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Make Meaning to Stay Positive 

Janet M. Edmunson, MEd
Taken from her book, Finding Meaning with Charles, and used with permission.

It wasn’t until about the third year of Charles’s disease that the Serenity Prayer had its greatest impact on 
me. But I have always loved it, and it means the most to me when I am going through tough times: “ . . . 
grant me the serenity to accept the things I cannot change, courage to change the things I can, and wisdom 
to know the difference.”

I have really latched onto the concept of “accepting the things I cannot change.” Though we tried to fight it, 
Charles’s disease was going to take away his abilities, and eventually, his life. Our choice was to accept that 
or deny it.

I don’t know for sure what Charles’s choice was. He was determined not to let the disease change his life and 
goals. He tried hard to keep contributing as best he could. That was how Charles tackled everything in life. 
He denied the obstacle and set out to conquer it. He wouldn’t succumb. He fought all the way to the end. 
Is that acceptance or denial?

I, however, consciously chose to accept it and make the most of it.

My greatest learning through this experience came when Charles and I attended the Mind/Body Medical 
Institute program which, at the time, was held at Beth Israel Deaconess Hospital in Boston. The instructor, 
Peg, talked about acceptance, explaining that the way to accept the things that we have no control over, such as 
an illness, is to make meaning out of it. Wow! Make meaning out of it! Her explanation suddenly allowed me to 
consciously look at what Charles and I were going through and identify where it helped us grow and where it 
allowed us to have an impact on others that we wouldn’t have had without the adversity of his disease.

Taking a proactive approach to making meaning out of our situation helped me to positively focus on the 
opportunities and not plunge into depression. I was determined to help Charles reach whatever potential 
his life could give. And I was amazed to see how Charles became even more influential – even after he could 
no longer talk. As a caregiver, I found it important to focus on this greater purpose. My goal for caregiving 
went beyond making sure Charles was safe and physically cared for. I wanted to ensure that he still lived 
life to the fullest whatever degree the disease would allow.

Accepting Charles’s disease and making meaning out of it didn’t mean that we didn’t feel pain. Coping with 
this type of degeneration was difficult physically and emotionally for Charles, the person with the disease, 
as well as for me, the caregiver. We faced many trials – some successfully, others not. But we both became 
better people through experiencing his disease.

M. Scott Peck starts his book, The Road Less Traveled, with the sentence “Life is difficult.” He goes on to 
explain that once we accept this, we can begin to make the most of life. Charles and I had discussed this concept 
a number of times when we faced problems at work or with other people. The misfortune of his disease forced 
us to face our greatest life difficulty, truly testing our ability to accept adversity and then move on.

I don’t know of anyone who expressed this thought better than Viktor Frankl in his book, Man’s Search 
for Meaning. Frankl survived the atrocities and indignities of a concentration camp in World War II. 
He realized there that to renew our inner strength, we need to have a future goal. He quoted Nietzsche’s words, 
“He who has a why to live for can bear with almost any how.” I found that “finding meaning” is a way to define 
the why. The act of looking for and finding meaning in Charles’s disease focused and empowered me. 
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Caregiver Stress and Burnout
Tips for Regaining Your Energy, Optimism, and Hope 

http://www.helpguide.org

Caregiving
The demands of caregiving can be overwhelming, especially if you feel you have little control over the 
situation or you’re in over your head. If the stress of caregiving is left unchecked, it can take a toll on your 
health, relationships, and state of mind – eventually leading to burnout. When you’re burned out, it’s tough 
to do anything, let alone look after someone else. That’s why taking care of yourself isn’t a luxury – it’s a 
necessity. Read on for tips on how to rein in the stress in your life and regain balance, joy, and hope.

 What you can do?
 • Get out of the house and walk in the sunlight.
 • Reach out and stay connected to people who support you.
 • Join a caregiver support group to share your experiences.
 • Get the amount of restful sleep that you need to feel your best.

Caregiver stress and burnout: What you need to know
Caring for a loved one can be very rewarding, but it also involves many stressors. Caregiver stress can be par-
ticularly damaging, since it is typically a chronic, long-term challenge. You may face years or even decades 
of caregiving responsibilities. It can be particularly disheartening when there’s no hope that your family 
member will get better.

If you don’t get the physical and emotional support you need, the stress of caregiving leaves you vulnerable 
to a wide range of problems, including depression, anxiety, and burnout. And when you get to that point, 
both you and the person you’re caring for suffer. That’s why managing the stress levels in your life is just as 
important as making sure your family member gets to his doctor’s appointment or takes her medication on 
time.

Signs and symptoms of caregiver stress and burnout
Learning to recognize the signs of caregiver stress and burnout is the first step 
to dealing with the problem.

 Common signs and symptoms of caregiver stress
 • Anxiety, depression, irritability
 • Feeling tired and run down
 • Difficulty sleeping
 • Overreacting to minor nuisances
 • New or worsening health problems
 • Trouble concentrating
 • Feeling increasingly resentful
 • Drinking, smoking, or eating more
 • Neglecting responsibilities
 • Cutting back on social outlets
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 Common signs and symptoms of caregiver burnout
 • You have much less energy than you once had.
 • It seems like you catch every cold or flu that’s going around.
 • You’re constantly exhausted, even after sleeping or taking a break.
 • You neglect your own health.
 • Your entire life revolves around caregiving.
 • You have trouble relaxing, even when help is available.
 • You’re increasingly impatient and irritable with the person you’re caring for.
 • You feel helpless and hopeless.

Once you burn out, caregiving becomes a health problem often both physically and emotionally for the 
caregiver and has negative consequences for the patient as well. It’s important to watch for the warning 
signs of caregiver burnout and take action right away when you recognize the problem.

Don’t let caregiving take over your whole life. It’s easier to accept a difficult situation when there are other 
areas of your life that are rewarding. Invest in things that give you meaning and purpose – whether it’s your 
family, church, a favorite hobby, or other outlet. Read on for some additional tips to lighten the load:

Find ways to feel empowered
Feeling powerless is the number one contributor to burnout and depression. And it’s an easy trap to fall into 
as a caregiver, especially if you feel stuck in a role you didn’t expect or helpless to change things for the 
better. But no matter the situation, you aren’t powerless. This is especially true when it comes to your state 
of mind. You can’t always get the extra time, money, or physical assistance you’d like, but you can always 
work on your thoughts about the situation which, in turn, will affect your feelings.

Embrace your role as a caregiver. Acknowledge that, despite any resentments or burdens you feel, you have 
made an important decision to provide care. Focus on the positive reasons behind that choice. These deep, 
meaningful motivations can help sustain you through difficult times.

Focus on the things you can control. You can’t wish the disease away or force your brother to help out more. 
Rather than stressing out over things you can’t control, focus on the way you choose to react to problems.
Celebrate the small victories. If you start to feel discouraged, remind yourself that all your efforts matter. 
You can’t cure your loved one’s disease but you are making a difference. Don’t underestimate the importance 
of making your loved one feel more safe, comfortable, and loved.

Get the appreciation you need
Feeling appreciated can go a long way toward not only accepting a stressful situation, but enjoying life more. 
Studies show that caregivers who feel appreciated experience greater physical and emotional health. 
Caregiving actually makes them happier and healthier, despite its demands. But what can you do if the per-
son you’re caring for is no longer able to feel or show their appreciation for your time and efforts?

Imagine how your loved one would respond if he or she was healthy. If he or she wasn’t burdened by a 
disease, how would your loved one feel about the love and care you’re giving? Remind yourself that the 
person would express gratitude if he or she was able.
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Applaud your own efforts. If you’re not getting external validation, find ways to acknowledge and reward 
yourself. Remind yourself of the good you’re doing. If you need something more concrete, try making a list of 
all the ways your caregiving is making a positive difference. Refer back to it when you start to feel low.

Talk to a supportive family member or friend. Positive reinforcement doesn’t have to come from the person 
you’re caring for. When you’re feeling unappreciated, turn to friends and family who will listen to you and 
acknowledge your efforts.

Ask for help
Taking on all of the responsibilities of caregiving without regular breaks or assistance is a surefire recipe for 
burnout. Don’t try to do it all alone. Look into respite care. Or enlist friends and family who live near you to 
run errands, bring a hot meal, or stay with your loved one so you can take a well-deserved break.

Tips for getting the caregiving help you need
Speak up. Don’t expect friends and family members to automatically know what you need or how you’re 
feeling. Be up front about what’s going on with you and the person you’re caring for. If you have concerns or 
thoughts about how to improve the situation, express them – even if you’re unsure how they’ll be received. 
Get a dialogue going.

Spread the responsibility. Try to get as many family members involved as possible. Even someone who lives 
far away can help. You may also want to divide up caregiving tasks. One person can take care of medical 
responsibilities, another with finances and bills, and another with groceries and errands, for example. 

Set up a regular check-in. Ask a family member, friend, or neighbor to call you on a set basis (every day, 
weekly, or how ever often you think you need it). This person can help you spread status updates and 
coordinate with other family members.

Say “yes” when someone offers assistance. Don’t be shy about accepting help. Let them feel good about  
supporting you. It’s smart to have a list ready of small tasks that others could easily take care of, such as  
picking up groceries or driving your loved one to an appointment.

Be willing to relinquish some control. Delegating is one thing. Trying to control every aspect of care is  
another. People will be less likely to help if you micromanage, give orders, or insist on doing things your way.

Give yourself a break
As a busy caregiver, leisure time may seem like an impossible luxury. But you owe it to yourself  – as well as 
to the person you’re caring for – to carve it into your schedule. Give yourself permission to rest and to do 
something every day that you enjoy. You will be a better caregiver for it.

There’s a difference between being busy and being productive. If you’re not regularly taking time off to  
de-stress and recharge your batteries, you’ll end up getting less done in the long run. After a break, you 
should feel more energetic and focused, so you’ll quickly make up for your relaxation time.



90

BEING A CAREPARTNER (continued)

Maintain your personal relationships. Don’t let your friendships get lost in the shuffle of caregiving. These 
relationships will help sustain you and keep you positive. If it’s difficult to leave the house, invite friends over 
to visit with you over coffee, or a light meal. They may even be willing to bring in some take-out food!

Prioritize activities that bring you enjoyment. Make regular time for things that bring you happiness, 
whether it’s reading, working in the garden, tinkering in your house, knitting, playing with the dogs,  
or whatever works for you.

Make yourself laugh. Laughter is an excellent antidote to stress – and a little goes a long way. Read a funny 
book, watch a comedy, or call a friend who makes you laugh. And whenever you can, try to find the humor  
in everyday situations.

Get out of the house. Seek out friends, family, and respite care providers to step in with caregiving so you  
can have some time away from the home.

Take care of your health
Think of your body like a car. With the right fuel and proper maintenance, it will run reliably and well.  
Neglect its upkeep and it will start to give you trouble. Don’t add to the stress of your caregiving situation 
with avoidable health problems.

Keep on top of your doctor visits. It’s easy to forget about your own health when you’re busy with a loved 
one’s care. Don’t skip check-ups or medical appointments. You need to be healthy in order to take good care 
of your family member.

Exercise. When you’re stressed and tired, the last thing you feel like doing is exercising. But you’ll feel better 
afterwards. Exercise is a powerful stress reliever and mood enhancer. Any exercise is better than none at all. 
When you exercise regularly, you’ll also find it boosts your energy level and helps you fight fatigue.

Meditate. A daily relaxation or meditation practice can help you relieve stress and boost feelings of joy and 
well-being. Try yoga, deep breathing, progressive muscle relaxation, or mindfulness meditation. Sometimes 
people who have a religious affiliation find strength in their beliefs and the use of prayer. Even a few minutes 
of quiet meditation in the middle of an overwhelming day can help you feel more centered.

Eat well. Nourish your body with foods that will fuel you with steady energy. Make eating as simple as  
possible and don’t skip meals. 

Don’t skimp on sleep. Cutting back on time in bed is counterproductive – at least if your goal is to get  
more done. Most people need more sleep than they think they do. When you get less, your mood, energy, 
productivity, and ability to handle stress will suffer. If nighttime sleep is very difficult to arrange, take a nap 
during the day to regroup. 
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Join a support group
A caregiver support group is a great way to share your troubles and find people who are going through  
the same experiences that you are living each day. If you can’t leave the house, many Internet groups  
are also available.

In most support groups, you’ll talk about your problems and listen to others talk; you’ll not only get help, 
but you’ll also be able to help others. Most important, you’ll find out that you’re not alone. You’ll feel better 
knowing that other people are in the same situation, and their knowledge can be invaluable, especially if 
they’re caring for someone with the same disease as you are.

Local vs. online support groups for caregivers

Local support groups:

People live near each other and meet in a given place each week or month. 

You get face-to-face contact and a chance to make new friends who live near you. 

The meetings get you out of the house, get you moving provide a social outlet, and reduce 
feelings of isolation.

Meetings are at a set time.  Therefore make a regular plan for someone to be with your loved one when 
you’re at the group. You will need to attend them regularly to get the full benefit of the group. Since the  
people in the support group are from your area, they’ll be more familiar with local resources and issues.

Online support groups:
You meet online, through email lists, websites, message boards, or social media.

You can get support without leaving your house, which is good for people with limited mobility or  
transportation problems. To find a support group it’s often best to start by visiting the website or calling  
an organization dedicated to the problem. Please contact CurePSP’s website www.curepsp.org for more 
information about support groups or call toll-free: 800-457-4777.
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The 7 Deadly Emotions of Caregiving 

Paula Spencer Scott
Caring.com

Nobody would ever choose a smiley face as the perfect symbolic emoticon for a caregiver. Caregiving for an 
ailing loved one is just too stressful, often triggering damaging emotions that can not only undermine your 
good work but harm your health, as well. Here’s how to cope:

Caregiver emotion trap #1: guilt
Guilt is virtually unavoidable as you try to “do it all.”

What causes guilt: Guilt stems from doing or saying what you believe is the wrong thing, not doing what you 
perceive to be enough, or otherwise not behaving in the “right” way, whether or not your perceptions are  
accurate. Caregivers often burden themselves with a long list of self-imposed “oughts,” “shoulds,” and 
“musts.” A few examples: I must avoid putting Mom in a nursing home. I ought to visit every day.  
I shouldn’t lose my temper with someone who has dementia.

Risks of guilt: Caregiver guilt is an especially corrosive emotion because you’re beating yourself up over 
faults that are imagined, unavoidable – or simply human. That’s counterproductive at a time when you need 
to be your own best advocate.

What you can do: Lower your standards from ideal to real; aim for a B+ in the many aspects of your life  
rather than an across-the-board A+. When guilt nags, ask yourself what’s triggering it: A rigid “ought”?  
An unrealistic belief about your abilities? Above all, recognize that guilt is virtually unavoidable. Because 
your intentions are good but your time, resources, and skills are limited, you’re just plain going to feel  
guilty sometimes –  so try to get comfortable with that gap between perfection and reality instead of  
beating yourself up over it.

Caregiver emotion trap #2: resentment
This emotion is still so taboo that many caregivers are loathe to admit it.

What causes resentment: Caregivers often feel put-upon and upset because of imagined slights by others, 
including siblings and adult children who don’t do enough to help. Caregiver resentment is especially felt 
toward the person being cared for, when the caregiver’s life feels hijacked by responsibility and out of her or 
his own control.

Risks of resentment: Without enough support or noncaregiving outlets, feelings of being ignored, abandoned, 
or criticized can fester into anger and depression.

What you can do: Simply naming this tricky emotion to a trusted confidante can bring some release.  
Try venting to a journal or anonymous blog. Know that resentment is a very natural and common response to 
long-term caregiving, especially if your work life, marriage, health, or outside activities are compromised as a 
result. Know, too, that you can feel this complicated emotion yet still be a good person and a good caregiver.

See also: Chapter on Managing Symptoms and Getting Professional Support.



93

Caregiver emotion trap #3: anger
Some people outwardly show their anger more than others, but almost no one is never angry.

What causes anger: We get mad for reasons both direct (a balky loved one, an unfair criticism, one too many 
mishaps in a day) and indirect (lack of sleep, frustration over lack of control, pent-up disappointment).

Risks of anger: Chronic anger and hostility have been linked to high blood pressure, heart attack and 
heart disease, digestive-tract disorders, and headaches. Anger that builds up unexpressed can lead to 
depression or anxiety, while anger that explodes outward can jeopardize relationships and even harm others. 
Managing caregiver anger not only helps your well-being but makes you less likely to take out your fury 
on your loved one.

What you can do: Rather than trying to avoid anger, learn to express it in healthy ways. Simple deep-
breathing exercises can channel mounting anger into a calmer state, for example. Talk yourself down with 
soothing chants: It’s okay. Let it go. Ask yourself if there’s a constructive solution to situations that make you 
angry: Is a compromise possible? Would being more assertive (which is different from anger) help you feel a 
sense of control? Laughing at absurdities and idiotic behavior can provide a healthier biological release 
than snapping.

Caregiver emotion trap #4: worry
A little goes a long way, but sometimes we can’t turn off the fretting.

What causes worry: Good intentions, love, and wanting the best for your loved ones are the wellsprings of 
worry. Focusing intensely on the what-ifs provides a perverse kind of comfort to the brain: If we’re worrying, 
we’re engaged. Of course, that ultimately triggers more worry and upset because it’s engagement without 
accomplishing anything.

Risks of worry: Being concerned is harmless. Over worry and obsessing, however, can disrupt sleep, cause 
headaches and stomach aches, and lead to mindless eating or undereating.

What you can do: If you notice worrying thoughts interfering with getting through the day or sleeping at 
night, force a break to the cycle. Try setting a timer and resolving to focus on something else when the five 
minutes is up. Then flip negative thoughts to their productive side: How can you help? Who can you call? 
Are there possible solutions? And don’t be shy about seeking out a trained counselor to help you express 
and redirect obsessive ruminations more constructively.

Caregiver emotion trap #5: loneliness
Your world can shrink almost before you realize what’s happened.

What causes loneliness: Friends may back away out of uncertainty or a belief they aren’t wanted. Intense 
time demands lead you to drop out of outside activities. If you’re dealing with dementia, the loss of your 
loved one’s former level of companionship is another keenly felt social loss adding to isolation.
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Risks of loneliness: Your very brain is altered: People with large, rich social networks have different brain 
structures, new research finds. Loneliness seems to curb willpower and the ability to persevere, and it can 
lead to overeating, smoking, and overuse of alcohol. Lonely people also have more cortisol, the stress 
hormone. And social isolation is a risk factor for dementia.

What you can do: Expand your social circles, real and virtual. Arrange respite help, so you can add at least one 
outside activity, such as one you’ve dropped. Take the initiative to reach out to old friends and invite them over 
if you can’t get out easily. Consider joining a support group related to caregiving or your loved one’s illness. 
In online support groups, you can find kinship with those who know just what you’re going through.

Caregiver emotion trap #6: grief
Don’t think this one applies yet? Think again.

What causes grief: Although most people link grief with death, anticipatory grief is a similar emotion 
especially felt by caregivers who are coping with a loved one’s long-term chronic illness. 

Risks of grief: “Long good-byes” can trigger guilt as well as sadness if one mistakenly believes that  
it’s inappropriate to grieve someone still alive. Mourning the loss of a beloved companion is also a risk  
factor for depression.

What you can do: Know that your feelings are normal and as painful as “real” (postmortem) grief. Allow 
yourself to feel sadness and express it to your loved one as well as to supportive others; pasting on a happy 
face belies the truth and can be frustrating to the person who knows he or she is ill or dying. Make time for 
yourself so that you’re living a life outside of caregiving that will support you both now and later.

Caregiver emotion trap #7: defensiveness
Protecting yourself is good – to a point.

What causes defensiveness: When you’re doing so much, it’s only natural to bristle at suggestions that there 
might be different or better approaches. Especially if you’re feeling stressed, insecure, or unsure, hearing 
comments or criticisms by others, or reading information that’s contrary to your views, can inspire a 
knee-jerk response of self-protection: “I’m right; that’s wrong!”

Risks of defensiveness: While nobody knows your loved one and your situation as well as you do, being overly 
defensive can make you closed-minded. You risk losing out on real help. You may be so close to the situation 
that you can’t see the forest for the trees, for example; a social worker or friend may have a perspective that 
points to what really might be a better way.

What you can do: Try not to take everything you hear personally. Instead of immediately getting cross or 
discarding others’ input, vow to pause long enough to consider it. Remember the big picture. Is there merit 
in a new idea, or not? What you’re hearing as a criticism of you might be a well-intentioned attempt to help 
your loved one. You may decide things are fine as is, and that’s great. But if you start from a point of calm and 
confidence, the focus becomes (as it should be) your loved one, not you.
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Keeping Families Strong 
Patient and Carepartner Advocacy Committee, CurePSP

PSP, CBD, and related prime of life diseases are very challenging, and have significant impact on patients as 
well as their families. One important means of coping is to explore ways to grow in strength as a family while 
going through this difficult journey.

There are many factors that make families strong. We each have a role in our families – a role that develops 
over time, but one that helps to shape our interactions and to define our place regardless of the size of our 
family. An important characteristic of strong families is the expression of thoughts and feelings with one 
another, even when there are serious disagreements; it is through opening up to one another that the 
potential for greater closeness exists. Of course, as with all communication, it’s important to be respectful, 
listen to one another, and try to understand even views that are contrary to our own. Time must be devoted 
to allow for a discussion to take place and privacy is essential. 

Every family has its own history and traditions that relate to various stages of life and these memories 
of shared experiences can bring a wide range of emotions and a sense of togetherness. When a prime of life 
disease strikes, difficult issues that the family members have had all along can worsen; at the very least, 
it can be overwhelming to take on the responsibility of caring for a loved one. A medical diagnosis of 
PSP, CBD, or related disease changes everything for the patient and the family. 

But in addition to the importance of communicating, one of the most significant characteristics of strong 
families is a willingness to help one another and to share responsibilities. It is often at times of illness that 
families bond in ways they couldn’t have imagined. 

Any time we talk about strength, we are also talking about resilience. To be strong is a component of 
resilience but resilience is something more: It’s the capacity to recover from hardship, often with a 
new-found sense of courage and resolve to continue to move forward. Resilience is the ability to adapt to 
change, to find creative solutions to complex problems and to accept what has become the “new normal.” 
The “new normal’” is always changing as the disease worsens over time and it’s the ability of the family 
to be flexible and dedicated to their loved one that makes it possible to have courage.

An additional complication for families is that it is common for family members to live in different areas 
of the country from where their parents live, and generally speaking, families are smaller in size than they 
were in the past. When a parent becomes ill, their adult children may be raising their own families in 
addition to coping with the stress of career demands. This “sandwich” generation is then often confronted 
with the multiple challenges of long-distance caregiving.

PSP and related neurodegenerative diseases often strike when people are in middle age. They have, 
perhaps, been looking forward to having more time to enjoy family and other activities, but their plans 
drastically change in anticipation of their future medical needs. It is also very common to have difficulty 
locating medical professionals who have experience with this ultra-rare disease. For many, there are 
significant financial constraints in terms of the ability to afford medical services, and social 
supports may be limited. 
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The strength of a family is tested at diagnosis – although diagnosis is a process, not an event. Everyone is 
different and it’s important to respect the ways in which people express their emotions, knowing that 
emotions will change over time. Especially with initial diagnosis, there is no right way to react.

You may notice that family members take on certain roles once the diagnosis is made. While this is not an 
exhaustive list, the descriptions below may help you gain a better understanding of what is happening in 
your family and help you feel less alone. 

The Leader. Often one family member becomes the Leader. The Leader takes control of the situation; tries to 
obtain as much information about the disease as possible; and initiates action by setting up appointments, 
helping maintain communication with other family members, and offering them support. Leaders manage 
their emotions by being active.

As with all roles we take on, there is also a negative side. The Leader can become overburdened and feel 
burned out. They may find it hard to express their emotions as they see themselves as the person who needs 
to be strong for others. The Leader may not know how to ask for help and may fear taking a less active role 
because others may not be as diligent. The other negative side to this role is that the Leader can grow to 
resent family members who are less involved. Often, this is an emotion that’s not directly expressed through 
words, but can certainly be expressed through behavior.

The Supporter. Another family role is the Supporter. Supporters are willing to help, but set clear boundaries. 
They are most comfortable taking on specific tasks that have a clear beginning and end. Asking the 
Supporter to take Dad to a doctor’s appointment is likely more manageable than asking her or him to 
provide companionship for an evening. The Supporter may be reluctant to provide hands-on help and may 
seem distant from other family members. Feelings of anger or resentment may be expressed more openly 
by this family member, which can be particularly hard for Leaders, who view themselves as doing the lion’s 
share of what needs to be done.

The other side of the Supporter’s struggle can be a sense of being poorly informed about the patient’s 
disease and treatments. Just as their involvement tends to be task-oriented, Supporters may not have a full 
understanding of what is happening with their loved ones and may not feel able to ask for more information 
from the Leader. Supporters may feel undervalued because they are setting limits about what they will and 
won’t do. They may also feel as if they should be doing more, which can bring up many complex emotions.

The Bystander. It seems that almost every family has one or more members who pull away during the course 
of the disease. The Bystander may reduce overall communication with the family and may avoid having  
direct contact with the person who is ill. They are very unlikely to take on any tasks to help with care and 
their emotions can be suppressed or expressed in ways that make others uncomfortable. The Bystander’s 
lack of involvement often makes the other family members feel taken advantage of, disappointed, frustrated, 
and/or angry. However, the Bystander may be expressing lot of emotions that others in the family are less 
comfortable expressing, albeit by indirect means.  The Bystander often feels helpless and ashamed for not 
visiting or helping their loved one. They may feel unable to talk about their feelings, as they don’t feel worthy 
of support. While this can be a risk for all family members, Bystanders may become depressed, which can be 
difficult to recognize due to their isolating behavior.
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The Only One.  It may be the case that only one person, perhaps the spouse/partner, an adult child or a 
sibling, is responsible for the care of a person with the disease. The enormity of this role clearly illustrates 
the need for additional supports, be they paid or unpaid, to help with day-to-day activities as well as to assist 
in emergency situations. The Only One will experience a wide range of emotions and will likely feel isolated 
over time.  The physical and mental health of this person may not be well known to those around her or him, 
so if you or someone you know is the only carepartner, it is wise to seek outside supports such as support 
groups and other services offered by CurePSP. While there is no one formula for success, a sole carepartner 
will burn out without help. 

What can families do to stay strong?
One of the first things to do is to get back to basics. One thing that naturally happens when a family member 
is very ill is that the focus becomes exclusively on that person, their treatment, and their well-being. But it’s 
important to strike a balance. Consider the following:

Positive Emotions: openly express love, affection, and appreciation for one another.

Acceptance: Recognize the frailty in one another and respect each person’s efforts to cope under such diffi-
cult circumstances.

Definition of roles: Make decisions as a family about who can take on a particular task, recognizing that roles 
will need to change over time.

Communication: Set up routines to stay in touch, express feelings, and attempt to resolve conflicts quickly

Willingness to help: Be flexible; develop solutions to new and ongoing problems by combining ideas: seek out 
support groups for ideas.

Sense of togetherness: Take time out to decompress and simply enjoy one another and include your loved one 
who has the disease.

Traditions: Maintain meaningful activities and celebrations as they provide continuity and are a reminder of 
growth and change.

It’s essential to acknowledge that everyone is human and everyone is dealing with multiple stressors all at 
the same time. Express your concerns and your fears and ask each other for support. Remember to reach out 
to family members who are distant and try to express some of your own feelings and fears – this can open 
the door to a genuine exchange. Perhaps most important, stay close to your loved one who has the disease. 
Remember who they are, what you love about them, and that each moment you share is precious. 
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BEING A CAREPARTNER (continued)

CurePSP Support Groups 

Wendy M. Resnick, R.N., M.S., CS.

What is a CurePSP support group?
A CurePSP support group is a voluntary gathering of people who share common experiences, situations, or 
problems related to living with a prime of life disease such as PSP, CBD, or MSA. Group members offer each 
other emotional and practical support and reduce the sense of isolation that is associated with rare brain 
diseases. The purpose of the support group is to help people who have had first-hand experience with PSP 
and other prime of life diseases to develop new and existing methods of coping with the problems associated 
with these diseases.

Who attends CurePSP support group meetings?
A very diverse group of people attend these groups. Brain diseases are not specific to any race, gender,  
socioeconomic group, or religious background. As is true of most support groups, there is a common bond: 
people whose lives are significantly affected by PSP and related brain disorders. Due to the mature  
discussions that take place during the meetings, the appropriate age for persons attending the meetings  
are 18 years and older.

The following types of individuals can be involved in attending support group meetings. Many groups 
involve both the person with the disease and family members/significant others, since sharing mutual 
concerns and perspectives can often be especially helpful. However, some group meetings are just for family 
members or patients separately, creating a welcome haven for individuals to share their personal point of 
view as to how they experience dealing with their loved ones.

Professionals may be invited to attend support groups; for example, nurses, social workers, physicians –  
anyone who serves as a “paid helper” attempting to provide assistance to persons with these diseases  
and their families. 

What happens at meetings?
The meetings provide the opportunity to share information and mutual support. There may be group  
sharing without a specific agenda, a planned program with literature provided, or an open discussion  
surrounding a topic of interest. Whatever the format for a particular meeting, there is always an  
opportunity for personal sharing.
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What do people learn?
 • Information about PSP and related neurodegenerative brain diseases.
 • What are typical symptoms? 
 • What constitutes a thorough evaluation and diagnosis? 
 • How do these diseases vary from person to person? 
 • What can be expected as the disease progresses? 
 • What treatment options and/or clinical trials exist?
 
 Information about available resources in the community
 • Where do I go for help? 
 • What disability benefits are available and how do I apply? 
 • What options are available for respite care? 
 • What if I have to admit my loved one to a nursing home?

 Information about identifying methods of coping
 • What if there is no help at times? 
 • What if there is family conflict, or lack of understanding on the part of well-meaning  
  relatives and friends? 
 • How do family members deal with the possibility of needing to place a loved one  
  into a nursing home?

Feelings of anger, fear, guilt, frustration, and grief interfere with decision-making. Talking about  
feelings with others helps to sort things out. Through sharing together, people help each other appreciate 
the range of responses to situations, their growing knowledge of the disease, and their ability to make use of  
practical coping strategies.

How do I find a CurePSP support group?
Please go to our web site at http://www.psp.org/ineedsupport/supportgroups/ where you will find listings.  
If you don’t have access to the Internet, please call Joanna Teters at 347-294-2871. 
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BEING A CAREPARTNER (continued)

Caring From a Distance 

Susan C. Imke, FNP, GNP-C 
Kane Hall Berry Neurology 
Bedford, Texas

Adult children and other close relatives who live far away from loved ones coping with PSP and related 
diseases often feel uncertain how to provide help in ways that are meaningful and possible. Some feel guilty 
that they cannot be available to help meet everyday needs, and fall into the temptation to compensate by 
offering lots of advice regarding Mom’s or Dad’s care!

As a nurse practitioner, I sometimes facilitate family conferences when it is time to make important 
decisions about care for people with PSP or other neurological disorders. Curiously, it is often the son or 
daughter who lives farthest away who voices the strongest opinion regarding what needs to happen next. It 
is probably best to avoid coming for a “whirlwind” visit and dictating changes in the plan already established 
and supported by other siblings. Even the best-intentioned advice, without the advisor in place to monitor 
changes, can leave the patient and local carepartner confused and upset.

It is true that relatives not struggling with issues of everyday care often do have an ability to “see the forest 
instead of the trees.” However, this objective insight must be expressed with caution and without criticism 
for family members who live close by and carry the greater responsibility for caregiving.

So what can long-distance relatives do to be helpful, short of relocating? 
Perhaps some of these ideas contributed by support group members around the country will meet  
some needs for you and your family:

 •  Set a designated day and time to call home each week. Don’t assume that “no news is good  
  news.”  Many older parents keep their own counsel even during extremely tough times,  
  not wanting to bother adult children who are busy with their own lives. Make the call faithfully.  
  Two 10-minute check-in visits may have more meaning than a longer call less often. If you are  
  the son, speak for yourself.  While your parents may dearly love their daughter-in-law, they  
  want to talk to you personally.

 •  Inquire tactfully whether financial help is needed. Many parents won’t ask for help of a monetary  
  nature, even if the limitations of a fixed income and medication costs mean doing without vital  
  supplies.  If a regular cash subsidy is unacceptable, offer something specific. For example, for an  
  incontinent patient, someone picking up the tab for pads and diapers is useful. When health  
  insurance does not cover medication costs, offer to pay co-pays, or perhaps for dental work  
  they’ve neglected.

 •  Send a surprise package to the frontline carepartner once a month. This might be a bouquet of  
  flowers, a restaurant gift certificate, or a pamper basket filled with elegant bath supplies. Be creative.  
  Even a card with an encouraging hand-written message can mean a lot in the middle of a trying day! 
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 •  Budget funds for regular trips to check on your family. Don’t add to the primary carepartner’s stress  
  level by expecting her or him to take care of you too! Get your own ride from the airport. If crowded  
  quarters will be a strain, reserve a nearby hotel room. You are not there as a guest to be entertained,  
  but to provide a listening ear and a helping hand.

 •  Learn about the medications your person with PSP or a related disease takes. Encourage your  
  family to communicate problems and changes to their physicians. Inquire about the health of the  
  parent who is not ill. Is your mom’s mammogram overdue? Does your dad neglect his own medical  
  check-up because he’s preoccupied with caregiving? Ask them to schedule a visit to their  
  neurologist when you can accompany them to the appointment. The doctor will benefit from  
  hearing your observations, and you will learn much about your parent’s communication style  
  and be able to reinforce the doctor’s instructions later.

 •  Strongly encourage and provide a three- to five-day respite for the primary carepartner once or  
  twice a year. Plan to arrive a day or two prior to the carepartner’s “leave of absence” so you can  
  master the necessary skills to help your care recipient. If filling in personally is simply not possible,  
  offer to pay for a respite stay in an extended care facility. You and your family may be saving for a  
  rainy day when it’s pouring outside!

 •  If your parents are able to travel, arrange for them to visit you. For some couples living with a  
  disease such as PSP, it is easier to travel and be a guest than to host family get-togethers in their  
  home. As an added benefit, while parents are visiting your family, other relatives get a welcome  
  break from their usual caregiving responsibilities.

 •  Make a family pact that no one will make promises to the patient that may be impossible to keep.  
  Rather than saying, “Oh, Dad, of course we’d never put you in a nursing home,” it is better to express  
  your empathy for a parent’s preference to live at home and affirm your willingness to discuss alter 
  natives if the need arises. If and when the time comes that a skilled nursing care facility is the best  
  choice or hospice care is a good alternative, exercise your strength as the “out-of-towner” with less  
  caregiving burden to affirm the difficult decision. It is a mistake to allow worries about cash flow,  
  sibling rivalry, or dwindling inheritances get in the way of doing what’s best for the key players  
  whose lives are most affected.

The hardest job of all
These practical tips for long-distance family members who are not primary carepartners barely touch the 
concerns of those of you who live far away from elderly parents yet serve as their primary carepartners.

Few of us would move away from infirm parents to avoid the trials of caregiving, but it is a much more  
agonizing decision whether to move back to help them in later years. Most people have established families 
and careers that preclude moving back to the hometown or current location of ailing parents to provide 
daily care. One family’s story illustrates this point.
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Anna W. is a recently widowed 75-year-old homemaker who lives in a lakeside community near San Antonio. 
Despite dealing with the sudden loss of her husband two years ago and the fact that her three adult children 
live in cities scattered across the U.S., Anna maintains her own home and yard, and leads a very active life in 
her small town. This rosy picture of an active senior enjoying a productive existence leaves out one poignant 
reality: She is the sole carepartner for her mother, age 99, who resides in an assisted living facility 400 miles 
away from this only daughter. This means making the long drive every month, telephone calls from frustrated 
nursing staff in the middle of the night (the elder lady is not always a joy to deal with), arranging last-minute 
flights when emergencies occur, and the constant nagging worry of, “What will happen next?”

The fact of people living longer lives has resulted in the phenomenon that many carepartners, who 
themselves are seniors, are called on to take care of even older relatives. Neither the healthcare nor the 
social work system in this country has yet come up with practical solutions to help this most forgotten 
group of care providers. One encouraging trend is the emergence of geriatric care managers (also known 
as geriatric case managers). This is a rapidly growing professional group, many coming from the fields of 
nursing, social work, and gerontology. Geriatric care managers provide a variety of services such as 
arranging financial, legal, and medical services; in-home care providers; and transportation. They 
regularly communicate with family members, and may also help with comprehensive needs 
assessment, family conflict mediation, and crisis intervention.

Geriatric case management fees vary, depending on geographic location and what services are needed. 
It’s important to know that geriatric care managers are required to be certified. It is also recommended 
that you personally interview the prospective care manager prior to engaging her or his services. 
Information to help locate a geriatric care manager can be found at www.aginglifecare.org. 

BEING A CAREPARTNER (continued)
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BEING A CAREPARTNER (continued)

Travel Tips 

Diane Breslow, MSW, LCSW 
Consulting from Travel-On Travel Management Co.

Travel is accessible for many people with PSP, CBD, and other related neurodegenerative diseases. The 
idea of planning and taking a trip may be daunting and stressful for some. However, once broken down into 
specific categories and questions, the task is not only manageable, but also produces fruitful and satisfying 
results.

Before you start
 • Plan your trip carefully and in advance.
 • Check your medical insurance policy to be certain that you are adequately covered and be aware  
  of services provided (or not provided) in other countries. (See “Insurance” below.)
 • Ask your neurologist if she or he can give you the name of a doctor in the area to which you  
  are traveling.
 • Find out if there is a CurePSP support group or Parkinson’s disease support group in the  
  area you are visiting.
 • Don’t forget to rest the day before your trip AND the day (or day after) you arrive.
 • If traveling with a wheelchair, refrigerated medications, implanted medical devices, or other  
  special needs, call TSA Cares (855-787-2227) at least 48 hours prior to departure.
 • Wear a medical alert bracelet/necklace and also carry a back-up alert in your purse or wallet. 
 • Contact CurePSP for free wallet cards for PSP, CBD, and MSA.
 • Carry a wallet card giving the name and contact for your doctor, insurance information,  
  list of medications and dosages, list of medical conditions, allergies, and blood type.
 • Carry a doctor’s letter identifying all medications – including generic name, dosage, frequency,  
  and reason for taking each.
 • Carry a doctor’s letter explaining any implanted medical devices.
 • Ensure all doctor’s letters reference you by the exact same name as on your travel documents.
 • Hydrate well before, during, and after air travel to help reduce the risk of deep vein thrombosis  
  and the effects of jet lag.

Insurance
 • Research insurance options carefully. Many will exclude pre-existing conditions. Any change  
  in medications during the “look-back” period (varies, but often 60-120 days) will classify the  
  condition as “pre-existing.” Thus, Type 1 diabetes, for which the insulin dosage changes constantly,  
  will nearly always be considered a pre-existing condition, whereas a chronic heart condition for  
  which there have been no changes to medication in the past six months may not be excluded.
 • Ensure your medical insurance covers lost, stolen, or confiscated medications.
 • Entitlement to emergency health care is not universal and in many countries will not be given  
  without proof of insurance or other means to pay for treatment.
 • Medicare/Medicaid does not provide overseas coverage.
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About medications
 • Be aware that some medications are not permitted in some countries. Most commonly these are  
  narcotics and psychotropic drugs, but also include allergy medications and hormones. Some  
  countries will allow foreign travelers to bring a limited supply into the country with a physician’s  
  documentation, but some countries will not. Many countries limit travelers to a 30-day supply of  
  medications. Have a back-up plan. Know that it may not be possible to mail medications from the  
  U.S., and some drugs may not be available at all, or in the same dosages, in other countries.
 • Carry all medication in original bottles, with the name of the drug and your doctor’s name  
  on the label.
 • Bring a copy of your prescriptions (generic and nongeneric names) and medication regimen,  
  including your physician’s name and contact information.
 • Bring all your medication, for your entire trip, in your carry-on bag, and include snacks, water,  
  or juice to take with meds.
 • Bring a replacement supply of prescription medications in case you are detained or your  
  supply is lost.
 • If you are changing time zones, continue to take your medications as prescribed, with the same  
  intervals between doses; consider wearing two watches: current time, and time at home.
 • Liquid medications are subject to the TSA limit of 3.4 ounces per bottle. Multiple bottles  
  are permitted.
 • Notify the airline at least 48 hours in advance if traveling with a wheelchair or portable  
  oxygen concentrator.
 • All oxygen must be via an approved (specific models) portable oxygen concentrator (POC).
 • With documentation of medical need, and with proper labeling, syringes are permitted on board.

At travel terminals
 • If necessary, request wheelchair or electric cart service within terminals. (Your bags will be  
  handled too.)
 • Check in early – much better to relax at the gate then to rush to get there!
 • Utilize early boarding privileges, and, if necessary, special accommodation to get to your seat.
 • Request an aisle seat, and as close as possible to bathroom.

Air-travel specifics
 • Airline carriers must provide meet-and-assist service (e.g., assistance to gate or aircraft)  
  at drop-off points.
 • Personal care assistants of passengers with disabilities are allowed beyond screener checkpoints.
 • The limit of one carry-on bag and one personal bag (purse) per traveler does not apply to medical  
  supplies and/or assistive devices.
 • People who require a wheelchair or scooter must have physician’s written “certificate of need.”  
  Medical devices in their own carrier may be counted as a carry-on item by some airlines. Devices in  
  continual use (not packed in their own carrier), including wheelchairs, canes, walkers, insulin  
  pumps, portable oxygen concentrators, etc., do not count against the carry-on allowance.
 • People in wheelchairs can request private, rather than public, checkpoint screenings.
 • Many airlines today limit preassigned seats and charge an additional cost for certain seats (aisles  
  near the front, for example). Be aware that you may need to pay a fee to obtain an appropriate  
  seat assignment.
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 • Abide by TSA rules regarding bringing snacks and drinks through security. Purchase drinks after  
  clearing security or bring an empty, refillable water bottle from home and fill it before  
  boarding the aircraft.
 • Service animals are permitted on aircraft with proper documentation and advance notice.

For more information about traveling by air with a disability, contact the  
Transportation Security Administration at www.tsa.gov.

Rail travel specifics
 • Have valid photo identification.
 • Amtrak trains can accommodate most wheelchairs; Amtrak may make random checks  
  of wheelchairs.
 • Most, but not all, Amtrak stations are wheelchair accessible.
 • Reservations for wheelchair space and transfer seating are recommended on all Amtrak trains,  
  including those where reservations do not normally apply.
 • A service animal can travel with the passenger.
 • Amtrak offers a discount on an accompanying attendant.
 • For more information about traveling by train with a disability, contact Amtrak  
  at www.amtrak.com.

 Bus travel specifics
 • Greyhound buses are equipped with wheelchair lifts.
 • Greyhound assists with boarding, debarkation, luggage, transfers, and stowing and retrieving  
  mobility equipment.
 • Greyhound allows personal attendant to travel one-way at no charge (arrangements for a  
  return ticket are made at the returning location).
 • Service animals and oxygen and respirators are permitted.
 • For more information about traveling by bus with a disability, contact Greyhound  
  at www.greyhound.com.

Ocean cruise specifics
 • Ocean liners offer scooters for rent during cruises.
 • Determine in advance whether any ports of call require a license for a motorized wheelchair.

Hotels
Ask specific questions. For example, what does “accessible room” mean?  Is there a walk-in shower?  
Grab bars?  What is the proximity to elevators?

General reminders
  • See fewer sites, enjoy them more.
 • Give yourself extra time for everything.
 • Don’t let PSP, CBD, or any other neurological condition hold you back from the trip of  
  your dreams! Bon Voyage! 

BEING A CAREPARTNER (continued)
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Compassionate Allowances for PSP, CBD, and MSA 

Expediting disability benefits
The Social Security Administration (SSA) has added PSP, CBD, and MSA to its list of Compassionate 
Allowances (CAL) conditions.

CAL is a way of quickly identifying diseases and other medical conditions that meet SSA’s disability stan-
dards, based on minimal objective medical information. Individuals diagnosed with PSP/CBD/MSA will 
receive a decision on their disability claim in a matter of weeks, rather than the months it normally takes.

The links below provide general information regarding the Compassionate Allowances initiative and SSA’s 
disability programs:

 • www.ssa.gov/compassionateallowances
 • www.ssa.gov/dibplan/  (Disability Planner)

Eligibility and qualification
In order to be eligible for disability benefits, you must meet the medical and nonmedical criteria for  
the Social Security Disability Program (SSDI). For additional information about the SSDI program,  
please visit www.ssa.gov.

CurePSP will not be able to answer any questions regarding eligibility for disability benefits or qualification 
regarding compassionate allowances. Questions regarding these matters must be directed to the SSA.

Applying for benefits
Individuals can apply for disability benefits immediately. As of December 2011, SSA’s computer systems 
automatically identify applicants with these diseases and expedite applications.

 There are three ways to apply for disability benefits:
 • Fill out and submit an online application:  www.ssa.gov/applyfordisability/
 • Call the SSA’s toll-free telephone number at 1-800-772-1213; if you are deaf or hard of hearing, 
  you can call the SSA at TTY 1-800-325-0778
 • Call or visit your local Social Security office: www.ssa.gov/locator/

If you have already applied for disability benefits, the Compassionate Allowances fast-tracking process 
should be used during the initial application or at the reconsideration, hearing, or Appeals Council levels.  
It is advisable to also notify the disability examiner assigned to your claim that your condition has been 
selected for inclusion in the Compassionate Allowances program.



109

If you are planning to appeal a denial for disability benefits prior to December 10, 2011, you should  
include a statement on the reconsideration form that your condition has been selected for inclusion as a 
Compassionate Allowance.  After December 10, 2011, your claim will be automatically identified and  
expedited. After being approved for disability benefits and receiving benefits for 24 months, you will begin 
receiving Medicare benefits. SSA will automatically enroll you in Medicare. SSA begins “counting” the 
24-month period based on the month you were first entitled to receive disability – not the month when 
you received your first check.

Retirement benefits and supplemental security income
If you are 65 or older, you are eligible for Social Security retirement benefits, which are comparable to Social 
Security disability benefits. There is no reason to apply for disability benefits if you are in this classification. 
However, if you are receiving early retirement benefits (age 62-65), you should apply for SSDI because your 
benefits could increase and you may become eligible for Medicare before you turn 65.

You may also apply for Supplemental Security Income Program (SSI) benefits, which has different 
nonmedical criteria based on income. For additional information about the SSI program, please visit 
this website: www.ssa.gov/ssi.
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Support and Resources 

Seeking help as a carepartner is not always an easy task. However, it is extremely important to take care of 
yourself to help those you love. If possible don’t wait until you become overwhelmed as there are services 
that can provide respite for you.

Support groups
Support groups can make a significant difference in how you cope with stress as a caregiver. People involved 
in support groups are going through the challenges of the disease and are likely experiencing the same emo-
tions. Being a part of a support group provides a sense of relief for many people and is a great way to share 
information as to what products, services, and other resources that can help you and your loved one.

For a complete listing of both online and face-to-face support groups, please visit www.curepsp.org.

Resources that can help 
Adult day care
Adult day care centers can give relief to the carepartner and provide their loved one with a safe place to 
engage in activities and socialize with others.

Adult day care centers are community-based group programs designed to meet the needs of functionally and/
or cognitively impaired adults through an individual plan of care. These structured, comprehensive programs 
provide a variety of health, social, and other related support services during certain hours of the day (schedules  
vary) but they do not provide 24-hour care. Adult day centers generally operate programs during normal  
business hours five days a week. Some programs offer services in the evenings and on weekends.

 What are the benefits of adult day care?
 • A safe, secure environment
 • Assistance with eating, walking, toileting, medications
 • Exercise
 • Nutritious meals, snacks, or special diet
 • Socialization

For more information about adult day care centers across the U.S., please contact the National Adult Day 
Services Association (NADSA): www.nadsa.org or 877-745-1440.

Respite care
What is respite care?
Respite care is short-term care given to a hospice patient by another carepartner, so that a family member 
or friend who is the patient’s carepartner can rest or take time off. This type of care was created to allow 
carepartners time away from administering care, with the goal to help the carepartners have lower stress 
and at the same time fill the needs of the individual receiving care. According to the Centers for Medicare & 
Medicaid Services, respite care comes from Medicare-approved facilities, like a hospital, nursing home, 
or hospice inpatient facility
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What respite care does Medicare cover?
Respite care is covered in the same manner as hospice care; it includes medical supplies and medical care 
under a short-term stay at a facility. There are specific respite care facilities that serve persons receiving 
hospice care at home. The provisions of care that are normally paid for do not change for respite care.  
This means that the prescription and medical coverage stay the same. As in hospice care, respite care  
provided through Medicare does not include room and board for the individual’s home or nonprescribed 
treatments, but it does cover a certain amount of the respite care stay. The amount that you will pay for 
respite care can change each year.

Can I get respite care for any person who needs continuous live-in care?
Medicare does not pay for respite care for the carepartner unless the patient is in hospice. However, other  
help may be available.  Contact your local Area Agency on Aging (AAA) for possible respite care sources in 
your area. You can also contact senior services and social services agencies in your area. Senior volunteer 
services and private nonprofit agencies are the common providers of home-based respite care programs. 
The U.S. Department of Health and Human Services Eldercare Locator Services helps place carepartners  
with agencies and services in their area. Their telephone number is (800) 677-1116.

Types of respite care programs 

In-home respite care
In-home respite care is temporary care provided in the person’s home. This allows the family and patient to 
be comfortable and saves them from having to adjust to a new environment. Local senior services agencies 
will have a list of approved caregivers who provide in-home respite care. Home-based respite care programs 
are provided through a nursing agency; you can find these with an online search or by contacting senior 
services or social services agencies in your area. Senior volunteer services and private nonprofit agencies are 
the common providers of home-based respite care programs.

Out-of-home respite care
Out-of-home respite care programs provide the opportunity for the family or carepartners to leave the  
person needing care at a facility, such as an assisted living center, nursing home, or hospital, depending on the 
level of care needed. It is important to remember that the person requiring care will have to be transported, 
and special medical equipment may also have to be moved. Contact senior services and ambulatory services to 
find out about special transportation needs, such as a wheelchair van. Residential facilities are most common 
for this type of respite program. Senior day-care facilities may be available in the area, but these are not as com-
mon or as available. You will want to find out the carepartner-to-patient ratio as well as the facility’s licenses 
and bonds. Senior foster care homes may also be available; these are generally an individual’s home that cares 
for seniors and disabled persons. Hospital-based respite care is also available depending on the local hospital’s 
programs. Contact the hospital in your area to find out if they offer respite care.

 How to choose respite care
 The following offers a guideline of questions to ask when seeking respite care:
 1. What types of special services are needed to provide care for the individual?
 2. Does the patient/family prefer in-home or facility care?
 3. What is the cost of care at the facility (or by the individual caregiver)?
 4. What type of training does the respite care provider have?
 5. Is the respite care provider/facility receptive to receiving specific instructions written or verbal?
 6. Is the person/facility that provides care licensed and bonded for Medicare and  
   other health insurance coverage?
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 7. What is the carepartner-to-patient ratio?
 8. How can the person/facility provide care for special needs (medication, diabetes,  
   physical requirements)?
 9. Does the person/facility have experience providing the type of care necessary?
 10. What activities/entertainment can the person/facility provide?

Home health care

What Is home health care?
The term “home health care” is used to describe a wide range of services provided to seniors in their home. 
They include medical and nonmedical services. The purpose of the services is to keep people out of the  
hospital or nursing home and as independent as they can be for as long as possible. The services provided 
can be as simple as help with daily activities such as cooking, cleaning, and bathing or as complicated as 
medical care that requires a licensed and skilled healthcare provider. Most people who require these  
services are recovering from an illness or injury, or are living with a long-term medical condition.

Is there an advantage to receiving care in my own home?
The good news is that today many types of medical treatment can be done in your own home. Home  
treatment is less expensive, more convenient, and just as successful as the care you get in the hospital or 
nursing home. In addition, it is better for you if can stay in your own home.
 • According to several studies conducted by AARP, 90 percent of older Americans
   want to stay in their own home and remain as independent as they can for as long as possible.
 • According to the American Association of Homes and Services for the Aging in Washington, D.C.,  
   older Americans report they feel better and younger when they can receive assistance and  
   medical care in their own home.
 • Research published by the Agency for Healthcare Research and Quality showed assisted living care  
   in the home reduced the use of more expensive hospital services.

What kinds of services can I get in my home?
There are a range of services that you may be able to have provided in your home. Some of the most common 
services used are:
 • Help with personal care and mobility
 • Transportation
 • Meals On Wheels
 • Case management
 • Medical care in the home by licensed health care providers
 
Please be aware that funding for these services and others are not guaranteed so be sure to understand your 
financial obligation for any services provided.

Who provides the services?
In most communities, there are several licensed home health care agencies that can provide any level 
of home care needed. Many people use a combination of family, friends, and professional services for 
their home care.

How much does home care cost?
Home care costs can vary depending on where you live, the type of care you need, and how often 
you need care.
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Is home care covered by Medicare?
Medicare will cover some of the costs of home care. To receive coverage:
 • The home health agency you choose must be Medicare-approved.
 • You must meet the qualification of your Medicare, Medicare Advantage,  
   or MediGap/Medicare supplemental plan.

In addition to Medicare, you may be eligible for other state and federal sources for coverage. For example, 
people with low income may be covered under their local Medicaid program. For those with limited income, 
there may also be local community programs that assist with daily living needs for seniors or individuals 
with certain disabilities. When contacting, the provider be sure to ask if they can help you apply for the cov-
erage for which you qualify.

How do I qualify for Medicare coverage?
To qualify for home health care, your doctor must write a plan for your home care. In addition you need at 
least one or more of the following:
 • Part-time nursing care
 • Physical therapy
 • Speech language therapy
 • Occupational therapy
 • You must be homebound. This means that leaving your home is a major effort and you seldom  
   do unless, for example, you:
    • Attend religious services
    • Leave to get medical treatment, including therapeutic or psychological care

 • You must receive the services from a home health agency that is approved by the Medicare program.
 • You may also get care in an adult day-care program that is Medicare approved and state certified  
   to provide adult day care services.

If you have a supplemental-coverage policy, call your plan and ask about your coverage. You may have to use 
one of the home agencies that they have on contract.

What do I need to consider when choosing a home-health agency?
 It is important to:
 • Choose a home-health agency that will meet your personal and medical needs and is affordable.  
   Make sure you choose an agency that is approved by Medicare or is contracted with your Medicare  
   Advantage or MediGap/Medicare supplemental plan.
 • Include your doctor and family members or trusted friends in the process of picking an agency.  
   Ask your doctor, other health care providers, friends, and family for recommendations.

Make a point of checking the health and safety record of the agency before making a choice. 

Call Medicare and ask them for any reports on the agencies in which you are interested: 1-800-MEDICARE 
(800-633-4227) 24 hours, 7 days a week, including some federal holidays. TTY/TDD users can call 
877-486-2048. However, the interactive phone system is available 24 hours every day of the year. 
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When to Hang Up the Keys 

Our society values independence and the ability to drive as a sign of this independence.
But when a person becomes a danger to her- or himself or others, it is time to consider giving up this  
privilege. Different physical and mental conditions may impair driving, and it is advisable to ask  
physicians about conditions or medications that may affect driving ability. It is important for families to  
observe driving behavior over time. Try to determine a person’s attention span, ability to process  
information, and distance perception. Some of the warning signs of driving problems include:

 • Hitting curbs
 • Dents or scrapes on the car or garage
 • Not anticipating danger
 • Driving too slowly for the conditions
 • Incorrect signaling
 • Making turns too widely or sharply (inability to judge a turn’s radius)
 • Changing lanes without looking
 • Making wrong judgments, causing other drivers to constantly honk or take evasive action
 • Stopping at green lights instead of red lights
 • Running stop signs
 • Getting confused at freeway entrances and merges
 • Driving the wrong way on a one-way street

There is no “right” way to resolve the driving difficulty issue. The responses of individual family members 
may vary. Those involved with the care of the driver needs to remain focused on the self-respect of their 
loved one and the safety of others on the roadways.

 What to do?
 1. Begin discussions and planning early when there is a physical or mental impairment.
   Be sure to involve the driver in these conversations. Open and early communication can help
   to avoid a crisis later. Many carepartners permit their loved ones to drive longer than they know   
   they should, causing carepartner anxiety and fear of putting others at risk.
 2. When it is time to “give up the keys,” explain everything to your loved one and do not become 
   critical of her or him. You are there to support the person and tell her or him you understand her 
   or his feelings.
 3. Never leave the keys out where they can be found.
 4. Assure your loved one that she or he can depend on you for transport wherever and whenever 
   she or he needs to go.
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Re-examination
If the impaired driver resents or fights turning over the keys, one option is to talk to the neurologist or  
family doctor. Each state differs in its procedures, but you or the neurologist can contact your Division  
of Motor Vehicles and supply the DMV with a Driver Medical Evaluation form. The driver will be notified 
of the need for re-examination. An in-person contact meeting is then needed to assess cognitive processes, 
perception, and awareness. The driver will be asked questions concerning health, medical treatment,  
daily routine, and need for assistance with daily activities. Further examination will include a test used to 
determine the driver’s mental competency as well as language and cognitive skills. A special driving test is 
next to assess the driver’s ability and competency in concentration, attention, perception, and judgment.  
If the tests are all satisfactory, the driver will be issued an appropriate license and scheduled to retest  
in one year.

For information on physical and mental impairments and driving, contact your local DMV and ask for the 
Regional Driver Safety Office. Explain the need for re-examination to your loved one. Discuss with her or 
him each part of the re-examination as described above. In many instances, once the person with driving 
difficulties learns about the re-examination tests, she or he opts not to take the tests for fear of not passing 
and then more willingly gives up the car keys, thus taking ownership in the decision to stop driving. 
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When Is It Time to Get a Wheelchair? 

A wheelchair can be a wonderful liberator
It is time to get a wheelchair when you are in danger of falling and being injured and you are no longer 
going on routine outings. When you get a wheelchair, it does not mean that you must use it all the time, 
but mainly for distance mobility. Many people believe that using a wheelchair reduces one’s independence. 
Using this type of assistive equipment can do the opposite; it can increase one’s independence. Visit an 
occupational therapy (OT), physical therapy (PT), or rehab specialist to be evaluated for the proper fitting 
of a wheelchair and appropriate accessories. You will be measured and weighed to determine seat depth, 
width, height, back height, and wheel placement. Look for a medical equipment supplier that is certified 
with the National Registry of Rehabilitation Technology Suppliers (NRRTS).

The wheelchair prescription
The process of getting a wheelchair usually starts with getting a prescription for a wheelchair from a 
physician. Most of the time this prescription comes from your family doctor or internist. You are familiar 
with a prescription for a medication that you take to the drugstore. These prescriptions are precisely 
written instructions about the quantity, the dose, and the brand that your doctor wants you to take. 
You take this prescription to the drugstore and you get exactly what the doctor ordered. The prescription 
for a wheelchair is usually very different. Instead of getting very specific, the doctor usually writes a  
prescription for “a wheelchair.” Since there are many options and characteristics of wheelchairs, and since 
most physicians do not know much about wheelchairs, this leaves the process wide open for other people 
to get involved and, possibly, for you to be less than satisfied with the outcome.

The wheelchair evaluation process
A wheelchair evaluation can be a good solution to this problem. An evaluation should start with the 
consumer and her or his needs, as well as some questions about daily routines and lifestyle. It should 
involve the consumer all the way through the process. It should conclude with a recommended wheelchair 
and seating system. Evaluations may be required by a reimbursement source, whether that is Medicare or 
private health insurance, as a condition for payment. Because the outcome can be so much better, many 
funders are starting to require them.

Occasionally, physicians who are specialists in physical medicine and rehabilitation (often called 
“physiatrists”), know quite a bit about wheelchairs and can write a more detailed prescription or may get 
more involved in the selection process. Otherwise, if the service is available, many physicians refer their 
patient to a rehabilitation professional (like an OT or a PT). This professional takes the lead in helping to 
determine exactly what kind of wheelchair is right for you. They are skilled at assessing your strengths and 
limitations and finding out about your lifestyle and your expectations for activities. They are also familiar 
with the brands and categories of wheelchairs that match your needs. If you will be spending long periods of 
time in your wheelchair, or if you have specific posture needs, your prescription may need to include some 
additional information. If you are working with a rehabilitation professional, she or he  can request that the 
physician be more explicit in writing your prescription. If special features are needed in a wheelchair, most 
funding sources require that the prescription describe them explicitly. Some examples of additional things 
that may need to be written into a prescription are a pressure relieving cushion, a solid seat or back, brake 
extensions, special push rims, a one-arm drive, or being low to the floor to enable pushing with the feet.
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The evaluation team
 A wheelchair and seating team is usually comprises:
 • A consumer and maybe someone from her or his family or an advocate
 • An occupational therapist or a physical therapist
 • A rehabilitation technology supplier
 • Sometimes, a rehabilitation engineer

The consumer as the focus
You, the consumer, should be the person who guides the direction of the evaluation team. The whole point 
of the evaluation process is to get the right or the best wheelchair into the hands of the person who will use 
it every day. It is something that must function in many environments – the house, the grocery store, 
the neighborhood, at church, and out in the community.

A wheelchair, however, is not a car or a bicycle that will be parked somewhere and used only to move 
beyond the house. It must be appropriate for full-time use because it must either substitute for, or 
augment, moving around on legs. It needs to just right for you. It needs to be easy to maneuver, well-fitting, 
comfortable, durable, and safe, and it must not contribute to future problems, like shoulder injuries. 
The wheelchair that is chosen at the end of the process should be something that allows you to do the 
things you want to do in your everyday life. For that reason, it is good to think of a few things ahead of time. 
It is the consumer’s job to be as clear as possible about what he/she wants from a wheelchair.

 • Where will I use my wheelchair most?
 • When will I use my wheelchair occasionally?
 • What kinds of activities that I do (or did) everyday are most important to me to get back to doing?
 • How will I get my wheelchair (and myself ) from place to place?
 • How much of the day will I be spending in this wheelchair?
 • How will I transfer from the wheelchair to other surfaces?
 • If I will need help with my wheelchair, who will that come from, and what features about  
   my wheelchair are important to them?
 • How will I get my wheelchair around my neighborhood or yard?
 • What kind of surfaces or slopes are involved?

The next member of the wheelchair team would be the OT or PT. These members should be registered 
in their profession or licensed by your state government. You can find out more about registration 
and licensing at the American Occupational Therapy Association or the American Physical Therapy 
Association. If your clinician is certified as an Assistive Technology Provider (ATP), this is an excellent 
credential and means that she or he has completed additional training and passed a certifying examination 
from the Rehabilitation Engineering and Assistive Technology Society of North America (RESNA).  
(You can even use their web site at http://www.resna.org/member-directory/individual to possibly find 
a credentialed provider in your area.) Years of experience and the “word of mouth” reputation of a 
therapist among people who use wheelchairs can also be helpful indicators about expertise. Besides 
helping to determine what type of wheelchair is right for you, it is the therapist’s job to write the letter of 
justification that makes sure the insurance company understands the relationship between your mobility 
needs and the equipment that is recommended for you.
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The other important team member is the rehabilitation technology supplier. This person is sometimes 
called a “vendor” or a “durable medical equipment” dealer. These names do not give credit to the high level 
of professionalism and knowledge of some rehabilitation technology suppliers (RTS) professionals. Like 
therapists, it is possible and desirable for an RTS to be credentialed by RESNA or by NRRTS. This means 
that she or he has received additional training and is committed to a code of ethics. It is the job of the RTS to 
know all about specific kinds of wheelchairs, to know the equipment features and manufacturers, and to be 
able to compare the characteristics of wheelchairs or cushions.

Occasionally, a rehabilitation engineer is on the team, especially in an evaluation center that works with 
clients who have more complex physical disabilities. Rehabilitation engineers are experts at customizing 
equipment that is commercially available or at fabricating something completely unique. It is their job to 
know about loads, forces, torques, movements, and the interaction of those things with your body and your 
wheelchair. These things affect how your wheelchair will perform for you over time.

The evaluation summary
The end product of the team’s evaluation should be some type of evaluation report that summarizes the 
findings and the recommendations from the evaluation team. It will probably be sent to your physician, with 
a copy kept in the evaluation team’s files as well. Then, one of two things can happen. The doctor can write a 
letter of medical necessity, or the therapist can write a letter of justification.

Letter of medical necessity or justification
A letter of medical necessity is usually written by a physician and is addressed to the third-party payer. It 
tells the payer that a piece of equipment (usually some kind of medical equipment) is needed because of 
an authentic or verifiable medical condition or impairment. A letter of justification is usually written by a 
person very familiar with the consumer/client and the product recommended. Usually, it is a therapist, but 
in some cases, experienced rehabilitation technology suppliers write them. This kind of letter correlates the 
recommendations that come out of the evaluation to the features of a recommended wheelchair or seating 
system to “paint a picture” for the payer. The letter helps the third-party payer understand why certain 
features or characteristics of the recommended equipment are important. It describes the relationship 
between product features and the anticipated functional outcome for the individual or the consumer. 
It should tell what the consumer will be able to do because of having the equipment.

It is important that the items being requested are medically necessary. This might sound obvious, but the 
letter writer would be abusing the funding system or third-party payer if she or he requested equipment that 
a client just wanted to have but did not actually need. A letter of justification also helps third party payers 
realize why it might be better to spend a little more money for a certain feature on a wheelchair now to avoid 
a costlier expense later. A letter of justification is an expert opinion about what is best for a consumer. 
Having a therapist or supplier who is good at writing this kind of letter provides a valuable resource for 
helping you get the kind of equipment that you need.
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Caring for a person in a wheelchair
“Walking people” often “down-talk” to people sitting in a wheelchair. Try to be more aware of your body 
language. Kneel or stoop down to meet the person’s eye level when talking to her or him. Also, try to be more 
aware of the needs of wheelchair riders, especially if they cannot propel themselves and/or if they have 
language problems, sensory impairment (lack of sight, hearing, and feeling), or memory problems, or are 
unable to mentally understand instructions. Check the position of the person in the wheelchair to prevent 
pressure sores and injuries. The person should sit in the most neutral position possible. Ensure that both 
feet are placed properly on the foot plates. Make sure that the fingers cannot be caught in the wheels (place 
the hands into the lap or use a table top for those persons who have no control over their upper limbs).  
Ask the person in the wheelchair whether she or he is comfortable.

How to use a wheelchair

Unfold wheelchair: Most wheelchairs are unfolded by pushing down and out on the side edges of 
the seat, keeping the fingers inwards (never put your fingers between the frame and the seat; you could 
injure yourself ). 

Fold wheelchair: Turn the footplates upright (if detachable model, rotate or remove footplate). Pull the 
seat upward or use the grab handles. Before using wheelchair, always make sure that the chair is in good 
working condition (brakes are okay, tires are firm, etc.). Before transferring someone into the chair, make 
sure that the brakes are locked, and lift or swing away the footrests to prevent the person from falling over 
the footplates. If you have a detachable model, take out the armrest nearest to the person for an easier 
transfer. Encourage the person to sit back into the chair or assist her or him. Be sure the person sits in the 
most neutral position possible and that her or his fingers cannot be caught in the wheels. When approaching 
a narrow doorway, also ensure that the person’s elbows are inside the wheelchair to prevent her or him from 
knocking the door frame.

Going over curbs
Place the wheelchair at a right angle facing the curb. Stand behind the wheelchair while holding onto the 
push handles. Step onto the tilting bar at the rear of the wheelchair, and tilt the wheelchair carefully 
backward (towards you). Lift the front casters onto the curb, and push the chair forward on its back wheels 
until they touch the curb. Gently lower the chair until the front casters touch the floor, and lift the back 
wheels onto the curb. To go down a curb, just do the opposite. Stand with the back of the wheelchair at a 
right angle to the curb. Step down, and again tilt the wheelchair by stepping onto the tilting bar. Wheel the 
chair backward down (on its back wheels), and again gently lower the chair until its front casters touch 
the floor.

Ascending stairs
Two persons are required for safety. When going up stairs, place the wheelchair backwards at a right angle 
to the stairs. Tilt the chair by stepping onto the tilting bar. The person holding onto the push handles is the 
leading person. The second person holds onto the wheelchair frame (do not hold onto any detachable parts). 
The leading person gives the command. Step by step, the leading person pulls the chair up, and the second 
person pushes the chair up, preventing any unwanted downward movements.

Descending stairs
Place the wheelchair backwards at a right angle to the stairs. Now, the lead person is the one going down first 
(the person holding onto the wheelchair frame), and the person at the push handles moves forward with a 
pulling action to prevent the chair from “running” down. Here again, tilt the chair and move forward, step 
by step, going down.
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When Should Hospice Be Contacted? 
Information provided by: www.medicare.gov

There are basically two separate Medicare benefit programs that may be available for people with PSP and 
related neurodegenerative conditions and their families. These include the Medicare Home Health Benefit 
and the Medicare Hospice Benefit. Many private insurances have guidelines for qualifying for their own 
programs, but quite often, they are virtually identical to those offered through Medicare. It is usually  
worthwhile to review the publications available from the insurer and then speak with the benefit  
administrator to see what is available.

Each of the two plans has separate criteria which need to be met to qualify for the program. For the  
Medicare Home Health Benefit there must be a need for skilled care (custodial care alone, such as would be 
provided by a nurse’s aide, generally would not qualify), and the patient must be home bound. In the case of 
the Medicare Hospice Benefit, both the admitting physician and the hospice medical director must certify 
that they believe if the disease runs its normal course, the patient has a prognosis of six months or less.  
With many diseases that have an unpredictable rate of progression, and PSP, CBD, and related  
neurodegenerative disorders are no exception, determining a six-month prognosis with any true accuracy 
is extremely difficult. In consideration of this, the Medicare Hospice Benefit provides for unlimited  
renewals. Basically, this means that provided the admission criteria are still met, a person could  
potentially be eligible to receive all the care and benefits that hospice provides for well beyond the  
original six-month prognosis.

Another question often asked is, “When is it the appropriate time to contact hospice?” People are  
sometimes taken aback by the most common response, which is often, simply, “today.” By contacting 
hospice today, you have absolutely nothing to lose, but a priceless amount of information, support, and 
services to gain. When contacted, many hospices will give you the option of having a nurse come to the 
home (or nursing home if that is where the patient resides) and explain the benefit. The nurse can often 
tell you on the spot whether the hospice benefit may be available as an option now, or, if not, what criteria 
would need to be met to qualify. Upon accessing the hospice benefits, a registered nurse will be assigned 
whose focus will be on controlling the symptoms of the disease and helping to promote the best quality 
of life possible.

The nurse will come to the home (usually from one to seven times per week, depending on need) for  
ongoing symptom management. There is also a registered nurse available 24 hours a day by phone for  
the hours that the assigned nurse is not available. A social worker will also be assigned who can assist in 
obtaining any available community resources, as well as helping both the person with the disorder and the 
family deal with the emotional aspects of the losses this disease can bring. A nondenominational pastor  
also can be assigned who can work alone or in conjunction with community clergy to help cope with the 
spiritual aspects of dealing with the disease. In addition, nurse’s aides can be included to assist with  
personal care, such as bathing and dressing. Nurse’s aides generally visit from two to seven days a week, 
depending on need, and stay from one to one-and-one-half hours per visit. Trained volunteers can also 
become involved. They can help by making friendly visits to sit and read to the patient, running errands, 
assisting with rides to appointments, or helping in any other way possible. Other services, such as speech  
or physical therapy, can also be included as part of the hospice plan of care.

By invoking the benefit, you gain access to a team of well-trained professionals whose focus will be on 
providing the person with the absolute best quality of life possible. In addition to the professionals involved 
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in the care,  hospice also covers related medications as well as home medical equipment, such as walkers, 
wheelchairs, commodes, hospital beds, and other equipment. An additional positive aspect of the hospice 
benefit is that it can be provided not only in the home setting, but also in nursing facilities and hospitals.
Often, people have other insurance in addition to Medicare, such as Medicaid or long-term care insurance. 
If this is the case, the additional insurance can sometimes be used to cover the cost of being in a nursing 
facility, while Medicare is used for the hospice services. Some patients choose to use hospice houses,  
which are facilities that deal exclusively with hospice patients and often strive to create a more home-like 
environment as opposed to a medical one. Of all the families I have had the pleasure and privilege of being 
involved with, the ones who have gained the most from the program all had one basic thing in common: 
They accepted all the services and benefits hospice had to offer. Although there is no obligation to accept the 
involvement of all the different team members, I strongly encourage doing so. Each member has something 
different to offer that often can complement what the others provide.

Hospice is a benefit that is available much sooner than most people realize. Referrals for hospice evaluations 
can be made by patients, friends, or family members, and can be called in directly to any hospice in your 
area. The service does not need to be initiated by a physician’s office, but it is often helpful to find out which 
hospices your doctor recommends.

Hospice and Medicare benefits
 Medicare Part A covers hospice care if you meet all the following conditions:
 • You are eligible for Medicare Part A.
 • Your doctor certifies that you’re terminally ill and are expected to have less than six months to live.  
   In a Medicare-approved hospice, nurse practitioners aren’t permitted to certify the patient’s  
   terminal diagnosis, but after a doctor certifies the diagnosis, the nurse practitioner can serve in place  
   of an attending doctor.
 • You accept palliative care (for comfort) instead of care to cure your illness.
 • You sign a statement choosing hospice care instead of routine Medicare-covered benefits  
   for your terminal illness.

Medicare will still pay for covered benefits for any health problems that aren’t related  
to your terminal illness.

You can continue to get hospice care as long as the hospice medical director or hospice doctor recertifies 
that you’re terminally ill.

Hospice care is usually given in your home. It includes the following services when your doctor includes 
them in the plan of care for palliative care (for comfort) for the terminal illness and related conditions:

 • Physician and nursing services
 • Social work services
 • Counseling services
 • Hospice aide or homemaker services
 • Physical, occupational, or speech-language pathology therapy services
 • Drugs and medications for pain or other symptoms
 • Medical supplies and durable medical equipment
 • Short-term inpatient care for symptom relief, or for respite care
 • Any other services normally covered by Medicare to provide care for the terminal illness  
   and related conditions
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Estate Planning 

You can read or download CurePSP’s Estate Planning Guide and Organizer 
at http://plannedgiving.curepsp.org/or contact Joanna Teters at teters@curepsp.org  
or call 347-294-2871 to have one mailed to you.

There are several benefits to making an estate plan:
Peace of mind for you — An estate plan is designed to provide for you during life should the unforeseen 
(your incapacity) happen and for your family when the foreseen (your passing) does occur.

Peace of mind for your family — An estate plan and documents will help guide your family if they need 
to make difficult decisions about your care and provide the authority they might need to do so, and to know 
what to do when you are gone. Consider your plan a final gift to your family and other loved ones at the very 
time they need it the most.

Distribution that you want — Without an estate plan of some type, the laws of your state determine  
what happens to your property. This is called intestate succession (property inheritance when there is no 
will). Very likely the distributions it dictates will NOT be the ones you would have chosen. And no state 
distribution law provides for gifts to friends or charities, or makes provisions for your pets. Make sure what 
you’ve earned and accumulated in your lifetime goes to help those you love and causes you care about.

Provide for your family – An estate plan is especially important if you have minor children as it will name 
a guardian to care for your children and in many instances establishes a trust to help ensure their financial 
well-being.

Financially wise – A good estate plan will help streamline the distribution process, minimize administrative 
costs, and possibly reduce taxes that might otherwise be owed. That means you leave the most you can to the 
people you love and the causes you care about.

Related to your final wishes
 • Will. A valid will is generally typed, dated, and signed by you as well as two legally competent  
   witnesses. States differ as to whether a handwritten will, with or without witnesses, is valid.

 • Revocable Living Trust. This can be used instead of a will as the main document disposing of your  
   property. You might hear it referred to as a “living trust” or “RLT.” The trust is created while you  
   are living, most often people serve as their own trustee, and the power to change and even revoke it  
   can be retained. The living trust becomes irrevocable upon your death. A living trust requires that  
   you actually transfer your property into it for it to be effective.

There are pros and cons with each approach and an estate planning attorney can advise you  
as to which is best for your situation.

Note: Even if you decide upon a revocable living trust, you should still have what is called a “pour-over” will. 
It catches any property that was, intentionally or inadvertently, left out of the trust during your life and is not 
transferred in another way. While this property will still need to go through probate, it will eventually be  
distributed according to your trust instructions instead of being distributed under state law provisions.
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 • Beneficiary designations. These are the forms you fill out when you do things like open a bank  
   or stock brokerage account, establish an IRA or other type of retirement plan, or purchase a  
   commercial annuity or life insurance policy, that say who will receive whatever remains upon  
   your passing (or the death benefit in the case of life insurance).
 • Form of ownership. Jointly owned property that is “jointly owned with right of survivorship”  
   passes directly to the surviving joint owner regardless of what the will or living trust might provide.  
   This is most often seen with real estate but can involve other types of property as well. If you live in  
   a community property state, your half of the community property will pass automatically to your 
   spouse. These latter two means of passing property can have a profound impact on how your overall  
   estate is distributed and should be considered as part of any coordinated plan.

Provide for physical and mental incapacity
 • Power of Attorney (POA) for financial matters. This document grants to someone you trust the  
   ability to act on your behalf for a variety of potential transactions and responsibilities. When the POA  
   becomes effective, the extent of the authority granted can be tailored to your particular desires.
 • Power of Attorney for healthcare decisions. This document appoints someone to make decisions for 
   you regarding medical treatment if you are not able to do so. It allows you to specify who is in charge of  
   making critical treatment decisions and, perhaps more important, who does not have that authority.
 • Health Care Directive. Sometimes referred to as an “advance directive” or “living will” (not to be  
   confused with a living trust), this specifies the type of end-of-life treatment you want to receive.  
   It is a directive to the physicians treating you and for the person holding your Health Care Power  
   of Attorney.
 • Physician’s Order for Life Sustaining Treatment (POLST). This allows for your doctor, working  
   with you, to document for the benefit of healthcare providers your wishes regarding resuscitation  
   and other life-sustaining procedures.

Steps to having an estate plan
Depending on your situation, creating an estate plan doesn’t have to be overly difficult or expensive. 
Here are some practical steps to get you started:
 1. Take inventory of what you own. List all of your assets and their approximate value. Include  
   pertinent information about that asset. 

 2. Make a list of tangible personal property such as jewelry, dishes, books, furniture –  items other than  
   real estate and investments – and who is to receive each item upon your passing. You may want to  
   maintain this as a separate list rather than designating this in your will, for maximum flexibility.

 3. Think about your goals for your estate plan, for example, whom you want to benefit, how you want  
   to treat each of your children, any special needs that you want to provide for, what happens if you  
   and your spouse both pass away close in time, and if there are charities or organizations you want to  
   remember. Your attorney will most likely ask you about goals you didn’t consider but at least you’ll  
   have a head start on those that are most top-of-mind.

 4. Consider whom you would like to name as your agents, e.g., the executor of your will, the trustee  
   of your trust, and the person to hold your power(s) of attorney, and gather pertinent information  
   about them. 
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 5. Go see an attorney, preferably one who specializes in estate planning. If you don’t have  one 
   or know of one to call, check with family, friends, or co-workers for recommendations.

 6. Follow through on whatever actions are decided upon in the meeting with your attorney.  
   Rely on the advice of your attorney and other professional advisors as you make your decisions.

 7. Share your plans with others. Key documents are of little or no value if no one knows what they  
   say or where to find them when they are needed. This is especially true for the person(s) you have  
   designated to serve as your personal administrator/ executor under your will or the trustee of your  
   living trust. It’s also important to give loved ones at least a general sense of what to expect, so that  
   there won’t be surprises later on.

Frequently asked questions
Do I need to have an estate plan?
Yes. Regardless of the size of your estate, you still want what you have to go to those you love and care  
for and that your wishes are carried out. But a good estate plan does far more than that. It cares for you as 
well as your things. It grants a Power of Attorney for financial and health matters should you become  
incapacitated and states your wishes regarding final medical care. Your estate documents become a last  
expression of what you have valued in your life, expressed through a personal statement and by what you 
leave to whom. By being thoughtful and organized about your affairs you will have left a final, loving gift  
to your family and friends. 

Do I need to see an attorney?
Yes. Estate planning is a very complex area of the law and shouldn’t be left to a one-size-fits-all  
arrangement. This is especially true when you have a combined family. What is best for your sister and 
brother-in-law is not necessarily best for you! While there is a cost involved in preparing your plan, it is 
modest compared to the value of having appropriate arrangements for your family, minimizing probate  
fees and costs, and possibly saving state and federal estate taxes.

How often should I update my plan?
It is a good idea to update your plan every seven to 10 years. Some people have an annual check-up with  
their attorney. Certainly whenever there is a significant event in your life such as the birth of a child or 
grandchild, sale of a business, retirement, or death of a spouse or other loved one, you should review your 
plan for necessary changes. 

What if I have a plan, but want to change one thing?
If your plan is fairly current, it is easy to make a change or two, such as adding a charitable beneficiary.  
Your attorney can prepare an amendment to your will (called a “codicil”) or to your living trust. Many  
times this can be done quickly and for a nominal cost.

The information provided here is offered solely as general education information and is not intended to  
be a substitute for professional estate planning or legal advice. Because the laws of each state vary and  
your own circumstances are unique, you should seek the advice of your own attorney, tax advisor,  
and/or financial planner  before deciding on a course of action and in creating your estate plan. 
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CurePSP Brain Tissue Donation Program 

Supported by the
Eloise H. Troxel Memorial Brain Bank at the Mayo Clinic
Jacksonville, Florida

Brain tissue research gives patients and loved ones new hope.

CurePSP asks you to consider brain tissue donation when the clinical diagnosis is made. Pathologic 
diagnosis by direct examination of the brain tissue through the microscope is the only way to verify 
a clinical diagnosis.

By making this very generous donation, you improve the chances of finding a cure and treatment 
options for these diseases.

The final autopsy report provides information about other brain changes that may exist, including those 
that may have contributed to a clinical misdiagnosis. The Brain Bank will provide tissue samples to 
reputable scientists worldwide for investigation into the genetics and other aspects of the causes of 
neurodegeneration. Research is a tangible process that will provide loved ones with the answers they 
deserve and better serve patients currently suffering with these diseases.

Thank you for considering a brain donation to the Eloise H. Troxel Memorial Brain Bank hosted by 
the Mayo Clinic. CurePSP’s Brain Tissue Donation Program started in 1998 and has been with the 
Mayo Clinic ever since. At the Mayo Clinic, Dr. Dennis Dickson oversees the operations of the brain bank. 
Dr. Dickson is a world-renowned scientist and pathologist who is very experienced in the field of prime 
of life brain diseases and diagnosing PSP, CBD, MSA, FTD, ALS, and CTE as well as many other 
neurodegenerative diseases.

Brain donations are an extremely valuable resource for science and for developing future therapeutic 
interventions for all neurodegenerative disorders including Alzheimer’s and Parkinson’s diseases. 
Researchers from all over the world benefit from brain donations to the Mayo Clinic as Dr. Dickson 
collaborates with many national and international scientists. By donating a brain to the Brain Bank, you 
create your own legacy in science that could be part of a future therapy. After the tissue collection, the 
next-of-kin will receive a comprehensive autopsy report that often offers closure after many years of 
suffering and caring for a loved one.

Once again, I would like to thank you for considering a brain donation. 

Dr. Alex Klein
Vice President-Scientific Affairs 
Phone: 347-294-2872
Email: klein@curepsp.org 
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Questions and Answers

Q. Why make your decision in advance?

A. For several reasons, CurePSP urges you to prepare all arrangements for a brain donation in advance. 
Your loved one can die suddenly, which is extremely stressful. A decision may have been made to donate the 
brain; however, without making prior arrangements, it is possible that the donation will not occur. The 24-
hour window to perform the brain donation after death cannot always be met on short notice, especially on 
weekends and holidays.
 • The patient, family members, and other loved ones should be involved in the decision. It may take  
   time for everyone to come to an agreement. The Brain Bank Coordinator is available to answer any  
   questions and assist in making the arrangements.
 • It can be difficult to locate a pathologist to perform the tissue collection. It is most important to have  
   someone lined up in advance to make sure this procedure is accomplished within 24 hours after  
   death. The Brain Bank Coordinator can assist with finding a pathologist in your area.
 • It is helpful to talk with family and friends, as well as the funeral home, about the planned  
   arrangements. Planning in advance and the support of others will help during the time of grief.
 • In addition to the brain donation, research efforts are aided by getting copies of your loved one’s  
   medical records showing the progression of the disease. These records will be correlated with the  
   autopsy results; hence securing medical records in advance is a significant help to the pathologist  
   conducting the examination. The Brain Bank Coordinator can advise and guide you through  
   this process.

Q. Who may authorize a brain donation?

A. Legally, the patient and/or next-of-kin are the persons to sign the Autopsy & Research Consent Form 
(available in our brochure). If the patient’s spouse is deceased, the oldest child will be considered next-of-
kin. In some states, the patient or next-of-kin may sign this form prior to death. In other states, such as 
Texas, this is not legally binding unless signed after death.

Q. Will there be a need for any other tissue or organ donation?

A. No. In most instances where these diseases are suspected, only brain tissue will need to be examined for 
diagnosis.

Q. Where is the brain donation performed?

A. If death occurs in a hospital, the tissue collection will likely be performed in that facility if the procedure 
has been ordered by the attending physician. If death takes place in a nursing home or hospice, or at home, 
the body will have to be transported to the funeral home, crematorium, hospital, or medical examiner’s 
office for the collection to take place. In that case, there may be additional costs for transport by the funeral 
home.
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Q. Can there be an open casket?

A. Yes. Collecting brain tissue for diagnosis and research leaves no disfigurement to the body, but be sure to 
inform the pathologist or diener (pathologist’s assistant) that there will be an open casket.
 
Q. Will it be visibly noticeable that the brain has been removed?

A. Only on close inspection would anyone discover that a brain tissue collection has been performed.

Q. How do I find a pathologist who will perform the brain donation?

A. Please contact the Brain Bank Coordinator, Jessica Tranovich, at tranovich.jessica@mayo.edu or at 
(904) 953-2439. The Brain Bank has a list of pathologists in the U.S. and Canada and is available to help you 
locate a professional in your area. You can also ask a funeral director or the patient’s neurologists.

Q. Are there other ways to definitely confirm a diagnosis of neurodegenerative disease?

A. While clinical diagnosis has been greatly advanced, there is no way to confirm a diagnosis for most of 
these diseases other than by examining brain tissue. That is why your brain donation provides invaluable 
material for developing less invasive diagnostic tests in the future, such as blood tests or brain scans that can 
be carried out during the lifetime of a patient.

Q. How long does it take for the autopsy report to be released?

A. Please allow up to 90 days for receiving the results of the autopsy. The report will be sent to the person 
who is listed as next-of-kin.

Q. I don’t have any known brain disease; can I still donate my brain?

A. Yes, the Mayo Clinic Brain Bank actively searches for healthy brains that serve as valuable control brains 
in research studies. It is very important to compare pathological changes in diseased brains with healthy 
brains; this helps the scientists to better understand disease processes and consequently to develop novel 
therapeutic strategies. Please contact the Mayo Clinic Brain Bank for more information on healthy brain 
donation.

Please note that CurePSP cannot provide financial assistance for the donation of healthy brains. If you have 
any questions, please do not hesitate to contact Dr. Alex Klein, Vice President-Scientific Affairs at CurePSP, 
at klein@curepsp.org or (347) 294-2872.
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After your decision to donate has been made

Important paperwork is required to perform a legal tissue collection. Please follow the guidelines  
below and complete all four forms. You can download the brochure containing the forms at  
http://www.psp.org/ineedsupport/braindonation/. You may contact Joanna Teters at teters@curepsp.org  
or call 347-294-2871 and we will send you a printed copy of the forms.

STEP 1: Please contact the Brain Bank Coordinator, Jessica Tranovich. She will help you  
understand the next steps and procedures.

Phone:  (904) 953-2439, Monday-Friday, 7 a.m. to 3:30 p.m. (U.S. Eastern time). 
Email: jessica.tranovich@mayo.edu

STEP 2: Enroll in the Brain Bank by completing the Brain Bank Questionnaire (in the above-mentioned 
brochure) and mailing, faxing, or emailing it to the Brain Bank ahead of time. It is important to have this 
information on record once the brain arrives at the Mayo Clinic. It also helps to facilitate the process 
of the autopsy.

STEP 3: The Medical Release Form authorizes physicians who diagnosed and/or treated the patient’s 
neurological disease to send copies of their clinical notes to the Mayo Clinic. Only the patient or the next-
of-kin can authorize the release of these records, which are important to the Mayo Clinic’s researchers. 
Please send copies of this form to all physicians and neurologists (1) who are listed on the Autopsy & 
Research Consent Form, (2) who have treated the patient for a neurodegenerative disease, and (3) 
whose clinical records could provide assistance to the researchers at the Brain Bank.

STEP 4: Complete the Autopsy Information Form. Make sure to have it placed in the patient’s chart or 
medical files. The pathologist will sign and send the form along with brain tissue to the Mayo Clinic 
Brain Bank.

STEP 5: Complete the Autopsy & Research Consent Form, signed by the patient and/or next-of-kin. 
Make sure to have it placed in the patient’s chart or medical files. This is the actual consent for donation 
of a postmortem brain. This form can be signed only by the following individuals in this order: the patient, 
spouse, oldest adult child, parent, adult sibling, guardian, or power-of-attorney. The Autopsy & Research 
Consent Form, with original signature(s), must accompany the deceased along with the Autopsy 
Information Form for the tissue collection to take place. Without a fully signed Autopsy & Research 
Consent Form, no brain donation is possible.

STEP 6: At the time of death, all family members and healthcare professionals need to know of the patient’s 
wish to donate his or her brain. Please make sure that you have the pathologist’s contact details available, so 
that she or he can be contacted immediately.

The Brain Bank Coordinator can answer any questions about the donation process, assist in getting copies of 
the patient’s medical records for use in ongoing research projects, and help locate a pathologist in your area 
to collect the tissue. 

If the patient dies at home, in a nursing home, or with hospice, the funeral home or crematorium will be 
involved in arrangements for the tissue donation. At times, the procedure can be performed at the funeral 
home or crematorium. In other cases, it may be necessary to transport the body to a hospital or medical 
examiner’s office for the procedure. Please note that extra costs might occur in case transportation of the 
body is necessary.
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If the patient dies in the hospital, be sure that the physician has placed an order in the patient’s chart to have 
the tissue collected and sent to the Mayo Clinic Brain Bank.

Please note that it is required to have a pathologist or diener (a pathologist’s assistant) in place to collect the 
tissue. Please remember that the brain tissue can only be harvested within 24 hours after death.

Locating a pathologist
Locating a pathologist can be a difficult task. Please contact Jessica Tranovich at the Brain Bank for help. 
The Brain Bank has a list of autopsy resources around the country and is available to help you locate a  
professional in your area. Please note, CurePSP does not provide a pathologist finder service.

The Brain Bank Coordinator is available to answer any questions you or the pathologist may have. 
The Coordinator will also work directly with the pathologist to ensure that the tissue arrives at the 
Mayo Clinic in a timely and safe manner.

If you have any questions with regard to the process of a brain donation, please call or 
email Jessica Tranovich, Brain Bank Coordinator at the Mayo Clinic. 

Cost of brain tissue donation
The cost of a brain donation (i.e., the cost for the pathologist and – if necessary – for transportation) is  
the responsibility of the family. The Brain Bank covers all other charges, including shipping the brain to the 
Mayo Clinic, as well as all costs associated with performing the autopsy and any research projects using  
the tissue.

At CurePSP, we recognize the fact that the cost of the brain donation can be prohibitive for some families. 
A generous donor has contributed funds to create the CurePSP Brain Tissue Donation Fund. This has 
allowed CurePSP to provide financial assistance of up to $750 to families who wish to donate brain tissue 
but may have financial constraints. If your family needs assistance with the tissue collection costs, please 
call or email Office Manager, Joanna Teters, at 347-294-2871 or teters@curepsp.org. 
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Glossary of Terms

Activities of Daily Living (ADL): Functions that are typically performed as part of a person’s daily 
routine, such as dressing, bathing, eating, toileting, leisure activities, socialization, transferring, walking, 
and other functions of daily living. They are descriptions of physical functions that are useful tools when 
planning helping services for older people.

Acute: Referring to symptoms of abrupt onset, often of marked severity or intensity.

Adult Day Health Care Centers: Adult day health care centers are a program of services provided  
under health leadership in an ambulatory care setting for adults who do not require 24-hour institutional 
care. They offer supervised social and educational activities, including exercise, special events, nutrition, 
music, art, guest speakers, and family counseling.

Akinetic: Referring to absence or poverty of voluntary movement; loss of the ability to move all  
or part of the body.

Alzheimer’s Disease: A progressive degenerative disease of the brain of unknown cause. Alzheimer’s 
disease is characterized by widespread loss of nerve cells, particularly in the outer region of the brain (cere-
bral cortex), with distinctive neurodegenerative changes (including “plaques” and “neurofibrillary tangles”) 
and reduced activity of certain neurotransmitters of the brain. The disease is the most common cause of 
dementia or progressive deterioration of thought processing and acquired intellectual abilities. Associated 
symptoms include initial forgetfulness with increasingly severe memory impairment; disorientation and 
confusion; loss of the ability to recognize familiar people or objects through sensory stimuli (agnosia); and 
speech disturbances. The disorder may also be characterized by restlessness and agitation; an increasingly 
impaired ability to conduct purposeful movements; personality disintegration; and symptoms of psychosis, 
such as the perception of sights, sounds, or other sensations in the absence of external stimuli (hallucina-
tions) and false beliefs of persecution despite evidence to the contrary (paranoid delusions).

Ambulant (Ambulatory): Able to walk; may be used to describe patients who do not require a wheel-
chair or are not confined to bed.

Ambulation: The act of walking.

Antibodies: Specialized proteins that function as an essential part of the immune system. Antibodies are 
produced by certain white blood cells (B cells) in response to the presence of specific, usually foreign pro-
teins (i.e., antigens), helping the body to neutralize and destroy the invading microorganism, foreign tissue 
cell, or other antigen in question.

Antioxidants: Agents that inhibit or neutralize potentially harmful compounds known as free radicals. 
Free radicals are produced during metabolic activity. High levels of free radicals may eventually lead to im-
paired functioning and destruction of neurons and other cell in the body. Certain antioxidants are thought 
to neutralize free radicals before cellular damage occurs.

Apraxia: Loss of the ability to sequence, coordinate, and execute certain purposeful movements and ges-
tures in the absence of motor weakness, paralysis, or sensory impairments. Apraxia is thought to result from 
damage to the cerebral cortex, such as due to stroke, brain tumors, head injury, infection, or neurodegener-
ative disease. It may also occur as a result of impaired development of the cortex as in certain neurodevelop-
mental disorders, including Rett syndrome. Apraxia may affect almost any voluntary movements, including 
those required for proper eye gaze, walking, speaking, or writing.
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Area Agencies on Aging (AAA): The national network of senior service providers funded by Title III 
of the Older Americans Act (OAA) in 1965. They are administered through state and local government by the 
Administration on Aging. The Area Agency on Aging serves the needs of persons 60 years and older.

Assisted Living: Provides assistance for those with the inability to perform some or all of the Activities of 
Daily Living (ADLs).

Assistive Technology (AT): Assistive technology helps individuals with disabilities perform activities 
that may otherwise be difficult or impossible. Examples of AT are wheelchairs, specialized computer 
keyboards, computers, and software that can read print out loud, communication devices that talk for 
individuals, and magnifying devices for those with low vision.

Atrophy: Wasting away or loss of a cell, tissue, or organ due to disease, malnutrition, insufficient blood 
supply, or other causes, such as loss of skeletal muscle mass due to peripheral nerve damage.

Basal Ganglia: Set of brain structures including the striatum and the substantia nigra, deep in the 
cerebral hemispheres. The basal ganglia are primarily involved in motor control, as well as other roles 
such as motor learning, executive functions and behaviors, and emotions.

Bilateral: Having or affecting two sides.

Blink Rate: The number of time per minute that the eyelid automatically closes – normally 10 to 30 times.

Botulinum Toxin (BTX): Any of a group of toxins, designated as A through G, produced by Clostridium 
botulinum bacteria. Localized injection of minute amounts of commercially prepared BTX may help to 
relax an overactive muscle by blocking the release of acetylcholine, a neurotransmitter responsible 
for the activation of muscle contractions. It was originally introduced in the 1970s for the treatment of 
misalignment of the eyes (strabismus) and involuntary contraction of eyelid muscles (blepharospasm) 
associated with dystonia or facial nerve disorders. There are four major forms of botulinum toxin in use 
for the treatment of medical conditions:  onabotulinum toxin A (Botox), incotobulinum toxin A (Xeomin), 
abobotulinum toxin A (Dysport), and rimabotulinum toxin B (Myobloc).

Bradykinesia: Slowness of movement.

Bradyphrenia: Slowness of thought as seen in many brain diseases.

Brainstem: The region of the brain consisting of the medulla oblongata, pons, and midbrain. This area  
of the brain form a connection between other brain regions and the spinal cord. In addition, most of the 12 
pairs of cranial nerves from the brain arise from the brainstem, regulating breathing, digestion, heartbeat, 
blood pressure, pupil size, swallowing, and other basic functions such as reflexes.

Carbidopa: A drug that, when combined with levodopa, slows the peripheral breakdown of the levodopa, 
thereby allowing more of the levodopa to enter the brain.

Case Management: The primary goal of case management is to maintain the highest functioning, safety, 
and independence of each person by linking her or him to the needed services and resources available. 
A case manager will perform a comprehensive assessment in the home to determine a person’s physical 
health, mental health, and safety needs, including limits and strengths. Based on this assessment, the case 
manager prepares a care plan.

Case Managers: Responsible for coordinating and monitoring services, as well as intermittent 
reassessment of the client’s situation. Case management may be licensed or certified by various groups 
depending on the funding agency’s standards.



Central Nervous System (CNS): The brain and spinal cord. The CNS, which receives sensory impulses 
from and sends motor impulses to the peripheral nervous system (i.e., nerves outside the CNS). It controls 
thought, guides movement, registers sensations, controls the activity of all parts of the body.

Cerebellum: A large structure at the lower back part of the brain responsible for the coordination of 
movement and balance, motor learning, and some cognitive function.

Cerebral Cortex: Outer layer of the brain, the wrinkly surface that you see when looking at a whole brain. 
The Cerebral Cortex is responsible for higher thought processes including speech, memory, attention, 
perception, consciousness, perception, and decision making. The cerebral cortex is divided into two 
hemispheres that are connected through the Corpus Callosum. Four different lobes on each side can be 
identified:  the frontal, parietal, temporal, and occipital.

Cerebrospinal Fluid (CSF): The fluid that flows through and protects the brain. One hundred to 150ml 
of CSF flow in the four cavities (ventricles) of the brain, the spinal cord’s central canal, and the space (known 
as the subarachnoid space) between the middle and inner layers of the membrane (meninges) enclosing 
the brain and spinal cord. Laboratory analysis of CSF, usually obtained via lumbar puncture, may help to 
diagnose central nervous system infections, certain tumors, or neurologic disorders. During lumbar 
puncture, CSF is removed from the spinal canal via a hollow needle inserted between certain bones of 
the spinal column within the lower back (i.e., usually the third and fourth lumbar vertebrae).

Certified Nursing Assistants (CNA): Provide bedside patient care under the direction of licensed 
vocational nurses and registered nurses. The CNA usually assists older adults in Activities of Daily Living. 
They may be employed by state nursing facilities.

Chorea: Jerky, irregular, relatively rapid involuntary movement that primarily involves muscles of the face 
or extremities. Choreic movements are relatively simple and discrete or highly complex in nature. Although 
involuntary and purposeless, these movements are sometimes incorporated into deliberate movement 
patterns.

Chromosomes: Thread-like structures within the nuclei of cells composed of DNA (deoxyribonucleic 
acid) that carries genetic information (“the genes”) involved in directing cellular activities, thus controlling 
functioning and determining the expression of inherited traits.

Cognition: Mental actions and the process of acquiring knowledge such as perception, memory, 
awareness, reasoning, judgment, intellect, and imagination.

Complementary and Alternative Medicine: Complementary and alternative medicine, as defined by 
National Institutes of Health, is a group of diverse medical and healthcare systems, practices, and products 
that are not currently considered to be part of conventional medicine. It is important to check when using 
alternative medicine that these therapies were thoroughly tested in evidence-based (and not anecdotal) 
experiments and that they are FDA-approved.

Computerized Tomography (CT) Imaging or Scanning: An advanced diagnostic scanning 
technique during which cross-sectional images of tissues and organs are produced by passing X-rays 
through the body at various angles.

Contractures: Fixed resistance to passive stretching of certain muscles due to shortening or wasting 
(atrophy) of muscle fibers or the development of scar tissue (fibrosis) over joints.

Corticobasal degeneration (CBD): CBD is considered one of the “parkinsonian” disorders, or 
“parkinsonisms.” There are about a dozen such diseases, all of which produce some degree of slowness, 
muscle stiffness, balance problems, and sometimes tremor. Most people with CBD have these things, but in 
addition they have unusual difficulty performing complex limb movements such as cutting food, buttoning, 
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or typing. There is often a tendency to hold part or all of a limb in a fixed posture called dystonia. There can 
also be very rapid, irregular, small movements of muscles called myoclonus. The unusual feature about CBD 
is that it is almost always very asymmetric, with one side affected much earlier and worse than the other. 
In half of people with CBD it’s the left and in half, it’s the right. The side affected has no relationship to the 
person’s handedness.

As its name states, corticobasal degeneration is a loss of brain cells emphasizing the cerebral cortex and the 
basal ganglia. The cortex is the outer layer of the cerebrum, the gray matter where most thinking, speech, 
and sensory perception occur. The basal ganglia are also gray matter, but they’re deeper in the cerebrum and 
coordinate movement. Basal refers to the base of the brain and the ganglia are collections of brain cells in 
one location devoted to a single purpose.

Custodial Care: Usually refers to care rendered in a skilled nursing facility. Custodial care does not 
require a licensed medical provider, such as a nurse or therapist.

Degenerative: Marked by or pertaining to deterioration; particularly, deterioration of the function or 
structure of tissue or changes from a higher to a lower or less functionally active form.

Delirium: A state of frenzied excitement or wild enthusiasm.

Delusions: Persistent, aberrant beliefs.

Dementia: A neurological condition characterized by a progressive decline in intellectual functioning, 
resulting in impaired judgment, memory, and abstract thinking; disorientation; and personality 
disintegration. Dementia may result because of various underlying conditions, including certain 
neurodegenerative diseases, such as Alzheimer’s disease or Huntington’s disease; brain injury or tumors; 
inflammation of the brain (encephalitis); successive strokes; or a condition known as normal-pressure 
hydrocephalus, which is characterized by enlargement of cavities (ventricles) of the brain, with 
cerebrospinal fluid (CSF) pressure at the upper end of normal. Dementia in PSP and CBD, if it does occur, 
does not feature the memory problem that is so apparent in Alzheimer’s disease. Rather, the dementia of 
PSP/CBD is characterized by slowed thought, difficulty resisting impulses, and difficulty synthesizing 
several different ideas into a new idea or plan. These mental functions are performed mostly by the front 
part of the brain (the frontal lobes). In Alzheimer’s, on the other hand, the problem is mostly in the part 
of the brain just above the ears (the temporal lobes), where memory functions are concentrated. 

Differential Diagnosis: Distinguishing between two or more diseases and conditions with similar 
symptoms by systematically comparing and contrasting their clinical findings, including physical signs, 
symptoms, as well as the results of laboratory tests and other appropriate diagnostic procedures.

Dopamine: A chemical that is known as a neurotransmitter. Neurotransmitters help relay messages from 
one nerve cell to another. Dopamine is especially important in relaying messages about movement. The 
most prominent brain area hosting most dopamine neurons is the substantia nigra, which is affected in 
Parkinson’s diseases, and PSP, causing decreased levels of dopamine.

Dopamine Agonist: A drug that acts like dopamine on dopamine receptors to mimic its actions. Such 
medications stimulate dopamine receptors and produce dopamine-like effects. Often used in PD patients.

Dopamine Autoreceptor: A type of dopamine receptor that acts like a thermostat, preventing excess 
dopamine release as levels rise.

Dopamine Receptor: A molecule on a receiving nerve cell (neuron) that is sensitive (or receptive) to 
stimulation (arousal) by dopamine or a dopamine agonist. Several types have been identified including D1, 
D2, and D3 receptors and the dopamine autoreceptor.
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Double-Blind Clinical Trial: A double-blind trial is a clinical experiment in which neither the patients nor 
the researchers are aware of which patients are receiving the active treatment and which are receiving placebo.

Durable Power of Attorney for Health Care (DPAHC): A legal document whereby an individual 
grants authority to someone else to make health care decisions for her or him. These decisions are made if 
the individual becomes incapacitated and include the granting or withholding of life-sustaining treatment.

Dysarthria: Disordered or impaired articulation of speech due to disturbances of muscular control, 
usually resulting from damage to the central or peripheral nervous system.

Dysesthesias: Unpleasant sensations that are produced in response to normal stimuli.

Dysphagia: Difficulty in swallowing. Dysphagia may be associated with esophageal obstruction as well 
as certain neurodegenerative or motor disorders involving the esophagus.

Dyspraxia: Partial loss of the ability to coordinate and perform certain purposeful movements and 
gestures in the absence of motor or sensory impairments.

Dystonia: A neurologic movement disorder characterized by sustained muscle contractions, resulting in 
repetitive, involuntary, twisting or writhing movements and unusual postures or positioning. Dystonia may 
be limited to specific muscle groups (focal dystonia), such as dystonia affecting muscles of the neck (cervical 
dystonia or spasmodic torticollis) or the eyes, resulting in closure of the eyelids (blepharospasm).

Dystonic: Referring to dystonia; sudden jerky or repetitive movements and muscle spasms due to 
impaired muscle tone and abnormal muscle rigidity.

Elder Abuse: Mistreatment of a person 65 years of age or older. Elder abuse may include physical abuse, 
neglect, intimidation, fiduciary abuse, abandonment, or other acts resulting in physical harm or mental 
suffering.

Elder Law Attorney: Attorneys who specialize in legal services affecting the elderly. These services 
include, but are not limited to, conservatorships, estate planning, decedent’s estate, long-term care 
planning, Social Security, and elder abuse.

Electroencephalography (EEG): A noninvasive, diagnostic technique that records the electrical 
impulses produced by brain cell activity. An EEG reveals characteristic brain wave patterns that may 
assist in the diagnosis of neurologic conditions, such as seizure disorders, impaired consciousness, 
and brain lesions or tumors.

Epidemiological Study: Examination of the distribution of disease as well as the determining factors 
related to specific diseases or health-related problems in a specific population.

Essential Tremor (ET): A common, slowly and variably progressive neurologic movement disorder 
characterized by involuntary, rhythmic, “back and forth” movements (i.e., tremor) of a body part or parts. 
In ET patients, tremor is primarily a “postural” or “kinetic” tremor or may be a combination of both types: 
i.e., tremor occurs while voluntarily maintaining a fixed position against gravity (postural tremor) and/or 
when conducting self-directed, targeted actions (kinetic intention tremor). In many individuals with ET, 
both hands are affected, although the condition may sometimes initially be noted in the dominant hand. 
ET also frequently affects the head. Less commonly, patients have tremor involving the voice, tongue, or 
roof of the mouth (palate), leading to impaired articulation of speech (dysarthria). ET may appear to occur 
randomly for unknown reasons (sporadically) or be transmitted as an autosomal dominant trait 
(requiring the inheritance of the abnormal gene from only one parent).
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Executive Function: Executive function refers to a person’s ability to establish a goal and then make 
decisions and put into action activities to meet that goal.

Extended Care Facility: A healthcare center (e.g., skilled nursing facility, long-term care facility, nursing 
home) that typically provides continuation of care after a hospital stay or when patients require care beyond 
that available in their own homes.

Flexion: The act of bending (as opposed to extending) a joint.

Food and Drug Administration (FDA): The FDA is an agency within the U.S. Department of 
Health and Human Services. FDA is responsible for (a) protecting the public health by assuring that foods 
(except for meat from livestock, poultry and some egg products which are regulated by the U.S. Department 
of Agriculture) are safe, wholesome, sanitary, and properly labeled; ensuring that human and veterinary 
drugs, vaccines, and other biological products, and medical devices intended for human use are safe and 
effective; (b) protecting the public from electronic product radiation; (c) assuring cosmetics and dietary 
supplements are safe and properly labeled; (d) regulating tobacco products; and (e) advancing the public 
health by helping to speed product innovations. FDA’s responsibilities extend to the 50 United States, 
the District of Columbia, Puerto Rico, Guam, the Virgin Islands, American Samoa, and other U.S. territories 
and possessions. 

Free Radicals: Free radicals are molecular species that are unstable, highly reactive, and can damage 
biologically relevant molecules such as DNA, proteins, carbohydrates, and lipids thus causing cell damage 
and homeostatic disruption.

Gait Apraxia: Loss of the ability to consciously sequence and execute the movements required to 
coordinate walking. Gait apraxia may result in unsteady walking patterns; “toe-walking”; a widely 
based, jerky gait; and balance difficulties.

Gait: The style or manner of walking. Gait disturbances may be associated with certain neurologic or 
movement disorders (such as PSP, CBD, and MSA), orthopedic conditions, inflammatory conditions 
of the joints (i.e., arthritic changes), or other abnormalities.

Gastrostomy Tube (G-Tube): A plastic tube inserted into the stomach through a surgical incision in the 
abdomen. A gastrostomy tube is used to deliver liquefied food to the digestive system when swallowing 
becomes dangerous or difficult. The most common G-Tube procedure is the percutaneous (through the 
skin) endoscopic gastrostomy (PEG).

Gene: The smallest units of heredity. The information from all the genes, taken together, makes up the 
blueprint or plan for the human body and its functions (genome). A gene is a short segment of DNA, which 
is interpreted by the body as a plan or template for building a specific protein.

Geriatrician: A physician who has had basic postgraduate training in either internal medicine or family 
medicine with an additional one to two years training in medical, social, and psychological issues that 
concern older adults.

Gland: A structure or organ that makes a substance, such as a hormone or chemical, that is used elsewhere 
in the body. Some of these hormones and chemicals are insulin, bile, growth hormone, estrogen, and 
testosterone.

Gray Matter: Nerve tissue that primarily consists of nerve cell bodies, dendrites, and unmyelinated axons, 
thus having a gray appearance. In contrast, white matter predominantly contains myelinated nerve fibers.
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Half Life: The half-life of a drug is the time it takes for the blood level to decrease by half after 
a drug is stopped.

Hereditary: Inherited; inborn; referring to the genetic transmission of a trait, condition, or disorder 
from parent to offspring.

Home Health Care: A skilled health care service provided to individuals who are home-bound and 
limited in their ability to leave their residence. Through intermittent home visits, nurses and therapists 
provide skilled nursing and physical, occupational, and speech therapy. Some personal care may also be 
covered in conjunction with the skilled care. A physician must order and monitor this service, which is 
reimbursed by Medicare and most private insurance plans for a limited period of time.

Homecare Services: Also known as companion care, domestic services, homemaker services, and 
personal care. Homecare (nonmedical) services provide assistance with housekeeping, personal care, and 
Activities of Daily Living (ADLs), all of which help the older adult to remain safely at home. These services 
may also include light housecleaning, meal preparation, doing laundry, grocery shopping, and running 
errands. Additional nonmedical homecare services include feeding, bathing, bowel and 
bladder care, and dressing.

Homeopathy: A system of medicine that is based on the Law of Similars, a belief in which substances 
that cause healthy people to exhibit symptoms can, conversely, be used to restore the body to health. 
Taken from the NIH web site, please read the following key points carefully. More information and a 
general overview can be found at https://nccih.nih.gov/health/homeopathy. 

Key Points: (a) There is little evidence to support homeopathy as an effective treatment for any specific 
condition. (b) Although people sometimes assume that all homeopathic remedies are highly diluted and 
therefore unlikely to cause harm, some products labeled as homeopathic can contain substantial amounts of 
active ingredients and therefore could cause side effects and drug interactions. (c) Homeopathic remedies are 
regulated by the U.S. Food and Drug Administration (FDA). However, the FDA does not evaluate the remedies 
for safety or effectiveness. (d) Several key concepts of homeopathy are inconsistent with fundamental concepts 
of chemistry and physics. There are significant challenges in carrying out rigorous clinical research on 
homeopathic remedies. (e) Tell all your health care providers about any complementary health practices you 
use. Give them a full picture of all you do to manage your health. This will help ensure coordinated 
and safe care.

Homeostasis: Homeostasis, from the Greek words for “same” and “steady,” refers to any process that 
living things use to actively maintain fairly stable conditions necessary for survival. 

Hospice: A special way of caring for a person with a terminal illness. A person is eligible to receive hospice 
care when he or she has a life expectancy of six months or less and choose comfort care, over treatment, to 
cure the illness. A team of physicians, nurses, counselors, therapists, social workers, aides, and volunteers 
focus on the physical, emotional, and spiritual needs of patients and their families.

Huntington’s Disease (HD): A hereditary, progressive, neurodegenerative disorder primarily 
characterized by the development of emotional, behavioral, and psychiatric abnormalities; gradual 
deterioration of thought processing and acquired intellectual abilities (dementia); and movement 
abnormalities, including involuntary, rapid, irregular jerky movements (chorea) of the face, arms, legs, 
or trunk. HD may be inherited as an autosomal dominant trait (inherited only from one parent) or, less  
commonly, appear to occur randomly for unknown reasons (sporadically). The disorder results from 
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abnormally long sequences of information within a gene. Progressive nervous system dysfunction 
associated with HD results from loss of neurons in certain areas of the brain, including the basal 
ganglia and cerebral cortex.

Hypokinetic: Diminished movement and decreased motor function. Some movement disorders 
are hypokinetic, such as Parkinson’s disease, PSP, or MSA.

Hyposmia: A decreased sense of smell.

Idiopathic: A disorder or condition of spontaneous origin; self-originated or of unknown cause. 
The term is derived from the prefix “idio-” meaning one’s own and “pathos” indicating disease.

Inflammation: This is the body’s first response to injury or irritation. The classic signs of inflammation 
are pain, heat, redness, swelling, activated immune response, and loss of function.

Inhibition: The restraint, suppression, or arrest of a process or the action of a cell or organ; the 
prevention or slowing of the rate of a chemical or an organic reaction. The term “reciprocal inhibition” 
refers to the restraint or “checking” of one group of muscles upon stimulation (excitation) and contraction 
of their opposing (antagonist) muscles.

Inhibitor: A substance that blocks, restricts, or interferes with a chemical reaction or other 
biologic activity.

Insidious: Of subtle, gradual, or imperceptible development; referring to the development of symptoms 
that may not be recognized by an affected individual until the disorder in question is established.

Jejunostomy Tube: Similar to a gastrostomy tube, although this tube is longer and is inserted through 
the abdominal wall into the jejunum, the middle section of the small intestine.

Lateral: Sideways; of, on, from, or toward the side.

Levodopa: A drug used to treat Parkinson’s disease. It is also called L-dopa and, in the United States, is 
sold as Sinemet. Levodopa is converted by the body to dopamine, a neurotransmitter that is reduced in 
PD and PSP brains. However, levodopa does not work well in PSP patients. 

Lewy Body Disease: Also called diffuse Lewy body disease or Lewy body dementia. Lewy body disease 
is a common cause of dementia, accounting for approximately 15%-20% of all cases. The age of onset is 
typically in the late 50s through the 70s. Lewy body disease is characterized by more daily fluctuations 
in symptoms than Alzheimer’s disease, as well as more prominent psychosis. Patients are prone to have 
adverse reactions to antipsychotics. Patients also have parkinsonian features early in the disease, including 
slowed movements and rigidity, though usually without tremor. In contrast to PSP and CBD, Lewy bodies 
are not made of accumulated and misfolded tau protein, but consist of misfolded alpha-synuclein. In Lewy 
body disease, the Lewy bodies that cause neurodegeneration are most prominently found in the cortex, or 
surface of the brain, versus in the midbrain with Parkinson’s disease.

Long-Term Care (LTC): An umbrella term referring to comprehensive health care delivered to people 
with functional impairments over an extended time period. An important goal of LTC is to provide care in 
the least restrictive environment (e.g., a person’s home).

Magnetic Resonance Imaging (MRI): A diagnostic scanning technique during which radio waves 
and an electromagnetic field are used to help create detailed, cross-sectional images of specific organs and 
tissues. MRI images can help to diagnose brain atrophy and other pathological changes seen for example 
in PSP, CBD, and MSA. 
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Medicaid: A joint federal/state program of medical assistance for low-income individuals who are aged, 
blind, or disabled, or who are members of families with dependent children. Medicaid has no deductible or 
coinsurance. It typically covers inpatient hospital services, outpatient services, limited stays in skilled 
nursing facilities, limited home health care, lab tests, radiographs, family planning, early and periodic 
screening, diagnosis, and treatment.

Medicare: A federal health insurance program for persons 65 years of age and over, persons considered 
permanently disabled for purposes of the Social Security Act, and persons with end-stage renal disease. 
Medicare is divided into two parts: Medicare Part A and Medicare Part B. Part A, Hospital Insurance 
Benefits, provides some protection against the medically necessary costs of hospital and related 
healthcare. Medicare A is financed through Social Security payroll tax deductions. It covers institutional 
care in hospitals and skilled nursing facilities and care given by home health agencies and hospices. 
No premium is required from persons entitled to retirement or disability benefits from Social Security or 
Railroad Retirement. Part B, Medical Insurance Benefits, is financed through federal contributions and 
the monthly premiums of the enrollees. The monthly premiums are automatically deducted from Social 
Security checks, unless the beneficiary indicates that he or she does not want Medicare B. Medicare B covers 
outpatient services, physician visits, ambulance transportation, and durable medical equipment. It also 
covers some home health care. In addition to paying a monthly premium for Part B, Medicare 
beneficiaries are often required to pay a portion of the cost of the Medicare-covered services they receive. 
This “cost-sharing” takes the form of deductibles and co-insurance amounts. A beneficiary is responsible 
for a minimum of 20% of the Medicare-approved amount under Part B. These amounts may change 
annually and older adults may find these changes in The Medicare Handbook, published annually and 
available at no charge through the Social Security Administration.

Mental Health Services: Provided by psychiatrists, psychologists, social workers, counselors, and other 
mental health professionals. Most clinical services may be provided on an outpatient basis. Crisis services 
are available. Occasionally, brief psychiatric hospitalization in a specialized unit for older adults may be 
required if the problem is more complex.

Metabolism: Refers to the ongoing chemical processes of cells of the body, including catabolism and 
anabolism. Catabolism or so-called “destructive metabolism” is the breakdown of complex chemical 
compounds into simpler substances, typically liberating or releasing energy. In contrast, anabolism 
or “constructive metabolism” refers to the “building up” or conversion of simple substances into more 
complex chemical compounds, requiring energy consumption (provided by catabolic processes).

Multiple System Atrophy:  Multiple system atrophy is a disease of the brain and spinal cord. It is often 
classified as one of the “parkinsonian” conditions because it often resembles Parkinson’s disease, at least for 
the first few years. The resemblance is in the general slowness, stiffness, and balance loss. But MSA usually 
has at least two other important categories of symptoms to some degree. One is impairment of the 
cerebellum, producing a coarse tremor, drunken-appearing walk, and slurred speech. The other is 
impairment of the autonomic nervous system, which maintains such things as blood pressure, sleep, bowel 
action, and bladder emptying. The result can be fainting, insomnia, constipation, and urinary urgency or 
incontinence. Many other less common symptoms can occur, too. 

National Institutes of Health (NIH): The NIH is one of the world’s foremost medical research centers 
and the federal focal point for medical research in the United States. The NIH, comprising 27 separate 
Institutes and Centers, is one of eight health agencies of the Public Health Service that, in turn, is part 
of the U.S. Department of Health and Human Services.
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Necrosis: Cell death.

Nervous System: The nervous system of the human body is divided into two interconnected systems: 
the central nervous system, which is made up of the brain and spinal cord; and the peripheral nervous 
system. The peripheral nervous system is further divided into the somatic nervous system (made up of 
peripheral nerve fibers that send sensory information to the central nervous system and motor nerve fibers 
that project to skeletal muscle) and the autonomic nervous system regulating the functions of our internal 
organs such as the heart, stomach, and intestines, but also muscles in the skin (around hair follicles and 
smooth muscles around blood vessels, in the eye (the iris), in the stomach, intestines and bladder, and of 
the heart (cardiac muscle).

Neurodegenerative: Marked by or pertaining to neurologic degeneration; deterioration of the 
structure or function of tissue within the nervous system.

Neuroimaging: The production of detail, contrast, and clearness in images of the brain and spinal cord 
(central nervous system) using computed tomography (CT) scanning, magnetic resonance imaging (MRI), 
positron emission tomography (PET) scanning, or other imaging techniques to assist in diagnosis, 
treatment decisions, or research.

Neuron: An individual nerve cell.

Neuropsychologist: Usually a state-licensed psychologist with expertise in evaluating and treating 
people who suffer from a brain disorder or organic problem. Neuropsychologists may play a pivotal role 
in the diagnosis and treatment of mental and emotional problems caused by brain dysfunction.

Neurotoxin: A substance that interferes with the functioning of nerve cells (neurons), preventing them 
from communicating with each other.

Neurotransmitter: A specialized substance (such as norepinephrine or acetylcholine) that transfers 
nerve impulses across spaces between nerve cells (synapses). Neurotransmitters are naturally produced 
chemicals by which nerve cells communicate. Neurotoxins can also lead to neurodegeneration, causing  
cell death and brain atrophy.

Nucleus: The part of the cell that contains the genetic material (the chromosomes); it is surrounded by a 
membrane called the nuclear envelope.

Nurses: People who care for individuals of all ages, families, groups, and communities, sick or well in all 
settings. Nursing includes the promotion of health, prevention of illness, and the care of ill, disabled, and dying 
people. Other important roles nurses assume include patient advocacy, promoting safe environments,  
conducting research, participating in shaping health policy, health systems management, and health  
education.

Nursing Home:  Also known as skilled nursing facilities and long-term care facilities, are licensed by the 
states to provide skilled, 24-hour nursing and rehabilitation care. Generally, older adults who are bedridden, 
cannot feed themselves, or who require skilled nursing assistance are appropriate for this level of care.

Occupational Therapists (OTs): Primarily focused on the “occupation” – what people do each day. 
This means helping individuals with PSP, CBD, and MSA find new ways of doing the activities that mean 
the most to them. OTs help both patients and carepartners to problem solve and create new ways to make 
routine activities easier and safer.
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Orthostatic Hypotension: A sudden decrease in blood pressure that occurs when the affected individual 
sits up or stands. In some cases, it may occur as a side effect of certain medications.

Oxidative Stress: A process in which substances called free radicals (see above) build up in the cells as the 
cells convert nutrients into energy. The free radicals can damage different parts of the cells causing stress to 
the cell and impairing its functioning. The free radicals can be counteracted by antioxidants (for example, 
Coenzyme Q10 acts as a scavenger of free radicals).

Palliative Care: Specialized medical care for people with serious illness. This type of care is focused on 
providing relief from the symptoms and stress of a serious illness. The goal is to improve quality of life for 
both the patient and the family. Palliative care is provided by a specially trained team of doctors, nurses, 
and other specialists who work together with a patient’s other doctors to provide an extra layer of support. 
It is appropriate at any age and at any stage in a serious illness. This type of care treats pain, depression, 
shortness of breath, fatigue, constipation, nausea, loss of appetite, difficulty sleeping, anxiety, and any other 
symptoms that may be causing distress.

Parkinson’s Disease (PD): A slowly progressive neurodegenerative brain disorder characterized by 
slowness or poverty of movement (bradykinesia), rigidity, postural instability, and tremor primarily while at 
rest. Additional characteristic findings include a shuffling, unbalanced manner of walking; forward bending 
or flexion of the trunk; a fixed or “mask-like” facial expression; weakness of the voice; abnormally small, 
cramped handwriting (micrographia); depression; or other symptoms and findings. Such abnormalities are 
thought to result from progressive loss of nerve cells within a certain region of the substantia nigra of the 
brain and the associated depletion of the neurotransmitter dopamine.

Pathogenesis: The origination and development of a disease.

Peripheral Nervous System: The peripheral nervous system is that portion of the nervous system 
outside of the brain and spinal cord (see central nervous system).

Physiatrist: A physician with additional postgraduate training in physical medicine and rehabilitation.

Physical Therapists (PTs): Health care professionals with extensive clinical experience who examine, 
diagnose, and then prevent or treat conditions that limit the body’s ability to move and function in daily life.  
They can help improve or restore mobility by applying research and proven techniques. Physical therapists 
provide care for people in a variety of settings, including hospitals, private practices, outpatient clinics, 
home health agencies, schools, sports and fitness facilities, work settings, and nursing homes.

Placebo: The sheer anticipation of new drug, surgery, or procedure that could potentially end the 
suffering of a patient can provide improvement of symptoms for a period of time. Hence in a clinical trial 
setting, a substance or procedure that appears to be identical to the treatment under study but that has no 
effects on the test subject, will be given to one group of study participants. At the end of a study when all data 
are analyzed, the placebo group are compared to the group who received the new active drug or procedure 
(called the treatment group). If only the treatment group improved, the drug or procedure had a unique 
positive effect on patients. If both groups improve to the same degree or do not change, the placebo group 
proved that the new drug or procedure is not effective.
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Positron Emission Tomography (PET): An advanced, computerized imaging technique that uses 
harmless radioactive tracer substances (e.g., modified glucose) to demonstrate chemical and metabolic 
activities in the brain. PET images then display areas with normal, increased, or reduced activity that can be 
interpreted by radiologists to identify disease or normal function.

Postural Instability: Unsteadiness of gait or standing.

Progressive Supranuclear Palsy (PSP): PSP is a neurodegenerative disease (occasionally referred 
to as Steele-Richardson-Olszewski syndrome, after the three physicians who first described the disease in 
1963). The most common first symptom, which occurs, on average, when a person is in her or his 60s, is loss 
of balance while walking. This may take the form of unexplained falls or of a stiffness and awkwardness in a 
person’s gait that can resemble Parkinson’s disease. Sometimes the falls are described by patients as attacks 
of dizziness. This often prompts the doctor to suspect an inner ear problem or hardening of the arteries  
supplying the brain. The second most common form of PSP is called PSP-parkinsonism. Its early stages 
more closely resemble those of Parkinson’s disease, with less emphasis on balance problems and behavior 
changes and more on tremor. These typically have a better early response to antiparkinson drugs than is 
typical for PSP. PSP-parkinsonism comprises about a quarter of all PSP cases. 

Balance difficulty, usually with falls, is the first symptom in a majority of people. Other common early  
symptoms can be misinterpreted as depression or even as senility. These include forgetfulness and  
personality changes, such as loss of interest in ordinary pleasurable activities or increased irritability.  
Less common early symptoms are trouble with eyesight, slurred speech, mild shaking of the hands, and  
difficulty driving a car. Freezing of gait can be a first and only symptom for several years and difficulty  
finding words, or aphasia, can be a first and most prominent issue.

Prevalence: Refers to the number of people in a given group or population who have a disease.

Psychiatrist: A board-certified psychiatrist has at least three years of specialty training after receiving  
an M.D. degree, and is a medical doctor who specializes in mental disorders. A psychiatrist is uniquely  
qualified to assess, diagnose, and treat mental and physical conditions.

Psychologist: A doctoral-level specialist in psychology, licensed by the state to practice professional 
psychology (e.g., assess and treat), teach psychology as a scholarly discipline, or conduct research. 
Psychologists are usually qualified to provide psychotherapy, administer psychological and educational 
tests, and diagnose and treat mental and psychiatric disorders.

Pulmonary: Referring to the lungs.

Range of Motion (ROM): The extent of a joint’s free movement. The normal ROM of the elbow, for  
instance, carries the forearm through a half-circle. Passive ROM is tested while the limb is relaxed.  
Active ROM is movement controlled by the patient.

Registered Nurse (RN): A registered nurse (RN) acts upon the order of the physician, providing and 
directing nursing care services. Additionally, an RN utilizes agency and community resources to fulfill 
individual patient goals developed in coordination with patients and family.

Residential Care Facilities for the Elderly (RCFE), also known as Board and Care: Care in 
a setting that resembles a person’s home. These are small facilities of about six to eight residents that care 
for older adults who need assistance with Activities of Daily Living (ADLs). Board and Care facilities are 
licensed by the state’s department of social services.
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Respite Care: The temporary alleviation of the caregiver’s responsibility and involvement with the 
patient. It can be obtained through adult day care or in-home agencies.

Retirement Home (Facility): Special complexes of apartments or private homes that provide a 
supportive environment for seniors, but allow residents to remain somewhat independent. Residents have 
their own living space (apartment or room) and services provided vary greatly. Examples of services are 
meals in a central location, laundry facilities, housekeeping, bathing assistance, dressing, and assistance 
taking medication.

Rigidity: Stiffness and resistance to movement. May be a symptom of a neurologic movement disorder 
such as Parkinson’s disease.

Senior Center: A community facility for the organization and provision of a broad spectrum of services, 
including provision of health, social and educational services, and recreational activities for older persons.

Sialorrhea: Excess production of saliva, or increased retention of saliva in the mouth resulting  
from difficulty swallowing.

Side Effect: An effect of a drug that is not the main or intended effect. Side effects may be of no concern, 
or they may be bothersome or even dangerous, in which case they may limit the upper dose a patient can 
tolerate. Side effects are also called adverse effects and are closely monitored for through vigorous clinical 
testing.

Social Worker: A professional trained to work with individuals, couples and families around a wide 
variety of problems including those arising from medical and mental health concerns. Social workers 
are also knowledgeable about community resources and how to access them. 

Striatum: See also basal ganglia for more information. The striatum is an area of the brain that controls 
movement and balance. It is connected to and receives signals from the substantia nigra.

Substantia Nigra: See also basal ganglia for more information. The substantia nigra is an area in the 
brain that controls movements and is the origin of most nerve cells that use dopamine as messenger to 
communicate with other nerve cells. Degeneration of cells in this region may lead to a neurologic 
movement disorder such as Parkinson’s disease or PSP.

Tauopathy: A class of neurodegenerative disorders that have the pathologic aggregation of the tau protein 
as the common denominator. Examples for tauopathies are PSP, CBD, CTE, and Alzheimer’s disease.

Toxin: A poisonous substance that is produced by a plant or animal.

Tremor: Rhythmic, involuntary, oscillatory (or to-and-fro) movements of a body part.



Resource Directory

A

AARP (American Association of Retired Persons) • 800-424-3410 • www.aarp.org
American Massage Therapy Association • 847-864-0123 • www.amtamassage.org
American Occupational Therapy Association  • 301-652-2682  • www.aota.org
American Parkinson Disease Association • 800-223-2732 • www.apdaparkinson.org
American Speech-Language Hearing Association • 800-638-8255 •  www.asha.org

B

Benign Essential Blepharospasm Research Foundation • 409-832-0788  • www.blepharospasm.org
Biotene (dry mouth)  •  800-922-5856  • www.laclede.com
Botox  • 800-44-BOTOX  • www.botox.com

C

Centers for Medicare/Medicaid Services Regional Administrator  • 800-633-4227  • www.cms.gov

D

E

Eldercare Locator • 800-677-1116 •  www.eldercare.gov
Eldercare Web  • www.elderweb.com

F

Family Caregiver Alliance  • 800-445-8106  • www.caregiver.org

G 

H

Healthcraft Products  •  613-822-1885  • www.healthcraftproducts.com

I

International Society for Augmentative and Alternate Communication  •   
905-850-6848  •  www.isaac-online.org

J 

K

L

M

Meals-on-Wheels Association of America  • 703-548-5558  • www.mowaa.org
Medicare, 800-633-4227  • www.medicare.gov
Movement Disorder Society  •  414-276-2145  • www.movementdisorders.org
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N

National Academy of Elder Law Attorneys  • www.naela.org
National Association of Professional Geriatric Care Managers • 520-881-8008 • www.caremanager.org
National Center for Complementary and Alternative Medicine  •  888-644-6226  • www.nccam.nih.gov
National Council on Aging  •  202-479-1200  • www.ncoa.org
National Family Caregivers Association • 800-896-3650 •  www.nfcacares.org
National Hospice and Palliative Care Organization  • 703-837-1500  • www.nhpco.org
National Institutes of Health  •  301-496-4000  • www.nih.gov
National Institute of Neurological Disorders and Stroke (NINDS) • 800-352-9424 •  www.ninds.nih.gov
National Long-Term Care Ombudsman Resource Center  • 202-332-2275  • www.ltcombudsman.org
National Organization of Rare Diseases (NORD) • 203-744-0100 • www.rarediseases.org
Neuro-Optometric Rehabilitation Association • www.nora.cc

O 

P

Q 

R

S

Social Security Administration  • 800-772-1213  • www.ssa.gov

T 

U

V

Veteran’s Helpline  • 800-827-1000  • www.va.gov

W

Well-Spouse Foundation  • 800-838-0879  • www.wellspouse.org

X 

Y 

Z
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