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IMProving care & outcomes Across

the Childhood Cancer Trajectory

Small voices, big
impact: turning
symptom
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Treatment

Survivorship

Pediatric Cancer
A Medical Success Story

Survival rates have improved, making
patient burden a central indicator of care.
Treatment can lead to physical symptoms,
poor quality of life, and distress

3 out of 4 children will develop one or more
late effect from their treatment

Late effects can impact physical, mental,
or social health

SURVIVAL
R FrEome settings (up frorm

58% in 1970s)
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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
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1. Distress Screening During 2. Monitoring Neuropsychological 3. Symptom Burden During
Treatment Outcomes sSurvivorship

« Choosing the right screening « Supportimplementation and « Routine screening for survivors
tool collection of of childhood cancer
« Implementing routine distress neuropsychological outcome « Development of a research
screening across Alberta data in clinical trials database with patient-
« Developing a neurocognitive reported psychosocial
screening program at the outcomes
Alberta Children’s Hospital e Creation of a mHealth

platform for survivors of
childhood cancer



1. Distress Screening

Distress should be measured as the 6th vital sign after temperature,
blood pressure, pulse, respiratory rate, and pain. Consistent screening can
support earlier identification, triage, and referral for symptom burden.

E‘)\ Choosing the right tool

Distress is dynamic, not

“L“'l l static
W

Diagnosis - | Treatment > | Survivorship
TIME

Assessing readiness and
developing an implementation plan

Cancer Treatment Intensity

INTENSITY

Distress &

Implementation and L

evaluation




(towtrosssoreening )
ACCESS access i

Advancing Childhood Cancer Experience, acces
Science & Survivorship

Aim: To advance the wellbeing and
guality of life of patients, survivors,
and their families through the
identification, prevention, and
management of long-term physical,
emotional and/or cognitive effects of

Survivorship and Psychosocial Matrix Co-Leads disease and treatment.



(1. Distress Screening

)

Distress Screening Measures

Aim: To select a tool that is both psychometrically sound and feasible for
routine use.

C Cost ) C Translations available >
( Ease of administration > Gsed in pediatric cancer populatior9
( Used across age ranges ) < Self-report and Parent-Proxy >
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Distress 2 6 6
Screening
Tools In patient and caregiver screening
Ped | GtriC tools in total were identified

Oncology



. . SSPedi: Symptom Screening in Pediatrics
1. Distress Screening

Please tell us how much each of these things bothered you yesterday or today by ticking the
circle that best describes the amount it bothered you:

Systematic

O

O
O

Feeling disappointed or sad O

R ‘ f Feeling scared or worried

e v I e w O Feeling cranky or angry
Problems with thinking or
remembering things

Distress

Feeling tired

Mouth sores

Screening

Hurt or pain
(other than headache)

o
Tingly or numb hands or
feet
Throwing up or feeling like

you may throw up

Feeling more or less hungry

Pediatric —

Constipation
(hard to poop)

Oncolo gy

Please tell us about any other things that have bothered you lately by writing about them here.
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Q. Distress Screening )
NeXxt 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

Feedback and Improvements

Feedback from patients and families,
healthcare providers, and administrators will
support a successful implementation across
all patients

Pilot

Routine screening with the SSPEDI will
beginin early 2027

Full Launch

Routine distress screening will be
standard for all oncology patients
across Alberta.




2. Monitoring Neuropsychological
Outcomes

« Memory, learning, school achievement

« Attention and concentration

* Processing speed

 Executive functions

 Mental health (ex., depression, anxiety,
suicidality)



(2. Neuropsychological Outcome9

Clinical Trials

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.

& 30 Trials with QOL and
Neurocognitive assessments

& 250 Participants

& 768 assessments



(‘2. Neuropsychological Outcome9

Neurocognitive
Screening Program

Dr. Stephen Nicolas is the recipient of the
Kids Cancer Care Clinical Research
~ellowship. In addition to his clinical work,
ne will be supporting the development of a
neurocoghnitive screening program for

children receiving brain-directed therapy can©@[? @@Uj@
for cancer.




3. Psychosocial Follow-Up in Survivorship

CHILDREN'S

ONCOLOGY
GROUP

ANY CANCER EXPERIENCE

SaoR Therapeutic Potential Periodic Evaluati Health Counseling/
e ExXposure Late Effects st s st Further Considerations
1 Any Cancer Experience | Adverse psychosocial/quality HEALTH LINKS
of life effects Psychosocial assessment with attention to: | Introduction to Long-Term Follow-Up
Social withdrawal - Educational and/or vocational progress | Emotional Issues
Educational problems - Social withdrawal Educational Issues
Relationship problems Yearly
Under-employment/
Unemployment ‘Childhood Cancer Survivors: A Practical Guide to Your Future,” by Nancy Keene,
Dependent living Wendy Hobbie & Kathy Ruccione, Childhood Cancer Guides, 2012

‘Educating the Child with Cancer: A Guide for Parents and Teachers’ edited by
Ruth Hoffman, American Childhood Cancer Organization, 2013

POTENTIAL CONSIDERATIONS FOR FURTHER TESTING AND INTERVENTION

Psychological consultation in patients with emotional difficulties related to
cancer experience, including physical deformities or chronic disabilities.

Social work consultation.

Refer as indicated to school liaison in community or cancer center (psychologist,
social worker, school counselor) to facilitate acquisition of educational or
vocational resources.

Refer as indicated for neuropsychological evaluation.

SYSTEM = Psychosocial
SCORE =1

Additional Information

Consider patient and cancer/treatment factors, pre-morbid/co-morbid health conditions, and health behaviors, as appropriate, that may increase risk.
- Patient factors: Female sex, younger age at diagnosis, family history of depression, anxiety, or mental illness, lower household income, lower educational achievement, failure to graduate from high school
- Cancer/Treatment factors: Bone tumor, CNS tumor, CNS-directed therapy, history of hematopoietic cell transplant
- Pre-morbid/Co-morbid medical conditions: Neurocognitive problems, depression, physical limitations, seizures, scarring or disfigurement, vision loss, hearing loss, premorbid learning or emotional difficulties
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( 3. Survivorship )

Long-Term Survivor Clinic
Questionnaires

The Long-Term Survivor Clinic at the Alberta Children’s
Hospital follows survivors over their lifetime.

] L

Over 1000 patients in the clinic. They
are seenevery i, 2,or 3 years based
on their risk profile

They receive surveillance according
to the Children’s Oncology Group
screening guidelines

Patients complete a screening
guestionnaire at every appointment
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( 3. Survivorship
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#. Survivorship

Rate yOU r My Cancer Treatments Pk Cardiovascular Risk Assessment Sy MR

&

M -t I H I-t h IMPACCTs DR SIS 00 IMProving Care and OQutcomes for Childhood Cancer
e n a e a Treatment Date IMProving Care and Qutcomes for Childhood Survivors (IMPACCTs) seeks to establish a digital platform
Cancer Survivors 3 for survivors of childhood cancer, forming a cornerstone of
G the Canadian National Aftercare Strategy for Survivors of
Abgut: “Restlirces “Consent Pediatric Cancer. This solution will empower survivors
0% 19 years through education, engagement, and connected care, while

|d T 2 enabling collaboration amang researchers and healthcare
HOW WOU you Rad|at|0n S|te CV Risk Hearl age

: providers nationwide
Articles

2012-02-15

rate your overall Head/Brain
mental health?

» CAREAK:dS overview

Psychosocial Cancer Research for Kids age 18 years

Chemotherapies RE4 1 overvievi Sex Male

CARE4KIds alms to provide a person-centred, longitudinal Systolic blcod pressure (weekly average): 125 mmHgq

digital home for childhood cancer survivors. Blood pressure treated with medication:

O Poor CyC|0ph08phamide Healthy eating and cancer preventior Smoker

Diabetes
The Canadlan Partnership Agalnst Cancer provides updates 7
Assessment type Body mass index (BMI)

O Fa I r 1 on healthy eating policies and actions linked to cancer y
Surgeries Height: 176 em

prevention In Canada
Weight B/ kg

O Good Neurosurgery-Brain
O Very gOOd Questionnaires

Transplants

* My Cancer Treatments
O EX C e I I e nt A concise, standardized record of treatments history for
None analysis, including a survivor-friendly summary of that history.

The cardiovascular assessment estimates your
cardiovascular (CV) risk and heart age. The CV risk is the




NeXxt Steps
O
cOnCI USIon s & Expand our screening program to include:

» Siblings

NeXt Ste ps « Parents and Caregivers

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

1. Distress Screening During 2. Monitoring Neuropsychological 3. Symptom Burden in
Treatment Outcomes survivorship

 Implementing the SSPEDiI « By collecting QOL and e Routine screening for survivors
across Alberta for all pediatric neurocognitive outcomesin of childhood cancer ensures
oncology patients clinical trials, we will support survivors get the support they
« This will allow for timely the development of treatment need
supports for families as well as protocols that minimize « Our research database
a better understanding of the burden provides insight to the unique
psychosocial resources « Routine neurocognitive needs of survivors of
required screening will help us better childhood cancer

support the needs of patients
receiving brain-directed
therapy
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