[ | | |
Is there a problem that | need to ; hlnklng. . what resources could help my client?

de-escalate?
what could | do to improve my client's

i ?
Do | need to encourage my client to make level of care-

a different choice?
Do | need to motivate my client to do

something? family?
what do | need to tell others about the

: , : client?
Is my client’s behavior a danger to themself case manager?
or others?

supervisor?

How do | set up the space so my client is
safe and can navigate?

What tools do | need and how do | get
them?

How do | make my client comfortable Is my Client happy? Unhappy?
here?

Am | providing the right level of
companionship?

What does my client need? Is there a problem that | need to
de-escalate?

Can | do this task safely?

How do | encourage/influence my client to
Do | have the supplies | need? make the best decision about his/her
health? (i.e. balancing care vs. client

Is there enough time to do this? agency)

Am | allowed to do this task?

Do | need to report this incident?

L
What needs to get done today? Do | need more training:

Are there any appointments? Can | get reimbursed for XYZ?

Did my client take his medication? Did | log my hours correctly?

Do | need to go anywhere to get -

something for the client?
Do | need to officially keep track of this?

What is HIPAA protected?




Vera

59 years old

Independent Provider (IP) but has worked for
an agency in the past.

Has been a caregiver for 7 years; has
experience working with seniors.

Is not related to her client.

Does not live with her client.

Has a 45-minute commute to get the

client’s home.

Works an 8:00 am to 2:00 pm shift Monday -
Friday.

About Vera’s client, Carl:

82 year old male

Lives alone in a single-story house

Requires a wheelchair for mobility, but can
walk short distances with assistance (such as
from bedroom to bathroom).

Takes prescription medication in the morning,
and has physical therapy exercises he is
supposed to do every day (but he doesn’t like
to do them).

Has adult children who. Live about a 90-minute
drive away.



A Day In The Life Of A Caregiver: Vera

actual start
shift of shift Mental Focus:
9:00AM

Admininstation / Personal

Preparation & Planning Logistics

0

0

0
ADMIN / PERSONAL ADMIN / PERSONAL

Physical Caregiving

Environmental Tending

LOGISTICS

ICAL CAREGIVING

Emotional Support

Behavioral Support

|
-

Advocacy

. | Moments:

e change course

@ stress point

Preparation & Planning > Travel & beyond the care plar

7:00AM Administration / Personal

She gets up and gets read for the day, and makes and packs
her lunch.

I
\{
I
| After getting ready for work, Vera checks her phone calendar to
‘ make sure there daren’t any appointments for the day. She reviews
I
I
I
I
I
\/
I
I
|
I
I
I

the schedule; and makes a mental note about the plan for the day.

Administrative / Personal Emotional Support

"; She packs her backpack and grabs the }
@* Tupperware with the leffover portion of
turkey chili she made last night; it's
Carl’s favorite, and she dalways saves
some to bring. Carl’s food budget often
falls short, so Vera is compelled to pitch
in by bringing extra food that she’s made
for herself. She makes a mental note to
do reach out to the dassigned Case
Manager about possible food resources
for Carl. Vera is dllergic to latex gloves,
and remembers that they are running low
at Carl’s, so she grabs a pair from her
persondl supply just in case.

oo
A

Veera spends her own money on supplies and necessities for her clients.

How might we... help caregivers set professional and financial boundaries in their relationships with clients.

o,

How might we... assist caregivers in finding social support resources for their clients.

How might we... ensure that caregivers have access to basic caregiving supplies that meet their specific health needs and they do not
need to pay for.

Logistics

®--------4------¢
q’

7
Travel... @ Cost of gas and wear and tear to travel to further clients is more than Vera is

She gets in her car and commutes for 30 minutes. She likes reimbursed for; it is difficult to afford.

that the drive gives her a chance to be by herself and listen O

. How might we.. make it so that caregivers can afford gas and car maintenance
‘I’O 'H'le I"CldiO, b“‘l’ She is ledYS Worried ClbOLI‘I’ how mUCh gCIS Z = 7 When trave/ing for further C[ients?

it takes to get to clients and the wear and tedr on her car.



10:00AM 11:00AM Mental Focus:

Admininstation / Personal

Logistics

Focus On Client Needs

Physical Caregiving

Environmental Tending

Emotional Support

EMOTIONAL Behavioral Support

SUPPORT

Advocacy

Moments:

e change course
@ stress point

‘ beyond the care plan

Focus On Client Needs

9:15AM

Physical Caregiving

@ She arrives 15 minutes late for her shift due o heavy traffic. She

l knocks on the door as she lets herself in with her own set of keys,

I ‘ and cdlls out a greeting to Carl. She greets Larry, Carl’s long time _ How might we... Although caregivers are not technically supposed
dog companion. Vera has learned that Carl really loves dogs - grew O to have a personal set of keys to a client’s residence, this becomes

l up with dogs dll his life - and gets a lot of joy out of his friendship = a necessity, especially when a client has mobility limitations. How
with Larry. She hds dlso grown to love Larry dand helps Carl feed might we support the caregiver in this endeavor?

+ him.

I

I

[ Physical Caregiving

7

Given Carl isn’t d morning person, she prepdres for the day to
give Carl a few minutes to wake up and make the transition. She
goes into the kitchen and starts getting things out for breakfast.

Physical Caregiving

I
l
l
I
‘I She goes into his bedroom. She dsks him how he is doing, and
I
l
I
I
I
I

mentadlly notes his mood and condition. Is it going o be a good day
or d bad day? Carl is his typicdlly cranky morning self, and compldins
that he didn’t sleep very well.

Physical Caregiving Emotional Support | Behavioral Support Administrative / Personal B

-~
-

Carl is resistant to talking about his health changes and Vera is not totally sure
how to approach the conversation.

@ Vera notices that the bed smells, and notices That some of Carl’'s crankiness is a cover

. for his embarrassment at soiling the bed. He blames a newer medication, but Vera has
noticed that this has happened more frequently, and started before the medication came N How might we.. support caregivers in having difficult conversations with their
info play. She makes a mental note to talk to him about it later when he’s in a better Q clients when what is best for the client is not what they want to do?

mood.

]

She helps Carl info the bathroom
and runs the bath. She helps into
his shower chadir; he’s able to
bathe himself but needs help
getting in and out. While he’s
bathing, she changes his
bedclothes and starts a load of

|
!
|
|
v
|
!
|
!
|
|
!
|
|
|
|

v




10:15AM
@

12:00PM

e

I LOGISTICS

o
-

Focus On Client Needs

Physical Caregiving Emotional Support

She helps him out, gets him dressed, and helps him into his chair.

Then they go into the front of the house where she gets started —
on making breakfast..a bit later than she had planned because of

the bed change.

Physical Caregiving

During breakfast, she reminds him to take his medication, and discovers
that he is out unexpectedly. Oh no/ This means an unexpected trip to
the pharmacy, She asked him on Monday if had enough for the week

@ @
t) t

and he sdaid yes, but she didn’t check herself. She notes that she needs
to do that every time now, as he’s starting to forget things like that.

Environment-tending

’_ He finishes breakfast and they clean the dishes

" 0

*

d -
&

P

Mental Focus:

. Admininstation / Personal
. Logistics

. Physical Caregiving

. Environmental Tending

. Emotional Support

. Behavioral Support

. Advocacy

Moments:

@ change course
(<) stress point

‘ beyond the care plan

) . - How might we... build reprioritization and time management
=  Skills with caregivers for when changes happen during the day?

Client is starting to not remember their medication and Vera is not
able to keep his medication on schedule

Client’s health is deteriorating and Vera now needs to figure out how
to track not only if he has taken medication but if he has it.

How might we... help caregivers with their client keep track of when
prescriptions need to be refilled?

Physical Caregiving Emotional Support Behavioral Support

She convinces Cdarl that he has to go with her to pick up the medication so he can pick
up the prescription. He dargues, but she knows it’s good for him tfo go out. She wonders

if she will have to do their grocery store trip today instead of fomorrow, that might

make it not feel like a wasted trip.

Physical Caregiving

* Because she wasn’t planning on driving Carl today, she has to go clean

11:30AM

her car out a bit. After preparing her vehicle for him, she takes him to
the bathroom one more time, and wheels him o the car.

She helps him intfo the
car, folds his chair, and
struggles to get his
chdir into her trunk.
She recently looked
intfo instdlling a
wheelchdir rack on the
bumper to make this
easier, but it was too
expensive dnd she
wash’t sure how to even
go about getting

reimbursed for it.

= Wheelchair doesn’t fit in Vera’s car easily meaning she has to lift it awkwardly

i) Vera cannot afford equipment that will help her store the wheelchair more easily and with less
chance of injury

O How might we... Get safety related equipment to caregivers immediately?
—

How might we... Help caregivers pay for caregiving equipment?

Physical Caregiving Environment-tending




actual end
of shift

REGIVING
EMOTIONAL SUPPORT

EMOTIONAL
SUPPORT

Mental Focus:

. Admininstation / Personal
. Logistics

Physical Caregiving
Environmental Tending
Emotional Support

Behavioral Support

Advocacy

Moments:

@ change course

@ stress point

beyond the care plan

Focus On Client Needs > Wrap Up Shift

11:35AM

---4------4---T-----<--o--<—-
|

1:45PM

\ 4
!
® —
148

2:45PM

@ WU ’ CANNED GREEN

S

Y

I
I
I
I
I
I
I
I
I
I
I
I
I
I
I
I
I
I
5
I
|

Vera remembers to grab Carl’s disability placard before they head
out. Vera notes that she should check whether they need to renew O How might we... support caregivers in communicating and
the placard soon, which would entdil reminding Carl’s son. — Y coordinating with client’s family members who are involved in the

client’s care?

Advocacy

@ Vera may further injure herself from awkwardly lifting the wheelchair.

They go to the pharmacy and pick up the prescriptions, which involves _
getting the chdir in and out of her trunk agdin. Vera notices a slight () How might we... help caregivers recognize their physical limitations
twinge in her neck when she takes the chdir out , but returns o her B - SO WIS O e DI 1D Gl e e e e

task at hand of getting Carl safely out of the car and into his chair. How might we... help caregivers minimize chance of injury on the

job?

Logistics Behavioral Support

> RS,
.‘. :‘ .~-" . O

\ BEANS
After picking up Carl’s prescription, it’s back — CANNED coenN
to getting him back into the car, folding up ‘ }
the wheelchair and making a quick shopping CARROTS
trip before heading back home again. Vera E cREA
had grabbed the grocery list they keep on ; (LIPS AUQYD |
the refrigerator. Verd hds to remind Carl ; (iP5 ™ —
that there dre some things that don’t fit : OMATMEAL
into his budget or diet . ; APPLE
. il SUCED RREAD !
‘{ - | easTA |
| | <anneD ToMATOES
| i | |
- | | EAnepTunas ‘.
EANED TINAS |

R
N\

Vera needs to help Carl budget, and has to figure out how to balance healthy meals with a small budget

}) @

o

Carl has a hard time sticking to his prescribed diet and will eat things that are not great for his health

g
i

How might we... support caregivers in helping their clients make healthy choices, cook healthy meals with a small budget

P
*
a)- €
&
Dy

How might we... support caregivers in finding additional food support resources for their client

a——

Emotional Support Environment-tending

When they get back to the
house, Vera redlizes that poor
Larry has had an accident in
the kitchen. Knowing it is hard
for Carl to get on the floor
and clean, Verd gets Carl set up
in front of the TV and then
cleans up Larry’s accident and
takes him outside for a few
minutes. Vera then gets a quick
late lunch together for Carl and
Jjoins him while he watches TV
and eats. Vera tries to gingerly
approach the issue of Carl’s
incontinence, but Carl doesn’+t
want to discuss it becduse he’s
worried about having to go to
the doctor again. Vera isn’+t
sure if it’s worth mentioning to
someone else or not.

Keeping a boundary around animal care when you know the animal means so much to the client and the animal deserves care even if the
client cannot provide it fully.

How might we... support caregivers in helping their clients make healthy choices, cook healthy meals with a small budget

)
&

How might we... support caregivers when deciding whether to care for a client’s animal companion or not?

Logistics

Wrap Up Shift...

She normadlly does a 6-hour shift, and it’'s getting close to 4:00. She is
excited to meet a friend of hers after work, but is getting worreid about
leaving late.

Environment-tending

@ There is no official way for Vera to leave the next caregiver notes, so
Verd cleans up after d late lunch, prepdares house, and relies on a note pad and hopes the caregiver reads it.

leaves d note for next caregiver. She wasn’t able to
get to finishing Carl’s laundry, and leaves a note for
other caregiver to fold and put away the laundry, and

that the dishes in the dishwasher dare clean.

O How might we... set up systems for caregivers of the same client to
= formally talk to each other about their client’s needs?

3:10PM €D

About 5 minutes before the shift ends, Carl announces & Vera has to stay beyond her allotted shift time.

that he has to use the bathroom, which usually takes e : . .
. . ‘(). How might we... set up a system to ensure caregivers get paid for

about 15-20 minutes. She knows that if she doesn’t help Q overtime tasks?

he won’t+ make it until the next caregiver comes, and with -

his increased incontinence she wouldn’t risk it. And

besides, she can’t just leave him having to hold it.

Emotional Support

She helps Carl, and by the time she gets out of the house it's 4:25. She
sends her friend a text message apologizing for being late and leaves.

Emotional Support

== Vera worries about Carl often after her shift. This can be emotionally

. . . . . exhausting.
Later that evening, as she is making dinner, she thinks about Carl

and wonders if his bathroom problems are a temporary thing or
the sigh of a decline. She dlso wonders if the next caregiver
received her note about the laundry. She decides to bring Carl
some more leftovers for tomorrow to cheer him up.

O How might we...support caregivers in setting and maintaining
"Y/" emotional boundaries?

How might we...set up a system in which caregivers can take time
off from caregiving?

How might we...prepare caregivers for the emotional work that is a
part of caregiving?




The Caregiver: A Typical Day In The Life

Vera

Mental Focus: Moments:

. Admininstation / Personal . Environmental Tending

. Logistics . Emotional Support

. Physical Caregiving . Behavioral Support

. Advocacy

@ change course

@ stress point

‘ above and beyond

« How often a caregiver has to switch tasks
« How tasks are related to one another
- How tasks overlap and interweave

There are so many things that a caregiver has to do and consider, more than could fit in this visual.

Best laid plans...

end of
shift

7:00AM 8:00AM 9:00AM 10:00AM 11:00AM 12:00PM 1:00PM 2:00PM 3:00PM 4:00PM 5:00PM 6:00PM

e ® ® ® ®

Preparation & Planning Travelé Focus On Client Needs Wrap Up Shift

MENTAL FOCUS ADMIN / PERSONAL LOGISTICS ADMIN / PERSONAL

(planned activities)

EMOTIONAL  RENVIRONMEN] PHYSICAL CAREGIVING ADVOCACY ENVIRONMENT TENDING PHYSICAL CAREGIVING ADVOCACY Behavioral

SUPPORT TENDING Support

Preps daybag. Reviews schedule for day. Greets Carl Prep for breakfast Help Carl with personal hygiene, ';Iae;Z ﬁiﬂ}ggg:ad SRy Prepare lunch for Carl Leave a note for other
(Client) and Larry bathing & dressing. . caregiver about what was
(Client’s dog) in Unload about food support Clean kitchen (countertops, Assist in bathroom accomplished.

morning. dishwasher Get breakfast for Carl. resources. sweep & mop, dishes)

Try to encourage Carl to go
for a short walk together.

- e e e - e e e e e e - e e e e e e - e - = =
-k_____________________.__

Reality... _
actual start a O actual eno
shift of shift .

7:00AM 8:00AM 9:00AM 10:00AM 11:00AM 12:00PM 1:00PM 2:00PM 3:00PM 4:00PM 5:00PM 6:00PM 7:00PM

A . » » . A A . » » . A

LOGISTICS I

How might we... support
caregivers in finding additional
food support resources for their
clien

and coordinating with client’s
family members who are
involved in the client’s care?

work that is a part of
caregiving?

PHYSICAL CAREGIVING i . PHYSICAL CAREGIVING e
EMOTIONAL DTIONA
EMOTIONAL SUPPORT
SUPPORT =]=To]=
| | ! '
DO ' | I |
Prepares lunch & : Travel time to Carl’s. @ Arrives 15 minutes late for shift. _ _ _ _ _ 6‘ Cleans up after dog. Plans for next visit : Carl needs assistance using : Prepares dinner for herself.
personal items : : Physical care needed for soiled Prepares her vehicle to Retrieves han_o_llcap parking Travel to Grocery Store. and modifies | the bathroom. , |
l | Tries to get ahead by preparing meals bed. Cleans up after breakfast. transport Carl to pharmacy. plgcgrd to facilitate a more Prepares late lunch. personal plans | l Worries about Carl’s health
Reviews schedule and : Traffic is causing an extra ! before Carl awakens. | | efficient load out. Parks vehicle, unpacks because of late end : Provides emotional support to : changes.
makes mental notes about ' delay. Shift will start late. : Delicacy an_d emotional support Consolidates trip to include Assists client into vehicle. wheelchair and assists Carl out Attempts to discuss to shift. ) Carl. |
plans for the day. I ! Takes assessment of Carl’s mood and called for with Carl. grocery store run. Makes a mental note to check of vehicle. incontinence issue with Carl, : : Wonders if caregiver got her
: Uses the travel time to relax : overall state of mind. , Struggles with fitting wheelchair placard expiration, and notify but is rebuffed. Cleans up, prepares |, Makes mental note of Carl’s , note and finished laundry.
Packs needed medical I and mentally prepare for , Mental note to possibly into trunk. Carl’s son if necessary. Vera had grabbed the grocery house, and leftanote | increased incontinence. !
supplies from own ' day. ! capture/report shift in iist thev keen on the Provides companionship to for next caregiver. : : Packs food for Carl.
collection. | | incontinence trend. Previously: 100ks into LI ) | Al ey e | Carl. | Sends text to her personal date |
| ! resourcing a wheelchair rack | refrigerator. Vera has to remind | with friend apologizing for !
‘ Brings leftovers for Carl : : Helps Carl get cleaned up, but had no guidelines on Parks vehicle, unpacks Carl that there are some things : being late. :
(client). : : dressed, and prepared for day. reimbursement or process. wheelchair and assists Carl out that don't fit into his budget or | !
| | of vehicle. She notices slight diet | |
Makes mental note to look ! ! Oversees administration of twinge in her neck as she helps ' | |
- ' ' medication him out of car, but forges on | |
into food resources to | l | - : g : Assists Carl in shopping for | :
, | medication. Unexpected trip to icks up Carl’s prescription. Travel back to Carl’s home. | :
| | Pharmacy necessary. : |
| |
| | |
| : Convinces Carl to make trip in | '
: | the interest of behavioral : :
| : support. ! |
| | | '
| | |
! : | '
| | | '
| | |
! : | '
| | | '
| | |
! : | |
| | | '
| | ! :
PPOR — | | = i - i - - : R , — . - — , . |- :
:A = . - Vera spends her own money on supplies and necessities 1 (.. Cost of gas and wearand | How might we... support caregivers in @ Carl is resistant to talking about How might we...support _ Wheelchair doesn’t fitin Vera’s /___\ Vera may further injure herself Vera needs tr? heIpr_)arI Ke_eplrllg a bouhndary arlfund ] . Thereis noofficial way |\ Vera has to stay beyond ~ HoOw might we... set a , — Vera worries about Carl often
for her clients | tear to travel to further ! icating a o] T his health changes and Vera is SEEEIUERS 11 W) CILLELL car easily meaning she has to from awkwardly lifting the budget, and has to figure out aitimaicaro sy e e o HieiE o [ae e nea g her allotted shift time system of care tasks that I @ fter her shift. Thi b
| clients is more than Vera | ccl)mrr,lunlca.tlng and coordinating .WI’[h not totally sure how to conversations with their clients lift it awkwardly. T how to balance healthy meals animal means so much to the caregiver notes, so relies : accurately reflects the : arer e T,I " h ® oan be
Yo (T T O e T GRS € e el e : < reimbursed for- it is : _C"?r?t S Ifa”::'fy merr;bers who are involved approach the conversation when what is best for the client with a small budget client and t_he anirpal deserves on a note pad and hopes | " b t amount of time tasks take? | emotionally exhausting.
financial boundaries in their relationships with clients? | difficult to afford | ' 1 e Cents care: _ is not what they want to do? __ Vera cannot afford equipment How might we...help B _ o care even if the client cannot the caregiver reads it. | ow might we... set up | " - t
: : | __ Client is starting to not = that will help her store the caregivers recognize their __ Carl has a hard time sticking to provide it fully. : a syst_em fo ensur_e How might we... set up : ow l_mg . We...lsuppodr
o T L e esrasfvens fn frdhng ol st k How might we... make it so : @ remember their medicatio_n and How might we...build wheelchair more easily and ohysical limitations and know @ hi§ prescribed diet and will eqt How might we... setup | caregivers git gald for systems for caregivers of the | fnaarﬁ]%;ﬁirs mefr:e;’;lir;% aa}n
P T il that caregivers can afford | Vera is not able to keep his reprioritization and time with less chance of injury. when to take breaks to care for things that are not great for his How might we... support systems for caregivers of | overtime 1asks: same client to formally talk to ' ‘N9
' | i ' medication on schedule management skills with health : hen decidi th lient t h oth bout their client’ L boundaries?
| gas and car maintenance | g i sxls wit themselves? caregivers when deciding e same client to each other about their client’s |
i : ' i i ient’ formally talk to each needs? I i
How might we...ensure that caregivers have accessto when traveling for further | — o . o caregivers for when changes How might we... get safety . whether to care for a client's covn How might we...set up a
basic caregiving supplies that meet their specific health : clients? l @ Client’s health is deterlor_atlng happen during the day? related equipment to caregivers How might we...help How '_T"th_ We... support animal companion or not? other about their client’s : svstem i?\ which care |F\)/ ors
needs and they do not need to pay for? | : and Vera now needs to flgure immediately? caregivers minimize chance of caregivers in helping thellr needs? ' yn et rr?
! | out how to track not only if he How might we...help injury on the job? clients make healthy choices, | can take |? e off fro
| ! has taken medication but if he caregivers with their client keep How might we... help ' cook healthy meals with a | caregiving
| - - . .
| illed? : . . .
, | Sl equipment? caregivers in communicating ! caregivers for the emotional
| | '
! ! '
| | :
| |
! | |
| | :
| |
! | '
] ] |



Angie

P
« Age: 45
Related to client
« Lives with client, Age 19
Decisions around high school, etc.
«  Cognitive disability
Has another 11-year old who lives in the house
(Olivia). She sometimes gets asked to help out.
Complicated to balance needs of the two children
\ « She gets some support from children’s father, who
doesn’t live there, and her mom sometimes with

childcare for the 11-year old

« Lives in an apartment
Key point: the line between parenting and
caregiving may be blurry to outsiders, but she isn’t
able to get a job outside the home

- She is also doing other kind of research about how
to support his transition to the next phase of his life;
graduating high school, and will move out of that
support system to...what? A job? More schooling?
What programs could he qualify for?



A Day In The Life Of A Caregiver: Angie

8:45PM 9:45PM Mental Focus:

. Bedtime Routine

. Admininstation / Personal

. Logistics

Physical Caregiving
PERSONAL . Environmental Tending
. Emotional Support
. Behavioral Support
. Advocacy

- - Moments:

@ change course

) stress point
e

(

‘3 beyond the care plan

BSedtime Routine

Administration / Personal

[t's 8:45pm, and Angie gets up from a few moments of playing

845PM Candy Crush to start the bedtime routine for her son Jacob,
19, and her 11-year old daughter, Olivia. Jacob hds some
developmental and hedlth issues, so even though he is older,; she
gets him started first. He struggles with transitions, so she
gives him the usual “5-minutes until bed” warning. gets the two
kids ready for bed by telling them

Environment-tending

(==)

She has created a visudl chart that reminds Jacob about what ‘& Going extra mile to create and maintain a tool that helps her son
he has to do for certdin things throughout the day: get into
. pdjamas, put away his clothes, brush teeth, wash face, use the
bathroom. The chart takes a lot of work to create and
mdintain, but she finds that the extra time has been worth it.

Q How might we... help caregivers share tools that they create to
care for their client?

Jacob is taking longer than usual,
and Olivia gets impatient. They only
have one bathroom and she needs
to pee. She compldins for the
umpteenth time about how come
Jacob dlways gets to use the
bathroom first. Angie rolls her
eyes dnd considers whether or not

@- she should add “Olivia compldins” to
Jacob’s visudl chart. At least it's
not bath night for Jacob; the care
plan sdys he should get one every
night, but it makes his eczema
worse, he doesn’t like baths, and it
prolongs the bedtime routine even
more, dnd makes him danxious.

(== Jacob’s rigid schedule makes it hard for others in the family
e

/ How might we...help caregivers balance prioritizing their client’s needs and care when there are other
<  people living in the home?

9:45PM

Jacob and Olivia share da bedroom. After they are ready for bed, Angie reads a (a2 - _ .
different bedtime story to each of them. After reading a story to Olivia, Angie then &/ Going extramile to create and maintain a tool that helps her son
sits with Jacob in his bed and reads him a story. He likes the routine of reading the ‘(): How might we... help caregivers share tools that they create to
same books, especidlly ones about firefighting frucks and equipment, but she & care for their client?

encourages him o read new books that exposes him to different things.



12:00AM

12:00AM 2:15AM
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2:15AM

9 Behavioral Support

At 2:15am Angie hedrs

Bedtime Routine

Environmental-tending

After the kids are in bed, Angie does a final cleaning of the
kitchen and does any prep for the morning. She spends some
time catching up on Facebook, but today she is tired from a
long day and goes to bed fairly quickly.

Environment-tending

Jacob sometimes has a habit of getting up in the middle of the night convinced
that there is an emergency and that he needs to call the fire department. He’s
gotten through a couple of times--leading to some embdadrrassing conversations--so
she takes cdre to make sure it doesn’t hdppen. She sleeps with a baby monitor,
and has become finely tfuned to noises he makes, and is good at noticing when he
gets up. She dlso likes the security of knowing he’s sleeping soundly, too; when he
wdas d baby and had hedlth problems, she was constantly worried that something
would go wrong while he slept, and that feeling never quite went away. This has been
hard for Olivia, especidlly now that she is getting older. They may need to come up
with a different plan.

|(:£_-) Caregiving for a family member is a 24/7 job.

rustling on the baby
monitor, and goes o
investigate. She finds
Jacob frying to sneak
down the hdllway to the
phone, so she redssures
him everything is okay
and guides him back to
bed.

At 3:27, she finally falls back to sleep...

Mental Focus:

. Admininstation / Personal
Logistics

Physical Caregiving
Environmental Tending

Emotional Support

Behavioral Support

Advocacy

Moments:

e change course
(==) stress point

&5 beyond the care plan

-




6:30AM 7:30AM 9:00AM 11:00AM Mental Focus:

0, 0, O O

Admininstation / Personal

Morning Routine Doctor’s Appointment Errands

Logistics
Physical Caregiving

Environmental Tending

-
. Emotional Support

EMOTIONAL SUPPORT
BEHAVIORAL SUPPORT -

-
| . @ change course

(<) stress point
e

Behavioral Support

Advocacy

‘3 beyond the care plan

Morning Routine > Doctor’s Appointment > Errands

Logistics Behavioral Support
6:30AM

The dlarm goes off at 6:30am, and she gets up and gets the kids
ready for school. She drops her daughter at the bus stop, but always
drives Jacob to the local high school, where he hds special ed support,
becduse she worries dbout him getting bullied on the bus.

7:30AM

Today, Jacob has a doctor’s appointment, so she remembers to
cdll the school to excuse his dbsence, and drives Jacob there

Behavioral Support

During the dappointment; she
talks with the doctor about
some new behaviors she has
noticed with Jacob, and
revisits dn ongoing
conversdation they have had
about seeing a specidlist; she
needs a referral, but last time

QOOAM the doctor pushed back,
wanting to wait to see if things
progressed or got better on
their own. She reviews her
notes from the last visit (she
keeps them on her phone), and
the doctor provides the
referral this time, and dlso
prescribes d new medication
for Jacob.

{ N\
-~

IQI Angie feels like healthcare providers don’t always listen to her as an expert in Jacob’s condition

O How might we.. make it easier for caregivers to prepare for and track advocacy conversations?
=

How might we.. change health provider’s perspectives of caregivers?

Emotional Support Behavior Support P

1 1 OOAM '\i__‘/' Angie has to quickly de-escalate Jacob sometimes in public spaces
Angie drives o the pharmacy to fill the new prescription, as well as one for her (== Angie does not have support to help make decisions about Jacob’s transition to
daughter while she is there. She dlso remembers to pick up some supplies that &= adulthood
Olivia needs for a school art prqject. She has to wait a bit for the prescription
to get filled, so she takes Jacob next door to get an ice cream cone, as he is
getting bored and antsy. Jacob becomes shy when they dpprodch the ice cream
counter, and Angie can tell that he hdas a crush on the person getting their ice
cream. She thinks to herself how Jacob is beginning o notice girls more and
wonders how that may change what he needs. She notices that the girl attends
Jacob’s high school, and thinks about whether Jacob should get a part time _job How might we.. provide support to parent providers in navigating the cultural

this summer. She worries it will affect his social security. milestones and the possible legal issues and decisions they will need to make
about their child’s care?

O How might we.. prepare caregivers to support and plan for their client’s changing
needs and behaviors as they transition into and through adulthood?

How might we.. prepare caregivers to appropriately support their client’s healthy
expressions of sexuality?



12:00PM 1:00PM 1:45PM 3:00PM

O ® o O
|

| OGISTICS . LOGISTICS

&

Lunch Time & Activity Time

12:00PM Logistics

She gets the prescriptions, and redlizes it’s not worth driving him
back to school at this point, so she drives back home and makes lunch
for Jacob, and then he plays in his room for a bit.

She gives Jdcob his medicine
with lunch, but redlizes that
they gave her the wrong
dosage; she’s learned to
check the bottles carefully,
and kicks herself for not
doing that in the store.

1:00PM

==

=/ Getting the wrong prescription.

Mental Focus:

Admininstation / Personal
Logistics

Physical Caregiving
Environmental Tending

Emotional Support

Behavioral Support

Advocacy

Moments:

change course

©

(=) Stress point

¢

€

beyond the care plan

How might we... ensure caregivers can navigate challenges with it comes to medication?

Logistics Behavioral Support

Environment-tending

She interrupts Jacob from what he was doing, which upsets him. He
gets so mad that he lashes out at the wall and bumps intfo her hard
enough that she falls down. She knows it was an dccident but she’s
glad it was just a bump and not his fist. She’s glad it’s during the day
when the neighbors aren’t home; they compldin when Jacob gets too
noisy dnd bangs daround in anger.

She finally gets him intfo the car; she needs to make sure
she is home in time for when her daughter gets off the
bus. She rdaces to the phdarmacy, gets the proper
prescription (after having to wait in line and argue with
the staff), then races back home. Her daughter has
already walked home from the bus stop and let herself in.

1:45PM

Behavioral Support

She gets d snack for the kids, then gets them going on
homework. For Jacob this is a recommended activity from
school, not necessarily redquired, but she wants him to be
as independent ds he can; she worries about what will
happen to him when the day comes that she can’t care
for him anymore, even though that seems like a long time
awdy.

3:00PM

(22

=
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Safety

How might we... support parent providers in creating safe
spaces in their home and for others when caring for a client
with cognitive disabilities that can react physically when
escalated?

(a<) It is difficult to balance the care needs of multiple people
"=~ you are caring for, regardless if the care is unpaid or paid.

‘@' Angie gets stressed and worried about Jacob’s future.

" o
3 Y
| | | |
. >
——
v

How might we... provide caregivers with ideas, outlets and
resources that they can use to help their clients grow and
flourish?

How might we... provide caregivers with ideas, outlets, and
resources that they can use to plan activities, outings and
events for their clients to participate in?



5:00PM

———————4———.

7:00PM

5:00PM 7:00PM 845PM

Dinner Time

ADMIN /
PERSONAL

BEHAVIORAL
SUPPORT

Dinner Time > Evening Routine

Administration / Personal

Next she gets dinner ready, and finds some time to pay
some bills while she hdas a moment. She gets interrupted by
a phone call from her friend, which is d nice break; she
tells her about Jacob’s dash for the phone last night, and
they ldaugh about it. She dlso compldins about the
phdarmacy mishap.

Behavioral Support

She has Jacob help prepare
the evening meal with her..it's
nice fogether time for them,
plus she wants to teach him as
much independence and life
skills as possible. He is shaky
with his knife skills, but she is
patient and knows that he
needs to learn how o do some
of these things on his own.
Part of her worry that if/when
he is on his own one day, he
needs to be able to take as
much care of himself as
possible

Mental Focus:

Admininstation / Personal
Logistics

Physical Caregiving
Environmental Tending
Emotional Support

Behavioral Support

Advocacy

Moments:

@ change course

@ stress point

‘fé beyond the care plan

ZO.' How might we...provide emotional support for caregivers who are related to their client and worry about outliving them?
=

Administration / Personal

After dinner the three of them watch a +v show, before getting
ready for bed...at 8:45 Angie reminds Jacob and Olivia that it is
almost fime to start heading to bed. After Jacob and Olivia head to
bed, Angie gets into bed, makes notes on what hours and tasks she

can be paid for to log into later. She diso writes down the unpaid
cdare tasks she did, in case it is helpful during Jacob’s next
evdluation. She turns on the baby monitor and goes to sleep.

The End

:/‘ \\1

—
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U

Caregiving is 24/7,and it can be difficult to discern when
Angie is acting as a family member or a paid caregiver



concept v.1.0

The Caregiver: A Typical Day In The Life

Angie

Mental Focus: Moments:

. Admininstation / Personal . Environmental Tending

@ change course
(=) stress point

‘ beyond the care plan

This scenario illustrates the following aspects: . :
g asp . Logistics . Emotional Support

- How often a caregiver has to switch tasks
- How tasks are related to one another
- How tasks overlap and interweave

. Physical Caregiving . Behavioral Support

There are so many things that a caregiver has to do and consider, more than could fit in this visual.
Advocacy

Jacob’e doctor’e appointment (9am) - . Logistics
need to get referral and extra tecte done . Physical Caregiving

Pick up supplies for Olivia'e project

Grocery ctore

Laundry
Logistics
Pay utilitiec bill and rent . &

Call mom to cee if che can take care of

Jacob on Friday afternoon . Admininstation / Personal

Log houre IPOne
. Emotional Support

Clean bathroom . Behavioral Support

Cign up Jacob for movie night . Logistics

00 0Oodoon L

Look up job optiong for Jacob
. Behavioral Support

How the day unfolds...

8:45PM 9:45PM 12:00AM 2:15AM  6:30AM 7:30AM 9:00AM 11:00AM 12:00PM 1:00PM 1:45PM 3:00PM 5:00PM 7:00PM 845PM

©O O 0 0 O o0 O

Bedtime Routine Morning Routine Doctor’s Appointment Errands Lunch Time & Activity Time Homework Time Dinner Time Evening Routine

MENTAL FOCUS ADMIN / ADMIN /
(actual activities) PERSONAL - PERSONAL ADMIN / PERSONAL
LOGISTICS
PHYSICAL e:a PHYSICAL PHYSICAL

BEHAVIORAL
SUPPORT

LOGISTICS

LOGISTICS LOGISTICS LOGISTICS . LOGISTICS

6 EMOTIONAL SUPPORT
BEHAVIORAL

ADVOCACY

DOING
Angie lets her kids know it’s time to get ready for bed. , : : _ _ _ _ _
Aggi;u;?igg(;[:esgrighﬁomtor that lets her hear it Jacob Alarm goes off and Angie gets up after little sleep. Angie talks to the doctor about some behavior changes Angie and Jacob go to pick up prescriptions. Angie decides to take Jacob home since there is so little school time left. Angie sets Olivia and Jacob up to do their homework. Angie starts prepping dinner. h I h TV H
Angie helps Jacob use the visual bedtime routine chart to 9 9 Angie helbs the Kid  readvy for their d she has noticed in Jacob. ey all watc together.
_ _ ngie helps the kids get ready for their days. L T : i in hi i i i Then remembers to pay the utility bill and rent when she has a moment
U RS SIS Angie feels anxious that something might happen to Jacob She also advocates that Jacob be able to see 2 Thjlr wait for the prescription is a bit long and Jacob starts to get antsy Sine B Il LD 0 [P I 01 (e Bl €l WRes i e She makes them snacks. where Olivia is helpir?gs\llacob Wi:?rl] homework Angie reminds Jacob and Olivia that they will need to start getting ready
. : : _ _ and anxious. |
Jacob is taking longer than usual in the bathroom and i the middle ofthe night Angie calls the school to let them know that Jacob will be specialist, the doctor had been resistant in that past, but Angie realizes the pharmacy has filled the prescription wrong and is Jacob’s homework is optional but Angie has him do it to help build . . for bed.
Olivia is getting impatient. Allaviee by & e Jeaeh geis Gul 6 Bedlo iy o sel e absent in the morning for a doctor’s appointment. Angie makei Surﬁ she has her evidence and research Worried about his behavior, Angie takes Jacob to get ice cream next upset with herself for not checking while she was there. his independence and to feel a part of the school experience. She takes a phone call from a friend for a few minutes. Angie gets into bed and turns on the baby monitor
i to convince him this time. door. | | :
Angie encourages Jacob to read new bedtime stories in fire department. Angie decides they have to go back to the pharmacy before her daughter Angie than asks Jacob to help prepare dinner. _ _ _ .
addition to his favorites Doctor provides referral and prescribes new medication = i i i gets home Angie notes her paid and unpaid caregiving tasks for the day and then
' Angie hears him and gently calms and coaches him back Noticing Jacob crushing on the person behind the counter, Angie notes | Jacob helps Angie with chopping vegetables; it is important to Angie that goes to bed.
i ini i to bed. that this has been happening more often and if there is anything she ie i i ime: i Jacob develop skills that will help him be indépendent if necessary
Angie stays up late to finish cleaning house and then goes should know about or learn about to support him. Jacob gets upset when Angie interrupts his lunch time; he accidentally :
to bed exhausted. bumps her so hard she falls to the floor. _ _ _
Angie also wonders what kind of job Jacob may be able to have, as he b0 LTSl [ [erealy, ey Ll Ok ey TS Ei el
won'’t be able to work at an ice cream shop. Angie is glad that it is the middle of the day and the fall wasn’t too loud
that the neighbors could hear; she worries about them calling the
landlord.
She finally calms him, gets him in the car and they rush to the pharmacy.
Angie has to argue with the pharmacist before getting the right
prescription.
They rush home to find Olivia has already gotten home.
OPPORTUNITIES/ Going extra mile to create and __;:__ Caregiving for a family member is a 24/7 job. __ Caregivers don’t always feel like healthcare providers listen to them ., Angie has to quickly de-escalate Jacob sometimes in public spaces. ._;_4_. Safety __;;__ Angie gets stressed and worried about Jacob’s future. How might we... provide emotional support for caregivers who are ., Caregiving is 24/7,and it can be difficult to discern when Angie is
PAIN POINTS maintain a tool that helps her son &= as experts in their client’s condition. = ' related to their client and worry about outliving them? = acting as a family member or a paid caregiver

Angie does not have support to help make decisions about Jacob’s
transition to adulthood.

It is difficult to balance the care needs of multiple people you are
caring for, regardless the care is unpaid or paid.

How might we... provide caregivers with ideas, outlets and resources
that they can use to help their clients grow and flourish?

R)

How might we... make it easier for caregivers to prepare for and

How might we...help caregivers share _
track advocacy conversations?

tools that they create to care for their
client?

==/ Getting the wrong prescription How might we... support parent providers in creating safe spaces in

their home and for others when caring for a client with cognitive
disabilities that can react physically when escalated?

How might we... provide caregivers with ideas, outlets, and
resources that they can use to plan activities, outings and events for
their clients to participate in?

How might we...change health provider’s perspectives of -
caregivers? (__x__> It is difficult to balance the care needs of multiple people you are caring for,

__Jacob’s rigid schedule makes it hard for ) _ _
ey regardless the care is unpaid or paid

others in the family

How might we... prepare caregivers to support and plan for their client’s
changing needs and behaviors as they transition into and through
adulthood?

How might we...help caregivers
balance prioritizing their client’s needs
and care when there are other people

living in the home? ] _ _ o
How might we... prepare caregivers to appropriately support their client’s

healthy expressions of sexuality?

How might we... provide support to parent providers in navigating the
cultural milestones and the possible legal issues and decisions they will
need to make about their child’s care?

How might we... ensure caregivers can navigate challenges with it comes
to medication?
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