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TODAY'S AGENDA

In t rodu ct ion s

Pre se n ta t ion

He a r a  Pa t ie n t  Story

Qu e st ion  a n d  An swe r Se ssion

Ava ila b le  Re sou rce s
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About Kidney Disease
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TEST YOUR
KNOWLEDGE

Wh a t  do  you r kidn eys do?

A. Break down the food you eat

B. Pass oxygen throughout your body

C. Clean your blood

D. Help your sleep patterns
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HOW DO YOUR
KIDNEYS WORK?

• In side  e a ch  kidn ey a re  m illion s of sm a ll u n it s  
th a t  cle a n  you r b lood

• You r kidn eys give  n e e de d  food  to  you r b lood  
a n d  t a ke  a wa y wa ste  you  do  n ot  n e e d
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WHAT IS
CHRONIC KIDNEY 
DISEASE (CKD)?

When kidneys don’t work as well as they 
should over a long period of time, this is 
called chronic kidney disease (CKD)

In  CKD, toxic wa ste  a n d  ext ra  flu id  a ccu m u la te  in  th e  body
a n d  m a y le a d  to  h igh  b lood  p re ssu re , h e a rt  d ise a se , s t roke ,
a n d  e a r ly de a th . 

Howeve r , pe op le  with  CKD a n d  pe op le  a t  r isk for  CKD ca n  ta ke  
s te ps to  p ro te ct  th e ir  kidn eys with  th e  h e lp
of th e ir  h e a lth ca re  p rovide rs .
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CKD AMONG
ADULTS IN THE
UNITED STATES
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• More  th a n  1 in  7 U.S. a du lt s , th a t  is  37 m illio n pe op le
in  th e  Un ite d  Sta te s a re  e st im a te d  to  h a ve  CKD

• As m a n y a s  9 in  10 U.S. a du lt s  with  CKD d o  n o t  k n ow
th ey h a ve  CKD

• Abou t  2 in  5 U.S. a du lt s  with  seve re  CKD d o  n o t  k n ow
th ey h a ve  CKD

• It  is  s ligh t ly m ore  com m on  in  w o m e n  (14%)
th a n  m e n  (12%)

CKD is More Common
As People Age

Age s  18–44 Age s  45–64 Age s  65+



Black and Hispanic/Latino adults have a higher risk of having
CKD than White adults
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CKD IN BLACK AND 
HISPANIC/LATINO 
COMMUNITIES

16%
BLACK ADULTS 

14%
HISPANIC/LATINO ADULTS 

13%
WHITE ADULTS 

Because  of the ir h igher risk, it  is recom m ended  tha t  Black and  Hispan ic/La t ino people  wa tch  for signs of kidney d isea se .
And they shou ld  u se  the  in form a t ion  sha red  today to  see  and  ta lk to  the ir doctor abou t  the  d isea se .



WHAT ARE THE
RISK FACTORS?
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Risk factors to look for include:

• He a rt  d ise a se

• High  b lood  p re ssu re

• Dia be te s

• Be in g ove rwe igh t

• Fa m ily h is tory of kidn ey d ise a se

• Olde r a ge

• Ha ve  low b ir th  we igh t



WHAT CAUSES
CHRONIC KIDNEY 
DISEASE (CKD)?

Th e re  a re  two type s of PKD

• Autosomal recessive PKD or ARPKD

- ARPKD is present at birth

and leads to enlarged kidneys

very early on

• Autosomal dominant PKD or ADPKD

- ADPKD is the most common    

inherited kidney disease that 

typically presents in adulthood

and may eventually lead to

kidney replacement
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Diabetes and high blood pressure
are the most common causes of CKD.
Other causes of CKD include:
• He a rt  d ise a se

• Hype rte n sion

• Lu pu s

• Polycyst ic Kidn ey Dise a se  (PKD)

• IgA Ne ph ropa th y

• Glom e ru lon e ph rit is

• An t i-GBM Dise a se  (Goodpa stu re ’s)

Polycyst ic kidn ey d ise a se  (PKD) is  a  ge n e t ic con d it ion  th a t  ca n  
a lso  le a d  to  CKD th rou gh  th e  growth  of m a n y cyst s

ADPKD = AUTOSOMAL DOMINANT
POLYCYSTIC KIDNEY DISEASE



About Autosomal Dominant
Polycystic Kidney Disease (ADPKD)
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WHAT HAPPENS
WHEN YOU
GET ADPKD?

With ADPKD, your kidneys will have cysts

• Cysts  a re  sa cs th a t  h a ve  flu id  in  th e m

• As th e  cyst s  ge t  b igge r , th ey ke e p  th e  kidn eys from  
workin g th e  wa y th ey sh ou ld

• Th is cou ld  le a d  to  kidn ey fa ilu re
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TEST YOUR
KNOWLEDGE

A h e a lth y kidn ey is  a bou t  th e  s ize  of:

A. a watermelon

B. a jellybean

C. a golf ball

D. a fist

FOR SPEAKER USE ONLY. DO NOT DUPLICATE OR DISTRIBUTE.



TEST YOUR
KNOWLEDGE

A polycyst ic kidn ey ca n  grow to  th e  s ize  of:

A. a lemon

B. a grapefruit

C. a football

D. a tennis ball

FOR SPEAKER USE ONLY. DO NOT DUPLICATE OR DISTRIBUTE.



WHO GETS ADPKD?

For most people, ADPKD is inherited,
or passed down, from one parent
• If e ith e r  th e  m oth e r  or  fa th e r  h a ve  ADPKD, a  ch ild  h a s

a  50% ch a n ce  of ge t t in g th e  d ise a se

• Th e re  a re  som e  pe op le  wh o ge t  ADPKD with ou t  a  cle a r  fa m ily
h istory; th is  h a ppe n s to  a bou t  1 in  20 pe op le

ADPKD = AUTOSOMAL DOMINANT
POLYCYSTIC KIDNEY DISEASE
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ADPKD = AUTOSOMAL DOMINANT
POLYCYSTIC KIDNEY DISEASE

COMMON SIGNS
AND SYMPTOMS
OF ADPKD

Symptoms of ADPKD can 
happen slowly.
Some people don’t see the 
symptoms until they are 
adults (usually between 30 
and 50 years old)

Enlarged 
kidneys

Urinary tract 
infections

High blood 
pressure

Cysts that rupture or 
become infected

Swelling in
your belly

Back or
side pain

Blood in
your urine
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ADPKD CAN CAUSE 
PROBLEMS FOR MANY
PARTS OF THE BODY

Cysts can be on the kidneys years before kidney damage is found

BRAIN
You can get a bleed in your brain 

although it is rare

It can lead to a stroke, brain 
damage, coma, or death

HEART
It can lead to high blood pressure

It can increase your risk of heart 
disease and stroke

LIVER
You can get cysts (sacs of fluid)

in your liver

Cysts can cause pain, infection,
or bleeding

BLADDER & URINARY TRACT
The cysts in your kidneys interfere 

with the normal flow of urine
and might increase the chance

of an infection
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POLYCYSTIC KIDNEY DISEASE



HOW CAN A
DOCTOR TELL IF YOU 
HAVE ADPKD?

A doctor, such as your primary care physician
or a nephrologist (a doctor who treats kidneys) can
tell you have ADPKD by

Discu ssin g you r h e a lth  a n d  fa m ily h is tory

Orde rin g b lood  a n d  u rin e  t e st s

Ta kin g a  p ictu re , o r  im a ge , o f you r kidn eys

Ma y re com m e n d  a  ge n e t ic t e st
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WHAT CAN PATIENTS 
LIVING WITH ADPKD 
DO TO MANAGE THE 
DISEASE?
Work with their kidney doctor (also called
a nephrologist) or your primary care
physician to learn more about disease
management options

Limit salt intake

Build a strong support system 
of family and friends

Write down how they are feeling 
and questions for the doctor to 
discuss at their next appointment

Eat more fruits and vegetables

Keep a close watch on their
blood pressure

Drink more water

Exercise
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NUTRITION
AND DIET

• Mon itor  ca lorie s  to  m a in ta in  we igh t  goa ls  a n d  re du ce
th e  r isk of d ia be te s  a n d  h e a rt  d ise a se

• Ea t  m ode ra te  a m ou n ts of p ro te in  su ch  a s  m e a t , pou lt ry, 
se a food  a n d  e ggs

• Drin k p le n ty of wa te r

• Re du ce  sa lt  in ta ke  

• Mon itor  fa t s

• Re gu la te  po ta ssiu m  a n d  ph osph orou s in ta ke



TALKING TO
YOUR FAMILY
ABOUT ADPKD

• An  ADPKD d ia gn osis  ca n  be  sca ry for  you  a n d  you r  fa m ily

• Spe a kin g with  you r  fa m ily a bou t  ADPKD m a y h e lp  to  re du ce
fe a rs  a n d  le a rn  m ore  a bou t  th e  d ise a se

• He re  a re  som e  t ip s  th a t  ca n  h e lp  you  s ta r t  a  con ve rsa t ion
with  fa m ily m e m be rs

• Explain to your family members that if you have this disease, they might too.

Suggest they also get screened

• Encourage your children and loved ones to ask questions and share their feelings

• Consider including your loved ones in visits to your doctor
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Hear a Patient Story
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Question and Answer Session

FOR SPEAKER USE ONLY. DO NOT DUPLICATE OR DISTRIBUTE.



www.KidneyQuestions.com
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Resources available in English and Spanish
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Infographics
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In Summary
What you need to remember about ADPKD
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SUMMARY

• Wh e n  kidn eys don ’t  work a s  we ll a s  th ey sh ou ld  ove r  a  lon g pe riod  of t im e ,
th is  is  ca lle d  ch ron ic kidn ey d ise a se  (CKD)

• CKD ca n  ge t  worse  ove r  t im e  a n d  m a y ca u se  you r  kidn eys to  fa il

• Au tosom a l dom in a n t  po lycyst ic kidn ey d ise a se  (ADPKD) m e a n s you r  kidn eys h a ve  cyst s

• Both  th e  cyst s  a n d  you r  kidn eys ca n  grow ove r  t im e  a n d  ke e p  you r  kidn eys from
workin g th e  wa y th ey sh ou ld

• If e ith e r  th e  m oth e r  o r  fa th e r  h a ve  ADPKD, a  ch ild  h a s  a  50% ch a n ce
of ge t t in g th e  d ise a se
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SUMMARY (Continued)

• ADPKD ca n  h a ppe n  to  m e n  a n d  wom e n , to  pe op le  of a ll ra ce s
a n d  e th n icit ie s  wh o live  a n ywh e re  in  th e  world

• ADPKD sign s in clu de  ba ck pa in , h igh  b lood  p re ssu re , b lood  in  you r  u r in e ,
u rin a ry t ra ct  in fe ct ion , a n d  e n la rge d  kidn eys 

• ADPKD is  o fte n  d ia gn ose d  in  pa t ie n t s  be twe e n  th e  a ge s of 30 a n d  50, de pe n d in g on
wh e n  sym ptom s sta r t 

• Ta lk to  you r  doctor  if you  se e  a n y s ign s; you r  doctor  will h e lp  to  m a n a ge  a n d  t re a t  th e  d ise a se

• Fin d in g ADPKD e a rly is  ve ry im porta n t  
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TAKE CONTROL OF 
YOUR HEALTH

Know your family history of kidney disease

Speak to your doctor about kidney disease
and ADPKD

Visit  www.Kidn eyQu e st ion s.com
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Survey
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SURVEY
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We  wou ld  like  you r fe e dba ck so  we  ca n  ke e p  im provin g ou r  

p rogra m . Ple a se  com ple te  a  qu ick su rvey a n d  le t  u s  kn ow you r 

th ou gh ts (your a ns wers  will be  confidentia l)



THANK YOU FOR ATTENDING
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