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CHAPTER 16 • Psychosocial aspects of HSCT

1. Introduction
HSCT has moved from an experimental treatment to become an accepted therapy.
At the same time, the primary focus on increasing survival in previously lethal diseases
has been enlarged to encompass psychosocial issues such as quality of life. In this
Chapter, specific psychosocial aspects of the patient, the donor, the family, and the
transplant team will be discussed in relation to the time trajectory of HSCT shown
in Figure 1.

2. Psychosocial aspects - the patient

2.1. Psychosocial morbidity
The diagnosis of a deadly disease and the option of a treatment that may cure but
which also has potentially lethal side effects puts the patient under heavy pressure
and adjustment is difficult. Psychosocial morbidity is frequent, particularly adjustment
disorders with symptoms of depression and anxiety. Approximately one third of patients
report significant symptoms of intrusive and avoidance stress responses (1). The search
for a suitable related or UD in allo-HSCT is a hard time for patients, for fear of not
finding a donor. Coping mechanisms vary according to individual patients from fighting
spirit to hopelessness and helplessness. Psychosocial evaluation systems such as the
Transplant Evaluation Rating Scale (TERS) (2) have been proposed for assessing the
psychosocial functioning of HSCT recipients, which could then allow early intervention
in case of poor functioning. Psychiatric morbidity prolongs hospital stay independently
of in-hospital somatic risk factors (1) and pre-transplant physical and mental
functioning is strongly associated with self-reported recovery from stem cell
transplantation (3). The greatest emotional distress occurs after admission to
hospital and before the transplantation. Anxiety and depression decrease one week
after the transplant. Psychosocial well-being after the transplant is heavily influenced
by mucositis, toxicity, and other side effects, but conversely psychological factors
such as anxiety, BMT-related distress, and social support also have a significant impact
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Figure 1: Trajectory of HSCT
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on how severely patients experience their mouth pain. Beside the usual medical
treatments, psychosocial interventions such as hypnosis and muscle relaxation can
substantially reduce nausea and pain. After discharge, many patients are disappointed
by their low energy level (fatigue), high susceptibility to infections and the very slow
return to normal life. In the first year after transplant psychological distress declines
(4). However, elevated levels of anxiety and depression prior to transplantation predict
more anxiety and depression in the follow-up period (4).
Somatic risk factors for outcome after HSCT are well described, and include factors
relating to the patient, the donor and the type of transplant. However coping
strategies assessed pre-transplant such as emotional support, acceptance, taking
control, and compensation also seem to have an influence. Compensation is
reported to be associated with shorter, the other strategies with longer survival.
Replication of the data is essential before clinical recommendations can be made
(5). Patients suffering from cGvHD have lower QoL and may therefore be more
vulnerable to depression and anxiety disorders.
At long-term follow-up, some survivors still have to cope with a low energy level,
some with fear of losing their job, and all have to deal with infertility and the fear
of relapse and secondary malignancies. At 3 yrs post transplantation 80% of women
and 29% of men report sexual problems (6).

2.2. Quality of life (QoL)
Good QoL in HSCT has been reported repeatedly. However, it should be kept in mind
that QoL is a poorly defined concept and instruments professing to measure QoL
measure different things. The approaches that are most frequently used are shown
in Table 1.
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Approach Examples

Generic SF-36 (Medical Outcomes Survey - Short Form 36; EORTC QLQ-C30 (European
Organisation for Research and Treatment of Cancer Core Quality of Life
questionnaire), FACT (Functional Assessment of Cancer Therapy)

Disease-specific Leukaemia/BMT module of EORTC QLQ-C30, FACT-BMT (Bone Marrow
Transplantation)

Utilitarian TTO (Time Trade-Off)

Individualised SEIQoL-DW (Schedule for the Evaluation of Individual QoL - Direct Weighting)

Table 1: Different approaches to the measurement of QoL in HSCT
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A standardised multidimensional questionnaire (physical, psychological, functional
and social dimensions) is often used in combination with a disease-specific module
(7). Recently, a high-dose chemotherapy questionnaire module to supplement the
European Organisation for Research and Treatment of Cancer Core Questionnaire
(EORTC QLQ-C30) has been developed (8). The advantage of a generic approach is
to obtain a numeric figure for a specific item, which can be used to assess the impact
on QoL across different diseases or to assess changes in the same patient over time.
However, the individual perception of a given symptom is neglected by these
questionnaires: e.g. not being able to climb two flights of stairs may represent a
substantial impairment for one patient but may have no impact on another patient.
The utilitarian approach has only been used in solid organ transplantation but not
for HSCT, as far we know. In this approach it is left to the patient to decide the
areas in which the health-related QoL is compromised, as well as the severity of
impairment. However, no information about the characteristics of the compromised
dimension is given.
An individualised approach not only lets the patient define the specific domains
which are most important for his or her QoL, but also allows the patient to weight
the importance of these domains individually (9). Such areas included positive
aspects, e.g. a changed view of life and oneself (10). Cancer-related fatigue is one
of the biggest constraints of QoL after HSCT.
The majority of studies are cross-sectional and restricted to short follow-up.
Compared to normal controls, HSCT survivors at a mean of 7 years after transplantation
reported poorer physical, psychological, and social functioning but, conversely, more
psychological and interpersonal growth, differences that appeared to persist many
years after HSCT (11).
In a study in survivors 10 years after HSCT, health problems were not focused on specific
diseases or limited to survivors with readily identifiable risk factors. Musculoskeletal
problems were frequent. Survivors require screening for sexual problems, urinary
frequency, mood and need for antidepressants or benzodiazepines (12).
However, it should be kept in mind even if QoL is measured more frequently
nowadays, the data are often not understandable for the physician involved and
therefore not used in the decision-making process with the patient (13).

2.3. Neglected issues

2.3.1. The patient with delirium
Half of patients who undergo HSCT experience an episode of delirium during the 4
weeks post transplantation. Symptoms of delirium are poorly recognised by
professionals because of the variability in the symptoms of confusion over the 24-
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hour period and also the patients’ tendency to dissimulate, as they do not want to
be identified as “mad”. If symptoms are recognised there is a tendency to label them
as difficulty in coping with an unbearable situation rather than a diagnosis of
delirium. Transplant physicians are often inexperienced in the treatment of delirium,
which can be successfully managed with a low dose of narcoleptics. Compared to
patients without delirium, patients who experience delirium during myeloablative
HSCT showed impaired neurocognitive abilities and persistent distress 80 days after
transplantation (14). The long-term effect of delirium post HSCT remains to be
determined.

2.3.2. The dying patient
A substantial number of patients die despite HSCT and they represent the primary
sources of stress in nurses and doctors working on a transplant unit (15). In a recent
study about Advanced Care Planning (ACP) in HSCT patients, those patients least likely
to have planned for poor outcomes were the ones most likely to face them (16).

2.3.3. The non-compliant patient
Non-compliance in patients transplanted for solid organs is one the main factors
of transplant failure. The prevalence of non-compliance in HSCT recipients is
unknown (17). Given the complex medical regimen and the strict dietary and
behavioural rules after transplantation, the medical team may incorrectly ascribe
poor therapeutic outcomes to inadequacies in the regimen instead of non-compliance
of the patients. They may prescribe more potent medicine with the potential for
greater adverse reactions (17).
Poverty is a potential factor in non-compliance that is often neglected: In the US
underinsured/poor HSCT recipients have the same mortality during inpatient
treatment as the non-poor, but a significantly higher mortality in the following 100
days. The authors hypothesise that the higher mortality is due to the poor patients’
inability to comply with or seek medical care because of deficient socioeconomic
resources (18).

3. Psychosocial aspects - the donor

3.1. Related donor
In contrast to living solid organ donors little is known about the decision-making
process of HSC donors. Most donors do not even recognise a decision-making
process, they have “no choice”, they just want to help the recipient (19). They believe
the psychological aspects of the procedure outweighs the physical aspects of
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donation (19).
Siblings of unsuccessful transplant recipients may feel guilty for their “bad marrow”,
some donors have problems in coping, and difficulties within the affected families
are not uncommon.

3.2. Unrelated donors
Medical advances have made possible HSCT from UD. Many donor registries have been
established in recent years. The motivations of UD donors may be different from
related donors, as they do not know the recipients. Higher levels of ambivalence
about BM donation are associated with joining during a recruitment drive for a specific
patient, perceiving the recruitment staff as less informative, being discouraged from
joining by others and not having an intrinsic commitment to donate (20). Unrelated
female donors are mostly motivated by positive feelings, empathy and the desire
to help someone.

4. Psychosocial aspects - the family
The most significant social support for HSCT recipients comes from their family. Family
members experience the similar distress as do the patients and report more
impairments in family relationship than patients (21). Physical and emotional
recovery after HSCT depends on the quality of family relationships as perceived by
the recipient. They seem to have the most important role as a filter for stress. In
a recent study in HCT survivor/partner pairs (n=177) spouses/partners experience
similar emotional and greater social long-term costs of cancer and HCT than
survivors without the potential compensatory benefits of post-traumatic growth (22).

5. Psychosocial aspects - the transplant team

5.1. Present and future of the transplant team
There is great economic pressure for transplant teams to carry out more transplant
procedures in less time with the same or even reduced staff. Earlier discharge and
frequent unscheduled readmission may result.

5.2. Psychosocial well-being of team members
The very nature of HSCT is characterised by the dominance of technology and the
rapidity of decision-making and practice. Death is considered as a failure and is often
due to the toxicity of the procedure itself or infections (23). Both doctors and nurses
consider regular work with dying patients as the primary source of stress, besides
other stressors such as interpersonal staff conflicts, excessive responsibilities and
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highly demanding patients and families (15). The death of a patient may be
considered as a mismatch of high investment (high costs, time, emotional labour)
and low returns (causing suffering without survival). Burnout in nursing and
medical staff is high, half of them being emotionally exhausted, and 80% reporting
feelings of low personal accomplishment (15). Doctors and nurses reported that the
most frequent effects from prolonged stress were increased illness, reduced
productivity and increased clinical errors.

5.3. Care for/of the team
As the care of the patient is the primary focus for transplant teams, their own needs
for care is are often denied and seldom addressed. Burnout must be considered as
a permanent danger and not as an individual problem of the team member concerned.
Time and resources have to be devoted to the care of the team as a prophylactic
measure and not only after a team member has cracked under the pressure.

6. Personal conclusions and practical applications
Psychosocial issues in patients, donors, families and transplant teams are not
“soft data” but have a substantial impact on the morbidity of all persons involved
and probably on the survival of patients.
Communication and psychosocial skills are core competencies for doctors and
nurses. They cannot be delegated to mental health professionals. Evidence-based
training in these skills is available but seldom used by transplant teams.
“The availability of specialised psychosocial care is necessary and, as with medical
treatment, it should be carried out by specially trained staff” (24, 25).
Every transplant unit must have a mental health professional who is a team member
of the transplant team. A consulting psychiatrist coming solely on request as
demanded by the present JACIE accreditation procedure is not sufficient. The tasks
of a mental health professional regularly working in the transplant unit and its
outpatient department is to care for individual patients and their families, and to
support the transplant team.
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