








SSI, SSDI and Medicaid/ Medicare- What’s the difference?

What is SSI? Supplemental Security Income is a program that pays a monthly benefits check
to people with low incomes and limited assets (less than $2,000) who are 65 or older, blind or
disabled. An asset is any money you have in the bank, any property you own other than the home
you live in, any vehicles you have over one, and any retirement or investment accounts you have. As
the name implies, SSI supplements a person’s income up to a certain level. Currently, the maximum
amount paid is $635/month. A person who receives SSI benefits automatically is entitled to
Medicaid coverage.

Children with Down syndrome can qualify for SSI based on the following:

1 Rules for Children Under 18:
Most children do not have their own income and do not have assets (bank accounts, cars,
jewelry, etc.). However, when children under 18 live at home, the Social Security
Administration considers the parents’ income and assets when they decide if the child
qualifies.

2 Rules for Children 18 and Older:
When a child turns 18, the Social Security Administration no longer considers the parents’
income and assets when deciding if he/she can get SSI. A child with Down syndrome who was
not eligible for SSI before his/her 18" birthday will become eligible at 18 (depending on the
amount of wages earned, if he/she is working). On the other hand, if a child with Down
syndrome receiving SSI turns 18, and continues to live with his/her parents but does not pay for
his/her food and shelter, the monthly SSI check may be reduced.

How can I find out if my child is eligible for SSI?

Call the Social Security Administration at 1-800-772-1213. An application for SSI can be filed
on the phone - the documents that must be filled out can be sent to your house - there is no need
to go to a Social Security office.

What is SSDI? SSDI is short for Social Security Disability Insurance. You may hear this term
used, but most people with Down syndrome will not qualify for SSDI, unless they have had a
paying job for more than 2 years. To qualify for benefits, you must first have worked in jobs
covered by Social Security, and then become disabled and unable to work.

Disabled Adult Child Benefit: An adult disabled before age 22 may be eligible for child’s
benefits if a parent is deceased or starts receiving retirement or disability benefits. The SSA
considers this a “child’s” benefit because it is paid on a parent’s Social Security earnings

record. Based on some of our parents’ own experience with this program, if a child is already
receiving SSI (and in some cases SSDI) and their parent (who must be eligible for SS benefits
themselves based on their work history) passes away, or starts receiving either regular

retirement or disability benefits from SSA, this program kicks in. The good part is that if families
have already gone through the disability determination process for SSI, that determination will
generally be sufficient to support the Disabled Adult Child qualification and the process involves
just an SSA administrative move to a different funding source. The disabled adult loses
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automatic eligibility under Medicaid (but can apply for that separately through the state), often
receives higher monthly SS benefits because benefits are based on a percentage of benefits
earned by the parent and after 2 years is eligible for Medicare benefits.

For more information regarding adult Disabled Adult Child Benefit see:
http://www.ssa.gov:80/dibplan/dacpage.shtml

What is Medicaid? Medicaid is a health entitlement program - pays for doctor visits and
hospital stays - for people with low incomes and limited assets (less than $2,000). Children and
adults who get an SSI benefits check automatically qualify for Medicaid coverage- this means
you do not need to apply. For more information contact the Medicaid Client Hotline (800) 252-
8263.

For more information on Medicaid in Texas see this brochure from Texas Health & Human
Services: http://www.hhsc.state.tx.us/Help/ConsumerGuideEnglish.pdf

What is Medicare? Medicare is a health insurance program (not an entitlement program) for

the elderly or those receiving SSDI. It is paid for by the federal government not the state of
Texas.

Social Security- Medicaid/ August 2008

2



¥

DowN SYNDROME GUILD
OF B A LA S

Funding Options for Services

Frequently, DSG members call our office to ask how to get “services” for their
child with Down syndrome. Seems like a simple question. However, the
answer is very complicated. It depends on the child’s age, the family’s income
level, what kind of services, public or private service providers, availability of
funding for existing programs, waiting lists for some programs, rules and
regulations that constantly change, etc...below is a summary of the options:

l. Private health insurance and Medicaid may provide funding for
therapies for children and adults with Down syndrome

Il.  Some agencies (i.e., Easter Seals, CHALI, etc.) offer “fee for service”
therapies and support services for adults with Down syndrome

I11.  MHMR- In Home Family (IHFS) services, etc...

IV. Medicaid-waiver programs (a combination of federal and state
dollars)

The following pages are a brief overview of these various funding options.
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The Waiting List- What is it?

In very simple terms - “The Waiting List” is for services for people with disabilities, including —
but not limited to — children and adults with Down syndrome. The kinds of services include:
speech therapy, occupational therapy, case management, respite care, supported employment,
nursing care and other “individualized” services. The types and frequency of services available
are based on an assessment of each person’s needs. These services are provided at no cost to the
family — that’s the good news. The bad news - there is a waiting list of 40,000 people with
disabilities in Texas — some families have been waiting for ten years!

“The Waiting List” is really two lists because there are two different programs that provide
almost identical services. Both are referred to as Medicaid-waiver programs because some of
the funding is from federal Medicaid money. An adult or child with Down syndrome is eligible
(from the date of birth) for both programs but you have to call and go through the process to get
your child’s name on each list. The programs are:

Home and Community-based Services (HCS) — contact:
Dallas County — Dallas MetroCare at 214-333-7000
Denton County — Denton County MHMR at 940-565-5244
Collin County — LifePath Systems at 972-727-9133
Ellis, Johnson and Navarro Counties — 903-872-2491, ext. 102

Community Living Assistance Support Services (CLASS) — contact:
Texas Department of Aging and Disability Services at 1-877-438-5658
(also ask if your child is eligible for Medically Dependent Children’s Fund)

When you call, just tell the person who answers that you have a child with Down syndrome and
you want to get his/her name on “The Waiting List.” You will be asked some basic information
and another person will call you back to explain what “documentation” will be required — in
most cases a doctor’s statement confirming a diagnosis of Down syndrome is all that is required.
At the end of the process, you will receive a letter confirming the date your child’s name was
added to the list.

Funding-Waivers/ July 2008



DownN SYNDROME GUILD
O F DALLAS

Department of Aging and Disability Services (DADS)

The primary agency that provides funding (for therapies, respite care, supported home living, etc.) to
people with developmental disabilities is the Texas Department of Aging and Disability Services
(DADS). For many years, the agency was called the Texas Department of Mental Health and Mental
Retardation but about 5 years ago the Texas legislature combined several agencies — the new name is
DADS. Each county is served by an office called the Mental Retardation Authority (MRA).

The MRA in each county is the gate-keeper for the funding for all the services funded by DADS.
There are two types of funding sources: Medicaid-waiver (a combination of state and federal dollars)
and General Revenue (state dollars). Each family of a child with Down syndrome must contact the
MRA in the county where they live and go through the “intake” process at to get on the waiting lists.

Dallas County: Collin County:

Dallas MetroCare LifePath

Eligibility Determination Unit (EDU) P.O. Box 828,

1353 N. Westmorland, Cottage 4 McKinney, TX. 75070

Dallas, Texas 75211 972-727-9133

214-333-7000 http://www.lifepathsystems.org

http://www.metrocareservices.org

Denton County:

Denton County MHMR Center
PO Box 2346

Denton, Texas 76202
940-381-5000
http://www.dentonmhmr.org

What types of Services may be available?
Traditional/usual resources and services to consider for placement on wait lists /interest lists. Make sure
your child is on the “interest list” (or “waiting list””) for any and all Medicaid Waiver Programs for
which he/she is eligible.

* Respite Services »  Community living options
 Occupational/Physical Therapy (OT/PT) « Services for students remaining in the family
» Speech Therapy home
» Psychological/behavioral services  Supported employment/job coaching/job
* In-home training development
* Nursing/attendant care * Sheltered training/workshops
* Physical/medical (assistive equipment and  Day programs
medications) * Special needs trust (financial protection)
* Recreation/Leisure Summer Programs » Case management and service coordination
(Camps, etc.)  Vocational Evaluations

Residential placement
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General Revenue Services

General Revenue funded services were primarily intended to help people remain in their
own or their family’s homes. Unlike the Medicaid waiver programs, this funding is non-
transferable; if you move out of the county you are in, the money will not follow you.
There is often a long waiting list for services which fall under the following two
categories:

Community Living Support

Services include:

Day habilitation
Transportation

Respite

Employment assistance
Supported employment
Vocational training

Professional and Technical Support

Services include:

Nursing

Behavioral supports
Specialized therapies
Counseling services
Occupational therapy
Physical therapy

Speech and language therapy
Audiology services

Dietary services

Day habilitation

To apply for services contact your local Mental Retardation Authority (MRA)
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In-Home and Family Support

In-Home and Family Support (IHFS) - is a consumer-driven program that
provides up to $3,600 per fiscal year to eligible individuals and/or their families as a
means of assisting with the purchase of goods or services related to a disability. Access to
this particular program is on a first-come, first-served basis and there is a substantial
waiting list for services.

This is considered “funding of last resort” and is not a Medicaid Waiver program.
Therefore, the money will not follow you if you move to another county. Some services
that may be available are:

» Attendant care,

» Home health, home health aide, homemaker, or chore services

» Counseling and training programs

» Purchase or lease of special equipment or architectural modifications of a home

> Respite care

» Transportation services

To apply for services contact your local Mental Retardation Authority (MRA).
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What is a Medicaid Waiver?

A Medicaid waiver allows the state to be more flexible in how it spends money to provide some long-
term services to some people with disabilities or elderly citizens who are eligible for Medicaid. In the
past, people had to be in nursing homes or other large institutions for Medicaid to pay for long-term
services.

A Medicaid Waiver is:

e An array of support services available to recipients in the communities where they
live rather than in institutions or in the traditional 6 person group home

e NOT an entitlement program — meaning that the number of “slots” available is
dependent on the funding from the state legislature. The amount of money
appropriated by the state is matched by federal funds

e Historically, the number of slots available has been fewer than the number of people
requesting services — resulting in a “waiting list”, or “interest list”

e “Waiver” indicates that certain Medicaid requirements and restrictions do not apply
to these programs

e When services through resources other than the waiver are available to meet an
identified need, those resources must be used first

e Funding received through a Medicaid Waiver Program, will follow you if you move,
unlike General Revenue funding which may be lost if you move to a different county.

In Texas, there are several different waiver programs that offer a range of home and community-based
services to people with disabilities. The most commonly used by those with Down syndrome are HCS
and CLASS. There are different rules and funding amounts for each of the different waivers. In
general, though, their purpose is to provide the funding to help people get the supports they need in the
community.
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Medicaid Waiver Descriptions

Home & Community-based Services Program-HCS

The HCS Program provides individualized services and supports to persons with mental retardation who are
living with their family, in their own home, or in other community settings, such as small group homes. Currently
HCS is the only residential funding option for people with Down syndrome.

Eligibility: There is no age limit for enrollment Individuals must have either mental retardation or a related condition that
results in deficits in adaptive behavior and full scale IQ of 75 or below; be eligible for Medicaid. Spending limits dependent upon
level of need

HCS Services

Case management

Adaptive aids

Minor home modifications

Counseling and therapies (includes audiology, speech/language pathology, occupational
therapy, physical therapy, dietary services,
social work, and psychology)

Dental treatment

Nursing

Residential assistance

Supported home living

Foster/companion care

Supervised living

Residential support

Respite

Day habilitation Supported employment

Note: Most families of adults with Down syndrome find that the HCS program provides the best selection of
services and the highest level of funding. The DSG recommends families use other options (if available) until
an HCS “slot” becomes available.

Community Based Alternatives-CBA
CBA provides home and community-based services to people who are elderly and to adults with disabilities who
require nursing services, as an alternative to living in a nursing home.

Eligibility: Individuals must have a need for skilled nursing care; meet at least two nursing facility risk criteria; be
eligible for Medicaid; be age 21 or older. Spending limits dependent upon level of need.

Services: Adaptive aids and medical supplies
Adult Foster Care
Assisted Living Residential Care services
Consumer Directed Services (CDS) option
Emergency Response Services
Home-Delivered Meals
Minor home modifications
Nursing services
Occupational therapy services
Personal assistance services
Physical therapy services
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(CBA services continued...)

Prescription drugs

Respite care services

Speech and/or language pathology services

Community Living & Support Services-CLASS

The CLASS program provides home and community based services to people with disabilities or a related
condition as an alternative to placement in an intermediate care facility. A related condition is a disability with a
primary condition other than mental retardation that affects the ability to function in daily life. Some consumers
may be able to access CLASS services while waiting for an HCS “slot”.

Eligibility: There is no age limit for enroliment; however onset must have been before age 22. To qualify for this service,
individuals must have a related condition; be eligible for Medicaid; reside in the CLASS catchments area. Spending limits
dependent upon level of need.

Services:

Case Management

Habilitation

Habilitation Training

Respite Care

Nursing Services

Physical Therapy

Speech Pathology

Occupational Therapy

Psychological Services

Adaptive Aides and Medical Supplies (up to $10,000/year)

Minor Home Modifications ($7,500/lifetime)

Specialized Therapies (music therapy, therapeutic horseback riding, massage therapy, and recreational therapy)

Texas Home Living Program- TxHmML
This program provides selected services and supports to people with cognitive disabilities who live in their family
homes or their own homes.

Eligibility: An adult or child is eligible for TXHmL if he or she: has mental retardation or a related condition and meets the
criteria for a Level of Care I in an ICF-MR; is a current Medicaid recipient does not require intensive one-to-one supervision to
prevent dangerous behavior; has an Individual Plan of Care (IPC) approved by die DADS; is not enrolled in another Medicaid
waiver program; chooses to participate in the TXHmL program instead of the ICF-MR Program; and lives in his or her own home
or family home. Annual spending may not exceed $ 10,000.

Services: Adaptive aids
Minor home modifications
Specialized therapies (audiology, speech/language pathology, occupational therapy, physical therapy, and dietary
services)

Behavioral support

Dental treatment

Nursing

Community support
Respite

Day habilitation
Employment assistance
Supported employment
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Consumer Directed Service Option- FAQ

What is the Consumer Directed Services (CDS) option?

Consumer Directed Services (CDS) allows DADS consumers to hire and manage the persons who
provide their services. A CDS agency (CDSA), selected by you does your payroll and federal and state
taxes. Not every service in every program is eligible for CDS (see list below for details). You also
must currently be receiving services through a medical waiver program to use CDS.

What is the difference between the traditional agency option and CDS for delivery

of services?

Agency option- Agency hires service providers, sets wages for service providers, and does payroll and
taxes

CDS -You hire your own employees, set wages and benefits based on your service budget, and you
hire a CDS agency to do payroll and taxes

How does CDS work?

You will select the CDSA that will process your payroll and act as your agent to pay federal and state
taxes. The CDSA will help you set up an initial budget. In some programs, the CDSA will provide
guidance on recruitment, salaries, benefits, and administrative costs.

What is support consultation?

It is an optional service you can purchase to train you to be an employer. Not all programs offer
support consultation. Currently, support consultation is available in Home and Community-based
Services (HCS) and Texas Home Living (TXHmL). Your case manager or service coordinator will
include support consultation in your service plan. You pay for support consultation out of your CDS
service budget.

Why would I want to choose CDS?

When you hire your own employees you can often find family, neighbors, or friends to work for you.
Within your allotted service budget, you can set your employees’ wages and benefits, and you can hire
back-up employees for those times when your regular employees are not available to work.

How will 1 find people to hire?

You will be trained by your CDSA or support advisor. You can also ask friends, neighbors, and family
members to work for you, and in some cases, you can contract with your agency provider for back-up
arrangements.

How would my employees be paid?
Your employees complete timesheets and your CDSA will do your payroll and taxes.

Who trains my employees?
You train your own employees. You will be given training materials from the CDSA or your support
advisor to show employees how to complete employment and payroll forms.

How do | do the paperwork?

Your CDSA will train you to do your portion of any paperwork. You will also be shown what paperwork
you need to maintain for your records.
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What do I do if an employee doesn’t work out?
As the employer, you can dismiss anyone who doesn’t work out. Your CDSA or support advisor will
train you to manage employees.

What happens if | choose the CDS option and later change my mind?

You can choose not to participate in the Consumer Directed Services option. Your case manager or
service coordinator can help you change to the agency option, but you will be required to be off of the
option for at least 90 days before participating in the CDS option again.

Who’s responsible for ensuring that consumers receive their authorized services?
You, the employer, take responsibility for providing all program services under the CDS option.
Employers will recruit, hire, and supervise their own employees and any back-up employees. The
CDSA is not responsible for providing employees for you.

How is DADS billed for the services?

As the employer, you submit timesheets, receipts, and invoices related to services delivered to the
CDSA. The CDSA pays allowable expenses on behalf of the employer. The CDSA bills DADS for the
services provided or allowable costs incurred, and deposits required payroll deductions and
withholdings with federal and state agencies.

Which services can be self-directed in which programs?
Community Based Alternatives (CBA) Personal Assistance Services, Respite (Starting late 2008-
Professional Therapies, Nursing)

Community Living Assistance and Support Services (CLASS) Respite, Habilitation

Home and Community-Based Services (HCS) Respite, Supported Home Living and Support
Consultation

Texas Home Living (TxHmL) All Services with the addition of Support Consultation, Integrated Care
Management (ICM),Personal Assistance Services, Respite

Do | get more money in my service plan if | use the CDS option rather than having
an agency provide my services?

No. Use of the CDS option must be cost neutral. The money in your service plan will be the same
regardless of whether or not you use CDS.

For more info on CDS see these DADS brochures:
http://www.dads.state.tx.us/providers/CDS/publications.html
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Employment Options

One of the greatest challenges faced by adults with Down syndrome is how to stay
involved and productive in the community after completing school. One of the ways
to accomplish this goal is through employment. The following provides a simple
introduction to employment options:

= Competitive employment- the individual secures employment in the community — for example,
by responding to ads or job postings or proactively approaching businesses — and works independently
without any support services.

= Supported employment- most commonly used by people with Down syndrome. The individual
works in an integrated setting and receives support services from a job coach. Supported Employment
provides the person with the disability with the long-term support services needed to be successful in
competitive employment — training, job matching, job development, job coaching, on-going on-site
monitoring, etc. (See “What is a Quality Supported Employment Program”” for more details)

= Sheltered employment (or called “enclave” or “workshop”) - individuals work in self-
contained settings with others who have disabilities without the integration of non-disabled workers.
Sheltered employment is often obtained through agencies, and wages for this type of work do not meet
minimum wage standards. The “workshop” is usually paid a fee for providing the work and support,
virtually negating any wages earned. Sheltered employment typically involves manual labor tasks such
as assembling goods.

= Volunteer employment- volunteer job that is unpaid. This is sometimes an alternative for those
who need more flexibility, or in the event that paid employment is difficult to find. A volunteer
position allows a person to continue to improve their skills and build social networks in the
community, and may sometimes lead to paid employment

Regardless of the type of employment that is pursued, the challenge will often be locating a job and
coordinating appropriate support services. The primary agency that funds employment related
programs in Texas is called DARS- Texas Department of Assistive Rehabilitative Services (see
“What is DARS?”” and the DARS brochure for more information)
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Employment and Social Security
How do we pay for employment services?

The state agency which provides funding for employment services for people with
disabilities is the Department of Assistive and Rehabilitative Services (DARS). If your
child is still in school, you should connect with the DARS Transition Counselor
assigned to each campus. If your child is out of school, you should make an
appointment to meet with the DARS Vocational Counselor assigned to your area of the
Metroplex. To assist families in making the necessary connections, DARS has
assigned a “liaison” to the Down Syndrome Guild. For assistance or more
information, please contact Becky Slakman at 214-267-1374 or dsgED@sbcglobal.net.
See also-DARS brochure.

Can my child with Down syndrome work and not lose Social Security benefits?

YES, many adults with disabilities earn wages and are able to keep at least a portion of
their monthly Social Security check and their eligibility for Medicaid — but you have to
know the rules and regulations. It is a complicated system but help is available
through a FREE program called “Work Incentives Planning and Assistance.”

A community work incentives coordinator will meet with you and your child to
develop a personalized, written benefits report that provides detailed information about
the various options including: Earned Income Exclusion; SSI Continuation; Student
Earned Income Exclusion; Work Expenses Exclusion; Protection of Medicaid 1619B;
and Plan for Achieving Self-Support (PASS- for more details on this program PASS
information page). This valuable information allows a person with a disability to make
an informed decision about seeking employment.

Easter Seals of North Texas has received a grant from the Social Security
Administration to provide this service to 21 North Texas counties through 2010. For
more information, contact Cindy Herzog, Director of the Work Incentives Planning
and Assistance program, at 972-668-2628.
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What is DARS?

DARS - Texas Department of Assistive and Rehabilitative Services

DARS is the new name (as of January 2005) for the state agency that funds work-related
programs for people with physical and developmental disabilities. DARS is a merging of several
agencies, including the Texas Rehabilitation Commission. There is at least one local DARS office in
each county.

e The DARS system is a “rehabilitation” model originally designed for soldiers returning to
work after having been wounded in World War I. The system is often difficult to follow and
does not provide adequate funding — even after many revisions to the legislation — for people
with developmental disabilities who require long-term, on-going support to be successfully
employed.

e Before approving any client to receive funding, DARS will require a vocational assessment.
For clients with developmental disabilities, standardized vocational assessments generally
lead to a recommendation that a sheltered workshop is the best option. Therefore, families
should go to DARS with vocational assessments done by the school district showing a
summary of performance and a listing of specific skills demonstrated during internships, in-
school jobs, previous jobs, etc. A good vocational assessment should emphasize the client’s
likes and acknowledge his/her dislikes.

e DARS has a list of “vendors” that provide Supported Employment Services (SES). These
vendors are paid through DARS based on “benchmarks” of success for the employee (length
of time employed, etc...).

e The goal of DARS is to close each competitive employment job case after 90 days of
employment, or supported employment after 117 days. In supported employment, the
“vendor’ may continue to provide on-going support and follow up, but typically this involves
only one visit to the job site per month. Families need to ask their SES vendor: “What is your
commitment to my child after DARS funding is gone?”

For additional information, see: www.dars.state.tx.us.

Or contact the Down Syndrome Guild DARS liaison:
Margo Wheeler Rye

972-485-6005

Margo.Rye@dars.state.tx.us
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PASS- Plan for Achieving Self Support

PASS is an SSI work incentive under which persons with disabilities can set aside income and/or
resources to be used to achieve specific work goals. A PASS can be established to cover the
costs of obtaining an education, receiving vocational training, starting a business, or purchasing
support services which enable individuals to work and result in reduction/cessation of benefits
(SS1/SSDI). PASS is meant to assist a person in competing in the job market. PASS makes it
financially feasible for individuals to set aside or save income and/or resources. These can be
used to achieve their vocational goals by enabling them to receive higher SSI payments as they
work toward self-sufficiency. These support services may include:

e The purchase of coaching/job advocacy supports needed to obtain / maintain employment
« Vocational evaluation

e The payment of transportation-related expenses

e The purchase of job-related equipment, uniforms, etc.

e The mechanism for allowing individuals or groups of individuals to purchase a business;
e Any other services/equipment needed to support individuals in a work-related manner.

PASS is just the means to acquire the services and items needed for starting work, not the means
to make income or resources available for ongoing costs. For a PASS to be approved by SSA,
there must be a reasonable chance that individuals can achieve their vocational goal. There must
also be a clear connection between the vocational goals and the increased or maintained earning
capacities.

For free assistance on this and other Social Security/employment related issues, contact
Cindy Herzog, Director of the Work Incentives Planning and Assistance program, at 972-
668-2628.
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What is a Quality Supported
Employment Program?

If you want a job in the community, here are some guide lines for deciding whether a
program is the right one for you. No program is going to meet all these perfectly, but
programs should recognize these as important things they should work toward.

Eligibility
Everyone has the right to a job in the

community, without regard to label or severity
of disability.

Individual Choice

The individual receiving services helps decide
what services are provided, how they are
provided, and which staff provides them.

Service Setting

Services are provided in integrated community
settings (e.g., businesses in the community), with
the chance to spend time, communicate and
develop friendships with people without disabili-
ties. Services respect and try to accommodate
diverse cultural and linguistic preferences.

Assessment

Assessment (evaluation) is not done to figure
out "what's wrong" and how to "fix it," or to
see if the person is "ready" to work. The agency
helps the person figure out their dreams, hopes,
interests and capabilities. Jobs and support
services are developed in response to what the
person wants and needs. Community settings
(i.e., real employers) are used for all
assessments.

Service and Placement Design

Rather than "fitting" people into existing
programs, people are helped to find their own
jobs (not group situations), and are paid
directly by the employer at the competitive
wage for the job. For example, a program may
give options such as, "You can go in our
janitorial training or food service training
program” or "You can go to our enclave at the
supermarket or the packaging company." What
they should be saying is, "Let's find out what
kind of job you would really be happy doing,
and we'll help you find it."

Use of Community Resources

The program makes every effort to help people use
services and resources used by all community
members (people with and without disabilities).
"Special” services for people with disabilities (such
as special transportation) are used only when there
are no other possibilities. For example, a person
who wants to learn office skills or English as a
second language would be provided help to take a
course at the local community college, rather than
receiving the training from a disability agency.

Behavior Challenges

A good provider realizes that people have a right
to work in the community, even if they act
differently or have behavior problems. Instead of
controlling or modifying behavior before a
person is given a chance at a job, emphasis is
placed on matching the person in a situation
which meets their needs and/ or lessens the
impact of the behavior. People are placed in jobs
where their behavior is acceptable (e.g., an
individual who speaks in a loud tone of voice is
placed in an active, noisy work environment), in
places which will not cause behavior problems
(e.g., an individual with a compulsive eating
disorder is placed in a job with no access to
food), or simply in environments where they are
given more control, thus reducing problem
behavior over time.

Training and Staff Role

Training is done to the fullest extent possible by
the employer. Agency staff see their role as
providing consultation to supervisors, co-
workers and other community members, to help
the person with a disability succeed on the job.
Staff do not replace typical employer training
and support, but only add to it if necessary.



Training on the Job

Training and support are customized to the
specific needs of the individual, the
employer, and the social aspects of the job.
Training and accommodations are always
done in ways that are respectful of the
individual, and encourage integration into the
job environment. For example, co-workers
interact and give feedback directly to the
employee, and not through the job coach; the
job coach does not speak for the employee.

Skills and Social Match

In developing jobs, the agency not only looks
for a job which is a good match to the skills,
culture, and interests of the individual, but also
finds jobs which a person is comfortable in
socially. For example, a person who is
naturally quiet and likes to keep to themselves
would not be placed in a job which requires
lots of personal interactions and where
everyone else is outgoing.

Social Inclusion

Jobs are developed and services provided so that
people not only get a job, but also get the chance
to make friends and participate in social activities
connected with the job. People are encouraged
and provided assistance to participate in such
activities as: going to lunch with co-workers,
coffee club, birthday celebrations, social
gatherings and parties outside of work, and
company sports teams.

Career Development

Services are, provided in a way that supports
ongoing career development. Individuals have the
opportunity to improve their skills, change
positions and jobs, and change careers. Career
development includes the opportunity for
increased hours, benefits, and employment on a
full-time basis with financial independence.

Holistic Approach

Having a good job is seen as one part of your life
that relates to other things, including social
relationships, recreation, and where you live.
Services are provided so that a person is able to
experience all aspects of community life.

Employment is about people:

v" Reaching their full potential

v" Becoming participating community members

v" Having a valued role, with the same rights and
responsibilities as everyone else

v" Experiencing and enjoying all that life has to offer

v" Defining themselves and their place in the world
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For those adults with Down syndrome for whom competitive employment or a volunteer
job is not a desired option, the choices include adult day care centers, day habilitation

centers, sheltered workshops, and recreation centers. Below are some suggestions:
Inclusion on the list is not an endorsement by the Down Syndrome Guild.

Day Habilitation Programming
Achievement Center of Texas (ACT) - Garland
(972) 414-7700
www.achievementcenteroftexas.com

Coventry- Wylie
(214) 498-7298
http://www.coventryreserve.org/

Easter Seals of North Texas- Carrollton
(817) 759-7911
http://ntx.easterseals.com/site/PageServer?pagename=TXNW Habilitation Services

My Possibilities- Plano
(469) 241-9100
http://www.mypossibilities.org/

UCP of Metropolitan Dallas (formerly United Cerebral Palsy) Dallas
(214) 351-2500
www.ucpdallas.org

* Many providers of HCS services also offer a day habilitation option.

Adult Day Care
Christian Adult Day Care Center - Dallas
(214) 391-2178

Christian Heights- Dallas
(214)371-4285

Circle of Friends Adult Daycare - Dallas
(972) 235-5688

Cliff Haven Adult Day Care, Inc.- Dallas
(214) 339-4920

Developmentally Delayed Young Adults- Garland
(972) 272-8343

Everybody’s House- Mesquite
(972) 270-1772
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Mesquite Adult Day Health Services-Mesquite
(972) 226-2131

Scenario Adult Restorative Nursing & Day Care-Dallas
(214) 351-1212

Town Hall Adult Day and Health Care Centers (Two locations)
Dallas or Grand Prairie
(214) 948-8892 (972)-237-1905

Young At Heart Adult Daycare- Plano
(972) 424-7294

Sheltered Workshops
Alternative Business Services (formerly Community Voices, Inc.)- Arlington
(817) 695-1417 or (817) 695-1422

Calab Learning Center- Grand Prairie
(972) 522-5900
http://www.calabinc.com/

Citizens Development Center (CDC) - Dallas
(214) 637-2911
www.cdcdallas.org

Dallas Center for Developmentally Disabled — Dallas (offers day program and sheltered workshop)
(214) 328-4309
www.dallascenterfordd.org

Mosaic Vocational Center/Document Destruction Service- Carrollton
972-866-9989 ext. 302

North Texas Rehabilitation Service, Inc. - Garland (offers day program and sheltered workshop)
(972) 272-6526
www.ntrsinc.com

Recreational & Leisure

The ARC of Dallas L.1.F.E Program- Dallas
(214) 634-9810, extension 108
http://www.arcdallas.org/adult.htm

Bachman Recreation Center- Dallas
(214) 670-6266

Plano Parks & Recreation Department- Plano
972-941-7272
http://www.plano.gov/Departments/parksandrecreation/Therapeutic+Recreation

*For additional information on recreational and leisure opportunities see the ARC of Dallas
Resource Directory at www.arcofdallas.org or call (214) 634-9810

Day Activities/ August 2008
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Post Secondary Education Opportunities

Receiving a college education and experiencing that very exciting time in life is as beneficial for
students with Down syndrome as for students without. The growth that students experience in college
can be measured in a number of areas, including academic and personal skill-building, employment,
independence, self-advocacy, and self-confidence.

Programs and schools vary widely in terms of what they offer with respect to academics, independent
living skills training, residential options and the type of diploma or certificate earned. Deciding which
program to enroll in is just like researching any college or program. It is important to find a good fit
between the individual and the school. We have included some tips to help in this endeavor:

v' Determine what your intended outcome is- does the student want to be more independent
and experience “college life” away from home in a dorm-like environment, gain
employability skills, join extra-curricular activities, etc...? This will be important in
deciding which school is best.

v When contacting a school, note that in most cases, the “Office of Disability Services” is not
related to curriculum. It is only to provide accommodations such as tutoring, note takers,
etc.... Most programming information will be found through the “Continuing Education”
office.

v Funding is typically paid for by the family, but may be paid for by DARS, depending on
each individual circumstance. Contact your DARS representative to find out if this is an
option for you.

v You must apply for federal student financial aid (FAFSA) whether or not you think you
will get it or need it, in order to receive any funding through DARS for education. See
http://www.fafsa.ed.gov/ to fill out application.

v' If your child is interested in a course, but not able to meet entrance requirements, they may
be able to “audit” a class. Check with an advisor for guidance.

v Many schools that offer opportunities for students with cognitive disabilities do not post
these options on their general website. Do not assume because it’s not listed, that it is not
offered. Call and ask questions!

The following are highlights of some local post secondary options available, and links to further
information. Use the contact information provided to find the program that will work best for your
student.

Richland College- offers a variety of continuing education classes focused on an employability
outcome. Some courses may include: job search skills, workplace safety, computer skills. They also
offer an “Employability Certificate” program which will include an internship following completion
of classes. Please contact Melinda Weaver- Director of Continuing Education @ 972-238-3750 or
MWeaver@dcccd.edu
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EL Centro College- currently offers two classes specifically designed for students with
developmental disabilities:

The Next Step program is designed for individuals with severe reading or learning disabilities. The
class also teaches how to perform basic office-computer tasks, and works to improve basic reading,
writing, and math skills. A job placement counselor also works with them in this period to help them
to find work alternatives.

The Moving On program is designed for individuals who have learning disabilities but read at a
minimum of fifth grade level. The program works to improve basic work skills and computer skills in
Microsoft Office, and works to improve basic academics, job seeking skills, and problem solving
skills. This program also includes working with a job placement counselor. Contact Steven Carter,
Program Director/Instructor in Workforce Education at 214) 860-5940 or e-mail sc5753@dcccd.edu

Northlake College- a new program called CAPS- Career Action Pathways to Success currently
offers one, 4 week class through Disability Services that address employability skills. This class
fluctuates each semester and may not always be offered. For more information contact Tony Miller,
Disability Services Coordinator at (972) 273-3166.

Tarrant County Community College-currently offers 2 different programs: The Transitional Skills
program on the Northeast campus (for more information call- (817)515-6657) and The First Choice
Program on the Southeast campus (call (817) 515-3020).

Vocat- The program is collaboration between Technology and Inclusion and Austin Community
College (ACC) offering adult continuing education courses in VVocational Occupational Skills,
Vocational Academic Skills and Vocational Technology Skills, designed to provide a community
college experience for adults with moderate to severe disabilities. For more information call: (512)
479-4084 or see: http://www.taicenter.com/vocatl.html

College Living Experience (CLE) - Located in Austin, Texas (they also have several other locations
throughout the US), CLE is a post-secondary program for students who require additional support
with academic, social and independent living skills. Students live in independent apartments with
support and may enroll in several different schools in the Austin area. Academic assistance includes
helping students choose their classes, ensuring students receive the accommodations to which they
are entitled, intensive one-on-one tutoring with content experts, and staff supervised study halls.
Within the realm of independent living, CLE students are taught how to pay their own bills, live
within a budget, manage their own checking accounts, keep their apartments clean and organized, and
plan /prepare meals. The extensive social skills program encourages students to make healthy
choices, and provides the skills necessary to make and keep friends. For more information, call:
Shelly Underwood at (512) 850-7445.

Houston Community College- The VAST Program provides educational opportunities to
individuals with intellectual and other learning differences that prepare them to enter Workforce
Certificate Programs and to receive many of the skills needed to become competitively employed as
well as, live more independently in the community. Contact the VAST program through their
website: http://learning.cc.hccs.edu/Courses/vast/index_html or call 713-718-6000.

Eastern New Mexico University Roswell- Occupational Training Program- provides a unique
opportunity for students to experience “college life” while living on campus and attending classes
focused on occupational and vocational training. A few of the certificate programs offered include,
auto mechanics, child care, nursing assistant, and office skills, among others. For more information,
contact: the Special Services Office @ (575) 624-7286 or see
http://www.roswell.enmu.edu/special_services/occupational_training_program.php
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The National Down Syndrome Society is working to expand post-secondary education opportunities
for individuals with Down syndrome by developing a model program in New Jersey that can then be
replicated in various parts of the country. To find out more about this program see: The Mercer
County DREAM Project at http://www.mccc.edu/student_services needs_dream.shtml#1 or The
College of New Jersey Career and Community Studies Program at:
http://www.tcnj.edu/~ccs/index.html

For more helpful information also see: http://www.thinkcollege.net/index.php
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“INCLUSIVE” Community Living

Over the last 25 years, the Down Syndrome Guild has been a strong voice in our
community for including students with disabilities in regular education classes with their
non-disabled peers at their neighborhood schools. When young adults with Down
syndrome and other developmental disabilities finish their education and vocational
training, where will they live? Housing choices have been limited to six-person group
homes or large “disabled only” communities in rural areas of Texas. The Down

What you should look for:

e Safe location in the community where the person with a developmental disability
grew up and has a network of people who know him/her

e Appropriate level of supervision to ensure safety but allow for the person with a
developmental disability to grow and become more independent

e Ability for a person with a developmental disability to have some choices
regarding roommates, activities, staff, schedule, etc.

e Accessibility to jobs, recreational activities, grocery shopping, worship
opportunities, and public transportation

e Staff who will assist in organizing activities in the community and facilitate the
participation by a person with a developmental disability — not the “disabled only”
rec center, Special Ed Sunday school class, day-hab facility, 6 person van to
leisure outings, etc.

e “Circle of friends” or a team of family and friends who are NOT PAID to interact
with the person who has a developmental disability

e Permanency provided by a system of supervision so that a person with a
developmental disability can maintain the same life style even when his/her
parents are not involved due to death or disability

e Flexibility to change living arrangements as the person with a developmental
disability ages

e Resources (special needs trust and/or government program) that will not be
depleted before the death of the person with a developmental disability

Residential/ July 2008



i

DownN SyNDROME GUILD

[0 DALLAS

Residential Services for People with Developmental Disabilities

Individuals with Down syndrome and their families often explore possible changes in living arrangements as part
of the transition to adulthood and the move towards greater independence. Not every person will want, need or be
able to move from the family’s home to more independent housing. Still, the question of where the student will
live must be addressed in planning. Be prepared- finding a quality residential option for your child can be very
difficult.

Group Home — a house in which six people with developmental disabilities live together. The property is usually
owned and maintained by a provider agency. “Shift staff” provides 24-hour/day supervision. Group homes can
be private pay, state or federal government supported. The federal government term used for this setting is
ICFMR - Intermediate Care Facility for the Mentally Retarded — and the funding comes from Medicaid. No new
funding is available for ICFMR slots and the few remaining facilities funded with 100% state dollars are
being phased out. Currently HCS is the only residential funding option for people with Down syndrome.

Home and Community-based Services is the funding stream known as a Medicaid-waiver program and is a
combination of federal and state dollars. There is a 10-12 year waiting list for a slot. The slot belongs to the
person with a disability and he/she can choose a provider from the numerous for-profit and non-profit agencies.
The following are residential options which can be funded through an HCS Slot:

e HCS Home — the house is operated (can be a rental) by the “HCS provider” agency. The residents pay
room and board from their earnings or SSI check. The support services are paid at a reimbursement rate
that varies depending on the resident’s “level of need.”

There are two types of HCS homes:

1. Residential support — staff changes shift at least one time per day and at least one resident
requires awake staff at night. No more than four people with developmental disabilities can
live together.

2. Supervised living — no more that three people with developmental disabilities can live
together — none of whom require awake staff at night.

e Supported Home Living — a person with a developmental disability lives in a house or apartment of
his/her choosing. The number of hours/day of support staff depends on the resident’s needs — a maximum
of 20 hours/week and NO overnight supervision.

e Foster/Companion Care - a person with a developmental disability lives with a companion in the
companion’s home or the home of the person with a developmental disability. The Foster/Companion
Care provider may be a family member. No more than 3 people with developmental disabilities may live
with one Foster/Companion Care provider. The provider pay varies depending on the client’s “level of
need.”

Independent or Semi-independent Living Apartments—a complex of apartments or condos for individuals
with developmental disabilities who require minimal supervision. A private agency provides the support services,
based on the person’s individual needs. Funding is provided by private-pay or Medicaid-waiver program’s
Supported Home Living services (see above).

Residential Facility — a campus-like setting where seven to 200+ people with developmental disabilities live
together with shift staff on the grounds 24 hours/day. The Texas State Schools are residential facilities but there
are also private-pay residential facilities.

Residential/ July 2008
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Residential Options in Texas

Inclusion on this list should NOT be considered an endorsement of any kind by the Down Syndrome
Guild of Dallas, either express or implied. Down Syndrome Guild families have recommended the
following agencies, based on their personal experiences. These resources are provided for information
purposes only.

*Association for Independent Living (Dallas) 214-351-0798 www.afildallas.org.
Residents live in a ‘training house' environment to learn and practice basic living skills required for self-
sufficiency. Once they have mastered the basic skills required, they move into efficiency apartments
while still under the guidance of staff. There are also several buildings with condominiums where a
lower level of supervision is provided. Residents must be competitively employed.

*Breckenridge Village (Tyler) 903-596-8100 www.breckenridgevillage.com
Christian faith based 70-acre campus located just west of Tyler, Texas. This is a segregated community
in which residents live, work, play and participate in daily Bible studies within the “Village”. Residents
may not hold competitive employment, but may work in the vocational training shops or participate in
the day program provided.

*Brookwood Community (Katy) 1-800-726-3234 www.brookwoodcommunity.com
Brookwood is a 475-acre self-contained campus. The residents work in one or more of several on-site
enterprises, exercise and play in the indoor swimming pool and gymnasium, can worship in the inter-
faith worship center, and when necessary receive care in the on-site clinic. The residential section is
composed of seven large group homes and two staff homes.

Calab, Inc. (Dallas & Tarrant Counties) 817-633-8511 www.calabinc.com
Calab offers ICFMR group homes in Mesquite & Grand Prairie and HCS homes in Arlington & Grand
Prairie. Services also include HCS and Texas Home Living, and a sheltered workshop.

Community Homes for Adults, Inc. (CHAI ) (Dallas)  214-373-8600 www.chaidallas.org
A private, non-profit, non-sectarian organization operated under Jewish auspices. Provides supervised
group homes and other residential options. Programming includes: vocational training, skill
development, job opportunities. Provided are physical and mental health services, leisure time,
recreation activities, personal care, daily living training & counseling for families and clients.

Community Options (Dallas) 972-503-3901 WWW.COmMop.org
Community Options, Inc. provides residential and employment support services to individuals with
disabilities living in (16) counties in the Northern Texas. Other services include: In home support, HCS
and ICFMR residential, foster/companion care, OT, PT, and speech, case management, day habilitation,
respite
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*Cornerstone (McKinney) 214-223-9387 Www.cornerstonegrouphomes.com
Gated 42 acre segregated ranch. Christian based with mandatory daily bible study (although all faiths
welcome). Daily scheduled activities as a group. There are no competitive employment options-
residents do community service work instead of seeking paid employment. Volunteer staff- founded and
run by individual couple. This facility is currently unlicensed.

Dallas MetroCare Services (Dallas County) 214-333-7000 www.dallasmetrocare.com
Offers variety residential services ranging from small group homes for teenagers and adults to adults
residing in their own apartments with staff supervision, or individuals living in their natural homes or
foster homes.

Daybreak (Dallas & Tarrant Counties) 1-800-299-5161 www.daybreak-hcs.com
Offers HCS and other residential programs serving adults. Homes are located in
Lancaster/Desoto/Duncanville area and offer vocational, personal/social and recreational services via
individualized programs and designed to meet the needs of each resident.

Disability Resources, Inc. (Abilene) 325-677-6815 www.DRIAbilene.org
Provides residential care, training and sheltered employment. DRI is financed by private donations,
residential fees, vocational enterprises and some State funds. At the present time, DRI operates four
residential facilities.

Down Home Ranch (Elgin) 512-856-0128 www.downhomeranch.org
Working ranch in a segregated environment. Residents live and work on the ranch with staff, but may be
employed outside of the ranch if they desire.

EduCare Community Living (Dallas & Tarrant Counties)  972-929-5000 WWW.rescare.com
Provides community based residential programs, in-home and family support services and supervised
semi-independent living arrangements.

Evergreen Presbyterian Ministries (Dallas) 972-386-4834 WwWw.epmi.org
Louisiana based nonprofit organization. The North Central Texas Division offers ICF/MR group homes;
a vocational workshop; Respite Care; and a supportive work program.

LifePath Systems 972-727-9133 www.lifepathsystems.org
Offers variety residential services ranging from small group homes for teenagers and adults to adults
residing in their own apartments with staff supervision, or individuals living in their natural homes or
foster homes.

*Marbridge Ranch (Austin) 512-282-1144 www.marbridge.org
Campus setting with semi-independent living “cottages”, dorm facilities, or fully supervised facility with
24 hour medical care for older residents and those residents who require professional nursing and/or
rehabilitative medical care. Provides variety of training opportunities including therapy, life skills,
recreational activities, and, when possible, employment.
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Mission Road Ministries (San Antonio) 210-924-9265 www.missionroadministries.org
HCS provider of semi-independent living apartments along with day programming, and vocational
services.

Mosaic (Dallas) 972-866-9989 www.mosaicinfo.org
Five ICF-MR group home; three homes are in Carrollton and two homes are located in Richardson. The
HCS program has one residence for three people. Additionally within the HCS program, they provide
Supported Home Living supports and Foster Care supports.

New Danville (Willis) 936-522-7279 www.newdanville.org
New community in rural setting partnering with Lone Star HCS to provide job training and other
education opportunities, recreation and transportation, independent living support and HCS group homes
in self-sustaining master-planned community. Construction is to begin in October of 2008 with
residential homes becoming available in the spring of 2009.

*New Beginnings (Dallas) 972-740-4373 sobriens8@yahoo.com
Parents have purchased a 6 bedroom home in North Dallas for young adults with cognitive disabilities,
including their son Luke. There will be 24 hour shift staff managed by a private company.

*N. TX Special Needs Assistance Partners (SNAP)(Tarrant County) 817-481-6522  ntxsnhap.org
SNAP rents the condominiums to people with disabilities at a subsidized rate. A longer range project
would include housing for those needing a greater level of supervision or care

Sequoia, Inc. (Dallas & Tarrant Counties) 214-634-3431 sequoiainc.org
Sequoia’s Residential program currently consists of four group homes; two homes in Dallas (HCS and
ICF/MR) and two in Burleson (HCS).

United Cerebral Palsy of Metro Dallas (Dallas) 214-351-2500 ucpdallas.org
UCP of North Texas currently operates four group homes in the North Texas area; two in Dallas, one in

Garland, and one in Richardson. Both HCS and ICFMR

Volunteers of America (VOA) (Dallas, Collin, & Tarrant Counties)  817-529-7300 voatx.org

Provide residential services including ICFMR group homes, supported home living, in home support
services, and case management.

* Private Pay ONLY
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Health Resources

Local Resource:

The Down Syndrome Guild of Dallas has developed a relationship with a local physician, who has
agreed to see adults with Down syndrome.

Dr Amer Shakil is an Assistant Professor in the Department of Family Practice and Community
Medicine at the University of Texas Southwestern Medical Center at Dallas. He sees patients at the
Family Practice Clinic, located at 6263 Harry Hines Blvd., Bldg #1, Dallas 75390. To make an
appointment, call 214-645-3900 - tell the receptionist that the patient has Down syndrome and
request to see Dr. Shakil. Because this clinic is associated with the medical school, Dr. Shakil will
always be assisted by interns and residents.

Book Review: Mental Wellness

We talk to many DSG families about many issues. The most difficult phone call is when a family
member asks about resources to evaluate a change in the behavior and/or functioning level of an

adult with Down syndrome; unfortunately, the resources are meager. We recommend the following
book:

Mental Wellness is an invaluable resource for parents, mental health professionals, case managers,
and caregivers who want to understand how to promote good mental health and resolve psychosocial
problems in people with Down syndrome. The authors are Dennis McGuire, Ph. D. and Brian
Chicoine, M.D. - both of whom are founding directors of the Adult Down Syndrome Center at
Lutheran General Hospital in Park Ridge, IL. This facility was established almost 30 years ago
and its multi-disciplinary team has treated more than 3,000 adolescents and adults with Down
syndrome ages 12 to 83.

Mental Wellness - an authoritative, easy-to-read guide - clarifies what are the common behavioral
characteristics of people with Down syndrome, how some can be mistaken for mental iliness, and
what are the bona fide mental health problems that occur more commonly in people with Down
syndrome. The authors discuss the importance of regular assessment and how behavior and mental
well-being can be affected by environmental conditions, social opportunities, and physical health.

A copy of Mental Wellness has been purchased for the DSG's lending library. To check on
availability, call the DSG office at 214-267-1374.
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DOWN SYNDROME HEALTH CARE GUIDELINES
(Based on 1999 Down Syndrome Health Care Guidelines)*

Adulthood (More than 18 Years)

» TSH and T4-Thyroid Function Test (annual)

» Auditory testing (every 2 years)

» Cervical spine x-rays (as needed for sports); check for atlanto-axial dislocation

» Opthalmologic exam, looking especially for keratoconus & cataracts (every 2 yrs)

» Clinical evaluation of the heart to rule out mitral/aortic valve problems. Echocardiogram-
ECHO(as indicated)

» Reinforce the need for subacute bacterial endocarditis prophylaxis (SBE) in susceptible adults
with cardiac disease

» Baseline Mammography (40 yrs; follow up every other yr until 50, then annual)

» Pap smear and pelvic exam (every 1-3 yrs. after first intercourse). If not sexually active,
single finger bimanual exam with finger-directed cytology exam. If unable to perform, screen
pelvic ultrasound (every 2-3 years). Breast exam (annually)

» General physical/neurological exam. Routine adult care

» Clinical evaluation for sleep apnea

» Low calorie, high-fiber diet. Regular exercise. Monitor for obesity

» Health, abuse-prevention and sexuality education. Smoking, drug & alcohol education

» Clinical evaluation of functional abilities (consider accelerated aging); monitor loss of
independent living skills

» Neurological referral for early symptoms of dementia: decline in function, memory loss,
ataxia, seizures and incontinence of urine and/or stool

» Monitor for behavior/emotional/mental health. Psych referral (as needed)

» Continue speech and language therapy (as indicated).

* [HEALTH CARE GUIDELINES FOR INDIVIDUALS WITH DOWN SYNDROME: 1999 REVISION (Down
Syndrome Preventive Medical Check List) is published in Down Syndrome Quarterly (Volume 4, Number 3, September,
1999, pp. 1-16) and is reprinted, duplicated, and/or transmitted with permission of the Editor.
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HEALTH ISSUES FOR ADULTS WITH DOWN SYNDROME

Brian Chicoine, MD
Adult Down Syndrome Center of Lutheran General Hospital

Dennis McGuire, PhD
Adult Down Syndrome Center of Lutheran General Hospital
www.advocatehealth .com/adultdown

Health is more than the absence of disease. Health is a sense of physical, mental and spiritual well being. It
is a process that involves health promotion, health monitoring, and early intervention for health problems.
Understanding what is typical or in the normal range for a person with Down syndrome is essential for
providing health care.

l. Understanding Normal/Typical

Adults with Down syndrome have a number of typical behavioral issues that are

important to understand so as not to over-diagnose disease states.

A.  Self-talk and imaginary friends
These appear to be developmental stage-appropriate behaviors that are used as coping
strategies, defense mechanisms, and to alleviate boredom.

B.  The Groove
People with Down syndrome often show a tendency towards needing sameness, repetition
and order in their lives. It can be very functional.

C. Grief
A delayed response to grief is often seen and it may be demonstrated in alternative ways.

D. Pain Tolerance
People with Down syndrome may have an increased tolerance to pain. However, limited
communication skills may also limit the ability to express/convey pain that can lead to the
pain being expressed in alternative ways.

E.  Behavioral change as a potential communication device
Sometimes a behavioral change may be an attempt to communicate physical or
psychological discomfort. A thorough medical evaluation is indicated when a person with
DS presents with a behavioral change to assess for an underlying physical condition.

Il Health Promotion

A.  Regular exercise. We have found that adults with Down syndrome are more likely to be closer to
their ideal body weight if they have opportunities for recreational and social activities (not necessarily
exercise). We generally recommend 20-30 minutes of exercise at least 3-5 times per week. In addition, (or
alternatively) social activities like shopping, visiting museums, etc. that involve walking can be very
beneficial. Increasing energy expenditure by parking a little farther away, taking the stairs, and working in
the house and yard are all beneficial. Generally, turning off the television and being more active is
beneficial.

B.  Recreational Activities - As noted above, recreational activities can have a benefit for physical
health. In addition, they are an important part of mental health as well as part of life's enjoyment.
Sometimes as parents naturally slow down with age or the adult with Down syndrome ages out of the
school system, fewer activities are available. That is a particularly important time to seek other reliable
people who can assist in participation in recreational activities. C.  Nutrition - Obesity is the most
common nutrition-related disorder.
Attention to a healthy diet as well as regular activity and exercise are required to prevent and
treat obesity.
D.  Opportunities for Accomplishment and Sense of Worth - Adults with Down syndrome have the
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same need as others to feel a sense of accomplishment and worth. For some, that may be a
repetitive job that fulfills their need for order and regimen. For others, it may be a particular sense
of being needed achieved through doing for others. An assessment of what the individual would
like to get from a job, as well what his skills are to do the job is encouraged.
E.  Immunizations - (These recommendations assume all childhood immunizations were
given appropriately.)
Diphtheria - Tetanus- Pertussis- recommended every 10 years Influenza — consider
annually each fall especially if exposure to many people. Recommended annually for
persons with certain other health problems.
Pneumonia - We recommend considering the pneumonia vaccine at age 50 for adults with
Down syndrome. Recommended at a younger age for persons with certain other health
problems and then repeat in 5 years. Varicella (Chicken Pox) - recommended testing for
immunity by blood tests if there is no history of having had chicken pox. Recommend the
2-shot series if not immune. Hepatitis B - recommended for people living in group
facilities. We also recommend it for persons working in a group setting (e.g. workshop) and
considering it for all others. We recommend a blood test before administering the vaccine
for adults with Down syndrome to see if they have immunity (thus, they do not need the
vaccine). In addition, we recommend drawing a blood test (hepatitis B surface
antibody) to document attaining immune status 4 to 6
weeks after the third shot.
F. Osteoporosis prevention-Osteoporosis is more common in adults with Down syndrome.
Adequate calcium intake throughout life is essential. Recommend 1000 mg a day of calcium for
men and non-menopausal females and 1500 mg a day for menopausal females (by diet or
supplement). Recommend taking Calcium with vitamin D to promote absorption. Consider bone
density scanning to screen for osteoporosis. Consider appropriate medical therapy for prevention or
treatment of osteoporosis.

I11. Health monitoring

A. Health Screening - History and Physical exam recommended annually. B. Some important
aspects of the history:

Decline in skills

Memory impairment

Swallowing difficulties, choking

Change in gait, unsteadiness

Incontinence of urine and/or stool

Change in appetite

Change in weight

Behavioral issues

Psychological concerns Change in mood Change

in interest in life

C. Thyroid — Recommended annual thyroid blood testing.
D. Celiac Disease - Consider blood testing (anti-endomysial antibody or anti tissue-
transglutaminase antibody and antigliadin IgA and IgG).
E. Neck x-ray - once in a lifetime; (additional neck x-ray if previous abnormal or
symptoms develop).
F. Cancer of the cervix - Recommend pap smear every 3 years (after two annual tests
normal) if not sexually active and asymptomatic. If sexually active, may want to
do annually.
G. Breast cancer - Recommend mammogram every other year from 40-50 and annually after 50. Annual
breast exam and teach/encourage breast self-exam (if possible). H. Cancer of the testicle - Recommend
annual testicular exam and teach self-exam (if possible).
. Vision - Recommend exam every 1 -2 years. J. Hearing -
Recommend audiogram every 1-2 years.
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Aging and its Consequences for People with Down Syndrome
Adapted from the booklet written by Prof. Tony Holland & Marie Benton

For each one of us, getting older is associated with many changes, both biological and social. For someone with
Down syndrome these changes can be particularly daunting and difficult. There is evidence to suggest that some
biological problems related to aging can occur earlier in people with Down syndrome than in the general
population.

These pages aim to highlight some of the issues that may prove particularly relevant to people with Down
syndrome and to their parents and caregivers as they get older. Although reference has often been made to the link
between Down syndrome and Alzheimer's disease, it is not by any means inevitable that the person you care for
will develop any form of dementia. Very often an apparent decline in a person's abilities will be diagnosed as
something else that can be easily treated.

Dementia is the name given to a collection of illnesses, one of which is Alzheimer's disease that have a
characteristic pattern of symptoms and signs and generally occur later in life. The main symptoms of dementia are
deterioration in the person's memory (usually of recent events) and loss of other abilities such as finding one's
way around, communicating through language and performing particular tasks, such as getting dressed. The
incidence of Alzheimer’s disease in the Down syndrome population is estimated to be 3 to 5 times higher than in
the general population, and it is thought to occur 30-40 years earlier. Far too often in the past the symptoms of
dementia would be ascribed to the person's disability rather than their dementia (particularly when being assessed
by strangers). These days far more is known about the subject; however, there is still a danger that the person with
Down syndrome will be given a diagnosis of dementia when it could be something else that would show similar
symptoms but is easily treatable. A diagnosis of dementia cannot therefore be made without first eliminating the
other possibilities.

® SOCIAL CHANGE
Sometimes the most obvious cause of a change in someone's behavior can be overlooked, particularly if that
person has difficulties with communication. Often a doctor will rely on evidence from someone who has known
them for a long time. The following are some of the social changes that can affect people as they get older. It is
by no means a comprehensive list and the possibilities for each individual will of course vary enormously.

Moving- to new environment or returning home after living on their own

Job change- new people, new environment can cause anxiety

Bereavement- loss of friend or family member

Retirement- work is a wonderful way to stay connected to the community- retirement may not be seen as
a good thing

O O0OO0Oo

® BIOLOGICAL CHANGE
The following are all health problems that can show similar symptoms to dementia: -

Depression

It is not generally appreciated that the risk of depression increases as people get older. There is also evidence that
people with Down syndrome may be more prone to depression than those in the general population. Depression in
later life, if it is severe, can mimic the features of dementia and it is sometimes referred to as ‘pseudo-dementia’.
The main features of depression are:

o0 Change in mood: the person may become more withdrawn, perhaps irritable, easily tearful or tearful for
no obvious reason. This may be worse at particular times of day, specifically in the early morning.
Sometimes this can be associated with increased anxiety or obsessive behavior.

0 Loss of interest in a previously enjoyed activity, such as a hobby, sport, or a particular TV program.

o Deterioration in the ability to concentrate; the person can no longer easily focus on something that
previously they could do well, and is easily distracted.

0 Change in sleep pattern — usually waking earlier in the morning, but can include sleeping excessively.
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o Change in appetite — usually a loss of appetite, which can lead to significant weight loss, but it can
occasionally be an increase in appetite.

Depression is diagnosed primarily on the history of the person changing in the ways listed above. While many
people with Down syndrome will be able to describe how they feel and if very depressed, may report some
suicidal tendencies, for some it may be difficult for them to describe their inner thoughts and feelings. Under
these circumstances others, who know the person well, may have observed changes such as an increase in
tearfulness or loss of interest or deterioration in concentration. Changes in appetite and sleep may be very
important markers of depression. Treatment has become increasingly effective. Severe depression is initially best
treated usually through the use of the newer anti-depressant medications, but in addition it is important to deal
with any other major issues in a person’s life, such as the quality of the environment, or bereavement, if it has
occurred. If you suspect that the person you care for is suffering from depression, your first port of call should be
his/her General Practitioner. If the GP cannot treat the symptoms personally, he/she will refer you on to someone
who can.

Thyroid Disorders

The thyroid gland is situated in the neck and produces the hormone thyroxin, which is one of the factors that
control the body’s metabolic rate. The gland can either become over-active (hyperthyroidism) or under-active
(hypothyroidism). It is the latter that is more common in later life and the percentage of people with Down
syndrome affected increases with age. The development of under-activity of the thyroid gland can occur slowly
and go unnoticed. The key changes that should lead to a suspicion that someone may have hypothyroidism are:

Dry skin/ brittle hair

General mental and physical slowing
Mood changes

Increased intolerance of cold
Unexplained weight increase

O O0OO0OO0Oo

Some or all of the above symptoms may cause your doctor to suspect under-activity of the thyroid gland. The
diagnosis is confirmed through a blood test. This blood test measures the levels of two substances; thyroxin (the
hormone produced by the thyroid gland) and another hormone (Thyroid Stimulating Hormone - TSH), which is
produced by the pituitary gland (situated at the base of the brain) and drives the thyroid gland to make thyroxin. If
the former is low and the latter is high this confirms the diagnosis. Giving the patient replacement thyroxin daily,
in tablet form, can treat hypothyroidism. We know of many people who have deteriorated quite considerably
because of undiagnosed hypothyroidism, but once it was recognized and treated, many of the symptoms
disappeared. As under-activity of the thyroid gland is relatively common in people with Down syndrome and its
presence can be difficult to detect, yearly blood tests to test for this are recommended.

Sensory Impairment

Another possible cause of a decline in abilities in later life is that the person in question simply cannot see or hear
as well as he/she used to. Some people with Down syndrome will recognize this. However, others may not be able
to communicate or understand the fact that their hearing or vision is getting worse. This fact, and the deterioration
itself, may leave him/her feeling isolated and vulnerable. Regular testing of hearing and vision once every 1-2
years is recommended.

Hearing Loss
With all hearing problems a person may seem confused, display a loss of interest in the world around them or a
decline in his/her abilities. The hearing loss may be caused by a variety of things, including:

0 Build-up of earwax-This is a common occurrence in people with Down syndrome. If you suspect that the
person with Down's syndrome that you care for has a hearing problem, always first consult his/her GP. It
may be necessary for the excess wax to be removed by a simple irrigation or suction process.

0 Fluid behind the eardrum-This may require draining the fluid through a tube that is placed through the
eardrum. It is a simple process usually performed at the ENT (Ear, Nose and Throat) department of your
local hospital. A referral would be made by your GP, so again the GP should be your first port of call.

0 Inner Ear problems- As these cannot be detected by examination of the outer ear or eardrum, your GP

will refer the patient for a comprehensive hearing evaluation. Some adults with Down syndrome will develop
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a decline in their ability to hear high-pitched sounds, including some speech consonants. A hearing aid can
often correct this.

Visual Impairment
Just as in the general population, a person with Down syndrome's eyesight is likely to deteriorate as he/she gets
older. As with hearing loss, deterioration in someone’s vision is likely to make him or her feel confused and
vulnerable. The sight loss can be a gradual decline or can be fairly rapid (often for women, it is triggered by
menopause). As well as checking regularly (doctors recommend once every 2 years) whether glasses are
required for reading or long distance, you optometrist should also be checking for the following:

o Cataracts- The occurrence of cataracts (opaque formations in the lens of the eye) in people with Down
syndrome in later life is well established. These can be removed and artificial lenses put in place instead,
under local anesthetic.

0 Glaucoma-This is a condition where pressure builds up in the chamber of the eye and causes damage to
its main nerve. If the pressure is higher than usual treatment is available in the form of surgery and/or
medication. While glaucoma can come on suddenly with severe pain in the eye and loss of vision it more
commonly in later life develops slowly and therefore goes unnoticed, certainly in the early stages.
Symptoms to watch out for can include enlarged or differently sized pupils.

Orthopedic Problems

All of us can be affected by increasing stiffness and degeneration of our joints as we get older. However, people
with Down syndrome do seem to suffer an increased sensitivity to instability in the neck joint. This is known as
atlantoaxial instability as it occurs where the atlas (first vertebra) meets the axis (second vertebra). The vertebrae
can slip, causing compression of the spinal cord. Doctors recommend yearly physical examinations to check for
changes that would be consistent with spinal cord compression.

As a caregiver you should watch out for the following symptoms:

Difficulty holding up the head

Neck pain

Weakness of arms or legs

New onset of urinary or stool incontinence
Difficulty walking

Loss of fine motor control

O O0OO0OO0OO0Oo

Menopause

It is now thought that women with Down syndrome reach menopause 5-6 years earlier than other women. The
average age is thought to be 46 (as opposed to 51 in the general population). They will go through the same stages
and experience the same symptoms as any other woman.

Often the emotional symptoms of the menopause will be dismissed as challenging behavior caused by the
woman's disability, rather than being correctly diagnosed. This difficulty can be compounded by the fact that
women with Down syndrome often have problems describing their symptoms. They are often not aware of a "hot
flash™; being unable to tell the difference between a flash and feeling hot due to the weather, for example. The
better informed the woman is the better she will be able to recognize her own symptoms, and the easier a
diagnosis will be. It is therefore essential that women with Down syndrome be educated about what will happen
to their bodies as they get older, before it begins to affect them. Often people with a disability don't “pick up” this
sort of information socially as other people would, so the information given must be clear and unambiguous.

The early onset of the menopause is often associated with osteoporosis, and it is true that women with Down
syndrome are more susceptible to this disease. It affects the bones; over the years bones become thinner, more
porous and therefore weaker. The bones are therefore more susceptible to fracture, which can create serious
complications for the older, less able woman.
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