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Psychosocial Health Care Needs Assessment for Adults

Substantive Recommendations®

Essential Domains of Assessment

Recommendation 1: A routine, systematic and standardized assessment of psychosocial health care
needs common across cancer populations is recommended as a critical first step in the provision of
appropriate, and relevant psychosocial and supportive care interventions and/or services.

Recommendation 2: Routine, standardized, psychosocial health care needs assessment should include
physical, informational, emotional, psychological, social, spiritual, and practical domains that are
common across cancer populations.

Screening for Distress and Assessment

Recommendation 3: Screening for distress is recommended for use as an initial “red flag” indicator of
psychosocial health care needs that should be followed by a more comprehensive and focused
assessment to ensure that interventions are targeted, appropriate, and relevant to the needs and
specific problems identified by the individual and family.

Recommendation 4: Screening for distress should not be limited to depression and anxiety symptoms
alone but also include identification of physical, informational, psychological, social, spiritual, and
practical domains of psychosocial health care needs or concerns that contribute to distress of cancer
and treatment.

Critical Assessment Time Points

Recommendation 5: Routine psychosocial health care needs screening for distress and assessment is
recommended at critical time points in the cancer continuum. These include: initial diagnosis, start of
treatment, regular intervals during treatment, end of treatment, post-treatment or at transition to
survivorship, at recurrence or progression, advanced disease, when dying, and during times of personal
transition or re-appraisal (e.g., in a family crisis, during survivorship, when approaching death).

Recommendation 6: Disease, treatment, or phase-specific psychosocial health care needs assessments
should be added to routine, standardized assessment across populations (generic), in order to tailor
assessments to problems that are unique to a specific type of cancer, treatment modality, or phase in
the cancer continuum (e.g., post-treatment survivorship or incontinence after pelvic surgery).

Screening for Distress and Assessment Is Recognized as a Therapeutic Interpersonal Process

Recommendation 7: Routine psychosocial health care needs screening for distress and assessment is
recommended as an interpersonal process to elicit comprehensive information regarding patients’
needs for psychosocial and support interventions. Assessment may involve a combination of self-report
questionnaires and interview approaches and is dependent on effective communication as part of a
therapeutic relationship between patient and clinician.

Recommendation 8: Routine psychosocial health care needs screening for distress and assessment
should be followed by evidence-based interventions and targeted care processes appropriate to the
identified need in order to improve patient outcomes including relief of symptoms, emotional well-
being and quality of life.




Tools that Support Comprehensive and Focused Assessment
Recommendation 9:

(a) A comprehensive assessment tool with sound psychometric properties that addresses all domains of
psychosocial health care needs is recommended for use in routine clinical practice. A number of valid
and reliable tools that can support a systematic approach to identify the broad range of psychosocial
and support needs (i.e., Cancer Rehabilitation Evaluation System: CARES and the Supportive Care
Needs Survey) are listed in Table 1.

(b) Focused assessments using a valid and reliable tool should follow a comprehensive assessment and
be targeted to identification of the parameters of a specific problem (e.g., pain) and dimensions of a
specific problem. For instance, use of the Memorial Symptom Assessment or similar tool to assess all
dimensions of symptoms (frequency, severity, distress) amenable to intervention or a specific tool to
assess parameters of pain (location, severity, quality, timing, aggravating or alleviating factors).

Tools that Support Screening for Distress

Recommendation 10: Screening for distress tools used as part of routine screening should be brief so as
to minimize patient burden and maximize ease of uptake into clinical practice; and should possess
adequate sensitivity and specificity and established cut-offs for rapid identification of high risk
populations.

Recommendation 11: Problems and concerns checklists for use as part of “red flag” screening for
distress should include all dimensions of psychosocial health care needs using valid and reliable tools
where they exist. Problems and concerns checklists should be recognized as “indicators” of a need or
concern only and should trigger a therapeutic dialogue between patient and clinician to obtain a more
comprehensive and/or focused understanding of the problem or concern.

Preparation of Providers and the Care System
Recommendation 12:

(a) Ongoing education of all members of the health care team is critical to ensure competent
psychosocial health care needs assessment and appropriate clinician response to findings of “red flag”
screening for distress, and comprehensive and focused assessments.

(b) Interdisciplinary collaboration is recommended for routine, standardized psychosocial health care
needs assessment and screening for distress and targeting of interventions consistent with practice
scope to effectively address multidimensional domains of need and/or facilitate appropriate referral to
discipline-specific and/or psychosocial oncology specialists and services.

*The recommendations are based on the expert consensus of an inter-professional panel, after a
review of available evidence, guidelines from other groups and current clinical practice in Canada.

Referencing of the guideline should be as follows: Howell, D., Currie, S., Mayo, S., Jones,
G., Boyle, M., Hack, T., Green, E., Hoffman, L., Simpson, J., Collacutt, V., McLeod, D., and
Digout, C. A Pan-Canadian Clinical Practice Guideline: Assessment of Psychosocial Health Care
Needs of the Adult Cancer Patient, Toronto: Canadian Partnership Against Cancer (Cancer
Journey Action Group) and the Canadian Association of Psychosocial Oncology, May 2009.




1.0 Purpose of the Guideline

Assessment is a critical first step to the identification of appropriate interventions
and/or referral to relevant psychosocial and supportive care services (IOM, 2008). This
guideline provides professional health care providers with recommendations regarding
routine, systematic and standardized assessment of psychosocial health care needs for
adult populations (age 18 years and older) affected by cancer. Recommendations are
informed by empirical evidence embedded in international guidelines, systematic
reviews, and consensus of interdisciplinary psychosocial experts.

2.0 Summary of the Issue

Extensive research shows that individuals with cancer experience an array of
psychosocial and supportive care needs. These needs span physical, informational,
emotional, psychological, social, spiritual, and practical domains (Ashbury et al., 1998;
Boberg et al., 2003; Fitch, 1994; Gustafson et al., 1993; Richardson et al., 2005;
Richardson et al., 2007; Sanson-Fisher et al., 2000). Domains of need are common
across the cancer continuum, but phase-specific needs are more prominent at certain
time points (Fitch, 2000). Critical transitions include the time prior to diagnosis for at-
risk populations or those with a suspicion of cancer, as well as at time of diagnosis,
during treatment, post-treatment or survivorship, recurrence, palliative care, end-of-
life, and family bereavement (IOM, 2008; Richardson et al., 2005; Veach, Nicholas, &
Barton, 2002). Critical transition points are times when patients (and their families)
may be most vulnerable to unmet psychosocial needs and emotional distress and are
the basis for timing of psychosocial health care needs assessment and re-assessment.
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Figure 1: Cancer Care Continuum: Points of Assessment
(adapted from Veach, Nicholas, & Barton, 2002 - reprinted with permission from M. Boyle)



Psychosocial and support needs also vary with type of cancer and treatment, life-
stage of individuals and their families, and according to socio-demographic,
environmental, and living circumstances (Fitch, 2008; Veach, Nicholas, & Barton,
2002). The critical points along the cancer continuum when patient’s needs may vary
are depicted in Figure 1. Veach, Nicholas and Barton (2002) suggest that the points of
assessment along the Cancer Care Continuum are best considered in the social
context of the patient’s (and family’s) stage in the Family Life Cycle. Stages of the
Family Life Cycle include: the single young adult, the newly forming couple, the
family with young children, the family with adolescents, the family launching
children, and the family later in life. In addition, the needs of older single adults,
divorced and remarried adults, childless couples, recently bereaved adults will also
modify the clinician's response to the patient during the assessment phase. Ethnicity,
Aboriginal status, gender, sexual orientation, mental or physical disability, and
cultural, or linguistic and racial factors also must be taken into considerations
(Section 15, Charter of Rights and Freedoms, Government of Canada, 2008-11-12).
Most important is the expectation that re-assessment will occur along the continuum
of care at critical time points in the cancer continuum (see Figure 1). This is
necessary to ensure that psychosocial care needs are identified in a timely manner as
they change and evolve along the cancer continuum.

The “Cancer Care for the Whole Person” report of the Institute of Medicine (IOM,
2008) and similar earlier reports specific to Canada (Vachon, 2006; Vachon, 1998)
show that many psychosocial-supportive care needs are not fully acknowledged across
cancer systems and care sectors. This failure contributes to physical and psychological
morbidity, poor quality of life, and may lead to further disability (Sanson-Fisher et
al., 2000; Wen & Gustafson, 2004). While a number of international guidelines exist
that support health care professionals in the provision of psychosocial or supportive
care (NICE, 2004; National Breast Cancer and National Cancer Control Initiative,
2003), there are few specific recommendations embedded in these guidelines
regarding routine psychosocial health care needs assessment. Yet, a comprehensive
understanding of patient-specific psychosocial health care needs is an essential
precursor to appropriate interventions and for facilitating access to relevant
psychosocial and supportive care services (IOM, 2008). Inconsistent, and often
inadequate, assessment and intervention to address the psychosocial needs of the
adult cancer patient point to an urgent need for an evidence- and consensus-based
guideline for practice. Pan-Canadian leadership is necessary to ensure consistent
clinical practice that will reduce the high prevalence of unmet needs at all levels of
the cancer control system. The Canadian cancer control agenda, specifically the
Cancer Journey Action Group, are targeting strategies to ensure a person-focused
cancer system that is responsive to the full range of psychosocial and supportive care



needs common across cancer populations. This approach will ultimately improve
quality of life for all Canadians and their families who are affected by cancer.

3.0 Scope and Target Population

Target Population: Adults with cancer (age 18 and older) and their identified support
network, at any phase of the cancer continuum, and regardless of cancer type,
disease stage, or treatment modality. It is acknowledged that psychosocial and
supportive care needs are dynamic and typically change over time. This requires
periodic re-assessment at critical time points. Further, specific needs may vary with
the phase of cancer, as well as the type of cancer and treatment modalities.

Intended Users: All members of the inter-professional health care team. This
includes, but is not limited to, primary care providers, oncologists, nurses, social
workers, psychiatrists, psychologists, dieticians, rehabilitation professionals,
counsellors, speech language pathologists, and spiritual care providers. The guideline
may also inform the training of professionals and decisions regarding appropriate
resource allocation for psychosocial services.

Scope of the Guideline: This guideline is limited to recommendations on the routine,
standardized assessment of domains of person-centred, psychosocial health care
needs that are common across cancer populations. It does not address needs specific
to cancer type, treatment modality, or cancer phase, nor does it include specific
assessments conducted by specialists (e.g., psychologists or psychiatrists) for the
purpose of clinical diagnosis.

Operational definitions to clarify the scope of the guideline are as follows:

Definition of Psychosocial Needs: Generic psychosocial health care needs are defined
as those needs arising in the physical, informational, emotional, psychological, social,
spiritual, and practical domains as part of a patient’s experience of cancer and
treatment (Fitch, 2008). These domains of need have been identified in a number of
systematic reviews, (Richardson et al., 2007) population based surveys, (Boberg et
al., 2003; Fitch, 2008; Gustafson et al., 1993; Sanson-Fisher et al., 2000; Vachon
2006; Vachon, 1998), and in two major reports (IOM, 2008; The Ontario Cancer
Treatment and Research Foundation, Supportive Care Program Committee, 1994).
This understanding reflects the Canadian Association of Psychosocial Oncology’s
definition of psychosocial care (n.d.), which includes similar domains, as follows: (see
Table 1 on page 17 for a more expansive list):



Physical needs (e.g., physical comfort and freedom from pain and other
symptoms, optimum nutrition, activities of daily living; may include assessment
of complications such as late effects of treatment)

Informational needs (e.g., to reduce confusion, anxiety and fear, to inform
patient and family decision-making, and to assist in skill acquisition related to
treatment or disease, system orientation)

Emotional needs (e.g., sense of comfort, safety, understanding and reassurance
in dealing with sadness, grief, and loss)

Psychological needs (e.g., coping with illness experience and its consequences,
personal control, self-esteem)

Social needs (e.g., family relationships and social networks, community
acceptance and involvement in one’s relationships)

Spiritual needs (e.g., hope, belonging, meaning and purpose of life, existential
concerns)

Practical needs (direct assistance to accomplish tasks or activities - e.g.,
homemaking services, financial assistance, system navigation)

Definition of Assessment: Different types of assessments may be conducted
depending on the particular needs and priorities for care (Ahern & Philpot, 2002;
White, 2003; Holmes, 2003). Effective communication and establishment of a
therapeutic relationship are fundamental to the assessment process (Hack, Degner, &
Parker, 2005) but are not specifically addressed in this guideline. For specific
guidance on effective communication with patients and families, interested clinicians
are encouraged to refer to Cancer Care Ontario’s Provider-Patient Communication: A
Report of Evidence-Based Recommendations to Guideline Practice in Cancer (Rodin et
al., 2008). Three main types of assessment are: screening for distress, comprehensive
assessment; and focused assessment.

Screening for Distress: Assessment of the four vital signs, heart rate, blood
pressure, respiratory rate, and temperature is considered a standard part of
clinical care. Pain and emotional distress are highly prevalent in cancer and are
now considered the 5™ and 6™ vital signs (Accreditation Canada, 2008).
Screening for distress is a pro-active, rapid identification of key indicators
using short or ultra-short psychometrically sound measures to identify patients
at risk for poor health outcomes and enable targeting of further assessment
and appropriate referral. Screening for distress provides a “snapshot” view of a
patient’s problems or concerns, but further elaboration using a more



comprehensive and focused assessment approach is essential in order to
identify appropriate intervention strategies (IOM, 2008). Screening for Distress,
the 6 Vital Sign is endorsed as the pan Canadian program for screening for
distress.

Comprehensive Assessment: A comprehensive assessment is an in-depth look
at and appraisal of the patient’s psychosocial health care needs, health status,
coping skills, and risk factors. It considers the social and demographic factors,
living circumstances, and pre-existing illness factors that might influence
psychosocial needs. A generic comprehensive assessment will cover
psychosocial and supportive care domains common to all cancer populations,
but items may need to be added to identify problems specific to a disease site,
treatment modality, or phase of cancer. A thorough psychosocial assessment
covers the patient’s values, preferences, and resilience in managing problems.
A comprehensive assessment is typically followed by a more focused
assessment, to identify factors associated with a particular problem.

Focused Assessment: A focused assessment addresses specific domains,
conditions, and problems identified through screening for distress. It aims to
identify and manage a particular issue, such as pain or alterations in sexuality
(Ahern & Philpot, 2002; White, 2003; Holmes, 2003). Recommended
parameters for a focused problem assessment are usually synthesized in clinical
practice guidelines specific to the problem.

It is recognized that patients will have other needs beyond the cancer experience.
Co-morbidities and pre-existing deficits in cognitive functioning, or those resulting
from cancer treatment, can complicate both medical treatment and psychosocial
responses. Environmental context, social network, cultural beliefs, race, ethnicity,
and personal life circumstances and experiences all play a role in determining and
managing needs. Further, respect for patients’ values and preferences are core
principles in the provision of person-centered care, and critical in the assessment
process (Gerteis et al., 1993).

4.0 Guideline Objectives and Questions Addressed
The following clinical questions guided the development of this guideline:

. What patient and family parameters and aspects of psychosocial health care
needs should be considered as part of standard assessment of persons with
cancer?
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2. What is the appropriate timing and frequency of assessments in the cancer
continuum?

3. What impacts do assessments, as part of routine care, have on patient
outcomes?

4. Are there any well-established, evidence-based tools, measures, or instruments
that facilitate assessment?

5. Who should conduct psychosocial health care needs assessments?

5.0 Methods and Procedures

This guideline was developed through a collaborative partnership between the
Canadian Partnership Against Cancer (the Partnership) and the Canadian Association
of Psychosocial Oncology (CAPQO). The purpose of this collaboration was to meet a
shared goal of ensuring that patients receive the highest quality of psychosocial and
supportive care across the cancer continuum. This guideline built upon two preceding
reviews of psychosocial guidelines: (1) CAPO review with support of the BC Cancer
Foundation (Stephen & Boyle, 2005); and (2) a scoping review and scan of existing
guidelines conducted by the Partnership’s Cancer Journey Action Group (CJAG)
(Howell, 2007, 2009). Members of an existing CAPO guideline committee and a CJAG
steering group for standards, guidelines, and indicators formed the inter-professional
expert panel that completed this guideline (see Section 9.0 for a list of expert panel
members and their disciplinary expertise).

Search for existing guidelines

ADAPTE methodology (ADAPTE Collaboration, 2007) was used to guide the guideline
development process (Appendix A) combined with systematic reviews of the empirical
evidence. First, electronic health science databases (HealthStar, Medline, CINHAL,
Embase and PsychINFO) were searched for clinical guidelines. Internet searches of
local, provincial, national and international guideline databases or organization
websites were also performed for “grey” literature. (A complete list of databases,
websites and search terms used are provided in Appendix B). Criteria for guidelines to
be further reviewed were: (1) published 2003-2008, (2) focused on clinical practice
and evidence-based, and (3) relevant to psychosocial health care needs assessment
for adult cancer patients. Guidelines were excluded if they: (1) did not include
reference to the evidence to inform recommendations, (2) focused strictly on
assessment and management of individual physical symptoms (e.g., pain, oral
mucositis, nausea/vomiting, dyspnea, etc.), or (3) focused solely on interpersonal
processes (e.g., therapeutic relationships, communication). Identified guidelines were
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assessed for inclusion by two trained and experienced reviewers (MJ, SM). Nine
guidelines were identified for inclusion in the review process.

Second, each guideline was independently reviewed and scored by four panel
members using the Appraisal of Guidelines for Research and Evaluation (AGREE)
instrument (AGREE Collaboration, 2001). The AGREE instrument provides a framework
for the evaluation of guideline quality on the basis of six domains: scope and purpose,
stakeholder involvement, rigour of involvement, clarity and presentation,
applicability, and editorial independence. Final decisions regarding the quality and
appropriateness of the guidelines for adaptation were reached through panel
consensus. (A detailed description of the AGREE review process is provided in
Appendix B.)

Third, a consensus process was used for adopting specific recommendations in
relevant guidelines and more specifically to use the Australian National Breast Cancer
Centre and National Cancer Control Initiative (2003) guideline as a foundational
document. National Comprehensive Cancer Network (NCCN, 2008) guidelines also
informed recommendations in this guideline. Identification of specific parameters for
psychosocial assessment was overall lacking in these guidelines. However, the few
recommendations that did exist were adapted for this guideline. Several additional
documents identified through this process were also used to guide the development of
recommendations regarding the parameters of psychosocial health care needs. These
included:

1. Institute of Medicine (IOM). (2008). Cancer care for the whole patient: Meeting
psychosocial health needs. Nancy E. Adler and Ann E. K. Page, eds.
Washington, DC: The National Academies Press.

2. Richardson, A., Sitzia, J., Brown, V., Medina, J., and Richardson, A. (2005).
Patients’ needs assessment tools in cancer care: Principles and practice.
London: King's College London.

3. Wen, K-Y., and Gustafson, D. H. (2004). Needs assessment for cancer patients
and their families. Health and Quality of Life Outcomes, 2, 11.

Given the absence of recommendations regarding psychosocial health care needs
assessment, consensus was reached to also conduct a systematic review of the
empirical literature regarding psychosocial health care needs assessment.

Search for applied studies of psychosocial health care needs assessments

To supplement the foundational documents, a literature search was conducted in May
2008 using the following electronic databases: CINAHL, EMBASE, HealthSTAR,
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MEDLINE, PsycINFO, CDSR (Cochrane Database of Systematic Reviews), DARE
(Database of Abstracts of Reviews of Effects), HTA (Health Technology Assessments),
and CCTR (Cochrane Central Register of Controlled Trials). Search terms included
cancer, neoplasm, psychosocial aspects of illness, psychosocial factors, psychosocial
support, psychological stress, symptom distress, psychosocial care, distress syndrome,
psychosocial readjustment, assessment and screening for distress. A search of
reference lists in reviewed guidelines (those listed above) and in retrieved articles
was also conducted.

Inclusion and exclusion criteria. Studies eligible for inclusion included systematic
reviews, randomized trials, quasi-randomized trials, and prospective comparative
cohort studies, published after 2002 and not already reviewed in the context of the
chosen foundational documents. Eligible studies evaluated the effectiveness of
routine assessment of psychosocial health care needs of the patient, including one or
more of: physical, informational, emotional, psychological, social, spiritual and
practical needs. Outcomes of interest were limited to those that reflected a focus on
psychosocial well-being, including but not limited to: quality of life, symptom
severity, improvement in coping, improved self-concept, improved communication
with the healthcare team, and reduction in unmet needs. Studies were included if
they focused on adults (age 18 and above) who have had suspicious findings on cancer
screening (high risk for cancer) and/or had a cancer diagnosis. Studies were excluded
if not published in English.

Results. The search yielded 421 references. These were independently reviewed for
inclusion and exclusion criteria by two experienced research assistants with graduate-
level training in research and systematic review methods (MJ, SM). Where there were
discrepancies, consensus between reviewers was reached through discussion. No
recent systematic review relating to the effectiveness of psychosocial needs
assessment among cancer patients was identified. However, five randomized
controlled trials, two quasi-randomized controlled trials, and two prospective
comparative cohort studies were identified. Methodological characteristics and key
findings from these studies were extracted into summary tables (MJ, see Appendix D).
The tables and all full-text articles were presented to the panel, who participated in
a consensus process to appraise the quality of these primary papers and to discuss the
implications of these articles to the development of practice recommendations.

Search for assessment instruments

A literature search for tools that would enable a standardized, psychosocial health
care needs assessment as part of routine care was conducted in July 2008. The
following electronic databases were searched: MEDLINE, CINAHL, EMBASE, PsycINFO,
EBR, Scopus, and Health and Psychosocial Instruments (HAPI). Search terms included

13



various known instrument names collected from the existing reports and panel
expertise, such as Patient Care Monitor, Supportive Care Needs Survey, and Distress
Thermometer. A hand search through reference lists of systematic reviews and
reviewed guidelines (as listed above) was also conducted.

Inclusion and exclusion criteria. Studies of interest were systematic reviews published
after August 2002, and primary studies not previously reviewed in the context of
identified systematic reviews. Eligible studies evaluated instrument(s) used to assess
the psychosocial health care needs (physical, informational, emotional, psychological,
social, spiritual, and practical) of adult cancer patients, either as a broad set of needs
or one class of needs only (e.g., information needs). Included studies provided data
on instrument validity, reliability, or responsiveness. Studies were excluded if the
method for evaluating the instrument was not documented, or if the evaluated
instrument was not in English or French (except where a translated instrument was
administered to Canadian patients).

Results. This second search yielded 119 references, which were independently
reviewed for inclusion and exclusion criteria by two experienced research assistants
with graduate-level training in research and systematic review methods (MJ, SM).
Where there were discrepancies, consensus between reviewers was reached through
discussion. In addition to the Wen and Gustafson (2004) systematic review, two
further systematic reviews and fourteen primary studies were identified. These
provided information on the validity, internal consistency, reliability and/or
responsiveness for 40 different assessment instruments. Methodological
characteristics and key findings from these studies were extracted into summary
tables (MJ, see Appendices E and F). Subsequently, these tables and full-text articles
were presented to the panel, who then participated in a consensus process to
appraise the quality of the research, and to discuss the implications of this evidence
for the development of practice recommendations.

Methods for formulating the recommendations

Guideline development panel members were provided all foundational documents and
guidelines, full-text articles of included studies, and data summary tables for review.
In September 2008, panel members convened for an all-day meeting to discuss the
evidence in the context of the clinical questions (per Section 4.0). Where strong
empirical evidence was not available, the panel employed a consensus process to
develop a recommendation based on “best clinical practice”. Overall, the final
recommendations are based on expert consensus of the inter-professional panel,
after review of the available evidence, guidelines from other groups, and current
clinical practice in Canada.
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External review

A draft of the guideline was reviewed by a diverse panel of external reviewers, who
were invited to participate on the basis of clinical, content, and/or methodological
expertise. Effort was made to ensure that the external review panel reflected
perspectives from a range of clinical settings and geographical locations. Twenty
individuals (an 80% response rate) provided feedback in the context of this review
process. The results of the review were discussed by the guideline development panel
and, where appropriate, revisions were made to the guideline. Further detail
regarding the external review process is provided in Appendix C.

6.0 Recommendations

Recommendation 1: A routine, systematic and standardized assessment of
psychosocial health care needs common across cancer populations is
recommended as a critical first step in the provision of appropriate, and relevant
psychosocial and supportive care interventions and/or services.

Evidence-Based Rationale

Numerous clinical practice guidelines and substantive reviews have recognized the
importance of psychosocial health care needs assessment as a precursor to the
provision of quality psychosocial and supportive care (IOM, 2008; NCCN, 2008; NICE,
2004; Richardson et al., 2007; Wen & Gustafson, 2004).

The I0OM (2008) proposed a Model for Delivering Psychosocial Health Services, in which
the first step is the identification of patients with psychosocial health care needs that
are likely to affect their health and health care. Similarly, the National Institute for
Clinical Excellence (NICE) guidance on Improving Supportive and Palliative Care for
Adults with Cancer (2004) recommended that the assessment of individuals’ needs be
a critical first step in the provision of relevant support.

Needs may be identified through patients’ voluntary provision of such information or
through providers eliciting this information during structured or unstructured clinical
conversations (IOM, 2008). However, various studies indicate that patients vary in
their ability to volunteer information and providers vary in their ability to elicit
information (IOM, 2008; Richardson et al., 2007). Indeed, needs may not be met
because they are not recognized by providers or even by patients themselves (NICE,
2004). As a result, the use of routine, systematic, and standardized approaches to
psychosocial health care needs assessment is regarded as vital to ensuring that such
needs are identified and appropriately addressed.
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The implications of identifying and addressing psychosocial health problems are
significant. The NCCN (2008) suggests that early recognition and management of
needs may have several benefits, such as: enhanced quality of care and satisfaction,
increased patient-provider communication, increased trust, and increased patient
adherence to treatment plan. Conversely, the failure to address psychosocial
problems results in needless patient and family suffering, obstructs quality health
care, and can potentially affect the course of the disease (IOM, 2008).

Recommendation 2: Routine, standardized, psychosocial health care needs
assessment should include physical, informational, emotional, psychological,
social, spiritual, and practical domains that are common across cancer
populations.

Evidence-Based Rationale

This recommendation was developed based on empirical evidence synthesized in
international guidelines regarding the parameters for effective, routine, psychosocial
needs assessment. This base was affirmed and elaborated in light of the adopted
conceptual framework (Table 1 on page 17) (The Ontario Cancer Treatment and
Research Foundation, Supportive Care Program Committee, 1994), foundational
documents (IOM, 2008; Australian National Breast Cancer Centre and National Cancer
Control Initiative, 2003), and the diverse expertise and consensus of the guideline
development panel, as well as the panel’s systematic reviews (NCCN, 2008;
Richardson et al., 2005; Richardson et al., 2007). Furthermore, these areas of need
are consistent with those reflected in a number of national Canadian surveys of
cancer patient needs (Ashbury et al., 1998; Fitch, 2008; Vachon 2006; Vachon, 1998).

Based on their systematic review of the evidence, the Australian National Breast
Cancer Centre and National Cancer Control Initiative (2003) identified physical (e.g.,
pain, fatigue, fertility), emotional (e.g., intense unpleasant and distressing feelings of
anger, fear and helplessness), psychological (e.g., depression, anxiety, self-concept,
body image, sexuality, altered relationships), social (e.g., level and type of support),
and practical and financial needs (e.g., access to home help and supportive treatment
and services including cost, travel to clinics, financial concerns) as highly prevalent
domains of need. Spiritual and existential issues were also identified as issues towards
the end-of-life.

The NCCN (2008) distinguishes between practical problems (e.g., illness-related
concerns, housing, employment) and psychosocial problems (e.g., adjustment to illness,
family conflicts, bereavement). However, consistent with the operational definition of
psychosocial health care needs as adopted for the present guideline, all of these
problems have been considered and are embedded in the framework in Table 1.
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Assessment Parameters Examples of issues associated with needs

Physical needs

e physical comfort and freedom from pain,
optimum nutrition, activities of daily living;
may include assessment of complications
such as late effects of treatment

Informational needs

e information to reduce confusion, anxiety and
fear, to inform patient and family decision-
making, and to assist in skill acquisition

Emotional needs

e sense of comfort, safety, understanding and

reassurance
Psychological needs

e coping with illness experience and its
consequences, personal control, self-esteem

Social needs

e related to family relationships, community
acceptance and involvement in relationships

Spiritual needs

¢ hope, belonging, meaning and purpose of
life

Practical needs

e direct assistance or resources to accomplish
tasks or activities

Nausea and vomiting, pain, fatigue, fertility,
lymphoedema, respiratory issues, cognitive
impairment, bowel difficulties, genitourinary
difficulties, sleep disturbances, etc.

Cancer treatment and side effects, how to handle
or manage side effects, care processes, patient
education resources, system orientation, etc.

Fear, distress, guilt, grief, anxiety and depression,
hope and hopelessness, sadness etc.

Changes in lifestyle, sexual problems, loss of
personal control, fear of recurrence, self-image
problems, body image problems, etc.

Changes in social roles, coping with interpersonal
problems, starting new social relationships, re-
integration, return to work, social support
available to the patient

Search for meaning, existential despair, examining
personal values and priorities, hope and
hopelessness

Costs (diagnosis, treatment, prostheses, aids),
daily home help, transportation, child care, elder
care, loss of income, legal and financial issues,
system navigation

Table 1: Domains of Psychosocial Health Care Needs
(adapted from The Ontario Cancer Treatment and Research Foundation,
Supportive Care Program Committee, 1994)
Published with permission.
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Recommendation 3: Screening for distress is recommended for use as an initial
“red flag” indicator of psychosocial health care needs that should be followed by a
more comprehensive and focused assessment to ensure that interventions are
targeted, appropriate, and relevant to the needs and specific problems identified
by the individual and family.

Recommendation 4: Screening for distress should not be limited to depression and
anxiety symptoms alone but also include identification of physical, informational,
psychological, social, spiritual, and practical domains of psychosocial health care
needs or concerns that contribute to distress of cancer and treatment.

Evidence-Based Rationale

Psychosocial health care needs assessment is considered a valuable adjunct to the
assessment process (IOM, 2008; NCCN, 2008; Richardson et al., 2005). Given limited
resources in ambulatory cancer centers and the limited time that each patient is
present in a cancer centre, many organizations will choose to initially screen patients
for distress as part of a triaging system. Screening for distress involves the
administration of a test to individuals who are not known to have or do not
necessarily perceive that they have or are at risk of having a particular condition or
need (IOM, 2008). In the context of psychosocial care, a screening for distress
program allows for a rapid identification of individuals who are at risk for having
psychosocial health care needs and are likely to benefit from a comprehensive
psychosocial health care needs assessment, tailored interventions, or referral to
psychosocial services. Although a psychosocial health care needs assessment may be
performed without a preceding screen (IOM, 2008), a positive screen for distress
should always be followed with a comprehensive assessment.

Various substantive reviews have considered the issue of screening for distress within
the context of psychosocial care (IOM, 2008; Mitchell, 2007; Mitchell, 2008; NCCN,
2008; Vodermaier, Linden, & Siu, 2009). Taken together, these works reflect a broad
grouping of screening for distress tools into three categories: screening for distress;
screening for symptoms; and screening for sources of distress such as related problems
and concerns. Examples of commonly cited tools are provided in Appendix G. Although
each of these approaches to screening for distress may provide valuable information
with which to guide practice, narrowly focused screening for distress tools may fail to
identify individuals who may be at risk for psychosocial health care needs across the
domains of the guiding supportive care needs framework. For example, a tool
developed for the purpose of screening for symptom distress may overlook the
important issue of social support needs. Indeed, as recommended by the IOM (2008),
psychosocial screening for distress instruments should be used to detect a
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comprehensive range of psychosocial health care needs similar to those identified in
the conceptual framework as outlined earlier in this report (Table 1 on page 17).

There is currently no gold standard instrument reflective of such a comprehensive
approach to psychosocial health care needs screening. Moreover, there is little guidance
with respect to which screening for distress instruments should be used for the different
types of patients seen in various clinical settings (IOM, 2008). It was beyond the scope of
the current guideline to review the properties of all screening tools for psychological
distress, symptoms, and problems and concerns. However, based on the major reviews
consulted and the consensus of the guideline development panel, the following are
recommended as considerations in choosing an instrument for psychosocial health care
needs screening (IOM, 2008; Vodermaier, Linden, & Siu, 2009):
e The instrument should be designed to screen for a comprehensive range of
psychosocial health care needs that contribute to distress
e The instrument should be brief and feasible for routine use
e The length and burden of the instrument should be considered given the
clinical setting and the patients’ physical condition (e.g., cancer survivor
populations, acutely ill patients, patients with advanced cancer)
e The instrument should have adequate sensitivity, specificity, and predictive
value for the patient population to which it will be applied
e The instrument should have an internal consistency of 0.8 or greater, with
content and criterion validity, and Receiver Operating Characteristic (ROC)
analyses that indicate clinical value
e The instrument should provide empirically justified cut-offs to guide clinical
decision-making and identification of level of risk

Recommendation 5: Routine psychosocial health care needs screening for distress
and assessment is recommended at critical time points in the cancer continuum.
These include: initial diagnosis, start of treatment, regular intervals during
treatment, end of treatment, post-treatment or at transition to surviv