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e DSis adevelopmental epileptic encephalopathy of
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To generate interventions with the knowledge about the identified abstract criteria Articles
aspects and needs of families with DS to improve the (n=46) (n=39) (n=20) (n=10)

qguality of life that families yearn for.

4. RESULTS

EARLY DIAGNOSIS \ / NEW TREATMENTS FOR THE MANAGEMENT OF DS \
* Early detection allows families to organize their lives based THROUGHOUT THEIR LIFE

on the knowledge that their children have ongoing gmm ° Thereis a need for new treatments to improve the

problems. control of DS during the patient's lifetime.
-
* An earlier diaghosis could improve the cognitive * The research, the development and the approval of new
development of these children and opens the prospects for drugs is essential = to reduce the need for hospitalizations.
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PERSON-CENTERED CARE SYSTEM

The importance of the generation of health structures facilitate access to therapies that contribute to the comprehensive
care of these patients, considering the different dimensions, aspects and comorbidities of the disease.

—> DISEASE CONSCIOUS HEALTH SYSTEM
 Comprehensive patient-centered care is necessary with physician-family cooperation.
® * Feasible and comprehensive information about the effects of DS.

o) o  Psychological support or DS support teams should be offered and providing them with helpline contacts as a result of the
considerations of caregivers about their child’s development and future with periodic screenings of these caregivers

searching for signs of depression and anxiety.

—> DIFFERENT TYPES OF SUPPORT

Regular screening, psychological support groups, community education program, trained respite, online Dravet support
groups, contact days for children spending more time with their friends and siblings, special outings alone with their
parents, emotional and social services and financial support.
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