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Dear colleagues 
 

I hope you will enjoy the latest Newsletter of 
the Challenging Behaviour Mental Health 
(CBMH) SIRG.  The articles describe  a 
mixture of new service developments and 
guidance on good practice.  They reflect a 
variety of health environments from Australia, 
the UK and the USA. 
 
The IASSID international congress is in 
Halifax and we have had a lot of interest by 
researchers who have submitted work under 
the aegis of our SIRG.  I am certain that we 

will have very stimulating sessions and many networking opportunities. 
 
This year we are also sponsoring a young researcher from a low income 
country and I am really excited about spreading the word and creating 
interest in our population group in those settings.  My experience in the 
past few years has actually shown me how lucky I am to be working in the 
UK where intellectual disabilities is a recognized  specialism and the 
services not just existing but expanding and developing.  However, I do 
not wish to downplay the financial constraints which we all face but 
sometimes innovation springs out of adversity! 
 
Please email any thoughts provoked by the present issue or new articles 
for the next edition in the summer ( a.hassiotis@ucl.ac.uk). 
 
 
I wish you all happy holidays and a productive New Year and look forward 
to seeing you in Halifax. 
 
 
Angela Hassiotis 
Chair (current) CBMH SIRG 
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‘Behaviour can be described as challenging when it is of such an 
intensity, frequency or duration to threaten the quality of life 
and/or the physical safety of the individual and others and is likely 
to lead to responses that are restrictive, aversive or result in 
exclusion’ (Royal College of Psychiatrists, 2007). 

 
Challenging behaviour can be hard to cope with and difficult to understand;  
punitive approaches have been used in the past to deal with an individual who 
displays challenging behaviour. More recently however, challenging behaviour 
is seen as serving a purpose for the individual who displays it and may be 
caused, at least in part, by failure in the support that the individual receives. 
The Social Care Institute for Excellence (SCIE, http://www.scie.org.uk) and 
the Challenging Behaviour Foundation (http://www.thecbf.org.uk) believe that 
by offering good quality individualised support we can reduce or avoid 
challenging behaviour. Here we discuss a new service development that has 
been devised in line with this theory.  
 
Unfortunately, in the UK the culture of placing individuals with intellectual 
disabilities and challenging behaviour out of their home area, irrespective of 
the wish of the individual, has been established for many years. This is often 
because it presents the most straightforward and in a number of cases, the 
only option for commissioners in the National Health Service (NHS, UK). This 
has had a major impact on NHS and social care costs as well as an effect on 
the quality of life of service users who are removed from their geographical 
area of origin. However, as many service users with the most complex 
behaviours have been placed out of area, clinicians and local services are not 
sufficiently experienced in working with these needs and thus may not be able 
to readily assimilate individuals moving back into existing services.  
There is currently no formal template for a high quality, appropriate and cost-
effective specialist service for young people and adults with intellectual 
disabilities and complex behaviour but in March 2011 SCIE and the 
Challenging Behaviour Foundation published three new briefings describing 
what good quality support for people with Intellectual disabilities who display 
challenging behaviour should look like and they highlighted issues that need 
to be addressed in order to attain it. The briefing, “Challenging behaviour: a 
guide for family carers on getting the right support for adults” 
(http://www.scie.org.uk/publications/ataglance/ataglance37.asp), states that 
individuals should have access to: mental health care; comprehensive 
behavioural assessments and support; specialist services as well as 
mainstream services and an advocate if they are not able to access the 
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support independently. Importance is placed on trying to understand the 
function of the behaviour, what purpose it serves and what variables or 
triggers may be contributing to it so that carers can identify these and respond 
appropriately. It also reiterates Government policy that states that individuals 
with intellectual disabilities have the same rights as others and therefore 
should be supported to take a central role in making choices about their lives.  
In response to such policy guidance, and with funding from the learning 
disabilities development fund (UK), Camden Learning Disabilities Service set 
up the Complex Behaviour Service (CBS): a team providing specialist health 
support to adults with learning disabilities and complex behaviour, their 
families and paid carers.  
 
The CBS provides a range of services including specialist assessment (e.g. 
Behaviour Assessment Guide - Willis et al., 1993, Functional Analysis 
Interview - O’Neill et al., 1997, The Autism Diagnostic Inventory - Lord et al., 
1994) and interventions based on non-aversive Positive Behaviour Support 
principles. The team aims to be flexible and responsive and to tailor their 
services to meet the specific needs of service users and carers. So far the 
work of the CBS has included detailed functional analysis assessment, 
behavioural monitoring; the development of multi-element positive behaviour 
support plans; individual work, including the provision of self-control/anger 
management programmes; risk assessment; modelling of intervention 
approaches; family and carer support; supported moves from out-of-borough 
to in-borough placements; and staff training and development in the area of 
complex behaviour. The rationale of the CBS is to help people stay in 
borough and help others to move back in from out of area placements. 
However, as the team does not have its own inpatient facility, service users 
who require inpatient assessment are referred to other appropriate services 
where the CBS can provide support during working hours. 
 
We are currently engaged in an evaluation funded by the North Central 
London Research Consortium (http://www.noclor.nhs.uk) to determine 
whether this new service is the most effective way to support service users 
who display challenging behaviours and comply with current policy. The 
evaluation includes quantitative and qualitative components such as a case-
control study to assess whether the new service offers improved clinical 
outcomes compared to treatment as usual. Care package costs are recorded 
at baseline and discharge. For the quantitative evaluation, outcome measures 
include: Health of the Nation Outcome Scale-LD (Roy et al., 2002), 
Psychiatric Assessment Schedule for Adults with Developmental Disabilities 
checklist (Moss et al, 1993), Aberrant Behaviour Checklist (Aman et al., 
1985), Camberwell Assessment of Need for Adults with Developmental and 
Intellectual Disabilities (Xenitidis et al, 2000), and a list of other services used 
throughout the treatment period. 
 
To date, the CBS have worked with 39 service users, all of whom have had 
baseline and six month assessments and  a proportion have been followed up 
to a year.  All qualitative interviews that have been completed so far suggest 
that service users and carers involved in the CBS feel highly satisfied with the 
work that was carried out by the CBS. Although the CBS will no longer be 
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commissioned following widespread financial recovery plans, but its principles 
of working are being integrated within a different model of support for 
challenging behaviour.  
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Translating research into best practice: The Centre of Excellence for 
Behaviour Support 

 
Karen Nankervis  
 
Karen.nankervis@rmit.edu.au 
 
 
The Centre of Excellence for Behaviour Support was opened in 2008 as a 
result of the 2006, report, Challenging Behaviours and Disability: A Targeted 
Response, by the Honourable WJ Carter QC.  In this report, Justice Carter 
provided the findings of his investigation into the circumstances of people with 
an intellectual disability who exhibit severely challenging behaviours and 
presented the options for a targeted and improved service response.  Critical 
to this was the recognition of the human rights for this group.   
The establishment of the Centre aims to improve the lives of adults with 
intellectual or cognitive disability and challenging behaviour.  Located on the 
University of Queensland Ipswich campus, the Centre of Excellence is a 
partnership between the University and the Queensland Government.   
The Centre’s focus is on an integrated agenda of research, practice 
leadership and training in behaviour supports through a scientist-practitioner 
model.  Fundamental to its work is outcomes and enhanced quality of life for 
people with an intellectual or cognitive disability who engage in severely 
challenging behaviours. 
 
The Staff of the Centre of Excellence for Behaviour Support 
Executive Director - Professor Karen Nankervis.   
Director of Systems Research - Associate Professor Clare Townsend 
Director of Research in Behaviour Support - Associate Professor Kim Meyer 
Director of Practice Leadership - Mr Simon Wardale.   
 
Other staff of the Centre includes; Principal Research Officers, Principal 
Learning and Development Officers, Research Fellows, Research Assistants, 
and adjunct appointments such as Honorary Professors.   
The Centre also offers PhD scholarships and has a visiting Fellows program. 
 
Activities of the Centre of Excellence for Behaviour Support 
The Centre’s activities include: 
• leading research to guide innovative policies and programs for the 
support of people with intellectual/cognitive disability and challenging 
behaviour across the broader disability sector, both government and non-
government; 
• providing training and development programs for specialist teams and 
support workers in government and non-government services to ensure the 
implementation of evidence-based practices; 
• facilitating the development of long-term workforce capacity by forming 
partnerships with the tertiary education sector to inform curriculum for both 
undergraduate and postgraduate programs, and; 

mailto:Karen.nankervis@rmit.edu.au


 6 

• evaluating the quality of positive behaviour systems through a range of 
service evaluation strategies including the quality of behaviour support 
planning and implementation. 
 
Recent research projects 
 
Some recent research projects include: 
 

1.  An investigation of relinquishment of care of family members with 
disabilities  

(Nankervis, K., Rosewarne, A., & Vassos, M. (2011) Respite and parental 
relinquishment of care: A comprehensive review of the available literature. 
Journal of Policy and Practice in Intellectual Disabilities, 8, 151-163; 
Nankervis, K., Rosewarne, A., & Vassos, M. (2011) Why do families relinquish 
care? An investigation of the factors that lead to relinquishment into out-of-
home respite care. Journal of Intellectual Disability Research, 55, 422-433 
 

2.  Evaluation of the positive behaviour intervention model for improving 
the quality of life for adults with an intellectual disability 

 
3.  A systematic review of quality of life measures for people with 

intellectual disabilities and challenging behaviours  
(Townsend, C., Pham, A., & Vassos, M. (2011) A systematic review of quality 
of life measures for people with intellectual disabilities and challenging 
behaviour. Journal of Intellectual Disability Research.) 
 
The Carter cohort: a snapshot study, 2006 to 2010. 
 
Further information about the Centre of Excellence for Behaviour Support and 
its activities can be found on the website: www.centreofexcellencefor 
behavioursupport.com.au 
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Evidence-based psychological interventions that reduce the need for 

restrictive practices in the disability sector: a practice guide for 

psychologists.   

Keith McVilly 

keith.mcvilly@deakin.edu.au 

 

 

The Australian Psychological Society (APS) has recently endorsed a new set 

of practice guidelines promoting evidence-based alternatives to the use of 

restrictive interventions in disability services.  The practice guidelines are the 

work of the newly established interest group in the APS, formed to support 

psychologists working with people with intellectual and other developmental 

disabilities.  The guidelines have been designed to provide direction to 

clinicians working with people with a disability, particularly when they work in 
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collaborative, interdisciplinary teams. The APS intends to further develop the 

guidelines in consultation with other professional associations, in an approach 

that reflects the development of the joint 2008 statement by the Royal College 

of Psychiatrists, British Psychological Society, and Royal College of Speech 

and Language Therapists.   

The APS guidelines are based on a review of literature and the consensus of 

opinion among a group of experienced practitioners from across Australia. 

The guidelines consider ‘restrictive practices’ to include chemical restraint 

(i.e., the use of medication to manage behaviour in the absence of a medical 

diagnosis justifying the use of medication to treat an identified condition), 

physical restraint and mechanical restraint, seclusion, and psycho-social 

restraint (including the use of practices intended to cause intimidation or fear).  

They outline the importance of practitioners  informing and shaping their 

practice with reference to the United Nations Convention on the Rights of 

Persons with Disabilities.   

The guidelines reflect that there is now substantial evidence that inappropriate 

use of restrictive practices can be harmful: they can result in physical and 

psychological injury to both people with disability and the staff who are using 

such techniques and they have been associated with the deaths of people 

with disability. The guidelines note how the use of restrictive practices can 

adversely affect the therapeutic relationship between client and clinician, and 

the support staff. Importantly, the guidelines note that, in many cases, the 

decision to use restriction is made in the absence of adequate consideration 

of other psychological interventions that might mitigate their use. 

The APS guidelines emphasise the importance of conducting thorough bio-

psycho-social assessments, ideally using multi-disciplinary teams.  They note 

the critical importance of conducting both environmental and functional 

analysis.  The Positive Behaviour Support (PBS) framework is recommended.  

The application of PBS informed by a person-centred approach to service 

development is considered vital to successful intervention.  It is also noted 

that intervention and support strategies need to be informed by a thorough 

understanding of the person’s personality, their state of psycho-social 

development, and the appropriate application of both learning theory and 

contemporary health care practices.   

The APS guidelines remind practitioners that they need to operate within an 

ethical and legal framework.  They note that strategies designed to change 

people’s behaviour are by definition intrusive procedures.  Consequently, 

procedures to ensure appropriate consent, the involvement of external 

advocacy, systematic data collection, and practice review are all critical 

components of behaviour support and intervention programmes.    
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The guidelines adopt the position that strategies involving response cost (e.g., 

removal of possessions or limiting rights as a consequence of specific 

behaviours), exclusory timeout (i.e., seclusion), overcorrection, and other 

punishment-based strategies are unlikely to be effective in bringing about 

sustained adaptive change. Furthermore, these strategies represent a class of 

interventions that are inconsistent with contemporary clinical practice based 

on the principles of positive behaviour support. In many instances they are 

also inconsistent with what is legally permitted. They are therefore not 

recommended practices.   

The guidelines outline the importance of developing strategies that enhance 

environments, teach skills, support the development of coping strategies, and 

provide for crises responses that minimise physical confrontation and 

intervention, and which emphasise de-escalation.  The use of physical or 

psychological pain or other punishment based strategies are considered 

unethical. Importantly, the guidelines recommend that strategies are regularly 

evaluated against criteria that take into account the safety of the person, 

others in the immediate environment, and the health and wellbeing of support 

staff.  

The clarity of plan documentation is considered in the guidelines.  However, it 

is emphasised that practitioners should not rely solely on written plans.  The 

guidelines note the importance of clinicians providing mentorship to direct 

support staff, and in situ modelling of intervention strategies.   

The guidelines acknowledge that there are times when restrictive 

interventions will need to be used.  These include situations involving the 

immediate potential harm to to the person with a disability or others.  For 

some people who present with persistent self-injurious behaviours, some 

forms of restrictive intervention might need to form part of their behaviour 

support plan.  However, such strategies should always be subject to the 

collection and review of data on a regular basis and should always be 

accompanied by a comprehensive range of preventative and harm 

minimisation strategies.  Promoting health, wellbeing, and quality of life should 

be central to the development and implementation of behaviour support plans.     

The guidelines conclude with a set of recommended standards with which to 

review the quality of behaviour support plans.  There is an outline of a range 

of evidence-based practices that are recommended for use.  These include:  

modified cognitive behaviour therapy; adopting low arousal strategies in the 

design and delivery of supports; the alignment of support with the person’s 

known preferences (i.e., likes and dislikes); multi-element systemic 

interventions, such as the use of Active Support; counterintuitive strategies, 

such as the use of non-contingent reinforcement, avoiding natural 

consequences that are likely to exacerbate behaviours, avoiding punishment 
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or other punitive interactions, ignoring low-level behaviours, and strategic 

capitulation to avoid unnecessary confrontation.  Other specific techniques 

are also recommended.  These include: Intensive Interaction, especially for 

people with profound intellectual disability, and for those with Autism 

Spectrum Disorders; Mindfulness training, for people with borderline to mild 

intellectual disability, and for use with direct support staff who are regularly 

exposed to challenging behaviours; and Functional Communication Training.  

For further information, please contact Associate Professor Keith McVilly, 

Convenor of the APS Special Interest Group on People with Intellectual and 

other Developmental Disabilities: keith.mcvilly@deakin.edu.au.    

The article was first published by the Australian Psychological Society, 2010 

(http://www.groups.psychology.org.au/piddp/) 
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A Medical Home Pilot Program: Specialized, Coordinated 
Multidisciplinary Healthcare Service and Management for Individuals 
with Intellectual  
Disabilities and Mental Health Disorders (ID/MH) 
 
Laurie Charlot, PhD 
 

charlotl@ummhc.org 

 

 
Our multidisciplinary team evaluated 

Johnny, a 25-year-old young man with 
Autistic Disorder (AD) several years ago. 
He was referred because he had been 
having increasing severe behavioral 
difficulties, and his life, according to his 
mother, had been “turned upside down.” 
He was about to lose his day program 
because of his severe aggression and 
self-injurious behavior. He had always had 
some problem behaviors, but the intensity 
and frequency of these had grown 
markedly over the past year. He now had 
2:1 staffing because he was a tall, strong 
young man and when he had “melt 
downs,” he was unfortunately very 

dangerously aggressive. He had several Emergency Department (ED) visits, 
when even his experienced staff could not manage his behavior. He was also 
hospitalized for 20 days on an inpatient psychiatric unit. He was now treated 
with 5 psychoactive medications, including 2 antipsychotic drugs. Our team 
reviewed his history in detail, interviewed his caregivers and family and 
observed and directly evaluated Johnny. 
 
We looked at a lot of information about the nature of his problem behaviors, 
the context in which these occurred as well as reviewing all records regarding 
his health and developmental history. One small detail struck a cord. Johnny 
occasionally seemed to spit back up some of his food undigested after meals, 
and he seemed to cough very slightly during and just after eating. After a lot of 
groundwork and planning, it was arranged for Johnny to have an upper 
endoscopy under sedation. The test revealed a highly significant degree of 
esophageal excoriation related to what was likely to have been a long-
standing problem with severe Gastro-Esophageal Reflux Disease or GERD. 
Johnny had also developed severe constipation. Once these medical 
conditions were more aggressively treated and began to improve, his mother 
said he was a “new man.” His behavioral crisis was resolved.  
 
Johnny was one of many cases we saw at the UMass Memorial 
Multidisciplinary ID/MH Consultation and Evaluation Clinic. All patients are 
referred for a “second opinion” because they have severe challenging 
behaviors (CBs) and/or psychiatric illness in addition to ID, and teams have 

mailto:charlotl@ummhc.org
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been unable to determine the causes of their “treatment resistance.” Our 
multidisciplinary evaluation team has been seeing individuals with ID and 
challenging problems for several years, initially to help divert patients from 
inpatient admissions to our specialty ID/MH inpatient unit. We found that a 
health problem was often the prime cause of a behavioral crisis. 
 
It may be that identification of health problems that affect behavioral and 
mental wellness is more complicated in patients with ID for several reasons: 

 Patients with ID are poor reporters of their own health problems; many 
individuals with ID will express pain or physical distress behaviorally. 

 Often, much of the information about what may or may not be wrong 
health-wise or medically comes from observations of others. 

 Problems behaviors like aggression, tantrums, self-injurious behaviors 
and property destruction may act as a “final common pathway” for 
distress in individuals who have a limited behavioral repertoire (few 
ways to express distress, poor functional communication). Even when 
there is a nonpsychiatric medical cause, on the surface, it looks like a 
behavioral or mental health problem.  

 When people with ID carry psychiatric labels, or have a history of 
engaging in challenging behaviors, there is even more of a tendency to 
view problems as due to the psychiatric disorder, and as requiring a 
psychiatric solution, even when the actual cause is a problem like 
constipation, dental pain, complications related to seizures or other 
medical causes.  

 Medical providers who do not see a large number of patients with ID 
may have difficulty recognizing the usual kinds of “occult” medical 
problems that might be affecting mood and behavior, or give up on 
completing tests that are hard to accomplish with our patients. 

 When a person has very complex needs, they may be having 
medication changes made by multiple prescribers, inadvertently 
leading to increased risk of Adverse Drug Events, that may in turn 
provoke agitated behaviors, that drive the addition of psychoactive 
medications to treat presumed exacerbations of mental illness.  

 
In the new “UMass ID/MH Medical Home” program, patients will be followed 
closely to identify non-psychiatric medical problems and ADEs using a variety 
of strategies to include a newly developed surveillance tool designed to 
provide caregivers with very clear behavioral descriptions of frequently missed 
problems like constipation, sedation, and orthostasis.    
We will closely following wellness and positive quality of life outcomes, 
reduction of psychiatric symptoms and CBs, but also the cost of care. We 
believe that our high-risk patients will experience fewer intrusive and 
expensive care outcomes (fewer ED visits and inpatient hospitalizations), 
including patients who have a recent history of multiple ED visits for 
behavioral reasons, recurrent inpatient psychiatric admissions and who are 
treated with multiple psychoactive medications. If successful, we hope to 
expand the service and to train Regional Multidisciplinary Teams. Ultimately, 
we hope to improve mental and physical wellness for individuals with ID who 
have MH disorders and Challenging behaviors.  
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