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About This Transcript

This is an accessible transcript formatted to meet accessibility best practices under the
Americans with Disabilities Act (ADA) and the Web Content Accessibility Guidelines
(WCAG). It includes the following conventions:

Every speaker is identified by name at each change of speaker.

Filler words, false starts, and repeated phrases common in unscripted speech have
been condensed for readability; all substantive content, stories, and examples from
the presenter have been preserved.

This talk includes two passages of published grief-support literature that the
presenter read aloud in full: a reflection titled "In a New Place" and "The Mourner's Bill
of Rights" (a well-known work by grief educator Alan D. Wolfelt). Because these are
copyrighted works, they are summarized here in plain language rather than
reproduced in full; readers who would like the complete original text are encouraged
to look up these titles directly or contact VITAS Healthcare or the Parkinson's
Association of Southwest Florida for the original materials.

Headings follow a consistent, logical order so the document can be navigated easily
with assistive technology.

Timestamps are estimates based on typical speaking pace and topic length, since no
source timecodes were provided with the original recording.

A note on content: This talk discusses death, dying, and grief, including personal
stories involving the death of family members and pets. If this is a difficult topic for
you personally, please know that support is available — the Parkinson's Association of
Southwest Florida and VITAS Healthcare both offer grief and bereavement support
resources, as described later in this transcript.
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1. Welcome and Introduction [00:00]

Brett Marston: [Brief audio check before the formal introduction] Okay.

Gayla Bowden, Moderator: Good afternoon, and thank you all for being here today for
another PD Talk brought to you by the Parkinson's Association of Southwest Florida. We're
very excited to have Brett Marston from VITAS with us today. Brett is a longtime friend of
the Association, and we're glad to have him here to talk about anticipatory grief. Brett,
would you tell everyone a little about yourself and get started?

Brett Marston, Presenter: Sure. Good afternoon, everyone, and thank you for taking the
time — I know your schedules are hectic between caretaking and caregiving. We talk about
grief a lot, but we don't always look closely at the anticipatory grief that comes with chronic
or neurological disease processes, where families and caregivers experience multiple losses
throughout the journey. So we thought anticipatory grief would be a valuable topic today.
We can't talk about anticipatory grief without first talking about grief in general, so we'll
define grief, look at its core elements, and then narrow in on anticipatory grief specifically.

2. Presenter Background: A Career in Hospice and Bereavement Care [01:00]

My name is Brett Marston. I've lived in Naples for the last twelve years, working



predominantly in senior living, especially memory care communities, supporting families
and patients through those disease processes. Before that, I spent twelve years working in
hospice care, and two years ago I had the good fortune of joining VITAS Hospice, one of the
two hospice organizations in Collier County. I started as a social worker, caring for patients
and families as their loved ones went through a life-limiting illness, and about a year ago I
was promoted to Bereavement Services Manager.

By Medicare regulation, hospices are required to maintain a bereavement program that
follows up with families for thirteen months after their loved one's death. My role includes
making sure we offer appropriate support groups, literature, outreach, and counseling for
people who continue to struggle after a loss. I feel fortunate to work in end-of-life care, just
as I felt fortunate working in dementia and neurological disease care — it's a difficult
journey, and I understand its complexities, both from my professional experience and from
my own life.

3. Culture, Language, and the Avoidance of "Death": Dr. Kyle Nash's Challenge
[03:30]

I want to start by talking about how, as a culture, we struggle with loss in general — whether
it's the loss of a relationship, a job, a dream, or a loved one. Because we tend to shy away
from conversations about death and dying, we often avoid appropriate planning and don't
take time to process what we may need to process.

I once worked as a hospice social worker in Wisconsin with a woman named Dr. Kyle Nash,
a thanatologist (someone who studies death, from Thanatos, the Greek personification of
death). Dr. Nash asked to spend a day in the field with me, observing my work with patients
and families. I chose my most receptive families that day, wanting to make a good
impression, and felt the day went well. At the end of it, she asked me what it was I actually
did. I was surprised by the question, since I felt I'd shown effective interventions. She
pointed out that although I worked in the field of death and dying, I hadn't once used the
words "death" or "dying" that day — instead, I had used euphemisms like "expired,"
"transitioned," or "passing on." She challenged me: as someone working in this field, she
said it was my clinical and ethical responsibility to find moments where I could use direct
language with patients and families, and that doing so would help them.

4. A Story of Honest Conversation: The World War II Veteran [06:00]

I took that challenge seriously. About two weeks later, [ was sitting alone with a World War
IT veteran whose hospice bed had been set up in his living room, overlooking a lake in
Wisconsin. I asked him directly: "I am not dying, but I know that you are — can you tell me



what that feels like?" He broke down in tears and thanked me, saying he knew he was
dying, but that his wife and children didn't want to talk about it with him.

With his permission, I was able to tell his family that he recognized his prognosis and had
things he wanted to say to them, but wasn't being given the opportunity. They sat down and
talked with him, and he died two weeks later. His family was deeply grateful they'd had that
conversation.

I'm not suggesting everyone needs to use the words "death" and "dying" in every
conversation — this requires reading the room and understanding a person's individual
sensitivities. But I do encourage you to consider finding moments where that direct
language might open up an important dialogue, both for your loved one and for yourself.

5. Multiple Losses in Chronic and Neurological Disease [09:00]

Many of you are likely caring for someone with Parkinson's disease or another neurological
condition. In that journey, there is the loved one before diagnosis, and the loved one after
diagnosis — and it's important to recognize that you are living through many types of loss
along the way: the loss of the life you had planned together, the loss of your partner's
physicality, emotional capacity, and cognitive capacity as you knew them, the loss of shared
social activities and friendships, and sometimes the loss of intimacy that was once part of
your relationship. Everything that felt "normal" before diagnosis is being redefined into a
new normal as the disease progresses.

If you're experiencing anxiety, sadness, depression, restlessness, or sleep difficulty, it's
worth asking yourself honestly whether some of what you're feeling is a form of grief —
grieving the life you expected, versus the life you're now living. Recognizing these multiple,
ongoing losses is an important foundation for understanding anticipatory grief.

6. Reflection: "In a New Place" [12:00]

Brett read a reflection titled "In a New Place," drawn from VITAS bereavement literature
given to families after a loved one's death. [Note: this piece is copyrighted material and is
summarized here rather than reproduced in full, in keeping with copyright guidelines;
readers interested in the complete text are encouraged to contact VITAS Healthcare
directly.]

In summary, the reflection describes the disorientation that follows significant loss — the
sense of stillness and not knowing what to do with oneself, uncertainty about whether daily
life will look the same or be forever changed, and the flood of unfamiliar questions that
follow: Am I doing okay? Are these reactions normal? Who can I turn to? It acknowledges



that family and friends may not always be available or equipped to help, and it points
toward seeking additional support and understanding elsewhere.

Brett noted that one place many people turn for that kind of support is an organization like
the Parkinson's Association, or similar groups offering education and connection. He also
mentioned that he presents the Powerful Tools for Caregivers workshop through the
Association, where participants consistently describe a sense of relief in realizing they are
not alone in what they're experiencing.

7.Finding Support Through Community [15:00]

Brett emphasized that finding a support system to help guide caregivers through this
journey is critical, and encouraged attendees to seek out organizations and groups, like the
Parkinson's Association, that provide education and peer connection.

8. Defining Grief: The Four Key Elements [16:30]

Grief is a natural, deeply personal emotional, psychological, and sometimes physical
response to significant loss. While most commonly associated with death, grief can also
arise from major life changes such as the end of a relationship, job loss, a serious diagnosis,
relocation, or even the loss of a dream.

Grief has four key elements:

« Emotional: intense sadness, anget, anxiety, or numbness, which may come in waves
or persist daily.

« Physical: fatigue, changes in appetite or sleep, chest tightness, or a general sense of
mental fog.

» Cognitive: difficulty concentrating, forgetfulness, or repeatedly replaying memories.

« Behavioral: withdrawing from social activities, irritability, or seeking out reminders of
what was lost.

9. Truths About Grief: Kiibler-Ross and the Cyclical Nature of Grief [19:00]

There is no single right way to grieve — everyone's grief journey is different, and no one else
will grieve exactly the way you do. Elisabeth Kiibler-Ross pioneered an early, influential
model of grief as a linear process moving through denial, anger, bargaining, depression,
and finally acceptance. This model is valid, and some people do experience grief in that
linear way.



However, more recent understanding suggests grief often comes in cycles or waves rather
than following a straight line — a person may feel fine for weeks or months and then be
suddenly overcome by a wave of emotion. If this happens to you, it is a very normal part of
the grieving process, not a sign that something is wrong.

10. A Personal Story: Grief Arriving Unexpectedly [21:30]

Brett shared a personal example: two years after his father's death, he believed he had
processed the loss and moved forward. While driving one day, he passed a billboard
showing a father holding his young son. He had to pull over and found himself sobbing. He
didn't have a close relationship with his father, so he realized the grief in that moment
wasn't about his father being gone — it was about not having had the kind of relationship
depicted in that image. Grief and loss, he explained, can surface in unexpected ways and
unexpected moments, even after a person feels they've processed a loss.

11. Understanding Anticipatory Grief [23:30]

Caregivers facing the eventual loss of a significant relationship often begin the grieving
process before the loss actually occurs. This is called anticipatory grief — a process that
helps both patients and caregivers begin preparing emotionally and physically for the
change that loss will bring.

Each caregiver experiences the decline and eventual death of a loved one differently,
shaped by factors including the nature of the relationship, the nature of the illness, physical
caregiving demands, and other stressors, such as the caregiver's available support system
(friends, family, or hired help) and their outlook on life after the loss.

Anticipatory grief describes the emotional reactions patients and families experience while
anticipating a death. While distress during this period is normal, it's important to
acknowledge these feelings as they arise and find ways to address anticipatory grief
directly, rather than only after the loss occurs. Every caregiver experiences this in their own
way and their own timeline.

12. Common Emotional and Physical Symptoms of Anticipatory Grief [26:30]

Some caregivers find the anticipation of a loss more difficult than the loss itself; others find
more peace beforehand, particularly if important conversations have taken place. Common
symptoms during this period include:

o Lossof appetite



Tension and irritability

Fatigue and insomnia
Tearfulness and restlessness
Indecision

Guilt or anger

Mood changes over small things

Unexpected crying

13. Factors That Support the Anticipatory Grief Process [28:00]

Several factors can help caregivers move through anticipatory grief more effectively:

Understanding and accepting the progression of the illness
Opportunities for life review or closure with the loved one
The ability to identify and express one's own feelings

Completing legal, financial, and funeral planning in advance — Brett noted that
families who haven't discussed final wishes ahead of time often find themselves
handling logistical decisions (such as choosing a funeral home or deciding on burial
versus cremation) at the exact moment they should be able to focus on mourning

Utilizing support systems, including family, clergy, and social or community networks

14. Recognizing Complicated Grief [30:00]

While anticipatory grief itself is a normal, if intense, experience, it can sometimes develop
into what's known as complicated grief. Signs that may indicate a more complicated grief
process include:

Emotionally distancing or detaching from the loved one

Being unable to express feelings or have difficult conversations due to overwhelming
guilt or fear

Feeling persistently "stuck" in one emotional state (constant anger, sadness, or
anxiety)

Experiencing multiple significant losses close together — Brett described one family
who lost a child, then a spouse in hospice care, and then had to euthanize a longtime
pet, all within about a week

Holding unrealistic expectations about a loved one's condition, rather than an honest
understanding of where they are in the disease process



» Difficulty completing basic daily tasks, such as bathing or routine household chores

Acknowledging and expressing anticipatory grief allows a person to gradually face the
coming loss, address unfinished business, and begin imagining life afterward.

15. Relief and Closure After Loss [33:30]

Brett noted that many caregivers experience genuine relief and closure when a loved one
passes, which is a normal response after a long period of anticipatory grief. He shared an
example of a woman who cared for her husband through ten years of illness; after his death,
she told Brett she felt some guilt about feeling relieved, but explained that she no longer
had to carry the burden of caregiving, and that she believed her husband was no longer
suffering and was at peace — a realization that brought her genuine comfort.

16. Self-Reflection Questions for Caregivers [35:00]

Brett encouraged attendees to check in with themselves using a few key questions: How are
you caring for yourself? Are you eating regular meals? How are your sleep patterns? Are
you maintaining any social activity? Are you holding onto a sense of "normal" life, or has
that new normal shifted?

17. The Mourner's Bill of Rights [36:00]

To close the presentation, Brett read "The Mourner's Bill of Rights," a well-known work by
grief educator Alan D. Wolfelt. [Note: this is a copyrighted work and is summarized here in
the presenter's general themes rather than reproduced in full text; readers interested in the
complete original are encouraged to look up Alan D. Wolfelt's "Mourner's Bill of Rights"
directly.]

In summary, the ten points affirm a mourner's right to: experience grief in their own way,
without others dictating what they should or shouldn't feel; talk about their grief with
willing listeners; feel a wide range of emotions, including confusion, guilt, and even relief,
without judgment from others; acknowledge physical and emotional limits, including
fatigue, and to rest and eat without being pushed into activities before they're ready;
experience sudden, unpredictable "grief attacks" as a normal part of the process; make use
of personal rituals that provide comfort or a sense of purpose; express spirituality or faith in
their own way, including any anger toward God, without judgment; search for meaning,
including asking difficult "why" questions, without being dismissed by clichéd responses;
treasure and share memories of the person who died; and move through grief at their own



pace, since grief is a process, not a single event, and deserves patience rather than judgment
from others or from oneself.

Brett closed by thanking Gayla for inviting him to be part of the PD Talk series.

18. Question and Answer Session [41:00]

Gayla Bowden: Thank you so much, Brett. While people find the unmute button, I wanted
to mention that you touched on having a plan — we've had several past talks on planning,
from an elder law attorney's perspective, on when and where to transition to assisted living,
and we have another upcoming talk on downsizing and physically moving. It seems like
there's a real theme of planning running through this series.

Brett Marston: Definitely a trend, though not everyone follows through on it. Many people
live in a kind of anticipatory denial, hoping a loss won't happen, and then are confronted
with the full reality all at once. Once a loved one has died, those planning conversations
become much harder to have. For the wellness of both the caregiver and the patient, getting
those things in order in advance makes the eventual grieving process more efficient and
allows for more effective grieving, without the added burden of last-minute logistics.

Gayla Bowden: Does anyone have a question for Brett?

Lisa (Attendee) — When Is the Right Time for a Hospice Evaluation?

Lisa: Hi, Brett — my name is Lisa. My mother has been very involved with this
organization, along with my dad, so thank you for what you do. My mom has had
Parkinson's for over twenty years, along with dementia, and is at the end stage. She's
currently in palliative care but hasn't had a formal hospice evaluation yet. I've spoken with
her palliative care nurse, and I find myself hoping she'll move toward a hospice evaluation,
since my understanding is that it would help prepare both her and our family for the end of
her life. Do you have thoughts on when the right time is, and whether families sometimes
delay that step because it feels like giving up?

Brett Marston: That's a very good insight, and yes — families often choose palliative care
because it feels less threatening; it's framed around managing symptoms rather than end of
life directly, though hospice care also focuses heavily on symptom management. The most
common feedback we hear from hospice families is, "I wish we had known sooner." I'm glad
your mother is already in palliative care, since that means her symptoms are being
addressed, but I'd describe hospice as a more comprehensive approach from a psychosocial
and spiritual standpoint as well — including home health aides for personal care several
times a week, chaplain support to help guide end-of-life conversations, and social workers
who can help with placement needs or power-of-attorney questions.



Since you're already working with a palliative care doctor, I'd encourage you to advocate
directly with them. There are specific criteria she would need to meet to qualify for hospice,
and only her doctor can evaluate her current plan of care and diagnostics to make that
recommendation. If, in your heart, you feel she may benefit from more comprehensive
services, I'd strongly encourage raising that directly with her physician.

Lisa: Thank you.

Brett Marston: I hope that helps.

Gayla Bowden — Where to Find Grief Support Resources

Gayla Bowden: Brett, if someone is experiencing anticipatory grief, where would you
recommend they go for support? We do have several support groups here, for both the
person with Parkinson's and for caregivers and family, but is there anywhere else you'd
recommend?

Brett Marston: There aren't specific "anticipatory grief" support groups, but general grief or
bereavement support groups can help with anticipatory grief, current grief, or complicated
grief alike. Avow Hospice offers them, VITAS offers them, including online support groups,
and I'm happy to be a resource for anyone interested. I'd also suggest looking into the Baker
Senior Center, which offers grief support groups, and VITAS recently started a
bereavement support group at Unity Church — if you're part of any faith community, it's
worth checking whether they offer a loss-focused support group as well.

Gayla Bowden: Does anyone else have a question? [Pause — no further questions from
attendees.] As mentioned at the start, this presentation will be posted to our website within
about a week, so if you missed part of it, or would like to share it with a friend, it will be
available soon. Thank you all for being here this afternoon. Our next PD Talk will focus on
the physical process of downsizing and moving, and ways to streamline that process. Thank
you again, Brett — I'll see you at Powerful Tools in a few weeks.

Brett Marston: Thank you so much.
Attendee: Thank you, Brett.

Brett Marston: Thank you.

19. Closing Remarks [approx. 50:00]

The session concluded with thanks exchanged between the presenter, moderator, and
attendees, and a reminder that the recording would be posted to the Association's website
within the week.




Accessibility note: Timestamps in this transcript are estimated based on typical speaking
pace and section length, as no source audio or video timecodes were provided with the
original recording. Two passages of copyrighted grief-support literature read aloud during
the presentation ("In a New Place" and "The Mourner's Bill of Rights") were summarized
rather than reproduced in full, in keeping with copyright guidelines; the full original texts
can be obtained directly from VITAS Healthcare or by searching the titles and, for the
second piece, author Alan D. Wolfelt.



