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Allen, D., , E.C., , H.A., , H.S., , P.H. and , M.H.  Offending behaviour in adults with Asperger syndrome.  Journal of Autism and Developmental Disorders. 38(4)(pp 748-758), 2008. Date of Publication: Apr 2008  0162-3257. 
Abstract: Considerable speculation is evident both within the scientific literature and popular media regarding possible links between Asperger syndrome and offending. A survey methodology that utilised quantitative data collection was employed to investigate the prevalence of offending behaviour amongst adults with Asperger Syndrome in a large geographical area of South Wales, UK; qualitative interviews were then conducted with a sub-sample of those identified. A small number of participants meeting the study criteria were identified. For those who had offended, their experience of the criminal justice system was essentially negative. Possible implications of the results were discussed. copyright 2007 Springer Science+Business Media, LLC

Allen, D., Evans, C., Hider, A., Hawkins, S., Peckett, H. and Morgan, H. (748-758)  Offending behaviour in adults with Asperger syndrome. [References].  Journal of Autism and Developmental Disorders  38 (4):Apr 2008 0162-3257. 
Abstract: Considerable speculation is evident both within the scientific literature and popular media regarding possible links between Asperger syndrome and offending. A survey methodology that utilised quantitative data collection was employed to investigate the prevalence of offending behaviour amongst adults with Asperger Syndrome in a large geographical area of South Wales, UK; qualitative interviews were then conducted with a subsample of those identified. A small number of participants meeting the study criteria were identified. For those who had offended, their experience of the criminal justice system was essentially negative. Possible implications of the results were discussed. (PsycINFO Database Record (c) 2008 APA, all rights reserved) (journal abstract)

Angela Hassiotis et al  (2007)  Individual Characteristics and Service Expenditure on Challenging Behaviour for Adults with Intellectual Disabilities.  Journal of Applied Research in intellectual Disabilities  21, 438-445.(Abstract)
Abstract: Background - English policy argues that people with intellectual disabilities should be supported in their local communities. There is considerable evidence that this aspiration is not being achieved. This paper seeks to look at the subsection of people with intellectual disabilities who have expensive care needs because of challenging behaviour, to identify the decision-making processes that have led to current service provision and expenditure and to suggest improvements.

Materials and Methods - We carried out a survey within five North London boroughs to investigate the characteristics of a cohort of people with intellectual disabilities and challenging behaviour in high-cost accommodation (over Ł70 000/annum). Postal questionnaires and face-to-face interviews were conducted with stakeholders with intellectual disabilities and patterns of current costs were estimated from existing data provided by the commissioning authorities in the five boroughs.

Results - Two hundred and five individuals with intellectual disabilities and challenging behaviour were identified. They were accommodated in placements provided by 97 separate providers, both in and out-of-area. Those more likely to be placed out-of-area were younger, had multiple health problems, significant challenging behaviour and mental health problems including autistic spectrum disorders. The local community intellectual disabilities teams identified a number of difficulties in meeting the needs of those service users.

Conclusions - Expenditure on all placements for service users with intellectual disabilities is significant. There is a notable lack of investment in local service development. A coherent approach is required, often across service boundaries. The authors suggest a model for targeted investment aimed at supporting effective local services, and reducing the need for and expense of out-of-area placements.

Anonymous (2000)  Phenylketonuria (PKU): screening and management. [Review] [61 refs].  NIH Consensus Statement  17 (3):1-33. 1080-1707. 
Abstract: OBJECTIVE: To provide health care providers, patients, and the general public with a responsible assessment of currently available data regarding screening for, and management of. phenylketonuria (PKU). PARTICIPANTS: A non-Federal, non-advocate, 14-member panel representing the fields of pediatrics, genetics, human development, public policy, nursing, molecular physiology, and including patient representatives. In addition, 19 experts in pediatrics, medical genetics, psychology, pediatric neurology, biochemical and molecular genetics, and gene therapy presented data to the panel and to a conference audience of more than 300. EVIDENCE: The literature was searched using MEDLINE and an extensive bibliography of references was provided to the panel. Experts prepared abstracts with relevant citations from the literature. Scientific evidence was given precedence over clinical anecdotal experience. CONSENSUS PROCESS: The panel, answering predefined questions, developed their conclusions based on the scientific evidence presented in open forum and the scientific literature. The panel composed a draft statement that was read in its entirety and circulated to the experts and the audience for comment. Thereafter, the panel resolved conflicting recommendations and released a revised statement at the end of the conference. The panel finalized the revisions within a few weeks after the conference. The draft statement was made available on the World Wide Web immediately following its release at the conference and was updated with the panel's final revisions. CONCLUSIONS: Genetic testing for PKU has been in place for almost 40 years and has been very successful in the prevention of severe mental retardation in thousands of children and adults. Metabolic control is necessary across the lifespan of individuals with PKU. A comprehensive, multidisciplinary, integrated system is required for the delivery of care to individuals with PKU. Greatly needed are consistency and coordination among screening, treatment, data collection, and patient support programs. There should be equal access to culturally sensitive, age-appropriate treatment programs. Ethically sound, specific policies for storage, ownership, and use in future studies of archived samples remaining from PKU testing should be established. Research into the pathophysiology of PKU and relationship to genetic, neural, and behavioral variation is strongly encouraged. Uniform policies need to be established to remove from the individual and the family financial barriers to the acquisition of medical foods and modified low-protein foods, as well as to provide access to support services required to maintain metabolic control in individuals with PKU. Research on nondietary alternatives to treatment of PKU is strongly encouraged. To achieve optimal statistical power, as well as cross-cultural applicability, it will be beneficial to use data acquired via national and international collaboration. [References: 61]

Antonacci, D.J., Manuel, C. and Davis, E. (225-247)  Diagnosis and treatment of aggression in individuals with developmental disabilities. [References].  Psychiatric Quarterly  79 (3):Sep 2008 0033-2720. 
Abstract: Aggressive behavior is a common referral problem for individuals with developmental disabilities (DD), placing them at risk for institutionalization, social isolation, physical restraint, over-use of medication to treat behavior problems, exclusion from services, and becoming a victim of abuse. Aggression strains relationships between individuals being supported and their caregivers, whether professionals or family members. The treatment of aggression is persons with DD, with or without comorbid mental illness, remains a controversial area and changes in practice have been slow to come. The evidence related to pharmacotherapy and psychological treatment is, in general, either lacking or poor. This does not suggest that these treatments are necessarily ineffective but that there is not enough good quality evidence to support their usefulness. This review considers the prevalence and correlates of aggression, as well as possible causative factors. The relationship between mental illness, intellectual disability and aggression is explored. The psychopharmacological and psychological treatment literature is reviewed with implications for clinical care and future research. (PsycINFO Database Record (c) 2008 APA, all rights reserved) (journal abstract)

Barrett, B. and T  A critical evaluation of the evidence supporting the practice of behavioural vision therapy.  Ophthalmic and Physiological Optics. 29(1)(pp 4-25), 2009. Date of Publication: January 2009  0275-5408. 
Abstract: In 2000, the UK's College of Optometrists commissioned a report to critically evaluate the theory and practice of behavioural optometry. The report which followed Jennings (2000; Behavioural optometry - a critical review. Optom. Pract. 1: 67) concluded that there was a lack of controlled clinical trials to support behavioural management strategies. The purpose of this report was to evaluate the evidence in support of behavioural approaches as it stands in 2008. The available evidence was reviewed under 10 headings, selected because they represent patient groups/conditions that behavioural optometrists are treating, or because they represent approaches to treatment that have been advocated in the behavioural literature. The headings selected were: (1) vision therapy for accommodation/vergence disorders; (2) the underachieving child; (3) prisms for near binocular disorders and for producing postural change; (4) near point stress and low-plus prescriptions; (5) use of low-plus lenses at near to slow the progression of myopia; (6) therapy to reduce myopia; (7) behavioural approaches to the treatment of strabismus and amblyopia; (8) training central and peripheral awareness and syntonics; (9) sports vision therapy; (10) neurological disorders and neuro-rehabilitation after trauma/stroke. There is a continued paucity of controlled trials in the literature to support behavioural optometry approaches. Although there are areas where the available evidence is consistent with claims made by behavioural optometrists (most notably in relation to the treatment of convergence insufficiency, the use of yoked prisms in neurological patients, and in vision rehabilitation after brain disease/injury), a large majority of behavioural management approaches are not evidence-based, and thus cannot be advocated. copyright 2009 The Author

Benson, B.A. and Brooks, W.T. (2008)  Aggressive challenging behaviour and intellectual disability. [Review] [32 refs].  Current Opinion in Psychiatry  21 (5):454-8.
Abstract: PURPOSE OF REVIEW: The aim of this article is to review reports of aggressive challenging behaviour in individuals with intellectual disability from September 2006 to March 2008. RECENT FINDINGS: Studies continued to demonstrate the prevalence and significance of aggressive challenging behaviour in persons with intellectual disability. Over half of the population engages in some form of aggression, but only a small number is responsible for frequent or severe acts. A publication that identified aggression profiles offered a promising new approach. Aggressive behaviour in adults often has multiple functions. The most frequently studied interventions were either behavioural or somatic. Parents learned skills to effectively intervene with their aggressive preschool child. Reviews of medication efficacy studies concluded that there was insufficient evidence to recommend a single medication. Psychiatrists agreed that medication should not be the first treatment option. In one study, a class of medication was found to reduce aggression, but not aggression with self-injury, or self-injury alone. SUMMARY: Research on aggressive challenging behaviour requires assessment instruments that address the topography and severity of aggression. Identifying aggression types may clarify mixed results of previous research and improve treatment effectiveness. Greater access to effective, nonmedication treatments is needed. [References: 32]

Benson BA and Brooks WT (2008)  Aggressive challenging behaviour and intellectual disability.  Current Opinion in Psychiatry  21 (5):454-459. 09517367. 
Abstract: PURPOSE OF REVIEW: The aim of this article is to review reports of aggressive challenging behaviour in individuals with intellectual disability from September 2006 to March 2008. RECENT FINDINGS: Studies continued to demonstrate the prevalence and significance of aggressive challenging behaviour in persons with intellectual disability. Over half of the population engages in some form of aggression, but only a small number is responsible for frequent or severe acts. A publication that identified aggression profiles offered a promising new approach. Aggressive behaviour in adults often has multiple functions. The most frequently studied interventions were either behavioural or somatic. Parents learned skills to effectively intervene with their aggressive preschool child. Reviews of medication efficacy studies concluded that there was insufficient evidence to recommend a single medication. Psychiatrists agreed that medication should not be the first treatment option. In one study, a class of medication was found to reduce aggression, but not aggression with self-injury, or self-injury alone. SUMMARY: Research on aggressive challenging behaviour requires assessment instruments that address the topography and severity of aggression. Identifying aggression types may clarify mixed results of previous research and improve treatment effectiveness. Greater access to effective, nonmedication treatments is needed.

Benson, B.A. and Brooks, W.T. (2008)  Aggressive challenging behaviour and intellectual disability.  Current Opinion in Psychiatry  21, 454-458.(Abstract)
Abstract: PURPOSE OF REVIEW: The aim of this article is to review reports of aggressive challenging behaviour in individuals with intellectual disability from September 2006 to March 2008. RECENT FINDINGS: Studies continued to demonstrate the prevalence and significance of aggressive challenging behaviour in persons with intellectual disability. Over half of the population engages in some form of aggression, but only a small number is responsible for frequent or severe acts. A publication that identified aggression profiles offered a promising new approach. Aggressive behaviour in adults often has multiple functions. The most frequently studied interventions were either behavioural or somatic. Parents learned skills to effectively intervene with their aggressive preschool child. Reviews of medication efficacy studies concluded that there was insufficient evidence to recommend a single medication. Psychiatrists agreed that medication should not be the first treatment option. In one study, a class of medication was found to reduce aggression, but not aggression with self-injury, or self-injury alone. SUMMARY: Research on aggressive challenging behaviour requires assessment instruments that address the topography and severity of aggression. Identifying aggression types may clarify mixed results of previous research and improve treatment effectiveness. Greater access to effective, nonmedication treatments is needed.

Børge Holden & Jens Petter Gitlesen (2008)  The relationship between psychiatric symptomatology and motivation of challenging behaviour: A preliminary study.  Research in Developmental Disabilities  29, 408-413.(Abstract)
Abstract: In addition to explaining challenging behaviour by way of behaviour analytic, functional analyses, challenging behaviour is increasingly explained by way of psychiatric symptomatology. According to some researchers, the two approaches complement each other, as psychiatric symptomatology may form a motivational basis for the individual's response to more immediate environmental challenges, like deprivation and aversive conditions. The most common example may be that depressive mood may render task demands aversive. Consequently, the person may show escape-motivated challenging behaviour in the presence of demands. The question becomes whether, or to what extent, relationships between psychiatric symptomatologies and particular functions of challenging behaviour exist. In the present, preliminary study, PAS-ADD checklist, a psychiatric screening instrument, and motivation assessment scale (MAS) were employed in order to investigate this issue. The results show that symptomatologies are largely unrelated to particular behavioural functions. Practical implications are discussed.

Brigid A. Staley et al (2008)  Self-injurious behavior and tuberous sclerosis complex: Frequency and possible associations in a population of 257 patients.  Epilepsy and Behavior  13, 650-653.(Abstract)
Abstract: Self-injurious behavior (SIB) has been observed in people with tuberous sclerosis complex (TSC), although the frequency of SIB in TSC is largely unknown. SIB is associated with intellectual and developmental disabilities, but there is no single cause of SIB. We retrospectively examined the frequency of SIB in a population of 257 patients with TSC and determined possible associations with SIB. We found a 10% frequency of SIB in our TSC population. When compared with patients without psychiatric symptoms, we identified a significantly higher rate of electroencephalographic interictal spikes in the left frontal lobe and a significantly lower number of tubers in the left occipital, parietal, and posterior temporal lobes. We also found that frequency of TSC2 mutation, history of infantile spasms, history of seizures, mental retardation, and autism are significantly associated with SIB.

Canitano, R. and , S.V.  Risperidone in the treatment of behavioral disorders associated with autism in children and adolescents.  Neuropsychiatric Disease and Treatment. 4(4)(pp 723-730), 2008. Date of Publication: 2008  1176-6328. 
Abstract: This is a review of the clinical trials investigating the efficacy and safety of risperidone in the treatment of children with autistic spectrum disorders (ASD). The main clinical characteristics are impairment in social skills, communication difficulties, repetitive movements and behaviors, including stereotypies. Pharmacotherapy is mainly directed at the so-called target symptoms, ie, behavioral disorders and the various kinds of repetitions associated with ASD. According to the available data, risperidone seems to be moderately efficacious and safe for treating behavioral disorders. 4 double blind controlled trial. 3 reanalysis studies, and 12 open studies have documented the role of risperidone in children with ASD. Controlled studies have been thoroughly considered in this review. copyright 2008 Dove Medical Press Limited. All rights reserved

Claudine M.C. Kopp et al (2008)  Behavior problems in children with tuberous sclerosis complex and parental stress.  Epilepsy and Behavior  13, 505-510.(Abstract)
Abstract: Behavioral problems are common in children with tuberous sclerosis complex (TSC) and can be challenging to manage at home. Standardized measures were used to assess behavior in 99 pediatric patients with TSC and to evaluate parenting stress in their parents. About 40% of the pediatric patients presented clinically significant behavioral problems, most frequently involving symptoms of autism spectrum disorder, inattention, and hyperactivity. Higher seizure frequency, mixed seizure disorder, and low intellectual functioning placed the patient at significant risk for behavior problems. Almost 50% of participating parents reported experiencing clinically significant parenting stress, which was associated with specific characteristics of the child, including the presence of current seizures, a history of psychiatric diagnosis, low intelligence, and behavioral problems. Clinicians should be aware that behavioral problems are prominent in children with TSC. Referrals for behavioral intervention and monitoring of parental stress should be included in the medical management of children with TSC.

Cooper S, Smiley E, Jackson A, Finlayson J, Allan L, Mantry D and Morrison J (2009)  Adults with intellectual disabilities: prevalence, incidence and remission of aggressive behaviour and related factors.  Journal of Intellectual Disability Research  53 (Part 3):217-233. 09642633. 
Abstract: INTRODUCTION: Aggressive behaviours can be disabling for adults with intellectual disabilities (ID), with negative consequences for the adult, their family and paid carers. It is surprising how little research has been conducted into the epidemiology of these needs, given the impact they can have. This study investigates point prevalence, 2-year incidence and 2-year remission rates for aggressive behaviour (physically aggressive, destructive and verbally aggressive), and it investigates which factors are independently associated with aggressive behaviour. METHODS: All adults with ID - within a geographically defined area of Scotland, UK - were recruited to a longitudinal cohort. At baseline, assessments were undertaken of demography, lifestyle, supports, development, problem behaviours, disabilities and physical and mental health. These were repeated for a 2-year period. RESULTS: At baseline, the participation rate was 1023 (65.5%). After 2 years, the cohort retention was 651 adults. The point prevalence of Diagnostic Criteria for Psychiatric Disorders for Use with Adults with Learning Disabilities/Mental Retardation (DC-LD) aggressive behaviour was 9.8% (95% confidence interval = 8.0-11.8%), 2-year incidence was 1.8%, and 2-year remission rate from all types of aggressive behaviour meeting DC-LD criteria was 27.7%. The factors independently associated with aggressive behaviours were lower ability, female gender, not living with a family carer, not having Down syndrome, having attention-deficit hyperactivity disorder and having urinary incontinence. Incidence of aggressive behaviour meeting DC-LD criteria in adult life is similar to that for each of psychotic, anxiety and organic disorders. CONCLUSIONS: Aggressive behaviour is common among adults with ID, but contrary to previous suggestions, more than a quarter remit within the short to medium term. This is important knowledge for professionals as well as the person and her/his family and paid carers. There is much yet to learn about the mechanisms underpinning aetiology and maintenance of aggressive behaviour in this population, and exploratory epidemiological investigations such as this have a role to play in progressing research towards further hypothesis testing and trials to influence clinical practice, service development and policy.

Crossley, R. and Withers, P. (1977-1986)  Antipsychotic medication and people with intellectual disabilities: Their knowledge and experiences. [References].  Journal of Applied Research in Intellectual Disabilities  22 (1):Jan 2009 1360-2322. 
Abstract: Background: Antipsychotics are the most frequently prescribed psychotropic medication for people with intellectual disabilities. Many people are prescribed this medication for 'challenging behaviours' without having had a formal diagnosis of a psychiatric disorder. Antipsychotics have been reported to have severe side-effect profiles, which can hamper quality of life. Materials and Methods: Grounded theory qualitative methodology was employed to organize and analyse data from interviews conducted with eight adults with intellectual disabilities about their experiences of antipsychotic medication. Results: Respondents had little knowledge about their medication, beyond knowing their regime. Despite participants experiencing side effects, they were accepting of these effects. A 'model of compliance' was generated from the analysis. Conclusions: The prescription and administration of medication is another area where people with intellectual disabilities experience lack of control and disempowerment. 'Services' need to do more to include and inform people with intellectual disabilities about their medication. (PsycINFO Database Record (c) 2009 APA, all rights reserved) (journal abstract)

Gentile, J., , F.M., R and , W.S.  Phenylketonuria: Outcomes and treatment.  Pediatric Health. 2(2)(pp 225-234), 2008. Date of Publication: Apr 2008  1745-5111. 
Abstract: Phenylketonuria (PKU) is an inborn error of metabolism affecting approximately one in every 10,000 infants born in Europe and the USA. Unless treated with a phenylalanine-restricted diet beginning in infancy, PKU can be associated with mental retardation, seizures, eczema and other symptoms. Treatment prevents the most severe consequences of PKU, but compliance with the strict dietary regimen is poor, especially in adolescents and adults. Despite the decline in IQ and increased emotional problems associated with poor adherence to the diet, few novel advances in treatments for PKU have occurred since 1963, when it became the first condition for which newborn screening was available. Sparked in part by acceptance of the policy of lifelong dietary treatment, alternative therapies are beirig investigated. These include innovations in production of low-protein foods, psychosocial interventions, new medications, enzyme therapy and perhaps even gene therapy in the future. copyright 2008 Future Medicine Ltd

Giulio E. Lancioni et al   An overview of behavioral strategies for reducing hand-related stereotypies of persons with severe to profound intellectual and multiple disabilities: 1995 - 2007.  Research in developmental disabilities  30, 20-43.(Abstract)
Abstract: This paper provides an overview of behavioral strategies used for reducing hand-related stereotypies (i.e., hand/finger mouthing, eye poking, self-slapping, and other hand-to-head/body responses) of persons with severe to profound intellectual and multiple disabilities. Computerized and manual searches were conducted to identify the studies carried out in this area between 1995 and 2007. Forty-one studies were identified which used five main strategies: (1) mechanical restraints employed alone or together with other intervention variables, (2) response blocking alone or together with other intervention variables, (3) noncontingent stimulation (environmental enrichment) with or without prompting or contingent reinforcement events, (4) contingency manipulations differing from those relied upon by the other strategies, and (5) programs based on microswitch clusters. The outcomes of the studies tended to be positive but occasional failures also occurred. Outcomes were discussed in terms of the characteristics of the strategies employed, the implications of the strategies for the participants' overall stimulation and occupational situation, and the overall practicality, applicability, affordability and potential of the strategies in the short and long term. Issues for future research were also examined.

Hall, S., S, , L.A., A, , R.A. and L  Compulsive, self-injurious, and autistic behavior in children and adolescents with fragile X syndrome.  American Journal on Mental Retardation. 113(1)(pp 44-53+71-72), 2008. Date of Publication: Jan 2008  0895-8017. 
Abstract: Compulsive, self-injurious, and autistic behaviors were examined in 31 boys and 29 girls with fragile X syndrome aged 5 to 20 years. Self-injurious behavior occured in 58% of boys and 17% of girls, whereas compulsive behavior occurred in 72% of boys and 55% of girls and did not appear to be associated with self-injurious behavior. Fifty percent of boys and 20% of girls met diagnostic criteria for autism on the ADOS-G. Girls who showed compulsive behavior had lower levels of FMRP than girls who did not show compulsive behavior, and boys with autistic symptoms had lowered levels of cortisol. Taken together, these data suggest that autistic and compulsive behaviors are highly prevalent in fragile X syndrome and that lowered levels of FMRP and cortisol may be biological markers for these behaviors. copyright American Association on Intellectual and Developmental Disabilities

Hassler, F., , G.T., , P.A., F, , B.M., , D.A. and , R.O.  A double-blind placebo-controlled discontinuation study of zuclopenthixol for the treatment of aggressive disruptive behaviours in adults with mental retardation - Secondary parameter analyses.  Pharmacopsychiatry. 41(6)(pp 232-239), 2008. Date of Publication: November 2008  0176-3679. 
Abstract: Introduction: Earlier studies showed risperidone to be effective in the treatment of aggression and self-injurious behaviour in adults with mental retardation but also having adverse side effects. This study was conducted to evaluate the effects of zuclopenthixol withdrawal. Methods: After open treatment with zuclopenthixol (n=49) responders were randomly assigned to continue (n=19) or discontinue (n=20) zuclopenthixol treatment during a 12-week double-blind, placebo-controlled period. Effects were measured using the Disability Assessment Schedule (DAS), improvement on the Clinical Global Impression Scale (CGi-I), and the Nurse's Observation Scale for Inpatient Evaluation (NOSIE). Results: Ten patients (20%) discontinued the study due to insufficient therapeutic effect or adverse events in the open period. Efficacy: The superiority of zuclopenthixol over placebo among all randomized patients was supported not only by primary efficacy measure but also by the comparisons of mean scores of all secondary efficacy measures tested in a step-down-procedure (DAS, p < 0.001; CGH, p < 0.002, NOSIE, p < 0.005). Safety: in both groups, one patient discontinued (5%) for adverse events. Adverse events were generally mild or moderate in severity. Discussion: Zuclopenthixol proved to be safe and effective to keep a low rate of aggressive behaviour in adults with mental retardation. copyright Georg Thieme Verlag KG Stuttgart

Helen Duperouzel  (2008)  `It's OK for people to feel angry' The exemplary management of imminent aggression.  Journal of Intellectual Disabilities  12, 295-307.(Abstract)
Abstract: Ward managers working in a medium secure learning disability service were asked to identify members of staff who they believed to be superior in the management of violent and aggressive individuals. A grounded theory approach was used to interview staff about their management of imminent aggression. The participants explained their strategies in terms of the following eight themes, which were common to all interviews: safety and de-escalation, attribution and control, relationships, understanding and empowerment, anticipating reactions, creating a façade, communication, and humour. The participants described the importance of building up trusting relationships with clients when trying to understand the reasons for the client's behaviour. They also explained how they offer a ;get-out clause' to the client, a way for the client to decide to calm down without losing face. The participants also reported that creating the appearance of being in control can help, as does the use of humour to aid communication.

Hovey T and Cheswick C (2009)  Copying letters to service users with learning disabilities: opinions of service users, carers and professionals working within learning disability services.  British Journal of Learning Disabilities  37 (1):50-56. 13544187. 
Abstract: The NHS Plan, Department of Health (2000) made a commitment that patients should be able to receive copies of clinicians' letters about them as a right in order to improve communication and enable patients to participate in their care. In South Gloucestershire, the opinions of local service users with learning disabilities, their carers, and professionals working within learning disability services about this issue were sought using questionnaires and focus groups in order to identify and then develop good practice. A number of practice issues were identified: protocols for developing individualised accessible information are needed, involvement of service users in the management of their information and maintenance of its confidentiality, and involvement of carers in the sharing of information, if this is appropriate. A communication strategy needs to be developed by services working with people with learning disabilities, in conjunction with service users and carers. The resource and training implications of this area of service development need to be considered.

Hoyt, P. (452)  Review of Psychiatric and behavioural disorders in intellectual and developmental disabilities, 2nd edition.  Psychiatric Services  59 (4):Apr 2008 1075-2730. 
Abstract: Reviews the book, Psychiatric and behavioural disorders in intellectual and developmental disabilities, 2nd edition edited by Nick Bouras and Geraldine Holt (see record 2007-03715-000). This edited book is a concise and well-written collection of 25 chapters on the assessment and treatment of psychiatric and behavioral disorders among individuals with intellectual and developmental disabilities. It is broken up into four sections: assessment and diagnosis, psychopathology and special topics, treatment and therapeutic interventions, and policy and service systems. (PsycINFO Database Record (c) 2009 APA, all rights reserved)

Huband, N., , F.M., , N.R. and , J.H.  Antiepileptics for aggression and associated impulsivity.  Cochrane Database of Systematic Reviews. (4), 2008. Article Number: CD003499.  Date of Publication: 2008  1469-493X. 

Hurley AD (2008)  Antipsychotics for aggressive behaviour: no better than placebo for non-psychotic adults with learning difficulties.  Evidence-Based Mental Health  11 (3):85-86. 13620347. 
Abstract: Question: Do risperidone or haloperidol reduce aggressive challenging behaviour more than placebo in people with intellectual disability? Patients: 86 adults with intellectual disability (intelligence quotient <75) and aggressive challenging behaviour (>=2 episodes of aggressive behaviour, modified overt aggression scale (MOAS) score >=4 in past 7 days), but who had not received a clinical diagnosis of psychosis. Exclusions: depot or injected antipsychotics in the past 3 months, oral antipsychotics in the past week; currently sectioned under the Mental Health Act. Setting: Ten centres in the UK and one centre in Australia; recruitment 2002S6. Intervention: Risperidone, haloperidol or placebo for 12 weeks, with the option to continue to 26 weeks. Drug dosage could be adjusted by the clinician (risperidone dose range: 0.5 mg to 2 mg daily; haloperidol dose range: 1.25 mg to 5 mg haloperidol). Higher antipsychotic doses were allowed in exceptional circumstances, as was lorazepam (<=2 mg daily) in emergencies. Outcomes: Change in aggressive behaviour from baseline (MOAS). Patient follow-up: 100% at 4 weeks, 71% at 12 weeks, and 57% at 26 weeks. Last observation carried forward analyses included 100% of participants. METHODS Design: Randomised controlled trial. Allocation: Concealed. Blinding: Double-blind (assessors and participants blinded). Follow-up period: 26 weeks (including 12-week treatment period). MAIN RESULTS Aggression had reduced in all groups by 4 weeks, with no significant differences between groups (median reduction in MOAS score: 6.5 with haloperidol vs 7 with risperidone v 9 with placebo; haloperidol vs placebo p = 0.14, risperidone vs placebo p = 0.07). Aggressive behaviour with placebo was not significantly worse than with either of the antipsychotic drugs at any time point (results displayed graphically; p values not given; at 26 weeks: median reduction in MOAS score: 11 with haloperidol vs 10 with risperidone vs 8 with placebo; p = 0.72 for overall comparison). There were three cases of severe adverse effects leading to withdrawal, one with risperidone (headaches and agitation) and two with haloperidol (respiratory problems, recurrence of epileptic seizure). CONCLUSIONS Aggressive challenging behaviour in non-psychotic adults with intellectual disability reduces similarly with placebo and antipsychotic treatment. Antipsychotics should not be used routinely in this population for this type of behaviour. ABSTRACTED FROM Tyrer P, Oliver-Africano PC, Ahmed Z, et al. Risperidone, haloperidol, and placebo in the treatment of aggressive challenging behaviour in patients with intellectual disability: a randomised controlled trial. Lancet 2008;371:57-63.

Inozemtseva, O., , M.E. and , J.J.  Learning disabilities spectrum and sexual dimorphic abilities in girls with congenital adrenal hyperplasia.  Journal of Child Neurology. 23(8)(pp 862-869), 2008. Date of Publication: August 2008  0883-0738. 
Abstract: Congenital adrenal hyperplasia could provide a promising model for the study of the effects of hormones on cognition. The aim of this study was to assess sexual dimorphic abilities related to oral language, spatial abilities, and verbal fluency and to determine the existence of learning disabilities in 11 congenital girls with adrenal hyperplasia compared with 11 healthy girls. Both groups underwent a neuropsychological evaluation using the Child Neuropsychological Assessment battery for Spanish-speaking children. Results showed that the congenital adrenal hyperplasia group had a significantly lower performance than the control group in the repetition and expression domains, right-left comprehension task, and verbal semantic fluency task. A higher incidence of learning disabilities (predominantly reading related) in the patient group compared with their controls was also evident. Thus, the presence of weak verbal areas along with a high incidence of learning disabilities related primarily, though not exclusively, to reading was documented in these girls. copyright 2008 Sage Publications

J. McCarthy (2008)  Behaviour problems and adults with Down syndrome: childhood risk factors.  Journal of Intellectual Disability Research  52, 877-882.(Abstract)
Abstract: BACKGROUND: Studies of people with intellectual disability suggest that several individual characteristics and environmental factors are associated with behaviour disorder. To date there are few studies looking at risk factors within specific syndromes and the relationship between early risk markers and later behaviour disorder. The key aim of the study was to determine if childhood risk factors were predictors of severe behaviour disorder in young adults with Down syndrome. MATERIALS AND METHODS: A longitudinal cohort study of 50 people with Down syndrome was assessed with the same behavioural measure used in both childhood and adult life. The early risk factors which were assessed included childhood functioning, childhood psychopathology and early family environment as determined by measures of parental mental health, quality of parental marriage and social background. RESULTS: Childhood psychopathology and functioning were associated with severe behaviour disorder in adult life whereas childhood family environment was not. CONCLUSIONS: Children with Down syndrome at risk for severe behaviour disorder in adult life may be identified in childhood and appropriate interventions offered to reduce their risk.

James E. Carr et al  (2009)  Noncontingent reinforcement is an empirically supported treatment for problem behavior exhibited by individuals with developmental disabilities.  Research in Developmenta; Disabilities  30, 44-57.(Abstract)
Abstract: Noncontingent reinforcement (NCR) is a function-based treatment for problem behavior that has produced robust effects across a variety of response topographies and reinforcement functions among individuals with developmental disabilities. Several narrative reviews have adequately described this literature. The purpose of the present article was to quantitatively analyze and classify the empirical support for NCR using the criteria developed by The Task Force on the Promotion and Dissemination of Psychological Procedures [Task Force Promoting Dissemination of Psychological Procedures. (1995). Training in and dissemination of empirically-validated psychological treatments: Report and recommendations. Clinical Psychology, 48, 3-23]. Of the 59 studies identified for analysis, 24 met the criteria to be included in treatment classification. Fixed-time reinforcer delivery (plus extinction and schedule thinning) was classified as well established, while fixed-time reinforcer delivery (plus extinction) and variable-time reinforcer delivery (plus extinction) were deemed probably efficacious.

Johnny L. Matson et al  (2008)  The Relationship of Challenging Behaviors to Severity and Symptoms of Autism Spectrum Disorders.  Journal of Mental Health Research in Intellectual Disabilities  2, 29-44.(Abstract)
Abstract: BACKGROUND: Challenging behaviours are frequently a problem for people with autism spectrum disorders (ASD) and intellectual disability (ID). A better understanding of which individuals display which behaviours, at what rates, and the relationship of these behaviours to comorbid psychopathology would have important implications. METHOD: A group of 161 adults with ASD (autistic disorder or Pervasive Developmental Disorder--Not Otherwise Specified [PDD-NOS]) and 159 matched controls with ID only residing in two large residential facilities in Southeastern United States, were studied using the Autism Spectrum Disorders--Behavior Problems for Adults (ASD-BPA). RESULTS: In all four categories of challenging behaviour measured by the ASD-BPA (Aggression/Destruction, Stereotypy, Self-Injurious Behavior, and Disruptive Behavior), frequency of challenging behaviours increased with severity of autistic symptoms. The greatest group differences were found for Stereotypy (repeated/unusual vocalisations/body movements and unusual object play), Self-Injurious Behavior (harming self and mouthing/swallowing objects), Aggression/Destruction (banging on objects), and Disruptive Behavior (elopement). CONCLUSIONS: Challenging behaviours in people with ASD and ID are barriers to effective education, training, and social development, and often persist throughout adulthood. Thus, programs designed to remediate such behaviours should continue across the life-span of these individuals.

Jones S, Cooper S, Smiley E, Allan L, Williamson A and Morrison J (2008)  Prevalence of, and factors associated with, problem behaviors in adults with intellectual disabilities.  Journal of Nervous & Mental Disease  196 (9):678-687. 00223018. 
Abstract: This study aimed to determine the prevalence of problem behaviors in adults with intellectual disabilities and to investigate which factors are independently associated with problem behaviors. A population-based cohort (n = 1023) had comprehensive individual assessments. Data were examined using multivariate logistic regression. The prevalence of problem behaviors was 22.5% (psychiatrists' opinion) or 18.7% (DC-LD criteria). Factors independently associated with problem behaviors were lower ability level, female gender, living in a congregate care setting or with paid carer support (rather than living with a family carer), having urinary incontinence; visual impairment, not having Down syndrome, and not having severe physical disabilities. Further studies focusing on the etiology, course, and treatment of problem behaviors are required.

Joyce, T., Ditchfield, H. and Harris, P. (2001)  Challenging behaviour in community services.  Journal of Intellectual Disability Research  45 (Pt 2):130-8. 0964-2633. 
Abstract: The implementation of community care in the UK has led to the requirement that services should be able to meet the needs of adults with intellectual disability (ID) and additional needs in terms of challenging behaviour. However, the extent to which people with challenging behaviour are present in the community and the extent to which community services can support them effectively still requires significant research. The present study examines the prevalence of challenging behaviour amongst adults with ID residing in three London boroughs and the issues which arise from service delivery to this client group. All service providers and general practitioners in the area were contacted and asked to identify any individuals with ID and challenging behaviour. All responses were screened, and then key staff were interviewed for information on a range of demographic factors and on the Checklist of Challenging Behaviour. The reliability of the instrument was also assessed. Four hundred and forty-eight individuals were identified from a total borough population of 670 000. There was consistency in the types of behaviour which were frequently identified across the three boroughs. There were significant levels of self-injury as well as a range of behaviours of the 'hard to engage' type. Most individuals had more then one challenging behaviour and some individuals with seriously aggressive behaviour used local community services. Twenty-five per cent of the sample lived at home with their families and 50% were in community residential services. The boroughs differed in their ability to manage those with challenging behaviour in that one borough had many more people placed out-of-borough. Significant numbers of individuals with challenging behaviour were living in the community. The range and number of behaviours suggest that staff need to be very skilled in supporting such individuals, and that effective planning and support are essential if people with challenging behaviour are to be maintained in community settings

Kennedy, C.H., Juarez, A.P., Becker, A., Greenslade, K., Harvey, M.T., Sullivan, C. and Tally, B. (2007)  Children with severe developmental disabilities and behavioral disorders have increased special healthcare needs.  Developmental Medicine & Child Neurology  49 (12):926-30. 0012-1622. 
Abstract: We studied whether children with severe developmental disabilities (SDDs) who have a comorbid behavioral disorder also have higher rates of special healthcare needs (SHCNs). We used a matched-comparison control group design to establish whether SHCNs were higher in children with SDDs with behavioral disorders versus children with SDDs without behavioral disorders. Thirty-six children were matched for age (mean 12 y 6 mo; range 5 y 2 mo-18 y 8 mo), sex (24 males, 12 females), ethnicity (22 non-white), mental retardation level (22 moderate, eight severe, six profound), and Diagnostic and Statistical Manual of Mental Disorders, 4th edition axis I diagnosis (18 autism spectrum disorder, 10 specified syndrome, eight mental retardation not otherwise specified). Measures included the Achenbach Child Behavior Checklist, behavioral observation, health status examination, and Childhood Health Questionnaire (CHQ). Children with SDDs with behavioral disorders had significantly higher levels of SHCN, as measured by the CHQ and health status examination. Children with SDDs with behavioral disorders had a twofold higher incidence of SHCNs than children with SDDs without behavioral disorders. No difference was observed in the number or types of prescription medication that children received. The findings suggest that SHCNs contribute to the occurrence and/or intensity of behavioral disorders in children with SDD and may require interdisciplinary care coordination

L. Taggart et al (2008)  Women with and without intellectual disability and psychiatric disorders: An examination of the literature.  Journal of Intellectual Disabilities   12, 191-211.(Abstract)
Abstract: This article examines the literature on women with and without intellectual disability and psychiatric disorders, using a gender social model of health. Relevant empirical studies, international literature reviews and policies between 1980 and 2007 were identified from electronic databases, journals and secondary sources. Three areas were examined: psychiatric disorders, their contextual background, and their clinical presentation. There are minimal levels of research into women with intellectual disability and psychiatric disorders. However, this article hypothesizes that women with intellectual disability have higher rates of psychiatric disorders than women without. This may result from greater vulnerability related both to internal factors (;intra': cognitive deficits, poorer communication skills, limited social skills) and to the external world (;inter': lack of opportunities, stigma, poor social support networks). The article argues that such women require gender-sensitive mental health services. However, more empirical evidence is required to support this claim and to inform development and delivery of services.

Levitas, A., S, , T.J., , B.D., , H.A. and D  Antipsychotics for aggression unrelated to a psychiatric diagnosis.  Mental Health Aspects of Developmental Disabilities. 11(2)(pp 65-68), 2008. Date of Publication: Apr 2008  1057-3291. 
Abstract: The occurrence of challenging behavior is an important problem in the intellectual disability population. Antipsychotic medication has been widely used to suppress these behaviors but the efficacy of these treatments has been in question. A recent paper by Tyrer and his colleagues provided evidence that aggression without psychosis does not respond to antipsychotic medication. We discuss the importance of these findings for clinical practice and also address problems which may result from premature withdrawal of drug therapy. Prior to initiating drug therapy, a comprehensive assessment of challenging behavior must determine the causes and then initiate appropriate treatments

Lyskowski, J., C, , M.A., A, , C.J. and G  Treatment of violent behavior in patients with Combined psychiatric illness and cognitive impairment: A case series.  Mental Health Aspects of Developmental Disabilities. 12(1)(pp 8-16), 2009. Date of Publication: January/March 2009  1057-3291. 
Abstract: Some individuals with intellectual disabilities exhibit aggressive and self-injurious behaviors. When such behaviors are associated with an underlying psychiatric disorder marked by mood dysregulation, it may be quite difficult to obtain a specific psychiatric diagnosis and initiate specific and successful treatment. In this article, three case reports are presented in which a poly-pharmaceutical approach targeting aspects of mood dysregulation resulted in dramatic decreases in aggression and self-injurious behaviors. There were improvements in participation in other psychosocial treatments for these three individuals with extremely challenging behaviors residing in high-security psychiatric hospital settings. Implications for future practice and research are discussed

Martin Campbell & James Hogg  (2008)  Impact of Training on Cognitive Representation of Challenging Behaviour in Staff Working with Adults with Intellectual Disabilities.  Journal of Applied Research in Intellectual Disabilities  21, 561-574.(Abstract)
Abstract: Background - Cognitive representations of challenging behaviour among staff may influence therapeutic outcomes. This study looked at how cognitive dimensions of Identity, Cause, Consequences, Emotional Reaction and Treatment/Control are affected by training.

Materials and Methods - A theoretically derived questionnaire was used to measure the impact of an accredited training course. There were two experimental designs: a longitudinal design using participants as their own controls for repeated measures, and a comparative subjects design. All participants were staff working in statutory and voluntary care services.

Results  -The experimental group outperformed the two control groups by more than would be expected, on the basis of pre-testing, on two of the five dimension measures, Cause and Treatment/Control.

Conclusions  - It is important to evaluate outcomes of staff training that seeks to improve staff interactions in line with evidence-based practice. Changes in staff cognitive representation of challenging behaviour, as a result of training may be multi-dimensional.

Matson, J.L., Rivet, T.T. and Fodstad, J.C. (283-295)  Matson Evaluation of Drug Side-Effects (MEDS) profiles in adults with intellectual disability, tardive dyskinesia, and akathisia. [References].  Journal of Developmental and Physical Disabilities  20 (3):Jun 2008 1056-263X. 
Abstract: Drug side effect profiles of 161 intellectually disabled inpatient adults were assessed with the Matson Evaluation of Drug Side Effects (MEDS). Based on diagnoses made by a board certified psychiatrist and a neurologist specializing in movement disorders, participants were divided into three groups: controls (no movement disorder), tardive dyskinesia (TD), and a group with tardive dyskinesia/akathisia (TD Akathisia). Significant differences in side effects were noted between all three groups with the most severe side effects occurring in the TD Akathisia group. Group differences between the TD and TD Akathisia groups were most pronounced on CNS-Parkinsonism/Dyskinesia, CNS-Behavioral Akathisia, and CNS-Dystonia subscales, with the latter side effect group experiencing the greatest side effects. Implications of these data are discussed and future research is suggested. (PsycINFO Database Record (c) 2008 APA, all rights reserved) (journal abstract)

McEnhill LS (2008)  Breaking bad news of cancer to people with learning disabilities.  British Journal of Learning Disabilities  36 (3):157-165. 13544187. 
Abstract: Since the 1970s, medical staff have routinely disclosed the diagnosis of cancer to their patients. However, this has often been carried out unskilfully causing distress to the patient and impairing their ability to comply with treatment. In response, the government has invested in 'Advanced Communication Skills training' for oncology staff. Despite the subsequent advances made in communicating with the general public, this article will show that a small-scale audit of people with learning disabilities demonstrated that often doctors do not communicate directly with people with learning disabilities about serious illness. It will also suggest that, the current 'breaking bad news' models do not meet the communication needs of people with learning disabilities. This article explores the findings of the audit and its implications for practice and ends by sign posting to useful resources for communicating the bad news of a life-threatening illness to people with learning disabilities.

McNamara J, Vervaeke S and Willoughby T (2008)  Learning disabilities and risk-taking behavior in adolescents: a comparison of those with and without comorbid attention-deficit/hyperactivity disorder.  Journal of Learning Disabilities  41 (6):561-575. 00222194. 
Abstract: Risk-taking behavior includes alcohol and drug use, delinquency, acts of aggression, sexual activity, and so on. Many studies have explored the relationship between adolescents and risk-taking behavior; however, only a few studies have examined this link in adolescents with learning disabilities (LD) or attention-deficit/hyperactivity disorder (ADHD). The purpose of the present study was to address that limitation by comparing the risk-taking behavior of adolescents with LD (n = 230), with comorbid LD/ADHD (n = 92), and without LD or ADHD (n = 322) on their substance use, engagement in major and minor delinquency, acts of aggression, sexual activity, and gambling activities. The study also investigated whether psychosocial variables (e.g., well-being) may act as mediating variables that help explain between-group differences. Results suggest that it is a combination of the LD and the secondary psychosocial characteristics that explains why adolescents with LD and comorbid LD/ADHD more frequently engage in some risk-taking behavior.

Myrbakk E et al (2008)  Psychiatric disorders and behavior problems in people with intellectual disability.  Research in Development Disabilities  29, 316-332.(Abstract)
Abstract: The relationship between behavior problems and psychiatric disorders in individuals with intellectual disability is still unresolved. The present study compares the prevalence and pattern of psychiatric disorders in individuals with intellectual disability who were assessed on the ABC to have moderate and severe behavior problems and a matched group of individuals without such problems. Both groups were living in community settings and had their intellectual disability varied from mild to profound degrees. The participants were screened for psychiatric disorders using four different instruments; the Reiss Screen, the Mini PAS-ADD, the DASH-II and the ADD. The group with moderate and severe behavior problems showed significantly more symptoms of psychiatric disorders than the group without such problems when items related to behavior disorders were omitted, and the majority of the participants with behavior problems had symptoms of the main psychiatric disorders. The participants with mild and moderate intellectual disability showed more symptoms of psychosis and depression than the participants with severe and profound intellectual disability. There were no direct associations between individual behavior problems and psychiatric disorders, but the group with mild/moderate intellectual disability showed a somewhat different pattern of associations than the group with severe/profound intellectual disability. Depression was associated with screaming and aggression in the participants with severe and profound intellectual disability, and with self-injury in the participants with mild and moderate intellectual disability. The finding that the majority of the participants with behavior problems showed symptoms of psychiatric disorders suggests that many behavior problems may be (unconventional) symptoms of psychiatric disorders or reflect a difficult life situation caused by a psychiatric disorders, or that a difficult life situation may contribute to both psychiatric disorders and behavior problems in individuals with intellectual disability.

O. Chadwick et. al (2008)  Factors associated with the risk of behaviour problems in adolescents with severe intellectual disabilities.  Journal of Intellectual Disability   52, 864-76.(Abstract)
Abstract: BACKGROUND: Little is known about the factors affecting the risk of behavioural and emotional problems in young people with severe intellectual disability (ID), although such evidence as there is suggests that there may be differences between the pattern of risk factors in this group and those that operate in general population samples of the same age. METHOD: From a sample of 111 children with severe ID who had been initially identified from the registers of six special schools at 4-11 years, 82 were traced and reassessed on average 5 years 4 months later. The relationships between potential risk factors and behaviour problems, reported here for 11:00-17:04 year olds, were assessed by means of parental interview conducted in the family home. RESULTS: Behaviour problems were associated with the severity of ID and the severity of autistic symptomatology. Perhaps surprisingly, they were also more common in pre-pubertal than post-pubertal adolescents. Family factors such as a history of interrupted/disrupted maternal care, parental criticism of the child and aggressive parental disciplinary practices were also associated with behaviour problems, although the direction of causation was unclear. Several factors, including gender, social disadvantage and epilepsy, well established as risk factors in children without ID, were not significantly associated with behaviour problems in the present sample. CONCLUSION: The findings suggest that the pattern of factors associated with behaviour problems in children with severe ID differs from that found both in the general population and in children with mild ID.

Owen et al  (2008)  Moving home: the experiences of women with severe intellectual disabilities in transition from a locked ward.  British Journal of Learning Disabilities  36, 220-226.(Abstract)
Abstract: Eleven women with intellectual learning disabilities who had lived empty lives shut away in a locked ward of an old intellectual disability hospital were moved out when the ward was closed down.
This study found that moving home was very hard for the women. This was mainly because they were not told what was going to happen, and they were not given any choice about where they would move to or who they would live with. When they got to their new homes the people who were looking after them had not been told much about them, or about their lives, or what they liked and didn't like.Eight of the women moved to a new home in the hospital grounds. It was better than the old ward in some ways but their lives didn't change very much. There were still lots of rules, and they still didn't have much to do, or have the chance to make new friends. Three women moved to houses out in the community. Their lives did get better to some extent. One woman, especially, was able to live a much fuller life, making her own choices in her daily life, and making new friends.

Patricia F. Kurtz et al   (2008)  Treatment of challenging behavior exhibited by children with prenatal drug exposure.  Research in Developmental Disabilities  29, 582-594.(Abstract)
Abstract: A large body of literature exists describing the harmful effects of prenatal drug exposure on infant and child development. However, there is a paucity of research examining strategies to ameliorate sequelae such as externalizing behavior problems. In the present study, functional analysis procedures were used to assess challenging behavior exhibited by two children who were prenatally exposed to drugs of abuse. Results for both children indicated that challenging behavior was maintained by access to positive reinforcement (adult attention and tangible items). For one child, challenging behavior was also maintained by negative reinforcement (escape from activities of daily living). Function-based interventions were effective in reducing challenging behavior for both children. Implications for utilizing methods of applied behavior analysis in research with children with prenatal drug exposure are discussed.

Peter Jones & Biza Stenfoert Kroese (2008)  Service users and staff from secure intellectual disability settings: Views on three physical restraint procedures.  Journal of Intellectual Disabilities  12, 229-237.(Abstract)
Abstract: The appropriateness of and justification for physical restraint procedures in intellectual disabilities settings is an emotive issue. It creates a number of ethical dilemmas for nursing staff. This article examines the views of service users and nursing staff from secure residential facilities where restraint is used frequently. Both groups were asked to rate three videotaped restraint procedures for their acceptability. There were no significant differences between the two groups in the acceptability ratings of the methods of restraint. Service users were then interviewed about their restraint experiences. They reported feeling very angry, sad, stressed and confused and not at all happy or relaxed when being restrained. Scores indicated that participants were significantly happier and less stressed after restraint than during restraint.

Schindler, B.  Behavioral problems: Neuroleptics are ineffective in aggressive behavior of mentally retarded patients.  Krankenhauspharmazie. 29(6)(pp 266-267), 2008. Date of Publication: Jun 2008  0173-7597. 

Shane T Harvey et al  (2009)  Updating a meta-analysis of intervention research with challenging behaviour: Treatment validity and standards of practice.  Journal of Intellectual and Developmental Disability  34, 67-80.(Abstract)
Abstract: BACKGROUND: This meta-analysis of interventions with challenging behaviour in children with disabilities updates a comprehensive meta-analysis that previously addressed reported standards of practice and effectiveness of different strategies. METHOD: Four effect-size algorithms were calculated for published intervention cases, and results analysed and compared to previous findings by behaviour target, intervention type, and other factors. RESULTS: The evidence largely supports intervention effectiveness, with some inconsistency reflecting the fact that the four metrics assess different aspects of change. Skills replacement, consequence combined with systems change, and antecedent interventions generated selective positive results, large enough to be clinically meaningful. CONCLUSIONS: Behavioural interventions effectively reduce challenging behaviour, particularly when preceded by a functional analysis. Teaching replacement skills was most effective, especially if used in combination with systems change and/or traditional antecedent and consequence manipulation. Positive changes as well as enduring limitations to both research design and standards of clinical practice in comparison to 18 years ago are discussed.

Slifer KJ et al (2008)   Behavioral intervention to increase compliance with electroencephalographic procedures in children with developmental disabilities.  Epilepsy and Behaviour  13, 189-195.(Abstract)
Abstract: The EEG, or electroencephalogram, is a neurophysiological technique used to detect and record electrical activity in the brain. It is critical to the diagnosis and management of seizure disorders, such as epilepsy, as well as other neurological conditions. The EEG procedure is often not well tolerated by children with developmental disabilities because of anxiety about unfamiliar equipment, difficulty inhibiting motion, and tactile defensiveness. The inability of children with developmental disabilities to tolerate an EEG procedure is especially problematic because the incidence of epilepsy is considerably higher in children with disabilities. This clinical outcome study sought to determine the efficacy of using behavioral intervention to teach children with developmental disorders to cooperate with an EEG procedure. The behavioral training employed modeling, counterconditioning, escape extinction, and differential reinforcement-based shaping procedures. Results indicated that behavioral training is successful in promoting EEG compliance without restraint, anesthesia, or sedation.

Stancliffe RJ, Harman AD, Toogood S and McVilly KR (2008)  Staff behaviour and resident engagement before and after active support training.  Journal of Intellectual & Developmental Disability  33 (3):257-271. 13668250. 
Abstract: Background Identifying the factors associated with greater increases in resident engagement has the potential to enhance the effectiveness of active support (AS). Method Observational data from Stancliffe, Harman, Toogood, and McVilly's (2007) study of AS were analysed to evaluate amount of staff help, effectiveness of staff help, and staff use of praise. Results Lag analyses showed that antecedent staff help was consistently followed by resident engagement at pre-test. This strong association did not increase significantly at post-test. Resident engagement was more likely to follow staff help than the other way around. There was an increase from pre-test to post-test in help and praise by staff. The higher absolute amount of praise was largely the result of the increase in staff help. Conclusions The amount of staff help, its effectiveness, and use of praise by staff may each be important in increasing engagement. These factors should continue to be the focus of research attention and applied efforts to help ensure active support is consistently effective.

Stella Koritsas et al  (2008)  The effect of active support training on engagement, opportunities for choice,  challenging behaviour and support needs.  Journal of Intellectual and Developmental Disability  33, 247-256.(Abstract)
Abstract: BACKGROUND: The aim of this study was to evaluate active support (AS) training and to investigate changes to perceived engagement in domestic tasks, opportunities for choice, frequency of challenging behaviour, and level of support needs. METHOD: Participants were 12 adults with ID aged 27-57 years (M = 37 years) residing in three group homes, and their support workers. The support workers completed assessments on three occasions (at baseline, post-training, and at follow-up). RESULTS: Residents' engagement in domestic tasks increased over time, and overall choice increased, although perceived choice in two life domains initially increased, but decreased to baseline levels at follow-up. Residents exhibited an overall decrease in anxiety, self-absorbed behaviour, disruptive behaviour, and problem behaviour in general. There was also an overall decrease in perceived support needs for five activity domains, with no change for one domain. CONCLUSIONS: The results contribute to a growing body of evidence demonstrating favourable outcomes of AS in terms of engagement and challenging behaviour in people with ID. Surprising results are presented for choice and perceived support needs, warranting further investigation.

Stolker, J., J, , S.A., , E.A., C, G, , H.E. and R  Inappropriate prescribing of antipsychotics to people with a mental disability and aggressive behavioural disorders.  Nederlands Tijdschrift voor Geneeskunde. 152(27)(pp 1501-1502), 2008. Date of Publication: 05 Jul 2008  0028-2162. 
Abstract: A recent study showed that prescribing antipsychotics to mentally disabled patients with aggressive behavioural disorders is not effective. However, prevalence of antipsychotics use is high in this group because non-pharmacological treatments are often unavailable; establishing a diagnosis is very complex and there is often peer pressure to prescribe drugs. Mentally disabled patients are frequently excluded from randomized controlled trials. Therefore, no or limited evidence is available on the safety and efficacy of psychotropic drugs in this population. Physicians should reduce and discontinue the prescription of antipsychotics to patients with an aggressive behavioural disorder and if necessary refer them to specialized centres to examine their behavioural disorder. Pragmatic trials and observational pharmacoepidemiological studies may contribute to the evidence-based prescription of psychotropics in mentally disabled

Tenneij, N., H, , K.H. and M  Incidence, types and characteristics of aggressive behaviour in treatment facilities for adults with mild intellectual disability and severe challenging behaviour.  Journal of Intellectual Disability Research. 52(2)(pp 114-124), 2008. Date of Publication: Feb 2008  0964-2633. 
Abstract: Background: Inpatient aggression in treatment facilities for persons with intellectual disability (ID) can have aversive consequences, for co-clients and staff, but also for the aggressors themselves. To manage and eventually prevent inpatient aggressive incidents, more knowledge about their types and characteristics is necessary. Method: In four facilities, totalling 150 beds, specialized in the treatment of adults with mild ID or severe challenging behaviour, aggressive incidents were registered during 20weeks using the Staff Observation Aggression Scale-Revised. Characteristics of auto-aggressive and outwardly directed incidents and differences in their incidence in male and female clients in these facilities were compared. Results: During the observation period of 20 weeks, 639 aggressive incidents were documented. Most of these (71%) were outwardly directed, predominantly towards staff, while most of the remaining incidents were of an auto-aggressive nature. Of the 185 clients present during the observation period, 44% were involved in outwardly directed incidents (range per client 1-34), and 12% in auto-aggressive incidents (range per client 1-92). Auto-aggressive and outwardly directed incidents differed regarding source of provocation, means used during the incident, consequences of the incident and measures taken to stop the incident. The proportion of men and women involved in each type of incident was comparable, as well as the majority of the characteristics of outwardly directed incidents caused by men and women. Conclusions: Although approximately half of all clients were involved in aggressive incidents, a small minority of clients were responsible for the majority of incidents. Therefore, better management and prevention of aggressive incidents for only a small group of clients could result in a considerable overall reduction of aggressive incidents in treatment facilities. Comparability of aggressive behaviour in these facilities shown by men and women and differences in characteristics of auto-aggressive and outwardly directed incidents are discussed. copyright 2007 The Authors. Journal Compilation copyright 2007 Blackwell Publishing Ltd

Tenneij, N., H, Koot, H. and M (114-124)  Incidence, types and characteristics of aggressive behaviour in treatment facilities for adults with mild intellectual disability and severe challenging behaviour. [References].  Journal of Intellectual Disability Research  52 (2):Feb 2008 0964-2633. 
Abstract: Background: Inpatient aggression in treatment facilities for persons with intellectual disability (ID) can have aversive consequences, for co-clients and staff, but also for the aggressors themselves. To manage and eventually prevent inpatient aggressive incidents, more knowledge about their types and characteristics is necessary. Method: In four facilities, totalling 150 beds, specialized in the treatment of adults with mild ID or severe challenging behaviour, aggressive incidents were registered during 20 weeks using the Staff Observation Aggression Scale-Revised. Characteristics of auto-aggressive and outwardly directed incidents and differences in their incidence in male and female clients in these facilities were compared. Results: During the observation period of 20 weeks, 639 aggressive incidents were documented. Most of these (71%) were outwardly directed, predominantly towards staff, while most of the remaining incidents were of an auto-aggressive nature. Of the 185 clients present during the observation period, 44% were involved in outwardly directed incidents (range per client 1-34), and 12% in auto-aggressive incidents (range per client 1-92). Auto-aggressive and outwardly directed incidents differed regarding source of provocation, means used during the incident, consequences of the incident and measures taken to stop the incident. The proportion of men and women involved in each type of incident was comparable, as well as the majority of the characteristics of outwardly directed incidents caused by men and women. Conclusions: Although approximately half of all clients were involved in aggressive incidents, a small minority of clients were responsible for the majority of incidents. Therefore, better management and prevention of aggressive incidents for only a small group of clients could result in a considerable overall reduction of aggressive incidents in treatment facilities. Comparability of aggressive behaviour in these facilities shown by men and women and differences in characteristics of auto-aggressive and outwardly directed incidents are discussed. (PsycINFO Database Record (c) 2008 APA, all rights reserved) (journal abstract)

Tenneij NH and Koot HM (2008)  Incidence, types and characteristics of aggressive behaviour in treatment facilities for adults with mild intellectual disability and severe challenging behaviour.  Journal of Intellectual Disability Research  52 (2):114-125. 09642633. 
Abstract: Background Inpatient aggression in treatment facilities for persons with intellectual disability (ID) can have aversive consequences, for co-clients and staff, but also for the aggressors themselves. To manage and eventually prevent inpatient aggressive incidents, more knowledge about their types and characteristics is necessary. Method In four facilities, totalling 150 beds, specialized in the treatment of adults with mild ID or severe challenging behaviour, aggressive incidents were registered during 20 weeks using the Staff Observation Aggression Scale-Revised. Characteristics of auto-aggressive and outwardly directed incidents and differences in their incidence in male and female clients in these facilities were compared. Results During the observation period of 20 weeks, 639 aggressive incidents were documented. Most of these (71%) were outwardly directed, predominantly towards staff, while most of the remaining incidents were of an auto-aggressive nature. Of the 185 clients present during the observation period, 44% were involved in outwardly directed incidents (range per client 1-34), and 12% in auto-aggressive incidents (range per client 1-92). Auto-aggressive and outwardly directed incidents differed regarding source of provocation, means used during the incident, consequences of the incident and measures taken to stop the incident. The proportion of men and women involved in each type of incident was comparable, as well as the majority of the characteristics of outwardly directed incidents caused by men and women. Conclusions Although approximately half of all clients were involved in aggressive incidents, a small minority of clients were responsible for the majority of incidents. Therefore, better management and prevention of aggressive incidents for only a small group of clients could result in a considerable overall reduction of aggressive incidents in treatment facilities. Comparability of aggressive behaviour in these facilities shown by men and women and differences in characteristics of auto-aggressive and outwardly directed incidents are discussed.

Thorson RT, Matson JL, Rojahn J and Dixon DR (2008)  Behaviour problems in institutionalised people with intellectual disability and schizophrenia spectrum disorders.  Journal of Intellectual & Developmental Disability  33 (4):316-323. 13668250. 
Abstract: BACKGROUND: Although our understanding of dual diagnosis has improved, a deficit still exists in our knowledge of how schizophrenia spectrum disorders (SSD) manifest themselves in individuals with intellectual disability (ID). In addition, little is known about the relationship between behaviour problems and psychopathology in this population. METHOD: Utilising the Behavior Problems Inventory (BPI), three areas of problem behaviour (self-injurious, stereotyped, and aggressive/destructive) were assessed in 58 individuals with ID divided into three groups (with SSD, with a diagnosis of psychopathology other than SSD, and with ID only) and a total BPI score was calculated for each. RESULTS: The SSD group was unique when compared to the Control group (ID only) for frequency of stereotyped behaviours. Further, severity of stereotyped behaviours in the SSD group was unique compared to the Psychopathology and Control groups. CONCLUSION: The SSD group was unique compared to the other two groups, particularly for severity of stereotyped behaviours. Many specific behavioural differences were also related to either SSD or general psychopathology.

Tierney, E., , A.L., et al   Antipsychotics for aggressive behavior in patients with intellectual disability - An acceptable standard of care? Commentary.  Nature Clinical Practice Neurology. 4(8)(pp 418-419), 2008. Date of Publication: 2008  1745-834X. 

Tyrer, P., , O.-A.P., C, , A.Z., , B.N., , C.S., , D.S., , M.D., , H.M., , M.M., , R.B., , K.K., , B.S., , H.D., , R.A., , T.D., , R.B., , N.B., , E.J., , K.S., , S.A. and , C.M.  Risperidone, haloperidol, and placebo in the treatment of aggressive challenging behaviour in patients with intellectual disability: a randomised controlled trial.  The Lancet. 371(9606)(pp 57-63), 2008. Date of Publication: 05 Jan 2008  0140-6736. 
Abstract: Background: Aggressive challenging behaviour is frequently reported in adults with intellectual disability and it is often treated with antipsychotic drugs. However, no adequate evidence base for this practice exists. We compared flexible doses of haloperidol (a typical, first-generation antipsychotic drug), risperidone (an atypical, second-generation antipsychotic), and placebo, in the treatment of this behaviour. Methods: 86 non-psychotic patients presenting with aggressive challenging behaviour from ten centres in England and Wales, and one in Queensland, Australia, were randomly assigned to haloperidol (n=28), risperidone (n=29), or placebo (n=29). Clinical assessments of aggression, aberrant behaviour, quality of life, adverse drug effects, and carer uplift (positive feelings about the care of the disabled person) and burden, together with total costs, were recorded at 4, 12, and 26 weeks. The primary outcome was change in aggression after 4 weeks' treatment, which was recorded with the modified overt aggression scale (MOAS). Analysis was by intention to treat. This study is registered as ISRCTN 11736448. Findings: 80 patients had adherence of 80% or more to prescribed drug. Aggression decreased substantially with all three treatments by 4 weeks, with the placebo group showing the greatest change (median decrease in MOAS score after 4 weeks=9 [95% CI 5-14] for placebo, 79% from baseline; 7 [4-14] for risperidone, 58% from baseline; 6.5 [5-14] for haloperidol, 65% from baseline; p=0.06). Furthermore, although no important differences between the treatments were recorded, including adverse effects, patients given placebo showed no evidence at any time points of worse response than did patients assigned to either of the antipsychotic drugs. Interpretation: Antipsychotic drugs should no longer be regarded as an acceptable routine treatment for aggressive challenging behaviour in people with intellectual disability. copyright 2008 Elsevier Ltd. All rights reserved

Zarcone et al  (2008)  Measurement of problem behaviour during medication evaluations.  Journal of Intellectual Disability Research  52, 1015-1028.(Abstract)
Abstract: The effect of the cosmetic dye rhodamine B on the proliferation of human lip fibroblasts (KD cells) was investigated in a culture system. Rhodamine B at 25 micrograms/ml and above significantly decreased the number of the cells after a 72 h culture. A time course study revealed that 50 micrograms/ml of rhodamine B-induced decrease in the cell number occurred after 48 h and longer, suggesting that the dye inhibited cell proliferation without a decrease in cell attachment. The detachment of [3H]thymidine-labeled cells from the monolayer was unaffected by rhodamine B at 100 micrograms/ml and below. The incorporation of [3H]thymidine and [14C]leucine into the acid-insoluble fraction of the cell layer was significantly inhibited by 50 micrograms/ml rhodamine B treatment. Histologically, the damage of KD cells was not marked, however, a degenerative change of nuclei and an irregular shape of the cells as well as a decrease in the cell number were caused by 50 micrograms/ml rhodamine B. Rhodamine 6G caused a severe damage of the cells, and rhodamine B significantly decreased the cell number; rhodamine 123 had no significant effect; rhodamine 116 significantly increased the cell number. Furthermore, rhodamine B decreased the number of both vascular endothelial cells from bovine aorta and vascular smooth muscle cells from murine aorta after a 72 h culture. It is concluded that rhodamine B inhibits the proliferation of human lip fibroblasts. This rhodamine B effect may be a warning sign for the dye toxicity.

