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Before We Get Started

Please be respectful and remember:

* All lines are muted.

* The lines will be unmuted for questions.

* This call is being recorded and will be made public.

* Do not disclose any personally identifiable information.
* Do not ask for medical advice.

« Each person’s situation and experience is unique.

« Before making changes to your health practices, speak
with a member of your healthcare team.
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Disclaimer

The views and opinions expressed during this call are those of
the panelists and do not necessarily reflect the official policy
or position of the Ends Stage Renal Disease (ESRD) National
Coordinating Center (NCC) or the Centers for Medicare &
Medicaid Services (CMS). Any content provided by the
panelists is of their opinions and is not intended to substitute
for professional medical advice, diagnosis, or treatment.
Always seek the advice of your physician or other qualified

health provider with any questions you may have regarding a
medical condition.



Today’s Moderators

Emma Okamoto
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Stephanie Hull




Care Partners— Subject Matter Experts

Verneeky Jackson
Kidney Care Partner

Katie McAllister
Kidney Care Partner
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Patient and Care Partner Resources

For tools and resources to
help you in your kidney
disease journey, visit :
esrdncc.org/en/patients/na
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Clean Hands Count

Leam More

There’s a
Grant for That

The Patient Voice Drives Quality Improvement!

Visit The Patient
Grant Library

The NPFE-LAN is a partnership between patients. family members, caregivers, and dialysis providers. Where patients, family and
caregivers are the subject matter experts (SMES). SMES share their stories, ideas, and perspectives on how to improve the way
things work at the facility level to improve the patient experience. They drive change across all end stage renal disease (ESRD)
Netwerks and dialysis facilities, helping to solve shared problems on a large scale

Interested in Peer Mentoring?

To learn more about participating in the NPFE-LAN, contact your ESRD Network °

NPFE-LAN Affinity Groups

Each year, the NPFE-LAN holds four separate groups, called Affinity Groups, focused on specific areas of dialysis and transplant
care. The groups meet monthly by webinar (phone and/or computer) to share experiences and discuss ways to improve the quality of
care for kidney patients and meet the Centers for Medicare & Medicaid Services (CMS) quality improvement goals.

Bloodstream Infection (BSI) Affinitv Groun
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Home Dialysis Caregiver
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Home Dialysis Discussions:
Timely Talks With a Caregiver

Yalonda Moore

Y

A home dialysis podcast from the ESRD NCC

https://www.youtube.com/watch?v=HVKO7YIOAtc
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Tips for Kidney Caregwers

From kidney patients who appreciote their support ond the d the
Read through the tips and check the boxes you want to a:cumpllsh.

Tip 1—Talk About It

The person diagnosed with kidney disease may not act like the persom you knew prior to starting
treatment. Get to know them as they adjust to treatments. If you have a hard time talking with your
loved one, ask to speak with the socal worker or another member of the care team.

To keep the lines of communication open: 3
[JBe honest with your feelings and talk about concems together. -~
[ Do something together, such as taking a walk while you talk.

[Listen openly, stay positive, but don’t feel you have to have all the answers.

Tip 2—Be Prepared
Kidney disease comes with many changes and dec
different treatment options.

S Important Medical Information

CICreate a list of your loved one’s medications and
O Talk to a healthcare professional about kidney res

MHame Phonefemail Additional Info
Tip 3—Set a Schedule
A daily plan keeps things on track and lets you see
It zan also highlight if thers is a need to ask others
To start your schedule:
[COWite down and pricritize your daily and weekly =
ClAsk for help when you need it.
CIPlan for breaks.
Tip 4—Take Time for You i
It's okay, and necessary, to take fime for yourssif. b B
When you feel recharged, you're better able to help Care Team
To use a moment for you:
[OTake 30 minutes and go to your favorite place. Medication Reaction
O Try & relaxation method, such as yoga or meditati
[OFind local and online support groups or talk to a b
(Contact your End Stage Renal Disease Nefwork f —
+Bova.Colis &, MW, LCSWL A Caregiver's Wish List: Tips on How 0k
[onkne] Moe 2011 Avalable at: hittps: | faaks o fa-caregivers. Ns'\‘
Accessad on June &, 2009,
Medication
Allergies
MHame Phonefemail Additional Info
Other
Important
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Dialysis is 3 e ical Treatmend That S0es some of the things That Raaithy kid neys wually parform. The Deatment cas

bu parfomad at a diabysis canber, o it can be periormed a1 home. During the Treatment, the patient & cenneciad 10 a
Sabysis marhing. The madtne resdwds Blood from ta Body, Chas 1, and retuis tha dean biood Back 1o e hiody.

Thits process can fake 310 5 hours. And it donss ot least 3 Tieas 2 week.

The traatment can laave the patiest vary tired. The gatient may newd 10 st or may nedd halp doing thisgs that befshe
Ty il AOC Nave Dol O0nE- ITY0U afd & Caragivar, Tamdy Sambe, of P 00 w0m e whi Mo Salvis
TSR, R 30 SOR WS o CAN SUPRoIT Thie dialysis parent.

Hows | Feel After
How You Can Help
Dialysis Treatment
Let mie sleep. Itlnr,'hrlnnn houws. it may be for 3 hours. My
I fied iredd after treatment. body needs time ta
i hawe am upset stomach, or | @ Allow me to lay down. Offer me crackers or sipaf
aANt 1o WOmiE. Ginger Ale.
¥ Remind me to keep my skin maktsnes, | may ko need el
Ay ket '. finding fioods with less phasphans.
I Feangry. w Help me make food to eat.
L]
j®  Make sure | eat something. Offer me 2 small snack instead of 2
i cion’t fesed Il eabing. T bigmea

Offer me 2 hard candy, frazen grapes, a kemon to suck on, or

ool tdo 2 mouith wash ta soothe my mouth. Don't ghe me water.

1 fsedl clzzy o hanie blurred vision. @ Lt mie sit dawn for 15-30 minutes.
Wy muscles are cramping. q Help me talk to mvy diakgsis beam about my ireatment plan.
=

| Suggest lstening to music, writing down my feelings. taking a
el - My hot bath, or going for 3 walk.
iy bilood pressure dropped. ‘ Help me talk io nry diakysés team about my ireatment plan.
Iy ody shakes. h—t Let me Ly down when | get home and cover up with a blanket.
Tl 4..' Give me some time 10 be by mysel Don't keep ashing if

(' something is wrong.
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Thank You

Email: NCCiInfo@hsag.com
Phone: 844.472.4250
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This material was prepared the End Stage Renal Disease National Coordinating Center (ESRD NCC) contractor, under contract with the Centers
for Medicare & Medicaid Services (CMS), an agency of the U.S. Department of Health and Human Services. The contents presented do not
necessarily reflect CMS policy nor imply endorsement by the U.S. Government. Publication Number: FL-ESRD NCC-NC2PFE-07112023-01
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