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when you believe a medical procedure or treat-
ment is not in your child’s best interest.

Hospitals can make you lose confidence,
especially if you’ve had limited experience
with them. The medical environment is com-
plex and full of rules and policies. You must
face the occasional crisis. You hear medical
language and see technical equipment. You
may visit the hospital when you’re at your
most vulnerable —when your child is injured,
hurt, and scared. You may be so upset about
your child’s injury that you readily give up
personal responsibility for decision making,
and hand it to the medical experts.

But this is when your child most needs
you to be an empowered advocate. He needs
you to think, speak, and act competently and
clearly on his behalf. He needs you to work
as a team player with his medical caregivers.
Your child needs you to ask questions and
eventually make decisions about his treatment —
even if your decisions differ from those of the
medical establishment.

‘What are some concrete ways to become
empowered in medical situations?

1. Get involved. When the infusion is

difficult, hold and comfort your child.
Learn about ports and prophylaxis so
that when you discuss them with your
doctor, you can ask pertinent questions
and make informed decisions.

2. Change your focus. Instead of concen-

trating on your child’s crying during
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an exam or treatment, concentrate on
learning the infusion procedure. Or
refocus your thinking by repeating silently,
I'll soon have my baby laughing again.
‘When it’s time to go to the ER, do you
grumble about how it interrupts your
work, or complain that you’ll get caught
in traffic? Change your focus. Make it
an indoor picnic, or take a special trip to
a favorite fast-food restaurant afterward.
Tell a creative story about knights and
dragons as you wait for the doctor. “Ex-
amine” and “infuse” a teddy bear while
you wait. See the ER visit as an unex-
pected opportunity for learning, creativity,
compassion, and family togetherness.

. Take action. If you and your doctor

disagree on treatment, ask questions:
“Why must this procedure be done?”
“Why are you doing the infusion this
way?” “Can we infuse first, and x-ray
later?” “May we have another nurse to
perform the needlestick now?” “Can
you give me literature on the safety of
port surgery?” Asking questions is not
disrespectful. You have a right to ask
questions about your child’s medical
treatment. You’ll learn something new,
and you may even spot an error in treat-
ment, perhaps sparing your child unnec-
essary needlesticks and pain. Trust your
parental intuition. It’s almost never wrong.
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In the same way, you can help the childlike part
of yourself. Verbalize or write down your
feelings, and give them a name. When you find
yourself crying a lot, say or write, “I am feeling
sad, and crying helps relieve the sadness.”
‘When you're breathing fast, ready to punch
something or slam a door, say, “T am so angry
right now! I feel like a volcano!”

Giving each feeling a name can help you
recognize the difference between what you feel
and how you act on your feelings. In our earlier
example, the father expresses anger toward his
child’s doctor. Because the anger is really
masking fear, focusing on anger won’t help this
father address his deeper emotion. Rather than
fight with the doctor, this father could choose
instead to overcome his fear by learning about
the medical procedure and its risks, and by
asking what he can do in the future to facilitate
good treatment.

Instead of identifying and naming your
feelings, you can choose to ignore them—but
this is not empowering. It’s difficult, if not
impossible, to banish or ignore negative or
intense feelings. You may turn to distractions:
overeating, drinking too much alcohol, computer
gaming, working extra hours, or watching TV.
Instead, look for a way to channel intense
emotions into something positive. But how can
you make something positive from something
that feels negative? Feeling shock or numbness
after hearing a diagnosis of hemophilia is normal.
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Knowing what you want requires
awareness of what happens to you inter-
nally —your feelings, thinking patterns,
physical state, and beliefs. It also requires
awareness of what happens to you exter-
nally —how people and events affect you,
and how you affect others.

How can you become more aware? Start
by observing how you problem solve. Do you
spend a lot of time worrying or obsessing about
the current challenge you face? If you do,
you’re probably focusing on what is happening
or what will happen, instead of focusing on
what you can make happen. You may repeat the
same stories and concerns, over and over, to
your neighbors, co-workers, relatives, and
friends. When your child has just been diag-
nosed with hemophilia, do you spend all your
time worrying about whether he will be treated
differently in kindergarten? Or about the sports
he won’t be able to play? Or do you fret about
where this disorder came from? How much
time do you spend repeating these concerns
to others?

Liberty means responsibilizy.
That is why most men dread ir.
—GEORGE BERNARD SHAW

Instead of dwelling on a problem, try to
spend more time on a solution. This means
you need to respond with action. Your child has
hemophilia: How can you learn more about it?
Have you scheduled an appointment with your
HTC? Have you contacted National Hemophilia
Foundation (NHF) or Hemophilia Federation
of America (HFA)?!Have you subscribed to
hemophilia magazines or ordered books? Have
you checked out pertinent websites or searched
for hemophilia groups on Facebook?

Let’s look at some concrete ways to become
more empowered about hemophilia. In the next
few pages, you’ll find illustrations of ways you
might respond in a variety of situations. As you
look at these illustrations, note the advice in the
right-hand column. Keep in mind that you want
to focus 90% of your energy, time, and attention
on finding solutions. Focusing on solutions is a
proven way to accept responsibility, become
empowered, and achieve results.

Set Goals

Setting goals is a great way to become empow-
ered. Goals help you take stock of the present
while preparing for what you want to achieve in
the future.

Goals are targets. They help you focus
your energy through manageable steps that
produce results. When life is most challeng-
ing—and hemophilia brings many chal-
lenges— you may feel that you’ve lost your
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But after you name the emotion, you can
channel the numbness into simple activities
like taking the baby for a walk, bathing him,
or taking a drive. Numbness can also be a sig-
nal to take care of yourself: talk to a friend,
share your worries, take a hot bath, garden or
do yoga. Anger without action can make you
seethe and boil inside, cursing yourself or
cursing fate. And this may cause you to feel
depressed. You hurt mentally, physically, and
spiritually. If you acknowledge that anger is the
emotion you are feeling, you can try channeling
it into healthy activity. Call a trusted friend to
vent, go for a walk, play with your dog, or
engage in a favorite hobby.

In summary, here are the keys to identifying
and handling your feelings:

1. Look behind the immediate feeling to
the core emotion.

2. Check your physical response for clues.

3. Name your emotions.

4. Channel your emotions into healthy
responses.

Don’t Internalize

‘When you simmer internally about hemophilia
or hide your sadness from your loved ones,
you avoid identifying and acting on your
emotions. You keep your feelings inside
instead of sharing what’s bothering you.

‘Why do some people internalize their pain?
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Acknowledging pain requires us to tell
others about it, act on it, and eventually begin
healing. Yet some of us feel safer when we
internalize our emotions. We worry that if we
start crying, we won’t stop. We think that we
must maintain our role as the strong one.
Internalizing our feelings allows us to accuse
or blame silently: “This is your (or my) fault!”
Denying our feelings allows us to overindulge
in other activities, and distracts us from identi-
fying and responding to our feelings.

To avoid internalizing painful thoughts
and feelings, seek support from your family,
local hemophilia organization, HTC, or other
parents of children with hemophilia. You can
also get expert assistance from a qualified
therapist or social worker. Avoid excuses:
“I'live too far away from an HTC,” or “I
have no one to talk to,” or “Therapists are
too expensive.” Your HTC may be a good
place to start for information and referrals.
Your local hemophilia organization may have
an event where you can meet other families
who have already walked miles in your shoes.
They will share their stories, and you will find
someone to listen to yours. These resources
can become your support tools throughout
your child’s life.

You can also avoid internalizing your pain
by changing your focus. Don’t dwell on just
the diagnosis. Stop thinking about the distant
future, and how your child may never play
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has hemophilia; he’s my problem child.” Imagine

what the child thinks about himself when hear-
ing this! And what if he hears it all the time?
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‘What will that do to his self-esteem?

Some labels aren’t inherently bad, but can
be misinterpreted. Labels —what someone does
for a living, where he’s from, what she looks
like —narrowly define a person. Labels may
also be associated with negative stereotypes.
Labels can prevent us from getting to know
another person on his or her own merit.
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questions of others. A simple question —“Did
you give hemophilia to him?”—may trigger
feelings deep inside you. Recognize your own
triggers and patterns of interaction with others.
Ask yourself, Which questions and behavior—
from which people—bother me most? When
you tell a close friend about your child’s diag-
nosis, the response “Oh, he’ll be fine!” may
make you feel good because you interpret this
as an optimistic outlook. But the same comment
from a prying relative may make you feel

dismissed or disregarded.
In summary, here’s how to maintain
healthy boundaries:

1. Identify your feelings immediately
after an exchange with someone.

2. Know who is most likely to violate
your boundaries.

3. Understand which actions and
questions trigger your deep feelings.

4. State your boundaries clearly to the
boundary breaker, or change focus.

This last process may take practice, but you
can learn to tell people what you feel: “That’s a
personal question. I'd prefer not to answer it.”
Or, “That question makes me feel disrespected.”
Then, shift the focus: “I prefer to concentrate
on all the things that are right with my baby.” You
can use this change of focus as an opportunity to
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educate someone: “Because you’re curious about
hemophilia, let me tell you how it’s transmitted.”
If you seethe silently when others break
your boundaries, then the situation becomes
your problem. If you tell others respectfully,
lovingly—but clearly —what you will tolerate
and what you won’t, they may be surprised or
offended, but that’s their problem. Boundaries
protect us, but they don’t necessarily separate
us from others. Boundaries keep us in healthy
relationships with the people we love.

Choose Words Carefully

Most of us don’t really notice the words we use
in everyday speech. In addition to our formal
language education at school, we pick up
phrases, terms, or slang from the people and
media around us. Before we know it, these
words and phrases are part of our everyday
dialogue and thinking patterns. Become more
empowered by gaining awareness of the words
you use, especially about hemophilia. Hemophilia
can be seen as a “curse” or “blessing,” a
“handicap” or “strength.” a “burden” or
“challenge,” a “disease” or “disorder.” You
must choose the word you will use to describe
it. Choose words like blessing, strength, or
challenge —words that encourage and give
hope. Avoid words like curse, handicap, or
burden —words that are negative, defeating,
cynical. Realize that the words you choose aren’t
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Wards can produce illness;
words can kill.
—NORMAN COUSINS

‘What about “hemophiliac”? It’s still a pop-
ular label in some parts of the United States.
Some parents even use the label “bleeder” to
describe their child with hemophilia. Describing
achild in terms of his disabilities or limitations
may teach the child to think of himself in a lim-
ited way. He may think, I have something
wrong with me, or I scare people. Think of how
others will perceive your child if you call him a
bleeder— will it be favorable? Even so, many
men with hemophilia use the labels
hemophiliac and bleeder proudly, implying
strength, courage, and perseverance.

But when referring to a child, it might be
best to start off without labels. If you’re not
sure how the labels you choose will be inter-
preted, try to describe your child as a someone
who happens to have hemophilia: “Matthew’s
in the third grade, and he has hemophilia.” This
puts the child first and the disorder second. It’s
a subtle but powerful distinction.

‘What you call yourself is potent. What you
call your child is crucial. Encourage positive
words within your family and in your daily
life— words that leave room for possibilities
and empowerment!
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Cultivate Inner Strength

Becoming empowered means knowing where
to turn for support when you need it. You can
find support from your family and friends,
through education, from your local hemo-
philia organization, and by getting training
from your child’s HTC. You may need extra
support, for example from a trained therapist.
An additional way to handle the challenge

of hemophilia is to cultivate a spiritual life.
Hemophilia is even interpreted by some as a
path to deeper spiritual growth.

Your spiritual beliefs and practices can
offer resources to help you cope with the
challenging and frightening aspects of life.
Some people worship regularly within an
established religious faith. Some visit a place
of worship only occasionally. Some do not
follow any organized religion. Others may
be searching for a belief system to follow.
Spirituality encompasses many practices,
inside and outside organized religion.
Meditation allows you to connect with
yourself quietly and peacefully, and provides
great health benefits. Nature offers great solace
and support. Music and poetry provide comfort
and inspiration. Mother Teresa once said that
humanitarian service to people in need is the
greatest form of worship we can offer.

Spirituality often recognizes a higher
power and seeks to expand our consciousness
beyond our routine lives. Spirituality can help
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football, when he is only one month old!
Don’t compare your child to children without
hemophilia. Instead, think about how beautiful
all children are. Believe how lucky you are to
have your family, to have your child.

Try this empowering exercise: For every
negative thought about hemophilia, write down
twelve positive statements about your child
with hemophilia!

Hemophilia is something you cannot change.
You naturally worry about it, but eventually
you need to channel your emotions and
thoughts into positive action. Try changing
your focus. Instead of asking, “Why does he
have hemophilia?” say, “He has hemophilia.
Nothing will change it.” Then you can move on,
and focus on what’s great about your child—
because those things outnumber hemophilia, a
million to one.

Identify your feelings and
thoughts.

Don’t focus on the negative
or what can’t be changed.

Focus on the positive and
what can be changed.

Set a goal and take action.

=W N =
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Avoid Unwanted Roles

Arole is a position that comes with certain
responsibilities and expectations. We all
assume many roles throughout the day,
sometimes simultaneously: parent, employee,
sibling, spouse, patient, neighbor, student. In
our role as parents, we are responsible for our
child’s well-being. This includes medical
checkups, plenty of sleep, education, safety,
factor infusions, and good diet.

How do roles function within a family?
Mothers and fathers often assume roles when
dealing with hemophilia. The mother may be
the primary person taking the child to the
HTC. The father may be the one to help his
child read books on hemophilia. The mother’s
role may be to do the infusions. The father’s
role may be to track the insurance forms. A
grandmother’s role may be to babysit her
grandchild. Accepting a role is fine, even
efficient, when all players are comfortable
in their roles, and when the roles benefit the
family. Roles can provide harmony because
they help divide tasks and responsibilities.

But at times, we may assume roles that
allow us to shed responsibility for our actions,
thoughts, or feelings. Roles become troublesome
when used in this way. For example, what if
one parent refuses to learn about hemophilia
because he gets too emotional? What if one
parent never attends support groups because
the other parent already does? What if the
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ou’re the parent of a child newly

diagnosed with hemophilia. Whether

hemophilia runs in your family or is a
new mutation, you’re probably feeling an array
of intense emotions. Fear, uncertainty, sadness,
shock, and even guilt are all normal feelings to
experience.

Life may seem temporarily out of control
as you face the reactions of your family, interact
with doctors and nurses, and learn about medical
treatments for your child.

You may be so overwhelmed by the diagnosis
that you feel like the victim of a robbery. You’re
caught off guard by a diagnosis that happened
without waming. And something valuable has
been stolen from you—that sense of security
about your child’s health, that clean slate you
feel you deserve with a new baby. Through no
fault of your own, you’re left feeling hurt,
angry, stunned. You may ask, “Why me?”

Take heart! In time, the diagnosis will
seem less overwhelming. Your turbulent feelings
will subside, and as you begin to learn about
hemophilia, you'll feel more competent and
comfortable. Adapting to any life-changing
event requires time, patience, support, and
reflection. This booklet offers you perspective
and skills so you can regain confidence and
become the best parent you can be.

Feeling Powerless

‘When something unwanted, unexpected, or
harmful happens to you and it’s not your fault,
you may feel powerless. Hemophilia is some-
thing that you didn’t want and possibly didn’t
expect. You may already know how to care
for a baby, but a baby with hemophilia? The
diagnosis challenges your competence as a
parent, and you feel unsure and weak.

But feeling powerless shouldn’t leave
you powerless. The difference between power-
lessness and empowerment lies in your ability
to accept the diagnosis and move forward
proactively, with new awareness and new
choices. You become an advocate for yourself
(and your child) by knowing your personal
needs and then demanding they be met.

But all this takes time. Sometimes, the ini-
tial feelings you experienced when you leamed
the diagnosis continue for days, weeks, months,
and years. The diagnosis can begin to dominate
your life and change it for the worse. It’s up
to you to integrate hemophilia into your life
and grow stronger.

Becoming Empowered

Being empowered means that you believe you
can influence your own destiny through the
decisions you make. It means that you are
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The greatest discovery of my
generation is that a human
being can alter his life by altering
his artitudes of mind.
—WILLIAM JAMES

accountable for your responses to situations and
challenges. And these responses include your
thoughts, feelings, beliefs, and actions.

Although being accountable is the key to
becoming empowered, being responsible can
also make you feel anxious. For a new parent of
a child with hemophilia, responsibility means
making decisions and taking action. You must
read about medical procedures, choose a factor
concentrate brand, stick your baby with a
needle, watch for symptoms of a bleed, and
make tough choices about treatment options.
Some parents feel overwhelmed when suddenly
presented with so much responsibility, especially
involving such a rare disorder. An unexpected
hemophilia diagnosis is a lot to handle. After
all, you’re a parent, not a medical specialist!
So it may seem easier to give up your responsi-
bility as your child’s parent and advocate, and
to rely solely on others you trust, such as

doctors and nurses, parents or in-laws, or
close friends and neighbors.

Although you may feel discouraged by the
diagnosis and want to relinquish decision mak-
ing, you could feel worse if the advice of the
people you trust leads to an outcome you
don’t like. For example, additional blood tests
may mean increased stress and pain for your
newborn, yet you’re scared to question these
medical tests or challenge the doctors. Taking
responsibility means overcoming that fear and
learning how to question others’ decisions
about your baby. But remember, whenever
you question decisions, you can be a courteous
team player and a good advocate for your child.

Hemophilia is like many other challenges
in life. What if you refused to accept responsi-
bility for your own health? Your career? Your
finances? You might find yourself in poor health,
stuck in a dead-end job, or without retirement
or savings. It’s up to you to take responsibility
to achieve the outcomes you want. Ask your-
self, What outcomes do I want in my life?

Do I want to be physically fit? Do I want
secure finances and savings? Do I want to
feel confident walking into my hemophilia
treatment center (HTC), or be able to infuse
my child at home? Do I want to regain
emotional control when faced with challenging
hemophilia situations?
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is to blame—however falsely —and that some-
one is probably you.

How can you overcome your feelings
of guilt?

First, recognize what you honestly can
and cannot control. You cannot control the
fact that your child has hemophilia, inherited
or not. But you can choose how educated you
become about the disorder. You cannot control
his every movement; he will get hurt, and
getting hurt is part of growing up. You can
control how prepared and knowledgeable you
are in recognizing and treating a bleed.

Second, examine the words you use.
Reduce or eliminate the phrases should have,
would have, could have. Avoid saying “if
only.” Above all, never say, “I gave him this.”
If your child inherited hemophilia from you,
it’s a scientific fact, not a reason to blame
yourself. Also be careful of the word why.
Parents often ask, “Why did this happen to
us?” Our minds are trained to search for
answers. So when you ask, “Why did he get
this?” your mind may come up with answers
that blame: “Because I deserve it.” “My
family caused it.” “I took something toxic
during pregnancy.” “It’s my partner’s fault.”
If the questions you ask yourself can help
focus your mind on a solution, then why not
ask empowering questions? Instead of why,
ask how. “How can I learn more about hemo-
philia?” “How can I best be prepared when my
child is injured?” “How do I home infuse?”

Always the beautiful answer who
asks a more beauriful question.
—E. E. CUMMINGS

No one deserves hemophilia, and no one
gave hemophilia to your child —including you.
Avoid focusing on the one microscopic gene
that is imperfect, on the thing you can’t control.
Instead, focus on all the beautiful qualities your
child possesses. Think about what you can do
today to make his life great. Feel lucky —not
guilty—that you, and only you, have this
wonderful child to raise.

Empower Yourself in

Medical Situations

How do you feel when you interact with people
in positions of authority? Are you reluctant to
question the police officer who gave you a
ticket that you believe was in error? Are you
nervous about confronting your child’s teacher
or principal when you’re dissatisfied with certain
education policies? Some of us avoid confronta-
tion with anyone in authority, even when we
believe we're right.

Doctors, nurses, and hospital staff are all in
positions of authority. Being the parent of a
child with hemophilia requires you to be a team
member with your HTC staff, but at the same
time to be your child’s advocate —speaking up





OEBPS/image/Empower_Yourself_FINAL_35.png
place our crises and difficulties in a wider context,
bringing a broader perspective and with it,
perhaps, relief. In his book The Problem of
Pain,C. S. Lewis wrote that pain is God’s
“megaphone to rouse a deaf world.” Whether or
not you follow a particular religious belief, you
may start asking new questions about life when
you suddenly face a crisis—especially one that
involves your child.

Spiritual traditions offer tools such as
prayer, meditation, and inspirational reading.
These tools help us handle unexpected pain
and loss—like the initial shock of having a
child with hemophilia. Our spiritual lives
often provide shelter from the storm where we
can rest, reflect, and even find some answers.

Spiritual traditions can also offer a
community of caring and openhearted people
who gather not just to worship, but to provide
mutual support. A church, synagogue, temple,
mosque, and sangha all provide an extended
family in challenging times. Community
members reach out to help us by doing
household tasks when we’re in the hospital
and offering prayer in times of need. They
provide companionship and sharing, as we
learn that other people in our spiritual
community have also faced difficult challenges.

The Internet: Double-Edged Sword
The Internet has become a primary resource
for information on parenting and hemophilia.
Anyone with Internet access can google

You are gﬂiﬂg ona :mmgejoumey

this time, my friend . . . Keep close
t0 natures heart, yourself; and break

clear away, once in a while,
and climb a mountain or spend
a week in the woods. Wash your
spirit clean . . . in Gods pure air.
—JOHN MUIR

“hemophilia” and instantly find professional
websites with information on symptoms,
coping with the diagnosis, treatment options,
HTC listings, financial aid, and more.
Facebook provides community support.
‘Within minutes, parents can connect with
hundreds of other parents of children with
hemophilia to find comfort, advice, ideas,
resources, and new friends. YouTube has
videos of infusions, summer camp, and
parents and patients sharing their stories.
Instagram has thousands of photos of
children and families with hemophilia.
This is empowering because the Internet puts
immediate information at the fingertips of
new parents who crave answers, and it offers
an instant community of families. But the
Internet is a double-edged sword. There
are three ways that going online can
actually rob you of empowerment. If
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Use the Internet Wisely
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with people when our ideas about boundaries
clash. Some people have rigid boundaries, and
some have no boundaries at all. Do you know
people who never open up and share what’s
happening? They may have rigid boundaries.
Do you know people who share their entire life
stories, with every intimate detail, in your first
meeting? They seem to be boundary-less. You
are responsible for clearly defining your bound-

Empower Yourself About Hemophilia

aries, for respecting others’ boundaries, and for
reestablishing your boundaries when others
have violated them.

Hemophilia often attracts stares, com-
ments, and curiosity, which may feel like an in-
vasion of your boundaries. People may ask
questions, innocently and respectfully; they
may be openly curious; they may be too frank
or judgmental. It may not violate your bound-

Who do you allow into your personal circles?

28





OEBPS/image/Empower_Yourself_FINAL_10.png
Empower Yourself About Hemophilia

How do you problem solve?

Try to spend 90% of
your time and energy
focusing on a solution,
not on the challenge.

focus and direction. Goals help you regain
focus by bringing you back to what’s most
important in your life. To set goals, begin
by asking yourself, How do I specifically
want to improve my life with hemophilia?
Then, What do I need to change in my life?
Most people simply want to feel good again.
‘We want to stop feeling stressed, scared,
unsure, or incompetent.

Achieving small goals will help you
feel competent. When you're worried about
hemophilia, ask yourself, How can I... and then

10

set an easily achievable goal. Let’s say that you
ask, How can I learn to do infusions? Your goal
might be to schedule an appointment at your
HTC to begin infusion classes. Here are more
goals you can set:

* Learn relaxation techniques.

 Subscribe to newsletters about
hemophilia.

* Order books about hemophilia.

+ Join a Facebook hemophilia group.
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father depends on the mother to call the insur-
ance company—and then, in her absence, he
doesn’t know how to challenge a questionable
expense? Some parents choose a role because
this helps them avoid new (and perhaps
challenging) responsibilities. For example,
believing that men are more “technical,” a
mother may ask the father to decide which
factor brand to use or learn how to calculate
the proper dosage. A father who believes that
he is squeamish at the sight of blood may
never learn to infuse his child.

You can also assume roles when you
are a patient.2 The word “patient” implies
compliance and submission. In the healthcare
arena, playing the role of patient helps ensure
that you follow your doctor’s orders and
therapy regimen. This is important. But if
you are too dependent on your doctor, or too
submissive, you may surrender your responsi-
bility to read about a disorder, understand
medical procedures, and ask questions. Let’s
say that your child has suffered an injury, and
an ER doctor who is poorly informed about
hemophilia orders x-rays first. In this situation,
even if you know better, you can obey the
doctor’s orders and be compliant as a patient/
parent. Or you can choose to be proactive,
and request that factor be administered first,
before the x-ray.

Roles are fine when they work to everyone’s
benefit, and when no one resents being over-
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Accepr the challenges, so that you
may feel the exhilaration of victory.
—GENERAL GEORGE S. PATTON

whelmed by too much responsibility. But if you
feel that key people in your life are assuming
roles to avoid responsibilities, what can you do?
First, identify the roles being played and
the responsibilities being avoided. Second,
share your feelings with the people involved.
For example, what if you realize that your spouse
never reminds the babysitter about bleeding
symptoms, or explains what to do in an emer-
gency when you’re scheduled to be out of town
for a week? Voice your concerns. Keep your
discussion focused on the behavior that needs
to be changed. Don’t make this a verbal attack,
and don’t criticize the person. Instead of saying,
“You never remind the babysitter to be careful
of his port!” you could say, “What’s the best
way we can consistently remind the babysitter
about port care, even if one of us is out of
town?” Then, together, discuss your options.
Do your current family roles satisfy you?
In many families, division of labor works well.
But hemophilia requires thoroughly involved
caregivers who can handle a variety of situations,
with or without spouses, partners, or relatives.
How will you feel if you need to make a
medical decision about your child, and your
spouse or partner (or best friend or relative,
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aries if someone says politely, “May I ask a per-
sonal question? Why does he have a bump on
his chest?” This person respectfully asks per-
mission to enter your personal boundaries. But
aless thoughtful person may intrude with “I
think it’s terrible how some people discipline
their children,” referring to the many bruises
on your child. This comment is an unwarranted,
uninformed condemnation of the way you
parent your child. Sometimes, a boundary
violation is less about what someone says,

and more about who says it and how. A question
from a well-meaning stranger, such as “How
did he get these bruises?” may not seem like

a violation. But coming from a relative, this
question may seem like an accusation, and
you may feel defensive.

You don’t have to let other people’s
questions, stares, or behavior disturb you. You
can learn to establish boundaries that let others
know which comments and actions you will
and won’t accept. For example, you don’t have
to divulge information about your child or
yourself to anyone. If someone asks, “What’s
that bump on his chest?” when he notices
your child’s port, you decide: Do you want to
smile and pass it off? “Oh, it’s just a bump!”
Or do you want to invest the time to educate
someone? It’s your choice.

Perhaps the toughest boundary situations
happen with our primary families—our siblings
and parents. Families often struggle with
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boundaries. Indeed, your family is where you
first learned about boundaries. Some families
believe that every member is public property,
and what affects you affects them. Relatives

feel entitled to interfere in your life. They may
forget where they end and where you begin.

A concerned relative who says, “Get yourself
carrier tested, please, and reconsider having
more children!” may be breaking boundaries.
If a statement like this upsets you, say clearly
how you feel, informing the relative that you
won’t respond to such a comment again. This is
empowerment. You have restored your bound-
aries, and you’re asking people to respect them.

Boundary violations and lack of respect
are the cause of tension in many families with
hemophilia. It seems that everyone has an
opinion about what you should do! Dealing
with boundary violations from strangers may be
easier, but families are often more challenging.
‘We may not want to strain or break our ties with
family members. We have to learn to get along
somehow, despite hemophilia or any other life
challenge. Like all change, this may be painful
at first, but stating and enforcing your personal
boundaries can give you the best relationships
in the long term.

To maintain your boundaries, it’s essential
to understand your inner life. For example, if
you’re aware that you feel guilty about your
child’s hemophilia, understand that you may
feel compelled to answer the meddlesome
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you’re aware of them, you can use the
Internet to your advantage.

First, as a parent new to hemophilia,
you may get overwhelmed. You’ll find
online discussions of dosing schedules,
statistics, bleed symptoms. And you may
come across grisly photos of bleeds— some
are superficial, but to a new parent, they
will look shocking.

Second, you may get misinformation.
Other parents want to share what they know,
but unless they are registered healthcare
professionals, you won’t know which
information is accurate. It’s good to share
stories, but as a new parent, you are not
experienced enough to know whether
information is valid.

Third, you may spend so much time on the
Internet that you neglect your family—and
yourself. Your family needs you at this critical
time, when everything is so new. And you need
to care for yourself. Unfortunately, being online
is psychologically addictive, and it’s easy for
hours to slip by that could have been used to
interact and engage with your family.

Stay empowered by limiting the amount of
information you seek at one time, and limiting
the number of hours you spend online. Balance
your online time with plenty of “me” time and
family time. Turn to your HTC first for answers
to your medical and childcare questions. If you
find your emotions spiraling — fear, anxiety,

37

Your children need your presence
more than your presents.
—JESSE JACKSON

frustration, anger—then consider limiting time
on the Internet. Maintaining balance is vital to
staying empowered.

Your Empowerment Legacy
Hemophilia may have been an unanticipated
event in your life. With the diagnosis, you may
be overwhelmed by an array of emotions. You
may feel stripped of your abilities as a parent to
care responsibly for your child. But when you
begin to accept what you cannot change; when
you gain awareness of how you solve problems
and how you respond to life’s challenges; when
you understand how you can change within . . .
then you will become empowered as an
advocate for your child.

You can acknowledge and accept your in-
tense and varied emotions, channeling them
into goals, action, and change of focus. You can
begin to accept the great responsibility that he-
mophilia requires by maintaining boundaries
and choosing words that give strength and hope.
You can read and learn, applying what you’ve
learned in challenging medical settings or with
family and friends.

It doesn’t matter that people around you—
even your own family —may have negative
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Develop specific responses to various
kinds of emergencies.
* Learn how to calculate factor dosages.

* Learn how to infuse.

Meet other parents of children with
hemophilia.

Register with your local hemophilia
organization.

Attend a hemophilia conference.

Get tested for carrier status.

Prepare yourself for different kinds of
bleeding episodes.

Know what questions to ask in the ER.

To achieve your goals, you must take action.
Many people don’t set or achieve goals because
they’re afraid to act. They may not be afraid of
the action itself —like simply calling the HTC —
but they’re afraid of failing, being reprimanded,
or feeling foolish. They worry about what others
think. They dislike being out of their comfort
zone. For example, you may want to correct an
ER nurse after observing incorrect procedures for
factor infusion, but you fear a confrontation. You
may want to learn home infusion, but you fear
sticking your child with a needle.

Many fears are magnified in our imagination.
Too often, we allow what might happen to
overshadow what probably will happen. When
you are empowered, you understand that your
fear sometimes limits you and prevents you
from acting. For example, you fear that sticking

"

your child with a needle will hurt him. But if
you don t learn home infusion, your child
may suffer more, because his treatment will
be postponed by a trip to the HTC or ER.

How can you motivate yourself to overcome
fear, set goals, and take action?

Set manageable goals to create small
victories.

Add a deadline —this will motivate
you to act.

Share your goals with family or
co-workers—this will keep you
accountable.

Tape your goals to the refrigerator or
announce them on social media.

Think of the example you’re setting for
your child. Children learn about empowerment
from their parents or other caregivers. Ultimately,
your child may adopt many of your positive
attitudes and coping techniques, and these will
benefit him when he becomes responsible for
his own healthcare. Someday, you’ll help your
child set a goal to learn self-infusion!

Identify and Channel Your Feelings
Stress from a sudden life change can make us
all feel temporarily shaken and unable to cope.
A new baby’s hemophilia diagnosis can be
particularly devastating. Parents experience a
range of emotions and reactions when they hear
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My Road to Empowerment

hen you first hear some devastating news—the death of a family member, loss of a job,

or a personal illness—the powerful feelings you have in response can hijack any kind of

logical, rational thinking that might help you take good next steps. Instead of thinking,
“What do I do next?” you may think, “Why did this happen? And why did this happen to me?”

‘When I learned in 1987 that my son had hemophilia, my world was completely upended. T was
stunned. Usually, I was a logical thinker and a great planner. But hemophilia definitely was not in my
plans! How would I handle this? Could I return to work? Who would care for my son? What would a
bleed be like? I was terrified. And in 1987, there were no cell phones, Internet, or Facebook. I was
sent home from the hospital with a new baby and many fears and unknowns.

Through the next few months and then years, I collected many experiences and wisdom from
people I encountered: family, friends, co-workers, my spouse, the medical community... everyone
had something to offer. Much of it was great advice; some of it was unwanted and unwarranted.
Irealized I had to learn how to handle my emotions about hemophilia. I had to field incoming
comments and behavior from family, friends, and even strangers. And I had to learn about hemophilia.
All at once.

Empower Yourself About Hemophilia is based on many of my real-life experiences as I raised
my son with hemophilia. I wanted to create a quick reference guide, easy to read, supportive, and
helpful to share with other parents and caregivers. While I learned to live with a chronic disorder,

T realized two key things: (1) My attitude and mind-set about hemophilia contributed a lot to my
fears, and (2) Communication with others depended very much on how I responded to others”
comments and behavior. So I learned how to set boundaries, take responsibility, get educated
about hemophilia, and communicate my needs and wishes to others in a positive way.

You can learn this, too! The before-and-after illustrations make it easy to envision a better way
to communicate and think about hemophilia. The tips on boundaries and communication can be
applied to all areas of your life. Consider this your little book of tools for handling unexpected
situations and emotions, so you can master them like a champ! You’ll soon see that hemophilia
becomes easier to handle when you have the right attitude, a positive mind-set, and better
communication skills.

The hemophilia community is like a family, always there to support you. I hope this book
becomes one part of that support. Good luck!

Laurie Kelley
MARCH 2019
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if you’re single) is away? Work together to cre-
ate a plan of action where each challenging situ-
ation can be an empowering one, where each
caregiver knows what responsibilities to assume
and what actions to take.

Avoid False Responsibility

Accepting responsibility for your thoughts,
feelings, and behavior is the key to being
empowered. But sometimes parents adopt false
responsibility —guilt. Guilt can be a fleeting
emotion, especially during a crisis; but when it
takes up permanent residence in your mind, it
disempowers you. When you believe that you
caused something that was really beyond your
control, then guilt becomes false responsibility.
And having a child with hemophilia can evoke
deep feelings of guilt.

‘Why do some parents feel guilty about
having a child with hemophilia? Mothers can feel
guilty for not giving birth to a “healthy” child. If
the mother is a carrier of hemophilia, she may
feel responsible for the genes her child inherited,
and may even say, “I gave this to my child.”

It’s natural to wonder where hemophilia
came from. It’s natural to grieve the loss of
perfect health in your child. But when these
feelings are prolonged, they can limit your
choices and your personal growth. Guilt can
lead you to overcompensate for producing a
“less than perfect” child —perhaps by deciding
to have no more children. Excessive guilt can
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make you feel overly responsible, striving to
make life perfect for your child. You may
overwork, or you may neglect your own needs.
You may overprotect your child, pad him
excessively, hover over him, worry about him
constantly. When he is injured and needs factor,
you may blame yourself for giving him hemo-
philia or not watching him carefully enough.
There’s never enough you can do to make his
life more “normal .

Guilt can also interfere with decision
making. You may put pressure on yourself,
thinking that every decision must be “right.”
After all, you bear so much responsibility for
every outcome, every time! Your decisions
may no longer be based on facts or probabilities.
Instead, your feelings take over. You might
decide that your child can’t be left with a
trusted babysitter because he might get hurt,
because you “gave” him hemophilia. Can you
see how this kind of thinking limits your
choices, your freedom, your empowerment?

How do you know when you’re disem-
powering yourself with guilt? Listen closely to
the words you use: “I should have . . .” “Why
did this happen to us?” “If only . . .” “I gave it
to him.” How do you know when other people
are making you feel guilty? Listen to their
words: “Why did you have this child when you
knew you were a carrier?” “You aren’t going to
have more, are you?” “You shouldn’t have let
him play on the swings.” Guilt means someone
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To become more

empowered...

 Accept responsibility for your thoughts,
feelings, and behavior.

Identify your feelings, thoughts, and
behaviors.

Spend 10% of your time on a challenge,
and 90% on a solution.

Set attainable goals.

Ask questions that don’t blame, but that
require action as an answer.

Realize that guilt about your child’s
disorder is false responsibility.

Maintain personal boundaries.

Choose words carefully, avoiding labels
and words that are limiting.

Focus on what you can control, not on
what you can’t control.

Avoid self-defeating behaviors like
overeating and drinking to excess.

Find support through an HTC or with
other parents.

« Cultivate inner strength.

« Seek resources wisely and cautiously.

attitudes. It doesn’t matter that your situation
isn’t perfect. You've begun to see that you can
focus on positive solutions, on your ability to
develop. You are slowly becoming a role model
for others—family, friends, co-workers—and
especially for your child with hemophilia. Your
strength, resourcefulness, and efforts to create a
positive environment for your child will guide
others in your circle to do the same. You must
leam to be an example of empowerment for your
child, who will one day assume ownership and
responsibility for his own life and his own disorder.

1t’s your life, your child, and your destiny.
Don’t linger in fear and doubt. Start living your
best life today. You can do it!

The lack of action is nor a
result of depression; it is the cause.
And inactivity is most often a
choice rather than an inescapable
fact of life. If you decide to do
something about your problem,
rather than grumble abour i,
you'll be on the road to changing
things around for yourself:
—DR. WAYNE DYER

NOTES
1. NHF: www.hemophilia.org. HFA: www.hemophiliafed.org.

2. Here, a parent of a child with hemophilia will also be called a “patient,” even though the child is actually the patient.
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the news. Joy at the baby’s birth may be replaced
by shock or disbelief, even anger or guilt.

Do you and your spouse or partner react to
stress differently? Did you react differently in
response to the diagnosis? It’s common for
coping strategies to differ, even among family
members or couples. For example, one parent
may close off and withdraw, trying to appear
stoic. Another parent may be more emotionally
expressive, talking or crying. A grandparent
may deny the baby’s diagnosis and badger parents
for second or third opinions. An uncle may
suddenly become the “expert” on hemophilia,
lecturing the parents on medical specifics.

Though it’s natural to experience a wide
range of often intense emotions, you become
disempowered by feelings when they linger for
months or years— interfering with your personal
relationships, your personal growth, and your
ability to properly care for your child. This can
happen when you are overwhelmed by the
feelings that accompany major life changes.

You’ll feel more empowered when you
choose how to respond to your feelings. You
can do this by first identifying your feelings.
This means looking inward and trying to find
the true motive or core emotion behind your
actions. It may seem simple: A person who yells
is angry, right? But if the angry person looks
deep within, he or she may find that the core
feeling is really fear. An angry father who
lashes out at a doctor may be masking a deep
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fear for his child with hemophilia. His out-
wardly expressed anger is a symptom of his
deeper feelings.

‘When you identify your core feelings, you’ll
have a greater ability to choose your responses.
You’ll focus on the real cause of your behavior,
not just on the behavior itself.

Ask yourself, What am I feeling right now?
Or, Which emotion made me say or do that?
Pay attention to your physical responses, which
can offer clues to what you’re truly feeling.

For example, you’re preparing to go to the
HTC. Outwardly, you may appear calm, but
your heart is racing and your palms are sweat-
ing. Try saying to yourself, I must be feeling
anxious, and then decide how to take action to re-
duce your anxiety. While you politely answer a
person’s insensitive questions about hemophilia,
you may feel your fists clenching. Try saying to
yourself, I am feeling angry now. Believe it or
not, just becoming aware of your feelings can
help you take deeper breaths and relax.

To identify your feelings, give them a name.
Try using the list of emotions on page 14. As
children, we’re sometimes taught not to name
our emotions. We’re told to calm down, be
quiet, stop crying or yelling—and emotions are
swept away before we even know what they
are! It’s no wonder that so many adults are un-
able to easily identify their feelings. When a
child is sad, a parent can help him name his
emotions: “I can see that you feel sad right now.”
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The general information in this book is not intended to diagnose any medical
condition or medical situation or to replace your healthcare professional’s advice.
Consult with your healthcare professional, preferably at a hemophilia treatment
center, about any questions relating to treatment, choice of product, or symptoms
of hemophilia and bleeding.
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Identify and Channel Your Feelings
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The one thing that doesn’t
abide by majority rule is
a persons conscience.
—HARPER LEE

If hospital policy calls for a protocol that
doesn’t meet your needs, question it. Don’t be
put off by responses like “It’s orders” or “It’s
our policy.” Don’t be pressured into participating
in a research study, or getting a port, or using a
particular brand of factor if you need more
information first. If you’re in the ER, and your
child may have a serious internal bleed but is
fifth on the examination list, speak up. Identify
yourself to the ER staff and explain your urgency.
The more specific you are, the better your chance
of being understood and taken seriously.

Your child is your responsibility —emotion-
ally, physically, ethically, and legally —and you
are his advocate. No one else loves your child
as you do. In the eyes of your child, and when it
comes to his welfare, you are an expert. You're
in charge of his care, and you should be heard.

Maintain Boundaries

To feel empowered, try strengthening your
personal boundaries. Boundaries are the
emotional, mental, and physical limits we
set for ourselves, the limits that define how
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comfortable we feel in relationships. With
healthy boundaries, we ask to be treated
respectfully, and we offer respect to others.
How close do you allow the important people
in your life? How much do you share —emotion-
ally, mentally, physically? Boundaries are
important in life with hemophilia, because
you’ll need to trust new people, such as your
HTC staff. And you’ll need to learn how to
handle people who may push through your
personal boundaries because they’re curious
about hemophilia.

Here’s how to think of boundaries: Imagine
concentric circles drawn around you, like a series
of fences guarding the perimeter of your emo-
tional, mental, and physical being. As you begin
to trust people, you let them into your circles.
Most of the people you meet daily will remain in
your outer circles. Co-workers and neighbors
live in your middle circles, at a comfortably
friendly distance. A few people—close friends,
your spouse or partner, a cherished relative—live
in your inner circles. Boundaries help keep you
in relationships with key people, especially with
those you love, by establishing how close they
may get to you. Boundaries also protect you
from being harmed by people you don’t trust.

‘When someone we don’t know—or don’t
trust yet— gets too close, we feel our boundaries
have been violated. Someone has penetrated our
inner circle, and we feel stunned, surprised,
defensive—even angry. We experience conflict
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Maintain Boundaries
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just words; they have a powerful influence on
your thoughts, emotions, actions, and ultimately,
your destiny.

For example, consider the word “problem.”
Problem usually implies something bad. Try
this the next time you face a problem: substitute
the word “challenge.” Challenge implies
something that taps our strength and abilities,

a hurdle we can overcome. If you view your
problem as a challenge, you may feel more
empowered and optimistic about the task ahead.

Another word we commonly use is “can’t.””
It’s the worst four-letter word! Instead of saying
“I can’t do this infusion,” try “I'm working on
learning infusions.” And watch out for the word
“you,” especially when you have a conflict with
someone. It’s easy to focus blame on the other
person, allowing you to avoid responsibility.
For example, note the blame implied in the
phrase “You make me feel . . .” Now see how
you can take personal responsibility by saying
instead, “I feel rejected when we don’t spend

time together.” Other words to avoid? “Always”
and “never” limit your ability to think of yourself
as capable of growth and possessing options.
Instead of “These things always happen to me,”
or “I never get a break,” try softening rigid
phrases by substituting other words: “Sometimes
misfortunes happen,” or “I missed that
opportunity, but I'll get another.” It may sound
alittle contrived, but it really works!

‘And when misfortune does happen, avoid
asking “Why?” As we’ve learned, why questions
often lead to answers that assess blame and
produce no solutions. Instead, ask “How?”
Phrase your question so that your mind searches
for solutions, not for blame. For example, instead
of asking, “Why didn’t my sister’s children get
hemophilia? Why only us?” ask, “How can I
show my family that hemophilia is just another
challenge in life that we will overcome?”

Carefully choose how you refer to your child.
Labels are the names that we use to categorize
people, things, and situations. Labels for people

Wazch your thoughts, for they become words. Choose your words,

for they become behaviors. Understand your behaviors, for they

become habits. Study your habits, for they will become your character.

Develop your character, for it will become your destiny.
—ADAPTED FROM DHAMMAPADA





