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MONTHLY MEETINGS:
3rd Saturday monthly @ American Cancer Society (ACS)






6301 Richmond (between Hillcroft and Fountainview)

MISSION STATEMENT:
The Houston Area MM Support Group consists of volunteer efforts to provide a caring, safe, & supportive environment for patients & families from initial diagnosis throughout on-going treatment.

NEXT MEETING:  
JUNE 19th, 2004, at 10:00 AM  

Special speakers:
Millennium Pharmaceuticals Rep., (Dallas), John Jones

Clinical Research Nurse, MDA, Maria Gavino (Cookie)

Topic:


VELCADE / DEX trial  

GENERAL UPDATES:
· Donate your old cell phone or pager, get a tax deduction***, and become part of the cure. The IMF has partnered with Donate A Phone, a project of ReCellular, Inc., and receives a donation for every cell phone you turn in.  Linda O’Brien will be collecting donations at our meeting. THANKS to Linda for coordinating with the IMF for us! (see Myeloma Minute 06/04/04  for more details)

· Recent Dental Journal Articles have indicated possible unexpected side effects of bisphosphonates (Aredia and Zometa) and bone death in the upper jawbone,   (osteonecrosis of the jaw), results from a human study (see our webpage for the study details) and an earlier research study with rats.  The IMF Myeloma Minute issued a “Special Advisory” on this topic on 05/30/04 (see the IMF webpage for details).  Look for continued medical testing!
· MMRF / LLS:  May 20 (Thursday) 4th annual “Blood Cancer Advocacy Days 2004” in Washington, DC.  180 blood cancer advocates from more than 30 states participated.  Senator Kay Bailey Hutchison continues to make cancer funding a national priority by urging Congress to support public policy initiatives that intensify blood cancer research and access to care.

ORG. SUPPORT & SYNERGY  (phone #s & websites on back of page):

· The American Cancer Society (ACS) provides a monthly meeting room & beverages.
· The Leukemia & Lymphoma Society (LLS), fights blood-related cancers including MM by funding research and providing patient services.  The LLS supports our HAMMSG monthly newsletter printings & mailings, and other additional needs (see attached detailed flyer for LLS Family Support Group Meetings).
· The International Myeloma Foundation (IMF) provides space free of charge for our website.

· CancerCare provides free telephone education workshops on current cancer topics.
· Cancare provides free 1-1 counseling for patients and caregivers.
UPCOMING EVENTS:

· LLS:

June 15 (Tuesday) 7:00 PM – 9:00 PM CST, “MYELOMA – The Latest Treatments”.  A FREE telephone conference featuring William Bensinger, MD (Fred Hutchinson, Seattle), Seema Singhai, MD (Robert H. Lurie, Northwestern Univ., Chicago), David Maloney, MD (Fred Hutchinson, Seattle).  Register:   www.LLS,org/myelomaeducation or call 1-800-503-8498.
· CancerCare:
June 17 (Thursday) 12:30 – 1:30 pm CST, Telephone Education Workshop:  “Multiple Myeloma:  Update from ASCO (American Society of Clinical Oncology)”.  A FREE telephone seminar for people living with myeloma, their families, friends, and health professionals.  Register online at www.cancercare.org or 1-800-813-HOPE or (212)712-8080. 
· IMF:

July 9 – 11, IMF Retreat for Support Group Leaders, Durham, NC (Duke University site).  Norma and Burton Jones plan to attend to represent our HAMMSG. 

· LLS


Nov. 13 ((Saturday) 5th Annual Light the Night Walk at Sam Houston Race Park.  Registration at 6 PM, walk begins at 7 PM.  Join us in celebrating and commemorating all lives touched by cancer!  Contact Cherry Evans at the LLS for more details (713-680-8088).

HEALTH UPDATE FOR OUR MM FRIENDS:

· Some of our members have experienced increased myeloma involvement:
Joe Bowman - VAD treatments (127 White Oak, Lake Jackson, 77566)

Faye Bruch (4310 Greenleaf, Spring, 77389)

Charleen Heath - Requests prayer!  Off chemo, found MM in spinal fluid and tumors. (2808 Cambridge Lane, Missouri City, 77459-2612)
Arnie Peskin persistent sinus infection (5604 Spellman, Houston, 77005)
Jack White (4549 Acacia St., Bellaire, 77401)
· Others are experiencing various difficulties:
Joan Butzke - jaw bone death due to Zometa (4402 Lakeshore Forest Dr., Missouri City, 77459)

Tina Gilliam – MM stable, neuropathy, dental problems , and husband recuperates from serious fall & rehab (5823 Pebble Springs Dr., Houston, 77066)

Linda O’Brien - started treatment with reactions (5918 Valkeith Dr., Houston,77096-3831)
 
Lana Phan - deals with MM and additional complications (3146 Markscott Dr., Houston, 77082)

Burt Robbins - neuropathy problems (54 E. Northcastle Circle, The Woodlands, 77384-4790) 
Kathleen (Mary) Ward - MM remission, antibiotics for persistent toe infection, surgery to re-implant pain pump, trouble adjusting to meds, weak (P.O. Box 603, W. Columbia, 77486)

Mike Weiland – 2nd tandem transplant, July in AR (17139 Carroll Lake Dr., Spring, 77379)

Nancy Whittingtion - pos. results Revimid / Dex trial, side effects (1131 Parkhaven Lane, Houston, 77077)

INFORMATIONAL RESOURCE ORGS. – Research/Trial Updates & Hope for the Future!:

· IMF (International Myeloma Foundation):  “Myeloma Today” newsletter (optional donation, 6 issues/year).  Register at www.myeloma.org , (323)654-3023 or (800)452-CURE, or see the newsletter on the website.
· “Myeloma Minute” (free IMF automatic e-mail publication, see website to register)

· MMRF (Multiple Myeloma Research Foundation):  “Myeloma Focus” newsletter (free quarterly).  Register at www.multiplemyeloma.org or (203)972-1250, or see the newsletter on the website.

· “SmartBrief” (free automatic MMRF e-mail publication, see website to register)

· ACS (American Cancer Society):  www.cancer.org or 1-800-ACS-2345.  BE AN ADVOCATE!
· ACS CAN (American Cancer Society Cancer Action Network) supports nationwide advocacy efforts.  For automatic notifications, contact ACS.

· ACS Legislative Alert Program.  Help with TX lobbying efforts.  Contact Sarah Garcia, Grassroots Coordinator at (800)486-2345, ext. 1701 or visit the ACS website.

· LLS (Leukemia & Lymphoma Society):  (all blood-related cancers, including Multiple Myeloma) www.leukemia-lymphoma.org .  Or call Cherry Evans at (713)760-8088.  BE AN ADVOCATE!
· LLS Advocacy Network – sign-up provides volunteers with Washington updates and Calls-to-Action for issues affecting blood-related cancers.  (see the LLS website)

· Cancare:  www.cancare.org or 713-461-0028 or Norma Jones at 713-436-0313.  Free 1-1 counseling is provided for patients and caregivers.

· Cancer Care:  www.cancercare.org or 1-800-813-HOPE (4673) or 212-712-8080.  Free telephone educational workshops on current cancer topics are provided.   

MISCELLANEOUS

· Addition/removal from the mailing list:  Joan Butzke - bbutzke@houston.rr.net, (281)437-6653.

· Contact Norma Jones (713)436-0313 with knowledge of deaths or concerns for patients/caregivers so that the group can be supportive through these difficult times.
