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Abstract Key words
For some years, the term “project of life” has become widely used in the field of neurode- | ® neurodevelopmental
velopmental disorders, and, at the same time, it has begun to make its way in many social disorders

e quality of life
e project of life

and health planning documents. However, beyond its relatively widespread use, this term
does not yet possess an adequate and shared frame of the main underlying decision-mak-
ing processes. In particular, there is a need to identify the crucial questions for orienting
the choice of goals within the adolescent transition, which represents the complex hinge
between childhood and adulthood. Moreover, adulthood, which is often completely de-
void of culturally and socially shared references, is still critical precisely because of the
lack of future direction prompts usually represented by the stages of development. In this
case, the themes of quality of life functioning as a guiding compass appear pertinent and
much more relevant. The present contribution is, therefore, an attempt to present, in a
unitary manner, the decision-making processes and questions at the basis of a construct

of “project of life” shared within the scientific and associative communities.

PROJECT OF LIFE DURING
DEVELOPMENTAL AGE: INTRODUCTORY
CONSIDERATIONS

When analyzing the project of life in children with
neurodevelopmental disorders, it is necessary to intro-
duce an important distinction between childhood and
preadolescence: they may roughly correspond to the
transition period between the end of primary school
and the beginning of secondary school respectively.

This distinction seems appropriate precisely in rela-
tion to the concept of project of life. As regards child-
hood in the strictest sense and, in particular, what is
sometimes called first and second childhood, (from
birth to the first five years of life), we believe that the
project of life has, and should have, specific habilita-
tion-based features closely related to the different de-
velopmental stages. Indeed, it is during the develop-
mental stages that anything “potentially” relevant for
the future life of the child is pursued. In a broad sense,
therefore, we speak of project of life as a way of bridg-
ing the gap between the skills possessed by the minor

and what is typically observed in minors of the same
age. The project of life clearly aims to find a connection
with the outcomes that the person will have during the
course of their life but, on the level of habilitation con-
tents, it is based on “cusp” [1] and “pivotal” skills [2-4].
These skills are important in order to guarantee greater
possibilities of development, promotion, and quality of
existence in the periods immediately following, such
as the one starting with pre-adolescence. Indeed, it is
precisely during this period that it is more appropriate
to speak of a project of life because what was previ-
ously purely potential, now begins to be translated into
numerous links which effect what ideally will find full
actualization in adulthood, i.e. an existence made up of
inclusion, commitment, active recognition within soci-
ety, and achievement of personal outcomes.

Therefore, the keyword for childhood is “habilita-
tion”.

Child habilitation is, by definition, extended to all ar-
eas of development. However, primary attention should
be given to some repertoires that objectively play a criti-
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cal role in the whole process of growth and that, conse-
quently, have an educational centrality.

The relevant areas of intervention in the educational
habilitation process can be briefly summarized as fol-
lows:

e inter-subjectivity;

¢ game and free time;

e communication;

e personal hygiene;

* basic autonomous behaviors.

The assessment tools that can adequately support this
habilitation practice and emphasize the above-men-
tioned areas are: Vb Mapp (Verbal Behavior Milestone
Assessment) [5], Pep 3 (Psychoeducational profile) [6],
Denver Model Curriculum Checklist [7], Ablls (Assess-
ment of Basic Language and Learning Skills-Revised)
8].

In general terms, what may be said about first and
second childhood intervention, can be effectively sum-
marized within the so-called triad of intervention.

Firstly, the intervention is defined starting from pre-
cocity. The precocity of intervention is now considered
to be the necessary condition to exploit learning op-
portunities and maximize the chances of success of the
intervention. At the same time, precocity prevents the
consolidation of “maladaptive” learning behaviors with-
in the main contexts of interaction.

A second characteristic of the early childhood inter-
vention is the intensiveness, which refers not only to the
quantitative dimension of the treatment (minimum
number of hours per week necessary to support the
change), but also to the contextual dimension. Inten-
siveness indicates the extent of the habilitation action
not only centered on the child, but also extended to the
context in which the child lives. Special attention is giv-
en to the child’s family engaged in learning and experi-
menting with new effective models of interaction. For
these reasons, the educational planning implies, from
the beginning of the intervention, a guided involvement
and participation of the family members in order to cre-
ate the most favorable conditions to transform every
daily moment with their child into an authentic oppor-
tunity for learning in a natural environment.

The curricular character of the treatment is the third
salient feature and it refers to the articulation of the
goals linked to the developmental processes. Therefore,

Table 1

this type of intervention must be supported by specific
assessment tools, such as those mentioned above, ca-
pable of aligning the assessment plan with that of the
intervention. The curricular plan must also be pursued
with educational procedures that are supported by clear
evidence. Hence, we are referring, in general terms, to
the complex and articulated contribution offered by be-
havioral science with ABA and the Denver Model. As
already mentioned, it is believed that the project of life
begins to acquire shape from the pre-adolescent and
adolescent phases. The two main elements that mark-
edly note the distinction between the planning of the
first and second childhood are: first, a more precise and
punctual identification of concrete and specific com-
munity contexts within which to allocate educational
interventions to promote the development of the child.
Secondly, a stronger emphasis on the set of transitions
viewed as a shift to increasingly diversified and spe-
cific social roles. The minor begins to enter the peer
group, to participate in a more active community life
(volunteering, places of entertainment, etc.), to develop
the need to move independently in the territory, and
to have a more active and collaborative role within the
family and domestic context.

If the keyword for childhood was “habilitation”, for
the adolescent and young adult the keyword becomes
“transition”. Thus, the assessment process must reflect
this change of perspective and adopt this transition to
new roles and new areas as a central element of the
evaluation.

Useful tools in this perspective are: the Teacch Tran-
sition Assessment Profile (TTAP) [9], Community
Based Skill Assessment Checklist [10] or the Transi-
tion Checklist contained within the VB Mapp [5].
These tools focus, in particular, on the skills needed to
adequately perform the complex tasks required by the
transitions. The relevant work areas within this life cycle
are described in Table 1.

In an attempt to summarize in key words the para-
digm of the project in a lifespan perspective, it could
be stated that the project of the person with neurode-
velopmental disorders ideally represents an arc. The
starting point of this arc coincides with a strict habilita-
tion phase, which is then followed by a planning phase
during which the transitions represent its main feature.
These transitions are the ones that accompany the per-

Adolescent and young adult task area required by the “transition” phase

Area Description

Career and employment

Opportunities to learn all the skills needed to enter the world of work in a fulfilling and productive way,

while respecting the personal skills and interests, or attitudes

Self-determination

Ability to be the primary causal agent of one’s choices, and at the same time, the knowledge of how to

protect oneself from possible exploitation or deception

Health and Safety

Ability to manage one’s sexuality, to adequately manage possible pharmacological therapies or practices

of self-medication, or know how to move safely in the home

Community active participation  Participate to the wide range of possible activities related to personal satisfaction, such as the cultivation

and access to services
is crucial to attend community

Role within one’s own
household

of friendships, the development of hobbies, sports activities, etc. Furthermore the use of public transport

Acquiring an active role, which is that of contributing to the management of the various daily life actions
and to the care of the home environment
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son to adulthood where the project takes on a markedly
existential connotation.

THE PROJECT OF LIFE IN ADULTS WITH
NEURODEVELOPMENTAL DISORDERS
AND DEFINITION ISSUES: INTRODUCTORY
CONSIDERATIONS

The previous paragraph has given us a glimpse, in its
essential terms, of what could be defined as an itinerary
for the development of a project for people with neuro-
developmental disorders in the developmental age. Per-
haps, a good starting point is the precise definition of
the differences between a project of life for people with
neurodevelopmental disorders in adulthood and in the
developmental age.

First of all, the project of life for the adult person, es-
pecially when compared to the developmental age proj-
ect, implies fewer shared social expectations. The devel-
opmental age consists in stages of development where,
regardless of whether the specific child will follow this
evolutionary sequence, there is a social consensus on
what is important to acquire. At a certain age, a child is
typically expected to start speaking, to develop sphinc-
ter control during kindergarten, to start learning literacy
at the age of six, and so on. Something similar does not
exist for adulthood. The cultural and social link that can
be the basis for choosing goals for the project of life in
adulthood is much more evanescent and nebulous. This
becomes vaguer when the functioning of the people
with disabilities is low, they require a high degree of
support, and there are no credible pathways to employ-
ment. Hence, we enter a gray area where “what society
expects” appears to be an even more random reference.
All this leads us to affirm that, at times, when select-
ing goals for the adult person with disabilities there are
specific reasons why certain goals were chosen to the
apparent detriment of others.

Secondly, in simple terms, the project of life for adults
should be characterized by a different emphasis within
the range of goals. Gardner [11] proposed and distin-
guished between the following outcomes:

e clinical, are the outcomes of interventions aimed at
ensuring both good physical health and the reduction
of “challenging behavior”. Both the former and the
latter interfere with the full exploitation of the oppor-
tunities offered by the community;

® functional, are the outcomes of programs aimed at im-
proving the person’s functioning in terms of socially
relevant behaviors;

e personal, are the expression of what is interesting and
desirable for the person.

If we adopt this tri-partition of goals stemming from
expected outcomes, we can affirm that planning in the
developmental and adult age differs precisely because
of the different saliency of these three categories within
the individual project. In particular, in a project of life
for adults, the functional goals, though still present, will
be decidedly less marked than those found in a project
for the developmental age. This is not only because of
less brain plasticity, but also, and especially, because the
greatest concern in adulthood is to enhance and em-
phasize the learning that occurred in the previous years.
This means making the object of learning functional
and avoiding maintaining the subjects at the existential
register of eternal schoolchildren. Conversely, in adult-
hood all those paths that put the person in contact with
personally relevant and rewarding outcomes will neces-
sarily have to find more space, which is not different
from what all adults pursue when attempting to realize
their desires and expectations. The potential presence
of health issues or behavioral and psychopathological
problems may facilitate both in the developmental age
and in adulthood, the presence of clinical outcomes
(Figure 1).

Developmental age

Adulthood

Personal outcomes

Functional
outcomes

Clinical outcomes

To pursue one’s objectives
access favorite
things/objects

Increase skills in the social

and practical - conceptual
domains

Well-being and reduction
of symptoms

Personal
outcomes

Functional outcomes

Clinical outcomes

Figure 1

Model of the “Project of life” outcomes differentiated by the age of the subject. The size of the arrows indicates the greater/lower
emphasis that should be given to personal, functional, or clinical outcomes in the different ages.
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Thirdly, we believe that another difference between
projects in the developmental age and adulthood lies
in the different timespan that characterizes them. In-
deed, the goals contained within a project for minors
have, legitimately so, a very close temporal projection.
On the contrary, those present in a protocol for adults
require much more time for their realization. This de-
pends on two factors: the first, which is well known and
cited, is the greater brain plasticity during the devel-
opmental age, which necessitates intensive and early
intervention, with different and operational short-term
goals. The second is linked to the common and ordi-
nary ways in which, typically, adults plan their lives.
Indeed, the ways to build a career, an independent life,
an emotional project are goals that may occupy many
years and involve countless and intertwined paths.
Thus, a project of life for adults will necessarily require
an adequate temporal span within which to unfold and
should not have significant repercussions in the short
term [12].

The assessment of the project of life

In terms of assessment, it may be useful to start from
the five dimensions that characterize intellectual dis-
ability and autism according to the multidimensional
perspective proposed by AAIDD [13, 14]. This multi-
dimensional approach requires that a comprehensive
assessment of a person with neurodevelopmental disor-
ders include five dimensions to be assess:
1.intellectual capacity;
2.adaptive behavior in its three fundamental factors

(conceptual, social, and practical);
3.health, physical, and mental condition;

4. participation, interactions, and social roles;
5.the person’s life context.

For each of these five dimensions, there are different
tools depending on the function the evaluation intends
to perform. The functions can be:

e diagnostic;
e classificatory;
¢ aimed at the programming of plans and individual

support systems [14].

For the purpose of this contribution, we think that
the main purpose of an evaluation process is to better
identify the necessary support systems:
¢ improve functioning;
¢ improve outcomes (in terms of quality of life);
¢ encourage the implementation of individual choices;
e guarantee human rights.

Within the five dimensions, the assessment tools
will thus be varied and the short list below has the sole
function of indicating, in a concise manner, some of
the most useful ones for the development of a proj-
ect of life. As far as health conditions are concerned,
the CIRS (Cumulative Illness Rating Scale) [15] is an
easy, but effective tool for the quick identification of
the active pathological frameworks and comorbidities
present in the individual. The CIRS is a standardized
scale for obtaining a measure of somatic health. The
questionnaire requires the healthcare professional to
identify the clinical and functional severity of 13 cat-
egories of pathologies based on clinical history, objec-

tive examination, and symptoms. Then, the professional
defines the level of severity for each of the categories
and a comorbidity index is drafted. With regard to the
health condition, the presence of other potential psy-
chopathologies necessarily requires appropriate tests
to detect the associated psychiatric pathology, such as
SPAIDD-G (Systematic Psychopathological Assess-
ment for Persons with Intellectual and Developmen-
tal Disabilities - General screening) [16] or DASH II
(Diagnostic Assessment for the Severely Handicapped
revised,) [17]. However, it is critically important to have
instruments of functional analysis of behavior and, in
particular, of experimental functional analysis [18, 19].
Indeed, these may detect the functions of behavior and,
consequently, may be the basis for the identification of
iso-functional, adequate and effective behaviors, which
need to be reinforced in order to replace problematic
and dysfunctional behavioral repertoires. As far as the
adaptive dimension of behavior is concerned, in addi-
tion to the Vineland II Scales [20] — which represent a
normative tool — an excellent contribution for the con-
struction of a project of life is provided by other sets
of criterion-based tests such as the TTAP (TEACCH
Transition Assessment Profile) [9], the EFL (Essentials
For Living) [21], the AFLS (Assessment of Functional
Living Skills) [22]. In terms of the intelligence dimen-
sion, we believe that tests of a normative nature such
as the WAIS (Wechsler Adult Intelligence Scale) [23]
hardly satisfy the function of programming plans and
individual support systems. If the main purpose of this
particular type of assessment is to define the project of
life, then it may be important to use assessment tools
that improve the evaluator’s ability to focus on basic
learning skills, such as ABLA (Assessment of Basic
Learning Abilities) [24] or communication skills, such
as the Speaking and Listening scales in “Essentials For
Living” [21].

The assessment of the remaining two dimensions,
namely participation, interactions, social roles, and
the context of life, emphasizes the need to make use
of criterion-based and non-normative tools, such as
ecological questionnaires to investigate the ecosys-
tems of the person’s life and scales for the assessment
of support. Furthermore, at least two types of assess-
ment can also be extremely significant: the quality of
life and the preferences expressed by the individual.
With regard to the theme of quality of life, there are
many scales designed for such assessment in people
with neurodevelopmental disorders [25-31]. In our
working practice, we make explicit reference to the
meta-model proposed by R. Schalock [32], who insists
on eight domains: personal development, self-determi-
nation, interpersonal relations, social inclusion, rights,
emotional well-being, physical well-being and mental
health, material well-being.

As it has already been anticipated, a second type
of assessment plays a crucial role in the development
of the project of life. This assessment consists in a set
of procedures normally defined as “preference assess-
ment”. The assessment of preference is of fundamen-
tal importance for a project of life that emphasizes the
prominence of personal outcomes, the access to the
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world of stimuli and, more generally, the events pre-
ferred by the individual. This type of assessment can
be performed indirectly, that is, the source of access to
preferences is not the direct observation of the person
with disabilities, but a survey conducted by caregivers
who know them best (or by people with disabilities
themselves if they are linguistically competent), for ex-
ample questionnaires such as RAIDS (Reinforcement
Assessment for Individuals with Severe Disabilities)
[33], the Reinforcement Inventory for Children and
Adults [34] or the “values interview” [35]. In general,
however, the hierarchies of preferences produced by
indirect assessments do not always align with those
resulting from direct assessments. Another modal-
ity, which could be defined as direct observation, is
that of the “free operant” [36], characterized by giv-
ing the subject free access to objects or activities and
the amount of time spent in contact with the objects
(manipulating them, looking at them, paying atten-
tion to them) constitutes the criterion for constructing
the person’s hierarchies of preference. The framework
of preference assessment procedures is completed by
systematic preference assessments that can range from
single-stimulus assessment [37], to paired-stimuli as-
sessment — which is perhaps the most precise way to
build a hierarchy of preferences [33, 38] — multiple
stimuli assessment with repositioning [39], where the
stimulus selected as preferred is reinserted within the
range of choices, and lastly the multiple stimuli pro-
cedure without repositioning [40], where the selected
stimulus is removed from the selection set, thus “forc-
ing” the person to assess the preference within the
remaining stimuli. It goes beyond the intent of the
paragraph to compare the validity of the different pref-
erence evaluation procedures. In the present work, it
should be highlighted that there are, in the literature,
different ways of assessing preferences and assessment
acquires an unprecedented importance in the evalua-
tion phase of the project of life for adults. A person-
centered plan without an assessment of what is impor-
tant and preferred by such individual risks consigning
the choice of activities to a philosophical, rather than
empirical, principle and this can give rise to innumer-
able biases [41, 42].

FROM ASSESSMENT TO ECOLOGICAL
BALANCE

The observational and evaluation phase conducted
so far should offer the assessor a substantial amount
of data and information regarding the five dimensions
presented in the previous paragraph. Thus, having a
great deal of information available is a potential ben-
efit for a more project-based evaluation, but such an
amount of information may be difficult to summarize
and it could pose some problems for the development
of the project of life. Indeed, assessment is valuable in-
sofar as the data and information collected are instru-
mental and usable for the development of the project
[12]. In order to align the data of the evaluation with
the goals and goals of a project of life, it is therefore
necessary to have an intermediate process capable of
filtering the set of information and data. Such process

questions the results of the overall assessment and
draws significant information for the development of
the project of life.

Consequently, with this intent, we have outlined
some questions that could be viewed as special lenses
through which to investigate the varied information
produced by the assessment. These questions, in line
with the initial assumptions, lead to an ecological analy-
sis involving the person and the main ecologies of life
within which the person lives (family, service, places,
and community services). This analysis should involve
all the main caregivers, and, where possible, the people
themselves, with the aim of finding a balance among
the various ecologies/ecosystems. The questions, which
are at the basis of the ecological balance are a means to
develop input for the project. The ecological balance is
composed of six questions:

Preferences and wishes of the person with disabilities
(thbings that are dear and important to the person
with disabilities)

At this level, reference is made to the results of the
survey conducted previously with the person with dis-
abilities about their complex system of preferences ob-
tained through the choices assessment procedures. The
hierarchy of preferences expressed by the person must
represent the fundamental reference point in the defi-
nition of the project of life. This hierarchy must then
be concretely declined according to the resources and
opportunities available. During this process of declina-
tion, it is also appropriate to provide for interventions
that can change the contexts and beliefs of the ecosys-
tems of life of the person with disabilities. Thus, the
questions feeding this category are: “what does the per-
son want?”, “what does the person like?”, “what does the
person declare to be important for them?”. A further
question that could be proposed at this level is related
to the difficulties that this person might encounter in
acquiring their favorite things or in achieving what is
important to them.

What is important for the person (from the point of
view of caregivers and the person’s background)

This question leads us to investigate the parts of the
assessment related to contexts. Understanding what the
different contexts of the person’s life represent for them
means understanding the expectations and rules of the
primary network (e.g. family) and all other networks of
support and belonging of the person (friends, services,
volunteering...). The choice to investigate the expecta-
tions and rules of the networks that constitute the so-
cial and affective context, in addition to the person’s
expectations, stems from the fact that the preferences
and desires of the person with disabilities are not always
exhaustive of what is important for that individual. It is
a trivial consideration, but it implies both ethical and
deontological consequences. There are many classes of
behavior that appear to be central to ensuring a good
quality of life and which, however, are not among the
person’s preferences and priorities. The answers to this
general question can be sustained by a series of other
questions, such as: “what do we consider important for
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this individual?”, “what skills are important for this indi-
vidual in order to improve their quality of life?”, “what
skills would be useful to improve their quality of life?”. It
is important that the formulations collected are always
expressed in a positive form and not in a negative one.
The assessors will therefore express themselves starting
from statements such as: “increase their communica-
tion”; “increase their personal autonomy skills”; “make
them more capable of managing their emotions”. The
following formulations are not correct: “we would like
him not to disturb”, “we would like her not to always
get into trouble...”.

The first question of the ecological balance directly
interrogated the set of evaluation procedures related to
the preferences of the person, but there is no similar
question regarding the process of choice and targetiza-
tion of goals and objectives. Even in the absence of such
a precise reference, however, it is possible to orient this
choice by means of a series of further critical questions
about activities and goals. These questions can refine
the statements stemming, at first, from the different
contexts. The following questions draw on two major
sources of the literature: on the one hand, the contribu-
tions offered by behavior analysis [43, 44, 2] and, on
the other, the quality of life studies [32].

Do the identified goals represent an essential skill?
McGreevy [21] has listed eight potential “must have”

skills also suitable for adults. The lack of these skills

could be a factor of serious hindrance for the develop-

ment of other more important functional and adaptive

skills. The skills that are reported at this level are the

following:

¢ making requests;

¢ knowing how to wait for the delivery of a reinforcing
stimulus;

e accepting the delivery of a reinforcement and/or the
interruption of a preferred activity;

e knowing how to complete learned tasks;

e accepting a negative answer (“no”);

¢ following health and safety related instructions;

¢ completing daily life skills related to health and safety;

e tolerating health and safety related situations.

Is the bebavior or activity likely to produce reinforcement in the

person’s life context?

The question leads us to reflect on whether the
achievement of a goal and/or the performance of a cer-
tain activity will have reinforcing consequences for the
individual. In this case, an objective or activity is sig-
nificant and important because of the person’s primary
interest. When can these circumstances occur? We be-
lieve that at least two different circumstances meet the
“primary interest of the person” requirement:

a) the first can be considered satisfied when the objec-
tive or activity produces automatic reinforcement. In
other words, the activity is self-reinforcing. For in-
stance, though they are very different, “reading” or
“manipulating stimuli” that produce pleasant tactile
sensations are two examples of this;

b) the second refers instead to the possibility that, while
the person is carrying out an activity, or at the end

of a teaching process, they can get in contact with

reinforcements in their natural environment.

Is this behavior (or activity) a prerequisite for a more
complex functional ability?

Some behaviors are not significant except for the
fact that they are prerequisites of functionally impor-
tant and relevant skills: for example, grasping a soap
bar placed in one box to put it in another could be a
meaningless activity if it is not given any function other
than changing the location of objects. However, it could
be a valuable activity to build prerequisites if it intends
to develop the grasp of soap that is an absent behav-
ior within a task such as “washing your hands”. In this
case, it is worth underlining that if some prerequisites
represent the target of the intervention in the context
of a project designed for adults, they must be directly
connected to a socially relevant skill and not be generic
remote prerequisites.

Does this skill increase the person’s opportunity to access
environments in which other important bebaviors can be
acquired and used?

The question enquires whether the chosen behavior
is a behavioral “cusp”. To understand what a “behav-
ioral cusp” is, it is worth citing the author who first
used these words: it is “a change of behavior that has
consequences for the body beyond the change itself,
some of which can be considered important” [1]. A
classic example, borrowed from the developmental
age, is that of a child learning how to walk. The ac-
quisition of the walking skill allows the child to ac-
cess new contexts and new experiences that can be
both reinforcing and a source of new and significant
learning. In the developmental age, we can certainly
set ourselves a behavioral objective of this kind and
be reasonably sure that walking will put the child in
contact with countless stimulating contexts. Nothing
else is needed. The targetization of a behavior or the
selection of an activity, in an adult person with neuro-
developmental disorders, should, in our opinion, imply
a greater commitment to identifying the contexts to
which we want, realistically, the person to have access.
Therefore, the potential cusp function of a behavior
does not seem sufficient to target an objective or select
an activity without, at the same time, identifying the
specific contexts within which the person will experi-
ence new sources of reinforcement.

Will changing this bebavior predispose others to interact with
the person in a more appropriate and supportive way?

In this case, the target is not of direct and immediate
interest to the person with disabilities. Cooper, Heron
and Heward [43] produce a good example of a poten-
tial communication target which is suspended in favor
of another related to the management of living places
(tidying one’s own room and helping with the house-
work) in order to reduce the workload (and stress) of
parents. In this case, the authors state that it may be
appropriate to teach such skills precisely because the
reduced dependence of the children will predispose
parents to interact, more and better, with them, also
from the point of view of communication itself, which
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was the initial target of the educator. This question has
a certain relevance for people with disabilities in adult-
hood, whether they are with the family or part of ser-
vice programs. Indeed, the frequent reduced number
of staff creates a condition of real “flooding”, that is,
the tasks of care significantly saturate the time of the
staff. Similarly, this phenomenon tends to reproduce it-
self in the family, often characterized by a high level of
stress resulting from the burden of care of the relative.
In this case, a reduction of the burden could turn into a
flywheel able to increase the availability of staff or par-
ents, promote training or, more simply, a shared time
slot within which to develop more fun and strengthen-
ing relationships. The question guiding targetization
certainly has its relevance and legitimacy, however, it
also presents potential risks. In the previous example,
there were two clear aspects:

a) behavioral objective which the educational figure
considered of direct utility for the person (e.g. com-
munication);

b) behavioral objective which is primary for other sig-
nificant people (e.g. parents).

This means that a reduction in the care burden
should be matched by an increase in the commitment
to the behavioral target of direct interest to the per-
son. In other words, an indirect target should always
be paired with the identification of a target of direct
interest. Otherwise, there is a risk of identifying targets
that completely diverge from the priorities of the person
with disabilities.

Is the bebavior or activity generative?

The generativity of the target behavior occurs when
the learned behavior produces changes and evolu-
tions in other behavioral classes without being directly
taught. The concept of generativity has been reviewed
several times in the analytical behavior literature. It is
on these behaviors that the concept of “pivotal behav-
ior” [2-4] focuses, for example, as a skill that produces
modifications or covariations in other adaptive behav-
iors not necessarily taught. For instance, teaching an
autonomous and independent approach to other peo-
ple represents, according to the authors, pivotal behav-
ior because it correspondingly increases other classes
of behavior such as “asking questions” or the “quantity”
and diversity of speaking and dialoguing with others.
There are many activities that develop potentially piv-
otal behaviors [44]: if one is taught how to play bin-
go, they will learn a variety of skills beyond the simple
game: listening, verbalizing, interacting, taking turns
and sitting together with others. It is easy to see how
mastering all the fundamentals of a seemingly simple
game like bingo could translate into skills needed for
other areas of life.

Likewise, the concept of generativity, which is inter-
esting because it creates potential developments that
are not the object of direct teaching, thus widening
the repertoire of the person, requires specific attention
when applied to adulthood. Though it is true that a
certain behavior has in itself the potential to broaden a
person’s repertoire of abilities in certain areas of life, the
opposite can be said when that new behavior or activity

is not accompanied by an increase in the opportunities
needed to activate the generative process. Indeed, it is
not uncommon to witness situations in which certain
activities are selected for some intrinsic pivotal poten-
tial, but, in terms of opportunities offered, the person’s
life does not change at all and the so-called “other areas
of life” simply do not exist. For this reason, developing
activities or promoting pivotal behavior must include
explicit planning of new opportunities to offer to people
with disabilities.

Does the behavior or activity represent an iso-functional
alternative to challenging bebavior?

This question emphasizes the “constructive” ap-
proach versus the “eliminatory” approach [45]. In-
deed, it is simply unfeasible to eliminate a challenging
behavior when this behavior, though socially challeng-
ing and dysfunctional, has proved to have at least one
or more functions for the person who exhibits it. For
this reason, Bosch and Fuqua [44] suggest alternative
behaviors as a new frontier of cusp behavior. In this
sense, some activities, which apparently may not have
any meaning, acquire significance precisely because
they are socially and personally more adequate re-
sponses to the problems present in the person’s reper-
toire. Behaviors and activities at this level can be very
different depending on the level of functioning of the
person and the type of challenging behavior subject to
intervention. They can range from mand training to
manipulation of soft materials to surrogate tactile sen-
sibility stereotypies.

Is this behavior age-appropriate?

The question refers to two assumptions. The first is
philosophical, so to speak, the second is linked to the
actual probabilities a behavior or activity has to be
reinforced naturally in the natural context. The philo-
sophical principle is based on the famous concept of
“normalization”, which emerged during the 1970s. The
recommendation is to conduct activities “as culturally
normal as possible” [46]. The term “as far as possible”
indicates that the principle of normalization should be
understood more as a continuum rather than a catego-
ry. There are different ways to answer this question and,
among what is feasible, there is the use of age-appropri-
ate material. Indeed, it is also possible for people with
profound multiple disabilities to perform sensory ac-
tivities with brushes capable of stimulating their touch,
rather than with cloth puppets.

Does the activity or bebavior aim to improve important
parameters of a person’s bealth?

Sometimes the activity or behavior to promote is not
aimed at the person’s immediate behavior. Weight re-
duction or glycemic values are examples of this. How-
ever, activities can contribute to the achievement of
adequate physiological parameters through the teach-
ing of a diet, exercise, or other activities that can nor-
malize the parameters. Health issues, which are fre-
quently related to neurodevelopmental disorders, are
therefore of co-primary importance within a person’s
project.
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Is the bebavior or activity a direct response to improving some
domains of quality of life?

An expression is often used in reference to behavioral
targets: “socially significant”. This definition indicates,
like that of normalization, what is socially expected, in
particular, for an adult person. However, there is a po-
tential range of goals which are not only attributable
to socially expected behavior, but also encompass the
improvement of quality of life and general well-being.
A reference to this level can be represented by R. Scha-
lock’s meta-model [32] which, as seen in the previous
paragraph, identifies 8 fundamental domains for a good
quality of life for all people. This question leads to the
identification of “contents” that can be used as the
basis of the targetization process. In this regard, it is
worth underlining that there are not only goals aimed
at increasing adaptive skills, but also others intended
to increase the indicators of happiness or, conversely,
reduce pain indexes within clinically necessary activities
[47, 48], thus generally improving well-being. It should
be noted that in adulthood the dimension of personal
outcomes should be emphasized and the identification
of potential goals balanced by trying to respond to the
complex of the eight domains. The breadth of the do-
mains requires that the goals relating to improving the
quality of life are clearly defined in terms of expected
outcomes and do not constitute generic phrases capa-
ble of justifying any activity.

Challenging bebaviors for the environment
and concurrently dysfunctional bebaviors for
the person (which challenging bebaviors limit
their active participation?)

This question requires the assessor to investigate the
existence or non-existence of behaviors that the person
exhibits which are challenging for their ecosystems and,
at the same time, dysfunctional for the same individual.
This operation involves two different moments:

a) the collection and listing of the different behaviors
experienced in a challenging way by the contexts;
b) the assessment of challenge severity and hierarchy.

The collection of challenging behaviors must include
the contribution of all people who, in different ways,
have an important relationship with the person with
disabilities. The selection “judges” the degree of chal-
lenge, thus including some of these behaviors (which
will then be the subject of intervention) and excluding
others. The process of selection and hierarchy can be
facilitated by the use of questionnaires that can help
caregivers to share the judgment of challenge and pro-
duce a hierarchy.

In order to understand and evaluate the degree of
challenge of some behaviors, it would be better to
resort to some subjects before starting any interven-
tion. The first of these should be whether the behavior
produces damage to the subject or to other people or
things. A positive answer to this should clearly dis-
pel any kind of doubt: the behavior that the person
exhibits is truly challenging. The second enquires
whether that challenging behavior is an obstacle to
the development and well-being of the individual. In-
deed, there is a wide range of behaviors that are not

“dangerous” either for the person or for others, such
as stereotypies.

However, a considerable exhibition of such behaviors
can be detrimental to the learning of new skills. In some
cases, the frequency of stereotypies is so high that it
even seems to shield the subjects, thus making them
hostile and extraneous to any proposal. In this case,
too, an affirmative answer would legitimize an interven-
tion. Finally, some considerations should be done on
“milder” behaviors, configurable as strange or bizarre
attitudes. The assessor needs to evaluate whether such
behaviors tend to consolidate the social stigmatization
and therefore the marginalization of the subject. This
evaluation is important because the risk is that of “nor-
malizing” the behavior of the person by annulling what
could be defined as the typical dimension of the sub-
ject in light of a conformist vision of attitudes and be-
haviors. Only a pondered and shared positive response
among all the people and contexts with which the user
is in close relationship can provide a sufficient basis for
an intervention.

The person’s performance/skills are not actualized
(required) by environmental contexts

This specific question leads to the isolation of the set
of skills that the person already possesses within their
repertoire and that, for various reasons, are not request-
ed and experienced. It is not a matter of selecting these
skills, if there any, and inserting them sic et simpliciter
within a new project. However, it is important to under-
stand how much of that person’s learning history has
settled in order to assess how many of these skills can
be appropriately included in an intervention program
for the person. The term “appropriately” refers to the
role these skills could play in improving one or more
domains of the person’s quality of life.

Therefore, at this level two steps must be taken: on
the one hand, the set of these skills needs to be identi-
fied, on the other the skills that are considered “impor-
tant for the person” for a good quality of life should be
selected.

The questions that could feed the information con-
tained in this category are the following: “does the per-
son have any skills that are currently unexpressed?”; “are
there any skills that we have seen in the past, or that
emerged during the assessment, that are currently not
valued?”; “In the person’s history, are there any skills that
our environment has no longer exercised or requested?”.

Balance between personal performance and ecosystem
demands (what significant abilities does the person
already express?)

This ecological analysis question attempts to isolate
the “balance points” between the abilities expressed by
the person and the demands of life ecosystems. Refer-
ring to the “old” WHO document, the ICIDH (Inter-
national Classification of Impairments Disabilities and
Handicaps) [49], where there is a balance between en-
vironmental demands and skills expressed by the per-
son there is no “handicap”. It is ultimately a question of
investigating, in the different contexts of a person’s life,
the strengths of that individual, what makes them par-
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ticularly “capable” of responding to certain aspects of
their daily life in their environment. The questions that
call for an investigation in this direction can be: “are
there any skills that the person already exhibits that we
consider particularly useful in the life they lead within
that specific system (family, service, aggregation); “what
strikes us most positively among the skills exhibited by
the person?”; “what are the skills that make them more
adequate and capable than what is typically required in
their daily lie?”.

Health conditions that can influence the search for
the best quality of life (which bealth conditions could
limit the active participation of the person?)

The sixth category of the ecological balance requires
the identification of disease conditions that may impair
the achievement of a higher quality of life. It is there-
fore not so much a question of listing all the pathologies
of the person, but of understanding which ones seem to
have the most direct impact on quality of life. In par-
ticular, we are referring to physical health, since mental
health aspects should have already been investigated (in
behavioral terms) in the previous analysis question on
“environmentally problematic and dysfunctional behav-
iors for the person”. This part of the analysis should ex-
amine: the active pathologies present at that moment;
the risk factors (with particular reference to lifestyles)
that could give rise to potentially serious disease pat-
terns detrimental to a good quality of life; and the pres-
ence of iatrogenic problems arising from the use of psy-
chotropic pharmacology.

FROM THE ECOLOGICAL BALANCE
TO THE PROJECT OF LIFE

The ecological balance we have seen so far should
lead to a summary of the salient and representative as-
pects of the people’s desires and choices, and the differ-
ent contexts and systems within which the subjects find
themselves living.

The ecological balance should provide the “material”
with which the “project of life” will be developed and its
results represent what could be defined as real project
inputs. From this perspective, the “project of life” is a
set of propositions elaborated by the multidisciplinary
team and shared with the person, their family, and other
significant contexts. Therefore, the project of life must
clarify the “general purposes” that inspire the work of
the whole team and its different goals must be declined
within the eight domains of the already mentioned me-
ta-model of quality of life [32]. As already noted, the
project of life must be promoted within an adequate
temporal span. This means that the different goals con-
tained in it can guide the educational and clinical work
for periods that can be as long as a few years. This does
not mean rigidifying the planning or not considering
events that can modify the educational clinical and care
framework. It only means that the planning, sometimes,
should be configured as a necessarily long-term process,
similarly to normotypical adults.

In general, this translates to having articulated and
coordinated plans that can lead to expected outcomes
in a period that is not necessarily measured over a cal-

endar year. It is worth pondering, for a moment, what
it could mean to habilitate a person to an independent
life, or to activate a path of reintegration in the com-
munity of a person suffering from severe challenging
behavior. The Project is therefore valid as long as the
five dimensions of the evaluation, on which the ecologi-
cal balance was conducted, do not present significant
changes. If this were to happen, for example in the case
of an onset of dementia, a major psychiatric problem,
or the disappearance of one of the nodes in the person’s
network (e.g. the family), this picture would change
substantially and the project of life would have to be
extensively redefined.

THE INTERVENTION PROGRAM
The intervention program represents the full opera-

tionalization of the goals contained in the project of

life and its translation over a short period of one year.

The goals contained in the project are, as was said,

operationalized and transformed into work goals. The

intervention program, precisely because it is inscribed
within a complex and articulated project of life, must
necessarily develop from different types of objectives.

In particular, within the Intervention Program we can

distinguish the following five objectives:

1) constructive type, that is, the formation of new skills
(or increase of the parameters of the same) previ-
ously absent from the person’s skills repertoire;

2) decrease, aimed at reducing challenging behaviors or
behavioral excesses;

3) maintenance, intended as actions towards classes of
responses, already present in the person’s repertoire,
through functional exercise and monitoring. On the
one hand, the maintenance goals will therefore wel-
come the constructive goals that have been achieved
and that will have to be included in a functional exer-
cise and monitoring register. On the other, they will
be fed by inputs contained in the ecological balance
when, for example, the points of “balance between
the performance of the person and the demands of
the ecosystems” are identified;

4) environmental change, as actions directed towards
environmental ecosystems in order to make an
environment more appropriate to the well-being
of the person, and their personal and functional
characteristics. The concept of environment used
within these goals is “extensive” as it includes physi-
cal, organizational, cultural, and relational aspects.
In other words, this particular type of goals does
not focus on a person’s behavioral repertoire, but
rather on the modification of certain aspects of the
environment in order to update the skills possessed,
increase well-being, or reduce the burden of dis-
comfort and pain;

5) bio-medical, are the set of actions and interventions
mainly aimed at normalizing parameters (treat-
ment), preventing pathologies linked to specific risk
factors, and monitoring the effects of the treatments
themselves with the aim of reducing possible iatro-
genic conditions.

Each of these objectives clearly has specific ways of
articulation and a number of steps that must be fol-
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lowed in order to implement them. However, an ana-
lytical examination of these processes within the indi-
vidual types of objectives goes beyond the scope of this
chapter, which has only attempted to outline a possible
path for the development of a project of life for a person
with neurodevelopmental disorders.
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