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Executive Summary

Key Points

1 Providing informal care to someone living with acute leukemia imposes
a severe multidimensional burden, reshaping relationships and
affecting mental health, physical health, career, finances, social
activities and more.

1 People who provide informal care (hereafter referred to as carers)
must balance their caregiving responsibilities with these other parts of
their life.

1 Despite informal care sometimes putting a strain on relationships and
other aspects of day-to-day life, carers voiced that they were willing to
put the patient first, often to the detriment of their own wellbeing.

1 Carers require practical and emotional support, including via health and
social care pathways and improved flexibility from employers.

1 There is a need for greater consideration of carer burden in health
technology assessments to ensure treatments that reduce carer
burden are properly valued.

Acute leukemia imposes a heavy toll on both patients and carers

Acute leukemia is a group of aggressive cancers that affect the blood and
bone marrow. Acute leukemia progresses rapidly, requires intensive treatment
and often leaves patients heavily dependent on family or friends (unpaid,
informal carers) for day-to-day support. There is a lack of evidence on how
providing care for people with acute leukemia affects these informal carers.
Recognizing and valuing the burden of informal care is increasingly important
for clinical practice, health technology assessment, and the development of
interventions, support and care strategies that address both the needs of
patients and carers.
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We spoke to carers in six countries

To better understand how providing informal care for an adult with acute
leukemia affects carers’ quality of life, we spoke to 60 informal carers, 20
from European Union countries — including 5 each from France, Germany,
Italy and Spain — and 20 each from the UK and US. We asked them questions
about the patient’s diagnosis, how they became a carer and their experience
of caregiving, as well as questions about their involvement in decision-making
and which aspects of treatment they and the person they care for prefer.

&=

, g

Most carers reported a large impact

Over half of the carers who completed a questionnaire measuring the impact
of illness on the quality of life of adult family members or partners reported
experiencing a very large or extremely large impact.

We found three interlinking themes

IMPACT OF THE BALANCING PUTTING THE
CARER-PATIENT MULTIPLE ROLES PATIENT FIRST
DYNAMIC ON

RELATIONSHIPS o @
®_0O -

So& ‘:/

Impact of the carer-patient dynamic on relationships

Becoming a carer introduces a new dynamic into the relationship between the
carer and the person they’re caring for. The journey of experiencing a
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diagnosis of acute leukemia and subsequent treatment can build resiliency
and form stronger emotional bonds and intimacy. This was echoed in the
process of facing an uncertain future together when starting treatment
phases and living in the shadow of potential relapses.

Balancing multiple roles

One of the most prominent themes was the complexities of balancing existing
responsibilities with the additional demands of caregiving. Carers often
reported making professional and financial accommodations, such as
requesting more flexibility, reducing working hours or taking a career break to
enable them to devote enough time to their loved ones. Caregiving
responsibilities were constant and wide-ranging, including housework,
emotional support, assisting in treatment adherence, providing transport to
medical appointments and performing administrative tasks. These additional
tasks often meant that carers experienced role conflict, such as struggling to
maintain the boundaries between their relationships to the person they care
for or deprioritizing other aspects of their lives and relationships, due to
competing demands on their time.

Putting the patient first

Another recurrent theme was putting the patient’s needs above their own. The
often-intense responsibilities and mental toll of caregiving can have a negative
impact on a carer’'s own quality of life. Personal health, leisure activities and
social interactions were frequently deprioritized. Understanding medical
information about treatment options and considering decisions about their
loved one’s future was mentioned by some as a burden in itself. Despite the
considerable and wide-ranging impact, many carers expressed that they are
willing to prioritize the patient regardless of the burden on themselves.

Policy Implications

Our results demonstrate that informal caregiving imposes pressures that
accumulate into a substantial, multidimensional burden. It is essential to
ensure carers receive appropriate support, and that healthcare professionals
and decision-makers recognize this burden.

Vi
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Including carers in the clinical pathway

Improving access to targeted support could help improve
carer quality of life. Practical steps could include mental
health screening for carers in acute leukemia clinics and
hematology wards and clear referrals to counselling, respite,
and financial advice, timed to key stress points such as at
diagnosis, onset of treatment, and hospital discharge. This
could help to ease the strains of role conflict and prevent
avoidable physical and mental health declines in carers.

Flexible workplace policy

To allow carers who are still working to continue to work
while managing their caregiving responsibilities, employers
should ensure that workplace policies align with what carers
value most in their work environment, including
accommodations such as remote working, flexible and
adjustable hours, as well as formal carer leave policies.

Recognizing carers in treatment development

Therapies that shorten hospital stays, simplify dosing, or
reduce toxicity can ease carers’ anxiety, improve sleep, and
preserve daily routines and employment. Considering the
perspectives and experiences of carers can help to ensure
that, in the future, treatments and strategies developed in
acute leukemia can benefit both patients and carers alike.

Vi
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1. Background

Acute leukemia (AL) is a cancer of the white blood cells, which progresses
rapidly and aggressively. It is characterized by the uncontrolled multiplication
of malignant blood cells, leading to impairments in the function of the bone
marrow (Okikiolu, Dillon and Raj, 2021). The disease is classified based on the
type of malignant cells, the most common types being acute myeloid
leukemia (AML) and acute lymphoblastic leukemia (ALL) (Okikiolu, Dillon and
Raj, 2021). AML is most commonly found in adults, typically diagnosed at a
median age of 70 years, ALL is most commonly found in children (Okikiolu,
Dillon and Raj, 2021). Prognosis is largely determined by patient-related
characteristics, such as age and co-morbidities, and disease-related factors
such as white-cell count and genetic factors (Ddhner, Weisdorf and
Bloomfield, 2015).

The core treatment for people with leukemia who are fit enough to be given
curative therapy consists of intensive chemotherapy, known as induction
therapy, followed by consolidation, which provides an opportunity for
remission, followed by maintenance therapy, which helps reduce the chances
of a future relapse; maintenance therapy represents administration of less
intensive, prolonged therapy after initial intensive induction-consolidation
chemotherapy, and has become an emerging area of investigation in AML with
recent agent approvals in this setting (Okikiolu, Dillon and Raj, 2021; Senapati,
Kadia and Ravandi, 2023).

In AML, after induction chemotherapy, complete remission is seen in
approximately 45%-73% of adults (Wysota, Konopleva and Mitchell, 2024).
Patients who fail to achieve complete remission post two cycles of intensive
induction regimen are classified as primary refractory disease and represent
20 to 30% of all newly diagnosed AML cases (Premnath and Madanat, 2023).
For ALL, chemotherapy is found to be curative for 80-90% of children, but
only around 40-50% of adults (Kantarjian and Jabbour, 2025). More recently,
molecularly targeted drugs, novel formulation chemotherapies and
immunotherapies are increasingly combined with conventional chemotherapy,
particularly for those with specific mutations (Bhansali, Pratz and Lai, 2023;
Lachowiez, DiNardo and Loghavi, 2023). The people not responding to this
first-line therapy are known to have “refractory” disease. Similarly, in the past
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decade, new immunotherapies and the broader application of tyrosine-kinase
inhibitors have substantially changed options for relapsed/refractory and high-
risk patients (Perl et al., 2019; Shimony, Stahl and Stone, 2025).

The next step for most fit people who achieve remission is Hematopoietic
Stem Cell Transplant (HSCT) (Thol and Ganser, 2020; Sun and Huang, 2022).
In this procedure, patients receive a supply of healthy stem cells which aim to
restore their bone marrow’s function. Nevertheless, around 40% of people with
AML who receive HSCT relapse following the procedure (Thol and Ganser,
2020). Despite recent advances in treatment options for leukemia, the
outlook for those with relapsed or refractory AL is often poor and many

subsequent treatment options are less effective compared to first-line
treatments (Thol and Ganser, 2020; Raetz and Bhatla, 2012).

Most people with AL present with symptoms related to inadequate blood cell
production, such as fatigue, frequent bruising or infection, but some cases are
asymptomatic, only detectable by laboratory abnormalities (Okikiolu, Dillon
and Raj, 2021). Nevertheless, patients’ experience of living with AML features
symptoms such as fatigue, weakness and shortness of breath, leading to
significant impacts on their lives such as anxiety, reduced ability to function
normally, and limited involvement in social and family life (Tomaszewski et al,,
2016; ALAN et al., 2024). Common symptoms in people living with ALL can
include unexplained fevers and unusual bleeding (Terwilliger and Abdul-Hay,
2017). As such, patients with AL often rely heavily on family members or
friends as informal carers (Grover et al., 2019).

There is little evidence on carer burden for those providing informal care for
people living with AL. Some recent evidence has shown that carers of patients
with AL and other forms of leukemia or hematologic malignancies face
considerable humanistic and economic burdens, particularly related to
financial strain, emotional distress and disruption of family relationships, often
as a result of providing practical support (Oliva et al., 2025; Yucel, Zhang and
Panjabi, 2021). Many carers of people with hematologic malignancies report
post-traumatic stress disorder, significant sleep problems and moderate-to-
poor health-related quality of life (HRQoL) (Oliva et al., 2025; Yucel, Zhang
and Panjabi, 2021).

(N
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11  Study Objectives

This study explores the impact of informal, unpaid caregiving on carer quality
of life (QolL) and various aspects of day-to-day life, as well as carer
involvement in decision making and their perspectives on and experiences
with treatment options.

Obtaining a better understanding of the burden on carers of people with AL,
as well as their views about AL treatment, can be useful for the development
and appraisal of new treatments, as it enables a more accurate representation
of the burden of the disease beyond that on the patient. The implications of
this research can add to the body of evidence supporting the importance of
carers’ perspectives in Health Technology Assessment (HTA) and how carer
burden should be considered when assessing the value of new health
technologies (Mott, 2018; Mott et al.,, 2023).
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2. Methods

2.1 Preparatoryresearch

To obtain an initial understanding of the existing research into carer
perspectives and preferences in the context of AL, we conducted a literature
review known as a rapid evidence assessment (REA). A REA provides a
systematic approach to evidence gathering but places specific restrictions on
the scope of the search to allow a focused review in a limited timeframe. The
searches were conducted using Google Scholar and PubMed and sought to
identify studies that had elicited the perspectives of informal carers of people
with a diagnosis of AL, hematological malignancies or cancer more broadly,
using qualitative research.

A total of 23 studies were identified from which key insights were extracted to
inform the design of the planned study. Of these, 11 studies focused
specifically on AL and blood cancers, with only one addressing the carer
burden associated with ALL specifically. An additional 10 studies examined
carer burden in the context of cancer more broadly. The remaining two
studies, though focused on other diseases, were included due to their relevant
methodological contributions. Of the 23 studies, 13 were primarily qualitative,
with the majority (10) employing semi-structured interviews. Complete
interview guides were available for three of these, and partial guides or topic
outlines were accessible for another three. The remaining 10 studies
comprised literature reviews, case studies, evidence syntheses, and
quantitative research.

The key findings from the literature review were instrumental in shaping both
the discussion guide and the overall approach to the study. The literature
specific to ALL and AML predominantly focused on the experiences and
burdens faced by carers, including those who were bereaved (McCaughan et
al., 2019). Most of these studies employed semi-structured interviews, with
some also collecting data using validated instruments such as the Family
Burden Interview (FBI) (Pai and Kapur, 1981) and the Carer Strain Index (CSI)
(Robinson, 1983; Sullivan, 2002). Commonly reported themes included
emotional distress, unexpected changes in the patient's condition, facilitators
and barriers to caregiving, and the broader impact of caregiving on family
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dynamics. Example questions used in these studies included: “What do you
wish you had known?”, “What else might have been helpful?’ (Tan et al., 2023),
and “What has been challenging?’ (Fisher et al., 2021).

Literature addressing other types of cancer explored similar themes but also
placed particular emphasis on carer preferences regarding the location of
care and end-of-life experiences (Ozdemir et al.,, 2021; Lee et al., 2015; Poor
et al, 2022; McCaughan et al., 2019). Additional recurring themes included
recognition of the carer as a key member of the care team (Bechthold et al,,
2023), discordance in treatment preferences between patient and carer, and
the importance of social connectedness (Bechthold et al,, 2023; Fisher et al,
2021; Ozdemir et al., 2021). These studies typically involved both carers and
patients through semi-structured interviews and surveys. Example questions
for patients and carers respectively included: “If you had to make a choice now,
would you prefer treatment that extends life as much as possible, or would you
want treatment that gives you minimal pain and discomfort?” and “If you had to
recommend a treatment to (Patient) now, would you recommend a treatment
that extends life as much as possible, or would you recommend a treatment

that focusses on relieving pain and discomfort as much as possible?” (Ozdemir
et al, 2021).

2.2 Study population

Adult (18 years or older) carers of an adult patient with a diagnosis of AL
(irrespective of when the diagnosis was made or the current remission status),
who lived in the UK, US, France, Germany, Italy, or Spain at the time of the
interview, were eligible. Any relationship to the patient was considered
acceptable, including partners, other family members or friends. Bereaved
carers of an AL patient were excluded on the grounds that this would likely
generate themes beyond the scope of the study objectives and could
potentially cause undue distress for interviewees.

The minimum sample size by country included 20 participants each from the
UK and USA, and five participants from each of the remaining countries
(France, Germany, Italy and Spain). Given that evidence suggests that more
informal carers are women and we added a 20% minimum quota for male
carers.
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Country ,‘ " —

— A4
UK us France Germany Italy Spain
_ Noof 20 20 5 5 5 5
interviews

2.3 Recruitment

A specialist recruitment agency that connects patients and carers with
researchers, identified participants and scheduled virtual interviews. For all
English-speaking interviews, members of the OHE team (NH, PR, CT)
conducted the interviews. For all non-English-speaking interviews, an
interviewer working on behalf of the recruitment agency conducted the
interviews (having received training from the OHE team) in the primary local
language of the participant’s country of residence. All interviews were
recorded, transcribed, and where necessary, translated into English. The
transcripts were the key output of these activities.

24 Study design

We used interpretive qualitative methodology to guide the use of semi-
structured interviews to elicit the views of carers of people living with AL,
information on their QoL and impact of caregiving, their involvement in
decision making and their perspectives and priorities with regards to
treatment options. Data for this study were collected from June to September
2024. Study design, data collection and analysis were conducted in
accordance with the CASP Qualitative Checklist (Critical Appraisal Skills
Programme, 2018), ensuring transparency in sampling, researcher-participant
relationships, ethical oversight, data saturation and analytic coherence.
Interview guides were reviewed by patient advocates from the Acute Leukemia
Advocates Network (ALAN) to ensure they were appropriate for the study’s
objectives.

Baseline data on each participant, including demographics, caregiving status,
employment status and Family Reported Outcome Measure (FROM-16)
questionnaire, were collected by the recruitment agency ahead of the
interviews (Golics et al., 2014). The FROM-16 is a 16-item questionnaire that
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assesses the impact of a person's health condition on the quality of life of
their adult family members or partners (Golics et al,, 2014). It can measure
the secondary burden of disease on family members, informing clinical
decisions and research across various medical conditions. The FROM-16 has
two domains: Emotional (6 items, max score 12) and Personal and Social Life
(10 items, max score 20). Each item has three response options (not at all, a
little, a lot), scored 0-2 points. The total score ranges from O to 32, with
higher scores indicating greater impact on the family member's quality of life.
The validated score bands are: 0-1 (no effect), 2-8 (small effect), 9-16
(moderate effect), 17-25 (very large effect), and 26-32 (extremely large
effect). The FROM-16 has demonstrated high internal consistency,
reproducibility, construct validity, and responsiveness to change (Golics et al,,
2014).

The interviews lasted for around 60 minutes and were conducted online. The
interviews were semi-structured based on an interview guide with three main
sections: (1) diagnosis/becoming a carer, (2) experience of caregiving, and
(B) treatment preferences/decision-making. The interview guide was
developed based on the objectives of the study and findings of the rapid
evidence assessment. If the patient was currently in remission, we asked
participants to consider their experiences when the person they care for was
receiving active treatment. The English language interview questions can be
found in the Appendix.

As this is reflexive qualitative research, we acknowledge the potential for
interviewer bias, whereby the interviewer’s language, tone, or personal
background may have influenced participant responses. To reduce bias, we
used a standardized interview guide. Interviewers were trained to encourage
open-ended responses and to minimize prompts that could suggest preferred
answers. Researchers reflected on their own assumptions and documented
potential points of influence during the analytic process, in line with best
practices for reflexivity in qualitative research.

2.5 Dataanalysis

The interview transcripts were analyzed using NVivo, a qualitative data
management platform. Analysis of interviews was conducted using a reflexive
thematic approach to identify key themes and insights as outlined by Braun
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and Clarke (2006). This involved generating succinct labels (codes) that
capture and evoke important features of the data that might be relevant to
addressing the research question. Three of the authors (PR, CT and NH) each
coded a proportion of the transcripts, given the large number of interviews
conducted. Working on the same NVivo project/file, updating a codebook and
ongoing dialogue between the researchers allowed the team to code
concurrently. To ensure consistency of approaches, each of the team reviewed
a subset of transcripts coded by another author and resolved any differences
through discussion. Next, we conducted a process of generating and refining
themes, where themes are defined as patterns of shared meaning
underpinned by a central concept or idea.

2.6 Ethical considerations

Ethical approval was obtained from City St George’s, University of London
(formerly City, University of London) Economics Research Committee
(ETH2324-1660). All the participants were provided with a participant
information sheet and informed consent form (ICF) which was collected by
the recruitment agency in writing and consent was further confirmed verbally
at the beginning of the interview. Consent for anonymized quotations to be
included in any future publication was obtained in the ICF.
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3.1 Demographics and carer experience

OHE

We conducted semi-structured interviews with 60 carers —20 from each of
the UK and USA, and 5 from each of France, Germany, Italy and Spain. There
was a near-even split between the genders, with 43% male and 57% female

carers interviewed. The majority (82%) of carers lived in the same household
as the patient. A small majority of carers (52%) were aged between 31 and 50,
while 40% were aged between 51 and 70, 5% were under 30 and 3% were over
70. The majority of participants (60%) were in employment (47% full-time;
13% part-time). Lastly, most carers were either caring for a parent (38%) or
their partner (37%). A smaller proportion of carers were caring for their sibling
(15%), their child (5%) or another relation (5%).

TABLE 1: DEMOGRAPHICS SUMMARY

CHARACTERISTIC 8\(3;)([)\1;' PERCENTAGE
Gender Female 34 57%
Male 26 43%
Living with patient Yes 49 82%
No 11 18%
Age 18 to 30 3 5%
31to 50 31 52%
51t0 70 24 40%
71 or above 2 3%
Working status Full time 28 47%
Part time 13 22%
Not working 12 20%
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CHARACTERISTIC COUNT PERCENTAGE
(n=60)
Retired 7 12%
Relationship Parent 23 38%
(the patient is the Partrior 55 7%
carers...)
Sibling 9 15%
Child 3 5%
Other 3 5%
The patient was Less than 6 7 12%
diagnosed with months ago
AL..
Between 6 and 12 13 22%
months ago
Between 1and 3 16 27%
years ago
More than 3 years 22 37%
ago
Missing 2 3%

A table of individual participant characteristics can be found in the Appendix.

Most patients had symptoms before diagnosis, including fatigue, weakness,
fever, pains and swelling, bruising, and frequent infections. However, many
carers had reported that the diagnosis was unexpected. There was variation in
the time since diagnosis; 12% had been diagnosed less than 6 months ago,
22% had been diagnosed between 6 and 12 months ago, 27% had been
diagnosed between 1to 3 years ago, and 37% had been diagnosed over 3
years ago.

There was some variation in how carers reported their experience and
satisfaction with the healthcare system. While the majority reported positive
experiences, generally attributed to their perception that they received the
right amount of information and involvement from healthcare professionals
(HCPs), a significant minority reported mixed or negative experiences. Carers

10
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who reported negative experiences said that it was generally driven by delayed
diagnosis, insufficient information and the feeling that HCPs were being
prescriptive in that they would insufficiently involve the carers in treatment
decisions, or a failure to consider multiple treatment options.

3.2 FROM-16 questionnaire scores

Responses to the FROM-16 questionnaires indicate a significant carer burden
in AL. When considering the total score bands based on responses to the 16
items, over half of our sample (n=35, 58%) indicated a substantially large
carer burden, with 38% (n=23) reporting a “very large” effect and 20% (n=12)
reporting an “extremely large” effect. 40% (n=24) reported a “moderate”
effect. None of the carers (0%) included in our sample reported a “small”
FROM-16 effect (Table 2). A single (n=1, 2%) FROM-16 questionnaire was
missing.

When splitting the results between the two domains, we observed that carers
reported a slightly greater impact on their emotional well-being than on their
personal and social lives. Note that each FROM-16 item has three response
options (“not at all”, “a little”, “a lot”), scored 0-2 points. The average FROM-16
emotional score was 7.5 out of 12 (63%), while the FROM-16 personal score
averaged 11.5 out of 20 (57%). This is consistent with interview findings which
revealed that emotional strain remains a dominant theme in carers’
experiences.

TABLE 2: FROM-16 QUESTIONNAIRE RESULTS

FROM-16 g?gg'; PERCENTAGE
Severity score Small 0 0%
band Moderate 24 40%
Very large 23 38%
Extremely large 12 20%
Missing 1 2%

Source for score bands: (Golics et al,, 2014)

11
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Thematic analysis of the interview transcripts generated three main themes

related to the impacts on carer quality of life: (1) impact of the carer-patient
dynamic on relationships, (2) balancing multiple roles, and (3) putting the
patient first. Themes and sub-themes are outlined in Table 3.

TABLE 3: THEMES & SUB-THEMES

THEME SUBTHEME EXEMPLARY QUOTE
Impact of the  Resiliency and “I think it has really reinforced our
carer-patient  intimacy in commitment to one another, so Id

dynamic on
relationships

relationships

say its improved in a positive way.”
UK12: Patient’s Male Partner

Facing “You just don’t know what to expect
uncertainty every day and going into this blindly
together and every day you're making
decisions or trying to figure out what
to do and what not to do. It's a
guessing game”
US17: Patient’s Male Partner
Balancing Making “Well, I had to put my job on ice, I've
multiple roles  professional and  taken some time off work in order to
financial stand by him. My whole life is on ice

accommodations

for now.”
IT2: Patient’s Daughter

Providing
constant and
multi-faceted
care

‘I mean, it was just all day. He would
set up camp on the couch when he
was at home or go to bed and he
couldn't do anything, so | had to
clean, cook, provide him with food,
keep the kids away, make sure he was
mentally okay, emotionally okay.”

US1: Patient’s Female Partner

Experiencing role
conflict

“Personally, we struggle with the
patient/caregiver versus
husband/wife thing a little bit. It's

12
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EXEMPLARY QUOTE

hard to.. We definitely were in the
just patient/caregiver mode for quite
a few years and now, we'e starting to
get back into where, okay, we can feel
like husband and wife again a little
bit”

US4: Patient’s Female Partner

Putting the
patient first

Becoming an
advocate and
expert in leukemia

‘I will also always do my own
research, just to see what else is out
there and clinical trials and all of
that”

US2: Patient’s Daughter

Overlooking own
needs at the
detriment of

personal quality
of life

‘I would definitely put my well-being
behind that of my mother. First, |
would make sure that everything
goes well and that she is doing well,
and then | can look at the impact on
myself”

DES: Patient’s Daughter

Limited freedom
& social isolation

‘I lost a lot of friends because |
couldn't keep up socially. Even... | love
to play basketball and go to the gym,
but ever since last year, it's been
really difficult to do all that”

UKS5: Patient’s Son

Considering
consequences of
future treatment
decisions

‘I want the best for him and I'm on
board with it and I'm involved in that
decision, [...]. It affects me cause |
want the best for him in that regard.”
US9: Patient’s Sister
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3.31 Impact of the carer-patient dynamic on relationships
Resiliency and intimacy in relationships

The impact of diagnosis and treatment of AL can have varying effects on a
carer's relationship with their loved one. Across settings, carers frequently
reported that the demands of AL drew families closer. Shared adversity
fostered stronger emotional bonds, increased openness, and a renewed
appreciation of everyday moments. This sense of mutual commitment often
served as an internal motivator that sustained carers through demanding
periods. While most find that the shared experience strengthened their
relationship, others find that it imposes a strain. Nevertheless, the majority of
carers suggested that their relationship with the patient had improved.

“We're facing this issue together has brought this sense of unity, because we
communicate more now very openly about the fears, hopes, the feelings
about the plans for the future and our daughter. [...] The times that | probably
should have been at work, now we spend it together. So, I'd say it's really
improved in closeness, more intimacy.”

UKS3: Patient’s Male Partner

For those looking after their partner, some couples experienced significant
relational strain, and a minority reported being on the brink of separation. A
number of carers also reported problems with sexual intimacy.

“Our relationship almost didn’t survive. We came close to separating. Our
lives have changed drastically”
FR3: Patient’'s Male Partner

Some carers reported concerns about the impact of the diagnosis and
treatment on their children. Carers were worried about the psychological
impact of witnessing their family member experience side effects and pain
associated with treatment. Other concerns included spending less quality
time together as a family, not being able to provide sufficient support, children
developing mental health disorders such as anxiety, and children being forced
to become more independent and take on additional responsibilities.

“I'm also worried about my daughter who is also affected. She has the same
panic attacks | have, often at school”
DE4: Patient’s Female Partner
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‘I worry about not raising my child properly, because he's seeing all this going
on. | worry about the lasting effects of stress on him.”
UK7: Patient’s Daughter

For those caring for a parent, child or other relative, the experience of
caregiving can still impact a carer’s relationship due to the time and effort
required.

“My fiancee will say | have a second wife because I'm always with him. Like |
told you, it affects my relationship, but like I told you, she's also
understanding.”

UK10 Patient’s Brother

Facing uncertainty together

Carers reported the significant impact of uncertainty around treatment
symptoms, achieving remission and planning for the future in general. For
many, living “in the shadow” of a relapse or treatment complication dominated
daily life. Carers described organizing routines around hospital visits, infection
control, and real-time clinical updates, demonstrating a common, prevailing
mindset of short-term planning. Carers reported the necessity of living week
to week or day to day, without thinking about long-term plans like vacations
and retirement. The uncertainty of the future also has a knock-on effect on
carers’ freedom and personal lives.

“Also, being aware that you live one day at a time. You don’t have to make
huge plans for the future because you never know what might happen.”
IT3: Patient’s Daughter

Uncertainty also manifests in the very short term, especially during periods of
active treatment, due to the side effects of treatment and the consequent
mental health impacts.

‘It can be quite random. Itll be a day where he'll wake up and he's completely
depressed about the whole thing”
UK11: Patient’s Male Partner
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3.32 Balancing multiple roles
Making professional and financial accommodations

Carers often expressed a professional impact due to becoming a carer; this
was seen through a variety of avenues, including requesting more flexibility
from their current job, cutting down working hours, taking a career break,
leaving the workforce, retiring early and learning new skills or changing jobs to
enable them to work from home.

“That's why | had to give up my job and just be a main carer, and make sure
she’s okay, because that’s my main priority at the moment.”
UK18: Patient’s Daughter

“I've had to find a job that's flexible, so working from home more and being a
bit more flexible for going to appointments. So, having an employer that
understands that has been quite important because | can't get to the office
every day”

UKO: Patient’s Son

“I quit my job, and my job is just my husband, honestly.”
US4: Patient’s Female Partner

Changes to working hours and jobs were often associated with a negative
financial impact. Decisions were framed as trade-offs between income
security and being physically present. Some carers reported other avenues of
receiving financial support, such as from family, online charitable collections,
and using their savings.

“Yes, it did definitely have a big financial impact. So, | just have to make do
with what we have. | took early retirement and collect social security”
US17: Patient’s Male Partner

‘Il used my savings. And | also used my business. | pawned it a little.”
ES1: Patient’s Male Partner

More than half of the carers we spoke to reported significant financial
impacts, such as increased outgoings due to medical insurance, treatment,
transportation, parking and COVID-19 testing. Some carers expressed that
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they would like to leave their jobs to care for their loved one full-time but
could not for financial reasons.

“A lot of our funds are going to insurance. [...] We're paying more, [...] much
more than usual, before he was diagnosed.”
US16: Patient’s Female Partner

Providing constant and multi-faceted care

Carers reported a multitude of tasks and responsibilities, with routines
extending well beyond emotional support to include medication management,
transport, household tasks, administrative paperwork, and clinical monitoring.
Many carers expressed that their caregiving responsibilities were time-
consuming, which in turn meant that their routines were disrupted as well as
reducing their ability to travel or take holidays. Almost all carers interviewed
described themselves as the main carer. Although most suggested that they
had some level of additional support, for example, from other family members,
a small number reported having no support.

‘My wite... I've got a couple of grown kids, they help their uncle out. A couple
of his friends, we've got a good tag team.”
US14: Patient’s Brother

“Everyone always shows a lot of understanding and says, "l can understand,
no problem’; but nobody ever thinks to come round and help or anything like
that”

DES5: Patient’s Daughter

As part of their responsibilities as carers, participants reported several
activities that they would not have performed before, and which affected their
personal lives.

“Normally most of the things that | do, | wasn't doing before, so most of the
household tasks and stuff like that, | wasn't the one doing them, but now [
had to start working part-time so | could have time to actually take care of
her, the household, my daughter, personal care, and also her medical
management.”

UK3: Patient’s Male Partner

17



OFFICE OF HEALTH ECONOMICS
& ACUTE LEUKEMIA ADVOCATES NETWORK

OHE | (\%

The most commonly quoted responsibilities included: housework, emotional
support, taking the patient to medical appointments, helping the patient with
treatment, hygiene, accompanying in physical activities, administrative tasks
and advocacy, with fewer people mentioning monitoring and visiting the
patient in the hospital as primary responsibilities.

“Practical tasks are like going food shopping, arranging the appointments for
blood tests or for the swab that she had to do when she was doing the
chemo, taking her to the hospital, picking her up, seeing the doctor, picking
up medical prescriptions, standing by her as well”

ITS: Patient’s Daughter

“On a typical day, | get him up, have to help him get washed usually, | have
one of those showers you can hold on, so | help shower [...] then | help him
get dressed, it's hard for him to move a little bit, but he can do some himself,
[...], then | do all the cooking and cleaning because he can’t do any of that. |
keep up on all the appointments.”

US14: Patient’s Brother

“Okay, in a typical week, basically | do everything. How can | say? Cook; |
clean for him, | help him get around, | take him to basically all appointments.
When he needs to go to the store or whatever, | provide the transportation.
Whenever he has any questions, which | don't know, | do the online research
or the reading, or I'll basically reach out to the transfusion nurse and ask
follow up questions.”

US18: Patient’'s Nephew

The number of hours spent on caregiving varied considerably, from some
carers saying they provide “constant care” whereas others reported spending
less than two hours a day. Some carers mentioned that caregiving felt like an
additional job or being on call 24/7.

“He [the patient] would set up camp on the couch when he was at home or
go to bed and he couldn't do anything, so | had to clean, cook, provide him
with food, keep the kids away, make sure he was mentally okay, emotionally
okay. So, didn't really ever stop.”

US1: Patient’s Female Partner
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“Every day, every minute of the day. | had to sleep in another bedroom, cause
I was disturbing him, and | had to do everything for him”
UK14: Patient’s Female Partner

“When she was still having treatment? | would say | was on standby 24 hours
a day. | mean, practically | was probably giving her about 7 or 8 hours [of
carel”

UK20: Patient’s Sister

Many felt that they no longer had time to themselves, which also reflected in
the ‘Limited freedom & social isolation’ sub-theme. Another commonly
mentioned impact was the time commitment associated with medical
appointments and transportation.

“Because during all his treatments, his chemotherapy, his fever, he was
hospitalized [...] that means two hours of travel each way.”
FR2: Patient’s Female Partner

Experiencing role conflict

Many interviewees experienced some level of role conflict during their time as
carers; for some, taking on this additional role meant that they had less time
and energy to devote to other existing aspects of their lives. For some
interviewees, caregiving responsibilities often competed with other roles and
demands on their time. Some found it difficult to simultaneously be a partner
and carer, for example, and many reported having to mentally switch between
roles, using terms like “caregiver mode” and “partner mode” to reflect different
mindsets.

“It feels like my role has shifted from being a wife to a nurse, or even a
maternal figure, which | don't like at all”
FR2: Patient’s Female Partner

“Personally, we struggle with the patient/caregiver versus husband/wife thing
a little bit. It's hard to... We definitely were in the just patient/caregiver mode
for quite a few years and now, we're starting to get back into where, okay, we
can feel like husband and wife again a little bit”

US4: Patient’s Female Partner
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“Well my birthday card said ‘to my loving carer, put it that way.”
UK14: Patient’s Female Partner

“She needs to stay occupied. | feel that | have another child, to be honest
with you, that I'm responsible for, to entertain, to be a taxi”
US12: Patient’s Daughter

3.3.3 Putting the patient first
Becoming an advocate and expert in leukemia

Many carers reported actively researching additional information on AL, either
for personal interest or to complement what information they have been given
by the HCPs. These carers felt they had to rapidly develop disease-specific
knowledge, routinely engaging clinicians, organizing appointments, and
seeking second opinions. They valued clear, jargon-free communication and
preferred interactions with HCPs that recognize carers as active partners
rather than passive supporters.

Some carers had the responsibility of administering treatment or ensuring
treatment adherence.

“I read through the information. | went privately to a meeting without him, so
I could get the insights that | needed via the doctors etc. They basically
informed me of all of the different types of leukemia there is and what one
he has, etc, and what | need to look out for, as symptoms etc, like that.”
UK11: Patient’s Male Partner

“We lived 45 minutes away from the hospital and | was to administer 14
drugs and learn about all the scheduling and all of that. At the height being
completely terrified and overwhelmed by what was happening and the risk of
doing something wrong was... It was traumatizing in a way that | can’t express
really because I didn't sleep.”

US3: Patient’s Mother

“I'm in the room all the time so when the doctor is talking, he's really talking
to me. [...] because he knows basically that I'm sort of the one that needs to
absorb all of this information. My mother is also relying on me to remember
everything that the doctor has said.”

US8: Patient's Son
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The level of input of carers in treatment decision-making was variable, some
had no involvement, some felt they had a supportive role, some felt like joint
decision-makers and others felt they were the main decision-maker. Carers
generally had a supportive role in making treatment decisions, alongside
responsibilities such as advocacy and treatment management. Carers often
reported deferring to medical practitioners and the patients to ultimately
make decisions.

“No,  wasn't involved. However, they always told me what the treatments
entailed.”
FR4: Patient’s Mother

“If there were more treatment options and we had to consider them, then of
course it would be fine to talk it with her as she is the main affected one. And
also, to help her to choose. If we have to choose and we can help her, then
maybe we can tell her what would be best for her. But in the end, the last
decision is hers.”

ES3: Patient’s Sister

‘I would say more than personally involved. I'm really, totally involved and
probably, my mother is relying on me really to even make the decision.”
USS8: Patient’s Son

Views were generally split between whether having an involvement in
treatment decision-making was a burden or not.

“She just lets me make the decisions. She doesn't really want to make any
decisions and it was the same... my dad had dementia and she left everything
to me, and we would sit there in these meetings and shed say, “No my
daughter makes all the decisions” So, is it a burden? | don't feel it a burden.”
UK13: Patient’s Daughter

“| felt a bit overwhelmed. | was like: "This is my mother's life." What am |
supposed to say? It doesn't feel nice when you have to make decisions
about someone else's life”

DES5: Patient’s Daughter
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Overlooking own needs at the detriment of personal quality of life

Personal health, leisure, and social connections were frequently deprioritized.
Carers viewed self-care as secondary to the patient’s needs yet acknowledged
cumulative fatigue and emotional strain. Indeed, the majority of carers
reported that their quality of life had decreased since becoming a carer.
Female carers were more likely than male carers to report specific aspects of
caregiving that impacted their quality of life and were more likely than male
carers to experience worsened quality of life.

Carers expressed a range of emotional impacts as a result of the diagnosis
and treatment of AL. These include: worry, frustration, helplessness, regret,
resentment and fear.

“The burden has grown a lot bigger, | think. I'm forever alert; I'm very tense;
stressed out; mentally charged | may say. And those panic attacks, | suffer a
lot from them | must admit.”

DE4: Patient’s Female Partner

Some carers reported feeling obligated to care for their loved one. Some of
these carers referred to cultural expectations to care for their loved ones.

“Its simply my duty. Its something | have to do. Its like ... | don't love doing it
but | don’t have a choice.”
DE2: Patient’s Female Partner

“In our culture [..], we have to look after our parents [...] so, we see that as a
blessing”
UK®6: Patient’s Son

Carers of individuals with AL reported experiencing elevated levels of anxiety
and depression, often stemming from the emotional burden of caregiving,
uncertainty about disease progression, and the demands of navigating
complex medical systems.

“As a caregiver, | felt down, | felt depressed.”
UK10: Patient’s Brother
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“Emotionally, it has added a significant mental load [...] with anxiety, stress,
and worry.”
FR2: Patient’s Female Partner

‘I guess my mental health probably wasn't great looking back”
UK19: Patient’s Daughter

Some carers reported negative impacts on their own health as a result of the
caregiving burden, these included difficulties with sleep, doing less exercise,
mental and physical fatigue.

‘I have difficulties breathing often, but | try not to show it. You sleep less or
almost nothing. You have to physically move him around, my back has been
affected.”

IT3: Patient’s Daughter

“My health and fitness definitely deteriorated. My weight gained, so quality of
life in terms of, | suppose, my physical health was not good.”
UK19: Patient’s Daughter

A handful of carers expressed that the diagnosis of AL had made them more
likely to get medical check-ups and testing.

Only a minority of carers mentioned that they actively used support groups,
and generally found them helpful. The majority, however, felt that they could
not regularly attend such group meetings for logistical reasons, lack of

awareness, or not finding muc/ I

DES: Patient’s Daughter
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