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The article by Dr Cole and her colleagues on page 10
illustrates one approach to the problem of obtaining
family history information which apparently works
well in a well-organised American university centre. A
total of 190 questionnaires were sent by post to
patients before their attendance at the genetic counsel-
ling clinic. A first batch of 104 questionnaires was
modified progressively to arrive at the present version,
60 of which were returned and checked against the
answers given at interview in the subsequent clinic. Of
the total of 190 patients, 72% returned the question-
naires and attended the clinic. Only 5 questionnaires
required 'major' changes when checked in the clinic.
However, 36% of 190 patients failed to return their
questionnaire and 19% failed to attend the clinic. The
questionnaire which is 15 pages long and asks
questions designed to make it possible to draw a
detailed pedigree involving 5 generations takes most
patients two hours or more to complete. The large
volume of data generated is used in conjunction with
an interactive computer programme which allows a
search for linkage with other families who have
attended the Department of Medical Genetics at the
Indiana University School of Medicine. Approxi-
mately 1700 families are seen each year and infor-
mation on over 350 000 people is stored in the depart-
mental data bank.
The advantages of this questionnaire preceding

clinic visits are emphasised by the authors. These
include the fact that the family can discuss the
problem and verify details in advance and the
information posted back is available to the genetic
counsellor before the clinic. The motives, level of
understanding, expectations, and possible misconcep-
tions of the patient and family are sought in the
questionnaire which has the advantage that it does not
forget a question, and checking the answers in the
clinic gives 'anamnestic infallibility'. The authors also

note that the questionnaire reduces the amount of time
necessary in the clinic, an important point in a unit
with a heavy case-load.

Pre-clinic questionnaires of this type are not
commonly used in Britain and perhaps they should be.
However, one fears that the tendency for socially and
educationally underprivileged patients to be under-
represented at genetic clinics would be exaggerated by
the daunting prospect of a complex questionnaire
which might be seen as a sort of qualifying exa-
mination for admission. In this connection it would be
interesting to know the social background of the
Indiana patients who failed to complete-their question-
naires or attend the clinic.

Taking the family history is an important method of
establishing rapport in the genetic clinic, and deficien-
cies, if relevant, in patients' knowledge of their family
histories can be corrected in subsequent clinic visits
or by a home visit by a trained field worker whose
tactful ad hoc questioning sometimes reveals more
than a questionnaire. In most cases a three or four
generation pedigree obtained in the clinic is adequate
for counselling purposes and great emphasis is placed
upon getting or confirming the precise diagnosis. In
these specialised circumstances the mass of data
obtained by a questionnaire approach is not often
necessary. Indeed, at the present level of staffing of
most medical genetics units in the National Health
Service the analysis of extensive questionnaire data for
each patient would be impossible. For example, most
genetic laboratories carrying out prenatal diagnosis of
mongolism, neural tube defect, and other disorders do
not yet have the clerical staff to complete the vital task
of following every pregnancy to term to check the
accuracy of their diagnosis.
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