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PLEASE NOTE: The content of this newsletter is intended for basic information only
and not as personal medical advice. Readers are advised to consult their own doctors
before making changes to their Addison management program.

Annual General Meeting: September 22, 2007

The next Annual General meeting will be held Saturday, September 22, 2007 from 12:30 pm
to 4:30 at the Brantford Police Station or Brantford Visitors Centre (if construction is finished,
we'll be at the Police Station), Brantford, ON. We hope that as many members as possible
can make it to this meeting.

Draft agenda: 1) Registration
2) President's Report
3) Minutes of the 2006 AGM
4) Election of Board Members
5) Financial Report
6) Membership Update
7) Directors’ Reports
8) New Business - By-Law Revisions & Resolution
9) Guest Speaker - Stan Van Uum, MD, PhD, Assistant Professor,
Endocrinology and Metabolism, Dept. of Medicine, U. of Western
Ontario
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Specific items

By-Law #10 Membership has been revised to reflect the change made at the 2006
Annual General Meeting in By-law #24. This is basically a housekeeping issue that was
overlooked when changes were previously approved.

Current Wording: The membership shall consist of those individuals as are admitted as
members by the Board of Directors, and who have submitted a Membership Form and
Dues payment to the Society for the current year.

Members may resign at any time in writing or by telephone, effective upon notification.

Material costs over and above what is provided by the Society (i.e. booklets) must be pre-
paid by any member requesting it.

Proposed Wording Change: The membership shall consist of those individuals who are
admitted as members by the Board of Directors, and who have submitted a Membership
Form and Dues payment to the Society for the current year.

Members may resign at any time in writing or by telephone, effective upon natification, or
membership will be terminated 4 months following the fiscal year end, for non-payment of
dues.

Material costs over and above what is provided by the Society (i.e. booklets) must be pre-
paid by any member requesting it.

Emergency Medical Information Card: Itis proposed that an Emergency Medical
Information Card be made available, free of charge, to all members, either at the same
time as membership renewals become due for 2008, on the web-site for those who have
access to computers, or through the newsletter. A draft is attached for information
purposes.

If you have comments on either of these items, please make your views known personally at
the AGM, by contacting the Liaison Secretary, or through your proxy at the meeting.

Members are invited to send in questions for our speaker, Dr. Stan Van Uum. Please
send them by email or regular mail to our Liaison Secretary at
liaisonsecretary@addisonsociety.ca or 193 Elgin Avenue West, Goderich ON N7A 2E7.
These questions will help Dr. Van Uum develop his presentation for us.
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Announcements:

=  We regret to inform you of the deaths of Valda Cleaves of Brantford and Shirley Shier of
Lindsay, Ont. in May 2007. Both were former members of the Southern Ontario Support
Group.

= We are very pleased to announce the launch of a Support Group in Atlantic Canada, led
by Kelley Gamblewest in Nova Scotia (Kelley was previously a member in B.C.). Kelley
can be reached at kdgwest@eastlink.ca or via the website as the contact person for the
support group. Our thanks to Kelley for taking on this lead role.

= A member from Eastern Ontario Support Group, Carol Anne Diguer, has volunteered to
organize our ballooning web Q&A document to make it easier for reference.

= Members who wish to stay abreast of developments in the United States may wish to
consult the websites of the US NIH, the US FDA, and NADF for information on American
committees and policies, US drug supplies, etc., as well as www.caresfoundation.org
(which includes a member survey "Take 10 for CARES").

= The US NIH Office of Rare Diseases (ORD) is now publishing a quarterly newsletter,
Focus on Rare Diseases, to keep the rare diseases community informed. For more
information, please go to
http://rarediseases.info.nih.gov/files/ORD _NIH Focus ORD_ Newsletter May 2007.pdf.
Other information on this American agency and their activities can be found at
http://rarediseases.info.nih.gov.

= We were honoured to receive a cheque for $1727.00 thanks to the fundraising efforts of
June Tyler, member of the Southern Ontario Support Group, and Worthy Matron of the
Grey Chapter No. 170 - Order of the Eastern Star.

June presenting cheque to John and Irene Gordon
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Highlights from Local Meetings:

Vancouver Island Support Group

Eight people attended the meeting Saturday, June 2.

Individual replacement meds and supplements were compared. Members are consulting
with their medical specialists to find the optimum replacement treatment. This may involve
changing dosages and possibly even replacement medications.

Florinef is often regarded as a necessary replacement for adrenal insufficiency, so having
two members attending who functioned without it seems noteworthy. The Living With
Addison's Owner's Manual published by the UK Self-Help Group states "A small number of
Addisonians find they do not need fludrocortisone once their hydrocortisone medication is
stable. 85% of Addisonians who took part in the 1996 UK survey were taking
fludrocortisone. " The Owner's Manual and access to other UK Self Help Group information
is available through the Canadian Addison Society's website: http://www.addisonsociety.ca.

Symptoms of a pending Addisonian crisis and how to deal with one were discussed. Among
attendees who had experienced crisis symptoms, each noted different reactions. Symptoms
experienced by those attending were numbness throughout the body, headaches, memory
loss, lack of concern, confusion, listlessness, stomach pain, nausea and vomiting.

A threat of crisis exists when our bodies are severely stressed and do not have the
necessary extra cortisol to deal with the added stress. At the first sign of illness like a cold
with a fever, flu or diarrhea, we must increase our regular dosage of cortisol replacement by
double, or more if needed, until the fever has gone, and then gradually reduce over a few
days to our regular dose. The UK Manual states that the second most common cause of
Addisonians requiring hospitalisation is trying to reduce dosage too soon, while in the middle
of a serious infectious illness, such as influenza. Watching your temperature helps to
determine how much to increase. The UK Manual advises doubling your normal daily dose
when temperature is more than 37.5 C (99.5 F), triple dose if temperature is over 39 C (102
F) but when it reaches 40 C (104 F.) seek medical help.

Doctors advise that if we experience crisis symptoms to immediately have someone take us
to the closest hospital Emergency. If you cannot reach a hospital in good time, the Solu-
Cortef emergency injection should be administered. Doctors will prescribe this and offer
instructions on how to administer it. It is advised that we try to reach the closest hospital
after taking an emergency injection, as Solu-Cortef has a relatively short half-life, and
symptoms may recur. (Ed note: For information on emergency procedures and how to
administer an injection, see the Canadian Addison website under “Healthy Living”.)
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The Society is investigating a suitable format for an Emergency Card to be available to paid
members. The proposed card is to be laminated and would contain your personal medical
information together with doctor's contact numbers and emergency treatment advice. The
Emergency Card concept will be discussed and voted on at the Annual General Meeting,
September 22, 2007.

A few medical studies were mentioned at the meeting. One Australian paper on DHEA
therapy for women reviewed recent publications and concluded that more research was
necessary to determine any benefits of this supplement, but women with adrenal
insufficiency were the most likely to derive health benefits. Katherine White and Alyson
Elliott of the UK Self-Help Group wrote a paper 'Inheritance in autoimmune Addison's: the
extended family profile'. The data for this work came from the UK group's 2003 international
survey of 614 patients who listed all health conditions occurring in their extended family,
including any apparently unrelated to their adrenal failure. Results available at:
http://www.endocrine-abstracts.org/ea/0013/ea0013P114.htm.

Submitted by Jim Sadlish

The next meeting of the Vancouver Island group will be held earlier than usual, at 12:00

noon on Saturday, September 29, 2007 in Room 1814 near the cafeteria at the Victoria

General Hospital in Victoria. An endocrinologist, Dr. Phillips, is scheduled to speak from
12:00 until 1:00.

For further information or to contact the Vancouver Island Support Group, please contact Jim
Sadlish at jsadlish@horizon.bc.ca or (250) 656-6270. For information on mid-Island
activities, please contact: Christy Lapi at clapi@shaw.ca or 250-245-7554; Barbara Hunn at
bhunn@shaw.ca or 250-714-0036; or Sharon Erickson at ericksons@shaw.ca.

BC Lower Mainland Support Group

Nine people attended. Topics of discussion were:

= the use of Florinef

= hyperpigmentation after diagnosis and on medication,

= common to most of us were scratchy throats and raspy voices when not feeling well

= Jlack of energy and hunger

= afew also reported they had been diagnosed with irritable bowel syndrome and its
associated problems

= those on permanent disability were approved for other complications, not for Addison’s

= emergency kits: Gerry had a print out from http://www.adshg.org.uk ‘What to do in an
emergency’. A copy of the article was included in the AGM 2006 handout. (Ed. note: see
also the Canadian Addison Society website, under ‘Healthy Living” for a range of
information on handling Addisonian emergencies.)
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= the issue of keeping well-hydrated in summer: Gastrolyte from a pharmacy or make your
own (see http://www.addisonsociety.ca/tips.html for 2 recipes)

= re the BC Paramedic Protocol: training of Paramedics is limited, their objective is to
deliver patients to ER as quickly as possible. Inserting an IV in the Emergency Room is a
lot easier than in an ambulance. It was suggested that we approach each ER with
information. Judy will also ask about paramedics being able at access wallets or purses
(where our information is kept) in an emergency situation

= the Canadian Addison sample of a laminated emergency card for members was shown

= the next AGM will be held in Ontario and By-Law 10 will be updated to agree with By-Law
24 regarding termination of membership.

= Sandoz does not have an epi-pen for emergency use by Addisonians, but have noted our
request.

Next meeting: October 27, 2007, 1:00 to 3:00, Sherbrooke Centre, 260 Sherbrooke Street,
New Westminster, B.C. It will be our annual interviews with first year medical students form
UBC. We will be contacting members to confirm participation. We have always received
favourable comments on our participation.

Submitted by Judy Stanley

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.

Submitted by Ginny Snaychuk

Saskatchewan Support Group

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

Southern Ontario Support Group

There were 21 people in attendance at the May 5th, 2007 meeting. Several were new
members to the Society and really looking forward to our guest speaker, Dr. Don Killinger.

= Dr. Killinger's presentation was on Glucocorticoids, a topic chosen due to the many
recent questions received through our web site from individuals seeking information on
both the kind and dosage prescribed by their endocrinologist. A copy of the presentation
is appended to this newsletter.
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Following the 2005 Annual General Meeting, we have been developing a wallet sized
emergency information card, to outline a member’s condition; medications taken; name of
their endocrinologist/family doctor and name of someone as next-of-kin. The laminated
card would be in a brilliant color (e.g. yellow, red) to be easily identified in an emergency
where the member might be unable to speak for themselves. A prototype has been
developed using a card produced by the Addison Society in Australia carried by Joan
Southam. It will be sent to the Board of Directors for review, and production will be voted
on at this year’s Annual General Meeting.

Southern Ontario Support Group continues to seek an individual who will respond to the
challenge of becoming the Regional Representative for this group. The group meets
once a year in May in Brantford at the Police Station on Elgin Street, (the number of
meetings was determined based on travel distance required of members in order to get to
a meeting). We do have a formal job description available on the web site and the
position could also be co-chaired.

Members were reminded of the Annual General Meeting on September 22nd, 2007 at the
Brantford Police Station — Elgin Street, Brantford 12:30 — 4:30

Submitted by Irene Gordon/Joan Southam

For further information on Southern Ontario Support Group activities or meetings, contact
Irene Gordon at liaisonsecretary@addisonsociety.ca or toll-free at 1-888-550-5582.

Eastern Ontario Support Group

The May meeting was held in Kingston to allow members from the surrounding area a
chance to attend. There were approximately 10 first-time attendees as a result of moving the
meeting to Kingston. As well, Greeta McKague was able to attend the meeting, her first one
in several years. We were very pleased to see her.

We reviewed some of the wealth of information on the website: www.addisonsociety.ca:
FAQ, newsletters, links to NADF/UK/other reference; personal stories.

The FAQs on the website are numerous and need to be organized; Carol Anne Diguer
volunteered to help. Thank you Carol Anne.

From the FAQs: is it safe to take Cold Fx and other immune enhancing products e.g.
echinacea, ginseng? Several members expressed success with no apparent negative
effects but talk to your doctor as there may be a concern that these products could lead to
auto-immune responses.

The National Adrenal Disease Foundation (NADF), our sister organization in the U.S.,
also posts info on Canadian meetings. We are trying to coordinate a joint event as
several members in Vermont and Upper State NY might be closer to us.

The NADF site has also been revamped. See an interesting article: "Living healthily with
Addisons".
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Always include your email address when you send in your dues to make sure that the
Society has your current e-contact info. This saves on money and time.
Copies of the Addison Society leaflet to share with our doctors' offices, hospitals and
anyone else who might benefit were available (also available on our website or through
Teresa).
Follow-up from last meeting: Teresa to provide the Canadian Air Transit Security
Authority (CATSA) with an article about Addisons, what drugs we carry etc., which will be
published in their newsletter. We also plan to put links on our website to those sections
of the CATSA website which are relevant to Addisonians.
Recently a member travelled to Mexico and carried their meds and a letter about
Addisons. They found this facilitated their travel. This letter is available on the UK
website in several languages (Spanish, French, German, Italian....)
Members discussed the contents and form of their emergency kits (fits in toothbrush
holder; others use pharmacy bottles, pencil cases....):
- Letter from GP/Endocrinologist explaining Addisons, meds and the fact that we
need to travel with syringes
- Ottawa Hospital Emergency Protocol, which is on the Ottawa Hospital internal
system and describes how to treat an Addisonian who is in crisis (copy on our
website in the Healthy Living section).
- Personal Summary: ID, Medications, other medical conditions and history,
emergency contact #'s etc.
- Medic Alert Info (could photocopy)
- Emergency Solu-cortef vial(s), syringe, alcohol wipes
- List of current medications which can be printed by your pharmacist (e.g.
Shoppers)
Several kits are recommended (keep them in your car, purse, at work etc. - whatever fits
your lifestyle). Keep it in a bum bag/fanny pack - close by when travelling in case you get
separated from your luggage.
Some doctors do not support prescribing Solu-cortef; but many members have been
grateful to have it on hand when they haven't been near somewhere they can seek
medical attention e.g. wilderness camping, on a 15 hr flight etc. We were reminded that
emergency Solu-cortef is NOT to be a replacement for emergency medical treatment; but
rather to hold you over till you can get to it. Follow-up is always recommended.
There was interest in conducting a demo of how to use Solu-cortef at the next meeting. If
anyone has vials which are going to expire, please consider holding on to them and
donating them to the cause. We'll also need some oranges (which we WON'T be able to
eat afterwards!).
Someone announced that paramedics always look on the fridge for emergency info so
you might want to post a summary somewhere that it could be located in event of an
emergency.
Another member reported that paramedics also look in the address book of people's cell
phones for an entry called "ICE" aka. IN CASE OF EMERGENCY. Program in your
emergency numbers.
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The Ottawa Hospital protocol was developed by Dr. Mark Silverman in response to
complaints about emergency treatment which he heard at our meetings. This shows how
important our meetings can be.

What exactly is a crisis? How do we know when we are having one? Heading towards
shock ... there is a range of symptoms. Different people experience different symptoms.
Pat Hehner reminded us of her request to write down our personal "crisis"
stories/descriptions to be compiled for future newsletters. Stories can be sent to Teresa
at tseasons@magma.ca or to Pat at newsletter@addisonsociety.ca.

How can we communicate the Ottawa Hospital Protocol to other area hospitals? Could
try the Ontario College of Physicians/Chief of Medicine/Endocrinology/Chief of
Emergency.

One member added the name of her endocrinologist at the bottom of her copy of the OH
protocol. Perhaps your GP/Endo would consider signing your copy, indicating that he/she
supports the protocol.

One member recounted a recent incident of diarrhea / vomitting where she was treated
well at her local hospital: injection, saline drip and sleep. They could not reach her endo
at the time, so they found it very helpful that she was so knowledgeable as to what to do.
It's best to have an advocate in case you are unable to communicate clearly. Also, have
printed info in case your advocate is too stressed out or if you are unconscious or with
someone who is not familiar with what to do.

Need to discuss more central (Montreal - Kingston) meeting location by email to make it
easier for everyone to attend. Suggestions include Cornwall and Perth.

GUEST SPEAKER: Miriam Dauvis (registered nurse and Teresa's Mom!)

reviewed clinical symptoms and physiology of Addisons, the trials of the process of
diagnosis - which too many of us are too familiar with - and the relief of confirmation of
diagnosis from the perspective of a mother.

Teresa DID report physicians who had misdiagnosed her to the Ontario College of
Physicians and Surgeons. Education is essential to prevent it from happening again to
someone else.

Encouraged sharing info with your GP/Endo, participate in student training where
possible (see B.C. support group reports). The desirability of a similar program locally
was discussed, but it was recognized that there may be academic issues at other
institutions. Several members noted that they often 'permit’ themselves to be the subject
of learning when they are in hospital or even just in the community.

Addison's is apparently more common in pets than in humans - and vets are often
knowledgeable.

NEXT MEETING: 12 noon, Saturday October 13, 2007, Robbie's Restaurant, St. Laurent
Blvd, Ottawa; expected to be a round table (perhaps facilitated) discussion session on how
Addisons affects your lives (family, friends, work etc.) e.g.. levels of awareness, how people
treat you, adjustments you need to make. The aim is to compile the info and post it on our
national site for other members to share/add further discussion. BRING spouses, parents,
children, significant others .... anyone in your support network.

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


mailto:tseasons@magma.ca
mailto:newsletter@addisonsociety.ca

Submitted by Catherine Semple

For information on Eastern Ontario Support Group activities or meetings, please contact
Teresa Seasons at tseasons@magma.ca (613) 761-1195.

Québec Support Group

If you wish to start a local group in the area, please contact the Liaison Secretary at
liaisonsecretary@addisonsociety.ca or at the national address shown on the front of this
Newsletter.

Atlantic Support Group

We are extremely pleased to announce that Kelley Gamblewest, who was previously a
member in B.C., has moved to Nova Scotia and has agreed to be regional representative for
a new support group to serve Atlantic Canada. Kelley is hoping to get regional members
together, so if you are in the area, get in touch with her. Kelley is just outside Halifax, and
can be reached at (902) 452-1581 or kdgwest@eastlink.ca.

Medical Q & A

Q: Do other members still have slightly tanned skin? | feel fine but | still look like I've been
on holidays somewhere warm. Not as dark as | once was but | am still tanned.

A: It is not uncommon for individuals with Addison's disease to maintain an increased
pigmentation after they have been treated. It depends on the degree of suppression
of ACTH and on the tendency for pigmentation genetically. Someone who has tended
to tan easily is more likely to maintain some degree of pigmentation with slightly
elevated levels of ACTH. If you are feeling well, | don't think it is a problem from a
health standpoint. It may however be a cosmetic problem.

If you want to look into it further, you can get your endocrinologist to measure your
ACTH level first thing in the morning before taking your cortisol (it will be high) and
then measure it again about two hours after taking your cortisol (it should be quite a
bit lower). This will show that your ACTH is responding appropriately to cortisol
feedback.

Q: Do you know of any reason why anyone with Adddison's Disease should not take a
vitamin B supplement? | take a multivitamin which has very little B so | increase it with B 50.

A: There is no problem with taking vit B supplements. | am not sure what is in B50
but as long as it is only B vitamins, it should be OK.

10
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Q: My Addison's was diagnosed in 1998 and | am now facing a subtotal hysterectomy and
removal of one ovary. Are there problems with combining Hormone Replacement Therapy
with Addision's medications? (I also take Synthroid).

A: There is no problem combining hormone replacement therapy (in this case
estrogen alone) with medication for Addison's disease or thyroid medication.

Q: My daughter, 19, was diagnosed with Addisons 3 years ago. She is still quite sick and is
on several drugs but still suffers with extreme stress. She also has problems with various
infections and has trouble recovering from simple cuts and bruises and even from colds and
flus. It's as if her whole system is compromised.

My question is whether she should chance surgery for reconstructing her jaw. She has some
severe dental problems and the surgeons have suggested 2 operations to break her upper
jaw in 3 places and try to bring her impacted teeth into alignment. She is in constant pain
with her teeth because of the misalignment.

Has anyone else had surgery such as this and recovered well? The other option would be to
try to pull some teeth and try to align the remaining teeth with braces, though it will be harder
to fix the problem with braces alone.

Has anyone else noticed extended recovery times after surgery, or being more prone to
infections?

Any suggestions would be helpful.

A: The problem with your daughter is a difficult one. First of all, the fact that she has
not had a good response to the usual replacement steroids raises concern that there
may be other factors going on. | am assuming that she has seen an endocrinologist
and her hydrocortisone and florinef replacement are appropriate.

Individuals with Addison's disease generally go through surgery satisfactorily as long
as their hydrocortisone coverage is looked after properly, but from what you have
said, | am concerned that there may be other things that should be sorted out before
considering surgery. Once again, you should discuss this directly with your
endocrinologist. The decision about the best procedure in this situation should be
reviewed with the oral surgeon. He/she should be aware of your daughter's medical
history and the decision can then be designed to fit the situation.

Q: I have had Addison Disease and low thyroid for 23 years. One of my nieces has been
diagnosed with celiac. Now a grandniece is still undiagnosed with abdominal problems.
There has been some writing in our newsletters regarding a possible relation (for lack of a
better expression) between Addison and celiac. Please refresh my memory or refer me to
some writings.
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A: Celiac disease is an autoimmune disorder induced by gluten intake in individuals
who are genetically predisposed to autoimmune disorders. Addison's disease,
hypothyroidism and type 1 diabetes are other examples of autoimmune disorders and,
statistically, an individual with one autoimmune problem is more likely to have a
second autoimmune problem than other individuals in the general population. For
example, the association between Addison's disease and Hashimoto's thyroiditis is
quite strong, with up to 50% of Addison's patients have in both disorders. The
relationship between Addison's disease and celiac disease is not as strong, but is
about 100x more likely to occur than in the general population. If you want research
information on the subject, you can go to the "Google scholar" web site and type in
"celiac disease and Addison's" and you will find articles that may be of interest,
although they will usually be rather technical.

Q: | have been feeling unwell for months. | am extremely tired/weak (I normally love running
and going to the gym). | tend to get out of breath, despite decent physical conditioning. |
haven't been able to eat lunch for a couple of months as | am so nauseous, but it passes
later in the day and | eat in the late afternoon/evening. | have unintentionally lost about 15
pounds in the last 2 months. | do not think | have dark skin, but | do have the same sort of
blotchy complexion on my face that my sister had when she was pregnant.

| have gone to the doctor. My bloodwork has been fairly normal. Once my K was high, but it
came back to normal. My AM cortisol level was 143 nmol/L. Seeing as that's in the normal
level, | was told that it wasn't my adrenal glands. My TSH was slightly elevated once (5.22)
but quickly came back to normal.

| have been told that | must be depressed. | would accept that diagnosis if | only felt sad, or
had a loss of interest in activities, etc. As far as | can tell, my only symptom of depression is
fatigue.

| stumbled across the Addison disease association website and it's the only thing that makes
me feel normal. | have no idea what my problem is, but | was wondering if you think that my
symptoms could match at all to Addison's?

A: ltis always frustrating when we can not seem to get to the bottom of a problem. In
adrenal insufficiency, the lab tests are often normal in the early phases of the disease.
The cortisol of 143 nmol/l has to be interpreted based on the time of day that it was
taken. For a morning sample this value is on the low side. For a late afternoon
sample, it would be normal. A morning cortisol over 300 nmol/l would be against a
diagnosis of adrenal insufficiency, but the best way to test for it is to measure both
cortisol and ACTH on a morning sample. If there is any uncertainty, cortisol can be
measured before and after the injection of ACTH. This last test is usually done by an
endocrinologist.
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The fact that your tests have been changing at different times raises the possibility
that you might have had a virus infection affecting your thyroid. These tests generally
return to normal as the infection clears.

Keep trying, hopefully you will get to the bottom of the problem before long.

Q: lam 62 and | was told | have Addison's last April. | get a lot of severe headaches and
when | bend over or push to go to the bathroom it feels like my head is going to burst. Is this
from Addison's because | didn't have this before, and is there any thing | can do?

A: The symptoms you describe would not normally be seen in individuals with
Addison's disease. They seem to occur when you are doing things that increase the
pressure in your head. Since | don't know any of the factors leading to your diagnosis,
it is hard to speculate on what may be contributing to your symptoms. Individuals who
have adrenal insufficiency on the basis of a pituitary problem could theoretically have
similar symptoms to those that you describe. Be sure to review your symptoms with
your family doctor or endocrinologist.

Q: Is it possible to have Addison's without hyper pigmentation? | have been sick for over a
year and it has been getting increasingly worse. The doctors are stumped as to what is
wrong with me. When | searched online for the symptoms | have, Addison's keeps popping
up. | have all the symptoms with the exception of hyper pigmentation. Is it possible | have
Addison's or does everyone who gets Addison's have hyper pigmentation?

A: ltis possible to have Addison's disease without the pigmentation particularly in the
early stages. The pigmentation does occur in over 90% of cases prior to diagnosis. It
is also possible to have adrenal insufficiency on the basis of a pituitary problem.
These individuals do not get pigmentation. If you talk to your doctor about this, a
blood test for cortisol and ACTH on a morning sample would help to determine
whether additional tests would be helpful.

Q: My endocrinologist suggested contacting you with the following details: UFC is 1313
(reference range is 153-790). How do we determine the best way to reduce and dose my
hydrocortisone (currently taking 20 mg a.m. / 10 mg p.m).? | have a cataract and osteopenia
and constantly feel cold / have chills. | have had Addison's since 1991. | am 43 years old. |
have not been working for 6 years. What are the benefits of a day curve at this stage? Is it
better to reduce by 5 or 10 mg given that the results are quite high? Should | take three
doses instead of two? What minimum number of hours should lapse between doses? My
DHEA (Health Canada has twice refused the official request by the endocrinologist to obtain
DHEA) levels are three times above normal limits but my endocrinologist has not suggested
reducing from 50 mg / day because my hemoglobin and other blood results have normalized,
except the occasionally high prolactin. The bioavailable testosterone is normal even though
the free testosterone is low. How do we determine what the best replacement amount and
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the best dosing schedule? Thank you. | know that | have probably provided more
information than necessary.

Q:

A: Since | don't know all the details of your case, | don't want to be too specific. It
would appear that your current dose of cortisol (hydrocortisone) is a little high and it
would be a good idea to lower it. Since you have osteoporosis this is even more of a
reason to lower the dose. Your idea of 3 times a day dosing is a good one and |
would suggest you lower the dose gradually. For example take 15mg in the morning,
5mg at noon and 5mg at supper. After 3 or 4 weeks, if you have no problems, you
can try 10mg in the morning and 5mg at noon and supper. You can stay on this dose
for a few months and see how you feel. There may be room for further adjustments
but you should discuss any changes with your endocrinologist.

At this stage, | don't think a "day curve" would be of any help. The 24hr urine is
interesting and it would be informative to repeat this after a few months.

I will be travelling to Mexico shortly. Should | have a paper from my physician to explain

at customs why | have to take my medication or is a MedicAlert bracelet sufficient? What
should that paper mention?

Q:

A: When you are travelling it is always a good idea to have a letter from your doctor
which states your diagnosis and the medications that you are on. The pills should be
in the bottles that you got from the pharmacy so that they are clearly labelled. (Ed
note: For samples of such letters, consult our website at
http://www.addisonsociety.ca/emergencylett.html.)

When travelling to a place where it may not be easy to get to a doctor, it is a good
idea to carry an emergency kit containing Solu-Cortef and a syringe and needle for
injection. This should be clearly labelled. If you are not familiar with the emergency
kit, you can get a description from the website
(http://www.addisonsociety.ca/emergencyproc.html and
http://www.addisonsociety.ca/injection.html) and take it to your doctor. If you have
any problems with this, you can let us know.

| was diagnosed in 1993 with Addison's disease, and for many years was well maintained

on a dose of 5mg Prednisone and 0.1mg Florinef. One of my presenting symptoms was

vitilago but once | was stabilized following diagnosis and treatment of Addison's disease
there was no further progression of the hypopigmentation and a marked improvement in the

hyperpigmentation. After a few years, my endocrinologist felt that | could be quite
reasonably managed by my family physician, with whom | have a very good relationship.

Approximately 6 years ago, under the care of my family physician, my prednisone was

increased to 6mg od (taken in the morning) due to a re-emergence of increased fatigue, mild
nausea, occasional dizziness, and vitilago. Since that time | have been quite well. At 50

years of age, | exercise regularly, eat well and have no difficulty maintaining a healthy low
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body weight or maintaining a low Bp; fortunately, | require no other medications apart from
calcium replacement and ostoforte. | have two questions:

1. Do you recommend periodic reassessment by an endocrinologist even in the apparent
absence of complications?

2. | notice in the frequent Q & A that very few patients appear to be taking prednisone. While
recognizing that treatment is very individual specific, is there a general preference at this
time re: use of prednisone?

A: First of all it is good to hear that you are doing so well. When things are going
well, it would be a bad idea to break up a winning team. If you have a good family
doctor, who understands the situation, there is no reason why she/he cannot look after
you. If you have a problem your family doctor is not comfortable in dealing with, you
can be referred back to your endocrinologist. You should have an endocrinologist
who knows you, so if a problem comes up, she/he will not have to start from scratch in
sorting it out.

There is no major problem in the use of prednisone for cortisol replacement. Itis
longer acting and some people like it for that reason. The reason that cortisol is
preferred is that it is shorter acting and if taken two or preferably three times per day, it
provides a better approximation of the normal cortisol production. Cortisol is normally
secreted in bursts at intervals throughout the day and night. In the intervals between
bursts, cortisol levels drop and it is felt that these low levels may be important in
preventing an excessive effect from the cortisol. Since prednisone is longer acting, it
is more difficult to simulate these conditions. In your case, you are taking the
prednisone once daily and are getting along well, so | don't think you should change.

Q: I've had Addison's for 6 yrs now and feel very fatigued most of the time. I'm on a diuretic
to lower my bp and am consuming huge amounts of salt. I've just switched to Himalayan
Salt, which is supposed to be natural and not as harmful as normal table salt. | often feel
better after consuming the salt. Is something out of whack with my electrolytes? What tests
would answer this question?

A: One of the problems in Addison's disease is that there is a deficiency of
aldosterone, the hormone that regulates sodium (salt) retention by the kidney. When
a diuretic is added in the treatment of high blood pressure, there is additional loss of
salt, making it difficult to maintain normal sodium levels in the blood. If sodium levels
get low, it can lead to an increased desire to eat more salt. This helps compensate to
some degree. Salt is sodium chloride, and is from natural sources. In Canada, it is
mined and purified and iodine is added. The iodine is added because the soil in most
of Canada is iodine deficient because it is remote from the sea. We need the iodine to
make thyroid hormone. Sea salt has iodine in it naturally. 1 am not sure what
additional things might be in salt from the Himalayas. The important component is the
sodium chloride which would be the same no matter where the salt came from. The
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