THE UNIVERSITY OF

NEWCASTLE

AUSTRALIA

NOVA

University of Newcastle Research Online

nova.newcastle.edu.au

Tzelepis, Flora; Sanson-Fisher, Robert W.; Hall, Alix E.; Carey, Mariko L.; Paul, Christine L.;
Clinton-McHarg, Tara “The quality of patient-centred care: haematological cancer survivors'
perceptions”. Published in ”, Psycho-Oncology Vol. 24, Issue 7, p. 796-803 (2015)

Available from: http://dx.doi.org/10.1002/pon.3728

This is the peer reviewed version of the following article: Tzelepis, Flora; Sanson-Fisher, Robert W.;
Hall, Alix E.; Carey, Mariko L.; Paul, Christine L.; Clinton-McHarg, Tara “The quality of patient-
centred care: haematological cancer survivors' perceptions”, Psycho-Oncology Vol. 24, Issue 7, p.
796-803 (2015), which has been published in final form at http://dx.doi.org/10.1002/pon.3728. This
article may be used for non-commercial purposes in accordance with Wiley Terms and Conditions
for Self-Archiving.

Accessed from: http://hdl.handle.net/1959.13/1309252



http://dx.doi.org/10.1002/pon.3728
http://dx.doi.org/10.1002/pon.3728
http://hdl.handle.net/1959.13/1309252

The quality of patient-centred care: haematological cancer survivors’

perceptions

Flora Tzelepis,! Robert W Sanson-Fisher,* Alix E Hall,! Mariko L Carey,! Christine L Paul,! Tara

Clinton-McHarg*

YPriority Research Centre for Health Behaviour, University of Newcastle & Hunter Medical

Research Institute, Callaghan, NSW 2308 Australia

Corresponding author:

Flora Tzelepis

University of Newcastle
Callaghan NSW 2308 Australia
Phone: +61249246275

Fax: +61249246490

E-mail: Flora.Tzelepis@newcastle.edu.au

Keywords: cancer; oncology; patient-centred; quality of care; haematology

Word Count: 3999


mailto:Flora.Tzelepis@newcastle.edu.au

ABSTRACT
Objective: Patient-reported outcome measures (PROMSs) that assess the quality of patient-centred
cancer care have failed to measure all six patient-centredness dimensions endorsed by the Institute
of Medicine (IOM). This study is the first to use the Quality of Patient-Centered Cancer Care
(QPCCC) measure that covers all six IOM patient-centredness dimensions to examine
haematological cancer survivors’ perceptions of care and characteristics associated with perceived
quality of care.
Methods: Haematological cancer survivors diagnosed in the last six years and aged 18-80 years
were recruited from two Australian state population-based cancer registries. Survivors were mailed
the 48-item QPCCC measure.
Results: Overall, 545 haematological cancer survivors completed the measure. Areas of care most
commonly identified as delivered were hospital staff: showing respect to survivors (93%); and
making sure the correct treatment was received (93%). Aspects of care most frequently nominated
as not delivered were hospital staff helping family and friends (34%) or the survivor (32%) to find
other people with similar experiences to talk to. Characteristics associated with survivors perceiving
higher quality care was delivered included being employed, having private health insurance, being
younger, a Non-Hodgkin lymphoma diagnosis and more recent diagnosis. Being depressed or
stressed was associated with perceived lower quality of care.
Conclusions: Provision of peer support programs that allow haematological cancer survivors and
families and friends to talk to others in similar situations could be improved. Using PROMs to
identify areas where cancer survivors perceive improvements are needed is essential to quality

improvement efforts.



BACKGROUND
Haematological cancers, including leukaemias, lymphomas and myelomas, develop in the blood or
bone marrow [1]. Haematological cancers include incurable chronic conditions requiring constant
monitoring and fast growing cancers needing immediate treatment [2]. Haematological cancer
survivors often have prolonged exposure to health care and may require care from multiple
specialists [2]. In Australia acute myeloid leukaemia patients have a longer average hospital stay
than other cancer types [3]. Identifying areas of care that haematological cancer survivors perceive

as high quality or needing improvement is essential to quality improvement efforts.

The Institute of Medicine (IOM) recommended improvements to safety, effectiveness, timeliness,
efficiency, equity and patient-centredness to achieve quality care [4]. The IOM also endorsed six
patient-centredness dimensions [5] which stipulate care should: be respectful to patients’ values,
preferences, and expressed needs; be coordinated and integrated; provide information,
communication, and education; ensure physical comfort; provide emotional support; and involve
family and friends [4]. Psychometrically robust patient-reported outcome measures (PROMS) assess
patients’ perspectives and are essential to monitoring quality of care [6]. Cancer survivors’
perceptions of quality of care have been associated with quality of life [7-9], anxiety and depression

[8, 9], treatment under-utilisation [10,11] and mistrust of the medical system [12,13].

Few studies have examined haematological cancer survivors’ perceptions of quality of care.
Haematological cancer survivors (44%) reported not participating in treatment decision-making as
preferred [14], while lymphoma survivors wanted more discussion of late treatment effects [15].
Further, almost 60% of haematological cancer patients thought talking with a healthcare
professional after treatment about their cancer experiences would have helped [16]. Leukaemia and
lymphoma survivors reported that factors contributing to adjustment difficulties after treatment

ended included: poor continuity of care; lack of support for survivorship issues; difficulty finding



appropriate services; and inadequate follow-up [17]. The limited evidence examining characteristics
associated with haematological cancer survivors’ perceptions of quality of care found that currently
receiving treatment was associated with participating in treatment decision-making as preferred [14]
and a shorter waiting time associated with greater satisfaction with a consultation [15]. Research
with other cancer types reported that age [18], education [19], marital status [19], income [18],

anxiety [20] and depression [18,20] were associated with survivors’ perceptions of quality of care.

A review of PROMs developed to assess quality of patient-centred cancer care [4], identified one
measure that addressed all six IOM patient-centredness dimensions which was judged to have
limited psychometric rigour [21]. No study has used a psychometrically robust PROM that covers
all six IOM patient-centredness dimensions to measure haematological cancer survivors’

perceptions of care [21].

Our study used the Quality of Patient-Centered Cancer Care (QPCCC) measure which includes
items that cover all six IOM patient-centredness dimensions and has demonstrated validity and
reliability [22]. The study examined among haematological cancer survivors:

1) perceptions of quality of patient-centred cancer care; and

2) characteristics associated with survivors’ perceived quality of patient-centred cancer care.

METHODS
Sample: Between November 2011-August 2013 survivors were recruited if diagnosed with a

haematological cancer within the last six years; aged 18-80 years; and proficient in English.

Procedure: Two Australian state population-based cancer registries identified haematological
cancer survivors. The sample was stratified by survivors’ residential postcodes (major cities/inner

regional vs outer regional/remote/very remote) according to the Accessibility and Remoteness



Index of Australia. All eligible survivors living in outer regional/remote/very remote locations and a

random sample of survivors residing in major city/inner regional locations were approached.

Cancer registries sought passive consent from survivor’s clinician. Survivors who received clinician
consent or whose clinician did not respond within four weeks to the registries’ request were
contacted via mail. Registries sought survivors’ permission to pass their contact details to the
researchers. Consenting survivors were mailed an invitation letter, questionnaire, consent form and
reply-paid envelope. Non-respondents received one mailed and one telephone reminder at four-

weekly intervals.

The University of Newcastle Human Research Ethics Committee and committees associated with

each registry granted ethical approval.

Measures

Quality of Patient-Centered Cancer Care (QPCCC) measure: The 48-item QPCCC measure
examines survivors’ perceptions of waiting times and overall cancer care at the hospital where most
treatment was received [22]. Response options are Strongly agree, Agree, Disagree, Strongly
disagree, and Not applicable to me. The QPCCC measure contains 10 subscales: timely care (4
items); respectful communication (3 items); cancer information (3 items); treatment decision-
making (8 items); treatment delivery (7 items); patient preferences and values (3 items); equitable
care (2 items); coordinated and integrated care (7 items); emotional support (4 items); follow-up
care (5 items); and 2 single items. Psychometric evaluation of the QPCCC measure demonstrated
strong face validity, content validity, construct validity and internal consistency for our

haematological cancer survivor population [22].



Other measures: Consenting survivors had age, sex, postcode, cancer type and diagnosis date
extracted from registry records. Survivors indicated marital status, education, employment, private
health insurance, cancer treatments and completed the Depression, Anxiety and Stress Scale
(DASS-21) [23]. De-identified data related to non-participants’ age at diagnosis, seX, postcode and

cancer type were extracted from the registries.

Statistical analysis

Analysis was completed using SAS software.

Participant and non-participant characteristics

Chi-square tests compared participant and non-participant characteristics.

Survivors’ perceptions of quality of care

Depending on QPCCC item wording, quality care corresponded to the response of either “strongly
agree/agree” or “strongly disagree/disagree” and vice versa for care not received. For example, to
indicate quality care for, “The staff at the hospital helped me deal with being worried, upset or sad”
survivors responded “strongly agree or agree.” Respondents chose “strongly disagree or disagree”
to indicate such care was not delivered. In contrast, for “I had to wait too long from getting a
referral to a cancer doctor to my first visit with him/her” survivors selected “strongly disagree or
disagree” to represent quality care. Percentages indicated areas of care perceived as high quality

(endorsed by >80%) or not delivered (endorsed by >20%).

QPCCC subscale scores

Means and medians were calculated for each QPCCC subscale. Items were scored so 1 related to
lowest quality care, 2 to low quality care, 2.5 to “not applicable to me” as care was not needed or
desired, 3 to high quality care and 4 to highest quality care. Not applicable was coded as 2.5 as this

represents a neutral position and is the midpoint between the low and high care scores. Placing



these neutral responses midway between low and high scores gives better discrimination for the
polarised responses. Subscale scores were calculated by summing all subscale items and dividing by

number of non-missing items for participants answering >70% of subscale items.

Characteristics associated with perceived quality of care
Multiple linear regression models used each QPCCC subscale score as the outcome and
demographic, cancer-related and psychological characteristics as independent variables. Estimates

with robust standard errors, and adjusted Wald p-values were calculated.

RESULTS
Of 1,726 eligible survivors identified by cancer registries, 700 agreed to be mailed the questionnaire
and 545 completed the survey (78% mailed survey; 32% eligible survivors). Compared to non-
participants, leukaemia and younger survivors at diagnosis were significantly under-represented

among participants but there were no differences for sex and residence.

Characteristics and treatment factors

Participant mean age was 61.6 years, most were male (59%) and had trade/vocational or university
qualifications (59%). Most survivors were married/living with partner (76%), an urban resident
(82%), not employed (60%), had private health insurance (69%) and diagnosed with Non-Hodgkin
lymphoma (59%). Treatments received were chemotherapy (85%), radiotherapy (32%), bone
marrow or stem cell transplant/harvest (25%), and hormone/antibody treatment or targeted therapy

(24%).

Areas of high quality care
Table 1 outlines areas of care received by >80% of haematological cancer survivors. Most survivors

strongly agreed/agreed that: hospital staff showed respect for them (92.9%); hospital staff made



sure they received the correct treatment (92.6%); and hospital staff talked to them in a way they
understood (92.0%). Of 14 areas endorsed by >80% of respondents as high quality, seven related to
the QPCCC'’s treatment delivery subscale, three to respectful communication, two to treatment

decision-making and two to cancer information.

Areas of care not delivered

As Table 2 indicates, >20% of haematological cancer survivors perceived 12 features of care were
not delivered. Survivors most commonly strongly disagreed/disagreed that: hospital staff helped
family or friends find others in a similar situation to talk to (33.8%); hospital staff helped them find
other cancer patients to talk to about their cancer experiences (32.3%); and doctors explained to
them they could get a second medical opinion if they wanted to (29.5%). Five features not received
by >20% of respondents related to coordinated and integrated care, two to treatment decision
making, two to patient preferences and values and one to cancer information, timely care and

emotional support respectively.

QPCCC subscale scores

As Table 3 reported, respectful communication and treatment delivery had the highest and second
highest mean quality care scores respectively. This aligns with the highest-ranked items survivors
perceived were high quality (Table 1). In contrast coordinated and integrated care had the lowest
mean quality care scores. This is consistent with results in Table 2 where most of this subscale’s

items (5 of 7) were considered by >20% of respondents as areas where such care was not delivered.

Characteristics associated with perceived quality of care
Table 4 indicated that being employed was associated with higher quality timely care and equitable
care scores. Private health insurance was associated with higher perceived quality care regarding

patient preferences and values while being 18-39 years-old was associated with higher perceived



quality of respectful communication and cancer information. A Non-Hodgkin lymphoma diagnosis
was associated with higher perceived quality regarding treatment delivery and cancer information
compared to a leukaemia diagnosis. Being diagnosed within 24 months was associated with higher

perceived quality of emotional support.

In contrast, being depressed was associated with survivor perceptions of lower quality care
regarding treatment delivery, treatment-decision making, follow-up care, respectful communication,
patient preferences and values and cancer information. Being stressed and private health insurance

was associated with lower perceived quality of cancer information.

CONCLUSIONS
This is the first study to assess haematological cancer survivors’ perceptions of care across items
based on the six IOM patient-centredness dimensions [4] using a psychometrically robust measure
[22]. Haematological cancer survivors perceived respectful communication as an area of high
quality care. This is consistent with evidence that most cancer patients thought doctors and nurses
were empathetic [24], respectful [25,26], friendly to them [24] and family and friends [26], and
communicated clearly [24]. Haematological cancer survivors also considered treatment delivery to
be of high quality. This is similar to research that reported medical care was the second highest
feature cancer patients were satisfied with [26]. Errors in chemotherapy delivery are also infrequent

[27].

The most common areas of care not received by haematological cancer survivors related to hospital
staff helping survivors and family and friends find others in similar situations to talk to. Previous

studies identified that some haematological cancer survivors expressed a need to talk to individuals
in similar situations [16,28]. Systematic reviews of cancer peer support programs reported benefits

[29-31], including increased knowledge about cancer and treatment [29,30], reassurance [29] and



psychosocial adjustment [31]. The health system should therefore examine strategies that
proactively connect haematological cancer survivors and families with individuals with similar

experiences.

Cancer patients have the right to obtain a second medical opinion [32]. Almost 30% of
haematological cancer survivors disagreed that doctors explained they could get a second medical
opinion if the survivor wished. This item identified whether or not doctors initiated discussions with
survivors about the option to obtain a second medical opinion if survivors wished to do so. Doctor-
initiated discussion ensures patients are aware of the option of a second opinion [32]. A second
opinion changed breast cancer management for around 20% of patients [33]. Furthermore, cancer
patients’ reasons for seeking a second medical opinion included obtaining treatment information,

reassurance about diagnosis or treatment, and dissatisfaction with first opinion [34].

Characteristics associated with survivors perceiving higher quality care was delivered included
being employed, having private health insurance, being younger, a Non-Hodgkin lymphoma
diagnosis and more recent diagnosis. In contrast, being depressed or stressed was associated with
perceived lower quality of care. This is consistent with research with other cancer types that
reported lower income [18] and younger age [18] were associated with perceived higher quality
care and depression with perceived lower quality care [18,20]. Providing additional support to
subgroups of haematological cancer survivors who report lower quality care may lead to improved

care.

The QPCCC measure’s development focussed on haematological cancer survivors [22], but could
potentially measure patient-centred care among other groups of cancer survivors following
psychometric evaluations with different cancer types. Future research could compare the

perceptions of haematological cancer survivors to survivors of other cancer types to determine if

10



quality of patient-centred care differs between survivor groups. Further research could also use the
QPCCC measure to examine whether cancer survivors’ perceptions of quality of care vary between

hospitals.

Study strengths included that a large number of haematological cancer survivors with diverse sub-
types were recruited via population-based cancer registries that provide a representative sampling
frame of all cancer survivors from across the state [35]. Furthermore, the QPCCC measure is
psychometrically robust and measures patient-centredness across the six IOM-endorsed dimensions
[22]. However limitations include that 32% of eligible survivors participated and that leukaemia and
younger survivors at diagnosis were under-represented among participants. Other studies that used

registry recruitment also reported low response rates (26% [36], 41% [37]).

Using PROMs to assess haematological cancer survivors’ perceptions of care are essential to
identifying areas of high quality care and informing quality improvement efforts. Consumer and
professional groups may also use such information to proactively advocate for improvements to

care.
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Table 1: Areas of high quality care

Item?

Strongly agree/agree

QPCCC subscale

n %°(95% Cls)
The staff at the hospital showed respect for me 495 92.9(90.7-95.1) Respectful communication
During my treatment staff at the hospital made 497 92.6(90.3-94.8) Treatment delivery
sure | received the treatment | was meant to
have
The staff at the hospital talked to me inaway | 494 92.0(89.7-94.3) Respectful communication
could understand
The staff at the hospital showed respect for my 479 88.9(86.2-91.5) Respectful communication
family or friends
During my treatment staff at the hospital had 475 88.8(86.1-91.5) Treatment delivery
up-to-date information about my cancer care
During my treatment staff at the hospital made 469 88.5(85.8-91.2) Treatment delivery
sure | received treatment that was based on
scientific knowledge
During my treatment staff at the hospital gave 470 87.5(84.7-90.3) Treatment delivery
me consistent information about my treatment
During my treatment staff at the hospital 468 86.8(84.0-89.7) Treatment delivery
attended promptly to my pain or discomfort
During my treatment staff at the hospital co- 452 86.6(83.7-89.5) Treatment delivery
ordinated my appointments so that I did not
have to go to hospital more than necessary
The staff at the hospital gave me information 461 85.7(82.7-88.6) Cancer information
about cancer that was easy to understand
During my treatment staff at the hospital made 453 85.3(82.3-88.3) Treatment delivery
sure | did not receive unnecessary tests or
treatments
The doctors at the hospital explained to me the 443 83.0(79.8-86.1) Treatment decision-making
short-term side effects of each treatment option
The staff at the hospital gave me information 441 82.0(78.7-85.2) Cancer information
about cancer and treatments to take home (e.g.
booklets, websites)
The doctors at the hospital explained to me all 434 81.3(78.0-84.6) Treatment decision-making

of the treatments | could have

&n(%) of “not applicable to me” responses (as not needed or desired) for each item respectively: 28(5.3%);
39(7.3%); 28(5.2%); 52(9.6%); 43(8.0%); 55(10.4%); 44(8.2%); 59(10.9%); 56(10.7%); 42(7.8%);

55(10.4%); 54(10.1%): 48(8.9%); 52(9.7%)

b denominators used to calculate percentages may differ due to missing data
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Table 2: Aspects of care most commonly not received

Item?

Strongly

disagree/disagree

QPCCC subscale

n

%°(95% Cls)

The staff at the hospital helped my family or
friends find others in a similar situation to talk to

180

33.8(29.8-37.9)

Coordinated and integrated
care

The staff at the hospital helped me find other
cancer patients | could talk to about their cancer
experiences

172

32.3(28.4-36.3)

Coordinated and integrated
care

The doctors at the hospital explained to me |
could get a second medical opinion if | wanted to

157

29.5(25.6-33.4)

Treatment decision-making

The doctors at the hospital explained to me how
each treatment option might affect my length of
life

129

24.2(20.6-27.8)

Treatment decision-making

The staff at the hospital helped me get parking at
the hospital that was affordable

117

22.1(18.6-25.7)

Coordinated and integrated
care

Strongly agree/agree

I had to wait too long from my first visit withmy 115 21.9(18.3-25.4) Timely care
general practitioner about cancer-related
symptoms or screening to getting a referral to a
cancer doctor®
Strongly

disagree/disagree

During my treatment, | was able to choose which 115 21.7(18.2-25.3) Patient preferences and
doctor provided my treatment values

The staff at the hospital gave me a list of 115 21.6(18.1-25.1) Cancer information
guestions that cancer patients commonly ask

The staff at the hospital helped me get financial 110 21.0(17.5-24.5) Coordinated and integrated
assistance care

During my treatment, | was able to choose which 110 20.9(17.4-24.3) Patient preferences and
doctor I saw for each appointment values

The staff at the hospital helped me deal with 109 20.6(17.2-24.1) Emotional support
changes in my personal relationships

The staff at the hospital helped me deal with day- 105 20.0(16.6-23.5) Coordinated and integrated

to-day tasks (e.g. childcare, housework)

care

2n(%) of “not applicable to me” responses (as not needed or desired) for each item respectively: 274(46.4%);
241(45.3%); 115(21.6%); 85(15.9%); 244(46.1%); 93(17.7%); 113(21.4%); 62(11.7%); 332(63.5%);

112(21.3%); 281(53.1%); 317(60.5%)

b denominators used to calculate percentages may differ due to missing data

¢item corresponded to strongly agree/agree options reflecting care not received
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Table 3: QPCCC subscale scores

QPCCC subscale n? Mean(SD) Median
Respectful communication 533 3.68(0.58) 4.00
Treatment delivery 536 3.55(0.58) 4.00
Cancer information 530 3.29(0.74) 3.00
Treatment decision-making 535 3.21(0.73) 3.00
Follow-up care information 533 3.13(0.73) 3.00
Timely care 531 3.16(0.90) 3.00
Equitable care 525 3.01(0.72) 3.00
Patient preferences and values 521 2.97(0.85) 3.00
Emotional support 534 2.77(0.63) 2.50
Coordinated and integrated care 534 2.46(0.49) 2.50

acompleted >70% of subscale items



Table 4: Characteristics associated with survivors’ perceptions of care

Treatment delivery  Treatment decision-  Coordinated and  Emotional support Timely care Follow-up care Respectful Patient preferences  Cancer information Equitable care
making integrated care communication and values
Estimated p Estimated p Estimated p Estimated p Estimated p Estimated p  Estimated p Estimated p Estimated p  Estimated p
change change change change change change (95% change (95% change (95% change (95% change
(95% CI) (95% CI) (95% ClI) (95% ClI) (95% ClI) Cl) Cl) Cl) Cl) (95% CI)
Education 0.04 0.52 0.02 0.80 0.06 0.24 0.09 0.14 -0.10 0.25 0.10 0.17 -0.03 0.56 0.11 0.16 0.08 0.22 -0.13 0.06
High school or  (-0.07,0.14) (-0.12,0.15) (-0.04,0.15) (-0.03,0.21) (-0.27,0.07) (-0.04,0.24) (-0.14,0.08) (-0.05,0.27) (-0.05,0.22) (-0.27,0.0)
less
University/
trade/
vocational
Employment -0.03 0.62 -0.08 0.26 -0.04 0.45 0.01 0.84 0.19 0.03* -0.06 0.42 -0.04 0.46 -0.12 0.13 -0.02 0.80 0.27 0.0001*
Employed (-0.13,0.08) (-0.21,0.06) (-0.13,0.06) (-0.11,0.13) (0.02,0.35) (-0.20,0.08) (-0.15,0.07) (-0.28,0.04) (-0.15,0.12) (0.13,0.41)
Unemployed
Private health 0.03 0.57 -0.09 0.20 -0.03 0.54 -0.06 0.36 0.07 0.44 -0.02 0.83 -0.06 0.32 0.33 0.0002* -0.15 0.04* 0.07 0.33
insurance (-0.08,0.15) (-0.24,0.05) (-0.13,0.07) (-0.19,0.07) (-0.11,0.25) (-0.16,0.13) (-0.18,0.06) (0.16,0.50) (-0.29, -0.0) (-0.07,0.22)
Yes
No
Sex -0.06 0.28 -0.01 0.91 0.06 0.18 0.03 0.67 -0.00 0.98 0.11 0.12 -0.02 0.70 0.08 0.33 -0.06 0.42 0.00 0.99
Male (-0.16,0.05) (-0.14,0.13) (-0.03,0.16) (-0.10,0.15) (-0.17,0.17) (-0.03,0.25) (-0.13,0.09) (-0.08,0.24) (-0.19,0.08) (-0.14,0.14)
Female
Residence 0.06 0.36 0.14 0.10 0.07 0.22 0.09 0.25 0.05 0.62 0.13 0.13 0.11 0.11 0.04 0.67 0.14 0.10 -0.16 0.07
Rural (-0.07,0.19) (-0.03,0.31) (-0.04,0.19) (-0.06,0.24) (-0.16,0.26) (-0.04,0.31) (-0.03,0.25) (-0.16,0.24) (-0.03,0.31) (-0.33,0.01)
Urban
Age 0.17 0.10 0.07 0.60 -0.03 0.75 -0.06 0.58 0.09 0.57 0.08 0.57 0.29 0.005* -0.16 0.28 0.27(0.01,0.52) 0.04* -0.03 0.81
18-39 years (-0.03,0.37) (-0.19,0.33) (-0.20,0.15) (-0.29,0.16) (-0.23,0.41) (-0.18,0.34) (0.09,0.50) (-0.46,0.13) (-0.29,0.23)
40+ years
Time since 0.06 0.42 0.07 0.47 0.01 0.83 0.21 0.01* 0.01 0.94 0.07 0.44 0.13 0.08 0.14 0.18 0.03 0.77 0.04 0.64
diagnosis (-0.08,0.20) (-0.11,0.24) (-0.11,0.13) (0.05,0.37) (-0.21,0.23) (-0.11,0.25) (-0.02,0.27) (-0.07,0.35) (-0.15,0.20) (-0.14,0.23)
1-24 months
25+ months
*p<0.05
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Table 4 (continued): Characteristics associated with survivors’ perceptions of care

Treatment delivery ~ Treatment decision-  Coordinated and  Emotional support Timely care Follow-up care Respectful Patient preferences Cancer information Equitable care
making integrated care communication and values
Estimated p Estimated p Estimated p Estimated p Estimated p Estimated p Estimated p Estimated p Estimated p  Estimated p
change (95% change change change change change (95% change (95% change change (95% change
Cl) (95% CI) (95% ClI) (95% ClI) (95% CI) Cl) Cl) (95% ClI) Cl) (95% CI)

Cancer type 0.19 0.02* 0.22 0.06 -0.15 0.38 -0.03 0.97 -0.02 0.28 -0.01 0.26 0.00 0.50 0.13 0.59 0.07 0.02* 0.27 0.17
Hodgkin (-0.02,0.40) (-0.05,0.49) (-0.34,0.03) (-0.27,0.21) (-0.35,0.31) (-0.28,0.26) (-0.21,0.22) (-0.17,0.44) (-0.20,0.33) (-0.00,0.55)
lymphoma
Non-Hodgkin 0.23 0.28 -0.07 -0.00 -0.04 0.16 0.10 0.09 0.27 (0.07,0.47) 0.21
lymphoma (0.07,0.39) (0.08,0.48) (-0.21,0.07) (-0.19,0.18) (-0.29,0.21) (-0.05,0.36) (-0.07,0.26) (-0.14,0.33) (0.01,0.42)
Myeloma 0.08 0.18 -0.03 0.03 0.20 0.08 0.12 -0.03 0.14 0.16

(-0.11,0.28) (-0.07,0.43) (-0.20,0.14) (-0.20,0.25) (-0.12,0.51) (-0.18,0.33) (-0.08,0.32) (-0.33,0.26) (-0.11,0.38) (-0.09,0.41)
Leukaemia
Depression -0.19 0.01* -0.37 <.0001* -0.09 0.17 -0.07 0.42 -0.01 0.90 -0.26 0.007* -0.22 0.003* -0.41  0.0002* -0.23 0.01* -0.08 0.41
Yes (-0.33,-0.05) (-0.56,-0.19) (-0.22,0.04) (-0.23,0.10) (-0.24,0.22) (-0.45,-0.07) (-0.37,-0.07) (-0.62,-0.19) (-0.42,-0.05) (-0.27,0.11)
No
Anxiety -0.06 0.40 0.00 1.00 0.08 0.21 0.09 0.30 -0.21 0.08 0.05 0.63 -0.06 0.44 -0.04 0.70 0.07 0.48 0.01 0.93
Yes (-0.21,0.08) (-0.19,0.19) (-0.05,0.21) (-0.08,0.25) (-0.44,0.02) (-0.14,0.24) (-0.21,0.09) (-0.26,0.17) (-0.12,0.25) (-0.18,0.19)
No
Stress -0.08 0.35 0.01 0.92 -0.06 0.39 -0.18 0.07 -0.07 0.62 -0.12 0.28 0.13 0.14 0.09 0.49 -0.31 0.004* 0.01 0.93
Yes (-0.25,0.09) (-0.20,0.23) (-0.21,0.08) (-0.37,0.01) (-0.33,0.20) (-0.34,0.10) (-0.04,0.30) (-0.16,0.33) (-0.52,-0.10) (-0.21,0.22)
No

*p<0.05

22



