
4/12/13	  

1	  

Participation  
&  

Environment 

Fostering	  Knowledge	  about	  Par3cipa3on	  in	  
Occupa3ons	  for	  Children	  and	  Youth:	  

Processes	  and	  Outcomes	  of	  a	  Knowledge	  
Transla3on	  Project	  

	  American	  Occupa3onal	  Therapy	  Associa3on	  Annual	  Conference	  and	  Expo	  
April	  25,	  2013	  

SC	  132	  
12:30-‐1:30	  p.m.	  

	  
	  

	  

Participation  
&  

Environment Research	  Team	  &	  Sponsors	  
Presenters:	  
•  Mary	  Khetani,	  Sc.D.,	  OTR	  
•  Rachel	  Teplicky,	  M.Sc.,	  OT	  Reg.	  (Ont.)	  
•  Gary	  Bedell,	  Ph.D.,	  OTR/L,	  FAOTA	  
•  Wendy	  Coster,	  Ph.D.,	  OTR/L,	  FAOTA	  

Contribu3ng	  Authors:	  
•  Mary	  Law,	  Ph.D.,	  FCAOT,	  FCAHS	  
•  Dana	  Anaby,	  Ph.D.,	  BOT	  
•  Chia-‐Yu	  Lin,	  Bkin,	  MSc	  
•  Laura	  Turner	  
	  
Since	  2007,	  we	  have	  received	  funding	  from	  the	  NaVonal	  InsVtute	  on	  Disability	  and	  RehabilitaVon	  

Research	  (NIDRR)	  and	  Canadian	  InsVtutes	  of	  Health	  Research	  (CIHR)	  
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Short	  Course	  Objec3ves	  

1.  Define	  Knowledge	  TranslaVon	  (KT)	  

2.  Describe	  why	  and	  how	  we	  used	  the	  KTA	  framework	  to	  guide	  
the	  development	  of	  the	  ParVcipaVon	  Knowledge	  Hub	  

	  
3.	  	  	  IdenVfy	  evaluaVon	  strategies	  that	  we	  are	  using	  to	  assess	  for	  

uptake	  and	  exchange	  of	  knowledge	  via	  the	  ParVcipaVon	  
Knowledge	  Hub	  
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Straddling	  the	  Knowledge-‐to-‐Ac3on	  (KTA)	  Gap	  

4	  

(AHRQ,	  2001;	  CIHR,	  2004;	  Graham	  et	  al.,	  2006;	  Sudsawad,	  2013)	  	  
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Strategies	  for	  Bridging	  the	  KTA	  Gap	  	  

•  Knowledge	  Transla3on	  –	  i.e.,	  mechanism	  for	  impact	  
– End-‐of-‐grant	  
–  Integrated	  

5	  
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Defining	  Knowledge	  Transla3on	  

6	  

	  	  
	  "the	  exchange,	  synthesis,	  and	  ethically-‐sound	  applicaVon	  of	  
knowledge	  -‐	  within	  a	  complex	  set	  of	  interac3ons	  among	  
researchers	  and	  users	  -‐	  to	  accelerate	  the	  capture	  of	  the	  
benefits	  of	  research	  for	  Canadians	  through	  improved	  health,	  
more	  effecVve	  services	  and	  products,	  and	  a	  strengthened	  
health	  care	  system."	  	  
	   	   	   	   	  Canadian	  InsVtutes	  of	  Health	  Research	  
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Defining	  Knowledge	  Transla3on	  (cont’d)	  

7	  

	  	  
	  "the	  collabora3ve	  and	  systema3c	  review,	  assessment,	  
idenVficaVon,	  aggregaVon	  and	  pracVcal	  applicaVon	  of	  high-‐
quality	  disability	  and	  rehabilitaVon	  research	  by	  key	  
stakeholders	  (i.e.,	  consumers,	  researchers,	  pracVVoners,	  
policy	  makers)	  for	  the	  purpose	  of	  improving	  lives	  of	  
individuals	  with	  disabiliVes"	  	  
	   	  NaVonal	  Center	  for	  the	  DisseminaVon	  of	  Disability	  Research	  (NCDDR)	  
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Who:	  
	  

•  The	  disseminaVon	  source	  must	  be	  perceived	  as	  competent,	  credible	  	  
	  and	  trustworthy	  

	  

•  The	  intended	  user	  must	  perceive	  the	  relevance	  of	  the	  materials	  to	  their	  
own	  needs,	  and	  understand	  the	  material	  in	  the	  context	  of	  their	  work.	  	  

What:	  	  
	  

•  The	  content	  must	  be	  perceived	  as	  relevant,	  usable,	  methodologically	  
sound,	  and	  comprehensive	  to	  users.	  	  

	  
When	  and	  How:	  
	  

•  The	  medium	  must	  be	  Vmely,	  accessible,	  user-‐friendly	  and	  clearly	  
understandable.	  	  

Core	  Requirements	  for	  Effec3ve	  KT	  
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OUR	  KNOWLEDGE	  CREATION	  PROCESS	  
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Need	  for	  New	  Measures	  of	  	  
	  Children’s	  Par3cipa3on	  and	  Environment	  

11	  

•  ParVcipaVon	  is	  an	  important	  outcome	  for	  children	  and	  youth.	  ParVcipaVon	  is	  
associated	  with	  children’s	  health	  and	  well-‐being,	  reducVon	  in	  health	  and	  social	  risk	  
factors,	  and	  development	  of	  skills	  and	  relaVonships	  

•  Children’s	  parVcipaVon	  influenced	  by	  child-‐related	  factors	  (e.g.,	  age,	  gender),	  
family-‐related	  factors	  (e.g.,	  income)	  and	  environmental	  factors	  

•  Children’s	  environments	  may	  be	  amenable	  to	  change	  but	  has	  rarely	  been	  the	  
primary	  focus	  of	  intervenVon	  

•  Few	  available	  measures	  of	  children’s	  parVcipaVon	  and	  environment	  that	  are	  
grounded	  in	  ICF	  and	  suitable	  for	  use	  in	  large-‐scale	  research	  to	  idenVfy	  parVcipaVon	  
paderns	  and	  environmental	  supports	  and	  barriers	  to	  parVcipaVon	  

•  Ambiguity	  in	  ICF-‐CY	  about	  how	  to	  define	  parVcipaVon	  and	  environment	  	  

•  Family	  perspecVves	  are	  oeen	  excluded	  in	  the	  design	  of	  measures	  

	   Coster	  &	  Khetani,	  2008;	  Darrah,	  et	  al.,	  2012;	  King,	  et	  al.,	  2003;	  Larson	  &	  
Verma,	  1999;	  Law,	  2002;	  Tseng	  &	  Seidman,	  2002;	  Weisner,	  2002;	  WHO,	  

2007;	  WHO	  &	  World	  Bank,	  2011	  
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Challenges	  Bring	  Opportuni3es	  

There	  are	  unique	  opportuni.es	  for	  researchers,	  service	  providers,	  
families	  and	  other	  stakeholders	  to	  benefit	  from	  new	  measures	  of	  
children’s	  par.cipa.on	  and	  environment	  that:	  

•  Are	  suitable	  for	  populaVon-‐level	  research	  (i.e.,	  short,	  can	  be	  
filled	  out	  independently)	  

•  Are	  comprehensive	  (i.e.,	  capture	  all	  relevant	  sehngs,	  acVviVes,	  
and	  factors)	  

•  That	  account	  for	  the	  viewpoints	  of	  children	  and	  youth	  of	  
diverse	  ages,	  disabiliVes,	  and	  backgrounds	  

12	  
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THE	  PARTICIPATION	  AND	  ENVIRONMENT	  
MEASURE	  FOR	  CHILDREN	  AND	  YOUTH	  

(PEM-‐CY)	  
	  

2007-‐2010	  
	  
	  
	  
	  
	  	  

13	  

Inves3gators:	  Coster	  (Lead	  PI),	  Law,	  Bedell	  
Study	  Coordinators:	  Khetani,	  Cousins,	  Teplicky	  

Grant	  #	  H133G070140,	  PO	  #	  GC	  201985	  	  
	  

Participation  
&  

Environment What	  Parents	  Taught	  us	  about	  Children’s	  
Par3cipa3on	  &	  Environment…	  
•  Important	  Ac3vi3es:	  

–  Parents	  idenVfied	  home,	  school,	  and	  community	  acVviVes	  
–  For	  the	  most	  part,	  there	  was	  consistency	  in	  responses	  regardless	  of	  

whether	  the	  child	  had	  a	  disability	  or	  not	  
	  
•  Environmental	  Factors:	  

–  Parents	  idenVfied	  a	  broader	  range	  of	  environmental	  factors	  than	  what	  is	  
reported	  in	  ICF	  

–  Parents	  idenVfied	  factors	  specific	  to	  the	  home,	  school,	  and	  community	  
sehngs	  

	  
•  Ways	  of	  appraising	  children’s	  par3cipa3on:	  

–  ParVcipaVon	  is	  a	  mul3dimensional	  construct	  
–  Experience	  of	  parVcipaVon	  is	  inextricably	  linked	  with	  the	  environment	  
–  Appraising	  parVcipaVon	  and	  environment	  naturally	  lends	  itself	  to	  a	  

conversaVon	  about	  parents’	  strategies	  to	  promote	  par3cipa3on	  

14	  

Bedell,	  G.	  M.,	  Khetani,	  M.,	  et	  al.,	  2011	  
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PEM-‐CY	  
•  Parent-‐report	  -‐	  takes	  20-‐30	  minutes	  to	  complete	  
•  Appropriate	  for	  parents	  of	  children	  and	  youth,	  ages	  5	  
to	  17,	  with	  and	  without	  disabiliVes	  

•  3	  secVons:	  Home	  (10	  items),	  School	  (5	  items),	  and	  
Community	  (10	  items)	  

•  Each	  secVon	  asks	  about	  parVcipaVon	  and	  
environment,	  and	  parent	  strategies	  to	  promote	  
parVcipaVon	  in	  that	  sehng	  

15	  

Coster,	  Law,	  &	  Bedell,	  2010	  
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How	  does	  the	  PEM-‐CY	  Perform?	  

•  Reliable	  and	  valid	  for	  children	  and	  youth	  5-‐17	  years	  	  
–  Internal	  consistency	  was	  0.59	  to	  0.91	  

–  Test–retest	  reliability	  had	  ICC	  =	  0.58	  to	  0.95	  
–  Construct	  validity	  supported	  by	  clinically	  important	  and	  staVsVcally	  
significant	  differences	  between	  groups	  of	  children	  with	  and	  without	  
disabiliVes	  across	  all	  parVcipaVon	  and	  environment	  scales	  

–  Moderate	  to	  strong	  associaVons	  between	  the	  PEM-‐CY	  
Environmental	  Support	  score	  when	  compared	  to	  summary	  scores	  
on	  a	  criterion	  instrument,	  the	  CHIEF	  for	  Children	  (r	  =	  -‐0.46	  to	  -‐0.60)	  

24	  

Coster,	  W.	  J.,	  Bedell,	  G.,	  et	  al.,	  2011;	  Khetani,	  et	  al.,	  under	  review.	  	  	  
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about	  Children’s	  Par3cipa3on	  	  

•  Descrip3ve	  analyses	  of	  responses	  within,	  
between,	  and	  across	  seings	  
	  

•  Addi3onal	  studies	  in	  progress	  
–  Predictors	  of	  parVcipaVon	  frequency,	  involvement,	  and	  desire	  for	  

change	  

–  Further	  validate	  the	  PEM-‐CY	  with	  larger	  and	  more	  diverse	  samples	  in	  
terms	  of	  SES,	  race/ethnicity,	  geographic	  region	  

	  

–  Examine	  differences	  in	  parVcipaVon	  and	  environmental	  supports/
barriers	  in	  relaVon	  to	  diagnosis,	  and	  type	  and	  severity	  of	  impairment	  

25	  

UPCOMING	  POSTER	  PRESENTATIONS	  –	  PO	  7076	  (Saturday	  12:30-‐2:30);	  	  
RWP	  4002	  (Friday	  2:30-‐4:30);	  and	  PO	  3053	  (Friday	  9:00-‐11:00)	  

Bedell,	  Coster,	  et	  al.,	  2013;	  Law,	  Anaby,	  Teplicky,	  Khetani,	  et	  al.,	  2013;	  Coster,	  
Liljenquist,	  et	  al.,	  in	  press	  	  
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Our	  Knowledge-‐to-‐Ac3on	  (KTA)	  Process	  

26	  
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KTA	  Step	  1:	  Iden3fy	  the	  Problem	  

•  We	  have	  a	  tool	  that	  could	  be	  helpful	  for:	  
–  researchers	  to	  use	  in	  large-‐scale	  populaVon-‐based	  research	  studies	  
	  

•  We	  think	  that	  the	  PEM-‐CY	  might	  also	  be	  helpful	  for:	  
–  parents	  to	  gain	  valuable	  informaVon	  about	  their	  child’s	  parVcipaVon	  

and	  what	  supports/limits	  parVcipaVon	  

–  service	  providers	  to	  define	  therapeuVc	  goals	  and	  engage	  in	  
collaboraVve	  goal	  sehng	  with	  parents	  and	  children	  together.	  

•  There	  is	  need	  for	  credible	  and	  easy-‐to-‐access	  tools	  and	  
knowledge	  about	  child	  and	  youth	  par3cipa3on	  (from	  this	  
and	  other	  tools)	  by	  all	  3	  stakeholders	  

27	  
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Growth	  and	  adapta3on	  
“I	  think	  it	  should	  speak	  to	  a	  child’s	  

adapta.on	  to	  progressively	  larger	  

environments	  …	  ability	  to	  live	  in	  the	  

world	  …	  and	  difficul.es	  that	  children	  

with	  special	  needs	  have	  in	  accessing	  our	  
culture”	  

Strengths-‐based	  

“everything	  in	  the	  school
	  seBng	  is	  based	  on	  

what	  you’re	  not	  able	  to	  d
o,	  because	  what	  

you’re	  not	  able	  to	  do	  defi
nes	  what	  you	  can	  do,	  

what	  they	  need	  to	  teach	  y
ou…	  if	  you	  turn	  it	  

around	  to	  what	  you	  can	  d
o,	  and	  how	  to	  use	  that	  

…”	  

Success	  of	  the	  journey	  

“you	  could	  ..	  highlight	  small	  

successes	  that	  lead	  to	  larger	  

outcomes…	  the	  strategies	  that	  

parents	  use	  on	  a	  daily	  basis”	  

Taking	  in
ventory	  

“keeping
	  track	  of	  

the	  types
	  of	  

supports
	  that	  are

	  relevant
	  for	  

various	  a
c.vi.es,	  

so	  paren
ts	  can	  

figure	  ou
t	  ...	  what

	  supports
	  they	  will

	  

need	  to	  a
ccess	  a	  s

pecific	  ac
.vity”	  

Building	  awareness	  &	  shaping	  aitudes	  
“everybody	  wants	  to	  help	  you,	  but	  people	  

don’t	  know	  how	  to	  help	  out…by	  doing…	  

what	  you’re	  doing,	  I	  think	  it	  really	  gives	  

people	  a	  diferent	  sense”	  

Fund	  us
	  to	  deve

lop	  prog
rams	  	  

“Some	  fundin
g	  …	  if	  th

ere	  was
	  training

	  for	  

coaches
,	  assista

nts,	  volu
nteers,	  t

o	  suppo
rt	  

the	  child
	  in	  being

	  success
ful,	  som

e.mes	  

it’s	  just
	  a	  maFer	  of	  

we	  could
	  educate

	  

people.”
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PARTICIPATION	  KNOWLEDGE	  HUB	  

29	  

2011-‐2012	  
	  

Inves3gators:	  Law	  (Lead	  PI),	  Coster,	  Bedell,	  Anaby,	  &	  Khetani	  
Knowledge	  Brokers:	  Teplicky,	  Lin,	  Turner	  

Participation  
&  

Environment 

KTA	  Step	  2:	  Adapt	  Knowledge	  to	  Local	  Context	  
KTA	  Step	  3:	  Assessing	  Barriers	  and	  Supports	  

30	  

Participation  
&  

Environment KT	  Stakeholder	  Mee3ng	  (April	  2012)	  
•  Day	  1:	  Semi-‐structured	  dialogue	  with	  parents	  (n=5),	  service	  

providers	  (n=5),	  a	  researcher	  and	  a	  KT	  specialist	  
	  

1.   Mee3ng	  agenda	  and	  overview	  of	  topic	  mailed	  to	  each	  
par3cipant	  

	  

2.   Presenta3on	  focused	  on	  what	  we	  had	  learned	  about	  children’s	  
par3cipa3on	  and	  environment	  via	  PEM-‐CY	  development	  

3.   Large	  Group	  Brainstorming:	  What	  do	  you	  want	  to	  know	  about	  
child	  and	  youth	  parVcipaVon?	  	  

4.   Small	  Group	  Discussion:	  How	  would	  you	  like	  to	  receive	  
informaVon	  about	  child	  and	  youth	  parVcipaVon?	  

	  
•  Day	  2:	  1-‐hour	  webinar	  to	  62	  service	  providers,	  program	  directors,	  

educators	  and	  researchers	  world-‐wide	  to	  introduce	  the	  PEM-‐CY	  

31	  
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•  What	  is	  needed:	  
1.  Knowledge	  Hub	  with	  tailored	  layout	  for	  diverse	  user	  groups	  (parent,	  

pracVVoner,	  researcher)	  
2.  Downloadable	  PEM-‐CY	  with	  automated	  scoring	  and	  reports,	  space	  for	  

note-‐taking	  
3.  PEM-‐CY	  TranslaVons	  
4.  Tip	  Sheets	  and	  EducaVonal	  Modules	  

	  
•  An3cipated	  Barriers	  to	  Uptake:	  

–  Limited	  Vme	  and	  human	  resources	  
–  Lack	  of	  access	  to	  research	  
–  Findings	  not	  easily	  translated	  into	  pracVce	  
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Results	  from	  Stakeholder	  Mee3ng:	  
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Task	  1:	  Par3cipa3on	  Knowledge	  Hub	  

33	  

	  

Participation  
&  

Environment Task	  2:	  	  
PEM-‐CY	  –	  Downloadable	  Version	  for	  Parents	  

34	  

Participation  
&  

Environment Task	  2:	  	  
PEM-‐CY	  –	  Downloadable	  Version	  for	  Parents	  

35	  

Participation  
&  

Environment Task	  2:	  	  
PEM-‐CY	  –	  Automa3c	  Repor3ng	  

36	  
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Task	  3:	  PEM-‐CY	  Transla3ons	  

•  The	  PEM-‐CY	  is	  currently	  being	  used	  in	  17	  addiVonal	  research	  
studies	  or	  proposals.	  

37	  

Completed	   In	  Progress	  

Spanish	   Chinese	  

French	   Dutch	  

Korean	   Hebrew	  

Icelandic	  

Portuguese	  

Slovene	  

Turkish	  
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Task	  4:	  Tip	  Sheets	  &	  Resources	  

38	  

Participation  
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Task	  4:	  Tip	  Sheets	  &	  Resources	  
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Task	  4:	  Tip	  Sheets	  &	  Resources	  

40	  
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KT	  Step	  5:	  Monitor	  Knowledge	  Use	  	  
KT	  Step	  6:	  	  Evaluate	  Outcomes	  

41	  

KT	  Task	   VALIDATION	  STRATEGY	  

Knowledge	  Hub	   Web	  analyVcs	  to	  monitor	  frequency	  and	  
duraVon	  of	  visits	  

PEM-‐CY	  with	  automated	  scoring	   CanChild	  Usability	  Survey	  

PEM-‐CY	  TranslaVons	   Structured	  translaVon	  process	  involving	  
back-‐translaVon,	  cultural	  adaptaVon	  and	  
validaVon	  (for	  some	  languages)	  

Tip	  Sheets	  and	  Resources	   CanChild	  Usability	  Survey	  

Participation  
&  

Environment 

CanChild	  Usability	  Survey	  

Asks	  about:	  

•  Respondent’s	  familiarity	  with	  the	  topic	  

•  Layout	  and	  format	  of	  the	  resource	  

•  Content	  and	  usefulness	  of	  the	  resource	  
•  Sample	  quesVons	  –	  rated	  on	  a	  scale	  from	  1	  (strongly	  
disagree)	  to	  7	  (strongly	  agree)	  
–  This	  material	  increased	  my	  understanding	  of	  the	  topic.	  	  
–  This	  material	  will	  influence	  the	  things	  that	  I	  do	  when	  I	  am	  
working	  with	  others.	  	  

42	  

Participation  
&  

Environment 

Par3cipa3on	  Knowledge	  Hub:	  Future	  Direc3ons!	  

•  Online	  data	  collecVon	  using	  the	  PEM-‐CY	  for	  use	  by	  programs	  
and	  agencies	  

	  
•  Preliminary	  Studies	  to	  Explore	  the	  UVlity	  of	  the	  PEM-‐CY	  for	  

IntervenVon	  Planning	  
	  

•  Psychometric	  and	  Cultural	  ValidaVon	  of	  a	  Young	  Children’s	  
ParVcipaVon	  and	  Environment	  Measure	  (YC-‐PEM)	  

	  
43	  
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Request	  for	  Feedback	  	  

•  What	  do	  you	  want	  to	  know	  about	  child	  and	  youth	  
parVcipaVon?	  

•  How	  would	  you	  like	  to	  receive	  informaVon	  on	  child	  and	  
youth	  parVcipaVon	  to	  support	  your	  work?	  

•  How	  would	  you	  want	  to	  engage	  with	  this	  Hub?	  
	  

44	  



4/12/13	  

12	  

Participation  
&  

Environment 

For	  more	  informa3on	  about	  the	  PEM-‐CY	  or	  Hub:	  
–  Rachel	  Teplicky,	  Research	  Coordinator	  
–  Phone:	  	  905-‐525-‐9140,	  ext.26851	  
–  E-‐mail:	  teplicr@mcmaster.ca	  

	  

For	  more	  informa3on	  about	  the	  YC-‐PEM:	  
	  

–  Mary	  Khetani,	  Director,	  Children’s	  ParVcipaVon	  &	  Environment	  Research	  Lab	  
–  Phone:	  	  970-‐491-‐6349	  
–  E-‐mail:	  mary.khetani@colostate.edu	  
–  Weblink:	  hdp://www.cperl.colostate.edu	  
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