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BACKGROUND:

Inborn errors of metabolism (IEM) often require medical monitoring aloeng with a restrictive
diet and/or drug treatment. As a life-long medical condition, these constraints likely affect
wvarious aspects related to psycho-social functioning in patients and their families, such as
quality of life, mental health, and coping strategies. However, it remains unknown whether
affected children differ in their perception of these psychological aspects compared to their
parents.

METHODS:

Participants included 10 IEM-diagnosed teenagers (Mage=15 years, range: 14-17; 7 boys)
along with one of their parents. We used a self-report vs. parent-report versions of the
FPhenylketonuria Quality of Life Questionnaire in order to assess health-related quality of life
and the Strengths and Difficulties Questionnaire in order to assess teenager’s mental health.
Last, we used the self-reported Cognitive Emotion Regulation Questionnaire in order to
assess individual coping strategies.

RESULTS:

Teen-aged children did net differ from their parents in terms of individually assessed health-
related guality of life (p=.661). Concerning mental health, the only difference appeared to be
in teenagers self-reporting more conduct problems (M=3.1, SD=1.97) compared to their
parents (M=1.22, S0O=1.56; t{17)=2.83, p=.036). Last, in respect to coping strategies, we
found that parents scored significantly higher on all subscales, except on positive refocusing
(p=.391) and on putting into perspective (p=.149).

DISCUSSION:

Aspects related to both physical and psychological evaluation were perceived in similar ways
by IEM-diagnosed teenagers and by their parents. Howewver, parents showed more coping
strategies, both adaptive (e.g., acceptance, refocus on planning, positive reappraisal) and
maladaptive (e.g., self-blame, blaming others, rumination, catastrophizing). Special care
should be given to parents in order to help them decrease maladaptive coping and to
teenagers to increase adaptive coping.
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