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My experience with
Energy Conservation
Technigues &
Home Modification

when having Mito!
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Today . . .

| will SHARE with you how | utilize
Energy Conservation Technigues
to help me deal with FATIGUE and be

more IN

W
ac

nat wi
vice.

DEPENDENT.

| be discussed i1s NOT medical

Please CONSULT with an OT or

PT about your fatigue and Mito
symptoms to LEARN Energy

Conservation Techniques that meet
your personal needs.




Fatigue and other Mito Symptoms limit

my ability to do everyday activities.
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The physical challenges | face due to  fatigue |,
are easier mentally for meto accept and deal
with, whereas the cognitive challenges |
experience due to fatigue are more  worrisome
and frustrating for me.
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Globally Fatigue affects all aspects of our life.
What activity would you want a tiny bit more energy to do? (pick 3)

Work d full or part time
Volunteer 9 either in own home or online

A. Ablility to move body -ie: to use arms or legs, to walk or propel wheelchair
B. Selfcare task 9 such as dressing or showering/bathing
C. Leisure and Fun Activities
le: sports, playing with toys/games, doing craft/hobby, gardening, singing or playing a musical instrument, cruising social med
D. Attend or do assignments for School / College
E. Cognitive skills and memory 0 ie: problem solving, manage finances, remembering important things
F. Socialize/Communicate with others via phone, text, messenger, social media, or in person
G. Household tasks, yard work, home repairs, cook
H. Shop
l. Drive
J.
K.

la, reading,




| Fight Fatigue by using

Energy Conservation
Strategies!




What is Energy Conservation?

Duke University Physical Therapy Department states,

0 ( EC) wayg activities are doneto minimize muscle fatigue, joint stress, and pain! By using your  body
efficiently and doing thingsina sequential way, so you can save energy ! 0

EC redistributes efforts and energy and Promotes Independence.




't 1's work siIimplificatio

u Prioritizing

u Planning 4 P'
u Pacing s
u Positioning

The 4 Pshelp me deal with fatigue and my other symptoms from  Mito.




1) Prioritizing

Figuring out Priorities!
What Needs to be done now

What can wait to be done another time or by someone else
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With Fatiguee

| fight so hard to stay
Independent:

It was difficult for me to
admit to myself and
others | needed help

| “'ome dags { ? It was difficult to ask for
help

just sw‘mgg(e
%keep My

head above watér. .
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| wrestled with the _ |
thought needing a POSSESSIEN G

CAREGIVER!! ARG A .
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| am discovering ways to give myself grace, and
lo be okay with needing and asking for help!

Somet'ie"’é"it
takes more o
_ goutd et-;-_ sjdfor

| HOW
ACCEPT
HELP




My Mom I1s my paid
caregiver

(Personal Care Assistant)

through Act150 in PA.

t hankful for her help

My parents are older now, and It breaks my heart | am not able to physically help them






Driving & Shopping Help when | travel

| U@W@ tihent MY /M@m @@]ﬂﬂ@ h@ﬂf@@ﬂﬁ MY ENERGY SAVERS

SHE HELPS ME SAVE ENERGY FOR WHEN | REALLY NEED TO U's% '

Help when not

TasksicaBRE feeling well! Selfcare &Medical Care Gardening




2) Planning

SCHEDULE

Plan activities for day, week, month, year.

Keep schedule flexible , since | never know
how | will be at any moment.

| keep in mind _my personal needs, family
schedule, and my medical needs

PLANNING Helps me avoid doing things
back to back that cause my body to crash.

PLANNING Helps me be more successful
and feel better during activities

IMAGE ID: 1410271640
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IT TOOK TIME FOR ME TO LEARN IMANT TO DO A,
THEN INEEDEDTO GIVE UPDOING B, C, & D .




Example of Planning to enjoy a TRIP,

| went to Seattle, WA to give a presentation. | wanted to be able to TALK to
present. SO | Planned and arranged

Direct Flight - seat at window so wall provides some postural support.

Arrived a few days in advance so | could rest & recover before the event.

Touristy activity the day after my presentation.
Utilized a limo service to help manage luggage in/out of car.

Accessible Hotel room

Extra Energy Savers (Aunt & Cousin) join the trip to assist and to have fun




3) PACE

Pacing Activities is important!

Especially doing them at a comfortable pace.

My Pace varies depending on how | am doing.

It can be frustrating, and for a while | fought it, but
then | learned | can accomplish more by pacing
myself.

| learned to have Grace for myself and to LIVE at
MY OWN PACE!

PACE YOURSELF

ASK FOR HELP.
\ S FLEXIBLE.

RESPECT YOUR,
LIMITS.

* 1
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4, SOMETIMES IT'S BEST  «tt.
To MOVE AT A smw PACE 3**
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egas Hotel

~ - 5 | need Many REST

FEEET e

BREAKS ¢
-during an Activity

. ‘ « -through the Day!

-~ M

With needing much REST, |
try my best to find creative
ways to spend time with my
family while laying down!




Too Much

We all know , there is a fine line
between doing and overdoing.
Learning WHERE that LINE is

has been challenging .

| swear it moves up and down !

Sometimes by a lot!!!.

Too Little




u On days | feel good ,lkeepgoingand going,and | donot wa rBecausel ams temgoyihg
myself or am finally getting something done. But then | crash Hard. Are you the same way?




Often, | wake up in the red, empty.

Then sometimes, | can be green one
minute, and next minute | am totally
empty and crashing.

Overdoing, and draining the battery
makes my crash symptoms more intense
and then it takes much longer for me to
recover and to recharge my battery.
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A\ Knowing where | am

at ENERGY wise helps

me plan and prioritize
+ what to do,

when to do It,

when to ask for help,

and when to rest.




The Mito Traffic Light

Yellow = Proceed w/ Caution — PLAN/ PACE/ PRIORITIZE'
7% =Need to stop soon! or Slow Down! ;
«__ =Mild symptoms progressing. .

-These activities require more effort and energy.
-Activities | need to Plan/ Pace/ Prioritize /Position to do!
-These activities require a longer rest.

and able to function at my level the next day or so.
-Only can do these activities once or twice a week.




DYSAUTONOMIA INTERMATIONAL
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chronic iliness. Dysavtonomia patients often have limited energy, represented by spoons. Daing too much in

ong day can leave you short on spoons the next day,
If you only had 12 spoons per day, how would you use them? Take away 1 spoon if you didnt sleep well

last night, forgot to take your meds, or skipped a meal. Take away 4 spoons if you have a cold. T I
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REATED BY CHRISTINEISERANDINO

POONS = A UNIT OF ENERGY.

(-} ﬁ 3 HE USESPOONSTO EXPLAINTO A FRIEND
take pills surf the intemet light housework go to the doctor WHAT | TO S L | KE L] VI NG WI

M @

read/study drive somewhere exercise

get dressed make plans & soclalize go shopping

®

‘. -~ SPOON = ENERGY AVAILABLE TO USE
; S
S

The Spoon Theory was written by Christine Miserando,
which you can check out on her website www. butyoudontiooksick.com,




| came across this and liked how simplified it is.

The Eisenhower Decision Matrix
Urgent Not Urgent

Decide

Schedule a time to do it

Important

Delete

-+
c
(T
-+
-
@)
Q.
£
fud
@)
Z

As | thought about it, it did not properly reflect how | make decisions, especially when utilizing a caregiver.




Crausiach 7 Buttomricsiodd Modified Eisenhower Decision Matrix

a9 a¥s, §
& & ; P
How do | feel...
Need to be done! Want to do! Wish to do!

£ Plan
g ﬁ Pace
2 E Prioritize
- & Incorporate Rest!

to do but need
assistance.

Important for
my ENERGY
SAVER to do!

Coordinate with
my Energy Saver.

£ -

" Modification/ Adaption [ Modification/ Adaption ‘Modiﬁcchon/ Adaption
DME/ Assitive Tech DME/ Assitive Tech DME/ Assitive Tech
Community Resource Community Resource Community Resource

to do it.

Don't have access to
what's needed/ Not
sure how to do it,

Already in place Need to obtain item/ get it
set up/ arrange 1t/ or
figure out how to do 1it.

or have it.

place to be able

What needs to
be used or in




| learned | can
accomplish more by
Prioritizing, Planning,
and Pacing!

By Not doing, | learned | get more accomplished!




Giving up somethingnéw for
something better later 1s not

a sacnﬁce It 1s an mvestment
\A,;-‘;',- di
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Use Limited Energy Wisely!




4) Positioning

This may come to

mind when thinking

about Positioning

and Ergonomi c




Having Mito, Take

A Head/Neck Support

A Back/Lumbar Support <4
A Elbow/Arm Support

Lateral Support/
on side of me to lean against c

A Feet Supported or Elevated

Block for Feet

Propen Pasitiomngoand G GpporbHELR SSny b odychetiert uiilizéimited ENERGYS Y|




When my BODY i1 s s
- less energy goes to muscles

- more energy goes to my BRAIN
enabling me to think & talk better!!

Having support
enjoy
Conversations!

enables me to

-Plus, with Physical support | can
enjoy doing special activities
longer with loved ones!

A Supported
on SOFA to
do Zooms




Obus Form Have it on a

- rolling office chair
ngh Back like this at my
SuppOrt kitchen table. -

| t 0s easi er f or me
to move the chair
in/out! Plus. Gives
me better
support!

| use it on any chair 0
at relative's house or In
restaurant.

Using it on the SCOOTER has enabled me to
continue with my lightweight scooter instead
of a heavier scooter or electric wheelchair
with a high back seat.




This IS what we
call to mind

t when we think
1 of Body

b e Bl Mechanics.




Wi th Body Mechani
| looked at what activity | am
struggle with, and | think about

how | could better arrange the
environment.

s

~ A | use a Reacher to pick things up off the floor or
to get things out of the cabinet or closet.

| ask If there Is a device that could
help me do it easier.

Is there a way | can position my
body safely to do the activity with
less effort.

For example:

\ Bending down and reaching my
arms out straight and up over my
head are challenging for me.

A | arrange space so items | used
often are in arms reach.

A Clothing was lowered in my closet to make it
easier for me access them.




Gardening




Ralsed Bd

d access standing or sitting

Stretchy IV tubing

and my Scooter

Creative ways to do it!
Modify and adapt
Light weight tools/hose
drip irrigation




Assistive Technology

- can be a common item or a specially designed piece of DME!

BN UNAN

Py

w2

Low Tech Devices

High Tech Devices

- Control home stuff from Phone

- My brothers want me to get a

lock | can control from my
phone, so on days

Deciding if and
when to use a
mobility aide.

up | can let in help.

0/




Home Modifications help me conserve energy!

Many relate  home modifications with  wheelchair accessibility

Which is true, BUT they can ALSO greatly reduce energy expenditure and Increase Iindependence !
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Modil fyrl ng the environme

Re-arranging Incorporating
Environment Equipment/Tools Renovations
ltems most often used place to in Shower Bench Removing a tub and installing walk
arms reach with in cabinet, and _ In shower with bench.
items used less often ub higher Lever knobs instead of turn knobs
P AIgnet- Widening doorways

Adding Grab Bars in Bathroom




Would you be
nferested In
learning more
apoutf Home

Modificafions or
AssIstive Devices
N fhe fufuree




Remember the first Poll Question

When | worked, | wanted a little | wanted a little more energy to To have a little more energy for
more energy for work. give the Presentation Today. showeringé
Informal & formal - Took it easy and rest all day. - 1 look at the week to see what |
accommodations : :
. am doing and plan a shower in
Rest breaks - day & week - Stayed in PJs. so | can be strong enough for it,
Parents drove me because driving - Infusing extra sugar on top TPN and then be rest for other
& walking from car to classroom activities on other days.
used up my energy. - Body is supported.
Accessible door to door public
transportation for ride home - Got changed early and rested

. . after.
Changed job locations to work

closer to home. | avoided doing activities for

Created a note system that many days in advance.
recorded data and was a note
home to parents. & allinone




| wanted Showering
not to take so much

ef fort S 0ée

u Bathroom tub was removed.
Roll-in shower installed.

u | slide from toilet onto shower bench and back.
u Hook installed in bathroom to hang my IV bag
u Heater and fan in bathroom. (safe away from water)

u  Most days | wash at the sink




My Dressing Routine

Clothing hangs on a low bar within reach.

| U
u Some days | stay in PJs, to conserve E. N A

u Get my clothes out the night before.
Easy to put on clothing.

u Gather all at once, Avoid multiple trips.
u Clothing next to me, in arm reach. i
Elastic shoelace &&=

u While seated | put on underpants and T
pants to up to thigh. Next, socks and 2, Lo
slippers/sneakers. Then | stand to pull
pants&undies up to waist. | Eliminate
standing up multiple times.

u Rest after getting dressed before | do
anything else!

Clothing on hanging sh - : . :
Sit while getting dressed.

to pull/push dress drawers.
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: : Church
Energy Conservation helped make all these moments possible!! Activities

Traveling

Being"a:‘UN
Aunt'

. Spending
~ time with

. Friends &
Family

Family Vacations!

Volunteering



