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ABSTRACT. College students living with disabilities must disclose, manage, share and communicate their personal 
health information in order to receive academic accommodations. The academic gatekeepers to this process are 

disability services specialists who are important “third parties”: non-family members, non-friends, who work with 

clinical information to meet the educational needs of their student clients. Information fragmentation and redundancy 

pose significant challenges. Consumer health information technologies – including but not limited to PHRs—could 

be a part of the information management solution. The bridging of information use communities is critical to 

understand not only consumers and patients, but the information ecosystems in which they engage, and the numerous 

uses to which their health information is put. The author reports the results of the first of several studies of different 

stakeholders in the academic accommodations process and their attitudes about PHRs. Semistructured interviews 

were conducted between January and April, 2013, with 17 Disabilities Services (DS) specialists at 2 different public 

4-year universities. This paper focuses specifically on DS staff reports about clinical document types encountered, 

and the role that consumer-facing information technologies, specifically personal health records, could play in the 

accommodations process.    

  

Introduction 

Personal health records (PHRs) have been defined as “collections of health or wellness data arising from multiple 

sources about an individual’s health … managed, controlled or shared by that individual or designate.”1 Typical 

information management functions of PHRs include reporting immunization data, laboratory test results, visit 

summaries, and problem lists.1 PHR growth is expected to parallel that of EHRs.2  Multiple potential users and sharers 

of pediatric patient data are found not only in physician practices but pharmacies, schools, camps, immunization 

information systems, patient registries—and patients’ families. 3, 4  

Young adults, disabilities and information management. Since 1991, 21 studies of PHRs have been 

published in which children and young adults were either involved or represented by their parents and caregivers. 

Thirteen included adolescents (13-18) and young adults aged 18-21. These patients lived with diagnoses including 
severe learning difficulties5, complex wound care6, Crohn’s Disease7 and other chronic illnesses. Adolescents and 

young adults managing health conditions are an important potential audience for PHRs. They are heavy users of 

technology, moving into adult from pediatric care, and will need health information management skills throughout 

their lives. And they are going to college; 11% of undergraduates report a cognitive, mental or physical disability8, 9.    

Young people living with disabilities transition from high school to postsecondary settings, which presents them with 

challenges and changes around accommodations. In elementary and secondary school, school staff develop Individual 

Education Plans, or IEPs, for the student; conversely, college and university educators receive communications from 

the campus disability services offices; disability services staff mediate between student and instructor, but the student 

herself steers the process. 10 

 This process begins and ends with personal conversations initiated through, supported by, and productive of 

documentation: “[T]he DS staff will listen to what the student says and verify it with the third-party documentation of 
the disability. Using the documentation and the student’s report, the staff member will make accommodation 

recommendations, which are usually presented to faculty in the form of a letter about accommodations. Ideally, 

students use the letters to initiate conversations [with faculty] about their needs.” 11 Clinical documentation has an 

important role in the academic accommodations process. Ideally, it provides “a clear diagnosis” 11 and takes the form 

of clinical notes, test results (diagnostic, psychoeducational, neuropsychological), or “any other written materials 

provided by someone with pertinent expertise” 12. Experts called upon to verify a controversial diagnosis may 

themselves be controversial, as in the case of Multiple Chemical Sensitivity13. Jargon must be avoided; the designated 

audience for documentation may have difficulty reading and interpreting it, as disability services staff do not typically 

have clinical backgrounds14  Finally,  incomplete or dated documentation is considered inadequate15. Gaps in the 

record pose problems.  Students may need to locate healthcare providers from years ago and hope that old records still 

exist, or bear the financial burden of being retested16.  

Documentation of disabilities for the purpose of academic accommodation has many similarities to that 
required for U.S. SSDI (Social Security Disability Insurance) benefits. Both rely on health information as “a primary 



input to facilitate movement.” Students and SSDI claimants alike may have to “recall a vast amount of information”. 

“Because disability is not a planned event”, both students and SSDI claimants must “efficiently gather health 

information from disparate sources.” Students, like SSDI claimants, may not have access to the “authenticating 

documentation” required for a complete application, “and medical evidence by experts is required to determine that a 

disability exists.” Gathering that evidence can be difficult when information comes from disparate and uncoordinated 

medical providers.” And finally, disclosure is a significant problem for students as well as SSDI claimants who 
describe invisible diagnoses, “such as mental health and psychiatric issues.” Lytle-Kosola and colleagues conclude 

their study of SSDI documentation with a recommendation that consumer health IT be used to reduce the “information-

gathering” burden on SSDI claimants17. The present author argues that disabled college students could benefit from 

the same recommendation. This paper presents the results of the first of several studies in which the attitudes and 

opinions of key “third parties” – disability services staffers – are assessed. The goal of the whole project is to better 

understand the challenges of health information management among young adults negotiating higher education while 

managing health conditions.  

 

Methods 

The author and a doctoral student conducted 17 semistructured interviews with Disabilities Services (DS) staff 

between January and April, 2013.  Institutional Review Board approval was obtained in February 2013 from 

Universities A (large research-intensive) and B (medium-sized master’s-level) 18. These two universities are of 
different sizes and engage mixes of students with different kinds of disabling conditions, thus ensuring some diversity 

in the data. Subjects included directors of both centers (2 women) and 100% of the 15 staff (13 F, 2 M) directly 

involved with all academic accommodations provided at these universities; these 15 staffers constitute the only 

federally mandated gateway to accommodations at their campuses. Audio files were transcribed and coded using 

NVIVO 10 (QSR; www.qsrinternational.com). This paper focuses specifically on responses to two questions: 

document types these nonclinicians encounter, and the role that consumer-facing information technologies, 

specifically PHRs, could play in the accommodations process.  

 

Results 

Interview subjects reported receiving documentation from a wide range of clinical specialties for diagnoses including 

neuropsychiatric, ENT, low vision, traumatic brain injury and autoimmune diseases; staff interact with health and 

allied health professionals including physicians, nurses, psychiatrists, physical and occupational therapists, 
psychologists, rehabilitation therapists and audiologists. Typical documentation includes psychoeducational 

evaluations (reported by 35% of subjects); audiograms, case notes, and letters from physicians (18%); medical records, 

records of office visits, treatment and neuropsychiatric reports (12%); and discharge summaries and psychiatric 

records (<1%). As Subject A8 expressed it: “[T]housands of pages of documentation, and there may be two pages 

they need …  we can get big stacks of paper and none of it is relevant… Medical providers don’t know what we need, 

and [if] the student doesn’t know, then we just kind of get the dump of ‘here’s a stack of paper’.  … I think it would 

be nice if..[t]he system would just say, provide this type of documentation. …” 

After briefly summarizing the definition and functions of typical PHRs, interviewers asked: “Do you think 

that a PHR might be useful in some way for students with disabilities?” This question was left purposely open-ended; 

some of our 14 subjects interpreted it from a student client’s perspective, others spoke from their DS role. 

 Information management. Subject A6 commented on the ease of access for students if information is 
centralized: “When they need to access that information … particularly for accommodations, that might be a really 

convenient efficient way to get the information that we’re requesting from there.” Subject A2 also took the student’s 

perspective: “I think it would be nice for our students … to provide some documentation of their cases. Sometimes 

we will request documentation from a doctor… and then you’ll just get all the case notes, which can be really difficult 

to read … you have to spend time to figure it out. … [F]or our students to use that and access that instead of the 

documentation, [i]t opens up a door: “Oh, I took this off MyChart”. 

 Communication. Subjects A2 and B7 believed PHRs could facilitate dialogue between DS staff and client: 

“If a student called up his PHR and said “I would like to share this. Could you put something down about the impact 

of my condition, and my academics” … that would be really helpful. I think there’s a definitely a space for it to help 

in my position, for sure.” [A2] DS staff state that their own access to comprehensive information helps them 

understand the student client’s “story”.  For example, A9 reported that one student client composed her own clinical 
timeline: “I had an unusual client the other day .. the student actually took the time to outline in chronological order 

what’s been happening with her, because it was kind of a new thing that she was experiencing … [t]hat gave me a 

much clearer picture frankly than the big report that I got from her doctor that didn’t give me that kind of information. 



… I do absolutely think that if [a PHR] has that kind of information in it, strategies that they’ve used that have been 

successful … that would be very helpful.” 

 Advocacy. Subject B2 saw a role for PHRs in facilitating a student’s own management of her health 

information to enable her to self-advocate: “I think a student probably should learn, while they’re still in high school, 

to take more responsibility for managing, dealing … to take on responsibility for [managing their health information].” 

 Complexity of information.. Subject B3 felt that a PHR would be helpful because of his particular student 
population.  However, he ascribed the usefulness to the complexity of his clients’ situations. He made a direct 

correlation between health information complexity and utility of PHRs: “[A PHR] would be really, really helpful …  

some of my students who are medically fragile go to their doctors more frequently than all my other co-workers’ 

students do … a lot of times I’ll get a summary, or the last eval, but I don’t know about the 15 surgeries they had 

between birth and 10. …..My co-workers that I work with [might have] a file folder.” 

 

Discussion 

Advocates for PHRs argue: since other consumer-facing health IT applications have been found to have positive 

effects, for example, on patient engagement, PHRs may hold the same promise. There is little empirical evidence as 

yet supporting positive clinical outcomes of PHR usage, but patient users still tend to be positive about increased 

access to information2, 19. Information and communication are necessarily intertwined; even a paper-based 

communication vehicle can serve for sharing. The cancer patients investigated by Komura found writing in their paper 
PHR easier than talking to their physicians – they could know that staff “understood what they felt” by reading their 

PHR.20   Sixty-six percent of the consumers surveyed in 21 believed PHRs would improve communication with their 

physicians.  Most importantly, though, PHRs seem to have a motivational effect on patients who serve as creators, 

maintainers and communicators of their own health information. People living with chronic illness were found in one 

study to be 25% more likely than other patients to adopt these technologies22. The role of PHRs as information 

management systems could be a significant reason: the chronically ill are more likely than other consumers to maintain 

“summaries of their health histories, medications, and physician names”. 2  

The Disability Services staff interviewed for this study are “third parties”, tasked with a non-business but 

federally mandated special relationship to personal health information. Neither family nor friends nor faculty of 

college students living with disabilities, they are engaged through their profession in a conversation that requires 

information sharing. This study reveals, as does 2, that exposure to and interaction with clinical information relates to 
acceptance and positive perceptions of PHRs. Staffers who interact regularly with student clients saw the potential for 

PHRs to improve health information management. Their professional experience—like the personal experience of 

patients living with chronic illness--has educated them in the real complexity of health information.  

This small investigation also reveals a promising avenue for future research into the information management 

needs of postsecondary students living with chronic illness, for whom this management is a necessary life skill. High 

school students transitioning to the college setting must quickly develop the ability to self-identify as having a 

disability; to disclose the necessary health information; to acquire the required clinical documentation supporting what 

they say; and to communicate with people who are nonclinicians about the impact of their diagnosis on their learning. 

For these reasons, DS staff see the potential of the PHR not only for information management, but for communication 

about information being managed. These professionals educate student clients about advocacy; and they perceive that 

when technology enables these clients to “tell their own story”, technology is empowering. Empowerment and self-

advocacy is important because the fear of self-disclosure is considered a significant obstacle to academic 
accommodations and thus to academic success. There is “presentational risk” involved in voluntarily placing oneself 

in a stigmatized group23. Seventy-five percent of students in one study did not self-identify as disabled to their 

classmates, and 61% did not to professors. One quarter of these students were “fearful” about discussing 

accommodations with their professors24. For these long-recognized reasons, disabilities services staff25  have identified 

“stigma” as “the biggest barrier for students to access [disability services]” 26 These staffers are in a unique position to 

facilitate student access to education; neither administrators nor professors, but mediators between the student and the 

learning environment. For these reasons their perspective on the difficulties of information management and sharing 

is important. Consumer health information technologies – including but not limited to PHRs—could be a part of the 

solution.   

 

Conclusion 
In order to move forward, medical informatics researchers must collaborate with patients and families, understand all 

the information ecosystems in which they move, and investigate key “third parties” with which they collaborate. The 

transition to postsecondary education—no less than postsecondary healthcare—can be enabled by health information 

technologies. 
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