Emotional Wellbeing and PBS for Caregivers and
People with Disabilities who Display Behaviours
that Challenge

DrNick Gore

Tizard Centre, University dent

TIZARD

University of Kent



Who Am | and Why am | here?!

Dr Nick GoreClinPsyPGCHBSeHons

o Clinical Psychologist and Senior Lecturer / Researcher in Field of
Intellectual and Developmental Disabilities

oTizard Centre, University of KenSouthEast of England

oSpecial Interest in Challenging Behaviour, Emotional/Mental
Wellbeing and Positive Behavioural support



Who are all of youl!

AWNhere from and what do?

Alnterest in this area?




Nobodygets through life withouexperiencing emotional difficulties or
displaying behaviour some find challengimgat least sometimes

We areall living in the same world
with bodies and brainghat work In
roughly similarways

Andnone of us are an island unto

ourselvesc we set the occasion and
provide consequences for each othe
experiences and behaviour

We are all in the same boat

We have to live, support amtecidetogether
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Can help us understand the experience, behaviours and interactions of
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without intellectualdisabillities




What does prior research tell us?

People with intellectual / developmental disabilities are:
AAt heightened riskof developingoehaviour that challenges

AAt least adikely (and sometimes more likely)p develop mental
health/emotional difficulties

Caregivers (staff and family members) are:

ALikely to experience mental health/emotional difficultieahen
supporting people who display behaviour that challengesértain

contexty

AHave a significaribfluence on the behaviour of people with
Intellectual disabilities



Challenging Behaviour Mental Health amongst people Mental Health amongst caregivers
amongst people with with intellectual disabllities: with intellectual disabllities:
Intellectual disabilities
A Historically less attention A Less attention (relative to CB of
A Predominantly (diagnostic overshadowing) people with intellectual
operant/behavioural disability)
models A Medical and/or noroperant
psychological models A Nonoperant psychological
A Positive Behavioural models
Support A Very few interventions
f available for those with more | A Some interventions available
complex/severe disabilities developed from those created
outside of the field

Relationship Relationship
between between emotions __ S0 many

Challenging and behaviour of different models
Behaviour and people with | to explain

Mental Health? intellectual dlflz)e]crggl;] arlicp)ﬁds

disabilities and
caregivers?

human
experience?




Introduction

Kental nealth &5 motivational cperation: Service-usser and caraglver smotional &1ates In the context of challanging behaviour

Mental health as motivational operation:
Service-user and caregiver emotional states
in the context of challenging behaviour

Nick Gore and and Peter Baker
Tizard Cantrs, University of Kant

Abstract

Thiz brief concepiual paper zssks to address the rols of mental health and the experisnce of negative Iife evenis
n the pesitive behavioural support framework in relafion to the behavicur of both ssrvice uzers and caregivers
and some of the implications thiz may suggest for intervention. It iz argued that the conceptualisation of mental
hsalth related variables as motivating cperations iz parsimonicus at a thecretical and practical level and may

create one way of generating further synergiss within the fisld of IDD.

Keywords: Intsllactual dizability, mental heath, trauma, mativational opsrations

Introduction

Proponsnts of frauma informed cares have oftsn besn
critical of traditional behavicural interventions offerad
to individuals with intellectual dizabilitiss who pressnt
challenging behaviour. In particular, Harvey {2012),
who provided a seminal text in this area, highlighted
concerns such as a disregard of physical health
=3uss, reliance on brisf pericds of obzervation, over-
reliance on medication, the use of restrictive prac-
fices that may perpetuate behavioural crizis and over
reliance on contingsncy management. Of note iz that
the sams criticisms of traditional behavioural interven-
tions were raised by early proponents and devslopsrs
of PBS (Carr af al, 2002; Baksr and Shepard 2005,
Dunlap, Sailor, Hormer and Sugai, 2002).  Similarly,
there iz commonality bstwesn PBS and many of
the approachss promoted by Harvey; for exampls,
an smphasiz on prevention and manipulation of
antscedsnts, a focus on relationshipe and rapport
and awvoiding behavicural oriziz through sscondary
oreventions strategiss. Yol Harvey (2012) doss not
appear to effectively distinguizh PBS from traditional
oehavicural approaches, leading fo claims that arg at
timas inaccurats and may ultimatsly psrpstuate poor
practice in the support of psopls with intellactual
dizabilitiss.

Most noticeably, Harvey, in her trauma informed
behavicural interventions book, rejects the use of
functicnal bshavicural assessment (FEA) on the
grounds that it iz about controlling people and instils
a narrative of the perzon being manipulaiive. Thess
criticisms are difficult to sustain when considering FEA
within a PBE framework, where practices are primarily
concerned with generating hypothesss that relate foc a
broad range of contaxtual factors which will ultimataly
be ussd to inform the support of grsater individual
choice, pradictability and personal control (Gors st al,
2013). The overriding messagse surrcunding PES's uss
of FBA iz that behaviours ars net random, but zerve
key communication functions and are displayed by the
individual to suppeort fundamental nesds.

Az an altsrnative to FBA, Harvey argues for a thorough
social history, a focus on behaviours as recognizable
symptoms of trauma and listing of all pessibls triggers
and anniversaries. Whilst this azzssementmethodology
has soms commonalities with FBA, it could pressent
major problems to the practitioner in terms of arriving
at a ussful and valid formulation, az much of the data
could be comslational and unverifiabls. Although the
fluctuating naturs of frauma related responzes both

Correspondence: hick Gore, Tizard Centrs, Univerzity of Kent, Canterbury, Kant, CT7 7LR. Email:

AA brief presentation of a relatively brief
article!

Gore, N.J., & Baker, ternational Journal of
Positive Behavioural Suppo(2017), 7 (1), 15
23

Builds on Specidtdition of [JPBAutumn
2013¢ outline, describe and clarify PBS
Framework

Draw closer connections between approach
to understanding challenging behaviour anc
emotional health for people with intellectual
disabilities and those who support them
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Whatcanwe agree on?

A conceptual framework for understanding
why challenging behaviours occur in people
with developmental disabilities

Richard P Hastings, David Allen, Peter Baker, Nick J Gore, J Carl Hughes, Peter McGill,
Stephen J Noone and Sandy Toogood

Abstract

Background: To be able to define positive behavioural support (PBS), describe PBS interventions and clarify the
individual and crganisational competencies needed 1o support PBS, a clear undertying conceptual framework is
neaded to identify why challenging behaviours occur

Method and materials: Non-systematic review and discussion of the state of rasearch and theoretical evidence
focusing on wiinerability factors for challenging behaviours, maintaining processes, and the social impact of
challenging behaviour.

Results: Undarstanding challenging behaviour is related most strongly to context, First, challenging behaviours are
defined in terms of their socia effects. Second, vuinerability factors for challenging behavicur include some biological
factors, but mainly psycho-social risks refating to the life situation and inequalities experienced by people with
developmental disabiities. Third, social contextual processes are primarly responsible for maintaining

challenging behaviours.

Conclusions: PBS is a broad approach to understanding and intervention referring to multiple contnbuting factors

Definition and scope for positive
behavioural support

Nick J Gore, Peter McGill, Sandy Toogood, David Allen, J Garl Hughes, Peter Baker,
Richard P Hastings, Stephen J Noone and Louise D Denne

Abstract

Background: In light of forthooming policy and guidance in the UK regarding sanices for people who display bahaviour
that challangas, wa provida a refreshed definition and scope for positive behavioural suppaort (PBS). Throwgh doing this
we: aim 1o outiing a framewark for the delivery of PBS thal is of practical and siralegic value 1o a number of stakeholders.

Mathod and materials: We draw extensively on previous definiions of PBS, relovant research and our professional
expanience to create a multi-component framework of PBS, together with an overall definition and a breakdown of the
key ways in which PBS may be uliiised,

Results: The framework consists of ten core components, categorised in terms of valuas, theory and evidence-base
and process. Each component ks described in detail with reference to research literature and discussion regarding the
interconnections and distinclions betwesn these,

Conclusions: We suggest the framework captures what ks known and understood about best practice for supparting
peaple with behaviour that displays as challenging and may usefully inform the development of compatences in PBS
practice, senvice delivery, training and resaarch,

and processes, To describe PBS without reference 1o an underlying theoretically grounded conceptual framework

would lead to an impoverished version of the approach.

Keywords: Challenging behaviour, positive behavioural support, causation, conceptual framework

Introduction

Interventions designed to ameliorate problems faced by
individuals with developmental disabilities' need to be
informed by amodsal or framework that describes an under-
standing of tha problem (Hastings, 2013). Positive behav-
oural support (PBS) Is no axception. To leam about PES
without undarstanding what the intervention approach is
designed to do, or why PBS exists in the form that it does,
would represent an incomplete and impoverished picture.

Tha nead to elucidate the assumptions about the origins
of a clinical prablem to inform an intervention approach
should not be a surprise to anyone reading this paper.
In individual clinical practice, especially when applying

' Devalopmental disablity will be usad as a term including children and adults with inteflectual disabiity (10) and thosa with autism,

psychological interventions, a professional will develop a
formulation of the problem and use that formulation to
inform the focus of therapeutic intervention (see chapters
in Taylor ot &, 2013). Withn PBS, formulation may be

given a different name (generation of causal hypothases,
hypothesas about the function of a challenging behav-

our) but it is a similar process, For example, any PBS
ntervention should be informed by functional assassment
data (O'Neill et al, 1990). Indeed, there is evidence that
including a functional analysis as a part of intarvention for
challenging behaviour significantly improves outcomes
(e.g. Scotti et al, 1991).

following international terminclogical convenbiong. Whare evidence cited refers specifically to individuals with 1D or with autism,

this wil be made expicit.

© BILD, intarmational Jouna! of Positve Bahavioural Support, 3,2,
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Introduction

International evidence regarding chalanging behaviour
displayed by children, young people and adulis with
Intellectual or developmental disabilities ks strongly In
favour of positive behavioural support (PBS) as a mode
of intervention. This now includes systematic and meta-
analytic reviews of single-case and small group designs
that demenstrate significant reductions (typically greater
than 50 per cent) in challenging behaviour Tollowing PBS
intervantion (Carr et al, 1999; Dunlap and Carr, 2007; Gah
and Bambara, 2013; LaVigna and Wilis, 2012;). It also
Includes a smaler number of randomisad trials, Including
a two-lreatment study focusing on support for Tamilies
in community settings (Durand et al, 2012) and a UK
randomised controlled trial in which challenging behaviour
displayed by adults with Intellectual disabilities reduced
by 43 per cent after PBS intervention compared with
standard treatment (Hassiolis o al, 2009).

Whilst developments and implementations in the UK
have generally advanced mone siowly than thosa in the
US, In the last ten years a vansty of policy documeants
and profassional guidelines have drawn on PBS as a
maodel of best practice for supporting peaple who display
challenging behaviour (British Psychological Soclety,
2004; Department of Health 2007; Foyal College of
Psychialrists, British Psychological Sociely & Royal
Cdllege of Speech & Language Therapists, 2007). Al
fimes thesa documents have also Incorporated guidance
from authors who either advocate alternative approaches
1o the managemeant of challenging behaviour or embed
the prnciples and proceduras of PBS within broader
recommendations in an attempt to reach a varisty of
audiences and serve a variety of aims.
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