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2 Led by Patients Who Want
= ’Somethlng Different, Something
Better from their Care System
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the Heart

From the Head
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- “Citizen with an lllness”
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Physu:al comfort
f *Emotlonal support
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= = Involvement of family and
e friends
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= EX OJJE the patient’s key /ssues

to understand the patient’s
= world

/s aspirational!



I ) rJ] ‘ }""‘:‘ taking action te ensure
dplet ae r|nC|pIes of PCC are applied

=~ Is operational!
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- e Are accountable



One PE Tool
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Deeds speak
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J\/JJ\: ‘governments, health
= systems, hospitals and
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“(Fenal) programs espouse
= PPCC and, increasingly, patient
: engagement
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‘ 'f‘liia ve not/ced that patients often

- go to sleep for 45 minutes or an
rAour after they have been put orn
the machine. Just the release

from all that stress, I guess.”



Guilt

ey are the innocents,
Stierng 1rom my disease.
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' = cover/ng their hearts?”



W ELbeen up) all night vomiting. I got there and
Yels /mm _,n- Ja te/y chastised for arinking too mucti
fiura.”
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. Urts OVer macnines...patients sitting there
= ;_' led, wrapped in blankets, shivering... told: ‘it
- you were working here, youd be hot’.”
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JIe ////f // me that my, blood pressure Is
igliarid triat I have taken too much fluid
Zlle) z] Ve not followed my diet. He will tell
ma- mhat will happen to me and try and
e dgnitern me. He will tell me this and tell
fﬁE’ that, but never talk withh me. And I will
f-‘ ~ Jook into his eyes while he speaks,

— knowing that he sees only an Indian, and
that /?is concern Is false and his spirit
weak.



v '/m/ ea’ /n the aialysis unit, ana a
~nurse told me I was off the
= nsplant /ISt... forever. Then she
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= Just left. There was no- one to talk
"""_ = with. No-one.’
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(EEYIaD o travel from the country into
ioronto for 3 separate transplant
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Wl 0l & brave. face, but the truth of
s, 11 n. afraid of dying. I'm not so
Zljfzl] d.of what comes after. It’s the
- aci ua/ aying part that scares me.’
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1 fJ//ﬁ'@ Ut later I gor to chiarge. iy
50084 cause a patient d/ed [ saw It
-:.j -~ In the paper.”
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= fre one unit I received dialysis at
used to place a rose In the WR, first
with a name, then without, then
nothing.”
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Ao 0f atlents Just don’t care.’
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ttrue? Literacy? Insecurity?

= (NW 14 in Texas)



JAY JJm ued Focu'§ On &
RE)

e i
T e

-
4 o ‘J-.'_'

il
————

__E_,- ey organization is unigquely
Eslgned to exactly produce the
results It achieves” (Senge)
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Wk short-run dialysis
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Tradltlonal staffing

A ‘production’ model
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r f|C|ent focus on patient
m@utcomes related to life
- atlsfactlon and guality (more

difficult to measure)
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e |n dialysis units, begin simply
(e.g. Texas NW14)
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iRREREQuality Improvement Activity (Staff
=dlication)

i W6 Campaigns (Patient Education)
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= 3 ‘Marketing’ to 400 facilities (40,000

“ff--'s.-""'-‘r]‘:)'atients)

4. Report and celebrate (October, 2013)
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et Subject Viatter Experts (SMES)
Iy members from 16 facilities

SRECLIC: on and discussion

= areas of focus selected (patient-provider
- co mmunication, health literacy)
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e 1 intervention identified for each
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Presentation Notes
Goal of teach back
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d the dialysis centre staff:
refully to you?

ala :n thlngs Inia way that was easy to
’?rstand’P

.,; - Show respect for what you had to say?

= fl\/lake you feel comfortable asking
- Whatever you wanted about dialysis

care?
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. ICH CAPS guestionnaire to be re-
administered in October



amr |gn 1: “Ways you can get
AV 1\/ed In your care” and “How
- :'actlve am I In my care?”

u .--
=

C
J

- Campaign 2: “SPEAK UP”



PATIENT ENGAGEMENT LEARNING

B ACTION NETWORK \
[ ) o
Ways You Can Get Involved in YOUR Care! v

Share your concerns with your care team
B Keep a list of questions for your doctor. Bring it to your clinic visits.
B Ask for a private meeting with your doctor if you need to. You may not
want to talk about some private health concerns at the clinic.
B Keep a list of ALL of your medicines. Include over the counter ones, too.
B Tell your doctor if you have medicine side effects. Some may go away in
time. Others may mean that you need a change in medicine or dose.
H Tell your care team if you feel bad or ill during or between treatments.
B Ask questions! You will feel more in control. Keep asking until you get
answers. Good times to ask are:
v" When your care team asks you if you have questions.
v When the charge nurse makes rounds.
v" During plan of care meetings.

Take part in your care. It’s your life!
B Know your medicines:
v Ask what new medicines are for and what side effects to watch for.
v" Fill or refill your prescriptions on time.
v Know what each of your medicines does for you.
v" Talk to your doctor before you stop taking a medicine!
Know your access and care for it. Clean your fistula or graft before treatment.
Go to access surgeon and transplant appointments if you have them.
Go to your plan of care meetings. Ask for one if your care team does not
offer, or if you want to talk to them between meetings.
Go to support groups if you can find them.
Exercise. You'll have more energy! Talk with your doctor before you start.
Know your dialysis treatments.
v" What days and times do you need to be at the clinic?
v" How long do you run, and what is your goal weight?
v How should you feel during and after a treatment?
v" What is your fluid limit? Measure your fluid intake. You'll feel better!
B Know your options. Which type of dialysis would fit YOUR life best? Can you
get a kidney transplant? Are you on the list?
Talk with the social worker if you want to work, go to school, or volunteer.
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How Active Am | in My Care?

A group of patients made this list to help you.

o
Far,
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How | share my concerns with my care team:

| Always

Often

At times

Mever

N/A

| keep a list of questions for my docter and bring it to clinic visits.

| ask for a private meeting with my doctor if | need one.

| keep a list of ALL of my medicines.

| tell my doctor if | have medicine side effects.

| tell my care team if | feel bad or ill during or between treatments.

| ask guestions (and choose good times to ask).

wd (o | um | | L | R |

| keep asking until | get answers.

How | take part in my care:

Always

Often

At times

MNewver

N/A

| ask what new medicines are for and what side effects | may have.

| know what each of my medicines does for me.

10

| fill or refill my prescriptions on time.

11

| talk to my doctor before | stop taking a medicine.

12

| clean my fistula or graft before each treatment.

13

| go to vascular surgeon or transplant appointments (if | have them).

14

| go to my plan of care meetings.

15

| go to support group meetings (if | can find them).

16

| exercise so | can have more energy.

17

| talk with the social worker about work, school, or volunteering.

18

| know what days and times to be at the dialysis clinic.

19

| know how long | run and my goal weight,

20

| know how | should feel during and after a treatment.

21

| knowe my Fluid limit.

22

| know my options for dialysis and kidney transplant.



Presenter
Presentation Notes
Patients do not have to fill this out.  This is a resource they can choose to use if they would like.

This resource was tested by patients on the LAN after they developed it.  The patient’s reported they noticed they should exercise more and have some work to do regarding advanced care planning.


Speak wp when vou have questions or comcerms. Y me henee the right o
prodect vour bady and your health:

& All of vour questions ane pooad quesisons.

# Ifyou don't kneea what vour care team is telling vow, ask uril you do.

Pay attentlon — and speal ap i vow see n mistake made in your cang:
* B gume you gel the care meamd foe YO —nol soaeones elas,

s Watch for gloves—ask stalt 1o put on clean ones before tsey touch yoa
¢ [hm"l worry aboul huring someone’s lechngs. Your hie = al gake!

Educate yourseli?
o Learn about your dealvsis so you know when it is done right.
® Learn abaut vour deet, fund hmits, and medicmes

o Ask guestions, go 1o the Dbrary, or look onloe 1o lem

Ask the right persem on your Care Team
# Doctor/Murse: ask aboul your health, treatment opiions, and medicies.
# Dictitian: ask aboul what vou con est amd drm (amed what bo avoad))

# Social worker: ask aboul heow o cope with kidney diseass and pay For al.
« Tech: ask how the machineg works and whai the alarms mean

Keeep a list of gquestions
# 175 easy to Forpet what you meant to ask vour Care Team
* Wil down vous queations asd Being your list to dialysis
« Foeep questions for your dector visits, boo.

Understand the hest times to ask vour Care Team questions
# Tl stafl is the mest busy when eatiments ane starting of ending.
+ Wit to ask until they hove a bif of time 1o spend with you,

« Inmaost coses, this will be atter oll of the trepbments hove started

Flan to tuke part in your Core Team mectinges
= Yo are a key member of vour Care Team ard vou need b be there,

+ Your Care Team should meet at least monthly, bat agk if you need one.

+ Youcan ask for a meeting o be done while you are NOT getting dialysis.

Created For vou by the ESED Metwork of Texas, Inc.
Pothed! Evpapenscat Liarilag aed denae Mevwark,
T'o file a grievance or for quesbons conlsd Mebwork 14 al Phone; 1-ET7-BR6-1435°
Fax: 97250653219 ¥ Emidl: st |4 ced sl * Sddivess: 2000 MeEwen B, Suile 350
Dallas, TX 7524 * Websibe: www eerdnstwnrk org
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QUEstion: “Based on the materlals
OreVi ﬁd do youi plan to take a more
£le FJ\/’ ‘role in your care and talk more
= |th your health care team?”
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= Basellne (April 2013): 73.4%

= ‘Outcome Measure Target (October
2013): 109 improvement
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—— Use these to change
- Organizational Culture
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~ Question

he Organizational Culture Iin
your program/unit?
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"~ “Culture eats strateqgy for lunch.”

(Schein)
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3 rm rgan/za tion’s culture Is Its
//frJf lood. It /s squeezed from. the
r/grrs 5. 0f Its leaders, arop by precious
C rﬂp It trickles down, In fuslng all

2 ,,_-;: - —other attitudes and actions.”
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- Carole D’Amico, In Sorrow’s Reward



re of PCC and PE the preferred
culture

® The ‘voice of the patient’ to guide
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=~ Each J.s s must understand our
OJ\ﬁ ér to Influence, to make a
difference
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f)ften our smallest & most guiet
~ deeds will be the most important
ones
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"} Activation’ Improves patient
~t|on Improves outcomes, lowers
costs

Does It Viatter?

~ Inan Increasingly technical health care
world, It anchors us in caring, compassion,
empathy, and humanism
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