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Forward:	  Informing	  Blueprint	  Development	  
  
In	  addition	  to	  the	  GRC	  planning	  partners,	  many	  others	  helped	  inform	  the	  call-‐to-‐action	  detailed	  
in	  this	  blueprint	  report	  via	  focused	  discussion	  groups,	  presentations	  to	  the	  GRC	  planning	  partners	  
and	  individual	  one-‐on-‐one	  interviews.	  	  These	  individuals	  include:	  

•   Pre-‐retirement	  adults	  with	  intellectual	  and	  developmental	  disabilities	  	  
•   Older	  adults	  with	  intellectual	  and	  developmental	  disabilities	  (I/DD)	  
•   Caregivers:	  agencies	  and	  families	  
•   Medicaid	  service	  providers	  
•   Other	  professionals/experts	  in	  the	  fields	  of	  aging	  and	  I/DD,	  financial	  and	  legal	  planning	  

and	  crisis	  management	  	  
As	  well,	  our	  work	  was	  informed	  by	  literature	  review	  and	  data	  gathered	  on	  the	  topic	  of	  retirement	  
and	  the	  population	  of	  aging	  adults	  and	  individuals	  with	  I/DD.	  Key	  findings	  and	  insights	  from	  the	  
comprehensive	  research	  are	  provided	  later	  in	  this	  report.	  
	  	  
Blueprint	  Development:	  A	  Project	  Overview	  
This	  project	  was	  initiated	  by	  Lifespan	  in	  response	  to	  the	  following	  key	  factors.	  	  

1.	  The	  increasing	  population	  of	  older	  adults	  with	  intellectual	  and	  developmental	  disabilities.	  
	  	  

•   An	   estimated	   five	   million	   (all	   ages)	   Americans	   have	   an	   intellectual	   or	   developmental	  
disability.	  Over	  75%	  of	  those	  receiving	  services	  live	  with	  their	  families	  -‐	  the	  family	  being	  
the	  primary	  support	  system.	  (Source:	  A	  Profile	  of	  Older	  Americans:	  2014).	  
	  

•   Based	  on	  the	  2010	  Census,	  there	  are	  850,600	  people	  with	  I/DD	  age	  60	  and	  older.	  By	  2030	  
their	  numbers	  will	  swell	  to	  1.4	  million	  due	  to	  increasing	  life	  expectancy	  and	  the	  aging	  baby	  
boom	  generation.	  	  	  
	  

•   By	   2025,	   the	   average	   age	   of	   the	   individual	   served	   by	   the	   Office	   of	   People	   with	  
Development	   Disabilities	   (OPWDD)	   in	   New	   York	   State	   (NYS)	   will	   be	   50	   years	   of	   age.	  
(OPWDD	  Website)	  
	  

•   In	  the	  Finger	  Lakes	  region	  more	  than	  8%	  of	   individuals	  with	  I/DD	  are	  age	  65	  and	  older	  
(993	  individuals	  out	  of	  a	  total	  of	  11,585	  served	  as	  of	  12/31/2015).	  61%	  of	  individuals	  with	  
I/DD	   are	   between	   the	   ages	   of	   22	   and	   64.	   	   (InfoFacts	   Quarterly	   Information	   Report,	  
OPWDD,	  12/31/15)	  	  	  
	  

•   Since	  2005,	  there	  has	  been	  a	  35%	  increase	  in	  number	  of	  individuals	  with	  I/DD	  age	  65+	  in	  
the	  Finger	  Lakes	  region.	  (InfoFacts	  Quarterly	  Information	  Report,	  OPWDD,	  12/31/15)	  	  	  
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2.	   Strategy	   and	   actions	   of	   the	   Center	   for	  Medicare	   and	  Medicaid	   Services	   (CMS)	   and	  NYS	   to	  
transform	  services	  for	  individuals	  with	  intellectual	  and	  developmental	  disabilities.	  	  	  

	  
•   CMS	  and	  NYS	  have	  defined	  a	  Transformation	  Agreement	  (TA)	  designed	  to	  better	  meet	  the	  

needs	   of	   individuals	   and	   families	   in	   a	   person-‐centered	   way,	   including	  more	   self-‐directed	  
options.	  
	  

•   The	  TA	  includes	  a	  new	  specialized	  system	  of	  managed	  care	  where	  the	  habilitation	  model	  is	  
being	  transitioned	  to	  a	  model	  of	  community	  inclusion.	  A	  strong	  emphasis	  is	  being	  placed	  on	  
“private-‐sector-‐employment-‐for-‐all”	  while	  sheltered	  workshop	  participation	   is	  expected	  to	  
decline	   precipitously	   and	   workshop	   individuals	   are	   encouraged	   to	   find	   competitive	  
employment	  in	  their	  communities.	  
	  

Even	  with	  its	  many	  merits,	  the	  TA	  does	  not	  fully	  accommodate	  for	  the	  transitioning	  of	  older	  adults	  
with	  I/DD	  into	  meaningful	  retirement	  options	  and	  opportunities.	  Through	  Lifespan’s	  experience,	  
we	  know	  that	  not	  all	  will	  want	  to	  seek	  or	  be	  able	  to	  engage	  in	  competitive	  employment	  as	  the	  
retirement	  stage	  of	  life	  approaches.	  	  	  
	  
To	  this	  end,	  Lifespan	  presented	  a	  grant	  proposal	  to	  the	  B.	  Thomas	  Golisano	  Foundation	  to	  secure	  
funding,	   support	  and	  partnership	   in	   the	  development	  of	   this	  blueprint.	  Having	  been	  awarded	  
project	   funding,	   the	   GRC	   was	   formed	   and	   a	   cross-‐section	   of	   planning	   partners	   agreed	   to	  
participate	   in	   the	  endeavor.	   The	  work	  of	   the	  GRC	  has	   culminated	   in	   the	  development	  of	   the	  
retirement	   blueprint	   and	   preparation	   of	   this	   blueprint	   report	   detailing	   the	   call-‐to-‐action	   for	  
retirement	  options	  and	  opportunities	  for	  older	  adults	  with	  I/DD.	  	  
	  
A	  Blueprint	  for	  Action:	  Next	  Steps	  
The	  project	  commenced	  in	  March	  of	  2015	  with	  a	  GRC	  kick-‐off	  meeting	  and	  continued	  through	  
the	  end	  of	  2015	  with	  a	  rigorous	  schedule	  of	  blueprint	  research,	  planning	  and	  report	  preparation	  
activities.	  The	  completed	  blueprint	  and	  this	  report	  was	  distributed	  to	  planning	  partner	  executives	  
and	  the	  Golisano	  Foundation	  in	  January,	  2016.	  Additional	  presentations	  will	  follow	  throughout	  
early	  2016	  to	  other	  key	  stakeholders	  including	  but	  not	  limited	  to	  New	  York	  State	  ARC	  (NYSARC),	  
New	   York	   State	   Office	   for	   the	   Aging	   (SOFA),	   the	   NYS	   Office	   for	   People	   with	   Developmental	  
Disabilities	  (OPWDD).	  
	  
As	  the	  stakeholder	  presentations	  get	  underway	  in	  2016,	  Lifespan	  will	  seek	  funding	  and	  identify	  
resources	   to	   implement	   the	  blueprint	   in	   conjunction	  with	  existing	  and	  new	  partners.	  As	  with	  
other	   similar	   efforts,	   this	   is	   an	   excellent	   example	   of	   successful	   collaboration,	   avoiding	   an	  
ineffective	   and	   costly	   agency-‐by-‐agency	   approach.	   Together,	   the	   community	   can	   rise	   to	   the	  
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occasion	  to	  ensure	  that	  older	  adults	  with	  I/DD	  have	  meaningful	  options	  and	  opportunities	  in	  their	  
retirement	  years.	  
	  
A	  Blueprint	  for	  Action:	  The	  Report	  
This	  report	  consists	  of	  a	  table	  of	  contents,	  executive	  summary,	  research	  findings,	  a	  blueprint	  for	  
action	  and	  an	  outline	  of	  next	   steps.	  This	   report	   is	   accompanied	  by	  a	  number	  of	  exhibits	   that	  
support	  the	  content	  of	  this	  report	  in	  additional	  detail.	  

	  

A	  special	  thank	  you	  is	  to	  all	  who	  informed	  and	  contributed	  to	  the	  development	  of	  the	  blueprint	  
and	  the	  preparation	  and	  publication	  of	  this	  blueprint	  report.	  
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Executive	  Summary	  
A	  Blueprint	  for	  Action:	  Now	  is	  the	  Time	  

	  
Retirement	  is	  a	  new	  and	  emerging	  stage	  of	  life	  for	  individuals	  with	  intellectual	  and	  developmental	  
disabilities	  (I/DD).	  Forty	  years	  ago,	  the	  average	  lifespan	  was	  such	  that	  most	  adults	  with	  I/DD	  were	  
not	  expected	  to	  live	  to	  middle	  age,	  never	  mind	  old	  age.1	  Increased	  life	  expectancy	  and	  an	  aging	  
baby	  boom	  generation	  have	  created	  the	  need	  for	  greater	  retirement	  options	  and	  opportunities	  
for	  individuals	  with	  I/DD.	  	  
	  
For	  the	  average	  person,	  retirement	  can	  be	  a	  stage	  of	  life	  that	  is	  
filled	  with	  meaningful	  activities.	  It	  is	  a	  much	  different	  picture	  for	  
people	  with	  I/DD.	  Many	  aging	  individuals	  with	  I/DD	  are	  and	  have	  
been	  participating	  in	  day	  or	  sheltered	  workshop	  programs	  for	  a	  
long	   time.	   The	   prospect	   of	   retirement	   is	   frightening	   and	  
unfamiliar	  to	  them	  and	  their	  families.	  People	  with	  I/DD	  have	  little	  
or	  no	  retirement	  income.	  The	  sheltered	  workshop	  is	  often	  a	  place	  
for	  socialization	  and	  support	  and	  not	  simply	  place	  of	  employment.	  
By	   their	   own	   admission,	   Medicaid	   Service	   Coordinators	   are	  
reluctant	   to	  address	   the	   issues	  because	  of	  a	   lack	  of	  meaningful	  
resources.	  
	  
In	  the	  Finger	  Lakes	  region,	  we	  are	  called	  to	  action	  not	  only	  by	  the	  ever	  increasing	  numbers	  of	  
older	  adults	  with	  I/DD	  in	  our	  communities,	  but	  also	  by	  the	  strategy	  and	  actions	  at	  the	  federal	  and	  
state	   levels	   of	   government	   to	   transform	   services	   for	   individuals	  with	   I/DD	   in	  New	  York	   State	  
(NYS).	   	   The	   Centers	   for	   Medicare	   and	   Medicaid	   Services	   (CMS)	   and	   New	   York	   State’s	  
“Transformation	  Agreement”	  provide	  a	  unique	  opportunity	  for	  people	  with	  I/DD,	  their	  families	  
and	   community-‐based	   organizations	   to	   collaborate	   with	   the	   NYS	   Office	   of	   People	   with	  
Developmental	  Disabilities	  (OPWDD)	  and	  other	  entities	  to	  bring	  about	  the	  change	  required	  to	  
support	  a	  successful	  and	  meaningful	  retirement	  for	  individuals	  with	  I/DD.	  	  	  
	  
Primary	  Objective	  
Every individual with an intellectual and/or developmental disability in the F inger Lakes 
region of New York State has the opportunity, choices and resources to engage in meaningful 
and enriching retirement experiences. 
	  
	   	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
1	  Janicki,	  Matthew.	  “Longevity	  Increasing	  Among	  Older	  Adults	  with	  an	  Intellectual	  Disability.”	  Aging,	  Health	  and	  
Society.	  

“I know that by the time  
I retire, my parents will be 

gone. I worry I will not have 
enough money for the things  
I need – a place to live or a 

reason to get out of bed in the 
morning. I don’t know what 
the government or society is 

going to do for me.” 

Focus	  group	  participant	  



	  
	  

7	  

Goals	  
1.   Significantly	   increase	   the	   number	   of	   individuals	   with	   intellectual	   and	   developmental	  

disabilities	  at	  the	  age	  of	  40	  and	  older	  who	  have	  created	  a	  personal	  retirement	  plan.	  
2.   Create	  alignment	  and	  continuity	  of	  access	  between	  funding	  and	  regulatory	  systems	  to	  ensure	  

a	   comprehensive,	   person-‐centered,	   self-‐directed	   approach	   to	   retirement	   planning	   and	  
enjoyment	  for	  each	  individual	  with	  an	  intellectual	  and/or	  developmental	  disability.	  

3.   Greatly	   improve	   the	   satisfaction	  of	   the	   complete	   retirement	  experience	   for	  all	   individuals	  
with	  intellectual	  and	  developmental	  disabilities.	  

	  
A	  Blueprint	  for	  Action:	  Essential	  Elements	  for	  a	  Successful	  Retirement	  
To	  achieve	  the	  primary	  objective	  and	  goals	  set	  forth	  above	  the	  planning	  partners	  of	  the	  Golisano	  
Retirement	  Collaborative	   (GRC)	   have	  developed	   a	   “Blueprint	   for	  Action”	   for	   the	   Finger	   Lakes	  
region.	  Following	  is	  a	  summary	  overview	  of	  the	  vision	  for	  change	  and	  essential	  actions	  the	  GRC	  
finds	  import	  to	  be	  addressed	  so	  that	  individuals	  with	  I/DD	  can	  enjoy	  a	  successful	  retirement;	  and	  
for	  our	  region	  to	  ensure	  options	  and	  opportunities	  are	  available	  for	  everyone	  with	  I/DD.	  
	  

	  

	  

	  

	  

	  

	  

	  

	  

	  
	  
	  
Call	  to	  Action:	  	  
The	  GRC	  calls	  for	  the	  development	  of	  three	  Task	  Forces	  to	  develop	  implementation	  strategies,	  
secured	  resources	  and	  immediately	  start	  pilot	  projects.	  The	  Task	  Forces	  will	  work	  together,	  
sharing	  information	  and	  progress	  toward	  the	  common	  goal	  achievement.	  
	  
Task	  Force	  #1	  –	  Pre-‐Retirement	  Stage	  

•   Expand	  Future	  Care	  Planning	  to	  include	  retirement	  planning.	  	  
•   Provide	  greater	  access	  to	  planning	  experts.	  
•   Increase	  the	  number	  of	  people	  who	  have	  access	  to	  life/financial	  plans	  for	  retirement.	  

The	  System-‐at-‐Large	  
	  

	  

	  

	  

	  

	  

	  

Make	  Changes	  
and	  

Improvements	  
in	  the	  System	  

Provide	  
Information,	  
Education	  and	  

Training	  

Older	  Adult	  Retirement	  
	  

	  

	  

	  

	  

Connect	  to	  
Resources	  

Identify	  and	  
Fill	  Service	  
and	  Support	  

Gaps	  

Pre-‐Retirement	  
	  

	  

Maximize	  
Funding	  

Developed	  a	  
Tailored	  

Plan	  Avoid	  
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Task	  force	  #2	  –	  Older	  Adult	  Retirement	  	  

•   Develop	  comprehensive	  resource	  matrix.	  
•   Provide	  greater	  access	  and	  understanding	  of	  Self-‐Direction.	  
•   Explore	  community	  destination	  &	  other	  aging	  services	  models	  for	  all	  older	  adults.	  	  

	  

Task	  Force	  #3	  –	  Changing	  the	  System	  at	  Large	  
•   Identify	  and	  address	  funding	  and	  regulatory	  barriers.	  
•   Embrace	  stronger	  collaborations	  between	  systems	  –	  No	  Wrong	  Door.	  
•   Provide	  greater	  training	  for	  both	  the	  OPWDD	  providers	  and	  aging	  service	  providers.	  
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A	  Vision	  of	  Change:	  Creating	  the	  “Tipping	  Point”	  

The	  Current	  Situation:	   	   	  What	  Will	  be	  Different:	  

•   There	  is	  a	  primary	  focus	  on	  the	  
short-‐term	  needs	  of	  the	  individual	  
with	  I/DD;	  very	  limited	  advance	  
planning	  takes	  place	  for	  the	  
retirement	  stage	  of	  life.	  	  	  

•   There	  are	  misconceptions	  about	  the	  
need	  for	  retirement	  services	  and	  
supports,	  and	  a	  perception	  of	  a	  lack	  
of	  services	  and	  supports.	  

•   For	  those	  with	  gainful	  employment,	  
the	  transition	  from	  a	  time	  of	  
working	  to	  retirement	  can	  often	  be	  
abrupt	  and	  unsettling	  for	  an	  
individual.	  

•   The	  system	  is	  structured	  in	  siloes	  
with	  little	  coordination	  of	  services	  
and	  funding;	  various	  eligibility,	  
funding	  and	  regulatory	  compliance	  
requirements	  can	  run	  at	  cross	  
purposes	  to	  the	  full	  benefit	  of	  the	  
individual.	  

•   Funding	  is	  associated	  with	  the	  
system	  and	  not	  the	  individual;	  there	  
is	  no	  incentive	  to	  work	  
collaboratively	  for	  the	  benefit	  of	  the	  
individual.	  

•   Professionals,	  individuals	  and	  
caregivers	  are	  consistently	  uncertain	  
about	  what	  is	  possible,	  allowable	  or	  
potentially	  working	  against	  an	  
individual’s	  maximum	  health,	  
financial	  and	  social	  well-‐being	  in	  
their	  retirement	  years.	  	  

	   •   Planning	  for	  retirement	  will	  begin	  for	  an	  
individual	  with	  I/DD	  several	  years	  before	  
the	  individual	  reaches	  his/her	  retirement	  
stage	  of	  life.	  

•   Planning	  experts	  will	  be	  trained	  and	  
engaged	  with	  individuals	  and	  their	  circle	  
of	  support	  as	  a	  part	  of	  an	  individualized	  
and	  self-‐directed	  approach.	  Retired	  
individuals	  with	  I/DD	  can	  rely	  on	  the	  
planning	  experts	  for	  ongoing	  guidance	  
and	  support.	  

•   Professionals,	  caregivers	  and	  individuals	  
have	  easy	  access	  to	  information,	  
education,	  ongoing	  training	  and	  advocacy	  
support	  in	  determining	  the	  best	  options	  
and	  opportunities	  for	  an	  enhanced	  and	  
enriched	  retirement.	  

•   Each	  individual’s	  retirement	  plan	  will	  be	  
tailored	  to	  meet	  his/her	  needs	  and	  
desires	  for	  a	  successful	  retirement.	  

•   Systems	  have	  collaborated	  to	  develop	  
streamlined	  and	  consistent	  reporting	  
elements.	  

•   There	  is	  flexibility	  in	  funding	  and	  other	  
resources	  that	  aligns	  with	  an	  
individualized	  and	  tailored	  retirement	  
plan.	  

•   Retired	  individuals	  with	  I/DD	  are	  
knowledgeable	  about	  their	  options	  and	  
opportunities,	  and	  have	  more	  from	  which	  
to	  choose	  without	  mandatory	  goal-‐
setting	  requirements	  for	  each	  retirement	  
activity.	  
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Changing	  the	  system	  for	  people.	  The	  story	  of	  Sam.	  
The	  Current	  Situation	  
	  

Desired	  Future	  State	  

Sam	  is	  60	  years	  old	  and	  lives	  in	  an	  OPWDD	  
certified	  home.	  He	  worked	  at	  a	  local	  
grocery	  store	  for	  25	  years.	  Sam	  is	  advised	  to	  
retire	  when	  his	  job	  performance	  was	  failing	  
over	  a	  period	  of	  time	  along	  with	  noted	  
cognitive	  decline.	  

Sam	  wasn’t	  planning	  to	  retire	  and	  never	  
talked	  about	  it	  with	  anyone.	  

When	  Sam’s	  service	  coordinator	  asks	  him	  
what	  he	  wants	  to	  do	  in	  retirement,	  he	  says.	  
“I	  don’t	  know”.	  	  

Sam	  is	  worried	  about	  losing	  his	  paycheck.	  
He	  asks	  if	  he	  can	  return	  to	  the	  sheltered	  
workshop	  where	  he	  worked	  before	  going	  to	  
work	  at	  the	  grocery	  store.	  (New	  sheltered	  
workshop	  enrollments	  are	  no	  longer	  
allowed	  per	  regulation.)	  

Sam	  asks	  to	  stay	  home	  1	  or	  2	  days	  a	  week.	  
Problem:	  

In-‐home	  day	  habilitation	  is	  not	  allowed;	  by	  
regulation,	  the	  person	  must	  receive	  
habilitation	  in	  the	  community.	  

The	  residence	  is	  not	  funded	  to	  provide	  day	  
staff	  to	  be	  with	  him	  at	  home.	  	  

In-‐home	  volunteer	  companions	  are	  not	  an	  
option;	  they	  can’t	  provide	  supports	  that	  
paid	  residential	  staff	  do	  per	  DOL.	  

Sam’s	  service	  coordinator	  suggests	  tours	  of	  
community	  programs	  and	  senior	  centers.	  	  

Medicaid	  Transportation	  can’t	  transport	  to	  
non-‐Medicaid	  funded	  programs.	  

Sam	  lives	  outside	  the	  radius	  for	  senior	  
center	  funded	  transportation.	  

Sam	  is	  anxious	  about	  going	  to	  an	  unfamiliar	  
place.	  

When	  Sam	  is	  45	  years	  old,	  his	  service	  coordinator	  asks	  
him	  if	  he	  would	  like	  to	  develop	  a	  plan	  for	  retirement.	  

Sam	  is	  connected	  with	  Future	  Care	  Planning	  Service	  
and	  is	  assisted	  in	  protecting	  his	  retirement	  savings.	  

Eligibility	  for	  benefits	  and	  entitlements	  is	  secured.	  

Access	  to	  funds	  for	  activities	  in	  retirement	  is	  assured.	  

A	  retirement	  planning	  specialist,	  Sam	  and	  his	  Circle	  of	  
Support	  create	  a	  financial	  and	  life	  plan	  of	  his	  choosing	  
that	  is	  in	  line	  with	  his	  valued	  outcomes.	  

As	  Sam	  reaches	  age	  60	  and	  demonstrates	  cognitive	  
decline	  and	  diminished	  job	  performance,	  his	  service	  
coordinator	  and	  Circle	  of	  Support	  suggest	  that	  he	  re-‐
visit	  his	  retirement	  /	  life	  plan	  and	  explore	  some	  
options	  to	  choose	  from.	  

Sam’s	  service	  coordinator	  utilizes	  a	  Service	  Resource	  
Matrix	  and	  consults	  with	  NY	  Connects/No	  Wrong	  
Door	  and	  finds	  several	  options	  for	  day-‐time	  activities	  
that	  fit	  Sam’s	  preferences	  and	  valued	  outcomes	  as	  
identified	  in	  his	  life	  plan.	  	  

Sam	  has	  time	  to	  visit	  community	  options	  before	  
retirement.	  	  

Sam	  hires	  an	  OPWDD	  broker	  and	  accesses	  funding	  for	  
a	  community	  class	  into	  his	  schedule.	  	  	  	  

Sam	  has	  the	  funds	  he	  needs	  to	  access	  additional	  
activities	  of	  his	  choosing	  and	  utilizes	  self-‐directed	  
staff	  to	  accompany	  him.	  
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II.	  Research	  Findings	  
An	  Unmet	  Need	  in	  Our	  Communities	  -‐	  Why	  We	  Must	  Act	  Now	   	  

	   	  	  	  	  	  	  	  	  	  	   	  
A	  Looming	  Convergence	  Creates	  	  
an	  Age	  Wave	  
Almost	   50	   million	   Americans	   are	   65	  	  
or	   older	   (13%).	   By	   2030,	   72	   million	  
Americans	  will	  be	  65	  or	  older	  (19%).2	  	  
	  
	  
An	  estimated	   four	  million	  Americans	  
have	  an	  intellectual	  or	  developmental	  
disability.	   Sixty	   percent	   of	   those	  
receiving	   services	   live	   with	   their	  
families;	  the	  family	  being	  the	  primary	  
support	  system.	  By	  2025,	  the	  average	  
age	   of	   the	   individual	   served	   by	   the	  
Office	  of	  People	  with	  Developmental	  
Disabilities	  (OPWDD)	  in	  New	  York	  State	  will	  be	  50.	  (OPWDD	  website)	  
	  
Based	  on	  the	  2010	  Census,	  we	  estimate	  there	  are	  850,600	  people	  with	  developmental	  disabilities	  
age	   60	   and	  older	   living	   in	   the	  nation.	   By	   2030	   their	   numbers	  will	   swell	   to	   1.4	  million	   due	   to	  
increasing	  life	  expectancy	  and	  the	  aging	  baby	  boom	  generation.3	  
	  
In	  Our	  Region	  
In	   the	   Finger	   Lakes	   region	  more	   than	   8%	  of	   individuals	  with	   I/DD	   are	   age	   65	   and	   older	   (926	  
individuals	  out	  of	  11,585	  served	  as	  of	  12/31/2014).	  61%	  of	  individuals	  with	  I/DD	  are	  between	  the	  
ages	  of	  22	  and	  64.4	  	  

•   3,795	  (33%)	  of	  individuals	  live	  in	  OPWDD	  certified	  homes.	  The	  remaining	  67%	  live	  in	  the	  
community	  with	  family	  or	  alone.	  

•   3,671	  (32%)	  receive	  Family	  Support	  funded	  services;	  respite,	  recreation,	  reimbursement.	  
(Individuals	  must	  live	  with	  family	  to	  receive	  this	  funding.)	  

•   5,371	  (46%)	  receive	  Day	  Services	  or	  Employment	  Supports.	  
	  

We	  estimate	  that	  over	  3,500	  individuals	  in	  our	  region	  are	  in	  the	  life	  stage	  to	  plan	  for	  retirement.	  	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
2	  U.S.	  Census	  Bureau,	  2010,	  Profile	  of	  General	  Population	  &	  Housing	  Characteristics.	  	  
3	  U.S.	  Census	  Bureau,	  2008,	  Projections	  of	  the	  Population	  b	  Age	  and	  Sex.	  	  
4	  InfoFacts	  Quarterly	  Information	  Report,	  OPWDD,	  12/31/14	  
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In	  our	  region:	  A	  35%	  increase	  in	  the	  65+	  population	  in	  10	  years.	  
(OPWDD	  INFOFACTS	  Report)	  

	  

	  
	  
Lifespan	  has	  been	  serving	  older	  adults	  with	  developmental	  disabilities	  since	  the	  late	  1980’s.	  At	  
that	  time,	  “old	  age”	  for	  someone	  with	  a	  developmental	  disability	  was	  45+	  years	  of	  age.	  Ten	  years	  
ago,	  46%	  of	  the	  people	  Lifespan	  served	  in	  programs	  for	  people	  with	  I/DD,	  were	  younger	  than	  64	  
years	  of	  age.	  In	  2014,	  18%	  were	  younger	  than	  age	  64.	  22%	  were	  older	  than	  75.	  	  
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The	  CMS/OPWDD	  Transformation	  Agreement	  
In	  2013,	  OPWDD	  submitted	  the	  People	  First	  Waiver	  application	  to	  the	  Centers	  for	  Medicare	  and	  
Medicaid	  Services	  (CMS).	  This	  waiver	  began	  the	  process	  of	  transforming	  the	  system	  for	  people	  
with	   I/DD	   in	   New	   York	   State.	   The	   new	   plan	   represents	   the	   culmination	   of	   two	   years	   of	  
examination,	  discussion,	  and	  system	  redesign	  in	  collaboration	  with	  thousands	  of	  stakeholders.	  	  
	  
Together,	  NYS	  and	  CMS	  have	  identified	  a	  series	  of	  shared	  goals	  that	  will	  improve	  opportunities	  
for	  individuals	  with	  developmental	  disabilities	  in	  the	  areas	  of	  employment,	  integrated	  living,	  and	  
self-‐direction	  of	  services.	  These	  goals	  are	  captured	  in	  a	  transformation	  agreement.	  	  
	  
They	  include:	  	  

•   Developing	   new	   service	   options	   to	   better	   meet	   the	   needs	   of	   individuals	   and	  
families	  in	  a	  truly	  person-‐centered	  way,	  including	  allowing	  for	  more	  self-‐direction	  
of	  services;	  

•   Creating	  a	  specialized	  managed	  care	  system	  that	  recognizes	  the	  unique	  needs	  of	  
people	   with	   disabilities	   that	   is	   focused	   on	   a	   habilitative	  model	   of	   services	   and	  
supports;	  

•   Ensuring	  that	  people	  live	  in	  the	  most	  integrated	  community	  settings;	  
•   Increasing	  the	  number	  of	  individuals	  who	  are	  competitively	  employed;	  
•   Focusing	  on	  a	  quality	  system	  that	  values	  personal	  outcome	  goals	  for	  people,	  such	  

as	  an	  improved	  life	  or	  access	  to	  meaningful	  activities;	  and	  
•   Working	  to	  make	  funding	  in	  the	  system	  sustainable	  and	  transparent.5	  	  

	  
When	  we	  focus	  on	  the	  goal	  to	  increase	  competitive	  employment	  for	  people	  with	  I/DD,	  we	  
uncover	  some	  of	  the	  real	  challenges.	  	  

•   40%	  of	  workshop	  participants	  are	  over	  the	  age	  of	  50.6	  
•   All	  workshop	  participants	  will	  be	  educated	  about	  competitive	  employment	  options.	  

OPWDD	  estimates	  that	  50%	  of	  individuals	  will	  not	  be	  interested	  in	  transitioning	  to	  
competitive	  employment,	  have	  medical,	  adaptive	  or	  behavior	  support	  needs	  that	  
create	  barriers	  to	  employment,	  or	  are	  ready	  to	  retire.	  Alternative	  options	  for	  these	  
individuals	  include:	  Community	  Habilitation,	  Self	  -‐Direction,	  or	  Day	  Habilitation.6	  	  

	  
	  

	  

	  

	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
5	  Information	  from:	  www.opwdd.ny.gov/transformation-‐agreement/home	  
6	  NYS	  Plan	  to	  Increase	  Competitive	  Employment	  for	  People	  with	  DD,	  approved	  May	  1,	  2015.	  	  

While	  the	  Transformation	  Agreement	  does	  have	  a	  sentence	  about	  the	  
need	  to	  develop	  retirement	  strategies	  for	  those	  who	  don’t	  want	  to	  

pursue	  employment,	  the	  plan	  gives	  no	  specifics	  about	  how	  people	  will	  
develop	  their	  retirement	  plan.	  
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III.	  A	  Blueprint	  for	  Action:	  Gathering	  Perspective	  
  

The	  project	  commenced	  in	  March	  of	  2015	  and	  continued	  through	  the	  end	  of	  2015.	  The	  Golisano	  
Retirement	  Collaborative	  (GRC),	  as	  the	  group	  was	  called,	  had	  a	  rigorous	  schedule	  of	  blueprint	  
research,	   planning	  and	   report	  preparation	  activities.	   The	   group	  of	   collaborative	  partners	  met	  
over	  20	  times	  (schedule	  in	  the	  appendices).	  	  	  

Our	  Methods	  and	  Process	  
In	  addition	  to	  the	  GRC	  planning	  partners,	  many	  others	  helped	  inform	  the	  call-‐to-‐action	  
detailed	  in	  this	  blueprint	  report:	  

	  
Discussion	  Groups	  with	  people	  with	  I/DD	  and	  family	  caregivers:	  42	  participants	  

§   Older	  Adults	  
§   Pre-‐Retirement	  Adults	  
§   Medicaid	  Service	  Coordinators	  
§   Caregivers:	  Agencies	  and	  Families	  
	  

In-‐Depth	  Interviews:	  Professionals	  in	  financial	  and	  legal	  planning.	  	  
§   Anna	  Lynch,	  Esq.	  
§   George	  Gray,	  Esq.	  
§   Miles	  Zatkowski,	  Esq.	  
§   James	  Traylor,	  CLU,	  ChFC,	  ChSNC	  

	  
Presentations	  to	  the	  GRC	  planning	  partners	  from	  local	  and	  national	  experts	  (presentations	  
in	  the	  appendices).	  	  

§   Philip	  McCallion,	  Ph.D.	  
§   Angela	  Czerkas,	  OPWDD	  
§   Trilby	  deJung,	  Esq.	  and	  Geoffrey	  Hale,	  Esq.	  
§   Seth	  Keller,	  M.D.	  and	  Kathie	  Bishop,	  Ph.D.	  

	  
Data	  and	  Information	  Gathering	  

§   Statistics	  regarding	  our	  region	  
§   Books,	  literature	  and	  other	  resources	  

	  
Key	  Findings	  –	  The	  Voice	  of	  Our	  Stakeholders	  
The	  As	  Is…To	  Be…Experience	  

Since	  retirement	  is	  an	  emerging	  life-‐stage	  for	  individuals	  with	  intellectual	  and	  development	  
disabilities,	  we	  asked	  stakeholders	  to	  discuss	  the	  planning	  process	  now	  –	  both	  the	  strengths	  
and	  the	  weaknesses.	  It	  quickly	  became	  apparent	  that	  few	  older	  adults	  with	  I/DD	  have/had	  
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planned	  for	  retirement.	  For	  most	  individuals,	  not	  enough	  thought	  and/or	  planning	  has	  been	  
given	  to	  what	  happens	  way	  down	  the	  road	  or	  even	  around	  the	  next	  bend.	  For	  individuals	  
and	   caregivers	   who	   have	   given	   it	   some	   thought,	   there	   is	   concern…even	   fear	   and	  
worry…perhaps	  some	  denial	  and	  avoidance	  as	  a	  result.	  
	  
Older	  Adults	  with	  I/DD	  Discussion	  Group	  Comments	  

The	  topic	  of	  retirement	  is/was	  rarely	  even	  discussed,	  let	  alone	  planned	  for	  in	  advance.	  For	  some,	  
it	  came	  as	  a	  complete	  surprise	  when	  one	  day	  they	  were	  working	  and	  the	  next	  day	  they	  were	  not;	  
and	  life	  was	  never	  the	  same.	  	  	  

Question:	  “What	  do	  you	  want	  in	  retirement?”	  	  

Answer:	  An	  easier-‐going	  lifestyle,	  a	  break	  in	  the	  usual	  routine	  and	  no	  particular	  schedule.	  It	  could	  
be	  sports,	  travel,	  leisure,	  spending	  time	  with	  friends	  and	  family,	  taking	  a	  nap,	  watching	  television,	  
going	  shopping	  or	  to	  church,	  or	  taking	  a	  walk.	  It’s	  working	  on	  the	  computer,	  playing	  cards	  or	  going	  
bowling.	  	  It	  is	  time	  to	  relax.	  “Doing what I want when I want. ” 

Caregiver	  Discussion	  Group	  Comments	  	  

 “Our loved ones need and want what everybody else needs and wants.  Why can’t they have it?  They 
should have it! ” 

Caregivers	  often	  see	  retirement	  as	  a	  set	  of	  challenges	  
for	  their	  loved	  one	  -‐	  including	  health,	  financial,	  and	  
additional	  structural	  constraints	  within	  the	  system.	  The	  
family	  caregivers	  report	  feeling	  overwhelmed	  and	  
worried	  about	  what	  happens	  to	  their	  loved	  one	  when	  
they	  are	  gone.	  

“ I am his everything.”  “ I try to do it all,  but 
sometimes I just can’t.”  “ I need to know he is going to be taken care of when I am gone.” 	  	  
What	  financial	  resources	  will	  be	  available?	  They	  worry	  about	  increasing	  health	  problems.	  They	  
don’t	  see	  the	  roadmap.	  They	  don’t	  see	  that	  any	  planning	  for	  this	  stage	  of	  life	  is	  developing	  for	  
their	  loved	  one.	  	  

(Note:	   We	   often	   see	   fear,	   worry	   and	   uncertainty	   give	   way	   to	   “safe	   and	   rational	   decisions/	  
solutions”	  that	  are	  suitable,	  but	  not	  ideal	  for	  the	  individual	  with	  I/DD	  or	  for	  the	  family.	  In	  some	  
cases	  the	  caregiver	  and	  their	  loved	  one	  are	  aging	  at	  the	  same	  time	  despite	  their	  difference	  in	  age.	  	  
A	  point	  in	  time	  comes	  when	  the	  caregiver	  needs	  caregiving.)	  

Medicaid	  Service	  Coordinators	  (MSC)	  &	  Agency	  Staff	  Discussion	  Group	  Comments	  

MSC’s	  said	  that	  they	  don’t	  have	  the	  right	  options.	  Staff	  and	  other	  professionals	  can’t	  confidently	  
talk	  about	  the	  future	  without	  information,	  training	  and	  understanding	  of	  what	  is	  ahead	  and	  what	  
the	  options	  are	  for	  individuals.	  	  They	  can	  see	  how	  things	  could	  be	  better.	  Sometimes	  they	  are	  

“I don’t think about 
retirement for my son because 
I cannot picture it. It should 

be more than just a light 
version of the status quo.” 
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met	  with	  resistance,	  which	  is	  compounded	  when	  they	  encounter	  an	  entitlement	  mentality	  from	  
other	  caregivers	  or	  individuals.	  

“We end up the bad guy.”  
 “ It should not be this hard.”  
 “There are too many ‘game-over moments’ in our work.”  
“Everyone is speed-dating…looking for answers and opportunities.”  

As	  professional	  caregivers,	  they	  need	  to	  feel	  support,	  have	  the	  ability	  to	  decompress,	  and	  have	  
the	  opportunity	  to	  complete	  the	  puzzle	  to	  success.	  

We	  have	  an	  often	  unwieldy	  alphabet	  soup	  of	  points	  of	  engagement,	  oversight	  and	  funding.	  	  There	  
may	  be	  no	  “wrong	  door”,	  but	  once	  you	  are	  inside	  a	  labyrinth	  is	  presented	  and	  must	  be	  effectively	  
navigated.	   We	   have	   rules,	   regulations	   and	   requirements	   that	   embody	   inherent	   conflicts	   of	  
interest,	  leaving	  individuals	  with	  the	  contradiction	  of	  limited	  choice	  among	  the	  various	  options	  
that	   already	   exist…too	  many	   best	   kept	   secrets…and	   sometimes	   a	   default	   to	   perpetuate	   the	  
system.	  

The	  good	  news	  is	  that	  diligence	  toward	  excellence	  persists	  and	  there	  are	  success	  stories	  from	  
which	  we	  can	  learn	  and	  repeat.	  

Legal	  and	  Financial	  Professionals	  Discussion	  Group	  Comments	  

The	   legal	   and	   financial	   experts	   report	   that	   planning	   is	   tough	   for	   everyone,	   but	   having	   an	  
intellectual	  or	  developmental	  disability	  can	  add	  an	  additional	  layer	  of	  complexity.	  

It	   is	   never	   too	   soon	   to	   engage	   experts,	   advisors,	   gatekeepers	   and	   stakeholders;	   but,	   more	  
importantly	  everyone	  must	  be	  working	  together	  to	  make	  the	  best	  lifestyle,	  financial,	  and	  health	  
care	  decisions	  and	  provisions. “What you don’t know can hurt you!” 	   	  They	  stressed	  that	  by	  
working	  together	  a	  person	  can	  maximize	  the	  benefits	  of	  available	  resources,	  achieve	  personal	  
satisfaction	  and	  can	  avoid	  or	  mitigate	  crisis.	  

The	  essential	  elements	  of	  a	  solution	  include	  access	  to	  information,	  education,	  training,	  advocacy	  
and	  taking	  action	  in	  a	  pro-‐active	  vs.	  reactive	  manner.	  This	  kind	  of	  planning	  will	  allow	  people	  to	  
“get beyond the necessities in life to an enhanced and enriched life.”  

Information	  from	  Presenters	  	  

Experts	  in	  the	  field	  spoke	  to	  the	  GRC	  at	  various	  times	  during	  the	  planning	  process.	  (Powerpoint	  
presentations	  are	  in	  the	  appendices.)	  	  

Retirement	  and	  Older	  Adults	  with	  Intellectual	  and	  Developmental	  Disabilities,	  Dr.	  Phil	  McCallion,	  
SUNY	  Albany,	  April	  23,	  2015	  

The	   Assessment	   and	   Care	   of	   Adults	   with	   Intellectual	   and	   Developmental	   Disabilities	   and	  
Dementia,	  Seth	  M.	  Keller,	  MD,	  Past	  President	  of	  the	  AADM,	  Co-‐Chair	  NTG,	  May	  18,	  2015	  
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An	  Introduction	  to	  Self-‐Direction,	  Angela	  Czerkas,	  OPWDD	  Region	  1,	  June	  2,	  2015	  

The	  Aging	  and	  IDD	  Population	  and	  Managed	  Care,	  Trliby	  de	  Jung	  J.D.,	  Finger	  Lakes	  Health	  Systems	  
Agency,	  June	  18th,	  2015	  

OPWDD	  Waiver	  and	  Medicaid	  Managed	  Care,	  Geoffrey	  A.	  Hale,	  Senior	  Attorney	  Empire	  Justice	  
Center,	  June	  18th,	  2015	  

While	  each	  presenter	  focused	  on	  a	  different	  aspect	  of	  aging	  –	  from	  longevity	  to	  recreation	  to	  
health	  concerns	  -‐	  one	  thing	  was	  very	  clear,	  no	  place	  has	  a	  comprehensive	  service/program	  to	  
help	  individuals	  with	  the	  retirement	  transition.	  Most	  places	  in	  the	  country	  have	  not	  thought	  of	  
how	  we	  are	  going	  to	  support	  individuals	  in	  retirement,	  and	  the	  basic	  consensus	  is	  that	  individuals	  
with	  I/DD	  want	  what	  everyone	  wants	  in	  retirement	  –	  an	  opportunity	  to	  enjoy	  unstructured	  life.	  	  

Other	  Communities	  

While	  some	  small	  projects	  may	  exist	  across	  the	  country,	  the	  only	  comprehensive	  planning	  project	  
to	  address	  retirement	  was	  done	  in	  Nova	  Scotia,	  Canada,	  funded	  by	  the	  Public	  Health	  Agency	  of	  
Canada.	   The	   report	   “Next	   Stage:	   Retirement	   Planning	   for	   People	   with	   Developmental	  
Disabilities,”	  found	  that	  the	  aging	  service	  system	  and	  the	  system	  for	  people	  with	  developmental	  
disabilities	  ran	  parallel	  but	  never	  crossed.	  “There is a lack of cross sector planning. You know, 
we have many different groups here that have a lot of the same issues and if we all got 
together.. .<we could find effective solutions.>”    

The	  report	  calls	  for:	  

•   Transition	  planning	  from	  work	  to	  retirement.	  
•   Building	  capacity	  within	  the	  aging	  and	  disability	  sectors	  and	  for	  cross	  system	  collaborative	  

to	  foster	  social	  inclusion.7	  
•   Policy	  Discussion:	  developing	  strategies	  for	  aging	  in	  place.	  

Innovative	  Retirement-‐Type	  Projects	  That	  Were	  Reviewed	  for	  Ideas	  

Men’s	  Sheds	  –	  Australia.	  This	  project	  helps	  men	  transition	  into	  retirement.	  Many	  older	  adults	  
with	   developmental	   disabilities	   are	   a	   part	   of	   the	   “sheds.”	   They	   are	   places	  where	  men	  make	  
furniture,	   restore	   bicycles	   for	   a	   local	   school,	   make	   bird	   traps,	   fix	   lawn	  mowers	   or	  making	   a	  
“cubby”	  house.	  Young	  men	  or	  people	  with	  disabilities	  work	  side-‐by-‐side	  with	  other	  older	  men	  to	  
obtain	  new	  skills	  and	  socialize.	  The	  Men’s	  Shed	  movement	  has	  now	  become	  one	  of	   the	  most	  
powerful	   tools	   in	   addressing	   health	   and	   wellbeing	   and	   helping	   men	   to	   remain	   valued	   and	  
productive	  members	  of	  the	  community.	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
7	  The	  Next	  Stage:	  Retirement	  Planning	  for	  Older	  Adults	  with	  Developmental	  Disabilities.	  School	  of	  Health	  and	  
Human	  Services,	  NSCC.	  Page.	  53.	  	  
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Village	   Movement	   –	   Amsterdam,	   Netherlands	   (This	   model	   is	   not	   in	   keeping	   with	   the	  
Transformation	   Agreement	   or	   our	   philosophy	   of	   an	   inclusive	   environment.	   We	   are	   listing	   it	  
because	   we	   may	   be	   able	   to	   learn	   from	   this	   supportive	   environment.)	   Amsterdam	   has	   built	  
“villages”	  to	  offer	  support	  to	  older	  adults	  and	  people	  with	  dementia.	  The	  model	  could	  easily	  be	  
adapted	  to	  include	  people	  with	  I/DD.	  	  At	  first	  glance,	  it	  looks	  like	  any	  other	  village	  complete	  with	  
shops,	   restaurants	  and	  even	  a	  movie	   theater.	  There	  are	  apartments	  surrounding	  a	  courtyard.	  
Around-‐the-‐clock	  care	  is	  provided	  by	  240	  “villagers”	  who	  are	  actually	  trained	  geriatric	  nurses	  and	  
caregivers	  dressed	  in	  street	  clothes.	  Older	  adults	  work	  and/or	  volunteer	  in	  the	  village.	  This	  model	  
helps	   residents	   remain	   active	   and	   gives	   them	   a	   sense	   of	   purpose.	   It	   has	   proven	   to	   reduce	  
agitation,	  reduce	  medications	  and	  increase	  quality	  of	  life.	  It	  also	  has	  given	  caregivers	  a	  sense	  of	  
relief	  that	  their	  loved	  one	  lives	  independently	  but	  in	  a	  supportive	  environment.	  	  

Town	  Square	  for	  Aging	  –	  Buffalo,	  NY.	  	  The	  Town	  Square	  for	  Aging	  is	  a	  collaborative	  project	  by	  25	  
agencies	  that	  creates	  a	  one-‐stop	  center	  for	  older	  adults,	  offering	  such	  services	  as	  primary	  and	  
specialty	   care,	   behavioral	   health	   as	  well	   as	   retail	   services	   like	   banking	   and	   legal	   services	   and	  
opportunities	  for	  socialization.	  There	  is	  a	  café	  in	  which	  individuals	  can	  get	  lunch,	  socialize	  and/or	  
work	  in	  the	  Town	  Square.	  It	  is	  inclusive	  model.	  The	  project,	  led	  by	  the	  Weinberg	  Campus	  and	  its	  
affiliated	  programs.	  It	  serves	  both	  individuals	  living	  in	  senior	  apartments	  as	  well	  as	  all	  individuals	  
in	  the	  community	  who	  opt	  to	  remain	  in	  their	  own	  homes.	  

Meeting	  Basic	  Needs	  

The	  Planning	  Partners	  Collaborative	  often	  touched	  on	  the	  importance	  of	  meeting	  essential	  needs	  
in	  order	  for	  a	  person	  with	  I/DD	  to	  achieve	  retirement	  goals	  and	  aspirations.	  	  

While	  the	  Planning	  Partners	  Collaborative	  recognizes	  that	  meeting	  basic	  needs	  may	  be	  out	  of	  
scope	   for	   the	   focus	  of	   the	  Blueprint	   for	  Action,	   it	   is	   acknowledged	   that	   optimal	   life	   planning	  
cannot	  be	  effective	  if	  the	  individual’s	  and	  caregiver’s	  basic	  needs	  for	  good	  health	  and	  healthcare,	  
housing	  and	  transportation	  are	  not	  met.	  	  
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IV.	  A	  Blue	  Print	  for	  Action:	  Retirement	  Options	  and	  Opportunities	  for	  Older	  Adults	  
with	  Intellectual	  and	  Developmental	  Disabilities.	  

	  
The	  GRC	  agreed	  that	  a	  Blueprint	  for	  Action	  was	  in	  order	  to	  facilitate	  the	  process	  of	  retirement	  
planning	  and	  foster	  the	  development	  of	  a	  new	  way	  for	  people	  with	  I/DD	  to	  live	  in	  their	  retirement	  
years.	   This	   Blueprint	   for	   Action	   details	   our	   vision	   for	   change	   and	   essential	   actions	   so	   that	  
individuals	  with	  I/DD	  can	  enjoy	  a	  successful	  retirement	  and	  that	  we	  have	  a	  full	  array	  of	  options	  
and	  opportunities	  for	  everyone	  with	  I/DD.	  

Primary	  Objective	  
	  
Every individual with an intellectual and/or developmental disability in the F inger Lakes 
region of New York State has the opportunity, choices and resources to engage in meaningful 
and enriching retirement experiences. 

	  
Goals	  
1.   Significantly	   increase	   the	   number	   of	   individuals	   with	   intellectual	   and	   developmental	  

disabilities	  at	  the	  age	  of	  40	  and	  older	  who	  have	  created	  a	  personal	  retirement	  plan.	  

2.   Create	  alignment	  and	  continuity	  of	  access	  between	  funding	  and	  regulatory	  systems	  to	  ensure	  
a	   comprehensive,	   person-‐centered,	   self-‐directed	   approach	   to	   retirement	   planning	   and	  
enjoyment	  for	  each	  individual	  with	  an	  intellectual	  and/or	  developmental	  disability.	  

3.   Greatly	   improve	   the	   satisfaction	  of	   the	   complete	   retirement	  experience	   for	  all	   individuals	  
with	  intellectual	  and	  developmental	  disabilities.	  

	  
Essential	  Elements	  of	  the	  Blue	  Print	  
In	  order	  to	  create	  a	  tipping	  point	  for	  positive	  change	  and	  beneficial	  outcomes	  for	  individuals	  with	  
I/DD,	  the	  GRC	  has	  developed	  the	  following	  essential	  components	  for	  a	  successful	  retirement.	  
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Call	  to	  Action	  
The	  GRC	  calls	  for	  the	  development	  of	  three	  Task	  Forces	  to	  further	  define	  and	  refine	  successful	  
retirement	  planning	  and	  processes	  for	  individuals	  with	  I/DD.	  The	  Task	  Forces	  will	  work	  together,	  
sharing	  information	  and	  progress	  toward	  the	  common	  goal	  achievement.	  
	  
Task	  Force	  #1	  –	  Pre-‐Retirement	  Stage	  	  

Make	   it	   possible	   and	   easier	   for	   every	   person	   to	   maximize	   their	   combined	   personal,	  
philanthropic	  and	  public	  funds	  for	  their	  benefit	  before	  and	  during	  their	  retirement	  years.	  Help	  
individuals/caregivers	  map	  out	  a	  retirement	  plan,	  so	  that	  people	  can	  have	  a	  fulfilling	   life	   in	  
retirement	  and	  a	  void	  crisis.	  	  
	  

•   Expand	  Future	  Care	  Planning	  to	  include	  retirement	  planning.	  	  
•   Provide	  greater	  access	  to	  planning	  experts.	  
•   Increase	  the	  number	  of	  people	  who	  have	  access	  to	  life/financial	  plans	  for	  retirement.	  
•   Educate	  families	  about	  the	  NYS	  Achieving	  a	  Better	  Life	  Experience	  (ABLE)	  ACT	  that	  will	  

allow	   families	   the	   opportunity	   to	   set	   up	   tax-‐free	   529A	   savings	   accounts	   for	   disability-‐
related	  expenses.	  
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Action	  Steps/	  Details	  for	  Task	  Force	  #1	  

	  

•   Future	  Care	  Planning	  Service	  becomes	  the	  advisor	  that	  has	  cross-‐system	  understanding	  and	  
expertise	  specific	  to	  retirement.	  

•   Future	  Care	  Planning	  Service	  informs,	  guides	  and	  assists	  individuals	  and	  families	  in	  creating	  
ABLE	   accounts	  which	   is	   a	   tax-‐advantaged	   “529-‐style”	   funding	   vehicle	   for	   individuals	  with	  
intellectual	  and	  developmental	  disabilities.	  This	  financial	  vehicle	  could	  be	  funded	  by	  families	  
and	  use	  by	   loved	  ones	   to	  pay	   for	   life	  essentials	   and	   to	  enhance	   their	  quality	  of	   life	   after	  
certain	  criteria	  are	  met,	  e.g.,	  reaching	  a	  certain	  age	  or	  life	  stage.	  	  	  
	  
(The	  NYS	  Assembly	  and	  Senate	  passed	  A6516-‐2015,	  ABLE	  legislation	  that	  will	  allow	  families	  
the	   opportunity	   to	   set	   up	   tax-‐free	   529A	   savings	   accounts	   for	   disability-‐related	   expenses;	  
ABLE	  was	  signed	  into	  law	  by	  Governor	  Cuomo	  on	  12/22/15.	  Assets	  in	  ABLE	  accounts	  will	  be	  
exempt	   from	   a	   $2,000	   cap	   on	   conventional	   savings	   accounts;	   exceeding	   that	   cap	   voids	  
eligibility	  for	  Medicaid	  and	  Supplemental	  Security	  Income	  (SSI)	  benefits.	  ABLE	  accounts	  are	  
different	  from	  a	  special	  needs	  or	  pooled	  trust	  in	  that	  it	  will	  provide	  more	  choice	  and	  control	  
for	  the	  beneficiary	  and	  family.	  The	  cost	  of	  establishing	  an	  account	  will	  be	  considerably	  less	  
than	   either	   a	   Special	   Needs	   Trust	   (SNT)	   or	   Pooled	   Income	   Trust.	  With	   an	   ABLE	   account,	  
account	  owners	  will	  have	  the	  ability	  to	  control	  their	  funds	  and,	  if	  circumstances	  change,	  still	  
have	  other	  options	  available	  to	  them.	  Determining	  which	  option	  is	  the	  most	  appropriate	  will	  
depend	   upon	   individual	   circumstances.	   For	   many	   families,	   the	   ABLE	   account	   will	   be	   a	  
significant	  and	  viable	  option	  in	  addition	  to,	  rather	  than	  instead	  of,	  a	  Trust	  program.)	  
	  

•   Cross-‐train	  other	  professionals	  who	  can	  engage	   individuals,	   families	  and	  caregivers	   in	   the	  
discussion.	  	  In	  some	  cases,	  a	  point-‐person	  or	  “planning	  guru”	  might	  be	  the	  best	  arrangement	  
to	  work	  with	  each	  individual	  and	  their	  circle	  of	  supports.	  	  	  

•   Include	  advance	  planning	  discussions	  with	  other	  Medicaid	  Service	  Coordinator	  duties	  at	  least	  
twice	  per	  year	  and	  at	  key	  transition	  touch	  points:	  eligibility,	  transition	  to	  adulthood,	  and	  then	  
at	  the	  transition	  to	  retirement.	  	  Incorporate	  discussion	  about	  transition	  to	  retirement	  as	  a	  
practice	  in	  the	  Individual	  Service	  Plan	  review	  process.	  	  

•   Establish	  a	  “clearinghouse”	  or	  “411-‐like	  model”	  as	  a	  type	  of	  concierge	  resource.	  This	  resource	  
would	  expertly	  knowledgeable	  about	  what	   is	  available,	  or	  how	  to	  make	   it	  possible	   for	  an	  
individual	   to	   fulfill	   their	   wishes/desires	   and	   achieve	   their	  Valued	   Outcomes,	   based	   upon	  
potential	  community-‐based	  options.	  

•   Create	  a	  clearinghouse/concierge	  capability	  that	  can	  “catalog”	  options/opportunities.	  
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Task	  force	  #2	  –	  Older	  Adult	  Retirement	  
	  
Develop	  an	  easier	  way	  for	  people	  to	  understand	  retirement	  options,	  programs/services	  and	  
community	  resources.	  Create	  inclusive	  models	  in	  which	  people	  can	  access	  services	  from	  any	  
service	  system	  or	  community	  group.	  
	  

•   Develop	  comprehensive	  resource	  matrix	  with	  retirement	  options.	  
•   Provide	  greater	  access	  and	  understanding	  of	  Self-‐Direction.	  
•   Increase	  the	  capacity	  and	  expand	  existing	  inclusive	  retirement	  programs	  (e.g.	  senior	  

companions	  with	  people	  with	  I/DD	  in	  senior	  centers,	  	  
•   Explore	  inclusive	  community	  destination	  model	  for	  all	  older	  adults,	  including	  people	  

with	  I/DD	  (e.g.	  Town	  Square	  in	  Buffalo).	  	  
	  

Action	  Steps/Details	  for	  Task	  Force	  #2	  

•   Enhance	  existing	  “Angie’s	  List”	  type	  services	  that	  offer	  comprehensive	  companion	  services	  
for	  individuals.	  Families	  and	  caregivers	  need	  on-‐demand	  and	  advance	  planned	  companion	  
options	  that	  are	  trusted,	  safe	  and	  affordable.	  
	  

•   Create	   a	   matrix	   of	   all	   available	   resources	   based	   upon	   need	   and	   the	   funding	   source(s),	  
including	   issues/barriers	   to	   overcome.	   (Agencies	   need	   help	   understanding	   available	  
affordable	  housing	  options	  that	  already	  exist,	  but	  are	  underutilized.	  Include	  in	  the	  matrix.)	  
	  

•   For	  older	  adults	  not	  currently	  enrolled	  in	  OPWDD	  services,	  communicate	  the	  availability	  of	  
resources	  (through	  United	  Way	  funding)	  to	  assist	  individuals	  to	  become	  eligible	  for	  OPWDD.	  

•   Survey	  existing	  entities	  to	  see	  what	  is	  available.	  

•   Canvas	  service	  coordinators	  for	  best	  resources	  to	  use	  when	  they	  are	  trying	  to	  fill	  needs.	  

•   Expand	  caregiver.com	  to	   include	  services	   for	   I/DD;	  explore	  to	  determine	   if	   this	   is	  a	  viable	  
option	  for	  companion	  services	  and/or	  direct	  support.	  

•   Communicate	  available	  transportation	  services.	  Fully	  utilize	  mobility	  management	  options.	  

•   Pilot	  an	  Uber-‐like	  service	  for	  older	  adults	  with	  interested	  I/DD	  agencies	  so	  that	  transportation	  
service	  can	  be	  responsive	  to	  individual	  needs.	  Research	  viability	  of	  this	  option.	  

•   Create	   or	   access	   a	   mechanism	   for	   evaluating	   the	   performance	   of	   service	   providers	   via	  
transparent	  /	  public	  and	  standardized	  “scoring”	  capabilities,	  access	  and	  satisfaction	  such	  as	  
Personal	  Outcomes	  Measures	  (POMS).	  
	  

•   OPWDD/other	  entity	  establish	  a	  function	  to	  specialize	  in	  guidance	  related	  to	  aging	  and	  I/DD.	  
	  

•   Ensure	  that	  older	  adults	  with	  I/DD	  access	  existing	  aging	  services	  and	  give	  the	  proper	  supports	  
so	  the	  transition	  is	  successful.	  	  
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Task	  Force	  #3	  –	  Changing	  the	  System	  at	  Large	  
	  
Identify	   and	   call	   out	   systemic	   barriers	   and	   advocate	   for	   change	   in	   our	   government-‐based	  
entities	  and	  among	  peer	  organizations	  and	  agencies	  that	  inhibits	  individual	  choice,	  community	  
collaboration	   and	   optimal	   funding	   approaches.	   Create	   opportunities	   for	   effective	   and	  
accessible	  training,	  education	  and	  information	  among	  all	  stakeholders.	   	  There	  are	  too	  many	  
scenarios	  where	  professionals	  do	  not	  know	  how	  to	  help,	  where	  individuals	  do	  not	  know	  what	  
they	  do	  not	  know,	  and	  where	  the	  lack	  of	  information	  and	  knowledge	  can	  be	  harmful.	  
	  

•   Identify	  and	  address	  funding	  and	  regulatory	  barriers.	  
•   Embrace	  stronger	  collaborations	  between	  systems	  –	  No	  Wrong	  Door.	  
•   Ensure	  that	  develop	  easy	  use	  of	  programs	  between	  systems	  –	  reduce	  “game	  over”	  

moments.	  
•   Provide	  greater	  training	  for	  both	  the	  OPWDD	  providers	  and	  aging	  service	  providers.	  

	   	  



	  
	  

24	  

Action	  Steps/Details	  for	  Task	  Force	  #3	  

•   Identify	  the	  “game-‐over”	  moments	  and	  barriers	  and	  the	  possibilities	  via	  real-‐life	  examples.	  
Compare	  the	  way	  it	  is	  to	  the	  way	  it	  should	  be	  by	  example.	  
	  

•   Review	   duplication	   and	   redundancy	   that	   exists	   in	   the	   system.	   	   Integrate	   community	  
organizations	  that	  can	  provide	  support	  and	  guidance	  across	  funding	  streams.	  	  	  
	  

•   Communicate	   the	   role	   of	   NY	   Connects	   (No	  Wrong	   Door)	   as	   the	   single	   point	   of	   entry,	  
information	  and	  assistance	  and	  guidance	  across	  systems.	   	  Partner	  with	  NY	  Connects	  to	  
expand	  the	  system	  to	  include	  all	  government-‐based	  entities:	  OPWDD,	  OMH	  and	  others.	  
	  

•   Identify	   regulations	   most	   burdensome	   and	   advocate	   for	   change.	   (For	   example,	   current	  
regulations	  and	  funding	  limitations	  prevent	  an	  individual	  living	  in	  an	  OPWDD	  certified	  setting	  from	  
receiving	  in-‐home	  OPWDD	  habilitation	  during	  the	  day.	  Additionally,	  volunteers	  are	  not	  allowed	  to	  
perform	  “work”	  that	  would	  otherwise	  be	  expected	  of	  a	  paid	  OPWDD	  residential	  staff	  person.)	  

•   Standardize	  the	  form/format/language	  of	  the	  application	  to	  apply	  for	  services	  across	  the	  
system.	  (Identify	  duplication	  of	  data	  required	  on	  various	  forms.	  Collect	  information	  once	  
in	  a	  centralized	  database.	  Apply	  this	  approach	  until	  all	  information	  is	  collected	  once	  and	  
centralized	  for	  all	  users.	  Avoid	  the	  individual	  having	  to	  tell	  their	  “story”	  again,	  and	  again.)	  

•   Illustrate	  processes/workflows	  that	  are	  cumbersome	  and	  suggest	  specific	  improvements.	  
	  

•   Coordinate	   regulations	   for	   like	   services	   under	   funding	   streams.	   Identify	   ala	   carte	   vs.	  
bundled	  service	  packages	  and	  rules	  around	  them.	  

•   Create	   a	   hub	   of	   information	   and	   training	   options	   that	   are	   timeless	   and	   sustainable,	  
especially	  when	  the	  information	  is	  continuously	  changing.	  	  	  
	  

•   Train	  and	  educate	  older	  adults	  and	  their	  families	  on	  the	  availability	  of	  flexible	  funding	  via	  
Self-‐Direction	  and	  waiver	  service	  approved	  under	  1915c:	  Individual	  Directed	  Goods	  and	  
Services,	  Live-‐In	  Caregiver,	  family	  reimbursed	  respite	  and	  allowing	  higher	  staff	  pay-‐rates.	  
	  

•   Assure	  effective	  messaging	  about	  ongoing	  changes	  in	  the	  system	  to	  avoid	  conflicting	  and	  
confusing	   information	   and	  wasted	   opportunities.	   (e.g.	   Commissioners	   Correspondence	  
Unit.	  Commissioner	  Forum/Bulletins.)	  
	  

•   Utilize	  waiver	  service	  brokerage.	  Systematically	  listen	  to	  individuals,	  families,	  caregivers	  
and	  providers;	  continuously	  improve	  the	  system,	  services	  based	  upon	  input	  and	  feedback.	  
	  

•   Initiate	  a	  listening	  forum:	  a	  venue	  for	  communication	  to	  occur	  regularly.	  	  	  
	  

•   Develop	  opportunities	  that	  fit	  outside	  the	  9:00-‐5:00	  time	  frame.	  
	  

•   Avoid	  looking	  to	  the	  government-‐based	  entities	  to	  solve	  all	  the	  issues.	  
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A	  Vision	  of	  Change:	  Creating	  the	  “Tipping	  Point”	  

The	  Current	  Situation:	   	   	  What	  Will	  be	  Different:	  

•   There	   is	   a	   primary	   focus	   on	   the	  
immediate	  and	  short-‐term	  needs	  of	  
the	   individual	   with	   an	   intellectual	  
and/or	   developmental	   disability	  
(I/DD);	  very	  limited	  advance	  planning	  
takes	  place	  for	  the	  retirement	  stage	  
of	  life.	  	  	  

•   There	  are	  misconceptions	  about	  the	  
need	   for	   retirement	   services	   and	  
supports	  individuals	  with	  I/DD,	  and	  a	  
perception	  of	  a	   lack	  of	   services	  and	  
supports.	  

•   For	  those	  with	  gainful	  employment,	  
the	  transition	  from	  a	  time	  of	  working	  
to	   retirement	   can	   often	   be	   abrupt	  
and	  unsettling	  for	  an	  individual.	  

•   The	   system	   is	   structured	   in	   siloes	  
with	  little	  inter-‐silo	  understanding	  or	  
coordination	  of	  services	  and	  funding;	  
various	   eligibility,	   funding	   and	  
regulatory	  compliance	  requirements	  
can	  run	  at	  cross	  purposes	  to	  the	  full	  
benefit	  of	  the	  individual.	  

•   Funding	   is	   associated	   with	   the	  
system	  and	  not	  the	  individual;	  there	  
is	   no	   incentive	   to	   work	   across	   the	  
system	   collaboratively	   for	   the	  
benefit	  of	  a	  given	  individual.	  

•   Given	   the	   dynamic	   environment,	  
professionals,	   individuals	   and	  
caregivers	  are	  consistently	  uncertain	  
about	  what	  is	  possible,	  allowable	  or	  
potentially	   working	   against	   an	  
individual’s	   maximum	   health,	  
financial	   and	   social	   well-‐being	   in	  
their	  retirement	  years.	  	  

	   •   Planning	   for	   retirement	  will	   begin	   for	   an	  
individual	   with	   an	   intellectual	   and/or	  
developmental	   disability	   (I/DD)	   several	  
years	   before	   the	   individual	   reaches	  
his/her	  retirement	  stage	  of	  life.	  

•   Planning	   experts	   will	   be	   trained	   and	  
engaged	  with	   individuals	   and	   their	   circle	  
of	   support	   as	   a	   part	   of	   an	   individualized	  
and	   self-‐directed	   approach.	   Retired	  
individuals	   with	   I/DD	   can	   rely	   on	   the	  
planning	  experts	  for	  ongoing	  guidance	  and	  
support.	  

•   Professionals,	   caregivers	   and	   individuals	  
have	   easy	   access	   to	   information,	  
education,	  ongoing	  training	  and	  advocacy	  
support	   in	   determining	   the	   best	   options	  
and	   opportunities	   for	   an	   enhanced	   and	  
enriched	  retirement.	  

•   Each	   individual’s	   retirement	   plan	   will	   be	  
tailored	  to	  meet	  his/her	  needs	  and	  desires	  
for	  a	  successful	  retirement.	  

•   Systems	   have	   collaborated	   to	   develop	  
streamlined	   and	   consistent	   reporting	  
elements.	  

•   There	   is	   flexibility	   in	   funding	   and	   other	  
resources	   that	   aligns	   with	   an	  
individualized	   and	   tailored	   retirement	  
plan.	  

•   Retired	   individuals	   with	   I/DD	   are	  
knowledgeable	   about	   their	   options	   and	  
opportunities,	  and	  have	  more	  from	  which	  
to	  choose	  without	  mandatory	  goal-‐setting	  
requirements	  for	  each	  retirement	  activity.	  
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Changing	  the	  system	  for	  people.	  	  The	  story	  of	  Sam.	  

The	  Current	  Situation	  
	  

Desired	  Future	  State	  

Sam	  is	  60	  years	  old	  and	  lives	  in	  an	  OPWDD	  
certified	  home.	  

He	   worked	   at	   a	   local	   grocery	   store	   for	   25	  
years.	  Sam	  is	  advised	  to	  retire	  when	  his	  job	  
performance	   was	   failing	   over	   a	   period	   of	  
time	  along	  with	  noted	  cognitive	  decline.	  

Sam	   wasn’t	   planning	   to	   retire	   and	   never	  
talked	  about	  it	  with	  anyone.	  

When	   Sam’s	   Service	   Coordinator	   asks	   him	  
what	  he	  wants	  to	  do	  in	  retirement,	  he	  says.	  
“I	  don’t	  know”.	  	  

Sam	  is	  worried	  about	  losing	  his	  paycheck.	  He	  
asks	   if	   he	   can	   return	   to	   the	   sheltered	  
workshop	  where	  he	  worked	  before	  going	  to	  
work	   at	   the	   grocery	   store.	   (New	   Sheltered	  
Workshop	   enrollments	   are	   no	   longer	  
allowed	  per	  regulation.)	  

Sam	  asks	  to	  stay	  home	  1	  or	  2	  days	  a	  week.	  
Problem:	  

In-‐home	  day	  habilitation	   is	  not	  allowed;	  by	  
regulation,	   the	   person	   must	   receive	  
habilitation	  in	  the	  community.	  

The	  residence	  is	  not	  funded	  to	  provide	  day	  
staff	  to	  be	  with	  him	  at	  home.	  	  

In-‐home	   volunteer	   companions	   are	   not	   an	  
option;	  they	  can’t	  provide	  supports	  that	  paid	  
residential	  staff	  do	  per	  DOL.	  

Sam’s	  Service	  Coordinator	  suggests	  tours	  of	  
community	  programs	  and	  senior	  centers.	  	  

Medicaid	   Transportation	   can’t	   transport	   to	  
non-‐Medicaid	  funded	  programs.	  

Sam	   lives	   outside	   the	   radius	   for	   Senior	  
Center	  funded	  transportation.	  

Sam	  is	  anxious	  about	  going	  to	  an	  unfamiliar	  
place.	  

When	   Sam	   is	   45	   years	   old,	   his	   Service	  
Coordinator	   asks	   him	   if	   he	   would	   like	   to	  
develop	  a	  plan	  for	  retirement.	  

Sam	   is	   connected	  with	   Future	   Care	   Planning	  
Service	   and	   is	   assisted	   in	   protecting	   his	  
retirement	  savings.	  

Eligibility	   for	   benefits	   and	   entitlements	   is	  
secured.	  

Access	  to	   funds	   for	  activities	   in	  retirement	   is	  
assured.	  

A	  retirement	  planning	  specialist,	  Sam	  and	  his	  
Circle	   of	   Support	   create	   a	   financial	   and	   life	  
plan	   of	   his	   choosing	   that	   is	   in	   line	   with	   his	  
valued	  outcomes.	  

As	   Sam	   reaches	   age	   60	   and	   demonstrates	  
cognitive	   decline	   and	   diminished	   job	  
performance,	   his	   Service	   Coordinator	   and	  
Circle	   of	   Support	   suggest	   that	   he	   re-‐visit	   his	  
retirement	   /	   life	   plan	   and	   explore	   some	  
options	  to	  choose	  from.	  

Sam’s	   Service	   Coordinator	   utilizes	   a	   Service	  
Resource	   Matrix	   and	   consults	   with	   NY	  
Connects	  /	  No	  Wrong	  Door	  and	  finds	  several	  
options	   for	   day-‐time	   activities	   that	   fit	   Sam’s	  
preferences	   and	   valued	   outcomes	   as	  
identified	  in	  his	  life	  plan.	  	  

Sam	   has	   time	   to	   visit	   community	   options	  
before	  retirement.	  	  

Sam	   hires	   an	   OPWDD	   Broker	   and	   accesses	  
funding	   for	   a	   community	   class	   into	   his	  
schedule.	  	  	  	  

Sam	   has	   the	   funds	   he	   needs	   to	   access	  
additional	   activities	   of	   his	   choosing	   and	  
utilizes	  self-‐directed	  staff	  to	  accompany	  him.	  
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Elephants	  in	  the	  Room	  
We	  discussed	  some	  very	  difficult	  topics	  regarding	  conflicts	  of	  interest,	  the	  payment	  process	  
to	   agencies	   and	   the	   need	   to	   develop	   full	   choices	   and	   options	   for	   people	   regardless	   of	  
funding	   mechanisms.	   We	   want	   to	   ensure	   that	   full	   choices	   and	   options	   are	   offered.	  
	  
Each	  Task	  Force	  will	  address	  the	  following:	  	  	  

•   Conflicts	  of	  Interest	  
•   Illusion	  of	  Choice	  
•   Bureaucracy	  –	  The	  misalignment	  of	  different	  governments	  departments	  that	  often	  work	  

at	  cross	  purposes.	  	  

Consequences	  of	  Not	  Acting	  
It	  is	  always	  difficult	  to	  predict	  the	  consequences	  of	  not	  acting,	  except	  we	  know	  some	  of	  the	  
stories.	  Individuals	  who	  are	  prematurely	  institutionalized.	  Individuals	  who	  are	  placed	  in	  day	  
programs	  and	  lose	  their	  life-‐long	  friendships	  that	  we	  developed	  in	  their	  workshops.	  
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V.	  A	  Pathway	  Forward	  -‐	  A	  Community	  Working	  Together	  

It	  is	  our	  intention	  to	  create	  the	  task	  forces	  to	  develop	  the	  implementation	  plans.	  Our	  activities	  
include:	  

1.   Presentation	  to	  the	  Golisano	  Foundation	  -‐	  January	  27,	  2016.	  

2.   Distribute	  the	  report	  to	  and	  meet	  with	  regional	  and	  statewide	  stakeholders	  at	  the	  Office	  of	  
People	  with	  Developmental	  Disabilities	  (OPWDD).	  

3.   Identify	  key	  initiatives	  and	  resources	  for	  implementation	  of	  the	  Blueprint	  Recommendations.	  

4.   Form	  three	  community-‐based	  task	  forces	  to	  implement	  the	  blueprint	  for	  action.	  	  Identify	  and	  
launch	  early	  pilot	  project	  opportunities.	  	  	  

5.   Undertake	   a	   stakeholder	   presentation	   “roadshow”	   to	   create	   awareness,	   educate,	   garner	  
partnerships	   and	   secure	   funding	   support	   and	   implementation	   resources.	   	   Make	   a	  
comprehensive	  list	  of	  stakeholders/conferences	  and	  schedule	  presentations	  for	  2016.	  	  	  

Timeframes	  
Short-‐term:	  January	  –	  June	  2016	  (presentations,	  task	  force	  commencement).	  
Medium-‐term:	  July	  –	  December	  2016	  (begin	  implementing	  actions).	  
Long-‐term:	  Beyond	  2016	  (continue	  implementing	  actions	  and	  measure	  outcomes/results).	  

Special	  thanks	  to	  the	  B.	  Thomas	  Golisano	  Foundation	  for	  funding	  the	  project.	  We	  are	  
deeply	  grateful	  for	  their	  continued	  efforts	  to	  support	  innovative	  projects,	  develop	  
new	  ideas	  and	  support	  agencies	  that	  serve	  people	  with	  I/DD.	  
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The Challenge of Aging

• A Success Story

• How little we know about 
aging

• Promoting life long health

• Maintaining independence

• Postponing disability

• Reorienting services

• Supporting Retirement

Consumer Concerns

Decline in skills
Decline in community/family/friend participation
Decline in health status
Increase in problem/challenging behaviors
Decline in Quality of life
Increased risk for placement in restrictive settings
Loss of day program or job 
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Aging and People With I/DD
No generally accepted age which defines exactly when people 
become old
Life long disability rather than newly onset disability in old age
Relatively small additional disabilities may have large impact on 
independence
Greater rates of chronic conditions
No personal transportation
Few with spouses or children
Long term out of home placement for some
Services systems who never expected to provide old age care or 
support those in retirement

The retirement challenge

Bigby et al., 2011

32



Building on Strengths and 
Interests 

Employment & Day Programming in New York 
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Activities to Increase & Continue in Retirement

Relationships
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Opportunities in Retirement
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Good Health and its Relationship 
to a Good Retirement

Normal Aging
- describes the 

natural changes that occur in the absence of any 
disease. 
Some changes in the ability to think - a normal part of 
the aging process. 
Healthy older adults experience mild decline in some 
areas of cognition. 
Changes may occur in visual and verbal memory, 
visuospatial abilities, immediate memory, or the 
ability to name objects. 
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Successful Aging
Relatively low risk of disease and disease-related disability

Relatively high mental and physical functioning

Active engagement with life including close relationships with others 
and participation in productive activities

Acceptance of age-determined decrements and doing the best one 
can with what one has.

opportunities and facilitate behaviors that make for success in older 
age

(Baltes & Baltes, 1990; Riley & Riley, 1990; Rowe & Kahn, 1998; Kahn, 2002) 

Psychological/Social Issues 

Decreased social contact friends and family die- person may 
withdraw
Resolving conflicts, losses, acceptance,
Changes in physical appearance may be difficult
Changes in roles/tasks that people can manage can make them feel 
they have less to contribute
Managing leisure time-
Depression more common
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Contributors to healthy aging 
Routine medical care is essential 
in maintaining good health. 
What's good for the heart is good 
for the brain! 
Extensive social support 
networks - sharing the aging 
process with other people who 
are experiencing the same 
challenges and joys. 
Good nutrition
Brain training
Falls prevention

Contributors to healthy aging

Stay away from smoking and limit 
alcohol consumption. 
Maintain a high level of physical 
activity through exercise. Exercise 
facilitates the maintenance of 
muscle flexibility, strength, and 
mood. 
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Redesign of Traditional 
Retirement Options

Day Programming Senior Center

Design for aging years

Different staffing

Training for staff

Health support component

Integration in community programs

39



Day Programming The 
Environment

Small group and one-on-one spaces
Appropriate lighting (reducing shadows) noise 
abatement, flooring (reducing glare/avoiding 
patterns) way-finding cues
Fully accessible with adaptive toilets and a bathroom 
area (able to deal with toileting accidents) 
Spaces to wander safely inside and out with sitting 
areas
Gardens/kitchen/snoezelen area/memory 
room/pottery kiln/beauty salon/adaptive exercise 
classes/pool access
Bus trips/special occasion meals/holiday celebrations

A  safe place but not at the expense of supporting 
continued independence

New Retirement Options
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Transitional Person-centered Support Model

Retirement model for People with I/DD

41
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Next Steps

Planning statistics
Inventory of resources
Potential partners
Involvement of people with I/DD and their families and friends
Special Olympics
Consumer Education
Staff training

43
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