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Overview

•
 

Introduction to TRAC-PG
•

 
Overview of the Research Literature

•
 

Ethical &  Methodological Challenges 
and Possible Solutions

•
 

Dissemination & Translation
•

 
Benefits of Research

•
 

Discussion



TRAC-PG
•

 
Team for Research with Children and 
Adolescents in Palliation and Grief

•
 

15 members from various disciplines 
& agencies

Acknowledgement to Dr. Beverley Antle



TRAC-PG
Why?

To better understand child and parent perspectives 
so that we can improve the care of infants, 
children and adolescents with palliative needs. 

To expand on a knowledge base of end-of-life, 
palliative and grief/bereavement care.

To test interventions and treatments.



TRAC-PG
Vision

To generate and disseminate knowledge 
about infants, children and adolescents 
with a potentially life limiting illness and 
their families in order to optimize quality 
of palliative, end-of-life and bereavement 

care.



TRAC-PG
Research Overview (examples)

•

 

Program Evaluation (Care transitions)
•

 

Psychosocial Experiences of SARS
•

 

Psychosocial issues at home and at school of being a bereaved sibling
•

 

Psychosocial issues of bereaved parents 
•

 

The role of hope
•

 

Stress and Growth in Caregivers
•

 

Parental and Health Care Professionals Preferences for Supportive Care versus 
Chemotherapy

•

 

Professional Knowledge & Attitudes towards Advance Directives with Children 
•

 

Improving communication strategies for the non-verbal child at end of life
•

 

Efficacy of sublingually delivered atropine for the control of oral secretions in 
children



TRAC-PG
Grants & Funding
(examples)

•

 

Canadian Institutes of Health Research
•

 

National Institute of Cancer (US)
•

 

SickKids

 

Foundation –

 

National Child and Youth Home Care 
Competition

•

 

B.R.A.I.N Child
•

 

National Cancer Institute of Canada
•

 

Social Sciences and Humanities Research Council
•

 

National Institutes of Health (US)
•

 

Max Bell Foundation



TRAC-PG
10 Year Overview of the Research Literature

Multiple Database search (557 = 54 research articles)

Subjects Sample Size Design
•22 % Children 
•22% Families & 
Staff
•24 % Parents
•31 % HCP

•15 % 1-20
•24 % 21-50
•17 % 51-100
•31 % 101 –

 

500
• 6 % over 500
• 6 % unclear

•26 % Qualitative
•31 % 
Quantitative 
(surveys*)
•33% Mixed 
Method
• 9 % Unclear



TRAC-PG
Journals

•

 

Palliative Medicine
•

 

Archives of Pediatric Adolescent Medicine
•

 

Journal of Palliative Care
•

 

Journal of Clinical Oncology
•

 

Death Studies
•

 

Social Science & Medicine
•

 

Psychological Medicine
•

 

Pediatrics
•

 

Cancer Nursing



Tomlinson, et al. Palliative 
Medicine, 2007

TRAC-PG
Ethical Challenges

•

 

The Child’s Voice*
Consent & assent with children
Lack of

 

understanding re the developing autonomy of children & adolescents & the 
right to decide on participating in research
Over protectiveness & misconceptions regarding the value of the child’s voice

•

 

Perceptions that research is burdensome and harmful

•

 

Beliefs that benefits are minimal

•

 

Vulnerability significantly influences consent or ability to decline

•

 

Beliefs regarding accuracy of bereaved parents’ recall

•

 

Personal responses & experiences of REB reviewers



Tomlinson et al. Palliative 
Medicine, 2007

TRAC-PG
Methodological Challenges

•

 

Recruitment Barriers*
–

 

Definitions of eligibility & prognostics
–

 

Gatekeeping
–

 

Study design
–

 

Logistics around access to patients

•

 

Child & Family focused vs

 

family related research 

•

 

Lack of standardized measures & data collection methods that support 
the child’s voice

•

 

Limitations of REB’s

 

with topic and qualitative methods



TRAC-PG
Possible Solutions

•

 

Flexible recruitment strategies (letter, written info)

•

 

Family/child decisions around best methods of data collection 
–

 

May include, online diaries/blogs/chatrooms,  art, play & music to capture 
childrens’ voices

•

 

Trained RA’s & interviewers in illness, anticipatory grief and bereavement

•

 

Offer follow up after the research (ie. Contact, results, reports)

•

 

Consistency in institutional ethical reviews to promote multi-site studies

•

 

Family and clinical team participation in the research design process, interview script 
and onward



TRAC-PG
Dissemination &  Translation 

Strategies to transfer research knowledge to 
potentially inform decisions about health and 
health care.



TRAC-PG
Dissemination & Translation Ideas
•

 

Academic Journals (including no cost online versions)
•

 

Newsletters
•

 

Web Pages*
•

 

Television, radio and newspapers
•

 

Conferences (including patient led)
•

 

Seminars & round tables
•

 

One on one meetings and exchange (interaction at all stages of research 
process

•

 

Presentations to selected groups of clinicians & or decision makers
•

 

Existing networks of stakeholders
•

 

Continuous & interactive education
•

 

Opinion leaders



TRAC-PG
Knowledge Translation



TRAC-PG
Benefits of Research for Participants

•
 

Helping others to have good evidence based 
palliative and bereavement care -

 
altruism

•
 

Personal benefits for research participants :
1) enabled grief expression
2) opportunity to share and honour

 
their 

experience and the life of the child who died 
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Bibliography

On request by email to:  
laura.beaune@sickkids.ca
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