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Coordinator Comment

 ENERGY VAMPIRES- This wording was in an email recently and the concept stuck. We all know people who take our energy level to the bottom, some because we lack energy ourselves. 

A few others are just consumers of energy and give little in return. During this season, work to avoid them or to change the relation- ship to a point that you are in control of your energy. 

We wish you the happiest of Christmas seasons and the best of new years. Each of us had rough times in 2009, for many different reasons. Give each other a special hug and know that we all have to support each other. 

 Save your vacation time for July 9-11, 2010 

“Get The Word Out” Campaign

Progress is kind of on hold for now. If you want to , or can, help Jan with this project, contact her at jdhelfer@yahoo.com or sip@sticklers.org.

 

An Email

“Today I picked up the August issue of Reader's Digest, and found an interesting article titled, "You Can Fix It for Free." Cars, computers, appliances--sounded like an interesting article! 

Imagine my surprise when I read, "Mike Cermak started Tech Support Guy (techguy.org) as a teen when he realized his family and friends weren't the only technically challenged users around. Today there are 450,000 members and 29 forums on everything from general security to games. Search a database of common problems or ask a question." I know Mike had something to do with designing our web site. 

He was at the Mayo conference in 2007. I think our members who met him and his wife would enjoy hearing about the Reader's Digest article.” 

As most of you know, Mike is OUR tech guy and sponsors our list serve. 

 

A small Fund Raiser

A member sent this: “I read an article in the family fun magazine April 2009 where there is a company that will pay for drink pouches. Like the Capri Sun. It will donate .02 every pouch that is sent in. My kids drink those Capri Suns and I know the school when they have parties serve those also.” So, SIP is registered as a recipient and you can go to www.terracycle.net to donate your pouches. “If we can get more people involved in this it might help get the second video off the ground or to help to educate doctors about Sticklers.” thanks Sarah.

2010

Plans are in the works for the Dallas area conference. We are working with two hotels to get the best deal and will have the brochure ready to be sent with the March newsletter.
SIP SCHOLARSHIP

Dr. and Mrs. Stickler donated the start-up money for a fund to provide high school seniors, who have a diagnosis of Stickler syndrome, with a four year scholarship. Applications are available on line and are due June 15 each year. The winner is announced at the annual conference each year. Applications are on the SIP website. Donations are accepted for this fund. 

A Simple Way to Help

Anyone with an ophthalmologist who is a supporter of prophylactic retina laser or cryo surgery, please email jdhelfer@yahoo.com with the following information - 

Physician's Name:
Physician's Full Address:
Physician's Office Phone:
If you or a family member has had prophylactic surgery by this doctor, was it Laser or Cryotherapy?
Was the procedure done prophylactically on both eyes or on one eye following a detachment in the other eye?
What year was it performed?
What age was the patient at the time?
Your name, and let us know if it is OK to share that with someone interested in contacting your physician.

We will start a database of this info that can then be shared, upon request

 

STICKLER CLINIC

Patients will need to book the appointment with Sandy Massalski: 617-726-1561. The patient has to pre-register with Mass. General Hospital to give billing information, and to get a hospital number. Dr Liberfarb’s regularly scheduled clinic appointments are on Thursday afternoon 
from 1-5pm. She could see 3- 4 people. 

The patient needs to submit medical records in advance.
The Genetics Unit has a training program for physicians doing fellowships in Med. Genetics. Some of these "fellows" might want to participate in the clinic. 

The clinic is not free, but it is a dream come true for persons with Stickler syndrome. Please make the call VERY soon. This clinic will not stay open, unless we use it. 



Organ and Tissue Donation

If you wish to donate any/all organs and tissue to the National Institutes of Health/National Institute on Aging (NIH/NIA) to further research on Stickler syndrome, then all you need to do is advise a family member of your desire. When the time comes for the donation to be made, the contact number to coordinate the donation is 1.410.350.3950 at the National Institute on Aging.

If you have a planned surgery, and would like to work with your physician to donate tissue for the NIH to study (and are not already a participant in the Connective Tissue Study being done by Dr. Nazli McDonnell et al), then complete the study questionnaire on the NIH study website (see link below), prior to your surgery, and contact the study to give informed consent. Submission of this form needs to occur several weeks prior to your surgery date to be able to arrange for everything on time. 

http://www.grc.nia.nih.gov/studies/ctd.htm
 

NIA STICKLER STUDY

Dr. Nazli McDonnell is the principal investigator for the Connective Tissue disorders study at the NIH. The study is located at the Baltimore campus at the National Institute on Aging. The study information can be found at:

http://www.grc.nia.nih.gov/studies/ctd.htm
On the website, you will see a sample consent form, as well as a downloadable medical history questionnaire. We are hoping that many of you are interested in participating in the study. 

If you wish to participate, please complete the questionnaire in as much detail as possible and email it to me directly, or fax it to attention Ben Griswold at 410 350 7308. If you already had a genetic mutation study done, please also include the results in your questionnaire. It is especially important to include as much clinical detail as possible (such as height, cleft palate, eye complications, joint and bone problems) about all the affected persons in your family. If you would like to do so, you can also mail photographs of affected persons as this will aid in determining the extent of craniofacial involvement.

Upon receiving your questionnaire, they will contact you and obtain a phone consent if you would like to participate without coming to Baltimore, or schedule a visit if you would like to be seen for a study visit. Obtaining the consent will also allow us to obtain a tissue sample if you are undergoing a surgical procedure at home at a future date.

Some of you have already participated and given samples when the study was located in Bethesda Clinical Center under the direction of Dr. Clair Francomano. They are still working with the samples and clinical information obtained from the study at that time. Some of you will be receiving reports regarding genetic mutations in the next few months. 

 

Dr Stickler’s Thoughts
(At 84, and a Professor Emeritus at Mayo Clinic, Dr Stickler still stays active with his thoughts and opinions. He emailed these thoughts for us to share. These have never been published anywhere and they are his gift to SIP.)

1Preamble/ Background
In the 1970s, many American medical schools chose to abandon the Hippocratic Oath as part of graduation ceremonies. This may have been a mistake. The lack of moral spine of the medical contribution is contributing to US Health Crisis. It is easy to point to the insurance
and pharmaceutical companies but medical professionals have to admit to their role in the crisis. We therefore recommend to reinstate an updated Hippocratic oath. Gross breaches against this oath should lead to the exclusion from professional societies.

The oath
• We will prescribe regimens for the good of our patients
according to our ability and judgment and never do harm to anyone.
• We expect monetary compensation at a level to provide secure education, food and housing for our families. The medical practice should not become an instrument for profit similar to commerce and
industry.
• We will not give a lethal drug or inflict pain to anyone if we are asked nor will we advise in such a plan.
• We will not order unnecessary laboratory tests,
investigations and subspecialty consultations, especially not those done to protect against possible law suits.
• Every patient/physician relationship we will enter only for the good of our patients, keeping us far from all intentional ill-doing, seduction and especially from the pleasures of love with women or with men.
• All that may come to our knowledge in the exercise of our profession or in daily commerce with people, which ought not to be spread outside of the medical contact, which we will keep secret and will never reveal.
• If we keep this oath faithfully we may enjoy life and practice our art, respected by all men and in all times; but if I swerve from it or violate it, may the reverse be my lot.


To the Editor of the “N.Y.Times”:
The “Health” section continues to provide superb information on many controversies in medicine. Recent examples were “Asperger’s: Strong Identity and Vanishing Diagnosis” and “Quandary With Mammogram”. Since many or even most of the articles do not conclude with a final answer, a possible approach could be from answers provided by an organization similar to a “medical court” . Officers of the “court” such as the chief justice, prosecutors, and defenders would be nominated by medical associations , medical faculties and medical writers . (Jane Brody would not be forgotten!).The general public would need to be included. The organization would need to be financed from donations and best be placed in the “New York Times”. Your newspaper could be interested in a major way in such an approach: the publication of reliable results in medicine. This may be a pipe dream but could be a new way to expand journalism.

“? Pipe dream“ is provided by

Gunnar B. Stickler, M.D. Ph.D. Emeritus Professor Mayo Clinic and
Medical School

Unconventional therapy or fraud.
Gunnar B. Stickler, M.D.,Ph.D.
Quackery was rampant in this country before the turn of this century. Important book by Samuel Hopkins Adams "The Great American Fraud" led among other reasons to pass the Pure Food and Drug Act of 1906. Greatly improved until 50 and 60 ties, 3 homeopathic schools disappeared .

Past 15 to 20 yrs. reemergence of many unproved treatments. Much of it is romantic thinking , the acceptance of alternative life styles and frustrations with scientific medicine. Eisenbergs study 1993, survey of 1539 adults...one out of three used unconventional therapy. Cost estimate for 1990 13.7 billion dollar. more than the 12.8 billion dollars spent on all hospitalizations in
this country.


Alternative Medicine....misnomer Medicine is a science ...
There is no alternative physics, chemistry , astronomy (we are not calling astrology alternative astronomy).
Unconventional or unproved therapies might be a better term, but the terms medical fraud or quackery are closer to the truth-------anybody who prescribes or sells pure water as a highly potentiated medication, in other words homeopathic concoctions, is in my book fraudulent even if he or she believes in the healing power of such preparation.

We all know the power of the placebo, and I have no problems to accept the placebo effect of unconventional practices. It would be acceptable if such practices would not have intrinsic risks. To hand out water has no ill effect, the problem would missing real treatable disease.
The statements of some practitioners of unproved practices that they want to keep people well are peculiar when they speak out against immunization or fluoridation.
Survey in Norway 1995 :1135 randomly selected physicians and 197 acupuncturists reported total number of 202 patients with complications, such as mechanical injury, infections, psychiatric problems, increased pain and others following unconventional treatments.
Examples: chiropractic manipulation especially of the neck may be the cause of strokes ...or even tetraplegia in young infants Use of L-tryptophan as an aid for insomnia was noted here by Dr. Gleich and associates as the cause of the eosinophilia /myalgia syndrome.
Alvan Feinstein, Yale 1980:
"If patients are to be protected against inferior or ineffectual treatment, modern medicine cannot be regarded as a branch of religion; and therapeutic agents must be appraised with methods that are efficient, incisive, and unbiased." Published clinical trials: most of them of low quality.....One such study by Jennifer Jacobs In Nicaragua, diarrhea. Was published in "Pediatrics"
Study on back pain: patients randomly treated by orthopedists, chiropractors, family physicians.... outcome: no difference, but chiropractor best liked , also most expensive.

Now National Institute of Health, Office of Alternative Medicine Grants: the biggest one to University of Virginia School of Nursing: study of magnets to reduce pain : $1,103,500 Bastyr Univ.,Seattle an Institution devoted to the study of naturopathy: to follow 1500 to 2000 patients with AIDS asking them about the effect of alternative therapies they may have been using Award: $ 900,000 Member of the advisory council to the NIH office, who obviously dissented, Dr. Barrie Cassileth: "If the reviews had been conducted strictly by scientists, probably nothing would have been founded".

Medicine has failed in part for not taking more time and compassion in dealing with our patients’ problems.
Time for organized medicine to take stronger stand...for you the medical students in the audience, please read about the facts regarding unconventional therapy before you fall for it.

Europe overrun by fraudulent practices is reacting:
Strong statements by European Societies of Pharmacology, The Medical Faculty of the Univ. of Marburg, the Commission for Clinical Pharmacology of the " Deutsche Gesellschaft fuer Kinderheilkunde."

Your obligation towards your patients is clear...practice scientific medicine and be not seduced by romantic and almost religious unproved healing approaches, as frustrating as it may be at times.”
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