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Introduction 

This report aims to present an overview of the literature published about the lives of people with profound and multiple learning disabilities (PMLD), their carers and families. It draws from a vast range of sources including published papers in academic journals, published reports from charities and other voluntary sector organisations, government documents and practitioners’ handbooks.

The term PMLD is used throughout the report to denote people who have profound learning disabilities and additional disabilities. A fuller explanation of this term is provided on page 4. One difficulty with conducting a review of literature for this population is that there remain differences of opinion with regard to terminology. While terms such as ‘profound disability and multiple impairment’ or ‘profound learning disabilities and additional support needs’ are likely to refer to the same group of individuals, it is less clear whether ‘complex needs’ or ‘high support needs’ are always being used in the same context. In the interests of consistency and reliability, the literature cited here has been included largely on the premise that it uses the word ‘profound’ when describing the level of cognitive impairment and also makes reference to additional physical or sensory disabilities.

Other research relating to the lives of people with learning disabilities more generally will clearly be relevant to people with PMLD and this needs to be borne in mind. While the material presented here focuses on this group of individuals in particular, it needs to be read within the context of the wider learning disability literature. For example, material concerning the principles and values underpinning learning disability services - such as choice, individualisation of approaches and the importance of empowerment - is equally important here, but has not been cited because it does not usually make specific reference to people with PMLD. 

The task of capturing everything written as ‘current thinking’ about people with PMLD is a challenging one and omissions are likely. In an attempt to address this, the literature reviewed has been divided into themes. It is hoped the dominant topic areas in PMLD have been at least mentioned in passing, if not reviewed in more depth due to time and resource limitations. 

The review of themes begins with the more general (e.g. quality of life and service design issues, issues for parents and carers) and moves on to the more individual and specific (e.g. clinical interventions and approaches). The report concludes with observations about potential gaps in the published literature and suggests directions for future research and exploration. 

Methodology

A literature search was carried out using Internet access via the academic journal search engine located at www.ingenta.com. The first issue to be tackled here concerned terminology. Members of the target group for this report are described in a variety of ways in both practitioner-focused and academic texts and journals, a matter expanded upon below. It was considered that the two specific keywords required were ‘profound’ (in relation to level of learning disability or cognitive impairment) and ‘multiple’ (as signifying additional disabilities experienced by the individual). 

The following phrases were used as keywords:

· ‘people with profound and multiple learning disabilities’ (and configurations of these words)

· ‘people with profound intellectual disabilities and multiple impairment’ (and configurations of these words)

· ‘people with severe and profound learning disabilities’

These descriptors were used to search editions of the following relevant journals:

· Journal of Intellectual Disability Research

· Journal of Applied Research in Intellectual Disability

· Disability & Society

· British Journal of Learning Disabilities

· Journal of Learning Disabilities

· Tizard Learning Disability Review

In addition, searches were made of key academic and professional practice texts where appropriate. 

Full references are provided as footnotes throughout the report. 

Defining the population

People with PMLD form a small but significant section of the wider population of people with learning disabilities. While the Diagnostic and Statistical Manual - 4th Edition (DSM – IV: published by the American Psychiatric Association, 1994) states that ‘the group with profound mental retardation [sic] constitutes approximately 1%-2% of people with mental retardation’, in practice prevalence is difficult to establish as figures vary with the type of definitions adopted. 

The definitions of profound intellectual disability most often cited include having an IQ of below 20 (World Health Organisation, 1992), below 20-25 (DSM – IV), or functioning with an IQ estimated to be five standard deviations from the norm
. All of these references to IQ are notional, as clinicians conducting assessment of cognitive ability would find it a significant challenge to achieve accurate and reliable results in this range of functioning. While using IQ scores is problematic and arguably inappropriate, its use in this notional way can be helpful in appreciating the ways in which levels of understanding may differ between people with profound disabilities and those with severe disabilities, as well as from those with mild learning disabilities. 

Other literature takes a more functional approach to describing PMLD. For example, Jean Ware
 suggests that people with a profound learning disability have a 

‘…degree of learning difficulty so severe that they are functioning at a developmental level of two years or less (in practice well under a year)’.

The World Health Organisation
 suggests that people with PMLD are 

‘…severely limited in their ability to understand or comply with requests or instructions. Most such individuals are immobile or severely restricted in mobility, incontinent, and capable at most of only the rudimentary forms of non-verbal communication.’
Finally, people with PMLD can be described or defined in terms of their support needs. Such definitions include the following:

· Being a member of ‘High Dependency Group IV’ - the criteria for which includes multiple physical disabilities, double incontinence and severe epilepsy

· Requiring constant help and supervision and having little or no ability to meet personal care needs

· Requiring a highly structured environment with constant aid and supervision and an individualised relationship with a caregiver in order to attain optimal development

Profound learning disabilities and multiple impairment can often be traced to extensive damage that results from what are often identifiable neurological conditions
. Individuals may experience any one or more of severe physical disability, severe visual impairment, severe hearing impairment, epilepsy and other complex health conditions for which medication is usually required e.g. chronic pulmonary disease
. There may also be impairments in the ability to detect touch, pressure, temperature and pain
. The significant brain damage leading to profound cognitive impairment increases the likelihood of the individual experiencing additional disabilities
.

In turn, their communication skills are also likely to be at an early developmental level, involving signals such as reflex responses, actions, sounds and facial expressions
. People with profound learning disabilities are reported to have lower receptive communication skills than individuals with severe learning disabilities
.

Themes emerging in the research literature

Theme 1: Service design and quality of life

In Britain, the Government White Paper Valuing People
 set out an agenda for change, establishing the principles of choice, empowerment, independence and rights as the cornerstones of a strategy for enhancing the social inclusion of people with learning disabilities. This document has been commended for confronting many of the issues faced by those using, commissioning and providing services and the interested parties are keen to see evidence of its impact. 

While clearly addressing a wide range of important areas, the White Paper has also been criticised for its approach towards people with profound disabilities. Specifically, it is claimed that in using inconsistent terminology such as ‘complex needs’, ‘the most severely disabled’ and ‘people with complex and multiple disabilities’, Valuing People does not recognise the particular marginalisation of people with profound disabilities and does not set relative objectives for this group
. This observation supports arguments that people with PMLD are a small but ‘ignored minority’
.

Aside from the philosophical and ideological debates, much of the literature following this theme is concerned with the configuration of services and specifically the ways in which services can best promote acceptable levels of engagement and activity. A range of studies suggest the greater an individual’s level of cognitive impairment, the more likelihood there is of observers recording that individual engaged in lower levels of activity
 and experiencing poorer quality of life in general
. There appears to be an inverse system of care where individuals in staffed residential settings with greater skills receive more staff support
.

The nature of provision continues to be debated i.e. what the environment needs to be like and the best combination of people utilising that environment. One key aspect of the debate is whether integrated or semi-segregated settings are of more benefit. While there is evidence to suggest that smaller-scale provision is linked with higher levels of adaptive behaviour when compared to that observed in hospital or institutionalised settings
, early studies showed little if any increase in the level of community integration
. One study comparing changes in lifestyle for people with ‘profound handicaps’ suggested that while levels of activity and overall quality of life improved, there was little evidence of integration or of individuals being supported in ways that increased their competence
. Unfortunately, this trend has continued, with research still indicating that much is to be done before people with PMLD can be said to be participating in their local communities in any meaningful way
. 

One study comparing support offered in a specialised service with that available in an integrated setting suggests that service users receive more contact from staff in a ‘specialist’ setting
. Elsewhere, studies have explored integrated service environments, using support from more able peers in a college setting who were coached in interactive and support strategies tailor-made to the individual with PMLD
.

People living in community based housing schemes are reported to enjoy a significantly greater quality of care and quality of life than participants living in residential campuses, where the total costs of provision are cheaper. These differences can be accounted for by significantly greater direct staffing costs in the community-based services
. 

Research has also explored the nature of employment and occupation. A study comparing supported employment for people with severe and profound disabilities and day support within a Special Needs Unit (SNU) suggests that employment is associated with greater receipt of assistance, higher task-related engagement in activity and more social contact from people other than paid staff. SNU activities were associated with greater receipt of social contact. Supporting people in employment was more expensive than providing support in the SNU
.

Theme 2: Choice and decision-making

Choice continues to be a major concern for those responsible for service provision to people with learning disabilities and it is one of the cornerstones of Valuing People (Department of Health, 2001). While initial assumptions and instincts might lead one to think otherwise, a substantial body of research suggests that many people with PMLD are able to make choices reliably. However, available evidence also indicates that ways in which choices are presented is crucial to the outcome - for example asking an individual to choose between two options, rather than presenting a single object
. 

This area of work is highly valuable. Enabling a person to indicate preferences can also lead to more effective teaching and learning, as preferred objects or events can be used as reinforcement during the learning process
. When individuals are able to make choices relating to leisure items, their rates of interacting with those items increases
. 

There is also some evidence to suggest that individuals can be supported to make choices in tangible ways that have greater impact on the conduct of activity and the wider environment through the use of sensory reinforcement and a range of technologies
. However, more work is needed in this area to enable all people with PMLD to make reliable choices and learn through the use of reinforcers. 

There appears to be little literature available for support staff and family carers about the different approaches that might be required when thinking specifically about enabling people with PMLD to make meaningful choices. For example, the concept of intentional communication  - communicating to others intentionally in order to have needs met – can be a key element of choice making and a skill that may be under developed in people with PMLD. Despite this, references to intentionality and pre-intentionality are conspicuous by their absence in literature about good quality support.

Theme 3: Communication

The wealth of academic literature on communication and people with PMLD is considerable and understandably dominated by academics from a speech and language therapy background. These researchers have made important contributions to mapping out the need for individualised approaches and emphasise the complexities involved in supporting this central area of people’s lives. 

There has been a significant shift in the approach taken towards understanding the nature of communication that takes place between people with PMLD and their significant others
. This can be summarised as:

(1) a shift in assessment procedures -  from those designed to identify people appropriate for augmentative communication to those based on an inclusive principle that improved communication is possible for everybody

(2)  a shift in the goal of intervention -  from the development of specific, isolated speech and language skills to the development of integrated, functionally relevant communication 

(3) an increased understanding of the multimodal nature of communication

Functional communication appears to have emerged as the model of choice as a result of disillusionment with the mechanical teaching of speech and signs
. It has three important aspects: it occurs in everyday life, it results in real consequences and it includes (but is not limited to) spontaneous communication
. 

Research exploring communication and people with PMLD is therefore characterised by both a shift from 1:1 teaching towards an understanding of the role of communication in context and an emphasis on the developmental perspective
.  Studies focus on a number of themes: the assessment of pre-intentional and pre-verbal behaviour to indicate starting points for encouraging communication development
; the importance of ‘natural’ contexts to attempts at communication by people with PMLD
 and the construction of communication ‘between’ people with PMLD and their communication ‘partners’
. 

There are many issues involved in interpreting the communication behaviours of people with PMLD. Both inference and intention can play an important role in the communication process and this raises a number of difficulties and risks where one of the communication partners is not in a position to correct misunderstandings
. Research suggests that when asked to estimate their clients' comprehension of sentences at different levels of difficulty there can be a tendency to consistently overestimate the clients' ability at the highest level of difficulty, while both under and overestimation are likely to occur at the lower levels
. 

Despite the successes reported by studies examining the use of augmentative and alternative communication strategies
 (e.g. there is evidence to suggest that children with multiple disabilities can learn to successfully operate a special microswitch through vocalisation responses so as to obtain environmental stimulation
), widening the person’s learning to other environments can fail due to poor co-ordination of services and insufficient consistency of approach
. Clinically, a wide range of assessment tools has been published
, including scales for people with both visual and hearing impairments
.

Theme 4: Meeting personal needs - Therapeutic interventions, promoting independence and skill teaching

The literature cited under this theme reflects the focus on individualised approaches and in terms of methodology, tends to be more clinical in nature. Much of the work referenced is by recognised practitioners who report on clinical effectiveness rather than results of large trials or empirically conducted studies. While this may make the reliability of some of the conclusions open to question, it is important to remember the idiosyncratic nature of PMLD and its unique impact on the individual and their supporters, making more empirical, large sample studies extremely difficult to execute.

The range of issues have been organised under the broad sub-headings of promoting independence, ‘therapeutic’ approaches and provision of physical care and support.

Promoting independence

Involving people with PMLD in personally relevant activities of daily living may range from assisting the individual to gain complete independence with the provision of equipment and/or training, or it may enable control of an aspect of the activity. The principle here is to give the person as much control as possible over their personal activities, while also establishing the importance that they place on those specific activities to ensure motivation to participate
. Completing an assessment of motivation or volition is likely to be useful
. 

Eating and drinking is a key area of daily living that can present people with PMLD with a range of complex problems. Specific difficulties include primitive reflexes (such as bite or gag reflex); tongue thrust; swallowing difficulties; affected facial muscles; poor lip/tongue control; excessive drooling; sensory impairment; reinforced and learnt behaviours and roles; communication difficulties; limited physical abilities. Recognised techniques are available for practitioners to help address these issues
. In addition, a thorough assessment from an occupational therapist is likely to lead to recommendations regarding the use of appropriate equipment.  A person-led approach intent on involving the individual by considering motivation, communication and other aspects of their perspective and experience is essential
.

As well as the teaching of independent living skills, some writers emphasise a shift towards ways of increasing community access and social inclusion. Examples include supporting people to learn about real-life community settings and how this can be generalised
, or ways in which leisure time can be made more stimulating
. A general focus on leisure time and leisure provision for people with PMLD continues to develop
. This shift in emphasis may be related to the rhetoric enshrined in national guidance on learning disability provision more widely, which promotes the concepts of social inclusion and integration
. 

Evidence base for the use of specific ‘therapeutic’ approaches

One may be forgiven for assuming that all approaches to support for people with PMLD are perceived as ‘therapy’, as the literature generally appears to adopt the stance that all time spent being with people needs to have a therapeutic component. One hypothesis that might contribute to understanding this phenomenon is that clinicians are attempting to address the evidence that people with PMLD are more likely to be isolated within service environments. Alternatively, perhaps people with PMLD are perceived to function in ways that are so very different from more able people with learning disabilities that their support can only be addressed within an ameliorating context. 

A number of what can be described as ‘alternative’ therapies have been employed with people who have PMLD. Multisensory environments are often seen as an appropriate ‘intervention’ for children and adults with PMLD, even though there is a lack of evidence for their effectiveness. A wide range of outcomes has been identified with little reference to the existing research base and there is a sense that sensory stimulation is seen in itself as a ‘good thing’. The supporter’s desire to build positive relationships and provide pleasant experiences is most likely to be the important factor in the use of these environments
. 

Research exploring the effects of Snoezelen, active therapy, relaxation and aromatherapy/hand massage suggests that both Snoezelen and relaxation can increase the level of positive communication and can have some impact on decreasing negative communication. However, this research also indicates that active therapy and aromatherapy/hand massage is likely to have little or no effect on communication overall. Considering the lack of generalisation of therapeutic effects, these results need further investigation
. While people with PMLD are reported to have strong responses towards stimuli provided by members of staff (e.g. through touching or talking to the person), it is suggested the living environment is as good a place as the multisensory environment for promoting alertness and interactions
.

Most pre-verbal and non-verbal adults appear able to express emotions such as pain and anger with sounds such as crying, screaming or shouting. These sounds, however, are not always received as communication by supporters and can sometimes lead to further isolation. In addition, some clients make sounds, which seem intended to be self-reassuring or comforting and have become habitual and used as a barrier against others. In this context, music therapy has been used to establish an interactive relationship by drawing parallels with the spontaneous and instinctive strategies used in early parent–infant communication
.

A body of evidence suggesting the clinical effectiveness of Intensive Interaction (which some might refer to as an ‘approach’ rather than an ‘intervention’) continues to emerge
. Robust evaluation of this style of being with people presents many practical challenges
 and more research is needed (e.g. comparing Intensive Interaction with other approaches, or conducting Intensive Interaction in a range of settings and with different practitioners).  

Provision of physical care and support

The physical care of people with PMLD can be seen as either very simple or very complex – supporting basic life needs can be done with little intervention, but enabling a more fulfilled and meaningful life can be a more complicated challenge
. Practitioners usually understand the implications of limited movement for the body
, and a wide range of assessment tools has been developed for this purpose
. A common theme is apparent in many of the approaches based on physiotherapeutic principles, namely that quality in the performance of movement is an important aim, with more ‘normal’ movement and posture being the eventual goal. This ‘functional’ approach sets short-term goals as part of an ongoing programme
. However, comparative studies of different approaches are fraught with methodological problems and therefore have limited utility, so that practice is not yet evidence based
. While there may be benefits observed in the young child (e.g. with cerebral palsy) the effective parts of treatment long term are likely to be those which become part of the individual’s daily life
.

The carer’s or parent’s role in the individual’s physical management is clearly crucial and the dependency of the individual with PMLD can lead to a sense of needing to protect against ‘outside’ intervention. Great sensitivity is needed to enable a collaborative relationship between carers and services to gradually evolve
.

As with anybody, proper rest and quality sleep are essential to good health, but there might be specific barriers preventing this for people with PMLD, such as having difficulty in changing position
. Polysomnographic evidence suggests increased obstructive apnoea (where breathing is interrupted), as well as epileptiform discharges in the sleep of people with severe cerebral palsy
. Circadian rhythms may be disturbed, so the usual pattern of waking during the day and sleeping at night does not occur
. Here behavioural interventions have been unsuccessful, although there is some evidence that prescribing melatonin can be beneficial
. Considering postural support can also ameliorate the situation
. The importance of positioning at night is recognised by therapists, as more damage is likely to be caused by uncontrolled lying than uncontrolled sitting
. 

The sensitive area of intimate and personal care provision by statutory services has also been addressed, but from the perspective of the worker more than that of the service users or family carer. This work explores staff attitudes, good practice and safeguards relating to prevention of abuse
. 

Theme 5: Sensory needs

Given that the vast majority of people with PMLD will experience both limited communication skills and impairments in vision and hearing, considerations of sensory needs are essential. The role of sensory function cannot be overestimated in that information required through the senses is the basis for learning about and acquiring a conceptual understanding of the physical world
. 

Seven major types of sensory input have been identified – visual, tactile, vestibular, proprioceptive, auditory, olfactory and gustatory
. A distinction can also be made between external input received from the environment (e.g. light) and internal sensory information from within the body system (e.g. proprioceptive information about the body’s position in space)
.  Attention needs to be paid to the extent of sensory impairment, how this affects the nature and quality of information the individual receives about their surroundings – and most importantly, how this information will affect feelings of security and safety. 

Where sensory impairment has been identified, interventions can assist with maximising the amount and quality of information available to the person.  For example, much has been learned about how to create visual distinction and clarity by using colour contrast, borders and edging, by thinking about lighting positioning, troublesome reflection and glare
. Less consideration has been paid to create acoustically meaningful surroundings (e.g. thinking about how an individual with sensory loss makes sense of chatter, chair legs scraping on the floor and other incidental sound sources)
. 

Other key issues that are often neglected include managing situations where individuals with sensory loss are sharing the environment with people who do not have those impairments. Some adaptations are likely to be of benefit to all. Equally, the use of touch can act as interpretation and reassurance in a world that is experienced as overwhelming and chaotic
.  Specialists (e.g. optometrists and audiologists) can be used to contribute to a collaborative and multidisciplinary approach
.

Assessment of sensory abilities remains challenging, due to both the uncertainty of the measures used and the difficulty of interpreting the results
. Teachers of children with visual and hearing impairments are left feeling uncertain about their pupils’ skills
. A central problem is that many measures were developed for assessing children following a typical path of development and therefore clinicians need to use them creatively if they are to have any meaning for people with PMLD. Functional assessments that draw from observation of the individual in everyday settings are more likely to reveal information about personal reinforcers and reactions– such as preferred people or other stimuli
. 

Monitoring responses in the five categories of awareness, attending, localising, recognising and understanding is recommended when assessing vision
 but can also underpin assessment of functioning in other sensory modalities
. Crucially, it is suggested that sensory reinforcement can be used to enhance awareness and support the individual in developing a sense of self – particularly those with visual impairment and/or hearing loss
.

Theme 6: Staff training and staffing issues

As for all people with learning disabilities, issues relating to the training of staff working with people with PMLD remain central to the debate concerning the nature of ‘high quality’ support. National frameworks such as NVQ and LDAF aim to establish consistent foundations for staff teams, upon which more specialist and individualised knowledge can be built
. 

However, while highly recommended the implementation of such schemes are not required by legislation
 and where guidance exists it tends to be for new recruits rather than existing personnel. There is still, perhaps, a tendency to approach staff recruitment in terms of ordinary living principles as a way of avoiding stigmatisation and institutionalisation, emphasising the value of providing staff from ‘ordinary’ backgrounds who are employed to do an ‘ordinary’ job. While this approach has its merits, it also has accompanying risks, particularly for people with PMLD who by definition are likely to need specialist support with eating, drinking, sleeping and moving around. The literature does not define or review the employee qualities needed for working in such a context.

Aside from the issues relating to engagement and activity outlined on page 6, the research literature relating specifically to staffing and people with PMLD appears sparse and fairly disparate. The issues explored reveal that:

· It has been suggested that community settings are more likely to provide support of adequate quality to people with PMLD if close attention is paid to both the techniques and strategies employed by service providers and to the appropriate management and training of front-line staff
. 

· Some professionals report difficulties relating to differences in inter-professional role expectations, apparently because of the unique fluid and temporal nature of multidisciplinary teams in service settings
.

· The two most important predictors of actual staff turnover are staff satisfaction with public respect for the job and levels of practical support from supervisors
.

· Staff are also unlikely to be trained in issues relating to the delivery of intimate and personal care.

Overall this suggests that there is great need to explore the nature of staff training, retention and wider characteristics in order to address many of the issues raised in this review. Importantly, staffing issues need to be explored if the observation that people with PMLD and their families receive a ‘Cinderella’ service is ever to be rectified
. 

Theme 7: Parent and carer issues

General observations

The pressures involved in caring for a child or adult with PMLD within the family are well documented in the literature. Surveys of family carers suggest that the majority of both children and adults with PMLD are entirely dependent upon someone else to carry out the main basic care tasks (i.e. washing, dressing and support with eating)
. The consequent time demands of the caring role are named as a significant factor
, which needs to be borne in mind when suggesting ways of helping and supporting parents
. One study suggested that 72% of mothers interviewed were full-time carers, with 5% in full-time and 16% in part-time employment
. 

Wishes of parents and carers: Education and school provision 

Parents of children and young people with PMLD often want – but are reported to not always experience – a high level of involvement in their child’s education. A significant proportion of these parents and carers want additional services, with a priority for input being to support the development of communication skills
. Some research suggests that parents are very satisfied
 or generally satisfied
 with what was provided in terms of specialist education provision, with the majority of parents preferring this to the option of their children being placed in integrated or mainstream settings. However, it is also observed that for some parents it is not a question of them choosing specialist provision as the ‘better’ option, but more that they perceive there to be no alternative, seeing inclusive education as a ‘pipe dream’
. 

Both parents of adults and parents of children with PMLD are reported to place language and communication and fine motor skills as priority areas, while parents of children also prioritised independent eating and toilet training
. 

Parents’ and carers’ experiences of statutory services

The issue of disclosure remains one of the most important experiences in the lives of families where a child has a disability
.  Research indicates that there is still much to be done in terms of providing parents with appropriate support and conducting the disclosure process in an appropriately sensitive manner
. Early intervention is likely to be of the most benefit, with research suggesting that consistency among professionals – and/or input from the same individual(s) where possible – is seen to be the optimal approach
. Disturbingly, there are reports that services largely ignore the experience and perspective of the profoundly impaired child, their parent(s) and family
. 

Mothers of children whose profound disabilities are life threatening are reported to be engaged in stressful but skilled care of their children with a clear wish to continue caring for their child in the family home. The women interviewed frequently referred to the process of gaining useful information on services as haphazard and most of the services offered to them as uncoordinated, unreliable and difficult to access. As a consequence, neither the learning disability services nor the acute medical services are adequately meeting many of these children’s needs. Some families are forced to privately finance services such as physiotherapy and speech therapy. The mothers interviewed want services offered to them in their own home, particularly short home-based respite, which would offer them short breaks to rest or engage in part-time employment. The study concludes that a reliable and flexible service response, including a comprehensive information and advocacy support is indicated for these families
.
Overall, there is evidence of variability in terms of parents’ desires for services and their ability to access them
. 

Impact on the family

There is evidence to suggest that the practical demands of caring for and obtaining appropriate respite services can lead to considerable intra-marital difficulties, and sometimes the break up of marital relationships
.

Mothers and fathers of a child with PMLD showed different engagement patterns with the paid workforce from comparison parents. Hours of work for fathers of a young adult with PMLD showed a bi-modal distribution, with some fathers working fewer hours than usual and others working very long hours. For mothers in both groups, the number of hours in paid employment was negatively associated with reports of psychological problems. Increased attention needs to be given to the employment opportunities of parents of children with disabilities since employment appears to play a protective role for mothers in particular. Services provided to adults with disabilities will need to change if parents are to have the same life chances as parents without adult offspring with a disability.

While organisations may recognise that siblings of people with PMLD may require support, research suggests that there are no special difficulties in the psychological adjustment of adolescent siblings of children with PMLD
. However, other evidence has been cited through work carried out by the voluntary sector, of siblings being concerned about issues such as: limited time being available from parents, restrictions being placed on family activities, worries about bringing friends home, guilt (about being angry with their disabled sibling), embarrassment in public and fear about the future
. 

Theme 8: Mental health and well-being

A belated recognition that people with limited receptive and expressive communication skills are equally capable of experiencing stress has led to important research in the area of mental health and profound disability
, although this field of study is still in its relative infancy
. 

Research has begun looking at the assessment and diagnosis of depression in people with PMLD, although much more work is needed in this area
. However, it is clear that the role played by families and carers in the assessment and diagnostic process is invaluable
. Research looking at affective disorders in adults with learning disabilities suggests that depression may not present a ‘classic picture’ in individuals with severe and profound learning disabilities, but may include challenging behaviours, which are referred to as ‘atypical symptoms’, such as self-injury, aggression and irritability
. However, the prevalence of mental illness is at least as high as in the general population
.

Theme 9: Challenging behaviour

A high prevalence of challenging behaviours among people with PMLD is reported
. Intervention has tended to be informed largely by behavioural analysis and work on self-injurious behaviour in particular has focused on approaches such as differential reinforcement
 or distraction and diversion
. 

Whilst much progress has been made with regard to the closure of institutions and the provision of community based supports, it has tended to be the case that those individuals deemed to be ‘hard to place’ have been the last to leave
.  People with severe or profound learning disabilities and challenging behaviours are less likely to be offered community services until the end of the deinstitutionalisation process and are also more likely to be reinstitutionalised
. Services adhering rigidly to the principle of normalisation with inflexible implementation of this approach are particularly likely to struggle
.

Research suggests that after leaving institutional care to be supported in community settings, people with severe or profound learning disabilities and challenging behaviours were participating more frequently and in a wider range of activities. There were no reported increases in levels of challenging behaviour, indicating that support for people with ‘serious’ challenging behaviour can be provided in community settings
. 

It is noted here that the term ‘challenging behaviour’ tends to be used to describe acts that are likely to jeopardise the individual’s placement in the community and can include aggressions towards others, screaming or self-injurious behaviours. Behaviours that are likely to indicate disengagement with the environment – which could be early warnings of stress that in turn can lead to mental health problems - are not usually included. Examples include stereotypy, withdrawal and other behaviours that are presumed to indicate engagement with the person’s internal world, rather than the external world. It might be argued that such behaviour is just as ‘challenging’, albeit in a very different context.

Theme 10: Physical health

Evidence suggests that around a fifth of the population of people with PMLD have a high level of health care need
. Research exploring the wide range of surgical and orthotic interventions on the quality of life of children and adults with PMLD suggests a need for the development of appropriate measures to meet the specific requirements of this population
. The increasing analysis of quality of life issues for people with disabilities has not been paralleled in relation to people with PMLD and physical health is a glaring example of this neglect. One study suggested that 92% of those examined had a previously undetected but treatable condition
.

There is evidence that people with PMLD are at a high risk of being underweight, in some cases severely so
. Almost all are at risk of developing pressure sores. A significant number of people with PMLD receive their food through a nasogastric tube or have a gastrostomy; therefore an important social and pleasurable aspect of daily life (i.e. eating) is denied them. Careful thought needs to be given to how people are supported with taking sustenance and the impact that interventions have on their physical health
. 

Other key issues reported include the following:

· The most common cause of death is respiratory disease with infections playing a disproportionate role
. 

· Comparative research suggests that people with profound learning disabilities are less at risk of developing cancer than those with mild, moderate or severe learning disabilities
. 

· It is accepted that the likelihood of epileptic activity increases with the severity of an individual’s learning disability
, and it is suggested that around 70% of people with profound learning disabilities are likely to have epilepsy
.

· Incontinence arises as a result of general developmental delay, and while individuals with profound learning disabilities might find it difficult to learn the required skills in this area, it is important that carers assist them in achieving ‘social continence’. This refers to ways of managing continence based on a dignified, planned and systematic approach, that is well-informed, holistic and person-centred
. The importance of consistent approaches that emphasise the importance of staff reflection and awareness of the impact of personal attitudes on practice has also been acknowledged
.

There is evidence to suggest that people with PMLD are being denied access to regular screening services available to the general population
. The observation that the health needs of people with profound learning disabilities are at serious risk of being overlooked emphasises the role of carers in noting changes in behaviour which might indicate pain or discomfort
. However, it is also acknowledged that there are difficulties in recognizing pain and physical illness in this population
.

Debate continues as to who is best placed to monitor and meet the physical health needs of people with PMLD. Learning disability nurses have received specialist training and are well placed to bridge the gap between the individual and specialist services
. However, philosophies promoting social inclusion and integration urge those working in services to ensure the people they support are accessing generic services
. The wisdom of this approach is questionable, due to the nature of support required by people with such complex health needs. Multidisciplinary collaboration in this area (i.e. health promotion) is likely to be the way forward
. Many challenges lie ahead, not least of how to involve people with PMLD in their own healthcare
. 

Consent is clearly a central issue when considering any intervention with physical well being and there is general consensus the ‘best interests’ guidelines need to be followed
.

Theme 11: Personal relationships 

The literature relating to this area for people with profound disabilities is small, suggesting their personal and intimate relationships are thought about less often
. It is felt practitioners are likely to form a major part of an individual’s network, with many of those people coming and going with little time to build up meaningful relationships 
. Making friends is also felt to be more difficult PMLD. Not only are they are likely to have smaller networks, but the complex interpersonal skills required to initiate and maintain friendships will make it more difficult to make the most of any available opportunities for developing their relationships
. However a limited number of examples of friendships occurring between children or adults with PMLD and non-disabled others are available
.   

There is evidence to suggest that there are few opportunities for reciprocity between residents and staff in many community settings
 and the likelihood of this may increase where residents have PMLD. It a common assumption people with PMLD do not communicate with each other, but where social interaction are made possible, people may make contact through vocalisation or touch
. Such relationships may not involve understanding each other’s needs, but they may well develop a high level of intimacy and reciprocity in terms of non-verbal behaviour
. 

A range of literature
 suggests particular schemes such as ‘Circles of Support’ or ‘Circles of Friends’ are the mechanisms by which people with profound disabilities are most likely to access opportunities for forming and developing relationships
. Befriending schemes are also suggested as useful ways forward in this area
. Self-advocacy may be a long way off for many given the nature of skills required, although professionals clearly have a duty to provide people with the tools they need to make themselves heard 
. 

Sexuality and sexual behaviours can now be explored in positive ways through the availability of training resources
 and a wider acceptance that sensitive issues such as masturbation
 need careful and consistent approaches and that services have a duty to tackle this important area of people’s lives. 

Suggestions for future research

This final section draws on the preceding review and suggests areas for future research. These ideas are presented under the listed themes and either build on existing studies or represent apparent gaps in the research literature. Views and suggestions from academics in the field of learning disabilities, where available, have been incorporated into this list of suggestions. 

Theme 1: Service design and quality of life

This is a core area for future research and in many ways underpins suggestions under other headings. Examples here include:

· Clinical research looking at the terminology used in services. This would establish the ways in which people with PMLD are described within statutory services and how these descriptions enhance or impede the support provided. This would build on the survey of partnership boards already completed
.

· Are we able to more accurately estimate how many people there are in Britain with PMLD? How many of these people are living at home and how many are using particular types of service? 

· Comparison of service models. Research is needed to explore the experience of living in residential settings specifically designed for people with PMLD and compare this with experiences of mixed settings. A valuable outcome would be a set of conclusions drawn about what makes ‘good’ residential support for this population. Similarly, a review of the ‘new’ day activity models and how they are affecting people with PMLD would be useful. This would directly tackle the current debate about the role of building-base provision and establish best practice service models in day occupation.
Theme 2: Choice and decision-making

· A review of how the concept of choice is addressed in services. The term ‘choice’ still appears to be a muddy concept for many service providers. An analysis of how people with PMLD are offered choices throughout their day would help to outline both the ways in which decision-making needs to be approached and the range of settings in which it can be considered. 
· A review of how decisions are made on behalf of people. This might range from everyday decisions about what to eat, through to discussions about compatibility of potential housemates. 
Theme 3: Communication 


A wide literature is available that establishes core principles of effective communication and the range of technologies that can augment an individual’s skills. This literature also increasingly emphasises the role of partnership when trying to establish good communication with people with PMLD. There are opportunities for exploring the ways in which this important work is filtering down into everyday practice:

· Communication audits. To what extent are people with PMLD and their families receiving specialist support around communication? How well are staff and families able to follow the advice given by clinicians (e.g. are programmes being followed accurately and regularly?) How often are guidelines reviewed and evaluated? How effective are training initiatives in communication skills?

Theme 4: Meeting personal needs - Therapeutic interventions, promoting independence and skill teaching

This area continues to expand but much is left to do in terms of establishing reliable evidence-based data about meeting people’s needs. Suggestions for future research include:

· Survey of interventions used with people with PMLD. Which approaches are used most? How are they evaluated? Are staff and family carers trained in how to use them? Are there clear objectives set for their implementation? How often is their utility reviewed? Can we establish clear benefits of and practice guidelines for particular approaches?
 What happens when personnel leave? 




· Review of person-centred planning and people with PMLD. There is recognition that future research needs to explore the implementation of person-centred planning (PCP)
, but there also needs to be work looking specifically at the nature and outcomes of PCP for people with PMLD. This could review the ways in which people are currently getting involved in their own planning systems, but also how any outcomes set are reviewed and carried forward into the individual’s everyday life. There is evidence to show that for some planning systems, the outcomes set can be too vague and non-functional to be of any direct benefit
.

Theme 5: Sensory needs








Suggestions in this area include:

· How often are sensory assessments being conducted? Are there systems to ensure that people receive regular assessment and review of their sensory abilities?

· Survey of primary care/generic professionals and their understanding people with PMLD. This would include optometrists and audiologists. How do they work with this population? What is the nature of local inter-agency relationships and partnerships?

· How do the results of sensory assessments impact upon service provision? In what ways do clinicians, support staff and family carers adapt their approaches and ways of working in order to meet the needs of people with PMLD and specific sensory impairments?

Theme 6: Staff training and staffing issues


Staff training continues to be a core issue in learning disability provision. Specific examples of projects that could be carried out with those working with people with PMLD include:

· Survey of staff knowledge and experience of PMLD. Have support staff had specific training? What is their acquired knowledge and experience? To what extent do the NVQ and LDAF training frameworks specifically address the development of staff skills in working with people with PMLD?
· Are staff able to identify areas where they feel they need more training? Do staff feel adequately equipped to support a population of people whose needs are likely to become more complex with each cohort?

· Which models of training are more successful? When evaluated carefully, are staff able to implement outcomes of training around an individual more easily than the outcomes from general training in PMLD (or vice versa)? Who is best placed to deliver training? Are training programmes with nursing, social care elements or a mixture of both the most successful? Are clinicians specifically trained to work with people with PMLD? Are family carers offered training, or involved in the delivery of training?
· What is the turnover of staff working with people with PMLD? How does staff turnover impact upon service users and their families? How can staff turnover be more effectively managed? 
· How are staff supported to work across disciplines? To what extent is interdisciplinary working present in services?
Theme 7: Parent and carer issues



Important statistics have been gathered regarding parents and cares of people with PMLD and as well as continuing with this approach research also needs to consider the development of positive ways of working and the establishment of strong partnership between families and statutory agencies. For example:

· How are families and carers involved in the planning of services for people with PMLD? What can family carers tell us about what they need from services? How can effective dialogue be set up between professionals and family carers that results in effective partnership and collaboration? Can this lead to the development of good practice guidelines?
Theme 8: Mental health and well-being






With research still in its relative infancy, there is much to be done in raising the profile of mental health and well being for people with PMLD. Ideas here include:

· Reviewing psychiatrists’ and psychologists’ approaches to mental health in people with PMLD. Are clinicians considering underlying mental health problems when assessing distress or ‘challenging’ behaviours?

· What is the prevalence of psychiatric disorders in the population of people with PMLD? Can this be established? Can more sophisticated tools be developed to further our understanding of the manifestation of mental distress in people with limited communication skills? Can we provide more training for staff and family carers in this area?

· Can links be made between the efficacy of specific interventions and the development of good mental health? For example, can approaches aimed at increasing relaxation be shown to have positive impact on an individual’s mental health? 
Theme 9: Challenging behaviour

The development of good practice guidelines in working with people with challenging behaviour
 now means that there are is a clear evidence-based approach available to those supporting people who can present challenges. Ideas in this area therefore include:

· What is the prevalence of ‘challenging’ behaviour in people with PMLD? Does the term need to be re-defined in the light of thinking about stereotypy and withdrawal as being potential indicators of disengagement and/or distress?

· Are the new clinical guidelines being used for working with people with PMLD? In which ways and to what extent?

Theme 10: Physical health



As well as being a clear agenda for Valuing People, this is another core theme for people with PMLD. Suggestions for research include:

· Surveying GPs to explore their knowledge, skills and commitment to people with PMLD. How do they link in with specialist services? Do they carry out regular reviews of medication and specific issues?
· How successfully is Health Action Planning meeting the particular health needs of people with PMLD? Are people able to access the amount of physical intervention they require (e.g. physiotherapy)?
· How are families and support staff supported to manage increasingly sophisticated physical health interventions? Examples here include the management of PEG feeding or the support of complex epilepsy.
Theme 11: Personal relationships and sexuality





This is an emerging theme in the literature and therefore under-researched. Suggestions for the directions of future work in this area include:

· Review of the social networks and community relationships of people with PMLD. How much time do people spend engaging in ‘community’ activities? When doing so, how do supporters know that they are ‘meaningfully’ engaged in what is offered?

· Who are the people comprising individuals’ personal networks? Where family members are not involved who fulfils the role of unconditional and emotional support? How are these issues addressed by services?

· How are sexual needs considered and addressed? Is the individual’s right to access their own body in appropriate ways recognised and exercised? How are staff and family carers supported to work in this sensitive but crucial area of people’s lives?
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