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Our Team 



Our Perspective   

Family-Researcher Collaboration has the 
potential to address: 

Child & family priorities & concerns 

Acceptability & feasibility of interventions  

Translation of findings to practice & daily 
life 



Our Interest in presenting  

Share our experiences / perspectives  

  Learn from your thoughts & experiences 

Advocate for family involvement in 
research 

 

 



Objectives 

 Describe the rationale for involving parents &  
family members on the research team and  
approaches for stakeholder involvement   

 Share parent perspectives on involvement on 
the research team 

 Describe successes, challenges, and 
solutions to family-researcher collaboration 

 Develop and Implement strategies for 
involving parents and family members in 
research  

 
 



Your experiences? 

Have you involved parents an family 
members in program development or 
research? 

What went well? 

What were the challenges?  



Including Stakeholders as Members 
of the Research Team 

 Increases the value, integrity, effectiveness, and 
efficiency of the research 

 Ensures research will be acceptable, feasible, 
and relevant 

 Brings personal and general perspectives 



Including Stakeholders as Members 
of the Research Team 

 Consistent with democratic principles:  

 Citizenship 

 Accountability 

 Transparency 

 Supported by governments and funding agencies 



Terminology from Involve  
National Institute of Health Research, 2012 

 Involvement: Being actively involved in 
research projects 

Participation: Taking part in a research 
study (research participant) 

Engagement: Receiving and discussing 
research findings 



Why Stakeholders Decide to 
Get Involved? 

Personal, Professional, Societal:  

Make a change 

Have a voice 

Give back 

Learn 



Families Involved in  
All Phases of Research 

 Identifying research questions and prioritizing 

 Commissioning: co-applicants / investigators 

 Designing and managing: steering / advisory 
committee, developing research materials  

 Undertaking: collecting data 

 Disseminating: developing fact sheets 

 Implementing research into health care practice and 
evaluating impact 

 



Stakeholder Involvement   

Consultation (requesting review and taking 
feedback into consideration) 

Collaboration (team work involving mutual 
appreciation of unique knowledge, skills and 
experience of each member) 

  User-control (controlled and directed by 
service users and their service user 
organizations) 



From Consultant to Collaborator: 
Building Relationships   

 

Why are we doing this? 
 Developing dialogue + shared ownership  
 2006 referral to CanChild 
 Parent perspectives  via assessment 

tools + materials (phone + email) 
 Reciprocal feedback + commitment to 

continue 



Consultant to Collaborator:  
Key Ingredients 

 

1. Transparency of Research 

2. Expectations of Consultants 

3. Ongoing Reflective Process 

4. Structure of Consultants' Involvement 

5. Power Relationship 



Value for  
Parents & Families 

 Doing something positive -> less ‘victim’ 
perspective 

 More informed and engaged families -> 
better medical consumers,  better decisions 
by entire  therapy team 

 By being involved in research affecting our 
children, we are helping to create the world 
we want our children to live in. 

 

 

 

 

 

 

 



Value for  
Parents & Families 

 While family involvement creates a more complex 
and slower process, diverse voices -> better 
results 

 Intellectual interest 

  Knowing parents are helping therapeutic 
professionals focus on knowledge that is most 
relevant  

 A way for children and families to feel they are 
helping others: it’s empowering 
 

 

 

 



Collaborator Retention 

1. Value consultant as collaborator 

2. Project meetings 

3. Explicit collaboration 

4. Reciprocity 



Move & Play 
  On Track Studies  



Understanding Determinants of  
Motor Abilities, Self Care, and Play  

of Young Children with Cerebral Palsy 

  Validate a multivariate model of 
determinants of change in basic motor 
ability and engagement in self-care and 
play of young children with cerebral palsy. 

 429 children (mean 3.2 years) and families  

 2 assessments (1 year apart) & phone 
interview (6 months) 

 



Developmental Trajectories of Impairments, 
Associated Health Conditions and 

Participation of Children with Cerebral Palsy        

 Create developmental trajectories (18 months -
12 years) for: 

 Primary impairments & secondary impairments 

 Health conditions 

 Self-care  

 Participation in recreational activities  

 771 child & families, 2-5 assessments 6 or 12 
months apart 



Multisite Studies  

 Move & Play funded by Canadian Institutes of Health 
Research (CIHR) & National Institutes on Disability 
and Rehabilitation Research  

 On Track funded by CIHR and Patient Centered 
Outcomes Research Institute  

 4 geographical regions in US and 6 provinces in 
Canada 

 PI & Co-I: Doreen Bartlett, Sally McCoy, Lynn Jeffries, 
Alyssa Fiss,  Piotr  Wilk, Steve Hanna , Peter 
Rosenbaum, Jan Willem Gorter 



Procedure  

 Therapists administered standardized 
measures of body functions & structures, 
activity, and participation 

 

 Parents completed measures to describe their 
family, children’s development, amount and 
focus of therapy, and extent service needs 
were met 



Team Meetings  

Move & Play Study 

 Monthly teleconferences  

 Meetings at conferences 

On Track Study 

 Monthly  teleconference (primarily investigators) 

 Monthly teleconference by parent members and 2-4 
academic investigators  

 1-2 times per year – entire team meets  



PCORI grant   

 Mission: 

Help people make informed health care 
decisions by producing and promoting high 
integrity, evidence-based information – that 
comes from research guided by patients, 
caregivers and the broader health care 
community  

 Funds  for 7 parent members – representing  
geographical regions where study conducted 

 



Activities and Family Contributions  



 Undertaking  

 Trainings: supportive guidance to 
data collectors 

 Recruitment: breadth of avenues 
to make research accessible 

 
 



Designing and Managing 
  

 Refinement of titles, models, and measures: 
clarity, feasibility, acceptance, relevance 

 Communications to keep family participants 
and therapist assessors informed and 
engaged: family newsletters, parent to parent 
column, and contribute to assessor 
newsletters and teleconferences 

 Input when questions and issues arise 

 





Informing  
 
What  families want to know about 

the development of their children 
with cerebral palsy 

 How should assessment information 
be shared with families? 

Development of family exit survey 

 
 

 



Disseminating  

 Videos that feature families and children and 
integrate their stories and key messages / findings 
from the research  

 Knowledge translation fact sheets: Implications for 
families and therapists 

 Presentations on involving families in research: 
Division for Early Childhood Conference 

 Article in preparation: "Moving from Parent 
Consultant to Parent Collaborator: One Research 
Team's Experience" 

 





Parent Members  
"On Track” Research Team  

 Lisa Diller, Seattle, Washington  

 Nancy Ford, Atlanta, Georgia 

 Paula Drew, Edmonds, Oklahoma 

 Marquitha Gilbert, Philadelphia, Pennsylvania 

 Kim Rayfield, Philadelphia, Pennsylvania 

 



Parents' Themes  

 My child has unique abilities   

 What might I expect? From my child, myself, our 
therapist 

 What can we do to help my child?  

 How is my child making progress in functional abilities?  

 Comparisons to other children are not useful 

 Use clear language when sharing results 

 Life goals: Working together is the key  

 



William 



Mika 



Parent Team Process 
 

Start: 

Formal 

Professional + Academic 

Exclusive 

Limited Overview 



Parent Team Process 

Middle: 

 Insight + Validation 

 Investment in Project 

Ownership 



Parent Team Process 

Current: 

 Integrity of Group 

Evidence of Sustainability 

Retention of Parent Team 
Collaborators 



Parent Collaborators:  
What we have learned 

Our knowledge & experiences matter 

Representative inclusion is beneficial 

Parents bring creativity to research 

Critical perspective to medical model 

 



Academic Researchers: 
What we have learned 

 Many stakeholders: families, children, youth, 
adults with a disability, practitioners 

 Start early: wish that we had families 
involved in generation of research question 
and proposal 

 Reflect, discuss, plan 

 Get to know each other as people: in person 
and online 

 



 Communicate: clarify roles, responsibilities, 
time commitments, payment; inform group 
of actions and decisions  

 Productive meetings through group 
discussion and teleconferences 

 Give adequate time for review of materials 

 Offer and provide support / resources 

 

Academic Researchers: 
What we have learned 



Provide parents the opportunity to 
share their thoughts and perspectives  

Make sure everyone on team is heard 

Families are engaged: hopeful stance, 
committed, confident, solution-focused 

Families value learning about the 
academic world 

 

Academic Researchers: 
What we have learned 



Family contributions are invaluable 

Document process 

Takes time and interest: Our value 
for the process keeps us grounded 

Academic Researchers: 
What we have learned 



Thoughts & Suggestions 
 

Optimizing family involvement & 
collaboration in research  

Envisioning the possibilities  
 
 



Take Home Messages 
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