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Topic:  Medically Fragile Children
Sub-Topic:  Critical Nature of Engagement, Follow through and Collaboration 
Info, Facts and Stats
· While definitions vary, the condition of being medically fragile is generally defined as a medical status that can rapidly deteriorate, resulting in permanent injury or death; one that requires medical care and/or technology to maintain health; and/or a condition that requires extraordinary supervision and observation; 
· Typically, medically fragile children are under 3 years of age, but certain conditions affect older children as well; 
· Examples of frequently seen conditions include, but are not limited to: fetal alcohol syndrome, failure to thrive, HIV positive and symptomatic, congenital defects (such as spina bifida, sickle cell and cystic fibrosis) and prematurity;
· Examples of medical care include, but are not limited to: intravenous therapy, catheterization, dialysis, oxygen, medication and feeding tubes;
· Families with medically fragile children often feel isolated, with decreased social contacts and supports, which tends to increase the stress of family isolation (Ratliffe et al. 2002).
Keys to Good Practice 
· Reports involving allegations of serious neglect or abuse of a medically fragile child should receive an investigation, complete with a thorough safety and risk assessment;
· The fear and stress often experienced by parents/caregivers of medically fragile children may cause them to initially react defensively.  It is critical that we, along with medical providers engage with them in a way that establishes trust and an understanding that all involved share their desire to keep their child safe and healthy.  This may involve numerous meetings;
· Make referral to Babies Can’t Wait as soon as possible AND follow up to make sure that the referral led to actual provision of supportive services;
· Make sure that the immediate support system is three-deep when possible (a back-up to the back-up).  Involve the back-up in FTM’s;
· Maintain continuous contact yourself with medical providers to establish a clear understanding of what technologies and medical care are necessary for the safety and well-being of the child.  Ensure that the parents (and their support system) are adhering to an established medical care plan established.  Do not simply accept the statement of the parent regarding changes to the medical plan for the child; 
· Remain involved until such time as it is evident that the parents and their support system have demonstrated an ongoing commitment and ability to adhere to the child’s medical care plan;
· Barrier-bust:  Lack of transportation, inadequate/poor service from a provider, lack of a needed support structure, denial of needed services…etc, are barriers that we must work with parents to overcome.

e-Links for Learning More
· www.childwelfare.net  This will take you to the Barton Law Clinic web site.  Click “Michelle’s Handy Links” for a vast resource list of Georgia and National web sites 
· www.dreamhouseforkids.org/What-is-Medically-Fragile.48.0.html 
Ask an Expert (Contact Information)
· Ron Magbee, Field Program Specialist, mjmagbee@dhr.state.ga.us, 404-307-0800
· Ann Rae, Field Program Specialist (CHOA Liaison), area@dhr.state.ga.us, 404-434-3695 
· Peggy Woodard, Service Partners Section Manager, pswoodard@dhr.state.ga.us, 678-296-0384
Current Training Opportunities:  This training is in development and will be publicized shortly.  Ron and Ann can connect you with experts in the field who would welcome an opportunity to come and educate staff on the topic.

 Policy Reference: Referral to Community Resources, Policy #2104.37
· For policy questions related to general topic, please contact Mark Newman, manewman@dhr.state.ga.us  
