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Abstract

Take a look at foreign experiences in the rare disorders related organizations, we will
be capable of learning know-how within a short time and avoid potential obstacles,
especially when other countries like the US are more advanced in rare disorder issues.
Therefore, this research report is emphasized here to gather invaluable information and
experiences on best practice from the five well-developed rare disorder patient groups in the
US. | hope it can bring the TFRD some new ideas on developing new service programs and
empower people with broaden visions. Meanwhile, looking back for the past five years of
development of the TFRD, some of its experiences, like advocacy, public relation and
funraising programs, can be regarded as invaluable “ foreign experiences” for some other

foreign countries in Asia too.
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%I%fﬁﬁﬁ%%ﬁﬁjbfﬁﬁdﬁ‘,?[ﬁ[ (In-Home
Assessments) (Air Conditioner Subsidy Program) #[I g
F%T["EF:‘E [’F‘I(Ramp Program)

%@z%’é’ﬁ[’ﬁ £(Equipment Loan Closet & Subsidy)
(Medical Equipment Assistance)

E‘ﬁfJ‘E'JFﬁ#[[’*EEE’T{]‘%E’% (Grocery Shopping Program)
¥ ?ﬁj@ﬁﬁ%’% (Meet an Attorney One-on-One)

.kl R= ) (Community Resource Guides)

FF“J?jJ
(Financial Support)

1 BRI D
2. FEIGHET ff R BURAE H AAR  $

© N o g &

=~ %“’r%‘%f (In-Home Assessments) (Health Home
Assessment) (Air Conditioner Subsidy Program)
(Homemaking Services)

R TRl (Medical Equipment) (Equipment Loan
Closet & Subsidy)

B2 2IESRFE] (Crisis/Emergency Financial Assistance)

F ‘ﬁfJ’E'JFﬁ#[ FUEE R {2 YK (Grocery Shopping Program)
%E}EEL'F:‘I [’p‘[ (Driving Assessment)

f[ﬁ@(’@ﬁﬁ«bil?ﬁﬁﬂ (Short term Counseling)

HiE ﬁ'%%?%@d/ e &'?ﬁ?ﬂ (Legal Counseling for
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Employment-Related Issues)

9. mﬁﬁbiﬁgﬁéﬁ?w@\iﬁ?ﬁ?ﬁ (Transportation to
MS-related Medical Visits and Chapter-Sponsored
Programs)

10. ’FﬁfFf[ﬁf-J i»%g[[g@%ljd/ ?FFJE#J

e

(Advocacy)

T MS ﬁm}‘a (Federal Funding for MS Research)
fﬁi’iEﬁ (Quality Health Care)

~IAPHFE (Long-Term Care)

S [EEs s (Disability Rights)

fHS i@ (Health Insurance )

%Fﬁ#ﬁﬁ f{ (Prescription Drug Coverage)

© gk~ wbdrE

| -~

CEOE S IR TR E o T E S R R

N k@;{g\\ﬁk: = krégg%@m E[rﬁiﬁﬁumyﬁajt@f;g:gl » Z5{R T uﬂj;;t%ﬁﬁ‘c*

B P U EIEPRIEF Ugﬁ%l RIFVE R ga57@ (Y1 Living with MS
HIGFST R ~ = v T*’Fﬁ'[iiﬁ?i”@ FERE R
= Fﬂ‘[@?ﬁfﬁ?ﬁﬁ:‘%ﬁ% I'%FEI\J};KFI ST A T BTN
BV UG S H o PO IR SRS R T 1 (R
(MS Paws Program ) f B2/ % b= (R SARET » [01) 6 215 DR
Rt DRI R e Ripe o SRR T = RS R = IR R
GLEENEE

= ARETERS R OHRE IR R D e 0[‘&4\%’5}3\%@ BRIl

B O A L 74 pIS R R B i )
BRI LA ISR O EET mﬁﬁovpm

)%'TE gr:ﬁ D > ([ 5T BB TR S R R ﬁg%{?ﬁﬁ F& F IR
TR T [l VA LATE |4 5505 28 7 KA InsideMS J5E
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MSConnection Newsletter ﬁ ) b Teen InsideMS A FERE RS 1 2

H ES

Keep S’myelin =+ gz 8L HFEEE -

= R i&IF’EJH PIECEPRET T [R5 O = 41 955 - g Bing Bk
R AR ~ BT fﬂ Rl f/DrwﬁF, AR 35 (Web Cast)aff !~ /7
F’? EIA RETRORAR © B SRR T B
HEH g E"n[f},[.’?[ ﬁﬁf” e e A R
il o (g T IRIE ARRGE ~ A IR E - SRR -

e

P4 EARIEE ¢ JUR PRI G  SEEGR ~ IR VIR R
£ R RS R T L I e Eﬂf’ﬁ?‘F[ PR i
(R EORLME R L ONTRPRREIREA] - PRI - BRI
T LR RS -

ZOHE P12 RIS £ SR SRR e PR
i [i“ﬁatﬁ%ﬁﬁcm SRELE S ERETIER - B
SRPPH S HINE  SP) ArH ATIR F R

v (Life Planning and Independence) -

SN @‘ﬂrﬁzﬁfﬁl )FE E'L E’IE [;:_]L@‘ 2T 5 & E J%g&} P e E"ﬁ » PRI DDIF HIZ
BN AR & PR SR U e B 2 CE ) % (Case Management
Program )~ iﬁ@{’d@ﬁ Eﬁ%( MS Paws Program )~ BX 2121 #EF>2]) (Emergency

Financial Assistance)

= F&fél’?ﬁé? IR R fﬁF‘%ll ﬁl%ﬁ%lll A= F‘%llbi%ﬁ‘%h B
EE_‘ » p= s HE] &)’?EJ F[ HL, F,[r FJ H%gjﬁfg I{IIF[\JEISWIE\F[&E[}—%:LEIJ 'i%%l?ﬁl‘ﬁ@%?
o U B  BSERER  FR FRIRT  MS HEE SR
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AR R -

ot e T R POR TR J T BRI RS AR I
OS5 1 2 RL IS B R P e -

W LR TIHES

BRSSPI IR R BTA L R G T ) A AR
0 IR R

— . g’;ﬁ;ﬁlg@g ( Knowledge Empowerment)

(- ) TEEERL B B R (B 0D (Knowledge Is Power

Program ) :

R RIS L M MS SR - s R P A

S A TR MS - I RS TR AR MS poi - R
- ORI AR OF R R SR L
R R R e TR T P A s

—fi

(Z ) = MSHE : &' I] 1 (Living Well with MS : You CAN!I) :

" MS U R (T MS R R G B o R e
= eI fli MS AIHIERTHAC The Heuga Center FrfLfif - The Heuga Center ALy
= WAL ORI SRR R S 2 R 2 IR
T REREL IR r%’.?r"ﬁjl?}%?ﬁj CEVE VRO AR SR

TIEMS U BT | IR B SRR I MS FORSES oy
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ERHIEES N #'@Eﬁ“ﬁij YRR T BT ORI R I )
Iﬁﬁ 73 o&‘lﬁﬂlﬁaiug@« = [ Elab;: o - U I*Q’E'ﬁjéif’."‘ Eﬁ%i
I?E Rk Bl B MS S5 ﬁ,%lﬁxﬂp%ﬁgﬁ > Bl (ISR R s

PR MS I LUK > ISR | ERLAE TR 5 0% FE S I
SR WS o PR Vo 4T § R S AT (RRE R HIROE KA i R
BEEE - S S IR RS IR (L i o

(= )MS 75 I—Z“ﬁﬁ JIE% (MS Learn On Line) :

MS 7t b5 BT R SRR m? BB Bt R ﬁi '
-4 PP 5 P (RS A STHIRE - F1 1990 ) » 5T (WA AL AL
SR FUPTA PRI o SRR ) KR RO ) MS O EJ‘EJI
FN B SRR MS 2 RV F‘/ﬂ%ﬁiﬁﬁ%iﬁﬁi’ﬁﬁ@ﬁ“ » TR
P 24 ] I H A (7)) » EPRRT ERL A -

o~ & ERYE (Physical Health Programs)

ii%@%@ww~@Iﬁ@bﬁw1%w$t~,ﬁ@ﬁgﬁmm3@%%ﬁ
TR o IR B < SRR I SR - R
A2 (MS Group Physical Therapy) » = il igade ~ F1OIRET 2% 27 R4
KPS 5 55 P S e SRR ONT R R A

= ~ =S (Emotional Health Programs )

e R R~ IR 53 BRI RS9 50
j‘,:j,}‘?i‘[‘iﬁ[él%lﬁ&?fﬁjﬁ?‘}?biji ’ TFJ_;U)F ELLFE IT:F@‘Q e ‘*J?L}‘?Jﬁ [JE[ S fi_‘l'};:\]t[@'
PRBL RV R £ T THREES e i1 R T jrl}élf_ijl}lﬁu
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(e g $¥wwﬁ%%¢@? PIEIFTRETEL = B3 - S [14930
P I Ry IR [T R PN T E‘THJ O] TR -

PR S LR RS B ST R S 7
FIVITGR B 02 A R A R KL -

= - PRSI (Recreation & Socialization Program)

PRIRERAFIED T D507 (Homebound Recreation Program) I'J i ] 1PN ES
e BRI - JﬂﬁW%Hfﬁﬂﬁwﬁ ﬁﬁ%ﬁﬁmﬁgwﬁg
10 TRFEE S, v ] ) E@ljf ; FLI)?I AN T - %ggﬁg‘ﬁ . 771&?1%‘ ?%Fd%ﬁ[?f"

Py~ FKiEd j—*j?%] ( Family Support Programs)

MS [’[ﬁiij(’fgfrf—j,l CEE B R SRR % (Case Management Program) = Elﬁz?ﬂﬂ‘rﬁj S
B P BT PRSP RSROEERI - T RS 4%ﬁﬁ?ﬂwn, JR{EIE R
SR LD B R » TR B T

%I%?P’IFF %" (Respite Homecare Program)= fif! i< ﬁ’ﬁﬁ[’ﬁmfgﬁiﬁﬁ%ﬂm
© EAEELH ﬁwﬁﬁ~f@r&mmﬁgw,§% AH AL -
BT R T OOk 5 0 % 48 bt R

ged :\jﬁfﬁi’iﬂi#éﬁi HIF )2 = 10 Iy UFI'%&EWWE i3e3

~ T ffi % (Accessibility-Independent Living Programs )

U FH‘\ & iflﬁ?i J"f{[’ﬁﬂ%ﬁﬁ d% I J?Eﬁq”ﬁfii’%ﬂj' =4 iﬁ‘[‘% ’ ﬂﬁiﬁiﬁﬂ
:;agﬁr T * Eﬁ% IEEEE HIVE & (FACES.A Care Management Program ) f[1 > = EIflI
73 ’F“{?‘I FJ’ [I—rlﬁll_{ h &’Fﬁ‘ﬁd (AR FJ’ T P ERERERT R o A
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MPIREEE - QR WS — [RRLS Tl MS R R [ SRR B
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LB ) TP A F AT RSP 15 MS
i BEREFOISE » [3RA] MS PRI « I 2008 &4 1) i 3%

(Teleconferences) VR~ 1) 1000 7 W By Eﬁ?“?fﬁjﬁ% °

LIRS —
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2 BERRIAR 25 MS FE i i

DY | &) hitp:#www nationalmssocisty. org!

MS Family of Special Events

- = T T
i walk L) ms 28 .. Teamhl

M= Walk WS Bike Tour M= Challenge Walk Teamhis

Login to My Account | Pledge/Sponsor 2 Participant | Eegister for an Event

(J‘JJ—Q%‘.'H, FIHIET MS "’“‘Eﬂﬂ’ﬁ*ﬂ‘http /lwww.nationalmssociety.org)

TR *Sﬁnﬂr SRR > EERETR "ﬁ F’lﬁﬁﬁ@?ﬁjﬁﬁ o IF,E“
EE -~ FTRFEpLR 50 AR 4t - 1) 2003 & B A S 18 T 4 FIFJJ
% & ($184million) -

:}ﬁﬂf By [a““u%’? g Al s f**‘j h MS ?ﬂﬁl?ﬁEﬁ(MS Bike Tour)-MS |ﬁiﬁifiﬁﬁ(MS
Walk) > MS <85 717 £4(MS Challenge Walk) » Sgipi i1 B0 B9l © &8
BEETIS ~ 5~ 0 2 pllfl A5 =R > 75, MS B3 (MS Team) - 2004 # MS
FRFF= 8 725 & o iyl by = i B 30 )~ s 1) 2008 1) 1=
ARG O T T FIEYE BT EEE SR 55 £ 2004 5 e g
% ﬁq@%i\fﬂi%f(Chrysler Club Championship and Birdies for Charity)fuifiiasfge -ty F‘ B

[ 200 RIS e

eBay ARG AT WD 2ARIIZAR WA AR

ebY

Giving

http//:qivingworks.ebay.com

7 Fi kL eBay «M,TEIFE- ﬂif[pﬁ (Giving Works ) puZ gt F| [R5 w2 351 54 (Mission
Fish)/— - MEB LK% 2857 7 F[\Jff’dl;ﬁ’{[ %[l eBay i S S I ﬁ{ﬁﬁj g[%f?
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Elflfﬁ[lfﬂ o
Frr R R
Y orc MS 2] 5 et e R %%’,1’ "5 (Community Health Charities ) » 2%
ined Federal Car HJF

-

Tﬂﬁiﬁgﬁj (Workplace Giving Campaigns) > “* i1~ ' 1
IELIFIREA g - f[

t‘%ﬁ
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1 1553 | By AT 2 48

Iy

FREIHSY BNRHHAH SR

FPRURRL » 1 fiERLIL 2 N RSP R

SRS IR e (PO
adi B PR RUE B CHERTE BT P e TR B - e Rk E L
ST RO R e FOSRERe  R  EE
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T i F ][4 A ?
RS (0 S PO R S SRS o R R

i
(Future Donation) iz » 24 5% = £ ] ARG EAffR 4 v [“J”’Fﬁ’ » PNIFSRI T BRI
Drsr? AT FTMG?;FE B (Ways to Give) ~ fF{iE-Fi[ | (What to Give) ~ £ *]F‘[ HEy
PR~ SRR IFI - %%ﬁﬁpﬂ‘lﬁjﬁﬁﬁﬁ“ DI TR e
AUFAETHER A (Gift Calculator) » HZ1H|HE

AT ET A MERE

A & iy
F[’FJTHEEI JT

YA E ﬁ‘;lﬁ_ﬁfk ;ﬂgfgl— s RIFE

ELE PR TR YR

T 1 R R -

TR AR T BRI - T E SRR S ( Goals & Gifts) -

_Eu'f

ﬁ#ﬂﬁﬁm@ﬁ

W

EF Y F USRS 2~ IPIR AR AR A - R
A BT EUP RS~ SRR S A - O R TR R
(ol & g ~ > HFFIEE IR V)t~ R AR B AR i A e o] e
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Goals & Gifts

Guide to Giving

Your Gift How to Make the Gift | Your Benefits

Make a quick and
easy gQift

Make a revocable
gift during your
lifetime

Defer a gift until
after your lifetime

Make a large gift
with little cost to
yourself

Avoid the twofold
taxation on
retirement plan
assets

Avoid capital gains
tax on the sale of a
home or other real
estate

Give your personal
residence or farm,
but continue to live
there

Secure a fixed and
often increased
income

Outright gift

Living trust

Bequest in will

Life insurance

qift

Retirement
plan gift

Real estate gift

Retained life
estate

Charitable
remainder

annuity trust

Donate cash, securities
or personal property

Name us beneficiary of
assets in a living trust

Name us in your will

Give a policy with us as
owner and beneficiary

Name us as beneficiary
of the remainder of the
assets after your
lifetime

Donate the property to
us, or sell it to us at a
bargain price

Designate the
ownership of your
home to us, but retain
occupancy

Create a charitable trust

that pays you a set

income annually

31

Income tax deduction;
avoidance of any
capital gains tax

Control of trust for
lifetime; possible
estate tax savings

A donation exempt
from federal estate
taxes

Current income tax
deduction; possible
future deductions

Avoidance of heavily
taxed gift to heirs,
allowing less costly
gifts

Immediate income tax
deduction and
avoidance of capital
gains tax

Charitable income tax
deduction and lifetime
use of home

Immediate income tax
deduction and fixed
income for life



Create a hedge Charitable Create a trust that pays | Immediate income tax

against inflation remainder a percentage of the deduction, annual
over the long term | unitrust trust’s assets, valued income for life that
annually has potential to
increase

Supplement income Charitable gift = Enter a contract with us, Current and future

with fixed annual annuity in which we’ll pay you  savings on income

payments fixed payments taxes; fixed payments
annually for life

Reduce gift and Charitable Create a trust that pays | Reduced size of

estate taxes on lead trust a fixed or variable taxable estate; keeps

assets passing to income to us for a set property in family,

heirs term, and then passes to | often with reduced
heirs gift taxes

The information on this site is not intended as legal, tax or investment advice. For such advice, please consult

an attorney, tax professional or investment professional.

Copyright © The Stelter Company, All rights reserved.

(] f?dﬁﬁﬂ [®']F'T Multiple Sclerosis Society ?ﬁfjfﬁ Guide to Giving
http://www.wpg.cc/stl/CDA/homepage/1,1006,248.,00.html)
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’[[-Channel Islands Chapter, [' 5" 1*-Mid South Chapter - 7='5%”{[- Long Island
Chapter » 3¢ {73]'|-Montana Division - Ff[</[[-Allegheny District Chapter JﬁﬁJ‘[‘[-Utah
State Chapter » =+ ||-Wisconsin » #”[[-Lone Star Chapter » ?[L5£E 5% 7[[-Mid Florida

Chapter -
- pEA

%}Lﬁ’%ﬁv[l MS Breakfast iy Women Against MS Luncheon ﬂ*ﬁﬁi? 73 & flﬂ rﬁ?\%?é
SCRNEE DT SRR Lt S & Rl SR
M- EPVREF T H RO T EE R MR - P
- Z‘%’%*i[ PR 2 F MS SRR ETSRYREE R S U The Class
Leadership Campaign ~ Leadership Luncheon for MS ~ Leadership Circle Dinner Series ~

Dinner of Champion ~ Class Leadership Recognition =™ -
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|
i

a
Hul

S SR SR T TR + W T
S EE ~ RUFP A2 5% Annual Golf Tournament  ~ MS Snowmobile Tour - Marathon

Strides Against MS ~  MS Golf Invitational <™ ﬁljiﬁiﬁﬁﬁbﬁﬁiﬁfj’%ﬂwﬁé N SR
- %ﬁﬁ“ﬁﬂl@— [l 2 AR o

RT3 4] A SRS P AT - WP (S R L
F““ﬂ?ﬂ%’
Mall F' = ijL['F‘/ £ %ﬁfﬁfﬁjmﬂ'& :[Jgﬁg*"‘if[gﬁj o F&EIIE‘?J%EE 28 E NEE N
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%e {>#911 eBay Giving Works » AmeriDollars Program- fi5 == # s Shopping

f}*ﬂpﬁ#, » Y[t MS Awareness Bracelets 15 Ribbon of Hope <5~
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Let's Get Together
Bank of America Bennigan's EP
$500,000 "Pot O' Gold" | Sponsors Record-breaking

zponzars Mo Bike Touk M3 Bike Tour | Raises 53M

(4= ]F 1 Multiple Sclerosis Society ,%ﬁfjifﬁCorporate Support
http://www.nationalmssociety.org/Corporate%20Support.asp )

F e

CORPORATE = [ i34 A o 3 < £ =0 g3 =
PARTNERS

ISR S E ?' A = Elﬁ&lﬁihipﬁﬁfll%ﬂﬂﬁ?’iﬁ)
TR R

TS (- [ [ A

FacificHealth Famida employees
i Labarataries partners support the fight
with the Mational MS hmlda against M5 one
\‘-_ Society to "Accelerade” sneaker at a time.
the fight to end M3,

(") I <17 F T Multiple Sclerosis Society ,%FﬁifﬁCorporate Support
http://www.nationalmssociety.org/Corporate%20Support.asp )

SR
N#EE&QL = R RGE IR ER  WEO FE E  HURL
LW B - 2008 %) 50 ffi BRI IR HLE AT IR
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Team Disney+
Crange County Chapter's Team Disneyland is quite

a presence on the route, easily identified by their

teamn helmets that are complete with Mickey Mouse

Bars, +

(") I 17 F T Multiple Sclerosis Society ,%FﬁifﬁCorporate Support
http://www.nationalmssociety.org/Corporate%20Support.asp )
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Erochures InsideMS
Insidems , _ . .
InsideMS is a quarterly lifestyle magazine for W
K o i people with MS, their families, and healthcare .
REER = e professionals. It's packed with news and InsideMS

features on symptom management, daily living,
research, financial and employment issues,
travel, achievements, and book and video
reviews,

SOUrCEROok

Teen Insidets

EE0E Teen InsideMS is a quarterly Online magazine
wiritten by and for teens,

WERD Resources :
October-December

2004

InsideMS s Linlie

. . . wiew as PDF
Missed an issue of InsidetS? il feai eTErEeRE
Don't worry, we have IS5LES universal design, the placeho
from the last 3 years available effect in clinical trials, and
online. ideas and resources for
Find a past issue here looking good

[ JJ—Q%*NH, J[H]F1 Multiple Sclerosis Society ﬁrﬁjﬂl‘lnside MS

http://www.nationalmssociety.org/InsideMS.asp )

= EFFJ "D 750 = (Online)#452E Teen InsideMS

Teen InsideMS [’ FL FFFITE ] MS Y fle 7 £p Bl MS AUE b upqmg ,mgg
71 P IS MS A OBy g i A iﬁ it PR
(Speak Out) - %E” [feﬂ‘ FEFREUAEL - Pt T ﬂlzh ?ﬁ F?“J MS [FBSFHIG Y
ifp FHIRE ~ J,?F@,ﬁ’ﬂ?[ﬁﬁﬁ iFIEI*JF‘/%}?« IJFJV:JE . :I/i%hf‘eﬁ RS E TR 2 R
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Teen InsidemMSs

- Teens Speak Out

WERD BEsources

Teen InsideMS Issues

NEW FPDF files reguire
September 2004 sgolie AEmine
ERlRE versisE Reader. Click hlere to
’““""““"““""““"““""“““F.DF wersion download this free
- prograrm.
PastIssues
hay-June 2004 ... February-harch 2004
2nline wersion = <@ Cnline wersion

POF wersion 4 PDFE wersion

[ }_i—q%,\'H, F[H]F1 Multiple Sclerosis Society ,%ﬁf}ifgl‘Teen Speak Out

http://www.nationalmssociety.org/Teen%20InsideMS.asp )

P~ AR st (4 Keep S'myelin

Keep Smyelmi‘ﬁ'ﬁﬁf é‘fﬁ:\“[‘_‘f? MS JFF RAFS L 39y B o 2 EJFT‘J MS [T F: |
[(BRE SN J%rﬁﬁﬁ?l}ﬁ\} gjﬁ‘”ﬁ\ RS ipfllgﬁ E3 FI\JFIL IRETp o ZS e 1) s qullg?['aﬁﬂﬁg
Keep S'myelin Afff1 =% %]l i~ (S IR T I?FWUE 2002

GBI Astrid fufs Al CERES (International Summit Creative Award )

AP Uﬁ&ﬁ » PDF fiff M3 -2 U ST L= 0 [ ?M,J;ﬁ-‘ TJ i MS =
sl Jfﬂ‘ ; g‘ﬁ SRR« A E N OIS S B 6 T LTS (Invisible
Symptoms) ~ jd & (Kids Corner) ~ & J%% MS (About MS) ~ ¥ /(5 (For Parents) ~ JE55
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Fatigue) ~ @*27=" MS (Feelings & MS) ~ MSi # (MS Treatments) - (BS54 #= (Healthy
Families) ~ =" (Family Changes) ~ == MS — [ﬁj[ﬂjﬁrﬁt (Moving with MS) ~ £ T fL

[ (Invisible Symptoms) ~ 31935 (Fun Activities) s -

37 14 #H Keep S’myelin
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About this Issue | Prewious [ssues | Privacy | Original Artwork by Claude Martinot Design

Keep S'myelin is brought to you by the Mational Multiple S ety. All Rights Reserved., Copyright 2004,
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| printing tips | keyboard shortcuts

' LIBRARY & LITERATURE

Brochures %ﬁg’%ﬁﬁ

Insidets

Keep S'myelinis a colorful newsletter filled with stories,

Keep S myelin intervisws, games, and activities that highlight a variety of
topics about multiple sclerosis.
Sourcebnook

Issue are available in an interactive online version (Flash),
or ariginal printed version (FDF). For free copies of
printed issues, call your chapter at 1-800-FIGHT-t5S.

Teen Insidems
Yideos

Yeh Fesources

Issue 16: Issue 15: Issue 14: Issue 13:
Family Changes Moving with MS  Invisible Symptoms Fun Activities
Interactive | Print  Interactive | Print Interactive | Print Interactive | Print

[ Jfﬁ%ﬁ'kﬁ g5 ]F1 Multiple Sclerosis Society ﬁ“r[ﬁifF’TLibrary & Literature

http://www.nationalmssociety.org/Keep%20S%27myelin.asp )

SR T;-“'[' r[gﬁ'?* MSConnection

H’:fEE 73 HJ EJFIJJF EJfg* MSConnection - I?J}F i, gllmjﬁgﬁfﬁy IFA ELo U
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~ MS e e 5= (MS Information Sourcebook)

MS ey e pi= | ﬁ%@?é”%% MS [t dhigpits EI A-Z pugd [0 sl
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AT @jhﬂp:."waw.naﬁonahlmciety.orgfﬁourcehook.asp hd E’ e

Brachures Multiple Sclerosis Information Sourcebook
INsidems

The Mulliple Sclerasis Information Sourcebook provides up-to-date
information about M3 in an easy-to-use format. It includes answers to

Keep S'myelin . ) !
frequently asked questions, current information on treatments and
Sourcebook symptoms, and descriptions of the social and psychological impact of the

disease. The Sourcebook also provides references to other health and

Teen Insidems social agencies when appropriate.

Videos Alphabetical Index | Topic Index | Editorial Advisory Board

Weh Resources 4-Aminopyridine and 3, 4-Diaminopyridine Wiew onling Wiew a5 PDF
ABLEDATA iEw anling Wiew as POF
Acupuncture Wiew online Wiew as PDF
Adrenocorticotropic Hormone (ACTH) Wiew online Wiew as PDE
Advanced MS: Complications and Caregivers Wiew online Wiew a5 POF
Alcohol Wiew anling Wiew as POF
Allergies wiew anline Wiew as POF
Alternative Therapies Wiew online “iew as PDF

(J‘Jfﬁ%ﬁ'kﬁ g5 ]F1 Multiple Sclerosis Society ?[ﬁifg[‘ Multiple Sclerosis information

Sourcebook http://www.nationalmssociety.org/Sourcebook.asp )

O ARELHY
ST

:}EE g [EY ;;7”4;5%%“ Y- WIRLET P BT MS fiu7 L (Newly Diagnosed)

Fl W»]%S]%S MS | (Straight Talk to the Newly Diagnosed) == ' 11" kL ¢ & s ([T (But
You Look So Well....) » rﬁ{t gifr j [ﬂ ;B?Jfr Rl o7 ggh £ FTJfE =g lﬁjgﬁb,—}\%ﬁg

R HELE F%Jﬂw*—”' TP MS UL« BT JiReR] (vt (Staying Healthy) = foikL
FT"J %ﬂﬁ;ﬁj(Yogablllty and You with Shelley Sidelman)(Yoga:For MS and Related

Conditions) - H3EiEii(Aqua Exercise for MS)EIfJ%%E{%?J“ s S E%J,Z/[ll'f? I Jééﬁ?éﬁ ﬂ ﬁ;ify”?g

& ,@ BT BT HiRLp4RFI(Research) - FIEhE| ET;J)I ﬂ“ﬁ MS i (Now, More

Than Ever: Progress in Multiple Sclerosis Research) ~ MS gw@lﬂzpaﬁsﬁ% ( The Promise
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of Genetic Research in Multiple Sclerosis) * 7 #25:= MS ( Sex Hormones and Multiple

Sclerosis ) o f& £ E *LL’iJLI%EE]”E%iEZ/DfFT%[’E%{fiiiﬁ%*éﬁ?\%%ﬁ“‘ o
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multiple sclerosis __
international federation My World of MS select language 8

Global MS MS - The Symptoms & People with M5 Research Publications About MSIF
Network Disease Treatments

Welcome to the frter search term| &

advanced search

World of Multiple Sclerosis print versicn
Independent Information from MS Professionals Worldwide resize text M

Oct 16 2004

On Wednesday 29th September 2004, at
7.30pm GMT, the famous Russian pianist
Olga Bobrovnikova played at the
lacgueline du Pre Music Building, 5t Hilda's
College, Oxford, LK,

She was the first person with Multiple
Sclerosis to perform at this prestigious

Join the Community

v
=) Treatn.‘.ent‘. venue, Programme included a range of
(@]} rehabilitation, -
S LA On.3 popular and less well-known pieces by
b quality of life... Bach, Mozart, Handel, Chapin, Brahms,
- - Rachmaninoy, and the Russian composer
—| Learn more with a Pabst, on whom Clga is a leading expert.
E Gl L)) |@ hettp: e st o glendsdte_mmap hionl v BE #
international federation resize text ! home | [SEbe anguage B
Global MS MS - The Symptoms & People with Research Publications About MSIF
Network Disease Treatments MS

Site Map &

advanced search

print version

Global MS Network Research About MSIF
B]nternational Events HLouwards BGovernance Structure
EMews B Clinical Trials BMSIE

Bx-Y-2 EHistory of MS BMSIF Address and

B - W - W Eesearch Map

BL-B-C-D EE.esearch Bulletins BEMews

BE-F-G-H BResearch Database BEFress releases

Bl -J-K-L BResearch Mews By orld Of MS
BM-MN-0-F ESylvia Lawry Centre Contributors

B -R-5-T for ME Research
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Empowerment) 3. Eﬁiﬂ‘[‘gﬁ’ﬁ]‘ﬁ (Regional Conference)

(Mini-Conference)

4. }EFJ?*F??% (Teleconference)
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7 GRS TSRl » 2 PURETRE R ] (Life Stages Guide) V%Jﬁﬁ'ﬂ%%
(Fact sheets) ~ rﬁ?*zf F[l(newsletter) : PERSPECTIVE - ;f"%&b&iﬁ ey =
(Brochures) - ;I\H%'%E_Tji FY TS fif %= ] (Clinical Manifestations of TS: A
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1.Tuberous Sclerosis Alliance %[ﬁifﬁwww.tsalliance.com

2.Tuberous Sclerosis Alliance 2003 &+ & @%@Fﬁ
3.Tuberous Sclerosis Alliance 2002 =+ &+ @ﬁéf[

4. Tuberous Sclerosis Perspective Volume 103, Tuberous Sclerosis Alliance

ERERESEBNRESEEM

1. ;’?,ﬁ’, TS Life Stage Guides

2. ﬁ%éﬁ[ﬁﬁ [ “‘vﬁ—;fﬁﬂﬂiﬂ [ﬁj’pﬁzlﬁfl I~ (The Tuberous Sclerosis Alliance Center Without

Walls—Collaboration in Research ) E?%%W‘z}
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Prader-Willi Syndrome Association (PWSA)

(A=A ]

A ARSI

R 4 ok i

PR

ﬁuF 1y 14 1975 F > = 2005 &
“IE) 32 5 Rl - P F“ Fli12 6

e | [0S SR
O O O

AT A
F[Eﬁvpﬂ‘&ﬁ re FJJQX j‘fr?F[PJ

TR ERERY o S [F%EJ ,i@g#?ﬁ*fgﬁ?%{alfi"%ﬁljt‘ﬁ\ 2Ry |- ;lﬁli{,éff PWS <7~
BTN 40T [N E pIEE) 2 %7w¢n: = RFR AR [HE e R
f=E F'lﬁ ’ J’WUW%WE@E ANTER/E P\LFF'} Jﬁb’ﬁil:fﬁ Rl YA HIF%H #’gﬁk’lﬁ SRS
F’#(Scientific Advisory Board) & [i ﬂguﬁﬁ*ﬁﬁ = e VRPEHAEFY -

5[&%7& %FE #1(Clinical Advisory

Board)- f[ES«'P%EJ 27 i3 & ?n\j\%&

% [F—‘—F:F’?ak’iFﬂ —}Ui 4 tr4 )ﬁg )FE y%ﬁ%\,—rﬂﬁﬁgﬁjﬁf [J_J \l %‘l £ ?E'—fjiww ﬂ{»

JORh EJ?E%# E??*FK/ ;}FJ%F;H

HFF

B ﬁfﬁé

;ﬁfﬁ#ﬁ-ﬁj &

s

AbE [ e
(International Prader-Willi
Syndrome Organisation; iy
IPWSO) » 4 Zf+ 4 ffig o™ rF'-?l;
I RSB o B
PWS% ﬁ%{ﬁ*ﬁ IPWSO [z
VRIS B

s -

O ARCE D TEE T A
P R A R R Y

FERE P RTETE YRR S
B?{l@

PWS 4 (73t ¢
Y o
5 R AR -

****3 5 %IE’J NS

P S A

Falk

77




[TER S ﬁ[}[ s

;’JLF,%&??}E'%%?} *fiﬁflfJﬁngH'#’?fﬁ#{ ?[J?ﬁ CD -~ Video - |Prader-Willi Syndrome
?;?—‘ﬁ . Eﬁﬁﬁﬁ?}%ﬂ%ﬂ — NI > 55| Association

HIJ%%T?EI?J%@ PWS [y it ~ [ 5700 Midnight Pass Road
%@Eﬁ%ﬁ?ﬂﬂ MR B Suite 6, Sarasota, FL 34242
phone: (1) 941-312-0400
fax: (1)941-312-0142
email:national@pwsausa.org

http://www.pwsausa.org/about/ind

ex.htm

78




‘»rlf. JU?J]
i BB AR (55 1 AT 1975 5 > % =0 31 5 gl

SR R e R AR ) S BASIHA 81 5 >
T PP A LIS RO R -

%ﬁlﬁgiﬁﬁ“ﬂ = PR EIE R B R TR PR T (SR
P W f ﬁ’? > 53 HIIFE 1980 F 5 < (U] SIS £ rs’?(Scientific Advisory Board)
RIS LY = o e e IJFJ’i@?% IRy TR E%'Fﬁﬁ’m“ Fl'%&bqi
o pl- EFE%%TFF S Eer’?(CIinical Advisory Board)! JF“’F’T‘ ‘ [E'Elbrﬁ [r:,#p@ =HE
?b%éﬁﬁ“ﬁé BE R - A I %ﬂ%@"zﬁ'?fﬁ}ﬁ@ °

BUMARATRE 2B () (R DI CGlee = i) S 1
@“ﬁﬁ%%’ﬁéﬁﬁﬁiw“”@@ffﬁ’ﬁ#@”&ﬁaﬂ@ﬁﬂiﬁwmf
th‘ﬂl—ﬁfjﬁlrﬁ;gg B

79



CZanED

VF'[BAT%Q:H [/ﬁliﬁb?ﬂj [ Ijﬁdﬁﬁd%—fﬁ—-ﬂ _ﬂI“T?{% . ﬁl%%?l?ﬁl % {E—ﬁzﬂj
3 I}:{-‘g’f’! b)ﬁjﬁﬁ% JL:F?ET)F é@’i&bf‘ é‘\@:ﬁFLj;{} [E;IEF @;ﬁjﬁgo E‘Li
TR - )RR e

;B?Jfbjéz Elfjmgtfl &3+ % (Package of Hope)

87 ik %ﬁ’ SHEF0-5 i ri ARV IR 2 Y 5@%@”}“ RS AT

ISR 777 %fl%lﬁﬁ[p SR SR

iF:* QI/J G TRk SR K B R Tfﬁ‘rfff‘ ) 1H¥?ff pa = 5 mRpFEE > PIvE
ff e JEJ%*E?%%FT Ry R fﬁf B FIPE IR 1 %W%Jﬁfjmﬁﬁ'
Ho 1E3RpypdE E%ny =N E;Jrf Eﬁ, N Tg TYFVE P VRSB L (The

Gathered View ) Zers o

13

<+ jﬁ@"ﬁ%}(Support Group/eGroup)

BB A PR R R R L F I - 7L SR T
T I G0 T R AP F S R B [T 9T R
B SRGT TR PR R SRR o - LR
ﬂﬁ@$&¢M%Wﬁﬁﬁﬁ’¢¢a%wwﬁﬁﬂqﬁﬁog@ﬁiiﬁ@%@5
BUIFIZE b 4 o [ROSLE) S T ISR 7 (P S 2 Ao B0
flo-c ff <

ﬁJF L AN RS 110 - b e R S Ty ﬁ“«l"ﬁﬂ L E PR
I gapflo) &= AR TR STRIRL 0-5 5% ~ 6-12 5 0 ) b 557 o i R

U

80



HL FRLI'T email 3 (AR R AT o 1 RS H P
73 B

73 LI A B FYp s R F R - T
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Sausage Quiche

Ingredients:
4 egg whites 80
2 whole eggs 140

4 cooked brealdast sangages (1/2 of 8-0z pkg) 280
1T. finely chopped onion

Yot salt

Vit pepper

1 oz. glwedded low-fat cheege 100
Total calories (4 servings of 125 each) 600

Prepare an 8-in. pie pan with non-stick spray. Separate 4 eggs and digcard the yolks. Beat the egg whites then
mix in the two remaining whole eggg. Add onion, salt and pepper. Beat with a fork and pour mto the pie pan.
Slice the brealdast sansages and place them evenly over the mixture. Bake at 325 for 20 minutes. Sprinkle the
shredded cheese over the quiche as soon as it comes out of the oven. Cut the quiche into 4 wedges. Makes 4
servings, 150 calories each.

Serve with 1 slice of diet toast spread with = T. strawberry preserves, 4 oz. nonfat milk and %= orange for a well-
rounded nutritious breakfast. 350 calories for entire breakfast.

I'J7 ik PWS mﬁf’ﬁ@ﬂ FYARASS ) %53 BTSRRI

PWS I3 %~ B

il iS5 hRCEE!

e
(Knowledge
Empowerment)

T I RS e
ESKINE ’?Lmyf—j?t‘geﬁ IRER- @ﬁ]"“&
3[@?)?? yﬁ’PI’J &5 % (Package of Hope)
ST R I SR SR ¢ [
f ~ AR Y ;Eﬁmm%QBW%?%W%%

B W=

81



El &ﬁ?}'éﬂ«

5.7 B8 4 B
6. E&i?lﬁfju AT
L L S RPR T RS R R P
(Medical Programs) 2. FPEMVER TR ?§Q%
3. 1E[3mmpupdE Eﬁnyrﬁ fi
Hip=E PRI P8 gleoT B J\Sﬁ 7y = KL PWS 54 ¥ FI

(Educational Programs)

i 77 Eﬂfﬁ 1% (Common Behavior Characteristics in Students with
PWS);pi- Iﬁ[ﬁ;’? HIIE 50 Pt (Possible Management
Strategies)

RS = R R T HIRL 0-5 7% ~ 6-12 B ) b F
(Emotional Health

Programs)

(B S UR IR PTIuES = ORg a

(Accessibility-

Independent

Living Programs)

FELH R

(Family Support 2. Y E:Jd/ﬁ[gd?g

Programs) 3. = L-H»}i:]t[gd?g
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51 PWS Ha#Lf !

50 6 E LEURLE ] PWS FE 1 BB PWS HERIR R B e
SRR BE 222 Pk (Walk-Alongs) iy feats (7 i PWS  fi -

PRFRFBET )

24 FB B I FIVE PR APWSY RS () SR 538 - Y R Py
;E‘l’i?l'gfriﬁl 2RI FL;J £ J\FFDJ » — BT PWS 284 3 F',‘Th?t % 1%(Common Behavior
Characteristics in Students with PWS); /- f[u | J%ﬁlﬂﬂ*ﬁ BVR] PR e S

Fi&(Possible Management Strategies) o F:'ZRI/ ;‘E‘I‘Fﬁ#,fﬁi | PWS 552 - 77 S 1 & ?ﬁ?‘ﬂiﬁ‘
RUEEL= £ 1(Rigid thought process) ~ (Preseverative or obsessive thinking) ’[‘ﬁ%ﬁ}{k’fﬁﬂ@*
[©1 (Tenuous Emotional Control) ~ ﬁkfiﬁ@[ﬁf&ﬁﬂ(Food craving and diet restrictions) ~ & {f ¥&
*JJ’E"?%%?»’?E\JTF tJ(Poor stamina) ~ Ex] /== £ i 4 5 £ (Scratching and skin picking) ~ == [f i] e~
T Epn R Difficulty with peer interactions) < e[ 1fiY = tﬂfﬁ [ikbﬁdié‘ﬂﬂﬁ ° (ﬁ‘ﬁéﬁgﬁﬁl
[ aasieh ﬁ*ﬂ‘— Information for school staff: supporting the student who has

Prader-Willi Syndrome)
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%4 s %ﬁﬁ’?ﬁ"ﬁ E\J%}ﬁmggﬁﬁu—AJ@:;;)F;JE T [ S Jjﬁgw( companies match

your donations to PWSA ) » > F[E1T il J?F, -PWS f}J FufFifErar e 81 5 ffit F] 1
I e ¥Rt PR RE 2 e SRR pIt o BE %HTHE’N/D
TR - TEIPszTIG{—J PWS Ffbfﬁ FisE e i3 (leaving a legacy to PWSA(USA) through

your will or estate plan) -
(= PWS k2 f< {1 (Angel Drive and Donations)

fo g ?ﬁﬂ%ﬂ\%’ (' PWS Sy Oy il - FIZBELFEAFIRIY - iE
SRR B T OIS R E RO R - I N e
EIU;E‘I‘%%?F’.E*JFIIL‘?E# VAR | gﬁbﬂeﬁ}k’mfﬂ B E119000 % 57 B i (Package
of HOPE)?F‘TJI;Q?}’%EJ#‘;, KA E}"'Eﬁfﬁm « Z[@l 40 7]| 338 i+ 0-5 ,ﬁﬁgg;g?;ﬁﬁﬁ ] ;,fng;ﬁngﬁ
771 % (New Parent Mentoring Program) ~ 7 /& 4 /i * (crisis intervention) ¥ %[ 14 k3%
470 (B3 R R R BRI - (5P PWS oy

R EE > DR AR B 2RSSR e
& ’@ﬁ‘iﬁ%‘%‘r‘&ﬁ‘“%&ﬁﬁ VI TSRV i
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WHAT WE DO...

Fprader-Willi Syndrome Association PWSA (USA), Mar30 Goal
organized in 1975, is the only national membership $103,377.63 $100.000
organization that supports and educates families
and professionals about Prader-Willi Syndrome
(PWS).

K Develop research strategies to stimulate research RES P00
about Prader-Willi Syndrome and help set priorities,
guidance and financial support for that research.

#% [ncrease awareness and education about PWS — —

this past year alone, we sent more that 9,000
educational packets and distributed thousands
more at medical conferences.

B Develop a new Parent Mentoring Program — we
have 338 infants and toddlers enrolled from 40 525,000
states and seven foreign countries that have
received the Package of HOPE.

#%Provide crisis intervention for all who are impacted
by PWS — during the past year, PWSA (USA) has
handled 470 crisis cases.

< \We need your financial contributions so we can
continue to save lives. We need you to be an Angel
so that all PWS Angels live full and productive lives.

Let's blow the top off of it!

[ )J—[}%‘.lkﬁ ¥ 7 [H]E T http://www.pwsausa.org/angelfund/angel.htm )
Mlﬁ'[ﬁ * Eﬁ%?%‘f’f’d(Valentine Research Fund)

WS 1 = ARSI AU P
FEPWS B O~ AR TR RCE RO [ 2
3 F}Jiﬁﬁa‘% SR - ST I 5L ISR SR
HLE I R A I SRS SRR AR e R
e ﬁfﬂ Y -
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Valentine Donation

Name: | |

*Address: | |

*City: [ - 'State: ‘PostalCode: | ]

*Providence,/Country: | USA, |

tTelephone: (Z2&-282-225%) | |
Use dashes, not slashes

FEmail: | |

Acknowledge goes to: (Name s
address)

Pull dovm for In Memory or In Honor of
—— v

Enter Name here:

AMOUNT OF DONATION:

('] J—%Jr?‘ﬂ [®']F1 http://www.pwsausa.org/Valentine/ValentineDonation.asp)
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%”ﬁﬁ@%%]ﬁwﬁé@mﬁ%@(lnternational Prader-Willi Syndrome Organisation; 7
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International Prader-Willi Syndrome Organisation
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SEBRHR

1. Prader-Willi Syndrome Associate(USA) s+ _http://www.pwsausa.org/index.html
[

2. International Prader-Willi Syndrome Organization ,%’r[ﬁifﬁhttp://www.ipwso.orq/

3. Newsletter 2004 Spring, International Prader-Willi Syndrome Organization
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Les Turner ALS Foundation
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[ B W 17 A £ 3% (Financial
Development and Campaigns) ~ %]
?J‘ [’473%(Educat|on) °

94




e

H'#’?lﬂ

Sty

«ﬁ'l—l/’l\ Er

SR IV R T

A [ PR

74 o

ﬂﬂ Pj— A= {2 o Ay

AilHLT = g 5 HIJ??ﬁ}i A

WP Frdfli s ,%QH'#’? ,

73 HU DRSS O R P
TR “Aﬂgﬁhpurl

%J SHEF ALS SRS A SR

—

Les Turner ALS Foundation

8142 North Lawndale Avenue, Skokie, IL
60076-3322

Tel: (1)847-679-3311, (1)888-ALS-1107
& |(toll-free)

Fax: 847-679-9109

http://www.lesturnerals.org/newsletter.htm
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vl‘[& JU?J]
SE T e

BN WY PR B S S o T 1976 B MESETLE SR EN RIS R
(Amytrophic Lateral Sclerosis, I'| ™ i ALS) > ﬁ[JE’”ﬁ Eﬂjﬁa{,j:# ALS ﬂJﬁgﬂs/P'JIZI'*
FAHTL97T - VR ALS JLE ) < JLE G [l R R iy
ALS $l & ¢ rAAF[ TR % ALS HRER ~ TH A oy

ESEEN i Ell:[“ RGP ~ T RURTT 2 757

ALS L& gt % 5 4UBLE 0 27 [R30% 50 I 650 [V AAA 11~ B
RURCE * I PR R P

._ll

A 3 1AL ALS N ?Fl’ﬁ‘fbip’?ﬂ/;E I (Medical Research) ~
HEHALS R O 2§ 15 (Patient Services) W v b 75

(Education) &t [ -
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SR YV )

ﬁlf 5 ZJEBA F&iﬂ ﬁéj 21 i s fa{,J?éjﬁl?»@ﬁ’@%‘ Ejﬁ’?(Scientific Review

Committee) » (115 &by EIFERY - &5 F5 Egﬂjﬁﬁb ALSTJI»), g o

T T, “Jr 11 r'j»;ﬁg;gj ST F‘j?j F{UéﬁfE?ﬁjﬁjﬁ;tﬁﬁé‘%(Patient Service) ~ 8=
1@ 1f](Development and Communication) ~ Fﬁ 7§F3F[EI*J(SpeCIa| Events) ~ =St 5 B
(Family and Community Fundraising) - ﬁfﬁﬁﬁﬁﬁf(Social Service) - %Ji@%ﬁ%ébi }?ﬁ[@"ﬁ%
{kl:% (Home Liaison and Support Group Facilitator) ~ ALS ?ﬁ;%'u (ALS Consultant)= > ALS
glé rs’*%ﬂ = {28 AP F R ALS B AR5 1= (Lois Insolia ALS Center) » L%
ﬁ‘?ﬁl IREIERIE & %&1 G s E F‘%x& : 3%19 O RS VRS R F’}
A AT Rl BT A LR LR T l}‘ﬂJFp[Eﬁ“"l‘l > T PR [*W‘Hr,%n
> S T H R 1 -
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CRAFSHN ™ BRG]

g S F‘? 2004 & & G L (0w gfse E ST PR e T A I e
[ (2004 Public Support and Revenues)f*J 42% s E’I%J%X’iﬁgu(igl fif) (Fundraising
Events(net)) ~ 35% 7 [ 14f|i§ = ;& i (Contributions and Bequests) ~ 11% 7 [ 112
(Grants) ~ 5% F 131 Rlsel G 42l (Memorials) ~ 5% {1 F”f{ A rﬁ’ﬁ’é[b(Membership Dues) ~ 2%

o HEEY R H #1057 (Investment and Other Income) -

rE H"éﬁ[HIJF[_“FIJJ F“H"éﬁ[ﬂl "I ?Uﬁlf &7 F 7 S H(Expenses)f] | sk ]FF
63%(Research) ~ ¢ pbIr A 7B F([En ALS Fl1-e |ﬁ9%(L0|5 Insolia ALS Center) ~ Vﬁjﬁgua‘g
=L }‘:ﬁﬁ?ﬁ‘%fﬁ, 119%(Patient and Family Support Services) ~ fgﬁilk’/— it H',[’ﬁ
11%(Management and General) ~ E!ﬂ‘%‘%éﬁ%qibiﬁgﬁflﬁ3%(ﬁnancial Development and

Campaigns) ~ 'FF 3%(Education) -

[EN S T ERES P A 35% e | HfBRAH % (Contributions and
Bequests) » i’ pLEL & 7 0 FAfIRIIOBLEL = S ATHPRE(E T 2004 SRR & 1E)
e 6 STELE IR - Sg - ST (A T 35% o [ BLE A DR - -
U] 63%7 [P (Research) - i1 E L £ 2 REHOSTEIR G
U2 o RS E et (LS ol ST e sl R (T R
ﬁﬂfc 11% » 53 H[JT}JW?JFJE%% ’ié?lfﬁ%ﬁ% (Patient and Family Support Services) Fﬁ?

K- JEMES Y (Management and General) »
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ALS 31L& ¢ 2004
F B URIET Fioy P

2004 PusLIC SUPPORT
AND REVENUES

2004 ToTAL
EXPENSES

Finaneial Development ]

[ .
- ;E 15

(J[®]EF T Les Turne ALS Foundation 2004 Annual Report, P.15)
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CERES
ALSERIRHT 1o B4 5 SPRIBIR 1 27 Jy

R PAE PR A ALS BERS5H  (Lois Insolia ALS Center) % 1986 & 53 f[[f1
JeZyp I Cinsolia) SHM ALS FL& (el > QEAASD il [l S
(Northwestern Memorial Hospital in Chicago) © &l 1-= [ gt l,[*‘\%‘zﬁ/ﬁ[ﬁ?ﬂ ik

(Northwestern University’s Feinberg School of Medlcme) °

ALS BRI RTH 3R A 2 T IR AR o) W S S ALS [’P‘dj
PR > PRI RO R S P IREH - 17,5 (Hope through Caring) = (=143
[RAPEAT Y 7 ol 2% SPRI Eﬁl R (LEiPsss @Eﬁ—‘l%ﬂﬂ » AR ﬁ%?ﬁ?f
(Clinical Nurse Coordinator ) ~ £ » %f’pﬁ?}‘tﬁﬂ%‘?ﬁ ( Drug Study Research
Coordinator ) ~ 3E fHiF% ,n FUES ??f':,ff (Home Liaison) ~ ALS ELE €1 p RV
[~ (Les Turner ALS Foundation Director of Patient Services ) rgg[ﬁatiﬁﬂﬁtﬁm . ﬁmvﬁjf»aﬁ
( Pulmonologist ) ﬁﬁr[if[ '] (Speech Pathologist) » -~ F135" .

xﬁﬁfﬁj%ﬁ[@‘ﬁ%}?ﬂ%aﬂ : féiiﬁiﬁé'ﬁignﬁ‘&ﬂg—“ i~ Pt %Uﬂl?fﬁﬁjﬁ'lﬁf@ F 1T
5o BRIEDV I FlE g F?E—lﬂ TRER AV R R %5 ~ ALS U= %‘\’i&%@ﬁj BT
R BT P I o T SRR IR R R

‘[ﬁ%’eﬁ‘d" ]ﬁ‘ff_k[él”ﬁ%} 7'}>’FJF;LUS"%<’ ~ Bl (Support Groups)

=) EJ%‘%F’?H?J@ A TR ‘Iﬁﬁﬁ‘lﬁﬂﬁfﬁ“ﬁ' FJ*E‘}“"T > BT TN 0D
I 1 [@“ﬁ%‘ﬂ:&%ﬁj (facilitators ) ﬁﬁﬁ - E?J‘ff A JIEE' b= 5% Eﬁ ?{[EA'EE‘ > B
HP TR R o I R RIEURY PR = AL ey U At o pUYE > 2004 5

I B B IR A1 iYL KR (Young Couples Support Group) »
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F = ‘P%}iﬂﬁ;lﬁ (Annual ALS Remembrance Service) =I5 ALS /| Rt

ALS fL = T;'TEJEF F’??\ 5 ALS FL&iBF.;L%’? ( Annual ALS Remembrance
Service ) » iE_iF;LiFjgﬁH l@'{’;ﬂvﬁﬁ;tﬁ’,l‘;ﬁ S A ﬁ'[ Y55 VR > FY 1Y ALS JFF EA
5P R £ B :T—‘Uiﬂlilﬁ BUES "R RRCT A ar Pl i
T4 TR PR FUFT.\H%FI A o

iﬁg?ﬁ@ﬁﬁ/ﬁf (In-Home Service)

FLE QT T F R 2 T R P o R PR - IR E S R
FF[%%%' * fi (Home Liaison) *mtr * PHEE « P FFEE " 12 R Fes s
TR A BURH R T S PR IR S LSRR - S
e %‘@é@ﬁﬁflI/‘u\?v'ﬂ’fiéfll/U\(hOSplceS) EXE e DAL R AR SRR
SOSEORT PR S RS

[ " APUIRAZ PR p o BRGE BRI ~ BRI ~ 2 © U ~ RO
i PR R ??b*ljﬁ@W%%~¢%%%%&ﬁ%§m~
SRS QR R ] SR T - AT PR I
FOL L BaFT  Bit SE PR A R

Fﬁ’?&ﬁﬁﬁ?ﬁﬁﬁﬁﬁ?ﬁ?ﬁ' # (Equipment Program)

L& @M ROV R R AR SRR 2 SRR BRI -
R AR SRR R R - 9 B R RLRERTE
P fﬁ ( Augmentative Communication Equipment Loan ) » 5! l?ﬁ?, ?Fil’ﬁ‘iﬁ[‘rjﬁggj I'FLI i
HRUTRAR T ALS R ORI 5 07 b U1 DB IOR (7 - 57 )
FRLGHE TS < [OPR AT 7] (Durable Medical Equipment Loan) - = I frf AR
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IO LR AL ALS BRIy + 4 20 RSB + 7 5
R i ] RN 302 T RS BRI 2D bt s
I REPEPII ~ TR 38 SRR AR L

FIRNE
ikiH?J °

Eﬁ%?ﬂlﬁ ELFZbH 3% (In-Home Respite Care)

Eéﬁ%%W%%%%ﬂ¥%%i’é%ﬂﬁ#df? FFIRIRIEH -~ W EL

(1 = S8 U RIIESTE U o R E R RN - R
@~%Hv%§ﬂ B~ (B RS R BB P R DR B o - 0
BRI MRS AR R

I E (Transportation Program)

HE 1 RL ALS SRR TSR SRAUTRUR [ ALS BRI e i
L AR

ik i

“HHEICESEPET (Ventilation: The Decision Making Process)yil—- & = -f 53 &P
RU WHREH P - EJIEUF:?B HI#EY T} = = o W Y J’Fﬂff'ﬂ?ﬁiﬁ: FEISEF U

ALS 7~ KGR -

TF="'] (Resource Guide)
HE ﬁ“ﬁ*’lﬁj— AR R VFJF& > E‘ﬁ%ﬁfbﬁ%ﬂ E‘l%*&)ﬁ ﬁ'?%’?fﬁ?* ’ [‘J}ﬁ”‘

bR TR - AR - IEFALS » [UHES IRENR - AR - TR -
S0~ IR EL > (U ~ P 1 EHRT ~ ALS Ui IS -

—nL
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PITNREF TS R ALS JLE IR YR N

ALS 3£ @R H %~ BTk

Gl

TRl

e
(Knowledge
Empowerment)

3. BES E‘I?"S‘?J’ﬁﬁﬁ]‘ Tﬂ (ALS Nursing for the Americas

TR B R B (R P EE
(Healthcare In-service)
fiﬁé‘ﬁ@f?ﬂﬁéiﬁiﬁ 575 (Resource Guide)

workshop)
uy E}'?’?J ﬁ(%@.jﬁéﬂ(ALS Walk 4 Life)

A
(Medical Programs)

ALS Bl =

B

* Eﬁ%(( Lois Insolia ALS Center )

V&

(Long-Term Services)

2. FEEfES] 1o R 5] 1o (hospices) s Y
3. YRR RERARH

I

IR
(Emotional Health
Programs)

N

TR B (Self-Help Groups)
FEEA TS R (Young Couples Support Group)

FELH
(Family Support
Programs)

R R RS A

-
-

._
e

. TS

A L

FHYENY }‘njt ‘[??Fﬁﬁﬂ (Support Counseling Series)
ﬁﬁ%ﬁ Pﬁ.j EL % (In-Home Respite Care)

il a0 4

b=t E e

E?EA??FHJEE e

P e R 5

i e Ffﬂfé@&ﬁ'

F =7 3% (In-Home Services )

i ?E&&F;lﬁ ( Annual ALS Remembrance Service )

ZAmges iﬁ
(Accessibility-
Independent

?lifﬁﬁﬁ%%lfﬁbf%ﬁﬁﬂ'yﬁﬁi ffi (In-Home Service)
PR AS AT ['ﬁ £ (Equipment Program)

1 e
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Living Programs) 4. T 3pifls % (Transportation Program)

5. ®=XF= ] (Resource Guide)
LHELL 1. Bl ﬁé??ﬁﬁﬁﬁ?ﬁé‘?f? ['ﬁ ( Equipment Program )
(Financial Support) 2. Fﬂa&&*ﬁj@ﬁ;@ﬁ;ﬁ [FLI . F%I?JE%%M% 2159

3. WHE LR (Transportation Program)
PR 1. SV ALS 12 (State Funding for ALS
(Advocacy) Research: check-off option on IL-1040 income tax

form) ~ ('National ALS Advocacy Day )
4j ?V%Eéﬁfﬁrﬁi???ﬁ ALS F4%(Federal Funding for ALS
Research)

104




[Fainpm)
E[@?’;?]?ﬁ)ﬁ{] (Educational Activities)

ALS 31L& 1R ALS BIGEREFRIRYH - 10077 S 507 ) it
o NG R (B TR YT (B B P
5~ S PRH AR

= | B ALS ;E‘[‘L:F’;EJ (National ALS Awareness Month)

BT RLALS Fb LS )~ AT R LT - BN ) (Tag
Days)iﬁgﬁugi’;@?r?ﬁfﬁiﬁﬁ o FPHBLR S fol i F TRV 0 HT '}’i*LJF??]’FW ~ Sl
Y PR TEE T

F‘ &L= &8 (Awareness bracelet)

ALS JL& (5

— e po="58 » 20T = 8 Y "Bl ALS” (Strike out ALS)

FFI
PR B AR A S BTSN ALS

FIJ@H%LDL_]“JFF AP IJ?L}%P (F[q‘%ﬂ't'gALS ?LI;,_;;.{%} I

ttp://lwww.lesturnerals.org/bracelets.htm)
2000 f# ALS Vﬁﬁ&tft'l?j' FOEHrENEE (March of Faces Community Banner)

HE Fﬁ)ﬁ? 1977 = pli— i S fol it EUEP PRI AR -
AR ARSI e S PRS- R Gi
T RS P SOl S L ] 2 X0 2
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ALS L& @l 5 I [l LBk EFRIRE I s P g e - R
ﬁu’Jx; ASRE - R EEER R N A ‘F’Tﬁ P ELELE ’ﬁlzl* o= B SpR PN ?F
ﬁfﬁ#@w VBT -

SEH BN B (Hope Through Caring Award Dinner)

RS L W T e S LS (R
B 8B SRR AR S AR Lo 2R A ALS PR
,E,LEIEJ,(%(]: FI:TF )TFJ ﬁ—r'L*:n%H:J?F[J?% [/,Tlﬂ it rHQ

Ep@ﬁﬁg%ﬁﬁl%ﬂbi CRATES PR @}éﬁléﬁ“ AUIRFsH g > T aT
@ e |G ek EW'?“ T pL A 225,000 S e

FPA@IBLE | (Tag Days)

PR (Tag Days)iffihl [t eSS BOROED > Fhnsite ALS 7o fid *
B R B S TR R ST RS -
TRP AT B E TR ALS - 2004 PVESPERIBLE > F D R R A

HIANH 55 [ S > H LA 100,000 S 7 -
HijEA5 Bl # (LaSalle Bank Open)

ALS JL& ¢ Buft 1252 (LaSalle Bank Open) i A5kt I i s igI s o4

ok :’i%“?rll‘:t’r B e SR A

106



AU Fy(WalkaLife)

(R B R = e 1 B F 2 i 7 (WalkaLife) - f1& OGP T o e
RIAR I e N S “Jri?‘» = FLLTR, o PRI R - B

Fo Jq T QORI AP - LOU

F[lﬁg‘fﬁfzﬁiﬁ[ﬁjﬁﬁﬁ E@J ALSEL & Fﬁ(Step up to the plate at tax time and help strike

out ALS) .-r? < AR

T RLP AR T pl TR - e I - [ Ok ALS L8
ERRVRRRE B - M5 2B AR PV I L) H LR AL © ALS B2
RS TR LS (1 T T SRR B 2004 FRELE (A
B35 102,000

EHiif{f@(Vehicle Donation) &R~ ¥i7. EI8wiFIH)

R BIE EPEFFRERS I RS R IE - o SRR AT RS
ﬁ@’a%&QW$m@ﬁwﬁam%:fwﬁrzwwar@wf@’%FUW%

FrEMEF > (Plan Giving)

H& ﬁ £y ﬁi?ﬂﬁqsrf” s Frif & F}ﬂéﬁ&ﬂ FosE R FFEF > '] ALS
L& @ Lo s o R X SRR '“ESH'“J%’I"?‘/’E“%}?HFJ
SNBSS it L SR S I s S G B A
TR I 0 g e T 2004 5 FLE A o AR R 35% 1
IR N
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SREEEZ [ﬁﬁjﬁﬁi B (Workplace Giving)

SRR Pl R B porer F@Ll{ﬂlbqﬂ {8 &4 [
TR 2 IRISES S (RS = AT A
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(75
ALSHL = ﬁ?ﬁf’ 1979 =F Kt B['qL R ENTA lﬁ?f%ﬁi‘é(Noﬂhwestern University” s
Feinberg School of Medicine)fi™ ALS ’JIUI e ’JIU'“ F = ] P E Y Dr. Teepu

Siddique ﬂfﬁ%i: A GBI S L ALS P [N

NN A quv’llfl&ﬁﬁi[ SRRV IS T 2005 F U7

= [ ALS b F] ﬁifﬁ ?"F Ls& ( ALS Association) . I}IE'P‘“IIEJD«IT?[*%

SR N S Bt Y R R A R RSO PR S R
PEE ]
& ROl SRR RS I PR S B T R

CHTERG - B ALS ;TEJ,E L 24 {fE | PO (e 7 |5 |‘j bFTQJJE’VTE RAR JT+%A{$EEI%”§ S
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SRk

& @ S 5T LY (Medical Testbooks) ~ & i [ s
(Disease Management and Coping) ~ Vﬁjg ﬁ,’@]&(Personal Stories) - WF'JZSH H Jj'(Books for
and about Children) -~ #a#/!(Bereavement) ~ & TALSJTF FU"I‘ =2 (Cookbooks for ALS

Pat'e”ts)b%«ﬁﬁ? MGt il T fiamazon.com s LRI AL F:F'r{?‘

i

=R

i B o
PRI R A A

Bt (Medical Testbooks)%

= RUE] ARG BRI ALS MO SO TR - U DR O
EET%‘ : 1\HEF¢.5FF&HF 1 (- “Amyotrophic Lateral Sclerosis: Diagnosis and Management for
the Clinician” ) ~ V{E_r’glﬂﬁﬁﬁﬁ E‘gﬂﬁjﬁfﬁ%ﬂl 17 | ( “Palliative Care in Amyotrophic

Lateral Sclerosis: Motor Neuron Disease™ ) o

o vl Y PEE(Disease Management and Coping)ZE

HRHLE RO S S IDI PHR ARy RO = - Op TSRS T R R %
gfjf‘F’[;ﬁi{P'J 1 (- “Amyotrophic Lateral Sclerosis: A Guide For Patients and Families, 2nd
Edition ALS: Maintaining Mobility” ) " 3@t 7 sy AR = 1

( “Amyotrophic Lateral Sclerosis: A Guide to Patient Care” ) -

= ALS H i J?' c[Jf "= ALS HUE ) ( “Living with ALS” ) » R R AR

SR~ [l iF, 5 ( “In the Shadows: Living and Coping with a Loved One's Chronic
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lliness™ ) ~ " =% {77141, (- “We Are Not Alone: Learning to Live with Chronic

Illness™ ) -

FEHRH RO SR T AR E PRSI P ( “The
Comfort of Home: An Illustrated Step-by Step Guide for Caregivers, 2nd Edition” )~ © E&ﬁ
%ﬂ?ﬁ;ﬂfil i’i&[ﬁi%ﬁﬁﬁgu £ 35k ( “Family Caregiver's Guide: The Home
Health Care Efficiency System that Really Works™ ) ~ ’51 AN Jﬁ Eﬁ Pifpe Eﬁéﬁl
8% ( “When A Loved One Is 1ll: How To Take Better Care of Your Loved One, Your

Family, and Yourself” ) o

2 TS Y SR pr LA I??“%‘b?ﬁ EJF, EIJ?F'[ Mo S R P R
( “Beyond Rage: Mastering Unavoidable Health Changes™ ) - lg.fl’éz‘—_:hﬁ%j Egji : {ﬁ’?‘/g
’“?ﬁ%&i’?'h( “ When Parents Die: A Guide for Adults”) -~ F&Eﬁi‘*ﬁ%ﬁﬁ“( “Last Touch:
Preparing for a Parent's Death”) ~ "% 3 [ 18Ef] : %@éﬁﬁny ELE;'J ( “Dying at Home: A
Family Guide for Care Giving”) ~ T F!q&’ﬁ#?ifﬂf?’fﬁj H % | ( “Living With Grief

When Illness is Prolonged”) -

ﬁELlIETSFEI&(PersonaI Stories)¥f

R - ﬁ&g‘ﬁjfllﬁ'[fj?;q& E,J;rﬁ;ap By T P BT YRR “Tuesdays with
Morrie” » £l Hi%‘_lﬂ r F{fl‘i%gié’iéf T+ & ) B “When Bad Things Happen to Good
People” - FE:%I‘J?}?”, LA f@’ﬁfﬁfi’ﬁ ; “It’s Hard to Leave While Music’s Playing” ~ " [I

W= PP A, “How Will They Know If I'm Dead? ” % -

S RITDE R ALS [ W47 (R ALS? ) “Grandpa, What is ALS?” -
T Y SR o RV e o R U@ “When Someone Has a Very

Serious IlIness: Children Can Learn to Cope with Loss and Change” - rjg‘ﬁjﬂ HaFIf lJiF,FI*JJ
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“Saying Goodbye: Bereavement Activity Book” - F’E‘?ﬁgﬁ'ﬁf’ﬁﬁ% | “Talking About
Death: A Dialogue Between Parent and Child” - VEFFJ ‘pEEEde gl | “Teenagers Face to

Face with Bereavement” ~ T2FF[v# @ /=] “The Grieving Child: A Parent’s

Guide”=" o

Ha ¥ (Bereavement)¥H

Ha ZSF %]‘?EJ Ff IR S £ Fﬁ“fLJ “Don’t Take My Grief Away From
Me” ’gh[ Y ﬁﬂﬁﬁ g% 2 “How It Feels When A Parent Dies” ~ T (g 25{F 115
B, “The Grief Recovery Handbook” ~ ?.f[’fﬁcg@p?l ]ﬁﬁﬂﬁ 5 “When Your Spouse
Dies” - FT{F’E’]Q@@}% |, “The Courage to Grief” - riF",vﬁtr’ﬁc?fJ‘p’]p’v@\ £ 100 {RE [p9
3%, “Healing Your Grieving Heart: 100 Practical Ideas”<" > = I rif%i/[lm g~ E

RGP PN

&5 ALS JﬁELlElfJ Q}?ﬁ;'f(COOkbooks for ALS Patients)Z¥i

= RI&EE ALS )TF J[#alifélw J%Efﬂuﬁl% T ELfIPﬁF” FF” ( “The
Dysphagia Cookbook: Great Tasting and Nutritious Recipes for People with Swallowing

Difficulties Meals for Easy Swallowing Non-Chew Cookbook” ) -
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1. Les Turne ALS Foundation ?ﬁiffﬁ http://www.lesturnerals.org/

2. Les Turne ALS Foundation 2004 = = @iﬁzf,
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The Heuga Center

A AL {2 $3 T PR
570l 1984 I 22005 | PR | RS W | b (20045 F SIS 79% G | G
ARy S E ) 22 R 2 Il v (Contributions, gifts, grants and
ST RN EYE 8 M ‘E'fﬁjtjig' Fl LR OBt [~ élg‘{]ﬁ“ﬁﬂl& similar amounts)~12% s | 1§3557¢
TE‘FTJ Y 5 T Eﬁl (5 EVEp |RdFL MS f ot I - ReRy g 2o #1405 (Program Service
100 i o Elfjfgi@pﬁg]gl’[@ ) qgﬁijjfa;f%;t Ep;ﬁvﬁ E{[Revenue) ~ 9%« | I'E ’ﬂdﬁﬁlf!éﬂﬁf
WE A o (Special Events) -
£ PTG R RIS R RSO e V A S KPR LT 0 O R

e -

e
"I

[ 5

S

Pk

R R
T -

ﬁh RE

AL A LR PSR
RO BT T2 [N
ST AT 1 i i
?E*‘)"?ﬁfﬁéjﬂf{ %ﬁil’“‘m?}’ .

MSH,:»T: st ***3 MR 52
P 5%—'@?&@&

FRFHE R TR MS
PRI > RS |ﬁi’§5ﬁ£
FVERIE W ,f_iégﬂlgg,y
SUEFRVE MS PRI 2
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ﬁf‘\]—r‘

«ﬁ'”ﬂ\ Er

i L[l%;gvrrﬂﬁy;u%r, (aEETT ﬁﬁ?fﬁ
{F— {[# MSWatch.com ; AET T FL £

RS BIREI R * IR MS o
g R PRSI EE  RL
S AR E MS A
iy o SBL TR P T Sk
ARIHE ]~ ff 7L MS

University » F/E‘ﬁﬁ_ﬂﬁ AL FE’E?W MS =1
H%S‘F['U%ﬁ  HEEE ﬂg"fﬁ%‘“fl fl’FW
L F?HW%T AL

it -

The Heuga Center

27 Main Street, Suite 303
Edwards, CO 81632
Phone 970.926.1290

Fax: 970.926.1295
info@heuga.org
http://www.heuga.org
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‘»rlf. JV?J ]
£ 1= (The Heuga Center) §|&54&

THEFI B2 2l ﬁ‘%ﬁﬁf (National Multiple Sclerosis Society)f™ /7 ’V[ﬁ : riﬁﬁﬁf
p J?ﬁfﬁ#‘ HE - JJ =R F’E‘? MS H g« ] L (Living Well with MS @ You
CANIL) » [yt 3 F Hﬁ@ﬁ@@ﬂ%—W?%ﬁﬁ@F@W%W%Wﬁﬁﬂﬁ

A% (Zpp 1 (The Heuga Center) e

[EYPFI oL 1= B SRR B = (T =, F (2 )1Qimmie Heuga )
1984 & fflfsk T oF T H S E L o 1970 £ o BRI LRIERIE
T P S 2 PR (o AR » 7 BRSSP« H K f)
- T B R ~ BRI o 1 1 R
wmﬁ%g%ﬁﬁﬂﬂﬁwwkéﬁwoﬁﬁvfiwwwM“ﬁEF’mwyﬁﬁ
SRES PR Ay X IR ISR SR -

e FAH =4 Féfflf R I E = F 5 e F%I%rﬂi"” EERAHEE = R
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