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ASSISTED LIVING COMMUNITIES
•About 1 million people reside in 28,900 assisted living communities 
(41% in the West)
•24 hour supervision - Housekeeping, meal service, activities of 
daily living
•52% age 85+; 42% Alzheimer’s disease and related dementias
•Length of stay = 22 months; about 60% will transition to SNF
•Utah: 55% 85+; 33% Alzheimer’s disease and related dementia

Sources: 
https://www.ahcancal.org/ncal/facts/Pages/Communities.aspx
https://www.ahcancal.org//events/CongressionalBriefing/Issue%20Briefs/SNF%20Delegation
%20Data/Utah-AL.pdf

https://www.ahcancal.org/ncal/facts/Pages/Communities.aspx
https://www.ahcancal.org/events/CongressionalBriefing/Issue%20Briefs/SNF%20Delegation%20Data/Utah-AL.pdf


SKILLED NURSING CENTERS (SNF)
•About 1.4 million people reside in 15,700 nursing homes 

•24-hr care, varying levels of care but care tends to be complex (e.g. 
therapy services, complex medical)

•85.1 % over age 65; in Utah: average age is 74 

•47.8 % living with Alzheimer’s disease or other dementias

•Utah: 41.7% of residents are living with mild cognitive impairment and 
48.8% are living with moderate cognitive impairment

Sources: 
Centers for Disease Control – National Center for Health Statistics; 
http://ltcfocus.org/

http://ltcfocus.org/


A QUICK PAUSE TO SAY THANK YOU!
•No matter the role, paid or not, thank you for caring for our aging 
population and for the work you do, every day. 



4MS: AGE-FRIENDLY HEALTH SYSTEM



BACKGROUND
• Assisted Living and Nursing homes are unique settings that serve as both 

places of residence and of care 
• Few have systematic approaches to elicit and communicate information 

about resident preferences
• In depth discussions of what residents may prefer at EOL rarely 

happens
• Residents’ perspectives understudied and overshadowed
• Documented preferences not in agreement with resident’s verbal wishes
• Residents want to be involved in EOL choices—family and staff do not 

always recognize resident preferences or the ability to consent to 
preferences

Sources: Nath, Hirschman, Lewis, Strumpf, 2008; Fosse, Schaufel, Ruth, Malterud 2014.



CONVERSATIONS ABOUT END OF LIFE

•Describe communication (content and process) and barriers to and 
facilitators for conversations about EOL preferences from the 
perspective of residents, family, and staff.

•When you think about the end of your life/final days/become 
more sick, what is important to you? What is important for those 
caring for you to know? What conversations have you had? 

•Four SNFs in southeastern Pennsylvania

•Source: Towsley, Hirschman & Madden, 2015



REASONS FOR MISSED CONVERSATIONS
•Missed Conversations: Exchanges that did not occur or were not 
continued between residents, family, and/or staff related to EOL 
preferences of residents: who residents talked to, what they talked 
about, and when they talked about it.
•Inquiry - Conversations where residents were asked or not asked about 
preferences related to end of life. ‘‘No one asked.’’
•Assumptions - Ways residents, family, and staff believed resident 
preferences were already known (“they know” and presence of AD).
•Conveying - How resident preferences related to end of life were 
conveyed (to others). “That’s confidential”. 

Source: Towsley, Hirschman & Madden, 2015



HOW DO NH RESIDENTS TALK ABOUT EOL PREFERENCES? 

Preferences for Today - Focused on preferences for current care routines 
or activities (e.g. religious services) “Still Living”. Desired approaches to 
care - treated like a person, moved gently

Anticipating the End of My Life - Residents conveyed understanding that 
EOL is inevitable and potentially near. Used language that implied 
greater or lesser readiness such as the words “ready” or “not ready”.

Preferences for final days - Preferences for final days referred to 
residents’ preferences for when their health declined. These preferences 
related to maintaining activities and relationships, choices for medical 
treatment, and after death rituals.

Source: Towsley & Hirschman 2017

Presenter
Presentation Notes
Few residents explicitly mentioned death, die, or seriousillness; rather, they used language that implied greater or lesserreadiness such as the words “ready” or “not ready”.



CULTURE CHANGE & LONG TERM CARE
Movement toward culture change
• “…voices of elders and those working with them are considered and 

respected. Core person-directed values are choice, dignity, respect, 
self-determination and purposeful living.” (Pioneer Network)

• Person-centered care--emphasizing purpose, meaning, choice and 
keeping the person as the focus of care.

• Maintain voice

Source: http://www.pioneernetwork.net/CultureChange/; Koren, 2010

http://www.pioneernetwork.net/CultureChange/


RESIDENT CENTERED VIDEOS COMMUNICATING 
CARE PREFERENCES



PROTOTYPING
•Engaged residents and staff from long term care setting

•Staff reviewed interview guide and made suggestions

•Recorded Me & My Wishes videos with two residents

•Shared video with resident (seek approval), family and care team

Source: Towsley, Beck, Ellington and Wong, 2018 (epub 2016)



Me & My Wishes

Presenter
Presentation Notes
Resident-centered video recorded conversations to communicate everyday and end of life care preferences.Enhance and facilitate communication about resident preferences among residents, family, and staff. Pathway to meeting needs/correcting actions not in line with resident preferences.



PURPOSE
Examine the feasibility of implementing the Me & My Wishes 
intervention with 20 NH residents. 

Evaluate the acceptability of Me & My Wishes by residents, families, 
and staff



Who created Me & My Wishes Videos?
• 20 (61%) residents enrolled: 10 male, 10 female
• Mean age = 72 (range 58-98), 95% Caucasian, 40% college edu+
• 25% mild to moderate cognitive impairment; 35% SMI
• 13 (37%) residents declined participation; 2 not eligible
• 2 withdraws (after creating video)
• Edited videos: 19 minutes on average

Source: Towsley GL, Wong B, Mokhtari T, Hull W, Miller SC 2019 

Feasibility



Who Watched Me & My Wishes?
• 18 residents shared videos in care conference: Social Services Director 

(33.33%), Nurse Manager (31.48%), and Dietary Manager (18.52%) 
• 15 residents identified 41 family members/friends 
• 16 enrolled 

--Unable to reach 11 family members and 14 declined to participate

• 9 videos shared with 13 Family (primarily online)

Source: Towsley GL, Wong B, Mokhtari T, Hull W, Miller SC 2019 

Feasibility
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MEANS OF POST-VIDEO VIEWING SURVEY ITEMS 
Scale 1-10; 1= not al all, 10 = quite a bit
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Advantages Consequences/Disadvantages

Residents • Honesty and openness of the process
• Enjoyed the opportunity to make their 

wishes known and ability to share with 
their family members 

• Majority did not express negative feedback  
• Two residents commented on not liking their 

physical appearance in the video 

Family • Clarifies details of wishes 
• Hear wishes in own words
• Informative, plus a cherished memory 
• Answered questions that have not been 

openly addressed
• Makes it easier to begin difficult 

conversations

Positive
• Made wishes known 
• Video could be a keepsake 
• Family won't have to guess or debate wishes
Negative
• Previously stated preference was different

Staff • Hearing from the person
• Learning, understanding, and knowing 

residents’ wishes
• Allowing them to reminisce
• Tool to coordinate care

• Majority did not express any disadvantages
• Concern that preferences may change
• Some questions not worded quite right
• Wanted to ask more specifics
• Wished more people could view the video
• Emotional for resident/staff

Source: Towsley GL, Wong B, Mokhtari T, Hull W, Miller SC 2019 



ME & MY WISHES AND RESIDENTS LIVING WITH DEMENTIA
•More than 5 million people in the U.S. are living with dementia and 1 in 3 
older adults die from it
•Family caregivers often feel unprepared to make decisions for residents in 
later stages of dementia 
•Older adults with mild to moderate dementia can respond to questions 
about values and preferences related to quality of life and end of life
 values and preferences remain relatively stable even as cognition declines

•Stereotypes persist -- preventing involvement in care conversations 
•Relying on surrogate decision makers may be misdirected as discrepancies 
are widespread

Sources: Alzheimer’s Association, 2016; Givens et al 2015; Givens et al 2012; Clark et al 2008; 
Whitlatch et al 2005; Harrison et al 2016; Karel et al 2007; Miller et al 2016; Maslow 2013; 
Gilissen et al 2017; Reamy et al 2011

Presenter
Presentation Notes
Previous research has demonstrated the importance and validity of including persons with dementia in advance care planning conversations,21 which includes similar content to the Me & My Wishes conversation guide. values and preferences remain relatively stable even as cognition declines



ME & MY WISHES AND RESIDENTS LIVING WITH DEMENTIA
Caregivers and providers’ increased understanding of values and 
preferences in daily care can help form long term decision and 
comprehensive care planning 
Aligns with the basic tenets of palliative care—a holistic model that 
integrates physical and psychosocial care in an individualized and 
collaborative way to enhance quality of life for residents and families
The absence of conversations about preferences, may be exaggerated 
for residents with dementia 
Me & My Wishes can standardize communication which potentially 
reduces this disparity and enable access to care residents want 

Sources: Harrison et al 2016; Shier et al 2014; Reynolds et al 2008



CURRENT STUDY - ESTABLISHING EFFICACY
•Established the feasibility and acceptability of the Me & My 
Wishes intervention--a video recording approach for viewing, 
listening, and discussing residents’ preferences for daily and EOL 
care.

•Make sure that the Me & My Wishes intervention produces the 
result we want it to. 

•We hypothesize that Me & My Wishes videos of persons living 
with dementia and sharing the videos with family and staff will 
result in more communication of preferences (including goals of 
care), more confidence in talking about preferences and improve 
concordance of preferences. 



EFFICACY STUDY
•Assisted Living and Nursing Homes

•Residents living with mild to moderate dementia, able to 
understand others and be understood

•36 residents recorded and shared video in service plan meeting or 
care conference

•50 Family members and 39 staff enrolled

•Adapting to COVID-19



ME & MY WISHES VIDEO CLIP



IN SUMMARY
•Me and My Wishes video intervention creates an opportunity for LTC 
residents to share their preferences for today and near the EOL.

•Feedback from family and staff revealed that viewing of the video 
helped them to clarify resident preferences, and the nuances of these 
preferences. 

•Me & My Wishes offers a platform for residents to have a voice in 
their care and it complements standardized preferences obtained 
through completing the MDS assessment and/or an advance directive. 



TAKEAWAYS
Conversations can be hard but necessary

Conversations are continuous (vs. one time events)

Ask residents what they want. What matters to them? Residents wanted to 
be involved in decision making concerning care

Staff follow-up with residents after a hallway comment could segue into 
a formal conversation and prevent a missed conversation

Find the format that works for each individual resident

Dementia Summit Advice: Don’t talk about me, without me



QUESTIONS?
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