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Abstract

Background and objectives: Phenylketonuria (PKU) is a hereditary disease that is
underpinned by the phenylalanine intake in the diet. Adherence to the treatment regimen
as one of the effective factors in controlling the disease by the parents of these patients has
a significant effect on the metabolic control of the disease. The chronic nature of the
disease causes changes in various aspects of life of patients and their parents including
their quality of life, and leads to psychological effects such as stress, anxiety and
depression. Therefore, the aim of this study was to investigate the relationship between
stress and quality of life in parents of phenylketonuria child referred to Afzalipour
Hospital with treatment adherence in 2016.

Materials and Methods: This was a cross-sectional research with descriptive-correlational
design that conducted on the parents of children with phenylketonuria. In order to collect
the information, 36-item quality of life questionnaire, Perceived stress questionnaire and a
researcher-made questionnaire based on the treatment regimen were used. Blood
phenylalanine level test was also examined. Kruskal Wallis, Mann-Whitney U,
independent t test, ANOVA, and Spearman coefficient test were used to analyize the data.

Findings: The findings of this study indicated that there was a negative, strong and significant
correlation between quality of life and perceived stress (p = - 0.58 and P < 0.001). Also,
there was a significant negative correlation between the score of stress and the score of
treatment adherence (p=- 0.2, P = 0.02). There was no significant correlation between
quality of life score and treatment adherence. Also, there was an inverse and significant
correlation between phenylalanine level test and quality of life (p=- 0.28, P =0.02).
Among the background information, there was a significant relationship between parents'
education level and perceived stress score. So that the mean score of perceived stress in
parents with higher education was lower.

Conclusion: The present study showed that the quality of life in parents of children with
phenylketonuria is lower than average. In addition, these parents have a high level of
stress that may effect on the treatment adherence when caring of children with
phenylketonuria. It is therefore necessary that health care providres to be able to identify
vulnerable parents and perform proper planning in various fields to improve the quality of

life and reduce their stress.

Revwords: Stress, Quality of life, Parents, Treatment regimen, Phenylketonuria (PKU),

Adherence



