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Participation Defined

> “Participation means getting involved or
being allowed to become involved in a
decision-making process or the delivery of a
service or the evaluation of a service or even
simply to become one of a number of people
consulted on an issue or matter”

Brownlea (1987) Social Science and Medicine
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Symptom Management

> Assessments
> Patient self reports
> Patient experience
> Ongoing appraisal of care
> Clinician knowledge of aetiology
> Evidence-based treatment options
> Patients’acceptability of treatments
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Aims
> Overall
> Inform a model for the integration of patient
participation in symptom management in oncology and
haematology contexts and the measurement of quality of
that integration.
> Presentation
> Describe complexity of patient symptoms

> Discuss patient preferences for participation
> Explore prediction modes of factors that influence
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Background

> Symptoms are common and distressing
> Symptom management in acute care is
> Complex
> Frequently suboptimal

(Cohen et al., 2008; Miaskowski, 2006; Given & Sherwood, 2005)

> Patient involvement is not routinely sought
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Methods

> Design

> A single case study, mixed method, repeated
measures

> Survey

> Multi-Symptom Assessment & Participation Questionnaire
(MSAPQ - purposely designed using previously validated
tools)

> Medical record audit

> Naturalistic observation o%?’\b
> Focus group and individual interviews 3
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Patient Characteristics (N=171)
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Characteristics %
Age (Mean = 53.69, SD 15.39)
< 65 years 125 73.1
65 and over 46 269
Sex
Male 13 66.1
Female 58 33.9
Diagnosis
Haematological malignancy 115 67.3
Oncology (solid tumour) 56 327
Months since diagnosis A
<6 months 81 474 el
- 7-12 months 8 | 164 | (S
- Y _g s
o > 12 months 62 36.3 [« g
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> PHYSICAL
> Pain > Dizziness
> Lack of energy > Difficulty swallowing
> Cough > Fatigue
> Dry mouth > Reflux
> Nausea > Fever
> Feeling drowsy > Hairloss
> Numbness/tingling > Constipation
> Feeling bloated > Swelling of arms/legs
> Problems with urination > “Idon’tlook like myself”
> Vomiting > Changesin skin
> SOB > PSYCHOLOGICAL
> Sweats > Difficulty concentrating
> lItching > Difficulty sleeping S
> Lack of appetite > Feeling nervous IR
> Mouth sores > Feeling sad Q&\:,
> Changesin the way food tastes > Feelingirritable N9
. > Weightloss > Feelingworried
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Symptoms Dimensions
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Comparison of Patient Reported Symptom
Prevalence and Documented Prevalence
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Evidence of Patients’ Voice in
Documentation
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Symptom Management Medications
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Control Preference Scale
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Symptom Management
Medications
> Overall patients had:
> 20 different classifications of drugs prescribed
> 63 different medications

Drug classification Number of different Proportion
medications prescribed | administered
Analgesics 19 52.35
Antiemetics 10 56.28
Antidiarrhoeals 2 60.35
Laxatives 7 28.7
Sedatives 3 68.2
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Stability of Patient Preference for

Participation
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Predictors of patient participation

> Exploratory analysis using Logistic Regression
Entry into model 0.1, removal 0.2

Variables B(SE) Exp(B) Sig. Pre-model sig.
Constant 227(769) | 9.671 .003
Age -019(.012) 981 .096 092
Month Since .014(.009) 1.014 .105 .039
Diagnosis
Treatment during | -790(412) | .454 055 022
admission
S
Model # (3)=11.690, p =.009 ooe\,)o@?’ |
_erall prediction 70.8 O@i’—
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Thank you

emma.cohen@deakin.edu.au
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mari.botti@deakin.edu.au

Accommodating patient participation
in practice
> Review of the relative roles of patients, clinicians
and organisation

> Congruence between patient preference for
participation and actual participation

> Arming patients with the knowledge they need to
make judgments about their own care

> Engaging the multidisciplinary team to modify
some care practices
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