Testimony to House Health Committee

In Support of House Bill #470

Sister Marilee Heuer, C. D.S. 

Congregation of the Divine Spirit

Canton, Ohio

April 27, 2016

We Sisters of the Congregation of the Divine Spirit propose to provide faith-based, non-profit, privately financed palliative care unconnected with either nursing home or hospice care.

In the local community, palliative care is provided in hospital settings and only for a minimum of time, after which the person is returned to his/her own home for home care.  Physicians have told us that the home setting is often overwhelming for the person himself/herself and for families because they must arrange for home care for their loved ones and find themselves providing care beyond their capabilities – time, training, physical endurance.  For the persons themselves:  they may not receive the amount of care they need to thrive and they are aware of the stress which their condition places upon their loved ones.

Under our proposed plan, persons needing palliative care would be housed in an independent facility, an area now known as “Regis Hall.”  Although proximate to the nursing home, it is not part of the House of Loreto nursing home.  At the present time our Sisters, the Congregation of the Divine Spirit, make their home in "Regis Hall.” In the summer of this year we will be moving into a new convent on adjacent property. After some renovation, Regis Hall will accommodate 15 – 20 patients.  It has its own private entrance and egress, along with access from the public corridor of the House of Loreto.  This palliative care “home” will be a separate non-profit ministry with its own staff and would not be part of the House of Loreto nursing home.

Key to our vision of palliative care is that it is appropriate at any age and/or stage in a serious or chronic illness.

Palliative care is specialized medical care for people with serious illnesses focusing on providing patients with relief from the symptoms, pain, and stress of a serious illness regardless of the longevity prognosis.  Patients who need palliative care and their families need more than average patients and families need.  The goal is to improve quality of life for both the patient and the family.

Patients under palliative care may continue to receive full range of services, including even aggressive treatments such as chemotherapy and radiation.  

In addition, they often need aggressive pain management, as they experience symptoms that result from chronic disease process or from the treatments provided:  Symptoms that impede quality of life such as: insomnia; depression/anxiety; GI issues such as constipation and nausea or vomiting; pain; extreme fatigue; inability to breath properly.  Patients also often require nutritional counseling. 

These patients, as well as their families, often need periodic and frequent psychosocial support and counseling discussions on medical treatments.  They need spiritual care and support in coping with end of life issues and deciding on appropriate advanced directives. It takes time, patience and skill and compassion to guide people through this part of their life journey.  Moreover, as their disease state progresses, changes in their treatment plans can mean revising plans as often as needed.
As an example:  A young person has been diagnosed with end stage bone cancer and is brought to us for palliative care.  Every effort will be made to provide support to optimize the physical, mental, social, and spiritual well being of this young person as she wishes.  This means treating for instance pneumonia or a stomach ailment, providing counseling, opportunities for spiritual and other activities and helping the family through this trying time.  As the disease progresses, the palliative care team will reassess and change interventions, procedures, medications, etc. according to the wishes of the patient.
In contrast, the mission of the House of Loreto is strictly to the elderly.  We are licensed as a nursing home, in which, by law and by definition, we provide skilled long-term care for those who have reached 65 years whatever their needs may be.  To have a palliative care facility under the nursing home license of the House of Loreto would be contrary to the mission and scope of practice for our nursing facility.

Also in contrast to palliative care, the purpose of hospice is exclusively end of life care provided under strict federal guidelines.  (Although the term palliative care is often included when hospice is mentioned, in that context it has a qualified meaning.)  Hospice, too, would be contrary to the purpose of the palliative care home as we envision it.
In view of our discussions with a number of involved physicians regarding the above, those physicians have indicated the need for a third way to provide palliative care – a “middle ground.  We propose to address this need in a new way:  an independent palliative care alternative “home.”  In this alternative “home” we can provide for patients who want to be in palliative care but are unable to manage in their own homes, even with the help of family and/or the intermittent help provided by a home care agency. In our home setting, we would provide that palliative care, compassionately and cost-effectively, for whatever period of time our help is needed.
However, at this moment in time, we have reached an impasse.  There seems to be nothing in the state laws which would allow us to have facility of this sort.  So we have been told that we cannot do this.  Hence this is why we are appealing to you today. While there is nothing in the law that says we can do this there is also nothing in the law which says we can’t.  Therefore, we are asking for a mandate or permission or waiver from the State Legislature to develop this type of a facility independently – a palliative care home that is not part of a nursing home or hospital or hospice and that will not be governed by the laws and rules concerning them.  Neither will it depend on state or federal programs for funding.  Instead, we propose to follow the guidelines provided by the Center to Advance Palliative Care and to implement best practices in regard to palliative care.  

We ask you to consider this real need, demonstrated and repeated so many times in the lives of the chronically, terminally ill population.  We Sisters wish to make this our mission without further burdening an already strained healthcare system.  Please help us to fulfill our desire to serve in this way. 
