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BACKGROUND
• Chronic graft-versus-host disease (cGvHD) affects roughly 20–50% of transplant

patients and significantly impacts outcomes such as morbidity, mortality, and quality
of life.1

• Managing the symptoms of cGvHD often requires multiple lines of therapy (LOT).2

◦ Despite the impact on daily life, research on health-related quality of life (HRQoL)
is lacking.

• Compounding this issue is the heterogeneous nature of cGvHD, encompassing various
organ manifestations and degrees of severity.3

• The present study explores the experiences of patients managing cGvHD after multiple
treatment failures, including how cGvHD impacts their HRQoL.

METHODS
• Adult patients/carers of adult patients with moderate or severe cGvHD, experiencing

ongoing symptoms and having received ≥2 LOT, were invited to participate in a virtual,
in-depth interview.

• Following screening, structured interviews were conducted with the patient alone
(1 hour duration) or with the patient and their carer (1.5 hour duration).

• The aim of each interview was to evaluate and understand the impact of cGvHD on
HRQoL in patients undergoing multiple LOT, encompassing the physical, emotional,
social, and financial/educational burden of this condition.

RESULTS
Participant characteristics

• Ten UK-based participants were enrolled in the study (eight patients and two carers).
◦ Participant characteristics are summarised in Table 1.

Table 1. Participant characteristics

Parameter Respondents, N=10

Respondent type, n
Patient
Carer

Sex, n
Female
Male

8
2

6
4

Patients, n=8

Age, n
≤40 years
41–50 years
51–60 years 
≥61 years

Location, n
England
Wales

Previous conditions, n
AML
MDS
Myelofibrosis
ALL

3
1
3
1

7
1

3
3
1
1

Impact of cGvHD on HRQoL
• 	Survey responses indicate that cGvHD imposes restrictions on the lives of patients and

carers, affecting mobility, independence, appearance, relationships, hobbies, exercise,
diet, and sleep.

Physical impact
• Participants reported that cGvHD symptoms impacted their daily life and wellbeing

(see Figure 1).
◦ The severity of symptoms varied between patients and affected numerous organs.

Figure 1. Patients describe the impact of cGvHD symptoms on their quality of life

It’s tough, there’s no end in sight.
It’s just relentless…
I have to keep going for the kids, but 
sometimes you feel like you are going mad.

When the GvHD was at its worst with my lungs
I could barely walk maybe 50 metres before I 
was having to rest and in discomfort.

• Patients and carers considered the treatment burden associated with cGvHD to
be significant.
◦ Patients reported taking a range of different treatments depending on their symptoms.

• Treatments for cGvHD lead to side effects/complications, resulting in further treatments
with side effects, summarised in Figure 2.
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Figure 2. Treatment burden experienced by patients with cGvHD
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Side effects reported from cGvHD treatment

Additional treatments required to manage side effects

• Digestion medication

• Appetite stimulants

• Sleep aids

• Antihistamines

• HRT, hormone gels/patches

• Antiviral medication

• Anti-depressants and anti-anxiety

• Antibiotics

• Medication for cholesterol

• Medication for incontinence

• Breathing/asthma control

• Nausea/vomiting medication

Emotional and social impact
• cGvHD imposes limitations on the lives of patients and carers, with psychological

implications such as heightened anxiety, and a hindered ability to enjoy hobbies/
interests, maintain friendships, relationships, and a sense of confidence.

• Patients initially felt positive following their stem cell transplantation; however, a
cGvHD diagnosis, progressive symptoms, and a lack of treatment options left patients
feeling disappointed.
◦ This led to some patients feeling apathetic towards tracking their

disease management.
• Seeing a range of specialists and managing multiple, regular appointments can cause

notable burden and frustration.
• Increased infection risk due to immunosuppressive therapy caused patients and carers

to experience isolation and elevated health anxiety.
◦ Some patients became housebound due to fear of infection when leaving the house.
◦ This anxiety extended to friends and family who shared concerns about transmitting

infections to the patient (see Figure 3).
Figure 3. Infection risk creates anxiety for the family and friends of patients with cGvHD

I feel like we have to deal with
their anxiety of infecting us.
We just have to meet in the
garden. We don’t really see
them in the wintertime.

It has had a huge impact on our
relationships. My daughter and
sister, they get really anxious about
visiting us in case we catch something
from them. They would feel responsible.

People don’t come around so
often now; they don’t know
how to deal with it...

Financial/educational impact
• 	Some patients and carers experienced a financial impact associated with cGvHD,

including reduced income and increased financial pressure due to leaving their jobs
(see Figure 4).

Figure 4. Patients describe the impact of cGvHD on their employment and finances

I was a teacher but I just had to give 
up due to the infection risk and I was 
too breathless. Any infection could 
take three, four weeks to recover 
from. So I had to stop.

I am going through redundancy
now as I am on sick leave so
much. Our income is nothing.
I did try to go back to work, twice.

I am lucky I am not older and
don’t have my own family to 
support. I couldn’t have done it.

• cGvHD prevented patients and carers from pursuing their goals.
◦ Only a minority of patients were still hopeful that they would be able to return to their

goals, work, or education in the future.
• Hidden costs associated with cGvHD, such as travel expenses, new dietary needs, and

non-prescription medications, contributed to financial burden.

CONCLUSIONS
• This study demonstrates that cGvHD notably affects the HRQoL of patients who have

experienced multiple treatment failures.
• Patient experiences of cGvHD are unique and varied, but typically include a high and

unpredictable burden of symptoms and treatment.
• 	Managing multiple symptoms and treatment-related side effects can create a

compounding, continuous cycle, increasing the adverse emotional load and health
anxiety experienced by patients and carers.

• As well as impacting physical and emotional aspects of HRQoL, cGvHD also has social
and financial implications for patients and carers.
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cGvHD, chronic graft-versus-host disease; ECP, extracorporeal photopheresis; HRT, hormone replacement therapy.

AML, acute myelogenous leukaemia; ALL, acute lymphoblastic leukaemia; MDS, myelodysplastic syndromes.

c, chronic; GvHD, graft-versus-host disease.

c, chronic; GvHD, graft-versus-host disease.

c, chronic; GvHD, graft-versus-host disease.
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