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Managing weight
loss and COPD

In the Spring/Summer 2009
edition of Living with COPD
we reviewed the “Effects of
Obesity on Breathing”.
Weight loss can be an
equally significant problem
for some COPD patients.

P

eople with severe COPD often lose
too much weight. Too much weight
loss causes your body to break
down muscle tissue, which in turn can
make you even weaker. This weakness can
lead to more shortness of breath resulting
in even less activity. An endless cycle can
ensue. Over time, you can become so weak
that you will need to depend on others for
daily living.
About 1 in every 4 people with COPD
weighs too little for good health. And
those who are very underweight, especially
those with emphysema, are likely to die
sooner than people with COPD who are at
a normal weight.
The reasons for the weight loss and loss
of muscle in COPD are not completely
understood. But experts believe that the
weight loss is caused by a combination of
things. These may include a frequent use of
oral corticosteroids, which may increase
the breakdown of muscle tissue. People
who have COPD may eat less because they
are depressed, which can cause a lack of
interest in eating. COPD reduces the
amount of oxygen getting into your blood
that can hinder your body from absorbing
food properly.
Continued on Page 6

Chronic Obstructive Pulmonary Disease

Let’s Salute Our Caregivers
— Unsung Heroes
The typical caregiver is defined in a series of benchmark
studies as a 46-year-old woman, married, employed
and looking after a widowed mother who needs help
with everyday tasks and medical issues.

I

n Canada, it is currently estimated that the unpaid services of family caregivers
amounts to over $35 billion per year and that they provide an average of 21
hours a week of care to another adult, usually an elderly parent or spouse. These
facts are a rather cold-hearted way of looking at the worth or value of caregivers. As
we know—or should know—their help is priceless to those they care for.
COPD patients often do not give caretakers enough credit for the job they do
tending to their needs. Whether that be filling prescriptions, keeping medicines
organized, or being
the one who make
sure that medicines
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are taken properly,
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on time and in the
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right amount.
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Ask Dr. Chapman

I

Continued on Page 2

Continued on Page 5

Ask Dr. Chapman
and analysing the data gathered. When
our results are exciting, we share the information at
international meetings and publish the results in medical
journals. Some of the new strategies and medications we’ve
tested with the help of our patient volunteers have changed
medical practice and, I like to think, may have saved a few
lives. What does this researcher say when you ask if trials are
safe and if you should participate? Yes and yes. Can I back
that up? I think so.
First, let’s clarify what we mean by clinical trial. Most of
us think of testing a new medicine or treatment that is not
part of usual medical practice and which may not be
approved for routine prescription use by Health Canada.
That’s what I’ll have in mind as I answer the question but
some clinical trials don't involve new drugs but test non-drug
parts of the care being offered. Examples might include new
ways of measuring results or screening for disease, new ways
of counselling patients and new ways of communicating
management plans with other doctors. Usually, this new
intervention is compared to standard care and in most trials
it is a computer doing the equivalent of a coin toss that
decides whether you’ll get the new stuff or the standard
stuff. In some trials you might get both in sequence.
Why would you risk your care to try something unproven?
There are many reasons and some need no explanation. Many
people feel a strong sense of responsibility to help with the
research process hoping to improve care—if not for
themselves then for others. Some people don’t think the
standard care offered to them is all that good and hope that if
they’re assigned to the new treatment they’ll improve their
care. Some people think that they'll have access to more care
or better care, reasoning that the extra time spent with doctors
and caregivers in the trial might improve outcomes. (There’s a
good argument for this last reason. We’ve long known about
the “Hawthorne effect” in clinical research. People in the
placebo or usual care group often improve even if they’re not
given the new “miracle” drug being tested. The explanation is
thought to be in the extra care and attention received).
What safeguards are in place when you’re trying
something new in a trial? There are at least four levels of
protection. First, the company making a new drug or device
does very thorough testing in animals before a medicine is
given to a human. Some skeptics would argue that
companies can’t be trusted because they’re driven by the
profit motive. That cynical stance is flawed logic, however.
Companies don’t do well financially if they make people sick
with their medicines. Second, before a trial can be done in
Canada, information about the drug or device must be
presented to Health Canada for review. Third, each and
every trial must be reviewed by an ethics board, a committee
of doctors, ethicists, lay people and others who carefully
continued from Page 1

review what’s planned. Their job is to approve, disapprove or
recommend changes to a trial and to monitor the trial while
its underway. All universities and hospitals have such
committees. Finally, the doctor doing the research has the
final say. He must look at your specific medical condition
and the specific requirements of the trial and decide whether
or not you are a reasonable candidate to compare new and
old treatments. All four levels have a responsibility to keep
track of the trial and the health of people in it.
What can you do to protect yourself if you’ve been
offered the chance to take part in a trial? I’d recommend
several checks to make sure that you’re being given
reasonable advice. First, did you feel any pressure to
participate? If a doctor suggests that you might consider
being in a trial, he should make it clear that it’s an option and
that your relationship with him won’t change if you decline
and that you will still get his very best efforts to care for you.
If you do agree to participate, you should also be reminded
that you can withdraw at any time. You should receive a
consent form or information form that outlines in plain
English what the study is about, what you’ll be asked to do
and what the risks are. It’s become common to give patients a
copy of the form to take home. What happens if you have a
problem in the trial? The doctor responsible should take any
steps necessary to safeguard your health and if the problem is
a serious one, a report must be made to the authorities within
24 hours. What happens if you have a complaint? You should
have contact information for the doctor running the trial and
a satisfactory solution can’t be found, your complaint should
be forwarded to the ethics board that approved the trial and
continues to monitor it for safety.
A lot rides on the doctor and staff running the trial on a
day to day basis. You should ask yourself if the doctor is an
expert in the area and has the experience to ensure your
safety. How long has the centre been doing trials? Have they
done trials like the current one before? Can they answer all
reasonable questions?
Bottom line? Consider participating in research so that we
can all improve outcomes in COPD together. Along the way,
keep the foregoing tips in mind and don’t be afraid to ask
questions of the people running the trial.
Dr. Chapman is Director of the Asthma and Airway Centre of the
University Health Network, President of the Canadian Network for
Asthma Care and Director of the Canadian Registry for Alpha1 Antitrypsin Deficiency. A graduate of the University of Toronto and a former
member of the faculty Case Western Reserve University, he is now a
Professor of Medicine at the University of Toronto

We invite your questions. Please mail questions to: Ask Dr. Chapman c/o
COPD Canada, 555 Burnhamthorpe Road, Suite 306; Toronto, Ont. M9C
2Y3. Or you can e-mail questions to: copd.canada@gmail.com
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Pulse: News about COPD
Lung reduction improves quality of life
n Princeton, N.J. / According to the first head-to-head study comparing the surgery
to nonsurgical medical care, researchers here found that lung volume
reduction surgery can prolong and improve the quality of life for patients with
severe emphysema. Patients with severe emphysema in their upper lung lobes
who had lung volume reduction surgery (LVRS) went an average of two years
before experiencing a serious deterioration in quality of life or dying,
compared to only one year for patients who received medical treatment,
Roberto P. Benzo, MD, MSc, of the Mayo Clinic, and colleagues wrote in the
American Journal of Respiratory and Critical Care Medicine.

8 http://tinyurl.com/15285

COPD less likely to hospitalize Asian patients
n San Diego, Calif. / Researchers here reported that in the U.S., patients of Asian
origin appear to have a substantially lower risk of hospitalization for chronic
obstructive pulmonary disease than Caucasians. According to Arthur Klatsky,
MD, of Kaiser Permanente the risk was reduced in people of Chinese and
Japanese ancestry. The reasons for the reduced risk were unclear, but that he
and his colleagues suspected a genetic difference, Klatsky told attendees at the
American College of Chest Physicians meeting.
8 http://tinyurl.com/1683copd

New hope for sufferers of alpha-1 antitrypsin deficiency
n Gainesville, Fla. / Researchers at the University of Massachusetts Medical School
and the University of Florida in Gainesville have safely given new, functional
genes to alpha-1 antitrypsin deficiency patients. “This trial represents a very
important step toward a potential gene therapy for the 100,000 or more
Americans who suffer with alpha-1 antitrypsin deficiency,” said Terence R. Flotte,
MD, dean of the School of Medicine, University of Massachusetts Medical
School. Patients with this deficiency cannot produce a protective form of the
protein alpha-1 antitrypsin, which is normally produced in the liver and protects
the lungs from inflammation. Those lacking alpha-1 antitrypsin are vulnerable to
infections or irritants in the air, such as cigarette smoke, and often develop lifethreatening lung disease.

8 http://tinyurl.com/copd810
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Pulse: News about COPD
Significant gaps in COPD patients’ knowledge
n Halifax, N.S. / Researchers here and in other Canadian cities undertook a study to
determine whether Canadians with COPD are properly educated and supported
and to recommend solutions to any care gaps identified. In the study a total of
389 Canadians were surveyed who were 40 years of age and older, physician
diagnosed with COPD, and current or former smokers. The telephone survey
contained 68 items and took 35 minutes to complete. COPD severity was
classified according to symptom severity using the Medical Research Council
(MRC) score. Researchers reported that most individuals claimed to be well
informed about COPD; however, their knowledge was poor in several domains
including the causes of COPD, the consequences of inadequate therapy and the
management of exacerbations.
8 http://http://tinyurl.com/copd0341

Upper arm exercises improve vigor in COPD patients
n Modena, Italy / Recent results in a clinical trial indicate that the benefits of
exercises to strengthen muscles in the upper arms, shoulders, and chest of
patients with COPD extend beyond the upper extremities. This trial provides new
and relevant data regarding the benefits of this specific training on clinically
important outcomes, such as the ability to perform activities of daily living that
involve the upper extremities and the fatigue related to those activities, physical
therapist Stefania Costi and associates in Italy report. The improvement of
general exercise capacity was unexpected, surpassing the minimal clinically
important difference for patients with COPD.

8 http://tinyurl.com/443copd

Patch plus lozenge beats other stop smoking regimens
n Madison, Wis. / Megan E. Piper, PhD of the University of Wisconsin School of
Medicine and Public Health has reported that out of five different smoking
cessation modalities, the nicotine patch plus lozenges proved to be the most
efficacious. The findings suggest that this combination should be routinely
considered for use as a smoking cessation treatment

8 http://tinyurl.com/16831
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Caregivers
continued from page 1
caregivers have many things in
common. First and foremost is that they care for someone whom
they love; and second is that—from time to time—they likely
have the same feeling of being overwhelmed by the
responsibilities.

Caregiver Tips
There are a number of simple tips for caring for a person with
COPD. Number one, ban tobacco smoke in or near the home.
Keep the living environment as dust free as possible. One way to
keep dust and dust mites down is to remove carpeting, limit the
use of draperies and always wash bedding in hot water.
Try to avoid using cleaning products with strong chemical
odours. If you must paint, try to move the person with COPD
out of the home. As well, limit the use of fragrant sprays, lotions
and air fresheners.
If you and the person you’re caring for are going outside, pay
close attention to outdoor air-quality. When outdoor air quality is
poor or dust levels are high avoid going outdoors. Both extreme
cold air or hot humid air should be avoided. Keep windows
closed during extreme weather days and in winter use a
humidifier since dry air from your furnace can exacerbate COPD
symptoms.
If you can’t be there all the time, it can help the patient if you
centralize essential items. Keeping things most often needed in a
central location minimizes the need for excess walking or stairclimbing. Look for ways to enhance mobility. Stairs can be a huge
problem. As home elevators or other automated stair climbers
become more compact and affordable, they can make it possible
for someone to remain in a multi-storey home. Also, a
motorized wheelchair or scooter is useful when the disease is
advanced and walking becomes difficult.

Caregiver burnout—helping the helper
Be aware that caregivers who are experiencing burnout likely
don’t even know it because they’re so absorbed with their
responsibilities. Caregiver burnout does have warning signals.
Crying when alone can be a sign of being overwhelmed. It’s
important for the caregiver to have someone they trust who they
can speak to when feeling unable to cope. This can be especially
true for women who feel care giving is a part of their marriage
vows. Older generations saw the pattern of their parents caring
for spouses and extended family members. It is ingrained in them
as being the norm and expected.
Here are some signs to watch out for that can indicate that the
caregiver needs help caring for a loved one. They don’t seem to
have time for personal care or skip their own health
appointments. The excuse is that they’re too busy taking their
loved one to the dentist, doctor, or other specialists. If a
caregiver spends 45 minutes on a personal call at work—or the
work/home scale is seriously unbalanced—they likely need help.
The COPDer says ‘no’ to everything or most things. For
example, going for walks, getting out of bed before 11 a.m.,
going to church, or going to rehab. The constant ‘no’s’ are
exhausting, and the caregiver may eventually stop asking. The
frustration not only affects the caregiver, the eventual avoidance
of asking will also affect the health of the loved one.
Caregivers who are burning out may become irritable, ignore
offers of assistance, refuse invitations to go out, or drop out of
their usual activities. All of these things can point to the fact that
additional help is needed.
Without doubt the work is demanding, needs lots of attention
to detail and is often thankless. So let's take the time to
acknowledge, thank and salute the caregivers. Because, where
would we be without them?
— Mary Layton

COPD Canada’s web resource

www.copdcanada.info

Join today:
The COPD Canada web site is your

portal to our association, new and
varied educational materials, medical resources and community interaction.
is free of
charge but is restricted to individuals living with COPD or their caregivers. Joining is fast and easy. Just visit
our web site www.copdcanada.info and click on membership and follow the step by step instructions.
you will begin receiving our quarterly “Living with COPD” newsletter and
will have complementary access to all COPD Canada seminars, on-line discussion forums and our member
chat section.

Membership

Once you’ve joined
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Weight loss
It is also believed that a full stomach presses on your
diaphragm. That can make it harder to breathe so COPD patients avoid eating enough for
good health. Holding your breath while chewing or swallowing may also be
uncomfortable if you are already short of breath.
Older adults who are alone much of the time may not eat regularly and the cost of
food may result in less than adequate diets.

continued from Page 1

The importance of eating well
Eating well is critically important with people who are already weakened by the effects of
COPD. The benefits of a proper diet are well known. Being well nourished helps your
immune system. It will also help you fight lung infections that are so common among
COPD patients. Maintaining a healthy weight will also allow you to have the energy to
remain active. A proper diet also assists in the prevention of disabling osteoporosis.
Understanding osteoporosis
Osteoporosis can strike at any age. One out of every two women over the age of 50 has a
fracture from osteoporosis. By age 75 one third of all men will have osteoporosis. Your
risk of osteoporosis is higher if you have a family member with the disease. It is also
believed that it affects Asians and Caucasians more often than the general population.
Habits that can increase your risk include smoking, alcohol consumption, a lack of
physical activity, low calcium and being overly thin. Certain medicines are known to
affect osteoporosis,such as steroids. It can also result from low estrogen as a result of
menopause or illness.
Osteoporosis is called a silent disease because bone loss causes no symptoms at first.
The first sign of osteoporosis may be a broken bone after a fall or bump. Your doctor may
order a DEXA Scan. A DEXA scan is a computer that takes pictures of your bones and
measures how dense the bones are. Medicines can be ordered by your physician to treat
osteoporosis. However, it is best to prevent osteoporosis before it occurs.
Preventing osteoporosis
Ensure that you have enough calcium and vitamin D in your diet. Calcium is in dairy foods
like milk, yogurt, or cheese. It is also in foods like tofu, collards and sardines (with bones
in). Vitamin D improves calcium absorption into the body. It is found in dairy foods, egg
yolk, salt-water fish and sunlight. If your diet does not contain enough vitamin D in the
foods you eat during the day, a vitamin D supplement may be needed. Talk to your doctor
about taking calcium or vitamin D supplements.
Exercise at least three to four times a week for 20 minutes. Weight-bearing exercises such
as walking are very good for you. Other more strenuous exercises should only be done if
your COPD is at the
mild or moderate stage.
Talk to your doctor
before starting any
exercise program if you
have been inactive for a
Your physician should be consulted on all medical
while.
decisions. New procedures or drugs should not be started
If you want further
or stopped without such consultation. While we believe
information
on proper
that our accumulated experience has value, and a unique
diet ...we suggest you
perspective, you must accept it for what it is...the work of
contact a registered
COPD patients. We vigorously encourage individuals with
Dietitian who can
COPD to take an active part in the management of their
instruct you on how
disease. You can do this through education and by sharing
much and what kinds of
information and thoughts with your primary care physician
food you need to eat to
and respirologist. Medical decisions are based on complex
stay as strong and
healthy as you can be.
medical principles and should be left to the medical
practitioner who has been trained to diagnose and advise.
— Mary Layton

Before making
medical decisions
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Advice on
H1N1
(Swine Flu)
for people
with COPD
If you have COPD you’re
more likely to get severe
symptoms of H1N1 flu. You’re
also more likely to need hospital
care. H1N1 flu can make your
COPD symptoms much worse.
Because you’re at higher risk
from H1N1 flu, you should take
these extra steps to protect
yourself.
1. Get the H1N1 pandemic flu
shot and the seasonal flu shot.
And make sure your
pneumonia shot is up to date.
2. Wash your hands often and
avoid touching your face.
3. Make sure your COPD
symptoms are under control.
4. Follow your COPD action
plan—written instructions
from your doctor that explain
what to do if your symptoms
get worse.
5. Take your medicines as
prescribed by your doctor.
6. Have an extra supply of your
COPD medicines on hand.
7. If you have flu symptoms,
call your doctor right away to
find out if you need flu
medicine (an antiviral). If
your breathing gets worse, get
emergency help.
Reprinted with permission from The
Lung Association.

people
Kathy Clarke

COPD

Kathy has always believed that
dreams come true. In grade
five she decided to become an
archaeologist and work at the
Royal Ontario Museum. So
she left small town Ontario
and studied Art & Archaeology
at the University of Toronto—
eventually becoming Exhibition
Officer at the ROM and taking
part in one actual
archaeological dig and
travelling throughout Egypt.
There were competing
dreams. A fondness for theatre
led to two seasons in the
Stratford Festival Prop Shop.
Stumbling upon her radical
social consciousness—these
were the 60’s after all—she
worked for two years in the
offices of the Campaign for
Nuclear Disarmament.
More mainstream stints at
the Unitarian Service
Committee and CJOH TV in
Ottawa eventually led back to
the Museum where her future
husband was waiting in the
Planetarium.
In time Kathy became a
delighted “At Home Mom” to
two great kids, now 30 and
28, who keep her plugged
into contemporary culture.
When she finally rejoined the
workforce 9.3 years before
retirement, she chose the
gentle occupation of church
secretary and was a friendly
face at the church’s food bank
while adjusting (with only
modest success) to the
computer.

When were you diagnosed with COPD?

I

attributed my shortness of breath to
aging and smoking and had actually
already quit cold turkey (May 15, 2003), two
years prior to diagnosis. In 2005 my doctor
advised me that I had emphysema but took
no action. A year later I insisted on getting
help and received a pulmonary function
test. The technician said ‘Oh dear’ when my
FEV1 was 47% of predicted. I cried a little
and then called the Lung Association.

and elegant reception of the American
Thoracic Society; or the Patient Forum at
Harbour Castle organized by the Ontario
Lung Association which offered pancakesized cookies along with a fine view of
planes, sea gulls and choppy water.
How are you feeling?

My FEV1 has remained pretty stable in the
mid to high 40s, though it once dropped to
the mid 30s. I appreciate being able to take
long walks and manage public transit.

How long did you smoke?

How do you stay busy?

I have a letter I wrote on unlucky Friday
Nov. 13, 1959 which pinpoints the exact
moment my 44 year habit began. “The
cutest guy in the play offered me my first
college cigarette. Don’t worry”.

I curl up on the couch to read, knit, watch
TV. I walk, dine out, go to movies, have
family visits, email friends and write weekly
letters for Amnesty International, also volunteering in their office.

How did you find out about the
Pulmonary Rehabilitation program at
Toronto Western Hospital?

Do you ever get answers to the letters
you write for Amnesty?

My daughter-in-law is a nurse and told me I
must apply. I printed out online information, showed it to my doctor and got him to
refer me.

Rarely. The most dramatic response was
from an Algerian detainee in Guantanamo
forwarded to me by the International
Committee of the Red Cross.

Do you find it helpful

Do you ever attend demonstrations these
days?

Incredibly so! I’m in better shape than I’ve
ever been, what with those exercise
machines and weights. Also useful are the
insights gained into oxygen use and what
the future holds. It’s a gift to have a place
where you can get your questions answered
and where there is always laughter.

When I do, I stand beside the singing group
“The Raging Grannies”. I enjoyed supporting the Grassy Narrows natives in their logging dispute at Queen’s Park where one of
the native participants was wearing a T-shirt
picturing Geronimo and warriors, reading
“Fighting Terrorism since 1492”.

What other educational resources are
available?

Do you have any unfulfilled dreams?

We are made aware of other opportunities
such as an evening at Queen’s Park with
MPPs to promote awareness; or the lecture

Visiting Pompeii ... though not hiking up
Vesuvius. I’m concentrating on what life
offers. Tomatoes from my husband’s garden. Good air quality. Happy children.
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