Nationwide Children’s Hospital Hospice and Palliative Care program (“Nationwide Children’s
Hospice”) was established in 1995 and has served hundreds of children and their families.
Nationwide Children’s Hospice is the only hospice program in central Ohio focused exclusively on
meeting the special needs of the pediatric population. Nationwide Children’s Hospice cares for
children for whom a cure is beyond reach. Hospice and palliative care refers to a package of
services, most often provided in the patient’'s home. When a family learns from their health care team
that their child has a life expectancy of less than six months, they turn to the staff of Nationwide
Children’s Hospital Hospice and Palliative Care program who guide them during this incredibly difficult and
emotional time.

Hospice and end-of-life care focuses on preparing children and families for anticipated death and managing the end stage of
fatal conditions. Palliative care is not limited to children thought to be imminently dying, and can be provided concurrently with
some curative and life-prolonging treatments. Together, palliative and end-of-life care can best meet the needs of more
children and their families earlier. Palliative care focuses on relieving pain and symptoms regardless of the impact on the
disease process, coupled with psychosocial and spiritual support, assisting children to live to the fullest extent possible,
enhancing their quality of life, leaving room for families to be hopeful, and promoting a clear, sensitive communication support
to help families understand all the benefits and burdens of treatment options.

When an insurance plan does offer the hospice benefit, the reimbursements paid to the Nationwide Children’s Hospital
Hospice and Palliative Care program are modeled off of the Medicaid reimbursement rate. In general, the hospice program
receives $130.00 a day to care for a dying child and their family at home. That is a flat fee regardless of the type of therapies
that child needs to remain at home and comfortable. That means that if a child goes home on TPN (a feeding method), that
TPN costs $800 a day to provide. We will still only receive the flat reimbursement from insurance of $130 a day. If that child
requires a home health aide six hours a day to assist with bathing and lifting and dressing, that alone costs an average of $130
a day to provide. Again, we receive the fixed rate of $130 a day, more often the reimbursement is even less than that. It is plain
to see how we accumulate our debts; we must pay the vendor that provides that TPN, that home health aid, hospital bed, etc.
The child needs the care.

The fixed reimbursement of $130 a day per child is all the Nationwide Children’s Hospital Hospice and
Palliative Care program receives to compensate us for providing access to nursing care 24 hours a
day, a social worker, a chaplain, our medical directors’ clinical management, home health aides,
all drugs and medications the child needs, nutritional supplements, pain control, hospital beds
and other equipment, pharmacy deliveries, outpatient procedures, memory making activities,
respite and bereavement. When a nurse is in a child’s home for 2 hours, the daily per diem is
$130.00 from insurance. When a nurse is in a home for 5 hours while the chaplain makes
funeral plans with a parent and the social worker comforts siblings and the physician orders pain
medication and the pharmacy fills it and the courier delivers it to the house, the daily per diem is
still $130.00 from insurance.

For 2005, the hospice program’s gross revenue was $125,000. The total expenses for 2005 were $385,118.00 (including all
costs to run program, i.e. nursing salaries, syringes, mileage, patient medications, etc.). That produced a deficit of
$260,118.00. Again, this is due in large part to poor insurance reimbursement for hospice care, a fixed per diem we have no
control over.



A specialized area of Nationwide Children’s Hospital Hospice and Palliative Care program is the Perinatal Hospice Program.
This program provides support for families of pregnant women who are carrying babies who are diagnosed to have life limiting
conditions for which there is no curative intervention available. We are referred to these families by high risk OB’s and we
work to support these expectant parents well before there is a patient to admit to the hospice program. We receive no
compensation for the work with these families.

For example, in August, we were contacted by the Nationwide Children’s Hospital Perinatal Outreach Coordinator. Her role is
to walk expectant mothers through the planned surgeries or interventions their baby will need at birth, introduce them to the
Neonatal Intensive Care Unit, staff, specialists, etc. The coordinator called us because she was working with an expectant
mother who was just told her baby was diagnosed with Trisomy 13, a genetic condition for which we have no cure. Babies born
with Trisomy 13 may die shortly after birth or live many months, but they are unlikely to live beyond their first year of life. They
often have heart defects and other complications.

This mother was understandably frightened, confused and grieving. She and her husband were also concerned with how they
would explain all of this to their three young boys who were eagerly awaiting the birth of their sister. The hospice team met with
this family and supported this mother for the four months prior to the baby’s birth. They read books with the boys and helped
each to prepare for the arrival of their sister, however brief. They discussed a birth plan with the parents and offered to be
available to help take the baby home if she survived the birth. The team took anxious calls from this
mother who was confused about whether she should buy diapers or not, prepare a crib or not,
unpack some old onesies or not. How do you get ready to birth a baby that you have been told
will not survive long?

This baby girl was born in early December. She was beautiful and despite her terminal genetic
condition, she was able to go home. Mom and Dad called the team for help — they had no car
seat, no diapers. They had prepared themselves for the baby to die, afraid to hope, let alone
plan, for her arrival in their home. The team spent time with them and the baby in the hospital
and met them at home upon discharge. We visited and took calls, ordered equipment necessary to
support this baby’s stay in her home, and communicated her needs with her pediatrician. The team

took frantic calls through the holidays and went out day and night to assess her and reassure the parents. One of the nurses
took a panicked call from this mother on New Year’s Eve and got in her car at 1:00 am to check the baby because Mom was
so worried.

This baby girl died at home on January 8. Hospice staff stayed with the family to make funeral plans and waited until the boys
came home from school to help explain what had happened to their sister. The hospice team worked with this family for almost
six months. They were compensated with the $130 a day per diem from insurance for 22 days.
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The annual dollars raised and donated by Pleasure Guild are directed toward paying for the uncompensated expenses
program. We will continue to seek and welcome the essential support of community members. Having a vibrant, visible and
strong community partner such as Pleasure Guild aides and supports the program far beyond the actual dollars donated. Their
commitment to the program brings attention to the lives of the children we can not save. In a setting of remarkable advances,
stunning new therapies, and miracle interventions, when Pleasure Guild chooses to direct their financial support toward the
care of children who, despite best efforts cannot be saved, they are making a great gesture and reminding us all of the
significance of these children and their families, of their lives and of their loss.

For more information on Children’s Hospice and Palliative Care program, visit the hospital’s website at www.nationwidechildrens.org and search for “homecare and hospice.”




