The O(.PC . Newsletter

IN THIS ISSUE

September 2008
OUCH News

Melatonin - A Primer part 2 of 2
Videos Wanted

Spotlight on Prescription Medication
Creative Corner

Newsletter Team

Helen Williams Editor
Dennis McCracken Assistant Editor
Mike Day Technical Support

contact us: newsletter@ouch-us.org

O ( "'H Crganization for Underetanding
e 1'%  Cluster Headaches

b !



QDCH News

OUCH Board of Directors Meeting Schedule
The next scheduled meeting of the OUCH Board of Directors is:
- Sunday, October 5, 2008 at 10am CDT
The Quarterly Meeting Schedule for the 2009 Calendar Year is as follows:
- 1st Quarter - January 4
- 2nd Quarter - April 5
- 3rd Quarter - July 5 (will actually be at the convention when the dates are decided)
- 4th Quarter - October 4

Meeting dates are subject to change as necessary.

Please submit agenda items to be presented during the meetings to secretary@ouch-us.org. Deadline
for submitting agenda items is one week prior to the scheduled meeting date.
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10th Annual OUCH Convention

The Convention Committee is accepting bids for the 10th Annual OUCH Convention.
See the Conventions & Gatherings page for more information at:

http://www.ouch-us.org/gatherings.htm
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.---... S.OS. - OUCHNeeds You! ...---...

“Many hands make light work.” That’s how the saying goes, but that’s not the reality we’re facing
right now. There are too few people on staff to help chart a course and row the ship. In order for
OUCH to succeed in its mission, we need you so we‘re sending out an S.O.S. to our members.

Please, if you have a spare hour or two a week, consider putting it to good use helping yourself and
others by volunteering to serve on a committee or team!




Melatonin: A Primer

By Patricia Keller
reprinted from September 2007

This is the second of a two-part look at melatonin. Melatonin has become a frequent target of scientific
and commercial interest in recent years. As its possible benefit to cluster headache sufferers becomes
known, it may be useful to take a general look at the wide range of interest and claims being made about
it. In part one, which can be found in the July, 2007 OUCH Newsletter, a general description of
melatonin was discussed including how it is synthesized within the body. Also discussed was the
different forms of non-prescription melatonin supplements currently available in the U.S. and many
other countries.

Besides melatonin’s benefit to some cluster headache sufferers, it has been studied for a wide variety of
other medical issues. Smaller studies on melatonin have been done for conditions from sleep issues such
as jet lag and insomnia to its possible effect on Alzheimer's disease, cancer treatment, psychological
disorders, HIV, and many others. A study published in November of 2006 looked at the use of melatonin
for ALS patients. It suggested that high-dose melatonin is suitable for clinical trials aimed at
neuroprotection through antioxidation in ALS. [1] A promising study for gastro esophageal reflux disease
was performed because melatonin has known inhibitory activities on gastric acid secretion and nitric
oxide biosynthesis. When melatonin was combined with a group of other supplements and compared
with omeprazole, there was a significant positive result with the melatonin with no significant side
effects. [2] Because of its antioxidant properties, melatonin is getting a lot of attention for possible use in
strengthening the immune system. Melatonin’s immunoenhancing properties was discussed and
confirmed in a study which strongly suggested our immune systems also have melatonin receptors, but
there hasn’t been enough work done in this area to show the mechanism of this function. [31 Melatonin in
combination with cancer treatments is showing some promising results. A number of studies showed
that patients who used melatonin supplements had consistently better chemotherapeutic responses,
significantly fewer side effects, and significantly higher survival rates overall compared to patients who
did not use melatonin. Some of the cancers included in these data include lung, colorectal, and breast. A
notable study was performed to assess the 5-year survival results in metastatic non-small cell lung cancer
patients who combined melatonin with their chemotherapy regimen. The study suggested the possibility
to improve the efficacy of chemotherapy in terms of both survival and quality of life by a concomitant
administration of melatonin. [4] It should be noted that in many of the studies mentioned here, the
melatonin administered to the subjects was of a pure pharmaceutical grade and in therapeutic level
doses.

...continued on next page



continued from previous page...

Along with the increased attention by medical research, commercial interests have jumped on the
bandwagon. Two pharmaceutical companies have recently brought melatonin related products to market
for sleep issues. In the EU, Neurim Pharmaceuticals Ltd. has received approval for their product
Circadin 2 mg (prolonged-release melatonin) as monotherapy for the short-term treatment of primary
insomnia. In the United States and elsewhere, Takeda Pharmaceuticals North America is aggressively
marketing Rozerem (ramelteon) for insomnia, particularly for delayed sleep onset. Ramelteon is a
melatonin receptor agonist, and it is thought to promote more normal sleep patterns by restoring
maintenance of the circadian rhythm. It is the first in a new class of sleep agents that selectively binds to
the melatonin receptors in the suprachiasmatic nucleus (SCN), versus binding to GABA-A receptors,
such as with drugs like zolpidem, eszopiclone, and zaleplon. Unlike earlier classes of sleep agents,
ramelteon has not been shown to produce dependence and so far has demonstrated no potential for
abuse. No published studies have indicated whether ramelteon is more or less safe or effective than
melatonin supplements which are widely available in the U.S. in a less expensive non-prescription form.
Commercial interest in melatonin has also spread to the “natural” supplement and cosmetic industries. It
is not unusual to find melatonin included in the ingredient lists of numerous products from miraculous
anti-ageing pills to wrinkle creams.

There are reported risks involved in the use of melatonin. Based on available studies and clinical use,
melatonin is generally regarded as safe in recommended doses for short-term use. Available trials report
that overall adverse effects are not significantly more common with melatonin than placebo. However,
case reports raise concerns about risks of blood clotting abnormalities (particularly in patients taking
warfarin), increased risk of seizure, and disorientation with overdose, including increased risk of seizure
in children with severe neurological disorders. Melatonin supplementation should be avoided in women
who are pregnant or attempting to become pregnant, based on possible hormonal effects. Commonly
reported adverse effects include fatigue, dizziness, headache, irritability, and sleepiness, although these
effects may occur due to jet-lag and not to melatonin itself. Fatigue may particularly occur with morning
use or high doses, and irregular sleep-wake cycles may occur. Disorientation, confusion, sleepwalking,
vivid dreams and nightmares have also been noted, with effects often resolving after cessation of
melatonin. Due to risk of daytime sleepiness, those driving or operating heavy machinery should take
caution. [5]

In conclusion, melatonin has been used successfully to help alleviate circadian rhythm imbalances,
including imbalances in some cluster headache sufferers. While its use for these issues is becoming
more widely accepted, research has a long way to go before its benefits can be applied to all the areas of
health care that are trying to lay claim to melatonin’s possible uses. Most clinical research has used
pharmaceutical grade melatonin in higher doses than can be obtained in over the counter supplements.
As with any new supplement or prescription regimen, always consult your healthcare provider first to
make certain that you will not be incurring adverse interactions with other drugs you may be taking.
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Panted

Videos of Cluster Headache Sufferers and Supporters

During the 2006 OUCH Convention, guest speaker Dr. Andrew Sewell said that videos of cluster
headache attacks and interviews with sufferers and supporters would go a long way toward securing
funding for various research funding. To that end, OUCH is putting out a call to all members to get out
their video cameras and record your experiences for researchers, doctors and the public in general to see.

We know this can be a traumatic experience and that not everyone is willing to put themselves out there
for the world to see. If you don't feel comfortable videotaping yourself, don't feel badly. We truly
understand how you feel.

For those of you who are willing, please download and complete this release form giving OUCH
permission to use your video http://www.ouch-us.org/legals/mediarelease.pdf and send it along with
your video to:

Organization for Understanding Cluster Headaches
3225 Winding Way
Round Rock, TX 78664

For those of you conducting interviews, here is a list of questions we would like for you to address. We
suggest you print these out and tape them just below the camera so that they can guide your interview and
so that you are addressing the camera while you speak. Please make sure there is sufficient lighting and
minimal background noise during taping so you will be understood easily.

Sufferer's Interview:

1. Introduce yourself
2. How long have you had CH?
3. Episodic or Chronic?
4. How long did it take you to get diagnosed?
5. Before you were properly diagnosed, what were you misdiagnosed as having and what treatments were
prescribed?
6. What medications have you tried since being diagnosed?
7. What treatment has worked best for you?
8. Has any treatment worked extraordinarily well for you/ been a "godsend" for you?
9. Has any medication NOT worked for you AND caused adverse side effects?
10. Describe your most adverse reaction to medications you have used for treating cluster headache.
11. Have you experienced hallucinations from any medications your doctor has prescribed for cluster
headache?
12. Describe your worst experience with CH.
13. What might you do without an effective treatment for your cluster headaches?
14. What do you think will happen to you if research isn't done?
15. How has CH affected your personal relationships with your spouse, children, friends, employer, etc?
16. How has CH affected your personal and professional life?
17. Any other comments you would like to make?
...continued on next page
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Supporter's Interview:

How long have you been a supporter for someone with CH?
Did your sufferer have CH before you knew them?

How has it affected your family?

How has it affected your social life?

What do you do when during a cluster attack?

What do you do when it gets too much for you?

Where do you get your best mental or emotional support?
What tips can you give a new supporter?

Is there anything else you would like to say?
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For anyone taping themselves during a cluster headache attack. Thank you just seems too trivial a thing
to say. Know that every cluster headache sufferer who watches your video will be suffering right along
with you. It seems no matter how many times you see someone else getting hit, it never gets any easier
to watch.

Thank you for helping us help you and all cluster headache sufferers and supporters by participating in
this project.

Headache Diary Helps Track Effectiveness of CH Treatments

Download yours today at:

http://www.ouch-us.org/downloads/headache_diary.pdf




Spotlight on Prescription Medications

Gabapentin

Gabapentin is an anticonvulsant medication used to help control some types of seizures in the treatment
of epilepsy. It is also used to manage a condition called post herpetic neuralgia (pain after “shingles”).

Gabapentin is often used off label to treat other pain syndromes including cluster headache. For cluster
headache, it is typically prescribed in three divided doses up to 1800 mg per day.

Antacids reduce the bioavailablilty of gabapentin if taken within two hours of each other. Naproxen
and Morphine appear to increase the amount of gabapentin absorbed by up to 15% and 44%
respectively. There may be other medications that interact with gabapentin. Be sure to ask your
pharmacist about interactions with other medications you are taking, read the patient insert and research
interactions before taking other meds with gabapentin.

Some of the more common side effects with Gabapentin are anorexia, constipation, flatulence,
gingivitis, dizziness, somnolence, peripheral edema, ataxia (defective muscular coordination), asthenia
(lack of energy, weakness), fatigue, joint pain, tremor, hypertension, sexual difficulty (impotence) and
nystagmus (involuntary rapid eye movement).

Pregnancy: Gabapentin is a Pregnancy Category C drug, which means that there have been no adequate,
well-controlled studies in women, but studies using animals have shown a harmful effect on the fetus,
or there haven't been any studies in either women or animals. Caution is advised, but the benefits of the
medication may outweigh the potential risks. Studies in pregnant animals have shown that gabapentin
may cause bone or kidney problems in offspring when given to the mother in doses larger than the
largest human dose. It is secreted in human milk. Women should not breast feed while taking
gabapentin. You should discuss taking gabapentin with your primary care physician, your neurologist
AND your OBGYN before proceeding with treatment while pregnant.

As with every medication, you should discuss what the drug is, what it is expected to do, how long
should it take to become effective, side effects and drug interactions with your doctor and your
pharmacist.

Gabapentin is available in generic form or under the trade name Neurontin.

—

Linda, Jackie, Cathi and Svenn want to remind you that they are there for you
whether you need help finding information or just need someone to talk to. They can
be contacted via e-mail at familyservices@ouch-us.org or online at:

\ http://www.ouch-us.org/familysvs/familysvsl.shtml /

OUCH Family Services Team Y




Creative Corner

THERE’S A LONGING INSIDE ME

There’s a longing inside me
It lies deep within my heart
To explain- to have you understand
That this pain | feel -is all consuming
Bit by bit- it’s tearing me apart

If there were visible signs- could you accept?
The person you loose- the one | turn into
The one that forgets- and is easily confused
Lost inside myself-consumed with self pity
Frustrated- short-tempered- snapping at you

I wish you could see- my constant companion
But there’s nothing to see- no blood flows from my ear
No bandages to change-no wounds to heal
No crutches to carry-no broken bones
With nothing to see-what’s there to fear?

If you could see- the battle that’s raging
Would you be angry with me? Or love me instead?
Could you forgive my thoughts- that come and go?

Understand my need- to scream and cry?
Recognize the turmoil I *‘m feeling- inside my head?

| hate this pain-which you can’t see
You can’t understand what’s occurring in me
The steady aching- sharp and consistent
The burning and piercing- the jumbling thoughts
The desire to escape-that which I can’t flee

There’s a longing inside me
For you to accept — this” pain” that assaults
To hold me close-when my words -push you away
I need to know- that you will love me forever
Believe in me -and forgive me my faults

For my family and friends
Debra Prescott (chronic cluster head)
3/9/2008
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