
July 22, 2006

Dear Health IT Taskforce: 

I would like to share the tragic story of my 11 year old son, Justin's, death and emphasize the importance of real time electronic format of medical records, digital recordings of OR 

procedures and easy access to records by patients and families. The records must tell the intricate story (including digital recordings of procedures through pod casts) of the care that was completed including all medications, surgeries, labs, x-rays, allergies, photos, blood types, finger prints, family history and other pertinent information.

The medical records are the families eyes when, for example, they aren't permitted in the OR when their child arrests and hemorrhages during a minor ankle procedure. We need these eyes to be reliable, accurate and all telling of what occurred behind the closed doors of an operating room. When the physicians involved, simply state, we have no idea what happened, we still have records (or so we thought) that will shed some light on our loved ones death. Searching through illegible, inaccurate records that are missing pertinent information, where timings are wrong on medications, procedures and x-rays, where mediations are missing, where a strange adult's name is on our child's consent form, etc., etc., was our journey. This is not acceptable. However, this is what our family has encountered over the past 5 1/2 years of searching for some type of closure following our son's unexplained death. The records should have been our eyes and they were not. The lack of available, recorded, accurate information has caused us an immense sadness and disappointment in our healthcare system and we are sub sequentially left with forever wondering. 

We need medical records that are attainable by various physicians throughout the world as they work together as a team to heal. We need medical records that are the patient's/families possession, not the facilities, where the patient chooses who has access and who does not. We need medical records that cannot be altered or deleted. We need a universal, Government administered, health and IT program where there is monitoring, learning from data collection and research of various diseases and medications. We need a system where the most knowledgeable physicians and IT leaders will oversee and monitor the infrastructure of this new mega records system for safety and reliability. We need a records system where we will learn from mistakes and other families will be spared the nightmare of losing a child. We need a system where diseases will be cured and lives will be saved. We need a system where billing of procedures and medications will be monitored and penalties will be imposed for wrong doing and monies will be saved. We have the knowledge to do this. The opportunities are endless and the 

time is now! 

I have attached a version of my power point that was presented at various facilities over the past several months. Please feel free to share it with the IT taskforce. One of my goals is to make a difference by improving information technology for other parents by sharing my struggle for answers. Please make these changes for the children. Time is passing and families are suffering. Thank you for requesting the patient's and families perspective into this most vital resource that will save millions of lives if the focus is on ethics. 

Most Sincerely, 

Dale Ann Micalizzi
Advocate for Pediatric Patient Safety 

and Transparency in Medicine
micalizzidag@aol.com 
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