Scenarios from CHaSCI IPHA Support Groups for Dementia Caregivers initiative
May 2024

Scenario 1: Participant dominates conversation or "knows it all"

CHW Facilitator Let's go around and share one tip for dealing with sundowning behaviors. Jane,
would you like to start?

Participant 1 (Jane): Sure. In my experience, the number one thing is using night lights and keeping
the house well-lit during those late afternoon/evening hours when sundowning peaks. You really
have to be proactive about managing the lighting and environment as the day goes on. | gradually
turn on lamps and overhead lights as it gets darker outside. It's amazing how much of a difference it
can make in my mom's mood and sundowning behaviors when the house is well-lit versus dim or
dark.

| also try to keep her engaged and occupied during that window of time when sundowning tends to
strike. We'll go for a short walk if she's up for it, or I'll have her help me prepare a simple meal so
she's up and moving around. Sometimes I'll put on some music from her younger days or look
through old photo albums with her. Anything to keep her mind active and focused on positive,
familiar things. Having a routine and sticking to it as much as possible really helps too...

CHW: Jane, thank you for that detailed perspective. | want to make sure we have time to hear from
others as well. Sandra, what has your experience with sundowning been?

Participant 2 (Sandra): | was just going to briefly mention that for my husband, having
familiar objects around like his old wristwatch or wedding photos seems to help ground him...

Participant 1 (Jane, cutting in): Oh yes, sensory cues are so important too! You really have to
engage as many of their senses as possible - sights, sounds, smells, textures from their past...

CHW Facilitator: Excuse me, Jane. | think we should let Sandra finish her thought first.
Participant 1 (Jane): Oh | get it, | won’t talk or share any more | guess.
(silence)

Participant 3 (Danny): Jane, | see that you have a lot of experience with this. The meal prep ideais a
good one | could imagine trying.

(silence)

CHW: These are helpful examples for managing sundowning behaviors, thank you Jane and Danny.
Sandra, please go ahead and finish your thought. And then we'll open it up for others to share their
perspectives as well.



Scenario 2: Participant is argumentative, negative, or hostile

Participant 1 (John): | just have to vent - I'm so sick of friends and family acting like they understand
what I'm going through as a caregiver when they have no clue! It's incredibly isolating.

CHW Facilitator: | can understand how lonely and misunderstood this journey can feel. What kind
of unhelpful reactions have you gotten?

Participant 1 (John): Just constant platitudes like "Make sure to take care of yourself" from people
who never check on me or offer help. Or unsolicited advice like "Have you tried adult daycare?"
When they have no idea how complicated even getting my mother ready and out the door is!

Participant 2 (Marie): | know, it's like they think we haven't explored every possible -

Participant 1 (John, cutting Marie off): No, you don't know! Why does everyone act like an expert in
my life?

(silence)

CHW Facilitator: John, | hear how frustrating this is for you. However, reacting angrily often pushes
people away when we need their support most. Could we reframe this as a learning opportunity?
Perhaps share specifics on what unhelpful comments trigger you, so we can educate family and
friends?

Participant 3 (Kelley): | hear what you're saying about platitudes, John, but | try to assume people
mean well even if they don't fully get it.

Participant 1 (John): Well, forgive me for not wanting to excuse their ignorance! I'm sick of smiling
and nodding.

(silence)

CHW Facilitator: | think it’s important to kindly let our friends and family know that their advice is
not helpful. That way, they can work on changing their behavior and we’ll feel less frustrated with
them. Maybe we could brainstorm some constructive scripts for replying to unhelpful comments?
Do you all have any suggestions for what to say in situations like this? Or anything that has worked
for you in the past?

Participant 3 (Kelley): I'll sometimes respond by simply saying "l know you're trying to help, but
comments like that are really hard for me right now." And | explain why it’s frustrating to hear their
unsolicited advice.

Participant 2 (Marie): Yeah, and then you can explain how they can do better. Like "Actually, here's
what would be truly helpful..."



Scenario 3. Participant is crying or visibly upset

CHW Facilitator: Thanks for that insight, Lucy. Before we move on, I'm noticing Javier seems
quieter than usual today. Javier, how are you holding up? We're here to listen without judgment.

Participant 1 (Javier): (Long pause, clearly holding back tears) I'm not doing well. | had to move my
wife into a memory care facility last week. She...she didn't recognize me and became so agitated.
Seeing her like that... so confused and scared... it really broke my heart.

CHW Facilitator: I'm so sorry, Javier. That must have been devastating. It's normal to feel guilt, grief
and sadness even when you know the facility is best meeting her needs. Would you feel
comfortable sharing more about this transition?

Participant (Javier): (Crying) | knew this day would come, but nothing prepares you. | miss having
her at home. Our grandkids visiting her there, it's just not the same. She's slipping away and | can't
stop it!

CHW Facilitator: This sounds incredibly painful. Javier, you are going through one of the most
difficult experiences a spouse can face. Please know you have this group's support. Would anyone
else like to share about this transition or tips for processing the grief?

Participant 2: Javier, | went through that transition two years ago. The guilt is normal, but you did
the right thing for your wife's well-being.

Participant 3: The grief really does come in waves. Let yourself feel it, but also be gentle with
yourself.

Participant 4: It may help to consciously make new memories and traditions with your wife at the
facility. Like having family dinners there, or bringing a favorite dessert she enjoys.

Participant 3: I'll never forget when my dad's dementia caused him to lash out violently during that
transition period. It felt awful to see him react so poorly when we moved him into the facility. At that
moment, | was really questioning if | was making the right decision. Things just seemed so bad. But |
know now that getting him proper care was an act of love.

Participant 2: We're here with you through this hard transition, Javier.
Participant (Javier): Thank you all for the support. | really needed to hear that today.

CHW Facilitator: Javier, what you're going through is enormously difficult, but you're not alone. This
group is here for you. Please don't hesitate to lean on us as you navigate this painful transition.
We're all in this together, supporting our friends and family with dementia — and each other — along
the way.



Scenario 4. Participant in crisis

CHW Facilitator: Thanks for that perspective, Elena. Rebecca, you've been fairly quiet today - how
are you holding up?

Participant 1 (Rebecca): (Visibly distraught) Um... not great... I'm not okay. My husband David went
missing yesterday. He wandered off while | was in the shower and no one can find him. I'm so
scared.

CHW Facilitator: Oh Rebecca, I'm so sorry you're going through this. That must be terrifying. When
was the last time you saw him?

Participant 1 (Rebecca): (Crying) Around 10am yesterday before my shower. | looked everywhere -
the house, yard, neighborhood. I've called hospitals and the police but no leads.

Participant 2: Oh no, I’m sorry to hear that Rebecca. I'll be praying he's found safe and sound.

Participant 3: Does David have a tendency to revert back to old routines or places from earlier in
life? Like a former job or favorite park?

Participant 2: My dad got lost once and we ended up finding him at the grocery store he went to for
30 years. Sometimes familiar settings call to them.

Participant (Rebecca): | haven't thought of that. His dad owned a hardware store when David was
young, maybe I'll call there.

CHW Facilitator: Those are great suggestions to check familiar places. Rebecca, have you notified
his doctor and any nearby hospitals in case he's admitted but unable to communicate who he is?
And contacted the Alzheimer's Association safe return hotline?

Participant (Rebecca): No, no | haven't done that yet. Oh god, what if he's hurt or...

Participant 3: Try not to spiral, Rebecca. We're here for you and David. Do you have a recent photo
you could share?

CHW Facilitator: Yes, share that photo and any other details that could help if we make our own
neighborhood searches. | also recommend filing a missing persons report if you haven't already.
We'll be here with you through this.



