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Thank you for offering this opportunity to provide thoughts and suggestions regarding the proposed Phase 3 of Hospice Data collection as outlined in your notice dated October 29, 2008.  First, we recognize the need for additional hospice data and the pressure to provide this data as MedPAC prepares a proposal to revise Medicare reimbursement for the hospice benefit.  On behalf of the Hospice and Palliative Care Association of New York State (HPCANYS) Board of Trustees, our key thoughts and suggestions are outlined below:

1. We urge you to collect data on phone consultations with patients and families for all members of the Interdisciplinary Group (IDG) as long as they are directly connected to providing care to the patient and family and documented in the clinical record.
While HPCANYS is pleased to see that some social workers’ phone calls with patients and families are proposed to be reported in Phase 3, we would urge that phone calls with patients and families be reported for all disciplines.  Given long distances and patient/family education, it is common for nurses, as one example, to guide the patient/family through provision of care on the telephone.  The nurse would then ask the person on the phone to call back immediately if the problem persists or increases.  The nurse, generally, calls back to check in at the timeframe that relief would be expected to assure that the treatment produces the desired outcome.  If the desired outcome has not been achieved, the nurse either provides additional guidance on the phone or visits the patient. 

Case Example: Looking at a specific and common example, the caregiver calls the hospice on-call nurse panicking that the patient is having difficulty breathing.  The nurse asks the caregiver to describe what she is seeing, ascertains that it is rapid respirations as have been anticipated with this COPD patient.  The nurse reassures the caregiver that s/he has the tools to relieve these symptoms in the home, and says that there is liquid morphine in the house, can the caregiver locate it.  The caregiver says yes, it is right here, but I am afraid to give it.  The nurse reassures the caregiver that only a small amount will be given as the caregiver has been instructed by the case manager/RN and that the on-call nurse will be on the phone with the caregiver through the process.  The caregiver says okay, and the nurse instructs the caregiver to draw the liquid morphine into the dropper and give the amount prescribed (usually only a few drops); the caregiver does this while on the phone with the nurse.  The nurse then talks the caregiver through what should be happening.  Often relief is immediate and the nurse assures that both the patient and caregiver are comfortable and then asks the caregiver to call if there are any further problems or questions.  The nurse will then usually provide a follow-up call in a half hour to assure that both the patient and caregiver are comfortable.

As with the social work visit, this is care being provided directly to the caregiver and patient.  It is common, and a necessary and important component of the plan of care.  A phone call can actually be more effective than a visit--if the nurse is in 
transit to the patient’s home, the caregiver continues to be uncomfortable with the process and the patient continues to be uncomfortable until the nurse arrives, assesses and provides care.  With a phone call the caregiver develops comfort with the process that has already been taught by the case manager and the patient gets relief quickly, clearly a WIN –WIN.  This is an important part of the care plan and something that caregivers consistently comment on in the Family Evaluation of Hospice Care – the comfort of knowing there is a nurse that can be on the phone with them quickly and guide them through a process that they have either only been instructed on, but not done previously or with which they are uncomfortable.  Hospice is praised and noted for empowering and supporting caregivers and these phone calls are key to this.  Not considering these calls in the reporting of care provided excludes a part of the hospice care plan that is both essential and deeply successful in keeping the patient in their own home. 
Our visits are crucial, but so are our phone consultations.  We urge that these not be discounted.

2. Consider collecting data on IDG meetings (reported on a patient specific basis).

The Interdisciplinary meetings are a unique requirement for hospice.  Hours are spent in the meeting brainstorming and planning the best care possible for the patient.  To have twenty, thirty or more staff in a room – nurses, social workers, spiritual counselors, physicians, volunteers, bereavement counselors, and at times patients and families, focusing on one patient is an amazing experience and a crucial component of hospice care.  Again, to not report this intensive and specialized work is to leave out a core component of patient and family care.  We strongly urge that this care be reported; recognize that it would be reported on a patient specific basis. 
3. We urge you to reconsider collecting hospice inpatient care data in 15 minute increments. 
We appreciate that CMS is attempting to collect data for hospice inpatient care. The hospice staff generally reports a time in and out and, therefore, the software system can report out both visits and fifteen-minute increments.  However:

· Hospitals do not report patient care in fifteen-minute increments.

· We strongly believe that it is not realistic to expect hospitals to change their reporting systems. 

· We are concerned that the data provided would not be accurate, that at best it would be a “guess.”

Our members with inpatient units have had difficulty reporting visits for hospice staff.  When members attempted to prepare for the proposed Phase 2, most hospitals were less than cooperative in agreeing to a system that would collect visits.  Given this history, we fear that at best you will receive inconsistent and unreliable data. 

Reporting in 15 minute increments for respite care will be even more problematic.  Hospices that contract with hospitals or skilled nursing facilities for respite care are receiving a true gift from the facility.  The reimbursement level is well below the rate they would receive in any other instance.  The facts are:

· Neither the hospital nor the skilled nursing facility tracks care in this way for any other patient or any other payer.

· To ask the facility to track visits in fifteen-minute increments could result in losing the contract for the service. 

· To assume that they would do so for a payer that reimburses so poorly is unrealistic.  They will not do it and hospice does not have the leverage to get them to do it.
4. We urge you to create codes for spiritual care, volunteer services, and counseling.

While we recognize the difficulty in collecting data for disciplines that do not have codes, we ask that you consider creating codes for spiritual care, volunteer services and counseling.  These are such critical parts of the hospice care plan that not to collect this data makes the other data almost meaningless.
Case example: Pain and management of physical symptoms and psycho-social issues are not always the major focus of hospice care.  In the case of the patient whose discomfort comes mostly from spiritual issues, it is the spiritual counselor who is visiting most frequently and whose visits extend for the longest amount of time.
As currently configured, the main focus of this patient’s care would not be captured by the data.  We are concerned that some hospices could view this as an incentive to adjust their plans of care to have their data reflect the greatest amount of service.  If that occurred, patients and families would not receive the full scope of services they need and deserve.
CMS and the hospice community would never want the needs of the patient to be subrogated to what CMS is requesting for data.  Hospice’s success in providing cost effective care that is highly satisfying for patient and families is based on care that extends beyond clinical to emotional, psychosocial and spiritual.

Because the care is inter - rather than multi-disciplinary, hospice might use:

· a volunteer who helps that patient to see that the LPN service that the nurse is encouraging will not only be helpful, but will be welcomed by the patient once s/he tries it;

· the spiritual counselor who is successful in having the patient agree to take the medications that will relieve symptoms as the nurse has instructed;

· the bereavement counselor that the patient finally admits that his/her anxiety is related to his/her horrific experience during his/her grandmother’s death forty years ago.  

CMS knows that most hospices achieve: 1)  greater success at keeping patient’s at home than any other part of healthcare; 2) a higher satisfaction rating from patient and families than any other part of healthcare; and 3) a greater staff retention and satisfaction than any other part of healthcare.  It is our belief that it is the interdisciplinary care, the intensive care planning, and the support provided by telephone as well as visits to patient and families that leads to this success.  Therefore, it is critical that data collected to demonstrate the service provided by hospice reflect each of these unique aspects of hospice care.
5. Joint Visits – We recommend clarification that each discipline would count their time for the visit, or each staff member would count their time during the visits.
It is common practice for more than one discipline to visit the home together, for instance a nurse and a social worker.  Occasionally, there may be two nurses that make a visit—one to provide wound care and a second nurse to manage other symptoms.

6. Hospice Data Collection Phase 3 will have a financial impact on hospices.

In conclusions, there are concerns beyond the types of data being collected.  Most New York State hospices experienced a decrease in Medicare reimbursement in 2007 dollars as of October 2008; it is anticipated that this decrease will be even greater as of October 2009 given the removal of the BNAF.  It is distressing and potentially life threatening for New York State hospices that this reimbursement issue arises as significant costs are incurred to comply with the revised hospice Conditions of Participation as well as the existing data collection requirements.  Phase 3 of the data collection will place an additional resource burden on New York State hospices, as many would need to add data entry staff to collect the non-hospice employee visits and time increments for inpatient, respite and therapists.

As New York State hospices experience a decrease in donations with the downturn in the economy together with a net decrease in reimbursement at the same time that the cost of living in New York State skyrockets, there may well be hospices who cannot withstand the additional costs that data collection will mandate.  
The key to this may well be collecting data at the cost report level or through a periodic mechanism other than the monthly billing cycle.  There is also a concern about the costs of retrofitting software to meet these new data demands.  While most software providers updated the software at no additional charge for the Phase 1 and 2 of the data collection, it is highly likely that at some point these vendors will need to pass these costs along to hospices either in a direct charge or an increase in fees.  Again, hospices in New York State given the short lengths of stay are those hospices that MedPAC has identified already as losing money on the provision care.  It is entirely possible that there will be New York State hospices that cannot afford a direct charge or increases in software fees.
Additional concern—EoBs

While not related directly to Phase 3, there is a critical concern amongst New York State hospices about the EoBs sent to hospice Medicare Beneficiaries that indicate high fees because of the billing of visits even though this amount is not being received by the hospices.  One member hospice reported irate calls from family members before the hospice realized that the EoBs where reflecting these costs.  Another hospice reported receiving a call that a family would no longer be donating to hospice because of the exorbitant Medicare fees being paid to hospice and that it took several phone calls to convince the party that hospice was not receiving these dollars from Medicare.  Member hospices are incurring increased costs every month sending letters to explain that the Medicare EoB does not reflect the dollars that hospice actually receives.  This is most likely to occur when patients are on hospice for only a day or two and receive many visits or are inpatient and receive many visits.  Families’ misunderstanding the EoB may be one of the causes of decreased donations.  Clearly, it does not benefit CMS to have hospices receive fewer or lower donations when New York State hospices channel these dollars directly into patient care.
Thank you for considering our comments and concerns on Phase 3 of Hospice Data Collection.  Please feel free to contact me (518/446/1483 or kmcmahon@hpcanys.org) if you have any questions or need additional information.
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