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Foreword

People with Intellectual Disability (ID) are a diverse group of people
with individual needs. Aetiological factors associated with ID have an
impact on the origin and course of mental health problems and on the
type of therapeutic interventions that would be most appropriate for
them.

Historically, it was believed that people with ID were being incapable
of having mental health problems. However, epidemiological studies
over the last few decades consistently disproved this, showing that peo-
ple with ID have a higher frequency of mental health problems than the
general population. The occurrence of mental health problems in peo-
ple with ID varies according to methodology used for their estimation.
An increased vulnerability to mental health problems for people with
ID is likely to be due to an increased incidence of brain abnormalities
including associated epilepsy, physical and sensory problems, social and
psychological hardships, and misfortunes. The severity of 1D, adaptive
behaviour and social skills deficits are also related to the presence of
mental health problems for people with Autism Spectrum Disorders
(ASD).

The current textbook of “Psychiatry for Intellectual Disability and
Autism Spectrum Disorder” is a welcome addition to the few existing
textbooks related to mental health problems for people with ID. Written
by a large group of international multi-professional contributors and
edited expertly by experienced editors, led by the recognised expertise
and proficiency of Dr Marco Bertelli, under the auspices of the World
Psychiatric Association (WPA), presents the up-to-date evidence base in
the field. Dr Marco Bertelli is credited with his long-standing systematic
contribution for the enhanced involvement of the World Psychiatric
Association to mental health problems of people with Intellectual Dis-
ability. He was fellow at the 12th (Yokohama 2002) and 13th (EI Cairo
2005) WPA World Congress, chair of the WPA Section on Psychiatry of
Intellectual Disability and WPA Lifetime Honorary Member since the
15th World Congress (Buenos Aires 2015).

The authors of the different chapters provide arguably a worldwide
perspective of the research summarising the key topics in the mental
health of ID field. A distinct difference of the current textbook includes
several contributions on conceptual, cultural, ethical and spiritual issues
as well as human rights and broad health issues relating to people with
ID. There are also important contributions relating to people with ASD
who are known having a high prevalence of comorbid anxiety, obsessive
compulsive and attention deficit hyperactivity disorders (ADHD). In
reviewing each area, the authors have included recent advances, and
many have offered pointers to further progress. In addition, this book is
a comprehensive resource for clinical practice including those underpin-
ning assessment, management and service delivery.

The process of deinstutionalisation and the development of commu-
nity care of ID services, which took place in the latter part of the 20th
century, brought up the complexities of meeting the mental health needs
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of people with ID. The introductory chapters on definition, new termi-
nology of Intellectual Developmental Disorders, nosology, epidemiol-
ogy and prevalence offer insight into the underline debate and conceptual
concerns. Considerable improvement has been documented for the
assessment and diagnosis of mental health problems for people with
ID. This is highlighted in this volume by leading experts of international
recognition. Reliable tools and methods that have been developed and
are used in clinical practice and research for the assessment and diagno-
sis of mental health problems in both adults and children with ID are
lucidly described.

The aetiology, symptomatology and treatment methods of the core
psychiatric conditions are presented on an updated evidence and prac-
tice base. The controversy on psychiatric versus behavioural problems
or challenging behaviour remains a thorny issue that is further explored.
Challenging behaviour, such as aggression, is often the primary reason
people are referred to ID and mental health services, and they can often
fluctuate over years and be chronic in duration. The overlap between
psychiatric conditions and challenging behaviours in people with 1D
and low-functioning autism should neither be over nor under-played
because it has significant clinical and service implications. In clinical
practice, it is not always possible to precisely separate psychiatric condi-
tions from behavioural problems in people with ID. It is likely that there
is a combination of biological, social and environmental factors inter-
acting with cognitive and adaptive deficits to make people with ID vul-
nerable to mental health and behavioural problems.

As the population of ID survives longer into old age, aspects of men-
tal health previously not considered relevant have become more promi-
nent. For example, in adults with Down syndrome who now are
surviving well into their sixties, a considerable percentage at the age of
50 years have a clinical diagnosis of Alzheimer’s disease. This issue is
also discussed from research and clinical points of view.

The need for a bio-psychosocial approach, including coordinated
multidisciplinary input, is of paramount importance. After decades of
community care, unanswered question remains about the appropriate-
ness of generic mental health services versus specialists services for
meeting the mental health needs of people with ID. The arguments and
the existing evidence base in favour and against mental health systems
are rehearsed in this volume and should be of help to policymakers,
practitioners and researchers. The number of possible interfaces between
services is increasing. Together with existing uneven financing systems,
these interfaces are increasingly struggling to manage personalised care
pathways adjusted to the needs of people with ID and mental health
problems, their careers and families.

The needs of people with ID and offending behaviour, several of
whom having also additional mental health problems was overlooked
with the deinstitutionalisation. Service provision has lagged develop-
ments for local services in countries such as UK, resulting in many peo-
ple with ID and forensic needs to have been placed in residential facilities
a long way from their local communities and at times in unnecessary
restrictive environments. The authors of the relevant chapter, having
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extensive knowledge and experience, suggest that care for people with
ID and forensic needs requires strong interfaces and partnership
between ID, mental health and forensic services.

The concluding chapters of the book refer to cultural, spiritual and
human rights issues. Cultural aspects vary together with deep-rooted
traditions and values that are reflected in the quality of care for people
with ID and or ASD. Furthermore, people with ID have the right to
spiritual expression and practice of beliefs. The protection of human
rights is of utmost importance where prejudices and barriers are
removed and everyone can live without being stigmatised.

A strategic approach needs to be adopted to ensure effective person-
centred services where there are care pathways that connect health and
social care, support and education services as when a person might need
these services. Despite progress, there is still a need for clear interfaces
with services, joined-up working between different agencies, proactive
commissioning strategies, development of academic centres and further
research into service models and outcomes.

This volume presents an evidence-based comprehensive publication
for the mental health problems of people with ID and or ASD. An obvi-
ous question is how the outcomes produced by research can be trans-
lated for the benefit of people with ID, their families and their careers.
The transformation of care for people with ID over the last half a cen-
tury includes the movement towards integration, participation and
choice as well as civil and human rights movements on a national and
international level. There is now a consensus on the need to respond
more adequately to mental health needs in this population. The current
trends are geared towards community integration and schemes with ser-
vice users’ participation at all levels, including design and implementa-
tion by using a person-centred approach. Despite the existence of
policies and services for people with ID, recognition of and provision
for their mental health needs carry low priority. This gap is greater in
low and middle-income countries, where the burden of disability needs
to be recognised to plan for and meet the needs of those with develop-
mental and intellectual disabilities across their lifespan. It remains to be
seen how people with ID experience the reality of equality and absence
of discrimination and whether stigma and negative attitudes by others
will be eliminated.

Nick Bouras
Institute of Psychiatry, Psychology and Neuroscience,
King’s College London, London, UK



Preface

Since I entered University to become a medical doctor, I have always
loved research. I think research is fundamental for clinicians to the same
extent to which clinical challenges represent a base for research. Medical
research is also a unique opportunity to identify or operationalise things
that can improve humans’ health and quality of life.

Halfway through my training in medicine, I felt that most of the
medical specialisations would not have met my interest in philosophy
and humanities developed during my previous studies at the high school,
but fortunately I discovered psychiatry as a discipline implying a com-
plex approach to human suffering and thus able to combine all my inter-
ests. I thought that entering the mind of persons with schizophrenia or
other major psychiatric disorders and helping them to recover could be
the most satisfactory thing I could ever do as a medical doctor. Thus I
was very disappointed when in response to a request for a topic for my
graduation thesis, the Professor of Psychiatry imposed me a research on
intellectual disability, mental retardation at that time, which was largely
considered the “Cinderella of psychiatry”.

Nevertheless, I was looking forward to working as a psychiatrist in a
real clinical way and my main desire was to complete my training and to
graduate, so I decided to accept. I can now say that this apparently
unlucky obligation was one of the greatest opportunities of my life. In
fact by entering the field of mental health of intellectual disability, I
increasingly realised that I was getting in touch with the most complex
pathogenic and phenomenic aspects within psychiatry and the best
chances to help other persons to soothe their mental suffering and bring
a contribution in life to make a better world.

In the last century, intellectual disability and autism have been
neglected by psychiatry for a long time and still are, although in the
previous century psychiatry had a well-established and well-documented
role in promoting an appropriate care for what was called mental retar-
dation. According to Frank Menolascino, who can be considered one of
the founders of modern psychiatry of intellectual disability, this with-
drawal resulted “in a number of stereotyped views or blindspots ..., that
are: uncritical acceptance of mental age as an adequate description of a
person; treatment nihilism ... associated to the overriding focus on
chronicity and irreversibility; and excessive focus on the severely
retarded in contrast to the mildly retarded”.

In the last 15 years, the interest in autism has grown a lot in the psy-
chiatric field but not that for people with the greatest need of support,
such as those with minimal verbal ability or low 1Q, to whom the main
attention is given in this textbook. In most countries across the world,
persons with intellectual disability and low-functioning autism still face
great difficulties in accessing mental health service and in receiving ade-
quate assessment and care. Specific training of mental health profes-
sionals is also lacking, at both undergraduate and graduate levels.

This neglect has always been unfair and inappropriate to me. Unfair
because persons with intellectual disability and low-functioning autism



Preface

would deserve, as persons, at least the same attention as all other per-
sons, but even more for their higher difficulties and risks in daily life and
higher vulnerability to the full range of psychopathological features.

Many of the current limits to an appropriate mental health care and
more generally to community inclusion are linked to the conceptualisa-
tion of intelligence, as a unitary capacity which defines human nature in
its most important transcendental component. The persistent 1Q reduc-
tion confines persons with intellectual disability into a condition of eter-
nal sickness or eternal childhood as well as into a persistent position of
inferiority and unworthiness, which many persons with intellectual dis-
ability end up identifying with. In reality, it has never been demonstrated
that unitary intelligence is an entity of nature and not a mere human
construction. Nor has it ever been proven that the mind and the body
represent two dichotomous realities.

The study of the human psyche has been characterised for many
years by a clear separation between body and mind but also between
affectivity/emotionality and cognition/intelligence. In traditional cogni-
tivism, body processes were seen essentially as by-products of cognition,
and as too little specific to be able to contribute to the variety of emo-
tional experiences. The embodied vision of the mind has not yet been
adopted in theories of emotionality, despite the fact that the body has
always occupied an important place in the study and characterisation of
emotions, from Darwin onwards. To date, the level of knowledge on the
inter-relationship between emotionality, corporeality and cognition
absolutely does not allow us to consider people with intellectual dis-
abilities and autism as limited in their humanity.

In addition to being unfair, the scientific community’s neglect of the
mental health of people with intellectual disabilities and low-functioning
autism has also been inappropriate because the development of scien-
tific knowledge in this area has general important implications for the
entire neuroscientific field, such as the understanding of the link between
early specific cognitive deficits and psychopathological vulnerability, the
definition of the grade of adjunctive functional impairment and clinical
distress associated with the co-occurrence of psychopathological condi-
tions, the possibility to identify psychiatric symptoms in patients with
cognitive and communicative limits, basing on observable and behav-
ioural changes from the baseline, and to distinguish them from the fea-
tures characteristics of the developmental conditions. Furthermore,
psychiatry of intellectual disability and autism is looking for the most
useful way to combine developmental/idiographic (narrative) and
nomothetic approaches to mental suffering and to implement person-
centred outcome measures, such as generic quality of life. Even models
of care (residential care, respite care, multidisciplinary approach to care,
etc.) and social issues of health (stigma and labelling, self-advocacy,
etc.) that were first developed in the intellectual disability field are now
widely used in general psychiatry and other neuroscientific disciplines.
Many contributions are also being brought on how individual cognitive,
emotional, behavioural and relational characteristics emerge and change
across early and lifetime development of the brain, and how they can be
altered and manifest as mental health conditions or mental health
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problems. Recent findings in neuroscience display that many of what
have been traditionally considered to be distinctive forms of psychopa-
thology have features in common with one another, co-occur, present in
the same person across the life span or represent age-adjusted variations
of common underlying dispositions. Genome-wide association studies
increasingly show that copy number variants of several syndromes
including intellectual disability and autism are present also in many
other major psychiatric disorders such as schizophrenia, bipolar disor-
der and major depressive disorder. Most developmental, psychiatric and
neurological disorders have recently been proposed to be part of a
unique group of disorders affecting neurodevelopment.

Thus, the present textbook places intellectual disability and autism at
the very centre of neuroscience in general and psychiatry in particular,
anticipating a position that will soon be embraced by the entire scientific
community.

People with intellectual disabilities and autism are an asset to the
world community on many levels. On a conceptual level, because they
value the diversity and fragility foreseen by nature for the neuropsychic
system of the human being, on a concrete level, because in the right
context they can make their own contribution to society, and on an evo-
lutionary level, because they help the humankind to overcome its limits
and to acquire increasing capacity for attention and balance with the
essential aspects of their existence.

This textbook represents for me a major milestone in the long path of
research and clinical practice. Its preparation spanned over 4 years,
amidst numerous difficulties, unforeseen events, the COVID-19 pan-
demics (after which we added a chapter focusing on teletraining and
teleassistance) and the need to keep updated the chapters already com-
pleted. This book was inspired by the will of sharing knowledge and
transmitting passion to colleagues, especially young and future col-
leagues. In fact, it is intended for use by graduate students and trainees
of university faculty, practitioners in clinical disciplines or management
roles in developmental disabilities services and education, and to a lesser
degree, undergraduate students, parents, attorneys and advocacy groups.
Faculty will find this book particularly useful as a primary course text at
the graduate level. Researchers will find the coverage contained herein
useful for a summary of current knowledge about a subarea of psychia-
try of intellectual disability and low-functioning autism that is new to
them or that intersects their own specialty in the wider field of develop-
mental disabilities. Practitioners and educators can use the textbook as
a resource to point to when there is a doubt or a debate regarding diag-
nostic issues, appropriate treatments or intervention practices.

The overall purpose of this textbook is to provide readers with a
complete and up-to-date overview of the state of knowledge in the field
of psychiatry for persons with intellectual disability and autism.

I have invited the wide majority of most authoritative authors to
contribute to the textbook in order to provide readers with the very best
and up-to-date knowledge, and to reflect the growing awareness of the
mental health needs of people with intellectual disability and autism
across many countries and cultures.
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Authors were asked to yield foundational conceptual information on
their assigned topic, to identify valuable studies in the related literature,
to emphasise the latest research findings and to provide clear conclu-
sions and interpretations.

There is variation across the chapters in terms of length and focus,
which is mainly a reflection of the evidence base available on specific
issues. | have also allowed some overlaps, as for the numerous and strong
links between the different aspects of mental health in this field and an
interdisciplinary approach.

Not all the issues concerning the complex field of psychiatry of intel-
lectual disability and autism have been deepened as I would have liked.
I hope that I will still be given time and energy to produce increasingly
precise and useful updates and insights in the coming years. Neverthe-
less, as far as my knowledge, the present work represents the most com-
prehensive and up-to-date textbook worldwide in the field of mental
health of neurodevelopmental disorders, with the highest number of
chapters and eminent authors from across the world. It has been realised
under the aegis of the World Psychiatric Association within its 2021—
2023 action plan.

It can be considered an essential reading also for future prospects, as
it displays how we started moving into a new century of discovery, evo-
lution, and high-quality care for people with intellectual and develop-
mental disabilities.

Marco O. Bertelli, Leading Editor
Florence, Italy
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