
Beyond	  Tokenism:	  	  
People	  with	  Complex	  Needs	  in	  Leadership	  Roles	  
	  

Overview	  of	  the	  National	  Study	  	  
	  

What	  is	  tokenism?	  
	  

“When	  you	  treat	  someone	  like	  a	  token,	  it	  makes	  the	  person	  feel	  like	  you	  
don’t	  appreciate	  them	  for	  what	  they	  can	  offer.	  	  It	  makes	  them	  feel	  like	  
you	  only	  see	  their	  disabilities	  and	  worry	  about	  what	  they	  can’t	  do.”	  	  
–	  Liz	  	  Weintraub	  	  
	  

	  

Why	  did	  we	  do	  this	  study?	  
	  
The	  Michigan	  Developmental	  Disabilities	  Council	  wanted	  to	  learn	  
more	  about	  how	  to	  do	  a	  better	  job	  helping	  people	  with	  complex	  
needs	  be	  more	  included	  in	  their	  programs	  and	  activities.	  
	  

	  
Who	  is	  this	  study	  about?	  
	  

This	  study	  is	  about	  people	  who	  have	  disabilities	  that	  are	  severe	  or	  complex	  and	  need	  
a	  lot	  of	  support	  to	  lead	  a	  normal	  life,	  and;	  
	  

	  
Get	  left	  out	  of	  things	  because	  they	  don’t	  have	  the	  support	  they	  need	  
	  
	  
Don't	  get	  to	  do	  the	  things	  they	  want	  to	  do	  because	  they	  don’t	  have	  
supports	  they	  need	  
	  
	  
Have	  a	  hard	  time	  getting	  people	  to	  understand	  what	  they	  are	  
trying	  to	  say	  and	  have	  a	  hard	  time	  understanding	  what	  other	  
people	  are	  talking	  about	  
	  
	  

Might	  have	  problems	  with	  staying	  in	  control	  of	  their	  behavior,	  
reading,	  using	  money,	  hearing,	  seeing,	  remembering	  things,	  etc.	  
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Why	  is	  this	  study	  important?	  
	  

Groups	  that	  include	  people	  with	  complex	  needs	  want	  to	  know	  the	  
best	  ways	  to	  help	  them.	  	  People	  who	  give	  money	  to	  these	  groups	  
want	  to	  know	  that	  the	  help	  they	  give	  to	  people	  really	  works.	  	  	  
	  

What	  did	  we	  do?	  
	  
We	  read	  a	  lot	  of	  papers	  that	  other	  people	  had	  written	  about	  
tokenism	  and	  people	  with	  disabilities	  in	  leadership	  roles.	  
	  
We	  hosted	  5	  focus	  groups	  in	  Michigan	  and	  a	  focus	  group	  with	  
S.A.B.E.1	  	  We	  asked	  the	  people	  with	  disabilities	  who	  came	  to	  the	  
focus	  groups	  what	  they	  thought	  about	  the	  problem.	  

We	  asked	  people	  to	  fill	  out	  a	  survey	  on-‐line.	  The	  survey	  asked	  
questions	  about	  organizations	  that	  include	  people	  with	  complex	  
needs,	  what	  kinds	  of	  help	  they	  gave	  people	  so	  they	  could	  be	  involved,	  
and	  how	  did	  the	  people	  with	  complex	  needs	  help	  their	  group.	  
	  

We	  interviewed	  the	  35	  directors	  of	  groups	  that	  said	  they	  had	  2	  	  	  	  	  	  
or	  more	  people	  with	  complex	  needs	  in	  leadership	  roles.	  	  	  
	  

We	  asked	  them	  their	  opinion	  about	  including	  people,	  and:	  
√ to	  share	  their	  success	  stories,	  	  
√ for	  more	  information	  about	  how	  they	  were	  helping	  people	  be	  part	  of	  their	  
group	  about	  the	  leadership	  roles	  people	  with	  complex	  needs	  had	  in	  their	  
groups,	  

√ and	  what	  advice	  would	  they	  give	  other	  groups	  who	  wanted	  to	  include	  more	  
people	  with	  complex	  needs.	  

Results	  	  
	  

What	  did	  we	  learn	  from	  the	  papers	  we	  read?	  
	  

Groups	  that	  have	  2	  or	  more	  people	  with	  complex	  
needs	  as	  members	  have	  more	  inclusive	  leadership	  
roles	  and	  opportunities.	  	  	  	  	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
1	  Self-‐Advocates	  Becoming	  Empowered,	  Inc.	  
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The	  best	  supports	  help	  people	  with	  complex	  needs	  and	  other	  disabilities	  have:	  
	  
Membership:	  	  	   They	  feel	  like	  they	  are	  equal	  members	  
Communication:	   They	  can	  understand	  information	  they	  receive	  and	  communicate	  	  
	   	   	   with	  the	  other	  members	  
Participation:	   They	  have	  what	  they	  need	  to	  be	  actively	  involved	  in	  the	  group	  
Contribution:	   Have	  roles	  and	  responsibilities	  that	  help	  the	  group	  	  
Influence:	   	   Feel	  like	  they	  are	  making	  a	  difference	  in	  what	  the	  group	  does	  and	  	  
	   	   	   how	  they	  do	  it	  
	  

What	  did	  we	  learn	  from	  the	  focus	  groups?	  
	  

102	  people	  attended	  the	  focus	  groups.	  	  They	  said	  the	  biggest	  barriers	  
to	  really	  being	  included	  were:	  	  	  
o transportation	  problems,	  	  
o information	  was	  not	  shared	  in	  easy	  to	  understand	  ways	  
o what	  they	  said	  at	  meetings	  didn’t	  influence	  what	  the	  group	  did.	  	  	  

	  
What	  did	  we	  learn	  from	  the	  on-‐line	  survey?	  
	  

Responses:	  

	  
160	  

Groups	  Completed	  Surveys	  
2,975	  

People	  Serving	  on	  Boards	  
756	  

People	  with	  DD	  serving	  
1092	  

People	  with	  Complex	  Needs	  	  

	  
28	  groups	  had	  2	  or	  more	  people	  with	  complex	  needs	  serving	  in	  leadership	  roles.	  

Things	  they	  said	  were	  most	  important	  included:	  
	  	  

	   	   	  	  	  	  	  Top	  5	  Supports	  	  	  	   	   	   	   	   	  	  	  	  	  	  	  	  	  	  	  	  	  Top	  5	  Outcomes	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  
2	  Some	  of	  the	  groups	  did	  not	  answer	  this	  question	  
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What	  did	  we	  learn	  from	  the	  interviews?	  
	  

DD	  Councils	  and	  University	  programs	  (UCEDDs)	  are	  leading	  the	  way	  
in	  having	  inclusive	  leadership	  roles	  
	  
	  
	  
They	  committed	  financial	  resources	  and	  staff	  time	  to	  make	  it	  work	  
	  
	  
They	  had	  people	  serve	  in	  many	  different	  roles	  including	  officer	  
positions	  

	  
They	  emphasized	  having	  pre-‐meetings,	  had	  mentors	  for	  all	  the	  
people	  on	  the	  board,	  and	  did	  most	  of	  their	  work	  in	  small	  groups	  	  
	  

	  

What	  do	  we	  recommend	  other	  groups	  do	  to	  include	  more	  people	  with	  complex	  
needs?	  

	  
Groups	  should	  develop	  and	  carry	  out	  plans	  that	  use	  the	  information	  
about	  how	  to	  include	  people	  with	  complex	  needs	  in	  leadership	  roles.	  	  
	  
	  
Groups	  should	  focus	  the	  supports	  they	  provide	  on	  what	  they	  want	  to	  
help	  the	  person	  accomplish	  and	  what	  impact	  the	  person	  wants	  to	  
have	  as	  a	  member.	  
	  
Groups	  that	  support	  people	  with	  complex	  needs	  in	  leadership	  roles	  
need	  to	  serve	  as	  role	  models	  and	  encourage	  other	  groups	  to	  be	  more	  
inclusive	  as	  well.	  	  
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