





mental,

2.

The close link between eticlogical categories and medicine
frequently conjures up strong connotations of disability

as primarily a medical problem when in reality the manifes-~
tations of a disability are largely non-medical in nature.

The set of etiologies is potentially almost infinite.

The same etiology can result in widely divergent impairments,
functional limitations or service needs.

Diagnosis is, in fact, not that highly developed, and in many
instances the search for the etiology has led to misdiagnosis,
mislabeling, and unreliable prognosis.

Impairment approach. In this approach the symptoms or physical,

or emotional manifestations or states are described.

Potential Advantages

Impairments are more descriptive of problems presented to the
individual and society than etiologies.

Fairly well-established taxonomies of impairment have been
developed and could be developed fairly readily.

Impairments are familiar to many users: some of the more common
ones are mental impairment or retardation, visual impairment and
hearing impairment.

Impairments are fairly well understood and understandable
because they have a concrete manifestation.

A lot of data is collected using major impairment categories,

Potential Disadvantages

3.

Impairments do not necessarily aid in predicting what interven-
tions or services a person will need,

Impairment categories differentiate individuals according to
characteristics which do not necessarily help in determining
need but which can have negative or stigmatizing connotations,
such as "mentally impaired.”

Impairment is regarded by some people as a negative concept
since it only addresses a limitation and not an ability.

Functional approach. In this approach the behavioral manifesta-

tion of the impairment is described. A functional limitation is a reduced

ability, on the part of an individual, to perform a particular task or tasks.
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Potential Advantages

The trend in many federal programs and federal definitions is
towards a functional definition of disability.

Functional definitions are closely related to needs for service
or intervention and hence are potentially very helpful for
planners,

Functional definitions are not based upon a medical model and
hence are more favorably viewed by many service providers and
planners.

Functional definitions can be uged to differentiate areas of
ability as well as areas of inability in an individual rather
than providing an across-the-board label.

Functional definitions relate directly to a variety of readily
understood behaviors rather than on more obscure medical or
technical terminolegy or concepts.

It is possible to develop fine instruments for measuring functional
level in many aspects of behavior.

Potential Disadvantages

4.

There are no well accepted taxonomies of functional disabilities.

It is extremely difficult to dewvelop a meaningful taxonomy which
is both exhaustive and mutually exclusive.

The actual operationalization of a functional definition can
be extremely difficult and require extremely tedious work if it
is to be useful tc a clinician.

Cnly spotty data exist on functional categories and because of the
lack of miformity in these categories the data that exist are
not compatible.

It is difficult to establish absolute criteria for functional
levels independent of the environment in which the individual
lives.

Despite the trend towards more functicnal approaches, few pure
functional definitions are being used.

Service need approach. In this approach a person is defined in

terms of a specific service or set of services which are :ieeded or in terms

of his/her ability to use existing services or fill existing roles.
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Potential Advantages

® Using a service need or inability to perform a particular role
in society as the basis for the definition would peoint directly
to needed services and hence would facilitate planning.

® Because the service need is relative to the environment it is
potentially less stigmatizing and negative about the individual,
but places more responsibility on the society.

e Use of a service need definition is potentially the most
eguitable definition from the perspective of helping to ensure
that anyone requiring a particular service or intervention
receives it.

e As a person no longer regquired a service he/she could potentially
be rid of his/her "disability" label or status.

Potential Disadvantages

e Because it is so relative, it would be extremely difficult to
establish uniform standaxds.

® The state of the art in terms of assessing indiwvidual needs
is unevenly developed: in some service areas there is a great
deal of sophistication and in others the measurements are gquite
primitive.

e By defining a disability in terms of a required service it is
quite possible that there would be an overestimation of the
disabled population because of individuals requiring similar ser-
vices not available to "non-disabled" populaticns.

¢ Concepts of needed services change over time and to tie a defini-
tion solely to a particular type of service could be too rigid
as intervention strategies improve.

5. Clasg service need. In this approach a person is considered

developmentally disabled if he/she falls within a group which as a whole needs

a particular type of service.

Potential Advantages

e Reduced dependency on individual diagnosis, since the primary
focus is on a group of individuals taken as a unit,

® ILess chance that rigid criteria of eligibility would be

applied in the planning and development of gervices, since the
target population would be broadly defined.

&0
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Potential Disadvantages

e Group service needs are difficult for many people to conceptual-
ize.

& Because of the lack of precise criteria it would be difficult to
estimate population size for planning purposes or to determine
the precise characteristics of the included population.

e A group service need concept may be too abstract to be helpful
since to say, for example, that developmentally disabled persons
are persons in need of deinstitutionalization services dees not
describe in fine enough detail what people in fact need.

6. Combination. A mix of the above approaches can be used, as is

the case with the current definition.
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5.5 The Dempgraphics of Developmental Digsabilities
Thomas Cerva

The purpose of this paper was to present information about the num-~
ber of people in the United States population who might be considered devel-
opmentally disabled and to provide a basis for discussion within the Task

Force,

One main focus of this paper is on the relationship between defini-
tional and demographic issues: without clear definitions there can be no
clear counts. This paper has two parts: summaries of the best available
information on prevalence of developmental disabilities as currently defined,
and brief discussions of some of the reasons why this information is not very

reliable.

The relatively poor quality of the information available on the
numbers of persons with developmental disabilities creates problems when
attempting to understand the scope of the impact of the Developmental Dis-
abilitjes Program. The difference between the incidence and prevalence of
a disability, overlaps and duplicative counts, problems of restricted or
small samples, and difficulties of projecting overall rates from incomplete
or age-specific information are discussed as contributing to the poor gqual-

ity of the data.

This paper does not claim to be either an in-depth analysis of demo-
graphic issues or a presentation of new information on incidence or preval-
ence. Rather, it is intended to provide reasonable ranges for the size of
the developmentally disabled population as currently defined, based upon

currently available information,

Because of the importance of arriving at clear estimates of how many
people would be included under any particular definition of developmentally
disabled which might be generated, some of the reascns that prevalence
rates are often only given as estimates or given in the form of ranges are:

# There are many difficulties in diagnosing the existence of

specific disability or condition in an individual.

e Studies may use different definitions even for the seemingly
more reliably diagnosed conditions. Definitions can change not
only across studies but across time. This can lead to great
variation in prevalence studies.
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While some studies provide a breakdown of prevaience rates by
age, very few attempt to divide a total group by age of onset
(either origination or manifestation).

Little agreement exists on the definition of a severe disability.

Few studies even attempt to count the number of people with
severe disabilities, however defined.

Because of overlaps and multiple handicaps the estimate of the
total target population is not the sum of the estimates for the
separate disabilities.

The problem of duplicate counts can also occur when a prevalence
rate is obtained by adding together counts from various sources
which use different approaches.

Another sampling problem arises in studies using small samples.
The size of sampling error is inwversely proportional to the size
of the sguare root of the sample size,

A time~invariant attitude towards prevalence rates does not take
into account historical shifts both in the diagnosis of a specific
disability or its actual rate in the populaticn. For example,
researchers have only recently arrived at an estimate for the
prevalence rate of autism. In the past most of these children
were given the label of mentally ill or mentally retarded.
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5.6 Brief Descriptions of Specific Impairments

Suzanne Simenson

The purpose of this paper was to give Task Force members information
about the four impairments considered developmental disabilities as currently
defined as well as information about fifteen other specific impairments
which were suggested for possible inclusion within the definition. First,
the main aspects of those impairments in the current definition were high-
lighted: autism, cerebral palsy, epilepsy and mental retardation. This
was followed by descriptions of other conditions: childhoed psychosis,
congenital malformation, cystic fibrosis, deafness (early onset}, deaf-blind,
Huntington's disease, learning disabilities, minimam brain dysfunction, mus-
cular dystrophy, narcolepsy, osteogenesis imperfecta, severe visual impair-

ment, spina bifida, Tourette's syndrome, and tumerocus sclerosis.

Throughout the course of the study advocates for people with these
various psychological, mental, physiological, and behavicoral conditions
brought the existence of these impairments to the attention of the Task

Force.

For each condition key features were outlined which provided a basis

for discussion of the many elements considered by the Task Force:
e A definition of the impairment,
e A description of the symptoms;
e An indication of service needs;
e Age of onset, both origination of manifestation;
e Prevalence rates.

This paper was not intended to be an exhaustive compendium of con-
ditions, nor the result of a comprehensive, definitive sszarch of the liter-
ature. Rather, it included any specific condition which had been mentioned

for possible inclusion with developmental disabilities.
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5.7 An Analysis of a Functional Approach to the
Definition of Developmental Disabilities

Ruth Freedman

There was a great deal of discussion at the Task Force meetings about
the advantages and disadvantages of using functional limitations as the primary
basis for the definition of developmental disabilities. Three main options
were considered by the Task Force:

e Purely finctional definitions with no condition categories
specified;

¢ Functional definitions with condition categories specified as
examples ;

® Categorical definitions including functional limitations as

descriptors of the disabilities.

Because of the attention focused on functional versus categorical
definitions and the relative newness and complexity of a functional approach,
this paper was put together to explore some of the issues inherent in opera-
tionalizing a functional approach. It was not intended either as an endorse~

ment or an indictment of such an approach.

Key Problems

One of the major problems encountered in using the functional approach
is determining precisely which areas of functioning are central to the con-
cept of a develcpmental disability and which are not. Exemplifying this
problem is the confusion manifest among the types of functional measures used
in existing assessment instruments., Some instruments measure abilities (e.g.,
the ability to feed or dress oneself); some measure physical development
{e.g., motor or sensory development); some measure skills (e.g., homemaking
or pre-vocational skills); some measure behaviors (e.g., hyperactivity,
aggression); while others measure personality traits (e.g., self-esteem,
initjative, perseverance). Most existing functional taxonomies use an
assortment of measures, rarely distinguishing among the various measures or

pointing out the areas of overlap.

Another major problem in measuring functional limitations is the
interrelationship between functional level and environment. A person with

certain functional limitations might be considered "disabled" in one context,
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yet "non-disabled" in another context, depending on the expectations imposed
by the environment on the indiwvidual and the ability of the environment to

accommodate to the indiwvidual's functional limitations.

Existing Functional Taxonomies

This paper examined a number of commonly and less commonly used
functional assessment tools for the purpose of extracting taxonomies
of functional areas. Most of the tools which have been developed focus on
self-help skills, but a few (such as the Adaptive Behavior Scale} are more
comprehensive and attempt to provide an overall picture of an individual's

ability to function in society.

Most of the tools divide human behavior into a number of areas of
functioning. Within each of these areas of functioning, such as self-help,

there are more specific types of behavior which are listed. In turn, each

type of behavior (such as eating) is broken down into levels of performance.

The review of existing taxonomies indicates that;:

o There is little agreement among developers of functional
assessment tools on how to divide human behavior into major
categories or areas of functioning, and within an area of
functioning there is little agreement about the types of
behavior or components of bhehavior which comprise a major area.

¢ There is little agreement on the specific components of
behavior which should be used as measures of functional
ability or inability for a particular area or type of behaviozr.

There are, however, some common themes which can be identified
across the many scales which have been examined:;
¢ Independent functioning/self-help. This generally includes
such things as eating, toileting, dressing and bathing. Some

instruments like the ABS alsc include appearance, care of
clothing and travel (mobility}.

¢ Langquage development/communication. Expressive and receptive
language skills can be found In this category as well as social
interaction and the ability to use the telephone.

e Vocational activity/occupation. This group includes job complex-
ity and work habits in some scales and dexterity {fine motor)
and agility (gross motor) in others,

¢ Domestic activity. Cleaning, laundry and food preparation are
examples of activities found in this category.
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¢ Economic activity. Items that are found in this area of function-
ing include such things as money handling, budgeting and shopping
skills.

e Self-direction/personal assessment. This area inveolves respon-—
sibility, initiative, attention and leisure time.

# Physical development. Sensory and motor development are part of
this area which can be broken down to include vision, hearing,
body balance, and limb function.

e Socialization. This area of functioning refers to cooperation,
social maturity, and appropriate interaction with others, including
awareness of and consideration for others,

® Negative, maladaptive behavior/problem behaviocr, Inappropriate
behavior such as violent and destructive behavior, as well as
withdrawing and antisocial behavior are part of this category. -

betermining Severity of Functional Limitations

Many functional taxonomies attempt to determine not only the areas
ir, which an individual has functional limitations but also the severity of
those limitations. There have been three basic approaches used to measure
severity based on either: (1) degree of limitations, (2) number of limita-
tions, or {3) type of limitation. Most severity scales fall into this first

category.

Relationship Between Functional Areas and Disability Categories

There are no clear-cut lines which relate specific kinds of functional
needs to specific disability categories. The interrelationships between
functional needs and dizability categories are quite complex and difficult

to unentangle.
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5.8 Age of Onset: Some Issues

Ruth Freedman

The purpose of this paper was to examine the issue of age of
onset of developmental disabilities in terms of two concepts: origination
(the point at which the specific condition actually began or was caused) and

manifestation (the point at which this condition became evident or was

detected)., Two overall questions were addressed:

1. Wwhat cutoff point, if any, should be used in the definition
of developmental disabilities?

2. If an age cutoff is used should it refer to origination or teo
manifestation?

The Task Force's two related decisions are displayed in the following table:

prior to specific age at any point in life

originates

manifests

This paper addresses these options by examining some of the under-
lying policy, program and political issues and by presenting, where possible,
exigting data on technical issues such as the incidence of digabilities by
. age and the prevalence of disabilities originating during childhood but not

manifegted until adulthood.

Based on the data of the various studies described in this report,

the following concluding statements were made:

e It is generally held that the age of origination of all child-
hood impairments is birth or infancy. Therefore a change in
cutoff from 18 to 21 or to below 18 would have little effect
on the total gize of the population included in the definition.

e It is uncleaxr whether a change in the cutcff point from 18 to
21 would make the definition more "compatible” with other
legislation since the cuteff points used in other legislation
vary considerably.

® There are a variety of conditions which originate prenatally or
at birth but are not manifested until later in life. No study,
however, has attempted to estimate the size of this population.
If this group is included in the DD definition, it will be 4iffi-
cult to estimate its impact on the size of the DD population.
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There are many disabilities with origination and manifestation

after age 18. These adulthood disabilities are guite different
from those originating in childhood-~particularly with respect

to adults becoming disabled due to injuries in accidents and to
degenerative disorders related to aging.

Most experts maintain that the service needs of persons disabled
in childhood are freguently quite different from those of persons
disabled in adulthood. Disabilities occuxring in early childhood
tend to interfere more with the individual's opportunities for
education, employment, and social relations than disabilities
occurring later in life. Habilitation is the primary emphasis of
services for persons disabled in childhood; rehabilitation is
the focus of services for persons disabled later in life.
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5.9 te Approaches to a Definition of Developmental
Disabilities: Potential Impacts on the State Developmental

Disabilities Program

Carolyn Cherington
The purpose of this paper was to discuss the potential impacts that
new approaches to the definition would have on the Developmental Disabilities

Program at the state level.

Five alternate approaches to defining developmental disabilities were
posited--eticlogical, impairment, functional, individual service need, and
class service need. This papex explored the possible impacts of each approach

on selected aspects of the State Developmental Disabilities Program:
e Individual habilitation planning;
¢ Protection and advocacy systems;
e Comprehensive planning;
e Strategies for improving the guality and guantity of services;
® The designation of administering agencies;
o The appointment of State Planning Council members;
e The advocacy role of State Planning Councils.

While an etiological, impairment, and class service need approach
each had positive implications for one or more of the aspects examined, a
functional and individuald service need approach appeared to have some posi-
tive implications for each aspect of the program. These approaches also

raised concerns with respect to some program aspects.

Table I illustrates the positive and negative impacts that each
approach to defining developmental disabilities would have on selected aspects
of the State Developmental Disabilities Program.

The exploration concludes with the obgervation that any change in the
definition of the population to be served should be accompanied by a careful
appraisal of the administrative requirements and expected outcomes of the

State foermula grant program.

70



Tl

TABLE I '

SUMMARY: POTENTIAL IMPACTS ON THE DEVELOPMENTAL DISABILITIES PROGRAﬁ AT THE STATE LEVEL
KEY FEATURES OF PROGRAM
PRIMARY BEMEFITS SECONDARY BENLEFITS PROGRAM FUNCTIGONS AND
INTENDED FOR THRQUGH STATE SERVICE ACTORS AT STATE LEVEL
TARGET POPULATION SYSTEM IMPROVEMENTS
Adm, State State
Compre- Quantity [Quality Agency Planning Planning
hensive Improve- |Improve- Designa~ |Council Council
Approach IHP * PEA** Planning [ments ments tion Appointmt. | Advocacy
, \ +
Etiological - - - - - - - -
= + +
Impairment - - - - + + - -

; + + + +
Functional + + - + + - - -
Individual
Service

+ + + + + + + +
Need - - - - - - -
Class Service +
Need - + - + + + - +

* Individual Habilitatibon Plan

**protection and Advocacy



5.10 Some Federal Implications of Changes in
the Definition of Developmental Disabilities

Ruth Freedman

This paper integrated information obtained from various sources on
the effect of a change in the definition of developmental disabilities upon
cther federal programs and the populations which they serve. The sources
upon which this paper is based include discussions of the first and second
Task Force meetings, papers prepared by staff for the Task Force, a
guestionnaire sent by staff to various federal agencies concerned with dis-
abled persons and a meeting with federal agency representatives on the impact
of a change in the definition of developmental disabilities.

Three possible impacts on federal programs were identified if there

were a change in the definition of developmental disabilities:

e A direct impact on agencies which specifically use the temm
"Jevelopmental disabilities” in their legislation/regulations.

e An indirect impact on agencies in terms of gaining visibility,
political clout, and access to services for those groups
included in the definition.

e No direct impact on an agency's mandate or functioning,

What follows is a sutmary of the implications of these three

pessibilities.

Direct Impact on Agencies Specifically Using the Term "Developmental Disabil-
ities"

At the federal level, the term "developmental disabilities" is used
in several major pieces of legislation: the National Housing Act; regula-
tions for Intermediate Care Facilities for the Mentally Retarded under the
Social Security Act; and regulations for the Early and Periodic Screening,
Diagnosis and Treatment Program of the Medicaid Program. Changes in the
definition of developmental disabilities could lead te changes in the size
and/or characteristics of the current developmentally disabled population.

These changes in the population would, in turn, affect the number and char-
acteristics of persons eligible under other legislative programs described

above and, possibly, the nature of the services provided by these programs.
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Whatever changes are made to the current definition of developmental
disabilities, legislation and regulations using the term "developmental _
disabilities” will have to be reviewed in order to determine their compati-
bility with the newly defined population groups. If it is determined that
the new definition is not compatible with the purposes or scope of these
other legislative programs, then these programs will either have to adapt
their functions to meet the needs of the new groups or the term “developmental

disabilities" will have to be deleted from these statutes and regulations.

Indirect Impacis on Visibility and Access

Federal representatives felt strongly that the definition of devel-
cpmental disabilities has an indirect impact on a broad range of agencies
concermed with the handicapped--in temrms of gaining visibility, political
clout, and access to services for those groups included in the definiticn.
it was felt that a broadening of the developmental disabilities definition
might increase the visibility of this group and the attention afforded to

them in various state plans.

No Impacts on Agencies/Programs

A change in the definition of developmental disabilities would yield
no impact on a variety of federal programs concerned with the handicapped.
These programs are generally entitlement-based, providing specific services
or benefits to individuals meeting specific eligibility criteria. &2 change
in the definition of developmental disabilities would not affect these
programs because their eligibility criteria are not related to the develop-

mental disabilities criteria.
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5.11 Implications of the pefinition of
Developmental Disabilities for Non-Federal Users
Outside the DD Program

Ruth Freedman

A change in the definition of developmental disabilities does have
implications at the state and local levels as well. The purpose of this
paper was to discuss the implications of changes in the definition for non-
federal users outside the DD Program. In some states, the term "developmental
disabilities™ is currently used in guardianghip, commitment, and voting laws.
Changing the definition of developmental disabilities implies petential changes
in these laws. The state legislation and regulations using the term develop~
mental disabilities would need to be reviewed, similar to their federal counter-
parts, to determine the appropriateness and compatibility with the newly
defined population of developmentally disabled persons.

In some states, the Mental Retardation Agency or Authority has
changed its title to a "Developmental Disabilities™ agency. These state
developmental disabilities agencies will have to determine whether the new
definition is compatible with their present roles. If it is determined that
the definition is incompatible, then a decision will have to be made con-
cerning whether the agency should adapt its roles to fit the new definition

or should cease serving develcopmentally disabled persons.

Other users of the term “"developmental disabilities," such as phy-
sicians, educators, advocacy groups, and standards-setting agencies would
also have to evaluate the appropriateness of the new definition to their
roles. Changes in the definition might imply changes in the goals, standards,

and organization of these groups.

Another critical area to evaluate is the effect of new the defini-
tion on the persons defined and not defined as developmentally disabled.
There are both positive and negative consedquences of being so defined,

classified, or labeled.

It is, therefore, crucial that the Task Force give considexation to
what will happen to those individuals included and those implicitly excluded
from coverage as a result of the criteria established for the definition of

developmental disabilities.
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DEFINITIONS OF TERMS USED IN THIS REPORT

Approaches to the Definition == the incorper: ti»n of various

criteria which may be used singly or in combination t> T2termine the

appropriate basis for the definition of developmental .lisabilities.

Etiological -- based upon the cause or pathology of a disability.
In this approach, specific causes of conditions are identified, such as
genetic anomalies, various accidents or diseases occuring prior to birth

or after birth.

Impairment ~— based upon the physical, emotional, or mental
manifestation or locatiorn of a disability. 1In this approach, the symptoms
or physical, mental or emotional manifestations or states are described.
Some of the common impairments include wvisyal, hearing, mental, physical,

and motor impairments.

Functional —— bhased upon the limitations in a person's ability to
perform certain tasks. In this appreoach, the behavioral manifestation of the
impairment is described. Some of the specific domains of behavior commonly
used as measures of functionai ability or inability include: independent
functioning/self help; language development/communication; vocaticnal
activity/occupation; domestic activity; economic activity; self-direction;
physical development, socialization, and problem behaviors. The use of the
term "functional limitation" in this study closely parallels the term
"disability"” as defined by Saad Nagi:

"disability can be defined as a form of inability or

limitation in performing roles and tasks expected of

an individual within a social environment. These

tagks and roles are organized in spheres of life

acitvities involved in self-care, education, family

relations, other interparsonal relations, recr.ation,
economic life, or employment and vocational concerns.”
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Trognosis -- the ability of the individual to benefit from
interventions. This qualifier refers to the predicted outcome of a
service for a person with a disability: that is, will the person
"benefit" from a particular service; is the disability "curable" or

“improvable."

Chronicity -- expected duration or life course of the disability:

is it expected to last a long or short time?

Severity -~ the substantiality or intensity of the particular
disabilities, usually measured according to: 1) the extent or degree
of the limitations, (ranging from most dependent to independent or
most limited to least limited); 2) the number of limitations; or 3} the

type of limitations or specific areas in which a person is limited.

Purposes of the DD Program -- some of the major goals and activities

of the DD Program as specified in legislation and regulations and as
perceived by Task Force members and staff at the Task Force meeting.
These purposes were presented at the Seattle Task Force meeting in order

to examine their implication for a definition of developmental disabilities.

Comprehensive Planning -- defining and describing the target

population; defining target population service needs; identifying/
describing a service delivery network for the population; identifying
gaps in the delivery network; setting priorities for action and

financial allogation.

Service Pelivery -- provision of Individual Habilitation

Plans (as specified in Section 112 of the DD Act) and protection and

advocacy services (Section 113).

Systems Advocacy -- addressing interagency gaps in sexvice;

seeding/supplementing other agencies' efforts; reforming laws and

administrative regulations; developing quality assurance standards.
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Service Need -- based upon the requirement an individual has for
a particular service or environmental modification. In this appreach,
a person is defined in terms of a specific service or set of services
which are needed or in terms of his/her ability to use existing services
or fill existing roles. This concept is sometimes referred to as "dis-
abled" or “"handicapped" because it has a strong social context.
A person is defined in terms of a particular role in society, expectations
for performance, or environmental factors rather than strictly in terms of
inherent characteristics. Some of the service needs which might be
mentioned include special protective and advocacy services, transportation,

job training, etc. This approach may be based upon individual service need

--- the requirement an individual has for a particular service or

environmental modification =--- or class service need -=-- the need of an

entire group of individuals for broad policy or program thrusts,

such as planning, protection and adveocacy, or deinstitutionalization.

Qualifiers -- aspects of the disability, or other agpects of the
potential target population not directly related to the disability, which

further narrow the population of concern.

Age of Onset -- encompasses two separate concepts: l)age of originatien

-- the point at which the specific condition actually began or was caused; and,
2) age of manifestion =-- the point at which this condition became evident.

In many cases a condition originates at birth but is not manifest until

later in childhood or even in adulthood. Often, a condition may only be
manifest when it has resulted in a limitation in functioning or in a disability.
Because the term "age of onset" has been used in various ways in previous
literature (sometimes synonomously with the term "origination" and sometimes
with "manifestation”), in this study we prefer to use the actual terms
"manifestation” and "origination,"” rather than the more nebulous term

"age of onset."”
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