Occupational Therapy

Boston Children’s Hospital

T“fts IMPROVING ACCESS TO SOCIAL PARTICIPATION éémﬁﬂié‘éiivﬁmgram

UNIVERSITY

o cparfment o} AND LEISURE ACTIVITIES FOR INDIVIDUALS WITH ALS

Kayla Egan, OT/s; Peggy Dellea, MS, OT/L; Jennifer Buxton, MA, OTR/L, ATP, MEd; Mary Alicia Barnes, OT, OTD

INTRODUCTION

Amyotrophic Lateral Sclerosis (ALS), or “Lou Gehrig’s disease”:
progressive fatal neurodegenerative disorder resulting in loss of
voluntary muscle control, ultimately affecting movement, gait, speech,
swallowing, & breathing. % ALS impacts function & participation in daily
occupations, such as social participation & leisure.?

Augmentative and Alternative Communication (AAC): assistive
technology supplementing or replacing natural speech.? Occupational
Therapy (OT) assesses & identifies adaptations, tools, & access strategies
to promote communication & overall function in daily activities.*
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— Population & Site |

People with ALS (PALS) who use AAC at the Jay S. Fishman ALS
Augmentative Communication Program at Boston Children’s Hospital

4| The Gap I

Lack in addressing use of AAC by PALS for purposes other than face-to-
face communication

4| Research Question I

Are virtual activities on AAC desired, important, & accessible for PALS?

Aim 1: Assess if &/or which virtual Aim 2: Evaluate facilitators & barriers
activities are important to PALS to accessing virtual activities

METHODS

Tufts University & Boston Children’s Hospital IRB Approved Exempt Study

Participant Recruitment—flyers, emails, & attending OT/ Speech sessions

Semi-structured Interviews via Zoom (see Appendix)

Qualitative Thematic Data Analysis via NVivo >
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PARTICIPANTS

INCLUSION & EXCLUSION CRITERIA

Q Patients of ALS Augmentative 6 Frontotemporal dementia
Communication Program who use diagnosis or signs & symptoms of
AAC & their caregivers cognitive impairment

DEMOGRAPHICS

Pa rticipa nts PALS Gender PALS Age Range cee

N =10 'ﬁ'ﬁ‘*‘ All Caucasian
Aﬁ\ 70% MA residents
30% NH residents

O Male B Female W 31-50 O51-70 O 71+

PALS AAC Device & Access Method

* White board/ Boogie board |+ Eye gaze only
* Text-to-speech apps (phone) | * Eye gaze & switch button
OPALSn=6 : : :
* Speech-generating devices |e* Direct touch
Bl Caregivers n =4 (Tobii Pilot & Tobii I-16) * Bluetooth keyboard

RESULTS

ILLUSTRATIVE QUOTES

“I would say that virtual “It’s like a totally new mode of ”Every human being that has
activities make up a interacting with the world |[...] a phone in general [...] this is

large portion of what | Once the hands were gone, how we all communicate and
do. Without them | it’s like I need something or socialize. It's how we stay

I’m gonna have [caregiver]

doing everything for me.”
(Participant ID 4732)

THEMES: FACILITATORS & BARRIERS

Facilitators Barriers
Intrinsic Factors: Agency, Facility, & Willingness Platform Compatibility & Accessibility

connected, whether we have
ALS or not.” (Participant ID 6235¢)

would live in my head a
lot more.” (participant ID 6235)

“I wish the two platforms were more seamless”
“Companies don’t play nice with each other, so it’s not
really a Tobii or user problem”

“Brain still works | could do everything before | got ALS”
“I'm very motivated [...] | want to become a superuser”

Nature of Activity Interaction of Abilities & Activity
“FT + Zoom are a lot of work + on ‘their’ schedule “I have to laugh that the digital world is going for voice activated
Texting is on my schedule” and voice controlled devices, Siri, etc. is of no [help] to those [of] us
“If it’s easier for him to use, he will use it more with bulbar onset, but may be of great benefit for those with limb
frequently” onset who still have a voice”
Prior Relevant Knowledge Reliance on Others (Set-up)

“There is support, but | feel like | would be asking
all the time”
“I have to have [caregiver] intercept everything and
answer for me and it’s frustrating if he overlooks or
forgets something”

“A fair amount of time spent with the iPhone, which is
different than the Tobii but still the iOS environment”
“A career that included theatre (creativity) and then
Information technology”

DISCUSSION

PALS desire AAC access to virtual social participation & leisure
activities.

* Asynchronous virtual communication (email & text) & FTF communication are
most important virtual activities to access using AAC for PALS

» Suggests importance of social connection & utilization of multiple means of
communication to maintain social participation

* Consistent with literature that supports asynchronous methods of
communication for PALS to bypass communication barriers®

Each virtual activity possesses its own facilitators & barriers unique
to the user.

* Comfort level varies between virtual activities & within each virtual activity

 Variability between activities seems to indicate variability in accessibility of
each virtual activity, likely due to differing access methods & activity itself

* Wide range in comfortability per virtual activity suggests user preferences &
abilities influence accessibility

Virtual activities’ access method has changed secondary to ALS, but
leisure preferences pre- and post- ALS diagnosis remain stable.

Figure 1 Note. PALS reported whether
Impact of Virtual Activities Hincrease M Decrease [ Neutral access to virtual activities

6 increases, decreases, or
neutrally impacts independence,
competence, social connection,
2 & quality of life.?n =6.
b Competence = ability to use
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Note. PALS rated perceived importance of & comfortability in accessing each virtual activity on 10-point scale (0= lowest & 10= highest).
an =6. P Social media = Facebook, Instagram, X, TikTok. ¢ Face-to-face (FTF) communication not assessed for comfort level.

Figure 3
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Note. PALS reported “yes” or “no” in desire to engage in each virtual activity with current AAC device & access method.2n = 6.

* Emerging theme revealed by participants’ responses indicates that leisure
interests do not change secondary to changes in physical capabilities for PALS

e Adult population with an acquired disease who have formed identities and
preferences pre-diagnosis likely contributes to this finding

STRENGTHS & LIMITATIONS OF STUDY

Q Semi-structured Interviews a Limited Scope & Generalizability
In-depth Person-centered Data Subjectivity & Potential Bias

CONCLUSION

ee2 _ Future Implications: Analyze correlation between stages of progression
/\/ of ALS & AAC usage or expand population beyond Boston Children’s

End Deliverable: Created & publicly shared video tutorials of TD Control’
to supplement clients’ use of AAC for virtual activities (see Materials)
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Conclusion: Access to virtual activities that address holistic needs, not
solely communication needs, is desired & important for PALS who use AAC
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