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Introductions
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oPhD DClinPsy BCBA

oPractitioner

oResearcher

oPeople with learning disabilities 

oAutistic people

oThose that care and support them

oServices and systems

oPeople!

We are in 
this 

together
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development



Today
oPBS/PAS and working with key people (staff and families)

oA systems view of behaviours that challenge

oPartnership working with staff

oPartnership working with families 

oSome theory, some reflections and some examples of good practice 



AVAILABLE FOR FREE 

https://www.ingentaconnect.com/conte
ntone/bild/ijpbs/2022/00000012/a0010
1s1/art00001

Partnership 
working with 
staff and 
families has 
been a 
considered a 
key 
component 
of PBS for 
sometime…



Gore, N.J., McGill, P., Toogood, S., Allen, D., Hughes, C., Baker, P., Hastings, R.P., Noone S., & Denne, L. (2013). Definition and Scope for Positive Behaviour 
Support. International Journal of Positive behavioural Support

1. Prevention and reduction of challenging behaviour occurs within the context of 
increased quality of life, inclusion, participation, and the defence and support of 
valued social roles

Values

2. Constructional approaches to intervention design build stakeholder skills and 
opportunities and eschew aversive and restrictive practices
3. Stakeholder participation informs, implements and validates assessment and 
intervention practices
4. An understanding that challenging behaviour develops to serve important 
functions for peopleTheory and Evidence 

Base 5. The primary use of Applied Behaviour Analysis to assess and support behaviour 
change
6. The secondary use of other complementary, evidence-based approaches to 
support behaviour change at multiple levels of a system
7. A data-driven approach to decision making at every stage

Process 8. Functional assessment to inform function-based intervention
9. Multicomponent interventions to change  behaviour (proactively)and manage  
behaviour (reactively)
10. Implementation support, monitoring and evaluation of interventions over the 
long term



1. Person-centred foundationRights and values:
A focus on rights and good 
lives 2. Constructional approaches and self-determination 

3. Partnership working and support for key people

4. Elimination of aversive, restrictive and abusive practices

5. A biopsychosocial model of behaviour that challenge Theory and evidence base:
Ways to understand 
behaviour, needs, and 
experience

6. Behavioural approaches to learning, experience and interaction

7. Multi-professional and cross-disciplinary approaches

8. Evidence informed decisionsProcess and strategy:
A systematic approach to high 
quality support 9. High quality care and support environments

10. Bespoke assessment

11. Multi-component, personalised support plans

12. Implementation, monitoring and evaluation 

Key Components (Gore et al., 2022)



Key points of emphasis in 2022
o‘Key people’ rather than ‘stakeholders’
oExpertise of family members in particular 
oBoth working alongside and providing support
oPartnership working and co-production
oChallenging and traumatic experiences for families (that 
relate to supporting a relative with behaviours that 
challenge AND adverse experiences with the system)

oThe need to synthesis and balance priorities and 
perspectives between key people 



How We Did It
A team of 24 UK contributors with special interests and experience in PBS, 

from a range of (sometimes-overlapping) groups, co-developed this definition. 

People with lived experience as a person:

owith a learning disability; 

owho is autistic; 

owho has a history of displaying behaviours that challenge;

owho is a family carer.

Researchers and people from a variety of professional backgrounds who have experience of:

oService delivery, commissioning, training and practice across child, adult, health, education and social care 
contexts. 

oWorking as front-line support staff; Speech and Language Therapists; Nurses; Psychiatrists; Occupational 
Therapists, Clinical Psychologists, Physiotherapists, and Behaviour Analysts.

Over a five+ month period, with meetings tailored to meet the particular requirements of each contributor and 
lots of drafts back and forth



Why Working in Partnership is an 
Essential Component of PBS: 

A Systems View 



Behaviors that challenge a systems view:
oNOT something that is considered to occur 
WITHIN the individual

oDEFINED by the IMPACT it has for the person 
and OTHERS at a personal and SOCIETAL level

oIs influenced by a range of CONTEXTUAL / 
ENVIRONMENTAL variables including social 
environments/THE BEHAVIOUR & WELLBEING 
OF OTHERS

Intellectual/Learning 
Disability

Severity of Disability

Autism

Poverty
Social exclusion

Adversity

Physical & Mental Health 
Difficulties

Communication 
Difficulties

Behavioral Phenotypes



2022 Definition: A Biopsychosocial model of behaviours that challenge 
An updated/revised version

Lists additional vulnerability factors 
in bio and psycho-social groupings

Emphasis on combination of 
multiple factors that incrementally 
add to overall risk 

Positive automatic reinforcement is 
referenced

Includes psychotropic medication as 
a negative impact that also feeds 
back to increase vulnerability

Bowring, D.,L., Painter, J., & Hastings R.P. (2019). 
Prevalence of challenging behaviour in adults with 
intellectual disabilities, correlates and association with 
mental health. Current Developmental Disorder 
Reports, 6, 173-181



Ecological family-focused 
delivery of PBS: 

Lucyshyn et al 2104
Ecological Systems Theory

(Bronfenbrenner, 1979/2006)



What are human systems?

Systems are made of different elements. How, elements in a system are structured 
and interact, determines how individual elements operate (the ‘behaviour of the 
individual’) but also how the system operates (the ‘behaviour of the system’) 

All people live as part of multiple systems. 

For instance, a person is often part of a family. The way members of the familiy are 
organised and interact, determines both how each person functions and how the 
family functions as a whole. At the same time, a person, and each family member, may 
be part of a school or work system, health and social care system, community or peer-
group system… 



Systems can be examined at big scales (e.g., the political system of a country) or very fine-
grained levels (e.g., the way in which two people interact or even ways in which different 
elements of a person’s physiology interact). 

Different systems may interact with one another at meta-levels and/or be ‘nested’ within 
one another. 

Systems can and do change over time, but can also be maintained for long periods. 

1 Elements interacting 
within systems

2 The same elements 
crossing over into other 
systems

3 The systems interacting 
with each other 



Some systems may be unhelpful to individual members or groups 
but pervade where there is benefit to other people and parts of the 
system… where there is reinforcement at a systems level
(And factors that determine how an overall system operates and how 
individuals within a system operate are related but not necessarily the same).

What this means for Behaviours that Challenge:

oPeople who display behaviour that is challenging will 
have come to do so through experiences and interactions 
encountered in multiple systems throughout their life 
course. 

oSuch systems will have come to ‘select’ behaviours that 
challenge as the optimal, or only viable, way for a person 
with learning disabilities to function in these contexts.



But it also means, the behaviour of other people, groups and organisations in 
these systems concerns responses that are a functional product of system 
structures and interactions, even where non-desirable.

e.g., controlling, reprimanding, punishing, ignoring, restricting or apathetic responses  

Blaming other people in the system (and even organisations) for the way they 
behave makes no more sense than blaming a person with learning disabilities 
for displaying challenging behaviour     

o We need to understand, eliminate and replace problematic system 
structures and contingencies 

o We need to build systems that support positive values and good lives for 
all



A lot needs to happen to make 
PBS happen!

Denne, Jones, Hughes, Gore, Jackson-
Brown, Toogood (2020) 

Implementing evidence-based practice in 
the learning disability care sector: The 
challenge of delivering what works 

Tizard Learning Disability Reviews (2020) 
25 (3)



A model from implementation science
Implementation science is concerned with the translation of 
findings from research into practice. Fixsen et al. (2005) 
proposed a model of implementation arguing that it is 
successful when four components are addressed: 

1. Practitioners have competencies to deliver core intervention 
components

2. Organisations provide the necessary infrastructure for 
training, supervision and outcome evaluation

3. Communities and customers are fully involved in the 
selection and evaluation of interventions and practices

4. Regional and national policies and legislation create a 
favourable environment for implementation. 

These four components are interrelated, and necessarily involve 
multiple systems.  



A big part of systems 
change involves and can 
be driven by partnership 
working and support for 
family caregivers and staff:

o Decision Making 

o Training and 
Information

o Wellbeing 



Partnership Working with Staff



Supporting & Empowering Staff
Who are front line support staff?
In the UK: 
oVarying in level of education/training 
oReceive relatively low pay
oTraditionally not highly valued by community 

oMay experience stress, burnout and trauma in context of work (though these  relationships are 
not straight forward)

oCritical to the daily life of people they support
oPart of organisational systems and influenced by these systems. Often 
with minimal agency
oPeople! Who are part of multiple other systems. People with families, 
passions, life histories, worries  and ambitions…



We need staff to be: 

oCompassionate,
oCreative
oFlexible
oAmbitious
oDedicated
oTo value and focus on the special 
qualities, needs and dreams of the 
people they support

And yet the personal circumstances of 
staff and the organisation and 
functioning of services often do not 
support these qualities. Staff are:

oTold what to do
oInvisible when things go well
oBlamed when it goes wrong 
oExpected to leave life at the door

We except staff to be person centred 
and to support good lives when 
organisations are often not person 
centred to them or in support of their 
life quality or self-determination…

How staff behave is a 
systems issue
e.g., controlling, reprimanding, punishing, ignoring, 
restricting or apathetic responses  (responses that 
set the occasion for and reinforce behaviours that 
challenge)



Intensive supports
Tertiary Prevention
• Group defusing
• Group debrief

• Psychological Therapy 
e.g. EMDR, CBT

Targeted supports Secondary Prevention
• End of shift stand down/diffusion

• Informal peer support
Universal supports Primary Prevention

• Clear job role prescribed
• Trauma informed training/induction

• Supervision
• Acceptance & Mindfulness-Based Stress Management

• Management of challenging behaviour within PBS framework
• Frequent consultation with staff about support (e.g., incident forms)

Organisation 
Wide Positive 
Staff Support
Baker & Gore 

(2019)

A systems 
solution/strateg
y

o Knowledge/training
o Supportive Culture

o Wellbeing



Be clear about 
roles, and 
support 
training and 
development



Developing and implementing a Behaviour Support 
Plan (BSP)
Evaluating intervention effects and on-going 
monitoring

3.Functional, contextual and skills 
based assessment

2.Creating high quality care and support 
environments

1.

Understanding the rationale of a BSP and its uses3.1Working in partnership with 
stakeholders 

2.1Ensuring that services are values led1.1

Synthesizing data to create an overview of a person’s 
skills and needs

3.2Assessing match between the 
person and their environment  and 
mediator analysis 

2.2Knowing the person1.2

Constructing a model that explains the functions of a 
person’s challenging behaviour and how those are  
maintained

3.3Knowing the health of the person2.3Matching support with each person’s capabilities 
and with goals and outcomes that are personally 
important to them

1.3

Devising and implementing multi-element evidence 
based support strategies based on the overview and 
model Antecedent strategies
 Antecedent strategies

3.4Understanding the principles of 
behaviour (4 term contingency); 
understanding the function of 
behaviour

2.4Establishing clear roles and effective team work 1.4

 Developing functionally equivalent alternative 
behaviour (to CB)

Supporting data driven decision 
making

2.5Supporting communication 1.5

 Increasing skills and  communication
 Systems change and contextual interventions

Assessing the function of a person’s 
behaviour

2.6Supporting choice 1.6

Devising and implementing a least restrictive crisis 
management strategy

3.5Assessing a person’s skills and 
understanding their abilities

2.7Supporting physical and mental health1.7

 Arousal curve 
 Reactive strategies

Assessing a person’s preferences 
and understanding what motivates 
them

2.8Supporting relationships with family, friends and 
wider community

1.8

Developing the plan; outlining responsibilities and 
timeframes

3.6Supporting safe, consistent and predictable 
environments

1.9

Monitoring the delivery of the BSP 
(procedural/treatment fidelity/integrity)

3.7Supporting high levels of participation in 
meaningful activity

1.10

Evaluating the effectiveness of the BSP3.8Knowing and understanding relevant legislation1.11

The BSP as a live document3.9A commitment to Behaviour Skills Training1.12

Overall structure



Related co-produced PBS Academy resources to support 
implementation

People with 
learning 

Disabilities (x2) 

Family 
Caregivers (x5) 

Commissioners 
and Care 

Managers (x3)

Service 
Providers (x1) 

Observation 
Checklist for 

Inspections (x1) 

Standards for:
• Services
• Training

• Individual practitioners

http://pbsacademy.org.uk/other-pbs-resources/



Person Centred Active Support
A proven, evidence-based approach to care and support 
that enables and empowers people with intellectual 
disabilities to participate in all aspects of life (Mansell, J. & 
Beadle-Brown, J., 2012)

• Every moment has potential
• Maximising choice and control
• Little and often
• Graded assistance

Part of a primary/preventative tier within a 
broader conceptualisation  of PBS



Practice leadership
Effective Practice leaders develop and maintain high quality support by:

oFocusing, in all aspects of their work, on the quality of life of the people being supported and the 
effectiveness of the support being provided. 
oClarifying roles, expectations and guidance to ensure those providing support have clear goals for, 
and a specific understanding of, how to support individuals
oAllocating and organising resources to deliver high quality support, when and how the people being 
supported need and want it. 
oCoaching supporters to deliver high quality support by spending time modelling good practice, 
observing support being delivered and providing focused, constructive feedback. 
oReviewing the quality and effectiveness of support and utilising supervisions and team meetings to 
continue to improve practice and ensure consistency.

Empower, reinforce and harness the expertise of front 
line staff – lead and value by making more valued 
leaders!



Support 
resilience 
and 
wellbeing

1. For staffs own 
sake

2. For the sake of 
the people they 
support



A brief Acceptance Commitment 
Therapy intervention for frontline 
staff

Delivered by team leaders, trained by psychologists

Positive outcomes from 3 months post-intervention 
with regards:

o Burnout
o Staff Stress
o General Health

Other examples of ACT interventions since: e.g., McConachie, 
D.A.J., McKenzie, K., Morris, P.G. & Walley, R.M. (2014). Acceptance 
and mindfulness-based stress management for support staff caring 
for individuals with intellectual disabilities. Research in 
Developmental Disabilities, 35, 1216-1227. (RCT)



Critical Incident Stress Management (CISM)
• A model designed to enable organisations to support their staff in dealing with potentially 

impactful incidents. It is designed to ensure resilience and to provide support after the 
incidents have occurred.

• CISM has been widely used in emergency services and the military

• Package of staff care following traumatic incidents e.g., serious assault, restraint, anything 
that has significant emotional impact on team

• Reduces potential for post-traumatic stress reactions, helps wellbeing & team cohesion, 
improves retention

We aimed to adapt CISM as a 
service wide intervention 
specifically for adult social care 
staff working with people with 
Learning Disabilities who 
present with behaviours that 
challenge and explore the 
feasibility of using this (Baker, 
Gore et al., ongoing)



Who are family carers?
Parents and adult family members like any other but in exceptional circumstances…who 
experience many joys associated with supporting a relative but many additional challenges

Emotional difficulties amongst family carers of children with learning/developmental 
disabilities are high relative to other parents/siblings (e.g. Baker, Blacher, Crnic, & Elebrock, 
2002; Baker, McIntyre, Blacher et al. 2003; Davis & Carter, 2008; Hastings, 2002; Naylor & 
Prescott, 2004). 

These difficulties appear to develop early - parents of children with learning disabilities 
and/or Autism found to be more likely than other parents to experience elevated levels of 
stress by the time their child is 5 years old (Totsika et al. 2011a; Totsika et al. 2011b). 

Beyond other characteristics of the child (i.e., severity of disability or adaptive skills), 
challenging behaviour tends to be the most reliable predictor of such 
difficulties for families (Baker et al., 2003; Hastings, 2002a). 



So ‘stress’ and behaviors that challenge go hand in hand for families

Stress also makes it difficult to support many other parenting tasks (responding to behaviors 
that challenge, supporting sleep, teaching skills and communication) which then influences 
child behaviour and wellbeing and development

But critically - stress is more likely for family caregivers of children with learning and 
developmental disabilities:

Not because they are personally more vulnerable: 

But because of the situations and systems they find themselves in coupled 
with the lack of support from others.

Anyone in the same situation would feel/react the 
same….



Wellbeing workshops for family carers
Workshops aiming to support family carers of children who display challenging 
behaviour to maintain their own wellbeing
Based on Acceptance and Commitment Therapy

• 2 day long workshops

• Piloted and qualitatively evaluated in Ealing 
service 

• 9 family caregivers (of children 9-14) at risk of 
residential placement due to behaviour)

• We could actually talk about the fact that some 
of our kids hit and punch ... we usually can’t talk 
about [these things] anywhere else’. (P1)



But so much of the stress, emotional difficulty and trauma 
families experience is because of ‘the system’
oLack of support
oHaving to fight
oBeing let down 
oBeing blamed and judged
oHaving their hands tied and mouths gaged by services and professionals

It’s not enough to offer support – to put on a sticking plaster. We 
need to change the entire way the system operates 



Working in Partnership - Why do this?
This is not the way interventionists have always (or do always) work. Often there is an explicit or implicit suggestion (even at 
subtle levels) that ‘the professional knows best’:

oThey have been trained the most……….

oThey are most objective………….

oThey are most experienced………………

oThe most ‘expert’…………………….

However, working in true partnership with families to facilitate behavioural support can mean

Professionals are given access to a rich resource and opportunity to learn and develop from and with caregivers: 

They are relieved of the deluded pressure of having to 
know everything and make everything better as the lone 
expert.



The Necessity of Partnerships with families: Working in 
partnership (done properly) really works! It makes for 
better outcomes for everyone:

o The most appropriate and helpful goals can be identified 
oInformation and insights can be obtained in detail to 
enrich assessments
oCaregivers identify solutions that are particular to their 
circumstances, fit with their situation and are perhaps 
unknown to others
oCaregivers are motivated, empowered and 
knowledgeable in ways that mean they can drive changes 
now and in the future



Some Examples of Partnership 
Working with Families 



Partnership working in PBS process
Supporting goal selection for caregivers:
Same kind of questions, same kind of framework:

Supports meaningful goal formation and insight and 
motivation

Sensitive to caregiver’s emotional state, experiences and 
expectations

We could sit at a table and have a 
meal, if we do that that’s bringing a 
family component into her life so 
she’s going to feel safe because 
knows a family that loves her and 
that would build the relationships in 
turn (3)



1. Ensuring families have the information and training they need

2. Connecting families with professionals and modelling 
partnership working

3. Families as Trainers/Facilitators – harnessing, promoting and 
driving change through the power of lived experience  



Family Carers as Co-Researchers



Early Positive Approaches to Support (E-PAtS)
Dr Nick Gore – Tizard Centre University of Kent

1. What is E-PAtS?

An 8 session group for families of 
young children (0-5) who have a 
learning or developmental disability

Supports resilience and wellbeing for 
family caregivers, positive 
development for children and 
proactive access to services.

3. How?

E-PAtS is facilitated by a trained professional and trained family carer who work in partnership

Materials and sessions have been co-produced by family carers and professional experts and provide 
strategies for using now and in the future

Group sessions are designed to be emotionally supportive and meet the needs of a diverse range of 
families, supporting children with a variety of needs

2. Why E-PAtS?

Raising children brings both joys and 
challenges to families. 

Families of children with disabilities 
sometimes need some extra support 
to navigate through challenges that 
relate to their child’s particular needs.

E-PAtS provides high quality 
information and sensitive support in 
the early years to help build bright 
futures for children with disabilities 
and their families. 

4. What is covered?

o Accessing services and 
supports

o Emotional wellbeing and 
resilience for caregivers

o Supporting sleep for children
o Supporting communication
o Supporting skills development 
o Positive approaches to 

behaviours that challenge

5. What families say:

Just wanted to let you know that today for me 
was a massive success. I really enjoyed the 
training and came home with so much!!! 

I haven't stopped talking about the training to 
(my partner) and what I gained from the 
course as well as how open and honest 
everyone was and all the vital information I 
received from such an early onset. 

I really can't wait until Wednesday
Contact:

Dr Nick Gore

N.J.Gore@Kent.ac.uk
Copyright ©2012 Tizard Centre, University of Kent, UK. All rights reserved.



https://onlinelibrary.wiley.com/doi/epdf/10.1111/jar.12993

Early Positive Approaches to Support (E-PAtS): 
Qualitative Experiences of a New Support 
Programme for Family Caregivers of Young Children 
with Intellectual and Developmental Disabilities 
Journal of Applied Research in Intellectual Disabilities

‘Legitimacy and authenticity, if you haven’t lived it, 
you don’t have a clue. Having someone that is in the 
trenches, you pay more attention to someone who 
has been through it’ (FG4 L1)

‘What the session taught me is two things, one is I 
have to look after myself, coz who is going to look 
after [name of child], it isn’t about just me soldiering 
on I actually have to look after myself coz I have got 
somebody else to look after as well and for your own 
mental wellbeing you’ve got to’ (PC2 L2)



Conclusions
Prevention and reduced risk of behaviours that challenge is determined by well-functioning, resilient 
systems of support focussed on creating good lives

A lot needs to happen to make PBS happen!

But partnership working with staff and families is a driver for systems change

Staff and Families need to be:

oListened to
oSupported and resilient
oTrained and knowledgeable
oValued and empowered as key agents for meaningful and positive change



Any 
Questions?





Person is 
ignored 

(deprivation 
from social 
attention) 

Staff member 
arrives

Person hits out Staff member 
shouts at 

person

Hitting stops

EO SD SR+

EO SR-

Service 
User 

Behaviour

Staff 
Behaviour

What would make it more/less likely the 
staff member would:

1. Ignore the person before CB (create 
deprivation of social attention)?

2. React in an unhelpful way when CB 
occurs?

o Knowledge/training
o Supportive Culture

o Wellbeing


