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ety Background Sty
Irish health system

» Mixed public/private healthcare system

« ~32% have medical cards: qualify for certain health services
free-of-charge, including free primary healthcare

« ~50% have private health insurance

« Reorganisation of cancer services, 2006
» National Cancer Control Programme

» 8 designated specialist cancer centres
o 8 Rapid Access Prostate Clinics
o 6 surgical centres
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Important measure of quality of care

In other cancers, patients who report higher
satisfaction with care:

» report higher quality-of-life; lower levels of anxiety &
depression

» more likely to cooperate with treatment

Under-researched in Ireland

First nationwide study of the care experiences of men
with prostate cancer
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« To assess the care experiences of men recently
diagnosed with prostate cancer in Ireland.

* ODbjectives:
1. measure patient experiences and describe variations

2. Identify factors associated with good/poor
experiences

3. Investigate associations between experiences and
health-related quality-of-life and psychological
wellbeing.
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Cognitive interviews:

Ten cognitive

i i o Survey finalised

Choice of survey - Understanding + insight
Instrument Survey re-drafted - 17 men at 3 different hospitals
(PCQ-Ps¥) - Aug’12-Jan’13

\ J *  RP, RT, AS, Comb; various ages
* Think aloud’ + probes
*Baker et al. (2007) «  20-90mins
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Characteristics: Accesstocare

Age )
Respectforpatients” preferences

Marital status p P P

Health status Coordination & integration of care
Socioeconomicstatus (education,
employment, income)

Health insurance (medical card/private
health insurance)

Co-morbidities (+/-) Emotional support
Prior urological investigations/treatment
Family memberwith prostate cancer

Physical comfort

Information, communication & education

Aspects of experience

Involvement of family & friends

Time since diagnosis Transition & continuity
Grade
Hospitals of biopsy and treatment = "
Treatment(s) received and planned o 5 =
Extentto which care expectations were met 2 E g
m
£ | Ep s
) i = =
Othervariables: @ o £ T =2
; = A m = = %D
Health literacy o 7 noy C =
. ] 3z hoc z o
Coping s z 2 2 | E =
Quality of life = = 75 @ 5
Psychological wellbeing — — =2 = - =
Social support Phases of care
>

Spectrum of experience
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1.Reasons for undergoing PSA testing

2.Routes for initial presentation, investigation and diagnosis

3.Waiting times
4. Treatments received — specifics
5.Routing of men on ‘active surveillance’

6.Questions not understood
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1. Information & support

» Varied throughout cancer journey and by perceived need
+  Some felt more emotional support needed although many ‘get on with it’

2. Involvement
- Knowledge/information impacts on ability to participate care
* Reliance on ‘experts’ at the outset v some more critical/questioning
+ Self efficacy increased with time and experience
* Involvement in decision-making - preferences

3. Overall perceptions

* Most = better than expected
« Some: reluctant to ‘criticise’ experts; post-treatment more critical of care/information
provision; poor experiences reported

4. Altruism

+ Advocates
10
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» Cases selected from Registry records (n=3,850), 5-20 months from
Selection  diagnosis

 Patient lists ‘screened’ by treating clinicians
Screening

Survey « All eligible men sent postal survey (n=2,180)

admin
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 Very positive overall: Adjusted RR = 71.4%
* 49.1%: overall care 10/10; 83.2%: 8+/10
* 68.9% overall care somewhat/much better than expected

* But some problems reported:
« Waiting times
* Information about side effects and what to do about them
* Follow-up care

- Better experiences reported by those:
« With access to a CNS (but only half had access to one)

- Who had care in a designhated cancer centre (except waiting
times)
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- Patient experiences of care have rarely been
assessed in Ireland, which had a mixed public-private
healthcare system

- Patient experience questionnaires need to be
modified appropriately for the settings in which they
are applied

« Cognitive interviewing informs guestionnaire
development and revision and provides rich
gualitative data which complements survey findings.

13



National ﬂ\) Irish

Cancer

= Acknowledgements Caneer

« Participants
* Nurses, urologists and staff who facilitated interviews/recruited patients
« Clinical leads at participating hospitals

* Prof Richard Baker (University of Leicester) & Mr Reg Race (Quality
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Further information: m.hennessy@ncri.ie or www.ncri.ie
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