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Adding Quality of Life to Each Day

SEASONS HOSPICE VOLUNTEERS — SHARING THE JOURNEY

By Beverly Haynes, Executive Director

Across the nation,
hospices are
celebrating National
Volunteer Week
during the month
of April. This is a
time to recognize the
wonderful services
volunteers  provide
for hospice. Thousands of men and women
throughout the country freely give of their
time and talents to help others. The importance
of volunteering is immeasurable as hospice
volunteers accompany patients and families on
a very difficult journey - the end of life.

Seasons Hospice is privileged to have 150
volunteers made up of men, women and
junior volunteers. There are an additional
75 community volunteers comprised of
individuals and groups who participate in
outdoor work groups, the adopt-a-garden
program, and sing with the Prairie Heart
Singers twice monthly at the Seasons Hospice
House. Volunteers also help with public
events, our “A Live & Love Affair” gala and
serve on our board of directors.

In 2009, Seasons Hospice volunteers provided
over 9,000 hours of services. These services
included providing respite and other support
for patients and families, hospitality and
outdoor work at the Hospice House, office
assistance, bereavement care, hosting events
and public speaking. It is federally mandated
under Medicare that at least five percent of
all patient care hours be provided by trained
volunteers. This regulation reflects the vital role
that volunteers play in the hospice philosophy
of care and ensures that a hospice program has
deep roots in the community. Seasons Hospice
volunteer services far exceed that.

All people who volunteer for Seasons Hospice
complete an intensive three-day training
session as well as participate in ongoing
education. Individuals who provide direct
patient care receive additional training.

Altogether, volunteers provided just under
$200,000 of services for Seasons Hospice
in 2009. Nationwide, more than 500,000
volunteers provided more than five
million hours of care for hospice patients.

Hospice volunteers understand that
every person they care for is a unique
individual with a lifetime of experiences,
relationships and gifts to share. Most
hospice volunteers choose to give their
time helping others because of their own
experiences with the compassionate care
hospice provided to their dying loved one.

One volunteer said, “I've spent over two
thousand hours volunteering, and in that
time I've received much more in return
than I've been able to give.” Another
volunteer stated, “Volunteering feeds my
soul like nothing else.”

Hospice volunteers are essential and are
at the heart of the hospice mission. They
provide compassion, friendship and
dignity at a time when they are needed
most. What they give to patients, family
members and Seasons Hospice is priceless.
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In an effort to reduce printing costs, we will
no longer list Seasons Hospice donors in
our newsletter. Please visit our website at

. www.seasonshospice.org, for a current

listing of donors.

FACES OF HOSPICE: A Working Man

Julie Assef, Admissions Coordinator for Seasons Hospice, gives this personal account of her own experience
with hospice. “I’'ve worked for Seasons for 13 years, and | knew what hospice was, but when my father

began to use Seasons Hospice, | learned in a very personal way just how important our services are.”

Ray Sibley was a working man. Born and raised here in
Rochester, he lived through the depression, and watched
his dad go off to work with a pick and a shovel to help
dig Silver Lake as part of the WPA program. Ray was

an engineering technician for the city, and participated
in the construction of many of the roads and bridges
that get us from one end of town to the other. He was
healthy and robust and worked hard and played hard,
whether it was softball or pinochle. He and his wife
raised eight children, and put them all through twelve
years of parochial school. His family and his faith were
the cornerstones of his life. He was a man of strong
conviction, and even if you didn’t agree with him, you
never doubted that he lived what he believed. He loved a
good joke, and he loved a good party. He was my dad.

Dad was not one to go to the doctor very often. In fact,
when he was in his 70’s I finally convinced him to have
a physical, and when the doctor asked the date of his last
physical, dad replied that it was right before he entered
boot camp in 1944. So when he learned that his kidneys
were beginning to fail, he announced that he would

seek no treatment, have nothing to do with dialysis, and
would be just fine.

But life doesn’t always go according to our plans. Dad’s
life took a dramatic turn when he fell and broke his hip
and was faced with the decision to either start dialysis or
not survive the surgery he needed. As his daughter and
Healthcare Power of Attorney, I told him I would stand by
whatever decision he made, and we would walk through
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it together. He chose to start
dialysis, and through courage
and strength and excellent
medical care, he had almost
four years of very good
quality of life, during which
time I had the gift of having
him live with me, thanks

to a large and supportive
family who shared the job

of caregiving with me. 1
learned so much from him
during that time, seeing him
adapt to a life he had never
imagined for himself, and
seeing how much he was
willing to compromise to continue to be with his family
and loved ones here on this earth.

Slowly, though, the tables started to turn, and dad’s body
began to wear down. I watched as he became weaker, less
able to participate in things, and as he began to struggle
more even to breathe comfortably. I have worked in
hospice for more than a decade, but when it came to
talking to my dad about hospice, it still wasn’t easy to
find the words. I knew that it was his journey, and only
he could decide when the time was right. And sure
enough, there came a time when his body was no longer
tolerating the treatment, and together we made the
decision, with his doctor, to stop the dialysis and bring in
hospice. We cried. And then we began the next chapter.



The hospice team from Seasons Hospice was wonderful.
They came promptly, made quick work of the paperwork,
and set up a plan of care that included massage, music
therapy, and supportive nursing visits. Having this

team of capable professionals to call upon, I had the
confidence to walk with my dad and my family, and

to allow myself to be the daughter again, knowing his
medical needs would be met.

For me and for my family, it was like the elephant had
been ushered out of the room and we could once again
focus on celebrating this big life. We began what would
be a week-long “graduation party,” saying that dad had
earned his “NMD” (no more dialysis). We were fortunate
that he was awake and alert and able to say good-bye

to the people he loved. He embraced the time with
such grace and courage, spoke often during that time

of his faith and what he was looking forward to, and
enjoyed many of the pleasures (like salt, and tomatoes
and watermelon) that he had been unable to enjoy

on his strict renal diet. We had dozens of visitors that
week, everyone from big strong construction workers

to fellow veterans to church members to young great-
grandchildren, each with a reason to see my dad. They
would come out of his room smiling, saying, “He’s so at
peace. He’s ready.”

The hospice team was very respectful of these important
moments, offering care but not wanting to get in the way
of any of those important visits. Dad loved all the staff;
he especially enjoyed the Music Therapist, who took the

Hospice empowered us all to
embrace this time, to find joy even
in the face of loss, and to begin the
next story of accompanying each other

through our grief.

JULIE ASSEF

time to learn the song that mom and dad danced to on
their wedding night, and made a recording of his favorite
requests for us to play for him in the evening. Dad told
me, “It’s like you snapped your fingers and it all fell into
place. It's just what the doctor ordered.”

Dad’s hospice journey was relatively short—only six days.
But the support of hospice allowed my family to create
an experience that we will all cherish as long as we live.
Hospice empowered us all to embrace this time, to find
joy even in the face of loss, and to begin the next story of
accompanying each other through our grief.

In my role as Admissions Coordinator at Seasons Hospice
I have the opportunity to introduce people to the idea of
hospice and to the services we offer. Every day I talk to
people who are at different places in their journey. Some
are planning for the future. Some are preparing for what
they know is coming very soon. Some know that the
time is now. And some are relieved that the suffering
they have experienced or witnessed may be nearing its
end. Some are reluctant. Some are afraid. And some are
very, very ready. In my journey with my dad, I've walked
in all of those shoes, knowing hospice would be there for
us when he was ready. It’s a wonderful feeling to know
that we can be there for people, on their terms, when the

time is right. -sG-

written by: JULIE ASSEF

pictured: RAY SIBLEY, GERMANY — WORLD WAR Il
RAY SIBLEY & JULIE ASSEF
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When my late wife,

Roxie, was diagnosed with
terminal colon cancer,

we found ourselves grief-
stricken and in a complete state of shock. We did not
know what to do or where to turn. We were operating
in crisis mode. There was surgery and chemotherapy,
numerous doctor visits and inevitable trips to the
emergency room followed by several hospitalizations.
Like most people, we were only vaguely aware of hospice
and what it is, how it works and how it could benefit

us. We understood hospice in the context of the myths
with which it is so often associated: that hospice is about
dying; that it is a place one goes to die; that entering
hospice means one has “given up.”

Early in her illness and treatment Roxie said she had two
choices: she could choose to be sick or she could choose
not to be sick. She said, “I choose not to be sick,” and
decided that she was not going to permit her illness to
change us or change the way we lived. It was after her
last hospitalization, around Christmas of 2003, that Roxie
entered hospice. She chose to enter hospice because she
was determined to meet death on her own terms. Her
goals were to be at home, to maintain some degree of
dignity and control over what was happening to her and
our family and to live her life to the fullest. She did not
practice dying; she practiced living.

Words cannot adequately express how emotionally
complicated and challenging it is for anyone to make
the choice to enter hospice. By definition, the decision
comes on the heels of many difficult conversations

and much anguish. But in the end, the choice to enter
hospice is not about giving up. Rather, it is about
acceptance. And acceptance is the hard part. I believe
that it is the primary reason people so often do not enter
a hospice program until the very final stages of their
illness when the crisis has reached its crescendo and
people are physically exhausted and emotionally spent.
But for us, as for most people, entering hospice changed
everything. Roxie was able to be at home. I was able

to become her primary caregiver with some measure of
competence. Our children found it possible to resume
the roles they had before she became ill. I witnessed
firsthand the myriad benefits of hospice care and I began
to understand the important role of hospice.

I have often said that when Roxie died I did not want

to live five more minutes. That is what grief feels like.
We had been married for 25 years, raised four children
together and we were experiencing the vast depths of
grief. But as I worked through my own grief I realized
that perhaps Roxie’s choice to enter hospice for the last
two and a half months of her life was her final gift to our
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THOUGHTS FROM THE PRESIDENT

written by: TIM HANSEN, President, Seasons Hospice Board of Directors

family. In many ways it was a beautiful time for us. That
was true in large part thanks to all the help and support
we received from hospice. They took care of the details
which permitted us to focus on the incredibly difficult
task of saying goodbye to someone we loved so much.

I have played many roles as a volunteer for Seasons
Hospice during the past five years. Most recently I was
invited to join the Board of Directors. I am honored to
serve as President of the Board for 2010. Seasons Hospice
has undergone a metamorphosis since its inception and
enjoys the prospect of an exciting future as the dynamic
organization it has become through the dedication and
hard work of all the wonderful and talented people who
have chosen hospice as their career. However, statistics
show that only a minority of the people who could
benefit from hospice services actually receives those
services. There are many reasons for this, most notably
the myths associated with hospice care and the lack of
information regarding hospice services. For these reasons,
Seasons Hospice has recently undertaken a campaign

to educate the community and raise awareness about
hospice services. Our goal is to provide information that
will assist people in reaching the deep level of acceptance
that is necessary to make this hard choice. Acceptance is
not possible without understanding. Understanding is not
possible without knowledge. Knowledge is not possible
without education.

The educational program began with a revised and
revamped Seasons Hospice website. Seasons next
undertook the production of an informative video

that was professionally produced by Bruce Alfred of
Cobblestone Films, Rochester. The video was recently
finished and is just now being released in various ways to
the community. The Seasons Hospice brochure has been
redesigned and provides necessary information in a clear
and concise format. The video and brochure have been
followed by a public information campaign published

in the Post Bulletin. Special thanks to the following
underwriters for their financial support of these messages:
Rodney Anderson Law Offices, Eastwood Bank, American
Legion — Voiture 3270f Le Societe du 40 & 8, and Friends
at Pace Dairy Foods. I also would like to thank the family
members of our hospice patients who graciously agreed
to provide testimonials for these messages.

I have never heard anyone say they entered hospice

too soon. However, I have often heard people say they
wish they had entered sooner. I know this educational
campaign undertaken by Seasons Hospice will result in an
increased awareness of hospice services available within
our community. It will greatly help many people who will
benefit from the wonderful services provided by the staff
and volunteers of Seasons Hospice. -SG-
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“Even if happiness
forgets you for a
little bit, never

completely forget

about it.”

— Jacques Prevert —

WITH THE SPRING COMES HOPE
FINDING YOUR WAY THROUGH GRIEF

By Julie Fischer

Spring is just around the corner - new life,

new color, new hope. But for many who are
experiencing a loss of some kind, the promise
of spring is difficult to envision and even harder
when it arrives. Because while many people feel
light, joyful and renewed, those experiencing a
loss may be deep in the trenches of grief, and
find it difficult to take part in the celebration of
new life, in the happiness and hope that usually
accompany spring.

Often times we associate grief only with the
death of someone we know and love. But grief
can be felt by anyone experiencing the loss of
anything of real value about which she or he
cares. Grief can be experienced anytime there
is a significant change or transition in someone’s
life, because change is most often accompanied
by loss of some kind, or giving something up.
Moving to a new house, losing one’s job, ending
a relationship, losing one’s health, loss of a pet,
loss of a dream, as well as loss of self-control,
loss of trust, or loss of freedom.

Whatever changes, transitions or losses are the
cause of your grief, know that grief is not a
single event or occurrence, but rather a process.
Each person moves through her or his own
process in her or his own way and according to
her or his own timeline, and that each person
may cycle many times for years to come.

Normal grief reactions can vary across a broad
spectrum depending on the individual and
her or his circumstances. Some of the more
common reactions to loss are listed below,
broken down into physical, mental, emotional
and behavioral reactions.

Physically - Some sensations that may be
experienced include:

e Hollowness in stomach

e Tightness in chest, throat

® Breathlessness

e Lack of energy

e Weakness

e Sense of depersonalization (nothing seems real)

Mentally — Some thoughts/cognitions may
include:

e Disbelief e Confusion

® Preoccupation * Doubting, questioning
e Sense of presence (of the deceased)

Emotionally - Some feelings that may occur
include:

e Sadness e Anxiety

e Helplessness ® Relief

e Anger e Loneliness
e Shock * Numbness
e Guilt e Yearning

Behaviorally — Some noticeable changes in
behavior may include:

e Sleep disturbances

e Searching/calling out

* Appetite disturbances

® Dreams of the deceased
e Avoiding reminders of the deceased
¢ Absent-minded behavior

e Social withdrawl
e Crying

Know that all of these thoughts, feelings and
behaviors are a normal part of the grief process.
Grieving is a normal process, even though it hurts.

What can you do to get through this process?
Some coping mechanisms to help you move
through the grief include:

~ Share your thoughts and feelings with trusted
family members and friends. Having and
using your support system is critical.

~ Do some journaling or perform a ceremony
or ritual.

~ Take care of yourself. Be gentle with your
physical, mental, emotional and spiritual self.

~ If you feel stuck, unable to express your
emotions, or find yourself using unhealthy
coping mechanisms (overeating, smoking,
drinking, drugs, etc.), contact a professional
counselor.

So, when should you be “over” all the hurt
and pain? First, remember its a process, so

be gentle with yourself and don’t rush yourself
(or anyone else). Second, know that a person
never completely recovers — an emptiness may
remain for years to come, and certain emotional
insecurities and issues may remain. Sadness
may come back, washing over you in waves on
special days or in certain circumstances. But
take heart — there will come a time when you
feel like the worst is over, like some healing has
occurred and you are ready to move forward
with your life . . . spring is not far off, and with
the spring comes hope.



YES, CHILDREN GRIEVE
By Pat Van Bramer, RN
Ruth E. Meisgeier, MSE

Grief is a family affair. It is hard to reach out to your
children or grandchildren when you are experiencing so
much pain yourself. For children, it may seem that they
have lost you too.

Children do grieve. It is different from adult grief, but just
as real. They have many questions, but may be afraid to
ask a distressed adult. They may have fears that show up
in behavior. We do children a disservice when we attempt
to hide our emotions of grief. To be able to show your
emotions openly helps the child accept the naturalness and
pain of death.

One conversation won‘t do it. It is important to “stay
tuned” and respond honestly to questions and observations
from them. You will feel less pressure if you accept the fact
that you don’t have to have all the answers.

The following are a few DO’S and DON'TS:

DO use the word death. Saying that “God took Grandma
to heaven,” “Daddy has gone on a long trip,” or “Grandpa
is sleeping” can cause confusion, anger, fear, resentment,
and guilt that will be difficult to resolve. Children need
trust and truth.

DO allow children to release their emotions. Let them
name their feelings of hurt, sadness, anger, etc. Encourage
them to express those feelings in a safe way. Allow them
to pound a pillow, kick a ball, scream in the garage.
Encourage them to draw a picture, write a story or poem.

DO seek help from an understanding adult, clergy or
counselor if you are unable to cope with your child’s needs.

DO leave room for their doubts, questions, and differences
of opinion. It is okay to say, “l have questions, too. That's
why we need to talk together and help each other.”

DO give assurance of love and support. Children may feel
that you are angry with them. They want to do something
to help. Letting them know that their hugs are important
when you are sad relieves them of a feeling of helplessness.

DO spend time remembering good times, looking at
pictures, recalling special family vacations and things the
deceased person did with the child.

DO help your child find ways to commemorate your loved
one. Children like ritual. Planting a tree and caring for it,
letting balloons loose at the cemetery, remembering the
loved one in evening prayers, etc. are some suggestions.
Ask for the child’s ideas, too.

DO NOT suggest or encourage the child to assume a
different role, such as “man of the house” or “little mother”
or an equal companion. Some children feel they need to
“replace” a sibling who died. Children may hear that from
others or slide into the role on their own, but it is important
for them to remain the child.

DO NOT feel it is up to you to help your child “get over”
the grief. Each child’s grief is as unique as your own. With
love and support, they will find healing in their own time.

“There is sacredness in tears.

They are not the mark of weakness, but of power. They

speak more eloquently than 10,000 tongues. They are

messengers of overwhelming grief,

and of unspeakable love”

- Washington Irving —
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