






Wal keel hack . . . . . into ti . Ill. Neve,, not for a moment, cl1cl he go h:1ckl,tr old frame of mind again .'' 
ing P· 1

1_ ils spiritual :tnd cmotion;il healing notw ithst:.incl-, ,Ill s Ph)1sic-il 1· · vc· . · ' cone 1t1on worsened in the ensuing . ,lls. Barh·1r·1 ·t I I . 
sturdy . 1 ' ' s 00l Jy helplessly :1s her huslxmc.l, once :1
aw·i 1 

' 1 o )USt m:tn of more t h,lll 200 pounds, w:tsted , ) to skin :tncl hone 
In the c·1 ·1 I· . . 

. 
. . com[ . '1 Y c .tys of· Pauls illness, Barh:1r:1 resolved to 

d·i ,.it the dreacl disease. "J can't remember a spec ific , Y, hut somcpl· . . I th:it if' 1 . .ice a ong the road I made up my mind
'lt'sw h,icl to give the rest of my life to find some · '· crs I - • . -· '. w.is gomg to do it," she says. 
the 1 .•• Shortly a fter folk singer Woody Guthr ie dice.I ofc iscase Ill J 91'.17 I . , . . -1 . . , I . 
found � , 11s w1c ow, Maqone Gut inc, 
Societecl 0rhat l;�-t�_r became the Huntington ·s _ Disease 

ancl . Y Amei ic.i . Barbara made cont;1ct wnh Mar i one
immeclr•t'I . . Michi . "c Y went to work. She helped cst1bl1sh ;1 

the n·git.in chapter of the organiz:irion ;111cl has scrvccl on' ional boa ·cl f She is . , 1 o trustees for nearly twenty years . 
,986 · . ,llso one of the organization's key funclr:Iisers. In ) she rec .· I h for s· civec t e President's Aware.I from the Society · inglc-h·mclecll · · indivi 1 . '. . Y ra1s111g more money than any other 
some �u,1I. lo date, she's been responsible for bring ing 3<�,000 mto the organization's research budget .•
been Wl�'.ontribut_ing a sizable portion of that rot,il h:1s 

qu·il't . ll lpool C.orporat1on, where B:irbara works as a 
1 • 1 .itive survey research ·111·ilyst The comp·iny recently
f�onorcd Barbara as one or-' il� "M; )St Vtlu·1blc< Volunteers" o, her cff . . . . . . . . . . , •. sci in, 1 °1 ts 111 f_undra1s111g, public spcak111g :incl coun-g '�lntmgton s families. 
that,'' What I've clone has mac.le a difference, I know
. ll:irb:ira says. "Anc.l somechy there'll be some :rn-swers Tl . . . . · · · · 1c1c JUSt have to be some ;inswcrs." 
P1ul Chus . •. 1 . . , 
cl'. ·' ·en s 1cart-rcnchng struggle with Hunt111gton s1seasc enc.I . 1 for !3· ·t ... cc on March 14, 1987. Yet there is no respite 

v· .. '11 ).u,,, who watches the disease claim another ict1m-her ·c D . I • 1 s m. avid, now :HJ }'Cars of age was in 11g1 sch I ' 
. · 00 when Huntington's struck. He tried to studyn1us1c :it A 1,.. _. . . . 11. nc e1 son for a rime but failing health forced 1171 to c1uit ·1·h I ,·. · en t 1rough a newsletter, he met a Floridag11 I who ·Ilse I I I . • · > 1ac t 1e cl1sease. They married and spent two years t , I . . · 

. · ogct 1e1 before they could no longer manage on their ow "I · .. 1 n. t s a memory he has," says his mother. 
1,_t m:idc him feel that life hadn't entirely passed him by.''J,lvicl recent I I re . ,· /. Y movec to a nursing home where he can ccive 2+hour attention 

. 13arhara also live� with the constant fear th�1r I luntington's ct· - ... , -11 • 1sc,1se w1 stnke Karen, her daughter. 
co Id , In the face of such tragic circumstances, Barbara

. u easily have turned bmer. But instead, she has giacefully endured her sorrow. 
. . "l guess my philosophy is that as long as we're in this world, many unfortunate things are going to 
happen to us," she says. "Cancer cli;ibetes p .1.. , . 
H · . ,, ·t· • . . ' ., a1,111son s, untington_s-1 yc_>u re hvmg 011 this c· ·ti _ 1 . . 

· I · • ,II l, somet 1111g IS go111g to 1n you at one time or anothe. · 
"I I ' 1-.1 1. c on t "amc Goel for it as I I I · some people do I never wou c 1avc made it if I'd h·iv. I . 1 1 -' c 1ac t 1at kine.I of a 

concept of Goel. To my w;1y of thinking he 's a Goe.I of love ancl compassion. He's there to help you through ." 13arb:1ra's religious faith anc.l ":i tremendous sup· 
port system of church, family :me.I friends" h;ive cn:1hlccl 
her to keep smiling, in spite of her situation. ·' I went through some bitter experiences in the 
beginning," she admits, "but finally I just s:iic.l to myself :You're going to have to live like this. You cm either lie 
here and he a depressing old wom:1n that nobody wants to be :1rouncl, or you c1n get out and clo something w ith your life, have friends :incl m:1ke the best of it." Though many of her fifty-nine ye;1rs h:1ve been 
filled with suf fering, Barb,ir:1 Clausen has m;1clc the bestof it . She's clone so with courageous determin:1rion, an unwavering faith :md an inclorniuble spirit. And, every sooften, ;1 pause for rem:w,tl :11 her lakeshorc refuge. 

Huntington's: 
an incurable disease 
The disease that Barbm�1 Clausen works10 eradicate t.1kes its name from Dr. George Hunrington, who in 1872 provided an early but substantially comple1cdescription of the illness. Known to have been in existence arleast since rhe Middle Ages, 1he disease was originally known as chorea-from the Greek ,vord for dance. Most peoplewho suffer from Huntington's writhe, twist and turn in constant and uncontrollable dance-like motion. It affects themind as well, impairing or destroying one's ability to talk, think and reason. [3rain cells arc destroyed as HD auacksthe cenmtl nervous system. The incurable disease, which knowsno ethnic or geographic boundaries, is genetically transmitted from parent ro child. Each child of an :iffli reel parenthas a 50 percent chance of inheriting HD. Jf the child does not inherit the defective gene, the chain is broken. Although I lunrington ·s can ser in atany time, symptoms generally begin to appear between the ages of 35 and 45 and grow progressively worse for IO ��20 years. The victim, susceptible 10 other illnesses_, _commonly dies of pneumoma, heart failure or other natural causes. 

The Huntington's Disease Society ofAmerica estimates that 50,000 people in the U111tecl Stares are afflicted and 100,000 are at risk. 


