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Dear Readers,

As I write this, it is my favorite month of the
year: May. For me the spring always brings
hope, joy, excitement, peace, and of course
fragrant blooms-- all of which bolster my
quality of life. I hope that the spring has
offered you these gifts as well. As always this
season comes and goes so quickly, I'm trying
to be as present as I can and enjoy every
minute.

The MCDES Board has been busy this spring
as we prepared for and hosted our spring 2025
conference. We were thrilled to learn from Dr.
Robert Neimeyer and Dr. Carolyn Ng, who
shared their expertise in caring for persons
experiencing traumatic bereavement, as well
as touching client stories, and practical
therapeutic tools. As always, it was a pleasure
to connect with MCDES members and friends
who gathered in person at the Eagan
Community Center, and to hear from those
who joined us virtually.

Things have felt really busy for me
personally and professionally this spring. I've
had several, competing responsibilities,
demanding projects, and important events, all
while continuing my work as usual as a
palliative care social worker in the hospital
setting. I care deeply about my clinical practice
and those I serve, and I find immense meaning
in helping those who are facing unthinkable
circumstances. An outsider might say it's odd
work that we do; caring for the grieving.

We are immersed in other people’s suffering,
tragedy, and sorrow every day. Sometimes it
feels like I am walking from one devastation to
another.

I've managed to sustain myself in this work for
nearly a decade, but as so many of you know
doing so isn't easy for a myriad of reasons.
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Lately, in addition to the busy season, it seems
that there have been so many tragic endings,
and I've noticed the beginnings of burnout.
This has happened before and I've taught
myself to pick up early on the symptoms,
which for me are feelings of slight detachment,
self criticism, physical exhaustion, and
irritability. Part of my sustenance during
burnout is not only recognizing the signs, but
acting quickly before things turn into
something much worse: an absence of
compassion.

One of my treasured MCDES colleagues and
friends, Andrea Tatley introduced me to Rachel
Naomi Remen’s work and I find so much
wisdom in her writing. Remen has wisely said,
"The expectation that we can be immersed in
suffering and loss daily and not be touched by
it is as unrealistic as expecting to be able to
walk through water without getting wet. This
sort of denial is no small matter. The way we
deal with loss shapes our capacity to be
present to life more than anything else. The
way we protect ourselves from loss may be the
way in which we distance ourselves from life
and help. We burn out not because we don’t
care but because we don't grieve. We burn out
because we've allowed our hearts to become so
filled with loss that we have no room left to
care.”

Remen’s words provide a helpful message
for me and I hope, for many of you too.
Change and loss are universal to the human
condition regardless of the work you do, but
the way we deal with these experiences shapes
our ability to be present, find meaning, and
carry forward in our helping profession.
During this spring season of growth, joy, and
new beginnings, let's practice what we preach-
- don't forget to grieve.

www.mcdes.org Pagel
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Suicide & Overdose Loss
as a Crisis of Meaning:

Assessment and Intervention in Traumatic
Bereavement
Robert A. Neimeyer, PhD & Carolyn Ng, PsyD

Scholarship Recipient, Lidsay Butzer shares:

As a grief counselor with a growing caseload
of clients who have a special person in their
life that died by suicide, it has been
important for me to find quality professional
development that deepens my knowledge and
therapeutic response.

Dr. Neimeyer and Dr. Ng provided a balance
between research and application throughout
the training. I appreciated that there were
many opportunities for us as counselors to
practice the techniques, ask questions, and
process the information we learned about. I
was able to leave with a solid understanding
- of how to implement several new therapeutic
techniques to support my clients to help
them safely retell their traumatic grief
stories, assess their needs, and work with a
narrative strand approach to weave my
client’s traumatic event, their emotions, and
find meaning. Although it can be hard to take
a day away from clients, this training was
well worth the day!

Thank you very much MCDES for organizing
and hosting the day at such a beautiful
facility with wonderful food.

Wy

The conference was wonderful. Thank you so
much for the opportunity to attend on a
scholarship! I am already planning to

_ register for the fall.

L ) -Spring 2025 Scholarship Recipient
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In The Prophet, Kahlil
Gibran states, “The deeper
that sorrow carves into
your being, the more joy
you can contain”

When I first read this line,
I did not believe it, but I do
now. In 1997, our family
moved to Northfield, and
were warmly welcomed
into St. John’s Lutheran
Church.

Our kids flourished-Sunday School, choir, musicals, work trips, and
even learning to dodge Pastor Joseph Crippen’s last-minute altar calls.
Karin, my wife, served as the Parish Nurse at the church, visiting with
her beloved seniors, taking their blood pressures, while I spent years on
various boards, including as Chair of the Youth Board.

Then, in February 2011, just days after my term ended on the board,
everything changed. In the middle of a big snowstorm, two officers
appeared at our door and told us our 23-year-old son, Bjorn, had been
killed in a hit-and-run while skiing across Chequamegon Bay on Lake
Superior. I collapsed. The grief was unbearable, and I felt utterly
betrayed by God in some strange sense, as I'd just been serving on the
Youth Board of all boards. It felt like a cruel joke. And yet, at Bjorn’s
funeral, Pastor Mark Johnson assured us that God was the first to arrive
at the accident scene. Days later, I met the man who'd found him. He had
the initials J.C. and was a carpenter.

In grief, our family-Karin, daughters Sonja and Ingrid, and I leaned on
each other, though imperfectly. Via a strong love for one another, we did
make it through as a family. But I lost the best job I ever had—being
Bjorn’s dad, and like many, Karin and I struggled as a couple. We joined
a grief support group which helped. We chose not to be bitter and we
forgave the driver who'd hit Bjorn. The driver was only 16 and panicked,
leaving the scene. He suffered, too, in this and we didn’t need to add to
any of that.

Before his death, Bjorn was a student at Northland College. Bjorn loved
this community and thrived. One day, Karin exclaimed, "He’s found his
people." That phrase really stuck with me. Recently, I happened on the
song, Find Your People, by Drew Holcomb and it echoes that very truth:
“You gotta find your people, then you'll find yourself.” After Bjorn’s
death, Karin and I moved to the quiet of Vasa Township for seven years
of solitude. I wrote poetry to remain close to my beautiful boy during
that time. Bjorn died doing what he loved-skiing at night under the
dancing stars heading for home that night to Ashland. In his voice, I
wrote,

"Tonight, starry night, how I love to roam,

My ashes to Ashland, 'm coming home."

Our family placed his ashes, along with our tears, into his beloved
Chequamegon Bay the next spring.
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During the months and years that followed, we discovered that grief
does not only accrue to the immediate family. It builds up in all the
others who were connected to Bjorn and our family. We decided to
reach out to the kids in Bjorn’s circle and expressed our sorrow for
the loss of their dear friend. Through this, they became our friends,
too. That's when it started to creep in—joy. From the deep sorrow
carved into our very being, we connected with the others who knew
this sorrow and joy started to flood in. Joy for sharing a love for
Bjorn, joy for stories that helped us laugh again, and joy in a growing
love for each other. Today, I count dozens of these young people and
others as part of my life. We do everything-concerts, canoe trips,
bonfires, weddings, and more.

In my dreams, I'd feared the loss of a child. Then, the door I prayed
would never open did...but by entering we found an amazing trove of
treasure. Out of grief came unexpected joy and connection that
continued to grow and become more vibrant to this day. It's truly the
next best thing...and I don’t know where I'd be without it. I found
more of my people—which happened to be Bjorn’s people, too.

Several years later, when our first grandchild, Henrik Bjorn, was
born, we returned to Northfield. Then, last May, Karin passed away.

Alittle unsure at first, we decided to have the service back at St.
John's Lutheran Church. Planning her funeral with Pastor Jonathan
Davis ended up bringing me back to church although I can’t exactly
explain it. He told me, “The Lord works in mysterious ways.” This
community held us then-and holds us now. I have found a joy there
too that is hard to put into words.

Bjorn once wrote a poem for Karin, his mom, that closed,

"Hush now Mama, I'll guard your sleep,
The prettiest dreams are yours to keep."

I feel Bjorn and Karin's presence often-in signs, places, faces,
experiences, memories, and dreams. There is a measure of comfort in
knowing that mother and son are united. I've come to find the salve
for loss is joy. The remedy for being lost is finding your people,
finding yourself, and ultimately, finding your way back home. I am
grateful to God that I am home.

*My sweet Karin/Neems, mother to our kids, Nana to our grandkids,
my wife of 37 years, college sweetheart, and a hospice nurse passed
away on May 23rd, 2024. Minnesota Hospice provided tender care in
her final days. One of the nurses shared he’d worked with Karin in
the past and said, “we rarely get the chance to care for one of our
own, but caring for her will be an honor.” Full circle. I am just getting
ready to start my writing journey with her...

Neems, Neems, Neems,
You are the girl of my dreams...
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Hospice care has been available in the United States since
1974, when Connecticut Hospice—America’s first hospice—
was founded by Florence Wald along with a compassionate
team of nurses, doctors, and clergy. More than 50 years
later, hospice remains a profoundly supportive service, yet
many common misconceptions continue to surround it.
Despite decades of compassionate care and medical
advancements, the general public often misunderstands
what hospice is and when it should be accessed. Part of this
challenge stems from our death-defying and death-denying
culture—where the end of life is rarely spoken of openly,
and planning for it is often seen as pessimistic or taboo.

So, what is hospice care?

Hospice is specialized, holistic care focused on comfort and
quality of life for people facing a life-limiting illness. It is
not about giving up; it is about living meaningfully and
comfortably when cure is no longer possible. Hospice care
provides physical relief from pain and symptoms while also
offering emotional, social, and spiritual support to both the
patient and their loved ones. The interdisciplinary hospice
team may include physicians, nurses, social workers,
chaplains, hospice aides, music and massage therapists,
bereavement counselors, and trained volunteers—all
working together to uphold the dignity of the individual
and surround them with compassionate care.

In my work as a grief counselor with hospice families, I
often hear expressions of deep gratitude: “I couldn’t have
done this without their guidance and support.” However,
these words are often followed by, “I wish I had known...”

Here are some of the most common misconceptions
families share—and the truths we wish more people knew
earlier:

I'thought hospice care was only for the last few hours or
days.

Fact: Hospice is not a place—it is a service available to
patients who have a terminal illness with a life expectancy
of six months or less, as determined by a doctor. Each care
plan is tailored to the patient’s goals, needs, and values. Due
to misinformation or fear, many families wait until the final
days to begin hospice. When patients enroll earlier, they can
benefit fully from the comfort, stabilization, and emotional
support hospice provides. More time in hospice also allows
for building meaningful connections with the team and
reducing unnecessary suffering.
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1didn’t realize hospice also cared for me—the family member.

Fact: Hospice treats the family as part of the unit of care. That means
support doesn't end with the patient. Families receive counseling,
respite care, education, and bereavement services. After a loved one
dies, hospice provides grief support to families for at least 13 months
—offering continuity, comfort, and resources during one of life’s
most vulnerable transitions.

1thought hospice meant giving up hope.

Fact: Hospice doesn’t ask patients or families to give up hope—it asks
them to redefine it. Hope can shift from cure to comfort, from
quantity of time to quality of life. Hospice enables people to focus on
what matters most in their final weeks or months—whether that’s
being at home, reconnecting with loved ones, enjoying simple
pleasures, or finding spiritual peace. As one family member once
said, “Hospice helped us make beautiful memories, even in our
hardest season.”

My loved one isn'’t in pain, so we don't think we need hospice yet.

Fact: Pain management is only one part of hospice. Many patients
benefit from help with fatigue, shortness of breath, anxiety, or
confusion—symptoms that aren’t always physical. Hospice also
assists caregivers with personal cares, household routines,
medication management, and decision-making. It supports the whole
person—body, mind, and spirit—so they and their families can face
end of life with comfort and confidence.

Many people equate hospice with “the end,” and understandably so—
it marks a transition from curative treatment to comfort-focused
care. The reality is hospice is about maximizing the life that remains.
Our culture tends to resist conversations about death and dying. We
often view death as failure rather than as a natural part of life. This
discomfort with mortality can prevent open dialogue and delay
planning. People wait for a crisis instead of preparing gently,
together. When families understand what hospice offers, they often
say, “I wish we had done this sooner.”

In Closing:

Hospice is not about giving up—it's about showing up. It's about
being present with someone in their final chapter and helping them
write it with care and connection. As professionals, we strive to
change the narrative from fear to understanding. For those facing
serious illness, asking questions early can empower them so they can
make informed choices. Hospice is not just for the dying—it’s for the
living. It’s for families who want support, guidance, and a sense of
peace as they walk through one of life’s most sacred experiences.
Knowing the options isn’t morbid—it’s love in action.
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Near the end of the last century, a famous American
philosopher, Buzz Lightyear, gifted us with the goal of life:
“To infinity and beyond” (Toy Story 1995). Maybe this is
where we go after we die. Since I really do not know
whether Buzz had it right, I don’t quote him at the bedside.
Another more controversial American philosopher, Woody
Allen, stated: “I'm not afraid of death; I just don't want to be
there when it happens.” I don’t quote Woody either. What I
do subscribe to and try to emulate are the words of Irish
theologian Jonathon Swift in his Thoughts on Religion 1726:
“It is impossible that anything so natural, so necessary, and
so universal as death, should ever have been designed by
providence as an evil to mankind.”

My work in Hospice and Palliative medicine evolved quite
naturally from my work in Geriatric medicine, caring for
hundreds of dying patients at the end of their lives, and
from caring for my parents as they died. My mother, from
metastatic cancer to the brain, and my father, from
Alzheimer’s Disease. Both of my parents were “there when
it happened”, as was I. In caring for both my parents and so
many patients, [ believe my job (was) is to reconfirm the
words of Jonathon Swift. To make their passing as natural,
peaceful, and comfortable as possible.

One issue surfaces, and likely will always surface, for loving
and devoted caregivers at the end of life. This is the issue of
feeding dying patients. We all see nourishing our loved ones
as central to our role as a caregiver. We did this for our
children; I did this for my dying parents. Yet most of us who
die of chronic disease (about 90% of all deaths) will
experience a period of deteriorating nutrition for weeks or
months before we die. This is natural. This is part of the
dying process. There is a loss of appetite that has been called
“the anorexia of dying™.

Our patients going through this stage may suffer
unnecessarily, at the hands of mostly well-meaning
caregivers, who feel compelled to nourish. This may be
done out of love or because of their job description (staff at
Long Term Care facilities). The patient who is anorectic
(metastatic cancer) or apathetic about eating (dementia),
may feel a duty to comply with offered feedings or unable
to refuse, despite their absent appetite and lack of pleasure
from eating. They may suffer nausea and vomiting as a
result.

We do not have to discuss the issue of artificial nutrition and
hydration (ANH). That is both settled law and ethics. The US
Supreme Court decided in 1990 that ANH are medical treatments.
The patient, or their surrogate, have the right to decline these
interventions, like any other medical intervention, even if death is
expedited.

However, in the case of oral feedings, the law is murky or
nonexistent, and we need to be guided by accepted standards of
ethical decision making. It is critical that health professionals
skilled in end of life care (Hospice and Palliative and Geriatrics
medicine and nursing clinicians) educate caregivers and staff on
appropriate care so that both uncomfortable feeding and
unwanted nutritional support is avoided. This education should
be accompanied by a focus on first: the patient. What will
facilitate the most comfortable, natural dying process for this
patient. Then educating the caregivers about the dying process
and the expected decline in interest in food and intake that occurs.

Second, in the case of mentally incapacitated patients, we must
attend to their wishes and values. These may have been
represented in an advance directive, or commonly, as expressed
by family or other surrogate decision makers. We ask the
surrogate decision maker: “If your mother was here with us right
now, as the person of sound mind without dementia, what would
she ask us to do?”

Unfortunately, advance directives rarely give specific guidance on
end of life oral feeding issues. My advance directive, because of
my extensive experience in caring for dying patients, is very
specific. I've seen many patients with advanced dementia kept
alive for months and even years with hand feeding, often with the
addition of nutritional supplements. I state very clearly, after
stating my values, that I want “no hand assisted feeding”.

MCDES
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When I'm permanently disabled cognitively, and have no
reasonable hope of recovering my faculties, my advance
directive will speak for me. For me personally, I would view
it as a complete loss of my dignity to be kept alive by hand
feeding in a state of advanced dementia. My family
understands this and understands that by following my
advance directive they will show their enduring love for
me.

But very few people have such directives. Yet family will
often communicate: “Dad would never want to be alive in
this condition with advanced dementia”. So, how do we
maintain our covenant with our patient after hearing this
from family or other surrogates?

First, suspend the use of supplements. Supplements are
often given routinely by facilities and families when
patients show signs of weight loss due to declining oral
intake, and/or increasing dysphagia. They can ease the
process of nutritional support for disabled patients with
advanced dementia. They certainly can prolong life. But if
life prolongation is inconsistent with the goals of the
patient, as indicated in advance directive or articulated by
surrogates, then using supplements to support nutrition
would be wrong. It is not comfort care; it is life prolonging
treatment. Supplements should only be initiated as part of a
shared decision-making process, whereby surrogates
consent to supplements as consistent with the goals of their
loved one.

Second, “comfort feeding only” (CFO) should be an order
seen commonly on patients with advanced dementia. The
rationale for the CFO is that 96% of caregivers state that
their loved one would choose a goal of comfort focused
care rather than life prolonging treatment. So if hand
feeding is going to be pursued, the caregivers and staff need
to understand the meaning of the order.

Well, what does it mean? Comfort feeding means that the
patient appears interested and willing to eat. If a patient
turns their head away from offered food, feeding should
stop. If the patient is choking on their food, feeding should
stop.

If a patient is sleeping, they should not be awakened for
meals and the tray should not be saved to confirm the
patient got their three square meals in.

It would also be appropriate to limit feeding time to 30
minutes so that prolonged, arduous feeding is discouraged.

“Comfort feeding only” needs to be explained to whoever
will execute the order. The above descriptors should be part
of the written order. Nursing leadership needs to affirm and
reinforce with their staff the propriety of this order. This
may be an obstacle for some (many?) facilities. The patient-
centered origin of the order may need to be explained to
facilitate compliance with the order.

Over the past year or two the subject of voluntarily
stopping eating and drinking (VSED) has received a lot of
attention. This was likely the result of a good deal of writing
in recent years about the subject as well as a scholarly book
entitled VSED published in 2021 by Tim Quill MD,
Oncologist and Hospice and Palliative Medicine specialist,
past president of the American Academy of Hospice and
Palliative Medicine; Thad Pope, end of life legal scholar,
Paul Menzel, ethicist; and Judith Schwarz, palliative
clinician and author.

Also, there was a Minneapolis StarTribune article published
in 2021 of a woman with dementia who made a prior
decision to do VSED and was being supported by her
daughter.

Voluntarily Stopping Eating and Drinking (VSED) is a means
of dying that is chosen by individuals to end their lives and
end their suffering. It is considered by many legal experts
and medical ethicists to be both legal (or “not illegal”) and
ethical. Its legality is supported by a substantial body of case
law and legal analysis. Its ethical underpinnings are derived
from the principle of autonomy and the requirement to
honor the bodily integrity of individuals.

Successful implementation of VSED requires that an
individual have a dedicated, supportive caregiver(s) and
health care providers that are knowledgeable about VSED
and the palliative needs of these patients. This would
ordinarily involve hospice and palliative care teams
involvement.
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