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Purpose of Our Study

The purpose of this research is to contribute to the
national conversation about end-of-life (EOL) care and
contribute understanding about the barriers and
opportunities for providing quality EOL care for persons
living with dementia.

Our purpose fits with the Quality End-of-Life Coalition
whose mission centres on the belief that “all Canadians
have the right to quality end-of-life care that allows them
to die with dignity, free of pain, surrounded by their loved
ones, in a setting of their choice”
(www.chpca.net/projects-and-advocacy/the-quality-end-
of-life-care-coalition-of-canada.aspx)
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Questions to Consider

What resonates with you when you see the creative
works and hear the experiences of healthcare
professionals who provide end-of-life care for persons
living with dementia?

What, if anything, challenges you?
* How can you contribute to further this conversation?

What can you share that is working in your setting and in
your practice?

* How might the ideas presented today from the
healthcare professionals experiences inspire you?




Objectives of Our Study

* To explore healthcare professional experiences of caring
for persons living with dementia at the end of their
journey;

* To explore the values, beliefs and assumptions that
support and/or act as a barrier to providing quality care;

* To explore understandings about when palliative end-of-
life care begins;

* To further infuse the arts into healthcare practices and
scholarship



Presenter
Presentation Notes
Reflect Theoretical Framework – Interpretive Paradigm - Value for lived experience as phenomena to research


Palliative Care and End-of-Life

“Palliative care is an approach that improves the quality of life of
[persons] and their families facing the problem associated with
life-threatening illness, through the prevention and relief of
suffering by means of early identification and impeccable
assessment and treatment of pain and other problems, physical,
psychosocial and spiritual.” World Health Organization

“End of life care involves treatment, care and support for people
who are nearing the end of their life. It’s an important part of
palliative care.” (https://www.mariecurie.org.uk)

https://pallium.ca/ - for definitions of palliative and end of life care
and the difference in concepts



https://www.mariecurie.org.uk/
https://pallium.ca/

Literature Review

* Literature found exploring barriers to quality palliative care for
persons living with dementia focused on: the educational
needs of staff and families, the biomedical challenges that
arise, such as, pain, treatment of pneumonia, and lastly the
system barriers to quality care;

* No studies found that explored the values, beliefs and
assumptions health professionals hold about caring for
persons with dementia at the end of their lives, and how
these ideas influence the care they provide;

* No research found that explored how health professionals
experience caring for persons living with dementia at the end
of life using the arts




Research Question

“What it is like to care for
persons living with dementia
who are receiving end-of-life
care?”




Research Methodology

* A/r/tography is an
arts-based method, a
form of action research
that involves working
with communities of
practice who share a
commitment to search
for meanings and new
insights of a particular
phenomenon (Irwin &
Springgay, 2008).
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Presentation Notes
The method attends to the relational process of creating and interpreting meaning that resides in the in-between of language, images, materials, situations, and stories. Action research and a/r/tography create situations that generate understanding and knowledge through guided inquiry (Irwin & Springgay, 2008). The authors guide researchers, educators, and artists to create spaces for persons to engage in the in-between of image and language in order to create critical concepts that emerge in the process of engagement and invention. “


Research Methods

Workshop #1: Focus group
discussion; meditation,
creation of an artistic
expression; discussion of
artistic expressions.

Workshop #2: Focus group
discussion; meditation,
creation of small acrylic
painting; discussion of
meaning of paintings.

Workshop #3: Discussion
of findings, reflections and
new discoveries.
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Workshop #3 - reflect on their images, meanings, understandings, and puzzlements as they are and as they have changed over the project time.

The six renderings are: contiguity, living inquiry, metaphor/metonymy, openings, reverberations, and excess. Each rendering is an invitation to engage the process of inquiry in a particular way. The rendering contiguity directs attention to the ideas that lie next to each other or that exist in each other’s presence. The rendering living inquiry reflects the commitment to interrogate and celebrate meanings and to engage in acts of inquiry that embody theoretical, practical, and artful ways of creating. Metaphor and metonymy contribute to dialogue that helps make sense of emerging meaning and of meaning that is shifting and disappearing as understanding changes. Openings are the possibilities that surface when people attend to what is seen and what is not seen. Openings create ruptures that fuel conversations about differences and possibilities. The rendering reverberation reflects the movement, the energy that takes the group to deeper meanings as understandings show themselves in voice, image, and text. Excess is the final rendering. Excess is a call to transform through the process of recognizing what is not acceptable or understandable. Excess may be the horrendous or magnificent, deeply troubling or uplifting. Excess is also that which does not yet have a name—excess represents aspects of our lives that are still pure possibility.
 



Participant Description

* Total # of Participants: 7

* 5 Registered Nurses:

# of years worked: (1) 4 years, (2) 5 years, (3) 6
years, (4) 16 years, (5) 30 years

ICU, General Medicine, LTC, Geriatric Psychiatry

* 2 Therapists, 1 Recreational Therapist and 1 OT:

# of years worked by participants: (1) 5.5 years,
(2) 11 years
Geriatric psychiatry




Centre of Intention



Presenter
Presentation Notes
“The images at the center it is the person with dementia and I’m seeing I’m representing them there as a beautiful scrambled flower with  uh light and dark there, on the half sphere is representing the best that can be achieved in their experience and their care whatever that looks like and then at the bottom would be just a chaotic and disorganized experience it might be pain and confusion and unpleasant aspects of their experience. And then on either side the bars uh, one side would be the care team and the other side being family, and it’s unfortunate when I feel like were in opposition but both sides are hoping to guide the person at the centre to the best that can be achieved in their experience. Both sides do have their own black and the colourful elements for the positive and negatives on both sides as we try and steer them in that direction and uh I guess I should say it’s unfortunate that we feel that we’re on opposing forces”.


Living with Pain
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“This is um, an older lady, she’s um, with dementia she’s in a hospital but she doesn’t know she cannot verbalize what’s going on, she’s sad and depressed and crying, remember that her fam, her husband, this is her husband, this is her dog so, two and her, and her own, and uh, she’s sad so those family members who have this, who’s a loved one, they sad, they are sad, she also wants, the loved ones they also suffer too. So um, she could verbalize but she doesn’t indicate what’s wrong with her so the only thing so she’s crying more even though she’s being cared she’s in bed and then that one”.

“The sun you know at night, usually that’s the thing, this is the sun this is the mixed feelings of loved ones, sad all of those things”.
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Presentation Notes
“I had the syringe idea and then from the syringe its blood but then it’s also tears because your sad giving it but at the same time the patient’s passing so this one was more of sad emotions coming out having a patient that is at end of life”.


Strawberry Hill
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“Its always sad but I think um, the whole process is rewarding so um I have this, when I saw this right away I thought about at home, so I have this table clothes so that I stuck it everywhere because and this uh because you hear a lot of stories about families, patients wanting to go back home and strawberry hill is actually about a patient who kept saying I want to go back to strawberry hill”. 

“This is basically the patient against the dementia, and I put that there just because I feel like we don’t always, like we don’t know the whole person, like we understand the stories but we don’t know everything about the patient. And then I like put pieces from the paper I found, this one says Timothy Gray’s question mark, so their asking for their family members, their spouses and then down in the mouth I thought was interesting too because it begins without feeding patients, sometimes we feel like were forcing them you know and then Tim felt his insides hurting, so here near the very end, it’s also very difficult for us too. I mean like I put the exit there like meaning the death itself but closer to the sun because it’s not the end”.


Peace
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“I have sort of a darkness and it’s almost like a sunrise, so there’s the darkness and how I feel about patient’s passing but at the same time I know there more at peace and the family’s going to be more at peace”. 

“It’s always a struggle and a battle I think for us nurses but it’s just always remembering that there is always a light there for them”.


Puzzle Symphony
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Presentation Notes
“I Was thinking kind of like a puzzle although a puzzle that doesn’t necessarily, they’re not all from the same puzzle, like there’s different pieces there’s different components that might represent different aspects of a person so things that they enjoy doing like from a recreation perspective or different pieces of what makes this person unique and it’s kind of like a storm, like they’re all falling from the sky and it’s like where are all these pieces coming from are they going to fit together? It’s all just a big mess, it’s hard to figure out what’s what, and then I don’t really have an answer for how to figure out things come together but we somehow always do not necessarily always in a way that makes a complete puzzle and not everything fits together perfectly but the pieces kind of come together, working together, pieces kind of come together into something that is much prettier to look at and is much more cohesive and everything gets included, there’s still some dark parts that get included and I assume the yellow is kind of like a nice aura of support, staff available and representing the um, the nice aspects of things and or, yeah”.


Vantage Point
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“Maybe a bit cliché but this is an analogy of a sunset for end of life. And, the sort of lack clips on the side that represents the disease and challenges that come along with it but sort of thinking of a perspective of a sunset as a caregiver, us the nursing staff and the whole team seeing the signs of the patient going into the next phase as opposed to reaching the end and again another cliché analogy but being on a journey and sort of walking through the valley”.


We Are Dementia
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“The centre piece is the person with dementia so the yellow is just their overall being and the other parts are things like their relationship, their health, their memories, in the black is the disease itself. You can see all of the colours touch eachother and then the yellow kind of surrounds it all, just them as a person. And then the outside parts same thing, is the people who are involved in their care at the end of life”.

“The disease plays a part in everybody’s perception of the person but I think it’s important that everybody gives a part of themselves to the patient so that’s why the yellow all touches in the middle, you can see like the disease plays a bigger part for some people and creeps into the other aspects in their life and the way they provide care”.



Themes from Session 1

Darkness and
Light Coexist on
the Journey

Blackness/ guilt
sadness/ tears/

conflict/ judging/
frustration/ anger/
pain/death/hurting/

creating suffering/
messy/ chaotic/
opposing voices/
dementia and
challenges/ walking
through the valley/
moral distress




Themes from Session 1

Darkness and Yellow/Gold

) . rewarding/peace/
Light Coexiston . =~ ° / sunrise/

the Journey not the end/ letting
go/ love/
transformation/
resolve/ togetherness/
family love/ feelings of
home/ relationships/
connection
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Throughout my nursing career I realized that these patients, its more about quality of life, there not having that great quality of life and the family is suffering as well, so its finding that peace with the family and also within myself and having them be peaceful I think. – K

It’s very sad, so I have sort of a darkness and it’s almost like a sunrise, so there’s the darkness and how I feel about patient’s passing but at the same time I know there more at peace and the family’s going to be more at peace. It’s a difficult time in their life so it’s always a struggle and a battle I think for us nurses but it’s just always remembering that there is always a light there for them. - K



Themes from Session 1

Dissonance
emerges amid
Complex
Tensions of
Discernment
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Tensions between family and healthcare team, family and person with dementia (showing they are wanting to refuse care family insisting on), what it means to be doing the right thing (discernment), when family think the person does not know that they are there and not visiting; 
Dissonance also reflects the fragmentation and the messiness.

On either side the bars uh, one side would be the care team and the other side being family, and it’s unfortunate when I feel like were in opposition but both sides are hoping to guide the person at the centre to the best that can be achieved in their experience. Both sides do have their own black and the colourful elements for the positive and negatives on both sides as we try and steer them in that direction and uh I guess I should say it’s unfortunate that we feel that we’re on opposing forces. – R

I think the families need to be reassured, that their not missing something, because otherwise they’ll just be struggling with guilt. I feel like, it’s conflicting. I think one of the metaphors that I’ve seen in other peoples’ art work is the mess that you describe as representative of both, the confusion that happens in someone’s mind but also the confusion that comes about in the environment. -A


Themes from Session 1

Support of the
Care Collective
with Consistent
Communication

Eases Isolating
Burden
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When the team can meet and align with family and what person with dementia would have wanted. Feels less isolating and a burden when you need to give pain med for last time or if you keep person from going to acute care. Burden of being sole decision maker – or giving med - still burdened but support from the collective eases this burden.

I guess you know without having that acute care experience I don’t find it as distressing and the times that we’ve come to this place with patients and their families I think it’s been fairly the outcomes have been satisfactory I think everyone has more or less on the same page. And everyone is sort of working together as opposed to having too much strife and conflict between all of the parties.  - A

You can tell when they have settled into their routine when they’ve accepted that this is happening and it just feels a lot more comfortable for us to then try and provide comfort to them and to the patient as best we can. - D



Theme from Session 1

Patterns of
Peace, Relief,
Privilege and
Sorrow coexist
with
Relationships
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Relationships bring a sense of peace and relief to the end, it is a privilege to be with people who are dying. With relationships then, this means grief of loss can be experienced with feelings of sorrow/sadness.

Their riding from one dementia, in one dementia their kind of riding the continuum between unpleasant experience and the best experience possible and then on another continuum their between caregivers, or the health care team or the system, what have you and the family and uh, they both want them to be in that positive realm - R


Final Words of Session 1

Togetherness
Wholeness
Transformation
Judgement
Resolve

Transition
Learning Experience




Artist Perspective on Session 1

“Two compositional
themes are immediately
striking around which
the participants
organized their ideas
and marks: centredness
and fragmentation.

Colour also seems to be
particularly relevant... —

playing on lightness and
dark.”
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Reflections on Session One Artwork


Additional Theme: Session 2

Creating comfort and
loving connections
brings a sense of
fulfillment. Feelings of
despair emerge when
participating in
tortuous end of life
care.
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Collective placed the paintings in this arrangement. 


Titles of Paintings Session 2

Into the Blue
Transformation

The person who lost
his way.

Fading away

Stage Four
Sweet Lining

Loving lights
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so it’s like a sunrise, you can see the positive in going to a more peaceful place, and it’s like I added the darkness here because it’s like before they reach they sort of feel like those negative feelings and emotions and sadness and then you can see it’s like the tears when they’re going to the ocean and becoming like one happy place. 

okay, so when we were doing the meditation I guess the image that came to my mind, you know when you make eye contact with someone, even when they’re very very confused and unwell, I was thinking about the last patient who passed on our unit and going into his room and his eyes just like you know,  kind of dazed but on some level he’s picking up what’s around and what’s happening so I’m just picking up that feeling of like a cloud or a vail over their eyes and their eyes kind of fading but still connected to the world. Um, and I think the same colours too, like blue, and grey, kind of calm, cloudy. 


Artist Perspective on Session 2

“The movement and mood is
softer, gentler...almost
peaceful.... There is very little
darkness in these pieces, with
the dominant colours being
blues, whites, pinks, yellow,
gold. Deep red tones are used
sparingly here. Where there is
black, it appears in the bottom
corner — almost
inconsequential. Again, the
movement and mood is less
about fragmentation (as in the
Session One work) and more
about a dispersion of energy
that is not grounded. The works
have an almost floating or
soaring quality.”
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Names of Artworks: Stage Four, Into the Blue, Fading Away, Sweet Lining, Loving Lights, Person who lost his way, Transformation

Reflections on Session Two Artwork
The seven small works that make up the mosaic in Session Two contain similar imagery and marks as in Session One, those being the circle/orb of containment and a scattering of small marks. In this mosaic, what is interesting is that, the circular shapes are not placed right in the centre of the canvases – with the obvious exception of the centre panel. Often, the circular shape appears off-side or at the bottom of the canvas. Also, unlike in Session One’s artwork, there is a lack of high contrast in the colours of the circle and the background. The brushwork of the surrounding space is less agitated and more fluid or flowing. Consequently, the viewer’s eye is allowed to drift gently into the expanse of space and colour outside the circular shapes. The movement and mood is softer, gentler…almost peaceful.
The other prominent mark is the mosaic is the scattering of dots or dashes that dance across many of the canvasses. There is very little darkness in these pieces, with the dominant colours being blues, whites, pinks, yellow, gold. Deep red tones are used sparingly here. Where there is black, it appears in the bottom corner – almost inconsequential. Again, the movement and mood is less about fragmentation (as in the Session One work) and more about a dispersion of energy that is not grounded. The works have an almost floating or soaring quality. 
Overall, the panels work together as a whole to create a gentle, more lyrical rhythm and movement. The colours, marks, and compositional choices all create a sense of expansion and lightness. Four of the seven titles shore up this interpretation’s emphasis on a process of transformation that is in progress.


Session Three

Time to present
and reflect
upon themes as
a collective.
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Session two theme reworded for clarity.
The word, “relief” was added to this theme:
“Patterns of Peace, Relief, Privilege and Sorrow  coexist with Relationships”



Relational Ethics

* Mutual Respect
* Engagement

* Embodied Space
* Environment

* Uncertainty

(Bergum &
Dossetor, 2005)




End-of-Life Resources from the
Alzheimer’s Society

* The "Dementia and end of life care" section of our
website

This resource contains sub-sections such as: “What
decisions will I need to make?”; “What do | need to know
about caring for the person?”; “How do I care for myself and
my family?”; and “What practical information should I
know?”. This is a resource that is only available online, but
the user has the option to download and print PDF versions
of the materials.

« Ambiguous loss and grief: A resource for individuals
and families (available in print and online)

This resource is meant primarily to assist caregivers in
developing a better understanding of how loss and grief can
affect them and the person with dementia. It also provides
information to help people with dementia live with their
own grief while living as well as possible with the disease.



http://alzheimer.ca/en/Home/Living-with-dementia/Caring-for-someone/End-of-life-care
https://alzheimer.ca/sites/default/files/files/national/core-lit-brochures/ambiguous_loss_family_e.pdf
https://alzheimer.ca/sites/default/files/files/national/core-lit-brochures/ambiguous_loss_family_e.pdf

End-of-Life Resources from the
Alzheimer’s Society

« Ambiguous loss and grief: A resource for healthcare
providers (available in print and online)

This resource is to help healthcare providers, Alzheimer Society
staff and volunteers to gain a better understand off how loss and
grief affect people with dementia and their caregivers. It provides
the reader with strategies to assist families with their grief and to
support caregivers in maintaining a connection with the person
with dementia while also building their own resilience through the
disease progression.

* Dementia and staff grief: A resource for healthcare
providers (available in print and online)

This resource is meant to help organizations gain a better
understanding of the losses experienced by staff caring for people
with dementia across the continuum of care. It also provides ideas
and strategies for employers to support their staff through grief,
and tips for self-care.

* The final document in our five-part series on the stages of
Alzheimer’s Disease - End of Life (available in print and
online)



https://alzheimer.ca/sites/default/files/files/national/for-hcp/for_hcp_ambiguous_loss_e.pdf
https://alzheimer.ca/sites/default/files/files/national/for-hcp/for_hcp_ambiguous_loss_e.pdf
https://alzheimer.ca/sites/default/files/files/national/for-hcp/staff_grief_e.pdf
https://alzheimer.ca/sites/default/files/files/national/for-hcp/staff_grief_e.pdf
https://alzheimer.ca/sites/default/files/files/national/progression-series/progression_end-of-life.pdf

Questions to Consider

What resonates with you when you see the creative
works and hear the experiences of healthcare
professionals who provide end-of-life care for persons
living with dementia?

What, if anything, challenges you?
* How can you contribute to further this conversation?

What can you share that is working in your setting and in
your practice?

* How might the ideas presented today from the
healthcare professionals experiences inspire you?




Thank you for

Engaging in our
Research - Keep the
conversation going!

Research Team: Christine Jonas-Simpson RN; PhD (Pl), Lesley
Donovan RN; MScN, Nadine Cross RN; MN, Ron Keren MD,
Robin Shan, & Lisa Meschino PhD
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