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Executive Summary  

Key Points   

¶ 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.  

¶ People who provide informal care (hereafter referred to as carers)  

must balance their caregiving responsibilities with  these other parts of 

their life.  

¶ 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.  

¶ Carers require practical  and emotional support, including via health and 

social care pathways and improved flexibility from employers.  

¶ There is a need for greater c onsideration 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 ŀŦŦŜŎǘǎ ŎŀǊŜǊǎΩ ǉǳŀƭƛǘȅ ƻŦ ƭƛŦŜ, we spoke to 60 informal carers,  20 

from European  Union countries ς including 5 each from France, Germany, 

Italy and Spain ς and 20 each from the UK and US . We asked them questions 

about  ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŘƛŀƎƴƻǎƛǎ, 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.  

 

 

Most c arers  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 carer -patient dynamic on relationships  

Becoming a carer introduces a new dynamic into the relationship between the 

ŎŀǊŜǊ ŀƴŘ ǘƘŜ ǇŜǊǎƻƴ ǘƘŜȅΩǊŜ ŎŀǊƛƴƎ ŦƻǊΦ ¢ƘŜ ƧƻǳǊƴŜȅ ƻŦ ŜȄǇŜǊƛŜƴŎƛƴƎ ŀ 
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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 wo rking 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  

!ƴƻǘƘŜǊ ǊŜŎǳǊǊŜƴǘ ǘƘŜƳŜ ǿŀǎ ǇǳǘǘƛƴƎ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ƴŜŜŘǎ ŀōƻǾŜ ǘƘŜƛǊ ƻǿƴΦ ¢ƘŜ 

often - intense responsibilities and mental toll of caregiving can have a negative 

ƛƳǇŀŎǘ ƻƴ ŀ ŎŀǊŜǊΩǎ ƻǿƴ ǉǳŀƭƛǘȅ ƻŦ ƭƛŦŜΦ tŜǊǎƻƴŀƭ ƘŜŀƭǘƘΣ ƭŜƛǎǳǊŜ ŀŎǘƛǾƛǘƛŜǎ ŀƴŘ 

social interactio ns were frequently deprioritized . Understanding medical 

information about treatment options and considering decisions about their 

ƭƻǾŜŘ ƻƴŜΩǎ ŦǳǘǳǊŜ ǿŀǎ ƳŜƴǘƛƻƴŜŘ ōȅ ǎƻƳŜ ŀǎ ŀ ōǳǊŘŜƴ ƛƴ ƛǘǎŜƭŦΦ 5ŜǎǇƛǘŜ ǘƘŜ 

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. 
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Including carers in the c linical p athway  

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 polic ies 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  ŎŀǊŜǊǎΩ 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 .  
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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 (Döhner, 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 fu ture 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 setti ng (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 -ƭƛƴŜ ǘƘŜǊŀǇȅ ŀǊŜ ƪƴƻǿƴ ǘƻ ƘŀǾŜ άǊŜŦǊŀŎǘƻǊȅέ ŘƛǎŜŀǎŜΦ {ƛƳƛƭŀǊƭȅΣ ƛƴ ǘƘŜ Ǉŀǎǘ 
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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 

ǊŜǎǘƻǊŜ ǘƘŜƛǊ ōƻƴŜ ƳŀǊǊƻǿΩǎ ŦǳƴŎǘƛƻƴΦ bŜǾŜǊǘƘŜƭŜǎǎΣ ŀǊƻǳƴŘ пл҈ ƻŦ ǇŜƻǇƭŜ ǿƛǘƘ 

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)Φ bŜǾŜǊǘƘŜƭŜǎǎΣ ǇŀǘƛŜƴǘǎΩ ŜȄǇŜǊƛŜƴŎŜ ƻŦ ƭƛǾƛƴƎ ǿƛǘƘ !a[ ŦŜŀǘǳǊŜǎ 

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 soc ial 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).  
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1.1 Study Objectives  

This study explores the impact of informal, unpaid caregiving on carer quality 

of life (QoL) 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 dise ase beyond that on the patient. The implications of 

this research can add to the body of evidence supporting the importance of 

ŎŀǊŜǊǎΩ ǇŜǊǎǇŜŎǘƛǾŜǎ ƛƴ IŜŀƭǘƘ ¢ŜŎƘƴƻƭƻƎȅ !ǎǎŜǎǎƳŜƴǘ όI¢!ύ ŀƴŘ Ƙƻǿ ŎŀǊŜǊ 

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 Preparatory research  

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 studie s 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 re views, 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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ŘȅƴŀƳƛŎǎΦ 9ȄŀƳǇƭŜ ǉǳŜǎǘƛƻƴǎ ǳǎŜŘ ƛƴ ǘƘŜǎŜ ǎǘǳŘƛŜǎ ƛƴŎƭǳŘŜŘΥ άWhat do you 

wish you had known?έΣ άWhat else might have been helpful?έ (Tan et al., 2023) , 

ŀƴŘ άWhat has been challenging?έ (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  ƛƴŎƭǳŘŜŘΥ άIf 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? έ ŀƴŘ άIf 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 Κέ (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 add ed a 20% minimum quota for male 

carers.  
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Country  

 

 

 

UK 

 

US 

 

France  

 

Germany  

 

Italy  

 

Spain  

No of 

interviews  
20  20  5  5  5  5  

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 

ƭŀƴƎǳŀƎŜ ƻŦ ǘƘŜ ǇŀǊǘƛŎƛǇŀƴǘΩǎ ŎƻǳƴǘǊȅ ƻŦ ǊŜǎƛŘŜƴŎŜΦ !ƭƭ ƛƴǘŜǊǾƛŜǿǎ ǿŜǊŜ 

recorde d, transcribed, and where necessary, translated into English. The 

transcripts were the key output of these activities.  

2.4 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) ǘƻ ŜƴǎǳǊŜ ǘƘŜȅ ǿŜǊŜ ŀǇǇǊƻǇǊƛŀǘŜ ŦƻǊ ǘƘŜ ǎǘǳŘȅΩǎ 

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 scor e 20). Each item has three response options (not at all, a 

little, a lot), scored 0 -2 points. The total score ranges from 0 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 

(3) treatment preferences/dec ision-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 

ƛƴǘŜǊǾƛŜǿŜǊ ōƛŀǎΣ ǿƘŜǊŜōȅ ǘƘŜ ƛƴǘŜǊǾƛŜǿŜǊΩǎ ƭŀƴƎǳŀƎŜΣ ǘƻƴŜΣ ƻǊ ǇŜǊǎƻƴŀƭ 

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 wit h best 

practices for reflexivity in qualitative research.  

2.5 Data analysis  

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  

9ǘƘƛŎŀƭ ŀǇǇǊƻǾŀƭ ǿŀǎ ƻōǘŀƛƴŜŘ ŦǊƻƳ /ƛǘȅ {ǘ DŜƻǊƎŜΩǎΣ ¦ƴƛǾŜǊǎƛǘȅ ƻŦ [ƻƴŘƻƴ 

(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. Results  

3.1 Demographic s and carer experience  

We conducted semi -structured interviews with 60 carers ς20 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 4 3% 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 (3 7%). A smaller proportion of carers were caring for their sibling 

(15%), their child (5%) or another relation (5%).  

 

TABLE 1: DEMOGRAPHICS SUMMARY  

CHARACTERISTIC   COUNT 

(n=60)  
PERCENTAGE 

Gender  Female  34  57% 

Male  26  43% 

Living with patient  Yes 49  82% 

No 11 18% 

Age  18 to 30  3 5% 

31 to 50  31 52% 

51 to 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 

(n=60)  
PERCENTAGE 

Retired  7 12% 

Relationship  

(the patient is the 

ŎŀǊŜǊǎΧύ 

Parent  23  38%  

Partner  22  37% 

Sibling  9  15% 

Child  3 5% 

Other  3 5% 

The patient was 

diagnosed with 

![Χ 

Less than 6 

months ago  

7 12% 

Between 6 and 12 

months ago  

13 22% 

Between 1 and 3 

years ago  

16 27% 

More than 3 years 

ago  

22  37% 

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 1 to 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 
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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 t o 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 

ŎŀǊŜǊ ōǳǊŘŜƴΣ ǿƛǘƘ оу҈ όƴҐноύ ǊŜǇƻǊǘƛƴƎ ŀ άǾŜǊȅ ƭŀǊƎŜέ ŜŦŦŜŎǘ ŀƴŘ нл҈ όƴҐмнύ 

ǊŜǇƻǊǘƛƴƎ ŀƴ άŜȄǘǊŜƳŜƭȅ ƭŀǊƎŜέ ŜŦŦŜŎǘΦ пл҈ όƴҐнпύ ǊŜǇƻǊǘŜŘ ŀ άƳƻŘŜǊŀǘŜέ 

effect. None of the carers (0%) included in  ƻǳǊ ǎŀƳǇƭŜ ǊŜǇƻǊǘŜŘ ŀ άǎƳŀƭƭέ 

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  όάƴƻǘ ŀǘ ŀƭƭέΣ άŀ ƭƛǘǘƭŜέΣ άŀ ƭƻǘέύ, 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 ǊŜƳŀƛƴǎ ŀ ŘƻƳƛƴŀƴǘ ǘƘŜƳŜ ƛƴ ŎŀǊŜǊǎΩ 

experiences. 

TABLE 2 : FROM - 16 QUESTIONNAIRE RESULTS  

FROM -16  COUNT 

(n=60)  
PERCENTAGE 

Severity score 

band  

Small  0  0% 

Moderate  24  40% 

Very large  23  38%  

Extremely large  12 20% 

Missing  1 2% 

Source for score bands: (Golics et al., 2014)  
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3.3 Thematic analysis  

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 an d sub-themes are outlined in Table 3.  

 

TABLE 3 : THEMES & SUB -THEMES 

THEME SUBTHEME EXEMPLARY QUOTE 

Impact of the 

carer -patient 

dynamic on 

relationships  

Resiliency and 

intimacy in 

relationships  

άL ǘƘƛƴƪ ƛǘ Ƙŀǎ ǊŜŀƭƭȅ ǊŜƛƴŦƻǊŎŜŘ ƻǳǊ 

ŎƻƳƳƛǘƳŜƴǘ ǘƻ ƻƴŜ ŀƴƻǘƘŜǊΣ ǎƻ LΩŘ 

ǎŀȅ ƛǘΩǎ ƛƳǇǊƻǾŜŘ ƛƴ ŀ ǇƻǎƛǘƛǾŜ ǿŀȅΦέ 

¦YмнΥ tŀǘƛŜƴǘΩǎ aŀƭŜ tŀǊǘƴŜǊ 

Facing 

uncertainty 

together  

ά¸ƻǳ Ƨǳǎǘ ŘƻƴΩǘ ƪƴƻǿ ǿƘŀǘ ǘƻ ŜȄǇŜŎǘ 

every day and going into this blindly 

ŀƴŘ ŜǾŜǊȅ Řŀȅ ȅƻǳΩǊŜ ƳŀƪƛƴƎ 

decisions or trying to figure out what 

ǘƻ Řƻ ŀƴŘ ǿƘŀǘ ƴƻǘ ǘƻ ŘƻΦ LǘΩǎ ŀ 

ƎǳŜǎǎƛƴƎ ƎŀƳŜέ 

¦{мтΥ tŀǘƛŜƴǘΩǎ aŀƭŜ tŀǊǘƴŜǊ 

Balancing 

multiple roles  

Making 

professional and 

financial 

accommodations  

ά²ŜƭƭΣ L ƘŀŘ ǘƻ Ǉǳǘ Ƴȅ Ƨƻō ƻƴ ƛŎŜΣ LΩǾŜ 

taken some time off work in order to 

stand by him. My whole life is on ice 

ŦƻǊ ƴƻǿΦέ 

L¢нΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 

Providing 

constant and 

multi - faceted 

care  

άL ƳŜŀƴΣ ƛǘ ǿŀǎ Ƨǳǎǘ ŀƭƭ ŘŀȅΦ IŜ ǿƻǳƭŘ 

set up camp on the couch when he 

was at home or go to bed and he 

couldn't do anything, so I had to 

clean, cook, provide him with food, 

keep the kids away, make sure he was 

ƳŜƴǘŀƭƭȅ ƻƪŀȅΣ ŜƳƻǘƛƻƴŀƭƭȅ ƻƪŀȅΦέ 

¦{мΥ tŀǘƛŜƴǘΩǎ CŜƳŀƭŜ tŀǊǘƴŜǊ 

Experiencing role 

conflict  

άtŜǊǎƻƴŀƭƭȅΣ ǿŜ ǎǘǊǳƎƎƭŜ ǿƛǘƘ ǘƘŜ 

patient/caregiver versus 

ƘǳǎōŀƴŘκǿƛŦŜ ǘƘƛƴƎ ŀ ƭƛǘǘƭŜ ōƛǘΦ LǘΩǎ 
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THEME SUBTHEME EXEMPLARY QUOTE 

ƘŀǊŘ ǘƻΧ ²Ŝ ŘŜŦƛƴƛǘŜƭȅ ǿŜǊŜ ƛƴ ǘƘŜ 

just patient/caregiver mode for quite 

ŀ ŦŜǿ ȅŜŀǊǎ ŀƴŘ ƴƻǿΣ ǿŜΩǊŜ ǎǘŀǊǘƛƴƎ ǘƻ 

get back into where, okay, we can feel 

like husband and wife again a little 

ōƛǘΦέ 

¦{пΥ tŀǘƛŜƴǘΩǎ CŜƳŀƭŜ tŀǊǘƴŜǊ 

Putting the 

patient first  

Becoming an 

advocate and 

expert in leukemia  

άL ǿƛƭƭ ŀƭǎƻ ŀƭǿŀȅǎ Řƻ Ƴȅ ƻǿƴ 

research, just to see what else is out 

there and clinical trials and all of 

ǘƘŀǘΦέ 

¦{нΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 

Overlooking own 

needs at the 

detriment of 

personal quality 

of life  

άL ǿƻǳƭŘ ŘŜŦƛƴƛǘŜƭȅ Ǉǳǘ Ƴȅ ǿŜƭƭ-being 

behind that of my mother. First, I 

would make sure that everything 

goes well and that she is doing well, 

and then I can look at the impact on 

ƳȅǎŜƭŦΦέ 

59рΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 

Limited freedom 

& social isolation  

άL ƭƻǎǘ ŀ ƭƻǘ ƻŦ ŦǊƛŜƴŘǎ ōŜŎŀǳǎŜ L 

ŎƻǳƭŘƴϥǘ ƪŜŜǇ ǳǇ ǎƻŎƛŀƭƭȅΦ 9ǾŜƴΧ L ƭƻǾŜ 

to play basketball and go to the gym, 

ōǳǘ ŜǾŜǊ ǎƛƴŎŜ ƭŀǎǘ ȅŜŀǊΣ ƛǘΩǎ ōŜŜƴ 

ǊŜŀƭƭȅ ŘƛŦŦƛŎǳƭǘ ǘƻ Řƻ ŀƭƭ ǘƘŀǘΦέ 

¦YрΥ tŀǘƛŜƴǘΩǎ {ƻƴ 

Considering 

consequences of 

future treatment 

decisions  

άL ǿŀƴǘ ǘƘŜ ōŜǎǘ ŦƻǊ ƘƛƳ ŀƴŘ LΩƳ ƻƴ 

ōƻŀǊŘ ǿƛǘƘ ƛǘ ŀƴŘ LΩƳ ƛƴǾƻƭǾŜŘ ƛƴ ǘƘŀǘ 

ŘŜŎƛǎƛƻƴΣ ώΧϐΦ Lǘ ŀŦŦŜŎǘǎ ƳŜ ΨŎŀǳǎŜ L 

ǿŀƴǘ ǘƘŜ ōŜǎǘ ŦƻǊ ƘƛƳ ƛƴ ǘƘŀǘ ǊŜƎŀǊŘΦέ 

¦{фΥ tŀǘƛŜƴǘΩǎ {ƛǎǘŜǊ 
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3.3.1 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.  

ά²ŜϥǊŜ ŦŀŎƛƴƎ ǘƘƛǎ ƛǎǎǳŜ ǘƻƎŜǘƘŜǊ Ƙŀǎ ōǊƻǳƎƘǘ ǘƘƛǎ ǎŜƴǎŜ ƻŦ ǳƴƛǘȅΣ ōŜŎŀǳǎŜ ǿŜ 

communicate more now very openly about the fears, hopes, the feelings 

ŀōƻǳǘ ǘƘŜ Ǉƭŀƴǎ ŦƻǊ ǘƘŜ ŦǳǘǳǊŜ ŀƴŘ ƻǳǊ ŘŀǳƎƘǘŜǊΦ ώΧϐ ¢ƘŜ ǘƛƳŜǎ ǘƘŀǘ L ǇǊƻōŀōƭȅ 

should have been at work, now we spend it together. So, I'd say it's really 

ƛƳǇǊƻǾŜŘ ƛƴ ŎƭƻǎŜƴŜǎǎΣ ƳƻǊŜ ƛƴǘƛƳŀŎȅΦέ  

¦YоΥ tŀǘƛŜƴǘΩǎ aŀƭŜ tŀǊǘƴŜǊ 

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.   

άhǳǊ ǊŜƭŀǘƛƻƴǎƘƛǇ ŀƭƳƻǎǘ ŘƛŘƴΩǘ ǎǳǊǾƛǾŜΦ ²Ŝ ŎŀƳŜ ŎƭƻǎŜ ǘƻ ǎŜǇŀǊŀǘƛƴƎΦ hǳǊ 

ƭƛǾŜǎ ƘŀǾŜ ŎƘŀƴƎŜŘ ŘǊŀǎǘƛŎŀƭƭȅέ  

CwоΥ tŀǘƛŜƴǘΩǎ aŀƭŜ tŀǊǘƴŜǊ 

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 responsibiliti es.  

άLΩƳ ŀƭǎƻ ǿƻǊǊƛŜŘ ŀōƻǳǘ Ƴȅ ŘŀǳƎƘǘŜǊ ǿƘƻ ƛǎ ŀƭǎƻ ŀŦŦŜŎǘŜŘΦ {ƘŜ Ƙŀǎ ǘƘŜ ǎŀƳŜ 

ǇŀƴƛŎ ŀǘǘŀŎƪǎ L ƘŀǾŜΣ ƻŦǘŜƴ ŀǘ ǎŎƘƻƻƭΦέ  

59пΥ tŀǘƛŜƴǘΩǎ CŜƳŀƭŜ tŀǊǘƴŜǊ 
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άL ǿƻǊǊȅ ŀōƻǳǘ ƴƻǘ ǊŀƛǎƛƴƎ Ƴȅ ŎƘƛƭŘ ǇǊƻǇŜǊƭȅΣ ōŜŎŀǳǎŜ ƘŜΩǎ ǎŜŜƛƴƎ ŀƭƭ ǘƘƛǎ ƎƻƛƴƎ 

ƻƴΦ L ǿƻǊǊȅ ŀōƻǳǘ ǘƘŜ ƭŀǎǘƛƴƎ ŜŦŦŜŎǘǎ ƻŦ ǎǘǊŜǎǎ ƻƴ ƘƛƳΦέ  

¦YтΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 

For those caring for a parent, child or other relative, the experience of 

ŎŀǊŜƎƛǾƛƴƎ Ŏŀƴ ǎǘƛƭƭ ƛƳǇŀŎǘ ŀ ŎŀǊŜǊΩǎ ǊŜƭŀǘƛƻƴǎƘƛǇ ŘǳŜ ǘƻ ǘƘŜ ǘƛƳŜ ŀƴŘ ŜŦŦƻǊǘ 

required.  

άaȅ ŦƛŀƴŎŞŜ ǿƛƭƭ ǎŀȅ L ƘŀǾŜ ŀ ǎŜŎƻƴŘ ǿƛŦŜ ōŜŎŀǳǎŜ LΩƳ ŀƭǿŀȅǎ ǿƛǘƘ ƘƛƳΦ [ƛƪŜ L 

ǘƻƭŘ ȅƻǳΣ ƛǘ ŀŦŦŜŎǘǎ Ƴȅ ǊŜƭŀǘƛƻƴǎƘƛǇΣ ōǳǘ ƭƛƪŜ L ǘƻƭŘ ȅƻǳΣ ǎƘŜΩǎ ŀƭǎƻ 

ǳƴŘŜǊǎǘŀƴŘƛƴƎΦέ  

¦Yмл tŀǘƛŜƴǘΩǎ .ǊƻǘƘŜǊ 

 

Facing uncertainty together  

Carers reported the significant impact of uncertainty around treatment 

symptoms, achieving remission and planning for the future in general. For 

ƳŀƴȅΣ ƭƛǾƛƴƎ άƛƴ ǘƘŜ ǎƘŀŘƻǿέ ƻŦ ŀ ǊŜƭŀǇǎŜ ƻǊ ǘǊŜŀǘƳŜƴǘ ŎƻƳǇƭƛŎŀǘƛƻƴ ŘƻƳƛƴŀǘŜŘ 

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 

ŎŀǊŜǊǎΩ ŦǊŜŜŘƻƳ ŀƴŘ ǇŜǊǎƻƴŀƭ ƭƛǾŜǎΦ  

ά!ƭǎƻΣ ōŜƛƴƎ ŀǿŀǊŜ ǘƘŀǘ ȅƻǳ ƭƛǾŜ ƻƴŜ Řŀȅ ŀǘ ŀ ǘƛƳŜΦ ¸ƻǳ ŘƻƴΩǘ ƘŀǾŜ ǘƻ ƳŀƪŜ 

ƘǳƎŜ Ǉƭŀƴǎ ŦƻǊ ǘƘŜ ŦǳǘǳǊŜ ōŜŎŀǳǎŜ ȅƻǳ ƴŜǾŜǊ ƪƴƻǿ ǿƘŀǘ ƳƛƎƘǘ ƘŀǇǇŜƴΦέ  

L¢оΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 

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.  

άIt  Ŏŀƴ ōŜ ǉǳƛǘŜ ǊŀƴŘƻƳΦ LǘΩƭƭ ōŜ ŀ Řŀȅ ǿƘŜǊŜ ƘŜΩƭƭ ǿŀƪŜ ǳǇ ŀƴŘ ƘŜΩǎ ŎƻƳǇƭŜǘŜƭȅ 

ŘŜǇǊŜǎǎŜŘ ŀōƻǳǘ ǘƘŜ ǿƘƻƭŜ ǘƘƛƴƎέ  

¦YммΥ tŀǘƛŜƴǘΩǎ aŀƭŜ tŀǊǘƴŜǊ 
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3.3.2 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, retiri ng early and learning new skills or changing jobs to 

enable them to work from home.  

ά¢ƘŀǘΩǎ ǿƘȅ L ƘŀŘ ǘƻ ƎƛǾŜ ǳǇ Ƴȅ Ƨƻō ŀƴŘ Ƨǳǎǘ ōŜ ŀ Ƴŀƛƴ ŎŀǊŜǊΣ ŀƴŘ ƳŀƪŜ ǎǳǊŜ 

ǎƘŜΩǎ ƻƪŀȅΣ ōŜŎŀǳǎŜ ǘƘŀǘΩǎ Ƴȅ Ƴŀƛƴ ǇǊƛƻǊƛǘȅ ŀǘ ǘƘŜ ƳƻƳŜƴǘΦέ  

¦YмуΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 

άLΩǾŜ ƘŀŘ ǘƻ ŦƛƴŘ ŀ Ƨƻō ǘƘŀǘΩǎ ŦƭŜȄƛōƭŜΣ ǎƻ ǿƻǊƪƛƴƎ ŦǊƻƳ ƘƻƳŜ ƳƻǊŜ ŀƴŘ ōŜƛƴƎ ŀ 

bit more flexible for going to appointments. So, having an employer that 

ǳƴŘŜǊǎǘŀƴŘǎ ǘƘŀǘ Ƙŀǎ ōŜŜƴ ǉǳƛǘŜ ƛƳǇƻǊǘŀƴǘ ōŜŎŀǳǎŜ L ŎŀƴΩǘ ƎŜǘ ǘƻ ǘƘŜ ƻŦŦƛŎŜ 

ŜǾŜǊȅ ŘŀȅΦέ  

¦YфΥ tŀǘƛŜƴǘΩǎ {ƻƴ 

άL ǉǳƛǘ Ƴȅ ƧƻōΣ ŀƴŘ Ƴȅ Ƨƻō ƛǎ Ƨǳǎǘ Ƴȅ ƘǳǎōŀƴŘΣ ƘƻƴŜǎǘƭȅΦέ  

¦{пΥ tŀǘƛŜƴǘΩǎ CŜƳŀƭŜ tŀǊǘƴŜǊ  

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.  

ά¸ŜǎΣ ƛǘ ŘƛŘ ŘŜŦƛƴƛǘŜƭȅ ƘŀǾŜ ŀ ōƛƎ ŦƛƴŀƴŎƛŀƭ ƛƳǇŀŎǘΦ {ƻΣ L Ƨǳǎǘ ƘŀǾŜ ǘƻ ƳŀƪŜ Řƻ 

ǿƛǘƘ ǿƘŀǘ ǿŜ ƘŀǾŜΦ L ǘƻƻƪ ŜŀǊƭȅ ǊŜǘƛǊŜƳŜƴǘ ŀƴŘ ŎƻƭƭŜŎǘ ǎƻŎƛŀƭ ǎŜŎǳǊƛǘȅΦέ  

¦{мтΥ tŀǘƛŜƴǘΩǎ aŀƭŜ tŀǊǘƴŜǊ 

άL ǳǎŜŘ Ƴȅ ǎŀǾƛƴƎǎΦ !ƴŘ L ŀƭǎƻ ǳǎŜŘ Ƴȅ ōǳǎƛƴŜǎǎΦ L ǇŀǿƴŜŘ ƛǘ ŀ ƭƛǘǘƭŜΦέ  

9{мΥ tŀǘƛŜƴǘΩǎ aŀƭŜ tŀǊǘƴŜǊ  

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.  

ά! ƭƻǘ ƻŦ ƻǳǊ ŦǳƴŘǎ ŀǊŜ ƎƻƛƴƎ ǘƻ ƛƴǎǳǊŀƴŎŜΦ ώΧϐ ²ŜΩǊŜ ǇŀȅƛƴƎ ƳƻǊŜΣ ώΧϐ ƳǳŎƘ 

ƳƻǊŜ ǘƘŀƴ ǳǎǳŀƭΣ ōŜŦƻǊŜ ƘŜ ǿŀǎ ŘƛŀƎƴƻǎŜŘΦέ  

¦{мсΥ tŀǘƛŜƴǘΩǎ CŜƳŀƭŜ tŀǊǘƴŜǊ 

 

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 sug gested that they 

had some level of additional support, for example, from other family members, 

a small number reported having no support.  

άaȅ ǿƛŦŜΧ LΩǾŜ Ǝƻǘ ŀ ŎƻǳǇƭŜ ƻŦ ƎǊƻǿƴ ƪƛŘǎΣ ǘƘŜȅ ƘŜƭǇ ǘƘŜƛǊ ǳƴŎƭŜ ƻǳǘΦ ! ŎƻǳǇƭŜ 

ƻŦ Ƙƛǎ ŦǊƛŜƴŘǎΣ ǿŜΩǾŜ Ǝƻǘ ŀ ƎƻƻŘ ǘŀƎ ǘŜŀƳΦέ  

¦{мпΥ tŀǘƛŜƴǘΩǎ .ǊƻǘƘŜǊ 

ά9ǾŜǊȅƻƴŜ ŀƭǿŀȅǎ ǎƘƻǿǎ ŀ ƭƻǘ ƻŦ ǳƴŘŜǊǎǘŀƴŘƛƴƎ ŀƴŘ ǎŀȅǎΣ ϦL Ŏŀƴ ǳƴŘŜǊǎǘŀƴŘΣ 

no problem", but nobody ever thinks to come round and help or anything like 

ǘƘŀǘΦέ  

59рΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 

As part of their responsibilities as carers, participants reported several 

activities that they would not have performed before, and which affected their 

personal lives.  

άbƻǊƳŀƭƭȅ Ƴƻǎǘ ƻŦ ǘƘŜ ǘƘƛƴƎǎ ǘƘŀǘ L ŘƻΣ L ǿŀǎƴΩǘ ŘƻƛƴƎ ōŜŦƻǊŜΣ ǎƻ Ƴƻǎǘ ƻŦ ǘƘŜ 

household tasks and stuff like that, I wasn't the one doing them, but now I 

had to start working part - time so I could have time to actually take care of 

her, the household, my daughter, personal care, and also her medical 

ƳŀƴŀƎŜƳŜƴǘΦέ  

¦YоΥ tŀǘƛŜƴǘΩǎ aŀƭŜ tŀǊǘƴŜǊ 
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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 pe ople mentioning monitoring and visiting the 

patient in the hospital as primary responsibilities.  

άtǊŀŎǘƛŎŀƭ ǘŀǎƪǎ ŀǊŜ ƭƛƪŜ ƎƻƛƴƎ ŦƻƻŘ ǎƘƻǇǇƛƴƎΣ ŀǊǊŀƴƎƛƴƎ ǘƘŜ ŀǇǇƻƛƴǘƳŜƴǘǎ ŦƻǊ 

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, stanŘƛƴƎ ōȅ ƘŜǊ ŀǎ ǿŜƭƭΦέ  

L¢рΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 

άhƴ ŀ ǘȅǇƛŎŀƭ ŘŀȅΣ L ƎŜǘ ƘƛƳ ǳǇΣ ƘŀǾŜ ǘƻ ƘŜƭǇ ƘƛƳ ƎŜǘ ǿŀǎƘŜŘ ǳǎǳŀƭƭȅΣ L ƘŀǾŜ 

ƻƴŜ ƻŦ ǘƘƻǎŜ ǎƘƻǿŜǊǎ ȅƻǳ Ŏŀƴ ƘƻƭŘ ƻƴΣ ǎƻ L ƘŜƭǇ ǎƘƻǿŜǊ ώΧϐ ǘƘŜƴ L ƘŜƭǇ ƘƛƳ 

ƎŜǘ ŘǊŜǎǎŜŘΣ ƛǘΩǎ ƘŀǊŘ ŦƻǊ ƘƛƳ ǘƻ ƳƻǾŜ ŀ ƭƛǘǘƭŜ ōƛǘΣ ōǳǘ ƘŜ Ŏŀƴ Řƻ ǎƻƳŜ ƘƛƳǎŜƭŦΣ 

ώΧϐΣ ǘƘŜƴ L Řƻ ŀƭƭ ǘƘŜ ŎƻƻƪƛƴƎ ŀƴŘ ŎƭŜŀƴƛƴƎ ōŜŎŀǳǎŜ ƘŜ ŎŀƴΩǘ Řƻ ŀƴȅ ƻŦ ǘƘŀǘΦ L 

ƪŜŜǇ ǳǇ ƻƴ ŀƭƭ ǘƘŜ ŀǇǇƻƛƴǘƳŜƴǘǎΦέ  

¦{мпΥ tŀǘƛŜƴǘΩǎ .ǊƻǘƘŜǊ 

άhƪŀȅΣ ƛƴ ŀ ǘȅǇƛŎŀƭ ǿŜŜƪΣ ōŀǎƛŎŀƭƭȅ L Řƻ ŜǾŜǊȅǘƘƛƴƎΦ Iƻǿ Ŏŀƴ L ǎŀȅΚ /ƻƻƪΣ L 

clean for him, I help him get around, I take him to basically all appointments. 

When he needs to go to the store or whatever, I provide the transportation. 

Whenever he has any quesǘƛƻƴǎΣ ǿƘƛŎƘ L ŘƻƴΩǘ ƪƴƻǿΣ L Řƻ ǘƘŜ ƻƴƭƛƴŜ ǊŜǎŜŀǊŎƘ 

ƻǊ ǘƘŜ ǊŜŀŘƛƴƎΣ ƻǊ LΩƭƭ ōŀǎƛŎŀƭƭȅ ǊŜŀŎƘ ƻǳǘ ǘƻ ǘƘŜ ǘǊŀƴǎŦǳǎƛƻƴ ƴǳǊǎŜ ŀƴŘ ŀǎƪ 

Ŧƻƭƭƻǿ ǳǇ ǉǳŜǎǘƛƻƴǎΦέ  

¦{муΥ tŀǘƛŜƴǘΩǎ bŜǇƘŜǿ 

The number of hours spent on caregiving varied considerably, from some 

carers ǎŀȅƛƴƎ ǘƘŜȅ ǇǊƻǾƛŘŜ άŎƻƴǎǘŀƴǘ ŎŀǊŜέ ǿƘŜǊŜŀǎ ƻǘƘŜǊǎ reported spending 

less than two hours a day. Some carers mentioned that caregiving felt like an 

additional job or being on call 24/7.  

άIŜ ώǘƘŜ ǇŀǘƛŜƴǘϐ ǿƻǳƭŘ ǎŜǘ ǳǇ ŎŀƳǇ ƻƴ ǘƘŜ ŎƻǳŎƘ ǿƘŜƴ ƘŜ ǿŀǎ ŀǘ ƘƻƳŜ ƻǊ 

go to bed and he couldn't do anything, so I 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 stopΦέ  

¦{мΥ tŀǘƛŜƴǘΩǎ CŜƳŀƭŜ tŀǊǘƴŜǊ 
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ά9ǾŜǊȅ ŘŀȅΣ ŜǾŜǊȅ ƳƛƴǳǘŜ ƻŦ ǘƘŜ ŘŀȅΦ L ƘŀŘ ǘƻ ǎƭŜŜǇ ƛƴ ŀƴƻǘƘŜǊ ōŜŘǊƻƻƳΣ ΨŎŀǳǎŜ 

L ǿŀǎ ŘƛǎǘǳǊōƛƴƎ ƘƛƳΣ ŀƴŘ L ƘŀŘ ǘƻ Řƻ ŜǾŜǊȅǘƘƛƴƎ ŦƻǊ ƘƛƳέ  

¦YмпΥ tŀǘƛŜƴǘΩǎ CŜƳŀƭŜ tŀǊǘƴŜǊ 

ά²ƘŜƴ ǎƘŜ ǿŀǎ ǎǘƛƭƭ ƘŀǾƛƴƎ ǘǊŜŀǘƳŜƴǘΚ L ǿƻǳƭŘ ǎŀȅ L ǿŀǎ ƻƴ ǎǘŀƴŘōȅ нп ƘƻǳǊǎ 

a day. I mean, practically I was probably giving her about 7 or 8 hours [of 

ŎŀǊŜϐΦέ  

¦YнлΥ tŀǘƛŜƴǘΩǎ {ƛǎǘŜǊ 

Many felt that they no longer had time to themselves, which also reflected in 

ǘƘŜ Ψ[ƛƳƛǘŜŘ ŦǊŜŜŘƻƳ ϧ ǎƻŎƛŀƭ ƛǎƻƭŀǘƛƻƴΩ ǎǳō- theme. Another commonly 

mentioned impact was the time commitment associated with medical 

appointments and transportation.  

ά.ŜŎŀǳǎŜ ŘǳǊƛƴƎ ŀƭƭ Ƙƛǎ ǘǊŜŀǘƳŜƴǘǎΣ Ƙƛǎ ŎƘŜƳƻǘƘŜǊŀǇȅΣ Ƙƛǎ ŦŜǾŜǊΣ ƘŜ ǿŀǎ 

hospitalized ώΧϐ ǘƘŀǘ ƳŜŀƴǎ ǘǿƻ ƘƻǳǊǎ ƻŦ ǘǊŀǾŜƭ ŜŀŎƘ ǿŀȅΦέ  

CwнΥ tŀǘƛŜƴǘΩǎ CŜƳŀƭŜ tŀǊǘƴŜǊ 

 

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 

interviewee s, 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 

ǊƻƭŜǎΣ ǳǎƛƴƎ ǘŜǊƳǎ ƭƛƪŜ άŎŀǊŜƎƛǾŜǊ ƳƻŘŜέ ŀƴŘ άǇŀǊǘƴŜǊ ƳƻŘŜέ ǘƻ ǊŜŦƭŜŎǘ ŘƛŦŦŜǊŜƴǘ 

mindsets.  

άLǘ ŦŜŜƭǎ ƭƛƪŜ Ƴȅ ǊƻƭŜ Ƙŀǎ ǎƘƛŦǘŜŘ ŦǊƻƳ ōŜƛƴƎ ŀ ǿƛŦŜ ǘƻ ŀ ƴǳǊǎŜΣ ƻǊ ŜǾŜƴ ŀ 

ƳŀǘŜǊƴŀƭ ŦƛƎǳǊŜΣ ǿƘƛŎƘ L ŘƻƴΩǘ ƭƛƪŜ ŀǘ ŀƭƭΦέ 

 CwнΥ tŀǘƛŜƴǘΩǎ CŜƳŀƭŜ tŀǊǘƴŜǊ 

άtŜǊǎƻƴŀƭƭȅΣ ǿŜ ǎǘǊǳƎƎƭŜ ǿƛǘƘ ǘƘŜ ǇŀǘƛŜƴǘκŎŀǊŜƎƛǾŜǊ ǾŜǊǎǳǎ ƘǳǎōŀƴŘκǿƛŦŜ ǘƘƛƴƎ 

ŀ ƭƛǘǘƭŜ ōƛǘΦ LǘΩǎ ƘŀǊŘ ǘƻΧ ²Ŝ ŘŜŦƛƴƛǘŜƭȅ ǿŜǊŜ ƛƴ ǘƘŜ Ƨǳǎǘ ǇŀǘƛŜƴǘκŎŀǊŜƎƛǾŜǊ ƳƻŘŜ 

ŦƻǊ ǉǳƛǘŜ ŀ ŦŜǿ ȅŜŀǊǎ ŀƴŘ ƴƻǿΣ ǿŜΩǊŜ ǎǘŀǊǘƛƴƎ ǘƻ ƎŜǘ ōŀŎƪ ƛƴǘƻ ǿƘŜǊŜΣ ƻƪŀȅΣ ǿŜ 

can feel like husōŀƴŘ ŀƴŘ ǿƛŦŜ ŀƎŀƛƴ ŀ ƭƛǘǘƭŜ ōƛǘΦέ 

¦{пΥ tŀǘƛŜƴǘΩǎ CŜƳŀƭŜ tŀǊǘƴŜǊ 
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ά²ŜƭƭΣ Ƴȅ ōƛǊǘƘŘŀȅ ŎŀǊŘ ǎŀƛŘ Ψǘƻ Ƴȅ ƭƻǾƛƴƎ ŎŀǊŜǊΩΣ Ǉǳǘ ƛǘ ǘƘŀǘ ǿŀȅΦέ  

¦YмпΥ tŀǘƛŜƴǘΩǎ CŜƳŀƭŜ tŀǊǘƴŜǊ  

ά{ƘŜ ƴŜŜŘǎ ǘƻ ǎǘŀȅ ƻŎŎǳǇƛŜŘΦ L ŦŜŜƭ ǘƘŀǘ L ƘŀǾŜ ŀƴƻǘƘŜǊ ŎƘƛƭŘΣ ǘƻ ōŜ ƘƻƴŜǎǘ 

ǿƛǘƘ ȅƻǳΣ ǘƘŀǘ LΩƳ ǊŜǎǇƻƴǎƛōƭŜ ŦƻǊΣ ǘƻ ŜƴǘŜǊǘŀƛƴΣ ǘƻ ōŜ ŀ ǘŀȄƛΦέ 

¦{мнΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 

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.  

άL ǊŜŀŘ ǘƘǊƻǳƎƘ ǘƘŜ ƛƴŦƻǊƳŀǘƛƻƴΦ L ǿŜƴǘ ǇǊƛǾŀǘŜƭȅ ǘƻ ŀ ƳŜŜǘƛƴƎ ǿƛǘƘƻǳǘ ƘƛƳΣ ǎƻ 

I could get the insights that I 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 I need to look out for, as symptoms etc.Σ ƭƛƪŜ ǘƘŀǘΦέ  

¦YммΥ tŀǘƛŜƴǘΩǎ aŀƭŜ tŀǊǘƴŜǊ 

ά²Ŝ ƭƛǾŜŘ пр ƳƛƴǳǘŜǎ ŀǿŀȅ ŦǊƻƳ ǘƘŜ ƘƻǎǇƛǘŀƭ ŀƴŘ L ǿŀǎ ǘƻ ŀŘƳƛƴƛǎǘŜǊ мп 

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 

ŘƻƛƴƎ ǎƻƳŜǘƘƛƴƎ ǿǊƻƴƎ ǿŀǎΧ Lǘ ǿŀs traumatizing  ƛƴ ŀ ǿŀȅ ǘƘŀǘ L ŎŀƴΩǘ ŜȄǇǊŜǎǎ 

ǊŜŀƭƭȅ ōŜŎŀǳǎŜ L ŘƛŘƴΩǘ ǎƭŜŜǇΦέ  

¦{оΥ tŀǘƛŜƴǘΩǎ aƻǘƘŜǊ 

άLΩƳ ƛƴ ǘƘŜ ǊƻƻƳ ŀƭƭ ǘƘŜ ǘƛƳŜ ǎƻ ǿƘŜƴ ǘƘŜ ŘƻŎǘƻǊ ƛǎ ǘŀƭƪƛƴƎΣ ƘŜΩǎ ǊŜŀƭƭȅ ǘŀƭƪƛƴƎ 

ǘƻ ƳŜΦ ώΧϐ ōŜŎŀǳǎŜ ƘŜ ƪƴƻǿǎ ōŀǎƛŎŀƭƭȅ ǘƘŀǘ LΩƳ ǎƻǊǘ ƻŦ ǘƘŜ ƻƴŜ ǘƘŀǘ ƴŜŜŘǎ ǘƻ 

absorb all of this information. My mother is also relying on me to remember 

everything that the do ŎǘƻǊ Ƙŀǎ ǎŀƛŘΦέ  

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 fel t  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 med ical practitioners and the patients to ultimately 

make decisions.  

άbƻΣ L ǿŀǎƴΩǘ ƛƴǾƻƭǾŜŘΦ IƻǿŜǾŜǊΣ ǘƘŜȅ ŀƭǿŀȅǎ ǘƻƭŘ ƳŜ ǿƘŀǘ ǘƘŜ ǘǊŜŀǘƳŜƴǘǎ 

ŜƴǘŀƛƭŜŘΦέ  

CwпΥ tŀǘƛŜƴǘΩǎ aƻǘƘŜǊ 

άLŦ ǘƘŜǊŜ ǿŜǊŜ ƳƻǊŜ ǘǊŜŀǘƳŜƴǘ ƻǇǘƛƻƴǎ ŀƴŘ ǿŜ ƘŀŘ ǘƻ ŎƻƴǎƛŘŜǊ ǘƘŜƳΣ ǘƘŜƴ ƻŦ 

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 

ŘŜŎƛǎƛƻƴ ƛǎ ƘŜǊǎΦέ  

9{оΥ tŀǘƛŜƴǘΩǎ {ƛǎǘŜǊ 

άL ǿƻǳƭŘ ǎŀȅ ƳƻǊŜ ǘƘŀƴ ǇŜǊǎƻƴŀƭƭȅ ƛƴǾƻƭǾŜŘΦ LΩƳ ǊŜŀƭƭȅΣ ǘƻǘŀƭƭȅ ƛƴǾƻƭǾŜŘ ŀƴŘ 

ǇǊƻōŀōƭȅΣ Ƴȅ ƳƻǘƘŜǊ ƛǎ ǊŜƭȅƛƴƎ ƻƴ ƳŜ ǊŜŀƭƭȅ ǘƻ ŜǾŜƴ ƳŀƪŜ ǘƘŜ ŘŜŎƛǎƛƻƴΦέ 

¦{уΥ tŀǘƛŜƴǘΩǎ {ƻƴ 

Views were generally split between whether having an involvement in 

treatment decision -making was a burden or not.  

ά{ƘŜ Ƨǳǎǘ ƭŜǘǎ ƳŜ ƳŀƪŜ ǘƘŜ ŘŜŎƛǎƛƻƴǎΦ {ƘŜ ŘƻŜǎƴΩǘ ǊŜŀƭƭȅ ǿŀƴǘ ǘƻ ƳŀƪŜ ŀƴȅ 

ŘŜŎƛǎƛƻƴǎ ŀƴŘ ƛǘ ǿŀǎ ǘƘŜ ǎŀƳŜΧ Ƴȅ ŘŀŘ ƘŀŘ ŘŜƳŜƴǘƛŀ ŀƴŘ ǎƘŜ ƭŜŦǘ ŜǾŜǊȅǘƘƛƴƎ 

ǘƻ ƳŜΣ ŀƴŘ ǿŜ ǿƻǳƭŘ ǎƛǘ ǘƘŜǊŜ ƛƴ ǘƘŜǎŜ ƳŜŜǘƛƴƎǎ ŀƴŘ ǎƘŜΩŘ ǎŀȅΣ άbƻ Ƴȅ 

ŘŀǳƎƘǘŜǊ ƳŀƪŜǎ ŀƭƭ ǘƘŜ ŘŜŎƛǎƛƻƴǎέΦ {ƻΣ ƛǎ ƛǘ ŀ ōǳǊŘŜƴΚ L ŘƻƴΩǘ ŦŜŜƭ ƛǘ ŀ ōǳǊŘŜƴΦέ  

¦YмоΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 

άL ŦŜƭǘ ŀ ōƛǘ ƻǾŜǊǿƘŜƭƳŜŘΦ L ǿŀǎ ƭƛƪŜΥ Ϧ¢Ƙƛǎ ƛǎ Ƴȅ ƳƻǘƘŜǊϥǎ ƭƛŦŜΦϦ ²Ƙŀǘ ŀƳ L 

supposed to say? It doesn't feel nice when you have to make decisions 

ŀōƻǳǘ ǎƻƳŜƻƴŜ ŜƭǎŜϥǎ ƭƛŦŜΦέ  

59рΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 
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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 -ŎŀǊŜ ŀǎ ǎŜŎƻƴŘŀǊȅ ǘƻ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ƴŜŜŘǎ ȅŜǘ ŀŎƪƴƻǿƭŜŘƎŜŘ 

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 like ly 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.  

ά¢ƘŜ ōǳǊŘŜƴ Ƙŀǎ ƎǊƻǿƴ ŀ ƭƻǘ ōƛƎƎŜǊΣ L ǘƘƛƴƪΦ LΩƳ ŦƻǊŜǾŜǊ ŀƭŜǊǘΤ LΩƳ ǾŜǊȅ ǘŜƴǎŜΤ 

stressed out; mentally charged I may say. And those panic attacks, I suffer a 

ƭƻǘ ŦǊƻƳ ǘƘŜƳ L Ƴǳǎǘ ŀŘƳƛǘΦέ 

59пΥ tŀǘƛŜƴǘΩǎ CŜƳŀƭŜ tŀǊǘƴŜǊ 

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.  

άLǘΩǎ ǎƛƳǇƭȅ Ƴȅ ŘǳǘȅΦ LǘΩǎ ǎƻƳŜǘƘƛƴƎ L ƘŀǾŜ ǘƻ ŘƻΦ LǘΩǎ ƭƛƪŜ Χ L ŘƻƴΩǘ ƭƻǾŜ ŘƻƛƴƎ ƛǘ 

ōǳǘ L ŘƻƴΩǘ ƘŀǾŜ ŀ ŎƘƻƛŎŜΦέ  

59нΥ tŀǘƛŜƴǘΩǎ CŜƳŀƭŜ tŀǊǘƴŜǊ 

άLƴ ƻǳǊ ŎǳƭǘǳǊŜ ώΦΦΦϐΣ ǿŜ ƘŀǾŜ ǘƻ ƭƻƻƪ ŀŦǘŜǊ ƻǳǊ ǇŀǊŜƴǘǎ ώΧϐ ǎƻΣ ǿŜ ǎŜŜ ǘƘŀǘ ŀǎ ŀ 

ōƭŜǎǎƛƴƎΦέ  

¦YсΥ tŀǘƛŜƴǘΩǎ {ƻƴ 

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.  

ά!ǎ ŀ ŎŀǊŜƎƛǾŜǊΣ L ŦŜƭǘ ŘƻǿƴΣ L ŦŜƭǘ ŘŜǇǊŜǎǎŜŘΦέ  

¦YмлΥ tŀǘƛŜƴǘΩǎ .ǊƻǘƘŜǊ 



O
F

F
IC

E
 O

F
 H

E
A

L
T

H
 E

C
O

N
O

M
IC

S 
&

 A
C

U
T

E
 L

E
U

K
E

M
IA

 A
D

V
O

C
A

T
E

S
 N

E
T

W
O

R
K

 

 

 
23 

ά9ƳƻǘƛƻƴŀƭƭȅΣ ƛǘ Ƙŀǎ ŀŘŘŜŘ ŀ ǎƛƎƴƛŦƛŎŀƴǘ ƳŜƴǘŀƭ ƭƻŀŘ ώΧϐ ǿƛǘƘ ŀƴȄƛŜǘȅΣ ǎǘǊŜǎǎΣ 

ŀƴŘ ǿƻǊǊȅΦέ  

CwнΥ tŀǘƛŜƴǘΩǎ CŜƳŀƭŜ tŀǊǘƴŜǊ 

άL ƎǳŜǎǎ Ƴȅ ƳŜƴǘŀƭ ƘŜŀƭǘƘ ǇǊƻōŀōƭȅ ǿŀǎƴΩǘ ƎǊŜŀǘ ƭƻƻƪƛƴƎ ōŀŎƪέ 

¦YмфΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 

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.  

άL ƘŀǾŜ ŘƛŦŦƛŎǳƭǘƛŜǎ ōǊŜŀǘƘƛƴƎ ƻŦǘŜƴΣ ōǳǘ L ǘǊȅ ƴƻǘ ǘƻ ǎƘƻǿ ƛǘΦ ¸ƻǳ ǎƭŜŜǇ ƭŜǎǎ ƻǊ 

almost nothing. You have to physically move him around, my back has been 

ŀŦŦŜŎǘŜŘΦέ  

L¢оΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 

άaȅ ƘŜŀƭǘƘ ŀƴŘ ŦƛǘƴŜǎǎ ŘŜŦƛƴƛǘŜƭȅ ŘŜǘŜǊƛƻǊŀǘŜŘΦ aȅ ǿŜƛƎƘǘ ƎŀƛƴŜŘΣ ǎƻ ǉǳŀƭƛǘȅ ƻŦ 

ƭƛŦŜ ƛƴ ǘŜǊƳǎ ƻŦΣ L ǎǳǇǇƻǎŜΣ Ƴȅ ǇƘȅǎƛŎŀƭ ƘŜŀƭǘƘ ǿŀǎ ƴƻǘ ƎƻƻŘΦέ  

¦YмфΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 

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 h use in them. Many felt that it was easier to 

engage with other carers through self -directed online groups.  

Limited freedom & social isolation  

Many carers reported a negative impact on their social life due to their 

caregiving responsibilities. This mainly manifested through not being able to 

attend social gatherings because of time constraints or fatigue.  

άDƻƛƴƎ ƻǳǘ ƛǎ ƴƻ ƭƻƴƎŜǊ ŀƴ ƻǇǘƛƻƴΦ L ƘŀǾŜƴϥǘ ōŜŜƴ ƻƴ ƘƻƭƛŘŀȅ ŦƻǊ ŀ ǿƘƛƭŜ ŜƛǘƘŜǊΦ 

It's just not possible. That's why my own private life has basically been 

ǊŜŘǳŎŜŘ ǘƻ ȊŜǊƻΦέ  

59рΥ tŀǘƛŜƴǘΩǎ 5ŀǳƎƘǘŜǊ 






































