WY Pul monary Hypertension Support Group
307-856-6976 (Nancy) or 307-856-7783 (Cricket)

May 2009

Volume 2, Issue 5

Breegeway

Articles:

* Breathing
Control

Caregivers:
Communicating
Constructively

Power of
Planning

Patient Survival
Guide

Picnic Safety

Managing
Nausea

* Brain Power

Did you know?

¢ Normal lungs
hold about 5 -6

liters of air.

¢ An average
human breathes
between 12 - 20
times per
minute.

CONTROL BREATHING DURING ACTIVITIES

Controlling your breathing pattern can
be done during all sorts of activities,
such as walking, climbing stairs,
sweeping, lifting and carrying an object,
or taking a shower.

Some useful points to remember include:

* Gain control of your breathing before
you start the activity using either relaxed
breathing, relaxed deep breathing, or
pursed lip breathing, if necessary.

* Relax your shoulders as much as
possible.

e Try to avoid becoming anxious, as this
tends to increase your breathing rate.

* Always breathe in before you start the
activity,

* As you perform the activity always
breathe out, through pursed lips, if
necessary.

* You should never hold your breath as
this can increase your blood pressure
and put a strain on your heart.

Some examples put into practice:

Standing up — from a chair, car, the edge
of the bed. Breathe in deeply. While
breathing out through pursed lips, stand
up.

Walking — the aim is to coordinate your
breathing pattern with your steps. Start
by breathing in for two steps and out for
three steps. This is a very slow walk. You
may find breathing in for two steps and
out for four steps easier. As you change
your pace of walking, you will need to
adjust your breathing pattern.

Pushing — as with a broom or vacuum.
Push the object slowly while breathing
out. Stop and rest while breathing in.
Repeat, so you breathe out slowly while

pushing the object again.

Lifting — groceries, etc. Breathe in
deeply. Breathe out slowly and lift the
object up and put it where you want it.

Bending forward — putting on shoes,
etc. Breathe in while you are standing
or sitting up straight. Breathe out
slowly as you bend over. If you cannot
complete the activity in one go, breathe
in as you straighten up and rest trying
to relax your breathing. Then repeat
the technique.

Reaching — breathe in deeply. Breathe
out as you lift your arms and reach for
the object. Breathe in as you lower
your arms. Stop and rest while doing
relaxed breathing. Repeat, so you
breathe out slowing while reaching.

Shaving and washing self — breathe in
deeply. Breathe out as you lift your
arms to do the activity. Breathe in as
you lower your arms. Stop and rest
while doing relaxed breathing through
pursed lips if necessary. Repeat so you
breathe out slowly while lifting your
arms or reaching.

Climbing stairs — first gain control of
your breathing at the bottom of the
stairs. Breathe in while standing still
and breathe out while climbing one or
two stairs. Pause on each step to allow
yourself to breathe in and continue to
climb as you breathe out. You will take
longer to reach the top of the stairs, but
you won't feel too breathless when
you get there. Ascent should be slow:
put the whole foot on the step and use
a rail if available. Remember, don’t
rush.

Source: LungNet, Australian Lung
Foundation, Suzanne Nibbs, physiotherapist.




CAREGIVERS: COMMUNICATING CONSTRUCTIVELY

You’ll need to stay
organized, have patience
and control conflicting
emotions.

As a caregiver, you need to communicate
with many people to survive. You’ve got to
connect with family, friends, co-workers,
employers, healthcare professionals,
insurance companies — and a loved one who
may not be the same person he or she used to
be or who may not have the energy to deal
with life’s frustrations. Constructive and
effective communication is vital. When your
communication is clear, assertive and
constructive, you’re more likely to be heard
and get the response you need.

Your stress level and the added
responsibilities are going to make it harder to
stay focused, articulate your needs and
feelings and make sure you understand what
everyone is demanding from you. You’ll
need to stay organized, have patience and
control conflicting emotions. Here are some
basic guidelines for good communication.

General Communication Tips

* Be assertive, honest and patient. You’ve
got a long road ahead. You need support
from your loved one and those who will be
on your team.

» Use “I” messages rather than “you”
messages. Saying “I feel angry” rather than
“You make me angry” enables you to
express your feelings without blaming others
or causing them to become defensive.

» 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.

* Be clear and specific. Speak directly to the
person. Don’t hint or hope the person will
guess what you need. Other people are not
mind readers. 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.

* Be a good listener. Listening is the most
important aspect of communication.

Being able to communicate constructively 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.

Next month: Caregivers: Asking for and
Accepting Help

Source: “Reach Out,” American Heart
Association 2008.

HEALTH TIP: THE POWER OF PLANNING

One of the biggest secrets to a healthy
lifestyle is to plan ahead.

Keep meals simple. Foods that keep you
healthy can be fast and easy to prepare.
Unless it’s a special occasion, keep
cooking simple.

Cook several main dishes when you have
morve time. . .like on weekends. Make
soups, stews, or casseroles to freeze for the
next week. Cook extra food so you’ll have
leftovers for later use.

Do some tasks ahead. Washing and
trimming vegetables, cooking noodles for
a pasta salad or browning lean ground

meat for tacos a few hours ahead or the
day before, can save you lots of time
during busy, weekday evenings.

Plan enjoyable activities 2-3 times a
month. For example, go on a walk with
friends, plant a garden, or pack a picnic
meal to eat at the park.

Schedule regular times to spend with
friends and family. Pick one night a
week to walk with the neighbors or join
a community group.

Set realistic healthy eating and physical
activity goals and write them down.
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Can any PH treatment actually undo some of the damage to my Iungs?’

A PATIENT’S SURVIVAL
GUIDE — PACKED WITH
INFORMATION

Pulmonary Hypertension is a scary,
complicated disease that few people, even
doctors, know a lot about. When a newly
diagnosed patient leaves the doctor's office,
he or she most likely remembers only a small
part of what the busy doctor said. What is left
in the patient's mind is fear.

The Pulmonary Hypertension Association
(PHA) knew something was needed that
patients and their caregivers could carry home
with them from the hospital or doctor's office,
something reassuring and practical that was
written in language they could easily
understand. So in 1998 PHA published the
first edition of Pulmonary Hypertension: A
Patient's Survival Guide.

Soon, patients requested even more
information, and with encouraging new
research and new drugs to treat PH, in 2001
PHA issued a greatly expanded second
edition (215 pages!) of the book. In 2004,
with results of various clinical trials, more in-
depth information on PH secondary to other
diseases or conditions, an added chapter on
what to eat if you have PH, and much, much

-

How can | get my child

to swallow pills?
T

-

Does the
Flolan catheter nurl?'

\What might have
caused my PH?
w

e

Can | donate part of my
own lung to my child with PH?

- \ .
| don't look disabled-how can | deal with people who make nasty
comments when they see me park in a disabled slot?

more, the third edition of the Survival
Guide was released.

The author, a PH patient herself, knows
what it is like to live with the disease. She
talked to many other patients, doctors, and
researchers while writing the Survival
Guide. Dr. Ronald J. Oudiz led a team of
medical experts in the PH field in editing
this resource for accuracy.

The Survival Guide frankly discusses
difficult subjects like life expectancy, the
risks of various treatments, and how PH can
sometimes be inherited. But by also
explaining the disease process, presently
available treatments, and promising new
treatments that may be available in the not-
too-distant future, the book takes away
much of the scariness of PH. Anecdotes
about how other PH patients have coped

PRACTICE PICNIC SAFETY

Follow these simple precautions when
packing your cooler to make sure that your
food stays fresh and safe on your summer
picnics.

Keep it full: pack your cooler to capacity
with ice and chilled food. It will stay cool
longer than a partially filled cooler.

Ice it: fill your cooler with ice or freezer
packs. Pack the ice in plastic bags to keep it
from melting onto your food.

Avoid cross-contamination: place raw meat,
poultry and fish in tightly sealed plastic
containers or plastic bags. Their raw juices
could contaminate other foods in your cooler.
Consider placing meat and fish in one cooler
and ready-to-eat foods and beverages in

another to prevent cross-contamination. They
will also be easier to carry.

Keep it cool: don’t put a cooler in a hot
trunk. Once at your picnic, keep your cooler
in a shaded location and cover it with a light-
colored blanket.

Check the temperature: keep a thermometer
in your cooler and make sure the temperature
is at or below 40 degrees. Keep replenishing

the ice to avoid any rises in temperature.

Don’t let your food sit out too long: don’t let
foods (hot or cold) sit out for more than one
hour. Put perishables into the cooler as soon
as you’ve finished eating. Remember, when
in doubt, throw it out.

with difficult situations and
suggestions on how to make
patients' and caregivers' lives
easier are included, as are
suggestions on getting
insurance coverage and free
legal help in dealing with balky
government agencies. An entire
chapter is devoted to children
and PH.

PHA members can purchase the
book for $15 (PHA membership
is $15 and offers many benefits)
Non-members may purchase
the book for $25.

Books may be purchased online
http://www.gifttool.com/shop/S
torefront?ID=123&VER=1&L
NG=EN or by calling 301-565-
3004, ext 0




Page 4 of 5

NAUSEA & VOMITING CAN BE MANAGED

While vomiting is
unpleasant, it is only
dangerous when it is severe

or prolonged.

Answers for Brain Power
on page 5: 1. forced entry
2. heat wave 3. high school
4. jack in the box 5. keep it
under your hat 6. little
league

Nausea and vomiting can be a side
effect of drugs like epoprostenol,
treprostinil, and bosentan. They can
also be caused by the heart failure
common in PH.

Vomiting is how our body gets rid of
food it thinks should not be in the
stomach, including stretch receptors
that indicated when the stomach is too
full, and chemoreceptors that detect
possible toxins and poisons. The
emetic center in the brain responds by
causing a wave of reverse peristalsis in
the stomach muscles, expelling the
contents.

While vomiting is unpleasant, it is only
dangerous when it is severe or
prolonged. The main danger is loss of
fluids and minerals (magnesium
calcium, and potassium). This can
cause dehydration, weight loss, and an
electrolyte imbalance. If too much
fluid is lost, the situation can become
dangerous and intravenous fluids and
electrolytes may be needed to reverse
the imbalances. If you have prolonged
nausea or vomiting, contact your
doctor.

The best defense for nausea is to
prevent it from happening is to stop it
from happening in the first place. To
avoid nausea:

* Don’t eat large meals that fill your
stomach, drink large amounts of

liquids with meals, or drink too many
carbonated beverages.

* Avoid greasy and fatty foods: fat
causes food to remain in the stomach
longer, increasing the chance you may
vomit.

* When you feel nauseated, nibble on
high-carb foods such as crackers,
pretzels, dry toast, and soft bread.

* Cold non-acidic liquids often help to
settle a stomach (try small sips of ice
water, ice chips, iced herbal teas, ice
tea, and small tastes of fruit sorbets).

* Sit up when you eat and don’t lie
down immediately after eating.

* Avoid any food that you know causes
gas or “repeats” on you, causing you to
burp.

* Place an ice pack on the back of your
neck. The gel pacs used to cool Flolan
work well.

* Open windows and let in fresh, cool
air. Stale or smoky air makes nausea
worse.

* Keep your teeth and tongue brushed,
your teeth flossed, and your mouth
rinsed. This will help keep bad flavors
and odors from developing.

Source: PH tips, Fact Sheets,
www.phassociation.org/Learn/PH_Tip

s/nausea.asp

Don't Miss

Support Group Meetings Q

Wednesday, May 27™ Cheyenne, WY
Laramie Co. Public Library, 3 -5 PM in the Sage Room

t

Don't Miss

Saturday, June 13™ Riverton, WY
Riverton Public Library, 1 - 3 PM in the Children's Theater
Program at both meetings:

PH & Its Therapies ~ Elisabeth Ravazzolo, RN, Accredo Health Group




WYOMING
PULMONARY
HYPERTENSION
SUPPORT GROUP

1206 Timber Lane
Riverton, WY 82501
PHONE:
307-856-6976
OR

307-856-7783

E-MAIL:

pinnut3200@yahoo.com

WEBSITE:
Newsletter Archives &
Group News

http://tinyurl.com/6x673h

http://tinyurl.com/ywb6e3

PHAGNational
Patientto-Patient Helpline
800 D748 -7274

Disclaimer
We encourage readers to discuss their healthcare with their doctors. This
newsletter 1s intended only to provide information on PH/PPH and not to
provide medical advice on personal health matters, which should be obtained
directly from a physician.

PHA and WY PH Support Group will not be responsible for readers’ actions
taken as a result of their interpretation of information contained in this
newsletter.

Boost your brainpower by solving these puzzles. See if
you can uncover the meaning in these words, letters,
symbols and their positions. Each puzzle represents a
common word, phrase, expression, person, place or

event.
1 2 3 School
tr FORCED ee »ea,}ea&oea,
4 5 6
jack your hat League
keep it

[ o roivonanr meeerreneion ]

WY PULMONARY HYPERTENSION
SUPPORT GROUP
2009 MEETING SCHEDULE

Unless specifically indicated, all meetings will be held at the
Riverton Public Library (1330 W. Park Ave., Riverton, WY)
from 1 PM - 3 PM (specific room locations may vary)

May 27th .................. Special Meeting in Cheyenne @ Laramie Co. Public Library
3 —5PM (Sage Room)

PH and its therapies — Elisabeth Ravazzolo, RN

Accredo Health Group

June 13™ ... PH and its therapies — Elisabeth Ravazzolo, RN
Accredo Health Group

August 8™ e Clinical PH Research — David Badesch, M.D.
University of Colorado Hospital

October 10™ ..o Not yet determined
Gilead Services

December 12™ ..o, Not yet determined



