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What We Will Do on Today’s Cali et
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» Discuss the definition of a LAN

» Explain how Affinity Groups support the LAN

« Share the vision and goals for the LAN and Affinity Groups

* Review Kidney Transplant Affinity Group developed resource

 Hear from a Kidney Transplant Affinity Group patient subject matter
expert (SME)
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Jerome Bailey
Associate Director, PFE

Kim Buettner
Associate Director, PFE

Gequincia Polk
CMS—NPFE-LAN SME

CMS = The Centers for Medicare & Medicaid Services 3




NPFE-LAN SME Members, Part 1
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Brenda Dyson
Home Dialysis AG

Barry Gardner
Home Dialysis AG

Aula Sumbry
Transplant AG

Albert Diaz-Cruz Arthur Thomas
Transplant AG BSI AG

Candida Griffin
Home Dialysis AG

Doris Lew Eva Tak
Home Dialysis AG

Daniel Perez
Patient Selected Topic AG Patient-Selected Topic AG

John Bayton
Home Dialysis AG

AG = Affinity Group
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Brenda Williams
BSI AG
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Julie Crandall
Transplant AG
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Lonnie Green Loren Woolery Maria Casa Maria Robinson Michael Butler
Patient-Selected Topic AG Transplant AG BSI AG BSI AG Home Dialysis AG

& HEART YOUR KIDNEYS
Olga Hernandez-Perez Renita Peck Rowena Novy Sergio DeHaro Sardeliah Pearson Subrina Fields
BSI AG Home Dialysis AG Transplant AG BSI AG BSI AG Transplant AG
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Tim Nelson Yalonda Moore Andrew Moncada Brenda Taylor Candise Washington
Transplant AG Home Dialysis AG Transplant AG Home Dialysis AG Pt Selected Topic AG

Nelson Nunez Patrick Gee Tina Gee Yvonne Steele Willie Washington
Home Dialysis AG Transplant AG Pt-Selected Topic AG Home Dialysis AG BSI AG

Pt-Selected = Patient-Selected
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Renee Minor Cynthia Tellez Norma Cooper Jose Santiago
Transplant AG BSI AG Pt Selected Topic AG Pt-Selected Topic AG



An Introduction to the NPFE-LAN X
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* What is It?
» 90+ ESRD patients and caregivers

» All modalities represented—in-center hemodialysis, home therapies (home
hemodialysis and peritoneal dialysis), and kidney transplant recipients

 What is the goal?
= Capture patient and caregiver perspective
» Foster an “all teach, all learn® environment
» Share knowledge and experiences

= |dentify and spread promising approaches and best practices to improve
care and quality of life



The Work of the NPFE-LAN oA
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 |dentify quality improvement activity (QIA) resources

» Adapt resources for patient and caregiver use

« Share resources with ESRD Networks and community partners
* Request Networks to share the resources with their facilities
 Ask SMEs to share resources at their facilities

* Discover partnerships with kidney community stakeholders
« Spread the resources through collaboration, social media, and
website postings
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* There are 18
ESRD Networks

* All Networks work
on QIAs

» All QlAs need ideas
from patients and
family members

 Patients and
caregivers have
iIdeas that can help
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What Is an Affinity Group? X

Within the LAN there are smaller groups called Affinity Groups (AGS).

These groups:

= WWork collaboratively to promote communication, choice, and respect.
They build on the group’s individual and collective strengths.

» Encourage patient/caregiver SMEs to share their valuable perspectives
and ideas to improve the guality of care for all ESRD patients.

* Promote an “all teach and all learn” environment to develop resources and
materials that are ultimately put into action and shared beyond the
LAN itself.
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Bloodstream Infection

(BS) Reduce BSIs
Home Dialysis Increase patients receiving dialysis at home
Kidney Transplant Increase patients receiving a transplant

Help patients and caregivers improve their

Patient-Selected Topic ) .
emotional well-being

Every QIA is better when it includes patients and family members!
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Polling Question #1
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Kidney Transplant Affinity Group Told Us...

* Develop resource to help improve communication
between the patient and his or her healthcare team

 Create statements to inspire discussion between
patients and healthcare professionals about kidney
transplant options

» Educate their healthcare team about their
healthcare goals as well as their personal goals

* Partner with their healthcare team to get on the
transplant waitlist
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A communication guide for |
patients and healthcare providers

* Five key concepts:

hat Your Healthcare Team Wants:
r heal riorities
is such as

Guide me to treatment options |

\ AP s =
i
1 ﬁ E .lbout support groups or local support services
| See other side for additional information. ple find peer support helpful and value connecting
| ers as they venture through their kidney disease

Jjourney. And if you are dealing with depression or anxiety, tell
me. | will be able to connect you to mental health services.

= Get to know me Ee———
= Make sure | understand l o L, =

* |Include my family |

= Connect me to others

. |

« English:

= https://www.esrdncc.org/en/resources/patient - rrrrarear———.
s/treatment-choices/lets-talk-home-dialysis/ B e e

what you are about to do, what will happen next and why. Give Care meetings to discuss modality options, diet and medication

local support groups.

me enough time to understand the information you are sharing adherence, and next steps. Write down your questions ahead

> SpaniSh: iar:(l‘n:';:ii;t:lf:‘gi\f:r?ndﬁoraresmseifitisnOt l oftimes:wecanmaximizeourtimetogether_
= https://www.esrdncc.org/en/resources/patient ' iformation, visit wwwssrdnce.org:

s/treatment-choices/lets-talk-home-dialysis/
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https://www.esrdncc.org/en/resources/patients/treatment-choices/lets-talk-home-dialysis/
https://www.esrdncc.org/en/resources/patients/treatment-choices/lets-talk-home-dialysis/

Polling Question #2
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Patient Engagement in Kidney Transplant e

Timmy Nelson, patient SME
= Visited five dialysis faclilities
= Shared resources with 86 patients
and caregivers
- 41 people expressed interest in
learning more about the kidney
transplant process

_g;} -’;"“'{t‘;&:{,
Timmy Nelson, SME
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Question
Do any of the dialysis facility staff members or ESRD
Network staff members have questions, comments, or
thoughts about the SME-created resources?
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« Jerome Bailey, Associate Director, PFE
— Call: 813.865.3542
— Email: JBailey@ncc.esrd.net

« Kim Buettner, Associate Director, PFE
_ Call: 813.865.3608
— Email: KBuetther@ncc.esrd.net
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