AYA SOCIAL SUPPORT LEARNING COMMUNITY

SESSION 2

ASSESSING SOCIAL SUPPORT IN PRACTICE:
CURRENT APPROACHES, TOOLS, AND GAPS

SEPTEMBER 18, 2026

JULIE GERMANN, PhD, ABPP

Associate Professor of Psychiatry

NICK IANNARINO, PhD

Associate Professor of Health Communication

' M

children’s l,




TEAMWORK MAKES THE DREAM WORK

Karly (Murphy) Ingram Grace Westcott
Reid Anctil Virginia Commonwealth University
Rachel Glock
East Carolina University Ocean Wang
Loulsiana State University
Joey Tan
UPenn Julianna Corrao

. . Scripps Cancer Center
Nick lannarino

Darci O'Neil Colter Ray
University of Michigan-Dearborn University of Tampa
Julie Germann Abby Westerman
UT Southwestern/Children’s Health b-Present

Jamie Reedy
Yale Cancer Center



INSTITUTIONAL RESEARCH FUNDING

For participant incentives and professional transcription

University of Michigan-Dearborn East Carolina University

DEARBORN




NATIONAL QUALITATIVE STUDY

RQ1: How do clinicians/administrators define patient social
support in AYA oncology?

RQ2: How are clinicians/administrators currently assessing AYA
cancer patients' soclal support needs within clinical practice (or

not)?

RQ3: \What barriers and opportunities are
clinicians/administrators encountering when assessing AYA
cancer patients’ social support needs? L




WORKING SESSION AGENDA

e Understand
o Detalled Study Findings of Current Practice
e Learn from Peers
o Tool and Resource Exchange
e Discuss
o Common Practices, Challenges and Solutions

But first, who do we have here today?

Q1: Poll



RQ2: CURRENT ASSESSMENT PRACTICES

“If you've seen one AYA program,
you've seen one.”

-AYA Program Admin from Pediatric Hospital



RQ2: CURRENT ASSESSMENT PRACTICES

WHEN




WHO - CARE TEAM MEMBERS

Our navigation is specifically adolescent-young adult, so
we will meet with them, assess their needs (PD, A)

All of our psychologists see AYA patients (MP, P)

Psychology does not see every patient. | know that some
hospitals do have it set up that they’re automatically
connected. Our system doesn’t work that way (P, P)




WHO - CARE TEAM MEMBERS
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Our social worker, we call her our AYA counselor. She's able to then do a
deeper dive. If someone has a lot of needs in this realm, then our
navigator connects them to her...richer level of support to these patients
and able to see them in an ongoing fashion to all the check in at different
time points during treatment and then to survivorship as to how they are
doing and what support they need. How to just continue to augment that.

(PD, I)

| do think [the NP] has that natural mindset and she does a lot of the
[psychosocial] assessment without us even asking (P, 1)




WHO - CARE TEAM MEMBERS

Child Life, they’re uniquely positioned to really get to know our patients on a
consistent basis ‘cause they have more touchpoints with them throughout their
treatment in clinic...have the opportunity to have their feelers out a little bit more
[about social support] (P, P)

We do have a child life specialist who sees only patients 20 years old and up,
which | think is incredibly helpful for her to just be able to introduce her
discipline and say, "l only see patients that are 20 and older." [Laughter]. | think
it just normalizes the child life role for AYA patients (P, P)

We do this in-depth assessment. Our program manager would do that,
identifying different life domains, spiritual, financial, social, what have you.
“Is this somethin' that's of concern to you and is it somethin' that you would
like more information about?” (PD, I)




WHERE - COLLECTION MODALITY

Face-to-Face Synchronous

e Clinician-patient interaction in clinic, infusion
space, inpatient, etc.

e VVideo, telephone, portal, text message

Questionnaire

e Fully structured instrument on paper or

electronic, taken in patients’ own time

e Texting
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WHERE - TELEMEDICINE

“Just from the communication aspect, it's funny to hear how day-to-
day, what AYAs prefer what. Some people are like, ‘| had five Zoom
meetings in school today. If you give me a Zoom visit, I'm going to
go crazy. There's never a one-size-fits-all aspect but just figuring out

the
blu

yOou

best way to do things for each patient. | love when patients are
Nt with me, and they're like, ‘Just so you know, | am here, but
're not gonna see my face, and that's that." | think any contact

Wit

N an AYA Is a good contact in my book rather than not

contacting them at all.”

-AYA Program Manager from Integrated Program



WHERE - TEXTING

e
“..our program specialist, has a cell phone that she can use to
INnterface with patients. It is so useful when she texts patients.

They respond. They get back to her. They don't wanna talk on the
phone. They don't do email.”

-AYA Program Manager from Integrated Program

Q3: Poll



WHEN - ASSESSMENT POINTS
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Diagnosis Specific need/goal Survivorship

definitly ty oaskatthe st | For some people, social support [ e do oy o assese social suppor
sense of what their support system is N (56 ST S CoeT) &S lis e trajectory, and it's part of what we
: g : : the concerns [on the distress assess for in our survivorship clinic
like, especially if it's a new diagnosis. N ; SW. |
(SW, 1) thermometer]. (SW, A) where we see patients. (SW, 1)

Regular interval Periods of transition

Standardized, | see them They're in maintenance or they

initially, | see them a month have radiation and then they're

later, | see them three months back to chemo. They have

later, six months later. (PD, [) surgical plan, back to chemo.

Maybe in one of those periods
of transition. (P, |)




WHEN - ASSESSMENT POINTS

“l think it differs if we have a patient who—again, say | meet them to do
an initial consult or there's already an identified need—as soon as they
come to us with this diagnosis or get their diagnosis, and there's some
sort of acute need that's identified—maybe they have a history of
bullying or whatever it is—then we're having a more specific follow-up
plan where I'm making a plan with the patient and the family where
they want to initiate some follow-up. Maybe we're doing that once a
month. If that's an identified area of need, | would be checking in at
that once-a-month visit on how they're doing related to their social
support needs and also, again, trying to catch them in those periods of
transition... | think it just really varies depending on what I'm seeing
them for or what the problem is.”

-Psychologist from Integrated Program Q4: Poll



WHAT - SUPPORTER TYPE ASSESSED

QS5: Poll



Electronic Medical
Record

I'll put it in my note, if I'm
worried about a patient or
something, “discuss with
social worker” because
personally | like to keep
track of that for myself in
that—I think some of
those important things
are in the documentation
(MP, P)

She also is documenting
on the electronic medical
record but she has a flow
sheet is the electronic (P,

)

Meetings for Clinical
Coordination

Then every other week we

have psychosocial
rounds. Then the
multidisciplinary team is
on that call. We're
sharing (PD, P)

...have physician

champions in each
disease group that are
part of our AYA Steering
Committee. We do meet
monthly. (N, A)

Personal
Communication

We all work so closely

together that they'll—if
there's things that are
pretty essential for me to
be aware of as their
treating oncologist, they'll
tell me. | don't have to go
searching for it in the
note. (PD, I)




HOW - COMMUNICATION STRATEGIES

Relational/Patient-centered Focus

e Building rapport, nonjudgmental, flexibility, restating what

patient has said, following up, humor

e Validating; offering common concerns, resources, programs,
materials to initiate conversation

Normalizing Initial Assessment

e Helping patients understand why they’re being assessed; assuring
that results will be implemented; educating about provider team
roles

Cook Children’s Hospital




Routine Consults

...anytime someone is in that
15 and above range, we're
notified immediately. (PD, P)

...just puts the referral in for
patients who are in this age
group. (N, A)

Targeted Consults

| do think that our providers
now know this resource
exists.... that's where the bulk
of my consults often come

from is people wanting an
AYA-specific consult. (P, 1)

,»,a family has identified a
need that they have, and
we’re trying to determine how
we can best help them get
that, (MP, P)

HOW - REFERRAL/IDENTIFICATION PROCESS

Patient/Family Initiated

Then patients can also self-
refer, which doesn’t happen
super often, but we do have a
website so people will find and
reach out to us or hear about
us and reach out to us. (SW, I)

| have one of my AYA board
members who's 16 and right
after our first meeting | got a
text from her and she was like,
“This is [name], | relapsed. I'm
coming back into the hospital.”
(PD, P)




HOW - REFERRAL/IDENTIFICATION PROCESS

AYA Staff Seeking Raising AYA Program Awareness

| do think that our providers now know
this resource exists and that our
adolescents could be served better and
all of our areas could be served better by
making sure they're getting connected
with the program. (P, I)

| try to place myself in areas where I'm
gonna hear about it. | round with the

teams a couple times a week. | listen to
outpatient huddle in the morning.
Sometimes we'll get information—
families coming in, they're in distress,
they got some bad news, patient is
distressed. That's a cue to me that I'd
like to try to see them. (P, P)

Also when we have events, our social
support events, we also let these team
members [from monthly review meeting]
know, so they actually also refer patients
to us. (PD, I)

QG6: Poll



HOW - ASSESSMENT STRUCTURE

Structured Questionnaire

Semi-Structured Interview

Validated Measure

Custom
Questionnaire

Following up on

Semi-Structured Interview

information from a _ _
guestionnaire No questionnaire

information

Somewhat
structured intake
form

Informal Conversation

Clinical interview
with general topics

Completely
unstructured

Q7: Poll



HOW - ASSESSMENT STRUCTURE

“l think just as a model of care, AYA programs have all tended to
take that approach that is very relationship-based and flexible
and adapted to the patient. It's about meeting them where they
are in all senses of the word, including physically, and it's great.
It's also super time- and resource-intensive. That's definitely
around social support and around all of the domains that we
both assess for and try to intervene on. It's something that we're
constantly grappling with, and | imagine a lot of programs might
be, and it's something I'd like to learn more about. Just, we don't
want to standardize all of our assessment.”

-Social Worker in Integrated Program



HOW - ASSESSMENT STRUCTURE

“l do feel like as much as making everything this formal
checklist isn't the most ideal, | think having those more
concrete questions is more helpful and elicits more in the
same way that if | just ask my patient how they're feeling,
I’'m gonna get a totally different answer than if | ask them
specifically about all these systems and side effects.”

-Nurse

Dractitioner In

Dediatric

ospital



HOW

SCREENING QUESTIONS
AND TOOLS




HOW- INFORMAL ASSESSMENT
T

important to you? (SW, I)

People are really bad about
dealing with serious illness.
People usually don't know
what to say. Are you having
that experience too? (Med
Dir, 1)

Do you feel well supported? Do you feel

| like you have the support you need to get
Who are your people? Who's most through this or to handle the things that
are coming up right now? If so, what
does that support look like? (SW, 1)

Tell me who is there and who
isn't there, and what are the
areas that you feel like you
need more support around?
(SW, I)

What are things that you
like to do for fun or things
that you enjoy? (SW, P)



HOW- INFORMAL ASSESSMENT

[ think even doctors and nurses are

asking about “who are you spending
time with these days?” and engaging
kids, and teens, and caregivers about

social connection and different
activities that could relate to peer

activities (P, P)

I wish I could talk to
someone who's been there.

(P, 1)

It's very informal and just
like, "Oh, do you have a

group of friends? What does
that look like?** (SW, P)

We do have the once-a-month support group
where people do specifically talk about their
emotional needs, but I see generally speaking
it just comes out 1n all the different activities
we provide during the year and even the

topics we provide. The topics can bring out
different needs... (PD, I)




HOW- INFORMAL ASSESSMENT

What questions

do you ask?




HOW - SCREENING TOOLS

NCCN Distress
Thermometer

AYA-POST

-

AYA-SPOST

Needs Assessment and

Service Bridge (NA-SB)

Check Yourself


https://www.nccn.org/docs/default-source/patient-resources/nccn_distress_thermometer.pdf?sfvrsn=ef1df1a2_11
https://www.nccn.org/docs/default-source/patient-resources/nccn_distress_thermometer.pdf?sfvrsn=ef1df1a2_11
https://www.canteen.org.au/health-education/measures-manuals/aya-oncology-psychosocial-care-manual
file:///C:/Users/julger/OneDrive - Children's Health System of Texas/CCBD/AYA/CANTeen/AYA-POST.pdf
file:///C:/Users/julger/OneDrive - Children's Health System of Texas/CCBD/AYA/CANTeen/AYA-S-POST.pdf
https://pmc.ncbi.nlm.nih.gov/articles/instance/8238863/bin/NIHMS1704696-supplement-Electronic_Supplementary_Material_6.pdf
https://pmc.ncbi.nlm.nih.gov/articles/instance/8238863/bin/NIHMS1704696-supplement-Electronic_Supplementary_Material_6.pdf
https://pmc.ncbi.nlm.nih.gov/articles/instance/7998326/bin/jmir_v23i3e24135_app1.pdf

HOW - SOCIAL SUPPORT MEASURES

Social Isolation

— . Form
Multidimensional Scale
of Perceived Social
Support (MSPSS)

Interpersonal Support
Evaluation List (ISEL-12)


https://www.nih.gov/sites/default/files/CDEs/2026-01/promis-social-isolation-8a-crf.pdf
https://www.nih.gov/sites/default/files/CDEs/2026-01/promis-companionship-4a-crf.pdf
https://www.nih.gov/sites/default/files/CDEs/2026-01/promis-companionship-4a-crf.pdf
https://greenspacehealth.com/en-us/perceived-social-support-mspss/
https://greenspacehealth.com/en-us/perceived-social-support-mspss/
https://greenspacehealth.com/en-us/perceived-social-support-mspss/
https://www.nih.gov/node/20296
https://www.nih.gov/node/20296

HOW - LIBRARIES OF MEASURES

Searchable source for
PROMIS and other patient- A searchable repository for
reported outcome measures, standardized measures and

INncluding measures related supporting documentation
to emotional support, across multiple health-
companionship, social related domains

Isolation, and participation



https://healthmeasures.net/select-measures/measure-library/
https://www.nih.gov/heal/heal-initiative-requirements/data-sharing-policy/common-data-elements-cdes-program/cdes-repository
https://www.nih.gov/heal/heal-initiative-requirements/data-sharing-policy/common-data-elements-cdes-program/cdes-repository

TOOL AND RESOURCE CONSIDERATIONS




TOOL AND

RESOURCE
EXCHANGE
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GAPS AND
CHALLENGES




GAPS AND CHALLENGES

e |[nconsistencies in who, when, where, what, how can lead to gaps
IN assessment

e Competing priorities for clinical staff to cover

e If not a dedicated person/process, social support assessment may
Nnot be a top priority

e Availability/access to social support resources

e Availability/access to tools
e Readiness



GAPS AND CHALLENGES

“l think on paper, the medical team would say, like, ‘Yes. Of course, [social
support is] really important.’ | don't know if they're assessing for that
themselves. [...] | think, in their minds—which isn't right or wrong—
getting the treatment that you need to keep you alive is more important.
That's what they focus on. | also think a lotta times, kids come to clinic,
and they come with their parents. The medical team sees them there with
their parents, and they're like, ‘Oh, good. They have parents,’ and they

don't think about the fact that, ‘What does their life look like outside of
this clinic?"

-Social Worker from Pediatric Hospital



GAPS AND CHALLENGES

AYA Learning Session 3

BARRIERS AND
OPPORTUNITIES

December 18, 2026



KEY RECOMMENDATIONS

« Normalize conversations about social support early in

care

« Brief screening tools that fit real clinical workflows,
balanced with conversational follow-up

 Clear roles and workflows across care teams



FINAL QUESTIONS

 What would be most helpful to learn at the next

session about common barriers and solutions?
 What else are you curious about from this data?
 What else would be helpful from this series?
« How can community organizations help develop
training, resources, and tools for social support

assessment?
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