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Synopsis Xii

Synopsis

It has been said of systemic lupus erythematosus (SLE) that if a medical student thoroughly
knew this disease they would know medicine, so diverse are the clinical manifestations of
this disorder." With improved diagnosis and treatments has come the challenge of how best
to successfully manage and treat increasing numbers of people living considerably longer
with this still incurable, but often debilitating condition. The need to identify appropriate
treatment strategies for people with SLE has become an increasing priority in this context,
as has the desirability of enhancing patient self-management in order to achieve better

patient outcomes.

This thesis seeks to provide information regarding the particular care needs of people with
SLE, information that can subsequently assist in the development of improved quality and
appropriateness of care. The thesis explores the factors impacting on a patients’ well-being
through the development and psychometric analysis of a measure of the perceived unmet
care needs of patients with SLE, through an examination of the prevalence of such care

needs, and how they change over time.

The thesis comprises six chapters, with each being written as a distinct report in the style of
a journal article. This facilitates the reading of the thesis but occasionally results in some
repetition in some chapters. At the time of submission, four papers based on studies

contained in this thesis have been published.
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In order to fully comprehend the difficulties faced by people with SLE and their carers, and
hence their need for care, an understanding of the characteristics and impacts of the
disorder is essential. Chapter One traces medical recognition of SLE through the
nineteenth and twentieth centuries and the subsequent evolution of treatment options. It
examines the amalgam of potential symptomatology, and the subsequent complexity of
issues that confronts the person with SLE on a daily basis, as well as the disease and cost
burden involved in managing such a multifaceted disorder both for the patient and the
community. The psychosocial impacts and need for care that are a corollary to this chronic
health condition are explored, as are the mechanisms for their measurement via satisfaction
with care and quality of life. The limitations of these measurement approaches are
discussed, as are the potential benefits of adopting a needs assessment approach for
measuring such impacts on need for care. The potential benefit of assessing and
subsequently addressing patient unmet care needs as a means of improving satisfaction with
health care, quality of life and ultimately care outcomes is discussed. The requisite criteria
for determining a methodologically acceptable needs assessment instrument are explored.
The conclusion is reached that the development of a disease specific needs assessment
instrument is required as one means of addressing an existing gap in evidence regarding the

extent of need for care among people with SLE.

Previous analyses have relied on single issue studies, literature reviews and health
personnel report when describing the impact of, and need for care arising from a patients

experience of SLE. Based on such studies, the second chapter describes some of the well
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recognized areas of difficulties in the daily life of a SLE sufferer, and, through the reporting
of the results of a focus group study, provides an understanding of need for, and gaps in
care as personally reported by people with SLE. The study identified themes associated
with obtaining current and easy to understand information, delivery of quality care by
health care providers, family relationships and social interaction, financial and employment
status, disease self-management, use of complementary therapies, and issues around

identity, self-worth and mortality.

The results of the focus group study clearly suggested an unmet need for care across a wide
range of care areas. The extent to which these expressed needs for care were reflective of
the broader population of people with SLE remained unknown as no single study had
previously reported the prevalence of such needs in a single study population. As an
existing comprehensive and psychometrically validated SLE needs assessment instrument
had not been reported, such an instrument was developed, known as the Systemic Lupus
Erythematosus Needs Questionnaire (SLENQ). The procedures involved and the outcomes
of the development and psychometric evaluation of this measure are described in Chapter
Three. The methodological criteria for needs assessment instruments (as outlined in
Chapter One) were rigorously adhered to in the development of the instrument. The
chapter details how face, content and construct validity were established and reliability of
the instrument assessed utilizing tests of internal consistency and test-retest reliability. The
guestionnaire was pre- and pilot-tested before being administered in tandem with the MOS-
SF-36 (to ascertain concurrent validity) in a study involving 386 members of the Lupus

Association of New South Wales, listed as having a diagnosis of SLE.
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Results indicated that the SLENQ provided a comprehensive measure of unmet needs in
seven domains: psychological/spiritual/existential, health services, health information,
physical, social, daily living, and employment/financial domains. The findings suggested

that the SLENQ provides a reliable and valid index of the global needs of people with SLE.

Chapter Four presents the results of a study undertaken to determine the prevalence and
correlates of need for care among people with SLE. The study was conducted with the
same 386 support association members who were involved in the validity study described
in Chapter Three. Each person was sent a needs questionnaire and asked to complete and
return it within ten days. The study findings demonstrated high levels of need up to 81%,
across all seven domains, with the highest unmet needs being measured in the physical
(81%) and the psychological/spiritual/existential (72%) domains. Logistic regression
models were conducted to identify correlates of levels of unmet need for each domain. It
was found that participants who worked full time had less need in the daily living, health
information and employment /financial domains than those on disability or sickness
benefits. Higher unmet need in the physical and daily living domains correlated with
increasing age, while people from an English speaking background or urban areas had
higher unmet need in the psychological/spiritual/existential domains than those from a non-
English speaking background or rural areas. The findings and their implications are
discussed and suggestions are made regarding the regular utilization of the SLENQ and the

provision of appropriate interventions to help ameliorate such need.
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A longitudinal study of care needs is described in Chapter Five. The study was undertaken
to determine the variability over time of unmet care needs of people with SLE. Overall, the
level of unmet care needs for the majority of participants stayed the same, and more than
three quarters of need items retained the same level of unmet need. Possible reasons for
this pattern of results are discussed including seasonal change effects and the effect (or lack
thereof) of interventions being sought or provided in the interim period. The results of the
study suggest an unacceptable persistence of high levels of care needs not being met over
the six month study period and that, as a consequence, there is an ongoing need to identify
mechanisms for modifying care delivery so that the care needs of people with SLE are

more effectively addressed.

Chapter Six concludes the thesis by providing a summary of findings from the various
studies, and by discussing the implication of those findings for further research and clinical
practice. Development of a short form SLENQ is recommended in order to enhance the
feasibility and likelihood of the instrument being routinely used in clinical practice. Cross-
cultural adaptation of the questionnaire is suggested, based on the marked variability in
incidence and prevalence of SLE among cultural and ethnic groups. The need for such an
adaptation for use among Aboriginal and Torres Strait Islander Australians is

recommended.

The need and possible methods for the routine and regular application of the instrument by
clinicians is discussed. Application of the instrument in this way has the potential to

enhance clinician capacity to address the complex needs for care at each visit, and to
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provide a means for clinician evaluation of the effectiveness of treatments and management
plans provided. Various modes of administering the questionnaire in both clinical and
home settings are explored including the utilization of a pen and paper version, employing
a touch screen computer adaptation of the questionnaire, and the use of digital pen

technology which integrates the pen and paper version with electronic data recording.

Limited evidence exists regarding possible clinical interventions designed to address both
the provision of care and the enhancement of SLE patient outcomes in the areas of need
identified in this thesis. Discussion of possible intervention is provided, drawing upon the
results of needs assessment and needs intervention studies in other disease areas, most
commonly cancer. This parallel evidence base suggests that consideration could be given to
the development and testing of interventions such as a peer support program, provision of
immediate feedback of patient self-report based on a needs assessment to the SLE specialist

on each visit, and the use of a computerized telephone outreach system.

The chapter concludes with the view that the results of the various studies contained within
the thesis demonstrate that SLE results in a broad range of negative physical and psycho-
social impacts for the patient, that these impacts and a lack of care provision strategies
designed to address them are very prevalent among people with SLE, and that such needs
for care change little over a 6 month period. Further research into mechanisms for
enhancing care delivery in these areas is therefore urgently needed.
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