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As this is the “love” month, I have dedicated this newsletter to our caregivers—
those brave and spirited folks who walk beside us in our journey with facial pain.
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What you provide to those of us who struggle with neuropathic facial pain is far more valuable than any medical
treatments we could ever utilize. Thank you for your commitment and your care! What follows are some
suggestions for living out your caregiving roles in ways that add to your own health and well-being.

1 - Give Your Own Health Priority

You may have heard the often-used adage likening caring
for your loved one is rather like being on an airplane when
the oxygen mask descends in front of you. What are you
supposed to do? The rule is to first put on your own
oxygen mask before you assist anyone else. Only when
we first help ourselves can we effectively help others.
Caring for yourself is one of the most important—and one
of the most often overlooked principles of caregiving.
When your needs are taken care of, the person you care
for will benefit, too.

2 - Reduce Personal Stress

How we perceive and respond to an event impacts how we
adjust and cope with it. The stress you feel is not only the
result of your caregiving situation but also the result of
your perception of it—including whether your caregiving is
voluntary or if you feel you had no choice; your
relationship with the care recipient; your personal coping
abilities; and your personal caregiving situation. Each of
these variables impact your own level of personal stress.



Steps to Managing Stress

Recognize warning signs early. These might include
irritability, sleep problems, and forgetfulness. Know your
own warning signs, and act to repair the wear you've
experienced. Don't wait until you are overwhelmed.
Identify sources of stress. Ask yourself, "What is
causing stress for me?" Sources of stress might be too
much to do, family disagreements, feelings of inadequacy,
inability to say no.

Identify what you can and cannot change.
Remember, we can only change ourselves; we cannot
change another person. When you try to change things
over which you have no control, you will only increase
your sense of frustration. Ask yourself, "What do I have
some control over? What can I change?" Even a small
change can make a big difference. The challenge we face
as caregivers is well expressed in words from the Serenity
Prayer:

...Grant me t he
Accept the things I cannot change,
Courage to change the things I can,
And the wisdom to know the
difference.

Take action. Taking some action to reduce stress gives
us back a sense of control. Stress reducers can be simple
activities like walking and other forms of exercise,
gardening, meditation, having coffee with a friend.
Identify some stress reducers that work for you.

3 ¢Seek Needed Solutions

Seeking solutions to difficult situations is an important
tool for caregivers. Once you've identified a problem,
taking action to solve it can change the situation and also
change your attitude to a more positive one, giving you
more confidence in your abilities.

Steps for Seeking Solutions

1 Identify the problem. Look at the situation with
an open mind. The real problem might not be
what first comes to mind. For example, you think
that the problem is simply that you are tired all
the time, when the more basic difficulty is your
belief that "no one can care for John like I can."
The problem? Thinking that you have to do
everything yourself.

1 List possible solutions. One idea is to try a
different perspective: "Even though someone else
provides help to John in a different way than I do,
it can be just as good." Ask a friend to help. Call
Family Caregiver Alliance or the Eldercare Locator
(see Resources List) and ask about agencies in
your area that could help provide care.

1 Select one solution from the list. Then try it!

1 Evaluate the results. Ask yourself how well your
choice worked.

1 Try a second solution. If your first idea didn't
work, select another. But don't give up on the
first; sometimes an idea just needs fine tuning.

1 Use other resources. Ask friends, family
members and professionals for suggestions.
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serenity

1 If nothing seems to help, accept that the
problem may not be solvable now. You can
revisit it at another time. Sometimes just telling
yourself to be patient, helps alleviate the emotion
behind it.

4 - Communicate Constructively

Being able to communicate well is one of a caregiver's
most important tools. When you communicate in ways
that are clear, assertive and constructive, you will be
heard and get the help and support you need. Below are
some basic guidelines for good communication.

Communication Guidelines
1 Use "I" messages rather than 'you"
messages. Saying "I feel angry" rather than
"You made me angry" enables you to express
your feelings without blaming others or causing
them to become defensive.

1 Respect the rights and feelings of others. Do
not say something that will violate another
person's rights or intentionally hurt the person's
feelings. Recognize that the other person has the
right to express feelings.

1 Be clear and specific. Speak directly to the
person. Don't hint or hope the person will guess
what you need. When you speak directly about
what you need or feel, you are taking the risk
that the other person might disagree or say no to
your request, but that action also shows respect
for the other person's opinion. When both parties
speak directly, the chances of reaching
understanding are greater.

1 Be a good listener. Listening is the most
important aspect of communication.
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5 - Ask for and Accept Help

When people have asked if they can be of help to you,
how often have you replied, "Thank you, but I'm fine."
Many caregivers don't know how to marshal the
goodwill of others and are reluctant to ask for help.
You may not wish to "burden" others or admit that you
can't handle everything yourself. However, people do
want to help you. Here are two ideas to consider:

Be prepared with a mental list of ways that others
could help you. For example, your neighbor could pick up
a few things for you at the grocery store or a relative
could fill out some insurance papers. When you break
down the jobs into very simple tasks, it is easier for
people to help. And they do want to help. It is up to you
to tell them how.

Help can come from community resources, your church,
your neighborhood, family, friends and professionals. Ask
them. Don't wait until you are overwhelmed and
exhausted or your health fails. Reaching out for help when
you need it is a sign of personal strength.

6 - Learn from Your Emotions

It is important to recognize when your emotions are
controlling you. Our emotions give us messages we need



to listen to. They exist for a reason. However negative or
painful they may be, our feelings are useful tools for
understanding what is happening to us. Even feelings
such as guilt, anger and resentment contain important
messages. Learn from them, then take appropriate action.

For example, when you cannot enjoy activities you
previously enjoyed, and your emotional pain over-
shadows all pleasure, it is time to seek treatment for
depression. Speaking with your physician is the first step.
Caregiving often involves a range of emotions. Some
feelings are more comfortable than others. When you find
that your emotions are intense, they might mean the
following:

That you need to make a change in vyour
caregiving situation.

That you are grieving a loss.

That you are experiencing increased stress.

That you need to be assertive and ask for what
you need.

Summing Up

It is not selfish to focus on your own needs and desires
when you are a caregiver—it's an important part of the
job. You matter to many others who love and care about
you, and who will help you to take care of yourself.

I want to credit the Family Caregiver Alliance- Web
Site with many of these ideas: www.caregiver.org

-

I want to introduce you to Jean and
Claude  Aldridge from Leawood, Kansas.
Claude was diagnosed with TN in April of 2002,
and both of them are focused on living well
despite the pain. | asked Jean if she would share
her advice for helping loved ones who have facial
pain. Jean had much to share which will
encourage and challenge you:
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G¢KS KINRSad
for me to help Claude, is to take care of myself. Itis

horribly difficult to watch someone you love live with
facial pain. Others may not see the pain, but you do.
And it can take a toll.€

CFirst, | had to seek spiritual strength. | had to deal with
understanding how God would allow this terrible thing
to happen to someone as wonderful as Claude. | went
to my priest, and through his guidance, along with my
own personal wrestling with the issue, | have come to
believe that God did not desire for Claude to have this
illness, yet He is the best one who can help us through
it. The truth is, it is not a fair world, but we are only
here for a short time. As a Catholic, | was taught to
believe in purgatory. However, | believe that Claude
will not go there when he dies, like most of us. Instead,
| believe he will go straight to Heaven.£

0Second, for a long time | ignored the importance of
keeping myself healthy. Then, | realized that iT L
take care of myself, | might not be around to help
Claude. | had to make my health a priority. Now, | work
out twice a week, and it helps me to feel stronger and
healthier.€

GThird, | believe support-givers must verbalize our
painful emotions. | will express out loud something like
this, Wam angry that | have so much to do and Claude
OF yald WStgA K
a voice to my feelings, it helps me to rise above them. |
recommend that supporters write in a journal, or
express their feelings to a family member or close
friend® €

OThere are many things | cannot do for Claude; for
example, as much as | wish | could share his pain, |
OFyQi o | 26 SASNE
| can do for Claude. For example, | can become
educated so that | better understand his pain, which
also helps me to educate others. In our TNA Support
Group, we say that Wy 2 gf SR3IS Al wd
always encourage the supporters to attend our group,
along with those who actually have the facial pain so
that they get the help they need as well.

A also help Claude by keeping a detailed list of all the
medications he is on (or has been on) KA a
names and phone numbers, procedures he has had
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http://www.caregiver.org/

done for his facial pain, and even Emergency Room plenty of things he can do around the houset they are
instructions that his neurologist typed up for us on his just different things nowt that require less exertion.
letterhead at our request.€

We have learned to be more creative about establishing
&n addition, | have learned that | O | Yy Oslippodtide of new duties and chores that are just as important® €
Claude, if | am under a great deal of stress. Now, | say
Yy2Q 0z Fa Y yywanWkidikeBaudel 8 § §0a S| epréssediaBout 8 ilinesk One of my
Klha G2 abg FYR2QA> RREY QRZ YIS S (gles is to offer Claude ongoing support and hope by

excuses, or feel badly about doing so.€ reminding him that we are in this together and telling
) him for exampleZh W 8 = L | ngBt dow.ABUtQ A ¢
0Socially, | need to feel okay to take a break. Although | g8 INB y2(i 3a@iy3a (G2 3IAPS dz

always feel a bit guilty about going out and Jeaving

Claude, itreally R2 54 NBSYSNHAI S YS OFinally, | think it is important that we do not wear the
important for supporters to have fun, and to not give up mantle of illness all the time. When we determine that
the things theyey 2 2 & ® € we are going to find ways to live well despite the
disease, we will find many blessings along the way. | am
now more grateful for the little things ...for example, it
helps me to remember that as bad as this illness is, it is

OClaude is very capable and independent, and he
R2Say Qi ¢l yid YS Howeverdht alza & £

FVQ% Sa )/99 ‘Z:’ I )/u Yé, l;' 2 0Oz Y L S ljnot terminal. | am very glad that it cannot take- Kl
f S N;VSR uaKIF Al Qa HZZRLIJ:FZ[\GaUdeQé f ATS D¢ ‘
Oy &4SS e3oba@ddyS| R OOV HE L S
This way | acknowledge his paiAn'without ffsﬁi‘”g over _ O hope this helps others who support people with facial
Ff)\ YZ I YR AF¥ 5 K S|f\dﬁ:dteyfumb1m a8l K'S pain. 1t is a difficult path, and | am thankful that
glhytd a2 R2 azde comfortandencourage.com has come along to help us.
00ne of the hard things for people who have this illness,
is knowing what they can and cannot do regarding Jean Aldridge
shared duties and chores at home. There are some Leawood, Kansas
things Claude cannot do anymore because of his
LI Ay Xt A1 Ssno&;K Bo@&dr, Athérd are still
Question from a Reader:
Consider the person’s special abilities and interests.
Does he enjoy cooking but dislike driving? Then, ask
I have a hard time asking for help, him to help with meal purchase or preparation.
because | know everyone is busy with Be prepared for hesitancy or even refusal. Although,
their own lives. Any suggestions? itos disappointing when a

to help, in the long run, it would do more harm to the
relationship if the person helps only because he doesn't
want to upset you. To the person who seems hesitant,
simply say, "Why don't you think about it." Try not to
take it personally when a request is turned down. The
It s muchebtarderheélop t han tpapsondstumieg dawh the task,motypd. Yd s o, do

L. Jones, Facial Pain patient from Colorado

think? 1 would certainly rather be cutting someone a refusal prevent you from asking for help again. The
el s e 6 dor eyamp@estisan needing someone else to person who refused today may be happy to help at
cut my grass! another time.
) Ask directly. Dondét sfalyt &dshisnly a
Here are some suggestions: would you consider grocery shopping for me
someti me?0 Thi s request
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important to you. Use "I" statements to make specific Give the person time to think about how he/she can help
request s: " c a n O te rightonowi n t goudndteask guestmrs.er y st or

because the cold air causes head pain. Would you mind Show your thanks. Be sure to thank those who are

shopping for me when you go?0 helping you, verbally, or in writing. Be a good friend to
them, and keep them informed of how you are doing.

L K2LI)S @&2dz ¢ SNB I oDASF (iS2R whithiyGRKa
first aired on TNT February 7. Cuba Gooding, left, played Dr.
Benjamin S. Carson, right, in this movie which is émore than just
an inspirational tale of overcoming seemingly impossible odds to
succeed according to TNT executive Michael Wright® It i& a
rare story of finding something deeper and more meaningful in
| life, while facing the challenges of the world with faith, hope and
102 dzNY 3 S ¢

Dr. Carson is director of pediatrics at Johns Hopkins Hospital.
However, in addition to treating children, Dr. Carson also treats
adults with trigeminal neuralgia. He performed my past two
facial-pain related surgeries and | can attest to his skill and his convictions. The facial pain community is blessed to have
such a top-notch surgeon as well as such a compassionate and strong man in our corner.

Dr. Carson also received the Medal of Freedom from former President, George W. Bush, in June 2008 for his work
with neurological disorders and overall contributions to medicine.

| hope you havefound this newsletter helpful

| would like to thank ¢ b ! QMiddle Please email me wityour comments, questions
Tennesee Facial Pain and TN Support or suggestions. Or, better vyet,

Groupé for listing comfortandencourage submitting a writing of your own tohelp others
.com as a resource in their January who struggle with trigeminal neralgia and

newsletter!

related facial pain. You can email me
jujujujudi@aol.com

Goals of Comfort and Encourage, LLC

To provide practical, and inspiring help to those who suffer from Trigeminal Neuralgia (TN) and related facial-pain
syndromes, along with their care-givers and medical practitioners.

To demonstrate how great value, joy and purpose may stil | be found in oneds | ife desrtg
the immobilizing fear that most hold about pain.

To increase the understanding of how to accommodate those who suffer with facial pain, so that they may be more
actively engaged with their communities.

Note: ! 1 ye GAYS @2dz gAa&aK (G2 aG2L) NBOSAQAYy3a (KSasS ySs:
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