












































































































































































































































































































































































































HEALTH Chapter 7 

(Model) Herpes Anonymous l group in New York. Founded 1984. 
Educational and social support for persons with herpes and others interested 
about herpes. Dedicated to helping others like themselves overcome the social 
stigmas and embarrassing hardships brought on by this chronic disease. Dues 
$20/year. Free newsletters, socials. Write: ff.A., P.O. Box 278, Westbury, NY 
11590. Call Lenny (516)334-5718. 

HIDRADENITIS 

(Online) ffidradenitis Support Group Founded 1997. Provides support, 
information and understanding to persons who suffer from hidradenitis, a rare 
skin disease affecting the apocrine glands. Sharing of research. information. 
E-mail: hidradenitis-request@UserHome.com Newsgroup: hidradenitis 
@UserHome.com Website: http://www.cyberhighway.net/ - stesia 

BISTIOCYTOSIS-X 

Histiocytosis Aaodation or America Int 'I. network. Founded 1985. Mutual 
support and information for parents and patients with this group of rare 
disorders. (Includes hemophagocytic lymphohistiocytosis, familial HLH, and 
familial erythrophagocytic lymphohistiocytosis). Provides parent-patient 
directory to facilitate networking and communication. Funds research. Literature 
and pamphlets (bi-lingual), newsletter. Write: Histiocytosis Assn. of America, 
302 N. Broadway• Pitman, NJ 08071. Call Jeff and Sally Toughill (609) 
589-6606; FAX: (609)589-6614; E-mail: histiocyte@aol.com Website: 
http://www.histio.org 

HOLOPROSENCEPBALY 

(Online) The Independent Holoprosencephaly Support Site Sharing of 
information and support for families of children with holoprosencephaly (a 
condition that affects the size, number and location of lobes in the brain, and 
organs such as the heart, eyes and kidneys). Members share messages online. 
Write: Tim Smith, 13a High St., Twerton, Bath BA2 IBZ England. Call +44 
01225 428 434; FAX: +44 01225 428 434; Listserv: 
HPE-request@treaml7 .com Website: http://www.teaml7.com/ -tsmith/HPE 
E-mail: Tim.Smith@gashead.demon.co.uk 

BUMAN PAPILLOMA VIRUS/ 
GENITAL WARTS 

IIPV Support Program Nat'l. 11 affiliated groups. Founded 1991. Provides 
a safe, confidential environment in which to share support and experiences with 
others who also have the human papillomavi111S (also known as genital warts). 
Information and referrals, pamphlets, quarterly news journal ($25). Assistance 
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in starting new groups. How-to materials. Write: ASHA/HPV Program Coord., 
Attn: Tracy, HPV Group, P.O. Box 13827, Research Triangle Park, NC 
27709-3827. Call 800-227-8922 (Mon-Fri, 8am-llpm) or (919)361-8485 
(Admin.); FAX: (919)361-8425; Web.rite: http://sunsite.unc.edu/ASHA 

HUNTINGTON'S DISEASE 

Huntington's Disease Society of America Nat'l. 32 chapter.r. Founded 1967. 
Provides information and referral to local support groups, chapter social 
workers, physicians, nursing homes and a variety of other resoun:es via local 
representatives. Support research into cause, treatment and cure. ·Provides 
written and audiovisual materials. Quarterly newsletter. Chapter development 
guidelines. Write: Huntington's Disease Soc. of America, 140 West 22nd St., 
6th Fl., New York, NY 10011. Call (212)242-1968 or 800-345-4372; FAX: 
(212)243-2443; Website: http://bdsa.mgh.harvard.edu E-mail: 
schoenberga@hdsa.ttisms.com 

HYDROCEPHALUS 

Guardiam of Bydrocepbalm Research Foundation Nat 'I network. Founded 
1977. Information and refeaal service to persons affected by hydrocephalus. 
Phone networting for parents of children with hydrocephalus. Refeaals to 
doctors, newsletter, literature (in Bnslish and Spanish), video. Write: Guardians 
of Hydrocephalus Research Fdn., 2618 Ave. Z, Brooklyn, NY 11235. Call 
Kathy Soriano (718)743-4473 or 800-458-8655; FAX: (718)743-1171. 

Hydrocepbalm Asmciation Nat 'I network. Founded 1984. Offers mutual 
support, education and advocacy for parents of children and individuals with 
hydrocephalus. Provides newsletter, phone support, conferences, information and 
referrals. Write: Hydrocephalus Assn., 870 Market St. 11955, San Francisco, CA 
94102. Call (415)732-7040; FAX: (415)732-7044. 

National Hydrocephalus Foundation Nat'l network. Founded 19'79. Support 
and information for adults with hydrocephalus and for parents of children with 
hydrocephalus. Support also for persons pregnant with a fetus with 
hydrocephalus. Quarterly newsletter, reference library, VCR for parents and 
professionals. Dues $30. Write: Nat'l Hydrocephalus Fdn., 1670 Green Oak 
Circle, Lawrenceville, GA 30243. Call 800-431-8093: FAX: (770)995-8982; E­
maiL· Ann_Liakos@admug.org 

BYPERACUSIS / RECR1IlTMENT 

The Byperacusis Network Int 'I network. Founded 1991. Mutual support and 
sharing of information, and education for individuals and their families with 
hyperacusis and recnaitment (hypersensitive hearing). Promotes research into 
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cause and cure. Newsletter, information and referrals, phone support, pen pals. 
Write: Hyperacusis Network, 444 Edgewood Dr., Green Bay, WI 54302. Call 
(414)468~3 (eve); FAX: (414)432-3321; E-mail: dmalcore@mail.wisnet.net 
Website: www .sconcept/com/hacusis.html 

IIYPEREXPLEXIA 

Hyperexplexia Contad Group lnt'l network. Founded 1997. Provides 
understanding and support to families dealing with hyperexplexia (a ran, 
neurological disorder characterii.ed by an excessive startle reaction including 
muscle stiffness and apnea in response to sudden noise, movement or touch). 
Aims to educate professionals. Information and refenals, pho~e support and 
literature. Write: Steph Samson, 216 Westcott Crescent, Banwell, London W7 
INV England. 

IIYPERLEXIA 

American Hyperlexia Association Nat'l network. 20 contat1s nationwide. 
Provides information and support re: hyperlexi•, a disorder characterized by a 
precocious reading ability, difficulty in understanding verbal language, and 
abnormal social skills. Newsletter, conferences, literature, phone support, 
information and referrals. National membership directory. Write: Amer. 
Hyperlexia Assn., 479 Spring Rd., Elmhurst, IL 60126. Call (630)415-2212; 
FAX: (630)530-5909; Website: http://www.hyperlexia.org/ E-mail: 
info@hyperlexia.ors 

HYPOGLYCEMIA 

HELP, The lmtitute for Body Chemistry Nat'l MtWorlc. Founded 19'19. 
Support and information for persons interested in body chemistry, especially 
hypoglycemia (but includes PMS, low blood sugar, cholesterol management). 
Promotes research between food and body chemistry. Phone support, referrals 
to support groups. Assistance in starting groups. Write: HELP, P.O. Box 1338, 
Bryn Mawr, PA 19010. Call (610)525-1225 (10am-3pm; 8pm-10pm); Website: 
http://www.dynanet.com/ ~ boclychem 

Hypoglycemia Association, Inc. lnt'l network. Founded 1967. Education for 
persons with hypoglycemia and their families. Newsletter. Information on many 
aspects of low blood sugar. Write: Dorothy Schultz, Pres., Box 165. Ashton, 
MD 20861-0165. Call (202)544-4044 (recorded message); E-mail: bubbba@ 
hooked.net or slowup@bigdog.fred.net Website: http://www. 
hooked.net/ - bubbha/whatsama.htm or http: //www.fred.net/slowup/bypo.net 
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BYPOPARA1BYROIDISM 

(Resource) Rypoparathyroidism Newsletter Support and networking for 
persons with hypoparalhyroidism through newsletter, pen pals and phone 
contact. Support, information and referrals. Write: James E. Sanders, 2835 
Salmon, Idaho Falls, ID 83406. Call (208)524-3857; E-mail: 
jesanden@sisna.com 

BYPOPIIOSPIIATASIA 

(Resource) Hypopbosphatasia The MAGIC Foundation is seeking persons 
who are interested in becoming involved in a national support network for 
parents, families and persons with hypophosphatasia, a rare metabolic bone 
disease. For information, write: MAGIC Fdn., 1327 N. Harlen~ Oak Park, IL 
60303. Call 800-3-MAGIC-3. 

BYP01BYROIDISM, CONGENITAL 

Congenital Hypothyroidism Support Network Nat'l network. Founded 1989. 
Network and exchange of information for parents of children with congenital 
hypothyroidism, a thyroid deficiency. Information and referrals, phone support, 
pen pals, conferences, literature. Newsletter ($20/y~). Write: c/o MAGIC 
Foundation, 1327 N. Harlea, Oak Park, IL 60303. Call 800-3-MAGIC-3. 
Website: http://www.nettap.com/ -magic E-mail: magic@nettap.com 

BYPOTONIA 

(Interest in starting) Hypotonia No known network. At time of printing, we 
have heard from two persons who an, interested in starting an information and 
support network for parents of children with hypotonia (low muscle tone). If 
interested in helping, please contact the Clearinghouse for information. 

HYSTERECTOMY 

Sam Uteri Nm 'l network. Founded 1996. Support for women facing a 
hysterectomy, as well as for women who have undergone the procedure. Support 
for spouses and significant others of women struggling with life after a 
hysterectomy. Referrals to specialists, support groups. Literature. advocacy. 
Write: c/o Beth Tiner, 6447 W. 86th Pl., Los Angeles, CA 90045-3746. Call 
(310)410-9886; Web.site: http://www.2cowherd.net/findings E-mail: 
findings@2cowhen1.net 

(Model) HERS Foundation (Hysterectomy Educational Resources and 
Services) 1 group in Pennsylvania. Founded 1982. An anq-hysterectomy 
advocacy group that provides information about alternatives to, and 

201 



HEALTII Chapter 7 

consequences of, hysterectomy. Quarterly newsletter $20/year. Group 
development guidelines. Write: HERS Fein., 422 Bryn Mawr Ave., Bala 
Cynwyd, PA 19004. Call (610)667-7757: FAX: (610)667-8096; E-mail: 
hersfdn@aol.com Web.rite: http://www.dca.net/hers 

(On-LiM) Hystenctomy Support Ammca On LIM. Supportive message 
exchange section with posts from women who have had hysterectomies. Ace~: 
Use keyword •heatth• to get to •Better Health and Medical Forum.• Click on 
Support Groups. 

ICHTHYOSJS 

FIRST (Foundation for lchthyosis and Related Skin Types) Nat 'I network. 
Founded 1981. Provide.a support for people with ichthyosis through networking 
with others. Public and professional education. Supports research on treatment 
and cure and advocacy issues. Quarterly newsletter, publications, bi-annual 
conference. Dues$25. Write: FIRST, P.O. Box 669, Ardmore, PA 19003. Call 
(610)789-3995 or 800-545-3286; FAX: (610)789-4366; E-mail: 
ichthyosis@aol.com 

IDIOPATHIC THROMBOCYTOSJS 

(Interest in starting) Idiopathic thrombocytosis No known network. At time 
of printing, we have heard from one person who would like to develop a support 
and information network for persons with idiopathic thrombocytosis. If you are 
interested in helping, call the Clearinghouse for more information. 

IDIOPATHIC THROMBOCYTOPENIA PURPURA (ITP) 

(Note) Idiopathic Thrombocytopenla Purpura (ITP) is a disorder for which 
we have received a significant number of inquiries. Regrettable, we are unaware 
of any support group or network that has yet been formed. If you learn of any 
existing group that you would recommend, or are interested in starting such a 
group, please call the Clearinghouse. 

IMMIJNFJ AUTOIMMUNE DISORDERS 
(See also sped.fie disorder) 

American Autoimmune Related Dise&Rs Asm., Inc. Int 'I. 2 affiliated groups. 
Founded 1991. Mutual support and education for patients with any type of 
autoimmune disease. Advocacy, referrals to support groups, literature, 
conferences. Newsletter. Assistance in starting groups. Dues $24. Write: Amer. 
Autoimmune Related Diseases Assn., 15475 Gratiot Ave., Detroit, Ml 48205. 
Call (313)371-8600; FAX: (313)371-6002; E-mail: aarda@aol.com Website: 
http://www.aarda.org/ 
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Immune Defidency Foundation Nat'l. Chaplen in 21 states. Founded 1980. 
Provides support and education for families affected by primary immune 
deficiency diseases. Newsletter, handbook, videotape and educational materials 
for public and medical professionals. Scholarships and fellowship program. 
Group development guidelines. Write: Immune Deficiency Fdo., 2S W. 
Chesapeake Ave., #206, Towson, MD 21204. Call 800-296-4433; Website: 
http://www.clark.net/pub/idf E-mail: idf@clark.net 

(On-line) SCID (Severe Combined lmmunodefidency) Mailing Group 
Founded 1997. Online self-help group for families afflicted with SCIO or who 
have lost a child to SCIO (a very rare genetic disorder resulting in severe 
infections). Provides opportunity for families to share information and resowces 
with one another. E-maiL· scidemail@aol.com (administrator) Website: 
http: //patriot.net/ - callao/scid.btml 

IMPOTENCY 

hnpotents World As.,odation (IA) and I-Anon Nat 'l. 100+ chapters. 
Founded 1981. Information and support for impotent men and partners of 
impotent men. Uses an adaptation of the 12-step prognm of AA. Newsletter 
included with affiliate membership ($25/yr). Physician reference list. Videotapes 
and audio cassettes. Chapter development guidelines. For copy of •Knowledge 
Is The Best Medicine,• send written request with $3 postage/handling. Write: 
Impotence World Assn., 10400 Little Patuxeot Parkway, Suite 485, Columbia, 
MD 21044-3502. Call 8~9-1603 or (301)565-2718; FAX: (410)715-9609. 

INCONTINENCE 

Continence Restored Inc. lnt'l. 8 affiliated groups. Founded 1984. Forum 
where persons with incontinence, their families and friends can express concerns 
and receive assistance. Disseminates information on bladder control. Phone 
support. Assistance in starting groups. Write: Continence Restored, 407 
Strawberry Hill Ave., Stamford, CT 06902. Call (203)348-0601. 

Pull-Thru Network, The Nat'l. 2 affiliated groups. Founded 1988. Mutual 
support for families with children bom with anorectal malformations, who have, 
or will have, a pull-thru type surgery. Also for families of children with a 
permanent or temporary ostomy, or children with incontinence. Newsletter, 
information and referral, phone support, support group meetings, pen pals, and 
literature. Dues $31/full membership; $20/newsletter only. Write: The Pull-Thru 
Network, 4 Woody Lano, Westport, CT 06880. Call (203)221-7530; E-mail: 
pullthrunw@aol.comWeb.rite:http://members.aol.com/pullthnmw/pullthru.html 

Simon Foundation for Continence Na1'l. 500+ affiliated groups. Founded 
1983. Support and advocacy for people suffering from incontinence. Quarterly 
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newsletter, pen pals, books, videos, group development guidelines. Write: 
Simon Fdn. for Continence, P.O. Box 835, Wilmette, IL 60091. Call 
(847)864-3913 or 800-23-SIMON; FAX: (847)564-9758. 

INCONTINENTIA PIGMENTV 
BLOCB-SIEMENSQJLZBERGER SYNDROME 

National Incontinentia Pigmenti Foundation NaJ 'l Mtwork. Foruukd 1995. 
Dedicated to research, family support and physician awareness on incontinentia 
pigmenti. Maintains national database of patients. Write: Nat'I Incontinentia 
Pigmenti Fdn., 30 East 72nd St., 16th Fl., New York, NY 10021. Call 
(212)452-1231; FAX: (212)452-1406; E-mail: nipf@pipeline.com Website: 
http://medhelp.org/www.nipf.htm 

INFERTILITY 
(Also see Childlessness) 

NINE (National Infertility Network Exchange) NaJ'l. Founded 1988. 
Support for men and women with impaired fertility to understand, cope and 
reach a resolution. Monthly educational meetings, newsletter, talk line, library, 
advocacy, and professional referral. Dues $35/yr. Write: NINE, P.O. Box 204, 
East Meadow, NY 11554. Call (516)794-5772; FAX: (516)794-0008; E-mail: 
NINE204@aol.com 

Oraanimtion of Parents Through Surrogacy Nat 'l. 3 regional groups. 
Founded 1988. Support and advocacy organimtion for families built through 
surrogate parenting. Members work together to address legislative bills on 
surrogacy. Newsletter, information and referrals, phone support, conferences, 
literature, support group meetings. Dues $75/parents; $45/surrogates. Write: 
Org. of Parents Through Surrogacy, P.O. Box 213, Wheeling, IL 60090. Call 
(847)394-4116; FAX: (847) 394-4165; E-mail: opts@stamet.com Website: 
http://www.opts.com 

Resolve Nat 'I. 55 chapters. Founded 1974. Emotional support and medical 
refernls for infertile couples. Support groups, education for members and 
public. Quarterly newsletter, publications. Chapter development guidelines. 
Write: Resolve, 1310 Broadway, Somerville, MA 02144-1731. Call 
(617)623-0744; FAX: (617)623-0252; Website: http://www.resolve.org E-mail: 
resolveinc@aol.com 

INTERSTITIAL CYS'ITl1S 

Interstitial Cystitis Association Nat 'I. Coordinaton in various states. 75 
groups. Founded 1984. Provides education, information and support for those 
with interstitial cystitis and their spouses and families. Quarterly newsletter 
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($40/yr). Write: Interstitial Cystitis Assn., P.O. Box 15S3, Madison Square 
Station, New York, NY 10159. Call 800-HELPICA or (212)979-6057; FAX: 
(212)677-6139; E-mail: icinfo@aol.com Web.rite: http://www.ichelp.com 

INTESTINAL MULTIPLE FOLYPOSIS 

IMPACC (Intestinal Multiple Polyposis And Colorectal Cancer) Nat'l 
neiworlc. Founded 1986. Support network to help patients and families dealing 
with familial polyposis and hereditary colon cancer. Information and refenals, 
encourages research, and educates professionals and public. Phone support 
network, correspondence, and literature. Write: IMPACC, P.O. Box 11, 
Conyngham, PA 18219. Call Ann Fagan (717)788-1818 (day) or (717)788-3712 
(eve); FAX: (717)788~; E-mail: impacc@epix.net 

INVERTED DUPUCATION 15 

IDEAS (Inverted Duplication Exchange, Advocacy and Support) Nat 'l 
network. Founded 1994. Support and advocacy for people affected by inverted 
duplication 15. Information and refenals, phone support, literature, newsletter. 
Write: c/o Bennet, RD#l, Box 260B, Thomasville, PA 17364-9768. Call 
(717)225-5229 (day); E-mail: ideas@craftech.com 

IRRITABLE BOWEL SYNDROME 
(Also see Allergies, Gastrointestinal Disorders) 

(Model) Irritable Bowel Syndrome Self Help Group 1 group in Toronto. 
Mutual support for persons with irritable bowel syndrome, lheir families, and 
health care professionals. literature, phone support, advocacy, assistance in 
starting similar groups. Write: Irritable Bowel Syndrome Self-Help Groups, 
3332 Yonge St., P.O. Box 94074, Toronto, Ontario M4N 3Rl Canada. Call 
(416)932-3311; Website: http://www.ibsgroup.org E-mail: ibs@ibsgroup.org 

IVEMARK SYNDROMFJRIGBT ATRIUM ISOMERISM 

lvemark Syndrome Auociation Nat'l network. Founded 1996. Network of 
parents of children with lvemark Syndrome, a congenital condition (aka Right 
Atrial Isomerism) that causes severe heart abnormalities, and affects the lungs, 
siting of internal organs, and absence of the spleen. Offers support and 
friendship to families. Write: Liz Fisher, S2 Keward Ave., Wells BAS ITS, 
UK. Call 01749-672603. 

JOSEPH DISEASE 

International Joseph Diseues Foundation, Inc. lnt •1 network. Founded 1977. 
Support network for patients, families and health can, professionals concerned 
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about Joseph Disease. Information, referrals to DNA marker test sites. Supports 
and conducts research, helps patients find services. Newsletter, group 
development guidelines. Write: lnt'I Joseph Diseases Fdn., P. 0. Box 2550, 
Livermore, CA 94551-2550. Call (510)371-1287; FAX (510)371-1288. 

JOUBERT SYNDROME 

Joubert Syndrome Parents-In-Touch Network, Corp. Int 'I network. Founded 
1992. Mutual support and sharing of knowledge for parents of children with 
Joubert Syndrome. Aims to educate physicians and support team. Information, 
networking list, quarterly newsletter and bi-annual conference. Write: c/o Mary 
J. VanDamme, 12348 Summer Meadow Rd., Rock, Ml. 49880. Call 
(906)359-4707; E-mail: joubert@match.org 

KAWASAKI DISEASE 

Kawasaki Families' Network Nat'l network. Founded 1996. Provides 
information and support for families affected by Kawasaki disease (an 
inflammatory illness which primarily threatens the cardiovascular system). 
Members can exchange messages online. Also, family page on website with brief 
case histories. Newsletter, literature, pen pals. Write: Kawasaki Families' 
Network, c/o Vickie Machado, 46-111 Nahewai Pl., Kaneohe, HI 96744. Call 
(808)525-8053; FAX: (808)525-8055; E-mail: kawasalci@compuserve.com 
Website: http://ourworld.compuserve.com/homepages/kawasaki listserv: 
listproc@hawaii.edu 

KIDNEY DISEASE 

American Aaociation of Kidney Patients (AAKP) Nat 'l. 24 chapters. 
Founded 1969. Provides information, education and mutual support fQr patients, 
their families and friends. Consumer advocacy. Educational materials, quarterly 
magazine, chapter development guidelines. Write: AAKP, 100 S. Ashley Dr., 
Suite 280, Tampa, FL 33602-5348. Call 800-749-2257 or (813)223-7099; FAX: 
(813)223-0001; E-mail: aakpnat@aol.com Website: http://www.aakp.org 

lgA Nephropathy Support Network Nat'l network. Founded 1992. Acts as 
a clearinghouse of information for persons with lgA N~hropathy and a forum 
in which patients can express their concerns. Promotes research into the causes 
and cures. Information, phone support, confidential network of patients. 
Newsletter. Write: c/o Dale Hellegers, President, 964 Brown Ave., Huntington 
Valley, PA 19006. Call (215)663-0536. 

Polycystic Kidney Research Foundation Int 'I. 47 aj/iliated groups. Founded 
1982. Funds research and provides emotional support and education for persons 
with polycystic kidney disease and their families. Promotes public awareness. 
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Holds medical seminars and fundraisers. Conferences, phone support, newsletter, 
assistance in starting new groups. Write: PKR Fein., 4901 Main St., Suite 200, 
Kansas City, MO 64112. Call 800-PKD-CURE (Mon-Fri, 8-S CS'I); FAX: 
(816)931-8655; E-mail: pkdcure@pkrfoundation.org Web.site: 
http://ww.kumc.edu/pkrf/ 

KLINEFELTER SYNDROME 

Klinefelter Syndrome and Associates Nal'l network. 4 ajJiUaJed groups. 
Founded 1990. An educational organiution dedicated to increasing public 
awareness of Klinefelter Syndrome (and other male sex chromosome variations) 
and providing support and information to those dealing with tho syndrome. 
Brochwe on KS that describes basic symptoms, diagnoses and treatments. 
Newsletter ($2S/USA; $28/Caoada; $30/lnt'I (US funds). Write: Klinefelter 
Syndrome and Assoc., P.O. Box 119, Roseville, CA 95678-0119. Call 
(916)773-1449; FAX: (916)773-1449; Website: http://www.genetic.org E-mail: 
ks47xxy@ix.netcom.com 

Klinefelter's Syndrome A&wdation of America Nal 'l network. Founded 1990. 
Provides support and information for persons affected by Klinefelter's 
Syndrome. Provides current information on the syndrome, helps researchers set 
in touch with interested KS people, and makes refenals to contact names and 
support groups. Literature, newsletter, and phone support. Write: Klinefelter's 
Syndrome Assoc. of Amer., NS879 30th Rd., Pine River, CO 54965. Call Lynn 
Sallee (414)987-5782. 

KLIPPEL-FEIL SYNDROME 

The Iaippel-Feil Syndrome Network Int 'I network. Founded 1996. Provides 
information on Klippel-Feil Syndrome, a rare, congenital disorder primarily 
comprised of cervical-spine fusion, renal abnormalities and scoliosis. Networks 
families together for emotional support. Support and information provided 
mainly on-line, but literature and pen pals are available. Write: KFS Network, 
3405 Poolside J)r., Lake Worth, FL 33463; E-mail: kfsnet@gte.net Website: 
http://homeI.gte.net/kfsnet/index.htm 

KLIPPEL-TRENAUNAY 
(Also see Sturge Weber) 

Klippel-TrenaWIBy Support Group NaJ'l network. Founded 1986. Provides 
mutual support and sharing of experiences among families of children with KT, 
and adults with KT. Newsletter, phone support, meetings every two years. 
Write: Klippel-Tnmaunay Support Group, 4610 Wooddale Ave., Minneapolis, 
MN 55424. Call (612)92S-2S96; Website: http://www.tc.umn.edu/ 
nlhome/m474/vesse001/k-t.html 
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LACTIC ACIDOSIS 

Lactic Addosis Support Group Nat 'I MtWork. Founded 1988. Mutual support 
for parents dealing with lactic acidosis. Provides information and referrals, 
phone support, pen pals, conferences. Newsletter. Write: Lactic Acidosis 
Support Group, 1620 Mable Ave., Denver, CO 80229-S0S6. Call (303) 
287-4953. 

LARYNGECTOMY 

International As.wdation of Laryngectomees Int 'I. 285 chapters. Founded 
1952. Acts as a bridge starting before laryngectomy surgery through 
rehabilitation, and for practical and emotional support. Newsletter. Chapter 
development guidelines. Write: lnt'I Assn. of Laryngectomees, 7440 N. 
Shadeland Ave., #100, Indianapolis, IN 46250. Call (317)570-4S68; FAX: 
(317)570-4570. 

LATEX Al,l,ERGY 

ELASTIC (Education for Latex Allergy Support Team Information 
Coalition) Nat'I. 47 chapto-s. Founded 1995. Provides information and 
resource material for those living with, or and treating latex allergy. Phone 
support, conferences, literature. Affiliated newsletter •Latex Allergy News• 
($40/yr). Dues $15/yr. As"sistance in starting local groups. Regularly exchanges 
messages on America Online and Netcom. Write: ELASTIC, 196 Pheasant Run 
Rd., West Chester, PA 19380. Call (610)436-4801; FAX: (610)436-1198; 
Website: http://www.netcom.com/-naml/latex_allergy.html or 
http://www. netcom. com/ - ecbdmd/elastic. html E-mai I: 
ecbdmd@a.ix.netcom.com 

LAURENCE MOON BARDET BIEDL SYNDROME 

Laurence Moon Bardet Biedl Syndrome Nat 'I network. Founded 1983. 
Mutual support and networking for persons affected by Lawrence Moon Bardet 
Biedl Syndrome. Networks persons with each other through newsletter for 
support. Literature, information and referrals, phone support and conferences. 
Write: LMBBS Self-Help Network, c/o The Foundation Fighting Blindness, 
Executive Plaza, Suite 800, 11350 McCormick Rd., Hunt Valley, MD 
21031-1014. Call 800--683-SSSS or(410)78S-1414; FAX: (410)771-9470; TDD: 
(410)785-9687; Website: http://www.blindness.org 

LEAD POISONING 

Parents Agaimt Lead Nat'l. 15 q//iliated groups. Founded 1986. Mutual 
support and assistance for parents whose children have lead paint poisoning. 
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Advocacy to reduce lead poisoning through legislative and educational changes. 
Monthly meetings, information and refernls, phone support. Write: Ruth Ann 
Norton or Anita Hampson, Parents Against Lead, 28 B. Ostend St., Baltimore, 
MD21230. Call(410)727-4226or800-370-5323; FAX: (410)727-6775; E-mail: 
ranorton@ubmail.ubalt.edu. 

LENNOX GASTAUT SYNDROME 

(Online Support Group) Lennox Gastaut Syndrome Support Group Founded 
1997. Provides support and information for parents of children with Lennox 
Gastaut Syndrome, a severo form of epilepsy. Information on symptoms, 
treatments, and coping skills. Opportunity for parents to read and post personal 
stories. Website: http://wssg@globalnet.co.uk or 
http://members.aol/com/lennoxgast/supportal/htm 

LEUKODYSTROPIIY 

United Leukodystrophy Foundation, Inc. Nat'l network. Founded 1982. 
Provides information and resources for leukodystrophy patients and their 
families. Communication network among families. Promotes research, public 
and professional awanmess. Quarterly newsletter. National conference. Dues 
$25/family; $SO/professional. Write: United Leukodystrophy Fdn., 2304 
Highland Dr., Sycamore, IL60178. Call(815)895-3211 orS00-728-5483; FAX: 
(815)895-2432; E-mail: ulf@ceet/niu.edu Website: 
http://www.ceet.niu.edu/ulf.html 

LIFE THREATENING / CHRONIC ILLNESS 
(Also see specific disorder) 

Center for Attitudinal Healing, The Nat'l. 100+ affiliates. Founded 1975. 
Support programs for children, adolescents and adults facing their own, or a 
family member's, life-threatening illness, loss and grief. All seavices free of 
charge. Quarterly newsletter. Write: Ctr. for Attitudinal Healing, 33 Buchanan, 
Sausalito, CA 94965. Call (415)331-6161; FAX: (415)331-4545; Website: 
http://www.healingcenter.or1 E-mail:· home123@aol.com or cah@well.com 

Make Today Count Nat'l. Founded 1974. Mutual support and discussion for 
persons facing a life-threatening illness. ()pm to relatives and friends. Chapter 
development guidelines. Write: c/o St. John's Regional Health Center, 
Mid-America Cancer Center, 1235 B. Cherokee St., Springfield, MO 
65804-2263. Call Connie Zimmerman 800-432-2273 (Mid-America Cancer 
Center); FAX: ( 417)888-8761. 

(Note) Parents of Tenninally DI Children is a concem for which we have 
received a significant number of inquiries. Aside from Candeligbters and the 



HEALTH Chapter 7 

groups mentioned above, we are unaware of any national or model self-help 
support group that has yet been formed. If you learn of any existing group that 
you would recommend, or are interested in starting such a group, please call the 
Clearinghouse. 

LIPOMYELOMENINGOCELE 

Lipomyelomeningocele Family Support Network Int 'I network. Founded 
1997. Support network for parents of children with lipomyelomeningocele (aka 
tethered cord syndrome). Matches families for mutual support. Promotes 
awareness of the disorder. Information and refenals, phone support, newsletter 
($10). On-line meetings. Write: LSFN, 321 Hopewell St., Qirdsboro, PA 
19S08. Call (610)582-5937; E-mail: gmcafee@postoffice.ptd.net Website: 
http://develop.mainquad.com/web/chrismc/support.html 

LIVER DISEASE 
(ALro sa s~djic disorder) 

American Liver Foundation Nat'l. 21 chapters. Founded 1976. Dedicated to 
fighting liver diseases, including hepatitis, through research, education and 
patient self-help groups. Also has information on gall bladder disorders. 
Members include patients, families, professionals and supporters. Chapters 
organized and operated by lay volunteers. Newsletter, chapter development 
guidelines. Write: American Liver Fd4., 1425 Pompton Ave., Cedar Grove, NJ 
07009. Call (201)256-25S0 or 800-223-0179; FAX: (201)256-3214; Website: 
http://www.liverfoundation.org E-mail: joe@liverfoundation.org 

Children's Liver AIUance lnt'l network. Founded 1994. Support for families 
of children with biliary atresia or any other pediatric liver disorder (pre- and 
post-liver transplant). Acts as a liaison between families and healthcare 
professionals. Newsletter, phone support, information and referrals, pen pals, 
advocacy. Bereavement support, library, Spanish Division. Internet Newsgroup 
(ListServ - TRNSPLNT). Write: Biliary Atre.,ia and Liver Transplant Network, 
Inc. 383S Richmond Ave., Box 190, Staten Island, NY 10312-0190. Call 
(718)987-6200 r,loice Mail/FAX); E-mail: livers4kids@earthlink.net Website: 
http://www.asf.org/balt.html 

(Model) CLASS (Children's Liver Assn. for Support Services) 1 group in 
CA. Founded 1995. All-volunteer statewide network dedicated to addressing 
the emotional, educational, and financial needs of families with children with 
liver disease or liver transplantation. Provides telephone hotline, newsletter, 
parent matching, literature and financial assistance. Supports research and 
educates public about organ donations. Write: CI..ASS, 26444 Dove Dr., 
Valencia, CA 9135S. Call (805)255-0353. E-mail: supportsrv@aol.com 
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LOIN PAIN HEMATUIUA SYNDROME 

(Moul) Hearts and Hands 1 group in NC. Founded 1993. Emotional, 
spiritual and educational support for persons with either rare or undiagnosed 
illnesses, and their families. Also bas a registry for Loin Pain Hematuria 
Syndrome. Write: c/o Winoka Plummer, 4115 Thomasville Rd., Winston-Salem, 
NC 27107. Call (910)788-1433. 

LOWE SYNDROME 

Lowe Syndrome As.wciation lnt'l. Founded 1983. Fosters communication 
among families with Lowe Syndrome. Provides medical and educational 
information. Supports medical research. Booklet, newsletter available. 
International conference. Dues$ IS (can be waived if parents are in need). Write: 
Lowo Syndrome Assn., 222 Lincoln St., W. Lafayette, IN 47906. Call 
(317)743-3634; E-mail: kayeuulsa@aol.com 

LUNG DISEASE 
(ALso see specific disorder) 

American Lung As.10Ciation Nat 'L Refers callers to regional resources for 
information on lung health, smoking and environment. Local chapters can refer 
to support groups for persons with chronic lung disorders (emphysema, chronic 
bronchitis, pulmonary problems, etc.) if available. These groups use names such 
as •Easy Breathers,• or •Pulmonary Diseases Support Group.• Call 
800-586-4872. 

LUPRON DRUG USE 

National Lupron Victims Network Nat 'l. Education and support for people 
who have taken Lupron who are now experiencing medical problems. Open to 
families and persons contemplating taking Lupron. Information, literature, 
advocacy, and phone support. Write: Nat'l Lupron Victims Network, P.O. Box 
193, Collingswood, NJ 08108. Call Dr. Linda Abend (609)858-2131; FAX: 
(609)858-0550; E-mail: nlvn@voicenet.com Website: 
http://www.voicenet.com/ -nlvn 

LUPUS 

Lupus Foundation of America, Inc., The Nat'L 95 chapten. Founded 1971. 
Provides information and materials about lupus, refernls to services for people 
with lupus and their families. Conducts education and research programs. 
Membership and newsletter available through local chapters. Write: Lupus Fdn. 
of America, 1300 Piccard Dr., 1200, Rockville, MD 20850-4303. Call 
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800-S58-0121 or (301)670-9292; FAX (301)670-9486; Website: http: 
//www .lupus.org/lupus E-mail: lupuslfa@mail.erols.com 

LYME DISEASE 

Lyme Disease Network Nat 'I MtWork. Founded 1990. Support, information, 
and referrals for victims of Lyme Disease and lheir families. Maintains computer 
information system. Patients can access information through gopher server, and 
communicate with each other through E-mail and share information through 
discussion groups. Write: Lyme Disease Network, 43 Winton Rd., E. 
Brunswick, NJ 08816. FAX: (732)238-8292; E-maiL· carol_ stolow@lymenet.org 
Website: http://www.lymenet.org 

LYMPIIANGIOLEIOMYOMATOSIS 

LAM Foundation, The Nat 'I network. Founded 1995. Provides support and 
hope for women and their families who have LAM (lympbangioleiomyomatosis}, 
a rare lung disorder affecting young women, where smooth muscle tissues grow 
and cover the airways. Fund-raising activities to fund scientific research. 
Newsletter, patient directory, phone support. Write: The LAM Fdn., c/o Sue 
Byrnes, 10105 Beacon Hills Dr., Cincinnati, OH 45241. Call (513)777-6889 
(Voice/FAX); E-mail: lamfoundtn@aol.com Website: http://www.kam.uc.edu 

LYMPIIEDEMA 

National Lymphedema Network Inc. Nat'l. Founded 1988. Support groups 
and information re: primary and secondary lymphedema to patients and 
professionals. Newsletter, telephone hodine, conferences, pen pal program, 
referrals to treatment centers and physicians. Assistance in starting new groups. 
Dues $25. Write: Nat'I Lymphedema Network, 2211 Post St., #404, San 
Francisco, CA 94115. Call 800-S41-32S9. Website: 
http://www.hooked.net/ ~ lymphnet E-mail: lymphnet@hooked.net 

LYMPIIOCYTOSIS, LARGE GRANULAR 

(Interest in stoning) Large Granular Lymphocytosis No known network. At 
time of printing, we had heard from one person interested in finding others to 
help start a support network for persons with large granular lymphocytosis. If 
interested, please contact the Clearinghouse for more information. 

MALIGNANT BYPERTRERMIA 

Malignant Ryperthennia Asm. or the U.S. (MIIAUS} Na1 'I network. 
Founded 1981. Education and support for malignant hyperthermia susceptible 
families. Information for health care professionals. Conducts limited ~h. 
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Newsletter, regional conferences. Write: MHAUS, 32 S. Main St., Box 1069, 
Sherburne, NY 13460. Call 800-98-MHAUS; FAX: (607')674-7910; E-mail: 
mhaus@norwich.net Website: http://www.mhaus.org 

MAPLE SYRUP URINE DISEASE 
(ALro see Neurometabolic Disorders) 

Maple Syrup Urine Disease Family Support Group Na1 'l network. Founded 
1982. Opportunity for support and personal contact for those with MSUD and 
their families. Information on MSUD. Strengthens the liaison between families 
and professionals. Encourages research and newborn screening for MSUD. 
Three newsletters, $10/yr. Write: c/o Dawn Marie Hahn, 1854 Agape Ct., East 
Earl, PA 17519. Call (717)445-5961; Website: http://www.msud-support.org/ 

MARFAN SYNDROME 

National Marfan Foundation Na1'l. 25 chapters and support groups. Founded 
1981. Provides information on Marfim Syndrome and related connective tissue 
disorders to patients, families and physicians. Provides a means for patients and 
relatives to share experiences and support one another. Supports and fosters 
research. Conference, newsletter, publications. Chapter development pidelines. 
Write: Nat'l Marfan Fdn., 382 Main St., Port Washington, NY 11050. Call 
800-8-MARFAN or (516)883-8712; FAX: (516)883-8040; E-mail: 
staff@marfan.orgWebsite:http://www.marfan.org 

MASTOCYTOSIS 

Mastocytosis Society Na1 'I network. Founded 1994. Mutual support lhrough 
a newsletter for persons with mastocytosis (a proliferation of mast cells) and 
their caregivers (family, health and mental health care workers). Pen pals, phone 
support. Write: Mastocytosis Soc., 4771 Waynes Trace Rd., Hamilton, OH 
4S011. Call (S13)726-4602 or (410)479-1808 or (513)726-4642 (media); FAX: 
(513)726-460S; Website: http:1/www .gil.com.au/comm/mast/ E-mail: 
lbdOOl@aol.co,m or masto@dmu.com 

McCUNE-ALBRIGHT SYNDROME 

McCune-Albright Syndrome Division lnt'l network. Founded 1990. Provides 
support for families of McCune-Albright Syndrome patients. Newsletters, 
updated medical information, phone support. Dues $20/yr. Write: MAGIC 
Foundation, 1327 North Harlen Ave., Oak Park, IL 60302. Call 800-3MAGIC3 
(800-362-4423); FAX: (708)383-0899; E-mail: magic@nettap.com Website: 
http://www.nettap.com/ I - magic 
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MENKE'S DISEASE 

Corporation for Menke's Disease Na1'l. Founded 1984. Parent and 
professional network that seeks to provide support and referrals for Menke's 
Disease families. National seminar. Networks physicians. Parent newsletter, 
sibling pen pal prosram, telephone support network. Write: Corp. for Menke's 
Disease, 5720 Buckfield Ct., Fort Wayne, IN 46804. Call (219)436-0137. 

METABOLIC DISORDERS 
(Also see specific disorder) 

Research Trust for Metabolic Diseases in Children Int 'l networ,lc. 20 ajJilia1etl 
groups. Founded 1981. Networks parents of children with any type of 
metabolic disorder for mutual support. Encourages research into the cures and 
pre-natal diagnosis of such disorders. Provides grants for treatment and cure. 
Information and refenal to support groups, newsletter, phone support, pen pals. 
Write: Research Trust for Metabolic Diseases in Children, Golden Gates Lodge, 
Weston Rd., Crewe, Cheshire CW2 SXN, England. Call 01270-250221 (day); 
FAX: 01270-250244. 

(Model) Purine Research Society l group in Bethesda. MD. Founded 1986. 
Mutual support for patients with purine metabolic disorders and their families. 
Fundraising for research. Phone support, newsletter, information and referrals. 
Assistance in starting new support groups. Write: c/o Tahlna Metz, 5424 Beech 
Ave., Bethesda, MD 20814. Call Tahma Metz (30l)S30-0354; FAX: 564-959~; 
E-mail: purine@erols.com Website: http://www2.dgsys.com/ ~ purine/ 

METATROPIC DYSPLASIA DWARFISM 

Metatropic Dysplasia Dwarf Registry Na1 'l network. Founded 1992. Support 
and information for persons affected by metatropic dwarfism. Networks families 
and shares information. Phone support, information and referrals, limited 
literature. Write: Metatropic Dysplasia Dwarf Registry, 3393 Geneva Dr., Santa 
Clara, CA 95051. Call (408)244-6354; FAX: (408)296-6317; E-mail: 
figone@netgate.net 

MJl,l,ER'S SYNDROME 
(Also see Craniofacial Disfigurement, Amputalion/Limb Deficiency) 

Foundation for Nager and Miller Syndromes lnt'l. Founded 1989. 
Networking for families that are affected by Nager or Miller Syndromes, or any 
cranio-facial disfigurement, limb anomalies or any rare condition. Provides 
referrals, library of information, phone support, newsletter, brochures, 
scholarships for Camp About Face. Write: FNMS, 1827 Grove St., #2, 
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Glenview, IL 60025-5104. Call 800-507-FNMS; FAX: (847)724-6449; E-mail: 
fnms@interaccess.com 

MITOCHONDRIAL DISORDERS 

Mitochondrial Disorders Fowidation of America, The Na1 'l. 2 a.tfilia1ed 
groups. Founded 1995. Support an~ advocacy for patients, parents and 
caregivers affected by mitochondrial disorders. Information and referrals, 
fundraising, phone support, literature. Assistance in starting new groups. Write: 
Mitochondrial Disorders Fein. of Amer., 5100-1B Clayton Rd., #187, Concord, 
CA 94521. Call (510)798-8798 (Voice/FAX); E-mail: 102125.1233@ 
compuserve.com Website: http://biochemgen.ucsd.eduneigbs/pals.htm 

United Mitochondrial Disease Fowidation lnt'l network. Founded 1996. To 
promote research for cures and treatments for mitochondrial disorders. Provides 
support to affected families. Educates medical community about lhe complexity 
of these diseases. Newsletter, information and referrals, literature, conferences, 
phone support. Dues $25. Write: United Mitochondrial Disease Fein., P.O. Box 
l ISi, Monroeville, PA 15146-1 lSl. Call (412)856-1297; FAX: (412)856-7072; 
Website: http://biochemgen.ucsd.edu/vmdf E-mail: 74743.2705@ 
compuserve.com 

MOEBIUS SYNDROME 

Moebius Syndrome Foundation Na1'l. Founded 1994. Communication and 
support network for persons with moebius syndrome (a paralysis of lhe 6th and 
7th cranial nerves), and their families. Provides information, education, 
fundraising for research, newsletter, phone support, informal meetings, and 
national conference. Help in starting groups. Write: Moebius Syndrome Fein., 
P.O. Box 993, Larchmont, NY 10S38; call Kathryn Campbell (914)834-6008 
(day); or write: Moebius Syndrome Fein., P.O. Box 147, Pilot Grove, MO 
6S276; call Vicki Mccarrell (816)834-3406 (eve); Website: 
http://www.ciaccess.com/moebius E-Mail: rcamp57@aol.com or 
vicki l@ix.netcom.com 

MOYAMOYA DISEASE 

Moyamoya Support Network Nal'l network. Founded 1992. Provides 
emotional support and information sharing for affected individuals and their 
families with this cerebrovascular disease. Information and literature. Write: 
Moyamoya Support Network. 4900 McGowan St., S.E., Cedar Rapids, IA 
52403. Call 800-261~2 or (319)364-6847. 
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MUCOLIPIDOSIS TYPE 4 

MIA Foundation Na1'l network. Founded 1983. Support network for families 
of children diaposed with mucolipidosis type 4, a genetic disorder characterimcl 
by variable psychomotor retardation that primarily affects Asbkenazi Jews. 
Supports fund-raising for research. Information and referrals, phone support. 
Write: MIA Fdn., 719 E. 17th St., Brooklyn, NY 11230. Call (718)434-S067; 
FAX: (718)8S9-7371; Website: http://www.ml4.org E-mail: ml4www@aol.com 

MUCOFOLYSACCBARIDOSF.8 

The MPS Society Na1 'I. 9 ~gional contacts. Found«l 1974. For families with 
mucopolysaccharidoses and related disorders. Support groups, public education, 
fund-raising for research, parent referral service for networking. Quarterly 
newsletter. Telephone support network. Write: Nat'I MPS Society, 17 Kraemer 
St., Hicksville, NY 11801. Call Marie Capobianco (516)931-6338; FAX: 
(516)822-2041; E-mail: CohenZEE@aol.com 

MULTIPLE ENDOCRINE NEOPLASM TYPE I 
WERNER SYNDROME 

Canadian Multiple Endocrine Neoplasm Type I Society, Inc. Nat 'l network. 
Founded 1995. Mutual support to persons afflicted with familial multiple 
endocrine neoplasia type 1 (aka Werner Syndrome), and their families. FMEN 1 
affects the endocrine glands. Literature, information and referrals, phone support 
and pen pals. Dues S 10/yr. Write: Canadian Multiple Endocrine Neoplasm Type 
I Soc., Box 100, Meota, SK, Canada SOM IXO. Call (306) 892-2080 
(Voice/FAX). 

MULTIPLE HEREDITARY EXOSTOSFS t 
HEREDITARY MULTIPLE OSTEOCBONDROMATA / 

MULTIPLE CARTHAGINOUS EXOSTOSF.8 

MIIE Family Support Group Int 'I network. Founded 1993. Support network 
for persons affected by multiple hereditary exostoses (aka hereditary multiple 
osteochondromata, or multiple carthaginous exostoses). Condition is 
characterized by benign bumps on bones which can vary in size, location and 
number. Provides current information, pen pals, phone support, conferences, 
information and referrals. Newsletter. Write: MHE Family Support Group, c/o 
Penny Flake, 1727 Ironwood Dr., Idaho Falls, ID 83402. Call (208)523-6459 
(Voice/FAX). 

•To understand any living thing, you mu.rt creep within and feel tM beating of 
its heart. • - W. Macneile Dixon 
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MULTIPLE MYELOMA 

(Model) Bay Area Multiple Myeloma Support Group l group in Oakland, 
CA. Founded 1990. Sharing of information and support for persons with 
multiple myeloma. Exchange of cunmt treatment and techniques. Provides 
information and referrals, phone support, hospital visits, assistance in starting 
local groups. Write: c/o Evelyn Hall, P.O. Box 16040, Oakland, CA 94610. 
Call (S10)839-SSS4. 

MULTIPLE SCLEROSIS 
(Also see Disabilities General) 

Multiple Sclerosis A.odation of America Nill 'L 4 q//ilillled groups. Founded 
1970. Self-help organimtion where many staff and board members have M.S. 
Offers support aroup meetings, newsletter, information and referrals, phone 
support, conferences, pen pals and experienced, knowledgeable counseling. 
Independent living facilities available. Therapeutic equipment loan program. 
Assistance in starting local groups. Write: MS Assn. of Amer., 706 Haddonfield 
Rd., Cherry Hill, NJ 08002. Call 800-833-4MSA (day) or BOO-LEARN MS; 
FAX: (609)661-9797; Web.site: http://www.msaa.com 

National Multiple Sclerosis Society Nlll'l. 91 self-help groups. Founded 1946. 
Funds research for multiple sclerosis, proviJes information and referrals, support 
groups for patients and families, Professional education. Newsletter. Write: 
Nat'I MS Soc., Information Resource Center, 733 Third Ave., New York, NY 
10017-3288. Call 800-344-4867 or (212)986-3240; FAX: (212)986-7981; 
Web.site: http://www.nmss.org E-mail: nat@nmss.org 

MULTIPLE SYMMETRICAL LIPOMATOSIS 

MSL Help Nill 'l network. Founded 1996. Support and networking for persons 
affected by multiple symmetrical lipomatosis (aka benign symmetric lipomatosis, 
Madelung's Disease, or Lanois-Bensaude Syndrome). MSL is a metabolic 
condition characterized by the growth of fatty masses symmetrically placed 
around the body. Provides encouragement, education and a sharing of resources 
for mutual support. Write: MSL Help, P.O. Box 2426, Stamford, CT 06906. 

MUSCULAR DYSTROPHY 
(Also see specific disorder) 

Muscular Dystrophy Asmciatioo Na1'l. 152 chapten. Founded 1950. Fights 
40 neuromuscular diseases through worldwide research, nationwide network of 
clinics, and through professional and public education. Local chapters schedule 
support groups based upon interest and needs. Newsletter. Write: MDA, 3300 
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E. Sunrise Dr., Tucson, AZ 85718. Call (520)529-2000 (day); FAX: (S20) 
S29-S300; Website: http://www.mdausa.org E-mail: 74431.2Sl3@compuserve 

S.M.D.I. lnt'I (Society for Muscular Dystrophy lnf'ormation) Jnt'l network. 
Founded 1983. Purpose is to share and encourage the exchange of 
non-technical, neuromuscular disorder and disability related information. 
Refenals to support groups, quarterly networking newsletter, pen pals, 
publication exchange. Dues $25-3S. Write: SMDI, Int'l, P.O. Box 479, 
Bridgewater, NS Canada B4V 2X6. Call (902)685-3961; FAX: (902)68S-3962 
E-mail: smdi@auracom.com 

MYALGIC ENCEPBALOMYELITIS 

Myalgic Encephalomyelitis As.1ociation lnt'l. 100 groups. Founded 1976. 
Support and information for all those are affected by myalgic encephalomyelitis. 
Information to medical professionals, care agencies and general public. 
Fund-raising for research. Quarterly newsletter, pen pals, information and 
referrals, conferences, assistance in starting groups. Write: Myalgic 
Encephalomyelitis Assn., Stanhope House, High St., Stanford-le-Hope, Essex 
SS17 OHA, United Kingdom. Call 0-1375-642466; FAX: 0-1375 360256_. 

MYASTBENIA GRAVIS 

Myasthenia Gravis Foundation Nat'l. 3S chapters. Founded 19S2. Promotes 
research and education into myasthenia gravis, a chronic neuromuscular disease. 
Provides supportive services for patients and families. Information and referral. 

• Newsletter, support groups, annual and scientific meetings, patient registry. 
Write: Myasthenia Gravis Fdn., 222 S. Riverside Plaza, #1S40, Chicago, IL 
60606. Call (312)258-0522 or 800-S41-5454; FAX: (312)258-0461; E-mail: 
MGFA@aol.com Website: http://www.med.unc.edu/mgfa/ 

MYELIN DISORDERS 

Orxanization for Myelin Disorders Research and Support Int 'l network. 
Founded 1996. A communication network among· families affected by 
hypomyelination and myelin deficient disorders, and professionals. Aims to 
increase awareness, find causes and treatment, and fund research. Information 
and referrals, phone support, parent link, advocacy, newsletter. Write: Org. for 
Myelin Dis. Res. and Support, P.O. Box 54759, Cincinnati, OH 45254-0759. 
Call (513)752-6076 or (513)752-7877; FAX: (513)752-9106; E-mail: 
myelinrs@dot-net.net 

"There an deep sorrows and lcllling cares In life, but tM encouragDMnl and 
low of friends wen given to u.r to mau all tM diJlicullies bearabk. " 

- John Oliver Hobbes 
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MYEIDPllOLillERATIVE DISEASE 

MPD Research Ctr., Inc. lnt'L Umbrella organi1.lllion. Founded 1989. 
Patient support network enabling patients to shan, their experiences and 
problems. Supports research. Publishes materials pertaining to MPD. 
Professional involvemmt. Newsletter, phone support, conferences, information 
and referrals. Write: Harriet S. Gilbert, MD, MPD Resean:h Ctr., 115 E. 72nd 
St., New York, NY 10021. Call 800-HELP-MPD or (212)535-8181; FAX: 
(212)535-7744; Website: http://www.acov.org/diseases/hematology.mpd 

MYOSITIS 

Mymitis ~ation of America Nat'l network. Founded 1993. Dedicated to 
serving those with polymyositis, dermatomyositis, juvenile myositis, and 
inclusion body myositis. Education and support. Also serves as a clearinghouse 
between patients and scientists. Newsletter, research reviews, literature and 
telephone support. Area meetings available as well as annual conference. Dues: 
$30. Write: c/o Betty Curry, 1420 Huron Court, Harrisonburg, VA 22801. Call 
800-821-7356 or (540)433-7686 (day); FAX: (540)432-0206; E-mail: 
maainfo@shentel.net Website: http://www.neuroguide.com/maa.html 

MYOTUBULAR MYOPATBY 

X-Linked Myotubular Myopathy Re.source Group Int 'I network. Founded 
1993. Information for parents and doctors regarding myotubular myopathy, a 
rare disorder causing low muscle tone and diminished respiratory capacity in 
males. Exchanging of successes with other affected families. Phone support, 
information and referrals, newsletter, literature. Write: c/o Pam Scoggin, 2413 
Quaker Dr., Texas City, TX 77590. Call (409)945-8569; Website: 
http://www.members.aol.com/kmtm/homepage.htmE-mail: gscoggin@aol.com 

NAGER SYNDROME 

Foundation for Nager and Mill~ Syndromes lnt'L Founded 1989. 
Networking for families that are affected by Nager or Miller Syndromes, or any 
cnmio-facial disfiguremmt, limb anomalies or any rare condition. Provides 
referrals, library of information, phone support, newsletter, brochures, and 
scholarships for Camp About Face. Write: FNMS, 1827 Grove St., #2, 
Glenview, IL 60025-5104. Call 800-507-FNMS; FAX: (847)724-6449; E-mail: 
fmns@interaccess.com 

NAIL PATELLA SYNDROME 

Nail Patella Syndrome Networking/Support Group lnt'l network. Founded 
1996. Support network for persons with nail patella syndrome to exchange 
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information. Tries to provides a link to related research studies. Provides 
information and referrals, and literature. Communication network and pen pals 
via internet. Write: NPS Networking/Support Group, 67 Woodlake Dr., 
Holland,PAl 8966; Website:http://www.members.aol.com/P A CALI/index.html 
E-mail: PACALl@aol.com 

NARCOLEPSY 

Narcolepsy Network Nat'l. lOOajfillat«lgroups. Founded 1986. Support and 
education for pel'SODB with nan:olepsy and other sleep disorders, their families 
and interested others. Helps with coping skills, family and community problems. 
Provides advocacy and education, supports research. Newslettel', conferences, 
phone support and group development guidelines. Write: Narcolepsy Network, 
P.O. Box 42460, Cincinnati, OH 45242. Call (513)891-3522; FAX: (S13)891-
9936; E-mail: namet@aol.com Website: http://www.websciences.org/narnet 

NECROTIZING FASCBTIS 

National NecrotimqJ Fasciitis Foundation Int 'I network. 2 ajfillated groups. 
Founded 1991. Provides education. and support for persons affected by 
necrotizing fasciitis (aka flesh~ting bacteria). Aim is to educate public and 
advocate for research. Provides literature, phone support, newsletter, pen pals, 
conferences, and information and referrals. Write: NNFF, c/o Jacqueline 
Roemmele, 18 Burnap Rd., Niantic, CT 06357. Call (860)739-3474 
(Voice/FAX) or 800-347-75S8; Website: http://www.nnff.com E-mail: 
jroemmele@aol.com 

NEMALINE MYOPATBY, CONGENITAL 

Nemaline Myopathy Newsletter Nat'I MtWork. Founded 1991. Newsletter 
networking families affected by pediatric/adolescent nemaline myopathy. Sharing 
of information on this rare disorder. Pen pals, literature, phone support, 
information and referrals. Write: Krystyn Orlicki, 6050 N. Jomada, Las Cruces, 
NM 88012. Call 800-593-6858 or (281)382-4S06. 

NEUROFIBROMATOSIS 

National Neurofibromatosis Fein., Inc. Nat'L 25 chapters. Founded 1978. 
For patients with neurofibromatosis and their families. Promotes and supports 
research on the causes and cure of NF. Provides information, assistance and 
education. Dues $25/individual; $35/family. Quarterly newsletter. Professional 
grants awarded for research. Write: Nat'l Neurofibromatosis Fdn., 95 Pine St., 
16th Fl., New York, NY 10005. Call 800-323-7938 or (212)344-6633; FAX: 
(212)747-0004; E-mail: nnff@aol.com WdJsit~ http://www.nf.org 

220 



Chapter 7 HEALnl 

Neurofibromatosis, Inc. Nat'L 9 groups. Founded 1988. Dedicated to 
individuals and families affected by the neurofibromatoses (NF-1 and NF-2) 
through educational, support, clinical and research programs. Newsletter, 
networking, information and refenals, phone support. Assistance in starting 
groups. Write: Neurofibromatosis, Inc., 8855 Annapolis Rd., Suite 110, 
Laoham, MD 20706-2924. Call (301)577-8984 or 800-942-6825 (patient 
inquiries); FAX: (301)577-0016; TIY: (410)461-5213; Website: 
http://www.nfinc.com E-mail: nfincl@aol.com 

NEUROMETABOUC DISORDERS 
{Also see specific disorder) 

Association for Neuro-Metabolic Disorders Nat'I network. Founded 1981. 
Education and support for families of children with neuro-metabolic disorders, 
such as PKU, MSUD and others. Parent support between families. Promotes 
research. Newsletter. Dues $5/yr. Telephone network, conespondence. Write: 
c/o Mrs. Cheryl Volk, 5223 Brookfield Lane, Sylvania, OH 43560-1809. Call 
(419)88S-1497. 

NEUTROPENIA 
(Also see Shwadunan) 

Neutropenia Support ~ation, Inc. Int 'l. Founded 1989. Information and 
support for patients, their families and the medical community on neutropenia. 
Aims to increase awareness, support research, and disseminate literature. 
Newsletter. Support group meetings. Write: Neutropenia Support Assoc., Inc., 
P.O. Box 243, Winnipeg, Manitoba R3M 3S7 Canada. Call (204)489-8454; in 
Canada 800-663-8876; E-mail: steveosl@neutropeaia.ca 

NEVOID BASAL CELL CARCINOMA 

Nevoid Baal Cell Cardnoma Syndrome Support Network Nat 'l network. 
Founded 1994. Emotional support for persons with nevoid basal cell carcinoma, 
a very rare condition. Support groups. Information and refenals, pen pals, 
conferences, phone support and a bi-monthly newsletter. Write: c/o Susan 
Charron, 162 Clover Hill St., Marlboro, MA 01752. Call (508)485-4873; 
E-mail: souldansur@aol.com 

NEVUS, GIANT CONGENITAL 

Nevus Network Nat'l network. FoWlded 1983. To provide a network of 
support and information for people with a large birthmark called a giant 
congenital nevus and/or neurocutaneous melanosis. Write: Nevus Network, 
P.O. Box 1981, Woodbridge, VA 22193. Call (703)492-0253 or (405)377-3403; 
Website: http://www.geocities.com/hotsprings/3251/ 
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(MOtkl) Giant Congenital Pigmented Nevis Support Group 1 group In 
Waterbu,y, CT. Mutual support for anyone affected by giant congenital 
pigmented nevi. Provides public education. Seeks to network with physicians 
treating this disease. Information and referrals, phone support, networking. 
Write: Brian Stockbridge, 60 Lockhart Ave., Waterbury, CT 06705. Call 
(203)754-4679. 

NIEMANN PICK TYPE C 

National Niemann-Pick Disease Foundation, Inc. lnt'l network. Folllltkd 
1991. Support network for families affected by Niemann-Pick Disease. Provides 
education, funds research for treatment/cure. Encourages effective legislation 
concerning health care treatment of handicapped/chronically ill. Newsletter, 
information and refenals, literature, advocacy, phone support, group meetings, 
family conferences. Write: Nat'I Niemann-Pick Disease Fdn., 411 North Diane 
Court, Chandler, AZ 85226. Call (602)940-8164 (day). 

NOONAN SYNDROME 

Noonan Syndrome Support Group Nat 'l network. Founded 1996. Provides 
information for persons with Noonan Syndrome, their families, and inten:sted 
others. Networks individuals together for peer support. Information and 
refenals, speakers bureau, telephone helpline. Write: Noonan Syndrome Support· 
Group, P.O. Box 145, Upperco, MD 21155. Call (410)239-6926; Website: 
http://www.paston.eo.uk/users/maygurney/tnssg.html E-mail: 
wanda@bellatlantic.net 

OJ,J,IER'S / MAFFUCCJ'S DISEASE 

Ollier's/Ma.lTucd's Diseae Self-Help Group Nat 'I network. Founded 1985. 
Mutual support for parents of children with Ollier's or MaffuccPs disease (rare 
conditions in which benign tumors form in the bones). Open to adults with these 
rare disorders. Provides a forum to discuss problems and collect current medical 
information. Quarterly newsletter, literature. Call (803)775-1757. Write: Bonnie 
Hatch, 1824 Millwood Rd., Sumpter, SC 29150. E-mail: olliers@aol.com 
Website: http:/ /uhweb.edu/olliers/olliers.htm 

OPITZ SYNDROME 

Opitz Family Network lnt'l. Founded 1994. Support, encouragement, 
education, and sharing of successes and ideas, for families affected by Opitz-0, 
Opitz-C and Opitz-PG Syndromes. Maintains database of members, literature, 
information, phone support, and newsletter. Refenals to other families. Write: 
Opitz Family Network, P.O. Box 516, Grand Lake, CO 80447. Call 
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(970)627-8935 (eve/weekends); E-mail: opitmet@rkymtnhi.com Web.rite: 
http://rkymtnhi.com/opitz 

OSTEOGENFSIS IMPERFECTA 

Osteogenesis lmperfeda Foundation Nal'l. 4 chapters. Founded 1970. 
Support for families dealing with 0.1. Provides public education. Supports 
research. Literature, quarterly newsletter. Telephone support network. Write: 
Osteogenesis Imperfecta Fdn., 804 W. Diamond Ave., #210, Gaithersburg, MD 
20878. Call 800-981-2663 or (301)947-0083; FAX: (301)947-0456. 

OSTEOPOROSIS 

National Osteoporosis Fowulation Nat 'l. 12 affiliated groups. Founded 1986. 
Provides public and professional education. Direct support for biomedical 
resean:h into causes, prevention and treatment of osteoporosis. Advocates for 
increased federal research. Newsletter, information and referrals, conferences. 
Support group development guidelines and referral. Write: NOF, 515 North 
State St., Room 7450, Chicago, 1160610. Call Liz Stone or Janet Hieschetter 
(312)464-4550; Website: http://www.osteo.org 

OSTOMY 

United Ostomy Asmciation Nat 'L 530 chapters. Founded 1962. Dedicated to 
helping every person with an ostomy and related surgeries return to normal 
living. Also has support groups for parents of children with ostomies. Provides 
education, support to local chapters, and national identity. Chapter development 
help, visitation program, magazine. Write: United Ostomy Assn., 19772 
MacArthur Blvd., #200, Irvine, CA 92612-2405. Call 800-826-0826 or 
(714)660-8624; FAX: (714)660-9262; Website: http://www.uoa.org E-mail: 
uoa@deltanet.com 

OVERWEIGHT 
(Also see Overeating) 

NAAFA (National As.1oclation to Advance Fat Acceptance) Nat'l. 56 
chapters. Founded 1969. Fights size discrimination and provides fat people with 
the tools for self-empowerment. Public education regarding obesity. Provides a 
forum for peer support and activism. Dues $40. Newsletter, educational 
materials, pea pals, and annual convention. Special Interest Groups include: 
men, women, diabetes, gays, sleep apnea, military, singles, mental health 
professionals, youth, and families. Write: NAAFA, P.O. Box 188620, 
Sacramento, CA 95818. Call 800-442-1214 (leave message); FAX: 
(916)SS8-6881; Web.rit~: naafa.org E-mail: 2azt04c@prodigy.com 
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T.O.P.S. (Take OfTPouncb Semibly) lnt'l. 11.SOOchapters. Founded 1948. 
Helps overweight persons attain and maintain their goal weights. Promotes a 
sensible approach to weight control. Chapters meet weekly for discussion and 
programs to provide support and motivation. Newsletter. Chapter development 
guidelines. Dues $20/USA; $25/Canada. Write: TOPS, P.O. Box 07630, 4575 
S. 5th St., Milwaukee, WI 53207. Call 800-932-8677 (recording); Website: 
http://www.tops.org 

(Model) Gastroplasty Support Group 1 group In New Jersey. Founded 1985. 
Group of volunteer patients and professionals who educate and provide support 
for persons contemplating, or who have bad silicone gastric banding. Deals with 
problems associated with weight loss. Monthly update letter, phone network, 
videotapes. Write: Joyce Dixon, Irvington General Hospital, 832 Chancellor 
Ave., Irvington, NJ 07111. Call Joyce Dixon (973)399-6080 or Dr. Lubomyr 
Kuzmak (973)374-1717 (Mon/I'hurs/Fri). 

OXALOSIS AND BYPEROXALURIA 

Oxalosis and Bypero:xaluria Foundation Nat'l network. Founded 1989. 
Support and current information for patients, families, and medical 
professionals. Educates the public, supports research. Newsletter, information 
and referrals, phone support, pen pals, conferences. Dues $25/yr. Write: 
Oxalosis and Hyperoxaluria Fdn., 12 Pleasant St., Maynard, MA 01751. Call 
888-721-2432 Pin# 5392 or (508)461-0614 (Voice/FAX); E-mail: exec--dir@ 
ohforg Websit~: http:/ /www.ohf.org 

PAGET'S DISEASE 

(Model) National Association for the Relief of Paget's Disease 5 regional 
groups in UK. Founded 1973. Offers support to persons with Paget's disease. 
Aims to raise awareness of this disorder through newsletter and publications. 
Sponsors research. Information and referrals, phone support, literature. Write: 
Nat'I Assn. for the Relief of Paget's Disease, 1, ChUJCh Rd., Eccles, 
Manchester, M30 0DL, UK. Call 0161-707-9225; FAX: 44 161-789-6755; 
Website: http://www.demon.co.uk/narpcl E-mail: 106064.2032@ 
compuserve.com 

PAIN,CBRONIC 

American Chronic Pain Association, Inc. Nat 'l. 800 a.Jliliated chapters. 
Founded 1980. Help for people suffering from chronic pain. Support, 
understanding and sharing skills to maintain wellness. Workbooks for self-help 
recovery. Quarterly newsletter. Group development guidelines. Phone network. 
Outreach program to clinics. Write: American Chronic Pain Assn., P.O. Box 
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8S0, Rocklin, CA 95677. Call (916)632-0922; FAX: (916)632-3208; E-mail: 
ACPA@pacbell.net 

National Chronic Pain Outreach As.me., Inc. Nat'l network. Founded 1980. 
Clearinghouse for information about chronic pain and pain manasement. Aims 
to increase public awareness and decrease tho stisma of chronic pain. Provides 
kit to develop local support sroups, professional education, quarterly magazine 
and other materials. Dues $'15/yr. Write: Nat'I Chronic Pain Outreach Assoc., 
P.O. Box 274, Millboro, VA24460. Call (540)997-5004; FAX: (540)997-1305; 

. E-mail: ncpoal@aol.com Website: http://www.chronicpain.ors 

PAPILLOMATOSIS 

American Laryngeal Papilloma Foundation Nat'l network. Founded 1991. 
Assists those afflicted with laryngeal papillomatosis. Sharins of experiences and 
information through networking. Seeks lo provide financial aid lo needy families 
and affected persons for vitamin supplement program. National registry. 
Newsletter, phone support, information and referral, conferences. Write: ALPF, 
P.O.Box 6108, Spring Hill, FL 34611-6018; phone: 800-649-4841 (patients 
only; code #17 after dialing) or (352)686-8583 (voice/FAX); or write: ALPF, 
34 Washington Ave., Lake Hiawatha, NJ 07034; phone (973)299-7978; Website: 
http://www.alpf.org 

Recurrent Respiratory Papillomatosis Foundation Nat 'I network. Founded 
1992. Networking for families affected by RRP (recurrent respiratory 
papillomatosis) and interested professionals. Newsletter, phone support. Write: 
RRPF, P.O. Box 6643, Lawrenceville, NJ 08648--0643. Call Bill Stem 
(609)530-1443; Website: http://members@aol.com/rrpf/rrpf.html E-mail: 
wfs@gfdl.gov 

PARKINSON'S DISEASE 

American Parkinson Disease Association, Inc. Nat 'I. 65 chapters. Founded 
1961. Netwodt of SOO support groups for patients and families. Chapter 
development guidelines. Quarterly newsletter. Promotes research. 43 information 
and referral centers nationwide. Write: Amer. Parkinson Disease Assn., 1'150 
Hyland Blvd., Suite B4, Staten Island, NY 10305. Call (718)981-8001 or 
800-223-2732; FAX: (718)981-4399; Website: http://www.apdaparkinson.com 

Parkinson's Diseue Foundation, Inc. lnt'L Founded 1957. Aims to provide 
Parkinson patients a better quality of life through funding of research, in the 
hopes of finding the cause and, ultimately, the cure. Provides referrals to 
support groups, newsletter, information and phone support. Assistance in 
developing new groups. Write: Parkinson's Disease Fdn., 710 W. 168th St., 
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New York, NY 10032. Call (212)9234700 or 800-457-6676 (day); FAX: 
(212)9234778; E-mail: pdfcpmc@aol.com 

Parkimon's Support Groups of America Nat'L 40 groups. Founded 1980. 
Educates patients and families on necessity for full participation in normal life 
with Parkinson's. Encourages formation of support groups. Supports research 
and exchange of information. Speakers bureau. Chapter development guidelines. 
Write: c/o Ida Raitano, 11376 Cherry Hill Rd., #204, Beltsville, MD 20705. 
Call (301)937-1545. 

PARRY-ROMBERG'S SYNDROME/ 
PROGRF.SSIVE FACIAL BEMIATROPIIY 

(Online) The Rombeq's Connection Int 'I network. Founded 1997. Mutual 
support for persons affected by Parry-Romberg's Syndrome (aka progressive 
facial hemiatrophy or Romberg's Syndrome), a rare, genetic disorder, lheir 
families and friends. Aim is to locate affected persons and offer strength, hope, 
courage and friendship. Pen pals program online and via mail. Some face-to-face 
meetings. Phone support network in U.S. Future newsletter planned. E-mail: 
Rombergs@hotmail.com Web.rite: http://www.geocities.com/HotSprings/1018/ 

PELVIC INFLAMMATORY DISEASE 

(Model) Canadian P.I.D. (Pelvic Inflammatory Disease) Society 1 group in 
Vancouver. Founded 1986. Information and referrals, counseling and resources 
for women with pelvic inflammatory disease, professionals and general public. 
Provides public education, coordination and distribution of information including 
booklets, brochures and videos. Telephone support network; research. Write; 
Canadian PID, P.O. Box 33804, Station D, Vancouver, B.C., Canada V6J 41..6. 
Call (604)684-5704 (Tue. and Fri., l-5pm). 

PERIPIIERAL NERVE DISEASE 
(Al.ro see sped.fie disorder) 

Neuropathy Aaociation Int 'L 45 a.Jliliated groups. Founded 1995. Provides 
support, education and advocacy for persons with peripheral neuropathy. 
Promotes research into the cause and cure. Newsletter, literature, information 
and referrals, and phone support. Write: Neuropathy Assn., 60 E. 42nd St., 
Room 942, New York, NY 1016S. Call 800-247-6968 or (212)962-0662; FAX: 
(212)692-0668; Website: http://www.neuropathy.org 

Peripheral Neuropathy Group Nat 'l network. Found«l 1994. Self-help group 
for people with peripheral neuropathy (damaged neives in the peripheral nervous 
system). There can be weakness and pain in the limbs, but not limited to these 
areas or symptoms. Some causes: diabetes, head/spine trauma, vitamin 
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deficiency, etc. Newsletter ($12). Phone support, pen pals, information and 
referrals. For information, send self-addressed stamped envelope. Write: 
Peripheral Neuropalhy Group Nat'l Network, 20076 State St., Corona, CA 
91719. Call Lu (909)272-5877 or Linda (90'J)687-3026; FAX: (909)735-7870; 
E-mail: AmLuHu@aol.com or Lindalouh@jU110.com 

PEl'Ell'S ANOMALY 

Peter's Partners lnt'l network. Founded 1997. Support network for persons 
affected by Peter's Anomaly, lheir families, friends and interested prof~ionals. 
Opportunity to exchange personal and medical information. Provides newsletter, 
pen pals, phone support and information and referrals. Write: Peter's Partners, 
1201 Currey Rd., Nashville, TN 37217. Call (615)366-1890; FAX: (615)401-
S086; E-mail: mccallk@ten-nash.ten.k12.ID.us 

PIIENYLICETONURIA 
(ALro see Neurometabolic Disorders) 

Children's PKO Network Na1'l network. Founded 1991. Provides support and 
services to families with Phenylketonuria (PKU) and other metabolic disorders. 
Phone support, crisis intervention, information and referrals. Write: Childim's 
PKU Network, 1S20 State St., #240, San Diego, CA 92101. Call (619) 
233-3202; FAX: (619)233-0838; E-mail: pkunetwork@aol.com 

PINK DISEASE / MERCURY TOXICITY 

Pink Disease Support Group Int 'l network. Grassroots support organiz.ation 
for persons with, or parents of children with, Pink Disease (mercury toxicity in 
infants). Information and referrals, ne~letter, local group meetings. Dues 
$10/year. Write: Pink Disease Support Group, P.O.Box 134, Oilgandra NSW 
2827 Australia. Call Heather Thiele 0268 472 255 (after 7pm GMT) or from 
outside Australia 61 268 472 255; E-maiL· nmanswer@powerup.com.au 
Website: http://www.powerup.com/au/-nmanswer 

PITUITARY DISORDERS 
(ALro see sped.fie disorder) 

Cmhing's Support and Re.wan:11 Foundation, Inc. lnt'l. 5 regional sites. 
Founded 1995. Provides support for persons with Cushing's disease through 
information and referrals, advocacy, scientific research and education. Publishes 
newsletter. Regional get-togelhers, conferences, pen pals and phone support. 
Assistance in starting local groups. Write: Cushing's Support and Research 
Fdn., 65 East India Row, 228, Boston, MA 02110. Call (617)723-3674 
(voice/FAX); Website: http://world.std.com/-csrf/ 
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Pituitary Tmnor Network Association lnt'l network. Founded 1992. Mutual 
support for persons with all types of pituitary tumors (including acromegaly). 
Promotes early diagnosis, medical and public awareness, and continued research 
to find a cure. Newsletter, information and referrals, phone support, resource 
guide, support group meetings, conferences. Assistance in starting new groups. 
Write: PTNA, 16350 Ventura Blvd., #231, Encino, CA 91436. Call 
(805)499-9973; FAX: (805)499-1523; Web.rite: http://www.pituitary.com 

POUO 

International Polio Network Nat'l network. Founded 1958. Information OD 
late effects of polio for survivors and physicians. lnt'l co,nferences and 
proceedings. Quarterly newsletter, annual directory ($4). Guidelines and 
workshops for support poups. Membership $16. Handbook OD late effects 
($6. 75). Write: lnt'I Polio Network, 4207 Lindell Blvd., #110, St. Louis, MO 
63108. Call (314)534-0475; FAX: (314)534-S070; E-mail: gini_intl@msn.com 

PORPIIYRIA 

American Porphyria Foundation Nat'l. 40 groups. Founded 1982. Supports 
research, provides education and information to the public, patients and 
physicians, networks porpbyria patients and support groups. Quarterly 
newsletter, pen pal program, telephone network. Annual donation $30. Write: 
Amer. Porphyria Fdn., P.O. Box 22712, Houston, TX 77'127. Call 
(713)266-9617; Website: http://www.eoterprise.net/apf/ 

POTl'ER SYNDROME 

National Potter Syndrome Support Group Nat'l network. Founded 1995. 
Support group and information network for families that have babies affected by 
Potter Syndrome. Newsletter, information and referrals, phone support, parent 
match program. Write: c/o Evy Wright, 225 Louisiana Rd., Dyess AFB, TX 
79607-1125. Call (915)692-0831; E-mail: oolwright@msn.com 

PRADER-WILLI SYNDROME 

Prader-Willi Syndrome As.1ociation Nat'l. 38 chapters. Founded 1975. 
Support and education for parents of, and professionals in contact with children 
with Prader-Willi Syndrome. Bi-monthly newsletter. Membership dues $30. 
Several publications. Chapter development kits available. Write: Prader-Willi 
Syndrome Assn., 2510 S. Brentwood Blvd., 11220, St. Louis, MO 63144. Call 
800-926-4797 or (314)962-7644; FAX: (314)962-7869; Website: http://www. 
athenet.net/-pwsa_index.html E-mail: pwsause@aol.com. 
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PRECOCIOUS PUBERTY 

Precocious Puberty Support Network Nill 'l network. Founded 1989. Network 
and exchange of information for children who are experiencing Precocious 
Puberty• and their families. Information and referrals, phone support, pen pals, 
conferences, literature. Newsletter ($20/year). Write: c/o MAGIC Foundation, 
1327 N. Harlen, Oak Park, IL 60303. Call 800-3-MAGIC-3; Website: 
http://www.nettap.com/ - magic E-mail: magic@nettap.com 

PREMA'l1JRE OVARIAN FAILURE 

Premature Ovarian Failure Support Group Na1 'l network. 2 affelia1ed 
groups. Founded 1995. Mutual support for women who have prematurely 
entered menopause. Information and referrals, phono support, literature. 
Assistance in starting groups. Write: c/o Catherine Corp., 110 S. Ingram St., 
Alexandria, VA 22304. Call (703)913-4787; E-mail: pof2@aol.com Website: 
http://mwmbers.aol.com/pofl/index.html 

J'R&.MENSTRUAL SYNDROME 

(Note) Pre-Menstrual Syndrome (PMS) is a disorder for which we have 
received a significant number of inquiries. Regrettably, we are unaware of any 
support group or network that has yet been formed. If you learn of any existing 
group that you would recommend, or are interested in starting such a group, 
please call the Clearinghouse. 

PROG~IVE ~EOUS BETEROPLASIA 

Progreaive Osseous Heteroplasia Assn. Na1'l network. Founded 1995. 
Support network for patients and families affected by progressive osseous 
heteroplasia. Fundraising for research. Write: Progressive Osseous Heteroplasia 
Assn., 33 Stonehearth Square, Indian Head Park, IL 60525; phone: 
(708)246-9410. For complete detail of services available contact: Sandy Roth 
Wheeler, 275 Creek Rd., Frenchtown, NJ 08825; phone: (908)996-6046 or 
(908)996-4242. 

PROG~IVE SUPRANUCLEAR PAISY 

Society for Prognsuve Supranudear Palsy, Inc. lnt'l network. Founded 
1990. Provides advocacy for, and support of, patients with progressive 
supranuclear palsy, their families and caregivers. Offers newsletter, information 
and referrals, phone support, conferences, pen pals, assistance in starting support 
groups. Dues $25. Write: SPSP, Inc., c/o Johns Hopkins Outpatient Ctr .• 
#5065, 601 N. Caroline St., Baltimore, MD 21287. Call (410)9SS-2954 (M-Th, 
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8am-4pm; Fri., 8am-10:30am) or 800-457-4777; FAX: (410)614-9260; E-mail: 
spsp@erols.com 

PROSTATE PROBLEMS 
(.Also see Cancer) 

Us Too, lntemadonal Int 'l. 400+ qf/illatt!tl groups. Founded 1990. Mutual 
support, information and education for persons with prostate problems (including 
cancer), their families and friends. Newsletter, information and referrals, phone 
support. Assistance in starting groups. Write: Us Too lnt'I, 930 N. York Rd., 
#SO, Hinsdale, IL 60521-2993. Call 80().80-US-TOO (80().808-7866) or 
(630)323-1002; FAX: (630)323-1003; Website: http://www.ustoo.com E-mail: 
ustoo@ustoo.com 

PROTEUS SYNDROME 

Proteus Syndrome Foundation Nat'l network. Founded 1996. Provides 
education and support for families or children with proteus syndrome. Supports 
research into cause and cure of this disorder. Newsletter, pen pals, literature, 
and database of families. Fundraising. Write: Proteus Syndrome Fein., 609 S.E. 
Mt. Vernon Dr., Blue Springs, MO 64014. Call Kim Hoag (816)229-9132 (day) 
or Barbara King (901)756-9375 (day). 

PROZAC 
(Also see Deprasion, specific disorder) 

Prozac Survivors Support Group Nat'l. 34 chapters. Founded 1990. Mutual 
support and sharing of information for people who have been adversely affected 
by the antidepressant medication ProDC. Newsletter, group development 
guidelines. Write: c/o Bonnie Leilsch, 2212 Woodboume Ave., Louisville, KY 
4020S. Call (S02)459-2086. 

PSEUDO-OBSTRUCTION / HIRSCBSPRUNG'S DISEASE 
(Also see Gastrointestinal Motility Disorder) 

American Pseudo-Obstruction and ffirschsprung's Disease Society Int 'l 
network. Founded 1988. Answers the needs of families, patients and 
professionals dealing with gastrointestinal motility disorders in infants and 
children (including intestinal pseudo-obstruction, Hirschsprung's disease, and 
gastroesophageal reflux.) Promotes research. Publications, newsletter, video, 
annual educational symposiums. Adult patients welcomed. Dues vary. Write: 
APHS, 158 Pleasant St., North Andover, MA 01845. Call (508)685-4477; 
FAX: (508}68S-4488; Web.rite: http://www.tiac.net/users/aphs E.mail: 
aphs@mail/tiac.net/users.aphs 
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American Society of Adults with Pseudo-Obstruction, Inc. Int 'l network. 
Founded 1991. Support and advocacy for patients of all ages affected with 
chronic intestinal pseudo-obstruction, their families and physicians. Information 
on other digestive motility disorders. ASAP Forum Journal, newsletter, group 
meetings, literature, information and referrals, phone support, conferences and 
correspondence between members. Dues $35/regular; $45/professional. Write: 
ASAP Int'I Corp. Hdqrts., 19 Carroll Rd., Woburn, MA 01801-6161. Call 
(617)935-9776; FAX: (617)933-4151; E-mail: asapgi@sprynet.com 

PSEUDOTIJMOR CEREBRI 

Pseudotwnor Cerebri Society Nal 'l network. 3 groups. Founded 1992. Brings 
together individuals living with PTC to share common experiences. Education 
about the disease, treatment, ~h advances, and ways to a better life. 
Newsletter, monthly meeting, pen pals, information and referrals, literature, 
advocacy, conferences. Assistance in starting groups. Write: Pseudotumor 
Cerebri Soc., 1319 Butternut St., IJ3, Syracuse, NY 13208. Call (315)464-3937; 
E-mail: ingramp@vax.cs.hscsyr.edu 

PSEUDOXANTHOMA ELASTICUM 

National As.mation for Pseudoxanthoma Elasticwn (NAPE) Nal'l network. 
Founded 1988. Support, education and advocacy for persons with PXE, and 
their families, interested others, and professionals. Newsletter, information and 
referrals, phone support. Annual donation $25. Write: Joyce Kohn, 1420 Ogden 
St., Denver, CO 80218. Call (303)832-5055; E-mail: derckd@ttuhsc.edu or 
pxenape@estreet.com Website: htlp://www .ttuhsc.edu/pages/nape/ 

PXE International, Inc. lnt'l. 25 a.ffilialed groups. Founded 199S. Support 
for persons affected by pseudoxanthoma elasticum (PXE), a calcification of 
connective tissue, their families and friends. Offers support groups, phone and 
mail contacts, literature, and quarterly newsletter. Maintains database of 
physicians, blood tissue registry, and blood and tissue bank. Supports, funds and 
directs research. Write: PXE lnt'l, Inc., 23 Mountain St., Sharon, MA 02067. 
Call (617)784-3817 (voice/FAX); E-mail: pxe@tiac.net Website: 
http://www.med.harvard.edu/programs/PXE 

PSORIASIS 

National Psoriasis Foundation Nal 'l. Founded 1968. Support and information 
for people who have psoriasis, their family and friends. Education to increase 
public awareness of the disorder. Fundraisiog for research. Bi-monthly 
newsletter. Pen pal program. Local psoriasis communication networks. Referrals 
to physiciaps. Group development guidelines. Write: Nat'I Psoriasis Fdo., 6600 
SW 92nd Ave., 1/200, Portland, OR 97223. Call (503)244-7404 or 
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800-723-9166 (packet of information); FAX: (503)245--0626; E-mail: 
76135.2746@compuserve.com Website: http://www.psoriasis.org 

PUIMONARY HYPERTENSION 

Pulmonary Bypertemion Association Nat'l network. Founded 1990. Support 
and information for patients with pulmonary hypertension (a canlio-vascular 
disease), their families and physicians. Encourages research, promotes 
awareness, provides resource references. Networking, phone help, pen pals, 
assistance in starting groups. Newsletter ($15). Write: Pulmonary Hypertension 
Assn., P.O. Box 24733, Speedway, IN 46224-0733. Call 800-748-7274; FAX: 
(215)542-5692; E-mail: maszep@aol.com . Website: 
http://members.aol.com/mas7.ep/index.html 

RARE / UNDIAGNOSm DISORDERS 
(Also see specific disorder) 

NORD (National Organimtion lor Rare Disorders) Nat 'l network. 
Information and networking for persons with any type of rare disorder. 
Literature, information and referrals. Advocacy for orphan diseases. Networks 
persons or families with the same disorder for support. Write: NORD, P .0. Box 
8923, New Fairfield, CT 06812-8923. Call 800-999-NORD (6673) or 
(203)746-6518; FAX: (203)746-6481; E-mail: nord@ix.net.com.com Website:· 
http://www.nord-rdb.com/ -orphan 

(Model) Hearts and Bands 1 group in NC. Founded 1993. Emotional, 
spiritual and educational support for persons with either rare or undiagnosed 
illnesses, and their families. Also has a registry for Loin Pain Hematuria 
Syndrome. Write: c/o Winoka Plummer, 4115 Thomasville Rd., Winston-Salem, 
NC 27107. Call (910)788-1433. 

(Model) One in a Million Kids Support Group 1 group in Califomia. 
Founded 1993. Provides a local support network for parents and caregivers of 
children with either ran, or undiagnosed disorders. Assistance in helping others 
to start similar groups. Meets bi-monthly. Write: One in a Million Kids Support 
Group, P.O. Box 156, Seal Beach, CA 90740. Call (310)588-2562; E-mail: 
ezrasam@aol.com 

RAYNAUD'S DISEASE 

(Motkl) Raynaud's and Cold Sufferers Network l group in New York. 
Founded 1992. Mutual support to help sufferers cope with day-to-day activities 
to maintain or improve their quality of life. Aims to increase awareness of the 
disease among public and medical communities. Raises funds and supports 
research efforts. Newsletter, information and referrals, support group meetings. 
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literature, assistance in starting groups. Dues $5 (optional). Write: Raynaud's 
and Cold Sufferers Network, 94 Mercer Ave., Hartsdale, NY 10530. Call Lynn 
Wunderman (914)682-8341; E-mail: Lwunderman@aol.com 

(Model) Raynaud's Foundation 20 group$ in Chicago area. Founded 1992. 
Provides support lo persons with Raynaud's through information and referrals, 
literature, support group meetings and ljterature. Write: Raynaud's Fdn., P.O. 
Box 632, Park Ridge, IL 60068-9998. Call (732)622-9221; FAX: (732)622-
9220 (if you leave a message, they will call back collect). E-mail: 
raynauds@aol.com W,bsite: members.aol.com/raynauds 

REFLEX ANOXIC SEIZURE DISORDER/ 
S1'EPIIENSON'S SEIZURFJ 

WfilTE BREATH BOLDING/PAl,l,m ANOXIC SYNCOPE 

Reftex Anoxic Seizure Information and Support Group lnt'l nawork. 
Founded 1993. Network of parents and sufferers of Reflex Anoxic Seimre 
(characterizal by temporary heart stoppage and a seizure-like response to any 
unexpected stimuli); also known as Stephenson's Seizure, White Breath Holding 
or Pallid Infantile Syncope. Information, education, video. Supports research. 
Dues $10. Write: T.C.A. Lobban, P.O. Box 175, Stratford-Upon-Avon, 
Warwickshire, CV37 84D, UK. Call 01789-450564 (United Kingdom); FAX: 
01789-4S0564; E-mail: 106700.52S@compuserve.com 

REFLEX SYMPATHEl'IC DYSTROPHY 

Reftex Sympathetic Dystrophy Syndrome Aaociation Nat 'I. 100 independent 
groups. Founded 1984. Aims lo meet the practical and emotional needs of 
RSDS patients and their families. RSDS is a disabling disease involving nerve, 
skin, muscle, blood vessels and bones. The only common symptom in all 
patients is pain. Promotes research, educates public and professionals. Quarterly 
newsletter. Gro1tp development guidelines. Write: RSDS Assoc., 116 Haddon 
Ave., Haddonfield, NJ 08033-2306. Call (609)795-8845 (1:30-5pm); FAX: 
(609)795-8845;· Web.sit,: http:cyboard.com/rsds 

RES~ LEG SYNDROME 

Resdm Leg Syndrome Fein., Inc. "The Night Walkers" Nat'l network. 
Founded 1993. Non-profit agency that provides information about restless leg 
syndrome, helps develop support groups, and supports research into cause and 
beatment of RLS. Quarterly newsletter which covers current research, treatment, 
and hishlights human interest stories ($25). List of local support groups, and 
information bulletin available. Write: RLS Fdn., Dept. ASHC, P.O. Box 7050, 
Rochester, MN 55903-7050. Call (507)287-6465; FAX: (507)287-6312; 
Web.rile: http://www.rls.org E-mail: rlsf@millcomm.com 
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RE'IT SYNDROME 

International Rett Syndrome As..ociation (IRSA) Int 'l. 18 ajfillatetl groups. 
Founded 1985. For parents, interested professionals and others concerned with 
Rett syndrome. Dues $35/lnt'I, $30/family, $25/single. Provides information 
and refenal, peer support among parents, and encourages research. Quarterly 
newsletter. Write: IRSA, 9121 Piscataway Rd., #28, Clinton, MD 20735-2561. 
Call 800-818-RBIT or (301)856-3334; FAX: (301)856-3336; Web.dtr. 
http: //www2.paltech.com/irsa/irsa.htm; E-mail: lrsa@paltech.com 

REYE'S SYNDROME 

National Reye's Syndrome Foundation Nat 'l. Founded 1974. Devoted to 
conquering Reye's Syndrome, primarily a children's disease affecting the liver 
and brain, but can affect all ages. Provides support, information and referrals. 
Encowages research. Local chapters usually formed by parents. $25 dues 
includes newsletter. Write: Nat'I Reye's Syndrome Fein., P.O. Box 829, Bryan, 
OH 43506. Call 800-233-7393; FAX: (419)636-3366; E-mail: 
reyessyn@mail.bright.net Websitr. http://www.bright.net/ -reyessyn 

ROBINOW SYNDROME/ FETAL FACE SYNDROME 

Robinow Syndrome Foundation Nat'I network. Founded 1991. Aim is to 
locate, educate and support persons affected by Robinow Syndrome, (also known 
as Fetal Face Syndrome) a very rare syndrome. Write: Robinow Syndrome Fdn., 
1595S Uplander St., NW, Andover, MN S5304-2501. Call Karla K111ger (612) 
434-1152. 

RUBINSTEIN-TA YBI SYNDROME 

Rubinstein-TaybiParentGroup Nat'lMtWorlc. 312memberfamilia. Founded 
1984. Mutual support, information and sharing for parents of children with 
Rubinstein-Taybi Syndrome. Newsletter, conferences, phone support, parent 
contact list. Write: Garry and Lonie Baxter, P.O. Box 146, Smith Center, KS 
66967. Call (78S)697-2984; FAX: (785)697-2985. 

RUSSELL-Sn.VER SYNDROME 

Rs.melt-Silver Syndrome Support Network Nat'l network. Founded 1989. 
Network and exchange of information for parents of children with Russell-Silver 
Syndrome. Information and refenals, phone support, pen pals, conferences, 
literature. Newsletter ($20/year). Write: c/o MAGIC Foundation, 1327 N. 
Harlen, Oak Park, ll. 60303. Call 800-3-MAGIC-3; E-mail: magic@nettap.com 
Website: http://www.nettap.com/-magic 
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SARCOIDOSIS 

National Sarcoidosis Resource Center Int 'l network. 2 q/Jiliated groups. 
Founded 1992. Mutual support for sarcoid patients and their families. Provides 
telephone support. networking, workshops and lectures, literature and education. 
Maintains national database, encourages research, provides support and physician 
referrals, resource guide. Dues $25/yr. Write: Nat'l San:oidosis Resource Ctr., 
P.O. Box 1593, Piscataway, NJ 08855-1593. Call (908)699-0733 (day/eve); 
FAX: (908)699-0882; Website: http://www.microfone.net/nsrc E-mail: 
nsn:@microfone.net 

Sarcoidosis Foundation Nat'L 8 suppon groups. Founded 1982. Support, 
information and referrals for families affected by sarcoidosis. Increases public 
awareness. Telephone network and sroup development guidelines. Write: c/o St. 
Michael's Medical Center, 268 Martin Luther King Blvd., Mail Drop 73B, 
Newark, NJ 07102. Call (973)624-4703. 

SCLERODERMA 

Sderodenna Federation, Inc. lnt'l. 12 groups. Founded 1982. Promotes the 
welfare of persons with scleroderma and their families. Provides education, 
support groups, peer counseling, refenals, fundraising for research, newsletter, 
educational materials and group development pdetines. Write: Scleroderma 
Federation, Inc., Peabody Office Bldg., One Newbury St., Peabody, MA 
01960. Call (508)535-6600 or 800-422-1113; FAX: (508)535-6696; Website: 
www.scleroderma.org E-mail: sclerofed@aol.com 

United Sderodenna Foundation, Inc. lnt'l. 80 affiliated groups. Founded 
1970. Mutual support to help patients with scleroderma, and their families, 
cope with their illness. Funds research to find a cure. Distributes printed 
literature and medical reference lists, and provides assistance in starting groups 
and chapters. Conferences, newsletter, information and referrals. Dues $25. 
Write: United Scleroderma Fdn., P.O. Box 399, Watsonville, CA 95077-3399. 
Call 800-722-HOPE or (408)728-2202; FAX: (408)728-3328; Website: 
http://www.scleroderma.com E-mail: outreach@scleroderma.com 

SCOUOSIS 

Scoliosis Association, Inc. Nat'l. 28 chapters. Founded 1976. Information and 
support network. Orsanization of scoliosis patients and parents of children with 
scoliosis. Establishes local patient and pumt self-help groups. Encourages 
school screening programs. Supports research. Newsletter. Membership 
contribution $IS. Guidelines for starting chapters. Write: c/o Stanley Sacks, 
Pres., P.O. Box 811705, Boca Raton, FL 33481-1705. Call 800-8~9; 
FAX: (S61)994-2455. 
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SELECTIVE MOTISM 

Selective Mutism Foundadon, Inc. Nat'l netWorlc. Founded 1992. • Mutual 
support for parents of children with selective mutism, a psychiatric anxiety 
disorder in which children are unable to speak in social situations. Also open to 
adults who have, or outgrew, the disorder. Information, phone support, 
quarterly newsletter. Send self-addressed stamped envelope with 2 stamps to: 
Sue Newman, P.O. 450632, Sunrise, FL 33345-0632; call (954)748-7714 or 
Carolyn Miller, P.O. Box 13133, Sissonville, WV 25360; call (304)984-3971; 
E-mail: tbroadb594@aol.com Web.site: http://www.home.aol.com/tbroad.594 

SBWACBMAN SYNDROME/ 
JOHANSEN-BLIZZARD SYNDROME 

CARTILAG&-BAIR 
(Also see Neutropenia) 

Shwachman Syndrome Support Int 'I network. Founded 1994. Mutual support 
and information for families affected by Shwacbman Syndrome, which is 
characteriz.ed by pancreatic insufficiency. retarded bone growth and 
hematological abnonnalities. Includes Johansen-Bliu.ard Syndrome, 
Cartilage-Hair and any unusual neutropenia. Advocates for research. Write: 
Shwachman Syn. Support lnt'l, 4118 Quincy St., St. Louis, MO 63116. Call 
(316)352-1821; Web.site: http://www.xmission.com/ ~4sskids E-mail: 
4sskids@mup.net 

SHY-DRAGER SYNDROME 

SOS Advocate lnt'l network. Founded 1993. Provides information on 
Shy-Drager Syndrome and related disorders, to share coping strategies and 
caregiving ideas. Newsletter, information and referrals. Write: SDS Advocate, 
9835 W. Lisbon Ave., Milwaukee, WI 53222. Call (414)628-1537 or (414)462-
1365 or (502)647-3939. 

SICKLE CELL DISEASE 

Sickle Cell Disease Auodation of America, Inc. Nat'l. 62 chapters. Founded 
1971. Education for the public and professionals about sickle cell disease. 
Support and information for persons affected by the disease. Support research. 
Quarterly newsletter, chapter development guidelines, phone network, videos. 
Write: Sickle Cell Disease Assn. of America, 200 Corporate Pointe, #495, 
Culver City, CA 90230-7633. Call (310)216-6363 or 800-421-8453; FAX: 
(310)215-3722. 

•Nothing befalls a man except what is in his natun to endun. • 
- Marcus Aurelius 
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SD..JCONE IMPLANTS 

AS-IS (American Silicone Implant Survivors, Inc.) Na1'l. Founded 1991. 
Education and support for women who have or had breast implants. Sharing of 
experiences, moral support and solutions for everyday problems that arise from 
silicone-related issues. Newsletter, information and referrals, seminars, 
meetings. Write: AS-IS, 1288 Cork Elm Dr., Kirkwood, MO 63122. Call 
(314)821-6250; FAX: (314)821-0199; E-mail: janetasis@aol.com 

SJOGREN'S SYNDROME 

National Sjogren's Syndrome As.dation lnt'l. 50 chapters. Founded 1990. 
Provides emotional support to persons with Sjogren 's Syndrome and their 
families. Educational information for patients and professionals. Encourages 
research. Support group meetings, conferences, phone support, newsletter, 
information and referrals. Assistance in starting groups. Meets on AOL. Write: 
Nat'l Sjograa's Syndrome Assn., 5815 N. Black Canyon Hwy., #103, AZ 
85015-2200. Call (602)433-9844 or 800-395-NSSA; FAX: (602)433-9838. 

Sjogren's Syndrome Foundation Inc. Int 'l. 25 groups/155 raour« volunteers 
and overseas aJliliata. Founded 1983. Information and education for patients, 
families, health professionals and tho public. Opportunities for patients to share 
ways of coping. Stimulates research for treatments and cures. Newsletter, 
chapter development guidelines, video tapes, annual symposium, Sjognm's 
handbook. Write: Sjognm's Syndrome Fein., 333 N. Broadway, Jericho, NY 
11753. Call (S 16)933-6365 or 800-4-SJOORENS (for publications); FAX: 
(516)933-6368; E-maiL· ssf@mail/idt.net Website: http://www.sjogrens.com 

SMITB-LEMLI-OPITZ 

Smith-Lemli-Opilz Advocacy and Exchange Int 'l. 2 aj/iliated groups. 
Founded 1988. Network of families with SLO (RSH) children. Exchange of 
information, sharing of similar experiences, and correspondence between 
families. Provides education to mediC411 community, new parents, and others. 
Phonesupport. Newsletterisplanned. D~$10/year. Write: Smith-Lemli-Opitz 
Advocacy and Exchange, 222 Valley Oreen Dr., Aston, PA 19014. Call 
(610)361-9663. 

SMITB-MAGENIS SYNDROME 

PRISMS (Parents and Researchers Interested in Smith-Magenis) Int 'l 
network. Founded 1992. Parent-to-parent program offering support, advocacy 
and education for families affected by Smith-Magenis Syndrome. Information 
and refernls, literatwe, phone support, newsletter. Dues $20. Write: PRISMS, 
11875 Fawn Ridgo Lane, Reston, VA 20194. Call (703)709-0568; E-mail: 
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acmsmith@nhgrinih.gov Website: http://www.kumc.edu/gec/support/smith­
ma-html 

SOTOS SYNDROME 

Sotos Syndrome Support Association Int 'I network. Founded 1984. Provides 
information and mutual support for families of children with Sotos syndrome. 
Newsletter, information and referrals, phone support, pen pals, annual 
conferences. Write: Sotos Syndrome Support Assn., 2702 S. 49th St., Omaha, 
NE 68106. Call (402) 556-2445; Website: http://www.well.com/user/sssa 
E-mail: sss@well.com 

SPASMODIC DYSPIIONIA 

National Spasmodic Dysphonia Association Nat 'I. 8S + affiliated support 
groups. Founded 1990. Promotes the care and welfare of those with spasmodic 
dysphonia and their families. Aims to increase public awareness and education. 
Encourage formation of local support groups. Raises funds for research. 
Newsletter. Write: Nat'I Spasmodic Dysphonia Assn., 1 B. Wacker Dr., #2430, 
Chicago, IL 60601. Call 800-795-6732; FAX: (312)803-0138; E-mail: 
nsda@aol.com Websitr. http://www.ziplink.net/users/dystonia/spasclysp.html 

(Model) Spasmodic Dysphonia Support Group of New York 1 group in New 
York. Founded 1987. Provides members with the latest information regarding 
spasmodic dysphonia, emotional and practical support, workshops and 
discussions, encourages education for the public and physicians. Guest speakers, 
information and referrals. Write: A. Simons, 67-33 152 St., Flushing, NY 
11367. Call (718)793-2442; E-mail: asimons@ibm.net 

SPASMODIC TORTICOLLIS 

National Sp~odic Torticollis Auociation Nat'l. 50 Chapters. Founded 
1983. Support group for spasmodic torticollis victims and their families. 
Interest in research, public education and establishment of S. T. support groups 
throughout the U.S. Newsletter, list of neurologists, pen pals, telephone 
network, chapter development guidelines. Write: Nat'I Spasmodic Torticollis 
Assn., P.O. Box 424, Mukwonago, WJ.53149-0424. Call 800487-8385; FAX: 
( 414)662-9887; Websitr. http://www.bluheronweb.com/nsta/nsta.htm 

SPINA BIFIDA 

Spina Bifida As.1odation of America Nat'L 75 chapters. Founded 1972. 
Encourages educational and vocational development of patients. Promotes public 
awareness, advocacy and research. Newsletter, chapter development guidelines, 
adoption referral program, scholarships, film/videotapes. Write: Spina Bifida 
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Assn. of Amer., 4S90 MacArthur Blvd. NW, Suite 2S0, Washington, DC 
2CXXl7. Call 800-621-3141 or (202)944-3285; FAX: (202)944-3295; E-mail: 
spinabifda@aol.com Website: http://www.infohiway.com/spinabifida 

SPINAL MUSCULAR ATROPHY /WERDNIG-HOFFMAN 
KUGELBERG-WEIANDER DISEASE 

ARAN-DUCBENNE TYPE 

Families of S.M.A. Int 'I. 8 chapters. Founded 1984. Funding of research, 
support and networking for families affected by spinal muscular atrophy 
including Werdnig-Hoffman, Kugelberg-Welander Disease and Aran-Duchenne 
Type. Provides educational resoun:es, group development guidelines, quarterly 
newsletter, pea pals, phone support and videotapes. Write: Families of SMA, 
P.O. Box 196, Libertyville, IL 60048. Call 800-886-1762 or (847)367-7623 
(voice/FAX); Website: http://www.abacus96.com/fsma/ E-mail: 
sma@@interaccess.com 

SPONDYLITIS 

Spondylitis Aaociationof America lnt'l. lOa.Jliliatedgroups. Founded 1983. 
Support and education for patients, their families, friends and health 
professionals concerned with spondylitis. Links members geographically for 
local support and programs. Publications, videotapes, newsletter and member 
matching service. Write: Spondylitis Assn. of Amer., P.O. Box 5872, Sherman 
Oaks, CA 91413. Call 800-777-8189 or (818)981-1616 (in CA); FAX: 
(818)981-9826; Website: http://www.spondylilis.org E-mail: spondy@aol.com 

STICKLER SYNDROME 

Stickler Involved People (SIP) Nat 'l network. Founded 1995. Network 
offering support and education for persons affected by Stickler Syndrome. This 
genetic disorder affects connective tissues, including the joints, eyes, palate, 
heart and bearing. Phone support, information and referrals, literature, pen pals, 
newsletter. Write: SIP, 15 Angelina, Augusta, KS 67010. Call (316)775-2993; 
Website: http://members.aol.com/dhawley/stickler .html E-mail: 
houch@southwnd.com 

STREP, GROUP B 

Group B Strep As.1ociation lnt'l Mtwork. Founded 1990. Educates the public 
about Group B Streptococcal infections during pregnancy. Information and 
referrals, phone support, newsletter and assistance in developing state networks. 
Write: Group B Strep Assn., P.O. Box 16515, Chapel Hill, NC 27516. Call 
(919)932-5344; FAX: (919)932-5344; Website: http://www.groupbstrep.org 
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STROKE/ APHASIA 
(Also sa Canglwrs, Disabilities General) 

National Aphmia Aaociation Nat'l umbrella organization. Founded 1987. 
To educate the public about aphasia. Provides information to patients and their 
families. Referrals to local groups. young people's network for people (13-21) 
with acquired aphasia. Networking of parents to share information. Newsletter. 
Manual available for starting community groups. Write: Nat'I Aphasia Assn., 
156 Fifth Ave., 11101, New York, NY 10011. Call 800-922-4622; Website: 
http://www.aphasia.org E-mail: kein@aphasia.org 

National Stroke Association Nat'l. 7 chapten.Founded 1984 .. Dedicated to 
reducing the incidence and impact of stroke through prevention, medical 
treatment, rehabilitation, family support and research. Research fellowships in 
cerebrovascular disease. Newsletter, professional publication, information and 
referrals. Guidance for starting stroke clubs and groups. Write: Nat'I Stroke 
Assn., 96 Inverness Dr., East, Suite 1, Englewood, CO 80112-5112. Call 
(303)649-9299 or 800-STROKES; FAX: (303)649-1328; TIY: (303)649-0122; 
E-mail: info@stroke.org Websltr. http://www.stroke.org 

Stroke Clubs International lnt'L 900+ Clubs. Founded 1968. Organization 
of persons who have experienced strokes, their families and friends for the 
purpose of mutual support, education, social and recreational activities. Provides 
information and assistance to Stroke Clubs (which are usually sponsored by local 
organimtions). Newsletter, group development guidelines. Write: Stroke Clubs, 
lnt'I, 805 12th St., Galveston, TX 77550. Call (409)762-1022. 

Stroke Connection of the American Heart As.1ociation Nat'l.1200 groups. 
Founded 1979. Maintains a listing of support groups for stroke survivors, their 
families, caregivers and interested professionals. Publishes Stroke Connection 
magazine, a forum for stroke survivors and their families to share information 
about coping with strokes. Provides information and referrals and carries stroke 
related books, videos and literature available for purchase. Write: Stroke 
Connection of the Amer. Heart Assn., 7272 Greenville Ave.,Dallas, TX 75231. 
Call 800-553-6321 (day); FAX: (214)987-4334; Website: http://www.amhrt.org 
E-mail: strokaha@amhrt.org 

STIJRGE-WEBER /PORTWINE STAIN 
(Also see Klippel-1renauney, Vascular Malformations) 

Sturge-Weber Foundation, The lnt'l network. Parent representatives In 23 
stata. Founded 1987. Mutual support network for families affected by 
Sturge-Weber Syndrome, Port Wine Stain or Klippel-Treoauney Weber 
Syndrome. Disseminates information, funds and facilitates research. Quarterly 
newsletter. phone support, letter-writing among families. Group development 
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pidelines. Write: Sturso-Weber Fein., P.O. Box 418, Mt. Freedom, NJ 07970. 
Call (800)627-5482 or (973)895-444S; FAX: (973)89S-4846: E-mail: 
crs0S90@inforamp.net or SWF-Support@iname.com Website: 
http://www.inforamp.net/ -crs0590/mission.html 

SYRINGOMYELIA 
(Also see CLOACA) 

American Syringomyelia Alliance Project Nat'l network. Founded 1988. 
Support, networking, and information for people affected by syringomyelia and 
chiari. Newsletter, phone support, pen pals, conferences. Write: Amer. 
Syringomyelia Alliance Project, P.O. Box 1586, Longview, TX 75606-1586. 
Call (903)236-7079 or 800-272-7282; FAX: (903)757-7456; E-mail: 
102563.3S07@compuserve.com Website: http://www.syringe.ors 

TAKAYASU'S ARTERITIS 

(Model) Takayasu's Arteritis As.1ociation 1 group in New Hampshire. 
Founded 1995. Educates and supports Takayasu's Arteritis patients, their 
relatives, and medical community on Tabyasu's Arteritis (an inflammation of 
tho large elastic arteries and aorta). Pen pals, information and referrals, phone 
support, literature, newsletter, conferences. Write: Takayasu's Arteritis Assn., 
31 Cobum Woods, Nashua, NH 03063. Call (603)881-8529. E-maiL· 
dpatsos@jlc.net 

TASTE/ SMELL DISORDER 

The Taste and Smell Dysfunction Foundation lnt'l. 2 chapters. Founded 
1974. To assist patients understand problems of taste and smell function (smell 
disorder, oral/nasal burning, oral malonler). Promotes research and disseminates 
information. Information and referrals, phone support, newsletter. Dues $25/yr. 
Write: Taste and Smell Dysfunction Fdn., 5125 MacArthur Blvd., NW, 
Washington, DC 20016. Call Dr. Robert Henkin (202)364-8921; FAX: 
(202)364-9727., 

TAY-SACHS DISEASE 

Late Omet Tay-Sacm Foundation Nat'l network. Founded 1994. Support and 
education for persons dealing with late onset Tay-Sachs. Aims to educate 
medical and community at large. Advocacy, newsletter, information and 
referrals, phone support, conferences, and literature. Write: Late Onset Tay­
Sachs Fein., 1303 Paper Mill Rd., Erdenheim, PA 19038. Call 800-672-2022 
(day); FAX: (215)836-5438; E-mail: mpf@b~llatlantic.net or 
72624.3S02@compuserve.com Website: http://www.webknx.com/LOTSF or 
http://neuro-www2.mgh.barvard.edu/LOTS/main.html 
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National Tay-Sachs and Allied Diseues Association Nat 'l. 6 affiliated 
groups. Founded 1957. Devoted to the detection, prevention and cure of 
Tay-8achs and other fatal degenerative disorders through programs of research, 
education and support services. Families of affected children are assisted by the 
availability of a parent peer network, a repository of specialized knowledge. 
Write: Nat'I Tay-Sachs and Allied Diseases Assn., 2001 Beacon St., Brookline, 
MA 02146. Call 800-906-8723 or (617)277-4463; FAX: (617)277-0134; E­
m a ii: ntsad-boston@worldnet. alt. net Website: 
http://mcrcr4.med.nyu.edu/ ~ murphp01/taysachs.htm 

TEMPOROMANDIBULAR JOINT DYSFUNCTION (TMJ) 

TMJ Auociation Int 'I MtWorlc. 14 affiliated groups. Founded 1986. Education 
and support for persons with temporomandibular joint dysfunction. Newsletter, 
information and refenals, phone support, literature and legislative action. 
Assistance in starting groups. Write: TMJ Assn., P.O. Box 26770, Milwaukee, 
WI 53226-0770. Call (414)259-3223; FAX: (414)259-8112. 

TBROMBOCYTOPENIA ABSENT RADIUS 

T ARSA (Thrombocytopenia Absent Radius Syndrome As.mation) Int 'l 
network. Founded 1981. Information, networking and support for families 
children with T.A.R. Syndrome (a shortening of tho arms), and for affected 
adults. (Does not include ITP). Newsletter, pen pal program, phone network. 
Write: TARSA, 212 Sherwood Dr., Egg Harbor Twp., NJ 08234-7658. Call 
(609)927-0418; FAX: (609)653-8639; E-mail: edwardp2@aol.com or 
purinton@earthlink.net 

THROMBOTIC TBROMBOCYTOPONIC PURPURA 

TTP Support Group lnt'l MtWorlc. Founded 1993. Mutual support, 
information and advocacy for persons affected by thrombotic thrombocytopenic 
purpura, a blood disorder dealing with platelets. Physician refenals. Newsletter, 
information and referrals, literature, support group meetings. Write: TrP 
Support Group, P.O. Box 10259, Baltimore, MD 21234. 

THYROID PROBLEMS 

Thyroid Foundation of America Nat"'l. 10 affiliated groups. Founded 1985. 
Information and support for persons concerned with any type of thyroid 
problem, including hypothyroidism, hyperthyroidism, goiter, thyroid lumps or 
nodules, postpartum thyroiditis and cancer. Information, referrals to local 
support groups and physicians, literature. Dues $25 (which includes a 
newsletter). Assistance in starting groups. Write: TFA, Ruth Sleeper Hall, 
Room 350, 40 Parkman St., Boston, MA 02114-2698. Call 800-832-8321; 
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FAX: (617)726-4136; Website: http://www.tfaweb.org/pub/tfa E-mail: 
tfa@clark.net 

TOURE'ITE SYNDROME 

Tourette Syndrome Association Nat'l. 48 chapters. Founded 19'12. Education 
for patients, professionals and public. Promotes research into the causes, 
treatments and cures. Provides services to families and professionals to enable 
patients to achieve optimum development. Chapter development guidelines, 
newsletter. Dues $45. Write: Toureue Syndrome Assn., 42-40 Bell Blvd., 1205, 
Bayside, NY 11361-2820. Call (718)224-2999 or (800)237-0717 or 
888-4-TOURETI; FAX (718)279-9596; Website: http://tsa.ngh.harvard.edu/ 
E-mail: tourette@ix.netcom.com 

TRACBEO FSOPIIAGEAL nsTULA 

TEF/VATER Support Network lnt'l. Founded 1992. Offers support and 
encouragement for parents of children with trachea esophageal fistula, 
esophageal atresia and VA TER. Aims to bring cunent information to parents 
and the medical community. Newsletter, information and referrals, phone 
support. Write: c/o Greg and Terri Burke, 15301 Grey Fox Rd., Upper 
Marlboro, MD 20772. Call (301)952-6837. 

TRACBEOSTOMY 

(Note) Tracheostomy is a condition for which we have received a significant 
number of inquiries. Regrettable, we are unaware of any support group or 
network that bas yet been formed. If you team of any existing group that you 
would recommend, or are interested in starting such a group, please call the 
Clearinghouse. 

TRANSPLANT RECIPIENT, ORGAN 
(Also see Heart, specific disorder) 

Second Wind Lung Transplant As.1ociation Nat 'I. Developed by transplant 
patients. Opportunity for persons who have undergone, or who will undergo, 
lung transplants to share their stories on a web page. Newsletter available. 
Write: Second Wind Lung Transplant Assn., 9030 W. Lakeview Court, Crystal 
River, FL 34438. Call (352)563-0135; FAX: (352)563-0728; Website: 
http://www.web-site.com/2ndwind/index.htm or http://www.arthouse. 
com/secondwind E-mail: secondwind@xtalwind.net 

TRIO (Transplant Recipients International Oraanimtion) Int 'L 43 chapters. 
Founded 1983. Works to improve the quality of life of transplant candidates, 
recipients, donors, and their families. TRIO serves its members 1n the areas of: 
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donor awareness, support, education, and advocacy. Annual international 
meeting, bi-monthly newsletter, monthly membership update, support network, 
chapter development assistance. Write: TRIO, 1000 16th St., NW, 11602, 
Washington, DC 20036-5705. Call 800-TRI0-386 or (202)293-0980 FAX: 
(202)293-0973. E-mail: trio@primenet.com Website: 
http://www.primenet.com/trio 

TRANSVERSE MYELITIS 

Tramvene Myelitis Association Nat'l network. Founded 1994. Mutual 
support and networking for families affected by transverse myelitis. Acts as a 
clearinghouse for information. Literature, pen pals, advocacy, group meetings, 
phone support. Write: Deanne Oilmur, 3548 Tahoma Pl. W., University Place, 
WA 98466-2141. Call (253)565-8156 (eve); E-mail: sndyosef@aol.com 

TREACHER COLLINS SYNDROME 

Treacher Collim Foundation Nat'l network. Founded 1988. Support for 
families, individuals and professionals re: Treacher Collins Syndrome and 
related disorders. Provides networking, educational materials, newsletter, 
information and refenals, phone support, resource list, bibliography and central 
library, videos and booklets. Write: Treacher Collins Fdn., P.O. Box 683, 
Norwich, VT OSOSS. Call (802)649-30S0 or 800-TCF-20S5. 

TRIGEMINAL NElJRALGIAfl'IC DOULOUREUX 

Trigeminal Neuralgia Assn. Nat'l. 24 groups. Founded 1990. Provides 
information, mutual support and encouragement to patients and their families to 
reduce isolation of those affected. Aims to increase public/professional 
awareness, and promote research into cause and cure. Quarterly .newsletter. 
Phone support, pen pal program. Local groups being formed in ~veral states. 
Write: Claire Patterson, P.O. Box 340, Barnegat Light, NJ 08006. Call 
(609)361-1014. 

TRISOMY 
(Also see Chromosome Disorders) 

9-TIPS (Trisomy Intemational Parent Support) lnt'lnetworlc. Founded 1992. 
Support for families of children with Trisomy 9. Provides parental network 
system. Updates on available medical resources. Annual newsletter. Write: c/o 
Joan Conard, Children's Hospital of Michigan, 3901 Beaubien Blvd., Detroit, 
MI 48201-2196. Call (313)745-4513 (day); or Alice Todd (909)862-4470 
(Voice/FAX) for parents; FAX: (313)745-4827 
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S.O.F.T. (Support Oraanbation For Trisomy) Nm'L 45 chapters. Founded 
19'79. Support and education for families of children with trisomy 18 and 13 
and related genetic disorders. Education and awareness for professionals. 
Qwuterly newsletter. Pen pal program, phono network. Regional gatherings. 
Annual international conference, booklets. Dues $20. Write: SOFI', c/o Barbara 
Van Herreweghe, 2982 S. Union St., Rochester, NY 14624. Call Barbara Van 
Herrewegho (716)594-4621. 

Trisomy 12P Parent Support O.l'lanization Nal'l network. Founded 1997. 
Mutual support, sharing of experiences and coping skills for parents of children 
with trisomy 12P. Information and encouragement for parents of newly 
diagnosed children. Newsletter. Listing of other trisomy 12P families. Write: 
Trisomy 12P Parent Support Organization, 105 Mill Pond Rd., Roswell, GA 
30076. Call Cindy Smith (770)993-4796. 

TUBE-FEEDING 

Oley Foundation, Inc. Nm'L flO aj/ilialed groups. Founded 1983. Promotes 
optimal can, for those requiring long-term specialized nutritional therapy. The 
focus is to enrich and enhance the lives of those requiring nutrition support. 
Supports research. Newsletter. Outreach system of patient volunteers, and annual 
conference. Home pen family network for families. Write: Oley Fdn., 214 HUN 
Memorial, Albany Medical Center A-23, .A:bany, NY 12208. Call 800-776-6539 
(day) or (518)262-5079; FAX: (5 I 8)262-5528; Website: 
http://www.wizvax.net/oleyfdn 

TUBEROUS SCLEROSIS 

National Tuberous Sclerosis As.1ociation Nm'L AreaRepresentalives. Founded 
1974. Encourages research, support and education among families with tuberous 
sclerosis. Quarterly newsletter, pen pal program, parent-to-parent contact 
program, support group meetings, audio and video tapes available. Write: Nat'I 
Tuberous Sclerosis Assn., 8181 Professional Pl., Suite 110, Landover, MD 
20785. Call (301)459-9888 or 800-225-NTSA; FAX: (301)459-0394; Website: 
www.ntsa.org • E-mail: NTSA@ntsa.org 

TURNER'S SYNDROME 

Turner's Syndrome Society 11 chapters in Canada. Founded 1981. Provides 
support and education to Turner's Syndrome persons and families. Tapes, 
publications, referral to U.S. and Canada groups. Quarterly newsletter. Pen pal 
program, chapter development guidelines, annual conference. Write: Sandi 
Hofbauer, Exec. Dir., Turner's Syndrome Soc., 814 Gelncaim Ave., Toronto, 
Ontario M6B 2A3 Canada. Call 800-465-6744 or (416)781-2086; FAX: 
(416)781-7245. 
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Turner Syndrome Society or the U.S. Na1'l. 32 chapters. Founded 1988. 
Self-help organimtion for women, girls, and their families affected by Turner's 
syndrome. Increases public awareness about the disorder. Quarterly newsletter, 
chapter development assistance, annual conference. Write: c/o Lynn Tesch, 1313 
SE Fifth St., #327, Minneapolis. MN 55414. Call (612)379-3607; FAX: 
(612)379-3619; E-mail: tesch005@tc.umn.edu Website: 
http://www.turner-syndrome-us.org 

Turner Syndrome Support Network Na1 'l network. Founded 1989. Network 
and exchange of information for parents of children with Tumer's Syndrome. 
Information and refenals, phone support, pen pals, conferences, literature. 
Newsletter ($20/year). Write: c/o MAGIC Foundation, 1327 N. Harlen, Oak 
Park, Il.. 60303. Call 800-3-MAGIC-3; E-mail: magic@nettap.com Website: 
http://www.nettap.com/-magic 

TWIN TO TWIN TRANSFUSION SYNDROME 

Twin to Twin Tramfmion Syndrome Foundation Na1'l. 6 chapters. Founded 
1992. Emotional, educational and financial support for persons affected by 
Twin to Twin Transfusion Syndrome. TITS affects identical multiple 
pregnancies when blood passes disproportionately between the shared placenta 
and can cause death or disabilities. Pen pals, newsletter, literature, phone 
support, visitation, conferences. Guidelines for professionals on multiple birth 
loss during pregnancy. Help in starting new chapters. International registry. 
Write: TITS, 411 Longbeach Parkway, Bay Village, OH 44140. Call (216) 
899-8887; FAX: (216)899-1184; Website: http://www.tttsfoundation.com 
E-mail: tttsfound@aol.com 

TYPE ONE FIBER HYPOTROPIIY 

(Interest in starting) Type One fiber Hypotrophy No known support network. 
At time of printing, we have heard from one person who is interested in starting 
a support network for parents of children with type one fiber hypotrophy, a 
muscle fiber disorder. If interested in helping to start this network, please 
contact the Clearinghouse for more information. 

UREA CYCLE DISORDERS 

National Urea Cyde Disorders Foundation Na1 'l network. Founded 1990. 
Links families, friends and professionals who are dedicated to the identification, 
treatment and cure of urea cycle disorders, a genetic disorder causing an enzyme 
deficiency in the urea cycle. Networks families together for support, educates 
professionals and public, and supports research. Phone support, literature, 
newsletter. Dues $25. Write: Nat'I Urea Cycle Disorders Fdn., P.O. Box 32, 
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Sayreville, NJ 08872. Call 800-38-NUCDF (800-386-8233); Web.site: 
http://www.execpc.com/ -fenders/nucdf/html 

VACCINE INJURY 

National Vaccine Information Center (Dissatisfied Parents Together) Nat 'l. 
Reps in all .states. Founded 1982. NVIC/DPT is a support, information and 
advocacy group for parents whose children were adversely affected by vaccines. 
Advocates for safety reforms in the mass vaccination system and safer vaccines. 
Promotes education for parents and professionals. Various literature ($S-13); 
newsletter ($18). Dues $2S/yr. Write: NVIC, 512 W. Maple Ave., #206, 
Vienna, VA 22180.- Call (703)938-DPT3 or 800-909-SHOT; FAX: 
(703)938-5768; Web.site: http://www.909shot.com E-mail: kwnvic@aol.com 

VASCULAR MALFORMATIONS 
(Also .see .specific disorder) 

National Vascular Malformation Foundation Nat'l network. Founded 1990. 
Support and information for persons affected by vascular malformations (tumors 
or Oat lesions made up of abnormally sized blood vessels). Information packets, 
referrals to physicians, annual conference, pen pals. Interactive newsletter. 
Write: NVMF, 8320 Nightingale, Dearborn Heights, Ml 48127. Call (313) 
264-1243; FAX: (313)274-1393. 

VENTILATOR-ASSISTED, -USERS 

International Ventilator Users Network lnt'l network. Founded 1987. 
Information sharing by ventilator users and health care professionals experienced 
in home mechanical ventilation. Newsletter. Membership: USA $17; Overseas 
Surface $IS; Overseas Air $17. Handbook on ventilators and muscular 
dystrophy $6. Write: Int'I Ventilator Users Network, 4207 Lindell Blvd., /1110, 
St. Louis, MO 63108. Call (314)534-0475; FAX: (314)534-5070; E-mail: 
gini _intl@msn.com 

VESTIBULAR DISORDERS 

Vestibular Disorders AB>ciation Int'l. 100 independent groups. Founded 
1983. Information, referrals and support for people affected by disorders caused 
by inner ear problems. Public education, group development assistance, 
quarterly newsletter, library of resources, phone support network. Write: 
Vestibular Disorders Assn., P.O. Box 4467, Portland, OR 97208-4467. Call 
800-837-8428 or (503)229-7705; FAX: (503)229-8064; Web.site: 
http://www.teleport.com/ -veda E-mail: veda@teleport.com 
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VITILIGO 

National Vitiligo Foundation Nat'l. 14 affiliated groups. Founded 1985. 
Mutual help and education for persons with vitiligo, a skin disorder affecting 
pigmentation. Fund-raising for research. Semi-annual newsletter. Telephone 
network. Write: Nat'l Vitiligo Fdn., P.O. Box 6337, Tyler, TX 75711. Call 
(903)531-0074; FAX: (903)531-9767; E-mail: 7307l.33@compuserve.com 
Website: http://pegasus.uthct.edu/vitiligo/index.html 

VOMITING, CYCLIC 

Cydic Vomiting Syndrome Assn. lnt'l. 12 affiliated groups. Founded 1993. 
Mutual support and information for families and professionals dealing with 
cyclic vomiting Syndrome. Networking, phone support, educational materials, 
and research support. Newsletter. Write: CVSA, c/o Kathleen Adams, 13180 
Caroline Court, Elm Grove, WI 53122. Call (414)784-6842; FAX: 
(414)821-5494; E-mail: kadams@post.its.mcw.edu Website: 
http:/ /ezinfo.ucs.indiana.edu/ -jdbickel/cvs.html 

VON DIPPEL LINDAU 

VHL Family Alliance lnt'l network. 31 groups. Founded 1993. Opportunity 
for families affected by VHL to share their knowledge and experiences with each 
other and the medical community. Goal is to improve diagnosis, treatment and 
quality of life for VHL families. Newsletter, phone support and education. Help 
in starting groups. Write: VHL Family Alliance, 171 Clinton Rd., Brookline, 
MA02146. Call 800-767-4845 or(617)232-5946; FAX: (617)232-5946. E-mail: 
vhl@pipeline.com Web.fit~: http://www.vhl.org 

VULV AR DISORDERS 

The Vulvar Pain Foundation Int 'l. 110 networks/JO support groups. Founded 
1992. Provides research, treatment, information and emotional support to 
women experiencing vulvar pain. Identifies interested health care professionals. 
Participates in research. Newsletter, phone support, pen pals, videos, seminars, 
low oxalate cookbook. Dues vary ($40-$70). Assistance in starting new groups. 
For information send $2 with self-addressed stamped envelope. Write: The VP 
Fdn., P.O. Drawer 177, Graham, NC 27253. Call (910)226-0704 (Tues and 
Thurs, 8:30-4:30); FAX: (910)226-8518. 

WEA VER SYNDROME 

Support For Families with Weaver Syndrome Nat'l network. Founded 1995. 
Grassroots group of parents interested in networking with other f~lies affected 
by Weaver Syndrome to combine efforts and resources, and to look at long-term 
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expectations for this condition. To be proactive regarding medical needs. Phone 
support, pen pals. Write: Support for Families wilh Weaver Syndrome, c/o Patty 
Mer, 43S7 153rd Ave. SE, Bellevue, WA 98006. Call (425)747-5382 or 
(425)23S-1665. 

WEGENER'S GRANUWMATOSIS 

Wegeners Foundation, Inc. Nat'l network. Founded 1990. Provides support 
and education for persons wilh Wegeners gnmulomatosis. Encourages research 
into the causes and treatment of this rare disabling disease. Provides information 
and referrals, phone support, newsletter. Write: Wegeners Fdn., 9000 Rockville 
Pike Bldg. 31A BIW30, Belhesda, MD 20892. Call Linda BaltlUSCh 
(703)931-5852 (Voice/FAX); E-mail: lbaltrusch@aol.com 

Wegeners Granulomalosis Support Group Int 'l. 3 a.lfiliat«l groups. Founded 
1986. Non-profit heallh organimtion for patients wilh life-threatening 
uncommon Wegener's sranulomatosis and related vascular illnesses. Provides 
information to patients and physicians about this disorder and educates families, 
friends and general public about the devastating effects of Wegener's, it's 
symptoms and treatment. Dues $10/US; $20/lnt'I (which includes bimonthly 
newsletter). Write: Wegener'sGranulomatosisSupportGroup, P.O. Box 28660, 
Kansas City, MO 64188-8660. Call 800-277-9474; FAX: (816)436-8211; 
E-mail: wgjimiva@uit.net Website: http://www.wgsg.org/wgsg 

WILLIAM'S SYNDROME 

Williams Syndrome Auociation Nat'l network. 11 chapters. Founded 1983. 
To encourage research related to Williams syndrome, find and support families 
with Williams syndrome, and share information among parents and professionals 
re: educational, medical and behavioral experiences. Newsletter. Write: Williams 
Syndrome Assn., P.O. Box 297, Clawson, Ml 48017-0297. Call (810) 
541-3630; FAX: (248)541-3631; E-mail: T.Monkaba@aol.com Website: 
http://www.williams-syndrome.org 

Wll.SON'S DISEASE 

Wilson's Disease Association Nat'l network. 5 affiliated groups. Founded 
1979. Provides information about Wilson's disease, a genetic disorder dial 
causes excessive amounts of copper accumulation in the body, affecting the liver 
and brain. Provides mutual support and aid for those affected by the disease and 
their families. Promotes research into treatment and ewe. Quarterly newsletter. 
Telephone support network. Write: Wilson's Disease Assn., 4 Navaho Dr., 
Brookfield, CT 06804. Call 800-399-0266; FAX: (203)743-6196; Website: 
http://www.medhelp.org/wda/wil.htm . 
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WOLF-BIRSCBBORN SYNDROME 

4P- Parent Contad Group Na1'l network. l group in England. Foundt!d 1984. 
Provides support and information to families only of children with 
Wolf-Hirscbhom Syndrome. Offers phone support, biographies on other children 
with this syndrome. Newsletter. Write: 4P- Parent Contact Group, 2048 S. 182 
Circle, Omaha, NE 68130. Call (402)330-7135; E-mail: TomBecR@aol.com 
Web.rite: http://members.aol/com/lbentS03/whs 

WOMEN7SIIEALTB 
(Also see speclftc disorder) 

Nat'I Black Women's Health Project/Self-Delp Division lnt'l. 150 groups: 
16 chapters. FouNl«l 1981. Only organiz.ation dedicated solely to improving 
Black women's health status. Provides wellness education programs, self-help 
group development, empowerment training. Newsletter, fact sheets, policy 
briefs, and national conferences. Dues vary. Write: NBWHP, 1211 Connecticut 
Ave. NW Suite 310, Washington, DC 20036. Call (202)835-0117; FAX: 
(202)833-8790; E-mail: nbwhpdc@aol.com 

Nat'I Latina Health Oraanbation Na1'l MtWorlc.Founded 1986. Works 
toward bilingual access to quality health care through self-empowerment, 
educational programs, health advocacy, outreach and developing public policj 
specifically aimed at Latinas. Information and referrals, phone support, 
literature. Self-help facilitator training, maintains the Latina Health Resource 
library, conducts school-based youth programs and mentorship program. Write: 
Nat'I Latina Health Org., P.O. Box 7567, Oakland, CA 94601. Call 
(510)534-1362; FAX: (510)534-1364. 

XERODERMA PIGMENTOSUM 

Xerodenna Pigmentosum Society lnt'l network. Founded 1995. Provides 
sbarins of support, information and coping skills for families affected by 
xeroderma pigmentosum (hypersensitivity to light). Quarterly •information• 
newsletter. Promotes research into finding a cure. Information and referrals, 
phone support, conferences, pen pals, literature, advocacy in community, 
education and protection. Summer Sundown Camp for patients of all ages and 
their families. Write: XP Soc., Box 4759, Poughkeepsie, NY 12603. Call 
(914)473-4735; E-mail: caren@xps.orgmhv.net Web.site: http://www.xps.org 
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MENTAL HEALTH 
•71,e ftnt prlncipk of achievement is mental attitut.k. 

Man begins to achieve when he begins to believe. • 
- Elbert Hubbard 

ANXIETY / PHOBIAS / 
AGORAPHOBIA/ PANIC A1TACKS 

(A.Lso see Mental Health General, Speech/StUltaing) 

ABL (Agoraphobics Building Independent Lives), Inc. Na1 'l. 28 groups. 
Founded 1986. Mutual support, encouragement, goal setting, hope and 
education for persons with agoraphobia, anxiety or panic-related disorders, their 
families and friends. Information and referrals, phone support, newsletter, 
assistance in starting groups. Write: ADIL, Inc., 3805 Cutshaw Ave., Suite 415, 
Richmond, VA 23230. Call (804)353-3964; FAX: (804)353-3687; E-mail: 
abil1996@aol.com 

AIM (Agoraphobics In Motion) Nat'L 13 groups. Founded 1983. Self-help 
group that uses specific behavioral and cognitive techniques to help people 
recover from agoraphobia, anxiety, and panic attacks. Includes relaxation 
techniques, small group discussions, and field trips. Newsletter, pen pals. Group 
development guidelines ($27). Write: AIM, 1719 Crooks, Royal Oak, Ml 
48067-1306. Call (248)547-0400. 

Anxiety Disorden AAodation of America Na1'l network. Founded 1980. 
Promotes the welfare of people with phobias and related anxiety disorders. An 
organiution for consumers, health care professionals and other concerned 
individuals. Publishes national membership directory, self-help group directory, 
ADAA Reporter, and newsletter. Write: ADDA, 11900 Parldawn Dr., #100, 
Rockville, MD20852-2624. Call(301)231-93S0; FAX: (301)231-7392; E-maiL· 
AnxDis@aol.com Web.site: http://www.adaa.org 

Fear of Success Anonymom Na1'l. 6 affiliated groups. Founded 1989. 
Gathering of men and women who aro committed to obtaining and enjoying the 
benefits of success, as wo individually define it, in all areas of our lives. 
Follows the 12-steps to overcome fears, avoid self-sabotaging behavior and tak~ 
action. Group meetings, newsletter, phone lists, workshops, and assistance in 
starting groups. Write: Fear of Success Anonymous, 16161 Ventura Blvd., 
/1727, Encino, CA91436. Call(818)907-3953. Web.rite:http://fosa.home.ml.org 

GROW, Inc. lnt'l. 143 groups in IL, NJ, DE and RI. Founded 1951. 12-step 
mutual help program to provide the know-how for avoiding and recovering from 
depression, anxiety and other mental health problems. Offers a caring and 
sharing community to attain emotional maturity, penonal responsibility, and 
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recovery from mental illness. Leadership training and consultation to develop 
new groups available. Write: GROW, Inc., 2403 W. Springfield Ave., Box 
3667, Champaign, IL 61826. Call (217)352-6989; FAX: (217)352-8530. 

(Model) Council on Anxiety Disorders 2 affiliated groups in Georgia. 
Founded 1988. Education, support and encouragement for people with anxiety 
disorders. Packets available nationwide that include personal stories, resources 
for information about treatment of panic disorder, phobias, obsessivtH:Ompulsive 
disorder, post-traumatic stress, separation anxiety, and general anxiety. Cassette 
tapes, quarterly newsletter and group development guidelines available. Write: 
Council on Anxiety Disorders, Route 1, Box 1364, Clarkesville, OA 30523. 
Call (706)947-3854; FAX: (706)947-1265; E-mail: slvau@stc.net 

CONSUMERS OF MENTAL HEALTH/ 
PSYCHIATRIC SURVIVORS 

(ALro see Mental Health General, Disabilities General, sped.fie disorder) 

Dual Disorders Anonymous Nat 'l. 28 groups in 'IL,· 20 in other states. 
Founded 1982. Fellowship of men and women who come together to help those 
members who still suffer from both mental disorder and alcoholism and/or drug 
addiction. Uses the 12-step program of A.A. Group development guidelines. 
Write: Dual Disorders Anonymous, P.O. Box 681264, Schaumberg, IL 
60168-1264. Call (847)956-1660. 

GROW, Inc. lnt'l. 143 groups in 'IL,, NJ,, DE. and RI. Founded in 1957. 
12-step mutual help prognm to provide know-how for avoiding and recovering 
from depression, anxiety and other mental health problems. Offers a caring and 
sharing community to attain emotional maturity, personal responsibility, and 
recovery from mental illness. Leadership training and consultation to develop 
new groups available. Write: GROW, Inc., 2403 W. Springfield Ave., Box 
3667, Champaign, IL 61826. Call (217)3S2-6989; FAX: (217)3S2-8530. 

Heartway Projects Nat'l. Foundt!d 1992. Dedicated to supporting the rights 
of mentally ill people to create a higher quality of life. Creates 
consumer-generated and nm self-help groups and projects to empower 
individuals. Education, literature, information and referrals, phone support, 
advocacy, and support group meetings. Write: Heartway Projects, P.O. Box 46, 
Malo, WA 99150-0046. Call (509)779-4756; E-mail: ajiles@tincn.tincan.org 

Reclamation, Inc. Nat'lnetworlc. Founded 1974. Allianceofmentally restored 
people helping to reclaim the human dignity destroyed by the stigma of mental 
illness. Directs ex-patients in worthwhile, positively visible projects to improve 
image. Publishes quarterly newsletter. Staffed and funded by ex-patients. Write: 
Don H. Culwell, Director, 2502 Waterford Dr., San Antonio, TX 78217. Call 
(210)822-3S69. 
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NADD: An AB>dation for Persons with Developmental Disabilities and 
Menial Health Needs Nat 'l. 4 affiliated groups. Founded 1983. Promotes the 
development of resources for person with menial retardation and menial illness 
through education, advocacy, research and exchange of information. 
Conferences, audio tapes and books, and directory of members available. Write: 
NADD, 132 Fair St., Kingston, NY 12401. Call (914)331-4336; FAX: 
(914)331-4569; E-mail: nadd@mhv.net 

Schizophrenics Anonymous lnt'l. 70+ chapters. Founded 1985. Organiz.ed 
and nan by people with schimplumia-related disorders. Offers fellowship, 
support and information. Focuses on recovery, using a 6-step program, along 
with medication and professional help. Weekly meetings, guest speakers, phone 
network, newsletter, and help in starting groups. Write: Schimphreoics 
Anonymous, c/o MHA in Michigan, 15920 W. Twelvo Mile, Southfield, Ml 
48076. Call (248)557-6777; PAX: (248)557-5995; E-MaiL· mha-mi@juno.com 

(Model) FAIR (Family And Indi,idual Reliance) S groups in Taas. Founded 
1981. Statewide mutual support groups for persons with present or past mental 
or emotional illness. Separate groups for family and friends. Bi-annual retreat, 
•how-to• manual ($12), facilitators training manual ($S), and quarterly 
newsletter. Write: FAIR, c/o Mary Dees, MHA in Texas, 8401 Shoal Creek 
Blvd., Austin, TX 78757. Call (512)454-3706; FAX: (512)454-3725. 

(Model) On Our Own, Inc. 1 group in Baltimore, MD. Founded 1981. 
Mutual support and advocacy for mental health consumers. Drop-in center 
provides educational, social and recreational activities. Provides assistance in 
starting similar drop-in ceoters. Write: On Our Own, P.O. Box 18899, 
Baltimore, MD 21206. Call 800-553-9899 (in MD) or (410)488-4480; FAX: 
(410)488-4482; E-mail: onourown@aol.com 

(Model) Well Mind Asmciation of Greater Washington Founded 1967. 
Provides education about mental illness as principally a metabolic disorder. 
Explores the connection between mental illness and environmental, biological 
and physiological factors. Newsletter, phono support, information, referrals to 
practitioners, literature, books and tapes. Assistance in starting new groups. 
Write: Well Mind Assn. of Greater Washington, P.O. Box 201, Kensington, 
MD 20895-0201. Call (301)774-6617; FAX: (301)946-1402. 

(Resour«) National Empowennent Center Founded 1992. Consumer-nan 
center lb.at provides information on various self-help resources of interest to 
mental health consumers. Provides networking, conference calls, information on 
upcoming conferences and workshops. Write: National Empowerment Center, 
20 Ballan! Rd., Lawrence, MA 01843. Call (508)685-1518 or 
800-POWER-2-U; FAX: (508)681-6426; TIY: 800-889-7693; Website: 
http://www.conceotric.net/ -powel2U 
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(Resource) National Mental Health Comwners Self-Help Clearinghouse 
Consumer self-help resource organization geared towards meeting the individual 
and group needs of mental health consumers. Assistance in advocacy, listings of 
publications, on-site consultations, information and referrals, training, 
educational events. Funded by Center of Mental Health Services. Write: Nat'l 
MH Consumers Self-Help Clearinghouse, 1211 Chestnut St., #1000, 
Philadelphia, PA 19107-4103. Call 800-553-4-KEY, FAX: (215)636-6310; 
Website: http://www.libertynet.org/ -mha/cl_house.html 

D~ION / MANIC-D~ION / 
POST-PARTUM D~ION 

(ALro see Mental Health General, Consumers of Mental Health) 

GROW, Inc. lnt'l. 143 groups in IL, NJ, DE and RI. Founded 1957. 12-step 
mutual help program to provide know-how for avoiding and recovering from 
depression, anxiety and other mental health problems. Offers a caring and 
sharing community to attain emotional maturity, personal responsibility, and 
recovery from mental illness. Leadership training and consultation to develop 
new groups. Write: GROW, Inc., 2403 W. Springfield Ave., Box 3667, 
Champaign, IL 61826. Call (217)352-6989; FAX: (217)352-8530. 

Depressed Anonymous lnt'L 30+ q/Jiliated groups. Founded 1985. 12-step 
program to help depressed persons believe and hope they can feel better. 
Newsletter, phone support, information and referrals, workshops, conferences 
and seminars. Information packet ($5). Write: Depressed Anonymous, P.O. Box 
17471, Louisville, KY 40217. Call Hugh S. (502)569-1989; Website: 
http://www.depressionselfhelp.com E-mail: depanon@ka.net 

DAD (Depreaion After Delivery) Nat 'I. 100 aJliliated groups. Founded 1985. 
Support and information for women who have suffered from post-partum 
depression. Telephone support in most states. Newsletter ($30/yr), group 
development guidelines, pen pals, conferences. Write: DAD, P.O. Box 1282, 
Morrisville, PA 19067. Call (215)295-3994 or 800-944-4773 (leave message); 
Website: http://www.behavenet.com/dadinc 

DRADA (Depreaion and Related Affective Disorders ~n) lnt'l. 60 
affiliated groups. Founded 1986. Aims to alleviate the suffering arising from 
depression and manic-depression by assisting self-help groups, providing 
education and information, and supporting research. Newsletter, literature, 
phone support, assistance in starting new groups, and young people's outreach 
project. Write: DRADA, Meyer 3-181 600 N. Wolfe St., Baltimore, MD 
21287-7381. Call (410)955-4647 (Baltimore, MD) or (202)955-5800 
(Washington, DC); FAX: (410)614-3241; E-mail: 
drada@welchlink.welch.jhu.edu 
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National Depreuive and Manic-Depresuve As.1ociation Nat 'L 275 chapters. 
Founded 1986. Mutual support and information for persons with depressive and 
manic-depressive illness, and their families. Provides public education on the 
nature of depressive illnesses. Annual conferences, chapter development 
guidelines, and quarterly newsletter. Boobtoie, catalog, and mail orders. Write: 
NDMDA, 730 N. Franklin, 1501, Chicago, IL 60610. Call 800-826-3632 or 
(312)642.Q049; FAX: (312)642-7243; Web.rile: http://www.ndmda.org/ 

NOSAD (National Oraanization for Seasonal Affective Disorder) Nat 'I. 
Founded 1988. Disseminates information and provides education about the 
causes, nature and treatment of seasonal affective disorder (SAD). Promotes 
development of services for patients and their families. Encourages research into 
the cause and cuie of SAD. Newsletter. Write: NOSAD, P.O. Box 40190, 
Washington, DC 20016. 

Postpartwn Support International Int 'L 250 affiliated groups. Founded 1987. 
To increase the awareness of the emotional changes women can experience 
during pregnancy and after the birth of a baby. Information on diagnosis and 
treatment of postpartum depression. Education, advocacy, annual conference. 
Encourages formation of support groups, and helps strengthm existing groups. 
Phone support, referrals, literature, newsletter. Write: Postpartum Support Jnt'I, 
927 N. Kellogg Ave., Santa Barbara, CA 93111. Call (805)967-7636 (day); 
FAX: (805)967-0608; E-mail: thonikmao@r.ompuserve.com 

(Model) PdDSG-NY (Mood Disorders Support Group, Inc.) J affiliated 
groups in New Yark Ci,y area. Founded 1981. Support and education for people 
with manic~ression or depression, their families and &iends. Guest lectures, 
newsletter, rap groups, assistance in starting groups. Write: MDSG, Inc., P.O. 
Box 1747, Madison Sq. Station, New York, NY 10159. Call (212)533-MDSG; 
FAX: (212)475-5109; Website: http://www.psycom.net/mdsg.html 

FAMILIES OF MENTALLY D..L 
(ALro see Mental Health General, and specific disorder) 

Attachment Disorder Parents Network Nat 'l. S aJliliated groups. Founded 
1988. Support and information for parents and professionals dealing with 
children with attachment disorder. Newsletter, phone support, information and 
refernls. Write: Attachment Disorder Parents Network, P.O. Box 18475, 
Boulder, CO 80308. Call (303)443-1446. 

Federation of Families for Children's Mental Heallh Nat'l. 122 aJfiliated 
groups. Founded 1989. Puent-run organization that focuses on the needs of 
children and youth with emotional, behavioral or mental disorders and their 
families. Provides information, advocacy, newsletter, and conferences. Write: 
Federation of Families for Children's Mental Health, 1021 Prince St., 
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Alexandria, VA 22314-2971. Call Barbara Huff (703)684-7710; FAX: 
(703)836-~040 Website: http://www.ffcmh.org E-mail: ffcmh@crosslink.net 

National Alliance for the Mentally m (NAMI) Na1 'l. 1187 affilia1es. Founded 
19'79. Network of self-help groups that provide emotional and educational 
support for relatives and individuals affected by mental illness. Bi-monthly 
newsletter, affiliate development guidelines. Conducts anti-discrimination 
campaign. Write: NAMI, 200 N. Glebe Rd., #1015, Arlington, VA 
22203-3754. Call 800-950-6264 (group referrals) or (703)524-7600; FAX: 
(703)524-9094; Website: http://www.nami.org E-mail: namioffc@nami.com 

Relatives Project, The Nat'I. 12 groups. ·Founded 1994. Self-help group for 
families and friends of those with mental or emotional problems. Helps 
caregivers or those dealing with a troublesome relationship. Members learn 
coping skills and techniques to manage their own stress, create a peaceful 
domestic environment. Assistance in starting new groups. Write: Relatives 
Project, c/o Phyllis Deming, Abraham A. Low Institute, SSO Frontage Rd. 
112797, Northfield, IL 60093. Call (847)441-0445; FAX: (847)441--0446. 

Schizophrenia Society of Canada Nat'l. 10 provindal chapters. Founded 
19'79. Information, support and advocacy for families and friends of persons 
with schizophrenia. Conducts public awareness campaigns, advocacy events and 
fund-raising. Newsletter, guidelines and assistance for starting self-help groups, 
information and refenals, phone help, conferences, brochures, handbooks, and 
videos. Dues $5/yr. Write: Schizophrenia Soc. of Canada, 75 The Donway W .. 
#814, Don Mills, Ontario Canada M3C 2E9. Call (416) 445-8204; FAX: 
( 416)445-2270; Website: http://www.schizophrenia.ca 

Spouse and Partners Council Nat'l. 11 aj/ilia1ed groups. Founded 1994. 
Mutual support to help well spouses deal with their partner's mental illness 
through support groups and phone support. Provides advocacy, conferences, 
workshops. Assistance in starting groups available. Various dues. Sponsored by 
Nat'I Assn. for the Mentally Ill. Write: Spouses and Partners Council, P.O. Box 
222, Augusta, Maine 04332. Call (207)622-5767 (voice/FAX). E-mail: 
jrdd@samtel.com 

(Model) FAIR (Family And Individual Reliance) 5 groups in Taas. Founded 
1981. Offers mutual support groups statewide for family and friends of persons 
with present or past mental or emotional illness, with separate groups for 
persons with mental illness. Bi-annual retreat. Publishes •how-to• manual ($12). 
facilitators training manual ($5), and quarterly newsletter. Write: FAIR, c/o 
Mary Dees, MHA in Texas, 8401 Shoal Creek Blvd., Austin, TX 787S7. Call 
(512)4S4-3706 or (512)454-3725. 

(Model) Parents Involved Network 1 group in Philadelphia, PA. Founded 
1984. Parent-nm, self-help/advocacy, information and referral for families of 
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children/adolescents who have emotional or behavioral disorders. Provides 
support, telephone information and referral, and linkage with other parents and 
parent organizations. Newsletter. Write: Parents Involved Network, 1211 
Chestnut St., 11th fl., Philadelphia, PA 19107. Call 800-688-4226 or 
(21S)7Sl-1800; FAX: (215)636-6300; E-mail: fine@libertynet.org 

(Model) REACH ("Reaaurance to Each") 20 groups In Minnesota. Founded 
1977. Offers groups for families and friends of persons with mental illness, for 
education and information. Groups aro free, confidential and open to new 
participants at any time. Information and technical assistance available for 
starting REACH Groups. Write: REACH, c/o MHA of MN, 205 W. 2nd St., 
11412, Duluth, MN SS802. Call (218)726-0793; 800-315-537S (in MN); FAX: 
(218)727-1468. 

MENTAL BEALffl (GENERAL) 
(Also see Disabilities General, specific disorder) 

16 Steps of F.mpowerment Nat'L 100+ groups. Founded 1992. Offers 
support for a wide variety of quality of life issues, such as addiction, 
codependency, abuse, empowerment, etc. Tho 16 steps focus on a positive 
approach to help members celebrate personal strmgths, have choices, stand up 
for themselves, heal physically, express love, and see i,iemselves as part of the 
entire community, not just tho recovery community. Write: 16 Steps of 
Empowerment, 362 N. Cleveland Ave., Suite 1, St. Paul, MN 55104. Call 
(612)645-5782; Website: http:/ /members.aol.com/empower16/steps.htm 
E-maiL· empower16@aol.com 

C.U.S.A. (Catholics United for Spiritual Action) Nat 'l. 120 correspondence 
groups. Founded 1947. Conapondence support groups for persons of all faiths 
with any typo of handicap or chronic illness. Catholic in founding, but open to 
all. Emphasis on spiritual values and mutual support. Through group letters 
members find close relationships, understanding and coUJage. Dues S 10/yr. (can 
be waived). Write: C.U.S.A., 176 W. 8th St., Bayonne, NJ 07002. Call Ann 
Marie (201)437-0412 (day); E-mail: ams4@juno.com 

Disabled Artists' Network Nat'l network. Founded 1985. Mutual support and 
exchanging of information for professional visual artists with physical or mental 
disabilities. Provides information and referrals, pen pal program and reports to 
active members only. Write: Disabled Artists' Network, P.O. Box 20781, New 
York, NY 10025. Include self-addressed stamped envelope. 

Emotional Health Anonymous Nat 'l. 50 chapters. Founded 1970. Fellowship 
of people who meet to share experimces, strengths and hopes with each other 
so they may solve common problems of mental health. Patterned after the 
12-step program of Alcoholics Anonymous. Group development guidelines and 
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newsletter. Write: Emotional Health Anonymous, P.O. Box 429, Olendale, CA 
91209-0429. Call (310)679-2671. 

Emotiom Anonymous lnt'l. 1300 chapters. Founded 1971. Fellowship for 
people experiencing emotional difficulties. Uses the 12-step program sharing 
experience, strength and hopes in order to improve emotional health. Chapter 
development guideline, and catalog. Write: E.A., P.O. Box 4245, St. Paul, MN 
55104-0245. Call (612)647-9712; Website: http://www.mtn.org/EA E-mail: 
eaisc@mtn.org 

Friends' Health Connection Na1 'l network. A communication support network 
that connects people of all ages with any disorder, illness or handicap. Also 
networks caretakers, families and friends. Members are networked with each 
other based on health problem, symptoms, hobbies, lifestyle, interests, 
occupation, location and other criteria, and communicate via letters, phone, 
lapes, e-mail, and face-to-face. It is intended for emotional support, not for 
romantic purposes. Fee $20 (optional). Write: Friend's Health Connection, P .0. 
Box 114, NewBnmswick, NJ08903. Call 800-483-7436; FAX: (908)249-9897; 
E-mail: thc@pilot.nja.netWebsite:http://www.48friend.com 

International As.1ociation for Clear Thinking (IACT) Int 'l. 100 chapters. 
Founded 19'10. For people interested in living their lives more effectively and 
satisfactorily. Uses principles of clear thinking and self-counseling. Newsletter, 
group handbook. chapter development kit, audio lapes, facilitator leadership 
training, and self-help materials available. Write: IACT, P.O. Box 1011, 
Appleton, WI 54912. Call (920)739-8311; FAX: (920)582-9783. 

Recoveries Anonymous Int 'l. 20 groups. Founded 1983. A solution-focused 
12-step fellowship, designed especially for those who have yet to be successful 
in their search for recovery. For those who know the 12-steps work and want 
to learn how to use lhem. Open to anyone, including friends and family. 
Newcomer guide ($2); Oroup start-up kit ($25). Write: Recoveries Anonymous, 
P.O. Box 1212, Hewitt Sq. Stn .• E. Northport, NY 11731. Call (516)261-1212. 

Recovery, Inc. lnt'L 700+ group,. Founded 1931. A community mental 
health organimtion that offers a self-help method of will training; a system of 
techniques for controlling temperamental behavior and changing attitudes toward 
nervous symptoms, anxiety, depression, anger and fears. Publications for 
members. Information on starting groups and leadership training. Write: 
Recovery, Inc., 802 N. Dearborn St., Chicago, D..60610. Call (312)337-5661; 
FAX: (312)337-5756; E-mail: spot@recovery-inc.com Website: 
http://www.recovery-inc.com 

TARA (Total Aspects of Reco•ery Anonymous) Int 'I. 17 aJlilia1etl groups. 
Founded 1989. 12-step recovery program to provide a loving and safe 
environment where members are free to addJess the entire spectrum of addictive 
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and dysfunctional behaviors. Guidelines for developing groups. Write: TARA, 
3799 Montclair, Cameron Pm, CA 95682. Call (916)676-3366. 

(Model) CAIR (Changina Attitudes la Recovery) 30 groups in California. 
Founded 1990. A self-help •family• sharing a common commitment to gain 
healthy esteem. Includes persons with relationship problems, addictions, mental 
illness, etc. Offers new techniques and tools lhat lead to better self-esteem. 
Assistance in starting groups. Handbook ($9.95), audio tapes, and leader's 
manual. Write: Psych. Assoc. Press, 706 13th St., Modesto, CA 95354. Call 
(209)577-1667 (day); FAX: (209)577-3805. 

(Model) Enthusyattituditiks (En-thooz-e-at-ah-two-da-tiks) l group in No. 
Carolina. Founded 1992. Members support one another to live life with more 
enthusiasm, joy and laughter to share with less fortunate folks. Ideal for folks 
who have dealt with, and want to let go of their old struggles. Newsletter, 
phone support, group meetings, information and referrals. Dues $10. Provides 
help in starting groups. Handbook ($5). Said self-addressed envelope with 
inquiries. Write: Enthusyattituditiks, P.O. Box 907, Fletcher, NC 28732. Call 
Joyce Rue-Potter (704)687-3845. 

(How-To Guide) All Together: A Guide for Dmodative Identity Disorder 
Self-Help Groups. Since there is no cunmt national group for multiple 
personality/dissociative disorder, we are providing information on this 53-page 
how-to guide which was edited by Jody Szcach, and is available for $10 
postpaid from: Clearinghouse For Self-Help Groups, 339 East Ave., Suite 201, 
Rochester, NY 14604; phone: (716)325-3145 ext. 14. 

(Note) Anger Control is a concem for which we have received a significant 
number of inquiries. Regrettably, wo are unaware of any national or model self­
help support group that has yet been formed. If you learn of any existing groups 
that you would recommend, or are interested in starting such a group, please call 
the Clearinghouse. 

(Note) Compulsive Lying is a concem for which we have received a significant 
number of inquiries. Regrettably, wo are unaware of any national or model self­
help support group that has yet been formed. If you learn of any existing groups 
that you would recommend, or are interested in starting such a group, please call 
the Clearinghouse. 

•711e deq,at need of man is the need to overcome his separateness, to leave the 
prison of his aloneness. • 

- Erich Fromm 
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Olm~IVE-COMPIJISIVE DISORDER / 
TRICBOTILLOMANIA 

(ALro se~ Mental Hmlth ~neral) 

Chapter 7 

Obses.1ive-Compulsive Anonymous Nat'I. 50 affiUatetl groups. Foundl!d 1988. 
12-step self-help sroup for people with obsessive-compulsive disorders. 
Assistance available for starting groups. Write: OCA, P.O. Box 215, New Hyde 
Park, NY 11040. Call (516)741-4901. 

O.C. Foundation, Inc. Nat 'l. B chapters. Founded 1986. Dedicated to early 
intervention in controlling and finding a cure for obsessive compulsive disorders 
and improving the welfare of people with OCD and other related OCD spectrum 
disorders. Provides education, research, mutual support, bi-monthly newsletter, 
and group development pidelines. Exchanges messages on Prodigy Medical 
BBS: Depression/Anxiety/OCD. Write: O.C. Fdn., P.O. Box 70, Milford, CT 
06460-0070. Call (203)878-5669 (day); (203)874-3843 (recorded message); 
FAX: (203)874-2826; Websit~:· http:/ !pages.prodigy .com/alwillen.ocf.html 
E-mail: JPHS28A@prodiff.com 

Trichotillomania Leaming Center lnt'l. 61 aJ/illate.d groups. Founud 1991. 
Information and support to patients, families and professionals about 
trichotillomania (compulsive hair pulling). Newsletter, information and referrals, 
phone support, pen pals, and literature. Provides assistance in starting similar 
groups. Write: TLC, 1215 Mission St., Suite 2, Santa Cruz, CA 95060. Call 
(408)4S7-1004; FAX: (408)426-4383. 

(Model) Council on Anxiety Disorders 2 local groups in Georgia. Founded 
1988. Meetings provide education, support and encouragement for people with 
8Dlliety disorders. Packets are mailed nationwide that include personal stories, 
resoun:e list of places to contact and information about treatment of panic 
disorder, phobias, obsessive-compulsive disorder, post-traumatic stress, 
separation anxiety, and general 8Dlliety. Cassette tapes, quarterly newsletter, and 
group development pidelines. Write: Council on Anxiety Disorders, Route 1, 
Box 1364, Clarkesville, GA 30523. Call (706)947-38S4; FAX: (706)947-1265; 
E-mail: slvau@stc.net 

•Ewry,hlng can • taun from a man but one thing,· tM last of tM human 
freedoms-to choose one '1 anitru:k in any giwn set of drcumstanca, to choose 
one's own way. • 

- Vilctor Frankl 
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MISCELLANEOUS 
•7M man who nel!lls no help is a lonely man indeed. • 

- Dagobut D. Runes 

ACCIDENT / TRAUMA VICTIMS 
(Also see Bereavmu!nl. Disabllitia, Near Dea1h) 

Wings of Light, Inc. Nat'L J support networks. Founded 1995. Support and 
information network for individuals whose lives bavo been touched by aircraft 
accidents. Separate networks for: airplane accident survivors; families and 
friends of per&Ons killed in airplane accidents; and per&ODS involved in rescue, 
recovery and investigation of crashes. Information and referrals, and phone 
support. Write: Wings ofUght, 16845 N. 29th Ave., Suite 1-448, Phoenix, AZ 
85023. Call Soo-613-8531 or (602)516-1115; FAX: (602) 572-2511; Website: 
http://www.flightdata.com/wol E-mail: awaasings@aol.com 

(Matkl) Trauma Recovery, Inc. 2 groups ln Maryland. Founded 1979. Mutual 
support for people recovering from serious injuries, and their family members. 
Offers emotional support, friendship and practical help with day-to-day 
problems. Write: Trauma Recovery, c/o Linda Wolfe, 1992 Gooseneck Rd., 
Pasadena, MD 21122. Call Linda Wolfe (410)255-3074. 

(On-line Raource) Car Accident Web Site While not an online support group, 
rather a book promotion site, some stories of victims an, shared here and web 
resources provided. (If you an, a veteran of a traumatic car accident, and you an, 
seriously interested in joining with others to start a support network to help new 
survivors, the American Self-Help Clearinghouse can help you.) Also available 
from us is a discounted copy of Jack Smith's book, •ear Accident: A Practical 
Recovery Manuai■ ($10 postpaid). Website: http://www.stresspress.com/car 

(Note) Post Tnmnatic Stress Disorder is a concem for which we have 
received a significant number of inquiries. Regrettably, we an, unaware of any 
national or model self-help support group that has yet been formed. If you learn 
of any existing groups that you would recommend, or are interested in starting 
such a group, please call the Clearinghouse. 

AGING / OLDER PERSONS 
(Also see Caregivers, Wulowhood, Women, Toll-Free Numbers) 

AARP (American Association of Retired Persom) Nat 'I. 4000 chapters. 
Founded 1958. Non-profit membership organiz.ation dedicated to addressing the 
needs and interests of persons SO and older. Seeks through education, advocacy 
and service to enhance the quality of life for all by promoting independence, 
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dignity and purpose. Write: AARP, 601 B St., NW, Washington, DC 20049. 
Call (202)434-2277. 

Gray Panthers Nat'l. 62 chapters. Founded 1970. Multi-generational 
education and advocacy movement/organimtion that works to bring about 
fundamental social changes including a national health care system, elimination 
of all forms of discrimination, and economic justice. Newsletter, newspaper, 
chapter development guidelines. Dues $20/US; $3S/Org; $40/lnt'I. Write: Gray 
Panthers, 2025 Pennsylvania Ave., NW, #821, Washington, DC 20006. Call 
(202)466-3132; FAX (202)466-3133. 

Older Women's League (OWL) Nat'l. 80 chapters. Founded 1980. 
Membership organimtion that advocates on behalf of various economic and 
social issues for midlife and older women (social security, pension rights, health 
insurance, employment, caregiver support, elder abuse, etc.). Newsletter, and 
chapter development guidelines. Dues $25/yr. Write: OWL, 666 11th St., NW, 
Washington, DC 20001. Call (202)783-6686 or 800-825-3695; FAX: (202) 
638-2356. 

Phenix Society lnt'L 15 q/Jiliated chapters. Founded 1973. Holistic and 
spiritually-oriented fellowship seeking to explore meaning, wisdom and potential 
of later yean of life. Phenix Clubs aim to develop spiritually and improve 
quality of life through reading, weekly meetings and discussions. •Mind 
Expander• newsletter ($6). Club handbook, annual national meetings, and group 
development guidelines. Write: Phenix Soc., Box 3S1, Cheshire, CT 06410. 
Call (203)387-6913. 

ARTISTIC CREATIVITY 

ARTS Anonymous (Artists Recoveri111 Through the Twelve Steps) fnt 'I. 150 
meetings throughout U.S. Founded 1984. A spiritual program based on the 
12-steps and 12-traditions of A.A. The only requirement for membership is a 
desire to fulfill your creative potential. Retreats, literature, and meeting start-up 
guidelines. For meeting information, send self-addressed stamped envelope to: 
ARTS Anonymous, P.O. Box 175 Ansonia Station, NY, NY 10023-0175. 
(Outside NY, NJ, CT area include $2 and names of nearby cities or towns). 
With touch tone phone call (212)873-7075 (they will call back collect); Website: 
http://www.pagehost.com/ ARTS E-mail: jaymarlc@brigadoon.com 

CAREGIVERS 
(Al.so .see Aging, and sped.fie health disorder) 

CAPS (Children of Aging Parents) Nat'l. 26 groups. Founded 1977. 
Non-profit membership organization dedicated to the needs of caregivers of the 
elderly. National support network offers information, refenal and counseling. 
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Bi-monthly newsletter-capsule and low-cost materials. Assistance in starting 
groups. Write: CAPS, 1609 Woodboume Rd., Suite 302A, Levittown, PA 
19057. Call 800-227-7294 or (215)945-6900; FAX: (215)945-8720. 

National Family Caregivers Association Nat'l network. Founded 1992. 
Dedicated to improving the quality of life for family caregivers. Networks 
members together for support. Provides information and referrals, resou~, 
literature, and phone support. Dues $18/yr. Write: Nat'I Family Caregivers 
Assn., 9621 E. Bexhill Dr., Kensington, MD 20895-3014. Call (301)942-6430 
or 800-896-3650; FAX: (301)942-2302; Web.rite: http://www.nfcacares.org 
E-mail: info@nfcacares.org 

Well Spouse Foundation Int 'I. 90 support groups. Founded 1988. Provides 
support and information to the well spouses of the chronically ill, educators, 
human service professionals and the public about die needs of spousal 
caregivers. Bi-monthly newsletter, round-robins, and guidelines and assistance 
for starting new groups. Write: Well Spouse Fdn., 610 Lexington Ave., #814, 
New York, NY 10022-6005. Call 800-838-0879 or (212)644-1241; FAX: 
(212)644-1338; E-mail: wellspouse@aol.com 

(MO:del) Advocacy Center for Long-Tenn Care Statewide (Minne.rota). 
Founded 1972. Provides services to Minnesota-based consumer councils and 
their members through technical assistance to residents, families and staff in 
starting or improving councils. Provides workshops and training. Variety of 
printed resource materials on long-term care topics, how-to on starting Nuning 
Home Family Councils and Resident Councils, and catalog. Write: Advocacy 
Center for Long-Term Care, 2626 E. 82nd St., Suite220, Bloomington, MN 
55425. Call (612)854-7304; FAX: (612)854-8535. 

(Model) DEBUT (Daughters of Elderly Bridging the Unknown Together) 
l group in Indiana. Founded 1981. Support group designed by, and for, women 
struggling with the responsibilities, emotions, and decisions involved in the care 
of aging parents. Phone network, and weekly meetings. Write: DEBUT, Area 
10 Agency on Aging, 7S00 Reeves Rd., Bloomington, IN 47404-9688. Call Pat 
Meier (812)876-5319. 

CAMPUS GROUPS 

(Model) Campm Support Groups Program Founded 1988. Approximately 
2S 1roups, on University of filinois at Urbana-Champaign campus, address 
academic, health, cultural, women's and other issues. The program is sponsored 
by lhe Counseling Center and provides leadership training, logistical support, 
newsletter, and ongoing consultation. Training packet available. Some groups 
meet via computer, several with anonymous access. Offers a credit course in 
•issues in Support Group Leadership• lhrough lhe EdPsych Department. Write: 
Campus Support Groups Program, 232 Student Services Building, 610 E. John 
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St., Champaign, IL 61820. Call (217)244-0454 or (217)333-3704; FAX: (217) 
244-9645; E-mail: cspg@uiuc.edu Web.rite: http://www.udos.uiuc.edu/ 
Counseling_ center/csgp/csgphome.htm 

CLU1TER / MESSINFM 

Clutterers Anonymom Na1'l. 15 q/filia1t!tl groups. Founded 1989. Mutual 
support to help people who have problems with clutter, compulsive saving, poor 
organization and procrastination, to help bring order into their lives and have 
more control over the state of their possessions. Also for concerned families and 
friends. Assistance in starting groups. Send self-addressed stamped business size 
envelope to: Clutterers Anonymous, P.O. Box 25884, Santa Ana, CA 
92799-5884. 

Meaies Anonymous Nal'l. 25 groups. Founded 1981. 12-step group that aims 
to improve the quality of life of disorganiml homemakers by providing 
motivation and a program for change to help members improve self-image as 
control of house and life is obtained. Optional dues. Quarterly newsletter ($16/2 
years). Send a self addressed stamped envelope to: Messies Anonymous, S02S 
SW I 14th Ave., Miami, FL 33165. Call (305)271-8404; E-mail: 
SRFMA@aol.com 

CODEPENDENCY 

Co-Dependents Anonymous Int 'L 3900+ gro11p.r worldwitk. Follllded 1986. 
Twelve-step self-help program of recovery from co-dependency, where members 
share experience, strength, and hope in the effort to find freedom and peace in 
relationships with themselves and others. Newsletter ($8/yr). Ubrary of 
literature and audio tapes. For group information in the United States call 
(602)277-7991; for international group information call (706)647-7736; FAX: 
(706)647-1755. For international information write: World Services of CoDA, 
P.O. Box 7051, Thomaston, GA 30286; E-mail.· wscoda@alltel.net Website.· 
http://www.ourcoda.org 

Love-N-A~diction lnt'l. 73 chaptes. Founded 1986. Explores bow loving can 
become an addiction. Builds a healthy support system to aid in recovery from 
addictive love into healthy love. Uses ideas from book •women Who Love Too 
Much• by Robin Norwood. Chapter development guidelines ($15). Write: Love­
N-Addiction, P.O. Box 759, Willimantic, er 06226. Call Carolyn Meister 
(860)423-2344 (will return call collect or leave mailing address). 

(Model) CAIR (Changing Attitudes in Recovery) JO groups in CA. Founded 
1990. Self-help •family• sharing a common commitment to gain healthy esteem. 
Includes persons with relationship problems, addictions, mental illness, etc. 
Offers new techniques and tools that lead to better self-esteem. Assistance in 
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starting groups, handbook ($9.95), audio tapes, and leader's manual available. 
Write: Psych. Assoc. Press, 706 13th St., Modesto, CA 95354. Call 
(209)577-·1667 (day); FAX: (209)577-3805. 

CRIME VICTIMS / OFFENDERS 
(Also see Bereavement General) 

MADD (Mothers Agaimt Dnank Driving) Nat'l. 600+ chapters. Founded 
1980. The mission of MADD is to stop drunk driving and support victims of 
this violent crime. Newsletter, and chapter development guidelines. Write: 
MADD, Sil E. John ~ter Freeway, 1700, Irving, TX 75062-8187. Call 
(214)744-6233; FAX: (972)869-2206; victim hodine: 800-0ET-MADD; 
Website: http://www.madd.org 

National Organimtion for Victim Assistance Nat 'L 3000 organizations and 
members. Founded 1975. Support and advocacy for victims and survivors of 
violent crimes and disasters. Newsletter, information and referrals, phone help, 
conferences, and group development guidelines. Dues $30/ind; $100/org. Write: 
NOVA, 1757 Park Rd., NW, Washington, DC 20010. Call (202)232-6682; 
FAX: (202)462-2255; E-mail: nova@access.digex.net Website: 
http://www.access.digex.net/nova 

National Victim Center Nat'l. Founded 1985. Provides crime victims with 
information, resources, and referrals to existing support groups. Quarterly 
newsletter, conferences, information and referrals. Write: Nat'I Victim Ctr., 
2111 Wilson Blvd., #300, Arlington, VA 22201. Call 800-394-2255 
(information and referrals) or (703)276-2880; FAX: (703)276-2889; E-mail: 
nvc@mail.nvc.org Website: http://www.nvc.org 

Parents of Murdered Children Nat 'l. 300 chapters and contact persons 
throughout US and Australia. Founded 1978. Provides self-help groups to 
support persons who survive the violent death of someone close, as they seek to 
recover. Publishes newsletter. Court accompanimeat also provided in many 
areas. Write: POMC, 100 E. 8th St., B-41, Cincinnati, OH 45202. Call 
(513)721-5683 (office); FAX: (513)345-4489; E-maiL· Nat1P0MC@aol.com 
Website: http://www.metroguide.com/pomc 

RID (Remove Intoxicated Drivers) Nat'l. 152 chapters in 41 states. Founded 
1978. Citizens' project organized to advocate against drunk driving, educate the 
public, reform legislation and aid victims of drunk driving. Newsletter and 
chapter information kit ($20). For descriptive pamphlet send self-addressed 
stamped envelope. Write: RID, c/o Doris Aiken, P.O. Box 520, Schenectady, 
NY 12301. Call (518)372-0034 or (518)393-HELP; FAX: (518)370-4917. 

S.O.S. (Survivors Of Stalking), Inc. Nal 'I network. Founded 1995. Purpose 
is to assist persons affected by the crime of stalking and promote social change 
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through education and public awareness. Newsletter, literature, information and 
referrals, advocacy, telephone support network. Write: S.O.S., P.O. Box 20762, 
Tampa, FL 33622-0762. Call (813)889-o767 (Voice/FAX); Website: 
http://www.soshelp.org E-mail: soshelp@soshelp.orggate.net 

(Model) CASA (Cleptomaniacs And Shoplifters Anonymom) 1 group In 
Michigan. Foundl!d 1992. Secular, non-12 step group for recovering shoplifters, 
kleptomaniacs and other persons suffering from dishonesty related to fraud, 
stealing or cheating. Pen pals, information and referrals, phone support and 
assistance in starting similar groups provided. Write: Terry S., 1955 Pine Ridge 
Lane, Bloomfield Hills, Ml 48302. Call (810)855-8632 (eve); E-mail: 
shulmann@umich.edu Website: http://www.casa.com 

(Model) Fortune Society 1 group In New York City. Founded 1967. Support 
and education for ex-offenders. Provides substance abuse treatment, tutoring, 
employment assistance, AIDS/IDV education and services, counseling and court 
advocacy for parolees and probationers. Most of the counselors are ex-offenders 
and/or in recovery from drug addiction. Assistance for starting similar groups. 
Write: Fortune Soc., 39 W. 19th St., 7th 0., New York, NY 10011. Call 
(212)206-7070; FAX: (212)366-6323. 

(Model) Ontario Seventh Step Qraanimtion 13 groups in Ontario. Founde.d 
1978. Sponsors groups in correctional facilities for inmates and street groups 
for •at rist• individuals. Uses a process of reconciliation for young and adult 
offenders who are, or may be in con0ict with the law. Uses •bot seat• where 
people are questioned and confronted by their peers about their behavior and 
its repercussions. Members help each other talk out their resentments and modify 
their thinking. Honesty with self, thinking realistically and using personal 
strengths to reach goals are emphasiad. Each group uses volunteers including 
non-con and ex-cons who have proven themselves by staying away from trouble. 
Write: Ontario Seventh Step Org., 1081 Bloor St. W., Toronto, Ontario M6H 
IMS Canada. Call (416)530-4311 (voice/FAX). 

(Model) Shoplifters Anonymous J local groups in Minnesota. Founded 1980. 
12-step fellowship for those wishing to stop their compulsive stealing or 
shoplifting. Offers support and advice. Packet of information ($5). Write: S.A., 
P.O. Box 24515, Minneapolis, MN 55424. Call (612)925-4860; E-mail: 
mplssla@aol.com 

(Model) SOSAD (Save Our Som And Daughters) 1 group in Detroit, Ml. 
Founded 1987. Crisis intervention and violence prevention program that 
provides support and advocacy for survivors of homicide or other traumatic loss. 
Weekly bereavement groups, professional grief counseling and training, 
education on peace movement to youth, advocacy, and public education. 
Monthly newsletter, conferences, nllies and assistance in starting groups 
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provided. Write: SOSAD, 2441 W. Grand Blvd., Detroit, Ml 48208-1210. Call 
(313)361-S200. 

CULTS 

(Resource) reFOCUS (recovering FOnner CUitists Support) Nat 'l network. 
20 independent groups. Founded 1984. Support for former members of closed, 
high demand groups, relationships or cults. Referrals to independent support 
groups, other former cult members by group or area, therapists, services, and 
literature. Newsletter, workshops, conferences. Write: reFOCUS, P.O. Box 
2180, Flagler Beach, FL 32136. Call (904)439-7S41; FAX: (904)439-7537; 
E-mail: carol2180@aol.com Website: http://members.aol.com/ 
carol2180/refocus.htm or http://www.nwrain.net/ ~ refocus 

DONORS' OFFSPRING (ARTD1CIAL INSEMINATION) 
(Also see Infertility. Marriage) 

Donors' Offspring, Inc. lnt'l. Founded 1981. Information, support and 
reunion registry forms for sperm donors and offspring. Newsletter ($20 for 2 
years), monthly national phone conference. Assistance in starting new groups. 
Write: Donor's Offspring, ·P.O. Box 37, Sarcoxie, MO 64862. Call 
(417)673-1906 (voice/FAX); E-mail: candacel@usa.net 

DREAMSIIAIUNG 

Community Dreamsharing Network Nat'l network.. Founded 1987. 
Information on dream-related activities. Helps community dream groups to 
recruit members and network. Participants in dream-sharing groups are often 
people seeking creative inspiration, warm friendship, social interaction, and 
internal self-guidance in their passage through a difficult life transition. 
Dream-sharing is not presented as psychotherapy. Professionals participate on 
same level as other group members. Quarterly networking newsletter ($10). 
Send $2 and self-addressed stamped envelope for sample to: Community 
Dreamsharing Network, P.O. Box 8032, Hicksville, NY 11802-8032. Call 
(S16)73S-1969; FAX: (S16)731-2395. 

EMPLOYMENT 

9 to S, National Association of Working Women Nat 'I. 26 chapters. Founded 
1973. Support, advocacy and legislative assistance on issues that affect women 
who work. Dues $25/yr. Phone support, conferences, newsletters. Hotline 
organizers can advise women on how to make changes on their jobs. Group 
development guidelines. Write: 9 to 5, 1430 W. Peachtree St., #610, Atlanta, 
GA 30309. Call Job Problem Hotline 800-522-0925 (day); FAX: 
(404)876-1649. 
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40 Plus of New York Nat'l. 22 clubs. Founded 1939. Mutual aid for 
unemployed managers, executives and professionals. Members must have earned 
at least $40,000 yearly. Career counseling, resume preparation, interviewing 
skills and mentoring provides. $100 application fee; $200 dues first 6 mos.; 
afterwards $100/per month (for office expenses). Also groups in 12 other states 
(CA, CO, HI, IL, MN, OH, OR, PA, TX, UT, WA, Wash. DC, and Canada) 
Write: 40 Plus of NY, 15 Park Row, New York, NY 10038. Call 
(212)233-6086; FAX: (212)227-2974; E-maiL· 40+ny@quicldink.com 

Business and Profe.ional Women/USA Nat'L 2800chapters. Founded 1919. 
Organimtion comprised of working women, to promote workplace equity and 
provide networking opportunities. Lobbying efforts, tri-annual magazine, 
periodic publications, resource center, and grassroots community action projects. 
National convention held annually. Membership dues $31. Write: Business and 
Professional Women, 2012 Massachusetts Ave., NW, Washington, DC 20036. 
Call (202)293-1100; FAX: (202)861-0298; Website: http://www.bpwusa.org 

(Model) Employment Support Center 7 groups in Washington, DC area. 
Founded 1984. Provides technical assistance for self-help groups for tho 
unemployed, underemployed, and those in job transition. Trains leadership for 
groups. Maintains extensive network of group leaders, employment 
professionals, job seekers. Job bank, consultations, network meetings and 
programs, small business seminars, newsletter, self-help and job search sessions. 
•Self-Help Bridge to Employment• manual ($25 prepaid). Write: ESC, 711 8th 
St., NW, Washington, DC 20001. Call (202)628-2919; FAX: (202)628-2920; 
E-mail: jobseekers@hotmail.com 

(Model) Job Tramition Support Group 1 group in Minnesota. Founded 1976. 
Support and encouragement for people laid off from their jobs, or seeking a 
change. Weekly meetings include speakers' presentations and small group 
discussions. Facilitated by volunteers who have experienced job termination or 
transition. Group development guidelines ($S). Write:· Job Transition Support 
Group, c/o Colonial Church of Edina, 6200 Colonial Way, Edina, MN SS436. 
Call (612)925-2711 (Church); FAX: (612)925-1S91. 

(Model) MATCH (Mother's Acces.1 To Careers at Home) 2 affiliated groups 
In Virginia and Maryland. Founded 1990. Provides networking, business and 
emotional support and advocacy for mothers who have, or wish to pursue, 
careers from home. Newsletter, information and referrals, phone support, special 
interest groups, and assistance in starting new groups. Write: Caroline Hull, 
MATCH, 11913 Millpond Ct., Manassas, VA 20112-328S. Call (703)20S-9664. 

(Model) Philadelphia Unemployment Project 1 group in Philadelphia, PA. 
Founded 1975. Membership organimtion comprised of unemployed workers. 
Provides information, support and advocacy, assistance with mortgages, food 
vouchers and job clubs with possible leads to jobs. Helps uninsured people find 
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health care; works for better health access overall. Provides assistance in starting 
similar groups. Write: Philadelphia Unemployment Project, 116 South Seventh 
St., #610, Philadelphia, PA 19106. Call (215)592--0933; FAX: (215)592-7537; 
E-mail: pupuic@libertynet.org 

(Model) Shoulder to Shoulder 1 group in Connecticut. Founded 1991. 
Support for female partners of the unemployed or underemployed persons. 
Provides emotional support, networking, phone pals, and referrals to local 
services. Deals with stress and copins skills. Assistance in starting similar 
groups. Write: c/oDonnaMontelle, River Rd., Killingworth, CT06419; phone: 
(203)421-5799; or Maryann Grimaldi, P.O. Box 304, Madison, CT 06443; 
phone: (203)245-3920; FAX: (203)245-3926. 

(Model) Women Employed 1 group in Chicago, IL. Founded 1973. Promotes 
economic advancement for women through service, education and advocacy. 
Provides career development services, job bank, career counseling, networking, 
conferences to link women, quarterly newsletter, and publications list. Dues 
$35-$45. Write: Women Employed, 22 W. Monroe St., #1400, Chicago, IL 
60603-2505. Call (312)782-3902; FAX: (312)782-5249. 

FOOD CO-OPS 

World SHARE (Self-Help And Resource Rxcbange) Int 'I. 26 U.S. a.Jliliates. 
Founded 1983. Builds healthy communities by creating opportunities and 
incentives, through self-help activities, for people to participate together in 
solving community problems. Provides access to affordable food and supplies 
volunteer services to communities. By donating just two hours a month to a 
community activity, participants can save so• on a monthly food package. 
Group development guidelines. Write: World SHARE, 6950 Friars Rd., San 
Diego, CA 92108. Call (619)686-5818; FAX: (619)686-5815; E-mail: 
info@wsbare.com 

HAZARDOUS WASTE 
(Also see Toll-Free Specialty Numben) 

CCHW Center for Health, Environment and Jmtice (formerly Citiun 's 
Clearlnghou.se for Hazardou.s Wasta) Nat 'L 7,000 groups. Founded 1981. 
Grassroots environmental crisis center, providing information and networking 
for people affected by toxic waste. Assists in organizing self-help groups; 
provides them with scientific and technical backup. Holds conferences, and 
providesinformationandrefenals. Newsletters. Write: CCHW, P.O. Box6806, 
Falls Church, VA 22040. Call (703)237-2249; E-mail: cchw@essential.org 
Website: http://www.essential.org/cchw 
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UGBTNING / SHOCK 
(ALro sa Acddt!ntfl'rauma, &reavem~n,, Disabilities) 

Lightnina Strike and Electric Shock Survivors lnt'I, Inc. Int ;l network. 
Found«l 1989. Mutual support for survivors of lightning or electric shock, 
their families and family members of non-survivors. Studies the long-term after 
effects. Information and referrals, phone support, annual conferences, help in 
starting support groups. Newsletter. Write: LS&ESSI Inc., 214 Canterbury Rd., 
Jacksonville, NC 28540-5307. Call Steve Marshburn, Sr. (910)346-4708 
(voice/FAX); E-mail: Lighting@internet.net Website: 
http://www.miadspring.com/- lightingstrike 

MALPRACTICE 

(Model) Litigation Stress Support Group 1 group In New Jersey. Founded 
1986. Peer support and networking for doctors, dentists and their families 
going through malpractice suits. Telephone support network. Assistance in 
starting similar groups. Write: Utigation Stress Support Group, 2 Princess Rd., 
Lawrenceville, NJ 08648. Call (609)896-1766 (day); FAX: (609)896-1884. 

MEN 
(A.Lro s~e Separation/Dlvor«, Parenting) 

Bald-Headed Men of America Nat'l. 6 affiliated groups. Founded 1973. 
Self-help group that instills pride in being bald_. Exchanging feelings and· 
experiences through group discussions have led to acceptance of being bald. 
•we believe the best cure for baldness is to promote a positive mental 
attitude ... with humor.• Annual conference held 2nd weekend in Sept. 
Newsletter. Write: Bald-Headed of America, 102 Bald Dr., Morehead City, NC 
28557. Call (919)726-1855; FAX: (919)726-6061; E-mail: jcapps4 l0v@aol.com 

National Men's Resource Center Nat'l MtWorlc. Founded 1982. Resource 
center that focuses on men's issues, organimtions, publications, research, 
conferences, and special events for men. Maintains events calendar on website. 
Write: Nat'l Men's Resource Ctr., P.O. Box 800-SW, San Anselmo, CA 
94979-0800; Web.rite: http://www.menstuff.org E-mail: menstuff@aol.com 

National OrRanimtion for Men Na1'L 50 chaptm. Founded 1983. Seeks 
equal rights for men, uniform national divorce, custody, property and visitation 
law. Lawyer refeml. Conducts educational seminars. Quarterly newsletter. 
Write: Nat'l Org. for Men, 11 Park Place, New York, NY 10007. Call 
(212)686-MALE or (212)766-4030; W~bslt~: http://www.tnom.com 

NOHARMM (National Oqanbation to Halt the Abuse and Routine 
Mutilation of Males) Na1 'I. 30 ajJiliatetl groups. Foundal 1992. Advocacy 

270 



Chapter 7 (Near Death/Neighborhood) MISCELLANEOUS 

and education for men concerned about circumcision. Empowers mm to speak 
out for the rights of children to have body ownership. Discussion groups for 
affected men, and for men undergoing restoration. Provides information and 
referrals, newsletter, literature, and help in starting groups. Write: 
NOHARMM, P.O. Box 460795, San Francisco, CA 94146. Call 
(415)826-9351; FAX: (415)642-3700. 

NORM (National Qraanization of Restoring Men) (formerly RECAP) Int 'l. 
13 + ajJiliate.d groups. Founded 1989. (Meetings for MEN ONLY; information 
for all) Provides a safe mvironment in which men can, without fear of being 
ridiculed, share their concerns about circumcision/restoration and for a desire to 
be intact and whole again. Confidential discussions of goals and methods of 
restoration, information and referrals, phone support, and assistance in starting 
new groups. Write: NORM, c/o R. Wayne Griffiths, 3205 Northwood Dr. 
#209, Concord, CA 94520-4506. Call (510)827-4077 (eve); FAX: 
(510)827-4119; E-maiL· waynerobb@aol.com 

(How-To Gulde) Men's Friends: How to 0J'lani7.e and Run Your Own 
Men's Support Group. Since, to our knowledge, there are few national 
associations of men's self-help groups, we are providing information on this 
helpful how-to guide. Written by Bill Kauth, the manual has 27 chapters. (You 
need only read the first five to start tho sroup.) Copies.are available for $17.50 
postpaid from: Men's Awareness, 8120 S. 68th St., Franklin, WI 53132. 

NEAil DEATH EXPERIENCE 
(Also see Accidentll'rauma) 

IANDS (lntemalional Auociation for Near-Death Studies) Int 'l. 35 affiliated 
groups. Founde.d 1981. Support group for anyone who has had a near-death 
experience, their families and professionals working with them. Information and 
education for interested public. Promotes research. Newsletter, referrals, and 
group development guidelines. Write: IANDS, P.O. Box 502, E. Windsor Hill, 
CT 06028-0502. Call (860)528-5144; FAX (860)528-9169; Website: 
http://www.iands.ors/iands 

NEIGHBORHOOD/ DOUSING 

(Resource) ACORN is a non-profit network of neighborhood development and 
housing organizations across the country run by and for low and moderate 
income people. Write: ACORN, 739 8th St., SE, Washington, DC 20003. Call 
(202)547-9292; Website: http://www.acom.com 

(Raour«) Community lnf'onnation Exchange provides help to neighborhood 
groups in tho form of housing and community development technical assistance 
and information. Newsletter, computer bulletin board. Membership $50 for 
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community organimtion. Write: Comm. Info. Exchange, 1029 Vermont Ave., 
N.W., Washington, DC 20005. Call (202)628-2981; FAX: (202)783-1485. 

PATIENTS RIGHTS 

(Moul) New England Patients' Rights Group 1 group in Massachusetts. 
Founded 1993. Mutual support for healthcare consumers, many of whom are 
suffering because of deficiencies or negligence in the system. Advocates for 
consumer empowerment, quality, accurate information, informed consent, 
insurance needs, patients' rights and protection. Newsletter. Write: New 
England Patients Rights Group, P.O. Box 141, Norwood, MA 02062. Call 
(617)769-5720; FAX: (617)769-0882. 

PFDPLE OF COLOR 

(Model) BEBASID (Blacks Educating Blacks About Sexual Health mues) 
1 group in Philadelphia. Founded 1985. Information and education among the 
African American and Latino communities about sexual he.alth issues, especially 
HIV/ AIDS. Peer-counseling, guest speakers, workshops, phone help, testing, 
social services, support groups. Write: BEBASHI, 1233 Locust St., Suite #401, 
Philadelphia, PA 19107-5414. Call (215)546-4140; FAX: (215)546-6107. 

POUCE OFFICERS 

Spouses of Police Officers Int 'I. 20 4/Jiliated groups. Founded 1996. Safe and 
supportive network where spouses of police officers can share their issues and 
concerns. Information and refenals provided to various services for law 
enforcement families. Phone support, parenting skills education, literature, 
seminars, conferences, and newsletter ($12), and assistance in starting similar 
groups. Refenals to support groups nationwide. Write: Spouses •of Police 
Officers, c/o Sue Woods, 4715 Strack Rd., Suite 213, Houston, TX 77069. Call 
(281) 895-0088; FAX: (281)895-0099; Website: http://www.murlin.com/ 
-webfx/sopo. 

PRFJUDICE 

(Model) Racism and Bigotry Anonymous 2 groups in California. Founded 
1990. 12-step program designed to heal the hurt/pain experienced as a result of 
racism and bigotry. Provides context for anyone willing to come out of denial 
of how they have been hurt/shamed by the painful effects of racism/bigotry. 
Phone support, information and referrals, and assistance in starting groups. 
Write: Racism and Bigotry Anonymous, P.O. Box 23091-0091, Oakland, CA 
94623. Call Maurice B. 800-587-4207; FAX: (415)929-9386. 
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PROSTITIJTION / SEX INDUSTRY 

(MOtklJ PRIDE (rnm PRomtution to Independence, Dignity and Equality) 
1 group in Minne.rota. Founded 1978. Provides PRIDE support groups and 
olher services to assist women and children in escaping the sex industry 
(including prostitution, pomography and stripping). Write: PRIDE, c/o Family 
and Children Service, 3125 E. Lake St., Minneapolis, MN SS406. Call Kristin 
(612)728-2064 or (612)728-2062 (24 hr. crisis line; collect calls accepted); 
FAX: (612)729-2616. 

SEXUAL ORIENTATION/ GAY & LESBIAN 

COLAGE (Children Of Lesbiam And Gays Everywhere) Nat'L 35 affiliated 
groups. Founded 1990. Support and advocacy nm by and for daughters and 
sons of lesbian and gay parents. Helps with custody cases. Information and 
referrals, phone support, conferences, pen pals, literature, and newsletter. Dues 
$10. Assistance in starting new groups provided. Write: COLAGE, 2300 
Market St., #165, San Francisco, CA 94114. Call (415)861-KIDS; FAX: 
(41S)2SS-834S; E-mail: colage@colage.org Website: http://www.colage.org 

COURAGE lnt'l. 56 groups. Founded 1980. Provides spiritual support and 
fellowship for men and women with homosexual tendencies who are striving to 
live chaste lives in accordance with the Roman Catholic Church's teachings. The 
companion group, EoCourage, is for families and friends. Newsletter, phone 
help, conferences, assistance in starting groups. Write: COURAGE, c/o St. 
Michael's Rectory, 424 W. 34th St., NY, NY 10001. Call (212)421-0426; 
FAX: (212)268-7150; E-mail: NYCourage@aol.com Website: 
http://www.allencol.edu/pastoral/courage.htm/ 

Dignity/USA Nat'L 88 chapters. Founded 1969. Organization of lesbian, 
bisexual and gay Catholics, their families and friends. Concerned with spiritual 
development, feminism, education and advocacy. Newsletter, and chapter 
development guidelines. Write: Dignity/USA, 1500 Massachusetts Ave., NW 
#11, Washington, DC 20005. Call 800-877-8797; FAX: (202)429-9808; E-mail: 
dignity@aol.com 

Gay and Lesbian Parents Coalition lnt'l /nt'l. 103 a.1/iliated groups. Founded 
1979. Support, education and advocacy for gay and lesbian parents and 
prospective parents, and their families. Support group meetings, information and 
referrals, phone support, conferences, pen pals, literature, newsletter, and 
assistance in starting groups. Dues $1~25. Write: Gay and Lesbian Parents 
Coalition lnt'I, Box 50360, Washington, DC 20091. Call (202)583-8029 (24 
hrs); FAX: (301)907-4737; E-mail: glpcinat@ix.netcom.com Website: 
http://www.glpci.org 
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Homosexuals Anonymous Nat 'I. 55 chapters. Founded 1980. An Anti­
homosexual Christian fellowship of men and women who have chosen to help 
each other to live free from homosexuality. Group support through weekly 
meetings provided. Newsletter, and chapter manual. Write: Homosexuals 
Anonymous, P.O. Box 7881, Reading, PA 19603. Call (610)376-1146 or 
800-288-HAFS. 

International Foundation for Gender Education lnt'l. 264 affiliates. Founded 
1987. Mutual support for cross-dressers and transsexuals and their families, 
through education, information and cooperative action. Telephone crisis line, 
research library, information and referrals, peer counseling, conferences, 
newsletter, magazine and literature. Write: lnt'I Fdn. for Gender Education, 
P.O. Box 229, Waltham, MA 02254-0229. Call (617)899-2212 or 
(617)894-8340; FAX: (617)899-5703; E-mail: ifge@world.std.com Website: 
http://www.transgender.org/tg/ifge/index.html (information and referrals) or 
http://www.tiac.net/users/dba/ifge/ifge.btm (bookstore) 

lntersex Society of North America lnt'I. 2 affiliated chapters. Founded 1993. 
Provides peer support for intersexuals to oven:ome the stigma of the condition 
and education for parents and professionals to provide better care. Newsletter, 
information and referrals, phone support, literature, advocacy, support group 
meetings. Internet mailing list to network members. Write: Intersex Soc. of N. 
Amer., P.O. Box 31791, San Francisco, CA 94131. Call (415)436-0585; 
Website: http://www.isoa.org E-mail: info@isna.org 

National Gay and Lesbian Tak Force Nat'L Founded 1973. Advocacy and 
lobbying for the rights of gays, lesbians, bisexuals and transgendered persons. 
Technical assistance for state and local gay groups. Information and referral to 
organimtions nationwide. Education to raise public awareness. Newsletter. 
Write: Nat'I Gay and Lesbian Task Foree, 2320 17th St., NW, Washington, DC 
20009-2702. Call (202)332-6483; FAX: (202)332-0207; TfY: (202)332-6910. 
Website: http://www.ngltf.org E-mail: ngltf@ngltf.org 

P-F1.,AG (Parents, Families and Friends of Lesbians and Gays) Int 'I. 420 
chapters worldwitk. Fountktl 1981. Helps families understand and accept gay 
family members. Help in strengthening families, support groups for families and 
friends, educational outreach, newsletter, chapter development guidelines, family 
AIDS groups, grassroots advocacy, information and referrals. Dues $30. Write: 
P-FLAG, 1101 14th St., NW, Suite 1030, Washington, DC 2000S. Call 
(202)638-4200; FAX: (202)638-0243; E-mail: info@pflag.org Website: 
http://www.pflag.org 

Renaissance Education Association, Inc. Nat'l. 4 chapters; 12 a.J/ilialed 
groups. Founded 1987. Mutual support group for both transvestites and 
transsexuals. Networks with other support groups. Information and refenals, 
phone support, pen pals, newsletter ($24/yr), and assistance in starting new 
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groups. Write: ReoaiSSRo,:e Education Assn., 987 Old Eagle School Rd., Suite 
719, Wayne, PA 19087. Call (610)975-9119 (day/eve); FAX: (610)971-0144; 
Website: http://www.reo.ors E-mail: bensale.m@bbs.cpcn.com 

Society for lbe Second Self Na1'l. Jl chapters. Found«l 1976. Organiz.ation 
offering support and companionship for heterosexual crossdressers and their 
wives and girlfriends. Empbasiz.es privacy and confidentiality of membership. 
Pen pal program, newsletter, chapter development guidelines, and membership 
directory. Conducts annual convention for crossdressers and their wives. Write: 
Soc. for Second Self, Box 194, Tulare, CA 93275. Call (209)688-9246 (eve); 
E-mail: mb@genie.geis.com 

Straight Spome Support Network (SSSN) Int 'l network. JJ groups and 50 
slate/country contacts. Founded 1991. Confidential support network of 
heterosexual women and men, formerly or currendy married to gay, lesbian, 
bisexual or tnmsgender partners. Helps spouses cope with the coming-out crisis, 
and assists in building bridges of ~derstanding for mixed-orientation couples 
and their children. Information and refenals, and newsletter. Write: SSSN, 8215 
Terrace Dr., El Cerrito, CA 94530-3058. Call (510)525-0200; E-mail: 
khgt90A@prodigy.com Web.rite: http://www.1lpci.org/ -sssn 

(Model) Your Turf 1 group ln ConMctiCIII. Founded 1979. Rap group for 
teenage gays, lesbians and bisexuals. Provides a safe area for teens to deal with 
same-sex orientation. Peer-counseling, social activities, and group development 
guidelines. Write: Your Turf, c/o Hartford Gay and Lesbian Health Collective, 
1841 Broad St., Hartford, CT 06114. Call (860)278-4163; FAX: 
(860)724-3443; TTY: (860)278-4163; E-maiL· THC@Hartnet.org 

SHORT/TALL 
(ALro see specific disorder) 

Growth Hormone Defidency Support Network Nat 'l ndWOrlc. Founded 1989. 
Network and exchange of information for families of children with growth 
hormone deficiency disorders. Information and referrals, phone support, pen 
pals, conferences, literature, newsletter ($20/yr). Write: c/o MAGIC 
Foundation, 1327 N. Harlen, Oak Puk, IL 60303. Call 800-3-MAGIC-3; 
Website: http://www.nettap.com/-magic E-mail: magic@nettap.com 

Human Growth Foundation . Nat'L 48 chapters. Founded 1965. Local 
chapters provide members the opportunity to meet other parents of children with 
growth related disorders. Mutual sharing of problems, research and public 
education. Monthly and quarterly newsletter, and chapter development 
guidelines. Write: Human Growth Fdo., 7777 Leesburg Pike, Falls Chun:h, VA 
22043. Call (703)883-1773 or 800-451-6434; FAX: (703)883-1776; E-mail: 
hgfound@erols.com 
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Little People of America Na1'l. 40 chapters. Founded 19S7. Dedicated to 
helping people of short stature. Provides fellowship, moral support, and 
information for people whose height is 4 feet 10 inches or under. Teenagers 
program, parent support groups, newsletter. Write: Little People of America, 
P.O. Box 9897, Washington, DC 20016. Call 888-LPA-2001. 

MAGIC Foundation for Children's Growth, The Nat 'l network. Founded 
1989. Provides public education and networking for families of children with 
growth-related disorders. Provides information and referrals, phone support, pen 
pals, and conferences. Write: The MAGIC Foundation, 1327 N. Harlen, Oak 
Park, IL60303. Call 800-3-MAOIC-3; Website: http://www.nettap.com ~magic 
E-mail: magic@nettap.com 

Tall Clubs International Int 'I. 61 groups. Foundt!d 1938. Social support for 
tall persons, men at least 6'2•, women at least 5•10•. Also advocacy for 
clothing and other special needs of tall people. Sky riders program for persons 
under 21. Group development guidelines, information and referrals, 
conferences, and newsletten. Write: Tall Clubs lnt'l, P.O. Box 1964, 
Bloomfield, NJ 07003-1964. Call 888-468-2552; Website: http://tall. org or 
http://www.bluplanet.com/tallweb/ . 

SPEECH I STIJ'ITERING 
(Also see Anxiety/Phobias, and specific disorder) 

International Foundation for Stutterers, Inc. lnt'l. 6 chapters. Founded 
1980. Aims to eliminate stuttering through speech therapy in conjunction with 
self-help groups. Provides education for public and professionals about 
stuttering and self-help. Newsletter, speakers, phone help system, guidelines on 
forming self-help groups. Write: lnt'I Fdn. for Stutterers, P.O. Box 462, Belle 
Mead, NJ 08502. Call Elliot Dennis (609)275-3806 (eve). 

National Stuttering Project Na1'l. '19 groups. Founded 1977. Provides 
information about stuttering. Self-help chapter meetings provide supportive 
environment where people who stutter can learn to communicate more 
effectively. Networking of groups. Referrals, advocacy, monthly newsletter, and 
group development guidelines. Dues $35/20 senior/studentnow income. Write: 
Nat'l Stuttering Project, 5100 E. LaPalma, Suite 208, Anaheim Hills, CA 
92807. Call 800-364-1677; FAX: (714)693-7554; E-mail: NSPMAIL@aol.com 
Web.rite: http:/ /members.aol.com/nsphome 

Selective Mutism Foundation, Inc. Na1 'I network. Founded 1992. Mutual 
support for parents of children wilh selective mutism, a psychiatric anxiety 
disorder in which children are unable to speak in social situations. Also open to 
adults who have, or outgrew, the disorder. Information, phone support, 
quarterly newsletter. Send self-addressed stamped envelope with 2 stamps to: 
Sue Newman, P.O. 450632, Sunrise, FL 33345-0632; call (954)748-7714 or 
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Carolyn Miller, P.O. Box 13133, Sissoovillo, WV 25360; call (304)984-3971; 
E-mail: tbroadbS94@aol.com Website: http://www.home.aol.com/tbroad.S94 

Speak Easy International Foundation, Inc. Int 'l. 8 t:hapten. Founded 1981. 
Self-help group for adult and adolescent stutterers. Must have speech 
dysfunction or phobia. Phone network, peer counseling, newsletter. Conducts 
1DDual national symposium. Dues $60/yr. Write: Antoinette and Bob Gathman, 
233 Concord Dr., Paramus, NJ 07652. Call Antoinette or Bob (201)262-0895. 

TALK (Taking Action Against Language Disorders for Kim) Int 'l network. 
Founded 1992. Resource network for parents of children with speech and 
language impairments (e.g. Asperger, autism, Landau-Kleffner, apraxia, etc.) 
Advocacy, networking of parents, newsletter, phone support, sibling support, 
information and resources. Dues $10/year. Write: TALK, 22980 Donna Lane, 
Bend, OR 97701. Call (541)389-0004. 

Toastmasters International lnt'l. BOOOchapten. Found«I 1924. Mutual help 
for people to improve speakins skills, express themselves more effectively and 
to gain confidence. For thoso who are hesilant to speak before an audience. 
Leadership training and monlhly magazine. Various membership fees. Write: 
To~tmasters lnt'I, P.O. Box 9052, Mission Viejo, CA 92690-7052. Call 
(714)858-8255; FAX: (714)858-1207; Web.rite: http://www.toastmasters.org 

VETERANS / MILITARY 

Blinded Veteram Association Nat'l. SO regional groups. Founded 1945. 
Offers information, support and outreach to blinded veterans. Provides help in 
finding jobs, information on benefits and rehabilitation programs. Bi-monlhly 
newsletter, and chapter developmait pidelines. Regional meetings held. Write: 
BVA, 477 H St., NW, Washington, DC 20001. Call (202)371-8880 or 
800-669-7079; FAX: (202)371-8258; E-mail: bva@bva.org 

Dbabled American Veteram Na1'l. 2221 t:hapten. Founded 1920. Assists 
veterans in gaining benefits earned in military service. Sponsors self-help groups 
for all disabled veterans and their families. Supports legislation benefiting 
disabled vets. Bi-monlhly magazine and guidelines for developing groups. 
Write: Disabled American Veterans, P.O. Box 14301, Cincinnati, OH 
4S250-0301. Call (606)441-7300; FAX: (606)442-2090; TDD: (202)554-3501; 
E-ma;l: ahdav@one.net Webs;te: http://www.dav.org 

Friends of the Vietnam Veteram Memorial Nat'l network. Founded 1986. 
Locator and networking services for families, friends and fellow veterans of 
those who died in Vietnam. Program to honor those whose names are not on 
Memorial, but died as a result of their experience in Vietnam. Provides 
newsletter, name rubbings from Vietnam Memorial, and refernls. Write: 
FVVM, 2030 Clarendon Blvd. #412, Arlington, VA 22201. Call 
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(703)525-1107; Website: http://www.sersoft.com/vietwall or http://www 
. vietwall.org E-mail: vietwall@aol.com 

National Gulr War Resource Center, Inc. Int 'I. 22 affiliated groups. Founded 
1995. Supports the efforts of grassroot organimtions that assist veterans 
affected by the Persian Gulf War. Conducts research into the causes of Gulf War 
Syndrome. Information and referrals, advocacy, phone support, and literature 
provided. Write: Nat'I Gulf War Resource Ctr., P.O. Box 823, Decatur, GA 
30031; phone: (404)373-5507; FAX: (404)373-5527, or 1224 M St., NW, 
Washington, DC 20005. Call (202)628-2700 ext. 162; FAX: (202)628-6997; 
Website: http://www.gulfweb.org 

Society or Military Widows Nat 'l. 27 chapters. Founded 1968. Support and 
assistance for widows/widowers of members of all U.S. uniformed services. 
Helps in coping with adjustment to life on their own. Promotes public 
awareness. Newsletter and chapter development guidelines. Dues $12. Write: 
Soc. of Military Widows, 5535 Hempstead Way, Springfield, VA 22151. Call 
(703)750-1342; Website: http://www.penfed.org/naus/home.htm 

Vietnam Veterans of America, Inc. Nat'l. 600 chapters. Founded 1978. 
Devoted to the needs and concerns of Vietnam era veterans and their families. 
Leadership and advocacy in all areas that have an impact on veterans, with an 
emphasis on Agent Orange related problems and post traumatic stress disorder. 
Monthly newspaper, and group development guidelines. Write: Vietnam 
Veterans of America, 1%24 M St., NW, Washington, DC 2000S-5183. Call 
(202)628-2700; Website: http://www.vva.org E-mail: 71154. 702@ 
compuserve.com 

WOMEN 
(Also see Employment) 

National Organization for Women Nat'l. 600+ chapters. Founded 1966. 
Organimtion of women and men committed to equal rights. Provides advocacy, 
educational meetings, national newsletter, and chapter development guidelines. 
Write: NOW, 1000 16th St., N.W. 11700, Washington, DC 20036. Call 
(202)331-0066: FAX: (202)785-8576; TDD: (202)331-9002; E-mail: 
now@now.org Websit~: http://www.now.org 

(Model) SOWN (The Supportive Older Women's Network) 50 groups in 
Philadelphia area. Founded 1982. Helps women (60+) cope with their 
specialil.ed aging concerns through support groups, leadership training, 
consultation, outreach and networking. Newsletter. Write: SOWN, 2805 N. 
47th St., Philadelphia, PA 19131. Call (215)477-6000; FAX: (215)477-6555; 
E-mail: sown@erols.com 
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YOUTH / STUDENTS 
(Also su Addlt.1ion.r, Toll-Free SJMdalty Numbers) 

International Youth Coundl 1111 'I. JO chapters. Founded 1972. Brings teens 
from single parent homes together to share ideas and problems, develop 
leadership skills, and plan fun activities. Networking and pidelines for starting 
groups. Sponsored by local chapters of Panmts Without Partners. Write: lnt'I 
Youth Council, c/o PWP, 401 N. Michisan Ave., Chicago, IL 60611-4267. 
Call 800-637-7974 (Parents Without Partners). 

Just Say No International lnt'l. JJ,000 dubs. Founded 1985. Through its 
youth power empowerment and leadership model, provides youth with skills 
necessaiy to form teams that identify problems, assess, plan and implement 
service activities in their schools and communities. •Just Say No• provides 
training, materials, on-going consultation and membership. Supports youth to 
lead healthy, productive, drug-free lives. Write: Just Say No, 2000 Franklin St., 
#400, Oakland, CA 94612. Call 800-258-2766; FAX: (510)451-9360; E-mail: 
youth@.justsayno.org 

MAD DADS, Inc. (Men Agaimt Destruction Defending Against Dnags and 
Social-disorder) Na1'l. 49 affiUa1ed gro"JIS• Founded 1989. Grass-roots 
organization of fathers aimed at fighting gan1- and drua-related violence. 
Provides family activities, community education, speaking en1agemeots, and 
•suno1ate fathers• who listen to and care about street teens. Assistance in 
starting groups. Also groups for kids, mothers, grandparents. Write: MAD 
DADS, c/o Eddie Staton, 3030 Sprague St., Omaha, NE 68111. Call 
(402)451-3500; FAX: (402)451-3477; Web.site: http:/lmaddadsnstional.com 
E-mail: maddadsnational@infinity.com 

SADD (Students Against Destructive Decisiom) Nat'l. 25,000 groups. 
Founded 1982. To help eliminate drunk drivina, end underage drinking and 
drug abuse, alert students to dangers of alcohol use and its resulting 
consequences, and to organize peer counseling programs for students concerned 
about alcohol and druas. Newsletter, and group development guidelines. Special 
programs·include •student Athletes Detest Dnags. • Write: SADD, P.O. Box 
800, Marlboro, MA 01752. Call (508)481-3568; FAX: (508)481-5759. 

•11,e sea rises, the light/ails, lovers cling to each other, and children cling to 
us. 1he momenl we cease to hold each other, the momen1 we brealc faith with 
one another, the sea engulfs ,u and the light goes out. • 

- Jama Baldwin 
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LAST MINUI'E ENTRmS 

AGING 

Conswners United For ~tecl Living Nat 'I. Chapters in development. 
Founded 1997. Emotional support, information and education for frail elderly 
residents in assisted living facilities, and their families. Newsletter, materials 
and referrals. Write: CUAL, 10300 Eaton Place, Suite 310, Fairfax, VA 22030. 
Call (703)691-9278; FAX: (703)691-8592. 

ALCOHOL 

Recovered Alcoholic Clergy Association Nat 'l network. Founded 1965. 
Network of Episcopal clergy supporting one another in recovery from 
alcoholism. Networking, semi-annual national meetings, local networking 
groups. Newsletter. Call 800-944-2979; E-mail: racatown@willowtree.com 
Website: http://www.geocities.com/HotSprings/88721 

LANDMINE SURVIVORS 

Landmind Survivors Network lnt'l neiworlc. Founded 1997. Network of 
landmine survivors providing help to one another. Maintains a database of 
medical facilities, prosthetic clinics and rehabilitation projects available to help 
victims. Write: landmine Survivors Network, 1701 K St., NW, Suite 805, 
Washington, DC 20006. Website: http://www.landminesurvivors.org 

NYSTAGMUS 

(Online) American Nystagmm Network Online mailing list for persons with 
nystagmus (an involuntary rapid movement of the eyeball), affected families and 
interested professionals. Informal communication via listserv. Website: 
http://www.fas.barvard.edu/ -jbeall 

POST-INSTITIJTIONALIZED CBD.DREN 

Parent Network For the Post-Imtitutionali7.ed Child Int 'l network. Founded 
1993 . .Support and information for families who have children from hospitals, 
orphanages, and other institutions for the irrecuperable children of economically 
deprived countries, and who are now exhibiting emotional and behavioral 
problems resulting from such deprivation. Newsletter. Write: P.O. Box 613, 
Me.adow lands, PA 15347. Call (412)222-1766 (area code will be 745 in 4/98); 
FAX: (770)979-3140; E-mail: PNPIC@aol.com 

280 



lfr8 
trj'- SPECIAL TY 
~;i*I OLL-FREE NUMBERS 

The following toll-free numbers may be a helpful, cost-free resource for persons 
seeking additional information about a particular subject. Many of these non­
profit agencies provide information and referrals, literature and other services 
regarding specific topics. 

Please note: TIY rrDD refers to telecommunication devices for the deaf and 
should not be accessed by a regular phone. Also, both •soo• and •sss• numbers 
are toll-free. Don't forget to dial a •1 • beforehand. 

ADOP110N / FOSTER CARE 

National Adoption Center 800-862-3678; FAX: (215)735-9410 (Mon-Fri, 
9am-Spm ET) •Information on adoption ·agencies and support groups. Networks 
parents and children with special needs. Web.site: http://www.adopt.org/adopt 

AGING / SENIOR CITIZENS 

Eldercare Locator 800-677-1116 (Mon-Fri, 9am-llpm ET)• Information for 
families and friends of the elderly. Referrals to various types of services 
available (insurance, medicaid, taxes, respite care, etc). 

National Council on Aging 800-424-9046; FAX: (202)479-0735 • Information 
and referrals for elderly persons, their families and professionals. Web.site: 
http://www.ncoa.org 

National wtitute on Aging 800-222-2225; FAX: (301)589-3014 (Mon-Fri, 
8:30am-Spm ET) •Publications on the health needs of elderly persons. Referrals 
to agencies.E-mail:niainfo@access.digex.net Web.site: http://www.gov.nia 

AIDS 

Accm Project 800-734-7104 • Treatment counseling and refenals to services 
for persons with HIV. 

AIDS Clinical Trials Information Serrias (Bi-Ungual) 800-874-2572; TDD: 
800-243-7012; FAX: (301)519-6616 (Mon-Fri, 9am-7pm ET) •Information on 
clinical trials and drugs for HIV infections and AIDS. Refenals to testing sites. 
Offers free materials. E-mail: actis@cdcnac.org Web.site: http://www.actis.org 
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CDC National AIDS Clearinghouse 800-458-S231; FAX: (301)519-6616 
(Mon-Fri, 9am-7pm ET) •Information on resources, support groups, educational 
materials, financial assistance, services, clinical trials, etc. E-mail: 
aidsinfo@cdcnac.org Website: http://www.cdcnac.org 

IHV/AIDS Treatment Information Serrice 800-448-0440; TDD: 800-
243-7012; FAX: (301)738-6616 •Information on federally-approved treatments 
for HIV infection and AIDS. 

National AIDS Rodine (Bl-lingual) 800-342-AIDS; Spanish: 800-344-7432 
(Mon-Fri, 8am-2am En; TDD: 800-AID-7889 (Mon-Fri, 10am-10pm En 
Teen line: 800-234-TEEN (Mon-Fri) or 800-440-TEEN (weekends) •Answers 
basic questions about AIDS/HIV (prevention, transmission, testing, ·health care). 
Referrals. Free literature. Sponsored by American Social Health Association. 

Project Inform 800-822-7422 (Mon-Fri, 9am-5pm; Sat, 10am-4pm PT) • 
Information about experimental c1111gs, treatment of AIDS, mail service, 
quarterly newsletter, and journal. Website: http://www.prosinforg 

ALCOHOL 

Alcohol Rehabilitation for Elderly 800-354-7089 • Information and referrals 
for chemically dependent persons over SS. 

American Council on Alcoholism 800-527-5344; (410)889-0100 (in MD); 
FAX: (410)889-0297 (Mon-Fri, 9am-5pm En• Makes referrals to treatment 
centers and DWI classes. 

C-SAT National Drug Bodine (Bl-lingual) 800-662-4357; Spanish: 
800-662-9832 (Mon-Fri, 9am-3am El) • Information on substance abuse. 
Referrals to local drug treatment and counseling centers. Sponsored by Ctr. for 
Substance Abuse Treatment, Drug Information Trtmt, and Referral Hotline. 

National Clearinghouse For Alcohol and Dnrg Infonnation 800-788-2800 
(touch tone) or 800-729-6686 (rotary); FAX: (301)468-6433 (Mon-Fri, 
8am-7pm En • Information OD alcohol, tobacco and drug abuse and prevention. 
Referrals t9 treatment centers, research, support groups, and community 
programs. Web.site: http://www.healtb.org E-mail: info@heatb.org 

National Council on Alcohol and Drugs 800-475-HOPE (24 hrs) • Recorded 
information on local treatment centers. Sends written information. 

National Council on Alcoholism and Drug Dependence 800-622-2255 • 
Information on counseling services for alcohol or drug abuse. 

Teen Helpline 800-637-0701 (Mon-Fri, 9am-Spm Mn • Refers parents to teen 
programs and drug and alcohol treatment centers. Helps parents find financial 
assistance for these programs. Web.site: http://www.vpp.com/teenhelp/ 
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ALZHEIMER'S DISEASE 

Alzheimer's Disease Education and Referral Center 800-438-4380; FAX: 
(301)495-3334 (Mon-Fri, 8:30am-5pm El) • Information on Alzheimer's 
disease. Publications, information on clinical trials. Sponsored by Nat'I lost. on 
Aging. Web.site: http://www.alzheimen.org/adear 

ASTHMA / AI,J,ERGY 

Asthma and Altera, Network - Mothers of Asthmatics 800-878-4403; FAX: 
(703)352-4354 • Emotional support and patient education resoun:es for persons 
with asthma and allergies. Newsletter. E-mail: uoma@aol.com Web.site: 
http://www.podi.com/heallh/aanma/ 

Asduna and Allergy Referral Line 800-822-2762 (24 hrs) or (414)272-6071 
• Pamphlets on asthma and allergies, and referrals to docton. 

Asthma Control Program 800-843-2474 • Education about asthma to better 
understand, treat and manage asthma. Leave name and they will send you 
information. Sponsored by Glayo-Wellcome. 

National Jewish Lung Line 800-222-LUNO (Mon-Fri, 8am-Spm MT) • 
Information and referrals. Registered nurses answer questions on lung diseases 
(asthma, allergies) or immune disorders (lupus). Referrals to doctors. Literature. 

ATl'ORNEY REFERRAL 

Attorney Relerral Network 800-624-8846 (24 hrs) • Computerii.ed legal 
service n,c(lmo,ends attorneys in callers' area. Does not make referrals to 
pro-booo or legal aid attorneys. 

BLIND / VISUALLY IMPAIRED 

American Foundation for the Blind 800-232-5463; TDD: (212)502-7662 
(Mon-Fri, 10am-4pm ET) • Information and referral for agencies, and catalog 
of publications. • 

Blind Children's Center 800-222-3566; 800-222-3567 (in CA); FAX: 
(213)665-3828; (Mon-Fri, 7am-Spm Pl) •Information and referral for parents 
of visually impaired children. Educational correspondence program. Several 
booklets and newsletter. Referrals to support groups (in Los Angeles area). 
Web.site: http://www. blindco1r.or1/bcc E-mail: info@blindcntr.org 

DB-Link 800-438-9376 (Voice); TIY: 800-854-7013 • Information and 
referrals to education, health, employment, technology, communication, 
recreation activities, etc. for children who are deaf-blind. Newsletter. 
CompuServe: 73324,2140 Specialnet TRD; leslieg@fstr.wosc.ossrne.edu 
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Gulde Dog Foundation 8()().548-4337; FAX: (516)361-S192 • Provides seeing 
eye dogs to the blind free of charge. Web.rite: http://www.guidedog.org E-malL· 
guidedog:org 

Job Opportunities for the Blind 800-638-7518 (Mon-Fri, 12:30am-Spm ET) 
• Free setvices for blind persons who are looking for work. Literature. E-maiL· 
nfbcaccess.digex.net 

Prevent Blindneu America 800-331-2020 or 800-221-3004; FAX: 
(847)843-8458 • Fights vision loss through resean:h, education and dhect 
setvices. Literature on vision, eye health, and safety. E.,nail: 
7477.100@compusetve.com Web.die.· http://www.preventblindness.org 

Recording For The Blind and Dyslexic 800-221-4792; FAX: (609)987-8116; 
(Mon-Fri, 8:30am-4:30pm ET) • Information on free cassettes, recorded 
textbooks and publications to eligible handicapped persons. Information on 
volunteer programs for recording tapes. Web.rite: http:/lwww.rfbd.org 

Vision World Wide 800-431-1739 or (317)254-1332 • Information, referrals, 
and publications for persons with . low vision. Website: 
http://www.netdirect.net/vision-enhancement 

BONE MARROW TRANSPLANTS 

BMT LINK 80().LINK BMT • Information and referral for bone marrow 
transplants. Referrals to support groups. Peer-support, one-on-one counseling,_ 
Information on becoming a donor. 

Nadonal Bone Marrow Tramplant Link 800-627-7692, 80().654-1247 or 
8()().526-7809 (Mon-Fri, 8am-6pm CT) • Information on becoming a marrow 
donor. Maintains computerized data bank of donors nationwide. 

U.S. Small Business Administration 8()().827-5722 • Offers information on 
starting and financing businesses for minorities and vets. Counseling, training, 
video tapes and publications. Web.rite: http://www.sba.gov 

CANCER 

Alliance for Lillig Cancer Advocacy, Support and Education 800-298-2436 
• Operates a national •phone buddies• program, in addition to other services. 
E-mail: info@alease.org WdJsite: http://www.telepoer.com/-alease 

AMC Cancer Information and Coumeling Line 800-525-3777 (Mon-Fri, 
8:30am-Spm MT) • Information and counseling for cancer issues. 
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American Cancer Society (Bi-Ungual) 800-227-2345 (Mon-Thur, 9am-8pm; 
Fri., 9am-4pm) • Information and referrals on various issues related lo cancer 
(treatment, services, literature, transportation, equipment, and support). 

American Institute for Cancer Research 800-843-8114 • Information on diet 
and nutrition and their link to cancer. Networks patients and families for 
support. Brochures, seminars, and funding. Wdlsite: http://www.aicr.org 

Anderson Network 800-345-6324 • Acts as a comprehensive cancer center that 
matches cancer patients with others with exact diagnoses for support. Website: 
http://www.mdacc.tmc.edu:80/ - andnet/ 

Cancer Care, Inc. 800-813-HOPE • Free counseling for cancer patients and 
their families. Financial assistance, information and referrals, community and 
professional education, on-going telephone and in-person support groups. 
E-mail: cancarenj@aol.com Website: http://www.cancercareinc.org 

Cancer lnf'onnation Senice (Bl-Ungual) 800422-6237; ITY: 800-332-8615 
• Trained professionals answer questions about causes of cancer, symptoms and 
treatment. Information and referrals. Sponsored by National Cancer Institute. 

Dana Farber Cancer Institute Family Studies Cancer Risk Line 
800-828-6622 • Information re: familial cancers. 

Gynecologic Cancer Foundation 800-444-4441 • Makes referrals to physicians 
who specialize in tho treatment of gynecoloJical cancer. 

Gilda Radner Familial Ovarian Cancer Registry 800-682-7426 (Mon-Fri, 
8:30am-4pm E1) • Information on the warning signs of cancer, diagnostic tests 
and family history. Sponsored by Roswell Park Cancer Inst. 

International Myeloma Foundation 800-452-2873 • Information, seminars, 
grants and newsletter on myeloma. 

Mathews Foundation for Prostate Cancer Research 800-234-6284 • Current 
information on prostate cancer. E-mail: mathews@sna.com 

National Cancer Bodine 800-433-0464 • Networks persons with cancer with 
homo volunteers with same type of cancer. Free books about cancer. 

National Children's Cancer Society 800-5-F AMIL Y • Aims to improve the 
quality of life for children with cancer duough financial assistance, advocacy 
and education. Website: http://www.cybergato.org E-malL· nccs@cybergate.org 

S. Koman Breast Cancer Foundation 8<KM62-9273 (Mon-Fri, 9am-4pm C'1) 
• Information on breast cancer and brast health. 
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CAREERS 

National Job Corps Information Line (Bl-lingual) 800-733-5627 (Mon-Fri, 
8:30am-6:30pm ET) • Refenals to job corps training programs for persons 
16-24. Helps persons to earn H.S. equivalency diplomas. 

Women Work 800-235-2732 • Directs women to employment opportunities in 
their areas. Refenals to local support groups. 

CHILD ABUSE 

Child Help USA Bodine 800-422-4453 (24 hrs) •General info~tion on child 
abuse and related issues. Refenals to local agencies for child abuse reporting. 
Crisis counseling. 

National Family Violence Bodine 800-222-2000; FAX: (202)467-4924 • 
Provides taped message with information only. Sponsored by National Council 
on Child Abuse and Family Violence. E-mail: nccafv@compuserve.com 

CBOLFSTEROL 

Cholesterol 800-231-3438 (Mon-Fri, 8am-4:30pm CO • Distributes 
information on nutrition and related topics (weight loss and cholesterol). 
Sponsored by Nutrition Info. Svcs. 

NDI National Heart, Lung & Blood Imtitute Helpline 800-57S-WELL • 
Information on the prevention and treatment of high blood pressure and high 
blood cholesterol. 

CONSUMERS 

mA National Hotline 800-532-4440 or (301)443-3170 • Information on any 
FDA-regulated product, including information on breast implants. Consumer 
package available. 

People's Medical Society 800-624-8773 (Mon-Fri, 9am-Spm ET) • Helps 
medical consumers become aware of their medical rights. Literature available for 
a fee. E-mail: peoplesmed@compuserve.com 

U.S. Commner Product Safety Commimon (Bi-lingual) 800-638-2772 (need 
push button phone) •Recontedinformation on product safety. Free literature. 

CRANIOFACIAL DISFIGUREMENT 

Children's Craniofacial Association 800-535-3643 (24 hrs) or (214)994-9902 
• Information and referrals on craniofacial disonlers in children, doctor referrals, 
and educational material. Leave name, address and diagnosis. 
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CRFJ>IT COUNSELING 

Consumer Credit Counseli~ Services 800-388-2227 • With touch-tone phone, 
callers can find out about credit counseling services in their local areas. 
Sponsored by the Nat'l Foundation for Consumer Credit. 

CRIME VICflMS 

Juvenile Justice Clearinghouse 800-638-8736 (Mon-Fri, 8:30am-7pm) • 
Information and referrals on juvenile justico prosrams and department of 
justices. 

We Tip Hodines 800-78-CRIME (general); 800-87-FRAUD (felony) • Takes 
reports on crimes or felonies. 

CYSTIC FIBROSIS 

Cystic Fibrosis Foundation 800-344-4823; Pharmacy: 800-541-4959 
(Mon-Fri, 8:30am-S:30pm ET) • Information, brochures, pharmaceutical 
services, and updates on research. Website: http://www.cff.org 

DEAF / BEARING IMPAIRED 

ASHA Hearing and Speech Helpline 800-638-8255 (Voice/TDD) (Serves 
Continental US, PR, Mexico) (Mon-Fri, 9:30am-4:30pm ET) • Information on 
speech, hearing and language disabilities. Referrals to clinics, maintains listing 
of listening devices, and bas special packets of information for military families 
and other populations. Sponsored by Amer. Speech Language and Hearing Assn. 

Captioned Films/Videos 800-237-6213 (Voice-ordering); 800-538-5636 
(Voicell'DD), 800-237-6819 (ITY-ordering) (Mon-Fri, 8:30am-Spm ET) • 
Information on educational and other films for the deaf or hearing impaired. 
E-mail: info@cfv.org 

DB-Link 800-438-9376 (Voice); 800-854-7013 (TfY) • Information and 
referral on education, health, employment, technology, communication, 
recreation, etc. for children who are deaf-blind. Newsletter. CompuServe: 
73324.2140 Specialnet: TRD; leslieg@Fstr.wosc.ossme.edu 

Deafness Research Foundation 800-525-3323 • General information on 
deafness. Awards grants to doctors working wilh deaf population. 

Ear Well 800-327-9355; FAX: (703)750-9302 (Mon-Fri, 9am-5pm ET) • 
Information and literature on any hearing-related issue. Lists doctors, 
audiologists, and hearing aid dispensers. Sponsored by Better Hearing Institute. 
Website http://www.betterhearing.org E-mail: betterhearing@.iuno.com 
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HEAR Now 800-648-4327; FAX: (303)695-7789 (Mon-Fri, 8am-Spm MT)• 
Helps financially needy individuals obtain hearing aids or cochlear implants. 
Newsletter, information and refernls. Maintains national hearing aid bank. 
E-mail: 127737.1272@compuserve.com 

Hearing Aid 800-521-5247 (Mon-Fri, 10am-4pm ET) • Provides genenl 
literature on hearing aids and bearing loss. Sponsored by Int'I Hearing Society. 

Lead Line House Ear lmtitute 800-352-8888; 800-287-4763 (in CA) 
(Mon-Thur, 8am-6pm P'I) • Answers questions on deafness. Information on 
technology, support groups, and specific medical conditions. Ask for Barbara 
Lincoln. Sponsored by Tripod. 

National lmtitute on Deafness and Other Communication Disorders 
800-241-1044 or 800-411-1222 (referrals) • Information on hearing, speech, 
language, smell and taste, voice and balance disorders, and clinical trials. 

D~ION 

Depre.ion Awarenm, Recognition and Treatment Helpline 800-421-4211 
• Provides brochures on depression. Sponsored by Nat'I Inst. of Mental Health. 

National Foundation for Deprmive Dlness 800-248-4344 • Recorded message 
bas information on the signs of depression and manic-depression. 

DL\BETFS 

American Dietetic Association 800-366-1655 (Mon-Fri, IOam-Spm ET) • 
Provides information on diet. Brochures on non-insulin diabetes, infant feeding, 
and child nutrition. Sponsored by Nat'I Center for Nutrition and Dietetics. 

NIH National Diabetes Outreach Proaram Helpline 800-438-5383 • 
Educational information on diabetes. Publishes •Do Your Level Best• kit and 
diabetes kit to public and health care professionals. Sponsored by National Inst. 
of Diabetics, Digestive & Kidney Diseases. 

DISABILITY 

Ability Accea, Inc. 800-858-5116 • Networking for persons with disabilities, 
has an interactive computer information system and bulletin board, and provides 
information on products, travel, employment, etc. 

Childcare Aus 800-235-4122 • Information and referrals to families of children 
(birth to 5) with disabilities, and inclusion training for professionals. 

HEATH Resourte Center 800-544-3284 (VoicerrDD); FAX: (202)833-4760 
• Information and refernls on post-secondary education and adult training 
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programs for people with disabilities. Sponsored by U.S. Dept. of Education. 
E-mail: heath@ace.ncho.edu gopher: //bobcat.ace.nche.edu 

Job Accommodation Network 800-526-7234(VoicelfDD), 800-ADA-WORK; 
FAX: (304)293-5407 (Mon-Thur, 8am-8pm; Fri, 8am-7pm E1) • Information 
on accommodations for people with any job-related disability. Sponsored by 
Pres. Comm on Employment of J>eople with Disabilities. E-mail: 
jan@jan.icdi.ww.edu Website: janweb.iedi.ww.edu 

National Acceaible Aparbnent Clearinahouse 800-421-1221 • Helps people 
with disabilities find accessible apartments. Owners and managers may also use 
this service to register their accessible unils. 

National Easter Seal Society 800-221-6827 (Mon-Fri, 8:30am-5pm ET) • 
Publications for persons with disabilities. Website: http://www.seals.com 

National Respite Locator 800-773-5433 • Information on temporary care for 
those caring for a child with a disability or chronic illness. Website: 
http://chtop.com/locator.htm 

NICHCY 800-695-0285; FAX: (202)884-8441 (Mon-Fri, 10am-5pm ET) • 
Information on education rights for persons with disabilities from birth to age 
22. Sponsored by Dept. of Education. E-mail: nichcy@aed.org Website: 
http://www.aed.org/nichey 

Northeast Disability and Business Technical Aaistance Center 800-949-4232 
(VoiceffDD); FAX: (609)392-3505 • Information and technical assistance to 
employers, individuals with disabilities, and others in tho implementation of Ibo 
Americans with Disabilities Act. E-maiL· ada@njdhs.uu.holonet.net 

Paws With a Cause 800-253-PAWS or (616)877-PAWS • Trains dogs for 
disabled persons. 

Rural Institute on Disabilities 800-732-0323; FAX: (406)243-4370 (Mon-Fri, 
8am-4:30pm MT) • Assistance for persons with disabilities in rural areas. 
Technological services, early intervention, children of Vietnam Veterans, and 
services for the elderly. E-mail: ruralinstitute.umt.edu 

Tele-Consumer Bodine 800-332-1124 (Voice/TTY)• Information, referrals 
and publications about equipment and phone services specially designed to aid 
consumers with speech, vision, hearing or mobility impairments. Website: 
http://teleconsumer.org/hotline 

Through the Looking Gius ~-2666 or (510)848-1112; FAX: (510) 
848-4445 • Information and referrals for disabled parents. Newsletter, phone 
support. Website: http://www.lookingglass.org E-mail: dg@lookingglass.org 
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U.S. Equal Employment Opportunity Commmion 800-669-3362 
(publications) or 800-669-4000 (technical assistance)• Information, speakers 
technical assistance, training and referrals re: enforcing ADA and prohibiting 
discrimination in employment of disabled persons. Website: 
http://www.eeoc.gov 

DISCRIMINATION 

Office on Civil Rights 800-368-1019; (202)863-0100 in DC (Mon-Fri, 
9am-5pm ET) • Refen people who feel they have been discriminated against by 
a federally-funded facility. 

DOMFB11C VIOLENCE 

National Domestic Violence Rodine 800-799-7233; TDD: 800-787-3224 • 
Information and referrals for victims of domestic violence. Website: 
http://www.inetport.com/ -ndvh 

DOWN SYNDROME 

Down Syndrome Hotline 800-221-4602 or (212)460-9330; FAX: (212) 
979-2873 (Mon-Fri, 9am-Spm ET) • Free packets to new parents. Provides 
information on education, support groups, medical research, newsletter, phone 
support, information on conferences. Sponsored by National Down Syndrome 
Society. Website: http://www.ndbs.org 

DRUG ABUSE 

800-COCAINE 800-262-2463 (24 hrs); FAX: (212)496-6035 • Information 
and referral service for chug and alcohol addiction, treatment, and support 
groups. Sponsored by National Medical Enterprises. 

888-MARQUANA 888-627-4582 (24 hrs) • Confidential information on 
substance abuse and referrals to treatment programs, self-help groups, other 
hodines and crisis centers nationwide. 

Alcohol Rehabilitation ror Elderly 800-354-7089 • Information and referrals 
for chemically dependent persons over SS. 

American Council For Drug Education 800-488-3784 (24 hrs) • Literature, 
counseling, and referrals to support groups for all types of drug-abuse concerns. 
Guide to talking with children about drugs. Affiliated with Phoenix House. 

C-SAT National Drug Bodine (Bl-lingual) 800-662-4357; Spanish: 
800-662-9832 (Mon-Fri. 9am-3am ET) • Confidential information on chug or 
alcohol abuse and related issues. Referrals to local drug treatment centers and 
counseling centers. Sponsored by Ctr. for Substance Abuse Trutment, D111g 
Information Trtmt, and Referral Hotline. 
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National Clearinghouse for Alcohol and Drva Information 800-729-6686 
(touch tone) or 800-729-6686 (rotary); FAX: (301)468-6433 (Mon-Fri, 
8am-7pm ET) • Information on alcohol, tobacco and other drug abuse, and 
prevention. Referrals to treatment centers, research, support groups, and 
community programs. Web.site: http://www.health.org E-mail: info@heath.org 

National Council on Alcohol and Drug Dependency 800-622-2255 • With 
touch tone phone, refers callers to counseling and treatment centers for alcohol 
and drug abuse. 

National Council on Alcohol and D11115 800-475-HOPE (24 hrs) • 
Information on local treatment centers. Sends writleo information. 

National Substance Abuse Bodine 800-DRUG-HELP or 800-HELP-111 (24 
hrs) • Confidential helplines that provide information on substance abuse and 
referrals to treatment programs, self-help groups, other hodine numbers, and 
crisis centers ·nationwide. 

Residents Initiatives 800-955-2232 (Mon-Fri, 9am-6pm ET); FAX: 
(301)519-6655 • Information and assistance to the public and assisted housing 
community on drug-related crime control. Sponsored by HUD. 

Teen Help Adolescent Resources 800-637-0701 (Mon-Fri, 9am-Spm MT)• 
Refers parents to teen drug/alcohol treatment programs. Helps parents find 
financial aid for these programs. Website: http://www.vpp.com/teeohelp/ 

DWARFISM 

Lidie People's Research Foundation 800-232-5773 or (410)494-0055 
(Mon-Fri, 9am-5pm ET) • Referrals (primarily research) and literature on 
dwarfism. Networks parents for support. 

DYSLEXIA 

Orton Dyslexia Society 800-ABCD-123; (410)296-0232 in MD (Mon-Fri, 
8:30am-4:30pm ET)• Information and referrals for persons with dyslexia. 

Recording For The Blind 800-221-4792; FAX: (609)987-8116 (Mon-Fri, 
8am-4:30pm ET) • Information on free cassettes and recorded textbooks and 
consumer publications to eligible handicapped persons worldwide. Information 
on volunteer programs for recording tapes. Web.site: http://www.rtbd.org 

EDUCATION 

Clearinghouse for Immigrant Education 800-441-7192 (Mon-Fri, 9am-Spm 
ET) • Resource center to facilitate access to materials, organizations and people 
involved with the effective education of immigrant students. 
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ERIC Clearinghouse on Disabled and Gifted Education 800-328-0272 
(Mon-Fri, 9am-Spm ET)• Information on special/gifted education. Free packets 
of information addressing a variety of issues, including attention deficit disorder, 
gifted children, behavior disorders, inclusion, etc. Customized searches. E-mail: 
ericec@cec.sped.org Website: http://www.cec.sped.org/ericec.htm 

Federal Student Aid lnf'onnation Center 800-433-3243 (Mon-Fri, 8am-8pm 
El) • Information on federal student aid. Sponsored by U.S. Dept. of Education. 
Website: http: //www.ed.gov/prog_ info/sfa/studentguide 

National As.1ociation for the Education of YoUJII Children 800-424-2460 
(Mon-Fri, 9am-Spm ET) • Information and referrals re: early childhood 
education. Website: http://www.naeyc.org.naeyc • 

National Job Corps Information Line (Bi-lingual) 800-733-5627 (Mon-Fri, 
8:30am~:30pm ET) • Refenals to job corps training for persons 16-24. Helps 
persons to earn H.S. equivalency diplomas. 

ENERGY / UTILrI1ES 

Eneru Effldency and Renewable Energy Clearinghouse 800-,63-3732 
Mon-Fri, 9am-7pm) •lnformationon energy efficiency and renewable energy. 
Answers technical questions. Referrals. Sponsored by Dept. of Energy. Website: 
http: //www.eren.doc.gov (general) or http://www.eren.doc.gov/erec/factsheets 
/erec.html (publications) • 

ENVlllONMENTAL 

American Public lnf'ormation on Enviromnent 800-320-2743 (Mon-Fri, 
8:30am-Spm ET)• Information, education and aid to families with environmental 
concerns. Website: http://www.american.pie.org E-mail: apie800@aol.com 

Environmental Protection Agency 800-426-4791 (safe drinking water); 
800-S3S-0202 (buardous waste cleanup) • Information and policy regulations on 
a variety of environmental concerns. 

Indoor Air Quality Information Clearinghouse 800-438-4318; FAX: 
(202)484-1S 10 • Information and referral on indoor air quality. Sponsored by the 
EPA. E-mail: iaqinfo@aol.com 

NOi Environmental Health Helpline 800-643-4794 (Mon-Fri, 8am-8pm ET) 
• Information on health risks from electric magnetic fields. E-mail: 
envirohealth@infoventures.com Website: http:/ /www.infoventures.com/e-bllh/ 

EPILEPSY 

Epilepsy Information Service 800-642-0500 • Answers general questions on 
epilepsy. 
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EYE CARE 

National Eye Care Program 800-222-3937 (Mon-Fri, 8am-4pm PT) • Assists 
financially disadvantaged persons (65 +) with medical eye care. Sponsored by 
Amer. Academy of Ophthalmology. Web.site: http://www.eyenet.org 

FACIAL DISDGUREMENT 

FACES: The National Association for the Craniofadally Handicapped 
800-332-2373; FAX: (423)267-3124 • Assists childreo and adults with 
craniofacial disorders resulting from disease, accident or birth defect. Financial 
assistance, referrals to &lipport groups, newsletter, information and referrals to 
services and medical professionals. 

FITNESS / AEROBICS 

Aerobics and Fitness Aaociation of America 800-445-5950 (Mon-Fri, 
8am-5pm PT) • Information on non-medical aspects of fitness programs. 
Information on injuries, low-impact aerobics and video guide refenals. Web.site: 
http://www.efaa.com 

American Running and Fitness Association 800-776-2732 (Mon-Fri, 
9am-5pm) • Provides information on aerobic sports. Makes refenals to sports 
medicine clinics, podiatrists and orthopedists. E-mail: arfanm@aol.com 
Web.site: http://www.arfa.org 

FOOD DANDLING 

Food Safety Helpline 800-535-4555 (24 hr) • Disseminates information on food 
handling. Helps persons understand labels on meat and chicken. Sponsored by 
U.S. Dept of Agriculture. 

FOOT CARE 

Foot Care lnfo,;mation Center 800-366-8227 • Information on foot care and 
podiatric medicine. Literatun, and brocliures. Sponsored by American Podiatric 
Medical Association. 

GAMBLING 

National .Council on Compulsive Gambling 800-522-4700 • Information, 
referrals to support groups, and counseling, too:iqiuWw ...._, 

GASTROINTFSTINAL DISORDERS 

International Foundation for Functional G•trointestinal Disorders 888-
964-2001 • Education, assistance and support re: any gastrointestinal disorder 
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(including irritable bowel disease, fecal incontinence, lactose intolerance, 
dyspepsia, etc.) 

GAY & LF.SBIAN 

Gay and Lesbian National Hoffine 888-843-454 (Mon-Fri, 6pm-1 lpm) • 
Peer-counseling, information and referrals for gays and lesbians. 

BEALm 

American Board of Medical Specialties 800-776-2378 (Mon-Fri, 9am-6pm 
ET) • Will tell you if your physician is board certified. Web.rite: 
http://www.certifieddoctor.org • 
Agency lor Health Care Policy/Research Publications 800-3S8-9295 • 
Develops and disseminates research-based information to increase the scientific 
knowledge to enhance consumer and clinical decision-making, improve health 
care quality, and promote efficiency in the organimtion of public and private 
systems of health care delivery. Free pamphlets. Website: http://www.ahcpr.gov 

Friend's Health Connection 800-483-7436 •A communication support network 
that connects persons of all ages with any disorder, illness or handicap for 
emotional support. Web.rite: http://www.48friend.com E-mail: 
fnc@pilot.njin.net 

Medic Alert Foundation International 800-432-5378 • Provides medic alert 
bracelets and necklaces engraved with information on an individual's medical 
condition, allergies, etc. 

Medicare 800-638-6833 (Mon-Fri, 8am-8pm ET) • Information on Medicare. 
Sends out publications. Answers general information on Medicare and fraud. 

NOi Clinical Center Patient Referrals 800-411-1222 (Mon-Fri, 8am-4:30pm 
ET) • Information on current clinical trials. Determines eligibility of persons for 
participation in these free clinical trials. Website: http://www.hih.gov 

NOi Office of Alternative Medidne 888-NIH-OCAM • Information on 
current research projects being conducted on alternative medicine. 
National Health Information Center 800-336-4797, (301)565-4167 in MD; 
FAX: (301)984-4256 (Mon-Fri, 9am-Spm ET) • Information and referrals to 
support groups, professional societies, government agencies and publications 
relating to health issues. Literature and brochures. E-mail: whicinfo@health.org 
Website: http://www.gov/healthfinder.gov 

National Immunizations Information Bodine (Bi-lingual) 800-232-2522; 
Spanish: 800-232-0233 •Information and refenals on ilJllllUllimtions for infants, 
adults and health care professionals. 
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National Institute for Occupational Safety and Health 800-3S6-4674 • 
Information on all aspects of occupational health and safety. Website: 
http://www.cdc.gov/ /siosh/ /homepage.html 

Occupational Therapy Consmner Line (Bl-lingual) 800-668-82SS (Mon-Fri, 
9am-4pm ET) • Offers practical information on dealing with various health 
problems that interfere with daily living. Uterature. 

Office of Rare Diseases 800-411-1222 • Information on rare diseases. Links 
patients with research investigators and research projecls. Sponsored by NIH. 
Website: http://www.rarediseases.info.nih.gov .ord 

Visiti111 Nurse Preferred Care 800-426-2547; FAX: (303)7S3-0218 •Referrals 
to local Visiting Nurse Associations. 

HEART 

American Heart Auociation 800-242-8721 • Information on heart health. 
Website: http://www.amhrt.org 

Heart Information Service 800-292-2221 • Answers questions on 
cardiovascular disease via phone or mail. Uterature on aneurisms, heart 
transplanls, women and heart disease. Referrals to support groups. Sponsored 
by Texas Heart Institute. Website: htlp://www.tmc.edu/thil E-mail: 
his@biostl.lhi.tmc.edu 

National Heart, Lung and Blood lnfoLine 800-S7S-9355 • Information on 
heart, lung and blood issues. • 

HOSPICE 

Children's Hmpice International 800-242-4453 or (703)684-0330 (volunteer 
information) (Mon-Fri, 9am-Spm ET) • Refers patients to hospices and 
specialists in their areas. Bibliography, manuals. 

National H~pice Helpline 800-658-8898 (day) • Information on hospice care 
for terminally ill persons. Referrals to hospice programs nationwide. 

HOSPITAL 

mil Burton Hotline 800-638-0742; 800-492-0359 in MD (Mon-Fri, 
9:30am-5:30pm ET) • Information about free hospital care for low income 
persons. Directory of U.S. medical centers lbat are part of Hill Burton prognun. 

Shriner's Hospital 800-237-S0SS (Mon-Fri, 8am-Spm ET) • Information on 
free hospital care available to childten under the age of 18 needing orthopedic 
care or bum treatment. 
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HOUSING 

Housing and Urban Development (HUD) 800-245-2691 • Information on 
government housing. 

IMPOTENCY 

Impotence Information Center 800-843-4315 • Free information about the 
causes and treatments of impotence, including brochures and doctor refenals. 
Answers •Information Center.• 
Impotency Inronnation 800-867-7042 or 800-253-8600 ext. 3600 (information 
services) • Free information kit on impotency. Sponsored by Upj~. 

INCONTINENCE 

Incontinence Information Center 800-543-9632 • Free information about the 
causes and treatments of incontinence. Brochures and doctor refenals. Answers 
•Information Center.• 

National As.1ociation for Continence 800-252-3337 or (864)579-7900 
(Mon-Fri, 8am-Spm E1) • Information on incontinence. Referrals to physicians. 

INSURANCE 

National Insurance Consmner Helpline 800-942-4242 (Mon-Fri, 8am-8pm 
ET) • General information on life, health, home, business and auto insurance. 

KIDNEY DISEASE 

American Kidney Fund 800-638-8299 (Mon-Fri, 8am-5pm ET) • Information 
and referrals, and financial assistance to kidney patients. 

National Kidney Fund 800-622-9010 or (212)889-2210 (Mon-Fri, 
8:30am-S:30pm ET) • Education and research information on kidney disease. 
Referrals to local affiliates. 

LEGISLATION 

Project Vote Smart 800-622-7627 • Information about all elected officials and 
candidates for Federal and gubernatorial offices. 

U.S. Government Federal Inronnation Center 800-688-9889 (Voice), 800-
326-2996 (TDD) •Information about federal government programs and agencies 
including patents, taxes, government jobs, social security, roles and regulations, 
passports, visas, state departments and veteran affairs. 
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LEPROSY 

American Leprosy Mmion 8QO.LEPROSY or 800.543-3131 (Mon-Fri, 
8am-5pm ET) • Information on programs that fight leprosy in 23 countries. 

LIFE-THREATENING ILUmSS 

Children's Wish Foundation International 80().323-9474 • Grants wishes to 
terminally ill children up to age of 18. 

Choice in Dying, Inc. 800-989-WILL • Dedicated to serving the needs of dying 
persons and their families. Counseling. Answers questions on living wills and 
medical power of attorneys. 

Dream Factory 800-456-7556 • Grants dreams for chronically ill children. 

Grant-A-Wish Foundation 800.933-5470 • Programs and services for children 
wilh life threatening illnesses. 

Make-A-Wish Foundation 800-722-9474 • Grant wishes to children wilh 
serious illnesses. 

Mediml Escrow Society SQ0.422-1314 (24 hrs) • Information on obtaining 
advance cash from life insurance policies for those persons with a life 
threatening illness. 

Special Wish Foundation SQ0.486-9474 (Mon-Fri, 9am-4pm ET) • Grants 
wishes to children with terminal illnesses. 

Sumhine Foundation 800-767-1976 • Grants the dreams and wishes of 
chronically and terminally ill children ages 3 to 21. 

LITERACY 

National Literacy Bodine 800-228-8813 (24 hrs)• Information and referrals 
to local literacy· programs. Referrals for both volunteers and people needing 
literacy services. Sponsored by Coalition of Literacy. 

LYME DISEASE 

National Lyme Disease Foundation 800-886-LYME (24 hrs) • Information and 
referrals for Lyme disease. Education, literature, advocacy. 
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MENTAL HEALTH 

National • Clearinghouse Family Support/Children's Mental Health 
800-628-1696 (24 hrs)• Leave message and you will receive either a return call 
or written information. Sponsored by Portland State Univ. 

National Mental Health Association 800-969-6642 (Mon-Fri, 9am-Spm ET) 
• Brochures on various mental health topics including manic~epression, 
bereavement, post-traumatic stress disorder, and warning signs of mental illness. 

MENTAL RETARDATION 

American Association on Mental Retardation 800-424-3688 (Mon-Fri, 
9am-Spm ET) • Provides general information on mental retardation. 

METABOUC DISORDER. 

World Life Foundation 800-289-5433 • Support, researcli, information and 
referrals for persons interested in rue metabolic disorders. Assists in ground/air 
transportation needs to treatment centers. 

MILITARY / VETERANS 

VA Persian Gulf Helpline 800-749-8387 • Insures that veterans with medical 
problems get prompt and thorough attention. 

MISSING CHD.DREN 

Child Find Rodine 800-1-AM-LOST (Mon-Fri, 9am-Spm ET) • Helps parents 
to locate children. Also helps lost children who need assistance. 

Mwing Children Help Center 800-872-5437 • Assists parents locate missing 
children for free. 

National Center for Miaing and Exploited Children 800-843-5678 • 
Information re: missing and exploited youth. Helps parents locate missing 
children. 

Vanished Children Alliance 800-V ANISHED (24 hrs); (408)296-1 H3 
(business 8:30am-4pm P'O • Help for parents of missing children (conducts 
investigations, etc). Educational training and materials, listening, counselors, 
speakers bureau, parents support group, and in-house legal assistance. 

MULTIPLE SCLEROSIS 

Multiple Sclerosis Foundation 800-441-7055 (Mon-Fri, 9am-Spm ET) • 
Support services for those diagnosed with MS. Awards grants for research. 
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Information and referrals on traditional and alternative treatments, newsletter, 
and phone support. 

NARCOLEPSY 

Narcolepsy and Sleep Disorders 800-829-1933 • Counseling for persons with 
oarcolepsy and other sleep disorders. F~d-raising, literature. 

NEUROLOGICAL IMPAIRMENT 

National Imtitute of Neurological Disorders 800-352-9424 • Information on 
neurological disorders. Sponsored by Nllf. 

NUTRITION / DIET 

NDI Weight Control Information 800-WIN-8098 • Automated messages re: 
weight control and obesity for diabetes and digestive diseases. 

Nutrition Information Rodine 800-231-DIET (Mon-Fri, 8am-4pm CT) • 
1a1aamdm m mmtlba • cm11. Leave message and they will mail you packet. 

ORGAN DONATION 

Barbara Ann DeBoer Fowiclation Helpline 800-895-8478; (847)981-0130 (in 
Chicago area) • Help for people in need of organ transplants or other life saving 
procedures. Helps find funding iesoun:es, assists with community fund-raisers. 
E-mail: prbadf@aol.com 

Children's Oraan Transplant Association 800-366-2682 (Mon-Fri, Bam-Spm 
ET) • Public education on organ transplants. Assists families in fund-raising for 
transplant and transplant-related expenses. Assistance for both children and 
adults who are U.S. citizens in need of an organ transplant. 

Minority Organ Tmue Transplant Education Program 800-393-2839 • 
Educational info~on re: organ transplants. Makes referrals to physicians. 

Organ Donor Hotline 800-24-DONOR (24 hrs) • Distributes donor cards, and 
answers questions on organ donation and transplants. Sponsored by Dept. of 
Health and Services. 

Oqan Transplant Fund 800-489-3863 (Mon-Fri, 8:30am-4:30pm CT) • 
Support services, financial assislance and advocacy to organ transplant 
candidates. Fund-raising. Medication and emergency grant programs. 
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OSTEOPOROSIS 

NOi Osteopormis and Related Bone Disorders Helpline 800-624-BONE • 
educational materials re: osteoporosis and other bone disorders. Referrals to 
support groups. E-mail: drbdnrc@nof.org Website: http://www.osteo.org 

PAGET'S DISEASE 

Paget's Foundation 800-237-2438 • Information, brochures, patient's guide, 
doctor referrals, professional packets and newsletter on Paget's disease, as well 
as primary hyperparathyroidism. 

PAIN 

Back Pain Rodine 800-247-2225 • Answers questions on back pain. 

PARKINSON'S DISEASE 

National Parkimon's Foundation 800-327-4545; 800-433-7022 in FL; (305) 
547-6666 in Miami; FAX: (305)243-4403 (Mon-Fri, 8am-Spm E1) • 
Professional will answer any question on Parkinson disease. Website: 
http://www.parkinson.org E-mail: mailbox@npf.med.miami.edu 

PFBTICIDF.S 

National Pesticide Telecommunication Network 800-858-7378 (Mon-Fri, 
6:30am-4:30pm CT)• Information on most aspects of pesticides. Sponsored by 
EPA. Website: http://www.orst.edu/info/npth E-mail: npbl@ace.orst.edu 

PREGNANCY 

National Abortion Federation 800-772-9100 • Information and referrals 
regarding abortions. Financial aid. 

Planned Parenthood 800-230-7526 (referrals); 800-829-7732 (administration) 
(Mon-Fri, 8:30am-5pm) • Referrals to neighborhood planned parenthood clinics 
nationwide. 

Pregnancy Rodine 800-238-4269 (24 hrs) • Information and counseling to 
pregnant women. Referrals to free pregnancy test facilities, foster and adoption 
centers. Sponsored by Bethany Christian Services. 

PRESCRIPl.1ONS, LOW COST 

Pharmaceutical Manufacturers Asmdation 800-762-4636 • Directory of 
various pharmaceutical assistance programs for persons who cannot afford 
prescriptions on their own. 
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PRIMARY IMMUNE DEFICIENCY 

Jeffrey Modell Foundation 800-JEFF-844 (24 hrs) • Information on specific 
primary immuno deficiency diseases. Referrals to major medical centers and 
psychiatric and social support services. Information on insurance reimbursement. 

PROSTATE 

Prostate Information Center 800-543-9632 • Distributes free general 
information about prostate disease including brochures and doctor referrals. 
Answers •Information Center.• 

RARE DISORDERS 

NORD (National Organization for Rare Disorders) 800-999~73; 
(203)746-6518 (in CT) (Moo-Fri, 9am-5pm E11 •Information, networking and 
literature for persons with rare disorders. Website: 
http://www.nord-rdb.com/ -orphan 

REHABILITATION 

C~ter for Rehabilitation Technologies 800-726-9119 (day); FAX: 
(301)495-5626 • Information on products, technology, resources and services 
relating to the needs of people with disabilities. E-mail: 
zena.rubin@arch.gatech.edu Website: http://www.naric/oaric 

National Rehabilitation Information Center 800-346-2742; (301)588-9284 
in MD (Mon-Fri, 8am-6pm ET) • International resource and research center for 
the rehabilitation of disabilities. 

ROSACEA 

National Rmacea Society 888-NO-BLUSH • Information and educational 
materials on rosacea, a chronic, acne-like condition of the facial skin. E-mail: 
rosacea@aol.co1q 

RUNAWAYS 

National Runaway Bodine 800-231-6946 (24 hrs) • Information and referrals. 
Message relay service to parents. 

National Runaway Switchboard 800-621-4000 (24 hrs) • Information and 
referrals for runaways re: shelter, counseling, food pantries, transponation. 
Suicide and crisis counseling. 

NineLine 800-999-9999 (24 hrs) • Crisis/suicide hotline. Referrals for youth or 
parents re: drugs, domestic violence, homelessness, runaways, etc. Provides 
message relays. Takes reports of abuse. Helps parents with problems with their 
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kids. If all counselors are busy, stay on line and one will be with you as soon 
as possible. Sponsored by Nine Line/Covenant House. 

Youth Crisis Bodine 800-HIT-HOME (24 hrs) • Crisis hotline and information 
and referral for runaways or youth with other problems and their parents. 
Sponsored by Youth Development lnt'I. Web.site: http://www.ydi.org 

RURAL ISSUFS 

Rural Information Center 800-633-7701 • Information on rural issues. 
Provides brief database searches for free. Web.site: http://www.nal.usda.gov/ric 

SELF ABUSE HOTLINE 

SAFE (Self-Abuse Finally Enck) 800-DONT-CUT • Referrals to local 
programs dealing with self-abuse and self-mutilation. Information on treatment 
options. 

SEXUALLY TRANSMI'ITED DISEASE 

National SID Rodine 800-227-8922 (Mon-Fri, 8am-llpm ET)• Education, 
research and public policy about sexually transmitted diseases. Information on 
minor and major STD infections (including yeast, cbancroid, herpes, genital 
warts, syphilis and gonorrhea). Referrals, information on prevention, free 
pamphlets. Website: http://www.sunsite.unc.edu/ ASHA 

SOCIAL SECURITY 

Social Security 800-772-1213 • Information on all aspects of social security. 
Can speak with a person or use touch-tone phone to hear messages. 

SPINAL CORD INJURY 

American Paralysis As.1ociation 800-225-0292 • Information and referrals on 
research. Website: http://www.apacure.com 

National Spinal Cord 11\iury Bodine 800-S26-34S6 (Mon-Fri, 9am-Spm ET; 
24 hrs. for new injuries) • Information, referral and peer support for spinal cord 
injured persons and their families. 

Paralyad Vets or America 800-424-8200 (Mon-Fri, 8:30am-5pm cl) • 
Provides information, refenal and advocacy for disabilities, paralyzed vets. 

American Paralysis Associations 800-225-0292 • Provides information and 
referrals on research. Web.site: http://www.apacure.com 
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STU'ITERING 

Stuttering Foundation of America 800-992-9392 (24 hrs) • Information and 
referrals for stutterers and those who treat stutterers. Phono support, 
conferences. Nationwide referral list of speech pathologist who specialize in 
stuttering. Website: http://www.stuttersfa.org E-mail: stuttersfa@aol.com 

SUDDEN INFANT DEATH 

American SIDS Institute 800-232-SIDS; 800-847-7437 in GA (Mon-Fri, 
8am-Spm ET) • Dedicated to tho prevention of SIDS. Promotes infant health 
through research, clinical services, and education and support for families. 
Website: http:/ /www.sids.org E-maiL· prevent@sids.org 

SIDS Alliance 8~38-7437; (410)653-8226 in MD (24 hrs) •Information on 
medical research, referrals to community services, education. 

SURGERY 

American Society of Plastic and Reconstrudive Surgeom 800-635-0635 • 
Referrals to plastic surgeons, information on particular plastic surgeons as to 
qualifications. Website: http://www.plasticsurgery.org 

SYRINGOMYELIA 

Syringomyelia Hotline 800-ASAP-282 • Leave a message and they will send 
information on syringomyelia by mail. 

TAX INFORMATION 

IRS Federal Tax Information 800-829-1040 (Mon-Fri, 8: lSam- S: 15pm E11 
• Information regarding federal tax questions and problems (30 day waiting 
period for written requests.) Website: http://www.irs.ustreas.gov 

TRANSPO:JlTATION 

National Patient Air Transport Hotline 800-296-1217 • Information and 
referral for persons who need cost effective transportation for specialized 
treatment after an illness or accident. 

World Life Foundation 800-289-5433 • Provides air transportation for persons 
who need non-emergency treatment. 

TRAUMA 

American Trawna Society 800-556-7890; (301)420-4189 in MD (Mon-Fri, 
8:30am4:30pm ET) • Information, referrals and educational materials on the 
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prevention of physical traumas. Website: http://www.amtrauma.org E-mail: 
atstrauma@aol.com 

UROLOGIC DISEASE 

American Foundation for Urologic Disease 800-828-7866; 800-242-2383 
(booklets) (Mon-Fri; 8:30am-Spm E1) •Educational information for patients and 
others interested about urological diseases. 

YOUTH 

Boy's Town National Bodine 800-448-3000 (24 hours)• Free, confidential 
short-term crisis intervention, information and referrals for general population. 
Works with children and families. 

KID SA VE 800-543-7283 (24 hrs) • Information and referrals to public and 
private services for children and adolescents in crisis. Referrals to: shelters, 
mental health services, sexual abuse treatment, substance abuse, family 
counseling, residential care, adoption/foster care, etc. 

NineLine 800-999-9999 (24 hrs) • Nationwide crisis/suicide hotline. Referrals 
for youth or parents re: drugs, domestic violence, homelessness, runaways, etc. 
Provides message relays, reports of abuse. Helps parents with problems with 
their kids. If all counselors are busy, stay OD line and one will be with you as 
SOOD as possible. Sponsored by Nine Line/Covenant House. 

Safe Sitter 800-255-4089 • Trains adolescents 11-13 on how to be effective 
baby sitters. 

Teen Help Adolescent Resources 800-637-0701 (Mon-Fri, 9am-Spm M1) • 
Refers parents to teen programs and drug and alcohol treatment centers. Helps 
parents locate financial aid for these programs. Website: 
http://www.vpp.com/teenhelp/ 

Youth Crisis Bodine 800-HIT-HOME (24 hrs) •Crisis hotline and information 
and referral for runaways or youth with other problems and their parents. 
Sponsored by Youth Development lnt'I. 
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ADDENDUM 

STATE ABBREVIATIONS 

AL Alabama MT Montana 
AK Alaska NE Nebraska 
AZ Arizona NV Nevada 
AR Arkansas NH New Hampshire 
CA California NJ New Jersey 
co Colorado NM New Mexico 
CT Connecticut NY New York 
DE Delaware NC North Carolina 
DC District of Columbia ND North Dakota 
FL Florida OH Ohio 
GA Georgia OK Oklahoma 
HI Hawaii OR Oregon 
ID Idaho PA Pennsylvania 
IL Illinois RI Rhode Island 
IN Indiana SC South Carolina 
IA. Iowa SD South Dakota 
KS Kansas TN Tennessee 
KY Kentucky TX Texas 
LA Louisiana UT Utah 
ME Maine VT Vermont 
MD Maryland VI Virgin Islands 
MA Massachusetts WA Washinston 
Ml Michigan WV West Virginia 
MN Minnesota WI Wisconsin 
MS Mississippi WY Wyoming 
MO Missouri 

CANADIAN ABBREVIATIONS 

AB Alberta NS Nova Scotia 
BC British Columbia ON Ontario 
MB Manitoba PE Proa Edwmd Island 
NB New Brunswick PQ Quebec 
NF Newfoundland SK Saskatchewan 
NT NW Territory YT Yukon Territory 
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CURRENT AND FlJTIJRE AREA CODE CHANGES 

Below is a proposed list of new area codes in United States. 

Old New Region and State 

407 S61 Central Florida 
214 972 Dallas, Texas 
513 937 Cincinnati, Ohio 
713 281 Houston, Texas 
310 562 Los Angeles, California 
317 765 Central Indiana 
619 760 San Diego, California 
501 870 East Arkansas 
206 425 Everett-Kent, Washington 
206 253 Auburn-Tacoma, Washington 
412 724 Pittsburgh, Pennsylvania 
810 248 Oakland County, Michigan 
817 940 North Central Texas 
817 254 South Central Texas 
714 949 Southern California 
904 850 North Florida 
904 NIA North Florida 
201 973 North New Jersey 
908 732 Central New Jersey 
301 240 West Maryland 
410 443 East Maryland 
818 626 North Los Angeles basin, California 
801 435 Utah 
216 440 Cleveland, Ohio 
210 830 North of San Antonio, Texas 
210 956 Laredo-Brownsville-McAllen, Texas 
913 785 North & West of Kansas City, Kansas 
414 920 East & North of Milwaukee, Wisconsin 
415 650 San Francisco, California 
916 530 Northeast California 
313 734 Ann Arbor-Wayne-Ypsilanti, Michigan 
617 781 Suburbs of Boston, Massachusetts 
508 978 Northeast Massachusetts 
803 843 Florence and coastal South Carolina 
510 925 1-680 corridor of SF Bay, California 
408 831 Central Valley, California 
615 931 South Central Tennessee 
303 570 North and West of Denver, Colorado 
805 NIA Central California 
213 323 Los Angeles, California 

For update, e-mail request to lnfo@ssisampla.com 
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Effective Grace 
Date Period 

05/13/96 04/13/97 
09/14/96 05/03/97 
09/28/96 06/14/97 
11/02/96 05/03/97 
01/25/97 07/25/97 
02/01/97 06/27 /97 
03/22/97 09/27 /97 
04/14/97 10/06/97 
04/27 /97 • 11/16/97 
04/27 /97 11 /16/97 
06/01/97 Overlay 
04/10/97 09/13/97 
05/25/97 08/24/97 
04/25/97 08/24/97 
05/31 /97 06/30/98 
06/30/97 06/30/98 
06/30/97 06/30/98 
06/01/97 12/06/97 
06/01/97 12/06/97 
06/01/97 Overlay 
01/06/97 Overlay 
06/14/97 02/21/98 
06/22/97 02/01/98 
06/28/97 01/01/98 
07 /07 /97 11/06/97 
01101 /91 11/06/98 
07 /20/97 10/01/98 
07/26/97 10/25/98 
08/02/97 02/01/98 
11/01/97 05/01/98 
12/13/97 N/A 
06/21/98 N/A 
06/21/98 NIA 
04/01/98 09/01/98 
03/01/98 NIA 
07/11/98 NIA 
1998 NIA 
1998 NIA 
1999 N/A 
1999 N/A 



GROUPNAMF..S 

16 Slqt• of Empowerment. 108 
40 Plu• of New Yort. 268 
49XXXXY. 155 
4P- Parcnl Contact Group. 250 
SP- Socieay • 179 
BP Duplicalion Support Group. 154 
9-TIPS. 244 
9 to 5. Nat"I Aun. ofWortia, Women, 267 
A.L.S. Aun., 160 
AARP (Amer. Aun. of Retired Pcnona), 261 
Aanko1 Syndrome Family Support Unit. 15.S 
ABCD, Inc., 172 
Ability Onl.inc Support Network, 134 
Abortion Survivon Anonymou1, 123 
AboulFace, 186 
Abuacd Parenti of America, 144 
Academic• Recoverin1 To1ether. 108 
ACC Network. 156 
ACES, ISO 
ACHE Support Group. 193 
Achromatopaia Network, 126 
Acid Maltaac Def. Aun.. 155 
Acom, 271 
Acoullic Ncuroma Aun .• 167 
ADD Anonymoua. 134 
Addison New,, 156 
Adoptcca In Scareb, 138 
A~optcca' Liberty Movcmcnl Aun., 138 
Adoptive F1milie1 of America, Inc .• 138 
Adult Children of Alcoholic1, 113 
Advocacy Cenler for Loq-Tcnn Caro. 263 
Advocate, for Ind w/Hi1h Fune Autiam, 126 
African Amer. Breast Cancer Alliance, 170 
A1onphobic1 Building Ind. Livca, 251 
A1onphobic1 In Motion, 251 
Aicardi Syndrome Newalencr, Inc., IS7 
Al-Anon Family Group,, 113 
Alaaille Syndrome Alliance, 158 
Alatecn, 114 
Alcoholic, Anonymou1 Wodd Service,, 113 
Alcoholica Victoriou,,, 114 
Alive Alone, Inc., 121 
Alliance of Genetic Support Group,, 191 
Alpha I Nat'l Aun., 159 
Alzheimer'• Diacaac & Rel. Diaordcn , 160 
AMEND, 121 
Amer Pacudo-Obatr/Hinch1pn1111 Db., 190 
Amer. Amputee Fdn., Inc., 125 
Amer. Ann of Kidney Patien&a, 206 
Amer. Ann. of Suicidolo1y, 123 
Amer. Auaoimmunc Rel Diaca1e1 Aun., 202 
Amer. Bchcet'a Aun., 16S 
Amer. Brain Tumor Aun., 167 
Amer. Celia.: Society, 190 
Amer. Chronic Pain A.an., Inc .• 224 

Amer. Council of The Blind , 126 
Amer. Council oa Adoptable Children, 139 
Amer. Diabctct Aun., 182 
Amer. Fdn. for Suicido Prcvcatioa, 123 
Amer. Hypcrlcxia Aun., 200 
Amer. Lllynacal Papilloma Fda., 225 
Amer. Liver Fdn., 210 
Amer. Lua, Aua., 212 
Amer. Parkinson Diacaao Aun .• Inc., 225 
Amer. Porphyria Pdn., 228 
Amer. Silicoac lmplaal Survivon, 237 
Amer. Sleep Apnca Aun., 162 
Amer. Soc of Adulll w/PNudo-Obll, 231 
Amer. Soc. of Handicapped Pbyliciam, 131 
Amer. Society for Deaf Children, 129 
Amer. Syrinaomyelia Allianco Project, 241 
Amer. Tmnicua Aun., 129 
Amputco Coalition of America, 125 
Andro1cn lmcmitivity Synd Spit Grp, 160 
Ancnccphaly Support Fdn., 161 
Ancllhclim ha Rocovcry. 108 
A.naelman Syndrome Fda., Inc., 161 
Aaorebidiam Support Group - USA, 162 
Anxiety Diaorden Aaa. or America, 251 
Apcrt Support and Information Network. 162 
Aped Syndrome Pea Pala, 162 
Aplallic Anemia Fda. of America, 161 
Ancbnoiditi1 Info & Support Network. 163 
&c. Tho, 136 
Anhritia Fda .• 163 
ARTS Anonymoua, 262 
Albcatol Victima or America, 164 
Alpo11er Syndrome Support Group, 126 
ASPO/Lamu.c, 148 
Aun. for Chldm for Enforce. of Spat, 150 
Aua. For Olyco1ea SlOnJo DilCIIO, 192 
Aun. for Macular Ditcatea, lac.. 126 
Aun. for Ncuro-Mctabolic Diaordcn, 221 
Aun. for Rcpctilivc Mo&ion Syndromct, 172 
Aun. for &he Care of ChUdn:011 Hcal&h, 145 
Aun. of Bil1h Defect Childn:n, 145 
Aun. of Couple, for Marriaao Enrich., 141 
Aun. of Late-Deafened Adulta, 131 
A.ldlma and Allclff Fdn. of America, 164 
AU&cbmcnl Diaonter ~all Network, 255 
Aacnlioa Deficit Info Network, 135 
Aupaatiao Fcllowlhip (SI.AA), 118 
Autiam Network lnl'l, 124 
Autiam Society of America, 124 
Avenue, (Anhropypoai,). 163 
Bald-Headed Men of America. 270 
Barn Buildcn Peer Support Group. 131 
Bauca Di1e1ao Support & Rea. Aun., 165 
Baucn:n Anonymoua, 107 
Bay Arca Multiple Mycloma Spd Group, 171 
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BEBASHI, 272 
Bccauac I Love You, 145 
Bectwith-WiedemaM Support Network, 165 
Beginning Experience, The, 124 
Bell'• Pal■:, Rescan:h Fdn., 166 
Benign Euen Blepharospaam Re, Fdn., 166 
Benzodiazepinc Anonymou11 117 
Bereaved Parents of the USA, 121 
Blacb Ed Black■ about Sexual Hllh, 272 
Blinded Veterana Aun., 126 
Blood & Marrow Tnnsplanl Newlleuer, 167 
Body Positive of New York, 157 
BPES Family Network, 166 
Bnin Injury Aun., Inc., 134 
Bnin Tumor Society, The, 167 
Burm United Support Group, 129 
Blllineu and Profeaional Women/USA, 268 
C.M.T. lnt'I, 173 
CAIR (Cbanain, Allitudel In Recovery), 259 
Calix Society, 114 
CALM, 179 
Campu, Support Group, Proanm, 263 
Canadian Mult Endocrine Neoplasm T-1, 216 
Canadian P.I.D., 226 
Candlelighten Childhood Cancer Fdn., 168 
CAPS (Children of Aaina Parents), 262 
Car Accident Web Site, 261 
Catholic• United for Spiritual Action, 132 
CCHS Family Support Network, 178 
CCHW Ctr for Health, Env. & Juldco, 269 
COOS Pasent to Parent Forum, 171 
Celiac Sprue Aun. USA, Inc., 172 
Center for Aaimdinal Healina, The, 209 
Cesarean Suppost Education & Concem, 148 
CFC Support Network, 172 
CFIDS Aun., Inc., 175 
CFS Survival Aun., 175 
CHADD, 135 
Chanaing Anitudea in Recovery, 112 
Chapter Nine Group of Hollywood, 112 
CharcOI Marie Tooth Assn., 173 
CHARGE Syndrome Fdn., Inc., 174 
CHASER, 193 
Chemically Dcpendenl Anonymou1, 108 
CHERUBS Aun, 197 
Child Abu1C Prevention Service,, 103 
Childfree Network, Tho, 139 
Children of Divon:e & Separation, ISO 
Children Of Lclbians/Gay1 Everywhere, 273 
Children•• Brain Tumor Fdn., Inc., 168 
Children'• Uver Alliance, 210 
Children'• Uvcr Alan. for Support Svc,, 210 
Children'• PKU Network, 228 
Children'• Rights Council, 150 
Chromosome 18 Regillry & Reaearch, 155 
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Chromosome 3 Disorden, 175 
Chromosome Deletion Outreach, 178 
Chronic Gnnulomatou, Diaeaae Aun., 192 
CHUCK. 121 
Cleft Palate Fdn., 176 
Cleptomaniac1 & Shopliftcn Anon, 266 
Clc111 Scrvins Clcray, 112 
CLIMB, Inc., 122 
Cloaca Syndrome Support Network, 176 
Clutteren Anonymou1, 264 
Co-Anon Family Groups, 115 
Co-Dependentl Anonymou1, 264 
Coalition f'or Disabled Mu1iciana, Inc., 132 
Cobalamin Network, 176 
Cocaine Anonymou1, 115 
Cochlear Implant Club lnt'I, Inc., 130 
Coffin-Lowry Syndrome Fdn., 177 
Coaan•, Contact Nctwort, 177 
Cohen Syndromo Support Group, 177 
COLAGB, 273 
Coma Recovery Aun., 134 
Comm to Halt Uscleu Colleac Killinaa, 121 
Committee for Mother & Child Rishta. ISO 
Community Drcamaharina Network, 267 
Community lnfonnation Exchanae, 271 
Compauionate Friends, The, 122 
Concerned United Birthparentl, 138 
Confinement Une, The, 149 
Con,enital Achenal Hyperpl11ia, 178 
Con,enital Hypolhyroidi1m Spit Ntwrk, 201 
Co,voined Twina lnt'I, 178 
Continence RcllOrcd Inc., 203 
Cooley'• Anemia Fdn., 161 
COPS (Concerm of Police Survivon), 120 
Cornelia do Lanae Syndrome Fdn., Inc., 178 
Coron■ry Club, Inc., 193 
Corpontion for Mente•, Diaeaac, 214 
COSA (Codependenll of' Sex Addicll), 118 
Council for Equal Ri1ht1 in Adoption, 138 
Council or Citizena w/Low Vision, 127 
Council on Anxiety Disorders, 252 
COURAGE, 273 
Creative Gnnclparenting, 140 
Crohn'1 and Coliti1 Fdn. of America, 179 
CROHNS, 179 
CUB, 138 

• Culhina'• Support & Reaearch Fdn., 227 
Cyclic Vomilina Syndrome Aun., 248 
Cyllinolia Fdn., 180 
Cyllinuri• Support Network, 180 
DAD (Deprea.ion After Delivery), 254 
DAD-t.DAD, 142 
Dancina Eye Syndrome, 180 
Dandy-Walter Syndrome Network, 181 
DeBany Syndrome Nat'l Network. 181 
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DEBRA of America, 183 
DcblOn Anonymou,, l U 
DEBtrr, 263 
Dcnlilll Concerned for Dcn&iu, 112 
DcprcllCd Anonymou,, 254 
Dcprcuion & Related Aft'cclivc Dia, 254 
Dcprcuion After Delivery, 254 
DES-Action U.S.A., 181 
DES Cancer Network, 168 
Diabcte, lnaipidu, & Rel Dia Network, 182 
Diabete1 lnaipidu, Fdn., Inc., 182 
Diabetic, Anonymou,, 182 
Dianily/USA, 273 
Di1Abilitie1 Anonymou,, 133 
Diubled Amer. Veteran■, 2n 
Diubled Artim' Network, 132 
Divorce Care, 150 
Donon' Offaprin,, Inc., 267 
Down Syndrome w/Growth Failuns, 136 
Dual Diaorden Anonymou,, 108 
Dy11utonomia Fda., Inc., 183 
DyllOnia Medical Reacarch Fdn., 183 
Ear Anomalic1 Rccomanaclcd, 183 
ECMO Moma and Dada, 186 
Ehlen-Danlo, Nat'I Fdn., 18S 
ELASTIC, 159 
Emotional Heallh Anonymou,, 257 
Emotiom Anonymou1, 258 
Employment Support Center, 268 
Encephalitis Support Group, l8S 
Eiilhuayauitudiaib, 259 
Epilep,y Fdn. of America, 186 
E.uropean Chromoaomo I lq Network, lS4 
Ex-Partncn of Servicemen for Equality, IS l 
Fabry Support and lnfonnation Group, 186 
FAIR (Family And Individual Reliance), 253 
Falac Memory Syndrome Fdn., 104 
F1milic1 Anonymous, 116 
Familie1 of S.M.A., 239 
Family Empowerment Network, 188 
Family Voice,, 14S . 
Fanconi Anemia Research Fund, Inc., 161 
Father■' Network, The, 144 
Fdn. Fighling Blindness, The, 127 
Fdn. for Nager and Miller Syndrome,, 214 
Fear of Succeu Anonymoua, 251 
Fed of Familica for Childru'a MH, 25S 
Fcinaold Aun. oftbo U.S., 135 
FEL Network, 187 
FEMALE, 142 
Fclll Alcohol Network, 188 
Felll Alcohol Syndrome Family Rea lnat, 188 
Fmromyalaia Alliance of America, 188 
Fibromyalaia Network, 163 
FIRST, 202 

GROUP NAMES 

FOD Communicalion Nc&work, 187 
Food Addicll Anonymoua, 117 
Food AllelJY Ncawort, lbo, U9 
Fommc Socicly, 266 
Forwasd F&GC, 187 
FllAXA Re~b Fda., 189 
Freedom &om Eatina Dilosden, 184 
Fnoman-Sbeldon Pansnl Support Group, 189 
Friend, of tho Vietnam Ve11 Memorial, 2n 
Friend,' Hcallh Connection, 132 
FSH Society, lac., 187 
Full-Tune Dada. 142 
Gam-Anon Family Group,, 117 
Gamblcn Anonymou1, 117 
OAP (GrandparcDII Al Parenti), 140 
OaatnJplaaty Support Group, 191 
Gay and Lesbian Pansnta Coalition lnl'l, 273 
Gian& Conaenilal Piamcnlcd Nevi, Gq,, 222 
Gluten lnlolcrancc Group of No. Amer, 173 
Onndpansnl Ripll In Now Strclfllh, IS I 
Onndpansal'a Ripll Adv. Movement, 141 
OrandpansDII lnfonnation Cca&cr, 141 
OnndpaRDII Riahll Ora•nization, 15 I 
Ony Pan&hen, 262 
Group B Strep Alan., 239 
GROW, lac., 251 
Growth Honnonc Def Support Network, 27S 
Guardian■ of Hydroccpbalua Rea Fdn., 199 
GuiUaia-Bano Syndrome Fdn. lnl'I, 192 
GUMS, 183 
HEAL (Human Ecoloo Action Leap, 174 
Hcadbcal, 123 
Hcarta and Banda, 232 
Hcartway Projec:11, 252 
HELLP Syndrome Society, 194 
HELP, lnltitulO for Body Cbemiaary, 200 
Heman,ioma Support Syltem, l 9S 
Hcmifacial Spum Support Group, l 9S 
Hcmocbroma101i1 Fein., lac., 19S 
Hepalilia B Fdn., 196 
Hcpatitia C Fda., 196 
Hcpatitia Fda. lnl'I, 196 
Hcnnanaky-Pudlock Syndrome Network, 197 
Hcq,ca Anonymou,, 198 
Hcrpc1 Rcaourcc Center. 197 
HERS Fdn., 201 
HHT Fdn. lol'I, Inc., 197 
Hidradcniti1 Support Group. 198 
Hip Riak Moma, Inc., 149 
Hilliocytoai1 Alla. of America, 198 
11MB Conlacl Group, 195 
Homoacxual1 Anonymoua, 274 
HPV Support Proaram, 198 
Humaa Orowdl Fda., 275 
Huaunaton'• Di1CUO Soc. of America, 199 
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Hydrocephalus Aun., 199 
Hypcracusia Network, 199 
Hypcrcxplexia Contact Group, 100 
Hyposlycemia Aun., Inc., 200 
Hypopanthyroidiam Newsletter, 101 
Hypophosphata■ia, 101 
I-Anon, 103 
IDEAS, 205 
laA Nephropathy Support Network, 106 
Immune Deficiency Fdn., 203 
IMPACC, 168 
lmpoccnta World Alan., 103 
lncell Resource,, Inc., l 06 
Incest Survivon Anonymous (I.S.A.), 104 
Incest Survivon Resource Network lnt'I, 104 
Ind. Holopro■encephaly Support Site, 198 
lnt'I 11;12 Tnn■location Network, 154 
lnt'I Agnoaia Fdn., 157 
lnt'I Alllrom'a Syndrome, 159 
lnt'I Aun. for Clear 1binkina (IACI'), 258 
lnt'I Aan. for Near-Death S1Udie1, 171 
lnt'I Aun. of Larynacctomec1, 208 
lnt'I Bundle Bnncb Bloct Aun., 193 
lnt'I Ce11rean Awarenea Network, Inc., 148 
lnt'I Children'• Anophthalmia Network, 161 
lnt'I Collello Syndrome Suppott Group, 179 
lnt'l Docton in Alcoholic• Anonymou■, 109 
lnt'l Endomctrioai1 Aun., 185 
lnt'l Fdn for Functional Oastroint Di1, 190 
lnt"I Fdn. for Stutteren, Inc., 176 
lnt'I Fdn. for Gender Education, 174 
lnt'l Fibrodyspla■ia Ouificana Pros, 188 
Int 'I Joseph Diacaae1 Fdn., Inc., 205 
lnt'I Lawyen in Alcoholic• Anonymou1, 109 
lnt'I Nurse• Anonymou1, 109 
lnt'I Organization of Glutaric Acidemia, 156 
lnl'l Phannacilll Anonymous, 109 
lnt'I Polio Network, 228 
lnt'I Ren Syndrome Aun., 234 
lnt'I Ventilator Uacn Network, 147 
lnt'I Youth Council, 151 
lnterace, 142 
lnterconareaational Alcoholism Proa, 109 
lntenex Society of Nodh America, 174 
lntentitial Cy1titi1 Aun., 204 
Iron Overload Disease, Aun., Inc., 195 
Irritable Bowel Syndrome SH Group, 205 
lvemark Syndrome Aun., 205 
JACS (Jewi■h Alcoholic■ ... ), 109 
JDF lnt'I, The Diabetes Reaearcb Fdn .• 182 
Job Transition Support Group, 268 
Joint Custody Aun., 151 
Joubert Synd Parents-In-Touch NIWl'k, 206 
Jull Say No lnt'I, 279 
Kawaaaki Families' Network, 206 
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Klinefelter Syndrome and Auociatc1, 207 
Klinefelter'• Syndrome Aaan. of Amer, 207 
Klippel-Feil Syndrome Network, 207 
Klippel-Trenaun■y Support Group, 207 
La Lcc:be Leasue, 148 
Lactic Acido1i1 Support Group, 208 
LAM Fda., 1bc, 113 
Late Onset Tay-Sacha Fdn., 241 
Laurence Moon Blrdet Bicdl Syndrome, 208 
Lcamina Diaabilitie, Aan. of America, 135 
Lennox Oalllut Syndrome Support Orp, 209 
Lei'• Faco It, 187 
Leukemia Soc of Amer Family Spit Grp, 168 
Ushthouae, Inc., The, 128 
UaJatning Strite/Elect Shock Survivon, 270 
LINKUP, 104 
Upomyclomcninaocelc Fam Spit Ntwrk, 210 
Litigation Streu Support Group, 270 
Little People or America, 276 
Love-N•Addiction, 264 
Lowe Syndrome Aun., 111 
Lupu, Fdn. of America, Inc., The, 212 
Lyme Di1e1se Network, 213 
Macular Degcncntion lnt'I, 127 
MAD DADS, 143 
MADD, 265 
MAGIC Fdn., 276 
Mate Today Count, 209 
MALE, 105 
Malignant Hypcl1hennia Aun. or US, 211 
Man To Man Prosram, 169 
Maple Syrup Urine Di■ Fam Sprt Grp, 213 
Marijuana Anonymou,, 116 
Ma■tocyto1i1 Society, 213 
MATCH, 268 
McCune-Albright Syndrome Division, 213 
MELD, 143 
Men Aaillina Leading Educating, 105 
Men for Sobriety, 114 
Mended Head■, 194 
Meniere•, Network, 130 
Meuie1 Anonymou1, 164 
Me111r0pic Dyspla,ia Dwarf Reaillry, 114 
Methadone Anonymous, U.S.A., 116 
MHE Family Support Group, 216 
MinnelOtl Eady Leaming Design, 143 
Mitochondrial Di■orden Fda. or Amer, 215 
Mitnl Valve Prolap■c Proa, 194 
MlA Fdn., 216 
Modenlion Mana1emcnt, 114 
Moebiu, Syndrome Fda., 215 
Mole&ten Anonymous, 106 
MOMS Club, 143 
Mood Diaordcn Support Group, 255 
MOPS, lnl'l (Mathen or Pre-Schoolen), 143 
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More Than Conqueron, 107 
MOST (Mothen Of Supcrtwim), 147 
Madler'• Acce11 To Ca~n al Home, 268 
Molhen Aa•illll l>Nnk Drivina, 265 
Movina Forward, 181 
Moyamoya Support Network, 215 
MPD Reecan:b Cir., Jae., 219 
MPS Society, 216 
MSL Help, 217 
Multiple Scleroli1 Aun. of America, 217 
MUMS Nat'I Parena-co-Parcna Network, 146 
Muacular Dy11rophy Alan., 217 
Myalaic Enc:ephalomyeliti1 Aun., 218 
Myallbenia Gravi1 Fdn., 218 
Myo1iti1 Aan. of America, 219 
NAAFA,223 
NADD: Aun for Pcnom w/DDIMH, 255 
Nail Patella Syndrome Nctworkina, 219 
NAME, 256 
NAPSAC, 148 
Nar-Anon, 116 
Nan:olepay Network, 220 
Nan:otic, Anonymou1, 116 
Nat'I ADDA, 135 
Na1'l Adrenal Diecaec1 Fdn., 156 
N11'I Alliance for the MenaaUy m, 256 
Nat'l Alopccia Arcata Fdn., 159 
Nat'l Amputation Fdn., Inc., 125 
Nat'l Aph11ia A11n., 240 
Nat'l Aun Advance Fat Acceptance, 223 
Nat'I Aun of Anorexia Nerv/Auoc Die, 184 
Naa'l Aun Pecudoxanthoma Elallicum, 231 
Nat'l Aun. for Relief of Paaet'• Diecaec, 224 
Nat'I Aun. for Vimally Handicapped, 127 
Nat'I Alan. of1be Deaf, 130 
Nat'I Aun. of Former Foller Children, 140 
Nat'I Aun. of MOlhcn' Cen&cn, 149 
Nat'I Aun. of People With AIDS, 157 
Nat'I Aun. of Reapomible Prof Adilctca, 110 
Nat'l Ataxia Fdn., 165 
Nat"I Bell'• Palay Qnlinc Support Gioup, 166 
Nat'I Black Women'• Health Project, 250 
Nat'I Brachial Plexul/Ed>'1 Palay Aun., 167 
Nat'l Brain Tumor Fdn., 168 
Nat'l Bum Viclim Fdn., 129 
Nat'l Carcinoid Support Gioup, 169 
Nat'I Chronic Falipc Syn/Fibromyalgia, 189 
N11'I Chronic Pain Outreach Auoc., 225 
Nat'I Caci for Sinalc Adopt Parenll, 139 
Nat'I Coalition for Cancer Survivonhip, 169 
Nat'I Con, Cytomcaalovilua Dia Rea, 180 
Nat'I Council on lndepcndcna Livina, 132 
Nat'I Cir for Chromoaomo laveniom, 175 
Nat'I Cir for Env Health Stratcaiea, 174 
Nat'I Dcpreal/Manic-Dcpreu Aun, 255 
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Nat'I Donor Family Council, 120 
Nat'l Down Syndrome Cona1a1, 136 
Nat'I Eatina Diaordcn <>raanizalion, 184 
Nat'I &zcma Aun for Science&. Ed, 184 
Nat'I Empowenncna Ccn&cr, 253 
Nat'I Eoainophilia Myalpa Synd Ntwrk, 186 
Nat'I Family Carepven Aan., 263 
Nat'I Family Pa1111enhip, 116 
Nat'I Falhcr'a Network, 146 
Nat'I Fda. for Chem Hypcncmitive, 174 
Nat'I Fda. for E.clOdcnnal Dyapluiaa, 184 
Nat'l Federation of the Blind, 127 
Nal'I Foller Parena Aun., Inc., 140 
Nat'l Fraailc X Fda., The, 189 
N11'I Fraternal Society of1be Deaf, 130 
Nat'l Gaucher Fdn., 191 
Nat'I Gay and Labian Talk Force, 274 
Nat'l Grave,• Di1e1ec Fdn., 192 
Nat'l Gulf War Reaourcc Ccn&cr, Inc., 278 
Nat'I Headache Fdn., 193 
Nal'l Hemophilia Fdn., 196 
Nat'l Hydroccphalu1 Fda., 199 
Nat'l lnconlincnlil Pi,mcnti Fdn., 204 
Nat'l lnfcrtility Network Exchaoae, 204 
Nat'I Kidney Cancer Aun., 169 
Nat'I Latina Heallb Oraanization, 250 
Nat'I Lupron Victima Network, 212 
Nat'I Lymphcdema Network Inc., 213 
Nat'l Marfan Fdn., 213 
Nat'I Men'• Reaoun:e Center, 270 
Nat'I MH Comumcn SH Clearinpouac, 253 
Nat'l Multiple Sc:leroaia Society, 217 
Nat'I Nccroliziq Fuciiti1 Fda., 220 
Nal'l Ncurofibrom&IOlia Fdn., Inc., 220 
Nat'I Niemann-Pick Diecaec Fdn., Inc., 222 
Nat'I Ors for Bilthfathen, 139 
Nat'I Oq for Albiniam/Hypopigmcna, 158 
Nat'I Ors for Parcnaa of Blind Children, 128 
Nat'I Ors for Scaaonal Aff'cctivo Di1, 255 
Nat'I Ora for Bidbf&lhen &. Adoption, 139 
Nat'I Oq of Machen ofTwim Cluba, 147 
Nat'I Ors of Rare Diaordcn, 232 
Nat'I 0rg on Male Sexual Victimization, 106 
Nat'I Organization for Victim Auiltlncc, 265 
Nat'I Organi7.ation for Men, 270 
Nat'I Organa.ation for Women, 278 
Nat'I Organization of Single Mochcn, 152 
Nat'I OIICoporoai1 Fdn., 223 
Nat'I Ovarian.Cancer Coalition, 169 
Nat'I Parent Ccntcr, 1bo, 144 
Nat'I Parcat Network on Diaabililie1, 146 
Nat'I Poacr Syndrome Support Group, 228 
Nat'I Ploriaai1 Feta., 231 
Nat'I Roye•, Syndrome Fdo., 234 
Nat'I Sarcoidoai1 Reaourco CeDlCr, 235 
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Nat'I Sjogren'• Syndrome Aun., 237 
Nat'I Soc for MVP and Dy11utonomia, 194 
Nat"I Spaan,odic Dyaphonia Aun., 238 
Nat'I Spasmodic Torticollia Aan., 238 
Nat'I Spinal Cord Injury Aun., 137 
Nat'l Stroke Aun., 240 
Nat'l Stunenn, Projecl, 276 
Nat'l Tay-Sacha & Allied Diaeaaea, 242 
Nat'l Tuberous Sclcroaia Aun., 245 
Nat'l Urea Cycle Diaorden Fdn., 246 
Nat'l Vaccine Information Cea&cr/DPr, 247 
Nat'l Vaacular Malfonnation Fdn., 247 
Nat'l Victim Center, 26.S 
Nat'l Vititiao Fdn., 248 
NATHHAN, 146 
Natl Aun for Native Amer Cldm of Ale, 114 
Nat'I Alan. For Parents of Via Imp, 127 
Nemalinc Myopathy Newalcttcr, 220 
Neurofibromatoaia, Inc., 221 
Neuropathy Aun., 226 
Neutropenia Suppod Aun., Inc., 221 
Nevoid Basal Cell Carcinoma Syn Spit, 169 
New, Network, 221 
New Be9iMins1, Inc., 152 
New En1l1nd Patients' Riahll Group, 272 
Nicotine Anonymous World Service,, 119 
No Kiddina!, 140 
No. Amer Cncl of Sep/Div Catholic,, 151 
NOHARMM, 270 
Noonan Syndrome Suppod Group, 222 
NORD, 232 
NORM (Nat'l Ora. of Re11orina Men), 271 
0-Anon, 118 
O.C. Fdn., Inc., 260 
Obaeaaive-Compulsive Anonymoua, 260 
Older Women'• Leape (OWL), 262 
Oley Fdn., Inc., 24.S 
Ollier'a/Maffitcci'a Diaeaae SH Group, 222 
On Our Own, Inc., 253 
One in a Million Kida Support Group, 232 
Onllrio Scvcnlh Step OrsaniDtion, 266 
Open ARMS (Abortion Rel Mini111iea), 122 
OpilZ Family Network, 222 
Opaoclonu~Myoclonua Parent Talk, 180 
Ors for Myelin Diaorden Rel/Support, 218 
Ors of Parents Throush Surrogacy, 204 
Orsanic Acidemia Aun., Inc., 156 
Oateogeneaia lmperfecla Fdn., 223 
Overcomcn In Chri11, 110 
Overcomcn Outreach, Inc., 110 
Overeaten Anonymoua, 118 
Oxaloaia and Hyperoxaluria Fdn., 224 
P-FLAG, 274 
PAGER, 190 
Paralyad Vetcrau of America, 137 

312 

Parenll Again11 Lead, 208 
Parents Anonymoua, I 03 

Addendum 

Parents Friend, Leabian.1 & Gaya, 274 
Parents Helpin1 Parents, 147 
Parents Involved Network, 256 
Parenti of Murdered Children, 122 
Parents Section, AG Bell Assn. for Deaf, 130 
Parents United Int'I, Inc., 104 
Parents Without Paltnen (PWP), 152 
Partinaon'• Diaca1e Fdn., Inc., 225 
Partiuon'1 Support On,upa of America, 226 
Partnorl/Friendl of lncc11 Surv Anon, 106 
Patienl Adv for Advanced Cancer Tnnt, 170 
People Fint, 133 
People Uvina Through Cancer, 171 
Peripheral Ncuropathy Group, 226 
Perapcctivc1 Network, lbc, 134 
Peter'• Partncn, 217 
Phenix Society, 262 
Philadelphia Unemployment Project, 268 
Phoenix Society for Bum Survivon, 129 
Pill Addicts Anonymoua, 117 
Pilla Anonymoua, 117 
Pilot Parents Program, 147 
Pint Di1e11e Support Group, 227 
Pituitary Tumor Network Alia., 227 
Polycyatic Kidney Rcacarch Fdn., 206 
Po• Partum Education for Parenll, 144 
Postpartum Suppod lnt'I, 149 
Prader-Willi Syndrome Aun., 228 
Prccociou1 Puberty Support Network, 229 
Premature Ovarian Failure Spit Group, 229 
Preacription Parenti, Inc., 176 
PRIDE. 273 
PRISMS, 237 
Progrc11ive Oucous Heteroplaeia Assn., 229 
Project on Women and Dieability, 133 
Proccu1 Syndrome Fdn., 230 
Prozac Survivor■ Support Group, 230 
PRudotumor Cerebri Society, 231 
Paychologim Helpins Plycholoaim, 110 
Pull-Thns Network,· The, 203 
Pulmonary Hypertension Aun., 232 
Purine Rcaearcb Society, 214 
PXE lnt'l, Inc., 231 
Raci1m and Bigotry Anonymoua, 272 
Rainbow Alliance of the Deaf, 131 
RAINBOWS, 120 
Rational Recovery Sy11Cm1, 110 
Ray of Hope, Inc., 123 
Raynaud'1 and Cold SutTercn Network, 232 
Raynaud'a Fdn., 233 
REACH c•Rcauurance to Eacb9), 257 
Reach to Recovery Di1eu11ion Group,, 170 
Rcalton Concerned for Rcalton, 112 
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Rcclamalion, Inc .• 252 
Rccovcrica Anonymoua, 111 
Rccovcrina Couplca Anonymoua (RCA), 111 
Recovery, Inc .• 258 
Rccumnl Reap Papilloma&oli1 Fdn., 225 
Rc0cx Anoxic Seizure Info & Spd Grp, 233 
Reflex Sympalhclic Dymopby Syn, 233 
rcFOCUS (rccoverina FOnncr CUltim), 267 
Rclalive1 Projccl, The, 256 
Rcnaiuanco Education Aun., Inc., 274 
Rc1e1n:h Trull for Metabolic Diaca1e1, 214 
Rcaolve, 204 
Reltleu Lea Syndromo Fdn .• Inc., 233 
RID (Remove lntoxicaled Driven), 26.S 
Robinow Syndrome Fdn., 234 
Rombcra"• Conncclion, 226 
Rubinllein-Taybi Parcnl Group, 234 
Ruaacll-Silvcr Syndrome Spd Neawork • 234 
S-Anon. 118 
S.M.D.l. lnl'I, 218 
Sana Uteri, 201 
S1n:oido1i1 Fdn., 23.S 
Save Our Sona And Dau1hlen, 266 
SAY (Support for Allhmalic Youth), 164 
Schizophrenia Socicly of Canada, 256 
Schizophrenic, Anonymou1, 253 
SCIO Mailina Group, 203 
Sclerodenna Fedenlion, Inc., 23.S 
Scolioaia Aun., Inc., 235 
SDS Advocate, 236 
Second Wind Luna Tnmplanl Aun, 243 
Secular Ora for Sobriety, 111 
Selective Muliam Fdn., Inc, 236 
Sex & Love Addicll Anon, 118 
Sex Addie&, Anonymou1, 118 
Seuholic1 Anonymou,, 119 
Sexual Auault Recovery Anon, 104 
Sexual Compul1ivoa Anonymou, , 119 
Sexual Recovery Anonymou1, 119 
Share & Care Cockayne Synd Neawork, 177 
SHARE: (Brc1111/0v1rian Cancer), 171 
SHARE: Pn:anancy/lnfana Lou Spat, 122 
SHHH (SH for Hard of Hearing. Inc.), 131 
Shopliftcn Anonymoua, 266 
Shoulder to Shoulder, 269 
Shwachman Syndrome Support, 236 
Siblina Information Ncawork, 133 
Siblina• for Si1nific1n1 Chanae. 133 
Sickle Cell Discaac Alan. of Amer .• 236 
Sideline, Nat'l Support Neawork, 149 
SIDS Alliance, 122 
Simon Fdn. for Continence, 203 
Sinale Falhen of Nia11111 (S.F.O.N.), 153 
Siqlc Molhen By Cboico, 152 
Sin,le Parcn1 Reaoun:o Cemcr, 153 

GROUP NAMES 

Sisacn Ncawork, 170 
Sjo1rcn'1 Syndrome Fdn. Inc., 237 
SKIP Nat'I, 146 
SMART Recovery, 111 
Smilh-Lcmli-Opitz Advocacy/Excbanac, 237 
Soc for Milnl Valve Prolapac Syndrome. 194 
Soc for Proarcuivo Supranuclcu Palay, 229 
Social Workcn Hclpin, Social Worton, 11 l 
Society for che Second Self, 275 
Sociely of Milillry W'utow,. 124 
Solo Puentina Allianco, 153 
So&oa Syndromo Support Aun., 238 
Spaunodic Dyapbonia Spat Grp of NY, 238 
Speak Ea1y lnl'l Fdn .• Inc., 277 
Speaking for Ounclve,. 133 
Spina Bifida Aan. of Amcric~. 238 
Spinal Cord Injury Com,p Club, 137 
Spinal Cord Society, 137 
SPOHNC. 171 
Spondyliti1 Aan. of America, 239 
Spouac and Partncn Council. 256 
Spouac1 of Police Officcn, 272 
Stan of David, Inc., 139 
Slepfamily Aun. of America, Inc., 153 
Stickler Involved People. 239 
Slnight Spouao Support Network. 275 
SlrOkc Club, lnf'l, 240 
Sll'Okc Connection of Amer. Head Aun, 240 
Studcnta Aaaillll Dcauuctive Dccilio111, 111 
Sturac•Wcber Fdn., 1bc, 240 
Support for Familic1 w/Wcaver Synd. 248 
Support Group for Monoaomy 9P, 154 
Support Ncawork, The, 166 
Support Oraanizalion For Triaomy, 24.S 
Supportive Older Women'• Ncawork, 278 
Survivor Conncctio111. Inc .• 10.S 
Survivon Ncawork-Abuacd by Priem, l0S 
Survivon of Ed Sexual Abuac, I0S 
Survivon of lncCll Anonymoua, 105 
Survivon Of Slalkiq, Inc .• 265 
Tabya111'1 Aatcrili1 Aan., 241 
Tdina Action Aaaimt Lana Dit, 277 
Tall Club1 lnl'l. 276 
TAR.SA, 242 
Tal1CI and Smell Dy1mnction Fdn., 241 
TEFN ATER Support Network. 243 
Tender Hcarta, 123 
THEOS, 124 
Thcrapiaaa In Recovery, 112 
Therapy Exploitation Link Linc, 106 
They Help Each Olher Spiritually. 124 
Thyroid Pela. of America, 242 
1MJ Alla., 242 
To Live Aaaia, 124 
Toa1&m11&cn laa'I, 277 
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TOPS, 224 
Total Aspects of Recovery Anonymous, 112 
ToughLove lnt'I, 144 
Tour.:ue Syndrome Aun., 243 
Tramvenc Myelitis Aun., 244 
Trauma Recovery, Inc., 261 
Trcacher Collins Fdn., 244 
Trichotillomania lamina Center, 260 
Trigeminal Neuralai• Aun., 244 
TRIO, 243 
Triplet Connection, 147 
Trisomy 12P Parent Supped Ora, 245 
TrP Supped Group, 242 
Turner Syndrome Society of the U.S., 246 
Turner Syndrome Supped Network, 246 
Tumer'• Syndrome Society, 245 
Twin to Twin Tramfblion Synd Fdn., 246 
Twinle11 Twin Supped Group, 120 
Type One Fiber Hypotrophy, 246 
Unite, Inc., 123 . 
United Cerebral Palsy Aun., Inc., 173 
United Lcukodystrophy Fdn., Inc., 209 
United Mitochondrial Diaeaae Fdn., 215 
United Oatomy Ann., 223 
United Scleroderma Fdn., Inc., 235 
Unwed Parenti Anonymous, 1.53 
Ua Too, lnt'I, 170 
Usher'• Syndrome Self-Help Network, 128 
Vestibular Disorden Aun., 247 
VHL Family Alliance, 248 
Victims Of Child Abuso Lawt, 103 
Vietnam Vetenm of America, Inc., 278 

Vi■ioo Fdn., Inc., 128 
Vision Nodhwest, 128 
VOCAL, 103 
VOICES la Action, Inc., 105 
Vulvar Pain Fdn., 248 
Washin,con PAVE, 147 
We Saved Our Marriage, 142 
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Wo the People Uvina with AIDS, 
Weacncn Fdn., Inc., 249 
Weaencn Granulomato■ia Spit Group, 249 
Well Mind Aun. of Greater Washinaton, 253 
Well Spoutc Fdn., 263 
White Luna Assn., 164 
Widowed Penona Service, 124 
Williams Syndrome Aun., 249 
Wilson'• Di■caac Aun., 249 
WINOS Fdn, Inc., 106 
Winp of Uaht, Inc., 120 
Wives or Older Men, 142 
Women Employed, 269 
Women For Sobriety, 115 
Worbholica Anonymoua, 119 
Wodd Arnold Chiari Mair Aun., 163 
Wodd SHARE, 269 
X-Untcd Myotubular Myopathy Rea, 219 
Xeroderma Pigmentosum Society, 250 
Y-ME Nat'I Breast Cancer Oraanization, 170 
Youna Al Heart, 194 
Young Et Heart, 163 
Young Grandparents' Club, 141 
Your Turf, 275 

We welcome your suggestions, comments, and additions to the Self­
Help Sourcebook. Please send any comments to us at the address 
below. 
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We hope to update and print a seventh edition in the spring of 2000. 
To receive an order form, please send a self-addressed stamped 
envelope to: 

American Self-Help Clearinghouse 
Attn: Sourcebook 
Northwest Covenant Medical Center 
2S Pocono Road 
Denville, NJ 07834-2995 



11 ;22 translocation, 154 
1 lQ, 154 
12P trisomy, 24S 
12-step group (general), 111 
18 and 13 trisomy, 24S 

INDEX 

18Q- chromosome deficiency, lSS 
49XXXXY syndrome, lSS 
SP- syndrome, 179 
SP- duplication, 1S4 
9 trisomy, 144 
9P-, 154 

-A-

Aarskog Syndrome, 1 SS 
abortion bereavement, 122-123 
aha.we (emotional/physical/sexual/spousal), 103-108 
abuse, alcohol, 113-11s 
abuse, chemical, 108-119 
abuse, child emotional/physical, 103 
abuse, child from bums, 129 
abuse, child sexual, 104 
abuse, drug, 11S-117 
abuse, elder, 262 
abuse, overeating, 117-118 
abuse, prescription pill, 117 
abuse, ritual/satanic, 107 
abuse, sexual, 104-107 
abuse, spouse (male batterers), 108 
abuse, substance, 108-119 
abused parents, 144 
abusive men, 107 
academic professionals, addicted, 108 
accessible apartments helpline, 289 
accident (car) victims, 261 
accident (plane), loss from, 120 
achromatopsia, 126, lSS 
acid maltase deficiency, lSS 
acidemia, 1 S6 
acidosis, lactic, 208 
acoustic neuroma, 167 
acquired immune deficiency syndrome, 157-158 
acromegaly, 227 
ADD, 134-135 
addiction (general), 108-119 
addicted anesthetists, 018 
addicted Catholics 
addicted clergy, 109, 112, 280 
addicted dentists 
addicted doctors, 109 
addicted Jewish persons, 109 
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INDEX 

addicted lawyers, 109 
addicted nurses, l 09 
addicted pharmacists, 109 
addicted physicians, 109 
addicted psychologists, 110 
addicted professor, 108 
addicted realtors, 112 
addicted social workers, 111 
addicted therapists, 112 
addicted mentally ill, 108, 113 
addiction, alcohol, 113-115 
addiction, benzodiazepine, 117 
addiction, chemical, 108-119 
addiction, chewing tobacco, 119 
addiction, cocaine, 115 
addiction, drugs, 115-117 
addiction, emotional, 264 
addiction, families of persons with alcohol, 113-114 
addiction, families of persons with chemical, 113-117 
addiction, families of persons with cocaine, 115-116 
addiction, families of persons with drug, 115-117 
addiction, families of persons with gambling, 117 
addiction, families of persons with sexual, 118 
addiction, food, 117-118 
addiction, gambling, 117 
addiction, love, 118-119, 264 
addiction, marijuana, 116 
addiction, methadone, 116 
addiction, nicotine, 119 
addiction, parents of children with chemical, 144-14S 
addiction, prescription pills, 117 
addiction, relationships, 264 
addiction, sex and love, 118-119 
addiction, smoking, 119 
addiction, tobacco, 119 
addiction, work, 119 
addictive voice recognition technique, 110 
Addison disease, 156 
ADHD, 134-135 
adolescent (also see youth) 
adolescent, chemical abuse prevention, 109, 111, 116 
adolescent, gay/lesbian/bisexual, 275 
adolescent, overeaten, 117-118 
adolescent parents, 143, 153 
adolescents bereaving loss of loved one, 120, 122 
adolescents experiencing divorce of parents, ISO, 152 
adolescents from alcoholic families, 113-114 
adolescents from single families, 152, 289 
adolescents from stressful homes, 103 
adolescents physically/emotionally abused, 103 
adolescents sexually abused, 104 
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adolescents with chronic/life-threatening illness, 209 
adoption, 138-139 
adoption search, 138 
adoption, from economically deprived countries, 280 
adoption, from institutions, 280 
adrenal disease, 156 
adult children from dysfunctional families, 113 
adult children of alcoholics, 113-114 
adult children of gays and lesbians, 273 
adult children of aging parents, 262-263 
adultery, 142 
African American community, 272 
African American sexual health issues, 272 
African American womm's health, 250 
age discrimination, 261-262 
agenesis of the corpus callosum, 156 
agent orange victims, 278 
aging; 261-262 
aging, vision loss, 126-128 
asing women, 278 
agnosia, visual, 157 
agoraphobia, 251-252 
Aicardi Syndrome, 157 
AIDS, 157 
aircraft accident, loss from, 120 
airplane accidents, victims of, 261 
AIS, 160 
Alagille Syndrome, 158 
albinism, 158 
alcohol abuse prevention, 279 
alcohol addiction, 113-115 
alcohol (counseling, detox, etc) helpline, 282 
alimony problems (men), 270 
allergies, 1S8 
allergies, food, 190 
alopecia areata, 159 
alpha 1 antitrypsin, 159 
ALS, 160 
Alstrom's Syndrome, 159 
Alzheimer's Disease, 160 
ambiguous genitalia, 160 
amputation, 125 
amyotrophic lateral sclerosis, 160 
aoaphylaxis shock, 158-1S9 
androgen insensitivity, 160 
anemia, 161 
anencephaly, 161 
anesthetists, addicted, 108 
Angelman Syndrome, 161 
anger control (abusive men), 107 
ankylosing spondylitis, 239 

INDEX 
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anophthalmia, 162 
anorchidism, 162 
anorectal malformations, 203 
anorexia, 184 
anticircumcision, 270-271 
antidepressant Proz.ac, 230 
anxiety, 251-252 
anxiety, speech, 276-277 
Apert Syndrome, 162 
aphasia, 240 
aplastic anemia, 161 
apnea, sleep, 162 
apraxia (speech dysfunction), 277 
aracbnoiditis, 163 
Aran-Duchenne Type, 239 
Amold-Chiari malformation, 163 
arthritis, 163 
arthrogryposis, 163 
artificial insemination, children from, 267 
artificial insemination, single mothers, 152 
artistic creativity, 262 
artists, disabled, 132 
asbestos disease, 164 
Asperger (speech dysfunction), 277 
Asperger syndrome, 125-126 
asthma, 158, 164 
at-home dads (online), 58 
ataxia, 165 
athletes, drug prevention, 110 
Ativan addiction, 117 
atopic dermatitis, 184 
atresia, 183 
attachment disorder, 255 
attention deficit disorder, 134-13S 
attorneys, addicted, 109 
attorney referral helpline, 283 
autism (speech dysfunction), 277 
autism, 125-126 
autoimmune disorders, 202-203 
avascular necrosis (online), 59 

-B-

back pain helpline, 301 
bald-headed men, 270 
Batten Disease, 165 
battered women (resource guide), 107 
batterers, 107 
DEB, 166 
Beckwith-Wiedemann, 165 
behavior problems, parents of children with, 116, 13S, 144 
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Behcet's Syndrome, 165 
Bell's Palsy, 166 
benign essential blepbarospasm, 166 
benign symmetric lipomatosis, 217 
benzocliazepine addiction, 117 
bereavement (general), 120-124 
bereavement, abortion, 122-123 
bereavement, children who lost a parent, 120 
bereavement, children who lost a sibling, 120, 122, 
berea\lement, families of slain police officers, 120 
bereavement, families of organ donors, 120 
bereavement, loss from dnank drivers, 265 
bereavement, loss from hazing/college group, 121 
bereavement, loss from heart defect (online), 60 
bereavement, loss from homicide, 265-266 
bereavement, loss from plane accident, 120, 161 
bereavement, loss from suicide, 123 
bereavement, -loss of all/only child(ren), 121 
bereavement, loss of child, 121-123 
bereavement, loss of child(ren) in multiple birth, 122 
bereavement, loss of infant/fetus, 121-123 
bereavement, loss of police officer, swvivors, 124 
bereavement, loss of spouse, 124 
bereavement, loss of twin, 120 
bereavement, loss of Vietnam veteran, 277 
bereavement, miscarriage, stillbirth, infant loss, 121-123 
bereavement,. parents of a twinless twin, 120 
bereavement, parents who lost child to heart defects (online), 60 
bereavement, pet, 121 
bereavement, post-abortion, 122-123 
bereavement, widow/widower, 124 
bigotry, 272 
bile duct injury, 166 
biliary atresia, 210 
bipolar disorders, 2S4-2SS 
biracial families/persons, 142 
birth defects, parents of children with, 145 
birth of a child, 143, 148-149 
birth parents of adopted children, 138-139 
birthfathers, 139 
birthmark, 221-222 
bisexuality, 273-275 
Black women's health, 250 
bladder control problems, 203 
bleeding disorder, 196 
blended families, 153 
blepharophimosis, ptosis, epicanthus inver&US, 166 
blind/ visually impaired, 126-128 
blind helplines, 283-284 
blind-deaf (Ushers Syndrome, 128 
blinded veterans, 277 

INDEX 
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Bloch-Siemens-Sulzberger Syndrome, 204 
blue cone monochromacy, ISS 
body chemistry, 200 
bonding, lack of attachment, 2SS 
bone marrow transplant, 167 
borderline personality disorder (online), 58 
BPES, 166 
brachia! plexus injury, 167 
brain injury, 134 
brain tumor, 167 
breast cancer, 170-171 
breast implants, 237 
breastfeeding, 148 
bulimia, 184 
bundle branch block, 193 
bum survivors, 129 
business women, 267-269 

-C-

C-section, 148 
cachectic dwarfism, 177 
campus groups, 263 
cancer, 168-171 
cancer, breast, 170-171 
cancer, carcinoid, 169 
cancer, children with, 168 • 
cancer, colon, 168; (online), 59 
cancer, DES-caused, 168 
cancer, esophageal (online), 58 
cancer, head/neck/oral, 171 
cancer, kidney, 169; (online), 60 
cancer networking helpline, 285 
cancer, ovarian, 169, 171 
cancer, prostate, 169-170 
cancer, thyroid, 242; (online), 59 
cancer, young adults with (online), 60 
captioned films helpline, 287 
car accidents, 261 
carbohydrate deficient glycoprotein syndrome, 171 
carcinoid, 169 
cardiac disease, 193-194 
cardio-faci~utaneous syndrome, 172 
career counseling, 267-269 
caregivers (also see specific disorder) 
caregivers of elderly/ill, 262-263 
caregivers of stroke patients, 240 
camitine deficiency, 172 
carpal tunnel syndrome, 172 
Cartilage-Hair, 236 
Catholic alcoholics, 114 
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Catholic gays and lesbians, 273 
Catholics, addicted, 109 
cavdal syndrome, 176 
CCH, 178 
COG, 192 
coos, 171 
celiac sprue, 172, 190; (online), S9 
central diabetes iosipidus, 182 
cerebral palsy, 173 
cesarean birth, 148 
CFC, 172 
CFIDS, 175-176 
CFS, 175-176 
Cbarcot-Marie Tooth Syndrome, 173 
CHARGE Syndrome, 174 
cheating spouses, 142 
chemical abuse prevention, 109, 111 
chemical dependency (alcohol), 113-115 
chemical dependency (cocaine), 115 
chemical dependency (drugs), 11S-117 
chemical dependency (marijuana), 116 
chemical dependency (methadone), 116 
chemical dependency (nicotine), 119 
chemical dependency (pills), 117 
chemical dependency, 108-119 
chemical hypersensitivity, 174 
chemical illness, 174 
chemically induced immune system disorder, 174 
chewing tobacco addiction, 119 
chiari, 241 
chiari malformation, 163 
child abuse, 103 
child abuse, falsely accused, 103 
child abuse, from bums, 129 
child abuse prevention, 103 
child molesters, 103, 106 
child rearing, 138-153 
child sexual abuse, 104-106 
child support problems, ISO-IS I 
childbirth, 143, 148-149 
childbirth, high risk pregnancy, 149 
childbirth, multiples, 147 
childlessness, 139-140, 204 
children abused physically/emotionally, 103 
children abused sexually, 104 
children bereaving loss of a loved one, 120, 122 
children from alcoholic families, 113-114 
children from economically deprived countries, 280 
children from single families, 152, 289 
children from stressful families, 103 
children molested by school staff, 10S 
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children of divorced parents, ISO, 1S2 
children of gays and lesbians, 273 
children of slain law enforcement officers, 124 
children with chronic/life-threatening illness, 209; (online), 59 
children with family member with life threatening illness, 209 
cholesterol management, 200 
Christian alcoholics, 114 
Christians, addicted/dysfunctional, 110 
chromosome disorders, 175 
chronic fatigue syndrome, 175 
chronic granulomatous disease, 192 
chronic illness, 209 
chronic illness, children coping with parent/sibling with, 120 
chronic illness, children with, 209; (online), 59 
chronic illness, parents of children with, 145-147 
chronic pain, 224-225 
circumcision, restoration after, 270-271 
clear thinking, 258 
cleft palate, 176 
clergy, addicted, 109, 112, 280 
clergy sexual abuse, 104, 105 
Cloaca, 176 
clutterers, 264 
CMT, 173 
CMV, 180 
co-ops, food, 269 
cobalamin syndrome, 176 
cocaine addiction, 115 
cochlear implants, 130 
Cockayne Syndrome, 177 
codependency, I 08, 264 
Coffm-Lowry Syndrome, 177 
Cogen's Syndrome, 177 
cognitive-behavioral principles (addictions), 111 
Cohen Syndrome, 177 
colitis, 179 
college group, death of child from, 121 
college groups, 263 
colon cancer, 168; (online), S9 
colorectal cancer, 168, 205 
colostomy, 223 
coma, 134 
compulsive behaviors, 108-119 
compulsive drinkers, 113-115 
compulsive gamblers, 117 
compulsive hair pulling, 260 
compulsive overeating, 117-118 
compulsive overworking, 119 
compulsive saving, 264 
compulsive sexual behavior, 118-119 
compulsive stealing, 266 
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congenital adrenal hyperplasia, 178 
congenital central hypoventilation, 178 
congenital cytomegalovirus disease, 180 
congenital diaphragmatic hernia, 196 
congenital glaucoma, 191 
congenital hypothyroidism, 201 
congenital nemaline myopathy, 220 
contienital nevus, 221-222 
conJoined twins. 178 
consumer rights, healthcare, 272 
consumers of mental health, 252 
consumer (products) helpline, 287 
continence problems, 203 
convicts, 266 
conwlsivo disorders, 186 
Cooley's anemia, 161 
copper accumulation, 249 
cord blood transplant, 167 
Cornelia do Lange, 178 
coronary disease, 193-194 
corpus callosum, agenesis, 156 
correspondence networks for disabled, 132 
cortico-basal ganglionic degeneration, 178 
Costello Syndrome, 179 
counselors, sexually abused by, 105-106 
couples (general), 141 
couples, recovering, 111-112 
CP, 173 
cranial nerve tumors, 167-168 
craniofacial disfigurement, 186-187, 214 
craniofacial microsomia, 183 
creative potential, 262 
credit card addiction (Debtors Anon), 117 
credit counseling helpline, 287 
cri du chat, 179 
crime offenders, 266 
crime victims, 26S 
Crobn's Disease, 179, 190 
crossdressers, 27 4-275 
CTS, 172 
cults, victims of, 266 
Cushing's disease, 227 
custody problems, 150-151 (men), 270 
cyclic vomiting, 248 
cystic fibrosis helpline, 287 
cystic hygroma, 179 
cystinosis, 180 
cystinuria, 180 
cytomegalovirus disease, congenital, 180 
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-D-

Dalmane addiction, 117 
dancing eye syndrome, 180 
Dandy Walker Syndrome, 181 
deaf, 129-131 
deaf, gay/lesbian, 131 
deaf pumts, 143 
deaf-blind (Ushers Syndrome), 128 
death (see bereavement) 
DEB, 183 
DeBarsy Syndrome, 181 
debtors, 115 
delayed sleep phase syndrome, 181 
dentists, addicted, 112 
dentists, going through malpractice suits, 270 
depression, 254-255 
depression after delivery, 149, 254-255 
dermatitis herpetiformis, 172-173, 190 
dermatomyositis, 219 
DES cancer, 168 
DES-affected, 181 
desmoid tumors, 181 
developmental disabilities, 125-133 
developmental disability and mental illness, 136 
developmentally disabled, parents of, 145-147 
diabetes, 182 
diabetes insipidus, 182 
DID (dissociative identity disorder), 107 
diet, 224 
digestive motility disorders, 230-231 
dipso~enic diabetes insipidus, 182 
disabilities, 115-137 
disabilities, childrm with, 145-147; (online), 59 
disability, amputation/limb loss, 125 
disability and mental illness, 136 
disability, autism, 125-126 
disability, blind/visually impaired, 126-128 
disability, bum victim, 129 
disability, deaf/hearing impaired, 129-131 
disability, developmental, 136-137 
disability, head injury• 134 
disability, learning/attention, 134-135 
disability,~ cord, 137 
disabled artists, 132 
disabled childrm, parents of, 145-147 
disabled, correspondence networks, 132 
disabled due to landmine, 280 
disabled farmers/ranchers, 131 
disabled musicians, 131 
disabled physicians, 131 
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disabled veterans, 277 
discrimination, fat acceptance, 223 
discrimination, interracial, 142 
disfigurement, facial, 186 
dishonesty, persons guilty of, 266 
disorganization, 264 
dissociative identity disorder, 107 
divorce, 150-152 
divorce, children coping with, 120 
divorce, grandparents rights, 140-141 
divorce, men goins throush, 270 
dimness, 247 
doctors, addicted, 109 
doctors, disabled, 131 
doctors, going lb.rough malpractice suits, 270 
doctors, sexually abused by, 10S 
dogs for disabled helpline, 290 
domestic violence, 107 
domestic violence helpline, 290 
donor (artificial insemination) offspring, 267 
down syndroma, 136-137 
downsi:md employees, 267-269 
DPT vaccine injury, 247 
dreamsharing, 267 
drug abuse, 115-117 
drug abuse (also see addictions) 
drug abuse prevention, 109, 111, 116, 279 
drug-affected infants, 188 
drug-related violence, fathers against, 279 
drug treatment programs helpline, 282-283 
drunk drivers, victims of, 265 
drunk driving prevention, 265, 279 
dual disorders (addiction/mental illness), 108, 113 
dual personality disorder, 107 
dwarfism, 275-276 
dwarfism, cachectic, 177 
dwarfism, metatrophic, 214 
dysautonomia, 183, 194 
dysfunctional families, adult survivors of, 108, 264 
dyslexia, 135 
dyslexia helpline, 292 
dystonia, 183 
dystrophic epidermolysis bullosa, 183 

-E-

Eagle Barrett, 183 
ear anomalies, 183 
eating disorders, 184 
eating disorders ( overeating), 117-118 
ectodermal DyspJasias, 184 
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eczema, 184 
education for disabled helpline, 289 
education, parents involved with child's, 144 
educators, parents of children molested by, 1 OS 
Ehlers Danlos Syndrome, 185 
elder abuse, 262 
elderly alcohol abuse helpline, 282 
elective mutism (selective), 276 
electrical shock victims, 270 
emotional abuse, child, 103 
emotional attachment, 118-119 
emotionally abused women (resource guide), 107 
employment, 21,7-269 
EMS, 186 
encephalitis, 185 
endometriosis, 185 
energy helpline, 293 
enteral nutrition, 245 
environmental agents, birth defects, 145 
environmental concerns (hazardous wastes), 269 
environmental illness, 174 
eosinophilia myalgia syndrome, 186 
EPA helpline, 293 
epilepsy, 186 
Epstein-Barr Virus (see chronic fatigue syndrome), 175-176 
Erb's Palsy, 167 
esophageal atresia, 243 
esophageal cancer (online), 58 
ex-offenders, 266 
ex-prostitutes, 272 
extracorporeal membrane oxygenation, 186 

-F-

Fabry disease, 186 
facial disfigurement, 186 
facial paralysis (Bell's palsy), 166 
facioscapulohumeral muscular dystrophy, 187 
false memory (incest), 104 
falsely accused of sexual abuse, 104 
falsely accused of child abuse, 103 
familial erytbrophagocytic lymphobistiocytosis, 187, 198 
familial HLH, 198 
familial polyposis, 205 
families of alcoholics, 113-114 
families of board and care residents, 280 
families of chemically addicted, 109-112 
families of chronically/terminally ill, 209 
families of disabled/handicapped, 125-137, 255-257 
families of drug/cocaine addicts, 115-116 
families of drug abusers, 115-117 
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families of dnank driving accident victims, 265 
families of gamblers, 117 
families of gays and lesbians, 273-275 
families of incest survivors, 103, 106 
families of mentally illness, 255-257 
families of murdered persons, 265-266 
families of organ donors, 120 
families of overeaters, 118 
families of overworkers, 119 
families of plane accident victims, 161 
families of residential care facility residents, 280 
families of schizophrenics, 256 
families of sex addicts, 118 
family, 138-153 
family problems (dentists wilh), 112 
Fanconi anemia, 161 
farmers, disabled, 131 
FAS/drug-affected children, parents of, 188 
fat acceptanco, 223 
fathers against drug/gang violence, 143, 279 
fathers at homo, 142, 144; (onlino), 58 
fathers of disabled children, 146 • 
fathers, single, 152-153 
fathers who've lost children to adoption, 139 
fatty oxidation disorder, 187 
FDA helpline, 286 
fear of success, 251 
Feingold diet, 135 
FEL, 187 
fetal alcohol syndrome, 188 
fetal face syndrome, 234 
fetal loss, 121-123 
fibrodysplasia ossificans progressiva, 188 
fibromyalgia, 188 
financial problems (dentist with), 112 
flesh-eating bacteria, 220 
FMENl, 216 
food addiction, 117-118 
food allergies, 158-159, 190 
food co-ops, 269 
food helpline, 294 
FOP, 188 
foster families, 139-140 
fragile X syndrome, 189 
fraternity, de.alb from hmng, 121 
fraud, perpetrators of, 266 
Fn,emen-Sheldon, 189 
functional gastrointestinal disorders, 190 
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-G­

gamblers, 117 
gamblers, families of, 117 
gangs, fathers against, 279 
gastric stapling, 191, 224 
gastroesophageal reflux, 190, 230-231 
gastrointestinal disorders, 230-231 
gastrointestinal disorders, functional, 190 
gastrointestinal motility disorders, 190 
gastroplasty, 191, 224 
Gaucher Dise.ase, 191 
gaynesbian deaf, 131 
gays, 273-275 
gender identity issues, 273-275 
genetic disorders, 191 
genital warts, 198 
gestagenic diabetes insipidus, 182 
giant congenital nevus, 221-222 
glaucoma, congenital, 191 
glutaric acidemia, 156 
gluten intolerance, 173 
glycogen storage disease, 192 
grandparenting, 140-141 
grandparents of grandchildren at risk, 141 
grandparents nising grandchildren, 140-141 
grandparents rights, 140-141, 151 
granulomatous disease, chronic, 192 
Graves Dise.ase, 192 
grief (see bereavement) 
group B strep, 239 
growth disorder with mental retardation, 136 
growth hormone deficiency, 275-276 
growth related disorders, 275-276 
guide dog helpline, 284 
Guillian-Barre Syndrome, 192 
Gulf War Syndrome, 278 
gynecologic cancer helpline, 285 

-H-

hair loss (alopecia), 159; (men)270 
hair pulling, compulsive, 260 
Halcion addiction, 117 
handicapped artists, 132 
handicapped children, parents of, 145-147 
handicapped correspondence networks, 132 
handicapped farmers/ranchers, 131 
handicapped musicians, 131 
handicapped persons, 125-137 
handicapped physicians, 131 
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handicapped veterans, 277 
bard of hearing, 129-131 
haz.ardous waste, 269 
hazing, death due to, 121 
head and oral and neck cancer, 171 
head injury. 134 
headaches, 193 
health, 154-250 
health care professionals, addicted, 109 
healthcare consumer rights, 272 
hearing impaired, 129-131 
hearing impaired parents, 143 
heart disease, 193-194 
height related issues, 275-276 
Hellp Syndrome, 194 
hemaogioma, 195 
hemifacial spasm, 195 
hemimegalencepbaly, 195 
hemochromatosis, 195 
hemophagocytic lymphohistiocytosis, 198 
hemophilia, 196 
hepatitis, 196 
hereditary colon cancer, 205 
hereditary hemorrhagic telangiectasia, 197 
hereditary motor sensory neuropathy. 173 
hereditary multiple osteochoodromata, 216 
Hermansky-Pudlock Syndrome, 197 
hermaphrodites, 160, 274 
hemia, congenital diaphragmatic, 196 
herpes, 197-198 
HHT, 197 
hidradenitis, 198 
high blood pressure helpline, 286 
high risk pregnancy, 149 
Hirschspnmg's disease, 190, 230-231 
Hispanic families, 143 
Hispanic parents, 143 
Hispanic sexual health issues, 272 
histaocytosis-X, i98 
HIV+, 157 
Hodgkin's disease, 168 
holoprosencephaly, 198 
home birth, 148 
home businesses, 268 
home schooling, (challeaged children), 146 
homo schooling, parents of disabled children, 146 
homebirth, 148 
homicide victims, families of, 122 
homosexual, deaf, 131 
homosexuality, 273-275 
hospice helpline, 296 
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hospitalimt women (high risk), 149 
housing development, 271 
housing helpline, 296 
human papilloma virus, 198 
Huntington's disease, 199 
hydrocephalus, 199 
hyperacusis, 199 
hyperexplexia, 200 
hyperlexia, 200 
hyperoxaluria, 224 
hypersensitive hearing, 199 
hypertension, pulmonary, 232 
hyperthyroidism, 242 
hypoglycemia, 200 
hypomyelination, 218 
hypoparathyroidism, 201 
hypophosphatasia, 201 
hypopigmentation, 158 
hypothyroidism, 242 
hypotonia (interest in starting), 201 
hypotonia, 201 
hysterectomy, 201 

- I -

IRS, 205 
ichthyosis, 202 
idiopathic thrombocytopenia purpura, 202 
idiopathic thrombocytosis (interest in starting), 202 
lgA nephropathy, 206 
ileostomy, 233 
immigrant education helpline, 292 
immune disorders, 202-203 
insurance helpline, 297 
implant, breast, 237 
implant, cochlear, 130 
impotency, 203 
incest, I 04-107 
incest, mother-son, 104 
incest, perpetrators, 104, 106 
inclusion body myositis, 219 
incontinence, 203 
incontinentia pigmenti, 204 
independent living centers, 132 
infant care, 142-144 
infant death, 121-123 
infant death, 121-123 
infertility, 139-140, 204 
infidelity, 142 
inmates, 266 
inner ear problems, 247 
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insurance helpline, 297 
interracial couples/children/persons, 142 
intersexuals, 160 
intersexuals, 274 
interstitial cystitis, 204 
intestinal multiple polyposis, 20S 
intestinal multiple polyposis cancer, 168 
intestinal pseudo-obstruction, 90 
inversions, chromosome, l 7S 
inverted duplication IS, 205 
IP, 204 
iron overload disease, 195 
irritable bowel disease, 205 
isolated hemihypertrophy, 165 
lvemark Syndrome, 205 

-J-

Jewish adoptive families, 139 
Jewish alcoholics, chemically dependent, 109 
job corps helpline, 286 
job problems/seekers, 267-269 
Johansen-Blizzard Syndrome, 236 
joint custody, IS 1 
Joseph Disease, 205 
Joubert Syndrome, 206 
judges, addicted, 109 
juvenile diabetes, 182 
juvenile myositis, 219 

-K-

Kawasaki Disease, 206 
kidney cancer (online), 60 
kidney cancer, 169 
kidney disease, 206 
kidney stones (cystinuria), 180 
Kinsboume Syndrome, 180 
kleptomaniacs, 266 
Klinefelter Syndrome, 207 
Klippel-Feil Syndrome, 207 
Klippel-Trenaunay, 207 
Klippel-Trenauney Weber Syndrome, 240 
KS, 207 
KT, 207 
Kugelberg-Welancler disease, 239 

-L-

lactic acidosis, 208 
lactose intolerance, 190 
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LAM, 212 
Lamaze childbirth, 148 
Landau-Kleffner (speech dysfunction), 277 
landmine survivors, 280 
Landouzy muscular dystrophy, 187 
language disorders, 276-277 
Lanois-Bensaude Syndrome, 217 
laparoscopic cholecystectomy injury, 166 
large congenital nevi, 221-222 
large granular lymphocytosis, 212 
laryngeal papilloma, 225 
laryngectomy, 208 
late-deafened adults, 131 
late onset Tay Sachs, 241 
latex allergy, 208 
Latina health, 250 
Latino sexual health, 272 
Launmce Moon Banlet Biedl Syndrome, 208 
law enforcement officers, surviving the death of, 120 
law enforcement officers, spouses of, 272 
lawyers, addicted, 109 
LCAD, 187 
LCHAD, 187 
lead paisoning, 208 
leammg disabilities, 134-135 
legislative helpline, 297 
Lennox Gastaut Syndrome, 209 
leprosy helpline, 297 
lesbians, 273-275 
leukemia, 168 
leukodystrophy, 209 
Librium addiction, 117 
life threatening illness, 209 
lightning, victims of, 270 
limb anomalies, 214 
limb loss/deficiency, 125 
limb loss due to landmine&, 280 
lipomyelomeningocele, 210 
literacy helpline, 298 
litigation stress, professionals going through, 270 
little people, 275-276 
liver disease, 210 
loin pain hematuria, 211 
long arm chromosome liq, 154 
loss (see bereavement) 
Lou Gehrig's disease, 160 
love addiction, 264 
low blood sugar, 200 
low vision, 126-128 
Lowe Syndrome, 211 
LPN's, addicted, 109 
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lung cancer helpline, 285 
lung disorders, 211 
lung transplant, 243 
Lupron drug use, 211 
lupus, 211 
lyme disease, 212 
lymphangioleiomyomatosis, 212 
lympbangioma, 179 
lymphedema,212 
lymphocytosis, large granular, 212 
lymphoma, 168 

-M-

macular disease, 126-127 
Madelung's Disease, 217 
Maffucci's disease, 222 
male pattern baldness, 270 
male sex chromosome variations, 207 
malignant hyperthermia, 212 
malpractice victims, 270 
manic-depression, 254-255 
maple syrup urine disease, 213, 221 
Marfan syndrome, 213 
marijuana addiction, 116 
marital problems (dentists with), 112 
marriage, 141-142 
marriage, affected by infidelity, 142 
marriage, interracial, 142 
marriage, wives of older men, 142 
marrow transplant, 167 
mastocytosis, 213 
MCAD, 187 
McCune-Albright Syndrome, 213 
medic alert helpline, 29S 
medical rights, 272 
medical rights helpline, 287 
Medicue helpline, 29S 
men, equal nghts in divorce, 150-151, 270 
men, who abuse women, 107 
men's issues, 270-271 
Me.niere's disease, 130 
meningoencepbalitis, 185 
Menke's Disease, 214 
menopause, premature, 229 
mental disabilities (general), 131-134 
mental health, 251-260 
mental health consumers, 252-254 
mental health general, 257-259 
mental illness and mental retardation, 253 
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mental illness and developmental disabilities, 136 
mental illness and chemical dependency, 108, 113 
mental retardation, 136-137 
mental retardation and mental illness, 136 
mercury toxicity, 227 
messiness, 264 
metabolic disorders, 214 
metatropic dysplasia dwarfism, 214 
methadone addiction, 116 
MICA, 108, 113 
microphthalmia, 162 
microtia, 183 
midlife women, 262 
midwifery, 148 
migraines, 192 
military, 277 
military divorce laws, 151 
military widows, 124 
Miller's Syndrome, 214 
mind control survivors, 107 
ministers, sexually abused by, 104-1 OS 
miscaniage, 121-123 
miscellaneous, 261-279 
missing children helpline, 2gg 
mitochondrial disorders, 215 
mitral valve prolapse, 194 
moebius syndrome, 215 
molested children, 103-104 
molesters, sexual 103, 106 
monochromacy, ISS 
monosomy 9p, 1S4 
mood disorders, 2S4-2SS 
mother's centers, 143 
mother-son incest, 104 
mothers of preschoolers, 142-144 
motor sensory myopathy, 173 
Moyamoya, 215 
MPD (multiple personality), 107 
MPD (myeloproliferative disease), 219 
MS, 217 
MSL, 217 
MSUD, 213 
MSUD, 221 
mucolipidosis type 4, 216 
mucopolysaccharidoses, 216 
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multiple carthaginous exostoses, 216 
multiple endocrine nooplasia typo I, 216 
multiple hereditary exostoses, 216 
multiple myeloma, 168, 171, 217 
multiple personality disorder, 107 
multiple sclerosis, 217; (online), 59 
multiple symmetrical lipomatosis, 217 
multiples, parents of, 147 
murdered persons, families of, 122 
muscular dystrophy, 217-218 
musicians, disabled, 131 
mutism, 236 
MVP, 194 
myalgic encephalomyelitis, 218 
myasthenia gravis, 218 
myelin disorders, 218 
myelodysplastic syndrome (aplastic), 161 
myeloma, multiple, 217 
myeloma helpline, 285 
myeloproliferative disease, 219 
myoclonic encephalopathy of infants, 180 
myositis, 219 
myotubular myopathy, 219 

-N-

Nager Syndrome, 219 
nail patella syndrome, 219 
oarcolepsy, 220 
nasal burning, 241 
native American children of alcoholics, 114 
near death experience, 271 
neck and oral and head cancer, 171 
necrotizing fasciilis, 220 
neighborhood development, 271 
nemaline myopathy, 220 
neonatal death, 121-123 
nephropathy, lgA, 206 
nephrogenic diabetes insipidus, 182 
nervous problems, 251-252, 257-259, 
network, paiaats of children with rare disorders, 146 
networking for disabled/ill, 132 
ncurocutaneous melanosis, 221-222 
neurofibromatosis, 220-221 
neurogenic diabetes insipidus, 182 
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neurometabolic disorder, 221 
neuropathy, 226 
neutropenia, 221 
nevi, 221-222 
nevoid basal cell carcinoma, 169, 221 
nevus, congenital, 221-222 
NF, 220-221 
nicotine addiction, 119 
Niemann Pick Type C, 222 
noise sensitivity, 199 
Noonan Syndrome, 222 
nuns, addicted, 109 
nuns, sexually abused by, 105 
nurse anesthetists, addicted, 108 
nurses, addicted, 109 
nursing home councils, 263 
nursing home residents, 280 
nutritional therapy (tube feeding), 245 
nystagmus, 280 

-0-

obesity, 223-224 
obsessive compulsive disorder, 260 
obsessive sexual behavior, 118-119 
occupational illness, 174 
OCD,260 
01, 223 
older persons, 261-262 
older women, 278 
Ollier's Disease, 222 
Ondine's Curse (congenital central hypoventilation), 178 
Opitz Syndrome, 222 
Opsoclonus-Myoclonus, 180 
oral and head and neck cancer, 171 
oral burning, 241 
organ donors, families of, 120 
organ transplant, liver, 210 
organ transplant recipient, 243 
organic acidemia, 156 
osteoarthritis (arthritis), 163 
osteogenesis imperfects, 223 
osteoporosis, 223 
ostomy, 223 
ostomy, children with, 203 
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out-of-control kids, parents of, 144 
out-of-wedlock pregnancy, 1S2-153 
ovariwi cancer, 169, 171 
ovarian failure, premature, 229 
overeating, 117-118, 184 
overspenders, 115 
overweight, 223-224 
oxalosis, 224 

-P-

Paget's disease, 224 
pain, chronic, 224-225 
pain, wlvar, 248 
pallid anoxic syncope, 233 
panic attacks,· 251-252 
papillomatosis 225 
paralysis, 137 
parenting (general), 142-144 
parenting, at home fathers, 142, 144 
parenting classes, I 03 
parenting, single, 143, 152-153 
parenting skills, 103 
parents bereaving loss from miscarriage, stillbirth, infant loss, 121-123 
parents bereaving loss of all/only child(ren), 121 
parents bereaving loss of child, 121-123 
parents bereaving loss of child from hazing/college group, 121 
parents bereaving loss of child from heart defect (online), 60 
parents bereaving loss of child from homicide, 265-266 
parents bereaving loss of child to suicide, 123 
parents bereaving loss of child(ren) in multiple birth, 122 
parents bereaving loss of infant/fetus, 121-123 
parents, gay and lesbian, 273-274 
parents involved in their child's education, 144 
parents of (also see specific issue) 
parents of abusive adolescents/adult children, 144 
parents of addicted children, 115-117 
parents of blind children, 127-128 
parents of children with Asperger, 126 
parents of children with attachment disorder, 255 
parents of children with attention deficit disorder, 13S 
parents of children with behavioral problems, 116, 144-145 
parents of children with language disorders, 277 
parents of children with life-tlm:ateoing illness, 209 
parents of children with meatal illness, 255-257 
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parents of children with problems due to institutionalization, 280 
parents of children with rare/undiagnosed disorders, 232 
parents of children with special health care needs, 145-147 
parents of chronically ill children, 143 
parents of deaf children, 129-130 
parents of disabled/ill children, 145-147 
parents of molested children by school staff, 105 
parents of multiples, 147 
parents of murdered children, 265-266 
parents of out-of-control children, 144-145 
parents of post-institutionaliml children, 280 
parents of preschoolers, 142-144 
parents of short-statured children, 275-276 
parents of substance abusers, 144-145 
parents of troubled children, 144-145 
parents of twinless twin, 120 
parents of twins, triplets, multiples, 147 
parents who are hearing impaired, 143 
parents who molest their children, 104, 106 
Parkinson's disease, 225-226 
parolees, 266 
Parry-Rombers's syndrome, 226 
partners of incest survivors, 106 
patient's rights, 272 
pedophiles, 103, 106 
pelvic inflammatory disease, 226 
penis restoration after circumcision, 270-271 
pension rights, 262 
people of color, 272 
Pepper Syndrome (Cohen Syndrome), 177 
peripheral nerve disease, 226 
peripheral stem cell transplant, 167 
peroneal muscular atrophy, 173 
perpetrators of incest, 103, 104, 106 
Persian Gulf War veteran, 278 
pervasive developmental disability, 125-126 
pesticide helpline, 301 
pet bereavement, 121 
Peter's anomaly, 227 
pharmacists, addicted, 109 
phenyllcetonuria, 221, 227 
phobia, speech, 276-277 
phobias, 251-252 
physical abuse, child, 103 
physical disabilities, 125-137 

338 



physically abused women (how-to auide), 107 
physicians, addicted, 109 
physicians, disabled, 131 
PID, 226 
pill addition, 117 
Pink Disease, 227 
pituitary tumor, 227 
PKU, 221, 227 
plane crash, victims of, 120 
play groups, 143 
PMS (hypoglycemia), 200 
police officers, spouses of, 272 
police officers, surviving Ibo dealh of, 120 
polio, 228 
polycystic kidnoy disease, 206 
polydipsic diabetes insipidus, 182 
polymyositis, 219 
Pompe disease, lSS 
pornography, victims of, 273 
pornography, victims of, 272 
porphyria, 228 
port wine stain, 240 
post-institutionalized childrm, parents of, 280 
post polio syndrome, 228 
post traumatic stress disorder, 252 
post traumatic stress disorder (online), 60 
postpartum depression, 149, 2S4-2SS 
postpartum education, 143-144 
postpartum education, 149 
postpartum lhyroiditis, 242 
pot addiction, 116 
Potter Syndrome, 228 
Prader-Willi Syndrome, 228 
pre-eclampsia, 194 
pre-menstrual syndrome, 200 
precocious puberty, 229 
presnancy, 140, 143, 148-149 
pregnancy, after miscarriage, stillbirth, 123 
presnancy, high risk, 149 
prepancy, multiple birth, 147 
prejudice, 272 
premature menopause, 229 
premature ovarian syndrome, 229 
preschoolers, parents of, 142, 144 
prescriptions, low cost helpline, 301 
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prescription pill addiction, 117 
prevention, child abuse, 103 
prevention, drug/alcohol abuse, 109, 111 
prevention, suicide, 123 
priests, addicted, 112 
priests, sexually abused by, l 04-1 OS 
primary immune disorders, 202-203 
primary visual agnosia, 157 
prisoners, 266 
problem children, parents of, 116, 144 
problem drinkers, 114 
procrastination, 264 
professors, addicted, 108 
progressive facial hemiatrophy, 226 
progressive osseous heteroplasia, 229 
progressive supranuclear palsy, 229 
prostate cancer, 169-170 
prostate problems, 230 
prostitution, 273 
proteus syndrome, 230 
Prozac, 230 
prune belly syndrome, 183 
pseudo-obstruction, 230-231 
pseudotumor cerebri, 231 
pseudoxanthoma elasticum, 231 
psoriasis, 231 
PSP, 229 
psychiatric survivors, 252 
psychologists, addicted, 110 
psychotherapists, sexually abused by, I OS-I 06 
PTC, 231 
puberty, precocious, 229 
public speaking, 277 
pull-through type surgery, children with, 203 
pulmonary hypertension, 232 
purine metabolic disorders, 214 

-Q-

quadriplegics, 137 
quadruplets, parents of, 147 
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-R-

racism, 272 
ranchers, disabled, 131 
rape victims, 107 
rare disorders, 232 
rare disorders, undiagnosed, 232 
rational-emotive behavior therapy (addictions), 111 
Raynaud's 232-233 
realtors, addicted, 112 
recovered repressed memories (sex abuse), 104 
recovering couples, 111-112 
recruitment, 199 
rectal cancer, 168 
recuaent respiratory papillomatous, 225 
reflex anoxic seizure disorder, 233 
reflex sympathetic dystrophy, 233 
relationship addiction, 264 
relationship problems, 112, 259 
rehabilitation helpline, 302 
relationships, marriage enrichment, 141 
relationships, recovering couples, 111-112 
religious leaders, sexually abused by, 104-105 
remarriage, 151 
Rendu-Olser-Weber Syndrome, 197 
repetitive motion injury, 172 
repressed memories (sexual abuse), 104 
rescue personal, plane accident, 161 
residential care facility residents, 280 
respiratory illness, 211 
restless leg syndrome, 233 
resume writing, 268-269 
retinal degeneration, 127 
retinitis pigmentosa, 127 
retired persons, 261-262 
Rett Syndrome, 234 
Reye's Syndrome, 234 
rheumatoid arthritis, 163 
right atrium isomerism, 205 
ritual abuse survivors, 107 
RLS, 233 
RN's, addicted, 109 
Robinow Syndrome, 234 
rod monochromacy disorder, lSS 
Romberg's Syndrome, 22S 
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rosacea helpline, 302 
RRP, 225 
RSDS, 233 
RSH, 237 
Rubinstein-Taybi Syndrome, 234 
runaway helpline, 302 
rural disabled helpline, 290 
rural information helpline, 303 
Russell-Silver Syndrome, 234 

-S-

SAD, 255 
sarcoidosis (online), 59 
sarcoidosis, 235 
satanic ritual abuse survivors, 107 
SCAD, 187 
schizophrenia, 253 
schizophrenia, families of persons with, 256 
school staff, parents of children molested by, 105 
SCIO, 203 
scleroderma, 235 
scoliosis, 235 
seasonal affective disorder, 255 
second marriages, 151 
selection reduction (multiple fetuses), 123 
selective mutism, 236 
self-abuse helpline, 303 
self-esteem, 259 
self-help dearinghouse, &1-101 
senior citi:zens, 261-262 
senior citizen helpline, 281 
sensitive hearing, 199 
separation, I S0-153 
separation anxiety, 252 
severe combined immunodeficiency, 203 
sex and love addiction, 118-119 
sex industry, victims of, 273 
sexual abuse, 104-108 
sexual abuse by clergy, 104 
sexual abuse by counselors, 105-106 
sexual abuse by doctors, 105 
sexual abuse by school staff, parents of children, 105 
sexual abuse by therapists/psychotherapist, I 05-106 
sexual abuse by youth leaders, 105 
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sexual abuse, falsely accused of, 104 
&exual abuse perpetrators, 104 
sexual addiction/compulsion, 118-119 
sexual assault victims, 103-107 
sexual molesters, 103, 106 
sexual orientation, 273-275 
sexually transmitted disease helpline, 303 
shaken baby syndrome, 103 (interest in starting) 
shopaholics (Debtors Anon), 115 
shoplifters, 266 
short stature, 275-276 
Shwachman Syndrome, 236 
Shy-Drager Syndrome, 236 
Siamese twins, 178 
siblings bereaving loss of twin/multiples, 120 
siblings of handicapped persons, 133 
sickle cell disease, 236 
SIDS, 122 
silicone implants, 237 
Simpson-Golabi-Behmel Syndrome, 165 
single adoptive parents, 139 
single fathers, 142, 152-153 
single mothers by choice, 152 
single parent home, youth from, 279 
single parenting, 143, 152-153 
sinus problems (online), 60 
Sjogren's Syndrome, 237 
skin, see specific disorder 
sleep apnea, 162 
sleep disorders, 220 
SLO, 237 
small business helpline, 284 
smell disorders, 241 
Smith-lemli-Opitz, 237 
Smith-Magenis Syndrome, 237 
smoking addiction, 119 
social security helpline, 303 
social workers, addicted, 111 
sorority, death from hazing, 121 
Sotos Syndrome, 238 
spasmodic dysphonia, 238 
spasmodic torticollis, 238 
speaking skills, 277 
special needs children, 145-147 
special needs home schooling, 146 
specialty toll numbers, 281 
safe sitter helpline, 304 
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speech dysfunctions, 276-277 
speech making, 276 
sperm donors, 267 
spina bifida, 238 
spinal cord injury, 137 
spinal muscular atrophy, 239 
spondylitis, 239 
spouse abuse, 107 
spouse, death of,124, 151 
spouses (wives) of unemployed, 269 
spouses dealing with infidelity, 142 
spouses of alcoholics, 113 
spouses of cocaine addicts, 115-116 
spouses of compulsive gamblers, 117 
spouses of compulsive overeaten, 118 
spouses of crossdressers, 275 
spouses of drug abusers, 115-117 
spouses of elderly/ill, 262-263 
spouses of gays, lesbians, bisexuals, 275 
spouses of incest survivors, 106 
spouses of persons with mental illness, 256 
spouses of persons with sexual addiction, 118 
spouses of police officers, 272 
spouses of slain law enforcement officers, 124 
stallcing victims, 265 
stammering, 276-277 
startle reaction, excessive, 200 
stay-at-home fathers, 142, 144 
stealing, persons guilty of, 266 
stem cell transplant, 167 
step families, 153 
Stephenson's seizure, 233 
Stickler Syndrome, 239 
stillbirth, 121-123 
straight spouses of gays, lesbians, bisexuals 275 
street children, parents of adopted, 280 
strep, group B, 239 
streptococcal infection, B, 239 
strippers, ex, 272 
stroke, 240 
students (also see youth) 
students, 279 
students against drugs/alcohol, 279 
student financial aid helpline, 292 
student groups on campus, 263 
Sturge-Weber Syndrome, 240 
stutterers, 276-277 
substance abuse (see addictions) 
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success, fear of, 251 
sudden infant death syndrome, 122 
suicide survivors, 123 
surgery helpline, 304 
surrogate parenting, 204 
survivors of abuse (16 Steps), 108 
survivors of electrical shocks, 270 
survivors of ligbtenins, 270 
survivors of mind control, 107 
survivors of landmines, 280 
survivors of near death, 271 
survivors of physical/emotional abuse, 103 
survivors of plane accidents, 161 
survivors of satanic/ritual abuse, 107 
survivors of sexual abuse, 104-107 
survivors of suicide, 123 
syringomyelia, 176, 241 

-T-

Tabyasu arteritis, 241 
tall persons, 276 
TAR Syndrome, 242 
taste disorder, 241 
Tay-Sachs, 241-242 
tax information helpline, 304 
teachers, addicted, 108 
teachers, parents of children molested by, 105 
teen parents, 143, 153 
teens, 279 
teeo.s bereaving loss of loved one, 120, 122 
teens, chemical abuse prevention for, 109, 111, 116 
teens experiencing divorce of parents, 150, 152 
teens from alcoholic families, 114 
teens from single parent homes, 152, 279 
teens from stressful homes, 103 
teens, say, lesbian, bisexual, 275 
teals, overeating, 117-118 
teens physically/emotionally abused, 103 
teens sexually abused, 104-107 
teens with chronic/life-threatening illness, 209 
TEF, 243 
temporomandibular joint dysfunction, 242 
terminal illness, 209 
tethered cord syndrome, 210 
thalassemia, 161 
therapists, addicted, 112 
therapists, sexually abused by, 105-106 
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thrombocytopenia absent radius, 242 
thrombotic thrombocytopnic purpura, 242 
thyroid cancer (online), 59 
thyroid disorders, 192, 201, 242 
tic douloureux, 244 
tinnitus, 129 
TMJ, 242 
tobacco addiction, 119 
toll-rree nmnbers, 281 
tourette syndrome, 243 
toxic substance, sensitivity, 174 
toxic waste, 269 
tracheo esophageal fistula, 243 
transgendered persons, 274-275 
translocation, 11 ;23, 154 
transplant, liver, 210 
transplant recipient, orpn, 243 
transportation helpline, 304 
transsexual persons, 274-275 
transverse myelitis, 244 
transvestites, 274-275 
trauma, 261 
Treacher Collins Syndrome, 244 
trichotillomania, 260 
trigeminal neuralgia, 244 
triplets, parents of, 147 
trisomy (general), 244-245 
trisomy 12p, 245 
trisomy 18 and 13, 245 
trisomy 9, 244 
troubled children, parents of, 116, 144 
TTP, 242 
TITS, 246 
tube-feeding, 245 
tuberous sclerosis, 245 
tumor, brain, 167-168 
Turner's Syndrome, 24S-246 
twin-to-twin transfusion, 246 
twinless twins, 120 
twins, conjoined, 178 
twins, parents of, 147 
type one fiber hypotrophy (interest in starting}, 246 

-U-

ulcerative colitis, 179 
undiagnosed illness, 232 
unemployed, wives of, 269 

346 



unemployment, 268-269 
unfaithful spouses, 142 
unwed pan:ots, 152-153 
urea cycle disorders, 246 
urologic disease helpline, 304 
Ushers Syndrome, 128 

-V-

vaccine injury, 247 
vaginal delivery after cesarean birth, 148 
Valium addiction, 117 
vascular malfonnations, 247 
VATER, 176, 243 
ventilator-assisted users, 247 
vestibular disorders, 247 
veterans, 277-278 
veterans, blinded, 126 
veterans, paraly:r.ed, 137 
victims of car accidents, 161 
victims of child abuse laws, 103 
victims of crime, 265-266 
victims of drunk drivers, 265 
victims of electrical shocks, 270 
victims of false memory (sexual abuse), 104 
victims of incest, 103-107 
victims of lightening strikes, 270 
victims of malpractice suits, 270 
viclims of mind control, 107 
victims of piano accidents, 161 
victims of prejudice, 272 
victims of rape, 107 
victims of satanic/ritual abuse, 107 
victims of sexual abuse, 103-107 
victims of stalkers, 265 
Vietnam veterans, 277 
violent crime, victims of, 265-266 
vision loss, 126-128 
visitation rights (men), 270 
visitation problems, 150-151 
visitation rights, grandparents, 140-141 
visiting nuno helpline, 296 
visual aposia, 157 
visually impaired, 126-128 
vitiligo, 248 
vomiting,cyclic, 248 
Von Hippel Lindau, 248 
wlvar disorders, 248 
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-W-

water on the brain, 199 
Weaver Syndrome, 248 
Wegener's Granulomatosis, 249 
weight control, 224 
well spouses, 262-263 
Werdnig-Hoffman Syndrome, 239 
Werner Syndrome, 216 
white brath holding, 233 
white lung disease, 164 
widows/widowers, 124, 151 
widows/widowers, of military personal, 278 
Williams's Syndrome, 249 
Wilson's Disease,249 
wives (also see spouses) 
wives of older men, 142 
wives of unemployed, 269 
Wolf-Hirschhom Syndrome, 250 
woman, battered, 1C11 
Women, 278 
women who love too much, 264 
women's health, 250 
work issues, 267-269 
workaholics, 119 

-X-

Xanu addiction, 117 
xeroderma pigmentosum (XP), 250 
X-linked myotubular myopalhy, 219 

-Y-

youth, 279 
youth, campus groups, 263 
youth crisis line, 305 
youth, dmg/substance abuse prevention for, 109, 111, 116 
youth, from alcoholic families, 114 
youth, from sinsle families, 152, 279 
youth, gay, lesbian, bisexual, 275 
youth leaders, sexually abused by, 105 
youth, overeaten, 117-118 
youth, parents, 143, 153 
youth, sexually abused, 104-IUl 
youth with life-threatening illness, 209 
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