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Alpha-1 Slams
Ontario Drug
Coverage

A

ccording to a news release from
Alpha-1 Canada, if you have a
rare life-threatening disease
called alpha-1 antitrypsin deficiency,
don’t work for the Ontario
Government and don’t have private
insurance the government is content to
see you waste away struggling for every
breath until you join other Ontarians
on the lung transplant list.

Chronic Obstructive Pulmonary Disease

Lung Aging and How it
Affects People with COPD

D

uring normal aging, pulmonary function deteriorates progressively and
pulmonary inflammation increases, accompanied in the lungs by the features of
emphysema. These features are accelerated in COPD. Cigarette smoke and
other oxidative stresses result in cells being no longer capable of dividing and this could
accelerate lung aging. There is also evidence that anti-aging molecules are decreased in
the lungs of COPD patients, compared with smokers without chronic obstructive
pulmonary disease, resulting in enhanced inflammation and further progression of
COPD.
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years, in a cost cutting measure, the Ontario
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Continued on Page 5
Drug Benefit Program ceased funding of
alpha-1 antitrypsin augmentation therapy for
newly prescribed patients. This therapy is the
only treatment available for lung-involved
patients with alpha-1 antitrypsin deficiency.
But the Ontario government continues to
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Ask Dr. Chapman

First, it might
help to know what
Continued from Page 1 stem cells are. Most of us know from high
school biology that each cell in the body carries DNA, the body's
blueprint. Starting with a single fertilized egg, this blueprint directs
cells to become highly specialized cells, long and thin electricallyactive cells we call nerve cells, tough flattened cells we called skin
cells, contracting cells we call muscles and calcium-impregnated
cells we call bone. If we could find early non-specialized stem cells
to work with and could teach them how to evolve into specialized
cells, there is hope that we could replace disease-damaged cells
with healthy new cells.
Two types of stem cells are available. Embryonic stem cells
offer the most exciting potential for regrowing new tissue but the
field is controversial because embryonic stem cells have been
harvested from aborted fetuses. However, there are also stem cells
within our own bodies—although they are partially specialized and
less flexible in terms of their ability to grow various types of
tissue. If we can gather up, for example, fat tissue and select from
our sample the most primitive non-specialized cells, we have stem
cells that might be encouraged to grow what doctors call
“connective tissue”, the structural building blocks for much of the
human body.
Superficially, finding and purifying stem cells and putting them
in place to grow new tissue sounds like a wonderful way to treat
disease. But this concept leads to some challenging problems. How
do we instruct the cell to grow into a highly specialized new type
of cell? What are the signals that would make the cell behave this
way? And for treating a disease, what happens to the diseased
tissue already in place? In the case of COPD, for example, what
happens to the inflamed and narrowed airway we are trying to
treat? Is there some way to turn off the damaging inflammation
signal so that new cells have a chance to stay healthy? Simply
providing some new building blocks for an airway won't necessarily
result in the disappearance of the old and damaged airway and its
replacement by a healthy, disease-free airway.
Research scientists are actively pursuing stem cell research for
a variety of diseases and especially the neurologic diseases. What
about the clinics that are offering stem cell therapy for COPD? A
quick scan online shows that numerous clinics offer COPD
treatments but it’s disheartening to read their offerings with a
critical eye. These clinics seem to be offering to harvest some of
your body’s cells, probably with a superficial incision into the fatty
area in the front of the abdomen. These cells are handled in some
way, presumably to purify stem cells, and the cells are reinjected.
None of these details are spelled out on the website and there are
definitely no promises made as to treatment outcomes. These
clinics seem to be exploiting a legal grey zone. If they were
offering a new and untested drug, the drug regulatory authorities
such as the FDA would prevent them from operating and
advertising their services. But because they’re offering a procedure
on your body, they can operate with impunity. To my knowledge,
there are no such clinics operating in Canada.

How can you evaluate what is being offered? I spent some
time with one website and we can call it the Acme Stem Cell
Clinic. The Acme website is slick and encourages us to consider
stem cell treatment for a variety of neurological conditions and, of
course, for COPD. The website itself offers no price quotations
but from other reports online they seem to offer treatments for
approximately $15,000. They imply that they are conducting
research and so I navigated to the website where responsible
researchers outline their clinical trials in detail—clinicaltrial.gov. No
COPD trials were listed for the Acme Stem Cell Clinic. Drilling
down further, the website mentions its staff. For medical
leadership, Acme’s medical director is a semi-retired surgeon who
would not appear to have any background in neurologic care or
respiratory disorders. Given that stem cell research has little or
nothing to do with surgery, the choice of medical director is
puzzling. Another staffer is the PhD “scientific officer” whose
research is not described in detail but his business experience is
outlined clearly. No mention is made of research scientists in
COPD or any publications the clinic has produced. There appears
to be no affiliation with any research body, any university, any
college or any major funding source such as the National Institutes
of Health. Instead, the website offers patient testimonials. We
know nothing about the lung function of COPD patients receiving
treatment but they appear to like the nurses at the clinic and speak
glowingly of the travel arrangements that have been made for
them. And what about the patients who report that they feel much
better after such treatment? The placebo effect is well known and
if you traveled to another country, invested many thousands of
hard-earned dollars in receiving a treatment for a disabling disease,
you might want to believe that you are feeling better too. These
clinics are offering an infusion of hope to desperate patients.
Peddled online in this cynical way, stem cell therapy has become
the 21st century equivalent of the snake oil salesman.
A word of cough caution! Stem cell research is a legitimate
and exciting area of research when pursued by thoughtful research
scientists working in large groups and in the light of day. A
legitimate research trial does not charge its participants large sums
of money. Indeed, most trials offer patients a small reimbursement
to patients for their time and incidental costs such as
transportation and parking. So if you do run across the universityaffiliated research trial using stem cell technology that asks for
volunteers and doesn't ask for payment, it might be worth
pursuing. But what’s bubbling to the top of your Google search at
the moment is likely to be a scam.

Dr. Chapman is Director of the Asthma and Airway Centre for the
University Health Network, President of the Canadian Network for Asthma
Care and Director of the Canadian Registry for Alpha 1 Anti-trypsin
Deficiency. A graduate of the University of Toronto and a former member
of the faculty at Case Western Reserve University, he is now a Professor
of Medince at the Univsersiity of Toronto.

We invite your questions. Please mail questions to Ask Dr, Chapman c/o
COPD Canada, 555 Burnhamthorpe Rd., Suite 306, Toronto, Ont. M9C
2Y3. Or you can e-mail questions to: AskDrChampman@gmail.com
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Pulse:

News about COPD

Pedometer-Based Program Increases
Physical Activity Level

n Santiago, Chile / It is known that physical inactivity is associated with increased
morbidity and mortality in COPD. Researchers in Santiago found that a
pedometer-based program produced clinically important improvements in physical activity and health status in COPD. Pulmonary rehabilitation is known to
improve exercise capacity, but treatment remains limited because of resource
constraints. Therefore, there is a need to find additional effective and scalable
interventions that are cheap to implement and which can improve physical
activity levels in COPD patients. The aim of this study was to determine if a
three-month pedometer-based program could be useful to increase daily step
count in stable outpatients with COPD. The researchers found that the group
that used pedometers in the study had significantly greater improvements in
physical activity; 3,080 steps/day versus 1,950 steps/day, than patients receiving activity encouragement only. The researchers concluded that a simple physical activity enhancement program using pedometers can effectively improve
physical activity level and quality of life in COPD patients.

8 http://tinyurl.com/kre6hqw

COPD Tied to Raised Risk for Sudden Cardiac Death

n Ghent, Belgium / A new European study finds that chronic obstructive pulmonary disease might also raise a person’s odds for sudden cardiac death. COPD is a progressive and incurable illness that involves a combination of emphysema and
bronchitis, and is often tied to smoking. The researchers said that the disease has
already been associated with an increased risk of heart disease and sudden cardiac death in certain high-risk patient populations. Now, the new study “shows that
COPD is a risk indicator for sudden cardiac death in the general population, and
that the risk increases with COPD severity," wrote a team led by Dr. Lies Lahousse,
a postdoctoral researcher at Ghent University Hospital in Belgium. One expert in
the United States said that even though the study can't prove that COPD helps trigger sudden cardiac death, the European findings aren't surprising. “Many patients
who have COPD are or were smokers, and smoking is the number one cause of
heart disease,” said Dr. Len Horovitz, a pulmonary specialist at Lenox Hill Hospital
in New York City. “COPD is also associated with cardiac arrhythmia, such as atrial
fibrillation,” he added. Atrial fibrillation is an irregular heartbeat. “These events
can lead to sudden cardiac death.” The new study involved more than 13,000
people aged 45 and older, more than 1,600 of whom were diagnosed with
COPD. Over the course of the study, 39 per cent of the participants died. Of
those deaths, 551 were related to sudden cardiac death.

8 http://tinyurl.com/lx7n4l2
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Pulse:

News about COPD

About 1 in 7 Older Adults Has Some Form
Lung Disease

of

n Atlanta, Ga. / Nearly 15 per cent, or about one out of seven, middle-aged and
older U.S. adults suffer from lung disorders such as asthma or chronic obstructive
pulmonary disease (COPD). While 10 per cent of those people experience mild
breathing problems, more than one-third of them report moderate or severe respiratory symptoms, the U.S. Centers for Disease Control and Prevention (CDC)
reported. For the report, CDC researchers analysed national survey data on adults
ages 40 to 79 between 2007 and 2012. The research team looked at results of
breathing tests or self-reported oxygen use to determine the prevalence of lung
obstruction. “The number of adults with lung obstruction has remained fairly stable
since the last time these data were collected, in 2007 to 2010,” said lead author
Timothy Tilert, a data analyst with CDC's National Center for Health Statistics.
According to the report, the incidence and severity of these lung diseases were
similar for men and women, but prevalence increased with age. Tilert said the survey did not consider COPD and asthma individually, so separate figures for each
disorder aren’t available. However, because of the age of the population in the
study these data probably are picking up more cases of COPD than asthma.

8 http://tinyurl.com/l3jwztk

Scientists Coax Stem Cells to Form 3-D Mini Lungs

n Ann Arbor, Mich. / 3D structures that mimic the structure and complexity of human
lungs have been developed as models to study how organs form, change with
disease, and how they might respond to new drugs, says senior study author
Jason R. Spence, PhD, assistant professor of internal medicine and cell and
developmental biology at the University of Michigan Medical School. The scientists succeeded in growing structures resembling both the large airways known
as bronchi and small lung sacs called alveoli. Since the mini lung structures
were developed in a dish, they lack several components of the human lung,
including blood vessels, which are a critical component of gas exchange during
breathing. Still, the organoids (as the mini-lungs are referred to) may serve as a
discovery tool for researchers as they take basic science ideas into new clinical
innovations. A practical solution lies in using the 3-D structures as a next step
from, or complement to, animal research.

8 http://tinyurl.com/obefv2l
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Alpha-1 continued from Page 1
provide funding for the
treatment for people who work in the broader public sector.
Fewer than 40 Ontarians are currently receiving this therapy
(some funded through private insurance). As many as 10 newly
diagnosed Ontarians have been denied funding by the Ontario
Drug Benefits Program.
“Alpha-1 antitrypsin deficiency is a rare condition that is
often misdiagnosed as asthma or COPD. We did a survey and
found that in Canada, it takes on average 9.9 years from the time
symptoms appear until an accurate diagnosis is obtained. Waiting
this long to find out what is wrong and then being denied
treatment because you can’t afford it is a situation the Canadian
healthcare system was designed to prevent, not cause,” says Jim
Mundy, executive director of Alpha-1 Canada; an Ontario-based
national patient support organization (more information available
at www.alpha1canada.ca
Dr. Ken Chapman of the University of Toronto and
Toronto Western Hospital is a world renowned researcher on this
and other airway diseases. In a submission to the Ontario
government, Dr. Chapman said, “Decisions outside of Ontario
reflect the growing body of medical evidence that augmentation
therapy not only reduces the rate of lung function decline (by
conventional lung function monitoring) but preserves lung tissue
(as measured by the latest in X-ray technology) and reduces
mortality. When more and more private and public payers are
adding augmentation therapy to their lists of treatments covered
it is disturbing that Ontario would ignore its own policy on the
treatment of rare diseases.”
But, the Ontario government has chosen to stop funding for
this lifesaving treatment.

Lung Aging continued from Page 1 the development of COPD. A
central feature is the change from the normal inflammatory
response to cigarette smoke in the lungs, which occurs in all
smokers, to the enhanced or abnormal immune responses in the
lungs which characterize the development of COPD. Two
processes are considered to be important disease causing
mechanisms as part of this abnormal inflammatory response.
These processes result in the failure of repair mechanisms, which
result in the alveolar destruction in emphysema and remodelling of
the small airways.
Recent evidence suggests that the persistence of chronic
inflammation in the lungs in COPD may involve the aging of cells
and the their inability to divide. There are features of accelerated
aging in COPD patients, particularly in emphysema. In addition,
COPD is associated with systemic features such as increased risk
of osteoporosis and cardiovascular disease and, which also may be
linked to accelerated aging. This, together with the fact that the
presence of COPD is age-dependent, suggests a close relationship
between the pathogenesis of COPD and aging processes.
Aging or the inability of cell division has been defined as the
progressive decline in homoeostasis which occurs after the
reproductive phase of life and leads to increasing risk of disease
or death. Biological aging, although normally linked to
chronological age, can occur earlier in life and is thought to result
from a failure of organ or cell maintenance or repair, particularly a
failure to protect DNA against oxidative injury; thus aging results
from an accumulation of molecular damage. The resulting cellular
defects can in turn enhance inflammation and so worsen existing
damage. Cellular aging, or senescence, results in a series of
alterations in cell morphology and function, including the loss of
the ability to proliferate. A number of molecular and cellular
mechanisms are associated with cellular aging, including
accumulation of DNA damage, impairment of DNA repair,

Join today:

Continued on Page 6

The COPD Canada web site is your portal to
our association, new and varied educational
materials, medical resources and community
interaction. Membership 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. Once you’ve joined you will begin receiving our “Living with COPD” newsletter
and will have complimentary access to all COPD Canada seminars, on-line discussion forums and our
member chat section.
COPD CANADA, 555 Burnhamthorpe Rd., Suite 306, Toronto, Ont. M9C 2Y3. For more information
contact: Henry Roberts, email: henry.copdcanada@gmail.com, telephone 416-465-6995

COPD Canada’s web resource

www.copdcanada.info
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Motivating Cigarette
Smokers To Quit

W

hat are the key factors that influence the decision
to stop smoking? A recent study in England explored
issues relating to smoking behaviour and intention to
quit that might be used to help develop cessation interventions.
The researchers explored the average participant’s knowledge of
smoking related diseases, with a particular emphasis on chronic
obstructive pulmonary disease (COPD). Using focus groups and
semi-structured interviews participants were allowed to express
their feelings and experiences regarding strategies to stop smoking.
The participants in the study were in smoking cessation programs.
They found that their knowledge of COPD, a smoking-related
disease was limited. What knowledge they did have about COPD
tended to be through the lived experience of friends or family
members who had been diagnosed with the condition.
Smokers’ concerns around risk of disease were influenced by
their social context and were more focussed on how their smoking
might impact on the health of their family and friends, rather than
how it might impact on them as individuals. Participants felt that
genetic risk information would have a limited impact on
motivation to quit. Genetic risk was considered to be a difficult
concept to understand, particularly as it does not mean an
individual will definitely develop a smoking related disease.
In terms of cessation approaches, the use of visual media was
consistently supported, as was the use of materials that linked
directly with life experiences. Images of children inhaling second
hand smoke for example, had a particularly strong impact. Risk to

altering the activity of genes
without changing their structure, increased production of free
radicals and protein damage, and telomere attrition. Cellular aging
and cell arrest not only occur after exhaustion of a predetermined
proliferative capacity, but also can be induced by external stresses,
such as oxidative stress.
Several clinical observations support the hypothesis that
accelerated aging may play a role in the development of COPD.
Lung function declines with age in healthy individuals and this is
accelerated in patients with COPD. Those older than 65 years
having a higher disease rate than younger groups, independent of
their history of exposure to tobacco smoke. The aging lung shows
progressive distal air space enlargement, with loss of gasexchanging surface area and the support of the alveolar
attachments for peripheral airways. Although these structural
changes are thought to be non-destructive, in contrast with
smoking-induced emphysema, they do have functional
consequences, resulting in a loss of elastic recoil of the lungs, an
increase in residual volume and functional residual capacity or
over-inflation of the lungs. In addition, there is associated elastin
fibre fragmentation. This loss of elastin fibres is similar to that
which occurs with aging in the skin, resulting in loss of elasticity
and skin wrinkling which is enhanced by smoking. Interestingly, the
degree of skin wrinkling correlates with quantitative measurements
of emphysema by CT (computed tomography) scanning. Thus
cigarette smoking produces a loss of elasticity both in the lungs
and systemically in the skin, suggesting that cigarette smoke may
Lung Aging continued from Page 5
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themselves as a smoker had little impact on decision to change
behaviour, but the impact of their behaviour on the risk of
causing illness in others held much more weight. Participants
consistently reported that relationships with either their children,
or with other family members were primary drivers in their
decision to stop smoking or reduce the amount they smoked.
Those who were ex-smokers felt this had influenced their own
smoking behaviour and could also be used as a lever to promote
cessation in others. As well as being fearful of exposing children
and family members to harm through second hand smoke,
participants were aware that smoking impacted negatively upon
their ability to participate in family life.
It was also noted that finances acted as key motivator in
deciding to change smoking behaviour which gives greater
credence to large taxes on tobacco products. For some, the
financial burden associated with smoking was the main factor that
triggered a desire to quit, that health had very little bearing and
that the decision to quit was a purely financial one.
Smoking cessation is an important focus of many health care
systems and in some jurisdictions smokers wishing to quit can
access support free-of-charge. Since the early 1990s, the University
of Ottawa Heart Institute (UOHI) has been offering smoking
cessation services to its patients through an outpatient program
called the Quit Smoking Program (QSP). This program is available
to smokers in the Ottawa area and can be accessed through
clinician or self-referral. UOHI smoking cessation experts
recognized the need to support hospital in-patients with their
nicotine addiction resulting in the development of the Ottawa
Model for Smoke Cessation:
www.http://ottawamodel.ottawahealth.ca
accelerate the aging process.
Cigarette smoking also results in cellular aging. Cigarette
smoking is an important risk factor in many age-related diseases
and is associated with increased systemic inflammation and
oxidative stress. This is thought to contribute to the other
manifestations of COPD, such as muscle wasting, cardiovascular
disease and osteoporosis, which are also characteristics of aging.
These observations are compatible with COPD as a syndrome of
accelerated aging.
For more information:
http://www.ncbi.nlm.nih.gov/pubmed/19614601

Before making
medical decisions

Your physician should be consulted on all medical decisions.
New procedures or drugs should not be started or stopped
without such consultation. While we believe that our
accumulated experience has value, and a unique perspective,
you must accept it for what it is...the work of COPD patients.
We vigorously encourage individuals with COPD to take an
active part in the management of their disease. You can do this
through education and by sharing information and thoughts
with your primary care physician and respirologist. Medical
decisions are based on complex medical principles and should
be left to the medical practitioner who has been trained to
diagnose and advise.
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COPD people
Theresa Bujtas
Theresa Bujtas is originally
from Manitou—a little place
just south of Winnipeg. She
moved to St. Catharines in
1967. Theresa is married with
two grown children, a
daughter and a son. She and
her husband are empty
nesters, as their children have
moved out and have new
families of their own. Her son
and his wife have two boys
and live in New Jersey.
Theresa visits her son and
grandchildren at least four
times per year. She takes the
train from Niagara Falls, N.Y.
to Penn Station. It’s about a
nine hour trek. Since she
doesn’t like to fly, it works well
for her. Her son has his own
business, a custom boat
canvas business, which has
been very lucrative. It helps
that he’s near the ocean. Her
daughter and husband live in
St. Catharines with one son.
She is an educational
assistant who works out of the
School Support Services in the
Special Education
Department. Theresa is retired
now but was a nurse who
specialized in obstetrics,
working in labour and
delivery rooms. She held
various positions at her
facility, working in risk
management, medical/legal
affairs as well as infection
control. She has had asthma
all of her life and was
diagnosed with COPD in
2003 after a bout of
pneumonia that put her in
hospital. It was there that the
respirologist diagnosed her
COPD.

he respirologist noticed I had clubbing
T
at my fingertips during my examination
when I had pneumonia. I had a bronHow was your COPD diagnosed?

choscopy, MRI and CAT scan. They found
that I have a lot of scarring in my lungs.
How do you feel now?

I’m feeling great today. I was at the gym
connected with Brock University; they have
a SeniorFit Exercise Program. I’ve been
going there since November 2013. Students
from the Kinesiology Program introduce us
to the various machines/weights and monitor the proper use. I was fortunate to have a
student who set up four different programs
for me that I can do there. Some exercises I
can also do at home.
How often do you go?

I go from 8 to 10 in the morning, on
Mondays, Wednesdays and Fridays. The
warm up for my cardio is on the rowing
machine and treadmill. The rowing machine
is fantastic for me and gives me a whole
body work-out. At intervals I monitor my
oxygen saturation and my cardio.
Do you have other activities?

I’m involved in a lot of music at the church.
I’m one of the organists/pianists and also
sing in the church choir. I find the singing is
a very good breathing exercise for my lungs.

Have you been playing the keyboard for
very long?

I played the piano and organ when I was in
high school. Then I took a break when I
had the children. I got back into it about 12
years ago. We have a beautiful Yamaha digital piano at the church that will do just
about any instrument you want it to do.
Is it a large parish?

We have about 800 families. It’s a very
active parish in quite an old church. I am
active in The Catholic Woman’s League as

well. The League focuses on the spiritual
development for women, enhances the role
of women in society, defends Christian education and contributes to social justice. We
research various issues, for example;
labelling of ingredients on canned foods;
mandatory labelling of genetically modified
food products. Resolutions are presented to
the provincial and national level of governments.

Is your husband involved in outside
activities?

He’s a member of the Lion’s club and an
avid golfer. We travelled some in the past, to
the Caribbean, Rome and we’ve been on a
Mediterranean cruise. I’m not comfortable
flying now so that limits what we can do.
Do you have other hobbies?

I enjoy sewing and gardening. We live in a
condo, but we do have little flower gardens
in the front and back which is enough gardening for me.
How do you suspect you got COPD?

My parents smoked their whole lives, so second hand smoke is the only thing I can think
of. Also, smoke was everywhere when we
were growing up; in restaurants and bars. I
remember the air being so thick with smoke.
You mentioned that you exacerbate quite
often. Are there triggers that you avoid?

I did get a lot of sinus infections in the past
and have been free of exacerbations for
almost two years. This I can attribute to the
routine exercise program, singing and an
active lifestyle. I avoid people who have
colds and crowds as much as I can especially in flu season. The scent of perfume,
scented candles and most cleaning products
are triggers I try to avoid.

More information about Brock University’s
exercise program can be found at
brocku.ca/health-well-being
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