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Počet př íspěvků: 36 

Přispívá: Pacient 

Příspěvky: 
1. (7. březen 2022) Good m o r n i n g ! Don ' t f o r g e t t o smi le and laugh. Enjoy 
you r day t o d a y t h e w e a t h e r is s ta r t ing t o pick up . Spr ing is near ! 
Remember t o love y o u r f am i l y and ho ld t h e m t igh t . Thank God f o r all of 
you r blessings and pu t d o w n y o u r cell p h o n e t o hear w h a t y o u m igh t be 
m iss ingJ rock ina ls # tamura i sadven tu re + fotografie 

2a. (3. b řezen 2022) I have seven m o r e days be fo re m y surgery. This 
surgery is l i f e - th rea ten ing due t o my weakness . Ei ther w a y I a m p repared 
and hop ing I w a k e up w i t h a smi le and see m y fam i l y in f r o n t of m e . 
Howeve r I look f o r w a r d t o t h e m o m e n t t h a t I see Jesus and no longer 
hur t . 
Things I w o u l d leave w i t h all o f y o u is never give up hope . Put God f i rs t 
pray t o h i m , t i t he , t hank h i m fo r all t h e blessings. Second y o u r f am i l y ho ld 
t h e m close, cap tu re all t h e m e m o r i e s even if it 's pho tos be t te r t h a t mos t 
silly and una t t rac t i ve . Those are t h e ones t h a t c rea te t h e mos t memor i es . 
M a k e v ideos, back up those backups and revisi t t h e m o f t e n . 
W h a t e v e r happens on Thursday is m e a n t t o be. I a m okay w i t h th is I am 
sad h o w my f am i l y may fee l w h e t h e r I a m gone or t h e d i f f icu l ty t hey have 
agreed t o t o f i gh t t o keep m e al ive. It takes a v i l lage. A lways ask f o r he lp . 
Never be t o o p r o u d . A lways smi le and laugh it j us t makes y o u fee l be t te r . 



2b . If I don ' t wake up here on ea r th I pray t h a t m y legacy con t inues and 
all t h e hard w o r k has n o t been swep t on t h e t h e rug. Tha t peop le 
r e m e m b e r I wasn ' t do ing it j us t f o r me I was do ing i t f o r eve ryone in m y 
s i tua t ion or s imi lar s i tua t ion . I pray t h a t t h e y con t i nue mak ing r ipples and 
spread ing awareness. 
W h e n I do wake up it 's go ing t o be qu ie t f o r a l i t t le wh i l e . I haven ' t done a 
very good j o b prac t ic ing m y eye gaze. M y t ick tock accoun t has exp loded 
and I ge t abou t 500 c o m m e n t s an hour . It's amaz ing w h e n y o u ask y o u r 
husband t o be t h e vo ice HI f o r t hose w h o have my p h o n e n u m b e r t hank 
you f o r a lways check ing on m e . S o m e t h i n g I'm n o t used t o because I've 
a lways been t h e person t o check on y o u . Thank y o u f o r a lways be ing t h e r e 
and m y suppo r t and please don ' t s top . It's easier f o r m e t o answer it t h e 
phone or t ex t t han me t r y i ng t o t h u m b in a p h o n e n u m b e r and h i t send. 
As far as h o w I'm fee l i ng I sti l l fee l very weak and t h e n lots of d i scomfo r t 
bu t tha t ' s t o be expec ted . ALS is n o t an easy disease. I haven ' t been o u t of 
my bed f o r a b o u t 2 m o n t h s except f o r a coup le of hospi ta l v is i ts. I a m on 
t h e phone 6 hours a day w i t h doc to rs and lawyers t r y i ng t o organize m y 
care. 
So t h e c o u n t d o w n begins! Ei ther w a y I fee l l ike I'm in a w i n - w i n s i tua t ion . 
M o r e t i m e w i t h m y f am i l y t o c reate m o r e memor i es and chaos or m o r e 
t i m e w i t h God . 
#rockinALS + video a 2 fotografie 

3. (27. ú n o r 2022) A t t e n d e d church w i t h these guys and t h e guy beh ind 
t h e camera El t ak ing a very l i t t le l o w key day. So w e a k every t i m e I am 
m o v e d . Thank y o u f o r all t h e e n c o u r a g e m e n t , snow angels, and shar ing 
you r adven tu res They have b rough t such a huge smi le t o m y face ! David 
w o u l d say some t imes even tears of j oy w i t h t h e hash mark on t h e wa l l 
be fo re h o w many t imes I c r i ed . 
Don ' t f o r g e t t o laugh and smi le . Thank God f o r ano the r day. 
#rockinALS # tamura i sadven tu re + fotografie 



4. (23. u n o r 2022) So m a n y numbers in m y m i n d 
8593 days since I mar r i ed m y best f r i end 
858 days since I was d iagnosed w i t h ALS 
518 days since m y last s tep 
492 days since I accep ted Jesus in m y l i fe 
53 days since w e saw our o ldest boy 
4 1 days since I lost an i m p o r t a n t par t o f m y l i fe, m y f a the r in law 
40 days since w e had a caregiver 
39 days since w e saw our younges t boy 
16 m o r e days unt i l I get t o b rea the be t te r 
6 m o r e days unt i l I t u r n 4 6 
M y days are n o t d o n e ye t ! I p lan on add ing so m u c h t o m y l i fe. Every th ing 
f l ies by so quick ly bu t f o r me I l ive one day at a t i m e . 
Thank y o u God f o r every day M\ 
#rockinALS # tamura i sadven tu re + 7 fotografif 

5a. (20. u n o r 2022) Yesterday i t t o o k unt i l a lmos t 2:00 p .m. and a shower 
w h e n I real ized was s ta r t ing t o fee l be t te r . I'm sti l l no t o u t of t h e w o o d s 
bu t David has been do ing so good abou t mak ing sure I do no t miss any 
f lu ids or med i ca t i on . 
I was p lann ing on s tay ing in bed all day yes te rday bu t a f ter t h e shower I 
was fee l i ng s o m e w h a t n o r m a l . So David and I w e n t t o on a da te t o t h e 
mov ie t hea te r . W e caugh t t h e 3:00 and saw t h e mov ie uncha r ted . It was a 
w o n d e r f u l adven tu re mov ie w i t h M a t t D a m o n and T o m Ho l land . A f te r t h e 
mov ie was over David said w o u l d y o u l ike t o do a second mov ie? I t h o u g h t 
abou t i t I assessed my s i tua t ion and his. H o w w e w e r e fee l ing . W e w e r e 
like t w o l i t t le teenagers left in a mov ie t hea te r . So w e s tayed f o r d inner , I 
t o o k my med ic ine , hooked m e up w i t h m o r e f o r m u l a and w a t e r . W e 
stayed in t h e lobby unt i l 7:00 i t was a b o u t an hour and a half . Then w e 
w e n t and w a t c h e d t h e mov ie dog w i t h Chann ing T a t u m . W h a t a 
w o n d e r f u l mov ie h igh l igh t ing such a he ro . 



5b . W e d idn ' t even go t o bed unt i l 10:00 last n ight and n o w w e are up and 
ge t t ing ready t o head t o chu rch . I Thank God f o r a n o t h e r day t o c reate 
memor i es w i t h m y husband . W e are go ing t o f igh t th is dehyd ra t i on w i t h a 
no quest ions asked k ind of s i tua t ion . W e are go ing t o f i gh t his back pain 
and t o g e t h e r w e are go ing t o be so s t rong . The laughter t h a t has f i l led th is 
house in t h e past 2 days has been so w o n d e r f u l and re l iev ing 
I don ' t k n o w t h e rest of t h e day b u t I do k n o w I a m look ing f o r w a r d t o 
church and t h a n k i n g God f o r he lp ing m e get t h r o u g h all o f these d i f f icu l t 
m o m e n t s . 
W e even s ta r ted eye gaze t ra in ing f o r David yes te rday so t h a t he k n e w 
h o w t o ope ra te it w h e n I'm unab le t o he lp . I even t ra ined h i m on h o w t o 
use m y Snapchat lo l . Don ' t be surpr ised if y o u ge t silly v ideos f r o m h i m IH 
I hope eve rybody has a blessed day today , d o n ' t f o r g e t t o laugh, smi le and 
en joy every m o m e n t y o u have w i t h those t h a t y o u love. 
#rockinALS # tamura i sadven tu re +3 fotografie 

6. (13. ú n o r 2022) Oh h o w I've missed y o u guys! I'm sorry I have no t been 
pos t ing th is o f ten in th is g r o u p . Here is an upda te on m y past 2 m o n t h s . 
A l t hough my f i tness pal maybe super exc i ted abou t m y w e i g h t I a m no t . If 
I was wa l k i ng and hea l thy I w o u l d be j u m p i n g f o r joy . Don ' t w o r r y th is is a 
posi t ive post bu t my we igh in was 164. B e t w e e n t h e stress, anx ie ty , 
depress ion , no t w a n t i n g t o eat , and dehyd ra t i on I have pu t mysel f in a 
dangerous s i tua t ion . 20 lb in 2 m o n t h s . Yes I a m w o r k i n g w i t h a medica l 
pro fess iona l . No I do n o t w a n t t o go t o t h e hospi ta l and do no t p lan on it 
unless th is does no t t u r n a round over t h e w e e k e n d . 
Yes I a m fee l i ng be t te r t oday ! So m u c h be t te r t h a t I a m headed t o church 
* I a m stil l fa i r ly w e a k bu t I miss go ing t o chu rch . David and I are go ing t o 
get o u t of th is b e d r o o m and o u t of th is house and t h a t m y f r iends is t h e 
p lan . 
W e go t th is ! God is good I'm no t g iv ing up at all no m a t t e r w h a t ! 
#rockinALS # tamura i sadven tu re +3 fotografie a 1 video 



7. (6. ú n o r 2022) Even if David and I are at h o m e in bed . I can see t h e sun 
sh in ing t h r o u g h m y w i n d o w . Yes I have been d o w n fo r a b o u t a w e e k bu t 
some t imes tak ing care of t hose t h a t take care of y o u is so i m p o r t a n t . I 
real ly w a n t e d t o make sure my husband takes some d o w n t i m e f o r h imsel f 
and gets a l i t t le re l ief in his back. 
I don ' t k n o w w h a t it 's l ike t o be in his shoes b u t f r o m m y po in t o f v i ew I 
can te l l t h a t w h e n y o u w e r e responsib le f o r t h e person t h a t is unab le t o 
do any th ing f o r t h e m themse lves and you ' r e n o t we l l i t makes eve ry th ing 
10 t imes harder . 
I w o u l d ra ther lay beside h i m and ho ld his hand t han w a n t h i m be ing pa in . 
Thank y o u God f o r t h e sun sh in ing t h r o u g h m y w i n d o w s , f o r a n o t h e r day 
w i t h m y husband and f o r all t h e fou r - legged budd ies in our bed . 
#rockinALS +2 fotografie 

8a. (4. u n o r 2022) So m a n y peop le are sad w h e n t h e y read th is . Please 
k n o w I'm exc i ted t h a t I w i l l be able t o b rea the . I a m aware of t h e risks t h a t 
are very h igh . If I surv ive t h e surgery I'll c o m e o u t w i t h a smi le . If I do no t 
t h e n I w i l l be in heaven w a t c h i n g over all o f y o u k n o w i n g t h a t m y purpose 
was done here . 
So w h y no t c o m e up w i t h an ext ra p lan . So far th is m o n t h has been a 
blessing. On t h e f i rs t of February I get t o m e e t my a w e s o m e surgeon . On 
t h e second o f February David and I had a spa day. On t h e 3 rd of February I 
go t t o spend t i m e w i t h my m idd le son and go t o special visi t f r o m Mer la 
Roy w h o spoi led us w i t h cookies and some beaut i fu l f l owe rs . Today I ge t 
t o spend t h e day w i t h G r a m m y w a t c h i n g our f avo r i t e cook ing show. 
N o w t h e next par t I a m go ing t o ta lk a b o u t I k n o w in t h e c o m m e n t s I w i l l 
get d isagreements . Please k n o w t h a t I do unde rs tand t h e o the r po r t i on 
bu t I a m very con f i den t t h a t m y body w i l l d isagree. W h e n I w a k e up w i t h a 
smi le f r o m surgery I w i l l no longer be able t o c o m m u n i c a t e w i t h m y vo ice. 
This surgery is p e r m a n e n t , yes w e cou ld de f la te t h e cuf f jus t enough so 
t h a t air cou ld pass over m y vocal cords bu t if I'm a l ready hav ing a d i f f icu l t 
t i m e ta lk ing and it uses so m u c h energy w h y w o u l d I w a n t t o use more? 
The same goes w i t h ea t ing I a l ready have a d i f f icu l t t i m e ge t t i ng f o o d 
caught . W e cou ld de f la te t h e cuf f So t h a t I cou ld eat bu t again i t w i l l use 
so m u c h energy and I a l ready have a hard t i m e w i t h th is n o w so w h y risk 
i t . 



8b . This doesn ' t m e a n I'm g iv ing up b u t I a m t r y i ng t o be very real ist ic. I 
a m embrac ing t h e surgery w i t h open arms and so g ra te fu l t h a t I w i l l be 
able t o b rea the be t te r . N o w f o r t h e list o f f o o d choices t h a t I w a n t t o get 
o u t of t h e w a y . I stil l eat bu t in smal l quant i t ies as I s ta ted be fo re f o o d 
gets stuck. I stil l t r y t o en joy every b i te . I f i gu red w h y no t have a f e w of m y 
favor i tes be fo re A favo r i t e t r ea t is t h e choco la te f rozen y o g u r t at Sam's 
c lub. Def in i te ly go ing t o have t o have some o f t h a t . I w o u l d say a w h o l e 
lobster bu t I cou ld never eat t h e w h o l e t h i n g and m y husband is n o t a 
huge fan so w h y no t lobster ta i l . 
A very we l l cooked steak l ike me l t in y o u r m o u t h steak. 
I w o u l d say nachos bu t I have so m u c h nacho cheese here I t h ink David 
has t h a t par t covered HI As fa r as any o the r f o o d m a y b e one last t r i p t o 
Tuscan b is t ro f o r the i r f r i ed ca lamar i t h e best ever . N o w fo r m y vo ice If I 
ever have t h e chance t o ta lk t o Steven Tyler, Keith U rban , t o see m y best 
f r i end Jessica one m o r e t i m e in person , jus t silly l i t t le th ings like t ha t . 
Spend ing t h e last 30 days w i t h m y husband and ta lk ing his ear off . W a i t I 
a l ready do t h a t lo l . The list is huge and k ind of o u t t h e r e bu t I t h ink t h a t 
jus t be ing able t o ta lk a b o u t i t w o u l d be w o n d e r f u l . The f ina l t h i n g w o u l d 
be jus t k n o w That David p rom ised if I w o k e up and surv ived th is t h i ng 
w e ' r e no t jus t go ing t o stay h o m e . W e are ge t t i ng o u t of t h e house It 
w o n ' t be easy bu t w e ' r e go ing t o d o it so t h e real bucket list is no t 
chang ing. +2fotograf\e 

9. (3. u n o r 2022) Did y o u k n o w t h a t hea l thy adu l t lungs capac i ty is 6 
l i ters? I a m cu r ren t l y at 1.30 l i ters. Ta lk ing uses so m u c h energy bu t I j us t 
w a n t t o keep ta lk ing . I'm gra te fu l t h a t I have been able t o p ro l ong t h e 
process unt i l n o w . I w i l l be a lmos t 1.5 years since I had t o dec ide if I 
w a n t e d a t r a c h e o s t o m y or no t . I s t ruggled w i t h h o w m y fam i l y f e l t 
t h i nk i ng I was be ing sel f ish. Last Augus t I was able t o share m y fears w i t h 
my fam i l y and learned t h a t t h e y are here f o r m e no ma t te r w h a t . I can 
honest ly say I needed t o hear t h a t f r o m t h e m . 
So I a m go ing t o m o v e f o r w a r d w i t h t h e m r ight by my side. I a m ready t o 
move f o r w a r d and look f o r w a r d t o b rea th ing easy. I have been t h i nk i ng of 
my n e w fash ion and h o w I can make i t look fabu lous © 
This w i l l be my n e w favo r i t e accessory. Br ing ing t h e choker and ascot sty le 
back. +fotograf\e 



10. ( l . u n o r 2022) Step one is n o w c o m p l e t e ! Today t hey stuck a camera in 
my nose and d o w n m y t h r o a t t o v i ew t h e a i rways, t h e doc to r said I had a 
beaut i fu l a i rway per fec t f o r my t r acheos tomy . Al l t h e p a p e r w o r k has been 
signed and risks have been discussed. 
Step t w o is t o w a i t f o r t h e surgical t e a m t o call w i t h a da te W e are 
schedu l ing app rox ima te l y 3 -4 weeks o u t . 
W e ' r e stil l l ook ing f o r a caregiver w e have i n t e r v i ewed and w a i t i n g f o r 
p a p e r w o r k t o r e t u r n . 
The process f o r t h e surgery I w i l l be t h e r e M i n i m u m 7 days bu t i t cou ld be 
at l i t t le longer due t o M y b lood c lo t h is tory and hav ing t o w e a n of f o f t h e 
med ica t ion f o r t h e surgery. 
There w i l l be a second surgery schedu led af ter th is one f o r t h e po r t t h a t 
w i l l he lp p rov ide nu t r i t i on and hyd ra t i on . 
Overal l I get t o add a n e w doc to r t o m y co l lec t ion and so far t h e sun has 
w a r m e d t h e day up . Today has been a g rea t day. 
Don ' t f o r g e t t o smi le and laugh! 
# tamura i sadven tu re +3 fotografie 

1 1 . (29. l eden 2022) M y son shared th is w i t h me th is a f t e rnoon and i t sure 
d id get a chuck le o u t of m e . I hope eve ryone is all bund led up safe and 
w a r m . W e have some great dr i f ts f o r some snow angels t o m o r r o w ! 
If y o u d o n ' t have s n o w it 's okay because any angel is accep ted . I've seen 
sand angels and paper angels. W e ' v e even made angels o u t of pack ing 
peanuts on t h e f l oo r . 
Don ' t f o r g e t t o smi le and laugh today . Hold y o u r loved ones close HI 
I p lan on do ing m ine t o m o r r o w hopefu l l y . I may no t be able t o m o v e bu t 
my husband can he lp m e w i t h m y hoyer It w i l l be a l i t t le pa in fu l bu t i t ' l l be 
we l l w o r t h t h e laughter and smi les. 
# s n o w a n g e l s f o r t a m m y #rockinALS +video 



12. (27. l eden 2022) F rom Georgia t o Ma ine th is w e e k e n d W e are go ing t o 
get w h a t t hey call " t h e b o m b ". This means snow fo r eve ryone ! I can ' t 
w a i t t o see all t h e s n o w angels. Don ' t f o rge t t o tag m e IH use 
# s n o w a n g e l s f o r t a m m y * 
Don ' t f o r g e t t o smi le and laugh t oday ! 
#rockinALS # tamura i sadven tu re +2 fotografie 

13. (22. l eden 2022) Today I had m y p u l m o n a r y f u n c t i o n tes t . I may have 
no t done t h e greates t bu t I can say t h a t I had a very successful day w i t h 
my s is ter - in- law. One day at a t i m e it 's all w e can do and en joy every 
second of every m o m e n t in t h a t day. Today w e had great memor i es and 
w e w e r e able t o look back on some good o ld ones as w e l l . I hope every 
one of y o u had a w o n d e r f u l m e m o r a b l e day as w e l l . 
Just don ' t f o r g e t t o laugh, smi le and t h a n k God f o r every day y o u have 
w i t h y o u r fam i l y . 
# tamura i sadven tu re #rockinALS + fo tog ra f ie 



14. (18. l eden 2022) I a m so t hank fu l f o r n o r t h e r n l ight h o m e care , my 
nurse Leah, and coastal m e d tech Kate and El izabeth. They have been so 
suppor t i ve du r i ng th is w h o l e crazy m o n t h of t r y i ng t o p repare f o r a 
surgery t h a t w i l l be de layed . Please con t i nue t o pray t h a t my p u l m o n a r y 
f unc t i on tes t is abso lu te ly amaz ing on Friday. Tha t w a y w e can delay t h e 
surgery even m o r e . 
I have l o w SP02 and a high b lood pressure. Comp le te l y unders tandab le 
r ight . But I'm sti l l smi l ing ! Be low is Parker and Dan m y boys yes te rday jus t 
be fo re I had t o say goodbye t o Parker. I'm jus t miss ing my o ldest Tyler 
w h o is t rave l ing r ight n o w fo r w o r k . I love t h e m so m u c h , these crazy boys 
have been so he lp fu l and learn ing as m u c h as t h e y can abou t my disease. 
Off t o w a t c h m y mov ie w i t h Debb ie and cudd le w i t h Emma and t h e cats. 
Thank y o u f o r keep ing my f am i l y in y o u r prayers. 
Thank y o u t o t h e Amer i can Red Cross f o r ge t t i ng our mar ine h o m e quick ly . 
I w ish I d i dn ' t have t o r e tu rn h i m t h o u g h ! 
#rockinALS # tamura i sadven tu re +fotografie 

15. (10. l eden 2022) It's s t re tch t i m e ! 
If you ' r e read ing th is t h e n take a m o m e n t t o s t re tch . Self-care is so 
i m p o r t a n t and jus t a l i t t le s t re tch feels so g o o d . It helps get y o u r b lood 
f l o w m o v i n g and wakes y o u up . Take y o u r a r m and pu t i t beh ind y o u r neck 
actual ly It w o u l d be y o u r hand beh ind y o u r neck t h e n take y o u r o t h e r 
hand pu t i t beh ind y o u r head and grab y o u r e l b o w . Gent ly pul l no t so t h a t 
it hur ts real ly bad bu t jus t enough t o fee l t h e s t re t ch . N o w ho ld 
Do bo th sides. N o w shake it off . Then ro ta te y o u r head coun te rc lockw ise 
s lowly . Do th is f i ve t imes each d i rec t i on . Don ' t have t i m e y o u do I p romise 
it 's on ly if you m inu tes and y o u cou ld do it at w o r k . N o w pick up one leg 
w h i l e you ' r e s tand ing and pul l y o u r f o o t t o w a r d s t h e f r o n t of y o u fee l t h e 
s t re tch be care fu l you m igh t lose y o u r ba lance. Do bo th sides r e m e m b e r 
jus t s t re tch no pa in . N o w s lowly t r y and t o u c h those toes and back up on ly 
ho ld ing jus t a l i t t le w h i l e . Today I t h o u g h t a b o u t t h e i m p o r t a n c e of s t re tch 
t i m e even f o r t hose of us t h a t are unab le t o m o v e jus t gen t le s t re tch ing t o 
help m o v e st i f f bones and muscles. Today I have dec ided t o s tar t cal l ing 
s t re tch t i m e again bu t th is t i m e f o r m y caregivers because it 's so 
i m p o r t a n t t o get t h a t b lood f l o w i n g . I used t o do i t at m y o ld job 's and 
everyone w o u l d s tar t m o a n i n g and g roan ing bu t t h e n laugh ing. So if y o u 
see my clock jus t take a second and s t re tch o u t or s t re tch y o u r person o u t 
tha t ' s lay ing in bed or s i t t ing in t h e chair . Let's ge t t h a t b lood f l o w i n g I 
hope y o u have a fan tas t ic day t o d a y ! #rockinALS # tamura i sadven tu re 
+fotografie 



16. (9. leden 2022) Just o u t of reach . 
th is is me t w o years ago s tand ing w i t h a wa lke r and of course wa lk ing 
s lowly . 
Today I d e p e n d on o thers t o he lp me m o v e . Placing t h e s t raw in my 
m o u t h , pu t t i ng in t h e r e m o t e t o m y bed or my chai r in a par t icu lar 
pos i t ion . Hav ing m y cell p h o n e jus t r ight or even t h e b lanket in a special 
way . . 
The sl ightest d is tance w o u l d make m e unab le t o use any th ing and sit and 
w a i t . The best w a y t o descr ibe i t w o u l d be unab le t o reach s o m e t h i n g h igh 
in a c u p b o a r d . Or even be ing a l i t t le kid and hav ing s o m e b o d y ho ld 
s o m e t h i n g t h e y w a n t e d real ly real ly high in t h e air. Just enough o u t of 
reach so y o u w o u l d n ' t be able t o use it w i t h o u t he lp . 
I never t h o u g h t t h a t jus t a m i l l ime te r w o u l d make a huge d i f fe rence. 
So today 's lesson is a d j u s t m e n t as necessary a lways ask f o r he lp even if 
it 's jus t f o r a m i l l ime te r . 
# tamura i sadven tu re #rockinALS +2 fotografie 

17. (6. leden 2022) M y husband c a m e up w i t h th is idea W e f o u n d t h e car t 
at a s tore here in M a i n e tha t ' s p re t t y popu la r . But I d id f i nd one on l ine at 
Michaels h o w conven ien t . This holds m y ven t , my suc t ion , m y m o d e m f o r 
my ven t , t h e humid i f i e r and t h e cough assist. He used a shower cu r ta in 
rod on t h e side zip t ies t o ho ld eve ry th ing . A n d special hooks t h a t are 
ho ld ing t h e tubes in masks w e use electr ical t a p e . He also used a surge 
p ro tec to r on t h e side of t h e car t t h a t w h e n p lugged in wi l l charge all 
c o m p o n e n t s . This is been very useful w i t h t rave l ing . 
I k n o w a lo t of y o u have been asking h o w t o organize and I w a n t e d t o 
share. 
For medica l suppl ies he bough t t w o shoe ho lders t h a t hang on t h e back of 
t h e doo r and w e have labeled t h e m fo r easy access f o r my h o m e nurses 
w h e n t hey c o m e . Those he bough t at Target typ ica l ly $10 each bu t w h e n 
you go t o t h e CVS pharmacy here t hey give y o u a $5 c o u p o n every t i m e 
w i t h y o u r prescr ip t ions so in t o ta l w e spend $10. Be low are t h e pho tos . 
The best t h i n g abou t all o f th is is eve ry th ing is h idden so if y o u w e r e t o 
wa lk i n t o my h o m e y o u w o u l d fee l at h o m e ins tead of fee l ing l ike you ' r e in 
a hosp i ta l . #rockinALS # tamura i sadven tu re +4 fotografie a odkaz 



18. ( 1 . leden 2022) I s ta r ted a list o f changes on January 1st 2 0 2 1 . Today I 
dec ided t h a t m y list shou ld be m u c h d i f fe ren t as t h e changes looked scary. 
I dec ided t o list w h a t I a m gra te fu l f o r ins tead of t h e negat ive . I'm al ive. I 
surv ived chal lenges of hea l th risks. I have my fam i l y . M y whee lcha i r has 
been upgraded I'm hea l thy . W e n t t o my f i rs t concer t in a whee lcha i r t o 
see Brad Paisley. I can fee l t o u c h . I have a w o n d e r f u l washer and dryer . 
W e spent t h e s u m m e r t rave l ing t o 54 locat ions thanks t o an a w e s o m e 
coup le f r o m Dir igo t reasure h u n t in M a i n e . I go t t o see our M a r i n e in 
no r th Carol ina. I have t h r e e w o n d e r f u l caregivers. M e t t h e singer 
songwr i t e r of my song, ' W i l l o w Tree ' M a r y D e s m o n d . W e n t t o an ALS 
concer t s tar ing Brandon Parsons and Jeff Neal also k n o w n as t h e d runken 
f idd ler , as we l l as Ms Mary . Got my Covid vaccine fu l l y and b o o s t e d . 
W a t c h e d Parker g radua te b o o t c a m p . Was a d m i t t e d t o t h e hospi ta l f o r a 
hear t a t tack cal led b roken hear t s y n d r o m e and l ived. I have w i tnessed 
God's blessings in pe rson . The list is so m u c h longer b u t look at t h e 
m o m e n t s HI 
Thank y o u f o r a w o n d e r f u l year HI 
Don' t was te t h i n k i n g abou t w h a t y o u lost bu t w h a t y o u ga ined . 
#rockinALS # tamura i sadven tu re +2 fotografie 

19. (17. p ros inec 2021) Can y o u f r o g my legs? 
Can y o u s t ra igh ten m y legs? 
Can y o u pu t m y braces on? 
Can I push t h e b u t t o n on m y chair? 
Can y o u t u r n m y chair on? 
I j us t ran o u t of w a t e r 
I t h i nk m y ca the te r is p inched 
Alexa "d id y o u jus t take y o u r med ic ine?" 
A n d repea t at least 20 t imes in t h e day 
Help m y a r m is fa l l ing . 
Can y o u please pick up m y left a r m and m o v e it o n t o m y s tomach . 
Can y o u please he lp me w i t h m y p h o n e ! 
A n d repea t a lmos t every hour on t h e hou r at n igh t w h e n w e shou ld be 
s leeping. 
Gra te fu l f o r Apr i l t oday I've kep t her p re t t y busy W e have n o w successful ly 
t r i ed every piece of T a m m y f u r n i t u r e today , Even t h e to i le t . . . I t h i nk I j us t 
w a n t e d t o t r y t h e to i l e t jus t cuz. 
#rockinALS +2 fotografie 



20. ( 1 1 . p ros inec 2021) W h a t ' s happen ing? 
The genera to r wi l l be insta l led jus t be fo re Chr is tmas by Lowe's H o m e 
I m p r o v e m e n t . 
The p ropane l ines w i l l be insta l led and a t tached t o t h e house by David 
Pike con t rac to r shor t l y a f ter . 
Then abou t a w e e k af ter t h a t t h e p ropane tanks f o u r of t h e m wi l l be 
de l i vered by Fabian O i l . 
Next w e e k w e wi l l be hav ing a v ideo m e e t i n g w i t h N o r t h e r n l ights head 
manager , coastal m e d t ech , m y a t to rney , my advoca te , David and Apr i l . To 
discuss risks, surgery dates, t r a i n i ng dates and m o r e . 
Things have been a l i t t le rough a round my edges bu t w i t h a l i t t le gu idance 
I k n o w t h a t w e go t th is . David has done so m u c h t o make sure eve ry th ing 
goes jus t r igh t . * 
#rockinALS # tamura i sadven tu re # m y l o v e +2 fotografie 

2 1 . (29. l i s topad 2022) By t h e year 2022 I w i l l no longer be able t o speak 
w i t h t h e voice I was bo rn w i t h . No t due t o surgery, due t o progress ion. 
I w i l l have a mach ine b rea th ing f o r m e . I w i l l have peop le d r i v ing my 
whee lcha i r f o r m e . I f eed t h r o u g h a ho le in my s tomach w i t h a mach ine . 
Somet imes my husband hand feeds m e t o o ! 
M y h o m e wi l l be equ ipped w i t h eve ry th ing I need t o be as c o m f o r t a b l e as 
possible. M y high risk status wi l l need t o taken ser iously. No m o r e r a n d o m 
v is i tors . 
Eyes on me 24 hours a day. Secur i ty cameras needed . 
I fee l l ike I a m a h u m a n rag dol l w i t h p re t t y nails and hea l thy hair. 
I w i l l have no con t ro l of w h a t I do except f o r w h a t I say. 
In 2022 I w i l l be t r a n s f o r m e d i n t o a b ionic w o m a n . A re y o u ready? I a m ! 
It's no t easy. I do cry, I hu r t , I w h i n e bu t I k n o w I go t th is . 
The great th ings f o r 20211 w i l l share soon as I have a r unn ing l ist. 
Just k n o w no m a t t e r w h a t t rus t in t h e name of Jesus * I go t th is ! M y m i n d 
and soul w i l l stay s t rong . 
#rockinALS # tamura i sadven tu re +2 fotografie 



22. (26. l i s topad 2022) Genera to r schedu led f o r instal l • Thank y o u David 
fo r mak ing sure w e w i l l have a fu l l p o w e r e d w a r m house even if t h e r e is 
no p o w e r . 
A d v e n t u r e Van Is sti l l in t h e shop b u t w i l l be p icked up t o m o r r o w ! 
Sheepskin ar r ived f r o m an a n o n y m o u s k ind soul WŠ\ I canno t w a i t t o t r y i t 
o u t t on i gh t . 
Catheter has been changed . U n f o r t u n a t e l y no t a great exper ience bu t I'm 
sti l l smi l ing and I'll be okay af ter m a y b e a shot of wh iskey . 
David is h o m e ear ly and w i l l be of f f o r t h e next t w o days. I ge t t o spend 
t h e day w i t h Mer la t o m o r r o w w h i l e David does a m a n da te w i t h his f r i e n d . 
I canno t w a i t ! 
N o w t o pick up t h e rec l iner bu t p robab ly no t t oday . But very soon . 
David de f in i te ly has me be on Chr is tmas th is year ! No t qu i t e sure h o w I'm 
go ing t o ma tch th is one . 
#rockinALS +4 fotografie 

23. (19. l i s topad 2022) W h a t is t h e best t h i n g abou t y o u r j o u r n e y w i t h 
ALS? 
The best t h i n g abou t m y j ou rney , th is is k ind o f a s t range ques t i on . Some 
w o u l d say t h a t ALS is no t a p re fe r red j ou rney . I say m a y b e I have i t so I can 
help o thers become m o r e awa re . There is a lways a purpose f o r 
eve ry th ing . Right? 
Yeah I k inda go t t h e p o o p y end o f t h e stick. Honest ly t h o u g h ALS has g iven 
me a n e w reason t o f i gh t . There are days I w a n t t o c o m p l e t e l y give up and 
t h a t is ok. (Usual ly no one sees those days unless y o u are my husband.) 
O the r days I a m all abou t a cha l lenge. (This is a BIG chal lenge) 
The best t h i n g abou t th is Journey is t h e love and suppo r t I get f r o m all of 
y o u . Howeve r m y husband David gets t h e BIGGEST kudos. W i t h o u t h i m I 
a m no t sure h o w th is j o u r n e y w o u l d be. He is de f in i te ly my rock. 
The best m o m e n t of my ALS j o u r n e y , Feb 28, 2020 ( I can change t h e 
ques t ion if I w a n t t o ) w o u l d be snorke l ing w i t h my husband and A u n t 
Hol ly at Discovery Cove. Ac tua l l y I was no t s w i m m i n g . I was f l oa t i ng , and I 
a m sure if my face was n o t w e t y o u w o u l d see t h e tears of j oy . It was t h e 
best exper ience I have ever had in m y en t i re l i fe. I f e l t no rma l and w o u l d 
have s tayed t h e r e fo reve r HI 
#alsawarenesschal lenge #rockinALS +fotografie 



24 . (13. l i s topad 2021) H o w d i d ALS c l in ic go? 
Wel l t o be hones t I had t y p e d it huge post be fo re th is and I t o o k t o o long 
t o t ype i t t h a t Facebookq re f reshed . HI 
So here is t h e quick ve rs ion . W e are decreas ing t h e bac lo fen as I a m a l imp 
nood le . The t e a m is in favo r of t h e t r a c h e o s t o m y as I d r o p p e d f r o m 5 6 % 
t o 37% lung f u n c t i o n in t w o m o n t h s . M y r ight hand is squeezing 5 pounds 
n o w and t h e left w e d id n o t tes t as i t is at 0. 
M y chair con t ro l w i l l be done by my peop le f r o m t h e back o f m y chair and 
even tua l l y I w i l l have a p rog ram t o ope ra te eve ry th ing w i t h m y eyes. 
So m u c h p repara t i on in so l i t t le t i m e . 
#rockinals +fotografie 

25. (5. l i s topad 2021) T racheos tomy suppl ies are n o w on o rder . I j us t go t 
my phone call f r o m resp i ra tory . They are p lann ing t o ga ther all mater ia ls 
and suppl ies be fo re surgery. It's ge t t i ng rea l ! El izabeth has 25 years of 
invasive ven t i l a t i on and Kate is t h e b o m b d igg i ty ! They are also go ing t o 
get re f resher t r a i n i ng wh i ch makes m e even happ ier . 
Fr iendly reminders w e r e 
I canno t be a lone . Reliable care w i t h an open m i n d is necessary. 

A f te r surgery I w i l l no longer be able t o ta lk bu t great news is I have an 
amaz ing w a y t o c o m m u n i c a t e and you ' l l sti l l hear my vo ice. 
M y care wi l l need t o be d o n e by t h e book no shor tcu ts . 
Got t o f i n d a gene ra to r t h a t w i l l run t h e house w i t h all t h e v i ta l mach ines 
t h a t I have t o use. 
Thank y o u Coastal m e d tech , Brenda and Doc to r Noack HI 
#rockinALS # tamura i sadven tu re +3 fotografie 



26. (22. r i j en 2021) Al l m y l i fe m inus m y goa t rash 3 years ago. I have had 
per fec t skin on m y face. I never washed m y face w i t h soap, jus t w a r m 
w a t e r and a l i t t le hair cond i t i one r t o r e m o v e m y eye m a k e u p . Never oi ly 
and never d ry . I k n o w some w o u l d t h i nk y o u shou ld use soap bu t if I d id I 
w o u l d break o u t in all p imples so w a t e r was t h e best med ic ine f o r my skin. 
M a l n u t r i t i o n and d e h y d r a t i o n is dangerous f o r sure, (no t be ing fu l l y 

honest on w h a t I cou ld or cou ldn ' t do) and it was no t good t o my skin or 
hair. 
M y f e e d i n g p u m p is m y best f r i end and a lways hooked up t o m e ! HI 
This is so f rus t ra t i ng , if y o u see m e close y o u can visual ly see all o f t h e 
crust ies. Al l over m y face. M y face feels l ike a m u d mask is sti l l on i t and 
it 's c rack ing. I cou ld care less abou t wr ink les , I love wr ink les , I bel ieve 
wr ink les are a sign of w i s d o m and happiness. I don ' t need a f i l te r t o h ide 
eve ry th ing . I do h o w e v e r need t o f i nd s o m e t h i n g t h a t is no t go ing t o make 
it w o r s e . W h y it is so i m p o r t a n t w h e n y o u have ALS t o te l l o thers t h e 
d i f f icu l t ies t h a t y o u are hav ing. Even if i t is t h e hardest t h i ng . Eat ing and 
d r ink ing are so hard f o r me t o do , I j us t t o o k t o o long t o te l l somebody . 
#rockinALS # tamura i sadven tu re +5 fotografif 

27. (10. r i j en 2021) Last n ight I h i t a hard t u r n a round 7 p m . M y body, m y 
speech, c h e w i n g and swa l l ow ing . W e w o k e up at 9 th is m o r n i n g and 
w a t c h e d church w i t h ou r f o u r legged f r i ends . 
I fee l weak , eve ry th ing t h a t touches m y skin causes pa in . H o w e v e r th is guy 
has f i gu red o u t a w a y t o make sure w e are w a r m and he doesn ' t hu r t . HI 
M e e t m y g randson Leo H 
Planning on a local a d v e n t u r e w i t h Dav id . Mov ies and d inner . 
# tamura i sadven tu re #rockinALS +5 fotografif 

28. (8. r i j en 2021) Lit t le d id I k n o w t h a t th is accomp l i shmen t w i l l be one of 
many . Lit t le d id I k n o w t h a t in 12 Days f r o m th is accomp l i shmen t I w o u l d 
get knocked d o w n so ha rd . 
Look at m e n o w ! You can knock m e d o w n bu t I WILL con t i nue t o push 
f o r w a r d . 
In 12 Days I w i l l be ce lebra t ing my 2nd ALS Bi r thday w i t h God and m y 
fami l y by my side. 
M y adven tu res w i l l never s top . 
# tamura i sadven tu re #rockinALS +fotografie 



29. ( 1 . ř í jen 2021) do y o u cons ider ALS a blessing or a curse t o k n o w t h e 
general idea of w h e n y o u r t i m e on th is w o r l d is c o m i n g t o an end? HI 
I cons ider it ne i the r , w h e n I'm g iven a t i m e l im i t I set a goal t o exceed, 
That t i m e l im i t was 6 m o n t h s t o a year . I have surpassed b o t h . On Oc tobe r 
18 th , 2021 ,1 have l ived w i t h ALS t w o years ! 
I take l i fe as a chal lenge and a pu rpose . So w h e n m y purpose is done of f t o 
heaven I go . 
#rockinALS # tamura i sadven tu re +fotografie 

30a. (10. zar i 2021) W h a t does ALS feel l ike? 
Let me see if I can pu t i t i n t o words . . . 
Hands, have y o u ever car r ied a heavy i t e m and w h e n y o u pu t i t d o w n y o u r 
f ingers w o n ' t m o v e , t h e y are stiff. A f te r a m o m e n t t hey re tu rn t o n o r m a l . 
We l l f o r m e t hey don ' t , t h e y rema in stif f and very weak , I can ' t grasp or l i f t 
a pen w i t h my lef t hand and a 1 p o u n d w e i g h t in t h e r ight hand feels l ike 
50 pounds . 
Legs, w h e n t h e y aren ' t c r a m p i n g t hey are w e a k and unrespons ive . They 
don ' t respond t o m y des i red requests . I s tare at t h e m t r y i ng t o make 
m o v e m e n t and n o t h i n g happens except exhaus t ion . They actual ly fee l as 
t h o u g h I have 500 p o u n d ankle we igh ts s t rapped t o each leg. M y knees 
and ankles ache f r o m t h e lack o f muscles ho ld ing t h e m toge the r . 
Eat ing, f i rs t of f i t is unavo idab le t h a t ALS takes t h e ab i l i ty t o swa l low, 
howeve r it begins w i t h t h e t o n g u e . You see t h e t o n g u e becomes 
unrespons ive and d i f f icu l t t o c o n t r o l . A t th is po in t imag ine ge t t ing 
anesthesia in y o u r m o u t h and y o u r t o n g u e is a f fec ted . In essence 
man ipu la t i on of f o o d is cha l leng ing. This makes it d i f f icu l t t o m o v e f o o d 
away f r o m t h e back of y o u r t h r o a t causing f r e q u e n t gagging. N o w t h e 
epig lot is , t h e f lap t h a t separates y o u r a i rway f r o m y o u r esophagus, we l l i t 
starts t o fa l te r , a l l ow ing f o o d t o rema in at t h e open ing . This causes 
repea ted swa l l ow ing and can lead t o cough ing and chok ing . Typical ly, 
pickles, d ry goods, peanu t bu t te r , grapes, and cheese w i t h cause th is 
reac t ion . 



30b . Laryngeal spasms, has y o u r dog ever sounded l ike t hey are a b o u t t o 
hack up a f u r r ball? Thats a spasm, in a person i t sounds very scary. 
Imagine ge t t i ng t h e w i n d knocked o u t of y o u , w h e n y o u t r y and take a 
b rea th y o u cant . . . t ha ts w h a t i t sounds l ike. 
Neck, m a n y ALS pat ien ts lose musc le s t reng th and t o n e in t h e neck as it 
progresses, t hus need ing neck braces or head res t ra in ts . Imagin hav ing a 
50 p o u n d w e i g h t on y o u r head , even tua l l y y o u can ' t ho ld y o u r head up. 
M a n y pa t ien ts appear t o be look ing d o w n cons tan t l y . Some become 
locked in th is pos i t i on . 
Breath ing, t r y th is at h o m e . 
Gather t h e f o l l o w i n g : large shake s t raw, regular s t raw and a cof fee st i r rer . 
N o w t r y th is , t ake a no rma l hea l thy b rea th , n o w repea t b rea th ing t h r o u g h 
each s t raw. You have jus t s imu la ted progressive resp i ra to ry dec l ine in an 
ALS pa t ien t . N o w don ' t panic and catch y o u r b rea th . 

30c. Last exercise, n o w f i nd a a busy locat ion in y o u r h o m e , sit in a chair 
and d o n ' t m o v e or speak. Th ink of y o u r f avo r i t e d r ink or snack. N o w 
w i t h o u t speak ing or m o v i n g c o m m u n i c a t e t o y o u r f am i l y t h a t y o u w o u l d 
like t h a t d r ink or snack. You w a n t t o ge t t h e real exper ience, t r y using a 
pat ient 's eyegaze c o m p u t e r , let 's t i m e h o w long i t takes t o ge t f rus t ra ted? 
Imagine hav ing t o p o o p or pee. A typ ica l person gets t h e fee l i ng and goes. 
A person w i t h ALS has t o d e p e n d on o thers t o get t h e m s t rapped up in t h e 
sl ing f o r t h e hoyer and l i f t t h e m o u t of t h e chair and on t h e to i le t , fast 
enough , as t h e r e is no con t ro l of muscles in t h e r e c t u m or t h e b ladder 
a n y m o r e . The urge comes and it t u rns i n t o a game show of t h e h u m a n 
c law mach ine over t h e to i l e t hop ing t h e r e is no mess. 
This is w h a t ALS feels l ike t o m e . 
#rockinALS # tamura i sadven tu re #als issohard +fotografie 



3 1 . (4. září 2021) Did y o u k n o w t h a t w h e n ALS progress ion increases t h e 
loss of energy it also decrease t h e ab i l i ty t o eat and dr ink p roper ly . 
M a l n o u r i s h m e n t and dehyd ra t i on can cause baldness. 
Before I go t m y f eed ing p u m p I cou ld on ly eat 400 -600 calor ies and d r ink 
abou t 30 ounces of w a t e r a day. W h y no t use y o u r f eed ing t u b e ? W e d id , 
howeve r w h e n y o u have ALS and a gastr ic sleeve you are at a h igher risk. 
Using a syr inge t o p rov ide f lu ids and nu t r i t i on was near ly imposs ib le . I 
cou ld on ly hand le 120ml at a t i m e . Tha t is a hal f o f a cup . Giv ing m o r e 
caused ref lux due t o on ly hav ing 2 0 % of a no rma l s t o m a c h . 
N o w w e are in a good pos i t i on ! Night t w o was grea t . M y ur ine is f l o w i n g 
great and clear. 6 m o n t h s of ge t t ing all t h e nu t r i t i on in 3 cups of Kate 
fa rms wi l l hope fu l l y c lear up my skin and f i l l in my bald spots. 
#rockinALS +fotografie a video 

32. (19. s rpna 2021) Chok ing has been an issue So c rush ing up t h e meds 
and pu t t i ng t h e m t h r o u g h my peg t u b e is t h e next t h e s tep . 
The we i rdes t par t is tas t ing eve ry th ing backwards . Because I have a smal l 
s tomach it f i l ls up quick ly so ins tead of hav ing t h e meds dissolved in my 
m o u t h t h e d issolved meds hi t t h e b o t t o m of my t h r o a t . 
#rockinALS +fotografie a video 

33. (5. sprna 2021) Yesterday and t oday I fee l l ike I d id jus t be fo re m y 
w e e k in t h e hosp i ta l . 
I'm p re t t y sure I have a doub le ear i n fec t i on . M y mob i l i t y in m y left a r m is 
on ly 5%. Pushing bu t tons on m y chair and even a TV r e m o t e . Just a w e e k 
of be ing III caused my progress ion t o speed up . 
Due t o t h e increased weakness bowe l m o v e m e n t s are no t easy as I do n o t 
have t h e muscles t o he lp . 8 days w i t h mi ra lax and benef iber . B loated 
t i gh t . 
S t ra igh ten ing m y f ingers is imposs ib le , I choke on salvia, m y w a t e r in take 
is hor r ib le so I w i l l need t o use m y t u b e f o r w a t e r . M y ca lor ie in take is 600-
900 a day, so f o r m u l a f eed ing is s ta r t ing t oday . 
It's okay I go t th is and I m a d e an a p p o i n t m e n t f o r m y ears. 
No t w h i n i n g jus t be ing hones t and rea l . Get t ing sick jus t a l i t t le makes 
eve ry th ing so m u c h wo rse . 
#rockinALS + 2 fotografie a video 



34. (7. června 2021) Every th ing has been f ina l ized on t h e n e w gadgets I 
w i l l be add ing t o m y chair . Un fo r t una te l y a f ter I add t h e a r m t roughs it 
does add abou t 4 in add i t i ona l t o t h e sides and I lose t h e m o u n t i n g 
fea tu res under t h e a rms. So t h e on ly m o u n t i n g par t t h a t w e wi l l have w i l l 
be on t h e base of m y chair w h i c h adds an add i t i ona l t w o t o f o u r inches. 
Mak ing i t a l i t t le d i f f icu l t t o ge t t h r o u g h no rma l sized doors . 
The headrest w i l l suppo r t m y head so m u c h be t te r as I a m exper ienc ing 
head d r o p or tha t ' s at least w h a t I call i t ve ry s imi lar t o f o o t d r o p . No m o r e 
neck pain Hopefu l l y and a m o r e c o m f o r t a b l e seat ing op t i on w i t h an 
amaz ing coo l headband lo l . 
Today w e also go t t h e Alexa r ing and doo r o p e n i n g dev ice! This is super 
exc i t ing because n o w is s o m e b o d y rings t h e doorbe l l I can actual ly open 
t h e doo r f o r t h e person if I a m a lone . El 
Also I can go s w i m m i n g ! As long as w e can get in w i t h my hoyer and a 
beach chair . I jus t have t o add a cu te l i t t le a t t a c h m e n t t o m y ca the te r . 
#rockinALS #access ib i l i tymat ters + 4 fotografie 

35. (25. k vě tna 2021) Day 25- ALS Awareness M o n t h . 
Did y o u k n o w t h a t w h e n an ALS pa t ien t loses the i r muscles due t o t h e 
nerves dy ing t h a t l i tera l ly w e are on ly skin and bones. 
Never in m y l i fe have I had loose sk in / j i gg l y sk in. 
W e can ' t j us t go get i t r e m o v e d or have it t i gh tened up . 
I w ish I cou ld share a p h o t o w i t h y o u of w h a t m y body looks like.(I do have 
one t h a t I t o o k th is morn ing ) 
I saw mysel f in a fu l l size m i r r o r t o d a y and I a m s o m e t h i n g t h a t resembles 

a m e l t i n g s n o w m a n . I m e a n i t is w a r m here in Vi rg in ia bu t t h e body t h a t I 
had w o r k e d so hard f o r is no longer t h e body I have n o w . 
I have no muscle and w h e n y o u l i f t one of my l imbs or even my body t h e 
skin jus t hangs d o w n over t h e bone and y o u can see w h a t m y bones look 
l ike. 
This isn' t t o make y o u sad or upset nor is i t a negat ive post . I j us t w a n t e d 
t o share and observa t ion I saw th is m o r n i n g . 
I'm an average gir l 5'9 and 175 lbs and I'm me l t i ng . 
#ALSAwarenessMonth #rockinALS # E v e r y m o m e n t m a t t e r s +fotografie 



36a. ( 2 1 . b řezen 2021) H o w did ALS progress and h o w rad ip ly d id it 
happen? 
M y ALS s ta r ted be fo re I even real ized i t . Someone f r o m w o r k actual ly 
no t iced s o m e t h i n g was w r o n g . I s ta r ted wa l k i ng w i t h a gai t , th is was 
no t iced in t h e s u m m e r of 2018 . In 2019 o t h e r th ings s ta r ted t o get wo rse , 
I w o u l d s tar t t o t r i p mysel f . The fal ls w o u l d s tar t 1 or 2 t imes a w e e k t o up 
t o 10-15 t imes a week . The fal ls s ta r ted t o get so bad I lost t rack and I 
w o u l d tan t o h ide t h e bruises on my legs and a rms . 
In January of 2019 I cou ld n o t ge t m y left f o o t t o w o r k w h e n pu t t i ng on 
shoes. By t h e s u m m e r of 2019 I had fa l len in 1 year over 100 t imes , I 
s ta r ted t o f avo r my lef t leg m o r e . By Sep tember of 2019 I lost fu l l mob i l i t y 
of my left leg bu t cou ld wa lk w i t h a wa lker . W h e n I had m y diagnosis f r o m 
Dr. Rock, I was t h e n re fe r red t o ALS special ist and t h e best in Ma ine , t h e r e 
it was c o n f i r m e d ALS. 
In N o v e m b e r of 2019 , Dr. Tay lor said wa l k i ng is no longer safe and t h a t I 
w o u l d need a whee lcha i r . I was sti l l d r i v ing at t h a t t i m e as my r ight leg 
was sti l l fu l ly s t rong . By December of 2019 I s topped dr iv ing as I was l i f t ing 
my r ight leg t o push on t h e peta ls . 

36b . Jan 2020,1 was fu l l y using a m o t o r i z e d chair , unab le t o l i f t m y arms 
above m y head and lost m o r e s t reng th . 
Feb 2020, No longer can wa l k even w i t h gu idance, bu t can s tand . Can no t 
s w i m w i t h o u t he lp . Shower ing w i t h assistance and ba th ing . 
Apr i l 2020,1 n o w stra in t o ta lk and a m on a ven t i l a to r f o r b rea th ing at 
n ight and some t imes du r i ng t h e day if needed f o r exhaus t ion . 
M a y 2020, I w e a r braces t o he lp suppo r t my r ight ankle as n o w i t rol ls 
w h e n I t r y t o s tand . 
August 2020 , I rece ived m y Tr i logy Eye Gaze and wi l l be prac t ic ing m o r e 
fo r c o m m u n i c a t i o n . 
Sep tember 2020 , I had surgery f o r t h e PEG t u b e ( feed ing t ube ) and 
Suprapubic Catheter . Lots of surgery comp l i ca t ions . 
In Oc tobe r 2020 ,1 was d iagnosed w i t h a severe DVT (b lood c lot ) in m y left 
leg and a m no longer able t o physical ly s tand . 
In January 2 0 2 1 , M y b rea th ing and s t reng th has s igni f icant ly decreased. 
#alsawareness #rockinALS + 2 fotografie 
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1. (26. k v e t e n 2021) M y f r i end said she was a b o u t t o do her least f avo r i t e 
t h i n g - dus t ing . I t o l d her t o w e a r a mask. She asked, For dust ing? M y 
response was , I a m n o t t h e one w i t h a b rea th ing p r o b l e m . O h , w a i t . I'm on 
a ven t i l a to r . H o w quick ly , some t imes , w e get acc l imated t o a s i tua t ion and 
accept i t as n o r m a l . Some peop le have an exper ience t h a t is t he i r no rma l 
t h a t t hey have accepted as everyone 's n o r m a l . Physical, e m o t i o n a l , and all 
t h e o the r abuses, are no t n o r m a l . Please get he lp in b reak ing t h e cycle. 
There is an en t i re ly d i f f e ren t l i fe awa i t i ng y o u . Some t imes w e set t le f o r 
t h e fami l ia r because w e ' r e af ra id of t h e u n k n o w n . Embrace y o u r ALS-
Ad jus t ing Life Style. 

2. (24. k v e t e n 2021) The best par t of w a k i n g up is t h e real izat ion t h a t I am 
blessed t o be God's ch i ld . I c o n t r i b u t e t o t h e e n j o y m e n t of t h e day jus t by 
my a t t i t ude . Open ing g ra te fu l eyes is a thr i l l f r o m w h e r e m y head rests 
each n ight . I a m sti l l w o r k i n g on seeing all t h e good possible in o the rs . W e 
are all blessed w i t h some a w e s o m e oppo r tun i t i es . I once was b l ind , bu t 
n o w I see. Grace be w i t h y o u , mercy , and peace, f r o m God t h e Father, and 
f r o m t h e Lord Jesus Christ . 2 John 3. KJV. ALS- A Loser Saved. Thanks, Zet. 



3. (15. k v e t e n 2021) The exper ience of f l y ing can be bo th exh i la ra t ing and 
f r i gh ten ing . Some peop le are vis ibly shaken w h e n f l y ing in a commerc i a l 
j e t . The take of f and land ing are f o r e b o d i n g t o some peop le , w h i l e t h e 
rough air t u rbu lence scares qu i t e a f e w of us. However , t h e m o r e w e 
t rave l by air, t h e m o r e w e become c o m f o r t a b l e w i t h and unde rs tand and 
expect cer ta in o u t c o m e s . W e have t rave led enough t h r o u g h th is l i fe t o 
unders tand t h a t cer ta in par ts of ou r j o u r n e y wi l l be b u m p y . If i t 's ra in ing 
w h e n y o u look o u t of t h e w i n d o w , c l imb h igher t han t h e c louds. The sun is 
ALS- A lways Left Shin ing. 

4. (6. k v e t e n 2021) Today I w o k e up re f reshed and hungry . M y appe t i t e 
fo r f o o d and l i fe is und im in i shed . Once, ge t t i ng up ear ly and p lan t ing 
f l owers was par t of m y e n j o y m e n t . However , i t is a t r e m e n d o u s blessing 
t o see all t h e beaut i fu l f l owe rs t h a t I have a par t in p lan t ing and God 
g rows . I no longer o w n t h a t h o m e and i n v o l v e m e n t in f l owe rs pa in t ing t h e 
yard is de f in i te ly close t o nonex is ten t . N o w , amazingly , I have been 
blessed t o p lan t w o r d s i n t o t h e minds of many and I en joy beho ld ing w h a t 
t h e Gardener of all o f our lives g rows . Paint ing lives w i t h b road st rokes of 
love and e n c o u r a g e m e n t are super io r t o t h e botan ica l exper ience . I'm 
gra te fu l f o r t h e o p p o r t u n i t y of ALS- A lways Loving Someone . 



5. (24. d u b e n 2021) I'm no longer able t o take my car in f o r a t u n e u p . W h o 
doesn ' t apprec ia te a s m o o t h runn ing vehic le? Un fo r t una te l y , w e 
some t imes get accus tomed t o chugg ing a long because t h e change is 
impercep t i b le unt i l t h e t h e loss of f p o w e r is unmis takab le . Simi lar ly, our 
t h i nk i ng can ge t i n t o rough runn ing as opposed t o t h e pu r r i ng of peace 
t h a t passes reasonable unders tand ing . I'm ge t t ing a men ta l t u n e u p th is 
m o n t h . I have a lot of road and l i fe t o cover . ALS- A Long Stro l l . Thanks, 
Bena. 

6. ( 2 1 . d u b e n 2021) It 's been a coup le of years since I exc la imed, Ho ld m y 
mu le w h i l e I shou t . I a m in love w i t h t h e Creator above w h a t He's c rea ted . 
I w o u l d like t o con t i nue t o praise ou r God f o r His W o r d be ing sure. Though 
t h e f inancia l en t i t y p layed a par t in our n e w m u l e back t h e n , a n e w Toyo ta 
Sienna, I a m bank ing on Jesus. He is w h e r e I have con f idence , and f r o m 
W h o m all blessings f l o w . I'm care fu l t o praise God w i t h a g ra te fu l vo ice 
and hear t f o r m o v i n g t o a fac i l i ty c loser t o my f am i l y and w i t h a pr iva te 
r o o m recent ly . Then shal t t h o u de l igh t thyse l f in t h e Lord; and I w i l l cause 
t hee t o r ide upon t h e high places of t h e ea r th , and f eed t hee w i t h t h e 
her i tage of Jacob t hy fa the r : f o r t h e m o u t h o f t h e Lord ha th spoken i t . 
Isaiah 58 :14 KJV. I a m t h e Lord: t h a t is m y name : and m y g lory w i l l I n o t 
give t o ano ther , ne i ther my praise t o graven images. Isaiah 42:8 KJV. ALS-
A Li fe long Song. Thanks, Joann. +fotografie 



7. (12. d u b e n 2021) The j oy o f s tab i l i ty . I'm very t hank fu l f o r t h e re l iabi l i ty , 
good or bad , o f some peop le . I k n o w the i r h is tory and can prepare 
men ta l l y f o r t h e n o r m . M y w e i g h t and hea l th have also been cons is ten t . I 
can exercise and meal p lan ef fec t ive ly based on th is know ledge . I w a k e up 
happy a lmos t everyday . M y apprec ia t ion of grace and my l i fe exper iences 
con t i nue . I hope f o r y o u a great t e m p e r a m e n t f o r every tes t and a 
t e s t i m o n y of thank fu lness . ALS- A n o t h e r Life So lu t ion . 

8. (8. d u b e n 2021) I'm lov ing h o w m a n y of m y age are n o w cru is ing in to 
r e t i r e m e n t . H o w a w e s o m e t o w o r k and reach some level of 
accomp l i shmen t t h a t n o w i t is rest t i m e . No t jus t t h e kick up y o u r heels 
rest, b u t w h a t w i l l y o u do w i t h t h e REST of y o u r l i fe. You have de f in i te ly 
ea rned t h e r ight t o ch i l l . However , t h e r e is a w o r l d gone m a d t h a t cou ld 
use our perspect ive , d i sce rnmen t , compass ion , and god ly love. Enter t o 
learn; depar t t o serve is n o w avai lab le. W h e n w e had a j o b , w e w e r e 
l im i t ed . Before our l ights g r o w d i m , let 's l ight i t up f o r Jesus w i t h no 
l im i ta t ions . ALS- A Living Servant . To t h e m God has chosen t o make k n o w n 
a m o n g t h e Gent i les t h e g lor ious riches o f th is mys tery , w h i c h is Christ in 
y o u , t h e hope of g lory . Colosians 1:27 NIV. 



9. (6. d u b e n 2021) I a m gra te fu l f o r m a n y th ings, bu t one day I was 
w o n d e r f u l l y surpr ised by one of m y f o r m e r care givers d r o p p i n g by w i t h 
gi f ts. She and her son had p icked o u t jerseys of t h e A n a h e i m basebal l and 
hockey teams f o r m e . You some t imes read stor ies of m y exper ience. 
Praise God f o r those w h o are a pos i t ive impac t in the i r caregiver 
responsib i l i t ies and services. I a m so g ra te fu l f o r t h e good ones. A n d , 
thanks be t o God f o r t h e bad caregivers t h a t increase ou r prayer l ives. 
Pray w i t h o u t ceasing. 18 In eve ry th ing give thanks : f o r th is is t h e w i l l o f 
God in Christ Jesus conce rn ing y o u . 1 Thessalonians 5:17-18 KJV. ALS-
Apprec ia t i ng Lovely Surpr ises. Thanks, Tonya . 

10. (2. d u b e n 2021) I f in ished l is ten ing t o a book abou t g ra t i t ude , 
Gra t i t ude : A W a y Of Life by, Louise L Hay. N o w I k n o w be t te r w h y I a m so 
happy. It t u rns o u t t h a t be ing g ra te fu l is huge in jus t abou t every aspect of 
l i fe. I've m e n t i o n e d h o w re - f ram ing is m o n u m e n t a l in ge t t i ng past t h e 
ear l ier exper iences in l i fe t h a t w e r e h a r m f u l , hu r t f u l , and devas ta t ing . 
Being g ra te fu l is l ike a s u p e r p o w e r t h a t doesn ' t cover up or ignore t h e 
unp leasant inc idents in l i fe bu t ra ther embraces t h e m and f inds w h a t is a 
pos i t ive and benef ic ia l reason t o be t hank fu l because o f t h e m . I a d m i t t h a t 
it can be a s t re tch , bu t t h a t is a character is t ic of t h e Fantast ic Four. No t 
t h e Marve l comic book t e a m . I'm ta lk ing a b o u t t h e Father, Son, Holy Spir i t , 
and y o u w i t h ALS- A t t i t u d e Leveraging Superpowers . 



1 1 . (23. brezna 2021) Don ' t let y o u r pa in , s t ruggle, or t r ia l be w a s t e d . 
Someone may bene f i t f r o m y o u r e m p a t h y because y o u have t rave led 
s imi lar roads. Every j o u r n e y is d i f fe ren t , bu t our chal lenges o f t en band us 
t oge the r . 
I r e m e m b e r be ing asked by a f r i end w h a t w e r e some of m y signals t h a t I 
had ALS? I ha ted t h a t he j o i n e d m e in t h e f i gh t against g iv ing i n t o th is 
mons te r , bu t I was glad I cou ld he lp encourage and suppo r t h im unt i l he 
f in ished his last r o u n d . I j us t love h o w God has pu l led i t a l t oge the r in m y 
life t h a t none of m y pain has been w a s t e d . 
I also one day recognized t h e pain and f r us t ra t i on in t h e vo ice of a 
c o w o r k e r w h e n I said, "Good day m a t e . "Her response of, "There 's no th i ng 
good a b o u t i t " caused me t o zero in and ref lect t h a t I had a day like t h a t 
go ing t h r o u g h a d ivo rce . She said, "B ingo! " I te l l y o u , i t t o o k every t h i n g in 
m e t o ho ld back m y tears f o r her unt i l a n o t h e r t i m e w h e n I i nv i ted her t o 
lunch so she cou ld ven t . 
It's a good t h i n g t o no t was te our exper ience w h e n it can make us be t te r 
and someday bless s o m e o n e w h o cou ld use some unde rs tand ing suppor t . 
W h e n e v e r possible, be ALS- A n o t h e r Life Suppor t . M a k i n g my hu r t some 
good is so g o o d . 

12. (19. b řezen 2021) Life is g o o d . I d idn ' t receive any i tems left at t h e o ld 
place, so I w i l l have m y w i f e buy m o r e . She does m y laundry n o w so I am 
no longer h u n t i n g f o r th ings . 
It 's a t r e m e n d o u s task ge t t i ng eve ryone here at t h e n e w fac i l i ty fami l ia r 
w i t h m e at one t i m e , especial ly w h e n t hey have no t had a ven t i l a to r 
res ident in abou t t w o years . W e are mak ing g rea t progress. 
He lp ing t h e k i tchen w i t h t i m e , t e m p e r a t u r e , t ex tu re , and tas te w i l l be 
ongo ing f o r a w h i l e . I'm exc i ted t h a t t hey have o r d e r e d m y eggp lant 
on l ine and purchased an air f ryer . It is a w e s o m e hav ing m y w i fe 's f o o d , 
cakes, and pies. Fet tucc ine, brocco l i , and peach cobb le r wi l l be today . 
I leave m y bl inds open and t h e m o r n i n g sun l ight comes in . I see m y w i f e o r 
daugh te r f o u r t imes a w e e k . The v i ew has s igni f icant ly i m p r o v e d w i t h the i r 
smi l ing faces. 
Cur rent ly , I a m no t a l l owed t o go t o t h e b a t h r o o m w i t h o u t a the rap is t 
p resent t o t rans fe r m e . B u m m e r , bu t i t w i l l take a w h i l e f o r t h e m t o fee l 
c o m f o r t a b l e w i t h w h a t I can do safely du r i ng t h e t rans fe r f r o m t h e bed t o 
t h e c o m m o d e chair and ro l led t o t h e b a t h r o o m fo r ALS. Fill in t h e blanks. 



13. (16. b řezen 2021) Thanks f o r y o u r prayers and we l l w ishes. I de f in i te l y 
have a m o r e responsive d i rec to r and assistant. People are t r y i ng t o learn 
h o w t o care f o r m e . 
I l ike t h e plans w i t h t h e therap is ts and h o w I f ina l ly a m ge t t i ng a m o r e 
cons is tent m o v e m e n t of m y arms every t w o hours and range of m o t i o n 
t w i c e a day soon . 
The cooks wi l l i m p r o v e as I g ive t h e m feedback f o r h o w t o p repare my 
f o o d . Of course, i t 's g reat hav ing m y w i f e br ing ing m e f o o d also, inc lud ing 
some of her pies and cakes. 
Having a p r iva te r o o m is de f in i te ly also w o n d e r f u l . M y daughter ' s visits are 
special a long w i t h m y w i fe ' s . So, I see one of t h e m on Sunday, Tuesday, 
Thursday, and Saturday. 
I'm on book read ing f o r t h e year n u m b e r 53. Life is stil l good in Jesus. +2 
fotografie 

14. (8. b řezen 2021) I'm do ing m y no rma l we l l w i t h t h e excep t ion t h a t I 
was m e d f l igh t t r ans fe r red f r o m Fresno t o Garden Grove, CA on last 
Tuesday. F rom t h e t i m e I left t h e fac i l i ty , I was in t h e air w i t h i n 45 
m inu tes . 
I a m de f in i te ly lov ing m y pr iva te r o o m . So far I love t h e DON and RT. I'm 
w o r k i n g w i t h t h e PT t o get eva lua ted so I can be a l l owed t o be m o r e 
mob i l e . Today I d id ge t on a tab le t h a t r o ta ted t o d i f fe ren t up r igh t degrees 
t o wa lk in place safely. 
They have no t had a ven t i l a to r res ident f o r a coup le of years, so mos t of 
t h e nurses are learn ing t h a t as we l l as b e c o m i n g acqua in ted w i t h m e . 
The cook is p repar ing m y f o o d nicely b u t t o o m u c h of i t . So far I a m 
pleased w i t h t h e t i m i n g and tas te . They b r ing l i t t le packets of salt and 
pepper so t h a t helps t r e m e n d o u s l y . 
I have i m m e d i a t e l y asked f o r a t t en t i on t o t h e hyd ro ba th , bu t w h e n I go t 
in i t t o d a y it d idn ' t m e e t m y needs. 
The Act iv i t ies Coord ina to r washed and v a c u u m e d m y whee lcha i r t h e same 
day I a r r i ved . 
I'm en joy ing my w i fe ' s cook ing a l ready. Yesterday I was b rough t a l e m o n 
pound cake. Kayla's vis i t Saturday was also swee t . +fotografie 



15. (4. zarf 2020) The loss of b rea th and t h e despera te desire t o have 
m o r e of t h e m is a g l impse of t h e c rav ing f o r l i fe and l iv ing some feel as ALS 
s lowly takes away t h e ease of b rea th ing and l iv ing l i fe. It's unreal h o w 
d ia led in is t h e prec ious awareness of w h a t is i m p o r t a n t - t h e ce r ta in ty and 
c lar i ty are unbe l ievab le . It becomes a t i m e t o max imize some re la t ionsh ips 
and t o cu t loose o the rs . I k n o w I checked on m y insurance and was to ta l l y 
con f i den t in m y Blessed Assurance. Know ing h o w m u c h is in t h e bank is 
great , bu t f o r m e , k n o w i n g my name is w r i t t e n " t h e r e " has g iven me peace 
in t h e mids t of t h e s t o r m . ALS- A m Loving Solace. Thanks, Sandy. 
+fotografie 

16. ( 1 . zarf 2020) Don ' t be a co-star in y o u r o w n l i fe. Take cen te r stage 
w i t h a c o m m a n d i n g presence. I'm bed r i dden and unab le t o m o v e , and ye t , 
I a m sti l l a move r and shaker. It has been said t h a t I i n t i m i d a t e peop le . 
That is f u n n y t o m e . M y stance is t o se l f -advocate f o r m y hea l th care 
excel lence. I a m relent less and t h o r o u g h in m y observa t ions . T e m p e r i n g 
my f rankness, I sti l l ge t t h e message across. No th i ng makes me happ ie r 
t han saying, "Good j o b . " People respond be t te r w h e n t h e y are 
app rec ia ted . W e are all learn ing t oge the r . Help m e he lp y o u . I loved i t in 
t h e mov ie , and I a m exc i ted t o make th ings happen in m y l i fe. I'm m y o w n 
CEO- Chief Encouraging Off icer w i t h an ALS- A w e s o m e Life Shared. 
Thanks, Stel la. 



17. (30. s rpen 2020) Augus t has been ano the r a w e s o m e m o n t h . I en joyed 
par t i c ipa t ing in t h e ALS Fundraiser f o r a cure and t r e a t m e n t . I also j o i ned 
a n o t h e r a w e s o m e suppo r t g r o u p on Facebook. I'm fee l i ng good abou t 
h o w m a n y peop le actual ly take t i m e t o care abou t o thers , and t h e 
su r round ing suppo r t of shared exper iences is p h e n o m e n a l l y exh i la ra t ing . 
W e are no t a lone. W h e n you take t h e t i m e t o reach ou t , y o u make a 
d i f fe rence. This w o r l d becomes a be t te r place. Thank y o u f o r be ing an ALS-
Amaz ing Light Source. Thanks, Julie. 

18. (28. s rpen 2020) Okay, let 's get th is par ty s ta r t ed . Today is t h e day, 
e leven years ago, t h a t I rece ived m y diagnosis of ALS. W e l l , t o be clear, I 
a m ce lebra t ing l i fe. Even w i t h m a n y d imens ions d im in i shed , I a m l iv ing a 
fu l l l i fe. If t h e essence of ex is tence is lov ing and be ing loved, I a m to ta l l y 
t h e r e . If t h e mean ing of l i fe is car ing and shar ing, every day br ings me t h e 
o p p o r t u n i t y t o fu l f i l l th is pu rpose . So, as a pr isoner b o u n d by t h e chains of 
immob i l i t y , I dai ly take m y wa lk of f a i t h . I d o n ' t take i t f o r g ran ted t h a t t h e 
ven t i l a to r pushed air helps m y lungs t o expand . W h a t e v e r muscles sti l l 
respond ing t o m y men ta l c o m m a n d s are occasions f o r an emo t i ona l l y 
happy dance . Don ' t ge t i t t w i s t e d - th is is hard stuf f w i t h a physical 
d isabi l i ty . However , I have been ba t t l e -wo rn and I re fuse t o concede t o 
t h e loss of any men ta l or sp i r i tua l g r o u n d I have ga ined . Today, pa r ty w i t h 
me, and if y o u haven ' t a l ready, get y o u r par ty s ta r ted w i t h ALS- Amaz ing ly 
L igh thear ted Spir i ts. 



19. (27. s rpen 2020) There , I said it , ALS. A m y o t r o p h i c Lateral Sclerosis, 
also k n o w n as Lou Gehrig 's Disease. I'll a lways have a hard t i m e spel l ing i t , 
bu t w h e n spel led ou t , i t is a neu rodegenera t i ve disease t h a t af fects t h e 
nerve and musc le s lowly f o r some, and m o r e rapid ly f o r o thers , t o t h e 
po in t , mos t vo l un ta r y func t i ons are eventua l l y lost . A capt ive t o a 
dys func t iona l body, some give up or o u t and die w i t h i n a f e w years of 
d iagnosis. W h a t y o u th ink and w h a t y o u bel ieve comes quick ly t o t h e 
f o r e f r o n t ! Eleven years ago, I heard t h e sad and ser ious t o n e o f m y 
Neurosurgeon doc to r w h o assisted in my j o u r n e y of ge t t i ng a co r rec t 
d iagnosis. I laughed and said, "A t least I don ' t have t o have surgery . " I 
cou ld laugh at dea th because t o m e ALS m e a n t A Loving Savior! I'm in His 
care and He has t h e last w o r d conce rn ing my l i fe t e m p o r a l and e te rna l . 

20 . (27. s rpen 2020) Hel lo eve ryone . I'm Chris in Centra l Cal i forn ia . I was 
d iagnosed e leven years ago th is m o n t h . I l ive in a sub-acute fac i l i ty and f o r 
t h e mos t par t , i t 's a good l i fe. I post dai ly, have a webs i t e , and have 
comp i l ed f o u r devo t iona ls . M y f am i l y is 280 mi les away w a i t i n g f o r m y 
t rans fe r t o take place t o a fac i l i ty 30 mi les f r o m our n e w h o m e . M y w i f e is 
re t i red and my daugh te r jus t g radua ted f r o m t h e nurs ing p r o g r a m at Loma 
Linda Univers i ty . She takes t h e s ta te boards next m o n t h . Recent ly, I 
c o m p l e t e d 800 hours as a Crisis Text Line Counselor . I'm awa i t i ng a v i r tua l 
pos i t ion w i t h t h e Ve te rans Crises Line. M y fa i t h is s t rong , m y hea l th 
m o m e n t a r i l y p la teaued , and t o m y know ledge , m y men ta l hea l th is g o o d . I 
have been on a ven t i l a to r f o r 3 years. I have a G t u b e bu t I eat solids f o r 
t w o meals a day. I bel ieve in ALS- A lways Li f t ing Someone . +fotografie 
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1. ( 1 1 . března 2022) One of my f r iends go t me t h e best sh i r t ever ! 
+fotografie (zobrazující f o t k u osoby s v t i p n ý m nápisem) 

2. (26. u n o r 2022) The VA ru les! Just go t my c u s t o m AFO's and t h e y 
actual ly m a d e t h e m c a m o t o ma tch m y p o w e r whee lcha i r ! S tand ing is 
easy aga in ! +fotografie 
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4. (16. ú n o r 2022) Pract iced w i t h t h e Tobi i mach ine t o d a y ! ! It 's crazy t h e 
techno logy t h a t has been c rea ted t o he lp us! Despi te t h e hor r ib le disease, 
I a m thank fu l t o bene f i t f r o m all t h e techno logy c rea ted t o keep m e 
f unc t i on i ng w i t h i t ! +3 fotografie 



5. (9. ú n o r 2022) Found a guy on Etsy w h o 3D pr in ts joyst ick t oppe rs , go t 
a f e w made o f m y favo r i t e he ro /cha rac te r : Judge D r e d d ! The w i f e d id t h e 
great pa in t j o b ! 

6. ( 2 1 . leden 2022) Got a n e w to i l eva to r so my w i f e doesn ' t b l o w o u t her 
back t r y i ng t o l i f t m y b ig bu t t of f t h e to i l e t a n y m o r e ! + 2 fotografie 



7. (7. p ros inec 2021) A in ' t no ALS s low ing m y ro l l ! 70 m p h d o w n deser t 
t ra i ls in a UTV today ! Fuck ALS! ! ! +v ideo a 10 fo tog ra f i f 

8. (14. ř í jen 2021) Okay, so I have t h e p r o b l e m w i t h easily t r iggered 
laughing, psuedo bu lbar a f fect . Makes r e p r i m a n d i n g or hav ing ser ious 
ta lks w i t h our t w o y o u n g kids a lmos t imposs ib le . So t h e doc gave m e 
Neudex ta . 
Then I read t h e label . It caut ions y o u against t ak ing it w i t h mar i j uana , 
w h i c h I do medica l ly . Mar i j uana is actual ly qu i t e he lp fu l in he lp ing m e 
sleep and w h e n I take it du r i ng t h e day it de f in i te ly helps con t ro l my 
t r e m o r s and helps make my m o t i o n s s m o o t h e r and m o r e c o o r d i n a t e d . 
Has anyone here been on Neudex ta and mar i juana at t h e same t ime? 
W h a t w e r e t h e react ions if any? A n d f o r anyone w h o jus t takes Neudex ta , 
h o w we l l does it w o r k f o r you? Is i t w o r t h i t? 



9. (10. ř í jen 2021) F rom t h e co ld sou th r im of t h e Grand Canyon t o w a t e r 
t u b i n g and w a t e r ski ing in t h e same w e e k ! Got ta love Ar izona 's d i f fe ren t 
c l imates ! 
Thanks t o Ar izona Adap t i ve W a t e r Sports (AAWS) m y fam i l y go t t o have 
an a w e s o m e day on t h e w a t e r ! I go t t o do t h e w a t e r t u b i n g and w a t e r 
ski ing, and t h e kids and w i f e go t t o go kayaking, s w i m m i n g and using a 
w a t e r sl ide of f a doub le decker par ty boa t . M y son's f avo r i t e d ive is cal led 
"The S ta r f i sh " ^ +15 fotografii 

10. (6. r i j en 2021) Got t o do a day t r i p t o t h e Grand Canyon and Sedona 
yes te rday w i t h t h e f am i l y ! A n d w h a t a gorgeous day f o r i t ! + 1 0 fotografii 



1 1 . ( 1 . r i j en 2021) So jus t a ques t i on : 
I spent t h e past t w o m o n t h s dea l ing w i t h k idney s tones, dual s tents and 2 
surger ies. This has led t o m e be ing in a huge a m o u n t of pa in , and t o deal 
w i t h i t , I s lept in m y p o w e r whee lcha i r f o r t h e ma jo r i t y of t h e t i m e . 
N o w in t h a t t i m e m y w i f e bough t Sleep N u m b e r mat t resses f o r us, w e 
each have a t w i n xl w i t h t h e mo to r i zed bases w h e r e t h e head and f e e t 
can raise and lower . The n e w mat t ress is abou t 2 inches l ower t h a n t h e 
o ld one , apparen t l y t h a t is t o o l o w f o r m e t o able t o get up of f i t t o 
t rans fe r t o m y whee lcha i r . 
So t h e n w e p u t t h e ex tended legs on t h e base, l i f t ing t h e bed 
app rox ima te l y 6 inches up . N o w it is l i f e - th rea ten ing t o t r y t o ge t i n t o . M y 
w i f e usual ly l ifts m y left leg up o n t o t h e bed t h e n I rol l up i n to bed . N o w 
w i t h it h igher, I fee l l ike I a m do ing a spl i t and my leg feels l ike i t 's go ing t o 
pop o u t of t h e socket . 
H o w do o the r peop le here get t he i r loved ones o n t o t h e bed in a s i tua t ion 
like th is? I w o u l d l ike t o con t i nue t o t r y t o t rans fe r mysel f app long as 
possible, and I hate be ing scared o f m y o w n b e d . © 

12. (6. září 2021) Hell eve ryone ! So I have a ques t i on : 
I l ive in Ar izona, and as some of y o u may know, it gets a l i t t le w a r m ou t . I 
use a Q u a n t u m Edge 3 p o w e r whee lcha i r t o get a r o u n d . W h e n e v e r I f i nd 
mysel f ou ts ide (l ike at a b lock par ty w e w e r e hav ing today) even if I a m in 
t h e shade, m y joyst ick con t ro l l e r gets NUCLEAR HOT! ! ! A l m o s t t o t h e 
po in t i t 's t o o ho t t o t o u c h , t h a t can ' t be good f o r t h e e lect ron ics . 
Does anyone k n o w of a cover o r s o m e t h i n g t o p reven t this? 



13. (24. s rpen 2021) Public service a n n o u n c e m e n t : 
Dr ink lots and lots of w a t e r ! Stay away f r o m sodas and energy dr inks all 
t h e t i m e like I d i d . 
Appa ren t l y be ing whee lcha i r b o u n d makes y o u m o r e suscept ib le t o 
k idney s tones, as y o u are no t bounc ing a round on y o u r f e e t all t h e t i m e 
like y o u used t o . 
Had t o go t o t h e ER on Sunday n igh t f o r c o n t i n u e d k idney s tone pain t h a t 
I go t d iagnosed w i t h t w o weeks ago and it sti l l hadn ' t passed. They d id a 
CT Scan and f o u n d o u t i t w a s n ' t 4 m m like t h e o the r ER had es t ima ted 2 
weeks ago, bu t ins tead 6 m m x 3 m m , and was cu r ren t l y stuck b e t w e e n t h e 
b ladder and k idney and w a s n ' t go ing a n y w h e r e . So I go t t o d o an 
emergency surgery t o p u t in a s t e n t . ® 
N o w they are go ing t o have t o go in again and break i t up w i t h a laser and 
r e m o v e t h e s tone, t h e n r e m o v e t h e s ten t at a n o t h e r da te af ter t h a t . I 
shou ld have jus t d rank m o r e w a t e r (§) 
A n d of course t h e doc to rs w o u l d n ' t let me take m y r i luzol or bac lo fen 
w h i l e I was recover ing so I was stif f as a board and shaking l ike a leaf t h e 
w h o l e t i m e at t h e hosp i ta l . 
All in al l , ALS + Kidney stones = hell on e a r t h ! 

14. (12. s rpen 2021) Last m o n t h ( the w h o l e m o n t h ) I had and beat 
p n e u m o n i a . 
Today I j us t go t my f i rs t ever k idney s tone. 
This is jus t n o t m y s u m m e r ! 



15. (5. s rpna 2021) I t r y hard every day t o f i nd s o m e t h i n g I have done t o 
be p roud of... 
Today I v a c u u m e d a coup le rooms in our house wh i l e m o t o r i n g a round in 
my p o w e r whee lcha i r . It was t h e n w h e n I real ized t h a t f o r t hose f e w 
f lee t ing m o m e n t s , t h a t I had become t h e w o r l d ' s mos t expensive 
Roomba . 

16. (28 . červenec 2021) So, f o o d f o r t h o u g h t : A n d I a m by no means a 
medica l profess ional o r o f fe r ing medica l adv ice! But I have a t h e o r y t h a t 
backs up a t h i n g I heard f r o m my physical the rap is t t oday . 
Today my PT came and w e have been discussing supp lemen ts and stuff 
t h a t may he lp me w i t h s low ing progress ion and possibly ma in ta in ing 
muscle. The supp lemen ts B12, L-Carnatine, Taur ine , c rea t ine , etc came up 
in his r e c o m m e n d a t i o n s t o me.. . 
Then I r e m e m b e r e d , I had been add ic ted t o energy dr inks f r o m 2005-
2018.1 averaged a b o u t 2-4 dr inks a day. Mons te r , Red Bul l , Rockstar, 
NOS, etc. f u n n y t h i ng : I dec ided a round late Augus t 2018 t o break my 
add ic t ion once and f o r al l . . . then m y f o o t d r o p and l imp ing began in 
Oc tober 2018. . . 
N o w p re t t y m u c h all t h e supp lemen ts my PT m e n t i o n e d are ma in 
ingred ients in energy dr inks ! Is i t possible t h a t my dai ly c o n s u m p t i o n of 
t hose energy dr inks was de lay ing t h e onset of m y s y m p t o m s by p rov id ing 
me w i t h a dai ly dose of t hose supp lements? A n d n o w I w i l l be con t i nu i ng 
my add ic t ion anyway because I need t o ge t those supp lemen ts n o w 
anyway , and screw i t , w h y n o t d r ink t h e s tuf f anyway , no t l ike I a m t o o 
c fo r r ied a b o u t t h e long t e r m hea l th ef fects ( just saying ď ) . 
Just f o o d f o r t h o u g h t , w o n d e r w h a t anyone else th inks . (PS: I a m 36 years 
o ld , onset was 34) 



17. (13. če rven 2021) Just go t m y f i rs t bo t t l e of ReQuip CR f r o m my doc to r 
t o s tar t tak ing t o m o r r o w . A n y o n e here have any exper ience w i t h th is 
med? Hop ing i t helps s low progress ion as some research has suggested.HI 

18. ( 3 1 . k v e t e n 2021) Took t h e f am i l y o u t t o M o n s t e r Jam today . ALS 
sucks, bu t I w i l l te l l y o u w h a t doesn ' t : f r o n t r o w park ing and a p r iva te 
balcony f o r whee lcha i r access f o r t h e fam i l y ! I w i l l never let ALS s top me 
f r o m hav ing f u n ! ! ! +14fotografii 



19. (13. d u b e n 2021) W h e n ge t t i ng a p o w e r whee lcha i r , a lways o p t f o r 
t h e PosiTract ion o p t i o n . . . . © 
This is w h y I can ' t be t r us ted w i t h nice th ings . +3 fotografie 

20 . (17. b řezen 2021) Just go t these sheets, hope fu l l y no m o r e w res t l i ng 
w i t h a bund le o f c rappy sheets w r a p p e d a round my legs ha l fway t h r o u g h 
t h e n igh t ! +3 fotografie 



2 1 . (5. b řezen 2021) We l l CVS, I d o n ' t t h i nk I w i l l be runn ing o u t of 
Baclofen a n y t i m e s o o n . . . . © +fotografie 

22. (12. u n o r 2021) Abso lu te g a m e changer w h e n t h e dex te r i t y in y o u r 
d o m i n a n t hand is d i m i n i s h e d ! ! I have never used a b ide t be fo re , and was 
very nervous spend ing th is m u c h money , bu t i t was ABSOLUTELY w o r t h 
i t ! ! ! +fotografie 
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1. ( 1 . březen 2022) Happy pancake day eve ryone ! 
Today I a m launch ing m y next cha l lenge, I a m go ing t o 
t r a n s f o r m mysel f i n t o an Easter M N D bunny . M y a im is t o 
spread awareness of th is disease and at t h e same t i m e 
de l i ve r ing Easter gi f ts t o ch i ld ren in m y local area. W e a t h e r 
pe rm i t t i ng I w i l l be o u t on m y scooter de l i ve r ing g i f ts . If y o u 
w o u l d l ike t o dona te Easter eggs or Easter gi f ts t h a t w o u l d be 
great . Chi ldren have had a t o u g h f e w years and w i t h 
eve ry th ing t h a t is go ing on at t h e m o m e n t it w i l l be lovely t o 
br ing a smi le t o so m a n y faces. 
W a t c h th is space t o see me dressed as t h e M N D Easter b u n n y 
Hljust w a i t i n g f o r m y cos tume t o c o m e t h r o u g h . +2 fotografie 

2. (27. u n o r 2022) I j us t w a n t e d t o say Thankyou t o eve ryone 
w h o sends me such lovely messages. I a m o f ten t o l d I a m 
insp i ra t iona l bu t y o u r messages real ly inspire me Thankyou HI 
MM® +video 



3a. (25. u n o r 2022) I t h i nk w e are all t h i nk i ng t h e same 
w a t c h i n g t h e horr i f ic events happen ing in Ukra ine . 
I real ly d i dn ' t t h i nk I w o u l d see th is again in my l i f e t ime . 
So I w a n t e d t o share w i t h y o u a message I had today , I have 
had permiss ion f r o m t h e sender as long as I de le ted t h e 
names. W h a t th is shows is t h a t w e can ' t con t ro l eve ry th ing 
t h a t is go ing o n , bu t a l i t t le b i t o f k indness can make a 
d i f fe rence t o o thers . 
Hi John 
I jus t w a n t e d t o send y o u a personal message t o let y o u k n o w 
w h a t y o u have done f o r m e . 
M y beau t i fu l husband passed away 14 m o n t h s ago f r o m t h e 
beast M N D . I have no t go t over t h e fac t t h a t our f u t u r e 
t o g e t h e r has been taken away . 
His f ina l w ish was f o r m e t o scatter his ashes in one of ou r 
f avou r i t e places. I have no t had t h e s t reng th t o do th is as I fe l t 
I was le t t ing h im go . 

3b . I have been f o l l o w i n g y o u r s tory and some days y o u make 
me laugh some days y o u make m e cry. The one t h i n g y o u 
have done f o r m e John is give me s t reng th , a f ter all if y o u can 
keep smi l ing so can I. 
Yesterday I p u t y o u r p h o t o on m y Screensaver on m y phone 
and d rove t o ou r special p lace. I let h i m go and all t h e t i m e I 
looked at y o u r p h o t o and t o l d h im all a b o u t y o u . 
I fee l so m u c h be t te r n o w I have car r ied o u t his f ina l w i sh . 
Today I have f o u n d t h e s t reng th t o sort t h r o u g h his th ings t o 
d o n a t e t o o the r suf ferers. 
Never under es t ima te h o w m u c h y o u he lp o thers John , I a m 
n o w on a miss ion t o s tand by y o u r side and raise funds t o f i nd 
a cu re . 
Keep smi l ing, keep f i gh t i ng and Thankyou f r o m t h e b o t t o m of 
my hear t f o r he lp ing m e t o take a m o r e posi t ive d i rec t i on . 
You are a t r u e w a r r i o r and loved by so many . 
Forever g ra te fu l 



4. (24. u n o r 2022) A f te r a successful f e w days of exercise HI I 
t h o u g h t I w o u l d t r y o u t m y n e w mank in i and go f o r a run . 
(Not real ly me in t h e p ic tu re b u t I t h o u g h t i t was f u n n y ) +2 
fotografie 

5. (22. u n o r 2022) Yesterday I set mysel f a cha l lenge t o wa lk 
10 steps w i t h m y wa l k i ng f r a m e ! and I d id it Hlvery p r o u d of 
mysel f © s e t yourse l f a l i t t le cha l lenge t oday it cer ta in ly 
makes you fee l m o r e pos i t ive MM 
#Posi t iveVibes 
#everydayisabless ing +2 fotografie 



6. (20. ú n o r 2022) D r u m rol l 
W e have jus t c o u n t e d t h e va lent ines cards and I have 
received an amaz ing to ta l of 4 4 1 ! ! 
Thankyou so m u c h everyone * I have loved read ing every 
single one * I d o n ' t k n o w w h a t I w i l l do w i t h mysel f 
t o m o r r o w I look f o r w a r d t o t h e pos tman c o m i n g IH m a y b e m y 
next cha l lenge shou ld be h o w many b i r t hday cards I receive 
!<§><§) 
W e have raised 4 4 1 x £5 = £2205 
For M N D research and all t h e s tamps have gone t o S tamp O u t 
M n d 
W W W W W +4 fotografie 

7. (19. ú n o r 2022) W h a t a w i n d y day yes te rday ! M y w i g b l e w 
of f IH and look w h a t I have n o w @® +2 fotografie 



8. (18. u n o r 2022) To all m y w a r r i o r f r i ends w h o have 
ca the te rs r e m e m b e r th is MM 

BE KIND TO 
NURSES, 

THEY CHOOSE YOUR 
CATHETER SIZE. 

9. (17. ú n o r 2022) I have been very busy t o d a y o rde r i ng a f e w 
th ings f o r m y s u m m e r co l lec t ion 
M\MM\ 
MĽMMMĽ +3 fotografie 



10. (16. u n o r 2022) I s ta r ted in N o v e m b e r on a campa ign t o 
raise awareness and t o raise funds f o r research i n t o th is 
ho r rendous disease. I have set n u m e r o u s chal lenges and I 
have raised an amaz ing £11 ,500 HI m y recent goal was t o 
receive as many va lent ines as I cou ld , as I was be ing 
sponsored £5 per ca rd ! I have received over 300 cards ! 
Toge ther w e have t o f i gh t on MH 
Sending va lent ines love t o y o u all 
h t t p s : / / w w w . j u s t g i v i n g . c o m / f u n d r a i s i n g / J o h n - a d a m s 4 4 +3 
fotografie 

1 1 . (16. ú n o r 2022) Sorry eve ryone HI t h e Al l iens are c o m i n g 
WŠE +2 fotografie 

Urgent Warning for Tomorrow 

Aliens Are Coming To Earth Tomorrgw. 
Their Mission Is To Abduct All Sexy, 

Good Looking 'Old" People. 
I'm Just Sharing To Say Goodbye. 

I'VE Got TO GO Pack. 

https://www.justgiving.com/fundraising/John-adams44


12. (15. u n o r 2022) Good m o r n i n g all m y w a r r i o r f r i ends © i t 
is a hor r ib le day here in t h e uk r-T I a m look ing f o r w a r d t o 
seeing a b i t o f sunshine * 
MMnmnsm +v ideo 



Pečovatel 1 

10 
Pečovatel (manželka) 

1. (28. s rpna 2021) M y Johnny ga ined his w ings 8 days ago. I fee l as t h o u g h 
I'm s imply go ing t h r o u g h t h e mo t i ons in eve ry th ing t h a t I do . Like none o f 
it is actual ly tak ing place. This disease t o o k away t h e love of m y l i fe. The 
loss is incredib le. . . . 

2. (19. s rpna 2021) Had a t o u g h day today . Everyday is t o u g h , t o some 
ex ten t , bu t t oday was m o r e so. 
I w o r e mysel f ou t , m o w i n g t h e l awn , c lean ing t h e house, t h a t w h e n it 
came t i m e f o r unexpec ted ALS craziness, I was exhaus ted . 
I'm f ina l ly s i t t ing d o w n and re lax ing since be ing on m y f e e t since 10a. 
Felt bad f o r m y PALS, as I had a b i t o f c ry ing spel l . Feel ing sorry f o r mysel f . 
T ry ing t o t e n d t o h im w h i l e he was laying d o w n f la t , w h i c h makes it hard 
fo r h i m t o b rea the . It was t o u g h . 
Pals looks di f f t oday . M o r e p r o n o u n c e d cheek bones, wh i ch means m o r e 
sunken in cheeks and t emp les . So sad.... 
M y Pals t o l d m e "I d id g o o d " . I d o n ' t ge t t h a t t o o o f t e n , so I'm reward ing 
mysel f w i t h a bag o f s ta rburs t . 
Oh, w h o a m I k idding.. . ! eat t h e m a lmos t n ight ly . 



3. (3. cervenec 2021) M y Pals has changed , o r dec l ined qu i t e a bi t in t h e 
last m o n t h . I fee l as t h o u g h once he go t his f eed ing t u b e . No t saying t h a t 
t h e t u b e has any th ing t o do w i t h t h e dec l ine , i t 's jus t a t i m e marker . 
Ex t remely t i r ed 
Restless 
Moans nons top 
Legs and f e e t are hu r t i ng h i m badly 
Looks so m u c h m o r e w e a k 
Barely w a n t s t o leave his bed f o r t h e rec l iner 
Barely smiles a n y m o r e 
It 's jus t hea r tb reak ing 

4. (3. červenec 2021) Does anyone k n o w of a g roup of Soldiers(or 
ve terans) t h a t w e r e d iagnosed w h i l e sti l l on act ive duty (en l is ted)? 



5. (28. b řezen 2021) I d o n o t have a cough assist 
Pals is t r y i ng t o cough up ph legm, 
H o w can I help??? 

6. (28. ú n o r 2021) Hey a l l ! 
Quest ion? 
M y Pals has been cough ing late ly. He c la ims i t 's a " t i ck le " or fee ls l ike a 
smal l chunk of s o m e t h i n g t h a t he's no t able t o get ou t . 
It seems t o be mos t l y w h e n he eats o r dr inks. 
He w i l l cough , over and over, and at t imes look as if he is d ry heav ing . Or 
cough ing and can ' t get his b rea th . I'm no t sure if I'm descr ib ing it cor rec t ly . 
Is th is h im s ta r t ing w i t h t h e swa l low ing , cough , goop? 
Ty 



7. ( 1 1 . p ros inec 2020) Ques t ion f o r y 'a l l? 
M y Pals p resen ted in his a rms and legs f i rs t . His speech s ta r ted chang ing 
a round Feb of th is year . He m e n t i o n e d t o m e t o n i g h t t h a t his b o t t o m l ip is 
n u m b . I assume this is a no rma l par t of t h e disease? I guess f o r m e , I'm 
cur ious /scared if th is is h im progress ing in those crucial areas? 

8. (29. u n o r 2020) On a l ighter no te , I o r d e r e d these 17 inch bendy s t raws 
t h a t open t o 20 inches f o r John t o d r ink w i t h . He can ' t l i ft a glass or sit up 
and raise his arms t o gu ide t h e s t raw, and can ' t reach t h e l i t t le s t raws. 
They are cal led M a m m o t h . ME2E 



9. (29. u n o r 2020) Haven ' t pos ted in a coup le of days. I t 's been a t o u g h 
coup le . . 
W e had been t r y i ng t o get i n t o t h e ALS cl inic in M e m p h i s . They c o u l d n ' t 
get us in unt i l May , and t h e Chat tanooga cl inic, n o t unt i l Augus t . As w e all 
know , m a n y ALS w o u l d n ' t make it t o those da tes . 
BUT, w e had an Ange l manage t o get us i n , in a m o n t h . Our app t was th is 
last Thursday. Amaz ing , car ing, unde rs tand ing , suppor t i ve , know ledgeab le 
staff. The f i rs t t i m e I t h i nk w e fe l t , good af ter a v is i t . 
John t o o k a p re t t y nasty fal l at t h e cl in ic. Hit his head so ha rd , y o u p rob 
cou ld hear it a b lock away . Needless t o say, w e w e r e sent t o t h e ER f o r a 
CT scan t o ru le o u t any bra in b leeds, e tc . 
John is ok ! N o t h i n g w r o n g w i t h his h e a d ! ! ! 
M e , on t h e o the r hand , b roke d o w n as soon as w e w e r e a lone, headed t o 
t h e ER. Ou t of pure exhaus t ion , despera te ly w a n t i n g t o be at h o m e , 
re laxed, etc. I j us t d i dn ' t k n o w if I had it in me , t o con t on t h a t even ing . I 
began t o ques t ion my s t r eng th (men ta l , e m o t i o n a l , physical , sp i r i tua l ) , m y 
abi l i t ies t o care f o r o the r h u m a n beings, some t imes , I be l ieve w e ques t ion 
our very o w n ex is tence. 

10. (24. u n o r 2020) I d o n ' t no rma l l y share any th ing t o o persona l . But I am 
learn ing t h a t in o rde r t o ge t our Na t ion t o unde rs tand t h e c r ipp l ing 
sever i ty of ALS, I need t o be a bi t m o r e o p e n . 
I k n o w one t h i n g I miss be ing a caregiver o f a Pals, is a hug, a t i gh t embrace 
f r o m m y husband . It can be reassur ing, suppor t i ve , w a r m , etc These are 
th ings t h a t w e take f o r g ran ted every day. But w h e n y o u can no longer 
have these, i t af fects y o u great ly . W e unders tand t h a t w e are loved, b u t 
some t imes w e jus t need t h a t embrace . 
This m o r n i n g , I c raw led back i n t o bed and p laced his a rms a round m e . It 
was so very special and so very m u c h needed , f o r bo th of us. 
Miss ing his arms, his s t r eng th ! 



Pečovatel 2 

15 
Pečovatel (pří tel) 

1. (10. b řezen 2022) W h e n y o u go f r o m long t e r m disabi l i ty t o social 
secur i ty d isabi l i ty insurance. W h a t ' s t h e d i f fe rence is pay and service? 
M y gf is look ing i n t o a hea l th insurance as w e l l . 

2. (17. u n o r 2022) Has anyone t h a t takes or t aken t razodone also taken 
cbd and or the? 
Any bad affects? 



3. (15. ú n o r 2022) Has anyone ever w o r k e d by using t h e eye gaze? M y 
gf/pALS is a c o p y w r i t e r and w o u l d l ike t o go back t o i t unt i l she to ta l l y 
can ' t . 
I was w o n d e r i n g if y o u can use it f o r w o r k . 

4. (7. ú n o r 2022) A l i t t le gross bu t m y pALS is unab le t o use her hands. 
She's been hav ing t r o u b l e ge t t i ng dry nose go ld o u t and is using q t ips . I 
was w o n d e r i n g if there 's any th i ng t h a t w e can use instead? 



5. (2. ú n o r 2022) Has any pALS gone fu l l vegan? M i n e is and she's losing 
w a y t o o m u c h w e i g h t . 
Good? Bad? 
I t h i nk w e are go ing back t o meats l ike t u r key and ch icken . 

6. (6. leden 2022) I'm in search of a nurse p rac t i t i oner t h a t can c o m e t o 
t h e h o m e and admin is te r an an t ib io t i c f o r l yme. 
Tampa, Florida area? 
Any suggest ions? 



7. (17. p ros inec 2021) I 'm t h i nk i ng of a w a y t o ge t my pALS gf on m y 
insurance. She's t o o y o u n g f o r Med ica re and I d o n ' t t h i nk she'l l be able t o 
get med ica id . 
I 'm t h i nk i ng t h e on ly w a y is mar r iage bu t I 'm hes i tan t . Has anyone d o n e 
th is? 

8. (3. pros inec 2021) Has anyone in th is g roup been t o body science in 
f lo r ida? 
Pros cons? 



9. (3. p ros inec 2021) W h a t ' s a good p roduc t t o he lp pALS ho ld o n t o 
utensi ls be t te r? 

10. ( 1 1 . l i s topad 2021) A t w h a t po in t d id y o u have t o ta lk t o y o u r pALS 
abou t ge t t i ng ou ts ide assistance? 
Th ink ing a nurse f o r an hour or t w o a day. 



1 1 . (17. r i j en 2021) I'm a bf f o r m y als gf. I fee l l ike I'm b e c o m i n g m o r e of a 
caregiver n o w and it 's d i f f icu l t t o t rans fe r back and f o r t h . 
Has anyone exper ienced th is? 
Do y o u become less of a par tner? 

12. (22. září 2021) M y pALS is hav ing a s t re tch ing or t u r n i n g fee l i ng in her 
muscles wh i l e she sleeps. 
The c r a m p i n g has been be t te r bu t h o w , if w e can, d o w e con t ro l t h e 
s t re tch ing fee l ing? 
Has anyone exper ienced th is fee l ing? 



13. ( 3 1 . červenec 2021) Any t ips on decreas ing muscles c ramps/s t i f fness 
at Night? 
M y gf is 43 w i t h als. Still gets a round bu t gets very sti f f at n ights and 
s leep ing is d i f f icu l t . 
I massage her once a w e e k b u t is t h e r e any th i ng I can give her t h a t w o u l d 
help t h e musc le s t i f fness /c ramp ing at n ight? 
B tw th is g roup is g rea t . The disease ef f in sux 

14. (29. červenec 2021) No t t r y i ng t o have a pol i t ica l reac t ion or 
a r g u m e n t . 
Has y o u r doc to rs r e c o m m e n d e d ge t t i ng t h e cov id vaccine? 
Has any als pa t ien ts go t t en i t ? A n d w h a t was y o u r exper ience? 
Thanks 



15. (25. červenec 2021) H o w have y o u dea l t w i t h a loved one t h a t t o ta l l y 
doesn ' t bel ieve or w a n t t o bel ieve t hey have th is? 
W e are go ing t h e remedy , s u p p l e m e n t rou te bu t m a y b e m e d tr ia ls w o u l d 
be be t te r? 



Pečovatel 3 Pečovatel 4 

15 14 

Pečovatel (dcera) Pečovatel (manželka) 

1. (14. b řezen 2022) I a m leav ing th is g roup so t h a t I can 1 . (10. b řezen 2022) Did any of y o u r Pals use 
p roper ly gr ieve m y loss. I'd love t o stay and o f fer adv ice, th is w e d g e or s o m e t h i n g s imi lar? I w o n d e r if i t 
however , I need t o separate mysel f f r o m t h e reminders of th is is c o m f y +fotografie 
awfu l disease. I pray f o r c o n t i n u e d pa t ience , love, and ho ld on 
s t rong t o y o u r f a i t h . 
This g r o u p has been very he lp fu l . Con t inue t o pay it f o r w a r d . 

2. (10. b řezen 2022) A b o u t 7 or 8 years ago, w h e n m y m o m 
was 7 9 / 8 0 years o ld , she used t o r a n d o m l y d r o p th ings t h a t 
she was ho ld ing , f o r no reason. She w o u l d get so upset . W e 
used t o say "You ' re ge t t i ng o ld m o m . Those th ings h a p p e n . " 
We l l those th ings d o n ' t happen unless s o m e t h i n g is w r o n g . In 
2018, she s ta r ted losing a lot of w e i g h t w i t h o u t t r y i ng . In 
2019, she s ta r ted losing her voice and t h e use of her left 
hand . In 2020 she was d iagnosed w i t h ALS. On Feb 1, 2022 , at 
t h e age of 86 , she was set f r e e . 
Her d r o p p i n g th ings was on ly t h e beg inn ing of th is disease. 

2. (23. u n o r 2022) Hey everyone , its 4 3 0 a m 
and I a m on and of f s leep w i t h F30 mask 
p r o b l e m w i t h l ower l ip of m y pals escaping t h e 
mask. A p p a r e n t l y i t on ly comes as m e d i u m in 
size and w e need a ch in s t rap t o co r rec t th is . Is 
th is t rue? W h a t are y o u r exper iences? any 
t ips? M y pals hubby is ge t t i ng f e d up w i t h all 
t h e changes . please he lp . Thank y o u in 
advance. 



3. (9. březen 2022) W h a t I've learned a b o u t th is aw fu l disease 3. (30. leden 2022) M y husband was cry ing last 
is everyone 's s y m p t o m s can be comp le te l y oppos i te of n ight . He said he w a n t s t o reach 80 years of 
s o m e o n e else's. I've been in th is g roup f o r abou t 2 years w h i l e age. He is 45 .1 d idn ' t k n o w w h a t t o say. It's so 
car ing f o r m y M o m . I see posts a b o u t t h i cken ing mucous ; my hear tb reak ing . It's so ha rd . 
m o m had issues w i t h w a t e r y saliva. I see posts w h e r e PALS 
are able t o do the i r o w n suc t ion ing bu t cou ldn ' t wa lk ; m y 
m o m cou ld bare ly raise her arms, bare ly use her hands, and 
cou ldn ' t ex tend her f ingers, bu t was able t o wa lk . I saw posts 
abou t peop le no t be ing able t o b l ink or close the i r eyes; 
b l ink ing was one of t h e last th ings my m o m was able t o do 
be fo re she passed away. There 's so m u c h m o r e , bu t these 
th ings we igh heavy on m y m i n d w h e n I see these posts . 
I fee l te r r ib le t h a t anyone has t o go t h r o u g h th is . PALS & 
CALS, I pray f o r y o u r s t reng th , pa t ience, sp i r i tua l gu idance, 
and Love. WŠE 
CALS, stay s t rong . 
PALS, keep y o u r f a i t h . It w i l l get y o u t h r o u g h t o t h e end . 

4. (3. u n o r 2022) On February 1st, 2022, my 86 year o ld 
m o t h e r ascended f r o m her body w h i c h was s lowly be ing 
bruta l ized by ALS. M y beaut i fu l and s t rong m o t h e r f o u g h t 
against th is disease unt i l one day I said t o her, " M o m , please 
s top f i gh t i ng . W e wi l l be OK. You are suf fer ing w a y t o o m u c h . " 
A b o u t a w e e k later, she b roke f r ee of th is a w f u l , aw fu l 
disease. M y hear t is b roken because I w a t c h e d m y m o t h e r 
suf fer and I w i tnessed her hea l th dec l ine over t h e past 2 
years. F rom day t o day, w e e k t o week , and m o n t h t o m o n t h , 
basic f unc t i ons t h a t w e take f o r g ran ted w e r e s t r ipped f r o m 
her such as speaking, smi l ing, ho ld ing th ings w i t h her hands, 
ex tend ing her f ingers, ea t ing , wa lk ing , ge t t i ng dressed, etc. 
Dur ing her last days she was on ly able t o respond by b l ink ing. 
The on ly t h i ng t h a t ALS d idn ' t s t r ip her of was her m i n d . M y 
M o m was aware of eve ry th ing t h a t was happen ing t o her 
unt i l her last m o m e n t s . Know ing t h a t m y M o m is no longer 
t r a p p e d in her body and suf fer ing w i t h d i scomfo r t , pa in , and 
lack of her i ndependence , helps t o b r ing m e peace. She is 
f r ee . 21 
Please pray f o r my f am i l y w h i l e w e get t h r o u g h this d i f f icu l t 
t i m e . +fotografie 

4. (29. leden 2022) Hel lo , w e are hav ing our 
ini t ia l consu l ta t i on w i t h a Consu l tan t w h o wi l l 
assess my husband Pals f o r Cannabis 
t r e a t m e n t f o r anx ie ty t o m o r r o w , I a m a b i t 
lost. Can anybody give m e a c lue t o w h a t I can 
ask? He is exper ienc ing anx ie ty a t tack a lmos t 
every n ight , some m i ld and a f e w ma jo r ones 
t h a t lasts f o r m o r e t h a n hour . I f i nd t h a t w h e n 
I massage h i m he feels be t te r a f ter , d id 
anybody s tar t w i t h cannabis oil? Is i t as 
e f fect ive as peg i n t roduced? W h a t are y o u r 
exper iences please.? Thank y o u in advance-



5. (10. leden 2022) M y m o m is 86 w i t h ALS. Everyone 
au tomat i ca l l y assumes t h a t because she can ' t he lp hersel f at 
al l , t h a t she doesn ' t k n o w wha t ' s go ing o n . W h y is t ha t? M y 
mo the r ' s m e m o r y is be t te r t han m ine r ight n o w . 

5. (25. leden 2022) He lp ! ! ! CPAP mask is 
mark ing m y hubby 's cu te nose. W h a t do y o u 
guys use please???? Thank y o u in advance. 
+fotografie 

6. ( 3 1 . p ros inec 2021) M y mo the r ' s hea l th has dec l ined over 
t h e past 2 weeks , even since Chr is tmas day. She is n o w d o w n 
t o b l ink ing t o respond . She is bare ly able t o nod or shake her 
head or use her board t o spell w o r d s . This disease is t h e 
w o r s t ! If i t w e r e a physical t h i ng , I'd smash i t t o pieces. 

6. (23. leden 2022) W h e n I have a back pa in , or 
a bru ise or I cou ldn ' t go o u t w h e n t h e sun is 
sh in ing or if I miss m y husband's vo ice and his 
laugh or even t h e silly discussions w e used t o 
have, I r e m i n d mysel f , my husband is his best 
self t oday and I shou ld be t h a n k f u l . I can hug 
h im , ho ld his hands, he can w r i t e w o r d s f o r m e 
t h e n I make t h e m i n t o sentences unt i l I get 
w h a t he w a n t s © , he can ho ld m y hands w h e n 
he can see I a m upset ,he sleeps be t te r n o w 
than f e w weeks ago because of f ina l ly t r y i ng 
his CPAP mach ine at n igh t . He gets anxious b u t 
he looks at me and af ter a f e w m inu tes I can 
see h im ge t t i ng be t te r . Its one hor r ib le day at a 
t i m e n o w fo r us, b u t w e have lots of m o m e n t s 
w h e r e w e smi le at each o the r and I hope he 
doesn ' t fee l a lone in th is , t h a t he has m e 
a lways. 
I was ove r th i nk i ng last n ight abou t t h e f u t u r e 
his f u t u r e bat t les sti l l t o c o m e and It real ly 
a f fec ted m e . 
A n d I go back t o th is g roup and lots of peop le 
are on t h e same boa t as us, he lp ing each o t h e r 
and mak ing jokes and l iv ing, f i gh t i ng th is 
disease. 
I j us t w a n t t o say t o w h o e v e r reads th is , y o u 
are A M A Z I N G . M y husband too . . .hav ing t o give 
me a smi le every m o r n i n g and prec ious 
m o m e n t s HI t h a t lasts f o reve r xxx 
Love t o al l , and have a g rea t day +fotografie 



7. (16. r i j en 2021) W h a t w o u l d y o u do? 
A cons is ten t h o m e hea l th a ide is d i f f icu l t t o f i n d . W e have a 
cons is tent one f o r t h e mos t par t , bu t a f te r she changes m y 
m o m ' s d iaper , she spends t h e rest of t h e t i m e on her phone . 
M y m o m said she asked her all w e e k t o do her hair, bu t she 
d idn ' t do i t . She's here f o r 4 hours . She doesn ' t do jobs t h a t 
are less t h a n 6 hours , and she said t h e on ly reason t h a t she 
t o o k th is ass ignment is because it 's m y m o m . (She covered f o r 
a n o t h e r aide a w h i l e ago, so she was fami l i a r ) . She hasn' t 
changed my m o m ' s l inen e i ther . I end up do ing i t . I w a n t t o 
say s o m e t h i n g t o her and t o t h e agency, bu t I'm a f ra id we ' l l 
get s o m e o n e w h o shows up t w i c e a w e e k instead of 5 days 
per week . 
Should I let i t be, or shou ld I say someth ing? 

7. (9. l eden 2022) Hel lo , please can I ask w h a t 
do y o u use t o keep y o u r head up in a good 
pos i t ion . I have bough t a lo t o f neck braces 
f r o m jus t l ike ch in rest, d iscreet ones t o a 
supp l ied by hospi ta l bu lky neck brace. M y Pals 
husband rejects t h e m as he feels l ike chok ing 
and d o n ' t l ike any th i ng on his neck . I also 
bough t a t rave l p i l l ow or I use a ro l led t o w e l , 
he d o e s n ' t m i n d t h a t bu t i t doesn t stay in place 
fo r t h e w h o l e n ight . I a m o u t of ideas and it 
real ly bo thers m e t o see his head d o w n t o his 
chest and compla ins t h a t his neck is sore. 
W h a t d o y o u guys do? 
Thank y o u in advance x 

8. (14. zarf 2021) M y m o m had sl ippers on and w o u l d no t 8. (7. l eden 2022) M y husband g iv ing m e Love 
a l l ow w o m e n t o assist her w i t h s tand ing up . She w o u l d <v > . Have a lovely m o r n i n g Everybody f r o m us 
a lways be in a seated pos i t ion w i t h her legs spread o u t in here in Ed inburgh Scot land. +fotografie 
f r o n t of her . Today w e pu t sneakers on her and she s tood 
r ight up . N o w t h a t my husband is h o m e , she's c la im ing t h a t 
she can ' t s tand , and she w a n t s h im t o he lp her. This w o m a n is 
t r y i ng m y pa t ience . Lol ! 



9. ( 3 1 . s rpen 2021) This was m y m o m in Apr i l 2020 . Today, 9. (6. l eden 2022) Hel lo , d id anybody used a 
she canno t wa lk . Her last t i m e wa lk ing unassisted was July ch i rop rac to r and or acupunc tu re and fe l t t h e 
18 th , 2 0 2 1 w h e n she was a d m i t t e d in t h e hospi ta l f o r benef i ts especial ly in t h e neck area musc le 
b rea th ing issues. She spent 2 weeks in t h e hospi ta l in bed . con t ro l and pain w i t h neck strain? 
She w e n t t o rehab f o r 20 days and was wa l k i ng w i t h 
assistance, and they even had her go ing up and d o w n t h e 
stairs also w i t h assistance. She came h o m e on A u g 17 th . She 
doesn ' t t rus t t h a t I w o n ' t make her fa l l , so she w o n ' t t r y t o 
wa lk . HI She'l l never wa lk aga in . It's so crazy h o w th is disease 
takes away a piece of y o u on a m o n t h l y o r week l y basis. 
+video 

10. (20 . s rpen 2021) So t h e latest on m y m o m . . . . A w e e k af ter 10 . ( 2 1 . u n o r 2022) 
her g - tube was pul led o u t by t h e A ide at rehab, she was 
discharged h o m e . T w o days later , she's back in t h e ER, 
because t h e fo ley ca the te r ba l loon w e n t i n t o her in test ines. 
She is n o w a d m i t t e d t o t h e hospi ta l t o ge t t h e ca the te r 
rep laced w i t h a g - tube . This is w h a t we ' ve been f i gh t i ng f o r 
since i t was pu l led ou t . 
UPDATE: The g - tube has been rep laced, and m y m o m is do ing 
w e l l . I'm no t sure of w h e n she'l l be d ischarged t h o u g h . MH 

T a h k 1 1 . Propert ies a T m a r i j u a n a app l icab le 

to A L S symp tom manageiu?nt 

AJLS syiop l om MEirijiiiiQii LTIW-I 

Pain N u n a p f o i d armlsesin and ant j - i i 

Spas t i c i t y 

Wasting Appcrikr stimulant 

Dysprusi • ru nchod i latkm 

D r o o l i n g D r y mouth 

Depression Euphoria 

D y s j n i t o n o m i u Viisodilatinn 

iScouronnl ostdnEion Neum prole Lrtivc anlicix 



1 1 . (14. s rpen 2021) M y m o m is in rehab . She go t her g - tube 
placed a b o u t 3 weeks ago. On Sunday, an A ide t h a t was 
t e n d i n g t o her, pu l led o u t her g - tube . N o w she has a fo ley 
ca the te r in its place, and t hey w o n ' t replace t h e g- tube at t h e 
fac i l i ty because it 's less t h a n 3 m o n t h s o l d . I'm so pissed! The 
A ide c la ims w h e n she pu l led m y M o m ' s g o w n back, t h e g- tube 
was lay ing t h e r e . M y m o m said t h e A ide d id i t , and said she 
was rough w i t h her . M y m o m can ' t use her hands, so she 
d idn ' t do i t . Everyone else t h e r e agrees. She also has her 
facul t ies abou t her and knows w h a t ' s go ing o n . They are 
d ischarg ing her next w e e k w i t h th is ca the te r ins tead. I'm no t 
happy a b o u t th is at a l l ! 

1 1 . (4. ú n o r 2022) Good day t o all 

12. (3. s rpen 2021) G- tube ques t i on : Isn't t h e t u b e supposed 12. (17. l eden 2022) 
t o be clear of any l iquids w h e n f eed ing is c o m p l e t e ? M y 
m o m ' s t u b e has w a t e r s i t t ing in t he re , l ike it d idn ' t go all t h e 
w a y d o w n . 
UPDATE: I w a t c h e d m y M o m ' s nurse p lunge t h e f o o d t h r o u g h 
t h e t u b e because it w o u l d n ' t go d o w n . This doesn ' t seem 
r ight ! Please te l l m e I'm w r o n g . 

Healing doesn't mean you'll never ge 

triggered again, or that eventually 

you're going to arrive somewhere fre 

of any pain or suffering. Healing is a 

quiet homecoming. It's about returnir 

to yourself and settling peacefully int 

the truth of who you are. Not 

incomplete, not broken. Whole, 

lovable, human. 



13. (26. červenec 2021) M y m o m is 86 and was d iagnosed last 13. (17. l eden 2022) 
May. Last Sunday she was rushed t o t h e hospi ta l due t o her 
weez ing . Since t h e n she had a peg t u b e p laced. She passed 
t h e bar ien swa l l ow tes t , and was given t h e op t i on t o eat ora l ly 
or via t h e t u b e . The next day she choked w h e n fed ora l ly , so 
she n o w has t o be fed on ly by t u b e . N o w she chokes even o n 
her sal iva, and goes in to resp i ra to ry distress. Today she A A h t 
choked 3 t imes , and I was t h e r e fo r one ep isode. It was bad . I \ n a w n e n y o u g e l 
I'm rema in ing posi t ive, bu t real ist ical ly t h i nk i ng , I d o n ' t k n o w t 0 w h e r e y o u ' r e 
if she' l l leave t h e hospi ta l a l ive. She's supposed t o go t o rehab 
today , bu t I d o n ' t know . If she does, I d o n ' t t h i n k she'l l c o m e g o i n g , t u r n 
h o m e . I've d o n e eve ry th ing t h a t I can f o r her at th is po in t . J „ „ A Ua\^ 

i r o u i i Q u n c i i i c i p 

h e r t o o . F o r t h e r e 

w a s a t i m e , n o t 

l o n g a g o w h e n s h e 

w a s y o u . 

14. (19. červenec 2021) Do PALS genera l ly deve lop as thma? 14. (15. l eden 2022) 
M y m o m was rushed t o t h e hospi ta l because she was weez ing 
uncon t ro l l ab ly . The doc to r said she has as thma . M y m o m is 
86 and never had it be fo re . 

Some days you will 
* "The Cool Shady Tree 

be the light for other 
and some days you 

will need some light 
from them. 

As long as there is 
light there is hope 
and there is a way 



15. (20. k v e t e n 2021) A cup t o help you r PALS, t o help 
p reven t chok ing . 
The Provale Cup is a L imi ted F low Cup fo r t h e de l ivery of t h i n 
l iquids. 
h t t p s : / / w w w . a m a z o n . c o m / d p / B 0 0 C Z 3 G G H G / r e f = c m _ s w _ r _ c p 
_ a w d b _ i m m _ 2 D W 1 0 7 6 C T W 6 2 H X X 4 6 K Q T ? 
_encod ing=UTF8&psc= l& fbc l i d= lwAR2Z7odsDLdCbfF -
7_tyCvv6VzGSN izBAd ncTUWWTi W w X M eG 9_r_EQz4y Fw 

A cu rved spoon t o help y o u r PALS. -
h t t p s : / / w w w . a m a z o n . c o m / d p / B 0 7 K L Z V M 7 K / r e f = c m _ s w _ r _ c p 
_ a w d b_i m m_K4G A D M MQHO1VHXVZX5 PZ? 
_ e n c o d i n g = U T F 8 & p s c = l & f b c l i d = l w A R l A u n 7 a q W n O G k _ 6 i O M 
Nq lV-XHa3M_a2RvWI999yx fbKS9R8L68p j_3vGNU 

https://www.amazon.com/dp/B00CZ3GGHG/ref=cm_sw_r_cp
https://www.amazon.com/dp/B07KLZVM7K/ref
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1. (9. březen 2022) W i t h hur r icane season approach ing I am 
look ing f o r some backup ba t te ry a l te rnat ives f o r m y m o m ' s 
t r i l ogy mach ine . Any suggest ions? Paying $14,000 f o r a 
genera to r is no t feas ib le . 

2. (25. l i s topad 2021) W h e n do y o u k n o w w h e n t o pu t 
s o m e o n e on hospice? W h a t are quest ions t o ask? W h a t are 
th ings I shou ld k n o w ? 



3. (10. l i s topad 2021) M y m o m has excessive bu rp ing . W h a t 
can i do? Is th is no rma l? 

4. (12. červenec 2021) W h a t is eve ryone using as a ba t te ry 
backup f o r t h e Tr i logy mach ine . I a m t r y i ng t o p repare f o r 
hur r icane season. Thanks. 



5. (15. če rven 2021) M y m o m has been fee l i ng nauseous all 
day. She says she has t o v o m i t b u t its on ly saliva c o m i n g up. 
Any suggest ions? I d o n ' t k n o w w g a t t o do ® 

6. (25. d u b e n 2021) M y m o m sudden ly needs her t r i l ogy m o r e 
o f t e n . Is th is no rma l? 



7. (27. leden 2021) Is t h e r e any th i ng tha ts wo rks fast f o r 
cons t ipa t ion? Sorry d o n t w a n t t o o f fend anyone ® 

8. (15. l i s topad 2020) Any ideas h o w t o get r id of a bedsore? 



9. (12. ř í jen 2020) Has anyone used th is t o p reven t pressure 
sores? Does it w o r k ? 

(3) Deliver to Kimbarly - Richmond 77407 

^ ^ ^ ^ f f l Receive t imely del ivery 
E v w ? and deal notifications 

Get the 1 
App 1 

Get *5 to shop in the Amazon app 

Visit the PCP Store A '•• in 
PCP Overlay Blanket, Sheepskin, Pressure Relief Medical Pad, 
Beige 

Loading images... 

D I (561.99/Count) 

& FREE Sh ipp ing 

Arrives: Oct 16 - 21 

In Stock. 

Qty: 1 V 

A d d t o Car t 

• Secure transaction 

Ships f rom and sold by Compre5sionStockings+. 

Return policy: R e t ^ y ^ j ^ f l t j L J j y ^ ^ 0 2 1 

10. (4. zarf 2020) M y m o m said she has a sharp pain on her 
l o f t c i H o n o e s anyone else exper ience these t ype of pains? 

nflommatory 

ldanl 



1 1 . (4. zarf 2020) Does anyone take b lood th inne rs t o p reven t 
b lood c lots? The doc to r said m y m o m needs t h e m since she is 
j>>—% ve. 

12 . (26 . s rpen 2020) Bet ter Days are Coming Pal and Cals. This 
" u n s he lped m e get t h r o u g h many days! W a n t e d t o share. 

t 

:e 

i 

ig 
o 



13. (26. s rpen 2020) A m I t h e on ly one t h a t has a hard t i m e 
t r y i ng t o ge t f am i l y or f r i ends t o unders tand m y Pals 
mnriitinn? I fee l l ike I a m on repeat . I can ' t , I a in ' t , and I w o n ' t 

j n t h e s t reets w i t h y o u . Al l m y t i m e and energy is 
are f o r m y Pals. I d o n t m i n d tak ing care of m y Pals. I 
j l d he lp o thers take care of t he i r Pals. But w h a t is 
; is exp la in ing t o f am i l y and f r iends t h e same th i ng 
over . I a m busy. M y focus is my m o m ! That 's i t ! 

14. (25. s rpen 2020) I r e m e m b e r one day I was pu l l ing m y 
m o m (Pals)back on t h e bed and she was sc reaming because 

:hough t she was go ing t o fa l l . So I s ta r ted sc reaming at 
: or sc reaming and she s ta r ted c ry ing . Of all o f t h e 42 years 
'e been on th is ea r th I have NEVER seen or heard my 
i cry. She is t h e s t rongest person I k n o w ! From t h a t 
l e n t m y # 1 goal was t o make sure m y m o m is happy and 

gj n care of everyday . This is t h e purpose God has g iven m e 
is m o m e n t in my l i fe. He has p rov ided and w i l l con t i nue 
•ovide w h a t e v e r w e need . No j o b or mater ia l th ings can 
replace t h e t i m e I have here on th is ea r th w i t h my m o m . 

II t h e caregivers stay s t rong and push t h r o u g h . Remember 
ke care of yourse l f also. Set t i m e each day or w e e k t o do 
e th ing f o r yourse l f and r e m e m b e r you are no t a lone. W e 
HI in th is t o g e t h e r © 



15. (25. s rpen 2020) Pals and Cals w h e n y o u fee l d iscouraged 
and a lone keep go ing 

God w i l l g i v e y o u s t r e n g t h 
w h e n y o u t h i n k y o u c a n ' t 

g o o n . He w i l l g i v e y o u j o y 
w h e n y o u s h o u l d be 

d i s c o u r a g e d . He can m a k e a 
w a y w h e n i t l o o k s 

i m p o s s i b l e . 

Joel Osteen 

wwui.idEehearts.com 

16. (22. s rpen 2020) Does med icare cover t h e cost of 
whee lcha i rs? 

http://wwui.idEehearts.com


17. (28. červenec 2020) M y m o m was t h i n k i n g a b o u t 
par t i c ipa t ing in a cl inical t r ia l? Has anyone t r i ed th is? W h a t 
are y o u r t hough ts? 

18. (27. červenec 2020) Hel lo . Thank y o u f o r a l l ow ing me t o 
j o i n . M y m o m was d iagnosed in Jan / February . Any 
suggest ions on h o w t o p reven t bed sores? 



Pečovatel 6 

Celkový poče t př íspěvků: 

Počet zkoumaných pečova te lů : 

Počet zkoumaných pac ien tů : 

1. (4. březen 2022) Dad can n o t ho ld his paperback books 
real ly a n y m o r e . Any ideas t o he lp . He does no t w a n t t h e m on 
a k ind le he w a n t s t h e paperback ones t hey are o ld wes te rns 
Also t r o u b l e ho ld ing smal l th ings t o get a d r ink w e use s t raws 
and hone his dr inks bu t w o u l d sippy cup be easier 
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2. (2. března 2022) Dad is on t h e Bipap 2 4 / 7 he doesn ' t even 
w a n t t o take of f t o eat . He eats a p u d d i n g snack and tha t ' s 
abou t i t . This disease is so b ru ta l É 



3. (10. u n o r 2022) A n y o n e else PALS have upset t u m m y ' s f o r 
weeks in end? He hard ly eats a n y m o r e . N o t h i n g h e l p s . © 

4. (10. u n o r 2022) M y dads been hav ing pain in his t u m m y fo r 
days. The nurse had no c lue. He po t ty ' s once a day w h e n w e 
go over t o t rans fer . He feels hor r ib le cou ld it be some th i ng 
else? A n y o n e else have t u m m y t r o u b l e ?? 



5. (4. u n o r 2022) M y dad says n o t h i n g tas te good and seems 
like it has no f lavor . Has anyone else exper ienced th is 
perhaps? 

6. (28. leden 2022) They d r o p p e d of f t h e cough assist 
mach ine . But no one k n e w h o w t o te l l us t o use i t . The person 
t h a t was suppose t o show us is sick and cou ld no t show us. 
Dad t r i ed it and s ta r ted cough ing so w e t o o k it of f © a n y t h i n g 
w e need t o k n o w ? They said w h e n s o m e o n e is we l l t h e y wi l l 
send o u t . 



7. (26. leden 2022) They de l i vered t h e suct ion mach ine bu t I 
was no t here . He says i t 's no t w o r k i n g . Is t h e r e a t r ick t o th is 
th ing? He was pu t t i ng i t in his nose I t h o u g h i t was f o r back of 
t h r o a t . 

8. (25. leden 2022) W h a t can y o u get t o he lp suck f l e m o u t of 
Pals t h r o a t ? 



9. ( 2 1 . leden 2022) Dad jus t s ta r ted oxygen bu t i t makes his 
t h r o a t hu r t . Is th is no rma l? He is on level 2 

10. (20. l eden 2022) Dads hear t ra te is 114 doc to rs w e cal led 
t hey said t h e y w o u l d get h im m o n i t o r , h o w can I he lp get i t 
d o w n ? Th ink one of his doc to rs he spoke t o t o d a y upset h im 
and she was ex t reamly ha te fu l t o h i m . I've been massaging 
h im any o the r t ips . 



1 1 . (10. l eden 2022) Dad is horse t oday and said hav ing 
t r o u b l e b rea th ing . I 3©is th is because he is losing voice? He 
has an a p p o i n t m e n t in M a y t o see pu lmary special ist . Tha t is 
f o reve r w a i t © 

12. (7. leden 2022) Dad has been d r ink ing p ro te in shakes like 
boost bu t i t 's g iv ing h i m gas. Is t h e r e any o the r high p ro te in 
r e c o m m e n d a t i o n s ? He is on ly able t o d r ink r ight n o w . 



13. (7. ledna 2022) Can y o u get bed rails w i t h o u t hav ing a 
hospi ta l bed . W e are ge t t ing con f l i c t i ng answers f r o m all t h e 
d i f fe ren t the rap is t t h a t c o m e over . 

14. (5. leden 2022) Help. . . .dad is ge t t i ng harder and harder t o 
t rans fe r as he decl ines. , t h e PT can ' t even ge t h i m on po t t y 
po t t y w i t h t h e hoye rH ]©any ideas h o w t o make using t h e 
po t t y n o t so ha rd . I'm abou t t o cry l is ten ing t o h i m . 



15. ( 1 . leden 2022) W e can no t f i n d anyone f o r l i f t he lp . The 
hoyer w i l l n o t w o r k on t h e ca rpe t and VA has no t pu l led i t up 
ye t . Checked several places and no one does l i f t he lp . Any 
help app rec ia ted . It 's ge t t i ng harder and harder t o l i f t h i m . 

16. (22. p ros inec 2021) There is no of f b u t t o n f o r hoyer 
It's a hoyer advance 340 
Does no t w o r k on our rugs @ b u t need it off 



17. (8. p ros inec 2021) M y dad can ' t s leep and said he is in so 
much pain in his legs any th i ng and he has t o pee every hour is 
th is no rma l ? 

18. (23. l i s topad 2021) Go ing t o pick up hoyer f o r parents bu t 
my sister m e n t i o n e d t h e l o w bed and th ick carpe t may h inder 
us ing i t . A t least in t h a t r o o m . Ideas?? Thoughts? 



19. ( 1 1 . l i s topad 2021) Has any th ing he lped y o u r PALS w i t h 
swo l len ankles. Compress ion socks have no t he lped very 
m u c h . 

20 . (10. l i s topad 2021) M y parents w e n t t o t h e doc to r and 
t hey w e r e no he lp ! They asked abou t a hoyer t o l i f t h im and 
t hey dismissed i t . Said it was big and bu lky. M y m o m can no t 
l ift h i m . Don ' t k n o w w h a t t o do . W e need s o m e t h i n g sk inny t o 
get t h r o u g h doors . The t r a n s p o r t w i l l no t f i t t h e whee lcha i r 
w i l l n o t f i t @ @ @ n o cons t ruc t i on on t h e r e ba th r o o m is even 
close said i t 's m o n t h s away 



2 1 . (7. l i s topad 2021) W h a t is t h e easiest w a y t o t rave l? M y 
dad w a n t e d t o make it t o Oregon so he w i l l have been t o all 
50 states. N o w t h a t he is in a whee lcha i r and th ings are 
m o v i n g fas ter t h a n w e t h o u g h t . 

22 . ( 3 1 . ř í jen 2021) I t r i ed i t f i rs t t o make sure he w o n ' t fa l l . 
This is no t w o r k i n g at all © © H o w d o y o u ge t f r o m 
whee lcha i r t o car ? +fotografie 



23 . ( 3 1 . ř í jen 2021) M y dad keeps fa l l ing . W h e n he t r ies t o 
t rans fe r f r o m cer ta in places. He has hu r t he ankles and knees. 
I d o n ' t k n o w w h a t t o do t o he lp m y parents © u s u a l l y t rans fe r 
chair i t po t t y © h e can ' t f i t in t h e rooms of t h e house w i t h t h e 
whee lcha i r so has t o use t h e wa lke r 

24 . (18. n j e n 2021) Upda ted 
Someone f r o m th is g r o u p reached o u t and gave m e a cell 
n u m b e r t o t h e chap te r and I was able t o ta lk t o s o m e o n e . 
They are no t a t t h e of f ice r ight n o w due t o Cov id . 
I have reached o u t n u m e r o u s t i m e t o t h e ALS chap te r t o ge t 
help and no one calls m e back ever. Is th is typ ica l ? 



25 . (15. r i j en 2021) M y dad w a n t s t o take m y son h u n t i n g one 
last t i m e . He knows he can ' t be in t h e w o o d s w i t h h im so he 
w i l l stay back at v e h . Please give m e po in te rs on h o w t o get 
h im in t h e t ruck w i t h no use of his legs. His f r i end is t ak ing m y 
dad and son. Any ideas are apprec ia ted 

26 . (8. r i j en 2021) M y dad is hav ing a hard t i m e tak ing a 
shower and is in a whee lcha i r my m o m is l i t t le and t h e r e is a 
smal l l ip on t h e shower . It 's s l ipper on t h e shower is t h e r e any 
po in ters t i l l t hey can get t h e shower redone on h o w t o 
t rans fe r in t h e shower 



27 . (2. n j e n 2021) Have an a p p o i n t m e n t w i t h 2nd M D 
t o m o r r o w w h a t quest ions shou ld w e ask? 

28 . (2. r i j en 2021) M y daddy 's legs no longer w o r k bu t he t r ies 
so hard t o keep jus t us ing t h e wa lke r . He lifts we igh ts w i t h his 
arms as he sti l l has s t reng th in t h e m . Ques t ion is i t hu r t i ng 
h im push ing h imsel f . He's a f ra id if he stops t r y i ng t h a t i t w i l l 
go fas ter . He w o r k e d o u t 2 hours everyday f o r 30 plus yearsIM] 



29 . (30. ř í jen 2021) The jus t pu t m y dad on Ri lutek b u t none 
of t h e pharmacy 's have i t . They are t r y i ng t o get i t anyone 
else have th is issue? W h a t do y o u t h i nk of th is d rug and w h y 
can ' t t hey seem t o ge t i t . 

30 . (29. zarf 2021) M y dad has a lways had t r o u b l e s leep ing 
bu t since t h e diagnoses ne i the r of m y parents can s leep. W h a t 
have y o u seen help? 

3 1 . ( 21.zarf 2021) M y dad goes t o his f i rs t a p p o i n t m e n t on 
t h e 28 th af ter ge t t i ng t h e diagnoses over t h e p h o n e . W h a t 
shou ld w e expect and any quest ions t h a t need t o be asked w e 
m igh t n o t have t h o u g h t o f? I saw t h e r e are d i f fe ren t types . 
H o w do t hey no if yours is s low or a fas te r progression? 
Thanks f o r any adv ice. 
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Zařazení dle typu Z a r a Z X ; a h u d r U h U Z a ř a z e n í d l e A D L s Počet reakcí 

Pacient 1 Text a mu l t iméd ia Mo t i vace a pobaven í 

Text V ý p o v ě ď 

M o t i v o v á n í os ta tn ích 
č lenů skupiny 

Návštevy lékaře, 
proh l ídky, operace 

131 

116 

Text a mu l t iméd ia Výpověď Sociální skup iny a j i né 
společenské akce 287 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Výpověď 

Výpověď 

Výpověď 

Výpověď 

M o t i v o v á n í os ta tn ích 
č lenů skupiny 

Zábava 

Změna zdravo tn ího 
stavu pac ienta 

M o t i v o v á n í os ta tn ích 
č lenů skupiny 

302 

466 

122 

190 

Text a mu l t iméd ia Výpověď Návštěvy lékaře, 
proh l ídky, operace 248 

Text a mu l t iméd ia Výpověď Péče o zdraví, p revence 85 

Text a mu l t iméd ia Výpověď Návštevy lékaře, 
proh l ídky, operace 333 

Text a mu l t iméd ia Mo t i vace a pobaven í Zábava 58 

Text a mu l t iméd ia Výpověď Zábava 76 

Text a mu l t iméd ia Výpověď Péče o zdraví, p revence 3 5 1 

-r 4. m - J - M « . Kvali ta zd ravo tn ických „ „ , , Text a mu l t imed ia Mo t i vace a pobaven i . - , ' 313 
K s lužeb 

Text a mu l t iméd ia Doporučen í Péče o zdraví, p revence 47 



Text a mu l t iméd ia V ý p o v ě ď 
Pohyb a p řemisťování (v 

domácnos t i ) 

Text , m u l t i m é d i a a odkaz Doporučen í Pomůcky 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a m u l t i m é d i a 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

V ý p o v ě ď 

Výpověď 

V ý p o v ě ď 

V ý p o v ě ď 

V ý p o v ě ď 

Text a mu l t iméd ia Mo t i vace a pobaven í 

V ý p o v ě ď 

V ý p o v ě ď 

V ý p o v ě ď 

V ý p o v ě ď 

Mo t i vace a pobaven í 

Kombinace 

V ý p o v ě ď 

Pozit ivní udá los t i 

Pohyb a p řemisťování (v 
domácnos t i ) 

Návštěvy lékaře, 
proh l ídky , operace 

Změna zdravo tn ího 
stavu pac ienta 

Pomůcky 

M o t i v o v á n í os ta tn ích 
č lenů skupiny 

Změna zdravo tn ího 
stavu pac ienta 

Návštěvy lékaře, 
proh l ídky , operace 

Změna zd ravo tn ího 
stavu pac ienta 

Změna zdravo tn ího 
stavu pac ienta 

M o t i v o v á n í os ta tn ích 
č lenů skupiny 

M o t i v o v á n í os ta tn ích 
č lenů skupiny 

Péče o zdraví, p revence 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Kombinace 

V ý p o v ě ď 

V ý p o v ě ď 

Stravování 

St ravování 

Změna zdravo tn ího 
stavu pac ienta 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

V ý p o v ě ď 

V ý p o v ě ď 

Pomůcky 

Změna zdravo tn ího 
stavu pac ienta 



Text a mu l t iméd ia Výpověď Změna zdravo tn ího 
stavu pac ienta 

146 

Pacient 2 Text Mo t i vace a pobaven í Péče o zdraví, p revence 
12 

Text Výpověď M o t i v o v á n í os ta tn ích 
č lenů skupiny 

79 

Text Výpověď Přemisťování ( m i m o 
domácnos t ) 

25 

85 

Text Výpověď Zábava 

Text Výpověď Myš lenky , psycholog ie 
28 

Text a mu l t iméd ia Výpověď Myš lenky , psycholog ie 
37 

Text Výpověď Oblékání 
138 

17 

Text Výpověď Stárnut í a umí rán í 

Text Výpověď Výběr pečova te lů a 
zdravotn ických zařízení 

195 

Text Doporučen í Myš lenky , psycholog ie 
24 

Text Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 
č lenů skupiny 

27 

Text Výpověď Osobní hygiena 
35 

Text a mu l t iméd ia Výpověď 
Výběr pečova te lů a 

zdravotn ických zařízení 

232 

Text a mu l t iméd ia Výpověď 
Přemisťování ( m i m o 

domácnos t ) 

30 

Text a mu l t iméd ia Výpověď 
Sociální skup iny a j i né 

společenské akce 

108 

Text Mo t i vace a pobaven í 
M o t i v o v á n í os ta tn ích 

č lenů skupiny 
259 

Text Výpověď 
Sociální skup iny a j i né 

společenské akce 
24 

Text Výpověď M o t i v o v á n í os ta tn ích 
č lenů skupiny 

159 



Text Výpověď Předání osobních 
in fo rmac í 

110 

Text a mu l t iméd ia Výpověď Předání osobních 
in fo rmac í 

487 

Pečovate l 1 Text Výpověď Stárnut í a umí rán í 
194 

Text Výpověď Změna zdravo tn ího 
stavu pac ienta 

166 

Text Výpověď Změna zdravo tn ího 
stavu pac ienta 

106 

Text Dotaz Vyh ledán í pomoc i 0 

Text Dotaz Pomůcky 14 

Text Dotaz Péče o zdraví, p revence 
10 

Text Dotaz Změna zdravo tn ího 5 
Text Dotaz 

stavu pac ienta 

Text Mo t i vace a pobaven í Zábava 126 

Text Výpověď Výběr pečova te lů a 
zdravotn ických zařízení 

60 

Text Výpověď Pozit ivní udá lost i 161 

Pacient 3 Text a mu l t iméd ia Mo t i vace a pobaven í Zábava 
1427 

Text a mu l t iméd ia Mo t i vace a pobaven í Pomůcky 159 

Pouze mu l t iméd ia Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 
č lenů skupiny 

390 

Text a mu l t iméd ia Výpověď Pomůcky 314 

Text a mu l t iméd ia Mo t i vace a pobaven í Zábava 103 

Text a mu l t iméd ia Doporučen í Pomůcky 230 

Text a mu l t iméd ia Mo t i vace a pobaven í Zábava 133 

Text Kombinace Užívání léků 8 

Text a mu l t iméd ia Výpověď Zábava 191 

Text a mu l t iméd ia Výpověď Zábava 230 

Text Kombinace Pomůcky 1 

Text Kombinace Pomůcky 0 

Text Doporučen í Péče o zdraví, p revence 
27 

Text Výpověď Změna zdravo tn ího 
stavu pac ienta 

32 

Text Výpověď Uklízení a udržování 
domácnos t i 

117 

Text Výpověď Stravování 8 

Text Kombinace Užívání léků 1 

Text a mu l t iméd ia Výpověď Zábava 445 

Text a mu l t iméd ia Mo t i vace a pobaven í Zábava 108 

Text a mu l t iméd ia Doporučen í Pomůcky 10 

Text a mu l t iméd ia Výpověď Užívání léků 3 1 

Text a mu l t iméd ia Doporučen í Pomůcky - toa le ta 126 



Pečovate l 2 Text Kombinace Vyh ledán í pomoc i 0 

Text Dotaz Užívání léků 0 

Text Dotaz Pomůcky 1 

Text Kombinace Změna zdravo tn ího 8 
Text Kombinace 

stavu pac ienta 

Text Kombinace St ravování 8 

Text Dotaz Výběr pečova te lů a 
zdravotn ických zařízení 

3 

Text Kombinace 
Výběr pečova te lů a 

zdravotn ických zařízení 

7 

Text Dotaz 
Kvali ta zd ravo tn ických 

služeb 

7 

Text Dotaz Pomůcky 3 

Text Dotaz Vyh ledán í pomoc i 5 

Text Kombinace Negat ivní poc i ty 
pečovate le 

19 

Text Kombinace Nespavost a po ruchy 
nočn ího chován í 

0 

Text Kombinace Nespavost a po ruchy 
nočn ího chován í 

20 

Text Dotaz Péče o zdraví, p revence 
4 

Text Dotaz Vyh ledán í pomoc i 5 

Pečovate l 3 Text Výpověď 
Vděčnos t za existenci 
skup iny a posky tnu té 

rady, p o d p o r u 

2 4 1 

Text Výpověď 
P ř e d á n í o s o b n í c h 

i n f o r m a c í 

84 

Text Výpověď Příznaky 118 

Text a mu l t iméd ia Výpověď Stárnut í a umí rán í 576 

Text Kombinace Péče o zdraví, p revence 
185 

Text Výpověď Změna zdravo tn ího 
stavu pac ienta 

133 

Text Kombinace Výběr pečova te lů a 
zdravotn ických zařízení 

19 

Text Výpověď Zábava 18 

Text a mu l t iméd ia Výpověď Změna zdravo tn ího 
stavu pac ienta 

112 

Text Výpověď Změna zdravo tn ího 
stavu pac ienta 

4 1 

Text Výpověď Stravování 6 1 

Text Dotaz St ravování 3 



Text Výpověď Změna zdravo tn ího 
stavu pac ienta 

40 

Text Dotaz Změna zdravo tn ího 19 
Text Dotaz stavu pac ienta 

Text a odkaz Doporučen í Pomůcky 2 

Pečovate l 4 Text a mu l t iméd ia Dotaz Pomůcky 3 

Text Kombinace Pomůcky 2 

Text Výpověď Strach z budoucnos t i 675 

Text Kombinace Užívání léků 7 

Text a mu l t iméd ia Dotaz Pomůcky 40 

Text a mu l t iméd ia Výpověď Myš lenky , psycholog ie 
524 

Text Kombinace Pomůcky 10 

Text a mu l t iméd ia Mo t i vace a pobaven í 
M o t i v o v á n í os ta tn ích 

č lenů skupiny 

882 

Text Dotaz Vyh ledán í pomoc i 1 

Pouze mu l t iméd ia Doporučen í Příznaky 47 

Pouze mu l t iméd ia Mo t i vace a pobaven í 
M o t i v o v á n í os ta tn ích 

č lenů skupiny 
209 

Pouze mu l t iméd ia Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 
č lenů skupiny 

58 

Pouze mu l t iméd ia Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 
č lenů skupiny 

176 

Pouze mu l t iméd ia Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 
č lenů skupiny 

242 

Pacient 4 Text a mu l t iméd ia Mo t i vace a pobaven í Zábava 35 

Text a mu l t iméd ia Výpověď 
Vděčnos t za existenci 
skup iny a posky tnu té 

rady, p o d p o r u 

360 

Text Výpověď M o t i v o v á n í os ta tn ích 
č lenů skupiny 

76 

Text a mu l t iméd ia Mo t i vace a pobaven í Zábava 340 

Text a mu l t iméd ia Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 
č lenů skupiny 

125 

Text a mu l t iméd ia Mo t i vace a pobaven í 
Vděčnos t za existenci 
skup iny a posky tnu té 

rady, p o d p o r u 

60 

Text a mu l t iméd ia Mo t i vace a pobaven í Zábava 223 

Pouze mu l t iméd ia Mo t i vace a pobaven í Zábava 36 

Text a mu l t iméd ia Mo t i vace a pobaven í Zábava 389 

Text , m u l t i m é d i a a odkaz Výpověď Pozit ivní udá lost i 
99 

Pouze mu l t iméd ia Mo t i vace a pobaven í Zábava 8 1 

Text a mu l t iméd ia Výpověď 
M o t i v o v á n í os ta tn ích 

č lenů skupiny 

2 2 1 

Pečovatel 5 Text Dotaz Bezpečnostní opa t řen í 
1 



Text Dotaz Vyh ledán í pomoc i 4 

Text Kombinace Péče o zdraví, p revence 0 

Text Dotaz Bezpečnostní opa t řen í 
0 

Text Kombinace Změna zdravo tn ího 0 
Text Kombinace 

stavu pac ienta 

Text Dotaz Změna zdravo tn ího 1 
Text Dotaz stavu pac ienta 

Text Dotaz Péče o zdraví, p revence 
20 

Text Dotaz Pomůcky 7 

Text a mu l t iméd ia Dotaz Pomůcky 2 

Text Dotaz 
Změna zdravo tn ího 0 

Text Dotaz stavu pac ienta 

Text Dotaz Užívání léků 4 

Text a mu l t iméd ia Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 
č lenů skupiny 

2 

Text Výpověď Negat ivní poc i ty 
pečovate le 

57 

Text Výpověď Myš lenky , psycholog ie 
181 

Pouze mu l t iméd ia Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 
č lenů skupiny 

53 

Text Dotaz Pomůcky 4 

Text Dotaz Kvali ta zd ravo tn ických 
služeb 

6 

Text Kombinace 
Předání osobních 

in fo rmac í 

2 

Pečovate l 6 Text Kombinace Pomůcky 
20 

Text Výpověď Stravování 115 

Text Dotaz St ravování 16 

Text Kombinace Příznaky 12 

Text Kombinace Příznaky 18 

Text Kombinace Pomůcky 8 

Text Kombinace Pomůcky 13 

Text Dotaz Pomůcky 11 

Text Kombinace Pomůcky 5 

Text Kombinace Péče o zdraví, p revence 
16 

Text Kombinace Změna zdravo tn ího 10 
Text Kombinace 

stavu pac ienta 

Text Kombinace St ravování 5 

Text Dotaz Pomůcky 8 

Text Kombinace 
Pohyb a p řemisťován í (v 

domácnos t i ) 

14 



Text 

Text 

Text 

Text 

Text 

Text 

Text 

Text a mu l t iméd ia 

Text 

Text 

Text 

Text 

Text 

Text 

Text 

Text 

Text 

Kombinace 

Výpověď 

Dotaz 

Kombinace 

Kombinace 

Výpověď 

Kombinace 

Dotaz 

Výpověď 

Kombinace 

Kombinace 

Kombinace 

Dotaz 

Kombinace 

Dotaz 

Dotaz 

Kombinace 

Pohyb a p řemisťován í (v 
domácnos t i ) 

Pohyb a p řemisťován í (v 
domácnos t i ) 

Nespavost a po ruchy 
nočn ího chován í 

Pomůcky 

Péče o zdraví, p revence 

Pomůcky 
Přemisťování ( m i m o 

domácnos t ) 

Přemisťování ( m i m o 
domácnos t ) 

Změna zdravo tn ího 
stavu pac ienta 

Výběr pečova te lů a 
zdravotn ických zařízení 

Přemisťování ( m i m o 
domácnos t ) 

Koupání a sprchování 

Návštěvy lékaře, 
proh l ídky, operace 

Pohyb a p řemisťován í (v 
domácnos t i ) 

Užívání léků 

Nespavost a po ruchy 
nočn ího chován í 

Návštěvy lékaře, 
proh l ídky, operace 

7 

1 

6 

2 

2 

3 1 

1 

22 

3 

6 

6 

3 

26 

0 

1 

12 

Finanční p r o b l é m y 0 

Hospodařen í s penězi 0 

Komun ikace a in te rakce 0 

Nakupován í 0 

Sport a p o d o b n é fyzické a 0 

Svátky, narozen iny , výroč 0 

Vaření , př íprava j íde l 0 

Využívání komun ikačn ích 0 

Koupání a sprchování 1 

Oblékání 1 

Osobní hygiena 1 

Strach z budoucnos t i 1 

Toaleta 1 

Uklízení a udržování d o m ; 1 

Bezpečnostní opa t řen í 2 



Negat ivní poc i ty pečovate 2 

Kvali ta zdravo tn ických slu 3 

Pozit ivní událost i 3 

Sociální skupiny a j i né sp 3 

Stárnut í a umí rán í 3 

Vděčnos t za existenci sku 3 

Nespavost a po ruchy noči 4 

Předání osobních in fo rma 4 

Příznaky 4 

Myš lenky , psychologie 5 

Přemisťování ( m i m o d o m , 5 

Pohyb a p řemisťování (v 6 

Vyh ledán í p o m o c i (v rodir 6 

Návštěvy lékaře, p roh l ídk 7 

Užívání léků 7 

Výběr pečovate lů a zdraví 7 

St ravování 9 

Péče o zdraví, p revence 13 

Zábava 19 

M o t i v o v á n í os ta tn ích č ler 2 1 

Změna zd ravo tn ího stavu 23 

Pomůcky 29 

A k t i v i t a Počet p ř íspěvků P růměr reakcí P růměr k o m e n t 

Vyh ledán í p o m o c i (v rodir 6 2,50 11,50 

Užívání léků 7 7,29 21,14 

Přemisťování ( m i m o d o m . 5 16,80 14,80 

Pomůcky 29 49,03 27,69 

St ravování 9 51,67 33,00 

Výběr pečova te lů a zdraví 7 74,57 37,29 

Péče o zdraví, p revence 13 87,92 31,08 

Změna zd ravo tn ího stavu 23 98,57 29,87 

Pohyb a p řemisťování (v 6 102,17 39,00 

Myš lenky , psychologie 5 158,80 33,00 

Návštěvy lékaře, p roh l ídk 7 163 ,71 49,29 

M o t i v o v á n í os ta tn ích člen 2 1 216,43 25 ,81 

Zábava 19 240,53 25,47 

A k t i v i t a Počet p ř íspěvků P růměr reakcí P růměr k o m e n t 

Vyh ledán í p o m o c i (v rodir 6 2,50 11,50 

Přemisťování ( m i m o d o m 5 16,80 14,80 

Užívání léků 7 7,29 21,14 

Zábava 19 240,53 25,47 

M o t i v o v á n í os ta tn ích č ler 2 1 216,43 25 ,81 

Pomůcky 29 49,03 27,69 

Změna zd ravo tn ího stavu 23 98,57 29,87 

Péče o zdraví, p revence 13 87,92 31,08 

St ravování 9 51,67 33,00 



Myšlenky, psychologie 5 158,80 33,00 

Výběr pečova te lů a zdraví 7 74,57 37,29 

Pohyb a p řemisťován í (v 6 102,17 39,00 

Návštěvy lékaře, proh l ídk 7 163 ,71 49 ,29 

CELEK 

Pomůcky 29 

Změna zd ravo tn ího stavu 23 

M o t i v o v á n í os ta tn ích č ler 2 1 

Zábava 19 

Péče o zdraví, p revence 13 

Stravování 9 

Návštěvy lékaře, p roh l ídk 7 

Užívání léků 7 

Výběr pečova te lů a zdraví 7 

Pohyb a p řemisťování (v 6 

Vyh ledán í p o m o c i (v rodir 6 

Myš lenky , psychologie 5 

Přemisťování ( m i m o d o m . 5 

Nespavost a po ruchy noči 4 

Předání osobních in fo rma 4 

Příznaky 4 

Kvalita zdravo tn ických slu 3 

Pozit ivní událost i 3 

Sociální skupiny a j i né sp 3 

Stárnut í a umí rán í 3 

Vděčnos t za existenci sku 3 

Bezpečnostní opa t řen í 2 

Negat ivní poc i ty pečovate 2 

Oblékání 1 

Osobní hygiena 1 

Strach z budoucnos t i 1 

Toale ta 1 

Uklízení a u d r ž o v á n í d o m ; 1 

Koupání a sprchování 1 

Počet př íspěvků - pac ien t Počet př íspěvků 

Bezpečnostní opa t řen í 0 Bezpečnostní opa t řen í 2 

Finanční p r o b l é m y 0 Finanční p r o b l é m y 0 

Hospodařen í s penězi 0 Hospodařen í s penězi 0 

Komunikace a in te rakce (; 0 Komun ikace a in te rakce (; 0 

Koupání a sprchování 0 Koupání a sprchování 1 

Kvalita zdravo tn ických slu 1 Kvali ta zd ravo tn ických slu 2 

M o t i v o v á n í os ta tn ích č ler 14 M o t i v o v á n í os ta tn ích č ler 7 

Myš lenky , psychologie 
Myš lenky , psychologie 3 

Myš lenky , psychologie 
2 

Nakupován í 0 Nakupován í 0 



Návštěvy lékaře, proh l ídk 5 Návštěvy lékaře, proh l ídk 2 

Negat ivní poc i ty pečovate 0 Negat ivn í poc i ty pečovate 2 

Nespavost a po ruchy noči 0 Nespavost a po ruchy noči 4 

Oblékání 1 Ob lékání 0 

Osobní hygiena 1 Osobní hygiena 0 

Péče o zdraví, p revence 6 Péče o zdraví, p revence 7 

Pohyb a p řemisťování (v 2 Pohyb a p řemisťování (v 4 

Pomůcky 10 Pomůcky 19 

Pozit ivní událost i 2 Pozit ivní událost i 1 

Předání osobních in fo rma 2 Předání osobních i n fo rma 2 

Přemisťování ( m i m o d o m . 2 Přemisťování ( m i m o d o m 3 

Příznaky 0 Příznaky 4 

Sociální skupiny a j i né sp 3 Sociální skupiny a j i né sp 0 

Spor t a p o d o b n é fyzické a 0 Spor t a p o d o b n é fyzické a 0 

Stárnut í a umí rán í 1 Stárnut í a umí rán í 2 

Strach z budoucnos t i 0 Strach z budoucnos t i 1 

St ravování 3 St ravování 6 

Svátky, narozen iny , výročí 0 Svátky, narozen iny , výročí 0 

Toaleta 1 Toa le ta 0 

Uklízení a udržování d o m ; 1 Uklízení a udržování d o m ; 0 

Užívání léků 3 Užívání léků 4 

Vaření , př íprava j íde l 0 Vaření , př íprava j ídel 0 

Vděčnos t za existenci sku 2 Vděčnos t za existenci sku 1 

Výběr pečova te lů a zdraví 2 Výběr pečova te lů a zdraví 5 

Vyh ledán í p o m o c i (v rodir 0 Vyh ledán í p o m o c i (v rodir 6 

Využívání komun ikačn ích 0 Využívání komun ikačn ích 0 

Zábava 17 Zábava 2 

Změna zd ravo tn ího stavu 9 Změna zd ravo tn ího stavu 14 



Počet 
komentářů DLE TYPU 

DLE DRUHU 
OBSAHU 

23 Počet pouze tex tových 
př íspěvků 

112 

37 Počet př íspěvků " tex t a 
m u l t i m é d i a " 69 

4 4 Počet př íspěvků s 
odkazem 3 

30 Počet př íspěvků "pouze 
m u l t i m é d i a " 9 

7 1 

22 

24 

75 DLE RÁMCE ADLs 

16 Základní denn í ak t iv i ty 19 

77 Ins t rumen tá ln í denn í 
ak t i v i t y 

32 

2 Os ta tn í i ns t rumen tá ln í 
denn í ak t iv i ty 4 9 

11 Specif ické ak t iv i ty 94 

4 4 

4 1 
STATISTIKY 
PŘÍSPĚVKŮ 

3 Celkový počet 
př íspěvků 193 

Počet výpověd í 

Počet do tazů 

Počet komb inac í 
(výpověď + dotaz) 

Počet dopo ručen í 

Počet "mo t i vace a 
pobavení " 

DLE 
JEDNOTLIVÝCH 
AKTIVIT (ADLs) 

K o u p á n í a s p r c h o v á n í 

O s o b n í h y g i e n a 

Oblékání 

T o a l e t a 

P o h y b a p ř e m i s ť o v á n í 
(v d o m á c n o s t i ) 

S t r a v o v á n í 

K o m u n i k a c e a 
i n t e r a k c e (z o č í d o 

očí ) 



4 1 

33 

11 

17 

38 

119 

17 

59 

38 

43 

7 1 

32 

35 

64 

7 1 

36 

9 

11 

19 

66 

Celkový počet reakcí 22139 

Celkový počet 
k o m e n t á ř ů 5756 

Průměrný poče t reakcí 114 ,71 

P růměrný poče t 
k o m e n t á ř ů 29,82 

U k l í z e n í a u d r ž o v á n í 
d o m á c n o s t i 

H o s p o d a ř e n í s p e n ě z i 

P ř e m i s ť o v á n í ( m i m o 
d o m á c n o s t ) 

V a ř e n í , p ř í p r a v a j í d e l 

N a k u p o v á n í 

Už í ván í l é k ů 

Využívání 
komun ikačn ích 

p ros t ředků 

Z á b a v a 

S p o r t a p o d o b n é 
f y z i c k é a k t i v i t y 

V ý b ě r p e č o v a t e l ů a 
z d r a v o t n i c k ý c h 

za ř í zen í 

P ř í znaky 

B e z p e č n o s t n í 
o p a t ř e n í 

N e s p a v o s t a p o r u c h y 
n o č n í h o c h o v á n í 

S v á t k y , n a r o z e n i n y , 
v ý r o č í 

Péče o z d r a v í , 
p r e v e n c e 

Soc iá l n í s k u p i n y a j i n é 
s p o l e č e n s k é a k c e 

S t á r n u t í a u m í r á n í 

V y h l e d á n í p o m o c i (v 
r o d i n ě i m i m o ) 



N á v š t ě v y l é k a ř e , 
p r o h l í d k y , o p e r a c e 

Kva l i t a 
z d r a v o t n i c k ý c h s l u ž e b 

Z m ě n a z d r a v o t n í h o 
s t a v u p a c i e n t a 

N e g a t i v n í p o c i t y 
p e č o v a t e l e ( v i n a , 
v y č e r p á n í , z t r á t a 

m o t i v a c e ) 

S t r a c h z b u d o u c n o s t i 

P o z i t i v n í u d á l o s t i 

F i n a n č n í p r o b l é m y 

V d ě č n o s t za e x i s t e n c i 
s k u p i n y a p o s k y t n u t é 

r a d y , p o d p o r u 

M o t i v o v á n í o s t a t n í c h 
č l e n ů s k u p i n y 

P o m ů c k y 

M y š l e n k y , 
p s y c h o l o g i e 

P ř e d á n í o s o b n í c h 
i n f o r m a c í 

Poměr reakcí/ komentá 

Zábava 

Motivování ostatních členů skupiny 

Návštěvy lékaře, prohlídky, operace 

Myšlenky, psychologie 

Pohyb a přemisťování (v domácnosti) 



19 

111 

~&r 

42 

33 

5 

43 

53 

23 

30 

52 

26 

ToT 

6 

29 

29 

7 

32 

9 

13 

30 

22 

9 

1 

7 

Změna zdravotního stavu pacienta ^^^H 

Péče o zdraví, prevence ^^^B 

Výběr pečovatelů a zdravotnických zařízení ^^^H 

Stravování 

Pomůcky ^^^H 

Přemisťování (mimo domácnost) ^^^B 

Užívání léků • • • • 

Vyhledání pomoci (v rodině i mimo) ^^^H 

o% 10% 

• Průměr reakcí • 

01 

><u 
£ 

300,00 

250,00 

200,00 

150,00 

100,00 

50,00 

0,00 | <-

0 

_i i i i_ 
~ I — 

10 

15 

9 

0 

4 4 

32 

7 

13 

50 

Změna z d r a v o t n í h o stavu pacienl 

Zábav 

Vyh ledán í p o m o c i (v r od ině i mim( 

Výbě r pečovate lů a zd ravo tn i ckých zaříze 

Vděčnos t za existenci skup i r 

Užívání lék 



15 

9 

O 

34 

62 

12 

7 1 

20 

19 

13 

27 

0 

70 

13 

4 

" Š T 

Ukl ízenía u d r ž o v á n í d o m á c n o s 

Toalet 

Stravovár 

Strach z budoucnos 

Stárnut í a umírá 

Sociální skup iny a j i né společenské ak( 

Příznal< 

P ř e m i s ť o v á n í ( m i m o d o m á c n o s 

Předání osobních i n f o r m a 

Pozi t ivní událos 

P o m ů d 

Pohyb a p řemisťován í (v domácnos t 

Péče o zdraví, prevení 

Osobn í hygier 

Obléká 

Nespavos t a p o r u c h y nočn ího chová 

Negat ivn í poc i ty pečova te 

Návš těvy lékaře, p roh l ídky , opera< 

Myš lenky , psycho log 

M o t i v o v á n í os ta tn ích č lenů skup i r 

Kvali ta zd ravo tn i ckých služe 

Koupán í a sprchová 

Bezpečnostn í o p a t ř e 

24 

9 

212 

55 

Počei 

29 

54 

5 

27 

10 

64 

20 



12 

26 

0 

"Tö" 

33 

138 

58 

87 

128 

25 

9 1 

5 

14 

6 

1 

4 

10 

6 

76 

10 

23 

15 

6 

18 

8 

46 

6 

6 

56 

10 



27 

10 

19 

9 

10 

77 

60 

7 

2 

24 

0 

24 

34 

0 

31 

10 

12 

15 

34 

48 

39 

23 

45 

46 

21 

8 

40 

19 

15 

43 

79 



48 

3 

23 

16 

15 

9 1 

13 

54 

28 

33 

5 

5 1 

19 

46 

3 1 

5 

56 



ářů Počet i n te rakc í (součet reakcí a k o m e n t á ř ů ) 

14,00 

28,43 

31,60 

76,72 

84,67 

111,86 

119,00 

128,43 

141,17 

191,80 

213,00 

242,24 

266,00 

ářů 



- pečovate l 



Pacient 

Průměrný počet 
reakcí 

176,99 

P růměrný počet 
k o m e n t á ř ů 27,23 

Pečovatel 

Průměrný počet 
reakcí 60,29 

P růměrný počet 
k o m e n t á ř ů 32,09 

P r ů m ě r P r ů m ě r 
r e a k c í k o m e n t á ř ů 

l 

l 

l 

l 

102,17 39 

51,67 33 

Rozdělen 



5 16,80 14,8 

0 

0 

7 7,29 21 ,14 

0 

19 240,53 25 ,47 

0 

7 74,57 37 ,29 

4 

2 

4 

0 

13 87,92 31 ,08 

3 

3 

6 2,50 11,50 

Počet přisp 

Změna zdr 
Motivováni 

Výběr pečovatelů a 

Návštěvy lé 
Vyhledání p< 

Pohyb a přerr 
Přemisťo 

Pře 

Nespavost a | 
Vděčnost za existenci skupiny a p 

Sociální skupiny 

Kva lii 
Neg 

Uklízení 

Průměrr 



163,71 49 ,29 

3 

23 98,57 29 ,87 

2 

1 

3 

0 

3 

2 1 216,43 2 5 , 8 1 

29 49 ,03 27 ,69 

5 158,80 33 ,00 

4 

Motivováni ostatn 

Návštěvy lékaře, pr 

Myšk 

Pohyb a přemistbvái 

Změna zdravotní! 

Péče o 

Výběr pečovatelů a zdravc 

Přemistbvání (n 

Vyhledání pomoci I 

Průměrný 

Návštěvy lékaře, proh 

Pohyb a přemistbvání ( 

Výběr pečovatelů a zdravotn 

Myšlenk 

Péče o zd 

Změna zdravotního 

Motivování ostatních 

Přemistbvání (mirr 

Vyhledání pomoci (v r 

iřů u jednotlivých aktivit 



; 20% 30% 40% 50% 60% 70% 80% 90% 100% 

Průměr komentářů 



t příspěvků - pečovatel • Počet příspěvků - pacient 



í příspěvků podle typu 

í příspěvků podle druhu 
obsahu 

příspěvků do rámců ADLs 



i ns t rumen tá ln í a e n n i 
ak t iv i ty 

Os ta tn í i ns t rumen tá ln í 
d e n n í a k t i v i t y 

Specif ické ak t iv i ty 

)ěvků jednotlivých kategorií ADLs 

Pomůcky 
avotního stavu pacienta 
ostatních členů skupiny 

Zábava 
Péče o zdraví, prevence 

Stravování 
i zdravotnických zařízení 

Užívání léků 
káře, prohlídky, operace 
omoci (v rodině i mimo) 
listování (v domácností) 
vání (mimo domácnost) 

Myšlenky, psychologie 
Příznaky 

dání osobních informací 
Doruchy nočního chování 
oskytnuté rady, podporu 

Stárnutí a umírání 
a jiné společenské akce 

Pozitivní události 
ta zdravotnických služeb 
jativní pocity pečovatele 

Bezpečnostní opatření 
a udržování domácnosti 

Toaleta 
Strach z budoucnosti 

Osobní hygiena 
Oblékání 

Koupání a sprchování 

0 10 15 20 25 30 35 

iý počet reakcí u jednotlivých aktivit ADLS 



ich členu skupiny 

•ohlídky, operace 

:nky, psychologie 

ní (v domácnosti) 

i o stavu pacienta 

zdraví, prevence 

>tnických zařízení 

Stravování 

Pomůcky 

l imo domácnost) • 

Užívání léků | 

[v rodině i mimo) | 

0,00 50,00 100,00 150,00 200,00 250,00 

počet komentářů u jednotlivých aktivit ADLs 

Jídky, operace 

v domácnosti) 

ických zařízení 

y, psychologie 

Stravování 

raví, prevence 

stavu pacienta 

Pomůcky 

členů skupiny 

Zábava 

Užívání léků 

ío domácnost) 

od i ně i mimo) 

0,00 10,00 20,00 30,00 40,00 50,00 



Zařazení Z a ř a z e n í d i e 

Zařazení dle typu dle druhu . " i 1 . Počet reakcí 
obsahu ADLs 

Pacient 1 Text a mu l t iméd ia Mo t i vace a 
pobaven í 

M o t i v o v á n í 
os ta tn ích č lenů 

skupiny 
1 3 1 

Text 
. . . Návštevy lékaře, 
V y p o v e d p roh l ídky , operace 116 

Text a mu l t iméd ia V ý p o v ě ď 
Sociální skupiny a 
j i né společenské 

akce 
287 

Text a mu l t iméd ia V ý p o v ě ď 
M o t i v o v á n í 

os ta tn ích č lenů 
skupiny 

302 

Text a mu l t iméd ia V ý p o v ě ď Zábava 466 

Text a mu l t iméd ia V ý p o v ě ď 

Text a mu l t iméd ia V ý p o v ě ď 

Změna 
zd ravo tn ího stavu 122 

pacienta 

M o t i v o v á n í 
os ta tn ích č lenů 190 

skupiny 

Text a mu l t iméd ia V ý p o v ě ď 
Návštěvy lékaře, 

proh l ídky , operace 
248 

Text a mu l t iméd ia V ý p o v ě ď 
Péče o zdraví, 

p revence 
85 

Text a mu l t iméd ia V ý p o v ě ď 
Návštevy lékaře, 

proh l ídky, operace 333 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Mo t i vace a 
pobaven í 

V ý p o v ě ď 

V ý p o v ě ď 

Zábava 

Zábava 

Péče o zdraví, 
p revence 

58 

76 

3 5 1 



Kvalita 
zdravotn ických 

služeb 

Text a mu l t iméd ia Doporučen í Péče o zdraví, 
p revence 

Text a mu l t iméd ia Výpověď 
Pohyb a 

p řemisťování (v 
domácnos t i ) 

Text , mu l t iméd ia a odkaz Doporučen í Pomůcky 

Text a mu l t iméd ia V ý p o v ě ď Pozi t ivní udá lost i 

Text a mu l t iméd ia 
Pohyb a 

V ý p o v ě ď přemisťován í (v 
domácnos t i ) 

Text a mu l t iméd ia y , . Návštevy lékaře, 
y p p roh l ídky , operace 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Výpověď 

Výpověď 

Mo t i vace a 
pobavení 

Změna 
zd ravo tn ího stavu 

pacienta 

Pomůcky 

M o t i v o v á n í 
os ta tn ích č lenů 

skupiny 

Změna 
V ý p o v ě ď zd ravo tn ího stavu 

pac ienta 

Text a mu l t iméd ia Návštěvy lekare, Vy poved UI-JI 
, K p roh l ídky , operace 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Změna 
V ý p o v ě ď zd ravo tn ího stavu 

pac ienta 

Změna 
V ý p o v ě ď zd ravo tn ího stavu 

pac ienta 

Mo t i vace a 
pobavení 

Kombinace 

M o t i v o v á n í 
os ta tn ích č lenů 

skupiny 

M o t i v o v á n í 
os ta tn ích č lenů 

skupiny 



Text a mu l t iméd ia Výpověď Péče o zdraví, 
p revence 384 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Kombinace 

Výpověď 

Výpověď 

Výpověď 

Výpověď 

Výpověď 

Stravování 

Stravování 

Změna 
zd ravo tn ího stavu 

pacienta 

Pomůcky 

Změna 
zd ravo tn ího stavu 

pacienta 

Změna 
zd ravo tn ího stavu 

pacienta 

236 

13 

48 

24 

2 8 1 

146 

Pacient 2 Text 

Text 

Text 

Text 

Mo t i vace a 
pobavení 

Výpověď 

Výpověď 

Výpověď 

Péče o zdraví, 
p revence 

M o t i v o v á n í 
os ta tn ích č lenů 

skupiny 

Přemisťování 
( m i m o domácnos t ) 

Zábava 

12 

79 

25 

85 

Text 

Text a mu l t iméd ia 

Text 

Text 

Výpověď 

Výpověď 

Výpověď 

Myš lenky , 
psychologie 

Myš lenky , 
psychologie 

Oblékání 

28 

37 

138 

17 

V ý p o v ě ď Stárnut í a umí rán í 

195 

Text 

Text 

Text 

Výpověď 

Doporučen í 

Mo t i vace a 
pobavení 

Výběr pečova te lů 
a zdravo tn ických 

zařízení 

Myš lenky , 
psychologie 

M o t i v o v á n í 
os ta tn ích č lenů 

skupiny 

24 

27 



Text 

Text a mu l t iméd ia 

V ý p o v ě ď Osobní hygiena 

Výběr pečova te lů 
V ý p o v ě ď a zdravo tn ických 

zařízení 

35 

232 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Výpověď 

Výpověď 

Přemisťování 
( m i m o domácnos t ) 

Sociální skupiny a 
j i né společenské 

akce 

30 

108 

Text 

Text 

Mo t i vace a 
pobavení 

Výpověď 

M o t i v o v á n í 
os ta tn ích č lenů 

skupiny 

Sociální skupiny a 
j i né společenské 

akce 

259 

24 

Text 

Text 

Text a mu l t iméd ia 

Výpověď 

Výpověď 

Výpověď 

M o t i v o v á n í 
os ta tn ích č lenů 

skupiny 

Předání osobních 
in fo rmac í 

Předání osobních 
in fo rmac í 

159 

110 

487 

Pacient 3 Text a mu l t iméd ia 

Text a mu l t iméd ia 

Pouze m u l t i m é d i a 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text 

Text a mu l t iméd ia 

Text a mu l t iméd ia 

Text 

Text 

Mo t i vace a 
pobavení 

Mo t i vace a 
pobavení 

Mo t i vace a 
pobavení 

Výpověď 

Mo t i vace a 
pobavení 

Doporučen í 

Mo t i vace a 
pobavení 

Kombinace 

Výpověď 

Výpověď 

Kombinace 

Kombinace 

Zábava 

Pomůcky 

M o t i v o v á n í 
os ta tn ích č lenů 

skupiny 

Pomůcky 

Zábava 

Pomůcky 

Zábava 

Užívání léků 

Zábava 

Zábava 

Pomůcky 

Pomůcky 

1427 

159 

390 

314 

103 

230 

133 

8 

191 

230 

1 

0 



Pacient 4 

Text Doporučen í Péče o zdraví, 
p revence 

27 

Text Výpověď 
Změna 

zd ravo tn ího stavu 
pacienta 

32 

Text Výpověď 
Uklízení a 
udržování 

domácnos t i 

117 

Text Výpověď Stravování 8 

Text Kombinace Užívání léků 1 

Text a mu l t iméd ia Výpověď Zábava 445 

Text a mu l t iméd ia 
Mo t i vace a 
pobavení Zábava 

108 

Text a mu l t iméd ia Doporučen í Pomůcky 10 

Text a mu l t iméd ia Výpověď Užívání léků 3 1 

Text a mu l t iméd ia Doporučen í Pomůcky - toa le ta 
126 

Text a mu l t iméd ia Mo t i vace a 
pobavení Zábava 

35 

360 

Text a mu l t iméd ia Výpověď 

Vděčnos t za 
existenci skupiny a 

posky tnu té rady, 
p o d p o r u 

Text Výpověď 
M o t i v o v á n í 

os ta tn ích č lenů 
skupiny 

76 

Text a mu l t iméd ia Mo t i vace a 
pobavení Zábava 

340 

Text a mu l t iméd ia Mo t i vace a 
pobavení 

M o t i v o v á n í 
os ta tn ích č lenů 

skupiny 

125 

60 

Text a mu l t iméd ia Mo t i vace a 
pobavení 

Vděčnos t za 
existenci skupiny a 

posky tnu té rady, 
p o d p o r u 

Text a mu l t iméd ia Mo t i vace a 
pobavení 

Zábava 
223 

Pouze m u l t i m é d i a Mo t i vace a 
pobavení 

Zábava 
36 

Text a mu l t iméd ia Mo t i vace a 
pobavení 

Zábava 
389 

Text , mu l t iméd ia a odkaz Výpověď Pozi t ivní udá lost i 
99 

Pouze m u l t i m é d i a Mo t i vace a 
pobavení Zábava 

8 1 



Text a mu l t iméd ia Výpověď 
M o t i v o v á n í 

os ta tn ích č lenů 
skupiny 

2 2 1 

DLE JEDNOTLIVÝCH AKTIVIT 
(ADLs) Průměr reakcí 

Koupání a sprchování 0 

Komun ikace a in te rakce (z očí 0 

Hospodařen í s penězi 0 

Vaření , př íprava j ídel 0 

Nakupování 0 

Využívání komun ikačn ích proí 0 

Sport a p o d o b n é fyzické akt iv 0 

Příznaky 0 

Bezpečnostní opa t řen í 0 

Nespavost a po ruchy nočního 0 

Svátky, narozen iny , výročí 0 

Vyh ledán í pomoc i (v rod ině i 0 

Negat ivní poc i ty pečovate le (\ 0 

Strach z budoucnos t i 0 

Finanční p r o b l é m y 0 

Osobní hygiena 1 

Oblékání 1 

Toaleta 1 

Uklízení a udržování domácnc 1 

Stárnut í a umí rán í 1 

Kvali ta zdravo tn ických služeb 1 

Pohyb a p řemisťován í (v d o m i 2 

Přemisťování ( m i m o domácnc 2 

Výběr pečova te lů a zdravotnic 2 

Pozit ivní udá lost i 2 

Vděčnos t za existenci skupiny 2 

Předání osobních in fo rmac í 2 

Stravování 3 

Užívání léků 3 

Sociální skup iny a j i né společ 3 

Myš lenky , psychologie 3 

Návštěvy lékaře, proh l ídky, o 5 226,2 

Péče o zdraví, p revence 6 151,0 

Změna zd ravo tn ího stavu pac 9 180,3 

Pomůcky 10 123,6 

M o t i v o v á n í os ta tn ích č lenů sk 14 208,8 

Zábava 17 260,4 

Průměr k o m e n t á ř ů 

54,0 

23.5 

42.6 

20.3 

30.7 

26.4 

DLE JEDNOTLIVÝCH AKTIVIT 
(ADLs) 

Průměr reakcí P růměr k o m e n t á ř ů 



Pomůcky 10 

Péče o zdraví, p revence 6 

Změna zd ravo tn ího stavu paci 9 

M o t i v o v á n í os ta tn ích č lenů sk 14 

Návštěvy lékaře, proh l ídky, o 5 

Zábava 17 

123,6 

151,0 

180.3 

208,8 

226,2 

260.4 

20.3 

23.5 

42.6 

30.7 

54,0 

26.4 

DLE JEDNOTLIVÝCH AKTIVIT 
(ADLs) 

Pomůcky 10 

Péče o zdraví, p revence 6 

Zábava 17 

M o t i v o v á n í os ta tn ích č lenů sk 14 

Změna zd ravo tn ího stavu paci 9 

Návštěvy lékaře, proh l ídky, o 5 

Průměr reakcí P růměr k o m e n t á ř ů 

123,6 

151,0 

260,4 

208,8 

180,3 

226,2 

DLE JEDNOTLIVÝCH AKTIVIT 
(ADLs) 

Počet 
př íspěvků 

Průměr reakcí Průměr komen tá ř i ! 

Zábava 17 260,4 26,4 

Návštěvy lékaře, proh l ídky, o 5 226,2 54,0 

M o t i v o v á n í os ta tn ích č lenů sh 14 208,8 30,7 

Změna zd ravo tn ího stavu pac 9 180,3 42,6 

Péče o zdraví, p revence 6 151,0 23,5 

Pomůcky 10 123,6 20,3 

DLE JEDNOTLIVÝCH AKTIVIT 
(ADLs) 

Pomůcky 10 

Péče o zdraví, p revence 6 

Zábava 17 

M o t i v o v á n í os ta tn ích č lenů sk 14 

Změna zd ravo tn ího stavu paci 9 

Návštěvy lékaře, proh l ídky, o 5 

Průměr reakcí P růměr k o m e n t á ř ů 

123,6 

151,0 

260,4 

208,8 

180,3 

226,2 



Počet komentářů DLE TYPU 
DLE DRUHU 

OBSAHU 

23 Počet pouze tex tových 
př íspěvků 

25 

37 
Počet př íspěvků " tex t a 

m u l t i m é d i a " 60 

4 4 Počet př íspěvků s odkazem 2 

30 Počet př íspěvků "pouze 
m u l t i m é d i a " 3 

7 1 90 

Počet výpověd í 

Počet do tazů 

Počet komb inac í 
( výpověď + dotaz) 

Počet dopo ručen í 

Počet "mo t i vace a 
pobavení " 

22 

24 

44 

75 DLE RÁMCE ADLs 

16 Základní denn í ak t iv i ty 8 

77 Ins t rumen tá ln í denn í 
ak t i v i t y 23 

2 
Os ta tn í i ns t rumen tá ln í 

denn í ak t iv i ty 17 

11 Specif ické ak t iv i ty 43 

DLE 
JEDNOTLIVÝCH 
AKTIVIT (ADLs) 

K o u p á n í a s p r c h o v á n í 

O s o b n í h y g i e n a 

Oblékání 

T o a l e t a 

P o h y b a p ř e m i s ť o v á n í 
(v d o m á c n o s t i ) 



4 1 STATISTIKY 
PŘÍSPĚVKŮ 

3 Celkový poče t př íspěvků 90 

4 1 Celkový poče t reakcí 15929 

33 Celkový poče t k o m e n t á ř ů 2 4 5 1 

11 P růměrný počet reakcí 176,99 

17 P růměrný poče t k o m e n t á ř ů 27,23 

38 

119 

17 

59 

38 

43 

7 1 

32 

35 

S t r a v o v á n í 

K o m u n i k a c e a 
i n t e r a k c e (z o č í d o 

očí ) 

U k l í z e n í a u d r ž o v á n í 
d o m á c n o s t i 

H o s p o d a ř e n í s p e n ě z i 

P ř e m i s ť o v á n í ( m i m o 
d o m á c n o s t ) 

V a ř e n í , p ř í p r a v a j í d e l 

N a k u p o v á n í 

Už í ván í l é k ů 

Využívání 
komun ikačn ích 

p ros t ředků 

Z á b a v a 

S p o r t a p o d o b n é 
f y z i c k é a k t i v i t y 

V ý b ě r p e č o v a t e l ů a 
z d r a v o t n i c k ý c h 

za ř í zen í 

P ř í znaky 

64 B e z p e č n o s t n í 
o p a t ř e n í 



N e s p a v o s t a p o r u c h y 
n o č n í h o c h o v á n í 

Svá t ky , n a r o z e n i n y , 
v ý r o č í 

Péče o z d r a v í , 
p r e v e n c e 

Soc iá l n í s k u p i n y a j i n é 
s p o l e č e n s k é a k c e 

S t á r n u t í a u m í r á n í 

V y h l e d á n í p o m o c i (v 
r o d i n ě i m i m o ) 

N á v š t ě v y l é k a ř e , 
p r o h l í d k y , o p e r a c e 

Kva l i t a 
z d r a v o t n i c k ý c h s l u ž e b 

Z m ě n a z d r a v o t n í h o 
s t a v u p a c i e n t a 

N e g a t i v n í p o c i t y 
p e č o v a t e l e ( v i n a , 
v y č e r p á n í , z t r á t a 

m o t i v a c e ) 

S t r a c h z b u d o u c n o s t i 

P o z i t i v n í u d á l o s t i 

F i n a n č n í p r o b l é m y 

V d ě č n o s t za e x i s t e n c i 
s k u p i n y a p o s k y t n u t é 

r a d y , p o d p o r u 

M o t i v o v á n í o s t a t n í c h 
č l e n ů s k u p i n y 

P o m ů c k y 

M y š l e n k y , 
p s y c h o l o g i e 



P ř e d á n í o s o b n í c h 
i n f o r m a c í 



7 

6 

15 

9 

O 

44 

32 

7 

13 

50 

T 

76 

10 

23 

15 

6 

18 

8 

46 

6 

6 



56 

i 





55 Průměrný počet reakcí 176,99 

P růměrný poče t k o m e n t á ř ů 27,23 

22 

P r ů m ě r i n t e r a k c í P r ů m ě r k o m e n t á ř ů 

0 

1 

i 

1 

2 



1 

0 

2 

0 

0 

3 

0 

17 

0 

260,35 26 ,41 17 

0 

Mot 

Zrn 

Náv: 

Sociální: 

Vděčnost za existenci skup 

Výběr pečo\ 

Pohyb 

Průrrv 

Návštěvy lékaře, prol 

Motivování ostatních 

Změna zdravotního 

Péče o zc 

Průměr 

Návštěvy lékaň 
prohlídky, opera 



0 

0 

6 151,00 23,50 

3 

1 

0 

5 226,20 54,00 

1 

9 180,33 42 ,56 

208,79 30 ,71 

123,60 20,30 

Změna zdravotního sta 
pacienta 

Motivování ostatní 
členů skupiny 

Žába 

Péče o zdraví, prever 

Pomů( 

Poměr 

Návštěvy lékaře, prol 

Motivování ostatnícl 

Změna zdravotního 

Péče o z( 

3 



2 



Dle typu (pacient) 

Počet pouze textových 
příspěvků 

Počet příspěvků "text a 
multimédia" 

Počet příspěvků s 
odkazem 

Počet příspěvků "pouze 
multimédia" 

e druhu obsahu (pacient) 

• Počet výpovědí 

• Počet kombinací 
(výpověď + dotaz) 



nvování ostatních členů skupiny I 

ěna zdravotního stavu pacienta | 

ítěvy lékaře, prohlídky, operace 

skupiny a jiné společenské akce 

Stravování | 

)iny a poskytnuté rady, podporu I 

/atelů a zdravotnických zařízení | 

a přemisťování (v domácnosti) | 

Stárnutí a umírání | 

Toaleta | 

Osobní hygiena I 

0 2 4 6 8 10 12 14 16 18 

ěrný počet reakciu jednotlivých kategorií 
ADLs 

Zábava 

ilídky, operace 

i členů skupiny 

stavu pacienta 

Jraví, prevence 

Pomůcky I 

0,0 50,0 100,0 150,0 200,0 250,0 

ný počet komentářů u jednotlivých kategorií 
ADLs 



Zábava 

ilídky, operace 

i členů skupiny 

stavu pacienta 

Jraví, prevence 

Pomůcky 

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100% 

• Průměr reakcí • Průměr komentářů 



Zařazení dle typu 
Zařazení 

dle druhu 
obsahu 

Zařazení dle 
ADLs Počet reakcí 

194 

Pečovate l 1 Text Výpověď Stárnut í a umí rán í 

Text Výpověď Změna zdravo tn ího 
stavu pac ienta 

166 

Text Výpověď Změna zdravo tn ího 
stavu pac ienta 

106 

0 

Text Dotaz Vyh ledán í pomoc i 

14 

Text Dotaz Pomůcky 

Text Dotaz Péče o zdraví, 
p revence 

10 

Text Dotaz Změna zdravo tn ího 
5 

Text Dotaz stavu pac ienta 

126 

Text 
Mo t i vace a 
pobavení Zábava 

Text Výpověď 
Výběr pečova te lů a 

zdravo tn ických 
zařízení 

60 

161 

Text Výpověď Pozit ivní udá lost i 

0 

Pečovate l 2 Text Kombinace Vyh ledán í pomoc i 

0 

Text Dotaz Užívání léků 

Text Dotaz Pomůcky 

1 

Text Kombinace Změna zdravo tn ího 
8 

Text Kombinace 
stavu pac ienta 



Text Kombinace St ravování 

8 

Text Dotaz 
Výběr pečova te lů a 

zdravo tn ických 
zařízení 

Text Kombinace 
Výběr pečova te lů a 

zdravo tn ických 
zařízení 

7 

Text Dotaz 
Kvali ta 

zdravotn ických 
služeb 

7 

Text Dotaz Pomůcky 
3 

Text Dotaz Vyh ledán í pomoc i 
5 

Text Kombinace Negat ivní poc i ty 
pečovate le 

19 

Text Kombinace 
Nespavost a 

poruchy nočn ího 
chování 

0 

Text Kombinace 
Nespavost a 

poruchy nočn ího 
chování 

20 

Text Dotaz Péče o zdraví, 
p revence 

4 

Text Dotaz Vyh ledán í pomoc i 
5 

Pečovate l 3 Text Výpověď 

Vděčnos t za 
existenci skupiny a 

posky tnu té rady, 
p o d p o r u 

2 4 1 

Text Výpověď 
P ř e d á n í o s o b n í c h 

i n f o r m a c í 

84 

Text Výpověď Příznaky 118 

Text a mu l t iméd ia Výpověď Stárnut í a umí rán í 
576 

Text Kombinace 
Péče o zdraví, 

p revence 

185 



133 

Text V ý p o v ě ď Změna zd ravo tn ího 
stavu pac ienta 

Text Komb inace 
Výběr pečova te lů a 

zdravo tn ických 
zařízení 

19 

18 

Text V ý p o v ě ď Zábava 

Text a mu l t iméd ia V ý p o v ě ď Změna zd ravo tn ího 
stavu pac ienta 

112 

Text V ý p o v ě ď Změna zdravo tn ího 
stavu pac ienta 

4 1 

Text V ý p o v ě ď St ravování 
6 1 

Text Dotaz St ravování 3 

Text V ý p o v ě ď Změna zdravo tn ího 
s tavu pac ienta 

4 0 

Text Dotaz Změna zd ravo tn ího 
stavu pac ienta 

19 

2 

Text a odkaz Doporučen í Pomůcky 

Pečovate l 4 Text a mu l t iméd ia Dotaz Pomůcky 
3 

Text Komb inace Pomůcky 2 

Text V ý p o v ě ď Strach z 
budoucnos t i 

675 

7 

Text Kombinace Užívání léků 

4 0 

Text a mu l t iméd ia Dotaz Pomůcky 

Text a mu l t iméd ia V ý p o v ě ď Myš lenky , 
psychologie 

524 

Text Kombinace Pomůcky 
10 



Text a mu l t iméd ia 

Text 

Pouze m u l t i m é d i a 

Pouze m u l t i m é d i a 

Pouze m u l t i m é d i a 

Pouze m u l t i m é d i a 

Pouze m u l t i m é d i a 

Mo t i vace a 
pobavení 

Dotaz 

Doporučen í 

Mo t i vace a 
pobavení 

Mo t i vace a 
pobavení 

Mo t i vace a 
pobavení 

Mo t i vace a 
pobavení 

M o t i v o v á n í 
os ta tn ích č lenů 

skup iny 

Vyh ledán í pomoc i 

Příznaky 

M o t i v o v á n í 
os ta tn ích č lenů 

skup iny 

M o t i v o v á n í 
os ta tn ích č lenů 

skup iny 

M o t i v o v á n í 
os ta tn ích č lenů 

skup iny 

M o t i v o v á n í 
os ta tn ích č lenů 

skup iny 

882 

47 

209 

58 

176 

242 

Pečovatel 5 Text 

Text 

Text 

Text 

Text 

Dotaz 

Dotaz 

Kombinace 

Dotaz 

Kombinace 

Bezpečnostní 
opa t řen í 

Vyh ledán í pomoc i 

Péče o zdraví, 
p revence 

Bezpečnostní 
opa t řen í 

Změna zdravo tn ího 
stavu pac ienta 

4 

0 

0 

0 

Text 

Text 

Text 

Text a mu l t iméd ia 

Text 

Text 

Text a mu l t iméd ia 

Text 

Text 

Dotaz 

Dotaz 

Dotaz 

Dotaz 

Dotaz 

Dotaz 

Mo t i vace a 
pobavení 

Výpověď 

Výpověď 

Změna zdravo tn ího 
stavu pac ienta 

Péče o zdraví, 
p revence 

Pomůcky 

Pomůcky 

Změna zdravo tn ího 
stavu pac ienta 

Užívání léků 

M o t i v o v á n í 
os ta tn ích č lenů 

skup iny 

Negat ivní poc i ty 
pečovate le 

Myš lenky, 
psychologie 

20 

7 

2 

0 

4 

2 

57 

181 



Pečovate l 6 

m u l t i m é d i a Mo t i vace a 
pobavení 

M o t i v o v á n í 
os ta tn ích č lenů 

skup iny 

53 

Text Dotaz Pomůcky 4 

Text Dotaz 
Kvali ta 

zdravotn ických 
služeb 

6 

Text Kombinace 
Předání osobních 

in fo rmac í 

2 

Text Kombinace Pomůcky 20 

Text Výpověď Stravování 115 

Text Dotaz St ravování 16 

Text Kombinace Příznaky 12 

Text Kombinace Příznaky 18 

Text Kombinace Pomůcky 8 

Text Kombinace Pomůcky 13 

Text Dotaz Pomůcky 11 

Text Kombinace Pomůcky 5 

Text Kombinace Péče o zdraví, 
p revence 

16 

Text Kombinace Změna zdravo tn ího 
10 

Text Kombinace 
stavu pac ienta 

Text Kombinace St ravování 5 

Text Dotaz Pomůcky 8 

Text Kombinace 
Pohyb a 

přemisťování (v 
domácnos t i ) 

14 

Text Kombinace 
Pohyb a 

přemisťování (v 
domácnos t i ) 

7 

Text Výpověď 
Pohyb a 

přemisťování (v 
domácnos t i ) 

1 

Text Dotaz 
Nespavost a 

poruchy nočn ího 
chování 

6 

Text Kombinace Pomůcky 2 

Text Kombinace Péče o zdraví, 
p revence 

2 

Text Výpověď Pomůcky 3 1 

Text Kombinace Přemisťování ( m i m o 
domácnos t ) 

1 

mu l t iméd ia Dotaz Přemisťování ( m i m o 
domácnos t ) 

22 



Text 

Text Kombinace 
Výběr pečova te lů a 

zdravo tn ických 
zařízení 

Text 

Text 

Text 

Kombinace 

Kombinace 

Dotaz 

Přemisťování ( m i m o 
domácnos t ) 

Koupání a 
sprchování 

Návštěvy lékaře, 
prohl ídky, operace 

Text 

Text 

Text 

Kombinace 

Dotaz 

Dotaz 

Pohyb a 
přemisťování (v 

domácnos t i ) 

Užívání léků 

Nespavost a 
poruchy nočn ího 

chování 

Text Kombinace Návštěvy lékaře, 
prohl ídky, operace 

A k t i v i t a - P o č e t . » 
pr íspevku 

Osobní hygiena 0 

Ob lékání 0 

Toale ta 0 

Komun ikace a interakce 0 

Uklízení a udržování do 0 

Hospodařen í s penězi 0 

Vaření , př íprava j ídel 0 

Nakupován í 0 

Využívání komunikačníc 0 

Spor t a p o d o b n é fyzické 0 

Svátky, narozen iny , výr< 0 

Sociální skup iny a j i né 0 

Finanční p r o b l é m y o 

Koupání a sprchování 1 

Strach z budoucnos t i l 

Pozit ivní udá lost i i 

Vděčnos t za existenci s l 

Zábava 2 

Bezpečnostní o p a t ř e n í 2 

Stárnut í a umí rán í 2 

Návštěvy lékaře, p roh l í 2 



Kvalita zdravo tn ických s 2 

Negat ívn i poc i ty pecoví 2 

Myš lenky , psychologie 2 

Předání osobních in fo r 2 

Přemisťování ( m i m o d o 3 

Pohyb a p řemisťován í ( 4 

Užívání léků 4 

Příznaky 4 

Nespavost a po ruchy nc 4 

Výběr pečova te lů a zdr; 5 

St ravování 6 

Vyh ledán í pomoc i (v roi 6 

Péče o zdraví, prevence 7 

M o t i v o v á n í os ta tn ích čl 7 

Změna zd ravo tn ího sta\ 14 

Pomůcky 19 

DLE JEDNOTLIVÝCH AKTIVIT (ADLs) Průměr reakcí Průměr k o m e n t á ř ů 

Vyh ledán í pomoc i (v roi 6 2,5 11,5 

Užívání léků 4 2,8 30,5 

Nespavost a po ruchy nc 4 6,8 24,5 

Pomůcky 19 9,8 31,6 

Pohyb a p řemisťován í ( 4 12,0 44,0 

Výběr pečova te lů a zdr; 5 19,0 44,4 

Péče 0 zdraví, prevence 7 33,9 37,6 

Stravování 6 34,7 40,5 

Změna zd ravo tn ího stav 14 46,0 21,7 

Příznaky 4 48,8 21,3 

M o t i v o v á n í os ta tn ích čl 7 231,7 16,0 

DLE JEDNOTLIVÝCH AKTIVIT (ADLs) Průměr reakcí P růměr k o m e n t á ř ů 

Vyh ledán í pomoc i (v roi 6 2,5 11,5 

M o t i v o v á n í os ta tn ích čl 7 231,7 16,0 

Příznaky 4 48,8 21,3 

Změna zd ravo tn ího stav 14 46,0 21,7 

Nespavost a po ruchy nc 4 6,8 24,5 

Užívání léků 4 2,8 30,5 

Pomůcky 19 9,8 31,6 

Péče 0 zdraví, prevence 7 33,9 37,6 

Stravování 6 34,7 40,5 

Pohyb a p řemisťován í ( 4 12,0 44,0 

Výběr pečova te lů a zdr; 5 19,0 44,4 

Kategor ie ADLs Počet př íspěvků Průměr reakcí P růměr k o m e n t á ř ů 

M o t i v o v á n í os ta tn ích čl 7 231,7 16,0 

Příznaky 4 48,8 21,3 

Změna zd ravo tn ího stav 14 46,0 21,7 

St ravování 6 34,7 40,5 



Péče o zdraví, prevence 

Výběr pečova te lů a zdr; 

Pohyb a p řemisťován í ( 

Pomůcky 

Nespavost a po ruchy nc 

Užívání léků 

Vyh ledán í pomoc i (v roi 

7 33,9 37,6 

5 19,0 44,4 

4 12,0 44,0 

19 9,8 31,6 

4 6,8 24,5 

4 2,8 30,5 

6 2,5 11,5 



Počet 
komentářů 

6 1 

42 

33 

5 

43 

53 

23 

30 

52 

26 

15 

9 

0 

34 

DLE TYPU 

Počet pouze 
tex tových př íspěvků 

87 

Počet př íspěvků 
" tex t a m u l t i m é d i a " 9 

Počet př íspěvků s 
odkazem 

1 

Počet př íspěvků 
"pouze m u l t i m é d i a " 6 

DLE RÁMCE 
ADLs 

Základní denn í 
ak t i v i t y 11 

Ins t rumen tá ln í 
denn í ak t iv i ty 9 

Os ta tn í 
i ns t rumen tá ln í 
denn í ak t iv i ty 

32 

Specif ické akt iv i ty 5 1 

STATISTIKY 
PŘÍSPĚVKŮ 

DLE DRUHU 
OBSAHU 

Počet výpověd í 23 

Počet do tazů 36 

Počet komb inac í 34 
(výpověď + dotaz) 

Počet d o p o r u č e n í 2 

Počet "mo t i vace a 
pobavení " 

DLE 
JEDNOTLIVÝCH 
AKTIVIT (ADLs) 

K o u p á n í a s p r c h o v á n í 1 

O s o b n í h y g i e n a 0 

Ob lékání 0 

T o a l e t a 0 

P o h y b a p ř e m i s ť o v á n í 4 

(v d o m á c n o s t i ) 

S t r a v o v á n í 6 



62 
Celkový poče t 

př íspěvků 103 

12 

Celkový počet reakcí 6210 

7 1 

Celkový poče t 
k o m e n t á ř ů 3305 

20 
P růměrný poče t 

reakcí 
60,29 

19 P růměrný poče t 
k o m e n t á ř ů 

32,09 

13 

27 

0 

70 

13 

4 

~33~ 

24 

9 

212 

55 

K o m u n i k a c e a 
i n t e r a k c e (z o č í d o 0 

očí ) 

U k l í z e n í a u d r ž o v á n í 
d o m á c n o s t i 

0 

H o s p o d a ř e n í s p e n ě z i 0 

P ř e m i s ť o v á n í ( m i m o 
d o m á c n o s t ) 

3 

V a ř e n í , p ř í p r a v a j í d e l 0 

N a k u p o v á n í 0 

U ž í v á n í l é k ů 4 

Využívání 
komun ikačn ích 

p ros t ředků 
0 

Z á b a v a 2 

S p o r t a p o d o b n é 
f y z i c k é a k t i v i t y 

0 

V ý b ě r p e č o v a t e l ů a 
z d r a v o t n i c k ý c h 

za ř í zen í 

P ř í znaky 

B e z p e č n o s t n í 
o p a t ř e n í 

N e s p a v o s t a p o r u c h y 
n o č n í h o c h o v á n í 

5 

4 

2 

4 



Svá tky , n a r o z e n i n y , 
v ý r o č í 

Péče o z d r a v í , 
p r e v e n c e 

Soc iá ln í s k u p i n y a j i n é 
s p o l e č e n s k é a k c e 

S t á r n u t í a u m í r á n í 

V y h l e d á n í p o m o c i (v 
r o d i n ě i m i m o ) 

N á v š t ě v y l é k a ř e , 
p r o h l í d k y , o p e r a c e 

7 

0 

M o t i v o v á n í o s t a t n í c h 
č l e n ů s k u p i n y 

2 

14 

Kva l i t a z d r a v o t n i c k ý c h 
s l u ž e b 

Z m ě n a z d r a v o t n í h o 
s t a v u p a c i e n t a 

N e g a t i v n í p o c i t y 
p e č o v a t e l e ( v i n a , 
v y č e r p á n í , z t r á t a 

m o t i v a c e ) 

S t r a c h z b u d o u c n o s t i 1 

P o z i t i v n í u d á l o s t i 1 

F i n a n č n í p r o b l é m y 0 

V d ě č n o s t za e x i s t e n c i 
s k u p i n y a p o s k y t n u t é 1 

r a d y , p o d p o r u 

7 

P o m ů c k y 19 

M y š l e n k y , 2 

p s y c h o l o g i e 



P ř e d á n í o s o b n í c h 
i n f o r m a c í 
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3 1 

10 

12 

15 

34 

48 

39 

23 

45 

46 

2 1 

8 

40 

19 

15 

43 

79 

48 

3 

23 

16 

15 

9 1 

13 
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28 

33 

5 

5 1 

19 

46 

3 1 

5 

56 





Průměrný počet reakcí 60,29 

P růměrný počet k o m e n t á ř ů 32,09 

P r ů m ě r r e a k c í P r ů m ě r k o m e n t á ř ů 
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Pozitivní události | 
Koupání a sprchování 
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Pacient 1 
Žena 

Počet př íspěvků: 36 

Přispívá: Pacient 

Příspěvky: 

1 . (7. b řezen 2022) Good m o r n i n g ! Don ' t f o rge t t o smi le and laugh. Enjoy 
you r day t oday t h e w e a t h e r is s ta r t ing t o pick up . Spr ing is near ! 
Remember t o love y o u r f am i l y and ho ld t h e m t i gh t . Thank God f o r all o f 
you r blessings and pu t d o w n y o u r cell phone t o hear w h a t y o u m igh t be 
missing.#rockinals # tamura i sadven tu re + fotografie 

2a. (3. b řezen 2022) I have seven m o r e days be fo re m y surgery. This 
surgery is l i f e - th rea ten ing due t o m y weakness . Ei ther w a y I a m p repa red 
and hop ing I wake up w i t h a smi le and see my f am i l y in f r o n t of m e . 
Howeve r I look f o r w a r d t o t h e m o m e n t t h a t I see Jesus and no longer 
hu r t . 
Things I w o u l d leave w i t h all o f y o u is never give up hope . Put God f i rs t 
pray t o h i m , t i t he , t h a n k h im f o r all t h e blessings. Second y o u r f am i l y ho ld 
t h e m close, cap tu re all t h e memor i es even if i t 's pho tos be t te r t h a t mos t 
sil ly and una t t rac t i ve . Those are t h e ones t h a t c rea te t h e mos t memor i es . 
M a k e v ideos, back up those backups and revisi t t h e m o f t e n . 
W h a t e v e r happens on Thursday is m e a n t t o be. I a m okay w i t h th is I am 
sad h o w m y f am i l y may fee l w h e t h e r I a m gone or t h e d i f f i cu l ty t hey have 
agreed t o t o f i gh t t o keep m e al ive. It takes a v i l lage. A lways ask f o r he lp . 
Never be t o o p r o u d . A lways smi le and laugh it j us t makes y o u fee l bet ter . 



2b . If I d o n ' t w a k e up here on ea r th I pray t h a t my legacy con t inues and 
all t h e hard w o r k has no t been s w e p t on t h e t h e rug . That peop le 
r e m e m b e r I wasn ' t do ing i t jus t f o r m e I was do ing it f o r eve ryone in my 
s i tua t ion or s imi lar s i t ua t i on . I pray t h a t t hey c o n t i n u e mak ing r ipples and 
spread ing awareness. 
W h e n I do w a k e up it 's go ing t o be qu ie t f o r a l i t t le w h i l e . I haven ' t d o n e a 
very good j o b prac t ic ing my eye gaze. M y t ick tock account has exp loded 
and I get a b o u t 500 c o m m e n t s an hour . It's amaz ing w h e n y o u ask y o u r 
husband t o be t h e vo ice HI f o r those w h o have m y phone n u m b e r t h a n k 
you f o r a lways check ing on m e . Some th ing I'm no t used t o because I've 
a lways been t h e person t o check on y o u . Thank y o u f o r a lways be ing t h e r e 
and m y suppo r t and please don ' t s top . It's easier f o r me t o answer i t t h e 
phone or t ex t t h a n m e t r y i ng t o t h u m b in a phone n u m b e r and hi t send. 
As far as h o w I'm fee l i ng I stil l fee l very w e a k and t h e n lots o f d i scomfo r t 
bu t tha t ' s t o be expec ted . ALS is no t an easy disease. I haven ' t been o u t of 
my bed f o r abou t 2 m o n t h s except f o r a coup le of hospi ta l visi ts. I a m on 
t h e p h o n e 6 hours a day w i t h doc to rs and lawyers t r y i ng t o organize my 
care. 
So t h e c o u n t d o w n begins! Ei ther w a y I fee l l ike I'm in a w i n - w i n s i tua t ion . 
M o r e t i m e w i t h m y fam i l y t o c rea te m o r e memor i es and chaos or m o r e 
t i m e w i t h God . 
#rockinALS + video a 2 fotografie 

3. (27. u n o r 2022) A t t e n d e d church w i t h these guys and t h e guy beh ind 
t h e camera El t ak ing a very l i t t le l ow key day. So w e a k every t i m e I a m 
m o v e d . Thank y o u f o r all t h e encou ragemen t , snow angels, and shar ing 
you r adven tu res They have b rough t such a huge smi le t o my face ! David 
w o u l d say some t imes even tears of j oy w i t h t h e hash mark on t h e wa l l 
be fo re h o w m a n y t imes I c r i ed . 
Don ' t f o rge t t o laugh and smi le . Thank God f o r a n o t h e r day. 
#rockinALS # tamura i sadven tu re + fotografie 

4 . (23. u n o r 2022) So m a n y n u m b e r s in my m i n d 
8593 days since I mar r i ed m y best f r i e n d 
858 days since I was d iagnosed w i t h ALS 
518 days since my last s tep 
492 days since I accepted Jesus in m y l i fe 
53 days since w e saw our o ldes t boy 
4 1 days since I lost an i m p o r t a n t par t of my l i fe, my f a t h e r in law 
4 0 days since w e had a caregiver 
39 days since w e saw our younges t boy 
16 m o r e days unt i l I get t o b rea the be t te r 
6 m o r e days unt i l I t u r n 46 
M y days are no t done ye t ! I p lan on add ing so m u c h t o my l i fe. Every th ing 
f l ies by so quick ly bu t f o r m e I l ive one day at a t i m e . 
Thank y o u God f o r every day MH 
#rockinALS # tamura i sadven tu re + 7 fotografif 



5a . (20. u n o r 2022) Yesterday it t o o k unt i l a lmos t 2:00 p .m. and a shower 
w h e n I real ized was s ta r t ing t o fee l be t te r . I'm stil l no t o u t of t h e w o o d s 
bu t David has been do ing so good a b o u t mak ing sure I do no t miss any 
f lu ids or med i ca t i on . 
I was p lann ing on s tay ing in bed all day yes te rday bu t a f ter t h e shower I 
was fee l ing s o m e w h a t n o r m a l . So David and I w e n t t o on a da te t o t h e 
mov ie t hea te r . W e caught t h e 3:00 and saw t h e mov ie u n c h a r t e d . It was a 
w o n d e r f u l adven tu re mov ie w i t h M a t t D a m o n and T o m Ho l land . A f te r t h e 
mov ie was over David said w o u l d y o u like t o do a second mov ie? I t h o u g h t 
a b o u t i t I assessed m y s i tua t ion and his. H o w w e w e r e fee l i ng . W e w e r e 
like t w o l i t t le teenagers left in a mov ie t hea te r . So w e s tayed f o r d inner , I 
t o o k m y med ic ine , hooked me up w i t h m o r e f o r m u l a and w a t e r . W e 
stayed in t h e lobby unt i l 7:00 it was abou t an hou r and a half. Then w e 
w e n t and w a t c h e d t h e mov ie d o g w i t h Chann ing T a t u m . W h a t a 
w o n d e r f u l mov ie h igh l igh t ing such a he ro . 

5 b . W e d idn ' t even go t o bed unt i l 10:00 last n igh t and n o w w e are up and 
ge t t ing ready t o head t o chu rch . I Thank God f o r ano the r day t o c rea te 
m e m o r i e s w i t h m y husband . W e are go ing t o f i gh t th is dehyd ra t i on w i t h a 
no quest ions asked k ind of s i t ua t i on . W e are go ing t o f igh t his back pain 
and t o g e t h e r w e are go ing t o be so s t rong . The laughter t h a t has f i l led th is 
house in t h e past 2 days has been so w o n d e r f u l and re l iev ing 
I d o n ' t k n o w t h e rest of t h e day bu t I do k n o w I a m look ing f o r w a r d t o 
church and t h a n k i n g God f o r he lp ing me get t h r o u g h all o f these d i f f icu l t 
m o m e n t s . 
W e even s ta r ted eye gaze t ra in ing f o r David yes te rday so t h a t he knew 
h o w t o ope ra te i t w h e n I'm unab le t o he lp . I even t r a i ned h im on h o w t o 
use my Snapchat lo l . Don ' t be surpr ised if y o u get silly v ideos f r o m h im IH 
I hope eve rybody has a blessed day today , don ' t f o rge t t o laugh, smi le and 
en joy every m o m e n t y o u have w i t h those t h a t y o u love. 
#rockinALS # tamura i sadven tu re +3 fotografie 



6. (13. ú n o r 2022) Oh h o w I've missed y o u guys! I'm sorry I have no t been 
pos t ing th is o f ten in th is g roup . Here is an upda te on my past 2 m o n t h s . 
A l t h o u g h m y f i tness pal m a y b e super exc i ted a b o u t m y w e i g h t I a m no t . If 
I was wa lk ing and hea l thy I w o u l d be j u m p i n g f o r j oy . Don ' t w o r r y th is is a 
posi t ive post bu t m y we igh in was 164. Be tween t h e stress, anx iety , 
depress ion , no t w a n t i n g t o eat , and dehyd ra t i on I have p u t mysel f in a 
dangerous s i t ua t i on . 20 lb in 2 m o n t h s . Yes I a m w o r k i n g w i t h a medica l 
pro fess iona l . No I do no t w a n t t o go t o t h e hospi ta l and do no t plan on i t 
unless th is does n o t t u r n a round over t h e w e e k e n d . 
Yes I a m fee l i ng be t te r t oday ! So m u c h be t te r t h a t I a m headed t o church 
* I a m sti l l fa i r ly w e a k b u t I miss go ing t o chu rch . David and I are go ing t o 
get o u t of th is b e d r o o m and o u t of th is house and t h a t my f r iends is t h e 
p lan . 
W e go t th is ! God is good I'm no t g iv ing up at all no ma t te r w h a t ! 
#rockinALS # tamura i sadven tu re +3 fotografie a 1 video 

7. (6. ú n o r 2022) Even if David and I are at h o m e in bed . I can see t h e sun 
sh in ing t h r o u g h m y w i n d o w . Yes I have been d o w n f o r abou t a w e e k bu t 
s o m e t i m e s tak ing care of those t h a t take care of y o u is so i m p o r t a n t . I 
real ly w a n t e d t o make sure m y husband takes some d o w n t i m e f o r h imsel f 
and gets a l i t t le rel ief in his back. 
I d o n ' t k n o w w h a t i t 's l ike t o be in his shoes bu t f r o m my po in t of v i ew I 
can te l l t h a t w h e n y o u w e r e responsib le f o r t h e person t h a t is unab le t o 
d o any th ing f o r t h e m themse lves and you ' r e no t we l l i t makes eve ry th ing 
10 t imes harder . 
I w o u l d ra ther lay beside h im and ho ld his hand t h a n w a n t h im be ing pa in . 
Thank y o u God f o r t h e sun sh in ing t h r o u g h my w i n d o w s , f o r ano the r day 
w i t h m y husband and f o r all t h e four - legged buddies in ou r bed . 
#rockinALS +2 fotografie 



8a . (4. u n o r 2022) So many peop le are sad w h e n t hey read th is . Please 
k n o w I'm exc i ted t h a t I w i l l be able t o b rea the . I a m aware of t h e risks t h a t 
are very h igh . If I surv ive t h e surgery I'll c o m e o u t w i t h a smi le . If I do n o t 
t h e n I w i l l be in heaven w a t c h i n g over all o f y o u k n o w i n g t h a t m y purpose 
was done here . 
So w h y no t c o m e up w i t h an ext ra p lan . So far th is m o n t h has been a 
blessing. On t h e f i rs t of February I ge t t o m e e t m y a w e s o m e surgeon . On 
t h e second of February David and I had a spa day. On t h e 3 rd of February I 
go t t o spend t i m e w i t h m y m idd le son and go t o special v is i t f r o m Mer la 
Roy w h o spoi led us w i t h cookies and some beau t i fu l f l owe rs . Today I get 
t o spend t h e day w i t h G r a m m y w a t c h i n g our f avo r i t e cook ing show. 
N o w t h e next par t I a m go ing t o ta lk abou t I k n o w in t h e c o m m e n t s I w i l l 
get d isagreements . Please k n o w t h a t I do unders tand t h e o t h e r po r t i on 
b u t I a m very con f i den t t h a t my body wi l l d isagree. W h e n I wake up w i t h a 
smi le f r o m surgery I w i l l no longer be able t o c o m m u n i c a t e w i t h my vo ice. 
This surgery is p e r m a n e n t , yes w e cou ld de f la te t h e cuff j us t enough so 
t h a t air cou ld pass over m y vocal cords bu t if I'm a l ready hav ing a d i f f icu l t 
t i m e ta lk ing and i t uses so m u c h energy w h y w o u l d I w a n t t o use more? 
The same goes w i t h ea t ing I a l ready have a d i f f icu l t t i m e ge t t i ng f o o d 
caught . W e cou ld de f la te t h e cuf f So t h a t I cou ld eat bu t again it w i l l use 
so m u c h energy and I a l ready have a hard t i m e w i t h th is n o w so w h y risk 
i t . 

8 b . This doesn ' t mean I'm g iv ing up bu t I a m t r y i ng t o be very real ist ic. I 
a m embrac i ng t h e surgery w i t h open arms and so g ra te fu l t h a t I w i l l be 
able t o b rea the be t te r . N o w fo r t h e list o f f o o d choices t h a t I w a n t t o ge t 
o u t o f t h e way . I sti l l eat bu t in smal l quant i t ies as I s ta ted be fo re f o o d 
gets stuck. I sti l l t r y t o en joy every b i te . I f i gu red w h y no t have a f e w of m y 
favor i tes be fo re A f avo r i t e t r ea t is t h e choco la te f rozen yogu r t at Sam's 
c lub . Def in i te ly go ing t o have t o have some of t ha t . I w o u l d say a w h o l e 
lobster b u t I cou ld never eat t h e w h o l e t h i n g and my husband is no t a 
huge f an so w h y n o t lobster ta i l . 
A very we l l cooked steak l ike me l t in y o u r m o u t h steak. 
I w o u l d say nachos bu t I have so m u c h nacho cheese here I t h i nk David 
has t h a t par t covered HI As fa r as any o t h e r f o o d maybe one last t r i p t o 
Tuscan b is t ro f o r t he i r f r i ed ca lamar i t h e best ever. N o w fo r my vo ice If I 
ever have t h e chance t o ta lk t o Steven Tyler, Kei th Urban , t o see my best 
f r i end Jessica one m o r e t i m e in person , jus t silly l i t t le th ings l ike t h a t . 
Spend ing t h e last 30 days w i t h m y husband and ta lk ing his ear off . W a i t I 
a l ready do t h a t lo l . The list is huge and k ind o f o u t t h e r e bu t I t h i nk t h a t 
jus t be ing able t o ta lk abou t i t w o u l d be w o n d e r f u l . The f ina l t h i n g w o u l d 
be jus t k n o w Tha t David p romised if I w o k e up and surv ived th is t h i ng 
w e ' r e no t jus t go ing t o stay h o m e . W e are ge t t ing o u t of t h e house It 
w o n ' t be easy b u t w e ' r e go ing t o do it so t h e real bucket list is no t 
chang ing . +2 fotografie 



9. (3. u n o r 2022) Did y o u k n o w t h a t hea l thy adu l t lungs capac i ty is 6 
l i ters? I a m cu r ren t l y at 1.30 l i ters. Ta lk ing uses so m u c h energy b u t I j us t 
w a n t t o keep ta lk ing . I'm g ra te fu l t h a t I have been able t o p ro long t h e 
process unt i l n o w . I w i l l be a lmos t 1.5 years since I had t o dec ide if I 
w a n t e d a t r a c h e o s t o m y or no t . I s t rugg led w i t h h o w my f am i l y fe l t 
t h i n k i n g I was be ing sel f ish. Last Augus t I was able t o share my fears w i t h 
my f am i l y and learned t h a t t hey are here f o r me no m a t t e r w h a t . I can 
honest ly say I needed t o hear t h a t f r o m t h e m . 
So I a m go ing t o m o v e f o r w a r d w i t h t h e m r ight by m y side. I a m ready t o 
m o v e f o r w a r d and look f o r w a r d t o b rea th ing easy. I have been t h i nk i ng of 
my n e w fash ion and h o w I can make it look fabu lous © 
This wi l l be m y n e w favo r i t e accessory. Br ing ing t h e choker and ascot style 
back. +fotografie 

10. ( l . u n o r 2022) Step one is n o w c o m p l e t e ! Today t hey stuck a camera in 
my nose and d o w n my t h r o a t t o v i ew t h e a i rways, t h e d o c t o r said I had a 
beaut i fu l a i rway per fec t f o r m y t r a c h e o s t o m y . Al l t h e p a p e r w o r k has been 
signed and risks have been discussed. 
Step t w o is t o w a i t f o r t h e surgical t e a m t o call w i t h a da te W e are 
schedu l ing app rox ima te l y 3 -4 weeks ou t . 
W e ' r e sti l l look ing f o r a caregiver w e have i n t e r v i e w e d and wa i t i ng f o r 
p a p e r w o r k t o r e t u r n . 
The process f o r t h e surgery I w i l l be t h e r e M i n i m u m 7 days bu t i t cou ld be 
at l i t t le longer due t o M y b lood c lo t h is tory and hav ing t o w e a n of f o f t h e 
med ica t ion f o r t h e surgery. 
There wi l l be a second surgery schedu led af ter th is one f o r t h e po r t t h a t 
w i l l he lp p rov ide nu t r i t i on and h y d r a t i o n . 
Overal l I ge t t o add a n e w d o c t o r t o my co l lec t ion and so far t h e sun has 
w a r m e d t h e day up . Today has been a great day. 
Don ' t f o rge t t o smi le and laugh! 
# tamura i sadven tu re +3 fotografie 

1 1 . (29. leden 2022) M y son shared th is w i t h m e th is a f t e r n o o n and it sure 
d id ge t a chuck le o u t o f m e . I hope everyone is all bund led up safe and 
w a r m . W e have some great dr i f ts f o r some snow angels t o m o r r o w ! 
If you don ' t have snow it 's okay because any angel is accep ted . I've seen 
sand angels and paper angels. W e ' v e even m a d e angels o u t o f pack ing 
peanuts on t h e f l oo r . 
Don ' t f o rge t t o smi le and laugh t oday . Hold y o u r loved ones close HI 
I p lan on do ing m ine t o m o r r o w hope fu l l y . I may no t be able t o m o v e bu t 
my husband can he lp me w i t h m y hoyer It w i l l be a l i t t le pa in fu l bu t i t ' l l be 
we l l w o r t h t h e laughter and smi les. 
# s n o w a n g e l s f o r t a m m y #rockinALS +video 



12. (27. leden 2022) F rom Georgia t o M a i n e th is w e e k e n d W e are go ing t o 
get w h a t t h e y c a l l " t h e b o m b ". This means snow fo r eve ryone ! I can ' t 
w a i t t o see all t h e snow angels. Don ' t f o r g e t t o t ag me IH use 
# s n o w a n g e l s f o r t a m m y * 
Don ' t f o rge t t o smi le and laugh t o d a y ! 
#rockinALS # tamura i sadven tu re +2 fotografie 

13. (22. leden 2022) Today I had my p u l m o n a r y f u n c t i o n tes t . I may have 
no t d o n e t h e greates t bu t I can say t h a t I had a very successful day w i t h 
my s is ter - in- law. One day at a t i m e it 's all w e can do and en joy every 
second o f every m o m e n t in t h a t day. Today w e had great memor i es and 
w e w e r e able t o look back on some good o ld ones as w e l l . I hope every 
one of y o u had a w o n d e r f u l m e m o r a b l e day as w e l l . 
Just don ' t f o rge t t o laugh, smi le and t hank God f o r every day y o u have 
w i t h y o u r fam i l y . 
# t amura i sadven tu re #rockinALS + fo tog ra f ie 

14. (18. leden 2022) I a m so thank fu l f o r n o r t h e r n l ight h o m e care, m y 
nurse Leah, and coastal m e d tech Kate and El izabeth. They have been so 
suppor t i ve du r i ng th is w h o l e crazy m o n t h of t r y i ng t o p repare f o r a 
surgery t h a t wi l l be de layed . Please con t i nue t o pray t h a t m y p u l m o n a r y 
f u n c t i o n tes t is abso lu te ly amaz ing on Friday. Tha t w a y w e can de lay t h e 
surgery even m o r e . 
I have l ow SP02 and a high b lood pressure. Comp le te l y unders tandab le 
r igh t . But I'm sti l l smi l ing ! Be low is Parker and Dan my boys yes te rday jus t 
be fo re I had t o say goodbye t o Parker. I'm jus t missing m y o ldest Tyler 
w h o is t rave l ing r ight n o w fo r w o r k . I love t h e m so m u c h , these crazy boys 
have been so he lp fu l and learn ing as m u c h as t hey can a b o u t m y disease. 
Off t o w a t c h my mov ie w i t h Debbie and cudd le w i t h Emma and t h e cats. 
Thank y o u f o r keep ing m y fam i l y in y o u r prayers . 
Thank y o u t o t h e Amer i can Red Cross f o r ge t t ing our mar ine h o m e quick ly . 
I w i sh I d i dn ' t have t o r e tu rn h im t h o u g h ! 
#rockinALS # tamura i sadven tu re +fotografie 



15. (10. leden 2022) It's s t re tch t i m e ! 
If you ' re read ing th is t h e n take a m o m e n t t o s t re t ch . Self-care is so 
i m p o r t a n t and jus t a l i t t le s t re tch feels so g o o d . It helps get y o u r b lood 
f l o w m o v i n g and wakes y o u up . Take y o u r a r m and pu t i t beh ind y o u r neck 
actual ly It w o u l d be y o u r hand beh ind y o u r neck t h e n take y o u r o the r 
hand pu t i t beh ind y o u r head and g rab y o u r e l b o w . Gent ly pul l n o t so t h a t 
i t hur ts real ly bad bu t jus t enough t o fee l t h e s t re t ch . N o w ho ld 
Do b o t h sides. N o w shake i t off . Then ro ta te y o u r head coun te rc lockw ise 
s lowly . Do th is f i ve t imes each d i rec t i on . Don ' t have t i m e you do I p romise 
it 's on ly if y o u m inu tes and y o u cou ld do it at w o r k . N o w pick up one leg 
w h i l e you ' r e s tand ing and pul l y o u r f o o t t o w a r d s t h e f r o n t of y o u fee l t h e 
s t re tch be carefu l y o u m igh t lose y o u r ba lance. Do b o t h sides r e m e m b e r 
jus t s t re tch no pa in . N o w s lowly t r y and t o u c h those toes and back up on ly 
ho ld ing jus t a l i t t le w h i l e . Today I t h o u g h t abou t t h e i m p o r t a n c e of s t re tch 
t i m e even f o r those of us t h a t are unab le t o m o v e jus t gen t le s t re tch ing t o 
he lp m o v e stif f bones and muscles. Today I have dec ided t o s tar t cal l ing 
s t re tch t i m e again b u t th is t i m e f o r m y caregivers because it 's so 
i m p o r t a n t t o ge t t h a t b lood f l o w i n g . I used t o do it at my o ld job 's and 
eve ryone w o u l d s tar t m o a n i n g and g roan ing bu t t h e n laugh ing . So if y o u 
see m y c lock jus t t ake a second and s t re tch o u t or s t re tch y o u r person o u t 
tha t ' s laying in bed or s i t t ing in t h e chair . Let's ge t t h a t b lood f l o w i n g I 
hope y o u have a fan tas t ic day t oday ! #rockinALS # t a m u r a i s a d v e n t u r e 
+fotografie 

16. (9. l eden 2022) Just o u t of reach. 
th is is m e t w o years ago s tand ing w i t h a wa lke r and o f course wa lk ing 
s lowly . 
Today I d e p e n d on o thers t o he lp m e m o v e . Placing t h e s t raw in m y 
m o u t h , pu t t i ng in t h e r e m o t e t o my bed or m y chair in a par t icu lar 
pos i t i on . Hav ing my cell phone jus t r ight o r even t h e b lanke t in a special 
way . . 
The s l ightest d is tance w o u l d make m e unab le t o use any th ing and sit and 
w a i t . The best w a y t o descr ibe it w o u l d be unab le t o reach s o m e t h i n g high 
in a c u p b o a r d . Or even be ing a l i t t le kid and hav ing s o m e b o d y ho ld 
s o m e t h i n g t hey w a n t e d real ly real ly high in t h e air. Just enough o u t of 
reach so y o u w o u l d n ' t be able t o use i t w i t h o u t he lp . 
I never t h o u g h t t h a t jus t a m i l l ime te r w o u l d make a huge d i f fe rence. 
So today 's lesson is ad j us tmen t as necessary a lways ask f o r he lp even if 
it 's jus t f o r a m i l l ime te r . 
# t amura i sadven tu re #rockinALS +2 fotografie 



17. (6. l eden 2022) M y husband came up w i t h th is idea W e f o u n d t h e car t 
a t a s tore here in Ma ine tha t 's p re t t y popu lar . But I d id f i nd one on l ine at 
Michae ls h o w conven ien t . This holds my ven t , m y suc t ion , my m o d e m fo r 
my ven t , t h e humid i f i e r and t h e cough assist. He used a shower cu r ta in 
rod on t h e side zip t ies t o ho ld eve ry th ing . A n d special hooks t h a t are 
ho ld ing t h e tubes in masks w e use electr ical t ape . He also used a surge 
p ro tec to r on t h e side of t h e car t t h a t w h e n p lugged in w i l l charge all 
c o m p o n e n t s . This is been very useful w i t h t rave l ing . 
I k n o w a lo t of y o u have been asking h o w t o organize and I w a n t e d t o 
share. 
For medica l suppl ies he bough t t w o shoe ho lders t h a t hang on t h e back of 
t h e doo r and w e have labeled t h e m fo r easy access f o r m y h o m e nurses 
w h e n t hey c o m e . Those he bough t at Target typ ica l ly $10 each bu t w h e n 
you go t o t h e CVS pharmacy here t hey give y o u a $5 c o u p o n every t i m e 
w i t h y o u r prescr ip t ions so in t o ta l w e spend $10. Be low are t h e pho tos . 
The best t h i n g abou t all o f th is is eve ry th ing is h idden so if y o u w e r e t o 
wa l k i n t o m y h o m e y o u w o u l d fee l at h o m e ins tead of fee l i ng like you ' re in 
a hosp i ta l . #rockinALS # tamura i sadven tu re +4 fotografie a odkaz 

18. ( 1 . l eden 2022) I s ta r ted a list o f changes on January 1st 2 0 2 1 . Today I 
dec ided t h a t my list shou ld be m u c h d i f fe ren t as t h e changes looked scary. 
I dec ided t o list w h a t I a m gra te fu l f o r ins tead of t h e negat ive . I'm al ive. I 
surv ived chal lenges of hea l th risks. I have m y fami l y . M y whee lcha i r has 
been upgraded I'm hea l thy . W e n t t o m y f i rs t concer t in a whee lcha i r t o 
see Brad Paisley. I can fee l t o u c h . I have a w o n d e r f u l washer and dryer . 
W e spent t h e s u m m e r t rave l ing t o 5 4 locat ions thanks t o an a w e s o m e 
coup le f r o m Dir igo t reasure hun t in Ma ine . I go t t o see ou r Ma r i ne in 
n o r t h Caro l ina. I have t h r e e w o n d e r f u l caregivers. M e t t h e singer 
songwr i t e r of m y song, ' W i l l o w Tree ' M a r y D e s m o n d . W e n t t o an ALS 
concer t s tar ing Brandon Parsons and Jeff Neal also k n o w n as t h e d r u n k e n 
f idd ler , as we l l as Ms Mary . Got m y Covid vacc ine fu l l y and boos ted . 
W a t c h e d Parker g radua te boo t c a m p . Was a d m i t t e d t o t h e hospi ta l f o r a 
hear t a t tack cal led b roken hear t s ynd rome and l i ved. I have w i tnessed 
God's blessings in pe rson . The list is so m u c h longer bu t look at t h e 
m o m e n t s HI 
Thank y o u f o r a w o n d e r f u l year HI 
Don ' t was te t h i nk i ng abou t w h a t y o u lost bu t w h a t y o u ga ined . 
#rockinALS # tamura i sadven tu re +2 fotografie 



19. (17. p ros inec 2021) Can y o u f r o g m y legs? 
Can y o u s t ra igh ten my legs? 
Can y o u pu t my braces on? 
Can I push t h e b u t t o n on m y chair? 
Can y o u t u r n m y chair on? 
I j us t ran o u t of w a t e r 
I t h i nk my ca the te r is p inched 
Alexa "d id y o u jus t take y o u r med ic ine?" 
A n d repeat at least 20 t imes in t h e day 
Help my a rm is fa l l ing . 
Can y o u please pick up m y left a rm and m o v e it o n t o my s tomach . 
Can y o u please he lp m e w i t h my p h o n e ! 
A n d repeat a lmos t every hour on t h e hour at n ight w h e n w e shou ld be 
s leep ing. 
Gra te fu l f o r Apr i l t o d a y I've kept her p re t t y busy W e have n o w successful ly 
t r i ed every piece of T a m m y f u r n i t u r e today , Even t h e to i le t . . . I t h i nk I j us t 
w a n t e d t o t r y t h e to i l e t jus t cuz. 
#rockinALS +2 fotografie 

20 . ( 1 1 . p ros inec 2021) W h a t ' s happen ing? 
The gene ra to r w i l l be insta l led jus t be fo re Chr is tmas by Lowe's H o m e 
I m p r o v e m e n t . 
The p ropane lines wi l l be insta l led and a t tached t o t h e house by David 
Pike con t rac to r shor t ly a f ter . 
Then a b o u t a w e e k a f ter t h a t t h e p ropane tanks f o u r of t h e m wi l l be 
de l i ve red by Fabian O i l . 
Next w e e k w e w i l l be hav ing a v ideo m e e t i n g w i t h N o r t h e r n l ights head 
manager , coastal m e d tech , m y a t to rney , m y advoca te , David and Apr i l . To 
discuss risks, surgery dates, t ra in ing dates and m o r e . 
Things have been a l i t t le rough a round m y edges bu t w i t h a l i t t le gu idance 
I k n o w t h a t w e go t th is . David has d o n e so m u c h t o make sure eve ry th ing 
goes jus t r ight . * 
#rockinALS # tamura i sadven tu re #my love +2 fotografie 



2 1 . (29. l i s topad 2022) By t h e year 2022 I w i l l no longer be able t o speak 
w i t h t h e vo ice I was bo rn w i t h . No t due t o surgery, due t o progress ion. 
I w i l l have a mach ine b rea th ing f o r m e . I w i l l have peop le d r iv ing m y 
whee lcha i r f o r m e . I f eed t h r o u g h a hole in m y s tomach w i t h a mach ine . 
Somet imes m y husband hand feeds me t o o ! 
M y h o m e wi l l be e q u i p p e d w i t h eve ry th ing I need t o be as c o m f o r t a b l e as 
possible. M y h igh risk s tatus w i l l need t o taken ser iously. No m o r e r a n d o m 
v is i tors . 
Eyes on m e 24 hours a day. Secur i ty cameras n e e d e d . 
I fee l l ike I a m a h u m a n rag dol l w i t h p re t t y nails and hea l thy hair. 
I w i l l have no con t ro l of w h a t I d o except f o r w h a t I say. 
In 2022 I w i l l be t r a n s f o r m e d i n t o a b ionic w o m a n . Are y o u ready? I a m ! 
It's no t easy. I do cry, I hu r t , I w h i n e bu t I k n o w I go t th is . 
The grea t th ings f o r 2 0 2 1 1 wi l l share soon as I have a runn ing l ist. 
Just k n o w no m a t t e r w h a t t rus t in t h e n a m e of Jesus * I go t th is ! M y m i n d 
and soul w i l l stay s t rong . 
#rockinALS # tamura i sadven tu re +2 fotografie 

22 . (26. l i s topad 2022) Genera to r schedu led f o r instal l • Thank y o u David 
f o r mak ing sure w e wi l l have a fu l l p o w e r e d w a r m house even if t h e r e is 
no p o w e r . 
A d v e n t u r e Van Is stil l in t h e shop bu t w i l l be p icked up t o m o r r o w ! 
Sheepskin ar r ived f r o m an a n o n y m o u s k ind soul MU I canno t w a i t t o t r y i t 
o u t t on i gh t . 
Catheter has been changed . U n f o r t u n a t e l y n o t a great exper ience bu t I'm 
sti l l smi l ing and I'll be okay a f ter maybe a shot of wh iskey . 
David is h o m e ear ly and wi l l be of f f o r t h e next t w o days. I get t o spend 
t h e day w i t h Mer la t o m o r r o w w h i l e David does a man da te w i t h his f r i e n d . 
I canno t w a i t ! 
N o w t o pick up t h e rec l iner bu t p robab ly no t t oday . But very soon . 
David de f in i te l y has m e be on Chr is tmas th is year ! No t qu i t e sure h o w I'm 
go ing t o m a t c h th is o n e . 
#rockinALS +4 fotografie 



23 . (19. l i s topad 2022) W h a t is t h e best t h i n g a b o u t y o u r j o u r n e y w i t h 
ALS? 
The best t h i n g abou t my j ou rney , th is is k ind of a s t range ques t i on . Some 
w o u l d say t h a t ALS is no t a p re fe r red j o u r n e y . I say m a y b e I have it so I can 
he lp o thers become m o r e aware . There is a lways a purpose f o r 
eve ry th ing . Right? 
Yeah I k inda go t t h e poopy end of t h e st ick. Honest ly t h o u g h ALS has g iven 
me a n e w reason t o f i gh t . There are days I w a n t t o comp le te l y give up and 
t h a t is ok. (Usual ly no one sees those days unless y o u are m y husband.) 
O the r days I a m all abou t a cha l lenge. (This is a BIG chal lenge) 
The best t h i n g abou t th is Journey is t h e love and suppo r t I get f r o m all of 
y o u . H o w e v e r my husband David gets t h e BIGGEST kudos. W i t h o u t h im I 
a m n o t sure h o w th is j o u r n e y w o u l d be. He is de f in i te ly m y rock. 
The best m o m e n t of m y ALS j o u r n e y , Feb 28, 2020 ( I can change t h e 
ques t ion if I w a n t to ) w o u l d be snorke l ing w i t h m y husband and A u n t 
Hol ly at Discovery Cove. Ac tua l ly I was no t s w i m m i n g . I was f l oa t ing , and I 
a m sure if m y face was no t w e t y o u w o u l d see t h e tears o f j oy . It was t h e 
best exper ience I have ever had in my en t i re l i fe. I f e l t no rma l and w o u l d 
have s tayed t h e r e f o reve r HI 
#alsawarenesschal lenge #rockinALS +fotografie 

2 4 . (13. l i s topad 2021) H o w d id ALS cl inic go? 
We l l t o be hones t I had t y p e d i t huge post be fo re th is and I t o o k t o o long 
t o t y p e it t h a t Facebookq re f reshed . HI 
So here is t h e quick ve rs ion . W e are decreas ing t h e bac lo fen as I a m a l imp 
nood le . The t e a m is in favo r of t h e t r a c h e o s t o m y as I d r o p p e d f r o m 56% 
t o 3 7 % lung f u n c t i o n in t w o m o n t h s . M y r ight hand is squeezing 5 pounds 
n o w and t h e left w e d id no t tes t as it is at 0 . 
M y chair con t ro l w i l l be d o n e by m y peop le f r o m t h e back of my chair and 
even tua l l y I w i l l have a p r o g r a m t o ope ra te eve ry th ing w i t h m y eyes. 
So m u c h p repara t i on in so l i t t le t i m e . 
#rockinals +fotografie 



25 . (5. l i s topad 2021) T racheos tomy suppl ies are n o w on order . I j us t go t 
my p h o n e call f r o m resp i ra tory . They are p lann ing t o ga ther all mater ia ls 
and suppl ies be fo re surgery. It's ge t t i ng rea l ! El izabeth has 25 years of 
invasive ven t i l a t i on and Kate is t h e b o m b d igg i ty ! They are also go ing t o 
get re f resher t ra in ing w h i c h makes m e even happ ier . 
Fr iendly rem inders w e r e 
I canno t be a lone. Reliable care w i t h an open m i n d is necessary. 

A f te r surgery I w i l l no longer be able t o ta lk b u t g rea t news is I have an 
amaz ing w a y t o c o m m u n i c a t e and you ' l l sti l l hear m y vo ice. 
M y care w i l l need t o be done by t h e book no shor tcu ts . 
Got t o f i nd a gene ra to r t h a t w i l l run t h e house w i t h all t h e v i ta l mach ines 
t h a t I have t o use. 
Thank y o u Coastal m e d t ech , Brenda and Doc to r Noack HI 
#rockinALS # tamura i sadven tu re +3 fotografie 

26 . (22. r i j en 2021) Al l my l i fe m inus my goat rash 3 years ago. I have had 
per fec t skin on m y face . I never washed my face w i t h soap, jus t w a r m 
w a t e r and a l i t t le hair cond i t i one r t o r e m o v e my eye m a k e u p . Never oi ly 
and never dry . I k n o w some w o u l d t h i nk y o u shou ld use soap bu t if I d id I 
w o u l d break o u t in all p imp les so w a t e r was t h e best med ic ine f o r m y skin. 
M a l n u t r i t i o n and dehyd ra t i on is dangerous f o r sure, (no t be ing fu l l y 

hones t on w h a t I cou ld or cou ldn ' t do) and i t was n o t good t o m y skin or 
hair. 
M y f eed ing p u m p is m y best f r i end and a lways hooked up t o m e ! HI 
This is so f rus t ra t i ng , if y o u see me close y o u can visual ly see all o f t h e 
crust ies. Al l over my face . M y face feels l ike a m u d mask is sti l l on it and 
it 's c rack ing. I cou ld care less abou t wr ink les , I love wr ink les , I be l ieve 
wr ink les are a sign of w i s d o m and happiness. I don ' t need a f i l t e r t o h ide 
eve ry th ing . I do h o w e v e r need t o f i n d s o m e t h i n g t h a t is no t go ing t o make 
it wo rse . W h y it is so i m p o r t a n t w h e n you have ALS t o te l l o thers t h e 
d i f f icu l t ies t h a t y o u are hav ing. Even if i t is t h e hardest t h i n g . Eat ing and 
d r ink ing are so hard f o r m e t o do , I jus t t o o k t o o long t o te l l somebody . 
#rockinALS # tamura i sadven tu re +5 fotografif 

27. (10. r i j en 2021) Last n ight I h i t a hard t u r n a round 7 p m . M y body, my 
speech, c h e w i n g and swa l l ow ing . W e w o k e up at 9 th is m o r n i n g and 
w a t c h e d church w i t h our f o u r legged f r i ends . 
I fee l weak , eve ry th ing t h a t touches m y skin causes pa in . Howeve r th is guy 
has f i gu red o u t a w a y t o make sure w e are w a r m and he doesn ' t hu r t . HI 
M e e t m y grandson Leo H 
Planning on a local adven tu re w i t h Dav id . Mov ies and d inner . 
# t amura i sadven tu re #rockinALS +5 fotografif 



28 . (8. ř í jen 2021) Lit t le d id I k n o w t h a t th is accomp l i shmen t wi l l be one of 
many . Lit t le d id I k n o w t h a t in 12 Days f r o m th is accomp l i shmen t I w o u l d 
get knocked d o w n so ha rd . 
Look at me n o w ! You can knock me d o w n bu t I WILL con t i nue t o push 
f o r w a r d . 
In 12 Days I w i l l be ce lebra t ing m y 2nd ALS B i r thday w i t h God and my 
fam i l y by m y side. 
M y adven tu res w i l l never s top . 
# t amura i sadven tu re #rockinALS +fotografie 

29 . ( 1 . ř í jen 2021) d o y o u cons ider ALS a blessing or a curse t o k n o w t h e 
genera l idea of w h e n y o u r t i m e on th is w o r l d is c o m i n g t o an end? HI 
I cons ider it ne i ther , w h e n I'm g iven a t i m e l imi t I set a goal t o exceed, 
That t i m e l im i t was 6 m o n t h s t o a year . I have surpassed b o t h . On Oc tobe r 
18 th , 2 0 2 1 , I have l ived w i t h ALS t w o years ! 
I t ake l i fe as a chal lenge and a pu rpose . So w h e n my purpose is d o n e of f t o 
heaven I go. 
#rockinALS # tamura i sadven tu re +fotografie 

30a. (10. září 2021) W h a t does ALS fee l like? 
Let m e see if I can pu t i t i n t o words . . . 
Hands, have y o u ever car r ied a heavy i t e m and w h e n y o u pu t i t d o w n y o u r 
f ingers w o n ' t move , t hey are stiff. A f te r a m o m e n t t hey re tu rn t o n o r m a l . 
We l l f o r me t h e y don ' t , t hey rema in stif f and very weak , I can ' t grasp or l i f t 
a pen w i t h m y left hand and a 1 p o u n d w e i g h t in t h e r ight hand feels l ike 
50 pounds . 
Legs, w h e n t hey a ren ' t c r a m p i n g t hey are weak and unrespons ive . They 
d o n ' t respond t o my des i red requests . I s tare at t h e m t r y i ng t o make 
m o v e m e n t and n o t h i n g happens except exhaus t ion . They actual ly fee l as 
t h o u g h I have 500 p o u n d ank le we igh ts s t rapped t o each leg. M y knees 
and ankles ache f r o m t h e lack of muscles ho ld ing t h e m toge the r . 
Eat ing, f i rs t of f i t is unavo idab le t h a t ALS takes t h e abi l i ty t o swa l low , 
h o w e v e r i t begins w i t h t h e t o n g u e . You see t h e t o n g u e becomes 
unrespons ive and d i f f icu l t t o c o n t r o l . A t th is po in t imag ine ge t t ing 
anesthesia in y o u r m o u t h and y o u r t o n g u e is a f fec ted . In essence 
man ipu la t i on of f o o d is cha l leng ing. This makes i t d i f f icu l t t o m o v e f o o d 
away f r o m t h e back of y o u r t h r o a t causing f r e q u e n t gagging. N o w t h e 
epig lot is , t h e f lap t h a t separates y o u r a i rway f r o m y o u r esophagus, we l l i t 
s tar ts t o fa l te r , a l l ow ing f o o d t o rema in at t h e open ing . This causes 
repea ted swa l l ow ing and can lead t o cough ing and chok ing . Typical ly, 
pickles, d ry goods, peanu t bu t te r , grapes, and cheese w i t h cause th is 
reac t ion . 



3 0 b . Laryngeal spasms, has y o u r dog ever sounded like t h e y are abou t t o 
hack up a f u r r ball? Thats a spasm, in a person it sounds very scary. 
Imagine ge t t i ng t h e w i n d knocked o u t of y o u , w h e n y o u t r y and take a 
b rea th y o u cant . . . tha ts w h a t i t sounds l ike. 
Neck, many ALS pat ien ts lose muscle s t reng th and t o n e in t h e neck as i t 
progresses, thus need ing neck braces or head rest ra in ts . Imagin hav ing a 
50 p o u n d w e i g h t on y o u r head , even tua l l y y o u can ' t ho ld y o u r head up. 
M a n y pa t ien ts appear t o be look ing d o w n cons tan t l y . Some b e c o m e 
locked in th is pos i t i on . 
Breath ing , t r y th is at h o m e . 
Gather t h e f o l l o w i n g : large shake s t raw, regular s t raw and a cof fee st i r rer . 
N o w t r y th is , take a no rma l hea l thy b rea th , n o w repeat b rea th ing t h r o u g h 
each s t raw. You have jus t s imu la ted progressive resp i ra to ry dec l ine in an 
ALS pa t ien t . N o w d o n ' t panic and catch y o u r b r e a t h . 

30c. Last exercise, n o w f i nd a a busy locat ion in y o u r h o m e , sit in a chair 
and don ' t m o v e or speak. Th ink of y o u r f avo r i t e d r i nk or snack. N o w 
w i t h o u t speak ing or m o v i n g c o m m u n i c a t e t o y o u r f am i l y t h a t y o u w o u l d 
like t h a t d r ink or snack. You w a n t t o get t h e real exper ience, t r y us ing a 
pat ient 's eyegaze c o m p u t e r , let 's t i m e h o w long it takes t o get f rus t ra ted? 
Imagine hav ing t o p o o p or pee. A typ ica l person gets t h e fee l i ng and goes. 
A person w i t h ALS has t o d e p e n d on o thers t o ge t t h e m s t rapped up in t h e 
sl ing f o r t h e hoyer and l i f t t h e m o u t of t h e chair and on t h e to i le t , fast 
enough , as t h e r e is no con t ro l o f muscles in t h e r e c t u m or t h e b ladder 
a n y m o r e . The urge comes and it t u rns i n t o a g a m e show of t h e h u m a n 
c law mach ine over t h e to i l e t hop ing t h e r e is no mess. 
This is w h a t ALS feels l ike t o m e . 
#rockinALS # tamura i sadven tu re #als issohard +fotografie 

3 1 . (4. září 2021) Did y o u k n o w t h a t w h e n ALS progress ion increases t h e 
loss of energy i t also decrease t h e ab i l i ty t o eat and dr ink p roper ly . 
M a l n o u r i s h m e n t and d e h y d r a t i o n can cause baldness. 
Before I go t my f eed ing p u m p I cou ld on ly eat 400 -600 calor ies and dr ink 
a b o u t 30 ounces of w a t e r a day. W h y n o t use y o u r f eed ing tube? W e d id , 
h o w e v e r w h e n y o u have ALS and a gastr ic sleeve y o u are at a h igher risk. 
Using a syr inge t o p rov ide f lu ids and nu t r i t i on was near ly imposs ib le . I 
cou ld on ly hand le 120ml at a t i m e . That is a hal f o f a cup . Giv ing m o r e 
caused ref lux due t o on ly hav ing 20% o f a no rma l s t omach . 
N o w w e are in a good pos i t i on ! N ight t w o was grea t . M y ur ine is f l o w i n g 
great and clear. 6 m o n t h s of ge t t i ng all t h e nu t r i t i on in 3 cups of Kate 
f a rms w i l l hope fu l l y c lear up m y skin and f i l l in m y bald spots. 
#rockinALS +fotografie a video 



32 . (19. s rpna 2021) Chok ing has been an issue So c rush ing up t h e meds 
and pu t t i ng t h e m t h r o u g h m y peg t u b e is t h e next t h e s tep. 
The we i rdes t par t is tas t ing eve ry th ing backwards . Because I have a smal l 
s tomach i t f i l ls up quick ly so ins tead of hav ing t h e meds dissolved in m y 
m o u t h t h e dissolved meds h i t t h e b o t t o m of m y t h r o a t . 
#rockinALS +fotografie a video 

33 . (5. sp rna 2021) Yesterday and t o d a y I fee l l ike I d id jus t be fo re my 
w e e k in t h e hosp i ta l . 
I'm p re t t y sure I have a doub le ear i n fec t i on . M y mob i l i t y in my lef t a r m is 
on ly 5%. Pushing bu t tons on my chair and even a TV r e m o t e . Just a w e e k 
o f be ing III caused m y progress ion t o speed up . 
Due t o t h e increased weakness bowe l m o v e m e n t s are no t easy as I do no t 
have t h e muscles t o he lp . 8 days w i t h mira lax and benef iber . B loated 
t i gh t . 
S t ra igh ten ing my f ingers is imposs ib le , I choke on salvia, my w a t e r in take 
is hor r ib le so I w i l l need t o use m y t u b e f o r w a t e r . M y calor ie in take is 600-
900 a day, so f o r m u l a f e e d i n g is s ta r t ing today . 
It's okay I go t th is and I m a d e an a p p o i n t m e n t f o r m y ears. 
No t w h i n i n g jus t be ing hones t and rea l . Get t ing sick jus t a l i t t le makes 
eve ry th ing so m u c h w o r s e . 
#rockinALS + 2 fotografie a video 

34 . (7. června 2021) Every th ing has been f ina l ized on t h e n e w gadgets I 
w i l l be add ing t o my chair . U n f o r t u n a t e l y a f ter I add t h e a rm t roughs it 
does add a b o u t 4 in add i t iona l t o t h e sides and I lose t h e m o u n t i n g 
fea tu res under t h e a rms. So t h e on ly m o u n t i n g par t t h a t w e w i l l have wi l l 
be on t h e base of my chair w h i c h adds an add i t iona l t w o t o f o u r inches. 
M a k i n g it a l i t t le d i f f icu l t t o get t h r o u g h no rma l sized doors . 
The headres t wi l l suppo r t my head so m u c h be t te r as I a m exper ienc ing 
head d r o p or tha t ' s at least w h a t I call i t very s imi lar t o f o o t d r o p . No m o r e 
neck pain Hopefu l l y and a m o r e c o m f o r t a b l e seat ing o p t i o n w i t h an 
amaz ing coo l headband lo l . 
Today w e also go t t h e Alexa r ing and d o o r open ing dev ice ! This is super 
exc i t ing because n o w is s o m e b o d y rings t h e doorbe l l I can actual ly open 
t h e doo r f o r t h e person if I a m a lone. IH 
Also I can go s w i m m i n g ! As long as w e can ge t in w i t h m y hoyer and a 
beach chair . I j us t have t o add a cu te l i t t le a t t a c h m e n t t o m y ca the te r . 
#rockinALS #access ib i l i tymat ters + 4 fotografie 



35 . (25. kvě tna 2021) Day 25 - ALS Awareness M o n t h . 
Did you k n o w t h a t w h e n an ALS pa t ien t loses the i r muscles due t o t h e 
nerves dy ing t h a t l i teral ly w e are on ly skin and bones. 
Never in m y l i fe have I had loose sk in / j i gg l y sk in. 
W e can ' t j us t go ge t i t r e m o v e d or have i t t i gh tened up . 
I w i sh I cou ld share a p h o t o w i t h y o u of w h a t my body looks like.(I d o have 
one t h a t I t o o k th is morn ing ) 
I saw mysel f in a fu l l size m i r r o r t o d a y and I a m s o m e t h i n g t h a t resembles 

a me l t i ng s n o w m a n . I mean it is w a r m here in Virg in ia bu t t h e body t h a t I 
had w o r k e d so hard f o r is no longer t h e body I have n o w . 
I have no musc le and w h e n y o u l i f t one of m y l imbs or even m y body t h e 
skin jus t hangs d o w n over t h e bone and y o u can see w h a t my bones look 
l ike. 
This isn' t t o make y o u sad or upset nor is i t a negat ive post . I j us t w a n t e d 
t o share and observa t ion I saw this m o r n i n g . 
I'm an average gir l 5 '9 and 175 lbs and I'm me l t i ng . 
#ALSAwarenessMon th #rockinALS # E v e r y m o m e n t m a t t e r s +fotografie 

36a. ( 2 1 . b řezen 2021) H o w d id ALS progress and h o w rad ip ly d id it 
happen? 
M y ALS s ta r ted be fo re I even real ized i t . Someone f r o m w o r k actual ly 
no t iced s o m e t h i n g was w r o n g . I s ta r ted wa lk ing w i t h a gai t , th is was 
no t iced in t h e s u m m e r of 2018 . In 2019 o the r th ings s ta r ted t o get wo rse , 
I w o u l d s tar t t o t r i p mysel f . The fal ls w o u l d s tar t 1 or 2 t imes a w e e k t o up 
t o 10-15 t imes a w e e k . The fal ls s ta r ted t o ge t so bad I lost t rack and I 
w o u l d t an t o h ide t h e bruises on m y legs and a rms. 
In January of 2019 I cou ld no t get my left f o o t t o w o r k w h e n pu t t i ng on 
shoes. By t h e s u m m e r of 2019 I had fa l len in 1 year over 100 t imes , I 
s ta r ted t o favo r m y left leg m o r e . By Sep tember o f 2019 I lost fu l l mob i l i t y 
o f m y left leg bu t cou ld wa l k w i t h a wa lke r . W h e n I had m y diagnosis f r o m 
Dr. Rock, I was t h e n re fe r red t o ALS special ist and t h e best in Ma ine , t h e r e 
it was c o n f i r m e d ALS. 
In N o v e m b e r of 2019, Dr. Tay lor said wa l k ing is no longer safe and t h a t I 
w o u l d need a whee lcha i r . I was sti l l d r i v ing at t h a t t i m e as m y r ight leg 
was stil l fu l l y s t rong . By December of 2019 I s t opped d r i v ing as I was l i f t ing 
my r ight leg t o push on t h e peta ls. 



3 6 b . Jan 2020, I was fu l l y us ing a mo to r i zed chair, unab le t o l ift m y arms 
above my head and lost m o r e s t reng th . 
Feb 2020, No longer can wa lk even w i t h gu idance, b u t can s tand . Can no t 
s w i m w i t h o u t he lp . Shower ing w i t h assistance and ba th ing . 
Apr i l 2020 , I n o w st ra in t o ta lk and a m on a ven t i l a to r f o r b rea th ing at 
n ight and some t imes du r i ng t h e day if needed f o r exhaus t ion . 
M a y 2020,1 w e a r braces t o he lp suppo r t m y r ight ank le as n o w it rol ls 
w h e n I t r y t o s tand . 
Augus t 2020 ,1 received my Tr i logy Eye Gaze and w i l l be prac t ic ing m o r e 
f o r c o m m u n i c a t i o n . 
Sep tember 2020 ,1 had surgery f o r t h e PEG t u b e ( feed ing tube ) and 
Suprapubic Cathe ter . Lots of surgery comp l i ca t ions . 
In Oc tobe r 2020 , I was d iagnosed w i t h a severe DVT (b lood c lo t ) in my lef t 
leg and a m no longer able t o physical ly s tand . 
In January 2 0 2 1 , M y b rea th ing and s t reng th has s igni f icant ly decreased. 
#alsawareness #rockinALS + 2 fotografie 



Zařazení d le t y p u Zařazení d l e d r u h u Zařazení d l e ADLs Počet reakcí 

Text a m u l t i m é d i a Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 131 
č lenů skup iny 

Text Výpověď Návštevy lékaře, 
prohl ídky, operace 

116 



Text a m u l t i m é d i a V ý p o v ě ď Sociální skupiny a j i né 287 
společenské akce 

Text a m u l t i m é d i a V ý p o v ě ď M o t i v o v á n í os ta tn ích 302 
č lenů skup iny 



Text a m u l t i m é d i a V ý p o v ě ď Zábava 466 



Text a m u l t i m é d i a V ý p o v ě ď Změna zd ravo tn ího 122 
s tavu pac ienta 

Text a m u l t i m é d i a V ý p o v ě ď M o t i v o v á n í os ta tn ích 190 
č lenů skup iny 



Text a m u l t i m é d i a V ý p o v ě ď Návštěvy lékaře, 248 
proh l ídky, operace 



Text a m u l t i m é d i a V ý p o v ě ď Péče o zdraví, p revence 85 

Text a m u l t i m é d i a V ý p o v ě ď Návštěvy lékaře, 333 
proh l ídky, operace 

Text a m u l t i m é d i a Mo t i vace a pobaven í Zábava 58 



Text a m u l t i m é d i a V ý p o v ě ď Zábava 76 

Text a m u l t i m é d i a V ý p o v ě ď Péče o zdraví, p revence 3 5 1 

Text a m u l t i m é d i a Mo t i vace a pobaven í Kvali ta zdravo tn ických 313 
služeb 



Text a m u l t i m é d i a Doporučen í Péče o zdraví, p revence 47 

Text a m u l t i m é d i a V ý p o v ě ď Pohyb a p řemisťování (v 403 
domácnos t i ) 



Text , mu l t iméd ia a odkaz Doporučen í Pomůcky 224 

Text a m u l t i m é d i a V ý p o v ě ď Pozi t ivní udá lost i 96 



Text a m u l t i m é d i a V ý p o v ě ď Pohyb a p řemisťování (v 162 
domácnos t i ) 

Text a m u l t i m é d i a V ý p o v ě ď Návštevy lékaře, 245 
proh l ídky, operace 



Text a m u l t i m é d i a V ý p o v ě ď Změna zd ravo tn ího 563 
s tavu pac ienta 

Text a m u l t i m é d i a Výpověď Pomůcky 148 



Text a m u l t i m é d i a Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 337 
č lenů skup iny 

Text a m u l t i m é d i a V ý p o v ě ď Změna zd ravo tn ího 180 
s tavu pac ienta 



Text a m u l t i m é d i a V ý p o v ě ď Návštevy lékaře, 189 
proh l ídky, operace 

Text a m u l t i m é d i a V ý p o v ě ď Změna zd ravo tn ího 42 
s tavu pac ienta 

Text a m u l t i m é d i a V ý p o v ě ď Změna zd ravo tn ího 209 
s tavu pac ienta 



Text a m u l t i m é d i a Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 284 
č lenů skup iny 

Text a m u l t i m é d i a Kombinace M o t i v o v á n í os ta tn ích 343 
č lenů skup iny 

Text a m u l t i m é d i a V ý p o v ě ď Péče o zdraví, p revence 384 



Text a m u l t i m é d i a Kombinace St ravování 236 



Text a m u l t i m é d i a V ý p o v ě ď St ravování 13 

Text a m u l t i m é d i a V ý p o v ě ď Změna zd ravo tn ího 48 
s tavu pac ienta 

Text a m u l t i m é d i a V ý p o v ě ď Pomůcky 24 



Text a m u l t i m é d i a V ý p o v ě ď Změna zd ravo tn ího 2 8 1 
s tavu pac ienta 

Text a m u l t i m é d i a V ý p o v ě ď Změna zd ravo tn ího 146 
s tavu pac ienta 



Průměry na příspěvek: 



Průměr reakcí: 213 ,4 

Průměr k o m e n t á ř ů : 38 

Součet reakcí: 7682 

Počet k o m e n t á ř ů Součet k o m e n t á ř ů : 1368 
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Počet př íspěvků: 

Přispívá: 

Příspěvky: 

1 . (26. k v ě t e n 2021) M y f r i e n d said she was abou t t o do her least f avo r i t e 
t h i n g - dus t ing . I t o l d her t o wea r a mask. She asked, For dust ing? M y 
response was , I a m n o t t h e one w i t h a b rea th ing p r o b l e m . O h , w a i t . I'm on 
a ven t i l a to r . H o w quickly, some t imes , w e get acc l imated t o a s i tua t ion and 
accept i t as n o r m a l . Some peop le have an exper ience t h a t is t he i r no rma l 
t h a t t h e y have accep ted as everyone 's n o r m a l . Physical, e m o t i o n a l , and all 
t h e o the r abuses, are no t n o r m a l . Please get he lp in b reak ing t h e cycle. 
There is an en t i re ly d i f f e ren t l i fe awa i t i ng y o u . Some t imes w e set t le f o r 
t h e fami l ia r because w e ' r e a f ra id of t h e u n k n o w n . Embrace y o u r ALS-
Ad jus t ing Life Sty le. 

Pacient 2 
Muž 

20 

Pacient 

2. (24. k v e t e n 2021) The best par t of w a k i n g up is t h e real izat ion t h a t I am 
blessed t o be God's ch i ld . I c o n t r i b u t e t o t h e e n j o y m e n t of t h e day jus t by 
my a t t i t ude . Open ing gra te fu l eyes is a thr i l l f r o m w h e r e m y head rests 
each n ight . I a m stil l w o r k i n g on seeing all t h e good possible in o the rs . W e 
are all blessed w i t h some a w e s o m e oppo r tun i t i es . I once was b l ind , bu t 
n o w I see. Grace be w i t h y o u , mercy , and peace, f r o m God t h e Father, and 
f r o m t h e Lord Jesus Christ . 2 John 3. KJV. ALS- A Loser Saved. Thanks, Zet. 

3. (15. k v e t e n 2021) The exper ience of f l y ing can be b o t h exh i la ra t ing and 
f r i gh ten ing . Some peop le are v is ib ly shaken w h e n f l y ing in a commerc i a l 
j e t . The take of f and land ing are f o r e b o d i n g t o some peop le , wh i l e t h e 
rough air t u rbu lence scares qu i t e a f e w of us. However , t h e m o r e w e 
t rave l by air, t h e m o r e w e become c o m f o r t a b l e w i t h and unders tand and 
expect cer ta in o u t c o m e s . W e have t rave led enough t h r o u g h th is l i fe t o 
unders tand t h a t cer ta in par ts of our j o u r n e y wi l l be b u m p y . If i t 's ra in ing 
w h e n y o u look o u t o f t h e w i n d o w , c l imb h igher t h a n t h e c louds. The sun is 
ALS- A lways Left Shin ing. 

4 . (6. k v e t e n 2021) Today I w o k e up re f reshed and hungry . M y appe t i t e 
f o r f o o d and l i fe is und im in i shed . Once, ge t t i ng up ear ly and p lan t ing 
f l owers was par t of my e n j o y m e n t . However , i t is a t r e m e n d o u s blessing 
t o see all t h e beaut i fu l f l owe rs t h a t I have a par t in p lan t ing and God 
g rows . I no longer o w n t h a t h o m e and i n v o l v e m e n t in f l owe rs pa in t ing t h e 
yard is de f in i te ly close t o nonex is ten t . N o w , amazingly, I have been 
blessed t o p lan t w o r d s i n t o t h e minds of many and I en joy beho ld ing w h a t 
t h e Gardener of all o f our lives g rows . Paint ing lives w i t h b road st rokes of 
love and e n c o u r a g e m e n t are super io r t o t h e botan ica l exper ience . I'm 
gra te fu l f o r t h e o p p o r t u n i t y o f ALS- A lways Loving Someone . 



5. (24. d u b e n 2021) I'm no longer able t o take m y car in f o r a t u n e u p . W h o 
doesn ' t apprec ia te a s m o o t h runn ing vehic le? Un fo r t una te l y , w e 
some t imes get accus tomed t o chugg ing a long because t h e change is 
impercep t i b le unt i l t h e t h e loss of f p o w e r is unmis takab le . Simi lar ly , our 
t h i nk i ng can ge t i n to rough runn ing as opposed t o t h e pu r r i ng of peace 
t h a t passes reasonable unders tand ing . I'm ge t t i ng a men ta l t u n e u p th is 
m o n t h . I have a lot of road and l i fe t o cover . ALS- A Long St ro l l . Thanks, 
Bena. 

6. ( 2 1 . d u b e n 2021) It 's been a coup le of years since I exc la imed, Hold m y 
mu le w h i l e I shou t . I a m in love w i t h t h e Creator above w h a t He's c rea ted . 
I w o u l d l ike t o con t i nue t o praise ou r God f o r His W o r d be ing sure. Though 
t h e f inancia l en t i t y p layed a par t in our n e w mu le back t h e n , a n e w Toyo ta 
Sienna, I a m bank ing on Jesus. He is w h e r e I have con f idence , and f r o m 
W h o m all blessings f l o w . I'm care fu l t o praise God w i t h a g ra te fu l vo ice 
and hear t f o r m o v i n g t o a fac i l i ty c loser t o my fam i l y and w i t h a p r iva te 
r o o m recent ly . Then shalt t h o u de l igh t thyse l f in t h e Lord ; and I w i l l cause 
t hee t o r ide u p o n t h e high places of t h e e a r t h , and f eed t hee w i t h t h e 
her i tage o f Jacob t hy fa the r : f o r t h e m o u t h of t h e Lord ha th spoken i t . 
Isaiah 58 :14 KJV. I a m t h e Lord: t h a t is m y name : and m y g lory w i l l I no t 
give t o ano ther , ne i ther my praise t o graven images. Isaiah 42 :8 KJV. ALS-
A Li fe long Song. Thanks, Joann. +fotografie 

7. (12. d u b e n 2021) I no longer wea r nice sui ts. M y w i f e w o u l d 
occasional ly buy m e a sui t t h a t l ooked great and as I s l ipped i t o n , i t jus t 
fe l t fan tas t ic . No m a t t e r h o w l i t t le m o n e y I had or w h a t else was go ing o n , 
I cou ld pu t on t h e suit and I f e l t l ike th ings w e r e popp ing . W h a t is t h e 
expression? I f e l t l ike a mi l l ion dol lars. W e l l , I no longer dress up w i t h 
c lo thes. I ma in ly w e a r a smi le t o dress up and I slip on an a t t i t ude of 
g ra t i t ude . Talk ing a b o u t b l ing, b l ing-1 a m t o l d at t imes I rad ia te w i t h 
happiness. It is said n o b o d y can be t h a t happy all o f t h e t i m e . I agree, 
n o b o d y can, bu t th is s o m e b o d y has chosen t o be happy even n o w by t h e 
grace of God . I chose ALS- A l t e rna t i ve Li festyle Spectacular . I'd send y o u a 
b rochure , bu t I'm no t sel l ing any th i ng . However , I a m sold on i t . 



8. (8. d u b e n 2021) I'm lov ing h o w m a n y of m y age are n o w cru is ing i n to 
r e t i r e m e n t . H o w a w e s o m e t o w o r k and reach some level of 
accomp l i shmen t t h a t n o w it is rest t i m e . No t jus t t h e kick up y o u r heels 
rest, bu t w h a t w i l l y o u do w i t h t h e REST of you r l i fe. You have de f in i te l y 
ea rned t h e r ight t o ch i l l . However , t h e r e is a w o r l d gone mad t h a t cou ld 
use our perspect ive , d i sce rnmen t , compass ion , and god ly love. Enter t o 
learn; depa r t t o serve is n o w avai lab le. W h e n w e had a j o b , w e w e r e 
l im i t ed . Before our l ights g r o w d i m , let 's l ight i t up f o r Jesus w i t h no 
l im i ta t ions . ALS- A Living Servant . To t h e m God has chosen t o make k n o w n 
a m o n g t h e Gent i les t h e g lor ious r iches of th is mys tery , w h i c h is Christ in 
y o u , t h e hope of g lory . Colosians 1:27 NIV. 

9. (6. d u b e n 2021) I a m gra te fu l f o r m a n y th ings, bu t one day I was 
w o n d e r f u l l y surpr ised by one of my f o r m e r care givers d r o p p i n g by w i t h 
gi f ts. She and her son had p icked o u t jerseys of t h e A n a h e i m basebal l and 
hockey teams f o r m e . You some t imes read stor ies of my exper ience. 
Praise God f o r those w h o are a pos i t ive impac t in the i r caregiver 
responsib i l i t ies and services. I a m so g ra te fu l f o r t h e good ones. A n d , 
thanks be t o God f o r t h e bad caregivers t h a t increase our prayer l ives. 
Pray w i t h o u t ceasing. 18 In eve ry th ing give thanks : f o r th is is t h e w i l l of 
God in Christ Jesus conce rn ing y o u . 1 Thessalonians 5:17-18 KJV. ALS-
Apprec ia t i ng Lovely Surprises. Thanks, Tonya. 

10. (2. d u b e n 2021) I f in ished l is ten ing t o a book abou t g ra t i t ude , 
Gra t i t ude : A W a y Of Life by, Louise L Hay. N o w I k n o w be t te r w h y I a m so 
happy. It t u rns o u t t h a t be ing gra te fu l is huge in jus t a b o u t every aspect of 
l i fe. I've m e n t i o n e d h o w re - f ram ing is m o n u m e n t a l in ge t t i ng past t h e 
ear l ier exper iences in l i fe t h a t w e r e h a r m f u l , hu r t f u l , and devas ta t ing . 
Being g ra te fu l is l ike a s u p e r p o w e r t h a t doesn ' t cover up or ignore t h e 
unp leasant inc idents in l i fe b u t ra ther embraces t h e m and f inds w h a t is a 
posi t ive and benef ic ia l reason t o be t hank fu l because of t h e m . I a d m i t t h a t 
it can be a s t re tch , bu t t h a t is a character is t ic of t h e Fantast ic Four. No t 
t h e Marve l comic book t e a m . I'm ta lk ing a b o u t t h e Father, Son, Holy Spir i t , 
and y o u w i t h ALS- A t t i t u d e Leveraging Superpowers . 



1 1 . (23. brezna 2021) Don ' t let y o u r pa in , s t ruggle, o r t r ia l be w a s t e d . 
Someone may bene f i t f r o m y o u r e m p a t h y because y o u have t rave led 
s imi lar roads. Every j o u r n e y is d i f fe ren t , bu t our chal lenges o f t en band us 
t oge the r . 
I r e m e m b e r be ing asked by a f r i end w h a t w e r e some of my signals t h a t I 
had ALS? I ha ted t h a t he j o i n e d m e in t h e f i gh t against g iv ing i n t o th is 
mons te r , b u t I was g lad I cou ld he lp encourage and suppo r t h i m unt i l he 
f in ished his last r o u n d . I j us t love h o w God has pu l led i t a l t oge the r in m y 
life t h a t none of m y pain has been w a s t e d . 
I also one day recognized t h e pain and f r us t ra t i on in t h e vo ice o f a 
c o w o r k e r w h e n I said, "Good day m a t e . "Her response of, "There 's no th i ng 
good a b o u t i t " caused m e t o zero in and ref lect t h a t I had a day l ike t h a t 
go ing t h r o u g h a d ivo rce . She said, "B ingo! " I te l l y o u , i t t o o k every t h i n g in 
m e t o ho ld back m y tears f o r her unt i l a n o t h e r t i m e w h e n I inv i ted her t o 
lunch so she cou ld ven t . 
It's a good t h i n g t o no t was te our exper ience w h e n i t can make us be t te r 
and someday bless s o m e o n e w h o cou ld use some unde rs tand ing suppor t . 
W h e n e v e r possible, be ALS- A n o t h e r Life Suppor t . Mak ing m y hu r t some 
good is so g o o d . 

12. (19. b řezen 2021) Life is g o o d . I d i dn ' t receive any i tems left at t h e o ld 
place, so I w i l l have m y w i f e buy m o r e . She does m y laundry n o w so I am 
no longer h u n t i n g f o r th ings . 
It 's a t r e m e n d o u s task ge t t i ng eve ryone here at t h e n e w fac i l i ty fami l ia r 
w i t h m e at one t i m e , especial ly w h e n t hey have no t had a ven t i l a to r 
res ident in abou t t w o years. W e are mak ing great progress. 
He lp ing t h e k i t chen w i t h t i m e , t e m p e r a t u r e , t e x t u r e , and tas te wi l l be 
ongo ing f o r a w h i l e . I'm exc i ted t h a t t hey have o rde red m y eggp lant 
on l ine and purchased an air f ryer . It is a w e s o m e hav ing m y w i fe 's f o o d , 
cakes, and pies. Fet tucc ine, brocco l i , and peach cobb le r w i l l be today . 
I leave m y bl inds open and t h e m o r n i n g sun l ight comes i n . I see m y w i f e or 
daugh te r f o u r t imes a w e e k . The v iew has s igni f icant ly i m p r o v e d w i t h the i r 
smi l ing faces. 
Cur rent ly , I a m no t a l l owed t o go t o t h e b a t h r o o m w i t h o u t a the rap is t 
p resent t o t rans fe r m e . B u m m e r , b u t i t w i l l take a w h i l e f o r t h e m t o fee l 
c o m f o r t a b l e w i t h w h a t I can do safely du r i ng t h e t rans fe r f r o m t h e bed t o 
t h e c o m m o d e chair and ro l led t o t h e b a t h r o o m fo r ALS. Fill in t h e blanks. 



13. (16. b řezen 2021) Thanks f o r you r prayers and we l l w ishes. I de f in i te l y 
have a m o r e responsive d i rec to r and assistant. People are t r y i ng t o learn 
h o w t o care f o r m e . 
I l ike t h e plans w i t h t h e therap is ts and h o w I f ina l ly a m ge t t ing a m o r e 
cons is tent m o v e m e n t of my arms every t w o hours and range of m o t i o n 
t w i c e a day soon . 
The cooks wi l l i m p r o v e as I g ive t h e m feedback f o r h o w t o p repare my 
f o o d . Of course, it 's g reat hav ing my w i f e br ing ing m e f o o d also, inc lud ing 
some of her pies and cakes. 
Having a p r iva te r o o m is de f in i te ly also w o n d e r f u l . M y daughter ' s visits are 
special a long w i t h m y w i fe ' s . So, I see one of t h e m on Sunday, Tuesday, 
Thursday, and Saturday. 
I'm on book read ing f o r t h e year n u m b e r 53 . Life is stil l good in Jesus. +2 
fotografie 

14. (8. b řezen 2021) I'm do ing m y no rma l we l l w i t h t h e except ion t h a t I 
was m e d f l igh t t r ans fe r red f r o m Fresno t o Garden Grove, CA on last 
Tuesday. F rom t h e t i m e I left t h e fac i l i ty , I was in t h e air w i t h i n 45 
m inu tes . 
I a m de f in i te ly lov ing my pr iva te r o o m . So far I love t h e DON and RT. I'm 
w o r k i n g w i t h t h e PT t o ge t eva lua ted so I can be a l l owed t o be m o r e 
mob i l e . Today I d id ge t on a tab le t h a t r o ta ted t o d i f fe ren t up r igh t degrees 
t o wa lk in place safely. 
They have no t had a ven t i l a to r res ident f o r a coup le of years, so mos t of 
t h e nurses are learn ing t h a t as we l l as b e c o m i n g acqua in ted w i t h me . 
The cook is p repa r ing my f o o d nicely bu t t o o m u c h of i t . So far I a m 
pleased w i t h t h e t i m i n g and tas te . They b r ing l i t t le packets o f salt and 
pepper so t h a t helps t r e m e n d o u s l y . 
I have i m m e d i a t e l y asked f o r a t t en t i on t o t h e hyd ro ba th , bu t w h e n I go t 
in i t t o d a y it d idn ' t mee t m y needs. 
The Act iv i t ies Coord ina to r washed and v a c u u m e d m y whee lcha i r t h e same 
day I a r r i ved . 
I'm en joy ing my w i fe ' s cook ing a l ready. Yesterday I was b rough t a l e m o n 
pound cake. Kayla's visi t Saturday was also swee t . +fotografie 

15. (4. září 2020) The loss of b rea th and t h e despera te desire t o have 
m o r e of t h e m is a g l impse of t h e c rav ing f o r l i fe and l iv ing some fee l as ALS 
s lowly takes away t h e ease of b rea th i ng and l iv ing l i fe. It's unrea l h o w 
d ia led in is t h e prec ious awareness o f w h a t is i m p o r t a n t - t h e ce r ta in t y and 
c lar i ty are unbe l ievab le . It becomes a t i m e t o max imize some re la t ionships 
and t o cu t loose o the rs . I k n o w I checked on my insurance and was to ta l l y 
con f i den t in my Blessed Assurance. Know ing h o w m u c h is in t h e bank is 
great , bu t f o r me , k n o w i n g m y name is w r i t t e n " t h e r e " has g iven m e peace 
in t h e mids t o f t h e s t o r m . ALS- A m Loving Solace. Thanks, Sandy. 
+fotografie 



16. ( 1 . zarf 2020) Don ' t be a co-star in y o u r o w n l i fe. Take cen te r stage 
w i t h a c o m m a n d i n g presence. I'm bed r i dden and unab le t o m o v e , and ye t , 
I a m sti l l a move r and shaker. It has been said t h a t I i n t i m i d a t e peop le . 
That is f u n n y t o m e . M y stance is t o se l f -advocate f o r m y hea l th care 
excel lence. I a m relent less and t h o r o u g h in m y observa t ions . T e m p e r i n g 
my f rankness, I sti l l ge t t h e message across. No th i ng makes m e happ ie r 
t h a n saying, "Good j o b . " People respond be t te r w h e n t hey are 
app rec ia ted . W e are all learn ing t oge the r . Help m e he lp y o u . I loved it in 
t h e mov ie , and I a m exc i ted t o make th ings happen in my l i fe. I'm my o w n 
CEO- Chief Encouraging Off icer w i t h an ALS- A w e s o m e Life Shared. 
Thanks, Stel la. 

17. (30. s rpen 2020) Augus t has been a n o t h e r a w e s o m e m o n t h . I en joyed 
par t i c ipa t ing in t h e ALS Fundraiser f o r a cure and t r e a t m e n t . I also j o i n e d 
a n o t h e r a w e s o m e suppo r t g r o u p on Facebook. I'm fee l i ng good a b o u t 
h o w m a n y peop le actual ly take t i m e t o care abou t o thers , and t h e 
su r round ing suppo r t o f shared exper iences is p h e n o m e n a l l y exh i la ra t ing . 
W e are no t a lone . W h e n y o u take t h e t i m e t o reach ou t , y o u make a 
d i f fe rence. This w o r l d becomes a be t te r p lace. Thank y o u f o r be ing an ALS-
Amaz ing Light Source. Thanks, Julie. 

18. (28. s rpen 2020) Okay, let 's get th is pa r ty s ta r t ed . Today is t h e day, 
e leven years ago, t h a t I rece ived m y diagnosis of ALS. W e l l , t o be clear, I 
a m ce lebra t ing l i fe. Even w i t h m a n y d imens ions d im in i shed , I a m l iv ing a 
fu l l l i fe . If t h e essence of ex is tence is lov ing and be ing loved , I a m to ta l l y 
t h e r e . If t h e mean ing of l i fe is car ing and shar ing, every day br ings m e t h e 
o p p o r t u n i t y t o fu l f i l l th is pu rpose . So, as a pr isoner b o u n d by t h e chains of 
immob i l i t y , I dai ly take m y wa lk of f a i t h . I don ' t take it f o r g ran ted t h a t t h e 
ven t i l a to r pushed air helps m y lungs t o expand . W h a t e v e r muscles stil l 
r espond ing t o m y men ta l c o m m a n d s are occasions f o r an emo t i ona l l y 
happy dance. Don ' t ge t i t t w i s t e d - th is is hard stuf f w i t h a physical 
d isabi l i ty . However , I have been ba t t l e -wo rn and I re fuse t o concede t o 
t h e loss of any men ta l or spi r i tual g r o u n d I have ga ined . Today, pa r ty w i t h 
me, and if y o u haven ' t a l ready, ge t y o u r pa r ty s ta r ted w i t h ALS- Amaz ing ly 
L igh thear ted Spir i ts. 



19. (27. s rpen 2020) There , I said it , ALS. A m y o t r o p h i c Lateral Sclerosis, 
also k n o w n as Lou Gehrig 's Disease. I'll a lways have a hard t i m e spel l ing i t , 
bu t w h e n spel led ou t , i t is a neu rodegenera t i ve disease t h a t affects t h e 
nerve and musc le s lowly f o r some, and m o r e rapid ly f o r o thers , t o t h e 
po in t , mos t vo l un ta r y func t i ons are eventua l l y lost. A capt ive t o a 
dys func t iona l body , some give up or o u t and die w i t h i n a f e w years of 
d iagnosis. W h a t y o u th ink and w h a t y o u bel ieve comes qu ick ly t o t h e 
f o r e f r o n t ! Eleven years ago, I heard t h e sad and ser ious t o n e of m y 
Neurosurgeon d o c t o r w h o assisted in m y j o u r n e y of ge t t i ng a co r rec t 
d iagnosis. I laughed and said, "A t least I don ' t have t o have surgery . " I 
cou ld laugh at dea th because t o m e ALS m e a n t A Loving Savior! I'm in His 
care and He has t h e last w o r d concern ing m y l i fe t e m p o r a l and e te rna l . 

20 . (27. s rpen 2020) Hel lo eve ryone . I'm Chris in Centra l Cal i forn ia . I was 
d iagnosed e leven years ago th is m o n t h . I l ive in a sub-acute fac i l i t y and f o r 
t h e mos t par t , i t 's a g o o d l i fe. I post dai ly, have a webs i t e , and have 
comp i l ed f o u r devo t iona ls . M y f am i l y is 280 mi les away w a i t i n g f o r my 
t rans fe r t o take place t o a fac i l i t y 30 mi les f r o m our n e w h o m e . M y w i f e is 
re t i red and my daugh te r jus t g radua ted f r o m t h e nurs ing p rog ram at Loma 
Linda Univers i ty . She takes t h e s ta te boards next m o n t h . Recent ly, I 
c o m p l e t e d 800 hours as a Crisis Text Line Counselor . I'm awa i t i ng a v i r tua l 
pos i t ion w i t h t h e Ve te rans Crises Line. M y fa i t h is s t rong , m y hea l th 
m o m e n t a r i l y p la teaued , and t o m y know ledge , m y men ta l hea l th is g o o d . I 
have been on a ven t i l a to r f o r 3 years. I have a G t u b e bu t I eat solids f o r 
t w o meals a day. I bel ieve in ALS-A lways Li f t ing Someone . +fotografie 



Zařazení d l e t y p u Zařazení d l e d r u h u Zařazení d l e ADLs Počet reakcí 
o b s a h u 

Text Mo t i vace a pobaven í Péče o zdraví, p revence 12 

Text V ý p o v ě ď M o t i v o v á n í os ta tn ích 79 
č lenů skup iny 

Text V ý p o v ě ď Přemisťování ( m i m o 25 
domácnos t ) 

Text Výpověď Zábava 85 



Text V ý p o v ě ď Myš lenky , psychologie 28 

Text a m u l t i m é d i a V ý p o v ě ď Myš lenky , psychologie 37 

Text Výpověď Oblékání 138 



Text V ý p o v ě ď Stárnut í a umí rán í 17 

Text V ý p o v ě ď Výběr pečova te lů a 195 
zdravo tn ických zařízení 

Text Doporučen í Myš lenky , psychologie 24 



Text Mo t i vace a pobaven í M o t i v o v a n í os ta tn ích 27 
č lenů skup iny 

Text Výpověď Osobní hygiena 35 



Text a m u l t i m é d i a V ý p o v ě ď Výběr pečova te lů a 232 
zdravo tn ických zařízení 

Text a m u l t i m é d i a V ý p o v ě ď Přemisťování ( m i m o 30 
domácnos t ) 

Text a m u l t i m é d i a V ý p o v ě ď Sociální skupiny a j iné 108 
společenské akce 



Text Mo t i vace a pobaven í M o t i v o v a n í os ta tn ích 259 
č lenů skup iny 

Text V ý p o v ě ď Sociální skupiny a j iné 24 
společenské akce 

Text V ý p o v ě ď M o t i v o v á n í os ta tn ích 159 
č lenů skup iny 



Text V ý p o v ě ď Předání osobních 110 
i n fo rmac í 

Text a m u l t i m é d i a V ý p o v ě ď Předání osobních 487 
i n fo rmac í 



Průměr reakcí: 105,6 

Průměr k o m e n t á ř ů : 16,75 

Součet reakcí: 2 1 1 1 
Počet k o m e n t á ř ů 

Součet k o m e n t á ř ů : 335 
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Pacient 3 
Muž 

Počet př íspěvků: 22 

Přispívá: Pacient 

Příspěvky: 

1. ( 1 1 . března 2022) One of m y f r iends go t m e t h e best shi r t ever ! 
+fotografie (zobrazující f o t k u osoby s v t i p n ý m nápisem) 

2. (26. ú n o r 2022) The VA ru les! Just go t m y c u s t o m AFO's and t h e y 
actual ly m a d e t h e m c a m o t o m a t c h m y p o w e r whee lcha i r ! S tand ing is 
easy aga in ! +fotografie 

3. (17. ú n o r 2022) 

¥ou never know how strong von -
are until being Strang Is the only 

choice you have. 
-Bali Mario 

4. (16. ú n o r 2022) Pract iced w i t h t h e Tobi i mach ine t o d a y ! ! It 's crazy t h e 
techno logy t h a t has been c rea ted t o he lp us! Despi te t h e hor r ib le disease, 
I a m thank fu l t o bene f i t f r o m all t h e techno logy c rea ted t o keep m e 
func t i on ing w i t h i t ! +3 fotografie 



5. (9. ú n o r 2022) Found a guy on Etsy w h o 3D pr in ts joyst ick t oppe rs , go t 
a f e w m a d e of my f avo r i t e he ro /cha rac te r : Judge D r e d d ! The w i f e d id t h e 
great pa in t j o b ! +2 fotografie 

6. ( 2 1 . l eden 2022) Got a n e w to i l eva to r so m y w i f e doesn ' t b l o w o u t her 
back t r y i ng t o l ift m y big bu t t of f t h e t o i l e t a n y m o r e ! + 2 fotografie 

7. (7. p ros inec 2021) A in ' t no ALS s low ing my ro l l ! 70 m p h d o w n deser t 
t ra i ls in a UTV today ! Fuck ALS! ! ! +videoa 10 fotografií 

8. (14. ř í jen 2021) Okay, so I have t h e p r o b l e m w i t h easily t r iggered 
laughing, psuedo bu lbar af fect . Makes r e p r i m a n d i n g or hav ing ser ious 
talks w i t h ou r t w o y o u n g kids a lmos t imposs ib le . So t h e doc gave me 
Neudex ta . 
Then I read t h e labe l . It caut ions y o u against t ak ing i t w i t h mar i juana , 
wh i ch I do medica l ly . Mar i j uana is actual ly qu i t e he lp fu l in he lp ing m e 
sleep and w h e n I take i t du r i ng t h e day it de f in i te ly helps con t ro l m y 
t r e m o r s and helps make m y mo t i ons s m o o t h e r and m o r e c o o r d i n a t e d . 
Has anyone here been on Neudex ta and mar i juana at t h e same t ime? 
W h a t w e r e t h e react ions if any? A n d f o r anyone w h o jus t takes Neudex ta , 
h o w we l l does i t w o r k f o r you? Is it w o r t h it? 

9. (10. ř í jen 2021) F rom t h e co ld sou th r im of t h e Grand Canyon t o w a t e r 
t u b i n g and w a t e r ski ing in t h e same w e e k ! Got ta love Ar izona 's d i f fe ren t 
c l imates ! 
Thanks t o Ar izona Adap t i ve W a t e r Sports (AAWS) my f am i l y go t t o have 
an a w e s o m e day on t h e w a t e r ! I go t t o d o t h e w a t e r t u b i n g and w a t e r 
ski ing, and t h e kids and w i f e go t t o go kayaking, s w i m m i n g and using a 
w a t e r sl ide of f a doub le decker par ty boa t . M y son's f avo r i t e d ive is cal led 
"The S ta r f i sh " ^ +15 fotografii 

10. (6. r i j en 2021) Got t o do a day t r i p t o t h e Grand Canyon and Sedona 
yes terday w i t h t h e fam i l y ! A n d w h a t a gorgeous day f o r i t ! + 1 0 fotografii 



1 1 . ( 1 . r i j en 2021) So jus t a ques t i on : 
I spent t h e past t w o m o n t h s dea l ing w i t h k idney stones, dual s tents and 2 
surger ies. This has led t o me be ing in a huge a m o u n t of pa in , and t o deal 
w i t h i t , I s lept in my p o w e r whee lcha i r f o r t h e ma jo r i t y of t h e t i m e . 
N o w in t h a t t i m e my w i f e bough t Sleep N u m b e r mat t resses f o r us, w e 
each have a t w i n xl w i t h t h e mo to r i zed bases w h e r e t h e head and f e e t 
can raise and lower . The n e w mat t ress is a b o u t 2 inches l owe r t han t h e 
o ld one , apparen t l y t h a t is t o o l ow f o r me t o able t o ge t up of f i t t o 
t rans fe r t o my whee lcha i r . 
So t h e n w e pu t t h e ex tended legs on t h e base, l i f t ing t h e bed 
app rox ima te l y 6 inches up . N o w i t is l i f e - th rea ten ing t o t r y t o get i n t o . M y 
w i f e usual ly l ifts m y left leg up o n t o t h e bed t h e n I rol l up i n t o bed . N o w 
w i t h it h igher, I fee l l ike I a m d o i n g a spl i t and my leg feels l ike i t 's go ing t o 
pop o u t of t h e socket . 
How do o t h e r peop le here ge t the i r loved ones o n t o t h e bed in a s i tua t ion 
like th is? I w o u l d like t o con t i nue t o t r y t o t rans fe r mysel f app long as 
possible, and I ha te be ing scared of my o w n b e d . © 

12. (6. září 2021) Hell eve ryone ! So I have a ques t i on : 
I l ive in Ar izona, and as some o f y o u may know , it gets a l i t t le w a r m o u t . I 
use a Q u a n t u m Edge 3 p o w e r whee lcha i r t o get a r o u n d . W h e n e v e r I f i n d 
mysel f ou ts ide (l ike at a b lock par ty w e w e r e hav ing today) even if I a m in 
t h e shade, my joys t ick con t ro l l e r gets NUCLEAR HOT! ! ! A lmos t t o t h e 
po in t i t 's t o o ho t t o t o u c h , t h a t can ' t be good f o r t h e e lect ron ics . 
Does anyone k n o w of a cover or s o m e t h i n g t o p reven t this? 

13. (24. s rpen 2021) Public service a n n o u n c e m e n t : 
Dr ink lots and lots of w a t e r ! Stay away f r o m sodas and energy dr inks all 
t h e t i m e l ike I d i d . 
Appa ren t l y be ing whee lcha i r b o u n d makes y o u m o r e suscept ib le t o 
k idney stones, as y o u are n o t bounc ing a round on y o u r f e e t all t h e t i m e 
like y o u used t o . 
Had t o go t o t h e ER on Sunday n ight f o r c o n t i n u e d k idney s tone pain t h a t 
I go t d iagnosed w i t h t w o weeks ago and i t stil l hadn ' t passed. They d id a 
CT Scan and f o u n d o u t i t w a s n ' t 4 m m like t h e o t h e r ER had es t ima ted 2 
weeks ago, bu t ins tead 6 m m x 3 m m , and was cu r ren t l y stuck b e t w e e n t h e 
b ladder and k idney and w a s n ' t go ing a n y w h e r e . So I go t t o do an 
emergency surgery t o pu t in a s t e n t . ® 
N o w t h e y are go ing t o have t o go in again and break it up w i t h a laser and 
r e m o v e t h e s tone, t h e n r e m o v e t h e s ten t at ano the r da te af ter t h a t . I 
shou ld have jus t d rank m o r e w a t e r (§) 
And of course t h e doc to rs w o u l d n ' t let m e take m y r i luzol or bac lo fen 
wh i l e I was recover ing so I was st i f f as a board and shak ing like a leaf t h e 
w h o l e t i m e at t h e hosp i ta l . 
All in al l , ALS + Kidney s tones = hell on e a r t h ! 



14. (12. s rpen 2021) Last m o n t h ( the w h o l e m o n t h ) I had and beat 
p n e u m o n i a . 
Today I j us t go t m y f i rs t ever k idney s tone. 
This is jus t no t my s u m m e r ! 

15. (5. s rpna 2021) I t r y hard every day t o f i nd s o m e t h i n g I have done t o 
be p roud of... 
Today I v a c u u m e d a coup le rooms in ou r house w h i l e m o t o r i n g a r o u n d in 
my p o w e r whee lcha i r . It was t h e n w h e n I real ized t h a t f o r those f e w 
f lee t ing m o m e n t s , t h a t I had become t h e wo r l d ' s mos t expensive 
Roomba. 

16. (28. červenec 2021) So, f o o d f o r t h o u g h t : A n d I a m by no means a 
medica l profess ional or o f fe r ing medica l adv ice! But I have a t h e o r y t h a t 
backs up a t h i n g I heard f r o m m y physical t he rap is t t oday . 
Today m y PT came and w e have been discussing supp lemen ts and stuf f 
t h a t may he lp m e w i t h s low ing progress ion and possibly ma in ta in ing 
muscle. The supp lemen ts B12, L-Carnat ine, Taur ine , c rea t ine , etc came up 
in his r e c o m m e n d a t i o n s t o me. . . 
Then I r e m e m b e r e d , I had been add ic ted t o energy dr inks f r o m 2005-
2018 .1 averaged abou t 2-4 dr inks a day. Mons te r , Red Bull , Rockstar, 
NOS, etc . f u n n y t h i n g : I dec ided a round late Augus t 2018 t o break m y 
add ic t ion once and f o r al l . . . then my f o o t d r o p and l imp ing began in 
Oc tober 2018. . . 
N o w p re t t y m u c h all t h e supp lemen ts m y PT m e n t i o n e d are ma in 
ingred ients in energy dr inks ! Is i t possible t h a t m y dai ly c o n s u m p t i o n of 
those energy dr inks was de lay ing t h e onset of my s y m p t o m s by p rov id ing 
me w i t h a dai ly dose of those supp lemen ts? A n d n o w I w i l l be con t i nu i ng 
my add ic t ion anyway because I need t o ge t t hose supp lemen ts n o w 
anyway , and screw i t , w h y no t d r ink t h e stuf f anyway , n o t l ike I a m t o o 
c fo r r ied abou t t h e long t e r m hea l th ef fects Oust saying ď ) . 
Just f o o d f o r t h o u g h t , w o n d e r w h a t anyone else th inks . (PS: I a m 36 years 
o ld , onset was 34) 

17. (13. červen 2021) Just go t m y f i rs t bo t t le of ReQuip CR f r o m m y doc to r 
t o s tar t t ak ing t o m o r r o w . A n y o n e here have any exper ience w i t h th is 
med? Hop ing it helps s low progress ion as some research has suggested.HI 

18. ( 3 1 . k v é t e n 2021) Took t h e fam i l y o u t t o M o n s t e r Jam today . ALS 
sucks, b u t I w i l l te l l y o u w h a t doesn ' t : f r o n t r o w park ing and a pr iva te 
balcony f o r whee lcha i r access f o r t h e fam i l y ! I w i l l never let ALS s top m e 
f r o m hav ing f u n ! ! ! +14 fotografií 

19. (13. d u b e n 2021) W h e n ge t t ing a p o w e r whee lcha i r , a lways o p t f o r 
t h e PosiTract ion o p t i o n . . . . © 
This is w h y I can ' t be t r us ted w i t h nice th ings . +3 fotografie 

20. (17. b ŕezen 2021) Just go t these sheets, hope fu l l y no m o r e wres t l i ng 
w i t h a bund le of c rappy sheets w r a p p e d a round m y legs ha l fway t h r o u g h 
t h e n igh t ! +3 fotografie 



2 1 . (5. b řezen 2021) We l l CVS, I d o n ' t t h i nk I w i l l be r unn ing o u t of 
Baclofen a n y t i m e s o o n . . . . © +fotografie 

22. (12. u n o r 2021) Abso lu te game changer w h e n t h e dex te r i t y in y o u r 
d o m i n a n t hand is d i m i n i s h e d ! ! I have never used a b ide t be fo re , and was 
very nervous spend ing th is m u c h m o n e y , b u t i t was ABSOLUTELY w o r t h 
i t ! ! ! +fotografie 



Zařazení d le t y p u Zařazení d l e d r u h u Zařazení d l e ADLs Počet reakcí 
o b s a h u 

Text a m u l t i m é d i a Mo t i vace a pobaven í Zábava 1427 

Text a m u l t i m é d i a Mo t i vace a pobaven í Pomůcky 159 

Pouze m u l t i m é d i a Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 
č lenů skupiny 

390 

Text a m u l t i m é d i a Výpověď Pomůcky 314 



Text a m u l t i m é d i a Mo t i vace a pobaven í Zábava 103 

Text a m u l t i m é d i a Doporučen í Pomůcky 230 

Text a m u l t i m é d i a Mo t i vace a pobaven í Zábava 133 

Text Kombinace Užívání léků 8 

Text a m u l t i m é d i a V ý p o v ě ď Zábava 191 

Text a m u l t i m é d i a Výpověď Zábava 230 



Text Kombinace Pomůcky 1 

Text Kombinace Pomůcky 

Text Doporučen í Péče o zdraví, p revence 27 



Text V ý p o v ě ď Změna zd ravo tn ího stavu 32 
pac ienta 

Text V ý p o v ě ď Uklízení a udržování 117 
domácnos t i 

Text V ý p o v ě ď St ravování 8 

Text Kombinace Užívání léků 1 

Text a m u l t i m é d i a V ý p o v ě ď Zábava 445 

Text a m u l t i m é d i a Mo t i vace a pobaven í Zábava 108 

Text a m u l t i m é d i a Doporučen í Pomůcky 10 



Text a m u l t i m é d i a V ý p o v ě ď Užívání léků 3 1 

Text a m u l t i m é d i a Doporučen í Pomůcky - toa le ta 126 



Průměr reakcí: 186,0 

Průměr k o m e n t á ř ů : 21 ,45454545 

Součet reakcí: 4 0 9 1 
Počet k o m e n t á ř ů 

Součet k o m e n t á ř ů : 4 7 2 
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Pacient 4 
Muž 

Počet p ř íspěvků: 12 

Přispívá: Pacient 

Příspěvky: 

1 . ( 1 . b řezen 2022) Happy pancake day eve ryone ! 
Today I a m launch ing my next cha l lenge, I a m go ing t o 
t r a n s f o r m mysel f i n t o an Easter M N D bunny . M y a im is t o 
spread awareness of th is disease and at t h e same t i m e 
de l i ve r ing Easter gif ts t o ch i ld ren in m y local area. W e a t h e r 
pe rm i t t i ng I w i l l be o u t on m y scooter de l i ve r ing gi f ts. If y o u 
w o u l d l ike t o dona te Easter eggs or Easter gif ts t h a t w o u l d be 
great . Chi ldren have had a t o u g h f e w years and w i t h 
eve ry th ing t h a t is go ing on at t h e m o m e n t it w i l l be lovely t o 
b r ing a smi le t o so many faces. 
W a t c h th is space t o see m e dressed as t h e M N D Easter b u n n y 
[ l just w a i t i n g f o r m y cos tume t o c o m e t h r o u g h . +2 fotografie 

2. (27. ú n o r 2022) I jus t w a n t e d t o say Thankyou t o eve ryone 
w h o sends me such lovely messages. I a m o f ten to ld I a m 
insp i ra t iona l b u t y o u r messages real ly inspi re me Thankyou HI 
Wma +video 

3a. (25. ú n o r 2022) I t h i nk w e are all t h i nk i ng t h e same 
w a t c h i n g t h e horr i f ic events happen ing in Ukra ine . 
I real ly d i dn ' t t h i nk I w o u l d see th is again in my l i f e t ime . 
So I w a n t e d t o share w i t h y o u a message I had today , I have 
had permiss ion f r o m t h e sender as long as I de le ted t h e 
names. W h a t th is shows is t h a t w e can ' t con t ro l eve ry th ing 
t h a t is go ing o n , bu t a l i t t le b i t o f k indness can make a 
d i f fe rence t o o thers . 
Hi John 
I jus t w a n t e d t o send y o u a personal message t o let y o u k n o w 
w h a t y o u have d o n e f o r m e . 
M y beaut i fu l husband passed away 14 m o n t h s ago f r o m t h e 
beast M N D . I have no t go t over t h e fac t t h a t our f u t u r e 
t o g e t h e r has been taken away. 
His f ina l w ish was f o r me t o scat ter his ashes in one of our 
f avou r i t e places. I have no t had t h e s t reng th t o do th is as I f e l t 
I was le t t ing h im go . 



3b. I have been f o l l o w i n g y o u r s tory and some days y o u make 
me laugh some days y o u make me cry. The one t h i n g you 
have d o n e f o r m e John is give m e s t reng th , a f ter all if y o u can 
keep smi l ing so can I. 
Yesterday I pu t y o u r p h o t o on m y Screensaver on m y p h o n e 
and d rove t o our special p lace. I let h i m go and all t h e t i m e I 
looked at y o u r p h o t o and to ld h im all a b o u t y o u . 
I fee l so m u c h be t te r n o w I have car r ied o u t his f ina l w i sh . 
Today I have f o u n d t h e s t reng th t o sor t t h r o u g h his th ings t o 
d o n a t e t o o the r suf ferers. 
Never unde r es t ima te h o w m u c h y o u he lp o thers John , I a m 
n o w on a mission t o s tand by y o u r side and raise funds t o f i n d 
a cure . 
Keep smi l ing , keep f i gh t i ng and Thankyou f r o m t h e b o t t o m of 
my hear t f o r he lp ing me t o take a m o r e pos i t ive d i rec t i on . 
You are a t r u e w a r r i o r and loved by so many . 
Forever g ra te fu l 

4 . (24. ú n o r 2022) A f te r a successful f e w days of exercise Hl I 
t h o u g h t I w o u l d t r y o u t m y n e w mank in i and go f o r a run . 
(Not real ly m e in t h e p ic tu re bu t I t h o u g h t i t was f u n n y ) +2 
fotografie 

5. (22. ú n o r 2022) Yesterday I set mysel f a chal lenge t o wa lk 
10 steps w i t h my wa l k i ng f r a m e ! and I d id i t Hlvery p roud of 
mysel f © s e t yourse l f a l i t t le cha l lenge t o d a y it cer ta in ly 
makes y o u fee l m o r e pos i t ive MM 
#Posi t ive Vibes 
#everydayisabless ing +2 fotografie 

6. (20. ú n o r 2022) D r u m rol l M@® 
W e have jus t c o u n t e d t h e va lent ines cards and I have 
received an amaz ing to ta l o f 4 4 1 ! ! 
Thankyou so m u c h everyone * I have loved read ing every 
single one * I d o n ' t k n o w w h a t I w i l l do w i t h mysel f 
t o m o r r o w I look f o r w a r d t o t h e pos tman c o m i n g El maybe m y 
next cha l lenge shou ld be h o w many b i r thday cards I receive 
M@® 
W e have raised 4 4 1 x £5 = £2205 
For M N D research and all t h e s tamps have gone t o S tamp O u t 
M n d 
W W W W W +4 fotografie 

7. (19. ú n o r 2022) W h a t a w i n d y day yes te rday ! M y w i g b l e w 
of f H and look w h a t I have n o w @® +2 fotografie 



8. (18. u n o r 2022) To all my w a r r i o r f r iends w h o have 
ca the ters r e m e m b e r th is MM 

BE KIND TO 
NURSES, 

THEY CHOOSE YOUR 
CATHETER SIZE. 

9. (17. ú n o r 2022) I have been very busy t oday o rde r i ng a f e w 
th ings f o r m y s u m m e r co l lec t ion 
MMME 
MMM® +3 fotografie 

10. (16. ú n o r 2022) I s ta r ted in N o v e m b e r on a campa ign t o 
raise awareness and t o raise funds f o r research i n t o th is 
ho r rendous disease. I have set n u m e r o u s chal lenges and I 
have raised an amaz ing £11 ,500 El m y recent goal was t o 
receive as m a n y va lent ines as I cou ld , as I was be ing 
sponsored £5 per ca rd ! I have received over 300 cards ! 
Toge the r w e have t o f i gh t on M\ 
Sending va lent ines love t o y o u all 
h t t p s : / / w w w . j u s t g i v i n g . c o m / f u n d r a i s i n g / J o h n - a d a m s 4 4 +3 
fotografie 

1 1 . (16. ú n o r 2022) Sorry eve ryone E t h e Al l iens are c o m i n g 
ME +2 fotografie 

Urgent Warning for Tomorrow 

Aliens Are C o m i n g To Earth Tomorrow. 
Their Miss ion Is To Abduct All Sexy. 

Good Looking "Old" People, 
I'm Just Shar ing To- Say Goodbye-. 

I've G o t To Go Pack. 

12. (15. ú n o r 2022) Good m o r n i n g all m y w a r r i o r f r i ends © i t 
is a hor r ib le day here in t h e uk r Ý I a m look ing f o r w a r d t o 
seeing a bi t o f sunshine * 
mrnWMME +v ideo 

https://www.justgiving.com/fundraising/John-adams44


Zařazení d le t y p u Zařazení d le d r u h u Zařazení d le ADLs Počet reakcí 
obsahu 

Text a m u l t i m é d i a Mo t i vace a pobaven í Zábava 35 

Text a m u l t i m é d i a Výpověď Vděčnos t za existenci 360 
skup iny a posky tnu té 

rady, p o d p o r u 

Text Výpověď Mo t i vován í os ta tn ích 
č lenů skupiny 

76 



Text a m u l t i m é d i a Mo t i vace a pobaven í Zábava 340 

Text a m u l t i m é d i a Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 125 
č lenů skupiny 

Text a m u l t i m é d i a Mo t i vace a pobaven í Vděčnos t za existenci 60 
skup iny a posky tnu té 

rady, p o d p o r u 

Text a m u l t i m é d i a Mo t i vace a pobaven í Zábava 223 



Pouze m u l t i m é d i a Mo t i vace a pobaven í Zábava 36 

Text a m u l t i m é d i a Mo t i vace a pobaven í Zábava 389 

Text , mu l t iméd ia a odkaz V ý p o v ě ď Pozi t ivní událost i 99 

Pouze m u l t i m é d i a Mo t i vace a pobaven í Zábava 8 1 

Text a m u l t i m é d i a Výpověď M o t i v o v á n í os ta tn ích 
č lenů skupiny 

2 2 1 



Průměr reakcí: 170,4 

Průměr k o m e n t á ř ů : 23 

Součet reakcí: 2045 

Počet k o m e n t á ř ů 
Součet k o m e n t á ř ů : 276 

6 

76 

10 



23 

15 

6 

18 



46 

6 

56 



Pečovatel 1 
Žena 

Počet p ř íspěvků: 10 

Přispívá: Pečovatel (manželka) 

Příspěvky: 

1. (28. s rpna 2021) M y Johnny ga ined his w ings 8 days ago. I fee l as t h o u g h 
I'm s imply go ing t h r o u g h t h e m o t i o n s in eve ry th ing t h a t I do . Like none of 
it is actual ly t ak ing place. This disease t o o k away t h e love o f m y l i fe. The 
loss is incredib le. . . . 

2. (19. s rpna 2021) Had a t o u g h day today . Everyday is t o u g h , t o some 
ex ten t , bu t t oday was m o r e so. 
I w o r e mysel f ou t , m o w i n g t h e l a w n , c lean ing t h e house, t h a t w h e n i t 
came t i m e f o r unexpec ted ALS craziness, I was exhaus ted . 
I'm f ina l ly s i t t ing d o w n and re lax ing since be ing on my fee t since 10a. 
Felt bad f o r my PALS, as I had a bi t o f c ry ing spel l . Feel ing sorry f o r myself . 
Try ing t o t e n d t o h im w h i l e he was lay ing d o w n f la t , wh i ch makes i t hard 
fo r h i m t o b rea the . It was t o u g h . 
Pals looks di f f t oday . M o r e p r o n o u n c e d cheek bones, w h i c h means m o r e 
sunken in cheeks and t emp les . So sad.... 
M y Pals t o l d me "I d id g o o d " . I d o n ' t get t h a t t o o o f t en , so I'm reward ing 
mysel f w i t h a bag of s ta rburs t . 
Oh, w h o a m I k idding.. . ! eat t h e m a lmos t n ight ly . 

3. (3. če rvenec 2021) M y Pals has changed , or dec l ined qu i t e a bi t in t h e 
last m o n t h . I fee l as t h o u g h once he go t his f eed ing t u b e . No t saying t h a t 
t h e t u b e has any th ing t o do w i t h t h e dec l ine , i t 's jus t a t i m e marker . 
Ext remely t i r ed 
Restless 
Moans n o n s t o p 
Legs and f e e t are hu r t i ng h i m badly 
Looks so m u c h m o r e w e a k 
Barely w a n t s t o leave his bed f o r t h e rec l iner 
Barely smiles a n y m o r e 
It's jus t hear tb reak ing 

4. (3. če rvenec 2021) Does anyone k n o w o f a g r o u p o f Soldiers(or 
veterans) t h a t w e r e d iagnosed w h i l e stil l on act ive duty(en l is ted)? 

5. (28. březen 2021) I do no t have a cough assist 
Pals is t r y i ng t o cough up p h l e g m , 
H o w can I help??? 



6. (28. ú n o r 2021) Hey a l l ! 
Quest ion? 
M y Pals has been cough ing late ly. He c la ims i t 's a " t i ck le " or feels l ike a 
smal l chunk of s o m e t h i n g t h a t he's no t able t o ge t ou t . 
It seems t o be mos t l y w h e n he eats or dr inks. 
He wi l l cough , over and over , and at t imes look as if he is d ry heav ing . Or 
cough ing and can ' t get his b rea th . I'm no t sure if I'm descr ib ing i t cor rec t ly . 
Is th is h im s ta r t ing w i t h t h e swa l l ow ing , cough , goop? 
Ty 

7. ( 1 1 . p ros inec 2020) Ques t ion f o r y ' a l l ? 
M y Pals p resen ted in his a rms and legs f i rs t . His speech s ta r ted chang ing 
a round Feb of th is year . He m e n t i o n e d t o m e t o n i g h t t h a t his b o t t o m l ip is 
n u m b . I assume th is is a no rma l par t o f t h e disease? I guess f o r m e , I'm 
cur ious /scared if th is is h i m progress ing in those crucial areas? 

8. (29. u n o r 2020) On a l ighter no te , I o r d e r e d these 17 inch bendy s t raws 
t h a t open t o 20 inches f o r John t o d r ink w i t h . He can ' t l i f t a glass or sit up 
and raise his a rms t o gu ide t h e s t raw, and can ' t reach t h e l i t t le s t raws. 
They are cal led M a m m o t h . 

9. (29. u n o r 2020) Haven ' t pos ted in a coup le of days. It 's been a t o u g h 
coup le . . 
W e had been t r y i ng t o get i n t o t h e ALS cl inic in M e m p h i s . They c o u l d n ' t 
get us in unt i l May , and t h e Chat tanooga cl inic, no t unt i l Augus t . As w e all 
know , m a n y ALS w o u l d n ' t make i t t o t hose dates. 
BUT, w e had an Angel manage t o ge t us in , in a m o n t h . Our app t was th is 
last Thursday. Amaz ing , car ing, unders tand ing , suppor t i ve , know ledgeab le 
staff. The f i rs t t i m e I t h i nk w e fe l t , good af ter a v is i t . 
John t o o k a p re t t y nasty fal l at t h e cl inic. Hi t his head so ha rd , y o u p rob 
cou ld hear i t a b lock away . Needless t o say, w e w e r e sent t o t h e ER fo r a 
CT scan t o ru le o u t any bra in b leeds, e tc . 
John is ok ! No th i ng w r o n g w i t h his h e a d ! ! ! 
M e , on t h e o t h e r hand , b roke d o w n as soon as w e w e r e a lone, headed t o 
t h e ER. Ou t of pure exhaus t ion , despera te ly w a n t i n g t o be at h o m e , 
re laxed, e tc . I j us t d i dn ' t k n o w if I had it in m e , t o con t on t h a t even ing . I 
began t o ques t ion m y s t r eng th (men ta l , e m o t i o n a l , physical , sp i r i tua l ) , my 
abi l i t ies t o care f o r o t h e r h u m a n beings, somet imes , I bel ieve w e ques t ion 
our very o w n ex is tence. 



10. (24. u n o r 2020) I d o n ' t no rma l l y share any th i ng t o o persona l . But I am 
learn ing t h a t in o rde r t o ge t ou r Na t ion t o unders tand t h e c r ipp l ing 
sever i ty of ALS, I need t o be a bi t m o r e o p e n . 
I k n o w one t h i n g I miss be ing a caregiver of a Pals, is a hug, a t i gh t embrace 
f r o m my husband . It can be reassur ing, suppor t i ve , w a r m , etc These are 
th ings t h a t w e take f o r g ran ted every day. But w h e n y o u can no longer 
have these, i t af fects y o u great ly . W e unde rs tand t h a t w e are loved , bu t 
some t imes w e jus t need t h a t embrace . 
This m o r n i n g , I c raw led back i n t o bed and p laced his a rms a round m e . It 
was so very special and so very m u c h needed , f o r b o t h of us. 
Miss ing his a rms, his s t r eng th ! 



Zařazení d le t y p u 

Text 

Zařazení d l e d r u h u 
obsahu 

Výpověď 

Zařazení d le ADLs Počet reakcí 

Stárnut í a umí rán í 194 

Text Výpověď Změna zd ravo tn ího stavu 
pac ienta 

166 

Text Výpověď Změna zd ravo tn ího stavu 
pac ienta 

106 

Text Dotaz Vyh ledán í pomoc i 

Text Dotaz Pomůcky 14 



Text Dotaz Péče o zdraví, p revence 10 

Text Dotaz Změna zd ravo tn ího stavu 5 
pacienta 

Text Mo t i vace a pobaven í Zábava 126 

Text V ý p o v ě ď Výběr pečova te lů a 60 
zdravo tn ických zařízení 



Text V ý p o v ě ď Pozi t ivní událost i 



Průměr reakcí: 84,2 

Průměr k o m e n t á ř ů : 36,8 

Součet reakcí: 842 
Počet k o m e n t á ř ů 

Součet k o m e n t á ř ů : 368 

6 1 

42 

33 

5 

43 



53 

23 

30 

52 



26 



Počet př íspěvků: 

Přispívá: 

Příspěvky: 

1 . (10. b řezen 2022) W h e n y o u go f r o m long t e r m disabi l i ty t o 
social secur i ty d isabi l i ty insurance. W h a t ' s t h e d i f fe rence is 
pay and service? 
M y gf is look ing i n t o a hea l th insurance as we l l . 

2. (17. ú n o r 2022) Has anyone t h a t takes or t aken t r azodone 
also taken cbd and or the? 
Any bad affects? 

3. (15. ú n o r 2022) Has anyone ever w o r k e d by using t h e eye 
gaze? M y gf /pALS is a c o p y w r i t e r and w o u l d like t o go back t o 
it unt i l she to ta l l y can ' t . 
I was w o n d e r i n g if y o u can use i t f o r w o r k . 

4 . (7. ú n o r 2022) A l i t t le gross bu t m y pALS is unab le t o use 
her hands. She's been hav ing t r o u b l e ge t t ing dry nose go ld 
o u t and is using q t ips . I was w o n d e r i n g if there 's any th ing 
t h a t w e can use instead? 

5. (2. ú n o r 2022) Has any pALS gone fu l l vegan? M i n e is and 
she's losing w a y t o o m u c h w e i g h t . 
Good? Bad? 
I t h i nk w e are go ing back t o meats l ike t u r key and ch icken. 

6. (6. l eden 2022) I'm in search of a nurse p rac t i t i oner t h a t 
can c o m e t o t h e h o m e and admin is te r an an t ib io t i c f o r l yme. 
Tampa , Florida area? 
Any suggest ions? 

7. (17. p ros inec 2021) I'm t h i nk i ng of a w a y t o get m y pALS gf 
on m y insurance. She's t o o y o u n g f o r Med ica re and I don ' t 
t h i nk she' l l be able t o ge t med ica id . 
I'm t h i nk i ng t h e on ly w a y is mar r iage bu t I'm hes i tan t . Has 
anyone done th is? 

8. (3. p ros inec 2021) Has anyone in th is g r o u p been t o body 
science in f lo r ida? 
Pros cons? 

9. (3. p ros inec 2021) W h a t ' s a good p roduc t t o he lp pALS ho ld 
o n t o utensi ls be t te r? 

10. ( 1 1 . l i s topad 2021) A t w h a t po in t d id y o u have t o ta lk t o 
you r pALS abou t ge t t i ng ou ts ide assistance? 
Th ink ing a nurse f o r an hour o r t w o a day. 

Pečovatel 2 
Muž 

15 

Pečovatel (pří tel) 



1 1 . (17. r i j en 2021) I'm a bf f o r my als gf. I fee l l ike I'm 
becom ing m o r e of a caregiver n o w and it 's d i f f icu l t t o t rans fe r 
back and f o r t h . 
Has anyone exper ienced th is? 
Do y o u become less of a par tner? 

12. (22. zarf 2021) M y pALS is hav ing a s t re tch ing or t u r n i n g 
fee l ing in her muscles wh i l e she sleeps. 
The c r a m p i n g has been be t te r bu t h o w , if w e can, do w e 
con t ro l t h e s t re tch ing fee l ing? 
Has anyone exper ienced th is fee l ing? 

13. ( 3 1 . červenec 2021) Any t ips on decreas ing muscles 
c ramps/s t i f fness at Night? 
M y gf is 4 3 w i t h als. Still gets a r o u n d bu t gets very sti f f at 
n ights and s leeping is d i f f icu l t . 
I massage her once a w e e k bu t is t h e r e any th ing I can give her 
t h a t w o u l d he lp t h e muscle s t i f fness /c ramping at n ight? 
B tw th is g r o u p is great . The disease ef f in sux 

14. (29. červenec 2021) No t t r y i ng t o have a pol i t ica l reac t ion 
or a r g u m e n t . 
Has y o u r doc to rs r e c o m m e n d e d ge t t ing t h e cov id vaccine? 
Has any als pa t ien ts go t t en it ? A n d w h a t was y o u r 
exper ience? 
Thanks 

15. (25. červenec 2021) H o w have y o u dea l t w i t h a loved one 
t h a t to ta l l y doesn ' t be l ieve or w a n t t o be l ieve t hey have this? 
W e are go ing t h e remedy , s u p p l e m e n t r o u t e bu t maybe m e d 
tr ia ls w o u l d be be t te r? 



Zařazení d le t y p u 

Text 

Zařazení d l e d r u h u 
obsahu 

Kombinace 

Zařazení d le ADLs Počet reakcí 

Vyh ledán í p o m o c i 

Text Dotaz Užívání léků 

Text Dotaz Pomůcky 

Text Kombinace Změna zd ravo tn ího 
s tavu pac ienta 

Text Kombinace Stravování 

Text Dotaz Výběr pečova te lů a 
zdravo tn ických zařízení 

Text Kombinace Výběr pečova te lů a 
zdravo tn ických zařízení 

Text Dotaz Kvali ta zdravo tn ických 
služeb 

Text 

Text 

Dotaz 

Dotaz 

Pomůcky 

Vyh ledán í p o m o c i 

3 

5 



Text Kombinace Negat ivn í poc i ty 
pečovate le 

19 

Text Kombinace Nespavost a po ruchy 0 
nočního chován í 

Text Kombinace Nespavost a po ruchy 20 
nočního chován í 

Text Dotaz Péče o zdraví, p revence 4 

Text Dotaz Vyh ledán í p o m o c i 5 



Počet k o m e n t á ř ů 

15 

Průměr reakcí: 

P růměr k o m e n t á ř ů : 

Součet reakcí: 

Součet k o m e n t á ř ů : 

9 

0 

34 

62 

12 

71 

20 

19 

13 



27 

70 

13 



Pečovatel 3 
Žena 

Počet p ř íspěvků: 15 

Přispívá: Pečovatel (dcera) 

Příspěvky: 

1. (14. březen 2022) I a m leaving th is g r o u p so t h a t I can p roper l y gr ieve 
my loss. I'd love t o stay and o f fer advice, h o w e v e r , I need t o separate 
mysel f f r o m t h e rem inders of th is aw fu l disease. I pray f o r c o n t i n u e d 
pat ience, love, and ho ld on s t rong t o y o u r f a i t h . 
This g r o u p has been very he lp fu l . Con t inue t o pay it f o r w a r d . 

2. (10. březen 2022) A b o u t 7 or 8 years ago, w h e n m y m o m was 7 9 / 8 0 
years o ld , she used t o r a n d o m l y d r o p th ings t h a t she was ho ld ing , f o r no 
reason. She w o u l d get so upset . W e used t o say "You ' re ge t t i ng o ld m o m . 
Those th ings h a p p e n . " We l l those th ings don ' t happen unless s o m e t h i n g is 
w r o n g . In 2018, she s ta r ted losing a lo t of w e i g h t w i t h o u t t r y i ng . In 2019, 
she s ta r ted losing her vo ice and t h e use of her left hand . In 2020 she was 
d iagnosed w i t h ALS. On Feb 1, 2022 , at t h e age of 86 , she was set f r ee . 
Her d r o p p i n g th ings was on ly t h e beg inn ing of th is disease. 

3. (9. b řezen 2022) W h a t I've learned abou t th is aw fu l disease is 
everyone 's s y m p t o m s can be comp le te l y oppos i t e of s o m e o n e else's. I've 
been in th is g r o u p f o r a b o u t 2 years w h i l e car ing f o r my M o m . I see posts 
abou t th i cken ing mucous ; m y m o m had issues w i t h w a t e r y saliva. I see 
posts w h e r e PALS are able t o do the i r o w n suc t ion ing bu t cou ldn ' t wa lk ; 
my m o m cou ld bare ly raise her arms, bare ly use her hands, and cou ldn ' t 
ex tend her f ingers , b u t was able t o wa lk . I saw posts abou t peop le no t 
be ing able t o b l ink or close the i r eyes; b l ink ing was one of t h e last th ings 
my m o m was able t o do be fo re she passed away . There 's so m u c h m o r e , 
bu t these th ings we igh heavy on m y m i n d w h e n I see these posts . 
I fee l t e r r i b le t h a t anyone has t o go t h r o u g h th is . PALS & CALS, I pray f o r 
you r s t reng th , pat ience, sp i r i tua l gu idance, and Love. WŠE 
CALS, stay s t rong . 
PALS, keep y o u r f a i t h . It w i l l get y o u t h r o u g h t o t h e end . 



4. (3. u n o r 2022) On February 1st, 2022, m y 86 year o ld m o t h e r ascended 
f r o m her body w h i c h was s lowly be ing bru ta l ized by ALS. M y beaut i fu l and 
s t rong m o t h e r f o u g h t against th is disease unt i l one day I said t o her, 
" M o m , please s top f i gh t i ng . W e wi l l be OK. You are suf fer ing w a y t o o 
m u c h . " A b o u t a w e e k later, she b roke f r ee of th is a w f u l , aw fu l disease. M y 
hear t is b roken because I w a t c h e d my m o t h e r suffer and I w i tnessed her 
hea l th dec l ine over t h e past 2 years . F rom day t o day, w e e k t o week , and 
m o n t h t o m o n t h , basic f unc t i ons t h a t w e take f o r g ran ted w e r e s t r ipped 
f r o m her such as speaking, smi l ing , ho ld ing th ings w i t h her hands, 
ex tend ing her f ingers, ea t ing , wa lk ing , ge t t ing dressed, etc. Dur ing her last 
days she was on ly able t o respond by b l ink ing . The on ly t h i n g t h a t ALS 
d idn ' t s t r ip her of was her m i n d . M y M o m was aware of eve ry th ing t h a t 
was happen ing t o her unt i l her last m o m e n t s . Know ing t h a t my M o m is no 
longer t r a p p e d in her body and suf fer ing w i t h d i scomfo r t , pa in , and lack of 
her i ndependence , helps t o b r ing m e peace. She is f r ee . 2 
Please pray f o r m y f am i l y wh i l e w e get t h r o u g h th is d i f f icu l t t i m e . 
+fotografie 

5. (10. leden 2022) M y m o m is 86 w i t h ALS. Everyone au tomat i ca l l y 
assumes t h a t because she can ' t he lp hersel f at al l , t h a t she doesn ' t k n o w 
wha t ' s go ing o n . W h y is t ha t? M y m o t h e r ' s m e m o r y is be t te r t han m ine 
r ight n o w . 

6. ( 3 1 . p ros inec 2021) M y mo the r ' s hea l th has dec l ined over t h e past 2 
weeks , even since Chr is tmas day. She is n o w d o w n t o b l ink ing t o respond . 
She is bare ly able t o nod or shake her head or use her board t o spell 
w o r d s . This disease is t h e w o r s t ! If i t w e r e a physical t h i ng , I'd smash it t o 
pieces. 

7. (16. n j e n 2021) W h a t w o u l d y o u do? 
A cons is ten t h o m e hea l th aide is d i f f icu l t t o f i n d . W e have a cons is ten t one 
fo r t h e mos t par t , bu t a f ter she changes my m o m ' s d iaper , she spends t h e 
rest of t h e t i m e on her phone . M y m o m said she asked her all w e e k t o do 
her hair, bu t she d idn ' t do i t . She's here f o r 4 hours . She doesn ' t do jobs 
t h a t are less t h a n 6 hours , and she said t h e on ly reason t h a t she t o o k th is 
ass ignment is because it 's m y m o m . (She covered f o r a n o t h e r a ide a w h i l e 
ago, so she was fami l i a r ) . She hasn' t changed m y m o m ' s l inen e i ther . I end 
up do ing i t . I w a n t t o say s o m e t h i n g t o her and t o t h e agency, bu t I'm 
af ra id we ' l l ge t someone w h o shows up t w i c e a w e e k ins tead of 5 days per 
week . 
Should I let i t be, or shou ld I say someth ing? 

8. (14. září 2021) M y m o m had sl ippers on and w o u l d no t a l l ow w o m e n t o 
assist her w i t h s tand ing up . She w o u l d a lways be in a seated pos i t ion w i t h 
her legs spread o u t in f r o n t of her . Today w e pu t sneakers on her and she 
s tood r ight up . N o w t h a t my husband is h o m e , she's c la im ing t h a t she 
can' t s tand , and she w a n t s h i m t o he lp her. This w o m a n is t r y i ng m y 
pat ience. Lol! 



9. ( 3 1 . s rpen 2021) This was m y m o m in Apr i l 2020 . Today, she canno t 
wa lk . Her last t i m e wa lk ing unassisted was July 18 th , 2 0 2 1 w h e n she was 
a d m i t t e d in t h e hospi ta l f o r b rea th ing issues. She spent 2 weeks in t h e 
hospi ta l in bed . She w e n t t o rehab f o r 20 days and was wa l k i ng w i t h 
assistance, and t hey even had her go ing up and d o w n t h e stairs also w i t h 
assistance. She came h o m e on A u g 17 th . She doesn ' t t rus t t h a t I w o n ' t 
make her fa l l , so she w o n ' t t r y t o wa lk . HI She'l l never wa lk aga in . It's so 
crazy h o w this disease takes away a piece of y o u on a m o n t h l y o r week l y 
basis. +video 

10. (20. s rpen 2021) So t h e latest on m y m o m . . . . A w e e k af ter her g - tube 
was pu l led o u t by t h e A ide at rehab, she was d ischarged h o m e . T w o days 
later, she's back in t h e ER, because t h e fo ley ca the te r ba l loon w e n t i n t o 
her in tes t ines . She is n o w a d m i t t e d t o t h e hospi ta l t o get t h e ca the te r 
rep laced w i t h a g - tube . This is w h a t we ' ve been f i gh t i ng f o r since i t was 
pu l led o u t . 
UPDATE: The g- tube has been rep laced, and m y m o m is do ing w e l l . I'm 
no t sure of w h e n she'l l be d ischarged t h o u g h . MH 

1 1 . (14. s rpen 2021) M y m o m is in rehab. She go t her g - tube p laced abou t 
3 weeks ago. On Sunday, an A ide t h a t was t e n d i n g t o her, pu l led o u t her 
g - tube . N o w she has a fo ley ca the te r in its place, and t h e y w o n ' t rep lace 
t h e g - tube at t h e fac i l i ty because it 's less t han 3 m o n t h s o ld . I'm so pissed! 
The A ide c la ims w h e n she pu l led my M o m ' s g o w n back, t h e g - tube was 
laying t h e r e . M y m o m said t h e A ide d id i t , and said she was rough w i t h 
her. M y m o m can ' t use her hands, so she d idn ' t do i t . Everyone else t h e r e 
agrees. She also has her facu l t ies a b o u t her and knows wha t ' s go ing o n . 
They are d ischarg ing her next w e e k w i t h th is ca the te r ins tead . I'm no t 
happy a b o u t th is at a l l ! 

12. (3. s rpen 2021) G- tube ques t i on : Isn't t h e t u b e supposed t o be clear of 
any l iquids w h e n f eed ing is c o m p l e t e ? M y m o m ' s t u b e has w a t e r s i t t ing in 
t h e r e , l ike i t d i dn ' t go all t h e w a y d o w n . 
UPDATE: I w a t c h e d m y M o m ' s nurse p lunge t h e f o o d t h r o u g h t h e t u b e 
because i t w o u l d n ' t go d o w n . This doesn ' t seem r ight ! Please te l l me I'm 
w r o n g . 

13. (26. červenec 2021) M y m o m is 86 and was d iagnosed last May . Last 
Sunday she was rushed t o t h e hospi ta l due t o her weez ing . Since t h e n she 
had a peg t u b e p laced. She passed t h e bar ien swa l l ow tes t , and was given 
t h e o p t i o n t o eat ora l ly or via t h e t u b e . The next day she choked w h e n 
fed oral ly , so she n o w has t o be f e d on ly by t u b e . N o w she chokes even on 
her saliva, and goes i n t o resp i ra to ry distress. Today she choked 3 t imes , 
and I was t h e r e f o r one ep isode. It was bad . I'm rema in ing posi t ive, bu t 
real ist ical ly t h i nk ing , I d o n ' t k n o w if she' l l leave t h e hospi ta l a l ive. She's 
supposed t o go t o rehab today , bu t I don ' t k n o w . If she does, I don ' t t h i nk 
she'l l c o m e h o m e . I've d o n e eve ry th ing t h a t I can f o r her at th is po in t . 



14. (19. červenec 2021) Do PALS genera l ly deve lop as thma? M y m o m was 
rushed t o t h e hospi ta l because she was weez ing uncon t ro l l ab ly . The 
doc to r said she has as thma . M y m o m is 86 and never had it be fo re . 

15. (20. k v e t e n 2021) A cup t o he lp y o u r PALS, t o he lp p reven t chok ing . 
The Provale Cup is a L imi ted F low Cup f o r t h e de l ivery of t h i n l iquids. 
h t t p s : / / w w w . a m a z o n . c o m / d p / B 0 0 C Z 3 G G H G / r e f = c m _ s w _ r _ c p _ a w d b _ i m m 
_2DW1076CTW62HXX46KQT? 
_encod ing=UTF8&psc= l& fbc l i d= lwAR2Z7odsDLdCbfF -
7_ tyCvv6VzGSNizBAdncTUWWTiWwXMeG9_r_EQz4yFw 

A cu rved 
spoon t o he lp y o u r PALS. -
h t t p s : / / w w w . a m a z o n . c o m / d p / B 0 7 K L Z V M 7 K / r e f = c m _ s w _ r _ c p _ a w d b _ i m m 
_K4GADMMQH01VHXVZX5PZ? 
_ e n c o d i n g = U T F 8 & p s c = l & f b c l i d = l w A R l A u n 7 a q W n O G k _ 6 i O M N q l V -
XHa3M_a2RvWI999yx fbKS9R8L68p j_3vGNU 

https://www.amazon.com/dp/B00CZ3GGHG/ref=cm_sw_r_cp_awdb_imm
https://www.amazon.com/dp/B07KLZVM7K/ref=cm_sw_r_cp_awdb_imm


Zařazení d le t y p u 

Text 

Zařazení d le d r u h u 
obsahu 

Výpověď 

Zařazení d le ADLs 

Vděčnos t za existenci 
skup iny a posky tnu té 

rady, p o d p o r u 

Počet reakcí 

2 4 1 

Text Výpověď P ř e d á n í o s o b n í c h 
i n f o r m a c í 

84 

Text Výpověď Příznaky 118 



Text a m u l t i m é d i a Výpověď Stárnut í a umí rán í 576 

Text Kombinace Péče o zdraví, p revence 185 

Text V ý p o v ě ď Změna zd ravo tn ího 133 
s tavu pac ienta 

Text Kombinace Výběr pečova te lů a 19 
zdravo tn ických zařízení 

Text Výpověď Zábava 18 



Text a m u l t i m é d i a Výpověď Změna zd ravo tn ího 112 
s tavu pac ienta 

Text V ý p o v ě ď Změna zd ravo tn ího 4 1 
s tavu pac ienta 

Text V ý p o v ě ď St ravování 6 1 

Text Dotaz St ravování 3 

Text Výpověď Změna zd ravo tn ího 
s tavu pac ienta 

40 



Text Dotaz Změna zd ravo tn ího 
s tavu pac ienta 

Text a odkaz Doporučen í Pomůcky 



Průměr reakcí: 110 ,1 

Průměr k o m e n t á ř ů : 38 ,66667 

Součet reakcí: 1652 
Počet k o m e n t á ř ů 

Součet k o m e n t á ř ů : 580 

33 

24 

9 



212 

55 

29 

5 



27 

10 

64 

20 

12 



26 

O 



Pečovatel 4 
Žena 

Počet p ř íspěvků: 14 

Přispívá: Pečovate l (manželka) 

Příspěvky: 

1 . (10. b řezen 2022) Did any o f y o u r Pals use th is w e d g e or 
s o m e t h i n g s imi lar? I w o n d e r if i t is c o m f y +fotografie 

2. (23. u n o r 2022) Hey everyone , its 4 3 0 a m and I a m on and 
of f s leep w i t h F30 mask p r o b l e m w i t h l ower l ip of m y pals 
escaping t h e mask. Appa ren t l y i t on ly comes as m e d i u m in 
size and w e need a ch in s t rap t o cor rec t th is . Is th is t rue? 
W h a t are y o u r exper iences? any t ips? M y pals hubby is 
ge t t ing f e d up w i t h all t h e changes . please he lp . Thank y o u in 
advance. 

3. (30. l eden 2022) M y husband was cry ing last n igh t . He said 
he w a n t s t o reach 80 years of age. He is 45 .1 d idn ' t k n o w 
w h a t t o say. It's so hea r tb reak ing . It's so ha rd . 

4 . (29. l eden 2022) Hel lo, w e are hav ing our in i t ia l 
consu l ta t ion w i t h a Consu l tan t w h o wi l l assess m y husband 
Pals f o r Cannabis t r e a t m e n t f o r anx ie ty t o m o r r o w , I a m a bi t 
lost. Can anybody give m e a c lue t o w h a t I can ask? He is 
exper ienc ing anx ie ty at tack a lmos t every n ight , some mi ld 
and a f e w ma jo r ones t h a t lasts f o r m o r e t han hour . I f i nd t h a t 
w h e n I massage h im he fee ls be t te r af ter , d id anybody s tar t 
w i t h cannabis oi l? Is i t as e f fec t ive as peg i n t roduced? W h a t 
are y o u r exper iences please.? Thank y o u in advance-

5. (25. l eden 2022) He lp ! ! ! CPAP mask is mark ing m y hubby 's 
cu te nose. W h a t do y o u guys use please???? Thank y o u in 
advance. +fotografie 



6. (23. l eden 2022) W h e n I have a back pa in , or a bruise or I 
cou ldn ' t go o u t w h e n t h e sun is sh in ing or if I miss m y 
husband's vo ice and his laugh or even t h e silly discussions w e 
used t o have, I r em ind myself , m y husband is his best self 
t o d a y and I shou ld be t h a n k f u l . I can hug h i m , ho ld his hands, 
he can w r i t e w o r d s f o r me t h e n I make t h e m i n t o sentences 
unt i l I get w h a t he w a n t s © , he can ho ld m y hands w h e n he 
can see I a m upset ,he sleeps be t te r n o w than f e w weeks ago 
because of f ina l ly t r y i ng his CPAP mach ine at n igh t . He gets 
anx ious bu t he looks at me and af ter a f e w m inu tes I can see 
h im ge t t ing be t te r . Its one hor r ib le day at a t i m e n o w fo r us, 
bu t w e have lots o f m o m e n t s w h e r e w e smi le at each o the r 
and I hope he doesn ' t fee l a lone in th is , t h a t he has me 
a lways. 
I was ove r th i nk i ng last n ight abou t t h e f u t u r e his f u t u r e 
bat t les sti l l t o c o m e and It real ly a f fec ted m e . 
A n d I go back t o th is g r o u p and lots of peop le are on t h e same 
boa t as us, he lp ing each o the r and mak ing jokes and l iv ing, 
f i gh t i ng th is disease. 
I j us t w a n t t o say t o w h o e v e r reads th is , y o u are AMAZING. 
M y husband too . . .hav ing t o give m e a smi le every m o r n i n g 
and prec ious m o m e n t s HI t h a t lasts f o reve r xxx 
Love t o al l , and have a great day +fotografie 

7. (9. leden 2022) Hel lo , please can I ask w h a t do y o u use t o 
keep y o u r head up in a good pos i t i on . I have bough t a lo t of 
neck braces f r o m jus t l ike ch in rest, d iscreet ones t o a 
supp l ied by hospi ta l bu lky neck brace. M y Pals husband 
rejects t h e m as he feels l ike chok ing and d o n ' t l ike any th ing 
on his neck . I also bough t a t rave l p i l l ow or I use a ro l led 
t o w e l , he d o e s n ' t m i n d t h a t bu t i t doesn t stay in place f o r t h e 
w h o l e n ight . I a m o u t of ideas and it real ly bo thers m e t o see 
his head d o w n t o his chest and compla ins t h a t his neck is 
sore. W h a t d o y o u guys do? 
Thank y o u in advance x 

8. (7. leden 2022) M y husband g iv ing me Love Z ). Have a 
lovely m o r n i n g Everybody f r o m us here in Ed inburgh 
Scot land. +fotografie 

9. (6. leden 2022) Hel lo , d id anybody used a ch i rop rac to r and 
or acupunc tu re and fe l t t h e benef i ts especial ly in t h e neck 
area musc le con t ro l and pain w i t h neck strain? 



10. ( 2 1 . ú n o r 2022) 

Tahle 1. Properties Q Í mar i juana applicable 

to A L S symptom management 

AJL5 symptom Marjjuuau ufívvl 

Pain Nunap-ioid analgesia and ;n. l>ir : : l , i!i ; i , . : i - ' i 

Spasticity Musch* r d j i K j n ! 

Appe t i te stimulariL 

Dyspmsj • runchudi tat iun 

Drew) Li au. Dry manili 

Depression Euphoria 

Dysautanoinij YiLsodibt ion 

Neuroni l i ox idat ion NcLiraprnlectivc mil i n x i d i n l 

1 1 . (4. ú n o r 2022) Good day t o all 

12. (17. l eden 2022) 

Healing doesn't mean you'll never get 

triggered again, or that eventually 

you're going to arrive somewhere free 

of any pain or suffering. Healing is a 

quiet homecoming. It's about returning 

to yourself and settling peacefully into 

the truth of who you are. Not 

incomplete, not broken. Whole, 

lovable, human. 



13. (17. l eden 2022) 

A n d w h e n y o u g e t 

t o w h e r e y o u ' r e 

g o i n g , t u r n 

a r o u n d a n d h e l p 

h e r t o o . F o r t h e r e 

was a t i m e , n o t 

l o n g ago w h e n she 

was y o u . 

14. (15. l eden 2022) 

Some days you will 
^ •The Cool Shady Tree 

be the light for others 
and some days you 

will need some light 
from them. 

As long as there is 
light there is hope 
and there is a way 



Zařazení d le t y p u Zařazení d l e d r u h u Zařazení d l e ADLs Počet reakcí 
obsahu 

Text a m u l t i m é d i a Dotaz Pomůcky 3 

Text Kombinace Pomůcky 2 

Text V ý p o v ě ď Strach z budoucnos t i 675 

Text Kombinace Užívání léků 7 

Text a m u l t i m é d i a Dotaz Pomůcky 4 0 



Text a m u l t i m é d i a Výpověď Myš lenky , psychologie 524 

Text Kombinace Pomůcky 10 

Text a m u l t i m é d i a Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 882 
č lenů skup iny 

Text Dotaz Vyh ledán í p o m o c i 1 



Pouze m u l t i m é d i a Doporučen í Příznaky 47 

Pouze m u l t i m é d i a Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 209 
č lenů skup iny 

Pouze m u l t i m é d i a Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 58 
č lenů skup iny 



Pouze m u l t i m é d i a Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 176 
č lenů skup iny 

Pouze m u l t i m é d i a Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 242 
č lenů skup iny 



Průměr reakcí: 205 ,4 

Průměr k o m e n t á ř ů : 43 ,57143 

Součet reakcí: 2876 
Počet k o m e n t á ř ů 

Součet k o m e n t á ř ů : 610 

10 

33 

138 

58 

87 



128 

25 

9 1 

5 



14 

6 

1 



4 

10 



Pečovatel 5 

Počet př íspěvků: 

Přispívá: 

Příspěvky: 

Žena 

18 

Pečovatel (dcera) 

1 . (9. b řezen 2022) W i t h hur r i cane season app roach ing I a m 
look ing f o r some backup ba t te ry a l ternat ives f o r my m o m ' s 
t r i l ogy mach ine . Any suggest ions? Paying $14,000 f o r a 
genera to r is no t feas ib le . 

2. (25. l i s topad 2021) W h e n do y o u k n o w w h e n t o pu t 
s o m e o n e on hospice? W h a t are quest ions t o ask? W h a t are 
th ings I shou ld k n o w ? 

3. (10. l i s topad 2021) M y m o m has excessive bu rp i ng . W h a t 
can i do? Is th is no rma l? 

4 . (12. če rvenec 2021) W h a t is eve ryone using as a ba t te ry 
backup f o r t h e Tr i logy mach ine . I a m t r y i ng t o p repare f o r 
hur r icane season. Thanks. 

5. (15. če rven 2021) M y m o m has been fee l i ng nauseous all 
day. She says she has t o v o m i t bu t its on ly saliva c o m i n g up. 
Any suggest ions? I d o n ' t k n o w w g a t t o do ® 

6. (25. d u b e n 2021) M y m o m sudden ly needs her t r i l ogy m o r e 
o f t e n . Is th is no rma l? 

7. (27. l eden 2021) Is t h e r e any th i ng tha ts w o r k s fast f o r 
cons t ipa t ion? Sorry d o n t w a n t t o o f fend anyone ® 

8. (15. l i s topad 2020) Any ideas h o w t o ge t r id of a bedsore? 



9. (12. ř í jen 2020) Has anyone used th is t o p reven t pressure 
sores? Does i t w o r k ? 

® Deliver to Kimberly- Richmond 77407 

Q Receive timely delivery 
W | and deal notifications 

Get'S to shop in the Amazon app 

Visit the PCP Store * + * # ů 31 
PCP Overlay Blanket, Sheepskin, Pressure Relief Medical Pad, 

Loading Images... 

D I (5&t.99/Cotrnt) 

& FREE Shipping 

Arrives; Oct 16 - 21 

In Stock. 

Buy Now 

• Secure transaction 

Ships from and sold by CampressionStockinci5+. 

Return policy: Returnable until Inn ^1 ?CI71 

10. (4. září 2020) M y m o m said she has a sharp pain on her 
left s ide. Does anyone else exper ience these t ype of pains? 

1 1 . (4. září 2020) Does anyone take b lood th inners t o p reven t 
b lood clots? The doc to r said m y m o m needs t h e m since she is 
no t ac t ive. 

12. (26. s rpen 2020) Bet ter Days are Coming Pal and Cals. This 
song has he lped me get t h r o u g h m a n y days! W a n t e d t o share. 
+v/deo 

13. (26. s rpen 2020) A m I t h e on ly one t h a t has a hard t i m e 
t r y i ng t o get f am i l y o r f r iends t o unders tand m y Pals 
cond i t i on? I fee l l ike I a m on repeat . I can ' t , I a in ' t , and I w o n ' t 
r ip and run t h e st reets w i t h y o u . Al l my t i m e and energy is 
used t o care f o r my Pals. I d o n t m i n d tak ing care of my Pals. I 
w i sh I cou ld he lp o the rs take care of t he i r Pals. But w h a t is 
annoy ing is exp la in ing t o fam i l y and f r iends t h e same th i ng 
over and over . I a m busy. M y focus is m y m o m ! That 's i t ! 
G e e z # 



14. (25. s rpen 2020) I r e m e m b e r one day I was pu l l ing my 
m o m (Pals)back on t h e bed and she was sc reaming because 
she t h o u g h t she was go ing t o fa l l . So I s ta r ted sc reaming at 
her f o r sc reaming and she s ta r ted c ry ing . Of all o f t h e 42 years 
I have been on th is ea r th I have NEVER seen or heard m y 
m o m cry. She is t h e s t rongest person I k n o w ! From t h a t 
m o m e n t m y # 1 goal was t o make sure my m o m is happy and 
taken care o f everyday . This is t h e purpose God has g iven me 
at th is m o m e n t in m y l i fe. He has p rov ided and w i l l c o n t i n u e 
t o p rov ide w h a t e v e r w e need . No j o b or mater ia l th ings can 
ever replace t h e t i m e I have here on th is ea r th w i t h m y m o m . 
To all t h e caregivers stay s t rong and push t h r o u g h . R e m e m b e r 
t o take care of yourse l f also. Set t i m e each day or w e e k t o do 
s o m e t h i n g f o r yourse l f and r e m e m b e r y o u are n o t a lone . W e 
are all in th is t o g e t h e r © 

15. (25. s rpen 2020) Pals and Cals w h e n y o u fee l d iscouraged 
and a lone keep go ing 

C o d w i l l g i v e y o u s t r e n g t h 
w h e n y o u t h i n k y o u c a n ' t 

g o o n . H e w i l l g i v e y o u j o y 
w h e n y o u s h o u l d b e 

d i s c o u r a g e d . H e c a n m a k e a 
w a y w h e n it l o o k s 

i m p o s s i b l e . 
J o e l O s t e e n 

uww.idle he arts.com 

16. (22. s rpen 2020) Does med ica re cover t h e cost of 
whee lcha i rs? 

17. (28. červenec 2020) M y m o m was t h i nk i ng abou t 
par t i c ipa t ing in a cl inical t r ia l? Has anyone t r i ed th is? W h a t 
are y o u r though ts? 

18. (27. červenec 2020) Hel lo . Thank y o u f o r a l l ow ing m e t o 
j o i n . M y m o m was d iagnosed in Jan / February. Any 
suggest ions on h o w t o p reven t bed sores? 

http://arts.com


Zařazení d le t y p u Zařazení d l e d r u h u Zařazení d l e ADLs Počet reakcí 
obsahu 

Text Dotaz Bezpečnostn í opa t řen í 1 

Text Dotaz 

Text Kombinace 

Text Dotaz 

Text Kombinace 

Text Dotaz 

Text Dotaz 

Text Dotaz 

Vyh ledán í p o m o c i 4 

Péče o zdraví, p revence 0 

Bezpečnostní opa t řen í 0 

Změna zd ravo tn ího 0 
s tavu pac ienta 

Změna zd ravo tn ího 1 
s tavu pac ienta 

Péče o zdraví, p revence 20 

Pomůcky 7 



Text a m u l t i m é d i a Dotaz Pomůcky 2 

Text Dotaz Změna zd ravo tn ího 0 
s tavu pac ienta 

Text Dotaz Užívání léků 4 

Text a m u l t i m é d i a Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 2 
č lenů skup iny 

Text Výpověď Negat ivn í poc i ty 
pečovate le 

57 



Text Výpověď Myš lenky , psychologie 181 

Pouze m u l t i m é d i a Mo t i vace a pobaven í M o t i v o v á n í os ta tn ích 53 
č lenů skup iny 

Text Dotaz Pomůcky 4 

Text Dotaz Kvali ta zdravo tn ických 6 
služeb 

Text Kombinace Předání osobních 
in fo rmac í 

2 



Průměr reakcí: 19 ,1 

Průměr k o m e n t á ř ů : 20 ,33333 

Součet reakcí: 344 
Počet k o m e n t á ř ů 

Součet k o m e n t á ř ů : 366 

10 

27 

10 

19 

9 

10 

77 

60 



2 

24 

24 



34 

3 1 

10 

12 



Pečovatel 6 
Žena 

Počet p ř íspěvků: 3 1 

Přispívá: Pečovatel (dcera) 

Příspěvky: 

1. (4. b řezen 2022) Dad can n o t ho ld his paperback books 
real ly a n y m o r e . Any ideas t o he lp . He does no t w a n t t h e m on 
a k indle he w a n t s t h e paperback ones t hey are o ld wes te rns 
Also t r oub le ho ld ing smal l th ings t o ge t a d r ink w e use s t raws 
and hone his dr inks b u t w o u l d s ippy cup be easier 

2. (2. března 2022) Dad is on t h e Bipap 2 4 / 7 he doesn ' t even 
w a n t t o take of f t o eat . He eats a p u d d i n g snack and tha t ' s 
a b o u t i t . This disease is so bru ta l ĚI 

3. (10. ú n o r 2022) A n y o n e else PALS have upset t u m m y ' s f o r 
weeks in end? He hard ly eats a n y m o r e . N o t h i n g h e l p s . © 

4. (10. u n o r 2022) M y dads been hav ing pain in his t u m m y fo r 
days. The nurse had no c lue. He po t ty 's once a day w h e n w e 
go over t o t rans fer . He feels hor r ib le cou ld it be s o m e t h i n g 
else? A n y o n e else have t u m m y t r o u b l e ?? 

5. (4. u n o r 2022) M y dad says n o t h i n g tas te good and seems 
like it has no f lavor . Has anyone else exper ienced th is 
perhaps? 

6. (28. l eden 2022) They d r o p p e d of f t h e cough assist 
mach ine . But no one k n e w h o w t o te l l us t o use i t . The person 
t h a t was suppose t o show us is sick and cou ld no t show us. 
Dad t r i ed it and s ta r ted cough ing so w e t o o k i t of f © a n y t h i n g 
w e need t o k n o w ? They said w h e n s o m e o n e is we l l t hey w i l l 
send o u t . 

7. (26. l eden 2022) They de l i vered t h e suct ion mach ine bu t I 
was n o t here . He says i t 's no t w o r k i n g . Is t h e r e a t r ick t o th is 
th ing? He was pu t t i ng it in his nose I t h o u g h i t was f o r back of 
t h r o a t . 

8. (25. l eden 2022) W h a t can y o u get t o he lp suck f l e m o u t of 
Pals t h roa t? 

9. ( 2 1 . l eden 2022) Dad jus t s ta r ted oxygen b u t i t makes his 
t h r o a t hu r t . Is th is no rma l? He is on level 2 

10. (20. l eden 2022) Dads hear t ra te is 114 doc to rs w e cal led 
t hey said t h e y w o u l d get h im m o n i t o r , h o w can I he lp get i t 
d o w n ? Th ink one o f his doc to rs he spoke t o t o d a y upset h im 
and she was ex t reamly ha te fu l t o h i m . I've been massaging 
h im any o the r t ips . 



1 1 . (10. l eden 2022) Dad is horse t oday and said hav ing 
t r o u b l e b rea th ing . Hl©is th is because he is losing voice? He 
has an a p p o i n t m e n t in M a y t o see pu lmary special ist . That is 
f o reve r w a i t © 

12. (7. l eden 2022) Dad has been d r ink ing p ro te in shakes like 
boost bu t i t 's g iv ing h i m gas. Is t h e r e any o the r h igh p ro te in 
r e c o m m e n d a t i o n s ? He is on ly able t o d r ink r ight n o w . 

13. (7. ledna 2022) Can y o u get bed rails w i t h o u t hav ing a 
hospi ta l bed . W e are ge t t i ng con f l i c t ing answers f r o m all t h e 
d i f fe ren t the rap is t t h a t c o m e over . 

14. (5. l eden 2022) Help. . . .dad is ge t t ing harder and harder t o 
t rans fe r as he decl ines. , t h e PT can ' t even ge t h i m on po t t y 
po t t y w i t h t h e hoye rH ]©any ideas h o w t o make using t h e 
po t t y no t so ha rd . I'm abou t t o cry l is ten ing t o h i m . 

15. ( 1 . l eden 2022) W e can no t f i nd anyone f o r l i f t he lp . The 
hoyer w i l l no t w o r k on t h e carpe t and VA has n o t pu l led i t up 
ye t . Checked several places and no one does l i f t he lp . Any 
he lp app rec ia ted . It 's ge t t i ng harder and harder t o l ift h i m . 

16. (22. p ros inec 2021) There is no of f b u t t o n f o r hoyer 
It's a hoyer advance 340 
Does no t w o r k on our rugs © b u t need i t off 

17. (8. p ros inec 2021) M y dad can ' t s leep and said he is in so 
much pain in his legs any th i ng and he has t o pee every hour is 
th is no rma l ? 

18. (23. l i s topad 2021) Go ing t o pick up hoyer f o r parents b u t 
my sister m e n t i o n e d t h e l ow bed and th ick carpe t may h inder 
us ing i t . A t least in t h a t r o o m . Ideas?? Thoughts? 

19. ( 1 1 . l i s topad 2021) Has any th ing he lped y o u r PALS w i t h 
swo l len ankles. Compress ion socks have no t he lped very 
m u c h . 

20 . (10. l i s topad 2021) M y parents w e n t t o t h e d o c t o r and 
t hey w e r e no he lp ! They asked abou t a hoyer t o l i f t h im and 
t hey dismissed i t . Said it was b ig and bu lky. M y m o m can no t 
l ift h i m . Don ' t k n o w w h a t t o do . W e need s o m e t h i n g sk inny t o 
get t h r o u g h doors . The t r anspo r t w i l l no t f i t t h e whee lcha i r 
w i l l no t f i t @ @ @ n o cons t ruc t i on on t h e r e ba th r o o m is even 
close said i t 's m o n t h s away 

2 1 . (7. l i s topad 2021) W h a t is t h e easiest w a y t o t rave l? M y 
dad w a n t e d t o make it t o Oregon so he wi l l have been t o all 
50 states. N o w t h a t he is in a whee lcha i r and th ings are 
mov ing fas ter t han w e t h o u g h t . 



2 2 . ( 3 1 . ř í jen 2021) I t r i ed i t f i rs t t o make sure he w o n ' t fa l l . 
This is no t w o r k i n g at all © © H o w do y o u get f r o m 
whee lcha i r t o car ? +fotografie 

23 . ( 3 1 . ř í jen 2021) M y dad keeps fa l l ing . W h e n he t r ies t o 
t rans fe r f r o m cer ta in places. He has hu r t he ankles and knees. 
I d o n ' t k n o w w h a t t o do t o he lp m y parents © u s u a l l y t rans fe r 
chair i t po t t y © h e can ' t f i t in t h e r o o m s of t h e house w i t h t h e 
whee lcha i r so has t o use t h e wa lke r 

24 . (18. r i j en 2021) Upda ted 
Someone f r o m th is g r o u p reached o u t and gave m e a cell 
n u m b e r t o t h e chap te r and I was able t o ta lk t o someone . 
They are no t at t h e of f ice r ight n o w due t o Cov id . 
I have reached o u t n u m e r o u s t i m e t o t h e ALS chap te r t o get 
he lp and no one calls m e back ever. Is th is typ ica l ? 

25 . (15. r i j en 2021) M y dad w a n t s t o take m y son h u n t i n g one 
last t i m e . He knows he can ' t be in t h e w o o d s w i t h h i m so he 
w i l l stay back at v e h . Please give m e po in te rs on h o w t o get 
h im in t h e t ruck w i t h no use of his legs. His f r i end is t ak ing m y 
dad and son. Any ideas are apprec ia ted 

26 . (8. r i j en 2021) M y dad is hav ing a hard t i m e tak ing a 
shower and is in a whee lcha i r my m o m is l i t t le and t h e r e is a 
smal l l ip on t h e shower . It 's s l ipper on t h e shower is t h e r e any 
po in ters t i l l t hey can ge t t h e shower redone on h o w t o 
t rans fe r in t h e shower 

27 . (2. r i j en 2021) Have an a p p o i n t m e n t w i t h 2nd M D 
t o m o r r o w w h a t quest ions shou ld w e ask? 

28 . (2. r i j en 2021) M y daddy 's legs no longer w o r k bu t he t r ies 
so hard t o keep jus t us ing t h e wa lke r . He lifts we igh ts w i t h his 
a rms as he sti l l has s t reng th in t h e m . Ques t ion is i t hu r t i ng 
h im push ing h imsel f . He's af ra id if he stops t r y i ng t h a t i t w i l l 
go fas ter . He w o r k e d o u t 2 hours everyday f o r 30 plus yearsH?] 

29 . (30. ř í jen 2021) The jus t pu t my dad on Ri lutek bu t none 
of t h e pharmacy 's have i t . They are t r y i ng t o get i t anyone 
else have th is issue? W h a t do y o u t h i nk of th is d rug and w h y 
can ' t t hey seem t o get i t . 

30 . (29. září 2021) M y dad has a lways had t r o u b l e s leeping 
bu t since t h e diagnoses ne i the r of my parents can s leep. 
W h a t have y o u seen help? 



3 1 . ( 21.zarf 2021) M y dad goes t o his f i rs t a p p o i n t m e n t on 
t h e 28 th af ter ge t t i ng t h e diagnoses over t h e phone . W h a t 
shou ld w e expec t and any quest ions t h a t need t o be asked w e 
m igh t no t have t h o u g h t of? I saw t h e r e are d i f fe ren t types . 
H o w do t hey no if yours is s low or a fas ter progression? 
Thanks f o r any advice. 



Zařazení d le t y p u Zařazení d l e d r u h u Zařazení d l e ADLs Počet reakcí 
o b s a h u 

Text Kombinace Pomůcky 20 

Text Výpověď 

Text Dotaz 

Text Kombinace 

Text Kombinace 

Text Kombinace 

Text Kombinace 

Text Dotaz 

Text Kombinace 

Text Kombinace 

St ravování 115 

St ravování 16 

Příznaky 12 

Příznaky 18 

Pomůcky 8 

Pomůcky 13 

Pomůcky 1 1 

Pomůcky 5 

Péče o zdraví, p revence 16 



Text Kombinace Změna zd ravo tn ího 
stavu pac ienta 

10 

Text Kombinace 

Text Dotaz 

Text Kombinace 

Text Kombinace 

Text Výpověď 

Text Dotaz 

Text Kombinace 

Text Kombinace 

Text Výpověď 

Stravování 5 

Pomůcky 8 

Pohyb a p řemisťován í (v 14 
domácnos t i ) 

Pohyb a p řemisťován í (v 7 
domácnos t i ) 

Pohyb a p řemisťován í (v 1 
domácnos t i ) 

Nespavost a po ruchy 6 
nočního chování 

Pomůcky 2 

Péče o zdraví, p revence 2 

Pomůcky 3 1 

Text Kombinace Přemisťování ( m i m o 
domácnos t ) 

1 



Text a m u l t i m é d i a Dotaz Přemisťování ( m i m o 
domácnos t ) 

22 

Text Výpověď 

Text Kombinace 

Text Kombinace 

Text Kombinace 

Text Dotaz 

Text Kombinace 

Text Dotaz 

Text Dotaz 

Změna zd ravo tn ího 3 
stavu pac ienta 

Výběr pečova te lů a 6 
zdravotn ických zařízení 

Přemisťování ( m i m o 6 
domácnos t ) 

Koupání a sprchování 6 

Návštěvy lékaře, 3 
proh l ídky, operace 

Pohyb a p řemisťován í (v 26 
domácnos t i ) 

Užívání léků 0 

Nespavost a po ruchy 1 
nočního chování 



Kombinace Návštěvy lékaře, 
proh l ídky, operace 



Průměr reakcí: 13 ,1 

Průměr k o m e n t á ř ů : 32 ,64516 

Součet reakcí: 406 
Počet k o m e n t á ř ů 

Součet k o m e n t á ř ů : 1012 

15 

48 

23 

45 

46 

2 1 

8 

4 0 



19 

43 

79 

48 

3 

23 

16 

15 

9 1 



54 

28 

33 

5 

5 1 

19 

46 

5 



56 


