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In April, we come together with millions of other people around the world to recognize
Parkinson’s Disease Awareness Month. Despite Parkinson’s nearly 200-year history
and the progress that has been made in understanding and treating this disease,
there is still much to learn and much to be done to further the efforts to find a cure. As
we take time this month to work as a community to equip ourselves with the tools and
knowledge needed to raise awareness of Parkinson’s, we honor those living with the
diagnosis and make a lasting difference all year long.
There are many ways that you can get involved. It is important to spread the word
by telling your story, educating others, continuing your own education and developing
ways to become your own, or someone else’s, strongest advocate. Here are a few
ideas—no effort is too small:
 Wear a Parkinson’s disease or HAPS t-shirt
 Participate in a walk or run benefiting the cause
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 Attend education programs such as our upcoming annual symposium or
summer lecture series
 Distribute HAPS materials to your neurologist’s office
 Email friends and family a link to the HAPS website to view the new HAPS video

This month’s exercise and
support group schedule
and information on the
Annual Educational
Symposium can be found
on the enclosed inserts.

This publication is not intended to provide
diagnosis or treatment. Always seek the
advice of your physician or pharmacist
with questions regarding medical
conditions or drug interactions.
To request permission to reprint content
published in this newsletter, please
contact the HAPS office at 713-626-7114
or info@hapsonline.org.

The printing and distribution of this
newsletter was made possible in
part by a grant from

 “Like” HAPS on Facebook
 Sign the Global Parkinson’s Pledge at www.parkinsonspledge.org

For more ideas contact the Parkinson’s Disease Foundation for the 3rd edition of their
Parkinson’s Disease Awareness Month Toolkit at 1-800-457-6676 or www.pdf.org.
This month’s newsletter offers guidance on how to get more involved in education,
advocacy and awareness. Together we can make a difference in increasing
understanding of the disease among the general public and improve the quality of life
for those living with Parkinson’s.

2012 Annual Educa onal Symposium
MOVING FORWARD:
Living with Parkinson’s
Saturday, April 28, 2012
9:00 am—3:30 pm
United Way
50 Waugh Drive ▪ Houston, TX 77007
Registra on opens April 1st. See insert for more informa on.
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HAPS Happenings

Preparing for a Visit to the Hospital
By Nina Brown
Going to the hospital may be necessary and unavoidable, but for an individual with Parkinson’s this event could be
filled with medical and pharmacological complications along with major frustration.
Because of the particular problems that can confront an individual with Parkinson’s, communication between you,
your physicians and the nursing staff is of the utmost importance. Consider the following suggestions:
 Designate, in writing, a person who can be available to make treatment decisions for you if you are unable to do

so. Give copies of your declaration to your medical team and ask that it be put with your chart.
 Because hospitals tend to have less staff members on duty at night and nighttime can be a common time for

increased agitation and confusion, arrange for a family member or friend to be present in your room at least at
night—and more if needed and available.
 Have your Parkinson’s medication schedule copied by a doctor into the "doctor’s orders" and placed in your chart.

Also, provide a written summary about Parkinson's disease, including what happens if you are over or under
medicated. Include the changes they are likely to observe if you are taken off your Parkinson’s medications.
 Ask that the attending physician to write an order allowing you or your family member to administer your

Parkinson’s medications to ensure that medications are received on time. Keep track of them on a bedside chart.
If they won’t let you handle your medications, insist that changes in the dosages and/or timing be made only for
medical reasons, not for the convenience of the nursing unit. Resist statements to the effect of "it won't matter."
Ask that your medication program be continued up to the time of any planned anesthesia and surgery, and ask
that they be resumed as quickly as possible. Beware of statements by admitting personnel such as "absolutely
nothing by mouth" after midnight—this will need to be discussed on a case by case basis with your physician.
 Keep a bedside log with the names of all persons who care for you. Record any significant occurrences.
 Be sure to understand what tests or procedures are being ordered and why, and how they impact patient care.
 If you are in bed most of the time or have difficulty changing positions in bed, be sure you are provided with a

special mattress to help avoid pressure sores. An overhead trapeze bar can also be easily attached to a hospital
bed to help you pull yourself up to change positions. If your mobility is severely limited, you will most likely be
given "anti-embolism" stockings or a blood thinner to help prevent blood clots in the legs and lungs.
 Avoid drugs that can cause Parkinson's-like symptoms. Before accepting any drug for the relief of nausea,

vomiting, anxiety or agitation, you or your family member need to ask if the drug is compatible with Parkinson's
disease or can cause Parkinson's-like symptoms.
 Drugs used for high blood pressure (hypertension) must be used with care because in a Parkinson's patient they

can cause severely low blood pressure. If you start to have dizzy spells, ask that the nurse check your blood
pressure when lying down as well as one full minute after standing.
 If you take selegiline (Eldepryl) or rasagiline (Azilect) there are possible severe adverse reactions when combined

with the common pain reliever meperidine (Demerol) and with certain antidepressants. You will need to stop
taking Azilect or Eldepryl several weeks prior to surgery so that you can safely take Demerol. Make sure you talk
with your anesthesiologist well ahead of planned surgery.
 People with Parkinson’s are vulnerable to pneumonia due to poor swallowing, weak coughing, immobility, etc.

Consultations to discuss respiratory therapy, speech therapy, physical and occupational therapy or with a dietitian
are often indicated and will be most beneficial if started early. Don't hesitate to suggest them to your doctors.
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 As a general rule, you’ll be happier selecting your meals yourself. Request a consult with the dietician or

nutritionist if you require a low protein diet for breakfast and lunch, and a high protein dinner.
 If the surgery you are having precludes taking anything by mouth for a significant period of time, make sure you

have a consulting neurologist who can talk to the surgeon about when it is appropriate to resume Parkinson’s
medications.
 If you are in the hospital, depending on what the situation might be—you may feel like your medications work

better than they usually do or not as well. If you find that your medications are not working as well, ask that a
neurologist be consulted to help decide what the best adjustments might be. Do not make the medication
adjustments on your own. If your neurologist doesn’t have privileges at your hospital, ask the attending physician
to contact your neurologist for management advice.
 Stress, a changed environment with strangers, continuous noise and lights, new drugs and anesthesia can cause

confusion, disorientation or hallucinations. Don’t be frightened--they are nearly always temporary and clear up
completely when you get better. Sometimes hallucinations need to be treated—make sure your physician
understands which medications should be used to treat psychosis in a person with Parkinson’s disease.
 Discuss your discharge soon after admission. Hold a planning conference with a caregiver prior to discharge.
 Begin a regular exercise program as soon as possible.

Unfortunately, it’s unsafe to be a “good patient” and assume that everything will be done correctly. It is essential
that you are a strong advocate for yourself or your loved ones.

The Na onal Parkinson’s Founda on (NPF) recently launched a campaign called Aware in Care to draw a en on to the fact that
many people with Parkinson’s disease are not ge ng quality care when they are in the hospital. People with Parkinson’s are
hospitalized 50% more than their peers without Parkinson’s. Three out of four people do not receive Parkinson’s medica ons on
me in the hospital and 61% of pa ents who did not get their medica ons on me experienced serious complica ons as a result.
This leads to more frequent and longer hospital visits, and serious setbacks for hundreds of thousands of individuals living with
Parkinson’s. NPF has created Aware in Care kits with quality materials for pa ents about how to prepare for a hospital stay,
advocate for be er care while in the hospital and about what to do when you return home. To get your free Aware in Care kit
call 1-800-473-4636 or go to www.awareincare.org.
What’s in the kit?










Aware in Care Bag—pack your bag with your Parkinson’s medica ons and your Aware in Care materials
Hospital Ac on Plan—Read about how to prepare for your next hospital visit whether it is planned or an emergency
Parkinson’s Disease ID Bracelet—Wear your bracelet at all mes in case you are in an emergency situa on and cannot
communicate
Medical Alert Card—Fill in your card with emergency contact informa on and place in your wallet
Medica on Form—Complete this form and keep copies
Parkinson’s Disease Fact Sheet—Share the facts about Parkinson’s with hospital staﬀ and ask that a copy be placed in
your chart
I Have Parkinson’s Reminder Slips—Share vital informa on about Parkinson’s disease with every member of your care
team in the hospital
Thank You Card—Present this card to a staﬀ member who provides high quality care
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Charting Your Course with Parkinson’s Disease Care

HAPS Happenings

By Kristine Dwyer

Caring for a loved one with Parkinson’s disease at home can be like sailing a ship through uncharted waters. Currents, wind
shifts and changing weather patterns all influence the ship’s course on a daily basis. The effects of Parkinson’s disease also
present an unpredictable course and caregivers must continually seek solutions and a positive direction for the care they
provide.
Barbara has been caring for her husband for over 10 years. He was diagnosed with Parkinson’s disease and she has remained
steadfast with his care at home. Through the years, she has been creative in developing practical ideas that save time, require
less energy and reduce stress. Most importantly, employment of these concepts has enabled her to maintain the
independence and dignity of her husband.
In the early stages of her husband’s disease, Barbara made an appointment for occupational and physical therapy
consultations along with a home environment assessment. This decision helped her to begin planning for the physical care
and necessary home modifications to support her husband’s needs. She offers these additional ideas for caregivers to
customize their caregiving procedures as needs arise:
Mobility Aids/Furniture:
 Wheelchairs—consider two separate chairs—one to use for indoor mobility and at the kitchen table (can be locked in place)
and one to use for outings to the mall or family gatherings.
 Walker—the best investment has been a four-wheeled walker with balloon tires, hand brakes and a padded seat. It glides
over the ground and uneven surfaces and was paid for by Medicare and a co-insurance policy.
 Recliner—add a wooden base to the chair to raise the height six to 10 inches. This makes it easier for the care receiver to
get in and out of the chair alone. Electric lift chairs are another option and may be partially paid for by Medicare.
Bathroom Safety:
 Install grab bars in several wall locations and a safety handle on the edge of the bathtub. Be sure to drill the bars into a wall
stud for maximum hold and safety.
 Remove the toilet seat and place a commode frame with arm rests over the toilet or purchase an elevated toilet seat with
raised arms.
 For sanitary purposes, keep flushable wet wipes available for use after toileting. Wipes can also be used to clean bathroom
fixtures.
 Add a non-skid bath mat, a bath bench and a handheld shower head to allow the care receiver to assist with his or her own
shower.
 For grooming, use an electric razor and an electric toothbrush to encourage self-care.
Incontinence Products:
 Use incontinent pads and adult briefs in layers as needed for full protection against wetting through.
Clothes or furniture:
 Washable sheet protectors and chair pads can be used to save on constant laundering. For full protection, layer several
pads on the bed or chair.
Floor Safety:
 Use a Swiffer-type dry and wet mop on the floors for easier cleaning.
 Do not use throw rugs, but if the floor surface is slippery, use a short-napped rug with a rubber backing.
Personal Safety:
 Purchase a whistle from a hardware store, tie it onto a long piece of elastic and place it around the care receiver’s neck.
This can be used to call for help, especially if the caregiver has a hearing deficit. Place another whistle near the bed or toilet
if needed.
 Personal Emergency Response System (PERS) can be rented monthly to summon help when the caregiver is out of the
home.
 Alarm systems can be purchased from medical supply companies and installed at exit doors and on wheelchairs to prevent
wandering or falling.
 Transfer or restraining belts can be used to keep the care receiver secure in the chair when the caregiver has to leave the
room. It can also be used to assist in safely helping the care receiver out of bed or a chair.
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Mealtime Options:
 Canvas aprons can be purchased at craft stores. Cut the ties off and replace with elastic on the top to enable the care
receiver to put it on without help. Vinyl or quilted bibs/aprons can also be purchased from medical supply companies. Place
the bottom half of the apron underneath the plate for neater mealtimes.
 Use cups or glasses with lids and straw holes to prevent spilling. A two-handled cup with a spouted lid can also be kept by
the bedside.
 If the care receiver has tremors, buy shallow soup bowls and edge guards for plates to keep the food contained.
 Purchase utensils with weighted, built-up or angled handles to help hands remain steady.
Car Ideas:
 Car seats made of leather are easier to access and to clean.
 Consider purchasing a swivel seat cushion to ease car transfers.
 Purchase a handicapped vehicle parking permit ($5.00) through the driver’s license bureau and have it authorized by the
physician. Use the permit at any handicapped parking zone or at any meter in the city.
 Pack a car tote bag. Include a package of wet wipes, bibs, a change of clothing, incontinent pads, plastic garbage bags, and
water.
 Eat in the car and park near a scenic area to enjoy the meal and the view if dining in a restaurant becomes too difficult.
Bedroom Solutions:
 Consider the need for an electric hospital bed with a trapeze for movement and increased independence. This can be
rented monthly through Medicare and a co-insurance policy.
 Try nylon or silk pajamas for ease in turning in bed. Use a bed guardrail for safety and support.
Dressing for Success:
 Velcro Hush Puppy shoes are easier for the care receiver to put on and take off.
 Turn a lace-up shoe into a slip-on shoe with elastic shoelaces.
 Purchase pull on boots with zippers for winter.
 Use a long-handled shoe horn with a spring hinge.
 The care receiver will have warmer feet and avoid falling by wearing slipper socks with rubber treads over regular socks.
Thin stockings vs. cushioned sole socks are better on carpeted surfaces.
 Sport pants and elastic waistbands ease dressing woes for the caregiver and care receiver.
Visual Cues:
 Magnifying sheets, magnifying glasses, large wall clocks, talking watches and natural spectrum lamps help those with
impaired vision and encourage independence.
Enriching Activities:
 Review photo albums and old greeting cards.
 Read the comics.
 Listen to music and books on tape.
 Enjoy walks in the park when able.
 Create a memory box filled with past treasures or items that encourage reminiscence.
 Display things around the home that bring joy such as family photos, children’s art work, and holiday decorations. This
display also helps with time or seasonal orientation.
 Consider attending a Parkinson’s disease support group together.
As one can see, revising care procedures and modifying your home can promote successful caregiving. In addition, these ideas
will uphold the dignity and independence of the care receiver. Learn from others who have walked in your shoes and set your
sails for a new direction in providing care for a loved one with Parkinson’s disease.
Kristine Dwyer is a Caregiver Consultant and Licensed Social Worker with Carlton County Public Health in Cloquet, Minnesota. She is also a
past and current caregiver for family members. Barbara Churchill has been a caregiver throughout her lifetime and is a mother of seven
children. Our hope is that this joint article can reach and positively influence caregivers and care receivers with Parkinson’s disease across
the nation.
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HAPS Happenings

In an ongoing eﬀort to engage in best practices and stay on the forefront of current trends in chronic disease care
and Parkinson’s disease, HAPS maintains associations with the local, national and international organizations.
Through these aﬃliations, HAPS brings progressive perspectives and vital knowledge to its eﬀorts, beneﬁting our
Parkinson’s community.
HAPS works closely with the Parkinson Disease Foundation (PDF) in New York presenting special programs and
educational events. Currently, HAPS is a media partner for their upcoming educational event on the care and
management of Parkinson's disease, and we want Houston’s Parkinson’s community to know about this free online
opportunity. On Friday, April 20, 2012, PDF in collabora on with American Parkinson Disease Associa on, American
Physical Therapist Associa on and Visi ng Nurse Service of New York is oﬀering a day-long educa onal program,
"Parkinson's Disease: A Prac cal Approach to Evalua on and Treatment for the Physical Therapist."
While this seminar is designed by physical therapists for physical therapists, the course has a universal appeal and will
provide helpful tools, informa on and evidence-based knowledge about how to care for someone living with
Parkinson's disease. HAPS group leaders have been encouraged to participate in this course as we strive to maintain
high standards in the programs and services we provide.
Individuals may par cipate in all or part of the program live online on April 20th from 7:30 am - 4:30 pm CST or view the
seminar later as a taped online program beginning May 1st when the course will be available on the Internet for up to a
year. For more informa on about the course visit h p://support.pdf.org/page.aspx?pid=484.

Thank
You!

Many thanks to HAPS Medical Advisory Board member Dr. Joohi Jimenez-Shahed
who led the presentation of the Newly Diagnosed Education Program
on Saturday, March 24th.
We appreciate your time and expertise.

2nd Annual Playing for Parkinson’s—a huge success!
On Sunday, March 25th, nearly 300 people came out to The Big Easy for the 2nd Annual Playing for Parkinson’s to
hear great music, eat some great Texas BBQ and support a great cause, with proceeds benefiting HAPS programs.
Organized by its founder Doug Benzuly, along with Michael Young and Robert
Taylor, the event featured old fashioned rock n’ roll and blues performed by
Holland K. Smith, John McVey & The Stumble, Tony Vega, Paul Ramirez,
Mojofromopolis, and The Humbuckers. There was an amazing silent auction
with over 80 items, including two guitars signed my Michael J. Fox similar to
those in Back to the Future!
For the second year in a row, this event has offered HAPS a creative and fun
way to raise both funds and awareness for Parkinson’s disease, a cause near
and dear to the heart of the event’s originator. Doug was diagnosed with
Parkinson’s in 2007 at the age of 46 and has worked tirelessly ever since to
further the cause. This year’s event has raised over $28,000 and counting!
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We are extremely grateful to the following individuals for their generous support of HAPS. Without the continued
support of our donors, none of our programs or services would be possible.

IN MEMORY
Jimmy Schoﬁeld
Margaret Williamson
Peggy Bradley
Earline A. Burrows
Sheila Vachris
Marion Zorn
The Brad Fox Family
Jim O’Brien
Mr. and Mrs. Richard Pedrini
Doris and Richard Tourville
Judith Granﬁeld
Josephine Sklenka
Bonnie and George Reeve
George Zivley
William J. Sloan
Randy Reichstein
Frances Allen
Mr. and Mrs. James E. Winn
Doris and Ken Gainer
Trula Meglasson
Hennelore Schwarze
Nona Turnbull
Claire Lynch
Mrs. A.L. Doodeheefver

GIFTS

Marvin Smith
Ivan Ray

Jonathan Shear
Margaret Shoonover
Nancy P. Luckenbill
Darunee and Albert Frank
Susan and Gordon Sterling
Dorothy Wong
Frank Bayer

Ruth Kerridge
Isaac Kerridge

IN HONOR

Billy Ray Ferguson
Rolando Tolen no
Elizabeth Alvarado
Cathy Guin

Louise Henckel
Diana James
Helen Oats
Mauricio Zamora
Phillip Parker
Will Johnston
Catherine and James Tynes
Kris n Forrester
Carla Patrick
Kathleen Sterbanz
James Parker
Kristen Kim

George A. Bourgeois III
Mr. and Mrs. George A. Bourgeois, Jr.
Margaret Romeo
Michael Romeo
Rudolph Owens
Joyce and Rudolph Owens
George and Sharon Puig
Gerald Stringer
Carol and Steven Bahret
Evelyn Denley
Lillian Alspaugh

Jean Devaney
Jo Rae Cro on

While we make every effort to be accurate and thorough, it is possible to accidently omit or misspell a name. Please contact the HAPS office with corrections.

Playing for Parkinson’s

Houston AreA PArkinson society
Board of Directors

Board of Advisors

Medical Advisory Board

Frank Donnelly, Jr.- President
Ellin Grossman, EdD - Chairman
Binky Stephenson Strom - Vice President/Secretary
Ron Bernell - Vice President/Treasurer

Chris Bell
Aubrey Calvin
Rich Clifford
Robert Cruikshank
Roy H. Cullen
Matthew Easterly
Ted Gilbreath
John E. Hankey
Harriet Hart
Kamden Kanaly
M. Sneed Lary
Harriet Latimer
Anne Martin
Robert A. Martone
W.O. Neuhuas III
Malcolm Pettigrew
Jeff Rosenberg
Arthur Schechter
Joyce Proler Schechter

Madhureeta Achari, MD
Leanne Burnett, MD
Steve Croft, MD
Stanley Fisher, MD
Erin Furr-Stimming, MD
Robert Grossman, MD
Cindy Ivanhoe, MD
Joseph Jankovic, MD
Joohi Jimenez-Shahed, MD
Eugene C. Lai, MD, PhD
William R. Leighton, Jr., MD
Greg McLauchlin, MD
Kimberly Monday, MD
William Ondo, MD
Terry Satterwhite, MD
Mya Schiess, MD
Richard K. Simpson, Jr., MD, PhD
Desiree B. Thomas, MD
Gage Van Horn III, MD
Michele York, PhD

Joe A. Brown
Nina Brown
Robert Casey, Jr.
Meredith Cullen
Jo Furr
Michael Hendryx
Joshua Huss
Rob Kerr
Eugene C. Lai, MD
Liz Lary

Dan Lauck
Marti McWhirter
Quin McWhirter
George Puig
Richard K. Simpson, Jr., MD
Pamela Skaufel
John Strom
Leslye Weaver
Gabriel Zamora
Courtney Zavala

Staff
Anne Thobae
Executive Director

Kathleen Crist, LMSW
Director of Social Services
& Program Development

Celeste Harris, LMSW
Social Worker

Alfonso Hernandez
Director of Therapeutic Programs
& Community Outreach

HAPS Happenings is published monthly by Houston Area Parkinson Society Editor—Nina P. Brown

Elizabeth Suman
Coordinator of Marketing
& Development

