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Todayôs session 

Á Define psychosocial care and its importance 

Á Psychosocial services overview and team members 

Á How psychosocial teams work 

Á Overview of the 15 Psychosocial Standards of Care in 

Pediatric Cancer with in depth presentations of 4 standards 

ï psychosocial care to meet the standards 

Á Questions and discussion 

 

 
 



What is Psychosocial? 

Á   Adjective psy·cho·so·cial  \ῄsǭ-kǾ-῁sǾ-shᴅl\ involving both     

     psychological and social aspects 

 

Á Consistent with a òwhole personò view 

 

Á Includes the family or family-centered care 

 

Á Takes into account the broader systems that impact 

access to care, development and adaptation. For 

example: 

- School 

- Community  



What is psychosocial care and why is it important? 

Á The range of psychosocial topics is broad and all warrant 

attention in their own righté 

 éadjustment to illness/treatment, coping (child, 

 siblings, parents), anxiety, depression, pain, 

 procedures, adherence to treatment, uncertainty,  

 financial difficulties, insurance, schools, peers, 

 communitiesé. 

Á Psychosocial care: 

 - facilitates good medical care 

 - improves quality of life for all during treatment and into 

    survivorship 

 - prevents escalation in distress and promotes positive 

    adaptation  



History of psychosocial care in pediatric cancer 

(CHOP): 

 

 
 

 

Audrey Evans and Anna Meadows 



 

Early research on 

psychosocial & 

neuropsych factors 

Growth in psychosocial 

staff, teams and 

research 



Who are the members of the psychosocial team? 

 

 
 

Á Social workers 

Á Psychologists 

Á Child life specialists 

Á Psychiatrists 

Á Neuropsychologists 

Á Patient Navigators 

Á Chaplains 

Á Creative Arts Therapies (art, music) 

Á Hospital school teachers and educational specialists 

Á Resource specialists 

Á Child Activity Coordinators 

Á Trainees (pre and post doctoral) 

Á Caregivers and other family members 

 

 



How do psychosocial teams work? 

 

Models (and resources) differ across cancer 

centers: 

ÁHighly integrated with medical care 

ÁReferrals to relevant hospital departments 

ÁConsultation-liaison teams 

ÁExternal referrals (ñrefer outò to the community) 

ÁNeed for benchmark data  

 





Psychosocial Standards of Care in Pediatric Cancer 

 
Á Multidisciplinary group of ~80 

Á Identified key areas 

Á Conducted a series of 15 systematic reviews of the 

literature from 1995-2015 

Á Scientifically rigorous evaluations of the literature 

Á Derived a standard for each of the 15 areas 

Á Standards are intentionally broad 

Á Published in Pediatric Blood and Cancer December 

2015 
 

www.mattiemiracle.com/standards 

http://www.mattiemiracle.com/standards


Youth with cancer and their family members should 

routinely receive systematic assessments of their 

psychosocial health care needs. 
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Psychosocial Assessment 



Patients with brain tumors and others at high risk for 

neuropsychological deficits as a result of cancer treatment 

should be monitored for neuropsychological deficits during 

and after treatment. 
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Neuropsychological Concerns 



Meeting the Standard on Neuropsychological 

Concerns at CHOP 

 

(Targeted Level of Care) 

 

Lamia P. Barakat 



Why monitor neuropsychological 

functioning? 

ǐ Children and adolescents have experienced: 

 - interrupted brain development due to oncologic     
    genetic conditions 

 - location of brain tumor 

 - surgery, chemotherapy, and/or radiation 

 - any treatment directed to the central nervous system 

ǐ These factor place them at at risk for neuropsychological 
deficits 

ǐ Patients most at risk are those treated for brain tumors, ALL 
and NF 





Goals of neuropsychological assessment 

Á Help caregivers and teachers better    understand the 

childôs cognitive development after cancer diagnosis 

and treatment 

Á Help caregivers advocate for their child in the school 

(IEPs or 504 Accommodation Plans)  

Á Help identify need for additional resources and/or 

intervention 

Á Help plan for the childôs future 

 



Domains assessed 

Á Intellectual Functioning 

Á Language Functioning 

Á Learning and Memory (Visual and Verbal) 

Á Visual-Motor and Visual-Spatial Functioning 

Á Attention  

Á Processing Speed 

Á Executive Function Skills--"how" skills (e.g., inhibition, 

planning, organization, self-monitoring) are out of sync 

with "what" skills (e.g., specific knowledge of facts)  

Á Emotional and Social Functioning 

 



Neuropsychological assessment 

through the CHOP Cancer Center 

Á Two pediatric neuropsychologists with expertise in 

oncology perform å 200 neuropsychological 

assessments per year 

 - Clinical assessments primarily through referrals from 

  the Survivorship Program and Neuro-Oncology 

  Section 

 - Proton therapy protocol 

 - Assessments through research: 

  COG ALTE07C1 and other consortium studies 

  BMT protocol; Neuroblastoma protocol 

 



Conventional Radiation Proton Therapy 



Evidence-based interventions 

for neuropsychological late 

effects at CHOP 

ÅTwo research protocols for children with brain tumors 
post-radiation treatment 

ÅCogmedRM as part of clinical care for children who 
demonstrate working memory deficits on 
neuropsychological assessment 

CogmedRM for children with brain tumors  
(Hardy et al., 2003) 



 Executive Functioning Clinic at CHOP 

ǐNeuropsychology consultation to Multi-

disciplinary Survivorship and NF clinics that 

includes: 

- Parent proxy and patient self-report screener for 

neuropsychological functioning 

- Identify barriers to success, provide anticipatory 

guidance (understand functioning from a brain-

based perspective) and make recommendations 

(tips and tricks) 

ǐEnhanced web resources tailored by age and 

neuropsychological challenges 



Neuropsychological assessment: 

Quality Improvement initiatives at CHOP 

ÁPrior QI projects: educational needs of patients and survivors 

(Hocking et al.): 

- Significant ongoing concerns regarding school functioning 

- Patients with brain tumors and patients with solid tumors most at 

risk for ongoing educational challenges 

- Support needed for negotiating with schools on obtaining school 

evaluations, 504 plans, accommodations and IEPs 

ÁCurrent QI projects: evaluate family satisfaction with 

neuropsychological assessment, feedback and report, and 

follow-up 



Moving Forward at CHOP  . . . 

ÁEF Clinic available to all patients/families at risk for 

neuropsychological deficits 

ÁSpecial education teacher on staff 

ÁAdditional interventions during and after treatment including 

targeting social functioning 

ÁResearch to increase understanding of risk factors for more 

severe neuropsychological deficits 

ÁBarriers: Billable clinical service; Funding for education 

liaison 



Long-term survivors of child and adolescent cancers should 

receive yearly psychosocial screening for  

   a) adverse educational and/or vocational progress, social 

and relationship difficulties;  

   b) distress, anxiety, and depression, and  

   c) risky health behaviors.   

Adolescent and young adult survivors and their parents 

should receive anticipatory guidance on the need for life long 

follow-up care by the time treatment ends and repeated at 

each follow-up visit.  
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Survivorship 



Youth with cancer and their family members should 

have access to psychosocial support and 

interventions throughout the cancer trajectory and 

access to psychiatry as needed 
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Psychosocial Support 



é. Assessment of .. financial hardship should be incorporated 

at time of diagnosis for all pediatric oncology families. 

Domains of assessment should include..: pre-existing low 

income or financial hardship, single parent status, distance 

from treating center, anticipated long/intense treatment 

protocol and parental employment status. Targeted referral for 

financial counseling and supportive resourceséshould be 

offered... Longtitudinal reassessment and intervention should 

occur throughout the cancer treatment trajectory and into 

survivorship or bereavement. 
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Financial Burden 



Parents and caregivers of children with cancer should 

have early and ongoing assessment of their mental 

health needs. Access to appropriate interventions for 

parents and caregivers should be facilitated to 

optimize parent, child and family well being.  
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Parent / Caregiver Mental Health 



Meeting the Standard on Parent/Caregiver 

Mental Health at CHOP 

 

(Universal and Targeted Levels of Care) 

 

Chelsea Keeler 



The Role of the CHOP Social Worker: Navigation 

ÁEvery family in the Cancer Center is assigned a 

social worker.  

 - Point of contact to address impact of   

   diagnosis across entire family within the 

   whole unit or environment in which they live 

Á10 full time social workers, specializing in specific 

diagnoses: Leukemia/lymphoma, solid tumors, 

neuro oncology, bone marrow transplant 

ÁPatient Resource Navigator 



The Role of the CHOP Social Worker: 

Assessment to Guide Intervention 

ÁSocial work completes an initial psychosocial assessment 
with every family at diagnosis 
- Re-assessments as needed and throughout treatment, including 

relapse 

ÁPsychosocial assessment includes: 
ÁFamily structure   Mental Health History 

ÁHousing/lodging   Transportation 

ÁFinancial picture   Sibling Needs 

ÁWork    Patient/Family Coping 

ÁSchool     

ÁInsurance 

 

ÁAlso, respond to needs identified through psychosocial 
screening assessed through research at diagnosis and as 
the child moves off treatment (2 protocols) 



The Role of the CHOP Social Worker: Education 

ÁSocial workers incorporate teaching within the 

therapeutic relationship 

 

ÁSocial work (and Child Life) participate in Patient 

Family Education (PFE) at diagnosis in 

collaboration with nursing 

 

ÁDistribute educational materials to family 



The Role of the CHOP Social Worker: Counseling 

ÁInpatient Caregiver Support Groups: 
- Inpatient Newly Diagnosed Group 

- Inpatient Spiritual Care Group 

- Inpatient Art Therapy Group 

ÁOutpatient Caregiver Support Groups in 
conjunction with sibling/patient groups 

ÁSocial workers and psychologists trained 
in Surviving Cancer Competently 
Intervention Program (SCCIP) and Bright 
IDEAS 

ÁCaregiver Webinar Series 

ÁAdditional Caregiver Support 

- Ronald McDonald Room 

- Caregiver support materials in caregiver 
binder provided at diagnosis 



The Role of the CHOP Social Worker: Collaboration  

ÁCoping and Mental Health needs addressed by: 

- Social Work 

- Child Life 

- Psychology and Psychiatry as needed 

 



Youth with cancer and their family members should be 

provided with psychoeducation, information, and 

anticipatory guidance related to disease, treatment, acute 

and long-term effects, hospitalization, procedures, and 

psychosocial adaptation. Guidance should be tailored to 

the specific needs and preferences of individual patients 

and families and be provided throughout the trajectory of 

cancer care.  
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Psychoeducation 



Youth with cancer and their family members should 

receive developmentally appropriate preparatory 

information about invasive medical procedures.  All 

youth should receive psychological interventions for 

invasive medical procedures. 
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Preparation for Procedures 



Meeting the Standard on Preparation for 

Procedures at CHOP 

 

(Universal and Targeted Levels of Care) 

 

Rebecca Rector 



The Role of a Child Life Specialist 

Á Provide opportunities for your child to 

play as a way to normalize the 

hospital experience and support 

development.  

Á Prepare patients for medical 

procedures using language that 

children understand. 

Á Provide support during medical 

procedures. 

Á Explain a patientôs diagnosis and 

treatment plan through use of age-

appropriate language. 

Á Provide opportunities for expression 

and support for patients and siblings 

through keepsake making and at end 

of life.  

 

 



CHOP Cancer Center Child Life & Creative Arts Services 

Á Inpatient Oncology 

Á 3 Child Life Specialists 

Á 1 Child Activity Coordinator 

Á Music and Art therapy groups and referrals 

 

Á Outpatient Oncology Clinic  

Á 2 Child Life Specialists 

Á Music and art therapy group 

 

Á Radiation Oncology  

Á 2 Child Life Specialists 

 

Á King of Prussia Oncology Clinic 

Á 1 Child Life Specialist (also covers radiology) 

 

Á Voorhees Oncology Clinic 

Á 1 Child Life Specialist 

 

 

 

 


