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Medical Q & A

PLEASE NOTE: The content of this newsletter is inte  nded for basic information only
and not as personal medical advice. Readers are ad vised to consult their own doctors
before making changes to their Addison management p rogram.

Minutes AGM October 3, 2009:

Held in Brantford, Ontario; chaired by Irene Gordon, Liaison Secretary, and hosted by the
Southern Ontario Group. Those board members present were introduced, as was Greeta
McKague, one of the founding members. Twenty-two people (including 15 members)
attended the meeting.

1. President's Report

I would like to thank John and Irene for all their work as Treasurer and Secretary, Irene for
updating our website, Patricia Hehner for all her time editing our newsletter and those who
once again are taking positions on the Board of Directors. | would like to welcome any new
members to the slate of Officers and Directors and a particular thanks to Jim Sadlish for once
again agreeing to accept Vice President. Any organization is only as good as the effort put
forward by those holding positions and the input from members. Without all your time and
effort the Canadian Addison Society could not function.

The Canadian Addison Society is a registered charity, #4 87248 5511 RR0001.
193 Elgin Avenue West, Goderich, Ontario N7A 2E7
Toll free number: 1-888-550-5582
www.addisonsociety



This past year has seen the emergence of HIN1 and predictions of a further outbreak this
fall. By following the suggestions of health professionals to wash hands frequently, get flu
vaccines as appropriate and stay home if you are unwell, we will hopefully avoid contracting
this flu.

If medical research and testing by DuoCort of a new form of physiological treatment with
once-a-day hydrocortisone is successful, it could make taking our replacement medication
much easier. The hair study being conducted by Dr. Van Uum will also add to our
knowledge of Addison s disease, and the effects of cortisol on other parts of our body.

I look forward to the next year as President.
Judy Stanley
2. Minutes of the 2008 AGM

Motion: That the Minutes of the AGM 2008 be accepted,
Moved by Patricia Hehner, Seconded by Joan Southam, Passed unanimously.

3. Follow up to items from the AGM 2008

Financial Reports : Irene will study the use of the 1-800 line to determine if it is cost-
effective and recommend if it should be dropped or retained.

Update: Both John and Irene believe that it is imperative to keep that number, as it is
a life-line for many people looking to speak with someone regarding general
information around the disease and direction to someone they can connect with.
Although there are often calls looking for the name of an endocrinologist (which the
Society is not in position to give out), we often can provide the name of a local support
group leader who may be able to help with this problem. As well, the 1-800 line is one
of the best ways we can indicate our use of charitable contributions in meeting
obligations and requirements regarding our charitable status.

New Business: Medical Information Cards : Irene to examine the cost for a brightly
coloured bi-fold card incorporating information ... submit recommendations to the Board for
approval.

Update: Approval was given by the Board for the new identity card and all members
upon renewal have received it. To date, we have not received any negative
responses to the new design, and sufficient cards have been purchased to allow for
use over several years. The effective date is filled in by the Treasurer.

Varia: Memorial Plaque : Irene will investigate the cost of paying a web consultant to create
a virtual plaque, and proceed if feasible.
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Update: A Memorial Plague page was developed and placed on the web site using a
process already in place at no extra cost to the society.

Varia: Ad in Medical Journal : Irene to discuss options with Dr. Killinger, and, based on his
advice, make recommendations to the Board for expenditure of funds if needed.

Update: To date, we still await disposition on this issue. Dr. Stan Van Uum made a
recommendation that we provide information to an Endocrinologist Journal, but this
has yet to take place. This update is provided to the Annual General Meeting for
information only.
4. Financial Report
The Treasurer indicated that the Society’s financial situation is healthy, that we have
approximately $23K in cash and equivalents, and that we had been in a position to contribute
to the Cortisol Hair Research Study. The Financial Statements are attached as Annex A.

Motion: That the Financial Statements be accepted,;
Moved by John Gordon, Seconded by Stephen McKenna, Passed unanimously.

5. Slate of Board Members

There are no changes in the slate of the Executive and Board Members.

6. Membership Update

There are currently 137 paid memberships in the Society.

7. Web Update

The website contains a wealth of information, including improved instructions on how to
administer an emergency injection. We are very fortunate at the moment to receive the
services of a web administrator at no charge.

8. AGM 2010

The next AGM will be held in Vancouver, B.C. in September/October 2010. Exact
information will be posted on the website as soon as it is available.

9. Director’'s Reports

Two reports are attached (Annex B).
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10. New Business

The Southern Ontario group has identified a simple brochure holder for our information
leaflet that can be used for display purposes in medical offices or elsewhere. If bought in
bulk, it is extremely inexpensive. The group will study options for its use/purchase and make
a proposal to the Board in due course.

11.Guest Speakers

Our first guest speaker was Rachel Gow, a MSc candidate at the University of Western
Ontario, dealing with her study Hair Cortisol Levels in Patients with Adrenal Insufficiency on
Glucocorticoid Replacement Therapy.

Members were invited over the summer to participate in this study, and Rachael expressed
her strong appreciation for the many members and family members who came forward. The
strong number of participants will help make the findings from this study useful. If anyone is
still interested in participating, it's not too late. Please refer to the July 2009 Newsletter, the
direct mailing received by members or contact Rachael Gow at hairstud@uwo.ca or
519-646-6170.

Preliminary results may be available around June 2010. Ms. Gow will keep us updated on
their findings.

Please see Annex C of these Minutes for
this presentation. As well, in answer to
guestions, Ms. Gow made the following
comments:

- The study may be able to provide
personal results to individuals.

- The study is designed to look at the
big picture, for example, revised
recommended dosing guidelines.

- Hair analysis may become a tool for
monitoring Addisonians; it will not be
a screening or diagnostic tool.

Our second guest speaker was Dr. Stan Van Uum, MD, PhD, Assistant Professor,
Endocrinology and Metabolism, Dept. of Medicine, U. of Western Ontario, St. Joseph's
Health Care. His presentation is included as Annex D. As well, Dr. Van Uum answered a
number of questions:

- The difference between cortisol and cortisone: Cortisone needs first to be converted
to cortisol (=solucortef) before it is active. Cortisol is the active form; cortisone is the
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inactive form, which needs to be converted in the liver to cortisol; liver must be
functioning to convert cortisone to cortisol; about 80% of cortisone is converted to
cortisol (25 mg cortisone converts to 20 mg cortisol).

The effect of licorice root extract on an Addisonian’s immune system: Raw licorice
increases the effectiveness of cortisone; but licorice is not standardized, so strength
and quality vary greatly, so you can never really know how much medication the body
is getting. Better to leave licorice out of the equation and simply modify the cortisol
intake. Because the impact of licorice is on the conversion on cortisone to cortisol, its
use would not avoid any unwanted side effects of simply increasing the cortisol
medication intake.

The time of a blood test for cortisol levels matters: the normal readings at 8 a.m.
would be abnormal if the blood was drawn at 3 p.m., and visa versa. We should
always mark down the exact time of our blood tests, to inform our doctors when
interpreting results, as the labs often fail to note the time.

Normal levels are highest at 8 a.m., 1:30 p.m. and 4 p.m., so replacement medication
is often best taken around 7:30 a.m., 1:00 p.m. and 3:30 p.m. Each individual will
need to read their own body for optimal timing.

From the moment of stress, it takes a normal body 20 to 40 minutes to respond with
cortisol output.

Dermal patches are not an appropriate delivery mechanism for cortisol. Due to the
physical properties of the patch and skin, the absorption is even; absorption does not
increase or decrease with stress.

Although Solu-cortef is the usual emergency medication, it is possible to use
Dexamethasone (no mixing, but dosage must be more precise) or solu-medrol, which
is prednisone. 125mg solu-medrol equates to 700mg — 1000mg cortef. Where
absorption of cortisol in tablet form is a problem, cortisol can also be delivered by
suppository.

If the dosage of florinef is too low, you may get cramps (due to an imbalance of
calcium and magnesium levels). If the level of florinef is too high, you may have high
blood pressure. If blood pressure is too high, it is advisable to adjust florinef levels
lower before using other medications to lower blood pressure.

DHEA: may be useful to some Addisonians, especially those with secondary Addisons
(i.e. pituitary failure). The best advice is to try it to see (25 -50mg/day for a 6 month
trial). DHEA is the precursor to a host of hormones. However, if the adrenal glands
are needed to transform the DHEA, and the adrenal glands are no longer functioning,
it will be useless to take DHEA supplements.

Since ACTH is derived from CRH (corticotropin-releasing hormone), anything which
suppresses CRH (all gluco hormones, some opioids) will suppress ACTH levels.

To reduce the risk of osteoporosis, you should take sufficient calcium (1500mg) and
vitamin D3 (recommended dose is nhow 2000 IU, if vitamin D3 levels are low, calcium is
lost from the bones more quickly). Vitamin K may also be involved.

There is information from Japan indicating that vitamin K seems to impact bone
density, especially in women.

The Canadian Addison Society is a registered charity, #4 87248 5511 RR0001.
193 Elgin Avenue West, Goderich, Ontario N7A 2E7
Toll free number: 1-888-550-5582
www.addisonsociety



- Vitamin D, is converted to D3 in the body. If using D», 50,000 IU — 100,000 IU is
recommended.

- Vitamin D affects the immune system.

- The prescription drug Warfarin reduces the body’s vitamin K. Vitamin K is needed for
blood clotting.

- Hypothyroidism affects cortisol dosing for Addisonians as cortisol will break down
twice as fast. If you are dealing with thyroid issues, your replacement cortisol dosage
may need to be adjusted.

- If taking thyroid medication, it should normally be taken 2 — 4 hours away from
calcium, as calcium traps synthroid and the body does not get the use of it. If you are
already taking thyroid medication around calcium, the level of medication has likely
been determined so as to offset this. Expresso also affects absorption of thyroid
medication.

- HINZ1: no special advice for Addisonians. If replacement medication is adequate,
Addisonians should be no more or less likely to get it than the normal population.
Patients on therapeutic dosages of steroids are more susceptible. Remember,
however, that if you get the flu and cannot hold down your daily medication, it is
urgent to go to the hospital.

Announcements:

It's time to renew your memberships for 2010. A copy of the membership form is
attached to this newsletter and also available on our website. Remember — if you read
this newsletter, appreciate the Q&As, or ask questions of our medical advisor — it is only
possible because of your membership dues. PLEASE contribute. Thank you.

We are sorry to advise you that BC Lower-mainland Group member Louise Calder has
passed away. She will be missed.

Personal Experiences:

| was diagnosed in 2002 when | was 8 years old.

The first time | went to the doctor’s before | was diagnosed, | had lost a lot of weight, was
constantly tired, and was craving salty and sour things. My doctor sent me home suggesting
| eat more red meat and have lemon and water with dinner.

Three weeks later, | was still feeling sick, and had gotten much worse, feeling weak,
vomiting, sleeping a lot, had lost a lot of weight and had skin pigmentation. | was lying in
bed, feeling feverish, when my mum checked my feet and freaked out a bit when she saw
they were very purple, as if my circulation had been cut off. She took me to the after-hours
medical centre, where they immediately called an ambulance, and | was taken to the hospital
an hour away. | was severely dehydrated, so had a drip put in while in the ambulance. |
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stayed at hospital overnight and they diagnosed me with "a new Wellington flu" and sent me
home with no instructions or medication except "bed rest".

Two or so months later, | started vomiting one morning on my way to my grandmother’s. |
stayed there the night, vomiting severely and feeling very weak and feverish. The next
morning, | could hardly walk, and after collapsing several feet from my bed, my grandmother
called an ambulance. In the ambulance, | fell unconscious and was taken straight to the
emergency room where they put a drip in me (again severely dehydrated — so much so the
doctors were shocked) and stayed there for a few hours before being taken to intensive care.
| stayed in intensive care for a couple of days while they did various tests, none of which |
remember. They tried to diagnose me with several conditions such as kidney failure and
other organ issues. Still not getting better, | was being stuck with tubes, and they were
taking blood from me nearly ten times a day. After eight days or so, they finally diagnosed
me with Addison’s disease, and after taking the medication, | began to feel better. | stayed in
hospital for a few more days while | recovered, leaving after 12 days, on the very same day
the twin towers were hit.

I don't remember much of my time in hospital, as for the first week at least | was mostly
unaware of anything and too sick to notice much except some of the painful tests. They
weren't sure | would recover and told my parents this in the first day or so. They later told me
if I hadn't come in for another few hours, | could have gotten brain damage, and if | hadn’t
come in for just another day, | could easily have died. | also don't remember being told | had
Addisons, but | do remember being given my pills for the first time. | also remember many
doctors coming to see me after | was diagnosed, bringing their students along, as | was a
patient who had a condition none of them had seen before. They were all very interested
and told me | was very special and they had never seen another case like mine.

After | left, | didn’t go back to school for another two weeks, and from then on began to gain
back weight, energy, and my natural skin colour.

I'm now 16 and haven’'t had an Addisonian crisis since.

Submitted by Elena

Highlights from Local Meetings:

Vancouver Island Support Group

The group met October 3rd. Fifteen people attended including 3 spouses.

Colleen, a nurse at Victoria General Hospital, instructed the group on how to load and inject
a Solu-cortef syringe. (Ed note: Solu-cortef comes in 100mg (yellow cap) and 250 mg (red
cap) vials; this information is based on the 100 mg vial.)
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Loading the Syringe

Wash hands. Push down firmly on the vial to depress the yellow cap (on a table top or flat
surface), breaking the seal between the liquid and the powder medication. Shake the vial to
mix the medication solution. Take off the tiny circular yellow tab on the plastic cap of the vial
(with a finger nail). Use an alcohol wipe to clean the rubber stopper on the vial. The vial
contains 2 ml of solution in a vacuum. Draw 2 ml of air into the syringe by pulling out the
plunger. Take the cap off the syringe needle. Insert the needle (1 1/2 inch, 22-gauge) into
the centre of the rubber stopper of the vial. Inject 2 ml of air into the vial by pushing in the
plunger. Turn the vial upside down with the needle inserted. Holding the vial, gently pull the
syringe and needle down until its tip is just visible poking through the rubber at the bottom of
the vial and in the medication solution. Pull the plunger out to draw the medication solution
into the syringe. You should now have most of the solution loaded into the syringe. If there
is still a small amount of solution left in the vial, that is okay, there is enough in the syringe to
inject the emergency medication. Children may require less medication, an amount
determined by a doctor. Replace the needle cap.

Injecting the Syringe

Select a site for the injection. Uncover one thigh and pick a mid point between the hip and
knee. You will inject on the outer part of the thigh. Use alcohol to cleanse the injection site.
Remove the needle cap. Tap the syringe lightly and depress the plunger so a small amount
of medication comes out of the needle tip to eliminate any air in the solution. Hold the
syringe like a dart. Bunch up the muscles at the injection site on the outer half of the mid-
thigh with your other hand. Dart the syringe into the thigh injection site going straight in at a
90 degree angle. Hold the syringe in place and inject the medication. After injection, place a
tissue or gauze near the needle and pull the needle out quickly. Massage the injection site.
Dispose of the syringe in a safe manner (in a coffee can with a lid then take to your local
pharmacy). After injection, go to your nearest hospital emergency department. Saline
solution IV is usually prescribed in an Addisonian crisis.

Instructions on Solu-cortef injections can also be found on our website at
http://www.addisonsociety.ca/injection.html.

Flu Discussion

There are ambiguous reports in the media about the various flu shots. Reported deaths in
B.C. attributed to the H1N1 virus were for people with pre-existing medical conditions.
Apparently HINL1 is a respiratory concern. A member met with her Victoria endocrinologist,
Dr. Pat Marshall, yesterday. Dr. Marshall's recommendation was to get the regular flu shot
first, if the Addisonian was over the age of 65, then the HIN1 shot later. Under the age of
65, then get the HIN1 shot first, and the regular flu shot later. He believed that anyone born
before 1957 had probably been exposed to something similar, and that it may provide some
protection. Our member was provided with a prescription for Tamiflu.
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Doctors at walk-in clinics evidently do not have ready access to a patient's medical history
and so may be at a disadvantage treating some conditions or prescribing medications.
Family doctors keep patient records and consider the patient's medical history when
prescribing treatment for a current ailment.

Judy Stanley, the President of the Canadian Addison Society, was present at this Victoria
meeting. Over the past years, Judy has proposed to the British Columbia Ministry of Health
Services improved access to patients' medical records by hospital emergency departments
personnel. The B.C. Care Cards we hand to hospital triage should be used to access a
patient medical history, flag chronic disorders and relate current treatment. Evidently, patient
records of prescriptions is already in use with B.C. Pharma Care cards. There have been
privacy concerns giving out patient medical history. Checking the web, the B.C. government
is now in the process of introducing eHealth to various sites across the province
(http://www.health.gov.bc.ca/ehealth/newsletters.html).

Judy suggested if you must phone for an ambulance, request a "life support ambulance”
which can supply an IV, but not medication. In crisis, we need a saline IV. Paramedics can
administer insulin to diabetics on these ambulances.

One member suggested that with Addison's we need to reduce stress. She brought hand-
out copies from a magazine article with advice to lower stress: hugging loved ones or a pet to
reduce blood pressure, hand massages, singing, nature walks, using earplugs when sleeping
in a noisy environment, avoid slouching while relaxing and eating yogurt, baked potatoes
with skins, apples, and soy nuts, and also drinking tomato and beet juices.

Joint problems were discussed. Several people improve mobility with regular exercise,
weights and stretching to loosen up. One woman lies flat on the floor to do weight exercise.
Others attend aerobic and tai chi classes. Especially with osteo concerns, we were advised
by one woman to avoid bending by curling over. Instead bend at the waist to prevent
developing a hunched over spine in later life. Tai Chi is now offered to people who need to
sit in chairs while exercising. Using elastic exercise equipment could save joint wear.

A novel suggestion which seems to be working for one family is rubbing in extra virgin olive
oil to reduce swelling and joint pain. One surprising side effect is that it seems to diminish
age spots.

The abstracts of recent research studies concerning Addison's were discussed.

One of our more active members, Kelley Gamblewest, over the spring and summer
completed 7 triathlons, 2 sprints, 2 Olympic and 3 half-ironman. The Half-lronman is a 3
kilometre swim, 90 k bike ride and 21 k run. The Olympic is basically 1/2 of those distances
and the sprint 1/2 again of the Olympic. She received medals and cool t-shirts for completing
in each of the races and came in 3rd in one of the 1/2 Iron's, received another medal and a
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spot on the World Championship team next year in Germany. Kelley finished the 3 1/2
Iron's, completed the Subaru Triathlon Series and received a very nice bike jersey. She also
finished 4 races in the Triathlon BC series - not only completed that Series but came in 1st in
her age group! Kelley trained for the Victoria Marathon and has started swimming lessons to
prepare for the Ironman next year. She is a swim instructor at Commonwealth Pool and
Lifeguard / Instructor at Panorama Pool. Kelley has also started teaching highland dancing.
Kelley says "The only difference between training and racing with Addison's is that my mind
set has changed from 'Win, win, win' to 'l may not be fast but I'll get there!". | am living proof
that we can indeed go on with normal lives —we jus  t have to be careful and listen very
closely to our bodies ."

The Sat. February 3, 2010 1 to 3:00 pm meeting of the Vancouver Island support group in
Victoria — currently set for Room 1814 (by Cafeteria), Victoria General Hospital, - may be
relocated to a church or community building away from the hospital during flu season.

Submitted by Jim Sadlish

For further information on the Vancouver Island Support Group, please contact Jim Sadlish
at wx6999@gmail.com or (250) 656-6270. For information on Central Island activities,
please contact Barbara Hunn at bhunn@shaw.ca or (250) 714-0036 or Sharon Erickson at
ericksons@shaw.ca.

BC Lower Mainland Support Group

The group met October 17, 2009 with 8 people in attendance. The guest speakers from
BCAA presented an excellent information session on travel insurance. Gurdeep Jaswal and
Zareen Alimohamed spoke of the options and necessity of purchasing travel insurance —
especially for those with underlying medical conditions. They provided: BCAA TravelGold
Travel Insurance Policy Wording booklets, applications for purchasing travel insurance as
well as information on coverage, additional coverage and the process to initiate a claim etc.
Extra pamphlet packages are available for those who missed the meeting and who are
interested in reading about it. As well, members are encouraged to contact their local BCAA
location to speak to an agent for their individual recommendations, or contact the speakers
directly: Gurdeep Jaswal, Coquitlam, 604-268-5750, gurdeep.jaswal@bcaa.com; or Zareen
Alimohamed, New West Location, 604-268-5700, zareen.alimohamed@bcaa.com.

Members discussed Influenza vaccines, H1N1 vaccines and Shingles vaccines, which are
now available. Members are advised to seek individual advice from their physicians.

A donation of $25.00 was made to the Surrey Memorial Hospital Foundation in memory of
Louise Calder on behalf of our members.

Next meeting is scheduled for: Sat. Feb.20, 2010, 12:45 - 3:00 PM, Sherbrooke Lounge, 260
Sherbrooke Street, New Westminster, BC.

Submitted by Judy Whittaker/Patti Chabot
10
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For further information on this support group or any upcoming meetings, contact Judy
Stanley, (604) 936-6694 or bugbee@shaw.ca.

Alberta Support Group

For information on this support group, contact Ginny Snaychuk at ginray@shaw.ca or
(780) 454-3866 in Edmonton.

Saskatchewan Support Group

For information on this support group, contact Elizabeth Hill at (306) 236-5483
kesahill@sasktel.net or elizabeth.h@pnrha.ca.

Southern Ontario Support Group

The next meeting will be in Mississauga in May 2010, exact date and location to be
determined.

For further information on Southern Ontario Support Group activities or meetings, contact
Harold Smith at hsmith9995@rogers.com or (519) 742-9995.

Eastern Ontario Support Group

The Eastern Ontario group is very pleased to have a regional representative again — Steve
McKenna. He can be reached through the website, at steveandpat@rogers.com or
613-523-7648.

A small group met October 17. We hope the reduced size was due to confusion while we
were without a group leader.

The next meeting will be at Robbie's Italian Restaurant, 1531 St Laurent Boulevard, Ottawa,
at noon on Saturday May 15, 2010.

For information on Eastern Ontario Support Group activities or meetings, please contact
Steve McKenna at steveandpat@rogers.com or 613-523-7648.

Québec Support Group

We now have a local representative, Marie-Josée Normand, in Montréal. If you wish to
contact her, she can be reached at (514) 376-2712, by email at marijonormand@mac.com,
or through the ‘Local Groups’ page of our website. Thank you so much, Marie-Josée, for
accepting to do this.
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Nous avons maintenant une représentante, Marie-Josée Normand, a Montréal. Si vous
désirez la rejoindre, vous pouvez communiquer avec elle au (514) 376-2712, par courriel au
marijonormand@mac.com, ou bien par I'entremise de notre site-web. Merci, Marie-Josée,
pour votre appui de la Société.

Atlantic Support Group

The Atlantic Canada Support Group is looking for a volunteer to act as contact point. If you
can do this, please contact the Liaison Secretary at liaisonsecretary@addisonsociety.ca or at
the national address shown on the front of this Newsletter.

Medical Q & A

Before submitting a question to our medical advisor, please consult the wealth of Q&As on
our website. Many questions have already been answered.

There is now a very large and wide-ranging set of questions on both daily living and very
situation-specific issues that have been answered by our medical advisor. To review these
guestions, please go to the Canadian Addison Society website under Education
(http://www.addisonsociety.ca/fag.html), or see previous issues of the newsletter.

Q: Is there anything Addisonians should do to prepare for HIN1? Is it recommended that
people with Addison's disease get the H1N1 flu shot? What we should do if stricken by the
flu?

A: Itis recommended that everyone get the H1N1 flu shot and this policy extends to
Addison's individuals as well. | am not sure there is much you can do to prepare for
the flu. Measures to avoid getting it in the first place include lots of hand washing, the
use of the sanitizing liquids that are scattered around offices and workplaces, avoiding
crowds if you can, taking lots of vitamin D (1000 units) and keeping from getting
rundown by eating well and getting appropriate sleep.

Q: If an Addisonian (primary) is taking extra Fludrocortisone in hot weather, should there be
a need to add extra salt? Also, | have been led to believe that postural hypotension in
Addison's patients is caused by the low salt and can be rectified by taking extra
Fludrocortisone. Is this so, or could the postural hypotension be caused by low prednisone?

A: Fludrocortisone (Florinef) is a hormone normally secreted by the adrenal gland. It
acts on the kidney to increase the amount of sodium that is reabsorbed. Normally, we
have lots of salt (sodium chloride) in our diet so taking more fludrocortisone results in
an increase in the percentage of sodium retained. If we are perspiring a lot, we may
require extra salt so the fludrocortisone will have more to work with.
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Postural hypotension is a drop in blood pressure when we stand up. This can be due
to several factors. If the blood volume is low, it can be difficult for the muscles around
the blood vessels, which help to prevent blood pressure from falling when a person
stands up, from maintaining adequate pressure. The fludrocortisone and sodium help
to maintain blood volume.

The muscle contraction is stimulated by norepinephrine which comes from nerve
endings in muscles. This action of norepinephrine requires the presence of adequate
amounts of cortisol or in this case prednisone. Adding excessive amounts of
prednisone will not prevent postural hypotension. This requires the correct
combination of adequate blood volume and norepinephrine action.

Q: I'would like to have some salt tablets; how much salt should be in each tablet and what
would be a reasonable amount of extra salt to take on a daily basis?

A: You can ask your pharmacist about salt tablets. She/he probably has some made
in stock. At one time, individuals who worked in very hot situations, e.g. roofers, used
to take salt tablets to compensate for excessive perspiration. In your case, | don't
think you need to go to that extent. Most of the prepared foods we buy have too much
salt, so you can get what you need by eating a few potato chips, nuts, canned soups
etc. Most of the salt we eat comes from food preparation and only about 15% comes
from what we add. The average North American diet contains about 4000 to 5000 mg
of sodium chloride. In Europe, it would be about 3500 mg. Just for reference, a can
of soup contains about 1000 mg of sodium chloride.

Q: All the literature | have seen specifies administration of hydrocortisone or cortef, in the
event of an emergency. If a patient were to experience a sudden drop in blood pressure
during surgery (given that pre-stress cortisone had been administered), is it just as effective
to administer epinephrine, i.e. norepinephrine instead of hydrocortisone or cortef? Must the
ER panic wagon stock both hormones?

A: Hydrocortisone (cortef) is normally given in an emergency situation because the
adrenal releases hydrocortisone in response to the stress of an emergency, whether it
is physical or emotional. The amount of hydrocortisone released is proportional to the
stress. In a surgical situation, a patient is usually given 100mg of solucortef
intravenously prior to the anaesthetic and an additional 100mg each hour during
surgery. If the patient had a sudden drop in blood pressure during the operation, |
would first give an additional 100mg solucortef at that time, but | would look for other
causes of the fall in pressure such as blood loss, lack of an adequate oxygen supply
or infection.

Norepinephrine is used to raise blood pressure, but if the problem is a lack of
hydrocortisone, it will not be effective. It cannot substitute for hydrocortisone. A crash
cart should have both solucortef and norepinephrine. In the emergency department,
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they would always stock solucortef, epinephrine and norepinephrine. For a patient
with adrenal insufficiency, they would administer the solucortef first and if there were
other factors causing the fall in blood pressure, they might add norepinephrine.

Q: | have Addison's and have been on Cortef for about 5 years (10 mg in mornings and 7.5
mgs evenings). | see that most people asking questions also have diabetes. | understand
that these are both endocrine disorders, but does one necessarily indicate the other at some
point? This concerns me since | have strong cravings for sugar, as well as salt.

A: Your question regarding the relationship between Addison's disease and diabetes
raises some interesting issues. First of all, there are two types of diabetes. Type 1
diabetes was previously called juvenile diabetes and this is an autoimmune disorder in
which antibodies destroy the cells in the pancreas which normally secrete insulin.
Individuals with this type of diabetes require insulin. It tends to come on at a younger
age, frequently in children.

Type 2 diabetes was previously called adult onset diabetes and it most commonly
comes on in adults who are usually overweight. The diabetes occurs because their
insulin-producing cells cannot keep up with the increased demand for insulin. Initially,
these individuals can be treated with pills that either stimulate the pancreas to release
more insulin, or help their insulin to be more effective. Later on, the ability of the
insulin-producing cells to make insulin decreases and these individuals may require
insulin treatment. Ninety percent of diabetics have type 2 diabetes. This is not an
autoimmune disorder.

Addison's disease is primarily an autoimmune disease in North America but there are
other causes such as tuberculosis and other infections in areas where these diseases
are more common.

Autoimmune Addison's disease can occur by itself, or in association with other
autoimmune diseases such as thyroid disease or type 1 diabetes. If it occurs by itself,
the individual would have roughly the same chance of developing diabetes as
someone in the general population — that is 6 to 9% depending on where you live,
weight, lifestyle etc.

If Addison's disease occurs in an adult in association with other autoimmune diseases,
the probability of developing type 1 diabetes is roughly 25% and the probability of
developing thyroid disease is roughly 50%. (This is known as polyglandular
autoimmune syndrome type 2).

Since you cannot change your genetic makeup, the best advice is to keep an active
healthy lifestyle. Too much sugar is never good for you. Too much salt is generally
not good either, but in someone with Addison's disease, you should have your doctor
check your renin and sodium level to be sure your Florinef dose is satisfactory.
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Q: I have had Addison's disease for 7 years. | also have had Type 1 diabetes for 22 yrs. |

am a happy person, and find satisfaction in my work, happiness in my family, hobbies etc. |
find my temper somewhat volatile without warning at times. | am informed on rare occasions
there has been a noticeable change in my demeanour. Any insights?

A: There may be many answers to your question, but with the information at hand, |
will give you what possibilities that | can think of that relate to your hormone status.

You should review your cortisol (hydrocortisone) dosage and that of your Florinef.
You should also review your diabetes control. If any of these areas are not well
controlled, you could feel less well than you have in the past and the result could be
that you react differently than when you were feeling better.

You did not mention your menstrual status, but when an individual has type 1 diabetes
and Addison's disease, there is a possibility of some ovarian involvement. If there are
problems with your periods, estrogen levels may be low and this could affect outlook
and interaction.

You should review your situation with your endocrinologist and she/he may be able to
look at other aspects of your situation.

Q: 1 am 38 with fairly regular cycles. Diabetes control is pretty good. My endocrinologist
has been unable to tell me what options are available to confirm appropriate hydrocortisone
dosage levels. They feel that | should go with what | "feel" is appropriate. Should | expect a
different response than this?

A: ltis difficult to be specific about determining the correct dose of hydrocortisone.
Our usual answer is a bit like your endocrinologist's. We suggest the right dose is the
lowest dose that makes you feel well. The dose of hydrocortisone can vary from
person to person — from 10 to 30 mg per day. One test we do is to check ACTH levels
before taking your hydrocortisone in the AM. The level should be elevated. If not, you
are either getting too much steroid or there may be other factors causing the
symptoms. If the ACTH is too high, you may need adjustments in the hydrocortisone
dose. This is not a precise method but it gives you ground rules.

For the Florinef, we measure renin levels first thing in the morning. If the level is high,
you may need more Florinef. If itis too low, you may need less Florinef. Once again,
these are guidelines to help your endocrinologist decide on making adjustments. The
actual decisions require an assessment of the person, not the lab tests, so you must
discuss this with your endocrinologist.

Q: 1 was wondering if you have any history of treating Addison’s patients with DHEA therapy
in addition to their corticosteriod treatment. My doctor is thinking of supplementing my DHEA
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for symptoms such hair loss and low libido, but the research I've done is mixed and in many
cases controversial. Do you have any insight? | had my doctor test my DHEA levels and
they came back as <0.1, so | basically don't have any. | have decided to give it a trial run but
was wondering if you know if the supplementation of DHEA interferes with the effectiveness
of birth control pills or with hydrocortisone.

A: You are confused about DHEA use in Addison's patients with good reason. The
information in the medical literature is contradictory. There are articles that suggest
that it is helpful with certain problems, but none of the articles have shown that it is of
general benefit.

The article by Arlt from Germany reported some improvement in sexual interest and
others have reported an improvement in attitude, but others have not confirmed these
observations. Our study, which went on over two years using 50mg DHEA, did not
show a statistical improvement in any of the areas measured but some individuals felt
that they were better on the medication.

There are some side effects from DHEA. The most common are acne and hirsutism
but there do not seem to be any more serious side effects. | would not discourage
you from trying it as long as your expectations are appropriate. It is not generally
available but some pharmacies/health stores seem to have it.

Your DHEA level should be undetectable if you have Addison's disease because
DHEA is made in the adrenal. Males have low levels of DHEA, probably of testicular
origin. Taking DHEA should not interfere with either your cortisol or birth control pill

Q: I have just recently been diagnosed with Addisons so | still have a lot of questions. | was
told that when you have this, you have a very hard time getting pregnant, but | just had a
baby 12 months ago with no complications. Is this hereditary? | am usually very active but
lately can't do much without getting dizzy and feeling awful. Once on meds, will | be able to
participate in all the sports | used to?

A: Sorry that you have so many unanswered questions. | will try to give you some
general advice but you should sit down with your endocrinologist with a list of
guestions you want answered. This may take more than one session but you can do
it while you are getting your cortisol and Florinef doses sorted out.

Addison's disease by itself will not cause you any problems in getting pregnant. Some
individuals with Addison's disease can also have autoimmune involvement of the
ovaries but this only occurs in about 10% of cases.

Once your dose of cortisol and Florinef are stabilized, you should be able to get back
to your old self. This can include various athletic activities that you enjoy. Your
problems with dizziness should also resolve.
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Some autoimmune diseases tend to run in families, but if you have Addison's disease
by itself, | don't think that this will be a problem.

All of these comments are based on the understanding that you have primary adrenal
insufficiency (Addison's disease). There are other types of adrenal insufficiency and
you should confirm your diagnosis with your endocrinologist. | mention this because
you told me that you had a baby about 12 months ago. After complicated deliveries, it
is possible to develop a pituitary problem which can cause secondary adrenal
insufficiency. These individuals do not have the skin pigmentation seen with the
primary type.

I do not want to add confusion to you current concerns, but | wanted to be sure that
my comments were directed to the correct diagnosis. Good luck with getting back on
track.

Q: 1 am battling depressive and anxiety symptoms as well as living with Addisons and
hypothyroidism (26 years). This situation only seems to pop up when | am in a stressful work
situation, but I can't afford to quit work. | try to look after myself, | exercise regularly, get to
bed early (although my quality of sleep is not good) and try to eat healthy food (although my
appetite is depressed). My blood pressure is excellent, though my resting pulse tends to be
in the 90's. |just had a full work up and | am very healthy, on paper. | have resisted taking
anti-depressants, but there are very few clinical psychologists where | live that | can talk to. |
am on a waiting list for a sleep clinic appointment, and should get in, in about a year. Could
any of this be Addisons related?

A: 1 doubt if your anxiety and depression are due to the Addison's disease. If the
symptoms seem to be brought on by stress, and are episodic, you might try taking an
extra 1/2 tablet of cortisol for a day or so until the stress is over, to see if it helps to
deal with the situation. |1 am not sure how much cortisol you are taking or when you
are taking it. Taking cortisol late in the day can interfere with sleep.

A year seems like a long time to wait for an appointment at a sleep clinic. | am not
sure where you live but usually waiting times for these clinics is reasonably short.

Q: My daughter has primary Addison's and type one diabetes. She is experiencing some
symptoms of hypothyroidism, yet her TSH is normal. | believe | have read somewhere that,
because of the cortisone, or Addisons, you can get a normal TSH, when in fact the thyroid is
not normal and the only way to really know if the thyroid is working normally is to look at the
free T 3 and/or the free T 4.

A: ltis often difficult to differentiate between the symptoms of two chronic diseases —
in this case adrenal insufficiency and hypothyroidism. The symptoms of mild
hypothyroidism are generally non-specific. Adrenal insufficiency and hypothyroidism
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can occur together in about 50% of individuals with adrenal insufficiency on an
autoimmune basis. They can also occur together in individuals with a pituitary
problem. In the autoimmune situation, the pituitary is normal, so the TSH goes up
when the T4 and T3 go down. In the situation where the problem is secondary to a
pituitary abnormality, the TSH may not be able to go up when the T4 and T3 go down
so measuring TSH is not helpful. As you suggested, it is important to measure free T3
and free T4 as well as TSH in these cases. If the adrenal replacement is satisfactory,
the thyroid tests should not be interfered with by the adrenal hormones.

Q: I've been an Addison's patient for two years now. | take 5 mg Prednisone and .1 mg of
Florinef daily. 1 am an avid cyclist who rides +260 kms per week. These rides are a mix of
distance and intensity training. The intensity (interval) training is usually within a few beats of
my heart rate max for a minute to two minutes at a time. I've always felt fine after these
rides. However, the other day I rode in the morning and saw my endocrinologist in the
afternoon and my blood pressure was down t0o104/75. My question is, should | be increasing
the Prednisone the morning of my rides (I usually ride in the early morning)? If so, by how
much? Food intake and hydration is not an issue during or after rides. Depending on
temperatures, | will go through ~24 oz of water, with electrolytes, in about an hour to 1.25
hours. | take in about 300 calories an hour to offset what I'm burning.

A: 1 admire your weekly program and am envious of your degree of fithess. It seems
that the regimen that you are on is quite satisfactory so | don't think that major
changes are is order. You mentioned that you are cycling 260+ km /week. You did
not mention how many segments you did to make up the 260 km or how long you
would be cycling in each segment.

If you cycle on certain days and not on others, then your physical demands on those
days would be significantly greater on the days you cycle and you might benefit from
an extra 1/2 tablet of prednisone on those days. If you do take extra prednisone, you
should take it before you start since it is long acting. If you are doing these in long
segments, e.g. 80 — 100 km, then you might require an extra full tablet.

The slightly low blood pressure in the afternoon after a ride could be due to several
factors:

1. Your pressure may normally run in this range.

2. If your pressure is normally higher than this, you may have lost more
sodium than you took in. This may depend on the weather and how much
you perspire. On hot days, you may want to include some saltier foods to
your 300 cal to compensate for salt loss.

3. It would be interesting to see if this is a regular finding. You might want to
buy a blood pressure cuff to check this out.

Q: 1 was diagnosed with hypothyroidism following the birth of my daughter 3 years ago. |
showed adrenal fatigue, not failure and was started on cortef 20mg daily. | have gained 50
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Ibs since being on it and every doctor I've seen says I'm on too much. Yet every time we
check my blood levels, they're almost Addison’s level. Can you explain that? | can tell you
to the hour when it runs out, so if that's true, and my doctor has not let me stress dose at all,
how is it that I've gained all this weight from the cortisone? When it runs out, which usually
happens within two hours of going to work, | get shaky, nauseated and feel like I'm going to
pass out. It's been like that for two years and my doctor doesn't believe in stress dosing. My
aldosterone and sodium levels are fine and | have normal blood pressure. However | have
found | am unable to take thyroid medications because | feel terribly sick on them. Now |
have such bad peripheral neuropathy | can barely walk most days.

A: On the basis of the information that you have provided, | would not want to make
any specific comments. You may be able to help me with some additional
information.

You mentioned that your hypothyroidism was diagnosed after your baby was born 3
years ago. Depending on when the diagnosis was made, there are two possible
causes for hypothyroidism diagnosed in the post partum peroid.

1. Inflamation of the thyroid occurs in about three per cent of women after delivery.
This results in transient overactivity of the thyroid followed frequently by
underactivity (hypothyroidism). This hypothyroidism generally occurs between six
and nine months after delivery and it can be quite severe. This type of
hypothyroidism gets better in three to six months in about 90% of cases. These
individuals may require thyroid medication while the gland is recovering and it can
then be slowly withdrawn. If your doctor agrees that there is a possibility that you
could have had post partum thyroiditis, the only way to check it out is to gradually
discontinue the thyroid medication and see if your thyroid can produce thyroid
hormone.

2. The second possibility is that the individual has developed chronic thyroiditis
(Hashimoto's thyroiditis) which is permanent and requires ongoing treatment with
thyroid hormone.

The diagnosis of adrenal fatigue is one that | am not familiar with. It is probably
related to thyroid function tests which were somewhat abnormal. It would be of
interest to know what tests were done to make this diagnosis. Measuring cortisol
levels to determine whether you are getting enough or too much cortisol is generally
not too helpful. The best test is a serum ACTH. The result will depend on when you
last took your cortisol. ACTH levels taken in the morning before taking your cortisol
should be elevated — usually around 40 to 60 pmol/l. There is also a very unusual
situation in which the cortisol receptors are more sensitive than normal to cortisol so
that a normal amount of cortisol would have an increased effect. Measuring ACTH
levels at appropriate time would help to assess this.
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It might be helpful for you to make an appointment with the endocrinologist who
diagnosed your thyroid and adrenal problems and discuss your treatment. Since you
have gained 50 Ibs, it is understandable that your doctor does not want you to take
more cortisol. Since it sounds as if you had some adrenal function at the time of
diagnosis, even 20 mg of cortisol may be more than you require. The 20mg of cortisol
could be too much if your adrenal was still able to produce cortisol. You would then
be getting cortisol from the pill and some from your own adrenal. We have this
problem of "adrenal fatigue" so we are not sure what your adrenal is capable of doing.

The peripheral neuropathy is not generally part of either hypothyroidism or adrenal
insufficiency so | would wonder whether there was another problem which requires
investigation.

Q: After the birth of my first child, | started to suffer from a number of symptoms (specifically
dramatic weight loss) and at 13 months postpartum, | was diagnosed with Graves' Disease
(hyperthyroidism). Unfortunately, my symptoms got worse, specifically muscle weakness,
fatigue, very low blood pressure, light-headedness, and pigmentation changes. Finally, 16
months later, | was diagnosed with Addison's Disease. The doctors believe that the
hormonal changes during pregnancy and postpartum were the triggers for both diseases.
My question is, we would like to have another child. Is there a risk of developing another
autoimmune disease with a second pregnancy? Should we be contemplating this?

A: Your story raises some interesting questions. What happened to your
hyperthyroidism? Is it still present or did it subside. What treatment did you have?

| am asking these questions because there is a syndrome of post partum thyroiditis
that occurs after about 3% of pregnancies. It results in hyperthyroidism that is
transient. It usually starts shortly after pregnancy and resolves within 6 to 12 months.
This is not Graves' disease. Graves' disease does not generally resolve without
treatment. Both of these can occur after pregnancy because the immune system
returns to normal after pregnancy.

Graves' disease and Addison's disease can occur in the same person as part of an
autoimmune syndrome. This is a genetic disorder in which there is a predisposition to
produce antibodies directed at specific endocrine organs. The combination of
Addison's disease and thyroid disease is the most common. These individuals can
also develop diabetes or gastrointestinal problems, but this is uncommon. In your
case, you have Addison's disease and some type of hyperthyroidism. With both types
of hyperthyroidism, the probability of developing another autoimmune disorder is
extremely small. This should not deter you from having a second pregnancy but your
Addison's disease and thyroid disease must be under control before you consider
pregnancy.
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You should have this discussion with your endocrinologist to clarify your situation.
There may be important information that we are not aware of that would alter this
discussion. Since she/he knows you well, they will give you the best advice.

Q: I am a patient with Addison's disease, based in Ireland. | was hoping you might be able
to tell me if Addison's patients in Canada all use the branded Florinef manufactured by Bristol
Myers Squibb, or if some use a generic version of fludrocortisone?

I have heard that there is a generic called Astonin, produced by Merck and also one called
"fludrocortisone" produced by Global Pharmaceuticals. | believe these may be available in
Canada and the US.

| am trying to obtain a copy of the patient information leaflet that goes with these products, to
discuss with my endocrinologist if it is safe for me to try them, as | have having problems with
the BMS branded drug.

The drug companies won't liaise directly with me as a patient, therefore | am contacting some
support groups to see if their members use generics and if someone wouldn't mind sending
me a copy of the patient information leaflets.

A: As you are aware, fludrohydrocortisone is the generic name and Florinef is a trade
name. In Canada, Florinef is marketed by Paladin Laboratories. It may be
manufactured by BMS, but sometimes these small market drugs are picked up by a
small company for marketing. Florinef is the only fludrocortisone preparation available
in Canada as far as | am aware. | have not had any experience with generic
preparations, but theoretically, the molecule should be the same. You should be able
to get information from the pharmacist/chemist where you purchase your medication.
They would have the product insert that is available with each drug they sell and they
can also get information through web sites on the internet.

Q: The symptoms associated with lupus are very similar to those of Addison’s. Is there any
connection between Addison’s and lupus?

A: Addison’s disease and lupus are both autoimmune diseases, but they rarely occur
in the same person. The target for the antibodies in Addison’s disease and the cluster
of autoimmune disorders that tend to occur with it in some cases is one of the
enzymes involved in formation of the hormone secreted by that gland. The target for
the antibodies in lupus and related disorders is connective tissue.

Q: I've been a member of the Addison's society for a few months and have read quite a bit
from the website. It seems that most people are on Cortef. | am 33 years old and | take
prednisone 5mg/0.1mg Florinef and lead a great life. | have never had a crisis since the
diagnosis 7 years ago. | am active and play all sorts of sports. | was wondering if | should
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consider switching to Cortef or should | stick to the Prednisone since it's working great. What
are the pros and cons of each?

A: Prednisone and cortisol have similar effects. The reason that we recommend
cortisol most of the time is that it is the adrenal hormone that is normally secreted. It
is metabolized quite rapidly so the blood levels drop to low levels between doses and
this protects the tissues from too much cortisol exposure. This is what happens
normally. The downside to this is that the medication must be taken 2 or 3 times a
day.

Prednisone has a longer survival time in the blood so its effects are more prolonged
so the tissues do not get this 'on/off’ exposure. There are many people who are taking
prednisone who are doing well and are happy with their medication. You are
obviously doing well so there is no reason to change your treatment.

Q: | have what may be termed secondary Addison’s due to long-term steroid use for another
problem. ACTH stimulation in hospital for the test determined that my adrenals are working;
it is my brain that won’'t wake up. Without the ACTH stimulation, | produce almost no cortisol.
I am now taking 22.5mg of cortef, and my endocrinologist advised me to reduce by about
2.5mg per day, perhaps a month at a time. | was taking 25mg before the hospital stay and
felt OK. Itis only 2 weeks later but I'm feeling pretty miserable.

I’'m wondering if you know of other cases like mine, and if this will take a long time, if ever.
Do you have any information on this type of adrenal insufficiency?

There is still a question as to whether | will be able to stop taking cortisone of some form due
to chronic sinusitis and polyps. When | head back to work in the fall, | expect I'll catch
something, and need to increase then decrease my dosage again. Also, | am prone to
various infections when | lower the dose.

My endocrinologist here is leaving in Aug and he doesn’t seem to think | need a referral to
another one — | should be able to handle this on my own with the family doctor (who was not
familiar with cortef before | was referred to the specialist). Should | ask for a referral to
another endocrinologist or can | handle this on my own?

A: Your problem of secondary adrenal insufficiency is fairly common because people
are treated with high doses of steroids for problems such as asthma, chronic
obstructive lung disease, arthritis, and colitis. As you have noted, the steroid (usually
prednisone) suppresses both the pituitary and the adrenal. The only way to revive
these glands is to gradually lower your dose of steroid until it is slightly below the level
your pituitary would like to have and it will gradually start to recover and produce
ACTH. The plan that you are following is a reasonable one. Another plan is to cut
your dose by 1/2 a tablet one day per week and stay on the previous dose the other 6
days. The next week cut back by 1/2 tablet two days per week. You can level off at
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any time until you feel comfortable proceeding. How far and how fast you go will
usual depend on why you were on the steroids in the first place.

The time that this process will take varies with the dose of steroid that you have been
on, the length of time that you have taken it, how it is withdrawn, and probably some
individual factors. The studies that have been done on this have shown that it can
take from several months to several years before recovery is complete and the
response to stress is adequate. This process should be supervised by an
endocrinologist because there are bound to be some setbacks along the way which
have to be dealt with. There will also be the decision as to whether you are able to
respond to a stressful situation such as appendix surgery etc. This can require
experienced judgement.

Remember if you have been on high doses of prednisone or cortisol for a significant
length of time you need to protect your bones from osteoporosis. You should discuss
this with you endocrinologist.

Q: 1 was diagnosed with secondary adrenal failure Addison's about 6months ago, and am
having severe difficulty tolerating Cortef. | started atl0mg AM, and 5mg PM, but suffered
shaking, anxiety, tremors, restlessness, and insomnia. My endocrinologist reduced my dose
to 5mg in the AM only, and I'm concerned that it's not enough. | also suffer from a myriad of
other health issues, including ammenorhea (taking progesterone 10 days of the month, and
estrogen all month-long). Because | am so sick (fibromyalgia, interstitial cystitis, asthma,
undiagnosed GlI, chronic pain, chronic constipation, weigh fluctuations and more), | find it
really difficult to know when and if | need to increase my cortisone. Many of my symptoms
mimic one another, and as a result, I'm having constant anxiety, as well as insomnia. | have
discussed all of these issues with my GP and endocrinologist, and they are both baffled.
Where do | go from here? | need to know when and how I treat my Addison's, yet discern it
from other medical issues and symptoms.

A: The multiple problems that you describe make it difficult to sort out the cause of
your symptoms since some of the disorders have overlapping symptoms. The
problem with having trouble tolerating cortisol is unusual. Whenever we are
confronted with a situation that does not fit with our expectations, the first approach is
to step back to be sure that the diagnosis of secondary adrenal insufficiency is correct.
It is not always an easy diagnosis to make. Both cortisol and ACTH levels must be
low, and we have to be sure that the medication being taken for some of the other
problems has not interfered with the tests. Some medications taken for pain can
interfere with pituitary function. There are possibly other reasons for your response to
the cortisol but I think it is important to rule out more common possibilities first.

Q: In preparing for a colonoscopy, one has to be on clear liquids and take a bowel
preparation. Will the preparation have any impact on my absorption of my medication? How
much increase in medication(s) (cortef and florinef) should an Addisonian take?
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A: The prep for a colonoscopy is never much fun and the fact that you have to worry
about your Addison's disease is an additional aggravation. | do not think there is any
specific regimen for people taking cortisol or prednisone but here is what | think is
reasonable. Be sure the person who is doing the colonoscopy knows that you have
adrenal insufficiency well before the day of the procedure. They may have a protocol
for this and that will make the appropriate arrangements. They may give you some
solucortef intravenously before starting the colonoscopy. If you are not given any
specific instructions, you should take double your usual dose during the prep day
before the colonoscopy and take an extra tablet the morning of the colonoscopy.
Cortisol is absorbed rapidly when taken orally. The peak blood level is reached in
about 30 min so | think you would absorb most of what you take in. The most
important thing is to be sure that the person doing the procedure knows that you have
adrenal insufficiency.

Q: The doctors of some of our members have suggested that they occasionally go off
Fosamax treatments for a while. | have been taking Fosamax for probably 10 years now and
have never stopped taking it. What is the reason for going off of it for a while?

A: Fosamax is an excellent medication for the treatment of osteoporosis. It works by
decreasing the normal rate of bone breakdown. The evidence is good that it
continues to be beneficial for 7 to 10 yrs, but there is some evidence that some long
term users may have an increase in fractures and that these fractures may not heal as
quickly as they normally would because the dynamics of bone breakdown and bone
formation have been altered. The effects of Fosamax and the other drugs in this
family are quite prolonged (years) and this cumulative effect may be responsible for
any possible long-term side effects. After taking Fosamax for 10 years, it may be time
to consider stopping the medication, so it would be a good time to review this with
your endocrinologist.

Q: Please comment on the use by an Addisonian of an epi-pen for allergic reactions. Is
there an increased reaction if taking a stress dose of cortef?

A: Individuals with Addison's disease can and should use the epi-pen just like
everyone else. Itis used for an acute allergic situation and it does not interfere with
normal or even excess cortisol replacement.

Medical Questions and Answers — Dr. Donald Killinge  r, MD, PhD, FRCPC, Medical
Advisor for The Canadian Addison Society, will answer your questions about Addison’s
disease. Send your question to Dr. Killinger directly from the webpage
http://www.addisonsociety.ca/fag.html#, by emailing liaisonsecretary@addisonsociety.ca or
c/o The Addison Society (see address on front of this newsletter). Questions and answers
that may be of interest to everyone will be published in the newsletter and on the website.
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FOR THE PERIODS ENDING DECEMBER 31, 2008 AND SEPTEMBER 30, 2009

Cash on hand and in banks
Income

Dues Received

- National

- Support Groups
Donations
Interest

Expenses

Research Support

Newsletter

Web Site

Secretarial

Annual Meeting

Postage, stationery and supplies
Telephone

Support Group Expenses

Bank Charges

THE CANADIAN ADDISON SOCIETY

STATEMENT OF INCOME & EXPENSES

January 1, 2008

Annex A

January 1, 2009

Cash on hand and in banks after adjusting for O/S cheques

$20,865.16 $22,053.27
$2,955.00 $2,194.85
520.00 365.00
1,901.91 2,023.07
629.12 165.95
6,006.03 4,748.87
- 495.07

856.81 466.11
188.95 -
1,200.00 600.00
308.85 -
850.88 389.55
1,006.72 705.49
335.51 176.06
70.18 47.43
$4,817.90 $2,879.71

December 31, 2008

$22,053.29

September 30, 2009

$23,922.43

Canadian Addison Society
AGM 2009



THE CANADIAN ADDISON SOCIETY
Analysis of cash on hand & in banks as at September 30, 2009

Equitable Trust -
The Canadian Addison Society
- $6,966.73 @0.66% due November 9, 2009
- $10,216.78 @0.5% due December 21, 2009
TD Canada Trust -
The Canadian Addison Society
Montreal Support Group - Quebec
Ottawa Valley Support Group - Eastern Ontario
Brantford and District Support Group - Southern Ontario
Saskatchewan Support Group
Edmonton Support Group - Alberta

Lower Mainland (Vancouver) Support Group - British Columbia

Vancouver Island Support Group - Victoria

Total

$17,183.51

2,991.41
105.00
532.01

1,632.79

85.00
354.60
488.11

550.00

$23,922.43

Canadian Addison Society

AGM 2009
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Annex B
BC Lower Mainland (submitted by Moh Thauberger)

This has been an interesting and upsetting year for our group. Many members participated in
the Hair Cortisol study, many travelled in and out of country with varying experiences and our
speakers/discussions at the meetings were stimulating.

Our members were excited to be part of the Hair Cortisol study conducted by Rachael Gow.

Last fall Dr. Agniezka Zelichowska, an Endocrinologist and Internal Medicine Specialist, gave
a fabulous talk and PowerPoint presentation on Addison ’s disease. She answered the many
questions we had, and in fact, did not complete her prepared text before time ran out. In
February, our speaker was a Public Health Inspector talking about Foodsafe, as it directly
relates to people with a challenged immune system. Again, our members bombarded the
speaker with questions which she was able to answer or in some cases, sent the answer to us
later by Internet. In May, at our great “Appetizer Meeting” we tried a new format. We
discussed three set topics as we munched our potluck items: How do we know when to call
an ambulance?, how do we treat ourselves after we’ve been discharged from hospital?, and
travelling with Addison’s Disease. The discussion format was a great idea, and will be
continued. As well, at each meeting, we try to have some time just to chat. Sometimes all
you need is someone who can say ‘I know what you mean, that happens to me too’. Thanks
to everyone who participates at meetings; it makes it all worthwhile.

In February, as part of their “Chronic Conditions” course, we again conducted one-on-one at-
home interviews with the 1st Year UBC Medical students, giving them details of our difficulties
of being diagnosed, the variety of symptoms, continuing use of medications, and information
on how we live with Addison’s on a day-to-day basis. Through these interviews, we hope to
educate the aspiring doctors to recognize and test for Addison ’s disease if they are presented
with a patient with similar symptoms. Our Addison’s group has the highest participation rate
of any of the support groups for people with chronic conditions, including those with diabetes.

We are sad to report that the BC Lower-mainland Group had two members pass away this
year. Charlotte Ciccanti attended meetings from 1997 to 2003. Through all her time, she
retained a positive outlook and planned for the future when she would feel better. Louise
Calder, with husband John, attended meetings from 2003 to 2009. She was a willing
volunteer with the AGM we hosted and with other projects. For seven months, from February
to this September, Louise was in hospital. We will miss her lovely smile and gentle manner.

Vancouver Island, BC (submitted by Jim Sadlish)

The Canadian Addison Society helps newly diagnosed people understand more about
Addison's through our practical website and informative newsletters. We could reach more
newly diagnosed patients by establishing good relationships with endocrinologists. Regional
Representatives may connect with their local endocrinologists by dropping into their offices to
leave a poster/notice listing support group meeting dates scheduled for the next year and
contact information, including the Canadian Addison Society web address. If doctors feel
confident that we are a worthwhile support organization for their patients, one that does not



offer medical advice but refers medical decisions to doctors, they will recommend our support
groups to patients.

Adrenal insufficiency can be very limiting for many individuals, but others find they can still
achieve physical and mental goals through patience and perseverance. We have several
members who are very active in sports. They are successful at keeping in condition to
compete. Other members have demanding occupations, contending with stress on the job.
To be sure, not all of us have found that particular optimal level of treatment which allows us
to resume our lives as we were before Addison's. However, at support group meetings we
should all encourage those newly diagnosed members and others who seem to be adapting
well to replacement, to persevere in their endeavours. Achieving goals for us may take time
and patience but they could well be attainable.

The Vancouver Island support group meets three times each year in Victoria. Turnout is fairly
consistent, due in part to a few members who attend regularly, which is very much
appreciated. At each meeting we discuss current treatment changes or any problems
experienced by those attending and review recent medical scientific research. Yet to be
accomplished is the arranging of meetings for the Central Island members and attracting
speakers. Today, at our Victoria meeting, we will have a demonstration by one of our
members, a nurse, on loading and injecting the Solu-Cortef syringe. Members will bring out-
dated vials and practice loading and injecting into an orange. (Lucky we meet in a hospital
that can dispose of doctored oranges!)
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Hair Cortisol Levels in Patients with
Adrenal Insufficiency on
Glucocorticoid Replacement
Therapy
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What is Hair Analysis?
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Preparation: How it’s done

10/27/2009
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Hair Cortisol Testing: What has been done?
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Hair Cortisol & Cushing’s Syndrome
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Thomson S et al. Hair Analysis Provides a Historical Record of Cortisol Levels in Cushing’s Syndrome,

EXE Clin Endocrinol Diabetes. (2009, Eeub ahead of Erini.

Hair Cortisol & Chronic Pain
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Van Uum S et al. Elevated content of cortisol in hair of patients with severe chronic pain: A
novel biomarker for stress, Stress. 11:6 (2008) 483-488.
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Inclusion/Exclusion Criteria
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Study Package
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Perceived Stress Scale

The questions in this scale ask you about your feelings and thoughts during the last month. In each
case, you will be asked to indicate by circling how often you felt or thought a certain way.

UNIQUE ID: Date

Age Gender (Circle): M F Other

0=Never 1=AlmostNever 2=Sometimes 3=Fairly Often 4= Very Often

1. Inthe last month, how often have you been upset
because of something that happened unexpectedly?............cocvwicmmrivcnes 0 1

2. In the last month, how often have you felt that you were unable
to control the important things in your life?..................

3. Inthe last month. how often have you felt nervous and “stressed™? ... 0 1

To date...
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Stress & Too Little Cortisol is a Problem...

Exams?
Asking for a Date? Abdominal pain . )
Divorce? - Stress is a disruption Diarrhoea Addison's

Death of a loved caused by changes in the Vomiting Disease
one? environment, which .
Weight Loss

Being diagnosed as exceeds the ability to
terminal respond while keeping Muscle Weakness

Yes, but they all have e same Low Blood Pressure
something in Dehydration
common

Death

Chronic Adrenal Insufficiency
Symptom Frequency, percent
Weakness, tiredness, fatigue 100

Anorexia 100

Serum cortisol, pg/dL

" Gastrointestinal symptoms 92
| =at-Lights out Lights on

Nausea 86
Time, elapsed hours
Vomiting 75
Constipation 33
Abdominal pain 31
Diarrhea 16
1 1 Salt craving 16
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|=-Lights out Lights on

Postural dizziness 12
Time, elapsed hours

Muscle or joint pains

Chronic Adrenal Insufficiency Chronic Adrenal Insufficiency
Laboratory signs
sign
Weight loss 100 Electrolyte disturbances 92
Hyperpigmentation 94 Hyponatremia 88
Hypotension (systolic BP <110 mmHg) 88-94 Hyperkalemia 64

Vitiligo 10-20 Hypercalcemia 6

Auricular calcification 5 Azotemia 55

Anemia 40

Eosinophilia 17




Adrenal Crisis

Dehydration, hypotension, or shock out of proportion to
severity of current illness

Nausea and vomiting with a history of weight loss and
anorexia

Abdominal pain, so-called "acute abdomen"
Unexplained hypoglycemia

Unexplained fever

Hyponatremia, hyperkalemia, azotemia, hypercalcemia,
or eosinophilia

Hyperpigmentation or vitiligo

Other autoimmune endocrine deficiencies, such as
hypothyroidism or gonadal failure

When to increase steroid dose?

» At time of surgery: injection/infusion

* Minor Febrile iliness or stress

— Increase glucocorticoid dose 2-3 fold for the few days of
iliness; do not increase florinef

— Contact physician if illness worsens for more than 3 days

— No extra supplementation for most uncomplicated outpatient
procedures

Emergency treatment of severe stress or trauma:
— Injection (dexamethasone 4 mg/ hydrocortisone 50-100 mg)
— Get to physician as quickly as possible

New Developments (1)

» Hydrocortisone does not mimic normal dose;
Prednisone and Dexamethasone may work for
too long

» Development of Slow Release tablet, aiming to
get more gradual absorption and thus better
levels

Medications (relative strength of activity)

Glucocorticoid Anti-inflammatory Salt-retaining
|
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Adrenal Crisis - Treatment

In adrenal crisis, an intravenous or intramuscular
injection of hydrocortisone (an injectable
corticosteriod) must be given immediately.
Supportive treatment of low blood pressure with
intravenous fluids is usually necessary.
Hospitalization is required for adequate
treatment and monitoring. If infection is the
cause of the crisis, antibiotic therapy may be
needed.

New Developments (Il)

In general, the dose that is taken is higher than
what healthy individuals produce.

Uncertainty if this results in negative effects on
health

Variation between individuals.
Try to decrease as tolerated




New Developments (lll)
» Measurement of cortisol in hair

» Method to try to assess chronic cortisol levels.

» Will give additional information, not replace
current measurements

11B-hydroxysteroid dehydrogenase
(11B-HSD)

11B-HSD

Cortisol Cortisone

White et al,
J

Inheritance:
» Congenital Adrenal Hyperplasia -- autosomal recessive
» Adrenoleucodystrophy ---- X linked recessive

» Primary Addison auto-immune tendency

Corticosteroid action (classic view)

Until about a decade ago:

s|—Cortisol

Cortisol —»

« Concentration hormone
« Receptor density
« Hormone - receptor binding specificity

11B-hydroxysteroid dehydrogenase

Kidney
Pre-receptor control:

Aldosterone

—»Cortisol Cortisol - =

l l 118-HSD2

Cortisone L ”I'.ﬂ'iw

Intracellular conversion
Tissue specificity
Mutations in 113-HSD

« Glycyrrhetinic acid: inhibition
« Dexamethasone effect
* MR antagonist

Polyglandular Auto-immune Syndrome type 1
Endocrine
Hypoparathyroidism 89
Chronic mucocutaneous candidiasis 75
Adrenal insufficiency 60
Primary hypogonadism 45
Hypothyroidism 12
Type 1 diabetes mellitus 1
Hypopituitarism <1
Diabetes insipidus <1
Nonendocrine
Malabsorption syndromes 25
Alopecia totalis or areata
Pernicious anemia
Chronic active hepatitis
Vitiligo




Polyglandular Auto-lImmune Syndrome type 2

Endocrine

Adrenal insufficiency

Autoimmune thyroid disease

Type 1 diabetes mellitus

Primary hypogonadism

Diabetes insipidus

Nonendocrine

Vitiligo

Alopecia, pernicious anemia, myasthenia gravis,

immune thrombocytopenia purpura, Sjogren's
syndrome, rheumatoid arthritis

Adrenal Crisis — Risks if No Treatment

Death may occur due to overwhelming shock if
early treatment is not provided.

Complications
shock
coma
seizures



The Canadian Addison Society

La Société canadienne d’Addison

193 Elgin Avenue West

Goderich, Ontario N7A 2E7

Toll free number: 1-888-550-5582

Email: liaisonsecretary@addisonsociety.ca
http://www.addisonsociety.ca

Membership in The Canadian Addison Society is $25.0 0 due January 1 *' of each year.

New Membership Renewed Membership + Plus a Contribution
Name:

Address:

Postal Code: Telephone:

E-mail Address:

How do you wish to receive the Newsletter?

| will read it on the website at www.addisonsociety.ca

by mail

If you DO NOT want your name to be made available to other Addisonians in your area, please sign
here.

You may also direct $5.00 of your annual fee to one of the local support groups below. Please check a
box of your choice.

$25.00 to go to The Canadian Addison Society
OR
$5.00 to Atlantic Provinces Support Group (NB/NS/NF/PEI)+ $20.00 to Society

$5.00 to Québec Support Group — QC+ $20.00 to Society

$5.00 to Eastern Ontario Support Group — ON + $20.00 to Society
$5.00 to Southern Ontario Support Group — ON + $20.00 to Society
$5.00 to Saskatchewan Support Group — SK + $20.00 to Society
$5.00 to Alberta Support Group — AB + $20.00 to Society

$5.00 to BC Lower Mainland Support Group — BC + $20.00 to Society
$5.00 to Vancouver Island Support Group — BC + $20.00 to Society

+ Contributions are also gratefully accepted. A tax receipt will be issued for contributions over $10.00.

Please make cheque or money order payable to The Canadian Addison Society and send c/o
Treasurer, 193 Elgin Avenue West, Goderich ON N7A 2E7
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