Chapter 5
Social Work: Evaluation and Support

Nancy Boyle and Keren McCord

Hematopoietic stem cell transplant (HSCT) is a complex treatment that often results
in high levels of psychological distress and social/financial strain for patients and
their families. The procedure and the ensuing recovery can test even the most adap-
tive functional patient and support system. Indeed, it is the psychosocial issue that
can be the most vexing for transplant teams.

HSCT patients and their support teams require information as well as physical
and emotional resources in order to maximize the benefit of the procedure. Each
patient brings their past medical, emotional, financial, and personal experiences
which impact their ability to tolerate the ardors of transplant.

Five phases of the HSCT process have been described:

. The decision to undergo HSCT

. Pre-HSCT preparation

. HSCT hospitalization

. Hospital discharge and early recovery
. Long-term recovery
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This chapter focuses on the psychosocial issues along this continuum.

Each patient has a unique diagnosis, staging, and comorbidities that affect his/
her journey through transplant. Psychologically, an individual adjusts to each transi-
tion utilizing their adaptive to maladaptive coping mechanisms. An early study on
“returning to normal” revealed that patients least likely to report return to normalcy
were those with unrealistic expectations. While there will be patients who will remain
unrealistic, a majority can be assisted by providing realistic information and support.

A patient-centered approach is at the forefront of new accreditation standards
for hospital cancer programs released by the Commission on Cancer (CoC) of the
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American College of Surgeons (ACS). Four national cancer patient support/advoca-
cy organizations worked closely with the CoC to develop patient-centered standards
to better enable cancer patients to work with their interdisciplinary cancer treatment
team: American Cancer Society, Cancer Support Community, National Coalition
for Cancer Survivorship, and LIVESTRONG™. The CoC includes Distress Treat-
ment Guidelines for Patients as a standard to be established for accreditation (http://
www.facs.org/cancer/coc/whatis.html).

Distress in pre-HSCT patients was first described in 1995 as demonstrated by
scores on the Profile of Mood States Scale. Study results showed that a decreased
sense of control (intrapersonal mastery) and decreased sense of optimism were re-
lated to a higher level of distress. In a 2005 study, it was identified that pre-transplant
distress is highly predictive of post-transplant distress, and there was a statistically
significant association between self-reported distress and medication noncompli-
ance. The distress thermometer (DT) with HSCT patients, when studied for vali-
dation in comparison to the Center for Epidemiological Studies-Depression Scale
(CES-D) and the State—Trait Anxiety Inventory-State Version (STAI-S), showed
that the single-item DT compares well with the longer measures to assess psycho-
logical distress. The DT cutoff score of four supports significant distress to warrant
further assessment, and while the DT is being promoted as a screening tool by the
National Comprehensive Cancer Network (NCCN), they suggest a cutoff of five or
above for further assessment. Additional study is indicated in the HCST population.

Seven causes of distress in patients who undergo HCST have been identified:

. Uncertainty regarding treatment outcome, recurrence, and mortality

. Impact of the treatment on their family

. Changes in appearance and impact on sexuality

. Long-term burden of treatment such as reduced functional status

. Interaction with the medical system

. Communication with medical personnel and obtaining information

. Financial considerations, such as insurance coverage, the cost of treatment, and
supporting self/family
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Although no consensus guidelines regarding psychosocial eligibility for HSCT
have been developed, there are data-identifying psychosocial factors associated
with pre-HSCT vulnerability that influence outcomes. In a study of HSCT clini-
cians deciding whether to proceed with transplant given specific psychosocial risk
factors, 75 % of responding physicians recommended not to proceed in cases of sui-
cidal ideation, use of illicit drugs, and history of noncompliance. Additionally, 69 %
recommended not to proceed in cases where no caregiver support was identified.

Psychosocial issues have been studied in the solid organ transplant population,
as these patients require psychosocial evaluation prior to being added to the waiting
list. In HSCT, autologous or allogeneic donors are used which also require appropri-
ate psychosocial evaluation. Pretransplant screening for HSCT has borrowed from
solid organ transplant in the format of the Psychosocial Assessment of Candidates
for Transplant (PACT) and Transplant Evaluation Rating Scale (TERS).


http://www.facs.org/cancer/coc/whatis.html
http://www.facs.org/cancer/coc/whatis.html
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While transplant programs vary in size and funding, there is value in having a
mental health professional assess a patient’s ability to withstand the psychological
stresses of HSCT, including assessment of preexisting psychiatric morbidities. In-
dividuals with anxiety and depression are at risk for poor health outcomes. Patients
who experience overall mood, anxiety, or adjustment disorder have 8% longer
lengths of stay.

5.1 Psychosocial Evaluation and Assessment

The key aspects for assessment are the characteristics and needs of the patient, fam-
ily, and caregiver(s), including financial status, employment/disability, insurance,
past/current mental health, and/or substance abuse history, and details about their
care plan: who, what, and where.

1. Demographics:

Marital status

. Family composition

Current living situation

. Developmental stage
Formal education

Legal issues

. Children’s issues/preparation
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2. Employment and financial information:

Employment and/or disability status

. Source of income

Primary wage earner

. Insurance status

Out-of-pocket obligation

Prescription coverage

. Ability to maintain insurance and income

. Other (alimony, outstanding debts, financial planning, power of attorney, etc.)
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3. Cognitive/mental health/substance abuse:

Cognitive deficits

. Literacy

Learning ability

. Mental health history

Psychiatric medications

Counseling or hospitalization history

. Significant recent stressors (marriage, divorce, death, job loss, moves, etc.)
. Substance-abuse history

5w rh o o o
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4. Coping skills:

o Ao o

Strengths/weaknesses

. Coping approach

Avoidance mechanism

. History of significant losses

Use of alternative/complementary treatments
Adaptation to illness

5. Relationships/support systems:

Qo Ao oD

Partner relationship (cohesion)

. Extended family support/availability

Identification of caregivers

. Familial coping patterns

Adaptation
Spiritual/faith-based support

. Cultural traditions, informal, and community support

6. Medical concerns:

5.2

Qo Ao oD

Level of understanding of the HSCT process

. Decision-making issues (and agreement of support persons)

Pain issues

. Expectations

Optimism
Ability to make post-HCST plans

. Advance care planning/directives

Preparation and Planning

1. Issues:

a.

b.

Comprehension of the medical circumstance (e.g., remission vs. recurrence,
intensity of therapy, prognosis)

Mode of learning of the patient and caregiver (i.e., written or verbal? Are they
literate? Is English their primary language?)

Informed consent and decision making

d. Anxiety/fear

Practical arrangements (e.g., distance from transplant center, housing arrange-
ments, caregiver support)

2. Interventions:

a.

b.

Education about medical status and proposed treatment, as well as duties and
duration of commitment of a caregiver

Maximizing information delivery (e.g., repetition, multiple formats including
written information, audiovisual aids, support groups, internet sites)
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c. Institution-specific expectations and requirements
d. Preparative counseling

3. Referrals:

a. Educational classes are a way to reinforce prior teaching and discussions with
HSCT staff; orient the patient to the hospital campus, the inpatient unit, and
outpatient clinic; begin discharge planning; review advance directives and
patient/caregiver agreement forms; and provide a forum to share anxiety and
distress.

b. Connect with community resources, i.e., Leukemia & Lymphoma Society,
Medicaid, counseling services, etc.

c. HSCT assistance resources available on the internet (see Table 5.1).

Table 5.1 HSCT internet resources. (Also see Chap. 9 for AYA-specific resources)

Organization URL

Transplant resources

Be the match WWW.Marrow.org
Blood and marrow transplant information www.bmtinfonet.org
network (BMT Infonet)

BMT support online www.bmtsupport.org
Explore BMT www.explorebmt.org
National bone marrow transplant link www.nbmtlink.org

General resources

American cancer society WWW.cancer.org

Cancer.net www.cancer.net

Cancers and careers www.cancerandcareers.org

Cancer legal resource center www.disabilityrightslegalcenter.org
Kids konnected www.kidskonnected.org

Lotsa helping hands www.lotsahelpinghands.com
LIVESTRONG www.livestrong.org

Leukemia and lymphoma society www.llIs.org

Lymphoma research foundation www.lymphoma.org

Multiple myeloma research foundation www.multiplemyeloma.org

Financial resources

Be the match http://bethematch.org/For-Patients-
and-Families/Getting-a-transplant/
Planning-for-transplant-costs/
Financial-Assistance-for-Transplant-Patients

Bone marrow foundation www.bonemarrow.org
CancerCare, Inc. WWWw.cancercare.org
Patient advocate foundation www.patientadvocate.org
RX assist WWW.Ixassist.org

BMT blood and marrow transplant, RX prescription, 4Y4 adolescent and young adult
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Active Treatment: Inpatient and Outpatient

1. Issues:

a.

o a0 o

Patient/caregiver anxiety and uncertainty about the HSCT process and
outcome

. Disruption of patient/family roles

Fears of recurrence, infection, death

. Interpersonal stressors (e.g., poor coping strategies, mental health issues, etc.)

Uncertainty about discharge plans

2. Interventions:

a0 o

5.4

Negotiate personal control

. Build on previous experiences/successes

Ongoing self-assessment and training

. Educate about outpatient process (e.g., medications, expected appointments,

availability of 24-h medical advice/support)

Immediate Short Term

1. Issues:

o po o

Transition to outpatient setting post HSCT

. Increased stress on relationship between patient and caregiver

Caregiver burden and feelings of incompetence

. Patient’s dependency and loss of control

Graft-versus-host disease (GVHD) risk in allogeneic recipients

2. Interventions:

o po o

5.5

Assess the meaning of uncertainty and stressors

. Evaluate burdensome tasks

Assist patient/family to identify and mobilize available resources

. Assist in evaluating relationship enhancements

Assure continuation of medical support/management in transitions to outpa-
tient setting

Long Term/Survivorship

1. Issues:

a.
b.

Transition back to home, work, and/or previous family roles
Changes in patient’s emotional and physical functions due to complications
and long-term effects of HSCT
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. Fear of recurrence
. Feelings of “being different”

2. Interventions:

a.

o oo o

5.6

Assess transitional needs and provide referrals to the Department of Voca-
tional Rehabilitation, Social Security Disability, etc.

. Evaluate the effect of complications/late effects on relationships
Problem-solve positive steps to build on strengths

. Assess and support survival techniques

Provide support groups and reunions for survivors (NBMTlink webinars,
Peer to Peer, BMTinfonet, etc.)

End-of-Life Care

1. Issues:

o 00 o

. Emotions including fear, sadness, failure

. Effects on the family, especially young children
. Physical changes, pain, comfort

. Spiritual needs

. Home versus hospital versus skilled facility

2. Intervention:

Assess the source of expressed emotions

. Assess the impact on the family and assist with children, involve child life
services when appropriate

Foster hope

d. Consider home hospice as an option for patient and family

c.

Advocate with provider team and family to meet patient’s wishes as possible

3. Special considerations:

a
b

5.7

. Patient questioning if they should have had the transplant? Did it matter?
. Related donor’s grief and feelings about transplant outcome. Are they respon-
sible for the outcome?

Palliative Care and Hematologic Malignancy

A U.S. retrospective study showed patients with a hematologic malignancy ac-

cess
resp

ed palliative care less frequently than those with solid tumors (11 % vs. 89%
ectively; see Chap. 33). Research suggests that while hematology staff are

aware of the needs for palliative care, the lack of access and integration to care has
an adverse effect on families and caregivers. Qualitative analysis suggests family
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members were aware of patient dying, but were reluctant to speak to staff about it
and felt inadequately assisted in preparing for the dying experience.

Barriers to integration of palliative care in the setting of hematologic malignan-
cies include:

1. The course of the illness

2. Availability of community resources including hospice support with no reim-

bursement for palliative care or ongoing transfusion support

Unpredictability of the illness

Unclear goals of care

5. Availability of early-phase clinical trials and the patient’s comprehension of the
study objective

6. Availability of ongoing supportive therapies

7. Psychological dependency and the ongoing relationship between patient/family
and providers

B w

Provider skills needed for provision of palliative care:

Assessment

Information sharing

Decision-making capacity

Ability to determine patient’s capacity for decision making
Ability to clearly define goals of care

Capacity for objective discussion of withdrawal of therapy
Openness to discussion of Death with Dignity where allowed
Advance care planning and delivery

Surrogate decision making

Conflict resolution

Affirmation of patient/family understanding, satisfaction, concerns
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5.8 Caregiving Needs and Requirements

Individuals who undergo HSCT require caregiver support until otherwise told by
their transplant provider team. Autologous HSCT recipients typically require a 24-
hour caregiver for approximately 2—3 weeks after discharge from the hospital, while
allogeneic HSCT recipients may require a caregiver anywhere from 2—6 months
depending on complications that may arise.

Changes in health-care delivery systems and policy highlighting reduction of
costs have moved much of the HSCT process from the inpatient to the outpatient
setting, which may extend the caregiver’s commitment by weeks to months. These
changes also add an additional layer of responsibility to the caregiver, as greater
involvement during the earlier phases of HSCT is required. Payer contracts may
not reimburse for post-HSCT caregiver support. Therefore, the responsibility lies
with the patient’s natural supports, i.e., family members or friends. This incredible
commitment requires even further time away from work and other personal respon-
sibilities.



5 Social Work: Evaluation and Support 63

5.9 Psychosocial Impact of Caregiving
and Protective Factors

While there has been a breadth of research that explores the psychosocial implica-
tions for the HSCT recipient, less is known about the experience of the caregiver.
Research has shown that the psychosocial health of the caregiver has a direct im-
pact on the health and well-being of the patient. Caregivers suffer from anxiety and
depression, sleep deprivation and fatigue, sexual dysfunction, and greater vulner-
ability to illness, and may experience fear, frustration, and isolation. Adaptation of
the caregiver is important not only for his/her own wellbeing but also in achieving
optimal patient outcomes.

Studies have shown female caregivers tend to report higher levels of distress
than male caregivers, because they are more likely to assume the role of primary
caregiver while maintaining responsibility for the care of the rest of the family. Ad-
ditionally, small studies suggest females to be more empathetic.

Control refers to the caregiver’s ability to maintain a sense of predictability and
manageability within their life and the lives of their loved ones. Adaptation to the
caregiving role, as indicated by lower levels of distress, was noted in caregivers
who reported a higher sense of personal control and spiritual well-being. Providing
caregivers with detailed information about a patient’s treatment course may offer
more predictability. Caregivers who identified with a form of spiritual practice also
showed increased adaptation to distress. Their faith allowed them to navigate the
burdens of caregiving by applying meaning to their role and the role of illness in the
life of their loved one.

Developing strategies and interventions to support caregivers can prove to be an
important part of a patient’s care. Support groups, online resources, and web-based
tools to assist caregivers in managing their role are emerging. These resources are
likely to be more beneficial when provided early in the planning process, as coping
patterns established early can prove to be an essential part of the overall effective-
ness of stress management.
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