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ABSTRACT

This was a qualitative study of adults with FEEM (Frontoethmodial
Encephalomeningocele), and their family members who were their main caregivers in
5 families. This study examined about FEEM, families’ expectations on physical,
cognitive and social development of person with FEEM throughout their life span,
and supportive behaviors among family members.

This study involved 5 cases with FEEM and 8 family members. The age range
of person with FEEM was 24-46 years old. There were 3 single men and 2 women
each of whom had one child. All of them were affected with seizure disorder and their
functional level varied from inability to communicate to normal level.

Families regarded FEEM as the result of advanced maternal age, attempts to
abort the fetus or previous sinful behavior of parents. Families believed FEEM led to
frequent seizures. The family members expected the person with FEEM member to be
healthy with no need for operation; to improve cognitive function and be able to carry
out daily activities. In addition, the family expected person with FEEM to be able to
either receive financial aid from the government welfare agency for their disability or
be able to earn their living partially. The supportive behaviors of family members
provided necessities for basic daily living, safe shelter, and participation with family
affairs. There was inadequate support to enhance further development.

In conclusion, although FEEM did not directly cause mental retardation
inadequate management of complications; seizure disorder, other congenital
anomalies and the lack of timely intervention, would affect quality of developmental
outcome. It is critical for family members to have realistic expectations and
appropriate support to person with FEEM. It is recommended that bio-psychosocial
perspectives should be included in further research and care for person with FEEM to
optimize their potential.
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