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“To Work or Not to Work?"... may be a question asked by parents and guardians as they
begin to think about their sons and daughters going to work. This Q & A on Customized
Employment addresses concerns that family members may have and provides answers
to address the concemns. Please visit Virginia Commonwealth University’s Disability and
Rehabilitation Research Project (DRRP) on Customized Employment at [https:/drrp.
veurrtc.org/] for more information on customized employment. &

Question: How do [ know if my son/daughter with a disability is ready to work in the community?

Answer: If your son or daughter wants to work, customized employment may help him / her achieve that goal. A
key aspect to customized employment is finding a job that matches the job seeker’s interests and skills.
Using this approach, a representative, usually referred to as an employment specialist, works closely
with your son or daughter to negotiate a specific position that uses the person’s talents to meet the
needs of a business. The goal is not just to locate any job, but a job specifically negotiated that capitaliz-
es on the job seeker’s interests and abilities.  If your son or daughter wants to work, then it may be time
to try customized employment as a way to support him or her in finding a job.®

Question: [am not familiar with customized employment where can I find these services?

Answer: Customized employment is a service that can be funded by Vocational Rehabilitation (VR) Agencies. A
person with a disability has to apply for VR services, be found eligible, and develop an Individualized
Plan for Employment (IPE) with a VR counselor. Customized employment could then be identified as a
service for the person to achieve his or her employment goal. The VR counselor would authorize pay-
ment for an agency, sometimes referred to as a Community Rehabilitation Program (CRP), to provide
the services. If your son or daughter is not connected to a VR counselor, you should contact the VR
agency in your state for more information. Contact information is located at the end of this Q & A. &

Question: But, my son/daughter does not have the skills to meet the demands of a job in a business and needs training, Doesn't
he or she need training first?

Answer: People with significant disabilities may not transfer skills learned in one environment to another, which
may make you think he or she can’t work. One of the reasons is that it is difficult to simulate the features
of a job in a setting that does not have coworkers and the demands of a real job. For instance, your son
| daughter may be in a training program to learn how to work in an office. The participants in the program
take turns completing tasks such as sorting mail, delivering messages, and folding letters and stuffing
envelopes. However, position descriptions change from business to business. The way that one office pre-
pares and delivers mail can be very different from another. The time spent learning the tasks in the training
program could be best spent learning the job duties after your son / daughter becomes employed. In other
words, he or she learns on the job! It is also important to consider if the skill being taught in the training pro-
gram represents an employment goal of your child. Sometimes, training programs are not individualized to
what each person wants to do. Instead the training tries to select activities that may represent potential jobs
in the future. A person might learn how to do these tasks but never use them because there are no jobs
available. Or the person simply doesn’t want the type of job that he or she received training on. &

Question: [ don't think my son/daughter should be alone in a community job. Wouldn't working in a business be unsafe?

Answer: It is only natural for you to be concerned about your sons or daughter’s welfare. Looking for a place to
work also includes making sure the person is “safe.” First, “safe” needs to be defined in relationship to
your son’s / daughter’s support needs. For example, a person who has a history of walking out of any



door at home, school, or day program may have a very different safety concern than the person who
needs skill training. In some instances a person may need to have extra training and support from a
coworker. Another person might need a more structured situation where the work area is not next to an
exit door. Your safety concerns will be taken into consideration when customizing a job. For example,
part of the negotiations might include arranging for some additional supervision such as a job where
your son / daughter works alongside a coworker who is aware of the support need. Once again, an
employment specialist will work closely with an employer to negotiate a job that maximizes your son’s /
daughter’s abilities and provides the workplace supports necessary for success. &

Answer: Key to the negotiation process is the employer’s willingness to support whatever your son / daugh-
ter needs to become successful at work. For example, sometimes a job applicant with a disability
will need more skills training than the employer is able to provide. In such a case, the employment
specialist will go to work with the individual and provide additional on-the-job training. Or perhaps,
the person may need a modification in a company’s policy that would allow him / her to work a flexible
schedule. Workplace supports vary from individual to individual and are negotiated specifically to meet
the needs of the person in a customized job. At the end of the process, when the job is confirmed, the
result is a custom made position for your son / daughter.

Answer: A very important feature of customized employment is to spend time with the person who wants to
work; usually referred to as “discovery.” An employment specialist will spend time getting to know
your son / daughter as well as you, family members, and the people in his or her life. The first recom-
mended step is to visit at your home talking about what the person likes to do as well as observing.

In addition, an employment specialist will spend time with him / her in the community doing familiar
activities, talking with family members, meeting with friends who know your son / daughter well, and so
forth. The time will be spent “discovering” his / her interests, abilities, and support needs.

There still may be uncertainty about what your son / daughter might like to do and the skills that he would
bring to the job. If this happens, several types of jobs will be identified that seem to match your son /
daughter’s expressed work interests. The employment specialist may ask if you know employers in your
network that match his or her employment goals. Then, the person can tour these types of businesses to
observe as well as “shadow” a coworker. During a work experience, your son or daughter will have the
opportunity to observe and sometimes try different job duties to more specifically identify his/her work pref-
erences and interests. This information will be used to customize a job on your son’s / daughter’s behalf.

The employment specialist may conduct what is called an informational interview with employers to
learn more about the business and specific needs of the company. When an employer is identified that
has opportunities matching your son / daughter’s specific interests and needs, the job negotiation pro-
cess begins. A proposal will be prepared for the employer’s consideration that will highlight your son’s /
daughter’s abilities and how he / she can bring value to the business. Once a proposal has been made
and both the job applicant and employer agree to the proposal, a work start date may be negotiated. &

Answer: A critical aspect to customizing a job for your son / daughter will be finding work opportunities at loca-
tions where transportation will not present a barrier. Every situation is different. For example, some
people may travel to work using public transportation, while others, ride with co-workers, take specialized
transportation services, or walk. Today, some individuals with disabilities are using Uber or Lyft just like
anyone who needs transportation services.



Part of getting to know your son / daughter will be exploring various transportation options. This
information is vital to the strategic plan for customizing a job, since it influences the scheduling require-
ments and the work location. For instance, your son / daughter may have access to the public bus
system, but may not be able to ride the bus alone. In this case, a transportation trainer can teach your
son / daughter how to get to and from the job on the bus. Or, another option might be that the place of
business is on a friend’s route to and from work. This could become part of the employment negotia-
tion process. For example, employment negotiations may center around a specific work schedule that
would allow the person to work a schedule that matches the friend’s daily commute times.

If you are not comfortable with these options, staff can determine if there is a specialized transportation
service in the community that can offer door-to-door service. Or, perhaps a college student or senior
citizen would like to earn extra money providing transportation. You can be assured that the support
needs of your son / daughter will be met so that everyone feels comfortable. He / she will not be left
alone until the skills to get to and from work independently have been demonstrated. &

Question: But, that would cost extra money! How will that impact his/her paycheck?

Answer: Your son / daughter would be making at least minimum wage or more based on what other workers
earn who are performing similar job duties. The amount would be negotiated with the employer at the
time of hire and again during the course of employment for pay raises. In addition, if your son / daugh-
ter is receiving social security benefits, he / she may be able to claim an Impairment Related Work
Expense (IRWE) for the transportation expense. This is a work incentive designed to assist people
with disabilities in paying for expenses that are needed to work. Specialized transportation is one such
expense. Basically, a person can deduct the cost of services and items needed to work and reduce
the amount of countable income. When Social Security calculates how much a person will receive in
the monthly check, an IRWE allows him / her to keep more money than if there were no work expens-
es. While he / she will not get all of the cost of transportation covered through the work incentive, your
son / daughter should have more money available than if not working. &

Question: Well, that raises another concern? My son/daughter can't lose Social Security benefits and Medicaid. The realityis
that Be/ she needs the health care coverage.

Answer: The answer is to become informed! A Community Work Incentives Coordinator (CWIC) or sometimes
referred to as a benefits planner or specialist can explain the basics of how work will impact your son’s
| daughter’s monthly benefit check. You also will need more information on work incentives. These
incentives were developed to encourage Supplemental Security Income (SSI) recipients and Social
Security Disability Insurance (SSDI) beneficiaries to become self-sufficient. The IRWE is just one of
the work incentives that can help your son / daughter. Others include the Earned Income Exclusion,
PASS (Plan for Achieving Self Support), and Section 1619 (a) and (b).

Under Special SSI Payments for People Who Work: Section 1619 (a) and 1619 (b), a worker can con-
tinue to receive Medicaid. Eligibility continues as long as your son / daughter meets the basic eligibility
requirements and the income and resources tests. Under 1619 (b), Medicaid coverage continues even
when earnings become too high to receive a SSI payment, but there are threshold levels in each state.
Some states have eligibility rules for Medicaid that differ from SSA’s. This is information that you will
need to discuss with a CWIC to find out exactly how work will impact your son’s / daughter’s bene-

fits. However, he / she can always earn more money working than by just receiving benefits alone. If
you still feel unsure after meeting with a representative, talk to other family members who have adult
children with disabilities who are working in the community. You can download a booklet produced by
the Social Security Administration, The Redbook, which provides more information on how work can
impact benefits at https://lwww.ssa.gov/redbook/. &



Answer: If the opportunity to make friends is important to your son / daughter, then this along with other key
information would be taken into consideration during negotiations with employers. Every workplace
culture is different. For instance, some are friendly and others are not. To understand the workplace
culture, the employment specialist representing your son / daughter would ask the employer questions
and look for signs that the workplace is friendly and supportive.

Developing a good fit between a person and the social characteristics of a workplace is as important
as learning how to perform a job. Most people with disabilities report making new friends at work and
an overall, satisfaction with employment. Your son / daughter would have support establishing relation-
ships with coworkers. Social activities that are available to other employees would also be available to
him / her. Going to work also does not mean that your son or daughter has to give up friends from past
agencies. Working should expand his / her social opportunities and not limit them. &

Answer: Negotiating a customized employment opportunity for your son / daughter hopefully will prevent this
from happening. Rest assured that staff will work hard to solve any problems that come up during em-
ployment and to address any support needs that could lead to job loss. This includes re-negotiations
with the employer, if necessary, to further customize your son’s / daughter’s job. But, of course people
still lose jobs. If this occurs, staff will work with your son / daughter to find a new customized job in the
community. A new position will be negotiated based on what is learned in the first job about his / her
interests, work skills, and support needs. Remember, employment specialists are always willing to talk
with you whenever you have additional questions! &

Social Security Redbook:
A copy of the Social Security Redbook can be downloaded from the Social Security Administration’s web-

site https://www.ssa.gov/redbook/. The Redbook provides information on how work can impact benefits.

Vocational Rehabilitation:
Each state has a Vocational Rehabilitation (VR) Agency that assists individuals with disabilities achieve
their employment goals. A list of state and US territory contacts can be found at the following link: http://
www.askearn.org/state-vocational-rehabilitation-agencies/

Work Incentives Planning & Assistance (WIPA):
The WIPA program enables Social Security beneficiaries with disabilities to make a successful transi-
tion to work. Each WIPA project has Community Work Incentives Coordinators (CWIC) who will provide
in-depth counseling about benefits and the effect of work on those benefits. Learn more at https://www.
ssa.gov/work/WIPA.html and at: https://choosework.ssa.gov/findhelp/
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