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ABSTRACT

This PhD dissertation is based on studies carried out at Aarhus Uni-
versity Hospital, Copenhagen University Hospital, and the J.F.
Kennedy Institute.

The aims of this dissertation were: 1) to compare the psychosocial
conditions of women awaiting genetic counselling for hereditary
breast and ovarian cancer (HBOC) with those of women from two
reference groups; 2) to examine possible clinical and socioeconomic
differences between study respondents and non-respondents and
between participants with complete follow-up and drop-outs; 3) to
assess the impact of genetic counselling over time on perceived per-
sonal lifetime risk of breast cancer and accuracy of risk perception;
4) to assess the impact of genetic counselling over time on anxiety,
depression, cancer-specific distress and health related quality of life
(HRQOL).

We conducted a population-based follow-up study of 431 women
who received genetic counselling for HBOC, 417 women who un-
derwent mammography (Reference Group 1), and a random sample
of 1315 women from the general population (Reference Group II).
We obtained self-reported data using self-administered, standard-
ized, mailed questionnaires and registry data from six nationwide
registries.

Women, awaiting their first counselling session, experienced
more cancer-specific distress, but did not suffer from more anxiety
or depression than women in the reference groups.

The study showed no substantial differences between respondents
and non-respondents and between participants with complete fol-
low-up and drop-outs.

Women who received genetic counselling decreased their per-
ceived risk by an average of 6.6 percentage points (95% CI: 3.0%;
10.2%) between baseline and 12 months of follow-up. In contrast,
perceived risk remained relatively stable in the reference groups. The
proportion of women who accurately perceived their risk increased
by 16% in the group receiving genetic counselling, compared to a
reduction of 5% (p=0.03) and 2% (p=0.01) in Reference Groups I
and I1, respectively.

52% of the women referred for genetic counselling experienced
cancer-specific distress at a clinical level at baseline and this propor-
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tion decreased to 41% after 12 months of follow-up. This 10.8%
(95% CI:1.4; 20.8) decrease observed in the Genetic Counselling
Group exceeded the decrease observed in Reference Group |, 6.3%
(95% CI:-1.3;13.8) and Reference Group 11, 1.6% (95% ClI:-2.3;5.5).
In addition, genetic counselling did not lead to an increase in gen-
eral anxiety and depression or a decrease in HRQOL among women
in the Genetic Counselling Group compared to the women in the
reference groups.

This population-based study indicates that genetic counselling
can help Danish women with a family history of breast and ovarian
cancer to alleviate their cancer-specific distress and improve their
risk perception.
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