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Abstract

The International Classification of Functioning, Disability
and Health (ICF, WHO 2001) made a great advancement
over ICIDH of 1980 in the understanding of the human
functioning and disability. However, in both of them there is
an important ‘missing’ element. That is the subjective
dimension of functioning and disability. One of the authors
(S. Ueda) published on this topic in 1981 both in Japanese
and English. It had originated from his clinical experience in
rehabilitation medicine. The understanding of the inner
world of the client has proved a great asset in clinical
practice. This paper explains its importance and provides a
definition. It also proposes a tentative framework of a
classification of subjective dimension of functioning and
disability as the starting point for more intensive and
extensive discussion on this important problem, and for its
future inclusion into ICF.

Introduction

The ICIDH of 1980 introduced a three-tiered hier-
archical-structural model of ‘disablement’ (here used
as an umbrella term) with three levels of impairment,
disability and handicap. This conceptual model was
generally well received by both professionals and
people with disabilities. However, there were also
many criticisms that have lead to worldwide efforts
for revision, which culminated in ICF, adopted by
World Health Assembly in May, 2001, ICF has
preserved the basic structure of three levels of ‘func-
tioning’ (a newly coined umbrella term for neutral
or positive aspects of three levels of human life)
and ‘disability’ (now the negative umbrella term, no
longer the term for one of the three levels), while
the levels’ names were changed from negative terms

* Author for correspondence; e-mail: Sat.ueda@nifty.com

to neutral or positive ones: body functions and struc-
tures, activity and participation, respectively. ICF has
also made a remarkable step forward by introducing
two types of contextual factors that influence func-
tioning and disability: environmental and personal
factors.

However, all these levels and factors belong to the
objective world, or the objective dimension of human
life. There is another, no less important one, the
subjective world, or the subjective dimension of func-
tioning and disability, that is missing from both
ICIDH and ICF. In this paper we will emphasize
the importance of this ‘missing’ dimension and will
try to integrate both objective and subjective dimen-
sions into a coherent whole of human functioning
and disability.

AN ILLUSTRATIVE CASE

Allow us to start the discussion with an illustrative
case taken from the Standard Case Summaries or vign-
ettes that were prepared by the WHO Secretariat for the
field trials of ICIDH-2 (a transitional term for what
finally became ICF) Beta-2 Draft.'

ICIDH-2 Beta-2 field trials Standard Case Summaries,
Aug 99

Case 2. Elisabeth, a 15 years old girl, is living with her
family in California, USA. She is living with her parents
who are working full-time, her two younger sisters, 7
and 10 years old, and her pet, a dog called Rufus. Elisa-
beth is attending high school, which is quite big and is
situated 30 min by bus from her home.

Elisabeth is fond of singing and dancing and attends
courses to improve her skills in these. She also enjoys
reading books.

Disability and Rehabilitation 1SSN 0963-8288 print/ISSN 1464-5165 online € 2003 Taylor & Francis Ltd
http://www tandl.co.uk/journals
DOI: 10.1080/0963828031000137108



The subjective dimension of functioning and disability

Elisabeth was born with a dark birthmark, which
covers half her forehead. She has no other physical
problems or diseases. Elisabeth’s parents were told that
there is nothing to do and that the birthmark will be
there for the rest of Elisabeth’s life. Her parents have
tried to raise her in a normal way and have always tried
hard to strengthen her self-confidence and tell her that
she is as good as anyone else. They have provided a
strong support to her all throughout. Elisabeth has
always been aware of her birthmark but there wasn’t
any problem until she became a teenager.

Elisabeth feels that everything has changed after she
was about 12 or 13 years old. Her friends, the few that
she got, became interested in boys and Elisabeth was
not allowed to come with them. They said that she
would frighten the boys away and spoil the chance to
get together. Her friends started to go out without her
and since she was not around where everything
happened, she was excluded from talks and laughs in
school. Her friends also showed a great interest in
make-up and they spent hours in front of the mirror.
Elisabeth has been feeling very lonely.

Elisabeth is still going to her dancing and singing
lessons. She is also singing in a choir and they sometimes
appear in public. She has really enjoyed this but recently
she overheard some of the others in the choir saying that
‘she was too ugly to perform and none would be listen-
ing to them but just looking at her’. Elisabeth was very
sad and does not attend as much as before.

Her parents have noticed that she is spending more
time at home and looks sad and have therefore tried
to talk to her. But Elisabeth feels that nobody really
understands and doesn’t want to talk about it. She has
her dog, which she is talking to and which is giving
her support. Elisabeth had high grades, but her teachers
have noticed that she no longer makes an effort and her
grades are falling.

Here we see a 15-year-old girl with a dark birthmark
on her forehead (structural impairment). She has no
activity limitation, but has considerable participation
restriction in the form of alienation from her school-
mates, no date with boys or decreasing attendance to
singing and dancing. It means also that her environment
1s generally not a facilitating one, but full of obstacles.
However, these are not all of her problem. In addition
to these objective disabilities, she experiences such feel-
ings as ‘very lonely’, ‘very sad’ and ‘nobody really
understands me’. She also makes an appraisal of her life
that ‘everything has changed’ after she became an
adolescent. Alongside these negative feelings and views,
she is also having a positive feeling by talking to her dog
which is ‘giving her support’.

All these negative and positive feelings and appraisals
reflect typical subjective experiences in people with
disabilities that we often come across in such clinical
settings as rehabilitation or care. These are great suffer-
ings in themselves. The problem is, however, there is no
concept or classification in ICIDH or ICF to describe
these subjective experiences.

IS QOL ENOUGH?

There are many people who think that the subjective
aspect such as feelings or self-appraisals is covered by
the concept of quality of life (QOL). For example, the
footnote 24 of ICF says, ‘Quality of life ... deals with
what people ‘feel’ about their health condition or its
consequences; hence it is a construct of ‘subjective
well-being’. On the other hand, disease/disability
constructs refer to objective and exteriorized signs of
the individual.™

However, the concept of QOL and the present QOL
questionnaires based on it are not purely subjective
but include both subjective and objective aspects.
Ruggeri et al. states that both subjective and objective
information is necessary to assess quality of life of
people with psychiatric disability. They found that
cross-sectional predictors of the subjective factor were
primarily subjective measures, and the cross-sectional
and longitudinal predictors of the objective factors were
primarily demographic and observer-rated measures.
They conclude that subjective and objective data are
distinct types of information; objective measures may
be more suitable in detecting treatment effects, but
subjective information is necessary to complete the
QOL picture and to enhance the interpretation of objec-
tive data.’

We have analysed the items of 26 representative QOL
scales, questionnaires and batteries, and found that only
one (Life Satisfaction: a measure by Vitanen 1988)
consisted of exclusively subjective items. Twelve
consisted of only objective items and lacked subjective
ones (some of them were ambiguous or a mix of both:
e.g. subjective appraisal of objective condition).
Remaining 13 scales consisted of both subjective and
objective items in varying proportions.* WHOqol-100
itself that was developed by WHO consists of almost
the same numbers of subjective and objective items.

We think that QOL itself has a structure similar to
that of functioning and disability, consisting of three
objective dimensions and a subjective one. It would also
be safe to say; now that ICF is no longer a classification
of disability but of both positive and negative aspects of
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human life, and given the fact that most of existing QOL
evaluation systems are of the mixed objective and
subjective type, there is no reason why we should strictly
separate QOL from ICF conceptually. In addition to
this, we must say that none of the existing QOL evalua-
tion systems is comprehernsive enough to be a substitute
for a classification of the subjective dimension of human
life. This is only natural because they were developed for
particular clinical purposes and had to be practical.
They are meant as clinical tools, not a classification.
In that sense we must distinguish QOL and ICF from
a practical point of view as well.

From the above consideration, it will follow that
QOL evaluations are not enough, and if we could add
the ‘missing’ subjective dimension to ICF, it will become
a really comprehensive classification of total human
functioning and disability, and as such it will provide
a solid theoretical basis for more practical clinical tools
such as QOL.

IS IT ONLY SATISFACTION?

During the revision process of ICIDH, the Australian
Collaborating Center made a strong case for introduc-
tion of ‘satisfaction’ qualifier for ‘participation’. We,
the Japan Collaborating Center, have supported it. It
is evident that without evaluation of ‘satisfaction’, the
evaluation (coding) of participation only as performance
would lose its important points and sometimes would
mean almost nothing. For example, if people can not
play golf because of impairment (capacity limitation
within activity limitation) or because of environmental
obstacles (participation restriction), the MEANING of
that fact will be quite different from person to person.
For a life-long regular golfer it would be disasterous,

but for a person, otherwise similar, who has never.

played it, the fact itself that he is not playing golf would
not be essential. It follows that evaluation of meaning or
satisfaction (which are both subjective) of the objective
activity or participation is indispensable especially for
items other than common basic survival needs.

Satisfaction should be evaluated also on health condi-
tions, body functions/structures, and environmental
factors, because the meaning of the same objective
conditions could be quite different according to persons.
For example, a person with cerebral palsy who has lived
all his/her life with this health condition may perceive
his/her condition quite differently as people without that
condition may suppose.

Of course, there is no question about the importance
of satisfaction. The question is: Is satisfaction enough
for the evaluation of the subjective dimension? In other
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words: Does the subjective dimension include only satis-
faction?

Our answer is No. There are, besides satisfaction on
objective conditions, also more integrative or compre-
hensive psychological-existential subjective responses
to his/her life situation as a whole. It is a subjective
experience that has overall character and is not in one-
to-one correspondence with objective dimensions. We
will come back to this point after the discussion on the
definition.

THE DEFINITION OF THE SUBJECTIVE DIMENSION OF
FUNCTIONING AND DISABILITY

Soon after the publication of ICIDH in 1980, one of
the authors (S. Ueda) proposed a modification of the
model of structure of disablement (used here as an
umbrella term), which incorporated the subjective
consequence of disease in addition to such objective
consequences as impairment, disability and handicap.?
First he named it ‘illness’ according to ‘disease as the
objective construct vs. illness as subjective experience’
scheme in health psychology. Then it was renamed later
as ‘disablement as experience’ since a potential danger of
confusing of the term ‘illness’ with ‘disease’ was recog-
nized.

The basis of his thinking about the importance of the
subjective dimension came from his clinical experience
as a physician specialized in rehabilitation medicine. In
his practice he had worked with and tried to help a large
number of people with disabilities and had found that
most of the clients had not only physical problems but
a serious psychological-existential crisis as well. Also
he had found that sometimes this subjective suffering
might remain as the most difficult problem even after
the outward handicap had been seemingly overcome
(as in return to the previous job) in the form of low self
esteem, the feeling of shame for being physically
impaired, which was, of course, corresponding to the
social prejudice and discrimination against disability.

The most important thing is, however, that most of
our adult clients, before they acquired the disabilities,
had already assimilated into themselves, unconsciously,
the prevailing social value system that included preju-
dices against disability. Now, having become disabled
themselves, they could not get rid of the adverse effects
of the persisting value system in their own heart that are
against disability, so against themselves. This is the
fundamental cause of their suffering.

Only when they achieved a remodelling or restructur-
ing of their value system, could they get rid of the suffer-
ing and ‘start a new (and often very positive) life’. We
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have witnessed many such ‘revival’ cases with true joy
but also got to know with sorrow that the process of
restructuring took a long time, months or even years.
These clinical experiences made us conscious of the need
of knowing the inner world of our clients better and
deeper in order to assist them in their inner struggle to
get out of this psychological-existential suffering by
restructuring their value system.

This was why he responded to ICIDH model of 1980
in such a way that, while appreciating it as making a
great step forward to the understanding of the nature
of disablement, he had to consider it as lacking an essen-
tial aspect of the life of the human beings who had to
live with disabilities.

He published papers on the structural understanding
of disablement with an emphasis on the need of inclu-
sion of the subjective dimension both in Japanese and
English in 1981.7 It was very soon accepted favourably
in Japan but took a long time before some international
recognition took place, largely because the English
paper was not in popular journals.

In the time since 1980, the definition has made consid-
erable evolution thanks to discussions with many collea-
gues, especially in the revision process of ICIDH.

Our present definition of ‘subjective dimension of
functioning and disability’ (tentatively called as ‘subjec-
tive experience’ for shortness) is as follows:

DEFINITION

Subjective dimension of functioning and disability,
provisionally called ‘Subjective Experience’ is a set of
cognitive, emotional and motivational states of mind
of any person, but particularly of a person with health
condition and/or disability. It is a unique combination
of, on one hand, a disability experience, i.e. a reflection
(influence) of existing health conditions, impairments,
activity limitations, participation restrictions and nega-
tive environmental factors (obstacles) into the person’s
mind (negative subjective experience), and on the other
hand an experience of a positive nature, which
includes, among other things, the psychological coping
skills developed, often unconsciously, in order to over-
come these negative influences (positive subjective
experience).

It is not a passive response to the health conditions
and various aspects of the disability and negative envir-
onment, but a set of active reactions to those things
based on his/her personality and such psychic factors
as the value system, self image, ideal, belief, the purpose
of life, and past experience of coping. Thus it is a
concept that looks upon such a person and his/her func-

tioning and disability at the psychological-existential
level.

Subjective dimension of functioning and disability
interacts (is influenced and influences) with the objective
dimension (health condition, body functions and struc-
tures, activity, participation and environment).

It should be noted that in this definition the subjective
dimension consists of both positive and negative aspects.
As a visual image, it would be better represented as two
rectangles, one within the other: The larger rectangle is
Subjective Experience as a whole, and the smaller
rectangle within the larger one is Disability Experience.
The same will be true for all the other levels of Function-
ing and Disability: Impairments within Body Functions
and Structures, Activity Limitations within Activities,
and Participation Restrictions within Participation. This
is perfectly in accordance with the innovation of think-
ing achieved by ICF over ICIDH, which requires to
look at the positive aspect first before considering the
negative aspect.

RELATIONSHIP BETWEEN SUBJECTIVE AND OBJECTIVE
DIMENSIONS OF FUNCTIONING AND DISABILITY

As mentioned in the definition, the subjective dimen-
sion of functioning and disability interrelates and inter-
acts with the health conditions and disability
(impairment, activity limitation and participation
restriction), as well as with environmental factors (figure
I}, but it has also a great ‘relative independence’ from
them. :

Subjective experience could be very negative as, for
example, in the case of a spinal-cord-injured young
man right after his injury, when he is trying hard to deny
the possibility that his paraplegia may last for a long
time, probably for the entire life.

Health condition
(disorder or diseuse)

v v

Body Functions @=—=p  Aclivilies  <=——>Participation
and Structures

OBIFCTIVE Environmental T;CI'SO"“’
p B cror aclors

DIMENSION Factors ¢

SURIECTIVE

DIMENSION

Subjective Experience }

Figure 1 Subjective and objective dimensions of human
functioning and disability: a model.
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However, it could become much less negative as in the
case of the same person after he has become indepen-
dent with his wheelchair and car, is working, happily
married etc. Sometimes it could be partially positive
and partially negative as in the same man during break-
ing his way through psychological-existential difficulties.
For example, he may have cognitively overcome his
negative reaction, but have not yet done so emotionally
and motivationally.

Thereafter, its negative effects could be totally over-
come when he has achieved a fundamental reorganiza-
tion (restructuring, remodelling, etc.) of his value
system away from the conventional one based on
‘comparative values’, which are prevalent in this
success-and-achievement-oriented society and contains
in itself the prejudice against disability, to the other,
higher value system based on ‘absolute human values’.
Then he will be free from any negative feelings as loss
of self-esteem, shame, guilt, inferiority complex, self-
pity, aggression etc. and will be ready to positively
face and solve many objective problems that he could
not have so far coped with because of negative atti-
tude toward himself. This state of having overcome
the negative attitude to oneself is often called as
‘acceptance of disability’. ‘Acceptance’ may, eérro-
neously, be interpreted as ‘resignation’, but it is just
the opposite, and means regaining a positive attitude
to life.

It should be noted that in most cases, the overcom-
ing of participation restriction (achievement of higher
social QOL) is the most powerful factor influencing
the achievement of this fundamental reorganization
of the value system. However, the overcoming of
participation  restriction does not automatically
produce acceptance of disability, but there is necessary
also the reorganization of the value system.

PRACTICAL IMPLICATION OF THE SUBJECTIVE DIMENSION OF
DISABILITY

The recognition of ‘Subjective Experience’ as an
independent dimension of functioning and disability
helps a pgreater understanding of people with
disabilities as human beings. It helps professionals
who work with and for people with disabilities
in the field of medical or vocational rehabilitation
or that of social service to understand the people
they serve better and deeper. It also helps the
people with disabilities themselves in achieving
empowerment, autonomy and self-determination
through self-recognition and ensuing higher motiva-
tion.
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TENTATIVE CLASSIFICATION OF THE SUBJECTIVE DIMENSION
OF DISABILITY

We have made an extensive survey of the literature on
quality of life, subjective health, subjective well-being,
etc. and have been able to collect relevant items and
have tried to classify them, relying extensively on our
own clinical observations and studies, thus formulating
a tentative frame of reference for future classification.

We realize, as Fuhrer comments, that the introduction
of a full classification of the overall subjective experi-
ences that do not correspond to items of the objective
dimension is impossible at this moment. He says, ‘it calls
for nothing less than creating a satisfactory psychology
of disablement.”® How true it is!

However, we hope that the following will serve as the
starting point for more intensive and more extensive
discussion on this important problem.

A tentative frame of reference for future classification of
the subjective dimension of functioning and disability

Subjective experience 1: Satisfuction on health condi-
tion (this could be either one-to-one satisfaction or
over-all).

Subjective experience 2: Satisfaction on body functions
and structure (this could be either one-to-one satisfac-
tion or over-all).

Subjective experience 3: Satisfaction on activity (this
could be either one-to-one satisfaction or over-all).

Subjective experience 4: Satisfaction on participation
(this could be either one-to-one satisfaction or over-all).

Subjective experience 5: Satisfaction on environmental

factors (this could be either one-to-one satisfaction or

over-all).

Subjective experience 6: Individual’s value and meaning
of life.

Inclusions: self esteem, pride, inferiority complex;
value of self, meaning of life; self confidence (on capabil-
ity, personality, attractiveness, appearance, sex appeal,
etc.); faith (religious, ethical, political, etc.); the objec-
tive, goal, ambition, mission in life; hope for the future,
despair; interest in life, loss of interest.

Subjective experience 7: Emotional relationship with
immediate others.

Inclusions: loves, feels being loved; has affection, feels
having other person’s affection; hates, feels being hated;
relies on others, feels being relied on; trusts others, feels
being trusted; distrust others, feels being distrusted;
grateful, feels beng thanked; resentful, feels being
resented; angry, aggressive; happy, unhappy; grief,
sorrow; congrafulates other person’s happiness,
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empathy, envy, loathing; enjoys life, enjoys being with
others, likes isolation.

Subjective experience 8: Social or group belonging and
acceptance.

Inclusions: feels accepted, feels belonging, feels
rejected, feels praised; is blaming others for one’s own
condition, feels blamed; feels guilty, feels stigmatized;
feels useful, feels one is other person’s burden; feels
one gets along well, feels isolated, feels lonely; feels
responsible; feels one is punished for something one
has done in the past, self pity, shame.

Subjective experience 9: Basic attitudes to life.

Inclusions: feels one has a grip on oneself, feels inde-
pendent, rather dependent; faces the difficulties, escapes
the difficulties; dutiful, denies the duties; fights for survi-
val, resigns easily; develops coping skills by one’s own,
looks for outside suggestion; takes responsibility for
one’s own decision, evades the responsibility; positive,
passive; outgoing, introspective; accepts the reality,
denies the reality; highly motivated, lowly motivated;
optimistic, pessimistic.

RELATIONSHIP BETWEEN THE SUBJECTIVE DIMENSION AND
PERSONAL FACTORS

Looking at the above-stated tentative frame of
reference, some may wonder what is the difference
between the Personal Factors and these items of the
subjective dimension. The personal factor is included
in ICF model as one of the two contextual factors,
but detailed classification is not given. Personal factors
are stated to include gender, race, age, other health
conditions, fitness, lifestyle, habits, upbringing, coping
styles, social background, education, profession, past
and current experience, overall behaviour pattern
and character style, individual psychological assets
etc.” Most of these items clearly belong to the objec-
tive world, so that there is no chance of confusion
with the subjective dimension. However, there are

some that may belong to the subjective world as well.
For example, such items as coping styles, overall
behaviour pattern and character style could be inter-
preted as objective or subjective. Actually the ninth
chapter of the subjective dimension proposed above
(Basic attitude to life) seems to include items related
to these factors.

However, a line of distinction must be (and could be)
drawn between the subjective dimension and personal
factors, because the former is a part of functioning
and disability and the latter is a part of contextual
(background) factors. The ‘overlaps’ between the two
seems to be mostly matter of definition, and in future
they will be solved by giving each of them concrete defi-
nitions.

Conclusion

We have tried to explain the importance and to
provide a definition of subjective dimension of function-
ing and disability. We also proposed a tentative frame-
work of its classification as the starting point for
active discussion. We hope that it will help promote
the interest among the professionals and people with
disabilities and enhance its future inclusion into ICF,
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