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Testimony
In the early and mid 1900’s people typically died at home. Then the trend became to die in the hospital.  Today, we have more choice in how and where we want to die. Primarily due to factors such as advancement in treatments, pain management, options regarding holistic services, inpatient and outpatient facility choices, and home help choices. However, to date, a facility based palliative care option does not exist.  
With the current options available, it is hard to believe there are still gaps in our system that create needless suffering and struggle through the end of life journey. Several gaps within our existing health care system could be bridged by providing a facility based palliative care option that studies have shown to provide desired quality care with improved clinical outcomes. 

Two evidenced based gaps have been identified as major sources of re-hospitalizations, duplicative testing and needless treatments resulting in accelerating costs and premature death: continuity of care across transitions from various settings; and ineffectively navigating the healthcare systems. 
 
Although tedious in nature, the best way to understand these gaps is to examine a case scenario from a patient’s point of view.   We will follow her through care transitions, navigations and untimely will show how a facility based palliative care option would be an attractive option.  
Case Scenario

“Sally”: 32 year old, college educated, married female with one dependent child; diagnosed with bone cancer after multiple PCP and oncologists’ visits.   

-Sally went forward with aggressive treatments, resulting in her first hospitalization for infection related to immunosuppression. 
-When Sally was stabilized, according to medical/insurance guidelines, she was discharged to a skilled nursing facility for rehabilitation. 
-After 3 weeks Sally plateaued with her therapy, and was discharged home per medical/insurance guidelines.  
-Sally could not function independently. Home healthcare was ordered for in home skilled nursing, physical therapy and a home health aide. 
In this case, three transitions occurred: home to hospital; hospital to skilled nursing facility, skilled nursing facility to home with a home health agency. 

Transition equals Danger Zone 

Across any transition lies vulnerability.  In Sally’s case scenario, ideally communication and coordination of care will happen: interdisciplinary teams of professionals, electronic charting, patient awareness and access to health records, family involvement, etc.  Therein lies many reality based problems and major gaps.  There is often a lag time in receiving medications, restarting therapy services, duplicative tests, missed regimes. In a compromised patient, these small details make a big difference in their existence.  

As a nurse who has worked in care transitions, I can testify that the first moments of transition through 48 hours are the most crucial re: safety and success.  Medication errors, falls, communication lapses, untimely reporting all contribute to poor quality of life and increased financial burden. 
 
Gaps with Navigating the Health Care System 

Navigating is difficult even for a professional well versed in the medical field. From Sally’s perspective:

- She was very sick and overwhelmed with information from the hospital, from the skilled nursing facility, from the home health agency.  Multiple phone numbers were given to call in the event of an “emergency” or “occurrence”. 
-The literature lists services available, yet she ended up “not qualifying” for these services or they were limited and not able to help with what she really needed. For example, the home health aide could only assist with showering. Light housekeeping, meals or errands were not part of the home health agency services covered under insurance.  
-Her specialists and PCP were not coordinating on her medications and she received different information from each. Sally reached out for help, but gave up when it became an endless futile circle. Her health state deteriorated and she was re-hospitalized with sepsis. 

Gaps from Patient’s Point of View

Sally and her family did not realize the maze of intricacies that ensued over the next days, weeks, months and 1.5 years following her life limiting diagnosis.  
-They were surprised how much they had to go it alone. 
-There were delays in starting services by the very nature of the systems in place. 
-There were snags along the way that disqualified services. 
-There were many complicated decisions to be made without the timely, easy access to healthcare professionals. 
Bridging the Gaps 

The goal of palliative care is to improve the quality of life for both the medically complex patient and their family. It has been documented that both patient’s desires/needs and better clinical outcomes are successful with operating facility based palliative care models.  
· Patient age and stage of illness are not disqualifiers

· Life sustaining measures can be administered such as chemotherapy, blood transfusions, radiation, antibiotics, etc. 

· Life enhancing measures such as pain relief, treatment for anxiety/depression, symptom management, through specialized palliative care providers
· Patients have a voice in their care
· Modified living environment/accommodations  
· 24/7 professional care

· Timely information from medical providers and support with difficult decisions 
· Time intensive and frequent discussions with their medical team 

· Continuation of wrap around services such as: therapies for physical, speech, music, hydrotherapy and psychosocial support

· Reduction medical errors through better coordination 
· Support for family members 
· Interdisciplinary coordination (pulling together fragmented pieces in the medical system: doctors, tests, therapists) and team-driven continuity of care, tightly controlled and medically appropriate transitions 

· Palliative care models recognize and are prepared for the episodic and long-term nature of disease processes
· Reduces patient symptoms 

· Provides enhanced patient and family support than existing models of care

· Reduces unnecessary hospitalizations

· Reduces costly and unnecessary medical treatments 
Facility based palliative care allows for one touch point, professional care.  By the very nature, it removes many of the variables that exist within family support systems, living situations, and would reduce the margins for error and miscommunication. The result, more satisfied patients with improved clinical outcomes. 

Death is inevitable.  When it is time to discover this segment of our earthly life, what better way than with peace and resolution?  One solution is providing an option for a privately funded professionally staffed, palliative care home that will provide quality care, improve clinical outcomes, reduce costs, and help support the patient and family through the end of life journey.
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