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Welcome to the latest evidence update  
 
Welcome to the Evidence Bulletin. This month we have highlighted studies on the use of a visual aid to 
decision-making, pharmacotherapy for aggressive behaviours, women’s experiences of the menopause 
hearing from people placed as psychiatric in-patients a long way from home, defining and measuring 
sociability and the importance of socioeconomic circumstances among parents of children with early 
cognitive delay. We also present highlights of published studies this month from our scan of almost 40 
journals under the collection’s headings for you to browse and explore further at source if you wish. 

 
People with learning disabilities in England 2010 

 
Improving Health and Lives: Learning Disabilities Observatory (IHaL) 
has published a report bringing together information on the 
characteristics of people with learning disabilities, the services and 
supports they use and their carers.  
 
This information has been collected by several government 
departments and made publically available through a number of diverse 
channels. The aim of this report is, within a single publication, to provide 
a concise summary of this information and to provide links to key data 
collections.  
 

The report includes data on health, education, adult social care, employment, benefits and carers and the 
information highlights progress being made on the implementation of key health and social care policies for 
people with learning disabilities, including, for example:  
 

• Increased rates of uptake of annual health checks by adults with learning disabilities;  
• A reduction in NHS long-term accommodation for adults with learning disabilities;  
• Increased uptake of direct payments and personal budgets by people with learning disabilities.  

 
Other information, for example the very low rates of employment among adults with learning disabilities, 
highlights the progress that still needs to be made in order to meet the aspirations of current policies 

 
Link to full text: http://tinyurl.com/pld2010  

 
Advocacy and Empowerment 

 
A visual aid to decision-making for people with intellectual 
disabilities. Bailey R et al., in Research in Developmental 
Disabilities, 32, 1, 37-46 
 
Link to article: http://tinyurl.com/adv4601  
 
This study of decision making presented tasks relating to temporal 
discounting and scenario based financial decision making to 24 people 
with learning disabilities (mean Full-Scale IQ = 59.8) who attended a 
day service. 12 of the participants were trained in the use a visual aid to 
support decision-making.  
 

The study found improved decision-making on both tasks in the group trained to use the visual aid. The 
performance of the control participants did not change. The authors concluded that the visual aid increased 
the quality of reasoning supporting a decision and may also have potential in supporting wiser decision-
making. 
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Challenging Behaviour 
 

Pharmacotherapy for aggressive behaviours in persons with 
intellectual disabilities: treatment or mistreatment? Tsiouris, J, in 
Journal of Intellectual Disability Research, 54: 1–16.  
 
Link to article: http://tinyurl.com/cb46001  

Antipsychotic medications are estimated to comprise 30–50% of all 
psychotropics prescribed for people with learning disabilities despite 
the prevalence of psychotic disorders being as low as 3%. This 
literature review looked at aggressive behaviours, their associations 
with psychiatric disorders and other contributing factors and the past 
and current treatment options for aggressive behaviours as well as 

basic research on brain receptors implicated in aggressive behaviours and on anti-aggressive properties of 
antipsychotics. 

The review found that aggressive behaviours serve different functions with many factors contributing to their 
initiation, maintenance and exacerbations or attenuation. These factors included psychiatric and personality 
disorders.  

The author argues that more appropriate and effective treatments than antipsychotics could be used if 
genetic disorders, early victimisation, non-enriched and restrictive environments were considered.  

The author suggests that anti-aggressive properties of antipsychotics have not been supported by reviews of 
clinical studies and basic research is absent.  

The author concludes that most people with learning disabilities and aggressive behaviours do not have a 
diagnosis of psychotic disorder and that the review has shown a lack of strong evidence supporting anti-
aggressive properties of antipsychotics.  
He suggests that the overuse of antipsychotics may be explained by old ideas that aggressive behaviours in 
people with learning disabilities is associated with psychotic disorders. He suggests that as this notion is 
discredited by the evidence, the continued use of antipsychotics may, in some cases, be considered 
mistreatment rather than proper treatment.  
He recommends matching treatment with variables contributing to aggressive behaviours and looking for 
long-term solutions to behaviour difficulties to improve the quality of life for people with learning disabilities. 
 
 
 
Overcoming the barriers experienced in conducting a medication trial in adults with aggressive 
challenging behaviour and intellectual disabilities, Oliver-Africano, P. et al.,  in Journal of Intellectual 
Disability Research, 54: 17–25. 
 
Link to article: http://tinyurl.com/cb46002  

• Despite lack of evidence base, antipsychotic medication is frequently used to treat aggressive 
challenging behaviour in people with learning disabilities.  

• A multi-centre randomised controlled trial undertaken to investigate efficacy, adverse effects and 
costs of risperidone, haloperidol and placebo faced significant problems in recruitment.  

• Intention to recruit 120 patients over 2 years only 86 patients were recruited, despite doubling 
recruitment period.. 

• Authors identify a number of factors responsible: variation in beliefs over efficacy of drug treatment, 
difficulties within multidisciplinary teams, perceived ethical concerns over medication trials. They 
suggest cluster randomised trials may represent ethically and logistically feasible alternative to 
individually randomised trials where this is an appropriate response to the research question. 
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Factors relating to staff attributions of control over challenging behaviour, Dilworth, J.et al in Journal of 
Applied Research in Intellectual Disabilities, 24: 29–38.  

Link to article: http://tinyurl.com/cb46003  

• Cross-sectional survey using between-subjects natural groups design.  

• Care staff and managers completed measures examining  relationship between staff attributions of 
control over challenging behaviour (CB) and client-related variables, staff-related variables and 
functioning of the organisation.  

• Staff attributed CB as being less under personal control if the organisation was of better quality.  

• Staff attributions of control over CB were lower if staff displayed positive attitudes towards client, 
physical and social environment was appropriate and approach to care was well-structured.  

• No relationship found between staff attributions of control and ability of individual or overall level of 
CB . 

• Authors conclude organizational factors, staff behaviour and topography of CB can influence 
attributions of control made by staff. 

 
 
Staff attributions about challenging behaviours of people with intellectual disabilities and 
transactional stress process: a qualitative study, Cudré-Mauroux, A.,  in Journal of Intellectual Disability 
Research, 54: 26–39. 
 
Link to article: http://tinyurl.com/cb46004  
 

• Qualitative case study method approach using semi-structured interviews investigated implication of 
attributions in stress regarding Weiner's model of helping behaviour.  

• Authors identify three main issues. i. Weiner's model too restrictive to explain complexity of 
contextualised encounters; ii. need to differentiate types of attributions within a temporal perspective 
is highlighted; iii, consideration of coping role of attributions is suggested. 

• The authors recommend research into ecological contexts and introduction of coping concept 
regarding staff attributions of challenging behaviours to enable a broader view of the role of 
attributions to be explored. 

 
 
Melatonin decreases daytime challenging behaviour in persons with intellectual disability and 
chronic insomnia, Braam, W. Et al., in Journal of Intellectual Disability Research, 54: 52–59. 
 
Link to article: http://tinyurl.com/cb46005  
 

• Effects of melatonin on challenging behaviour studied using data from two randomised controlled 
trials on efficacy of melatonin on sleep problems in 49 persons (25 men, 24 women; mean age 18.2 
years) with learning disabilities and chronic insomnia.  

• Participants received either melatonin 5 mg or placebo during 4 weeks.  

• Daytime challenging behaviour measured , Maladaptive Behaviour Scale for the Mentally Retarded 
at baseline and end of fourth treatment week.  

• Salivary dim light melatonin onset (DLMO) measured at baseline and last day of fourth treatment 
week.  

• Sleep logs used to gather information on sleep parameters. 

• Melatonin treatment significantly reduced SGZ scores, sleep latency, and number and duration of 
night wakes 

• Treatment increased total sleep time and advanced DLMO.  

• After 4 weeks of treatment, change in SGZ scores did not significantly correlate with change in sleep 
parameters, nor with change in DLMO.  

• Authors conclude that melatonin treatment decreases daytime challenging behaviour suggesting this 
is due to improving sleep maintenance or improving circadian melatonin rhythmicity. 
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Emotional and behavioural problems in adolescents with intellectual disability with and without 
chronic diseases, Oeseburg, B. et al.,  in Journal of Intellectual Disability Research, 54: 81–89. 
 
Link to article: http://tinyurl.com/cb46006     
 

• Data on 1044 ID-adolescents, aged 12–18 years, attending secondary schools in Netherlands 
interrogated 

• Prevalence rates of emotional and behavioural problems generally high in learning disabilities 
adolescents with chronic diseases (45%), compared with adolescents with LD without chronic 
diseases (17%).  

• Likelihood of emotional and behavioural problems high in LD adolescents with two or more than two 
chronic diseases and for adolescents with LD with mental chronic diseases  

• Adolescents with LD with somatic chronic diseases had high likelihood of emotional and behavioural 
problems  

• Authors suggest that that chronic diseases in adolescents with learning disabilities increase the 
likelihood of emotional and behavioural problems.  

 
 
Health 

 
Menopausal experiences of women with intellectual disabilities, 
Willis D et al, in Journal of Applied Research in Intellectual Disabilities, 
24: 74–85. 
Link to article: http://tinyurl.com/hlth46001  
 
The onset of the menopause in women with learning disabilities is known 
to occur earlier than in the general population, and earlier still in women 
with Down’s syndrome (DS). This study looked at what a number of 
women with learning disabilities knew about the menopause and indeed 

about their sexual health more generally/ Information was information from 45 women with learning 
disabilities (17 DS, 28 non-DS; age 35–65 years) using a semi-structured interview. The findings revealed 
that most women were unaware of the fact that they were undergoing menopause-associated changes. Few 
of the women in fact were able to suggest that they understood why they menstruated. The study authors 
also found difficulties in support services disentangling the behavioural consequences of menopausal 
symptoms from behaviours that were arising from other causes. The authors discuss their findings in the 
broader context of health education training and suggest there is a need for more accessible health 
resources to help the women to understand the issues and take more control of their situation. They 
conclude that better awareness of menopause-related health issues in women with ID is needed and that 
more readily available specifically tailored health education materials would be a major step in helping this to 
happen. 
 
 
 
Characterizing sleep disorders of adults with tuberous sclerosis complex: A questionnaire-based 
study and review, van Eeghen A et al., in Epilepsy & Behavior, 20, 1, 68-74  

Link to article: http://tinyurl.com/hlth46002    

• Cohort of 35 adults with tuberous sclerosis complex investigated for prevalence of sleep 
disturbances and relationship with seizure variables, medication, and psychological functioning. 

• Four questionnaires used: Epworth Sleepiness Scale (ESS), Sleep and Epilepsy Questionnaire 
(SEQ), Sleep Diagnosis List (SDL), and Adult Self-Report Scale (ASR).  

• Of 35 respondents, 25 had history of epilepsy.  

• Subjective sleep disorder found in 31%  

• Insomnia scores showed significant positive correlation with obstructive sleep apnea syndrome and 
restless legs syndrome scores.  

• Significant correlations found between daytime sleepiness and scores on depression, antisocial 
behaviour  and use of mental health medication.  

• Subgroup using antiepileptic medication showed high correlations between daytime sleepiness, 
attention deficits, and anxiety scores. 
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Hearing in athletes with intellectual disabilities: The need for improved ear care,  McCracken, W. et al,  
in Journal of Applied Research in Intellectual Disabilities, 24: 86–93.  

Link to article: http://preview.tinyurl.com/hlth46003  

• Report of outcome of hearing screen at national special olympics in Great Britain.  

• 996 athletes had hearing screen.  40% identified with previously unrecognised hearing loss, 52% 
required medical ear care, 43% required wax removal.  

• Carers and sports coaches were generally unaware of hearing needs of athletes. 
 
 
Gait development during lifespan in subjects with Down syndrome Rigoldi C et al, in Research in 
Developmental Disabilities, 32, 1, 158-163  

Link to article: http://tinyurl.com/hlth46004     

• 32 individuals with Down syndrome (DS) took part alongside matched group of 36 other subjects to 
identify differences between normal and pathological gait evolution in age-matched comparisons. 

• 3D gait analysis carried out with gait analysis in longitudinal examination, from childhood to 
adulthood carried out with participants with DS. 

• Participants with DS evidenced development of different motor strategies.  

• Large variability found in both groups during childhood in gait indexes, but later gait development 
evidenced in participants with DS showed strategy focused on reduction of degrees of freedom and 
increasing dispersion of generated power in frontal plane. 

• Authors suggest early intervention to improve muscle tone, reduce excessive ligament laxity and 
improve motor coordination, could represent goal for more effective movement and prevention of 
compensatory strategies. 

 
 
Characterisation of sleep problems in children with Williams syndrome, Annaz, D, in Research in 
Developmental Disabilities, 32, 1, 164-169  
 
Link to article: http://tinyurl.com/hlth46005   
 

• Parents of 64 children with Williams syndrome (WS)  aged 6–12 years, and 92 age matched healthy 
controls were surveyed about their child's sleep habits.  

• 97% of parents reported their children had sleep problems and reported a high prevalence of sleep 
difficulties: Authors advise measures of sleep disturbances to be taken to identify impact on daytime 
behaviour and learning before diagnoses of behaviourally defined disorders are considered. 

 

Epilepsy and intellectual disability: Does epilepsy increase the likelihood of co-morbid 
psychopathology? Arshad S. et al, in Research in Developmental Disabilities, 32, 1, 353-357  
 
Link to article: http://tinyurl.com/hlth46006   
 

• Although epilepsy is particularly common among people with intellectual disability (ID) it remains 
unclear whether it is associated with an increased likelihood of co-morbid psychopathology. We 
therefore investigated  

• Rates of mental health problems and other clinical characteristics in 156 patients with learning 
disabilities and epilepsy were compared with rates in 596 patients with learning disabilities but no 
epilepsy  

• Patients with epilepsy were more likely to live in residential housing and have severe learning 
disabilities.  

• Presence of epilepsy was not associated with increased likelihood of co-morbid psychopathology.  

• Rates of mental health problems (schizophrenia spectrum, personality and anxiety disorders) were 
significantly lower among patients with epilepsy.  
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Mental Health 
 

Psychiatric in-Patients Away From Home: Accounts by People With 
Intellectual Disabilities in Specialist Hospitals Outside Their Home 
Localities, Chinn, D. et al, in Journal of Applied Research in Intellectual 
Disabilities, 24: 50–60. 

Link to article: http://tinyurl.com/mh46001  

There continues to be concern about the numbers of people with learning 
disabilities and complex mental health problems in placements out of their 

area of residence, often at considerable distance from families and local communities. This study 
investigated a key aspect of this issue through a series of interviews with 17 service users who were directly 
affected, all of whom were living in out of area in-patient psychiatric units. The questions looked at safety and 
security, food, facilities, day time activities, education, opportunities for socialisation, clinical, cultural and 
religious needs, carer involvement and access to information. Each of the service users were also asked 
about where they would prefer to live if they left the hospital. 

The authors found some positive stories, but these were in the minority. Overall there were limited 
opportunities for engagement in therapeutic or educational experiences, for building supportive relationships 
with staff or other residents, for developing religious and cultural identities or for enhancing family 
relationships. 

The authors conclude that in addition to the issues identified with institutional living, there were additional 
strains on relationships with family members because of the long distance from home. They suggest that 
commissioners need to consider seriously these additional strains when considering placing service users 
with complex mental health needs in services out of are.  
 
 
Staffs' knowledge and perceptions of working with women with intellectual disabilities and mental 
health problems, Taggart, L. et al, in Journal of Intellectual Disability Research, 54: 90–100. 
 
Link to article: http://tinyurl.com/mh46002  

• Eight focus groups held with hospital, community and residential staff in one UK region, to explore a 
range of health and social care staffs' knowledge and perceptions of caring for women with learning 
disabilities who have mental health problems  

• Six inter-related risk factors identified as potential causes for women with LD to a mental illness: 
o having an LD and being female, 
o unmet expectations,  
o dysfunctional family upbringing,  
o unstable relationships/loss of children,  
o domestic violence  
o negative life experiences.  

• Few participants acknowledged hormonal issues as risk factor.  

• Resilient/protective factors included: 
o being proactive,  
o greater community participation,  
o early recognition  
o mental health maintenance. 

• Authors suggest need for greater recognition of proactive health approach both staff and women with 
an LD  
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The mental health of young people with disabilities: impact of social conditions, Honey A et al., in 

Social Psychiatry and Psychiatric Epidemiology , 46, 1, 1-10  

 

Link to article: http://tinyurl.com/mh46003   
 

• Secondary analysis on Wave 6 (2006) survey of Household Income and Labour Dynamics in 
Australia (HILDA) carried out to examine extent to which relatively poor mental health of young 
people with disabilities is related to social conditions in which they live.  

• Sample included 3,392 young Australians, aged 15–29, 475 reported having a long-term health 
condition, impairment or disability.  

• Young people with disabilities reported poorer mental health than non-disabled peers.  

• Social adversity and social support moderated this relationship, minimal differences in mental health 
observed between the groups under conditions of high social support and low financial hardship.  

• Authors conclude results suggest disability represents potential adversity that may be exacerbated 
or ameliorated by effects of wealth/financial hardship and social support. They suggest that the 
mental health of young disabled people may be improved by addressing their social exclusion. 

 
 
Mental health problems in adults with Williams syndrome, Stinton C et al, in American Journal on 
Intellectual and Developmental Disabilities, 115, 1, 3-18.  
 
Link to article: http://tinyurl.com/mh46004  
 

• Mental health problems in 92 adults with Williams syndrome was examined using the 
Psychiatric Assessment Schedule for Adults with Developmental Disabilities—PAS-ADD  

• PAS-ADD identified mental health problems in 24% of sample.  

• Most common were anxiety (16.5%) and specific phobias (12%).  

• Other diagnoses included depression, agoraphobia, and social phobia.  

 

The impact of a ward-based mindfulness programme on recorded aggression in a medium secure 
facility for women with learning disabilities, Chilvers, J et al, in Journal of Learning Disabilities and 
Offending Behaviour, 2, 1, 27-41 

 
Link to article: http://tinyurl.com/mh46005   
 

• Mindfulness is defined as focusing attention effectively/purposefully, in a non-judgemental manner, 
on current circumstances  

• Used as a tool for managing difficulties associated with personal suffering (stress, chronic pain, 
some aspects of mental disorder) 

• Practice of mindfulness introduced to medium secure ward for female patients with learning 
disabilities in form of twice-weekly, 30-minute group sessions.  

• Proxy measures of institutional aggression - number of observations (Obs), physical interventions 
(PI), and seclusions (Sec) recorded at baseline; two months and six months following introduction of 
the sessions 

• Significant reductions in all measures was shown at six months.  

• The authors discuss the potential influence of basic mindfulness practice sessions in reducing 
aggression. 

 

 
 
 
 
 
 
 



                                                                                                                        

NHS Evidence – learning disabilities: Evidence Bulletin: January 2011 www.library.nhs.uk/learningdisabilities  9

Person Centred Services 
 
A review of defining and measuring sociability in children with 
intellectual disabilities,  Cook F and Oliver C, in Research in 
Developmental Disabilities, 32, 1, 11-24  
 
Link to article: http://tinyurl.com/pcs46001  
 
Research suggests that compromised social functioning in people with 
learning disabilities has major implications for their quality of life, 
including impacts on rates and quality of community participation and 

overall wellbeing. The authors however identify a difficulty for research into social functioning in that there is 
no agreed definition of key concepts. They carried out a review of the literature in this area to review 
definitions for four concepts related to the central concept of sociability (social cognition, social competence, 
social skills and social behaviour).  
 
They review these definitions in the wider social and cognitive psychology literature and compare them to 
definitions provided in research with people with learning disabilities. They suggest that this analysis shows 
the concepts to be poorly defined. They propose further working definitions to support future debate in the 
area. The authors call for researchers to provide definitions for each of the concepts under investigation and 
to clarify their relationship to measures employed in their research. 
 

Constructing adulthood in discussions about the futures of young people with moderate-profound 
intellectual disabilities, Murphy, E et al., in Journal of Applied Research in Intellectual Disabilities, 24: 61–
73.  

Link to article: http://tinyurl.com/pcs46002  

• Interviews were carried with 28 young people going through transition from children’s to adult 
services, along with interviews with their carers and transition staff. 

• Authors found two discourses around adulthood. One positioned young people as adults entitled to 
self-determination. The second qualified young people’s adult status and claims to self-
determination, emphasising impact of the reality of learning disability. 

• The authors conclude that transition to adult services raises difficult questions about the relationship 
between vulnerable young people, families, professionals and society 

 
Supporting Family Carers 

 
Socioeconomic circumstances and risk of psychiatric disorders 
among parents of children with early cognitive delay, Emerson E 
et al., in  American Journal on Intellectual and Developmental 
Disabilities, 115, 1, 30-42.  
 
Link to article: http://tinyurl.com/sfc46001  
 
Research suggests that parents of children with learning 
disabilities are at increased risk of psychological distress and 
psychiatric disorder. This study carried out a secondary analysis 
of the Millennium Cohort Study in the UK which indicated that 
controlling for between-group differences in socioeconomic 

circumstances reduced the differences in probable psychiatric disorder to non-significance for fathers 
and attenuated the strength of the relationship for mothers.  The authors conclude that the data 
suggest that greater than expected risk for psychiatric disorder among parents of young children with 
early cognitive delay is related to aspects of socioeconomic circumstances of families. 

 
John Northfield 
Project Lead 
johnnorthfield@yahoo.co.uk  
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