KéidneyWerks

A Job Retention Program for People with Chronic Kidney Disease (CKD)
By the American Association of Kidney Patients (AAKP) and
The Medical Education Institute (MEI)

“Whoever has the most definitive voice with the patient, whether it’s the doctor, the
nurse, the social worker or somebody in their community or who they work with can
have a profound influence on their aspirations. Everyone has an aspiration if you take

the time to learn it.”
Paul Conway
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Executive Summary

Employment Challenges Facing People with CKD

The American Association of Kidney Patients (AAKP) and the Medical Education Institute (MEI), two non-
profit kidney organizations, are spearheading KidneyWorks™ a collaborative effort to keep CKD patients
employed, slow progression of kidney disease, and help working Americans avoid a life on disability. In
June, 2016, a team of expert stakeholders from all sectors of the kidney community—patients, non-profits,
professionals, members of industry and representatives from the Federal government—met in Washington,
D.C. to address challenges facing employed people with CKD who may be at risk for kidney failure, and
discuss strategies to help them keep their jobs and their dignity. This summary reports their conclusions.

In the U.S., more than 20 million adults are estimated to have Stage 1-5 chronic kidney disease (CKD),
which can lead to kidney failure (end-stage renal disease, ESRD). People whose kidneys fail require
dialysis or a kidney transplant to survive. KidneyWorks focuses on Americans with CKD whose kidneys
have not yet failed, or non-dialysis chronic kidney disease (ND-CKD). While total costs for all ND-CKD
patients are difficult to obtain, the Medicare-only costs in 2014 for ND-CKD exceeded $58B per year—
and these include only those who are over age 65 or already disabled.

Figure 1,17 Estimated prevalence of self-reported kidney disease by state (%), BRFSS
participants ages 18 and older, 2012 (N = 471,107) & 2014 (464,617).
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In 2010, 13.2% of the U.S. population aged 30 or older had CKD, a figure that is projected to rise to
14.4% in 2020 and to 16.7% in 2030. The map above shows an estimate of how many American adults
had been told by a doctor, nurse, or other healthcare professional that they have kidney disease (from
the CDC’s 2014 Behavioral Risk Factor Surveillance System questionnaire).
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For the 53% of people with CKD who are working-age, keeping a job helps ensure access to preventive
care they desperately need to delay or avoid kidney failure—and remain active, productive, tax-
paying citizens. Working creates routines and boosts self-esteem, income, feelings of purpose, and
social interaction. CKD symptoms can pose challenges for keeping a job—but, most of these symptoms
can be effectively treated. Children who have kidney disease need to remain in school so they can be
productive when they become adults.

Many working-age people with CKD do work—but many lose their jobs. Between 2006 and 2014,
68,341 people with CKD lost their jobs in the 6 months before they developed ESRD. Yet, it seems
reasonable to expect that continued employment of people with CKD can:

Improve people’s health, quality of life, and survival—and prevent disability

Protect income and health benefits and offer as normal a lifestyle as possible

Reduce costs to Medicare, Medicaid, and federal and state support programs

Help employers lower their costs by retaining valued and skilled employees

Keep private health insurers’ members healthier through preventive care

Lower expenditures for private disability insurers

For many Americans, employment gives life a sense of purpose. And, while all those with CKD expend
time and money to treat their iliness, not being able to work due to CKD has costs such as:

m Lower lifetime income and retirement earnings and savings

m  Unplanned life decisions and deferrals of major decisions such as home purchases

m Fear, anxiety, and stress on family and loved ones

m Loss of relationships and friendships, and sense of identity

Societal costs of preventable dependency and disability for those with ND-CKD include:
m Lost federal and state tax revenue

m Reduced workforce productivity and GDP

m Greater healthcare expenditures for both patients themselves and taxpayers

m Increased federal spending for disability, Medicare, and Medicaid

Barriers to CKD employment identified by the KidneyWorks stakeholder group:

m Patients may believe that disability is an attractive option

m Healthcare providers may believe that patients cannot or do not want to work

m Patients may not know their workers’ rights and when/how to talk with an employer about CKD
m Patients may fear discrimination and have concerns about coworkers perceiving preferential
treatment

Lack of education among some patients and medical professionals not in the kidney community
about how to slow kidney disease

Children’s schools may not fully support their attendance with a chronic illness

Patients may receive mixed messages from family and friends about continuing to work
Patients may feel overwhelmed by life changes and the unpredictability of chronic illness
Patients may have work-limiting symptoms such as fatigue, weakness, and cognitive dysfunction
(“brain fog”)

The two leading causes of chronic kidney disease are type 2 diabetes and high blood pressure. While
CKD and kidney failure can be devastating for anyone, the impact on American minority adults, who are
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at disproportionately higher risk for CKD and kidney failure than whites compared to their prevalence in
the population, is even more alarming.

Distribution by Race/Ethnicity of Non-
Institutionalized CKD Patients Stage 1-4
Aged 20 or Older, 2011-2014
from NHANES Data, USRDS 2016 CKD Table B.8
Non-Hispanic
Black/African-

American
12.1%

Non-Hl?pamc\ Mexican-
White American
- o
68.9% 7.2%

"_Other
11.8%

Distribution by Age 20 & Older of Non-
Institutionalized CKD Patients Stage 1-4
2011-2014 from NHANES Data
USRDS 2016 CKD Table B.8

Age 75+
27%

Age 20-44
21%

Age 45-54
14%

Age 55-64
18%

Age 65-74
20%
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KidneyWorks Recommendations
In response to these barriers, KidneyWorks expert stakeholders made five core recommendations, as
well as specific recommendations to several key audiences:

1. Raise awareness of CKD among the general public and those most at risk. Use creative approaches
to target employers, organizations, clinicians, patients and families with key messages.

2. Identify CKD early and provide optimal medical and psychosocial management. Screen those at
higher risk and use a team approach to empower patients and families to self-manage, share
decision-making, and make lifestyle changes such as exercise that can help slow disease progression.

3. Assoon as CKD is diagnosed, provide patients and family members with employment-supportive
education. To continue working, patients must learn to self-manage CKD, understand their rights on
the job, and obtain job support. Education can help patients plan a treatment for kidney failure,
should that occur, that allows them to work, such as transplant or home dialysis. Identify
opportunities for education from early CKD to dialysis and transplant, with the assistance of
agencies such as the National Institute of Diabetes and Digestive and Kidney Diseases (NIDDK), the
Health Resources and Services Administration (HRSA), and the National Kidney Disease Education
Program (NKDEP) clearinghouse. Tailor information to their needs and offer it in a variety of
formats—early and often.

4. Take active steps to slow CKD progression. Help patients learn how to control blood pressure and
blood sugar control, to exercise, lose weight, limit dietary protein, quit smoking, and learn
symptoms to watch for and report.

5. Support kidney transplant recipients in the workforce. After a transplant, encouraging continued
work, identifying meaningful work that creates a sense of purpose, encouraging employer flexibility,
and offering vocational support are proven interventions to help people stay in the workforce.

For Patients:

m Those with known CKD should ask their primary care physician for a referral to a nephrologist; seek
out CKD education, support, and resources; and participate in and follow their treatment plans.

m Those who do not know if they have CKD should ask for copies of laboratory test results, track them
over time, and ask about any high or low results.

For Employers:

m Allow flex-time or time off for medical appointments to promote better employee health.

m Retain employees who have CKD to avoid the high costs of hiring and training new employees, many
of whom will also have one or more chronic illnesses—as half of all Americans do.

For Medical/Professional Societies:

m Consider developing performance measures to support patient employment throughout CKD.

m Examine models used by other countries that maintain patient employment despite advancing CKD
or other chronic illnesses, and determine whether those models can be used or adapted for the U.S.

m Increase nephrology fellows’ awareness of the challenges faced by employed patients—and the
many benefits to patients and their families—and society—of continuing to work with ND-CKD.

For Healthcare Providers:
m Offer appointment times that accommodate patients’ work schedules.
m Talk with patients and families about the benefits of working and avoiding disability when possible.
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m Remember that patients who can keep their jobs are more likely to retain employer group health
plans that will bring in more revenue to a practice or clinic than Medicare or Medicaid.

m Consider the societal benefits of a healthier population with fewer hospitalizations, less anxiety and
depression, and a more active lifestyle.

-

For Policymakers/Congress:

B Recommend that government and private health plans cover early CKD screening of those who are
at increased risk of progression according to KDIGO guidelines.

B Encourage insurance companies, providers, and businesses to make it financially feasible to hire and
retain employees with chronic illnesses, including ND-CKD.

B Promote training for vocational rehabilitation counselors, social workers, and physicians that
includes education about the unique needs of CKD patients who want to keep their jobs.

B Provide tax credits for employers of any size to make accommodations, including telework when
feasible, for those with chronic illnesses and disabilities.

B Develop a national education campaign for employers and employees to explain the Americans with
Disabilities Act and the Family and Medical Leave Act, and to debunk myths about hiring and
retaining employees with a chronic illness.

m Consider amending the Medicare Improvements for Patients and Providers Act (MIPPA) to expand
qualified CKD education providers to include clinical social workers and add employment as a topic.

m Expand MIPPA Kidney Disease Education (KDE) Services to include any Medicare patient diagnosed
with CKD, not just Stage 4.

m Study the feasibility of expanding the Family Medical and Leave Act to additional employers and
encouraging employers to continue to pay workers during a medical leave of absence.

For Other Federal Agencies:
m Centers for Disease Control and Prevention (CDC):
» Expand the Kidney Disease Initiative to include a public outreach campaign coordinating with
the Public Health Services.
> Study geographic disparities in the prevalence and incidence of both CKD and ESRD.
m Centers for Medicare & Medicaid Services (CMS):
» Collect data on employment up to 5 years prior to ESRD and include the type of job (e.g.,
sedentary, active, mixed) on Form CMS-2728 (ESRD Medical Evidence Report).
» Reimburse physicians, non-physician providers, and CKD healthcare teams to discuss goals,
employment benefits, and barriers with their patients and work together to overcome them.
> Provide sufficient reimbursement to motivate registered dietitians and clinical social workers to
become Medicare providers so they can be reimbursed to see ND-CKD patients prior to ESRD.
> Include in the USRDS contract a study of the barriers to utilization of Medicare’s Kidney Disease
Education Services.
m National Institutes of Health (NIH): Designate funding to support CKD research projects that include
employment as a variable.
m Department of Labor (DOL): Provide evidence-based early intervention services to working people
with stable CKD, including transplant recipients.
m Rehabilitation Services Administration (RSA): Study what is needed (services and/or equipment) to
help state vocational rehabilitation agencies help people with ND-CKD keep their jobs.
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KidneyWorks next steps are to:

Identify funding support from industry

Develop outreach materials and messaging

Collaborate with other chronic disease organizations to boost employment

Develop a business case for employers

Include employment as a topic in professional clinical curricula/continuing education
Create a patient website and toolkit

Develop pilot projects

Conclusion

Kidney disease is both costly and devastating, but non-dialysis chronic kidney disease (ND-CKD) does
not have to mean permanent disability. Working-age Americans who are diagnosed with CKD can have
far greater independence to pursue their aspirations, achieve better health outcomes and contribute
more fully to their families and society if they are able to slow the progression of their disease and stay
employed. Barriers to their desire and ability to keep working must be identified and removed.

KidneyWorks seeks to reduce disability and dependency and help people with ND-CKD remain active,
productive, taxpaying citizens by taking proactive steps to educate patients, families, clinicians, and
lawmakers and enact work-friendly practices and policies. ND-CKD patients who continue to work help
themselves, their families, their healthcare providers, the healthcare industry in general, insurers,
employers, taxpayers—and the U.S. government.

Everyone Benefits When Kidney Patients Keep Working

Who Benefits? What Are Advantages of CKD Patient Employment?

Patients Higher income compared to disability

Better adaptation to kidney disease

Better access to health insurance (sometimes provided by the employer)

Better health, better quality of life and lower rates of depression

Greater independence

More normal lifestyle, financially and otherwise

Extending the life of the Social Security Disability Trust Fund and Medicare

» In 2017 dollars, each worker who retains his/her job instead of applying
for disability saves the trust fund $14,052 a year on average.

> In 2014, Medicare spent $22,745 on average for a ND-CKD patient and
$78,934 for an ESRD patient. Medicare can save more than $56,000
each year for each person who does not progress to ESRD. Cost
savings to commercial insurers are likely much higher, as they bill at a
higher rate than Medicare.

Federal, stateand | m Fewer people receiving welfare and/or disability benefits

local government Lower Medicare and Medicaid costs

m Increased tax revenues

Family members
Taxpayers
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Who Benefits? What Are Advantages of CKD Patient Employment?
Employers m Savings associated with not needing to recruit and train a new employee
m Tax credits and deductions for workplace accommodations
m Compliance with federal and state laws
Providers m Higher revenues from commercial insurers than Medicare or Medicaid if
patients begin dialysis
m Improved staff morale when patients are healthier and less depressed
Health industry m Increased demand for technology, innovation, products and services that
enhance patients’ ability to work
Insurers m Healthier members with preventive care and, thus, lower expenditures

The table below shows the data by state of the number of people with kidney failure and the average
Medicare costs per patient by state in 2014. Keeping patients working would save federal, state, and
local governments money in healthcare costs and provide economic benefits.

Medicare Spending (S) Per ESRD Prevalent Patient by State 2014

State ESRD Prevalent Patients Medicare Primary Spending/Person
Alabama 9,570 $67,262
Alaska 644 $75,768
Arizona 8,050 $70,246
Arkansas 4,600 $66,510
California 49,877 $88,577
Colorado 4,294 $65,604
Connecticut 4,539 $87,753
Delaware 1,969 $79,164
District of Columbia 1,830 $87,433
Florida 29,019 $80,441
Georgia 19,051 $75,554
Hawaii 2,229 $71,304
Idaho 1,556 $66,733
lllinois 22,413 $85,741
Indiana 10,208 $79,102
lowa 3,806 $64,058
Kansas 3,653 $68,303
Kentucky 6,119 $75,556
Louisiana 9,613 $75,710
Maine 1,406 $68,534
Maryland 11,157 $89,376
Massachusetts 7,338 $93,116
Michigan 16,376 $82,004
Minnesota 4,785 $70,762
Mississippi 7,893 $68,701
Missouri 9,419 $72,282
Montana 1,095 $58,101
Nebraska 2,159 $67,833
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State ESRD Prevalent Patients Medicare Primary Spending/Person
Nevada 3,514 $79,458
New Hampshire 1,208 $73,525
New Jersey 15,201 $96,746
New Mexico 3,432 $60,822
New York 26,686 $90,803
North Carolina 17,528 $69,246
North Dakota 893 $60,483
Ohio 16,763 $82,168
Oklahoma 5,913 $69,044
Oregon 3,730 $68,960
Pennsylvania 16,307 $83,743
Rhode Island 1,127 $79,651
South Carolina 10,024 $77,113
South Dakota 1,189 $60,131
Tennessee 10,564 $71,970
Texas 46,025 $78,129
Utah 2,063 $61,717
Vermont 633 $66,020
Virginia 13,323 $73,994
Washington 7,461 $71,967
West Virginia 2,633 $77,206
Wisconsin 7,152 $69,361
Wyoming 488 $58,772
Puerto Rico 3,464 $39,185
Foreign 52 $41,270
Territories 954 $47,236

KidneyWorks Expert Stakeholders

Stakeholder

Organization

Ellen Griffith Cohen, JD Kidney transplant recipient, retired Public Affairs Specialist at
Centers for Medicare & Medicaid Services Central Office
Paul T. Conway Kidney transplant recipient, AAKP President, Kidney Health
" Initiative Board, Mid-Atlantic Renal Coalition (ESRD Network 5)
t Board
'% Rosalind Joffe, MA Patient with chronic illness, Owner of ciCoach — Chronic Iliness
o Career Coach, Board of Directors of the Massachusetts Health
Quality Partners
Richard Knight, MBA Kidney transplant recipient, AAKP VP & Chair of Public Policy,
Mid-Atlantic Renal Coalition (ESRD Network 5) Board
Teri Browne, PhD, MSW, AAKP Board, Associate Professor at the University of South
& i NSW-C Carolina School of Social Work, Editor of Journal of Nephrology
3 Social Work
Diana Clynes, BA AAKP Director of Programs & Services
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Stakeholder

Organization

Richard Goldman, MD

AAKP Board, Chair of the Board of the Quality Initiative Network,
Past Chair of the Renal Physicians Association

Gary Green

AAKP Executive Director

Jenny Kitsen, BSW

AAKP Board, Treasurer of Donate Life CT, Past Executive Director
of Network of New England (ESRD Network 1)

Dori Schatell, MS

Executive Director of the Medical Education Institute (MEI)

Amy E. Witten, BA

Consultant with MEI, Missouri Kidney Program Patient Education
Program Kansas City Coordinator, Project Manager at Witten
and Associates, LLC

Beth Witten, MSW, ACSW,
LSCSW

Consultant with MEI, Founding Member of Witten and
Associates, LLC, Past Chair of the National Kidney Foundation
Council of Nephrology Social Workers

Mary Beth Callahan, ACSW,
LCSW

Transplant Social Worker at Dallas Transplant Institute, a
subsidiary of Dallas Nephrology Associates, Past Chair of Council
of Nephrology Social Workers

Helen Currier, BSN, RN,
CENP, CNN

Director of Renal and Pheresis Services at Texas Children’s
Hospital, Board of Directors of the National Renal Administrators
Association, Former Member of the Board of Directors of the

% Society for the Arts and Healthcare
§ Ruth Kaluski, MS, CRC, Director of Career Connection Employment Resource Institute at
§ LMHC the Mental Health Association of New Jersey
'§ Patricia Painter, PhD Exercise Physiologist and Research Associate Professor, Physical
e Therapy and Athletic Training at the University of Utah
Rebecca Schmidt, DO, FACP, | Renal Physicians Association President, Professor of Medicine
FASN and Chief of Nephrology at West Virginia University School of
Medicine, Former Member of AAKP Medical Advisory Board,
Medical Review Board of Mid-Atlantic Renal Coalition (ESRD
Network 5), Medical Advisory Board for NKF of the Alleghenies
Anne Bailey, BA, MS, MBA Group Vice President at DaVita
Maggie Gellens, MD Medical Director at Baxter Healthcare
Douglas S. Johnson, MD Director and Vice Chair of the Board of Dialysis Clinic, Inc.
2 | Louise Kato, MSW, MIBA Patient Quality of Life Services Director at Northwest Kidney
§ Centers
g Dugan Maddux, MD Fresenius Vice President of Kidney Disease Initiatives
Sally Reppucci Renalogic Vice President of Operations and Technology
Allison Teitelbaum, MS, American Health Quality Association Senior Director of Health
MPH, CAE Programming and Strategy
Elena Balovlenkov, MS, RN Health Insurance Specialist at Centers for Medicare & Medicaid
Services
:,:-; Meredith DeDona, MPH Senior Policy Advisor in the Office of Disability Employment
g Policy at the U.S. Department of Labor
& | Andrew Narva, MD Director of National Kidney Disease Education Program at the
é National Institutes of Health, Chief Clinical Consultant for

Nephrology for the Indian Health Service

Robert Walsh

Health Resources & Services Administration Senior Advisor
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