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OUR MISSION

Hospice of the Western Reserve  

provides palliative and end-of-life care, 

caregiver support, and bereavement 

services throughout Northern Ohio. 

In celebration of the individual worth 

of each life,  we strive to relieve suffering, 

enhance comfort, promote quality of 

life, foster choice in end-of-life care, and 

support effective grieving.
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S P E C I A L  F O C U S :  C A R I N G  F O R  C A R E G I V E R S

Many healthcare consumers have moved 
from the “sandwich generation” to a 
“triple decker” generation. It is not 

uncommon to hear of families who are providing 
assistance for their grandchildren, adult children, 
aging parents and sometimes even their grand-
parents.

The emotional and financial burden for 
families caring for loved ones with chronic or 
life-threatening illnesses can be significant. More 
than two-thirds of people with Alzheimer’s disease 
alone are cared for at home by family and friends. 
That translates into millions of caregivers in the 
U.S. who report declines in their own health and 
increased use of healthcare services, as well as 
personal financial burdens, as they contribute out- 
of-pocket support for elder care. 

As clinicians, we need to take the lead on 
discussions with patients and families with life-
threatening progressive illnesses. Planning and 
preparing for end-of-life care should begin early to 
minimize the stress and pain later in the process. 

Clinicians should be inquiring about caregiver 
symptoms and the circumstances in the home 
during routine follow-up appointments. Burned 
out caregivers are more at risk to become 
neglectful or abusive, particularly, when they are 
ill-equipped to manage the condition or simply do 
not have enough support.

Physicians and other trusted healthcare 
professionals can help by reminding caregivers 
to take care of themselves with good nutrition, 
exercise, support groups or friends who can provide 
them respite. Caring for somebody with a long-
range progressive illness should be viewed as a 
marathon and not a sprint. 

Providing families with a clear diagnosis, a care 
plan for management and referrals to supportive 
services in the community and beginning end-
of-life discussions are the most valuable services 
that we, as clinicians, can offer. An organized and 
coordinated elder care plan eases the medical, 
emotional and financial turmoil for both the 
patient and the family.

Lori Stevic-Rust is a board certified clinical health psychologist who holds a doctoral degree in psychology and earned 
a diplomate from the American Board of Professional Psychology. She completed an internship at Henry Ford Hospital 
with specialty training in geriatrics, cardiac care and integrative medicine. A published author and highly sought-after 
speaker on the national circuit, she consults nationally for Artower Advisory Services and works with hospitals, post-
acute care facilities and assisted living facilities on clinical issues of senior care and serves as president of the board of the 
Lake County Council on Aging and the director of senior services for Lake Health. 

Clinicians Must Lead 
Planning Discussions
BY LORI STEVIC-RUST

BY THE NUMBERS  U.S. Adults Providing Care to Those 50+ 
Source: Caregiving in the United States 2015, National Alliance for Caregiving and AARP 

19% 33% 67%

Number of U.S. adults 
providing unpaid care 
for persons  50 and 
older: 43.5 million

Caregiver gender: WORKING STATUS:

Percentage who report needing more help to provide safe care for loved one at home: 38%

61%
work full- or 

part-time

17%
retired
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“I WISH WE HAD KNOWN about 
hospice earlier.” It’s one of the most 
frequent comments expressed by family 
caregivers following their loved one’s 
death. When no more treatment options 
are available and there is no realistic 
likelihood of a cure, being candid 
and having the admittedly difficult 
conversation about hospice allows 
patients and families to make plans, get 
closure and achieve goals they would 
otherwise not address under the illusion 
that they may improve.

Time becomes a precious commodity 
for both the terminally ill individual 
and his or her family when there are 
only weeks or a few months left to 
live. Quality of time takes on added 
significance. This is when hospice 
does its most effective work, expertly 
managing symptoms and providing 
the psychosocial and spiritual support 
every person deserves at the end of life.  
The specialized care provided by our 
transdisciplinary teams gives the patient 
time to address “unfinished business” 
– unresolved emotional, financial or 
spiritual issues that are troubling them 
– through legacy work and  time with 
family.    

Continued collaboration is crucial 
as we work toward earlier referrals. 
Empathetic conversations about goals 
of care and expectations during the 
trajectory of a chronic illness will 
help patients receive more timely and 
appropriate palliative interventions. 

We value your expertise, trust and 
referrals, and know you share our goal 
of providing the best quality of care 
throughout the full spectrum of life. 
We remain committed to working with 
you to advocate for dignity, comfort and 
outstanding care for our patients and 
families. 

Your partner in care,

Dr. Charles Wellman
Chief Medical Officer
Hospice of the Western Reserve

From 
our 
Chief 
Medical 
Officer

Diane Snyder Cowan, director of the Elisabeth Severance Prentiss Bereavement Center, oversees on-site and 
community bereavement programs, as well as all of the agency’s expressive therapy programs. She leads the 
Bereavement Professional Section, National Council of Hospice and Palliative Professionals, and presents 
at both the regional and national levels on the topics of expressive therapies; grief, loss and survivorship; 
and, increasingly, community crisis counseling. A certified music therapist, she is also certified in hospice and 
palliative care administration.

Managing Anticipatory Grief  
BY DIANE SNYDER COWAN 

Many of us are aware that grief is a normal part of every loss we experience, but 
grief does not only appear after the loss. Anticipatory grief is the form of grief that 
occurs when one is confronted with a chronic or life-threatening illness or when 

one anticipates the death of a loved one (or oneself). Anticipatory grief does not substitute, or 
necessarily lessen, grief that follows death. It is not simply grief pushed ahead in time.

Many times when we think of a loss, we think about the death of a person, but there are many 
other losses. In addition to tangible physical losses, there are intangible losses, such as the loss of 
hopes, dreams, dignity, motivation, etc. Unlike death-related grief, which begins at a single point 
in time, anticipatory grief occurs throughout the disease process and changes at multiple points  
in time. 

Adapting to the on-going losses can be very difficult for caregivers. During office visits or 
conversations with caregivers, consider asking open-ended questions such as: “In what ways has 
your life changed?” or have them complete a caregiver grief inventory. These can be helpful in 
opening conversations about caregiver burden and resources available in the community. 

One way to manage anticipatory grief is through legacy and reflection techniques. 
Remembering and telling old stories, looking at photographs and listening to music can provide 
comfort and elicit long-term memories, significant events and feelings of self-worth. Memories 
can be fuel for conversation, and the stories can be passed on from generation to generation. 
Reminiscence can provide feelings of meaning and purpose for both patients and their loved 
ones. These reflections and legacies are a gift to those left behind.

For more information or training on anticipatory grief and a variety of grief-related topics, please contact 
thebereavementcenter@hospicewr.org

Measuring Quality: The Hospice Item Set
Hospice of the Western Reserve continues to fully comply with the Centers for Medicare and 

Medicaid (CMS) mandated quality measures for hospice care.  These measures, collectively known as 
the Hospice Item Set, became effective July 1, 2014, and will eventually allow the public to compare 
one hospice with another.  How well a hospice manages pain, shortness of breath and other physical 
symptoms is measured, as well as the hospice’s attention to spiritual or existential concerns, and 
practical matters, including attention to living wills and other advance directives.

CMS announced that meeting these measures 70 percent of the time indicates good quality and 
acceptable performance.  Hospice of the Western Reserve believes that meeting these measures 
indicates best practice and quality of care, and doing so has been integral to our services for many 
years.  Patient and family interactions are reviewed daily to ensure we are delivering the highest 
quality care, and our internal audits indicate a 95 percent compliance with these measures.

SAVE 
THE 
DATE

August 21, 2015 | 8:30 a.m. – Noon  
Corporate College East, Warrensville Heights, OH

The Many Faces of Pain
Guest Speaker: Richard Payne, BA, MD 

Esther Colliflower Professor of Medicine and Divinity, Duke Divinity School

For more information, call 216.649.1976 

1 9 T H  A N N UA L 
C O N F E R E N C E 

Telling the Stories: 
The Deeper Voice 

of Hospice
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ALZHEIMER’S DISEASE IS A 
PROGRESSIVE, DEGENERATIVE 
brain disease that is currently the 
sixth leading cause of death in 
the U.S. In the beginning stages, a 
well-placed reminder, timely phone 
call, or regular visits can assure 
the caregiver that their loved one 
remains independent. But as the 
disease progresses, the experience 
becomes more challenging, 
eventually requiring 24/7 care. 
This around-the-clock care can be 
necessary for a few months to eight 
years or more. 

The numbers of caregivers 
providing this scope of care is 
staggering. In 2014, 15.7 million 
family and friends provided 17.9 
billion hours of unpaid care to 
those with Alzheimer’s and other 
dementias – care valued at $217.7 
billion. Of these 15.7 million individuals, an 
estimated 40 percent suffer from depression 
and 75 percent are “somewhat” to “very” 
concerned about maintaining their own health.

Alzheimer’s and dementia caregivers had $9.7 
billion in additional health care costs of their 

own in 2014 due to the physical 
and emotional toll of caregiving. 
Caregivers often overlook their 
own needs for medical wellness 
or treatment until a crisis arises - 
usually because they can’t imagine 
how they would find a replacement 
caregiver or pay for the help.

Resources for caregivers
Physicians and other healthcare 

professionals can help by 
guiding caregivers to beneficial 
community resources. The 
Alzheimer’s Association Cleveland 
Area Chapter works to provide 
resources, support, and information 
to caregivers - both professional 
and personal - at no cost. Our care 
consultation program is specifically 
designed to meet the individual 
needs of a situation. 

“Each situation is different and 
we do not take a one-size-fits-all approach to 
our work.  We really strive to take the extra 
steps to develop relationships and provide 
the ongoing support that helps a caregiver be 
successful,” said Jeff Reech, care consultation 
coordinator at the Alzheimer’s Association.

Alzheimer’s Caregivers at Increased 
Risk for Health Problems
BY TRICIA VIDOVIC

With an educational background in gerontology, Tricia Vidovic has worked in direct care, programs and services 
for the Alzheimer’s Association Cleveland Area Chapter for 17 years. In her present role, as education and 
outreach coordinator, she manages a team that conducts educational programs for both professionals and the 
community at large in a five-county area. 

To help caregivers 
learn more about 
the free programs 
and services offered 
at the Alzheimer’s 
Association 
Cleveland Area 
Chapter, direct 
them to call the 
24/7 Helpline at 
800.272.3900, 
or to visit alz.org/
cleveland.

Pediatric Support Allows 
Nurturing of Infant

When Crystal Luster and her husband rushed 
to the NICU at Akron Children’s Hospital to 
see their newborn grandchild, Jaichele Gulley, 
they received a diagnosis no family is prepared 
to hear. The premature infant had severe 
congenital anomalies of the brain that precluded 
any possibility of long-term survival.

For the Lusters, as well as the families of 
500,000 children in the U.S. who have  
life-threatening conditions, a pediatric palliative 
care (PPC) team enhances the child’s quality of 
life, helps parents or guardians make informed 
treatment decisions and addresses the family’s 
psychological, spiritual, emotional and practical 
needs.

“When we prepared to bring Jaichele home, 
the hospice palliative care team took care of 
everything,” Luster said. “The nurse drove to our 
home late at night and remained here with us 
until Jaichele was comfortable. She stayed until 
the wee hours of the morning. When she left, 
she encouraged us to call her any time we had 
questions or needed any kind of assistance, day 
or night.”  

The team’s support included visits to train the 
family to provide care, including tube feeding 
for the infant, and providing spiritual and 
emotional assistance to the couple’s three other 
adopted grandchildren, a 14-year-old girl and 
two boys, ages 1 and 8. “They were able to 
work with the children and explain Jaichele’s 
condition in a way they could understand and 
process,” Luster said. 

“At first I was hesitant about the idea of 
having strangers come into my home, but they 
immediately put us at ease and made us feel 
comfortable.” 

In 2014, 15.7 million family 
and friends provided 17.9 

billion hours of unpaid care 
to those with Alzheimer’s and 

other dementias

“The care that was given to our little lady from delivery to NICU and with the pediatric palliative care team was extraordinarily awesome. There just aren’t enough words to describe . We, as a family, did not have to do much , but take care of Jaichele and focus on her needs and wants. They even took time to care for the other siblings. Keep up the good work!”
— Family Evaluation of  Hospice Care (FEHC) Survey
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Evidence-Based Research Leads to 
Proactive Family Caregiver Training
BY LISA SCOTESE-GALLAGHER

Hospice of the Western Reserve serves not only the person who has months rather than years 
to live, but whomever the patient identifies as family. We have dedicated time and resources to 
reviewing evidenced-based research and creating best practice to address caregiver needs. 

In 2013, we participated in the Family Caregiver Project, a program on family caregiving in cancer. 
The focus of the program was to improve quality of life and the quality of care for family caregivers. The 
program included development of goals and education on the four domains of quality of life: physical, 
psychological, social and spiritual well-being. 

The agency’s team established the following goals: 

Hospice of the Western Reserve 
Recognized for High Family  
Satisfaction Scores

Hospice of the Western Reserve’s Mentor Teams have been named a 
2015 Honors recipient by Deyta, LLC, an industry leader in health care 
data management.  This award, which is based on caregivers’ survey 
responses, recognizes the high level of care and services provided to the 
hospice’s patients and their families. 

Hospices are evaluated on 18 performance and satisfaction indicators, which include how well the 
patient’s pain, breathing and anxiety were controlled, the personal care provided by the hospice, if the 
family was kept informed, the effectiveness of spiritual and emotional support provided to the patient and 
family, and the training provided by the hospice to help the family participate in the care for their loved one.  

The results are compared to the national average for each indicator, which is based on results from 1,700 
other hospices and includes for-profit and non-profit agencies.  

As both director of Volunteer Services and a clinical director for Hospice of the Western Reserve, Lisa Scotese-
Gallagher utilizes her certification in hospice and palliative care, strategic planning and patient/family support 
expertise in both volunteer management and overall end-of-life care delivery. She presents regionally and nationally on 
clinical aspects of hospice and palliative care, volunteer management, recruitment, retention and program innovation.

The pilot study, conducted over an 18-month period, indicated that caregivers’ confidence 
improved when they were taught core caregiving tasks such as changing the linens in an occupied 
bed, repositioning a patient in bed and executing a variety of positioning/transferring techniques. 
Educational videos demonstrating the techniques for core caregiving tasks were developed as additional 
resources, available to all caregivers twenty four hours a day. 

Caregivers were asked to respond to an evaluation survey to rate their level of confidence before and 
after receiving training. Seventy-five percent of the participants scored a significant shift in confidence 
between pre- and post-test scores. Those whose scores did not indicate any improvement in confidence 
levels had already ranked themselves as “very confident” in pre-test scoring. At the completion of the 
testing, all caregivers ranked their satisfaction with the education they received at “very satisfied.”

We were encouraged by the positive trend and the significant impact that educational intervention 
had on caregiver confidence levels. As a result, the agency now proactively provides educational 
intervention at hospice admission to all family caregivers (for patients of all diagnoses) on a routine basis.  
We are confident that these new practices will improve both the quality of life and the quality of care 
for family caregivers.

To determine the specific 
needs of the caregiver of 
our cancer patients with 
evidence-based survey

To develop an educational 
program for oncology 

caregivers based on the 
needs assessment

To evaluate the program to 
determine the confidence and 
satisfaction of the caregivers


