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Palliative Approach to Late Life Dementia

* Palliative Approach to Care — What is a palliative approach to care?

* Personalized — How do we support people to die in a way that fits with
who they are, 1n the place they want to be,
and with whom they want to be with?

* Proactive - How do we prepare ahead to support the person, their
family/community and ourselves to enable this to happen?



“We want to sound a wake-up call in two directions,
for those who care for people with dementia to pay
attention to dying, and those who care for people
who are dying to include people with dementia.”

Living and Dying with Dementia: Dialogues About Palliative Care, N. Small, K. Froggatt
M. Downs, Oxford University Press Inc., New York, 2007.



Mentation,
Dementia,
Delirium,
Depression

MOBILITY Impaired gait and balance,
fall injury prevention

MEDICATIONS Polypharmacy,De- prescribing,
Optimal prescribing,
Adverse medication effects and medication burden

MULTI-COMPLEXITY Multi-morbidity,
Complex bio-psycho-social situations

MATTERS MOST Each individual's own meaningful health outcome goals and care preferences.

© Frank Molnar & Allen Huang, University of Ottawa; Mary Tinetti, Yale University




Complexity
Three types of problems:

* Simple — this is how you do it...
* Complicated — it can be done, but it’s complicated

* Complex — unpredictable, uncertain, many variables

Getting to Maybe: How the World 1s Changed, Francis Westley, B. Zimmerman, M. Patton; 2007



What makes this so complex?

The Life-World — the experience of people living
with dementia, their families and communities

The Systems-World — the system we

work in/our professional assumptions

‘ The Social-World — how our society
views dementia, death, value and

community

Living and Dying with Dementia: Dialogues About Palliative Care, N. Small, K. Froggatt,
M. Downs, Oxford University Press Inc., New York, 2007.



The Challenges...

1. The trajectory of dying with late life dementia — uncertainty —
when do we start to consider a palliative approach?

2. Caregiver stress and emotions when it comes to making choices.

3. Lack of ability to verbally express symptoms complicates
assessment and management.

4. Sometimes we, as professional caregivers, make assumptions as
to that person’s wishes, needs and symptoms.

St. Christopher’s, Namaste Care Programme, 2016



A Palliative Approach to Late Life Dementia Care

Initiating a palliative approach
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Death comes to the body

QQuestion is not whether or not we will die...
but how, where, when, and with whom... we will die.

BJ Miller






The Challenge of Death

“T'here are two, apparently different, ways soclety
can ignore the challenge of death. First, by hiding
death away and, secondly, by trying everything one
can to prevent death happening. They dying can be
consigned to a liminal world of “the not yet dead”.
Or they can become the object of heroic
intervention.

Living and Dying with Dementia: Dialogues About Palliative Care, N. Small, K. Froggatt
M. Downs, Oxford University Press Inc., New York, 2007.



Death is a natural part of life. We need to
focus on living until we die, but death will
still come.



Rethinking dementia as a terminal disease.
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Redefining Dementia as a Terminal Illness

By CATHERINE ELTON

Newsfeed
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“Dementia 1s most often thought of as a memory disorder, an illness of the
aging mind. In its initial stages, that’s true — memory loss 1s an early hallmark
of dementia. But experts in the field say dementia 1s more accurately defined
as fatal brain failure: a terminal disease, like cancer, that physically kills patients,
not simply a mental ailment that accompanies older age.”  Catherine Eiton
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The NEW ENGLAND
JOURNAL o MEDICINE

ESTABLISHED IN 1812 OCTOBER 15, 2009 VOL.361 NO. 16

The Clinical Course of Advanced Dementia

Susan L. Mitchell, M.D., M.P.H., Joan M. Teno, M.D., Dan K. Kiely, M.P.H., Michele L. Shaffer, Ph.D.,
Richard N. Jones, Sc.D., Holly G. Prigerson, Ph.D., Ladislav Volicer, M.D., Ph.D., Jane L. Givens, M.D., M.S.C.E.,
and Mary Beth Hamel, M.D., M.P.H.




Clinical Course of Advanced Dementia

323 Nursing Home residents followed for 18 months (advanced dementia -
Cognitive Performance Scale 5-6). 22 nursing homes.

During that time 54.8% died.

Pneumonia, febrile episodes and eating problems were frequent
complications in patients with advanced dementia, and these complications
were associated with high 6-month mortality rates (46%, 44% and 38%

respectively).

Distressing symptoms were also common: dyspnea 46%, pain 39%,
agitation 54%o, aspiration 40%, pressure ulcers (Stage 1I or higher) 38% .

Mitchell, Susan L, et al. The Clinical Course of Advanced Dementia; N Engl | Med 2009; 361: 1529-38



Prognosis in Advanced Dementia

“As the mortality rates for many leading causes of death have declined
over the past decade, deaths from dementia have steadily increased.
Patients, tamilies and health care providers must understand and be
prepared to confront the end stage of this disease...”

“... dementia is a terminal illness”

“...this study underscores the need to improve the E]fua]ity of palliative care
in nursing homes in order to reduce the physical sutfering of residents with
advanced dementia...”

Mitchell, Susan L, et al. The Clinical Course of Advanced Dementia; N Engl ] Med 2009; 361: 1529-38



“Dementia is a growing cause
of death in this country and we
need to pay attention to it.”

— Louise Hanvey, Project Manager,

Canadian Hospice Palliative Care Association




Prevalence of Alzheimer’s
Disease in Canadians Over Age 65

CIHI estimates closer to 1.4 million

Thousands Canadians will be living with dementia by 2031
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Canadian Study on Health & Aging



Dementia in Alberta

As of 2016, just over 42,000 Albertans (about 1%) have been diagnosed and are living
with dementia. If nothing changes, this number is expected to increase to more than

155,000 within 30 years.

It is believed that one in three seniors will die with a dementia.

(source: the Population Estimates of Dementia in Alberta Working Group).

Alberta Dementia Strategy and Action Plan /Alberta Health, Dec 2017
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Rapid “Cancer” Trajectory, Diagnosis to Death
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“Let Me Die A
Youngman's Death”

Poem by Roger
McGough

“Let me die a youngman's death
not a clean and inbetween

the sheets holywater death

not a famous-last-words
peaceful out of breath death

When I'm 73

and in constant good tumour
may I be mown down at dawn
by a bright red sports car

on my way home

from an allnight party”
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full engagement with the
world.......... peaceful death

Most people will die with
an illness that has no

recognizable terminal
phase, although they will
have lived for months or
years in a state of fragile

health or “vulnerable
frailty.” (Lynn, 2005)




Mrs. B.

First met her in late November — referral from family doctor stated that she had
dementia, frailty, anxiety and was calling out “just let me go”.

87 years old, multiple co-morbidities, recent hospitalization for delirtum secondary
to a UTL. PPS 30%. Daughter wanted to care for her at home until the end of her
life.

Feb — chest infection, minimal oral intake
March — bed-confined, no oral meds, poor oral intake, “actively dying” PPS 20%
April — opioid rotation for signs of toxicity

May — woke enough to eat a piece of Black Forest cake for Mother’s Day!
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Palliative Care in Dementia

The goal is to use a person-centred, culturally and
spiritually sensitive approach to providing care

that meets a resident’s changing needs and respects
his or her preferences regarding end of life care.

Guidelines for Care: Person-centred care of people with dementia living in care homes
Framework

Alzheimer Society of Canada, 2011



‘“ A Good Death”

Although every individual may have a different idea about what
would, for them, constitute a “good death”, for many this would
involve:

- Being treated as an individual, with dignity and respect;
- Being without pain and other symptoms;
- Being in familiar surroundings; and

- Being in the company of close family and/or friends.

End of Life Care Strategy — promoting high quality care for all adults at the end of life. UK Dept of Health 2008



“ A Good Death” — Holistic, Person-Centred
Care

- Being treated as an individual, with dignity and respect;
(Emotional and Spiritual)
- Being without pain and other symptoms;
(Physical)
- Being in familiar surroundings; and

- Being in the company of close family and/or friends.
(Social)

End of Life Care Strategy — promoting high quality care for all adults at the end of life. UK Dept of Health 2008
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Caregiver Burden

“In caring for a family member or friend with dementia

as they approach death, carers regularly experience grief,
burden, depression, and guilt, which are exacerbated by
the prolonged decline in care recipients’ functional state. It
is here that a palliative approach to end-of-life care is

likely to have its greatest benefits for carers.”

Broady, T.R., E Saich, T. Hinton. Caring for a family member or friend with dementia at the end of life: A
scoping review and implications for palliative care practice. Palliative Medicine 2018. Vol 32(3) 643-656.



Palliative Approach to Care

THE WAY FORWARD NATIONAL FRAMEWORK:

A ROADMAP FOR AN INTEGRATED PALLIATIVE APPROACH TO CARE

Canadian Hospice Palliative Care Association, The Way Forward National Framework: A roadmap for an integrated
palliative approach to care, The Way Forward initiative, March 2015.



Palliative Approach to Care

“An integrated palliative approach to care focuses on meeting a
person’s and family’s full range of needs — physical,
psychosocial and spiritual — at all stages of frailty or chronic
illness, not just at the end of life.”

Palliative care affirms life and regards dying as a normal process.
It focuses on whole person care, to improve quality of life and
support patients/families using a team approach.

Canadian Hospice Palliative Care Association, The Way Forward National Framework: A roadmap for an integrated
palliative approach to care, The Way Forward initiative, March 2015.



New Model of Palliative Care

¢ More inclusive of patients, family and

Disease modifying

treatments Supportive and End of

Palliative Care life care
Cure or control Disease progression

A v 4 = A

Diagnosis lliness trajectory Death

42



Palliative Care is more than just
end-of-life care

Use a palliative approach Palllatlve C are

for life limiting illness

End-of-Life Care

*Weeks to months

+Palliative and medical treatments +Pain & Symptom Mgt

*Ongoing supports +Psychosocial & Spiritual supports
+Hospice Care

*Respite and caregiver relief

Maximizing community
supports

Early symptom management A dvinee Grs planiing

k%s fraserhea"h . . ; T psalel ; ¥ = - BC Palliative Centre for Excellence, June 26%, 2013




Integrated Palliative Approach to Care

* Whole person assessment — physical, emotional, social and spiritual
* Pain and symptom assessment/management

* Open and sensitive communication about a person’s prognosis and
illness trajectory — discussions with family

* Advance care planning discussions
* Family support — emotional, spiritual, social

* Ongoing review of goals of care with adjustment of care strategies and
proactive discussions regarding possible future events.

Canadian Hospice Palliative Care Association, The Way Forward National Framework: A roadmap for an integrated
palliative approach to care, The Way Forward initiative, March 2015.



SHIFT YOUR THINKING...
TO A PALLIATIVE APPROACH @&

| PANEL

A palliative approach is different than specialized palliative
care. It takes principles of palliative care and:

ADOPTS principles EARLY ADAPTS strategies to meet EMBEDS practices into

in the course of a person’s patient and family needs usual care in settings not

life-limiting condition 9 specialized in palliative
care

Sawatzky, Porterfield, Lee,

Dixo ut, Roberts,
r @__iPANEL__ wwwwipanel.ca
ns of a palliative MICHAEL SMITH FOUMNDATIOMN
FOR HEALTH RESEARCH

E= Sl e, facebook.com/ipanelbc ipanel@uwvic.ca

- 15(5). doi: 10186/ Discover. Connect. ENgage.




Shift your view on when
people with life-limiting
iliness could benefit from
palliative principles:

B Home & community care:
N When they are referred
to home & community

Long term care:
When they move into care

Acute care:
When they are admitted
to hospital

Key features of a palliative approach

WHAT

« Involves life-limiting illnesses
such as heart, lung, and kidney
disease, dementias, frailty, and
cancer

- Integrates chronic disease
management and palliative care
principles

» Includes conversations about
serious illness, personal
preferences, and goals of care

* Understands where the person is
in the course of their
chronic illness

» Orients care to the whole person
and their family

« Prepares for illness progression,
while recognizing uncertain
prognosis

WHERE
- Offered across settings including
acute, home, and long term care

WHO
« Every health care provider is
responsible in each care setting

WHEN
« Consults with specialist palliative
care providers, as needed

Sawatzky, et al (2016). Conceptual Foundations of a palliative approach: A knowledge synthesis. BMC Palliative Care, 15(5).




yourself: “Does this person have a life-limiting condition?"
"Would this person benefit from a palliative approach?"

an understanding of the illness course and
where the person is along their journey

conversations with people and their families to gauge
understanding of their illness, what is most important to
them, and their preference for care

care - focus on what is important to people
and their families

people and their families about the illness and what can
be expected in the future to inform their goals of care

Sawatzky, et al (2016). Conceptual Foundations of a palliative approach: A knowledge synthesis. BMC Palliative Care, 15(5).




the anticipated course of the iliness in the plan of
care, not just in the treatment

and treat symptom distress alongside
disease treatment

the care plan to reflect the person’s goals of care

the person and family for anticipated changes and
the possibility of dying

palliative knowledge and skill to the chronic condition

Sawatzky, et al (2016). Conceptual Foundations of a palliative approach: A knowledge synthesis. BMC Palliative Care, 15(5).




HOW CAN LEADERS EMBED A PALLIATIVE APPROACH?

[

1

i
\

support for early integration in
and across settings

processes for patient and family perspectives
to be soughtand communicated

confidence and competence by interactional
education, mentorship and peer support

access to resources, mentors and
specialist palliative care teams

time for providers to be involved in creating
practical tools and processes for their setting

Sawatzky, et al (2016). Conceptual Foundations of a palliative approach: A knowledge synthesis. BMC Palliative Care, 15(5).




WHY?

W Aligns treatment decisions better with % Encourages healthcare teams to “get on the same
goals and wishes page" as the person and family

% Improves quality of life when preferences are ¢ Supports communication and shared care planning

known and respected among teams caring for the person

W Reduces inappropriate or futile treatments W Gives team members permission to have
conversations with the person and family about
serious illness

WHY? ’;! Of these — 72% result from chronic life-limiting conditions
-_,1. AN

&i' such as organ failure, cancer, dementia, and frailty...
In Canada, : g
~250,000 Most were cared for and died outside of

V‘ specialized palliative care...

people die .
each year : ‘ This means over 180,000 Canadians per year
could benefit from a palliative approach

Sawatzky, et al (2016). Conceptual Foundations of a palliative approach: A knowledge synthesis. BMC Palliative Care, 15(5).




Components of a Palliative Approach to Care

Communication: Goals of Care and
Advance Care Planning

Symptom Management and Prevention

Support: Unit of care is the patient and
family

Sawatzky, et al (2016). Conceptual Foundations of a palliative approach: A knowledge synthesis. BMC Palliative Care, 15(5).



Who Provides a Palliative Approach to Care:

Primary Health Care Integrated Geriatric Service Initiative

Anticipating the Future

Specialized
Services

HOW?

Geriatric Services embedded
in PHC to support
comprehensive care

Primary Health Care Team is well prepared to
recognize, diagnose, manage and support
people living with dementia

Integrated community-based health and social services, organized around Integration
the needs of People Living with Dementia (Community Coalition)

PHC - IGSI



h P b d /xg Canadian Hospice Palliative Care Association
W O Iroviacs 2

¥  Association canadienne de soins palliatifs

Palliative Care?

The Way Forward — Moving Towards

an Integrated Palliative Approach to
Care:

Survey of GP/FPs and Nurses in
Primary Care

& Final Report, August 2014




E Comfort in Providing Palliative and End-of-Life Care

= Most GP/FPs and nurses are only somewhat comfortable with providing palliative care.

= On average, one-quarter to three in ten say they are ‘very comfortable” providing palliative (23%) or end-of-life care
(29%). However, the proportion who are not at all comfortable is very low (5% or less).

= Ontario GP/FPs are less comfortable than other regions.

= Nurses in Quebec are directionally less comfortable than those in other regions.

% Comfortable

M Very comfortable @ Somewhat comfortable 1 Not very comfortable B Not at all comfortable

How 18% I

comfortable are
you in providing
... 5
palliative care? 22% %

How

comfortable are

you in providing
end-of-life care? Nurses

Values 4% and below not labeled
8. How comfortable are you in providing palliative care?
9. How comfortable are you in providing end-of-life care? H
Base: All respondents (Physician n=286); (Nurses n=200) lpsos Reld 24




Palliative care:

Concept

We all share
responsibility!

Diagnosis

Pallium Canada

It is everyone's business

Specialist-level S peC I1d I |St
palliative care pa | | iative

teams

Primary care care

Family Medicine
Oncology
Internal medicine
Cardiology

Pulmonology e g
Neurology Palliative

Geriatrics Ca re

Pediatrics

) approach

Emergency
Intensive Care
Etc.

Community Support

lliness trajectory Death
55



Dying

is not fundamentally a medical
event, it

is a social event

that happens in the family and
community.

56



MY
FATHER’S
WAKE

HOW THE IRISH
TEACH US TO LIVE,
LOVE, AND DIE

KEVIN TOOLIS

"The '"Western Death Machine' has hidden the dead
and dying, but in a remote 1sland off the west coast
of Ireland, an almost Homeric society clings to the
old ways. The dying are treasured and tendetly
watched over, the dead are honored with the ancient
rites and rituals. Contemporary western ideas about
death are dominated by individualism; My Fathet's
Wake is a lyrical description of how community and
tradition help us deal with our mortality.”

Seamus O'Mahony, author of The Way We Die Now



DEMENTTA IN CANADA:

A National Strategy for
Dementia-friendly Communities

Standing Senate Committee on Social Affairs, Science and Technology, Nov 2016



Compassionate Compassionate Communities
Cities

Some steps we might take on this journey:

- Creating models that help us “live until we
die”.
- Changing medical paradigms to focus on

maximizing quality of life in late life
dementia.

- Deprofessionalize dying — it is a natural
and normal part of life.

- Public education about dementia, aging
and dying.

- Reclaim ritual and means to support
people.

Allan Kellehear Living and Dying with Dementia: Dialogues About Palliative Care, N. Small, K. Froggatt,
M. Downs, Oxford University Press Inc., New York, 2007.




Compassionate Compassionate Communities
Cities

“We ourselves are on our journey,
but we also journey with each
other. A focus on gaining (or

regaining) a sense of collective
community compassion as
proposed by Kellehear will
provide us with at least some of
the support we need.”

Allan Kellehear Living and Dying with Dementia: Dialogues About Palliative Care, N. Small, K. Froggatt,
M. Downs, Oxford University Press Inc., New York, 2007.




[24] Dementia in Canada: A National Strategy for Dementia-friendly Communities



Gold Standards Framework - UK

Three triggers that suggest that people are approaching the end of life:

1. The Surprise Question: “Would you be surprised if this person died
within the next 12 months?’

2. General indicators of decline.

3. Specific clinical indicators related to their specific condition.

Prognostic Indicator Guidance (PIG) 4th Edition Oct 2011 © The Gold Standards Framework Centre In End of Life Care CIC, Thomas.K et al



Step 1 The Surprise Question

For patients with advanced disease of progressive life limiting conditions - Would you be surprised if the patient were to
die in the next few months, weeks, days?

® The answer to this question should be an intuitive one, pulling together a range of clinical, co-morbidity, social and other
factors that give a whole picture of deterioration. If you would not be surprised, then what measures might be taken to
improve the patient’s quality of life now and in preparation for possible further decline?

“Would I be surprised if this person died in the next 6-12 months?”

If the answer is “no”, then consider activating a palliative approach if
not already done.

But the challenge is “knowing the answer” in late life dementia.

Lynn, Joanne, Living Long in Fragile Health: The New Demographics Shape End of Life Care. Hastings Center, 2005.
https:/ /www.rand.org/pubs/reprints/RP1200.html.



Gold Standards Framework — Prognostic Indicator Guidance

" (General Indicators of decline:

" Decreasing activity — spending more and more time in bed, more dependent for
ADLs and limited self-care.

» General physical decline and increasing needs for support
" Progressive weight loss (>10% in past 6 months)

u Decreasing response to treatment or nNo further active treatment to reverse
disease

" Advanced disease with unstable, deteriorating complex symptom burden
" Co-morbidities

" Repeated unplanned/crisis admissions

Prognostic Indicator Guidance (PIG) 4th Edition Oct 2011 © The Gold Standards Framework Centre In End of Life Care CIC, Thomas.K et al



Step 3

Specific Clinical Indicators - flexible criteria with some overlaps, especially with

Those with frailty and other co-morbidities.

c) Frailty / Dementia — gradual decline

Individuals who present with Multiple co morbidities
with significant impairment in day to day living and:

e Deteriorating functional score e.g. performance
status — Barthel/ECOG/Karnofksy
e Combination of at least three of the following
symptoms:
= weakness
= slow walking speed
= significant weight loss
= exhaustion
= |ow physical activity

\ = depression. /

Stroke

e Persistent vegetative or minimal conscious state or
dense paralysis

e Medical complications

e Lack of improvement within 3 months of onset

e Cognitive impairment / Post-stroke dementia.

Dementia

There are many underlying conditions which may lead to
degrees of dementia and these should be taken into
account. Triggers to consider that indicate that someone
is entering a later stage are:

e Unable to walk without assistance and

e Urinary and faecal incontinence, and

e No consistently meaningful conversation and

e Unable to do Activities of Daily Living (ADL)

e Barthel score <3.

Plus any of the following:
e Weight loss
e Urinary tract Infection
e Severe pressures sores — stage three or four
e Recurrent fever
e Reduced oral intake
e Aspiration pneumonia.
It is vital that discussions with individuals living with
dementia are started at an early to ensure that whilst
they have mental capacity they can discuss how they
would like the later stages managed.

Prognostic Indicator Guidance (PIG) 4" Edition Oct 2011 © The Gold Standards Framework Centre In End of Life Care CIC, Thomas.K et al




SPICT -
Supportive and
Palliative Care

Indicators Tool

I'HE UNIVERSITY
of EDINBURGH

Supportive and Palliative Care
Indicators Tool (SPICT-4ALL™)

than half the day)

Cancer

Less able to manage usual
activities and getting worse.

Not well enough for cancer
treatment or treatment is to help
with symptoms.

Dementia/ frailty

Unable to dress, walk or eat
without help.

Eating and drinking less;
difficulty with swallowing.

Has lost control of bladder and
bowel.

Not able to communicate by
speaking; not responding much
to other people.

Frequent falls; fractured hip.
Frequent infections; pneumonia.

Nervous system problems
(eg Parkinson’s, MS, stroke,
motor neurone disease)

Physical and mental health are
getting worse.

More problems with speaking
and communicating; swallowing
is getting worse.

Chest infections or pneumonia;
breathing problems.

Severe stroke with loss of
movement and ongoing
disability.

Heart or circulation problems

Heart failure or has bad attacks of
chest pain. Short of breath when
resting, moving or walking a few
steps.

Very poor circulation in the legs;
surgery is not possible.

Lung problems

Unwell with long term lung
problems. Short of breath when
resting, moving or walking a few
steps even when the chest at its
best.

Needs to use oxygen for most of
the day and night.

Has needed treatment with a
breathing machine in the hospital.

Other conditions

The SPICT™ helps us to look for people who are less well with one or more health problems.
These people need more help and care now, and a plan for care in the future. Ask these questions:
= Unplanned (emergency) admission(s) to hospital.

= General health is poor or getting worse; the person never quite recovers from being more unwell.
(This can mean the person is less able to manage and often stays in bed or in a chair for more

Needs help from others for care due to increasing physical and/ or mental health problems.
The person’s carer needs more help and support.

= Has lost a noticeable amount of weight over the last few months; or stays underweight.
= Has troublesome symptoms most of the time despite good treatment of their health problems.

= The person (or family) asks for palliative care; chooses to reduce, stop or not have treatment; or
wishes to focus on quality of life.

Does this person have any of these health problems?

Kidney problems

Kidneys are failing and general
health is getting poorer.
Stopping kidney dialysis or
choosing supportive care
instead of starting dialysis.

Liver problems

Worsening liver problems in the
past year with complications
like:

« fluid building up in the belly
- being confused at times

« kidneys not working well

- infections

« bleeding from the gullet

A liver transplant is not possible.

People who are less well and may die from other health problems or
complications. There is no treatment available or it will not work well.

What we can do to help this person and their family.

= Start talking with the person and their family about why making

plans for care is important.

= Ask for help and advice from a nurse, doctor or other professional
who can assess the person and their family and help plan care.

= We can look at the person’s medicines and other treatments to
make sure we are giving them the best care or get advice from a
specialist if problems are complicated or hard to manage.

= We need to plan early if the person might not be able to decide

things in the future.

= We make a record of the care plan and share it with people who

need to see it.

Please register on the SPICT website (www.spict.org.uk) for information and updates.

SPICT-4ALL™, June 2017

www.spict.org.uk



Toolkit for implementing the
Namaste Care programme for
people with advanced
dementia living in care homes.

M. Stacpoole
Dr. A. Thompsell
Dr. Jo Hockley

Copyright © St Christopher’s 2016.

MILD MODERATE SEVERE TERMINAL

MEMORY RESISTIVENESS

PERSONALITY INCONTINENCE

SPATIAL EATING

DISORIENTATION DIFFICULTIES
MOTOR

P
Arhaa IMPAIRMENT

APRAXIA
CONFUSION BED TO CHAIR
AGITATION MUTE
INSOMNIA DYSPHAGIA
INTERCURRENT
INFECTIONS

EatinXdifficulties
Pneumonia
TiME Febrile episodes
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Course of progressive dementias. Reprinted from Mahoney, E.K. et al. (2000) Management of
Challenging Behaviors in Dementia with permission from Health Professions Press, Baltimore



Integrated Palliative Approach to Care

Mortality Acknowledgement

A\

Whole Person Care Quality of Life Focus

Personalized
and
Proactive



‘“ A Good Death”

- Being treated as an individual, with dignity and respect;
(Emotional and Spiritual)
- Being without pain and other symptoms;
(Physical)
- Being in familiar surroundings; and

- Being in the company of close family and/or friends.
(Social)

End of Life Care Strategy — promoting high quality care for all adults at the end of life. UK Dept of Health 2008



Fundamental Needs of People with Dementia —
Kitwood (1997)

Physically and mentally relaxed
and not in pain.

To feel loved and safe

Attachment

(=

Occupation

To be respected as a unique
individual and have a sense
of self-worth

Companionship, feel part a
the world, not lonely or

excluded.
To spend your time meaningfully and

Reproduced with permission from Kitwood T (1997). ‘Dementia Reconsidered the not be bored.

person comes first’. Fig. 5.2 page 82. Open University Press, Maidenhead, UK

Toolkit for implementing the Namaste Care programme for people with advanced dementia living in care homes
Stacpoole, Thompsell and Hockley, St. Christophet’s, 2016.
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Person-centred care of people with
dementia living in care homes

Framework

January 2011

Alzheimer Society of Canada : www.alheimer.ca



PCP.E.A.R.L.S.™

7 key elements of
person-centred cal

of people with dementia in
long-term care homes

AlzheimerSociety

Alzheimer Society of Canada

http:/ /alzheimer.ca/sites /default/files /files
/national/culture-change/pcpearls_full_e.pdf



A Personalized Approach to Care

Being treated as an individual, with dignity and respect.

Honouring who the person is that we are caring for.



“You must matter because you are you, and
you matter until the last moment of your life.
We will do all we can, not only to help you die
peacefully, but also to live until you die.”

Dame Cicely Saunders




“You matter”’

“You are you”



Dignity

from the Latin “dignus” - worthy

Worthy: deserving, meriting

- having worth, value or merit



Dignity is:

“The quality or state of being worthy, honored or
esteemed.”

(the intrinsic worthiness as a human being)

“The feeling that I am respected and worthy of
respect, despite what is happening to me.”

H. M. Chochinov






Dignity 1s nurtured and supported
by the personal relationships with
others around us (a sense of how
one 1s treated).

H. M. Chochinov



“We are a mirrotr.”

H. M. Chochinov






Personhood - Kitwood

The greatest threat to a person’s well-being comes from a
potential loss of personhood.

Personhood is created by interaction with others.

Personhood is a “standing or status that is bestowed upon one
human being, by others, in the context of relationship and social
being. It implies recognition, respect and trust’.

Living and Dying with Dementia: Dialogues About Palliative Care. Small, Froggatt and Downs, Oxford University Press, 2007



What if:

“Quality ot lite”
and dignity



Depended on:

“Quality ot Care”
“Quality ot Caring”



“Care is not the
task you are
doing, but the
conversation
you are having
with the resi-
dent while
doing it.”

— Client relations
coordinator

PC P.E.A.R.L.S.
7 key elements of

person-centred care of people with dementia in long-term care homes
Alzheimer Society of Canada, 2014



ABCD’s of Dignity Conserving Care

A: Attitude : my attitude towards that person — how does it affect

them?
B: Behavior: the nature of our interactions — “care tenor” —
kindness and respect.
C: Compassion: connecting with our own feelings and

consideration of human life experience (hearing their

story).

D: Dialogue: acknowledging their personhood and distress

HM Chochinov, 2007



O
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‘... the real event in death takes place in the realm of the
invisible. At a deathbed the merely physical eye sees an old
man, worn and weary, breathing his last. At a deeper level,
however, this death 1s an event where the inner life of this
person is gathering and refining itself to slip through the
door of air. No-one dies poor or empty. The subtle harvest
of memory collects here: all the days and places of a life, all
the faces, the words and thoughts, the images, all the small
transfigurations that no-one else noticed, all the losses, the
delights, the suffering and the surprises. All the experiences
of a life collect together in their final weave.”

John O’Donohue, Beauty: The Invisible Embrace



“Alive Inside" - Henry

Source:
www.aliveinside.org



e Affirm the person’s value: “You matter.”

* “You are you.” - “Personhood” vs “patienthood”

Principles of]

Dignity- Who we are as a person dissolves into who we
. are as a patient, and “self” begins to
EnhanCIHg disintegrate. We lose our identity as our real

selves. We “vanish”.

Care



“Who I Am —
What I Need”

The California State

University

Institute for Palliative Care

Who | Am — What | Meed - Page 1
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Proactive

Anticipating the needs of person with late life dementia
and their families.

Advance Care Planning/Goals of Care conversations
Pain and symptom management

Final days.



Start the conversation
about end-of-life care

It’s about conversations.
It’s about decisions.

www.advancecareplanning.ca



I'I Alberta Health
B Services

ABOUT AHS v

Home | Contact | Staff | Help

Healthy Albertans. i
Healthy Communities. HHeglg!ltcnc&lZQ/E Search AHS Q
Together.

FIND HEALTHCARE v+ INFORMATION FOR + CAREERS v NEWS v AHS IN MY ZONE +

Home > Information For > Patients & Families > Advance Care Planning

Advance Care Planning

Advance Care Planning is a way to help you think about, talk about and
document wishes for health care in the event that you become incapable of
consenting to or refusing treatment or other care.

You may never need your advance care plan - but if you do, you'll be glad
that it's there and that you have had these conversations, to make sure that
your voice is heard when you cannot speak for yourself.

Goals of Care Designation is a medical order used to describe and
communicate the general aim or focus of care including the preferred location
of that care.

Although advance care planning conversations don't always result in
determining goal of care designation, they make sure your voice is heard
when you cannot speak for yourself.

Contact Us
conversationsmatter@albertahealthservices.ca

Information For

Patients & Families

Health Professionals

Conversations Matter:

Goals of Care




Advance Care Planning/Goals of Care

Having conversations with family regarding signs that end of life is
nearing:

- The natural progression of dementia

- Loss of the ability to verbally communicate

- Change in the ability to swallow and eat, loss of appetite and intake.
- Changes 1n mobility and functional decline.

- Recurrent infections — risk of pneumonia, UTTs

- The natural “shuttine down’ of systems as death nears
g y



Advance Care Planning/Goals of Care

“What are you seeing with your mother?”

“How quickly have you noticed these changes
happening?”

“Would you say she is changing week by week or day
by day now?”



Advance Care Planning/Goals of Care

What would your mom want? Has she expressed her
wishes in the past? How can we honour those wishes?

Can we focus on comfort? What does comfort look like?

Where would she like to be for her final days?



Some of the things we might talk
about...

Resuscitation/DNR - “allow natural death”

Artificial hydration and nutrition when not eating or drinking as
much

Treating infections like pneumonia.



Some of the things we might talk
about...

Under what circumstances would we transfer to hospital? Who to
call after hours if something happens. Would you ever call 9117

Decreasing mobility and care needs if in bed.

Do you want to talk about what final days might look like?



Advance Care Planning/Goals of Care

“This is what we see as dementia progresses...”
“This is what we see as they get closer to the end of life.”
These are the things we watch for...

We should plan ahead for some things...



Location of Care

Where 1s ?home”’?

“Where would she be most comfortable?”

(Assess: Is this a feasible option? — caregivers, safety)

“What supports do you need to enable this to happen here?”



Advance Care Planning/Goals of Care

“These decisions are difficult.”
What can we do to support you as a family?

What are your needs to be able to care for her?



Pain and Symptom Management

Treatment options based on
Goals of Care



Latimer Ethical Decision Model

Consider the Consider The Illness Consider the

Patient’s Experience *Nature & status Patient as a Person

Symptoms *Likely course *Wishes Plans

Suffering *Medical options «Goals  Hopes
*Nearness of death

Paticnt Formulate Goals Health Care
and ~ Of Care S T

. . eam
Family Genara

Specific

Consider Possible
Treatment

*Burdens and Benefits
*Consistent with Pt Wishes
*Consistent with Goals

Adapted from:

Latimer, E. (1991). Ethical decision-making in the care of the dying and its applications to clinical practice. Journal of Pain and Symptom Management, 6(5),
329-336.



Pain and Symptom Management

* Pain — Common symptom, often relying on non-verbal assessment
* Dyspnea

* Swallowing and eating problems
 Aspiration/pneumonia/respiratory secretions

* Restlessness and agitation/delirium



Pain and Symptom Management

* Do we have what we need in the home to care for this
person until the end of life, with all possible scenarios?

e Pain/dyspnea — Subcutaneous meds if needed. Opioid.
* Restlessness/delirium/agitation

* Foley for urinary retention or to reduce skin breakdown if
incontinent.

* Proper mattress for comfort.
* Home care support — who to call if an urgent problem arises.



Rules of Thumb
for End of Lite Care
for People with Dementia

Title: After the Liverpool Care Pathway
—development of heuristics to
guide end of life care for people
with dementia: protocol of the
ALCP study

Author: N Davies,] Manthorpe,E L
Sampson,S lliffe

Publication: BM] Open
Publisher: BMJ Publishing Group Ltd.

Date: Sep 1, 2015
Copyright @ 2015, British Medical Journal

Copyright © 2016 Nathan Davies and Steve Iliffe

Eating and swallowing difficulties
Agitation and Restlessness

Reviewing treatment and
interventions at the end of life

Providing routine care at the EOL



Fating/swallowing difficulties

1 Don't let eating/swallowing problems come as a surprise
(ensure conversation has occurred with the person with
dementia and family or advocate early, around the time of
diagnosis). Consider advance care planning (ACP).

Rules of Thumb
for End of Life Care

for People with Dementia

< ifitisan -,
 emergency

follow
principles

.'-_ of first aid ‘-'.

2 Is dementia the cause of the }
eating/swallowing difficulties?

Convert oral

May need
specialist
input,

eg SALT

""""""" Yes | medication to No

liquid/injectable form

Stop feeding,
promptly consider
if there is a

‘Comfort
feeeding

Leading the ? only’ ™ ; -
M I'i * 7., | fight against ING S SOCIAL reversible cause?
arie Alzheimer's | camenta Collece CARE
Curie Societ WORKFORCE Yes No
ey Y LONDON ~Fid
Care and support
through terminal ill —
T Discuss ‘Comfort
specialist feeeding
care *** only" *
*Comfort feeding may carry associated risks of aspiration
**Closely observe all intake particularly if changes to swallow function are suspected
Copyrlght © 201 6 Nathan DaViCS and SteVC Ihffe *%*%* Consider appropriateness on individual basis




Agitation/restlessness

Rules of Thumb
for End of Life Care
for People with Dementia

Look for an underlying cause

|

What has changed?

(speak with and seek help
from families/advocate)

!
|

(don't always attribute it to the dementia) _:' throughout

I indwvidual %
:  arskto ®
+ themselves 3
% orothers
% aound [

-
......

Is the .

- -t
°°°°°

Is there an Is there a

environmental/ <—s  physical <—  healthand
social cause? cause? wellbeing of

Check the

the carer

1

No identifiable cause

© Is there a non-drug treatment?
{i.e. music therapy, massage, aromatherapy)

= Trial of pain reliel
' Seek specialist help

= Trial of antipsychotic medication
(after discussion with family/advocate)

Copyright © 2016 Nathan Davies and Steve Iliffe

2016 Nathan Davies and Steve liiffe
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Agitation/restlessness (continued)

Don't always assume that agitation is due to the dementia, there may be many reasons why the

R U | e S Of T h U m b person with dementia is agitated. Look for an underlying cause.

Think about change, has there been a change with this person? Consider the following three
areas and checklists:

for End of Life Care s thae amanvionmental - s char aphysical cuse? ~» Chack theheatth and

social cause? wellbeing of the carer
If so, then treat the cause. ng

L Ll
for People with Dementia e e

* Hunger/thirst - offer food family/advocate providing

oo

. Attempt to engage the and drink care
person in activities of R o X
interest to them “ Constipation - laxatives “* Dothey have a new
2o Uri ion — or existing condition
 Unfamiliarity ) garégzgrri:teentlon complicaugng their ability to
" Boredom provide care?
“ Pressure sore/
.+ Consider if cultural values/ uncomfortable positioning * Do they feel supported/
beliefs/spirituality are - wound care and have enough support?
unmet repositioning

+ Soiled underwear -
address personal hygiene

- Infection or other
underlying illness - treat
as appropriate/ symptom
control

<+ Pain ( consider causes
such as arthritis/ill fitting
dentures)

<+ Alcohol/nicotine/ drug
withdrawal

.

<+ Consider drug/medication
side effects

Copyright © 2016 Nathan Davies and Steve Iliffe
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Reviewing treatment and
interventions at the end of life

Rules of Thumb
for End of Life Care 7 Towards the end of e, only continue oL NKEKS i
. ] comfort or have a positive impact on quality of life
for People with Dementia

2 |Is the current treatment/intervention still needed?

< Remember™,
Yes No : discuss %
% with family/ &

'-_.advocate. e

Continue with Stop treatments and
current regime interventions not contributing
to comfort or having positive
impact on quality of life

\

Review comfort and quality
of life after any change in
treatment; be prepared to
restart treatments (as it is not
always clear beforehand if

Copyright © 2016 Nathan Davies and Steve Iliffe something is having an impact

on comfort and quality of [i
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Providing routine care
at the end of life

Rules of Thumb — —
: | accaptablo lovol of care and now best 0 provie 17
for End of Life Care i et
for People With Dementia 2 Is routine care causing distress?

Can the way that care is Provide routine
delivered be adapted to better care with the goal of
suit the persons’' needs? maintaining comfort

and dignity
Yes/ \No

Make Try again later
adaptations

.........
) o - Consider .,
3 s this a recurring issue? & referringto %

If yes go to rule 1 ¢ rules of thumb %

Copyright © 2016 Nathan Davies and Steve Iliffe 3, foragitaton/

%, restlessness




Pain
Assessment

and
Management

Non-verbal cues —
agitation/behavior changes

Use tools to assess and monitor
response.

Are there non-pharmacological
measures to try first? Music,
massage, ...



Pain
Assessment

and
Management

Box 8.1: The five behavioural indicators of pain in PAINAD”’

Breathing (e.g. breathing normally, occasional laboured breathing or short periods
of hyperventilation, noisy laboured breathing or long periods of hyperventilation)

Negative vocalisation (e.g. none, occasional moans/groans, speech with a negative
or disapproving quality, repeated troubled calling out, loud moaning or groaning,

crying)

Facial expression (e.g. smiling or inexpressive, sad, frightened, frowning, facial
grimace)

Body language (e.g. relaxed, tense, distressed, pacing, fidgeting, rigid, fists clenched,
knees pulled up, striking out, pulling or pushing away)

Consolability (e.g. no need to console, distracted by voice or touch, unable
to console, distract or reassure)

Toolkit for implementing the Namaste Care programme for people with advanced dementia
living in care homes

Stacpoole, Thompsell and Hockley, St. Christopher’s, 2016.



Pain assessment: What 1s the cause
ot this pain? Is it somatic (arthritis,
, pressure ulcer, contractures?) Is it

Pain neuropathic?

Assessment

and

Management Tailor treatment to the cause of the
pain. Simple analgesics to start,
such as acetaminophen, with
opioids as a second line.




W.H.O. ANALGESIC LADDER

Stror% opioid

+/- adjuvant

9 s
e

Weak opioid ‘(\0@")
+/- adjuvant &
&°
O_ y Qe\%\
Non-opiol 0 RN

+/- adjuvant

Non pharmacological measures




Opioids:

Pain Hydromorphone 0.2-0.5 mg po q4-6h
and q2h prn(reduce by 50% if given

Ascslessment subcutaneously)

an

Mana gement Titrate to effect and watch for toxicity.

Don’t use opioids for sedation.

Plan ahead for loss of ability to swallow.




Bowel routine while on opioids:

Paln »Sennasides (8.6 mg) 2 tabs ghs (increase to 2 - 4 tabs
Assessment bid to qid with maximum of 8 tabs /day)

»PEG 3350 17 gm in a glass of any liquid daily,
and increasing up to tid if needed.

» Lactulose 15-30 ml once daily, up to 30 ml tid

Management

»Dulcolax suppository or fleet enema prn if not
moving bowels at least every three days.




Non-pharmacological measures such
as a fan, “presence”, relaxation
techniques.

Oxygen in select cases — hypoxia.

Role of antibiotics in pneumonia.
Probably prolongs life but may not
reduce symptoms.

Opioids if needed — same dosing as for
pain.




Pathway E
Dyspnea Management In The Final Days Of Lite

Resident unable to deseribe dyspnea; exhibit evidence of Resident describes ail
respiratory distress: increased work of breathing hunger /breathlessness
(increased resp. rate, using accessory muscles) and one or

more of: restlessness: agitation: fearfulness

i J
[ I clinbcally appropriate and consistent with goals of care, assess for and treat

potentially reversible causes, such as pneumonia, CHF exacerbation
v
(Nau ph logl 5 [ slhtting upright: cool alr (fa n})
L 2

(_ Consider axygen for the alert resident, particularly if hyposic J

L 2
( Resident already on opioids? )
1

e Co

g ' A '8 B
o If resident is just on "as-needed” (prn) Consider:
oplolds, add scheduled g4 short-acting (Start with the lower dose with frail patients)

opinids Marphine 2.5 - 5§ mg po/subling q4h scheduled plus
» Il resident is receiving long-acting oral qlhpm
opioids, switch o equivalent dose of oR
scheduled short-acting oploids Morphine 1.25 - 2.5 mg subcut g4h scheduled plus
- freq y of scheduled short acting qlhpm
oploids to maximum of g4h or
® Increase oploid dose by a factor of 20-100%,, Hydromorphone 0.5 - 1.0 mg po fsubling q4h
depending on the clinical context scheduled plus glh prn
= Change route to subcut If unable to swallow
(consider 50% dose reduction for subcut) Hydromarphaone 025 - 0.5 mg subeut g4h scheduled
= Call the Palliative Care team [237-2400) if plus qlh prn
vy is persistent or sgvery \ r
4 1 1]
Y
If strong anxiety der adding
(Nozinan®) 2.5 - 5 mg po/subcut q2Zh pra

¥ h 4 h 4
I dysproea umlrullnul .al.!“emtl. —— uing Fatient sedated, comiortahle,
[ O doees i past 24 ] [ <3 breakihrough dosesin 24h | | "0t T e
¥ . Y .
Consider reducing scheduled AIZhelmer\G{ [L’fl"

( Continue present approach J [ dose by 20 - 509

MANITOBRA
Dementia Care & Brain Health




Pathway E
Dyspnea Management In The Final Days Of Lite

-~ = - = — - x— — — A T ——
(Non-phannacn-loglc measures: position sitting upright: cool alr (fan))
Y

CConsider oxygen for the alert resident, particularly if hypoxic )

( Resident already on opioids? )
1

d : - B
e If resident is just on “as-needed” (prn) Consider :
opioids, add scheduled g4h short-acting (Start with the lower dose with frail patients)
oploids Morphine 2.5 - S mg po/subling q4h scheduled plus
« If resident is receiving long-acting oral qlhprn
opioids, switch to equivalent dose of OR
scheduled short-acting oploids Morphine 1.25 - 2.5 mg subcut g4h scheduled plus
* Increcase frequency of scheduled short acting qlhprn
oploids to maximum of g4h OR
* Increase opioid dose by a factor of 20-100%, Hydromorphone 0.5 - 1.0 mg po /subling q4h
depending on the dinical context scheduled plus q1h prn
* Change route to subcut If unable to swallow OR
(consider S0% dose reduction for subcut) Hydromorphone 0.25 - 0.5 mg subcut g4h scheduled
« Call the Palliative Care team (237-2400) if plus qih prn
\ J
|

¥

[ If strong anxiety component, consider adding methotﬂmtprnme]

(Nozinan®) 2.5 - 5 mg po/subcut g2h prm

1.‘
. J U —— oo J MANITOBA -

Dementia Care & Brain Health




Respiratory

Secretions

Non-pharmacological measures-
positioning.,

Explanation to the family.

If distressing to family, consider
an anticholinergic such as:

scopolamine or glyccopyrolate

(0.2-0.4 mg subcut g4h prn)



Non-pharmacological measures.

Use meds if distressing symptoms.

Explanation to the family.

Delitium/

terminal If needed, treat the symptoms:

restlessness Haloperidol/Olanzepine/Quetiapine or
Methotrimeprazine for significant

agitation/hallucinations.

May need to add Midazolam 1-2 mg subcut
q30-60 min prn for severe restlessness.




Final Days

Talk about what to expect if the family
want to know:

- Breathing changes

- Skin mottling of the hands and feet
- Increased drowsiness

- Less oral intake and urine output

- Respiratory congestion

Discuss rituals, cultural and spiritual

wishes.

Help them understand mouth cate and
positioning for comfort.



“How people die
remains in the
memories of those
who live on.”

Dame Cicely Saunders



If life is akin to walking a tightrope, the
chance of falling increases toward the end.

Think then, of palliative care as a safety net.
No one escapes falling, but palliative care can
provide a softer landing. Those of us who work
in this field are focused on how to help patients
and families achieve that softer landing.”

Harvey Chochinov



e

b

e “One of. the most beautiful gifts you could ever

N olve 1S the oift of helping someone to die with

\

dignity, graciousness and sereriftys

John O’Donohue




“Good Journey”
by Heather Davidson

“ And as I reach out to touch you one last time
I'll take you hand and whisper
Good journey my friend, good journey my friend

Good journey, good journey, good journey my friend.”

Living and Dying with Dementia: Dialogues About Palliative Care,
Oxford University Press, 2007



