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What is it?

The LDSL is the learning disability specialist library of the National Library for Health. It exists to bring together and make available the best current evidence to support decision makers in supporting people with learning disabilities.

Each month, we scan a number of publications and highlight three or four key articles which add important new knowledge to the field. We will present the key messages from those articles in this bulletin, and link you to extended summaries or articles which will be available on the LDSL site.

You can receive the LDSL Evidence Bulletin by registering at:  http://www.library.nhs.uk/learningdisabilities/
· How many people in a large UK prison had an intellectual disability? 

This study randomly generated a10% sample from a local prison population (exclusively male population), and sing semi structured interviews, administered an Intelligence test (Wechsler Adult Intelligence Scale) and an Adaptive Behaviour test (Vineland Adaptive Behaviour Scale). It found prevalence rates of intellectual disability higher than tat of previous research in the UK. Interestingly subtests of the VABS suggested specific areas of difficulty, for example with communication, which has implications for the understanding ‘highly verbalised’ court room proceedings. The authors also discuss the implications for the criminal justice system ‘career’ of people with an intellectual disability, from non-recognition of a disability in police interviewing through to lack of services in prison and lack of appropriate supports upon release.
The prevalence on intellectual disability in a major UK prison Hayes S; Shackell P; Mottram P; Lancaster R in British Journal of Learning Disabilities, vol 35, no.3, 162-167 (Sept.2007)
LDSL summary 
http://www.library.nhs.uk/learningdisabilities/viewResource.aspx?resID=269009&code=e128a6c3a5064b460eaeedec6060576c 
· In what ways do the experiences of siblings of individuals with Autism Spectrum Disorder and Down Syndrome differ? 

This study set out to explore the instrumental and affective involvement in the sibling relationship for adults who have a brother or sister with an autism spectrum disorder (ASD) or Down syndrome (DS). A questionnaires was administered with 77 matched pairs, where the siblings in each group were aged between 21 and 56 years of age and over half were sisters. 
The study found that those with siblings with ASD had less contact with their disabled sibling than those with DS, reported lower levels of positive affect in the relationship, and felt more pessimistic about their sibling’s future. They also report that their relationships with their parents had been affected, although not necessarily negatively. 
For siblings of adults with ASD, a closer sibling relationship was observed when:

· the sibling had lower educational levels

· lived closer to the sibling with ASD

· used more problem-focused coping strategies
· when the sibling with ASD had higher levels of functional independence
For siblings of adults with DS, a closer sibling relationship was observed when 
· the sibling did not have children
· the sibling had lower levels of education attainment

· they lived closer to the sibling with DS
· when they used more problem-focused coping
· were less pessimistic about the brother or sister’s future
· when their life had been impacted to a greater extent by growing up with a brother or sister with DS.

The study suggests that there are implications for the potential future care-giving role of siblings, where those whose siblings have ASD may face difficulty

when their parents are no longer able to be  primary caregivers, as there is less emotional closeness and more pessimism about sibling’s future than where the disabled sibling has DS.

Siblings of Individuals with Autism or Down Syndrome: Effects on Adult Lives; Orsmond GI,  & Seltzer M;  in Journal of Intellectual Disability Research, Vol 51, (9) 682-696 (Sept 2007) 
LDSL Summary 
http://www.library.nhs.uk/learningdisabilities/viewResource.aspx?resID=269010&code=f7014707cadf5d07c5833072b074091e 
· What factors are associated with being a ‘heavy’ user of mental health services? 
This retrospective case notes study looked at a random sample of 115 users of a community based mental health services for people with intellectual disabilities, in order to explore patterns of service use after referral. Constructing an index for measuring service consumption quantitatively and qualitatively, the authors identified ‘heavy’ and ‘light’ service users. The majority of referrals (47%) came from primary care, and over 17% were single consultations. A small proportion of service users (10.4%, n = 12) were found to use almost half (48%) of the service resources.

Individuals with schizophrenia spectrum disorder comprised largest group and consumed greatest proportion of the service resources in terms of Service Consumption Index points (46.2%). There was also a significant association found between contact with the Behaviour Support Team and the level of service use (more likely to be heavy service users)

This study however, perhaps because of the design and small sample size, found no association between gender, marital status, level of ID, ethnicity, referral source and residence with the level of service consumption.

This study reflects previous work, suggesting that a small group of service users with complex mental health problems consume a large amount of service resources. It also suggests that once in contact with services, the individual’s diagnosis influences the level of service consumption, rather than their level of ID. 

The authors call for further work to be done in understanding patterns of service use, suggesting that prospective studies, based on larger samples and conducted across multi-sites are required. They also call for the inclusion of outcome measures, allowing conclusions about whether consumption of greater levels of service resources necessarily leads to better outcomes. 
Consumption of Mental Health Services by People with Intellectual Disabilities Spiller MJ, et al in Journal of Applied Research in Intellectual Disabilities, vol. 20, 430–438

LDSL Summary

http://www.library.nhs.uk/learningdisabilities/viewResource.aspx?resID=269008&code=869c20dbed0816bee402796a3982a236 
· What are the experiences of mothers with learning disabilities who lose custody of their children?

This small scale qualitative study used in-depth semi-structured interviews with eight women who had had their children taken away by statutory services, and now lived without any children at home. to explore the women’s experience of how concerns about their parenting were first raised, the process of having their children removed, the support they received before and after their children had been removed and how they experienced being without their children. 
The study used interpretive phenomenological analysis to identify key themes. All the women experienced powerlessness and a lack of control, often feeling they had not been listened to or been bullied or victimised throughout the process. 

All the women said that support has been inadequate and that they had had no further contact with professionals after children were taken away. There was little evidence of joint working between child services and adult learning disability services. 
The author suggests some implications for service provision and clinical practice:

· Joint allocation to adult ID and child social work teams where there are parenting concerns.

· Generic services to receive guidance on support and communication needs of parents with learning disabilities 

· Early introduction of advocates to help with information, and ensure contact promises are followed up. 
· Individual or group counselling to be offered. 

Mothers with Learning Disabilities: Experiences and Meanings of Losing Custody of their Children, Baum S and Burns J in Tizard Learning Disability Review vol 12, 3, 3-15 

LDSL Summary
http://www.library.nhs.uk/learningdisabilities/viewResource.aspx?resID=269012&code=9cd958a0c4a4cacc16c5eae3dc766fdf 
What Else is New?

This month’s ‘What’s New’ has a different look. We have produced a list of 3 recently published articles, with a brief précis of contents, and link to journal in which it is published. We hope you find this extended list useful, and would be grateful for any feedback – visit the LDSL website and use the contact us form.

1.
Women with learning disabilities who offend: what do we know?  in British Journal of Learning Disabilities 35 (3), 187–191.  Hayes SC 

 

· 4000 women and girls in custody in England and Wales. An unknown proportion will have a learning disability. 
· Most research on offenders with learning disability has focused on men.

· Women prisoners likely to be poor, under-educated, lacking in vocational skills. 
· Many report having been victims of physical, emotional or sexual abuse - majority have symptoms of mental disorder. 
· Little advocacy available for women prisoners with a learning disability and they tend to be an overlooked and devalued group. 
· Further research and policy development is urgently needed.

http://www.blackwellpublishing.com/journal.asp?ref=1354-4187&site=1
2.   The Dose-Effect Relationship in Psychodynamic Psychotherapy with People

with Intellectual Disabilities in Journal of Applied Research in Intellectual Disabilities 20 (5), 448–454. Beail N et al


· There is established body of evidence for the dose–effect relationship in psychotherapy with non-disabled adults. This has not been tested with adults with intellectual disabilities.

· Using naturalistic design outcomes measured of three groups of participants with co-morbid psychological problems undergoing treatments with psychodynamic psychotherapy. 
· Results supportive of dose–effect relationship - outcomes generally equivalent regardless of treatment duration.
· Most change occurred in first eight sessions of treatment, subsequent outcomes trailed off over time. 
http://www.blackwell-synergy.com/doi/abs/10.1111/j.1468-3148.2007.00385.x 
3. 
An evaluation of positive behavioural support for people with very severe challenging behaviours in community-based settings in Journal of Intellectual Disabilities, Vol. 11, No. 3, 281-301 McClean B et al 
· Description of positive behaviour support (PBS) for five individuals with long-standing challenging behaviour resulting in serious physical injury in community settings. 
· Five types of outcome presented: rates of behaviour, rates of medication, psychiatric symptomatology, quality of life and revenue costs. 
· Systems of support required to maintain outcomes and develop real lifestyles include behaviour support planning, mental health review, on-call intensive support and emergency respite care. 
· Behaviours reduced to near-zero levels following implementation of PBS - improvements sustained over 24 months. 
· Use of psychotropic medications reduced by 66 percent over same period.

· Quality of Life scores improved significantly for 3 of 5 participants. 

http://jid.sagepub.com/cgi/content/abstract/11/3/281
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