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“Finding Calcutta” 
A Primer on Pediatric 

Hospice 
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•!Mental Pause 
The elderly couple 

  

“Dying is a very dull, dreary 
affair. And my advice to you is 
to have nothing whatever to do 
with it.” 
 
W. Somerset Maugham 

  

Dying is more than a set of problems to 
be solved. The nature of dying is not 
medical*, it is experiential. Dying is 
fundamentally a personal experience, 
not a set of medical problems to be 
solved.     Ira Byock M.D.,  Author of “Dying Well” 
 
*It certainly includes “medical”, which is crucial for all 
to learn, but also to put in to the context of the 
individual’s/families experience 
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     “It’s just a flesh wound” 

 “It’s just a flesh wound” 
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Wolfe, J et.al., JCO April 1, 2008 vol. 26 no. 10 1717-1723 

Follow up study at Dana Farber 

Pain In Advanced Childhood Illness 

Abstract from the 7th International Symposium on Pediatric Pain  
Stenekes S, Hughes A, Grégoire MC, Frager G   2006 

Symptom Prevalence At Study Entry And In Last Month Of Life 
UK Children’s Cancer Study Group/Paediatric Oncol Nurses Forum Survey 
Goldman A et al; Pediatrics 2006; 117; 1179-1186 

Engel JM, Jensen MP, Hoffman AJ, Kartin D. Pain in 
persons with cerebral palsy: extension and cross validation 
Arch Phys Med Rehabil 2003; 84(8):1125-1128. 

Breau LM, Camfield CS, McGrath PJ, Finley GA. The incidence of 
pain in children with severe cognitive impairments. Arch Pediatr 
Adolesc Med 2003; 157(12):1219-1226. 
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SC Detailed Mortality Statistics- Division of Biostatistics 
Office of Public Health Statistics and Information Services  
South Carolina Department of Health and Environmental Control  
 

  

129 “other causes” 
What is the timeframe for understanding the problem in the children 
who died in less than a day? Opportunity for perinatal hospice? 
How do you determine who can benefit from hospice/palliative care 
from the neonatal group? ASK THE QUESTION? 
Who will provide hospice services to these patients? 

SC Detailed Mortality Statistics- Division of Biostatistics 
Office of Public Health Statistics and Information Services  
South Carolina Department of Health and Environmental Control  
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SC Detailed Mortality Statistics- Division of 
Biostatistics 
Office of Public Health Statistics and Information 
Services  
South Carolina Department of Health and Environmental 
Control  

 
 

y+C3<+&1D)&<+1$%&'()+<,'$6+3('&>*+(<1$6+
;/,-+K)(13>/1%+(1*)3*)*"+

  

Hospice Patients Admitted by Age 
South Carolina CY2011 Data 

 
<1   9   9.5% 
1-4   8   8.4% 
5-14   15           15.8% 
15-24   17                17.9% 
25-34   46           48.4% 

6B"' H.D_"&' 1"&*"#-'

w+!+<)3/+ [+ ["`+

!Q=+ c+ c"=+

`Q!=+ !`+ !`"c+

!`Q7=+ !P+ !P"[+

7`Q:=+ =h+ =c"=+

>,>3&+ [`++M=[N+ !LLp++

Data from: The Carolinas Center for Hospice 
and End of Life Care 

  

C)(1%31(+a3>3+7L!7+

E! =[+K)(13>/1%+.34)$>*+/)%)12)(+C)(1%31(+
F,*.1%)+5)$)j>+
g!C3&16$3$%<+z+!!+
g!B)'/,&,61%++z+!L+
g! @3/(13%+++++++++z++c ++
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6)D$//$%#/'

  

6)D$//$%#/'\'J'`"+&'

  

  

F,*.1%)+k)$)j>+

E! $'/*1$6+
E! *,%13&+*)/21%)*+
E! .0<*1%13$+*)/21%)*+
E! @,'$*)&1$6^%03.&31$+
*)/21%)*+>,+.34)$>H+
;3-1&<H+%3/)612)/*+

E! *0,/>Q>)/-+1$.34)$>+
%3/)++

+

E! -)(1%3&+3..&13$%)*+3$(+
*'..&1)*++

E! 0,-)+0)3&>0+31()+3$(+
0,-)-3D)/+*)/21%)*H+

E! KW^tW^A.))%0+
E! k)/)32)-)$>+*)/21%)*+
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G,'/+&)2)&*+,;+%3/)+
+
E! !N+=%.3#"'0,-)+%3/)+?0)/)+-,*>+0,*.1%)+%3/)+1*+./,21()(+
+
E! 7N+>%#3#.%./+0,-)+%3/)+?01%0+1*+;'/$1*0)(+('/1$6+3+.)/1,(+

,;+%/1*1*+3$(+./1-3/1&<+%,$*1*>*+,;+$'/*1$6+%3/)+
+
E! :N+<#2+3"#-'&"/2$-"'*+&"'?01%0+1*+*0,/>Q>)/-+%3/)+3$(+

1$>)$()(+>,+/)&1)2)+;3-1&<+-)-5)/*+,/+,>0)/*+%3/1$6+;,/+>0)+
1$(121('3&+++

+
E! =N+a"#"&+,'$#2+3"#-'*+&"'?01%0+1*+*0,/>+>)/-+3$(+1$>)$()(+

;,/+.31$+%,$>/,&+,/+3%'>)+,/+%0/,$1%+*<-.>,-+-3$36)-)$>+
?01%0+%3$$,>+5)+./,21()(+1$+,>0)/+*){$6*"+

  

@)/4j%34,$+
E! W?,+.0<*1%13$*+-'*>+%)/4;<+

g! Tr)$(1$6+Ca+3$(+F,*.1%)+Ca+
+

E! a,%'-)$>+>03>+.34)$>+03*+3+&1;)+)d.)%>3$%<+,;+\'N'D%#-5/"+
+
E! #$143&+h+-,$>0+5)$)j>+g+>0)$+'$&1-1>)(+[L+(3<+5)$)j>*"+

C'*>+5)+/)%)/4j)(+5);,/)+)3%0+5)$)j>+.)/1,("++
g! 61=H+%3$+/)%)/4;<"+
+

E! _12)+(1*%03/6)*H+/)2,%34,$*"+

  

@,$%'//)$>+@3/)+

E! T@T+1$%&'()*+3+./,21*1,$+G24(8''"4&*G%'"*T2'*
G:$5#'"4*C"^8$'">"4&+MA)%4,$+7:L7N"+

+
E!C)(1%31(+,/+@F#K+.34)$>*+%3$+/)%)12)+0,*.1%)+
*)/21%)*+?01&)+*4&&+/)%)121$6+8%'/342)9+,/+
,>0)/+(1*)3*)Q-,(1;<1$6+>/)3>-)$>*"+
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@,$%'//)$>+@3/)+

E! #$%/)3*)*+0,*.1%)+'4&1S34,$+
+
E! R3/&1)/+3(-1**1,$*+>,+0,*.1%)+
+
E! a)%/)3*)(+Ra+21*1>*H+0,*.1>3&1S34,$*H+#@n+
3(-1**1,$*H+,2)/3&&+%,*>*+
+
+

E! A.)r)&&+@CH+)>+3&"H+I+K3&&1342)+C)("+A).+7LL[u!7M[NOc7PQc:7+

  

•!Mental Pause 
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V0,+*0,'&(+%3/)+;,/+(<1$6+%01&(/)$Y+
E! 8T&&+0,*.1>3&*+3$(+&3/6)+0)3&>0+%3/)+,/63$1S34,$*+>03>+;/)b')$>&<+./,21()+%3/)+>,+

%01&(/)$+?1>0+&1;)Q>0/)3>)$1$6+%,$(14,$*+3$(+/,'4$)&<+./,21()+)$(+,;Q&1;)+%3/)+
*0,'&(+032)+()(1%3>)(+1$>)/(1*%1.&1$3/<+*.)%13&><+KK@QKF@+>)3-*"9+

+
E! 8W)3-*+*0,'&(+032)+*'|%1)$>+%,&&)%42)+)d.)/4*)+>,+3((/)**+>0)+.0<*1%3&H+

.*<%0,*,%13&H+)-,4,$3&H+./3%4%3&H+3$(+*.1/1>'3&+$))(*+,;+>0)+%01&(+3$(+;3-1&<"9+
'
E! 8W,+)$*'/)+b'3&1><+3$(+*3;)><H+>)3-*+-'*>+032)+3$+3()b'3>)+$'-5)/+,;+()(1%3>)(+

*>3}H+1()3&&<+>/31$)(+1$+KK@+KF@XXX""+*0,'&(+5/1(6)+>0)+.0<*1%3&+&,%34,$*+,;+
.34)$>*H+;/,-+>0)1/+0,-)*+,/+*%0,,&*+>,+>0)+0,*.1>3&+3$(H+.,>)$43&&<H+>,+,>0)/+
.3/>$)/1$6+;3%1&14)*"+

+
E! W0)+-)(1%3&+0,-)*+3$(+.)(13>/1%13$*+?0,+./,21()+./1-3/<+3$(+*.)%13&><+%3/)+>,+

%01&(/)$+?1>0+&1;)Q>0/)3>)$1$6+%,$(14,$*+/)-31$+1$23&'35&)H+-'*>+3(2,%3>)+;,/+3$(+
1$2,&2)+1$>)/(1*%1.&1$3/<+KK@QKF@+1$+>0)+%3/)+,;+>0)*)+.34)$>*+3$(+>0)1/+;3-1&1)*H+
3$(H+;,/+>0)1/+.34)$>*H+-3<+5)%,-)+3%42)+-)-5)/*+,;+>0)+1$>)/(1*%1.&1$3/<+
.3&&1342)+%3/)+

'
1")$+-&$*'1+,,$+3F"'>+&"'+#)'b%/2$*"'>+&"'>%DD$-D"#-/C'a.$)",$#"/C'+#)'="*%DD"#)+3%#/''
AR@W#tB+tB+FtAK#@R+TBa+KT__#TW#eR+CRa#@#BR+TBa+@tCC#WWRR+tB+FtAK#WT_+@TUR++
KRa#TWU#@A+e,&'-)+!:7H+B'-5)/+`H+B,2)-5)/+7L!:+

'
'
'
'
'
'
'
'
'
'
'
'
'
'
'
'
'
'
'
'

' ' ' ' ' ' ' ' ' ''
+ + + + + + + + + + ++

+ + + + + + +

  

V0,+*0,'&(+%3/)+;,/+(<1$6+%01&(/)$Y+

E! A0,'&(+>0)+./1-3/<+%3/)612)/*+032)+
)d.)/1)$%)+?1>0+%01&(/)$Y+
+
E!V01%0+.0<*1%13$+*0,'&(+5)+/)*.,$*15&)Y+
+
E! T/)+>0)/)+*)/21%)*+>03>+3/)+$))()(^%3$+5)+
./,21()(+>03>+3/)+'$1b')+>,+K)(13>/1%*Y+

  

V0,+*0,'&(+%3/)+;,/+(<1$6+%01&(/)$Y+

E! A0,'&(+>0)+./1-3/<+%3/)612)/*+032)+
)d.)/1)$%)+?1>0+%01&(/)$Y+
g!T5*,&'>)&<~+

E!V01%0+.0<*1%13$+*0,'&(+5)+/)*.,$*15&)Y+
E! T/)+>0)/)+*)/21%)*+>03>+3/)+$))()(^%3$+5)+
./,21()(+>03>+3/)+'$1b')+>,+K)(13>/1%*Y+
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V0,+*0,'&(+%3/)+;,/+(<1$6+%01&(/)$Y+
E! A0,'&(+>0)+./1-3/<+%3/)612)/*+032)+
)d.)/1)$%)+?1>0+%01&(/)$Y+
g!T5*,&'>)&<~+

E!V01%0+.0<*1%13$+*0,'&(+5)+/)*.,$*15&)Y+
g! W0)+,$)+-,*>+D$,?&)(6)35&)+35,'>+>0)+.34)$>+
g!T**1*>)(+5<+>0)+F,*.1%)+C)(1%3&+a1/)%>,/+

E! T/)+>0)/)+*)/21%)*+>03>+3/)+$))()(^%3$+5)+
./,21()(+>03>+3/)+'$1b')+>,+K)(13>/1%*Y+

  

V0,+*0,'&(+%3/)+;,/+(<1$6+%01&(/)$Y+
E! A0,'&(+>0)+./1-3/<+%3/)612)/*+032)+
)d.)/1)$%)+?1>0+%01&(/)$Y+
g!T5*,&'>)&<~+

E!V01%0+.0<*1%13$+*0,'&(+5)+/)*.,$*15&)Y+
g! W0)+,$)+-,*>+D$,?&)(6)35&)+35,'>+>0)+.34)$>+
g!T**1*>)(+5<+>0)+F,*.1%)+C)(1%3&+a1/)%>,/+

E! T/)+>0)/)+*)/21%)*+>03>+3/)+$))()(^%3$+5)+
./,21()(+>03>+3/)+'$1b')+>,+K)(13>/1%*Y+
g!a)j$1>)&<~+

  

E! @01&(+_1;)+
E! A,%13&+V,/D+
E! @03.&31$+
E! K03/-3%<+
E! B'>/14,$+
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K)(13>/1%+U)*,'/%)+C,()&+

E! K)(13>/1%+B'/*)*+%3/)+;,/+.34)$>*+3$(+
*'.)/21*)+8&,%3&9+>)3-"++

E! a1/)%>&<+%,--'$1%3>)+?1>0+K@Ki*+
E! B'/*)*+3/)+/)*.,$*15&)+;,/+3+&3/6)+6),6/3.01%+
3/)3+

E! A))+.34)$>*+1$+>0)1/+0,-)*H+0,*.1>3&+
E! T/)+*'.)/21*)(+5<+FCa+
+

  

@01&(+_1;)+

E! W0)/3.)'4%+.&3<+
E! Rd./)**12)+3/>*+
E!C)-,/<+-3D1$6^_)63%<+5'1&(1$6+
E! K/).3/34,$+
E! R('%34,$+
E! A15&1$6+*'..,/>+
+

++
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  Legacy Building 
 

'
Goal: 

 
 To provide 

opportunities for the patient 
to create meaningful and 
unique projects which focus 
on how they would like to 
be remembered.  

Intervention: 

 Letters  
 Songs  
 Living will  
 Autobiography  
 Video Interviews  
+

  

  Memory Making 
 

'
Goal: 

To engage the patient, family 
and friends in memory 
making activities  

Intervention: 

 Anything with handprints  
 Garden stones  
 Hand molds  
 Handwriting  
 Photo projects  
 Scrapbooking  

  

A,%13&+V,/D+
E! ],3&*+,;+%3/)+%,$2)/*34,$*Q+3r)$(1$6+>,+)-,4,$3&+3$(+*,%13&+

/)*.,$*)*+>,+;3-1&<+%0,1%)*+
+
E! U)*,'/%)+%,$$)%4,$+3$(+j$3$%13&+3**1*>3$%)+
+
E! G'$)/3&+3//3$6)-)$>*+3$(+3(23$%)(+%3/)+.&3$$1$6+
+
E! #$>)/3%4$6+?1>0+,>0)/+36)$%1)*+?,/D1$6+?1>0+;3-1&<+*'%0+3*+aAA+,/+

*%0,,&+*<*>)-+
+
E! k)/)32)-)$>+*)/21%)*+3$(+;,&&,?+'.Q+%,$$)%4,$+>,+%,'$*)&1$6+3*+

$))()(+
+
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15+&D+*8'

E! @,$>/3%>+K03/-3%<+
E! a)(1%3>)(+K)(13>/1%+
K03/-+a"+

E! T231&35&)+;,/+
%,$*'&>34,$+7=^P+

E! U,'$(*+?1>0+'*+b7+
?))D*+

H.-&$3%#'

E! @,$*'&>342)+
E! K)(13>/1%+Rd.)/4*)+
E! U,'$(*+?1>0+'*+b+
7?))D*+

  

F,*.1%)+C)(1%3&+a1/)%>,/+

E! F,*.1%)+3$(+K3&&1342)+C)(1%1$)+k,3/(*+
E! U)*.,$*15&)+;,/+>0)+0,*.1%)+*)/21%)*+./,21()(+
>,+3&&+>0)+.34)$>*"+A'.)/21*)*+>0)+803$(*+,$9+
>)3-+

E! A<-.>,-+%,$>/,&~~++
g! K31$H+B^eH+A)1S'/)*+

E! @,--'$1%34,$+
E! ],3&*+,;+%3/)+

  

k3//1)/*+>,+F,*.1%)+@3/)+

E! @01&(/)$+3/)+$,>+*'..,*)(+>,+(1)~+
E! K)/%)12)(+3*+86121$6+'.9+
E! @,$%)/$*+;,/+*15&1$6*+
E!C)(1%3&+%,--'$1><+&3%D+,;+3?3/)$)**+,;+
0,*.1%)+*)/21%)*+

E! _3>)+/);)//3&*+
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A,X"H?0,+*0,'&(+>3D)+%3/)+,;+(<1$6+
%01&(/)$Y+

  

A,X""H?0,+*0,'&(+>3D)+%3/)+,;+(<1$6+
%01&(/)$Y+

Ultimately 
it’s up to 
you to 
decide! 
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@3*)+!+M%,$4$')(N+

E! ]/3('3&+1$%/)3*)(+(,*1$6+,2)/+4-)+>,O+++++++++++++
++++T423$+P"`+-6+./$+
+a1&3'(1(+!`L+-6+b!0+?^+:L+-6+5,&'*+b!L+-1$+
+_</1%3+`L+-6+(31&<+
+C)>03(,$)+!L`+-6+b=0+

++++++K0)$,53/51>3&+!`L+-6+bc0+
+
AW#__+0321$6+.31$+3>+c^!LH+3?3D)+3>+4-)*+3$(+%,$2)/*3$>+

**********************E:%&*#2*628*#2*42@N*
++

+++++++

  

+
E! A>3/>)(+a)d-)()>,-1(1$)+MK/)%)()dN+

g! @)$>/3&+3&.03Q7+T(/)$)/61%+T6,$1*>+
g! K31$+%,$>/,&+
g! K3&&1342)+*)(34,$Y+
g! R2)$>'3&&<+3%01)2)(+.31$+%,$>/,&"+
g! K34)$>+(1)(+s+!+?))D+&3>)/+

  

@3*)+Z7+
E! `+<,+?1>0+_)$$,dQ]3*>3'>+*<$(/,-)+
E! #$>/3%>35&)+*)1S'/)*Q+80'$(/)(*9+.)/+(3<+()*.1>)+
-3d1-3&+-)(1%3&+>0)/3.<H+2363&+$)/2)+*4-'&3>,/"+
T.$)3+?1>0+*,-)+*)1S'/)*H+&3*4$6+3*+&,$6+3*+7L+
*)%,$(*+

E! e,-1>*+-,*>+;))(*+
E! C'&4.&)+).1*,()*+,;+8$)'/,1//14351&1><9+>0/,'60,'>+
(3<+

E! K3/)$>*+?1*0+>,+?1>00,&(+$'>/14,$+3$(+0<(/34,$"+
*********************E:%&*#2*628*#2*42@N*
+
+
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E! T-)/1%3$+T%3()-<+,;+K)(13>/1%*+K,&1%<+,$+G,/6,1$6+C)(1%3&&<+K/,21()(+
B'>/14,$+3$(+F<(/34,$+1$+@01&(/)$+QQ+
0r.O^^.)(13>/1%*"33..'5&1%34,$*",/6^%,$>)$>^!7=^7^c!:";'&&+

+
g! 8a)%1*1,$*+35,'>+?0)>0)/+-)(1%3&+1$>)/2)$4,$*+*0,'&(+5)+./,21()(+>,+3+%01&(H+1$%&'(1$6+

-)(1%3&&<+./,21()(+�'1(*+3$(+$'>/14,$H+*0,'&(+5)+53*)(+,$+?0)>0)/+>0)+1$>)/2)$4,$+
./,21()*+$)>+5)$)j>+>,+>0)+%01&("98C)(1%3&&<+./,21()(+�'1(*+3$(+$'>/14,$+%3$+5)+
?1>0(/3?$+;/,-+%01&(/)$+?0)$+*'%0+-)3*'/)*+,$&<+./,&,$6+3$(+3((+-,/51(1><+>,+>0)+
./,%)**+,;+(<1$6"+#$+>0)*)+*1>'34,$*H+%,$4$')(+�'1(*+3$(+$'>/14,$+,q)$+./,21()+2)/<+
&1-1>)(H+1;+3$<H+5)$)j>+3$(+-3<+%3'*)+*'5*>3$43&+(1*%,-;,/>"9+

+
+
+

E! W3D)$+;/,-+>0)+k1,)>01%*+.36)+;/,-+>0)+n$1>)(+A>3>)*+@,$;)/)$%)+,;+
@3>0,&1%+k1*0,.*+?)5*1>)"+

+
g! 8W0)/)+*0,'&(+5)+3+./)*'-.4,$+1$+;32,/+,;+./,21(1$6+$'>/14,$+3$(+0<(/34,$+>,+3&&+

.34)$>*H+1$%&'(1$6+.34)$>*+?0,+/)b'1/)+-)(1%3&&<+3**1*>)(+$'>/14,$+3$(+0<(/34,$H+%)*
5243*%)*&:$)*$)*2T*)8_($"4&*9"4"`&*&2*28&@"$3:*&:"*98'#"4)*$4U25U"#*&2*&:"*
7%["4&Ma*MR-.03*1*+-1$)N+

  

+
E! B'>/14,$+>,+5)+?)3$)(+,2)/+3+.)/1,(+,;+c+
(3<*+

E! T$d1,&<4%+3$(+3$3&6)*1%*+./,21()(+;,/+'*)+./$+
E! A)1S'/)+-)(*+%,$4$')("+
E! @01&(+(1)(+.)3%);'&&<+3>+(3<+h+,;+?)3$H+?0)$+
;))(*+?)/)+5)1$6+612)$+3>+=+0,'/*+.)/+(3<"+

E! K>+&1D)&<+?3*+(<1$6+3>+>0)+4-)+,;+>0)+1$143&+
%,$*'&>"+

  

@3*)+Z:+
E! [+<,+?1>0+-'&4.&<+/)&3.*)(+,*>),*3/%,-3+
E! C'&4.&)+./)21,'*+%0)-,+/)61-)$*H+1$%&'(1$6+
.03*)+7+>/13&*"+K3/)$>*+032)+5))$+2)/<+366/)**12)+
1$+*))D1$6+8%'/342)9+>0)/3.<+

E! F,*.1>3&1S)(+;,/+*d+%,$>/,&"++
E! f,'+3/)+-3D1$6+/,'$(*+,$+0)/+?1>0+>0)+$'/*)+
?01&)+.3/)$>*+3/)+,'>+,;+>0)+/,,-+3$(+*0)+3*D*+
<,'O+T-+#+6,1$6+>,+(1)Y+

**********************E:%&*#2*628*#2*42@N*
+
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+
E! a,$i>+&)>+>01*+b')*4,$+*'/./1*)+<,'~+
E! F32)+3+(1*%'**1,$+?1>0+>0)+.3/)$>*+5);,/)+>01*+
>,+3*D+>0)-+>0)1/+?1*0)*+35,'>+0,?+-'%0+>,+
(1*%'**+?1>0+>0)+%01&("++

E! T(21*)+>0)-+>03>+>0)+%01&(+03*+3+/160>+>,+D$,?+
?03>+1*+03..)$1$6+>,+>0)-"+

E! W'/$+>0)+b')*4,$+3/,'$(Q+3*D+>0)+%01&(+?0<+
>0)<+3/)+3*D1$6+<,'+>01*+$,?"++

E! k)+0,$)*>"+

  

@,$%&'*1,$+
E! a<1$6+%01&(/)$+3/)+1$+$))(+,;+8*'5*.)%13&><9+
><.)+%3/)"+

E! Rd>)$*12)+>/31$1$6+1$+K)(13>/1%*+1*+1-.,/>3$>+
;,/+F,*.1%)+K/,21()/*"+

E! U);)/+)3/&<~+
E! k)+1$2,&2)(~Q+a,$i>+5)+3;/31(H+<,'/+.34)$>*+
3$(+>0)1/+;3-1&1)*+?3$>+<,'+>,+0)&.+>0)-"+

E! #i&&+0)&.+ftn~+
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V)&&H+#i2)+03(+3+
?,$()/;'&+-,/$1$6H+

  

V)&&H+#i2)+03(+3+
?,$()/;'&+-,/$1$6H+
k'>+>01*+?3*$i>+1>"+

  

V)&&H+#i2)+03(+3+
?,$()/;'&+-,/$1$6H+
k'>+>01*+?3*$i>+1>"+
Questions ??? 


