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We at Beth Israel Deaconess Medical Center have been working to improve the way we manage our patients who are near the end of life.  Based on our experience, we would like first to share general perspectives on the proposed DPH regulations, and then some possible specific modifications to the proposed regulations.

Our views about most of the issues described below continue to evolve, and we look forward to reading comments submitted by others, and to participating in ongoing discussions both about the regulations, and about how to develop and disseminate “best practices” regarding their implementation by health facilities and their staff.

BIDMC perspective on end-of-life care and “palliative care” services

As per the Massachusetts Expert Panel on End-of-Life Care, the overall goal and intent of the law and regulations should be to ensure that all patients in the Commonwealth who might benefit from palliative care services are

1. informed about their availability;
2. offered counseling about their options for care by their clinicians; and 
3. have access to high quality services if they choose them.  

The Expert Panel’s view was that patients who “might benefit” should include all patients from the time of diagnosis of a serious, advancing, possibly ultimately-fatal illness, and that these patients should be informed in an early and timely way (ie as near the time of diagnosis as possible) of the full range of possible approaches to their care, ranging from full life-prolonging efforts no matter what the quality of life, to fully comfort/dignity-focused palliative and hospice options.

To achieve these goals requires not only effective implementation of the DPH regulations, but also other statewide initiatives, including, as recommended by the Expert Panel, a high-visibility public education campaign about options for care at the end of life, how to access those services, and true access to them, including insurance coverage.   
For the purposes of the proposed DPH regulations, we recommend the following

1. It is crucial that patients, families and providers do not confuse palliative care with hospice.
a. The law reads:
 “’Palliative care,’ a health care treatment, including interdisciplinary end-of-life care and consultation with patients and family members, to prevent or relieve pain and suffering and to enhance the patient's quality of life, including hospice care.”
b. We believe that a better definition, if it is possible to include a different one in the regulations, would be:
“Palliative care is the attempt to prevent or relieve pain and suffering and to enhance the patient's quality of life, and may include but is not limited to interdisciplinary end-of-life care and consultation with patients and family members.”
c. We at BIDMC believe that palliative care as defined this way is simply good medicine, and apart from end-of-life care and consultation, the other aspects of palliative care should be part of the way all clinicians care for all patients, starting at birth.  Palliative care may or may not include hospice care as one mechanism for achieving its goals.  Even if a patient does not elect to pursue hospice care, they can and should still receive palliative care (as defined broadly above).  Even patients pursuing therapy designed with curative intent, for example, can and should receive palliative care.  Whether a palliative care specialist provides these services is not important, so long as the patient is receiving appropriate palliative care.

2. Patients who may benefit from “palliative care”, and thus should be informed about its availability, should not be defined in terms of “life expectancy”.

We agree that all patients with a known life expectancy of 6 months or less should be offered information and counseling about the availability of palliative care and hospice options, as required by the new law (Section 227(c)): 

“If a patient is diagnosed with a terminal illness or condition, the patient's attending health care practitioner shall offer to provide the patient with information and counseling regarding palliative care and end-of-life options appropriate for the patient, including, but not limited to…”

But palliative care services have potential benefits for patients starting much earlier than the last 6 months of life.  Regulations that focus attention on palliative care services offered in the last 6 months of life mischaracterize palliative care as only intended for patients with terminal conditions, and leave out patients that might benefit.  Even though the law governing individual practitioners [Section 227(c)] requires clinicians to consider terminal illnesses or conditions that can reasonably be expected to cause the patient’s death within six months, whether or not treatment is provided, we at BIDMC feel it is a mistake to tie the practice and process of offering palliative care counseling to any particular life expectancy, and that it would therefore be a mistake to encourage or require health care facilities to use this timeframe in defining “appropriate” patients to whom information must be provided.

a. First, we know that accurately estimating life expectancy is often difficult, and sometimes impossible, even for the most skilled clinicians.
b. Second, some patients do not want to think in terms of specific life expectancy, so using a specific life expectancy criterion to frame requirements of information provided to patients risks being inconsistent with a patient-centered approach.

At BIDMC, we will combine our beliefs that (a) all patients with known life expectancy less than six months need to be offered information and counseling and (b) that this timeframe does not optimally define what patients are “appropriate” for such information and counseling, by taking the following approach:

We will encourage our clinicians to provide information about palliative and hospice options from the time of diagnosis of a serious, advancing, possibly ultimately-fatal illness.  But since that is so broad, we will focus on a narrower group for whom we believe it is indisputable that consideration of palliative and hospice options is clinically relevant, using the standard of “would you be surprised if the patient died in the next 12 months?”  We believe this will include all patients with “terminal illness” as defined by the law (i.e. those patients with life expectancy clearly less than six months), plus many others.  The “surprise question” is a validated way of identifying patients likely to die within the next year.  We will also be offering statistical models to our clinicians that they can use to estimate life expectancy using the clinical characteristics of their patients.  The majority of the available models estimate the probability of 12 month, not 6 month survival.  Most importantly we will be providing this information with guidance about how to discuss prognosis with patients.  We believe that in setting the standard at 12 months, instead of 6 months, we will recognize several benefits, including:
i. More time to begin and conduct the series of conversations that comprise advance care planning, including developing the rapport necessary to accurately elicit the patient’s wishes and beliefs.
ii. Less stress and urgency to introduce palliative care before it is appropriate and in the face of “impending death.”
iii. Less confusion about the meaning and intent of palliative care versus hospice.
iv. Improved identification of those who may benefit from earlier initiation of palliative care.  Even those patients that do not choose palliative care services may benefit from knowing that such services exist at early points.

3. We agree that all health facilities should be required to ensure not only that (a) all “appropriate” patients are aware of the availability of palliative care services and how to access them, but also, as proposed by DPH, that (b) all clinicians are aware of their obligations under Section 227(c) to offer counseling to all patients with known life expectancy less than six months .  

4. We see two very different levels of “awareness” that are important to distinguish, which involve different roles for (a) facilities and (b) individual clinicians:

a. General Awareness – i.e. the knowledge that palliative care services at the facility exist, which should be known by all clinicians and most patients and families, and all patients diagnosed with a serious, advancing, and possibly-fatal illness.
b. More Detailed Awareness – for selected (“appropriate”) patients, this should include more detailed awareness of the nature of palliative care services and their potential benefits to that patient

For the purposes of the proposed DPH regulations, “palliative care services” should thus mean an interdisciplinary team specialized in palliative care, and a definition of “appropriate patient” (i.e. those to be informed in detail about these “palliative care services”) would read:

“Appropriate patient means a patient whose attending health care practitioner has determined that the provision of palliative care services may have benefits, and would be consistent with the patient's clinical and other circumstances and the patient's known wishes and beliefs.”

The role of clinicians should be to determine which of their patients are appropriate for more detailed awareness (this must under 227(c) include all patients with known life expectancy less than six months), and then offer them counseling and access to services in the way they feel is best suited for their patients.  The law will be grudgingly tolerated if it does not match what clinicians feel is the best care for their patients.  We know some clinicians often avoid the topic of palliative care in ways that undermine care of their patients, and that a requirement that can be fulfilled through purely verbal counseling may not reliably ensure that all patients are even minimally informed.  But we also know that some highly-skilled clinicians, who fully appreciate the potential value of palliative care and hospice services for their patients, avoid or delay detailed discussion of the topic of palliative care, even for some of their patients with a likely life expectancy less than six months, because they recognize it is not yet the right time to talk with their patient about it.  Trying to force these clinicians to discuss palliative care in detail, or hand out an externally-mandated and standardized pamphlet, which may not be well-suited to the patient’s clinical and other circumstances, and their reasonably known wishes and beliefs, will rarely if ever improve care, and may even result in harm.


Need for public education campaign

In addition to the above recommended changes to the regulations, we at BIDMC believe that what the Commonwealth needs is a large scale public education campaign, which was the #1 recommendation of the Expert Panel, to educate patients and the general public about palliative care options, coupled with a coordinated effort to understand and communicate how facilities and clinicians can best educate and counsel their patients about palliative care options.  

We understand that this is separate from issues regarding the proposed new regulations, but we believe it is crucial to ensuring that the goals of the legislation and regulations are achieved.

Proposed required pamphlet – additional comments

The truth is that there is not yet established agreement about the most effective ways to educate and counsel patients about palliative care options.  For instance, a pamphlet passively conveying information about end-of-life care options may not be an effective method, and at worst could undermine patient-provider relationships, especially if done outside the context of an appropriate conversation.  Even in the context of an appropriate conversation, clinicians may feel that a “one-size-fits-all” pamphlet with the information proposed by DPH is not appropriate for their patients for a variety of valid reasons.  We fully appreciate that written information can be a powerful vehicle for ensuring that patients are well informed.  But we believe that the most important element in advance care planning is not the written information provided to patients, families and providers, but the conversations between them, and that we need to learn more about how best to counsel our patients.  A primary goal of all written materials should be to help facilitate and supplement these conversations.  

It would be reasonable for DPH to specify broad elements of information that needs to be made available, perhaps including some information in writing.  But we feel that mandating specific forms, with detailed specific content (such as a pamphlet), to be given to all patients, is premature.

PFACs and public reporting

Getting better at educating and counseling depends on sharing information about evolving “best practices”.  We believe that public reporting on methods used to satisfying these regulations is an important component of this improvement process.  To achieve this without adding yet another externally-imposed obligation on health care facilities, we recommend that the existing structure and reporting requirements for Patient-Family Advisory Councils (PFACs) be used.  Specifically, we propose that every facility engage their mandated patient-family advisory council (PFAC) to determine what advance care planning information is shared with patients, how and when, and that PFAC’s be encouraged, and possibly required, to participate in the institution’s planning about how to adhere to the new DPH regulations.  PFACs should include any work they have done, and information about institutional policies and activities, in their already-mandated annual reports.  This would achieve the goal of “public reporting”, and because all other health facilities would have access to this information on line, it would greatly facilitate shared learning.




APPENDIX

Specific Suggested revisions

Given that the law defines appropriate as:

"Appropriate'', consistent with applicable legal, health and professional standards, the patient's clinical and other circumstances and the patient's reasonably known wishes and beliefs.

And the proposed DPH regulation is currently written as:
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We believe that in the proposed regulation, this definition of “Appropriate patient” should include reference not only to the clinician’s assessment of possible benefit, but also to the patient’s perspective.  It might instead read : “Appropriate patient means a patient whose attending health care practitioner has (1) diagnosed a terminal illness or condition which can reasonably be expected to cause the patient’s death within six months, whether or not treatment is provided, OR (2) determined that discussion of palliative care services is consistent with the patient's clinical and other circumstances and the patient's known wishes and beliefs.”

Notice the revised wording in part 2 includes the dissociation between palliative care and hospice.

We believe that the following part of the proposed regulations:
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We believe there should be two levels for the provision of information on palliative care and end-of life options:
1. All facilities should include general information in the general information provided to patients on their external website, admission packet, etc.
2. All facilities should, in addition, make available to clinicians more detailed written information to be shared with appropriate patients.  Such information should be used at the clinician’s discretion, not mandatorily given to every patient.  If a clinician decides to share this information with a patient, it should be shared in a patient-centered way, whether it is in writing or verbally, with documentation in the medical record.

As a result, this portion of the regulations could instead read: “Each hospital shall make available to its clinicians to distribute to appropriate patients in their care, culturally and linguistically suitable written information regarding the availability of palliative care and end-of-life options.  This obligation shall be fulfilled by providing the patient with:
(1) A Department-issued informational pamphlet; or
(2) A similar information pamphlet that meets the specifications in 105 CMR 130.1901(B); or
(3) Documented verbal offer of information and counseling

The following part of the proposed regulations:
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Should instead read: “Each hospital shall provide to its clinicians the information in 105 CMR 130.1901(A) so that they might distribute it to their appropriate patients in a timely manner.”

The following part of the proposed regulations:
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We believe that this is a very important part of the regulations, though suggest that not just a policy but also specific procedures are necessary.  We suggest that this section should instead read: 

“Each hospital shall have a policy and procedures to guide its clinicians to identify appropriate patients, and ensure that they receive an informational pamphlet or verbal offer of information and counseling. Such policies and procedures shall be made available to the Department upon request.”  This is where we feel annual public reporting by PFACs about what each institution is doing would be particularly helpful, both for public accountability, and also to facilitate sharing among institutions of evolving best practices.
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(D) Each hospital shall have a policy for identifying appropriate patients and ensuring
that they receive an informational pamphlet Such policies shall be made available to the
Department upon request.
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HOSPITALS:
130.1900: Definitions

‘The following definitions apply to 105 CMR 1301901
Appropriate patient means a patient whose attending health care practitioner has (1)
diagnosed a terminal iliness or condition which can reasonably be expected to cause the

patient’s death within six months. whether or not treatment is provided, or (2) determined
that the patient may benefit from hospice and palliative care services.
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(C) Each hospital shall provide the information in 105 CMR 130.1901(A) in a timely.
‘manner, based on the nceds of the individual patient.




