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TIP I. Assume that Grandma’s Still There




Vignette 1

# Leonard M

Appalachian Spring (u-tube)

+https://www.youtube.com/watch?v
=bMaAe2aH6pw



https://www.youtube.com/watch?v=bMaAe2aH6pw




Vignette 2

* I spent three hours ye | \
and I tried to make sure that every facial expressmn the
tone of my voice, the intentionality of my focus was
positive and loving. I didn’t understand a word she said
but it didn’t matter. I felt love by being loving and
Wendy felt love by receiving my love. At the end of our

visit she said I want you to stay with me always.”
Cathy Chapin, Community Relations & Program Support, W. London, ON




Vignette 3

* It was 1n his last moments that
seemed to be rewarded for all her hard work.
My grandfather looked at my mother and spoke
to her with completely lucidity for the first time
in a year. He talked about the old times when he
used to walk her to school. Then he talked about
me and told her to make sure I kept working
hard 1n school. And the last thing he said was
how proud he was of her and that he loved her.

The next morning he was gone.

* A medical student recently (November 2015) described his grandfather’s “terminal
lucidity” after months of being entirely unable to communicate due to Alzheimer
disease.



Vignette 4

*+ In that late stage when words are gc
except for those very occasional moments,
she looked at me intently and said
forcefully, “God, physics and the

cOSmos.”

*  QOlivia Hoblitzelle (2008), author of Ten Thousand Joys & Ten Thousand Sorrows: A
Couple s Journey Through Alzheimer’s emailed me on 12 April 2013, a few days
after we shared a panel together at the Times Center in Manhattan for the New York
Alzheimer’s Association’s Charles Evans Lecture.



TIP II. Avoid “Hypercognitive” Values and

Narrow ‘“Personhood” Ideas




DIMENSIONS OF SELF-IDENTITY: Sources

of Caregiver Meaning

Creativity

Symbolic Meaning

Emotion

Relationality

Mirth

Somatics

Music & Rhythm
Beauty

Smell/taste (olfactory)
Spirituality

Touch (tactile)
Cognition

* * * * * * * * * * * * *

Consciousness



Creativity: DeKooning







Mirth: Joe Foley’s Jokes




Musicandmemory.org
\‘

+ Medial Prefrontal Cortex (just behind the

forehead) links memory, music and emotion

(Petr Janata, “The Neural Architecture of Music-Evoked Autobiographical
Memories,” Cerebral Cortex, Vol. 19, 2009, p. 2579-2594)

* http:/[aging.med.nyu.edu/research/chorus The
Unforgettables

* wWww.musicandmemory.org


http://aging.med.nyu.edu/research/chorus

Tactile & Relational: Dogs to the Rescue




Marvin and Lola

* Good afternoor

* |'ve been taking Lola to Cleveland Clinic Hosp )
patients... Bringing her to see Alzheimer's patients has made a
tremendous difference in helping me open up the line of
communication. Take Marvin, who is 91 and lives at home with
his wife. He has advanced AD. He has a full time aide and sleeps
in his own room while his wife has the master bedroom. Marvin
had walked into her bedroom and fell asleep in the bed since the
morning... The aide and his wife couldn't get him up. | walked in
the room with Lola, put her paws up onto him and said "Marvin
get up, look who came to visit." Marvin popped up excited to
see Lola. | was able to lure him out of bed and into the family
room where his wife was. He couldn't contain his excitement.
His wife and the aide couldn't believe it. Lola brought back his
memory of his dog Sparky!! (Meryl Berdugo)



www.dogs4dementia.com.au

\

* Dogs 4 Dementia is the first time in Australia
that expert Dementia Centre consultants have
partnered up with skilled Assistance Dogs Australia
trainers to place dogs into the homes of people living
with dementia. A dog is carefully chosen to match
household personalities and trained to meet their

specific needs.




CONSCIOUSNESS: Indian Institute for
Advanced Studies, Bangalore 2015




“Hypercognitive” Values

Tiergartenstrasse 4, Berlin

\

* 70,273 in asylums Kkilled in hypothermia
research

+ September 1939-August 1941

* About half with “senile dementia”

« “Life unworthy of life” “Useless eaters”
* Aryans, not Jews or Gypsies

* Waterbury, Ct: A case of rape



Symbolic Rationality: Jim and Cleave

“Jim’s twig, Cleave’shat

+ Rationality as a decisional capacity is not
morally important. It is rationality as a source
of self-identity that matters - i.e., “who” we
are rather than “how’” we proceed. And in this
sense, the deeply forgetful can be surprising.




Not Hype Pharme

Jot Hype Ph

» “Currently, no evidence of even moderate
scientific quality exists to support the association
of any modifiable factor (such as nutritional
supplements, herbal preparations, dietary
factors, prescription or nonprescription drugs,
social or economic factors, medical conditions,
toxins, or environmental exposures) with
reduced risk of Alzheimer’s disease.”

» http://consensus.nih.gov/2010/alzstatement.htm



http://consensus.nih.gov/2010/alzstatement.htm

“A .05 Out of 10”

* Some patients Rx: cholinesterase inhi
and glucose antagonist

* Almost statistically insignificant, inappropriate
for advanced stage

+ May delay nursing home placement a bit, and
what happens to this logic once placed?

+ Joe Foley: “On a scale of 1to 10....05?
Music a 92 Poetry a 727






Failed Preventive Interventions

o

* No impact in presymptomatic use of
cholinesterase drugs in people with “MCI” (pre-
AD)

+ Estrogen replacement does not delay AD onset in
women at higher risk

* No benefit shown for use of ibuprofen and other
NSAIDs, Ginko Biloba, etc.



+ Diet (fruits, vegetables)
* Exercise

+ Social and intellectual engagement

* Walk peacefully with friends to a Greek
restaurant and then hit the library to read

# Meditation against stress (Dharma Singh Khalsa
MD) www.alzheimersprevention.org



http://www.alzheimersprevention.org/

HAVE A NOBLE PURPOSE!
e

+Older adults who rated high
quartile on a purpose of life scale
had 30% lower rate of cognitive
decline than the low quartile ¢asoyieet

al., “Effect of Purpose in Life on the Relation Between Alzheimer
Disease Patholigic Changes on Cognitive Function in Advanced Age,”
Archives of General Psychiatry, Vol. 69 (no. 5), 2012, pp. 499-504)




Cicely Saunders: “I can never retire”







TIP IV. Deeply Forgettul People Can Pick
Up Empathy 1in Caregivers




“... talk even to the most‘

cognitively disabled,
calling them by name
(which, sometimes
surprisingly, may come).
Speak with a warm and
calm voice, with a joyful
facial expression,
bending down to make
eye contact,
communicating with
them rather than around
them.”

SGPost, “Alzheimer’s &
Grace” First Things 2004



The Spirituality of Empathy

* Mr. Fred Rogers: “l believe that aMation
is a holy thing — that when we look for what’s
best in a person we happen to be with at the
moment, we’re doing what God does all the
time. So in loving and appreciating our
neighbor, we’re participating in something
sacred.”



TIP V: Don’t Rule Out the Soul

\

* Are moments of self-identity just bits of brain
residue?

* Or something more? “You don’t have a soul.
You are a soul. You have a body.” (C.S. Lewis)

* My Hindu friends with their Namaste

* Never assume that your consciousness is
superior to their consciousness



[=] [=] [=] [=]  [=] [=]  [=] [=] [=] [=]

Restrictions on Driving (Leo)

Diagnostic Disclosure (Murray)

Enrollment in Research (tacrine blood draws)
Autosomal Genetic Testing — PS1, PS2 (A Woman from
Chicago)

Susceptibility Testing (REVEAL APOE-e4)

Advance Planning (durable power of attorney for
healthcare)

Pre-emptive Assisted Suicide (Janet Atkins)
Euthanasia by Advanced Directive (Netherlands 2016)
Pain!

Nutrition & Hydration



TIP VII: Look for Pain

Prevalence of painin elde
nhome residents (est. half of whom
nave dementia) is 40-80% (e.g.,
arthritis and other chronic
conditions)




Scales for Assessing Pain

A - L

— —
—— N

hyperventilating), vocalizatior
crying out, “ouch’), facial expression
(frightened, frowning, grimacing), body
language (curled up knees, clenched fists,
tenseness, rigidity, pushing away caregivers,
rubbing), behaviors (agitation, irritability,
changed sleeping patterns, loss of appetite,
crying, wandering)

+* Pain Assessment in Advanced Dementia
(PAINAD) scale can be used in five minutes



TIP VIlI: Remind Adult Children




TIP IX: “Appeal to Compassion in the Face of

Suffering”

o

* An abdominal mass

+ Those blood draws are torturous

« Surgery for hip fracture: “His postoperative
course is complicated by pneumonia, delirium,
and pressure ulcers on his heals and sacrum.
He is losing weight and unable to participate
in rehabilitation because of his confusion. This

is his fourth hospitalization in the past year.”
(Morrison and Meier, “Palliative care,” NEJM, Vol. 350, 2004, pp. 2582-2590)



TIP X: Recommend Against PEGs













Music, Memory and Swallowing

\\

 Preliminary studies show that ‘“music and memory”
intervention improve swallowing

+ Reduced call for PEGs



Xl. Jonathan Swift










St. Patrick’s Hospital for the Mentally Infirm (12,000

W\

+ “Not fear but care” (Bethlehem/Bedlam)
* No violence or cooling
# In “the vicinity of general medical care” (St. Steven’s)

* Residents from Dublin region so family members could
visit weekly and pray with loved ones

* In 1742, after writing his will, Swift himself succumbed
to dementia that he feared















