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MATTERS
ARISING

Handicap one year after a stroke:
validity of a new scale

There are problems with the paper by
Harwood et al.} The authors, by paraphras-
ing the World Health Organisation (WHO)
definition of handicap,2 lose the sense that
handicap is a social value that, for a person

with impairment and disability, results in
limitation or prevention of fulfilment of a

role. Thus rehabilitation is concerned with
the prevention and reduction of both dis-
ability and handicap, and not just with the
reduction of handicap. The WHO defini-
tion, rather than being "closely defined", is

so broad as to require an operational
approach. Rather than attempt to classify
the values associated with impairment and
disability that limit or prevent roles, the
WHO propose six key accomplishments
necessary for social survival.

These are, as Harwood and his col-
leagues state, orientation, mobility, physical
independence, occupation, social integra-
tion, and economic self sufficiency. The
WHO, however, did not consider that these
six accomplishments exhausted the dimen-
sions of handicap,3 by contrast with
Harwood and his colleagues. The WHO
also did not consider that these dimensions
were mutually exclusive,4 a major problem
for classification, more so for a measure-

ment scale. Harwood and his colleagues
assert that more complex roles can be
described in terms of these six dimensions
of survival, a claim not made by the WHO,
and sustainable only by valuing most
human activities as of equal importance, as

when Harwood and his colleagues equate
"work ... watching television ... and going
on holiday" in their preamble to the dimen-
sion of occupation.

Despite their efforts to form the WHO
classification into an interval scale, their
scale may be seen as yet another ordinal
quality of life index. The assaying of opin-
ion of a small sample of people and subse-
quent mathematical manipulation and
extrapolation that produced the weights
associated with the dimensions has not been
shown by Harwood and his colleagues to be
stable over time, over different samples of
the population in the United Kingdom, or

over different cultures.
The problem with a single summed score

in a multidimensional scale is that informa-
tion may be lost rather than gained in the
process of summation. Given two groups
with the same low score on this particular
scale, one does not know automatically
which group is poor, which is immobile,
and which lacks community support ser-

vices. Cook, et al 5 recently showed the
advantages of a non-parametric approach to
a multidimensional scale, the functional
independence measure. Their approach
seems to be a more satisfactory method of
dealing with multidimensional scales than
this attempt to develop an interval scale of

social value based on an incorrect simplistic
operational definition of an extremely broad
concept.
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Harwood replies:
Perhaps it is worth reproducing the exact
wording of the WHO international classifica-
tion of impairments, disabilities, and handicaps
definition of handicap: "In the context of
health experience, a handicap is a disadvan-
tage for a given individual, resulting from
an impairment or disability, that limits or
prevents the fulfilment of a role that is nor-
mal (depending on age, sex and social and
cultural factors) for that individual".
Further, the introduction to the classifica-
tion emphasises that handicap is concerned
with the value attached to an individual's
circumstances. The handicap classification
"is a classification of circumstances in
which disabled people are likely to find
themselves". Finally, "in the handicap clas-
sification it is desirable that individuals
always be identified on each dimension.
This will provide a profile of their disadvan-
tage status".
The definition as it stands is ambiguous.

Is it the disadvantage that prevents or limits
fulfilment of a role? or is the disadvantage
the limitation due to impairment or dis-
ability? The actual categories given in the
classification make it clear that it is the sec-
ond. We are dealing with problems caused
by ill health, in their "social" context, which
includes the physical environment, the use
of wealth to overcome problems, and the
subjects' perception of their situation. The
concept itself is closely defined, especially in
comparison with others such as health or
quality of life.
The six dimensions are unlikely to be

independent (uncorrelated). They can,
however, be made mutually exclusive by
dropping the requirement that reliance on
help in any one dimension constitutes a
disadvantage in that dimension (rather than
just physical independence handicap). This
criterion was required for the scale weight-
ing exercise. The seventh dimension of
"other handicaps" contains only minor
items, such as the wearing of glasses or den-
tures and "the state of being delicate". Its
inclusion in our scheme would have implied
a precision that would not be justifiable.
The questionnaire we have presented is

simply an operational version of the classifi-
cation. It is objective, but still allows the
subject to choose how disadvantaged they
perceive themselves. The important ques-
tion regarding the classification scheme is
whether it provides a valid and comprehen-

sive description of handicap. We believe
that it does, apart perhaps from the psycho-
logical sequelae of chronic disease. We
would be interested to hear of examples of
disadvantages that cannot be adequately
described in terms of the six handicap
dimensions. None is immediately apparent
to us.
We agree that it is useful to retain a

descriptive handicap profile comprising the
levels of disadvantage on each dimension as
well as deriving an overall score. When pre-
senting group data we quoted the propor-
tion of subjects falling into each level of
disadvantage. For comparative work in
therapeutic trials or aetiological epidemi-
ology, a single summary score is very useful.
We do not claim that "most human activi-
ties are of equal importance"; the system of
scale weights ensures that this is not the
case. Any given profile of disadvantages on
the six dimensions will be more or less
desirable to a particular subject. We can
quantify this by measuring its utility. The
measurement task is not easy, and many
people we will be interested in measuring
will be incapable of undertaking it. Thus we
have argued that for epidemiological work,
a set of utilities derived from a representa-
tive external population will be valid, recog-
nising that these will have limited validity
when applied to individual subjects.' As
there are a large number of possible combi-
nations or "profiles" we have modelled the
responses to a sample of handicap scenar-
ios, and the scale weights for the different
items simply represent the coefficients from
the model.
The interval level of measurement is a

consequence of the measurement and statis-
tical methods used, and has been well
described elsewhere.' 3 It is not an ordinal
scale as there are no ordered categories.
The additive model may be questioned on
grounds of plausibility, but is justified in
practice by the fact that it gives an adequate
and simple model of how disadvantages in
different dimensions lead to an overall
judgement of the utility of a health state.
The model fits well, both for the scenarios
from which it was derived, and for additional
test scenarios. We have since compared
scale weights derived from four different
populations as part of ongoing development
work. Good (but not perfect, r = 0 85)
agreement is achieved even when estimates
from the model constructed for one popula-
tion are compared with actual measure-
ments made on another. It would be best to
reweight the scale for each study population
to which it will be applied, but this is labour
intensive, and the weights from the general
population sample we presented will usually
be reasonable. The use of a utility based
system to derive scale weights allows the
essential element of value or desirability to
be adequately represented (for groups or
populations but not individual subjects).
Given two groups with the same low score,
one may not know exactly why the scores
are low, but one does know that their situa-
tions are equally undesirable. The work on
the development of the scoring system has
been described in greater detail elsewhere.4
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Motor neuron disease

We thank Leigh and Ray-Chaudhuri' for a

diligent update on motor neuron disease
(MND). The Mexican impression of MND
resistance (page 890) may be a problem of
access to diagnosis and a very young popu-

lation pyramid. For patients who refuse per-

cutaneous endoscopic gastrostomy (PEG)
the authors recommend oral morphine
elixir, because it "relieves hunger and thirst
to some extent, and may avoid the need for
a nasogastric tube". Here we underline that
radiopaque polyurethane or silicon nasal
tubes can be applied easily even in sensitive
patients when deep-frozen before use to
stiffen the tube walls. They can be comple-
mented with an individual rubber oliva at

the entry of the nose. Morphine may be
useful for dyspnoea or unrest, but should
not be a substitute for feeding. In our own

series of 30 patients with ALS/MND, a

PEG tube has always been well tolerated. It
is invisible if not needed. It is contra-
indicated only in cases of ascites or perito-
nitis or if abdominal walls are impermeable
to the diaphanoscopic light. Percutaneous
endoscopic gastrostomy is a permanent
solution and a small procedure, and does
not impair speech or respiration. In our

experience, wound healing and epidermal
immune functions are unaffected in patients
with ALS/MND, and we have not encoun-

tered a single patient out of the last 62 who
was ineligible for both nasal and PEG tube.
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approach to the management of their
disease.

In summary, we are not suggesting that
morphine should be used as a long term

substitute for adequate hydration and feed-
ing, and we entirely endorse the use of PEG
wherever possible. Our policy is to avoid a

nasogastric tube whenever possible, but we

agree that sometimes it may be necessary to

resort to this.
P N LEIGH
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NOTICE
Progressive supranuclear palsy (PSP
Europe) association

A small group of patients with progressive
supranuclear palsy (PSP or Steele-
Richardson-Olszewski syndrome as it is
sometimes known) have banded together to
promote research into this little known but
debilitating illness and see that it receives
more attention from the public and
Members of Parliament. We believeat as an

organised group we can persuade govern-
ment and donor trusts to allocate needed
funds. Dr AJ Lees is chairman of our

medical advisory panel.
Would neurologists please pass this

information on to their patients and ask
them to write to the PSP Association, 21
Church Street, Mears Askby, Northampton
NN6 ODN.

MICHAEL KOE

BOOK REVIEWS
Leigh and Ray-Chaudhuri reply:
The comments of Westarp and Komhuber
are helpful, and in principle we agree with
them.
We were not suggesting that oral

morphine should substitute for adequate
feeding, and percutaneous endoscopic
gastrostomy (PEG) is clearly the method of
choice whenever possible. Nevertheless,
there are a few patients in whom PEG is
either not practicable or is refused, and who
prefer not to have a nasogastric tube. This
may only be for a few days towards the end
of life. These patients should certainly be
hydrated as well as possible, but the deci-
sion as to the most humane way to do this
should be made (if possible) in joint discus-
sion with the patient, the carers, and the
physicians.

Oral morphine can, however, be helpful
in relieving distress due both to ventilatory
insufficiency and hunger when patients
choose a palliative rather than a more active

All titles reviewed here are available from
the BMJ Bookshop, PO Box 295, London
WC1H 9TE. Prices include postage in the
United Kingdom and for members of the
British Forces Overseas, but overseas

customers should add £2 per item for
postage and packing. Payments can be
made by cheque in sterling drawn on a

United Kingdom bank, or by credit card
(Mastercard, Visa or American Express)
stating card number, expiratory date, and
your full name.

The Neurobehavioural Treatment of
Epilepsy. Edited by D I MOSTOFSKY and
Y LOYNING. Publishers: Lawrence Erlbaum
Associates, New Jersey 1993. (Pp 350;
£46-95). ISBN 0-8058-1106-0.

Observations for centuries have revealed
that patients with seizure disorders can
sometimes control them by non-drug
means, the example cited in the preface
being the technique of limb ligation to
arrest seizures, advocated, for example, by
Gowers. Such "feed back" techniques
became popular in the 1960s and 1970s for
a variety of conditions, and epilepsy became
included. There was a flurry of reports,
including some from the author of the first
chapter in the book, Sterman, suggesting,
for example, that certain cerebral rhythms
could be enhanced by operant conditioning,
which would have an effect on seizures.
This essentially is the starting point for a
number of chapters in this book, which
have to do with non-medical aspects of
seizure disorders, and their treatment by
behavioural means.

However, the title of this book is
somewhat misleading; thus it implies that
it is going to be about treatment of
epilepsy, using neurobehavioural tech-
niques, although what precisely is encom-
passed by that is never exactly explained.
The preface goes on to state that the pur-
pose of the volume is to "sketch a broad
picture of some of the non-drug and non-
surgical treatment strategies" of epilepsy,
which, of course, broadens the concept con-
siderably from "neurobehavioural".
The most appropriate chapters to suit the

title are those from Sterman on sensory
motor feedback, and that by Mostofsky
himself on behaviour modification. Others,
however, soon stray. Thus, there is a chap-
ter on breathing training, and the relation-
ship of breathing to seizures, and a chapter
on exercise in epilepsy; the rest of the chap-
ters move away from treatment almost alto-
gether. There is an extremely interesting
neuro-biological exploration of neuroactive
steroids in epilepsy, and good review chap-
ters on catamenial epilepsy, and nutrients in
epilepsy. Other chapters include broader
psychosocial issues, for example, on the role
of community agencies in the comprehen-
sive treatment of epilepsy by Bemer, and
the assessment of psychosocial and emo-
tional factors in epilepsy, covered by Dodrill
and Batzel. The chapter on psychogenic
seizures, while a worthy review, sits uncom-
fortably with the overall theme of the book.

This book is perhaps better viewed as a
compilation of interesting essays on some
aspects of epilepsy not usually covered in
other books. Unfortunately, those chapters
dealing with treatment, often promise more
than they can deliver. Thus, a number
contain loosely reported uncontrolled
trials, with imprecise outcome data hinting
at, but not demonstrating, some improve-
ment in some seizures types in some
patients.

Although it may be suggested that neu-
robehavioural treatments in epilepsy have
not been given their full due, because of the
overabundance of research funds that goes
to biological mechanisms and drug treat-
ments, a book such as this always leaves the
reader wondering. Essentially, if these tech-
niques are so good, surely they would have
been adopted by a broader church, and
used more in the management of epilepsy
which has become difficult to control by
any other means. The book may form a
stimulus for further research, but it will
hardly stimulate me to blow the dust off my
old biofeedback machine.

MICHAEL TRIMBLE
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