
August 2008

The Newsletter

IMPORTANT NOTICE
This newsletter is written by Cluster Headache sufferers and supporters 

for other sufferers and supporters.  The staff and contributors are not 

medical professionals.  No information given here is meant to replace 

medical advice from your doctor or diagnose any condition.  See your 

doctor before attempting any treatment changes.  None of the 

treatments mentioned in this issue are endorsed by OUCH or any 

medical professional.  OUCH does not officially endorse any advertiser 

and is not responsible for the content of any website advertised. 

www.ouch-us.org



OUCH Board of Directors Meetings

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.

. . . - - - . . .  S.O.S.  -  OUCH Needs 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!  Check out the Volunteer Center at:

http://www.ouch-us.org/members/vol_center.htm

News

OUCH Family Services Team

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/familysvs1.shtml



Melatonin: A Primer
By Patricia Keller

reprinted from the July 2007 issue

This is the first of a two-part look at melatonin. Melatonin has received a great deal of attention in recent 
years for a variety of health issues including its use for cluster headaches.

Melatonin, known scientifically as the indoleamine N-acetyl-5-methoxytryptamine, is a hormone with 
neurotransmitter modulatory activity, and it can be found in most living things from some of the 
simplest plants to humans. It is produced in minute quantities by the pineal gland when the eyes detect 
decreasing light, total darkness, or during sleep. Melatonin is also produced by the retina and, in vastly 
greater amounts, by the gastrointestinal system.[1] In fact, 400 times more melatonin can be found in the 
gastrointestinal system than in the pineal gland or bloodstream,[2] where levels typically range from 0.1 
to 10 nmol/L. Melatonin receptors are present in central nervous system tissues, peripheral tissues, and 
steroidogenic tissues, including myometrial tissues of both pregnant and non-pregnant women. It is 
naturally synthesized in humans from the amino acid tryptophan (via synthesis of serotonin) by the 
enzyme 5-hydroxyindole-O-methyltransferase. Production of melatonin by the pineal gland is under the 
influence of the suprachiasmatic nucleus of the hypothalamus (SCN) which receives information from 
the retina about the daily pattern of light and darkness. Melatonin is also synthesized in various plants, 
such as onions, bananas, corn and cherries, and ingested melatonin has been shown to be capable of 
reaching and binding to melatonin binding sites in the brains of mammals.

Melatonin is a substance that an increasing number of people are taking without being knowledgeable 
about its variety of possible benefits, side effects and dosages. Many companies currently manufacture 
melatonin as a supplement. There are two kinds of non-prescription melatonin available--synthetic or 
natural (animal derived). If you are not going to be taking a prescription grade formula, it is often 
recommended to take a synthetic version of the supplement which is close to the molecular make-up of 
our own naturally produced melatonin. The “natural“ melatonin supplements may contain animal parts 
through which viruses and diseases can be carried, or proteins that could cause an antibody response.
A little historical perspective: one theory examines the common evolutionary origin of cells in the pineal 
gland and retina. David Klein, Ph.D. has theorized that in the ancestor of today's higher animals, the 
conversion of serotonin to melatonin increased at night, as a way to make vision more sensitive to low 
light conditions. The conversion kept serotonin from combining with retinaldehyde (a form of vitamin 
A) at night, when it was needed to detect low levels of light, so that these ancestral animals could 
function well under dim light. Since this required a steady supply of serotonin as a precursor, which in 
turn depleted retinaldehyde (needed for low light vision), a second photoreceptor cell evolved which 
functioned to produce its own melatonin. Eventually these melatonin-making cells evolved into what is 
now the pineal gland. Dr. Klein points out that the photoreceptor cells of the retina strongly resemble the 
cells of the pineal gland and that the pineal cells of sub-mammals (such as fish, frogs and birds) detect 
light. In addition, melatonin's origin in the ancestral photoreceptor cell is indicated by the capacity of the 
retinas of mice, fish, frogs, and birds to make small amounts of melatonin. [3]

...continued on next page

Headache Diary Helps Track Effectiveness of CH Treatments

Download yours today at:  

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



continued from previous page...

Melatonin is being studied for its possible benefits regarding a host of medical issues including cluster 
headache. A frequently cited Italian study looking into the circadian secretion of melatonin, 
demonstrated that episodic cluster headache patients were shown to have low blood plasma melatonin 
levels during cluster periods. [4] The following year some of the same researchers followed up with a 
study of both episodic and chronic patients in a double-blind placebo-controlled study of 10 mg. oral 
melatonin doses, showing some positive results for the episodic group. [5] While the effectiveness of 
melatonin for cluster headache remains unclear because of conflicting studies, its role, if any, may be in 
the initial prevention of attacks, theoretically by resetting the circadian rhythm.
Part two of this overview will look at other health areas which may benefit from research into melatonin. 
It will also describe the pharmaceutical industry’s new interest in melatonin, as well as possible risks and 
side effects.

1. Bubenik GA. Localization, physiological significance and possible clinical implication of gastrointestinal 
melatonin. Biol Signals & Receptors. 2001;10:350-366.
2. Bubenik GA. Gastrointestinal melatonin: Localization, function, and clinical relevance. Digest Dis & Sci. 
2002;47:2336-2348.
3. http://www.nih.gov/news/pr/aug2004/nichd-12.htm
4. http://www.blackwell-synergy.com/links/doi/10.1046/j.1468-2982.1995.015003224.x
5. http://www.ncbi.nlm.nih.gov/sites/entrez?cmd=Retrieve&db=PubMed&list_uids=8933994&dopt=Abstract

Medical�Alert�Card
Complete this form with your doctor and take it with you in the event of an 

emergency room visit.  It will give the ER staff your CH related medical information 
and hopefully result in expedited and proper treatment.

http://www.ouch-us.org/downloads/ercard5807.pdf

Need help with meds?
The Partnership for Prescription Assistance is there to help you 

find help in getting the medications you need with access to more 
than 475 public and private patient assistance programs.  

Call 1-888-4PPA-NOW (1-888-477-2669) or check out:

https://www.pparx.org/Intro.php



Treatment News

Spotlight on Prescription Medications
Prednisone

Prednisone is a corticosteroid used in the treatment of many conditions, such as endocrine disorders, 
rheumatic disorders, allergy, respiratory diseases and more. In many cases, it is used for its strong anti-
inflammatory action.

In Cluster Headache, prednisone (and other corticosteroids) is used as a “Transitional Medication.”  
Ideally, at the beginning of a cycle a doctor would prescribe a steroid taper along with whatever 
preventative medication the patient will be taking, i.e. Verapamil, Lithium, Topiramate, etc.  The 
prednisone acts to stop the attacks almost from the first day and keeps them away until the preventative 
medication can be ramped up to an effective dosage. The prednisone is then tapered off slowly.  
Prednisone can also be used on a limited basis to give sufferers a short break from their attacks and has 
even been know to halt a cycle for some people.  A study by Kudrow found that prednisone is effective 
in 77% of episodic CH sufferers as compared to 40% of chronic CH sufferers.

A typical prednisone course starts at 60mg to 80mg per day and tapers by 10mg to 20mg every third or 
fourth day.  Your doctor will determine the exact dosages and tapering schedule.  The important thing to 
remember is that prednisone must be tapered off slowly.  The reasons for tapering are that prolonged use 
of prednisone can cause the body to stop its normal production of steroids, such as cortisol.  The dose 
must be tapered to allow the body to restart production and to get it back to normal levels.  Failing to do 
so could result in adrenal crisis or exogenous adrenal insufficiency. Tapering also reduces the symptoms 
of steroid withdrawal, i.e. joint and muscle pain, fatigue, headache, fever, low blood pressure, nausea 
and vomiting.

Side effects of prednisone run from mild to severe and include (but are not limited to) increased 
appetite, fluid retention, weight gain, puffiness (or moon face), acne, easy bruising, thinning of the skin, 
osteoporosis, stomach ulcers, insomnia, depression and mood swings. Prednisone can also suppress the 
immune system and make the body more susceptible to infection.

Prednisone is Pregnancy Category C, which means either 1. Animal studies have shown an adverse 
effect and there are no adequate and well-controlled studies in pregnant women. or  2. No animal studies 
have been conducted and there are no adequate and well-controlled studies in pregnant women. Infants 
born of mothers, who have received substantial doses of corticosteroids during pregnancy, should be 
carefully observed for signs of hypoadrenalism.

Prednisone passes into breast milk. Do not take prednisone without first talking to your doctor if you are 
breast-feeding a baby.

As you can see, prednisone is a powerful drug and should only be taken as necessary and only under the 
care of a physician. Misuse of the drug can be harmful or even fatal. 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.

reprinted from the July 2007 issue



Q. My family lost its group health insurance about 6 months ago. My husband and children now have an 
individual health plan. The plan turned me down, so I haven't had coverage since then. My question: If I 
have an opportunity to get another group plan, can they turn me down? Am I correct in assuming that 
any pre-existing conditions will not be covered?

Defined: Pre-existing condition- a condition for which “medical advice, diagnosis, care or treatment 
was recommended or received within a 6 month period ending on the enrollment date”. 
H.I.P.A.A. – Health Insurance Portability and Accountability Act of 1996 -Title I of HIPAA protects 
health insurance coverage for workers and their families when they change or lose their jobs.

Credible Coverage – the term given to the time or “credit” you are granted for the time you have been 
enrolled in and covered by qualified health insurance coverage. 

A. When starting a job with a new employer it is highly unlikely you will be “turned down” for 
coverage. Larger companies do not practice such exclusionary practices. Whether or not you are 
considered “Pre-Existing” will largely depend on the size of the employer and the benefit plan(s) they 
offer. 
You may be eligible for insurance plans that do not require medical screening. Larger employers 
typically select this type of benefit plan; this would ultimately be the best move to make. So when you 
are searching for a job/changing employers. Keep this in mind when making your job selection and be 
sure to ask questions.
Many companies have an “eligibility waiting period” that a new hire must wait before they are added to 
the group insurance policy. The group insurance policy may also have a pre-existing “window” during 
that same time span. If that is the case any condition/illness/injury considered to be a pre-existing 
condition during that time frame may be excluded from the policy for as long as 12-18 months. Late 
enrollees typically have to wait 6 months longer to have pre-existing conditions (depending on if you 
enrolled in the plan immediately upon eligibility or as a late enrollee). When possible, try to postpone 
any non-emergency care during this time period as anything you are diagnosed with will then be 
considered pre-existing by the insurance carrier. Of course you should never postpone emergency or 
critical care. See your doctor immediately if you have concerns.
For future reference, you best bet (when financially feasible) is to continue your existing coverage 
through your former group employer by paying for a C.O.B.R.A. Policy until you can obtain new group 
coverage. A C.O.B.R.A. Policy extends your benefits for 12-18 months and qualifies as credible 
coverage.
If your employer does not offer C.O.B.R.A. or you cannot afford to extend your benefits by paying the 
premiums you have only 63 days to apply for new group coverage. After 63 days you are once again 
subject to pre-existing limitations and exclusions. 

Ms. Delacerda is certified through the Health Insurance Association of America as a Managed 
Healthcare Professional and has 17 years experience in the health insurance and related industries

reprinted from the February 2006 issue

             Navigating the Insurance Maze
                       By: Donna Delacerda



The Beast With In
By: Dawn E. Vickery

You lay in wait in my head plotting your next move.
Never knowing when you're going to strike or how hard....

There's the sight tapping inside the let's
me know that you're ready to play again,

but I hate the games you play.

You destory my life slowly
and without mercy.

I feel like I'm slowly going insane.

You won't release your grip on me.
You're slowly killing me
and you don't even care.

I'm in some kind of torture chamber
with no way out!
No one can help.

We play this sadistic game...
You're the " Master " and I'm

the " Servant. "

My eyes are growing heavy
sleep is on the horizon.
So I lay here and wait
for the beast with in.

Dedicated to my boyfriend Brian Sawyer and everyone 
that suffers from Horton's Cluster Headaches

This poem was one of many submitted for the Convention 2008 Poetry Contest.
Thanks, Dawn!!!


