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Abstract
This project focused on how to increase individual, community, and structural impacts
surrounding dementia communities. This project provided a space for caregivers, family
members, and the general public to come together and understand how to approach and
empathize with a person with dementia. Through a 4-hour workshop: Under the Umbrella of
Dementia led a Dementia Friends information session, a dementia LIVE simulation, and a
Question and Answer Panel with professionals, it was found highly beneficial to facilitate
because it provided education on what dementia is and how to properly approach a person with
dementia. By broadening the target audience and inviting caregivers, family members, and the
general public, it allowed attendees to be able to interact and share field or home experiences as a
support system within the workshop.
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Under the Umbrella of Dementia: Building Empathy and Understanding for Those Living with
Dementia
A person with dementia can be classified as having language, problem-solving, and
motor skills to the degree in which it loses their ability to function in daily tasks. Dementia is
commonly known as an umbrella term for Alzheimer’s disease, Lewy bodies, vascular dementia,
and frontotemporal dementia. With each mental and cognitive impairment there is an unfortunate
stigma. A stigma is classified as “an attribute, behavior, or reputation which is socially
discrediting in a particular way: it causes an individual to be mentally classified by others in an
undesirable, rejected stereotype rather than in an accepted, normal one” (Goffman,
1963). Dementia-related stigma has been shown to have negative effects on individuals with
dementia. Stigma can lower self-esteem, increase isolation, decrease mental health, and decrease
the quality of life. Dementia is a global public health issue that reports 7.7 million cases each
year. Whether it is at home or in a memory care community, dementia-friendly environments
have been shown to provide more safety, independence, and personal control with those who
suffer from dementia.
Culture, education, and healthcare are three common patterns that may influence or
increase the stigma of dementia (Harper et al, 2019). It is important to look at how dementia
affects a person/their family in order to decrease dementia-related stigma. This study seeks to
explore how we can assess the physical space and environment around dementia communities.
Additionally, this study will try to identify the standard training requirements for those working
with dementia. This study asserts that improving physical space and accessibility to dementia
training will decrease stigma around dementia and increase a sense of community and
belonging.
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Literature Review
Understanding and Managing Dementia
A video produced by Medcom called Dementia Care III: Understanding and Managing
Difficult Behavior (2009) discusses the process that occurs in the brain of a Person with
Dementia (PWD). It was described that as the brain damage progresses, it is more likely to
experience hallucinations and delusions. Delusions, as defined in Medcom (2009), are false
beliefs that are not based on reality. It is important to understand that while delusions are false
beliefs, they are true in the minds of the individuals experiencing them. A few examples of
delusions may include believing that someone is trying to harm or steal from them, a deceased
spouse being alive, or that they must go home to take care of their children. Hallucinations on the
other hand, are when something is seen or heard that is not really there. A few examples of
hallucinations may include hearing animal noises, seeing someone outside their window, or to an
extreme, seeing snakes in their room as mentioned in Medcom (2009). PWD who experience
delusions and hallucinations, have an increased risk of being fearful and agitated. This mental
state can become challenging to caregivers because if one does not know how to approach a
delusion or hallucination, it can increase agitation and may be dangerous for the caregiver. While
delusions and hallucinations are one of the most common reasons for disruptive behavior, it also
may be that the person is trying to verbalize that they need assistance. Whether it is because they
are in pain, need the bathroom, or they may just need to feel safe and comfortable. All of those
factors are important cues that a caregiver must be able to pick up on in order to ease the mental
state that PWD may be experiencing.
A study done by Feterstonhaugh (2016) aimed to explore ways in which direct care staff
in Australian residential aged care facilities (RACF) perceived that they support and facilitate
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decision making for people with dementia. Researchers recruited participants through
advertisements in industry publications, e-newsletters and direct recruitment through facilities.
They found that using three sub-categories; “keeping it simple”, “knowing the person”, and
“negotiating a compromise” can provide more detail in how to perceive adults with dementia.
Their main argument was that a little effort goes a long way. In doing so, one may ask whether
the resident wants to wear the red dress, or the blue dress so that it is easier to understand rather
than asking “what do you want to wear today?”
Understanding how to approach PWD is important to consider because of the
consequences and agitation that may follow. A dissertation done by Sharon Samarin (2018) was
done to see the effects of educational modules regarding dementia in assisted living facilities.
Her project question was as follows; “In the assisted living facility with adults diagnosed with
AD and other related-dementias, will implementation of a dementia- specific care educational
program increase knowledge, caring behaviors, and caring 3 competencies of those providing
care, and lead residents with AD and other related dementias to improved quality of life?”
(Samarin, 2018, pg. 2). The educational program resulted in a significantly positive change. It
improved the staff’s knowledge on dementia, how to address dementia patients and also team
building techniques. In addition to educating employees on dementia, a study done by Trommer
Goldman (2019) aimed to train pre-med students about dementia and to give them exposure to
people with dementia to gain a better understanding of compassion and stigma. The purpose was
to evaluate the impact of the program on pre-medical students. What they found was that in the
students’ reflections, they shared five themes which was learning about dementia, caregiving,
their own experienced emotions, impact on career choice and life, and learning about “good
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medicine.” The reflections also showed that the program had a positive impact on the personal
lives of students.
Theories that Influence Stigma
Chavis and McMillan (1986), who’s research focused on definitions of community,
defined four characteristics to a sense of community which include membership, influence,
integration and fulfillment of needs, and shared emotional connection. Membership is the feeling
of belonging or sharing a sense of personal relatedness. Influence is a sense of mattering and
making a difference to a group. Integration and fulfillment of needs is similar to reinforcement,
giving a positive response when an individual shows positive behavior. Shared emotional
connection is the commitment and belief that members share together. Not only can membership,
influence, fulfillment of needs, and shared emotional connection be applied to the residents in
my community at Golden Pond, but it can also be applied to the caregivers working hand and
hand with the residents.
Membership within the residents is represented by which unit they live on. Whether that
is in memory care, behavioral care, assisted living or independent living, each resident is a
member within the unit they reside in. When focusing on age in dementia specifically, it can be a
factor of membership considering most residents are over the age of 65. In the case of a younger
resident with dementia, frontotemporal dementia is more common in younger people in addition
to be the most progressive.
Considering there can be an age gap and differentiating units, fulfillment of needs can be
a challenging task to achieve. It is important to look at what the residents, and their family /
caregiver, want to get out of the program to consider what they are capable of achieving. That is
when it is up to the activity assistant, Certified Nursing Assistants (CNAs), nurses, and families
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to help engage PWD. While the workshop focuses on decreasing stigma in dementia, it is
important to look at the entire community as a whole considering that PWD participate in
activities alongside those in independent living. During activity programs, it may become
apparent that PWD lack certain abilities to complete tasks.
Assisted Living Facilities: Physical Environment and Social Connections
Physical environment has a large impact on residents living in an assisted living
community, especially those with dementia. Physical environment and social interactions have
been linked to a resident’s quality of life (Chaudhury, 2016). Chaudhury’s meta-analysis
research on the topic broke physical space into sections covering unit size, spatial layout and
orientation cues, homelike/institutional character, sensory stimulation, dining area, bathing area,
outdoor area, and linking empirical findings with therapeutic goals. With regards to unit size,
Chaudhury found that the smaller-sized units of 5-15 residents positively impacted their wellbeing and activity engagement (Verbeek, et all, 2009). During interviews with residents who
lived in group settings, they suggested that smaller environments helped support a sense of self
and social connection with other residents (Van Zadelhoff, Verbeek, Widdershoven, van
Rossum, & Abma, 2011). Group living settings also suggest that an I-shaped corridor had a
higher chance of resident confusion and loss of identity. In comparison, H-shaped units were
shown to provide residents with an easier time finding their way around (Marquardt and
Schmieg, 2009). When assisted living units have long hallways, it is similar to a nursing home in
which it takes away the homelike feeling that allows residents to feel safe and secure (Morgan,
Stewart, D’Arcy, & Werezak, 2004).
The use of orientation cues can help residents that have dementia find their way around
like using photos of their past, memorabilia items, and writing their names on the residence in
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65-point font (Nolan, Mathews, & Harrison, 2001; Nolan, Mathews, Truesdell-Todd & Van
Dorp, 2002). Using a more homelike setting model, the residents have shown higher emotional
and intellectual functioning, increasing social interaction, autonomy, and participation. In
addition, it also has shown less trespassing, exit-seeking, and agitation (Annerstedt, 1994;
Cohen-Mansfield & Werner, 1998; McAllister & Silverman, 1999).
The outcomes of having a healthy and welcoming physical environment has been shown
to enhance the residents food and water intake which will, in exchange, boost their mood and
lower chances of agitation (Chaudhury, Hung, Rust & Wu, 2016; Reed, Zimmerman, Sloane,
Williams, & Boustani, 2005; Roberts, 2011). Using institutional and restrictive policies have
shown higher agitation and it also defeats the purpose of a therapeutic model to have a homelike
environment (Deforge, van Wyk, Hall & Salmoni 2011).
Sound
Sensory information in assisted living facilities are important to consider as well. Sound
is an important sensory input; the normal noise level range is 52-57 dB in the resident’s rooms
and 59-60 dB in common areas (Bharathan et al, 2007). When these noise levels are too high,
there is a decrease in social interaction and an increase in agitation and wandering. Sound that
happens outside of those ranges can impair engagement in activity programs as well. Limiting
background noises during activity programs will most likely increase participation.
Lighting
Lighting can also play a significant role in the hominess of an environment. “Exposure to
higher lighting levels is associated with improved circadian rhythm, quality and mood, increased
consolidation of night-time sleep, increased daytime wakefulness, alertness and MMSE scores,
and decreased agitation and disruptive behavior” (Ancoli-Israel, et al, 2003 as cited in Chaudney,
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Cooke, Cowie, Razaghi, 2016, pg. e328). This is an important aspect to consider when talking
about physical space in assisted living homes. The access to outdoor sunlight and fresh air has
been shown to be beneficial in sleep and eating patterns therefore having a restricted memory
care community on the third floor is not ideal. More daylight has also shown an increase in sleep
duration, decreased restlessness, and enhanced moods and cognition behaviors (Riemersma van
der Lek, et al., 2008). The results of more daylight showed higher sleep rates than results from
hypnotic drug use (Sloane, et al., 2007).
A study by Detweiler, Murphy, Myers and Kim (2008), was conducted to see the effects
of a horticulture therapy for those that suffer from dementia. A section in the article talked about
wander gardens; a garden where every plant is edible and is safe to wander due to being fenced
in and all paths leading back to the entrance. The impact of residents “being able to see trees and
flowers reduces agitation and aggression and promotes healing” (Detweiler et al, 2008, pg. 48).
Detweiler et al (2008) added a wander garden to an existing dementia facility where 34 male
residents were observed for 12 months before and after opening the garden. To measure the
behaviors, a Cohen-Mansfield Agitation Inventory Short Form (CMAI) was used as well as
counting as needed medications, “pro re nata”, (PRNs). The results of residents who used the
wander garden showed lower scores of CMAI and the number of PRNs were lower than the
baseline values. It was also noted by Detweiler and co-researchers (2008) that the staff and
family members noticed a decrease in inappropriate behavior and improved mood.
Dining
When it comes to dining areas, there is more to it than just eating. The size of the room
matters, the color of the plates, and even the layout of silverware and cups makes a difference in
their ability to eat without lowering self-esteem. It becomes difficult for residents to decide
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which utensil to use and to see what is being offered on their plate when they are faced with too
many options. It is important for caregivers to bring out only what is needed for the meal. For
example, only bring out a spoon if they are eating soup or ice cream. This will eliminate the
chances of a resident trying to use a knife to eat in addition to removing the possibility of the
resident feeling embarrassed or stupid when they are corrected by staff. It is important to set
residents up for success and allow them to do what they can, while they can. Furthermore, it was
found that smaller-sized dining rooms with homelike decor reduced agitation, anxiety, and
increased social interactions, as well as food and water intake (Desai, Winter, Young, &
Greenwood, 2007).
When thinking about proper lighting and noise, these factors in the dining room are
especially important because they will most likely have a positive impact on food and water
intake as well as social interaction and comfortability. Lighting will also increase the ability to
see and differentiate the colors of the plate from the table and from the food. The use of a
different color tablecloth is so that the residents do not think their food is laying directly on the
table. They will be able to see the contrast in colors and feel more comfortable while eating, less
agitation, and have a higher calorie intake (J. Paquin, in person orientation, October 2019).
Bathing
In an article by Somboontanont et al (2004), bathing environmental factors were
examined, based on noise, temperature, crowding and caregiver behavior. Somboontanont et al
(2004) found that assaults were significantly more likely when the residents had a discomfort
with temperature and with too many aids surrounding them. Similarly, Cooke (2006) found that
in 47 dementia care units, provision of privacy, presence of windows, and bathtubs with a side
entry were associated with a decrease in agitation. Environmental characteristics of bathing areas
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should be looked at more because they are a private sector where most agitation happens
(Chaudney, Cooke, Cowie, Razaghi, 2016). Moreover, it is difficult to find research on
improving bathing areas due to the severity of conducting a study on a vulnerable population.
Connecting Understanding and Empathy with Physical Environment
According to Bloom’s Taxonomy (Bloom, 1956), memorizing facts is not enough to help
the audience fully engage and understand a concept. In order to create an environment of
understanding and empathy in a workshop, it is important for facilitators to go a step further and
engage the audience in hands on activities. Moreover, when teaching how to understand and
emphasize with dementia specifically, it can allow for a greater sense of community between
PWD, family members and caregivers. Using a dementia LIVE simulation can be a great way to
assist an audience in building empathy for PWD by allowing participants to experience what it
may feel like to live with dementia.

Project Plan
This project intends to create a workshop to address the stigma behind dementia as well
as the importance of physical space and environment in dementia communities.
Situation Statement
Dementia-related stigma has been shown to have negative effects on those with dementia.
Stigma can lower self-esteem, increase isolation, decrease mental health, and decrease their
quality of life. Dementia is a global public health issue that reports 7.7 million cases each year.
Whether it is at home or in a memory care community, dementia-friendly environments have
been shown to provide more safety, independence, and personal control with those who suffer
from dementia.
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Define Your Goals
We will improve physical space and environment in dementia communities through the
enhancement of dementia training. Through training, we hope to increase the knowledge on
dementia which will, in exchange, decrease stigma around dementia, build empathy, and
improve work environments.
Target Audience and Stakeholders
The information consumers will be the general public who will be well-equipped if they
find themselves in a public interaction with a person who may have dementia. More specifically,
first responders (e.g. firemen, police, EMT’s), the service industry, and healthcare workers.
The people of influence will be those who have been personally touched by dementia
whether it is through family members, friends, or working for a company that provides direct
care for dementia.
Crafting a Clear Message
Physical space and environment can be enhanced through education in dementia
communities as well as forming a sense of community between the employees. It is important for
caregivers to understand how dementia affects an individual and their family as well as for
employees to understand how work environments may invite elder abuse through overworked
hours and high stress rates. This workshop seeks to explore how we can assess the physical space
and environment around dementia communities. Additionally, this workshop will try to identify
the standard training requirements for those working with dementia. This workshop asserts that
improving physical space and accessibility to dementia training will decrease stigma around
dementia and increase a sense of community and belonging.
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Incentives for Engagement
Stakeholder: Speakers
Incentive: Educate the public on their passion
Stakeholder: General public
Incentive: An increased appreciation and understanding for those with dementia
Stakeholder: Families of those with dementia
Incentive: An increased education and understanding on how to approach and how to
empathize with their loved one.
Stakeholder: Caregivers
Incentive: An increased education and interaction with family members and the general
public to gain a well-rounded understanding from all angles.
Identify Outreach Methods
There is a Facebook event page as well as flyers that are posted in the North Andover
area. Locations include Merrimack College, Stone Hill at Andover, local grocery stores, and
local assisted living homes. Participating facilitators have also posted event flyers at their
organizations as well.
Responsibilities Chart
NAME

ORGANIZATION

RESPONSIBILITIES

CONTACT INFORMATION

OR AFFILIATION
Sabrina

Merrimack College

Facilitator of Event

krafchuks@merrimack.edu

Krafchuk

Graduate Student

Sarah

Director of Business

Question and Answer

scoletti@benchmarkquality.com

Coletti

Development for

Panelist, resource

978.914.0514

Benchmark’s North

throughout event,

Shore communities.

Dementia LIVE
simulation facilitator
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Terry

President and CEO of

Question and Answer

Stubbs

ActivMed Practices and

Panelist, resource

Research in Methuen.

throughout event

Josephine

Clinician at Providence

Question and Answer

Quinn

Behavioral Health

Panelist, resource

Hospital.

throughout event,

17
tstubbs@activmedresearch.com

quinn185@charter.net

experienced family with
dementia first-hand

Tools/Measure to Assess Progress
There will be a pre-registration form that will collect name, gender, race, role in
workshop, and occupation. The pre-registration form is to have a rough estimate of how many
attendees will be attending. At the conclusion of the event, an evaluation form will be completed
to reflect on what was learned throughout the workshop and what can be improved.
Implementation Timeline
January 2020

Book venue, create event registration forms, and flyers

February 2020

Proofread and improve literature review

March 2020

Facilitate workshop, gather data

April 2020

Results and data analysis
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Logic Model
Reducing stigma while increasing physical space and
environment in dementia communities

Enhance Dementia Training

Provide Stable Work Environment

Dementia Educator

Families

General Public

Caregivers

Dementia Training Workshop
Demention LIVE Simulation
Community building / Team building
Community Gathering

Increase knowledge on dementia
Decrease stigma around dementia
Increase in self-esteem
Increase in healthy work environment

Reducing stigma while increasing physical space and environment in
dementia communities

Caregivers

Person
With
Dementia
General
Public

Family

Administration
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Results
The live workshop, Under the Umbrella of Dementia, was held on March 3, 2020 at
Cascia Hall on Merrimack College campus from 3:00 PM to 7:30 PM. There was a total of 16
attendees, of which 69% completed the Dementia Friends survey (n=11) and 69% completed a
post event evaluation (n=11).
Dementia Friends Survey
The Dementia Friends Evaluation has a total of 4 questions related to the Dementia
Friends Information Session that was used as an introduction to the workshop.
Question 1-4 on the survey asks participants to respond on scale where 1 is strongly
agree, 2 is agree, 3 is disagree, and 4 is strongly disagree. Question 1 asked respondents, “My
awareness has increased about Alzheimer’s and other related dementias”, with an average
response of 1.2 (n=10), or mostly strongly agree. One respondent left the question blank.
Participants were also encouraged to comment on this question. Four participants noted the
presentation was helpful and informative, the presenter was very good, and that they liked the
video. Question 2 asked respondents if they feel more confident / equipped as a community
member to recognize the signs and offer support to those living with dementia, with an average
response of 1.3 (n=10), or mostly strongly agree. One respondent left the question blank.
Question 3 asked if the respondents felt inspired to offer support and be a friend to those living
with dementia, with an average response of 1.2 (n=11), or mostly strongly agree. Question 4
asked if the respondents are likely to adopt dementia friendly practices in their personal lives,
with an average response of 1.3 (n=11), or mostly strongly agree. At the end of the survey, it
asked participants to commit to a personal action. Four respondents answered that they want to
visit those living with dementia more often whether it was their own family or volunteering at a
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local senior home. One respondent answered that they are already committed to a personal action
and another respondent answered wanting to have a faster response to help a stranger if they are
in need or look confused.
Post Event Survey
The post-event survey has a total of 23 questions, five of which collected demographic
information such as age, education, gender, primary decision-making status, and primary
occupation. Among the attendees, 82% were female (n=9) and 18% were male (n=2). The age
range of attendees were between 20-64, with an average age of 49. The average education among
attendees was between some college and completion of a bachelor’s degree.
Thirty-six percent of attendees were either the sole decision maker or shared the decision
making for someone who has dementia (n=4). While 36% identified as not being a decision
maker (n=4), the question was nonapplicable to the remaining 28% (n=3).
Attendees self-identified into four major categories of occupation. Three identified as
health care workers, two as academia (a student and a teacher), four as general public (including
business owners, customer service, retired, etc.), and two did not respond.
The first question of the post-event evaluation asked participants how they would rate the
overall workshop on a scale of 1 to 4, where 1 was excellent, 2 was good, 3 was fair, 4 was poor.
The average response among 10 respondents was 1.1, or excellent. One respondent left the
question blank.
Questions 2 through 9 were asked in a question matrix with responses ranging from 1 as
strongly agree, 2 as agree, 3 as disagree, and 4 as strongly disagree. Question two asked if this
workshop raised awareness, with an average response of 1.3 (n=11), or mostly strongly agree.
Question three asked if the Dementia LIVE simulation was a great way to understand dementia,
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with an average response of 1 (n=10), strongly agree. One respondent left the question blank.
Question four asked if the Dementia Friend Information Session was a helpful tool, with an
average response of 1.1 (n=11), strongly agree. Question five asked if the respondents had a
better understanding of the umbrella term dementia, with an average response of 1.3 (n=11), or
mostly strongly agree. Question six asked if the respondents have thought more critically about
their own biases towards dementia, with an average response of 1.4 (n=11), or mostly strongly
agree. Question seven asked if respondents want to learn more about dementia after the event,
with an average response of 1.2 (n=11), strongly agree. Question eight asked if the respondents
will share what they have learned with others, with an average response of 1.3 (n=11), or mostly
strongly agree. Question nine asked if respondents plan to get involved with groups that address
dementia biases, with an average response of 1.4 (n=10), or mostly strongly agree. One
respondent left the question blank.
Question 10 asked respondents what the most valuable takeaways were from the event.
Five mentioned learning how to approach and understand dementia as a whole, three mentioned
the dementia LIVE simulation, and one mentioned the event as being a reinforcement to previous
knowledge. One respondent left the question blank.
Question 11 asked respondents what challenged their previous held opinions throughout
the event. Two mentioned the dementia LIVE simulation, while another two mentioned
definitions of the term dementia and the video that was played throughout the Dementia Friends
Information Session. One mentioned no challenges, just a reinforcement. Six left the question
blank.
Question 12 asked respondents to suggest ways the workshop could have been improved.
Three mentioned logistical / planning issues such as making the workshop less than four hours,
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adding more breaks, and using a smaller room. Two mentioned content issues such as telling
more stories throughout the event and to require a higher level of action from the Dementia
Friends Information Session.
Question 13 and 14 used an emoji scale to compare how the respondents felt before and
after the event, where 1 was excellent, 2 was good, 3 was average, 4 was poor, and 5 was very
poor. Question 13 asked how the respondents were feeling before the event, with an average
response of 1.6 (n=11), good to excellent. Question 14 asked how the respondents were feeling
after the event, with an average response of 1 (n=11), excellent.
For questions 15 through 18, a question matrix was used. These changed depending on
how the participant self-identified. The categories of self-identification included general public,
families, and caregivers.
Three participants completed the general public survey. All questions used the scale, 1 as
strongly agree, 2 as agree, 3 as disagree, and 4 as strongly disagree. Question 15 said people with
dementia should only be kept in an institution, with an average response of 2.6 (n=3), with some
agreeing and some disagreeing. Question 16 said only “old people” or seniors can get dementia,
with an average response of 2.6 (n=3), with some agreeing and some disagreeing. Question 17
said there should be more events like this to spread awareness of dementia, with an average
response of 1 (n=3), strongly agree. Question 18 asked if the respondents would feel
uncomfortable interacting with a stranger who has dementia, with a response of 3.3 (n=3),
mostly disagree.
Five respondents completed the family survey. All questions used the scale, 1 as very
much, 2 as somewhat, 3 as very little, and 4 as not at all. Question 15 asked if they have seen
others treat a person with dementia poorly, with an average response of 2.8 (n=5), mostly very
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little. Question 16 asked if the respondents have felt shame about their loved one’s diagnosis,
with an average response of 4 (n=5), not at all. Question 17 asked if the respondents felt shame
about their loved one’s behaviors, with an average response of 3 (n=5), very little. Question 18
asked if the respondents was afraid of financial burdens if they sought assistance for their loved
one, with an average response of 3 (n=5), very little.
Three respondents completed the caregiver survey. All questions used the scale, 1 as very
true, 2 as somewhat true, 3 as a little true, and 4 as not true at all. Question 15 asked if the
respondents wished more people would understand the realities of caring for a person with
dementia, with an average response of 1 (n=3), very true. Question 16 asked if the respondents
believed their life would be better if they were not caring for PWD, with an average response of
3.7 (n=3), a little true. Question 17 asked if the respondents try to avoid working with PWD,
with an average response of 4 (n=3), not true at all. Question 18 asked the respondents if they
felt uncomfortable interacting with PWD, with an average of 4 (n=3), not true at all.

Discussion
The Under the Umbrella of Dementia workshop was considered a success for those that
attended, with survey respondents giving it an “excellent” on the post-event surveys. The intent
of the event was to increase the knowledge on dementia which will, in exchange, decrease
stigma around dementia, build empathy, and improve work environments. In order to do so, it
was important to invite all populations involved with dementia, more specifically, first
responders (e.g. firemen, police, EMT’s, etc.), the service industry, healthcare workers, and
family members.
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Overall, this workshop accomplished its objective goals. Survey results suggest that all
11 participants left wanting to learn more about dementia and feeling excellent. This may imply
that the workshop planted a seed of curiosity around how to understand and empathize with
dementia in more depth. One of the most valuable takeaways from the workshop as a whole was
learning how to approach and understand dementia, participants were able to connect with each
other amongst all populations which showed a sense of comfort. More importantly, the dementia
LIVE simulation was a highly effective activity that was found to help participants understand
dementia by allowing participants to experience what it may feel like to have dementia. The
workshop started with a foundational approach to dementia by using a dementia friends
information session as an introduction. This information session included the five key messages
about dementia which included: 1) Dementia is not a normal part of aging. Not everyone who
grows old will develop dementia. 2) Dementia is caused by diseases of the brain. The most
common is Alzheimer’s. 3) Dementia is not just about having memory problems. It can affect
thinking, communication and doing everyday tasks. 4) It is possible to have a good quality of life
with dementia. Symptoms may be mild for a long time. Everyone can feel joy, comfort and a
sense of belonging with support. 5) There is more to the person than the dementia. People with
dementia are a valuable part of the community.
The survey results of this information session suggest that it was beneficial to begin the
workshop with the Dementia Friends Information Session. In the Dementia Friends Information
Session, it talked about a bookcase story (Dementia Friends of Massachusetts, 2019). In the
bookcase story, they compare the bookcase to the brain. Each book in the bookcase represents a
memory or skill in our lives. As dementia symptoms progress, the books at top of the bookcase
(or the top, outer part of the brain), become impaired which includes skills such as thinking,
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counting money, behavior patterns, and so on. While the bottom of the bookcase (or the lower,
inner part of the brain) stays for a longer time and holds onto more fundamental feelings such as
happiness, frustration, sense of comfort, etc. This is important because although people with
dementia may have forgotten their loved one’s name, they have not forgotten the way that person
made them feel.
Figure 1: Bookcase Story of Dementia (Dementia Friends of Massachusetts, 2019)

Figure 2: Healthy Brain vs Brain with Alzheimer’s (Dementia Friends of Massachusetts, 2019)

At the end of the script for the Dementia Friend’s Information Session, it asked the
attendees to make an action plan which said, “there is no action too big or too small.” It is
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assumed that it was intended to put attendees at ease if they could not come up with an action
plan but upon collecting the evaluations, a respondent had mentioned that the phrase was
discrediting the obligation for attendees to make a difference. The feedback given is important to
the Dementia Friends organization because that phrase may be limiting their action plans which
is part of the mission, “changing the way people think, act, and talk about dementia.” If
participants are not held to a high standard of action, then it is unclear whether or not they will
follow through with an action that is significant enough to make an impact for those living with
dementia.
The information session later transitioned into another activity which was the dementia
LIVE simulation. Survey results suggest that this activity was highly effective. The simulation
allowed participants to experience dementia themselves by role playing. The simulation
facilitator, Sarah Coletti, instructed a group of six participants to put noise making headphones
on which played several noises such as a train passing by, the news, and other sounds. Next, she
handed out gloves and sunglasses to block the participants peripheral vision. Once the
participants were ready, Sarah gave each person a set of four tasks to complete within seven
minutes. They were given everyday tasks such as buttoning a dress shirt, sorting silverware,
folding towels, sweeping, doing a puzzle, or calling someone on a flip phone. By wearing the
gloves, headphones, and sunglasses, the participants ability to hear, see, feel, and therefore
complete the tasks that was given to them was now impaired.
During the simulation most respondents were frustrated, specifically when they were
trying to button the shirt. I had the opportunity to experience the simulation myself for the first
time and I could not feel the holes on the shirt because the gloves were too thick, I couldn’t see
the buttons because they blended in with the color of the shirt, and I had other people around

UNDER THE UMBRELLA OF DEMENTIA

27

watching me fail at completing the task. It was overwhelming for me and for the participants,
which was noted throughout the simulation. During the simulation, the participants kept saying
“I give up” or “Can we take these off yet?” They would also either ask someone else in the
simulation for assistance or quit their task and try completing a different task that was not
assigned to them. As a reminder, the simulation went for seven minutes whereas a person with
dementia experiences a loss of memory, thinking and motor skills on a daily basis. People with
dementia are unable to take the sunglasses off when they frustrated; they lose the ability to
function at their maximum level and they lose the ability to remember how to do daily tasks.
After the dementia LIVE simulation, the workshop concluded with a question and answer
panel with experienced professionals and someone who unfortunately experienced the grief of
losing a parent to Alzheimer’s. Panelists included the CEO and President of Activmed, Terry
Stubbs, the marketing director of Benchmark senior living, Sarah Coletti, and an individual who
has experienced a family member with dementia first-hand wanted to share her story in hopes to
be of resource to others, Josephine Quinn. The audience asked four anonymous questions
including; “What do you tell patients and caregivers in denial about a diagnosis”, “What
organization is the best to donate funds to for an annual fundraiser event to help raise funds for
research”, “I’m concerned with how my father’s medications are affecting his mental abilities.
Any suggestions on how to deal with that?”, and “Should one be tested for dementia prior to
showing any signs.” The second question raised a few comments from the audience including a
debate on whether or not the Alzheimer’s Association should be called the “Dementia
Association” in order to reach all types of dementia. It was mentioned that although Alzheimer’s
takes up 60-80% of dementia related diseases, there is still 20-40% that may not be getting
enough resources.
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Limitations
A limitation for this workshop was related to logistics and scheduling. It took place on
March 3, 2020 which was Primary Voting Day in Massachusetts. Alongside voting day, the state
was in the early stages of the COVID-19 pandemic which appears to have had an effect on
turnout rates as well.
In addition, the workshop was scheduled for four hours which in retrospect was too long.
While five attendees needed to leave early, those who were able to stay the whole duration had
noted it was too long.
Despite a registration process, there was an uncertain number of attendees. The space for
the event was booked to hold 50 people. However, for the 11 attendees, the room ended up being
too large which was distracting.
Implications for Future Projects
For future projects, it is recommended to hold a workshop for under three hours and to
leave an hour after for those who want to mingle and network. In doing so, it will allow for
stakeholders to build community by sharing field and home experiences. It was noticed that
during the workshop, caregivers, family members, and the general public had each other to lean
on during breaks and enjoyed having side conversations that were based on dementia.
Additionally, with the event being less than three hours, this will allow for more stakeholders to
attend considering many families commonly work longer hours during the week.
Ideas for higher recruitment to increase turnout rates may include more local outreach
such as assisted living home employees and prospects, grocery stores, using online outlets, etc.
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Appendix B: Pre-Event Registration
Event Registration – Google Forms
Let's Talk About Dementia
Event Timing: March 3, 2020
Event Address: 315 Turnpike Street, North Andover MA, 01845. Located in Cascia Hall next to
lot H.
Contact me at krafchuks@merrimack.edu for further questions or visit
https://www.facebook.com/events/466374370920688/ for more info!
Name:____________
Email:____________
Age: _____
What is your gender? Check all that apply.
 Male
 Female
 Non-binary / Gender non-conforming
 Prefer to self-describe: ___________________
 Prefer not to say
Role in Dementia
Do you have a close friend, family member, or anyone you know that has dementia? If so, who?
 Spouse
 Parent
 Sibling
 Grandparent
 Friend
 None
How did you hear about this event?
⃝ Social Media
⃝ Friend / Family / Coworker
⃝ Flyer
I understand that the topics discussed at the workshop may be sensitive
 Yes, I understand
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Appendix C: Post-Event Evaluation – General Public
Thank you for participating in the Under the Umbrella of Dementia workshop. This post-event
evaluation is being conducted as part of a student research capstone. The purpose of this
evaluation is to gain your thoughts and opinions on the workshop. This evaluation should take no
more than 5 minutes to complete. Please DO NOT write your name on the evaluation; all
answers will be kept confidential.
First, please tell us your thoughts about the workshop:
1. Overall, how would you rate this workshop?
⃝ Excellent
⃝ Good
Thinking about the workshop…
2. This event helped raise awareness for the
stigma of dementia
3. Dementia LIVE Simulation was a great
way to understand dementia
4. Dementia Friend Information Session
was a helpful tool I plan to use
5. I have a better understanding of the
umbrella term dementia
6. I have thought more critically about my
own biases about dementia
7. After this event, I want to learn more
about dementia
8. I will share this what I have learned
about dementia through this experience
with others
9. After this event, I plan to get involved
with groups or join a group that
addresses dementia and/or dementia bias

⃝ Fair
Strongly
Agree
⃝

⃝ Poor
Agree

Disagree

Strongly
Disagree
⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

10. What were the most valuable things you learned from today’s event?
_______________________________________________________________________
11. What from today’s event challenged you or challenged your previously held opinions?
_______________________________________________________________________
12. How could the workshop be improved?
_______________________________________________________________________
Please continue evaluation on other side.
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13. How were you feeling about this event before you came in (before it started)? Circle one.

14. How are you feeling about this event now that it’s over? Circle or mark one.

Please indicate your thoughts about the following statements:

15. People with dementia should only be
kept in an institution
16. Only “old people” or seniors can get
dementia
17. There should be more events like this to
spread awareness of dementia
18. I would feel uncomfortable interacting
with a stranger who has dementia

Strongly
Agree
⃝

Agree

Disagree

Strongly
Disagree
⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

Finally, please tell us a little bit about yourself:
19. What is your age: _____________
20. What is your highest level of education?
⃝ Less than high school
⃝ High school diploma or equivalent
⃝ Some college or certification
⃝ Bachelor’s degree
⃝ Graduate school
22. Are you a primary decision maker for
someone with dementia?
⃝ Yes, I am the sole decision maker
⃝ Yes, I share decision making
⃝ No, I am not a decision maker
⃝ N/A

21. What is your gender? Check all that apply.
 Male
 Female
 Non-binary / Gender non-conforming
 Prefer to self-describe: ___________
 Prefer not to say
23. What is your primary occupation?
_________________________________
_________________________________

Thank you for taking the time to participate in this post-event evaluation. Your responses will
help our research and give us insight into developing and promoting future workshops.
Please put your completed evaluation in the box.
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Appendix D: Post-Event Evaluation – Families
Thank you for participating in the Under the Umbrella of Dementia workshop. This post-event
evaluation is being conducted as part of a student research capstone. The purpose of this
evaluation is to gain your thoughts and opinions on the workshop. This evaluation should take no
more than 5 minutes to complete. Please DO NOT write your name on the evaluation; all
answers will be kept confidential.
First, please tell us your thoughts about the workshop:
1. Overall, how would you rate this workshop?
⃝ Excellent
⃝ Good
Thinking about the workshop…
2. This event helped raise awareness for the
stigma of dementia
3. Dementia LIVE Simulation was a great
way to understand dementia
4. The Mirror Activity was a great way to
understand dementia
5. I have a better understanding of the
umbrella term dementia
6. I have thought more critically about my
own biases about dementia
7. After this event, I want to learn more
about dementia
8. I will share this what I have learned
about dementia through this experience
with others
9. After this event, I plan to get involved
with groups or join a group that
addresses dementia and/or dementia bias

⃝ Fair
Strongly
Agree
⃝

⃝ Poor
Agree

Disagree

Strongly
Disagree
⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

10. What were the most valuable things you learned from today’s event?
_______________________________________________________________________
11. What from today’s event challenged you or challenged your previously held opinions?
_______________________________________________________________________
12. How could the workshop be improved?
_______________________________________________________________________
Please continue evaluation on other side.
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13. How were you feeling about this event before you came in (before it started)? Circle one.

14. How are you feeling about this event now that it’s over? Circle or mark one.

As a family member, please indicate your experiences with the following:
Very
much
⃝

15. I’ve seen others treat a person with
dementia poorly
16. I have felt shame or embarrassment
about my loved one’s diagnosis
17. I have felt shame or embarrassment
about my loved one’s behaviors
18. I fear financial burdens if I proceed with
assistance

Somewhat
⃝

Very
little
⃝

Not at all

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

Finally, please tell us a little bit about yourself:
19. What is your age: _____________
20. What is your highest level of education?
⃝ Less than high school
⃝ High school diploma or equivalent
⃝ Some college or certification
⃝ Bachelor’s degree
⃝ Graduate school

21. What is your gender? Check all that apply.
 Male
 Female
 Non-binary / Gender non-conforming
 Prefer to self-describe: ____________
 Prefer not to say

22. Are you a primary decision maker for
someone with dementia?
⃝ Yes, I am the sole decision maker
⃝ Yes, I share decision making
⃝ No, I am not a decision maker
⃝ N/A

23. What is your primary occupation?
_________________________________
_________________________________

Thank you for taking the time to participate in this post-event evaluation. Your responses will
help our research and give us insight into developing and promoting future workshops.
Please put your completed evaluation in the box.
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Appendix E: Post-Event Evaluation – Caregivers
Thank you for participating in the Under the Umbrella of Dementia workshop. This post-event
evaluation is being conducted as part of a student research capstone. The purpose of this
evaluation is to gain your thoughts and opinions on the workshop. This evaluation should take no
more than 5 minutes to complete. Please DO NOT write your name on the evaluation; all
answers will be kept confidential.
First, please tell us your thoughts about the workshop:
1. Overall, how would you rate this workshop?
⃝ Excellent
⃝ Good
Thinking about the workshop…
2. This event helped raise awareness for the
stigma of dementia
3. Dementia LIVE Simulation was a great
way to understand dementia
4. The Mirror Activity was a great way to
understand dementia
5. I have a better understanding of the
umbrella term dementia
6. I have thought more critically about my
own biases about dementia
7. After this event, I want to learn more
about dementia
8. I will share this what I have learned
about dementia through this experience
with others
9. After this event, I plan to get involved
with groups or join a group that
addresses dementia and/or dementia bias

⃝ Fair
Strongly
Agree
⃝

⃝ Poor
Agree

Disagree

Strongly
Disagree
⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

10. What were the most valuable things you learned from today’s event?
_______________________________________________________________________
11. What from today’s event challenged you or challenged your previously held opinions?
_______________________________________________________________________
12. How could the workshop be improved?
_______________________________________________________________________
Please continue evaluation on other side.

UNDER THE UMBRELLA OF DEMENTIA

40

13. How were you feeling about this event before you came in (before it started)? Circle one.

14. How are you feeling about this event now that it’s over? Circle or mark one.

As a caregiver, please indicate your how true the following statements are for you:

15. I wish more people would understand the
realities of caring for someone with dementia
16. I believe my life would be better if I wasn’t
caring for someone living with dementia
17. I try to avoid working with people who have
dementia
18. I feel uncomfortable interacting with people
who have dementia

Very
true
⃝

Somewhat
true
⃝

A little
true
⃝

Not at
all true
⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

⃝

Finally, please tell us a little bit about yourself:
19. What is your age: _____________
20. What is your highest level of education?
⃝ Less than high school
⃝ High school diploma or equivalent
⃝ Some college or certification
⃝ Bachelor’s degree
⃝ Graduate school

21. What is your gender? Check all that apply.
 Male
 Female
 Non-binary / Gender non-conforming
 Prefer to self-describe: _____________
 Prefer not to say

22. Are you a primary decision maker for
someone with dementia?
⃝ Yes, I am the sole decision maker
⃝ Yes, I share decision making
⃝ No, I am not a decision maker
⃝ N/A

23. What is your primary occupation?
___________________________________
___________________________________

Thank you for taking the time to participate in this post-event evaluation. Your responses will
help our research and give us insight into developing and promoting future workshops.
Please put your completed evaluation in the box.
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Appendix F: Dementia Friends Evaluation Form

Dementia Friends Evaluation
Thank you for attending the Dementia Friends Session and for becoming a Dementia
Friend! Please answer the following questions based on the session. If you have
already become a Dementia Friend online, please do not go any further to help keep our
count of registered Dementia Friends accurate.
Name (optional): __________________________________
City: ____________________________________________
State: ___________________________________________
1. My awareness has increased about Alzheimer's and other related dementias.





Strongly Agree
Agree
Disagree
Strongly Disagree

Your comments:

2. I feel more confident/equipped as a community member to recognize the signs and
offer support to the needs of a person living with dementia trying to navigate in the
community.





Your comments:

Strongly Agree
Agree
Disagree
Strongly Disagree
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3. I am inspired to offer support and be a friend to people living with dementia in my
community.





Strongly Agree
Agree
Disagree
Strongly Disagree

Your comments:

4. I am likely to adopt dementia friendly practices in my personal or professional life.





Strongly Agree
Agree
Disagree
Strongly Disagree

Your comments:

Please tell us how you are going to turn your understanding of dementia and what it
means to be a Dementia Friend into a practical action. Every action counts.

As a Dementia Friend, I will…
____ get in touch and stay in touch with someone living with dementia.
____ be patient.
____ be more understanding.
____ carry out a personal action (please describe):
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