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3rd Webinar in a Series of Four

3. ‘Lessons Learned’: How to conduct a workshop that includes persons living with early-stage dementia

2. Strategies for Communication and Sensitivity for Persons Experiencing Dementia in a Workshop Setting

http://alzpossible.org/strategies-for-communication-and-sensitivity-for-persons-experiencing-dementia-in-a-workshop-setting/

1. The Basics: Memory Loss, Dementia and Alzheimer’s Disease

http://alzpossible.org/the-basics-memory-loss-dementia-and-alzheimers-disease

http://alzpossible.org/strategies-for-communication-and-sensitivity-for-persons-experiencing-dementia-in-a-workshop-setting/
http://alzpossible.org/the-basics-memory-loss-dementia-and-alzheimers-disease/


Webinar Made Possible through a grant from the 
Administration for Community Living 

Additional Support:

Virginia Department for Aging and Rehabilitative Services (DARS) – www.vadars.org/
Alzheimer’s Association Central and Western Virginia – www.alz.org/cwva/

http://www.vadars.org/
http://www.alz.org/cwva/


HOW-TO and QUESTIONS

+1 (xxx) xxx-xxxx
xxxx
xx

select “MIC and SPEAKERS” for using 
your computer speakers (easiest)

select “TELEPHONE”; then 
1. use your landline to dial the access number* 
2. then enter the access code provided in the “Audio” tab 

followed by the # sign.

* Please note these are toll numbers and will incur regular 
domestic call charges.

To join the audio portion 
of the presentation, you have 2 options:

Please note that answers will be provided at the end of the presentation, 
during the Q&A session (as time will permit).  Questions not answered 
will be answered in writing and posted at the event page (information to 
follow by email early next week).

OR
You can submit comments and 
questions in writing at all times 
by using the Questions tab of 
your webinar’s Control Panel.  

Attendee microphones will be muted at all time.

This will be an interactive session - please be prepared 
to enter your poll responses by clicking on the screen 
when prompted.



ABBREVIATIONS

ABBREVIATION DESCRIPTION

AD Alzheimer's Disease

CDSME Chronic Disease Self-Management Education

PLWED Persons Living with Early-Stage Dementia

Presenter
Presentation Notes
Before we begin, I would like to review some of the abbreviations we have used in this presentation.  



PRESENTATION OUTLINE

Part I

• Inform Participants 
of Expectations for 
the Workshop from 
the beginning

• Common Difficulties 
for PLWED 

• Helpful Resources 
for PLWED

Part II

• Case Studies 

Part III 

• General Strategies 

Presenter
Presentation Notes
The presentation will be divided into 3 parts…



PART I: 
Introduction to Persons Living 
with Early-Stage Dementia

Presenter
Presentation Notes
Before we delve into the presentation, we are going to take a poll.



Select all TRUE statements:
 Dementia is a normal part of aging

 Alzheimer’s disease and dementia are the same

 There is a cure for Alzheimer’s disease

 Over 5 million persons in the US have AD or dementia

 Alzheimer’s disease is the sixth leading cause of death in the US

POLL: Quick Recap (Webinar 1)

Presenter
Presentation Notes
(Ellen read options) – please select all TRUE statements only.  (Nico will show the results) Ellen will comment on results. 



Dementia is a 
general term for 

a 
group of brain 

disorders 
that affect:

memory

language

thoughtnavigation  

behavior

personality 
/ mood

Presenter
Presentation Notes
We will begin by reviewing some basic terminology from the first webinar. Dementia is the overall term for a set of symptoms that affect cognition and interfere with daily function. Think of the word “pain” as an overall description – we know there are many different things that can cause pain (cuts, toothache, stomach problems, tumors, headache) So, the term dementia is like the word “pain’ – an overall description, with many different causes for the dementia. Some common characteristics of dementia are listed here such as memory loss, language difficulty – (inability to recall words for example), thought process (processing new information, or, too many steps involved in a task could be a challenge), navigation- getting lost in a familiar neighborhood, behavior (increased frustration with the situation may cause agitation); mood swings and personality changes. 



Alzheimer’s 
Disease

Vascular 
Disease

Mixed 
Dementia

Dementia with 
Lewy Bodies

Frontotemporal 
Dementia

Parkinson’s Disease 
Dementia

Presenter
Presentation Notes
More than 5 million Americans have AD, which is the most common form of dementia accounting for 60 – 80 % of all cases. One in 10 people 65 years and older, and one in three age 85 and older have AD.  There many other types of dementia, for example  - Vascular dementia (considered the second most common cause of dementia)  - caused by reduced blood flow to the brain; Dementia with Lewy bodfies due to microscipoic deposits that damage brain cells. It is not uncommon for a person to have more than one type of dementia.  



DEMENTIA: STAGES (irrespective of the individual’s age)
Late StageEarly Stage Middle Stage

DEMENTIA: AGE OF ONSET
• YOUNG-ONSET or early-onset dementia refers to dementia that first occurs when a person is under 65.
• Most people with young-onset dementia tend to have Alzheimer's disease, and it is often genetic.
• Only about 5% of the more than 5 million Americans with AD have younger-onset (Alzheimer's Association).

• LATE ONSET dementia refers to the most common form of the disease, 
which happens to people age 65 and older. 

• It may or may not run in families. 
• Researchers haven’t found a particular gene that causes it. Not known why 

some people get it and others don’t.

30-40

65

Presenter
Presentation Notes
AD typically progresses slowly in three general stages: early, middle and late. Since AD affects people in different ways, each person may experience symptoms (or progress thru the stages) differently. For the purposes of this workshop we are focusing on persons living with early stage dementia. We take a closer look at common symptoms of early stage in the next slide. An important distinction which needs to be made is about AD and the times of onset.  The Young Onset…Please note that while Early Stage Alzheimer’s refers to the early stages of the disease (irrespective of the time of onset), it is NOT the same with Young-Onset Alzheimer’s which refers solely to the age of individual’s disease onset.



SYMPTOMS AND STRENGTHS CHART - EARLY STAGE

COMMON SYMPTOMS

• Problems coming up with right words
• Trouble remembering names
• Trouble with performing tasks 
• Forgetting material one has just read
• Trouble planning and organizing
• Forget recent events
• Mood changes

COMMON STRENGTHS

• Able to express oneself verbally
• Able to converse intellectually
• Understands spoken language
• Able to engage in work
• Able to self-advocate
• Able to write
• Able to use memory strategies
• Long term memory in tact
• Able to continue use of technology
• Emotions in tact
• Imagination, desires
• Spiritual being

(Connections: Engagement in Life for Persons with Dementia – A complete Activities Guide)

Presenter
Presentation Notes
 On this slide, we highlight some of the common symptoms of Early stage dementia as well as Common strengths. The two charts highlight both the progression of the disease as well as the common remaining strengths throughout. It is important to be aware of how the disease will unfold; but it is important to note that not everyone will experience the same symptoms or progress at the same rate. People with Alzheimer’s die an average of four to six years after diagnosis, but the duration of the disease can vary from three to 20 years. The framework for the Chart is a system that outlines key symptoms characterizing seven stages ranging from mildly impaired function to very severe cognitive decline. This framework is based on a system developed by Barry Reisberg, M.D., Clinical Director of the New York University School of Medicine’s Silberstein Aging and Dementia Research Center.CHART B highlights common strengths that may appear at different stages of the disease  Often in Care Plan meetings we tend to focus on what a person may no longer be able to do, rather on remaining strengths. Participants can read the slide quietly to themselves. Ask for feedback. 



Dignity and 
respect

Acceptance

Saving face Social 
contact

Pursuit of 
familiar 

activities

Maintain-ing
roles and 
identities

Emotional 
support in 
the face of 

loss

Inde-
pendence

Opportunity 
to express 
emotions

Other?

PSYCHOSOCIAL 
AND EMOTIONAL NEEDS: 
EARLY STAGE

Presenter
Presentation Notes
Here is a list of some common needs in Early Stage.  Can you think of others?



Ask open-ended 
questions

Ask permission

Call by 
preferred name

Make subtle 
adjustments 

Validation

Seek their 
advice 

APPROACH:
EARLY STAGE

Presenter
Presentation Notes
In early stage, the person is highly functioning. Perhaps they are living in “Independent Living” and just beginning to show signs of cognitive impairment. Be sure to ask permission and not to assume to do anything.  Written cues, such as labeling cabinets can be helpful at this stage.  (For example label, “underwear”, “socks”, etc.)  



How to inform participants of expectations for 
workshop 

(for Coordinators)

This class 
welcomes 
persons who are 
living with a 
diagnosis of 
Alzheimer's or 
dementia in the 
early stages

Define early 
stages

It will be helpful 
if the PLWED 
feels 
comfortable 
conversing in 
group setting

Care partners 
are welcome, 
however 
emphasis is 
placed on the 
PLWED being as 
independent as 
possible and for 
care partners 
not to respond 
on behalf of the 
person.....

Describe topics 
and activities to 
be sure that the 
potential 
participants 
understand the 
workshop and 
that it is not 
about living 
with/dealing 
with dementia.

Presenter
Presentation Notes
For the Coordinators on the call we would like to provide this reminder of the opportunities to speak with potential attendees prior to registration. Clearly stating the goals and expectations of the workshops will ensure greater chance of success for both the leaders and the participants.  This chart provides a review of highlights of those conversations.



Some Helpful Resources for PLWED 

 Alzheimer’s Association 
24/7 Helpline : 800-272-3900
www.alz.org

 ALZConnected - www.alzconnected.org
 Alzheimer’s Navigator - www.alzheimersnavigator.org
 AlzPossible – www.alzpossible.org
 ‘I Have AD’ - www.alz.org/national/documents/brochure-best-life.pdf
 You Are Not Alone!

http://www.alz.org/
http://www.alzconnected.org/
http://www.alzheimersnavigator.org/
http://www.alzpossible.org/
http://www.alz.org/national/documents/brochure-best-life.pdf


PART II: 
Case Studies

Presenter
Presentation Notes
I am now going to turn it over to Joyce to discuss the case studies. 



Mary has been a participant in a 
CDSME workshop for 2 weeks now. 

During the past two workshop 
sessions she has had significant 
difficulty with implementing her 
action plan. 

Each week when it was her turn to 
share, she said that she was unable 
to follow through on her action plan. 

Case 1: Action Planning



1. 
Talk with Mary privately 

to see what she feels 
the barrier is to 

completing her action 
plan and establish if she 
is comfortable sharing 

with the group. 

2. 
Ask Mary if she would 

like her care partner to 
attend the workshop to 

hear what her action 
plan is and then 

reinforce that during the 
week.

3.
Ask Mary privately if she 

would like to pair up 
with another 

participant and 
schedule a phone call 

mid-week to remind her 
about her action plan. 

4.
Tell Mary to take her 

time and ask everyone 
else to wait patiently 

while Mary thinks.

5.
Ask Mary what she 
would like to share 

about how she worked 
towards accomplishing 

her Action Plan. 

What solution would you choose to help Mary find ways to complete her action plan?

Case 1: POLL

Presenter
Presentation Notes
Case 1 (Option #4 is incorrect) Mary may need extra time but it would be uncomfortable for her to try to think while everyone is waiting on her. Leaders should let her know that they will check back with her after the rest of the group shares to see if she would like to share anything else or further discuss her Action Plan or Problem Solve the barriers she is encountering. 



Tim is the caregiver for his mother, 
Jane. 

Tim comes to the workshop each 
week with his mother but he doesn’t 
always feel comfortable asking 
questions or sharing, especially when 
it refers to his difficulties in caring for 
his mother. 

Case 2: Care Partner Participation



1. 
Suggest that if he didn’t 

want to express concerns or 
ask questions in front of 

Jane then he could talk to 
the leader during the 

break or after the workshop 
in an effort to problem solve. 

(The other leader could 
engage his mother at the 

same time.) 

2. 
Meet with Tim during the 

break and answer any 
questions he has about 
caring for his mother.

3.
Ask care partners to pair up 

with care partners, and 
participants with chronic 
conditions to pair up with 
one another for an activity 

in order to allow care 
partners to express 

themselves freely with other 
care partners, while 

ensuring the PLWED would 
not hear about the care 
partner’s frustrations 

around caregiving.

4.
Suggest that Tim uses “I” 

messages when describing 
frustrations if he can do so 
in a way that’s sensitive to 
his mother’s feelings.  Jane 
might be aware that he is 

frustrated and might 
welcome a chance for him to 

get support.

5.
Encourage Tim to share his 
contact information with 
another caregiver at the 

workshop so they could call 
each other for support.

What strategy would you choose to encourage Tim’s effective participation?

Case 2: POLL

Presenter
Presentation Notes
Case 2 (Option #2 is incorrect) Leaders should validate that being a care partner can be challenging. They should encourage Tim to use the resources that are available through the workshop and look for others, but Leaders should always avoid telling a participant what to do - we should always be focused on Self-Management. Tim should be encouraged to  use Action Planning and Problem Solving steps to find solutions. 



Karen comes each week to the CDSME 
workshop but she often seems 
unengaged during discussion. 

There are even times during the 
workshop where Karen will not 
participate in activities at all and she 
often skips her turn during report out. 

Case 3: Engaging Persons Living with Early-Stage Dementia



1. 
Try to engage Karen 

during the break 
though so she feels more 

comfortable with you 
during workshop time. 

2. 
Tell Karen that we'll 

come back to her later 
and move on to ask 
another participant 
about her/his action 

plan. 

3.
Ask the group if they 

have additional 
suggestions and wait 15 

seconds or more to 
make sure they all had 

the opportunity to 
think it through. 

4.
Make sure all 

brainstorm questions 
are written so everyone 

can read them if they 
forget the question.

5.
Set up a regular time to 

brainstorm with Karen 
alone instead of in the 

group.

What strategy would you choose to encourage Karen’s effective participation?

Case 3: POLL

Presenter
Presentation Notes
Case 3 (Option #5 is wrong) Adding additional activities or meeting individually with participants is outside the scope of CDSME. This is a group learning process and our training does not include meeting individually with participants. A Leader could suggest that Karen might want to brainstorm with professionals and other people in her circle of support as one of the stops in Problem Solving if Karen seeks additional input from the Leaders during the break or after the workshop.  



Part III: 
General Strategies for 
Working with PLWED

Presenter
Presentation Notes
We are now going to take a look at some general strategies for working with people living with early dementia. 



Helpful Strategies from the Leaders’ Manual

Be mindful with 
speed when 
presenting 
information.

Project your 
voice and slow 
down when 
speaking to the 
group.

Provide paper 
and pens for 
notes and action 
planning. 

Have PLWED 
and Care Partner 
write down 
action plan 
together. 
This is helpful 
when reporting 
out and serves as 
a reminder of 
what they will 
work on. 

Model doing an 
action plan for 
the group (this 
always should 
happen).

Write out 
brainstorm 
questions 
rather than 
preparing them 
in advance to 
give people time 
to think about it. 

Ask “would you 
like to share 
your Action 
Plan?” rather 
than “what was 
your action 
plan?”

Presenter
Presentation Notes
In this chart we have listed some highlights of helpful strategies from the leaders manual.



Preliminary Actions to Ensure Success 

Set the tone Met each week 
before the 
sessions to 
identify how to 
present the 
material in 
PLWED friendly 
manner without 
compromising 
fidelity of the 
program. 

Have leaders 
rotate around 
the room in 
case anyone 
encounters 
difficulty

Make sure 
leaders know 
who has 
dementia so 
they can best 
plan for their 
needs. 

Learn about 
Alzheimer’s 
and dementia 

Understand that 
sometimes 
participants will 
know that they 
have dementia 
and sometimes 
they will not 
know.

Talk with the 
family to 
explain the 
workshop and 
how it works so 
they can make 
an informed 
decision about if 
the program is 
for them. 

Presenter
Presentation Notes
Set the tone by being welcoming, make eye-contact and be inviting. Practice ahead of time to be sure you are prepared!  Walk around the room to show your availability for those who may need help. You may or may not know who is living with dementia, best not to make assumptions, but to speak clearly and allow plenty of time. If you are not familiar with Alzheimer’s and dementia be sure to get educated. Go to alz.org for information; webinars; and statistics, and more. Not everyone with a diagnosis is aware of their diagnosis, so be sure to not mention it unless they do first. This last one is really geared more for the Coordinators and addresses those pre-registration conversations we just discussed. 



Care Partner 
Involvement

Care Partners are a great 
source of support and help 

PLWED feel more 
comfortable in the group 

setting. 

If participants become 
emotional it is good to have 
their care partner there for 

comfort. 

If care partner is talking for 
PWED, possibly pull them 

aside and ask them to allow 
the PWED to participate 

fully. 

It is best to just be honest 
with the care partner and 

explain that you would like 
them to allow the PWED to 

participate fully. 

Presenter
Presentation Notes
In my experience working with persons living with a diagnosis I have heard many times that one of the biggest complaints they have is when other people speak on their behalf in front of them. So keep in mind, speak directly to the person and make eye contact with them, there will be less chance of the care partner “jumping in” if you do.  



Help from Community Partners
(for coordinators)

When possible, it 
helps to partner with 

with a neurologist 
who can help identify 

and refer PLWED.  

Alzheimer's 
Association can help 

identify and refer 
PLWED and provide 
guidance as needed.

Presenter
Presentation Notes
Coordinators can work with neurologist or geriatricians to increase referrals to the workshops. Work with AA staff as well to be sure all of their early stage program participants know about the workshop. 



Compensating for Lack of Concentration 
Let participants know that they can take a break at any time 

during the workshop. 

Provide notepads and pencils so they can write down things 
to help them remember. 

Acknowledge that this is something that PLWED struggle 
with and just be aware that it will come up in the workshop. 

Know that the workshop setting can be difficult for PLWED. 

Presenter
Presentation Notes
We know one of the symptoms of early dementia is having problems with concentration. Here some tips to help with that. You can also remind people where the restrooms are, it won’t hurt to say this a few times.  



Following through on Action Plans

Having the care 
partner attend can 
be helpful with this 
because they will 

hear what the action 
plan is and reinforce 
that during the week. 

Having a buddy 
system helps 

(Having participants 
hold each other 

accountable).  

Write down the 
action plan or 

suggest that the 
PWED or caregiver 

write it down. 

Try to use creative 
ways to remember 

such as using colored 
index cards or 
writing it on a 

calendar. 



Set the tone from 
the beginning so 
everyone knows 
they are on an 
even playing 
field (helps to 
alleviate any 
anxiety 
participants might 
have).

Work with a 
doctor or 
memory care 
center that can 
refer participants 
in early stage 
dementia. 

Encourage care 
partners to 
attend with the 
participant. 

Prepare and talk 
through session 
with your co-
leader to plan 
appropriate 
activities. Discuss 
what small 
adjustments can 
be made. Discuss 
with your local or 
state CDSME 
coordinator to 
ensure fidelity is 
still being met 
with any 
adjustments you 
make to the 
activities. 

Make sure to use 
effective 
communication 
tools throughout 
the workshop. See  
Effective 
Communications 
Strategies: 
www.alz.org/help-
support/caregiving/daily-
care/communications

Make sure to treat 
the PLWED with 
respect and 
dignity. 

Offer another 
workshop for 
caregivers to 
allow them an 
opportunity to 
open up.

Best Practices suggested by Coordinators and Leaders

Presenter
Presentation Notes
Here is some feedback we heard from you! 

https://www.alz.org/help-support/caregiving/daily-care/communications


Recap

Part I

• Inform Participants 
of Expectations for 
the Workshop from 
the beginning

• Common Difficulties 
for PLWED 

• Helpful Resources 
for PLWED

Part II

• Case Studies 

Part III 

• General Strategies 

Presenter
Presentation Notes
So, just to recap,  in part 1, we talked about the importance of setting clear goals and description of workshop ahead of time to ensure best outcomes for both leaders and participants. We discussed some common symptoms in early stage, but also talked about highlighting strenghts; and we talked about resources.  In part 2, we looked at case studies that were based on actual feedback from leaders and looked at best solutions; and we ended in part 3 with some general strategies for working with persons living with dementia.  



Questions

Ellen Phipps, CTRS, MSG
VP, Programs and Public Policy, Alzheimer’s Association Central and Western Virginia

Joyce Nussbaum
Health & Wellness Coordinator, Valley Program for Aging Services

April Holmes
Coordinator of Prevention Programs, Department for Aging and Rehabilitative Services

Emily Hoyt
Intern, Virginia Department for Aging and Rehabilitative Services  

Panelists: 

Host: 

Presenter
Presentation Notes
We will now take questions. I believe Emily has some questions that were sent in?  
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