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"News and Views" is a quarterly, online publication for caregivers, families and individuals with young-onset Alzheimer's
disease and other dementias. Students from the University of Nebraska at Omaha's School of Communication, Fine Arts
and Media wrote and edited the publication in conjunction with the Alzheimer's Association Midlands Chapter.

Student's Internship Leads to Insight
By Jason Sibson

For an hour during the November support group meeting at the Alzheimer's ""

Association Midlands Chapter, | humbly lowered myself in a chair and attempted to '

slide my feet into the shoes of the caregiver. Q

A woman, probably in her early 50s, displayed a shining smile despite her obvious - et
sadness as she began to speak to the group. Her husband had recently been L -

diagnosed with Alzheimer's disease, she explained, and the symptoms were starting to
become obvious. They had recently made a trip to the DMV, where they had turned i g
over his license. He's now begun to wander throughout the house with no regard for his__
own safety.

He used to be so smart, she explained. Now, even the simplest tasks are difficult for
him.

She fought back tears as she explained how her husband's personality was changing,
how his mind was fading. You could feel the weight she was carrying as she
approached a horrific realization - her husband would not get better.

"There's nothing to look forward to," she said. "It's only going to get worse."

Of course, | wasn't able to wear her shoes - or the shoes of the nine other caregivers in the room. Up to this point, no one
close to me has joined the group of more than 5 million Americans with from Alzheimer's. | couldn't possibly understand
what it's like to watch someone you love deteriorate, and then be burdened with the nearly 24-hour care a person with
Alzheimer's requires.

And the people in this support group were dealing with young-onset Alzheimer's disease, meaning their loved ones began
to show symptoms in their 50s or even 40s. A disease that was once thought to affect only those in the late stages of life
is crippling these couples in the prime of their lives.

No, | simply can't relate to the perseverance and strength of this woman and the other nine people in the room or the
millions of husbands and wives, sons and daughters, nieces and nephews and friends and neighbors across the country
fighting the same helpless battle. | cannot fathom what it's like to surrender my personal life and spend most of my waking
moments living for someone else. | can only imagine what it's like to walk in those shoes.

What a worn pair of shoes they must be.

* * *

Last summer | received word of an opportunity to work with the Alzheimer's Association as an intern to help produce the
organization's first young-onset Alzheimer's electronic newsletter.



| had just taken a gerontology course at the University of Nebraska at Omaha that, among other subjects, detailed the
effects and the prevalence of Alzheimer's disease. The study of the illness intrigued me. When | noticed I'd be working
with a former instructor of mine, Kathy Tewhill, | was officially onboard.

The workload was manageable - Kathy had taken the reigns, and she had gotten her news editing students on board, too.
| had the opportunity to write what | wanted at my own pace and learn a thing or two in the process.

Working with Kathy, | quickly found out, was going to be more than just lessons on AP style and word choice. No doubt
those are the kinds of things Kathy teaches, and she's great at what she does.

But it's who she is that resonated with me most.

Early on in the production process, | learned more about her encounter with Alzheimer's disease. Her husband, Tom,
began exhibiting symptoms in his mid-50s. Alzheimer's has robbed Tom of his speech and comprehension skills, as well
as the ability to perform everyday tasks and enjoy the things he used to love, such as reading.

For me, the production of our newsletter - which we named "News & Views" - was a means to fulfill my graduation
requirements. For Kathy, it was a way to provide caregivers such as herself with a sense of purpose, strength and hope.

Kathy is Professor Happy-Go-Lucky. She is always upbeat, and she brings the same approach to class every day. While
most of us are quick to gripe about our tiny issues, she carries her burden as a caregiver with unmatched grace and
humility - as if she doesn't have a problem in the world. What's more, she has the ability to show genuine concern for the
tiny issues of others and no urge to interject with her own, surely more substantial, concerns. She balances teaching
positions at the University of Nebraska at Omaha as well as the nearby College of St. Mary while caring for Tom, yet she
shows no signs of frustration.

At the Alzheimer's Association's monthly support group meetings, | met more caregivers carried themselves the same
way. There's Carol, who epitomizes contentment and resilience despite the fact that Alzheimer's has stripped her
husband, Dan, of his independence. He follows her around day and night, and he's reliant on her for nearly everything.

There's Junior, who lovingly cares for his wife Debby between the chemo treatments he frequently undergoes to battle
cancer. Both share a sense of humor despite their trials.

| thought | knew what strength and perseverance looked like, but in the late months of 2009, | realized | didn't have a clue.

At 24, I'm at a point in my life where I'm constantly fighting the tendency to be self-absorbed, to examine each situation
and wonder how it affects or will affect me. My experience working with Kathy and this support group over the last four
months opened my eyes to the world beyond myself.

To Kathy and to the rest of the support group, and to Clayton Freeman and Diane Hendricks of the Alzheimer's
Association, | thank you for teaching me. Thank you for the opportunity to be a part of the first electronic newsletter
devoted to young-onset Alzheimer's. Thank you for letting me into your lives for a few months.

| will remember this time forever.
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Audience members heard Creighton Coach
Dana Altmean's experience with Alzheimer's.

Annual Meeting Rewards Volunteers, Focuses on Goals
By Jillian Endebrock and Dennis Powell

More than 100 people gathered for the Alzheimer's Association Midlands Chapter's annual meeting at the Tip Top
Ballroom to address concerns and honor the achievements of people dealing with Alzheimer's disease.

The Nov. 11 event included a lunch, silent auction, speakers from the chapter and a presentation by Creighton men's
basketball coach Dana Altman. Altman's mother has Alzheimer's.

"We just put mom in a care facility back in April," Altman told the audience.

The move was necessary, Altman said, because his father, the primary caregiver, developed his own health problems.
The Altman family suddenly realized their father needed help, Altman said, so they made the difficult decision to find a
care facility for their mother.

Despite all the press conferences, speeches and interviews he gives, Altman said the hardest thing he encounters is
talking about his family's experience with Alzheimer's. "It's such a cruel, demanding disease," he said.

Following Altman's speech, Alzheimer's Association of the Midlands program director Clayton Freeman and development
director Micah Evens passed out awards to the 2009 Memory Walk fundraising teams. Bethany Lutheran Home, Elms
Crest Assisted Living, Shalimar Gardens and Skyline Retirement Community all received awards for best care facilities.
Harrah's Hotel and Casino, Shelby Couth State Bank, Miller Pharmacy and Home Instead Senior Care earned corporate
awards.

The family team awards went to the Walker family of Council Bluffs, Harlan's Gross/Leuschen family team, Blondell Meyer
of Fremont and the Butchers of Omaha. Maddie Cunningham won an award for top youth fundraiser.

The Friend of the Chapter award was given to Rosalee Yeaworth for her continued commitment to the Mldlands Chapter
through the years. Alzheimer's is something Yeaworth is all too familiar with - her -

mother died from complications caused by the disease and her husband developed
young-onset Alzheimer's in his early 50s. At that time, little was known about young-
onset Alzheimer's.

"His struggle with the disease for more than 20 years altered our lives and wiped out
our plans about all the things we wanted to do in retirement," Yeaworth said.

Outstanding Volunteer awards were given to Elizabeth and Terry Johnson and Kathy
Tewhill and Tom Hurst. According to the Alzheimer's Association Midlands

Chapter Web site, both couples were strong advocates of the chapter "and their tirelessg
efforts have helped raise awareness about Alzheimer's disease at public events and

gathe”ngs' I Roslee Yeaworth and her h;ﬁ'zand
walking together at a Memory Walk.
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Respite Care and Senior Companionship

Respite care allows the homebound caregiver a break from the burden of their daily
responsibilities in order to accomplish tasks outside the home-shop for groceries, buy
medicine or attend to their own health and well-being. Currently, over 70% of persons
with dementia are cared for at home. Typically, the caregiver is the spouse or family
member providing around-the-clock in-home care for the person with dementia.
Without respite there may be little opportunity for the caregiver to attend to essential
needs for their household outside of the home. Usually the time spent outside the
home by the caregiver is short in duration with as little disruption to the person with
dementia as possible. Respite care may be provided by an adult day care facility, a
visiting in-home caregiver or a short-term stay in a nursing facility.

Following is an alpha listing of several nonprofit providers of in-home respite care and
senior companionship in the metropolitan Omaha, Council Bluffs and surrounding
area:

HELP Adult Services, a Presbyterian Community Outre  ach offers respite care and companionship for the elderly and
persons with dementia for three to four hours per week at affordable rates. Their contact information is: 402.341.6559
X106 or at their website www.helpadultservices.org.

Little Brothers Friends of the Elderly  -Friends of the Elderly believe in providing companionship and celebrations of life
to Omaha's isolated elderly population. Their contact information is: 402.884.6641 and the web-site is
www.littlebrothers.org/omaha

Pottawattamie County -Respite care reimbursement is offered by the Midlands Chapter through a grant from
thePottawattamie County Foundation. For more information contact: Rosalie Shepherd, Red Cross Bldg. 705 N. 16th St.,
Council Bluffs, IA 51501, 712.322.8840 or the Midlands Chapter website at www.alz.org/midlands

Respite Care Reimbursement Program the Midlands Cha  pter, in partnership with the Enrichment Foundation offers
reimbursement for respite care to the individuals providing in-home care for persons with Alzheimer's disease and other
dementias in Douglas and Sarpy Counties. For more information contact the Midlands Chapter at 402.502.4301 or visit
the Chapter website: www.alz.org/midlandswww

Senior Companions-Council Bluffs  -for more information contact, Annette Croll, Council Bluffs Coordinator,
712.578.9292 or at seniorcp.cb@gmail.com

Senior Companions-Eastern Nebraska  Senior Companions is sponsored by the Eastern Nebraska Office on Aging
(ENOA) and offers volunteers to provide companionship and respite for families in need. Volunteers serve up to four
hours per day, one to three days per week at no cost to the family. For more information call Mary Parker at
402.444.6536.

Southwest 8 Senior Services offers the Friends and Family Respite Program designed to help families caring for adults
aged sixty and older in Southwest lowa. Respite may range from a few hours to overnight and extended care. For more
information contact a Family Caregiver Specialist at 712.328.2540 or at www.southwest8.org

For more information on these and other respite resources please contact the Alzheimer's Association Midlands Chapter
by calling 402.502.4301 or vist the website www.alz.org/midlands
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Adult Care Centers Provide Relief for Caregivers
By David Dockery, Abby Pivovar and Mitchell Warren

All long-term diseases come stocked with challenges, and Alzheimer's disease is certainly no exception.

Caregivers of people living with Alzheimer's are expected to provide almost 24-hour assistance to their loved ones, a task
that can become daunting. As the disease progresses, taking care of people with Alzheimer's brings new challenges that
may require outside assistance.

No matter what stage caregivers are in, it is important to explore all options to
ensure the health of both the caregiver and the person with the disease. Both
parties can sometimes benefit from using local care centers.

"It's a very difficult position to be in, and nothing is going to be perfect," said
Cathie Kass, whose husband has been diagnosed with Alzheimer's as well as
Parkinson's disease. "When you try to take care of a person yourself, it's
important that there's a place to take them where you trust the people.”

Kass takes her husband to adult care centers three times a week. She has
been the sole caregiver for her husband for 14 years and also helps others
assist their loved ones. Like many caregivers, Kass struggled with the -
pressure of being a caregiver who also works outside the home. Even so, the decision to use an adult care center was
hard.

"These decisions are made based on the safety of the individual and the safety of the caregiver," social worker Diane
Hendricks said. "We are trying to maintain the quality of life and nurture what remains for as long as possible."

Situations should be analyzed on an individual basis. No two cases are exactly the same, and all options should be
explored. But ultimately, Hendricks said the issues of structure, stimulation and safety should have the largest impact on
any decision a family makes.

Caregivers must also be considered because they, too, deserve a break.

"This is a long-term caring arrangement - you need to know how you are going to maintain your care-giving role,"
Hendricks said. "Ask 'what is out there that can support me through this process?™

When searching for an adult day center, Hendricks recommended considering several factors including understanding the
facility's hours of operation, its cost, the activities available and security. Caregivers should also know the education and
training staff members have, as well as the ratio of staff to clients.

"Don't make the person fit what [the facility] has to offer,” Hendricks said. Instead, look for a facility that best matches
your loved one's needs at the time.

Finding a person-centered environment where dignity is maintained through individualized activities and social
engagement is another key to finding an appropriate center, Hendricks said.

Kass has experienced the process of choosing an adult care center, and stressed that both parties must be involved in
looking for a friendly environment that stimulates the mind.

"It's very important to include [the loved one in need of care] as much as you can to let them know they are important,”
Kass said. "Depending on the severity, | think it's important to involve the person." Making such a decision will often be
met with resistance from someone with Alzheimer's.

"There is anxiety to something different from routine," Hendricks said.
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Any major change, she noted, should be reevaluated after three months. Some people
like to take baby steps in finding care, while others prefer to jump right in with a full-time

tine. N tter h h it, Hendricks said establishing trust i . -
care routine. No matter how you approach it, Hendricks said establishing trust is Together, the client

essential. .

and the companion

_ work as a team to

"l was perfectly fine with it because without the day center, | don't know where | would increase the Chﬂ_I'ICEEE
be," Kass said. "l would be really strung out." of the client staying in

their home longer."
Kass and her husband decided on a day center together, and have grown to accept the Mary Parker
choice.

"He was cooperative and felt like it would be OK," Kass said. "As time goes on, he likes it
less and less, but he hasn't refused to go yet."

Hendricks said using appropriate adult day centers could extend the time that loved ones are able to remain independent
and live at home. This may ultimately help reduce costs because Alzheimer's patients may need nursing home services
for a shorter time.

"This is a very serious situation that many people are in," Kass said. "Just going to this day center isn't going to be enough
in the long run."

Please call the Midlands Chapter at 402.502.4300 for a listing of local facilities.
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Seniors Look Out For Each Other in Local Companion Program
By Sean Beckwith and Barry Glynn

"I couldn't get her to do anything - she repeated things and would wander off," said Ruth Dietz, a senior care companion
who provides in-home care for a woman with Alzheimer's. "Seniors suffering from dementia do not want to leave their
homes."

Sometimes they can't leave their homes, especially if they can't drive or become confused in strange places. Life can be
pretty lonely, and that's where Dietz comes in.

Dietz is one of about 70 senior citizen companions in the Omaha area who are part of the Senior Corps Program, which is
federally funded and locally sponsored by the Eastern Nebraska Office on Aging (ENOA).

"The goal is to provide respite care - trying to help keep them at home," said Mary Parker, the coordinating manager for
the Senior Companion Program. "Together, the client and the companion work as a team to increase the chances of the
client staying in their home longer."

The companions must be over 60 years old, take an orientation class and participate in monthly and yearly training on
working with dementia patients. The Alzheimer's Association Midlands Chapter provides that training.

"It is non-medical, in-home care," Parker said. "Companions can't administer meds or do heavy household work like
shovel the driveway, but they can remind someone to take their meds and be an extra set of eyes and ears to read mail or
get groceries."

The program is strictly seniors taking care of seniors. Companions are typically paired with a senior who lives fairly close
so that companions don't have to drive all over the city.

"It is important that a client get up in the morning and have contact with people that feel like peers," Parker said.
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Companions provide a consistent service, usually visiting a client three times a week. They receive a small stipend of
$2.65 per hour and are required to work at least 20 hours a week.

"Clients with dementia need something to focus on - so | brought over some paint, and within two weeks she had done
quite a bit," Dietz said of her initially reluctant client. Dietz provided encouragement and supplies, and her client completed
a painting.

"The painting was of two deer with flowers all around it, and when she finished it, it was so pretty that we went to a thrift
shop and bought a frame," Dietz said.

Dietz said the client's son refers to her as a "guardian angel" and says the companion service she provides adds quality to
his mother's life.

To learn more about the Senior Companion Program, call ENOA at 402.444.6536. Parker can be reached at extension
246.
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Trish's Journey--Returning to Omaha Brings Diagnosi s and Reunites Friends
By Jason Sibson

Patricia Tuel was living in Albuquerque, N.M., reluctantly bouncing from job to job. She boasted an extensive resume that
included a career as a national sales assistant for KMTV, but in Albuquerque she found herself getting pink slip after pink
slip.

On paper, her qualifications would land her upper-level positions, but then something always seemed to go wrong.

Her willingness to work was never an issue, Tuel says, but it was becoming harder and harder for her to perform tasks
that were once so simple. "I'd get so frustrated with that, and | thought 'this is not like me," but | didn't know what was
going on," she says. "Nothing was working like it should."

Tuel had Alzheimer's disease, but that wasn't the worst of it. The worst part was that she was completely unaware of it.

Six months ago, an Omaha doctor at the end of a long line of physicians finally diagnosed Tuel, now 51, with young-onset
Alzheimer's. The doctor estimated Tuel had been living with the disease since her mid-40s. After half a decade of
bafflement and self-ridicule, someone was finally able to tell her what was wrong.

"When we finally figured out what it was, it made sense," Tuel says. "It's been a long road."

Since moving back to Omaha, Tuel has been reunited with her support group. Her younger sister, Lori, does the dirty
work.

"She takes care of all my bills and keeps track of my student loans," Tuel says. "She keeps all my paperwork together,
and she takes care of the money that I'm getting through Social Security."

Then there's Shelli Shore.

The women first found each other in seventh grade. Two years ago, following Tuel's troubles in
Ibuguerque and the death of Shore's husband, they found each other again. As Tuel's
roommate for the past two years, Shore has seen first-hand the unmatched perseverance of the
godmother of her children.

She's seen how, through it all, the friend she calls Trish has remained upbeat and active. Tuel
~ finds inspiration in the photographs she takes. Entertainment comes easily for the friends,
lespecially with help from the six dogs living with them. Ninety-five percent of the time, Shore
says, Trish is just Trish.



But Shore's concern is with the other 5 percent - a percentage she sees increasing every day. As her best friend's
condition worsens, Shore is not sure they'll have the resources to handle it.

"She's getting to the point where she's angry now," Shore says. "I don't know if that's part of the whole process of
Alzheimer's, and | don't know if there is anything out there for counseling to help somebody to understand the process of
what they're going through so everything isn't a surprise.

"She's losing things all the time," Shore adds, "but there's so many things she can hold on to."

As Shore seeks help, Tuel remains positive. Tuel latched on to photography as her hobby of choice since she's returned
home and dazzles friends and family with her photographs. Shore is determined to show the world what her friend is
capable of capturing in a snapshot, and she recently entered Tuel's work in a photography exhibit sponsored by Olive
Garden, Shore's employer.

Clearly, the onset of Alzheimer's disease well before her 50th birthday and the tormenting years before the diagnosis
weren't enough to stop Trish from being Trish...at least 95 percent of the time.

"I consider myself a pretty happy person,” Tuel says. "Even though I've got this, I'm not letting it hold me back. I'm still
doing things | like to do."
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Driving with Alzheimer's: Knowing When It's Time To Hand Over The Keys
By Noelle Lynn Blood and Kelsea Kult

Driving requires quick reactions, close attention, good judgment and the ability to recall and follow the rules of the road -
all skills that pose problems for people with Alzheimer's disease.

Those with young-onset Alzheimer's face special challenges when they lose driving privileges at a relatively young age.
But a person behind the wheel that's been diagnosed with Alzheimer's puts his or her entire family at risk for litigation.

Kathy Majeski's husband, Mike, was diagnosed with young-onset Alzheimer's in
March 2008.

"He went in for a seven-month check-up after (the diagnosis) and the doctor did
a battery of tests for him," Majeski said. "I'd been concerned about it because
at the Alzheimer's meeting it had come up about driving. | had been wondering
about the liability issue.

"If you have a diagnosis of Alzheimer's, and you drive and you get in an
accident," she said, "the liability is worse. It's very severe."

There have been cases in which drivers involved in car accidents caused by
people with Alzheimer's disease sued not just the person and his or her spouse, but also their children. Anyone in the
immediate family who knows of the diagnosis can be held liable.

"I had this feeling," Majeski said. "So we asked the doctor and he said, 'Well, has he had any problems?' And | said, 'Yes,
| notice there's a difference in his driving from when he was normal to now.' He's slower in his reflexes.

"The doctor said, 'If you feel concerned and he feels like he is less than alert, anything could happen and then you're
faced with this liability issue,' " she said. "It sets a precedent in the courts."

People with Alzheimer's, particularly those with young-onset, may feel frustrated or threatened by the perceived loss of
freedom or independence. The transition from driver to passenger can be eased by actively including the person with the
disease in the decision to stop driving. If the person is still in the early stages, weaning off driving can be helpful. Such
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steps as driving shorter distances, driving on familiar roads and avoiding driving at night and in inclement weather can
help ease the transition.

Another solution for those who are still in the early stages of Alzheimer's is public transportation. Some taxi companies
allow families to set up accounts so a person with Alzheimer's can have easy access to transportation without worrying
about payment.

And sometimes a family member, neighbor or caretaker can drive.

Majeski is the family's driver for the time being, she said. She is grateful that her husband,
Mike, does not feel like he is losing his freedom as a passenger. "l know a lot of men, like
my father, who is 92 years old - he refuses to give up driving even though he really should
not be driving," she said.

"Getting the car keys away from him would take a court order. But my husband, he says,
'I'm just as willing to sit and let someone else drive, sounds good to me.™

"So he's not the kind of person that cares that much. He only cares if I'm more stressed
because I'm having to do it all,” she added.

Throughout their 35 years of marriage, Majeski said her husband did all the driving. With his diagnosis, their roles
reversed, and she said learning directions and how to get around has been a positive experience for them.

"We've both learned to do a better job and | know where | am now, where I'm going and what the directions are," she said.
"I've had to drive and | know eventually | will have to do all the driving. That's a fact, unless there's a miracle cure for
Alzheimer's and he suddenly gets better. But if it follows the pattern it has been following these past years, we both know
I'll eventually be doing this anyway.

"That's the situation we're in now, and he's OK with it." Majeski said.
For those questioning whether their loved ones should be driving, Alegent Health provides a Driver Rehabilitation
Program through Immanuel Hospital that evaluates an individual's ability to drive safely.

The program is open to those over 15 years old who meet state driver's license requirements. Therapists work with drivers
to evaluate their medical history, visual and perception skills, reaction time, cognition, transfer skills, basic driving
knowledge and adaptive equipment needs, according to Alegent's Web site.

Following initial assessment, therapists then make recommendations for individuals as to whether it's safe to continue
driving.

"There's probably a lot of people on the road [without Alzheimer's] who shouldn't be driving," Majeski said. "But the thing
is, all it would take is one accident [for Mike] and somebody saying, 'OK, I'm going to sue the pants off you and all your
family." It's not worth it. It's not worth the worry, and it's not worth putting us all in jeopardy.

"For what?" she said. "Just to drive?"

For more information regarding Alegent's Driver Rehabilitation Program, contact the Immanuel Rehabilitation Center at
402.572.2295.
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Safe Return Home Program Gives Individuals and Care  givers Peace of Mind
By Alee Cotton and Jordan Haselhorst

A busy, crowded mall. A grocery store. A park on a sunny day. Typical, everyday places, right?
Not if you are caring for someone with young-onset Alzheimer's disease. You can turn your head for a moment and
realize that your loved one is no longer by your side. Suddenly, that friendly mall becomes a dangerous place.

Caregivers of patients with young-onset Alzheimer's understand the fear and panic that set in when a loved one wanders
away. In response, MedicAlert and the Alzheimer's Association have combined forces to offer the Safe Return Home
program.

Safe Return Home is a national emergency response service that's available 24 hours a day, seven days a week. It is
specifically designed to help caregivers when a loved one wanders away.

"This program is important because six out of 10 individuals with dementia will wander or become lost," said Clayton
Freeman, program director of the Midland's Chapter of the Alzheimer's Association. "Wandering can be dangerous, even
life threatening.”

The program utilizes a bracelet, much like diabetics wear, which contains personal information about the individual and
the 800-number of the Safe Return Home database. Caregivers and patients each receive wallet cards with the 800-
number.

If someone wanders away, the caregiver can call the hotline, which activates a local support system that notifies local law
enforcement and surrounding Alzheimer's chapters. Police officers or even strangers who see someone wandering can
get the 800-number from the patient's bracelet and call into the system. Someone then notifies the caregiver as to where
his or her loved one is.

"Some folks don't have the ability to speak," social worker Diane Hendricks said. "They might wander from a store into the
parking lot. Locally, people have been getting this service, especially if their loved one has a problem with wandering."

Safe Return Home is available for an initial membership fee of $49.95. A $25 fee maintains the service on a yearly basis.

Caregivers worried about something happening to them can get a bracelet to wear that indicates they are a caregiver with
a loved one at home who needs attention. An extra bracelet costs $25.

To sign up or learn more about the program, visit MedicAlert's Web site at www.medicalert.org/safereturn or contact the
Alzheimer's Association Midlands Chapter at 402.502.4301.
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