intensive staff support. A is male and B is female.
Their challenging behaviours include stereotyped
activities. A engages in repetitive activity which is
not meaningful, although it may serve an avoidance

t
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function. He is often violent and may hit people or
attempt to destroy his bedroom or bathroom. B is
destructive to property and may throw objects and
break fixtures and firtings. Both have been in receipt
of services long-term, including residence in a local
mental handicap hospital which has now closed.
The current service was set up to enable them to
live in the community and it was reasonably expected
that their quality of life would be improved and the
frequency and severity of their challenging behaviours
reduced. Both service users are of minority ethnic
identity and are in regular contact with their
relatives and families. Both also have very limited
expressive and limited receptive communication.

Brown (1996) has pointed to the importance x
of the design of buildings for commissioning safer !
services, where privacy needs to be balanced with I
openness. The service in question is a small group }
home in a residential street in an old suburban !
neighbourhood of a big city. The house is a large '
late Victorian detached property with a large fenced
garden. A and B have their own bedrooms and
living areas as well as shared spaces. Although the
service was originally designed for three residents,
only A and B currently live there. Both residents are
tenants of the housing association which manages
the property.

The care and support service was separately
provided through a contract with the commissioner.
In the past, people with learning disabilities and
challenging behaviours have often been excluded
from appropriate services and support by being
‘removed’ out of area or ‘contained’ in low-cost
and low-quality local services. Current policy
recommends the development of competent local
services, instead of containment or removal, to
respond constructively to challenging behaviour
(Department of Health, 1993). The service received
the resource and staff inputs required to achieve this
aim. This approach stems from the influential
King’s Fund reports An Ordinary Life (1980) and
Facing the Challenge (1987) and reflects current
models of best practice and service design for
supporting people with learning disabilities and
challenging behaviours. »
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SYSTEM CONSIDERATIONS
An assessment of the characteristics of the service
system and the rationale for the inquiry was helpful
for informing the approach. The demand system
(Beckhard & Harris, 1987) comprised financial,
legal and management considerations for the com-
missioner. The approach adopted by the inquiry
panel therefore mirrored a purchase model of
consultancy (Schein, 1969), creating the necessary
distance between the inquiry and the commissioner,
but raising questions about openness and com-
munication. These were addressed by the panel’s
developing its own agenda and methodology within
the terms of reference, effectively becoming a
change agent (Brunning et al., 1990), but also
briefing the commissioner at regular intervals and
working jointly to resolve the management and
operational demands the work generated.

One of the initial tasks of the inquiry panel was
to consider the potential domains for the conduct of
the inquiry. The model adopted to help inform the
approach is illustrated in Figure 1 below, although
societal attitudes and values clearly impact on all

levels.

MODEL OF THE DIFFERENT
LEVELS OF INQUIRY

ORGANISATIONAL

PROFESSIONAL
3

The individual service user level is concerned

with the characteristics and experiences of the
service users who were physically abused, consider-
ations including interactions with support staff,
outside professionals, other service users and
family members. Inputs concern day-to-day
activities and support, such as key-working and
activity programmes, and specialist involvement in
response to challenging needs, such as behavioural

20

programmes. They also include individual record
systems and case notes.

Considerations at the house level include
the nature of staff deployment and management
support, planning and activity records and guide-
lines and procedures for risk taking and restraint.
They also include relationships between different
managers and staff, supervision and training.

The professional level concerns the services and
resources provided to service users, support staff
and their managers from outside the service. They
comprise primarily a range of professional and
specialist practitioner inputs from health and social
services, including social work and care manage-
ment, specialist support for staff and advice on
behavioural programmes from the challenging needs
service, psychology and various therapeutic inputs.

Considerations at the organisational level
concern the wider process aspects of the local
service system. Considerations include inter-agency
working between health and social services, the
mixed economy of care and market management.
Relationships between the purchasers (joint
commissioning), contracting arrangeménts with
providers and quality audit and inspection are also
relevant, along with the implementation of policies
and guidelines and training strategies.

The inquiry considered a range of evidence,
including records and reports relating to the
allegations of abuse and the running of the service,
interviews with those who had working contact
with or responsibility for the staff or service users
and the policies and guidelines on abuse used and
referenced by the commissioner and the adult
protection procedures developed by the social
services department. Consistent methodologies
were developed for collecting, collating and
interpreting this information.

A CULTURE OF ABUSE

The service displayed a number of features
characteristic of an institution (Goffman, 1961) and
the corruption of care leading to the neutralisation
of normal moral concerns (Wardhaugh & Wilding,
1993). These combined to create a culture of abuse
and exploitation. The development of this culture
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was aided by low levels of staff competence in
relation to challenging behaviour and ineffective
management at the house and provider level. The
management and training interventions required to
recognise and respond to this situation had not
been forthcoming from outside the service. As a
consequence, the abuse remained undetected for
some time. The culture of abuse had a number of
identifiable characteristics which commissioners
and providers should be alert to.

Isolation
‘They would work the shift pattern so they would be

on duty at quiet times’

The service was isolated within the provider
organisation and the staff group had little contact
with others working within or outside the organisa-
tion. Provider management was reluctant to engage
or challenge the managers and staff of the service
and managers of the service were unwilling or
unable to manage staff effectively. The staff group
was isolated from peer scrutiny and was able to
develop and sustain inappropriate team interactions
and abusive care practices. The service successfully
resisted the input and involvement of outside
professionals and purchaser representatives.
Wardhaugh and Wilding (1993) have observed that
the corruption of care is more likely in enclosed,
inward-looking organisations, referencing this as

a common finding of inquiry reports.

Ineffective staff supervision

‘They would challenge the manager so he tended
to comply’

Staff supervision was weak and ineffective.
Managers of the provider organisation did not
maintain regular contact with the service and tended
to avoid any confrontation with the team. When
present, they were unable to exercise appropriate
management interventions or control, such as
instigating disciplinary procedures where staff

had clearly broken practice guidance or developed
and sustained inappropriate methods of support
for clients. Supervision meetings were usually
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confrontational or avoided altogether. In particular,
they failed to discipline the principal alleged abuser,
under threat of complaints of racism. This provided
a signal for the abuser to continue with intimidation
and controlling behaviours. Management failures
have also been observed to be commonly associated
with the corruption of care (Wardhaugh & Wilding,
1993) — either because the pressure was so great
that abuse was not addressed or because they were
stranded without clear leadership from above.

Intimidation

If I reported anything the consequences were made

clear to me’

The principal alleged abuser was able to gain
control over the staff and service managers by a
combination of collusion and intimidation. Race
and culture were exploited as an instrument of
control to prevent some staff from disclosing their
concerns and verbal abuse and threats were used
to intimidate and control others. Staff were cross-
questioned and managers shouted at. Accusations
of racism were also made towards those who
challenged practice and towards neighbours who
complained to the provider agency. Considerations
of staff power and powerlessness are relevant here.
“The crucial issue may well be that staff are
simultaneously powerless and powerful and that
this creates a dangerous ambivalence’ (Wardhaugh

& Wilding, 1993, p12).

Institutionalised practice
‘They were like a closed sociery, a law unto themselves’

New staff were set up to fail in difficult care
situations. Their competence was then challenged
and undermined. This was instigated by the
principal alleged abuser but sustained by the staff
group who had moved from the old institution. The
confidence of new staff to challenge inappropriate
practices was eroded. New staff were also encouraged
to adopt inappropriate or abusive practices. Some
reported that they were encouraged to hit service
users, with abuse normalised within the culture of
the staff group. They were told that the first hit was
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important. After the first hit, the person concerned
would respect you and do as they were told. These
behaviours are typical of the ritualised disciplinary
techniques associated with institutions, such as
humiliation and dispossession (Goffman, 1961)
and exclusion and marginalisatdon (Foucault, 1977).

Inexperience
‘I worked there for three months withour any form

of raining’

The relative inexperience of the newer staff
appointments contributed to the late recognition
and reporting of abuse. One new member of staff
had no experience of working in social care services
and no knowledge of learning disability or challenging
behaviour. Others had little direct experience of
supporting service users with challenging behaviour.
There was a lack of training in challenging behaviour
and poor development of individual support pro-
grammes. There had been no training in abuse or -
adult protection for staff or in restraint procedures.
Wardhaugh and Wilding (1993) have noted the
association between the corruption of care and
particular pressures and kinds of work and the
nature of certain client groups. In this case study,
challenging behaviours confronted inexperienced,
untrained or uninterested staff. One of the abusers
referred to the fact that she hit her own children
when justifying the physical abuse of people with
learning disabilities.

SYSTEMS FAILURES

The culture of abuse was aided by lack of procedures
and guidelines on abuse in the provider service and
there was often a blatant neglect of those guidelines
and procedures which did exist, particularly those
laid down for supporting A and B.

‘Everyone was guilty of not following policies

because you did not know what else to do and

after a while boundaries became blurred.

Staff demonstrated an unwillingness to engage
local professionals and take advice from outside
the service. They also had no commitment to
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implementing favoured philosophies of care or best

+ practice and no regard for the rights of people with

learning disabilities.

The necessary management and training inter-
ventions required to tackle the situation described
were not forthcoming from outside any more than
from within the provider organisation. Barriers to
disclosing abuse were identified at the four levels

of analysis used by the inquiry team.

Individual level

The degree of learning disability experienced by

A and B made it difficult for them to understand
the context to what was happening to them and the
criminal nature of the behaviour of others towards
them. Related communication difficulties also made
direct disclosure by A and B difficult or impossible.
This situation was first brought to light by B’s
disclosure to her mother, who was then able to act
on this information. A had an alleged history of
being sexually and physically abused which, if true,
would be a strong indicator of his vulnerability.

House level

The culture of abuse continued unchallenged,

due to threats and intimidation within the staff
team and weak service management and provider
support. Practice competence in supporting and
responding to challenging behaviour was low and
staff and managers were resistant to outside training
and the development of individual programmes.
Relationships between staff, relatives, neighbours
and provider managers were confrontational. All
these indicators suggest a décaying service and the
need for sustained interventions.

Professional level

Professional skills at recognising and reporting
abuse were also poor. Members of the multi-
disciplinary team had not received training in the
recognition of abuse or the local adult protection
procedures. Social work, psychology, behavioural
support workers, speech therapy and psychiatry
were all involved with the staff group or A and B.
They did not hold a collective or shared view of the
problems of the service, contributing to the failure
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to detect the conditions associated with abuse or

the abuse itself.

Organisational level

The wider organisational environment also created
barriers and disincentives to disclosure. Contracts
did not specify requirements regarding adult
protection and service audit did not specifically
address adult protection or considerations relating
to challenging behaviour. There was no overall
and jointly subscribed policy or training strategy
for adult protection, although social services adult
protection procedures offered a model. The result
was gaps in policies, procedures, responsibilities
and traim'hg. »

The evidence provided by the interviewees who
witnessed incidents of abuse and who subsequently
disclosed abuse suggests that they were inadequately
protected and supported during and following
disclosure. In particular there were examples
where staff were asked to work alongside colleagues
against whom they had made allegations or who
had threatened or intimidatred them. Witnesses were
also asked to pay back money they were said to owe
from sick leave, inadequately briefed about their
involvement or updated about progress with the
inquiry, and unsupported regarding the anxiety
and stress caused by disclosure.

Service audit failed to detect and alert others
to the conditions prevailing at the house. These
included poor quality support and poor relation-
ships between staff and managers. While none of
these factors on its own is indicative of an abusive
environment, they point to a service where the staff
and working culture is decaying and which needs.
strong intervention and guidance. In combination,
they provide signs and signals to point to an
environment in which abusive practices could
occur and flourish.

Specialist workers from the multi-disciplinary
team and other professionals from health and social
services had varying contact with the staff and
service users at the house. Both professionals and
purchasers were unable to tackle the problems
identified in an integrated and strategic way.

There was no opportunity for the different interests
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involved with the service to meet together to assess
and review needs, exchange views and agree a way
forward, defining responsibilities for action.

Interviewees related a number of indicators
which would suggest the service was facing a crisis.
These included episodes of challenging behaviours
exhibited by A which had no immediate or obvious
explanations at the time, difficulties associated with
reducing and monitoring medication and knowledge
that effective individual programmes for working
with A and B had not been established.

A lack of clarity about care management
responsibility also emerged, particularly regarding
arrangements for A and B. No agency or profes-
sional held clear lead responsibility for co-ordinating
individual services, resources or action. The
market in community care also imported pressures.
Purchasers may sometimes be reluctant to
decommission services which are failing because
the market does not have the capacity to respond
or potential providers perceive the risks involved in
taking over old services, or the front-loaded costs
of developing new ones are too high.

REVIEW AND ACTION POINTS

As it is inevitable that a post hoc analysis of an
abusive situation will highlight features which are
present to varying degree in most service environ-
ments, thought also needs to be given to the
individual motives, experiences and characteristics

of those individuals who perpetrate physical and

other forms of abuse towards people with learning
disabilities, although these are outside the scope

of this paper. However, the following review and
action points for the commissioner of the service
were developed from the findings of the inquiry

and may be of potential value to those considering
implementing or reviewing adult protection policies:

Whistle-blowing

Develop a standard policy for whistle-blowing in
relation to abuse by liaison and consultation with
social services. Ensure operational mesh with adult
protection procedures. Finalise draft policy by
consultation and discussion with multi-disciplinary
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team and provider representatives and specify
through the contract. Identify staff and management
competencies required and provide a training
programme to help implement the policy. Review

annually.

Coherence in responding

Assess extent of adult protection procedures and
abuse policies among providers. Develop compre-
hensive policy in co-operation with social services
and with due regard to existing adult protection
procedures. Consider involving the police as well
as the health authority to ensure inter-agency
responses are co-ordinated through shared action
plans. Specify through the contract and inter-
agency agreements. Review relevance of policy
and experience after each case.

Recognition and reporting

Include competence in the recognition and reporting
of abuse in all induction training at the team and
provider levels, including signs and signals. Increase
the level of basic training in challenging behaviour
for staff working in provider services. Allocate
responsibility for resourcing and accessing this
training with provider services. Cost the possibility
of a co-ordinator role for adult protection/whistle-
blowing within the commissioner or local multi-

disciplinary team.

Scrutiny of service quality

Establish a small task force with the brief to review
existing multi-disciplinary and inter-professional
liaison and co-ordination and to propose new
arrangements for information exchange. These
should be effective and efficient and fit with existing
systems, particularly service audit. Those involved
with monitoring the performance of staff/provider
agencies or the well-being of service users should
come together regularly to identify needs, plan
interventions and decide on implementation.

Individual service co-ordination

Health authorities or other purchasers should work
with social services to determine the most effective
care management arrangements/model for service
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users. Consult professionals and teams. Define
responsibilities and expectations between providers,
commissioners, social workers and multi-discipli-
nary team members, according to the model of care

management adopted.

CONCLUDING OBSERVATIONS

Commissioners need to take the initiative in
developing and implementing adult protection
policies and procedures. Where health and social
services work together, then approaches to joint
commissioning can ensure such arrangeménts are
specified in contracts and disseminated to provider
organisations. Close working relationships with the
police will prove essential for planning action in
abuse inquiries.

The case study demonstrated how people
with learning disabilities can be powerless in the
face of physical and other forms of abuse. In certain
circumstances it is possible for a culture of abuse
and exploitation to become established and flourish
in services. Such a culture is characterised by
isolation, ineffective staff supervision and support,
intimidation, institutionalised practices and inexpe-
rienced staff. The isolation of many community-
based services can be reduced by a number of
interventions, including the information exchange
between staff groups and professionals and better
working relationships between purchasers and
providers.

The work of the inquiry panel identified the
following key considerations for informing the
targeting of work for risk managing the phyéical
abuse of people with learning disabilities and for
adult protection more widely:

Signs and signals from service users were

not recognised

These included fear of people and places, depression,
withdrawal from activities, increases in challenging
behaviours, unexplained physical marks and a range
of other indirect indicators of abuse.

Changes in staff attitudes and behaviours
These included refusal to work on particular shifts
or with particular individual staff members, secrecy,
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intimidation, coded messages, sickness, changes
in activities, avoidance and a range of indirect
indicators of abusive situations.

Lack of implementation of policies, guidelines
and procedures

This proved a crucial factor for the failure of the
early detection of abuse and was related to low
mainstream competence in abuse, including staff
training, co-ordination and reporting responsibilities.
In additon, policy and procedures for protecting
whistle-blowers were weakly formulated.

Poor vertical communication and

line management support

Staff may fear criticism of their responses to

care needs or challenging needs, and censure or
disciplinary action outside a working culture where
such concerns can be shared. Managers of hard-
pressed services may not build in adequate time
for staff appraisal and there may not be adequately
protected time or opportunities for staff discussion
and information exchange, essential for developing
a positive staff culture and productive team-working.

Poor horizontal communication between
agencies and different professionals

There was evidence of poor inter-agency and
interfprbfessional liaison and communication.
Responsibilities, accountability and the requirement
for information exchange and shaﬁng need to be
made transparent between agencies and professionals.

Defensive management and practice

This contributed to a reluctance to disclose
suspicions or pass on allegations of abuse. Managers,
professionals and service providers have often borne
the brunt of abuse or neglect investigations and
criticism and may therefore adopt risk avoidance
behaviours. Responding appropriately to situations
of abuse should be a sign of a competent service.

Lack of advocacy in services for people

with learning disabilities

Many people with learning disabilities remain totally
dependent on staff, and are isolated in services

and segregated from others in the community.
They are also economically powerless and socially
marginalised. Their direct services and supports
are infrequently inspected. Commissioners should
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specify requirements for advocacy or purchase such

services directly.

Fragmenting responsibilities in purchasing
and providing

The market in community care and the contract
have separated purchasing from providing and
opened fractures in accountability. These particularly
concern the specification and monitoring of quality
outcomes and service performance review and
responsibilities for adult protection need to be

explicitly referenced.
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The First Hit: a case study of the
physical abuse of people with
learning disabilities and challenging
behaviours in a residential service

PAUL CAMBRIDGE

Sentor Lecturer in Learming Disability and Service Development Consultant Tizard
Centre, University of Kent at Canterbury, Kent CT2 7LZ, UK

ABSTRACT This paper describes the circumstances surrounding the physical abuse of
persons with learning disabilities and challenging behaviours in a residential service and the
general findings of a related inquiry. Evidence is interpreted in relation to wider policy and
practice intelligence on the abuse of people with learning disabilities, with lessons for the
recognition, reporting and management of abuse identified. The discussion is designed to
help those charged with responsibility for the support and protection of people with learning
disabilities understand the complex circumstances and conditions which may be associated
with an abusive service culture, with the culture of abuse itself examined at four levels.
Suggestions for reviewing the development and implementation of adult protection policies
and procedures are offered, along with priorities for action and implementation for pur-

chasers and providers.

Introduction

This paper is founded on the premise that the abuse of people with learning
disabilities is morally indefensible. This includes the indirect toleration of abuse or
collusion in relation to reporting or responding to abuse. It is therefore important
that general lessons from individual cases and investigations of abuse should be
disseminated to help better understand patterns in the occurrence of abuse, and the
characteristics of abusive cultures in services for people with learning disabilities.
The findings from an inquiry have consequently been reinterpreted in the context of
wider evidence on adult protection and abuse, with the identifying details of
agencies and individuals removed. '
Institutions, whether in congregate mental handicap hospitals, community
services or family units, create their particular cultures of abuse. Goffman (1961)
recognised the connection between institutionalised care, and controlling and pun-
ishing regimes, characterised by humiliation and dispossession. Foucault (1977)
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identified the exclusion and marginalisation created by incarceration in institutions,
and the strict discipline and punishment meted out. A chain of Government reports
in the 1960s and 1970s highlighted the prevalence and severity of the abuse
perpetrated against people with learning disabilities living in mental handicap
hospitals at the same time that deinstituationalisation was gaining favour (Ericsson
and Mansell, 1996). Critical analyses (Townsend, 1962; Robb, 1967; Morris, 1969)
also fuelled broader disquiet at the role of institutions and their associations with
abuse, and a series of exposes and scandals focused public and political attention
(Department of Health and Social Security, 1969, 1971, 1974). Martin (1984)
summarised the ingredients of institutionalised abuse as individual callousness and
brutality, low standards, and morale, weak and ineffective leadership, pilfering by
staff, vindictiveness towards complainants and the failure of management to concern
itself with abuse. ‘

Abuse within social care services in the community has also had many of these
attributes. It has often remained invisible, with warning signs and signals frequently
ignored and bungled attempts to manage abuse internally to avoid wider political
. consequences. One of the most recent inquiries into the abuse of people with
learning disabilities (Longcare, 1998) centred on independent provisions in Buck-
inghamshire where residents had been systematically sexually and physically abused,
or subjected to humiliation by the manager-owner. The inquiry found that social
services had continued to purchase care, despite various allegations of abuse, and
that the inspection service had failed to spot or act on the appalling conditions
prevailing in the service. The irony is that Rescare are fighting to re-establish
congregate and segregated residential services through village communities, part
predicated in the belief that people with learning disabilities will be safer than in
more integrated community provisions (Resnews, 1994, 1995, 1998).

Context

The physical and sexual abuse of people with learning disabilities is thankfully high
on the national policy agendas in community care and learning disability (ARC/
NAPSAC, 1993, 1997; Brown et al., 1996; Brown & Stein, 1998). Campaigning
organisations, such as Voice and the Anne Craft Trust (formally NAPSAC) have
worked hard to make the abuse of people with learning disabilities more visible.
There is also a central commitment to improve the treatment and support of
~ vulnerable and intimidated witnesses (Home Office, 1998). The criminal justice .
system itself perpetuates the alienation of people with learning disabilities, with the
- considerations of suggestibility and reliability being placed before people’s rights to
justice (Clare & Gudjonasson, 1995). This results in only a tiny proportion of cases
of alleged abuse ever going to court and of these only a few leading to the successful
prosecution of the abuser (Brown et al., 1995; Sanders et al., 1997).
Wolfensberger (1975) exposed the disabilist culture which surrounds people
with learning disabilities with sub-human language and images, which can be
identified with infantilisation, depersonalisation; dehumanisation and victimisation,
and which may be associated with abuse. It has been suggested that the risk of abuse



Abuse of People with Learning Disabilities 287

in dependency relationships is increased by the various gaps between user needs and
the meaning of disability or those needs for the carer (Hollins, 1994). It has also
been observed that society tends to decriminalise offences against people with
learning disabilities (Sobsey, 1994b), with euphemisms such as sexual abuse used
for rape or sexual violence and physical abuse for assault or battery. Sobsey
(1994a,b) has mapped the ecological determinants of abuse, referencing a range of
models which recognise the influence of family and carer stress, counter-control and
social learning. Other observers (Cambridge, 1999), implicate economic determi-
nants to abuse, through the institutionalisation of capital and labour within services.

It is not that community care and normalisation, or its variant philosophies
(King’s Fund, 1980; Wolfensberger, 1980, 1984; O’Brien, 1987), have opened
people with learning disabilities to a greater risk of abuse, rather that community-
based services demand different competencies in adult protection compared with
institutionalised care. Smith & Brown (1992) have observed the failure of normalis-
ation as an inclusive philosophy for those on the margins due to factors such as race,
and Cambridge (1997a,b) has observed the exclusion of people with minority sexual
needs, reflecting the wider social and economic inequalities in society. It has also
been observed that the organisational context of community care provides barriers
to best practice in adult protection, with the care market opening fractures in
management accountability, service quality and care management (Cambridge &
Brown, 1997; Cambridge, 1999).

The relative powerlessness of individuals and professionals to redress the
structural determinants to abuse has led to parallel work to confront and combat
abuse within services. Researchers and practitioners have developed an array of
materials and methodologies designed to put rights and responsibilities of people
with learning disabilities on service agendas. The dual approaches of individual
empowerment through education (e.g. Dixon, 1988; Craft, 1991; Hollins & Sina-
son, 1992; McCarthy & Thompson, 1992; McCarthy & Cambridge, 1996; Brown
& Stein, 1996; Stein & Brown, 1996a,b; Cambridge, 1997b), and staff attitude and
behavioural change through education and training (e.g. Brown & Craft, 1992;
McCarthy & Thompson, 1994; Stein & Brown, 1996a; ARC/NAPSAC, 1995,
1997; Cambridge, 1996, 1997b; Thompson & Brown, 1998) have been utilised at
the levels where abuse and exploitation generally happen, and where action can be
taken to manage and respond to abuse.

- Background

Service Users

This case study centres on two service users with severe learning disabilities and
challenging behaviours who both need intensive staff support. One is female and the
other male. Their challenging behaviours include stereotyped and repetitive activi-
ties, which are not considered meaningful, although they probably serve an avoid-
ance function, and violence to people and surroundings. Both users have been in
long-term receipt of services, including residence in a mental handicap hospital.




288 P. Cambridge

Their backgrounds, behaviours and needs will therefore be familiar to many families
and carers, as well as service managers, support staff and challenging needs workers
in a range of community-based services. As it will later be argued that their
behaviour made them vulnerable to abuse, then the frequency of such circumstances
means that many people with similar needs will also be vulnerable in similar ways
and similarly at risk of abuse.

Their residential service was set up to enable them to leave hospital and live in
the community, and it was reasonably expected that their support and quality of life
would improve, with the frequency, intensity and duration of their challenging
behaviour reducing. Both service users were from minority ethnic backgrounds and
were in regular contact with their families. As both also had very limited expressive
or receptive communication, they were also unable to readily disclose any abuse

which might be perpetrated against them.

Allegations of Abuse

The detection of abuse was triggered by a fragile disclosure by one of the service
users to their parent that they had been hit by a member of staff in their residential
service. Self-disclosure has been seen as critically important in adult protection, as
broader evidence suggests that it is the most frequent source for detecting sexual
abuse (Brown et al., 1995; McCarthy & Thompson, 1997). This also suggests,
however, that people with learning disabilities are more at risk if they are isolated in
one service or care setting, if relatives or advocates are not in contact with them, or
if they have restricted expressive communication. Most recorded abuse also occurs
in the user’s own home (Brown ez al., 1995), which was again consistent with the
experiences of both service users in the case study.

Following the initial disclosure, the adult protection procedures were initiated,
the staff member at the centre of the allegations was suspended, the GP was called
and the police were informed. As a result of the subsequent investigations, other
staff team members were also dismissed for gross misconduct and additional
allegations of physical abuse towards both service users emerged. Further disclo-
sures of alleged abuse were also made to members of the inquiry panel during
interviews with witnesses and some of these were additional to those previously
made, or placed a different emphasis or interpretation on events. This evidence was
also passed to the commissioner and referred to the local community learning
disability team with adult protection responsibility. The police were also notified of

all new allegations.

Morphology of Abuse

The allegations of physical abuse included hitting and kicking the service users,
prodding them with objects and throwing objects at them. Others were associated
with breaking guidelines relating to personal care, which were also important for
reducing the frequency, intensity or duration of challenging behaviour. In addition,
there were also allegations concerning the disregard of financial systems. The abuse
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can be categorised as multiple abuse, because of the different types of abuse
perpetrated towards the service users and also because there were a number of
alleged perpetrators. These were all members of the staff team. Research on sexual
abuse has recorded staff perpetrated abuse at about 20% of all recorded cases
(Brown et al., 1995). Although lower figures have been recorded by some studies
(McCarthy & Thompson, 1997), staff-perpetrated abuse is clearly recognised as
significant in services for people with learning disabilities. _

The categories of abuse provided in a cross-section of borough social services
adult abuse or vulnerable adult’s policies in London (Greenwich Social Services
Department, 1993; Southwark Social Services Department, 1995; Wandsworth
Social Services Department, 1996; Kingston Social Services, 1996) include physical,
sexual, psychological, social (including racial) and financial abuse, as well as neglect
or the breaking of care guidelines. Physical abuse, which was at the centre of the
allegations in the case study, has been defined in one of the leading borough policies

as:

including injuries which are not explained satisfactorily, where there is
concern that the injury was inflicted intentionally or through lack of care to
the person by the person him/herself, or by those who have custody,.charge
or care of the person. Pushing, pinching, slapping, punching and forced
feeding would come into this category depending on the circumstances
within which they occurred (Greenwich Social Services, 1993, p. 11).

As in the case study however, it is unusual for there not to be a number of facets to
individual abuse, especially considering the particular vulnerabilities of people with
learning disabilities. Emotional abuse in the form of threats and intimidation are
commonly associated with sexual abuse and physical abuse may be perpetrated
alongside financial abuse and exploitation of individuals, or within services (Turk &
Brown, 1993; Brown et al., 1995; Stein & Brown, 1996a,b; Brown & Stein, 1996).

Residential Service Profile

Brown (1996) has pointed to the importance of building design in commissioning
safer services, where privacy needs to be balanced with openness. The service in
question was a small group home in a residential street in a large city. The house was
a large late-Victorian detached property with a large fenced garden. Both users had
their own bedrooms and living areas, as well as shared spaces. They were also both
tenants of the housing association managing the property, with their care and
support provided through a contract between the commissioner and service
provider. Following the disclosure of abuse and the initial investigation, the service
contract was terminated and re-negotiated with another provider.

The service was understandably expensive, as relatively high staffing levels are -
needed to support people with challenging behaviour who are violent towards
others, cause damage to property or self-injure. In the past, people with learning
disabilities and challenging behaviours have often been excluded from appropriate
services and support, being ‘removed’ out of area or ‘contained’ in low cost and low
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quality local services. Best policy and practice recommends local service ‘develop-
ment’ for supporting challenging behaviour (Mansell, 1993). The service commis-
sioned was in line with this policy as well as the broad approach to Normalisation
stemming from the influential King’s Fund reports An Ordinary Life (1980) and
Facing the Challenge (1987).

The service also received staff training, help with individual behavioural pro-
grammes and other interventions from specialists on the local challenging needs
team, again in line with best practice (Mansell ez al., 1994). However, research has
demonstrated that community support teams and behavioural workers frequently
encounter difficulties in developing individual interventions and programmes, due to
resistance from the residential staff group (Emerson ez al, 1996), who may be
reluctant to record or maintain information systems, or data for functional analyses.
This was also a central factor in the case study, with the service having a history of
being non-compliant with systems maintenance and uncooperative with local spe-

cialists.

Broad Approach

The inquiry was initiated by the commissioners, with the brief to examine the
circumstances of the service collapse, identify the services and individuals respon-
sible for care, examine whether policies and procedures were followed, scrutinise
their adequacy and develop a chronology of events. It was asked to make recommen-
dations to a joint body with public accountability. The panel included managers
from the key local agencies responsible for purchasing services.

An assessment of the characteristics of the service system and the rationale for
the inquiry proved helpful for defining the sequence of tasks and the subsequent
approach adopted. The demand system (Beckhard & Harris, 1987) comprised
financial, legal and management considerations for the commissioner. The role of
the inquiry panel therefore mirrored a purchase model of consultancy (Schein,
1969), creating the necessary distance between the inquiry and the commissioner,
but raising questions about openness and communication. These were addressed by
the panel developing its own agenda and methodology within the terms of reference,
effectively becoming a change agent (Brunning et al., 1990), but also briefing the
commissioner at regular intervals and working jointly to resolve the management
and operational demands the inquiry itself generated.

Methodology
Levels of Inquiry

One of the initial tasks of the inquiry panel was to consider the potential levels for
conducting the inquiry (see model in Fig. 1). It was important to differentiate the
immediate circumstances and individual players surrounding the abuse at the
micro-level from the wider elements of the service system, which were potentially
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ORGANISATIONAL
4

Fi1G. 1. Model of the different levels of abuse.

relevant to influencing events and interpreting the alleged abuse. Four levels of
inquiry were isolated, viz:

Individual level. Level 1 concerns the individual characteristics of service users
forming a natural focus and starting point for any abuse inquiry. Dynamic consider-
ations included their interactions with support staff outside specialists and profes-
sionals, other service users and family members. Inputs include their regular support
through key-working, activity programmes and behavioural interventions. Individual
record and case notes are also relevant to this level.

House level. Level 2 concerns the direct residential supports provided for service
users, and the staff and management culture. Logistical considerations include staff
management, supervision and deployment, and record systems include planning and
activity records, and systems for monitoring challenging behaviours and determining
their functions. Procedures for risk taking, control and restraint, intimate and
personal care, as well as adult protection and their implementation through staff

training are also significant.

Professional level. Level 3 concerns the services and resources provided for or directed .
to service users, support staff and managers from outside the service itself. These
comprise a range of professional and specialist inputs, including social work, care
management, advice from challenging needs team or psychology, psychiatry and a
range of therapeutic inputs. Particularly important for interpreting the process of
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intervention are considerations of case co-ordination and team working, making care
management a particularly significant factor.

Organisational level. Level 4 concerns considerations of service process and organis-
ation, and includes inter-agency working, service planning, purchasing and commis-
sioning, market management, inspection and quality audit. The development and
implementation of policies, procedures and guidelines, within and between agencies,
and related training strategies are also relevant at this level, as are internal agency
structures and management relationships. ‘

Evidence from Records

The commissioner compiled sets of records and reports relating to the allegations of
abuse and the management of the service itself, which the inquiry panel subse-
quently scrutinised. This provided valuable reference material and helped the
inquiry panel map contextual features, linking into the chronological landmarks and
events. It was collated from a range of sources, including provider and local
authority policies, guidelines and procedures on risk management, control and
restraint, adult protection, recruitment and selection arrangements, staff supervision
systems and complaints procedures. This material proved particularly helpful as a
baseline for local standards and practice.Of particular relevance to the case study
were service audit reports, guidelines on support and intervention for the two service
users, reports and records of adult protection proceedings, information from con-
tract specification and monitoring, accident and incident data, individual service
planning information and challenging behaviour data for each service user. In
addition, the panel was furnished with the details of the allegations of abuse and
alleged incidents of abuse. It is evident that co-operation from both purchasers and
providers is essential for establishing baseline information for such inquiries.

Evidence from Interviews

Interviews were arranged between members of the inquiry panel, and those who had
direct support or specialist responsibility for the service users, or management or
professional responsibility for the service or staff group. The process was based on
an assessment of the different professional and management interests involved, and
identified a number of stakeholders. These included managers in the commissioning
- agency, challenging needs workers, members of the joint multi-disciplinary team,
psychiatry, service managers of the providing agency, witnesses to the alleged
incidents of abuse, and managers and staff from the service. Service users and their
relatives were also included.

It was impossible to interview the service users because of communication
difficulties. It was, however, hoped to interview the relatives of the service users, but
both families declined to be interviewed, despite the close one-to-one work of a
member of the inquiry panel. This proved a major source of concern because of the
potential insights they might have provided. However, it reflects situations of actual
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or alleged abuse, where trust often breaks down between services and relatives, and
is likely to be a familiar experience. Both families had also been advised by their legal
representatives not to talk to members of the inquiry panel. Due to political and
legal considerations the panel also decided not to contact those against whom
allegations of abuse had been made. It therefore needs to be recognised that some
of the key players in such abuse cases are also likely to be unavailable or decline
participation, limiting their effectiveness and the pool of available intelligence.

Organising the Interviews

It was felt essential to plan the conduct and content of interviews for reasons of
consistency and fairness. An outline interview methodology was developed to help
ensure that coverage was matched to the roles and responsibilities of the intervie-
wees, and that the questions posed were relevant to the inquiry. An interview
schedule was devised and tested for this purpose. This helped target relevant
questions (Appendix 1). A set of rules was also established to ensure that the
interviews were conducted fairly and equitably in relation to each person. These

included:

e always having two interviewers present;

e having a representative present if the interviewee requested (although they
were not permitted to become-involved in the discussion);

e receiving an introductory letter explaining that the panel had the brief to
examine policies, procedures and systems, but not to allocate responsibility or
blame; '

e not permitting interviewees to see the questions before the interview;

o ensuring the initial questions asked were taken from the interview schedule;

e only asking additional questions for clarification, or to explore particular

~ issues or lines of enquiry;

o selecting questions which were relevant to the role and responsibilities of the
interviewee;

e treating interview notes as confidential to the inquiry panel;

e recording interviewer observations and interpretations following each inter-
view;

e briefing interviewees before interviews about confidentiality;

e explaining the necessity to pass on any additional disclosures of abuse.

Analysis of Policies and Procedures

An essential task of such inquiries is to examine the robustness and comprehensive- .
ness of adult protection policies and procedures, used and referenced by commis-
sioners and providers. These systems and arrangements were scrutinised to
determine their coverage, and the location -of responsibilities amongst those in
contact with the service and service users. Key elements and competencies were also
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compared with practice elsewhere to help identify their relative strengths and
weakness, and any gaps with national guidance (Brown, 1996).

This exercise identified the poor integration of a number of different policies
and guidelines relating to abuse. Adult protection responsibilities were fragmented
across agencies, whistle-blowing procedures were embryonic and protection for
witnesses disclosing abuse was not specified. The need to extend and specify adult
protection responsibilities and action through the contract and monitor adult protec-
tion responsibilities were also identified. Moreover, there had been minimal steps to
implement policy, with little training on adult protection within the provider service
or the local community team.

Findings
They were like a closed society, a law unto themselves. I got the instant
impression of so much that was wrong.

A Culture of Abuse

The service culture displayed institutional characteristics, in that it was inward
looking, the regime was punishing, there was staff intimidation and the management
response was to distance. The culture also echoed the features associated with the
corruption of care, including the neutralisation of normal moral concerns, particular
models of work, and the nature of certain client groups (Wardhaugh & Wilding,
1993). Isolation, coupled with routinised personal care work and control of private
spaces by staff (Lee-Treweek, 1994) combined to create a culture of abuse and
exploitation. The development of this culture was aided by low levels of staff
competence in relation to responding to challenging behaviour and ineffective
management at the house and provider level. The culture of abuse had a number of

identifiable characteristics:

Isolation.

I had no idea of what went on elsewhere. They used to work the shift
pattern so they would be on duty at quiet times. They would challenge the
manager so he tended to comply with their demands and avoid any

confrontation.

- The service was isolated within the provider organisation and local purchaser—
provider system. Provider organisation management was resistant to challenging or
engaging service managers who were themselves reluctant or unable to challenge
inappropriate staff behaviour. This created critical fractures in management and
accountability. In addition, the staff group were isolated from peer scrutiny, and
were able to develop and sustain inappropriate individual and team interactions and
care practices. The service successfully resisted the input and involvement of outside
professionals and purchaser representatives. There were also particular behaviour
patterns such as working the shift system to be on duty at a certain time or with
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certain people, as well as a range of avoidance behaviour patterns. Wardhaugh &
Wilding (1993), have observed the corruption of care to be more likely in closed,
inward-looking organisations, referencing this as a common finding of inquiry
reports. Lee-Treweek (1994) has also observed that the isolation of services and staff
is relevant to the development of abusive staff-user interactions, and Williams
(1995) has demonstrated how abuse against people with learning disabilities can
remain largely hidden in high dependency care situations.

Ineffective staff supervision.

There was no understanding of what was normal or acceptable amongst
the staff team. There was no support, no honesty, no trust and no
teamwork.

Staff supervision was ineffective within the service and provider managers did not
maintain regular contact with the service. When managers did attempt to intervene,
they generally met resistance and failed to exercise appropriate management control.
Line management appeared not to recognise or respond to potentially abusive
practices, and failed to discipline the principal alleged abuser in relation to a number
of alleged inappropriate behaviours and care practices outside those immediately
related to the allegations of abuse, as well as in relation to repeated absences and
non co-operation with outside professionals. Management failures have been ob-
served to be commonly associated with the corruption of care in institutional and
community settings (Martin, 1984; Wardhaugh & Wilding, 1993), either because
pressures were so great that abuse received a low priority or that staff were stranded
without clear leadership from above: Night shifts and the provision of personal and
intimate care is also often provided outside management or peer scrutiny (Lee-
Treweek, 1994), similarly making service users vulnerable.

Intimidation.
I was told to say nothing. If I reported anything then it was made clear to

me that I would have to take the consequences. It was also made clear that
any breach of confidence would be seen as betrayal of racial identity.

The principal alleged abuser appeared to be able to gain control over the staff and
service managers by a combination of collusion and intimidation. Race and culture
were exploited as an instrument of control to prevent some staff from voicing if not
disclosing their concerns, with verbal abuse, and emotional and implied physical
threats said to have been used to intimidate and control others. Staff were reported
to have been cross-questioned and managers shouted at by the principal alleged
abuser. Accusations of racism were also made towards those who challenged low
standards of practice and towards neighbours who complained to the provider -
agency about events at the house, including noise. Considerations of staff power and
powerlessness are relevant in this regard, as broader society and service management
systems reflect structural racism: ‘The crucial issue may well be that staff are
simultaneously powerless and powerful and that this creates a dangerous ambiv-
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alence’ (Wardhaugh & Wilding, 1993, p. 12). Intimidation has repeatedly been a
feature of abuse in both institutional and community-based services (Martin, 1984;
Longcare, 1989), making it a potentially powerful indicator.

Institutionalised practice.

I was told to do the first hit and then it would be OK ... X never
expressed any feelings of liking for the people and had complete control
over them. You weren’t allowed to show openly that you cared.

Newly-appointed staff were placed in difficult situations, where the risk of failure
was high. They also often lacked the necessary competence or experience to perform
essential care tasks well. Their abilities were then challenged and they were emotion-
ally undermined by the principal alleged abuser, a practice that was sustained by
other staff in the core group who had moved from the old institution. The
confidence of new staff to challenge inappropriate practices was immediately eroded,
especially without management support. Some interviewees reported that they were
encouraged to hit service users by both example and deception. They were told that
to do the first hit was important. After the first hit, the person concerned would
respect you and do as they were told. Such behaviour is typical of the ritualised
disciplinary techniques associated with institutions, such as humiliation and dispos-
session (Goffman, 1961), and exclusion and marginalisation (Foucault, 1977). One
of the alleged abusers was reported to have referenced how they had hit their own
children when justifying physical assaults against people with learning disabilities,
reflecting the neutralisation of normal moral concerns that may be associated with
the infantilisation of people with learning disabilities in relation to the meaning of
disability for carers (Wardhaugh & Wilding, 1993; Hollins, 1994).

Inexperience.

I was totally inexperienced in this kind of work. I worked there for three
months without any form of training and had to sleep in on my own after

just two weeks.

The relative inexperience of the new staff contributed to the late recognition and
reporting of abuse. An example is one relatively new member of staff, who had no
experience.of working in social care services, and no knowledge of learning disability
or challenging behaviour. They had little idea of the possible functions of challeng-
ing behaviour or how to respond appropriately. There was a lack of training in
challenging behaviour, along with the poor development, implementation, and
monitoring of individual care programmes and systems for functional analysis,
needed for developing effective interventions designed to reduce the frequency,
severity or duration of challenging behaviours. Wardhaugh & Wilding (1993) noted
the association between the corruption of care and particular pressures, and kinds of
work and the nature of certain client groups. Lee-Treweek (1994) referenced the
lack of qualifications of many hands-on workers, with low pay, low social status and
poor working conditions. In this case study, challenging behaviour confronted some
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inexperienced staff, making a disastrous formula for reinforcing and sustaining
abuse.

Anti-professionalism.

If you followed procedures or guidelines there would be Hell to pay.

Everyone was guilty of not following policies because you did not know
what else to do. After a while, boundaries became blurred and you began
to worry about how far you were going with self defence.

The culture of abuse was aided by a lack of procedures and guidelines on abuse, and
control and restraint within the provider service. This was coupled with low levels
of staff competence for understanding the functions of challenging behaviour or
supporting individual communication. At a wider level, there had been no training
in abuse or adult protection for staff, or in break away, or control and restraint
procedures, which were themselves poorly implemented. Control and restraint
procedures are particularly relevant to responding to some people with violent
challenging behaviour (Harris, 1996), and their misuse or non-use can result in
serious injury which amounts to physical abuse (Spreat ez al., 1986; Williams, 1995).
Physical abuse may also therefore be closely associated with negligence in the face
of unacceptable risk taking. Without clear guidance or with its rejection, inappropri-
ate and abusive staff responses may be informally developed and learnt. Such
interactions became routine and normalised within the culture of the house. Staff
demonstrated an unwillingness to engage local professionals and take advice from
outside the service. They consequently had no shared commitment to implementing
favoured philosophies of care or best practice, were unwilling to keep the records
and information needed for the development of effective behavioural programmes,
and had little or no regard for or awareness of the rights of people with learning
disabilities. Williams (1995), has demonstrated how abuse against people with
learning disabilities can remain largely hidden in high dependency care situations.
Hollins (1994) has argued that the risk of abuse in dependency relationships is
increased by the various gaps between user needs and the meaning of disability and
needs for the carer. Those factors relevant to the case study includes the increased
responsibility -for caring, risking neglect; the increased power of staff reducing user
choice; user resistance being perceived as naughtiness, risking punishment; and the
lack of staff supervision, risking hidden abuse, particularly in high dependency

situations (Williams, 1995).

Barriers to Disclosure

Barriers to disclosing abuse were identified at the four level of analysis used by the
inquiry team. :

Individual level. The degree of learning disability experienced by the two service
users made it difficult for them to understand what was happening to them and the
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criminal nature of their experiences. Related communication difficulties also made
self-disclosure difficult or impossible. It was very fortunate that the situation at the
house was first brought to light by a tenuous disclosure to a parent who was then
empowered to act on this limited information. In addition, one of the service users
had an alleged history of being sexually and physically abused, which is sadly a
common experience for many people with a severe learning disability, but also a
strong indicator of their vulnerability. Poorly-developed data on the antecedents,
and consequences of challenging behaviour, also made an analysis of function and
attribution difficult for the professionals involved outside the immediate house.

House level. The culture of abuse continued unchallenged due to threats and
intimidation within the staff team, and weak service management and provider
support. Practice competence in supporting and responding to challenging behav-
iour was low, and staff and managers were resistant to outside training and the
development of individual behavioural interventions. The relationships between
staff, relatives, neighbours and provider managers were frequently acted out in
confrontational ways. These indicators alone suggest a decaying service, and the
need for sustained interventions targeted at management and support workers.
Independent staff appraisal and supervision, and the consistent use of disciplinary
procedures would also have helped prevent the development of a culture of abuse.

Professional level. Professional skills at recognising and reporting abuse were poor.
Members of community team had not received training in the recognition, reporting
or management of abuse, and the local adult protection procedures. Social work,
psychology, behavioural support workers, speech therapy and psychiatry were all
involved yet did not share a collective view of the problems of the service, contribut-
ing to the failure to detect the wider conditions associated with the abuse. This is,
in part, explained be the simple failure of professionals from different disciplines and
agencies to meet and exchange information, but also by the difficulties of construct-
ing consistent hypotheses about the functions of challenging behaviour from incom-
plete information and records. This leads to the temptation to explore the effects of
visible factors, such as medication, rather than investigating the possibility of hidden
factors such as physical abuse. Non-compliance with record keeping and data
analysis therefore proved an effective strategy for deflecting attention away from the
broader culture of abuse, which was progressively intensifying. "

Organisational level. The organisational environment, systems and processes operat- '
ing more widely also created barriers and disincentives to disclosure. Service
contracts did not specify adult protection competence or policy and service audit did
not specifically address adult protection or considerations relating to challenging
behaviour. There was no jointly subscribed policy or training strategy for adult
protection. The result was gaps in policies, procedures, responsibilities and action.
Commissioners have responsibilities for managing the market in social and com-
munity care, and for commissioning local competence in challenging behaviour and

adult protection.
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Poor Suppori for Whistle-blowers.

Witnesses reported that they were inadequately brief and supported during and
following disclosure. In particular, there were reported examples of witnesses being
asked to work with colleagues against whom they had made allegations. This
resulted in them being subjected to threats and intimidation. Some were also asked
to pay back money they owed from sick leave due to stress, and others reported that
they were inadequately briefed about their involvement or updated on progress,
creating avoidable anxiety. Any of these factors could be enough to deter relatively
low paid and powerless workers from reporting any suspicions of abuse.

Deficiencies in Service Audit

Service audit failed to detect or alert others to the conditions prevailing at the house.
These included poor quality staff support, poor relationships between staff and
managers, and a poor physical surroundings. Although none of these factors are
themselves indicative of an abusive environment, they point to a service and staff
culture which has decayed, and which requires strong interventions in order to reach
acceptable standards and understand the reasons for poor quality. In combination,
they provide signs and signals to point to an environment in which abusive events
could more easily occur, become established or flourish. Moreover, service audit and
inspection should remain alert to suggestions or indirect indications that abuse
might be an issue, and act on them immediately, not just record them.

Poor Inter-professional Communication

Specialist workers from the multi-disciplinary team, and other professionals from
health and social services had varying contact with the staff and service users at the
house, but were largely unable to tackle the problems identified in an integrated or
strategic way. There was little opportunity for those directly or indirectly involved
with the service to meet together to assess and review needs, or to check out
individual perceptions. There was also no opportunity to develop a shared action
plan with related individual responsibilities for intervening at the service level to

improve standards or quality.

Poor Recognition Skills

Interviewees related a number of indicators, which would suggest the service or
individual users were facing a crisis. The episodes of challenging behaviour exhibited
by one of the service users were increasing in frequency and severity, and there was
no immediate explanation for this. At the same time, difficulties associated with
reducing and monitoring medication were also being encountered. Knowledge that
the record systems and behavioural programmes developed by specialists for work-
ing with the two service users had not been established was general. There were very
poor quality physical environments. There was a breakdown in relationships be-
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tween the service and neighbours. There was a history of intimidation and absence
at critical times by the principal alleged perpetrator. Training by the challenging
needs service had been repeatedly cancelled. There were cancelled appointments by
other professionals. All these factors strongly suggest systemic difficulties with the

service.

Lack of Clarity in Care Management

No agency or professional held allocated care management responsibility for the two
service users. The co-ordination of individual services, resources or action for
individual users was, therefore, ad hoc or simply did not happen. Although the 1990
reform made social services departments responsible for implementing care manage-
ment (Department of Health, 1989), process and function were largely left open to
local discretion (SSI/SWSG, 1991), resulting in the evolution of a wide variety of
arrangements and deficits in competence (Cambridge, 1992, 1999). Some care
management tasks, such as assessment and service planning were shared between
social workers, challenging needs workers from the community team, the service
provider, and the contracts manager in the commissioning agency without an
explicit rationale or lead responsibility. '

Difficulties in Market Management and Service Specification

Difficulties were encountered in specifying competent challenging needs services
(Mansell, 1993), and defining the respective responsibilities of purchasers and
providers in areas such as policy development, as in adult protection and related
staff training (Cambridge & Brown, 1997). The development of the care market and
the mixed economy of provision (Wistow et al., 1993; Forder et al., 1996), commis-
sioning (Department of Health, 1995, 1998) and the contract (Cambridge & Brown,
1997) have introduced market imperfections, extended lines of management and
fractured public accountability. These make considerations of accessibility and
openness important when specifying services, and the case study illustrated how
easily poor and abusive services can remain hidden.

Discussion

The inquiry identified a number of areas where adult protection policies and

- procedures could be improved, and these are included in the following discussion as

action points. They are of potential value to commissioners and providers who wish
to scrutinise, and review the robustness of their own policies and procedures in
relation to adult protection. ‘

Support for Whistle-blowers

Guidelines for protecting and supporting witnesses who blow the whistle on abusive
services or who disclose individual incidents of abuse in good faith should be built
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into adult protection procedures, and adopted by the commissioning agencies.
These are needed to ensure that the emotional and psychological effects on the
whistle-blower from disclosing abuse are minimised, and that the economic and
employment disincentives to disclosure are removed.

Action point 1. Develop a standard policy for whistle-blowing in relation to abuse by
liaison and consultation with social services or other local agencies. Ensure an
operational mesh with existing adult protection procedures. Finalise policy by
consultation with multi-disciplinary, community or challenging needs teams and
provider representatives, and specify through the contract. Identify the staff and
management competencies required to implement the improvements and provide a
training programme to help achieve these. Review progress annually in the light of
individual cases and experience.

Coherent Action in Responding

The effective handling disclosures of abuse, including the management of evidence,
depends on having clear lines for individual reporting and accountability, with the
actions required defined in policies and guidelines. Such systems should be the
initiative of commissioners, as providers who develop procedures risk perpetuating
some of the difficulties encountered by witnesses in disclosing abuse within and
between organisations. These include poor supervision and support from provider
managers and reluctance to pass information across agencies.

Action point 2. Assess the extent and quality of adult protection procedures and
abuse policies amongst providers. Develop a comprehensive policy in co-operation
with social services and with due regard to existing adult protection procedures.
Consider involving the police, as well as the health authority to ensure inter-agency
responses are co-ordinated through shared action plans. Specify policy and pro-
cedural requirements through the contract and inter-agency agreements. Review
relevance of policy and experience after each major case.

Recognition and reporting skills

The difficulties workers face when disclosing abuse within services are exacerbated
by poor management competence in the recognition and reporting of abuse. The
witnesses interviewed indicated that there were instances when they witnessed what
they now know to have been abuse. They were too inexperienced to have recognised
the inappropriateness of such behaviours. This can be traced back to the lack of staff
training on what constitutes abuse and lack of procedures and guidelines for
responding and reporting suspected abuse. These were exacerbated by poor com-
petence in supporting people with learning disabilities and challenging behaviours.

Action point 3. Include competence in the recognition and reporting of abuse in all
induction training at team and provider levels, including signs and signals of abuse.
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Increase the level of basic training in challenging behaviour for staff working in-
provider services. Define responsibility for funding and accessing this training by
negotiation with provider services. Cost the possibility of a co-ordinator role for
adult protection/whistle-blowing within the commissioner or local multi-
disciplinary/community team.

Scrutiny of service quality

Audit and other inspection and monitoring procedures in services for people with
learning disabilities should be enhanced in relation to supporting users with chal-
lenging behaviours. They can be designed to address and respond to the recommen-
dations of the Mansell report on Services for People with Learning Disabilities and
Challenging Behaviour or Mental Health Needs (Mansell, 1993) and the components
of a local service strategy for challenging behaviour (Mansell er al, 1994). In
particular, any reference to abuse, however indirect should be passed on to the adult
protection team and investigated and any collection of indicators of poor quality
service provision or poor staff competence should trigger a thorough investigation of

care practices and standards.

Action point 4. Establish a small task force with the brief to review existing multi-
disciplinary and inter-professional liaison, and co-ordination, and to propose new
arrangements for exchanging information or best practice between provider man-
agers and staff. This should fit with existing systems, particularly service audit.
Those involved with monitoring the performance of staff/provider agencies or
outcomes for service users should regularly come together to identify needs, plan

interventions and decide on implementation. '

Individual Service Co-ordination

The roles of individual service co-ordinators or others working on contracts should
be linked with care management or provide an explicit care management function.
The evidence points to the need for continuous, single worker-lead responsibility for
performing the core tasks of care management, particularly for people with complex
and challenging needs (Cambridge, 1999). Responsibilities across professionals and
teams should be reviewed, and redefined based on a shared task or lead approach,

hinging with the work of multi-disciplinary teams.

Action point 5. Purchasers should work with social services to determine the most
effective care management arrangements/model for local learning disability services
and for service users with challenging behaviours. Professionals and teams from the
relevant agencies should be consulted, and operational and functional gaps and
overlaps minimised. The respective responsibilities of providers, commissioners,
social workers and multi-disciplinary team members should be defined according to

the model of care management adopted.
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Concluding Remarks

The case study demonstrated how people with learning disabilities are often power-
less in the face of physical and other forms of abuse. In certain circumstances, it is
possible for a culture of abuse and exploitation to become established and flourish
in services. Such a culture is characterised by isolation, ineffective staff super-
vision and support, intimidation, institutionalised practices, inexperience and anti-
professionalism. The isolation of many community-based services, in part relating
to the difficulties associated with managing the market in social care, can be broken
by a number of interventions, including information exchange between staff groups
and professionals, and more collaborative working between purchasers and
providers. Existing mechanisms, such as service audit and inspection, can also be
enhanced to help detect abuse early. The case evidence also points to the value of
research in alerting commissioners and providers to the signs and signals associated
with physical and sexual abuse, and patterns and occurrence of abuse.

Independent advocacy services and constructive approaches to working with
and involving service users and their families could also help prevent abuse or detect
it early. Families and advocates can help keep services open by providing extra eyes
and ears. The commissioning of advocacy and individual communication services
will clearly have resource implications, and resources should therefore be targeted
on those service users deemed to be most isolated or most at risk. Self-advocacy
organisations and communication specialists could be consulted about the best ways
to develop a local advocacy project for people with profound learning disabilities or
challenging behaviour patterns.

The abuse of people with learning disabilities in all its horrible forms will never
be eradicated in a society which institutionalises human and other capital in services,
and where dependency relationships themselves become a means of economic
production. The professionalisation of care also risks hierarchies of power and
status, which provide opportunities to misuse and abuse power between those who
use services and those who help produce them. Strengthening concepts, theory,
policy interventions, practice and investigative methodologies is essential for com-
plementing work at the individual and case levels. While more focused work in
learning disability, such as research on risk (Manthorpe ez al., 1997) and sexual
abuse (Brown et al., 1995; McCarthy & Thompson, 1996), has provided essential
insights into the patterns and circumstances surrounding the abuse of people with
learning disabilities, there is also a need to strengthen generic comparisons and
perspectives. The exchange of experience in the detection and management of abuse
between services for people with learning disabilities, and other socially marginalised
and dependent groups, such as the elderly (see Decalmer & Glendenning, 1997),
and with issues of culture or race (Alam & Aziz, 1997) provides such opportunities.
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Appendix
1: interview schedule—questions by relevant interests and players

Famzly

What nature and level of involvement and contact have you had with your relative and the staff

caring for them?
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Did you have any suspicions—were there any signs or comments from staff—that they were being
physically abused before you were formally notified?

Who would you have contacted—did you contact—to report any suspicions to?

Were/are you aware of any complaints procedures or policies.

How were you consulted about care and support, and did you contribute to care plans or

guidelines?

Was there anything odd about the behaviour or attitude of any staff members which in hindsight
could be linked to abuse?

How were you treated or received when you visited your relative?

What information and support were you given about the allegations of abuse and how they were

being handled?
To what extent or in what ways do you think considerations of race or culture were relevant to

the abuse?

Support stafffmanagers

What was the nature and level of your contact with the clients (include key-working or other
responsibilities and activities—typical week).

Were you involved in planning or implementing any individual behavioural programmes?

Did you liaise with professionals from outside the service to co-ordinate or implement inputs or
plans? .

Did you have any suspicions or were there any signs that they might have been physically abused
before you were formally notified?

Were there guidelines or policies on abuse or restraint available and how were they implemented
or disseminated?

What training or support have you received on challenging behaviour?

What training or support have you received on abuse or related issues such as recognition and
reporting?

What were the arrangements for staff supervision, appraisal and support, and was abuse ever
raised or put on the agenda? »

Was abuse ever discussed as an issue by the team or at staff meetings or informally between
individual staff?

How clear and useable were the individual plans and guidelines developed for client care?
What arrangements were in place for reviewing individual care and who was involved?

What would you do and who would you contact if you witnessed or suspected physical abuse?
What is there in the contract between the commissioner and provider which references abusive

situations or is related to standards of care?
What do you think about the service audit, and was this able to pick up abuse or related staffing

issues?
To what extent and in what ways were considerations of race or culture addressed in the support

of the clients and do you think they influenced the abuse?

Professionals

What was the nature and extent of your involvement with the clients at—professional responsibil-

ities or inputs?
What was the nature and type of contact you had with the manager or support staff.
Was there anything about the environment or staff regime which might have contributed to the

abuse?
Was there anything about the challenging behaviours of the individual clients which could have

been attributed to (a consequence of) abusive experiences?
Were there systems or guidelines capable of incorporating issues of abuse, risk management or

preventive interventions?
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How did you liaise with other professionals from health or social services about conditions or
behavioural programmes—frequency, nature and duration of meetings?

What would you do and who would you contact if you—or a member of staff in a provider service
disclosed that they had witnessed or suspected physical abuse?

What was your involvement in individual care or planning meetings, and was abuse ever
referenced as an issue?

Did you ever discuss issues relating to physical abuse with managers or staff members?

What is there in the contract between the commissioner and provider which references abusive
situations or is related to standards of care?

What do you think about the service audit, and was this able to pick up abuse or related staffing
issues?

To what extent were issues of race or culture relevant to the support, interventions and responses
to challenging behaviour or the abuse itself?

Senior Managers and Professionals in Health and Social Services

In what capacity did/do you hold responsibilities for or have connections with the service or
clients?

What are the responsibilities for overseeing the quality and professional competence of the service
provided and professional inputs?

What information systems or training strategies about challenging behaviour are there in operation
locally and have you been involved in these?

What information systems or training strategies about abuse are there in operatlon locally and

have you been involved in these?

What would you do and who would you contact if a member of staff in a provider service or a
team member disclosed that they had witnessed or suspected physical abuse?

How do arrangements for contract setting with providers address relevant issues-the management
of challenging behaviour, staff supervision and support, training and abuse related policies and
guidelines?

How well does the monitoring and review of provider performance in relation to the support of
individuals address issues of protection and quality?

What relevant policies on abuse or guidelines on restraint procedures exist and how are these
implemented and monitored?

How were these (the above) utilised in the course of the investigation and managing the
allegations and how well did they perform?

Are other information systems, such as quality audit or inspection capable of picking up relevant
issues or raising related questions about quality or competence?

What changes do you think are needed to policies and systems to make them more sensitive to

issues of abuse and disclosure.
To what extent did considerations of race or culture inform the development of services and staff

support?

All Interviewees

How and when did you first become aware that abuse was suspected or reported?

Was there anything to.concern you in the past or in hindsight about client care or the behaviour
of staff?

Were you able to act on these—did you report them to anyone or talk to anyone about them?
What information and support were you given about the allegations of abuse and how they were
being handled?

What in your opinion are the lessons to be learnt from what has happened?
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The risks of getting it wrong: Systems failure

and the impact of abuse

Paul Cambridge

Introduction

The aim of this chapter is to review the organisational conditions and processes
in services for people with intellectual disabilities in relation to adult protection.
Evidence from inquiries suggests that there are intrinsic factors in the ways
services are commissioned, organised and managed which contribute to the
development of abusive service cultures or to the late recognition and reporting
of abuse. These will be discussed in relation to a case study of an abuse inquiry
(Cambridge, 1998; 1999a) and with particular reference to issues concerning

physical intervention.

Categorising abuse by services

An important consideration is the potential relationship between poor quality
~services and abuse, and one of the first abuse policies in services for people with

intellectual disabilities Recognising and Responding to the Abuse of Adults with
Learning Disabilities (Greenwich Social Services, 1993), considered this. In
addition to the well-recognised categories of abuse, such as physical, sexual and
financial abuse, categories were included where staff or services had failed in

their responsibilities or duty of care:

e physical neglect ‘failure to keep the person clean, warm and in good
health, to ensure adequate nutrition and bealth care is available’

® negligence in the face of unacceptable risk taking behaviour ‘the wilful
failure to intervene, or consider the implications of non-intervention, in
behaviour which is dangerous to the individual concerned or to others.
This might include the failure to use agreed risk-taking procedures and
consultation processes resulting in the person taking unwarranted and

unnecessary risks’

unauthorised administration of, or withdrawal of, prescribed medication
‘either over-medication, irregular administration of medication or refusal
to abide by approved treatment on the part of the staff or carer’
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® unauthorised use of restraint, punishment or seclusion ‘the use of
arbitrary force, the use of unauthorised or unsupervised time-out, or
seclusion procedures, the sabotaging of positive programmes for the
management of challenging behaviour on the part of a staff person or

carer’.

Best practice and abuse
During the 1990s, the trend towards generic vulnerable adult and adult

protection policies in local authorities, culminating in No Secrets (Department of
Health, 2000), tended to deflect attention away from client group specific
concerns. A classic high-risk area in intellectual disability is challenging
behaviour, because of the vulnerability of the client group and the complexities

of technical and other supports required of staff.

The difficulties associated with defining and attributing abuse is illustrated by
the conceptual sub-continuum between the active and passive perpetration of
abuse. Although punching or kicking a service user is different from not doing
something (such as failing to change a continence pad or administer medication),
the consequences for the person (such as pain or distress) may be similar. Passive
forms of abuse are usually less visible and, therefore, tend to receive less
attention. Abuse characterised by inaction is particularly difficult to detect and
investigate. Similarly, inflicting unnecessary force and pain when using
authorised physical interventions, or bathing someone at a temperature known
to cause them distress may be hard to identify.

A more general continuum can be theorised to exist between best management
and practice and abusive services, characterised by neglect, negligence or
mistreatment. The reality is undoubtedly more complex than a linear
relationship between quality and abuse, as numerous intervening and
compounding variables determine how, why and when abuse happens. These
may include, for example, whether the index incident is-part of a wider culture
of abuse or a one off incident, its relationship with other forms of abuse, and the

level of individual responsibility.

Conceptual underpinnings
The findings of ‘failure of care’ type abuse inquiries, in both institutional and

community services for people with intellectual disabilities, provide important
markers of abuse or failure. Central to most have been the nature of the
dependency relationships and power differentials between support staff or carers
and people with intellectual disabilities, and their inherent capacity to corrupt
the nature of care (Wardhaugh & Wilding, 1993). Wider social inequalities, such
as those generated by gender, race, culture, sexuality and age, can magnify such
differences. People with intellectual disabilities also remain significantly
segregated and isolated in community services, and tend to be politically and
economically marginalized. Gender and ethnicity can also influence service
support and responses to challenging behaviours (Di Terlizzi et al, 1999).

Wolfensberger (1975) described the production of sub-human language and
images associated with infantilisation, depersonalisation, dehumanisation and
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victimisation. This is mirrored in the use of euphemisms to decriminalise crimes
committed against people with intellectual disabilities (Sobsey, 1994). For
example, ‘restraint’ may be used to describe assault or imprisonment, and
‘physical intervention’ to describe procedures that deliberately inflict pain upon

service users (Penhale & Brown, 2001).

Historical evidence
In addition to the critical analyses (Townsend, 1962; Morris, 1969; Robb, 1967)

which fuelled broader disquiet about the role of institutions, a series of exposés
and scandals focused public and political attention on abuse within institutions
themselves (Department of Health & Social Security, 1969; 1971; 1974). Martin
(1984) summarised the ingredients of institutionalised abuse as individual
callousness and brutality, low standards and morale, weak and ineffective
leadership, pilfering by staff, vindictiveness towards complainants and the failure

of management to concern itself with abuse.

Abuse within and by community services has continued to mirror many of these
attributes and those identified by wider discourses (Goffman, 1961; Foucault,
1977), suggesting fundamental characteristics of abuse within services. Biggs et
al (1995) ask whether residential and institutional care is abusive in itself,
looking at who inhabits institutional space, how people are expected to live
private lives in public spaces and the contradictions between the open and closed
nature of such spaces. Such characteristics are also features of many community
services, where abuse has also remained unreported or there has been a

reluctance to investigate it properly.

At organisational and systems levels, there have often been attempts to manage
abuse internally to avoid the political consequences of disclosure or to ignore
warning signs and signals. The Longcare (Buckinghamshire County Council,
1998) scandal centred on independent provisions in Buckinghamshire where
residents had been systematically sexually and physically abused or subjected to
humiliation by the manager-owner. The inquiry found that social services had
continued to purchase care despite various allegations of abuse, and that the
inspection service had failed to spot or act on the appalling conditions prevailing
in the service. The television exposée of abuse in a private care home in Medway
(Macintyre, 1999) demonstrated similar dynamics between commissioning,
inspections and registration, and service management. These issues are discussed

further in chapter 12.

Maclntyre exposed abuse through inappropriate physical interventions as well as
physical abuse per se. In other inquiries (Cambridge, 1999a), the very distance
between purchasing and providing and front line support was a contributory
factor, but there was also a failure to recognise unexplained increases in the
frequency and intensity of challenging behaviours as warning signals. Although
in the following case study the principal failure was on the part of the
management and individual members of the staff team, wider shortcomings in

the service system were also detected and mapped.



Interpreting the Evidence

Service failures have implications for a wide range of interests in services for
people with intellectual disabilities and challenging behaviours beyond the well-
being of service users themselves. However, caution is needed in interpreting
evidence and reaching conclusions, and a number of important caveats are

apparent.

Individual and ecological fallacies
Attributing ‘failings in care’ types of abuse to an individual or group of people

and their particular actions or inactions, thus suggesting a degree of individual
culpability, risks the ‘individual fallacy’ and distracting attention away from
wider systemic causes. Direct sexual or physical abuse perpetrated by a powerful
individual against a vulnerable person is clearly one instance where such
interpretations are likely to be most valid. Even in such cases however, wider
individual and social factors can invariably help explain and locate abuse in a
broader social or economic context. Abuse can also be interpreted as a failure in
risk management or duty of care on the part of the service.

When a service is under the spotlight in a ‘failure in care’ type of inquiry, there
is a tendency for management and practice to be interpreted outside a normative
context. There is likely to be a general trawl of available information and
evidence and, however well this is constructed (Cambridge, 2001), there are |
potential methodological and interpretative pitfalls to consider. Interactions ,
between staff and users or particular interventions can have abuse attributed to
them in a simple cause and effect model. This may be despite such behaviours
being well established, informally sanctioned, unchallenged or prevalent
elsewhere in services. A correlation between say, a physical intervention or an
intimate care task and physical abuse or neglect, does not demonstrate cause, |
effect, intent or experience. Such potentially complex connections require careful 1
exploration and interpretation. Yet the buck frequently stops with staff and
managers, despite issues of power and powerlessness applying within such

hierarchies.

A second potential pitfall is to assume that having adult protection policies,
procedures and systems in place (such as for the use of physical interventions for
challenging behaviours) will necessarily have a positive impact on reducing the
incidence of abuse. Policies and procedures should impact on the sensitivity of
staff, by reducing the tolerance of and thresholds to reporting abuse. Evidence
from adult protection policy development (Brown & Stein, 1998) suggests a
subsequent increase in adult protection alerts, investigations and subsequent
incidence and prevalence figures. However, this is not the same as a real increase :
in cases due to the high proportion of hidden cases (Brown et al, 1995). f

In addition, there is evidence that multiple abuse may be better recognised with i
generic policies and procedures (Brown & Stein, 1998), but also that reports will |
mainly concern clients already known to the organisations involved, diverting |
attention from the risk of abuse in private and unregulated care settings. Policies
and procedures also provide the capacity to produce general intelligence on
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patterns of occurrence in typology, topography ard geography. Although such
information may have a preventative function, for example in helping detect
cases of multiple or serial abuse, it will not prevent the emergence of new cases.
Long-running national initiatives such as No Secrets and the implementation of
local multi-agency adult policies appear to be an essential baseline to making real

inroads in tackling abuse.

It is emotionally alluring, but intellectually dangerous, to assume that if a proven
‘ case of abuse is thoroughly investigated and lessons constructed and
disseminated, then this will help prevent abuse from happening in the future.
This ‘preventive fallacy’ risks ignoring the centrality of unique factors and
circumstances in explaining abuse, such as the characteristics of each service user,
their support arrangements and immediate social and physical environments.
Such variables provide infinitely variable conditions for the potential
development and execution of abuse. While descriptions of individual cases of
abuse can undoubtedly help increase our accumulated understanding of risk
factors and the characteristics of abuse, lessons may not necessarily be
transferable and will require careful generalisation. Indeed, inquiries may
worryingly give us a sort of voyeuristic gratification that such things could ‘never

happen here’.

Other conceptual dilemmas exist with adult protection practice. HIV prevention
workers, health promotion agencies and safer sex campaigns never receive
recognition for HIV infections that do not happen as a consequence of their
interventions. For good ethical, moral and methodological reasons, we choose
not to use a controlled experimental design to evaluate such interventions. Adult
protection faces the same difficulty and it is easier to argue against the costs of
implementing new policies and procedures than acknowledge their hidden cost

savings.

Inquiries also have a range of benefits or purposes. They can demonstrate that
social care organisations really are user centred and concerned for the well-being
of relatives and users, public accountability can be maintained in transparent
ways and that mistakes or failures can become a positive learning experience.
However, to maintain credibility, abuse inquiries must themselves be method-
ologically sound and well designed (Cambridge, 2001). This often presents a
challenge considering the competing political, management and operational
demands made and resource constraints imposed.

Testing Boundaries
Brown & Stein (1998) identify the tension between formal and informal

responses to abuse in relation to thresholds for responding and other workload
considerations. The former included ‘draconian’ and ‘all or nothing’ approaches
and the latter ‘tea and sympathy’ and ‘blind-eye’ approaches. The ability to
differentiate between these approaches is seen as key to coherent reporting and
effective intervention. This approach recognises the need to ground responses in
an understanding of local pressures and demands. Most importantly however,
responses should be both informed and value led, with the consequences for
service users, services and organisations fully considered. Only by facilitating a




paradigm shift from defensive management and practice to openness and
accountability can we begin to learn constructive lessons for managing services
and supporting people with intellectual disabilities and challenging behaviours.

‘How Things Can Go Wrong

Evidence from inquiries suggests action can be taken on a number of fronts in an
effort to minimise the conditions under which abuse can happen or become
established in services for people with intellectual disabilities. The following
section undertakes this task in relation to the evidence from a case study
(Cambridge, 1998;1999a). This centred on two people with severely challenging
behaviours who were supported by a dedicated service, delivered in their own
home. The team of staff and managers delivering the service worked for a small
local provider organisation. The service users lived in a detached house, both
were Black British/African, and one was female and the other male. Their
challenging behaviours included property destruction, aggression towards

others, screaming and stereotypies.

The allegations of physical abuse included hitting, kicking and throwing objects
at service users. They also included the breaking of care guidelines, which had
been designed to reduce the frequency, duration and severity of the challenging
behaviours encountered. The guidelines had been developed by a specialist
challenging needs team, and much input and advice had been provided on

- individual interventions based upon applied behaviour analysis.

The abuse had come to light from the non-verbal disclosure of being kicked from
one of the service users to a parent (both users had very limited expressive and
receptive communication). The inquiry itself also identified intimidation across

the staff team.

A culture of abuse .
‘They were like a closed society, a law unto themselves. I got the instant

impression of so much that was wrong’.

The service culture displayed institutional characteristics, in that it was inward
looking, the regime was punishing, there was staff intimidation and the response
from managers was to distance themselves from any problems. The culture also
echoed the features associated with the corruption of care, including the
neutralisation of normal moral concerns (Wardhaugh & Wilding, 1993).
Isolation, coupled with regimented personal care work and control of private
spaces by staff (Lee-Treweek, 1994) combined to create a culture of abuse and
exploitation. The development of the culture was aided by low levels of staff
competence in responding to challenging behaviour and ineffective management
“within the service and provider organisation. A number of defining charac-

teristics of the culture of abuse and exploitation were identified:
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Isolation
‘I had no idea of what went on elsewhere. They used to work the shift

pattern so they would be on duty at quiet times. They would challenge
the manager so he tended to comply with their demands and avoid any

confrontation.’

The service was isolated within the provider organisation and local purchaser-
provider system. The provider organisation management was resistant to
challenging or engaging service managers who were reluctant or unable to
challenge inappropriate staff behaviours. This created critical fractures in
management and accountability. In addition, staff were also isolated from other
services and without peer scrutiny, and were consequently able to develop and
sustain inappropriate individual and team interactions, responses to client
behaviours and interactions with clients and care practices.

Staff successfully resisted the input and involvement of outside professionals and
purchaser representatives, thus exacerbating this isolation. Behaviours such as
working the shift system to be on duty at a certain time or with certain people,
as well as a range of avoidance behaviours, also provided indicators of isolation
and the reluctance of managers to intervene in what was a failing service.
Wardhaugh & Wilding (1993) observed the corruption of care to be more likely
in closed, inward-looking organisations, referencing this as a common finding of
inquiry reports. Lee-Treweek (1994) also observed that the isolation of services
and staff is relevant to the development of abusive staff-user interactions.
Williams (1995) demonstrated how abuse against people with intellectual
disabilities can remain largely hidden in high dependency care situations.
Cambridge & Carnaby (2000b) identified the particular risks of abuse associated
with private and hidden tasks such as intimate care.

Ineffective staff supervision
“There was no understanding of what was normal or acceptable amongst

the staff team. There was no support, no honesty, no trust and no

teamwork.’

Staff supervision was ineffectual or ineffective within the service and provider
managers failed to maintain regular contact with the service and staff group.
When managers did attempt to inteérvene and met resistance, they failed to
exercise appropriate management control or sanctions. Line management
appeared not to recognise or respond to potentially abusive practices and failed
to discipline the principal alleged abusers in relation to a number of alleged
inappropriate behaviours and care practices outside those immediately related to
the allegations of abuse. There were also repeated absences and non co-operation

with outside professional input and advice.

Management failures have been observed to be commonly associated with the
corruption of care in institutional and community settings (Martin, 1984;
Wardhaugh & Wilding, 1993), either because pressures were so great that abuse
received a low priority, or that staff were stranded without clear leadership from
above. Night shifts and the provision of personal and intimate care is also often .




provided outside management or peer scrutiny (Lee-Treweek, 1994: Cambridge
& Carnaby, 2000a), similarly making service users vulnerable.

Intimidation

I was told to say nothing. If I reported anything then it was made clear
to me that I would have to take the consequences. It was also made clear
that any breach of confidence would be seen as a betrayal of racial

identity.’

The principal alleged abuser appeared to be able to gain control over the staff
and service managers via a combination of collusion and intimidation. Race and
culture were exploited as an instrument of control through the psychology of
group identity and loyalty. Co-workers were prevented from voicing their
concerns or disclosing abuse, with verbal and emotional abuse and physical
threats to them and their families. Colleagues were reported to have been cross-
questioned and managers shouted at by the principal alleged abuser. Accusations
of racism were also. made towards those who challenged low standards,
neighbours who complained to the provider agency about events at the house
(including noise), and managers during supervision.

Considerations of staff power and powerlessness are relevant in this regard, as
broader society and service management systems reflect structural racism: “The
crucial issue may well be that staff are simultaneously powerless and powerful
and that this creates a dangerous ambivalence’ (Wardhaugh & Wilding, 1993,
p.12). Intimidation has repeatedly been a feature of abuse in both institutional
and community based services (Martin, 1984: Longcare, 1989), making it a
potentially powerful indicator of abuse. This observation fits the social learning
model of abuse (Sobsey, 1994), but in relation to staff learning abusive
behaviours from each other, as graphically illustrated by MacIntyre (1999).

Institutionalised practice

T was told to do the first bit and then it would be OK . . . X never expressed any
feelings of liking for the people and had complete control over them. You weren’t

allowed to show openly that you cared.’

Newly appointed staff were set up to fail in difficult care situations or one to one
encounters with clients. They also often lacked the necessary competence or
experience to perform essential care tasks well, let alone to respond
appropriately to violent or destructive challenging behaviours. Their abilities
were then openly questioned and they were emotionally undermined by the
principal alleged abuser, a practice that was sustained by other staff in the core
group who had moved from the old institution. The confidence of new staff to
challenge inappropriate practices was immediately eroded, especially without
management support. Some interviewees reported that they were encouraged to
hit service users by both example and deception. They were told that to do ‘the
first hit’ was important. After ‘the first hit’, the person concerned would respect
you and do as they were told. Such behaviours are typical of the ritualised
disciplinary techniques associated with institutions, such as humiliation and
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dispossession (Goffman, 1961) and exclusion and marginalisation (Foucaulr,

1977).

One of the alleged abusers was reported to have referenced how they had hit
their own children when justifying physical assaults against people with
intellectual disabilities. This mirrors the neutralisation of normal moral
concerns, a phenomenon that may be a product of the infantilisation of people
with intellectual disabilities (Wardhaugh & Wilding, 1993; Hollins, 1994).

Inexperience
‘I was totally inexperienced in this kind of work. I worked there for

three months without any form of training and had to sleep in on my
own after just two weeks.’

The relative inexperience of most new team members contributed to the late
recognition and reporting of abuse. An example was provided by one relatively
new member of staff who had no experience of working in social care services or
knowledge of intellectual disability. They also had no notion of the functions of
challenging behaviour or appropriate responses. This deficit was compounded by
a lack of training on challenging needs, the absence of positive peer learning and
review, no scope for reflective practice, the poor development, implementation
and monitoring of individual care programmes and the absence of applied
behaviour analysis and informed interventions designed to reduce the frequency

- and duration of challenging behaviours.

Wardhaugh & Wilding (1993) noted the association between the corruption of
care and particular pressures and kinds of work and the nature of certain client
groups. Lee-Treweek (1994) also referred to the lack of qualifications of many -
hands-on workers, with low pay, low social status and poor working conditions.
In this case study, individuals with challenging behaviours were supported by
some inexperienced staff, thus creating a disastrous formula which both
reinforced and helped sustain abuse. A similar culture was evident in the

Medway case study (Maclntyre, 1999).

Anti-professionalism
‘If you followed procedures or guidelines there would be hell to pay.’

‘Everyone was guilty of not following policies because you did not know
what else to do. After a while, boundaries became blurred and you began

to worry about how far you were going with self defence.’

The culture of abuse was aided by the absence of procedures and guidelines on
abuse and physical interventions within the provider service. This was coupled
with a lack of competence for supporting individual communication and positive
staff user interactions. At a wider level, there had been no training for staff on
abuse or adult protection or physical interventions. Physical interventions are
particularly relevant to responding to some people with violent challenging
behaviours (Harris, 1996; Harris et al, 1996) and their misuse or non-use can
result in serious injury which amounts to physical abuse (Spreat, et al, 1986;



Williams, 1995). Physical abuse may also therefore be closely associated with
negligence in the face of unacceptable risk taking (Baker & Allen, 2001).
Without clear guidance, inappropriate and abusive staff responses were
informally developed and learnt by the staff group.

Such interactions became routine and normalised within the service culture. Staff
demonstrated an unwillingness to engage local professionals and take advice
from outside the service. They consequently had no shared commitment to
implementing favoured philosophies of care or best practice, were unwilling to
keep the records and information needed for the development of effective
behavioural programmes and had little or no regard for or awareness of the
rights of people with intellectual disabilities. Williams (1995) has demonstrated
how abuse against people with intellectual disabilities can remain largely hidden
in high dependency care situations, and Hollins (1994) has observed that the risk
of abuse in dependency relationships is increased by the various gaps between
user needs and the meaning of disability and needs for the carer.

Risk Management in Adult Protection

Risk taking underpins best practice because it is the basis on which service users
develop their potential as individuals and lead more independent and meaningful
lives. It is also central to some particularly critical areas of practice, such as
supporting people with challenging behaviours, including the risks to the person,
other service users or staff and the risks associated with physical interventions
themselves. Risk assessment is designed to identify the level and nature of risk,
whereas risk management looks at the more complex relationships between risk
taking and other demands on services, such as duty of care and responsibilities

for protection.

In the context of adult protection, it is also helpful to consider the idea of risk
management at the macro-level, such as in the review of adult protection policy

or physical intervention guidelines. It is particularly important for organisations
because of its conceptual links to cost-benefit analysis (Eby, 2000) and the high
profile of performance management and best value in social care (Cambridge,
2000). A basic model for risk management and decision-making might include

the following criteria or actions (developed from Carson, 1990):

® draw up lists of competing considerations regarding the risk (benefits and
costs) to the authority or agency

® consider both the length of the respective lists as well as the relative
importance and weighting of the different factors

® identify. decision-making models at the various stages of the adult
protection process (single worker, team, senior manager, director,

specialist advisor)
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define the primary responsibilities of individuals in relation to lead and

)
management roles for adult protection generally and individual cases or
stages in particular

e identify any action that could be taken to reduce uncertainty, support the
agency or worker or inform decision-making

e consider the steps which could be taken to make the benefits or

advantages more likely to occur for the organisation, client, service and
staff concerned

e consider long-term gains and risks against short term gains and risks

record the decisions made, responsibilities for the actions recommended
and outcomes for policy and individual cases

® review the content and implementation of policies and guidelines in
relation to the above considerations.

In differentiating the immediate circumstances surrounding abuse from wider
systems factors within services, a potential framework for undertaking inquiries
can be devised (Cambridge, 2001). Such frameworks are helpful for focusing
attention beyond simplistic ‘bad apple’ interpretations of abuse. They encourage
inquiries to look beyond the immediate and obvious to the dynamics of the
establishment and its relationship with the outside world (Brown, 1999).
Conflicts such as those between the development and policing roles of purchasers
and regulators are more readily identified and are fundamental to understanding
how abuse is caused or facilitated. The interaction between ‘structural’ and
‘environmental’ factors and the ‘individual characteristics’ of staff and residents
will also be made more apparent (Rowlings, 1995; Clough, 1999):

I. Individual client level
Individual service users, their lives, characteristics, behaviours and experiences

form a natural focus and starting point for any abuse inquiry or risk assessment.

Sources of information: Engagement with support staff, outside specialists and
professionals. Relationships with other service users and family members.
Activity records and engagement data. Inputs from activity programmes,
keyworkers and behavioural specialists. Individual records, guidelines, case
notes, diaries, activity records and observational data. Individual assessments
and care plans, including behavioural support plans and any prescribed physical
interventions. Interviews with service users or their advocates or family

members.

Key questions: Are individual guidelines and recording systems for challenging
behaviour and physical interventions in place? How are they monitored and
reviewed? Is there an individual plan, activity programme and risk assessment
for each user? Is there a nominated care manager and are they in regular contact?
How are the views of relatives and advocates included? Is there an individualised
communication system? What does the individual client file contain and how is

it used?




2. Staff level
The qualifications, experience, backgrounds and amtudes of individual staff and

managers are central to the relationship with service users, interactions, activities
and consequently the quality of care.

Sources of information: Qualifications, experience and training in challenging
needs, physical interventions and adult protection. Numbers of staff receiving
“induction and refresher training in these topics. Job applications, references,
training records and supervision notes. Observations and interviews with staff.
Defined individual responsibilities for key-working and individual support.
Agreed individual roles and responsibilities in the context of team working.

Key questions: Are there explicit job descriptions and person specifications? Do
these reference challenging behaviour, physical intervention and adult
protection? Are there screening, induction and training programmes and what
do these cover? What individual supervision, appraisal and development systems
operate? How are rostering and deployment arrangements designed and how are
staff involved? What systems for peer review and supervision exist? Is there
protected time in team meetings for adult protection or wider practice concerns?
Are collective views formed and are actions and responses consistent?

3. Service level
The direct support and resources prov1ded for service users, staff and managers,

line management and supervision arrangements, providing the basis to sound

and supportive services.

Sources of information: operational policies concerning physical intervention,
risk management and intimate and personal care. The use of local procedures
and guidelines. Collective record systems. Planning and staff meetings. Systems
for monitoring challenging behaviours, determining their functions and the
interventions required. Group activity records. Induction arrangements and
service level procedures for adult protection. Training interventions provided and
planned, management responsibilities, recording of incidents and responsibilities
for developing and implementing policies on physical interventions, employer
responsibilities towards safety and well-being of staff (Harris et al, 1996).

Key questions: Is there regular staff appraisal and supervision? How are issues of
competence and quality addressed? What quality audit and resource
management systems exist? What. review and line management arrangements
exist within the providing agency? How are policies and procedures, such as
adult protection, intimate care and physical intervention implemented? Are
training interventions designed and targeted at the needs of the service and at the

staff group? What training has been received?

4. Professional and specialist level
The organisation of human resources provided for service users and the team

working in residential or day support settings and the management of outside
specialist or professional inputs, providing the basis for effective trans-

disciplinary working.
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Sources of information: Records and notes from different specialists and teams,
including social work, specialist challenging needs workers, psychology,
psychiatry and a range of therapeutic inputs. Care management records of
assessment, individual planning and case review. Allocated and agreed responsi-
bilities and actions. Adult protection risk assessment and risk management

records.

Key questions: Is care management organised and provided from outside the
service? Are responsibilities for the core tasks agreed? Is there an unambiguous
lead responsibility for each client? Is there an individual person centred planning
system? Do specialists come together for integrated service planning and review?
Are inputs from communication, psychiatry, psychology, social work and
challenging needs collectively negotiated and agreed? Is the residential team
routinely involved and consulted over decisions and the implementation of
plans? Are policies on physical intervention shared and owned across different

professionals?

5. Organisational Level
The visibility of adult protection policy and procedures in organisational systems

and cultures and guidelines for using physical interventions are necessary
prerequisites to effective adult protection practice.

Sources of information: Contracts and inter-agency agreements. Agency respon-
sibilities defined in policies. Lead and co-ordinating responsibilities within
purchaser and provider organisations. Job descriptions and person
specifications. Agency mission and value statements. Policies and guidelines on
high-risk areas of practice such as physical interventions and intimate care.
Evidence on performance from Best Value reviews. Agency records on the
management and outcomes of abuse alerts, investigations and inquiries.

Key questions: How policy and practice varies across provider organisations and
the mixed economy of provision. How adult protection policies and procedures
vary in coverage and depth. How visible are critical areas of practice such as
challenging behaviour in agency policies and procedures? What profile do
policies and guidelines on physical intervention have within the organisation?
What arrangements exist for reporting and responding to abuse? How abuse
policy relates to wider policies and procedures (eg, physical interventions). What
are the defined roles and responsibilities for staff and managers? How the agency
passes on any allegations, disclosures or concerns. How quality, best practice and

accountability are addressed.

6. Systems level
Considerations of process and organisation within the lead agencies for adult

protection, particularly in relation to policy development, are required for

effective policy implementation.

Sources of information: Commissioning strategies and community care plans.
Arrangements and specifications for care management. Reference to agency
responsibilities and co-ordination in adult protection and related policies. Agreed




systems for individual and person centred planning. Responsibilities for
inspection, registration and quality audit. Specifications for best value, care
standards and performance management. Training strategies.

Key questions: Is there a multi-agency policy? Are there competent local links
with the police and officers specialising in work with vulnerable adults and
witnesses?> How are adult protection expectations and responsibilities defined
through the contract? Is there a local adult protection training strategy? How
does the service audit address challenging needs and adult protection? How do
policies and training on physical intervention match up to accepted standards
(Harris et al, 1996; BILD, 2001)? How do provider organisations and their staff
access to such training? How is-adult protection and challenging behaviour
referenced in the community care plan? Is specialist training available or
commissioned on applied behavioural analysis? Are there total and
individualised communication systems? Have user advocacy services been

commissioned?

7. Policy level

The influence of No Secrets and other relevant central policy initiatives and the
use of research to develop evidence-based practice provide a baseline for

assessing local adult protection practice.

Sources of information: Recommendations and requirements of No Secrets. A
range of policy related materials and resources developed by government
departments, public agencies and campaigning groups (eg ARC/NAPSAC, 1993;
1997). Academic and research literature on adult protection, the abuse of people
with intellectual disabilities, challenging behaviour, physical interventions and
intimate care (eg as referenced in this chapter and book). Training initiatives (eg
BILD, 2001). Local and national investigations and inquiry reports.

Key questions: What is the nature of the implementation gap between national
policy and local practice? What are the deficits locally in relation to central
policy? Who is the local lead agency for adult protection? Are there allocated or
ring fenced adult protection responsibilities and resources across agencies? Are
policies and procedures reviewed on this basis of experience? Is intelligence on
the types, location, patterns and incidence of abuse collected and analysed and

are lessons dlssemmated>

Priorities for Reviewing Adult Protection Competence

The case study and above discussion has identified a raft of issues relevant to
reviewing the performance of adult protection and to targeting effective
management and practice interventions. The following priority areas emerge
from the discussion as particularly important markers for reviewing adult
protection capacity in services for people w1th intellectual disabilities and

challenging behaviours:



Support for whistle-blowers
Guidelines for protecting and supporting witnesses who blow the whistle on

abusive services or who disclose individual incidents of abuse should be an
integral part of adult protection practice and made visible in policies and
guidelines. They can help ensure that the emotional and psychological effects of
whistle-blowing or disclosing abuse and the social, economic and employment
disincentives to disclosure are minimised. Strong disincentives to disclosure often
exist within services, particularly if abuse is related to neglect or mistreatment
from colleagues, or woven with intimidation and conflict on staff teams or with

managers.

Adult protection training often relates experiences of victimisation as a result of
raising concerns about care standards or potential abuse or that agencies are
sometimes racist or sexist in their responses to disclosures. Strong signals are
needed that whistle-blowers will be supported to disclose abuse and helped to

navigate any subsequent investigation or inquiry.

Coherent action in responding
The difficulties experienced in disclosing abuse can be exacerbated by a lack of

competence in responding and the management of investigations or inquiries.
Critical considerations include confidentiality, safety for the service user, liaison
with other interests and agencies, conducting interviews and objectively
managing and interpreting the evidence (Cambridge, 2001). These depend on the
existence of clear systems for allocating responsibility, information exchange and
action and robust methodologies for collecting and interpreting the evidence.

Adult protection responsibilities need clear definition and allocation, using local
structures and processes.. Multi-disciplinary, inter-agency or specialist care
management teams will need to play an important part. Adult protection
planning meetings and case conferences are critical junctures in the process from
referral, planning, investigation, review and closure (AIMS, 1998; 1999).
However, management may be more complex than a linear process, and involve
feedback loops and parallel actions. Shared action planning with providers, the
police and other interests such as carers will also often be required.

Scrutiny of service quality
Quality audit, performance management, Best Value and inspection in services

for people with intellectual disabilities and challenging behaviours need to be
especially robust. These procedures can be designed to address and respond to
the recommendations of the Mansell report on Services for People with Learning
Disabilities and Challenging Bebaviour or Mental Health Needs (Mansell, 1993)
and the components of a local service strategy for challenging behaviour

(Mansell et al, 1994).

Similarly, a pro-active approach is required towards adult protection and related
areas of practice, such as physical interventions and intimate care. Explicit
reference to abuse, neglect and mistreatment should be routine and any
collection of indicators of poor quality or failure should trigger an open and
constructive investigation of care practices and standards. Wider consultation

178 The risks of getting it wrong: Systems failure and the impact of abuse




and investment in training and care standards should also be initiated between
purchasers and providers in order to facilitate longer-term partnerships and
agreed goals and outcomes. Communication between adult protection lead and
responsibilities and inspection and registration also require tightening, with

expectations for sharing information agreed. )

Individual service co-ordination
Although social services have lead agency responsibility for care management

(Department of Health, 1989), implementation is left largely to local discretion,
(SS/SWSG, 1991). As a consequence, a wide variety of arrangements have
emerged, as have gaps in competence (Cambridge, 1999b). In many care settings,
care managers are the only regular and relatively independent advocates for
clients. Yet contact may be infrequent and brief. Regular and intensive care
management is particularly critical for people with complex needs and where the
risks of abuse and mistreatment are highest. People with intellectual disabilities

and challenging behaviours are clearly within this group.

The roles of individual service co-ordinators or others working on contracts
should be linked with care management or provide an explicit care management
function with transparency about roles and process and responsibilities for the
core tasks. Many functions can be devolved to multi-disciplinary, inter-agency or
specialist team members and the evidence on productive care management points
to the need for continuous, single worker lead responsibility, particularly for
people with complex and challenging needs (Cambridge, 1999b).
Responsibilities across professionals and teams should be reviewed and redefined

based on a shared task or lead approach.

Commissioning and market management
Mansell (1993) recognised that commissioners should take a strategic view of

challenging behaviour and purchase services based on individual needs. This
requires a strategy which shifts from ‘removing’ challenging behaviour by using
out of authority placements or ‘containing’ challenging behaviour in low cost,
poor quality services to ‘developing’ local competence through investing in
management and staff training. Commitment, individualised services, effective
models of support, good management and investing in relationships were seen as
pre-requisites for reaching the ‘developing’ stage.

The intelligence needed for joint commissioners to develop a comprehensive
range of local services for people with intellectual disabilities and challenging
behaviours already exists (Mansell et al, 1994; Greig et al, 1996). Such a strategy
has been defined as comprising the key components of prevention (aiming to
reduce the incidence of challenging behaviour), early intervention (from an \
awareness of the information required to identify the emergence of challenging |
behaviour), the provision of technical and practical support (of sufficient ' }
intensity to bring about changes in behaviour), placement development (to !
reflect peoples’ special needs) and crisis management (to intervene safely and j
with minimum force in order to prevent self-injury to the user or violence .

|

towards others).




Maintaining accountability across service systems
Cambridge & Brown (1997) commented on the risks to accountability in social

care markets:

‘Management functions located within single hierarchies have been
replaced by agreements reached across agency boundaries. Lines of
accountability have been extended, important functions have fallen
between different agencies and specific knowledge and expertise has been
lost or dispersed, creating fractures in user involvement, accountability,

information and communication.” (p. 28).

The joint commissioning models outlined in Partnership in Action (Department
of Health, 1998) and the Partnership Boards proposed in Valuing People
(Department of Health, 2001), provide opportunities to close gaps in
information and -accountability and commission safer services for people with
challenging behaviours and specific reference has been made to commissioning
and inspection and registration in relation to adult protection (Brown, 1996;

Brown et al, 1996).

Best Value, an integral part of the Government’s new approach to social services
performance and care standards (Department of Health, 1998; 1999), is another
example. However, we need to recognise the limits of such generic approaches to
cost, quality and market management in areas such as adult protection and
challenging behaviour (Cambridge, 2000). Costs may be hidden, and outcomes
difficult to define in such areas of support and intervention (Knapp &

Cambridge, 1997).

Opening services to scrutiny
Isolation occurs where individuals are placed in out of authority or private care

settings where regular scrutiny from care managers, relatives or advocates may
be impossible. Isolation also happens when the person’s profound and multiple
disabilities or the topography of their challenging behaviour militates against . .
engagement, communication, positive contacts and interactions with other
residents and staff. Profound intellectual disability or seriously challenging
behaviours are also likely to require regular intimate and personal care
conducted in private and isolated care settings (Cambridge & Carnaby, 2000a),
or responses and interventions which increase adult protection risks (Harris et al,

1996).

Such isolation can be countered by opening staff and managers to wider peer
review and by commissioning independent advocacy. However, working groups
comprising a range of interests and people who know the client can be used to
help with individual planning and support (Cambridge & Carnaby, 2000b) and
with monitoring progress more widely. Specific task and working groups can
also be established for staff or particular services to create links and information
exchange with other services and encourage reflective practice. They can also be
developed around particular themes such as challenging behaviour and physical
interventions, bringing together experience and exchanging information and

intelligence.




Concluding Observations

The service culture in the case study displayed institutional characteristics. It was
inward looking, punishing and neglectful. It also echoed many of the features
associated with the corruption of care, including the neutralisation of normal
moral concerns, particular models of work, and the importance of user group
characteristics. These combined to create a culture of abuse and exploitation.
Management systems, contracts, service audit and care management, and the
input of specialist challenging needs workers failed to protect service users from

abuse.

At a broader level, the case study and other inquiries point to inherent
weaknesses in our care systems. These exist at all levels, but most concerning are
those between different professionals involved with individuals or services and
those between commissioners and providers of services. Inter-disciplinary
working is often fractured by accountability to different agencies and different
lines of management and professional accountability. The limits imposed on
inspection and registration and also its management distance from social services
can create the circumstances under which adult protection concerns remain

hidden.

In fighting abuse in services for people with intellectual disabilities we therefore
need to consider the wider context to abuse, as much as the individual charac-
teristics of abusive acts or interactions between staff and residents. The argument
has been made that abuse can be linked to poor quality services, and that it is
possible to identify common failings in services and service systems which
contribute to opportunities to abuse or to abuse remaining hidden or unreported.
A hierarchical model has been offered to help structure adult protection risk
management and for the conduct of abuse inquiries. It also provides a
framework for reviewing adult protection competence and navigating the

complexities of case investigations.

The resource implications of taking adult protection practice forward in services
for people with intellectual disabilities and challenging behaviour is very
significant and includes policy development and review, staff training, the pump-
priming of specialist “services (such as advocacy and individualised
communication), workload management across community teams and caseload
management for care managers and senior practitioners. The costs attached to
individual investigations can also be very significant in terms of administrative
support and the professional time taken up with planning, strategy meetings and

case conferences.

Lead adult protection agencies, usually social services departments, also need to
review the effectiveness of their policies and guidelines through the collection of
information on alerts, case conduct and the outcomes of investigations
themselves. Local adult protection intelligence requires systems for information
recording and analysis. Similarly, the constant scrutiny and review of patterns in
the use of physical interventions and their outcomes and effectiveness of training
strategies (BILD, 2001) will be required. Such reviews should also examine the




quality and effectiveness of individual guidelines targeted at high-risk situations
involving particular carers and service users (Baker & Allen, 2001).

Such demands suggest the top slicing of resources for adult protection and
development in specialist areas such as physical intervention. Another solution is
the demarcation of protected adult protection responsibilities for senior
practitioners or specialist teams. Although an alluring panacea for hard-pressed
managers, the latter is unlikely to present a durable and robust solution (the
Mansell report, 1993, presents a parallel debate about specialist or mainstream
competence in challenging behaviour). The reality of functional segregation is
likely to be dysfunctional adult protection practice, as specialist workers
experience resentment and resistance and mainstream managers, practitioners
and front line staff consider adult protection to be someone else’s issue.

Failure to act on abuse, such as the misuse or overuse of physical interventions,
has potentially very severe implications for services, staff and client care, as has
been seen illustrated by the outcomes of the Longcare and Maclntyre cases.
Other case studies (Cambridge, 1999a) both have illustrated the wider impact of
abuse on a range of parties and interests both within and outside services. In
addition to the potential longer-term effects on service users themselves, the
anxiety, distress and suffering caused to parents and families is often immense

and also long-term.

In our fight against abuse, we also need to recognise the importance of
empowering staff and managers. Part of the solution is to effect a conceptual and
operational shift from purely punishing responses, which scapegoat individuals,
to facilitative and emancipatory responses, which allow people and services to
learn from such experiences and progress as workers, professionals, teams and
organisations. This needs to go hand in hand with valuing staff and managers.
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Abuse inquiries as learning tools
for social care organisations

Paul Cambridge

Introduction

As learning tools for organisations and indeed for wider society — in relation
to how social care services are funded and organised, and how we value differ-
ence and disability — abuse inquiries expose limits and present opportunities.
The purpose of this chapter is to explore how abuse inquiries at both local and
national levels can be as productive as possible in relation to learning, while
remaining functional. In undertaking this task, a focus is provided on services
for people with learning disabilities. A major aim of most inquiries will be
learning, but it is observed that there are limits to the extent that learning
from individual inquiries can be transferred to services in general. However,
some observations are evident for adult protection in general and services for
people with learning disabilities in particular.

Such an analysis needs to explore the different purposes of abuse inquiries,
which are established for a variety of reasons (other than organisational
learning). Considerations of inquiry construction, design, and process are also
relevant — sound inquiries and robust methodologies have the capacity to
generate reliable and transferable findings and associated learning opportu-
nities. Part of the task is also to consider the wider and sometimes multiple
demands experienced by social care organisations — political pressures and
resource constraints can distort inquiry design and process and the interpre-
tation of evidence.

Litcle attention has been given to lines and hierarchies between local and
national inquiries, local inquiries and investigations of individual cases and
the potential connections between these different hierarchies and levels of
inquiry. In-house alerts may lead to investigations, which may lead to broader
inquiries, depending on respective outcomes and visibility. These will involve
the police if criminal acts are alleged or suspected. Sometimes, situations may
be so confused, complicated or disastrous, that national inquiries are needed,
encompassing any local actions, findings or interventions. The respective
learning from different levels of inquiry therefore needs to be carefully
targeted.




Box 1.1 The Inquiry process — a case study

e Established by local commissioner, in response to disclosures of abuse and
service collapse _ . .
Service provided in small group home for two people with learning dis-
abilities and challenging behaviours

e Terms of reference and background information provided

Ran in parallel to police investigations . .
Small local team established to lead inquiry including health, social services
and independent representatives

Undertook interviews with staff and managers

Additional information and chronologies developed

New disclosures of abuse emerged

Issues of race and culture surfaced

Users unable to be interviewed

Parents declined interview due to legal action

Developed analysis of culture of abuse

Provided recommendations in key areas of organisation and policy
Developed action points for commissioners, providers and services
Reported to joint public body

(Cambridge 19992)

In addressing the above tasks, reference will be made to my own e).(perience
as a member of a local inquiry team, and the individual and collective le‘am-
ing, as well as the local and general findings from this inquiry (Cambridge
1999a). Often there is lictle linkage between .the management of abuse
inquiries and practice, let alone an attempt to link such work into broader
knowledge or use it to inform academic work and re'searck.l. BP’F 11.1 'proﬁlies
the case study inquiry into abuse in a small learning disability residential
service which is referred to at various points in this chapter.

What we know already

Scrutiny and exposure of poor quality or abusive serv.ices' k}a.\/e clearly led to
improvements in the lives of people with learning disabilities through new
philosophies of support and service models and better management ar'ld prac-
tice. Critical analyses of institutionalised care (Townseqd 19.6‘2; Morris 1969;
Robb 1967) and a chain of abuse scandals, exposés and inquiries .(e.g. Depart-
ment of Health and Social Security 1969, 1971 and 1974), conmbute.d to the
closure of the long-stay institutions and the development of community care.
These helped to address fundamental questions of segregation, isolation and
neglect, which were themselves characteristics of abusive regimes. However,

we have since learned that deinstitutionalisation per se does not protect against
the abuse and neglect of people with learning disabilities.

Inquiries into the abuse of people with learning disabilities in community
based residential services such as Longcare (Buckinghamshire County Council
1998) or less structured exposés (Macintyre 1999) also influenced government
and public opinion, with adult protection being made visible in efforts to
improve value and performance management in social care (Department of
Health 1998, 1999). Indeed, it could be argued that accumulated evidence
and heightened national awareness and guilt stemming from such exposés
have been instrumental in ensuring the prominence and implementation of
national policy and strategy in generic adult protection as exemplified in
No Secrets (Department of Healch 2000).

Adult protection policy and practice had previously tended to develop
ad hoc, through a growing body of research evidence, mainly in services for
people with learning disabilities and particularly in relation to sexual abuse
(e.g. Brown ez 2/. 1995). Logic and understanding progressed through a
series of reports and texts building on clinical, management and practice
experience, outside a strategic national policy framework (see, for example,
Brown 1996; Brown et a/. 1996; ARC/NAPSAC 1993 and 1997; AIMS
1998, 1999).

Most inquiries, together with the raft of historical evidence on abuse in
institutions, have tended to identify common factors associated with abusive
cultures and regimes. Whilst such factors have the potential to be used as
indicators or predictors of potentially abusive service environments or depen-
dency relationships, they are also frequently characteristic of poor quality
services per se (Cambridge 2002), suggesting conceptual links between abuse
and service quality and between competence and resources. Such links, how-
ever, also dilute their usefulness as learning points for organisations or poten-
tial triggers for intervention in relation to adult protection.

The Longcare Inquiry (Buckinghamshire County Council 1998) into abuse
in a private residential service for people with learning disabilities, starkly
illustrated how the institutionalised abuse of people with learning disabilities
can emerge in community based provisions, with residents systematically
sexually and physically abused and subjected to humiliation and neglect.
The inquiry found that social services had continued to purchase care despite
various allegations of abuse and that the inspection service had failed to spot
or act on the appalling conditions prevailing. Such observations point to how
fractures in accountability across contracts and functions in community care
markets can lead to isolation and increased risks for service users (Cambridge
and Brown 1997).

Martin (1984), reviewing the findings of abuse inquiries in institutional
(hospital) care, summarised the ingredients of institutionalised abuse as
individual callousness and brutality, low standards and morale, weak and




ineffective leadership, pilfering by staff, vindictiveness towards complair'lar'lts
and the failure of management to concern itself with abuse, characteristics
also theorised by other observers (Goffman 1961; Foucault 1977). .

The combined evidence from a range of studies and commentaries on
abuse in the community describes the primary char_acterlsacs of abusive
cultures. These include isolation, ineffective superv.ismn apd management
distance, intimidation, institutionalised practice, 1gexper1ence gnd ' anti-
professionalism (Cambridge 1999a). Also significant is the neu.trahsatlon. of
normal moral concerns, particular models of work, inward look?ng. organisa-
tions and the nature of certain client groups (Wardhaugh and Wilding 19_93).
Isolation, coupled with routinised personal care work and control of prlva4te
spaces by staff have been referenced as related fa.ctors. (Lee—Tr.ev.veek 19953,
along with invisibility in high dependency care situations (\Wllham} 99 ;
such as the vulnerability of clients in private and intimate care situations
(Cambridge and Carnaby 2000a, 2000b). . . S

Other formulations theorise risk factors and their location, h_1ghhghtmg
the boundaries and relationships between abuse, neglect and mistreatment.
These include carer stress leading to abusive or neglechul care (qusey
1994), which is increasingly an issue in unpaid care and in services w1th§
poorly qualified workforce where igcreased pressures on performance an
regulation impact on management time. _

Wolfensberger (1975) described the production qf sgb-human lar}gu;.ige
and images associated with infantilisation, d.ep?rsonahsatlon, dehumaglsatlon
and victimisation and Sobsey (1994) identifying the use of.eupht?mls.n.ls. to
decriminalise crimes committed against people with lgarnmg dlsabllmes,
highlighting the social learning of abuse by staffanc.i service users as witnesses
and victims. The various interpretations and meanings of d?pender}cy which
can distort the caring relationship have also been described in relation to the
risks of abuse (Hollins 1994), as have the construction and management of
private and collective care spaces in services (Biggs ef al. 1995). O.ther obser-
vations include the lack of competence in critical areas of practice such as
physical interventions (Harris 1996; Harris et al. 1996) and intimate care

(Cambridge and Carnaby 2000a).

The purpose of abuse inquiries

Inquiries into the abuse of people with lea'rning d%sabilities and (?ther vulner-
able adults and children will not succeed in ensuring that abuse never ba{)pezs
again or never happens to someone else’, desplFe §uch aims frequently being vo1ceff.
Individual circumstances and characteristics relatmg.to service users, staff,
social and physical environments and wider organ{satu.)nal' and resource
systems provide unique combinations of factors, ma.kmg it dlfﬁcu%t to con;‘
struct transferable lessons. However, the construction and organisation o

services also have much in common and if general lessons are to be drawn,
then they need careful rargeting and interpretation in relation to the specific
service or care domains in which they occur. Learning for local organisations is
easier, as recommendations tend automatically to reflect local conditions,
assuming that such considerations are properly addressed.

Rowlings (1995) and Clough (1999) focus on the interplay of ‘structural’
and ‘environmental’ factors with the ‘individual characteristics’ of staff and
residents as a means to understand how abuse is caused. Systems of regulation
and management along with the nature of communal and private spaces can
therefore be related to how individuals in care situations interact, how and
where abuse might surface, whether, where and when it is recognised and
what measures are taken to detect or respond to abuse. Building on such
systems approaches, it has been possible to identify a series of levels within
a service system to assess and manage risk (Cambridge 2003) and to interpret
and locate the findings of an abuse inquiry (Cambridge 1999a).

In addition to providing lessons, abuse inquiries have a number of other
potential roles that need to be considered when developing learning points.
(Cambridge 2001). These include demonstrating openness and a recognition
of responsibilities among commissioners or providers, acceptance of public
and management accountability, signalling a willingness to address failures
in service management or organisation, and making a commitment to user-
centred services, quality and value.

National inquiries such as Longcare (Buckingham County Council 1998)
have the additional function of demonstrating wider political recognition of
the needs of vulnerable adults and socially excluded groups such as people
with learning disabilities. In addition, they signify the importance of respond-
ing to particularly serious disclosures of abuse and recognising some level of
political accountability in higher tiers of government. Therefore, they reflect
situations where national guidelines or standards have been disregarded, the
severity or scale of abuse is such that local inquiries are likely to be inadequate
or public sector agencies have transparently failed to meet their statutory
responsibilities. Issues of public interest or wider public good may also deter-
mine the level of any inquiry as well as press for wider coverage or concern in
the media. Also impacting on the profile of inquiries will be the perceived
failure of regular quality monitoring or review arrangements, or where
there has been a deliberate attempt to cover up disclosures or failures to ac
(Cambridge 2001). ‘ '

Most inquiries, rightly or wrongly, also seek to establish some level of indi-
vidual responsibility or blame. However, caution needs to be maintained
when interpreting evidence of abuse in relation to individuals, with some
important caveats evident for interpreting the findings of such inquiries
and the consequent development of organisational learning.




General limits to learning

‘Failings in care’ cases of abuse are easy to att.ribute to an _individual or group
of people and their particular actions or ina.ctxons, suggesting a degree of indi-
vidual culpability. However, such conclusions are potentially naive and even
dangerous, in that they can distract attenFion away from more fundamental
learning points for organisations. Blaming someone can be used as an
excuse for not making broader systems level improvements, for example, in
relation to inter-professional working or care management. '

The focus on individual perpetrators or blame also constrains the inter-
pretation of abuse as a product of wider social determinants (Sobsey 1.994).
More relevant are service level factors and explanations for abuse w1th1r} the
economic or socio-political context of service provision and labour r.elatmns,
or as a product of disorganised capitalism (Harvey 1989). Car.nbrldge. gnd
Brown (1997) identified the influence of the market shift in service provision
in the UK in the 1990s on service production, leading to de-professionalisation
and casualisation of the workforce and business styles of management. Such
shifts have distorted user-centred provisions, fractured accounFab111ty and
distanced service users from decision-making, raising additional risk manage-
ment and duty of care concerns for adult protection. o .

The scrutiny of practice and management in abuse inquiries Tmll usua.lly
be undertaken through a general trawling exercise of available information
and evidence. However well such exercises are designed ar.ld underFaken
(Cambridge 2001), there are potentially seri(?us methodological and inter-
pretative pitfalls to be acknowledged and avoided. S

These include interactions between staff and users or particular inter-
ventions such as physical restraint. Abuse can .be gttributed to them in a
simple cause and effect relationship, yet correlation is not the.same as causa-
tion. Implicated behaviours may have been hgppemng prev1ously without
abuse as a hypothesised outcome and such behaviours may be gstabhshed el§e—
where in services without attracting attention or even be sanctlongd. Eveg ifa
cause and effect relationship between individuals, staff or client behavu')l.lrs
and abuse can be established, this may fail to acknowledge the complexities
apparent from a deeper analysis of intent or experience on the part of the
abuser and abused. o o

When interpreting evidence on prevalence and incidence fr.or_n statistics or
when constructing chronologies of events or actions,. local policies and guide-
lines may provide useful baselines. However, multiple abuse may .be better
recognised with generic policies and procedures (Brown and Stein 19?8)
and reports may mainly concern service users z_ilreac.ly known to the organisa-

tions involved, diverting attention from risks in private and unregulated care
Setltﬁl[;fosérying aspect of high profile abuse inquiries is that chey_ ri.sk dis.tract—f
ing attention away from home circumstances and at worst, providing a sort o
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voyeuristic gratification that such terrible things could ‘never happen here’.
It is important that we acknowledge the limits of inquiries and investigations
in relation to prevention, but also understand how to disseminate most
effectively the lessons transferable to general practice. Although admitting
to mistakes or failures can be a positive learning experience and help make
services more open and less defensive and arguably safer, errors of professional
or management judgement which can be linked to abuse need to be placed
in an operationally and organisationally appropriate context to be valid.
Conversely, if lessons are culturally inappropriate, counter-intuitive or ignore
the reality of management or practice experience, then they will be of lictle
use to care staff, families or practitioners.

Graphic descriptions of individual cases of abuse can undoubtedly help
increase our understanding of how a culture of abuse can develop, the risk
factors and characteristics associated with the perpetrationof abuse and the rea-
sons abuse sometimes remains unchallenged or informally sanctioned. There
are many complex reasons why colleagues who witness abuse, managers in
service providing organisations and senior managers in public sector purchas-
ing agencies, sometimes fail to recognise abuse or are reluctant to disclose it.
Only by making such situations stark, is it possible to increase our awareness
of risk, remain alert and develop interventions designed to minimise oppor-
tunities for abuse or maximise the chances of early detection.

In fighting abuse we also need to recognise the importance of empowering
service users, advocates, front line staff and managers in relation to best care
practices. For example, ways to address the low levels of self-advocacy in
services for people with learning disabilities, coupled with a reluctance to dis-
cuss certain aspects of sexuality, the difficulties in organising quality intimate
and personal care and the problems associated with developing safe physical
interventions for challenging behaviour, all suggest the need for a paradigm
shift from receiving services to promoting user and staff rights.

In relation to managing the consequences of disclosures of abuse, we also

~ arguably need a parallel shift from punitive responses, which scapegoat indi-

vidual managers and staff, to facilitative and emancipatory responses, which
empower and encourage positive changes in behaviour and attitudes. Such
responses could also help confront the need to address power relations within
social care organisations and between professionals and service users. Non-
punitive approaches to tackling abuse — as opposed to a serious sexual or
physical assault, where there are legal responsibilities and where the criminal
justice system actually stands some chance of success — maximise oppor-
tunities for individual learning. They also create chances for professionals,
teams and organisations to productively learn from and apply the findings
of abuse inquiries or local case investigations in grounded ways.

Part of the answer is clearly systemic, lying in valuing users, staff and man-
agers and investing in human capital in ways which avoid institutionalising
that investment in the propagation of power and powerlessness. The White




Paper, Valuing People (Department of Health 2001) and the raft of changes in
relation to best value, inspection, care standards, quality and workforcF: .devel—
opment in social care initiated by New Labour represent opportunities for
landmark steps in the right direction. However, implementation apd d.ehver—
ing the outcomes expected will be a huge challfegge for all working in and
living in services for people with learning disabilities.

Extending the boundaries to interpretation and
understanding

The impact of abuse on people with learning disabilit'%es can be severe apd
prolonged. Their particular vulnerabilities outlined ea}rlxer mean thgt abju‘snlve
experiences can be particularly difficult for people with learning d15ab111t.1es
to understand outside an individual context of self-blame and negative
self-image. There are also limited opportunities for people with learning 'dlS-
abilities to disclose abusive experiences, such as through sex educatlo.n.
Disclosure is furcher restricted by the poor development of self-advocacy in
many localities, the continued exclusion of people with more prf)found z.md
multiple learning disabilities and the difficulties often experienced in accessing
psychological therapies. This is despite evidence that most cases of sexual
abuse, for example, are detected through self-disclosure (Brown ez a/. 19?5).

Table 11.1 summarises a formulation for defining suspected abuse Wh}ch,
unlike some approaches, acknowledges that there are sometimes no clear lln_es
between intent and experience and that many cases of suspecte_d abuse will
be very difficult if not impossible to be sure about. Boundaries also vary
immensely between the different types of abuse perpetrated and the levels

and extent of abuse.

Table 1 1.l Deconstructing the boundaries between intent and experience

Categories of intent  Intended as abusive  Not intended as Difficult or imposs;ble
and experience abusive to ascertain intent

Should be initially
treated as abuse

Experienced as Clearly abuse Probably abuse.

abusive

Not experienced Generally Clearly not abuse  Probably not abuse

as abusive considered as
abuse
Difficult or Should be initially ~ Probably not abuse Impossible to tell

assumed and whether or not

impossible to 4
treated as abuse abuse

ascertain how
experienced

Developed from McCarthy and Thompson (1994)

Examples include the direct sexual abuse of a person with a learning dis-
ability by a non-learning disabled person, compared with the failure to keep
to agreed care guidelines because of pressure of work. Non-consenting sex
may not always be experienced as abusive. There may sometimes simply
not be the information required to ascertain whether a particular act was or
was not abuse. People with a severe and multiple learning disability might
be unable to relate their experience of an act or interaction because they
have not learned effective ways to communicate non-verbally.

Before we learn how to respond to abuse and learn from our experiences
recognising and managing individual abuse investigations or wider inquiries,
we need to acknowledge the limits imposed on our individual and collective
understanding and interpretation.

Accepting the variability and continuum of uncertainty inherent in the
above framework, it is also evident that we require a range of flexible
responses and robust rationales. Investigations and inquiries generally have
the capacity to develop these. At the individual level, for example, adult
protection investigations, through planning meetings and case conferences,
should develop rationales for action, intervention and worker responsibility,
or indeed inaction. Internal inquiries, navigating a variety of sometimes

cconflicting or contradictory evidence should have the capacity to distil critical
information and interpret evidence, in making effective and useful recom-
mendations. In short, we need to think about how we can respond most pro-
ductively to abuse when it is recognised, and this will often require creative
and lateral thinking.

Some responses to proven or suspected abuse may be similar or identical
therefore, to interventions to improve poor quality care or low management
or practice standards. We will need the capacity and resilience to adjust
thresholds and tolerance in relation to individual circumstances unless we
are to sink into a conceptual trap and moral quagmire. The same requirements
apply to effectively transferring lessons to management and practice.

Brown and Stein (1998) identified the tension between formal and informal
responses in relation to thresholds for responding and other workload con-
siderations. The former included ‘draconian’ and ‘all or nothing’ approaches
and the latter ‘tea and sympathy’ and ‘blind-eye’ approaches, the ability to
differentiate being seen as a key to coherent reporting and effective inter-
vention. This approach recognises the need to ground responses in an under-
standing of local pressures and demands while trying to maintain notions of
fairness, equity and justice in adult protection practice. Most importantly,
responses should be both informed and value led, with the consequences
for users, services and organisations fully considered. Only by facilitating a
shift from defensive management and practice to openness and honesty can
we begin to learn real lessons about providing good quality support and
care for people with learning disabilities.




In the context of adult protection it is also helpful to consider the idea of
risk management at the macro-level (Cambridge 2002). Such approaches are
particularly important for organisations because of their conceptual links to
cost—benefit analysis (Eby 2000) and the high profile of development of func-
tions and processes such as performance management and best value in social
care (Cambridge 2000 and Cambridge 2002 — developed from Carson 1990).
The construction and application of effective learning points for organisations
will be an essential part of such an approach. Effectiveness will be determined
by a range of considerations, including identifying action that can be taken to
reduce uncertainty. N

It is important to support the agency or worker in informed decision-
making, to define the steps which need to be taken to make the benefits or
advantages more likely to occur for the organisation, client, service and
staff involved and reference the long-term gains and risks of particular actions
against the short-term ones. Identifying action points and pr'iorities for
implementation, suggesting mechanisms and devices for facilitating consul-
tation and change and linking these to agencies and organisations within the
local service system are helpful ways of mapping the desired state and the
organisational and individual responses and actions needed to achieve it.

Developing wider frameworks for understanding and
learning

It is useful to differentiate the immediate circumstances and individual
players surrounding instances of abuse from wider factors within service
systems that potentially influence the recognition, conduct or management
of abuse. In the inquiry described in this chapter (Cambridge 1999a), the
characteristics of a particular culture of abuse were identified and described
at four different levels within the service and service system: the individual
(user); house (service); professional (team) and organisational (provider).
However, a broader hierarchical framework can be constructed for risk assess-
ment and management in services for people with learning disabilities, build-
ing on the original four levels (Cambridge 2003).

Such analyses help focus attention beyond simplistic ‘bad apple’ interpreta-
tions of abuse, such as the actual abuse perpetrated over a period of time by
the proprietor in the Longcare example (Buckinghamshire County Council
1998). They help structure more systemic action and meaningful learning,
for example, how the abuse developed, why it was tolerated for so long and
what interventions might have prevented it. This encourages inquiries to
look beyond the immediate and obvious to the dynamics of the establishment
and its hierarchy and relationship with the outside world (Brown 1999),
allowing conflicts such as those between the development and policing
roles of commissioners and regulators to be taken into account.

The argument has been made in the first part of chis chapter that abuse can
be linked conceprually to poor quality services and it is possible to identify
common failings in services and service systems which directly or indirectly
contribute to opportunities to abuse or to abuse remaining hidden or
unreported. Quality in services does not simply relate to the direct support
of service users, although this is a fundamentally important dimension —
demonstrated by the dominance of normalisation and social role valorisation,
an ordinary life and the five accomplishments in services for people with
learning disabilities (Wolfensberger 1980, 1984; King’s Fund 1980; O’Brien
1987), supported by research evidence on levels of engagement and staff user
interaction (Jones er a/. 1999; Felce et al. 1998).

Quality is also concerned with management and support systems for staff,
team-working and reflective practice, the implementation of policies and
guidelines in critical areas such as physical interventions and intimate care,
care management arrangements (Cambridge 1999b). As implied earlier, it
is also critically dependent on the effective implementation of contractualism
and market management, joint commissioning (Cambridge 1999c), best value
and performance management (Cambridge 2000). The management, policy
and interventions required to implement such instruments need to keep
dimensions of user and policy outcome, such as adult protection, in sight.
These include user-centred arrangements such as person-centred planning
and direct payments, for example, and how users are protected from abuse
or exploitation within them.

Hierarchical models can also be utilised to construct and target learning for
organisations from abuse inquiries. The seven levels outlined below provide a
framework for reviewing the robustness of services in relation to critical
factors for adult protection and for the navigation of adult protection
inquiries and the conduct of investigations.

I. Individual client level

Individual service users, their lives, characteristics, behaviours and experi-
ences form a natural baseline for constructing lessons from an abuse inquiry.
Information will include individual planning, behavioural programmes,
activity records, engagement, individual guidelines and so on.

2. Staff level

The qualifications, experience, backgrounds and attitudes of individual sup-
port staff are central to relationships with service users, interactions, activities
and consequently the quality and the appropriateness of care. Information for
any inquiry may include training records, job applications, job and person
specifications, supervision and appraisal records, observational data on inter-
action and so on.




3. Service level

The direct service supports and resources provided for service users anq Fhe
staff team, staff and management cultures, line management and supervision
will usually require scrutiny and action in abuse inquiries. Such information
will include operational policies and guidelines, planning 'ar%d. staf_f recor'ds,
systems for recording and sharing information, group activities, induction
systems and so on. :

4. Professional and specialist level

The organisation of human resources provided for or directed to service users,
including team working in residential or day support settings and the
management of specialist outside inputs, provide the basis for effective trans-
disciplinary working. Information in this area will include assessment records
and notes from different professionals and specialists, training records, care
management systems and records, risk assessment and risk management

information and so on.

5. Organisational level

The visibility of adult protection policy and procedures_in orgar%isati(?nal
systems and cultures and guidelines for using physicz'll interventions is a
necessary prerequisite to effective adult protection practice. Information w1.11
include contracts and inter-agency agreements, responsibilities defined in
policies, agency mission and value statements, appointment and supervision
procedures, best value reviews and so on.

6. Systems level

Considerations of process and organisation within the lead agencies. fgr adult
protection, particularly in relation to policy develop@ent apd training, are
required for effective policy implementation. Information will 1pclude com-
missioning strategies and community care plans, service plannmg'and care
management arrangements, inspection and registration records, service audit,
training strategies and so on.

7. Policy level

The influence of No Secrets and other relevant central policy initiatives and the
use of research to develop evidence-based practice provide a baseline. for assess-
ing local adult protection practice. Information will inc%ude.pf)l.lcy reports
and documents, academic and research literature, training initiatives and

inquiry reports.

Methodology, process and outcome

Investigative methodologies are an essential part of the inquiry process and
relevant to the subsequent reliability, validity and usefulness of any lessons
and recommendations. A number of methodological considerations are evi-
dent, mirroring approaches to utilisation focused evaluation (Patton 1997).
In the particular inquiry referred to in this chapter (Cambridge 1999a,
2001) questions were asked from the start, about the accountability and
autonomy of the inquiry, the type and level of information required, how
best to collect a range of supporting evidence and how findings would be
used.

An essential starting point is to identify and define the terms of reference.
It may also be helpful to say what the inquiry should #os include or is nor
about, for example, not interviewing people about whom allegations have
been made or who are being investigated by the police. More practical con-
siderations include expectations for reporting and delivery, for example, to
whom the report will be going, when it will be required and what it will
be used for. Such an approach will assist the inquiry panel plan and timetable
its work, target the report and recommendations and address considerations of
confidentiality (Cambridge 2001). It will also help answer the basic question
‘what is the most effective way to deliver the information required by the brief
in relation to the various limits evident?” and map the broader demand and
response system in which the inquiry will operate (Beckhard and Harris
1987).

Internal management and accountability for inquiries need to be trans-
parent in order to maintain credibility within the organisation(s) involved.
Clear leadership will be required in order to undertake key tasks effectively
(Cambridge 1999a, 2001). Relevant concerns include:

e handling and processing inquiries from any advisory body, with the help
of a co-ordinator or lead link. The Chair is often best placed to perform
this function; '

e co-ordinating the work of the panel with various outside interests. The
Chair should oversee co-ordination, but individual members may be
best placed to liaise with their respective parent organisations or hold
the skills or identity to work most effectively with families, carers, advo-
cates or other interested parties, with advice from and feedback to the
inquiry team; '

e chairing meetings of panel members. Status, experience and respect are

important ateributes for this task and this usually means a senior manager
from health or social services may be best placed to chair the inquiry
panel or team;
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e managing lines of accountability within the inquiry panel itself. The
Chair, with the support of an administrator, would usually hold this
responsibility;

e helping make strategic decisions about the conduct of the inquiry.
Ideally, this should be a collective decision by consensus in the core
team, but the Chair may on occasions need to direct the team on the
basis of legal advice or operational expediency, depending on the critical
nature or urgency of making a decision;

o liaising with and updating the commissioners of the panel. Regular writ-
ten or verbal reports should be passed through the Chair to the commis-
sioners, following circulation and consultation amongst the team. It will
help if one person takes the lead in drafting reports or updates;

e leading contact with the police or liaison with other investigations. The
Chair will usually undertake this responsibility with effective adminis-
trative support and feedback and updating for the wider team;

e managing the reporting and dissemination process. Again, an individual
team member with good writing, reporting and communication skills
can be delegated this task following drafting, circulation and consulta-
tion amongst the team.

Abuse inquiries should also consider the benefits of involving someone on
the inquiry panel without local interests or connections, thus providing an
element of objectivity and a capacity to compare circumstances with those
elsewhere. Ideally, such individuals should have broad perspective or experi-
ence of the management and practice issues in social care, the specialist needs
of the user group in question and an understanding of the nature and charac-
teristics of abuse.

Someone in such a position might be an adult protection co-ordinator from
another local authority, a specialist senior practitioner in learning disability,
an’ experienced care manager in adult protection or an academic involved
in applied research in adult protection, learning disability, challenging
behaviour or any area of expertise relevant to the particular case or investiga-
tion. Such involvement can help maintain the wider credibility of the inquiry
and relate local evidence to wider management or practice experience or
research evidence.

In services for people with learning disabilities, it is virtually unheard of for
a user representative to be directly involved in an inquiry, but there is no valid

reason why a user representative or someone from a self-advocacy group

should not be directly involved in interpreting the evidence, helping make
recommendations or safeguarding the interests of those who may have been
victims.

In cases of abuse which include oppression on the basis of race, culture or
ethnicity or where gender or sexuality have played a particularly visible part,
best practice would also suggest equivalent representation on the inquiry.
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This will help ensure that investigations are grounded in the experience of
structural or institutionalised oppression, questions are appropriately and
sensitively formulated and recommendations are relevant to wider issues of
social exclusion or discrimination. Advice might also be sought from com-
munity or self-help groups on appropriate arrangements and representation.
In the inquiry referred to in this chapter, a black practitioner was asked to
join the team due to the prominence of race and culture as intervening vari-
ables in the service in question and the allegation of abuse.

As noted earlier, important sources of information will be various staff,
user, management, planning and intervention records, as well as wider policies
and procedures. These can help provide contextual and supporting evidence
on care standards and processes, service quality and management inputs and
guidance and make the location of learning points relevant to the organisation.
It is therefore important for inquiries to agree principles for accessing such
information. In the inquiry discussed in this chapter (Cambridge 1999a),
the commissioner, as the agency responsible for jointly purchasing services
for people with learning disabilities in the local area, compiled sets of records
and reports relating to the allegations of abuse and the management of the
service itself, for the inquiry panel to scrutinise. In addition, information
was collated from a range of other sources, including the provider agency
and local authority policies, guidelines and procedures on risk management,
control and restraint and adult protection, recruitment and selection arrange-
ments, staff supervision systems, complaints procedures and service audit.
At the same time, it needs to be recognised that records have obvious
limits. Abusers will avoid recording abusive acts and some aspects of service.
provision, such as intimate care, will remain unobserved for reasons of privacy
and respect. Complete pictures are rarely available from such sources.

It is evident that co-operation from both purchasers and providers is essen-
tial for establishing comprehensive baseline information for abuse inquiries.
However, in some instances it may be risky to rely on an interested party
to obtain information for and on behalf of inquiry panels, as the objectivity
of the inquiry or the information provided may be compromised by potential
conflicts of roles or interests. Conversely, a co-operative culture is likely to
prove an essential part of a successful and productive inquiry, requiring
two-way trust.

In relation to interviewing as a source of intelligence, it makes moral and
intellectual sense to interview the victims or possible victims of abuse (when
checking the possibility of more widespread abuse). However, there are
particular considerations regarding supporting people with learning dis-
abilities to participate productively and safely in such a process. These include
support from a keyworker or advocate, help with communication through
translation of speech or signing and the possibility of psychological therapy
or a support group following disclosures of abuse. In addition, there needs




to be a clear rationale with expert advice if there is a chance of criminal pro-
ceedings against the perpetrator, as poor intervieW{ng proceduFes could open
the inquiry to allegations of suggestibility (see various papers in Churchill ez
al. 1997). . .

Witness evidence is also an important source of information for abuse, and
is a particularly important form of evidence in c.rimip;'ll cases (Brown.et al.
1995; AIMS 1999). It is therefore probable that inquiries will seek to inter-
view potential witnesses and those who might have access to relev.ant infor-
mation about users or the staff and professionals in contact with them.
Such people are also in a good position to provide impressions about.the
culture within services, the attitudes of key players and make QbsewaFlonS
about the signs and signals that usually surround abuse. Inquiries will of
course need to be aware of the probability that interviewees who suspected
or witnessed abuse may be reluctant to disclose this, as this rr}ight be- per-
ceived to reflect poorly on their professional capability or possibly be inter-

as negligent.

pri-tleocivever,gthi experience with the case study described in this chapFer
suggests that, without criminal investigations .and. the power to require
potential witnesses or informants to attend police interviews and.dlsclose
information, key players in abuse inquiries are likely to 'be unftvalla.ble or
decline participation. This invariably limits the pool of available intelligence
and therefore the thoroughness of inquiries. This will often apply to'the most
important source of information and intelligence, namely people with llearn—
ing disabilities themselves. In the case study, both were gnable to be.mter—
viewed by either the police or the panel dl'le to their difficulties with all
forms of expressive or receptive communication. .

In the case study inquiry, careful planning was invested in the conduct and
content of interviews, in order to maintain consistency and fairness, as well as
to maximise effective and productive interviewing (Cambridge 2001). A stan-
dard interview schedule, with sub-questions reflecting the roles of the key
interviewees, was developed for the inquiry. These also reﬂecte_d the. terms
of reference. A set of rules for participation, representation and interviewing
was also constructed, with participants briefed prior to the interview. They

included:

e having two interviewers present;

o having an interviewee representative if desired (although not to become
involved in the discussion); .

e an introductory letter explaining the inquiry .brief (e.g. to examine
policies, procedures and systems, but not to .atmbute blame.); .

e not permitting interviewees to see the questions befo.re the. interview; .

e ensuring the initial questions asked are taken fFom the interview sche‘dule,

« only asking additional questions for clarification or to explore particular
issues or lines of inquiry;

o selecting questions which are relevant to the role and responsibilities of
the interviewee;

e treating interview notes as confidential to the inquiry panel;

o recording interviewer observations and interpretations following each
interview;

e prior briefing of interviewees about the scope and limits of confidentiality;

e explaining the necessity to pass on any additional disclosures of abuse.

Such protocols help make for a balanced and considered approach and can’
provide useful protection for both interviewees and interviewers, the latter
usually being members of the inquiry team. Many of those who have
witnessed and/or disclosed abuse will also have been disempowered by the
experience, especially in the absence of policies aimed at protecting whistle-
blowers. It will therefore be important to try to ensure that interviews are
not experienced as aversive. : .

An essential task of most inquiries will be to examine the robustness and
comprehensiveness of adult protection policies and procedures used and refer-
enced by commissioners and providers (Brown and Stein 1998) and any other
relevant guidelines, such as those on physical interventions (Harris 1996;
Harris et al. 1996) sexuality and personal relationships (Cambridge and
McCarthy 1997) and intimate care (Cambridge and Carnaby 2000b). Often
failure to implement policies and related guidelines contributes to the late
detection of abuse or to the neglect of service users. Such analyses will invari-
ably generate learning points for organisations.

To make their findings as relevant and powerful as possible, inquiries
should seek to develop partnership models of working. For example, providers
should be involved in inquiries initiated by commissioners, and family
members consulted and interviewed if their relatives have been abused, and
so on, depending on considerations of confidentiality and appropriateness.
Options include the service or provider agency in question being given an
opportunity to comment on draft reports or seeing the final report in advance
of wider circulation to enable a response to be prepared. S

Where there are a large number of potential stakeholders involved, such as
parents, user/advocates, a residential or day service provider organisation, -
peripatetic team, professionals, national voluntary organisation as well as
purchasers from health and social services, consideration could be given to
developing an advisory group for the inquiry. Although this was not appro-
priate for the case study inquiry due to the polarised interests between the
commissioner, provider service and relatives, such a group has the potential
function of defining the terms of reference, identifying the lines of inquiry
or defining the questions for the investigation. It can also help develop the
co-operation of individuals from the organisations or interests represented
for implementing recommendations and lead to more meaningful learning
on the part of the different stakeholders.




Structuring the analysis and describing the abuse

It will usually prove helpful for the inquiry team to map the chronology and
morphology of the abuse itself, in order to make what has happened trans-
parent and to reduce any resistance to acting on evidence or recommendations.
The nature, patterns and wider characteristics of any additional abuse un-
covered by the inquiry will also need to be described, as Fhis will .hel.p
target the findings and facilitate learning points for organisations and.mdl—
viduals wichin them. Attention will, of course, need to be given to issues
surrounding confidentiality for individual staff and service users.

At a broader level, inquiries will undoubtedly point to inherent weaknesses
in our care systems. These exist at all levels, as mapped above, but most
worrying are likely to be those between staff and users, different professionals
involved with individuals or services and between commissioners and pro-
viders of services. These are the critical junctures at which practice, inter-
agency working, inspection and regulation and care market.s break.down.
Inter-disciplinary working is often fractured by accountability to dlffefe.nt
agencies and different lines of management and professional accountability
(Cambridge and Brown 1997).

Comparing experience between different user groups (see Stanley ez a/.
1999), can also help widen our understanding of abuse and its economic
and social determinants, particularly in relation to the formal dependency
relationships constructed through the use of paid labour in social care and
the contractual relationships between purchasers and providers. For example,
the market in residential and social care for older people carries risks of

isolation, neglect and physical abuse which might be relevant to informing .

the regulation and inspection of private sector residential care for people
with learning disabilities. In fighting abuse in services for people with learn-
ing disabilities we therefore need to consider the wider context of abuse, as
much as the individual characteristics of abusive acts or interactions between
staff and residents.

Yet it will be unusual for there not to be a number of facets to individual
cases of abuse, especially considering the particular vulnerabilities of people
with learning disabilities and characteristics of offenders or perpetrators.
Emotional abuse in the form of threats and intimidation is commonly asso-
ciated with sexual abuse and physical abuse may be perpetrated alongside
financial abuse and exploitation of individuals or within services (Brown ez
al. 1995), making it necessary to employ some categorisation of abuse (this
is best done by referring to those specified in local vulnerable adults or
abuse policies) and exploring connections between different types of abuse.

The attributes of abusive cultures can themselves also be distilled and
summarised in the findings of inquiries, as in the case study inquiry which
analysed the underlying culture of abuse and identified its key characteristics.

This can add conceptual depth to a report and make for a grounded story; one
that local players and interests can identify with and act on.

Reporting and making recommendations

The findings of inquiry panels will generally be delivered through a formal
written report with recommendations, but this is not mutually exclusive of
other modes of reporting and dissemination. Such devices can include regular
interim reports, summary updates on progress, verbal briefings for com-
missioners and briefing or issue papers identifying the emerging themes or
findings. The targeting of the findings and recommendations can also be
achieved through separate dissemination for particular audiences, including
executive summaries (for commissioners) or action papers (for providers and
professionals). .

Having summary versions of the main findings or recommendations can
help make for effective dissemination and reporting, as one large report is
often difficult to interpret and time-consuming to read. Professionals and
user groups need easy and ready information to act on. A feedback sheet for
care staff could summarise the main findings relevant to direct support or
one for managers setting the lessons relating to supervision or staff training.
A user leaflet in plain English or using local symbols could inform service
users of their rights and who to disclose abuse to.

It will generally prove unhelpful to circulate reports widely for comments
before general release, apart possibly to the commissioners of the inquiry or
the organisation, service or professionals in question (the latter could provide
for problems which are unlikely to be resolved and hold up wider reporting).
Moreover, there may not necessarily be an obligation on' the part of the
inquiry or organisation concerned to circulate the findings more widely.
Any advantages of having sole access to a report will need to be balanced
against wider expectations about openness and the need to target and imple-
ment action and learning, as well as relevant questions of anonymity and
confidentiality.

Much will hinge on the actual findings and recommendations, making
some reciprocal criticism about accuracy or interpretation almost inevitable.
Such criticism should be constructively addressed by the inquiry and it will
be critically important to differentiate between facts on the one hand and
impressions and views on the other in the findings in order to maintain
robust critiques and interpretations.

Managerially and operationally relevant recommendations are an essential
product of an abuse inquiry and one way to help meet this objective is to iden-
tify the aspects and components of the service, system or policy which failed
to perform adequately in relation to the abuse and why this was the case. For
example, the case study inquiry profiled earlier (Cambridge 1999a) used a
series of headings for reporting the findings and recommendations which




related to service operation and management. These included statf supervision
arrangements, training and staff development, service audit and challeng-
ing behaviour, inter-professional working arrangements, clarity over care
management responsibilities and individual service co-ordination, market
management, relationships between the commissioner and provider organisa-
tions and information exchange and accountability within and between
provider services.

Areas where adult protection policies and procedures could be improved
were also identified, including policy development in whistle-blowing,
supporting witnesses, managing disclosure and policy implementation and
leadership in adult protection. Related action points referenced the responsi-
bilities of the various parties and interests involved for facilitating change and
improvement.

Action point 1, for example, detailed how the development of new inter-
agency policy on whistle-blowing could be progressed, linking with adult
protection and through consultation with the various stakeholders. Action
point 2 detailed measures for improving inter-agency co-ordination in adult
protection, including liaison with the police. Action point 3 detailed the
development of adult protection competence in provider services, through
induction training and basic skills in recognition and reporting. Action
point 4 profiled the establishment of a small task force to help move forward
multi-disciplinary and inter-professional liaison and co-ordination on indi-
vidual cases. Action point 5 detailed how all purchasers in the local area
could clarify care management arrangements and responsibilities. Agencies
and individuals responsible for implementing the recommendations of abuse
inquiries need to be given the tools, resources and authority to manage and
negotiate change effectively. More often they are left powerless.

Conclusion

The resource implications of taking adult protection forward in services
for people with learning disabilities are potentially very significant and
include expenditure on policy development and review, staff training, the
pump-priming of specialist services such as advocacy and individualised com-
munication, workload management across community teams and caseload
management for care managers and senior practitioners.

The costs attached to an individual investigation or inquiry can also be
considerable in terms of administrative support and professional time. More-
over, the implementation of any action or recommendations invariably carries
costs. These may range across the various levels and include developing
individual ‘guidelines, programmes and plans, risk management, briefing
professionals, reviewing and amending policies and procedures, changing
contracting processes, commissioning new services such as advocacy or com-
munication support, specifying training interventions, initiating new lines of

accountability or models of supervision or establishing educational groups or
workshops for service users.

However, the short-term costs associated with implementing the findings
of abuse inquiries bear no comparison to the costs of failing to act on abuse or
the recommendations of abuse inquiries. The latter can impact massively in
terms of damage to the credibility or reputation of organisations, staff,
managers, or professionals and to the self-respect of service users and their
families. Too often the hidden costs to individual staff and service users of
inaction, costs that cannot be priced, are never brought into the equation.
At the same time, abuse will never be eradicated in a society in which struc-
tural inequalities remain stark. We continue to institutionalise capital in
services, dependency relationships are an important means of economic pro-
duction, many staff remain undervalued or poorly supported and oppression
on the basis of gender, race and sexuality often remains acure.

Focused work in learning disability on risk (Manthorpe et @/. 1997) and
sexual abuse (Brown ¢ /. 1995; McCarthy and Thompson 1996) has pro-
vided essential insights into the patterns and circumstances surrounding
the abuse of people with learning disabilities, but there remains a need to
strengthen generic comparisons and perspectives (Decalmer and Glendenning
1997). The exchange of experience in the detection and management of abuse
and the development and implementation of learning between user groups,
services and organisations should therefore also receive priority.
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Abstract

Intimate and personal care is a major area of
support and provision for people with intellectual
disability (ID), particularly those with profound and
multiple ID. However, its management and practice
has largely been neglected outside the use of indi-
vidual guidelines and same-gender intimate-care
policies, with little research evidence or theoretical
literature to inform the planning, conduct and orga-
nization of associated care tasks. The present paper
reports on the methodology and findings of an
exploratory study designed to map the key manage-
ment and practice issues, and suggest ways forward
for the providers of services for people with ID in
relation to the quality and outcomes of intimate
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Introduction

The principle of ordinary living has striven to
improve the quality of service provision for people
with intellectual disability (ID; Caine et al. 1998),
enabling discussion about what constitutes good
practice when supporting individuals in many areas
of daily living (Sperlinger 1997). Much of the
research assessing the implementation of service
policy uses the Five Service Accomplishments (e.g.
O’Brien & Tyne 1981) as a framework for analysis.
Research has begun to consider in turn the ways '
in which services are demonstrating a commitment
to enabling choice, participation, a presence in the

‘community and affording people respect. For

example, Stalker & Harris 1998) reviewed ways
in which people with ID are being supported in
making choices, while Myers et al. (1998) reviewed
the extent to which those using service can be
regarded as being ‘present’ in their communities.
Such research reveals that much more needs to
be achieved before people with ID can be said to
be fully integrated into society (Carnaby 1998a),
particularly those with profound and multiple IDs.
In addition, however, a body of research into sexu-
ality and sexual abuse reveals that many, more able
people with ID are vulnerable to abuse or exploita-
tion in their community presence and interactions
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(Cambridge 1997; McCarthy & Thompson 1997).
Moreover, important support and service response
issues have been recognized in relation to how
women with ID tend to see their bodies in negative
ways (McCarthy 1998) and the role of women staff
in relation to men with ID who have difficult sexual
behaviour (Brown & Thompson 1997; Thompson

et al. 1997).

A central issue emerging in the literature is the
failure to recognize the heterogeneity of the popula-
tion with ID (Carnaby 1999). People able to secure
supported employment or travel independently will
have very different needs and experiences from
those requiring significant support in all area of
their lives (Lacey 1998). Indeed, some authors call
for a review of expectations regarding ordinary
living principles as they are applied to people with
high support needs, which can be complex and
often involve additional physical and/or sensory
disabilities (Smith 1994). Designing services for a
diverse group such as people with ID aims for
inclusive support structures and an equitable,
‘ordinary’ approach. However, it is likely that a
reluctance to acknowledge the extent to which
some individuals need particular types of support —
in key areas of their lives — puts those individuals at
risk of discrimination (Bartlett & Bunning 1997).

‘Ordinary’ living and intimate support

A key area for people with high support needs is inti-
mate and personal care, but it is an area of manage-
ment and practice that has been largely ignored in
the academic literature on ID. It is an aspect of life
that is still taboo in many societies, sitting uncom-
fortably within the ‘ordinary living’ philosophy. '
Service providers have often been left to grapple
with the issues without clear guidance, and where
guidance does exist, it often refers to the physical '
aspects of intimate and personal care. Examples
include the use of aids and adaptations, health and
hygiene issues, such as avoiding cross-infection
(Cambridge & Carnaby 2000Db), or task identifica-
tion and completion (without guidance on exactly
how to undertake tasks). These issues are clearly
crucial to fulfilling a duty of care, but limit the scope
for viewing intimate and personal care as an oppor-
tunity for quality interaction within the context of a
consistent and inclusive support model.

Failing to establish competencies in intimate and
personal care provision risks the development of
inconsistent, value-laden, and therefore, institution-
alized care practices. In addition, the social taboos
surrounding intimate care in particular provide a
context within which staff are not accustomed to
discussing concerns about intimate care practice,
and where guidelines and policies are vague and too
generalized to serve a specific purpose. Acknowl-
edging diversity of culture and ethnicity also raises
issues about competence and the appropriateness
of particular intimate and personal care practices
(Cambridge & Carnaby 2000b).

The risks of such fractures in practice and quality
are particularly evident when working with service
users who need support to participate in their own
care or who do not communicate their needs or
preferences in standard ways. The former tasks are
also those which are arguably the least valued of
roles in health and social care, affording the lowest
status in the labour market. Currently, services tend
to reinforce this view by ignoring the need to train
staff effectively and the importance of opening
debates at service, team and supervision levels in
relation to specific care tasks or individual clients
about what constitutes effective, individualized and

appropriate practices.

An exploratory case study

The remainder of the present paper describes an
exploratory study that set out to document some of
the issues concerning intimate and personal care
from the perspectives of support staff and service
managers. There has been little research or concep-
tual work in the field within ID, although there is
broader visibility within nurse training and practice.

Specific social care tasks such as the bath (Sloane
et al. 1995; Twigg 1997) have been deconstructed,
with discourse on structured dependency theory
and ageing (Wilson 1997). In ID, researchers and
practitioners have focused on key areas such as
menstruation and women (e.g. Epps ez al. 1990;
Carlson & Wilson 1996) outside a wider perspective
on intimate and personal care. Medical perspectives
have also referenced the importance of genital
hygiene in relation to congenital or acquired phi-
mosis in males (Cantu 2000), but outside a consid-
eration of social factors.

© 2002 Blackwell Science Ltd, Journal of Intellectual Disability Research 46, 120-132
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The absence of significant published research in
relation to both social and medical rationales for
intimate and personal care in the context of ID,
has resulted in an embryonic logic and discourse,
requiring an emerging research agenda. This back-
ground necessitated a flexible research design,
aiming to open a debate, and explore staff experi-
ences and perceptions, rather than provide a com-
prehensive and detailed analysis of staff behaviour
and attitudes. The research also contributed to the
development of a training resource for support staff
working with people with ID who have complex
needs (Cambridge & Carnaby 2000b), and a
parallel study is currently being organized in the
Netherlands which will be able to provide some
cross-cultural comparisons.

The key research questions identified were as
follows:

1 How do support staff define intimate and per-
sonal care?

2 Are there differences in how they perceive differ-
ent tasks within the intimate and personal care
domain?

3 Is there evidence that personal experience or
other influences (e.g. the views of partners or rela-
tives) affect these perceptions?

4 Are there differences between how different
members of staff approach the intimate and per-
sonal care needs of the same individual?

Subjects and methods

A specialist unit within a day centre and a spe-
cialist residential service for people with pro-
found and multiple ID agreed to participate in
the present study. Both these services supported
individuals who required total assistance with inti-
mate care. ’

None of the service users involved were able to
give informed consent. Although interviews only
involved staff, the content of discussion included
references to specific intimate care practices that
might identify individuals. Therefore, letters were
sent to parents or carers describing the nature and
purpose of the study, and asking them to consent to
the study on behalf of service users. These letters
also contained photographs of the researchers and
modified text to encourage relatives and members

© 2002 Blackwell Science Ltd, Journal of Intellectual Disability Research 46, 120-132

of staff to spend time with service users explaining
and describing the research.

There were two main components to data
collection:

1 Two different interviews with staff: (a) a short
interview aimed at eliciting personal attitudes
towards intimate and personal care; and (b) a
service user-centred interview that attempted to
assess similarities and differences between the ways
in which different members of staff provided care to
the same individual. Both interviews used question-
naires devised by the authors (see ‘Appendices
1-3°).

2 A review and content analysis of service policies,
care plans and mission statements.

Throughout the interviews, specific tasks were
categorized as either ‘intimate care’ or ‘personal
care’. This list was generated during a workshop
with practitioners working with people with ID
from a range of services across the UK (Carnaby
1998b), and are listed in Table 1.

In addition, a range of tasks were identified
which related functionally to intimate and personal
care, but which did not necessarily involve direct |
contact with service users. These included changing i
soiled laundry, and cleaning up various body fluids
and body products, in particular vomit, faeces,
urine and blood.

i

Results
Staff interviews
Views on policy and practice links

Day unit. All of the staff interviewed were aware
of a general policy for intimate and personal care,
but reported that the policy was general rather
than individualized. It failed to make reference

to any overall standards or expectations, apart
from that of offering support ‘with dignity and
respect’ and the requirement for ‘same-gender
care’ practice.

However, it was observed that, while the team
offered same-gender support as much as possible,
there were incidences of women offering support to
male service users as a result of staff sickness or
other circumstances affecting the gender distribu-
tion within the user:staff ratio or staff rosters.
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Intimate care tasks

Personal care tasks

Dressing and undressing (underwear)
Helping someone to use the toilet

Changing continence pads soiled with faeces
Changing continence pads soiled with urine
Bathing or showering
Washing intimate parts of the body,

i.e. genitalia
Menstrual care

Administering enemas
Administering rectal medication

Shaving

Skin care or applying external
medication

Hair care

Help with feeding

Brushing teeth

Applying deodorant

Dressing and undressing (clothing
other than underwear)

Washing non-intimate body parts

Prompting to go to the toilet or
bathroom

Table 1 Classification of intimate and

personal care tasks

However, it was also noted that male staff never
provided intimate support for female service users.
Overall, respondents. felt the policy document
was inadequate, suggesting that more credence was

given to individual care plans drafted by service
users’ keyworkers. These individual plans tended

to emphasize and state the kind of support needed
(e.g. the changing of continence pads) and its fre-
quency (e.g. after lunch and before getting on the
service transport to go home). However, they also
failed to make any reference to how the service user
concerned was to be supported and how specific
tasks were to be undertaken.

Specialist residential service. None of the staff inter-
viewed were aware of a general policy for intimate
and personal care, but reported that implicit guide-
lines appeared to be in place in practice; for
example, closing the door when changing an indi-
vidual’s continence pad or informing the individual
about what is to happen. The reliance on word of
mouth in terms of following accepted practice was

clearly evident:

One [member of staff] teaches the other one...
You can’t do your own thing, you have to follow
everyone else, to change, to move them. It’s dif-
ferent for each one of them.

Such an informal codification of practice rules is
not unusual within a staff or service culture, and is
made visible and develops through supervision and
team discussion. Support worker job descriptions

also raise issues of ‘lifting and handling’, and
suggest that intimate and personal care need to be
‘delivered with dignity’. However, the respondents
interviewed did feel that such descriptions need
to be more detailed and specific, more accurately
reflecting the time spent engaged with such work
and the centrality of its role in supporting residents
dependent on them for intimate and personal care.
Overall, staff identified some obvious practice
risks and gaps without policy being both explicit
and underpinned by clear practice guidelines for

_individual users, despite staff demonstrating a

capacity to respond in intelligent and creative ways:

... [T]he bit about cleaning under the foreskin is
not written down anywhere. The care plan says
ensure genitals and anus are clean, but this leaves
me to interpret inputs based on my own stan-
dards and knowledge of hygiene.

There was also a general recognition by staff that
same-gender intimate and personal care policies
have in-built shortcomings, being both sexist and
heterosexist. They failed to recognize or respond to
the risk of sexual abuse to male service users, or
neglect and physical abuse more widely, which can
become particularly acute when staff are untrained
and poorly supported (Cambridge 1999). More-
over, they tended to ignore the needs of lesbian-
and gay-identified staff:

... [S]ame gender intimate care does nothing to
protect them [gay men]. As an out lesbian within

© 2002 Blackwell Science Ltd, Journal of Intellectual Disability Research 46, 120~132
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the team, I also find working intimately with
women difficult and sometimes wonder what my
colleagues are thinking.

Experience with intimate and personal care

In both services, experience of providing intimate
and personal care varied greatly, from the first post
where intimate support was provided to one study
participant having worked with older adults for

7 years with responsibility for all aspects of support
for service users with dementia. Other respondents
had the experience of bringing up their own chil-
dren or providing informal care for partners or
parents, commenting that such experience had
been a valuable asset for informing their approach
to and conduct of intimate and personal care work
for people with profound and multiple IDs.

One person had experience of nursing and
referenced the ‘routine’ nature of intimate and

personal care.

Training

Day unit. One of the staff team had trained as a
psychiatric nurse, while other team members had
all competed in-service training in topics as diverse
as food handling, communication, basic first aid
and disability awareness. When asked specifically

about personal care, one participant reported a . -—

meeting with a community nurse who had facili-
tated a discussion about the practice of and atti-
tudes towards intimate and personal care.

Some of the in-house courses and workshops
described by respondents are likely to have had
clear practice and theoretical links with intimate
and personal care practice; for example, lifting
and handling, first aid, health and hygiene, and
communication. However, it is relevant to note that
respondents reported no explicit references to inti-
mate and personal care practice during any of this
training. In contrast, it was observed to be a regular
component to nurse training, focusing on the effec-
tive functioning of intimate care tasks.

Specialist residential service. All of the permanent
staff interviewed had considerable experience in
providing intimate and personal care for people
with ID, people with physical disabilities and/or

older people with dementia. The duration of this
experience ranged from 2.5 to 6 years.

This particular service utilized a relatively high
proportion of long-term agency staff in the team.
However, some individual agency staff were rela-
tively inexperienced (e.g. on their second assign-
ment in ID, and first with people with profound
and multiple IDs). Staff availability and turnover
are central factors in relation to the use of agency
staff, and therefore, relevant to striving to provide
high-quality and consistent support to individuals
with complex needs (Cambridge & Carnaby
2000b).

General feelings and attitudes about the work

Day unir. Some respondents reported that there
had not been many opportunities to discuss or
think about intimate and personal care from the
perspective of individual service users:

It depends on the person . . . their behaviour is
difficult sometimes. People need different things.
It’s not until ’'m talking to you that I realized
what people need . . .

Others seemed to find it easier to dissociate
themselves from such task:

It’s a routine, [I] don’t really think about it, it’s
part of the job — a very important part. There’s
nothing hard about it.

However, more inexperienced staff members and
service managers were able to describe how their
feelings about providing intimate care were still
evolving:

Initially, (I had] mixed feelings. As you go along,
it becomes second nature, the importance of
what you’re doing, making things more comfort-
able for people, has more significance. I started
off thinking I couldn’t do it for any length of
time, now I realize I can.

Overall, the staff members interviewed took an
empathic approach, reporting that they aimed to
provide care in ways that they would want should
they themselves ever need such support. The
importance of respect and dignity was recognized,
but the only tangible way in which such values
could be translated to practice appeared to be in

© 2002 Blackwell Science Ltd, Journal of Intellectual Disability Research 46, 120-132
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terms of the conduct of intimate and personal care
in appropriate safe and private places, and inform-
ing service users about what was happening, or
about to happen. The latter was also thought to
give service users greater ‘control’ or ‘involvement’
over the tasks and process of intimate care delivery.

Specialist residential service. The residential team felt
that a significant part of their working lives was
spent providing intimate and personal care. Never-
theless, they also felt that it was not a part of their
job that they had been well prepared for:

It took a while to get used to it ... Very few
people go into this work knowing what its like.
It’s having to adapt to things and dealing with
stuff that can be unpleasant. But you don’t get
the same training as if you were a nurse. You get
to a point where you do become blasé about it
because you do it so often. I don’t think it gets
to a point where you enjoy doing it — but if you
don’t do it, nobody else will.

Atrtitudes and preferences about specific tasks

Overall, staff expressed a more positive attitude
towards the personal care tasks undertaken com-
pared with the intimate care tasks undertaken with
and for service users. Intimate care tasks were gen-
erally rated higher (reflecting greater dislike and less
job satisfaction) by respondents than the personal
care tasks (Table 2), as reflected in the aggregate
average ratings for intimate and personal care tasks.
There were some tasks in intimate care (e.g. dress-
ing and undressing of underclothes) which were not
rated so negatively and were more akin to the rates
for personal care tasks. Other intimate care tasks
were particularly disliked and highly rated; for
example, bathing and showering, and washing geni-
talia and menstrual care (for the day service), and
the administration of enemas (for the residential
service).

The personal care tasks most disliked were
shaving and brushing teeth for the residential
service, although ratings only approached the
average for intimate care tasks. Most interesting
were the consistently high ratings (dislike) for the
tasks associated with intimate and personal care
which are to do with cleaning up body products
without personal contact with service users. Task-

Table 2 Summary of average participant ratings of job satisfaction
with intimate care tasks, personal care tasks, and tasks associated
with intimate and personal care: (1) like very much/high job satis-
faction; and (5) dislike very much/very little job satisfaction

Average rating

Residential
Day unit service
Task (n=6) (n=9)
Intimate care
Dressing/undressing (underclothes) 2.6 30
Helping someone to use the toilet 2.6 28
Changing continence pads (faeces) 3.0 38
Changing continence pads (urine) 30 33
Bathing and showering 4.0 20
Washing genitalia 38 35
Menstrual care 4.3 35
Administering enemas NA* 50
Administering rectal medication NA 3.0
Intimate care domain (all tasks) 3.3 33
Personal care
Shaving 1.5 33
Skin care 25 23
Feeding 2.5 23
Hair care 29, 1.8
Brushing teeth 23 3.0
Administering deodorant - 20 2.0
Dressing/undressing (outer 2.8 2.0
clothing)
Washing (e.g. face/hands) 2.8 25
Prompting to use the toilet 2.6 2.8
Personal care domain (all tasks) 24 2.5
Associated tasks
Changing soiled laundry 32 38
Cleaning up vomit 34 4.5
Cleaning up faeces 32 4.0
Cleaning up urine 32 35
Cleaning up blood 32 38
Associated tasks domain 32 44

(all tasks)

*NA: not applicable.

specific and average aggregate ratings were highest
for the residential service in this category. The find-
ings are summarized in Table 2.

This basic dichotomy mirrors negative social con-
structs about dependency relationships in society,
epitomized in relation to the need for intimate care,
reflected in some of the wider observations made
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by staff about their work (see above). Intimate care
tasks have certain things in common, i.e. asso-
ciations with bodily functions, body products or
personal hygiene which require direct or indirect
contact with or exposure to the sexual parts of the
body. All such factors carry social taboos:

Intimate care is about hands-on work which
invades accepted personal and social space.

In contrast, although often involving touching
another person, the touching in personal care is
more socially acceptable and generally has the
purpose of helping with personal presentation, and
hence, social functioning. By comparison with inti-
mate care, such tasks are socially valued.

However, intimate care tasks could also be differ-
entiated in their task specific ratings, with those
associated with basic bodily functions, such as con-
tinence management, or which confronted sexual
norms, such as anal or vaginal insertion (e.g. sup-
positories, enemas or pessaries), receiving consis-
tently lower ratings that those such as washing or
bathing, where the person is effectively cleansed:

Try giving someone rectal diazepam in the
High Road ... We are at a real disadvantage.
Nursing uniforms allow you to put your fingers
up someone’s bottom . . . We are never given
that sort of permission by society or the person

concerned.

Figure 1 conceptualizes the location of intimate
and personal care tasks along a continuum from
physical dysfunction to social functioning. This also
proved to be a continuum for staff values attitudes
towards the conduct of intimate and personal care,
ranging from relative dislike to relative like for the
associated tasks.

Views of others

Day unit. The respondents were clear about how
they thought others perceived their role, with some
relating conversations that described them as
‘martyrs’, i.e. providing an essential service that
many in the community would feel unable to
provide themselves.

Significantly, the participants also constructed
links between attitudes in the community towards
their role in providing intimate care, and attitudes

towards people with profound and. multiple IDs in

general:

The odd person says ‘I don’t know how you can
do it’, but that’s not really about personal care,
it’s about the service user group we work with in
general . . . I think work should be done on
improving people’s views and attitudes.

Specialist residential service. The residential team
reported similar experiences to their day unit col-
leagues. In particular, friends and relatives were
said to have shown either disbelief:

... [T]he majority think I must be bonkers: Why
did I take a degree to clean up [other people’s
bottoms]? Some think I should have a pat on the
back, but most think ‘I couldn’t do that’.

or admiration:

... [T]hey think I’'m better than this — I’m an
angel for doing it; I shouldn’t waste my time on
people like this. They don’t try and find out what
the job’s about and why I like it.

Overall, the respondents considered that such
views about their role were related to wider societal
views about their relatively low social status in pro-
viding intimate care, itself reflected in their rela-
tively low economic status in the labour market.
Moreover, other professionals within social care and
ID were additionally seen to perpetuate such atti-
tudes, some seemingly not recognizing the central-
ity of intimate care to their jobs. These included
senior managers within commissioning and provid-
ing services as well as key professionals:

“The GP sees our users as expensive and unde-
serving consumers. When we talked with him
about a service user defecating everywhere, he
didn’t believe it.

Some respondents referenced hierarchies and
value within disability more widely, and ID more
specifically, voicing the view that ID, and profound
and multiple IDs, respectively, were at the bottom
of these two hierarchies.

Training needs

There was no complacency from either service in
relation to respondent’s views on their own training
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needs or performance in delivering intimate and
personal care. The majority felt that they were
‘doing well given the circumstances’, by which they
referred to a perceived lack of support, reluctance
by management to recognize the importance of inti-
mate and personal care, and the reliance on indi-
vidual staff members to introduce criteria for good
practice.

When asked to list the qualities needed in staff
who are required to provide intimate and personal
care, responses included common sense, empathy
(i.e. ‘treating people with respect and dignity; to be
able to think about people’s needs and not just see
the [day centre] as a toilet’), sensitivity and
patience.

However, many staff were also in a position to
reference specific skills deficits and specify areas
where more help and guidance was required in rela-
tion to enabling more effective and productive inti-
mate and personal care practice. In particular,
communication emerged as a key area of concern:

CONTACT

body fluids
urine
faeces
blood
insertion

touching
intimate
body
parts

touching
non-intimate
body parts

personal
presentation

and appearance . : S
Figure | Moving between intimate and

personal care.

I want help to work out the messages I’m getting
from vocalisation, eye contact, body language and
what look like signs of some sort.

Service-user-centred interviews with staff

The service-user-centred interviews aimed to gain a
sense of the degree of consistency present between
staff members providing intimate support to the
same service user. In both settings, it was observed
that, while responses relating to the type of task
required to meet an individual’s intimate care needs
largely concurred, there was significant variation
between different accounts of how the tasks were
usually conducted. These differences can be
described in terms of the following:

» The language used to inform individuals about

what 1s happening or about to happen to them. Staff
members used different phrases to describe the
same act; for example, ‘I’m going to freshen you
up’ and ‘I’m using the wash cream now’ were
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used by different staff members to inform the

same individual that her genitals were being
cleaned.

o The order in which tasks were carried out. For
example, one member of staff might remove a pad
and dispose of it before applying wash cream, while
another might lift the person’s legs while washing
them with the pad only partly removed.

» The pace at which tasks were completed. Some

staff members felt it important to leave individuals
for a few moments to become aware that they

were on a changing bench, while others felt it

best to complete the work as quickly as possible

so that the individual could return to their previous
activity.

A key similarity between the two services
revealed as part of the service-user-centred inter-
view process was the absence of any formal assess-
ment of an individual’s communication skills. The
only approach observed in both services was the
focus on informing people, where informing was
equated with user ‘control’ or ‘involvement’ in the
care task. An example of informing — presented by
staff during the interviews as a ‘running commen-
tary’ for service users who do not communicate
using language — is shown below:

... OK, John, let’s see now ... I’m just going to
pull your trousers down now, and see if your pad
needs changing. That’s it, right, now your under-

pants. OK, John? Now, I think you need freshen-

ing up a bit. .. I’ll just get some washcream on
the glove . . . that’s it . . . this might be a bit cold,
John...that’sit...OK?...Right, I'll just move
your leg this way . . .

While such an approach is likely to assist in
generating a warm atmosphere between the staff
member and the service user, it cannot be assumed
that such a commentary is meeting its intended
goal of ‘involving’ or indeed ‘informing’ the service
user about what is happening or about to happen.

The absence of assessment of communication
skills also meant that no adaptations or augmenta-
tive tools were being used to increase service users’
awareness of their intimate care environments. In
particular, the residential service did not seem to
view the intimate care setting as a potentially inter-
active environment within which staff could develop

positive, quality relationships with the individuals
they were supporting.

Similarly, in both services, no tangible measures
had been taken to increase the extent to which
service users’ could have an element of control over
the proceedings.

At a more conceptual level, relatively abstract
concepts such as dignity and respect were refer-
enced to simple and tangible devices, such as inti-
mate care delivery in private places, outside clear
operational guidance for their translation to prac-
tice. This often raised new dilemmas for staff and
services, with tensions emerging between privacy
and safety in relation to the demands of adult pro-
tection or the monitoring of quality (Cambridge &
Carnaby 2000a). Issues of race, religion and culture
also surfaced, with staff feeling unease about the
cultural appropriateness of some intimate care prac-
tices based on white European norms for all service
users (Cambridge & Carnaby 2000Db).

Discussion

This small-scale, exploratory study has raised some
initial questions about the ways in which people
with high support needs are helped with intimate
care in perhaps the most vulnerable areas of their
lives. The staff interviewed in both services reported
that they felt unsupported and devalued by service
managers, and also by their friends and family.
Guidance tended only to be provided in the form
of generic policies which largely failed to take
account of the diversity and range of tasks required
to adequately meet what are often very complex
and pervasive needs. They also did not adequately
address adult protection beyond sexual abuse, the
reality of caring across gender from women workers
to male service users, the use of agency staff or
considerations of cultural diversity.

As well as these major issues for service
providers, there is the key concern of how intimate
care is provided, with little if anything observed in
terms of quality standard setting or discussion of
good practice. The teams interviewed were left to
devise their own methods and approaches, often
resorting to informal exchanges of information
between themselves as a way of establishing some
form of consistency. There is very little evidence
of an approach to intimate care provision that
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acknowledges the developmental level at which
individuals are functioning, and only fundamental
attempts made in some cases to increase service
user involvement, agency and autonomy.

The issues raised by the participants in the
present study, and others who attended workshops
and seminars facilitated by the present authors
(e.g. Carnaby 1998c, 2000; Cambridge 2000a,b)
have been acknowledged to some extent within
the context of developing a training resource
(Cambridge & Carnaby 2000b). This resource does
not set out prescriptive ‘gold standards’ for direct
support staff to meet, but attempts to facilitate dis-
cussion between team members, thus enabling
them to develop principles of best practice most
appropriate to meeting the needs of the individuals
they currently support. Drawing on evidence from
research as diverse as communication (e.g. Grove
et al. 1999), adult protection (e.g. Cambridge &
Carnaby 20003), individual programme planning
(e.g. Greasley 1995; Galambos 1996; Carnaby
1997), ethnicity and culture (e.g. Nadirshaw 1998;
Shah 1998) and sexuality (e.g. Brown 1994), the
resource attempts to provide a framework for dis-
cussion rather than act as a comprehensive manual.

Initial reactions to the idea of such a resource
from services have been positive, but the next stage
of evaluating the resource’s application is impor-
tant, i.e. assessing whether this facilitative approach
is adequate in addressing a key area of need. It is
likely that, while encouraging and facilitating debate
between staff members will be useful, it will be
commitment to a service strategy by senior man-
agers that elevates intimate and personal care to a
more valued domain of work within provision for
people with ID and complex needs.
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Appendix |

Dear Parent/Carer
Study of the quality of personal care

We have recently started work on a research and
development project designed to improve the
quality of personal care provided for people with
intellectual disabilities. There are two parts to this
work. The first involves looking at the ways per-
sonal care tasks such as toileting and personal
hygiene are planned, organised and delivered. This
will help identify which approaches are best meet
objectives such as quality of care and respect for

the person. )
The second part will be the production of a staff

training resource to help people who provide per-

'sonal care develop their skills in this area of work

and to promote best practice in personal care.

The reason we are writing to you is to ask your
permission to include the care and support deliv-
ered to your relative/the person you care for in this
research. We will not be present when personal care
is undertaken, and we will respect the privacy and
dignity of person. We will, however, wish to look at
care plans and procedures concerning the person
and talk to support staff about their work in this
area. We would also like to talk with you about your
views.

People will not be identified by name in any way
and, where possible, we will contact the person
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concerned to gain their consent. We should be
grateful, therefore, if you would let the service
manager know if you have any objections to this
work or if you do not wish to talk with us about the
type of personal care provided to your relative/the
person you care for. We would, of course, be happy
to answer any questions you might have at this
stage and you can contact us by phone using the

above numbers.
Yours sincerely

Appendix 2
Staff interview schedule
A Introduction

1 Name and sex?

2 What tasks would you include as personal care?
3 Does you agency have policies or guidelines on
personal/intimate care

4 What do these say/recommend?

5 What do you think about these?

6 What happens in practice and why?

B Experience with personal care

‘1 Work experience/background with people with

intellectual disabilities?

2 Experience of providing personal/intimate care
(task and to whom - refer to individual sheets at
end of interview)?

3 Current responsibilities for providing personal
care/intimate (task and to whom)?

C Traiming

1 Any formal training for working with people with
ID (social work/NVQ/nursing)?
2 Any in-house training in this service (course/

coverage)?
3 Have you received any training related to per-

sonal/intimate care?

D Feelings

1 What are your feelings (likes/dislikes) about
doing personal/intimate care?
2 How do personal/intimate care tasks affect your

job satisfaction?

3 To what extent do you like or dislike doing
personal/intimate care tasks?

4 How would you rate different intimate care
tasks from (1) like very much/high job satisfac-
tion to (5) dislike very much/very little job
satisfaction?

Dressing and undressing (underwear)

Helping someone use the toilet

Changing continence pads (faeces)

Changing continence pads (urine)
Bathing/showering

Washing intimate parts of body

Menstrual care

Administering enemas

Administering rectal medication

How would you rate different personal care
tasks from .([) like very much/high job satisfac-
tion to (5) dislike very much/very little job
satisfaction?

Shaving

Skin care/applying external medication
Feeding

Hair care

Brushing teeth

Applying deodorant

Dressing and undressing (clothing)

Washing non-intimate body parts

Prompting to go to the toilet

5 How would you rate different tasks associated
with clearing up body fluids from (1) like very
much/high job satisfaction to (5) dislike very
much/very little job satisfaction?

Changing soiled laundry
Cleaning up vomit
Cleaning up faeces
Cleaning up urine
Cleaning up blood

E The views of others

1 What do your family and friends think about you

doing intimate care for others?
2 What intimate care tasks have you undertaken for

your relatives or children?
3 How do you think society views/values intimate

care work?
4 What do your work colleagues think about per-

sonal care?
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F Training and support needs

1 How well do you think you perform intimate care
tasks for the people you support?

2 What help, resources or support do you think
you need?

3 What training in what areas do you feel you
would benefit from?

4 What personal qualities and skills do you think
someone needs to provide quality personal care?

Appendix 3

Individual client record: intimate and
personal care

Name:

Worker’s name:

What are this person’s intimate and personal care
needs (please list)? '

What do you do in practice to support this person
when meeting each of these needs (in detail)?
How do you rate these different tasks (please refer

to ratings on main interview schedule)?
How do youw/did you decide the ways in which you
give support (prompt)?

1 General and individual guidelines

2 Relatives’ views/advice

3 Input from other services/professionals
4 Informal views of colleagues

How do you involve/communicate with the service
user when undertaking personal care?

Does this person have any unmer intimate and/or
personal care needs? If so, how could these needs

be met?
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CHAPTER 2

Staff Attitudes and Perspectives

Steven Carnaby and Paul Cambridge

INTRODUCTION

Despite being a major area of support and provision for people with learning
disabilities, particularly those with additional sensory or physical disabilities,
intimate and personal care has been widely neglected in terms of good practice
development. The body of relevant published research is also fairly limited. In
the absence of clear guidance and consensus, our starting point in attempting to
address this important area was the personal experiences, values, assumptions
and expectations of those providing care for people with learning disabilities. In

this chapter, we revisit the ground-breaking initial research that set out to .

review staff attitudes and perspectives in order to assess the ways in which they
might impact on practice.

THE WIDER LITERATURE ON INTIMATE AND
PERSONAL CARE

Broadly speaking, the intimate and personal care literature falls into one of two
main approaches. The social deconstruction of personal care provision tasks
such as the bath (Sloane er al. 1995; Twigg 1997) leads to interesting
commentaries on personal boundaries and an important appraisal of concepts
such as ‘dependency’ and ‘intimacy’. Medical perspectives reference, for exa-
mple, the importance of genital hygiene (e.g. Cantu 2000) but tend to do so
outside a consideration of social factors. Studies relating specifically to people
with learning disabilities tend to focus on key areas — for example menstruation
(e.g. Carlson and Wilson 1996; Epps, Prescott and Horner 1990) — but tend to

Uo SO wilnout pidaCing tne 1ssues witnin any wider perspective on intimate and
personal care.

RESEARCH AS A TOOL FOR WIDENING DEBATE

Our initial research, leading to the publication of the staff training resource pack
Making it Personal (Cambridge and Carnaby 2000) set out to open a debate and
explore staff experiences and perceptions, rather than provide a comprehensive
and detailed analysis of staff behaviour and attitudes. Our key research
questions were as follows:

* How do staff define intimate and personal care and what care tasks
do staff include under these headings?

* How do staff rate different intimate and personal care tasks in terms
of satisfaction and what are the differences in how staff perceive and
experience different tasks? '

* What evidence is there that personal experience (such as gender,
culture and sexuality) or other influences (e.g. views of partners or
relatives) affect these perceptions, and in what ways?

* What are the differences in how individual members of staff approach
the intimate and personal care needs of particular individuals and
what are the explanations for these?

In this first case study, the staff participating in the research were working in a
specialist unit within a day centre or a specialist residential service for people
with profound dnd multiple learning disabilities. Both services supported
individuals who required total assistance with intimate care. There were two
main components to data collection:

1. Interviews with staff, organised into two parts: (a) a short interview
- aimed at eliciting personal attitudes towards intimate and personal
care and (b) a service user-centred interview. The latter aimed to
identify the similarities and differences between the ways intimate
and personal care was provided by different members of staff
provided to the same individual. Both interviews used questionnaires
devised by the authors (see Appendices 1-3 at the end of the book).

2. Review and content analysis of service policies, care plans and
mission statements.

Throughout the interviews, specific tasks were categorised as either ‘intimate
care’ or ‘personal care’. This list was generated during an earlier workshop with
practitioners working with people with learning disabilities, from a range of




services across Britain (Carnaby 1998). These tasks are listed and categorised in
Table 2.1.

In addition, a range of tasks were identified that relate functionally to the
provision of intimate and personal care, but that do not necessarily involve
direct contact with service users. These include changing soiled laundry and
cleaning up various body fluids and body products — vomit, faeces, urine and

blood.

Table 2.1 Classification of intimate and personal
care tasks

Intimate care tasks Personal care tasks

Dressing and undressing (underwear) ~ Shaving

Helping someone use the toilet Skin care or applying external

Changing continence pads soiled medication
with faeces ) Hair care

Changing continence pads soiled

Help with feeding
with urine

Brushing teeth

Bathing or showering Applying deodorant

Washing intimate parts of the body,

_ Dressing and undressing (clothi
i.e. genitalia b g (clothing

other than underwear)

enstrual care Washing non-intimate body parts

Administering enemas Prompting to go to the toilet or

Administering rectal medication bathroom

FINDINGS FROM THE CASE STUDY
Views on policy and practice links

All of the day unit staff interviewed were aware of a policy for intimate and
personal care, but reported that the policy was general rather than particular and
lacked individualised information. Overall it was felt that the policy failed to
reference to relevant standards or expectations, other than offering statements
such as support ‘with dignity and respect’ and the requirement for the provision
of ‘same-gender care’ practice. While the team offered same-gender support as
much as possible, there were incidences of women offering support to male
service users as a result of staff sickness or other circumstances affecting the
availability of male staff and the gender distribution within the team. It was also
noted however, that male staff never provided intimate support for female
service users. Overall, respondents felt the policy document was inadequate,

suggesting that more credence was given to individual care plans drafted by the
key-workers or individual service users. Such care plans tended to emphasise
and state the kind of support needed (such as changing continence pads) and its
frequency (such as after lunch and before getting on the service transport to go
home). However, they also generally failed to make adequate reference to how
the service user concerned was to be supported during such care tasks and how
specific tasks should be undertaken.

In contrast, none of the residential service staff interviewed were aware of a
general policy for intimate and personal care. They reported that in practice
implicit guidelines appeared to be in place — for example, closing the door when
changing an individual’s continence pad, or informing the individual about
what is to happen. There was consequently more reliance on ‘word of mouth’ in
terms of following ‘accepted practice’:

One [member of staff] teaches the other one...you can’t do your own
thing, you have to follow everyone else, to change, to move them. It’s dif-
ferent for each one of them. :

Support worker job descriptions referenced issues such as ‘lifting and handling’
and suggested that intimate and personal care needs should be ‘delivered with
dignity’. The staff we spoke to felt that such descriptions were too. vague
and that more detailed and specific guidance was required, recognising and
reflecting the significant time that can be spent by staff engaged with providing
intimate care and the central importance of such work in supporting residents
with learning disabilities.

Staff also identified some obvious practice risks and gaps — where policy
failed to be explicit or was not underpinned by practice guidelines for individu-
als. One participant talked about personal interpretation:

the bit about cleaning under the foreskin is not written down anywhere.
The care plan says ensure genitals and anus are clean, but this Jeaves me to
interpret [what I need to do] based on my own standards and knowledge of
hygiene.

There was also a general recognition by staff that same-gender intimate and
personal care policies have in-built shortcomings, being based on sexist and
heterosexist assumptions about caring roles and gender. They failed to reco-
gnise or respond to the risk of sexual abuse to male service users or neglected the
risk of physical abuse more widely. Indeed the latter can become particularly
acute when staff are untrained and poorly supported (Cambridge 1999). In
particular they tended to ignore the needs of lesbian and gay identified staff
who were expected to undertake same-gender care within the blanket policy:




Same-gender intimate care does nothing to protect them [gay men]. As an
out lesbian within the team, I also find working intimately with women
difficult and sometimes wonder what my colleagues are thinking.

Staff members’ previous experience in providing intimate
and personal care

In both services, experience of providing intimate and personal care varied
greatly — for some their current post was the first experience they had
encountered of providing such support and one participant had worked
with older adults with dementia for seven years. Other respondents had the
experience of bringing up their own children or providing informal care for
partners or parents. They commented that such experience has been a valuable
asset for informing their approach to and conduct of intimate and personal care
work for people with profound and multiple learning disabilities, particularly in
the absence of clear policies and guidelines but also in relation to their feelings —
although the nature of the caring role to someone outside the family sometimes
generated different responses. One person had experience of nursing and
referred to the ‘routine’ nature of intimate and personal care.

Training _

One of the day unit staff team had trained as a psychiatric nurse, while other
team members had all completed in-service training in topics as diverse as food
handling, communication, basic first aid and disability awareness. When asked
specifically about intimate and personal care, one participant reported a
meeting with a community nurse who had facilitated a discussion about practice
issues and attitudes.

Some of the in-house courses and workshops described by respondents are
likely to have had clear practice and theoretical links with intimate and personal
care practice — for example, lifting and handling, first aid, health and hygiene
and communication. However, respondents reported no explicit references to
intimate and personal care practice during any of this training. In contrast, it
was observed to be a regular component to nurse training, focusing on the effec-
tive functioning of intimate care tasks.

All of the permanent residential staff interviewed had considerable experi-
ence in providing intimate and personal care for people with learning disabili-
ties, people with physical disabilities and/or older people with dementia,
ranging from two-and-a-half to six years. This particular service utilised a rela-
tively high proportion of long-term agency staff in the team and it was noted
that some individual agency staff were relatively inexperienced (for example,
their second assignment in learning disabilities and their first with people with
profound and multiple learning disabilities). Staff availability and turnover are

central factors in helping to explain the use of agency staff. Addressing such fac-
tors is consequently relevant to striving to provide high quality and consistent
support to individuals with complex needs (Cambridge and Carnaby 2000b).

General feelings and attitudes about the work

Some of the staff working in the day unit reported that there had not been many
opportunities to discuss or think about intimate and personal care from the
perspective of individual service users:

It depends on the person...their behaviour is difficult sometimes. People
need different things. It’s not until I'm talking to you that I realised what
people need...

Others seemed to find it easier to dissociate themselves from such tasks:

It’s a routine, [I] don’t really think about it, it’s part of the job —a very im-
portant part. There’s nothing hard about it.

More inexperienced staff members and service managers were however, able to

describe their feelings about providing intimate care and place these into
context:

Initially, [I had] mixed feelings. As you go along, it becomes second nature,
the importance of what you’re doing, making things more comfortable for
people, has more significance. I started off thinking I couldn’t do it for any
length of time, now I realise I can.

Overall, the staff members interviewed tended to take an empathic approach,
reporting that they aimed to provide care in ways that they would want or
expect themselves, should they ever need such support. The importance of
respect and dignity was recognised, but the only tangible way in which such
values seemed able to be translated to practice, was in terms of the conduct of
intimate and personal care in appropriate safe and private places and informing
service users about what was happening, or about to happen. The latter was also
thought to give service users greater ‘control’ or ‘involvement’ over the tasks
and process of intimate care delivery.

The residential staff team reported that a very significant part of their work-
ing lives was spent providing intimate and personal care. Despite this they also
felt that it was not a part of their job that was really recognised to be important
or that they had been well prepared for:

It took a while to get used to it...very few people go into this work know-
ing what it’s like. It’s having to adapt to things and dealing with stuff that
can be unpleasant. But you don’t get the same training as if you were a
nurse. You get to a point where you do become blasé about it because you




do it so often. I don't think it gets to a point where you enjoy doing it — but
if you don’t do it, nobody else will.

Attitudes and preferences about specific tasks

Overall, staff expressed a more positive attitude towards the personal care tasks
they undertook, compared with intimate care. Different intimate care tasks were
generally rated higher than personal care tasks in terms of dissatisfaction —
reflecting greater dislike and less job satisfaction compared with personal care
(Table 2.2). This is also evident in the aggregate average ratings for intimate and
personal care tasks. There were some tasks in intimate care (such as dressing and
undressing of underclothes) which were rated less negatively, but these were
more akin to personal care and were similar in their ratings to personal care
tasks. Some intimate care tasks were particularly disliked and highly rated
negatively (such as bathing and showering and washing genitalia and menstrual
care [for the day service] and the administration of enemas [for the residential
service]. ‘ -

Personal care tasks most disliked were shaving and brushing teeth for the
residential service, although ratings only approached the average for intimate
care tasks. Most interesting, was the consistently high ratings (dislike) for the
tasks associated with intimate and personal care that are to do with cleaning up
body products without personal contact with service users. Task-specific and
average aggregate ratings were highest for the residential service in this cate-
gory. The findings are summarised in Table 2.2.

The basic dichotomy emerging between care categorised here as ‘personal’
versus care categorised as ‘intimate’ arguably mirrors wider negative social con-
structs about dependency and dependency relationships in society. This is
reflected in some of the wider observations made by staff about their work.
Intimate care tasks have certain things in common — associations with bodily
functions, body products or personal hygiene that require direct or indirect con-
tact with or exposure of the sexual parts of the body. All such factors carry social
taboos:

Intimate care is about hands-on work, which invades accepted personal
and social space.

In contrast, personal care, although often involving touching another person,
relates to touch that is more socially acceptable. It also generally has the
purpose of helping with personal presentation and hence social functioning. By
comparison with intimate care, such tasks are more socially valued.

However, intimate care tasks could also be differentiated in their task-
specific ratings. In this category, tasks associated with basic bodily functions,
such as continence management, or those tasks needing more intrusive action

from intimate care tasks, personal

10N

f job satisfact
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care tasks and tasks associated with intimate and personal care
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Table 2.2 Summary of average part

Average rating

Associated tasks

Average rating

Personal care task

Average rating

Intimate care task

Residential
service

Day unit

Residential
service

Day unit

Residential

service

Day unit
N

=6

9

3.8

3.2

Changing soiled
laundry

33

15

2.6 3.0 Shaving

Dressing/undressing
(underclothes)

4.5

2.3, Cleaning up vomit 34

2.5

2.8 Skin care

2.6

Helping someone use

the toilet

4.0

Cleaning up faeces 3.2

23

2.5

3.0 3.8 Feeding

Changing continence
pads (faeces)

3.5

2.2 1.8 Cleaning up urine 3.2

Hair care

3.3

3.0

Changing continence

pads (urine)

23 3.0 Cleaning up blood 3.2 3.8
3.2

Brushing teeth

2.0
3.5

Bathing and showering 4.0

44

Associated tasks

2.0

2.0

Administering
deodorant

3.8

Washing genitalia

domain (all tasks)

2.8 2.0

Dressing/undressing
(outer clothing)

35

43

Menstrual care

2.5

2.8

N/A 5.0 Washing (e.g.

Administering enemas

face/hands)

2.6 2.8

Prompting to use the

toilet

3.0

N/A

Administering rectal

medication

24 2.5

Personal care domain

33 33
(all tasks)

Intimate care domain

(all tasks)

dislike very much/very little job satisfaction

Rating: 1 = like very much/high job satisfaction and 5




from the supporter, such as the use of suppositories, enemas or pessaries, were
consistently rated as more negative by staff and were said to be more difficult or
uncomfortable to carry out than tasks such as washing or bathing, where the
person is effectively cleansed. As one participant suggested:

Try giving someone rectal diazepam in the High Road...We are at a real
disadvantage. Nursing uniforms allow you to put your fingers up some-

one’s bottom.... We are never given that sort of permission by society or the
person concerned.

Figure 2.1 conceptualises the location of intimate and personal care tasks along
a continuum from physical dysfunction to the support of positive social
functioning. There was also a parallel continuum of staff values and attitudes
concerning the conduct of intimate and personal care, ranging from relative
dislike to relative like for the associated tasks.

CONTINUUM

Figure 2.1 Moving between intimate and personal care

LEVEL CONTACT
Physical 1 Body fluids —
dysfunction Continence Urine
and Faeces
menstrual Blood
management
2 Touching
Washingv and intimate
bathing body parts
Sexual
) 3 Touching
Skin, oral non-intimate
and hair care body parts
fl Personal
Social Dressmg.and presentation
‘L functioning undressing and
appearance

Staff stories about the views other people hold about intimate

and personal care

Day unit

Respondents were clear about how they thought others perceived their role,
with some relating conversations that described them as ‘martyrs’, providing an
essential service that many in the community would feel unable to provide
themselves. Significantly, participants also constructed links between attitudes
in the community towards their role in providing intimate care, with attitudes
towards people with learning disabilities in general: '

The odd person says, ‘I don't know how you can do it’, but that’s not really
about personal care, it's about the service user group we work with in
general...” I think work should be done on improving people’s views and
attitudes. . ‘

Specialist residential service

The residential team reported similar experiences to their day unit colleagues. In
particular, friends and relatives were said to have shown either disbelief:

the majority think I must be bonkers — why did I take a degree to clean up
[other people’s bottoms]? Some think I should have a pat on the back, but
most think ‘T couldn’t do that’. ~

Or admiration:

they think I'm better than this —I'm an angel for doing it; I shouldn’t waste
my time on people like this. They don’t try and find out what the job's
about and why I like it.

Respondents considered that such views about their role were related to wider
societal views about the relatively low social status attached to providing
intimate care, also reflected in their relatively low economic status of care work
in the labour market. Moreover, other professionals within social care and
learning disability were also seen to perpetuate such attitudes, some seemingly
not recognising the centrality of intimate care to their work and to the lives of
many people with learning disabilities. These included senior managers within
commissioning and providing services as well as key professionals:

The GP sees our users as expensive and undeserving consumers. When we
talked with him about a service user defecating everywhere, he didn’t
believe it.

Some respondents consequently reference status hierarchies within disability
more widely and learning disability in particular, voicing the view that people




with learning disabilities and those requiring intimate support were at the
bottom of such hierarchies.

Staff views on training

There was no complacency from either service in relation to respondents’ views
on their own training needs or performance in delivering intimate and personal
care. The majority of those interviewed felt that they were ‘doing well given the
circumstances’, referring to their perception of a lack of support for their work
and a reluctance by management to recognise the significance of intimate and
personal care. This underlines the reliance of staff on their own strategies and
other members of the team for introducing criteria for good practice in this area.
When asked to list the qualities needed by staff who were expected or
required to provide intimate and personal care, respondents included common
sense, empathy (namely ‘treating people with respect and dignity; to be able to
think about people’s needs and not just see the [day centre] as a toilet’); sensitiv-
ity and patience. However, many staff were also in a position to reference spe-
cific skills deficits and specify areas where more help and guidance was required
in relation to enabling more effective and productive intimate and personal care
practice. Communication, in particular, emerged as a critical area of concern:

I want help to work out the messages I'm getting from vocalisation, eye
contact, body language, and what look like signs of some sort.

SERVICE USER-CENTRED INTERVIEWS WITH STAFF

The service user-centred interviews aimed to gain a sense and understanding of
the degree of consistency between how different staff members provided
intimate support to the same service user. In both settings, it was observed that
while responses relating to the type of task required to meet an individual’s
intimate care needs largely concurred, there was significant variation between
different accounts of how the tasks were usually conducted. These differences
can be described in terms of the following:

* The language used to inform individuals about what is happening or about to
happen to them. Staff members used different phrases to describe the
same care task or interaction — for example: ‘I'm going to freshen you
up’ and T'm using the wash cream now’ were used by different staff

members to inform the same individual that her genitals were being
cleaned.

The order in which tasks were carried out. Staff used different approaches
and processes for undertaking the same task — for example, one
member of staff might remove a pad and dispose of it before

applying wash cream, whilst another might lift the person’s legs while
washing them with the pad only partly removed.

* The.pace at which tasks were completed. Some staff members felt it
important to leave individuals for a few moments to become aware
that they were on a changing bench, whilst others felt it best to
complete the work as quickly as possible so that the individual could
return to their previous activity.

A key similarity between the two services, revealed from the service user-centred
interviews, was the absence of formal assessments of an individual's communi-
cation skills. The only approach observed in both services was the focus
on informing people, where informing was equated with user ‘control’ or
‘involvement’ in the care task — an example presented by staff during the
interviews was the ‘running commentary’ for service users who do not commu-
nicate using language:

OK John, let’s see now... I'm just going to pull your trousers down now,
and see if your pad needs changing. That’s it, right, now your underpants.
OK John? Now, I think you need freshening up a bit... I'll just get some
wash cream on the glove...that’s it... this might be a bit cold, John...that’s
it...OK?... Right, I'll just move your leg this way...

While such an approach is likely to assist in generating a warm atmosphere
between the staff member and the service user, and may help put the staff
member at ease, it cannot be assumed that such a commentary is meeting its
intended goal of ‘involving’ or indeed ‘informing’ the service user about what is
happening or about to happen.

The absence of assessment of communication skills also meant that no
adaptations or augmentative tools were being used to increase service users’
awareness of their intimate care environments. The residential service in particu-
lar did not seem to view the intimate care setting as a potentially interactive
environment within which staff could develop positive, quality relationships
with the individuals they were supporting. Similarly, in both services, no tangi-
ble measures had been taken to increase the extent to which service users could
have an element of control over the proceedings.

At a more theoretical level, relatively abstract concepts such as dignity and
respect were referenced to simple and tangible devices, such as intimate care
delivery in private places, outside clear operational guidance for their transla-
tion into practice. This often raised new dilemmas for staff and services, with
tensions emerging between privacy and safety in relation to the demands of
adult protection or the monitoring of quality (Cambridge and Carnaby 20004a).
Tensions relating to issues of race, religion and culture also surfaced, with staff
tending to feel unease about the cultural appropriateness of some intimate care




practices based on White European norms for all service users (Cambridge and
Carnaby 2000b).

DISCUSSION

This small-scale, exploratory study has raised some initial questions about the
ways in which people with high support needs are helped with intimate care in
perhaps the most vulnerable areas of their lives. The staff interviewed in both
services reported feeling unsupported and devalued by service managers but
also by their friends and family. Guidance tended only to be provided in the
form of generic policies that largely failed to take account of the diversity and
range of tasks required to adequately meet what are often very complex and
pervasive needs They also did not adequately address adult protection beyond
sexual abuse, the reality of caring across gender from women workers to male
service users, the use of agency staff or considerations of cultural diversity.

The authors are still working on the results of a study of intimate and per- .

sonal care provided to children and young people with learning disabilities in
school and residential and respite settings, which shows similar findings. Here
however, child protection concerns surfaced at a level adult protection concerns
did not in adult services:

I feel it can be an intrusive act and worry about child protection.

I don’t worry about doing it, only about someone saying I have abused
someone whilst doing it.

Although it was observed that'the older the young person was the easier it was
to work out what the person would like or not like, such as having the door
closed or a male or female providing the care, most staff voiced concerns about
providing intimate and personal care during puberty — while it was observed as
normal to wipe a young child’s bottom as part of the nurturing process, it proved
difficult for staff to relate this to older children. Female staff also referenced
fears about providing intimate and personal care to older boys and male staff
fears about comforting when the child was upset or distressed.

Overall, while staff attitudes towards the work appear to vary, the trend is
that people find more intrusive, intimate tasks more challenging to carry out
than those that are less intrusive and more to do with personal care. This is prob-
ably intuitive, in that society is often accepting of support required to enable
individuals to look presentable. However, the provision of intimate tasks involv-
ing continence and other aspects of health are hidden from the mainstream of
society, and unless staff entering the field of social and health care have been

informal carers, they are less likely to have encountered the issues relating to the
care of adults in this way before.

Acknowledging and then addressing this potential for inexperience must
be on the agenda for those developing good practice in intimate and personal
care. Without doing so, services run a higher risk of authorising support that is
provided by people who have not had the opportunity to reflect on how they
will be carrying out the work or how the work in turn might be affecting them
personally. In both instances, the end result may well be a poorer standard of

insistent provision and a workforce left open and vulnerable to a range of com- -

plex and challenging situations. The starting point is to make intimate and per-
sonal care more visible in job and person specifications and recruitment
processes and ongoing support, training and staff development. Laying this
foundation will then enable the development of person-centred quality intimate
and personal care interactions.
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CHAPTER 3

Race, Ethnicity and Culture — Providing
Intimate and Personal Care within a
‘Person-Centred Approach’

Robina Sbab-

INTRODUCTION

The NHS and social care landscape is changing to become more inclusive and’

‘person-centred’. The recent agenda of modernisation and reform is regarded to

. be the most radical in years to deliver equity and equality in how both services

are planned and provided to the local community. Within this dynamic process,

inequalities and how to address them remains a high priority and yet there-

remain many tensions between learning disability services and the overall plan
of service change. In other words, progress is slow for people with learning
disabilities and their families and as the current DH Valuing People report shows

(Greig 2005) it is even slower for those who are from a minority ethnic -

communmnity.

To understand why this may be the case and why it is important to ensure
that services are committed to providing intimate and personal care within a
person-centred approach, the following discussion will describe the past, pres-
ent and current circumstances of people with learning disabilities from minority
ethnic communities, in particular the South Asian community.

THE WIDER CONTEXT

The 2001 Census (Office for National Statistics 2003) reported that South
Asian communities made up 4.0 per cent of the UK population (1.8% Indian,
1.3% Pakistani, 0.5% Bangladeshi, 0.4% Asian other, according to Census




3.2. Implementing and reviewing policy
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This paper identifies

considerations for managing the
risks of abuse during intimate and
personal care for people with
learning disabilities and complex
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Introduction

The risks of hidden abuse in private and closed care settings
have been recognised for older people (Lee-Treweek, 1994),
with the corruption of care linked to unregulated care regimes
and deficits in management support (Wardhaugh & Wilding,
1993). Abusive service cultures have also been associated with
inward-looking and isolated care environments (Cambridge,
1999a), with observers commenting on the invisible aspects of
the abuse of people with learning disabilities (Williams, 1995)
and the characteristics of the caring role and dependency
relationships which make people with learning disabilities
particularly vulnerable to abuse (Hollins, 1994; Sobsey, 1994).
The nature of dependency relationships has also been explored
(Wilson, 1997) and tasks relating to the delivery of social care
deconstructed (Twigg, 1997). Such wide perspectives are
relevant to understanding the demands and constraints on the
conduct of intimate and personal care for people with learning
disabilities.

Broad risks of abuse during intimate
and personal care

‘The bit about cleaning under the foreskin is not written down
anywhere. The care plan says something like “Ensure genitals
and anus are clean”. This leaves it up to me to interpret inputs
based on my own standards and knowledge.’

Intimate and personal care directly confronts sexuality. The
sexual parts of the body are usually exposed, with physical

4 © Pavilion Publishing (Brighton) Limited  The Journal of Adult Protection Volume 2 Issue 4 « November 2000
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contact between the worker and service user.
Moreover, control is predominantly in the
hands of the carer, with the relative power of
the worker magnifying the wider dependency
relationships formalised in services. Intimate
and personal care is also usually delivered in
private and isolated places like bedrooms and
bathrooms, largely excluding practice from
regular and direct management supervision or
peer scrutiny. Intellectual differences are also
likely to be most acute for those requiring
intimate and personal care, exacerbating the
risks of sexual and physical abuse — deficits in
expressive and receptive communication make
disclosure more difficult and exclusion from
sex and other educational services more likely.

Intelligence on the sexual abuse of people
with learning disabilities, the most developed
area of adult protection, suggests a high
known incidence ranging from 0.5 to 2.88 per
1,000 of the population of people with learn-
ing disabilities — a prevalence rate of between
8% and 58%, depending on the study location
and population (discussed in McCarthy and
Thompson, 1996). McCarthy and Thompson
(1997) have themselves identified prevalence
rates of 61% and 25% respectively for women
and men referred for sex education.

Wider evidence on sexual abuse and learn-
ing disability suggests that male perpetrators
account for almost all recorded cases: 93%,
Sobsey and Varnhagen (1989); 97%, Hard and
Plumb (1987); 100%, Dunne and Power
(1990); 100%, Buchanan and Wilkins (1991);
97%, Brown, Stein and Turk (1995); and 98%
male to female abuse and 93% male to male
abuse (McCarthy & Thompson, 1996). This
stark reality has underpinned the rationale for
same gender intimate care policies, now
widely adopted in services for people with
learning disabilities.

The risks of physical abuse are also acute
during intimate and personal care and in
addition to the potential for direct physical
abuse in the form of assault or battery, the
neglect of care guidelines can also result in

The Journal of Adult Protection Volume 2 Issue 4 e November 2000

physical injury or psychological suffering to
the person receiving care. Control and
restraint procedures are also used to manage
some violent challenging behaviours (Harris,
1996). Their misuse can result in serious
injury which also amounts to physical abuse
(Spreat et al, 1986: Williams, 1995). As most
people with severely challenging behaviours
also require relatively high levels of intimate
and personal care, the risk of physical abuse
from a number of perspectives is similarly
high.

Defining intimate and personal care

‘Intimate and personal care is about hands-on
work which invades accepted personal and
social space.’

It will help at this point to deconstruct the
global term ‘intimate and personal care’, as
services use it to describe a wide range of
activities, from applying cosmetics to cleaning
someone after they have been to the toilet.
Figure 1 illustrates the continuum between
intimate and personal care which can also be

m Moving between intimate

and personal care

CONTINUUM LEVEL CONTACT
Physical
dysfunctional 1 Body fluids
Continence Urine
and menstrual Faces
management BlOOd
Insertion
2 Touching
Washing and intimate
Sexual bathing body parts
3 Touching
Skin, oral non-intimate
nd hair care body parts
4 Personal
Sodial Dressing and presentation
undressing
fisctional g and appearance

L
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interpreted as a continuum between physical
dysfunction and social functioning as well as
the nature of touching and bodily contact.

Intimate care

For the purposes of the research (Carnaby

& Cambridge, 2000) and training resource
(Cambridge & Carnaby, 2000), intimate care
was defined as the care tasks associated with
bodily functions, body products and personal
hygiene which demand direct or indirect
contact with or exposure of the sexual parts
of the body;, viz:

dressing and undressing (underwear)
helping someone use the toilet
changing continence pads (faeces)
changing continence pads (urine)
bathing/showering

washing intimate parts of body
changing sanitary towels or tampons
inserting suppositories

giving enemas

providing manual evacuation
inserting and monitoring pessaries.

Personal care

Although the tasks associated with personal
care often involve touching another person,
the nature of such touching is more socially
acceptable, as it is non-intimate and usually
has the function to help with personal presen-
tation and hence social functioning, viz:

shaving

skin care/applying external medication
feeding

administering oral medication

hair care

brushing teeth

applying deodorant

dressing and undressing (clothing)
washing non-intimate body parts
prompting to go to the toilet.

6 © Pa;‘llinn Publishing (Brighton) Limited

Valuing intimate and personal care

‘The service users are at the bottom of a
complex hierarchy. It is about the values
attached to social care, human resources and
cleaning up faeces. It is difficult to be highly
motivated in the job — the high rates of
sickness and staff turnover illustrate this.
Leamning disability is also at the bottom of
the disability hierarchy.’

The research (Carnaby & Cambridge, 2000)
indicates that intimate care tasks were felt by
staff to represent low status activities, mirroring
the social view of disability and predicating
pathological images of dependency. Staff also
reported poor motivation and support, gener-
ally perceiving intimate care as dirty and
unpleasant work and considered their jobs
devalued by society and other professionals.
Consequently, staff tend to develop a physical,
task-oriented approach to intimate care,
characterised by doing things for the person,
rather than with them, reducing opportunities
for consultation and participation by service
users (Carnaby & Cambridge, 2000). Most
intimate care tasks also involve physical
labour, which generally ranks as low status
employment. For example, transferring clients
from chairs to beds, using hoists or lifting
people onto toilets. All such factors contribute
to the risk of abuse from neglect or the
breaking of care guidelines.

Staff reported that opportunities to talk
about their feelings on providing intimate and
personal care were lacking. Space and permis-
sion to raise concerns and feelings therefore
need to be made available at team meetings
and supervision, helping break the mould
of negative attitudes and perceptions. Task
development can also be tackled constructively
by relating intimate and personal care needs to
wider care and service planning, helping
prevent the more brutal and dehumanised
staff-client interactions.

The Journal of Adult Protection Volume 2 Issue 4 » November 2000
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Staff organisation and competence

‘Advisers focus on the functional things, with
little input on specific issues, such as the
practice of intimate care. Take the OT — the
bath was unusable for three out of the four
people we support. The GP sees our users
as expensive and undeserving consumers.
When we talked to him about a service user
defecating everywhere, he didn’t believe it.’

The competencies required for effective
intimate and personal care remain largely
invisible within learning disability services.
Job descriptions and person specifications
tend to be derived from service ideologies.
Consequently they say what to do rather than
how to do it or state service objectives in
broad terms rather than describing how these
might be met. Challenging areas of practice
such as intimate and personal care are there-
fore particularly difficult to describe.

Most staff teams are also organised using
key-working models developed to cut across
the impersonal and institutionalised models
of care. Key-working has, however, been
criticised for its institutionalised potential —
inexperienced workers are likely to feel
pressurised and intimidated and long-standing
staff risk developing closed and inappropriate
relationships with service users.

Practical limits to key-working also mean
that individual workers are unavailable for all
shifts, with managers inevitably needing to
cover sickness and annual leave by using staff
from outside the team. The provision of
intimate and personal care by agency staff
should be a last resort after alternative options
have been explored. A bank team could be
built, employed on the understanding that
they will work on an ‘as and when’ basis,
helping ensure that gaps in rotas are covered,
even at short notice. The main advantage is
that bank staff become well known to both
service users and regular members of staff, a
particularly important consideration in the

The Journal of Adult Protection Volume 2 Issue 4 * November 2000
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delivery of intimate and personal care which is
responsive to individual needs and cognisant
of adult protection and wider service cultures.
If the use of agency staff is unavoidable,
principles for providing intimate and personal
care will become essential (Box 1). A proactive
approach could be developed by visiting
agencies to elicit their values, ascertain their
approach to intimate and personal care and
determine their training programmes, particu-
larly concerning empathic handling but also
their general competencies for working with
people with learning disabilities and complex

needs.

m Principles for using agency staff

W Ask the agency regularly employed by your
service to send members of staff who have
worked with your team before.

W Don't allow agency workers to deliver intimate
care on their first shifts.

B Provide a thorough induction to the service
and the individuals using it with explicit
reference to expectations and standards for
personal and intimate care.

m Offer support and opportunities for feedback
and information exchange.

In the absence of access to a bank team or
suitable agency staff, particular difficulties
may arise from using casual agency staff and
these can be borne in mind when undertaking
adult protection risk assessments (Box 2).

Ethnicity and culture

‘The parents won't work in partnership. The
care manager couldn’t change things and
brought God into the discussion, relating the
mother beliefs which dirvectly contradicted
service philosophy and principles.’

Cross-cultural intimate and personal care -
opens the risk of insensitive, intrusive or
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W Difficulties arising from using agency
staff for risk assessment

W Have staff experience of supporting people
with learning disabilities and complex needs?

" M Have they had specific training in intimate
and personal care?

B \What are their arrangements for management,
professional or practice accountability?

B How committed is the individual to the values
and principles of the service?

® Wil they only be employed for one or two shifts
and never seen again?

W Are records of personal or service history of the
agency member of staff available to the service
manager?

W |5 there an employing agency account of the
person’s competence, experience and suitability?

- M Has there been careful planning for the provision
of intimate care for service users who are most
vulnerable or for whom communication is
difficult?

B Do managers and team members share
consistent views about the extent to which
agengy staff should be briefed on the service
history and background client information?

neglectful care practices. More directly, it also
exposes users to the possibility of racial or
social abuse. However, even where services
attempt sensitivity to or respect for ethnicity
or culture, there is little evidence that such
ideas are implemented effectively (Shah, 1998;
Bhui & Olajide, 1999; Karmi, 1996). Theories
about culture have been developed in the
context of therapy, the assumption being that
everybody has their own idea of reality, based
on their culture, previous experiences and
conversations and interactions with others
(Hannah, 1994).

Social constructionism consequently
suggests that intimate care provision for
people with learning disabilities and complex
needs is likely to be based on our experiences
as care providers rather than recipients and
developed from our particular cultural reality,

8 © Pavilion Publishing (Brighton) Limited

risking the possibility that some interpretations
will be experienced as abusive. For example,
the constructions we have about ethnic differ-
ences could result in open communication
about how best to provide intimate and
personal care for people from different
cultures or lead to difficulties associated with
personal care being attributed to people’s
ethnicity or religion.

Service users can be placed within their
cultural context by direct consultation or by
discussion with family, religious leaders or
cultural representatives. Attention from
services to several key areas can be identified
in order to help meet the needs of culturally
diverse groups of service users (Box 3).

In many communities personal care needs
fall upon the mother as the primary caregiver,
often followed by a female sibling. In some
cultures, there are religious or cultural issues
concerning particular body functions, such as
toileting or menstruation. For example, some
Islamic communities consider it is inappropri-
ate for women to see their sons naked after
they have reached puberty and while a father
may assist his daughter when she is very
young, he is likely to withdraw from this task
when she grows older. Her siblings might be
called upon to help in his place.

In services for people who are not able to
speak for themselves, staff culture will often

m Meeting culturally diverse needs
in intimate and personal care

W [nformation about services which is jargon-free
and available in languages matching those used
by local communities/service users.

W Effective communication, using interpreters and/
or advocates where appropriate.

B Training for staff which enables them to meet
local community groups and learn more about
other faiths, religions, cultures and lifestyles.

B Flexibility/creativity in the ways in which services
approach individuals and meet individual needs,
with collaboration from multidisciplinary staff
teams.
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be relatively dominant. The consequence is
that intimate care is likely to be delivered in
uniform ways, reflecting the convenience,
values and norms of the staff group. Baxter et
al (1990) suggest that institutional racism
restricts access to resources and has led to
myths about the needs of black people with
disabilities, such as their alleged access to
extensive support networks.

Investing in communication

Twant help to work out the messages I'm
getting from verbalisation, eye contact,
noises, body language and what look like
signs of some sort. I would like to check out
whether staff at the residential service or
the parents know anything.’

To be effective, communication needs a
responsive environment in three key areas
(Ware, 1996):

B we get responses to our actions

B we get the opportunity to give responses
to the actions of others

B we have the opportunity to take the lead
in interaction.

" Research suggests that people experience
responsive environments from birth to adult-
hood (Ware, 1996), essential for social,
communicative and intellectual development.
However, people with learning disabilities and
complex needs may stay in pre-intentional
stages of communication for many years and
are also less likely to experience responsive
environments. Caregivers are less likely to
respond to unconventional behaviours as
communication, compared to say vocalisation
(Downing & Seigel-Causey, 1988) and
people with profound and multiple learning
disabilities may not respond to conversation
attempts immediately, discouraging the
continuation of such attempts.

The Journal of Adult Protection Volume 2 Issue 4 » November 2000

Additionally, people with profound and
multiple learning disabilities are likely to have
characteristics which make interaction more
difficult, such as behaving more slowly, with
no obvious pauses between actions (Ware,
1996). It is also often difficult to tell how
people with profound and multiple learning
disabilities are feeling from their facial
expressions or vocalisation — even a difficulty
for those who know them well.

Staff therefore need to think carefully
about their interactions with service users
during intimate and personal care. Ware
(1996) warns that providing a responsive
environment can be difficult in group situations,
but the one-to-one nature of intimate and
personal care offers useful opportunities for
communication partnership. Staff tend to
adopt a running commentary, informing the
service user about what is happening, but
provide little opportunity for the person to
take in the information or influence the inter-
action. This makes it more likely that service
users will experience the interaction negatively.
Although there is no prescription about
communication, key considerations for
structuring the approach to communication
can be identified (Box 4).

Consent to touch

‘Try giving someone rectal diazepam in the
high street during an emergency. The care
plan says do it as quickly, safely and with as
much privacy as possible. We are at a real
disadvantage. Nursing uniforms allow you
to put your fingers up someone’s bottom —
we are never given that sort of permission
by society or the person concerned.’

The assessment of informed consent is
acknowledged to raise a wide range of issues
when working with people with learning
disabilities (Murphy & Clare, 1997).
Communication is central to consent to
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Structuring approaches to communi-

cation in intimate and personal care

B A working group can form a collaborative
picture of how the individual communicates
in various situations (Carnaby, 1999).

B A speech and language therapist can conduct
assessments, providing a catalyst for comparing
ideas from different people.

B Experiment, using a responsive environment,
to develop an individual’s social and communi-
cation skills.

W Ensure the team's approach to working with
the individual also develops.

B Ensure that the intimate and personal care
environment is equally responsive:

— respond to changes in the individual’s
behaviour as communicative behaviours

— provide opportunities for the individual to
respond to your communication

— let them take the lead in interaction as
much as possible.

touch and the meaning of touch, as intimate
and personal care necessarily involves physical
contact between users and carers. It is there-
fore essential to consider how such interactions
can be carried out most appropriately. For
some people with severe learning disabilities,
daily life contains little meaningful interaction
with others, and touch can be a vital way of
communicating that the person is accepted
and valued — although there may be personal
or professional/ethical reasons why this may
be difficult. It has also been suggested that
physical contact should only be with the
consent of the service user and have a purpose,
making it a very important mode of
communication (Nind & Hewett, 1994).
Consent, rather than simply compliance
to touch, can be sought using the same princi-
ples adopted in everyday life, such as through
signals from the people we approach and by
scanning their reactions to contact — if we
perceive negative signals we usually stop. In
addition, we tend to touch those with whom
we feel comfortable, or know well, as we are
usually more able to read their reactions. This

is not dissimilar to working with people with
learning disabilities — there may be obvious
occasions when an individual clearly shows
that physical contact is not welcome, pushing
away the person approaching. However, there
are many more times when it is assumed that
the absence of such behaviour indicates
consent.

Time and experience leads to the effective
and early recognition of signals, but only if
approaches are consistent, necessitating a slow
pace of working and getting to know the
person. However, intimate and personal care
involves the basic care tasks necessary to
comfortable and healthy living and although
it can be argued that physical contact is
unavoidable whether or not consent has been
obtained, and in such circumstances the
principles listed below may prove helpful
(Nind & Hewett, 1994):

1 work slowly with the individual

2 think carefully about the movements that
you make and your body language generally

3 sensitivity leads to participation rather
than compliance

4 wuse the one-to-one interaction of personal
and intimate care as an opportunity for
spending time and communicating with
the person.

Standards of care management
and record-keeping

‘It would be helpful to know how to wipe her
bottom for he; such as what sort of paper to
use, in what direction and whether she likes
any cream to be applied. I would also like to
know the significance of the different timings
and why her bowel movements are monitored.
Is this for health reasons or her mother’
fixation?’

Care management is particularly important
for someone who has extensive and complex .
needs, because it is likely that more than one
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agency is funding care and a range of staff,
carers and professionals involved. Intimate
and personal care also requires good planning
and co-ordination if service users are to
receive consistent support of a high standard
between services. Similarly, regular review is
required if intimate care is to respond to
changing needs or behaviours or the changing
demands on staff or managers. However, care
management arrangements vary immensely in
the quality, intensity and frequency of contact
(Cambridge, 1999b).

An essential element of best practice in
intimate and personal care is accurate, practi-
cal and up-to-date record-keeping and this is
usually the responsibility of service providers
and care managers. Records may include the
notes and action points from individual
planning meetings, where different staff and
managers are responsible for specific tasks and
_ the reasons behind particular care decisions
are documented. Qualitative records include
life plans, holistic assessments and methods of
interaction and communication. Some records
may also move around with people, for
example, between home and day centre.

Care managers are most likely to help
establish principles rather than be directly
involved in determining the details of intimate
and personal care delivery and the status of
records and guidelines is important in this
regard. Each user and service should have a
clearly understood record-keeping strategy,
enabling it to be utilised and exchanged
productively and making intimate and -
personal care needs visible and responses
explicit, particularly the risks of abuse and
lead responsibility for risk management.

Management support
and supervision

‘Unlike more able and articulate users, people
with complex needs provide less stimulus and
direction for carers. Senior managers are not

The Journal of Adult Protection Volume 2 Issue 4  November 2000

so committed to us because staff and service
users are not seen to achieve in the same
ways as more able or independent people.’

Best practice in intimate and personal care
hinges on good management support and
supervision, with a feedback loop through
peer review required to maintain openness
and accountability. Peer review is particularly
valuable for support teams in residential or
day services and protected time for discussing
individual support for intimate and personal
care allows workers to voice their concerns
about their own or wider practice in a safe
and supportive environment. Shared decisions
and responsibility can also help tackle difficult
areas of work, such as the interface between
abuse and consent. The absence of manage-
ment support and supervision has been linked
to the development of abusive service cultures
and practices in services for people with
learning disabilities (Longcare, 1998;
Cambridge, 1999a; Macintyre, 1999).

The most acute adult protection conflict
in intimate care is between privacy and safety.
Peer review is helpful for the prevention, early
detection and recognition of abuse, neglect or
disrespectful care practices and witness
disclosure important for the reporting of abuse.
Moreover, for people in particularly high risk
situations, such as those with complex needs
in isolated services (Cambridge, 1999a) or for
working with people who have a history of
being abused, it is essential that staff teams
establish mechanisms and safeguards to
maximise management and peer scrutiny,
while respecting privacy. Space for discussing
intimate and personal care for individual
clients and at the service level should therefore
be built into supervision and team meetings.

Recognising gender and risk

‘The same gender intimate care policy is
usually kept to as far as men working with

© Pavilion Publishing (Brighton) Limited "
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women are concerned, but some women do
work with men. In reality I think there is a
degree of self screening anyway, in terms of
who applies and who does what or works
with whom, but sometimes there’s no choice.”

Same gender intimate and personal care
policies are the key to managing the risks of
sexual abuse during intimate care. Evidence
on sexual abuse from a range of research
studies indicates that between 95% and 99%
of known and recorded cases of sexual abuse
towards people with learning disabilities are
perpetrated by men (see, for example, the
sexual abuse follow up study by Brown et al,
1995). Same gender intimate care therefore
helps protect women with learning disabilities
from sexual abuse by male staff and carers.
However, between 30% and 50% of people
with learning disabilities who are sexually
abused are men and the risks of sexual abuse
to them is not addressed by such policies —
managers and staff should not be lulled into a
false sense of security by same gender intimate
care policies.

Such policies are also impractical for many
care situations and occasions, as male carers
and support staff are disproportionately under-
represented in most social and community
care services for people with learning disabili-
ties, mirroring the socialisation of caring roles
and gender stereotyping found more widely in
society and the high prevalence of women as
professional carers in the labour market.
Although women will be available to provide
intimate care for women with learning disabil-
ities at most times — and if they are not, then
women agency staff would be more readily
available — the opposite is not the case for
male staff and service users.

Women are frequently expected to provide
intimate and personal care to men with learn-
ing disabilities. Although this arrangement is
unlikely to raise adult protection concerns or
be an area of concern for the male user, as
mothers or sisters are likely to have provided

12 © Pavilion Publishing (Brighton) Limited
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such care in the past, it raises serious
questions of appropriateness. Women staff
are potentially exposed to the sexualised or
sexually inappropriate behaviours of some
men with learning disabilities — the dilemmas
and pressures faced by women staff in such
situations and the issues raised have been
researched and discussed (Thompson et al,
1997), with clear parallels existing in intimate
care.

As individual service users may express
clear preferences for staff providing their care
that will be inconsistent with same gender
policies, consideration will need to be given to
whether such choices are offered in the first
place and if so, how they are responded to.

The sexuality of staff

‘There’s a high percentage of gay men in
social care and caring jobs. They feel more
comfortable, identify with exclusion and
the socialisation of gender in caring roles.
However, same gender intimate care does
nothing to protect them. As an out lesbian
within the team, I also find working i
intimately with women difficult and i
sometimes wonder what my colleagues ’ ’
are thinking.’

H YR

Same gender intimate care also raises consid-
erations for sexuality and adult protection.
Particularly acute are contflicts for gay and
lesbian identified staff, as same gender
intimate care designed to protect women
service users from sexual abuse by men are
predicated on heterosexist assumptions. Gay
men are consequently more vulnerable when
providing intimate and personal care to male
users. Homophobic assumptions have been
shown to lead to a pathological view of the
sexuality of service users in relation to HIV
risk, for example (Cambridge, 1997a; 1997b),
and have been identified more widely in
public services (see Rothblum & Bond, 1996).




Lesbian identified staff providing intimate
care for women service users may also feel
exposed, although lesbianism is less visible
in society and sexuality work in learning
disability than homosexuality between men
(McCarthy & Thompson, 1992). As the
evidence on gender and abuse places gay men
in potentially compromising situations, special
consideration should be given to the role of
lesbian and gay workers in the provision of
intimate and personal care.

Support from colleagues and the provision
of safe and open discussion in teams is clearly
the preferred starting point, but consideration
should also be given to the circumstances
under which opposite gender intimate care
might be justified and basic ground-rules
constructed.

The sexuality of service users

‘Sexuality is difficult because the people we
support dont expreés their sexuality in a like
or dislike way, so most interpretation has

to come from workers about the responses
we see during intimate care and what they

represent.’

The sexuality of service users often directly
surfaces in intimate and personal care. Sexual
arousal is more probable when the genitalia
are exposed. Direct contact with the penis,
vagina, anus or breasts such as when washing
or changing continence pads and contact with
warm water may all stimulate physical and
emotional responses. Special consideration
will therefore need to be given to sex educa-
tion and users with complex needs (Downs
& Craft, 1997) as well as to staff training and
development (Cambridge & Carnaby, 2000).
Service users may try to masturbate, as
this may be the only opportunity for them to
self-stimulate sexually, generating close sexual

and emotional empathy or discomfort for staff.

It is therefore essential that staff teams respon-
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sible for providing intimate and personal care
develop proactive approaches. They can
consider the reasons service users might
become sexually aroused during intimate
care and possible responses, how they might
feel and why, and discuss scenarios such as
administering rectal medication and how
clients might experience this.

Addressing such questions will help staff
respond in consistent and valued ways to the
sexual stimulation of service users — responses
which neither attach blame to users or expose
them or the staff concerned to avoidable risks.
Records of agreed care conduct in relation to
users where sexuality is a consideration and
its visibility in care planning, as well as the
regular discussion of client sexuality at team
meetings, are all potentially useful devices for
taking work forward.

The potential of individual guidelines

‘The problem with the individual guidelines is
that they tell you what to do, not how to do it.
How many staff to assist, what time to take to
the toilet, what pads to use, what hoist to use

-and so on. They dont tell you anything about
how to do things or what the person likes.’

Individual planning is a generic term
describing three important tasks relevant to
adult protection practice, which are themselves
essential core tasks of care management
(Cambridge, 1999b). First, identifying the
needs of the people supported by the service,
such as the vulnerability of users to abuse,
due to their communication difficulties or
past abusive experiences. Second, deciding
how the support will be delivered and by
whom, in order to minimise the risks of
abuse and maximise opportunities for
participation. Third, defining responsibilities
for co-ordinating and reviewing support in
order to ensure that safety and protection are
explicitly addressed.

© Pavilion Publishing (Brighton) Limited 13
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A growing body of research is critical of
individual programme planning (Carnaby,
1997), the target of concern being not so
much the concept of planning itself, but the
implementation of planning processes and the
lack of involvement of service users. Sensitive
areas of people’s lives, such as intimate and
personal care and sexuality are often excluded
from the planning process, although some
focused work has been undertaken on specific
tasks such as menstrual management (Carlson
& Wilson, 1996; Epps et al, 1990).

The development of a ‘working group’ for
each service user is a powerful methodology
for establishing a collaborative, individualised
and flexible approach (Carnaby, 1999).
Working groups comprise a small number
of individuals who know the person from
different aspects of their lives, therefore
representing a range of different roles and
interests. This process works hard at involving
the individual and staff are likely to feel
more confident when conducting important
intimate care tasks if decisions are shared. The
greater the individual's dependence on others
for intimate support, the greater the risks of
poor or inappropriate practice, neglect or
even abuse and therefore the stronger the
rationale for a shared approach to risk
management and practice.

Concluding observations

The management and practice of intimate
and personal care has a critical place in adult
protection — staff tend to devalue intimate care
and adopt a task-oriented approach, leaving
scope to develop more inclusive methodolo-
gies for working with service users.

The exposure of intimate body parts in
private places raises acute sexuality issues,
both for staff and service users. Although the
risk of sexual abuse to women is reduced by
same gender intimate and personal care, such
policies fail to protect men with learning

disabilities and raise wider concerns,
particularly for gay identified staff.

It will be important to recognise, however,
that there are no ready answers or necessarily
right ways to undertake intimate care. Much
will depend on trial and error, which is also
why procedures for changing approaches and
techniques should be in place, such as the
‘working group’ model.

Perhaps most importantly a shared and
valued rationale is required among the service
and staff group for reviewing and changing
policy and practice in intimate and personal
care, in order to be able to make rational and
informed, not simply instinctive, decisions.
This will also help close the implementation
gap between policy and practice and ensure
adult protection concerns remain central to
best practice.

In particular, a number of considerations
for improving the management of intimate

and personal care in relation to adult protection

can be identified, and services should consider
the status of the following devices:

B ]ead responsibility for the planning
and organisation of intimate care at the
service level

B protected time for the peer review of
intimate and personal care practices and
individual guidelines

B the places where different aspects of
intimate and personal care are able to

be delivered e

B the appropriateness of delivering certain
components of intimate personal care in
service users’ bedrooms ,

B the balance between communal and
private spaces .

B the use of single and shared bedrooms and
arrangements for care delivery in the latter

B individual risk assessment in relation
to balancing privacy with protection
and safety

B arrangements for back-up support for
delivering intimate care in high-risk
contexts

14 © Pavilion Publishing (Brighion) Limited  The Journal of Adult Protection Volume 2 Issue 4 e November 2000
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A personal touch: managing the risks of abuse during intimate and personal care

B balancing confidentiality with information
exchange and care consistency for
individuals

B the visibility of intimate care in super-
vision, staff appraisal and team meetings

B arrangements for outside scrutiny and
review of practices and procedures from
care management and service audit.
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Good Enough Decision-making?
Improving Decision-making in Adult
Protection

Paul Cambridge & Tessa Parkes

This paper examines decision-making in adult protection based on arrangements
operating in a local authority social services department and discussion generated in a
specialist training intervention. The paper seeks to identify ways in which approaches to
decision-making can be made both more effective and more user centred. The need for
good information for efficient and effective decision-making is highlighted, along with
the need for user involvement for the production of positive and valued outcomes. The
paper looks at how user centred arrangements can be put into practice and discusses the
potential for advocacy, outlining possible approaches for adult protection casework. With
local authority social services departments struggling to implement No Secrets (2000),
with adult protection a key social care competence and with the implementation of PCP
and similar approaches a priority (Valuing People, 2001), it is important to improve
decision-making in adult protection in ways that are not only time and resource
efficient, but place service users and their advocates at the centre of related processes.

Keywords: Adult Protection; Decision-Making; Advocacy

Introduction

Adult protection policy and practice has received political and subsequent policy
attention as a result of abuse scandals in social care, culminating in No Secrets
(Department of Health, 2000a). Local authority social services departments (SSDs)
are implementing and reviewing their adult protection policies and practices through
national networks (Mathew et al., 2002) and local initiatives (Brown & Stein, 1998).
It is important to stand back from this rush of activity to examine how decisions can
be most effectively made in the adult protection process, particularly in relation to
the interests of the service user. User involvement and advocacy are also important
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policy aims (see for example, Valuing People, Department of Health, 2001a; and the
Shifting the Balance of Power documents, Department of Health, 2000b, 2001b), and
an established basis for best practice.

This paper focuses on these challenges through a training intervention in decision-
making in generic adult protection—targeted at district managers, team leaders,
senior practitioners and care managers in Kent County Council and Medway Social
Services Departments (Kent). This provides an operational window on the key
“decision-making stages of the adult protection process, highlighting the skills and
competencies required to manage the process effectively and an opportunity to
explore the potential of alternative models of decision-making from those tradition-
ally used in the public sector. This is based on the premise that putting the service
user at the centre of decision-making processes, supported through appropriate
advocacy, will help achieve a paradigm shift in adult protection practice and help
meet some of the key aims of government policy.

Background

The shift in the mid-1990s, from single agency and client group specific abuse
policies to generic adult protection policies led by SSDs, culminated in No Secrets
(Department of Health, 2000a). In parallel, a raft of related materials and resources
was being developed by government departments, public agencies, campaigning
groups and networks of practitioners and researchers (see for example ARC/NAP-
SAC, 1993, 1997a, 1997b; AIMS, 1998, 1999). Specific management, practice and
training guidance was also appearing in critical areas of practice such as learning
disability, challenging behaviour and physical interventions (Baker & Allen, 2001;
BILD, 2001), sexual abuse by service users (Brown & Thompson, 1997) and intimate
and personal care (Cambridge & Carnaby, 2000a, 2000b), building on analyses of the
nature of dependency relationships and models of abuse (Hollins, 1994; Sobsey,
1994). Academic and practice debates for other vulnerable adult groups such as older
people (Decalmer & Glendenning, 1997; Biggs et al., 1995; Clough, 1999) and mental
health service users (Copperman & McNamara, 1999; Williams & Keating, 1999)
were also deepening, along with an understanding of how abusive cultures develop
and what they look like (Bright, 1999; Cambridge, 1999a; Glendenning, 1999;
Lee-Treweek, 1994; Wardhaugh & Wilding, 1993; Williams, 1995; Williams &
Keating, 1999).

Critical analyses of institutional care (Martin, 1984; Morris, 1969; Robb, 1967;
Townsend, 1962) were also resurfacing as exposés of abuse in community care, for
example in learning disability (Buckinghamshire County Council, 1998; Cambridge,
1999a; Macintyre, 1999). Fractures in accountability, the failure to share critical
information, and the need for clarity on how and when to take important decisions
on intervention and information-sharing surfaced as dominant correlates of abuse.
Interpretation of the working of policies themselves was also being developed, with
tensions between formal and informal responses and variable thresholds for re-
sponding to abuse recognised (Brown & Stein, 1998).
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In a similar vein, attention had been drawn in mental health services to the
structural abuse associated with the central functions of the psychiatric system
(Williams & Keating, 1999), which tend to lead to widespread silence rather than
pro-activity in tackling abuse: ‘if we had to log abuse we would be doing it all the
time’ (Williams & Keating, 1999); mirroring research that mental health services
appear less willing than others to address adult abuse (Brown & Stein, 1998).

With the exception of some staff training resources which have examined the tasks
associated with each of the key stages of the adult protection process (AIMS, 1998,
1999; ARC/NAPSAC, 1997a, 1997b), very little attention has been paid to decision-
making in adult protection. In addition, adult protection processes tend to be
organisationally led and top down, risking service user exclusion and defensive
practice. Indeed, there is a substantial danger that adult protection policy and
practice may further undermine the capacity of service users through a dispropor-
tionate emphasis on vulnerability. The potential therefore exists to identify more
radical and innovative ways to make decisions in adult protection, which involve
service users and/or their representatives/advocates.

This is necessary first and foremost to avoid the further dependency, alienation
and disempowerment of people considered to be vulnerable to abuse. Dealing with
adult abuse by focusing primarily on the protection of users by services and
professionals using policies and procedures has been observed to lead to paternalistic
approaches and contribute to further disempowerment (Williams & Keating, 1999),
in part because this keeps service users dependent. Indeed, the whole language
of adult protection and vulnerability serves to place the user as a passive recipient
rather than an active participant in the process: ‘Adult protection is something
that someone does fo me, rather than something that helps me to keep myself
safe’ (Parkes & Goodman, 2000, p. 3) or to express my identity or individuality
safely.

As yet there have been few publications that have attempted to draw together
policies on adult protection and user participation or involvement. Rushton et al.
(2000) have examined the link between policy and service and user outcomes and
there have been a collection of more general reviews of policy implementation in
adult protection (Brown & Stein, 1998; Douglas & Halliday, 2000; Mathew et al.,
2002). Service user views have been sought on specific outcomes such as restraint
and seclusion (Sequeira & Halstead, 2002) and self-determination profiled in specific
case studies (Preston-Shoot, 2001). Croft & Beresford (1999) and Slater (2000)
writing about elder abuse and participation are prominent in arguing for a much
closer relationship between policies and user involvement. Croft & Beresford (1999)
warn that because of the long tradition in personal social services of not giving
priority to, or including, the views of service users, placing users at the centre of
professional practice is still difficult to achieve. They describe the ‘social administra-
tion’ approach to user participation as generally heralding little in the way of change
and suggest that a rights-based approach be used instead. This would, in their view,
strengthen the ‘voice, choice and credibility’ (Croft & Beresford, 1999, p. 75) of
users; something they consider to be a vital mechanism of addressing the wider
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causes of elder and other adult abuse. Similarly, Williams & Keating (1999) suggest
prioritising policy and practice interventions that shift power to and strengthen the
voice of service users and user groups/associations, in order to address the power
inequalities fundamental to the context of adult abuse.

Design and Process of Training Intervention

The intervention comprised a two-day training programme focusing on decision-
making in adult protection, provided by the Tizard Centre and commissioned by
Kent. It followed an earlier review of adult protection policy implementation (Brown
& Stein, 1998) and was part of a series of adult protection training initiatives.
Particular interventions by the authors' included training for investigators and
managers, with the decision-making training leading to further training for practi-
tioners from health and social services and involving the police. The decision-mak-
ing training was therefore part of a series of linked interventions running parallel to
inter-agency policy development and consultation, linked to the implementation of
No Secrets (Department of Health, 2000a), and a set of linked multi-agency policies
and procedures (Kent Social Services, 2000). The decision-making training was
similar in aim to that reported by Slater (2002), and was targeted on area and district
managers, experienced care managers and senior practitioners. The coverage was
generic and therefore included staff working with the main vulnerable adult client
groups, namely learning disability, mental health and older people.

The aims were to enable practitioners and managers in adult services to better
understand and utilise the methods, skills and principles underpinning effective,
accountable and person-centred decision-making in adult protection, as required by
the newly developed local multi-agency policy as well as by government policy.
Learning outcomes included understanding how to develop professional account-
ability, addressing ways to better communicate and work with service users and
other agency personnel, locating decision-making within multi-agency working,
understanding a range of decision-making models available, consultation and chair-
ing skills, utilising relevant research evidence, ethical considerations to enhance
decision-making and putting the service user at the centre of the process where
possible.

The course utilised a mix of methods and techniques, including trainer-led
discussion, paired discussion, small group work, role-play and other experiential
interactions. A particular emphasis was placed on simulating decision-making at the
planning meeting and case conference stages through the use of case studies. An
in-tray exercise where the trainers fed information on case studies and participants
tracked the ways in which users as well as other stakeholders, were involved in
decision-making was also included. The authors developed the programme over a
number of months working closely with trainers and training commissioners from
Kent Social Services, with the training delivered in a series of five, two day blocks
between 2001 and 2003. Each individual training intervention was evaluated and
reviewed by the authors and social services representatives and minor modifications
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made. Reference was also made to issues arising from the implementation of the
multi-agency adult protection policy, including the establishment of dedicated adult
protection co-ordinators in some social services districts, the allocation of adult
protection lead workers in the PCTs, and the establishment of strategic decision-
making functions across Kent, including the Multi-agency Adult Protection Com-
mittee, County Working Group, Serious Case Review Panel and Police Special
Investigations Unit. Indeed, it is with the development of strategic decision-making
that local authorities and other agencies need to consider the parallel development
of user centred decision-making processes. As with the multi-agency policy initiative,
the training was also shared by Medway Social Services Department as well as local
PCTs and other key health sector agencies.

Complexity of Decision-making and Accountability in Adult Protection Work

The basic adult protection process contains a number of stages (AIMS, 1998, 1999)
which also represent key decision points:

initial alert/referral;

preliminary investigation;

planning meeting, usually multi-agency;

investigation, usually led by social services or the police;
case conference, usually multi-interest/multi-agency; and
case closure and/or ongoing monitoring.

This process mirrors the core tasks of care management (Challis & Davies, 1986),
usually also containing assessment, in