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Abstract 
Background. People with communication disability often struggle to convey their 
health information to multiple service providers, and are at increased risk of adverse 
health outcomes related to the poor exchange of health information.  
Objective. The purpose of this article is to (a) review the literature informing future 
research on the Australian personally-controlled electronic health record, ‘My Health 
Record’ (MyHR), specifically to include people with communication disability and 
their family members or service providers, and (b) to propose a range of suitable 
methodologies that might be applied in research to inform training, policy, and 
practice in relation to supporting people with communication disability and their 
representatives to engage in using MyHR.   
Method: The authors reviewed the literature and, with a cross-disciplinary 
perspective, considered ways to apply sociotechnical, inclusive research, and health 
informatics methodologies to research on MyHR use by adults with communication 
disability. 
Research outcome(s).  
This article outlines a range of research methods suitable for investigating the use of 
MyHR by people who have communication disability associated with a range of 
acquired or lifelong health conditions, and their family members or direct support 
workers. 
Conclusion.  
In planning the allocation of funds towards the health and wellbeing of adults with 
disability, both disability and health services must consider the supports needed for 
people with communication disability to use MyHR. There is an urgent need to focus 
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research efforts on MyHR in populations with communication disability, who struggle 
to communicate their health information across health and disability service 
providers. The design of studies and priorities for future research should be set in 
consultation with people with communication disability and their representatives. 
 
 
Keywords (MeSH): Electronic Health Records; Communication; Health 
Communication; Personal Health Records; e-Health; Communication Disabilities; 
Disability; Research; Health Information Management; Methods; Health Equity 
 
Supplementary keywords: Communication Disability; My Health Record; MyHR; 
Personally Controlled Electronic Health Records; PCEHR 
 
Introduction 
The World Health Organization’s (WHO) World Report on Disability estimated that 
as many as 20% of the world’s population have a disability (WHO, 2011). 
Furthermore, a vast array of health conditions are associated with impairments to 
body structures and function that impact upon communication (e.g., affecting the 
structures and functions of the brain, ear and hearing, eyes and vision, oral and 
articulatory structures, voice, respiratory system) and as such a high proportion of 
people with health conditions affecting those body structures and functions may have 
associated communication impairments impacting upon their activities and 
participation (WHO, ICF, 2001). According to the ICF (WHO, 2002: 2) disability is 
“an umbrella term for impairments, activity limitations and participation restrictions”. 
In this article, we use the term ‘communication disability’ as an umbrella term for 
communication impairments, communication activity limitations, and restrictions in 
communicative participation. People with disabilities in Australia (18.9% of the 
population, an estimated 4.5M people) are supported by an estimated 2.6M carers 
(Australian Bureau of Statistics [ABS], 2013). People with chronic disabling health 
conditions, namely: acquired brain injury (e.g. stroke and traumatic brain injury), 
neurodegenerative disorders (e.g. Parkinson’s disease, motor neuron disease), 
developmental disability, (e.g. cerebral palsy, intellectual disability, autism); who 
have severe or profound limitations in the core activities of communication mobility 
and self-care make up an estimated 5.8% (now ~1.4 million) of the Australian 
population (ABS, 2013) (now ~ 23.9M, ABS, 2016). In this group, 70% reported 
having four or more long-term health conditions (ABS, 2011), including several that 
affect communication (e.g., epilepsy, mental health conditions, and respiratory health 
conditions). People with developmental disabilities have particularly high rates of 
communication disability; up to 80% of people with cerebral palsy, intellectual 
disability, or autism have communication disability, including an estimated 25% 
being non-verbal (Access Economics, 2008).  

People with communication disability also have higher rates of health service 
utilisation than the general population (Wallace and Beange, 2008; Young et al., 
2007) and health service utilisations increase as this group experiences age-related 
illness or functional decline (Strauss et al., 2004). As a result of their impairments, 
people with communication disability often rely on family carers or paid carers for 
communication support to access health care (Balandin et al., 2007, Hemsley et al., 
2008, Hemsley et al., 2013, Webber et al., 2010). They experience problems in care, 
including early discharge and readmission to hospital (Dinsmore 2011, Gibbs et al., 
2008, Heaton et al., 1999, Hemsley et al 2013, Kelly et al 2015, Wallace and Beange 
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2008), and have a three-fold greater risk of patient safety incidents (Bartlett et al., 
2008). In hospital and at home, poor health information exchange and follow-up leads 
to a cascade of errors and, at the most extreme, even premature death (Hemsley et al., 
2015, NSW Ombudsman 2013, Scottish Government 2013). 

There is now substantial evidence that problems with care for people with 
communication disability relate to the inadequate exchange of health information at 
the point of care (see Hemsley and Balandin 2014, Hemsley et al 2015a, Mastebroek 
et al 2014., Tuffrey-Wijne et al., 2014). Hospital patients with communication 
disability struggle to convey their health history and symptoms, and often carers are 
unaware or unable to pass on all relevant health information in the time available 
(Hemsley et al 2013, Hemsley and Balandin 2014, Tuffrey-Wijne et al., 2014). In 
attempts to address the problem of information exchange, people with severe 
communication disability often take written information about their health with them 
to hospital (Hemsley et al 2011, Webber et al 2010). This information is rarely used 
by hospital staff who do not have time to ‘sift through’ a large number of personally 
held documents for information on medications, health history, and care planning 
(Hemsley et al., 2012). To date, there has been no evaluation of attempts to improve 
the exchange of health information across multiple health settings for people with 
communication disability by the use of personally held electronic health record 
systems. As the national rollout of the National Disability Insurance Scheme (NDIS) 
supports a move from highly regulated Government to less well-regulated non-
Government profit and non-profit disability organisations, an evaluation of the impact 
of using MyHR on improving the exchange of health information could inform 
funding of NDIS funded supports for people with communication disability, their 
families, and service providers to meaningfully engage with the MyHR system.  
 
The Australian e-health record: My Health record 
The Australian ‘My Health Record’ was launched in Australia in July 2012 as the 
Personally Controlled Electronic Health Record (PCEHR). The system is now named 
My Health Record (MyHR) (see the My Health Record Act, 2012, Australian 
Government, 2015). MyHR is an electronic record for a patient that contains a 
summary of a patient’s health information from all their participating healthcare 
providers (NeHTA, 2016). It provides a timely means to rectify the problems 
associated with the poor exchange of health care information for people with severe 
communication disability. The main purpose of MyHR is to improve the quality, 
safety and efficiency of patient care (Pappas and Car 2011). By 30th June 2015, 7,773 
healthcare providers, and just over 2.2 million Australians had registered to use 
MyHR (Commonwealth of Australia, 2015). Two trial sites for testing of systems 
surrounding an ‘opt out’ process of registration, one in New South Wales and one in 
Queensland, are underway (Australian Government, 2015) and will be evaluated in 
2016. People with communication disability need to have the same opportunity for 
‘opting out’ of MyHR as other people are afforded. The ‘opt out’ system is put 
forward as one way to increase population participation in MyHR. Health benefits to 
individuals using MyHR are expected to occur when: (a) patients and their healthcare 
providers are engaged in updating, uploading, sharing, and reading information in the 
record; (b) with regular use, the record builds up a picture of ‘health events’ for an 
individual; and (c) the information in MyHR is referenced at critical points such as 
admission to hospital, discharge from hospital, and change of health or disability 
service providers (Georgiou et al., 2013, Hordern et al., 2011). Using MyHR is 
expected to increase patients’ engagement in their own health care, potentially 
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resulting in cost-benefits to the health system (Department of Health and Ageing, 
2011, Hibbard et al., 2013). Despite the relatively low uptake in the general 
population, and the potential benefits to people with communication disability, in 
reviewing guidance to consumers or providers on using MyHR (see Australian 
Government Department of Health, n.d.) we could locate no disability-specific 
information to guide consumers or service providers on the nature, configuration, or 
amount of support needed to implement MyHR with people with communication 
disability. 

Although the MyHR system presents an opportunity to improve health 
information exchange for all Australians, including people with communication 
difficulties and poor health literacy (Hill 2011), it also presents practical challenges 
for people with communication disability (Hemsley et al 2015b). Without appropriate 
support it is likely that people with communication disability will be functionally 
excluded from this promising national e-health initiative (see Van Dooren et al., 
2013). Disability and health services will need to support people with communication 
disability to take up MyHR, but there is no evidence to guide them in how to do this. 
It is not known how people with communication disability will engage meaningfully 
to control who access their MyHR, nor (a) the configuration, types, timing, and 
amount of support needed for adults with communication disability to use MyHR, (b) 
factors affecting successful use of MyHR by people with communication disability, 
their families, support workers, and health service providers; (c) risks and benefits of 
MyHR use for people with communication disability; (d) people, teams, and 
processes needed to deliver supports for functional use of MyHR; or (e) costs and 
potential cost offsets of supporting the target population to use MyHR. People with a 
disability have rights under the United Nations Convention on the Rights of Persons 
with Disability (CRPD, 2006) to be included in using MyHR, and to be consulted and 
to have their views and preferences taken into account in decision about that use (e.g., 
the appointment of nominated or authorised representatives, and whether or not the 
record will be shared with health providers). Therefore, the aim of this paper is to 
review the literature relating to use of MyHR by people with communication 
disability in Australia, and propose various research methods that might be used in 
future research. Growth in research on the use of MyHR is urgently needed to inform 
new policies to support wellbeing and health through improved health information 
exchange for people with communication disability. 
 
MyHR and its potential benefits for people with communication disabilities 
In 2014, a metasynthesis review of research investigating the communication and care 
experiences of adults with communication disability in hospital (Hemsley and 
Balandin 2014) revealed a strong need for shared health information to replace the 
ineffectual written folders patients/carers take to hospital to improve care quality. 
Subsequently, an integrative review of 27 studies relating to hospital patient safety 
and people with communication disability (Hemsley et al 2015a) reflected a need for 
increased use of written health information shared across service providers, to address 
substantial problems with healthcare safety. There is however very little research 
examining the implementation of new health information technologies to improve 
care quality or safety for patients with little or no speech in hospital. To date, we have 
located only two small studies including participants with communication difficulties 
investigating the use of electronic medical records: one exploring perceptions of 
MyHR use by adults with intellectual disability and their supporters (Van Dooren et al 
2013) and another on perceptions of MyHR by people with communication disability 
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associated with a range of health conditions (Hemsley et al 2015b). Van Dooren et al., 
(2013) included four adults with intellectual disability, three mothers, and two direct 
support workers, in interviews revealing that people with intellectual disability and 
their supporters receive a large amount of information from different health providers, 
and that any use of MyHR would need to complement rather than add to their existing 
methods of managing their interactions with the health system and health information. 
In a pilot study testing integrated sociotechnical methods of research on MyHR, 
Hemsley et al., (2015) identified potential problems associated with MyHR use by 
adults with communication disability that might form barriers to MyHR 
implementation more broadly (Hemsley et al 2015b). The study included one case 
study observation and interview with an adult with cerebral palsy and severe 
communication disability, and interviews with 12 adults with various communication 
disability (associated with stroke, cerebral palsy, or brain injury). People with 
communication disability reported wanting to know more about MyHR but not having 
received information through disability service providers, and that they expected 
using MyHR would be of benefit in situations where they were talking with 
unfamiliar health providers. In two separate focus groups, paid carers and allied 
health professionals voiced broad support and positive expectations of benefit of 
MyHR for adults with communication disability. Despite seeing themselves as pivotal 
in advocating that their client’s medical staff (in particular, the general practitioner) to 
read or use the client’s MyHR system, direct support workers and allied health 
professionals described having no personal experience of using MyHR, and reported a 
range of misgivings about its use - mostly relating to lack of knowledge and 
experience (Hemsley et al 2015b). Given the pivotal part carers play in supporting 
health information exchange, their lack of clarity about their roles in relation to 
MyHR and their lack of experience in using the system poses a threat to its use and 
potentially impedes its benefit for people with communication disability. In the 
context of there being very little research on this field to date, it is not known whether 
MyHR use will lead to increased demands (e.g., of time, knowledge, information 
management) upon people with communication disability and their supporters, and, if 
so, whether these increased demands are balanced or outweighed by benefits to 
healthcare resulting from improved information exchange, or a reduction in effort to 
convey information at the point of health care (e.g., when admitted to hospital, when 
seeing a new healthcare provider).  

In summary, the limited research to date that has included people with 
communication disability, their families, and disability support staff (Hemsley et al., 
2015b; van Dooren et al., 2013) shows that MyHR is not yet integrated into policies 
on the use of paper health records in supported accommodation. People with 
communication disability are uncertain about how MyHR would integrate with their 
existing paper records in terms of duplication, or overlap. They perceive use of 
MyHR to be beneficial but are unsure whether MyHR use will replace the large 
amount of written material in folders taken to appointments for patients with complex 
conditions. Consequently, it is essential to understand how both paper and MyHR 
records integrate in the home so that implementation of MyHR is not problematic 
(Georgiou et al., 2007, Hordern et al 2011). It is vital to match the ‘time cost’ of using 
MyHR with evidence of ‘time benefit’ and ‘health benefit’; the benefits of MyHR in 
reducing adverse events associated with poor information exchange may only be seen 
if time efficiency is evident.  

We propose that an evidence-based framework of supports and guidance for 
patients with communication disability, carers and health providers is needed to 
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reduce or remove barriers to MyHR use so that its potential benefits can be fully 
realised. In these relatively early days of MyHR implementation, longitudinal 
research that is inclusive of people with a range of disability affecting communication 
(such as Participatory Action Research (Reason and Bradbury, 2008), mixed-methods 
research (e.g., using multiple data sources) analysed with constructivist grounded 
theory techniques (Charmaz 2014), and economic appraisal (Carter et al., 2008) are 
ideally suited to developing such a framework and guiding policy and practice in 
Information Communication Technology (ICT) implementation. Applying inclusive 
Participatory Action Research methods towards implementation of MyHR in 
supported accommodation settings might provide new information on ways that 
people within the disability service sector might influence uptake, use, and benefit of 
the MyHR system. The inclusion of people with communication disability on 
investigative teams, as participants, and on expert reference groups (Seale et al., 
2015) is well justified in MyHR research, considering the lived experiences and 
insights into communication-related problems encountered in healthcare and on the 
feasibility of implementing strategies to improve participation in MyHR.  

A mixed-methods approach (Creswell 2009) is also appropriate to apply to 
analyses of data in building the evidence-base for use of MyHR by people with 
communication disability. Multiple case analyses would allow blending experiential 
reports (focus groups, narrative interviews) (Krueger and Casey 2008; Reissman 
2008) with observations and metrics (MyHR; hospital medical records; patient safety 
databases) and include the views of experts in expert consensus panels. Matching of 
data from multiple sources, including experiential, observational, and PCEHR data on 
multiple cases, matched by medical record number with safety incidents logged in a 
patient safety incident database, would form an innovative extension of 
methodologies. These multiple data sources analysed using constructivist grounded 
theory approaches (Charmaz 2014) would lay the foundation for future quantitative 
designs for measuring specific aspects of PCEHR use or benefit for particular 
populations. 
 
Sociotechnical data 
Research investigating human use of an ICT solution in health information 
management demands a sociotechnical approach. Sociotechnical research enables 
both the technology and the human supports needed to use the ICT to be uncovered - 
vital in a population who rely on assistive technology and human supports for access 
to e-health technologies (Georgiou et al 2007, Whetton and Georgiou 2010, 
Westbrook et al 2007). The Committee on Patient Safety and Health Information 
Technology Board on Health Services from the Institute of Medicine (Committee 
2011) underscored the complexity of health ICT systems along with the many risks 
associated with poor design or faulty implementation strategies (Georgiou et al 2007, 
Whetton and Georgiou 2010). The committee noted that human elements must be 
considered in the design and implementation phases of new health ICT systems to 
maximise benefits and reduce unintended adverse consequences (Georgiou et al 2013, 
Greenhalgh et al 2010, King et al 2010). Sociotechnical perspectives consider health 
care settings as open systems in which people interact with technology within the 
environment (Georgiou et al 2007, Whetton and Georgiou 2010).  
 
Qualitative data 
Qualitative and mixed methods research designs are important foundational studies in 
exploring the human experience and social forces that might impact MyHR use (see 
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Garrety et al., 2014). Data on the experiences of people with communication 
disability and their supporters as they start to use MyHR would shine a light on the 
guidance and supports needed for registration and use of MyHR at home, including its 
first integration with paper records (Fitzpatrick 2000; Georgiou et al 2013). 
Researchers and policy makers could attend to ways in which organisations, 
individuals, carers, and people with communication disability approach the ‘sifting’ 
process to transfer and integrate written health from their hard copy paper files 
(Fitzpatrick 2000) and computer storage folders to a MyHR system of record keeping. 
This would yield important information on barriers and facilitators for both the person 
with communication disability along with carers and health providers, to engage with 
MyHR. Diverse methodologies including focus groups (Krueger and Casey 2008), 
narrative interviews (Reissman 2008), observations (Creswell 2009), could be used to 
yield information on the following topics (a) perceptions of information and support 
needs for start-up and use of MyHR, (b) person identified as responsible for consent 
identified, including relationship and process; (c) experiences of carers/family 
members/healthcare providers in using MyHR; and (d) supports, assistance, adaptive 
equipment and time involved in encapsulating health histories for documents to be 
uploaded to MyHR.  
 
Longitudinal data 
Longitudinal data on MyHR use could be gathered to determine: (a) MyHR patterns 
of use, benefits obtained, and barriers or enablers to use; (b) resources used in relation 
to MyHR use (time, money, personnel, adaptive equipment, consultation, supports or 
guides); and (c) the inclusion or exclusion of the person with a disability from 
engagement with MyHR activities. Inclusion of sociotechnical observations at home 
might yield data on any issues relating to access and the inclusion or exclusion of the 
person with communication disability from the process of using MyHR. Other 
matched data sources might provide important triangulating insights and relevant 
details alongside MyHR data. Using medical record numbers to match a person’s 
MyHR data with information retrieved from patient safety incident databases, and 
from hospital medical records, can to add information on patient safety incidents, 
hospital admissions data, discharge summary data, and any references to the use of 
MyHR at admission or discharge from hospital. A comparison of data from the 
different sources would be useful to determine the completeness and consistency of 
health information across data types. Such a comparison will show ‘gaps’ in data 
quality between the hospital record and MyHR. For example, if an allergy is 
documented in the medical record, it would be possible to detect if it is in: the 
pharmacy database connected within MyHR, the Shared Health Summary, the 
Personal Health Note on the consumer side of the record, and on the hospital 
discharge summary uploaded to MyHR.  
 
Potential data sources in MyHR 
The data contained in a participant’s MyHR is important as being categorical 
evidence of MyHR use and an archived record (Coiera 2015) that reflects the person’s 
- and their healthcare providers’ - timing and use of MyHR. As such, research need 
not be solely reliant upon views of MyHR experiences or attitudes towards MyHR, 
although this is also important information since attitudes and experiences influence 
behaviour in use of e-health technologies (Sorensen et al., 2012, Squiers et al., 2012). 
MyHR usage and content data, gathered with appropriate informed consent, can be 
used to triangulate, verify, expand upon, and be compared with other data sources. 
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Notification SMS alerts - sent to participants or their Authorised Representative(s) 
whenever a person (e.g., participant, carer, health provider) has accessed their MyHR 
- could be included as research data on the date and type of use, to see who entered 
the person’s record and when this occurred. This could be checked against the audit 
log to determine what was done in the record at the time. Quarterly data capture 
would detect changes in document versions, how often new Shared Health Summaries 
or Event Summaries are uploaded, what has changed within them, and the number of 
different authors. MyHR usage data can matched to other data sources (e.g., every 
three months) specifically: Health Event Summary, Shared Health Summary (SHS), 
Discharge Summaries and Prescribe/dispense notifications, and also information 
stored on the ‘consumer’ side of the record, the Personal Health Note, and Custodian 
of the Advanced Care Directives. The contents of the Personal Health Note are also of 
importance in person-centred MyHR research, in that only the person can upload and 
view their Personal Health Note, and the information is not seen by any health 
providers with online access to the person’s MyHR. It is only available to the health 
provider if the person provides a printed copy, or if the health provider is viewing the 
person’s computer screen when that person is logged in MyHR. It would also be 
important to note whether there is a named custodian of the Advance Care Directive 
in MyHR system for each participant, and broader research on Advance Care 
Directives might benefit by the inclusion of MyHR data.  
 
Health economic analysis 
Economic evaluation is designed to answer one or both of two questions: (i) should an 
option for change be introduced (value for money or ‘allocative efficiency’ question); 
and (ii) if so, how best to design or implement it (the ‘technical efficiency’ question). 
Early studies in this area might need to focus on the efficiency question - not whether 
MyHR should be introduced or not, but rather ‘how best’ to provide MyHR for this 
vulnerable group. Indeed, the concept of ‘how best’ to implement MyHR has a range 
of dimensions, including equity of access for a special needs group, efficiency, 
affordability, and acceptability to stakeholders. While any early focus of the economic 
evaluation of MyHR in a heterogeneous group such as people with communication 
disability from a range of health conditions might be on technical efficiency, it is 
important the economic results are interpreted in the context of these broader 
considerations. A range of techniques can be used to analyse potential economic 
impacts, including: (a) Cost benefit analysis (CBA) to assess the potential cost 
savings (e.g., if $ value of adverse events/hospital admissions avoided > $ cost of the 
intervention); (b) Consequence analysis (CCA) to place the cost effectiveness ratios 
(ICERs) in the context of the full range of information collected in the study; and, (c) 
Filter analysis as used in the assessing cost effectiveness (ACE) studies to capture 
policy and implementation issues (such as ‘acceptability to stakeholders’, ‘equity 
impacts’, ‘feasibility of implementation’ and ‘quality of the evidence base’) (Carter et 
al., 2008). 

While the need for modelled cost utility analysis (CUA) with ‘cost per QALY’ 
outcomes will also be considered as research progresses, it is unlikely to be required 
in early stages given the technical efficiency focus. Economic methods need to be 
chosen to provide useful information on potential cost-effectiveness for decision-
makers, supported by comprehensive sensitivity and uncertainty analyses. Qualitative 
research, case studies, and data collection activities detailed in this paper will define 
the need for action and the intervention to meet that need. Costing of the intervention 
could then follow conventional ‘pathway analysis’ techniques with specification of 
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events, probabilities, and unit costs. Health economics research on disability and use 
of MyHR is necessarily multi-layered, covering ‘government/agency as 3rd party 
funder’, ‘health sector’, ‘health provider’, and ‘participant /carers’. The information 
collected from observations, interviews, and MyHR records, together with expert 
judgement, might facilitate modelling of ‘current practice’ for the target population, 
together with scenarios for uptake of access and associated outcomes. Then, potential 
for cost offsets could be examined, modelled off case studies and best available data 
on avoidance of adverse events. Depending on the findings of early stage research, a 
number of ‘current practice’ and ‘intervention pathways’ may be constructed and 
analysed as both paired and weighted average comparisons using a range of economic 
methods. 
 
 
 
Setting priorities for MyHR research  
We have outlined a range of research methodologies that might be applied towards 
investigating MyHR use by people who have communication disability. Including 
people with a range of different communication disability in the design and conduct 
of future studies on MyHR is important. However, we have not outlined research 
priorities for people with a communication disability or any population with a 
disability. It is important that priorities for future research are set in consultation with 
people with communication disability who have a good understanding of the issues 
confronting them in attempting to share their health information with their multiple 
service providers. Future research needs to take into account which populations stand 
to benefit more by knowledge of the barriers and enablers to using the system - such 
as by their age (e.g., adolescents and young adults with a disability moving to adult 
services; older people with declining function or health), their health conditions (e.g., 
also have multiple health providers, or chronic health conditions), their reliance upon 
other people for support (e.g., have higher support needs), or which populations with 
a disability might be excluded by lack of support (e.g., those who live alone or lack 
adequate disability or family supports) and people with a disability who are not 
eligible for NDIS funding, including those with mild, temporary, or fluctuating 
communication impairments (e.g., associated with mental health conditions). 
Research attention could also be directed at the changing moral order of MyHR 
(Garrety et al., 2014) and its relation to and influence upon a shift of health services 
towards ‘person-centred care’ and ‘supported decision-making’, consistent with the 
UNCRPD (2006) and The Australian Law Reform Commission report on Equality, 
Capacity and Disability in Commonwealth laws (2014). 
 
Ethical and Legal Issues in MyHR Research  
The privacy, security, and confidentiality of health records is of central concern in 
disability and health services, and in health research. While it is beyond the scope of 
this paper to outline all of the legal considerations (see Gajanayake et al., 2012) and 
ethical issues impacting on implementation of MyHR in Australia (see Fry et al., 
2014, Pearce and Bainbridge 2014, Spriggs et al., 2012), researchers need to be 
familiar with the complex “web of overlapping and inconsistent provisions” 
(Gajanayake, 2012, p. 17) in relation to privacy laws at National, State, and Territory 
level, that require agencies and organisations to “take reasonable steps to secure 
personal information.” (p. 17). In applying legal and ethical considerations to MyHR 
research with people who have communication disability, appropriate informed 
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consent procedures would need to be in place for people with communication 
disability to individually authorise the use of their own MyHR data for research. Each 
participant (or legal guardian), and his or her Authorised Representative for MyHR 
access, need to be engaged in the informed consent process for the researcher to 
access to the contents of Shared Health Summary, Health Event Summary, and the 
Audit Log of the person’s MyHR, and other documents in the system, for descriptive 
and categorical data. Informed consent is vital and, in order to protect the person’s 
privacy and confidentiality of their health information, only de-identified data should 
be reported in such a way that any combination of data would not identify the person 
or their carers to people who know them or other parties. The participant and legal 
guardian/Authorised Representative would also need to be consulted in the de-
identification of data prior to analysis to ensure clearance of materials published. Any 
expert consensus panels need only have access to de-identified case and MyHR data. 
A further protection to privacy and confidentiality would be reporting only de-
identified group results in the public domain, and not providing all information on any 
one case in its entirety.  
 
 
Conclusion 
As governments seek to predict costs relating to the physical wellbeing of adults with 
disability, the allocation of funding for carers and disability and health services to 
support people with communication disability in using MyHR has been overlooked. 
Research on use of MyHR is urgently needed: by 2018, the demand for effective 
exchange of health information will increase as disability service provision in 
Australia transitions from highly regulated government to non-government providers 
through individual funding packages within the framework of the NDIS. Disability 
support worker time will be tied to provision of funds for support in the home, and 
individual funding packages will need to factor in resources needed for use of ICT at 
home - including ICT related to health information management such as MyHR.  

People with communication disability are a diverse and heterogeneous 
population. The authors would like to encourage researchers across disciplines to 
gather and combine research evidence across populations of people with diverse 
communication disability to inform an evidence-based framework for MyHR use by 
people with communication disability, elucidating (a) patterns of use, support, and a 
taxonomy of outcomes for MyHR use across the lifespan; (b) policies, practices, 
training, and decision aids for people with communication disability and their families 
and service providers, to facilitate use and benefit of MyHR; and (c) a schedule of 
costs for supports to use MyHR, to guide future funding allocation and planning in 
disability and health services. These outcomes will clearly identify the people, teams, 
processes, and funds necessary to deliver the supports required to enable the 
participation of people with severe and profound communication disability in the 
national MyHR initiative. A schedule of costs relating to use of MyHR, detailing 
suggested recommendations for supports and their associated costs, would enable 
funds to be allocated appropriately to support use of this important health 
infrastructure.  

There is an urgent ethical imperative to focus research efforts on MyHR use in 
populations with communication disability who have a three-fold increased risk for 
adverse events, and are at risk of being excluded from use of MyHR system unless 
there are adequate funded supports from disability service providers and carers. The 
results of research on MyHR that includes people with communication disability will 
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inform policies and practices that will help to ensure the inclusion of people with 
disability in one of Australia’s most significant national public health ICT initiatives. 
This information is urgently needed as new policies and updated legislation for 
MyHR are formed, to ensure that ‘adoption’ is followed by use and not by the 
‘abandonment’ or dis-use associated with problems either with the process, people 
involved, or the technology itself. The early outcomes of research on MyHR in 
populations with communication disability may assist non-government services in 
taking up their responsibilities to support the health of people with disability across 
Australia.  
 
 
 
 
 
 
References  
Access Economics (2008) The economic impact of cerebral palsy in Australia in 

2007. Report, Access Economics for Cerebral Palsy Australia, AUS, April . > 
(accessed 1 February 2016. 

Australian Bureau of Statistics (2011) Aspects of Disability and Health in Australia, 
2007-2008. Available at: http://www.abs.gov.au/ausstats/abs@.nsf/mf/4367.0 
(accessed10 November 2015). 

Australian Bureau of Statistics (2013) Australian Bureau of Statistics. Disability, 
Ageing and Carers, Australia: Summary of Findings, 2012. Available at: 
http://www.abs.gov.au/ausstats/abs@.nsf/mf/4430.0. (accessed1 February 2016). 

Australian Bureau of Statistics (2016) Australia Population Clock. Available at: 
http://www.abs.gov.au/ausstats/abs@.nsf/0/1647509ef7e25faaca2568a900154b63?
OpenDocument  (accessed1 February 2016). 

Australian Government (2015) Minister Sussan Ley, National Press Club, 28th 
October, 2015. Canberra. Available at:  
https://www.health.gov.au/internet/ministers/publishing.nsf/Content/health-
mediarel-yr2015-ley151028.htm  (accessed 1 February 2016). 

Australian Government Department of Health (n.d.) Personally Controlled Electronic 
Health Records, Resources. Available at: 
http://www.ehealth.gov.au/internet/ehealth/publishing.nsf/ Content/resources 
(accessed1 February 2016).  

Australian Government (2015) My Health Record Act, 2012. Available at: 
https://www.comlaw.gov.au/Series/C2012A00063 (accessed 1 February 2016) 

Australian Law Reform Commission (2014) Equity, capacity, and disability in 
Commonwealth Laws (ALRC Report 124).Report, Australian Law Reform 
Commission, AUS, August. 

Balandin S, Hemsley B, Sigafoos J and GreenV (2007) Communicating with nurses: 
Theexperiences of 10 adults with cerebral palsy and complex communication 
needs. Applied Nursing Research 20(2): 56-62. 

Bartlett G, Blais R, Tamblyn R, Clermont RJ and MacGibbon B (2008) Impact of 
patient communication problems on the risk of preventable adverse events in acute 
care settings. CMAJ 178(12): 155-162. 

Carter R, Vos T, Moodie M, Haby M, Magnus, A and Mihalopoulos C (2008) Priority 
setting in health: Origins, description and application of the Australian Assessing 

https://www.health.gov.au/internet/ministers/publishing.nsf/Content/health-mediarel-yr2015-ley151028.htm
https://www.health.gov.au/internet/ministers/publishing.nsf/Content/health-mediarel-yr2015-ley151028.htm


 12 

Cost Effectiveness (ACE) Approach, Expert Review of Pharmacoeconomics & 
Outcomes Research 8(6): 593-617. 

Charmaz K (2014) Constructing Grounded Theory. 2nd ed. London: Sage 
Publications. 

Coiera E (2015) Guide to Health Informatics. 3rd ed. Boca Raton: Taylor & Francis. 
Committee on Patient Safety and Health Information Technology, Institute of 

Medicine (2011) Health IT and Patient Safety: Building Safer Systems for Better 
Care. Washington DC: National Academies Press. 

Commonwealth of Australia (2015) Personally controlled electronic health record 
system operator annual report, 1 July 2014 to 30 June 2015. Report, 

.AUS, September ,Commonwealth of Australia  
Creswell JW (2009) Research Design: Qualitative, Quantitative, and Mixed Methods 

Approaches. Thousand Oaks: Sage Publications. 
Dinsmore AP (2011) A small-scale investigation of hospital experiences among 

people with a learning disability on Merseyside: Speaking with patients and their 
carers. British Journal of Learning Disabilities 40(3): 201-212. 

Department of Health and Ageing (2011) National e-Health Conference report: 
Summary of themes arising from National e-Health Conference workshops and 
stakeholder engagement during July to December 2010. In: National e-Health 
Conference, Melbourne, AUS, 30 November-1 December 2010. Canberra, 
Australian Government Department of Health & Ageing.  

Fitzpatrick G (2000) Understanding the paper health record in practice: Implications 
for EHRs. In: Health informatics conference 2000 integrating information for 
health care. Adelaide, Aus, 3-5 September 2000. Canberra, Australian 
Government Department of Health & Ageing. 

Fry CL Spriggs M Arnold M and Pearce C (2014) Unresolved ethical challenges for 
the Australian Personally Controlled Electronic Health Record (PCEHR) System: 
Key informant interview findings. AJOB Empirical Bioethics 5(4): 30-36. 

Gajanayake R, Lane B, Iannella T and Sahama T (2012) Legal issues related to 
accountable-eHealth systems in Australia. In: 1st Australian eHealth Informatics 
and Security Conference,Perth, AUS, 3-5 December 2012 Perth:Edith Cowan 
University Research Online. 

Garrety K, McLoughlin I and Zelle G (2014) Disruptive innovation in health care: 
Business models, moral orders and electronic records. Social Policy and Society 
13(4): 579-592. 

Georgiou A, Williamson M, Westbrook JI and Ray S (2007) Impact of computerised 
physician order entry systems on pathology services: A systematic review. 
International Journal of Medical Informatics 76(7): 514-29. 

Georgiou A, Marks A, Braithwaite J and Westbrook, JI (2013) Gaps, disconnections, 
and discontinuities: The role of information exchange in the delivery of quality 
long-term care. The Gerontologist 53(5): 770-779. 

Gibbs SM, Brown MJ and Muir WJ, (2008) The experiences of adults with 
intellectual disabilities and their carers in general hospitals: A focus group study. 
Journal of Intellectual Disability Research 52(12): 1061-1077. 

Greenhalgh T, Stramer K, Bratan T, Byrne E, Russell J, Hinder S, Potts H (2010) The 
devil's in the detail: Final report of the independent evaluation of the Summary 
Care Record and HealthSpace programmes. Report,University College London, 
May. 

Heaton J, Arksey H and Sloper, P (1999) Carers’ experiences of hospital discharge 
and continuing care in the community. Health and Social Care in the Community 



 13 

7(2): 91-99. 
Hemsley B and Balandin S (2014) A metasynthesis of patient-provider 

communication in hospital for patients with severe communication disabilities: 
Informing new translational research. Augmentative and Alternative 
Communication 30(4): 329-43.  

Hemsley B, Balandin S and Togher L (2008) Professionals’ views on the roles and 
needs of family carers of adults with cerebral palsy and complex communication 
needs in hospital. Journal of Intellectual & Developmental Disability 33(2): 127-
136.  

Hemsley B, Balandin S and Worrall L (2012) Nursing the patient with complex 
communication needs: Time as a barrier and a facilitator to successful 
communication in hospital. Journal of Advanced Nursing 16(1): 116–126.  

Hemsley B, Balandin S and Worrall L (2011) Nursing the patient with developmental 
disability in hospital: The role of paid carers. Qualitative Health Research 21(12): 
1632-1642.  

Hemsley B, Georgiou A, Balandin S, Carter R, Hill S, Higgins I, Van Vliet P and 
McCarthy, S (2015b) The Personally Controlled Electronic Health Record 
(PCEHR) for adults with severe communication impairments: Findings of pilot 
research. In: Georgiou A, Grain H and Schaper LK (eds) Driving Reform, Digital 
Technology is Everyone’s Business: Selected Papers of the 23rd Australian 
National  Health Informatics Conference 2015.Amsterdam, iOS Press.  

Hemsley B, Georgiou A, Hill S, Rollo M, Steel J and Balandin S (2015a) An 
integrative review of patient safety in studies on the care and safety of patients 
with communication disabilities in hospital. Patient Education and Counseling. 
Epub ahead of print 2 November 2015. doi: 10.1016/j.pec.2015.10.022 

Hemsley B, Werninck M and Worrall L (2013) “That really shouldn’t have 
happened”: People with aphasia and their spouses narrate adverse events in 
hospital. Aphasiology 27(6): 706-722. 

Hibbard JH, Greene J and Overton V (2013) Patients with lower activation associated 
with higher costs; delivery systems should know their patients' 'scores'. Health 
Affairs 32(2): 216-222. 

Hill S (2011) The Knowledgeable Patient: Communication and Participation in 
Health. London: Wiley-Blackwell. 

Hordern A, Georgiou A, Whetton S and Prgomet M (2011) Consumer e-health: An 
overview of research evidence and implications for future policy. Health 
Information Management Journal 40(2): 6-14. 

Kelly CL, Thomson K, Wagner AP, Waters JP, Thompson A, Jones S, Holland AJ 
and Redley M (2015) Investigating the widely held belief that men and women 
with learning disabilities receive poor quality healthcare when admitted to hospital: 
A single-site study of 30-day readmission rates. Journal of Intellectual Disability 
Research 59(9): 835-844. 

King G, Heaney DJ, Boddy D, O’Donnell CA, Clark JS and Mair FS (2011) 
Exploring public perspectives on e-health: Findings from two citizens juries. 
Health Expectations 14(4): 351-360. 

Krueger R and Casey MA (2008) Focus Groups: A Practical Guide for Applied 
Research. Thousand Oaks, SAGE . 

Mastebroek M, Naaldenbert J, Lagro-Janssen AL, and van Schrojenstien Lantman de 
Valk, H (2014) Health information exchange in general practice care for people 
with intellectual disabilities: A qualitative review of the literature. Research in 
Developmental Disabilities 35(9): 1978-1987. 



 14 

National e-Health Transition Austhority (2015) The eHealth record system. Available 
at: https://myhealthrecord.gov.au/internet/ehealth/publishing.nsf/content/home  
1(accessed February 2016). 

NSW Ombudsman (2013) Report on reviewable deaths. Report, The NSW 
Government, AUS.  

Pappas Y and Car J (2011) Emerging technologies for health communication. In: Hill 
SJ (eds) The Knowledgeable Patient: Communication and Participation in 
Health.London: Wiley Blackwell. 

Pearce C, Bainbridge M (2014) A personally controlled electronic health record for 
Australia. Journal of the American Medical Informatics Association 21(4): 703-
713. 

Reason P and Bradbury H (eds) (2008) The Sage Handbook of Action Research: 
Participative Inquiry and Practice. Thousand Oaks, Sage Publications. 

Reissman K (2008) Narrative Methods for the Human Sciences. Boston: Sage 
Publications. 

Scottish Government (2013) The keys to life: Improving quality of life for people with 
learning disabilities. Available at: 
www.scotland.gov.uk/Publications/2013/06/1123(accessed 1 February 2016 ). 

Seale J, Nind M, Tilley L and Chapman R (2015) Negotiating a third space for 
participatory research with people with learning disabilities: An examination of 
boundaries and spatial practices. Innovation: The European Journal of Social 
Science Research 28(4):.483-497. 

Spriggs M, Arnold MV, Pearce CM and Fry C (2012) Ethical questions must be 
considered for electronic health records. Journal of Medical Ethics 38(9): 535-539. 

Squiers et al (2012) The health literacy skills framework. Journal of Health 
Communication 17(3): 30-54. 

Sorensen K, Van den Broucke S, Fullam J, Doyle G, Pelikan J, Slonska Z and Brand 
H (2012) Health literacy and public health: A systematic review and integration of 
definitions and models. BMC Public Health 12:80. 

Strauss D, Ojdana K, Shavelle R and Rosenbloom L (2004) Decline in function and 
life expectancy of older persons with cerebral palsy. NeuroRehabilitation 19(1): 
69-78. 

Tuffrey-Wijne I, Goulding L, Gordon V, Araham E, Giatras N, Edwards C, Gillard S 
and Hollins S (2014) The challenges in monitoring and preventing patient safety 
incidents for people with intellectual disabilities in NHS acute hospitals: Evidence 
from a mixed-methods study. BMC Health Services Research, 14: 432.  

United Nations (2006) Convention on the Rights of Persons with Disabilities. 
Available at: http://www.un.org/disabilities/convention/conventionfull.shtml 
(accessed 1 February 2016). 

Van Dooren K, Lennox N and Stewart M (2013) Improving access to electronic 
health records for people with intellectual disability. Australian Journal of Primary 
Health 19(4): 336-342. 

Wallace RA and Beange H (2008) On the need for a specialist service within the 
generic hospital setting for the adult patient with intellectual disability and physical 
health problems. Journal of Intellectual & Developmental Disability 33(4): 354-
361. 

Webber R, Bowers, B and Bigby, C (2010) Hospital experiences of older people with 
intellectual disability: Responses of group home staff and family members. 
Journal of Intellectual & Developmental Disability 35(3): 155-164. 

http://www.un.org/disabilities/convention/conventionfull.shtml


 15 

Westbrook JI, Braithwaite J, Georgiou A, Ampt A, Creswick N, Coiera E and Iedema 
R(2007) Multimethod evaluation of information and communication technologies 
in health in the context of wicked problems and sociotechnical theory. Journal of 
the American Medical Informatics Association 14(6): 746-55. 

Whetton S and Georgiou A (2010) Conceptual challenges for advancing the socio-
technical underpinnings of health informatics. The Open Medical Informatics 
Journal 4: 221-224. 

World Health Organisations (WHO) (2001) International Classification of 
Functioning Disability and Health (ICF). Available at: 
http://www.who.int/classifications/icf/en/ (accessed 1 February 2016). 

World Health Organisation (WHO) (2002) Towards a common language for 
functioning, disability and health ICF. World Health Organisation, Geneva. p.2 

World Health Organisation (WHO) (2011) World report on disability. Worth Health 
Organisation, CH.   

Young NL, Gilbert TK, McCormick A, Ayling-Campos A, Boydell, K, Law, M, et al, 
(2007) Youth and young adults with cerebral palsy: Their use of physician and 
hospital services. Archives of Physical Medicine and Rehabilitation 88(6): 696-
702. 

 


