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1.0 Summary

1.1 People with intdlectud disabilities have a high risk of deveoping additiond menta
hedth problems that can go unrecognised and have a mgor effect on generd well-being,
persona independence, productivity, and qudity of life, as wdl as impacting on family and
other carers. The combination of intellectud disabilities and mentd ill-hedth can dso give
rise to sigmatisation and prgudices that lead to socid excluson. The report consders the
relaionship between intdlectud disbility, ‘menta ill-hedth’ and behaviour disorders or
behaviour problems, and focuses on the maintenance of menta hedth, the prevention of
mental and behaviour disorders or behaviour problems and the assessment, diagnosis, and
management of mental disorder, behaviour disorders, or behaviour problems as these co-
occur with developmentd intellectud disahility.

1.2 People with intdlectud disabilities (ID) ae a highly diverse group with sgnificant
vaiaions in the extent and nature of therr intelectud imparments and functiond disabilities,
the presence of reated sensory and physicd disabilities and in ther socd and family
backgrounds. Thus, emotiond difficulties and acute or persstent mental disorders can present
in both typicd and aypicd ways. A patnership is required between those providing for the
continuing support of people with intdlectud disabilities and those with specidist hedth
expertise tha can address developmenta, biologica, psychologicd, and socid factors that
may predigpose to, precipitate, or maintain the presence of menta or behaviour disorders.
Such partnerships should ensure that skilled socid support is avalable to people with
intellectual  disabilities in order to enhance mentd hedth, minimise risk of occurrence of
behaviour problems, and ensure that, if such problems arise, they are taken serioudy and
effective and ethicd treatment and supportive strategies are made available.

1.3 This report dso condders the involvement of sarvice systems when people with
intellectud  disability are suspected or convicted of offending, the legd and ethicd
framework within which hedthcare and other important decisons can be made on behdf of
people who do not have the capacity to make the decisons for themsdaves, and the need for

further research.



2.0 Introduction and Terms of Reference.

2.1 This report has been prepared by the Menta Heath Specia Interest Research Group
(MH-SIRG) a the invitation of the Internationd Associdion for the Scientific Study of
Intellectud Disabilities (IASSID), a nontgovernmenta organisation associated with the
World Hedth Organisation (WHO). The MH-SIRG was inaugurated a the IASSID meeting
in Hesnki in 1996 and hed meetings in Cambridge, UK, in 1998, and in London, in
conjunction with the European Association on Mentd Hedth and Mentd Retardation, in
1999, and in at the IASSID mesting in Seettle, in 2000.

2.2 This report defines terms related to professonal and support services for people with co-
occurring mental disorders and intellectud disabilities and outlines key issues with respect to
the epidemiology, aetiology, and treatment of mental and behaviour disorders, as they affect
people with intdlectud disabilities thereby highlighting hedth and socid policy and
practices that would enable the best possble mentd hedth for people with intelectud
disabilities. The broad themes of the report are therefore the maintenance of menta hedth,
the recognition of mental and behaviour disorders, and related treatment.

2.3 In the paper we adso include consderation of behaviour problems, in some instances
referred to as chdlenging behaviour, in that the occurrence of such behaviour indicates the
need for gppropriate assessments with a view to identifying relevant agtiological factors that
inform intervention. Such behaviour may or may not be due to an underlying mentd illness
Wha is important is to identify the developmenta, socid, psychologica, and biologica
factors that predisposing to menta disorders, behaviour disorders, or behaviour problems, as
wel a precpitaing and mantaning such problems thereby informing preventative,
treatment and management Srategies.

2.4 There are marked variations across nations and between cultures with respect to atitudes
toward and opportunities available to people with intelectua disabilities. The same is true for
those who have experienced serious menta hedth problems. Thus, for affected individuas,
the presence of co-occurring intdlectud disabilities and menta disorders has the potentid to
increese socid  excluson, sigma and neglect due to misconceptions, misunderstandings,
prgudices, and higtorica practices within different societies and cultures. This report



atempts to minimise such misconceptions and thereby enhance the likdihood that people
with intdlectud disability who develop serious menta hedth problems or present with
behaviour problems, receive timely, gppropriate, and effective help.

3.0 Definitions and Classification

3.1 The term intdlectud disability is synonymous with other terms tha have been used
higoricdly to describe individud generdised ddays in devdopment and difficulties in
achieving independence, such as menta retardation and mentd handicap. The term
‘intdllectua  disgbility’ used in this context refers to the presence of ddayed early
devdopmenta milestones and associated delay in intelectua and functiona development,
such that a person's capability for sdf-determination and independent functioning is likdy to
be sgnificantly lower then that of the average person during their lifetime.

3.2 Increasing emphasis has aso been placed on the concept that the definition of disability is
a‘dynamic’ one and reflects socia opportunities and attitudes, in addition to the functiona
and persondlity characterigtics of the person concerned. With thisin mind people with
intellectua disabilities has been defined as those whaose ability to understand, evauate and to
communicate information and to respond adaptively to events or Stuations s, or is perceived
to be impaired, such that accommodation is required on the part of others. Thisinteractive
mode of disability isimportant as it stresses the responsibility of society to accommodate to
the needs of others, and aso how changes in self-esteem, persondity characteristics, and
mentd ill-hedlth can contribute to a person’s overdl functiona impairments.

3.3 The reasons for dgnificant developmenta impairments are multiple and include the
presence of chromosome abnormalities, single gene disorders, environmenta factors, such as
perinagd trauma or intra-uterine infections (eg., maternd rubdla), maernd and early
childnood nutritiond deficits (eg., iodine deficiency), maternd acohol abuse, or severe
childhood neglect and deprivation. There aso reman as yet many unidentified causes. The
presence of mild intdlectud disbility rardy has a dngle identifiable cause, but is a
consquence of both polygenic and socid/environmenta  influences. The extent to which
particular causes predominate in any country varies depending on the socid, politicad ad
economic satus of the country, and the resultant hedth and nutritiond Status of the generd
population, particularly that of the mothers and newborn children in the poorest families.



Equdity of access to educationd, socid and hedth resources are therefore important factors
in minimisng mild intdlectua disability, paticulaly in wesern countries.  Concerns
regarding the qudity of generd population hedth and socid care are highly rdevant because
intellectud disability occurs in dl countries and among dl socid and economic drata of the
population.

3.4 This term intellectud disability therefore refers to a very heterogeneous group of people.
Some have geneticdly determined disorders that have a marked effect on bran development
and therefore on intdlectuad, socid, and functiona abilities. Others may develop adequate
living skills, are able to make their needs and wishes known through spoken language, and
lead relatively independent lives, but have poor psychologica resources and adso are often
dissdvantaged in society. Some sensory, physica, or deveopmentd disabilities such as
cerebrd pasy or autism spectrum disorders (such as autism, or pervasve developmenta
disorder - PDD) ae often consdered to be related to intelectua disgbility, in that many
individuds with these other conditions dso have evidence of dgnificat intdlectud
disability. The mentd hedlth needs of this heterogeneous group of people are therefore varied
and complex, and mentd and behaviour disorders can present in both typica and atypicd
ways, often depending on the communication skills, in particular, verba skills, of the person

concerned.

3.5 The teem mentd hedth is not easy to define. It congsts of more than the absence of
mentd disorder. It is a date of menta well-being that, together with other factors, enables
children and adults to attain independence, be productive, and participate in persondly
fulfilling ways in society. Whilst periods of sadness, anxiety or generd didress are pat of
life, sound mental hedth ensures that a person has the emotiona resources, often with the
support of others, to manage life-stresses and thereby prevent serious and prolonged effects
on generd functiond &bilities The term mentd ill-hedlth is dso used in this paper to refer to
a lack of mentd wdl-being. This may include very diverse dates of emotiond distress that
may vary in their manifestations across cultures and, for example, may be due to the presence
of a specific mentd or behaviour disorder, such as severe depression or sdf-injurious

behaviour, or which might follow bereavement.

3.6 The tems mental disorder or psychiatric disorder are synonymous and refer to a

collection of symptoms (or behaviours) that are characteristic of specific disorders of menta



hedth. These are defined in recent versons of the Diagnogic and Statigicd Manud of
Mental Disorders (DSM-IV--American Psychiaric  Association, 1994) and the mentd
disorders section of the Internationd Clasdsfication of Diseases (ICD-10, World Hedth
Organisation, 2000). The diagnods of specific mental disorders implies some understanding
as to aetiology, and a didinguishable composte of affective, behaviour, and cognitive
characterigtics, and provides a guide to empiricaly vdidated and likdy effective treatment
Strategies.

3.7 The teem mentd illness refers to a subset of biopsychosocia conditions that are acquired
during life and include severe psychotic disorders (eg., schizophrenia), affective illnesses
(e.g., bipolar disorders) and organic disorders such as senile dementia of the Alzheimer type.
Other mentd disorders include, for example, generdised and <specific anxiety dates
(including phobic disorders) and obsessve compulsve disorders. In childhood, and to a
lesser extent in adulthood, there are the specific problems of conduct disorder (sometimes
asociated with persondity disorder, later in adult life), emotiond disorders and Attention
Deficit Hyperactivity Disorder (ADHD).

3.8 Terms such as maadaptive, problem, aberrant, or chdlenging behaviour or behaviour
disorders or problems have been commonly used to describe a range of behaviours (eg.,
aggresson, sdf-injury, smearing, severe Sereotyped behaviours). These terms are generdly
descriptive and do not necessarily in themsdves imply any understanding as to cause. For
example the bads of sdf-injurious behaviour is likey to be different in those people with
Lesch Nyhan syndrome, than those with autism, or the skin picking associated with Prader
Willi syndrome. . The severity may be such that their occurrence may threaten the person's
physica hedth, or have a marked effect on the person’s qudity of life and opportunities as
well as that of family members and other caregivers providing support. Such behaviour may
be indicative of impoverished opportunities in the person’s life, may have been shaped
through a failure to recognise the role such behaviours can play in communicating need, may
have arisen and been maintained by adventitious environmenta factors, or may be due to the
presence of an additiond mentd disorder or physica illness There are many posshle
developmenta, biologicd, socid, or psychologicd factors that interact and influence the
occurrence of such behaviours. In an individud case severa factors, and their conjoint

influences, may be relevant to the onset or persistence of a behaviour (Matson, 1985).



4.0 Historical Background

4.1 In many naions the 20th century brought dramatic hedthcare and lifestyle changes for
generd populations, and especidly to the lives of people with intdlectud disabilities, and in
professond understanding of causation and the factors that contribute to individud
development and to qudity of life. In western countries early in the century the notions of the
Eugenics Movement resulted in the isolation of people with intdlectud disabilities in
indtitutional settings. Practices that would now be consdered unacceptable, contravening the
United Nations Convention on Human Rights, such as derilisstion without consent, were
common in many nations. In the second hdf of the century, there was a radica change in the
philosophy underpinning support of people with intellectua dissbilities and the widespread
adoption of the principles of ‘normdisation’ in hedth and socid services, leading to changes
in atitudes and models of support (Wolfensberger, 1969). Living in agppropriate community
settings, for example, ordinary quarters, has become recognised as a fundamenta right of al
people with intdlectud disgbilities, as it is for the whole population. The extent to which this
has been achieved varies within and between countries and is largey dependent on the
commitment of loca and naiond organisations and the avaldbility of the necessay
resources, including specidised menta hedth and behavioura services to address issues that
might otherwise lead to inditutiona placement. Thus, in some western countries inadequate
indtitutional care continues, and in others there is an acknowledgement in principle of the
need for community-based care but varying development of the necessary services and
supports network. Both among dates or provinces within western countries and among
westernised nations, there are indications that socia policy affecting development of supports
for people with intdlectud disabilities is related generdly to per capita fiscad resources
avalable for educationa, hedth, and socid services as a whole. In developing countries,
often because of more pronounced and ®@mpeting demands on hedth resources, few services
are avallable for people with intellectud disabilities and their families.

4.2 Advances in the biological and biobehavioural sciences in the latter part of the 20th
century led to the identification of the aetiology of some groups of people with intellectua
dissbility that had in common specific physca characteristics, such as Down syndrome.
Increasingly, specific chromosomad, sngle gene and environmentd causes, resulting in the
presence of intelectud disability in childhood and adult life, have been identified
(Alexander, 1998; Baumeister, Kupstas, & Klindworth, 1991; Dykens, 2000). In some cases



there are direct implications for prevention, such as when the cause relates to nutritiond
deficencies or intra-uterine infections or toxic exposures. More recently, potentia
relaionships between gspecific syndromes and paticular petterns of development or
behaviour or an increased propendity to psychiatric disorder are being recognised — referred
to as behaviourd phenotypes (State, King, & Dykens 1997). Examples include the
characterigtic behaviourd and neuropsychologica profiles of people with autistic spectrum
disorders, severe sdf-injurious behaviour associated with LeschrNyhan syndrome, risk of
Alzheémer disease in people with Down syndrome, a particular cognitive and language
profile observed in people with Williams syndrome, and severe over-egting behaviour of
people with Prader-Willi syndrome.

4.3 The last century aso saw maked changes in the undergtanding of acquired menta
disorders. The features of severe psychotic disorders, such as those of dementia praecox
(schizophrenia), were initidly characterised and the aetiology seen as biologicd. There then
followed a radicd re-conceptudisation of such conditions as having a socid and family-
based causation. These models were inadequate and twin, family, and adoption studies in the
latter pat of the century showed that the vulnerability to the mgority of mgor mentd
illnesses was, a leadt, partly geneticdly and biologicaly determined (eg., Pauls, Morton, &
Egdand, 1992). The devdopment of more refined diagnostic criteria and the integration of
biologica, psychologicd, and behavioural science, and socid modds have snce enabled
discernment of more definitive atiologies of mgor mentd illnesses to be condructed.
Genetic and other biologicd vulnerabilities, early childhood and present life experiences, and
events which may reduce avalable psychologica resources (eg., such parenta loss, abuse,
socid excugon), and limited socid networks and support may al be important when
condgdering why some people develop severe mentd hedth problems a particular times in
thar lives and in determining subsequent prognoss and response to treatment (Szymanski &
King, 1999).

4.4 For many mental disorders new trestments have been developed including, for example,
effective medications and psychologicd and behaviourd trestments for severe mentd
disorders, such as schizophrenia and bipolar mood disorders, and for other disabling
conditions such as anxiety and obsessve-compulsive disorders. In the mgority of western

countries, long-stay inditutions for people with serious mentd illnesses were consdered



unnecessary and have largdy been closed. However, a falure to recognise the limitations of
medication and of the importance of gppropriate socia support and community services led,
in western countries, to some people with severe and perdstent menta disorders becoming
homeless and destitute.

4.5 Although in the early 20" century the German term ‘pfropf-schizophrenie’ had been used
to described the co-exigence of schizophrenia and intelectud disability, the redationship
between intdlectud disability and disorders of menta hedth have only rdativey recently
received proper attention. This was partly because of confuson regarding use and definition
of terminology. Intelectua disability is defined in most cultures as a mental disorder (eg., as
mental retardation in both 1ICD-10 and DSM-1V) and there was a falure to recognise that co-
morbid menta disorders may dso occur. Thus, the symptomatology of depression, for
example, was conddered to be due to that person’s intdlectud disability. This has been
referred to as ‘diagnodic over-shadowing’. As wel, for many years practitioners and
researchers assumed that many mental disorders, especidly those that were assumed not to
occur among children, did not occur among people with mild or severe intdlectud
disdbilities. These factors, combined with problems establishing diagnoses, led to a failure to
recognise that some people with intelectuad disabilities can and do manifest acquired mental
disorders. Multi-axid sysems of classfication have helped to resolve this with a separation
of developmental disorders, such as intelectud disability (mentd retardetion) and persondity
disorders (Axis Il), from acquired clinicd disorders (Axis 1). Organisations such as the
Nationd Association for the Dudly Diagnosed in the USA were founded to promote this

understanding.
4.6 Key Points

Although intélectual disability is consdered a ‘mental disorder’ (i.e, mental
retardation), a clear digtinction needs to be drawn between this disorder of
development and acquired mental conditions, such as severe and persistent mental
and behaviour disorders.

During the 20" century there have been radical changes in the way in which people

with either intelectual disability or severe mental disorders are supported, and in
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the development of new treatments. Appropriate social care services are central to
any drategy for supporting people with serious mental ill-health or intellectual
disabilities, particularly people with both intellectual disabilities and severe and
persistent mental disorders.

5.0 Epidemiology

5.1 Answering the question as to what extent the population of people with intellectud
disbilities manifests menta or behaviour disorders has proven to be methodologicaly
difficult. Frd, the definition of intdlectud dissbility is imprecise and whild messures of
intellectud ability can be a guide, there may be uncertanty whether someone should or
should not be consdered to meet the criteria This is particulaly so when a person's
cognitive functioning is supefiddly average but socid functioning is markedly impared and
limits socid acceptance, or when a person’s cognitive function gppears mildly impaired but
imparments of socid functioning ae not goparent. Secondly, whilst identification of 4l
children with an intdlectud disability may be possble when they ae recaving dSautory
education, identification of dl adults is more difficult and therefore most sudies only include
those people with intdlectud disabilities known to sarvices (i.e, an adminidratiive sample).
People with additiond needs, such as people with both intdlectud disgbilities and mental or
behaviour disorders, are likely to be over-represented in this group. Thirdly, diagnoss of
mental disorder relies heavily on the ability of a person to describe his or her own mentd
experiences and fedings. For some people with intellectud disabilities this is not possible
and menta dates may have to be inferred from observations by family members or other
caers. Fourthly, use of diagnostic criteria for different menta disorders entalls determining
the presence or not of specific mentd experiences. These criteria may need some
modification but if they are broadened too much they may no longer be vdid (Sovner &
Hurley, 1986). Findly, different terminology and diagnogtic criteria have been used across
sudies and direct comparisons between studies may not be possble. For example, whether
behaviour disorder is included as a mentd disorder radicadly changes the perspective of any
study.

5.2 Despite these methodologica issues in research, there is adequate evidence that people
with intdlectud disabilities do experience high raes of the full range of mentd disorders
(Bregman, 1991; Holland, 1999). Studies undertaken in Audrdia, Europe, and the USA

1



usng varied methodologies have arived a broadly smilar results There is a generd
consensus that rates of mental disorder (including behaviour disorders) are high, with a
prevdence of nearly 50% in people with severe or profound intelectud disabilities, and
about 20% to 25% in people with milder intdllectua disabilities (see Rutter et d, 1970, Birch
et a, 1970, Jacobson, 1982, Borthwick-Duffy, 1994, Tonge et a, 1996). Overal prevaence
raes of ‘behaviour disorders may be as high as 20% and occurring more commonly among
people with severe intellectud disabilities and in particular, anong those meeting criteria for
autigic spectrum disorders and those with sensory imparments, the occurrence being
somewhat lower among people who have severe motor or mobility limitations. People with
gpecific syndromes may dso have high raes of specific ‘behaviours. For example, sdf-
injurious behaviour in Lesch Nyhan syndrome, severe over-edting, temper tantrums, skin
picking and obessond behaviours in Prader Willi syndrome. The presence of such problems
is the angle most important cause of socid care breskdown in community living, disruption
of productive vocational or pre-vocaiond involvement, admissons to long stay hospitas,
and carer stress.

5.3 Research studies have used different gpproaches to establish the extent to which specific
mentd disorders affect people with intdlectud disabilities. In larger samples based on
savice regidries, varying criteria have been used by practitioners in different locdities that
ae then aggregated. Smdler samples may be biased with respect to methods of case
incluson. The above methodologicd problems make such dudies problematic.  Another
centrd question is whether the same diagnogtic criteria should be used as for the generd
population, or whether they should be modified and, if so, for whom, how, and to what
extent. This remains an unanswered question. In the case of the illness schizophrenia, which
is a disorder of thinking, perception ad language, it is unlikely that those who have never
acquired language, because of their profound abnormality of brain development, can deveop
this illness. However, it is unknown whether there may be an equivdent clinicd syndrome
with smilar aetiology that would be respondve to the same treatment. People whose
impaired spoken language is due to pre-lingua deafness (eg., with Usher syndrome) or to
severe dysarthria (eg., with cerebral pasy) clearly can suffer from psychotic disorders (Hess
Roever et d, 1999). Studies that have investigated the rates of schizophrenia among adults
with intellectua disabilities have generdly found a lifetime prevdence of 3%, compared to
1% in the generd populaion. There are few studies of rates of depresson or bpolar mood
disorder in properly ascetaned community samples dthough there are indications that



people with specific syndromes may be at increased risk (eg., people with Down syndrome,
Collecott et d, 1992). Among people with autism spectrum disorders and some specific
syndromes (e.g., Prader-Willi syndrome), obsessive compulsve behaviours are common, but
whether they are best conceptualised as an acquired disorder or as a feature of an abnorma or
delayed pattern of neurological and behavioural development, remains uncertain.

6.0 Intellectual Disability, Mental Health and Challenging Behaviour

6.1 The epidemiologica evidence above indicates that the full range of acquired menta
disorders can be found affecting people with intdlectud disgbilities. In this section the
potentid relationships between the presence of an intellectud disability and the occurrence of
a mentd or behaviour disorder is conddered. These high prevaence rates indicate that an
intdllectud disability is, in itsdf, a risk factor for the development of both menta ill-hedth
and behaviour disorder. The mechaniams that link the presence of intelectud disability and
this increesed vulnerability, however, ae less clear. Potentid mechanisms ae best
conceptualised by considering, from a developmenta perspective, biologica, psychologicd,
and socid factors and their respective roles in predigposng to, precipitating, or mantaining
the presence of an acquired mental or behaviour disorder. Whilst the research evidence is
limted such a modd provides a useful framework for the congderation of aetiology,
prevention and treatment of menta-ill hedth and problem behaviours.

6.2 Biologicd factors There ae different strands of evidence supporting the view that
imparment of brain function, which is highly likedy to be present in people with intdlectud
dissbility, may itsdf increese the vulnerability to mentd ill-hedth. First, there is evidence
that the vulnerability to mgor menta illnesses, such as schizophrenia, may not only relate to

genetic factors but aso to the presence of pre-exiging bran anormdity (eg., the
neurodevelopmental  theory of schizophrenia - Gilmore, Skich, & Lieberman, 1997).
Secondly, there is the observation that people with intdlectud disabilities due to specific
syndromes may have paticular patterns of deveopment and specific  vulnerabilities
(behavioura phenotypes). Thirdly, some biologicd factors may explan the onsat of mentd
disorders. For example severe epilepsy, which is common in people with intelectua
disdbilities, if specificaly originating from the tempord lobes of the brain, may be associated
with psychatic-like behaviour or mood disorders (Belov & Kazakovtsev, 1989). This

associdion is rare in the generd population but the extent it may be of rdevance in those
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with more severe abnormdities of brain functioning and associated intellectud disabilities is
unknown. Fourthly, where brain development is severdly arrested, there may be a pattern of
behaviour that reflects the level of development and coping skills of that person, irrespective
of his or her chronologica age, for example, the continuation of incidental saif-simulatory or
repetitive movements, severe temper outbursts, or of checking behaviours characteristic of
normd early childhood.

6.3 Behaviourd and psychologicd factors: There are two man strands to this perspective.
The firs relates to a substantid body of work based on principles of gpplied behaviour
andyss which supports the view that particular behaviours may be shaped and learned, and

acquire functiond rddionships with environmental or socid events that may be interpreted
by observers as a form of communication. Thus, for example, aggressve or sdf-injurious
behaviour may be renforced through the response of others in the environment and its
occurrence affected by different setting events and environmental contingencies (eg., the
behaviour may be instrumentd in escgping or avoiding certain tasks - Taylor & Romanczyk,
1994). The same may dso be true for anxiety and other mental states. From this perspective,
such behaviour (and aso mental States) is not conceptudised as a mental disorder but rather
the result of a naturadly occurring process, whereby specific behaviours are inadvertently
shaped over time. More recently these modes have been eaborated further and the
ggnificance of specific devedlopmental disorders, such as those in the autism spectrum and
different biologicd dates or mentd ill-heath, have been recognised as important contributory
vaiables. Interaction between factors that ae predominately cognitive, affective, or
devdopmenta in nature and environmenta contingencies are likdy to be common, and
dthough these rdationships are complex and not wel understood, these interactions
influence the behavioural expresson of mental disorders (Levitas & Gilson 1994). A second
body of work rdaes to the consequences of having an intdlectud disability in terms of
functioning effectivdy in a cognitivdy complex and demanding society and dso to the
limited opportunities for a saisfying and productive lifestyle tha may be avalable to people
with intelectud disdbilities. Here the mediaing mechanisms may include reinforcement of
fedings of worthlessness through the impact of negative life experiences, lack of emotiona
support, and limited life opportunities (Donadson & Menolascino, 1977).

6.4 Socid Factors: In mogst cultures the importance of family life, and other culturd

equivdents, an appropriate living envirorment, socid networks, meaningful employment,
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and the right to privacy ae taken for granted. The socid milieu in which people live
conditutes an important contribution to reslience and the development of practica, socid,
and coping skills that may provide protection agang the development of mentd ill-hedth.
The quality of socid care and employment or occupationa opportunities commensurate with
individual abilities, and, most importantly, freedom from exploitation and abuse, are pre-
requigtes for enhancing menta hedth and minimisng the occurrence of behaviour disorders,
as it would be for any group of people. In addition, for people with impaired understanding
and expressve communication, the use of augmented forms of communication, such as
dgning and objects of reference are dso important to maximise indrumenta use of the
environment, to communicate needs and wishes, and to hep make life more meaningful and
predictable. There is dso the potentid in many societies, due to historicad and sometimes
persging cusoms and mores, for socid excluson of people with intdlectud disabilities,
compounded by discriminatory attitudes and practices, including those rdaing to gender,
ethnicity, and socio-economic datus (eg., Azmi e d, 1997). The lack of resources, the
continuation of inditutiond modds of socid care, and the occurrence of psychologicd,
physica and sexud abuse dl remain important issues.

6.5 Implicationsfor Policy and Practice

The occurrence of behaviour disorder or mental ill-health is best conceptualised as
the outcome of complex interactions between developmental, biological,

psychological, and socially determined risk and protective factors.

Positive mental health, reflected in reslience, and social and coping skills, is
necessary in order to enhance the chances that an individual with intellectual
disabilities is able to participate fully in society in personally productive and

satisfying ways.

7.0 The Prevention and Detection of Mental 11l-Health and its Treatment.

7.1 Gengd Principles This report has emphassed the condderable variability in

independence and functioning among people with intdlectud disdbilities, induding those
with biologicdly determined disorders of bran devdopment and associated severe
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intellectua disabilities, and other people with milder intdlectud disabilities, who have often
dready experienced socid, educational, or economic disadvantage and the related
consequences of these conditions. It is therefore difficult to generdise across this group; it is
likey that a diverse range of factors will contribute to mentd ill-hedth. Although there has
been consderable research regarding behaviour disorders, there has been a marked lack of
resarch invedtigating the vulnerabilities that contribute to mentd ill-hedth among people
with intelectud disabilities. However, it is likdy that such research would identify pardlels
to findings regarding protective or preventaive factors that incresse reslience to the
psychosocial impacts of adverse effects within the generd population (eg., Rutter, 1999;
Rutter, et a., 1997; Rutter & Sandberg, 1992). Figure 1 illudtrates the range of factors that are
important to the onset or dleviation of mental or behaviourd disorders.

7.2 Ealy intevention There have been very dgnificant dudies that have attempted to

evduae whether early interventions in childhood bring about more permanent change in
adult life. It is outsgde the remit of this paper to review these studies in great depth, as they
are not primarily concerned with menta hedth, dthough considerable research addresses risk
factors for both intdlectud disabilities and mentd or behaviour disorders (Guranick, 1997).
A further complicating factor is agan the heterogeneity of this group of people with
intdllectud disabilities Whether findings from dudies of ealy intervention involving, for
example, children with specific syndromes, can be generdised to those with mild intellectua
disbilities, is speculaive. Ealy intervention for those very young identified a risk for
gpecific behaviours (eg., sdf-injury) may be of vaue. In generd, some key principles can be
identified from both intdlectud disability and psychiatric research. These include @ whilst
children would appear to be reslient to adversity, childhood experiences, such as loss of a
parent, sexua and physcd abuse and neglect have longer term consequences on mentd
hedth and therefore, ether their prevention or drategies to reduce their future impact, are
important; b) behavioura interventions to reduce maadaptive behaviours or enhance socid
competence, associated with such disorders as autism spectrum disorders, are effective but
results vary gregtly among children with smilar conditions ad in some ingtances,
management drategies have to continue in order that the benefits remain (Lonigan & Elbert,
1998; Surgeon Genera, 2000); c) in the case of disadvantaged children additiona educational
help is of vaue but the commitment of parents (or primary carer) is critica to the longer term
success, and d) interventions in childhood that maximise and enhance ingrumentd and
academic ability and socid skills may reduce the likdihood of emotionad problems and
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mentd ill-hedth in later life

7.3 The Maintenance of Mentd Hedth and Prevention of Menta Ill-hedth Using the above
framework, primary concens relate to those factors that might predipose to menta ill-
hedth. From a biologicd perspective these would include: @) the vulnerabilities that might be
asociated directly with having a specific syndrome or indirectly because of the generd

imparment in brain function; b) the person’s physicd hedth and the presence of other
physcd or sensory imparments, and c) the effective management of epilepsy when present.
From psychologica, behaviourd, and socid perspectives the key issues will vary according
to individud crcumgances and the degree of imparment and disability but indude & an
environment free from exploitation and abuse b) the qudity of the communicaion that
enables individua wishes and needs to be understood and appropriately met; ¢) the nature of
neuropsychological and other psychologica and behaviourd strengths and wesknesses; d) the
extent of support to families and individuds that aleviates carer dress and enhances the
qudity of the home environment; €) rdevant and effective educationd opportunities and
meaningful life opportunities that hedp maintan life satisfaction through the performance of
vdued roles (eg., paent, patner, employee) dbet with supportive services, f) the
availability of leisure opportunities and an appropriate socid network; and g) the presence of
non-discriminatory  attitudes toward the person’s specific disability or from bdiefs about ther
gender, ethnicity, and culture.

7.4 Deection of Mentd lll-Hedthh The devdopment, for example, of maadaptive

behaviours, increasing withdrawd, or changes in a person’'s dstate of generd well-being are dl

too often ignored and the fact that such change may be a marker for a possble mental hedlth
problem or early signs of a behaviour disorder may not be consdered. It may be very difficult
for people with intellectua disabilities to recognise themsdves that they need hdp and they
often depend on others to identify the potential significance of such changes. Thus, the key to
the detection of potentid mentd ill-hedth is the acknowledgement that it can, and does,
occur among people with intellectud disabilities A second confounding factor is the belief
that such problems are inevitable and unchangeable. This means that help is not sought. A
third factor relates to the quaity of assessments undertaken when help is sought. This is due
to what has been described as ‘diagnostic overshadowing whereby someone's generd
menta Sate or behaviour is dtributed to the fact that he or she has an intdlectud disability
(Reiss et d, 1982; White, et a., 1995). This diagnostic error has occurred for severa reasons,
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induding the difficulty obtaining information from a person with limited or no language, the
lack of good longitudind data from informants demongrating that there has been a change in
mental or behaviourd datus, and lack of gpecidised training or experience among
professonds.  Consequently, psychiaric, psychologicd, or behaviourd diagnostic
identification often does not occur, and appropriate treatments and other interventions do not

take place.

7.5 Assessment and Treatment: An important principle of assessment and case formulation is
thet it is a process with certain important components including: @) the initid recognition that
a mental health problem may be present as described above; b) a period of data collection

involving the person and one or more key informants, including information on the onsst and
course of any observed changes, the developmenta, persona and medical history, as well as
direct observation, menta date and physica examination and Sructured assessments and
invedigations  invarigbly involving medicd and dlied hedth professonds, c¢) the
development of possble hypotheses to explain the observations, incuding the diagnosis of
any possble acquired mentd disorder; and d) the synthess of this informeation, frequently
from different theoreticd perspectives, to arive a a formulation and treatment plan, which
includesissues of consent.

7.6 Assessment Ingruments: It is the process of assessment that determines the nature of any

treetment and intervention. This may be aded by, or rely upon, the use of sandard
assessment measures and by accurate recording of behaviours or assessment of menta States.
A digtinction needs to be drawn between those assessment approaches that are a) essentialy
for the purpose of characterisng the nature of any change in adaptive or mdadaptive
behaviour and b) those that have further potentiad explanatory value. The latter, such as
diagnogtic schedules or assessments of functiond rdationships among behaviours, have the
potentid to determine probable efficacious interventions because they are based on specific
theoreticd frameworks of edablished vdidity. These include dsructured interviews to
determine mental dtate, such as the Present State Examination, or the Psychiatric Assessment
Scde for Adults with a Devdopmentd Disability (PAS-ADD). The diagnosis of depression,
which might be determined by such an assessment, would lead to the use of, for example,
antidepressant medication, and/or cognitive behaviour therapy, depending on the intellectud
datus of the person, because these have been found to be most effective (Hershfeld, 1994). In
contrast, the descriptive scales, such as the Aberant Behaviour Checklist, identify the
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presence of particular behaviours (eg., sdf-injury) but do not guide intervention. A further
functiond behaviourd anadyss may, for example, be required to establish the relationship of
the sdf-injurious behaviour to the particular socid and environmental circumstances of that
paticular person. Examples of such assessment indruments are given in the consensus
gtatement published in the American Journd of Mental Retardation, (2000)

7.7 The complexity of the potentid problems that arise invariably requires a multi- or inter-
disciplinay gpproach. Different disciplines goply their theoreticd perspectives in atempting
to arive a a comprehensve understanding. Such assessments, when combined, lead to a
comprehensve and informed understanding and thereby increase the opportunity for
successful interventions. These may include interventions as diverse as changes in the socid
care environment, the devedopment of socid and living skills and opportunities, use of new
methods to improve communication, different psychologicd and behaviourd trestment
drategies, and medication. In many ingances, comprehensve assessment will indicate the
need for interventions characterised by a combination of severd of these srategies.

7.8 Diagnoss of Specific Mentd Disorders: The complexity of the potentid interactions of
biologica, psychologica or behaviourd, and socid factors, together with the often associated

imparment in language development makes the process of assessment, and thereby treatment
sdection, particularly problematic. In the generd population much of the assessment ad
ultimate diagnoss of menta or behaviour disorder depends on obtaining a description of the
person’'s mental experiences. Thus the diagnods of psychotic illness will require evidence
that the person has suffered from particular menta experiences characteristically associated
with that disorder (eg., third person auditory hdlucinaions, and passvity fedings in
schizophrenia). For people with intdlectud disabiliies and spoken language such
asessments may well be possble. For others, information from informants may be crucid
and the presence or not of menta date abnormdities or characteristic biological features,
determined indirectly. For example, disturbance of deep and appetite, poor concentration,
loss of interest, and agitation and distress may enable a diagnoss of depresson to be made in
the absence of a clear understanding of whether the person is actudly feding depressed (DC-
LD Development Working Group, 2000).

7.9 Use of Psychotropic Medication: Whilst there is a subgtantive body of research that
demondrates the high rates a which psychotropic medications are used in both inditutiona
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and community settings (usudly over one-third of people are found to be prescribed
psychotropic medication), these studies do not fully address the issue of treatment efficacy. It
is not just whether people with intelectud disability are treated with psychotropic
medication, but rather the rationae for its use, (i.e,, what is it being used to treat) and whether
that particular treetment of that specific disorder has been shown to be beneficid or not. It is
the process of diagnoss and formulation that guides intervention. This process is often sadly
lacking when the person involved has an intdlectud disability, and as a consequence
medication is prescribed to modify particular behaviours rather than to tret a mentd
disorder, such as depresson or a psychotic illness. Anecdotal evidence suggests that
psychotropic medication may be administered without consent to suppress behaviours that
others do not like without any attempt to identify possble underlying causes (including
mental illness), and without adequate provison for accompanying therapies or treatments.
This might well amount to the abuse of people with intdlectud disabilities. There is evidence
that the risk of motor Sde-effects from neuroleptic medication is grester among those with
pre-exising bran anormadlities, and that such medication has an adverse effect on cognitive
functioning. Therefore the consequences of their improper use to treat people with
intdllectud disabilities ae potentidly very savere As with dl treetiment the use of
psychotropic medication is dependent upon the judgement that the benefit of such treatment
will outweigh any disadvantages The primay guide to treatment with psychotropic
medication is the presence of a specific psychiatric disorder in which properly conducted
trids have shown response to a paticular medication (eg., antidepressants for tresting
depression). There is, however, a need for further research to establish the place of
medications, such as antti-convulsant and/or mood dabiliser  medication  (eg.,
carbamazepine), selective serotonin re-uptake inhibitors (SSRIs), and the newer antipsychotic
medications, as pat of the treatment of ‘target’ behaviours, in the absence of a mentd
disorder. Moreover, substantive case-controlled research trids have generdly not been
conducted regarding treatment with past and new-generation psychotropic medication for
people with moderate to profound intdlectud dissbilitiess who often have evidence of
gpecific neurological characteridics associated with the potentid for further variation in
medication response (Nationd Inditutes of Hedth, 1991). Whilst anecdotd evidence and
limited trids have suggested some potential benefits from the use of the new generdion
medications, there has been no proper attempt to tease out underlying mechanisms. Whether,
when improvements are noted, an acquired mentd disorder was in fact present, which
responded to trestment and resulted in a reduction in the prevaence of chalenging behaviour,



has not been consdered. It is likdy that as the undergtanding of the potentia contribution of
bran dysfunction to such behaviour becomes clearer, the use of medications will become
more informed and may be utilised in a more targeted manner as part of a range of treatment
approaches. However, as in the generd population, medication should amost never be the
only approach.

7.10 Psychalogica trestments: there has also been an expangon in the devel opment of
psychologicd treatments ether for the trestment of behaviour disorders, or for mentd ill-

hedlth. The former are primarily based on gpplied behaviourd analys's, and an understanding
of the ‘function(s)’ of aparticular behaviour. The latter include cognitive andytica and
behaviourd therapies, interpretative therapies and counsdlling, and skills based gpproaches
such as socid skillstraining and anger management. Whilst particular approaches (e.g.,
interpretative psychotherapy) may require some modification, and its use depend upon the
level of language development of the person recaiving the therapy, it is clear that
psychologicd treatment approaches developed for the non+intellectud disabled may well be
appropriae for those with intellectud disability. Smilarly, support to families and/or other
carersin the reduction of expressed emotion, and the presence of additiona support prior to
or after mgor life events may reduce the risk of relapse for those prone to psychiatric

illnesses.

7.11 Implications for Policy and Practice

A range of appropriate service provison and expertise is required to meet the
complex and often on-going health and social care needs of the significant
proportion of people with intellectual disabilities who experience mental or

behaviour disorders.
Health and social care services have a responsibility to ensure that all those working
in intelectual disability services understand how to help maintain postive mental

health and minimise behavioural disruptions, through informed service provison.

Effective management and treatment of mental ill-health and behaviour disorders

and problems, require that there is an appropriate index of suspicion that mental
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disorders occur, and that thorough assessments are undertaken in order to inform

intervention.

The treatment of mental ill-health and behaviour disorders must be based on a
thorough assessment and formulation that may require, and often benefits from, the
expertise of more than e discipline. Treatment interventions must be based on this
formulation and the effects of any intervention must be reviewed regularly to inform

futureintervention and management strategies.

8.0 Services

8.1 Economic and culturd differences within and between countries mean that the type and
range of sarvice provison will vay very consderably with different modes of socid and
hedthcare services. For example, the mentd hedth sector in the USA is predominately
private insurance based and shaped by managed care, whereas many European countries have
ggnificant date funded socid and hedth care sarvices. There are some direct pardlels in
intellectua disabilities in the USA to the European scene, in that the principd funding for
sarvices for people with intdlectud disabilities is a federd hedth insurance program, which
supports  diverse not-for-profit services and federd funding dso supports specidised
diagnogtic, trestment, and professond training centres. The dtuation in Audrdia appears
amilar in charecter to that in the USA, but sarvices are very diverse among westernised
nations as a whole (Jacobson, 1999). Among developing countries, such as those in Africa,
the families or amdl, often rdigious inditutions, provide the care with limited or no
additiona support. The combination of high prevaence rates of psychiatric and behaviour
disorders, complex hedth needs and the specific difficulties with respect to language
devdlopment that affect the manner in which menta ill-hedlth presents and also impedes
access to sarvice, argues drongly for dedicated specidist and multidisciplinary  community-
based hedth support in patnership with individuds with intdlectud disabilities, families,

and providers of socid and community care.

8.2 Personnd working in family support and community socid care sarvices must have the
ills to manage sarvices in a manner that help reduce risk factors and enhance protective
factors that contribute to mentd ill-health or behaviour disorders--as & illugrated in Figure 1.
This requires the provison of informed support to families, the adequate training of support



gaff, and managers of services committed to the provision of informed and quaity services.

8.3 There should be ready access to good primay medicd care, to hedth screening
progranmes available to the generd population, and to specidist hedth and dlied-hedth
expertise. In the case of mentd ill-hedth this should include the availability of people with
those kills that are required to assess and treat such difficulties This might include dinicd
psychologists, occupationd therapists, psychiarids, specidist nursng doaff, speech and
language thergpids, and daff with specidist treatment expertise. Carers should have the
ability to facilitate access to hedthcare and, where necessary, aid hedth workers in obtaining
relevant information as pat of the assessment process. They should dso have the ability to
help the person with an intdlectud disability to understand the nature of his or her difficulties
and itsimplications.

8.4 For those people with intellectud disabilities who develop severe mentad or behaviour
disorders, there may be the need for admisson to hospitd or a specidity treatment centre,
paticularly if the severity of the condition is such that the person’s hedth is dgnificantly a
risk or if he or she is a risk of suicide. Specid care will need to be taken as the person
concerned may be vulnerable to exploitation, injury, or abuse by other people redding in such
settings. Hospitd or centre admission should be for defined and postive reasons, and in the
best interests of the person concerned, and discharge should be undertaken with appropriate
levels of follon-up support, and should occur once the person is dabilised sufficiently that
community or socid care agencies can address hisher needs effectively. Specid care needs
to be taken for people who may temporarily have an impaired cepacity to consent to such
admisson or to trestment. Different countries have different legidaion to enable treatment
for a menta disorder in the absence of consent when it is appropriate (see section 10). A
robust gppeds mechanism and a truly independent system of advocacy are of particular

importance on these occasions.

8.5 The modd of support that countries should aspire to requires adequate financia sources
and the avallability of a range of skilled support workers and hedth expertise. The extent to
which this is avalable various condderably, even in those countries with the strong
economies. The support of people with disabilities has been recognised by the United Nations
as a key responsbility for any responsble Government. The development of services requires
acommitment to training and funding.
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8.6 Implicationsfor Policy and Practice

When planning services it must be recognised that people with intellectual disability
are a diverse group who have in common early developmental delay and
impairment in intellectual and adaptive functioning but who vary consderably in
the nature and extent of ther disability, its causation, their resources, and ther
social and family background.

A range of social care provison, with varying levels of support, together with health
and allied health expertise is required for services to be able to offer appropriate
support, whether the person is living with ther family or esewhere in the
community.

A failure to provide services that can meet the needs of those people with additional
mental problems or behaviour disorders will lead to placement breakdown, high

levels of carer stress, and inappropriate therapy and sometimes abusive social care.

A range of health and allied health expertise is required to meet the needs of this
group of people, with staff able to work in different community settings that provide
varying levels of support according to need. This requires a commitment on the
behalf of Governmentsto the development of training programmes.

9.0 Offending and the Criminal Justice System

9.1 People with below average intdlectua abilities, including those who meet the full criteria
for having an intdlectud disgbility, have been found to be over-represented among those
convicted of offences. This is a complex area of research because only a reaivdy smdl
proportion of crimes result in conviction and therefore it is unknown whether people with
intellectud disabilities in fact commit more crimes than others. Intuitively, it seems less
likdy that they would commit certan offences such as auto theft, embezzlement, or fraud. It
has been cdamed that people with intdlectud disabiliies may commit disproportionately

more crimes of arson and of a sexud nature, but it is currently impossble to be certain
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whether this is the case, or whether such observations reflect a higher arrest and conviction
rate of people with intdlectud disabilities (for any crime for which they are charged), as
compared to people without intelectud disability. The mgority of people with intellectua
dissbilities suspected or convicted of crimind offences have mild intelectud dissbilities, and
engage in propety or acquidtive offences. Mentd ill-hedth, drug and acohol abuse, and
homelessness are important predisposing factors (Winter et d, 1997). This group of people
with a combination of a developmenta disability, mentd ill-hedth, and socid difficulties are
a cdassc example of the outcomes of socid excluson and neglect, and processes that

perpetuate these persond and socia circumstances.

9.2 Of serious concean is the fact that a person with an intdlectud disability may face
injustice when he or she becomes involved in the crimina judtice process and may aso be
particularly vulnerable to abuse or neglect in prison. People with intellectud dissbilities may
not understand their lega rights, and fase confessons physcd and sexud abuse when in
custody, and the capitd punishment of people with intelectud disabilities have dl occurred
in this context. Some may be diverted to long-term hospital care without having the facts
heard and quilt established. Thus, specid legd provison is required when a person with an
intellectud disability is suspected or convicted of an offence. Such legd provison should am
to ensure that he or she is dedt with justly, and that his or her intellectud disability and the
presence of any other menta hedth problem recognised. Personnd in the crimind judtice
agencies and gspecidigt hedth and socid care services must work together to support the
person through the trid process and ensure that he or she receives gppropriate help and that
the person’s rights under the judicid sysem are sustained. High qudity legd expertise is
essantid.

9.3 Offending can be conddered to be a form of behaviour disorder or consgtent with a
mental disorder (eg., psychopathy or sociopathy), and a framework smilar to that shown in
Figure 1 is ussful in this context. However, offending must not be seen as necessaily a
‘psychiatric  disorder. Edtablishing guilt is a metter for the Court but speciaist assessment
can be crucid in informing the Court about the nature of the person’s disability and other
relevant matters that shed light on the offence committed (that is, if the person has been
found guilty). The necessary assessments can be undertaken where the person lives but if the
dleged offence is serious it may be necessary to use legidation that enables the trandfer of a
person with an intellectud disability from prison to hospitd or another secure treatment
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fadlity for a period of assessment. Such an assessment, whether community, hospital, or
centre-based, provides the means whereby the factors surrounding a person’s offending can
be established so that the Court is well informed and an appropriate sentence passed. Forensic
mental  hedth involvement with a person with intdlectud disability is of particular vaue
when the offending took place in the context of a serious mentd hedth problem, such as
depresson, and where there would appear to be a close reationship between the offending
and mentd ill-hedth. Trestment of the depression, for example, may be likely to reduce the
probability of offending in the future. Treatments, such as anger management, and socid
measures to ensure gppropriate support when living in the community, may adso be important
depending on the nature of that particular person’s offence, the relationship of tha offence to
the nature of ther disabilities, and the factors surrounding the offending. Specific trestment
drategies have been developed, and can be deivered intensvely, with benefits in reducing
recidivism, to people with intelectud disabilities convicted of some more serious crimes,

such as sexua offences and arson.

9.4 Implicationsfor Policy and Practice

Services are required to support people with intellectual disabilities who may be
suspected of, or are convicted of, a criminal offence. There is a need for legidation
that ensures that this potentially vulnerable group of people has additional support

and legal protection under such circumstances.

Offending can be a form of mental or behavioural disorder with a potentially serious
outcome for the person concerned, including deprivation of liberty. There should be
a partnership between criminal justice agencies and health services to ensure that
the factors that have contributed to the offending can be brought before the Court to

inform sentencing.

Additional mental health problems, drug and alcohol abuse, and social factors, such
as homelessness and unemployment, may increase the risk of offending by a person
with an intelectual disability and lead to further social excluson. Preventive
measures include meaningful employment opportunities, and housing, together with

assessment and treatment services, and should be available to people with
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intellectual disabilities.

10.0 Ethical Considerations and | ssues of Consent

10.1 The United Nations Declaration of Human Rights and associated Rules requires that
people with intdlectud disability are treated with respect, have the same rights as the rest of
the population, and most importantly, the right to proper care and to freedom from degrading
and inhumane treatment. People with intelectud disability are vulnerable to abuse and
exploitation, to mdtreaiment in the crimind judice sysem, and to neglect generdly within
society. The same is dso true for people in the population with severe and perdstent menta
disorders, or who abuse acohol or drugs or ae homeess. Thus the combination of an
intellectual  disability, severe mentd hedth problems and, sometimes, serious socid
dissdvantage can be devadtating. Countries differ in the nature of the legidaion they have
enacted related to disability issues and individua rights, but laws addressng issues of
discrimination on the grounds of disgbility or enabling specid support within the crimind
judices system are paticularly important to the protection of the human and civil rights of
people with intellectud disabilities.

10.2 One specific and very important aspect of ethicd concerns involves issues of consent
and the capacity of people with an intdlectud disability to consent to hedth and dlied hedth
trestments, to engage in management of financid affairs, and other maters of persond and
socid import. In the padt, actions such as derilisation without consent were judified on
ingppropriate grounds and would now be seen as discriminatory againgt people on the
grounds of disability or menta ill-hedth, and obvioudy not in the best interests of the
individuds concerned. It is therefore criticaly important that countries have an gppropriate
legd framework, in keeping with the UN Dedaaion of Human Rights or the European
Charter of Human Rights, that enables headthcare and other decisons to be made for those
who lack capacity, but protects them against exploitation, neglect, and abuse. For children,
parents will have that responghility to ensure individud rights, but for adults there may or
may not be a clear framework that provides a just means of subgtitute decision-making when
an adult with intdlectud disability lacks the &bility (i.e, capacity) to meke important
decisons independently. Countries vary as to whether case law (i.e., common law) or satute
provide the legd framework for lawful action in this context (for example, guardianship, and
mental hedth or menta incgpacity legidation). However, some generd principles goply with
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repect to hedthcare decisons a) it is generdly accepted that adults have the right to
determine for themsaves whether or not to accept hedlth recommendations and to consent to
participation in research or treatment; b) providing an adult has the cgpacity to consent, to
contravene his or her wishes may be unlawful; c¢) if an adult lacks the cgpacity to consent
(e.g., due to being unconscious, or because of severe dementia or intedlectud disability) it
should be posshle to provide treatment, even though the person cannot consent, providing
that the particular trestment is in the person’s best interest (eg., to save a life, prevent
disability, reduce pain); and d) surrogate or substituted decison-making provisons under law
can assig timely and appropriate provison of treatment services. The key, ethica principles
are therefore respect for an adult autonomy, the centrd importance of decison-making
capacity in determining whether persona autonomy may be overridden, and the concept of
‘best interests in determining a course of action when a person lacks capacity. Whilst what is
in a person’s ‘best interes’ may be generdly agreed Stuations can arise whereby there are
dissgreements between different paties. A judicd forum for the resolution of such
disagreementsis required.

10.3 Decison-Making Capecity: It is generdly accepted that decison-making capecity is
decison specific. For example, a person with an intdlectud disability may have the capacity

to make decisons about some aspects of ther lives, but not others. In the specific context of a
decison having to be made, capacity includes the ability to comprehend the nature of the
decison in question, appreciate the options and associated risks and benefits, and the ability
to communicate a choice. Where, for example, treetment or admisson to hospital is advised,
an assessment of cgpacity (using the above concepts) is necessary to determine the extent to
which the person is able to consent. If a person with an intellectud disability appears to lack
capacity to make a specific treatment decison and is advised to undergo trestment which is
dearly in his or her best interest, then family and other care saff have a respongbility to help
the person become informed through the use of different methods of communication, books
and pictures, videos, etc. Even if fully informed consent is not possble, maximdly informed
assent and attempting to determine and heed the wishes of the person concerned should be
the godl.

10.4 Implicationsfor Policy and Practice

Services for people with intellectual disabilities must conform to acceptable ethical
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standards and those working in services should have due respect for the freedoms
and rights of people with intellectual disabilities that are established in international
declarations and conventions to which ther country is a sgnatory, as wel as

national legisation or policies affirming these freedoms and rights.

Professionals and other personne serving and supporting people with intellectual
disabilities should be knowledgeable about the legidative framework within which
they work and to be able to balance an individual’s right to respect for his or her
autonomy with an appreciation of their need for care, protection, and at times,
treatment.

11.0 Research

11.1 The purpose of research is to inform and to enable the evauation of specific hypotheses
thereby leading to the advancement of knowledge and, in the case of hedth and dlied
hedthcare, more informed and effective interventions. People with intelectud disgbilities
have the same right as others to expect that resources will be devoted to addressing redth and
socid issues pertinent to them and that research will be undertaken that will lead to better
hedth or hedth-related services more generdly. However, there is dso a history of unethicad
rescarch and experimentation undertaken on people with intellectud disabilities who did not
consent and were not in a podtion to refuse, involving, a one time or another, most
wedernised nations. There are widely recognised guidelines that help resolve this potentia
tenson between the potentid for exploitation, on the one hand, and ensuring that people with
intellectual disabilities, like other people, benefit from research, on the other (eg., World
Hedth Organisation, 1993). These include. @ al research should be subject to the approva
of an independent ethical committee; b) where possble, consent must be obtained and, a a
minimum, fully informed assent (and there is evidence that this principle is being further
srengthened in severd nations); ¢) where the person is unable to consent the agreement of an
gppropriate other person must be obtained; d) the research should be the least invasive
possble and carried out with no more than very minima risks, €) the research should have
discernible potentia to benefit the research subjects and the nature of the research (eg.,
efficacy of treetment of conditions occurring among people with intdlectud disabilities)
should require the participation of people with intdlectud disabilities and f) the involvement

of people with intdlectud disabilities in research, as in the case of any other research



subjects, should be free from coercion and subject to periodic or continuing independent

review.

11.2 Whilg some of the factors tha might contribute to mentd ill-hedth are broadly
understood, there is very limited underdanding as to the mechanisms involved and the nature
of paticular protective factors. Research is required to identify reative contributions of
biologica, psychologicd, and socid factors to mentd ill-hedth and behaviour disorders, both
generdly and with respect to specific conditions. To do so, assessment tools need to be
further refined and validated, and most importantly, collaborative research drategies must be
developed that are not uniquely wedded to one theoreticd modd but can combine different
intervention methodologies based on complementary modes. Case controlled and
prospective studies are required to determine the onset and course of menta ill-hedth as it
affects people with intelectud disabilities as wedl as determinants of risk, course, and
treatment response.  Biologica, psychological, and behavioura research methods need to be
brought to bear to invedigate such issues as the mechaniams by which specific risks ae
associated with particular syndromes, for example, Alzheimer disease and Down syndrome,
sf-injury and Lesch-Nyhan syndrome, and severe over-edting and obsessions with Prader-
Willi syndrome. Other quedtions related to how mentd dae abnormdities, patterns of
development, and psychologicd and behaviourd theories of leaning inter-rdae in
explaining the character, onset, and responsveness to treatiment of menta and behaviour
disorders among people with intelectua disabilities need addressing. Little is known about
the influence upon the development of people with intelectud disabilities associated with
differing ethnic and culturd attitudes and perceptions of intdlectud disability, mentd ill-
hedth, and the combined presence of these conditions Changing age Structures in many
countries are creating new chalenges such as the diagnoss and trestment of dementia as it
affects people with intdlectud disability, and the impact of ageing more generdly on mentd
hedth and cognitive functioning in this population.

11.3 Implications for Policy and Practice

Conduct of research that informs the treatment and management of mental ill-
health and behaviour disorders affecting people with intellectual disabilities should
have a high priority, but must be undertaken within a transparent and ethical

context.



The major priorities for research are to establish the research methodologies and
assessment techniques that will enable investigation of factors that increase or
decrease risk of mental ill-health and behaviour disorders and thereby lead to new

and effective preventative and intervention strategies.
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