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LONG-ACTING Lupus is an autoimmune disease and is almost

always a life-long illness once it is diagnosed. It is
INJECTABLE MEDICATIONS

characterized by chronicity (meaning: long term)
and systemic (meaning: its effects are seen
throughout the entire body). In autoimmune dis-
eases, such as Lupus, a person’s immune system
gets mixed up. A normal immune system will at-
tack foreign invaders and diseases that are con-
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WHAT TO TRUST stantly bombarding your body. In Lupus and other

autoimmune disorders, the immune system goes
haywire and begins attacking itself. It cannot tell
the difference between a foreign invader and your
own healthy tissues. It begins to destroy your
healthy tissues by causing inflammation, damage to
joints, organs, skin and more....and causes signifi-
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cant pain to the person who has it.

Since Lupus is a chronic condition, it flares up for
awhile, then calms down, going into a remission
period. It can have rather mild symptoms that do
not bother a person too much, or it can be life-
threatening and require intensive medical care.
Lupus is not communicable (you can’t “catch” it).
And, although it is women of childbearing age that
usually get Lupus, men, kids of all ages, and
women outside that age group do still get Lupus.
Non-white women are 2-3 times more likely to
get Lupus, with people of all races being repre-
sented in the picture.

Lupus tends to run in families, however, no ge-
netic link has been identified. It seems that
chances of getting Lupus increase for people who
have had some environmental trigger or illness
that sets off the disease process. This could be
anything from UV light from the sun, certain
medications (sulfa drugs, tetracyclines, antibiotics),
infections (cold, flu), to high stress events
(divorce, death of loved one). Even being ex-
hausted has been identified as a potential trigger.
Many women have more Lupus symptoms before
menstrual periods so this is an indication that
hormones also play a role.

Some of the most serious symptoms related to
Lupus are:

= Inflammation of blood vessels in the brain
*You may see high fevers, seizures, or
behavior changes due to this

= Inflammation of the brain and nervous sys-
tem

*You may see memory problems, bad
headaches, strokes, or confusion
= Inflammation of the kidneys
*This can lead to the need for dialysis
or even a kidney transplant
= Heart attack due to hardening of arteries

The most common symptoms observed in Lupus
patients would be:

Mouth or nose ulcers

Anemia (many of our consumers have)
Painful, swollen joints

Fever

Butterfly-shaped rash on face

Hair loss
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Extreme fatigue

There is no cure for Lupus but there are effective
treatments. Physicians look for || common crite-
ria to diagnose the disease, along with a positive
ANA blood test. These criteria can be found on
the Lupus Foundation website below. A fairly new
medication called Benlysta® has had very favor-
able effects on many patients with Lupus. Other
medications commonly prescribed are Aspirin or
Tylenol®, Medrol® or other corticosteroids,
antimalarial drugs like Plaquenil®, and immuno-
suppressant medications for serious cases. Assess
your consumers closely for signs of this illness.
Go the Lupus Foundation website for more ex-
tensive information and resources on this disease.

* Information retrieved from Lupus Foundation of America, Inc.
and can be accessed at http://www.lupus.org
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There are a variety of long-acting injectable medications
on the market these days and they are providing a better
choice of symptom control for some folks who were
previously taking oral pills only. Most long-acting in-
jectables are indicated for psychiatric diagnoses. Haldol
decanoate and Prolixin decanoate are older drugs that
were used for many years but that had some daunting
side effects for some people. The long-acting injectables
of today have fewer side effects and more benefits, pro-
viding a feasible option for many who want to gain the
best possible steady state control of their symptoms. We
are familiar with long-acting injectables from the Depo
Provera shots that our consumers and others have taken
for years for birth control. Depo lasts up to 12 weeks
and NO PILLS! That is sometimes a big plus and the rea-
son many women take this medication formulation.

The more recent anti-psychotic long-acting injectables
provide this same piece of mind....the medication is
working around the clock and no pills to take...or admin-
ister to consumers, as the case may be. These are medi-
cations like Risperdal Consta®, Zyprexa® Intramuscular,
and Invega Sustenna®.

These medications are indicated for some serious
psychiatric issues such as Bipolar Disorder and
Schizophrenia. However, physicians sometimes also
prescribe these medications off-label for Schizoaffective
Disorder, and other mental illnesses that have an
agitation or psychosis component. Anyone would agree
that it is extremely important to gain control of the
disturbing symptoms that individuals with these diagnoses
can experience...so their experience of life can be more
normal, without anxiety, hallucinations, paranoia, etc.

When you take a pill, it takes a certain amount of time
for that pill to dissolve and begin working in your body.
As the blood level increases of the medication, your
symptoms decrease. Think of the medication’s ability to
work as if it were a wave in the ocean. When you first
take the medication, there’s no drug in your system. You
are in the trough (bottom) of the wave. As the
medication is metabolized and used by your body to
treat your condition, the blood level of that med rises to
to the top of the wave. Once it’s gone, the level drops
back to the bottom and your symptoms can show up
again. This is what you get with oral medications, up and
down, up and down. Rise and fall. You can see that this
might cause problems for some people with psychiatric
problems. They need a stable steady state all the time,
not an up and down control of their symptoms. This is
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where long-acting injectables come in. They provide this
stable steady state MORE of the time, keeping blood
levels within that therapeutic range for a longer period of
time. Can you imagine the difference some of our
consumers might feel if their symptoms didn’t rise and
fall like the ocean? The use of long-acting injectables also
decreases the occurrence of side effects because of the
more constant steady state of the drug blood level.

Most people don’t mind having an injection once in
awhile if it means they don’t have to take pills every day.
People with serious psychiatric disorders, if educated
appropriately on the risk and
benefits of the medication
they are prescribed, feel
comfortable and willing to
try the given medication.
Feeling better more of the
time will be the deciding
factor for them, their
families, and caregivers from

that point.

In residential DD settings, we know, of course that one
of the reasons physicians may not order long-acting
injectables is because there are limited nurses in some
areas to administer the injection. In this case, the
physician’s office can be used to give the injection since it
is done only every few weeks. The consumer just goes in
to get the injection and then leaves.

Benefits of long-acting injectables (of any kind) are that
they are LONG-ACTING. In residential DD settings, this
means less med passes, less chance for med errors, and
less times the consumer has to take medication. The
consumer on these meds would have less highs and lows
of symptoms and more stable behavior and thought
patterns. Compliance to medications, which is not often
a problem in DD settings, expands to include compliance
with all other activities of daily living because the
consumer just feels better more of the time.

Of course, the complete picture of the individual needs
to be assessed by the physician to insure they are
appropriate for long-term injectable use and specific
guidelines for these medications must be followed for
initiation and maintenance therapy. For more information
about these medications, you can go to:

= Risperdal Consta®—www.risperdalconsta.com
= Zyprexa® Injectable—www.zyprexarelprew.com

= Invega Sustenna®—www.invegasustenna.com
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Most everyone uses the
world wide web for finding
information about the
questions they have,
whether it be to look up
how to get directions to
somewhere, or the defini-
tion of a word, or even for
more extensive informa-
tion about an illness they
have or a medication that
they take. There are many
websites out there that
you could access, but how
do you know that the in-
formation you're getting is
factual, up-to-date, and that
it pertains to you? All good
questions.

There are thousands of websites offering health information

today. You can find information about absolutely any topic if

you have the patience and time to surf. But, you want to make

sure that the information you lay your eyes on is good infor-

mation. Some tips for surfing the web and evaluating what you

find are:

=

Find out what websites are reputable from physicians,

nurses, and other healthcare providers

Identify who wrote the information you’re reading. Does
the writer cite other sources for their information? If you
go to those sources, what do you find? If the information
comes from another source, the writer should state this
and the reference. This is a clue that the information
could be reliable.

Sometimes health information may be written by a non-
medical person, but a physician or nurse or other health-
care provider reviewed and approved the information as
valid. This is another clue that the info could be ok.

Is the info current? Health information, especially in some
fields, changes very quickly. In the areas of medications,
diseases and treatments, you should expect information
to be no more than a year old. If it is, look for informa-
tion on the topic that is newer.

Opinions may or may not be reliable information. If infor-
mation about a healthcare topic is provided and includes
the opinion of the writer, check to see what the qualifica-
tions of the writer are. If the person is qualified to state
an opinion on the topic, you can accept it as reliable.
Qualified persons would be physicians, nurses, scientists,
and others who have advanced education and experience
with the topic.

Reliability may also be connected to the type of organiza-
tion that is publishing the website. Look for websites that
are published by the government (end in .gov) or educa-

tional institutions (end in .edu) or specialty organiza-
tions (end in .org). Websites that end in .com are
more likely to be a commercial site, a company that
sells products or services so although they may be
factual and fair in providing information, you don’t
really know until you check out the information
elsewhere. In some cases, the company that has the
website might obtain a financial gain from the infor-
mation. So, check and verify.

=> Websites published by individuals may have some
helpful information about certain subjects, but do
not rely on these for your health information. Go to
well-established, reviewed and valid healthcare web-
sites.

If you are a nurse, physician, or have an interest in read-
ing medical literature, you can access many journals, case
reports, research and other scholarly information on the
net. You can keep up on Clinical Trials (research) being
performed at this time on autism, behavioral disorders,
effects of medications, and much more. Sign up to get
alerts about new Clinical Trials so you can stay abreast of
the most cutting edge research in your area of interest.
Just go to www.clinicaltrials.gov and check out what’s
going on in the world of medical science. There are a lot
of studies being done in the area of developmental dis-
abilities, especially in autism.

Just to get you started on some reputable websites that
you can trust, you can go to:

= MEDLINE Plus at Medlineplus.gov

= PubMed at www.ncbi.nlm.nih.gov/PubMed

=> Office of Rare Diseases Research at
www.rarediseases.info.nih.gov

=> The Genetics Home Reference at

www.ghr.nlm.nih.gov

= Web MD at www.webmd.org

U

Healthfinder at www.healthfinder.gov

Consumer and Patient Health Information Section
(CAPHIS) lists the Top 100 Reliable Health Web-
sites at http://caphis.mlanet.org/consumer/

Epocrates free online at www.epocrates.com

U

Centers for Disease Control at www.cdc.gov

A

Drugs.com at www.drugs.com
=> Pharmacy Alternatives at www.palrx.com

A very important thing to remember is that you should
always talk to your doctor about anything you read on
the internet about your personal healthcare issues before
initiating any new treatments or stopping any treatment.
Your physician is your best resource for all healthcare
questions that relate specifically to YOU.
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