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Understanding kidney disease is a critical first
step to improving vour health. The American
Association of Kidney Patients is the leader
in kidney patient centered education. For

50 vears, AAKP has provided patients and

families the educational tools they need to
understand kidney disease and take a more
active and informed role in their health care.

Our efforts across the country to speak on
behalf of patients and their families have
improved their lives and well-being - benefiting
all of America’s kidney patients. Building
communities among kidney patients and their
families, health care professionals, and other
support groups is an important goal of AAKP.

Education « Engagement » Community » Advocacy

A AKP promotes education and
encourages conversations that help
improve patients’ evervday lives.

Take Charge of Your
Health Care with AAKP!

144 L Dowm s FL 3341

Joining the AAKP family is easy—and it’s free!

Just call 1-800-748- 2257 and select ext. 3.

You only need to give us vour name, email

address and mailing address and you're

denel Or you can go to A AKP’s website at
www.aakp.organd click on the button

“Become a Free Member” on the top of our home page.

The Independent Voice of Kidney Patients Since 1969™
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EATIENT FREOFLE:

A Preemptive Kidney Transplant
8y Suranne Rulf, Living Donor,
AAKEP Board of Divectors, Author

Leam momre about preermptive transplantation and
living lddney donation in this heart-warnming story
of 83-year old Karyn Waxman who suffers from
polycystic kidney diseaze (PEDN. Karym krew that
she did not want to go on dialysis and studied howr
others were able to discover living donors. Read
this story 1o find hower she found her matchand had a
successful preemptive transplant eardier this year

9 | PROFESSIONAL FEATURE

Dons Harrison, B,
Ch D Transplant Specialist

Meet Doris Harrison, a renal murse worldng at
Dialyziz Clinde, Inc., as a CEDV Transplant Specialist.

Dioriz tells us how about her passion for worlang with
ladney patients and howr she strives to give them hope

every day.
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INNOVATOR SERIES

AstraZeneca, Kerry Cooper,
VB LS. Medical Affairs,
Fenal Cardio

In this Innovator intervew, mest Ferry
Cooper with A straZeneca and learn why he
decided to devots his career to helping to
improve the lives of patients wath chronic
kidney disease (CEIN Cooper explains

hewwr A straZiensca’s Fenal Cardio 15 1investing
across the spectrum of CED in hopes to slow
i sease progression, reduce risks and tackle
oo-morhidities

SPECIAL ARTICLE

A Connection You Should B now
About - Heart and Kidney Disease

Bv Tricia Havdon

The heart and lddneys work closely together and
affect each other more than you might realize. In
this article, you can read about the heart-ladney
commecton. Youwdll also learn about wrays that
your doctor can take special steps to protect your
lddneys when wou are having cardiac procedures.

NUTRITION ARTICLE

Cuenching your thirst
for the "good life”

By Michelie Mclinay. MS, RDN, LD

mtaing cocl while managing wour fluid
in-take can be a challengs for many CED
patients Mow that we are in mid-summer,
viou will be sure to want to read this
important mutnition article on fuid in-take

In thiz article Michelle gives tips to CED
patients on how to cutsmart wour thirst during
the hot summer months.
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MESSAGE FROM A ALep)

Dear Friends,

I hope all is well with you. We are mudway
through the calendar year of AAKP s 50th
Annrversary. Summer 15 upon us, and Team
AAKP continues to honor our 50th year. In
addition to AAKP’s traditional annual events —
Medal of Excellence, National Patient Meeting,
and Policy Swmnmit — we introduced the Inaugural
Global Surmmit on Kidney Disease in collaboration
with the Georpe Washington Unmiversity (GW)
School of Medicine & Health Sciences (SMHS).
The focus of this inavgural event was Global
Innovations in Patient-Centered Kidney Care.
The AAKP/GW Summut was a success. During
the Inavgural (Global Summit, 35 presentations
on topics ranging from emerping transformative
imitiatives to diagnosing disease progression to
evolutions in transplantation were discussed.
Patients, caregivers, medical professionals,
industry representatives and representatives from
(Government agencies made up the audience of
this two-day event — and thousands more from 37
countries viewed the online live-streaming video
of the event.

I wvas honored to serve as a Co-Moderator for
several sessions at the (Global Sumumit. Howrever,
it was a greater pleasure to have my fellow AAKP
Board of Director (BODY) members serve as
Co-Moderators for all of the panels. The BOD
members included Suzanne Ruff; Kent Bressler;
Edward Hickey, IIT; Dan Abel; Brian Hess and
Paul T Conway.

The AAKP leadership team continues to pick up
the pace. AAKP followed the Inaugural Global
Sumrmit with the second annual Policy Summut

— A Legislative Look at the State of Kidney

Care. The topics covered included sessions on
Intunosuppressant Drug Coverage, The Living
Donor Protection Act, and Emerging Issues:
Research, Regulation, Payment & Reauthonization.
On the second day of the Policy Surmmut, we
hosted a Stakeholder Roundtable focused on 1ssves
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of shared concern with the Executive Branch and
coordimation of letters, petitions, social media
campaigns, and coahtions. The Policy Summut,
as did the Global Summit, featured fellow patients
engaged as panelists and moderators.

When it comes to policy-related 15sues, AAKP has
the following key distinctives that separate us from
other patient groups:

* We are a 50-year national patient education &
advocacy organization with eredibility based
on independence & fairmess — we are not
‘“reactionary,’’ and we do not “burn allies.”

+ AAKPIis grassroots with a patient-led and
patient majority BOD.

* We are known for credible & knowledgeable
leadership - AAKP leaders have served
“‘at the national policy table™ as both
professionals and patient advocates.

* Based on our bipartisan networks, we can
ingert the true, mdependent patient voice at
every official & unofficial juncture in the
policy process.

AAKP 15 a member of the Center for Disease
Controls’ (CDC) Healthcare Infection Control
Practices Advisory Commuttee (HICPAC), where
Paul T. Conway, Chair, AAKP Policy and Global
Affairs, serves as the liaison for AAEP. On June
25, 2019, AAKP attended the annual Making
Dialysis Safer for Patients Coalition Meeting. [
provided a presentation on AAKP and our history
with the CDC. The presentation included the
announcement of a video produced by CDC,
which highlights patients as part of the care team
and provides information on preventing infections,
especially infections related to dialysis vascular
access. The CDC Malang Dialysis Safer Coalition
was awarded the AAKP Jenny Kitsen Patient
Safery Award grant. These grant funds are being
used to produce the infection prevention video that
features AAKP Ambassador Melissa Bensouda!



One area of keen interest to all patients and
caregivers 1§ innovation in the kidney space.
Innowvation 15 front and center in the ladney
arena, and AAKP plays an important role in
representing the patient voice in mnovation. In
past aakpRENALIFE 1ssues, we have discussed
our meetings with the Secretary of the U.5.
Department of Health and Human Services (HHS),
Secretary Alex Azar, [I. Continng from those
meetings AAKP’s Paul T. Conway led a panel
titled “Patient Experience and Why Innovation
13 Needed” during the KidneyX Innovation
Accelerator, while AAEKP BOD members David
Whate, Patrick Gee, and Ambassador Glenda
Foberts served on the panels reviewing the
Fedesign Dialysis Phase I submissions for the

mitial prize competition.

Continuing with innovation, Paul T. Conway
also served as Co-Chair of the Kidney Health
Imtiative’s Seventh Annnal KHT Stakeholders
Meeting tided, “Collaborating for Innovation

to Improve Patient Care & Outcomes.” Paul
mterviewed Adam Boehler, Semuor Advizor to
the HHS Secretary and Deputy Admimstrator

of the Innovation Center for the Centers of
Medicare and Medicaid Services. On day two
of the KHI Stakeholders Meeting, I presented on
“Collaborating for Innovation with KidneyX.”
AAKP’s participation in meetings such as this
provides AAKP members with the credibility to be

an effective voice for patients at policy tables.

In our Innovator’s Series this month, you will read
about the role AstraZeneca plays in addressing
critical 1ssves afflicting chronic ladney disease
{CED) patients through an interview with Kerry
Cooper, VP, U.5. Medical Affairs, Renal Cardio.
AstraZeneca provides products that lessen the
mpact of anemia on CKD patients and help
manage hyperlalemia (high potassium). It should
not surprise you that coexisting cardiovascular
disease (CVD)), diabetes, and related conditions
cause many CKD patients to die before they even
reach ladney faillure. AstraZeneca is a global
company that provides treatments that help
patients cope with comorbidities and improve

a patient’s quality of life. In this issue you wall

also see an article focused on summer nutrition

and hydration written by Michelle Mcllnay, Lead
Renal Dietitian for Presemus Kidney Care (FKC).

Another article of great interest to patients and
caregivers takes a look at preemptive transplants.
AAKP Board Member and Author of The
Reluctant Dosor, Suzanne Ruff, writes about this
option in our Patient Profile. She shares with us
a great story of a woman who received a kidney
from a living donor this past May. Patients

and caregivers should take note of this story.

Preemptive transplants are a viable option for

those headed towards kadney failure.

Az you plan for the remainder of this year, please
marls your calendar for our 44th Annual AAKP
National Patient Meeting: Driving Innovation
& Changing the Status Quo (September 6 -8) in
Washington, D.C. Please plan to join us as we
celebrate our 50th Anniversary with the largest
annual meeting in our rich history. Be sure to
follow AAKP on social media (Facebook: @
kidneypatient and Twitter: @ kidneypatients).
You can also visit us at www AAKPorg or call
us at 800-749-2257 for detailed information on

upcoming events.

During our 50th Anniversary Celebration, AAKP
continues to embrace our legacy of educating and
advocating for patients, caregivers, policymakers,
and friends on issues affecting the lives, hopes,
and dreams of fellow patients.

Please know that this issue of
aakpRENALIFE provides you
with the opportunity to read
about your fellow patients.
AAKP has a diverse group

of patient members with
fascinating stories to share. I
continue to enjoy learmng
about each of your individual
stories. We encourage you and
your farmly members to read
the articles, share the magazine
with others, and follow us

on social media so that you can keep abreast of

the latest information, research and policy 1ssues
affecting those with kidney diseases.

Fichard Krnight,
FPresident of AAKEP
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COVER STORY
PATIENT PROFILE:

A Preemptive Kidney Transplant

By Swezarrne R:;j}‘ Liviug Dovwor, AAKP B otrd o f‘D frectors, Awthor

What 15 a preemptive kidney transplant? Let’s
examine the word: preempt and 1ts adjective:
preemphive The Cuford dichionary defines
preetnpt as a noun, with the defimtion:

1. a forestall b, acquire or appropriate in
advance.

2. to prevent (an attack) by disabling the
enemy The adjective, preemphive,
defines it petfectly: talang action
against the enemy. In the caseof a
preemptive kdney transplant, the
enemyis lndney disease.

A perfect example of someone who embraced
the concept of a preemphve kndney transplant 15
£3-vear-old Karyn Waxman of the Memphis, TN
area. mhe was diagnosed neatly twenty vears ago
with polyoystic kndney disease (PEL), a disease
without a cure. PKD is a hereditary disease, but
in Waxman's case, there was no family history of
the disease.

Waxman explains, “When [ was initially
diagnosed with PED, 1 felt trightened, alone and
confused.” Doctors determined her disease was
caused by a mutated gene. “Dealing with the
unlocwwen was likee entering an unwelcome darlk
part of myvlife that [ wasn’'t wantng to explore.
But there 1t was . no choice. . ust me and FELL
Arming myself with knowledge and finding
cthers with experience with this disease helped
shed light on the unknown and strengthened my
resclwe to keep plugsing along to live my best
“healthy life” Waxman, once she recovered from
the 1nitial shock of her diagnosis, umped 1n fully
to “attack the enemy’.
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Her kndney disease progressed, ™ Verv slow for me
and very gradual, thank goodness. [ feltokav™
Uhver five vears ago, Wamman asked the owner of
a gvin about hiring a personal trainer for herself,
telling him about her polyeystic lndney disease.
Wamman save she was at about Stage 4 CED with
30% kndney function then.

The owner of the gvm decided ancther trainer,
mara Kelly, would be a good fit for Waxman and
told Eellythat Waxman had polvovstie kadnesy
disease.

Waxman laughs now I thought he was going to
train me himself, but he turned me over to Sara
Eellsl The cwner passed me over to a perfect
trainer. Here [ wasrecruiting this guy. .. "

Eellvsaid, [ Googled PED and ted to find cut
a little bt about 1t Ilearned a hittle, but not much
before the training began.  Karvn, though, was
mainly the source of the information about what
Earyn could or couldn’t do and what she would
feel comfortable with as far as exercising. My
tnain concern with her workout was safety and
avotding things like sit-ups or crunches that may
bother her kndnesys ™



“Earyn seemed like a healthy person, but
may be about once a year we were dealing with
something that put her over the edge "

Waxman added, "Yeah, you know when yvou get

a eystrupture - it's ust not working foryou”.
(Sorne patients suffering from PED, a disease that
forms cysts on the kidney, can sometimes suffer
from painful cyst ruptures).

Eelly says about Waxmman, “The thing that
impressed me was how involved she was, whata
champion for the PED Foundation she 13, trying
to ratse money and trying to ratse awareness, they
have their license plates on their carand they
have their golf tournament every year, doing FED
fundraising, just helping people.”

Understanding the disease can cause fotal
kidney failure, Wazman said, “The thought of
living my life tethered to a machine was beyond
disturbing. ” She talked with her nephrologist
often and in her own words told him “dialysis
was NOT in oy planif [could help 1t 7 Waxman
repeatedly asked that he let her know when a
good time to search fora living donor would be.
Waxman continued, “At one visit he actually
striled and told me that [ should not worry and
when the ttme was right, [ would have no trouble
finding a donor. My srmue reply was that they
don’t grow on trees and [ need hirm to give me
arnple ime to put the wheels in motion.”

In 2018, her nephrologist told her 1t was time

to be referred to the transplant center for
evaluation. Her eGFE was 21%. Noonein

her immediate farmly shared her blood type.
Waxman said, “[ studied the campaiens of

others through Facebook and some other media
outlets. [ decided thatasking for a kidney was
notwhat | wanted to do, but moreover ask for the
sharing of my need. I began with the creation

of golf balls for our PED Tournament that said
#FadneviorEaryn, Donate Life, sShare your spare.
As soon as my fransplant coordinator gave me the
green light, [ created 2350 business cards to help
accornplish this. [ posted to Facebook. People

Celzbraiing
rhai Sara was
appraved fa
bz ihe darar
Jar Raryn.

have been s0 kind and supportive. It's truly the
beautiful part of this difficult journey.”

sara Kelly, her trainer, age 52, said her first
thought when she saw Waxman’s business cards
was “Oh rry gosh, she’s going o need to get

this froma stranger. [ knew that[ had O+ the
umiversal blood type so [ knew the blood type
would notbe an1ssue. How could [ watch her go
through the process of looking for a donor; what
would be my reason for not offering to donate?”

Eelly told Waxman that she was going to call the
transplant center to be evaluated adding, I bet
U'm the first person they'll call.”

The transplant center did call Eelly back. Eelly
told Waxman who said, “You shouldn’t tell me

aboutthese things” Waxman didn’t want to get
her hopes up.

Eelly laughed and said, "l have to talk to
someone about it!”

Waxtman said, "It was remarkable ”

Eelly stated, “she never put pressure on me at
all.”

Waxman laughed and said she cautioned Eelly
aboutbeing a donor because 1t 15 major surgery,
“lwas telling her the ugly. [ wanted her to know
it was a big deal ”

aabpRENALIFE | JULY 2019 | 7



As a fit and healthy personal trainer,
Sara Kelly had concern about not
being able to exercise.

“I"m one of those people who
exercises every day as part of my
mental well-being. So this was going
to be one of my challenges.”

As she recovers and gets back to her
routine as a personal trainer, Sara said
she will not be as pampering to her
clients at first by not picking up their
weights but instead telling them, “See
that 5 Ib. weight, you go getit.”

Kelly also expressed her belief that
Waxman would take good care of
the gift of her kidney and respect
the sacrifice of it, saying, “I just
know Karyn is going to treat it like
something special. She has so much
knowledge about the disease and
being so proactive and going ahead
and getting it before dialysis.”

Waxman said, “T am in awe of
someone who is alive and healthy

and willing to take time out of their
lives and give a piece of themselves
to a person so you can have your best
life. Idon’t see how anyone would be
able to live with themselves and not
treasure, value and take care of that
precious gift.”

When Kellv was approved to be
Waxman’s donor, they celebrated the
date set for surgery: May 21, 2019.
The transplant was a success and both
are doing well.

Sara Kelly, newly living kidney donor,
stated, I hope somebody else donates,
just from hearing our story. I hope one
person, no matter how far removed,
can say, ‘I think I can do that.”™

aakpRENALIFE | JULY 2019 | 8
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Your dialysis treatment is important to us during your stay

Visit www.curacao-dialysis.com to book your treatment
or email us info@curacao-dialysis.com today!

In July 2020 Both women hope to compete at the Transplant
Games of America at The Meadowlands, New Jersey. I'd bet
on them! £%

SUZANNE RUFF

Suzanne Ruff is a freelance writer for the Charloiie Observer
and author of the non-fiction book The Reluctant Donor. The
Reluctant Donor was a Finalist in the MIFPA book award and
also received the 2015 [Hlumination book award. She has
been published in Chicken Soup for the Soul books. She is

a living kidney donor and serves on the executive Board of
Directors at AAKP, the Living Donor Council of the National
Kidney Foundation and voluniteers for the PKD Foundation.
Passionate about kidneys, Suzanne speaks, writes and
volunieers about all aspects of kidney disease, organ
donation and the gift of another day.




PROFESSIONAL
PROFILE:

- s Doris Harrison, RN
g"’ . CKD/Transplant Specialist

Approximately 14 years ago, I began my career in the medical field
working within a kidney transplant clinic as a medical assistant. At
first, I was not sure if this was where I would stay, I was hoping to
work in the hospital with newborn babies, but God had another plan
for me. Ilove working in the medical field and helping patients 1s
very rewarding. At the kidney transplant center, I was able to see
firsthand how organ donation changed their lives and how grateful
and loving these patients are for another chance at life. It was avery
fulfilling career, and I loved 1t.

Doriz at the 2008 National Patient Meeting Unfortunately, in 2011, the transplant center where I worked was

with AARE Board Wembers and Aurendsss. forced to close, and I transitioned over to the Nephrology department
within the same facility. In2012, [ accepted a job with a non-profit
dialysis orgamzation, Dialysis Clinic, Inc. 1n Jacksonwille, FL. Here,
I continued to work with kidney disease patients and even started
providing education to patients on understanding kidney disease. In
2013, I planned a commumty health fair event to raise awareness on
kidney disease and its risk factors; we had a good turnout.

At this point, I knew [ wanted to continue caring for kidney disease
patients, and I also wanted to do something more to help them. I
decided to return to school and pursue a nursing degree. I was a

Doriz Harrizon, Bob Abbou [AAKF Life single mom raising two boys and worked full-time, so, needless
Membery, dricl D Slephien Fedem [AAKF : kalittle 1 than - d but in 2016. I finall
Wt ecdicat Advisory Bourd Chair} to say, it took a little longer anticipated but in » 1 Iinally

became a nurse.

I continue to work with Dialysis Clinic, Inc., as a CKD/Transplant
Specialist and continue efforts to promote awareness with

commumty outreach projects, provide education, advocate, care, and
offer hope to patients with kidney disease.

This year, I helped to form a kidney disease support group. Many
patients who come to the clinic feel all alone. I wanted patients to
sit down and really talk to each other and share their stories and
experiences 5o they could see that they are not alone. At the support
Lobby Dety ar Dorig” clirtic. 7d-year-old group, we have patients who are newly diagnosed, as well as those
i’:’;ﬁi‘jﬂ ﬁ:‘f;’:’ whe found a tiving dorior— on dialysis and those who have had a transplant. It is nice for them
to all come together and see the full circle of a kidney patient. When

aabp RENALIFE | JULY2019 | 9



I decided to start a support group, I reached out
to AAKP for help. AAKP has resources available
to get support groups up and running such as a
listing on their website, a guide to help you start a
group and free educational materials.

Some other unique things we do at our clinic to
help patients are educational boards and lobby
days. The educational boards are done monthly.
At first patients just thought they were pretty —a
nice decoration on the wall at the clinic. But now,
patients look for the educational tips and advice
we provide. The boards might discuss how to
watch vour fluid or give tips on potassium intake.

Our lobby days take place a few times a year.

Our last lobby day was all about transplantation.
One of our “alumni™ came back to the clinic for
the event, a 74-year-old transplant patient who
self-advocated and found a living donor. This
was helpful for patients to see someone at his age
be successful at finding a donor on his own and
getting a transplant. Patients said, “well, if he
can do it, then maybe I can too.” It's always a
stronger message when they hear it from an actual

Calming
environment

Advanced up-to-date equipment

Making Memories Possible

patient than when they hear it from a doctor or
someone on the staff.

[ast summer, [ was able to attend AAKFP's
National Patient Meeting. The meeting was held
in St, Petersburg, FL., which was driving distance
from Jacksonville. I had no idea what to expect
at the meeting— but it was amazing! [ was able

to get a ton of information, as well as make new
connections and get continuing education credits.
When I got back to the clinic, I used some of the
videos I had taken of the sessions at the AAKP
meeting to inspire patients about new innovations
and technology that is being developed for kidney
patients. Additionally, I have kept in touch with
one of the attendees I met at the AAKP meeting -
this person continues to inspire me because he is
always attending community events and always
advocating for patients. His name 1s Bob Abbott
and he is a Life member of AAKP. I recently told
him, T want to be like you!”

I hope to continue to do whatever I can to help
kidney patients as long as God allows. &

IRISH HOLIDAY DIALYSIS

We are a private, nurse-run,
hemodialysis clinic located in
the beautiful countryside of

North County Cork, Ireland.
Personal

SEEE t +353 87 366 9061
e info@irishholidaydialysis.ie
w www.irishholidaydialysis.ie
El @irishholidaydialysis
W @Dialysislrish

Rowan Cottage, Shronebeha, Banteer
County Cork, P51 N2R0, IRELAND




“Fewer procedures
to fix my fistula
means | have more

time to spend with
my grandson.”

Paul, Bicycle Mechanic (Kevin, Junior Cyclist)

™

You have enough to deal with when it comes to managing
your dialysis care and staying on schedule. The Lutonix® 035
Drug Coated Balloon is a special medical tool that was shown
to reduce the number of times a procedure was needed to fix
your narrowed or blocked fistula compared to treatment with
a standard balloon.

Ask your physician if a Lutonix® 035 DCB could be
right for you. For more information please visit

www.lutonixdcb.com/patients y
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AstraZeneca Is a global,
science-led biopharmaceutical

company that focuses on the
discovery, development and
commercialization of prescription
medicines, primarily for the treatment of

diseases in three therapy areas - Oncology;
Cardiovascular, Renal & Metabolism, and
Respiratory. AstraZeneca operates in over 100
countries and its innovative medicines are used
by millions of patients worldwide.

Cardiovascular, renal and metabolism together
Jorm one of AstraZeneca’s main therapy areas.
By following the science to understand more
clearly the underlying links between the heart,
kidneys and pancreas, AstraZeneca Is investing
in a portfolio of medicines to protect organs
and Improve outtcomes by slowing disease
progression, reducing risks and tackling co-
morbidities. Our ambition Is to modify or halt
the natural course of diseases that impact the
heart, kidneys and pancreas, and potentially
regenerate organs and restore function, by
continuing to deliver transformative science that
improves treatment practices and organ health

Jor millions of patients worldwide.

Tell us about your first experience with
kidney patients and what impressions that left
on you as a person and as a professional.

[ was fascinated by the complexity of the kidney
as a medical student and quickly decided that

[ wanted to devote my career to helping to
improve the lives of patients with chronic kidney
disease (CKD). [ have been able to passionately
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Astraleneca,
Kerry Cooper,

Vice President, U.S. Medical Affairs, Renal (ardio

AstraZeneca

pursue this goal through direct patient care as a
nephrologist, educating as a professor and now
helping to provide new innovative therapies as
a leader in the pharmaceutical industry. We
know all too well that even today with the many
advances that have come in CKD, patients still
need and deserve more help in navigating the
complexities of treatment management and

the health care system. My journey is truly
about their journey and helping them live their
highest quality life. It’s the main reason I joined
AstraZeneca, a company which is markedly
increasing its focus on kidney diseases. I believe
there 1s so much we can still do to innovate in
this space and bring new hope to patients living
with CKD and their associated comorbidities.
AstraZeneca was the place to be, to be at the
forefront of this science and to reach patients in
new ways that can help deliver a greater future
for this critical patient population.

Explain the need for innovation in the
treatment/management of anemia and
hyperkalemia to help improve patient
outcomes. What encouraged AstraZeneca to
focus on these conditions?

AstraZeneca saw a need in general in the

renal disease area. Building on their legacy of
understanding cardiovascular and metabolic
disease, it was clear that there was a critical
space to follow the science and understand more
clearly the underlying links between the heart,



kidneys and pancreas. In particular, advancing
and increasing evidence specific to the kidney
was critical as we saw a tremendous unmet

need in this population given the slow pace of
innovation. We are investing across the spectrum
of CKD in hopes to slow disease progression,
reduce risks and tackle co-morbidities.

In particular, two areas we saw immediate

needs for the patient were in hyperkalemia

and anenua. We believe in general there 1s a
tremendous lack of awareness of both of these
complications and the potential impact they

can have on a patient’s overall health. Although
hyperkalemia and anemia should be treated with
the same medical urgency as hypertension and
diabetes, the risks associated with hyperkalemia
and anemia of CKD are often underappreciated
and these conditions are often under treated.

If hyperkalemia is left untreated it can lead to
higher risk of morbidity and mortality including
hospitalization, serious cardiac arrhythmias and
sudden death. Similarly, inadequate treatment of
anemia of CKD can have important consequences
to the cardiovascular system as well as to
quality of life and an individual’s ability to stay
employed and contribute to society.

As an organization, we feel responsible to address
this high unmet medical need and bring urgency
to treat these comorbidities. Through continuous
research and development of innovative
medicines, we ve been able to bring disease
awareness, diagnosis and treatment for patients
with hyperkalemia and anemia of CKD.

Please share how AstraZeneca’s research

and development in the areas of anemia and
hyperkalemia could have a significant impact
on all kidney patients.

As we continue to research the use of
LOKELMA™ (sodium zirconium cyclosilicate
pdf#page=1) and roxadustat on broader patient
populations with hyperkalemia and anemia of

CED, we’ll be able to understand and tackle
multiple unmet needs for patients and treat them
along the spectrum of their disease overall.
Specifically, with LOKELMA, we have been able
to treat patients with hyperkalemia by increasing
potassium removal from the body quickly and
with sustained effects over time. For patients
managing anemia of CKD, roxadustat has been
shown to promote the generation of red blood
cells across the spectrum of CKD by stimulating
the body to produce more erythropoietin, low
levels of which are the main reason for anemia
in this population. In addition to research and
development specifically in the areas of anemia
and hyperkalemia, we are investing in research
that can intervene earlier and potentially slow
progression of the disease which could impact
all kidney patients in improving their long-term
quality of life.

Please share how Roxadustat is different from
other forms of anemia treatment?

Typically, patients with anemia of CKD are
treated with erythropoietin (EPO)-stimulating
agents (ESAs). EPO 1s a hormone produced by
the Kidneys that stimulates erythropoiesis by bone
marrow. The loss of EPO production as kidney
function declines is the principal cause of anemia
of CKD. Roxadustat, is a potential first-in-class
hypoxia-inducible factor prolyl hydroxylase
inhibitor (HIF-PHI). It works differently than
ESAs by mimicking the body’s natural response
to low levels of oxygen and promotes red

blood cell generation by increasing endogenous
production of EPO. Roxadustat can be beneficial
in the presence of inflammation and without a
need for supplemental intravenous iron.

Although roxadustat is still under clinical
investigation in the U.S., we are very excited
about the potential this drug could have on
improving the lives of patients with anemia of
CKD.

Information Article continued on next page




There
has
been little
advancement
in the treatment
of hyperkalemia
for many years, more
recently we are seeing this
serious condition garner more
attention, especially for individuals
who have Kidney disease — how can
Lokelma help patients lower potassium
levels?
We recognized that there wasn’t much urgency
around hyperkalemia, which can be a life-
threatening complication in CKD patients.
LOKELMA is an innovative treatment option
for patients with hyperkalemia because it lowers
potassium levels in the blood by selectively
capturing potassium in exchange for hydrogen
and sodium. LOKELMA works differently
than other potassium binders as it has a unique
structure and works in the GI tract, resulting
in early capture of potassium. The design of
LOKELMA can reduce serum potassium levels as
early as one hour after initiation of treatment with
the recommended approved dose, which brings
patients with hyperkalemia quick relief.

Can you share other novel approaches
AstraZeneca is taking to help advance care for
those with chronic Kidney disease?

Even after approval, we continue to test the
optimal use of the treatments to help us reach a
broader CKD patient population. FFor example,
we recently completed a study that looked at
the use of LOKELMA in patients undergoing
hemodialysis, for which we saw positive
results for and we are also looking at the use

of LOKELMA in other patient populations and
settings. Additionally, we are committed to
continually bringing new science to this disease
area with a goal to provide evidence on ways
to ultimately slow and potential stop disease
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progressions, address residual risks and prevent
organ damage while prioritizing and bringing
new medicines to patients in the renal space
quickly. We achieve this by investing in a robust
clinical program that researches how our current
medicines in the renal space effects a diverse
range of patients living with CKD.

As a Global leader in health care, you know
well that it is not easy to develop a novel
approach to treatment or enhanced care. What
do you draw upon internally to keep your
drive, optimism and focus on patients going at
full-speed during the tough days?

As an organization, we consistently keep

the patient in mind through the research and
development that we do. We have a highly
dedicated and committed team at AstraZeneca
that really drives the optimistic atmosphere

even on davs when we may not see progress as
quickly as we’d like to. For me personally, I've
seen some major medical breakthroughs within
my career, and I know it’s possible for treatments
to keep improving. As a nephrologist who has
committed my career to advancing treatment for
CKD, I continue to let my passion and ambition
drive me to improve the lives of patients who

are dealing with such a debilitating disease.
AstraZeneca 1s a patient-centric organization with
an eye on ways we can innovate differently in the
future to tackle new ways of reaching patients.
This, combined with our commitment to drive
science in this space, is what drives us as an
organization.

By the year 2020 — what do you expect to see
in terms of how care is provided to Kidney
patients, what immediate changes do you
think can occur?

With the level of commitment AstraZeneca has
devoted to increase awareness on treating the
kidney and the expected advancements coming
from our pipeline, I believe by 2020 we’ll live
in a world where patients are diagnosed earlier
— feeling empowered to understand and manage



their complications more effectively and,
hopefully, lowering the need for patients
to be on dialysis or recerving kidney
transplants.

In terms of immediate changes, we

can hopefully, improve the clinical
outcomes of CKD patients by providing
innovative treatments like LOKELMA
and continuing to advance the science
for products like roxadustat. We can
also continue to drive awareness on
treating hyperkalemia and anemia of
(KD, disease areas in which innovation
in treatment has been dormant for
decades. I believe all nephrologists
have an imminent responsibility to

have conversations with their patients
regarding hyperkalemia and anemia of
CKD. We must educate our patients about
the severity of these comorbidities and
help them understand their treatment
options. By working with our partners
and allies across the space, together

we can advocate for the importance of
continued science and awareness in the
renal disease space.

It’s essential that we continue to hold
ourselves accountable to make this a
reality and be a catalyst of change in the
industry.

Final question — AAKP believes this can
reveal a lot about a person — who is one
of your heroes and why?

It 1s very hard for me to pick a single hero.
So many of the patients I have cared for
with advanced chronic kidney disease

and their families are heroes to me. I am
always amazed at the courage, optimism
and grace that so many have demonstrated
to me especially during times when I am
not sure I would be able to do so. They
have helped provide me with the energy
and passion to continue to pursue my

goal of improving the lives of those that
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still suffer from the consequences of kidney failure and
constantly remind me that every day of good healthis so
precious. €&

Kerry Cooper MD is the US Vice
President, medical affairs at
AstraZeneca. A former practicing
nephrolopist, Dr. Cooper maost
recently led medical affairs in
nephrology at Ampgen for nearly a
decade prior to joining AstraZeneca
in 2018, Prior tothis, he fed divect
patient nephralopy care, with
substantial experience in chronic kidney discase. He
has served patients in many capacities, including his
experience as a dialvsis unit medical director. Dr.
Cooper was trained at Yale Universiry where he
advanced to the position of associate professor of
medicine.




A Connection You

should Know About -

Heart and Kidney Disedse

By Tricia Haydon

It 15 challenging enough having chronic kidney
disease {CKD)), however include the all-too-
common co-morbidities that coincide with kidney
disease and there 15 a lot to manage!

(ne of the common health problems that go
along with kidney disease is heart disease. This
can come in various forms, however sometimes
the heart disease needs specific treatments either
through different types of imaging or potentially
more invasive proce dures.

It is important for people with kidney and heart
disease to be mundful of how any treatment

may affect their kidney function. The following
highlights some important information that can be
helpful to discuss with your physician.

The Heart-Kidney Connection

{Read more about the heart-kidney connection
https:/fwww.niddk. nih. gov/health-information/
kidney-disease/heart-disease)

The heart and kidneys work closely together and
affect each other more than you might realize.
‘The heart pumps blood filled with oxygen
through all parts of your body. The kidneys

clean the blood, remowving waste products. It is
important to know that having kidney disease can
directly affect your chances of developing heart
disease. Having heart disease can directly affect
yvour chances of developing kidney disease.!

Know yvour Kidney Numlbers

Kidney numbers include Serum Creatimine (SCr)
and estimated Glomerular Filtration Rate (e GER).
Both of these numbers measure kidney function

and how well your kidneys are doing their job.

merum Creatinine is a waste product in your blood
that comes from muscle activity. SCr 15 normally
removed from your blood by your kidneys, but
when kidney function slows down, the creatinine
level rises.! Ablood test is done to measure your

SCr levels.

The heart is a hard-working pump that
pushes blood throughout your body.

Hydration and reduction of contrast dye
should be initiated to protect kidneys
during heart procedures.

Kidneys filter fluid and toxins from your body
‘and eliminate them as waste through urine.
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e GER tells how much kidney function you have
remaining. e GFR is calculated by your doctor
based on your SCr levels, age, race, and gender.

It is important to talk to your healthcare provider
about your kidney numbers and what they mean
to you.

Who is at Risk?

Along with CKD, you are at increased risk for
Acute Kidney Injury (AKI) if you have:

* Diabetes

» Hypertension
« Heart disease
»  Older age

What is Acute Kidney Injury?
Acute Kidney Injury is defined as an abrupt

{within hours) decrease in kidney function, which

encompasses both injury (structural damage) and
impairment (loss of function).*

Acute Kidney Injury can lead to health problems
like:

o Irreversible damage to kidneys

» Longer hospitalizations

» Long-term dialysis

» Higher risk of death

Kidney Kindness in the Cath Lak

Some patients with heart disease will need to be
treated with imaging or interventional procedures
in a cardiac cath lab. For patients with kidney
disease, the contrast dye used for visualization
during interventional cardiology proce dures can
be hard on the kidneys—even causing Acute
Kidney Injury (AKI). To protect CKD patients’
kidneys, and mummize the risk of further

kidney damage, professional medical societies

recommend a 3-step approach’:
1. Screen for CKD. You may have reduced
kidney function and not know it.

2. Hydrate. This may help protect your kidneys
during vour cath lab procedure.

3. Reduce contrast dye. Lowering the amount
of dye delivered to the patient may reduce the
risk of AKL

If you have or are at risk for kidney disease, your
doctor should take special steps to protect your
kidneys when vou are having cardiac procedures.
If you know you have chronmic kidney disease, be
vour own best advocate and talk to your doctor
before any cardiac procedure 1s done to ensure
vour healthcare team is doing everything they can

to protect your current kidney function and not
cause further damage or AKIL

You and your doctor can be thinking about the
health of both organs: vour heart AND your
kidneys. 'To learn more about how to protect
vour kidneys during cardiac procedures, visit
Ospreymed.com/patient. ¥

be kind to
KIDNEYS

Tricia Havdon works with
Osprey Medical 1o develop
educational and awareness
initiatives as part of Qsprev’s
Be Kind 1o Kidnevs Program.
Osprey Medical's vision is 1o
make angiography safer for
patients with Chronic Kidney
Disease.

References:

{nformation provided showld not be wsed ar a substitute
for alking with vour doctor. Abways talk with vour doctor
about diggrosis and treatment conside rations,

{ Nationa! Kidrey Foundation. wwwihidrneyorg
2 Clin Biochem Rev. 20016 May, 37(2): 85-98.
I Levine OGN, eral, Clroulation, 2001 124: 25742651
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NUTRITION ARTICLE

By Michell, Haoy, W5, RON, LD

murmmer 1€ here; the birds are chirping, the
flowrers are bloorming, and the temperature is
nsing. iy family and [ lowve living the “good
Life™1n the Texas Hill Country. We stay busy in
the summer with hilang, erilling out wath fnends
and tubing dowm the niver. As the thenmometer
climbsz, we often find owrselves reaching for a
cold dnnlc to cool off owr bodies, when in fact
there are better ways tocool off. Staving cool
while lirmating your flwds 1s especially difficult
when you are living with Chrome Eidney
Digeasze (CELY). Th the nght are some tips to
help you manage your thirst and flud intake
while enjoving an active summer with your
farmily and frends.

Ily farmly lowes to go hilang duning the summer.

Cn one of our first trips [ made the rmistale of
brnging beef jerloy for a snack and a lunch of
harn and cheese sandwnaches, chips and apples.
We each brought one hottle of water to drink
thinlang we would be fine since we wer hilking
1 the shade. As the day wore on, we found our
water gone and we were struggling with dry
mouth and ineredible thirst. 1 became unusually
fired and started to develop a headache.

What happened? We had nearly 2000 mg

of sodiwm in that one meal and snack. The
recormmended sodivm intale 15 2300 mg daily
for the average adult and less than 2000 mg
daily for a person with CED. Salt binds water,
20 when youeat salty foods, your body wall
crave more fhod. If you are living with CED

your ladneys may not be able to remove the
extra galt and fluid you conswme, 20 as 1t beging
to accumulate 1n your body youmay develop
shortness of breath, swelling and a lack of

Chutsmart ‘g-mr Therst!

Additional Tips to outsroart your thirst and keep
youfeeling better:

ood oral hyglene helps reduce the “dry
mouth” feeling. Brush your teeth and
tongue twice daily and use a mefieshing
mouthrerash.

FPut half a lemon i your mouth — 1t wnll
create a tharst-quenching sensation!

Freeze your water bottle, 1t wall help wou
drink more slowly as you wait for the ice to
melt.

Prepare ice
or other sour frut and suclke on the m slowdy

: cubes with dmoplets of lemon
for a refreshing way to elieve your dry
mouth. Eemember to count them as part of
your fluid restriction. Orewen better .. fry
sucldng on a reusable ice cube. It feels cold,
yet 1t doesn™ add any flud to your body.
Freeze grapes or bluebemes and eat slowly
to mlieve your thirst,

Talke your medications with your meals or
talee thermn with applesauce.

Mefrifion A ficle confinged or mexf page

aakpRENALIFE | JULY 2019 | 19



energy. Over time, this fluid accumulation left
untreated will lead to other health concems like
high blood pressure and heart disease.

What can you do to ease your thirst and avoid
the fluid accumulation? One of the most
important changes you can make is to follow
a low sodium diet. As we learned on our next
hiking trip when I packed a low sodium snack
and lunch of unsalted nuts, peanut butter and
Jelly sandwiches, granola bars and apples; we
were able to reduce our sodium intake down
to 550 mg. Now the one bottle of water was
petfect, we felt better and had more enersy. We
also brought along sugar free gum that helped
keep our mouths moist and fresh.

Our society’s love of saltis a learned behavior,
in other cultures salt is rarely used, instead they
use herbs and spices to flavor their foods. You
too can leam to make delicious low sodium
meals to eat at home or on the go that are easy
on your thirst. Some great options to increase
your taste sensation without adding salt are
garlic, omon, celery, vinegar, lemon or lime
juice, and many more. Herbs and spices are also
essential to making your low sodium foods taste
great. Some of my favorites are chives, parsley,
oregano, thyme, cilantro, paprika, and Italian
seasoning.

Grilling out is another low-sodium, healthy way

to add flavor to your foods. We love to invite

our friends over for dinner in the summer and
have a DIY (do-it-yourself) kabob bar. We start
with fresh meats and/or vegetables and select
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Fow much, fluid is o much?

Drinking less fluid can be a difficult change
in your diet. Your doctor or dietitian

can help you understand how much fluid
you can have each day to feel your best.
Usually this means 4 cups (32 ounces)

plus your total urine output over 24 hours.
Remember anything you drink should be
counted toward your daily fluid limit. You

will also want to count foods that are liquid
at room temperature, such as ice, ice cream
and soups.

low sodium mannades and spices for added
flavor. Each guest gets to design their own
skewer by selecting their favorite meats and
vegetables for grilling. A bonus of grilling is
it helps keep your home cooler since you are
cooking outside.

Social events can be a challenge when it comes
to limiting your fluid intake as it is easy to
drink more than you planned to. One successful
strategy is to plan ahead by decreasing your
fluid intake eardier in the day. Once you are at
your event, use a small glass and take sips not
gulps. You will find when you savor your drink
it becomes an enjovable experience, not just a
thirst quencher.

Even when following a low sodium diet, keeping
cool in the summer can be a struggle. My family
has learned the best way to cool off isa dip in
the pool or even better a restful float down one
of our many rivers. The cool water quickly
reduces our body temperature which in turn

MNutrition Article continued on next page



decreases our thirst. Research has shown that
vour body cools down more quickly if moisture
1s applied to the outside versus the inside. A dip
in the pool or river 1s much more refreshing than
a big glass of tea and it lasts longer. If taking a
dip in the pool or river 1sn’t in the cards for you,
try wrapping a cool moist towel around your
neck or using a spray bottle fille d with water to
mist your face and body, allowing the moisture
to cool you as it dries.

Staying cool and enjoying your summer may be
easier than you thought. So, remember these tips
to help quench your thirst and enjoy the “good
life™ wherever the summer heat may find you.

g Conict our Concierge Senvices team fo coodinate your
dinhyziz needs for your upcoming tripot 8443033773
arvisit v qvantustherapy. com far more infarmation.

Michelle Mclinay, RDN,

LD is a Lead Dietitian with
Fresenius Kidney Care
(FRC). She received her
B.5. in Human Nutrition and
Food Service Management
and M.5. in Metabolic
Nutrition from University of
Nebraska. She has enjoved
working with FKC for the past 25 vears helpinp
peopie fiving with kidney disease understand
their diet and thrive in their new lifestyle.
Michelle currently works with FKC renal
dietitians to provide professional education and
support and serves as a co-chair of the Patient
Education Committee on the Nutrition Services
Advisory Board. She is an active member of the
National Kidney Foundation'’s Council on Renal
Nutrition. Michelle is married with 3 children
who enfoy spending time together traveling and
being active in the great outdoors.
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Don’t Miss AAKP’s 50th Anniversary
Celebration during the 2019
AAKP National Patient Meeting

September 6 — 8, 2019
Washington, D.C.

Hyatt Regency Washingion
on Capitol Hill
Reserve your room today
for the low rate of $159/night!
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Convention Highlights!
» Exhibit Hall - Interactive Social Media Center
» Weliness Center » Popular Lunch with the Expert sessions
« Information on innovation and new technology for kidney patients
= Action Alerts on legislative issues impacting patients
« Diet/Nuftrition/Exercise tips (including plant-based nutrition trends) & more!

Registration Information:
+Patient or Family Member Registration: $150/person
+AAKP Life Member Registration - $99/person

«Healthcare Professional Registration: $250/person
*One day rates also available. Attendee registration includes:

three breakfasts, two lunches and one dinner (Saturday).

Continuing education credits available for nurses, social workers, dietitians, and dialysis
technicians with purchase of healthcare professional registration only and subject to
approval by accrediting agencies.

Register Today! Call 1-800-749-2257 or

www. AAKP.org/national-




I 5. Postage
PAIT)

RENALIFE R

American Association of Kidney Patients
14440 Bruce B. Downs Blwl.
Tampa, FL 33613
CHANGE SERVICE REQUESTED

About AAKP

The American Association of Kidney Patients (AAKP) is a national non-profit
organization founded by Kidney patients for kidney patients. We are dedicated
to improving the quality of life of kidney patients through education, advocacy, patient

engagem ent, and through fostering patient communities.

STAY Cornected

Don't get left out of the conversation. See what everyone is talking about.
Like AAKP on Facebook. Follow us on Twitter, Pinterest, Instagram & YouTube.,

o Join the Conversation!

NEOE

facebook.comdidneypatient twitter.com/kidneypatients

pinterest.comski dneypatients instagram.comdkidneypatients

We can be found under American Association of Kidney Patients onYouTube,




