From Kathy Day:  

September 12, 2012 

I am coming in at the end of your work with LD 1818.  I am not completely up to date on your work or the other stakeholders’ wish list of uses for this upcoming data.  I want to tell you what I think the most important use is for Healthcare data.  It is important for all healthcare consumers be able to choose or shop for both providers and facilities wisely.  Even though I am a patient safety activist and I know where to look online for hospital and provider reviews, the information is generally old, incomplete, vague at best, and hard to navigate.  Getting the safest and best care possible is important to our health and our futures and to the financial sustainability of Healthcare in general.  Preventable medical harm and resulting readmissions costs are not only high, they are generally unnecessary.
 Three women, all diagnosed with uterine cancer within the last year had three different experiences, and more importantly different costs and one had a different outcome.   The first woman is me, the second is a nurse friend, and the third is another old friend.  After my diagnosis came, I charged into my healthcare journey determined to find the safest and best experience for myself. I had the luxury of time, because my surgery was planned, and not emergent.  I also had the luxury of good health insurance, which is very important when making healthcare decisions. It worries me that coverage is often a deciding factor in accessing safe high quality care.  I used webpages including Healthgrades, Get Better Maine, Leapfrog, and Hospital Compare.  None of them offered timely or detailed data regarding my needs.  All are somewhat complex and difficult to navigate.  

There was no mechanism for me to search “Where will I get the best doctor and hospital for robotic assisted hysterectomy for uterine cancer in New England?”  Just try it.

I did the best I could with what was available online, but I also picked up the phone and called people I know to ask around about safety and infection rates. My healthcare connections, patient safety colleagues, friends, neighbors and others all helped me with my decision.  After 2 weeks of research I chose a fine GYN ONC in Portland, ME and MMC. I had a great healthcare experience and a complication free recovery.
My nurse friend called for my advice when she got her uterine cancer diagnosis just a few months ago.   I told her all that I knew, and about my experience, but I did not recommend MMC because of the agonizing long wait involved. When a woman is told she has uterine or any other cancer the first thing she wants is to get rid of it, quickly and safely.   I told my nurse friend if I had to do it again, I would choose Boston and a doctor I had researched and communicated with there. She did go to Boston and the doctor I recommended.  Her experience was much like mine, except that she didn’t even have to stay overnight!  She was discharged at dinner time after an early morning surgery.  She was able to return to work 3 and a half weeks after surgery to remove all of her female parts. Both of us had the services of a GYN oncologist, and excellent healthcare outcomes.
My third friend is not medically oriented and she also did not want to wait around for her surgery. She didn’t realize that getting it over with quickly and conveniently was not as important as choosing the best and safest provider and Hospital.  I told her all I had learned too.  She chose differently from my nurse friend and me, having her surgery done by a doctor who is not credentialed for Oncology, but who does perform this particular surgery.
Just a few days ago, I talked with my friend. She explained that she spent 3 nights in the hospital (as opposed to my one overnight and my nurse friend’s same day discharge).   The surgeon punctured her bladder wall when removing her uterus.   This surgical blunder caused her to have stitches in her bladder wall, and a urinary catheter for 2 weeks. She hoped to get it removed this week.  She also has an undiagnosed continuing pain in her inner thigh. She was sent home with Lovenox injections and was taught to self inject. Then she had an allergic reaction to the Lovenox at home, just like the one she had in the hospital.   In my opinion, she has had a complicated and poor healthcare outcome.  The good thing we all have in common is that we arrived on the other side of this experience cancer free, but we arrived at it in different ways.
 I tried to gently steer my non medical friend toward an experienced and expert GYN oncologist, but she chose differently from my nurse friend and me.  Then she was embarrassed to tell me about her complications, because I tried to guide her to the safest possible healthcare experience.   That made me feel the worst of all…I would never say “I told you so” to an injured and suffering friend. .  I just feel absolutely horrible that this happened to her.
My nurse friend and I know people.  We are healthcare insiders to a certain degree.  My other friend was not.  Why should my nurse friend, doctors, other healthcare insiders and I have a healthcare safety advantage over my non medical friend when it comes to choosing a provider and Hospital?  We should not.  Everybody should have equal access to the information they need to make great choices for themselves. If safety data about the doctors, and the hospitals had been available on a consumer friendly website that I could have referred my non medical friend to, so she could have easily validated my advice, it could have made a big difference for her. Healthcare safety, outcome and healthcare associated infections data are mostly not available to healthcare consumers, like my friend who suffered a surgical complication and an extended recovery.  Incidentally, her costs will be much higher than mine or my nurse friend because we had no complications. When we suffer complications from harmful care, either we or our insurers are charged for all associated costs.
Consumers need timely, accurate, honest, public, free,widely  promoted and advertised data.   It needs to be displayed attractively, easily accessed and presented at an 5th graders level.  SIRs and other complex medical mathematical explanations of data should not be used.  For example, if the number of a particular doctor’s robotic assisted hysterectomies, performed in a year and the number and type of complications in his cases are listed, almost all consumers could figure out their odds with that doctor.   Safety, quality and outcome data is the most important kind of information for patients/consumers.  There should be a simple mechanism for patients to search this data for their condition, their recommended surgery or other treatment, and their location. Then useful clear data on all appropriate providers and hospitals within a chosen radius of their location should pop up.  This great information could then guide the Healthcare consumer’s choices.  
Without this transparency, patients cannot truly be engaged or empowered.   Without this information, and with the odds as high as 1 in 3 of experiencing medical harm in a Hospital, choosing healthcare is truly a crapshoot. http://www.ama-assn.org/amednews/2011/04/18/prl20418.htm
Because we lack available data and information, healthcare consumers are choosing blindly every day. 

The best and most important use of healthcare data is for consumers.  When we make wise safe choices for ourselves, we have better outcomes, we recover more quickly, we are not harmed or readmitted, and we save money.   Patients come first and the buck stops with Patients. If a restaurant had a 1 in 3 chance of making you sick, it would not be operating, it would be shut down.  Public information about tainted food from retail food chains and restaurants is readily available.  We can steer clear of them, but this type of warning is not available for providers or healthcare facilities.
My own father was admitted to a CAH in rural Maine for a minor ankle fracture in 2008.  During his 12 days of physical rehabilitation, he contracted MRSA pneumonia.  Nobody except the Hospital insiders, and the families and neighbors of the other recently deceased MRSA victims, knew about this MRSA outbreak.  My father and my family did not have the information we needed to keep him safe or make a safer choice for his rehabilitation.   As a result, he died an emaciated and very sad man, in a nursing home isolation room 11 weeks after he was diagnosed with MRSA. 
On a larger scale and in the Nation’s top research Hospital, the NIH clinical center had a big tenacious outbreak of Klebsiella pneumoniae.  This outbreak infected 16 and killed 6 patients, but it was not publicized for over a year. 
Safeguarding and engaging healthcare consumers should trump all other goals for this data that you will compile, collect and share. 
The following is a quote from Lisa McGiffert, Consumers union.  I affiliate with this organization.  She has doggedly persued public reporting of HAI and other outcome data on the federal level for many years.
“If you ask any person going into a hospital if they want to know they’re having an outbreak with a deadly superbug, every person would want to know that,” said McGiffert, manager of the Safe Patient Project at Consumers Union, which advocates for more disclosure of hospital-based infections. “These outbreaks should be made public like notices of health problems with a restaurant.”

http://www.washingtonpost.com/national/health-science/nih-should-have-notified-it-of-superbug-outbreak-montgomery-county-official-says/2012/08/23/838ddcdc-ed50-11e1-9ddc-340d5efb1e9c_story.html
http://www.washingtonpost.com/national/health-science/superbug-stalked-nih-hospital-last-year-killing-six/2012/08/22/5be18b1a-ec66-11e1-9ddc-340d5efb1e9c_story.html
Thank you for your work and this opportunity to submit a comment on the use of Maine Healthcare data. 
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