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Introduction Findings Findings (contd.)
Many autistic [1] people experience limited Trustworthiness and Safety Capitalizing on Special
independence, and rely on support from a on websites and mobile phone applications Interests
family member, social worker, or other was framed as foundational for exploration Most of the participants described a
caregiver for management of their personal and experimentation. Participants relied special interest (e.g., basketball,
healthcare and weliness planning [2,3]. We heavily on opinions of trusted people and ~/a\* cooking, kinesthesiology) that
are proposing a few considerations for A institutions (e.g.. family members, :: motivated much of their online
design of a developmental personal health commercial verification systems). Providing o information seeking. A PHL that is
brary (D-PHL) —a personal health library good sources of “trusted” information and flexible enough to support
fcha.t gcts as 4 .tee}chlng tool to hglp , highlighting heuristics for “trustworthy” connections between special
individuals build independence in seeking sources could help build seeking skills. interests and health could help users
and managing personal health and health Additionally, providing guidance about build a more healthy lifestyle.

data by increasing access to health
information, teaching teens and young adults
to manage their own health data, supporting
health information seeking and providing

sharing information online (limits, guidelines
for how & when to share) could be helpful.
Language

Despite the high concentrations of

secure space for storing mobile health Supporting Patient-Provider Spanish-speaking people living in the
devices and fitness data. Communications & Patient Rights @ study communities, Spanish-

'I_'his_ poster describgs partial qualitative g/lnadnzop?ca;\;t_lgpj[gi ;Josre svf§d2§ srsce)\gillr;g :c?nn dglf%?lgﬁl?_ovlﬂ/gcjz \ilrjeeraellslglecll;”]:‘ir
findings of an ongoing study of the communication but did not know how to Iangjuage gaps by providing
|nfo_rrr_1a’F|on. r_1eeds and seek_lng practices of contact their own doctors to ask resources and data in a second
autistic individuals and applies them to questions. Supporting patient anguage.

development of a heuristic for evaluating the communication might include making
usability of a personal health record and/or video, audio, or speech-to-text versions of

library for people on the spectrum [4]. questions, or live chat (Ask a nurse, or
:IE-Q]J Ask a health librarian for help searching) References
available in addition to the email-style
messages currently used in many popular
EMRs. Providing guidelines for effective
communication might include providing
Methods access to a medical dictionary and/or
transcripts for effective self-advocacy
around difficult-to-discuss issues (e.g.,
reproductive health or describing pain).
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members? e
2. How do the information or service needs Costs: T_lme ana M(_)n.ey . . Image Credits
of members of the local ASD Many participants had Ilmlteq income, if lcons:
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community members? had limited control over their own

finances and spending. This meant that

3. Where and how do members of the ASD
community currently look to fulfill their they were often unabI? to a cceshs Acknowledgments
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