
DO	
  THE	
  
STUDY	
  

DISSEM-­‐
INATE	
  PLAN	
  

This	
  document	
  was	
  developed	
  by	
  Ayesha	
  Siddiqua	
  &	
  Francine	
  Buchanan	
  as	
  part	
  of	
  	
  
McMaster	
  University’s	
  Family	
  Engagement	
  in	
  Research	
  Training	
  Program	
  	
  

The	
  content	
  of	
  the	
  Principles	
  &	
  Values	
  were	
  compiled	
  from	
  guiding	
  principles	
  developed	
  by	
  PCORI	
  and	
  SPOR.	
  	
  	
  
The	
  Best	
  PracIces	
  were	
  compiled	
  from	
  discussions	
  held	
  amongst	
  parent	
  partners	
  and	
  research	
  trainees	
  parIcipaIng	
  in	
  McMaster	
  University’s	
  

Family	
  Engagement	
  in	
  Research	
  Training	
  Program	
  

Together	
  decide	
  on:	
  
•  Clear	
  Imelines	
  
•  Roles	
  and	
  

responsibiliIes	
  
•  Pathways	
  of	
  	
  	
  	
  	
  	
  
	
  	
  	
  	
  	
  	
  	
  	
  communicaIon	
  
•  Fair	
  compensaIon	
  

PrioriIze	
  and	
  clarify	
  
research	
  quesIons	
  
together	
  

Prepare	
  mutually	
  agreed	
  
upon	
  conflict	
  miIgaIon	
  
strategies	
  prior	
  to	
  
starIng	
  the	
  analysis	
  
process.	
  Consider	
  how	
  
differing	
  ideas	
  will	
  be	
  
considered	
  during	
  data	
  
consolidaIon	
  

Assess	
  the	
  support	
  needs	
  
of	
  partners	
  prior	
  to	
  the	
  
disseminaIon	
  
development	
  process.	
  	
  
What	
  are	
  peoples’	
  
strengths	
  and	
  
weaknesses?	
  What	
  can	
  
their	
  experience	
  
contribute	
  to	
  consuming	
  
informaIon?	
  

Plan	
  your	
  evaluaIon	
  
metrics	
  early	
  (e.g.	
  
the	
  planning	
  stage)	
  
with	
  the	
  input	
  of	
  
partners.	
  	
  Plan	
  to	
  
include	
  what	
  maTers	
  
most	
  to	
  them,	
  not	
  
just	
  what	
  maTers	
  for	
  
publicaIon	
  

EVALU-­‐
ATE	
  

ANALYZE	
  
THE	
  

RESULTS	
  
RECRUIT	
  

PL
A

N
 

D
O

 

foster an open dialogue – keep an open mind – be an active listener – acknowledge limitations & discover strengths  

plan enough time for open & honest discussions – plan ways to support & amplify each others’ voices  

Develop	
  guidelines	
  
together	
  on	
  how	
  to	
  
collect	
  data.	
  	
  Plan	
  
means	
  to	
  problem	
  
solve	
  together	
  if	
  
problems	
  arise	
  in	
  the	
  
data	
  collecIon	
  process	
  	
  

Use	
  partners	
  to:	
  
•  Analyse	
  results	
  
•  Validate	
  findings	
  
•  Review	
  language	
  of	
  

themes	
  
•  IdenIfy	
  quesIons	
  

that	
  should	
  be	
  
answered	
  in	
  the	
  
disseminaIon	
  

Educate	
  partners	
  on	
  
popular	
  disseminaIon	
  
strategies.	
  
	
  	
  
Ask	
  partners	
  how	
  they	
  
feel	
  they	
  can	
  provide	
  the	
  
most	
  value	
  within	
  their	
  
comfort	
  zone.	
  

Have	
  open	
  
discussions	
  about	
  
outcome	
  measures	
  
&	
  metrics.	
  	
  
	
  
Share	
  with	
  partners	
  
why	
  you	
  choose	
  
some	
  measures	
  
over	
  others.	
  

Plan	
  together	
  different	
  
means	
  of	
  supporIng	
  
parIcipant	
  inclusion.	
  Be	
  
creaIve	
  and	
  consider:	
  
•  RespecZul	
  

communicaIon	
  
pracIces	
  

•  Fair	
  compensaIon	
  
•  Accessibility	
  	
  

Explain	
  the	
  role	
  &	
  funcIon	
  of	
  
the	
  REB	
  (&	
  TCPS2)	
  
	
  
Involve	
  partners	
  in	
  all	
  parts	
  
of	
  the	
  REB	
  process	
  
	
  
Support	
  partners	
  in	
  
recruiIng;	
  don’t	
  	
  pressure	
  
them	
  to	
  recruit	
  

Have	
  open	
  conversaIon	
  
on:	
  	
  
•  Goals	
  of	
  the	
  project	
  
•  Agendas	
  and	
  roles	
  
•  Markers	
  of	
  success	
  	
  

M I A P T C 
INCLUSIVITY MUTUAL RESPECT PARTNERSHIP ACCOUNTABILITY CO-LEARNING 

Integrate diverse 
partner perspectives 
and be reflexive of 
their contributions.  
Be inclusive of both 

people and their ideas 
 

Acknowledge and 
value each other's 

expertise and 
experiential 

knowledge. Show 
respect by ensuring 
engagement is not 

burdensome  
(I.e. excessive time 

commitments or 
expenses) 

Value the 
contributions of all 

stakeholder partners. 
Work together from 

the beginning to 
identify problems, 

gaps, set priorities for 
research and work 
together to produce 

and implement 
solutions 

Maintain a safe 
environment that 
promotes honest 

interactions, cultural 
competence, training, 
and education. Team 
members should be 
accountable to one 

another for all 
decisions and actions 

Support and flexibility 
should be provided to 

partners to ensure 
that they can 

contribute fully to 
discussions and 

decisions. Provide a 
supportive 

environment to ask 
questions and be 

willing to learn from 
each others’ 
experiences 

TRANSPARENCY 

Information should be 
shared readily with all 
research partners and 

decision making 
should be inclusive. 

Be committed to open 
and honest 

communication with 
one another 

P R I N C I P L E S  &  V A L U E S  

B E S T  P R A C T I C E S  

A QUICK REFERENCE GUIDE: 

AUTHENTIC PARTNERSHIP IN RESEARCH 

**The	
  term	
  “partner”	
  refers	
  to	
  paIents,	
  their	
  families,	
  their	
  caregivers,	
  or	
  member	
  of	
  the	
  public.	
  User	
  is	
  encouraged	
  to	
  replace	
  “partner”	
  with	
  term	
  most	
  appropriate	
  for	
  their	
  project**	
  	
  	
  


