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Abstract

Purpose To describe the perceptions of haematological cancer patients about the components of care deemed essential to
supporting them to obtain and understand information about their cancer, its treatment and its impact on their life.

Methods A cross-sectional survey was conducted with individuals diagnosed with haematological cancer. Eligible patients
presenting for a scheduled outpatient appointment were invited to complete a pen-and-paper survey in the clinic waiting room
while waiting for their appointment. Those who completed the survey were mailed a second survey approximately 4 weeks later.
Participants provided data about their demographic and disease characteristics and perceptions of optimal care for haematological
cancer patients.

Results A total of 170 patients completed both surveys and were included in the analysis. The items endorsed as essential
components of care by the highest number of participants were being able to share accurate information about their disease,
treatment and ongoing care with their GP/family doctor (49%); being able to obtain up-to-date information specific to their
circumstances (43%); being able to obtain information in the amount of detail that they want (34%); being able to call a health
care professional at the treatment centre where they are receiving care (34%) and being able to call an experienced health care
professional who has knowledge of their disease and its treatment (34%).

Conclusions Further research is needed to determine ways of meeting the preferences of haematological cancer patients and
determining the associated impact on patient outcomes.
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Introduction system [30]. Haematological cancers account for approxi-
mately 9% of all cancers and in economically developed

Haematological cancers impose a significant burden areas of the world, are the fourth most frequently diagnosed
cancer in both men and women [36]. Haematological can-

Haematological cancers originate in blood-forming tissue,  cers have a significant impact on both overall quality of life
such as the bone marrow or in the cells of the immune  and health-related quality of life [1]. Individuals with hae-
matological cancers report debilitating side effects as a result

of both the cancer and its treatment. These side effects in-
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significant psychological and physical impact, it is critical
that efforts are made to reduce the negative impact of hae-
matological cancers.
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The quality of communication and information
provision influences patient outcomes

The provision of accurate information to patients about their
cancer in a format they can understand is universally acknowl-
edged as a core component of best-practice cancer care [3, 20].
Effective communication and information provision through-
out the cancer journey is associated with a myriad of benefits,
including lower rates of depression and anxiety [10, 18], in-
creased patient involvement in decision making [10], greater
satisfaction with treatment choices [10], greater overall satisfac-
tion with care [18] and better quality of life [2, 18]. In contrast,
poor communication and the provision of inadequate informa-
tion has been shown to lead to uncertainty [9, 12], anxiety and
depression [5, 9], non-compliance [40] and difficulties in cop-
ing and adjusting to a diagnosis of cancer [11] [24]. The im-
pacts of poor communication can be profound, with a recent
study showing that more than half of patients with advanced
cancer incorrectly believed that their treatment was curative and
that their condition would improve within a year [38].

What are the information needs of haematological
cancer patients?

Despite increasing knowledge of the influence of communi-
cation and information provision on patient outcomes, there is
consistent evidence that the provision of information to cancer
patients is often sub-optimal. For example, a recent systematic
review of 112 studies examining the information needs of
cancer patients found that 96% of included studies identified
some information needs related to treatment information, 65%
identified information needs related to cancer-specific infor-
mation and 63% identified information needs related to reha-
bilitation information [10]. A cross-sectional survey examin-
ing the information needs of haematological cancer patients
found that needs for information were moderate to high, with
40-70% of participants identifying some unmet information
needs. Individuals who were younger and had co-morbidities
and lower quality of life were more likely to have higher needs
for information [35]. Another systematic review which exam-
ined the specific information needs of haematological cancer
patients concluded that patients wanted information about the
disease (diagnosis and diagnostics), its treatment, prognosis
and other topics including self-care and psychosocial func-
tioning [34]. While a significant amount of research effort
has been devoted to understanding and describing the infor-
mation needs of cancer patients, comparatively less has been
devoted to understanding what ‘optimal’ cancer care looks
like and the practical strategies that could assist cancer patients
to understand their disease. To our knowledge, no research has
examined haematological cancer patient perceptions of the
components they consider to be essential parts of optimal can-
cer care. This critical information would provide healthcare
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providers and policy makers with valuable information about
how services and care can better be structured to meet the
information needs of a highly vulnerable group of patients.

Aims

To describe the perceptions of haematological cancer patients
about the components of care deemed essential to supporting
them to obtain and understand information about their cancer,
its treatment and its impact on their life.

Methods
Design and setting

A cross-sectional survey of outpatients was conducted in three
metropolitan hospitals located across three Australian states.
Participants were recruited from haematological cancer outpa-
tient clinics treating a minimum of 300 patients per year for
haematological cancer. Ethics approval was provided by the
University of Newcastle Human Research Ethics Committee
and site approvals were obtained from participating hospitals.

Participants

People with a diagnosis of any haematological cancer, who
were aged 18 years or older and presenting for a scheduled
outpatient appointment at a participating cancer clinic were
eligible to participate. Patients who were not adequately pro-
ficient in English to complete the survey, had not previously
attended an appointment at the clinic or judged by clinic staff
as unable to provide informed consent were excluded.

Recruitment

Patients were approached and invited to participate in the
study by a trained research assistant in the clinic waiting room.
Clinical hospital staff assisted the research assistant to identify
potentially eligible patients from the daily clinic appointment
list. The research assistant provided eligible patients with a
verbal overview of the study and a written information state-
ment. Patients who indicated an interest in participating were
asked to sign a consent form. Age and gender of non-
consenters were recorded by the research assistant on a study
log sheet to allow for possible consent bias to be examined.

Data collection

Participation in the study involved completion of two pen-
and-paper surveys. Participants were invited to complete the
first survey at the time of consent while waiting for their ap-
pointment, or could take it home and post it back to the
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research team within 1 week. The first survey obtained self-
report information about participants’ socio-demographic
characteristics, their haematological cancer diagnosis and its
treatment. The follow-up survey was mailed to participants
approximately 4 weeks later. This second survey included
questions about chemotherapy side-effects, experiences
obtaining cancer and treatment-related information (findings
reported elsewhere) and views regarding optimal care for hae-
matological cancer patients. Participants were asked to com-
plete the survey and return it to the research team using a
provided reply-paid envelope. Reminders, including a letter
and another copy of the survey, were sent to participants who
did not return their completed survey approximately 3 and
6 weeks after the initial mailing.

Measures
Demographic and disease characteristics

Participants were asked to provide information about their
gender, date of birth, country of birth, Aboriginal or Torres
Strait Islander status, marital and employment status, whether
they hold a concession card, haematological cancer diagnosis,
stage of disease and time since diagnosis.

Perceptions of optimal care for haematological cancer
patients

Participants were presented with a list of 14 statements
describing aspects of care related to the provision of infor-
mation and support (e.g. “Having a record of what is
discussed in each consultation”- see Table 2 for all items).
Participants were asked to indicate their views about the
importance of each statement in achieving optimal care
for cancer patients. Responses were recorded on a 4-point
Likert scale (1 =not important to 4 = essential). Several
items were adapted from clinical practice guidelines for
the psychosocial care of cancer patients [29]. Additional
items were purposely developed in consultation with hae-
matological cancer specialist clinicians to explore the types
of information and support strategies that patients perceive
would be most important in improving cancer care.

Statistical analysis

Characteristics of participants and non-consenters were com-
pared using F-adjusted Rao-Scott chi-square tests, adjusted for
treatment centre. Frequencies and percentages were calculated
for each item surveying the participants’ perception of optimal
care. Responses were regrouped as Not important, Somewhat
or quite important, or Essential. Statistical analyses were pro-
grammed using SAS v9.4 (SAS Institute, Cary, North
Carolina, USA).

Results
Sample

Of the 349 patients identified as eligible to participate, 84%
(n=292) provided consent.

Of those who consented, 81% (n =236) completed the first
survey and 58% (n=170) also completed and returned the
second survey. There was no indication of consent bias be-
tween participants and non-consenters for age (p =0.14) or
gender (p =0.31). Data is presented for participants who com-
pleted both surveys only (n=170).

Demographic characteristics

Participant demographic characteristics are presented in
Table 1. The majority of the sample was older than 50 years
(81%), and more than half of participants were male (58%),
married or had a partner (67%) and were not currently
employed (56%). Thirty-three percent of the sample had early
stage cancer, 22% had advanced cancer, 18% were in remis-
sion and 27% did not know their cancer stage. The most com-
mon haematological cancer diagnoses were Non-Hodgkin
lymphoma (30%), myeloma (16%) and chronic lymphocytic
leukaemia (13%).

Perceptions of optimal care

Participant perceptions of optimal care are provided in
Table 2. Almost half of the sample (49%) thought it was es-
sential to be able to share accurate information about their
disease, treatment and ongoing care with their general practi-
tioner (GP)/family doctor and obtain up-to-date information
specific to their circumstances (43%). One third of the partic-
ipants (34%) thought that it was essential that they were able
to obtain information in the amount of detail that they want,
call a health care professional at the treatment centre where
they are receiving care and call an experienced health care
professional who has knowledge of their disease and its treat-
ment. There was high agreement about the importance of all
items, with more than two thirds of the sample agreeing that
each item was either ‘somewhat or quite important’ or ‘essen-
tial’. Only 10% of participants thought that being able to con-
nect with others going through similar experiences was essen-
tial, with 27% of participants rating this as not important.

Discussion

This cross-sectional study examined the perceptions of hae-
matological cancer patients about strategies that would assist
them to obtain and understand information about their cancer,
its treatment and its impact on their life. Overall, all of the
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Table 1 Sample demographic

characteristics (n=170) Variable N (%)
Gender Male 99 (58%)
Female 71 (42%)
Age 18 to 30 6 (3.6%)
31to 50 26 (16%)
51to 70 98 (59%)
>71 36 (22%)
Aboriginal or Torres Strait Islander status Non-Indigenous 165 (99.4%)
Indigenous 1 (0.6%)
Marital Married or partner 112 (67%)
Single, divorced, separated or widowed 55 (33%)
Education High school or below 75 (45%)
Vocational 31 (19%)
University 51 (31%)
Other 9 (5.4%)
Country of birth Australia 113 (68%)
Other 54 (32%)
Employment Full or part time work 59 35%)
Home duties, unemployed, retired, disabled 94 (56%)
Other 16 (9.5%)
Concession card Yes 96 (57%)
No 73 (43%)
Cancer type Hodgkin lymphoma 12 (7.1%)
Non-Hodgkin lymphoma 51 (30%)
Acute myeloid leukaemia 18 (11%)
Acute lymphoblastic leukaemia 4 (2.4%)
Chronic myeloid leukaemia 12 (7.1%)
Chronic lymphocytic leukaemia 22 (13%)
Myeloma 27 (16%)
Myelodysplastic syndrome 8 (4.8%)
Other 14 (8.3%)
Cancer stage Early 54 (33%)
Advanced 37 (22%)
Do not know 45 (27%)
In remission 29 (18%)
Time since diagnosis 12 months or less 39 (23%)
13 to 24 months 23 (14%)
Over 24 months 107 (63%)

Some rows do not sum to 170 due to missing data

statements presented were rated as important components of
optimal cancer care by a majority of participants.

The item with the highest overall endorsement was sharing
of accurate information with the participant’s general practi-
tioner or family doctor. This finding aligns with previous re-
search [21, 22] and highlights the crucial role that patients
perceive their general practitioner plays in their cancer care.
There are a number of benefits to GP involvement in haema-
tological cancer care, including often having a long-standing
relationship with the patient, a more holistic knowledge of the
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cancer diagnosis in the context of the patient’s life and overall
health and more time and training to recognise and respond to
psychosocial needs [6, 31]. Despite this, inadequate sharing of
information has been reported by both general practitioners
and patients as an issue, with some GPs voicing concerns
about their patients ‘disappearing into the hospital’ when spe-
cialist haematological care is provided [28]. This is particular-
ly the case when patients from rural or remote areas have to
seek treatment in larger metropolitan treatment centres.
Collaborative systems of care that involve the cancer
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Table 2  Participants’ perceptions of optimal care (n = 170)
Not important Somewhat or  Essential
quite important
N (%) N (%) N (%)
Consultation
1. Having more than one consultation to discuss treatment options before making a decision 17 (10%) 101 (60%) 50 (30%)
2. Having a record of what is discussed in each consultation (e.g. tape recording, written notes) 18 (11%) 106 (63%) 44 (26%)
3. Having a friend or family member with them during consultations about treatment options 15 (9.0%) 88 (53%) 64 (38%)
Information
4. Being able to send their health care team a list of questions they would like to discuss at their 26 (16%) 113 (68%) 27 (16%)
next appointment
5. Being able to obtain up-to-date information specific to their circumstances 2 (1.2%) 92 (56%) 71 (43%)
6. Being able to obtain information from the Internet that has been recommended by their Doctor 23 (14%) 114 (69%) 28 (17%)
7. Being able to obtain information in the amount of detail that they want 5(3.0%) 105 (63%) 56 (34%)
8. Being able to obtain information in multiple formats (e.g. videos, images, text) 31 (19%) 109 (66%) 26 (16%)
9. Family and friends having information about their loved one’s disease and its treatment 11 (6.6%) 109 (66%) 46 (28%)
10. Being able to share accurate information about their disease, treatment and ongoing care with 6 (3.7%) 77 (47%) 81 (49%)
their GP/family doctor
Peer support
11. Being able to connect by telephone, Internet, or face-to-face with other people going through 44 (27%) 104 (63%) 17 (10%)
similar experiences
Contact with health professionals
12. Being able to call and discuss their concerns with a health care professional on any day of the 12 (7.1%) 117 (70%) 39 (23%)
week between 8 a.m. and 8 p.m.
13. Being able to call a health care professional at the treatment centre where they are receiving care 1 (0.6%) 109 (65%) 57 (34%)
14. Being able to call an experienced health care professional who has knowledge of their disease and 2 (1.2%) 109 (65%) 57 (34%)

its treatment

Some rows do not sum to 170 due to missing data

specialists and the GP working together with the patient and
their family are widely agreed as the optimal model of care [7,
27]. There is also strong evidence that GPs support this model
and are committed to being involved in information giving,
providing independent clinical advice and encouraging patient
advocacy [28]. Patient-held records have been proposed as
one strategy to facilitate information exchange and communi-
cation between providers; however, a systematic review of 13
studies determined that they did not improve communication,
patient health or satisfaction with care, primarily because of a
low rate of uptake by healthcare professionals [15]. It is crit-
ical that work continues to develop systems and processes that
facilitate the efficient sharing of accurate information between
haematological cancer specialists and GPs. A recent review
identified no randomised controlled trials or literature reviews
have been undertaken specifically examining models of sur-
vivorship care for haematological cancer patients [39].

Being able to obtain up-to-date information specific to their
circumstances was also deemed essential by a high proportion
(43%) of participants. While the majority of cancer patients
obtain most information about their cancer directly from their
healthcare providers [8, 33], a high proportion also obtain in-
formation from the Internet [26, 33]. For example, one study of
haematological cancer patients found that 52% had accessed

the Internet in the past 12 months to obtain information about
their cancer [33] with a further 22% of participants requesting
others access online health information on their behalf [33].
While the proliferation of information on the Internet and its
accessibility, means that sourcing information about cancer has
never been easier [32]; haematological cancer patients fre-
quently report problems identifying credible information that
is specific to their circumstances. The development of tailored,
web-based information programs to support haematological
cancer patients may offer a solution to the difficulties of nav-
igating the plethora of information on the Internet [37]. Such
programs may be particularly valuable for outpatients who
have less frequent contact with their health care providers.
Ease of contact with health professionals was also highly
endorsed by participants. Overall, 34% of participants rated
being able to call a health professional at the treatment centre
where the patient was receiving care and being able to call an
experienced health professional with knowledge of the indi-
viduals’ disease and its treatment, as essential elements of
care. While many not-for-profit cancer charities in Australia
and internationally provide telephone help lines to put cancer
patients in contact with nurses and other allied health profes-
sionals, these are underutilised [4, 14]. These findings suggest
that patients may prefer to talk to someone from the healthcare
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service where they are receiving treatment, or with knowledge
of their particular circumstances. While it may not be feasible
for specialist clinicians to be available to address the concerns
of patients as they arise, the important role care navigators can
play in meeting the information and support needs of patients,
as has been demonstrated with other cancer types [13], de-
serves further exploration as a strategy to assist in information
acquisition for haematological cancer patients, particularly in
the early stages of the disease.

The least endorsed strategy was being able to connect by
telephone, Internet or face-to-face with other people going
through similar experiences, with only 10% of participants
endorsing this as an essential component of care. This is an
interesting finding given that previous research has found that
haematological cancer patients indicate talking to others who
are going through a similar experience as a frequent unmet
need [16, 17]. While patients may desire the ability to connect
with others going through a similar experience, it is possible
they do not perceive it to be a critical aspect of care. Peer-
support programs are based on the premise that connecting
with, and receiving support from, another person who has
been diagnosed with cancer and been through a similar expe-
rience can result in significant benefits [19]. Often, peer-
support partners are matched according to the type of cancer
to increase the relevance of the support that is provided. Peer-
support programs delivered in various formats including tele-
phone, face-to-face and via the Internet have been trialled,
with mixed findings of effectiveness [19].

Limitations

The low rate of completion of both surveys relative to the num-
ber of persons invited to participate (48.7% completion rate)
may have impacted the representativeness of the sample.
Although we collected data from participants about time since
diagnosis, whether participants were currently undergoing active
treatment was not assessed. It is possible that the perceptions of
the importance of strategies for those currently undergoing treat-
ment may be different than those who are in remission and/or in
the survivorship phase of their cancer journey.

Conclusions

More than one third of haematological cancer patients perceive
that being able to share accurate information with their GP,
being able to obtain up to date information specific to their
circumstances in the amount of detail they want and being able
to contact a healthcare professional at their treatment centre with
knowledge of their disease and treatment are essential compo-
nents of cancer care. Further research is needed to identify ef-
fective strategies for meeting these preferences and determine
the associated impact on quality of care and cancer outcomes.
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