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tial component of treatment for most pediatric medulloblastoma patients, 
it is associated with neurocognitive compromise. Effects include deficits in 
cognitive speed and performance efficiency, aspects of attention, as well as 
working memory. Yet long after treatment it is difficult to tease apart rela-
tive contributions of other risk factors to neurocognitive functioning beyond 
radiation. We examined neurocognitive functioning in a sample of pediatric 
medulloblastoma patients prior to radiation therapy, including investigation 
of neurocognitive risk factors such as hydrocephalus, presence of posterior 
fossa syndrome, and duration of neurological symptoms prior to diagnosis. 
Results indicated that the sample functioned in the average range in terms 
of overall IQ (n=34, X ̅=103). Patients also functioned in the normal range 
in terms of language-based ability (X ̅=106), nonverbal ability (X ̅=104), and 
working memory (X ̅=103). However, the sample performed statistically sig-
nificantly lower than the general population in terms of cognitive speed and 
efficiency (z=-2.026, p=.043). The sample was also rated by parents as exhib-
iting more attention problems relative to the general population (z=1.988, 
p=.047). There was no specific association with hydrocephalus, duration 
of symptoms, or history of posterior fossa syndrome. Results suggest 
weaknesses in attention and processing speed may exist in some pediatric 
medulloblastoma patients prior to radiation therapy secondary to tumor 
and related complications. Implications for future research are presented, 
along with difficulties inherent to “baseline” assessment with pediatric brain 
tumor survivors.
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Pediatric brain tumor survivors often experience persistent and clinic-
ally significant late-effects following treatment. Critical to understanding 
morbidity is utilization of patient-reported outcomes (PROs). The current 
study evaluated PROs of individuals previously diagnosed with a pedi-
atric brain tumor and identified risk factors for less optimal overall health. 
Participants included 127 youth 10.59±4.81 (M±SD) years old at survey 
completion and 4.45±3.82 years from diagnosis of a brain tumor (34.6% 
Pilocytic Astrocytoma, 9.4% Medulloblastoma, 9.4% Ependymoma, 7.9% 
Craniopharyngioma, 38.6% Other). Outcomes were assessed via Patient-
Reported Outcomes Measurement Information System (PROMIS) parent-
proxy measures. Overall health was assessed via PROMIS Global Health 
(i.e., a measure of general, physical, mental, and social health). Univariate 
and logistic regression analyses examined potential demographic, medical, 
and psychosocial factors (e.g., age, race, diagnosis, treatment) related to 
poor global health. Initial descriptive analyses suggested that most youth 
experienced anxiety symptoms (T-score M±SD=50.71±11.54), depressive 
symptoms (47.96±10.34), cognitive functioning (46.52±9.10), and fa-
tigue (55.14±10.62) similar to their peers. However, 31.0% of youth ex-
perienced impaired global health (T-score<40). After adjusting for other 
potential covariates, the final model suggested that youth with signifi-
cant anxiety (OR=6.20, CI=1.56–24.65), youth with significant fatigue 
(OR=3.96, CI=1.26–12.41), and youth who did not undergo a gross total 
resection (OR=0.25, CI=0.07–0.96) were at risk for impaired global health. 
Identifying those at-risk for impaired health is essential to reducing survivor 
morbidity and optimizing overall quality of life following treatment. Cur-
rent data suggest potentially modifiable factors that may improve long-term 
outcomes for survivors of pediatric brain tumors.
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BACKGROUND: Childhood brain tumours and their treatment can 
reduce health-related quality of life (HRQoL) and cause anxiety and de-
pression, withdrawal, and social isolation. Improved communication within 
outpatient consultations may allow early identification and treatment of 
these issues. We explored family communication needs in survivors of child-
hood brain tumours receiving six-monthly follow-up outpatient review 
within the English NHS. METHODS: Semi-structured interviews were con-
ducted with 18 families whose child aged 8–17  years had finished treat-

ment for a brain tumour within the preceding five years. Thematic analysis 
used the Framework Method. RESULTS: Adjusting to change and finding 
a “new normal” was the overarching theme to emerge. HRQoL issues in-
cluded fatigue, coping with physical changes, challenges at school, isolation, 
and adjusting to changes in abilities. Survivors described a need for greater 
knowledge about and more support with changes in cognitive functioning. 
Parents spoke about the impact on the wider family and their changed role 
in supporting the child’s HRQoL. Communication barriers included short-
term memory loss, shyness, and the need to suppress or regulate emotions 
evoked by these issues. Communication needs included more information 
regarding recovery and rehabilitation and/or help managing anxiety or emo-
tional health. CONCLUSION: The above communication needs and bar-
riers should be addressed. Having a digital record to document and monitor 
this information systematically could improve service planning and provide 
patients and their families with the resources to reach their full potential and 
experience a better HRQoL.
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BACKGROUND: The HRQoL of survivors of childhood brain tumour 
is significantly reduced into adulthood but is not systematically assessed. In 
the UK, referral for appropriate support is often reactive rather than pro-
active. We developed KLIK, the online Dutch platform, for use to enable 
the systematic assessment of HRQoL in the UK NHS using patient-reported 
outcomes measures (PROMs) which could be fed back to clinicians during 
outpatient review appointments.  METHODS: PARTICIPANTS: Children 
aged 5–17.9  years, receiving outpatient care >6  monthly for a brain tu-
mour diagnosed within preceding 5 years and their parents and clinicians. 
SETTING: Three UK CBTTCs – UHS, Southampton; GOSH, London; and 
QMC, Nottingham. PROCEDURE: KLIK-UK was developed throughout 
the study and barriers and opportunities for its use logged. A.  Develop-
ment phase: relevant PROMs were identified through systematic literature 
review1 and families’ views regarding choice of PROMs, communication 
needs within consultations, and KLIK-UK were obtained by interview. B: 
Feasibility phase: KLIK-UK was tested in outpatient review appointments 
followed by interviews with the family and clinician. RESULTS: 57 families 
and 10 clinicians participated. The PedsQL-Core module was preferred by 
families. Communication needs and barriers were identified. All clinicians 
reported that they could see the potential value of using KLIK-UK but views 
differed as to whether they could use it within their current timetable. Ana-
lysis of interviews from the feasibility phase will be reported. CONCLU-
SION: KLIK-UK is ready for use in the UK but will need to be adapted 
according to local resources, needs, and preferences. 1Bull et al. 2019 https://
doi.org/10.1093/nop/npz064
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Pediatric cancer survivors have increased unemployment and lower edu-
cational attainment rates. This is most significant in brain tumor survivors 
who show five-fold relative odds increase in unemployment over other pedi-
atric cancer survivors. The long-term effects of brain tumor treatment po-
tentiate the difficulty with work and school reintegration seen in the broader 
Adolescent and Young Adult (AYA) population. To address this, our team 
designed an annual job fair for AYA Neuro-Oncology survivors. Vendors 
were invited representing disability advocacy groups, legal services, schol-
arship organizations, and employers with strong disability services, several 
who offered on-site interviews. Additionally, brain tumor survivors served as 
inspirational speakers for the event. Between thirty to forty survivors have 
attended each event. Pre- and post-surveys, as well as 3- and 6- month follow 
up was obtained. Universally, the day was engaging and motivating, both for 
survivors and staff, and stimulated conversation for pursuing career or aca-


