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How to Be a
Resilient Caregiver
Ideas, Information and Resources
For Healthy Caregiving

Note: How To Be a Resilient Caregiver is a reference guide, and is intended for use
throughout the caregiving experience. Please do not be intimidated by the scope of
content provided in the manual. The information is designed to be relevant and
applicable to the changing needs of the caregiver and the person receiving care over an
extended period of time. Use the Table of Contents as a guide to the information that is
pertinent for specific issues and situations.
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Caregiver Self Assessment
Answer the following questions to see if
you are a caregiver.
Does someone you care for need help with:
• Maintaining normal activities?
• Housekeeping or home maintenance?
• Grocery shopping?
them,
• Transportation?
imper
• Bill-paying or personal finances?
• Staying in touch with friends?
• Preparing or eating meals?
• Medications?
• Dressing or bathing?
• Getting around the house?
• Remembering things?
• Hiring or supervising an in-home care worker?
• Arranging for moving to a long term residence
like a nursing home?
If you answered “yes” to any of these
questions you are a caregiver.
Who is a Caregiver?
A caregiver is anyone who shares responsibility
for another person’s health, well-being and
safety over time, no matter where they live.
The individual needing help can be a relative,
friend or neighbor. Maybe you help out occasionally
with small tasks such as grocery shopping or going
to the doctor. Or, you might be helping someone
who needs around-the-clock care. The person
receiving care can be as close as your living room,
or as far away as a long distance phone call.

In all these situations, you are a caregiver!

Pima Council on Aging

Primary Source for assisting older
citizens, including caregivers

790-7262
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Why Don’t More Caregivers
Get Help?
Most caregivers identify themselves as a
spouse, daughter, sibling, friend or
neighbor of someone who needs help,
not a “caregiver.” They have a
relationship with the person who needs
so the term “caregiver” seems
sonal. But the demands of
caregiving can become difficult and
stressful. There are other reasons
caregivers may not seek help:
• Family and social values – Were you
taught that taking care of someone
is what is expected of you, and you
shouldn’t get help from “outsiders?”
• Guilt – Are you worried that your loved
one will be upset if someone else
takes your place while you take a
break?
• Safety – Can others be trusted to take
good care of the person receiving care,
especially if the individual is confused or
immobile?
• Fear – Are you afraid to admit you are a
• Cost – Are you worried that paying for
outside help will cause financial hardship?
Caregiving has a negative impact when
you the caregiver, become exhausted,
overwhelmed or resentful.

Get help before you get to this
point.

Pima Health System &
Services

Caregiver Education & Support
Program

243-8352

The program is a partnership between the Caregiver Consortium and Jewish
Family and Children’s Service through a United Way of Tucson and Southern
Arizona grant funded collaboration. This collaboration provides education,
support and resources to family caregivers in helping seniors remain at home.
Goals
Help individuals caring for an older person understand the scope and impact of
caregiving so they can identify themselves as caregiver;
Provide them with resources to community services that improve the well-being of
the caregiver and the person receiving care;
Make resources readily available and accessible to busy caregivers
Activities
Informational presentations and educational workshops on caregiving are available
to interested community, health care and business organizations and family
caregiver throughout the Tucson area
Distribution of brochures and materials that highlight caregiver assistance programs
and provide specific contact information
Development and distribution of the caregiver resource manual, How to be a
Resilient Caregiver – Ideas, Information and Resources for healthy caregiving
Set up and maintain caregiving “resource stations” in the work place, health care
providers, faith communities, neighborhood and senior centers and other
community locations
For educational brochures, a caregiver manual or information about how to
arrange an educational presentation, please contact:
Deborah Crowder, Program Assistant at 795-0300, ext. 210 or by email at
deborahc@jfcstucson.org
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Resiliency – How To Thrive in Uncertain Times
By Jan Sturges, M.ED., LPC
We now live in a post-911 world – an event that changed our per ceptions, our world,
forever. We are learning to live with more uncertainty about our senses of safety, the
economy, the occurrences of natural di sasters and our knowledge about what the
future will bring. On any given day, we do our best to believe t hat ultimately, th e
glass will remain at least half full and not half empty – even when we are discouraged
by the stressors of every day life. In spit e of how we see ourselv es as we attempt to
recover and “rise to the occasion” of life’ s circumstances, our challenges have made
us stronger, have offered us the opportunity to savor the moment of each day more
fully. And, if we are smart, we have lear ned to appreciate, or at least be mindful of
our relationship with family, friends an
d other colleagues. We are practicing
serendipity – we are shaping adversity into inspiration.
Caregivers practice serendipity all the time . They already understand what it’s like to
live every day with uncertainty, to be persistent in the face of exhaustion or worry, or
to appreciate the intimacy that can occur whil e paying attention to everyday details of
providing personal car e to the one for whom t hey giver constant care. It’s the ability
to ‘get up and dust yourself off’ after the da ily pitfalls of caregi ving that creates the
strength not just to exist, but to create an environment in which there is room to thrive
0 for a few minutes, a few days, a few year
s. It’s creating q uality, not quantity,
regardless of the circumstances. Sometimes it’s just ‘being’ instead of ‘doing.’
This is also resiliency – that ‘bou nce back-ability” to achieve yo ur personal best as a
result of difficult times – not in spite of them . An inherent trait of resilient people is
the ability to stay focused, centered on t he task at hand, and to respond, not react, to
changing circumstances – in effect, to
embrace change inst ead of res isting it.
Caregiver can face this kind of change regul arly because the well being of their care
recipient or loved one may be continuous ly altered as their health changes, and
everyone may be facing the grief of incremental losses all along the caregiving path.
Deepak Chopra tells us that ‘the wisdom of uncertainty’ is a source of growth,
understanding and ac ceptance. We may not enjoy the trip sometimes, but it’s the
outcome of the caregiving ex perience that can create heali ng for everyone involved.
Even if we know that our mo ther, wife, brother, friend is not going to ‘get better,’ or
that we may never res olve all our differences, or that caregivers and those they care
for have to make sacrifices to accomm odate their needs, we can still maintain a
posture of resilie ncy. We can e ventually a chieve a s tate of resolution, h ope and
healing. Because healing does n’t mean being di sease free. Healing isn’t a state of
perfection, it is a state of “becoming” acknowledging , balanc ing and integr ating our
body, mind, emotions and spiritual life.
So, how do we achieve balance when we ar e busy, busy, busy with overwhelmin g
day-to-day tasks in addition to t he pressures of the world-at-large? Let’s look at
some traits and behaviors of resilient people. Resilient people are:
• Self aware and self acc epting – They m aximize their personal assets and
accept their faults with shame; they are self-reflecting individuals.
4

Self Relia nt – They take resp onsibility f or their b ehavior a nd are actionoriented.
• Self disc iplined – In s pite of the rigors of daily living, they maintain a regular
schedule of work, meal, exercise and sleep time whenever possible.
• Flexible/adaptable – They adjust rapidly to changing circumstances, absorb
and assess information accurately, and ar e able to balance the discipline of a
regular sc hedule with mitigating circumst ances so t hat they do not become
resistant or rigid. They view change as an opportunity.
• Emotionally intelligent – They experi ence a full ra nge of emotions, whether
pleasant or unpleasant, and are able to expr ess their feelings in a manner that
improves the exchange of comm
unication and under standing between
individuals, or resolv es a problem.
They are asser tive (maintain personal
boundaries) without being aggressive (violate others’ boundaries).
• Problem-solvers – They are able to balanc e process wit h outcome. They can
define a pr oblem, generate i deas to addres s it, implement the best of thos e
ideas and evaluate the outcome.
• Tolerant – They are able to ac cept unfairness in the world without casting
blame.
• Fun-loving/playful – They can find humor in most situations.
• Spiritual being – They have a sense of belonging, or r elationship to the world
around them and are able to balance altruism with self-fulfillment. They find a
strong sense of purpose in all their activities.
•

And most importantly, resilient people exercise integrity – their behavior is c onsistent
with their v alues. They develop a good emot ional opinion of themselves and they
live “from the inside o ut” by practicing the traits listed above. This enab les resilie nt
people to believe in the po
ssibility of a good outc
ome no matter what the
circumstances. They come to understand that persistence is the better form of valor.
People develop hardy personalities by responding with the wisdom to great obstacles
and turning them into opportunities.
Author Richard Bach refers to serendipity when he says, “There is no such thing as a
problem without a gift for you in its hands.” This is the hear t of resiliency for most of
us who are, or have been, caregivers. Our goal is to rise the challenges of caregiving
without denying the full spectrum of all its difficulties and delight s and to believe that
our caregiving relationship has benefit –
both for ourselves and for the person
receiving c are. Whenever we involve ours elves in the life of an other person who is
vulnerable, we are on hallowed ground.
Sources
Chopra, M.D., Deepak, Ageless Body, Timeless Mind, Harmony Books, New York,
1993.
Sapolsky, Robert M., Why Zebras Don’t Get Ulcers, W.H. Freeman and Company,
New York, 1999.
Siebert, Ph.D., Al, The Survivor Personality, A Perigree Book by the Berkley
Publishing Group, New York, 1996.
Seaward, Ph.D., Brian Luke, Managing Stress – Principles and Strategies for Health
and Wellbeing, Jones and Bartlett Publishers, Sudbury, MA, 1999.
Weil, M.D., Andrew, Spontaneous Healing, Fawcett Columbine, a division of Random
House, New York, 1995.
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Quick and Easy Relaxation Techniques for Caregivers
Jan Sturges, M.Ed., LPC
Caregiving Coordinator
University of Arizona
UA Life & Work Connections

Breathing
One of the best stress reducers and calming
techniques available to eac h of us is
something we do 24 hours a day without thinking abo ut it – breathe! However , the key
to breathing as a means of decr easing stress and improv ing performance is intentional
breathing. Breathing with purpose allows you to bec ome centered and focused, and
allows you to experience the timelessness of the present moment. Intentional breathing
improves blood flow, decreases your heart
rate and blood pr essure, and therefore,
increases life-saving circulation of oxy gen to all your cells. This, in turn, creates an
environment for self-healing. Here are some techniques for proper breathing:
1. Find a relaxing environment, if possible, and sit comfort ably with your eyes closed .
Make sure all extremities are uncrossed.
Sit up straight enough to give your
diaphragm room to expand.
2. Pay attention to the rhythm of your natural breathing, and te ll yourself to “let go of all
thoughts and feelings for now.”
3. Inhale through your nose to the count of four, hold y our breath for a moment, and
then exhale slowly through pursed lips to
the count of four. Breathing should be
slow, deep and regular.
4. Repeat this exercise several times until you begin to feel yourself “letting go.” You
may feel a slight tingling or warmth in y our hands and feet – a si gn that there is
increased blood flow to your extremities. It only takes 3 or 4 deep breaths like this to
return your body to a state of calm.

Body Scan (5 minute maximum)
1. This is a good technique to use whenever you need a quick stress-reducer.
2. Sit comfortably with your eyes closed. You are going to scan your body starting at
your head and going down to your toes to see if there is any tension. As you do this,
breathe slowly and deeply.
Keep the pattern regular.
Every time you exhale,
become even more relaxed. As you look at each muscle group, check to see if there
is any tension. If there is, just let it go. For example, check your forehead and eyes.
If you feel any tension, rel ease it. Say, “forehead let go,” or “eyes let go.” As you
progress through the muscle groups, periodica lly recheck your breathing to make
sure it is slow, deep and regular – relaxi ng even more with each exhalation. Go
through the muscle groups in the sequence listed above.
When you are finished, quickly r escan your body starting at the head and working down
to the feet. Wherever you spot tension, just release it.
Resources for Body Scan from J.M. Williams, Ph.D.
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TIPS FOR CAREGIVERS
The caregiver tips and suggestions l isted bel ow do not come from just one
source. They are pearl s of wisdom and practi cal suggestions that have
evolved from the collective experience of family an d professional caregivers
over time.
• Give yourself unceasing credit for w hat you are contri buting to the life of
the individual for whom you are prov iding care. Whet her or not you are a
caregiver out of love or obli gation, you are undoubtedly adding quality and
dignity to the person’s existence that might not otherwise occur.
• Keep track of your own physical and medical wellbeing. Avoid using drugs
and/or alcohol as a remedy, or as replenishment for fatigue.
• Avoid unrealistic expectations of yourself, the person for whom you are
caring, and others who assist with care.
• Whenever possible, get a minimum of six hours sleep a night.
• Take some time each day, if possi ble, to w rite down your thoughts and
feelings about caregivi ng i n a journal. Li st probl ems and successes as
well as the short-term and long-term goals. Keep them realistic.
• Develop and maintain regular, planned events that are pleasurable and
relaxing. Give you an opportunity for self-renewal.
• Never feel guilty about taking time for yourself, and enjoying yourself, even
if your loved one is unable to do so.
• Be prepared to reach compromises with your time and effort as well as
that of the person for whom you caring.
• Spend quality time with your loved one or the person receiving care.
• Learn one or two quick and simple
rel axation and self-affirmati on
exercises, and practice them daily. Ma king this commitment to yourself wi ll
benefit your care recipient , too. M aybe you can practice a relaxation
exercise together.
• Plan ahead by making sure that al l financial and legal documents are in
place including an estate plan/w
ill and testament or trust, advance
directives (living will and medical po wer of attorney), durable power of
attorney and insurance plans.
7

• Learn to accept help and to respect the fact that others may provide
assistance in ways that are di
fferent than yours. They may also
demonstrate care and concern differently.
• If you hire home care workers or re spite workers, supervise them enough
so that they are accountable without micro-managing them. Treat them as
part of the “team” that i s gi ving ca re – trust encourages people to do a
better job.
• Ask for other family members, friends
and professionals to help you.
Remember, you, your loved one and the peopl e who assist with caregiving
are part of the same team. Be speci fic and di rect in explaini ng what you
want them to do, or what you need.
• Seek out and cultivate at least one professional (mental health
professional or mi nister) who underst ands the impact of your caregiving
experience. Maintain regular contact with this person, and eval uate both
your challenges and your successes.
• Participate in a caregiver support group. You will discover that you are not
alone in this experience, and you will gain invaluable suggestions and
ideas from other caregivers.
• Allow yoursel f to find the humor in caregi ving, and seek ongoing contact
with friends and others who are upbea t, and who will list en to you when
you need a boost.
• If your loved one is mental ly and emotionall y capabl e, take a risk by
sharing some of your thoughts and feelings about what is happening in an
honest, but respectful way. Come to some agreement about each other’s
limitations as well as strengths.
Learn to share your fears, and most
importantly, learn to share your hopes.

Edited by:
Jan E. Sturges, M.Ed., LPC
Caregiving Coordinator
University of Arizona, UA Life & Work Connections
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Taking Care of the Caregiver

Learning How to Cope with Caregiver Burnout
When someone is diagnosed with cancer, the pati ent is not the only one affected. The
person responsible for care is also affected. Providing care for a loved one with cancer
can be very stressful. When caregivers don’ t attend to their own needs and allow other
pressures to take over, they lose the abilit y to continue to care for the loved one or
friend. This condition may be known as burnout.
Recognize the Signs of Burnout:
•
•
•
•
•
•
•
•

Irritability. You snap at people for small things; you lose patience easily.
Withdrawal. You don’t stay in touch with friends and activities like you used to.
Fatigue. You are constantly tired and exhausted.
Insomnia. You have a hard time getting to sleep, staying asleep, or sleep
restlessly.
Apathy. You feel numb and must force yourself to do routine caregiver tasks.
Appetite Changes. You eat more than you used to, or don’t feel like eating
anything.
Increased Substance Use. The only relief you can get is from alcohol,
drugs, or smoking.
Feelings of Guilt. You think you are not doing enough, or you feel resentment
for the amount of work doing.

What to Do:
In order to care for someone else, you must take care of yourself. Your mental and
physical health is just as impor tant as the patient’s, so it’s important to recognize your
limits. Be aware of how much you can do, as well as what you cannot do. You are
not super-human. Don’t feel guilty when you take time to re-energize yourself.
1. Exercise. Even if y ou do not have tim e for a formal workout, incorporate
exercise into your daily routine. For example, take a walk around the doc tor’s
office or hospital grounds during the patient’s appointment.
2. Eat properly. Many times caregivers are so absorbed in preparing patient meals
they neglect their own nutritional needs.
3. Read. For pleasure, or for information, reading can be a wonderful outlet for
stress and anxiety.
4. Get a massage. Many people t hink that they need to spend all t heir money on
medical bills and if t hey spend money on personal needs, they feel guilty.
Getting a massage may not be that expensive . Many major cities have massage
schools with low-cost student clinics.
5. Pursue hobbies. Don’t lose touch with the thin gs that gave you pleasure before
your loved one beca me ill. Whether it
is gardenin g, music, or art classes,
continue to do what brings you joy, even if it is less frequent than before.
9

6. Practice relaxation techniques. Whether it’s progressive muscle relation,
visual ima ge or deep breathin g, anyone can incorp orate these skills int o their
daily liv es. Many s tress management workshops and books are readily
available.
7. Keep a journal or diary. It’s helpful to use this as a way to keep track of
what you are going through and how you are feeling.
8. Tap into your support network. Don’t be afraid to ask for help. Many people
want to help but don’t know what to offer. Ask friends , relatives, neighbors, coworkers, or people in your church or synagogue to help out with some tasks.
9. Blow off steam. Go to the movies, go to dinner, have fun, play games. It’s okay
to escape and not focus all your energy on your loved one’s il lness. They want
you to be able to enjoy life.
10. Join a caregiver’s support group. Contact your local ACS to find the nearest
group. It’s important to connect with people who share similar experiences.
Further Information:
•
•
•
•

Preventing Caregiver Burnout by James Sherman, 1997.
When Someone You Love Has Cancer by DanaRae Pomeroy, 1996.
The Relaxation and Stress Reduction Workbook by Davis, Eshelman, and
McKay, 1995
Caregiver Survival Resources on the internet: www.caregiver911.com

ACS News Center stories are provided as a source of cancer-related news and are not
intended to be used as press releases.
Article date: 1998/06/11
Adapted from the American Cancer Society website www.cancer.org
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PATHFINDER; A Guide for Family Caregiving

Pima Council on Aging

INFORMED CARE PLANNING

helping older relatives or friends plan and make informed decisions about their future care
FREQUENTLY ASKED QUESTIONS ABOUT

HOW TO MAKE GOOD DECISIONS
As a family caregiver you willingly
offer your loved one comfort, sup port and assistance to
maximize their well-being. It is likely that your older relative relies on you and other family members
to help solve real-life everyday problems as well as plan for the future. In this role, it is important t o
identify pr oblems that may e xist, assess what may be nee ded a nd gather the m ost releva nt
information so that togeth er you and your r elative can make the best possible decision a bout their
current and future care.
I feel overwhelmed and at a loss. I think my loved one needs care beyond what I am
providing as a family caregiver. How do I begin? What are my options?
Caregivers as well as loved ones ca n feel an xious, worried and c onfused at times. Throughout
your caregivi ng j ourney you will want to adj ust to your changi ng needs as well as tho se of your
loved one. Although you recognize that you must take action and do “something”, it may be difficult
to actually do it. These “blocks” may prevent you from following through on what needs to be done
in a specific situation. Some suggestions for overcoming these feelings are:
• Try not to make important decisions while you are upset. Sometimes you must make a
decision immediately b ut often you don’t have to. If the situation requires an immediat e
decision it becomes impor tant to ha ve vital infor mation abo ut your lo ved one p repared in
advance, such as: date of birth social securi ty n umber, Medi care numb er, health insu rance
policy numb er, health c onditions an d allergi es, current medi cations, names and telepho ne
information when you and our loved one are in a cr isis situation will make a difficult situation
more stressful.
• Take time to sort things out. Try to make sense of the situati on, by asking yourself: “What is
really h appening he re?” It may be helpful to ma ke a list. Divide a pi ece of paper int o thre e
columns; in the first column identify the problems as well as your own limitations. In the second
column, list your relative’s needs and your ne eds as a caregiver. Then ide ntify where t o seek
information and a dvice i n the third c olumn. Al so, asking your self the following q uestions may
be of help:
o What are my relative’s wishes and preferences for their future care?
o Will my relative be willing to accept assistance from others (friends, family members
and/or professionals)?
o Who among family members and f friends will be able and willing to help? What type of
contributions can they make to the care of the loved one?
o Who among family members and friends is my relative most likely to trust?
o Is professional help needed? How do I match the help needed with my family care
situation?
o How much money is available to put toward the care needed?
o Talk over important problems with persons you trust. If you and your relative fee l
unable to pi npoint w hat you really n eed th en as k a friend, another family membe r
and/or seek professional advic e. You may know o nly that you feel stressed and unable
to handle the situation. If that is the case, call Pima Council on Aging (Ph: 790-7262)
and ask for the Car egiver Sp ecialist and/or the Car egiver Education and Sup port
Program (Ph: 243-8376 or 243-8377). Sta ff will help you i dentify the problem and
understand the care options that are available to you and your relative.
I lack the knowledge and confidence I need to help my relative make informed choices
about their care. I want to make sure I understand what is involved in the care planning
process.
Promoting good care planning means helping your loved one make better choices, solve
problems and improve their understanding of alterative care options. People make decisions based
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on a range of factors, such as: culture values and traditions, family relationships, friends
suggestions, emotions, attitudes, person characteristics, past experiences and perceptions.
Steps involve in the care planning process are:
o Become aware of and identify a problem: What it is and why it is happening?
o Search and gather information form vario us sources to help when consid ering support
services and pro grams. For examp le: pub lic libraries h ave numero us guides an d
pamphlets available for helping care givers select services and progr ams, computer
Internet Websites (computers for public use are available at all
local librarie s), and local agencies (i.e., Pima Council on Aging an d the Care giver
Education and Support Program) are very helpful. Also, talking with othe r people who
have had similar experi ences will help you determine what question to ask, identify
resources and other possibilities. Remember all questions are i mportant and you have
a right to information about all service providers.
o Evaluate care alternatives. Discuss possible alternatives with your lo ved one and other
family members. Once you ha ve narrowed the choices compare th em with w hat
matters most to your loved one (i.e., independence, comfort, costs, location).
o Choose a course of actio n and develop a strategy. You shoul d consider developing a
“back-up” plan in case your original strategy proves to be unsatisfactory.
o Evaluate the results and determine if a satisf actory solution was obtained. Did it meet
your goals a nd e xpectations? If not, ask yourse lf: Can you and yo ur rel ative live with
the results or do you need to make changes to better accommodate your relative needs
and wishes?
The care planning process may hel p you and your loved one make informed decisions about their
current and future care as well as gui de your selection and use of support services and programs.
Keep in mind, that by accept ing paid services, you ar e not replacing b ut only supporting and
strengthening the informal help currently provided by family and friends.

RESOURCES
Pima Council on Aging
8467 E Broadway Blvd.
Tucson, Arizona 85710-4009
Phone: (520) 790-7262 Phone:
www.pcoa.org
Caregiver Consortium
www.arizonacaregivers.org

Caregiver Education and Support Program
3950 S. Country Club Rd., Suite 3240
Tucson, Arizona 85714
(520) 243-8352
caregiver@pimahealthsystem.org
Phone:

National Association for Home Care
(202) 547-7424 or www.nahc.org

National Council on Aging
www.benefitscheckup.com

Family Caregiver Alliance
Phone: (415) 434-3388 or www.caregiver.org

Administration on Aging
www.aoa.gov/cargivers/default.htm

AARP LifeAnswers
www.aarplifeanswers.com

How to Research Care
www.caregiude.com
Click on: Featured Topics

Living Alternatives
www.careguide.com
Click on Living Alternatives

Eldercare Locator
www.eldercare.gov/

ww

Housing Options for Older Americans
w.aoa.gov/factsheets/housing.html.

National Adult Day Services Association
Phone: (202) 479-6682 (how to select a day program), www.ncoa.org/nadsa/guide_2_AD.htm or
(how to find a local day program) www.nasda.org

Prepared for Pima Council on Aging by the Arizona Center on Aging, the University of Arizona®
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Hands-on Skills for Caregivers
When you’re a caregiver, finding time to take care of your own physical needs is difficult
enough, but taking care of the phys
ical needs of someone else is even mor e
challenging. Assisting someone else to dre ss, bathe, sit or stand when a br ain disorder
such as Alzheimer’s disease requires special strategies.
The following five techniques can make taking care of a loved one’s physical
needs easier:

Approach from the front and Retain eye contact

When assisting someone phys ically, do not approac h him / her from behind or from the
side. This can startle and conf use the person in our care, leading t o increased levels of
agitation and / or paranoia. Instead, approach fr om the front. Touch the care recipient
on the shoulder, upper arm or hand, and tell them what’s going on. Use a calm voice to
walk him / her through the whol e process. For exam ple, “Okay, let’s stan d up. Good.
Next, we are going to…”

Elicit your loved one’s help

Even when frail, your loved one might be able to shift his / her weight or move his / her
arms or legs to mak e physic ally assisting t hem easier. Some exam ples are: “We’re
getting ready to stand now, Mom, so lean forward as far as you can,” or “Can you move
your leg, honey, so I can chang e the sheet?” A little help from them means a lot less
work for you.

Allow the person to finish what they’re doing

If, as a caregiver, you are running late, the
tendency is to hurry your loved one, too.
However, this rushed atmosphere is very di fficult for care recipients, especially those
who suffer from memory loss or brain impa irment. Though you may try to sound calm
and enc ouraging, it’s easy for lo ved ones to pick up our “anxio us vibes.” So, even if
running late, allow some time to finish the cu rrent activity before moving onto the next.
For example, “Mom, after you finish that last bite of cereal, we’re going to get you
dressed and ready to see your friends.”

Utilize the major bone and muscle groups

When phy sically assisting a lov ed one, pulli ng or supporting them by their hands or
arms is not only difficult, but may lead to in jury for you and them. Instead, utilize the
major muscle / bone groups.
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For example, when taking someone for a walk , stand directly behind and to the left of
him or her. Place your left hand on their left shoulder, and your right hand on their right
shoulder. In this way you are walking wi th your loved one in a comforting hug rather
than pulling or pushing them. And when turning someone in bed, utilize the large bones
in the hip and shoulder , and the large muscles in the legs . Pull them toward you wit h
your right hand over their hip
or at the knee, and your
left hand at their shou lder.
Finally, when pulling someone to a standing position, it’s best to use a transfer belt (one
can be purchased at any medical supply store for around twenty dollars).
Once they are sitting at t he edge of the bed or c hair, pu ll up on the transfer belt ,
“hugging” your loved one close, again, utilizing the large muscle groups in the shoulders
and back. Remember to keep your back st raight and to alway s change position by
moving your feet, rather than twisting at the waist. And before going home from your
next doctor’s appoint ment, ask for a referra l to an occ upational therapist, who can help
you develop your transferring skills.

Allow for Their Reality

Remember to accept your loved one’s realit y, even when assisting with a physical task.
If, for example, your spouse becomes shy bec ause he/she thinks that you are a sibling
and doesn’t want to get undressed in front of y ou, don’t force the situation. Try leaving
the room and coming back in a couple of minutes. Perhaps on the sec ond or thir d
attempt your spouse will recognize you and be am endable to your care. If all else fails,
consider the situation. Is it an emergen cy? Changing a loved one’s soiled garments
cannot be delayed. Howev er, if a care recipi ent is being difficult and doe sn’t want to
take a bath or wash his/her hair on a particula r day, that’s okay. Plan on do ing it at a
later time that day or the next day, when your loved one may accept your help.
Finally, don’t try to physically assist with caregiving unless you can. Injuring yourself will
not help the situation, and will often make your caregivi ng responsibilities that much
more difficult. If you f ind yourself in a nonemergency situation where you are unable t o
physically assist your loved one (for example, after, he/she sl ides from their chair to the
floor) call your local fire department and request a “fireman’s assist.” They will come to
your house and help you. If it is an emergency situation (where either you or your loved
one are injured), contact the paramedics by calling 911.
For additional information, contact FCA at (800) 445-8106.
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Guidelines for Better Communication
Communication with a lov ed one with a bra in disorder can indeed be challenging. Find ing
the right words and getting your point across are difficult under normal circumstances. This
difficulty is often compounded by your role as a caregiver. And altho ugh there are no easy
solutions, following some basic guidelines should ease communication, and lower levels of
stress both for you and for the care recipient.
1. Make Sure You Have Their Attention
Statements and questions made to adults with a brain impairment should almost always
begin with an id entifier. This doe sn’t nec essarily hav e to be the p erson’s n ame, but
should b e a comm on greeting u sed b etween the two of you (v ery often, a term of
endearment will work). For example, start a sentence with “Mom”, then pause. Wait till
you hav e her attention before continuing, especially if ther e is a gr eat dea l of
background noise. V ery often, it is difficult for impaired individuals to understand when
people are talking around them, or to them.
2. Speak at Eye Level and Enunciate
In add ition to gettin g the indiv idual’s attention, you a lso nee d to re tain that attention.
Before beginning even a short conversation, get to his or her eye level. If someone is in
a wheelchair or lying d own, pull up a chair. Be sur e to retain eye contact and try not t o
occupy yourself with other things while you’re engaged in conversation. Enunciate your
words so that each is differentiated from the other.
3. Use Simple, Direct Statements
When communicating, statements should be short and descriptive. Instead of, “Mom, I
would appreciate it is you finis h y our breakfast and got ready b ecause we’re r unning
late,” try, “ Mom, please finish up so we c an leave on time.” The latter may sound curt,
but it needn’t take an angry or frustrated tone. It is simply a direct way of communicating
your needs. An d be sure to use sentences containing short-action increments. Rather
than, “P lease take off your s hirt,” try “Ca n yo u he lp me unbutton th e front? ” “ Good.”
“Now can you pull your arm out of the sleeve?” “Thank you.” Etc.
4. Ask. Try not to Tell
Even wh en par enting us yo ur fo rmal role—you a re ta king c are of an a dult ch ild, fo r
example—keep in mind that you are still communicating with an adult. And most adults
like to be asked to do something, rather than told what to do. As such, utilize the three
magic wo rds: “can,” “will” and “ please.” “Can you stan d up so I can fix your dress? ”
“Will you sit in this chair?” “Please join me in the living room.”
5. Move Closer
If you ar e t alking t o a lov ed one and they can’t hear what y ou’re saying, try mov ing
closer to the person rather than raising your voice. Be respectful of a person’s “personal
space” (or distance at which she/he likes to communicate). B ut remember the ultimate
goal: making yourself understood.
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6. Talk around Difficulties and Use Gestures
Brain—impaired individuals have very often lost part or all of their “sensory repertoire”—
the sense of everyday things, people and places. If your lov ed one cannot remember a
person or place, tr y to avoid th inking or ex pressing n egative feelin gs that c onvey you r
frustration or worry. Instead, talk around the word by using a vague pronoun reference,
e.g. he, sh e or it. And us e (as well as lis ten to) ge stures. A p erson wit h a bra in
impairment might be tellin g your about a h ouse down the street, but may have lost the
word “house.” He may instead put the tips of his fingers together in the shape of a roof.
Suggest words that s eem a ppropriate and be rec eptive to feedb ack. If you truly get
stuck, focu s on the e motion be ing ex pressed. “It sounds like what yo u saw was
beautiful.”
7. Talk with, Rather than About
Persons with bra in impairment v ery often g et push ed to the side during co nversation.
People, ev en prof essionals, may feel unc omfortable about talking to an impa ired
individual because they’re sure what will b e understood. As a caregiver, make the care
recipient the focus of your co nversation. Enc ourage others to talk with yo ur loved one,
rather than about them. If someone continually refuses to talk directly to your loved one,
a gent le r eminder is a ppropriate. Addition ally, it is oka y for care givers to cov er mor e
technical questions with a professional before or after your scheduled appointment time.
8. Listen
A simp le p oint, but o ne not to b e ov erlooked. You kno w you r lov ed on e b etter tha n
anyone else: use t his to you r a dvantage. As a caregiver, very often your most
important role is as a listener. And listening can be done even if your loved one does
not speak; you can communicate your interest with as little as holding their hand.
9. Give Yourself Plenty of Time
Time, and the freedom to take your time, is a necessity. For example, allow an extra 15
minutes for travel, enough to assist your loved one getting to, from, into and out of th e
car. This is especially important if the care recipient is particularly resistive or hesitant to
participate in her o r his own c are (taking a sh ower, for e xample). T ry not to ge t into a
power str uggle a nd maintain yo ur oth er c ommunication skills. When brain-impaired
individuals are rushed they tend to get stre ssed. An d stress very often makes people
less amendable to care.
10. Try, Try Again
A little trite. But important nonetheless. If, a s a caregiver, you find yourself in a power
struggle with a loved one, it is okay to let g o. Co me back in fiv e minutes. If you are
assisting y our pa rent in going o utside, for ex ample, an d they resist putting o n a coat,
give in. Engage in an other activity for five or ten minutes, such as puttin g on y our own
coat, and then come back and try again. In that five or ten minutes, your loved one may
have forg otten why it was s o imp ortant to resist in putting o n a coat, and t hen com e
back and try again. In the five or ten minutes, your loved one may have forgotten why it
was so important to resist in putting on a coat in the firs t place, and may give in to you r
request.
To find out more about communication techniques, attend one of our workshops.
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Resolving Conflicts Related to
Family Caregiving
Introduction

As most fam ilies know “Conflict H appens.” Families invol ved with making decisions about the care
of an ad ult family memb er kno w stre ssful conflict can b e for the care pr ovider, ca re receiver an d
other family members. Conflict is n ot always a bad thing. Howe ver, th ose unpre pared for conflict
are not typically able to resolve it in a positive w ay. This fact sheet pro vides an o verview of areas.
This fact sheet provides an over view of areas of potential conflict t hat arise in family caregiving a nd
includes tips for resolving conflict when it occurs.

Areas of Potential Conflict
The easiest way to a void caregiving conflict is for a potential care receiver to plan in advance for the
following issues, including, but not limited to:

Healthcare decisions:
• Who should provide care?
• What care is needed?
• Who should make medical decisions?
Financial decisions:
• How should money be spent?
• How should investments be handled?
• How will concerns over “unwise spending,” etc. be handled?
Living arrangements:
• Where?
• With Whom?
• Who decides?
• How much independence / supervision is needed?
Communication issues:
• What information is needed or missing?
• Who had legal authority to access information?
• How will information be shared with those who need it?
Family relationship issues:
• How should the family deal with sibling rivalries, new spouse or companion, death of a spouse /
caregiver, other changes in the relationship?
Decision – making:
• Who should have authority to make decisions?
• What input (if any) should others have?
• How can decision makers obtain input from the care receiver?
Household care and maintenance:
• What options are available for ongoing services?
• What services are needed and how frequently?
Safety / risk taking / autonomy:
• What safety issues are identified?
• Is the level of risk understood and acceptable?
• What safety issues are identified?
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Respite care and support for caregiver:
• What services are needed to support the caregiver?
• What services are available locally?
• What resources are available or can be sued to pay for services?
Needs of other family members / caregivers:
• Are there competing needs of other care receivers such as dependent children or grandchildren?

Resolving Conflict

Sometimes it is hard to see anoth er person’s poi nt of view, particularly in family situations whe re
strong emotions are at play. The following tips can help address conflict in a positive way and stop it
from escalating.

Plan a time to talk things over and set an agenda:
• Focus agenda on the issues that are causing conflict.
• Keep the agenda focused. Don’t discuss to much in one meeting.
• Set additional meeting for other issues if necessary.
Practice good communication skills:
• Clearly say what is important to you and why you feel that way. Use “I” statements to explain
how you feel and why.
• Speak for yourself and let others raise issues of importance to them.
• Separate the problem from the problem. Look at the problem objectively and try to avoid
assigned blame.
• Focus on interests (WHY someone feels, believes or wants a certain thing?) Rather than
positions (WHAT someone feels, believes or wants).
• Focus on how things might work in the future. Don’t dwell on past problems.
• Try to respond to one another in a way that is not defensive and hostile. (This can be hard!)
Practice “active listening” techniques:
• Let everyone speak with interruption.
• Listen to what they are saying is important to them.
• Repeat back what you thought was said to be sure you understand how others are feeling.
Try role reversal:
• Ask family members to pretend they are another family member who has the opposite view.
Then ask them what their interests are and why they feel as they do.
Gather needed information:
• Is more information or resources needed to make a decision?
• Figure out where and how to get the information.
• Who will get it and how will it be shared?
• Schedule an additional “meeting” if necessary, after everyone has reviewed the new information.

Involve a Mediator

When families are unable to resolve caregiving problems on their own, it may be useful to involve a
trained, neutral third party such a mediator. A mediator can provide a confidential, private setting in
which everyone’s concerns can be heard and addressed. Mediators use a process that is fair and
unbiased, and allow the participants to make decisions about the outcome.
Information provided in this fact sheet was adopted from materials submitted by the Center of Social
Gerontology, Ann Arbor, MI. For more information, visit their website at www.tcsg.org.
AoA recognizes the importance of making information readily available to consumers, professionals,
researchers, and students. Our website provides information for and about older persons, their families, and
professionals involved in aging programs and services. For more information about AoA, pleas contact: US
Dept. of Health and Human Services, Administration on Aging, Washington, DC 20201; phone: (202) 357-3560:
Email: aoainfo@aoa.gov; or contact our website at www.aoa.gov.
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Caregiving and Sibling Relationships: Challenges and Opportunities
Your mother has been diagnosed with dementia and it is clear that she can no longer live alone. You feel
an assisted living facility is the best care option, but your bother disagrees. Every conversation you have
with him seems to lead to confrontation and hurt feelings….
Providing care for an aging or ill parent can bring out the best and the worst in sibling relationships.
Ideally, the experience of caregiving is a time for siblings to come together and provide mutual support to
one another. However, as a stressful transition, the pressure can also lead to strained connections and
painful conflict.
One major source of sibling friction is the legacy of family dynamics. Invariably, the demands of
caregiving bring out old patterns and unresolved tensions. Past wounds are reopened and childhood
rivalries reemerge. It is not unusual for adult children to find themselves replaying their historical roles in
the family, recreating old dynamics of competition and resentment as they vie for mom’s attention and
affection.
Another conflict can arise when one sibling is in denial over a parent’s condition. Adult children who seem
unable to accept the reality of a parent’s illness and refuse involvement may be protecting themselves
from facing a parent’s eventual death and their own loss. More active siblings may react with bitterness
and anger.
Most often though, discord surfaces from the unequal division of caregiving duties. Generally, one sibling
takes on the primary role of caring for a loved one. This may be because he or she lives closest to a
parent, is perceived as having less work or fewer family obligations, or is considered the “favorite” child.
Regardless of the reasons, this situation can lead the overburdened caregiver to feel frustrated and
resentful and other siblings to feel uninformed and left out.
Resolving these conflicts can be challenging. But ignoring the difficulties in a caregiving situation can
create greater challenges. Ultimately, strained family relationships can impede a family’s capacity to
provide the greatest quality of care to a parent. How can families come together in caregiving? Here are
some suggestions:
•
•
•
•
•
•
•
•

Express your feelings honestly and directly. Let your siblings know their help is both wanted and
needed.
Keep family members informed regarding a parent’s condition.
Be realistic in your expectations. Allow siblings to help in ways they are able and divide tasks
according to individual abilities, current life pressures and personal freedoms. Assistance with
errands, finances, legal work or other indirect care may be the best option for some family members.
Express appreciation to your family for help they are able to provide.
Accept siblings for who they are and expect differences of opinion.
Try to respect other’s perceptions and find opportunities to compromise.
If communication is particularly contentious, arrange a family meeting that includes an outside
facilitator, such as your FCA Family Consultant, social worker, counselor, religious leader or friend. A
trusted outside party can ensure that everyone’s voice is heard.
If siblings are unable to help with care, seek other assistance to provide a respite for yourself. Call
you local Caregiver Resource Center, Area Agency on Aging, Senior Center or other community
resource to locate help.

Try to forgive family members who continue to refuse to get involved in a loved one’s care. The only thing
we have control over in a situation is our reaction. Attempt to work through your negative emotions to take
care of yourself and move forward. For more information, call FCA at (800) 445-8106.

http://www.caregiver.org/caregiver
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Setting Limits: Just How Much Should
We Do for Our Parents?
By Dale Arkins, May & June 2005

A noted family psychologist tells how to strike the right balance between doing too much for your
parents—and not doing enough
DO Separate Needs From Wants
There’s a chasm of difference between a crucia l need pare nts may have (food, clot hing, shelter,
and basic kindness) and something they want (two-hour visits every day, your kids t o be quiet a t
the table, a bigger condo in Boca Raton). One of my clients developed a stock answer when h er
father calle d from the nursing ho me to tell h er he “needed” expensive cigars and single-malt
scotch. “Da d, do you have any req uests that d on’t require me to bring things that are bad for
you?”
DO Face Your Fears
Parent’s de mands can trigger elemental fears—the looming specter of their mortality, the scary
knowledge that a parent’s decline br ings us a st ep closer to our own old age. But only by facing
fears can we defuse them and put ourselves back in control.
A client’s mother was a well-known academic r eaching 80 and blind. T he client fo und herself
shutting down emotionally.
One night she simply came out wit h it: “Mom, t he truth is t hat I’m accustomed to you being th e
rock in my life and I get scared that you aren’t th at right now.” Her mother was relieved. Now sh e
knew why her daughter had been so cold. Be st of all, the admission h elped the m other regai n
some sense of independence and personal value.
DO Pack Your “Baggage”
Often parents’ demands create extreme feelings of guilt about the time s we’ve hurt them—and
resentment about the times they’ve returned the favor.
Jeremy, a photographer, resented the nightly calls from his father, a retired stockbr oker in his late
70s who wanted his son to know all the moves he had made that day in his own small investment
portfolio.
Jeremy angrily interpreted this as d istrust because he had b een irresponsible until he turned 30.
But as the family’s therapist, I discovered that the reason t he father called was simply to connect
with his son. When the son realized he had misinterpreted h is father’s intentions, he was able to
enjoy the calls.
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DO Say No—but Gently
It’s not easy—especially when we’re faced with a request we’re not pre pared to argue against. It
can even take practice:
Enlist a spouse or friend to act out
a scenario in which your parents make an u
nreasonable
demand. Write dialogue out in advance, supplying y our helper with a list of your parents’ usua l
defenses. Formulate responses to all their potential harangues. Example: “Dad, I know how
much your freedom and mobility mean to you, a nd I’ll try to be as availa ble as possi ble to ta ke
you places, but I cannot allow you to drive anymore.”
DO Make Fun a Priority
Many people mistake q uantity for q uality when it comes to spending time with their parents. I
would argue that it ’s b etter to spe nd less time with them and make sure those hours are tr uly
satisfying. Plan activities that will bring you together as human beings. If possible, hi re caregivers
for routine chores; save your own time and energy for more meaningful interactions. Join a boo k
club with yo ur mom, escort you fat her to an exhibit of Civil War memorabilia. If they are not able
to get up and about, find audio books that you can listen to together.
DON’T Settle Old Scores
No matter h ow neglectful or cruel y our parents were when you were a child, the ir dotage is not
the time for payback. Showing them compas sion and re spect, whet her or not you feel they
deserve it, is a mark of adulthoo d and dept h of chara cter. Exampl e: “Dad, I still find you
frustratingly unable to show me the love you say you have for me, but I’m going to hug you
when I see you because you mean a lot to me, regardless.”
DON’T Let Others Set the Agenda
If your friend cocks an eyebrow at the news that you’re bringing Mom home (or moving her
out), try this mantra. “No one else’s judgment matters.” Trust your instincts. Only you know
how much you can take—and give. If the busybodies don’t come around, maybe you should
find more empathetic friends.
DON’T Treat Them Like Babies
Too many people believe the cliché that parent-child roles are automatically reversed as our
parent’s ag e. I strong ly disagree. Caregiving should not be confused with parent ing; preserving
your parents’ independ ence and di gnity is perhaps t he most important job you will have at this
stage in their lives. A g reat way to break this cycle is to figure out something they can do fo
r
others—it could be as simple as helping your
kids do t heir homework—and thus give new
purpose to their lives.
DON’T Shirk Your Share of the Work
Family dynamics tend to build to a fever pitch when the care of an aging parent is involved.
While it’s true that some siblings may be more suited to the task than you, don’t assume they
are okay with the situation. Ask them periodically how they feel about it. And remember, there
is plenty you can do from afar—researching a medical procedure on the Internet, subsidizing
home care, and sending care packages.
DON’T Mistake Money for Caring
People who confuse th e two often come from families in
which money was a de fining issue.
Nobody is too old to change, and it is likely that even those parents who seemingly valued
money abo ve all else will appreci ate outward expressions of love. One man thought he was
caring for his mom b y h aving his assistant figur e her taxes. But what she really needed, more
than tax expertise, was personal contact with her son.
Psychologist Dale Atkins is the author of I’m OK, You’re My Parents (Henry Holt and Company.
2004)

http://www.aarpmagazine.org/family/caregiving
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Changing Places:
Should Your Parents Move in with You?
Lisa’s mother, Ruth, has been living alone since her father died five years ago. Ruth has
been active at church and eats lunch at the local senior center a couple of times a
week. Lisa does the food shopping, takes Ruth to doctor’s appointments and has her
over to her house for dinner, usually once a week.
Lisa has begun to notice, however, that when she is at her mother’s house, it is not as
clean as it used to be. Several times lately she’s noticed a pile of dishes and a burned
saucepan in the sink-something her mother would never have done before. The other
day she saw a bright green envelope on the dining room table, which was a notice that
the utility bill had not been paid.
Slowly, Lisa begun to think that her mother may have problems with her memory, and
may not be able to live safely at home alone any more. Having always been close to her
mother, she had assumed that her mother would eventually come live with her. But now
Lisa has to think about what that would mean.
Making the decision to move a parent into your home is not necessarily as clear-cut as
it would seem. A number of situations and questions arise that need addressing. FCA’ s
Family Consultants suggest that it is helpful to consider these issues before the move is
made:
Relationships







How will I talk to my mother about moving?
How do my spouse and children feel about moving mother into our home and
how will it change our lives together?
What things will be easy for us to negotiate in living together and what things
will be hard?
What are the limits of my ability to care for mother at home and if I have to put
her in a nursing home?
Will her friends come to visit her at my house or will she be dependent on me
for all her socializing?
What are my needs for privacy and alone time?

Adapting Your Home




22

Where will mother sleep-in my daughter’s room, convert the den, build an
addition?
What assistive devices do I need-grab bars in the bathroom, raised toilet seat,
ramps, etc.?
Does mother smoke or drink and will that be a problem for me?
Does mother have a pet that will be coming with her and how will I cope with
caring for it?

Money




What will the financial arrangement be? Should I charge rent? Will I have
expenses for her to cover?
How will my sibling feel about the financial arrangement?
Will my work situation have to change, and if so, how will I cover the bills?

Time




Will mother need care during the day, and if so, how will it be provided?
How will I juggle my job, childcare responsibilities, marriage and taking care of
mother?
When in my day will I be able to make the phone calls needed to make
arrangements for mother?

Personal Care





How comfortable am I with helping mother bathe or changing an adult’s diaper?
Do I know what to expect over time as mother’s condition changes?
How is my health and will I be able to take care of myself as well as my mother?
Am I willing to accept respite care to get a break?

Every family situation is different. If you are facing these questions, a Family
Consultations with one of FCS’s professional staff can help you sort out the pros and
cons of such a move and provide information and resources to make things easier for
you and your family. Call us at
(800) 445-8106.

http://caregiver.org/caregiver
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Fact Sheet: Caregiving and Depression
Could th e s adness, lon eliness or a nger yo u fe el toda y be a w arning sign of dep ression? It’s
possible. It is not unusual for ca regivers to devel op mild or more serious depression as a result of
the constant demands they face in providing care.
Caregiving does not cause depression, nor will everyone who provides care experience the negative
feelings that go with depression. B ut in a n effort to pr ovide the best po ssible care for a family
member or friend, caregivers often sacrific e th eir own ph ysical and emotional ne eds and the
emotional and physical e xperiences invol ved with providing c are can strai n even the most capable
person. Th e resulting fe elings of an ger, anxiety, sadness, isolation, ex haustion—and then guilt for
having these feelings—can exact a heavy toll.
Everyone has negative feelings that come an d go over time, but whe n these feelings b ecome more
intense an d leave caregi vers totally drained of e nergy, cr ying frequently or easily a ngered by th eir
loved one or other people, it may wel l be a warning sign of depression. Concerns about depression
arise when the sadness and crying don’t go away or when those negative feelings are unrelenting.
Unfortunately, feelings of depre ssion are often seen as a sign of weakness rather than a sign that
something is out of bala nce. Comments such as “s nap out of it” or “it’s all in you r h ead” are n ot
helpful, and reflect a b elief that mental health c oncerns are not real. Ignoring or
denyin g yo ur
feelings will not make them go away.
Early attention to symptoms of depression through exercise, a healthy diet, positive support of family
and friends, or consultation with a trained health or mental h ealth professional ma y help to pre vent
the development of a more serious depression over time.

Symptoms of Depression
People e xperience de pression in different w ays. Some may feel a g eneral low-le vel sadness for
months, while others suffer a more sudden a nd intense negative change in their outlook. The type
and de gree of symptoms vary by indi vidual a nd can chang e o ver time. Consider thes e common
symptoms of depression. Have you experienced any of the following for longer than two weeks?
• A change in eating habits resulting in unwanted weight gain or loss
• A change in sleep patterns—to much sleep or not enough
• Feeling tired all the time
• A loss of interest in people and/or activities that once brought you pleasure
• Becoming easily agitated or angered
• Feeling that nothing you do is good enough
• Thoughts of death or suicide, or attempting suicide
• Ongoing physical symptoms that do n ot respond to treatment, such as headaches, digestive
disorders and chronic pain

Special Caregiver Concerns

What does lack of sleep, dementia and whether you are male or female have in common? Each can
contribute in its own way to a caregiver’s increased risk of depression.

Dementia and Care

Researchers have fou nd that a person wh o pro vides care for someone w ith dementia is twice as
likely to suffer from depre ssion as a person providing care for someone with out dementia. The more
severe the case of de mentia such as that ca used b y Alzheimer’s diseas e, the m ore likely the
caregiver is to expe rience depression, It is critical for caregivers, especially in these situations, to
receive consistent and dependable support.
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Caring for a person with dementia can be all consuming. It is different from o ther types o f
caregiving. Not only do caregivers spend significant ly more hours per week providi ng care, they
report more employment problems, pe rsonal stress, mental and physical he alth problems, less time
to do the things they en joy, less time to spend wi th other family members, and more fa mily conflict
than nondementia caregivers. As st ressful as the deterio ration of a love one’s mental and physical
abilities may be for the caregiver,
dealing wit h dementia-related behavior is an even bi gger
contributor to developing symptoms of depression. Dementia-related symptoms such as wandering,
Women experience depression at a higher rate than men. Women, primar ily wives an d
daughters, provide the majority of caregiving. In the United States, approxi mately 12 million wom en
experience clinical depression each year, at approximately twice the rate of men. A National Menta l
Health Association survey on the public’s attitude and beliefs and clinical depression found that more
than one- half of women surveyed still believe it is “normal” for a women to be depre ssed during
menopause.
The study al so found th at many w omen do n ot seek treatment for dep ression because they ar e
embarrassed or I denial about bei
ng dep ressed. In fa ct, 41% of
women surveyed cite d
embarrassment or shame as barriers to treatment.
Men who are caregivers deal with depression differently. Men ar e less likely to admit
to
depression and doctors are less likely to diagnos e dep ression in men. Men will more often “sel f
treat” their depressive symptoms of anger, irritability or powerlessne ss with alcohol or overwork.
Although male caregivers ten to be more willing t han female caregivers to hire outside help for
assistance with home care duties, the y tend to have fewer friends to confid e in or positive activities
outside the home. Th e assumption that de pressive symptoms are a sign of weakness can make it
especially difficult for men to seek help.
Lack of sleep contributes to depression. While sleep needs var y, most p eople need eight hours
a da y. Loss of sleep as a result of caring for a loved on e c an le ad to serious d epression. The
important thing to remem ber is that even tho ugh you may not be able to g et your lo ved one to rest
throughout the nig ht, you can ar range to get much needed sleep. Hir e a respite worker to be with
your loved one while you take a nap or finding a care center or schedulin g a stay ove r with anothe r
family member for a few nights are ways to keep your caregiving commitment while getting the sleep
you need.
Depression can persist after placement in a care facility. Making the decision to move a love d
one to a car e center is very stressful. While man y caregivers are finally a ble to catch u p on much
needed rest, loneliness, guilt and mo nitoring the care a lo ved one r eceives in this new location ca n
add new stress. Many caregivers feel depressed at the time of placement and some continue to feel
depressed for a long time after.
People assume that onc e caregi ving is over, the stress for providing hand s-on care will go away.
Yet, researchers foun d t hat e ven thr ee years a fter the de ath of a spous e with dementia, some
former caregivers continued to experience depression and loneliness. In an effort to r eturn their life
to normal, former caregivers may need to seek out help for depression as well.

What to Do If You Think You Have Depression
Depression deserves to be treated with the sa me attention a fforded any o ther illness, su ch a s
diabetes o r high blood pressure. If you feel uncomfortable using the term de pression, tell the
professional that you are “feeling blue” or “feeli ng down.” The prof essional will get the message.
The important thing is to seek help.
Those with chronic illnesses also ma y suffer from depr ession. If you suspect this is th e case with
your loved one, look for an opportunity to share your concern with him or her. If they are reluctant to
talk about it with you, e ncourage a trusted friend o talk with them or consid er leaving a message for
their doctor regarding your concern prior to their next appointment.
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How is Depression Treated?
The first step to getting the best treatment for depression is to meet with a mental health
professional such as a psychiatrist, psychologist, or social worker. At the same time, schedule a
physical exam with you r doctor. Cert ain medications, as well as some medical conditions such as
viral infectio n, can cause the same symptoms as depr ession, an d can be evaluated b y your
physician during an exa m. The exa m should include l ab test and an inter view that tests for mental
status to determine if speech, memory or thought patterns have been affected.
Although it’s not unusual for a physician to prescr ibe antidep ressant medi cation, medication alone
may not b e the most effective treatment for depr
ession. The gui dance of a m ental he alth
professional throughout your treatment is strongly recommended. The therapist or counselor will
listen to your concerns, screen you for sympto ms of depression and assist you in se tting up an
appropriate course of treatment.
One way to find a professional is to ask a friend fo r the name of someone they know and trust. You
may also find someone by asking yo ur minister or rabbi, yo ur doctor, or, if you are e mployed, yo u
may check with your empl oyer’s health insurance provider list or EAP program. In addition, national
organizations can provide contact information for mental health professionals in your community.
(See “Finding a Professional in your Area” in this fact sheet.)
It is important to trust and feel comf ortable with the professional you se e. It is not uncommon t o
request a fre e introd uctory ph one or i n-person me eting to h elp determine if the pr ofessional is the
right match for your parti cular needs and style. It is appropriate to cl arify what the cos t will be, how
much your insurance will pay and how many-sc heduled session you should expect to have with the
mental health therapist. Any treatment should be evaluated regularly to ensure that it continues to
contribute towards your improved health and growth.

Question to Expect in a Mental Health Exam for Depression
•
•
•
•
•
•
•
•
•

•

Tell me why you think you may be experiencing depression.
When did you first notice these symptoms? How long have you experienced them?
How do they affect you? Are there things you don’t or can’t do anymore?
Have you ever experienced these feelings before?
If you have, did you receive treatment? What type?
How often do you use alcohol or drugs (both prescription and nonprescription) to help during
the week?
Have you had any thought about death or considered suicide?
Do you have any family members who have experienced depression? If so, did they receive
treatment? What type?
Have yo u e xperienced any serio us loss, diffic ult relationship s, financial problems or othe r
recent changes in your life?
Is there anything else you’d like to add to help me understand your situation better?

Treatment Options
Upon review of the phys ical and me ntal evaluation, a course of treatment will be recommended.
Primary trea tment options are psychotherapy (also referred to as mental health therap y) an d
antidepressant medication. These treatments ar e used alon e or in com bination with one an other.
(Electroconvulsive therapy or shock therapy is used for sever cases of depression and is
recommended only when other approaches have not been effective.) The most frequent treatment
for depressive symptoms that have progressed beyond the mild stage is anti depressant medication,
which provi des relatively quick symptom relief, in conjunction wi th ongoin g psychothe rapy, which
offers new strategies for a more satisfying life. Following ar e the most common treatments used
today:

Psychotherapy
Cognitive & Behavioral Therapy – T he therapist will focus on identifying and changing persistent,
self-defeating thinking a nd be haviors. T he ultimate goal is to help care giver recognize and e njoy
positive events in their lives and learn practical skills to deal with the problems they are facing.
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Interpersonal Therapy – The therapist helps the caregive
r self-eval uate probl ems in their
communication, or l ack of communication, with ot her peopl e. The caregiver will come to better
understand his or her own communication style and learn how to improve relationships with others.
Psychodynamic Therapy – Although sometimes used to treat depression, this therapy is thought to
be less effective than the other two th erapies already mentioned. Its goal is to surface deeply held
conflicted feelings to better experience and understand them.

Medication and ECT Therapy

Selective Serotonin Reuptake Inhibitors (SSRIs) (Examples: Prozac, Zoloft, Paxil) – Medications
that work by stabilizing levels of serotonin, a neurotransmitter. Low levels of serotonin have been
linked to depression. Fewer side effects than tricyclic medications.
Tricyclics (Examples: Norpramin, Pamelor, Sinequan) – An earlier family of antidepressant drugs,
tricyclics increase levels of neurotransmitters in the brain. May cause more side effects.
Monoamine Oxidase Inhibitors (MAOI) (Examples: Nardil, Parnate) – These therapies are not
often used today. MAOIs are drugs that increase the level of neurotransmitters in the brain. They
are most often used when other medication isn’t effective or tolerated.
Electroconvulsive Therapy (ECT) – A brief pulse of electricity is delivered through electrodes on
the scalp over a period of several days to produce changes in the brain function. ECT is used only
for serious (possibly life-threatening) depression and when medication doesn’t work.
If drug therapy is recommended, a certain amount of trail and error is necessary to find the right type
and dosage of medication for each individual and it may take several weeks before effects are felt.
Good communication between patient and doctor is important. Older adults should be especially
careful to watch for medication side effects caused from too high a dosage or interactions with other
medications.

Complementary and Alternative Therapies
St. John’s wort. One of the most studied alternative treatments for depressive symptoms is St.
John’s wort (Hypericum perforatum). It is an herb used extensively in the treatment of mild to
moderate depression in Europe and is now undergoing studies in the United States. St. john’s wort
extract is sold “over the counter” in the U>S> as a nutritional supplement.
It is promoted as a “na tural” wa y to improve mood, and as a treatment for mild to moderat e
depression. Researchers are studying it for possi bly having fewer and less severe side effects than
antidepressant drugs.
Yet, questions remain re garding whether St. John’s wo rt really does what i ts promoters claim. For
nonprescription d rugs in the U.S. the re a re no established criteria for dete rmining the amount of
active ingredient a company puts in their product or what dose is ri ght for a given person. The Food
and Drug A dministration issued a warning stating t hat St. John’s wo rt may affect the metab olic
pathway used by many prescription drugs prescribed to treat a number of conditions, including heart
disease, depression, and HIV infections.

If you are taking St. John’s wort or considering its use, talk with your health care provider to
ensure it will not interfere with any other treatment you are receiving.
Seasonal Affective Disorder. Caregiver who feel “the blues” when confined indoors or in response
to winter’s gr ay days may suffer from Seasonal Affe ctive Disorder (SAD), also referr ed to as “winter
depression.” As seaso ns change, there is a shift in our biological internal clocks
or circadian
rhythms, partly in response to the changes in sunli ght patterns. This can cause our bi ological clocks
to be out of sync with ou r daily sched ules. People with SAD have a difficult time adju sting to the
shortage of sunlight in the winter m onths. SAD symptoms are most pronou nced in January a nd
February, w hen the da ys are sho rtest. SAD
is often misdiagno sed as hypothyr oidism,
hypoglycemia, infectious mononucleosis and other viral infections.
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Phototherapy, using spec ially designed brig ht fluorescent light s, has been shown to re verse SAD’s
depressive symptoms. Experts believe that the light therapy works by altering the levels of certain
brain ch emicals, specifically me latonin. Antide pressant me dication alo ng with oth er treatme nts,
including exercise, may be helpful as well. IF you experience mild depressive symptoms seasonally,
experiment with increasing the light in your surr oundings, using lamps or other sou rces. If the
symptoms a re strong e nough to impair yo ur d ay-to-day fu nctioning, seek out a mental health
professional with expertise in treating SAD.
Physical Exercise. Exercise has be en found to reduce the effects of depression. Wa lking thre e
times a we ek for 30 to 45 minutes has be en linked to reducing or alleviatin g symptoms of
depression. It is unknown wh ether physical activity prevents the onset of depression or just helps
modify the e ffects. Arranging time for exercise is sometimes difficult for car egiver. It is often seen
as a “val ue added” activi ty—something to do when everythin g else is don e. You mig ht consider
adding it to your “to do ” list, a sking a friend to give you a ‘walk date’ eac h week as a gift, or
requesting that you r do ctor write a prescription for walking or joinin g an exercise class. All the
research shows that for a healthier life, it makes good sense to make time for exercise.

Pay for Treatment
Private health insurance and Medicare will typically pay for some mental health care. It’s best to call
the mental h ealth professional directly to find o ut if they accept you insurance for pa yment. Health
insurance providers will usually list mental healt h professionals in the same insuranc e material that
lists health plan medical doctors. Medicare recipients will find the booklet titled, “Medicare and Your
Mental Health Benefits” a helpful source of information. Se e the “Resources” sectio n of this Fact
Sheet to find out how to obtain a copy.
The “covered services” of the in surance plan will spec ify mental healt h cove rage for inpatient
(hospital, treatment center) and o utpatient (professional’s office) care, how many visits are paid for,
and at w hat rate of reim bursement. Employed c aregivers may also ha ve access to an Employe e
Assistance Program, wh ere licensed professionals (u sually psychologists and social workers) ar e
available for confidential sessions to discuss personal or professional problems.
Caregiver wi th health in surance o r who pay o ut of pocket for care will find that fe es var y by
professional, with psychiatrists charging at the higher e nd of the fee scale and psych ologists and
social workers offering th eir services at a mor e moderate rate. In some in stances, a mental he alth
center will apply a fee based on your ability to pay. In any case, find out what the fee is up front to
avoid any misunderstandings later on.

Strategies to Help Yourself
Depressive disorders can make one feel exhausted, helpless and hopeless. Such negative thoughts
and fe elings make some peo ple fe el like givin g up. It is important to re alize that th ese ne gative
views are pa rt of the depression and may not accurately reflect the situation. The National Institute
of Mental Health offers the following recommendations for dealing with depression:
• Set realistic goals in light of the
depression and assume a re
asonable amo unt of
responsibility.
• Break large tasks into small ones, set some priorities, and do what you can as you can.
• Try to be with other people and to co nfide in someone; it is u sually better than being alone
and secretive.
• Participate in activities that may make you feel better, such as mild exercise, going to a
movie or ballgame, or attending a religious, social or community event.
It is advisable to postpon e import ant decisions until the depre ssion has lifted. Before deciding t o
make a significant transition—change jobs, get married or divorced—discuss it with others who know
you well and have a more objective view of your situation.
People ra rely “snap out of” a dep ression. But they can feel a little better day-b y-day. Remember,
positive thinking will replace the negative thinking t
hat is p art of the depr ession. The negativ e
thinking will be reduced as your d epression responds to treatment. Let our family and friends hel p
you.
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Direct assistance in providing care for your loved one, such as respite care relief, as well as positive
feedback fro others, positive self-t alk, and recreational activities
are linked to lower levels of
depression. Look for clas ses and sup port groups available through caregiver support organizations
to help you l earn or practice effective problem solving and co ping strategies need ed for caregiving.
For your health and the health of those around you, take some time to care for yourself.

Sources for online depression screening checklists:
National Mental Health Association depression screening checklist, www. depression-screening.org
National Depression Screening Day Website, www.nmisp.org/depression.htm

Finding a Professional in your area:
Psychiatrist (MD): A p sychiatrist i s a medical do ctor who specializes in th e diagnosis, tre atment, an d
prevention of mental illnesses, including substance abuse and addiction.
American Psychiatric Association, www.psych.org
Provides free information on depression and referrals to psychiatrists in your area.
Psychologist (Ph.D.): Li censed to practice p sychotherapy a nd ha s special traini ng i n p sychological
testing. Although referred to as “doctor,” a psychologist cannot prescribe medications.
American Psychological Association, www.apa.org. (800) 964-2000
Visit APA’s website for m ore information about depression or ca ll the tool-free number to be referred to a
psychologist in your area.
Licensed Clinical Social Worker (L.C.S.W.): Has specialized traini ng in huma n be havior, family
behavior, p sychology, an d pro blem solving. Has a Master’s de gree in So cial Work (M.S.W.P) with t wo
years of supervised postgraduate work proving clinical treatment.
National Association of Social Workers, www.naswdc.org, (800) 638-8799
Provides free information on depression and referrals to social workers in your area.
Note: Additional professionals may be licensed to practice psychotherapy in your state or county.
Check with the local mental health department or hospital in your community for more information.

Other resources:
Medicare, www.medicare.gov., Call 1-800-MEDICARE (1-800—633-4227) to request a copy of
“Medicare and Your Mental Health Benefits.”
National Institute of Mental Health, www.nimh.nih.gov, (800) 421-4211
Provides free information on depression and other mental illnesses in English and Spanish.
Exercise Guide for Older Adults, Exercise and Your Health: A Personal Guide to Health and Fitness
(Spanish) Exercise: A Guide for the National Institute on Aging (NIA). Includes a chapter on exercises to
do at home (English). Published by the National Institute of Health. Available free of charge. (800) 2222225 or www.nih.gov/nia

Websites:
American Geriatrics Association. www.americangeriatrics.org/education/forum/alzcare.shtml
National Institute for Complimentary and Alternative Medicine, www.nccam.nih.gov
National Institute of Mental Health, www.nimh.nih.gov
National Alliance for the Mentally Ill, www.nami.org
National Mental Health Association, www.nmha.org
Library of Medicine, www.nim.nih.gov/medilineplus/druginformation.html
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Recommended Reading:
The Caregiver Helpbook: Powerful Tools for Caregiving by Vicki Schmall, Marilyn Cleland and Marilyn
Sturdevant. Publish ed by Lega cy He alth System. Accompanies a cla ss by the sa me na me. Cla ss
information a nd the book are available by co ntacting Le gacy Caregiver Servi ces, 10 15 NW 2 2nd Ave.,
Ste. N300, Portland, OR 97210, (503) 413-7706.
Caregiving: The Spiritual Journey of Love, Loss, and Renewal by Beth Witrogen M cLeod. Published
by John Wiley & Sons, Inc., New York, NY.
Caring for Yourself While Caring for Your Aging Parents: How to Help, How to Survive by
Claire Berma n. Publishe d by He nry Holt an d Co mpany, Inc., 115 West 18 th Street, New York , NW,
10011, (212) 886-9200.

Resources
Family Caregiver Alliance
1800 Montgomery Street, Suite 1100
San Francisco, CA 94101
(415) 434-3388, (800) 445-8106
Web Site: www.caregiver.org, E-mail: infor@caregiver.org
Family Careg iver Alliance (FCA) se eks to improve t he quality of life for care givers throug h education,
services, research and advocacy. Th rough its National Center on Caregiving, FCA offers information on
current social, public poli cy and caregiving issues and provides assistance in th e development of publi c
and private programs for caregiver.
For residents of the greater Sa n F rancisco By Are a, FCA provides direct fa mily sup port services fo r
caregivers of those with Alzheimer’s disease, st roke, h ead inj ury, Parkinson’s and other debilitating
disorders that strike adults.

Prepared by Family Caregiver Alliance in cooperation with
California’s Caregiver Resource Centers.
Reviewed by Steven H. Zarit, Ph.D., Professor of Human Development and
Assistant Director, Gerontology Center, Pennsylvania State University.
Funded by the California Department of Mental Health and
the Archstone Foundation.
March 2002. © All rights reserved.
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Workplace Flexibility
Balancing Work and Caregiving
You have a stressful deadline at work, and your father woke you up every night this week.
The home nurse didn’t come on time, and your supervisor asked why you were late to
work again. Between ta king your mother to doctor’s visits a nd responding to crisis, you’ve
missed a lot of work. Your parent needs full-tim e care, but you can’t afford to quit your job
or take time off. You feel you’re letting your coworkers down.
If you care for an older parent, those stories sound familiar. You face problems like these
every day. At times you’ve distracted on the job, emotionally drained, and physically
exhausted. Work is a financial necessity, but caring for parents or others often conflicts
with doing your job well.

Support from your Employer
Nearly 22 million American workers are caregivers for their parents or loved ones. They
care a lot about their jobs. They also take their family commitments seriously. Naturally,
family caregiving sometimes interferes with workplace responsibilities. Despite this, a
recent study of the National Alliance for Caregiving and AARP found that most employers
are sympathetic to these caregiving demands. However, many workers are reluctant to
be open with their supervisors about their caregiving responsibilities. They fear it will affect
their job security or career prospects.
Some comp anies provide support for caregiver because t hey are co ncerned ab out the
bottom-line impact of e mployee caregiving. They pitch in to help caregivers because they
know that decreased productivity isn’t good for business. For example, so
me ha ve
programs that give info rmation and referral to community services su ch as co unseling,
respite care, or legal assistance. Some provide financial assistance for using such services
as adult da y care. Oth er benefits may include workplace caregiver su pport group s, paid
leave for caregiver activities, or flexible time policies. But many working caregivers are on
their own.
Since 1993, federal law offers some support for working car egivers through the Family and
Medical Leave Act (FMLA). This allows eligible workers up to 12 weeks of unpaid leave for
family careg iving without loss of job security or health benefits. Although valuable, FMLA
does not he lp those wh o cannot aff ord to take unpaid leave. It also h as restrictions, such
as company size and the amount of time a worker has been employed that keep many from
being covered.

Coping with Double Demands
Balancing work and family is neve r easy. Ea ch working caregiver’s job is differe nt an d
even within the same co mpany; different managers may be more or less supportive of you.
But there are effective things to do that can help you better manage yo u caregiving and
work responsibilities. Consider the following suggestions and adapt th ose that might work
for you:
•

Learn you company’s policy about caregiving a nd whether there is an Employee
Assistance Program. If you are un comfortable talking with your supervisor, look in
the company’s personnel manual or other human resources publications.

31

•
•

•
•
•

•
•

•

•

Ask you human resources or personnel departm ent to give you information of the
Family and Medical Lea ve Act. If appropriate, ask t hem to send a copy to your
supervisor.
Take advantage of flex-time policies. Ask for a f lexible schedule if a formal policy is
not in place . Offer to work a less desirable shift to get fl ex time, or be willing to
make up time taken for caregiving by working days or shifts when most people want
to be off. This flexibility on your part shows your employer that you are committed to
the company and to your job.
Consider job-sharing or working part time if it could work for you.
Whenever possible, avoid mixing work and care giving. If yo u have to make phone
calls or sea rch the Inter net for infor mation related to your parent’s ne eds, do it o n
your lunch break.
Manage your time will at home and at work. Se t priorities and then accomplish the
most important items on your list first.
Delegate responsibiliti es at work and at
home; other can almost always tak e some of t he burden. Pace yours elf and don’t
do so much I one area that you can’t be effective in another.
Get all the support you can from community resources.
Take care o f your own needs. Pay attention to your health . Eat right, get enough
sleep, and exercise regularly. Try t o make time to enjoy yourself even when your
schedule is packed. Fu n is importa nt. Take a break when the pressur e gets to o
great even a short walk or hot bath can he lp relieve the str ess. Take t o someone
about your f eelings and needs: and employee a ssistance counselor, a professional
counselor, or a member of the clergy.
Consider talking to yo ur supervisor or manager at work about your caregiving
issues. It’s better for them to understand the reasons you’re coming in late or seem
preoccupied than to let them draw their own conclusions.
Chances are that yo u
company will appreciate you honesty and sense of responsibility toward your family
and your job.
Be sure to tank those at work for th e consideration and assistance you receive. To
help someone else wh o has heavy family or other respo nsibilities, p erhaps you
could agree to take on an extra assignm ent or specia l pro ject when you do have
time.

Support for employee c aregivers is becoming more widely available from emplo yers and
other community source s. Take ad vantage of w hatever is available. It’s a way to bring
balance to a hectic time of life.
AARP
• AARP Caregiving, A one-stop shop of AARP’s online about caring for parents.
• AARP Caring for Parents, AARP offer 3 free, one hour online seminars for those
who are caring for their parents.
Additional Resources
• Family and Medical Leave Act (FLMA), The U.S. Department of Labor talks about
FLMA
• Caregiver Fact Sheet, The university of Maine provides tips for balancing work and
caregiving.
• National Family Caregiver Support Program, The Administration on Aging offers
caregiver survivor tips in English Spanish, Russian, and Chinese, as well as online
groups.
Books
• Find this book online at Barnes & Noble,com.
• Caring for Yourself while Caring for your Aging Parents: How to Help, How to
Survive
Claire Berman, Deborah Brody (Editor) Henry Holt & Co., Inc., August 2001
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LONG DISTANCE CAREGIVING

Helping long distance caregivers to prepare for the current and future care
of older adults

FREQUENTLY ASKED QUESTIONS ABOUT
LONG DISTANCE CAREGIVING
The act of caregiving has been going on for centuries. What has changed is that many
people are living away from their families. Caregiving is considered long distance if it
requires travel of at least one hour to reach your loved one. If you are a long distance
caregiver, you are not alone. Nearly 7 million Americans manage care for an older
relative or friend who lives at a distance. The following information offers suggestions
on how to evaluate, plan and organize your resources and time to maximize your
ability to provide support from a distance.
Shortly after my father’s medical diagnosis, I went home to visit. He reassured
me he could take care of himself, but I am not convinced. How can I help?
During your visits, assess your loved one’s situation. A person may be willing to give
up a great deal in order to live independently in their own home. Older persons should
maintain control over their own decision making as long as there is no threat to their
physical and mental wellbeing. Talk with your relative about your concerns. Be careful
not to anger or make your loved one defensive; rather involve your relative in
recognizing and solving the problem(s) at hand. Remember your relative’s perception
of the situation may be very different from yours. You may think your loved one is no
longer capable of performing certain tasks, when, in fact, all that is needed is more
time for your relative to complete the task. Identify the type of help your relative thinks
is needed and would be willing to accept. Remember to be sensitive and caring and
treat your loved one with respect. Ask yourself, how would I feel if my relative was
getting involved in my personal life?
What is involved in creating a plan of care that provides the help and support my
loved one needs and is willing to accept?
Together with your relative create a plan of care that may include both informal and
formal supports. Informal Support: Other family members may already be (or want to
be) involved in the care of your relative. Meet with your family members to decide how
to decide how to work together effectively as a team. Also, identify friends, neighbors
and members of faith groups, associations and societies to which your relative may
belong and who may be available to provide assistance. Try not to overwhelm people,
but be sure to openly discuss what types of help they may be will and able to perform.
Be as direct as possible and make sure all understand the situation and share your
concerns. Introduce yourself to everyone who will be helping your relative, if you do
not already know them. Let them know they can call you collect anytime day or night if
they are worried about your loved one. Develop ways to show appreciation and
recognition of the help they are giving (such as, friendly phone calls, thank you knots,
cards etc.). Formal Support: Formal support is provided by public and private
agencies that offer professional health and social services for the elderly. Educate
yourself about resources and services that are available in your relative’s community.
Contact the Area Agency on Aging serving your relative’s community to determine
which local agencies provide the type of help you are looking for. Pima Council on
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Aging (PCOA) is the Area Agency on Aging serving older adults residing in Pima
County. PCOA can help you identify local resources and services as well as connect
you with the Area Agencies on Aging serving other geographic locations throughout
the United States. Another resource is the Eldercare Locator service (Ph: 1-800-6771166; Mon.- Fri.; 9am-8pm Eastern Time), a nationwide program that will identify the
Area Agency on Aging and other service providers located in your relative’s
community. Communities vary widely in the types of services they offer the elderly.
Some considerations include: Are there publicly funded professional services
available? If so, are there waiting lists for the services your relative needs? Are there
co-payments for these services? What services are privately available? What are the
associated costs? How are services monitored to determine the quality of care being
provided?
What do I need to do for myself in order to prepare for what may lie ahead as a
long distance caregiver?
As a long distance caregiver, you must come to terms with what you can and cannot
do. You will need to determine how much assistance you are willing and able to
provide. You should follow a course that fits your personal strengths, resources and
life style. Make the most of visits with your relative. Each visit should be balanced
between accomplishing business matters, time to enjoy your loved one’s company,
as well as observing and monitoring the overall situation. Plan in advance what you
would like to undertake during the visit, such as: gathering medical, financial and legal
information; visits to local social service agencies, residential housing or assisted living
facilities; entertaining and socializing with your relative, family and friends; reminiscing;
having heart-to-heart conversations with your relative, if appropriate, etc. Since long
distance caregiving means regular telephone calls, look into saving plans and
discounts on long distance telephone service. You will need to be prepared for
emergencies and if necessary be ready to travel at a moments notice. You may want
to consider: keeping your care in good repair; making sure you have a valid driver’s
license and current auto insurance; collecting current bus, train and airline schedules;
and keeping your travel documents current. Put aside money in a special fund to pay
for such trips/visits. Assess your caregiving responsibilities considering your other
obligations, such as your health, family and work. You may need to plan ahead at
work to have Family Leave or personal days available in case an unexpected visit to
your relative is needed.
What do I need to discuss with my employer about my caregiving
responsibilities?
You and your employer may want to arrange a schedule for you to take time off every
few months to visit your relative. It is better not to wait for a crisis situation but to
discuss your plans with your employer in advance. You may have the right to receive
Family Medical Leave. The Family Medical Leave Act of 1993, grants employees of
firms with more than 50 employees the right to take up to 12 weeks leave of absence
without pay in a 12-month period to take care of a child, family member or yourself
with a serious illness and still be guaranteed a job and continuation of benefits. You
are able to take this leave in portions of time, i.e., a few hours a week, or a day a
month, or a week every few months. Check with your employer to see; 1) if your
vacation/sick time can be applied to the time you take off, and 2) if you must be
employed at your current job for a certain length of time before you are eligible for
Family Medical Leave.
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Sometimes I am not sure if my concerns about my loved one are significant
problems or not. How do I know when the situation is serious enough to require
immediate action?
If you are dealing with an obvious emergency situation your foremost concern should
be to get to your loved one quickly. Crisis situations that demand your immediate
attention include: a serious accident or medical condition, or if no one has been able
to contact your relative. If the situation is not an emergency, you may want to ask
yourself the following questions to help determine whether or not a personal visit is
necessary:
 What do your relative’s local support persons (both informal and formal)
think about the situation? What does your relative’s primary physician
recommend?
 What is your relative’s style? For example, the tendency to underestimate or
exaggerate the seriousness of a situation.
 What is your style? How much anxiety/stress can you tolerate before
deciding to go? More practical considerations include:
 Can you afford the trip right now?
 Is work a consideration? Do you have accrued vacation and/or sick time?
Are you eligible for Family Medical Leave?
 What arrangement have you made, or do you need to make, to meet your
responsibilities to your spouse, children and other household members?
I’ve been thinking about either relocating to be closer to my relative, having my
relative relocate to a location within my community, or perhaps having my
relative live with me and my family. What should I consider before making my
final decision?
Talk with your relative about these alternatives in advance, before a crisis situation
occurs. Factors to consider before moving or relocating an older relative include:
 Does your relative want to live in your city or within your household? What are
your relative’s needs for independence and familiarity with friends and
community? It may be difficult to leave old friends and make new friends in a
different city.
 Would your relative be willing to relocate to assisted living or some other
supportive living environment within your community? Many times older
persons do not want to live in the same household as their adult children.
 What housing options are available for your relative in your city? How will
housing be paid for?
 What publicly funded community resources are available and accessible to help
your relative, if needed? States differ in what services are available as well as
eligibility criteria for participation in services and programs.
 Be realistic about what it would take to live again with your parent in their house
or in yours. Would this be the best situation for both of you? Consider having
your relative for a visit in order to evaluate whether living together in the same
household is a possible alternative.
 What is your emotional and physical capability to deal with your relative’s care
needs?
 What is your past relationship with your relative? Are there any resolved
conflicts with your relative? If so, consider if resolution is possible before
moving your relative.
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What safety, privacy and space modifications would have to be made to your
home to accommodate your relative’s needs?
What are your needs, your relative’s needs and the needs of other household
members? What lifestyle differences exist?
How long do you expect the arrangement to last?

Resources


Pima Council on Aging
8467 E Broadway Blvd.
Tucson, Arizona 85710-4009
Phone: (520) 790-0504
www.pcoa.org



Caregiver Consortium
www.arizonacaregivers.org



CareGuide
www.careguide.com and click on: Care for Caregivers



Heritage Planning Series
www.pebco.org



Health, Angela. “Long Distance Caregiving:
A Survival Guide for Far Away Caregivers.
American Source Books, 1993, 121 pp. $9.95
Call 303-980-0580 to order



Eldercare Locator
www.eldercare.gov/elderpage/locator.html



Building Better Health
www.buildingbetterhealth.com/topic/cargiveld



How to Care
www.howtocare.com/caregiving2.htm



National Family Caregiver Association
10400 Connecticut Ave., Suite 500
Kensington, MD 20895
Phone: 1-800-896-3650
Email: infor@nfcacares.org
Web: www.nfcacares.org/FAQ’s.html



AARP LifeAnswers
www.aarp.org/confacts/caregiver/longdistance.html



PDIA Caregiver Bibliography
www.soros.org/death/agingparents.html
Prepared for Pima Council on Aging by the Arizona Center on Aging, the University of Arizona®
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TIPS FOR LONG DISTANCE CAREGIVERS


Visit as often as possible and make the most of your visits. Be observant when you are
visiting. Do you notice anything new or unusual in your relative’s health and functional
status?



Discuss your concerns with family members, call a family meeting if possible.



Allow yourself time to search the Internet and other information sources about medical
concerns, local resources and services and caregiving information.



Establish a routine. Stay in regular contact, either by telephone, e-mail or letters. Send
news-like letters about events in your life and at the same time make friendly reminders
about preparations or things they may have forgotten or postponed doing. Your
emotional support is important and your advice in helping them make decisions is a
form of caregiving. Try to talk to both of your parents at the same time by having one
get on the extension phone.



Set-up a list of telephone numbers, e-mail and mailing addresses of relatives and
friends to keep them informed.



Take notes. Write down highpoints, dates and times of conversations with health
professionals and personal helper.



Create a log or a journal to keep track of important information, such as: notes and
observations on your relative’s health status, names and contact information for
helpers, travel information, legal, financial and insurance information, etc.



Contact the Area Agency on Aging serving your relative’s community. Also, obtain a
copy of the Yellow Pages for relative’s city/community. It will help you locate local
services and agencies in your relative’s community while you are at home. Ordering a
directory for mail delivery can be very expensive. Instead pick-up one free at your
relative’s local phone service location. Also, you can access the Yellow Pages and
White Pages on-line at: www.Smartpages.com.



Assess housing features that may need modification to support safe ambulation and
other activities.



Learn about helpful products and assistive devices, such as a person emergency
response system (a device that summons emergency assistance services when the
wearer presses a button).



Be aware of hidden demands and expectations placed on caregivers by society and
culture that may contribute to feelings of guilt and isolation.



Don’t feel you have to stick with one solution if it isn’t working out. Be flexible.



Trust you feelings and intuition. Sometimes the ones we love hold back information not
wanting to upset us.



Learn to give graciously so that parents don’t sense resentment or hostility.

Prepared for Pima Council on Aging by the Arizona Center on Aging, the University of Arizona®
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Lesbian, Gay, Bisexual and Transgender Caregiving
Government agencies, nonprofit organizations and the media have focused increas ing
attention on the needs of seniors and those who provide them with support, assistance
or care. Less attention has
been focu sed on the needs
of Lesbian, Gay,
Bisexual and Transgender (LGB T) older adults and in particular, their caregivers,
whether partners, friends or ot her family members. Many of the issues you or your
loved one may confront—such as where to turn for help, what kinds of programs can
support caregivers, how to access services—overlap with those faced by
heterosexuals. LGBT caregivers and care
receivers can also face some specific
concerns and particular challenges.
Increased acceptance in the past two dec ades has prompted a greater awareness
nationwide among social service providers about the LGBT community, especially in
major urban centers. Depending on wher e you live and what kind of support or
prejudice you’ve experienced in the past, y ou may feel reluctant discussing issues
related to sexual orientation when dealing with gov ernment and private agencies.
Whether the person for whom you care is a
parent, partner or fiend, you will find it
easiest to get answers or act as an ad
vocate wit h public agencies, c ommunity
nonprofits and hospit als if your loved one has legally desi gnated you to act on her/his
behalf.
The support that a caregiver receives from
friends and family is often critical in
relieving s ome of the stress of providing assistance t o someone who has a chronic
illness. Hopefully, you have the support of a ccepting family and friends to help you.
LGBT caregivers may find that they have less support than they would lik e from their
own—or the care receiver’s— biological fam ily members. If this is true in your
situation, developing a suppor t system co mprised of trusted fri ends and sensitiv e
community services and programs will be especially important.
Resources
Family Caregiver Alliance
180 Montgomery St., Ste. 1100
San Francisco, CA 94104
(415) 434 – 3388
(800) 445 – 8106
Web Site: www.caregiver.org
Family Caregiver Alliance (FCA) seeks to improve the quality of life for caregivers
through education, services, research
and advoc acy. FCA is
committed to
nondiscrimination on the basis of sexual orientation. We actively encourage members
of the LGBT community to contact us for information and support services.
Wingspan
425 East Seventh Street
Tucson, AZ 85705
(520) 624 – 1779
Fax: (520) 884 – 0364
TDD: (520) 884 – 0450
24-hour Anti-Violence Crisis Line: (520) 624 – 0348, or toll free: 1-800-553-9387
Web Site: www.wingspan.org
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Caring About
Yourself
Where do you go for help, when you don’t know where to start?
Let us help you.
Pima Council on Aging serves as advocate, planner, developer and
provider of services and programs for Pima County’s older citizens
and their families.

Direct Services
• Ambassador Program
• Advocacy (local, state and national)
• Caregiver Lending Library
• Consumer Issues
• Council of Senior Citizens
Organization
• Elder Rights & Benefits Assistance
Program
• Family Caregiver (information and
assistance)

• Gerontological Professional 		
Resource Library
• Information & Assistance
• Long-Term Care Advocate 		
Program (nursing and assisted living
facilities)

• Mature Worker Connection
(50+ Job Placement Service)

• Medicare/Insurance Counseling
(part of Arizona State Health Insurance
Assistance Program)

• Neighbors Care Alliance
• Never Too Late (monthly newsletter)
• Older Adult Suicide Prevention
Program
• Personal Budgeting Assistance
• Retired and Senior Volunteer
Program
• Speakers Bureau/Community
Forums

Contracted
Services
• Arizona Living Well
(health promotion programs)
• Caregiver Training
• Case Management and
Assessment
• Congregate Meals and
Socialization (in 14 sites)
• Family Caregiver Services
• Grandparents Raising
Grandchildren Services
• Home Repair (major and minor)
• Housekeeping
• Legal Services
• Lifeline
• Personal Care
• Pima Meals on Wheels
(home delivered)

• Primary Nursing Clinics
• Respite for family caregivers
• Transportation
8467 E. Broadway Blvd.
Tucson, Az, 85710
Help Line: (520) 790-7262
Administration: (520) 790-0504
Website: www.pcoa.org
E-mail: help@pcoa.org

Advocacy, action,
and assistance to
our community for
over 40 years.

Call 520-790-7262 or
go to www.pcoa.org

Caregiver Programs and Services
ELDERCARE INFORMATION AND ASSISTANCE SERVICES
In the U.S. today, nearly one out of every f our homes is involv ed in caregiving for
persons 60 or older. PCOA serves as a starting point for Pima County caregivers and
older adults who need assistan ce and link age to ava ilable services and resources.
Our elderc are specialists assist in exam ining options , locating help through local
community resources, and connecting families with help for their own personal needs
as they relate to their caregiver role.
For further information, call the Caregiver Specialists at PCOA (520) 790-7262
or Email questions to:
• Suzy Bourque, MSW, sbourque@pcoa.org
• Julie Bubul, MSW, jbubul@pcoa.org
• Laura Michaels, MSW, lmichaels@pcoa.org
CAREGIVER SUPPORT GROUPS, FAMILY CONSULTATION AND TRAINING
The Pima Health Sys tem and Services Caregiver Education & Support Program
offers family caregivers information and emotional support through support groups,
family consultation, and training classes. T he practical skills training classes, taugh t
by licensed nurses and clinic al social workers, provide relevant information on topics
including:
• Caring for the Caregiver
• Back Safety, Body Mechanics and Transfers
• Managing Medications
• Caring for Someone with Dementia
• Dealing with Challenging Behaviors
• Family Dynamics in Caregiving
• Relaxation Techniques
• Accident Prevention and Household Safety
PCOA has contracted with Pima Health S ystem & S ervices for the provision an d
expansion of some of these services. For further information, call the Caregiver
Education & Support Program at (520) 243-8352.

RESPITE SERVICES

Respite services exist to provide caregivers temporary relief or rest from caregivin g
activities. Respite care may be provided f or a few hour s a week in the home, or
through a temporary stay in an assisted living home. Services are provided on a costsharing basis determined by inc ome and ability to pay. To qualify , the caregiver must
live with the care recipient. Please call the Pima County Community Services
System Central Intake at (520) 790-7262.
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CAREGIVER WEB SITE
www.arizonacaregivers.org
A local web site for family caregivers in
Pima Count y. This is a joint partnership
between the Caregiver Consortium, Tucs on Medic al Center, the PHS Caregiver
Education & Support Program, and PCOA.
FAMILY CAREGIVER LENDING LIBRARY
Through the PCOA v ideo lending library, videos on different topics related to family
caregiving are available for v iewing by caregivers or small groups. For further
information, please c all Melissa Morgan, M. L.S. at PCOA (520 ) 790-0504 or email
mmorgan@pcoa.org
K.A.R.E. FAMILY CENTER
Are you a caregiver and raising a child under 18?
The following services, which you might find useful, are available at K.A.R.E.:
• Information, education and resource referrals
• Help in completing guardianship packet for Probate Court
• Help with filling out applications for benefits such as TANF, AHCCCS or
Kids Care
• Advocacy for caregivers and children with schools, court, health care and
mental health agencies, benefits programs, Child Protective Services, etc.
• Case management
• On-site mental health services for children, adults, families and groups
• Recreation for youth and families
• Support groups for kin and adoptive families
• Classes for grandparents and others who are “becoming parents again”
• Emergency assistance such as diapers, food, clothing, and furniture
This “one stop shop” center for caregivers and adoptive families is located at
4710 E. 29th St. Building 7, Tucson. For more information, call (520) 323-4476.
Contact us for information on services for caregivers and older adults.

Pima Council On Aging
Area Agency on Aging
8467 E. Broadway Blvd.
Tucson, AZ 85710-4009
Helpline: (520) 790-7262
Phone: (520) 790-0504
Fax: (520) 790-7577
Internet: www.pcoa.org
E-Mail: help@pcoa.org

The Older Americans Act/National F amily Caregiv er Support Program provides
funding support for these progr ams thr ough Pima Counc il on agi ng a non-profit
organization since 1967.
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CAREGIVER EDUCATION & SUPPORT PROGRAM

Are You A Family Caregiver?
We can help you find a healthy balanc e between taking care of yourself and taking
care of your loved one.
If you provide any or all of the following:
• Occasional or daily help at home (chores, meals, transportation, etc.)
• Business and /or financial assistance
• Emotional support
• Daily supervision and/or personal care
• Medication management
...whether your elderly, ill or disabled loved one lives with you, in their own home, in a
facility, or even long distance… you are a family caregiver.

The Caregiver Education & Support Program is here to assist you
along the path of caregiving.
There is no charge for any of our services, just an investment of your time.

Support Groups
Share experiences and ideas with others who understand
Support groups are held in different areas of town at different times. You connect
with a network of other fam ily caregivers who hav e si milar concerns and deal with
similar issues each day. Generally the groups have up to t en members and meet
once a week for eight to ten weeks. The meetings usually last two hours. Often the
groups choose to continue meeting informall y on their own after the eight weeks to
share ongoing support and friendship.
Group Topics include:
• Stress Management and Relaxation Techniques
• Effective Communication
• Community Resources
• Coping with Difficult Emotions
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•
•

Living with Loss
Setting Limits & Creating Realistic Expectations

Ongoing Monthly Drop-in Groups, facilitated by our staff, continue to provide support
for caregivers who have completed the eight week group.

Information/Education
• Information
options

& Referral – find out about community res ources an d explore your

•

Educational Forums – bim onthly presentatio ns given b y local e xperts who share
knowledge and answer questions

•

Practical Skills Classe s – two hour skill-building sessio ns on topics such as back
safety and body mechanics, dementia care, managing medications, & more...

• Community Outreach – presentations to groups & or ganizations on a variet y of
caregiving issues
• The Community Link – a bimonthly news letter filled wi th inspirational articles and
a calendar of upcoming events
•

Resource Library – Books, videos and tapes available for loan

Counseling
Our professionally trained and e xperienced sta ff are ava ilable to provide brief
counseling to individuals and families.

…Take time to help yourself
Caregivers report 3-4 times as many stre ss symptoms as the general population.
Many tell us that loneliness and isolation are among the hardest parts of caregiving.

… Remember, you are not alone
The Caregiver Education & Support Program can prov ide you with the emotional and
informational support you need:
FOR MORE INFORMATION PLEASE CALL:

243-8352

Donations are accepted and appreciated. Your generous donation, specifically
earmarked for the caregiver Education and Support Fund, will be used to
support caregiver receptions and purchase items for the resource library.
Please make checks payable to: Caregiver Education and Support Program
C/O: Pima Health System – Community Services System
Abrams Public Health Center
3950 S. Country Club Road, #400
Tucson, Arizona 85714
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PRACTICAL SKILLS CLASSES
FOR FAMILY CAREGIVERS
Practical Skills Classes provide relevant information for people taking care of
frail or disabled family members / friends who are age 60 or older. Classes are
1 ½ - 2 hours long, taught by licensed nurs e and clini cal social workers, and
meet in various locations throughout Pima County.
There is no charge to attend these classes.
To register or obtain more information, call 243-8378.
Class topics include:
Caring for a Person with Cognitive Impairment (Dementia)
Understanding the Aging Process / Common Diseases of Older Adults
Caregiver Stress and Self-Care
Managing Medications
Accident Prevention and Household Safety
Infection Control: Reducing the Spread of Infections
Understanding and Managing Diabetes
Back Safety, Body Mechanics, and Transfers
Personal Care: Bathing, Catheter & Skin Care
Grief and Loss Issues in Caregiving
Family Dynamics in Caregiving
Dealing with Challenging Behaviors
Relaxation and Meditation Techniques
Depression in the Elderly
(Funded by the Older Americans Act and Administered through Pima Council on Aging)
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Respite Program
WHY RESPITE?

In the U.S. today, nearly one out of every five homes is involv ed in caregiving to persons
aged 60 o r over. This means that about 25
million people are caregivers. Caregiving
responsibilities can sometimes cause caregi ver exhaustion, stress, depression an d ill
health. Respite services exist to provide a br eak, a ti me of renewal and an opportunity to
reclaim personal time for caregivers.
The goals of respite programs are:
1. To prevent caregiver “burnout”
2. To support the integrity of the family unit
3. To delay institutionalization as long as possible.

THE RESPITE PROGRAM

Funded by the Older Americans Act of Congr ess, the PHS Respite Program is designed so
that caregivers can take time off. We prov ide short-term respite care arrangements for
individuals 60 and older who are liv ing with their unpaid, family caregivers. Priority is g iven
to individuals who demonstrate economic and so cial need for services. Respite services
are provided on a sliding fee scale (based on care recipient income) and families are asked
to cost-share for services.

TYPES OF RESPITE
The Respite Program provides two basic types of service:
1. IN-HOME RESPITE: The Case Manager will meet with the family to assess needs,
and then will make arrangements for regular, ongoing, at-home respite care (Hours
vary depending on family needs).
2. FACILITY RESPITE: The Case Manager will meet with the family to assess
needs, and then will make arrangements with contracted facilities for short-term
overnight placement of the care recipient (typically one week stay in an Skilled
Nursing Facility).

ELIGIBILITY
• Pima County residents.
• Care recipients who are 60 years or older.
• Families demonstrating economic and social need.

WHERE TO CALL

The Respite Program uses a centralized Intake office located at the Pima
Council on Aging. All respite requests or referrals must start with a call to the
Intake office.

Call 790-7262
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COMMUNITY SERVICES SYSTEM OVERVIEW
Basic Information:
The Community Service System (CSS) is des igned to provide in-home assistance to
low-income elderly and disabl ed persons who are at ri sk of not meeting their daily living
needs. The services through the program
are intended to keep clients living as
independently as pos sible for as long as possibl e, while helping to ensure their health
and well-being.
The CSS is administered by Pima Health
System and is funded by various funding
sources through Pima County, State of Arizona, Pima Counc il o n Aging, United Way,
City of Tucson and Individual Contributions.
There are four contracted case management agenc ies that work with the CSS clients .
The case managers act as gatekeepers to t
he system. They are responsible for
eligibility screening, assessing client needs, authorizing and coordinating services, and
performing reassessment home visits.
Eligibility:
The CSS serves frail elderly (ages 60 an
d older) and younger physically disabled
individuals of Pima Co unty, who are in need of supportive services to remain safely at
home. Clie nts must also be soc ially and e conomically in need of assistance to be
eligible for services. The CSS Central Intake Unit does an initial screening for eligibility
when a c lient, family member or agency
makes a referral to the system. Because
funding is limited, services are targeted to those who best meet the eligibility criteria.
Types of Services Offered:
Case Management
Adult Day Health
Attendant Care Services
Congregate Meals
Home Delivered Meals

Visiting Nurse
Personal Care
Shopping
Housekeeping

Home Repair & Adaptation
Emergency Alert System
*Practical Skills Classes
*Respite Services
*Support Groups

* Services available to support the informal (family) caregivers of Pima County.
Referrals:
The CSS utilizes a c entralized Intake Unit. The intake case managers as sist callers
with infor mation, resources and conduc t appropriate screening for the CSS. As
appropriate, potential clients will be forwar ded to one of the f our case management
agencies listed below for an in-home asses sment. The CSS c entralized intake number
is 790-7262.
CSS Case Management Agencies:
Catholic Social Services

Jewish Family & Children’s Services

Our Family Services, Inc.

Marana Health Center
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Senior Programs: Caregiving Services · Health Advocacy · Mobile Meals
Social Service Programs: Food Bank · Emergency Financial Assistance

Our Mission

The Need for our Services Continues
To Increase…
The growing senior population

Founded in 1985, the mission of
Interfaith Community Services
(formerly Northwest Interfaith Center) is:

To live our diverse faiths by helping
seniors, disabled individuals and people
in financial crisis in Pima County
achieve stable and independent lives
through support from volunteers, faith
communities and the community at
large.

There are 119,000 seniors age 65+ and this number is increasing
yearly. Overall, 41% of local seniors have disabilities, according
to the U.S. Census Bureau. The population age 85+ is expected
to double by 2015 and the need for assistance increases with
advancing age.

Working families in financial crisis
A high percentage of working poor families do not qualify for
public healthcare and do not benefit from employer-paid health
plans. 17.7% of the people in Pima County live below the
federal poverty level. A majority of the households served by
ICS pay most of their income for rent and utilities, leaving little
for healthcare or other basic needs.

Caregiving Services
Transportation / Shopping. This is the
most requested of all our caregiving
services. Volunteers u se their personal
vehicles t o provide round trip
transportation to medical appointments,
banks, the post office, or grocery stores.
Reassurance Calls / Telecare. Caring
Telecare volunteers make daily
reassurance phone calls to check o n the
safety and well bein g of homebound
neighbors. These calls help us determine
if the individual is well and functioning.
Friendly Visiting / Friendly Phoning.
Friendly visits and phon ing are provided
regularly to others to
help overcome
isolation.
Caregiver Relief. This service provides
short-term relief to a ca regiver (usually a
family me mber) so the y ma y leave the
home.

2820 W Ina Road
Tucson, Arizona 85741-2502

Handy Helpers. Volunteers do minor
home repa irs for eld erly or disabled
recipients. Recipients pay for materials.
Business Help. Volunteers assist in
managing personal busi ness, payin g bills,
and handlin g personal correspondence of
recipients.
Pen Pals. This innovative intergenerational
program in cludes matching homebound
seniors with elementary school stu dents.
Friendships are celebrated at regular
classroom socials.
Guardian Angel Program (GAP). This is
a personal safety dialer hooked up to one’s
telephone line that allows recipient s to call
for help with the push of a button on a
pendant worn around the neck. This
service is offered on a limited basis,
dependent on the
number of unit
s
available.

Phone 520 - 297- 6049
www.icstucson.org
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Neighbors Helping Neighbors
• The
Neighbors Care (NC) Program was created to assist neighborhoods and faith
communities in creating or strengthening volunteer caregiver programs (VCPs). The goal is
to help sen iors remain independent and in their homes as long as po
ssible throu gh the
support of their “neighbors”.
The progra m also pr ovides additional re sources and support f or family caregivers.
Neighbors Care assists communities in developing programs that provide volunteer
services to seniors such as:
•

rides to and from medical appointments and shopping

•

friendly visits, help with errands grocery shopping

• telephone

reassurance

•

help with house or yard

•

light housekeeping meal preparation

•

caregiver relief, etc.

Each is an independent program setting its own services and policies with support from the
Neighbors Care Outreach Coordinators.

•

The Neighbors Care Alliance (NCA) is the association of all the Neighbors Care Programs.

•

In addition to the tremendous nu mber of di rect services provided to seniors, t
benefits of the programs are that they:
o
o
o
o

o

o
o

o

he other

Are cost effective to the community
Have opened the door for cross generational activities
Provide opportunities for partnerships with neighboring communities
Provide opportunities for civic engagement for some boomers and seniors to take
leadership positions in organizing programs and for others to provide needed direct
services to seniors and administrative support to the program
Can be a catalyst to bring together on-going educational seminars, information
sharing and support to meet the challenges facing our aging society and their
caregivers
Provide resources for linkages to other community services
Can provide a vehicle to improve the sense of “community” within neighborhoods
that may be a starting point for such other activities as asset mapping and
intergenerational program activities
Can be a tremendous resource to the Office of Emergency Management and
Homeland Security

Over the p ast three years, 23
different Neighbors Car e programs involving over 100
neighborhoods, faith co mmunities and organizations have been brought together to form o
have been added to existing Volunteer Caregiver Programs throughout Pima County.

r

To find out if your care recipient is in one of the existing NCP neighborhoods or faith
communities, or to get information about starting one of these programs contact:
Neighbors Care Program at Pima Council on Aging at 790-0504.
The Neighbors Care Program and Alliance are administered through Pima Council on Aging.
8467 East Broadway • Tucson, Arizona • 85710 • Tel. 520-790-0504 • Fax 520-790-7577
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TMC Senior Services
El Dorado Health Campus
1400 N. Wilmot Road, Tucson
Phone: (520) 324-1960
Fax: (520) 324-1084
TMC Senior Services is home to a variety of programs and support services for our senior
community offering support during a hospital stay, directly after and year-round wellness
programming.

Hospital-Based Services
Bedside Support Volunteers
Volunteers provide support to older patients an d their family me mbers to help minimize the
disruptive nature of illness and maximize recovery.
Pet Therapy
Pet therapy is benefici al for patie nts recovering from illness or injur
experiencing confusion, frustration, fear or loneliness.

y, especiall y those

Post Hospital Services
A professional geriatric specialist offers follow-up support, helps assess ongoing needs at
home, and offers emotional support and assistance to promote recovery once discharged
from the hospital.
Critical Decisions – Advance Directives
Advance Di rectives are legal docu ments to assist you in making health care decisions in
advance and can in clude living wills, medical powers of a ttorney, and pre-hospita l medical
directives. The purpose is to let others know about and honor your wishes regarding end of
life, or treatments choices.

Community Services
Seniors Helping Seniors Program
Highly trained volunteers offer companionship, a listening ear and support to any ol der adult
in the community thro ugh the normal but difficult life cha nges and losses that a ccompany
growing older through weekly home visits.
Healthy Living Connections
A place for seniors an d their families to acce ss community resources for key health and
wellness issues through a health information center, classe s and lectur es on healt h topics,
health screenings, volunteer health coaches and satellite space for community agencies.
Alzheimer’s & Related Dementias Project
Experienced volunteers support pe rsons with dementia and their fa milies throu gh family
consultations, information, a lending media library, referrals and support groups.
Medicare Part D
Volunteers provide free one-on-one assistan ce to navigate the Medicare Part D en rollment
process.
Volunteer Opportunities
Orientation, training and ongoing support are provided to all volunteers. Programs in need
of volunteers include the Alzheimer’s Project, Healthy Living Connections, Hospital Visitation,
Seniors Helping Seniors and Pet Therapy.
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Southern Arizona Region
3003 S. Country Club Road Suite 209
Tucson, Arizona 85713
(520) 322-6601
(800) 272-3900
Our Chapter Mission: To provide leadership to eliminate Alzheimer’s disease
through the advancement of research
, while enhancing car e and support
services for individuals and families.
Programs and services provided in the Southern Arizona Region:
Support Groups
Support gr oups are held in may locati ons throughou t Southern Arizona t o
meet the needs of pers
ons diagnosed with dementia,
their caregivers,
families a nd friends. Sp ecialized supp ort groups for newly
diag nosed
individuals, spouses, children and non-family caregiv ers are also available.
Support groups provide educational info rmation, resources and support in a
non–judgmental and confidential setting.
Helpline (informational and Referral)
Information is available on a variety of topics.
Some of these include
diagnosis, legal and financia l planning, types of de mentia, stages of the
disease progression, coping with ch
allenging behaviors and medic
al
research. This information and emotional support for caregiver is available by
phoning ( 520) 322- 6601 or ( 800) 272- 3900 - outside of Pima County.
Information kits are pr ovided upon r equest. You may also give y our name ,
address, etc. to receive the quarterly Chapter newsletter.
Care Planning and Family Consultation
Assistance with planning, emotional support and educational information is
available by appointment at our office or by telephone. These appointments
are confidential and are provided by qualified professionals.
Orientation Meetings
Call our office at 520-322-6601 to
schedule a personalized orientation
meeting. Orientations provide an introduction and ov erview of Alzheimer’s
disease, the services provided by the Alzheimer's Associat
ion Desert
Southwest Chapter and community resource information is presented.
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Safe Return- Medic Alert (Wanderer’s Identification Program)
This program is the only nationwide system designed to help identify, loc ate
and return to safety those individu
als who are memory impaired due to
Alzheimer’s disease or a related disorder . Safe Return provides identification
products for the memory impaired pers on and the caregiver, a 24- hour tollfree number, registration in a nat
ional database, access to 17,000 law
enforcement agencies, and connection to over 80 Alzheimer’s Association
chapters around the country. Memory impai red individuals may be registered
in this program by calli ng 1-888-572-8566. T here is a fee of $49 .00 for this
service, wit h an annual administ rative fee of $20 per year . Scholarships are
available in Southern Arizona for low-income individuals.
Education
The latest information about Alzheimer’ s disease an d related disorders is
available to the com munity through c onferences, workshops, publications,
community forums, and training sessions. Several times during t he year the
Chapter hosts meeti ng on various subj ects which have included current
clinical research, caring for the caregi ver, and legal and fi nancial planning. A
speaker’s Bureau is avail able to address c ivic, religious & bus iness audience
of all sizes. Modest fees are c
harged for some of the conferences,
workshops and professional training.
Resource Library
Books, videos and other materi als are available for loan from the Southern
Arizona office library. Additional resour ce materials are available for use at
the office.
Advocacy
On a local, state, and federal leve
l, the Alzheimer ’s Association works
diligently to fulfill its mission to advocate for the needs of persons with
dementia and their families. By participat ing in draftin g legislation, providing
testimony at public hearings, and thr ough t he publicat ion of posit ion papers,
we work t o insure that the voic es of those whos e lives are affected by a
dementing illness are heard.
The Southern Arizona Region of the Alzheimer’s Association, Desert
Southwest Chapter serves: Cochise, Graham, Greenlee, Pima, Santa
Cruz, and Yuma Counties.
The Desert Southwest Chapter of the Alzheimer’s Association is funded
by individual contributions, memorial gifts, designated donations
through workplace campaigns, fundraising events, grants and
foundation contributions
This is an official publicatio n of the Alzh eimer's Assoc iation Desert Southwest Chapter but may be
distributed by unaffiliated organizations and individuals. Such distribution does not constitute an
endorsement of these parties or activities by the Alzheimer's Association Desert Southwest Chapter
05/07
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Arizona Chapter
American Parkinson
Disease Association
Phoenix office
1012 E. Willetta St., Rm. #108
Phoenix, AZ 85006
(602) 239-3542
Contact Tom Viviano
thomas.viviano@Bannerhealth.com

Tucson office
2033 E. Speedway Blvd. #203
Tucson, AZ 85719
(520) 326-5400 or (800) 541-4960
Contact Cynthia Holmes, PhD
holmes@u.arizona.edu

Visit us online at www.azapda.org
The Arizona Chapter of the American Disease Association provides information,
services and support to people with Parkinson’s and their families. The Association
also offers educational programs about Parkinson’s to medical professionals and
wellness practitioners so these individuals may provide the best care to people
affected by Parkinson’s.
The Arizona Chapter of APDA works collaboratively with two Parkinson’s
Information & Referral Centers, one in Tucson at the University of Arizona, and
one in Phoenix at Banner Good Samaritan Medical Center.

Together, the Chapter and the Centers provide the following:
• Free 4-week Power Over Parkinson’s class
• Information on just about any aspect of Parkinson’s
• Full-time staff who can provide referrals and answer your questions
• Regular “Ask the Neurologist” meetings
• Support groups
• Educational conferences
• Web site with information about programs and services
• Lending library of books and video tapes
• Subsidies for exercise programs, Caregiver holidays & Response Link
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Disease Specific Organizations
There are several organizations in the Tucson ar ea that provide programs, services, resources
and support to indiv iduals diagnosed with a specific disease. T his is a par tial list of the most
frequently contacted organizations. For a complete list, please refer to the
PHS Guide to
Services 2008 in the Community Resources section of this manual.
Contact inf ormation and websites for each organizati on’s national office an d Tucson of fice is
indicated where available.

ALS Association

American Diabetes Association

Alzheimer’s Association

Tucson
(520) 795 - 1403

Amyotropic Lateral Sclerosis Assoc.
National
(Lou Gehrig’s Disease)
888) 342 – 2383
National
http://www.diabetes.or
g
(800) 787 – 4747
www.alsa.org
Tucson
(520)
795 - 3711
Tucson
American Heart Association
Support Groups –
Contact: Maureen Lane
National
(520) 444 – 0712
(800) 242 - 8721
maureen@alsaz.org
www.americanheart.org

National (800) 272 – 3900
www.alz.org
Email: info@alz.org
(A
Tucson
(See detailed information about the
Tucson chapter in the Community
Resources section of this manual)
(520) 322 – 6601
http://www.alzdsw.org

American Stroke Association

Division of American Heart Association)
National
(888) 478 - 7653
Tucson
(520) 795 - 1403

American Lung Association
American Cancer Society
National
(800) ACS – 2345
www.cancer.org
Tucson
(520) 321 – 7989

http://www.lungus

National
(212) 315 - 8700
(800) 548 – 8252 – Call Center
a.org
Tucson
(520) 323 - 1812
Email: infotucson@lungaz.org
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American Parkinson Disease
Association

National Alliance for the
Mentally ILL (NAMISA)

National
(800) 223 – 2732
www.adparkinson.org
Information
www.nami.
Tucson
(520) 326 – 5400 or (800) 541 – 4960
Email: www.azapda.org
(520)

National
Main: (703) 524 - 7600
Helpline: (800) 950 - 6264
org

Tucson
622 - 6582
Email: namisa@namisa.org

Arthritis Foundation
National
(800) 568 – 4045
www.arthritis.org
www.po
Tucson
(520) 917 – 7070

Polio EPIC, Inc
Tucson
790 - 8608
lioepic.org

(520)

Epilepsy Foundation of Arizona

Phoenix, Arizona
(602) 406 – 3581

(520) 795 - 1331
i.us

www.saav

Muscular Dystrophy Association
National
(800) 795 – 4863

(520)
www.sunst

Tucson
(520) 795 – 3434
Email: tucsondistrict@mdausa.org
(800)
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Sunstone Cancer Support
Centers
749 - 1928
onehealing.net

Nationa

Myasthenia Gravis Foundation
of America, Inc.

Scottsdale, Arizona 85258
(480) 451 – 3060
Em

(520) 628 - 7223

Southern Arizona
Association for the Visually
Impaired

Multiple Sclerosis Society
National
(800) 344 – 4867
www.nmss.org

Southern Arizona AIDS
Foundation

United Cerebral Palsy
l
872 - 5827

Tucson
(520) 795 - 3108
ail: staff@ucpsa.org

Jewish Family & Children’s Service
of Southern Arizona, Inc
JACK J. & GARY I. SARVER COUNSELING CENTER • WILLIAM & DORIS RUBIN SERVICES FOR OLDER & DISABLED PERSONS

The Irving Greenfield

A Tradition of Caring

TUCSON LOAN CHEST
Caring for our community since 1953

SERVING PEOPLE OF ALL RACES
RELIGIOUS AND ETHNIC ORIGINS

We Provide the Following:

ADMINISTRATIVE OFFICE

THE ZUCKERMAN BUILDING
4301 East Fifth Street

•

A low-cost durable medical equipment
program offered to low-income, uninsured,
and underinsured individuals and families
living throughout Pima County.

•

The largest selection of available used
equipment such as: wheelchairs, walkers,
hospital beds, and bathroom safety
equipment.

•

No age or diagnostic eligibility requirements
in order to receive equipment.

•

A sliding fee scale based upon the individual’s
family size and ability to pay.

•

No time limits on rentals.

Tucson, Arizona 85711-2005
Phone: (520) 795-0300
Fax: (520) 795-8206

income,

Located at:
3003 S. Country Club
Tucson, Arizona 85713

Office Hours:
Monday through Friday
8:00 A.M. – 12:00 P.M.

Please call ahead to ensure we can meet
your needs.
Telephone: (520) 624 – 3367
Counseling & Support Services • Services For Older & Disabled Persons

Holocaust Services • Elizabeth “Betty” Brook Institute of Continuing Education
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Community Resources
2008
ASSISTIVE EQUIPMENT & MEDICAL SUPPLIES

.

Arizona Relay Service …………………………………..Set-up: 800-352-8161
……………………………………….Voice: 800-842-4681; Teletype: 800-367-8939
(Phones for hearing impaired)
Arizona Telecommunications Equipment Distribution Pgm……866-223-3412
(AzTAP) (Resources for assistive technologies)
Catalina United Methodist Church (free equipment loan) ..…………327-4296
Community Outreach Program (Hearing Aids) ……………………....792-1906
DIRECT Center for Independence……………………………………..624-6452
Friends In Deed (Green Valley)………………………………………...625-1150
LIFELINE Emergency Alert System……………………………….…...323-1700
New Spirit Lutheran Church Medical Loan Chest ……………………296-2461
(free equipment loan)
Masonic Loan Chest (free equipment loan)...………...……………....744-4146
PCOA Program for Family Caregivers.……………………....………..790-7262
Pima County Prescription Discount Card …………………………….243-7772
Safe Return Medic Alert (Wanderer’s ID Program) .…………...800-572-8566
Sun Sounds (Radios and recordings for visually impaired).………...296-2400
Top Dog Training (free dog training for disabled persons)..………...323-6677
The Irving Greenfield Tucson Loan Chest ..……………..…………...624-3367
(equipment loan on sliding-fee scale)
World Care (free equipment loan ……………………………………..514-1588

ADULT DAY CARE

Casa De Esperanza Adult Day Care (Green Valley) ……………. ….625-2273
Handmaker Adult Day Care………………………………………… ….881-2323
Daybreak Adult Day Care--Central/East ..……………………………..325-1114

CASE MANAGEMENT (For older and disabled with economic need)

Catholic Social Services (Ajo)……………………………………..520-387-5639
Catholic Social Services (Tucson) ……………………………………..623-0344
Green Valley Assistance Services, Inc.………………………………..625-5966
Jewish Family and Children’s Services ……………………………….795-0300
Marana Health Center (Marana)….……………………………….. …..682-4111
Our Family Services ……………………………………………………..323-1708
Pima Health System--Community Services System...……………….790-7262
Southern Arizona AIDS Foundation ..………………………………… 628-7223
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COUNSELING/MENTAL HEALTH

Caregiver Education and Support Program…………………………...243-8352
Casa de Esperanza (Green Valley 24-hour crisis line)......................625-2273
Catalina Community Services (Catalina, AZ) .……………………......825-0009
Catholic Social Services…………………………………………………623-0344
C.O.D.A.C. Behavioral Health Services…………...……………..……327-4505
Community Partnership of Southern AZ ..……………………………..325-4268
COPE Behavioral Services…..…………………………………….……792-3293
El Rio Health Clinic .……………………………………………………..792-9890
FIRST (Interfaith support & telephone crisis line) ……………….…..918-4673
Help-on-Call (24-hour telephone crisis line) ……………………………23-9373
Jewish Family and Children’s Service ………………………………...795-0300
K.A.R.E. Family Center ..………………………………………………..323-4476
(for persons caring for the children of others)
La Frontera (for AHCCCS clients) .…………………………………….884-9920
Marana Health Center ……………………………………………... …..682-4111
Our Family Services ..………………………………………....323-1708, ext 504
Person-to-Person .………………………………………………………324-2273
(Peer counseling/telephone support for age50+)
Southern AZ Mental Health Center ……………………………………622-6000
(Free 24-hour walk-in clinic)

EMERGENCY PREVENTION SERVICES

AZ Poison & Drug Information Center …………………………………626-6016
Lifeline Program ………………………………………………………….323-1700
Safe Return Medic Alert (Wanderer’s ID Program) ..…………...800-572-8566

FINANCIAL ASSISTANCE

Consumer Credit Counseling Services ……………………..……800-308-2227
DES Administration (Federal Assistance Program) …………………628-6810
Green Valley Assistance …………………………………………. ……625-5966
(short-term financial & food assistance)
Money Management Project (PCOA) …………………………… ……790-7262
Project PPEP (assistance with rent and utility bills)..………….……..622-3553
Public Fiduciary of Pima County ……………………………………….740-5454
Supplemental Security Income……………………………………800-772-1213
Tucson Urban League (assistance with rent and utility bills)………..791-9522

FOOD ASSISTANCE - General

Casa De Esperanza (Green Valley) .................................................625-2273
Catalina Community Services (Catalina, AZ)....................................825-0009
Community Food Bank ……………………………………......………..622-0525
(Emergency Food Boxes; Value Food Store)
Ajo Food Bank ……………………………………………………….387-4916
Amado Food Bank……………………………………………………398-2479
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Green Valley Food Bank …………………………………………....625-5252
Marana Community Food Bank …………………………………....628-3001
DES Administration (Food Stamps)…………………………………….628-6810
Food Plus for Seniors ..………………………………………………….243-7777
Lioque Sr. Center (Pascua Yaqui) ..……………………………………879-7688

FOOD ASSISTANCE - Prepared Meals Delivered

Catalina Community Services (Catalina, AZ) ………………………..825-0009
Catholic Social Services (Westside Nutrition) ……………………….624-1562
Mobile Meals (special diet; no age requirement) .………………….622-1600
Mobile Meals--Northwest………………………………………………..297-6049
(through Interfaith Comm. Services)
Pascua Center (Old Pascua Village) …………………………………..882-7688
Pima Meals on Wheels--PCOA (regular diet) ….....................………790-7262
Salvation Army (“Senior Services”)……………………………………..792-1352
St. Nicholas Indian Center (South Tucson)……………………………879-5537

HOME CARE SERVICES (In-Home Help)

Community Services System (Pima Health System) ....……………..790-7262
DIRECT Center for Independence (Attendant Program).……………624-6452
Green Valley Assistance ………………………………………………..625-5966
(Information; Volunteer in-home helpers)
Jewish Family & Children’s Service (Homemaker Program) ……….795-0300
Lutheran Social Ministries Home-based Services. ..……….………..748-2300
“My House Program” of L.I.F.E. (Formerly Easter Seals).…..………745-5222
Our Family Services (Shopping) ……………………………………….323-1708
Pima Council on Aging (information only) …………………………….790-7262
St. Elizabeth of Hungary Clinic ………………………………………....628-7871
Southern Arizona AIDS Foundation …………………………………...628-7223

HOME REPAIR & ADAPTATION

City of Tucson Community Services Department …………………...791-4171
Community Home Repair Projects of AZ ……………………………..745-2055
DIRECT Center for Independence ……………………………………624-6452
Independent Living Rehabilitation Services (DES) …………………..629-0225
Interfaith Community Services …………………………………………297-6049
Pima Council on Aging ………………………………………………….790-7262
Tucson Urban League …………………………………………………..791-9522

HOSPICE

Carondelet Hospice …………………………………………………….205-7700
Casa de la Luz Hospice ...................................................................544-9890
Evercare Hospice ……………………………………………………….407-8006
Heartland Hospice ……………………………………………………….325-2790
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Hospice Family Care …………………………………………………….790-9299
Odyssey Health Care ……………………………………………………577-0270
TMC Hospice ………………………………………………………...…..324-2438
Valor Hospice ……………...……………………………………...……..615-3996
Veteran’s Administration Hospice Services ….………………792-1450 x 5316
VistaCare Hospice .……………………………………………….……..318-0700

HOUSING

Chicanos Por La Causa (Low-cost housing list) ……………………..882-0018
DIRECT Center for Independence …………………………………….624-6452
Housing Authority (City of Tucson—Section 8) ……………………....791-4616
Housing Dept. (City of South Tucson) ………………………………...623-8481
HUD (Federal Program) ………………………………………………...670-6237
Information & Referral Services (Low-cost housing list). ..…….…….881-1794
Marshall Home for Men ………………………………………………….624-5193
Miracle Square ……………………………………………………………624-5860
Pima Council on Aging (information only) ……………………….……790-7262
St. Luke’s Home …………………………………………………………628-1512
Senior Resource Network .……………………………………………...795-7480
(housing and placement info for elderly)

INFORMATION/REFERRAL/ADVOCACY

AARP (American Association for Retired Persons) …………………571-9884
ARC (Association for Retarded Citizens) …………………………… 570-1295
AZ Early Intervention Program ………………………………………...519-1677
(for children with Developmental Disabilities)
AZ Center for Disability Law ………………………………………..….327-9547
Caregiver Education & Support Program…… ……………………….243-8352
Casa de Esperanza (Green Valley)…………………………………...625-2273
Catalina Community Services (Catalina, AZ) ………………………..825-0009
Community Outreach Program for the Deaf (COPD) ……………….792-1906
DIRECT Center for Independence ……………………………………625-6452
Fall Prevention Project ………………………………………………….298-3888
Friends in Deed (Green Valley) ………………………………….…….625-1150
Green Valley Assistance Services ……………………………….…....625-5966
Information and Referral Services ..……………………………………325-2111
Long-Term Care Advocacy Program ………………………………….792-7262
Pima Council on Aging ………………………………………………….790-7262
Readrunners (Books-by-Mail Service) ………………………………...594-5416
Tucson Parish Nurse Network ………………………………………….872-6772
TMC-Senior Services …………….……………………………………..324-1960
Veteran’s Affairs Medical Center ………………………………………792-1450

INTERNET RESOURCES

Access America for Seniors …………………………………...www.seniors.gov
AARP…….……………………………………………………….…..www.aarp.org
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Arizona Technology Access Program .………….www.nau.edu/ihd/new/aztap

Administration on Aging ……………………………………….…...www.aoa.gov
Agenet
……………………………………………………….www.agenet.com
Aging With Dignity …………………………………….www.agingwithdignity.org
American Geriatric Society………………………..www.americangeriatrics.org.
Americans for Better Care of the Dying ………………...www.abcd-caring.org.
And Thou Shalt Honor………………………………….www.thoushalthonor.org
Arizona Mediators …………………………….…….www.mediate.com/Arizona/
Association for Conflict Resolution ………………………………www.acnet,org
Benefits Check-Up……………………………….……www.benefitscheckup.org
Caregiver Consortium (Local resources) …………www.arizonacaregivers.org
Caregivers Handbook ………..www.acsu.buffalo.edu/%7edrstall/hndbk0.html
Children of Aging Parents ………………………….www.CAPS4caregivers.org
Elderweb ………………………………………………………www.elderweb.com
Empowering Caregivers …………………………………..www.care-givers.com
Family Caregiver Alliance ……………………………………www.caregiver.org
Geriatric Times ………………………………………...www.medinfosource.com
Information & Referral Services, Inc ………………………….www.azinfo.org
Last Acts Campaign ……………………………………………www.lastacts.org
National Academy on an Aging Society ………………..www.agingsociety.org
National Family Caregivers Association ……………………www.nfcacares.org
National Institute on Aging (“Health Information”) ........……..www.nia.nih.gov
National Organization for Empowering Caregivers …………..www.nofec.org
Partnership for Caring: Voices for the Dying ….www.partnershipforcaring.org
Pima Council on Aging ………………………………………...... www.pcoa.org
Pima Health System . . . . . . . . . . . . . . . . . . . . . . www.pimahealthsystem.org
Social Security Administration …………………………………..www.ssa.gov
Veterans Administration …………………………………………www.azdvs.gov
LOCAL HOSPITAL WEBSITES:
Carondelet (St. Joseph’s and St. Mary’s) …………………www.carondelet.org
Northwest Medical Center………………….www.northwestmedicalcenter.com
Tucson Medical Center ………………………………………….www.tmcaz.com
Tucson Heart Hospital ………………………….www.tucsonhearthospital.com
University Medical Center (UMC) ...…………………………...www.azumc.com
Veterans Administration Medical Center ……………www.va.gov/678savahcs

LEGAL SERVICES

AZ Center for Disability Law ..….……………………………………….327-9547
Elder Law Hotline ...……………………………………………………...623-5137
Lawyer’s Referral Service .……………………………………………..623-4625
Legal Clinic at Pima Council on Aging ..……………………………..790-7262
Pima County Bar Association Referrals ………………………………623-4625
Southern Arizona Legal Aid …………………………………………….623-9465

MEDICAL SERVICES & HOSPITALS

Ajo Desert Senita Community Health Center (Ajo, AZ) ……...(520) 387-5651
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Armory Park Health Clinic .……………………………………………. 791-4865
Arizona Department of Health Services ……………………………….205-8600

Arizona Prescription Discount Program ……………………………….790-7262
AZ Health Care Cost Containment System (AHCCCS) .…………….205-8600
AZ Long Term Care System (ALTCS) ………………………………...205-8600
Behavioral Neuroscience & Alzheimer’s Clinic (UMC--Neurology) ...626-6524
El Pueblo Health Clinic ………………………………………………….573-0096
El Rio Health Center …………………………………………………….792-9890
Marana Health Center …………………………………………………..682-4111
Memory Disorders Clinic (UMC--Neuropsychology) …..……………..626-2357
Northwest Medical Center ………………………………………………742-9000
Northwest Medical Center--Oro Valley………………………………...818-2000
Pima County Public Health Nursing (Administration) ………………..740-8611
South Clinic ……………………..889-9543
North Clinic ……………………..293-4620
East Clinic ………………………298-3888
Green Valley Clinic……………..648-1626
Pima Health System & Services ……………………………………….546-3400
St. Elizabeth of Hungary Clinic …………………………………………628-7871
St. Elizabeth of Hungary Clinic (Optical & Podiatry Services) ……...795-1331
St. Joseph’s Hospital …………………………………………………….873-3000
St. Mary’s Hospital ……………………………………………………….872-3000
Santa Catalina Health Center (Catalina, AZ) ..………………………..825-6763
Tucson Medical Center ………………………………………………….327-5461
Tucson Heart Hospital …………………………………………………..696-2328
University of AZ Mobile Health Clinic ..………………………………...626-2267
University Medical Center (UMC) .……………………………………..694-0111
University Physicians Hospital at Kino ………………………………...874-2000
Veterans Administration Medical Center ……………………………...792-1450

MEDICARE INFORMATION

Pima Council on Aging ………………………………………………….546-2011

NURSING HOME & ASSISTED LIVING FACILITIES

AZ Dept. of Health Services …………………………………………….628-6965
(Facility lists; information; complaints)
AZ Long Term Care System ……………………………………………205-8600
Pima Council on Aging (information) .………………………………….790-7262

NUTRITION & SOCIALIZATION CENTERS

Ajo Community Center ..……………………………………………520-387-5040
Arivaca Community Center ………………………………………..520-398-3010
Archer Center …………………………………………………………….791-4355
Armory Park Senior Center ……………………………………………..791-4865
Casa Community Center (Green Valley) ……………………………399-2136
61
Catalina Community Services (Catalina, AZ) .………………………..825-0009
Eastside Senior Center ………………………………………………….296-4816

El Pueblo Neighborhood Center ……………………………………….889-0928
El Rio Neighborhood Center ……………………………………………624-5313
Marana Community Center ……………………………………………..682-3395
Northwest Neighborhood Center ………………………………………791-3249
Picture Rocks Community Center ……………………………………682-7166
Quincie Douglas Senior Center ………………………………………..791-2507
Richey Senior Center ……………………………………………………795-9671
Robles Junction Community Center……………………………………578-3063

PROTECTIVE SERVICES (ABUSE/NEGLECT)

Adult Protective Services ……………………………………….....877-767-2385
(to make a report of abuse or neglect)
Elder Shelter (Emergency Placement for Older Adults)……………..566-1919
Later Life Domestic Violence Services (Free Counseling)…………..327-2665

RESPITE CARE

Casa de Esperanza Adult Day Care (Green Valley)…………………625-2273
Community Services System (For in-home or facility respite)……...790-7262
Daybreak Adult Day Care (Central/East). ..…………………………..327-1114
Green Valley Assistance (In-home volunteers) ……………………...625-5966
Handmaker Adult Day Care ……………………………………………881-2323
Interfaith Community Services (In-home volunteers) .......................297-6049
Project PPEP . (Day Program for Developmentally Disabled Adults)...622-3553
VA Medical Center (Facility Respite Program)…..….………………. 792-1450

SOCIAL SECURITY INFORMATION

DIRECT Center for Independence …………………………………….624-6452
Social Security Administration …………………………….………800-772-1213

SUPPORT GROUPS & SERVICES (HEALTH RELATED)

ALS Association ………………………………………………………….444-0712
Alzheimer’s Association …………………………………………………322-6601
Alzheimer’s & Related Dementias Project of TMC ..…………………324-1960
American Cancer Society ……………………………………………….321-7989
American Diabetes Association ……………………………………….795-3711
American Heart Association …………………………………………….795-1403
American Lung Association …………………………………………….323-1812
American Parkinson Disease Association …………………………… 326-5400
Arthritis Foundation ……………………………………………………...917-7070
Caregiver Education & Support Program ……………........................243-8352
Community Outreach for the Deaf ……………………………………..792-1906
DIRECT Center for Independence …………………………………….624-6452
Epilepsy Outreach Project ………………………………………………326-6690
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Fibromyalgia Network …………………………………………………..290-5508
Friends in Deed (Green Valley—Call for listing of groups) ………….625-1150
HealthSouth (Amputee Group, Head Injury Group, COPD Group)...325-1300

K.A.R.E. Family Center (Grandparents raising grandchildren)…..….323-4476
Lupus Foundation of Southern AZ ……………………………………..622-9006
Mission Ostomy Club ……………………………………………………731-3460
Muscular Dystrophy Association ……………………………………….795-3434
Myasthenia Gravis ……………………………………………………….889-6910
National Alliance for the Mentally Ill (NAMISA) ……………………...622-5582
National Multiple Sclerosis Society …………………………………….747-7472
Polio EPIC, Inc ..…………………………………………………….……750-8608
RROADD (Older adults w/ developmental disabilities) ……..519-1515 x 1018
Southern Arizona AIDS Foundation……………………………………628-7223
Southern AZ Assoc. for the Visually Impaired (formerly “TAB”)….....795-1331
Stroke Club (at HealthSouth) ……..…………………………325-1300 x 4045
Sunstone Cancer Support Foundation ………………………………..749-1928
Tu Nidito (Grief support for children and families) ............................322-9155
TMC Healthy Living Connections………………………………………324-1960
Wingspan …….…………………………………………………………..624-1779
(Gay Lesbian Bisexual & Transgender Community Center)

TRANSPORTATION

Arizona Senior Transport ……………………………………………….573-6221
Catalina Community Services (Volunteer drivers & van service) …..825-0009
Coyote Run (Oro Valley) ………………………………………………..229-4990
Friends in Deed (Green Valley; volunteer drivers & van service) …..625-1150
Handi-Car (County) ………………………………………………………881-3391
Interfaith Community Services (Volunteers) ………………………….297-6049
Van Tran (Within the city) ……………………………………………….791-5409

UTILITIES & WEATHERIZATION

Low Income Home Energy Assistance Program (LIHEAP) …..866-674-6327
Pima County Community Action Agency…………………………….. 740-5523
Project PPEP (County residents only) ………………………………...622-3553
TEP Project (Tucson Electric) ………………………………………….623-7711

VOLUNTEER CAREGIVER ASSISTANCE

Interfaith Community Services—“Caregiving Services” …..………...297-6049
Volunteers from various faith communities provide help at home, caregiver
relief, shopping, transportation, friendly visits & telephone checks.

NEIGHBORS CARE ALLIANCE PROGRAM ……………………..…790-7262
(THROUGH PIMA COUNCIL ON AGING)
Volunteers in various neighborhoods provide help at home for older and
disabled adults, including friendly visits, shopping, transportation, etc.
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Catalina Community Services (serving Catalina, AZ)...………………825-0009
Green Valley Assistance Services……………………………………...625-5966

VOLUNTEER OPPORTUNTIES

Casa de Esperanza (Green Valley) ..................................................625-2273
Catalina Community Services (Catalina, AZ) ...................................825-0009
Green Valley Assistance Services…...……………………………… .625-5966
Interfaith Community Services …………………………………………297-6049
Northwest Medical Center “Senior Friends”…………………………...469-8537
Our Family Services--Senior Companions ……………………………323-1708
PCOA “Ambassadors” & Retired Senior Volunteer Program ……....790-7262
Tucson Medical Center Volunteer ……………………………………..327-5461
Volunteer Center of Tucson…………………………………………….881-3300

PLEASE NOTE:
These resources are available on a non-emergency basis only.
In case of an emergency, please call 911.
This list has been compiled for your use by
Pima Health System Caregiver Education and Support Program
(243-8352)
While this guide attempts to list the most commonly requested services,
it is not all-inclusive.
It is updated as often as possible, but information may change without notice.
The use of references and information from this list does not constitute an endorsement
from Pima Health System, Pima Council on Aging, or The Caregiver Consortium.
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Nutrition and the Elderly

Are the Seniors in Your Life Eating Well?
By Leanne Beattie, Health Writer & Nicole Nichols, Health Educator

Eating well is important at any age. But
health issues and physical limitations
sometimes make it difficult for seniors,
the fastest-growing s egment of the U.S.
population, to get the nutrients they need fo
r a balanced diet. Poor nutrition and
malnutrition occur in 15 to 50 percent of the elder ly population. But the sy mptoms of
malnutrition (weight loss, diso rientation, lightheadedness, let hargy and los s of appetite)
can easily be mistaken for illnes s or diseas e. If you are a full or part-time l oved one s
caretaker for an elderly parent or grandparent, there are plenty of steps you can take to
help your loved ones
maintain good nutrition as they age.
Whether it’s because of physical limitations or financial hardship, many seniors don’t
eat as well as they should. Arthritis can make cooking difficult, while certain medications
can reduce appetite, making meals unappealing. A 1990 survey by Ross Laboratories
found that 30 percent of seniors skip at least one meal a day, while another study found
that 16 percent of seniors consume fewer than 1000 calories a day, which is insufficient
to maintain adequate nutrition. There are many reasons why a senior may skip a meal,
from forgetfulness to financial burden, depression to dental problems, and loneliness to
frailty.

Possible Causes of Poor Nutrition

The best ways to find out why your loved one isn't eating well are to pay attention, look
for clues and ask questions. Encourage him to talk openly and honestly, and reassure
him that he is not a burden to you or anyone else. Some of the most common reasons
for poor nutrition in the elderly include:
•

Decrease in sensitivity. The aging proces s itself is a barrier to good nutrition
since it is common to for appetites to di minish as a person ages. A decline in the
senses of smell and taste al so affect a person’s ability to taste and enjoy food. If
a meal isn’t appetizing, a senior is less likely to eat as much as he should.

•

Side effects of medication. Certain medic ations (whether over-the-counter or
prescription) can reduce appetite, cause nausea, or make food taste differently. If
a senior doesn't feel hungry due to medica tion side effects, she i s less likely to
eat even though her body does need food and calories.

•

Poor dental health. Seniors are more likely to suffe r from dental problem s. Illfitting dentures, jaw pain, mouth sores
and missing teeth can make chewing
painful. All of these factors make it incr easingly diffic ult for the elderly to eat
healthy foods.

•

Financial burden. Many seniors are on fixed or limited incomes. If he is worried
about money, a senior may cut back on grocery expenses or buy cheaper and
less-nutritious foods to stretch his bu dget. Lacking money to pay for adequate
foods can result in a host of nutrition problems.
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•

Lack of transportation. Shopping today is also more difficult with many food
stores located in large shopping malls and on crowded streets. In order to go
grocery shopping, a senior must drive to the store, navigate through heavy traffi c
and park far away from the door. Add snow and ice to the mix and you have a
very treacherous situation for the elderly.

•

Physical difficulty. Seniors can become frail as
they age, especially when
dealing wit h debilitating c onditions like fibromyalgia, ar thritis, vertigo (dizziness)
and disability. Physical pain and poor
strength can make even simple tasks
(opening a can, peeling fruit, and standing
long enough to cook a meal) too
challenging.

•

Forgetfulness. Dementia, Alzheimer's disease , and poor memory can h urt a
senior's ability to eat a variety of foods on a regular schedule and remember what
to buy at the store. One may keep eating the same foods over and over without
realizing it, or skip meals entirely because she doesn't know the last time that she
ate.

•

Depression. As people age, lif e can become more difficult. Their loved one s
may be gone (or far away), their body may be failing t hem, even if their mind is
sharp, and loneliness can take i ts toll. Feeling blue or depressed can decrease
one's appetite, or make him feel apathetic about caring for his health. Depression
is a manageable disease when treated correctly, but left untreated it can lead to
many other nutrition and health problems.

If you are concerned about the diet of an elderly person in your life, here are some
practical tips to ensure he or she is getting proper nutrition:
Offer nutritionally dense foods. Since many seniors aren’t eating as much as they
should, the food they do eat must be as nutritious as possible. Encourage whole,
unprocessed foods that are high in calories and nutrients for their size. Some examples
include: healthy fats (nut butters, nuts, seeds and olive oil), whole grains (brown rice,
whole wheat bread, oats and whole grain cereals), fresh fruits and vegetables (canned
and frozen are also good choices), and protein-rich beans, legumes and meat and dairy
products. This will help ensure that they are getting all the vitamins and minerals
needed to maintain proper health.
Enhance aromas and flavors. Appealing foods may help stimulate appetite, especially
in someone whose senses of taste and smell aren't what they used to be. Seniors can
intensify flavors with herbs, marinades, dressings and sauces. Switching between a
variety of foods during one meal can also keep the meal interesting. Try combining
textures, such as yogurt with granola, to make foods seem more appetizing.
Make eating a social event. Many seniors who live alone or suffer from depression
may stop cooking meals, lose their appetites, and depend on convenience foods. If you
are worried that your parent or grandparent isn’t eating properly, make meals a family
occasion. Bring a hot meal over to her home or invite her to your house on a regular
basis. She may become more interested in food when other people are around.
Encourage healthy snacking. Many seniors don’t like to eat large meals or don't feel
hungry enough to eat three full meals a day. One solution is to encourage or plan for
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several mini-meals throughout the day. If this is the case, make sure each mini-meal is
nutritionally dense with plenty of fruits, vegetables and whole grains. Whole grains and
fortified cereals are a good source of foliate, zinc, calcium, Vitamin E and Vitamin B12,
which are often lacking in a senior’s diet. Cut back on prepared meats, which are high
in sodium and saturated fat.
Take care of dental problems. Maintaining proper oral health can enhance nutrition
and appetite. Make sure dentures fit properly and problems like cavities and jaw pain
are being properly managed. Insurance plans, including Medicare, cover certain dental
procedures.
Consider government assistance. Home-delivered meals, adult daycare, nutrition
education, door-to-door transportation, and financial assistance programs are available
to people over the age of 60 who need help. For more information, visit the U.S.
Administration on Aging website at www.AOA.gov.
Take them to the store. If lack of transportation is an issue, take your loved on to the
grocery yourself. You can also hire a helper or neighbor to do this if you aren't available.
Another option is to order his groceries for him, either from local grocers that make
home deliveries (for an additional fee) or from an online grocery website. Many seniors
might not be savvy enough to order food from the internet, but you could schedule a
regular order for them so that groceries will be delivered right to their doorsteps. Check
out the following sites: www.NetGrocer.com, www.Groceries-Express.com, and
www.DrugStore.com.
Give reminders. If poor memory is interfering with good nutrition, schedule meals at the
same time each day and give v isual and ver bal reminders about when it's time to eat.
Maintain food storage. Keep extra food on-hand in case of an emergency. Elderly
people who live alone should k eep some canned and non-per ishable foods in the
cupboard in case weather or health prob
lems make it difficult to go shopping.
Use supplements carefully. W hile it’s tempting to t ake vitamin supplem ents to ma ke
up for nutritional short falls, be careful about to xicity. The elderly do not process Vitamin
A as quickly as younger people do, making them susceptible to Vitamin A toxicity, for
example. Certain vitamins can also interact with medications, so make sure you or your
loved ones discuss the idea
of supplements with their
health care provider.

Adapted from SparkPeople.com
http://www.sparkpeople.com/resource/articles_print.asp?id
= 869

Article created on 5/29/2007
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SENIOR ORAL HEALTH ISSUES
Funded by:
United Way of Tucson and Southern Arizona
And its Southern Arizona Compassion Inititiative
Copyright© 2005

Older patients are at greater risk for oral and general health problems because of
declining physical and/or mental status, medications and not understanding the
importance or not being able to afford routine dental care.
Common teeth, mouth and other health related problems that may affect oral health:
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Dry mouth is caused by a reduced saliva flow, which can be caused by cancer
treatments that use radiation to head and neck area, as well as certain diseases,
such as Sjogren’s Syndrome, and certain medications. The lack of Saliva can
cause uncontrolled bacterial growth that leads to tooth and root decay (cavities)
and certain gum infections. Denture wearers may have more problems with the fit
of their denture or with sores in their mouths when they have dry mouth.



Root decay is a cavity caused by acids from bacteria (plaque) left at the
gumline. The root surface is more likely to decay as the gum tissue recedes from
the tooth. These cavities can often be prevented and are usually worse in people
with dry mouth.



Malnutrition (poor nutrition) can be caused by not being able to eat healthy and
crunchy fresh foods. Some of the causes may be dry mouth, broken decayed
teeth and painful gums caused by periodontal (gum) disease and poor-fitting
dentures.



Diminished sense of taste is caused by a natural age-related decrease in the
sense of taste and smell. Dry mouth, diseases, medications and dentures can
contribute.



Oral cancer is mostly commonly found on or under the tongue and sometimes
includes the surrounding jawbones and glands of the head and neck. Prevention
and early detection are very important! A yearly oral exam by a medical or dental
professional is recommended.



Oral mucositis is a common side effect of cancer treatment that causes
inflammation and sores inside of the mouth. A dental exam is necessary before
starting cancer therapy to lessen the oral problems that may develop.



Diabetes is a very common disease. Many people with diabetes do not even
know they have the disease. There are many ways to help to control diabetes
and to lessen the damage it causes to different parts of the body (i.e. eyes, heart,
feet and mouth). Gum infections have been called the sixth complication of
diabetes, because people with diabetes are more likely to have periodontal (gum
and bone) disease. People with diabetes and periodontal disease also have a
more difficult time controlling their blood sugar.



Periodontal (gum and bone) disease is an infection of the gum and/or bone
that hold the teeth in place. The disease is caused by a buildup of plaque
(invisible, soft and sticky bacteria) and can be make worse by food left in teeth,
use of tobacco products, poor-fitting bridges and dentures, poor diets and certain
diseases, such as anemia, cancer and diabetes.



Gingivitis is a type of gum infection with red and bleeding gums. At early states
the infection can be reversed with proper treatment and daily oral hygiene care.



Periodontitis is an infection in the mouth that causes bone to break down (lose
bone) around the teeth. A dental exam will show how much damage (bone loss)
has been done. Osteoporosis may make the bone in the jaw more likely to be
destroyed by periodontal disease.



Thrush is an overgrowth of a fungus in the mouth. It appears as a white area or
patch in the mouth or sores in the corners of the mouth. Diseases or medications
that affect the immune system can trigger the overgrowth of fungus. An oral
exam and treatment is necessary to try to control the fungus.



Denture-induced stomatitis is an inflammation of the gums and/or roof of the
mouth under a denture where the tissue looks very red. Poor fitting dentures,
poor dental hygiene, a buildup of bacteria or an oral fungus can cause the
condition. An oral exam and treatment may correct the problem.



Acid reflux is the production of excessive stomach acid that flows up into the
esophagus and can come up into the mouth and eat away at the teeth and irritate
the gums, throat and mouth. Rinsing the mouth after acid reflux is one way to
help lessen the damage of the acid on the teeth and the rest of the mouth.



Respiratory infections (pneumonia) have been associated with breathing in
bacteria (germs) from unhealthy mouths. This connection between the bacteria in
the mouth and in the lungs has been seen in nursing home patients who may not
be as healthy overall.



Menopausal or post-menopausal women may notice changes in their mouths.
Dry mount, bleeding gums, burning feeling in the gums and altered taste are oral
changes that might occur with hormone changes. Recent studies found women
with low estrogen levels are more likely to have periodontal disease (gum and
bone infection) and tooth loss.



Increased risk of heart disease and stroke in people with gum infections has
been found I recent studies. However, there is not yet enough evidence to say for
sure that oral infections are a cause of heart disease or stroke.

ESSENTIAL ORAL HEALTH
Daily brushing and flossing of your teeth is essential to keeping them in good health.
Plaque (invisible, soft and sticky bacteria) builds up quickly on the teeth of older adults,
especially when oral hygiene care is difficult or neglected. The buildup of bacteria can
cause decay (cavities), periodontal diseases (gum and bone infections), bad breathe,
bad taste and may affect your overall health.
▪

Get professional oral health care, even if you do not have natural teeth. A yearly oral
exam by a dental professional can help to maintain the overall health of the teeth
and mouth, and provide early detection of pre-cancer or cancer.



Practice good oral hygiene. Careful tooth brushing at least twice a day and flossing
once a day is necessary to remove dental plaque (invisible, soft and sticky bacteria)
and help prevent periodontal (gum and bone) disease and cavities.



Caregivers should attend to the daily oral hygiene procedures of elders who are
unable to perform these activities independently.
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Regular Preventive dental hygiene visits should be made according to your dentist’s
or dental hygienist’s recommendations. At these appointments, they will review your
medical history and medications, check for oral cancer and any oral health
problems. You can also learn how to be more effective with daily oral hygiene care.



Drink fluoridated water, use fluoride toothpaste and possibly a fluoride mouth rinse.
Fluoride helps to strengthen the teeth and protect against dental decay (cavities) at
all ages.



Ask your dental care professional (dentist or dental hygienist) if you would benefit
from a mouth rinse that fights bacteria (germs), one that contains fluoride for
strengthening the teeth or both.



Make sure that you or your loved one gets dental care prior to undergoing cancer
chemotherapy or radiation to the head or neck. These therapies can damage or
destroy oral tissues and can result in severe inflammation and ulcers, dry mouth,
uncontrolled cavities and breakdown of the jawbones.



Avoid tobacco. In addition to the general health risks by tobacco use, smokers have
seven times the risk of developing periodontal (gum) disease compared to nonsmokers. Tobacco used in any form – cigarettes, cigars, pipes and smokeless (spit)
tobacco – increases the risk for periodontal disease, oral and throat cancers and oral
fungal infection. Spit tobacco containing sugar also increases the risk of dental
decay (cavities).



Limit alcohol. Excessive alcohol is a risk factor for oral and throat cancers. Alcohol
and tobacco used together are the primary risk factors for these cancers.
This information was adapted from the National Institutes of Health, Publication No. OP-09,
Diabetes Dental Tips.
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Know When You Need Medical / Dental Help – Oral Assessment Guide
Adapted from the University of Iowa Gerontological Nursing Interventions Research Center

Category

Healthy

Changes

Unhealthy

What to do

Smooth, moist

Dry, chapped or
red at corners

Swelling or lump, white/red/ulcer
patch, bleeding or ulcers at corners

Changes or Unhealthy = See Medical or dental
professional

Moist,
roughness,
uniform color

Patches, deep
grooves, red
coated

Patch that is red and/or white,
ulcers or swollen

Changes or Unhealthy = See medical or dental
professional

Moist, smooth,
not red

Dry, shiny, rough,
red swollen, ulcer
or sore spot
under dentures

Swollen, bleeding gums, ulcers/
white or red patches, redness or
ulcers under dentures

Changes or Unhealthy = See medical or dental
professional

Moist tissues
(tongue, cheeks),
watery and free
flowing

Dry and sticky
tissues, little
saliva present

Tissues dry and red, very little or no
saliva present or very thick saliva

Changes or Unhealthy = See medical or dental
professional

No cavities on
tops of teeth or
roots, no broken
teeth

Missing fillings or
caps, holes in
teeth/roots

More than one missing fillings, caps or Changes or Unhealthy = See medical or dental
professional
holes in teeth/roots

Dentures
or Partials

No broken areas
or teeth, dentures
worn regularly

Broken or sharp
areas on tooth or
dentures, only
worn for one-two
hours a day

More than 1 broken area/ tooth,
denture missing or not worn, or has
need for denture adhesive

Changes or Unhealthy = See medical or dental
professional

Oral
Cleanliness

Clean and no
food particles or
buildup in the
mouth or on the
dentures

Food particles/
soft or hard
buildup in areas
of the mouth or
on the denture

Food particles/ soft or hard buildup
in most areas of the mouth or on
most of the dentures

Changes or Unhealthy = See medical or dental
professional

Lips

Tongue

Gums and
Tissues

Saliva

Natural

Teeth

Healthy mouths can be maintained with regular oral hygiene care (brushing, cleaning in between teeth, fluoride toothpaste or rinse), regular Professional care (interval
determined by the dental health professional) and yearly oral cancer exams.

COMMUNITY DENTAL SERVICES LIST – PIMA COUNTY
If you need dental care and do not currently have a dental office or do not have private
dental insurance, the following dental clinics may be able to help you:
El Rio Health Center
Pascua Yaqui Dental Center
839 W. Congress
(Native
American)
Tucson, AZ 85745
7490 S Camino De Oeste
Dental Appointment: (520) 670-3758
Tucson, AZ 85746
Dental
Appointment: (520) 879-6141
El Rio Northwest Dental Clinic
4009 N. Flowing Wells
San Xavier Indian Health Center
Tucson, AZ 85705
(Native
American)
Dental Appointment: (520) 408-0836
7900 S. J Stock Rd.
Tucson,
AZ 85747
El Rio South Dental Clinic
Dental Appointment: (520) 383-7341
2800 E. Ajo Way
Tucson, AZ 85713
Sells Dental Clinic
Dental Appointment: (520) 573-3758 (Native
American)
Hwy.
86th and Main St.
El Rio Southwest Dental Clinic
Sells, AZ 85634
1500 W. Commerce Ct.
Dental Appointment: (520) 383-7341
(Valencia / Midvale)
Tucson, AZ 85746
Desert Senita Dental Center
Dental Appointment: (520) 628-7871
140 Estrella
Ajo,
AZ 85321
St. Elizabeth of Hungary
Dental Appointment: (520) 387-4500
140 W. Speedway, Suite 100
Tucson, AZ 85705
AZ
State Dental Association (AzDA)
Ask for Registration: (520) 628-7871
Find-A-Dentist
(800)
866-2732 (Toll Free)
Marana Dental Clinic
13644 Sandario Rd.
AzDA’s Action Program
Marana, AZ 85653
For those in financial need: call for
Dental Appointment: (520) 682-4111
application to determine eligibility for
Reduced
rate or donated dental care.
Pima Community College
(866-) 340-4337 (Toll Free)
(West Campus)
Dental Hygiene Clinic
2202 W Anklam Rd.
Science Bldg., K212
Tucson, AZ 85709
Dental Appointment: (520) 206-6090
(Exam by dentist, X-rays, Preventive
Services – cleanings, fluoride, etc.;
No dental treatment offered)
Developed by: Pima County Health Department, Southern Arizona Oral Health Coalition,
150 W. Congress St., Tucson, AZ 85701, (520) 740-3182
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Older Drivers
At age 75, Sheila thinks she's a very good driver. And she wanted to stay that way. So
she got her eyes and hearing checked to make sure she can see and hear well enough
to drive safely. Then she signed up to take a driving course for older drivers at her local
automobile club. Will all this effort guarantee Sheila's road safety?
As he was driving to the grocery store one day, 80-year-old Daniel ran over the curb
and hit a trash can. His car was only scratched, and he was not hurt. But Daniel was
scared because he almost hit a young woman waiting at the bus stop. He began to
wonder if he should give up his driver's license. How will Daniel know when it's time for
him to stop driving?
How Does Age Affect Driving?
More and more older drivers are on the r oads these days. It's important to know that
getting older doesn't automatically turn people into bad drivers. Many of us continue to
be good, s afe drivers as we age. But there are changes that can affect driving skills as
we age.
Changes to our Bodies. Over time your joints may get stiff and your muscles weaken. It
can be harder to move your head to look back, quickly turn the steering wheel, or safely
hit the brakes.
Your eyesight and hearing may change, too. As you get older , you need more light to
see things. Also, glar e from the sun, oncom ing headlights, or other street l ights may
trouble you more than before. The area you can see ar ound you (called peripheral
vision) may become narrower. The vis
ion problems from eye diseas es such as
cataracts, macular degeneration, or glaucoma can also affect your driving ability.
You may also find that your reflexes are getting slower. Or, your attention span may
shorten. Maybe it's harder for you to do two things at once. These are all normal
changes, but they can affect your driving skills.
Some older people have conditions like Alzheimer's disease (AD) that change their
thinking and behavior. People with AD may forget familiar routes or even how to drive
safely. They become more likely to make driving mistakes, and they have more "close
calls" than other drivers. However, people in the early stages of AD may be able to keep
driving for a while. Caregivers should watch their driving over time. As the disease
worsens, it will affect driving ability. Doctors can help you decide whether it's safe for the
person with AD to keep driving.
Other Health Changes. While health problems can affect driving at any age, some occur
more often as we get older. For example, ar thritis, P arkinson's disease, a nd diabetes
may make it harder to drive. People wh o are depressed may become distracted while
driving. The effects of a stroke or even la ck of sleep c an also cause driving problems.
defibrillator or pacemaker might cause an irregular
Devices such as an automatic
heartbeat or dizziness, which can make driving dangerous.
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Smart Driving Tips
Planning before you leave:
•
•
•
•
•

Plan to drive on streets you know.
Limit your trips to places that are easy to get to and close to home.
Take routes that let you avoid risky spots like ramps and left turns.
Add extra time for travel if driving conditions are bad.
Don't drive when you are stressed or tired.

While you are driving:
•
•
•
•
•
•
•

Always wear your seat belt.
Stay off the cell phone.
Avoid distractions such as listening to the radio or having conversations.
Leave a big space, at least two car lengths, between your car and the one in
front of you. If you are driving at higher speeds or if the weather is bad, leave
even more space between you and the next car.
Make sure there is enough space behind you. (Hint: if someone follows you
too closely, slow down so that the person will pass you.)
Use your rear window defroster to keep the back window clear at all times.
Keep your headlights on at all times.

Car safety:
• Drive a car with features that make driving easier, such as power steering,
•
•
•
•

power brakes, automatic transmission, and large mirrors.
Drive a car with air bags.
Check your windshield wiper blades often and replace them when needed.
Keep your headlights clean and aligned.
Think about getting hand controls for the accelerator and brakes if you have
leg problems.

Driving skills:
• Take a driving refresher class every few years. (Hint: Some car insurance

companies lower your bill when you pass this type of class. Check with AARP,
AAA, or local private driving schools to find a class near you.)

Medicine Side Effects. Some medicines can make it harder for you to drive safely.
These medicines include sleep aids, anti-depression dr ugs, antihistamines for allergies
and colds, strong pain killers, and diabetes medications. If you take one or more of
these or other medicines, talk to your doctor about how they might affect your driving.

Am I a safe driver?

Maybe you already know of
some driving situations t hat are hard for you––night s,
highways, rush hours, or bad we ather. If so, try to change y our driving habits to avoid
them. Other hints? Older driver s are most at risk when yieldi ng the right of way, turning
(especially making left turns) , changing lanes, passing, and using expressway ramps.
Pay special attention at those times.
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Is It Time to Give Up Driving?
We all age differently. For this reason, there is no way to say what age should be the
upper limit for driving. So, how do you know if you should stop driving?
To help you decide, ask:
•
Do other drivers often honk at me?
•
Have I had some accidents, even "fender benders"?
•
Do I get lost, even on roads I know?
•
Do cars or people walking seem to appear out of nowhere?
•
Have family, friends, or my doctor said they are worried about my driving?
•
Am I driving less these days because I am not as sure about my driving as I used
to be?
If you answered yes to any of these questions, you should think seriously about whether
or not you are still a safe driver. If you answered no to all these questions, don't forget to
have your eyes and ears checked regularly. Ta lk to your doctor about any changes to
your health that could affect your ability to drive safely.

How Will I Get Around?

You can stay active and do the things you like to do, even if you decide to give up
driving. There may be more options for get ting around than you think. Some areas offer
low-cost bus or taxi service for older p
eople. Some also have carpools or other
transportation on request. Religious and ci vic groups s ometimes have volunteers who
take seniors where they want to go. Your local Agency on Aging has information about
transportation services in your area.
If you do not have these services where y ou live, look into taking t axis. Too expensive,
you think? Well, thin k about this: the AAA now estimates that the average cost of
owning and running a car is ab out $6,420 a year. So, by gi ving up your car, you might
have as m uch as $123 a week to use for taxis, bus es, or to buy gas for friends and
relatives who can drive you!

Where can I get more information?

We all age differently. For this reason, there
upper limit for driving. So, how do you know
decide, ask:
•
•
•
•
•
•

is no way to say what age should be the
if you should stop dr iving? To help y ou

Do other drivers often honk at me?
Have I had some accidents, even "fender benders"?
Do I get lost, even on roads I know?
Do cars or people walking seem to appear out of nowhere?
Have family, friends, or my doctor said they are worried about my driving?
Am I driving less these days because I am not as sure about my driving as I used
to be?

If you answered yes to any of these questions, you should think seriously about whether
or not you are still a safe driver. If you answered no to all these questions, don't forget to
have your eyes and ears checked regularly. Ta lk to your doctor about any changes to
your health that could affect your ability to drive safely.
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How Will I Get Around?
You can stay active and do the things you like to do, even if you decide to give up
driving. There may be more options for get ting around than you think. Some areas offer
low-cost bus or taxi service for older p
eople. Some also have carpools or other
transportation on request. Religious and ci vic groups s ometimes have volunteers who
take seniors where they want to go. Your local Agency on Aging has information about
transportation services in your area.
If you do not have these services where y ou live, look into taking t axis. Too expensive,
you think? Well, thin k about this: the AAA now estimates that the average cost of
owning and running a car is ab out $6,420 a year. So, by gi ving up your car, you might
have as m uch as $123 a week to use for taxis, bus es, or to buy gas for friends and
relatives who can drive you!
Where can I get more information?
AARP
601 E. Street, NW
Washington, DC 20049
202-434-2277 202-638-5944
1-800-424-3410
www.aarp.org/families/driver_safety

AAA Foundation for Traffic Safety
607 14th Street, NW
Washington, DC 20005
www.seniordrivers.org

The booklet At the Crossroads: A Guide to Alzheimer’s Disease, Dementia & Driving is available
in English and Spanish and online. For a free copy, contact:
The Hartford
Hartford Plaza
690 Asylum Avenue
Hartford, CT 06115
860-547-5000
www.the hartford.com/alzheimers
For more information on health and aging, contact:
National Institute on Aging Information Center
P.O. Box 8057
Gaithersburg, MD 20898-8057
1-800-222-2225
Washington,
1-800-222-4225 (TTY)
1-88-DASH-2-DOT
www.nis.nih.gov
(1-888-327-4236)
To order publications online:
www.nhtsa.
www.niapublications.org

National Highway Traffic
Safety Administration
400 Seventh Street, SW
DC 20590
dot.gov

Visit NIHSen iorHealth.gov (www.ni hseniorhelath.gov), a senio r-friendly Web site form t he Natio nal
Institute on Aging and the National Library of Medicine. The site, which features popular health topics for
older adults, has large type and a “talking” function that reads the text aloud. National In stitute on Aging,
U.S. Department of Health and Human Services, National Institutes of Health, June 2004
http://www.nianih.gov/HalthInformation; Publicationa\s/drivers.htm
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Home Safety Hints

To Keep Homes Safe and Secure for Older Adults
Bathroom:
Most falls occur i n the bat hroom. Impl ementing a fe w safeguards wil l prevent
unnecessary accidents. First, use only non-sk id mats and car pet on the
bathroom floor, as well as appl ying no n-skid stri ps in side of the tub . Install
grap bars around t he tub. Ma ke sure you attach them through the tile and to
the structural supports in the wall. If ei ther your balance or endurance is poor,
think about using a tub seat or tub bench while bathing. Finally, look at where
your toiletries are stored. Consider
rearranging your cabinets so that
commonly used items are within reach.

Bedroom:
Make sure your bedroom is f ree of cl utter with a clear walking path. Always
keep a light and phone accessible from the bedside. Can you get in and out of
bed easily? Consider adjust ing the bed height or i nstalling a bed rail to make
the task less strenuous. Use a nightlight for safe nighttime bathroom runs.

Living room:
Rearrange living room furnit ure to allow for a c lear walking path. Leav e extra
space if you use a walker . Secure throw rugs,
runners, and mats . The
Consumer Product Safety Commission estimates that 6800 people,
ages 65 and ol der, are treated in emergency rooms for injuries related to rugs
and runners. Apply double-f aced adhesiv e carpet tape, purchase rugs with
slip resistant backing or place rubber matting under rugs. Make sure you can
safely get up and down from furniture.
Consi der raising the seat hei ght by
adding a cushion or lengthening the legs. Finally, good lighting is essential for
fall prevention. Use the maximum wattage bulb allowed.

Kitchen:
Implementing a few home modifications and energy cons ervation techniques
in the kitchen will help prevent falls and back injuries. Co nsider rearranging
your cabinets so that most items can be easily reached. This will limit frequent
lifting, bending and carr ying. Place sm all applianc es on c ountertops. Use a
chair or st epstool to perform large kitchen jobs. Additi onal kitchen safety tip s
include installing a smoke detector, plac ing a fire extingui sher next to th e
stove, dating food in refrigerator and providing adequate light.
See our Home Safety Checklist for additional information.

http://www.agenet.com/Category_Pages/homesafetyhints
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Home Safety Checklist
The Solutions for Better Aging Home Safety Checklist for seniors is a
tool for caregivers to assess possi
ble hazards and functi
onal
performance withi n the home environment. It allows them to initiate
problem-solving to make educated deci
sions regarding adapti ve
equipment, com munity resources and possi
ble alternatives to
independent living.

ENTRANCE:
•
•
•
•

Can you enter the house or apartment safely?
Is a secure railing present?
Can you view visitors prior to entry?
Is the lock in working order?

LIVING AREAS:
• Is the doorway accessible?
• Is there an uncluttered walking pathway?
• Can you get up and down safely from the sofa and chair?
• Can you open and close the windows?
• Can you manage the television?
• Can you manipulate the light switches?
• Are cords out from beneath carpeting and furniture?

KITCHEN
•
•
•
•
•
•
•
•
•
•
•
•
•
•
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Is the doorway accessible?
Are the appliances in working order?
Can you manipulate the faucets of the sink?
Can you open and close the refrigerator and freezer?
Can you open and close high and low cabinets?
Is adequate workspace available?
Can you reach the dishes, pots, silverware, and food supply?
Can you reach the stove controls?
Can you manage the stove door?
Can you reach the outlets?
Can you safely transport food to the eating area?
Are sharp objects stored safely?
Are flammables kept away form the stove area?
Do you have a step stool which is stable and in good repair?

BEDROOM:
•
•
•
•
•
•

Is the doorway accessible?
Can you get up and down safely from the bed?
Is the light accessible from the bed?
Can you reach the phone?
Can you reach your clothes in the closet and the dresser?
Is there a clear path to the bathroom?

BATHROOM:
• Is the doorway accessible?
• Can you safely transfer into the tub or shower?
• Will a tub chair or tub bench be needed?
• Can you safely transfer to the toilet?
• Will a safety frame, raised seat or grab bar be needed?
• Can you reach the outlets?
• Can you manipulate the light switches?
• Can you functionally use the sink?
STAIRWAYS:
•
•
•
•

Is a secure handrail present?
Is there adequate illumination?
Is the carpet secure?
Are the steps free of clutter?

GENERAL:
•
•
•
•
•
•
•
•
•
•
•
•

Are there working smoke detectors on every floor?
Do you have a carbon monoxide detector?
Are electrical cords free of frays?
Are there no outlets or switches, which are unusually, warm or
hot to touch?
Is there adequate illumination throughout the house?
Are small rugs and runners slip-resistant?
Is the house free of pests?
Are the plumbing and utilities working?
Are you able to retrieve the mail safely?
Are emergency phone numbers posted on or near the
telephone?
Do you have access to a telephone if you fall?
Are all medicines stored in the containers that they came in and
are the clearly marked?

http//www.agenet.come/Category_Pages
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National Family Caregiver Support Program Resources

Introduction
Caregiving can be physically demanding.
Caregivers need support for their own health,
strength, and energy. Home modifications and
assistive devices can provide relief and reduce
stress on caregivers. Learn more about what
you can do to modify your home to make
caregiving easier and safer for you and your
loved one.
Home modifications are changes to the home.
They provide comfort and safety. Examples of
home modifications include grab bars,
handrails, ramps, curbless showers, stair lifts,
and wider doorways.

•

Install a flexible hand-held showerhead at a
sink. This will allow basic cleaning to take
place at any sink.

•

Use a no-rinse shower cap (disposable, with
pre-mixed shampoo and conditioner). This
will make it possible to wash your relative’s
hair anywhere.

•

Add a call button. This will contact help for
you or your relative in an emergency.

•

Install a ceiling lift system. This will help
transport a person into the bathing or showering
area.

Assistive devices are items or pieces of
equipment that can help you carry out daily
activities. Examples of assistive devices
include raised toilet seats, reachers, and
walkers.
This fact sheet suggests ways that the home
environment can help you in the following
three caregiving activities that often are
difficult: bathing/showering, toileting, and
getting in and out of the home.

Bathing/Showering
•

Place non-skid strips or decals in the tub or
shower. This will provide better traction and
help avoid slipping.

•

Install shower or flexible hand-held
showerhead. This will make it easier to reach
and clean most parts of the body.

•

Use a shower/tub chair. This will allow your
relative to be seated while bathing.

Photo provided by the University of Southern California,
Andrus Gerontology Center, National Resource Center
on Supportive Housing and Home Modification

Toileting
•

Install a night-light. This will help you find
your way to the bathroom in the dark.

•

Install grab bars or ceiling-mounted vertical
pole. This will give you and/or the person you
are helping something to hold on to.

•

Install a raised toilet seat, high-rise toilet, or
floor/seat adapters. This will make it easier to
get on and off the toilet.

•

Use a commode or bedpan. This will reduce
the number of trips to the toilet.

Getting In/Out Of The Home
•

Install handrails on both sides of steps. This
will provide support to avoid falls.

•

Install lever door handles or attach lever
adapters to round doorknobs. This will make
it easier to open the door.

•

Provide the care receiver with a cane,
walker, or wheelchair. This will provide
stable support in moving from place to place.

•

•

Install swing-clear hinges to existing doors.
This will make doorways wider for a
wheelchair or walker.
Install a ramp or chair elevator. This will
make it easier to use a wheelchair or walker.

A Home Assessment Check-up
Every caregiving situation is different. A home
assessment can help you decide what will work
best for you. Depending on their knowledge, the
following professionals can help assess your home
and make recommendations: Occupational and
physical therapists, case managers, gerontologists,
social workers, registered nurses, contractors, and
remodelers.

You can learn more about home modifications
and assistive devices from the following:
Disease-oriented organizations (e.g., Alzheimer’s
Association, Arthritis Association, Cerebral Palsy
Association, Multiple Sclerosis Society, Stroke
Association)
Family Caregiver Alliance (1-800-445-8106;
www.caregiver.org)
Local Area Agency on Aging for local resources
and senior centers (1-800-677-1116; or
www.eldercare.gov)
Local Center for Independent Living (look up in
your local telephone directory, or click on
www.virtualcil.net/cils/ or
www.bcm.tmc.edu/ilru/jump1.htm)
Local durable medical equipment store (A directory
of suppliers that provide durable medical equipment
products under the Medicare program is available
at: www.medicare.gov/Supplier/Home.asp )
National Family Caregiver Support Program, U.S.
Administration on Aging
(www.aoa.gov/prof/aoaprog/caregiver/caregiver.asp)

National Resource Center on Supportive Housing
and Home Modification (A National Directory of
Home Modification Resources is available at
www.homemods.org)
United Cerebral Palsy (1-800-872-5827);
www.ucpa.org)

Information provided in this fact sheet was adapted from
materials submitted by the University of Southern California,
Andrus Gerontology Center, National Resource Center on
Supportive Housing and Home Modification. For more
information, visit their website www.homemods.org.

FOR MORE INFORMATION
AoA recognizes the importance of making information readily available to consumers, professionals, researchers, and
students. Our website provides information for and about older persons, their families, and professionals involved in
aging programs and services. For more information about AoA, please contact: US Dept of Health and Human Services,
Administration on Aging, Washington, DC 20201; phone: (202) 401-4541; fax (202) 357-3560; Email:
aoainfo@aoa.gov; or contact our website at: www.aoa.gov
- 2 - Administration on Aging | Fact Sheet
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Fall Prevention
Falls are one of the leading problems faci ng the older per son. Many times injur y
from falls leads to permanent disability, limiting a person’s active, independent
life. It is estimat ed that one-third of all persons 60 years ol d and older suffer falls
each year. Indirectly, the fe ar may also be damaging. It’s estimated that 20% of
the el derly who fear falling limit their acti
vities of daily l iving. Ma king sim ple
changes to lifestyle and environment can provide peace of mind and prevent the
likelihood of falling.

The older population’s risk of falling is related to three influences:
 The normal aging process
 Pathology that increases with age
 Environmental conditions
As people age, ther e are normal alterations in vi sion, gait, posture, hearing, and
cognition which may increase incidence of falls. For unexpected trip or impaired
vision may interfere with ch ronic illness. Cardiovascular conditions, neurological
impairments, psychologi cal disorders an d met abolic disord ers ma y dire ctly
influence a person’ s functional capabil ities. Envi ronment f actors include t he
person’s physical surroundings and medications that put them at risk of falling.
Many falls and accidents can be prevented. Below are simple lifestyle
changes and home modifications that may increase your safety and deter falls.

LIFESTYLE CHANGES:

Have your vision and hearing checked regularly.
Talk to you doctor or pharmacist and the side effects of your medication.
Limit your intake of alcohol.
Use caution when getting up from eating or sleeping.
Use a cane or walker to help maintain your balance.
Wear supportive, rubber-soled shoes.
 Maintain a regular exercise program to improve strength and tone.







HOME MODIFICATIONS:

 Clear pathways of clutter and electrical cords.
 Firmly attach carpets and rugs.
 Rearrange furniture so they are not obstacles.
 Use raised seat and safety rails for toilet.
 Install sturdy handrails on both sides of stairway.
 Paint the top and bottom stair to show contrast with the other stairs.
 Keep outdoor steps and walkways in good repair.
 Utilize grab bars and a chair in the tub.
 Prov ide adequate lighting.
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Preparedness Today: What You Need to Do
Maintaining a Healthy State of Mind For Seniors
We’ve proven time and again our ability to survive everything from the Great Depression to world
wars and the threat of nuclear holocaust. We’ve lived through droughts, floods, and all sorts of other
natural disasters. We’ve given birth supported our families, and stood by our loved ones through
personal and financial losses. We are proud, tough and resilient.
-- “Voices of Wisdom: Seniors Cope with Disasters” videotape, Project COPE, 1992

Being mentally and emotionally prepared is the best
way to red uce the eff ects of nat ural
disaster or terrorism. Di saster disrupts our way of life and peace of min d. It can make us feel
unsafe and afraid. Th is may increase feelings of mistrust and prejudice. You m ay find you
react in different ways to stressfu l events. You may change who you will tal k to trust, or where
you travel, or how you spend money. Sometimes feelings to hate towards others arise and lead
to violence. This can destroy families and community life.
Although seniors have great streng th from lif e experiences, planning a head can h elp decrease
the risk of harm in an
emergency. Planning ahead includes askin g yourself the following
questions:
• Do I tire easily?
• Do I need help to see, hear, or walk?
• Do I need to care for another person?
• Do I take daily medication?
Being mentally and emotionally prepared includes knowing:
• What to expert.
• When help is needed.
• How to get help.
What can I do to prepare myself now?
These are several things you can do ahead of time, when
things are calmer, to get ready t o
respond to t he kinds of events that a natural d isaster or an act of terrorism might trigger. For
example, you could If a disaster occurs, how can I best deal with it?
Taking about what happened and sharing your feelings with others you trust or who have live d
through similar events can be helpful. It also is im portant to take care of yourself physically.
This includes eating pro perly, taking your regul ar medications, and getting a good n ight’s rest.
Get back int o a normal routine as soon as you can. It help s if you can find meaning in what
happened or how you handled things.
• Use the disaster plan you made.
• Find sources of information you can trust.
• Stay informed and follow official directions to protect yourself and others.
• Stay in touch with family, friends, and neighbors, if possible.
• Spend time with family and loved one.
• Even though you need to stay informed, avoid repeatedly watching disturbing events.
Watching TV or hearing radio replays of tragic events can increased anxiety and fear.
• Remind yourself of your strengths and how well you have dealt with problems in the
past.
• Remind yourself that in time you will feel better.
• Be patient with others and with yourself. Take time to relax. Find a quiet place where
your can collect your thoughts and feelings.
• Keep up your exercise and good health habits. Get plenty of rest.
• Ask for help when you need it.
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How will I know if I need more help?
You may try all these ways to feel b etter and still be unable to get back to your regular routines.
You might need outside help if, after several weeks or so, you:
• Still suffer greatly, longer than for other losses and events.
• Cannot concentrate or do things you used to enjoy.
• Are not able to resume normal roles with your family and friends.
• Are you?
o Drinking or smoking too much.
o Using an excessive amount of prescribed medicines.
o Driving too fast or too slowly.
o Fighting, hurting, or threatening others.
• Are still having eating or sleeping problems.
• Are getting physically sick.
• Feel like hurting yourself or someone else.
How do I get help?
Asking for support may sometimes feel uncomfortable; ho wever, seed ing the assistance you
need can help you cope better. Sources for assistance could include a:
• Family Doctor
• Pastoral care counselor
• Licensed counselor or other trained mental health provider
• Health care provider.
• Local health center or mental health clinic
• Make a plan with family or household members. Decide how to stay in touch if
something goes wrong. Set up a meeting place.
• Keep a spare pair of eyeglasses and extra medicine handy in case you need to leave
your home quickly.
• Learn about preparedness plans in your town.
• Know your neighbors and how to get in touch with them.
• Keep important documents in a safe place with easy access in case you need to
leave home.
• Review your options and decide what to do before an emergency happens.
• Know how to get in contact with service agencies you may need, such as the Area
Agencies on Aging and the American Red Cross.
• Learn more about what stress does and how to deal with it.
How might I react to an extreme event?
• Shock, numbness, and disbelief.
• Fear about personal safety, the safety of others, and pets.
• Concern about losing treasured possessions.
• Grief for those who died and for losses at earlier times in your life.
• Upsetting images, thoughts, and feelings about the event. This can happen
suddenly or because something reminds you of the event.
• Anger, short temper, and increased wariness of others. This may include more
arguing or fighting.
• Feeling guilty or helpless.
• Feeling restless, anxious, uneasy, or worried.
• Physical reactions can include headaches and body pains, stomachaches, appetite
changes, sleep difficulties, and increased allergic reactions. Chronic health
problems can get worse.
For most people, these reactions fade over time and eventually disappear.
Adapted from the Preparedness Today – for Seniors – American Red Cross / Centers for Disease Control and Prevention
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Some Differences Between Normal Aging and Alzheimer’s Disease
•
•
•
•
•
•

You forget where you parked your car, but not that you drove a car
You forget where you put your keys, but not what the keys are for
You go into a room and forget why you’re there, but not where you are
You forget people’s names, but not their faces
You sometimes can’t find the right word, but don’t forget what the word means
Driving to your friend’s house, you inadvertently turn into the shopping center, but you
don’t lose your way
- Betsy Glisky, Ph.D., University of Arizona

Basic Principles of Caring for a Person with Memory Loss and Confusion
• Tips on Technique
• Follow simple, set routines
• Use distractions
• Encourage independence
• Reassure and praise
• Join in make-believe world
• Do not accuse of lying
• Avoid frustrating situations
• Do not personalize remarks
• Do not confront
• Do not argue
• Do not disagree
• Keep activities simple (to build self-esteem)
• Build self-esteem
• Let person maintain control over activities as much as possible
• Give person every opportunity to function at maximum potential
• Do not make unrealistic demands on the person
Minimizing Risks at Home
• Make home simple, safe and familiar
• Reduce clutter
• Clear pathways
• Lower water temperature
• Hide dangerous items
• Supervise smoking
• Locks on doors
For more information, contact: Alzheimer’s Association. Southern Arizona Region
3003 S. Country Club, Suite 209
Tucson, AZ 85713
(520) 322-6601
24 Hour Helpline (800) 272-3900
85

Is it Alzheimer’s?
Warning Signs You Should Know
Your wife always misplaces her keys. But last Tuesday, she couldn’t remember what they were
for.
Your father likes to take daily strolls around the neighborhood. But four times in the past
month he’s gotten lost and couldn’t find his way home without help from a neighbor.
Your favorite uncle can’t remember your name or the names of your husband or children.
The memory loss, conf usion and d isorientation described in these examples are sympto ms of
dementing illness. The most common dementing illness is Alzheimer’s disease.
Unfortunately, many people fail to re cognize that these symptoms indicate something is wrong.
They may mistakenly assume that such behavior is a normal part of t he aging process; it isn ’t.
Or, sympto ms ma y develop gradually and go unnoticed f or a long time. Somet imes people
refuse to act even when they know something’s wrong.
It’s important to see a physician when you reco gnize these sympto ms. Onl y a ph ysician can
properly diagnose the person’s con dition, and sometimes s ymptoms are reversible. Even if the
diagnosis is Alzheimer’s disea se, help is avail able to learn how to care for a person with
dementia and where to find assistance for yourself, the caregiver.

TEN WARNING SIGNS
To help to know what warning sign s to look for, the Alzheimer’s Association has d eveloped a
checklist of common symptoms (some of them also may apply to other dementing illnesses).
Review the list and check the symptoms that concern you. If you notice several symptoms, the
individual with the symptoms should see a physician for a complete examination.
1. Memory loss that affects job skills
It is normal to occasio nally forget assignmen ts, colleagu e’s names, or a business
associate’s telephone number and re member them later. Th ose with dementia, such as
Alzheimer’s disease, may forget things more often, and not remember them later.
2. Difficulty performing familiar tasks
Busy people can be so distracted from time to time that they ma y leave the carrot s on
the stove and only remember to
serve them at the end of the me
al. People with
Alzheimer’s disease could prepare a meal and not only forget they made it.
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3. Problems with language
Everyone has trouble finding the right word sometime, but
a person with Alzheimer’s
disease may forget simple words or substitute inappropriate words, making his or hers
sentence incomprehensible.
4. Disorientation to time and place
It’s normal t o forget the day of the week or your destination for a moment. But pe ople
with Alzheimer’s disease could become lost on their own street, not knowing where they
are, now they got there or how to get back home.
5. Poor or decreased judgment
People can become so immersed in an activit y that they temporarily forget the child
they’re watching. People with Alzhe imer’s disease could forget entirely the child under
their care. They may also dress inappropriately, wearing several shirts or blouses.
6. Problems with abstract thinking
Balancing a checkbook may be disconcerting when the ta sk is more complicated t han
usual. Someone with Alzheimer’s disease could forget completely what the numbers are
and what needs to be done with them.
7. Misplacing things
Anyone can temporarily misplace a wallet or k eys. A person with Alzheimer’s disease
may put things in inap propriate places: an iro n in the fre ezer, or a wristwatch in the
sugar bowl.
8. Changes in mood or behavior
Everyone becomes sad or moody from time to time. Someone with Alzheimer’s disease
can exhibit rapid mood swings – from calm to tears to anger – for no apparent reason.
9. Changes in personality
People’s p ersonalities ordinarily change so mewhat wit h age. B ut a perso n with
Alzheimer’s disease ca n change drastically, becoming extremely confu sed, suspicious
or fearful.
10. Loss of initiative
It’s normal to tire of housework, business activities, or social obligations, but most people
regain their initiative. T he person with Alzheimer’s disea se may become very passive
and require cues and prompting to become involved.
Desert Southwest Chapter
Southern Arizona Region
3003 S Country Club Rd.
Tucson, Arizona 85713
(520) 322-6001
(800) 727-3900

All contents copyright 1995, 1996. Alzheimer’s Association. Inc. All rights reserved.
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GETTING A DIAGNOSIS:
FINDING OUT IF IT’S ALZHEIMER’S DISEASE
Memory loss and changes in mood and behavior ar e some signs that you or a family
member may have Alzheimer’s disease or a related dementia. If you have noticed
these signs, it is important to consider a diagnosis for the following reasons:
•

Many things can caus e dementia which is, a decline in intellectual ability severe
enough to interfere with a pe
rson’s daily routine. Dement ias related to
depression, drug interaction, malnutrition, B-12 deficiency, and thyroid problems
may be reversible.

•

Other causes of dementia include strokes, Huntington’s disease, and Parkinson’s
disease. Alzheimer’s disease is the
most common cause of dementia. It is
important to identify the ac tual cause in order for an individual to receive the
proper care.

•

An indiv idual who may have Alz heimer’s disease may be able to maximize the
quality of his or her life by rec eiving an early diagnosis . It may also help t o
resolve anxiety of wondering “What’s wrong with me?”

•

An early diagnosis m ay allow time to plan for the future. Decis ions regar ding
care, living arrangements, financial and legal issues, and other important issues
may be addressed while the indiv
idual c an still p articipate fully in ma king
informed decisions.

•

Alzheimer’s disease is known to strike per sons in their 40’s and 50’s. This “early
onset” form of Alzheimer’s dis ease pr esents uniqu e planning issues fo r the
individual and family members.

THE DIAGNOSTIC PROCESS
There is no one diagnostic test that can det ect if a person has Alzheimer’s disease.
Typically, diagnosis is made by creating a de tailed medical history of the person and b y
reviewing the results of several tests.
These include a c
omplete physical and
neurological examination, a psy chiatric as sessment and laboratory tests. Once this
testing is completed, a diagnosis of “pr obable” Alzheimer’s disease may be made by
process of elimination. However, severa l physicians can be 90 to 95 percent certain
that their diagnosis is accura te. The proces s may be handled by a family physician or
may involve a diagnostic team of medical professionals, including the primary physician,
neurologist (a physician specializing in the nervous system), psychiatrist, psychologist
and nursing staff.
The diagnostic process generally takes more than one day and is usually performed on
an outpatient basis. It may involve going to
several different locations or even to a
specialized Alzheimer’s diag nostic center. The Alzheimer's
Association Desert
Southwest Chapter can refer you to physici
ans and/or diagnostic centers in the
community.
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Steps in getting a diagnosis usually involve the following:
1.

Medical History Determination

The person being tested and family members will be interviewed both individually and together
to gather background information on the person’s daily functioning, current mental and physical
conditions, as well as family medical history.

2.

Mental Status Evaluation

During the mental status evaluation, the person’s sense
of time and place, and ability to
remember, understand, communicate and do simple calculations are a ssessed. T he person
may be asked question s such as: “What year is it? What say of the week is it? Who is the
current pre sident?” Th e person will al so be asked to complete me ntal exercises, such a s
spelling a w ord backwards, writing a sentence, or copying a design. When reviewing the rest
results, the physician will con sider the individual’s overall performance in relation to his or her
education background physical condition and occupation.
3.

Physical Examination

During the physical exam, the ph ysician will e valuate the individual’s nutritional st atus, blood
pressure an d pulse. The physicia n will also search for the presence of cardiac, vascular,
respiratory, liver, kidney and thyroid disease s. Some of these condit ions, or the combination
may cause dementia-like symptoms in some individuals.
4.

Neurological Exam

A physician, usually a neurologist, will evaluate the person’s nervous system for problems that
may signal brain disor ders other than Alzheimer’s disea se. The physician will search for
evidence of pervious strokes, Parkinson’s dise ase, hydrocephalus (flu id accumula tion in the
brain), brain tumors, an d other illnesses that impair memory and/or thi nking. The physician will
learn about the health of the brain by testin g coordination, muscle tone and strength, eye
movement, speech and sensation. For example, the physician will te st reflexes by tapping the
knee, check the person’ ability to sense feeling on their ha nds and fee t, and listen for slurred
speech.
5.

Laboratory Tests

A variety of tests will be ordered by the physician to help diagnose Alzheimer’s disease by ruling
out other disorders. Le vels of vitamin B-12 and folic a cid are measured, as low levels may b e
associated with dementia. Since very high or low amounts of the thyroid hormones can cau se
confusion or dementia, levels of the thyroid hormones are measured through a blood test. A A
physician may also order an EEG (electroencephalogram) to detect abnormal
brain wave
activity. This test ca n detect co nditions su ch as epile psy, which can sometimes cause
prolonged, but mild seizures that leave a person in a confused state.
A CT (computerized tomography) scan, which takes x-ray i mages of the brain, is also frequently
used. The brain is scanned for evidence of tu mors, stokes, blood clots and the b uild up of flu id
associated with hydrocephalus. MRI (magnetic resonance imaging) is another b rain-imaging
technique sometimes u sed. Othe r tests may also be recommende
d but are not usually
necessary for the diagnosis. These include PET (positron emission to mography) scans, which
shows how different areas of the brain respond when the p erson is asked to perform different
activities, such as reading, listening to mu sic or talking; and SPECT (Single Orton Emission
Computed Tomography) scan, which shows blood circulation in the brain.
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6.

Psychiatric, Psychological and other Evaluations

A psychiatric evaluation can rule out the presence of other illnesses, such as depression, which
can result in memory loss similar to dementia of the Alzheimer type. Neuropsychological testing
may also be done to test me mory, reasoning. Writing, visi on-motor coordination a nd ability to
express ideas. These tests may take several hours, a
nd may in volve interviews with a
psychologist, as well as written test s. These te sts provide more in-depth information than the
mental status evaluation. Nurses, and occupational, rehabilitation or physical therapists may be
called upon to look for problems with me mory, reasoning, la nguage and judgment a ffecting the
person’s daily functioning.

UNDERSTANDING THE DIAGNOSIS
Once testing is completed, the diagnosing physician or oth er me mbers of the diagnostic team
will review the results of the examination, laboratory tests and other consultation to arrive at the
diagnosis. If all t est r esults a ppear to be consistent with Alzheimer’s disease, the clin ical
diagnosis w ill be “probable Alzheimer’s disease ”, or “de mentia of the Alzheimer type.” If the
symptoms are not typ ical, but no other cause is found, the diagnosis will be
“possible
Alzheimer’s disease.” Although researchers
have made enormous progress in diagnostic
testing, the only wa y t o prove Alz heimer’s disease is th rough an autopsy. If
a cause of
dementia other than Alzheimer’s disease is diagnosed, call the Alzheimer's Association, Arizona
Chapter at (520) 322-6601 to request a free informational brochure about related causes of
dementia.

THE FAMILY’S ROLE IN DIAGNOSIS
While some people with Alzheimer’s disease may initiate their own diagnosis and care, for most,
it will be up to another family member to alert the physician. Here are s ome tips that will help
you get someone to the physician for an initial evaluation:
•
•
•
•
•

Schedule the appointment for the person.
Help with transportation to the appointment.
Read this pamphlet as a family, to gain a better understanding of what to expect during
the diagnostic process.
Contact the Arizona Chapter of the Alzheimer's Association, Arizona Chapter if you have
any questions or concerns.
Offer to accompany the person during the testing process if he or she is still uneasy
about investigating possible Alzheimer’s disease.

On the day of the appointment, bring along ite ms su ch as glasse s, he aring aids, devices that
help the person walk, a list of all medications th e person is taking, and other personal items that
might help during diagn ostic testing. Be sure the physicia n has all medical recor ds, insurance
and social security information.

PREPARING FOR DIAGNOSTIC TESTS
Once the initial appointment has been made to evaluate a person, the di agnostic team will need
certain information to make an accu rate diagnosis. Fo llowing are questions that you may want
to ask rega rding the diagnostic pr ocess. It may be helpful to start writing down events t hat
occur and any changes in the person’s abilit ies, behavior and personality that cause you to
suspect Alzheimer’s disease.
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Questions You May Be Asked:
• What symptoms have you noticed?
a) Do you have difficulty performing simple tasks?
b) Is there recent memory loss that affects job skills?
c) Have you noticed poor or decreased judgment?
d) Are there other things you’ve noticed?
• When did symptoms first appear?
• How have the symptoms changed over time?
• Does the individual suffer from other medical conditions?
• Have other family members been diagnosed with Alzheimer’s disease?

Questions to Ask Before Diagnosis Testing:
•
•
•
•

Which test will be performed?
Will any of the test involve pain or discomfort for the individual?
How long will the test take?
How long will it take to learn the results of the test?

Questions To Ask If The Diagnosis is
Probable Alzheimer’s Disease:
•
•
•
•
•
•
•
•
•

.

What does the diagnosis mean?
What symptoms can be anticipated next?
How will they change over time?
What level of care will be required now and in the future?
What medical treatment is available?
What are the risks and effectiveness?
What changes should be made in the home to make it safer?
What resources and support services are available in our community?
Are experimental drug trails available?

For additional information, call the Alzheimer's Association,
Desert Southwest Chapter at (520) 322-6601
or outside Pima County, (800) 272-3900

This is a n o fficial publica tion of the Alzheim er's A ssociation Dese rt Sout hwest Ch apter but may be
distributed b y unaffiliated organi zations and indivi duals. Such distrib ution does not constitute an
endorsement of these parties or activities by the Alzheimer's Association Desert So uthwest Chap ter .
05/07
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Alzheimer’s Disease and other Dementias
About Dementia

Dementia is a general t erm for a g roup of brain disorders. Alzhe imer’s dise ase is the most
common type of dementia, accoun ting for 50 t o 70 perce nt of ca ses. This fact sheet brief ly
discusses Alzheimer’s and some other dementias.
All types of dementia involve mental decline that:
• occurred from a higher level (for example, the person didn’t always have a poor memory)
• is severe enough to interfere with usual activities and daily life
• affects more than one of the following four core mental abilities:
1. recent memory ( the ability to learn and recall new information)
2. language (the ability to write or speak, or to understand written or spoken words)
3. visuospatial function (the ability to understand and use symbols, maps, etc. and the
brain’s ability to translate visual signals into a correct impression of where objects
are in space)
4. executive function (the ability to plan, reason, solve problems and focus on a task)

Alzheimer’s Disease

Although symptoms can vary widely, the first pr oblem many people with Alzheimer’s notice is
forgetfulness severe enough to affect their work, lifelong ho bbies or social life. Other sympto ms
include confusion, trouble with orga nizing and expressing t houghts, misplacing things, getting
lost in familiar places, and changes in personality and behavior.
These symptoms result from damage to the brain’s nerv e cells. Th e disease g radually gets
worse as more cells ar e damaged and destroyed. Scientists do not yet know wh y brain cells
malfunction and die, but two prime suspects are abnormal microscopic structures called plaques
and tangles. For more detailed
information about Alzhe imer’s dise ase, plea se contact us
through one of the options given at the end of this fact sheet.

Mild Cognitive Impairment (MCI)

In MCI, a p erson has p roblems with memory or one of the other core functions affected by
dementia. These problems are severe enough to be notice able to other people and to show up
on tests o f mental function, but not serious enough to interf ere with daily life. Whe n symptoms
do not disr upt daily activities, a
person doe s not meet criteria for
being diag nosed with
dementia. The best-studied type of MCI involves a memory problem.
Individuals with MCI have an increased risk of developing Alzheimer’s disease over the next few
years, especially when their main problem involves memory. However, not everyone diagnosed
with MCI progresses to Alzheimer’s or another kind of dementia.

Vascular dementia (VaD)

Many experts con sider vascular de mentia t he second mo st common type, after Alzheimer’s
disease. It occurs when clots block blood flow to parts of the brain, depriving nerve cells of food
and oxygen. If it develops soon af ter a single major stroke blocks a large blood vessel, it is
sometimes called “post-stroke dementia.”
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It can a lso occur when a serie s of very small strokes, or infarcts, clog tiny bloo d vessels.
Individually, these strokes do not cause major symptoms, but over time their combin ed effect is
damaging. This type used to be call “multi-infarct dementia.”
Symptoms of vascular dementia can vary, depending
on the b
rain region s involved.
Forgetfulness may or may not be a prominent sympto m, depending on whether memory areas
are affected . Other co mmon symptoms inclu de difficu lty focusing a ttention and confusio n.
Decline may occur in “steps,” where there is a fairly sudden change in function.
People who develop vascular de mentia may have a history of heart attacks.
High blood
pressure or cholesterol, diabetes or other risk factors for heart disease are often present.

Mixed dementia

In mixed de mentia, Alzheimer’s dise ase and vascular dementia occur at the same time. Man y
experts believe mi xed dementia develops more oft en than was previously realize d and that it
may become increasingly common as people a ge. This be lief is ba sed on autopsies showing
that the brains of up to 45 percent of people with dementia have signs of both Alzheimer’s and
vascular disease.
Decline may follow a pattern similar to either Alzheimer’s or vascular dementia or a combination
of the two. Some experts recommend suspecting mixed dementia whenever a person has bot h
(1) evidence of cardiovascular disease and (2) dementia symptoms that get worse slowly.

Dementia with Lewy bodies (DLB)

In DLB, abnormal deposits of a prote in called alphasynuclein form inside the brain’s nerve cells.
These depo sits are ca lled “Lewy b odies” after the scientist who first described t hem. Lewy
bodies have been found in several brain disorders, including dementia with Lewy bodies,
Parkinson’s disease and some cases of Alzheimer’s.
Symptoms of DLB include:
• Memory problems, poor judgment, confusion an d other symptoms that can overlap with
Alzheimer’s disease
• Movement symptoms are also co mmon, including stiffn ess, shuff ling walk, sha kiness
lack of facial expression, problems with balance and falls
• Excessive daytime drowsiness
• Visual hallucinations
• Mental symptoms and level of alert ness may get better or worse (fluct uate) during the
day or from one day to another
• In about 50 percent of cases, DL B is a ssociated with a condition called rapid eye
movement (REM) sleep disorder. REM sleep is the stage where people usually dr eam.
During normal REM slee p, body mo vement is bl ocked and people do not ‘act out” t heir
dreams. In REM sleep disorder, movements a re not blocked and peo ple act out their
dreams, sometimes vividly and violently.

Parkinson’s disease (PD)

Parkinson’s is another disease involving Lewy Bodies. The cells
that are da maged and
destroyed are chiefly in a brain area important in controlling move
ment. Sympto ms include
tremors and shakiness; stiffness; d ifficulty with walking, muscle contro l, and balan ce; lack of
facial expressions and impaired speech. Many individuals with Parkinson’s develop dementia in
later stages of the disease.
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Frontotemporal dementia (FTD)

FTD is a rare disorder chiefly affecting the front and sides of the brain. Because th ese regions
often, but not always shrink, br ain imaging can he lp in diagnosis. There
is no spe cific
abnormality found in the brain in FT D. In one type called Pick’s disease, there ar e sometimes
(but not always) abnormal microscopic deposits called Pick bodies.
FTD progresses more quickly than Alzheimer’s disease an d tends to o ccur at a younger age.
The first symptoms oft en involve c hanges in personality, judgment, planning and social skills.
Individuals may make rude or off-color remarks to family or strangers, or make unwise decisions
about finances or perso nal matters. They may show feelin gs disconnected from th e situation,
such as indifference or excessive excitement. They may have an unu sually strong urge to ea t
and gain weight as a result.
Creutzfeldt-Jakob disease (CJD)
Creutzfeldt-Jakob disea se (pronounced CROYZ -felt YAHcob) is a rare, rapidly fatal disorde r
affecting about 1 in a million people per year worldwide. It usually affects individuals older than
60. CJD is one of the prion (PREE-awn) diseases. These disorders occur when prion protein, a
protein normally present in the bra in, begins to fold into an abnormal three-dimensional shape.
This shape gradually triggers the p rotein throu ghout the b rain to fold into the same abnormal
shape, leading to increasing damage and destruction of brain cells.
Recently, ‘variant Creutzfeldt-Jakob disease” (vCJD) was identified as the human disorder
believed to be caused by eating meat from cattl e affected by “mad cow disease.” It tends to
occur in much younger individuals, in some cases as early as their teens.
The first symptoms of CJD ma y involve imp airment in memory, thinking and r easoning or
changes in personality and behavior. Depre ssion or ag itation also tends to occur early.
Problems with move ment may be p resent from the beginnin g or appear shortly after the other
symptoms. CJD progresses rapidly and is usually fatal within a year.

Normal pressure hydrocephalus (NPH)

Normal pressure hydrocephalus (hig h-droh-CEFF-a-luss) is another rare disorder in which fluid
surrounding the brain and spinal co rd is unable to drain normally. The f luid builds up, enlarging
the ventricles (fluid-f illed chambers) inside th e brain. A s the chambers expand, they can
compress and damage nearby tissu e. “Normal pressure” re fers to the f act that the spinal fluid
pressure often, although not always, falls within the normal rang on a spinal tap.
The three chief sympto ms of NPH are (1) difficulty walking, (2) loss of bladder control and (3)
mental decline, usually involving an overall slowing I understanding and reacting to information.
A person’s responses are delayed, but they tend to be accur ate and appropriate to the situation
when they finally come.
NPH can occasionally be treated by surgica lly inserting a long thin tube called a sh unt to drain
fluid from t he brain to the abdomen. Certai n television broadcasts and commercials have
portrayed NPH as a hi ghly treatable condition t hat is often misdiagnosed as Alzheimer’s or
Parkinson’s disease. However, most experts believe it is unlikely that significant numbers of
people diag nosed with Alzheimer’s or Parkinso n’s actually have NPH t hat could b e corrected
with surgery. NPH is ra re, and it lo oks different from Alzheimer’s or Parkinson’s to a physician
with experience in assessing brain disorders. When shunting surgery is successful, it t ends to
help more with walking and bladder control than with mental decline.
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Huntington’s disease (HD)

HD is a fatal brain disord er caused by inherited changes in a single gene. These changes lead
to destruct ion of nerve cells in certain brain re gions. Anyone with a parent with Huntington’s
has a 50 percent chance of inheriting the gene, and everyone who inherits it will eventually
develop the disorder. In about 1 to 3 percent of cases, no history of the disease can be found in
other family members. The age when symptoms develop and the rate of progression vary.
Symptoms of Huntington’s disease include twitches, spasms, and other involuntary movements;
problems with balan ce and coord ination; per sonality ch anges; and trouble wit h memory,
concentration or making decisions.

Wernicke-Korsakoff syndrome

Wernicke-Korsakoff syndrome is a two-stage diso rder caused by a deficiency of thiamine
(Vitamin B-1). Thiami ne helps brain cells pr oduce energy fro m sugar. When levels of the
vitamin fall too low, cells are unable to generate enough energy to function properly. Wernicke
encephalopathy is the first, acute phase, and Korsakoff psychosis is the long-lasting, chronic
stage.
The most common cause is alcoholism. Symptoms of Wernicke-Korsakoff syndrome include:
• Confusion, permanent gaps in memory and problems with learning new information
• Individuals may have a tendency to “confabulate,” or make up information they can’t
remember
• Unsteadiness, weakness and lack of coordination

For more information
The Alzheimer’s Association, the world l
eader in Alzhe imer’s research, care and
support, is dedicated to finding prevention methods, treatments and an eventual cure for
Alzheimer’s. For more information about Alzheimer’s di sease and related dementias,
o5r answers to your other questions, please contact us day or night.
24/7 Helpline 1.800.272.3900
Web site
www.alz.org
e-mail
Fact sheet created Sept. 15, 2006

TDD Access 312.335.8882
info@alz.or
g

©2006 Alzheimer’s Association. All right reserved.
This is an official publication of the Alzheimer’s Association but may be distributed by
unaffiliated organizations and individuals. Such distribution does not constitute an endorsement
of these parties or their activities by the Alzheimer’s Association.
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Stages of Alzheimer’s Disease**
Each individual’s experience with Alzheimer’s disease is unique. However, there are some changes that are more common or expected.
This chart overviews some the more typical changes caregivers may see throughout the disease.
Early Stage

Middle Stage

(2-4 years leading up to and including
diagnosis)

Symptoms:

•
•

•
•
•
•
•
•
•
•

Moderate memory loss with increased
loss of recent events.
Difficulty performing
familiar tasks
Problems with language
Some difficulty with time
and place
Poor or decrease
d
judgment
Difficulty w ith problem
solving
Changes in personality,
mood behavior
Anxiety & de
pression
about symptoms
Loss of initiative
Usually indepe ndent in
daily living activities

Examples:
•

•
•
•
•
•
•
•
•

Forgets things more often and becomes
more forgetful as disease progresses
Paying bills/writing checks becomes
more difficult and contain errors
Loses things
Arrives at wrong time or place and
constantly rechecks calendar
Word finding and language skills
become more impaired
Difficulty starting or completing activities
and chores
Routine chores become more difficult
and take longer to complete
Gets lost or confused especially in new
environment
Gets lost driving

Care Needs:

Individuals can generally live alone but may
need sup ervision for driv
ing, taking
medications, oversight of finances, and / or
housekeeping / lawn care chores.

Late Stage

(2-10 years)

Symptoms:
•
Increasing memory loss, confusion or
•
•
•
•
•
•
•
•
•
•

shorter attention span
Problems recognizing friends/family
Disorientation to time, place, situation
More impaired judgment & problem
solving skills
Difficulty organizing thoughts, actions
and thinking logically
Personality and behavioral changes
May be suspicious, irritable, restless
Loss of impulse control
May see or hear things not present
May develop problems with bathing or
receiving physical care from others
Becoming more dependent on others
for assistance with physical care and
home chores

Examples:

•
•
•
•
•
•
•
•
•

Memory loss becomes more severe
May ask the same questions over and
over
Difficulty with personal care such as
bathing, dressing or personal hygiene
Difficulty shopping, preparing meals,
caring for home, managing finances
Can’t find the right words
Problems with numbers
Suspicious – may accuse spouse of
hiding things or infidelity
Loss of impulse control, sloppy manners,
may undress at inappropriate times
Sleep disturbance at night – may wake
up and wander

Care Needs”

Needs 24-hour supervis ion, structure and
routine. May respond to verb al reminders to
initiate and / or complete daily living skills.

Terminal Stage

(1-3 years)

Symptoms:

Symptoms:

•
•
•

•

•
•
•
•
•
•
•
•

Sever memory loss
Minimal or no speech i
Increased feeding and / or
swallowing problems
Knows only self
NO judgment or problems solving
skills
Unable to control bladder or
bowels
May place items in mouth
May not be able to walk or need
maximum amount of assistance
to walk
May be prone to infection or skin
break down
May have seizures
Dependent for all care needs

Generally has most/all of late stages
symptoms and any of the following
symptoms to meet hospice eligibility:
o (aspiratio n) pneumonia
o Blad der infection
o General infection
o Bed sores
o Fever after treating with antibiotics
o Weight loss and inability to maintain
sufficient fluids

Examples:
• Looks into mirror or talks to
own image
• Speaks very little or makes no
sense
• May scream, groan or make
grunting sounds (this may
indicate pain)
• May hold food in mouth or
forget to chew or swallow
• May start to sleep more

Examples:

Care Needs:

Care Needs:

Needs 24-hour supervision a nd total
assistance w ith all
care n eeds.
Depending on sy mptoms, Hospic e
evaluation can be initiated.

•
•
•
•
•

Bed bound or wheelchair bound
Frequent infections or fever
Unexplained weight loss
Not able to swallow or begins to choke
Person’s prev iously stated view s about
death and dy ing are recogn ized and
honored by caregiver(s)

Needs 24-hou r supervision and total
assistance for all care nee
ds. Person
should qualify for Hospice program.

Compassionate Communication With AD Patient
By Liz Ayres: A volunteer of the Alzheimer's Association and former caregiver

Don’t
Don’t reason.
Don’t argue.
Don’t confront.
Don’t remind them they forget.
Don’t question recent memory.
Don’t take it personally!

Ooops! You must be kidding.
You mean I can’t reason???
Or argue??? Or remind???

Do
Give short, one-sentence explanations.
Repeat instructions or sentences exactly the same way.
Allow plenty of time for comprehension.
Eliminate “but” from your vocabulary; substitute “nevertheless”.
Agree with them or distract them to a different subject or activity.
Accept the blame when something’s wrong (even if it’s fantasy).
Leave the room, if necessary, to avoid confrontations.
Respond to the feelings rather than the words..
Be patient and cheerful and reassuring. Do go with the flow.
My appeal to you: Please elevate your lever of generosity and graciousness.

Hmmm…..accept blame?
This is gonna be tough!

Remember
They are not crazy or lazy. They are saying normal things, and doing normal things, for an AD patient. If they
were doing things, or saying things, to deliberately aggravate you, they would have a different diagnosis.
Some days they’ll seem normal, but they’re not. Their reality is now different than yours and you cannot change
them. You can’t control the disease. You can only control your reaction to it.
Their disability is memory loss. They cannot remember and can’t remember that they cannot remember.
They’ll ask the same question over and over believing it’s the first time they’ve asked.
They do not hide things; they protect things by putting them in a safe place and then forgetting they’ve done so.
Do not take ‘stealing’ accusations personally.
They are scared all the time. Each patient reacts differently to fear. They may become passive,
uncooperative, hostile, angry, agitated, verbally abusive, or physically combative. They may even do them all at
different times, or alternate between them. Anxiety may compel them to shadow you (follow everywhere). They
can’t remember your reassurances. Keep saying them.
Call the helpline, if you need suggestions on handling challenging situations… 800-272-390097

“Once dementia is diagnosed, the patient is excused 100% of the time.”
-- Adapted from Alzheimer’s: A handbook for the Caretaker by Eileen H. Driscoll, R.N., Branden Publishing
Company, 1994
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Examples
Don’t take it personally!

Don’t ask questions of recent memory.

Patient

“Who are you? Where is my husband?”

Patient:

Don’t:

(take it personally) “What do you mean—
who’s your husband? I am!”

“Hello, Susie. I see you’ve brought a
friend with you.”

Don’t:

(question memory) “Hi, Mom. You
remember Eric, don’t you? ….What did
you do today?

Do:

(short explanation) “Hi, Mom. You look
wonderful! This is Eric. We work
together.”

(go with the flow, reassure) “He’ll be here for
dinner.”
(distract) “How about some milk and
cookies?... Would you like chocolate or
oatmeal?”

Do:

Don’t argue.
Patient:

“I didn’t write this check for $500. Someone at
the back is forging my signature.”

Don’t:

(argue) “What? Don’t be silly! The back
wouldn’t be forging your signature.”

DO:

(respond to feelings) “That’s a scary thought.”
(reassure) “I’ll make sure they don’t do that.”
(distract) “Would you help me fold the
towels?”

Do repeat exactly.
Patient:

“I’m going to the store for a newspaper.”

Don’t:

(repeat differently) “Please put your
shoes on.” …..
“You’ll need to put your shoes on.”

DO:

(repeat exactly) “Please put your
shoes on.” ….
“Please put your shoes on.”

Don’t confront.
Patient:

“Nobody’s going to make decisions for me.
You can go now…and don’t come back!”

Don’t

(confront) “I’m not going anywhere and
you can’t remember enough to make your
decisions.

own
Do:

(accept blame or respond to feelings)
“I’m sorry this is a tough time”
(reassure) “I love you and we’re going to
get through this together.”
(distract) “You know what? Don has a
new job. He’s really excided about it.”

Do eliminate ‘but’, substitute
nevertheless’.
Patient:

“I’m not eating this. I hate chicken.”

Don’t:

(say ‘but’) “I know chicken’s not your
favorite food, but it’s what we’re having
for dinner.”

DO:

(say ‘nevertheless’) “I know chicken’s
not your favorite food, (smile)
nevertheless I’d appreciate it if you’d eat
a little bit.”

Don’t remind them they forget.

Don’t reason

Patient:

“Joe hasn’t called for a long time. I hope he’s
okay.”

Patient:

“What doctor’s appointment? There’s
nothing wrong with me.”

Don’t:

(remind) “Joe called yesterday and you talked
to him for 15 minutes.”

Don’t:

DO:

(reassure) “You really like talking to Joe, don’t
you?”
(distract) “Let’s call him when we get back
from our walk”

(reason) “You’ve been seeing the doctor
every three months for the last two
years. It’s written on the calendar and I
told you about it yesterday and this
morning.”

DO:

(short explanation) “It’s just a regular
check-up.”
(accept blame) “I’m sorry if I forgot to tell
you.”

This is an official publication of the Alzheimer’s Association but may be distributed by unaffiliated organizations and individuals.
Such distribution does not constitute an endorsement of these parties or activities by the Alzheimer’s Association
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Alzheimer’s and Related Dementias Support Groups in the
Tucson and Surrounding Areas
For those dealing with various stages of Dementia, Alzheimer’s Disease
or related memory problems and their Caregivers
Northwest Tucson
Clare Bridge of Oro Valley
10175 N. Oracle Road
2nd Tuesday, 10:00 to 11:00 am
Contact: 544-4300
Desert Life Health Center
1919 W. Medical Street
1st Wednesday, 12:30 pm to 2:00 pm
Respite-supervised lunch is available for
Your loved one
Rancho Vistoso – Sun City
Desert Oasis Building 2dn
4650 N. Sun City Blvd. (call for directions)
Last Tuesday of the month, 4:00 to 5:00 pm
Contact: Susan Coopman at 419-0142 or
Arlene Schneider at 825-2039
Santa Catalina Villas/ La Rosa
Health Center
7500 N. Calle Sin Envidia, 3rd floor
(call for directions)
1400
2nd Monday, 4:00 to 5:00 pm
Contact: Lisa Secan at 219-7932
The Fountains at La Cholla
(At the Inn)
2
2nd & 4th Tuesday, 10:30 am to 12:00 pm
2001 W. Rudasill Road
Contact: Jessie Pergrin at 888-3930
1400
Atria Compana Del Rio
La Nina – Activity Room
1580 E. River Road
Contact:
1st & 3rd Thursday, 10:30 to 11:30 am
Contact: Jessie Pergrin at 888-3930
Central Tucson
Encore Senior Village
2675 N. Wyatt Drive
3rd Wednesday, 6:30 pm to 7:30 pm
Contact John Lawson at 320-7505

Catalina United Methodist Church
2700 E. Speedway Blvd.
1st & 3rd Thursday, 10:30 am to 12:30 pm
Contact: Jessie Pergrin at 888-3930
The Forum at Tucson
2500 N Rosemont Blvd
2nd & 4th Tuesday, 6:00 pm to 7:30 pm
Contact: Jessie Pergrin at 888-3930
East Tucson
Pima Council on Aging
8467 E. Broadway Blvd.
& 4th Wednesday, 2:30 to 4:00 pm
Contact: Emmy Fishman 322-6601
The Place at Tanque Verde
9050 E. Tanque Verde Road
2nd Tuesday, 5:00 to 6:00 pm
Contact: Dennis Scalpone at 749-2000
El Dorado Campus of TMC
N. Wilmot
Early Stage Alzheimer’s Group &
Concurrent group of caregivers
2nd & 4th Tuesday, 10:30 am to 12:00 pm
Contact: 324-1960 or 888-3930
nd
Wednesday, 10:30 am to 12:00 pm
Contact 324-1960 or 888-3930
El Dorado Campus of TMC
N. Wilmot
Men’s Group
2nd Wednesday, 1:00 to 2:30 pm
324-1960
South Tucson
The Alzheimer’s Association
3003 S. Country Club, Suite 209
4th Tuesday, 4:00 to 5:00 pm
Contact: Emmy Fishman at 322-6601
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Bilingual Support Group

Benson

The Alzheimer’s Association
3003 S. Country Club, Suite 209
1st Thursday, 3:00 to 4:00 pm
Last Thursday, 4:00 to 5:00 pm
Contact: Ana Miranda at 322-6001

Quiburi Mission Samaritan Center
850 S. Highway 80
3rd Tuesday, 7:00 to 8:00 pm
Contact: Bailee McCauley at (520) 586-2372
Oralcle/ San Manuel/ Mammoth

Green Valley
La Posada
501 S. La Posada Circle
(Private dining room at La Vista)
2nd & 4th Friday, 10:30 to 11:30 am
Contact: Tanya Bursey at 648-8466

St. Helen’s Catholic Church
66 Maplewood Street
1st & 3rd Wednesday, 10:00 am to 12:00 pm
Contact: Kay Ham at (520) 385-2835 or
Karen Lombardi at (520) 836-2758
Yuma

Prestige Assisted Living
1175 S. Abrego Drive
2nd Tuesday, 12:00 pm to 1:30 pm
Contact: Jackie Stewart at 648-5583
Lunch provided by Prestige.
Respite care available for your loved one.
Early-Stage Alzheimer’s Group
These meetings consist of two separate
concurrent groups. One group is for
individuals diagnosed with Alzheimer’s
disease or a related dementia and the
other group is for the family caregiver.
Both groups meet in the same area of the
facility. It is important that the individual
who is diagnosed be in the early stages
of Alzheimer’s disease or a related
dementia and not a more progressive
stage.
(outside
times
Prestige Assisted Living
Early Stage Support Group
1175 S. Abrego Drive
Green Valley, Arizona
4th Tuesday, Noon to 1:00 pm
Contact: Jackie Stewart at 648-5583 for
your reservation. Light lunch is provided.

Copper Hills House
12234 N. Frontage Road
1st Friday, 10:30 am to 12:00 pm
Contact: Margrette Sparks at (928) 324-0425
Emerald Springs
1475 South 46th Avenue
3rd Saturday, 10:00 to 11:30 am
Contact: Connie Whitener at (928) 782-0002

We encourage you to call the Support Group
facilitator of the support group you are
Interested in attending, or the Alzheimer’s
Association Southern Arizona Office at
(520) 322-6601 or 1 (800) 272-3900
Pima County) to confirm meeting
and locations. All support groups are
confidential, and there is no charge.
Dr. Pergrin has been leading support groups
since 1991. You can contact her at
888-3930.
The Alzheimer’s Association does not endorse
any person, place, product or service.

Sierra Vista
Hacienda Rehabilitation & Care Center
660 S. Coronado
Alzheimer’s
rd
3 Thursday, 7:00 to 8:00 pm
Contact: Ann Faust at (520) 459-4900
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This list is provided by the courtesy of the
Association, Desert Southwest

Chapter and Jessie Pergrin, RN, PhD.

Suggested Reading
There are a number of publications available to help persons affected by Alzheimer’s
disease and related disorders. The following is a list of some of the most readable and
useful materials we have found:
*1. The 36-Hour Day: A Family Guide to Caring for Persons with Alzheimer’s
Disease and Related Disorders by Nancy L. Mace and Pet er V. Rabins, M.D.
Baltimore: Johns Hopkins University Press, 1981. Available in English and Spanish,
a classic family guide to all aspects of care for persons in all stages of progressive
dementia. Combines practical advice with specific examples. (Look for the “revised
editions.) $8.00
2. The Alzheimer’s Sourcebook for Caregivers by Frena Gray-Davidson. Los
Angeles: Lowell Hous e, 1992. This excellent caregiving guide is written by an inhome Alzheimer’s caregiver, and covers the medial, legal/financ ial, and em otional
aspects of caring for an impaired loved one.
3. The Loss of Self: A Family Resource for the Care of Alzheimer’ Disease and
Related Disorders by Donna Cohen and Carl Eisdorfe r. New York: W. W. Norton &
Co., 1986. A general resource on Alzheimer’ s disease that is practical and readabl e
for family members, persons with memory impairment, and health care professionals
alike.
*4. Just the Facts & More, Alzheimer’s Disease and Related Disorders Association ,
1992. This kit has 25 easy-to-read fact sheets available in English and Spanish on a
variety of topics of interest to caregivers, including bathing, combativeness, driving,
incontinence, shadowing & sundowning and sexuality. $7.50
*5. Long-Distance Caregiving: A Survival Guide for Far Away Caregivers by
Angela Health. San Luis, CA Impact Publishers, 1991. This guidebook discusses
numerous concerns faced by long-distance caregivers and provides helpful tips. .
Each chapter concludes with a useful checklist.
*6 When Love Gets Tough by Doug Manning. In-sight Books, Inc. 1983.
Written by a lov ing son/son-in-law/car egiver, this book examines the issues
involved when families are
considering placing a lov ed one in an out-of-home
setting. $7.00
*7. A Best Friend’s Approach to Alzheimer’s Care by Virginia Bell and David Troxel.
Baltimore: Health Professions Press, 1999. An excellent book for caregivers and
professionals. $20.00
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*8 God’s Love For Us is Sure & Strong by the American Bible Society. New York
City, New York, 1992. This is a portion of Holy Scripture in today’s English version.
This booklet provides comfort from God’s Word for caregivers of persons with
Alzheimer’s disease. $1.00
*9. Tears In God’s Bottle by Wayne Ewing, PhD, Tucson, AZ., WhiteStone Circle
Press, 1999. For caregivers on any stage of the journey, this book offers insights
and sustinance drawn from the Old Testament and New Testament as well as
original healing prayers. $20.00
*10. You are one of us by Lisa P. Gwyther. Duke University Medical Center, 1995.
Successful Clergy/ Church connections to Alzheimer’s Families. $5.00
*11. A Guide for Clergy: Alzheimer’s Disease & Related Disorders Assn., Inc.,
Chicago, IL. $.50
*12. Visiting Mom by Sherry M. Bell, PhD, Elder Press, Inc., Sedona, AZ. A guide
for visiting elders with Alzheimer’s. $16.00
*13. Activity Programming for Persons with Dementia: A Sourcebook, Alzheimer’s
Disease & Related Disorders Assn., Inc., Chicago, IL, 1995. $15.00
*14. Learning to Speak Alzheimer’s: A Groundbreaking Approach for Everyone
Dealing with the Disease. By Joanne Koenig Coste.
*15. Voices of Alzheimer’s: Courage, Hope, and Love in the Face of Dementia.
By Betsy Peterson.
*

These books are available through our Chapter by calling us at 322-6601.
This is an official publication of the Alzheimer's Association but may be
distributed by unaffiliated organizations and individuals.
Such distribution does not constitute an endorsement of these
parties or activities by the Alzheimer's Association
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RESOURCES FOR OLDER ADULTS LIVING AT HOME
Information provided by
PIMA COUNCIL ON AGING
790-7262

HOME HEALTH SERVICES

Phone book: “Nurses”, “Home Health”
Cost: $19-20/hr for health aide; other sill levels available
Payment assistance: Some services covered by Medicare, private insurance,
Arizona Long Term System (ALTCS) or Community Services System (CSS) if
eligibility criteria are met.
Home Health Placement Services may provide
services at a lower hourly cost.
Placement fees are charged for service of screening appropriate caregiver. Older
adult or family is responsible for supervision, payroll, scheduling, taxes, etc.

MEAL SERVICES

Home delivered meals, socialization an
d nutrition services available throughou
t
Tucson and parts of Pima County. Zip code determines the provider of Pima Meals on
Wheels, home deliver ed meals (Catholic Soci al Services 624-1562 or Salv ation Army
792-1352). Call PCOA 790-7262 for providers. Costs: A donation is suggested for
home delivered meals; donations are requested at socialization and nutrition sites.
Mobile Meals provides meals on a sliding fee scale for people with dietary needs. Call
622-1600 for central Tucson, 297-6049 for Northwest Tucson. Call PCOA for a list of
private home delivered meal programs.

TRANSPORTATION

Phone book: “Taxi”, “Ambulanc e”, “Senior Citizen Services”
PCOA has a list of
providers. Costs depend on distance; ask for estimate. A home care agency may
include transportation as a service. Some volunteer caregiver programs provide limited
transportation. Call the Neighbors Care Program at PCOA for information.
Sliding c are available for Handicar/V an Tran for those meeting Americ
Disabilities Act criteria. Call 791-5409.

ans wit h

EMERGENCY RESPONSE SYSTEMS

Phone book: “Medical Alarm” Cost: varies depending on provider.
Average cost: $39/mo. and up plus installation fee. Payment assistance: Sliding scale
may be available. Compare agencies in terms of technical capabilities of equipment,
availability of tech support, monthly monito ring and installation f ees, and length of
contract.

DURABLE MEDICAL SUPPLIES

Phone book: “Medical Equipment’, “Home Health Care Equipment”
Payment assistance: Some equipment may be covered by Medicare or insurance.
Equipment loan available on a sliding scale through the The Irving Greenfield Tucson
Loan Chest (624-3367) or at no cost through New Spirit Lutheran Church (296-2461).
PCOA may be able to provide some assistanc e to live-in caregivers through donations
or the Family Caregiver Support Program.
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HOME MODICATION / REPAIR

Call Pima Counc il on Aging (790-7262) or go to www.pcoa.org for a list of agencie s
with home repair programs or a list of contractors for self pay.

ADULT DAY HEALTH

Phone book: “Day Care – Adult” Handmak er Jewish Services for the Aging – 5476037, Day break Adult Day – 325-1114. So me Assisted Livin g facilities also offer day
care. Cost: $8/hr. - $90/day
Payment assistance: May be paid for by ALTCS, CSS, VA if eligibility criteria is met.

SUPPORT FOR CAREGIVERS

Pima Cou ncil on A ging Care giver Sp ecialists are available to assist families in
examining options, accessing appropriate resources and understanding the emotion al
aspects of caregiving. Pima Health System offers the Caregive r Education & Support
Program which provides training and support groups. Call 243-8376 or 243-8377.
The Caregiver Consortium maintains a webpage: www.ar izonacaregivers.org. The
Alzheimer’s Association (322-6601) and TMC Senior Services (324-1960) provide
dementia support groups.

RESPITE

PCOA and PHS program provides respite to el igible f amily care givers on a share of
cost basis. Respite can be provided for a fe w hrs/wk in the home or for short-ter m
placement in a facility. Call 790-7262.

CLUBS AND ORGANIZATIONS/ACTIVITIES

Phone book: “Recreation” or “City of Tu cson/Pima County Parks and Recreation” in
Government Pages.

MENTAL HEALTH SERVICES

Phone book: “Counselors”, “Mental Health Services”, “Crisis Intervention”.
Community Partnership of Southern Arizona (CPSA) 1-800-771-9889
24-hour crisis services through SMHC, 622-6000.
To check availability of home-based services, call PCOA (790-7262).

HOSPICE

Hospice is a philosophy of care focusing on a peaceful, pain- free death at home.
Support is provided to the patient and family . Hospice care is available to anyone
determined by a physician to be within 6
months of death regardless of age or
diagnosis.
Phone book: “Hospice” Cost: Hospice care is covered by Medicare and/or insurance.
Most hospices will cover care for people who are not insured.

FRIENDLY VISITORS/TELEPHONE REASSURANCE

Contact PCOA 790-7262 to find out if a Neighbors Care Program that provides friendly
visiting or phone reas surance exists in your neighborhood. Seniors Helping Seniors
(324-1960) may be able to provide a friendly visitor. Lutheran Social Ministry (9184673) Interfaith Community Services ( ICS) (297-6049) may be able to provide
telephone reassurance.
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A Home Healthcare Primer
What Is Home Care?

Homecare is a general term that represents a
wide range of community-based services to
support someone that is recuperating from an acute situation, such as a hip fracture, or services
needed by persons with on-going chronic conditions, such as stroke or cerebral palsy. The skills
and duties of home care personne l vary, but all have one thing in common —they make it
possible for care recipients to remain at home in a safe, en vironment and in some cases have
more independence th an they did before. In the proc ess, they also provide family caregivers
with a chance to replenish their depleted physical and emotional reserves.
Homecare personnel include:
• Registered nurses (RNs)—that provide skilled medical care, including giving
medications, monitoring vital signs, dressing wounds, and teaching family caregivers
how to use complicated equipment at home.
• Therapists—that work with patients to restore or maintain their motor, speech and
cognitive skills.
• Homecare aides—who provide personal services such as bathing, dressing, toileting,
making meals, light cleaning, and transporting patients to the doctor.
• Companion/homemakers—who help with chores around the house but usually do
not perform personal duties for the care recipient.

Getting Started with Homecare

If you are considering getting homecare help to assist you with your caregiving responsibilities
and/or to ge t some time for yourself , there are a number of things you need to consider, and
also things you need to know.
• The first step is to make sure you and your loved on e are comf ortable with the idea of
someone else taking on some of the tasks that you’ve been doing by yourself. Ther e are many
care recipie nts that are totally opposed to the idea and some negotiations will n
eed to occur
before any plan can be put in place. It is im portant for all concerned to underst and what is
prompting the need for homecare and the personal issues that lie beneath refusal to consider it.
Getting beyond objections isn’t necessarily easy and you might need so me guidance on how to
go about it , perhaps fr om other family caregivers that h ave dealt with the issue or from
professionals that counsel family caregivers.
• Defining the tasks th at need to be done by the homecare worker will help yo u determine
exactly wha t type of ho mecare is most appropriate in your situation. Do you ne ed a nurse to
clean and bandage wounds and monitor equipment, a homecare aide to help your loved one get
showered and dressed , or would a companion/ homemaker be more appropriate in your
circumstance?
• Once you know what type of assistance you need, and all parties agree that it is necessary or
desirable, the inevitable questions a bout where to find homecare services, how mu ch they will
cost, and whether any of the cost is covered by insurance or provided by government programs
must be asked and an swered. Some federally funded programs, insurance companies and
health maintenance organizations ( HMOs) do p rovide for some home health care services, but
the coverage provided may not fit your need s. To be sure whether or not you
have an y
coverage at all, it is imperative that you review your insurance benefits.
• If you’re like the majority of fami ly caregivers you need the most help with personal care
tasks—the very type of care that i s not typica lly covered by private health insuran ce programs
or Medicare. So unless your loved one had the foresight a nd the fund s to purcha se long ter m
care insurance prior to becoming ill, your access to homecare will be limited by what you can
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afford. You may be able to get some help from state programs that take i nto account your ability
to pay, and the age or e xtent of disa bility of your care recip ient, but the sad reality is that more
often than not the costs of homecare services will have to come out of your own pocket.

Choosing the Right In-Home Care

How do you find the rig ht homecare solution fo r your family, the one that provides the services
you need a t a price you can afford? There are several ways of tapping into the homecare
network. Here is a look at some of t he most co mmon ones and what you need to t hink about
when considering them:
Home Care Agencies are companies in the business of meeting homecare needs. Not all ho me
care agencies provide the same variety and level of service however, so make sure the agency
you are considering can provide all t he services you need. T he issue isn’t bigger or smaller but
rather which one meets your criteria.
If your care recipient is approved for skilled care t hat Medi care will pay for, it’s vital that the
agency be Medicare certified. T
his ensures that the agency has met federal minimum
requirements. If your loved one only requires personal care or companion/homemaker care,
Medicare certification need not be a factor in y our decision. Some companies actually have two
agencies that are legally separate but work together, one th at is Medicare certified and one that
is strictly private pay.
Some age ncies are accredited
in addition to being certified.
Well-known accreditin g
organizations are the National League for Nursing, the Joint Committee for Accreditation of
Healthcare Organizations, and the National Foundation of Hospice and Home Care. This type of
certification tells you th at the agency conforms to nation al industry standards, and there is
always comfort in knowing you are dealing with an organization that h as proven it s worth to its
peers.
What do home care services cost through an agency? Some agencies charge flat fees ranging

from $100 to $120 per visit. Others have a minimum two or four-hour fee. The actual hourly rate
will vary depending on the services you require and the part of the country you live in, but don’t
be surprised to find rates ranging anywhere from $13 to $35 per hour.
Questions to Ask Any Agency You Are Thinking of Working With
• Is the agency certified for participation in Medicare and Medicaid programs (where
applicable)?
• How long has the agency been serving the community?
• Is the agency accredited by the Joint Commission On Accreditation of Healthcare
Organizations (JCAHO) or Community Health Accreditation Program (CHAP) or other
recognized accrediting body?
• Does the agency provide an initial assessment to determine if the patient would be
appropriate for home care and what those services might be?
• Does the agency provide all of the services you need? Can they provide flexibility to meet the
patient’s changing health care needs?
• How does the agency choose and train their employees? Are background checks made?
Does it protect its caregivers with written personnel policies, benefit packages and
mal-practice insurance?
• Does the agency provide literature explaining its services, eligibility requirements, fees and
funding?
• Does the agency have arrangements in place for emergencies? Are the agency’s caregivers
available 24 hours a day, seven days a week? How quickly can they start service?
• Are references from former clients and doctors available?
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• What types of programs does the company have in place to assure quality care is provided?
• Will the agency go to bat for you if your insurance company or Medicare fail to cover a
claim you and the agency thought should be covered?
Privately Employed Home Caregivers. Instead of using a home care agency, you may wish to
hire a home care worker on your o wn, especially if you are not looking for skilled medical care,
but rather for someone to act as a companion or personal aide on a regular, long-term basis. In
those situations, bypassing commercial agencies can often result in significant financial savings.
You can sta rt your search by putting the word out to friend s and neigh bors that may know of a
homecare worker. Also check with the nursing staff in your doctor’s office, a hospital discharge
planner, or community-based social service agencies for reliable candidates.

Things to Think About If You Plan to Hire Private Homecare Help
• You yourself must do substantial background checks to ensure that the employee has no
record of criminal activity or abuse.
• You must be prepared to do all the paperwork necessary to comply with tax and insurance
laws affecting employees.
• You may not get candidates with the same level of training and licensure as those who
work for home care agencies.
• You do not have the guarantee of substitute help if your home caregiver is ill or on
vacation.
Home Care Registries. A good middle ground between home care agencies and hiring help on
your own is a home car e registry. Registries are somewhat like an employment ag ency. They
screen, inte rview, and reference-ch eck workers they refer t o clients so you don’t have to, but
just as with homecare agencies you need to ask a lot of questions to a ssure yourself that they
can provide the right p ersonnel to meet your needs. Be cause members of a registry are
independent contractors, their services are available at p
rices that a re usually lower than
agencies.
Government In-Home Aide Services. Many states and counties off er homecare services to
residents who are aged or disabled. Some even offer services to family caregivers. Applications
for aid are evaluated by state social workers that rank a candidate’s needs acco
rding to a
number of o bjective criteria including whether t he care recipient lives alone and what activities
he or she can perform. Care recipients who qualify are provi ded with home care aides that ca n
give personal (not medical) care, do light cleaning, change linens, prepare meals, and transport
or escort the patient to the doctor.
The aides are trained and licensed by the state. Fees are usually set on a sliding scale and can
range anywhere from $1 to $20/hour depending on the care recipient’s ability to pay. To find out
what services your state offers, call your state Department of Human Resources or state Health
Department. But be fore warned: usually these a gencies are overwhelmed with applications and
the waiting list can be long.
Hospice. If you are caring for a loved one with a terminal illness, Hosp ice offers a number o f
services that can help. To qualify fo r in-home hospice care, you must have a doctor certify that
your loved one is no longer seeking curative treatments and that he or she has “mo nths rather
than years to live.” Dep ending on your situation , Hospice will provide a social worker, a nurse
who comes regularly to check medicines a nd vital signs, volunteers to sit with your loved one
while you run errands or just get some rest, and home health aides who will bathe and clean the
patient, tidy up the room, and fix a meal if nece ssary. Payment is usu ally through Medicare or
private insurance. When you call your local Hosp ice office, a home health care coo rdinator will
work with you to arrive at the best combination of services for your situation.
©National Family Caregivers Association www.nfcacares.org 800/896-3650 5
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Questions To Ask A Home Health Care Provider
•

Will the agency do an assessment to determine required level of care? Is
there a charge for this assessment?

•

Is someone on call 24 hours a day to respond to emergencies?

•

What if my caregiver doesn’t arrive on schedule?

•

Can I expect to see the same caregiver each time?

•

How are caregivers screened? What background checks are done?

•

Is the agency bonded and insured?

•

How long has the agency been in the community?

•

What initial and continuing education is required of caregivers?

•

What if I am not satisfied with the caregiver? Will the agency provide a
replacement?

•

What is the minimum length of service required? What are the hourly costs?

•

Are there different charges at night or on the weekend or for service in outlying
areas?

•

What could cause rates to increase? When will I be informed of increases?

•

Who is responsible for paying payroll taxes, social security, unemployment, and
workman’s compensation?

•

Is the agency Medicare certified? Is my family member eligible for any services
covered by Medicare?

•

Does a supervisor make regular visits to the home?

•

Who do I call with complaints? How quickly can I expect a response?
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Pima Health System
Caregiver Education & Support Program
3950 S. Country Club Rd., # 3240
Tucson, AZ 85741
243-8352

Private Geriatric Care Management
Who is a Geriatric Care Manager?
A geriatric care manager is a professional, such as a social worker, counselor, nurse, or
gerontologist who spe cializes in assisting older people and their families to attain the
highest quality of life given their circumstances.
Geriatric care managers can assess problem
s, coordinate in-home care services,
provide crisis intervention, act as a liais on to out-of-town family members, and offer
referrals to community resources.
The following list of local geriatric care ma nager is offered as a community service, and
is not all-inclusive. Rates vary among agencies.

Care Coordinators, Inc. (325 - 8881)

Provides c are management, financial mana gement, guardianship and conservatorship
services

Eldercare Advocacy & Management LLC (219 – 0339)

In-home/ facility assessment, ongoing care management, supervision of staff,
community referrals, crisis intervention and counseling support.

Elder In-Home Services (884 – 1615)

Provides in-home care for older adults as well as private case management services.

Lyndi Anderson Eldercare Research & Consulting (297 – 9161)
Geriatric care management and private fiduciary services.

Options for Aging, Inc. (327 – 9789)

Geriatric Care management, assessment, consultation, and in-home care registry.
Note: This list does not constitute an endorsement for Pima Health System & Services.
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MANAGING CARE HELPERS IN THE HOME

Helping older relatives or friends prepare, supervise and plan for paid and/or volunteers help in
the home

FREQUENTLY ASKED QUESTIONS ABOUT
MANAGING CARE HELPERS
Being a family caregiver is not about doing it all yourself. It is about making sure your relative’s
heeds are met. In this role, there may come a time when you and your relative decide to start
using help beyond what family and friends can pr ovide. This decision must be made with your
relative when possible, based on informed choices among a vailable home care opt ions, good
judgment and fitting a service to y our family care situat ion. The next step, after h iring a pa id
caregiver or arranging for volunteer help, is to p repare yourself and your relative to share their
home and supervise the daily care being provi ded. The foll owing information will help guide
you in the successful management of home care helpers.
What should my relative and I expect to gain from having paid or volunteer help come
into the home? You s hould start with having realistic expectations of what the service can
and cannot offer. Home makers don’t give baths and usually home hea lth aides do n’t clea n.
You may have to train the care hel pers to perf orm tasks t he way you or your relative likes to
have them done. Be a ware that the same help er may not be available all the time depending
on schedul es, time-off and illness. Benefits to your rel
ative ma y i nclude companionship;
different ap proaches to care lea ding to favorable result s in health, fun ctioning and behavior;
and overall improved ha ppiness and wellbeing. Benefits to you as the caregiver may include;
respite/personal time; r educed stress; transportation for your relative t o medical a ppointments
and recreat ional act ivities; learning new care giving skills; peace of mind; and a better
relationship with your loved one.
What type of information should I gather that would help the caregiver understand my
relative’s needs, likes and dislikes? Begin by creating a Personal Profile of your relative.
Write down information in the following areas:
 Names – the name your relative prefers to be called, names of family members,
where they live and how they contribute to your relative’s care.
 Health – medical conditions, treatments, medications, allergies, status of
vision/hearing/speech and aids used, and the location of advance directives, if
applicable.
 Eating/Drinking Preferences – dietary restrictions, if any.
 Daily Routines – waking, sleeping, meal/snack time, exercise times and type of
activities, best time of day, most difficult time of day.
 Getting Around – right/ left handed, assistive devices used (canes, walkers,
wheelchair), assistance needed both inside and outside of home, transportation used
to medical/professional appointments.
 Assistance/Supervision Needed with Daily Activities – eating, dressing, grooming,
bathing, etc.
 Activities/Hobbies – description of activity as well as time of day preformed.
 Emergency Contacts – names and telephone numbers of: family members an
friends, treating physicians, pharmacy(s) used, health insurance information,
emergency medical department preference and poison control.
Make a copy of this information for all helpers involved in your relative’s care. Care
helpers must know what to expect.
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What questions should I ask to make sure the care helper understands what my
relative and I need? What you are looking for in home ca re is tru stworthiness, reliability,
dependability, skill s, go od natured care and pa tience. You and your relative will ne ed to
observe and evaluate the helper. Consider asking yourself the following questions:
 Is the care helper compassionate, professional, calm and proud of their work?
 Is the care helper trained in first aid and other appropriate care techniques?
 If your relative ha a Pre hospital Medical Care Directive (orange care and page),
does the ca re helper un derstand the terms of the directive and is willin g to abide
by them?
 What can the care helper do to help us now?
 Is the person willing to abide by household rules? (Smoking restrictions, TV or
telephone use)
 What will happen if the helper has an emergen cy is sick an d/or unable to arrive a t
their scheduled time? Are there prearranged times when the care helper will not be
available? Have they planned for problems with transportation, childcare, etc?
 What arrangements need to be made about vacation and holiday coverage and
wages? How far in advance shou ld they inform you about taking time off? How
much time off and how often?
 If the helper willing to do things the way your relative wants them done?
 Is the helper willing to be flexible and do extra tasks if the need arises?
 Are there cultural sensitivities or la nguage abilities that sh ould be addressed?
Make a list and discuss with the care helper what you exp
ect them to do, how
often and h ow you want tasks/a ctivities to be pr eformed. For instance, how many
meals will be prepared each day, the time they will be served and the menu tha t
will be followed. Or, consider identifying and discussing the specific cleaning duties
to be completed, how often and what cleaning supplies might be used . Keep in
mind the helper has been trained in basic health, home management and personal
skills and may have val uable insigh t about your relative’s care. Once you have
agreed upon the specifics of the
care to be provided, use this list
to write a
contract, so that both you and the care helper have a copy of what was agreed
upon. Make sure you include what the helper should expect to happen if the terms
of the contract are not met.
Many fa milies choose t o hire a care helper pri vately rather than throu gh an agen cy. Be
aware that as an employer you
are required to complete certain payroll and ta
x
documents including tax
withholdings, FI CA and o ther related taxes s
uch as
unemployment compensation. The care helper will also ne ed to complete an I-0 form for
immigration purposes. F or a fee, in dependent accountants or local accounting fir ms will
assist you and make sure you ha ve completed all the required documents to protect you
as the employer and the care helper as the employee.
My relative has memory problems. Even though we discussed and agreed upon
obtaining outside the family help, my relative has probably forgotten and might be
resistant to accepting help. How do I introduce the care Helper to my relative? Most
importantly, you should arrange to be present when a ne w care help er arrives a t your
relative’s home. This provides an o pportunity to observe an d evaluate t he situation. Have
they received training in caring for persons with memory problems? Is the helper pleasant,
professional, and sociable? Is your relative fearful, uneasy or in need of reassurance? Are
they able to strike-up a conversation? Many time a ne w person or activity is scary and
threatening for persons with me mory disorders. Care helpers should b e informed about
your relative’s memory problem and their possible resistance to help prior to arriving at the
home. Take advantag e of this time to discuss possib
le approaches to be used for
introducing your relative to the care helper so that they both may feel comfortable and at
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ease. For Instance, introduce new home care workers as people who are there to help
around the house, not t o specifically assist the person who has memory problems. Also,
you may want to provide information about you r relative’s likes and dislikes that may help
the home care helper “break-the-ice” and promote social conversation.
How should my relative and I communicate with the care helper to get what we want
done but not make the person defensive or negative? If you are unhappy with the care
helper’s per formance, behavior or question th eir knowledge and/or skills, speak to th e
person immediately. It is very important that you learn some tips fo r communicating
effectively, including:


Make sure your message is clearly stated, such as: “When you do this, here’s how
it makes me feel.”



Don’t use an accusing tone. Use phrases such as: How
do you thin k we can
correct or change whatever is wrong?” “I would feel better if we tried it t his way.” It
makes me uncomfortable/upset/tense when you---.“



Try to put the care helper at ease. Encourage the person to feel free to talk. Create
an environment that supports good communication.



Show the c are helper that you are listening. Look and act interested in what the y
have to say.



Don’t jump t o conclusions. Avoid making assumptions about what the care helper
is going to say.



Ask questions. Questions you ask should serve to guide the conversation.



Be patient and flexible.

What are some of the warning sighs that may suggest potential problems of
exploitation, abuse or neglect?
Some warning signs of potential problems include:
 Does the care helper prevent family or friends from
helper isolating your loved one from prying eyes?

visiting your relative ? Is the care



Does the care helper do all the talking? Do they make decisions for your relative?



Has the care helper invited their friends or family into the h ome or use d your relati ve’s
care without permission?



Has your re lative’s personality changed since the care helper has been hired? Do
your loved one appear afraid?



Are there checks missi ng or made out to cash or to the car e helper for more than the
agreed amount? (Look for missing checks in t he back of the checkbo ok or with t he
unused checkbooks.)

es

If you suspect your relative is being abused, neglected, and/or financially exploited by a
care helper report your concerns to the care helper’s employer. I f you privately emplo y
the care helper report the matter t o Arizona Adult Protective Service (Central Intake Phone
Number: 1-877-767-2385).
However, if there is a clear indicatio n of abuse, neglect and/ or exploitation fire the care helper
and immediately report the crime to Arizona Adult Protective Services (see ab ove phone
number) or the Pima County Elder Abuse Police Hotline (Ph: 790-7262), and the agency
employing the care helper, if applicable.
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CAREGIVER TIPS FOR MANAGING HOME CARE HELPERS
Remove from the home, or lock up, all valuables (jewelry, artwork, cameras, etc.)
as well as any cash, checkbooks and bank statements.
 Secure all mail. The care helper should not h ave access to important mail, such as:
pensions, social security and reimbursement checks or cre dit card sol icitations. Credit
card solicitations can be easily used by an yone to open a n account in your relati ve’s
name. You may consider obtaining a post office box to make sure all mailed items are
secure.
 Set-up a petty cash fund if the car e helper will be shoppin g for your relative. Require
the care helper to return receipts and any cha nge from all purchases so that you can
calculate the amount of petty cash remaining. NEVER
GIVE A CARE HELPER A
CREDIT CARD OR BLANK CHACK TO USE FOR SHOPPING.
 If the care helper will
be driving your relative to medical appointments and other
destinations consider d oing the following, check your relative’s insurance policy
related to their coverage as a passenger in another person’s vehicle. Make a
copy of the care helper’s current driver’s license. You will need thi s information if
there is an accident involving your relative’s or care helper’s car. Also, you insurance
agent can use the license to check the care worker’s driving record.
 Record on a calendar all scheduled or prearranged visits that will be made to your
relative’s ho me by friends, maintenance workers, gardeners and other local vendors.
You may decide to initiate a rule that requires th e care helper to contact you if there is
a questions about allowing strangers entry into your relative’s home.
 Care helpers should not be allowed to accept gifts form your relative (with perhaps
the exceptio n of food it ems). This protects bot h your relative and the care helper if
there is a question about the nature or circumstances surrounding the gift giving.
 If possible, make “spot checks” of your relative’s home on the days that care
helpers are scheduled to work. This will provide the opportunity to ob
serve what is
happening and whether or not it is appropriate.
 Don’t forget about attending to the needs of your relative’s pets. Outline the specific
duties the care helper will be responsible for including daily routines and grooming.
 “Set boundaries” on the kind s of information (personal or bu
siness) tha t is
appropriate to share and that which should not be shared with or by care helpers with
other persons.
 Set roles about television viewing. The sele ction of tele vision programs should be
for the enjoyment of your relative not the care helper.
 Write down instructions or prepare a script describing how the care helper
should answer, record messages and respond to telephone calls.
 Do no allow the care helper to begin a new exercise activity or progra
m without fi rst
checking with your relative’s physician.


Additional considerations include:
 Will care helpers be allowed to have their own relatives and friends visit?
 To what extent should care helpers be involved in socializing or participating
in
activities wit h your relative and his/her friends? Your relative may want private time
with friends.
 If you hire a care help er who smokes cigaret tes, it may be n ecessary to set limits o n
the amount of time taken to smoke, and the designated
areas (insid e and outside)
where smoking will be allowed.
Prepared for Pima Council on Aging by the Arizona Center on Aging, the University of Arizona®
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Safety Tips
For Selecting a Home Care Provider
From SAFEE of Pima County
(Stop Abuse and Financial Exploitation of the Elderly)
When hiring people to come into your home, or the home of a loved one, caution and
care must be used.




The pe rson needing care requi res a ssistance fro m som eone with a ctivities that we re once
performed without assistance.
They are likely to be or to become dependent to some degree on the caregiver.
The caregiver will likely be spending time alo ne in the senior’s h ome without a ny out side
observer.

Vulnerability + Opportunity + Lack of Supervision
=
Potential Neglect / Abuse / Exploitation
It is therefore extremely important to exercise care in selecting a home care worker and
ensuring that there are others able to observe the relationship and role of the care
worker.
Three Months of Hiring In-Home Care Workers
Hiring an Individual Yourself









Be careful, some criminals have taken ads offering home care services in local papers.
Make sure you check references.
If possible, do a criminal check and find out if the worker is certified/trained to perform the level of
care required.
Realize you have to pay a reasonable price. There is no one willing to provide care for room and
board except crooks and people not competent to do other work.
Ask for a drug and alcohol test.
You will be t he em ployer and be responsible fo r supervising t he individ ual with all th e legal
responsibilities of an employer, with taxes, worker’s compensation, etc.
If the employee fails to show up or doesn’t work out, you’ll have to start over again.
For safety sake there sh ould be som eone (oth er than the client) to mo nitor the caregiver’s
performance.

Using an Agency to Assist you to hire Private Help (You are still responsible)
•
•

•
•

The agency will help hire a worker but they will charge a fee for the service.
On the positi ve side, the agen cy will d o the l egwork of advertisi ng and che cking references but
you will make the final selection of a worker.
On the negat ive side, you will still be the employ er and still be resp onsible fo r sup ervising the
individual with the legal responsibilities of an employer, with taxes, etc.
If the employee fails to show up or doesn’t work out, you’ll have to start over again.

Hiring a Home Care Agency (You have some oversight and protection)






This will cost more but the age ncy is the em ployer and should take care of the hiring,
references, etc.
The agency would be liable for anything its employee does during the course of employment.
The agency would need to find a repla cement if the worker fail s to show up. (Be sure to a sk
how this will happen.)
The agency should have liability insurance and cover payroll taxes, etc.

Questions to Ask




114

Will they do an assessment to determi ne what le vel of ca re is needed and can they provid e the
level of care?
Is there 24-hour emergency coverage?












Is there a plan for backup if the worker doesn’t arrive on schedule?
What background checks have been done?
Is the agency bonded and insured?
How and to what degree has the worker been trained?
What are the costs per hour?
Are there a minimum of hours?
Are there different rates for evenings and weekends?
Is the agency Medicare certified or certified for government funding if required?
How will the worker be supervised?
How and whom do you contact with complaints and how will they be resolved?

Some DO’s and Don’ts
DO pay a reasonable rate for services provided.

Don’t promise to make up for underpayment by inclusion in the will. (This means they will only
get full payment upon your death, a negative incentive.)
Don’t pay minimum wage and expect to get quality skilled Services.
Don’t give the caregiver or agency more than agreed upon.

If you need help with bills or your finances…
DO have someone other than your home care worker provide that service.

Don’t give y our ho me ca re worker access to you r finance s o r che ckbook o r bank a ccount or
credit / debit card.

DO consider reasonable gratuities within agency policy for services well provided or for
extras.
Don’t violate the employment policies of agencies that prohibit or limit gift giving.
Don’t give large gifts or “help out” the family of the caregiver.

Warning Signs of Potential Problems






Does the caregiver prevent family or friends from visiting the senior? Is the
caregiver isolating the senior from prying eyes?
Does the caregiver do all the talking?
Does the caregiver make decisions for the senior?
Has the caregiver invited his / her own friends or family into the home or to use
the senior’s car?
Are there checks missing or made out to cash or to the worker for more than the
agreed amount? Look for missing checks in t he back of the checkb ook or with the
unused checkbooks!
For an Emergency – Call 911
If you believe an elderly individual has been the victim of a crime including the
crimes of abuse, neglect, and financial exploitation.
The Arizona Adult Protective Services
Central Intake Number:
1-877-767-2385
Pima County Elder Abuse Police Hotline:
791-5809

If you need more information about in-home services Call Pima Council on Aging: 790-7262 Helpline
Printing of this document provided by
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CAREGiver Services
CAREGiver Services can greatly enhance the quality of life for the care recipient.
CAREGiver Services can be provided by a non-medical homecare agency or by a
licensed home health agency. Thank you to Home Instead Senior Care, a nonmedical elder care provider allowing us to share the following samples of
activities that can be performed by a CAREGiver.
As your CAREGiver gets to know you, this list grows to include activities and
support unique to your own needs.
Personal Care Services
▪ Providing Grooming
▪ Help with Bathing
▪ Assist with Dressing
▪ Help with Incontinence
▪ Assist with Eating
▪ Help with Restroom Use
Companion Services
▪ Offer Companionship & Conversation
▪ Provide Respite Care
▪ Prepare Meals
▪ Monitor Diet & Eating
▪ Check Food Expirations
▪ Assist with Evening / Tuck-in
▪ Help with Morning / Wake-up
▪ Arrange Appointments
▪ Reminders for Medication
▪ Help with Reading
▪ Assist with Walking
▪ Write Letters & Correspondence
▪ Organize Mail
▪ Stimulate Mental Awareness
▪ Assist with entertaining
▪ Answer the Door
▪ Reminisce about the Past
▪ Assist with Clothing Selection
▪ Care for House Plants
▪ Reminders for Appointments
▪ Discuss Current / Historical Events
▪ Participate in Crafts
▪ Play Games / Cards
▪ Supervise Home Maintenance
▪ Record / Arrange Recipes
▪ Oversee Home Deliveries
▪ Prepare Grocery Lists

▪
▪
▪
▪
▪
▪
▪
▪
▪
▪
▪
▪

Clip Coupons for Shopping
Monitor TV usage
Mail Bills & Letters
Buy Magazines, Papers, & Books
Rent & Play Movies
Plan Visits, Outings & Trips
Visit Neighbors & Friend
Read Religious Materials
Maintain Calendar
Maintain Family Scrapbook
Record Family History
Provide a Stable Bathing
Environment

Home Helper Service
▪ Provide light Housekeeping
▪ Take Out Garbage
▪ Change Linens
▪ Plan, Prepare & Clean-up Meals
▪ Make Beds
▪ Dust Furniture
▪ Drop-Off / Pickup Dry Cleaning
▪ Pickup Prescriptions
▪ Organize & Clean Closets
▪ Assist with Pet Care
▪ Provide for General Shopping
▪ Help with Grocery Shopping
▪ Prepare Future Meals
▪ Care for Alzheimer’s
▪ Escort to Appointments
▪ Accompany to Lunch or Dinner
▪ Escort for Shopping and Errands
▪ Attend Plays & Concerts
▪ Escort to Religious Services
▪ Attend Club Meetings / Sporting
Events
▪ Help with Airport Tasks

Services may vary by Individual.
List provide courtesy of Home Instead Senior Care 520 - 770 – 9943
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END OF LIFE DECISIONS

Helping older relatives or friends make more informed choices abut end of life decisions

FREQUENTLY ASKED QUESTIONS ABOUT A DEATH AT HOME
Reaching the end of your car egiver journey is a very em otional time demanding much
courage and compas sion. You may want to “ be there” for your loved one , providing
support and making sure their wishes are ca rried out. Often we do foresee t he death of
our loved ones as we witness gradual decli
nes in t heir health and functioning, bu t
sometimes death comes suddenly.
How do we begin to prepare for this time? The caregiver can begin preparing by
gathering the facts:
 Learn about the diseases or conditions that affect your relative by talking with the
health professionals providing care. Ask about symptoms, changes in healt h or
behavior that may occur and the “normal”
course of the disease and/ or
condition.
 Contact organizations and foundations that have information such as Alzheimer’s
Association, Heart As sociation, Cancer Society and Parkin son’s Association.
Check the telephone book, library and Pima Council on Aging for listings.
 If your relative has a terminal illn ess, you may want to become familiar with the
services and benefits offered by the hospic e care. Your relative should feel free
to discuss hospice c are with their physi cian at any time during a life limiting
illness. The hospice approach to care fo cuses on c omfort and dignity for the
dying patient and their loved ones. All e fforts are made to allow the person the
comfort of dying at home.
Dying is a part of living, but sometimes endings come sooner than expected. Often we
avoid the issues surrounding de ath – not because we do not car e, but because we feel
so helpless at the time of this final crisis.
My family member was sleeping so soundly that she didn’t hear me enter her
room. For a moment I was frightened that she had died. She was fine, but what
should we do if this really happens? It is frightening to face thi s situation without the
resources you need. Knowing the information and your loved one’s preferences will help
you manage this difficult time. If your loved one is in the hospital, nursing home, hospice
program or other hea lthcare fa cility whe n death occu rs, the fa cility will take care of
many details and help with arrangements, such as: declaring the person’s time of death,
calling designated fam ily mem bers, the phys ician, and mortuar y. If you want to spend
time with your love d one, facility staff will often allo w family member a few privat e
moments with the de ceased. In most cases, the facility’s so cial worker or other trained
health professional will be there t o help and stay with the family until arrangements are
made.
What if you don’t expect the death and it is not in the hospital or a medical
setting? When someone dies at home, or other home care or non-medic al setting, t he
details are more complicated. If your relative is enrolle d in a Hosp ice program you will
be instructed to call the Hospice emergency number instead of 911. Hospice staff are
highly trained professionals and will know exactly wh at to do. Staff will come to the
home, assist with details and offer support while you wait.
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If your relative is not in a hospic e program , and you or another person finds that your
loved one has died, it will be necessary to call 911 immediately to report the situation.
(If a paid caregiver from a health agency is present they may need to call their agency
to report the situation as well). Afte r you have called 911 or the hospic e team, you
should call a friend or support person to come and stay with you while you wait.
There will be a number of medical emergency responders that twill arrive at the plac e of
death to review the incident. When the
911 team responds, they will notify the
appropriate law enforcement personnel (police or sheri ff’s department). The primary
physician of the deceased will be contacted to determine if the death is expect ed and to
inquire whether t he physician is willing to sign the death certificate. If the phys ician
indicates that it is an expected ev ent (such as a terminal illness) then arrangements will
be made to take the deceased person to the designated mortuary or funeral home.
If the death does not s eem reasonable, looks suspicious, or the physician doesn’t know
their patient well enough to feel comfortable signing the deat h certificate or cannot be
contacted, then the la w enforc ement team will transport the body to their office to
determine the cause of death, which may include an autopsy. The body of the deceased
person will not be released until a determinat ion as t o cause of death has been made,
but this usually only creates a delay of a few day s, often less, depending o the
circumstances.
Is there always an autopsy? No, actually the office of the medical examiner often
retains the body of a deceased person until a mortuary is designated, and only conducts
an investigation or autopsy if there is enough information to indic ate a crime may have
been com mitted. They are well trained in cult ural and religious differences and make
every effort to honor beliefs that object to an autopsy . However when necessary, it is
part of the procedure.

RESOURCES
For a list of Grief and Support Groups, contact:
Pima Council on Aging
8467 E Broadway Blvd.
Tucson, Arizona 85710-4009
Phone: (520) 790-7262
www.pcoa.org
National Hospice Foundation
1700 Diagonal Road, Suite 625
Alexandria, VA 22314
Phone (703) 516-4926
www.hospiceinfo.org
National Hospice Helpline
1/800-658-8898
Grief and Loss Resource Center
www.spirit-net.ca/grief/grief.html
Caregiver Consortium
www.arizonacaregivers.org
Prepared for Pima Council on Aging by the Arizona Center on Aging, the University of Arizona®
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Fact Sheet: Grief and Loss
Introduction
Grief is a n atural process, an inten se fundamental emotion, and a universal experience, whic h
makes us human. It is a process that entails extremely hard work over a period of many painful
months or years. People grieve because they a re deprived of a loved o ne; the sen se of loss is
profound. The loss of a spouse, child or parent affects our very identities—the way we define
ourselves as a husband, wife, parent or offspring. Moreover, grief can arise from t he survivor's
sudden change in circumstances after a death and the fear of not knowing what lies ahead. The
death of someone close can be a life-changing experience. If you are the primary caregiver of
someone you love, this experience can affect every asp
ect of your life for some time. It is
natural to grieve the d eath of a loved one b efore, during and after the actual time of thei
r
passing. The process of accepting the unacceptable is what grieving is all about.

Anticipatory Grief
If someone has had a prolonged illness or serious memory impairmen t, family members ma y
begin grieving the loss of the person's "former self" lon
g before the time of d eath. This is
sometimes referred to as "anticipa tory grief." Anticipating the loss, knowing what is coming, ca n
be just as painful as losing a life. Family members may experience guilt or shame for "wishing it
were over" or seeing their loved on e as already "gone" intellectually. It is important t o recognize
these feelin gs as normal. Ultimately, anticipat ory grief is a way of
allowing us to prepare
emotionally for the inevitable. Preparing for the death of a lo ved one can allow family members
to contemplate and clear unresolved issues and seek out the support of spiritual advisors, family
and friends. And, depending on the impaired person's intelle ctual capacity, this can be a time to
identify your loved one's wishes for burial and funeral arrangements.

Sudden Loss
A death tha t happens suddenly, unexpectedly, is an immeasurable tra gedy. This t ype of loss
often generates shock and confusion for love d ones left behind. Incidents su ch as a fatal
accident, h eart attack, or su icide can leave family members perplexed and
searching f or
answers. In these cases, family members may be left with unresolved issues, such as fee lings
of guilt that can haunt and overwhelm a grieving person. Th ese feelings may seem t o take over
your life at first. But over time it is possibl e to g et past these thoughts and forgive yourself an d
your loved one. Give yo urself plenty of time; it' s virtually impossible to make yourself "move on"
before you're ready. People experiencing the sudden loss of a loved one have a particular need
for support t o get throug h the in itial devastating shock, pain and anger. Family members, close
friends, and clergy can be vital lifelines for the griever.

How Long Does Grieving Last?
Grief impacts each individual differently. Recent research h as shown th at intense grieving lasts
from three months to a year and many people continue experiencing profound grief for tw o
years or more. Others' response t o this extended grieving process may some
times cause
people to feel there is something wrong with the m or they are behaving abnormally. This is not
the case. The grieving process
depends o n the indiv idual's be lief system, religion, life
experiences, and the type of loss suffered. Prolonged bereavement is not unusual. Many people
find so lace in seeking out other grievers or trusted friends. However, if feelings of
being
overwhelmed continue over time, professional support should be sought.
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Symptoms of Grief
Grief can provoke both physical and emotional symptoms, as well as spiritual insights
and turmoil.
Physical symptoms include low energy or e xhaustion, h eadaches o r upset sto mach. Some
people will sleep excessively; others may find they are pushing themselves to extremes at work.
These activity changes may make an individual more prone to illness. It is important to take care
of yourself during this period of be reavement by maintaining a proper diet, exercise and rest.
Taking care of your body can help heal the rest of you, even if you do not feel inclined to do so.
Emotional symptoms include memory g aps, distra ction or preoccupatio n, irritabilit y,
depression, euphoria, wailing rages and passive resignation. Some people identify strongly with
the person who died a nd his/her feelings. If you have e xperienced a loss and are hurting it is
reasonable that your re sponses may seem "unreas onable." Nonetheless, it is important not to
judge yourself too harshly as you experience conflicting and overwhelming emotions.
Like grief itself, people's coping strategies vary. Some people cope best through quiet
reflection; o thers seek exercise or other distr actions. So me have a tendency to engage in
reckless or self-destruct ive activities (e.g., ex cessive drinking). It is vit al to obtain support in
order to reg ain some sense of control and to work through your feelings. A train ed counse lor,
support group, or trusted friend can help you sort through fe elings such as anxiety, loss, anger,
guilt, and sadness. If depression or anxiety persists, a doctor or p sychiatrist may prescribe
antidepressant drugs to help alleviate feelings of hopelessness.
Spirituality: you ma y f eel closer t o God and more open to religious experiences than eve r
before. Conversely, ma ny people express ange r or outrage at God. You may feel cut off from
God or from your own soul altogeth er—a temporary paralysis of the spirit. If you are a person o f
faith, you may question your faith in God, in yourself, in other s or in life. A member of the clergy
or spiritua l advisor can help you e xamine the feelings you are experiencing. Lear ning to dea l
with grief is learning to live again.

Stages of Grief
Often portrayed as a grief "wheel," these stages do not necessarily follow a set order. Some
stages may be revisited many times as an individual goes through a grieving period.
•
•
•
•
•
•
•
•
•
•

Shock.
Emotional release.
Depression, loneliness and a sense of isolation.
Physical symptoms of distress.
Feelings of panic.
A sense of guilt.
Anger or rage.
Inability to return to usual activities.
The gradual regaining of hope.
Acceptance as we adjust our lives to reality.

Most people who have lost someone close go through all or some of these stages, although not
necessarily in this specific order. This kind of healthy grieving can help a person move through a
significant loss with minimal harm to self, either physical or mental.

Ethical Issues
Often famil y me mbers and caregivers are faced with the decision to allow someone to die
naturally or to prolong their death and maintain life through artificial means. Physician training,
hospital a nd nursing h ome policie s often d ictate the use of "heroic means" to sustain life.
"Reviving" a very ill person after a stroke or using a respir ator for someone deemed medically
"brain dead" are standard procedures used in many hospitals. If at all possible, it is important to
learn and document a person's wishes about using artificial life support before any crisis arises.
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A living will or durable p ower of atto rney for health care (DP AHC) expresses a person's wishes

when he or she can n o longer sp eak for him/herself. Th ese documents can h elp instru ct
hospitals or nursing homes on an appropriate course of action to be t aken at a critical moment.
By law, all hospitals must now inform patients about their right to fill out these documents.
When a person is confu sed, or othe rwise unable to express preferences , family members are
often put in the positio n of becom ing surrogat e decision makers. Such decision s present a
thorny array of medical, legal, and moral questions. Decisions to provide or withhold life support
are based on personal values, be liefs, and consideration for what t he person might have
wanted. Su ch decision s are painful. Family members s hould give t hemselves ample time to
cope with th ese life and death decisions and to process feelings of doub t or blame, which ma y
surface.

Tips for Helping the Bereaved
• Be available. Offer support in an unobtrusive but persistent manner.
• Listen without giving advice.
• Do not offer stories of your own. This can have the effect of dismissing the grieving person's
pain.
• Allow the grieving person to use expressions of anger or bitterness, including such
expressions against God. This may be normal behavior in an attempt to find meaning in what
has happened.
• Realize that no one can replace or undo the loss. To heal, the individual must endure the grief
process. Allow him/her to feel the pain.
• Be patient, kind and understanding without being patronizing. Don't claim to "know" what the
other person is feeling.
• Don't force the individual to share feelings if he/she doesn't want to.
• Physical and emotional touch can bring great comfort to the bereaved. Don't hesitate to share
a hug or handclasp when appropriate.
• Be there later, when friends and family have all gone back to their routines.
• Remember holidays, birthdays, and anniversaries, which have important meaning for the
bereaved. Offer support during this time. Don't be afraid of reminding the person of the loss;
he/she is already thinking about it.

Practical Assistance for the Bereaved
Things a person can do without asking:
•
•
•
•
•
•
•
•
•
•

Send a card or flowers.
Bring food.
Water or mow their lawn.
Donate blood.
Contribute to a cause, which is meaningful to your friend or family member.
Things a person can do to help but should ask first:
Offer to stay in the home to take phone calls, receive food and guests.
Offer childcare on a specific date.
Offer to care for pets.
Offer transportation.
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Making the Decision
When is the right time for facility care?
It is difficult to know whe n to begin lo oking for faci lity care for a loved o ne. However, if you ar e the
primary care pro vider for someone w ith Alzheime r’s disease ( AD) or a rel ated d ementia, you ma y
begin asking this question as the dise ase progresses. The most important thing to remember is that
there is no “ right” time fo r ever yone. Each indivi dual a nd fa mily is different, and th ere ar e seve ral
factors to consider. To discuss these factors, a family meeti ng is recommende d, including family,
close friend s & neigh bors, and when ap propriate, the p erson with Alzh eimer’s disease (AD) or
related dementia. Use the checklist below to help you assess your caregiving situation.
What are the important issues?

Behavioral
Nutrition

Safety
Time
Personal Hygiene
Concerns

Caregiver

and Energy
Financial Concerns
Issues
In-Home Care

√ Safety
Does your loved one forget or refuse t o use safety equipment such as whee lchairs, walkers,
or grab bars?
Is the home environment becoming more difficult for the person with AD or
related dementia? (e.g., stairs, in accessible doors, dark hallways)
Has your loved one had accidents with the stove, appliances, or other household items?
Has the person with AD or a related dementia had trouble getting around the house without
falling or needing assistance with walking?
If your lo ved one smoke s, has he h ad smoking accidents? (e.g., forgetting to e xtinguish
cigarette burning holes in clothing)
√ Personal Hygiene
Is it difficult for your loved one to get to the bathroom when needed?
Is the person with AD or a related dementia unwilling or unable to bathe?
Is the person with AD or a related dementia unwilling or unable to change clothing
when needed?
Is your loved one unable or unwilling to help with personal care tasks?
Have care needs for your loved one become too difficult or too demanding for you?
√ Behavioral Concerns
Has your loved one ever wandered away form home or been lost?
Is your loved one combative, suspicious, angry, or refusing care?
Has the person with AD physically harmed himself or you at any time in the past?
√ Nutrition
Does this person with AD or a related dementia have trouble preparing meals or eating
independently?
Do you have difficulty encouraging your loved one to eat appropriate, nutritious foods?
Is your lo ved one ha ving health problems associated with p oor n utrition? (e.g., vita min
deficiency, dehydration, weight loss, other illness)
Having e ating a nd/or swallowin g b ecome di fficult for the person with AD or a r elated
dementia?
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√ Time and Energy
Does your l oved on e n eed h elp with most Ac tivities of Daily Living (ADLs)? (e.g., e ating,
bathing, dressing, personal hygiene)
Do housekeeping duties need to be done so frequently that care becomes an excessive
demand?
Have your frequently lost sleep at night due to worrying about caregiving?
√ Financial Concerns
Do you or would you have difficulty affording in-home help 24 hours a day?
Have the financial strains of caregiving been difficult on your personal budget? (e.g., durable
medical equipment cost, incontinence, food and prescription drug purchases)
Do you miss work frequently due to your caregiver responsibilities?
√ Caregiver Issues
At the end of the d ay, have you felt like you couldn’t make it throug h another day? Is t his a
recurring thought?
Is your health at risk or beginning to suffer because of your caregiving responsibilities?
Have you lost your privacy or ability to organize and run your household?
Is there frequent conflict between household members related to caregiving issues?
When you get a break from caregiving, do you still feel overwhelmed and exhausted?
√ In-home Care
Have yo u tried and been unsuccessful with in-home ser vices such as housekeeping ,
delivered meals, personal & companion care?
Have you had difficulty getting your loved one to attend adult day programs?
Has an overnight respite care been used?
Have you had difficulty enlisting the assistance of family and friends to give yourself a break?
If you answered “yes” to any of these questions, y ou may nee d to begin thinking about alternative
care options. These are just some of the factors to consider when making this difficult decision.
Individual personalities, family history, and outside support should always be a part of your decision.

Remember to . . .
•
•
•

Plan ahead to prevent making decisions during a crisis.
It is all right to ask for help – you need emotional and physical support.
You are doing the best you can!
Adapted from the Alzheimer’s Association, Oregon Trail Chapter

Talk with s omeone about this issue or for more information about Alzheimer’s diseas e
and related dementias, please call:

Alzheimer’s Association – Desert Southwest Chapter
3003 S. Country Club Road, Suite 209
Tucson, Arizona 85713
(520) 322-6601
or outside of Pima County, call toll-free 1-800-272-3900
This is an official publication of the Alzheimer’s Association Desert Southwest Chapter but may be
distributed by unaffiliated organizations and individuals. Such distribution does not constitute an
endorsement of these parties or activities by the Alzheimer’s Association Desert Southwest Chapter.
05/07
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SELECTING RESIDENTIAL CARE FOR OLDER ADULTS
PIMA COUNCIL ON AGING
HELPLINE – 790-7262
The following questions will help you select resid ential care f or older adults. Remember, there is
no such thing as a “stupid question”. All questi
ons are important and you ha ve a right t o
information about service providers.


Ask to see a copy of th e most recent survey b y the Depart ment of Hea lth Services. How
many deficiencies were noted? What were they?



Is the facilit y Medicare certified (if appropriate) or participa ting in the A rizona Long Term
Care System?



What is the monthly base fee and what services incur additional costs?



Is there an itemized list of services?



Under what conditions might fees increase? How much no tice will be given? What is the
refund policy?



What if the older adult must be hospitalized or needs another level of care?



What is the procedure if care ne eds increa se above that which the f acility can pr ovide?
How much notice will be provided?



Are there adequate caregivers to meet the care needs of residents?



Are residents addressed by their appropriate names?



Do caregivers knock before entering a resident’s room?

 Is

there awake staff available 24 hours per day?



What training is required of staff? How are caregivers screened?



How long have they been at the facility?



Are residents appropriately dressed and groomed for time of day?



Are residents cheerful and able to talk freely with you?



Is there meaningful activity appropriate to resident functional level?



Can residents decorate their own rooms? How are roommates selected?



Ask to see a menu. Can the facility accommodate special dietary needs?



Do residents participate in menu planning if desired?



Is there an emergency call system? Is it conveniently located?



Who responds to the call for help?



Are visitors welcome at any time?



Are visitors monitored or screened in any way?
The following websites may be useful: www.medicare.gov for nursing home information
www.hs.state.az.us/als for information on Assisted Living homes and centers

For information about survey results or complaints please contact the Tucson branch of the
Department of Health Services Healthcare Licensure at 520-628-6965.
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SUPPORTIVE HOUSING FOR OLDER ADULTS
PIMA COUNCIL ON AGING
790-7262
RETIREMENT APARTMENTS
Provides meals transportation, activiti es, security, housek eeping, emergency
response system in individual apartments.
Cost: $ 825 - $ 4,750/mo. Meal plans vary.
Subsidy available: Section 8 in complex
Regulated by: Not regulated at independent level.
Phone book listings: “Retirement and Life Care Communities”.
ASSISTED LIVING CENTER
Apartment setting with meals, transporta tion, activities, housekeeping, 24 hour
supervision, administration of medication s, assistance with person care. More
than 10 residents. Often dementia care is available.
Cost: $ 1,500 - $ 5,295/mo. Depending upon care needs, room size and
amenities.
Subsidy available: Arizona Long Term Care System in participating centers.
Two sliding scale facilities.
Regulated by: Arizona Department of Health Services
Phone book listing: “Assisted Living”.
ASSISTED LIVING HOME
Private home caring for up to 10 older
adults. Services inc lude housek eeping,
meals, 24-hour supervision,
assistanc e with personal care, medication
administration, activities. Often dementia care is available.
Cost: $ 2,000/mo. And up depending upon care, room size and amenities.
Subsidy available: Arizona Long Term System in participating homes
Regulated by: Arizona Department of Health Services
Phone Book listing: “Nursing Homes”, “Retirement and life Care Communities”,
“Assisted Living”.
SKILLED NURSING FACILITY
Residential health care facility offering on going nursing care. Th ree levels of car e
may be offered: Intermediate care, skilled care, dementia/secure.
Cost: $ 130 - $ 378/day depending upon care needs, room size and amenities.
Subsidy available: Arizona Long Term Care System, Medicare, private insurance
Regulated by: Arizona Department of Health Services
Phone book listing: “Nursing Homes”.
02/07
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PIMA COUNCIL ON AGING
Medicare/Health Insurance Assistance Program
8467 East Broadway Blvd
Tucson, AZ 85710-4009
GLOSSARY OF HEALTH INSURANCE TERMS
Appeals Process. The process used if a beneficiary disagrees with any decisio n
about his or her health care services. If Medicare or a Medicare health plan does not
pay for an item or service rec
eived or if a service was not provided, t
he initial
Medicare decision can be reviewed.
Assignment. In the Original M edicare Plan, th is means a doctor, other health care
provider, and supplier of health care equ
ipment and supplies agrees to accept
Medicare’s fee as full payment. If you are in the Original Medicar e Plan, it can save
you money if your doctor, provider, and supplier accept assignment. You will still pay
your share of the cost of the doctor visit.
Benefit Period. The way Medicare measures yo
ur use of hospital a nd skilled
nursing facility (SNF) services. A benefit period begins the day you go to a hospital
or skilled nursing facility. The benefit period ends when you haven’t received any
hospital (or skille d care in a SNF ) for 60 days in a row. If you go into the hospital
after one benefit period has en ded, a new benefit period begins. You must pay th e
inpatient hospital deductible for each benefit period. T here is no limit to the number
of benefit periods you can have.
Beneficiary. T he name for a person who has health ins
Medicare or Medicaid (AHCCCS) program.
CMS. Centers for Medicare and Medicaid
Financing Administration)

urance through the

Services (forme rly HCFA-Health Care

Coinsurance. Sometimes called a "co-payment,"
it is the percentage of your
covered medica l b ills that you p ay a fter your annua l deductib le has bee n met, an d
your insurance plan h as paid its portion of the bills. For example, on a standard
80/20-coinsurance plan, the insurance company will pay 80 percent of the covered
expenses and you, the insured, will pay 20 percent.
Coordination of Benefits. Insurance company's me thod of coordinating your
payment when you have similar coverage with more than one insurance c ompany.
This happens when you have two major
medical plans (e.g., Medicare and an
employer major medical). Only one plan w ill pay 8 0% of the char ges. You will no t
receive duplicate cov erage for the same services. Unlike a supplemental insurance,
your second major medical may not pay the remaining balance afte r your first majo r
medical insurance has paid.
Creditable Prescription Drug Coverage. Prescription drug cov erage (like from an
employer or union), that pays out , on average, as muc h as or more than Medicare’s
standard prescription drug coverage.
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Custodial Care. Care is considered custodial when it is primarily for the purpose of
helping you with daily living or meeting pers onal needs and could be provided safely
and reasonably by people without professional ski lls or training. Much of the care
provided in nursing homes to people with chronic, long-term illnesses or disabilities is
considered custodial care. Fo r example, custodial care includes help in walkin g,
bathing, eating, and taking medicine. Even if you are in a hospi tal or sk illed nursing
facility, insurance usually does not provide coverage for custodial care.
Co-payment. A predetermined fee
that you pay directly
healthcare provider when you receive services.

to the doctor or other

Deductible. The amount of cover ed expenses that the ins ured must pay in eac h
benefit period before the insurer pays for allo wable claims. A higher deductible will
usually result in a lower premium.
Diagnosis Related Groups (DRG). Illness / inpatient
admission c ategories
established by Medic are and used by ho spitals to determine payment under the
Prospective Payment System.
Fee-For-Service. You (or your insurance) are charged for each visit or service
provided by a physician or other healthcare professional.
Formulary. A list of certain kinds of prescrip tion drugs that a Medicare drug plan will
cover subject to limits and conditio
ns and whic h will be dispens ed through
participating pharmacies to covered enrollees.
Grievance. Complaints about the way a Medicare health plan provides car e (other
than complaints about providing a servic
e or pay ment for a service), such as
cleanliness of the health care facility,
problems calling the plan by phone, staff
behavior, or operating hours.
Health Maintenance Organization Plan (HMO). A type of Medicare Adv antage
Plan—the plan must cover all M edicare Part A and Part B health care. Some HMO’s
cover extra benefits, like extra days in the ho spital. In most HMO’ s, you can only go
to doctors, specialists, or hospitals on the plan’s list except in an emergency. Your
costs may be lower than in the Original Medicare Plan.
Home Health Care. Home healthcare services are giv en at home to aged, disabled,
sick or convalescent individuals who do
not need institutional care. The most
common types of home care are visiting nurse services (e.g., IV therapy, wound care,
medication administration), and speech, ph ysical, occupational, and rehabilitation
therapy. H ome health agencies, hospitals or other community organizations provide
these services.
Hospice Care. Hospice car es for the terminally
ill (e.g. end stage
cancer,
emphysema, heart disease, or renal d isease) and their families , in the ho me or a
non-hospital setting, emphasizing alleviating pain rather than medical cure.
Hospitalist. Is a doctor who s pecializes in the c are of patients who ar e in th e
hospital. A hospitalist might be an internal medicine doctor or a specialist. The best
example of a doctor who has a role like a
hospitalist is the emergency room (ER)
doctor.
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Indemnity. An indemnity is a benefit paid by
an insurance policy for a specific
illness, injury or hospitalization. Often it is used to refer to benefits paid directly to the
insured. An example would be a poli cy that pays you $75 fo r every day you are
confined to a hospital. Accident polic ies, income policies, and c ancer polic ies are
types of indemnity plans. Major medical is another type of indemnity policy.
Insurance Department. Each state has an insurance department that is responsible
for implementing state insurance laws and regulations. In Arizona the number is 6286370. They also handle complaints about insurance companies.
Limitations. Limitations describe conditions
or circumstances under which the
insurer will not pay or will limit payments. Detailed information about limitations and
exclusions are found in your insurance po licy. For example, if you have a preexisting c ondition for whic h you have b een diagnosed, received treatment, or
incurred expenses for prior to your insu rance covera ge eligibility, you may not be
covered by your insurance for a specific amount of time.
MA-PDP’s. Medicare Advantage – Prescripti on Drug Plans sold in conjunction with
the medical health plans und er Medicare Advantage. Th e coverage can be through
an HMO (Health Maintenance Organization), PPO (Preferred Provider Organization),
or a PFFS (Private Fee-for-Service Plan).
Major Medical. Major medical insurance plans provide br
oad cover age and
substantial protection from large, unpredi ctable medic al care e xpenses. Members
are usually responsible for deductible and coinsurance amounts.
Maximum Out-of-Pocket Liability. The m aximum amount of money an insured wil l
pay in a benefit per iod, in addition to r egular prem ium payments is called the
maximum out-of-pocket. It is usually th
e sum of deductibles and coins
urance
payments that the policyholder must pay before the insurance company pays 100%
of the covered expenses. Non-covered expenses are the policyholder's responsibility
in addition to out-of-pocket amounts.
Medical Underwriting. The process that an ins urance company uses to decid e
whether or not to take your applic ation for insurance, whether or not to add a waitin g
period for pre-existing conditions, and how much to charge you for that insurance.
Medically Necessary. Services or supplies that:
•
Are proper and needed for the diagnosis or treatment of your medical
condition,
•
Are provided for the diagnosis, direct care, and treatment of your medical
condition,
•
Meet the standards of good medical practice in the local area, and
•
Are not mainly for the convenience of you or your doctor.
Medicare Advantage Plan. A plan offered by a private company that contracts with
Medicare to provide y ou with all your Medicare Part A and Part B benefits. In most
cases, Medicare Adv antage Plans also offer Medicare prescription drug coverage.
Medicare Advantage (formerly Medicare + Choice or Part C) Plans include:
• Medicare Managed Care Plans (HMO)
• Medicare Managed Care Plans w/POS (Point of Service)
• Medicare Preferred Provider Organization Plans (PPO)
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• Medicare Private Fee-for-Service Plans (PFFS)
• Medicare Specialty Plans (Special Needs)
If you have one of these plans, you don’t need a Medigap policy.
Medicare Administrative Contractors (MAC’s). A single point of contact. The
MAC’s process both Part A an d Part B claims which will reduces duplication o f
activities. A total of 23 contracts will
be awarded t he contract by October 2011.
Noridian has been awarded the contract for both Part A and Part B for the state of
Arizona.
Medicare Approved Cost (MAC). A doctor and supplier fee schedule lists
payments for each Part B service. The fee schedule t akes into account geographic
variation f or practice costs. The MAC is
the lowe r of either the Medicare fee
schedule amount, or the doctor’s/supplier’s actual charge.
Medicare SELECT. A type of Medigap po licy that may require you to us e hospitals
and, in some cases, doctors within its network to be eligible for full benefits.
Medicare Summary Notice (MSN). After Medicare pays a claim, Medicare sends
the patient a MSN notice. This notice isn’t a bill. It provides inf ormation for patient
records on the services they received.
Medigap. A Medicare supplemental health insurance policy sold by private insurance
companies to fill “gap s” in Original Medicar e Plan cov erage. Except in Minnesota,
Massachusetts, and Wisconsin, there are 10 standardized polic ies labeled Plan A
through Plan J. Medigap policies only work with the Original Medicare Plan.
Medigap High-Deductible Option Plan. Insurance companies may offer a “high
deductible option” on Medigap Pl ans F and J. If you choose this option, y ou must
pay a $1,790 deductible for the year 2006 before the policy pay s anything. This
amount can go up each year. In addition to the $1,790 deductible (in 2006) that you
must pay for the high-deductible opt ion f or Plans F and J, you must
also pay
separate deductibles for
• Foreign travel emergency ($250 per year for Medigap Plans F and J), and
• Prescription drugs ( $250 per year
for Medigap Plan J only, becaus
e
Medigap Plan F does n’t cover prescription drugs). This only applies to
Medigap polic ies bought before January 1, 2006. M edigap policies sold
after this date can’t include prescription drug coverage.
Original Medicare Plan. A fee-for-service health plan t hat lets you go to any doctor,
hospital, or other health care provider who accepts Medicare. You must pay any
applicable deductible. Medica re then pays its share of
the Medicare-approved
amount, and you pay your share (coinsurance). The O riginal Medicare Plan has two
parts: Part A (Hospital Insurance) and Part B (Medical Insurance).
Outpatient Services. A servic e you get in one day
community health center.

(24 hours) at a hospital or

PDP’s – Medicare Prescription Drug Plans. A stand-alone drug plan, o ffered by
insurance and other private companies t o add prescripti on drug coverage to the
Original Medicare Plan, and Medicare Priv ate Fee-for-Service Plans that don’t hav e
prescription drug coverage
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Point of Service. A POS Plan consists of several different options of insuranc e
coverage that the participant can choose f rom at the time healt hcare services are
sought--going out of network for some servic es (higher costs will apply). T he plan
provides financial incentives for using network providers.
Preferred Provider Organization Plan (PPO). A type of Medicare Advantage Plan
in which you pay less if you us e doctors, hos pitals, and providers that belong to th e
network. You can use doctors, hospitals, and providers outside of the network for an
additional cost.
Private Fee-for-Service Plan (PFFS). Private fee-for-servic e is a type of Medicare
Advantage Plan in which you may go to any Medicare-approved do ctor or hospital
that accepts the plan’s payment. The in
surance plan, rather than the Medicare
Program, decides how much it pays and what you pay for the services you will get.
You may pay more or less for Medicare
-covered benefits. You may have extra
benefits the Original Medicare Plan doesn’t cover.
Prospective Payment System. Hospitals, Skille d Nu rsing Fac ilities, Home Hea lth
Agencies and Hos pice are paid a set rate based on payment categories. In some
cases the Medicare payments are more than t he actual costs; in other cas es, less
than the actual costs. Even if
Medicare pays less than the cost of care, the
beneficiary does not have to make up the difference.
Qualify Improvement Organization (QIO). Groups of practicing doctors and other
health care professionals paid by the federal government to monitor care giv en to
Medicare patients. Each state has a QIO with the authority to decide whether care
given to Medicare patient s is reasonable and nec essary, provided in the most
appropriate setting and meets standards of qual ity generally accepted by the medical
profession.
Reasonable and/or Customary Charge. Healthc are servic e charges that ar e
determined by comparing similar services in a specific geographic area.
Special Needs Plan. A special type of plan that pr ovides more focused health care
for specific groups of people, such as t hose who hav e both Medicare and Medicaid
(AHCCCS—Arizona Health Care Cost Containment System) or those who reside in a
nursing home.
Supplemental Insurance. See Medigap Insurance.
TRICARE for Life. A joint program between Medic are and the Department of
Defense to provide m ilitary retire es, qual ifying family member s and surviv ors, and
certain former spouses, medical and prescription benefits exceeding the limitations of
the Medicare Program.
Unassigned Claim. If a physician/supplier doesn’t agree to accept the Medicar e
approved charge, as the total ch arge, it is called an unassigne d claim. In this case,
he beneficiary pays the doctor or supplier. Medicare reimburses the benefic iary 80%
of the approved amount after subtracting any part of the Part B annual deductible,
which has not been met.

11/2006
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The State Health Insurance Assistance
Program
Arizona’s Medicare Information Assistance Program offered by
the Pima Council on Aging
WHAT IS SHIP?
The Arizona State Health Ins
urance Insur ance Program (SHIP) is a health-benefits
counseling service for Medicare beneficiaries and their families or caregivers. Our mission
is to educate, to advocate, to counsel a nd to empower people to make informed benefit
decisions.
SHIP is an indepe ndent program funded by federal ag encies an d is not affiliated with t he
insurance industry.
This progr am is a partnership of the Arizona Depart ment of Economic Security, Aging and
Adult Administration and Pima Council on Aging.

HOW CAN THE SHIP HELP ME?
When you contact the Insurance Counseling office at Pima Council on Aging, the insurance
counselor can help you with:
• Medicare eligibility and Medicare benefits
• Medicare + Choice plan options and enr ollment: including HM O’s (Managed Care),
PPO’s (Preferred Provider Organizations), PO S (Point of Service) and PFFS (Private
Fee for Service)
• Assistance with understand and enrolling in Medicare Part D
• Medigap insurance choices including Medicare Select
• Medicare and other health benefits: how Medicare works with other types of insurance
• Medicare/Medicaid – Arizona Health Ca re Cost Containmen t System (AHCCCS),
fraud, waste and abuse
• Long-Term Care Insurance
• Other types of health insurance benefits

WHO ARE THE SHIP COUNSELORS?
SHIP counselors are specialists trained in Medicare law and re gulation, health insur ance
counseling and relev ant insurance products. Counselor volunteers complete 24 hours of
initial training, 16 hours of mentoring, and 8 hours of in-service annually. SHIP counselors
are not connected with any insurance company, nor are they licensed to sell insurance.
Their purpose is to serve beneficiaries objectively and confidentially.
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HOW DO I CONTACT SHIP?
To receive assistance with your Medicare issues, call PCOA at 546-2011 and ask to
speak to an insurance counselor.

GROUP PRESENTATION AVAILABLE:
Counselors also conduct public presentati
ons on Medicare, Medicare supplemental
insurance, Medicare + Choice options, Medicare/Medicaid fr aud and abuse and other is sues
of importance to beneficiaries, to families and to caregivers.
Pima Council on Aging receives SHIP funding from the Centers for Medicare and Medicaid
(CMS) and the Administration on Aging.

For more information:
Pima Council on Aging

Area Agency o Aging
8467 E Broadway Blvd.
Tucson, AZ 85710-4009
Medicare Helpline: 546 - 2011
Helpline: 790 – 7262
Fax: (520) 790 – 7577
Internet: www.pcoa.org
Email: help@pcoa.org
Medicare Part D Prescription Drug Information and Enrollment Opportunities will
occur each year from November 15 th through December 31 st for an effective
date of January 1st of the following year.
This is the Annual Coordinated Enrollment Period.
During this period you may change plans, select plans, and enroll
. After
st
December 31 of each year, you wi ll not be able to select a plan until the
following November 15th.
Please bring a list of prescription drugs that you are taking, the strength
of the medication and the daily dosage (Example: Lescol, 4omg, once a
day) and PCOA will assist you with the selection of a Part D Medicare
Drug Plan to meet your needs.
You may call the Medicare Hotline at Pima Council on Aging, 546-2011 for an
appointment.
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Medicare Supplemental and Advantage Plans
Should you have questions about Medicare, Medicar
e
Supplement insurance or Medicare Advantage plans, you can
obtain free counseling fr om Pima Council on Aging (PCOA) a t
546-2011,or the Arizona State Health Insurance Assistance
program (also know as SHIP) at 1-800-432-4040.
Information is also available on the Inter net at www.medicare.gov
or call 1-800 MEDICARE (1-800-633-4227).
In addition, you can contact the Arizona Department of Insurance
at (602) 364-2449 or statewi de at 1-800-325-2548. Updated
versions of this publication can also be found on our Internet
Website at www.id.state.az.us.

Medicare “Advantage” Plans
Lists of Medicare Advantage pl ans offered in Arizona can be
located by looking at “Medica re and Y ou for 2007” the Arizona
version, beginning on page 99.
You may also find the list at www.medicare.gov and click on “Plan
Choices, Medicare Advantage Plans: or contact PCOA’s SHIP
Program at 546-2011.
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Medicare for 2008
Pima Council on Aging
Medicare/Health Insurance Assistance Program
8467 East Broadway Blvd
Tucson, AZ 85710-4009

(520) 546 – 2011
What is Medicare?
• Health Insurance for
• People 65 years of age and older
• People under age 65 with certain disabilities
• People of all ages with End-Stage Renal Disease
• Run by the Centers for Medicare & Medicaid Services (CMS)
• Sign up with the Social Security Administration or Railroad
Retirement Board

Applying for Medicare
• Apply 3 months before age 65
• Don’t have to be retired
• Contact the Social Security Administration
• Enrollment automatic if you get Social Security or Railroad
Retirement benefits

Medicare Coverage Basics
Part A
Hospital
Insurance

Part B
Medical
Insurance

Part D

•
•
•
•

Inpatient hospital care
Skilled nursing care
Home health care
Hospice care

•
•
•
•
•

Doctor’s services and outpatient care
Preventive services
Diagnostic tests
Some therapies
Durable medical equipment

• Outpatient prescription drugs
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Medicare Part A
• Most people don’t pay a monthly premium for Part A
• People with less than 10 years of Medicare-covered work can still get
Part A
• Will pay a premium
• For information about Part A eligibility, call Social Security
• 1-800-722-1213
• 1-800-325-0778 for TTY users

Enrolling in Medicare Part B
You can choose whether or not to enroll in Part B
• Monthly Part B premium ($ 96.40)
• Initial Enrollment Period (IEP)
• 7 months starting 3 months before month of eligibility

General Enrollment Period (GEP)

• January 1st through March 31st each year
• Coverage begins July 1st
• Premium penalty
• 10% for each full 12-month period eligible but not enrolled
• Paid for as long as you have Part B
• Except in some cases

• Some people can delay enrolling in Part B with no penalty
• If covered under employer or union group health plan
• Based on you or your spouse’s current job
• Will get a Special Enrollment Period (SEP)
• Sign up within 8 months after coverage ends

Paying the Part B Premium
Taken out of monthly payments
• Social Security
• Railroad retirement
• Federal government retirement
• For information about premiums, call SSA, RRB, or Office of
Personnel Management

136

Medicare Choices
•
•
•
•

Original Medicare Plan
Medicare Advantage Plans / Medicare Replacement Plans
Other Medicare Plans
Medicare Prescription Drug Plans

Original Medicare Plan
Go to any health care provider that accepts Medicare
You are responsible for
Part A

Part B

$1,024 deductible in 2008 for hospital stays up to 60 days
• Additional costs after 60 days
• Different costs for other Part A services
۟$135 annual deductible in 2008
• 20% coinsurance or co-payment for most Part B
services

Some programs may help with costs

Reminder. . .
• Medicare pays 80% of approved cost (MAC) for most medical
charges
• Medicare pays 50% of the approved cost (MAC) for mental health
charges
after deductibles
• Beneficiary pays 20% copayment for medical
• Beneficiary pays 50 % copayment for MH
plus deductibles
• The “gaps” may be “filled” by purchasing a Medigap Policy
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Medigap
• Health Insurance Policy
o Sold by private insurance companies
o Must say “Medicare Supplement Insurance”
o Covers “gaps” in the Original Medicare Plan
 Deductible, coinsurance, copayments
 Does not work with Medicare Advantage Plans
o Up to 12 standardized plans A – L in most states
 Except in Massachusetts, Minnesota, Wisconsin
 So you can compare easily

How Medigap Works
• You can by a Medigap policy
o Within 6 months of enrolling in Part B
 Must be age 65 or older
o If you lose certain kinds of health coverage through no fault of
your own
o If you leave your Medicare Advantage Plan in some cases
o Whenever the company will sell you one
• Monthly premium
• Generally go to any doctor or specialist

Other Medicare Plans
 Medicare Cost Plans
 Demonstrations/ Pilot Programs
 Programs of All-inclusive Care for the Elderly (PACE)
(None of these programs are available in the state of Arizona.)

Medicare Advantage Plans
•

•
•
•
•
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Health Maintenance Organization (HMO) Plans/ Medicare
Replacement Plans
o Some have Point-of-Service option
Preferred Provider Organization (PPO) Plans/ Medicare
Replacement Plans
Private Fee-for-Service (PFFS) Plans/ MRP
Special Needs Plans/ MRP
Medicare Medical Savings Account (MSA) Plans—new in 2007
& continuing
in 2008
Eligibility
for Medicare Advantage Plans

 Live in plan’s service area
 Have Medicare Part A and Part B
o Continue to pay Part B premium
o May pay additional monthly premium to plan
 Cannot have ESRD at the time of enrollment
o Some exceptions (if you are already in a plan and develop
ESRD)

How Medicare Advantage Plans Work
• Usually get all Medicare Part A and Part B services through
the plan
o May have to use providers that belong to the plan
• May get extra benefits
o May get vision, hearing, dental services
o May get prescription drug coverage
• Still in Medicare program
o Get all Part A and Part B services
o Have Medicare rights and protections

Medicare Prescription Drug Coverage – Part D
• Coverage began January 1, 2006
• All people with Medicare can join a plan
• Provided through
• Medicare Prescription Drug Plans (PDP’s)
• Medicare Advantage Plans and Other Medicare Plans
(MA-PDP’s)
• Some employers and unions

Medicare Drug Coverage - Enrollment Periods
• Initial Enrollment Period (IEP)
• 7 months starting 3 months before month eligible for Medicare
• Annual Coordinated Election Period (AEP)
• November 15 through December 31 each year
• Can join, drop or switch coverage
• Change effective January 1st of the following year
• Special Enrollment Period (SEP)
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Medicare Drug Coverage – Late Enrollment
• If you wait to enroll, you may pay a penalty
• Additional 1 % of national base premium for every month
eligible but not enrolled
• Must pay the penalty as long as enrolled in a Medicare drug
plan
• Unless you have other coverage at least as good as Medicare
drug coverage

Medicare Prescription Drug Plan
• Must offer standard (minimum) drug benefit
• In 2008 you may pay
• Monthly premiums
• Annual deductible, no more than $275
• Copayments or coinsurance
• Very little after $4,050 out-of-pocket
• May offer more benefits
• Can get plan information and costs
• www.medicare.gov
• 1-800-MEDICARE (1 – 800 – 633 – 4227)

Extra Help With Drug Costs
• People with limited income and resources
• Pay no premiums or deductibles
• Have small or no copayments

• Those with slightly higher income and resources
• Pay no or a reduced premium
• Have a reduced deductible
• Pay a little more out of pocket

Eligibility for Help
• You may automatically qualify if you have Medicare and
• Get full Medicaid benefits
• Get Supplemental Security Income (SSI)
OR
• Get help from Medicaid paying your Medicare premiums
• Others must apply and qualify
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Medicaid
• Federal and State program

• For some people with limited income and resources

• If eligible, most health care costs covered
• Each state decides

• Who is eligible
• How people apply

• Office names vary

• Social Services
• Public Assistance
• Human Services

For More Information
• 1-800-MEDICARE (1-800 - 633 - 4227)
o TTY users call 1 – 877 – 486 - 2048
• State Health Insurance Assistance
Program (SHIP) (520) 546 – 2011
• www.medicare.gov
• Medicare & You handbook
• Other publications
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Pima Council on Aging
Medicare/Health Insurance Assistance Program
8467 East Broadway Blvd
Tucson, AZ 85710-4009
(520) 546-2011
Medicare Premium, Deductible and Coinsurance Amounts

01/01/2009
BENEFIT
Part B Premium

2008
$96.40

2009

DIFFERENCE
From 2008

$96.40

0

(See Page 2)

Part A Deductible (1st 60

$1,024

$1,068

+ $44.00

$256.00

$267.00

+ $11.00

$512.00

$534.00

+ $22.00

$128.00

$133.50

+ $6.50

$423.00

$443.00

+ $20.00

$233.00

$244.00

+ $11.00

$135.00

$135.00

0

days)

Coinsurance (61-90th day—
per day)

Coinsurance (91-150th
day—per day) Lifetime Reserve

Skilled Nursing Facility (020 day - $0)

Coinsurance (21-100th
day—per day)

Part A Premium (if required
w<30 qtrs)

Part A Premium (if required
w<40 qtrs)

Part B Deductible

*Income related Part B premiums.

The 2009 Medicare Part B premium is calculated based upon your 2007 tax
return (includes adjusted gross income and tax exempt interest income).
The Part B monthly premium rates to be paid by beneficiaries who file an
individual tax return (including those who are single, head of household,
qualifying widow(er) with dependent child, or married filing separately who
lived apart from their spouse for the entire taxable year), or joint tax return
are:
Beneficiaries
who file an
Beneficiaries
Income related
individual tax
who file a joint
monthly
Total monthly
return with
tax return with
adjustment
premium amount
income:
amount
income: **
Less than or
Less than or
equal to $85,000 equal to $170,000
$0.00
$96.40
Greater than
Greater than
$85,000 and less $170,000 and
than or equal to
less than or
$107,000
equal to $214,000
$38.50
$134.90
Greater than
Greater than
$107,000 and
$214,000 and
less than or
less than or
equal to $160,000 equal to $320,000
$96.30
$192.70
Greater than
Greater than
$160,000 and
$320,000 and
less than or
less than or
equal to $213,000 equal to $426,000
$154.10
$250.50
Greater than
Greater than
$213,000
$426,000
$211.90
$308.30
In addition, the monthly premium rates to be paid by beneficiaries who are
married, but file a separate return from their spouse and lived with their
spouse at some time during the taxable year are:
Beneficiaries who are
married but file a
separate tax return
from their spouse: **
Less than or equal to
$85,000
Greater than $85,000
and less than or equal
to $128,000
Greater than $128,000

Income-related monthly
adjustment amount

Total monthly premium
amount

$0.00

$96.40

$154.10
$211.90

$250.50
$308.30

09/19/2008

Part B Costs for Covered Services and Items
You pay all costs for the first thr ee pints of blood you get as an
outpatient, then 20% of the Medicare-approved amount for additional
pints of blood (unless donated to replace what’s used).

Blood

Clinical
Laboratory
Services

You Pay 40% for Medicare-approved amount

Deductible

You Pay the first $131 for Part B-covered services or items.

Home
Health
Services

You pay 20% of the Medicare-approved services.
You Pay 20% of the Medicare-approved amount for durable medical
equipment.

Medical
And other
Services

You pay 20% of the Medicare-approved services.
You pay 20% of the Medicare-approved amount for durable
equipment.

Mental
Health
Services

You Pay 50% for outpatient mental health care.

Other
Covered
Services

You pay co-payment and coinsurance amounts.

Outpatient
Hospital
Services

You pay a coinsurance or co-payment amount that varies by service.

•

In 2007, there may
be limits on physical therapy,
occupational therapy,
occupational therapy, and speech la nguage pathology services. If so, t here may
be exceptions to these limits.

Note: Medicare Advantage Plans must cover thes e services. Costs v ary by plan, but
may be lower than those noted above.
Part C (Medicare Advantage) Costs for Covered Services and Supplies
Cost information is available on
www.medicare.gov on the web, or from the plan.
Medicare Advantage Pl ans must cover all Part A and Pa
rt B-covere d services and
supplies. Check your plan’s materials for actual amounts.
Part D Medicare Prescription Drug Plan Costs for Covered Prescription Drugs.
Cost information is available on www.medicare.gov on the web, or from the plan.
Check your plan’s materials for actual amounts.
The figures below are used to determine the Part D late-enrollment penalty.
Part D National Average Benchmark Premium

$ 15.90

1% Penalty Calculation

$
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.16

AHCCCS is
Arizona’s
Medical
Assistance
Program
(Medicaid)

Application for AHCCCS Health Insurance and
Medicare Cost Sharing Programs

Keep Pages A, B, C, and D for your Records
If you are over age 65, blind or disabled, or if you are eligible for Medicare, use this application to apply for AHCCCS Health
Insurance and/or Medicare Cost Sharing programs.
How can I qualify for AHCCCS Health Insurance?
• Your gross monthly income can be no more than $867 for an individual or $1,167 for a couple (after a $20 standard deduction and
other allowed deductions if you have earned income and/or dependent children).
• You must be a resident of the state of Arizona and a United States citizen or a non-citizen who meets Medicaid requirements.
• You must apply for pension, disability or retirement benefits if potentially available to you.
• If you are under age 65 and not receiving Social Security Disability income, a disability determination will be part of your
application process.
What medical services are covered by AHCCCS Health Insurance?
Medical Supplies
Prescription Medication *
Doctor's Office Visits
Prosthetic Devices
Laboratory and X-ray Services
Medically Necessary Dentures
Hospital Services
Medically Necessary Transportation
Behavioral Health Care
Medically Necessary Specialist Care
Dialysis
Medically Necessary Podiatry
*

Immunizations (shots)
Chemotherapy
Emergency Medical Care
Emergency Dental Care
Rehabilitation Services
90 days of nursing care services

AHCCCS prescription coverage is limited for people who have Medicare. See the “What if I have Medicare or Other Health Insurance” section on page 2.

How Can I Qualify for Medicare Cost Sharing Programs?
If you are receiving or eligible for Medicare Part A and you are receiving or eligible for Medicare Part B, use this application to
apply for help with your Medicare premium(s), copayments and deductibles.
There are three Medicare Cost Sharing programs. Each one has a different income limit and different benefits.
Specified Low-Income
Medicare Cost Sharing
Qualified Medicare
Qualified
Beneficiary (SLMB)
Program Î
Beneficiary (QMB)
Individual – 1 (QI-1)
General Eligibility
Requirements:

• You must be a resident of the state of Arizona.
• You must be a United States citizen or a non-citizen who meets Medicaid requirements.
• You must apply for pension, disability or retirement benefits if potentially available to you.

Monthly Income Limits
(after allowed deductions):

$0 - $867 (Individual)
$0 - $1,167 (Couple)

Specific Requirements:
•
What is the Benefit?:
•
•
•

Receiving or eligible for
Medicare Part A
Pays your Medicare Part B
Premium
Pays your Medicare
Part A Premium (if not free)
Pays your Medicare
coinsurance
Pays your Medicare
Deductibles*

$867.01 - $1,040 (Individual)
$1,167.01 - $1,400 (Couple)
Receiving
Medicare Part A
• Pays your Medicare Part B
Premium

$1,040.01-$1,170 (Individual)
$1,400.01-$1,575 (Couple)
Receiving
Medicare Part A
• Pays your Medicare Part B
Premium

* If you are enrolled with a
Medicare HMO, your co-pays
will also be paid. If you elect
additional coverage from a
Medicare HMO, you will be
responsible for any additional
premiums and costs.
If you are a Qualified Disabled Working Individual (QDWI) who is under age 65 and who lost Title II Social Security Disability benefits
because of earnings, use this application to apply for payment of your Medicare Part A premium.
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What does AHCCCS Health Insurance cost you?
Co-payments
A co-payment is the amount you pay a health care provider when you receive a medical service. Your co-payment amount will vary depending on which AHCCCS
program you are enrolled in. Co-payments for services are:
•

Non-emergency use of the Emergency Room $0 to $1

•

Physician visits $0 to $1

How does AHCCCS Health Insurance work?
If you are approved for AHCCCS Health Insurance, you will receive your health care from an AHCCCS Health Plan unless:
• You are Native American and you choose Indian Health Services (IHS) as your health plan
• You are just asking for help with your Medicare costs. If you are approved for one of the Medicare Cost Sharing programs, AHCCCS may pay your Medicare premiums
and Medicare coinsurance and deductibles, or
• AHCCCS can only pay for your emergency services because of your status with the Bureau of Citizenship and Immigration Services. If you are approved for
emergency services only, you may receive medical services from any provider (doctor, hospital, etc.) that has an agreement to bill AHCCCS for covered emergency
services.
How Does a Health Plan Work?
• The health plan works with the health care providers (doctors, hospitals,
pharmacies, etc.) to provide all AHCCCS covered services.
• The health plan will send you a member handbook once you are enrolled.
• You can call the health plan if you have any questions about your benefits or
services or if you need an accommodation because of a disability or interpreter
services. The phone number for your health plan’s member or customer services
can be found on your AHCCCS ID Card and in your Member Handbook.
Your Primary Doctor and Specialists
• You must choose your primary doctor or one will be assigned to you.
• Once enrolled, you will get a list of primary doctors in your area from the health
plan.
• Your primary doctor will:
• Take care of your health care.
• Be the first person you go to for non-emergency medical care.
• Be responsible for authorizing your non-emergency medical services.
• Send you to a specialist when needed.
• You have the right to change your primary doctor at any time by calling your
Health Plan’s member or customer services.
How Can I Get Behavioral Health Services?
• You can go through your primary doctor, or
• Call the behavioral health telephone number on your AHCCCS ID Card.

What if I Have Medicare or Other Health Insurance?
• Be sure to tell your health plan that you have Medicare or any other
health insurance.
• If your doctor does not contract with your AHCCCS health plan, your
doctor must call the AHCCCS health plan to coordinate care or you may
be responsible for any Medicare or other health insurance
co-payments or deductibles.
• If you are in an HMO, you should pick a primary doctor who works with
both your HMO and your AHCCCS health plan.
• If you have Medicare, your prescription coverage under AHCCCS is
limited. If you have questions about prescriptions, call 1-800MEDICARE (1-800-633-4227) or your AHCCCS Health Plan.
Your AHCCCS ID Card

• Your AHCCCS ID Card has your unique AHCCCS ID number.
• Show the card when you get medical care (you may need to show a
picture ID as well)

• Doctors, hospitals and pharmacists use your AHCCCS ID Card to
obtain faster verification of your eligibility
• Keep your AHCCCS ID Card with you at all times
• Keep your AHCCCS ID Card in a safe place
• Do not let anyone else use your AHCCCS ID Card or you may be
prosecuted.

Can I apply for both AHCCCS Health Insurance and Medicare Cost Sharing programs?
Yes. If eligible, you can get AHCCCS Health Insurance and Qualified Medicare Beneficiary (QMB) benefits at the same time.

Who Can Complete an Application?
This application may be completed by you or anyone you choose who knows or can get the information needed to complete the application for you and your family
members. The terms “applicant” and “you” on this form refer to the person applying for AHCCCS Health Insurance and/or Medicare Cost Sharing benefits. You and
your spouse can use the same application form to apply. If you have a conservator or guardian, your conservator or guardian must complete this form for you.

Instructions to the Applicants

Check YES or NO on the application form when asked if you are applying for AHCCCS Medical Services or for help to pay Medicare costs. You can check YES to
either question or to both.
· Answer all questions on pages 1 through 3.
· If you need more room, attach additional sheets of paper to provide all requested details.
· Read page C for an explanation of your rights and responsibilities and providing a social security number.
· Sign the application.
· Attach all requested verification when you send your application.
· Keep pages A, B, C, D, and E for your records and mail pages 1 through 3 to the office that sent this form to you. The addresses and telephone numbers of the
offices are listed on the page 4.
· If you are applying for AHCCCS Health Insurance, read page D and choose an AHCCCS health plan.
· If you have any questions regarding these programs, or need help filling out the application, please call the office that sent this form to you.
If you are calling from area codes (480, 602 or 623) dial (602) 417-5010 and choose option 5.
If calling from area codes (520, 760 or 928) dial toll free 1-800-528-0142.
After we receive your application, we will either contact you for additional information or, if your application is complete, make a decision about whether you qualify. We
will send you a notice explaining the decision.
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RIGHTS AND RESPONSIBILITIES OF APPLICANTS/RECIPIENTS
You have the RIGHT to:
1. Be treated fairly and equally regardless of race, religion, national origin, sex, age, disability, or political beliefs.
2.

To apply for AHCCCS Medical Benefits and to be given a notice that tells you if you are eligible or not.

3.

Review AHCCCS manuals that show the rules and regulations of the AHCCCS program if you want to know the reason why your
application is denied.

4.

Have all information you give regarding your eligibility kept private according to state and federal law.

5.

A fair hearing if you disagree with an adverse action taken by the AHCCCS Administration. Adverse action means your application
for AHCCCS services was denied, your AHCCCS benefits were ended or your AHCCCS services were reduced. You may also
request a hearing if a decision is not made on your application within 45 days and the delay is due to AHCCCS. Your hearing will
be conducted by an Administrative Law Judge and a decision will be issued by the AHCCCS Director. You have the right to review
your case record before the hearing. You have the right to represent yourself or to have someone else represent you. If you wish
to ask for a hearing, your request must be in writing and mailed or delivered to the Office of Administrative Legal Services, 701
East Jefferson, MD 6200, Phoenix, Arizona 85034 or faxed to 602-253-9115.

You have the RESPONSIBILITY to:
1.

Provide AHCCCS with the needed information to correctly determine your eligibility and authorize AHCCCS to investigate and
contact any sources necessary to confirm the accuracy of the information which pertains to eligibility.

2.

Take necessary steps to obtain any annuities, pensions, retirement and disability benefits to which you may be entitled,
including, but not limited to Social Security benefits, Railroad Retirement, Veteran’s benefits and unemployment compensation.

3.

To report payments going in or out of your trust, if you have one.

If you are eligible you MUST:
1.

2.

Notify the AHCCCS/ALTCS office as soon as possible but no later than within 10 days by phone, letter or in person, whenever there are any
changes in your income, address, marital status, Medicare coverage, household composition, or other circumstances which could affect your
eligibility.
Cooperate with Arizona or Federal personnel in the completion of a quality control review of your eligibility.
PROVIDING SOCIAL SECURITY NUMBERS

You must provide or apply for a Social Security number (SSN) for every applicant or recipient of AHCCCS Medical Services. This is
required under the Social Security Act (SSA) of 1935 (Section 1137) as amended by P.L. 98-369. Providing a Social Security number
for someone who is not applying is optional. We will not use your SSN as your AHCCCS identification number. Your SSN will be used
to check the identity of those receiving assistance, to prevent double payments, to determine benefits available under other programs
and to make mass annual changes more easily. Your SSN will be used in computer matching available through the State Income and
Eligibility Verification System (IEVS) to obtain wage, income and other information from: (a) the IRS, (b) the Social Security
Administration, (c) Arizona Department of Economic Security, and (d) other states administering TANF, Medicaid, Unemployment
Insurance, Food Stamps, Programs under Title I, X, XIV, XVI of the SSA and other state wage information collection agencies.
AHCCCS will use the information available from this computer matching to verify income and whether you have Medicare. When the
information you give is questionable, AHCCCS will verify the information by contacting other sources.
ASSIGNMENT OF RIGHTS TO OTHER BENEFITS FOR MEDICAL CARE
(Applicable only to AHCCCS Health Insurance and the Qualified Medicare Beneficiary Program)
I understand that if I am or members of my family are approved for AHCCCS benefits, AHCCCS can collect payment from any other parties who may be
responsible for paying for our health care costs. This includes:
·
·
·
·
·

Private or employer-sponsored health insurance (not including Medicare)
Persons, such as an absent spouse or parent, who are legally responsible for providing medical support
Private or employer-sponsored disability insurance
Private or employer-sponsored accident insurance
Insurance claims, jury awards, or legal settlements resulting from injuries
I understand that AHCCCS cannot collect more than the costs paid by AHCCCS. I also understand that I must give
information about other responsible parties and take any action needed to receive medical support. This includes
establishing paternity of my children, unless I can prove good cause not to do so.
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How to choose a health plan
YOU NEED TO CHOOSE A HEALTH PLAN THAT SERVES YOUR COUNTY.

•
•
•

•

All AHCCCS health plans provide the same covered medical services.
Review the health plans for your county listed below. Native Americans may choose IHS or an AHCCCS Health Plan.
Before choosing, check with your doctor, pharmacy or hospital, to see if they contract with (work with) the plan that you want.
If you want more information about the doctors, specialists or hospitals that contract with a health plan that serves your
county, call the number listed below for the health plan or ask your Eligibility Specialist for the health plan’s list of health care
providers.
If you do not choose a health plan, one will be assigned to you. If you have been enrolled in an AHCCCS health plan within
the past 90 days, you may be enrolled with your previous health plan.

APACHE COUNTY
Arizona Physicians, IPA ..........................................................1-800-348-4058
Health Choice ..........................................................................1-800-322-8670
Indian Health Service ................................................................. 928-729-7001
If your zip code is 85943, you must choose from among the health plans listed
under Navajo County.
COCHISE COUNTY
Arizona Physicians, IPA ..........................................................1-800-348-4058
Mercy Care Plan......................................................................1-800-624-3879
Indian Health Service ................................................................. 520-295-2495
COCONINO COUNTY
Arizona Physicians, IPA ..........................................................1-800-348-4058
Health Choice ..........................................................................1-800-322-8670
Indian Health Service ................................................................. 928-283-2501
If your zip code is 86336 or 86340, you must choose from among the health
plans listed under Yavapai County.
GILA COUNTY
PHP/Community Connection...................................................1-800-747-7997
Health Choice ..........................................................................1-800-322-8670
Indian Health Service ................................................................. 928-475-2371
GRAHAM COUNTY
Arizona Physicians, IPA ..........................................................1-800-348-4058
Mercy Care Plan......................................................................1-800-624-3879
Indian Health Service ................................................................. 928-475-2686
If your zip code is 85643, you must choose from among the health plans listed
under Cochise County.
GREENLEE COUNTY
Arizona Physicians, IPA ..........................................................1-800-348-4058
Mercy Care Plan......................................................................1-800-624-3879
Indian Health Service ................................................................. 928-475-2371
LA PAZ COUNTY
Arizona Physicians, IPA ..........................................................1-800-348-4058
Mercy Care Plan......................................................................1-800-624-3879
Indian Health Service ................................................................. 928-669-2137
MARICOPA COUNTY
PHP/Community Connection...................................................1-800-747-7997
Care 1st ...................................................................................1-866-560-4042
Health Choice Arizona.............................................................1-800-322-8670
Arizona Physicians, IPA ..........................................................1-800-348-4058
Mercy Care Plan......................................................................1-800-624-3879
Maricopa Health Plan............................................................1-800-582-8686
Indian Health Service ................................................................. 602-263-1200

MOHAVE COUNTY
Arizona Physicians, IPA ...........................................................1-800-348-4058
Health Choice ...........................................................................1-800-322-8670
Indian Health Service...................................................................928-769-2204
If your zip code is 86434, you must choose from among the health plans listed
under Yavapai County.
NAVAJO COUNTY
Arizona Physicians, IPA ...........................................................1-800-348-4058
Health Choice ...........................................................................1-800-322-8670
Indian Health Service...................................................................928-338-4911
PIMA COUNTY
Arizona Physicians, IPA ...........................................................1-800-348-4058
Health Choice Arizona..............................................................1-800-322-8670
Mercy Care Plan.......................................................................1-800-624-3879
Pima Health System .................................................................1-800-423-3801
University (only for current enrollees)………………… ……..1-888-708-2930
Indian Health Service...................................................................520-295-2495
If your zip code is 85645, you must choose from among the health plans listed
under Santa Cruz County.
PINAL COUNTY
PHP/Community Connection....................................................1-800-747-7997
Health Choice ...........................................................................1-800-322-8670
Indian Health Service...................................................................520-562-3321
If your zip code is 85342 or 85220, you must choose from among the health plans
listed under Maricopa County. If your zip code is 85292 you must choose from
among the health plans listed under Gila County.
SANTA CRUZ COUNTY
Arizona Physicians, IPA ...........................................................1-800-348-4058
Pima Health ..............................................................................1-800-423-3801
Indian Health Service...................................................................520-295-2495
YAVAPAI COUNTY
Arizona Physicians, IPA ...........................................................1-800-348-4058
Mercy Care Plan.......................................................................1-800-624-3879
Indian Health Service...................................................................602-263-1200
If your zip code is 85342, 85358 or 85390, you must choose from among the health
plans listed under Maricopa County. If your zip code is 86351 you must choose
from among the health plans listed under Coconino County.
YUMA COUNTY
Arizona Physicians, IPA ...........................................................1-800-348-4058
Mercy Care Plan.......................................................................1-800-624-3879
Indian Health Service...................................................................760-572-0217

IMPORTANT
When you have chosen a health plan you can either:
•
Write your choice on Page 3, OR
•
Call AHCCCS to pre-enroll. From area codes 480, 602 or 623 call (602) 417-7100 or from area codes 520 or 928 call 1-800-334-5283.
When you call to pre-enroll, you will need to give the following information:
•
Name
•
Sex (male or female)
•
Date of birth, and
•
Social Security Number of all the individuals for whom you applied.
If you have any questions about enrolling with an AHCCCS health plan, need an interpreter, or if you are visually or hearing impaired and need
special accommodations to choose a health plan or to understand the information, from area codes 480, 602 or 623 call (602) 417-7100 or TDD
(602) 417-4191 or from area codes 520 or 928 call toll free at 1-800-334-5283 or TDD 1-800-826-5140.
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AHCCCS is
Arizona’s
Medical
Assistance
Program
(Medicaid)

AHCCCS APPLICATION FORM
Date Filed

AGENCY USE ONLY
Are you applying for AHCCCS Medical Services?
 YES
Are you applying for help to pay Medicare costs?
 YES
APPLICANT INFORMATION
First Name
MI
Last Name
Date of Birth
Place of Birth

Age
 U.S.A

Are you a U.S.
Citizen?

Are you:

 NO
 NO
ACN:
Social Security Number

 Male

or

 Female

Medicare Claim Number

 Other Country

❑ Yes, a U.S. citizen
❑ No, not a U.S. citizen

If no, what number is on your immigration card?
ID# A

Home Address

City

State

Zip Code

Mailing Address (if different)

City

State

Zip Code

Home Phone Number

Work Phone Number

What language do you speak?
What language do you read?

English
English

Message Number
Spanish
Spanish

Email Address

Other ________________
Other _________________

Ethnic Group - Optional (will not affect eligibility) ❑ Hispanic
❑ Non-Hispanic Latino
Race - (Select one or more) (Optional)  White  Asian  Native American Tribe:
 Black/African American  Hawaiian or other Pacific Islander Alaska Native
Check your current Marital Status:

 Never Married
 Common-Law

If married, do you and your spouse live together?

 Married
 Widowed
 Yes  No

 Divorced

Effective Date of Current
Marital Status:
If NO, date of separation:

If you want to allow someone else to represent you or you have a legal guardian, provide the information below.
Representative’s First and Last Name
Representative’s Relationship to You
Representative’s Phone
Number
Representative’s Mailing Address
Street
City, State
Zip Code
Email Address
By signing below, I:
• Give permission for my representative to complete and sign my application;
• Give permission for my representative to provide any documents requested, including personal information;
• Give permission to my representative to sign on my behalf to permit other people, businesses, or agencies to give personal information
about me to AHCCCS;
• Give permission for AHCCCS or DES to tell my representative about my eligibility; and
• Agree to give personal information to my representative.
Signature of Applicant (not needed if you have a legal guardian or you are unable to sign because
you are incapacitated):
SPOUSE INFORMATION, If living together
Spouse’s First and Last Name
Spouse’s Date of Birth
Is your spouse applying for AHCCCS Medical Services?
Is your spouse applying for help to pay Medicare Costs?

 Yes  No
 Yes  No

Date:

ACN:
Spouse’s Social Security Number
If applying, Spouse’s Medicare Claim Number

If applying, Ethnic Group of Spouse (Optional)
 Hispanic
 Non-Hispanic Latino
If applying, Race of Spouse (Select one or more) (Optional)
 White
Asian
 Native American Tribe:_______________
 Black/ African American  Alaska Native
 Hawaiian or other Pacific Islander
If no, what number is on your
If applying, is your spouse a U.S. citizen?
❑  Yes, a U.S. citizen
❑  No, not a U.S. citizen
immigration card? ID#
A
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DEPENDENT CHILDREN INFORMATION
Do you have any unmarried children living with you who are under age 18 or under age 22 and a student? ❑
If YES, list below. If you need more space, attach a separate piece of paper with the information requested.
Child’s Full Name
Child’s Date of Birth
Child’s Social Security No.
(Last, First)
(optional)

 Yes

 No

Type of School, If Student

A.
B.

Applicant

1. Do you live in Arizona?

 Yes

 No

Spouse
(if applying)
 Yes
 No

2. Do you receive Medicare Part A?

 Yes

 No

 Yes

 No

3. Do you receive Medicare Part B?

 Yes

 No

 Yes

 No

4. Have you been determined blind or disabled by the Social Security Administration?
5. If you answered NO to number 4 and you are under age 65, do you have a disability that has
kept or will keep you from working for at least 12 months?
6. Are you a person under age 65 who has lost Title II Social Security Disability benefits
because of earnings?

 Yes
 Yes

 No
 No

 Yes
 Yes

 No
 No

 Yes

 No

 Yes

 No

NON-FINANCIAL INFORMATION

FINANCIAL INFORMATION - INCOME
Do you, your spouse, or your dependent children receive or expect to receive any of the following types of income?
Check YES or NO for each item.
 Yes  No

Employment Income

 Yes  No

Veteran’s Benefits

 Yes  No

Rental Income

 Yes  No

Self Employment Income

 Yes  No

Annuity Income

 Yes  No

 Yes  No

Social Security Benefits

 Yes  No

Winnings (Lottery/Gambling)

 Yes  No

Mortgage/Contract
Payments
Child Support/Alimony

 Yes  No

Interest on financial accounts

 Yes  No

Gifts/loans/contributions

 Yes  No

BIA/Tribal Assistance

 Yes  No

Royalties/Dividends

 Yes  No

Disability Insurance

 Yes  No

Payments from a trust

 Yes  No

Cash Assistance

 Yes  No

Unemployment Insurance

 Yes  No

Tips or Commissions

 Yes  No

Pensions

 Yes  No

Student Grants / Scholarships/Loans

 Yes  No

 Yes  No

Railroad Retirement

 Yes  No

Payments for Room/Board

 Yes  No

Earned Income Tax Credit
(EITC)
Other:

For each item marked YES, provide all of the information requested below. If you need more room, attach a separate piece of
paper containing the requested information. SEND CURRENT VERIFICATION OF ALL INCOME LISTED (FOR EXAMPLE, CHECK
STUBS, AWARD LETTERS, THE MOST RECENT INCOME TAX FORMS, IF SELF EMPLOYED). COPIES ARE ACCEPTABLE.
How often
Date received or expected
Name of Person
Gross Amount (before deductions)
Type of Income
received?
to be received
Receiving the Income
(

Has there been a change in any of your income during the last three months or do you expect a change in income?  Yes  No
If Yes, complete below. If you need more room, attach a separate piece of paper with the information requested.
Date of change or expected change
Type of income affected
What is the change?

POTENTIAL BENEFITS
Are you or your spouse a veteran?  Yes  No

Are you the widow/widower of a veteran?

 Yes  No

Have you, your spouse or your deceased spouse ever worked for a government agency, or employer with a disability or pension plan?
 Yes  No
If you answered YES to any of these questions, provide the following information about the veteran or employee:
Name

Social Security Number

Date of Birth
Employer’s address

Dates of employment and/or Military service
Employer/Branch of Service
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Date of Death

MEDICAL COVERAGE
Do you or your spouse have medical insurance coverage, other than Medicare?  Yes  No
If YES, complete the information below and SEND A COPY OF THE INSURANCE ID CARD.
Name of Insurance Company

Who is covered by Insurance

Do you or your spouse have an injury or illness resulting from an accident (pedestrian, automobile, or other vehicle, on Injury  YES  NO
the job, etc.)?  Yes  No If YES, complete the items below:
 Injury Referral form
Name and Address of Insurance
(DE-124)
Name
Type of Injury
Date of Injury
or Company Responsible for Medical
Costs due to the Injury
Date: _______________

If eligible for AHCCCS Medical Services or QMB, I agree to assign to AHCCCS all rights to third party payments of medical expenses, including insurance
coverage, to the extent that costs are paid by AHCCCS.
(initial)

YOUR OPPORTUNITY TO REGISTER TO VOTE
If you are not registered to vote where you live now, would you like to register to vote?  No  Yes  Already Registered If you do not check
Yes, you will be considered to have decided not to register to vote at this time.
If you check yes, we will mail you the voter registration form or you can visit www.azsos.gov/election/voterInformation.htm on the internet (free internet
access is available at most public libraries). If you would like help in filling out the voter registration application form, we will help you. The decision whether
to seek or accept help is yours. You may fill out the application form in private.
If you believe that someone has interfered with your right to register or to decline to register to vote, your right to privacy in deciding whether to register or in
applying to register to vote, or your right to choose your own political party or other political preference, you may file a complaint with:
State Election Director
Secretary of State’s Office
1700 West Washington
Phoenix, Arizona 85007
(602) 542-8683
Applying to register or declining to register to vote will not affect the amount of assistance that you will be provided by this agency.

HEALTH PLAN CHOICE
If you are applying for AHCCCS Medical Services, choose an AHCCCS health plan that serves your county. See page D or a list of health plans.
Name of Health Plan you Choose (from page D)

PENALTY WARNING
The information provided on this form may be verified by federal, state, and local officials. If anything is inaccurate, you may be denied benefits.
1. You must not knowingly withhold or give false information with the intent to receive or to continue receiving AHCCCS benefits to which you are not
entitled.
2. You will be required to pay back to AHCCCS any benefits you receive as a result of withholding or giving false information and you will be subject to
criminal prosecution.
It is fraud for any person to knowingly withhold information with the intent to receive or continue to receive benefits to which he/she is not eligible. Any person
found guilty of fraud may be subject to fines, criminal prosecution, imprisonment or other penalties as provided for by applicable State and Federal laws.

RELEASE OF INFORMATION
I authorize AHCCCS to investigate and contact any sources necessary to establish eligibility and the accuracy of financial information that pertains to
AHCCCS eligibility. If eligible, I agree to the release of eligibility information by AHCCCS to Blue Cross/Blue Shield or another intermediary for determining
Medicare Cost Sharing payments.
If I want someone else to represent me, I:
•
Give permission for my representative to complete and sign my application;
•
Give permission for my representative to provide any documents requested, including personal information;
•
Give permission to my representative to sign on my behalf to permit other people, businesses, or agencies to give personal information about me to
AHCCCS;
•
Give permission for AHCCCS or DES to tell my representative about my eligibility; and
•
Agree to give personal information to my representative.

STATEMENT OF TRUTH
I swear or affirm under penalty of perjury that the oral or written statements made regarding the persons in my home, my income, and any other items that
pertain to my possible eligibility for AHCCCS Medical Services or Medicare Cost Sharing program benefits are true and correct to the best of my knowledge
and that any photocopies I have provided are the same as the original. I have read and understand the penalty warning. I have read and understand my
rights and responsibilities, and providing Social Security numbers on page C of this application. I further agree to cooperate with Arizona or Federal
personnel in the completion of a quality control review on my eligibility for benefits.
Signature of Applicant

Date

Signature of Witness (if applicant signed with a mark)

Date

Signature of Spouse

Date

Signature of Representative

Date

OFFICE USE
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AHCCCS OFFICES
SSI MAO
701 E Jefferson, MD 400
Phoenix, AZ 85034




Calling from area codes
(602, 480 or 623) dial
(602) 417-5010 and
choose option 5.
Calling from area codes
(520, 760 or 928) dial toll
free 1-800-528-0142.

CASA GRANDE
500 North Florence Street
Casa Grande, Arizona 85222
(520)421-1500
CHINLE
DCI Shopping Center
US Highway 191, PO Box 1942
Chinle, Arizona, Navajo Nation, 86503
(928) 674-5439 (area codes 520, 760, or 928)
1-888-800-3804 (area codes 602, 480, or 928)
COTTONWOOD
1 North Main Street
Cottonwood, Arizona 86326
(928-634-8101 (area codes 520, 760, or 928)
FLAGSTAFF
3480 East Route 66
Flagstaff, Arizona 86004
(928) 527-4104 (area codes 520, 760, or 928)
1-800-540-5042 (area codes 602, 480, or 623)
GLENDALE
2830 West Glendale Avenue, Suite 34
Phoenix, Arizona 85051
(602) 417-6000 (area codes 602, 480, or 623)
1-800-528-0142 (area codes 520, 760, or 928)
GLOBE/MIAMI
Cobre Valle Plaza
2250 Highway 60, Suite H
Miami, Arizona 85539-9700
(928) 425-3165 (area codes 520, 760, or 928)
1-888-425-3165 (area codes 602, 480, or 623)

LAKE HAVASU CITY
285 South Lake Havasu Avenue
Lake Havasu City, Arizona 86403
(928) 453-5100 (area codes 520, 760, or 928)
1-800-654-2076 (area codes 602, 480, or 623)
MESA
460 North Mesa Drive, Suite 101
Mesa, Arizona 85201
(602) 417-6400 (area codes 602, 480, or 623)
1-800-528-0142 (area codes 520, 760, or 928)
PHOENIX SOUTH
700 East Jefferson Street
Phoenix, Arizona 85034
(602) 417-6600 (area codes 602, 480, or 623
1`-800-528-0142 (area codes 520, 760, or 928)
PRESCOTT
1570 Willow Creek Road
Prescott, Arizona 86301
(928) 778-3968 (area codes 520, 760, or 928)
1-888-778-5600 (area codes 602, 480, or 623)
SHOWLOW
580 East Old Linden Road, Suite 3
Showlow, Arizona 85901
(928) 537-1515 (area codes 520, 760, or 928)
1-877-537-1515 (area codes 602, 480, or 623)
SIERRA VISTA
484 East Wilcox Drive
Sierra Vista, Arizona 85635
(520) 459-7050 (area codes 520, 760, or 928)
1-888-782-5827 (area codes 602, 480, or 623)
TUCSON
1010 N Finance Center Drive, Suite 201
Tucson Arizona 85710
(520) 205-8600 (area codes 520, 760, or 928)
1-800-824-2656
YUMA
th
3850 West 16 Street, Suite B
Yuma, Arizona 85364
(928) 782-0776 (area codes 520, 760, or 928)

KINGMAN
519 East Beale Street, Suite 150
Kingman, Arizona 86401
(928) 753-2828 (area codes 520, 760, or 928)
1-888-300-8348 (area codes 602, 480, or 623)
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Pima Council on Aging

8467 E. Broadway * Tucson, AZ 85710
(520)790-7262

SIMPLIFIED GUIDE TO A.L.T.C.S.

(Arizona Long Term Care System)
A Part of A.H.C.C.C.S. (Arizona Health Care Cost Containment System, Arizona's version of Medicaid)
All information is as of Jan, 2009 and is subject to Change

ALTCS provides funding for:
Nursing Home Care  Adult Foster Care  Assisted Living  Home and Community Based Services

It does not provide Custodial Care Services, unless medically related.

Eligibility requirements:
General Requirements / Medical Requirements / Income Requirements /
Re
source Requirements
You will also need to know about:
 Share of Cost / Transfer of Property / Estate Recovery / Who to call

General Eligibility: (Need all)
1 Must be US Citizen (or have special qualifying Legal Resident Status)
2. Social Security Number
3. Reside in Arizona (Be here and intend it to be your residence)

Medical Eligibility:

Each applicant is assessed for m edical eligibility using a tool called the PAS (Pre-Admissi
on
Screening.) To be e ligible the individual must need a le vel of care that equals what is pro vided at
an inte rmediate le vel n ursing facility. Applicants a re asse ssed by social worke rs or nurses, who
review med ical records, cond uct face to fa ce interviews, and asse ss the applicants’ abili ty to
perform activities of dai ly living. A family me mber or re sponsible party can (and should) pro vide
input to ALTCS. The applicant often tries to show the assessor how well they are doing, while what
is needed for eligibili ty is to show how incapacitat ed they really are. Applicants will not tell a
stranger they are incontinent of bowel or bladder even if they are, and incontinence scores high on
the PAS. Also, a diagnosis of Alzheimer’s or other forms of dementia gives extra consideration for
eligibility.

Income Eligibility:

For Individual: Gross Income may not exceed $2,022/month.
For Married Couple: If the individual’s “name on the check” income makes them eligible, that will
be used. The spouse remaining in the community may keep all income in his/her name and, if that
income is less than $2,022/month. A portion of the institutional spouse’s income that will al low the
community spouse to h ave a total i ncome o f $ 2,022/month (th e mon thly minimu m spousal need
allowance) will be used. See AHCCCS Public
Information Brochure, “Community Spouse
Overview.”)
Note: If in come is greater th an the limi t ab ove bu t less th an the “Average C ost of Care ”
($5,808.25/month) the applicant may be ab le to set up a special “Income Limi ting Tru st”
and be eligible. The trust must make the State of Arizona the beneficiary upon death and
meet specific guidelines. (We re commend you consult with an Elder Law Attorney for this
trust.)

Resource (Asset) Eligibility:

The state includes all assets (including most trusts) except the following personal exemptions:
 Net Value of a Home up to $500,000
 One car (for use in getting to medical care.)
 Burial Plots (for applicant or spouse or immediate family)
 Burial Funds limited to $1,500 (simple separate savings account will do, or ask the funeral
home about an ALTCS qualifying plan.)
 Life Insurance if total value of all policies is less than $1,500
 Household Goods, including wedding ring, pets and tools used for income etc.
 Special Trusts meeting ALTCS requirements (see ALTCS Brochure “Trusts”.)

For Individual -Non-excluded resources may not exceed $2,000.
For Couple-If bo th spo uses require care , th e join t non -excluded resources may not e xceed
$3,000. Th e spouse remaining in the community can keep all the exclusion s listed for the
individual pl us the fe derally manda ted allowan ce under “Spousal Imp overishment” guidelines.
This means that if the couple’s countable resources are:
 Less than $21,912, the community spouse may keep the total resource.
 Over the $21,912, subject to a resource assessment
 Maximum Community Spouse Resource Deduction $109,560 (See AHCCCS Public
Information Brochure “Community Spouse Overview”)

Share of Cost:
Applicant i s e xpected to pay a share o f cost to the facility. For an i ndividual the share o f cost is
equal to their income, less $101.10 they can keep as a “Personal Needs Allowance.” For a couple it
is the indi viduals inco me less the $101.10 le ss the amo unt the co mmunity sp ouse is allo wed by
ALTCS regulation, ($1,712 is the Min. Monthly Spousal Need.)
WARNING: Transfer of Property for Less than Value:
If you gi ve away or tra nsfer property to ano ther (other than your spou se) for le ss than market v alue
within 5 ye ar (60 mon ths) of app lying fo r AL TCS, such transfer ma y make yo u ineligible . The
penalty may be calculated at a rate of one month ineligibility for every $5,808.25 (the “Average Cost
of Care”) that has been transferred. Federal la ws have gotten more re strictive in the past few years
and current policy punishes gifting family, friends etc. if you later require care from the government.

Estate Recovery:
In Ari zona, the sta te may file a cl aim for reimbursement against the esta te o f an indi vidual who
received se rvices through ALTCS for wha t th ey calcula te as the v alue of those serv ices. This
recovery is no longer li mited to the Probate Estate of the recipient of services. Therefore, property
that does not go through probate, such as property hel d in joint tenancy with right of survivorship,
may be subject to recov ery. Arizona will not seek to recover from an estate i f there is: a surv iving
spouse, an d/or a child under age 21, and /or a blind or totally di sabled child. (See “ALTC S Long
Term Care Medical Assistance Esta te Reco very Prog ram Brochure.”) As with all gov
ernment
regulations, Estate Recovery may change.

Who to Call:
A.L.T.C.S. is located at 1010 N. Finance Center Drive, Suite 201, Tucson AZ 85710 (205-8600)
For Help: If you need help or assistance with understanding A.L.T.C.S. or have been denied
coverage you believe you are entitled to receive please call PCOA: 790-7262
PCOA offers a monthly class on ALTCS the third Friday of each month. Please call Pima
Council on Aging for Information and Registration.
Rev. Jan., 2009
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Pima Council on Aging

MEDICAL VISITS:
SCHEDULING, PREPARATION AND SUPPORT

helping older relatives or friends to become active participants in their own health care
FREQUENTLY ASKED QUESTIONS ABOUT HELPING RELATIVES WITH MEDICAL
VISITS
As a caregiver you can provide valuable assistance in preparing and accompanying
your relative to a medical vis it. You can ment ion concerns that your relative wanted to
discuss with the doctor but may have forgotten to ask as well as record what was said
for your relative to review later.
How can I assist my relative in preparing for initial visits with a physician? Prior to
the medical visit, suggest that your relative gather or write down the following types of
information:
 If your relative is vis iting a phy sician for the first time, bring a list of names,
addresses and telephone numbers of all treat ing health professionals along with
dates of service that are most significant to your relative’s medical history.
 Make a list of the names and dos ages of current medications, including over-thecounter drugs, herbals and vitamins supplem ents. However, many older persons
bring their medications in a bag to the medical visit rather than making a list.
 The names and telephone numbers of emergency contact persons.
 A list of allergies to drugs, foods and other substances.
 The most recent Health Insurance Card(s): make sure your relative’s coverage is
accepted by a particular physician BEFORE making the appointment.
 A description of current sym ptoms, including: when each first appeared, severity,
whether symptoms are the same as before, self-care (what your relative is doing
at home to treat the problems), and what, if anything, makes the symptoms better
or worse.
 Questions about sens itive subj ects that your relative may want t o disc uss such
as: sexuality, depression, incontinence, memory problems, et c. Be a ware that
your relative may be uncomfortable abo ut openly dis cussing th ese topics with
you as well as the doc tor. It may help if y ou explain to your re lative that doctors
are accustomed to talkin g about these subjects
and will try to ease the
embarrassment or discomfort that may ar ise when s peaking of these per sonal
concerns. If you are your relative’s des ignated health care agent (health care
power of attorney) you may want to info rm the physician about your rel ative’s
concerns prior to the visit. A good doctor will take your relative’s c oncerns about
these topics seriously and not dismiss them as a normal part of aging.
 Copies of advance directives, if any, in cluding: liv ing will, heal th care power of
attorney and any other prehospital directiv e. Your relative’s primary physician,
specialist and hospital should have a copy of any advance directives.
 Lifestyle factors that may affect treatm ent options s uch as: cigarette smoking,
alcohol consumption, probl ems sleeping, appetite ch anges, poor concentration
and driving difficulties.
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What should my relative learn about the physician’s routine and medical office
protocol to improve access to care when needed? It is important for you relative to
become familiar with the physicia n’s routine and o ffice protocol in order to obtain timely
care and information. Your relative may c onsider as king the office manager or other
administrative staff the following questions:
 Will the p hysician accept your relative’s type of health insura
nce (Medicare,
HMO, Blue Cross Blue Shield, Medicap polic ies, etc.) as payment for service?
Will my insurance cover the entire cost of the visit?
 What days/hours is the office open? Most doctors are not available 24 hou rs a
day, seven days a week so it is important that your relative find out who to call
after hours or who is available to answer questions if the doctor is away.
 Are walk-ins seen? If urgent care is needed can your relative be seen within 24
hours? If routine care is needed can your relative be seen within a week? Is there
a penalty fee for no shows or cance
llation of visits less than 24 hours in
advance? What is the typical length of time reserved for a routine office visit?
 What is the best time to make routine, non-urgent phone calls?
 If 911 has been called in a medical emergen cy, how is the physician notifie d of
the emergency situation?
 Who should your relative call if they have questions about a treatment, procedure
or side effects from a prescribed medication?
 Who will have a c urrent copy of your re lative’s medical file, inclu ding information
about your relative’s conditions medications and treatment plan?
How can I help my relative on the day of the medical visit? On the day of the
medical visit make sure your relative is as relaxes as possible and feels “in control.” If
you will be accompanying your relative, you
may want to arrive at your relative’s
residence at least one hour prio r to the required trav el time to t he phys ician’s office.
This extra time will giv e both you and your re lative a c hance to review the r easons for
the visit, talk about expectat ions and prioritize the 3 most important concerns to be
addressed. Remind your relative to cons
ider both physical pr oblems as well as
emotional concerns. Also, ask how you can be of most help during the medical visit, i.e.,
what your relative would like and not lik e you to do. Make sure you arrive on time or
come early if requested. Allow for extra time if you are unfamiliar with the location of the
medical office and/or if your relative has a physical impairment that makes transferring
or maneuverability difficult.
Can I discuss my relative’s health condition with the physician and other health
professionals? Your relative must specify who is aut horized to have access to his or
her medical information. An individual has certain rights under federal privacy standards
about how medical information may be used and made known to others, including:
 The right to request restrictions on t he use and disc losure of your protected
health information,
 The right to receive confidential co
mmunications concerning your medical
condition and treatments,
 The right to inspect and copy your protected health information, and
 The right to an accounting of how and to whom your protected health information
has been disclosed.
If you are the designated health care agent (health care power of attorney) for your
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relative, then you have authorization to discu ss your relative’s health condition with
treating physicians and other health care practitioners.
Should my relative always speak directly with the physician regarding any health
concern? Your relative may not always need to ta lk to the physician directly about
basic questions. The nurse, nurse practitioner or physician assistant who may work with
the doctor is usually more available and can spend more time answering questions.
Also, they can look-up information in your relative’s medical file and consult with the
doctor as needed. However, your relative s hould not hesitate to call the physician about
any health concern. The doctor will return the call but it might take longer
to obtain a
response. Your relative should consider
speaking directly with the physician or
designated staff member to discuss:
 Diagnoses or a change in treatment.
 Concerns about a new symptom
 How to us e a new medication, i.e., how often and ho w long should the dru g be
taken, and what might happen if the medication is not taken as prescribed.
 Potential negative side effects from prescribed medic ations and adverse drug
interactions (if any) when taken with other medications.
 Test results.
 Referrals to specialists (doctors in different areas of medicine).
o Some practical considerations include:
 Ask the office receptionist when would be the best time to reach the
doctor. Some doctors have specific hour s when they take ca lls.
Find out what these times are and call them.
 If your relative chooses to l eave a message, it should state the
number to call and the best tim es to be reached. Make sure your
relative leaves all applicable te lephone numbers, i.e., home, work,
and cellular phone.
 Your relative may want to ask if it is possible to com municate with
the physician by sending e-mails about non-urgent health concerns.
What should my relative say when contacting the physician about a health
problem? Some general guidelines t hat your relative should follow when calling the
physician about a health concern are:
 Be prepared before calling. Hav e your relative write down a shor t description of
the problem, the reason for calling, a sh ort symptom list and no more than three
questions to ask the physician.
 Be concise and stick to the issues.
 If your relative does not understand somethi ng, ask the doctor to explain it again.
Repeating what was said may help your relative make sure they heard it
correctly.
 Your relative should c all the phy sician if a new medic ation or an urgent refill of a
current medication is needed or if t he pharmacy will not refill a prescribed
medication. Otherwise, your relative’s pharmacy will contact the prescribing
doctor as necessary to refill current medi cations. Before call the physician, your
relative should have on hand the telephone number and location of the pharmacy
that will be used. Call during regular office hours and b efore there is only o ne pill
left.
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Time and again, the doctor or the doctor’s staff does not return my relative’s
telephone calls. What can my relative do to make sure the doctor or doctor’s staff
responds in a timely manner? Depending on the type of rela tionship your relative has
with the doctor, she/he may want to consider changing doctors. If your relative has
formed a trusting and long-standing relations
hip with the doctor, working out the
problem may be mor e useful than looking fo r a new doctor. Misunderstandings aris e in
any relationship, including between patient and doctor. Sugges t that your relative be
direct when speaking to the doctor or the doctor’s staff about the problem. For example,
you relative may want to say something lik e, “I realize that you are very bus y and take
care of a lost of patients, but I get upset and frustrated when I have to wait for days for
you to return my call. How c an we solv e th is problem? If the doc tor and doctor’s staff
continues to brush off your relative’s conc ern, then it may be in your relative’s best
interest to look for another doctor. Reme mber, no matter how frustrating a situation
becomes, your relativ e will be m ore likely to obtain the care that is needed by clearly
stating the problems, being persistent and sincere.

RESOURCES
Pima Council on Aging
8467 E. Broadway Blvd.
Tucson, Arizona 85710-4009
Phone: (520) 790-7262; www.pcoa.org
Caregiver Consortium; www.arizonacaregivers.org
Talking with Your Doctor: A guide for Older People.
National Institute on Aging, www.nia.nih.gov/helath/pubs/talking/talkwithdoc.pdf
Caregiving: Communicating with Health Professionals
AARP, www.aarp.org/confacts/caregive/healthprof.html
Communicating with Your Aging Parent’s Physician.
CareGuide, www.coordinatedcare.com/Careguide/index.jsp
Click on: Care for Caregivers, Go to: Featured Topics
Choosing a Doctor. Age Page. www.nia.nih.gov/health/agepages/coose.html
Communicating with Health Care Professionals.
Beth Israel Medical Center. www.stoppain.org/caregiver/communicating.html
Schilling, L., et al; “The Third Person in the Room: Frequency, Role and Influence of
Companions During Primary Care Medical Encounters”
The Journal of Family Practice, August 2002; 51:685-690
Frequently Asked Questions About Medical Ethics.
American Medical Association
515 N. State St.
Chicago, IL 60610
Phone: (312) 464-5000; www.ama-assn.org
Click on: Medical Ethics-Frequently Asked Questions
Prepared for Pima Council on Aging by the Arizona Center of Aging, the University of Arizona®
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COMMUNICATING WITH PHYSICIANS AND
OTHER HEALTH PROFESSIONALS

helping older relative or friends to become active participants in their own health care
FREQUENTLY ASKED QUESTION ABOUT COMMUNICATING
WITH HEALTH PROFESSIONALS

In you caregiver role it is important to support and enco urage your relative to effectively
communicate with treating physicians and other health professionals. Always respect
how much your relative is willing to share with you about their health condition.
What are the major communication barriers between older patients and
physicians? Older persons ar e less likely to ask questions and more lik ely to “follow
doctor’s orders” even if they don’t totally understand the purpose of treatments or tests
recommended or the medications prescribed. M any times older patient s prefer to rely
on the doc tor’s expertise than to be invo lved in the d ecision making process . Another
barrier is t hat communication takes time and insurance companies rarely pay for as
much time with the doctor as older patients may want and need. Also, when a caregiver
accompanies the older person to a medical
visit the doctor or doc tor’s staff may be
inclined to speak solely to the caregiver and not the ol der person. This may make the
older pers on feel inv isible and powerless over decisions about their own health care.
Moreover, attitudes about ”aging” may also prevent successful communication between
health practitioners and older persons. Physica l problems affect per sons of any age,
and after all, an “aged” person is only so meone who has lived longer than a younger
person. To really hav e good co mmunication, your relative an d t he health professional
should believe that ill health is not something to expect ads part of growing older.
How can I help my relative take more of an active role in communicating with the
physician? Speak to your relative about viewing the relationship with the physician as a
“partnership” where both par tners must share information to achieve the best possible
care. Being a good partner means to: take good care of your self; practice medical selfcare at home; at the first sign of a health problem write down the symptoms; plan an
active role in the medical vis it by asking questions and stating your preferences for care
and taking responsibility for your own health . This includes ask ing questions if the
doctor’s explanation or instructions are unc lear, bring up problems even if the doctor
doesn’t ask and letting the doctor know if a tr eatment isn’t working. You can help your
relative make a list of questions and concerns. Many older persons bring a tap
e
recorder to medical visits to make sure they can correctly recall what was said.
Suggest that your relative ask the physician the following questions:
 What illness do I have?
 What are my treatment options (drugs or alternative approaches)?
 What should I expect to happen with or without treatment?
 Will my insurance cover the entire cost of the treatment?
 Is there written information about the illness, suggested treatments and
medications?
 What is the best way to contact the physician (phone, e-mail, etc.)?
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If the doctor prescribes a medication suggest that your relative ask the following:
 What is the name of the medication? Is a generic form of the prescribed
medication available?
 How often and how long should the drug be taken?
 What might happen if the medication is not taken as prescribed?
 What foods, other medications, or activities should be avoided while taking it?
 What are the possible side effects of taking the medication as prescribed
(drowsiness, constipation, etc.)?
Are there communications tips that will help prepare my relative for a medical
visit? Before the visit, you may want to discuss with your relative the following tips
about sharing information:


Being honest – It is very important to be as honest as possible about what is
happening both emotionally and physically. Suggest that your relative try not to
say what the doctor might want to hear; for example, that he/she is exercising
regularly and eating less fatty food. While t his may be natural, it is not in y our
relative’s best interest. The doctor can provide the best treatment only if your
relative says what is really going on.



Sticking to the point – Routinely, each patient is scheduled for a specified
amount of time. Your relative can make th e best use of their time by giv ing the
doctor a brief descript ion of the s ymptom, when it started, how often it happens,
and if it is getting wor se or better. Make sure your relative has requested enough
time to discuss their concerns and c onditions. When scheduling an appoint ment
your relative should c onvey that a lon ger than normal visit wi ll be needed. Your
relative should not leave until they hav e a clear understanding of diagnosis,
treatment and what is needed to recover and stay healthy.



Asking about options to conventional treatment – Many common conditions,
if not very serious, can be t
reated wit hout medications. T he doctor may
recommend that your relative fir st consider trying e xercise, good nutrition, stress
reduction methods, herb supplements and vita mins as well as other non-drug
physical or manual therapies to alleviate the symptoms.



Learning more about medical tests and other procedures – Your relative
may require blood tests, x-rays or other procedures so that the physician can find
out what is wrong or learn more about t he illness and identify treatment options.
Suggest that your rel ative ask the doctor to explain why the test or procedure is
important, what it will cost and how to pr epare for the test (not eating or taking
prescribed medications for a period of time prior to the test). Your relative may
want to ask the doctor for any written
information that describes the test or
procedure. Remind your relative to find out when to expect (and how to obtain)
test results. If the test is performed by a specialist, your relative should ask that
test results be sent to their primary physician.



Asking the doctor about the diagnosis and what to expect – Your relative
may want to ask the doctor the following questions:
o What may have caused the condition?
o Will it be permanent?
o How is the condition treated or managed?
o What will be the long-term effects on my life?
o How can I learn more about my illness/condition?
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Understanding what the physician has said – If your relative does not
understand something, then ask the doctor to explain it agai n. Repeating what
was said may help your relative make sure they heard it correctly.

How can my relative find out about a doctor’s educational background and
training? Your relative may want to know about a physician’s training and experience
including whether or not the doct or is Board Certified and in what field. Doctors who are
Board Cer tified have had addit ional training s pecializing in a ce rtain field/area of
medicine. Board Cer tification is one way fo r your relative to tell about
a doctor’s
expertise, but it does not guarantee availability when needed or does it measure ability
to communicate effectively. For information about a physici an’s credentials, education
and training, disciplinary history and malpractice/criminal information contact:


Arizona Medical Board, 9545 E. Doubletree Ranch Rd., Scottsdale, AZ 852585536; Phone: (480) 551-2700; or toll free (877) 255-2212; www.bomex.org Click
on: AZDOC Info: Physicians, Resident & PA Search



Pima County Medical Society; 5199 E. Farness Dr.; Tucson, AZ 85712; Phone
(520) 795-7985; www.pimamedicalsociety.org

For more information about Board Certified M edical Sp ecialists including a description
of the medical s pecialty, the medical spec ialist’s credentials, education and training as
well as access to a directory of certified specialists, contact:


American Board of Medical Specialties,
1007 Church St., Suite 404, Evanston, IL 60201-5913; Phone (847) 491-9091;
www.abms.org Click on: Which medical specialist is for you?

How can my relative evaluate whether or not the “partnership” with the doctor is
working? Begin by asking your relative this question,
•

“Can you and the doctor communicate with each other?” This is one of the most
important aspects of any partnership.

•

Other qualities that are vital in building a positive partnership are:

•

Does the doctor care about your relative, listen carefully to their concerns and
explain things clearly and fully?

•

Does the doctor reassure your relative, when appropriate?

•

Does the doctor or doctor’s staff return your relative’s telephone calls in a timely
manner?

•

Do you relative and the doctor work together as a team to plan for your relative’s
current and future care?

•

Good health is dependent upon good communication especially for obtaining
information, services and the best care possible.

Prepared for Pima Council on Aging by the Arizona Center on Aging, the University of Arizona®

159

Patient Name: ___________________________________
Patient ID Number: _______________________________
Physician: ______________________________________
DEPARTMENT OF HEALTH AND HUMAN SERVICES
CENTERS FOR MEDICARE & MEDICAID SERVICES
OMB Approval No. 0938-0692

AN IMPORTANT MESSAGE FROM MEDICARE ABOUT YOUR RIGHTS
AS A HOSPITAL INPATIENT YOU HAVE THE RIGHT TO:
•

Receive Me dicare covered services. This in cludes medically necessar y hospital services
and services you may need after you are discha rges, if ordered by your doctor. You have a
right to know about the services, who will pay for them, and where you can get them.

•

Be involved in any decisions about your hospital stay, and know who will pay for it.

•

Report any concerns you have about the qualit
Improvement Organization (QIO) listed here:

y of care you rec

eive to the Qualit

y

Name of QIO
Telephone Number of QIO

____________________________________________________________________________
YOUR MEDICARE DISCHARGE RIGHTS
Planning For Your Discharge: During your hospital stay, the hospital staff will be working with
you to prepare for your safe d ischarge and arr ange for ser vices you may need aft er you leave
the hospital. When you no longer n eed inpatient hospital ca re, your doctor or the ho spital staff
will inform you of your planned discharge date.
If you think you are being discharged too soon:
•

You can talk to the hospital staff, y our doctor a nd your ma naged care plan(if you belong to
one) about your concerns.

•

You also h ave the right to an a
ppeal, that is, a review of your case by
a Quality
Improvement Organization (QIO). T he QIO is an out side reviewer hired by Medicare to look
at your case to decide whether you are ready to leave the hospital.
o If you want to appeal, you must contact the QIO no later than your planned discharge
date and before you leave the hospital.
o If you do this, you will not have to pay for the services you received during the appeal
(except for the charges like copays and deductibles).

•

If you do not appeal, but decide to stay I the hospital past yo ur planned discharge date, you
may have to pay for any services your receive after that date.

•

Step by step instructions for calling the QIO and filing an appeal are on next page.

To speak with someone at the hospital about this notice, call ___________________________.
Please sign and date here to show you received this notice and understand your rights.
Signature of Patient or Representative

Form CMS-R-193 (approved 05/07)
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Date

STEPS TO APPEAL YOUR DISCHARGE

•

STEP 1: You must contact the QIO no later than your planned discharge date and before
you leave the hospital. If you do this, you will not have to pay for the services you receive
during the appeal (except for the charges like copays and deductibles).

• Here is the contact information for the QIO:
Name of the QIO (in bold)

Telephone Number of QIO

• You can file a request for an appeal any day of the week. Once you speak to
someone or leave a message, your appeal has begun.

• Ask the hospital if you need help contacting the QIO.
• Name of this hospital is:
Hospital Name

Provider ID Number

•

STEP 2: You will receive a detailed notice from the hospital or your Medicare Advantage
or other Medicare managed care plan (if you belong to one) that explains the reasons they
think you are ready to be discharged.

•

STEP 3: The QIO will ask for your opinion. You or your representative need to be
available to speak with the QIO, if requested. You or your representative may give the QIO
a written statement, but you are not required to do so.

•

STEP 4: The QIO will review your medical records and other important information about
your case.

•

STEP 5: The QIO will notify you of its decision with 1 day after it receives all necessary
information.
• If the QIO finds that you are not ready to be discharges, Medicare will continue to cover
your hospital services.
• If the QIO finds you are ready to be discharged, Medicare will continue to cover your
services until noon of the day after the QIO notifies you of its decision.

IF YOU MISS THE DEADLINE TO APPEAL, YOU HAVE OTHER APPEAL RIGHTS:
•

You can still ask the QIO or your plan (if you belong to one) for a review of your case:
o
o

•

If you have Original Medicare: Call the QIO listed above.
If you belong to a Medicare Advantage Plan or other Medicare managed care plan:
Call your plan.

If you stay in the hospital, the hospital may charge you for any services your receive after
your planned discharge date.

For more information call 1-800-MEDICARE (1-800-633-4227), or TTY: 1-877-486-2048.
ADDITIONAL INFORMATION
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According to the Paper work Reduction Act of 199 5, no persons ar e required to re spond to a colle ction of information unless it
displays a valid OMB contr ol nu mber. The valid OMB cont rol number fo r this inf ormation collection is 0983-0 692. The time
require to compl ete this information collection is estimated to average 15 minut es per respo nse, including the time to revie w
instructions, search existing data resources, gather the data needed, and complete and review the information collection. If you
have comments concerning the accuracy of t he time estimate(s) o r suggestions for improving this f orm, please write to: C MS,
7500 Security Boulevard, Attn: PRA Reports Clearance Officer, Mail Stop C4-26-5, Baltimore, Maryland 21244-1850.

NOTICE INSTUCTIONS: THE IMPROTANT MESSAGE FROM MEDICARE
COMPLETING THE NOTICE
Page 1 of the Important Message from Medicare
A. Header
Hospitals must display “DEPARTMENT OF HEALTH & HUMAN SERVICES, Centers for
Medicare & Medicaid Services” and the OBM number.
The following blanks must be completed by the hospital. Information insert
ed by
hospitals in the blank spaces on the IM may be typed or legibly hand-wri tten in 12-point
font or the equivalent. Hospitals may also use a patient lab el that includes the following
information:
Patient Name: Fill in the patient’s full name.
Patient ID number: Fill in an ID nu mber that identifies this patient. This number should
not be, nor should it contain, the social security number.
Physician: Fill in the name of the patient’s physician.
B. Body of the Notice
Bullet #3 – Report any concerns you have about the quality of care you receive to
the Quality Improvement Organization (QIO) listed here ______________________.
Hospitals may preprint or otherwise insert the name and telephone number (including
TTY) of the QIO.
To speak with someone at the hospital about this notice call: Fill in a te lephone
number at t he hospital f or the patient or representative to call with questions about the
notice. Preferably, a contact name should also be included.
Date: Have the patient or representative place the date he or she signed the notice.
Page 2 of the Important Message from Medicare
First sub-bullet – Insert name and telephone number of QIO in BOLD: Insert name
and telephone number (including TTY), in bold, of the Quality Improvement Organization
that performs reviews for the hospital.
Second sub-bullet – The name of this hospital is: Insert/preprint the name of the
hospital, including the Medicare provider ID number (not the telephone number).
Additional Information: Hospitals may use this section for additional documentation,
including, for example, obtaining beneficiary initials to document delivery of the follow-up
copy of the IM, or documentation of refusals.
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END OF LIFE DECISIONS

helping older relatives or friends make more informed choices
about end of life decisions
FREQUENTLY ASKED QUESTIONS ABOUT HOSPICE CARE
At the end of a life limiting illness there may come a time when the person chooses to
stop aggressive treatment efforts to change the course of the disease and seek comfort
care. In your role as a caregiver, this may be an appropriate time to discuss the option
of hospice care with your loved one.
What is Hospice and Palliative Care?
Originating in the medieval ages, the term hospi ce meant lodging for travelers that
provides comfort and security. The modern hospice approach to care focuses on
comfort and dignity for the dying patient and their loved ones. Each patient is care for
in a manner that allows the person to die as they have live, in harmony with his or her
lifestyle. The focus is on caring, not curing. This approach is called palliative care and
aims for pain relief and symptom control rather than cure. This philosophy is at the heart
of hospice care and is shared by the program’s highly trained staff. Hospice patients are
cared for by a team of physicians, nurses, so cial workers, counselors, hospice certified
nursing as sistants, clergy, t herapists and volunteers. Hosp ice care is available t o
anyone regardless of age or type of illness. The basic principles of Hospice care are:
 Death with Dignity. End-of-life care that eases bot h physical and emotiona l
pain.
 Palliative Care. To achieve the best quality of lif e through relief of suffering and
control of symptoms.
 Individual Control over life. Care that respects the choices of the dying and
involves the patient in all aspects of their care.
 Significance of time. To learn to use time wisely to do what matters most.
 Elimination of isolation for the patient, family and friends. To work together
to support the dying person.
 Importance of family. F amily and friends are fundam ental to t he well being of
the patient and should be involved in all aspects of their care.
Does hospice provide any services for the family of the dying patient?
Hospice understands that thos e who are c lose to a dyi ng person experience the dual
pains of shared suffering and of anticipated loss. The entire fa mily is consid ered to be
the patient unit and care is provided to
all member as needed. Hospic e provides
continuing support for caregivers for at least one year following the death of a loved one
and sponsors bereavement groups and grief support groups.
What kind of services does hospice provide? The program provides: medical and
nursing care, medical equip ment and supplies, medica tion therapy for pain and
symptom control, home health aide and homemaker services, social wo rk services,
physical, occupational and speec h therapies, counseling, respite care, religious support
and the coordination of all serv ices needed by the patient and family. Res pect for the
individual’s ethnicity, cultural beliefs, social and se xual preferences ar e reflected in the
services and program of hospice care.
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Can my loved one remain at home and receive hospice care? All efforts are mad e
to allow the person t he comf ort of dying at home. The
hospice care team deliv ers
services to the majority of patients in th eir personal residents. Howev er, hospice care
can also be provided in a freestanding hospice building, hospital or nursing home.
Is the cost of hospice care covered by insurance? Hos pice coverag e is widely
available and is covered by Medicare, Medicaid (ALTCS) and by most private insurance
providers. To be sure of coverage, the per son should check with their employer, health
insurance provider, or ALTC S/AHCCCS. Most hospices wi ll pr ovide care for anyone
who cannot pay using money raised
from the community, memorials and/or
foundations.
If my relative is covered by Medicare, will there be any additional expenses to be
paid? Medicare covers all servic es and supplies for the hospice patient related to the
terminal illness. Som e hospices may require the patient to pay a small co- payment for
medications and for respite care. The pers on should find out about co-pay ment when
selecting a hospice.
How do I know if my loved one is eligible for hospice care? It is required that a
patient entering hospice care have an attending physician. Most physicians know about
hospice care. The patient and family should feel free to discuss hospice with their
physician ant anytime during a life limiting illness. Other criteria for acceptance into
hospice include:
 The patient must ha a diagnosis of a terminal illness.
 The disease is beyond the state of aggressive treatment for cure, and the
general life expectancy is less than six months (some hospice programs
accept person with a life expectancy of less than one year).
 Both the patient and family wish to enter the hospice program.
 The physician agrees to the referral and will continue to attend to the patient.
 A competent caregiver is available to the patient in the home if homecare is
recommended.
At the end of a loved one’s life, while caregivers may feel pain and sadness, they have
the opportunity to grow stronger and more courageous with the s upport provided by a
caring hospice program. Hospice is not about death, but the quality of life as it nears its
end, for all concerned – the patient, their family and friends.

Poem: Twilight Poem
The quietness of the hour
And colored sky
Bring thoughts which may be likened
To the faint aroma of the widest flower.
Who has not seen the beauty thus exposed
In the most hallowed hour
Will never know
The eternal magic of the day.
Husband of a Hospice Patient
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Poem: Untitled
Moment to moment my heart did cry
The ache so deep in our knowing
And now moment to moment that
heart lessens, with so much
togetherness and understanding.
Daughter of a Hospice Patient
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An Advance Directive is a document or documents that allow an individual to state how
and what kind of health care the individual wants in advance of actually needing that
service. It is espec ially useful if the in dividual b ecomes unc onscious or unable to
communicate. We recommend that you di
scuss these decis ions with t he person or
persons you appoint as well as your physician. In fact your physician should have a copy
of your directives after they have been exec uted. All of these doc uments are evidence of
your wishes and you must communi cate these wishes to those who will be responsible for
your care.
Everyone should have a Living Will so that others will know what you want done if you are
unable to communicate your wis hes. In addition, you should hav e a Health Care Power
of Attorney, which will appoint someone you trust (and preferably an alternate as well), to
follow through on your wishes as expressed in the Livin g will. In 1999, respondin g to
requests for assistance from families caring for loved ones with Al zheimer’s diseas e and
families ca ring for ind ividuals wit h mental illness the Arizona Le gislature add ed a Mental
Health Care Power of Attorney. This MHCPOA appoints someone you trus t to authorize
treatments and com mitments to care facilities that, in the pa st, required costly le gal
actions. A Pre-hospital Medical Care Directive tell emergency medical personnel th at
you have decided that you do not want to be revi ved by them. It m eans you are ready to
die.

Health Insurance Portability and Accountability Act of 1996
One of the goals of the Health Insurance Portability and Accountability Act of 1996 was
to allow a patient access to their medical records. It also created guidelines that prohibit
health car e providers from disclosing confidentia l medical inf ormation without written
authorization. This has been interpreted by many health
care providers to limit th eir
sharing important medical info rmation wit h family and friends, whom the patient would
actually want to have this information. To avoid the problem assoc iated with this, patients
should be sure that their health care powers of attorney authorize their designated agent or
decision-maker to have access to their medical records and that the document is intended
to give them access under HIPAA.
In addition patients may want ot her friends or family to hav e access to reports on their
condition even though they are not authoriz ed to act as agent. T o do this, patients can
give their health care provider a written not e authorizing the individua l’s ac cess to your
health status.
If an individual does not have such a directive and is unable to make his/her healt h
care decisions, the health care provider must attempt to contact a “surrogate” from a list
contained in the Arizona statue. The list begins with th e patient’s spouse (unless they are
legally separated), and then goes to adult children, parent, domestic partner, brother or
sister, and finally a close friend, in that order.
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The surrogate will have the power to make all health care decisions for the patient, except
that they cannot authorize the withholding of tube feeding and/or fluids unless:
1. Specifically authorized to do so by a living will.
2. The patient specifically appointed the surrogate by a health care power of attorney.
3. The court appointed the surrogate a guardian to make health care decisions.
Some attorneys are suggesting t hat if there is someone on the surrogate list that you
do not want to make your health care decisions, you should specifically e xclude that
person in your directive.
The purpose of the Pre-hospital Medical Directive (sometimes called the orange card or
form) is to allow an individual, or their appointed agent or guardian, to notify emergency
medical personnel that they do not wish to receive:
• Chest Compression
• Defibrillatio n
• Assisted Ventilation
• Incubation
• Advanced life support medications
Previous AZ law required t he emergency medical technic ians and physicians to do
everything they could to revive a patient, even if there was a living will and the patient
was terminal. This directive must be in the exact required statutory l anguage, printed on
orange paper or an orange wallet sized card (an orange ID bracelet is also being
developed) and signed by the individual, a witness, and a licensed health care provider.
This oran ge card dire ctive will h elp in the situation where an indivi dual is approaching
his/her final hours and wishes
to pass on
without the indignity of tubes and ot
her
intrusions, but it should not be carried or implemented on rela tively healthy indiv iduals.
Although we believe that everyone over age 21 should have a living will and/or health care
power of attorney, and should consider a M
ental Health Care Power of Attorney; not
everyone should have the Pre-hospital Directive.

Warning!!!
The Pre-hospital Medical Directive is only for people having serious conditions and should
not be carried or conveyed until the individual is ready to die, unless there is a specific
reason to do so. It i s not conditional and t ells the Paramedics to let you die, even if you
could be revived and lead a relatively normal life. IT IS NOT A LIVING WILL.

For more information
Call Pima Council on Aging, Elder Rights & Benefits Assistance at 790-0504
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ADVANCE DIRECTIVES
helping older relatives or friends make more informed choices about
medical care and/or financial decisions
FREQUENTLY ASKED QUESTIONS
As a caregiver, I can see the changes in my loved one that indicated it maybe time for
help with medical and financial decisions, but I am not sure where to begin.
Where and how does the caregiver start when concerned about the person's ability to
adequately handle their finances and medical decisions? Begin with the understanding that
all persons are comp etent and have the ri ght to refuse treatment or assista nce. Open a
discussion with the per son to deter mine if they are willing to accept assistance from you. If not
willing, ask the person if documents have bee n prepared that design ate someone who has
agreed to assist them with medical and financial decisions.
What if they have not prepared any documents, do not remember, or can no longer
communicate? Obtain permission from the person to
contact family members, friends,
physicians, and their personal attor ney to verify if anyone can confirm the existence of these
documents.
As the caregiver, do I need some formal documents to be able to make decisions (both
financial and medical) or can I just take change? You cannot just take charge without th e
person’s permission. If the person is willing and accepts your help, a caregiver can assist in a
number of ways, but only up to a
point. Dep ending on t he type of assistance r equired the
appropriate legal authority might be needed to make decisions. Also, t here may b e regulatory
issues that might make it difficult to accomplish many tasks without the appropriate documents.
The caregiver (other than a spouse) is not obligated to assume this responsibility. It is
important the caregiver understand the nature and consequences associated with
undertaking this responsibility.
Why do we need any of these documents? At any age , one can have an eme rgency that
might temp orarily or p ermanently limit their ability to verbally communicate or i
ndicate thei r
treatment choices. Also, each of us has varied cultural, personal and religious belief s that might
influence our decisions. It is important to communicate our beliefs to someone who knows us
well and will speak on o ur behalf if we are no longer able t o make me dical, financial and othe r
important decision s. It i s very important that th is person will advocate our beliefs even if thei r
beliefs are different.
Documents that provide an opportunity to state how and what type of treatment a person
wants prior to the need for those decisions are known as “Advance Directives.” Every
adult should be encouraged to prepare Advance Dire
ctives including the following
documents:
•
•
•
•
•

Living Will
Durable Health Care Power of Attorney
Pre-hospital Medical Care Directive
Durable Mental Health Care Power of Attorney
Financial Power of Attorney

There are other kinds of documents referred to as “Power of Attorney”, “General Power of
Attorney”, “Financial Power of Attorney” and others. Th
ese may include forms and organ
donation or autopsy. Sample and copies of these documents are available from a variety of
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sources often designed as fill-in-the blank forms. They are legal documents and have a number
of rules that may vary from state-to-state. Be sure the documents are current with changes or
variations recommende d for the state where
the person lives as well as address specia
l
circumstances and needs.
That’s a lot of “Powers;” but what does it mean; who need one; and, where does a
Guardianship or Conservatorship fit into all this?
Advance Directives are documents that describe the health and/ or financial prefere nces of the
person, and identify and “agent” (an individual authorized by the person to make decision
on their behalf under certain guidelines with or without limitations). The documents go
into effect a nd the “agent ”usually assumes responsibility when the person becomes incapable
of communicating their needs or if suffering from an illness that affects their comp etency. If th e
person recovers and is able to communicate
and make competent judgments, they regai n
control of their health ca re decisions. Preparing the above documents can prevent difficult legal
court proceedings (called Guardianship and/ or Conservatorship) that may become necessary if
the person r equires and “agent” but has become incapacita ted prior to completing the required
documents.
If a person has Power of Attorney document, why would they need to go through the
Courts to obtain a Guardianship?
Power of At torney documents are very helpful, but ONLY as long as the person agrees to
cooperate. If the person has prepar ed these d irectives but chooses not to comply with the pla n
or decision s being made by the “agent”, then it may
become necessary to Petition for
Guardianship to protect the person. A Guardianship is a formal court pr oceeding. T he perso n
must be notified of the hearing and an attorney i s appointed to present their point of view to the
court. If t he court f inds the person unable to make or co mmunicate responsible decisions, a
Guardian or Conservato r is appointed to mana ge the person’s affairs even if the y object to the
decisions.
What if the individual does not have a Health Care Power of Attorney?
If the person does not have the ne cessary documents and still has the capacity to understand
and execute the documents, an att orney can draft them to their specif ications. If th e person no
longer has the capacit y to unders tand the nature of the documents then a Guardianship
proceeding might be re quired or the Surrogate List may a pply. The f ollowing ind ividuals, if
willing, can serve as Surrogate Decision Makers regarding treatment decisions for the patient (in
order of priority): spouse (unless
legally separated), adult child, par ent, domestic partner,
sibling, a close friend or the attending physician.
What if the person wants to change their Power of Attorney or Living Will?
The maker of the document can modify their Ad
vance Directives at any time.
Also, the
designated “agent” can not delegat e their responsibility to another “
agent.” The refore, it is
advisable to have the documents name a s econd party as an alte rnate in the event the
designated “agent” is unable or unavailable to serve when needed. When changing their
documents, the person should notify the selected “agent” in writing, destroy the document, notify
their physician as well as any other health care provider verbally and in writing.

Prepared for Pima Council on Aging by the Arizona Center on Aging, the University of Arizona®
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Fact Sheet: Legal Issues in Planning for Incapacity
When a family member has been diagnose d with Alzheimer’s dise ase or another disablin g
health condition, it’s easy to feel overwhelm ed by the many legal and financial qu estions that
can arise a s a resu lt o f the diagn osis. Deter mining how to pay for long-term care is
often
confusing for families. It is important to find an attorney with whom you feel comfortable and who
has the expertise to advise you on these matters.

Q: What legal matters should be discussed when a family member has a health
condition that affects his ability to function independently?
There are several legal issues to consider when a person is (or may become) incapacitated:
• The management of the person’s financial affairs during his or her lifetime;
• The management of the person’s personal care: medical decisions, residence, placement in
a nursing facility, etc.;
• Arranging for payment of long-term health care: use of private insurance, Medicare, Medicaid
(Medi-Cal in California) and Supplemental Security Income (SSI) when applicable;
• Preserving the family assets: ensuring that the patient’s spouse and any disabled family
members are adequately protected; and
• The distribution of the person’s assets on his or her death. (If the person has a disabled
spouse, child or other family member that they wish to provide for, special arrangements
need to be made).
In addition to issues tha t are clearly “legal,” other important issues sho uld be discu ssed in the
course of le gal planning. For exa mple, a full discussion of h ousing options is critical in makin g
certain leg al and finan cial decisions; i.e., is the person p lanning to stay in his h ome? Is this
feasible, both physically and financi ally? Is he t hinking of m oving to a retirement facility? What
level of care is provided? Is it a rent al or a “buy-in” arrangement? Is a move to a n ursing home
probable?

Q: When should an attorney be consulted?
Consult an attorney as early as possible. The maxi mum number of planning op tions will be
available while the pat ient still has the legal c apacity to make his or her own d ecisions. Th e
question of capacity is a gray area, and must be determined on a case-by-case basis.

Q: What are the options for managing assets?
Options for managing assets include:
•
•
•
•

Durable Powers of Attorney;
Revocable living trusts;
Designation of a representative payee; and
Conservatorships (or Guardianship) of the estate and of the person.

Each of the se has a dvantages and disadvantages, which should be discussed thoroughly with
an attorney. Further, for making me dical decisions, you should discu ss the use of a durable
power of attorney for health care, directive to physicians, and conservatorship (or guardianship)
of the person.
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Q: What are the options for paying for long-term care?
Investigate first the availability of private insurance to cover long-term care, whether at home or
at an assisted living or skilled nursing facility. Also examine the government benefit programs
that may help pay for care:
•
•
•
•

Medicare
Medicaid or Medi-Cal
Supplemental Security Income (SSI), and
In-Home Supportive Services (IHSS).

If the person served in the United States Military, federal or state veteran assistance may be
available.

Q: Can any assets be protected—for a well spouse, for example—if a patient needs
long-term custodial care in a skilled nursing facility?
Various planning optio ns may be available to finance lon g-term care. Much dep ends on the
individual's circumstances; i.e., marital statu s, mental capacity, age and health
of the car e
recipient, a nd, most importantly, the applicable law in the state where the individual resides.
Medicaid, a federal program adminis tered by the states, may pay for care in a facilit y. The rules
regarding planning vary from state to state. Planning options can include:
Converting non-exempt assets into exempt assets;
Transfer of the family residence to a spouse;
Transfer of the principal residence with the retention of a life estate;
Use of court orders to increase the amount of resources and/or income the spouse of
a nursing home resident can retain;
• Trusts; and
• Gifting of assets.
•
•
•
•

Each of these options has significant implications and should be thoroughly discussed with an
attorney knowledgeable in Medicaid law.

Q: How can an individual provide for the distribution of his or her property upon
death?
The options for distributing assets on death include:
•
•
•
•
•

Will
Revocable Living Trust
Joint Tenancy Accounts
Payable on Death Accounts
Transfer with a Retained Life Estate

Each of these has significant legal ramifications and should be discussed with a kn owledgeable
advisor. Also, some financial produ cts, such as life insuran ce, IRA’s an d annuities, provide for
the distribution on death to a designated beneficiary.

Q: How do you find an attorney to assist with legal planning?
One of the best ways to find an
attorney specializing in elder law
is through a personal
recommendation from a friend, relat ive or co-wor ker, or from another a ttorney whom you know
and trust. Another way to get a personal recommendation is to attend a caregiver support group.
Someone there may already have had experience with a knowledgeable attorney and be able to
share his or her experience. Referrals, and advice for individuals aged 60 or over a lso may b e
obtained from senior legal services provi ded by your local Area Agency on Aging. Independent
community legal aid agencies also may offer assistance to people of all ages.
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Another wa y to locate an attorney is throug
h an attorney referral
service. The local ba r
association in your community ma y have a pa nel which refers ca llers to lawyers in various
specializations. After describing your needs, you will b
e referred to the most appropriate
specialist. Initial consultations generally include a nominal fee.
Caution sho uld be exer cised if such a referral service is u sed. Panel-r eferred atto rneys need
meet only minimu m requirements and may ha ve littl e experience. It is important to check th e
qualifications of an attorney and to make calls to compare f ees and experience. Keep in mind
that laws va ry from state to sta te. The National Academy of Elder Law Attorneys may also be
able to help you.

Q: What kind of attorney should be consulted?
Most attorneys concent rate on one or two areas of law. It is especially important for caregivers
to find an attorney who has the appropriate expertise. Attorneys advising caregivers on planning
for long-term care should have knowledge of the following areas of law:
•
•
•
•
•
•
•

Medicaid (Medi-Cal) laws and regulations
Social Security
Trusts (special needs trusts)
Conservatorships
Durable power of attorney for health care and asset management
Tax (income, estate and gift) planning
Housing and health care contracts

Some attorneys are certified specialists. For example, an attorney can be a certified specialist in
elder law, ta xation, or estate planning. In the case of an a ccident, a p ersonal injury attorney is
needed. In that case, it is advisable to sele ct someone who has had jury trial e xperience.
Attorneys often do not know about all of the above-mention ed areas. In the case of a personal
injury, two attorneys may be needed—one to litigate an accident settlement and another to hel p
plan for long-term financial or health care needs.

Q: What should you do to prepare for a legal consultation?

It’s helpful to have a clear idea of what you would like as the outcome of a legal consultation—
that is, what you would like to gain from the appointment. Learning as much as possible ahead of
time will help ensure a productive consultation.
More specifically, individuals who are interested in a health care directive may wish to think
about the type of life-sustaining procedures they would want used in the case of a serious
illness. In addition, it may be helpful to identify a first, second and third choice of family member
or trusted friend to make personal health care and financial decisions in the event you are
unable to do this for yourself. (See the FCA Fact Sheet, End-of-Life Decision Making.)
Items to Bring to the Consultation
• List of major assets (real estate, stocks, cash, jewelry, insurance, etc.);
• Any documents of title (e.g., copies of deeds, stock certificates, loan papers, etc.) which
show who the asset owners are and how title is held;
• Contracts or other legally binding documents;
• Lists of all major debts;
• Existing wills or Durable Powers of Attorney; and
• Bank statements, passbooks, CDs—again showing who the owners are and how title is held.
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Glossary
Advance Health Care Directive. An Advance Health Care Directive is a document in which you
can: 1) instruct your physician as to the kinds of medical treatment you might want or not
want in the future (in ma ny states, this is called a Living Will); and 2) choose someone to mak e
medical decisions for you in the event you are unable to make those decisions yourself (in many
states, this is called a Durable Power of Attorney for Health Care, or just a Power of Attorney for
Health Care). For additional information on ad vance direct ives, see F CA Fact Sheets, End-ofLife Decision Making and California Advance Health Care Directive.
Attorney-in-Fact. The person named in a Dur able Power of Attorney to act as an
person need not be an attorney.

agent. This

Beneficiary. An individu al who receives the ben efit of a transaction, for example, a beneficiary
of a life insurance policy, a beneficiary of a trust, beneficiary under a Will.
Conservatee or Ward. The incapacitated perso n for whom a conservatorship or guardianship
has been established.
Conservator or Guardian. An individual who is appointed by the court to act on b ehalf of a n
incapacitated person.
Conservatorship or Guardianship. A court proceeding in which th e court sup ervises the
management of an incapacitated person’s affairs and/or personal care.
Directive to Physicians. A written document in which an in dividual states his or he r desire to
have life-sustaining pro cedures withheld or withdrawn under certain circumstances. This
document must meet certain requirements under the law to be valid.
Durable Power of Attorney for Health Care. A type of Advance Health Care Directive, this is a
document in which an individual no minates a p erson as h is or her ag ent to make health care
decisions for him or her if he or she is not abl e to give medical consent. This document can give
the agent the power to withdraw or continue life-sustaining procedures.
Durable Power of Attorney for Asset Management. A do cument in which an individual (the
“principal”) nominates a person as his or her agent (attorney-in-fact) to conduct financia
l
transactions on his or her behalf. This document can be either “springing,” which means that it is
effective on ly upon the principal’s incapacity,
or “fixed,” which means that th
e document
becomes effective when it is signed.
Executor. The individual named in a Will who is responsibl e for admini stering an estate during
probate. The Executor is the perso n responsible for making sure all ta xes and other expenses
are paid and distributing the property of the deceased person in accordance with the Will.
Federal Estate Taxes. A tax is due at death if t he estate exceeds $1,500,000 (as of 2004), and
is calculated on the value of the deceased person’s estate at the time of death.
Health Insurance Portability and Accountability Act of 1996 (aka HIPAA). Federa l
legislation which limits t he informal communication of infor mation from doctors an d other health
care providers.
In-Home Supportive Services (IHSS). A program in California
that pays for non-medical
services for persons who meet certain financial criteria and who could not remain safely at home
without such services.
Irrevocable Trust. A trust that has terms and provisions which cannot be changed.
Joint Tenancy. A form of property ownership by two or
more persons design ated as “joint
tenants.” When a joint tenant dies, his or her interest in the property automatically passes to the
surviving joint tenant an d is not con trolled by th e Will of th e deceased joint te nant and is not
subject to probate.
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Life Estate. An intere st in property that lasts for the life of the person retaining the life estate.
When a person who has a life estate interest dies, the property passes to the person holding the
remainder interest, without the need for probate.
Living Will. A written document in which an individual con veys his or her desire to die a natural
death and n ot be kept a live by artificial means. Unlike a Durable Power of Attorney for Health
Care, the wishes in this document are not legally enforceable in California.
Long-Term Care Insurance. Private insurance, which, dep ending on t he terms of the policy,
can pay for home care, or care in an assisted living facility or skilled nursing facility.

Medicaid. A state and federally financed pro gram that provides medical care t o low income
persons. In California it’s called Medi-Cal.
Medicare. A federal medical coverage program for perso ns who are over 65 years old or wh o
are disable d. It is funded by
Social Securit y deductions and has no income
or resource
restrictions. It does not pay for long-term custodial care.
Probate. T he court pr oceeding, w hich overse es the adm inistration o f a decea sed person’s
estate. Wills are subject to probate; living trusts (if properly funded) are not.

Revocable Living Trust. A device that describes certain property names a trustee (who
manages the property) and names a beneficiar y who receives benefit from the trust. A living
trust is an effective mea ns of avoiding probate and providing for manag ement of as sets. It can
be revoked by the person who created it during that person’s lifetime.
Social Security Retirement Benefits. Benefits, which eligible wor kers and t heir familie s
receive whe n the worke r retires. The worker must work for a specified period at a job that is
covered by Social Security in order to be eligible for benefits. A worker must be at least 62 years
old to receive retirement benefits.
Social Security Disability Benefits. Social Security benefits payable to disabled workers and
their families.
Special Needs Trust. A specially drafted trust that pr
ovides a fu nd to supp lement th e
governmental benefits of a beneficiary while not affecting that beneficiary’s eligibility for publi c
benefits.
Supplemental Security Income (SSI). A federal program which provides ca sh a ssistance to
the aged, blind and disabled who have limited income and resources.
Testator. The person who executes a Will.
Trustor (Settlor). A person who creates a trust.
Trustee. The individual who is responsible for managing the property in the tru st for the benefit
of the beneficiary.
Will. The d ocument a person sig ns which t ells how h e or she wants his or her esta te
administered and distrib uted upon d eath. It must conform to certain legal requirements in order
to be valid. The terms of a Will become operational only upon the testator’s death.

Resources
Family Caregiver Alliance

180 Montgomery Street, Suite 1100
San Francisco, CA 94104
(415) 434-3388, (800) 445-8106,
Web Site: www.caregiver.org, E-mail: info@caregiver.org
Family Careg iver Alliance (FCA) se eks to improve the quality of life for care givers th rough edu cation,
services, research and advocacy.
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FCA’s Natio nal Center on Caregiving offers information on current so cial, p ublic policy a nd caregiving
issues and provides assistance in the development of public and private programs for caregivers.
For residents of the g reater Sa n F rancisco Bay A rea, FCA provides di rect fa mily su pport services fo r
caregivers of those with Alzheim er’s disease, stro ke, ALS, hea d injury, Pa rkinson’s di sease and other
debilitating health conditions that strike adults.

American Bar Association (ABA)

Commission on Legal Problems of the Elderly
740 Fifteenth Street, NW
Washington, DC 20005-1022
(202) 662-8690, Fax: (202) 662-8698
www.abnet.org/elderly

The g eneral public may contact th e A BA to obtain information o n county ba r associations. Co unty ba r
associations provide attorney referrals through local attorney referral offices throughout the U.S.

National Academy of Elder Law Attorneys
1604 N. County Club Rd.
Tucson, AZ 85716
(520) 881-4005
www.naela.com

Provides information on how to choose an elder law attorney and referral to elder law attorneys.

National Association of Area Agencies on Aging
1112 – 16th Street, NW, Suite 100
Washington, DC 20036
(202) 296-8130
www.n4a.org

Provides info rmation on l ocal A rea Ag encies of A ging, whi ch coordinate a va riety of comm unity-based
services for senior citizens, including legal services.

National Senior Citizens Law Center

1101 14th St., NW, Suite 400
Washington, DC 20005
(202) 289-6976, Fax (202) 289-7224
ww.NSCLC.org

NSCLC closely monitor court rulings, legislation and regulatory changes, with affect older persons. They
also publish a weekly newsletter.
Written by Harriet P. Prensky, Ms. Prensky is a certified elder law attorney and partner in the law firm of
Prensky & Tobin in Mill Valley, California. She focuses on legal problems of the elderly and disabled,
estate planning and probate, and is a Fellow on the National Academy of Elder Law Attorneys.
Prepared by Family Caregiver Alliance in cooperation with California’s Caregiver Resource Centers.
Funded by the California Department of Mental Health.
© 2004 Family Caregiver Alliance. All rights reserved
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Elder Abuse, Neglect and Exploitation
Types of Elder Abuse
and
The Warning Signs
___________________________

Physical Abuse
• Unexplained bruises, welts,
sores, cuts or abrasions in odd
places
• Bruising, fractures and other
injuries which may be in
different stages of healing
• Bruising or other markings in
the shape of objects used to
inflict injuries
• Bruising on upper arms from
shaking
• Cigar and cigarette burns
• Rope burns
• Injury that has not been cared
for properly
• Pain from touching
• Dehydration or malnutrition
without illness-related cause
• Poor coloration
• Sunken eyes or cheeks
• Inappropriate administration of
medication
• Soiled clothing or bed
• Forced isolation
• Time lags between the “injury
or fall” and medical treatment
• Fear
• Non-responsiveness,
resignation, ambivalence
• Contradictory statements,
implausible stories
• Hesitation to talk openly
• Confusion or disorientation

Sexual Abuse
• Unexplained genital infections
or sexually transmitted
diseases
• Torn or bloody underclothes
• Difficulty walking or sitting
• Older adult is withdrawn,
shameful, anxious
Psychological/Emotional
Abuse
• Fear of speaking in front of
caretaker

• Trembling, cowering, lack of
eye contact
• Anxious to please
• Eating disorders
• Self medication with alcohol or
prescriptions
• Depression and withdrawal
• Agitation and anger
• Low self-esteem

Financial Abuse/Exploitation
• Goes to the bank with a person
who encourages them to
withdraw large amounts of
cash or coerces them into
making transactions
• Unusual banking activity such
as large withdrawals during a
short time period, switching
from one bank to another, ATM
activity by a homebound older
adult
• Concerned or confused about
“missing” funds from their
accounts
• Isolated from others
• Unable to remember financial
transactions or signing
paperwork
• Frequent expensive gifts from
elder to caregiver
• Older adult’s personal
belongings, papers and credit
cards are missing
• Numerous unpaid bills
• A recently written will when the
person seems incapable of
writing a will
• Bank and credit card
statements no longer come to
the older adult
• Caregiver’s name added to
bank account
• Older adult signs on loan
• Frequent checks made out to
“cash”
• Older adult unaware of reason
for appointment with banker or
attorney
• Signatures on checks or legal
documents that do not
resemble older adult’s

Neglect
• Decubitus ulcers (bedsores)
• Poor hygiene
• Fleas and lice on individual
• Malnourished and dehydrated
• Little or no food available
• Soiled or urine-soaked bedding
• Unsanitary/unsafe living
conditions
• Indication s of unusual
confinement
• Improper use of medication
• Victim appears detached,
unresponsive, helpless
========================

Self-Neglect
Self-neglect, the most common
form of n eglect among older
adults, occu rs when older adults,
by choice or by lack of
awareness, live in wa ys that are
harmful to themselves. They ma y
be unwilling or unable t o perform
essential self-care tasks such as:
•
•
•
•

providing food and clothing
getting the right medical care
maintaining personal hygiene
managing financial affairs

======================

How do you talk to a person you think
is abused or neglected?
Police Departments recommend the following
four steps:
1. Establish trust/rapport
2. Get a general narrative of what happened
3. Get more specifics on what happened
4. Close with “friendly” conversation

Everyone who sees elder abuse or neglect
should report it.
Elder abuse is a crime
and it must be reported and stopped.
Where do I report elder abuse, neglect or
exploitation?
To report an emergency Dial 911
Department of Economic Security
Adult Protective Services (APS)

Adult Abuse 24-Hour Hotline:
1-877-SOS-ADULT (1-877-767-2385)
TDD: 1-877-815-8390
To Report Abuse in a Care Facility:

Department of Health Services

(602) 674-9775

Pima County Elder Abuse Task Force (520) 628-6884
Oro Valley Police Department
(520) 229-4900
Green Valley Pima County Sheriff’s Dept.
(520) 547-6711
Tucson Police Department
(520) 791-4441
South Tucson Police Department
(520) 622-0655

No one should be reluctant to report elder
abuse or let the fear of being wrong or the
fear of retaliation keep them from reporting.

Callers may remain anonymous!
What happens when the Department of
Economic Security APS conducts an
evaluation into allegations of abuse,
neglect or exploitation?
• If it is an emergency, APS will contact the police,
paramedics or othe
r emergency personnel
immediately.
• When APS can confirm abuse or neglect, they will
report their findings to the proper authorities for
action.
• APS will offer services on a
voluntary o r
involuntary basis depe nding on the degree of

existing da nger and the clie
nt’s ability to
understand the situation.
• If sign s of abuse, neglect or explo itation are n ot
found, the APS caseworker will close the case.
Just because APS closes a case, that does not
mean that some type of abuse, neglect or
exploitation did not occur. The victim might withhold
the truth from the caseworker and there may not be
any visible signs of abuse, neglect or exploitation.
Many times, reports of self-neglect fall into this
category.
In Arizona, a competent adult has the freedom to
choose to live in situations that may be below the
standards set by society. If you continue to witness
signs of abuse, neglect or exploitation after the APS
caseworker’s initial visit, please contact APS with as
much additional information as possible. If you think
that the case has been closed, please call the APS
hotline again and make a new referral.
=====================================

What other elder abuse resources are
available?
Area Agency on Aging

24-Hour Senior
HELPLINE
1-888-264-2258
Area Agency on Aging Region 2 Pima County

Pima Council on Aging (520) 7907262
Office of the Attorney General Terry Goddard
Consumer Information/Complaints

(520) 628-6504

Office of Victim Service

(520)-628-6456

Elder Law Hotline

1-800-231-5441

Elder Shelter

(520) 566-1919

Pima County Attorney

(520) 740-5600

Pima County Elder Abuse Hotline

(520) 791-5809

State Long Term Care Ombudsman (602) 542-4446

Glossary – Terms Frequently Used in Elder Care
These are terms commonly used by individuals who care for older adults on a
continuum of care from independent to dependent.
Activities of Daily Living (ADLs): Activities usually performed for ones elf in t he
course of a normal day including bathing, dressing, grooming, eating, walking, using the
telephone, taking medications, and other personal care activities.
Administration on Aging: The Administration on Aging (A oA), an agency in the U.S.
Department of Health and Human Services is the official Federal agency dedicated to
policy dev elopment, planning and the delive ry of supportive home and communitybased serv ices to older persons and their ca regivers. The AoA administers the Older
Americans Act and works through the national aging network of State Units on Aging ,
Area Agencies on Aging, Tr ibal and Native organiz ations representing 300 American
Indian and Alask a Native Tribal organizati ons, and t wo organiz ations serv ing Native
Hawaiians, plus thousands of service providers, adult care centers, caregivers, and
volunteers.
Adult Day Care: Adult Day Care Centers offer soci al, recreational and health-related
services to individuals in a protective se tting who cannot be le ft alone during the day
because of health care and social need, confusion or disability.
Adult Day Health Care Centers (ADHCCs): A structured program that is usually
offered on weekdays and may offer activiti es, meals, and health and rehabilitativ e
services for the elderly in a supervised setti ng. Transportation is sometimes included in
the fee. ALTCS covers this benefit.
Advance Directives: Legal documents incl uding a Living W ill and Medical Power of
Attorney for Health Care that enable indiv iduals to indica te their wishes abo ut medical
treatment and end-of-life decisions in cas e they are medically or me ntally incapacitated
when these decisions need to be made. T hese documents may also include a Durable
Power of Attorney that allows a designated person to make financial and legal decisions
for someone who is unable to do so themselves.
Arizona Long Term Care System (ALTCS): This program is for aged (65 and over ),
blind, or disabled i ndividuals who need ongoing services at a nursing facility level of
care, however, program participants do not hav e to reside in a nursing home . ALTCS
participants live in their own homes or an a ssisted living facility and receiv e needed inhome services. ALT CS participants are also cover ed for medical care, including
doctor’s office visits, hospitaliz ation, pres cription, lab work, and behavioral health
services. There is an income limit for this program. An indivi dual may apply at any
ALTCS office, or in Pima County call PCOA at 790-7262.
Application Date: The date of the ALTC
agency.

S application is rec eived by t he eligib ility

Area Agency on Aging: Under the Older Americans Act, the Administration on Aging
distributes funds for various aging pr ograms through state agenc ies on aging with in
turn fund local area agencies on aging. Ar ea Agencies on Aging address the concerns
of older Americans at the lo
cal level. T hey play an impor tant role in identifyin g
community and social service needs and assuring that social and nutritional supports
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are made available to older people in communities where they live. In most cases, Area
Agencies on Aging do not provide direct se rvices. Instead, they subcontract with other
organizations to facilitate the provision of a full range of services for older people.
Assisted Living Centers or Facilities: A facility that provi des a combination of
housing and personalized health care in
a professionally managed group-setting
designed t o respond to the in dividual needs of persons wh o require ass istance wit h
activities of daily liv ing. The facility
provides care to residents who cannot live
independently, but who do not require 24 hour nursing care. T erminology varies from
state to state, and a facility that is called an Assisted Living Facility in one state might be
called other things in other states, i.e. a Residential Ca re Facility (RCF), Board an d
Care Home, a Domiciliary Care Facility, an Adult Care Home, or a Community-Based
Care Facility.
Assisted Technology: Assistive technology is any service or tool that helps the elderly
or disabled do the activities they have al ways done but must now do differently. These
tools are also sometimes called “adaptive devices.” Such technology may be something
as simple as a walker to make moving arou nd easier or an amplification device to make
sounds easier to hear (for talking on the telephone or watching television, for instance).
Attendant Care: Attendant care is a program w hereby a family/friend/neighbor. etc. ,
can be paid to be the member’s caregiver u nder ALTCS. The only persons not eligible
to be paid are the spouse of the member or the parent of the member who is under 18.
This is an ALTC covered benefit.
Case Manager (Care Manager): Any social wor ker or healthcare professional,
including Alzheimer’s Associat ion Family Ca re Consultants, who evaluates, plans,
locates, coordinates, and monitors services with the older person and the family. In the
ALTCS program, an ALTCS Case Manager is assigned to t he member to coordinate
services with an older member and the family. These professionals have access to
your loved one’s needs, records and home sit uation, and they coordinate and monitor
the neces sary care and servic es. They wo rk c losely with you and other family
members, making it possible even for those who live far away to stay involved. Th is is
an ALTCS covered benefit.
Care or Case Management: Case managers work with family members and older
adults to assess, arrange and evaluate supportive efforts of seniors and their families to
remain independent.
Community-based Care: The blend of health and soci
al ser vices provided to an
individual or family in their place of resi dence for the purpose of pr omoting, maintaining
or restoring health f ollowing a n illness. Th e g oal is to maintain or impro ve
independence and minimize the effects of illness and disability.
Caregiver: A generic term referring to a person, eit her paid or voluntary, who helps an
older person with the activities of daily liv ing, health c are, financial matters, guidance ,
companionship and social interaction. A car egiver can provide more than one aspect of
care. Most often the term refers to a family member or friend who aids the older person.
Centers for Medicare and Medicaid Services (CMS, formerly HCFA): The federal
agency that runs the Medicare, Medicaid, and Childr en’s He alth Insurance Program,
and works to make sure that the beneficiaries in these programs ha ve access to high
quality health care
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Chore Service: Chore service is available to perso ns who are physic ally unable t o
perform tasks, such as heavy cleaning, minor repair or yard work, and unable to secure
assistance from family or friends nor have the means to pay privately.
Chore / Housekeeping Services: These types of services include yar d and house
maintenance, home and appliance repair, housekeeping, meal preparation, shopping,
and transportation. No personal care is pr
ovided. Medicare does not cover these
services; however, ALTCS does cover these services.
Congregate Living: Apartments or rooms that are part of a multi-unit building complex
where meals and social activities are prov ided in a common area and where residents
can receive some assistance with daily activities.
Congregate Meals: These meal programs provide older individuals with free or low
cost, nutritionally sound meals s erved five days a week in eas ily accessible loc ations.
Besides pr omoting better health through im proved nutrition, meal programs provide
daily activit ies and s ocialization f or partici pants which help reduc e the isolation of old
age.
Conservator: A person appoint ed by a court of law in a legal proceeding to act as the
legal representative of a person who is mentally or physically incapable of managing his
or her own financial affairs.
Continuing Care Retirement Communities (CCRC”s): Resid
ential livin g
communities for older adults t hat offer healthcare and resident ial s ervices to meet the
changing needs of the residents fr om independent to dependent care. Also called Life
Care
Communities.
Custodial Care: Assistance and supervision with daily living activities – dressing,
eating, personal hygiene and ot her functions as listed above under, “Activities of Daily
Living.”
Deductible: This is a common cost-sharing a
rrangement of traditional indemnity
insurers under whic h a policy- holder must pay a set amount toward cover ed services
before the insurer is required to pay claims.
Dementia: Dementia is characterized by the lo ss of intellectual functions such as
thinking, remembering, and reasoning to the ex tent that a person’s daily functioning is
affected. It is not a disease in itself,
but rather a group of symptoms, which may
accompany certain diseases or physical cond itions. The cause and rate of progression
of dementia vary. Some of the well-known diseases that produce it include:
• Alzheimer’s Disease
• Multi-Infarct Dementia
• Huntington’s Disease
• Pick’s Disease
• Creutzfeldt-Jakob Disease
• Parkinson ’s Disease
Depression: Depression is psychiatric disorder marked by sadness, inactiv ity, feelings
of hopeles sness, and sometimes, suicidal tendencies. Many severely depressed
individuals will have some mental deficits including poor concentration and attention.
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When dementia and depression are present together, intellectual deterioration may be
exaggerated. Depression, whether present alone or in combination with dementia and
depression are pres ent together, intellec tual deterioration may be exaggerated
.
Depression, whether present alone or in combination wit h dementia, can usually be
reversed with proper treatment.
Durable Power of Attorney: A power of attorney is a document where one person (the
principal) appoints another per son (the agent) to act on behal f of the principal. A
durable power of attorney survives the incapacity of the principal.
Elder Abuse: Elder abuse is a term referring to any knowing, intentional, or negligent
act by a caregiver or any ot her person that causes harm or a serious risk of harm to a
vulnerable adult. The specificity of laws varies from state to state, but broadly defined,
abuse may be physical, emotional, sexual, exploitation, neglect, and abandonment.
Elder Abuse Prevention Programs: Allegations of abus e, neglect and exploitatio n of
senior c itizens are investigated by
highly trained protective service specialist
s.
Intervention is provided in instances of
substantiated elder abuse, neglect or
exploitation.
Energy Assistance: These programs can provide low- income elderly homeowner s
and renters with fu
nds to h elp pay h ome utility and he ating costs. Eligib ility
requirements may vary from state to state.
Enrollment Date: The date AHCCS/ALTCS enrolls the person in a health plan throug h
a Program Contractor organization.
Estate Planning: A plan that outlines how a person’ s personal assets and financ ial
obligations will be resolved and distributed after death.
• Will: A le gal docume nt that outlines how a person’s a ssets and belon gings wil l
be distributed after death.
Friendly Visitors and Telephone Reassurance: These programs, which hav e
different titles in different communities, provide regular personal or telephone contact for
older pers ons who are homebo und or liv e alone. Usually a v olunteer pr ovides the
service. Besides dev eloping friendships, perhaps a more important aspect of these
programs is the volunteer's ability to identif y needs of the individual as they occur an d
notify those who can help.
Gatekeeper: A term sometimes used to refer to HMO primary care physicians or nurse
practitioners and case managers, because o f their responsibility for referring members
to specialists or other services.
Geriatric Care Managers: Geriatric Care Managers specifically trained in geriatric care
management, and provide case management serv ices on a fee-for-service basis to
individual clients.
Gifting: Giving funds to charity, family, or other entity.
Guardian: An indiv idual appointed by a court of law to manage a person’s financ ial
and/or personal affairs because the court has found that the person is not competent to
manage his or her own affairs. A conservator is similarly appointed, but only for financial
affairs.
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Guardianship: The process in which an individual is appointed by a court of law to
manage a person’s financial and/or personal affairs because the person is not able to or
is not competent to manage his/her own affairs.
Health Care Power of Attorney: Allows a designated repr esentative to make healt h
care decisions for a person who is incapacitated.
HMO (Health Maintenance Organization): A health plan that both pays for and
provides, or arranges to provide, access to comprehensive medical services. HMOs
are reimbursed for services on a fixed monthly basis.
Home and Community-Based Services: A variety of supportive services delivered in
community settings or in an older person’ s home are designed to help older persons
remain living at home and avoid institut
ionalization. Home and community-bases
services (HCBS) inc lude: Personal Car e, Respite Care, Medical Transportation,
Nursing Care, Home Health Aide, Home Modification, Attendance Care, Adult Day Care
and Durable Medical Equipment.
Home Delivered Meals: Sometimes referred to as “meals on wheels,” home delivered
meals are hot and nut ritious meals delivered to homebound persons who are unable t o
prepare their own meals and have no outside assistance.
Home Health Aide: A home health aide does not have a nursing license. The aide
provides services that support any services that the nurse provides. ALT CS covers this
service.
Home Health Care: Home health care is recogniz ed as an increasingly important
alternative to hospitalization or c are in a nursing hom e for patients who do not need
24?hour day professional super vision. Many peopl e find it possible to remain at home
for the enti re duration of their illness or at least to shorten their hospital st ay. In many
cases readmission to the hos pital can be prevented or del ayed. A variety of health
services are provided in a home health care program in the patie nt's home, under the
direction of a physician.
Home Health Agency: An organization that provides home care services, including
skilled nurs ing care, physical therapy, occupational therapy, speech therapy, and car e
by home health aides.
Home Modification: Adaptation and/or renovation to the living environment intended
to increase ease of use, safety, security
and indepe ndence. There are some local,
state, Federal and volunteer programs that provide spec ial gr ants, loans and other
assistance for home remodeling, repair and modification.
Homemaker Service: Homemaker servic e is extended to indiv iduals who are unable
to perform day-to-day househ old duties and have no one av ailable to as sist them.
Services include light housekee ping, laundry, limited personal care, grocery shopping,
meal preparation, and shopping assistance.
Hospice: Usually a combination of at-home and hospi tal care of the termi nally ill that
combines medical and social services. It is designed to help both the patient and the
family. Hospice care emphasizes pain c ontrol, symptom management, and emotional
support rather than life-sustaining equipment.
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Information and Referral: Information Specialists are avai lable to provide assistance
and linkage to available services and resources.
Irrevocable: Unchangeable or irreversible.
Instrumental Activities of Daily Living (IADL’s): Activities pertaining to daily living
needs suc h as shopping, using the tel
ephone, cooking, housekeeping and taking
medications.
Legal Assistance: Legal advice and representation is available to persons aged 60
and over for certain types of legal matte
rs including governm ent program benefits,
tenant rights, and consumer problems.
Living Will: A document that makes know a
treatments, usually for those at the end of life.

person’s wis hes regarding medica l

Long Term Care: A general term that describes a range of medical, nursing, custodial,
social, and community services desig
ned to help people with chronic healt
h
impairments or forms of dementia.
Long-Term Care Facilities/ Skills Nursing Facilities/ Nursing Home: A nursing
home is a residence t hat provides room, meal s, recreational activi ties, help with daily
living, and protective supervision to resident s. Generally, nursing home residents have
physical or mental impairm ents, which keep them for living independently. Nursing
homes are certified to provide dif ferent levels of care, from custodi al to skilled nursing
(services that can only be administered by a trained professional). Associated cost may
be covered by the ALTCS program
Long Term Care Insurance: This type of insurance policy is designe d to cover long
term care expenses in a facilit y or at home. Private insur ance designed to over longterm care policy. Generally, only relatively healthy people may purchase long-term care
insurance.
Long Term Care Ombudsman: Long term care ombudsmen, state and local, wor k
cooperatively with nursing homes and board and care facilities to improve the quality of
life for residents. They serve as patient's rights advocates, investigating and negotiating
resolutions to concerns voiced by residents in matters of resident services and care.
Managed Care: A method of delivering and paying for health car e through a system of
networks of providers. Managed care seeks to ensure the quality and contain the cost
of comprehensive medical care. Managed care plans include HMOs, preferred provider
organizations, point of Service plans and similar coordinated care networks.
Medicaid: Medicaid is a health benefit program administered by States for people with
low income s who mee t other elig ibility requ irements. The health insurance program is
financed by the federal and state governments.
Medicaid may also pay for nursing
home care if the individual’s inc ome and asse ts are within certain limits. ALTCS is
Arizona’s version of Medicaid for chronically ill elderly and persons with disabilities.
Medicare: The national health insur ance program for elig ible people 65 and older and
some disabled individuals and people with End- Stage Renal Diseas e (E SRD), that is ,
people with permanent kidney f ailure who must be treated with di alysis or a transplant.
Part A covers inpatient care, skilled nursing facility, hospice and short-term health care.
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Part B covers doctor visits, outpatient hospi tal care, and durable medical equipment. It
does not provide for long-term care of the elderly except under limited conditions.
Medical Social Services: Help with social and emot ional c oncerns one may have
related to one’s illnes s, or t he illness of a loved one. Th is may include counseling or
help finding accessible community resources.
Medigap: Medigap is designed specifically to supplement and complement Medicare’s
benefits by filling in some of the gaps of Medicare coverage. Medigap insurance policies
are non-group policies that may pay for Medicare deductibl es, prescription drugs, or
other services not covered by Medicare.
Out-of-Pocket Costs: Cost for medical s ervices not covered an insurer or an HMO.
Unlike persons with c onventional insurance, HMO members usually incur minimal outof-pocket costs.
Parkinson’s Disease: Is a progressive disorder of the central nervous system, which
affects more than one millio n Americans. Indi viduals with PD lack a substance calle d
dopamine, which is important in the central nervous sy stem’s control of musc le activity.
PD is often charac
terized by : Tremors, Stiffness in limbs
and joints, Speech
impediments and Difficulty in init iating phys ical movement. Late in the c ourse of the
disease, s ome indiv iduals dev elop dement ia and eventually Alzheimer’s diseas e.
Medications such as Levodopa, which prev ents degeneration of dopam ine, are used t o
improve diminished motor symptoms in PD
patients but do not correct the mental
changes that it causes.
Primary Caregiver: The person who has t he main responsibility for providing informal
(non-paid) assistance to a dependent individual.
Program Contractor: A Program Contractor serves as a “middle man” organization
that function between AHCCCS/ ALTCS and the program provider.
Respite Care: The provision of short-term relief (respite) to families caring for their frail
elders offers tremendous potent ial for main taining dependent pers ons in the least
restrictive environment. Respite services encompass traditional home based care, as
well as adult day health, skill ed nursing, home health aide and short-term institutional
care. Respite can vary in time from part of a day to several weeks.
Revocable: Legally capable of being revok ed or c hanged, as in a revocable power of
attorney.
Senior Centers: A vital link in the service deliv ery network whic h older per sons may
avail them selves of, senior centers are f unctioning as meal sites, screening clinics,
recreational centers, social serv ice agency branch offices, mental health counseling
clinics, older worker empl
oyment agencies, volunteer
coordinating centers, and
community meeting halls. The significanc e of senior centers cannot be underestimated
for they provide a s ense of belonging, offe r the opportunity to meet old acquaintance s
and make new friends, and encourage individual
s to pursue activities of personal
interest and involvement in the community.
Share of Cost: The amount the ALT CS member must pay out of their own income
towards the cost of their long- term care services. In most assisted liv ing c ontext, this
amount is called “Room and Board”.
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Skilled Nursing Facility (SNF): A facility (also known as a nursin g home,), licensed by
the State t hat offers residents m edically skilled and long-term care on a 24- hour-a day
basis. SNF’s prov ide nursing care, pers onal care supervision, and medicatio
n
management and rehabilitation therapies.
State Agencies on Aging: The Older Americans Act mandat es that each state have a
state agency on aging, which is part of state government. The State Agency on Aging is
the designated focal point wi thin the state government re sponsible for administering a
complex s ervice system designed to comp lement and support other human service
systems in meeting the needs of the elderly.
State Health Insurance Information Counseling and Assistance Programs. Known
as SHIP, t his program is comprised of 53 state programs and nearly 15, 000 trained
volunteers who offer unbiased , one on one counseling to assi st Medicare beneficiaries
understand their health insurance benefits and options.
Transportation: Programs that provi de door-to-door transportation for people who
may be elderly or disabled, who do not hav e private transportation and who are unable
to utilize public transportation to meet their needs.
Trust: A trust may be used by management of assets during a person’s lifetime.

Sources
Information & Referral Services of Tu
Sixth Edition.

cson, Caregivers Resourc e Guide, 2001-2002,

Elder Care and Life Cycle Resources – A Program of UA Life & Work Connections,
Glossary of Commonly Used Terms in Aging-Related Fields. Excerpts reprinted wit h
permission of the University of Arizona’s Life & Wor k C onnections, a unit of Human
Resources.
Courtesy of Jackson White Attorney at Law © 2006. Jackson White P.C.,
All rights reserved. www.arizonaseniorlaw.com
Department of Health and Human Services, Administration on Aging
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PIMA COUNCIL ON AGING
FAMILY CAREGIVER LENDING LIBRARY
In recent years, universities and other educational groups have produced many excellent
videos & DVDs on aspects of family caregiving. Through the PCOA video lending library,
we have purchased many of these, in English and in Spanish, for personal viewing or
small group benefit.
Membership to the PCOA Family Caregiver Lending Library is open to all in Pim
County; we do request a $10 refundable deposit.

a

Members may borrow videos for a 2-week period. Please return materials to:
Pima Council on Aging
Family Caregiver Lending Library
8467 E. Broadway
Tucson, AZ 85710
The refundable deposit will be returned when:
-

A member notifies the Library in writing that they would like to end
their membership.

-

All borrowed materials have been returned to the Pima Council on
Aging.

For further information, please contact Melissa Morgan, M.L.S., at PCOA
(520) 790-0504 or mmorgan@pcoa.org.
Please note: As the Library is staffed on a part-time basis; it is advisable to call
ahead. Appointments can be scheduled.
VIDEOS & DVDS
Caregiver Wellness
This video provides t ools and r esources to help car egivers transform stress and
maintain wellness. 32 min. VHS & DVD
Caring for Someone with Mid to Late Stage Alzheimer’s Disease
This program explores some typical issues that occur in the mid to late stages of
Alzheimer’s disease. It will he lp you find solutions that can be applied to your own
caregiving situations. 43 min. DVD
Creating Healthy Home Care Conditions: Infection Control
Learn what doctors & nurses do to reduce t he spread of germs, as well as how to
use personal protective equipment, how to
protect other family members from
germs, and how to protect your home. 27 min. VHS & DVD
Elder Abuse
This progr am defines the complexities of elder abus e: physical, sexual, neglect,
emotional or psychological, financial & abandonment. Signs & s ymptoms of abuse
are identified. 29 min. DVD
Essential Bedrest Skills
In this program you will l earn the essential s kills required when c aring for someon e
on bedrest & how to perform the procedures safely. 35 min. DVD
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Fall Prevention
Make your home a safe environment, a
nd learn the medical conditions that
contribute to falls, and why the elderly are at a greater risk for falls. 24 min. VHS &
DVD
Fire Safety
Learn how you can reduce the chance of a fire starting in your home, and how you
can save yourself, your family, and the person you are caring for if there is a fire. 30
min. DVD
Home Nursing Care: A Practical Guide for Family Caregivers
This one-hour video s hows you how to give a bed bath, change an occupied bed,
move the patient safely, set up a sick room, and care for yourself. 58 min. VHS
How to Care for Someone on Bedrest
During this 40-minute program, you will learn the basic nursing skills to provide safe
and continuous care to someone on bedrest. 40 min. VHS
How to Communicate with Someone who has Alzheimer’s Disease or Related
Dementia
This video program defines Alzheimer’
s disease & its effects, and teaches
communication techniques that c an bring a hi gher quality of life both to the person
who has Alzheimer’s and to the caregiver. 30 min. VHS & DVD
How to Communicate with Someone who has Aphasia
The loss of communication is a devastating event that affects both the person with
aphasia & family members. This video teaches the importance of communication &
defines aphasia & it s effe cts. Learn how to comm
unicate using techniques
developed by speech-language pathologists & others in the field of communication.
24 min. DVD
How to Communicate with Someone who has Hearing Loss
Communication is vital to our sense of well- being. Without social interac tion, we
become isolated. This progr am will teach y ou how to co mmunicate effectively with
someone who has hearing loss. 28 min. DVD
How to Help Someone who Uses a Wheelchair
You will learn techniques used by physic al & occupational t herapists that will sav e
you time & frustration, while preventing injury. 35 min. VHS & DVD
How to Manage Medications
Learn the warning signs when m edication is improperly used, and safe practices for
dispensing & giving a variety of medications. Learn the right questions to ask the
doctor and pharmacist. 27 min. VHS & DVD
How to Measure Vital Signs
This v ideo teaches c are providers the ski lls & tech niques nec essary to take vital
signs accurately. 35 min. DVD
How to Stay Safe and Independent in Your Home: Fall Prevention for Seniors
Learn how to increas e your saf ety & independence in your own home. Linda
Schlenker, Occupational Therapist, will go th rough the home, room by room, giving
safety tips & demonstrating equipment
designed to increa se independence &
decrease risk of a fall & injury. VHS
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Personal Care
This video examines why pers onal care is important and how to provide it safely
and considerately. 36 min. VHS & DVD
Parkinson Care Series – 8 volume set
A series of 8 videot apes des igned to maximize effective care for peop
le with
Parkinson’s disease. While the series is designed with professional caregivers in
mind, anyone caring for a person with Parkinson’s dis ease will benefit. Set includes:
“Introduction”, “Daily living”, “Emotional health”, “Exercise”, “Fall prevention”,
“Nutrition”, “Speech”, “Treatment”. VHS
Resisting Care: Putting Yourself in Their Shoes
A guide to responding safely & effectivel y to resident resistance. Alz heimer’s
experts highlight es sential tec hniques fo r reducing factors that lead to care
resistance. 14 min. VHS
Survival Tips for New Caregivers
This video discusses the many aspects of being a caregiver, and suggests
techniques for dealing with the demands. 24 min. VHS
Wandering: Is it a problem?
An insider’s guide to understanding a co mmon, but often misunderstood behavior.
This video introduces Alzheimer’s experts & experienced caregivers assisting their
residents in real life examples of re-direction & meaningful activity. 14 min. VHS
----------------------------Choice & Challenge: Caring for Aggressive Older Adults Across Levels of Care
Designed f or nurses, nursing assistants and other par aprofessional health car e
providers who work with b ehaviorally impaired & aggressive older adult. This
training program provides practical soluti ons to a variety of
real life problem s
experienced by olde
r adults & their care
providers. 23 min. VHS
Developing Cultural Competence
This program explores how cu ltural beliefs & values affect the quality of care.
Health car e provider s will learn communi cation & behavioral tools that foster
respect, cooperation & sensitivity. 40 min. DVD
Protecting the Caregiver: Non-violent Responses to Physical Assaults
This video shows how caregivers can
protect themselves from aggressive
outbursts, including hair pulling, biting and kicking. 26 min. DVD
-----------------------------

Choosing Assisted Living: What You Need to Know
Through the voices and experiences of residents, family member and professionals,
this video covers the wide range of information you need to consider before making
a selection on an assisted living residence for yourself or your loved one(s). 25
min. VHS
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Is It Time to Move? A Family Decision & Moving into Assisted Living
The first vi deo helps families & their loved ones engage in the decision- making
process; family members & residents re count the experiences & challenges they
met as they dealt with this important life decision. The second video highlights the
many ways families can help their loved ones transition into assisted living with less
anxiety & with a more positive attitude. VHS
The Family Guide to Long Term Care – 6 volume set
When older adults experience c hanges caused by the aging pr ocess, it's often
difficult for families to know ho w to begin managing their loved ones' care, deal with
difficult em otions, and make informed dec isions. Thr ough T he Family Guide to
Long-term Care serie s, you'll fin d answers to the questions tha t families s o often
encounter. Six volume set includes: “Ge tting Started”, “Making the Right Choice”,
“Staying Involved”, “Understanding Long-term Care insu rance”, “Legal Issues”, and
“Financial Planning”. VHS
SPANISH LANGUAGE VIDEOS
Como adminstrar los medicamentos
(How to manage medications) 27 min. VHS
Como atender a quien guarda reposo en cama
(How to care for someone on bedrest) 39 min. VHS
Como ayudar a una persona en silla de ruedas sin lastimarse a si mismo
(How to help someone who uses a wheelchair without hurting yourself) 35min. VHS
Como comunicarse con alguien que padece de Alzheimer
(How to communicate with someone with Alzheimer's) 30min. VHS
El Cuidado Personal (Personal care) 36 min. VHS
Estableciendo condiciones saludables en el hogar: lucha contra la infeccion
(Creating healthy home care conditions: infection control) 27 min. VHS
La prevencion de incendios (Fire safety) 30 min. VHS
Precauciones para evitar caidas (Fall prevention) 30 min. VHS
BOOKS
Caregivers Handbook: A complete guide to home health care
This handbook, illust rated with color photos, is a guide to home caregiv ing that
offers practical advic e, emotional s upport & essential information to help you
provide quality care; features basic nursing procedures & essential first-aid info.
Consejos para cuidadores de enfermos (Quick tips for caregivers)
Un libro lleno de inf ormacion que le dar a todas las instrucciones y consejos
practicos necesarios para su trabajo diario. (An information-packed book that
provides all of the hands- on car egiving advice and in struction needed for every
day.)
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Caregiver Consortium, Inc.

Vision Statement
To positively impact the quality of life for older adults by supporting family and informal
caregivers.

Mission Statement
Our mission is to promote awareness of caregi ving, to provide access to resources and
services and to empower caregivers of older adults through education and advocacy.

The Caregiver Consortium is a 501(c) (3) nonpr ofit corporation incorporated in the state
of Arizona. It operates with
a Board of Directors comprised of professionals and
community volunteer s from t he public and private sectors.
These in dividuals are
involved in aging, caregivi ng, education and healthc are endeavors and programs
throughout the community. They meet monthl y to plan activities and community events
and conduct educational programs throughout the year. These programs include:



An annual conference in the fall for car egivers and professional that provides
comprehensive information on caregiver, aging and health issues;

 Supports the Caregiver Day of Renewal offered by Sunstone Cancer Support
Centers. For information, call 760-0607.


A Speaker’s bureau t hat provides presentations on aging, caregiv ing and health
issues to interested community, health care, busines s organizations and family
caregivers throughout the greater Tucson area.

 Co-sponsors an “I Love Books” Book Club” with TMC Senior Services for
individuals interested in books that promote positive aging through
encouragement, information and humor. Groups meet once a month. For
information, call 324-1960.

1

COMMUNITY SERVICES SYSTEM
A DIVISION OF PIMA HEALTH SYSTEM

The PHS-Community Services System (CSS) is a coordinated delivery
system that provides home and community based services to frail elderly
and younger physically disabled members of our community. The CSS is
administered by Pima Health System (PHS), a department of Pima County
Government that administers a wide variety of health and long term care
programs. The CSS supports families in their caregiving role, as well as
assisting those clients who do not have family support. The CSS continuum
of services reduces the possibility of premature nursing home placement
and enhances each client’s ability to remain independent.
The Mission of the CSS is to assist frail elderly and younger physically
disabled residents of Pima County in remaining safely at home for as long
as possible and enhancing each individual’s quality of life and ability to
remain independent.
The PHS-Community Services System is a non-entitlement program which
is funded through a combination of Federal, State, local and foundation
grants. These funding sources include, but are not limited to, Pima County,
State of Arizona, Pima Council on Aging, United Way of Tucson and
Southern Arizona, City of Tucson and individual contributions.

PROGRAM SERVICES INCLUDE:
Case Management
Adult Day Care
Housekeeping
Personal Care
Respite Care
Shopping
Congregate Meals
Home Delivered Meals
Emergency Alert System
Home Repair and Adaptation

CSS-CAREGIVER EDUCATION AND SUPPORT PROGRAM
This unique program of the Community Service System provides
services to informal or family caregivers in Pima County. If you
provide any level of care or take responsibility for the safety and well
being of an increasingly dependent family member or friend, you are a
family caregiver. The person needing care may live with you, in an
assisted living or nursing facility, be a neighbor, or live hundreds of
miles away. Caregivers report THREE times as many emotional
stress symptoms as the general population. Many state that
loneliness and isolation are the hardest aspects of caregiving.
The Mission of the Caregiver Education and Support Program is to
help you find a healthy balance between taking care of yourself and
the person you care for.
PROGRAM SERVICES INCLUDE:
Respite Care for informal or family caregivers
Practical Skills Classes
Support Groups – 8-week, drop-in, or by telephone
Limited Individual Counseling
Services in Spanish–groups, classes, counseling & printed materials
The “Community Link” Newsletter
Caregiver Resource Library
Directory of Aging & Disability Resource Guide for Pima County
Family Discussion and Facilitation
The CSS Caregiver Education and Support Program offers groups and
classes at various times during the day and evening, and in different
areas of town. Some of what you’ll learn is stress management and
caring for yourself, effective communication, community resources,
coping with difficult emotions, the impact of dependency, living with
loss, and the effects of the aging process. The CSS caregiver
Education and Support Program can provide you with the emotional
and informational support you need. There is no charge for any of
these services.

Jewish Family & Children’s Service
Jewish Family and Children’s Service is a non-profit social service agency devoted to
helping people of all ages, race s, religions and et hnic origins in Southern Arizona.
Guided by Jewish v alues, we provide philanthropic, educational and soc ial services
with the goal of str engthening famil y life, fosteri ng indi vidual self-suffi ciency, and
promoting improv ed s ocial and economic conditions in the Jewish and general
community.
Jewish Famil y and Chil dren’s Ser vice i s nationally acc redited by the Counc il on
Accreditation of Serv ices for Families & Child ren (CO A) and has a staff of well trained pr ofessionals who pr ovide quality behav ioral healt h and soci al ser vices t o
children, families and adults of all ages.
Program services include:
Services for Older and Disabled Persons
• Care coordination – Car e managers can as sess and address the needs of older
and di sabled indi viduals and the conc erns of fa mily member s and car egivers.
Coordinated services include:
• Professional in-home assessment
• Personalized care plans
• On-going monitoring
• Advocacy to insure delivery of appropriate services
• Assistance in planning alternative living arrangements
• Counseling for older or disabled adults, family members and caregivers
• Housekeeping services
• Respite care
The Irving Greenfield Tucson Loan Chest (refer to page 55) for detailed
information)
Clinical Services
• JFCS is licensed by the Ariz ona Depar tment of Behav ioral Health to prov ide
outpatient behavior al healt h and D. U.I. health serv ices. Psyc hotherapy and
counseling is av ailable for children, adoles cents, adults , indiv iduals, couples ,
families and groups.
• Two examples of grant-f unded programs include Project Safe Place for girls an d
the Child & Adolescent Traumatic Stress Services (CATSS) Program.
Holocaust Services
• Advocacy regarding the needs of Holocaust survivors
• Assistance with reparation and restitution
• Social interaction with other survivors
• Case management
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United Way of Tucson and Southern Arizona
The United Way mission is Building a Better Community. Its vision is an
economically strong, safe and healthy community where southern Arizona residents
can live and work. All United Way work is directed toward:

Education - Helping All People Achieve Their Full Potential
Income - Promoting Financial Stability and Independence
Health - Improving People's Health and Well-being
Today, United Way is committed to making a difference in the lives of children,
families and seniors. United Way and its faith-based and community partners strive
to assure children are ready to learn, families are safe and self-sufficient and seniors
remain independent and active.
With the help of the community, United Way is achieving visible, lasting changes and
annually invests more than $1 million of undesignated dollars toward programs and
services that will have the most impact for our community’s kids, families and seniors.
Measurable results are attained by bringing people together — subject experts,
business leaders, donors, neighborhoods, and members of local faith based and
nonprofit agencies — to help identify our community’s most critical health and social
issues. In forming these partnerships, United Way accomplishes what no one entity
can do alone. Together with its partners, United Way is better able to address the
underlying causes of problems in our community and prevent them from happening.
Each community impact partner addresses one or more of United Way’s targets
related to education income and health.
The “new” United Way is focused on achieving real results through the
implementation of strategies that work. To achieve the results donors want and
expect, United Way continues to garner resources directed to investments in all three
focus areas of education, income and health so that a positive impact can be made
on the lives of children, families and seniors.
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