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“
”

Alone we can do so little; 
together we can do so 
much.

   —Helen Keller

This guide will help you to:

• Understand common 
employment and insurance 
concerns.

• Identify how these kinds of 
issues may affect your loved 
one and you as the caregiver.

• Learn about your rights 
and benefits, and develop 
individualized strategies to 
help navigate employment 
and insurance changes.

If you’re not sure how you’ll 
manage your loved one’s 
diagnosis, know that help  
is available. 
A gynecologic cancer diagnosis brings with it changes 
to many aspects of life for both caregivers and their 
loved ones. You and/or your loved one may find it’s 
necessary to make adjustments to your employment. 
These kinds of changes could affect your health 
insurance plan(s), other job-related benefits, and 
income. As the caregiver, you may need to reduce work 
hours or rearrange your schedule to care for your loved 
one. You may also need to help your loved one arrange 
to take a leave of absence from work during treatment. 
This may include helping them to:

• Adjust to not working or working a different 
schedule

• Communicate with employers and assist with 
forms and procedures to gain benefits

• Apply for disability and other programs

It’s normal for these changes to feel complicated and 
overwhelming at first. However, with the right knowl-
edge and tools, you can find the support you need as a 
caregiver. You can make sure your loved one maintains 
the insurance coverage they need for treatment and 
ongoing care. 

This guide explains how issues related to employment 
and insurance can affect each of you and offers ways 
to manage these concerns. It will help you and your 
loved one understand your rights and protections, the 
programs and benefits that are available to you, and 
how to talk to employers and providers.
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How Do Caregivers Describe 
Employment and Insurance 
Concerns?

What about you?

Check off any items that 
you and your loved one 
are experiencing or feel 
concerned about. Write 
in any other employment 
and insurance concerns 
that you may be going 
through.

Many caregivers need help managing employment benefits, work-related 
issues, and insurance issues. Some concerns about work that both you 
and your loved one may be thinking about can include:

 Reduced or changed hours 

 Reassigned job duties 

 Loss of job or forced early retirement 

 Getting in trouble with a supervisor

 Denial of health insurance or retirement benefits 

 Using paid and/or unpaid time off

 Difficulty applying for and trying to obtain benefits 
through government programs

 Trouble asking for or negotiating time off

 Feeling guilty about taking time off

 Feeling stressed about money and income loss

 Not certain who to talk to about these issues
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What Causes Issues With 
Employment and Insurance?
For families facing gynecologic cancer, the need to take 
time off may lead to work problems and worries about 
insurance. These typically involve:

Taking Time Off

Being a caregiver may result in lost hours from work. 
There are many tasks that require caregivers to take time 
off, such as bringing your loved one to appointments, 
helping with daily care and activities, and feeling unable 
to leave your loved one alone at home. Some employers 
are very understanding about taking time off; others can 
be less so. Caregivers may find it difficult to ask for time 
off, or may feel they need the security of a job even more 
while in a caregiving role. 

Employers may feel that caregiving is not a benefit they 
are obligated to support. However, there are laws and 
policies that protect employees who need to take time 
off work for illness. These laws include protection for 
those with cancer and their family caregivers. Often, the 
laws and policies are not well-known by employees or 
employers. This lack of awareness can lead to serious 
work-related concerns and insurance issues for individu-
als with gynecologic cancer and their caregivers.

Receiving Benefits

Employee benefits typically refer to vacation and sick 
leave (paid and unpaid time off from work), health insur-
ance, life insurance, disability insurance, and retirement 
plans. Problems can occur when employees have diffi-
culty receiving the benefits that are legally due to them. 
Some employees with a gynecologic cancer diagnosis 
find they cannot perform their regular work duties and 
need to apply for disability benefits. As a caregiver, you 
might need to help complete and submit the paperwork, 
which can be very challenging and confusing. 

   YOUR THOUGHTS

“
”

Keeping my job is critical 
because it’s a social 
connection, but it’s also 
a distraction from the 
cancer and gives me a 
sense of normalcy.
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   YOUR THOUGHTS

In what ways have concerns over emplyment and insurance issues affected you and your loved one? 

What are some of the biggest barriers to managing these problems?

1)

2) 

3) 

4) 

5)

Now, let’s explore some strategies and ways to help you overcome these barriers.
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Managing Employment and 
Insurance Concerns
You may face many challenges as you try to manage 
these issues for you and your loved one. On the following 
pages, you will find helpful information and strategies 
to guide you in navigating employment and insurance 
changes. 

Starting Out

There are a few key actions to keep in mind as you and 
your loved one decide the best course of action:

check Learn about employers’ policies, procedures, and 
benefits concerning major illness for both yourself 
and your loved one. If you have trouble understanding 
these policies, ask for help from a friend, family member, 
or someone from your workplace.

check Find the best source of information and ask for 
suggestions. People who specialize in these concerns 
may include: 

• Social workers or case managers associated with 
your cancer care provider office 

• You and/or your loved one’s primary care provider 
(PCP) and cancer care provider may be aware of 
local assistance programs and contacts

• Attorneys (lawyers) who specialize in Employment/
Disability Law

• Organizations committed to helping people with 
cancer and their families with legal issues

check Keep in touch with both of your employers. This is 
important. Be sure to talk with employers early and often 
so they are aware of your situation and can offer timely 
advice. Make an appointment to meet with each of your 
employee Human Resource counselors. 

check Make sure all of the necessary paperwork is 
completed accurately and on time. It often takes a lot 
of time and energy to complete paperwork. Know the due 
dates and plan ahead. 

Definition:

Underinsured
Covered by a health insur-
ance plan, but one that 
is not enough to cover 
all costs of care. May 
cause difficulty affording 
treatments, medications, 
supportive services, 
follow-up care, and out-of-
pocket expenses. 

Uninsured
Not covered by any health 
care insurance plan. 
National and regional 
resources are available to 
obtain coverage. Financial 
assistance programs can 
help cover the cost of 
health care and medical 
debt. 

book

Learn More

Organizations that help 
people with cancer and 
their families with legal 
issues include:  

Cancer and Careers 
646-929-8032 
cancerandcareers.org

Cancer Legal Resource 
Center 
866-843-2572
thedrlc.org/cancer

info-circle
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Understanding Laws and Benefits 

It is important to get the benefits you and your loved 
one deserve. This guide will help you gain a basic 
understanding of the most common laws and programs 
available to help individuals with gynecologic cancer 
and their caregivers. Each one has different eligibility 
criteria, services, duration (how long you can use it), 
and drawbacks. Included are links to resources to read 
for more information about each of these laws and 
programs.* 

The Family Medical Leave Act (FMLA). The FMLA 
helps employees balance work, the demands of an 
illness, and family needs. It provides short-term leave 
from work (without pay) for an employee who is unable 
to work or who is caring for an immediate family 
member due to medical reasons, without affecting 
insurance premiums and job position. Employees must 
meet eligibility requirements and an employer may 
require a document from your loved one’s cancer care 
provider that supports the need for FMLA leave. It is 
a good idea to discuss the FMLA with your employer’s 
human resources or benefits department, if available.*

If any of these statements apply to either or both of 
you, you can be eligible for FMLA:

• Worked for an employer for at least 12 months 

• Worked at least 25 hours per week (1,250 hours) 
over the past 12 months

• Work at a company that employs 50 or more 
people within 75 miles *

If eligible, FMLA covers 12 weeks of unpaid, job-pro-
tected leave per one year. It guarantees your full 
continued health insurance benefits. If your employer 
paid for all, or a portion, of your health care premium, 
this must continue to be provided while on leave and 
not working. Upon return from leave, you must be 
restored to your original or a comparable position. 

*Websites listed are current as of July, 2020 (unless otherwise noted). 
Please be aware that ongoing changes to health care laws may alter your 
health care options. *An update to certain FMLA forms occurred on July 
16, 2020 to support workers’ families and employers at a time they need 
it most. *Active military or active reservists have special rules that apply.

Helpful Tip:

Laws to Know:
• Family Medical Leave 

Act (FMLA) 
• Health Insurance 

Portability and 
Accountability Act 
(HIPAA) 

• Americans with 
Disabilities Act (ADA) 

Programs to Know:
• Social Security 

Disability Insurance 
(SSDI)

• Supplemental Security 
Income (SSI)

Many of the laws and 
policies vary by state. 
It is essential that you 
research and contact 
your and your loved one’s 
workplace and cancer 
care provider’s office, to 
discuss your options and 
choose the best plan.

lightbulb

Learn More

For more info on 
the FMLA, go to the 
Employee’s Guide to the 
Family Medical Leave 
Act: www.dol.gov/whd/
fmla/employeeguide.pdf

There, you’ll find info on:  
• FMLA eligibility

• FMLA benefits 

• Using FMLA and 
requesting leave

• Communicating with 
employers

• Returning to work

info-circle
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The Health Insurance Portability and Accountability 
Act (HIPAA). This federal law guarantees access to 
health insurance (as well as the ability to transfer current 
health insurance to another job) and prohibits discrimina-
tion based on health status. HIPAA serves people by: 

• Limiting the ability of a new employer to exclude 
coverage for pre-existing conditions.

• Providing additional opportunities to enroll in a group 
health plan if you lose other coverage or experience 
certain life events. 

• Prohibiting discrimination against employees and 
their dependent family members based on any 
health factors, including prior medical conditions, 
previous claims, and genetic information.

• Guaranteeing certain individuals can access and 
renew individual health insurance policies. 

HIPAA also gives you rights over your health information 
and sets rules and limitations on who can look at your 
health information. For example, employers can’t 
disclose (or share) health information without your 
permission. Disclosed health information must be limited 
to only sharing the necessary details.

The Americans with Disabilities Act (ADA). The ADA 
protects people with gynecologic cancer who have 
disabilities related to their disease or treatments. It also 
protects family caregivers from discrimination related to 
their family member’s illness. A disability is a physical or 
psychological impairment that limits one or more major 
life activities. These include caring for one’s self, seeing, 
hearing, concentrating, thinking, communicating, and 
moving around freely. 

A person with a cancer diagnosis may feel able to work 
but have disabilities related to the cancer or treatments. 
Under the ADA, employers must accommodate qualified 
employees with disabilities who can still perform basic 
job duties (or “essential functions”), unless this would 
cause the employer undue hardship. The employee 
must ask for the accommodation to receive it and the 
employer must be covered by the guidelines of the ADA.

Examples of reasonable accommodations can include: 

• Changes to work hours or schedule, job duties, and 
the physical workplace area

• Relocation to an open position

• Devices or equipment to help with the adjustment

If you think you or your loved one will need changes at 
work to accommodate the new situation, it is important 
to discuss this with the employer well in advance (and 
then frequently). 

Helpful Tip:

Is your loved one covered 
by an individual health 
plan that existed before 
September 23, 2010 
(known as “grandfathered 
plans”) and was not 
purchased through 
the Health Insurance 
Marketplace under the 
Affordable Care Act? 

HIPAA still provides 
specific protections,  
such as:
• Limitations on what 

can be considered a 
pre-existing condition.

• Limitations on excluding 
a medical condition 
from coverage. 

• The right to buy indi-
vidual health insurance 
if there is no available 
group health plan cov-
erage and the person 
has used any COBRA 
or other continuation 
coverage. 

lightbulb

ADA

To read more about the 
ADA, visit the American 
Cancer Society and 
search for “ADA”:

www.cancer.org

info-circle
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Social Security Disability Programs. Disability insur-
ance is an important option for people with gynecologic 
cancer and for certain family members. There are two 
major federal programs administered by the U.S. Social 
Security Administration to help people with disabilities 
get assistance:

• Social Security Disability Insurance
• Supplemental Social Income Insurances 

However, these programs differ in many ways. To qualify 
for the benefits and receive disability payments for 
either program, the person applying must have both a 
disability and meet specific medical criteria. 

Social Security Disability Insurance (SSDI) 
The SSDI program is for people who cannot work 
because a medical condition has lasted, or is expected 
to last, at least one year or may result in death. It can 
pay benefits directly to your loved one and to certain 
family members. SSDI benefits are based on a person’s 
lifetime work history and how much money they paid in 
Social Security taxes. 

Other family members who may be covered by your 
loved one’s Social Security Disability can include: 

• A spouse (or divorced spouse) that is 62 or older

• A spouse of any age that is also caring for a child 
that is younger than 16 or is disabled

• Children under 18 

Supplemental Social Income Insurances (SSI)
The SSI federal program helps to supplement the 
income of an eligible person or their family members. SSI 
payments are intended for those who have not worked 
much or who had a very low income before their diagno-
sis. To be eligible, a person must have limited income and 
resources, and meet one of the following criteria:

• Unable to work due to a disability

• Age 65 or older

• Blind

This federal income supplement program is funded by 
general tax revenues and not by Social Security taxes. 
The amount that SSI provides varies state to state, and 
year to year. Certain states provide higher payments 
than others based upon income, living arrangements, 
and other factors.

Visit the  
website below to learn 
more about Disability 
Insurance Programs, 
determine if your loved 
one qualifies, and get 
started applying.

SSDI
www.ssa.gov/benefits/
disability

info-circle

Helpful Tip:

If you get turned down 
for Social Security 
Disability Insurance 
(SSDI) or Supplemental 
Security Income (SSI), 
you may want to appeal 
the decision. Some find it 
helpful to hire an attorney 
who specializes in this 
area of law. 

lightbulb
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What are Compassionate Allowances? Benefits can 
be provided quickly to someone with a medical condition 
so serious that it is clear they meet the requirements for 
disability. The “Compassionate Allowances” list contains 
conditions that allow Social Security to quickly identify 
someone with this type of very serious medical condition. 
This list includes (but is not limited to): 

• Leiomyosarcoma

• Ovarian cancer with distant metastases or inopera-
ble or unresectable

• Peritoneal Mucinous carcinomatosis/ Primary 
peritoneal cancer

To learn more about gynecologic cancer conditions 
included on Social Security Administration’s 
Compassionate Allowances list, visit: www.ssa.gov/
compassionateallowances/conditions

Working While Caregiving

As a caregiver, there may be times where you want to 
take time off from work to care for your loved one. At 
other times, you may want to find ways to maintain your 
work schedule without taking time off, for financial, 
insurance, or even personal reasons. Some caregivers 
express finding relief in going to work and getting their 
mind off the care situation for a while. Here are some 
things to consider: 

Learn how to use your paid and unpaid time off. 
Contact your Human Resources department to discuss 
your needs and how you can take the time you need 
to provide caregiving. Know your legal rights regarding 
“leave” as a family caregiver. 

Seek respite care. One way to maintain your current 
employment and hours of work is to arrange for respite 
care on a regular basis. Respite care is a form of 
temporary relief in which someone else (professional or 
non-professional) cares for your loved one. It can be:

• Informal. Ask family, friends, co-workers, social  or 
religious group members to temporarily step in.

• Agencies. Make arrangements with an agency or 
service that provides in-home assistance and com-
panionship. Full-service agencies can be expensive, 
but fees include making sure employees are qualified 
and have been carefully screened. 

• In-home. Independent in-home care providers can 
be just as good as respite agencies and are typically 
less expensive. You will need to check the qualifica-
tions and background of employees. Set up your own 
backup coverage in case of a call-off, and be aware of 
tax and social security issues. 

 
To find an adult  
day care center in your 
area, talk with your  
family doctor, social 
services or local 
senior centers. Visit 
the the National 
Adult Day Services 
Association: www.
nadsa.org/consumers/
choosing-a-center 

Check with your local 
area Agency on Aging to 
find centers in your area. 
For more info, visit:  
www.payingforsenior-
care.com/find_aging_
agencies_adrc_aaa

info-circle 
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Adult day care services. Consider using a day care 
service if your family member cannot be left alone. The 
advantage of this type of service is that your loved 
one will be able to engage in stimulating activities and 
have a chance to socialize with others. It is often less 
expensive than in-home care. 

Create job flexibility. Many caregivers work full-time, 
but some have quit their jobs because of caregiving 
responsibilities. Often, this can be due to a lack of flex-
ibility in the work setting. The U.S. Department of Aging 
suggests several possible ways to build job flexibility: 

• Work remotely using a computer or phone

• Rearrange work hours during weekends or evenings 
to create a flexible work schedule

• Share job responsibilities with another person

It is expensive to replace an employee and is often 
in a company’s best interest to find ways to help 
support employees with caregiving needs. Even if your 
employer doesn’t have a formal policy related to paid or 
unpaid time off, it may still be possible to make special 
arrangements. 

How to Talk With Others 
About Employment and 
Insurance Concerns
Employers. Contact the Human Resource departments 
where each of you works as soon as you can after 
learning about the diagnosis. Many companies also offer 
counseling and other educational programs to assist 
employees with these intense challenges. Here are 
some questions to get you started: 

• What are the policies on sick leave and paid time off 
(PTO)?

• Is it possible to add flexibility to the work schedule? 

• How do you handle the Family Medical Leave Act? 

• Are there any changes to health care benefits 
based on the hours worked or taking time off? 

How to talk with employers about the FMLA:

• All communication should be written or confirmed in 
writing. Keep records of emails or letters related to 
policies, agreements, and discussions. 

• If you have a phone or in-person discussion with 
someone, ask for a written copy stating what was 
discussed. 

• Request leave as soon as needed. 

Learn More

You may not know all 
the ins and outs of your 
loved one’s job benefits. 
Getting and organizing 
information can be 
difficult. You may need 
to have legal Power of 
Attorney (POA) in order 
to file information or 
work with the benefits 
department. 

See the guide on 
Caregiver Resources: 
Navigating Financial, 
Legal and Advance 
Healthcare Planning 
Concerns  in this series 
to learn more about 
obtaining POA. 

info-circle
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Use discretion when talking to employers. It is 
important to protect yourself and your loved one. If your 
employer is aware that you do not intend to return to 
work after your 12-week FMLA period, it is possible that 
your employer could terminate your FMLA. An employer 
could also have grounds to deny the FMLA leave if they 
are made aware that you plan to leave your job after your 
12 weeks of FMLA is over. 

Health Care Providers. You and your loved one’s cancer 
care providers are key partners in making sure benefits, 
work, and insurance are helping you get what you need. 
Here are some tips to keep in mind: 

• Talk with your cancer care provider and document 
how the diagnosis and treatment, and possible 
side effects, have made your loved one unable to 
perform work duties. 

• Keep providers involved with employment issues. 
Don’t hesitate to ask for supporting documents – 
cancer care providers are used to doing this! 

• Seek advice from professionals in the cancer care 
provider office (social workers and case managers)

• Keep a binder or file with employment documents 
such as pay stubs, income tax forms, and employee 
benefit policies. 

• Make the best use of limited appointment times. 
Arrive prepared with specific questions 

Family members and friends. Your family members and 
friends are great resources. Reach out to those who can 
help you. Is there someone in your family who has been 
through any of these situations that you could talk to? Is 
someone able to help you and your loved one complete 
forms or file paperwork? Does anyone know a lawyer 
or have experience working with someone with a legal 
background? 

When a friend or family member asks how they can help, 
think about these types of special skills or experiences. 
Designate a specific person to help with a specific task.

The U.S.  
Department of Labor's 
Wage and Hour Division 
(WHD) manages and 
enforces some of the 
nation's most important 
worker protection laws.

If you have questions or 
concerns, contact WHD 
at 1-866-487-9243 
or visit: www.dol.gov/
agencies/whd

There are WHD offices 
throughout the country 
with trained profession-
als to help you. 

info-circle

Talk with  
your loved one’s Cancer 
Care Provider

Make an appointment 
with the oncology social 
worker to discuss 
financial needs, including 
employment-related 
issues. Social workers 
have expertise in finding 
financial resources 
for people and have an 
in-depth understanding 
of services that might be 
available in your area.

comments
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Below is a recap of the general strategies that can help you 
as a caregiver manage your and your loved one’s employment 
and insurance concerns. Check those that you would like 
to try with your loved one. You can use this page as a quick 
reference.

 Follow general guidelines, including learning as much as you  
can about employer policies and communicating with others. 
(Page 19:6)

 Understand the laws that are in place to help you and your 
loved one, including the FMLA, ADA, and HIPAA. (Page 19:7)

 Learn about the different Social Security Disability programs 
that may be available to you and your loved one. Determine if 
your loved one is eligible for either SSDI or SSI. (Page 19:9)

 Know the different options available to you as a caregiver to 
help you maintain your job and health insurance. These include 
using paid time off, creating job flexibility, and finding respite 
care and/or adult day care services to aid with caregiving 
responsibilities. (Page 19:10)

 Communicate with your employer(s) and HR departments about 
FMLA, your loved one’s situation, and other job-related con-
cerns. Follow tips on how to best do this in order to get the help 
you need and protect yourself as an employee. (Page 19:11)

 Communicate with your loved one’s cancer care provider, 
including seeking the help of a social worker or case manager 
who can assist you. (Page 19:12)

 Reach out to family and friends for additional support in 
finding information and managing employment and insurance. 
(Page 19:12)

QUICK REFERENCE
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Resources & Links

• FMLA: www.dol.gov/whd/fmla/employeeguide.pdf

• ADA: www.cancer.org/treatment/finding-and-paying-for-treat-
ment/understanding-health-insurance/health-insurance-laws/
americans-with-disabilities-act.html

• SSDI: www.ssa.gov/benefits/disability

• SSI: www.ssa.gov/ssi

• National Adult Day Services Association: www.nadsa.org/
consumers/choosing-a-center 

• Agency on Aging: www.payingforseniorcare.com/
find_aging_agencies_adrc_aaa

• The U.S. Department of Labor’s Wage and Hour Division (WHD): 
www.dol.gov/agencies/whd

• Cancer and Careers: 646-929-8032 / cancerandcareers.org

• Cancer Legal Resource Center: 866-843-2572 / thedrlc.org/
cancer

YOUR GOALS & STRATEGIES
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What strategies make the most sense to you?  How can you and your family use those strategies in 
your own life?

Create a Plan:  
Think about specific goals you want to accomplish. Just tackle one or two goals at a time. 

My goal is to _____________ (what do you hope will happen) by _____________ (timeframe) so that _____________ (why it’s important). 

What specific strategies will you use to reach your goal? Think about the very next steps you can take 
to get started. 

YOUR GOALS & STRATEGIES


