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SAVE THE DATE!
European Region Congress, Vienna, July 2014
Pathways to Inclusion
We are pleased to announce the 4th IASSIDD Europe Regional Congress that will be
held in Vienna, Austria, July 14-17. This year’s theme is “Pathways to Inclusion.”
This congress offers the opportunity for participants to share their experiences,
ideas and the results of their work with an international audience.
Abstracts submissions are closed. However, reduce congress fees are available
until April 24, 2014. (http://iassidd2014.univie.ac.at/participate/registration/)

SIRG Meeting in Vienna
We will have a SIRG meeting during the European Congress in Vienna. We will
communicate the finalized plans with you shortly. Please plan to join us!

2014 NADD International Congress & Exhibit
Show – Miami, May 7-9, 2014
This year’s NADD International Congress & Exhibit Show will be held in Miami in
May. The featured topic is Well-Being in Dual Diagnosis: Research to Practice
(IDD/IM).
From the attached brochure:
NADD has been working on behalf of individuals with a dual diagnosis of
intellectual/developmental disability (IDD) co-occurring with mental illness for more
than 30 years now. The International Congress program will bring together a broad
range of national and international presenters. The theme of this year’s
program is Well-Being in Dual Diagnosis: Research to Practice (IDD/MI).

2015 IALMH International Congress of Law
and Mental Health – Vienna, July 12-17, 2015
If Vienna continues to call to you, please consider attending the International
Congress of Law and Mental Health, July 12-17, 2015.
From it’s website (http://www.ialmh.org)
The International Academy of Law and Mental Health (IALMH) is founded on the
belief that issues arising from the interaction of law and mental health can be best
addressed through multidisciplinary and cross-national approaches, drawing on
law, the health professions, the social sciences, and the humanities. Every two
years, the IALMH holds an International Congress on Law and Mental Health,
bringing together the international community of researchers, academics,
practitioners and professionals in the field, whose wide-ranging perspectives
provide for a comprehensive look at important law and mental health issues.
The official publication of the IALMH, the International Journal of Law and
Psychiatry (IJLP), published by Elsevier Science, is now in its 38th year of production.
It is the most highly respected publication of its kind in the field, and has an
extensive distribution worldwide.
It’s one more way for you to get involved in the international mental health
community. Abstract submissions are open.

Notes from SIRG meeting in Tokyo
The notes from the SIRG meeting in Tokyo are now available online for your review
and consideration.
We are looking to make this community more dynamic and interactive, so please
let us know where your interests lie and get involved!

WHO Report (Tokyo, 2013)
For those of you who could not make it to Tokyo in August, you can now see the
video by Alana Officer (WHO) on the World Report on our website at
https://iassid.org/new-world-health-organization

The Development of a Challenging Behaviour
Pathway using a Positive Behavioural Support
Model in an Adult ID Service
Dr. Sarah Horsley

Introduction: The Behaviour Support Team in Dudley, which is part of Black
Country Partnership Foundation Trust, was established in 2003 and uses a person
centred way of working embedded within a Positive Behaviour Support approach.
The team is community based and is comprised of a Clinical Psychologist, two
Behavioural Nurse Specialists and one Behavioural Assistant. The Challenging
Behaviour Pathway was re-developed in 2013 to clearly outline the PBS approach
used, and to follow the recommendations of the Winterbourne View report. In
light of the drive in adult mental health to have clearer packages of care, it also
aims to highlight the multiple journeys available that a service user may take
through the pathway, dependent on need.
The Aim: This model offers a comprehensive framework in which to assess,
intervene and measure outcomes where people with intellectual disability present
challenging behaviours. Primarily it provides an individualised approach which puts
emphasis on broadening staff knowledge, skills and attitudes, lowering staff stress
and helping staff feel confident in managing challenges. In turn, service users are
able to learn new skills, increase community presence and activities and individuals
can have preferences facilitated, resulting in a more satisfying quality of life.
The Positive Behavioural Support Framework for the
Challenging Behaviour Pathway: The pathway assesses difficulties
from three perspectives; the individual, the person’s environment and the systems
and organisations involved in the individual’s life. Assessments use a variety of
tools including functional analysis, observations, multidisciplinary assessments of
skills (with speech and language therapists, occupational therapists, health access
and psychiatry, amongst others) and standardised measures inclusive of
questionnaires completed by the individual, informant based and those focused on
staff perceptions and stress. Once the initial formulation is completed,
interventions will also focus on the individual, the environment and the systems.
Interventions focused on the individual may aim to develop skills and means of
communication and help staff to develop individualised behavioural support plans
and increase meaningful activity for the person. Environmental interventions may
focus on practically changing the environment, for example to make it more
accessible for the person, or more communication friendly or providing activities in
the home. Environmental interventions may also involve transition support, either
from child to adult services or from one home to another. Organisationally,
interventions primarily focus on developing the skills and knowledge of staff,
improving communication in teams and lowering stress and burnout. This mainly

done through training (for example on challenging behaviour, mental health and
autism), workshops focused on the individual, reflective practice groups and
supervision. Interventions are monitored through a variety of outcomes.
Examples of outcomes measuring change for the individual are analysing whether
there is a reduction in challenging behaviour, an increase in skills in a focused area
and the service user perceiving they have reached a goal that they have set.
Environmentally, practical changes may have been completed, the environment
may provide more opportunities and ensuring an individual’s placement is
maintained within the borough. Organisational outcomes may be measured by a
reduction in use of PRN medication or physical restraint, increased staff knowledge
and skill, less stress and more confidence.
The pathway aims to work from an MDT approach and thus referrals to other
professionals will be made as appropriate. This is also an ongoing process where a
reformulation is made where interventions are not appropriate or not effecting
change. Support may be ongoing to the organisational systems for some time. The
main aim of the pathway is to provide the person with an enhanced quality of life
and to live close to social support networks, despite challenges and that challenges
are managed confidently by staff with a range of proactive strategies.
Evaluation: The pathway has thus far been evaluated with case studies. These
have shown a significant reduction in frequency of challenging behaviours, and
staff have reported an increase in their understanding of the individual and lower
stress levels.
Conclusions: The pathway is providing a useful framework to have a concrete
way to map the range of assessments and interventions used for individuals that
challenge, as there no one prescribed intervention package that would cater for
the diversity and complexity of such individuals referred to the pathway. It also
highlights the need for people that challenge and their carers to have prolonged
support from Behavioural Support Teams in order to maintain levels of
intervention. This is something perhaps that is at odds with commissioning focused
on time limited, manualised ways of working, but imperative to prevent
behavioural decline and placement breakdown.
Contact:
Dr Sarah Horsley
Clinical Psychologist
Behavioural, Dementia and Psychological Services
The Ridge Hill Centre
01384 323 558 / 01384 323 062
sarah.horsley@bcpft.nhs.uk

Transition: A Moment of Change
Jennifer Clegg, Elizabeth Murphy and Kathryn
Almack
Dr Jennifer Clegg
Associate Professor & Consultant Clinical Psychologist
University of Nottingham & Nottinghamshire Healthcare NHS Trust
0115 8230251 / 0115 8542206
jennifer.clegg@nottingham.ac.uk
www.rethinkinglearningdisability.net

Transition: A moment of change
By Jennifer Clegg, Elizabeth Murphy and Kathryn Almack
Chapter 15 (pp203-216) in: Learning Disability: a life-cycle approach, 2010, 2nd Edition, G.
Grant, P. Goward, M. Richardson, P. Ramcharan (eds) Open University Press/McGraw-Hill.

For young people with intellectual disabilities [ID] and their families, the point in the life-cycle when
they move from child to adult services has become known as the transition. Other possible points of
psychological transition, such as going to school or leaving home, pale into insignificance because of
the particular challenges presented by leaving children’s services. Problems associated with this
transition are not confined to Britain. One study in the USA dubbed it 'the second shock' (HanleyMaxwell et al. 1995), to follow the first shock parents experience on hearing their child's diagnosis.
The significance of this transition was recognised in the government’s 2001 White Paper, Valuing
People, which made continuity of care and support one of 11 key objectives for improving ID
services.
As chapters in Part 1 of this book have shown, intellectual disabilities can encompass individuals
with multiple and complex disabilities who have developmental ages in months rather than years,
whose care needs are entirely met by others, to relatively able individuals who can live on their own
and hold down paid employment. The chapter is illustrated by case-studies of young people across
this spectrum of ability.
Exercise 15.1: Why might it be problematic if the 6 public sector services involved in this transition
(Health, Education and Social Services for children, and also for adults) hold limited, and often
differing, understandings of ID?
The situation of young people with ID is undoubtedly open to multiple interpretations. Public
discourses range from (arguably naïve) statements in Valuing People that “People with learning
disabilities have been saying for a long time that we can speak up for ourselves” (Department of
Health 2001 p24), to the Mental Capacity Act (2005) which specifies how to determine whether or
not somebody with ID has the capacity to make a particular decision. Glaser and Strauss (1967) have
pointed to the importance of examining the various ‘definitions of the situation’ brought to
interactions by different parties. These interpretations relate not only to the assumed needs of the
young person and those who care for him/her, but also to the appropriate means for having such
needs met, and to the rights, responsibilities and roles of people with ID, of carers, of service
providers and of the state. Such definitions are neither fixed nor immutable.
These complexities make it difficult for people to work out how they should act, and such confusion
creates space for positivist principles to dominate the field. ‘Normalisation’ is one such principle.
Published nearly 40 years ago (Wolfensberger 1972) it was defined as “Utilization of means which
are as culturally normative as possible, in order to establish or maintain personal behaviours and
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characteristics which are as culturally normative as possible” (p28) and described by the author as “a
captivating watchword standing for a whole new ideology of human management” (p27). More
recent understanding of ‘ideology’ is that it is a style of explanation where beliefs and values are
held not for their truth-value but to serve the interests of dominant groups (Honderich 1995).
Normalisation’s key ideas were made memorable in O’Brien’s (1987) five ‘accomplishments’ that
services should enable people with ID to experience: Choice, Participation, Community Presence,
Competence, and Respect. These and related ideas, variously described as principles, values or
(inaccurately) a philosophy, have had a powerful influence on services for people with ID across the
developed world. They shaped the ideas on which Valuing People was based 30 years later: Choice,
Inclusion, Independence and Rights; they also underpin the ten ‘indicators’ used by the Healthcare
Commission (2007) to audit healthcare services for people with ID.
There has been extensive research into this transition, generally from the perspective of carers who
remain most vocal about its difficulties. Todd and Shearn (1996) described how, as their child enters
adult services, carers realise that their own lives are going to become increasingly distant from
people who have non-disabled children, a realisation that affects them profoundly. This is
particularly significant given the findings of an international review of the subjective well-being of
people caring for someone with ID at home: only in high-spending Sweden was their well-being
similar to that of parents of children without ID (Cummins 2001). Clegg et al.’s (2001) transition
study compared the perceptions of parents and staff, and the different cultures in child and adult
services. While child services offered information about the person to adult services as required by
law, most adult services had little interest in receiving it. Many staff in adult services did not trust
the information they were given, and/or did not read it because they were committed to offering a
fresh start to each person, in order to counter previous labelling. This ‘fresh start’ position also
meant that staff in adult services expressed little interest in hearing about the young person from
their parents; by contrast parents were keen to share their knowledge, and to receive the valued
support they had previously obtained from school teachers.
Both the USA (Furney et al. 1997) and Australia (Riches 1996) responded to transition difficulties by
making significant changes to the policy contexts in which transitions occur. Until 2001 Britain
continued to depend largely upon individual Disabled Persons Act (1986) workers to facilitate the
transition process, but two initiatives changed that. Valuing People (Department of Health 2001)
required Partnership Boards to take cross-agency responsibility for overseeing improvements in
transition; and the former careers service for school-leavers was replaced by a new service,
Connexions. However, Connexions has attracted criticism recently for focussing on the most
disadvantaged at the expense of promoting social mobility for the most able (Cabinet Office, 2009).
In this chapter we examine the concepts and perspectives that shape this transition, including the
view that Normalisation continues to be the primary goal, and the belief that the principles are
achievable if only people try hard enough. We do so by examining accounts given by people on the
ground. We explore what it is about transition that is difficult, and for whom; and we examine what
the research reveals about unresolved tensions embedded in transition.
Our examination of transition is shaped by an argument put forward by Gleeson (2009), that ID may
be at a third moment of change. His argument that distinct and significant moments of change in ID
reflect wider social transformations is fundamental to an understanding of this chapter.
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According to Gleeson (2009), and historians such as Thomson (1998), the first moment of change
occurred in the industrial era, when people with ID started to be conceptualised as a problem that
required legal and institutional structures. Changing social conditions were making it harder for this
group to cope in the community, but their problematisation was also rooted in the moral and
ideological environment of the time. The ‘mentally defective’ were considered to deserve care but
also to need control: the 1913 Mental Deficiency Act allowed people with ID to be placed under care
if they were at risk, but also if they constituted a risk to others. The development of large ‘colonies’
where care was provided to increasing numbers of people in asylums and sheltered farms was
considered to be benevolent social engineering. Designed with the good intentions of providing care
and meaningful occupation, they became too expensive in a political environment dominated by
war and depression. Thomson concluded that these institutions went awry because “Administrative
practice blunted humanity, and under-resourcing and professional self-interests blocked
alternatives.” (1998, p147).
So the second moment of change involved the closure of these institutions. This was prompted by
inquiries that revealed appalling conditions in the US, Australia and the UK (eg Ely Hospital Inquiry,
Department of Health & Social Security, 1969). Gleeson (2009) argued that deinstitutionalisation
also reflected the emergence of neoliberal politics in the 1960s and 1970s, with its focus on restoring
‘rights’ and rescuing individuals from collective forms of care. Normalisation ideals from the US were
promulgated in international declarations and subsequently used to frame anti-discrimination
legislation in many countries including the UK (Disability Discrimination Act, 2005). Policy documents
such as the Warnock Report (1978) brought about a sea-change in special education. Rather than
separating children with ID and placing them into special schools, ‘statements of educational need’
specified the support such children needed in order to be schooled in mainstream settings. Similar
thinking led to the development of the supported living accommodation which succeeded group
homes: here, while people may be placed in accommodation with others, everybody has their own
tenancy and levels of support designed to enable each person to live as independently as possible.
This second moment stretched over the last 40 years and many people continue to regard its ideals
as an appropriate underpinning for service provision. However, there is a growing view that
another, third moment is starting to take shape, spurred by growing disillusion with neoliberal
policies that have failed to keep either the financial sector or climate change within safe limits. A key
neoliberal assumption is that the origin of most problems is the failure of communication between
individuals, which tends to result in professionals and agencies being exhorted to raise their game.
However, increasing numbers of policy researchers (Cumella, 2008) criticise this view: better
communication alone cannot possibly transform all that is wrong with services. All agencies
including Valuing People agree that increased survival rates at birth and increased longevity is
creating 1% per annum growth in the population of people who have ID. A financial review
commissioned by the Associate Directors of Social Services (Verita 2005) showed that significant new
resource is required if services are to respond adequately not only to the increasing population but
also to the raised expectations engendered by Valuing People. This gains further support from an
analysis of funding at the transition to adult services for young people with complex disabilities
excluding ID carried out by a team of health economists: Knapp et al (2008) concluded that the
considerable sums of money spent on disabled young people are clearly not enough to meet
government policy intentions .
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The other main pressure for change comes from growing evidence that while normalisation has
improved the living conditions of people with ID significantly, it has had no impact on other desired
outcomes such as social relationships. For example, Forrester-Jones et al (2006) showed that 12
years after leaving hospital many people remain socially isolated. Emerson’s (2005) survey found
that 20% reported no social contact with friends or family in the previous year, and 32% reported
that someone had been rude or offensive to them because of their intellectual disability. Burton &
Kagan’s (2006) policy analysis revealed that Valuing People ignored social class and social and
cognitive disabilities, and took an excessively romantic view of ‘the community’ as a safe and
accepting place. Users (Stewart, 2009) and carers (Smellie, 2009) highlight the gap between people
with ID and society as their major concern.
So this third moment of change invites a standing-back to reflect on the current pattern of service
provision. There is a need to evaluate the ideas framing services, informed by a better
understanding of the distinct needs and contributions of people with ID and those involved with
them (Burton and Kagan, 2006; Cumella 2008; Counterpointi; Wilson, Meininger and Charnock,
2009). In 2001 Gleeson and Kearns asked whether extreme polarisation of ideas, such as social goodmedical bad and individual good-collective bad, coupled with severe moral judgements about people
who question these ideas, may not have become part of the problem. More recently Gleeson (2009)
has argued that deinstitutionalisation has too often been rendered as a moral struggle between
therapeutic reform and institutional obduracy, in the process shattering the rights and
responsibilities of parents. Clegg’s (2008) analysis of the Sutton and Merton Inquiry found similar
discounting of reasonable objections to closure made by parents and staff at Orchard Hill Hospital. A
judgemental environment that inhibits questions and debate can prevent development for a while
but ultimately ideologies are undermined by new ideas as they emerge.
In the rest of this chapter, we explore the conceptual basis of ID policy by drawing together
published research on transition and data from our own longitudinal research project with a cohort
of young people leaving special schools. Since readers will all have addressed the transition from
school themselves, many quite recently, we will invite you to engage with the topic reflexively.
However, our purpose in doing so is not to compare the lives of people with ID negatively against
your experience, but to assist you to understand better the experiences not only of people with ID,
but also of those who care for and work with them.

Our study: what is difficult about this transition, for whom?
We studied the process of transition to adult services for a cohort of 28 young people with
moderate-profound ID over 18 months: before, during and after they left special schools and
entered adult services (details in Clegg et al, 2008). All of the young people lived with their
parents/carers prior to leaving school. Seven had been identified as displaying challenging
behaviour; the young people with moderate disabilities all needed some help with personal care.
Among the 16 severely/profoundly disabled people, some could name concrete experiences, others
made choices by signs or pointing; 4 needed to be fed, bathed and toileted. We employed a range of
methods to study the interfaces between all parties as they negotiated packages of care. Data were
collected from the young people where possible, from parents, carers, specialist transition staff, and
senior policy staff: methods included face-to-face and telephone interviews and diaries, and were
supported by documentary analysis.
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We examined both process and outcomes concerning the way this transition turned out for the 28
young people and for their parents, and what they and transition workers (referred to here as TWs,
and as female although there were a few men, to preserve anonymity) felt about these outcomes.
At the end of the first year after leaving school, twenty of these young people were continuing to
live at home with their parents, attending a combination of day services and/or Further Education
colleges. Three had moved into residential care-homes and five young people were attending (or
waiting to go to) residential Further Education colleges; three had unpaid work placements for up to
one day/week.

A smooth transition
Bethany’s single-parent mother described her as having moderate-severe ID, no health
needs and no challenging behaviour. She was not concerned about the transition
beforehand because Bethany made friends easily. Bethany moved to a mix of days in FE
College and a day service: there were some teething problems arranging transport.
After the transition her mother felt that Bethany had settled well, matured and become
more interested in her appearance. The main difference for Bethany’s mother was that
the shorter days and longer holidays taken by FE college meant that she had less time
to herself. The TW found this mother to be very independent, and considered Bethany’s
needs to be well met.

Twenty one parents felt that a good or acceptable outcome had been achieved for their young
person: TWs agreed in all but one case. This positive outcome resonates with recent transition
research from Australia (Rapanaro, Bartu and Lee, 2008) which found that carers leavened the
language of stress and burden by talk of fulfillment and growth. Of the remaining 7 young people,
parents considered outcomes for 5 were less than satisfactory although TWs assessed outcomes as
good or reasonable. Parent opinions about the remaining 2 could not be determined. Nineteen
parents felt their own situation had either improved or had not deteriorated. Of the remaining 9,
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negative outcomes included reports that changes in provision as their young people moved into
adult services led to reduction in services and lack of resources which increased the burden of care
for parents. We talked to all but 2 of the young people attending FE colleges and 6 of the 9 young
people accessing short breaks at the time of second interviews. All but 1 were positive about the
experience, although some reported missing their child short break service. We observed 5 young
people in residential care, day services or short break settings: 1 refused to eat and drink in their day
centre and appeared unsettled, the other 4 appeared very content in their surroundings.
While outcomes were generally positive, the process of transition was experienced as difficult and
distressing by most parents. Sources of such distress included anxiety about the impact of changes
on the young person, concerns about making the wrong decision and anxiety that the burden of care
would become intolerable. These concerns were exacerbated by concerns about standards and
availability of suitable provision, uncertainty about entitlements, bureaucratic difficulties, delays in
decision-making and experiences of being rejected by services.

A difficult transition
Andrew had profound ID, epilepsy and challenging behaviour; he was
cared for at home by his widowed mother. She hoped that he would
attend residential college and made a number of applications, but these
were all refused: she felt that the school misrepresented Andrew in
their assessments, and reported becoming depressed. Pursuing the
possibility of residential college meant that Andrew missed
opportunities for a gradual introduction to a local FE college. His
subsequent late placement in an FE college, without preparation and
without the company of peers from school, failed: according to the
college he was too aggressive; according to his mother he would have
been fine if they had done what she requested and placed him with a
male teacher. Andrew was then placed in a day service: his mother felt
he was being occupied rather than educated, bored and generally
unhappy. Their TW found the case challenging because she was unable
to deliver what Andrew’s mother wanted for him, and was concerned
that she took rejections by residential colleges personally. Andrew’s
mother reported that she had had to learn to lower her expectations,
and that the transition period was worse than the year her husband
died. She felt “isolated, emotional, angry and unsupported.”

TWs also expressed dissatisfaction with the process and identified a range of constraints that
hindered their ability to do their job well. A few TWs described coping with their workload, but most
felt that their job and the process of transition were very difficult if not impossible. During the 18
months of data-collection 6 of the original 12 TWs resigned, a further 2 had long-term periods of
sick-leave, and the remaining 4 all reported high levels of stress. Consequently, many families
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experienced times during transition when their TW changed and/or was on sick leave, and this
situation exacerbated the difficulties facing other TWs in managing their own workload and covering
the work of colleagues.
So, while outcomes were acceptable for most young people, the process left much to be improved.
Even when parents and TWs told us that they were satisfied with the outcomes achieved and the
young people we spoke with or observed were settled in new environments, the process of
transition was experienced as stressful by parents and TWs. We conclude that improving the
transition for young people with ID does not rest on any particular staff group simply ‘raising their
game’, and so we turn to an examination of the ideas that frame expectations about this transition.
Do conceptual tensions make it difficult to identify and/or resolve transition difficulties? If so, what
are these tensions, and how do the various parties to transition – young people, their parents, and
TWs - respond to them?

What research reveals about unresolved tensions embedded in the second
moment of change
The physical and organisational transition made by young people with ID as they move from child to
adult services is often discussed as a transition to ‘adulthood’ as if this is an unproblematic claim. Yet
adulthood is more than a description, it is a moral category which is invested with power. Typically,
becoming an adult means that parental legal control is left behind and the person is granted selfdetermination. Entitlements acquired include the right to marry without the consent of others, to
enter into contracts, to vote, to purchase alcohol, and, in general, for each person to live according
to their own understanding of their best interests.
The extent to which it has been considered appropriate to invest young people who have ID with all
the privileges, freedoms and responsibilities associated with adulthood has varied across time and
place in a way which illustrates the three ‘moments’ outlined above. During the first moment even
one of the strongest advocates of individual freedom, J S Mill, specifically excluded the ‘feebleminded’ from the self-determination which he held to be the adult’s inalienable right ([1859]1975).
Historically, such exclusion from adult status was used to justify the imposition of patronising and
demeaning practices upon people with IDs, often based on custodial care and surveillance (Young
1990, Priestley 2003).
More recently, and characteristically of the ‘second moment’, government policy and professional
practice have insisted that people with ID be granted full adult rights, including the same right to
autonomy and self-determination as other non-disabled citizens. Those who questioned this new
orthodoxy have been criticised as reactionary or ‘disablist’.
We carried out our research in this second moment and much of the talk during interviews with
parents and TWs was concerned with what it meant to be an adult in the context of significant ID
(Murphy et al, in press). Our research data reveal the tensions embedded in second moment
policies. For the most part professionals, particularly those who were qualified social workers,
promoted ‘second moment’ solutions and decisions. They insisted that the young people must be
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granted the same self-determination which was the entitlement of young people without disability.
They represented any erosion of such determination as evidence of moral culpability. They
challenged any suggestion that the right to self-determination should be subject to an assessment of
the young person’s capacity for weighing alternatives or judging the likely consequences of their
actions. This insistence on self-determination was coupled, in many cases, with a resistance to the
idea that parents were well-positioned to make a positive contribution to planning the young
person’s future. It was also associated with the view that the ideal was for young people to leave
home, and to live independently, outside of their family unit.
By contrast, most parents and those professionals employed through Connexions rather than
through Social Services were much more equivocal about the young people’s status as adults. Their
ambivalence about the ascription of adult status to these young people can be seen as a questioning
of the certainties and orthodoxies of the second moment. Parents gave various reasons for
equivocating about the young people’s adult status, all of which highlighted the inability to conform
to the expectations of the rational, independent, autonomous adult of the liberal convention. Some
cited ongoing dependence,
So [brother] was independent. He was gone. I didn’t have to take him to the bus stop. I
didn’t have to wash him. I didn’t have to say, you’ve got to have this treatment on your hair,
you’d better get into bed now, you know. In a lot of ways you’re still looking after a child but
you’ve got to treat him with the respect of an adult (Jack’s mother).
Others were concerned that these young people lacked the capacity to make reasoned judgements
about the potential consequences of their intended actions. Both parents and Connexions workers
pointed to the young people’s vulnerability and need for constant supervision.
Colleges will say they can cope with anything but we’re finding there’s a significant number
of people who drop out simply because … the support isn’t there (TW6).
Often these parents saw it as their responsibility (in some cases a burdensome responsibility) to
make choices on behalf of their children. A few insisted that the young people’s wishes should be
respected even when they were at odds with their own. For example, William’s father accepted his
son’s decision not to use the short breaks service even though this increased the burden of care on
his wife.
He used to go on short breaks and he took umbrage at it … just came and said, “Don’t want
to go no more”. You can’t force him to go. … I mean at the end of the day you have to accept
that they are 18, they’ve the right to vote, to have their own lives.
Most parents were more resistant to self-determination. One challenged head-on the assumption
that just because her daughter had reached the age of majority she was able to make decisions for
herself.
But once you get to 18 you’re old enough to make your own decisions. So what’s changed?
Because she’s still, I don’t think she’s ever going to be 18 … because you’re physically 18
that’s it. You know what you want to do with your life? Righty ho. … I mean when she’s one
hundred and blooming eight she’s still not going to be any better is she? Let’s face it.
(Rebecca’s mother)
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They feared that, left to their own devices, the young people would make poor choices which had
serious consequences both for the young people and for themselves as carers. Parents cast
themselves as prioritising the values of care and protection of vulnerable dependents over what
they presented as a dogmatic insistence on self-determination at all costs. Many demonstrated an
awareness of the wider public and policy context and potential questions/censure they face about
the legitimacy of taking decisions on behalf of their young people. Yet one of their major concerns
was the extent to which they felt confident that services would make appropriate judgements about
'the right thing' for their child and the extent to which resources would be available that would
enable parents to feel confident in 'letting go':
Yes they are adults and they have a voice but sometimes William agrees thing without
understanding what is he agreeing, it's the carers and parents who actually know what it is
because we've got it 24/7, not social services and that's the difference. (William's father)
You see the problem with social workers who are trying to do their best for the people they're
working with … who they don’t know apart from what they see on paper and also they get a
bit of a relationship between themselves and the client … so they make a decision based on
what they see in front of them in terms of their paperwork and their overall impressions …
and that is not necessarily a correct one. … I personally work on the basis of my decisions
being the least wrong possible (Louise's father).
Some parents suggest that out of all possible options, they are the people who have the fullest
knowledge about their son/daughter and as such are best placed to make the right (or 'least wrong')
decisions. Several suggested that the professionals involved did not have sufficient knowledge of the
young people to be able to assess the risks and offer advice on the best course of action. The above
quotes (from Almack, Clegg and Murphy, 2009) illustrate some of the moral complexities parents
face when confronted with the dual imperatives to empower/protect their young person with ID.
Similar difficulties and differences of view were observed when we examined attempts to reverse
first-moment exclusion of people with ID with second-moment ‘inclusion’ policy. Initially a complex
social policy with ambitions to re-shape the relationship between people with ID and society,
inclusion soon became limited to three policy goals: mainstreaming, employment and independent
living. In our research (Clegg et al 2008) it was rare for the young people themselves to value
mainstreaming, and parents/carers felt they had to defend the young people’s limited engagement
with mainstream social activities. Parents listed many practical barriers which prevented visits to
community settings, describing ways in which they created a semblance of inclusion while avoiding
disruption and embarrassment.
The only place you can really take him is to McDonalds and the drive through… My husband
takes him to the pub a couple of nights a week but at half past five when the pubs are empty
which isn’t really what you’d call social is it, but when there’s a crowd he doesn’t want to
leave … and people want to play pool and he wants to put the balls down (Tom’s Mother).
TWs also justified decisions to place young people in specialist day centres rather than in
mainstream environments. These justifications were pragmatic: it should not be necessary to attend
a specialist service in order to access physiotherapy, but it is. We interpreted such justifications as
evidence that mainstreaming is not just a principle guiding service provision, it has become a moral
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imperative. The parents and TWs who found it difficult to support their young person to use
mainstream settings acted as if they expect to be judged negatively, and possibly judged themselves
negatively, for failing to make this aspect of inclusion a reality.
There was less tension associated with employment because, despite policy exhortation, only a small
minority of respondents considered employment salient for this group. Four young men were keen
to work but only two families considered it possible. Most parents regarded employment as an
unobtainable ideal for their young person, and TWs agreed. Our findings concur with Scottish data
showing the limited impact of employment policy, where only 1% of relatively able individuals have
paid employment with non-disabled people for more than 30 hours a week (Scottish Executive
Statistics Release 2007).
Valuing People Now’s (Department of Health, 2009) continuing advocacy of employment as the
solution to what people with ID should do during the day is challenged by these data as a
problematic underestimation of the support most of these young people require. The problem of
identifying meaningful occupation after school-leaving remains: in our interviews no other concern
was raised by parents as frequently as inactivity. Half the parents wondered whether their child
would be able to find activities that engaged them after they left school. This was particularly true
for those caring for young people with autism and more severe levels of disability, where many
parents expressed concerns. One mother shown around a day centre feared that staff
understanding of choice bordered on negligence.
I did notice there were quite a few people just sitting round … and I did ask the question,
‘What, you know, if Tom wouldn’t join in, what would you do?’ And the reply was, ‘Well he’s
an adult, he has the right to make a choice, and if that’s his choice that’s what he’s allowed
to do.’ Well Tom might be an adult in body but … he’s got to be kept active otherwise he’ll
just, I don’t know I think he’d go to sleep for a hundred years.(Tom’s mother)
When Tom moved from school to day centre her concerns turned out to be more than justified.
Failure to stimulate Tom left him sluggish and this was coupled with failure to provide the consistent
staff he required in order to accept food and drink. As a result he became dehydrated and at risk of
major seizures; and the day service’s failure to exercise him meant that his ability to mobilise despite
significant physical disability deteriorated markedly.
Further tension between inclusion and meaningful activity was identified by a TW who observed that
specialist disability clubs had been closed without sufficient attention to how people with ID might
become involved in mainstream clubs. Most of these young people required supported transport to
collect and return them, and experienced facilitators willing to take responsibility for their wellbeing. These are only provided for activities run by specialist groups such as Nottingham Mencap or
a special school’s former pupils association.
Apart from the practical problems of finding sufficient support for those with moderate-severe IDs,
there are also questions about whether simply inserting people with milder IDs into mainstream
settings overcomes the discomfort experienced on both sides. It may simply expose everybody to
negative experiences without the benefit of creating any social change. Hall (2004) found that many
people with mild ID excluded themselves from mainstream social spaces they found intimidating,
preferring to create refuges at the margins of society in clubs and church groups, and with family
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and friends. Similarly, Philo and Metzel (2005) argue that we need to think again about how society
can cultivate spaces where people with ID experience a sense of place and connectedness.
When invited in 2005 to reflect upon her report, Warnock described inclusion policy as “possibly the
most disastrous legacy of the 1978 report” (p22). She was particularly concerned about the isolation
and bullying experienced by many children with autism, and the disruption to the learning of the
whole class caused by children with ID and challenging behaviours. Warnock defended the
commitment to social justice that underpins mainstreaming, but argued different children have
different needs and these are often best met in different environments.
To conclude, our transition research (see also Pilnick et al, in press) identified a number of tensions
and dilemmas which inhibit all parties from finding a way forward: they are damned if they do and
damned if they don’t. It was evident that the various parties were struggling to identify the ‘right
thing to do’ in a complex and fraught context, often with little sound information on which to base
predictions about the likely outcomes and, indeed, with limited confidence that resources would be
available to support whatever decision was eventually made. As school leaving dates drew closer
some decision had to be made about each young person’s future, but creative discernment was
undermined by the rhetorical use of moral polarities that devalued alternative points of view and
pushed some contributions outside the realm of the morally acceptable.

A third moment of change
The challenge, now, is to find a constructive way to create a third moment which retains the
invaluable advances, protections and insights of the second moment and yet recognises the
concerns of people on the ground. Many parents and some TWs felt that rigid commitment to selfdetermination may simply leave vulnerable people exposed to risk and neglect, while engaging in
impression management in order to avoid being considered morally culpable when they acted to
protect what they believed to be their child’s best interests.
A key characteristic of this moment of change, which questions liberal individualism and looks
toward collective solutions to problems, is the doubt it casts on the idea that blueprints can or
should be written for only one party to a relationship. In this transition, the key relationship is often
between the young person and their family, usually their parents; but there is also a relationship, or
at least a potential relationship, between PWID and the rest of society that needs to be taken into
account.
So if we are to find a constructive way to create a third moment, as Gleeson and Kearns (2001)
argue, we must avoid reducing the debate to opposing moral polarities framed around notions of
‘right’ and ‘wrong’. Such a reduction risks simply condemning those viewpoints with which we
disagree as ‘reactionary’ and, in the process, failing to benefit from the positive contribution that
they can make to discerning ‘the right thing to do’ in any individual situation. It also encourages a
discussion that generates winners and losers. To move forward into the third moment, we need to
learn to value doubt, dissent and heterodoxy and to build an inclusive landscape which sets aside
doctrinaire assumptions. Making decisions about the future of a young person with severe IDs is
always likely to be difficult and, in some cases, may be very fraught. Good decisions are more likely
to emerge from a context of tolerance where it is possible to transcend moral orthodoxies and
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engage reflexively with contributions made by others which challenge our own prior (and often
taken-for-granted) assumptions.
Case example: “He hasn't got the bigger picture”
Alec's mother and father have made the decision for Alec to attend a residential college. Alec is very
resistant to this idea and indeed to doing anything once he leaves school:
I know all the new government guidance says we have to include our children with severe
intellectual disabilities in the decision making process but he was included in it to some
extent that he was aware all the way through of what was happening and that he would be
leaving school and there were all these options we'd looked at. But he wasn't going to make
a decision except to stay at home and that wasn't acceptable. I have to say that actually his
mental skills are very limited, he hasn't got the bigger picture and he'll just say what he
wants to do at that moment in time. He has no capacity to see that residential college is an
opportunity that won't come again and he actually needs to stagger the opportunities that
are available to him so that he's not just sat in a day centre from now until the day he is 65 …
I can't let him sit around at home, stopping me going to work, watching telly and videos all
day long, becoming more and more isolated, eating more and more.
In this excerpt (detailed in Almack, Clegg and Murphy 2009), Alec's mother points to how she and
her husband have attempted to follow policy discourse concerning self-determination but have
over-ruled their son in taking a decision to opt for a residential college of further education. She
suggests that his expressed choice, which is to do nothing other than 'sit around at home', puts him
at increased risk of becoming isolated and jeopardising his health by over-eating. Alec's mother also
refers to the potential constraints placed on her ability to lead her own life and to be in paid
employment. The latter point is often overlooked in considerations of research into the life-course
experiences of parents/carers of people with IDs. Todd and Jones (2003) suggest that while parents
may be vigorous advocates for their sons and daughters they are more hesitant to express their own
needs, and indeed many of the parents in our study struggled to articulate their own needs.
Exercise 15.2
The ‘second moment’ approach to determining a way forward is to insist that Alec’s rights are the
central, and perhaps the only, issue. We invite you to take a ‘third moment’ perspective by thinking
more broadly. Please write a briefing note to the service manager summarising the full range of
issues raised by this situation from each person’s perspective, as a basis for the more difficult task of
developing a process of negotiation which respects and takes seriously the positions of all parties.
You may wish to consider, for example, whether parents might find it more difficult to place their
son or daughter outside of their home but in the same town. If the only way parents can legitimate a
decision for their child to leave home is by arguing that distant facilities are significantly better than
anything available locally, that would be problematic for hopes of ending out of county placements.
If this were a significant issue, service managers might be invited to consider what they could do to
ease the situation.
Transition is a moment of uncertainty, amplified by a context of cultural change. The constructionist
philosophers Deleuze and Guattari (1994) argue that “Nothing positive is done, nothing at all, in the
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domains of either criticism or history, when we are content to brandish ready-made old concepts
like skeletons intended to intimidate any creation” ( p83). They argue that that the creative act
involves clearing a plane where new concepts can flourish, and that new concepts arise out of
paradox. Thus the dilemmas many parents and some TWs struggled with during our research may
themselves be the seeds of change. We suggest that the evidence points to the following
implications for renewed professional practice in ID at this transition.
1. Without additional resource to reduce unacceptably high rates of sickness among parents and
TWs, change may be too difficult for people buckling under the burden of care.
2. Professionals need to emerge from a rule based approach to practice and the moral clarity
associated with asserting client empowerment as a service goal, because this results in an
underplaying of the constraints that people with ID experience, and because it excludes key
members of their affective community from the picture.
3. There is a need to develop a more textured understanding of need by juxtaposing awareness of
the obdurate reality of the differences between people, in terms of their capacity for autonomy
and self-protection, alongside a resistance to objectification and infantilisation.
4. Professionals supporting people with ID will have to develop, explore and examine new concepts
that inform their practice; doing so will require that they learn how to tolerate and find their
own way through moral uncertainty.
5. It is vital to social development and furthering social justice for people with ID that policymakers, who tend to be both risk-averse and uncertainty-averse, are willing to embrace
uncertainty.
6. The immense difficulty of promoting relationships between people with ID and local
communities requires reflection before action. The geographers’ concept of Belonging (Hall
2004) may be a more fertile starting point than current inclusion policies. Insights from
community psychology (www.compsy.org.uk) such as how to work with the grain of local
groups, rather than setting up new ones that collapse when funding is withdrawn, may also offer
new ways forward.

Conclusions
Having a child with ID creates many challenges for parents, and these are amplified by the lack of
culturally available narratives that tell them how to fulfil their role. Before the child with ID reaches
the age of majority, narratives about childhood and parenting provide a reasonable fit. Problems
start to multiply when the child leaves this status: the degree to which parents can draw on
narratives of either childhood or adulthood become less relevant, while decisions made by parents
become even more freighted with moral judgement. Such judgements come mainly from service
workers but also from family members and other parents of young people with ID. Mixed feelings
reported by some parents make the situation even more difficult: simultaneously not wanting to
abandon their child and hoping for a future that is not entirely bound up in caring. A new approach
needs to be constructed that achieves a better balance between the needs of people with ID and
family members.
Our research focussed on the degree to which the ideas driving service-provision help or hinder the
people facing this situation. The evidence underlines the fact that just saying something does not
make it so: asserting adult status does not mean that each person has the capacity to make
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informed decisions about their best interests. Regarding employment as the solution to the problem
of how people with ID spend their adult lives was shown to be unrealistic. A new approach needs to
be constructed that achieves a better balance between opportunity, protection and control.
However, replacing current aspirations with other individualistic goals will not be enough. Sooner or
later second moment individualism is going to crumble. During 1989 Europe showed how change
can be created by large numbers of people taking peaceful action. Whether ID experiences a bloody
or a velvet revolution depends on the way we all respond, as well as the alternatives that we are
able to imagine. Rather than continue to undermine key members of the affective community
around people with ID, developing ways to talk to each other that maintain rather than destroy
relationships would be a very good place to start.
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Counterpoint was a roundtable of 30 international researchers from geography, history, nursing, philosophy,
psychology, psychiatry and sociology, who met for 3 days to debate current conceptualisations of ID and
explore new ideas and perspectives that may serve the needs of this population better. Papers and a summary
of the plenary discussion will be published in Journal Intellectual Disability Research, 2010.
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registration.
If you have questions or concerns contact Lisa Christie at 800-331-5362.

Drexel University College of Medicine is a separate not-for-profit subsidiary of Drexel University.

Volunteers Needed

Where to go & what to do
while in Miami

Volunteers are needed at the Congress for the registration
desk, the NADD Exhibit Table, and as Conveners (room monitors). Volunteers will be assigned to each area as needed.
Individuals who volunteer may attend for the day or days at
a discounted, flat registration fee of $50.00 per day. This fee
does not include additional options, such as Breakfast Consultations and Continuing Education Fees. Individuals who
would like to volunteer their time wherever needed and not
attend any sessions are welcome and appreciated as well.
For more information on volunteering (process, sign
up form, etc.), please see the NADD website. The cutoff to receive the appropriate paperwork to volunteer is
Friday, March 21, 2014. Volunteer requests received after
this date will be processed based on availability.

Off-site transportation to
Ocean Drive & Lincoln Mall
Thursday, May 8.
Additional fees apply. See pg 7 for details.

Lincoln Road, www.lincolnroadmiamibeach.com, is a
pedestrian mall between Lenox and Washington Avenues. It
is a shopping, dining, and cultural mecca featuring unique
shops, galleries, and restaurants with indoor and outdoor
seating. The Miami Beach skyline of Ocean Drive is a worldclass nightlife hotspot and daytime destination.

Four great reasons to join NADD:
1.
2.
3.
4.

Save on all NADD products
Save on all NADD conferences/webinars
Receive two NADD journals
Free online trainings

*Requirement: Notification of Interest / Registration Form

Exhibit Space is Available
Exhibit at NADD’s 2014 International Congress. Exhibit space
includes one 6-foot draped table and two chairs, plus one
complimentary registration (Thurs. - Fri.). Literature Display
Areas are also available. See link below and send
materials to Cassie Lattin, e-mail: clattin@thenadd.org
on or before Friday, March 21, 2014.
*Requirement: Submission of Appropriate Documents & Payment

See pg 7 for details.

*For more information on submission guidelines, forms, and availability of the above,
please go to the congress webpage, www.thenadd.org/2014ic

Keynote Address Presenters:

Yona Lunsky, PhD

William Lindsay, PhD

Susan Folstein, MD

Yona Lunsky, PhD, directs the Health Care
Access Research and Developmental Disabilities program in Ontario, Canada. She is
a psychologist, scientist, and advocate who
has worked for over 20 years in the field of
dual diagnosis and has written over 100 papers and book chapters on the topic.

William Lindsay, PhD, FBPS, FIASSID,
AcSS, is Consultant Psychologist and Clinical Director for Danshell, Scotland, Professor of Learning Disabilities at Abertay University, Dundee, and Honorary Professor at
Bangor University and Deakin University,
Melbourne. He has published over 300 articles and five books, and presented many
workshops on CBT and offenders.

Susan Folstein, MD, is Professor of
Psychiatry at the University of Miami Miller
School of Medicine. Her research in autism
includes studies of genetics, genomics,
relationship to language disorders,
psychiatric disorders, and the broader
autism phenotype. For the past five years,
she has focused on how to diagnose and
treat psychiatric disorders.

Congress Planning Committee
Donna McNelis, PhD
Jane McCarthy, MB, CHB, MD, MRCGP,
FRCPSYCH
Anne Desnoyers Hurley, PhD

Julia Pearce
Jarrett Barnhill, MD, DFAPA, FAACAP
Jonathan A. Weiss, PhD, CPsych
Melissa Cheplic, MPS, CHES

Susan Morris, BSW, MSW, RSW
Johan De Groef
Dorothy Griffiths, PhD
Lisa Christie

FOUNDER & CHIEF EXECUTIVE OFFICER - Robert Fletcher, DSW, NADD-CC

Marco Bertelli, MD
Lucille Esralew, PhD
Johannes Rojahn, PhD
Sally-Ann Cooper BSc, MB,BS, MD, FRCPSYCH
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Schedule-At-A-Glance
Tuesday, May 6
7:00 - 8:00 PM Early Bird Registration

Wednesday, May 7
7:00 AM Registration Opens
9:00 AM - 12:15 PM PRE-CONGRESS SYMPOSIA
Pre-Congress Symposium I: Diagnostic Nomenclature: Who Ordered That? Marco Bertelli, MD; Anne Hurley, PhD; Jarrett Barnhill, MD
Pre-Congress Symposium II: Aging and Dementia: Screening Program, Options and Treatment. Matthew P. Janicki, PhD; Ronald Lucchino, PhD
Pre-Congress Symposium III: International Views in Autism: Latest Updates in Research and Treatment. Jane McCarthy, MD; Elspeth Bradley, PhD;
Terrence Bethea, MD
12:15 - 1:30 PM LUNCH (Attendees on Their Own)
1:30 - 4:45 PM PRE-CONGRESS SYMPOSIA
Pre-Congress Symposium IV: Legal Pathways, Assessment, and Treatment of Adult Offenders with ID. William Lindsay, PhD
Pre-Congress Symposium V: Latest Updates On Worldwide Psychopharmacology in MI. Marco Bertelli, MD; Jarrett Barnhill, MD; Jane McCarthy, MD
Pre-Congress Symposium VI: Wellness & Quality of Life. Dorothy Griffiths, PhD; Steven Reiss, PhD
4:45 PM Registration Closes
4:45 - 6:30 PM NADD Networking Reception with Cash Bar

Thursday, May 8
EXHIBIT SHOW - The NADD Exhibit Show will take place from 10 a.m. to 5 p.m. in the break area. The show is a fantastic opportunity to view
valuable services and products in our field as well as to network with peers and colleagues.
7:00 AM Registration Opens
7:30 - 8:30 AM BREAKFAST CONSULTATIONS with the Experts offering an opportunity for discussion, networking, and breakfast.
Breakfast Consultation A: Human Needs and IDD. Steven Reiss, PhD
Breakfast Consultation B: Positive Identity Developement for People with IDD. Karyn Harvey, PhD
8:45 - 9:00 WELCOME REMARKS from NADD Board President Donna McNelis, PhD, NADD-CC, and from the Congress Chairpersons,
Susan Morris, BSW, MSW, RSW and Jane McCarthy, MD 							
9:00 - 9:45 AM PLENARY SESSION: From the Lab to the Bedside: Translating Research on Mental Health Services and DD into Policy and Practice.
Yona Lunsky, PhD
9:45 - 10:30 AM PLENARY SESSION: Mental Disorder, Cognitive Behavior Therapy and Crime. William Lindsay, PhD
11:00 AM - 12:30 PM CONCURRENT SESSIONS
ADMIN & SYSTEMS

RESEARCH

STAFF TRAINING

SOCIAL SEXUAL ISSUES

COUNSELING & THERAPY

NADD Credentialing

Symposium

Knowledge Transfer in
Action

Safe Sexual
Relationships

Intensive Systems
Therapy - CBT Model

Donna Nagy-McNelis

1. Cyrielle Richard
2. Sharon Robins
3. Amy Hewitt		

		
		

T01

T02

Joanne Nugent
			
		

T03

Lucille Duguay
			
		

12:30 - 1:45 PM Lunch (Attendees on Their Own)
12:30 - 1:45 PM Canadians BYOL Meeting (Bring Your Own Lunch) Meet and Greet of fellow Canadians.
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Constance
Rommer-Quirin
T04

T05

Thursday, May 8 continued
1:45 - 3:15 PM CONCURRENT SESSIONS
ADMIN & SYSTEMS

COUNSELING & THERAPY

START Services

Maximize Therapy
Outcomes

Joan Beasley
		

Veronique Parent
T06

T07

ADMIN & SYSTEMS

RESEARCH

Hot Potato:
Between Systems

Role of Immune
System

Amy Greer
		

Jarrett Barnhill
T08

PROGRAM MODELS

High Risk
Treatment Models
T09

Ryan Geake

T10

3:45 - 5:15 PM CONCURRENT SESSIONS
COUNSELING & THERAPY

ADMIN & SYSTEMS

Adverse Childhood
Experiences

NADD Accredidation
Program
John Holderegger
		

Steven Marcal
T11

5:15 PM Registration Closes

T12
		

OFFENDERS

DRUG THERAPY

PROGRAM MODELS

Court Process

Side Effects for People
with ID/ASD

Dual Diagnosis
Treatment Team

Voula Marinos
		
		

T13

Lauren Charlot
		

T14

Alyse Kerr		
		

T15

5:30 - 7:00 PM WELCOME RECEPTION & POSTER SESSION
NADD Welcome Reception
NADD would like to take this opportunity to welcome everyone to this year’s NADD International Congress and Exhibit Show at the Hilton Miami
Downtown Hotel Miami, FL. The Poster Session will take place at this time, so you won’t want to miss it. There will be hors d’oeuvres and a cash bar.
Come meet friends, old and new, take in the poster session, exchange ideas, and network with colleagues.

Friday, May 9
EXHIBIT SHOW - The NADD Exhibit Show will take place from 10 a.m. to 4 p.m. in the break area. The show is a fantastic opportunity to view
valuable services and products in our field as well as to network with peers and colleagues.
7:15 AM Registration Opens
7:30 - 8:30 AM BREAKFAST CONSULTATIONS with the Experts offering an opportunity for discussion, networking and breakfast.
Breakfast Consultation A: Connecting the Dots - Moving from Research to Practice. Susan Morris, BSW, MSW, RSW
Breakfast Consultation B: Accentuating the Positive during Behavior Assessment for People with IDD. Karen Baker, PhD
8:45 - 9:00 AM WELCOME REMARKS from the NADD Founder & CEO Robert J. Fletcher, DSW, NADD-CC. NADD, Kingston, NY
9:00 - 10:00 AM PLENARY SESSION: Psychiatric Disorders and Behavioral Problems in Autism. Susan Folstein, MD
10:30 AM - 12:00 PM CONCURRENT SESSIONS
DIAGNOSIS & ASSESSMENT

DSM 5 to DM-ID 2
Robert Fletcher
		

COUNSELING & THERAPY

AUTISM

SOCIAL SEXUAL ISSUES

PROGRAM MODELS

Cliff Cabral

Environmental
Factors & Autism

Sexual Behavior Scale
Intervention Levels

Community
Transition

Supportive Setting

Christine Gadbois
F01

		

F02

F03

Ronit Argaman
		

F04

Sue Gabriel		
F05

12:00 - 1:15 PM Network Luncheon
1:15 - 2:45 PM CONCURRENT SESSIONS
RESEARCH

COUNSELING & THERAPY

AUTISM

SOCIAL SEXUAL ISSUES

PROGRAM MODELS

Symposium

Emotional Regulation
Skills for All

Research to
Practice - ASD

Treating People
Who Sexually Offend

Autism Spectrum
Disorders: Crossroads

1. Rosemary Condillac
2. Shahin Shooshtari
3. Susan Morris
		

Julie Brown

Kimberly Spire-OH

Steven Ioannou 		

Brandi Kelly

		
F07

F06

F08

F09

F10

3:15 - 4:45 PM CONCURRENT SESSIONS
RESEARCH

COUNSELING & THERAPY

SOCIAL SEXUAL ISSUES

PROGRAM MODELS

Symposium

Adapted DBT for ID

Self-Regulation
Managing Own Emotions

Supported Sobriety
Recovery Program

1. Dorian Crawford
2. Tara Tubbesing
3. Teresa Savage
		

F11

Marvin Lew

Howard Zlamal
		
F12

F13

Hannah Jurewicz		
		
F14

4:45 PM CONGRESS CLOSES
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2014 NADD International Congress

MIAMI

FLORIDA | MAY 7-9, 2014

1) On-line at www.thenadd.org/2014ic

3 Easy Ways to Register:

2) Mail

3) Fax (845) 331-4569

We urge individual people to pre-register on-line with debit or credit cards. Group reservations (5+ or more) must be faxed to 845-331-4569 or call
the NADD office at 800-331-5362. Payment is due at time of registration. A cancellation fee of 25% will be charged for all cancellations made before
April 4, 2014. Refunds will not be given for cancellations received after April 4, 2014. All cancellations must be submitted in writing. Registrants who
fail to attend and who do not cancel prior to April 4, 2014, are liable for the entire Congress registration fee. You may, if you wish, send a substitute. If
sending a substitute, please contact the NADD office prior to the Congress.
Registration will be accepted until Wednesday, April 30, 2014; at that time pre-registration will close. On-site registration is available but may be limited.
Faxed registration forms (845-331-4569) must include check numbers and/or credit card numbers in the payment area in order to be processed. If a check
is being sent separately, registrant name(s) and Congress date MUST be included. Please do not mail registration forms that have already been faxed.
1. Please Print Name Legibly for ID Badge
First______________________________ Last_______________________________________ Credentials___________________________________ 		
Employer, Agency, or Organization________________________________________________________________________________________________
Address___________________________________________________________________________________________________________________
City______________________________________ State or Province_______________________________ Zip+4______________________________
Country: r U.S. r Canada r Other:_______________________________________________ NADD Member #_______________________________
Please fill in the contact information below.
Daytime telephone ___________________________________________________________________________________________________________
Registration Confirmations come by e-mail_______________________________________________________________________________________
PLEASE WRITE CLEARLY

r   I hereby authorize NADD to use, reproduce, and/or publish photographs of my image. I understand that this material may be used in various publications

		

and may also appear on NADD’s Internet Web Page. __________________________________________________________ (signature required)

2. Note: A special need that might require special materials or services, such as food allergies. Please provide specific information
about your needs: ________________________________________________________________________________________________________
		
_________________________________________________________________________________________________________________________
3. Pre-Congress Symposia: If you are attending a Symposium, indicate which session(s) you will be attending:
WEDNESDAY 1:30 PM - 4:45 PM

WEDNESDAY 9:00 AM - 12:15 PM
r  Pre-Con I Diagnostic Nomenclature: Who Ordered That?

r  Pre-Con IV Legal Pathways, Assessment, and Treatment of Adult Offenders with ID.

r  Pre-Con II Aging and Dementia: Screening, Program Options and Treatment.

r  Pre-Con V Latest Updates on Worldwide Psychopharmacology in MI.

William Lindsay, PhD

Marco Bertelli, MD

Marco Bertelli, MD

Matthew P. Janicki, PhD

r  Pre-Con III International Views in Autism: Latest Updates in Research and Treatment.
Jane McCarthy, MD

r  Pre-Con VI Wellness & Quality of Life.
Dorothy Griffiths, PhD

4. Please register me for the following concurrent sessions (only one per time slot):
(Appropriate sessions must be checked for registration form to be processed.)
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Thursday 11:00 - 12:30

r T01

r T02

r T03

r T04

r T05

Thursday 1:45 - 3:15

r T06

r T07

r T08

r T09

r T10

Thursday 3:45 - 5:15

r T11

r T12

r T13

r T14

r T15

Friday 10:30 - 12:00

r F01

r F02

r F03

r F04

r F05

Friday 1:15 - 2:45

r F06

r F07

r F08

r F09

r F10

Friday 3:15 - 4:45
		

r F11

r F12

r  F13

r  F14

www.thenadd.org/2014ic

Please register me in the following manner:

			
			

Regular
3/31 and Before

Late
After 3/31

Amount Due

5. Total Registration Package (3 days, W-F)

Early
Registratio
n
Ends
March 31

Includes Pre-Congress Symposia, Congress fee, Proceedings and Friday Luncheon
NADD Members
Join & Save!
Associate Agency Member or Employee*		

$

445
$
515

$

480
$
555

$ _________
$ _________

$

565
330
$
400

$

$

$

600
360
$
400

$ _________
$ _________
$ _________

(*member of or employed by an associate agency)

Non-members		
DSP/Family/Consumer/Student (Copy of Student ID required)
Five or More Attendants from Same Agency		

Agency Name __________________________________ (Group registrations must be faxed)

5a. Any Single Day Registration/Full-Day Pre-Congress Symposia. (Add if multiple days.) Includes Congress fee, Proceedings and Friday Luncheon (if that day is attended)
NADD Members
Join & Save!
Associate Agency Member or Employee*		
Non-members
		
DSP/Family/Consumer/Student 		

190
215
$
245
$
125

210
235
$
275
$
145

$

$

$

$

$ _________
$ _________
$ _________
$ _________

(Copy of Student ID required)

* If you are a member of or employed by an associate agency, please fill in the organization name and member number (if applicable). See front cover for associated agencies.
Organization _____________________________________________________________ Member # _______________________________

6. Breakfast Consultations
See the Congress schedule for details. Space is limited to 30 persons per Breakfast Consultation session. Please indicate your first and second choice
(1 being first, & 2 being second).
$
r Thursday
A_______ B________
35 per session
$ _________
$
r Friday
A_______ B________
35 per session
$ _________

7. Type of Continuing Education(CEU)/Continuing Medical Education(CME) credits desired (choose one ONLY).
Please see the Continuing Education/Continuing Medical Education Credits section on inside cover for descriptions.
r AMA

r APA

r ASWB License ID # _________________

r NBCC

r PSNA

r CEU

7a. Continuing Education (CEU) /Continuing Medical Education (CME) Credit Fee $55 $ _________
Please note there is a one-time flat fee of $55 for any and all of the Continuing Education disciplines.

8. Off-site Transportation. Round trip transportation to Ocean Drive/Lincoln Mall area on Thursday evening, May 8 at 7:15 pm
$
& return at 10:45 and 11:15 pm.
25 Round Trip _$ _________
9. Join NADD now and receive membership through December 31, 2014.

Toda y!

You can also register for the Congress at the reduced NADD member rate.
r
r
r
r
	 

New Individual membership
Individual Renewal membership
DSP/Family/Consumer/Student membership
Organization membership*

Join

99
125
$
60
$
600 / $800*

$ _________
$ _________
$ _________
$ _________

$
$

*$600 for budgets from $0 to $3 million; $800 budgets over $3 million

& SAVE

ON Congress
REGISTRATION!

10. Please check the method of payment below: FIN number 22-2623143
r Payment enclosed. Please make checks payable to: NADD. Check / PO # ____________________
r Please charge to my credit card

r MasterCard

r Visa

r Discover

Please Note: All credit card charges will be in US currency.

Card Number: |___|___|___|___| |___|___|___|___| |___|___|___|___| |___|___|___|___|
Exp. Date: |___|___| / |___|___| Signature: ________________________________________________

11. TOTAL PAYMENT - U.S. CURRENCY ONLY

$

12. Mail registration form and payment to: NADD, 132 Fair Street, Kingston, New York 12401-4802
Fax registration form to: 845.331-4569 (Faxed forms must include credit card information in order to be processed.)
For further Congress information phone: 845.331.4336 or 800.331.5362. Email: info@thenadd.org. Website: www.thenadd.org/2014ic

U.S. Tax Information: Congress registration fees are not deductible as charitable contributions for U.S. federal income tax purposes. However, they may be deductible under other provisions
of the U.S. Internal Revenue Code. Cancellation Liability: If NADD must cancel the Congress for any reason, NADD’s liability is limited to the return of the Congress fee.

www.thenadd.org/2014ic
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“like” us on Facebook by going to www.facebook.com/NADDMHID

For more information, visit

www.thenadd.org/2014ic

or scan the code for direct access

FLORIDA | MAY 7-9, 2014

Well-Being in Dual
Diagnosis: Research
to Practice (IDD/MI)
INTERNATIONAL CONGRESS LOCATION
HOTEL & TRAVEL INFORMATION

Hilton Miami Downtown | 1601 Biscayne Boulevard | Miami, FL 33132
Direct Phone: 1-305-374-0000 Hotel: www.hiltonmiamidowntown.com
Hotel Rates: $185.00* Single/ Double Occupancy, available until Thursday, April 17, 2014
*Prices are subject to state and local taxes

Hotel Reservations call: 1-800-HILTONS, Mention: NADD
Hotel Online Reservations: Visit the link www.thenadd.org/2014ic
Check-in: 3:00 pm Check-out: 12:00 noon
NOTE: NADD guests receive complimentary wireless internet in the meeting space and sleeping rooms.
City Information: www.miamiandbeaches.com
May Average Temp 70-84 degrees
For hotel dining and parking information please see the Congress location link.
Airport Information: Miami is served by 2 major airports:
Hilton Miami Downtown is just 15 minutes (6.5 miles) from
Miami International Airport (www.miami-airport.com) and
35 minutes (24.27 miles) from Fort Lauderdale/Hollywood
International Airport www.fortlauderdaleinternationalairport.com
Best methods of transportation can be found on the
Congress link www.thenadd.org/2014ic.
Green your travel arrangements; travel and commute together by
car and use public transportation whenever possible.
Questions?
If you have any questions about the Congress program, speakers, sessions, or arrangements, contact: NADD, 132 Fair Street,
Kingston, NY 12401. Phone: (845) 331-4336, (800) 331-5362, Fax: (845) 331-4569, e-mail: info@thenadd.org

SAVE THE DATE:

2014 NADD ANNUAL

CONFERENCE

November 12 –14
NADD 31st Annual
Conference & Exhibit Show
Hilton Palacio Del Rio,
San Antonio, TX

International Academy of Law and Mental Health
Académie Internationale de Droit et de Santé Mentale
a/s Chaire de psychiatrie légale et d’éthique biomédicale Philippe Pinel
Faculté de médecine  Université de Montréal  C.P. 6128, Succ. Centre-ville
Montréal, Qc  H3C 3J7  tel.: (514) 343-5938  fax.: (514) 343-2452

Dr. George Woods, M.D., President Elect, cordially invites you to the
XXXIVth International Congress of Law and Mental Health
Vienna – July 12-17, 2015

The International Academy of Law and Mental Health (IALMH) is founded on the belief that issues
arising from the interaction of law and mental health can be best addressed through multidisciplinary and
cross-national approaches, drawing on law, the health professions, the social sciences, and the humanities.
Every two years, the IALMH holds an International Congress on Law and Mental Health, bringing
together the international community of researchers, academics, practitioners and professionals in the
field, whose wide-ranging perspectives provide for a comprehensive look at important law and mental
health issues.
The official publication of the IALMH, the International Journal of Law and Psychiatry (IJLP), published
by Elsevier Science, is now in its 38th year of production. It is the most highly respected publication of its
kind in the field, and has an extensive distribution worldwide.
http://www.ialmh.org

