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Small voices, big 
impact: turning 
symptom 
screening into 
better care



Pediatric Cancer

• Survival rates have improved, making 

patient burden  a central indicator of care.

• Treatment can lead to physical symptoms, 

poor quality of life, and distress

Treatment

Survivorship

SURVIVAL 
RATEHigh - income settings (up from 

58% in 1970s)

85%

A Medical Success Story

• 3 out of 4 children will develop one or more 

late effect from their treatment

• Late effects can impact physical, mental, 

or social health  





Screening helps us
See symptoms that might 
otherwise go unnoticed

Measure the burden and 
impact on everyday life

Identify children who may 
need additional support

Monitor changes over time

Match children and families with 
appropriate interventions



2. Monitoring Neuropsychological 
Outcomes

3. Symptom Burden During  
Survivorship

1. Distress Screening During 
Treatment

• Choosing the right screening 

tool

• Implementing routine distress 

screening across Alberta

Research
Program

• Routine screening for survivors 

of childhood cancer

• Development of a research 

database with patient -

reported psychosocial 

outcomes

• Creation of a mHealth 

platform for survivors of 

childhood cancer 

• Support implementation and 

collection of 

neuropsychological outcome 

data in clinical trials

• Developing a neurocognitive 

screening program at the 

Alberta Children’s Hospital



1. Distress Screening

Implementation and 

evaluation

Distress  should  be  measured  as  the  6 th  vital  sign  after  temperature,  

blood  pressure,  pulse,  respiratory  rate,  and  pain .  Consistent  screening  can  

support  earlier  identification,  triage,  and  referral  for  symptom  burden .  

Choosing  the  right  tool

Assessing readiness and 

developing an implementation plan

Distress is dynamic, not 

static



ACCESS

Survivorship  and  Psychosocial  Matrix  Co - Leads

Advancing Childhood Cancer Experience, 
Science & Survivorship

Aim: To advance the wellbeing and 

quality of life of patients, survivors, 

and their families through the 

identification, prevention, and 

management of long - term physical, 

emotional and/or cognitive effects of 

disease and treatment.

1.Distress Screening



Cost

Ease of administration

Used across age ranges

Translations available

Self - report and Parent - Proxy

Used in pediatric cancer populations

Distress Screening Measures
Aim : To  select  a  tool  that  is  both  psychometrically  sound  and  feasible  for  

routine  use .

Research

1.Distress Screening



1.Distress Screening

Systematic 
Review  of 
Distress 
Screening 
Tools in 
Pediatric 
Oncology



Systematic 
Review  of 
Distress 
Screening 
Tools in 
Pediatric 
Oncology

1.Distress Screening



Next Steps

Planning
Champions from the Alberta Children’s 

Hospital  and Stollery Children’s Hospital   

are working with the Shared Health 

Services team to develop a successful 

workflow through ConnectCare

01

Pilot
Routine  screening  with  the  SSPEDI  will  

begin  in  early  2027

02

Feedback and Improvements
Feedback from patients and families, 

healthcare providers, and administrators will 

support a successful implementation across 

all patients

03

Full Launch
Routine distress screening will be 

standard for all oncology patients 

across Alberta.

04

1.Distress Screening



2. Monitoring Neuropsychological 
Outcomes

• Memory , learning, school achievement
• Attention and concentration
• Processing speed
• Executive functions
• Mental health (ex., depression, anxiety, 

suicidality)



2. Neuropsychological Outcomes 

Clinical Trials

30 Trials with QOL and 

Neurocognitive assessments

250 Participants

768 assessments

Working with the Clinical Research Unit (CRU) and clinical leads 

at the Alberta Children’s Hospital, our team supports the 

implementation and collection of Quality of Life (QOL) and 

neurocoginitve data in clinical trials.



2. Neuropsychological Outcomes 

Screening Program

Neurocognitive

Dr. Stephen Nicolas is the recipient of the 

Kids Cancer Care Clinical Research 

Fellowship. In addition to his clinical work, 

he will be supporting the development of a 

neurocognitive screening program  for 

children receiving brain - directed therapy 

for cancer.



3. Psychosocial Follow -Up in Survivorship 



Over 1000 patients in the clinic. They 

are seen every 1, 2, or 3 years based 

on their risk profile

Patients complete a screening 

questionnaire at every appointment

Long -Term Survivor Clinic

They receive surveillance according 

to the Children’s Oncology Group 

screening guidelines

3. Survivorship

The  Long - Term  Survivor  Clinic  at  the  Alberta  Children’s  

Hospital  follows  survivors  over  their  lifetime .

Questionnaires



3. Survivorship



3. Survivorship



#. Survivorship



2. Monitoring Neuropsychological 
Outcomes

3. Symptom Burden in 
Survivorship

1.Distress Screening During 
Treatment

• Implementing the SSPEDi 

across Alberta for all pediatric 

oncology patients

• This will allow for timely 

supports for families as well as 

a better understanding of the 

psychosocial resources 

required

• Routine screening for survivors 

of childhood cancer ensures 

survivors get the support they 

need 

• Our research database 

provides insight to the unique 

needs of survivors of 

childhood cancer 

• By collecting QOL and 

neurocognitive outcomes in 

clinical trials, we will support 

the development of treatment 

protocols that minimize 

burden

• Routine neurocognitive 

screening will help us better 

support the needs of patients 

receiving brain - directed 

therapy

Conclusions &
Next Steps

Our  team  is  upholding  standards  of  care  in  pediatric  oncology  through :

Expand our screening program to include:

• Siblings

• Parents and Caregivers

Next Steps
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