Presentation of Stanley A. Terman, Ph.D., M.D. to EMS Commission 3-25-09


Dr. Stanley A. Terman: Thank you for giving me the opportunity to share a few ideas with you this morning. These opinions are mine, but were formed in collaboration with nine other clinicians or attorneys (two are both): Thaddeus Mason Pope, J.D., Ph.D.; Lofty Basta, M.D., Sid Spies, M.D., and Ronald Miller, M.D. – whose writings I have today submitted as exhibits of support; and Guy Micco, M.D., William C Fowkes, M.D., R. Koons, M.D., and Robert Gibson, J.D., Ph.D., and Michael S. Evans, MSW, JD, who is with me here today.   
I previously submitted Comments on the “Draft” on March 11, and a supplement on March 20 (which are NOT attached).
At first, it may seem a bit burdensome to ask Emergency Medical Services Authority and this Commission to consider authorizing yet another new form, right on the heels of dealing with a new state statute that requires health care providers to honor patients’ Physician’s Order for Life-Sustaining Treatment (POLST). –Particularly when POLST training has barely begun, when many key stake holders are still not aware of its existence, and when a  significant  amount  of  effort – to focus on statewide acceptance and utilization – is just getting underway. (By the way, I am part of that effort, as a member of the team in San Diego who received a grant and I am looking forward to the first training on March 31.)  
First, a word about POLST: It is an excellent form to translate patients’ end-of-life preferences into physician orders for those patients who want any “Limited Additional Intervention” or any “Full Treatment.” But there are certain diagnostic categories of patients who would be better served by using another form. What kind of patients? –The largest example is those who suffer from Advanced Dementia.

Why? The irreversible, progressive diseases of dementia often reach the point where the burdens of continued existence   far outweigh the benefits, where the very prolonged process of dying is accompanied by much pain and suffering. We are only beginning to appreciate that since these unfortunate human beings can no longer express their complaints, they may endure physical suffering that goes unrecognized undetected and untreated. Mental anguish may also cause severe suffering. Demented patients may even experience horror when a devoted daughter or a faithful spouse is trying to show loving care.
How many Californians have dementia? Today, almost 600,000 Californians live with Alzheimer’s disease—which accounts for about 70% of dementia. By 2030 this figure will almost double… to 1.1 million. By 2050, it will double again. Nationwide, of those people who reach the age of 55, the life-time risk of developing Alzheimer’s Disorder or Related Dementias is 1 in 7 for men and 1 in 5 for women. Of people over the age of 85, nearly half will be in some stage of dementia.
Let me explain why patients with Advanced Dementia need a different form: If patients have previously indicated, when they were competent, that they do not want their dying prolonged after they meet certain criteria for Advanced Dementia, then a peaceful, timely dying depends on the appropriate response from Emergency Medical Services personnel if they are called. (And family members may call for many reasons.) These first responders must not perform a task for which they were trained: to start an IV, and to run it at full rate. 
(Frankly, I find POLST somewhat confusing in its directions about hydration.) Using POLST explains, on its back page: “Treatment of dehydration prolongs life. A person who desires IV fluids should indicate “Limited Interventions” or “Full Treatment.” For me, this is not clear and specific guidance for patients who selected Comfort Care ONLY. While some may agree with EMS guidelines that Section C of POLST does not apply, others may note that “C” has orders regarding nutrition, which includes hydration, so perhaps the quotes I just read are relevant. In any event, POLST can get a bit complicated.)
Bottom line: The directions on the POLST form may not be clear enough to stop a paramedic or an EMT from starting an IV. While the performance of such an act would be in good faith, it might inadvertently sabotage the patient’s goal for a peaceful and timely dying from medical dehydration. 
When I visited EMS in Sacramento earlier this month for over an hour and half discussion, Sean Trask confirmed that without clear directions to the contrary, Emergency Medical Services personnel will start IVs.

How does the PO-PND solve the problem? The Physician’s Orders to Permit Natural Dying is a clear, simple, and unambiguous set of physician orders for Comfort Care ONLY. It emphasizes no hydration by any route. Its clarity could be transferred to the words inscribed on the EMS “alert” medallions, which many consider (to be) the most reliable way to identify patients and (to) then honor their request regarding resuscitative measures. 
The guidelines state that it is now possible for patients who have POLSTs to inscribe the letters “P-O-L-S-T” on their medallions. But POLST orders are intended to be flexible and thus, they vary considerably. Hence these letters only alert first responders that the patient has a form somewhere, which form must be found, read, and then interpreted. In contrast, Physician’s Orders to Permit Natural Dying do not vary, and the instruction, “No I.V. Hydration,” is clear by itself—without finding a form. These words inscribed on a medallion will therefore quickly and clearly instruct first responders what not to do. Similarly, the words “Do Not Hospitalize – unless necessary for Comfort Care” resonate deeply with the preferences of most people: they want to die at home, but not if it means that they must experience extreme pain and suffering.
PO-PND incorporates several kinds of safeguards: One is that the Advance Directive to Permit Natural Dying always accompanies a PO-PND and this form requires qualified witnesses for patient’s signature for informed consent. Another set of safeguards are that the PO-PND asks Implementing Physicians to consider contacting key individuals before they sign its orders to take effect. (These include family/friends/palliative care physician/psychologist/psychiatrist and others the patient has listed). These are some of the reasons why modifying the POLST is not a workable option: Californians need two forms: the PO-PND as their last set of orders, and a POLST as their working flexible reflections of treatment preferences up to that point. 
Forms are not just for Emergency Medical Services personnel: they also encourage conversations and provide assurance, which is the antidote to fear: The number one fear of people over the age of 55 is no longer dying from a painful cancer; it is dying slowly from devastating brain impairment. In my clinical experience, patients need assurance that their wishes will be followed. Otherwise, they will suffer from worry and anxiety in addition to suffering from their underlying disease. Some patients will even choose to end their lives prematurely, violently, or ask others to help them by mercy killing—to avoid becoming trapped for years in a kind of existence that they feel is worse  than  not  living  at all. Ironically, having a signed PO-PND will allow patients to choose to live longer, in part because their mood will be better since they need not fear their future.
Since the Advance Directive to Permit Natural Dying always accompanies the PO-PND, health care providers will always know the patient’s wishes… and they will be obligated to honor them. If health care providers do not honor these known wishes, they will risk losing the legal immunity that the statute would otherwise provide. 

Finally, let me put all this into a historical perspective: In 1976, California led the nation by passing the Natural Death Act—the first of its kind.  Now California can lead again, by recognizing the unique needs of patients with dementia. We will all be affected by what may be the greatest epidemic the world has ever known. 

Conclusion: I urge members of this Commission, and decision-makers at Emergency Medical Services Authority to offer all Californians statewide, a form that makes it possible for those who wish, to avoid years of dying slowly from dementia. I specifically urge you to approve the Physician’s Orders to Permit Natural Dying for use statewide. While you may approve PO-PND as a “substantially similar” Prehospital DNR, my colleagues and I would prefer that you approve PO-PND as a “last” or “final” POLST. We believe both options are consistent with AB 3000. 
Added later: The Physician’s Orders to Permit Natural Dying is printed on different color paper than the POLST and no funds are being requested to defray the cost of its being adopted or implemented. 

Thank you.
