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Introduction 

 

During treatment and probably a couple years past 
the treatment, yes, it has affected my quality of life 
with what I've been able to do and to achieve with 
regards to work, my physical activity, socializing, 
things like that. About we had to give up everything 
that I was doing for three 3 1/2 years to maybe 4 1/2 
years. 
Participant 024_2023AUCRT 
 

Patient Experience, Expectations and Knowledge 
(PEEK) is a research program developed by the Centre 
for Community-Driven Research (CCDR). The aim of 
PEEK is to conduct patient experience studies across 
several disease areas using a protocol that will allow for 
comparisons over time (both quantitative and 
qualitative components).  PEEK studies give us a clear 
picture and historical record of what it is like to be a 
patient at a given point in time, and by asking patients 
about their expectations, PEEK studies give us a way 
forward to support patients and their families with 
treatments, information and care. 
 

This PEEK study in blood cancer includes 37 people 
diagnosed with CAR-T treatable blood cancer 
throughout Australia. 
 

Background 

 

Blood cancers accounted for approximately 12% of all 
cancers cases in Australia 2023.  In 2019, 17,705 people 
were diagnosed with a blood cancer, a rate of 57.7 per 
100,0001.  Blood cancer was diagnosed more often in 
men, with 9687 males diagnosed in 2019 compared to 
7348 females1. The most common type of blood cancer 
in Australia is non-Hodgkin lymphoma followed by 
multiple myeloma and chronic lymphocytic 
leukaemia1, with those treatable with CAR-T therapy 
including B-cell acute lymphoblastic leukemia (B-ALL), 
Diffuse Large B-Cell Lymphoma (DLBCL) and multiple 
myeloma. 
 

Blood cancer is can occur at any age, acute 
lymphoblastic leukaemia was expected to be the most 
common cancer diagnosed in children 2023, however, 
incidence of blood cancer increases with age, and in 
2019, the mean age at diagnosis was 67.21. 
 

Five year survival was 69% in 2015 to 2019, survival 
rates are higher in younger age groups with five year 
survival of 90% for people aged under 40, 84% in 40–
59 year olds to 69% in 60–79 year olds to 42% for those 
aged 80 years older1. 

Blood cancers have high hospitalisation and 
pharmaceutical costs, with myeloma and leukaemia 
rated in the top three most expensive cancers to treat 
in Australia2. 
 

Demographics 

 

The demographic data we collect in the PEEK study 
helps us to understand how our PEEK participants 
compares to people in Australia, and with people that 
have blood cancer.   
 

In this PEEK study, there were smaller proportions of 
participants that lived in major cities and higher 
proportions that lived in areas with higher 
socioeconomic status, compared to that of Australia3,4 
Participants lived in all Australian states and territories. 
There was a lower proportion of participants from 
NSW, while a greater proportion from Queensland 
compared to the proportion that live in each state5. 
 

Table 12.1: Demographics 

 
 

Health status 

 

In PEEK studies we collect information about other 
health conditions that participants manage, as well as 
health-related quality of life (with the SF36 
questionnaire).  The purpose of this is to have an idea 
of the general health of the participants in the study.  
We can also compare this data with the Australian 
population, and with other studies with blood cancer 
participants.  
 

Other health conditions 

 

The National Health Survey was conducted in 2017 to 
2018, it is an Australia wide survey conducted by the 
Australian Bureau of statistics. Almost half of the 
Australian population have one chronic condition6. 
Common chronic health conditions experienced in 
Australia in 2017-18 were: mental and behavioural 
conditions (20%), back problems (16%), arthritis (15%), 
asthma (11%), diabetes mellitus (5%), heart, stroke and 
vascular disease (5%), osteoporosis (4%), chronic 
obstructive pulmonary disease (COPD) (3%), cancer 
(2%), and kidney disease (1%)6. The Australian Bureau 
of statistics reports that 10% of Australians have 

Demographic Australia % Blood cancer 
PEEK %

Live in major cities 71 57

Higher socioeconomic status (7 to 10 deciles) 40 54

New South Wales 32 16

Victoria 26 22

Queensland 20 27

South Australia 7 8

Western Australia 10 11
Tasmania 2 8

Northern Territory 1 3

Australian Capital Territory 2 5
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depression or feelings of depression and 13.1% have an 
anxiety-related condition6.  
 

In this PEEK study, participants had higher levels of 
back pain (43% compared to 16%), arthritis (27% 
compared to 15%), anxiety (38% compared to 13%), 
and osteoporosis (14% compared to 4%) compared to 
the Australian population. Other studies reported 
comorbidities in people with blood cancer, in 
particular, anxiety and depression of between 5 and 
70% of participants7-15, and fatigue in between 44% and 
91% of participants13,16,17. Participants in this PEEK 
study had an average of 3 other conditions that they 
managed. 
 

Baseline health 

 

The Short Form Health Survey 36 (SF36) measures 
baseline health, or the general health of an individual18. 
The SF36 comprises nine scales: physical functioning, 
role functioning/physical, role functioning/emotional, 
energy and fatigue, emotional well-being, social 
function, pain, general health, and health change from 
one year ago. The scale ranges from 0 to 100, a higher 
score denotes better health or function18.  
 

Participants in this PEEK study completed Short Form 
Health Survey 36 (SF36) questionnaire, the SF36 
comprises nine scales: physical functioning, role 
functioning/physical, role functioning/emotional, 
energy and fatigue, emotional well-being, social 
function, pain, general health, and health change from 
one year ago. The scale ranges from 0 to 100, a higher 
score denotes better health or function. Participants 
had very high scores for role functioning emotional, 
high scores for physical function, emotional well-being, 
social functioning, and pain, and average scores for role 
functioning physical, energy/fatigue, and general 
health.  In contrast, other studies reported poor health 
related quality of life in the following domains; physical 
function13,19-21, emotional impact19,20, pain21, and 
energy/fatigue21 
 

Population norms for the SF36 dimensions in Australia 
were assessed in the 1995 National health survey, 
while this was conducted 25 years ago, it can give an 
indication of how the blood cancer community in this 
PEEK study compares with the Australian population22. 
Compared to the Australian population, participants 
=in this PEEK study had lower physical function, role 
functioning physical, energy/fatigue, and general 
health, they had higher scores for  role functioning 
emotional, and social functioning, and similar scores 
for emotional well-being, and pain.  In other studies, 

compared to the general population , people with 
blood cancer have poorer health related quality of 
life23-28, in contrast one study described not significant 
differences compared to the general population29. 
 

Lower socioeconomic status, lower income and having 
financial difficulties were associated with poorer health 
related quality of life10,23,30-32.  In contrast, in this PEEK 
study participants with higher socioeconomic status 
had worse emotional well-being compared to those 
with mid to low socioeconomic status, no other 
significant differences were observed in subgroups for 
any SF36 domains in this PEEK study. Other studies 
described that younger age was negatively associated 
with health related quality of life 30,33, specifically 
emotional, cognitive and social functioning34,35, and 
older age was negatively associated with pain, physical 
function, and mobility 34-36. Female gender was 
negatively associated with health related quality of life 
30,37,38, in particular worse physical function 33, in 
contrast, another study described worse health related 
quality of life in males. 32. Having comorbidities in 
general was negatively associated with health related 
quality of life23,32,35,37-43, in particular anxiety and 
depression10,17,32,35,40,42,44-49, pain12,13,35,36,48-50, 
fatigue10,12,16,37,46,51, sleep impairments24,46, poor 
appetite37,46, muscle weakness37, constipation17, 
hearing issues24, obesity38,52, and erectile dysfunction53. 
Having a relapse and having a recent diagnosis or being 
in early treatment was negatively associated with 
health related quality of life23,35,49,54,55.  Some studies 
have described poorer health related quality of life for 
those undergoing treatment 12,40,56, while another 
study described poor health related quality of life while 
in active surveillance57. In addition, poor health related 
quality of life was associated with those that had 
radiotherapy23,38, those that have had multiple lines of 
treatment41, and those that were post treatment55,58. A 
number of studies described that quality of life 
improved over time in patients that received cancer 
treatments32,57,59-61, and for those in remission41,62. 
Physical activity and social support were positively 
associated with health related quality of life26,63,64 
 

Key points 

• Health related quality of life domains that were 
lower than the Australian population: physical 
function, role functioning physical and 
energy/fatigue.  Social functioning and role 
functioning emotional were higher in this PEEK 
population compared to the Australina 
population.  

• Most common comorbidities are sleep problems, 
back pain, and anxiety 
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Risks and Symptoms 

 

In the PEEK study, information about symptoms and 
quality of life from symptoms before diagnosis are 
collected in the online questionnaire, and in the 
interview, participants talk about the symptoms that 
actually lead them to get a diagnosis. Taken together, 
we can get an insight into the number and type of 
symptoms participants get, the symptoms that impact 
quality of life, and the symptoms that prompt medical 
attention.  
 

In this PEEK study, participants had an average of 4 
symptoms before diagnosis, the most common 
symptoms leading to diagnosis were fatigue, back pain 
and none pain. The most common symptoms 
experienced overall (that sis not necessarily lead to a 
diagnosis) were pain in muscle, bone and joint, fatigue, 
and coughs and breathlessness. In other studies 
symptoms leading to diagnosis included bone pain, 
fatigue, headaches, sleep problems, dizziness, weight 
loss, diarrhea, and emotional problems20,48,50,65 
 

In this PEEK study, participants had an average of 5 
current symptoms, similar to another study of people 
with blood cacner that also averaged 5 current 
symptoms66. The most common symptoms reported by 
participants in this PEEK study included peripheral 
neuropathy, fatigue, weak or damaged bones, 
psychological effects, and being prone to infections.  
Similarly, other studies described common symptoms 
that people with blood cancer currently experienced.  
Most commonly these were fatigue, back pain, nerve 
symptoms, breathlessness, muscle weakness, cognitive 
problems, emotional problems, infections, sexual 
dysfunction, diarrhoea and vomiting13,19,35,48,66-70. 
 

The most important symptoms to control for quality of 
life reported by participants in this PEEK study were 
fatigue, pain, lymphoedema, and fertility. The least 
important were heart problems, memory loss and 
cognitive function, and effects on bones and joints. 
Similarly, other studies report pain, and fatigue as the 
most troublesome symptoms and in contrast to the 
PEEK study also include cognitive problems67,71. 
 

Screening and diagnosis 

 

Half of the participants in this PEEK study were 
diagnosed withing 6 months of noticing symptoms.  
The most common diagnostic pathway was being sent 
to a specialist or to an emergency department by their 
general practitioner. Some were diagnosed during a 
routine check up unrelated to any symptoms.  In other 

studies, people with blood cancer described delays in 
diagnosis due to healthcare professional that were 
unfamiliar with symptoms, delays from referral to 
specialists, delays from multiple doctor visits and 
tests72,73.  Like participants in this PEEK study, other 
studies described that their diagnosis was unexpected, 
they were diagnosed through adroutine check up74,75 
 

Understanding and knowledge 

 

Absolutely nothing. I didn't even know that, you 
know, blood cancer could produce the sort of pain and 
discomfort. I didn't realize that it was blood cancer. 
My first thought was it's, you know, sort of a a tumor. 
Like presentation and so I knew nothing. No, no one in 
my circle of friends or family have had it so I was 
newbie. 
Participant 009_2023AUCRT 
 
Knowledge about chronic disease before diagnosis 
varies between individuals. Some will gain information 
from family and friends with the condition, though it 
can result in misconceptions and 
misunderstandings76,77. Some people will seek out 
information about a possible diagnosis, or explore the 
reasons for symptoms, before receiving a final 
diagnosis78,79 others, especially those who have 
symptoms for long periods before diagnosis, will gain 
information in terms of how to live with or adapt to 
symptoms they experience80.  For some people, the 
first time they have heard of their chronic condition is 
when they are diagnosed79.  At the time of diagnosis, it 
may be useful for the healthcare professional to talk 
about how much a patient knows about a condition so 
that appropriate information can be given, and correct 
misconceptions79.  
 

Biomarkers or genetic markers 

 

Biomarkers can be used for diagnosis, to monitor a 
condition, to predict response to therapy, or to predict 
disease course.   
 

In this PEEK study, more than a quarter of participants 
had discussions about biomarkers with their doctors. 
Approximately 21% ad a biomarker test, and about half 
were interested in having biomarker test if they had 
not already had one. In another study, people with 
blood cancer demonstrated knowledge of their test 
results and the importance of positive laboratory and 
imaging findings81. 
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Support at diagnosis 

 

In this PEEK study, the majority of participants 
described having enough support and information at 
diagnosis. Another blood cancer study described that 
diagnosis was the time when information and support 
needs were greatest82. 
 

Key points 

• Participants have an average of 5 symptoms to 
manage, the most important to control for 
improved quality of life were fatigue, pain, 
lymphoedema, and fertility. 
 

 

Decision making 

 

Basically, I wasn't presented with options. I was 
basically told that it was so. Advanced is not quite the 
right word, but so far along that they had had to hit 
me with pretty extreme chemo early and and that 
happened very quickly. I have a little bit of 
information about what to expect from chemo, but 
but nothing that you told actually prepares you for 
how awful that can be the first course of chemo and 
I've I've had many was absolutely awful and that that 
sort of they they tweaked it and that made it more 
manageable so they they they changed the mix of 
drugs. From the first time. So I didn't have such severe 
reactions, you know, especially in the stomach and 
the, you know, nausea, diarrhea, that sort of thing. 
Because that was truly awful. 
Participant 009_2023AUCRT 
 

The decision-making process in healthcare is an 
important component in care of chronic or serious 
illness83.  Knowledge of prognosis, treatment options, 
symptom management, and how treatments are 
administered are important aspects of a person’s 
ability to make decisions about their healthcare84,85, 
highlighting the importance of healthcare professional 
communication.  In addition, the role of family 
members in decision making is important, with many 
making decisions following consultation with family86. 
 

In this PEEK study, the majority of participants had no 
or very little knowledge about their blood cancer at the 
time of diagnosis.  This was also reported in other blood 
cancer studies69,72,74,87. 
 

In this PEEK study, participants most commonly 
described their prognosis in terms of being in 
remission, specific medical interventions needed to 
manage their condition, and possible recurrence. In 

other studies, people with blood cancer described their 
understanding of prognosis. Similar to the PEEK study, 
other people with blood cancer described their 
prognosis in terms of there being no cure and that their 
condition was chronic56,74,75,88, they described it in 
terms of likely recurrence75,88, that their condition 
could be managed with treatment 74, or that there was 
uncertainty around their prognosis87,89.  Some had 
difficulty understanding prognosis, especially in terms 
of the lack of surgical cure74,87, some misunderstood or 
over estimated their chance of cure Hermann,  
#1082;Loh,  #1183;O'Donnell,  #1127}. 
 

Goals of treatment and decision-making 

 

Confidence to take part in decision-making is increased 
by knowledge, being prepared with relevant questions 
for their consultation, and summaries of previous 
consultations and results90,91. 
 

Participants in this PEEK study were most commonly 
presented with one treatment option when first 
diagnosed, often it was a medical emergency and 
urgent treatment was required. Some participants 
were happy to accept the approach recommended by 
their doctor, others participated in decision making.In 
other studies, people with blood cancer described 
varying degrees of participation in decision making 
from leaving it up to their doctor 82,92,93, shared decision 
making93, to full partication in decision making Mian,  
#1070;Loh,  #1183}. The amount of information was 
important in decision making with some describing not 
knowing enough to be able to make an informed 
decision82, to others feeling confident in decision 
making because they were well informed82 Mian,  
#1070}. 
 

Considerations when making decisions 

 

Look, I think for me, with this, I mean this is the first 
time I've ever been unwell, so I didn't have any 
experience to reference it to, which is so important in 
decision making. You know, what have you done 
before? Did it work, blah blah. I had nothing at all to 
reference this to and I was so unwell. I think that I was 
a very passive decision maker in that process and I 
really did relinquish my absolute research in that 
decision making space. I think I really did relinquish 
my decision making to the professionals around me, 
but in terms of it retrospectively, if I say it, if somebody 
said to me now I had to do something, it would be the 
impact of the treatment on my kids and my partner. 
Participant 016_2023AUCRT 
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In this PEEK study, participants described their 
considerations when making treatment decisions. The 
most common considerations were the advice of their 
clinician, side effects, efficacy, ability to follow 
treatments, and quality of life. 
 
In other studies, people with blood cancer noted a 
number of considerations when making treatment 
decisions.  Some consider the efficacy and survival 
benefit 94-99, the period of expected remission94,100, the 
advice of their doctor92,99, whether the treatment was 
the standard treatment or if it was personalised 101, 
how the treatment was admistered and how easy it 
was to access the treatment 94-96,99,100 and the cost of 
treatment 94,97.  The impact that the treatment has was 
an important consideration with people with blood 
cancer describing taking into account side effects81,92,94-

97,99-101, the impact on quality of life 81,96,98,99,101, the 
ability to function during treatment99, and the impact 
on family97. 
 

Treatment goals 

 

People with blood cancer have described their 
treatment goals, often the most important goal was to 
be cancer free and improve survival81,89, others want to 
return to normality or improve quality of life88, to be 
able to take part in family life81, and return to work81.  
Likewise, in this PEEK study, the most common 
treatment goals described were being cancer free or 
avoid recurrence, quality of life, and physical 
improvements. 
 

Participation in decision making 

 

One study described decision making over time, the 
majority had not changed over time as they continued 
to take multiple factors into consideration99. Some 
noted changes, because different factors such as 
quality of life became more important over time or that 
they were more willing to treat the cancer aggressively 
to improve their chances 99. Similarly, in this PEEK study 
the majority of participants did not change decision 
making over time. 
 

Key points 

• Participants had little to no knowledge of blood 
cancer at time of diagnosis 

• Advice of doctor, side effects and efficacy 
important considerations for treatment decision 
making 

 
 
 

Treatment and healthcare provision 

 

In this PEEK study, to get an insight healthcare access, 
information about access to healthcare professionals, 
health insurance, health system, and financial 
consequences from having blood cancer are collected.  
 

Almost half of the Australian population have private 
health insurance with hospital cover6. This can be used 
to partially or completely fund stays in public or private 
hospitals. Between 2006 and 2016, the proportion of 
private health care funded hospitalisations in public 
hospitals rose from about 8% to 14%6. In this PEEK 
study, a higher proportion had private health insurance 
compared to the Australian population. 
 

The majority of the participants in this PEEK study had 
at least some cost burden from their condition. Most 
commonly this was from having to take time off work, 
or family members needing to take time off work.  
Other costs included the cost of treatments, the cost of 
parking, travel, accommodation to attend 
appointments.  Almost half described that a lot of the 
cost burden had been absorbed by the public health 
system. Other studies described the impact of blood 
cancer on personal finances. A major source of financial 
distress was the inability to work or having to make 
changes to work resulting in income loss87-89,102-104. 
Other sources of financial stress were from the costs of 
treatment, management and specialist appointments 
102,105, gap payments from public or private 
healthcare102,105, and costs involved with treatment 
and management such as transport, accommodation 
and food102.  Some described needing to get financial 
support from government or charities102,105. 
 

I haven't really incurred many costs at all. Some of the 
medications are little bit pricey, but given the big 
picture, they're only one $40, $50. My big thing for me 
is that I've had to leave work. It's just that sense of 
independence, that's all, but no other costs really that 
have been of a worry. 
Participant 002_2023AUCRT 
 

Allied health 

 

Allied health is important to manage the physical, 
emotional, practical and financial consequences of 
blood cancer 
 

Approximately two thirds of participants in this PEEK 
study had used allied health to manage their condition.  
Most commonly they had physiotherapy, advice from a 
dietician, psychology or counselling, and social work. 
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Other studies described that people with blood cancer 
wanted a specialised exercise program for their 
condition led by a physiotherapist or exercise 
physiologist, though less than half had access to a allied 
health professional for physical activity67, and that only 
a quarter of people with blood cancer that were in 
distress received formal mental health treatment7 
 

Lifestyle changes 

 

Diet and exercise needs of people with cancer change 
throughout the course of their treatment and 
survivorship106, and lifestyle changes may be made by 
individuals to improve treatment outcomes, improve 
quality of life and reduce recurrence risk factors107.  In 
this PEEK study, participants described using physical 
exercise for both maintaining mental and physical 
health, as well as maintaining a healthy diet to manage 
their general health. 
 

In this PEEK study, the majority of participants (85%) 
had made lifestyle changes to manage their condition, 
they made 2 changes on average, most commonly 
exercise diet and reducing alcohol. 
 
Others studies described using diet to manage side 
effects such as Diarrhoea, constipation , nausea and 
vomiting88. Another study described that very few 
people with blood cancer did the recommended level 
of exercise, the level of exercise dropped during 
treatment but improved when treatment ended 
though did not reach pre-treatment levels67. 
 

Complementary therapies 

 

Complementary therapies include taking supplements, 
mindfulness and relaxation techniques, massage 
therapy and acupuncture and many others. 
Complementary therapies have been reported to be 
used by between 40% and 80% of people with cancer, 
with reports of improvements in stress or side effects 
of treatments108-111. In this PEEK study, half of the 
participants used complementary therapies, most 
commonly mindfulness or relaxation techniques, 
massage therapy, supplements and acupuncture. 
 

Clinical Trials 

 

Well, I think new treatments people people 

should know about new treatments and should 

know about clinical trials. And probably the 

best way for this to be done would be via the the 

treating clinician, but that certainly wasn't how 

my mine worked. I I had to find out about new 

treatments, really the breadth of new 

treatments available. Not that I had to access 

access in the oven, but I found that out by 

myself.  

Participant 014_2023AUCRT 

 

Clinical trials are essential for development of new 
treatments. The benefits to participants include access 
to new treatments, an active role in healthcare, and 
closer monitoring of health condition. The risks to 
participants include new treatment may not be as 
effective, and side effects. 
 

Clinical trials are essential for development of new 
treatments. The benefits to participants include access 
to new treatments, an active role in healthcare, and 
closer monitoring of health condition. The risks to 
participants include new treatment may not be as 
effective, and side effects. 
 

A search of the Australian New Zealand Clinical Trials 
Registry was conducted on I7 June 2023. The search 
included any study that included participants with ALL, 
DLBCL, Mantle Cell lymphoma, and multiple myeloma, 
was conducted in Australia, and was open to 
recruitment in the last five years. A total of N studies 
were identified that had a target recruitment of 
between 12 and 3000 participants (median=255), there 
were 22 studies that were international, and 8 studies 
that were conducted exclusively with in Australia.   
There were 9 studies that included liver cancer and 
other conditions. The most common types of studies 
were investigating drugs (n=22), other studies were 
investigating radiotherapy (n=3), surgery (n=2), allied 
health (n=1), imaging (n=1), and registries (n=1). 
 

There were 23 studies conducted in New South Wales, 
12 studies in Victoria, 13 in Queensland, 10 in South 
Australia, 12 in Western Australia.  There were no 
studies conducted in Tasmania, the Australian Capital 
Territory, or the Northern Territory. 
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Figure 12.1: Distribution of clinical trials for blood 
cancer in Australia 2016-2021 
 

Half of the participants in this PEEK study had 
discussions about clinical trials with their doctor. More 
than a fifth had participated in a clinical trial, and the 
majority of those that had not participated would 
participate if there was a trial appropriate for them. 
 

Patient treatment preferences 

 

Clinical guidelines that are aligned to patient 
preferences are more likely to be used and lead to 
higher rates of patient compliance.112-114 Patient 
preferences and priorities vary across different health 
issues, preferences are associated with health care 
service satisfaction, they refer to the perspectives, 
values or priorities related to health and health care, 
including opinions on risks and benefits, the impact on 
their health and lifestyle112,115.  
 

Side effects of treatment 

 

Debilitating. So you know I probably use 

examples of nausea, migraine headaches those 

sort of things. If I was to if those something that 

would keep me in bed, I'd find that cruciatingly 

frustrating. But but yeah just it it's the the 

physical side of those sort of side effects is one 

thing. Yes, they knock you out and they put you 

in bed sort of thing, but that's the mental side 

of things that would would play on me the most 

in that it's if I'm experiencing severe side effects 

from my condition, it messes with your hope 

and your future outlook sort of thing, this and 

belong into that sort of thing. So it's a mental 

battle as well as physical. 

Participant 019_2023AUCRT 

 

To help inform patient preferences in the blood cancer 
community, participants in this PEEK study discussed 
side effects, treatment administration, adherence to 
treatment. In this PEEK study, participants described 
the terms mild and severe side effects. For both mild 
and severe side effects, participants used specific 
examples to describe the terms, most commonly using 
aches and pain or fatigue to describe mild, and nausea 
or aches and pains to describe severe side effects. 
Other ways to describe these terms were the impact on 
daily activities, where mild allowed these activities and 
severe did not, and the ability to self manage (mild) or 
the need for medical intervention (severe). In other 
studies, people with blood cancer described side 
effects in terms of the impact on ability to work or do 
usual activities13,88,116, the impact on quality of 
life41,53,116, the duration of side effects59,65,88,116, and that 
they considered side effects to be impact physical and 
mental health 88. One study described that doctors 
commonly underestimated the severity of side effects 
68. 
 

Self-management 

 

Self-management of chronic disease encompasses the 
tasks that an individual must do to live with their 
condition. Self-management is supported by 
education, support, and healthcare interventions. It 
includes regular review of problems and progress, 
setting goals, and providing support for problem 
solving117. Components of self-management include 
information, activation and collaboration117. 
 

Information is a key component of health self-
management118,119. The types of information that help 
with self-management includes information about the 
condition, prognosis, what to expect, information 
about how to conduct activities of daily living with the 
condition, and information about lifestyle factors that 
can help with disease management118,119. 
 

Treatment adherence 

 

No, I've never given up. I've. I've taken it for as long 
as I've been under orders too. But I have. I have 
discussed the impact on me with the people treating 
me and in the case of the thalidomide, you know, I 
reported the, you know, the rash and I guess it was it 
could be regarded as a joint decision, but effectively 
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it was it was his decision really I I I as I said before, I 
really did as I was told and I think wisely. 
Participant 014_2023AUCRT 
 

In this PEEK study, participants described adhering to 
treatment according to the advice of their specialist or 
as long as prescribed, they described not giving up on 
any treatments, adhering to treatment as long as side 
effects are tolerable, needing to see test results, and as 
long as the treatment is working. Similarly in other 
studies, people with blood cancer would adhere to 
treatments while side effects are tolerable, according 
to the advice of healthcare team, and if they had 
enough support while undergoing treatment120,121. 
 

What needs to change to know that treatment has 
worked 

 

Yes, if I can do things without being in pain. I mean if 
I. You know, try and walk too far. I just get very tired 
and and something starts to wake and I think, oh, 
that's enough. I can't do anymore now, you know, I 
just have to stop doing that. I just have to taste myself 
like I'm, I like working in the garden. And normally I 
could just work all day in the garden, but now I just do 
as many things as I can and then I go and take a break 
and you know, I sort of taste myself. 
Participant 012_2023AUCRT 

 

Participants in this PEEK study described what changes 
they needed to see to know that their treatment is 
working. Participants described needing to see 
evidence of stable disease/no disease progression, 
physical signs and symptoms disappear/reduce side 
effects, specific symptom reduction and return to day-
to-day functionality.  This is similar to descriptions in 
other studies, people with blood cancer described 
need to see physical improvement, side effects and 
symptoms19,65,81, the ability be independent, do normal 
activities65, evidence from tests and scans 19,81, and 
improvements in mental health81. 
 

Expectations of future treatment 

 

The way it'd be nice not to travel 3 1/2 thousand 

kilometers for a stem cell transplant. That 

would be nice. And it would be nice if they make 

CAR T therapy more widely available. 

Participant 022_2023AUCRT 

 

When asked what they would like to see in future 
treatments, PEEK participants described wanting more 
affordable treatments, treatments with fewer or less 
intense side effects, more access to new treatments 

and clinical trials, and more effective or targeted 
treatments.  In addition, they wanted more choice, 
transparency and discussions in relation to treatment 
options. In other studies, people with blood cancer 
described their expectations of future treatments, 
these included that new treatments will provide a cure, 
have greater efficiency and improve life 
expectancy81,88,122. New treatments will be more 
targeted or personalised, amnd will have fewer side 
effects88,122 81,123.  New treatments will consider the 
psychological and  emotional impact and quality of 
life88. New treatments will be more affordable88, will be 
closer to home65, and have less invasive or time 
consuming modes of administration65,88. 
 

Key points 

• Tolerence of side effects is important for 
treatment adherence 

• Reduction of side effects and symptoms is an 
important sign to participants that their treatment 
is working. 

 

Activation (skills and knowledge) 

 

Patient activation is the skills, knowledge, and 
confidence that a person has to manage their health 
and care; and is a key component to health self-
management. Components of patient activation are 
support for treatment adherence and attendance at 
medical appointments, action plans to respond to signs 
and symptoms, monitoring and recording physiological 
measures to share with healthcare professionals, and 
psychological strategies such as problem solving and 
goal setting. 
 

Patient activation is measured in the PEEK study using 
the Partners in Health questionnaire124.  On average, 
participants in this study had very good knowledge 
about their condition and treatments, they had a good 
ability to manage the effects of their health condition, 
a very good ability to adhere to treatments and 
communicate with healthcare professionals, and had 
very good recognition and management of symptoms. 
Others studies described that people with blood cancer 
had a good knowledge of their diagnosis, treatment 
and side effects, and symptoms associated with 
progression74,125. 
 

Communication and collaboration 

 

Collaboration is an important part of health self-
management, the components of collaboration include 
healthcare communication, details for available 
information, psychosocial and financial support 118,119 
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Communication between healthcare professionals and 
patients can impact the treatment adherence, self-
management, health outcomes, and patient 
satisfaction126-129. 
 

An expert panel identified the fundamental elements 
of healthcare communication that encourages a caring, 
trusting relationship for patient and healthcare 
professional that enables communication, information 
sharing, and decision-making130. 
 

Building a relationship with patient, families and 
support networks is fundamental to establishing good 
communication130. Healthcare professionals should 
encourage discussion with patients to understand their 
concerns, actively listen to patients to gather 
information using questions then summarising to 
ensure understanding130. It is important for healthcare 
professionals to understand the patient’s perspective 
and to be sympathetic to their race, culture, beliefs, 
and concerns. It is important to share information using 
language that the patient can understand, encourage 
questions and make sure that the patient 
understands130. The healthcare professional should 
encourage patient participation in decision-making, 
agree on problems, check for willingness to comply 
with treatment and inform patient about any available 
support and resources130.  Finally, the healthcare 
professional should provide closure, this is to 
summarise and confirm agreement with treatment 
plan and discuss follow up. 
 

Communication 

 

You need to be treated as an intelligent human 

being. I think there's a lot of talking down that 

goes on. I didn't find that so much with the 

nurses, just about, they were amazing. They 

were fantastic, but of course, they can only give 

out so much information. I definitely thought 

with the doctors, there seemed to be an 

assumption that you wouldn't understand what 

they were saying. 

Partcicpant 003_2023AUCRT 

 

In this PEEK study, the majority of participants had 
overall positive communication, mostly from holistic, 
two way, supportive and comprehensive 
conversations. Negative communication was described 
as communication that was not forthcoming or that 
was limited in understanding.In other studies, people 
described good communication as being empathetic 
and optimistic 87,131, they described feeling equal with 
their healthcare professional and trusting them, in 

addition, the importance of having enough time in 
appointments131.Some described the value of 
preparing for medical appointments in improving 
communication 131, and the benefits included more 
discussions about end of life care and the 
improvements in ability to communicate about their 
condition with their family and friends 131.  Poor 
communication was described as lacking empathy, 
lacking time and the inability to ask questions between 
appointments 87. 
 

Communication and collaboration with healthcare 
professionals was measured in this PEEK study by the 
Care Coordination questionnaire132.  Participants had 
good communication with healthcare professionals, 
they had good navigation of the healthcare system, 
they rated their care coordination as good, and rated 
their quality of care as very good. 
 

Patient understanding of their condition and ability to 
seek care when needed was improved when 
information was delivered in a two-way exchange. 
133,134 
 

Expectations of future communication 

 

Almost half of the PEEK participants were satisfied with 
the communication they had with healthcare 
professionals. Some would like communication to be 
more transparent and forthcoming, to have a 
multidisciplinary and coordinated approach, for 
communication to be more empathetic, to have more 
time to meet with their clinician and for 
communication to be more understandable. In other 
studies, people with blood cancer described their 
expectations of future communication. It was 
important that communication is respectful, had 
empathy, was in lay language, and took into 
consideration prvacy and choice8,82. 
 

Information 
 

Well, mostly for talking to the doctors and the 

nurses and then also reading the information 

that they give you and and rereading it and then 

going through and thinking of questions to ask 

them and then asking questions. I I look up a bit 

of stuff online, but I try to go to the things like 

the. Queensland Health or NSW Health or the 

ones that are not the other, that are in Australia 

and that are proper medical ones as opposed to, 

you know, someone's crackpot theory or 

whatever, yeah. 

Participant 006_2023AUCRT 
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Participants in this PEEK study described getting 
information from health charities, books, pamphlets 
and newsletter, their healthcare team, the internet and 
from other people with blood cancer. Other studies 
described information from treatment teams73,120. 
 

In terms of information that was helpful, PEEK 
participants found talking to their treatment team 
helpful, as well as hearing what to expect and other 
people’s experiences. Likewise,  other studies 
described information that was helpful included other 
people’s experiences and information about what to 
expect97. 
 

I think the most helpful has been information 

from people who have also gone through the 

same thing, and their way of coping and dealing 

with it, small things like what to eat when 

you're vomiting. Yes, how you feel and what to 

expect from that. 

Participant 003_2023AUCRT 

 

Participants in this PEEK study most commonly 
described that no information was not helpful, they 
also described that worse case scenarios, other 
people’s experiences and sources that are not credible 
are not helpful. Unhelpful information was described in 
other studies as information that was out of date97, 
conflicting information 97,135, that used medical or 
technical language97, that described worst case 
scenarios69,135, and healthcare professionals that do not 
have time or answer questions69,97.   
 

In terms of information format preferences, people in 
this PEEK study had a preference for talking to 
someone, online information or a combination of both, 
written information was also a preferred format for 
some participants. Talking to someone was preferred 
because it enabled time to ask questions, it was 
personalised and relevant, and was supportive. Online 
information was preferred because of accessibility, it 
can be personalised and relevant, and allows for 
information to be digested at their own pace. Written 
information was preferred because it is easy to refer 
back to. In another study, most people with blood 
cancer described preferring to talk to someone to get 
information, other forms of information were also 
popular, including the internet, printed materials, and 
attending information sessions136. Other studies 
described reasons for information preferences, a 
preference for speaking with some one was because 
they can ask questions, the information is personalised 
and relevant73,97, and a preference for written 
information because they can refer back to it, take time 

to digest information at own pace, add notes and help 
prepare for appointments82,97. 
 

In terms of information format preferences, people in 
this PEEK study had a preference for talking to 
someone, online information or a combination of both, 
written information was also a preferred format for 
some participants. Talking to someone was preferred 
because it enabled time to ask questions, it was 
personalised and relevant, and was supportive. Online 
information was preferred because of accessibility, it 
can be personalised and relevant, and allows for 
information to be digested at their own pace. Written 
information was preferred because it is easy to refer 
back to. In another study, most people with blood 
cancer described preferring to talk to someone to get 
information, other forms of information were also 
popular, including the internet, printed materials, and 
attending information sessions136. Other studies 
described reasons for information preferences, a 
preference for speaking with some one was because 
they can ask questions, the information is personalised 
and relevant73,97 and a preference for written 
information because they can refer back to it, take time 
to digest information at own pace, add notes and help 
prepare for appointments82,97. 
 

Expectations of future information 

 

Peek participants wanted future information to include 
more details about disease trajectory and what to 
expect, the ability to talk to/access to a health 
professional , more details about new treatments and 
clinical trials, more details on subgroups and specific 
classifications of their condition information in a 
variety of formats and for information to be more 
accessible and easy to find. In other studies, people 
with blood cancer described their expectations of 
future information, they described the need for more 
information about the following topics; what to expect 
including treatments, side effects and symptoms, and 
costs8,82,97,136-138, psychological care 82,136,137, lifestyle 
factors including diet and exercise136, complementary 
therapies136, and peer support82,137. 
 

Care and support 

 

The main support for me has been my family, just with 
taking me to appointments and to the clinic and when 
I had to go to hospital and things like that. I haven't 
had any help from outside organizations. I've had a 
few good friends that have come over to help me 
when I needed help, but other than that, we pretty 
much looked after ourselves. 
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Participant 002_2023AUCRT 

 

Participants in this PEEK study described the support 
they had received for their blood cancer.  Most 
commonly, participants had support from charities, 
they also found support in the clinical setting and from 
family and friends.  The types of support included 
accommodation while having treatment, domestic 
services, financial advice and transport.  There were 
some that did not get any support, that did not need 
any support, and others described the challenges of 
finding or accessing support. In other studies, people 
with blood cancer described getting support from  peer 
support139,140, their clinical team73,87,140, and from family 
and friends 69,73,87.  The type of support included 
information, emotional support, and support attending 
appointments26,87,139, some described finding it difficult 
to find appropriate support139,140. 
 

Expectations of future care and support 

 

Almost a third of PEEK participants were satisfied with 
the care and support received. Some would like future 
care and support to include a multidisciplinary and 
coordinated approach, they would like more access to 
services, more holistic care and support, more peer 
support and more practical support.In other studies, 
people with blood cancer described their expectations 
of future care and support, this included developing a 
care plan for future141, access to allied health to 
manage symptoms82, and the need for help accessing 
and navigating healthcare services 82.  They described 
wanting practical support, including financial 
help14,75,123, and assistance with transport and 
overnight accommodation82.  Others described the 
need for emotional support for themselves and for 
their families, and the need for peer support14,82,123,141. 
 

 

Anxiety associated with condition  

 

I'm about 130 days post-transplant. I attended the 
clinic last week, they told me that I'm in remission or 
have 100% of my donors DNA. They're very happy 
with my results, but me as a person, I'm feeling very 
vulnerable, because up until a month ago, I was going 
to the clinic every Monday and having blood tests, and 
then it progressed to every fortnight. I only had one 
fortnightly visit and now I'm on monthly. I'm feeling 
really vulnerable about if something happens in 
between visits, because I don't know what signs to 
look for. I think from what I've been talking to people, 
that it's quite natural to feel that way. 
Participant 002_2023AUCRT 

The rates of depression and anxiety are higher in 
people with chronic conditions compared to the 
general population. In a meta-analysis of 20 qualitative 
studies, it was reported that people with chronic 
conditions experienced anxiety or depression as either 
as independent of their chronic condition or as a result 
of, or inter-related with the chronic disease, usually 
however, anxiety and depression develops as a 
consequence of being diagnosed with a chronic 
disease142. 
 

In this PEEK study, anxiety associated with blood cancer 
was measured by the fear of progression 
questionnaire143.  The Fear of Progression 
questionnaire measures the level of anxiety people 
experience in relation to their conditions. On average 
fear of progression score for participants in this study 
indicated low levels of anxiety. A couple of studies 
reported that women had more anxiety about their 
condition compared to men33,39. In this PEEK study, 
there was no significant difference in the fear of 
progression total score by gender, younger participants 
had significantly more disease related anxiety 
compared to older participants, and those that lived in 
areas with higher socioeconomic status had more 
disease related anxiety compared to those that lived in 
mid to low socioeconomic areas. 
 

Participants in this PEEK study described feeling 
vulnerable during or after treatments, when 
experiencing side effects, when having sensitive 
discussion, and because of interactions with their 
medical team. In addition, they were most often 
concerned about disease progression, not being able to 
achieve professional and personal goals, symptoms 
and side effects and long term damage from 
treatments. In other studies, people with blood cancer 
described anxieties surrounding their blood cancer.  A 
major cause of anxiety was the fear or 
recurrence9,74,82,87,135,144,145, in addition, uncertainty 
about survival70,81. Side effects and symptoms were 
also a cause of anxiety due to the impact on day to day 
life and the fear that it signifies a recurrence or 
progression88,116,135,144-147.  People with blood cancer 
worried about whether their treatment was working146, 
undergoing treatment and going to hospital145, waiting 
for results 73,135, and transitioning from patient to 
survivor 135.  
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Quality of life 

 

No now, but I would say during the time of treatment, 
because I was very tired. I wanted to keep doing so 
much of everything that I had done prior to, but I 
couldn't keep up with my active children. I couldn't 
keep up with going out for dinners or going away on 
weekends. I was just too tired. When I'd go away, I'd 
have to take my medication with me or check my 
temperature. I couldn't eat certain foods. I tried not to 
let it get me down, but at times it would. I just used to 
think, "Well, it's only a short term thing. Hopefully 
everything goes well for long term gain." Over that 
period, that was very draining. 
Participant 001_2023AUCRT 
 

The majority of PEEK participants described a negative 
impact on quality of life from blood cancer. The impact 
was from the emotional strain on their family, having 
to manage side effects and symptoms, and having 
reduced social interactions. In other studies, people 
with blood cancer described the impact of their 
condition on quality of life.  An important theme was 
the burden of living with side effects and symptoms 
which impacted many aspects of their 
life20,88,89,105,135,140,146,148.102 71,75,81. They described the 
changes to work or education71,75,82,105,135, theoir ability 
to take part in family life20,140,145,147, to conduct daily 
activities and household tasks, 20,30,88,89,102,145 65,71, their 
ability to take part in activities they enjoyed such as 
hobbies and sports30,65,71,89,102,116, and feelings of 
isolation and inability to take part in social 
activities30,65,140,145.  Some described the negative 
impact that the burden of treatment had on quality of 
life20,140,148.102, and costs associated with treatments 
and not being able to work105,135,147. PEEK participants 
also described positive impacts from supportive 
relationships and bringing people together. 
 

Activities for mental and physical health 

 

Well, take medication, keep exercising. I still have to 
be very aware of who I'm mixing with because I'm 
sorry, I am off immunosuppressants now, but I'm still, 
I don't have that immunity yet. I'm also, I haven't been 
vaccinated for, and I can't have for quite a while yet 
any of the live vaccines. So I have to be very aware of 
besides from COVID but I don't go near anyone who 
may have or be carrying chicken pox, measles, mumps 
or Bella anything like that. So you have to be a lot 
more careful. I'm a lot more limited in what you do 
and and I'll find even before COVID well I was wearing 
the mask so that was a a limiting thing and I'm just 
trying not to get too close to people sort of always if 

you're out somewhere and. You need to get to the 
other side of the park and there's a group of people 
there. You're always looking at ways to walk right 
away from people and not close to people. So yeah, so 
just things like that. Not not big, major things, I 
suppose. 
Participant 006_2023AUCRT 
 
 

In this PEEK study, participants described the activities 
they do for their physical and mental health. They 
described the importance of being physically active, 
complying with treatment, self care (more rest, 
accepting help and pacing themselves), understanding 
their limitations, maintaining a healthy diet, 
mindfulness or meditations, socialising with family and 
friends, hobbies, consulting a mental health 
professional,  and maintaining a normal routine. This 
similar to what has been reported in other studies 
people with blood cancer; the importance of social 
support, family and friends, and engaging in activities 
and remaining social89,145,149, others the importance of 
routine, normality, keeping busy and 
distracted89,135,145,149, and of mindfulness, spirituality 
and accepting their condition Koll,  #1166;Crowder,  
#1156;Hermann,  #1082;Maatouk,  #1085;Raphael,  
#1111}.  People with blood cancer described the 
importance of adhering to their treatment, seeking 
medical attention, and being informed about their 
condition Crowder,  #1156;Andres-Jensen, 2020 
#1048;Raphael,  #1111;Hermann,  #1082;Koll,  #1166}, 
and others had made lifestyle changes including diet, 
exercise, reducing alcohol and quitting smoking to 
maintain mental and physical health116,145,150. 
 

Burden 

 

Well, probably not not as much now as it was. I mean 
it definitely was when I was was really unwell because 
they had to do everything. Now it's more just I 
suppose they've got that extra burden of they've just 
got to make sure that they don't get me sick or. That 
sort of thing, just just being more careful with with 
those things. So I have to remind them and I have to 
make sure and say okay, yeah, well, yes, we know 
we've been vaccinated for chicken pox, but they could 
still get it slightly and pass it on to me. So I have to be 
very aware of that. But I'm not a burden now in that, 
yeah, I cook, I cook, I cook the meals, I clean the house. 
I yeah. Go with my husband for his appointment. So I 
do whatever. So I'm I'm sort of almost almost normal, 
just with just the fact that I'm more tired and have to 
be a bit more cautious with stuff. 
Participant 006_2023AUCRT 
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The majority of participants in this PEEK study felt that 
their condition was a burden on their family, for some, 
this was temporary or only during treatment. For 
others, the burden was from the mental and emotional 
strain place on their family, and the extra household 
duties and responsibilities that their family must take 
on. Likewise, other studies describe the emotional 
impact on family 89,146, and the extra responsibilities 
others took on and having to rely on others140,146. In one 
study, participants noted that they did not want to be 
a burden and worried about being able to look after 
themselves87 
 

Relationships 

 

I don't think so. They, my siblings worry like crazy and. 
Some of our friends do worry, no matter how I try to 
assure them not to. So it's that's nice. Sometimes it's 
it's too much. But the attention. But I keep saying I'm 
not going to die, I'm not going to die. I'll let you know 
if I'm going to die. My brotherinlaw had Hodgkin's 
died last year from really the side effects of all the 
treatments he had 40 years ago. Years ago, his heart 
gave out, his arteries, gave out everything just but he 
had a good life and he was well all that time. So yeah, 
it's it's nice that that they care so much.  
Participant 036_2023AUCRT 
 

PEEK participants described a mix of positive and 
negative impacts on relationships as a result of their 
diagnosis. Positive impacts included family 
relationships being strengthened, and well-meaning 
and supportive relationships.  Negative impacts were 
from dynamics of relationships changing due to 
anxiety, exacerbations or physical limitations of 
condition, and from suffering, that is people not 
knowing what to say or do and withdrawing from 
relationships. In other studies, people with blood 
cancer described the negative impact that blood cancer 
had on their relationships. This was from people being 
dismissive or not understanding their condition, 
especially when in remission69,116, being socially 
isolated because of treatments, side effects and risk of 
infections71,88,116,138,146, not being able to fully 
participate in family life138, and the financial impact102.  
Some described that their condition had brought their 
family and relationships closer together102. 
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