COLLECTION OF ESSAYS —
FEB 14.2013 TO APR 27.2021

The Grieving Process

Our Alzheimer’s Journey

Kanu C (KC) Mehta
kanu.mehta@gmail.com

November 10, 2021

KCMC

"SJOUMO aANjoadsal Jiay) Jo syJewapel) ale syJewaped) Jaylo || pPaAtasal s)ybu (v DT ‘Buninsuod eysiN OM 120z 1ybuAdon o



MY JOURNEY WITH SUMI

First, | must acknowledge the people that
care deeply for me and Sumi.

B

Peggy Selina Kailash

Without their professional care and love,
Sumi’s Journey would be much different.
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Introduction
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Our Alzheimer’s Journey - Introduction

» In 2013, at age 59, my wife Sumi was diagnosed with younger onset

MY JOURNEY Alzheimer’s disease.

WITH SUMI » | had been happily married to Sumi for more than 40 years. Little caregiving.

» | hoped for a misdiagnosis. Then got educated, read all the books | could.

» At first, | wanted to change Sumi’s behavior then | realized | needed to
change myself by taming my alpha-male tendencies to care for her.

Eventually, | turned to soul searching and reflection to get us both through
the initial years of our journey.

Care partnering to me is like attempting to scale a challenging mountain. In
our 8 ¥2 years of Journey, | happen to be at a greater height on the mountain.

| have stumbled many times and have learned few things from other
caregivers who are at even greater heights than | am.

At the same time, | have shared my knowledge with other caregivers who are
in the early stages of their journey, at a lesser height.




Our Alzheimer’s Journey - Introduction

| first wrote formally about Sumi’s disease in 2015 and | continue to write as
MY JOURNEY My Journey with Sumi with 3 main objectives:

WITH SUMI 1. Increase Awareness of Alzheimer’s. Fight stigma

2. Share my thoughts and feelings. It allows me to channel my feelings,
document changes, and share a glimpse into our lives.

3. Let my writing be a barometer of my health. Stanford Study

» | write “in the moment” to help process my emotions
» | find it therapeutic
» From my writing, | develop stand-alone essays

» Our Alzheimer’s Journey — Grieving Process is one of the 25+ essays

» My essays can be read on my website:

https://myjouneywithsumi.com

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.
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What is Dementia?
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Our Alzheimer’s Journey — What is Dementia2

Dementia is a serious loss of cognitive functions to perform daily tasks.

It causes changes in:

» Memory

Language

Executive function (planning, organizing, and attention)
Visual / spatial skills

Judgement / reasoning

vV V YV VY V

Personality / mood

* Source: Alzheimer’s Association

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.




Our Alzheimer’s Journey - Dementia and Flowers Metaphor

Dementia and Flowers Metaphor*

Flowers

Mums

Pansies

Tulips

v Daisies

* Source: Alzheimer’s Association

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.




Our Alzheimer’s Journey - Types of Dementia

Types of Dementia*

Dementia
[ Frontotemporal }
[ Brain tumor ] disease
Vascular
dementia . Lewy Body
disease

> About 60% of dementia is Alzheimer’s*

» Itis a progressive disease with no cure
* Source: Alzheimer’s Association oy o
+S=ALZHE)IAI\|/I£RS.ORG.UK > And, eventually, it is fatal

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.
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3-Stages of Alzheimer’s
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3-Stages* of Alzheimer’s Disease

. O to 2 Years 2 to 7 Years 7 1o 10 Years
2 I_ slifa .ges IOf Early Stage Middle Stage Late Stage
.Z eimers Problems with the Forgetfulness of events or about one's own - Sumi i‘s in the 9t Year of .
Dlsease right word or name personal history Alzheimer’s and is in the Late Stage of her disease
> Not able to communicate her needs
. Trouble rememberin Feeling moody or withdrawn : 2 .
If the life expectancy of names when . discomfort and pain. Super detective
the PWD is less than 10 introduced to new Unal::e to recall their own address or telephone read body language, right brain, snoring
years, then these three ETm— » Requires round-the-clock assistance
Challenges in ontusion about the day / where they are with the activities of daily living (ADLs)
Stages would be performing tasks The need for help choosing proper clothing for the
Compressed and vice season or the oc'::asion g prop g > Lost awareness of recent experiences
Forgetting material as well as her surroundings. Fit, Walks
versa. that one has just read
Trouble controlling bladder / bowels .
o — » Trouble controlling her bladder and
v:lsu:slgro':;j:ztac Lo Changgs in sleep patterns. Sleeping during the day and bowel movement (incontinency)
el G LA S0 Monitoring BM Chart - Free Covid Test
trouble with planning . op e . » Experience changes in physical abilities, including the
or organizing Sumi exhibits behaviors ability to walk, sit and, eventually, swallow
‘ hlghlllghtﬁd in yeIIow » Become vulnerable to infections, especially pneumonia
é : .
-3 -2 -1 +1 +2 +3 +4 +5 +6 +7 +8 +9 +10
April April April April April April April i April April April
-2010 2011 2012 2013 2014 2015 2016 2017 2018 2019 2019 2021 2022 2023
PRE-DIAGNOSIS Dene D YEARS AFTER DIAGNOSIS OF DISEASE 2N0°2"1 R

(THE LIFE EXPECTANCY OF THE PWD VARIES BASED ON VARIOUS FACTORS.
AFTER DIAGNOSIS AVERAGE LIFE EXPECTANCY IS 8 TO 10 YEARS)

* Source: Alzheimer’s Association

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.
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Emotional Roller-coaster
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Our Alzheimer’s Journey — Emotional Challenges and Managing Caregiver Stress

2. 5-Stages of Grief SARA:
(by Elisabeth Kubler Ross):

conrusiond P Fear

ANXIETY: bécaien | o

>
» Reflection
DISORDER DEPRESSION - B > Acceptance
pANIC = FRUSTRATION [ Derressen

All this bundle of mixed Emotions were present in us throughout Our Journey

| will un-bundle these emotions showing how | have been riding this emotional roller-coaster

Source: Connect Magazine - Area Agency on Aging 1-B - Michigan

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.
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Charting of Our Alzheimer’s Journey
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Our Alzheimer’s Journey — Charting of Our Journey

Charting of Our Journey:

» In the next few slides, | will review in the chart format the emotional
progression of Our Journey over the last 8 2 years.

-3 -2 -1 +1 +2 +3 +4 +5 +6 +7 +8 +9 +10
22010 2011 2012 April April April April April April April April April April April

2013 2014 2015 2016 2017 2018 2019 2019 2021 2022 2023
DISEASE Nov >
PRE-DIAGNOSIS DIAGNOSED YEARS AFTER DIAGNOSIS OF DISEASE 2021 >
(THE LIFE EXPECTANCY OF THE PWD VARIES BASED ON VARIOUS FACTORS.
* Source: Alzheimer’s Association AFTER DIAGNOSIS AVERAGE LIFE EXPECTANCY IS 8 TO 10 YEARS)

** Source: Healthline Support (https://www.healthline.com/health/alzheimers-disease/life-expectancy)

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.
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https://www.healthline.com/health/alzheimers-disease/life-expectancy

Our Alzheimer’s Journey - Average Life Expectancy

Pre-Diagnosis Phase: Post Diagnosis Phase:
» The average life expectancy is 8 to 10 years. However, in some cases it can be
> Green vertical line ) as short as 3 years or as long as 20 depending on various factors** such as:
is the time of Sumi’s _ . _ _
diagnosis (Apr 2013) Age at the time of diagnosis, gender, other health problems, severity of

symptoms and brain abnormalities.

» There are usually 1
to 3 years, or more,
of symptoms » Each Person with the Disease (PWD) and their care partner have unique
present before the circumstances. Their journey could be totally different from ours.

» For the illustrative purpose, | have chosen a 10-year life expectancy

diagnosis.

» | have included » However, there are many general paths that most PWDs and their care
those years on the partners will travel. All these paths can be depicted in many ways. There are
left as Pre-Diagnosis no hard and fast rules. What fits one situation may not fit others.

Phase. . . .
> Trigger Point » What | am going to review is Our Journey... What happened to us.
== O
-3 -2 -1 +1 +2 +3 +4 +5 +6 +7 +8 t +9 +10
2010 2011 2012 B 2014 2015 2016 2017 2078 2019 200 2021 2027 2073
DISEASE YEARS AFTER DIAGNOSIS OF DISEASE o >
PRE-DIAGNOSIS DIAGNOSED 2021
(THE LIFE EXPECTANCY OF THE PWD VARIES BASED ON VARIOUS FACTORS.
* Source: Alzheimer’s Association AFTER DIAGNOSIS AVERAGE LIFE EXPECTANCY IS 8 TO 10 YEARS)

** Source: Healthline Support (https://www.healthline.com/health/alzheimers-disease/life-expectancy)

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.
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Our Alzheimer’s Journey — The Grieving Process

Curve with Emotional Acceptance and Management with Frequent "Emotional Spikes”

< Phase 1 > Phase 3 >‘< Phase 4 >
N

A

-3 -2 -1 +1 +2 +3 +4 +5 +6 +7 +8 +9 +10

22010 2011 2012 April April April April April April April April April April April
2013 2014 2015 2016 2017 2018 2019 2019 2021 2022 2023
DISEASE YEARS AFTER DIAGNOSIS OF DISEASE Nov >
PRE-DIAGNOSIS DIAGNOSED 2021

(THE LIFE EXPECTANCY OF THE PWD VARIES BASED ON VARIOUS FACTORS.
AFTER DIAGNOSIS AVERAGE LIFE EXPECTANCY IS 8 TO 10 YEARS)

* Source: Elisabeth Kubler Ross

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.

18




The Grieving Process - Our Alzheimer’s Journey

0]

Emotional Curve -
Grieving Process and Reconciliation
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Our Alzheimer’s Journey — The Grieving Process

Emotional Curve with Frequent "Emotional Spikes™

» Prior to Sumi’s diagnosis, our relationship was binary and reciprocal. We took care of each
other’s needs and there was mutual dependency. Our tasks of running the house were

divided to each other’s skills and comfort level.

> With the onset of the disease, everything turned upside-down. Our relationship, in most

situations, became unidirectional and non-reciprocal.

» My love for Sumi became more ‘intentional.’ It is not easy to naturally love when under a lot
of stress and pushed into frustrating situations. And, in some demanding situations reflexes

could take over.

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.




Our Alzheimer’s Journey — The Grieving Process

Emotional Curve with Frequent "Emotional Spikes™

» in the pre-diagnosis phase, | was mostly in the denial that nothing is wrong with
ANGER Sumi. Also, angry as Sumi was not able to perform some simple tasks.

DENIAL*

1

BARGAINING*

Emotional Curve and the Care Partnering Curve

» The illustration on the left shows the emotional curve (in red) and care partnering
curve (in blue) that occurred while taking care of Sumi.

» These curves are starting at -3 years when Sumi first began to show the symptomes.

» The vertical y-axis has no scale but shows the relative magnitude of the emotions
experienced by the care partner.

-3 -2 -1 +1 +2 +3 +4 +5 +6 +7 +8 +9 +10
- April April April April April April April April April April April
2010 20T 2012 2013 2014 2015 2016 2017 2018 2019 2019 2021 2022 2023
DISEASE Nov >
PRE-DIAGNOSIS DIAGNOSED YEARS AFTER DIAGNOSIS OF DISEASE 2021 >
(THE LIFE EXPECTANCY OF THE PWD VARIES BASED ON VARIOUS FACTORS.

AFTER DIAGNOSIS AVERAGE LIFE EXPECTANCY IS 8 TO 10 YEARS)
* Source: Elisabeth Kubler Ross

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.
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Our Alzheimer’s Journey — The Grieving Process

Curve with Emotional Acceptance and Management with Frequent "Emotional Spikes”

DENIAL*
SHOCK Emotional Management Curve
DENIAL® GUILT > | was in continuous denial with the hope that the neurologist may have
< € SRIEF > misdiagnosed the disease as Alzheimer’s vs. mild cognitive impairment (MCI).
ANGER
FEAR

BARGAINING* DEPRESSION* > During this phase, | was mostly in grief and guilt. Guilt in that all through our lives

Sumi was such a good wife to me and | could have been a better husband to her.

EMOTIONAL
MANAGEMENT

» The Emotional Curve was at its peak just after diagnosis.

Care Partnering Understanding
> A diagram of a second curve (in blue) is about the strategies and tactics
employed by me as a care partners to take care of Sumi’s future needs.

» This curve tended to go up steadily as | gained experience and knowledge

» Over time | learned that effective caregiving comes from love, mercy,
compassion, and patience.

-3 -2 -1 +1 +2 +3 +4 +5 +6 +7 +8 +9 +10
- April April April April April April April April April April April
2010 20T 2012 2013 2014 2015 2016 2017 2018 2019 2019 2021 2022 2023
DISEASE Nov >
PRE-DIAGNOSIS DIAGNOSED YEARS AFTER DIAGNOSIS OF DISEASE 2021 >
(THE LIFE EXPECTANCY OF THE PWD VARIES BASED ON VARIOUS FACTORS.

AFTER DIAGNOSIS AVERAGE LIFE EXPECTANCY IS 8 TO 10 YEARS)
* Source: Elisabeth Kubler Ross

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.




Our Alzheimer’s Journey — The Grieving Process

Curve with Emotional Acceptance and Management with Frequent "Emotional Spikes”

DENIAL*

READING ON THE

DISEASE
SHOCK SELF-REFLECTION Emotional Acceptance and Management Curve
* LEADING TO . .
DENIAL GUILT ACCEPTANCE* | got educated on the disease by reading many books.
FEAR > | started to reflect about our situation.

BARGAINING*
DEPRESSION*

» Emotional acceptance and management meant recognizing
that Sumi is slowly changing in front of me and sooner or

later it becomes incumbent upon me to change as well.

EMOTIONAL
MANAGEMENT

» Leaned to differentiate between real and anticipatory
grief.

CARE PARTNERING

DGE o 9 .
[NNOWEEREE, » The emotional curve is not smooth. It has episodes of
sudden changes and | call these ‘emotional spikes.’
: : : > After the peak, the emotional curve decreased as | gained
- @ ' 1 1 more knowledge and confidence and it helped control
-3 -2 -1 +1 +2 +3 Q
me grief.
_ April April April April Selis g S
2010 20T 2012 2013 2014 2015 2016 2017 2018 2019 2019 2021 L 2022 2023
DISEASE ST S
PRE-DIAGNOSIS DIAGNOSED YEARS AFTER DIAGNOSIS OF DISEASE 2021 >

(THE LIFE EXPECTANCY OF THE PWD VARIES BASED ON VARIOUS FACTORS.
AFTER DIAGNOSIS AVERAGE LIFE EXPECTANCY IS 8 TO 10 YEARS)

* Source: Elisabeth Kubler Ross

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.



Our Alzheimer’s Journey — The Grieving Process

Curve with Emotional Acceptance and Management with Frequent "Emotional Spikes”

DENIAL* READollecé Aos: THE < Emotional Acceptance is a Non-linear, Cyclical Process >
SHOCK SELF-REFLECTION
LEADING TO EMOTIONAL ACCEPTANCE AND MANAGEMENT - LESS GRIEF
*
DENIAL GUILT ACCEPTANCE*
ANGER GRIEF | MY FOCUS SHIFTED TO CARE PARTNERING KNOWLEDGE,
FEAR CREATIVE PROBLEM SOLVING & CONFIDENCE /
BARGAINING* (LESS ANGER, GRIEF)
DEPRESSION* s
EMOTIONAL
MANAGEMENT

' ' ERING
/"R;NER\NG CARE PARTN

RE PA G KNOWLEDGE
C\‘J\NDERSTA,ND‘N - :
: EMOTIONAL ACCEPTANCE AND
MANAGEMENT
-3 -2 -1 +1 +2 +3 +4 +5 +6 +7 +8 +9 +10
2010 2011 2012 April April April April April April April April April April April
2013 2014 2015 2016 2017 2018 2019 2019 2021 2022 2023
DISEASE YEARS AFTER DIAGNOSIS OF DISEASE o, >
PRE-DIAGNOSIS DIAGNOSED 2021 >

(THE LIFE EXPECTANCY OF THE PWD VARIES BASED ON VARIOUS FACTORS.
AFTER DIAGNOSIS AVERAGE LIFE EXPECTANCY IS 8 TO 10 YEARS)

* Source: Elisabeth Kubler Ross

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.




Our Alzheimer’s Journey — The Grieving Process

Curve with Emotional Acceptance and Management with Frequent "Emotional Spikes”

DENIAL* READD':;:AOS'; THE < Emotional Acceptance is a Non-linear, Cyclical Process > Emotion al Curve:
SHOCK SELF-REFLECTION : 0
DENIAL® cuILT LEADING TO EMOTIONAL ACCEPTANCE AND MANAGEMENT - LESS GRIEF > Enterlng 4 year, the
ACCEPTANCE® ‘ .
o ANGER GRIEF ’| FOCUS SHIFTED TO CARE PARTNERING KNOWLEDGE, emotional curve started to

FEAR CREATIVE PROBLEM SOLVING & CONFIDENCE
BARGAINING* DEPRESSION® (LESS ANGER, GRIEF)

flatten out as | gained
knowledge about the
disease by:

- Extensive reading

- Differentiate - Diseased vs.
non-diseased Sumi

- Attending support groups

- Classes: AAA-1B / BBAC

EMOTIONAL
MANAGEMENT

/ | TNERING
RING CARE PAR

CARE P RTNE ING KNOWLEDGE
UNDERSTAND . :

EMOTIONAL ACCEPTANCE AND

| sesen - Building a care giving team
g g 5 | g g g g ; ; g ; ; Wisdom was gained by:
5 2 » . o s N N a - I o » Contemplation

2010 2011 2012 April April Apfi\ épri\ April April April April April A::'\I April > Understandlng the
2013 2014 2015 2016 2017 2018 2019 2019 2021 2022 2023
Nov m m
PRE-DIAGNOSIS aeeeEeD YEARS AFTER DIAGNOSIS OF DISEASE 2021 Impermanence in nature
(THE LIFE EXPECTANCY OF THE PWD VARIES BASED ON VARIOUS FACTORS. o o
AFTER DIAGNOSIS AVERAGE LIFE EXPECTANCY IS 8 TO 10 YEARS) > M |ndfu I ness - |ea rn |ng to

* Source: Elisabeth Kubler Ross

live in the present
» Finding a sense of
equanimity and proportion
» Writing and sharing my
* Source: Elisabeth Kubler Ross experience

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.
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A Curve of Care Partnering Knowledge
Creative Problem Solving and Confidence
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Our Alzheimer’s Journey — The Grieving Process

1/6 - Care Partnering Knowledge, Strategies, Creative Problem Solving and Confidence

1of 6

DENIAL* READD'&‘E Aos: THE < Emotional Acceptance is a Non-linear, Cyclical Process > C are Pa rtnerin g
SHOCK SELF-REFLECTION .
DENIAL* GUILT Alt.:EcAEDPI'I"‘AGNLcE,' EMOTIONAL ACCEPTANCE AND MANAGEMENT - LESS GRIEF Knowled ge, strateg|es,
o ANGER GRIEF | FOCUS SHIFTED TO CARE PARTNERING KNOWLEDGE, Cl"eatlve PrOblem SO|V|ng
EEAR CREATIVE PROBLEM SOLVING & CONFIDENCE 7 .
BARGAINING* DEPRESSION (LESS ANGER, GRIEF) P and Confldence

EMOTIONAL
MANAGEMENT

» This ranged from:
arranging for caregivers
to take care of Sumi’s
daily chores like
: , 5 : | | toileting, bathing,

dressing, feeding etc.

’ ' NG\\
RTNERING CARE PARTNERI

E PA OWLEDGE
CARDERS‘.AND\NG .KN :

UN

5 5 5 T ‘ 5 5 5 5 f 3 5 t 5 5 > It also included taking
-3 -2 -1 +1 +2 +3 +4 +5 +6 +7 +8 +9 +10

-2010 20M 2012 April April April April April April April April April April April Care Of the Iegal,
2013 2014 2015 2016 2017 2018 2019 2019 2021 2022 2023
Nov f | d medical
PRE-DIAGNOSIS DI[I)\IGSEJI(\JSSEED YEARS AFTER DIAGNOSIS OF DISEASE 2021 Inancial, an ediCa
(THE LIFE EXPECTANCY OF THE PWD VARIES BASED ON VARIOUS FACTORS.
AFTER DIAGNOSIS AVERAGE LIFE EXPECTANCY IS 8 TO 10 YEARS) m atte rs
.

* Source: Elisabeth Kubler Ross

* Source: Elisabeth Kubler Ross

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.



Our Alzheimer’s Journey — The Grieving Process

2/6 - Care Partnering Knowledge, Strategies, Creative Problem Solving and Confidence

20f 6

DENIAL® READING of THE < Emotional Acceptance is a Non-linear, Cyclical Process > Some of my creative
SHOCK SELF-REFLECTION .
DENIAL* GUILT JLEADING TO EMOTIONAL ACCEPTANCE AND MANAGEMENT - LESS GRIEF prob|em solutions were:
o ANGER GRIEF ’| FOCUS SHIFTED TO CARE PARTNERING KNOWLEDGE, >
FEAR CREATIVE Pl(t&lss?:"s(;cg‘vn:ﬁl:;onrmznu P > Installi in th
BARGAINING* DEPRESSION® ’ - nstalliing Cam?ras N .e
| house to monitor Sumi’s

MANAGEMENT movements.

» Installing a motion
sensor alarm in the
: : 5 5 5 5 bedroom so when Sumi
tries to get out of bed |
' | : ’ i ‘ am alerted or awaken to

. T T t - tend to her needs.

' | NG\\
RTNERING  CARE PARTNERI

EPA OWLEDGE
A DERSTANDING - :

UN

- April April April April April April April April April April April
2010 20m 2012 2013 2014 2015 2016 2017 2018 2019 2019 2021 2022 2023
DISEASE Nov
PRE-DIAGNOSIS DIAGNOSED YEARS AFTER DIAGNOSIS OF DISEASE 2021

(THE LIFE EXPECTANCY OF THE PWD VARIES BASED ON VARIOUS FACTORS.
AFTER DIAGNOSIS AVERAGE LIFE EXPECTANCY IS 8 TO 10 YEARS)

* Source: Elisabeth Kubler Ross

* Source: Elisabeth Kubler Ross
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Our Alzheimer’s Journey — The Grieving Process

3/6 - Care Partnering Knowledge, Strategies, Creative Problem Solving and Confidence

5of 6

DENIAL* READD':;:AOS'; THE < Emotional Acceptance is a Non-linear, Cyclical Process > More Creative Problem
SHOCK SELF-REFLECTION Sol ) E |
DENIAL® LEADING TO EMOTIONAL ACCEPTANCE AND MANAGEMENT - LESS GRIEF .
GUILT ACCEPTANCE® ‘ olving Examplies:
ANGER GRIEF | FOCUS SHIFTED TO CARE PARTNERING KNOWLEDGE,
FEAR CREATIVE PROBLEM SOLVING & CONFIDENCE

BARGAINING* {LESS ANGER, GRIEF) - ~ > Covering all the mirrors
and reflective surfaces
in our home to avoid the
confusion that comes

when Sumi looks into

DEPRESSION*

EMOTIONAL
MANAGEMENT

? | them.
/‘,—;:E—R‘:G CARE PARTENDEGREWG\\ . )
oare AGNG © knowLsooE, ; ; | E 5 | » Changing the carpet in
. EMOTIOJ‘:JIAALNIA(;(;?PETNATNCE AND . _ ‘ the bedroom to

| 5 : ; | | | | | | | | | hardwood floor so toilet
3 3 3 T : 3 1 : : 1 1 1 I 3 1 accidents are easier to
-3 -2 -1 +1 +2 +3 +4 +5 +6 +7 +8 +9 +10

-2010 20M 2012 April April April April April April April April April April April Clean and reduces my
2013 2014 2015 2016 2017 2018 2019 2019 2021 2022 2023 .
. d frustrat
PRE-DIAGNOSIS aeeeEeD YEARS AFTER DIAGNOSIS OF DISEASE T a ngel’ an rustrations.
(THE LIFE EXPECTANCY OF THE PWD VARIES BASED ON VARIOUS FACTORS. .
AFTER DIAGNOSIS AVERAGE LIFE EXPECTANCY IS 8 TO 10 YEARS) > P tt g ft f d
* Source: Elisabeth Kubler Ross u In SO oa m pa S

on any surfaces Sumi
could bump in to.

* Source: Elisabeth Kubler Ross

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.



Our Alzheimer’s Journey — The Grieving Process

4/6 - Care Partnering Knowledge, Strategies, Creative Problem Solving and Confidence

4 of 6

More Creative Problem
Solving Examples:

I@ Building a ramp from the
garage to the house..

@ Anti-skid (Dycem) mat
for dinner the plate.

@ Rigging up a shroud to
go over the shower
temperature knobs to
prevent accidentally getting
cold or scalding water while
showering Sumi.

BTt i @ Building a ramp from the
4” PVC Coupling hardwood foyer to the

over the shower knob sunken family room.

Ramp from the foyer
to the sunken family room

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.




Our Alzheimer’s Journey — The Grieving Process

5/6 - Care Partnering Knowledge, Strategies, Creative Problem Solving and Confidence

5of b
Open shower stall (no doors) for ease of showering Sumi

> Platinum Shower Seat
with 3600 Seat Rotation
and 20" Travel

&

360° Seat Rotation and Sliding Shower Chair with Padded Back, Arms and Seat Belt

/ / © Copyright 2020 KC Mehta Consulting, LLC. All rights reserved.




Our Alzheimer’s Journey — The Grieving Process

6/6 - Care Partnering Knowledge, Strategies, Creative Problem Solving and Confidence

As Sumi’s disease progresses, falls resulting in serious injuries are inevitable. 6 of 6

As a safeguard, sometimes we put wearable safety gears on Sumi: > This problem-solving
> A foam padded cap worn by the Lacrosse goalies, and aspect of being a care
> A hip protector a foam padded wrap-around worn by the motor cyclists partner gives me small

victories. As | test my
solutions, it creates a
safer and more
comfortable
environment for Sumi

» | consider my problem
solving efforts and
rigging up items for
Sumi’s wellbeing a form
of self-care as it
temporarily takes my
mind away from the
caregiving chores




Our Alzheimer’s Journey — The Grieving Process

Emotional Curve and Care Partnering Curve

DENIAL* READD'gngs: THE < Emotional Acceptance is a Non-linear, Cyclical Process > Emotional Curve
SELF-REFLECTION o . .
DENIAL* s:u(:f: ’ AIEECAEDPI;J‘:EN'(I':% EMOTIONAL ACCEPTANCE AND MANAGEMENT - LESS GRIEF » For more emotlonally inclined
— > > care partner, the area under
| e TSNS LiE L Koo Ee i -
ARCAININGS FEAR PP e the emotional curve will be

DEPRESSION* -

larger.

EMOTIONAL
MANAGEMENT

Care Partnering Curve

» A care partner with more
knowledge and understanding
of the disease will show a
larger area under the care
partnering strategies curve.

I TNERING CARE PARTNERING

£ PAR KNOWLEDGE
CGSDERS““D‘NG . :

EMOTIONAL ACCEPTANCE AND
MANAGEMENT

E Z © 5 : E : : : : : : S
-3 -2 -1 + +1 +2 +3 +4 +5 +6 +7 +8 +9 +10
-2010 2011 2012 April April April April April April April April April April April

2013 2014 2015 2016 2017 2018 2019 2019 2021 2022 2023
DISEASE Nov
PRE-DIAGNOSIS DIAGNOSED YEARS AFTER DIAGNOSIS OF DISEASE 2021
(THE LIFE EXPECTANCY OF THE PWD VARIES BASED ON VARIOUS FACTORS.

AFTER DIAGNOSIS AVERAGE LIFE EXPECTANCY IS 8 TO 10 YEARS)
* Source: Elisabeth Kubler Ross

* Source: Elisabeth Kubler Ross
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Our Alzheimer’s Journey — The Grieving Process

Unknown Future

DENIAL* READD'&‘E Aos: THE < Emotional Acceptance is a Non-linear, Cyclical Process > Unknown Future!
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— > > » In the final stage, the brain’s
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much that it fails to instruct
the mouth to chew and
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complications and
deterioration in health.

EMOTIONAL
MANAGEMENT

/ | TNERING
RING  CARE PAR

CARE PARTNED‘NG KNOWLEDGE
UNDERSTAN . :

» This will cause heightened
emotional distress for the
PWD and care partners as the
ultimate demise of the PWD
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. 2 - T o - . o . . . . t v »10 becomes a reality.

EMOTIONAL ACCEPTANCE AND
MANAGEMENT
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(THE LIFE EXPECTANCY OF THE PWD VARIES BASED ON VARIOUS FACTORS. w
AFTER DIAGNOSIS AVERAGE LIFE EXPECTANCY IS 8 TO 10 YEARS) prepa red but I knOW that One

* Source: Elisabeth Kubler Ross

is never prepared for this
tragic moment”

» Sad reality - Alzheimer’s
always wins!

* Source: Elisabeth Kubler Ross
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Closing Thoughts

| consider myself fortunate that | am in good physical, mental, emotional and financial state that I, and
Sumi’s caregivers, can provide one-on-one, person centered care to Sumi in our home.

The hardest part of the caregiving is that it is a lonely journey in spite of getting tremendous support from
family and friends. It can feel that all dreams and hopes are on pause.

Sometimes, | feel as though | am on a cliff’s edge. But with steadfastness, | amaze myself that | have scaled
a new height in caregiving. What | thought was a cliff is just another plateau - a new normal.

Changes in Sumi have precipitated changes in me and opened up new internal vistas. Sumi gives purpose,
clarity, and focus to my life. | strive to become a better person and husband by being more loving, caring,
compassionate, and patient by maintaining emotional equanimity and mindfulness.

| am able to recognize the important things and let go of the trivial. | try to control the controllable and
manage the uncontrollable. My anxiety, stress, and the blood pressure have been reduced thereby
improving my well-being. | find that | am compassionate, self-healed, little wiser, and at peace with myself.
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Closing Thoughts

My Two Sumi’s and Two Worlds

> Before the disease = My First Sumi or, Sumi 1.0

> After the disease = My Second Sumi or, Sumi 2.0

Living in the two worlds of the same person - Sumi 1.0 and Sumi 2.0 - is extremely painful. The reality
is that both these worlds co-exist simultaneously, like two banks of the same river. Sumi 1.0 and Sumi

2.0 on each bank.

| can’t lock up the former world, the world with My First Sumi, in the deep recesses of my mind and
forget about it. At the same time, | can’t ignore the current and real world with My Second Sumi.

After a long struggle, | have figured out my well-being depends on smoothly navigating between these
two worlds with a balanced mind and not getting overwhelmed by either of them.

It is like crossing a rickety suspension bridge over a turbulent river when I’'m not even sure | want to
get to the other side to visit Sumi 1.0. But with a determined resolve, | do cross it and navigate
between the two banks of the river all while maintaining my equanimity!
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Closing Thoughts

My Two Sumi’s and Two Worlds

The common thread in my two worlds is Sumi’s smile.
Every day | try hard not to let that go!

Sumi 1.0 Sumi 2.0
1974 Now
(2 weeks (47 years
after our later)

marriage)
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Closing Thoughts

In our Journey, | have realized that Grief is not the process of
forgetting, or suppressing the memories of Sumi in the deep

recesses of my mind, but

Remembering those memories, at will, or on special occasions,
with less pain.
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Thank you
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