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INTRODUCTION

The conditions for coverage for end-stage renal disease (ESRD) facilities require dialysis
clinics:

e Evaluate each patient for referral to vocational and physical rehabilitation services.

e Assistthe patientin achievingand sustaining an appropriate level of productive
activity, as desired by the patient, including the educational needs of pediatric
patients.

e Make rehabilitation and vocational rehabilitation (VR) and employment network (EN)
referrals asappropriate.

e Ensure evidence of interdisciplinary assessment, education, assistance with barriers,
and referralis documentedin an individualized plan that reflects each patient's
preferences.

The goal of the quality improvement activity (QIA) is to support gainful employment of
ESRD patients. Specifically, the goal is to increase the percentage of project facility patients,
ages 18 through 54, plus at least 10 project facility patients ages 55 to 64, who are
screened, referred to, and receiving VR/EN services by September 30, 2020.

e Screen 95% of ALL eligible patients
e Increase VR/EN referrals by 50%

e Increase patients receiving VR/EN services by 1%

Resources inthistoolkit are designed to assist facilities to successfully assist patientsin
meeting their vocational rehabilitative goals. Resources are divided into two sections and
include those that will be helpful to the provider, and those that will be helpful to patients.

Please note that some of the professional resources can be utilized by patients and all the
resources listed in the patient section can be utilized by the provider for personal

knowledge or as a resource to aid patient engagement and education

Materialsin this toolkit can be copied and distributed freely, as needed.
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SECTION I: PROVIDER RESOURCES

State Department of Vocational Rehabilitation Offices

Under the Workforce Innovations and Opportunity Act (WIOA), as of 2016, state VR
agencies now collaborate with those with disabilities to develop an individual plan for
employment (IPE), provide employment, education, training and/or support for clients. The
rehabilitation agencies also prepare them to find and keep a job with competitive wages (at
least minimum wage), where those with and without disabilities interact doing their jobs
and have the same advancement chances.

State Contact Numbers Website
Delaware 302.761.8275 https://dvr.delawareworks.com/
Pennsylvania 717.787.5279 www.dli.state.pa.us

Building Quality of Life: A Practical Guide to Renal Rehabilitation
(https://lifeoptions.org/assets/pdfs/qualoflife. pdf)
A guide to help dialysis facilities incorporate rehabilitation into facility dialysis activities

Council of Nephrology Social Workers (CNSW) Insurance Toolkit
(https://www.kidney.org/sites/default/files/insurancetoolkit 2014final.pdf)
Insuranceinformation related to transplant, Veteran's Administration (VA) benefits,
Consolidated Omnibus Budget Reconciliation Act (COBRA), coordination of benefits, and
Medicare Part D, plus a list of helpful terms related to commercial insurance and ESRD and
the Affordable Care Act (ACA)

Community-Based Work Assessment

(https://www.onetonline.org/)

Community-based work assessments occur at local business sites to determine an
individual's work interests, skills, and needs prior to going to work.

Cornell University: Institute on Employment and Disability (EDI)
(http://www.yti.cornell.edu/)

Aleading resource on employmentand disability information for businesses, lawmakers,
federal and state agencies, educational institutions, unions, and service providers
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Delaware Division of VR Referral for Services
(https://dvr.delawareworks.com/)

Referral form for DVR services, DVR brochure, and

Disability Evaluation under Social Security
(https://www.ssa.gov/disability/professionals/bluebook/)

A guide for physicians and health professionals that explains Social Security’s disability
programs, how each works, and what a health professional can provide to help ensure
sound and prompt determinations and decisions on disability claims; includesin thelisting
of impairments genitourinary impairments (Section 6.00 for adults; Section 106.00 for
children)

Finding an Employment Network (EN)
(https://choosework.ssa.gov/findhelp/index.html)

A search engine that will find ENs serving the zip code you provide. This search engine
offers filters that allow users to change the type of service providers to any combination of
EN, State VR agency, Benefits Counseling (WIPA), and Legal Services (PABSS).

Patient Screening and Referral Tracking Tool
(https://www.qirn4.org/Ongoing-Projects/Vocational-Rehab-Project-Services.aspx)

Alog to help providers track screening and referral dates. This tool does not replace the
CROWNWeb documentation and validation requirement.

Pennsylvania OVR Pre-Application

(https://www.mtlsd.org/uploaded/District/Special Education/OVR/PreApp-810.pdf)
Application to assist patients with applying for OVR services. This pre-application can be
completed by either the dialysis staff with access to an interested patient’s information or
by the patient him/herself. Submitting this application to OVR provides a more direct
referral for services.

Institute for Healthcare Improvement (IHI) Quality Improvement Essentials Toolkit
(http://www.ihi.org/resources/Pages/Tools/Quality-lImprovement-Essentials-Toolkit.aspx)
Tools and templates needed to navigate a successful quality improvement project.

Lyft Job Access Program

(Pittsburgh, PA and Philadelphia, PA among the 35 participating cities)

A program created by the ride sharing company, Lyft, to provide free and discounted rides
to eligible job seekers and the newly employed. To access this program job seekers must
be receiving services from select agencies partnered with the Lyft Job Access Program.
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Red Book
(https://www.ssa.gov/redbook/)

A summary guide to employment support for individuals on Social Security Disability
Insurance (SSDI) and Supplemental Social Security Income (SSI) programs

Unit Self-Assessment Tool for Renal Rehabilitation (USAT)
(https://lifeoptions.org/assets/pdfs/evaluation.pdf)

A 100-item, self-scored checklistthat provides a user-friendly, practical, framework to help
renal professionals assess rehabilitation programming in dialysis units

Your Ticket to Work (TTW)

(https://yourtickettowork.ssa.gov/)

An educational and resource website containing information aboutthe various aspects of
the TTW program
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Getting Back to Work

Would you say “Yes™ to any of these
questions?

[] Did you work before becoming ill?

[J Do you miss your friends from work?

[ Do you feel your life had more purpose when
you were working?

[J Do you want to return to work?

[J Do you want to try a new job, perhaps
something you always wanted to do?

If so, consider contacting your state’s
Rehabilitation Services office by calling:

There are many ways for you to
stay active. You might decide to
work full or part time, go back to
school for a class or two, work at
home, volunteer for your church or
community, or spend time on a hobby. l s

If you need to learn new skills to U
change jobs, there are organizations |
that can help. Rehabilitation Services
is an organization that may be able to
help. Ask your social worker for more
information.

it
o i
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Patient Phone: (800) 548-9205
www.qirn4.org

This material was prepared by Quality Insights Renal Network 4 under
contract with the Centers for Medicare & Medicaid Services (CMS). The
contents do not necessarily reflect CMS policy. Publication No. ESRD4-070618




See following page.
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Social Security Administration

Ticket to Work Program

Did You Know?

Social Security’s Ticket to Work
program supports career
development for Social Security
Disability Insurance (SSDI)
beneficiaries age 18 through 64
who want to work.

Need to
famMore + . %

The Ticket program is FREE and
voluntary.

The Ticket program helps people
with disabilities progress toward
financial independence.

The program offers beneficiaries with disabilities access to meaningful

employment with the assistance of Ticket to Work employment service
providers called “employment networks”.

SSDI beneficiaries have a nine-month trial work period before monthly
benefits are reduced.

If you are ready to go to work, there are people ready and waiting to help you.

Call the Ticket to Work Helpline at:

1.866.968./842

Monday - Friday from 8:00 a.m. to 8:00 p.m. ET
Visit: choosework.ssa.gov

) q Quality
“Ticket to Work ?,4 INnsights
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This material was prepared by Quality Insights Renal Network 4 under contract with the Centers for Medicare & Medicaid Services (CMS). The contents do not necessarily reflect CMS policy.
Publication No. ESRD4-030118
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See following page.
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Increase
Quality of Life

Do you plan to work or return to work?

Work is a very big part of our lives. We work to earn money for our basic needs. Work also
gives us a sense of pride and a feeling that we are doing something good. Vocational
rehabilitation programs help people with ESRD keep working or return to work.

How do you sign up for vocational rehabilitation?
e Ask your dialysis social worker about vocational rehabilitation today.
e The Office of Vocational Rehabilitation (OVR) will contact you and make an appointment.

Your vocational rehabilitation counselor will:
1. Ask you about your health to make sure you are able to participate.
2. Set goals to help you get ready to participate.
3. Provide counseling and help you choose work that you will be able to do.

Who should apply to OVR?

You should apply if:
e You have a disability. (ESRD is a disability.)
e Your disability causes problems in preparing for, getting, or keeping a career.
e You want to work.

How do you get started?

Ask your social worker for more information about services. Or, call the OVR District Office
nearest to where you live.

° To file a grievance, please contact Quality Insights Renal Network 4 at Patient Toll Free Line: 1-800-548-9205,
u a ' ty www.girn4.org or 610 Freedom Business Center, Suite 102, King of Prussia, PA 19406.
I n M h t Educational material brought to you by the Patient Learning and Action Networkat Quality Insights Renal Network 4. This
S I S material was prepared by Quality Insights Renal Network 4 under contract with the Centers for Medicare & Medicaid

Services (CMS). The contents do not necessarily reflect CMS policy.

Renal Network 4 Publication number: ESRD4-072715
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See following two pages.
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Helpful Resources

Social Security Administration -
Working While Disabled
WWW.ssa.gov/pubs/EN-05-10095
A brochure of information
about how the Social Security
Administration can help people with

disabilities continue to work

Social Security Administration -
Ticket to Work Program
WWW.553.80v/work
A free and voluntary program that
can help Social Security beneficiaries
go to work, get a job that may lead
to a career, and become financially
independent, all while they keep

their Medicare or Medicaid

Quality Insights Renal Network 4 -
Vocational Rehabilitation Resources

www.qirnd.org/ongoing-projects
vocational-rehab-project-services
Provides local and national
vocational rehabilitation resources
for people with End-Stage Renal

Disease (ESRD)

it
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610 Freedom Business Center, Suite 102
King of Prussia, PA 19406
(610) 265-2418
(610) 783-0374 (Fax)
(800) 548-9205 (Patient Toll-Free Line)

Www.qirn4.org

This material adapted by Quality Insights Renal Network 4 under
contract with the Centers for Medicare & Medicaid Services (CMS)
was originally prepared by Healthinsight, the ESRD Alliance for
Network 16. The contents do not necessarily reflect CMS policy.
Publication No. ESRD4-070218

Staying Healthy

THROUGH WORK
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Did You Know?

As a dialysis patient, you
can work and still keep

your Social Security
check?

Staying Active through Work

Actively pursuing personal
rehabilitation goals can help you
stay healthier and feel better. In
fact, research shows that people
on dialysis who keep working feel
better. They are more physically
able, have less pain, and have better
general health and energy.! Better
physical functioning predicts fewer
and shorter hospital stays —and a
longer life.?

Talk with your doctor about the
benefits of maintaining an active
lifestyle before you decide to go on
disability. An active lifestyle through
social interaction and work can have
a significant impact on your health.

Blake C, Codd MB, Cassidy A, O’Meara YM. Physical
function, employment and quality of life in end stage renal
disease. ] Nephrol; 13 (2): 142-9, 2000.

’Lowrie EG, Curtin RB, LePain N, Schatell D. Medical
outcomes study short form-36: a consistent and powerful
predictor of morbidity and mortality in dialysis

patients. Am J Kidney Dis. 2003 Jun 41 (6): 1286-92.

Benefits to Patients

Patients who continue to work
have experienced the following
benefits:

* Increased independence

e Higher self-esteem

e |ess depression

e Social opportunities

e Fewer barriers to health care
e More likely to get a transplant
e Higherincome

e Insurance coverage

I'.llr-i"‘-..,.



Name:

Do you knowwhat vocational rehabilitation is?

YES

NO

Were you working or going to school before
you started dialysis?

YES

NO

Are you a student, working, orvolunteering
now?

YES

NO

Please check the sentencethat appliestoyou:

d lama studentinschool.
a I still work.
Q [ still volunteer.

Do youwant towork or return to work?

YES

NO

Do youthink thereare thingsthat are stopping
you from going back to work?

YES

NO

Please check all thatyou think isstoppingyou
from working or going back to work:

Overall health

Treatment time/schedule
Transportation

Not interested inworking

No jobs available
Skills/training

Afraid | would lose my benefits
Other (please list)

Oo00D0000

Wouldyou like tolearn more about afree
program that could help you with job training,
school,and work opportunities?

YES

NO

Age

18-54

55-95

it
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Working While Disabled: How We Can Help
(https://www.ssa.gov/pubs/EN-05-10095.pdf)

SSA booklet explains the basics of working while on SSDI or SSI

Working with Chronic Kidney Disease
(https://www.kidney.org/sites/default/files/11-10-0501 working.pdf)

NKF booklet for people with kidney disease thatreviews how to keep a job, prepare for and
find a new job, pluslaws and resources

Employment: A Kidney Patient’s Guide to Working and Paying for Treatment
(https://lifeoptions.org/assets/pdfs/employment.pdf)

Life Options Rehabilitation Program booklet (108-page document) for people with kidney
disease thatreviews how to keep a job, prepare for and find a new job, school options, and
understand disability programs

Choosing an Employment Network for You
(https://choosework.ssa.gov/Assets/docs-materials/TTW_Choosing EN.pdf)
Ticket to Work fact sheet about Employment Networks

Finding an EN and Assigning Your Ticket Worksheet

(https://choosework.ssa.gov/Assets/docs-materials/BeneficiaryWsht-form6-05-
2015 508.pdf)

Ticket to Work tool to help patients keep track of information specific to their employment
goals, and includes a glossary of terms

Patient Questionnaire
(https://www.qirn4.org/Ongoing-Projects/Vocational-Rehab-Project-Services.aspx)

A questionnaireto be given to patients to assist with identifying their interests, barriers,
and VR-related goal
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GAINFUL EMPLOYMENTBEST PRACTIGES CHECKLIST

(]

0O 0O 0O O

Develop a comprehensive plan to promote VR (see Building Quality of Life: A Practical
Guide to Renal Rehabilitation (https://lifeoptions.org/assets/pdfs/qualoflife.pdf) -
employment module).

Review your facility's policies and practices to determine if they are work-friendly: Do
you prioritize schedules for in-center dialysis, home training, and home dialysis clinics
for people who work or attend school?

e Do you and your staff encourage, support home dialysis options, and refer patients
to other clinics for options you do not offer?

e Does your facility offer in-center dialysis treatments early in the morning, after 5
p.m. or overnight, and weekends?

e Does your facility allow patients to use laptops and/or cell phones during dialysis?
e Do doctors consult with the social worker before signing disability forms?

Include rehabilitation themes in corporate websites, newsletters, and educational
materials.

Keep brochures and other materials on rehabilitation in public areas.
Distribute information on rehabilitation resources to all patients.
Encourage staff to attend rehabilitation seminars.

Use the data from the Network annual facility survey to set vocational facility goals and
assess activities (see employment section inthe Unit Self-Assessment Manual for Renal
Rehabilitation at https:/lifeoptions.org/assets/pdfs/evaluation.pdf).

Collaborate with rehabilitation and vocational personnelin the community and educate
them about dialysis patients’ vocational needs.

Educate employers, and advocate for patients' jobs and needed workplace
accommodations (job changes) as requested/needed.

Include rehabilitation in patient assessments and plan of care forms.

Collect and report patient rehabilitation status for patients ages 18 through 54 on the
ESRD facility survey (CMS 2744) in CROWNWeb.

Assess each patient's health-related quality of life (HRQOL).
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?’1 Insight)S/ el

Renal Network 4


https://lifeoptions.org/assets/pdfs/qualoflife.pdf
https://lifeoptions.org/assets/pdfs/qualoflife.pdf
https://lifeoptions.org/assets/pdfs/qualoflife.pdf
https://lifeoptions.org/assets/pdfs/evaluation.pdf
https://lifeoptions.org/assets/pdfs/evaluation.pdf
https://lifeoptions.org/assets/pdfs/evaluation.pdf

Q Upon admission, meet with the patient and encourage working patients to continue to
work. From day one, team members need to believe and let patients know they can
work on dialysis. If patients have doubts, encourage them not to make any quick
decisions, to take a leave of absence to get used to dialysis, and/or to ask for job
accommodation. The Family & Medical Leave Act (FMLA at

https://www.dol.gov/whd/fmla/) and Americans with Disabilities Act (ADA at
https://www.eeoc.gov/facts/adal8.html) protect dialysis patients.

O Educate patients about the benefits of employment (see Keeping Your Job When You
Need Dialysis at https://www.homedialysis.org/life-at-home/articles/keeping-your-job-
when-you-need-dialysis):

e SSDI pays about 35 percent of what the average patient earns at work; less for those
making a higher income.

e Peopleon dialysiswhowork, have lessfinancial stress, are less depressed, have
higher physical functioning, less pain, and better general health and energy.

e People whowork have fewer and shorter hospital stays - and live longer.
e People whoworkare more likely to get and keep transplants.
Q Discuss each patient's personal rehabilitation goals, including but not limited to:
e Employment/School
e Hobbies
e Physical activities
e Social activities
e Volunteeringactivities

Q Tell every working-age patient the care team believes they can work and will support
their efforts.

O Before each plan of care meeting, ask patients:

e How satisfied are you with your current level of physical, social, and vocational
activity?

e How has your school, job or work status changed since the last time we talked?

e Ifyou wentbacktowork, whatwould you like to do and what you need to get that
job?

Qualit age
?)1 Insight)s/ ee

Renal Network 4



https://www.dol.gov/whd/fmla/
https://www.dol.gov/whd/fmla/
https://www.eeoc.gov/facts/ada18.html
https://www.eeoc.gov/facts/ada18.html
https://www.homedialysis.org/life-at-home/articles/keeping-your-job-when-you-need-dialysis
https://www.homedialysis.org/life-at-home/articles/keeping-your-job-when-you-need-dialysis
https://www.homedialysis.org/life-at-home/articles/keeping-your-job-when-you-need-dialysis
https://www.homedialysis.org/life-at-home/articles/keeping-your-job-when-you-need-dialysis

e Ifyouwentbacktoschool, whatwould you like to study and where? What would it
take to dothat?

e Whatare your personal goals for returning to activities you enjoyed before you
started dialysis?

e Whatcan our facilitydo better to supportthose goals?

e Have you considered home dialysis or transplantthat may work better with your
goals?

Q During each plan of care meeting, with the patient and rest of the interdisciplinary
team:

e Use health-related quality of life (HRQOL) survey results (responses and scores) for
care planning

Q Ineach quality assessment and performance improvement (QAPI) meeting with the
team:

e Compare facility rehabilitation outcomes from the prior year, setimprovement
goals for the year and brainstorm interventions
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TIPS FOR PARTNERING WITH LOCAL VR OFFICES

Contact and build a relationship with VR counselors. Share materialsthat areuser
friendly for patients. You can use the “Find Help” directory
(https://choosework.ssa.gov/findhelp/) for local VR offices, Employment Networks (EN),
workforce ENs, Work Incentives Planning and Assistance (WIPA) projects, and Protection
and Advocacy for Beneficiaries of Social Security (PABSS).

Tell VR counselors these things so they can help people on dialysis get and keep jobs:

e ESRD means end stage of the kidney (kidney failure) not of the person. Those who do
dialysis or have a transplant can live for decades.

e Those with kidneyfailure may:

o Do hemaodialysis (HD) in a clinic or at home three or more times a week to
remove toxins in the blood. Clinicor home HD can be scheduled tofit the
work schedule.

o Do peritoneal dialysis (PD) at home four or more times a day by hand or
while sleeping using a machine to remove toxinsin the blood. If needed
during the workday PD can be done in any clean, private place. PD is work-
friendly.

o Have a transplant to replace the failed kidney. Transplantis a treatment, not
a cure. People with transplant need jobs with health insurance to cover costly
drugs.

o Transplant recipients and people on dialysis can work. If a job changeis needed,
itis often noor low cost (e.g., flex-time, time off for doctor/clinic visits, extra breaks
or labor-saving equipment). They can be productive workers. Work helps patients
stay healthier physically, mentally, socially and financially, have higher self-esteem,
and an enhanced sense of well-being. The Social Security Listing of Impairments
(“Blue Book” at
https://www.ssa.gov/disability/professionals/bluebook/AdultListings.htm) lists
dialysis and thefirst-year post-transplantas being “severe enough to prevent any
individual from doing any gainful activity.” Any of those conditions qualify the
person medically for disability benefits.

Meet face-to-face with your local VR counselors at the dialysis clinicor in their office.
Some dialysis clinics hold “VR Days” so VR counselors and/or Social Security work incentive
coordinators (see “Find Help” directory at (https://choosework.ssa.gov/findhelp/) can visit
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with patients at the clinicto answer questions about Social Security benefits and work
incentives.

Educate your staff about VR resources and how key it is for people on dialysis to keep
their appointments and follow the plan. Help staff see how key they arein asking patients
about their goals, progress and encouraging them.

Post VR materials in public areas of the clinic.

Educate dialysis & transplant patients about the VR process

Referral

Orientation and receipt of the VR Handbook of Services

Application

Assignment to a counselor

Eligibility

Waiting list - priorities based on status, the order of selection and date of
application

If served, services based on counselor and client written plan

If waitlisted, the requirement to referand how private ENs can help

Ask patients to keep you informed of VR activities, barriers, progress and help-needs
(e.g., rescheduling dialysis, communication with counselors, educating employers,
coordination of care).
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FACT SHEETFOR REHABILITATION COUNSELORSTO HELP DIALYSIS &
TRANSPLANTPATIENTS WORK

Kidney failure is diagnosed when kidney function drops to 15 percent or less. Peoplewho
want to live must have dialysis or a kidney transplant. Aimost anyone is eligible for dialysis,
but not everyone is a candidate for a transplant. Those who do not have a living donor may
have to wait years for a transplant because there are not enough deceased donor kidneys
for those who need them.

Dialysis is a medical treatment that removes wastes from the body. There are two types of
dialysis, hemodialysis (HD) and peritoneal dialysis (PD):

HD removes wastes from the patient’s blood by accessing their vessels with large
needles or a central linethat then connects to an HD machine. The machine pumps
blood through a plastic filter (“dialyzer”) multiple times during a dialysis treatment.
Patients can do HD in a clinicor at home. In 2015, 30 percent of dialysis clinics
offered dialysis treatments after 5 p.m.” Patients who aretrained to do HD at home
can schedule treatments to fit with their work schedule.

PD removes wastes using the tissue that lines the abdomen as the filter. PD patients
drain a special fluid into their peritoneal cavity (where abdominal organs are
encased) through a thin tube (catheter). They leave the fluid inside to dwell for a
time, and then drain out the fluid with wastes and excess water. They can do this
manually four or more times a day, or with the machine for eight or more hours
while they sleep.

Akidney transplant is a type of treatment for kidney failure; itis not a cure. It
requires major surgery to place a healthy kidney into the lower abdomen of a
person who has 20 percentkidney function or less. In most cases, diseased kidneys
are leftin place. Those wanting a transplantmust bein good physical and emotional
health. People who are working are more likely to get a transplant.

* Centers for Medicare & Medicaid Services. End Stage Renal Disease Network Organization Program 2015 Summary Annual
Report. Baltimore, MD: CMS; 2017.
https://www.esrdncc.org/contentassets/187eeba04ded4b7dad4880050bdff04c7/2015esrdnccsmmryannlrprtfnl508. pdf
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People on any dialysis may have symptoms such as fatigue, low energy, and poor
endurance. They may also have memory issues and depression. How and where dialysis is
performed, medications, activities, and counseling may control symptoms. However,
dialysis patients may need extra breaks and time off for doctor appointments or illness.

Hemodialysis

Patients on standard three times a week HD treatments may need to rest for a while
immediately after dialysis. Working patients on HD in a clinic may need a flexible work
schedule for dialysis days or may only be able to work on non-dialysis days.

Patients who have HD at home may have shorter treatments more often or overnight and
recover faster after dialysis. They may not need a flexible work schedule. However, they will
need time off for home HD clinicvisits and doctor visits.

HD patients are not supposed to lift anything heavy while they are under care for dialysis
and cannot let anything rest on their access armor leg. Dialysis access surgery combines
an artery and vein to make a vessel large enough for large-gauge needlesto be inserted.
Toxin-filled blood travels from one needle in the body through the lines to the HD machine
and dialyzer, and clean blood returns through the other needlein the access. The latest
data reports that HD patients are hospitalized, on average, 11 days a year.f

Peritoneal Dialysis

Patients on PD may have the same symptoms as other dialysis patients, butdon't need
time to recover after a PD treatment because it removes toxins more like natural kidneys.
Like home HD patients, some PD patients need to have a fluid exchange during their
workday. All they need to do this are their supplies and a clean, private place. Doctors may
limit how much a PD patient can lift to avoid a hernia. PD patients need time off for home
PD clinic visits and doctor visits. The latest data reports that on average PD patients were
hospitalized 12 days per year. 2

T United States Renal Data System. 2017 USRDS annual data report: Epidemiology of kidney disease in the United States.
National Institutes of Health, National Institute of Diabetes and Digestive and Kidney Diseases, Bethesda, MD, 2017.
https://www.usrds.org/2017/view/v2 04.aspx (Accessed January 31,2018)
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Transplant

Patients stay in the hospital a few days after transplant and will have frequent follow-up
visits that decrease over time to a couple per year. Stable transplant patients can return to
usual activities within a few weeks. Transplant patients take drugs that suppress their
immune system and need to avoid crowds or wear a mask. The side effects of the drugs
make patients sun sensitive, and at risk for skin cancer, so they are advised to wear
sunscreenand a hat if they expect to be in the sun. The most recent data reports that on
average, transplant patients are in the hospital for about five days a year.?

Most patients qualify for Medicare ifthey are on dialysis and paythe Part B premium.
Those with kidneytransplants who do not have another disability only keep Medicare 36
months after they get a transplant. Although it costs less inthe years after transplant
surgery, anti-rejection drugs cost on upward of $2,500 a month. Transplant patients need a
health planto pay for these medications when Medicare ends. Without the anti-rejection
medication, the body will rejectthe kidney, and the patient will have to restart HD or PD.

If a job covers someone for health insurance, the plan pays first for 30 months. The clock
starts when the patientis eligible for Medicare whether she/he enrolls or not. If someone
does not have health plan through an employer, Medicare paysfirst. If a patient who has
Medicare as a primary payer gets a job with health insurance during the 30 months, the
employer plan pays firstonly for whatis left of the 30 months. After that point, the
employer plan pays second. This is different from Medicare secondary payer rules for
those with other disabilities besides ESRD who work.

Fiscus v. Walmart Stores Inc.# set a legal precedent that those on dialysis have ADA
protection because “a physical impairment that limits an individual's ability to cleanse and
eliminate body waste does impair a major life activity.” Employers with 15 or more
employees cannot discriminate against people on dialysis. They need to provide workplace
accommodations, but only if requested and only if providing that change is not too much of
a burden to the employer. Most workplace changes that dialysis and transplant patients
need cost little or nothing.

¥ Fiscus v. Wal Mart Stores Inc., 385 F3d 378 (3d Cir. 2004).
https://digitalcommons.law.villanova.edu/cgi/viewcontent.cgi?article=1177&context=thirdcircuit 2004 (Accessed January 31,
2018)
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The SSA has stated in the Listing of Impairments in Disability Evaluation Under Social Security,
being on dialysis or having had a transplant within the last year can be too disabling to
work. Patients are eligible for Social Security disability benefits and work incentive
programs. The Rehabilitation Actat 34 CFR 361.42 requires agencies to work with people
who seek employment, but have severe disabilities thatare an impediment to work and
need VR services.8 VR counselors may not know that the diagnosis of “end-stage renal
disease” is government-speak for “kidney failure.”

If a working-age person chooses totreat kidney failure with dialysis or transplant, she/he could
live productively for decades. Those who are willing and able to work need to have the chance to
be productive members of society.

A 2015 report stated that 18 percent of dialysis patients between the ages of 18 and 54 are
working full or part-time. Only one percentwere receiving VR service.! In a recent study, 36
percent of dialysis patients ages 20 to 64 said they are able to work® and only 18 percent of
patients ages 18 - 54 were working full or part-time. If VR counselors, dialysis staff, and
patients work together, it is possible to double the number of working-age peoplewho
have jobs.

Public and private rehabilitation counselors need to know that people on dialysis and with
transplants can work and have employment. Candidates for a transplantneed to prepare
for life after transplant and loss of Medicare. Patients who are out of the workforce for a
while may lack self-confidence and not value their strengths. Rehabilitation counselors can
evaluate patients for such things as their interests, skills, aptitude, and job readiness. They
can counsel patientsto:

e Know the type(s) of job(s) that would suit them and help them set realistic goals
e Determineif they have the education or training needed, and help them getit
e Know how towrite a winning résumé that highlights their strengths

e Give aninterview that asks the right questions and promotes their knowledge and
skills

$ 34 CFR 36142 - Assessment for determining eligibility and priority for services. https://www.law.cornell.edu/cfr/text/34/361.42
(Accessed January 31, 2018)

5 Kutner NG, Zhang R. Ability to Work among Patients with ESKD: Relevance of Quality Care Metrics. Healthcare (Basel). 2017 Aug
7:5(3).

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5618170/pdf/healthcare-05-00042.pdf (Accessed January 30,2018)
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e Assess what job accommodation they mightneed and how to ask for them

The dialysis teamincludes a nephrologist, nurses, technicians, dietitians and social workers.
They are responsible for helping patients achieve their goals for rehabilitation, which
includesreferring suitable patients to public or private VR services. Dialysis clinics can help
VR counselors to assist patients back to work by:

e Treating work limiting symptoms

e Offering counselingtoreduce depression and improve self-esteem

e Schedulingdialysis around VR appointments and job interviews (with notice)
e Prioritizing in-center dialysis schedules to fit with school, training or work

o Offering interested patients home dialysis, or referringthemto a clinic that provides
it

e Encouraging patientsto follow the steps inthe employment plan
e Keepingintouchwiththe rehabilitation counselor to address questions or concerns

e Working with the rehabilitation counselor to help patients who get jobs to keep
them
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DID YOU KNOW..?

Dialysis Patients Can Work and Keep Their
Social Security Check

What are the benefits for your patients?
Increased independence

Higher self-esteem, less depression

Social opportunities

Fewer barriersto health care

More likely to get a transplant

Higher income

Insurance coverage

SRR NENENENEN

The pursuit of personal rehabilitation goals can help dialysis patients stay healthier and
feel better. In fact, research shows that people on dialysis who keep working feel better.
They are more physically able, have less pain, and have better general health and energy.!
Better physical functioning predicts fewer and shorter hospital stays - and a longer life. 2

Talk with your patients about the benefits of maintaining an active lifestyle before they
decide to go on disability. If you are not comfortable doing this, consult a local renal social
worker.

Your intervention can have an impact on the social functioning of patients!

More Information
o SSA - Working Whike Disabled (www.ssa.gov/pubs/en-05-10095.pdf)

e Quality Insights ESRD Network 5 - VR links and tools for download at
https://www.qgirn5.org/Ongoing-Projects/Gainful-Employ ment.aspx or call 1-804-320-
0004.

1Blake C, Codd MB, Cassidy A, O'Meara YM. Physical function, employmentand quality of life in end stage renal disease. J Neph rol;

13 (2): 142-9, 2000.
2 Lowrie EG, Curtin RB, LePain N, Schatell D. Medical outcomes study short form-36: a consistent and powerful predictor of
morbidity and mortality in dialysis patients.Am] Kidney Dis. 2003 Jun 41 (6): 1286-92
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Section |l Patient Resources

Ask JAN (Job Accommodation Network)

(https://askjan.org/)

Free, expert, and confidential guidance on workplace accommodations and disability
employment issues which helps improve the employability of people with disabilities and
shows employers how people with disabilities add value to the workplace

CareerOneStop

(https://www.careeronestop.org/)

The site offers freetools to help job seekers (including those with disabilities), students,
businesses, and career advisors; sponsored by the Department of Labor (DOL)

Choose Work

(https://choosework.ssa.gov/)

Maximus, a Social Security contractor for the TTW program, runs this website to provide
information and work incentive seminar events (WISE) webinars, dispels myths, shares
success stories, and has a helpline (866-968-7842 or 866-833-2967 TTY)

Dialysis Facility Compare

(https://www.medicare.gov/dialysisfacilitycompare/)

A Social Security website that lists dialysis facilities by area and allows patients to identify
facilities that operate evening shifts or offer home treatment options

Disability Determination
(https://www.dli.pa.gov/Individuals/Disability-Services/bdd/Pages/default.aspx)

The Bureau of Disability Determination (BDD) is the Pennsylvania state agency that assists
the SSA in determining whether disabled Pennsylvania citizens are eligible for federal
disability benefits.

Home Dialysis Central

(https://homedialysis.org/)

Provides information about home treatment modalities to suit individual schedule needs
and enhance the quality of life
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Insurance Options for People on Dialysis or with a Kidney Transplant
(https://www.kidney.org/atoz/content/insurance-options-people-dialysis-or-kidney-

transplant)
A National Kidney Foundation resource for patients

My Life, My Dialysis Choice

(https://mydialysischoice.org/)

Tool to help people with kidney disease choose a dialysis treatment that fits their lifestyle
and values

My Next Move

(https://www.mynextmove.org/)

An interactive website that allows you to describe in a fewwords your dream job. Based on
your description the website will generate a “Watch Career Video” in action, provide
information on the knowledge, skills, abilities, personality, education, and technology
needed to fulfil your dream job. The website also offers a review of the job outlook,
including the average national salary and local salary information.

Pennsylvania CareerLink
(https://www.pacareerlink.pa.gov/jponline/)
One-stop destination for businesses and job seekers.

The Work Site

(https://www.ssa.gov/work/)

Social Security explains TTW and provides contact information for the following partner
agencies: Work Incentive Planning Assistance (WIPA) agencies, VR agencies, employment
networks (EN), and protection and advocacy agencies
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VOCATIONAL REHABILITATION FOR PEOPLE ON DIALYSISLIVINGIN RURAL
AREAS

Having chronickidney disease has changed your life, butthere are things you cando to
reduce its impact on you. If you get SSl or SSDI and are 18 - 64, the Ticket to Work (TTW)
program may be for you. It offers incentives for those who wantto work. There are sources
of help even ifyou liveinarural area.

There are pros and cons to living in a rural areawhen it comes to employment. You may
know how many open jobs there are, where they are, and what skills you need. However, if
you live in a rural area, everyone may know that you are on dialysis, including potential
employers.

If you do in-center dialysis, you may need to ask for a dialysis time or work schedule that fit
together. More companies allow people to work at home. Ask your employer if that could
be an option for you. Consider changing your treatment type to a home dialysis option.
Home dialysis has many benefitsincluding:

e More flexibility to do the treatmentaround your work schedule

e Better treatment, which makes you feel better and have more energy

Most employers know little about dialysis and may think those on dialysis cannot work or
would need costlyjob changes. Here are some options for handling this:

e Your doctor and health care team can help you educate an employer

e Public or private vocational rehabilitation (VR) counselors can help you find work
AND educate employers, too. You can find a state VR counselor or a counselor from
a Social Security-approved Employment Network (EN) from the Choose Work site
(https://choosework.ssa.gov/findhelp/)

e Ifyou are currentlyworkingand finding it hard to do with your disability, VR can also
help your employer make better accommodations for you

e VR/EN can help you retrain or increase your education to find a better job for your
needs

e VR/EN can help you getwork-related expense resources™

** Work-related expenses might include transportation to work, a computer or phone used for work, childcare
or a home dialysis partner that lets you work, drugs to control your condition, and many more.
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Individuals on dialysis and others living with disabilities in rural areas may need to look for
other ways of working. Some starta business. According to the Department of Labor’s
Office of Disability Employment Policy (ODEP), people in rural areas are twice as likely to be
self-employed as others. Working for yourself allows you to make your own decisions, set
your own schedule, save money on transportation if you work at home, and you may even
keep SSI or SSDI if your income (and assets if on SSl) is within certain guidelines. The ODEP
site (https://www.dol.gov/odep/#) has information and resources to help overcome

barriers to working for yourself so you can consider this option with your counselor from
VR or an EN. There ismore than one way to get a job.

Every state has public VR agencies that provide in-person counseling. Some VR counselors
believe finding a ride to their office shows you are motivated to get a job. However, a large
barrier for those inrural areasis that the closest VR office may be a long way from where
you live, and there may be no transportation services.

If getting to a VR office is too hard or costly, you might want to choose to work with a
private Social Security-approved EN that offers ‘virtual’ counseling. Services often include
career planning, job placement/job placement assistance, and ongoing work support/work
retention services. An EN might even hire you! Counselors may use FaceTime, Skype or
another program to‘meet’ and counsel you. They may have online training and tools on
their website to help you. This option can work well if you have internet access yourselfor
if you can access theinternet through a friend. If there is a library inyour area, it may have
internet access. You can find an EN using the Choose Work site
(https://choosework.ssa.gov/findhelp/).
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TRANSPLANT CANDIDATES AND THOSE WITH NEW TRANSPLANTS: NOWIS
THETIME TO CHECKOUTVR

Do you have a new kidney transplant or are you hopingto get a transplantsoon? Here are
some key things you should know.

Staying active while you are on dialysis is one way to make the change to life after
transplant easier. You may feel better after transplant and have more energy and focus.
You will have more time. But, if you have been out of the workforce for a while, it can be
hard to get backinto the swing of it. Planning can help.

The SSA Blue Book (https://www.ssa.gov/disability/professionals/bluebook/
AdultListings.htm) lists conditions that could prevent someone from working. On the list
(Genitourinary Disorders) are hemodialysis, peritoneal dialysis, and the firstyear after
transplant. The Blue Book lists other health problemsyou may also have. If you are getting
SSland/or SSDI only because you are on dialysis, you may not get SSI or SSDI long-term
after your transplant. SSA can ask for health records or ask you to see a doctor to review
your disability status as early as a year post-transplant—or it could be later than that. If SSA
decides you are not still disabled, your SSI and/or SSDI check will stop whether you are
working or not. So, it's important to make a plan to find a job that will replace that money
before you lose it.

Some people work on dialysis, especially those who are younger, have fewer health
problems, more education, and jobs that do not require hard labor. People who work are
more likely to get transplants, and their transplants last longer. Transplant drugs are costly,
and Medicare can end three years post-transplant, while health insurance through work
can last much longer.

If you believe you cannot do the work you did before, or you hated your old job, contact
your state vocational rehabilitation office (VR) or SSA-approved EN. You can find them at
the Choose Work site (https://choosework.ssa.gov/findhelp/). Ask what services they offer.
Kidney failure is a listed condition in the Blue Book, so if you are getting SSI or SSDI and
want to work, you should be eligible for services. State VR agencies offer the most services,
but ENs can work with you in person or provide services online. A counselor can look at
your work history, skills, values, and interests to see if they offer the services you need. The
more you think about what job you want to do and what you need to doit, the better you
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will look to the counselor. You may need to educate him/her about your health, treatment,
barriers to finding a job on your own, and services you need to overcome them. Your
dialysis social worker may be able to help you think through this.

People ages 18 - 64 who get SSI and/or SSDI are eligible for SSAemployment supports
under the Ticket to Work (TTW) program. Read more about programs that can help you
workin the Red Book online (https://www.ssa.gov/redbook/). Some that are especially
important to people considering a transplant or got one recently include:

e Continued Payment under Vocational Rehabilitation or Similar Program
(Section 301): Allows you to keep your SSI or SSDI check if you started getting
services from VR or an EN while still getting SSI and/or SSDI if your goal is to go off
SSland/or SSDI after you finish the plan. Those who keep SSDI while working with
VR or an EN keep Medicare too, which extends beyond three years depending on
the timeline for the plan.

e Trial Work Period (TWP): The TWP allows you to test your workability for at least
nine months. You will get SSDI no matter how much you earn but you must report
your earnings and still be considered disabled. Earnings over $910 per month signal
atrial work period. Your TWP continues until you have used nine trial work months
(not necessarily ina row) during a five-year period. After that, SSA looks at whether
your earnings are above the SGA level, after deducting any IRWE. Both are described
below.

e Substantial Gainful Activity (SGA): The SGA amount for 2020 is $1260 for non-
blind individuals or $2110 for legally blind individuals. If after the TWP ends you
continue earning more than the SGA, your SSDI checks will stop.

¢ Impairment Related Work Expenses (IRWE): SSA deducts the cost of certainitems
and services that you need to work from your gross wages before it decides if your
workis SGA. Examples include prescribed drugs, medical devices, work-related
transportation, home changes towork at home or to leave home for work, etc.

e Continuation of Medicare & Medicare for Persons with Disabilities Who Work:
If you have a transplant and another disability, or if you lose your SSDI due to work
income, Medicare Parts A, Band D continue for another seven years and nine
months. Afterward, you can keep Medicare Part A and B by paying those premiums.
Your state may pay your Part A premium if you qualify. T

" 1f you are on dialysis, you can keep Medicare regardless of yourwork incomeif you pay the
premium.
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Now is the time to make sure all your health problems are noted on your chart. For
example, if you have heart, lung, blood vessel or nerve problems, are legally blind, or you
have any of the many other problemslistedin the Blue Book
(https://www.ssa.gov/disability/professionals/bluebook/AdultListings.htm), make sure your

health care team lists those problemsin your chart. Thisway, if SSA reviews your disability
status after transplant, it is easier to show that kidney failure was not your only disability. ¥

* As long as you get SSI and/or SSDI after transplant, you can use the above programs to ease back
into work.
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