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Guard iansh ip/Conservato r sh ip ,
Adu l t  Adopt i on ,
Durab le  Power  o f  At to rney ,  and
Suppor ted  Dec i s i on  Mak ing .

As  our  l oved  ones  move  f rom  be ing  teenagers  to
adu l t s ,  we  s ta r t  ques t i on ing  the  l eve l  o f  suppor t
tha t  they  need  and  what  ro l e  we ,  as  Fam i l y
Careg ivers ,  shou ld  p lay  i n  th i s  suppor t .

Are  there  dec i s i ons  tha t  ou r  l oved  ones  can  make
for  themse lves ,  o r  w i l l  t hey  be  dependent  on  us  to
make  a l l  t he i r  l i f e  dec i s i ons?  Are  there  o ther
persons  i n  the i r  l i ves  tha t  they  can  depend  on  to
he lp  them make  dec i s i ons?

Over  the  years  a  number  o f  op t i ons  have  emerged
for  us  Fam i l y  Careg ivers  to  emp loy ,  depend ing  on
the  par t i cu la r  needs  o f  ou r  l oved  ones .  In  th i s
eBook ,  we  w i l l  exp lo re  the  fo l l ow ing  op t i ons :

We  a t  HappyDowns  s i ncere ly  hope  tha t  the
in fo rmat i on  i n  th i s  eBook  w i l l  he lp  your  fam i l y  s ta r t
the  p rocess  o f  p lann ing  fo r  the  fu tu re  o f  your
teenager  o r  adu l t  who  has  Down  Syndrome ,  i n
te rms  o f  the  suppor t  tha t  they  need .

Hugs ,
The  HappyDowns  Team
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Guard iansh ip  o f  the  Person  –  th i s  l im i t s  the
guard ian  to  mak ing  dec i s i ons  re la t i ng  to
persona l  ca re ,  e .g . ,  med ica l  t rea tment
dec i s i ons ,  dec id ing  where  the  person  l i ves ,
mak ing  da i l y  dec i s i ons  about  how your  l oved
one  accesses  food ,  c l o th ing ,  rec rea t i ona l
ac t i v i t i e s ,  e tc .

As  the  fam i l y  careg iver  o f  an  adu l t  o r  t eenager
who  has  Down  Syndrome  (DS ) ,  you  a re  fu l l y  aware
tha t  your  l oved  one  needs  he lp  i n  some  a reas  o f
l i f e ,  e .g . ,  mak ing  f i nanc ia l  o r  med ica l  dec i s i ons .
You  a re  a l so  aware  tha t  they  do  no t  need  he lp  i n
o ther  a reas ,  e .g . ,  cook ing  mea l s ,  pe r sona l  hyg iene
or  c l ean ing  the  home .  

When  they  h i t  t ha t  “ 1 8 th  b i r thday”  mark ,  the  l aw
cons iders  them adu l t s  and  what  shou ld  we  as
careg ivers  do  then ,  t o  he lp  them i n  the  a reas  tha t
they  do  need  ass i s tance  i n?  What  i s  l ega l
guard iansh ip  and  i s  i t  t he  answer?

Lega l  guard iansh ip  fo r  adu l t s  w i th  d i sab i l i t i e s  i s  an
opt i on  we  hear  o f ten ,  whether  v ia  the  schoo l
sys tem,  hea l thcare  p ro fess i ona l s  o r  even  some  o f
our  fam i l y  members .  Bu t ,  what  does  th i s  rea l l y
mean  fo r  us  and  our  l oved  one  who  has  Down
Syndrome?  What  impact  w i l l  l ega l  guard iansh ip
have  on  our  l oved  ones  and  on  us?

What  I s  Lega l  Guard iansh ip?
Th i s  i s  where  we  go  to  cour t  and  reques t  a  j udge
to  g ive  us  the  au thor i ty  to  make  some  o r  a l l
dec i s i ons  on  beha l f  o f  ou r  l oved  one  who  has  Down
Syndrome,  on  the  p rem i se  tha t  ou r  l oved  one
cannot  make  these  dec i s i ons  fo r  themse lves .
Therefo re ,  the  l aw  i s  e s sen t ia l l y  revok ing  the
r igh t s  o f  one  o f  i t s  c i t i zens  ( ou r  l oved  one  who  has
DS)  and  there fo re  th i s  dec i s ion  has  to  be  taken
ser ious ly .

There  a re  d i f fe ren t  types  o f  guard iansh ip :

H o w  T o  S u p p o r t  Y o u r  L o v e d  O n e :  Guard iansh ip  |  Conse r va to r sh ip  |

Adu l t  Adopt ion  |  Power  o f  At to rney  |  Suppor ted  Dec i s i on  Mak ing

H a p p y D o w n s  |  H e l p  f o r  F a m i l y  C a r e g i v e r s
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Guard iansh ip  o f  the  Es tate  –  th i s  l im i t s  the
guard ian  to  mak ing  dec i s i ons  re la t i ng  to  the
es ta te  o f  the  person  w i th  DS .  Depend ing  on
where  you  l i ve ,  th i s  i s  known as  a
Conservatorsh ip  and  the  person  respons ib le  fo r
mak ing  these  dec i s i ons  i s  ca l l ed  a  Conservato r
i n s tead  o f  a  Guard ian .  The  Conservato r  shou ld
use  the  i ncome of  the  person  wi th  DS  (not
the i r  own)  t o  pay  the i r  b i l l s  and  app ly  fo r
government  ass i s tance  l i ke  Med ica id  o r
Med icare  ( i n  the  Un i ted  S ta tes ) .  The
Conservato r  w i l l  a l so  hand le  i n su rance  i s sues ,
ho ld  the  power  to  approve/d i sapprove  f i nanc ia l
con t rac t s ,  e tc .

Fu l l  Guard iansh ip  – th i s  g ives  the  guard ian
powers  to  make  dec i s i ons  re la t i ng  to  every
aspec t  o f  the  Person  and  Es ta te .  Th i s  guard ian
i s  ca l l ed  a  P lenary  Guard ian .

Part ia l/L im i ted  Guard iansh ip  –  the  person
w i th  DS  i s  de te rm ined  by  the  cour t  t o  re ta in
some  capac i ty  fo r  ra t i ona l  dec i s i on -mak ing  and
thus ,  i s  no t  dec la red  i ncompeten t .  The  guard ian
therefo re  has  been  gran ted  on ly  some  powers ,
e .g . ,  med ica l  dec i s i ons  powers ,  wh i l s t  the
person  w i th  DS  can  make  dec i s i ons  i n  every
o ther  a rea  o f  the i r  l i f e .

Wh i l s t  the  guard ian  does  no t  have  to  l i ve  w i th  the
person  under  the i r  ca re ,  they  mus t  ensure  tha t  the
person  w i th  DS  i s  rece iv i ng  p roper  care  i n  a reas
such  as ,  bu t  no t  l im i ted  to ,  med ica l ,  educat i ona l ,
emp loyment  and  end-of - l i f e  dec i s i ons .

Of ten t imes  we  assume  tha t  because  someone  has
been  d iagnosed  w i th  a  d i sab i l i t y  tha t  they
automat i ca l l y  need  guard iansh ip .  Th i s  i s  not  t rue .
Every  fam i l y ’ s  case  i s  d i f fe ren t  and  thus ,  we  mus t
approach  our  s i t ua t i on  f rom  an  i nd iv idua l i s t i c
v iew,  no t  a  b road-brush  approach .  
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advocat ing  for  the  person ’ s  lega l  r ights  and
independence,

mak ing  med ica l  care  dec i s ions  and  arrang ing
for  needed  t reatment ,

app ly ing  for  hea l th  i nsurance  and  other
needed  benef i t s  for  the  person  wi th  DS,

prov id ing  bas ic  everyday  needs  and  safety ,

prov id ing  for  the  soc ia l ,  recreat iona l ,
educat iona l  and  fu ture  needs  o f  the  person
wi th  DS,

ensur ing  the  person  wi th  DS  has  a  l iv ing
s i tuat ion  that  i s  safe  and  i s  the  least
res t r i c t ive  opt ion .

I f  your  l oved  one  has  the  capac i ty  to  execu te
powers  o f  a t to rney ,  i . e . ,  t hey  can  choose  you  o r
someone  e l se  (who  i s  t rus twor thy )  t o  make  cer ta in
dec i s i ons  fo r  them,  e .g . ,  med ica l  dec i s i ons ,  then
guard iansh ip/conservato r sh ip  i s  no t  necessary .

Also ,  p lease  bear  i n  m ind  that  by  the  cour t
grant ing  guard iansh ip/conservatorsh ip ,  your
loved  one  i s  deemed incapac i tated  and  persons
who are  deemed incapac i tated  are  not  a l l owed
to  do  cer ta in  th ings  (depend ing  on  where  you
l ive ) ,  e .g . ,  vote ,  enter  i n to  contracts ,  s ign  a
lease ,  make  s ign i f i cant  purchases  l i ke  a  house ,
make  a  wi l l  o r  l i v ing  t rus t  or  get  a  loan  or
mortgage .

Respons ib i l i t ies  o f  a  Guard ian
Respons ib i l i t y  w i l l  va ry  based  on  the  type  o f
guard iansh ip  g ran ted .  A l so ,  p l ease  ensure  tha t  you
get  the  fu l l  de ta i l s  o f  your  own  case  to  comp le te ly
unders tand  your  fu l l  r e spons ib i l i t i e s .  

Never the less ,  t yp i ca l  respons ib i l i t i e s  may  i nc lude ,
bu t  a re  no t  l im i ted  to :

The  respons ib i l i t y  o f  a  guard ian  ends  when :

H o w  T o  S u p p o r t  Y o u r  L o v e d  O n e :  Guard iansh ip  |  Conse r va to r sh ip  |

Adu l t  Adopt ion  |  Power  o f  At to rney  |  Suppor ted  Dec i s i on  Mak ing

H a p p y D o w n s  |  H e l p  f o r  F a m i l y  C a r e g i v e r s
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the  person  wi th  DS  d ies ,

the  guard ian  d ies  (but  someone  e l se  wi l l  have
to  be  appo in ted  by  the  cour t .  I t  i s  good  to
have  someone  has  Co-Guard ian  in  cases  l i ke
th i s ) ,

the  guard ian  i s  unab le  to  per form the i r
dut ies ,

the  guard ian  pet i t ions  the  cour t  the  remove
them as  guard ian  ( i n  th i s  case  the  cour t  o f ten
appo in ts  the  person  whom the  careg iver
ident i f ied  as  “Successor  Guard ian” .  N .B .  A
Co-Guard ian  wou ld  have  been  usefu l  i n  th i s
s i tuat ion  as  we l l ) .

a t  least  18  years  o ld

i s  not  o f  unsound  mind

not  d iagnosed  wi th  a  d i sab i l i ty

i s  not  a  conv ic ted  fe lon .  Th i s  depends  on  the
cr ime,  e .g . ,  i f  they  were  conv ic ted  of
harming  or  threaten ing  persons  wi th  a
d i sab i l i ty  or  an  e lder ly  person ,  i nc lud ing
sexua l  o f fenses ,  they  cannot  be  guard ians .

Who Can  be  a  Guard ian?
Anyone  who  i s :

En t i t i e s  may  a l so  ac t  as  guard ians ,  e .g . ,
co rpora t i ons  qua l i f i ed  to  execu te  t rus t s  may  be
guard ians  o f  the  es ta te .  A l so ,  any  no t - fo r -p ro f i t
co rpora t i on  tha t  the  cour t  deems  f i t  t o  p rov ide  the
care  and  suppor t  fo r  the  person  can  be  a  guard ian .

P lease  bear  i n  m ind  that  o ther  th ings  may
d i squa l i fy  you  f rom be ing  a  guard ian .  For
example ,  i n  the  Un i ted  States  o f  Amer ica ,
parents  who  have  access  to  rece ive  a  Med ica id
s t ipend  to  be  the i r  ch i ld ’ s  pa id  careg iver ,  w i l l
not  be  ab le  to  be  the i r  lega l  guard ian  as  we l l .  
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the  number  o f  hear ings  your  lawyer  has  to
at tend ,

the  amount  o f  i nvest igat ion  and
documentat ion  the  cour t  requ i res ,

i f  there  i s  any  d i spute  wi th in  the  fami ly  that
causes  de lays ,  e tc .

At torney  fees
Serv ice  fees  (e .g . ,  for  the  serv ing  of  papers )
Cour t  fees
Expert  fees  (med ica l ,  psych iat r i c ,  vocat iona l ,
d i sab i l i ty  experts ) .

Therefo re ,  i t  i s  impor tan t ,  whenever  you  a re
dec id ing  on  any  agreement/s ta tus  re la t i ng  to  your
l oved  one ,  t o  know how i t  w i l l  a f fec t  o ther
agreements .

The  Cost  o f  Guard iansh ip
Lega l  fees  w i l l  va ry  w ide ly ,  depend ing  on  your
l oca t i on  and  o ther  fac to r s  such  as :

Some  o f  the  l ega l  fees  tha t  may  app ly  i nc lude :

I f  the  person  w i th  DS  has  an  es ta te ,  then  the  cour t
may  d i c ta te  tha t  the  l ega l  fees  be  pa id  f rom  th i s
es ta te .  I f  the  person  w i th  DS  does  no t  have  an
es ta te ,  then  the  cos t  u sua l l y  fa l l s  on  the  fam i l y
careg iver .  Bear  i n  m ind  tha t  the  cour t  may  have  a
po l i cy  as  to  how the  fees  a re  pa id ,  so  ensure  tha t
you  f i nd  ou t  what  these  po l i c i e s  a re ,  so  tha t  you
are  no t  caught  o f f  guard  by  any  expenses .  

A l so ,  check  to  see  i f  t he re  a re  any  l ega l  a id
organ i za t i ons  i n  your  a rea  o r  any  l oca l /na t i ona l
D i sab i l i t y  Foundat i ons  tha t  can  ass i s t  you  w i th  the
fees .

Las t l y ,  the  guard ian  may  be  a l l owed  to  charge  a
fee  fo r  the i r  se rv i ces  –  f i nd  ou t  i f  t h i s  app l i e s  to
you  based  on  where  you  a re  l oca ted .

H o w  T o  S u p p o r t  Y o u r  L o v e d  O n e :  Guard iansh ip  |  Conse r va to r sh ip  |

Adu l t  Adopt ion  |  Power  o f  At to rney  |  Suppor ted  Dec i s i on  Mak ing
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I s  Guard iansh ip  the  R ight  Cho ice?
Th i s  so l e l y  depends  on  the  rea l i t y  o f  your  fam i l y ’ s
s i t ua t i on .  We  adv i se  tha t  you  bear  i n  m ind  how
guard iansh ip/conservato r sh ip  a f fec t s  the  r igh t s  o f
your  l oved  one  w i th  DS  to  ac t  on  the i r  beha l f  and
thus ,  t ry  your  bes t  t o  honor  your  l oved  one ’ s  p r ide
and  d ign i ty  by  us i ng  the  l eas t  res t r i c t i ve  means
poss ib l e .

Choos ing  the  r igh t  l eve l  o f  suppor t  tha t  your  l oved
one ’ s  needs  i s  no  easy  fea t .  So ,  s ta r t  hav ing  these
conversa t i ons  w i th  your  fam i l y  ( i nc lud ing  your
l oved  one )  as  ear l y  as  poss ib l e ,  seek  p ro fess i ona l
adv ice ,  unders tand  the  l aws  o f  your  coun t ry/s ta te
and  do  what  i s  bes t  fo r  your  fam i l y .

https://happydowns.com/how-to-start-the-conversation-about-future-planning
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W-H-Y?
Who are  these  adu l t s  who  are  do ing  th i s?
I s  th i s  even  necessary?  Can ’ t  they  jus t  go  the
route  of  Guard iansh ip?

Norma l l y  when  you  th i nk  o f  adopt i on ,  you  th i nk  o f
ch i ld ren  be ing  adopted .  Adopt i on  i s  the  l ega l
t rans fe r  o f  paren ta l  r igh t s  and  respons ib i l i t i e s
f rom  the  b i r th  paren t ( s )  t o  the  person ( s )  seek ing  to
adopt .  So ,  i t  may  come  as  a  su rpr i se  to  you  tha t
adu l t s  can  a l so  be  adopted .  

I  know,  you ’ re  p robab ly  l ook ing  a t  the  sc reen  s ide-
eyed  r igh t  now,  wh i l s t  you  exper i ence  h igh  l eve l s
o f  doubt .  Adu l t  Adopt i on?  What  i s  adu l t  adopt i on?
What  does  tha t  even  mean?

We l l ,  i t  means  exac t l y  what  you  th i nk  i t  means…an
adu l t  adopt i ng  ano ther  adu l t .  I  know…there  a re
severa l  ques t i ons  f l oa t i ng  a round  i n  your  m ind
now,  you  may  have  even  l oud ly  verba l i zed  one  o r
two  o f  them .  Fo r  examp le :

We l l ,  a s  Fam i l y  Careg ivers ,  the  l eve l  o f  suppor t
tha t  ou r  l oved  ones  need  i s  impor tan t  to  us .  We
want  to  know tha t  we  a re  mak ing  the  bes t  cho i ces ,
mak ing  use  o f  every  oppor tun i ty  and  g iv i ng  them
the  r igh t  l eve l  o f  suppor t  tha t  a l l ows  them to  l i ve
as  i ndependent l y  as  poss ib l e ,  wh i l s t  keep ing  them
safe .  So ,  l e t ’ s  l ook  i n to  th i s  th i ng  ca l l  Adu l t
Adopt i on  and  see  i f  i t  i s  t he  r igh t  cho i ce  fo r  ou r
fam i l y .

Can You  Lega l ly  Adopt  An  Adu l t ?
That  depends  on  where  you  l i ve .  I t  i s  l ega l  t o
adopt  an  adu l t  i n  the  USA,  Germany  and  Japan ,
bu t  no t  i n  the  UK .  So ,  you  w i l l  have  to  f i nd  ou t  i f
the  l aws  o f  your  coun t ry  a l l ow  th i s  type  o f
adopt i on .

Wh i l s t  you  i nves t iga te ,  make  su re  to  de te rm ine  i f
the re  i s  a  spec ia l  w indow of  oppor tun i ty  to  adopt .
Th i s  re fe r s  to  an  age  range ,  ou t s ide  o f  wh ich ,  you
are  no t  a l l owed  to  adopt  an  adu l t .  

H o w  T o  S u p p o r t  Y o u r  L o v e d  O n e :  Guard iansh ip  |  Conse r va to r sh ip  |
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Step-parent ,
Aunt ,
Unc le ,
Cous in  or
Grandparent  o f  the  person  who  has  DS .

Present ly ,  they  have  taken  on  the
respons ib i l i ty  o f  car ing  for  the i r  l oved  one
who has  DS,  as  the  parents  are  current ly
unab le  to  do  so .

They  p lan  to  take  on  the  respons ib i l i ty  o f
car ing  for  the i r  l oved  one  in  the  fu ture ,  as
the  parents  are  present ly  not  cop ing  and
have sought  the i r  ass i s tance .

They  are  a  s tep-parent  to  the i r  l oved  one
who has  DS  and  they  want  to  make  the
re lat ionsh ip  forma l  i n  the  eyes  o f  the  law.

They  may be  a  Godparent ,  fami ly  f r iend  or
ne ighbor  who  had  to  s tep  in  due  to  the
parent  pass ing  away or  becoming
incapac i tated .

E .g . ,  In  Ar i zona  (USA) ,  th i s  age  range  i s  be tween
18  and  2 1 ;  t hus ,  you  cannot  adopt  an  adu l t  who  i s
22  years  o ld  and  o lder .

Why Do  Adu l t s  Adopt  Each  Other?
Wel l ,  f o r  u s  Fam i l y  Careg ivers ,  we  wou ld  be
in te res ted  i n  adopt i ng  our  l oved  one  who  has  Down
Syndrome  (DS ) .  Usua l l y ,  the  re la t i ves  tha t  fa l l  i n to
th i s  ca tegory  as  the  person  who  wants  to  do  the
adopt i ng  i nc lude :

These  careg ivers  may  choose  the  rou te  o f  adopt i on
because :

The  Benef i t s  o f  Adu l t  Adopt ion
Adu l t  Adopt i on  can  he lp  a  person  w i th  Down
Syndrome  ge t  the  care  they  need .  Fo r  examp le ,
someone  who  adopts  an  adu l t  w i th  Down  Syndrome
may  add  them to  the i r  hea l th  i n su rance  coverage ,
make  impor tan t  dec i s i ons  on  the i r  beha l f ,  and  
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ensure  tha t  they ’ re  covered  f i nanc ia l l y  th rough
inher i tance  (a f te r  the  adopt ive  paren t  passes
away) .

Other  benef i t s  i nc lude :

1 .  The  Parent/Ch i ld  Re lat ionsh ip  i s  Forma l ly
Recogn ized
Who doesn ’ t  want  to  be  on  the  r igh t  s ide  o f  the
law?  Adopt i on  causes  the  l aw  to  fo rma l l y  recogn i ze
you  as  the  l ega l  paren t .  W i th  th i s  paren ta l
respons ib i l i t y ,  you  ge t  to  make  dec i s i ons  about  the
care  (med ica l ,  f i nanc ia l ,  soc ia l ,  e tc . )  o f  your  l oved
one .

2 .  T ies  wi th  the  B i r th  Parents  are  Severed
Unfor tunate ly ,  the re  a re  cases  where  the  b i r th
paren t s  o f  the  person  w i th  Down  Syndrome  has
been  abus ive  i n  the  pas t  o r  has  no t  ac ted  i n  the
bes t  i n te res t  o f  the i r  ch i l d .  By  l ega l l y  adopt i ng  the
adu l t  who  has  DS ,  the  b i r th  paren t s  cannot  i nvoke
the i r  l ega l  ‘ pa ren ta l  respons ib i l i t y ’  and  thus  they
cannot  choose  what  care  the  person  w i th  DS  does
or  does  no t  rece ive .  They  a l so  cannot  keep  you  and
the  person  w i th  DS  apar t .

P lease  note  that  i n  the  case  where  the  adopt ing
parent  i s  a  s tep-parent  o f  the  adoptee,  the
spouse  of  the  s tep-parent  (who  wou ld  be  a
b io log ica l  parent  o f  the  adoptee)  reta ins  h i s/her
parenta l  r ights  and  respons ib i l i t ies .

3 .  Be ing  Ent i t led  to  Inher i t
By  adopt i ng  your  l oved  one  who  has  Down
Syndrome,  they  a re  au tomat i ca l l y  en t i t l ed  to
i nher i t  f rom  you ,  regard less  o f  i f  you  had  made  a
w i l l  o r  no t .  Le t ’ s  face  i t ,  many  o f  us  do  no t  make
the  t ime  to  c rea te  a  w i l l  and  o f ten t imes  we  may
pass  away  sudden ly .  I f  we  d ie  w i thou t  a  w i l l ,  an
unadopted  adu l t  i s  no t  en t i t l ed  to  any  i nher i tance
f rom  us ,  wh ich  can  l ead  to  them s t rugg l i ng
f i nanc ia l l y  once  we  d ie .

H o w  T o  S u p p o r t  Y o u r  L o v e d  O n e :  Guard iansh ip  |  Conse r va to r sh ip  |
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Another  th i ng  wor th  no t i ng  i s  tha t  once  adopted ,
the  adu l t  w i th  Down  Syndrome  w i l l  no  l onger  be
ab le  to  au tomat i ca l l y  i nher i t  f rom  the i r  b i o l og ica l
paren t s  un les s  the  b io l og ica l  paren t s  choose  to
g ive  an  i nher i tance  v ia  a  l ega l  w i l l .

A l so ,  p l ease  no te  tha t  w i th  Guard iansh ip ,  the  adu l t
w i th  Down  Syndrome  does  no t  au tomat i ca l l y  i nher i t
f rom  the i r  guard ian .  The  guard ian  wou ld  have  to
emp loy  a  l ega l  w i l l  t o  pass  on  any  i nher i tance .

I s  Adu l t  Adopt ion  R ight  for  Your  Fami ly?
Adopt i ons  a re  permanent ,  the re fo re  i f  your
i n ten t i on  i s  no t  to  have  a  paren t -ch i l d  re la t i onsh ip
tha t  l a s t s  fo rever ,  then  th i s  may  no t  be  the  rou te
fo r  your  fam i l y  to  take .  Th i s  i s  a  l i f e l ong
commi tment  where  you  a re  c rea t i ng  a  fo rever
fam i l y ,  thus  se r i ous  cons idera t i on  needs  to  happen
and  a l l  pa r t i e s  i nvo lved  shou ld  be  fu l l y  on  board .

C h a p t e r  2 :  Adu l t  Adopt ion
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A Power  o f  At to rney  (POA)  i s  a  l ega l  document
tha t  i s  vo lun ta r i l y  s igned  by  your  l oved  one  who
has  Down  Syndrome  (mak ing  them the  “p r i nc ipa l ” )
tha t  g ives  you  the  power  to  make  some  o r  a l l
dec i s i ons  fo r  them ( th i s  makes  you  the  “agent ”  o r
“a t to rney  i n  fac t ” ) .  

Sounds  good ,  r igh t?  You  and  your  l oved  one
work ing  together  to  make  the  bes t  dec i s i ons  fo r
the i r  l i f e .  P lease  note  that  your  loved  one  has  to
unders tand  what  i t  means  to  s ign  a  contract  to
be  ab le  to  use  a  POA.  There fo re ,  the  At to rney
prepar ing  the  POA w i l l  have  to  i n te rv iew your
l oved  one  and  take  cop ious  no tes .  A l so ,  a
pro fess i ona l  may  be  ca l l ed  i n  to  assess  the
capac i ty  o f  your  l oved  one  to  make  the i r  own
dec i s i ons .

Ok ,  so  what  i s  a  Durab le  Power  o f  At to rney
(DPOA)  and  how i s  i t  d i f fe ren t  f rom  a  Power  o f
At to rney?  We l l ,  i n  mos t  p laces  the  POA te rm ina tes
when  your  l oved  one  becomes  i ncapac i ta ted  and
can  no  l onger  make  dec i s i ons  fo r  themse lves ,  bu t  i f
the  POA was  made  “durab le ” ,  then  i t  was
des ignated  to  l a s t  fo r  the  l i f e t ime  o f  your  l oved
one ,  un less  your  loved  one  cance l s  i t .  Thus ,  you
can  see  the  benef i t  t o  a t ta in i ng  a  DPOA,  as
opposed  to  a  POA.

Benef i t s  o f  a  Durab le  Power  of  At torney
1 .You  do  not  have  to  go  to  cour t  for  the
document  to  be  lega l .  I ns tead,  th i s  lega l
document  can  be  s igned  before  a  notary
repub l i c  or  wi tnesses  or  both .

2 .Your  loved  one  wi th  DS  gets  to  chose  who
they  want  to  make  dec i s ions  for  them,  i ns tead
of  someone  e l se  mak ing  that  cho ice  for  them.

3 .Your  loved  one  can  change  the i r  m ind  and
cance l  the  DPOA at  any  t ime

4.Your  loved  one  i s  not  g iv ing  away the i r  r ight
to  make  dec i s ions  when  they  can  and  when  they
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want  to ,  i n s tead  they  are  appo in t ing  someone  to
be  ava i lab le  to  make  dec i s ions  when  they  can ’ t
and  when  they  don ’ t  want  to  make  these
dec i s ions  (e .g .  med ica l ,  educat iona l  or
f inanc ia l ) .

How Long  does  a  Durab le  Power  of  At torney
Lasts?
Depend ing  on  where  you  l i ve ,  the  DPOA w i l l  l a s t :

1 .Unt i l  your  loved  one  wi th  DS  cance l s  i t ;

2 . For  the  l i fe t ime  of  your  loved  one ;

3 .Unt i l  your  author i ty  has  been  terminated  by
the  cour ts  and  the  power  of  a t torney  does  not
prov ide  for  a  rep lacement ;  o r

4 .A guard ian  i s  appo in ted  for  your  loved  one
with  DS .

Types  o f  Durab le  Power  of  At torney
DPOAs  can  be  l im i ted  o r  genera l ,  bu t  i n  e i the r
case  the  respons ib i l i t i e s  o f  the  agent  mus t  be
spe l l ed  ou t .  Your  l oved  one  cannot  j u s t  s ta te  “ I
dec la re  such  person  to  make  a l l  dec i s i ons  fo r  my
l i f e .  The  End . ” .

As  you  may  have  guessed ,  a  l im i ted  DPOA w i l l  g ive
you  the  au thor i ty  to  make  dec i s i ons  l im i ted  to
cer ta in  even t s  o r  ce r ta in  l i f e  a reas  such  as
hea l thcare ,  educat i on  o r  f i nances .

A  genera l  DPOA w i l l  g ive  you  au thor i ty  to  make
dec i s i ons  fo r  your  l oved  one  i n  a l l  a reas ,  as
a l lowed by  your  loca l  and  nat iona l  laws .  Th i s
may  i nc lude  g iv i ng  you  the  au thor i ty  to  hand le
bank  account s  fo r  your  l oved  one ,  manage  asse t s ,
s ign  checks ,  se l l  p roper ty ,  f i l e  taxes ,  e tc .
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operat ing  your  loved  one ’ s  sma l l  bus iness ,

Educat iona l  Power  of  At torney
Yes ,  you  read  tha t  r igh t .  You  do  no t  have  to  be
your  l oved  one ’ s  Guard ian  to  make  educat i ona l
dec i s i ons  fo r  them once  they  become  an  adu l t .
Thus ,  the  schoo l  does  no t  have  to  k i ck  you  ou t  o f
your  l oved  one ’ s  meet i ngs ,  c i t i ng  you  no  l onger
have  the  au thor i ty  to  make  dec i s i ons  fo r  them .  An
Educat i ona l  Power  o f  At to rney  w i l l  r eopen  the
doors  to  those  meet i ngs  fo r  you .

Durab le  Power  of  At torney  for  Hea l thcare
Somet imes  ca l l ed  a  Hea l thcare  Power  of
Attorney  (HCPA)  o r  a  Hea l thcare  Proxy ,  t h i s
a l l ows  you  to  make  hea l th  re la ted  dec i s i ons  fo r
your  l oved  one  who  has  Down  Syndrome .
Depend ing  on  where  you  l i ve ,  i n  add i t i on  to
“agent ”  and  “a t to rney- i n - fac t ” ,  you  may  be  ca l l ed
a  “hea l th  care  proxy ”  o r  a  “hea l th  care
surrogate “ .

As  the  hea l th  care  p roxy ,  you  are  lega l ly
requ i red  to  fo l l ow your  loved  one ’ s  w ishes  t o  the
ex ten t  tha t  you  a re  aware  o f  them .  You  a re
expec ted  to  work  w i th  doc to r s  and  o ther
hea l thcare  p rov iders  to  ensure  tha t  your  l oved  one
gets  the  med ica l  ca re  tha t  they  want .

To  make  th ings  eas ie r ,  i t  i s  recommended  tha t  your
l oved  one  c rea tes  what  i s  ca l l ed  a  “hea l th  care
dec la ra t i on ”  o r  “ l i v i ng  w i l l ”  t o  p rov ide  wr i t ten
ins t ruc t i ons  about  the i r  w i shes  i n  te rms  o f  med ica l
care .  Depend ing  on  where  you  l i ve ,  you  may  see
tha t  the  DPOA fo r  hea l thcare  and  the  “ l i v i ng  w i l l ”
a re  comb ined  on  a  s i ng le  fo rm  ca l l ed  an  “Advance
Hea l th  Care  D i rec t i ve ” .

Durab le  Power  of  At torney  for  F inances
Th i s  a l l ows  you  to  hand le  f i nanc ia l  t ransac t i ons  on
the  beha l f  o f  your  l oved  one  who  has  Down
Syndrome .  Th i s  can  i nc lude  a l l  o r  some  o f  the
fo l l ow ing :
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us ing  your  loved  one ’ s  assets  to  pay  for  the i r
everyday  expenses ,

f i l i ng  and  pay ing  your  loved  one ’ s  taxes ,

buy ing ,  se l l i ng ,  ma in ta in ing ,  pay ing  taxes  on ,
and  mortgag ing  your  loved  one ’ s  rea l  es tate
and  other  property ,

buy ing  and  se l l i ng  i nsurance  po l i c ies  and
annu i t ies  for  your  loved  one ,

hand l ing  t ransact ions  wi th  banks  and  other
f inanc ia l  i n s t i tu t ions  for  your  loved  one ,

invest ing  your  loved  one ’ s  money  in  s tocks ,
bonds ,  and  mutua l  funds ,

c la im ing  property  your  loved  one  inher i t s  or
i s  o therwise  ent i t led  to ,

co l lec t ing  government  benef i t s  for  your  loved
one,

t rans ferr ing  property  to  a  t rus t  for  your
loved  one ,  and

h i r ing  someone  to  represent  your  loved  one
in  cour t .

keep  your  property  separate  f rom your  loved
one ’ s ,

ma inta in  accurate  records ,

act  i n  the  best  i n terest  o f  your  loved  one ,

and  avo id  conf l i c t s  o f  i n terest .

P lease  no te  tha t  you  a re  requ i red  to :

C h a p t e r  3 :  Durab le  Power  o f  At to rney
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Speak  w i th  your  l oved  one  and  ensure  tha t  they
have  the  capac i ty  to  use  a  DPOA.

Have  separa te  documents  fo r  f i nanc ia l  and
med ica l  DPOAs .  Of ten t imes  you  have  to  p resen t
the  DPOA to  d i f fe ren t  i n s t i t u t i ons  and
profess i ona l s  t o  p rove  tha t  you  have  the
author i ty  to  ac t  on  beha l f  o f  your  l oved  one .
Thus ,  the  persons  dea l i ng  w i th  the  f i nances  o f
your  l oved  one  do  no t  need  to  see  and  know
your  l i ved  one ’ s  med ica l  i n fo rmat i on .  S im i l a r l y ,
the  p ro fess i ona l s  dea l i ng  w i th  your  l oved  one ’ s
hea l th  care  do  no t  need  to  know your  l oved
one ’ s  f i nanc ia l  i n fo rmat i on .

I f  poss ib l e ,  have  one  fam i l y  member/f r i end  be
the  agent  dea l i ng  w i th  the  f i nances  and  ano ther
fam i l y  member/f r i end  dea l  w i th  the  hea l thcare
dec i s i ons .  I t  can  be  a  l o t  fo r  one  person  to  be  i n
charge  o f  mak ing  bo th  med ica l  and  f i nanc ia l
dec i s i ons ,  thus  i f  you  have  the  suppor t  f rom
fam i l y  and  f r i ends ,  sp read  the  respons ib i l i t i e s
across  so  tha t  one  person  does  no t  become
overwhe lmed .

Ensure  tha t  the  DPOA i s  p repared  by  an
exper i enced  At to rney  and  i t  i s  a s  cus tom i zed  as
poss ib l e  to  f i t  your  un ique  fam i l y  s i t ua t i on .
Remember  tha t  l aws  d i f fe r  by  l oca t i on ,
there fo re  you  want  to  ensure  tha t  you  a re
mak ing  the  bes t  u se  o f  the  r igh t s  ava i l ab le  to
you  and  your  l oved  one  accord ing  to  the  l aws  o f
the  l and .

Ensure  tha t  your  fam i l y ’ s  Futu re  P lann ing  Team
i s  kep t  i n fo rmed  on  a l l  mat te r s  re la t i ng  to  the
DPOA.  I f  everyone  i s  kep t  i n fo rmed ,  then  no
one  w i l l  f ee l  l e f t  ou t ,  o r  as  i f  i n fo rmat i on  i s
be ing  de l ibe ra te ly  w i thhe ld  f rom  them .  Th i s
reduces  the  chance  o f  s t r i f e  w i th i n  the  fam i l y .

When Choos ing  Durab le  Power  of  At torney
Cons ider  the  fo l l owing :
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choos ing  the i r  Supporters .

dec id ing  what  areas  they  need  he lp  i n .  For
example ,  educat ion ,  hea l thcare ,  f i nances ,
re lat ionsh ips ,  where  to  l ive ,  e tc .

For  many  years ,  Guard iansh ip  was  the  "go- to "  fo r
a  l o t  o f  Fam i l y  Careg ivers ,  a s  i t  was  be l i eved  tha t
adu l t s  w i th  Down  Syndrome  cou ld  no t  make
dec i s i ons  on  the i r  own .  Over  the  years ,  though ,
fam i l i e s  s ta r ted  rea l i s i ng  tha t  the i r  l oved  ones  do
have  the  capac i ty  to  make  some  dec i s i ons  on  the i r
own  and  thus ,  a  l o t  o f  e f fo r t  has  been  made  to
honour  tha t  and  no t  have  the  r igh t s  o f  the i r  l oved
ones  removed .  

So ,  i n s tead  o f  mak ing  a  bee  l i ne  to  Guard iansh ip ,
many  careg ivers  a re  search ing  fo r  a l t e rna t ive
ways  o f  suppor t i ng  the i r  l oved  ones .  Some  o f  the
opt i ons  cu r ren t l y  i den t i f i ed  and  emp loyed  by
Fam i l y  Careg ivers  i nc lude  Adu l t  Adopt i on ,  Durab le
Power  o f  At to rney  and  Suppor ted  Dec i s i on  Mak ing .

What  I s  Supported  Dec i s ion  Mak ing?
Suppor ted  Dec i s i on  Mak ing  (SDM)  i s  a  p rocess  by
wh ich  an  i nd iv idua l  w i th  Down  Syndrome  (DS )
chooses  var i ous  persons  to  ass i s t  them to  make
dec i s i ons .  Fo r  examp le ,  an  adu l t  w i th  DS  can
choose  the i r  fa ther  to  he lp  them w i th  med ica l
dec i s i ons  and  choose  a  t rus ted  fam i l y  f r i end ,  who
has  a  background  i n  f i nances ,  t o  he lp  them make
f inanc ia l  dec i s i ons .  In  SDM,  the  person  w i th  DS  i s
the  Dec i s ion  Maker  and  the  person  chosen  to
ass i s t  i s  t he  Supporter .

We  a l l  need  he lp  to  make  cer ta in  dec i s i ons  i n  ou r
l i ves ,  so  why  wou ld  persons  w i th  Down  Syndrome
be  any  d i f fe ren t?  Suppor ted  Dec i s i on  Mak ing
emphas i zes  the  r igh t  o f  the  person  w i th  Down
Syndrome  to  ac t i ve ly  de te rm ine  what  the i r  l i f e
l ooks  l i ke .

The  Ro le  o f  the  Dec i s ion  Maker
The  person  w i th  Down  Syndrome  i s  respons ib le  fo r :
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dec id ing  what  k ind  o f  he lp  they  need .  For
example ,  they  cou ld  need  he lp  to  do  research
and  gather ing  in format ion  re lat ing  to  a
part i cu lar  dec i s ion  that  needs  to  be  made;  or
they  cou ld  need  he lp  to  unders tand
in format ion  a l ready  presented  to  them.

commun icat ing  to  the  person  wi th  DS  in  such
a  way that  the  person  c lear ly  unders tands
the  in format ion  presented ,

present ing  a l l  opt ions  to  the  person  wi th  DS,

out l i n ing  the  pros  and  cons  o f  a l l  opt ions
presented ,

a l lowing  the  person  wi th  DS  to  make  the i r
own dec i s ion  wi thout  coerc ion .

The  Ro le  o f  the  Supporter
A Suppor te r  can  be  anyone . . .  a  fam i l y  member ,
se rv i ce  p rov ider ,  f r i end ,  ne ighbor ,  co -worker ,
e tc . . .as  long  as  the  Supporter  agrees  to  serve  in
th i s  ro le .  

The  j ob  o f  the  Suppor te r  i s  t o  ass i s t  the  person
w i th  Down  Syndrome  to  make the i r  own cho ice ,
no t  the  Suppor te r ' s  cho i ce .

The  Suppor te r  i s  respons ib le  fo r :

Chances  a re  the  person  w i th  DS  w i l l  a sk  the
Suppor te r  fo r  the i r  op in i on  and  maybe  f l a t  ou t  ask
them what  they  wou ld  do  i n  tha t  par t i cu la r
s i t ua t i on .  

As  a  Suppor te r ,  i t  i s  f i ne  to  g ive  your  op in ion  i f
asked ,  however ,  you  shou ld  emphas i ze  to  the
Dec i s i on  Maker  tha t  the  cho ice  i s  the i r s  t o  make
and  no t  yours .
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Be pat ient  when  l i s ten ing  to  the  Dec i s ion
Maker .

Presume competence  when  l i s ten ing  to  the
Dec i s ion  Maker .

Do  what  you  can  to  fac i l i ta te  commun icat ion
between  you  and  the  Dec i s ion  Maker .
Somet imes  th i s  may mean  us ing  v i sua l s ,  s ign
language,  ass i s t ive  techno logy,  e tc .  to
commun icate .

D i s t ingu i sh  when  you  are  guess ing  what  the
person  wi th  DS  i s  commun icat ing  vs .  when
you  are  c lear  as  to  what  the i r  des i res  are .
Somet imes ,  the  Dec i s ion  Maker  may not  be
c lear  i n  the i r  commun icat ion  or  be  non-
commun icat ive  ( th i s  can  be  at t r ibuted  to
var ious  th ings :  the  env i ronment  they  are
present ly  i n ,  they  may not  be  fee l i ng  we l l  o r
up  to  f ie ld ing  quest ions  at  the  t ime,  i t  may
jus t  not  be  a  good  t ime) .

Remember  that  your  e f for t s  are  apprec iated
and  your  best  i s  good  enough .

T ips  for  Supporters :

Benef i t s  o f  Supported  Dec i s ion  Mak ing
Suppor ted  Dec i s i on  Mak ing  i s  a l l  abou t  se l f -
de te rm ina t i on  ( the  p rocess  by  wh ich  a  person
cont ro l s  the i r  own  l i f e ) .  I t  i s  bu i l t  on  the  be l i e f
tha t  per sons  w i th  Down  Syndrome  shou ld  be  g iven
the  oppor tun i ty  to  dec ide  (as  much  as  i s  poss ib l e )
what  i s  impor tan t  to  them,  and  w i th  the  he lp  o f  the
persons  a round  them,  se t  goa l s  and  work  to
ach ieve  these  goa l s  t o  ensure  tha t  they  l i ve  a
fu l f i l l i ng  l i f e .

Suppor ted  Dec i s i on  Mak ing  suppor t s  the  idea  tha t
dec i s i on -mak ing  i s  a  sk i l l  t ha t  can  be  l ea rned  by
persons  w i th  Down  Syndrome  and  by  mak ing
dec i s i ons  fo r  themse lves ,  pe r sons  w i th  DS  w i l l
l ea rn  to  manage  and  avo id  r i s k s .  
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Supporters  shou ld  not  assume that  the  person
cannot  make  a  dec i s ion  now due  to  the  fact
that  they  fa i led  to  make  the  same dec i s ion  i n
the  past .

Focus  on  what  a  person  can  do ,  not  what
they  can ' t .  Mak ing  bad  cho ices  does  not
d i squa l i fy  an  i nd iv idua l  f rom mak ing  dec i s ions
a l l  together  (we wou ld  a l l  be  d i squa l i f ied ) .  I f
needs  be ,  contact  d i sab i l i ty
agenc ies/foundat ions  and  see  i f  they  can
ass i s t  w i th  sk i l l  bu i ld ing  or  techn ica l
ass i s tance  to  he lp  the  ind iv idua l  w i th  Down
Syndrome learn  dec i s ion-mak ing  sk i l l s .

Exp lore  the  use  of  ass i s t ive  techno logy .  E .g . ,
Apps  to  remind  them to  take  the i r  med icat ion
or  per form hyg iene  tasks  or  manage the i r
money .

Supporters  shou ld  not  assume that  dec i s ions
never  change .  The  Dec i s ion  Maker  wi l l  make
a part i cu lar  dec i s ion  at  that  par t i cu lar  t ime
under  those  par t i cu lar  c i rcumstances .
C i rcumstances  and  peop le  change,  thus
dec i s ions  wi l l  change  too .

Supporters  shou ld  a lways  prepare  the
Dec i s ion  Maker  before  at tend ing  par t i cu lar
appo in tments .  E .g . ,  I f  you  are  v i s i t i ng  the
doctor  about  a  par t i cu lar  i s sue ,  you  can  go
through  the  in format ion  that  you  have  so  far
about  the  i s sue  and  d i scuss  poss ib le  quest ions
to  ask  or  concerns  the  ind iv idua l  w i th  DS  may
have .

Th i s  i n  tu rn  fos te r s  i ndependent  l i v i ng ,
advancements  i n  emp loyment ,  f i nanc ia l
i ndependence  and  poss ib ly  mos t  impor tan t ,  se l f -
advocacy .

Making  I t  Work
In  an  e f fo r t  t o  make  SDM work ,  the  fo l l ow ing  a re
recommended:

C h a p t e r  4 :  Suppor ted  Dec i s i on  Mak ing
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Supporters  shou ld  ensure  that  the  person
wi th  DS  i s  present  at  a l l  meet ings  and  that
they  do  not  ta lk  over  them.

Have a  Supported  Dec i s ion  Mak ing
Agreement  (SDMA) .  Make  i t  forma l .  The
fo l lowing  (3  images )  i s  an  example  taken  f rom
"supported  dec i s ions .org" :
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Th i s  agreement  w i l l  c l ea r l y  i nd i ca te  who  i s  a
Suppor te r  and  what  a rea  each  Suppor te r  can  o r
cannot  adv i se  the  Dec i s i on  Maker  i n .  

Th i s  document  qu i ck ly  and  c l ear l y  shows
profess i ona l s ,  e .g .  doc to r s ,  tha t  the  i nd iv idua l  w i th
DS  i s  u s i ng  SDM.

H o w  T o  S u p p o r t  Y o u r  L o v e d  O n e :  Guard iansh ip  |  Conse r va to r sh ip  |

Adu l t  Adopt ion  |  Power  o f  At to rney  |  Suppor ted  Dec i s i on  Mak ing

H a p p y D o w n s  |  H e l p  f o r  F a m i l y  C a r e g i v e r s



H a p p y D o w n s  |  H e l p  f o r  F a m i l y  C a r e g i v e r s

CONCLUSION



34

your  loved  one ,
fami ly ,
f r iends ,
re levant  government  i ns t i tu t ions ,
d i sab i l i ty  foundat ions ,  and
any  other  a l l ies

Determ in ing  the  bes t  suppor t  l eve l  fo r  your  l oved
one  i s  ex t reme ly  impor tan t .  I t  i s  a l so  impor tan t  to
no te  tha t  you  cannot  do  i t  a l l  by  yourse l f . . . you
need  he lp . . . so  i nvo lve  as  many  t rus ted  persons  as
you  have  a round  you  and  con t i nuous ly  seek
ass i s tance  f rom  a l l  na t i ona l  and  i n te rna t i ona l
o rgan i za t i ons  tha t  o f fe r  he lp  to  fam i l y  careg ivers
and  persons  w i th  d i sab i l i t i e s .

De te rm in ing  the  appropr ia te  l eve l  o f  suppor t  fo r
your  l oved  one  rea l l y  bo i l s  down  to  the  needs  o f
your  l oved  one  and  the  par t i cu la r  s i t ua t i on  tha t
your  fam i l y  i s  i n .  W i th  tha t  be ing  sa id ,  regu la r
conversa t i ons  shou ld  be  had  w i th :

to  ensure  tha t ,  a s  a  Team,  you  p roper ly  assess  the
needs  o f  your  l oved  one  and  then  emp loy  the  bes t
s t ra tegy  to  empower  you  and  your  l oved  one  to
l i ve  your  best  l i ves .

We  s i ncere ly  hope  tha t  the  i n fo rmat i on  i n  th i s
eBook  has  i n fo rmed  and  empowered  you  to  take
one  s tep  towards  p lann ing  fo r  the  fu tu re .  

We wish  you  and  your  fami ly  a l l  the  best !

V i s i t  HAPPYDOWNS for  more  in format ion ,  t ips
and  FREE  resources  to  he lp  you  and  your  loved
one  who has  Down Syndrome.

H o w  T o  S u p p o r t  Y o u r  L o v e d  O n e :  Guard iansh ip  |  Conse r va to r sh ip  |

Adu l t  Adopt ion  |  Power  o f  At to rney  |  Suppor ted  Dec i s i on  Mak ing

H a p p y D o w n s  |  H e l p  f o r  F a m i l y  C a r e g i v e r s

H a p p y D o w n s  |  H e l p  f o r  F a m i l y  C a r e g i v e r s

https://www.facebook.com/happydowns1/
https://www.instagram.com/happy.downs/
https://twitter.com/happy_downs
https://www.pinterest.com/HappyDowns1/
https://happydowns.com/

