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ith
 D

is
a

b
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s
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b
litie
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• Low
 to no E

xpectations

• Irrational and C
ontradictory E

ligibility R
equirem

ents

• N
o focus on R

eal Life G
oals and T

rue Q
uality

• O
ften C

om
prom

ise B
asic C

itizenship
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o
f S

e
lf-D

e
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a
tio

n
o

f S
e

lf-D
e
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rm

in
a

tio
n

• B
ased on a “principled

” approach
—

a new

  foundation for supporting all individuals

  w
ith disabilities

• B
ased on a new

 set of system
 requirem

ents

  --the “tools” of S
elf-D

eterm
ination
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• Q
uality

• T
he purpose of public funding

• T
he im

poverishm
ent of an entire class

   of individuals

• H
igh costs of the public system

 create

  “T
he P

erfect S
torm

”
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•• ••    
FF FF

rr rree ee
ee ee

dd dd
oo oo

mm mm
- to live a m

eaningful life
    in the com

m
unity

•• ••    AA AA
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rr rrii iitt ttyy yy
- over dollars needed for support

•• ••    SS SS
uu uu

pp pp
pp pp

oo oo
rr rrtt tt- to organize resources in w

ays that
   are life enhancing and m

eaningful –
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• R
e

s
p

o
n

s
ib

ility
- for the w

ise use of
   public dollars

• C
o

n
firm

a
tio

n
- of the im

portant leadership
   that persons w

ith disabilities m
ust hold in a

   new
ly designed system
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n

d
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 o

f T
h

e
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e

 P
rin

c
ip
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s
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a
d

 T
o

:
T

h
e
 B

le
n
d
in

g
 o

f T
h

e
s
e

 P
rin

c
ip

le
s
 le

a
d

 T
o

:

•
A

 person determ
ining one

’s ow
n course to

live a m
eaningful life

•
C

reating an E
C

O
N

O
M

IC
 future

•
A

llow
ing the individual to allocate public and

(private dollars) in w
ays that sim

ply m
ake

sense to them



T
h

e
 B

le
n

d
in

g
 o

f T
h
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 T
o

:
T

h
e
 B

le
n
d
in

g
 o

f T
h

e
s
e

 P
rin

c
ip

le
s
 le

a
d

 T
o

:

•
C

rafting a highly personalized plan using personal
preferences and peer support w

here assistance is
needed

•
A

llow
ing traditional and non traditional supports

and services
•

A
llow

ing the person to take the “responsibility” and
acknow

ledge that they are the prim
e determ

iner in
choosing their path.
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e
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p
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u
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o
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e

B
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n
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in
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f T

h
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e

 P
rin

c
ip

le
s
 :

B
le

n
d

in
g

 o
f T

h
e

s
e

 P
rin

c
ip

le
s
 :

•
T

hat individuals w
ho experience a disability

are the prim
ary experts

•
T

hat changes to the “public system
” should

be led by individuals w
ho experience the

disability
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•
H

ig
h

ly p
erso

n
al in

d
ivid

u
al b

u
d

g
ets

•
F

iscal m
an

ag
em

en
t assistan

ce

•
U

n
b

iased
 assistan

ce co
n

flict-o
f-in

terest
free
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d
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e
ts

•
•  A

 line item
 expenditure sum

m
ary that

includes how
 the dollars w

ill be spent
based on the principle of “support”



F
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g
e

m
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n
t A

s
s
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c
e

•  T
he use of organizations that w

ill accept the
allocation/individual budget and arrange for bills to be
paid and IR

S
, labor and benefit issues to be

addressed based on the personal budget

•
R

eport on a regular basis to both the funding
authority and the person w

ith a disability



U
n

b
ia

s
e

d
 A

s
s
is

ta
n

c
e

•
• T

he provision w
hen D

E
S

IR
A

B
LE

 of
assistance in creating a life plan and
securing the supports necessary to
achieve the goals of recovery and the
realization of a m

eaningful life



R
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-T
h
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g

 Q
u

a
lity

•
C

urrent system
 relies at best on the low

standard of “satisfaction
” w

ith hum
an

services and interventions

•
W

e need to m
ove to quality of life in

addition to services



R
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g
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a
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•
A

 strong focus on universal hum
an aspirations for a

m
eaningful life targeting at least: a safe place to live,

connections w
ith the com

m
unity, long term

 com
m

itted
relationships and the production of incom

e

•
In other w

ords, w
e need to look at the w

hole person
and recognize the prim

acy of relationships, personal
control and the end of im

poverishm
ent
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 P

u
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e

 o
f P

u
b

lic
 F

u
n

d
in

g

•
T

o enable individuals w
ith disabilities to craft a

m
eaningful life deeply em

bedded in the com
m

unity,
pursue com

m
itted relationships, becom

e active
m

em
bers of their com

m
unities and generate incom

e
w

ithout penalty

•
T

o incorporate into public policy the belief that public
dollars should be targeted at notions of recovery that
address essential issues around w

hat it m
eans to be

a full hum
an being and a citizen of this country
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n

F
rom

 it’s inception self-determ
ination w

as rooted in:

increased quality

increased pow
er for individuals w

ith disabilities

increased status w
ithin the com

m
unity

m
ore equitable distribution of public funds
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g
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•
S

elf-D
eterm

ination rests on the creation of new
 policy

and system
ic structural changes that em

brace the
basic hum

an and civil rights
•

T
he “T

ools” of self-determ
ination are essential in

leading to these policy and structural changes
•

A
dditional barriers m

ust be rem
oved that prevent

persons w
ith disabilities from

 enjoying a quality life
based on universal hum

an aspirations



S
e
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e
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rm

in
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 in
 M

e
n

ta
l H

e
a

lth

•
It is im

portant in M
ental H

ealth and other services
system

s to understand that taking responsibility for
one

’s ow
n recovery has em

erged as a high standard.

•
T

his im
portant aspect of self-determ

ination needs to
be prom

oted.

•
H

ow
ever prom

otion of recovery and personal
responsibility is or should be inseparable from
support for living quality lives.



S
e
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e
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rm
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n

 in
 M

e
n

ta
l H

e
a

lth

•
 

If this notion of quality can be adopted
and prom

oted for individuals living w
ith

m
ental illness then w

e w
ill need to forge a

public policy and financing agenda that w
ill

address the forced im
poverishm

ent of
individuals w

ith m
ental illness.



W
e

 M
u

s
t A

d
d

re
s
s
:

•
“H

om
elessness”

•
T

he incarceration of so m
any

•
T

he inability to sacrifice m
eager federal benefits

in the frequently vain hope that em
ploym

ent w
ill

eventually sustain the individual.

•
T

he low
 per capita investm

ent that m
any states

still m
ake for this population.



A
d
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re
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g
 F
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e
d

 Im
p

o
v
e
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h

m
e

n
t

•
T

he convergence of different and unrealistic eligibility
requirem

ents for benefit program
s serves to keep

individuals w
ith disabilities virtually totally

im
poverished in order to preserve often m

eager
benefits.

•
S

S
I

•
M

edicaid
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ig
h
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ts

 o
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e
 P

re
s
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n
t S

y
s
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m

•
“T

he P
erfect S

torm
”

•
M

edicaid retrenchm
ent

•
O

verpow
ering dem

ographics

•
S

hrinking w
orkforce
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e

 F
u

tu
re

•
M

elded M
edicaid and S

ocial S
ecurity w

aivers
(for exam

ple, the F
lorida F

reedom
 Initiative)

•
C

hanges to w
hat can be purchased w

ith
public dollars

•
A

n end to the M
O

N
O

P
O

LY
 of hum

an
services and the beginning of a free m

arket
system
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y
s
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e

 F
u

tu
re

•
S

afe and affordable housing

•
A

 new
 priority for psychiatric disability in

vocational rehabilitation

•
N

ew
 system

 crafted and led by
individuals w

ho experience disability



T
h

e
 D

a
n

g
e

rs

•
R

esearch and data collection to date have been built
around the old system

 values that lack an adequate
foundation for determ

ining w
hat needs to be

evaluated.

•
S

elf-D
irection has been m

arketed as the end product
instead of as a necessary m

eans to an end: a
m

eaningful self-determ
ined life.



T
h
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 D

a
n

g
e

rs

•
W

ithout a new
 and deep foundation for

change based on im
portant A

M
E

R
IC

A
N

principles, the principles w
ill be

com
prom

ised

•
S

ystem
s resist, are slow

 to change and
easily sabotage these efforts.



N
e

w
 H

o
p

e

•
S

elf-D
eterm

ination can offer a new
sense of hope.

•
It can augm

ent and support progressive
ideas about recovery.



N
e

w
 H

o
p

e

•
W

ith support, antiquated law
s, rules and regulations

can be changed based on a new
 set of values that

deeply respects individuals w
ho experience disability.

•
S

elf-D
eterm

ination can add a foundation for
addressing the need for w

orking w
ith the w

hole
person and not som

e bifurcated, clinically isolated
and labeled aspect of that person.



S
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 Is
 A

b
o

u
t:

•
T

he restoration of full citizenship
•

T
he pursuit of the A

M
E

R
IC

A
N

 dream
•

P
art of the broad civil and hum

an rights
m

ovem
ent

•
It is about free m

en and w
om

en w
ho exercise

those freedom
s granted by the B

ill of R
ights

and the C
onstitution and achieve full equality
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v
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l
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a
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v
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a
v
e
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•• A
 better system

 is not som
ething that can be

•  introduced like a new
 car; it m

ust becom
e

•  m
ore than just a new

 variation on an old

•  degeneration.

•• A
 better system

 w
ill not autom

atically ensure a

•  better life
…

 In fact, it is through helping a

•  person create a better life that a better system

•  w
ill be created.
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h
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n
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y
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 C

h
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n
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e

•• F
lorida S

elf-D
irected C

are

•• P
iedm

ont 1915 (b)/(c) C
oncurrent

•  W
aiver: C

oncord, N
orth C

arolina

•• E
m

pow
erm

ent Initiatives B
rokerage:

•  P
ortland, O

regon
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a
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•• C
reated in 2001

•• T
he program

's m
ission is to create, m

aintain, and

•   enforce an environm
ent in w

hich participants can

•   navigate the road to recovery on their ow
n term

s and

•   m
ake inform

ed choices along the w
ay

•• O
verseen by an advisory board com

posed of
program

•   participants and fam
ily m

em
bers
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F
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 S
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ire

c
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d
 C

a
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•• 100 participants @
 average of $2,400 per participant

•   per year)

•• A
 fiscal m

echanism
 that gives individuals w

ith a

•  psychiatric disability access to m
ental health services

•• A
n independent brokerage service designed to

•  support each individual's personal goals as each

•  person navigates the road to recovery



P
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t 1
9

1
5

 (b
)/(c

) C
o

n
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u
rre

n
t

W
a

iv
e

r: C
o

n
c

o
rd

, N
o

rth
 C

a
ro

lin
a

•• F
unctions as P

repaid Inpatient H
ealth P

lan
•• S

avings to be reinvested into consum
ers

•• F
ree choice of providers w

ithin the P
IH

P
•• P

lan is to use savings in part as vehicle to
•  expand into consum

er-directed services for
•  M

edicaid-eligible people w
ith M

H
 and/or

•  substance abuse concerns
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g
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•• F
unded by C

M
S

 R
eal C

hoice grant
•• B

ased in
 M

ultnom
ah C

ounty, O
R

•• P
artnership betw

een O
R

 O
ffice of M

ental
•  H

ealth and S
ubstance A

buse, P
ortland S

tate
•  U

niversity and O
T

A
C

•• C
onsum

er/survivor B
oard of D

irectors
•  and staff
•• 25 participants
•• S

tarted A
pril 2004
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n
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s

•• D
efine goals and develop plans to achieve them

•• A
ccess opportunities, resources and supports to

•  achieve goals
•• E

xpand range of em
ploym

ent, housing, recreational
•  and other opportunities through com

m
unity

•  developm
ent and netw

orking
•• A

ccess inform
ation and education that increases

•  capacity to m
ake inform

ed decisions, achieve goals
•  and direct supports
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 F
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•• P
ay bills and negotiate contracts necessary to

•  im
plem

ent plans

•• D
o em

ploym
ent paperw

ork, background checks and

•  hiring, training and supervision of staff

•• M
onitor achievem

ent of plan goals and quality of

•  supports, and m
ake adjustm

ents as needed



S
u

p
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o
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 S
tru

c
tu

re

•• C
onsum

er plans have up to $3000 to

•  purchase needed supports

•• B
rokerage dollars supplem

ent current system

•  services

•• C
onsum

er/survivor driven feedback on the

•  efficiency, effectiveness, and outcom
es
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 T
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o
l

•• S
ervice Q

uality and O
utcom

e E
valuation of C

urrent

•  M
ental H

ealth S
ervices (com

pleted by consum
er)

•• S
ervice Q

uality and O
utcom

e E
valuation of

•  E
m

pow
erm

ent Initiatives B
rokerage

•  (com
pleted by consum

er)

•• S
ervice Q

uality and O
utcom

e E
valuation for E

IB

•  C
onsum

ers (com
pleted by support brokers using

•  evidence-based practices – Internal S
urvey)
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S
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 Q

u
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n
d

 O
u
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o

m
e

 E
v
a

lu
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tio
n

 fo
r E

IB
 C

u
s
to

m
e

rs
S

u
m

m
a

rize
d

 a
s
 o

f J
a

n
u

a
ry

 2
6

, 2
0

0
5

T
o
ta

l C
u
s
to

m
e
rs

:  22 22
55 55

•
C

ustom
ers w

orking in a com
petitive job - 99 99

–
(C

om
petitive em

ploym
ent m

eans a job for w
hich anyone m

ay
apply that pays at least m

inim
um

 w
age)

•
C

urrent living arrangem
ents:

–
Live w

ith relatives but is largely independent – 11 11

–
Independent Living – 2

4

•
C

ustom
er’s E

ducational S
tatus:

–
E

nrolled in form
al educational courses in college - 11 11

11 11

–
N

o educational participation - 1
4
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e
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c
e
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•
C

om
petence Issues in S

elf-D
irected C

are: S
usan S

tefan
[M

arch 2004]

•
P

rom
oting S

elf-D
eterm

ination for Individuals w
ith P

sychiatric
D

isabilities through S
elf-D

irected S
ervices: A

 Look at F
ederal,

S
tate and P

ublic S
ystem

s as S
ources of C

ash-O
uts and

O
ther F

iscal E
xpansion O

pportunities: C
ook, T

errell and
Jonikas [M

arch 2004]

•
H

istory, P
rinciples and D

efinitions of C
onsum

er-D
irection and

S
elf-D

eterm
ination: U

nzicker [O
ctober 1999]
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L
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e
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e
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M
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a
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e
s
?

M
e

n
ta

l H
e

a
lth

 S
e
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ic

e
s
?

• P
rogram

s w
hich are run and controlled by their users

• A
lso know

n as peer support, m
utual support

  or self-help

• P
rogram

s include support groups, drop-in centers,

  “w
arm

 lines,” crisis program
s, housing program

s,

  and m
ore
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P
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e
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e

e
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e
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s
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• A
dults w

ho have been diagnosed w
ith

  serious m
ental illness

• Living in the com
m

unity

• m
ay or m

ay not also be participating in

  form
al m

ental health program
s

• P
articipation is voluntary
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A
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e
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n

• T
hey are grass-roots and evolve from

  expressed needs

• T
heir m

em
bers set the direction and

   underlying philosophy

• T
heir m

em
bers becom

e forceful advocates

   for their continuation and expansion
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e
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• H
aving a diagnosis should not lim

it the right to m
ake

  choices about one
’s life

• P
eople have inherent value and their choices should be respected

• P
eople in peer-to-peer services experience the value of

  contributing as w
ell as receiving

• P
eer support helps people to take responsibility for their lives

• R
ecovery is real and possible for all people diagnosed w

ith
  m

ental illness
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• P
rofessionals are trained that the existence of serious

  m
ental illness im

pairs decision-m
aking

• P
aternalistic assum

ptions that professionals know
 best

• C
oercion is inherent in the system

, both in-patient
  and out-patient
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• T
he “brain disease

” theory of m
ental illness

• P
erception of people diagnosed w

ith m
ental illness

  as inherently unable to m
ake “good” decisions

• R
ecovery is not seen as a real possibility

  for m
ost people

• S
eparation of m

ental health from
 general health and

  from
 disability
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a
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• S
urgeon G

eneral’s R
eport (1999)

• F
rom

 P
rivileges to R

ights, N
ational C

ouncil

  on D
isability (2000)

• P
resident’s N

ew
 F

reedom
 M

ental H
ealth

  C
om

m
ission R

eport (2003)
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• • G
row

ing recognition of the rights of people w
ith all

 G
row

ing recognition of the rights of people w
ith all

  disabilities to control their ow
n lives

  disabilities to control their ow
n lives

• • O
rganizing by people w

ith disabilities to change
 O

rganizing by people w
ith disabilities to change

  system
s to m

eet their self-defined needs
  system

s to m
eet their self-defined needs

• • M
ental health is N

O
T

 separate and apart
 M

ental health is N
O

T
 separate and apart
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