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INTRODUCTION

Patient Acceptable Symptom State (PASS) is a single Yes/No question where a “yes” response
indicates the minimal level of symptoms and function above which a person considers their
current condition satisfactory.

> PASS has shown validity as an anchoring question for important health outcomes in adults
with various diagnoses and in children with JIA (Strand 2011; Kvien 2007; Tubach 2012; Filocameo

2012; Consolaro 2012; Roos 2019). However, it has not been researched in children with consistent,

long-term disability.




PURPOSE

% To seek child and family insights to develop a potentially useful version of a
single patient-reported question on acceptable/not acceptable state (PASS
or PASS-like) of health, wellbeing, and/or diagnosis-referenced quality of

life for children with consistent, long-term disability and their families.

%  Final version of a PASS question might be used in subsequent research in

these populations for clinical decision making and outcomes benchmarking.




THREE VERSIONS OF THE PASS QUESTION:

Version 1) Taking into account all your child’s activities, any pain he/she
experiences, and also his/her abilities and challenges, do you consider his/her

current state to be satisfactory? (modified from Tubach et al 2005 and Kvien et al 2007)

Version 2) Taking into account your child’s physical and mental health, his/her
social life, and also his/her challenges and aspirations, do you consider his/her

current state of wellbeing to be satisfactory? (nodified from Tubach 2005 et al and Kvien et al 2007)

Version 3) Considering all the ways your child’s diagnosis affects him/her,
would you be satisfied if his/her condition remained stable/unchanged for the

next feW months? (per Consolaro et al 2012 and Filocamo et al 2012 JIA articles).




] \/ I E I H O D S Semi-structured Interview Questions - PASS for Kids

Domain of Inquiry

= Family/child perspectives on what is referenced in deciding “acceptable” or “satisfactory” state—
particularly related to health status, wellbeing, and diagnosis.

Semi-structured interviews with child and Gategories of the Topi

- Physical, mental, emotional, and social functioning, symptom burden, and QoL

Caregivers . - Capabilities, activities and relationships

= Valuation of the above

Question Stems

= Which words or phrases in these three questions are most important to you in deciding whether

Quantitative Variables: age, gender, ethnicity,
primary diagnosis and classification, insurance [ ——

+ In what way...? Tell me about that...? Such as...?

Coverage, Gross MO tor Function C lassiﬁcation - What do you think about when deciding whether to answer yes or no for each of these three

Sys tem (GMFCS) level a.n d Patien t—Rep O rted : ::’::::j;:e:i::rT:owmyt:::rlllt:r::hf:j;;h question? Tell me more about those
differences.

O u t C O m e S M e a,S ure m e n t In fo rm ati O n S yS te m * The first 2 questions attempt to distinguish “health status” versus “wellbeing”...as being

different. What are your thoughts about this?

PR OM IS P d < t < ( l b l I I lth 7 I h P z! S S + The last question asks you to take into your di is/disability specifically
e la rl C O a e a . ree when deciding whether to answer “yes” or “no.” What are your thoughts about this?
We've touched on some of these next questions alreadly, but | want to hear more about how some

qu e S ti O n Ve r Si O n S specific things impact whether you answer yes or no for these three questions.
.

- In what ways do i mental, ional, and social ioning impact your answer?***

= In what way does your overall health (current health, and over past years) impact your answer?***

Interviews Were audio recorded, transcribed) then - In what way does your level of participation in life’s activities (home, play, community, school,

relationships) impact your answer?***

an alyzed using thematic an alysis . - :::;h:;ee;?gn:;t::r things we haven’t talked about that impacted your answers on any of these

.('b‘ ***In what way...? Tell me about that...? Such as...?




RECRUITMENT & PARTICIPANTS

® 7 semi-structured interviews were conducted
between May and Aug 2020.
> Included parents or caregivers
> 5 outof 7 interviews also the child

o Age range: 12-15 years (mostly female)

® Primary diagnoses: spina bifida (2), cerebral
palsy (1), genetic syndromes (3), and

Research Stu y. e@;%aﬁ“
Family Focus Group *°

leukodystrophy (1).
. 1. . Who: Children with disabilities & their families
e All caucasian families (in OR, SW WA) v . "
hat: 30 - 45 minute focus group/interview
{ ] 5 Of 7 families on private heal th insurance Why: Our study is developing a family-centered question
pediatric therapists might use to understand what
really matters in your life. We need your input
o and opinions! ...YOU are the experts!
...sample not representative

Contact: Ryan Jacobson, DPT @

rjacobson@georgefox.edu Geo E : l:\‘)-‘
503-504-3247 . ol

Study approval #: 2192014




So, what were the FINDINGS from our Thematic
Analysis of these Semi-Structured Interviews?




RESULTS

Different categories of codes emerged during the thematic analysis process....
1. Values/Beliefs/Priorities of the children and families
2. What respondents consider when answering Y/N on PASS

3. Which parts of the PASS questions stand out as important & how
words are interpreted




LET’S DIVE DEEPER INTO THESE THEMES...
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Values, Beliefs & Priorities of the Children & Families

The most common codes (values) mentioned Differences between child and
across families that were driving factors when parent-proxy answers...
deciding yes or no on PASS: ® TDarents tend to compare their
% INDEPENDENCE child to typical-developing
% QUALITY OF LIFE children; children did not

Other important values mentioned include:
> Health/Medical Status
> Social Interaction & Personal Relationships
> Capabilities of Daily Life
> Development/Growth
> Faith




What respondents consider when answering Y/N on PASS

% OUTLOOK (reference of time): future-oriented, present state, or trajectory:
® Impacts how PASS is answered
® TDarents/caregivers tended to be more future-oriented than children with goal of

“normalcy” and independence.

* Type of disability... what is important/relevant to the child and how to weigh each aspect.
® DPhysical/mobility-related

0 More readily able to accomodate for

“How is my child's psychosocial/

° i . -
Psychosoc1al/ mental cognitive functioning compared to

O More challenging to interact with peers; their physical functioning

harder to accomodate for in daily life affecting their quality of life?”



Which parts of the PASS questions stand out as important

& how words are interpreted

* “Satisfactory”
O Very subjective term
o  Whatis the threshold?

o Parents want better for their child

m  Satisfactory may not be the goal... what about THRIVING?

* Questions 1 and 2 tend to be interpreted as being interconnected and draw similar
things into consideration when answering Y or N. Whereas Question 3 stands out

as very different.
o Children did not tend to offer insight to depict difterences in PASS questions



Values, Beliefs, &
Priorities of the
Children & Families

e INDEPENDENCE

e QUALITY OF LIFE

e Health/Medical Status

e Social interaction & personal

Relationships

e Capabilities of daily life

e Development & growth
e Faith

THEMES

What Respondents Which Aspects of the
Consider When PASS Questions
Answering Yes or No on Stand Out as Important

PASS

& How Words are
Interpreted

® Outlook: Future vs. ® “Satisfactory” — subjectivity
O What is the threshold?

O Satisfactory/acceptable may not be

Present vs. Trajectory of
the child’s status

the goal... what about thriving?

e PASS Q1 and Q2 are very

® Physical (mobility-related)

vs. psychosocial/mental

similar, whereas Q3 stands out

aspects of disabilities
as different.



WHYIT MATTERS

Children base their answers more on their ability to

interact with their peers and not on typical-development

Understanding what factors play into a PASS yes or no

can help guide direction of further treatment

Valid PASS-like question could open the door to more

meaningful conversations with child and family

e Helps to align child and family goals with physical

therapy goals to guide person-centered care!




FUTURE RESEARCH!

e Correlating PASS question #3 with
PROMIS and other subjective
outcome measures to determine clinical
viability.

e Allowing child and parents to answer
separately

e Utilizing a Likert scale for answers

rather than a “yes” or “no”
o Range from “strongly disagree” to
“strongly agree”
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