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Testimony to the
MA Department of Public Health
November 21, 2013 
Provided by Meg Doherty, President and CEO, NVNA
on behalf of the Home Care Alliance of Massachusetts


The Home Care Alliance of Massachusetts is pleased to have the opportunity to present these comments on the proposed changes by the MA Department of Public Health on proposed amendments to 105 CMR 130.000: Hospital Licensure, 105 CMR 140.000: Licensure of Clinics, and 105 CMR 150.000: Licensing of Long-Term Care Facilities.   In these changes, the Department is providing guidance relative to a new requirement that licensed hospitals, clinics and long-term care facilities provide information regarding palliative care and end-of-life care options to appropriate patients.

Palliative care programs are increasingly becoming a part of the scope of practice for certified home health agencies.   In our experience at NVNA, the clients that we enroll have an advanced chronic illness.     They are in clinical, functional and/or nutritional decline.  They may have experienced, or be at risk for, repeat hospitalizations, often related to pain and symptom management. They may well still be receiving curative or life prolonging treatment, and, this is key, they may or may not be at or reaching eligibility for hospice.  Some have yet to be at that clinical stage, others may be, but they are simply not yet ready for that referral. One such typical patient’s profile is attached. 
Just like the traditional home health patient, these clients are cared for by an interdisciplinary team that works with the patients and family.  This team provides direct care, care coordination and planning, crisis management, as well as emotional and spiritual support.  There is also a high degree of focus on symptom management, as well as on family and patient goal setting
If they are Medicare patients and meet eligibility as defined in Attachment 1 to my testimony, the palliative care or advanced illness management can be a reimbursable home health service.

This model of palliative care as an advanced illness management program distinct from, and possibly prior to,  hospice on the care continuum is rapidly emerging as a successful way to approach and care for clients with cancers or other diseases that are life threatening, but not necessarily terminal.  The model is important in both pediatric and elder care.

As MA Department of Public health proceeds in revising these regulations and developing the informational guides, we would suggest that the Committee look to the many programs provided in MA by home health agencies such as ours.  The Committee may also want to look more closely at palliative care models that are home health based and that are very high profile as they now have significant federal research dollars attached to them.
One is the Comprehensive Longitudinal Advanced Illness Management (CLAIM™) Program at University of Pennsylvania, rebranded as the “Caring Way” project. This program has a multi-year federal innovation grant to provide home care to patients with advanced cancer, and who have substantial palliative care needs, but are not yet eligible for hospice care.  While better care, and not cost savings, is the goal here, it must be noted the projection is that the model will save $9.4 million over the course of the funded demonstration.
The Sutter VNA in San Francisco has a similar model to examine their VNAs Advanced Illness Management (AIM). They also have an Innovation Research grant from CMMI to study further the impact
Programs, such as ours at NVNA and at Sutter VNA are not hospice care. They are designed to help seriously ill people choose comfort, safety and dignity over constant re-hospitalizations.  In many instances, we find that the programs can serve as tremendous bridges for families to eventually move in a very seamless manner into hospice; but that is not always the goal.
I bring these points up to illustrate our concern that the proposed regulations as written – especially in the definitions – do not seem to distinguish as clearly as we,  and I think the public,  would want to see between palliative care and hospice care.
With that background, we would encourage that following two definitions in particular be given a second look.
“Palliative care means 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.”
“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 the patient may benefit from hospice and palliative care services.“

The wording in the first definition that defines palliative care as “including End of Life Care” and “including hospice care”  we think  is inappropriate and not at all in thinking with current health care models as I have previously described them.   The entire delivery system focus has been on defining these palliative care and hospice care as separate stages on the care continuum.  The chart in Attachment 2 from the Center for the Advancement of Palliative Care provides just one illustration.

This definition also lacks any reference to that fact that palliative care can be provided together with curative and life-prolonging treatments.

The definition of “appropriate patients” we also believe to be too narrow.  Including as appropriate for palliative care only those that meet the hospice eligibility criteria of a prognosis of death within six months would certainly screen out from

Finally, the regulations as written to do not include the referenced education materials that the hospitals and nursing homes will be required to use or reference.  But before they are drafted I hope that the Commission will take a closer look at the regulatory definitions.  To leave them as is would, we believe, severely limited the impact of this important work and discourage patients and families from accessing what could be tremendously beneficial care.

Thank you for the opportunity to testify, NVNA and the Home Care Alliance stand prepared to assist in helping the Department to move this important public education initiative forward.



Attachment I 
PALLIATIVE CARE CASE STUDY

“Roger” is a 77 y/o man who is cared for on our Palliative Care VNA Program. He was diagnosed with a primary liver tumor 3 years ago and has undergone 3 ablation treatments to shrink his tumor.  Roger’s condition is serious; he experiences frequent buildup of fluid in his abdomen which requires frequent “taps” or needle aspiration to help control his pain, nausea and vomiting.  Roger has had a 40# weight loss in 6 months. He is tired often, has a poor appetite, activity tolerance, and has had to modify his lifestyle markedly in the past year.  Roger also has a history of prostate cancer, diabetes and cardiovascular disease.

Roger is a retired police officer. He is widowed and has 2 children. His primary caregiver and health care proxy is his girlfriend, who assists with most of his medical and household needs.

Roger was referred to our Palliative Care VNA Program because he has a serious liver disease. He desires to have full CPR and aggressive interventions to manage his disease. His prognosis has not been determined, but his doctor feels that it is most likely 1-2 years.  Roger is not eligible for hospice services at this time, because his prognosis is likely longer than 6 months, and he is not electing comfort care only.

The Palliative Care Team is assisting Roger to manage his pain, nausea, and vomiting.  The M.D. and R.N. are helping him to coordinate his medical appointments, lab work, and medications.  The Rehab staff is providing him with an exercise program, promoting safety, and ordering medical equipment as needed.  The social worker is helping Roger and his family cope with his illness, manage finances, and begin to prepare for an uncertain future. All team members help Roger to understand his condition, his treatments, care needs, and when to report problems to the team and his doctor.

Palliative Care focuses on helping Roger meet his goal of maintaining as much independence as possible.  His quality of life is enhanced by skilled symptom management, and well- coordinated care and communication with his health care team. Roger is a Palliative Care patient and not a hospice patient.


Attachment II 


SOME DIFFERENCES BETWEEN PALLIATIVE CARE AND HOSPICE

Both Palliative Care and Hospice focus on:	 Quality of Life
		Symptom Management
	 Patient and Family Care

	

	
PALLIATIVE CARE

	
HOSPICE

	
Who can be treated?

	
Anyone with a 
serious illness
	
Anyone with a serious illness whom doctors think has only a short time to live, often less than 6 months

	
Can patients continue to receive treatments to cure their illness?
	
Yes, patients often continue to receive treatments (hospitalizations, IVs, transfusions, radiation, etc.)
	
No, patients receive comfort care which focuses on relief of symptoms and supportive measures

	
Where can I receive this care?
	
· Home
· Assisted Living Facility
· Nursing home 
· Hospital
	
· Home
· Assisted Living Facility
· Nursing home
· Hospice facility 
· Hospital

	

Will Medicare pay?
	
Yes, for home care, you must be homebound 
and have a skilled need. It does not cover if the patient’s needs are chronic or for personal care only
	
Yes, it pays for all hospice charges. It covers for services related to the primary hospice diagnosis. It covers respite care if needed.

	
Does private
 insurance pay?
	
Most insurances have a home care benefit, but it depends on the plan
	
Most insurances have a 
hospice benefit, but it depends on the plan

	
How long can I receive this care?
	
It is generally short-term, so long as you continue to be homebound and have a skilled need.
	
As long as you continue to meet the life expectancy criteria of months, not years – and you continue to want comfort measures only
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Attachment III 



Hospice patient.
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