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Results

• Pain is common in children and youth with cerebral palsy (CP), with a point

prevalence ranging from 37% to 70%, and 1/10 experiencing chronic pain.1,2

• Recent evidence suggests that:

1. pain worsens between 2 time points over longer follow-ups3, and

2. pain is the most important factor that negatively impacts measured quality

of life domains in children and adolescents with CP over time.4

• There is a lack of information about short-term pain trajectories and their

impact on well-being in this population.

• Knowledge gained from this pilot study will guide our next research phase

aimed at identifying short-term pain trajectories and their association with

well-being.
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• Conducting this pilot study was an important and informative step to help ensure the successful conduct of a large cohort study.

• Using CTC call lists is crucial for participant recruitment. Additionally, we will have research staff work with clinicians during specialty clinics to identify eligible

clients and ask about participation.

• Stakeholder advisory committee consultations will be an important adjunct to the pilot study by providing additional input and suggestions to aid with study

recruitment, data collection, and result dissemination.

Objectives

Identify methodological and logistical issues to inform a future multi-site cohort 

study. Exploratory objectives are to determine:

1. Participation rate at each site

2. Follow-up rate at each site

3. Data completeness of self-report measures (pain, well-being, potential 

confounders)

4. Barriers and successes with sampling, recruitment, enrollment and data 

collection

Participants and methods

Inclusion Criteria

1. Clinical diagnosis of cerebral palsy;

2. Age 8 to 18 years-old;

3. Any Gross Motor Functional Classification System (GMFCS) level;

4. Successful completion of a sorting task;

5. Willingness to discuss their pain/hurt or lack thereof

Exclusion Criteria

1. Unable to communicate independently with/without assistive

devices, irrespective of motor ability;

2. Inability to complete electronic questionnaires, with or without

assistive devices.

• 100% of participants prefer email link follow-ups versus phone or in-person

• 6/9 participants required additional email reminder to complete follow-up survey

• 100% participation rate to date and 77.7% of follow-ups completed

• Design: prospective pilot cohort study (n=10) at two Children’s Treatment Centers (CTC)

• Recruitment: cold-calls from client database call lists, flyers posted on CTC billboards and social media (Twitter, Facebook), flyers distributed by CTC clinicians

F: Follow-up

Analysis: Descriptive statistics including participation and follow-up

rates, and frequency counts related to recruitment and missing data

to date.

Data Collection: standardized self-report questionnaires completed weekly over six

weeks using REDCap in-person, emailed REDCap link, phone, or mailed by post

Baseline: Pain measures (Faces Pain Scale-R, Numeric rating scale for intensity,

Body Pain Diagram, PROMIS PainInterference Scale), Well-being (Kidscreen-27),

PROMIS Sleep questionnaires, potential confounders (age, comorbidities, GMFCS,

hip status, sex, prior months’ care)

Follow-up measures (F): Pain (F1-4); Well-being, sleep, prior months’ care (F5)
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