








pirituality helps us find

meaning and purpose in our

lives. It is the source of hope
in the midst of despair, and the part
of us that seeks deep connection to
other people, as well as to the divine
or sacred.

Some religions believe that illness
and dying can be a blessing because
it triggers us to find immense richness
in our lives and in our relationships.
Suffering can open the door to
profound joy and inner peace by
offering hope even in the darkest of
times—at first, hope for a cure and
then a transformation to peace and
self-acceptance.

lliness, and the prospect of dying,
offers us the opportunity to move
deeply within ourselves and explore
life's most intimate and profound
questions:

Who am | really?

What do I hold sacred?

Whom do | love,

and have I loved well?

What do I believe in?

Is there a God?

If so, what is my relationship

with God?

Is there life after death?

What does that mean to me?

Has my life mattered?

Research has demonstrated that
spiritual and religious beliefs and
practices have a positive effect on
health care outcomes, as well as

quality of life. Clearly, spiritual and
religious communities offer tremen-
dous social support in times of need.
But spirituality also helps us realize the
full depth and potential of our beings.
It helps us detach from the relatively
unimportant things in life and focus on
those things that matter most.

People find the ultimate meaning in
their lives in many ways—a relationship
with God or a transcendent concept,
nature, family, rationalism, and humani-
ties and the arts.

Spiritual practices include meditation,
prayer, ritual, reflection and journaling.
One might visit a chaplain, pastoral
counselor or meditation teacher, or join
a spiritual community or yoga group.
Some people find comfort in retreats,
seminars and books on spirituality.

lliness can be transformational
for patients and caregivers. Focusing
on our spiritual self rather than the
physical aspect of our illness, or that of
a loved one, helps us grow and realize
our full potential. It helps us find
ultimate meaning and peace. Therein
lies the hope for all of us.

Christina M. Puchalski, M.D., is associate
professor of Medicine and Health Science at
The George Washington University Medical
Center; executive director of The George
Washington Institute for Spirituality and
Health (www.gwish.org) and author of
Time for Listening and Caring: Spirituality
and the Care for the Seriously Ill and Dying.
Dr. Puchalski welcomes comments and
questions at caring@gwish.org.



Why Caregivers
Become Volunteers

By Beverly Crow!

argaret’s experience with the hospice team

that cared for her husband, Tom, was so
profound that it transformed her fear of hospice into a
lifetime commitment as a hospice volunteer.

“Making that first call to hospice for help with Tom was
like taking a giant step into a dark and scary abyss,"” recalls
Margaret. “What a marvelous surprise to realize we had
fallen into the arms of angels!”

More than 400,000 volunteers provide 16 million hours
of service in U.S. hospices. Like Margaret, many of them
became volunteers after a personal experience.

For Margaret, the urge to volunteer stems from a deep
sense of gratitude and a wish to give something back to
the organization that met her family’s critical physical and
emotional needs so completely.

Margaret recalls how, at first, she and Tom didn’t want
strangers in the house. But once they made that call, their
hospice team responded immediately with compassion and
love that transcended any sense of having “strangers” in
their home.

“Qur nurse, Robin, was a ray of sunshine, who always
brought a smile to Tom’s face as she checked his progress,
replenished medication and patiently guided us through
the phases of his illness,” Margaret says. Robin made the
couple feel as though they were her only responsibility, and
her level of care never waned, whether she came by early
in the day or on her last stop of the evening. “She laughed
with Tom and cried with me, and her hugs got me through
many difficult days."”

Carla, their nurse’s aide, helped with personal hygiene.
Initially, Tom, with his strong modesty issues, resisted her
care, but that didn't deter Carla. She always came at her
appointed times and helped out as much as he would
allow. Eventually, she was able to fully tend to Tom’s care
and always treated him with the utmost dignity.

Helping Hands

/

“It wasn't easy for us to talk about our situation in the
beginning. Each of us avoided upsetting the other, by
carefully sidestepping around issues, until Tim appeared as
our hospice chaplain. With each visit, he gently encouraged
us to share our thoughts and enabled us to find peace and
true comfort,” Margaret recalls.

The expert, sound advice of Cheryl, the hospice social
worker, carried them through many rough spots, as they
dealt with emotional and practical family issues. “She kept
us grounded and sane through it all.”

Equally important, Sam, a hospice volunteer, shared
Tom'’s passion for fishing and hunting. He effortlessly lifted
Tom'’s spirits as they swapped stories during Sam'’s weekly
visits. Those priceless hours also allowed Margaret to
venture out of the house for some shopping or relaxation.

“We didn’t know much when faced with Tom’s illness,
only that he wished his final days to come gently at home.
Our hospice team enabled us to fulfill that wish and more,
as we spent our most precious moments together, free of
fear and reveling in the special love we had for each other.”

Margaret says she will be forever indebted to hospice
care. "My decision to become a hospice volunteer serves
as a very small reimbursement to that huge debt. And that
itself is offset by the joy | get from my volunteer work. You
always receive more than you give when you are able to
somehow ease the burden of a family who bravely ‘'makes
that call.” " ™«

Beverly Crowl has 25 years’ experience as a writer and editor in
corporate, academic, scientific and nonprofit venues.
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Family & Friends

By David Kessler

ichard Phillips and his sister Paula greeted me as
| stepped off the elevator on the second floor of
the hospital where their mother, Frances,

was being treated for advanced cardiac disease.

“My mother can't talk about the fact that she’s dying,”
Paula said, as we sat in the sparse hospital family room.

“Our mother is incredible. She’s a true survivor,” Richard
began, recalling how she worked at JC Penney to support
her five children when their father left.

“ After all that,” Paula said, in tears, "l can't believe that
she could be leaving us now.”

“I'd like to meet her,” | said. As they walked me to the
room, they cautioned me, “Remember, she doesn’t know
she’s dying.”

| saw Frances Phillips’ blue eyes light up as her children
introduced me. When they left to go to the cafeteria, she
looked at me as if to let me in on a secret.

“If you're here to tell me I'm dying, | know. Nobody
wants to die, but it's not like | didn’t know this was coming
at some point. It's amazing how people talk around it.” She
smiled and said, “I bet you can talk about it.”

Indeed | could, | told her. Then | asked if | could tell her
family that she knew she was dying and could talk about it.
“| guess it's time,” she said, as if the charade was up.
When Richard and Paula returned, we went into the hallway.
“She knows she’s dying,” | told them. “She knew long

before | got here.”

“Our mother, who can’t talk about dying, told you, a
complete stranger, that she’s dying?” Richard said.

“Maybe because I'm a complete stranger, it's easier for
her,” | replied.

“Well, what do we do now?"” Paula asked. “Do we still
tell her to try to get better? Or do we say, ‘Sorry you're
dying?’ Now I'm more confused than ever.”
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“Maybe you can say something like, ‘Mom, | hope you
can make it through this, but if that isn't meant to be, I'm

here, whichever way this road goes.” ”

When you don’t know what to say

Like Frances’ children, many of us are unsure what to say
to the dying. We are afraid what we say will be either too
threatening or too trivial. We wonder if talking about the
things they loved to do will cheer them up or make them sad.

It's fine to say, “I don't know what to say to you.” And
it's all right to talk about dying. Avoiding a conversation
about death won’t make it go away, but talking about it
can bring life into your relationship.

Listening is a powerful way to offer comfort. Listen to
them complain. Listen to them cry. Listen to them laugh.
Listen to them reminisce. Listen to them talk about death.

Remember the days when we would take family
members to the airport and wait at the gate until they
left? And when they returned, we'd meet them at the
gate, not curbside or in the baggage claim area.

The concept of “walking to the gate” symbolizes the
way we should approach life and death. Today’s newborn is
“met at the gate” by his father in the delivery room, not in
the waiting room. We should do the same for the dying.

We walk our loved ones to the gate when we bring
them home to die. We walk them to the gate when we let
them know we will be with them. We finish our unfinished
business when we say what needs to be said. We cry with
them and for them, and we hold their hands as we walk
them to the gate. ¥

David Kessler is a hospice director of Palliative Care in Los Angeles
and author of The Needs of the Dying and co-author with Elisabeth
Kubler-Ross of Life Lessons and On Grief and Grieving.
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Hospice of Central PA provides services that address the

emotional needs of families during their loved one’s illness
and in bereavement. We offer support in many forms,
including individual visits, educational programs, phone
contacts, social programs and support groups. Families are
encouraged to share their emotions with others who have
similar experiences and to select an activity that will be
most helpful to them. All of our bereavement programs are
free of charge and open to anyone, regardless of whether a
loved one was cared for by our agency. Regularly scheduled
programs are listed below.

Generations

This is a group designed to address issues that arise in adult
children who are grieving the loss of a parent(s).The goal
of this group is to ease adults through the transition that
occurs after the loss of a parent.

Harmony

This support group is open to widows and widowers who
have experienced the death of a spouse at an early point in
the life cycle. In addition to addressing general grief issues,
this group also focuses on concerns related to children,

being single again, role changes and transitions at work.
Babysitting may be available.

Hospice of Central Pennsylvania

More information including
program dates and times are available
by calling 717-732-1000 or 1-866-779-7374

Passages

This is a monthly educational supportive group experience.
This group offers the opportunity to present, understand
and, finally, accept the multi-faceted emotional experience
of grief. The group’s goal is not to replace other sources of
support, but rather to supplement existing support and to
provide a forum for acute grief reactions.

Transitions
This is a group for individuals who are grieving two or more
years after the loss of a loved one.

Ladies Luncheons

This monthly luncheon is designed for women who have
experienced the death of a spouse. Locations vary and
include restaurants in Carlisle as well as the East and West
Shores.

Men'’s Breakfast

This monthly breakfast is designed for men who have
experienced the loss of a spouse. Locations vary from
East to West Shore.

Growing Through Grief

This 6 week series offers education and support for anyone
who has experienced the death of a loved one. The series is
offered several times a year in different locations. 3

Partial funding for Hospice of Central PA Bereavement Programs provided

by United Ways of the Capitol Region and Carlisle and Cumberland County
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Hospice of Central Pennsylvania

The Carolyn Croxton Slane
Hospice Residence

hile most people express a desire to remain at
home during their final weeks and months of
life, there are some circumstances when home
care is not preferred or even possible. Some of these
circumstances may include:
= When there is a sudden medical crisis or significant
decline and family is unable to provide appropriate care

Croxton
Cmolyun i ' in the home
= |If a patient is facing discharge from a hospital and care

A Service of at home is not possible

Hospice of Central Pennsylvania

= When a caregiver becomes overwhelmed by increasingly

complex medical needs or caregiving responsibilities

= |f a patient lives with or is cared for by an adult child
whose family or job responsibilities make it difficult to
be a full time caregiver

= When a patient lives alone, without a caregiver, and is
not safe to remain at home alone

18 www.hospiceofcentralpa.org



The Ca/ogm/ CroxFon
Slane Hospice Residence

is situated on several private wooded acres just off of
Linglestown Road in Susquehanna Township and is easily
accessible from Hershey and the East and West Shore.
Some of the unique features of our residence include:

= Staff to resident ratio is 1 to 3

= 24-hour hospice care in a warm home-like setting

= 6 private bedrooms

= |ndoor and outdoor living areas

= 24-hour a day visitation

Hospice
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To learn more about our hospice residence, call our
hospice office at (717) 732-1000 or 1-866-779-7374
or log onto www.hospiceofcentralpa.org




Matters Most
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