
Talking with Patients and 
Families about Kidney 

Disease 

Andrew S Narva, MD, FACP
Advancements in Diabetes Webinar

November 2023



Speaker has no relationship to disclose



 Describe a strategy for educating people about CKD 
within the time constraints of the outpatient setting

 Describe life style and diet interventions which can 
slow progression of CKD

 Describe basic information about renal replacement 
therapy which can be provided prior to referral to 
nephrologist

This is meant to be a pragmatic (useful) discussion.  
Specific questions welcomed.  

Objectives



aims to reduce the morbidity and mortality 
caused by kidney disease and its 
complications by:

 Improving early detection of CKD

 Facilitating identification of patients at greatest 
risk for progression to kidney failure

 Promoting evidence-based interventions to slow 
progression of kidney disease

Population Health in Kidney Disease



Trends in adjusted* ESRD incidence rate 
(per million/year),

by race, in the U.S. population, 1996-2013

MMWR, Jan 10 2017



U.S. Department of Health
and Human Services

National Institute of Health

Education is Key

  



Delay the need for renal replacement 
therapy (dialysis or transplant) :

 Identify patients with kidney disease and monitor 
progression: eGFR (kidney function) and UACR (kidney 
damage)

 Implement appropriate therapy to slow progression
 Screen for complications: anemia, malnutrition, 

metabolic bone disease
 Treat cardiovascular risk, especially with smokers and 

hypercholesterolemia
 Refer to dietitian for nutritional guidance
 Avoid acute injury to the kidney (NSAIDs) 
 Educate patients about kidney disease and treatment

Goals for Population Management



 Self-management means the interventions, training, 
and skills by which patients with a chronic condition, 
disability, or disease can effectively take care of 
themselves and learn how to do so

http://en.wikipedia.org/wiki/Self-management

 Implementation of self management includes 
comprehensive education regarding the disease, 
management regimen, consequences of adherence, 
consequences of non-adherence

 Example of self-management in CKD:  Knowing to 
stop ACEi or ARB if dehydrated from flu or diarrhia.  
Needs to occur before health care sought.

Self Management

http://en.wikipedia.org/wiki/Self-management


 “I feel fine.”
− The signs and symptoms may not be obvious until 

kidney disease is advanced. 

 “Why me?”
− Just like diabetes, acceptance of kidney disease takes 

time for most people.

− Kidney disease may progress to kidney failure.

 Kidney “failure” or “end stage renal disease” sound 
scary. 
− Grief, fear and depression are not uncommon. 

Coping with Kidney Disease and 
Failure is Challenging



Patient Awareness of CKD is Low 
General U.S. Population
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Adapted from:  Coresh, et al. JASN 2005

“Have you ever been told by a doctor or other health care 
professional that you had weak or failing kidneys?”



Finkelstein, et al. Kidney International,  2008

Awareness & Knowledge about CKD
in Patients Seen by Nephrologists

Low Self-Rating Perceived Knowledge N=676
No Knowledge of Hemodialysis / Peritoneal Dialysis 43% / 57%
Little or No Knowledge Re: Diagnosis 35%

Limited Awareness & Objective Knowledge N=401
Unaware of CKD diagnosis 31%
Do not understand CKD implications, e.g.  heart disease 34%
Do not understand kidney functions, e.g. urine production 34%
Do not understand terminology, GFR 32%

Wright, et al. AJKD 2011



…patients’ expectations about 1-year survival were 
more accurate than those of their nephrologists, but 
their longer-term survival expectations dramatically 
overestimated even their 2-year survival rates. 
Patients’ prognostic expectations are associated with 
their treatment preferences. Our findings suggest the 
need for interventions to help providers communicate
effectively with patients about prognosis.

Dialysis Patients and Their Providers Have 
Different Expectations 

Wachterman, et al. jama 2013



 Community/At risk population
 People with CKD
 Health Care Providers

Educational Opportunities



Quick Reference on UACR and GFR. FOR PROVIDERS





Elevated UACR is associated with risk of 
renal events; lowering UACR may lower 

risk of progression  
Chronic Renal Insufficiency Cohort Study

Renal  events = loss of half of eGFR, dialysis, or death 

    Reference: NIH, February 2010; De Zeeuw et al., 2004





GFR Urine Albumin Tear Pad                         



Explaining GFR



Explaining Urine Albumin



 Your Kidney Test Results gives 
context for key kidney-related 
tests
− Why test is important

− Normal range

− Multidisciplinary Provider Use

Patient education--
Helping patients understand, track test results



 The composition of the urine changes.
 Most people do not notice any difference in urine 

volume.
 Slow, progressive loss of function may not be 

noticeable.

People with CKD still make urine



 Stable eGFR levels may mean non-progressive 
disease or current therapy is working.

 A rapid decline in eGFR may indicate rapid 
progression of kidney disease.

Monitor the eGFR trends



Follow trends in eGFR
eG

FR



mg/g

          Note differences in timeframes

Follow trends in UACR



One page with 
simple 
explanations 
you can use 
as a starting 
point.



Explaining CKD to Recently Diagnosed Patients  

 Brochure for recently diagnosed                         
CKD patients

 Covers the basics:
 Kidney anatomy
 Causes of CKD
 Medicines
 Monitoring
 Diet changes
 Test results (and wallet card)

 6th grade reading level



  



 Control blood pressure
 Reduce sodium intake
 Achieve good control of diabetes early; may help 

prevent albuminuria
 Reduce weight (if obese)
 Reduce protein intake, if excessive
 Achieve tobacco cessation

What can I do?:
Interventions for reducing urine albumin



Reference: Chobanian et al., 2003; Neter et al., 2003; Dietary Guidelines, 2010

Lifestyle modifications help lower blood 
pressure in the general population

Modification Recommendation Lowers Systolic Blood 
Pressure by (Range)

Weight reduction •Maintain normal body weight
•Body mass index (BMI) 18.5–24.9 
kg/m2

5–20 mm Hg / ↓ 10 kg 
∼ 4 mm Hg  / ↓ 5 kg

DASH •Increase potassium (fruits and 
vegetables) and calcium (dairy)
•DASH may be too high in protein, 
potassium and phosphorus for CKD

8–14 mm Hg

Physical activity •At least 30 minutes most days  4–9 mm Hg

Moderate alcohol 
consumption

•Women: ≤ 1 drink per day 
•Men: ≤ 2 drinks per day

2–4 mm Hg

Sodium restriction •2,300 mg per day
•1,500 mg per day for hypertension, 
diabetes, and CKD

2–8 mm Hg



 Literature review showed weight loss was associated 
with decreased proteinuria.
− Dietary restrictions

− Exercise

− Anti-obesity medications

− Bariatric surgery

 No data to evaluate effect on CKD progression.

      Reference: Afshinnia et al., 2010

Intentional weight loss is associated 
with decreased proteinuria



 In the Netherlands, higher sodium intake was 
associated with increased urine albumin excretion.

 In a 2006 literature review, increasing salt 
consumption was associated with worsening urine 
albumin. 

Reference: Verhave et al., 2004; Jones-Jones-Burton et al., 2006

Reducing sodium intake may reduce 
urine albumin levels



The DASH diet may help prevent CKD, but 
it is not generally used with CKD

 The lower the sodium intake, the lower the 

blood pressure.

 Combining the DASH pattern and lowest  

sodium intake (1,150 mg) provided the 

greatest reduction in blood pressure. 

 The DASH pattern may be too high in protein, 

potassium, and phosphorus for CKD.

http://www.nhlbi.nih.gov/health/public/heart/hbp/dash/new_dash.pdf 

References: Sacks et al.  N Engl J Med 2001; 344(1):3–10 and 

http://www.nhlbi.nih.gov/health/public/heart/hbp/dash/new_dash.pdf


Common Barriers in Diet Counselling for 
Kidney Disease

 Recommendations too complicated

 Recommendations appear to contradict those for diabetes or CV 

risk reduction

 May assume that meals for patient will be prepared separately 

from remainder of family

 Emphasize expensive and difficult to access ingredients



Reference: http://www.nkdep.nih.gov/resources/nkdep-factsheet-overallpatient-508.pdf 

An educational handout you can use 
to get started with diet changes 

http://www.nkdep.nih.gov/resources/nkdep-factsheet-overallpatient-508.pdf


Reference: http://www.nkdep.nih.gov/resources/nkdep-factsheet-overallpatient-508.pdf 

    

http://www.nkdep.nih.gov/resources/nkdep-factsheet-overallpatient-508.pdf


The Transition from Chronic 
Kidney Disease to Kidney 

Failure

Dialysis or transplant are treatments, not cures.



 Discuss treatment choices early with progressive kidney 
disease.

 “Early” depends on the eGFR and the rate of decline. 

 People who are not prepared and need treatment do not 
have much choice. They may start hemodialysis using a 
temporary vascular access (catheter). 

 In 2011, more than 80% of people started hemodialysis 
with a temporary vascular access. 

Most People are Not Prepared 
for Kidney Failure



JASN February 2014 25: 390-398

Nephrologist May not be Best at Explaining Kidney Disease



OMG! Talk to patients about dialysis!?!?!?

Explain progressive 
nature of kidney 

disease
Address eventual need 

for RRT

Begin discussion of 
RRT

Decise on modality

Refer to surgeon

Place vascular access

Start dialysis

Start, Nov 1

11/1/22

1/1/23

4/1/23

4/15/23

5/15/23

11/15/23

6/18/20 1/4/21 7/23/21 2/8/22 8/27/22 3/15/23 10/1/23 4/18/24

Preparing for RRT



 Discuss options early with patients with progressive 
CKD, give them time to prepare.  It will never be 
“OK” to have kidney failure.

 Patients diagnosed with kidney “failure” or loss of 
kidney function may experience grief, fear, or 
depression. 

 By discussing early you are giving the patient time 
to process and understand.

 Include family members if possible.  They will be 
part of the patients treatment.

 The “diet” will change; and changes depend on the 
chosen option.

 Consider using a skilled translator.  English may not 
be the best option to explain a disease which is 
complicated and scary.

It is OK to discuss treatment 
options early



 Consistent messages are better.
 Providers should be teaching the same thing.
 Education may help patients to be successful in their 

self-management efforts.

 However, many materials which are available 
assume a level of health literacy which is above that 
of people at greatest risk of progressive disease.

An informed patient is better prepared 



   



 eGFR < 30 
 Medicare B 

− Individual pays 20%, deductible applies 

 Qualified providers:  physicians, physician 
assistants, nurse practitioners, and clinical nurse 
specialists

 Up to six sessions covered

Kidney disease education is a Medicare 
benefit 



 Kidney Disease Education Lesson Builder helps educators 
create and deliver educational sessions for patients with 
CKD on managing the disease and preparing for RRT

 Supports CMS KDE benefit

Equipping educators with lesson plans using sources which 
do not require high health literacy and are in the public 
domain

https://www.niddk.nih.gov/health-information/professionals/education-cme/kidney-disease-education-lesson-builder



Reference: http://kidney.niddk.nih.gov/kudiseases/pubs/pdf/choosingtreatment.pdf 

      

http://kidney.niddk.nih.gov/kudiseases/pubs/pdf/choosingtreatment.pdf


 Renal replacement therapy (RRT)
1. Hemodialysis

• In-center or home, three times a week or more frequently

2. Peritoneal dialysis
• Daily, at home

3. Kidney transplantation

 No RRT
4. Conservative management 

• Active medical management

Four options for treating kidney failure



 No non-dialysis way can replace loss of clearance of 
uremic toxins.

 Complications can be treated.
 Continue medications.
 Provide comfort and palliative care.
 Encourage patient to inform family.
 This may be a better choice for some patients where 

RRT has not been shown to increase quality or 
quantity of life.
 Feels treatment will not improve their health. 

 Feels they have done what they wanted to do in life. 

 Has family and friends who are in support of this 
decision. 

Conservative management is active 
medical management with no RRT.



 Discuss the options early to allow time for the 
patient to adjust and make a decision.

 The diet will change with dialysis, more protein is 
needed to replace the losses.Hemodialysis has the 
most restrictive diet.

 Transplant requires daily immunosuppressant 
medication. 

 All the options still require medications.
 Shared Decision Making Materials available

Summary: treatment options



Shared and Informed Decision-Making (SDM) to 
Improve Renal Replacement Therapy Preparation

• “Decisions that are shared by doctor and patient 
and informed by best evidence, not only about 
risks and benefits, but also about patient-specific 
characteristics and values”1

– Physician competencies and patient competencies
– Family also important in decisions about renal 

replacement therapy
• Goals of SDM in late stage progressive CKD

– Engage in self-management to slow CKD progression
– Engage in preparation for renal replacement therapy

1: Towle A, Godolphin W. Framework for teaching and learning informed shared decision-
making. BMJ. 1999; 7212:766-9



Shared Decision Making 
Evidence on differences between treatment choices



   



PREPARED Video And Books
(English and Spanish)

Website in transition= check back later



 For use by referring primary care providers to share 
key patient data

 Enter patient information – save, email, or print

        CKD Diet Counseling Referral Form          Nephrology Referral Form

Facilitating collaborative management to improve 
patient outcomes



Questions or Comments

anarva@verizon.net
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