
Notes on Dr. Gunnar Stickler

1997 - Dr Stickler said that he did not name Stickler syndrome and explained the roots of the original name:  Hereditary Progressive Arthro-ophthalmopathy.  He said that it is arthrosis, rather than arthritis.  Arthritis refers to swelling and Stickler arthrosis does not cause swelling or heat.  He said that we must be our own advocate and the educator of our doctors.  He charges us to promote and educate and support research on Stickler syndrome.

1998 – Dr Stickler: They have found that 72% of families have an inherited gene for Stickler syndrome and that the other 28% are original mutations.

Dr Liberfarb and Dr Ahmad agree that Mitral Valve Prolapse is a symptom of Stickler syndrome and Dr Stickler does not agree.  (the bottom line is that MVP is so common that we ALL should make sure we do not have it.)  Dr Liberfarb has a MVP and does not have Stickler syndrome.

The NIH is studying Marfan, Ehler Danlos and Stickler syndromes.  They will use as many families as possible (booking for visits to DC are now into spring of 1999).  100 SIP families have signed up to be included.  (A BIG THANKS to each of you who have, AND they are taking families outside the U.S.)  Of ALL Type II Collagen disorders, Stickler syndrome is the mildest.

To save confusion to rheumatologists, we should call our joint and muscle problems DJD (which stands for Degenerative Joint Disease).Dr Stickler thinks some new and improved NSAIDs (anti inflammatories) will soon be released.   He also said that "each of us should stop being negative, because this group is so positive."

Persons with cleft palates are missing the muscle needed to open the eustation tubes (the things in the ear that we 'pop" when we are flying).  That explains the need for "tubes” and the plentiful ear infections.

At the Stickler syndrome conference in Philadelphia, Dr Stickler pointed out the success of a study done in Israel.  We pulled the abstract from Healthgate.  It is a 1996 article with Leiba H; Oliver M; and Pollack A as authors.   They studied 42 people with Stickler syndrome and did the procedure on 10 eyes.  One person dropped from the study, but the other nine retinas remained attached in a follow-up from 1-15 years.  Check this out for future reference.

1999 - The Stickler Syndrome Support Group and Stickler Involved People completed a sur​vey of members in November, 1998.  At the Denver Conference, Dr. Stickler pre​sented the results of this study.  Barb Lockey sent the following report from her conference notes:   “Dr. Stickler gave a brief result of the questionnaire. His full report will be sent out shortly. Worldwide there were well over 300 participants (141 from England, Australia, Europe & the remaining from US & Canada)   He found that retinal detachments were more likely to occur under the age of 16, and that 90% of respondents have had detachments (though this should not be interpreted as 90% of Stickler patients will have detach​ments, as perhaps only those most severely affected answered the question​naire). The myopia tended to be progressive. Approx. 13% have had glaucoma. He found really very few mitral valve prolapse cases, and no correlation at all between skin, respiratory (asthma, etc) & hernia problems associated with Sticklers. There were no more incidences of these occurring than in the general population. Hearing impairments generally tended to be conductive, resolving them​selves as the patient aged. This is loss due to infections, fluid, otitis media, glue ear. Sensorineural loss occurred in approx. 30% of patients and tended not be progressive (though there are certainly differing opinions of this). Some type of hearing loss affected 70% of respondents. Facial symptoms, Cleft palate & Pierre Robin affected approx. 84% and 90% had joints affected. 29 persons were diag​nosed at birth, with 91% being diagnosed by a professional. He found no correlation between having Pierre Robin and the severity of eye & joint manifestations. The age of the onset of joint pains tended to be quite young, though diagnoses of OA or specific joint disease was much later in life. About 1/3 of people suffered locking of joints (crepitation). He stressed the need for further study into preventative surgery for the eyes.

Dr Stickler has now formulated our study into a 13 page detailed report and will be presenting it to the SSSG conference in Cambridge, England on November 27.  As soon as possible, copies of his report will be mailed to each person on the Stickler Involved People database.  

2000 – Dr. Stickler: He said that Martin Snead, in England, advocates prophylactic (preventative) sclera buckling. The quote from Dr Snead is: "Our policy is to offer all patients prophylactic 360 degree retinal cryotherapy and this is mainly type 1 Stickler syndrome. The surgical objective is not to prevent (giant) retinal tear formation (because we know it doesn't), but to stop this progressing to detach the posterior retina. This is why the treatment must be contiguous without any gaps. All patients seem to be at high risk irrespective of age, degree of myopia and even if the retina looks "normal" which it usually does. In our series of over 100 patients, although many had lattice retinopathy, the commonest fundal finding was normality. This is why vitreous examination is so crucial to not missing the diagnosis rather than looking for obvious retinal "disease". Dr Stickler says "When you distribute it, you may want to mention that this was a statement of his present opinion which he had sent to me." 

Dr Snead also told Dr Stickler that 60% of his patients who did not have the buckle done had a retina detach and only 8% did with the buckle. 

Dr Stickler said that he believes that ear tubes are "not essential", in fact are questionable in preventing hearing loss. He said if a person is in doubt about ANY surgery, that surgery should at least be postponed until the doubts are removed. 

He said that the QUEX showed that speech problems improved with age, and asked if that was true of us who were in attendance. Other info from the QUEX that he highlighted was: Smooth skin, long fingers and toes were common AND height is within NORMAL ranges. Hair loss is not related to Stickler syndrome. The "crackling joints" were a new find. Lots of us use a hot tub, to help aches. We need to be careful with NSAIDs, and only use coated products. 65% of us stated a balance problem. 70% over 60 have had at least one joint replacement.  He said there are over 5000 known syndromes. So, it would impossible for a doctor to know all of them. We need to find a medical team to care for each of us. He also encouraged us to deal with denial. 

2001 - Dr Stickler:  He talked a bit about support groups, saying that they intimidate some doctors, can give false information, and make it less necessary to have annual meetings.  On RESEARCH, he said that one of the problems with finding a cure for Stickler syndrome is that it is a collagen disorder.  (Collagen is like the mortar for a brick building.  If that mortar goes bad, it cannot be replaced.)  Research need more plans, more hypothesis and need a control group (that is not getting treated) to compare to the results of the treated group.  But, no one wants to be on a control group.  On NSAIDs, he said there is too much advertising and that we need to check for side effects very carefully.  

He announced the publication of our survey results.  It is in Genetics in Medicine, May-June, 2001.  He told us to never ask a doctor what the future will bring; they can only give percentages.  He assured us that % on the survey were not high on chronic fatigue, depression or chronic headaches.  We should not try to add symptoms to Stickler syndrome.

He feels that “Don Quixote fighting windmills is like doctors fighting alternative medicine.”  Some things may give a little relief, but does not cure the problem.  We should be very careful with our bodies and our money.  He told us about www.quackwatch.com He also said that doctoring should not be determined by courts.  

On prevention, he has done some personal inquiry.  Pre-implantation genetics should be discussed with a geneticist.  He has approached one doctor at Mayo Clinic willing to try this procedure, thornhillalan@mayo.com.   The ethics associated with this should be a personal decision.

2002 – Dr Stickler did not speak.
2003 - Dr Stickler: He explained the history of his discovering Stickler syndrome.  He was at a Crippled Children’s Clinic in 1960.  The original family presented a 6 year old who had trouble walking and the mother was blind.  A biochemist, ophthalmologists and a radiologist saw 9 family members.    They did a lot of metabolic and biochemistry studies, to rule out other causes.  Dr Charles Mayo has seen a great uncle of the mother for eye problems, in 1897 and the grandmother in 1907.  In 1965, Dr Stickler named the problem for the progressive eye and joint problems and Dr David Smith later named it Stickler syndrome.  

Dr Stickler also talked about hydrotherapy.  It is not just swimming, but actual exercise in water.  He suggest a range of motion program in chest high water, done for 40 minutes three times a week.  He referred us to the Cochrane Library, which has all controlled studies libraried.  It is http://www.cochrane.de/cochrane/revabstr/mainindex.htm
He said that all sleep apnea should be tested by an actual sleep study.  The cause of the sleep apnea needs to be found, before assigning a treatment.  Durable and assertive results are made from study.  

Stickler syndrome is a degenerative joint disease, not arthritis.  There is no inflammation in synovial tissues.  X-rays will not show joint problems.  The only “proof” may be the patient telling the doctor.  Aging is hard work.  Skeletons still do not hold up well; Hearts have been made stronger.  

In closing, Dr Stickler said we should never ask a doctor “what is the future?”  They are not fortune tellers.

2004 - Dr Gunnar Stickler:  Never ask a physician to predict the future, but 100% of persons over 79, in our study, have had hip replacements.  Snead study is the largest.  We should only listen to evidence based medicine. All studies are listed at the Cochrane Library website http://www.cochrane.de/cochrane/revabstr/mainindex.htm
There are no medical cures for structural anomalies.  Surgery improves the eye, hip, knee, etc.  (Prophylactic surgery has not have a study done, because no one would volunteer to not have the NOTES Cont) NOTES Cont) preventative.  In England, they do more prophylactic.  Prepare for any surgery, in advance, with any help, like grab-its, hospital bed.  Stickler patients have great strengths - Be positive about outcomes

2005 - Dr Stickler did not attend.

2006 - Dr Stickler:  We all need to publicize, publicize, publicize.  He is shocked that more people do not know about Stickler syndrome.  He wonders what the cause of pain is, in Stickler syndrome. Is it caused by the orthopedic problems or the rheumotology problems? He would like to see a study of the biochemistry of Stickler syndrome.
2007 – Dr Stickler stated:  If a doctor does not listen to the patient, they should be veterinarians.” He gave credit to the mother; in his original study that (he said) actually discovered the syndrome he named Heredity Progressive Arthro-Opthalmopathy.


