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Spektrum of problems in cancer patients

Cancer patients 

experience 

distress caused by 

a number of 

problems during 

the course of the 

illness that effect 

almost all areas 

areas of life.

Cancer/treatment related
physical symptoms

incl. severe pain, fatigue, 
nausea, disabilities, invalidity, 
sleep problems, psychosomatic 
symptoms…

Family 
problems 

incl. uncertainty and changes in 
social roles and tasks, 
changing relationships with 
partners, children, friends…

Problems with the health 
care system

incl. impersonal treatment, lack 
of time and intimacy, lack of 
information, terminology that’s 
hard to understand, impaired 
sense of dignity…

Existential and spiritual 
problems

Confrontation with the mortality 
of one’s own life, search for 
meaning, consolation; search 
for spiritual, religious, 
philosophical explanations…

Social, financial, and 
occupational burden

Changes in social and 
occupational functions, new 
dependencies, return to work…
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Psychosocial 
Screening and 
Interventions Partner and the family
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Patient

1Mullan, N Engl J Med 1985; 2Bloom, Psycho-oncology 2002

Model of Cancer Survivorship

Symptom distress in cancerSymptom distress in cancer1

Cancer patients suffer from high symptom distress

– The „typical“ inpatient cancer patient

...suffers from averagely 10 distressing symptoms

– The „typical“ outpatient cancer patient

... suffers from averagely 5 distressing symptoms

– The number of distressing symptoms was directly cor related to 
QoL.

1Chang et al., Cancer 2000, 
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Symptom distress in cancerSymptom distress in cancer1

1 Feuerstein, M. Handbook of Cancer Survivorship, 2006

– Prevalent symptoms

... pain (prevalence: 10-79%)

… fatigue (prevalence: 76-99%)

… nausea

… cognitive dysfunctions

…

1Chang et al., Cancer 2000, 

QoL

Number of symptoms

Symptom distress in cancerSymptom distress in cancer1
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„Cancer is not like one
disease, is like having ten 
diseases“

Normal
distress

Fears
Worries
Sadness

Severe
distress

Depression
Anxiety disorders

Family crisis 
Spiritual crisis

Holland, 2005 © IPOS Online Core Curriculum
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Distress is defined as
... an unpleasant emotional experience of a psychological, 

social and/or spiritual nature which extends on a continuum from
normal feelings of vulnerability, sadness and fears to disabling

problems such as depression, anxiety, panic, social isolation and 

spiritual crisis (National Comprehensive Cancer Network NCCN, 

2003).
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10%0 – 35%PTSD

30%2 – 52% 

50 – 68% in terminal patients 

Adjustment disorder

–Up to 85% in terminal patients
Cognitive disorders

(Delir, Dementia)

23%1 – 49%

50 – 80% in terminal patients 
Anxiety disorders

25%0 – 58%

9 – 77% in terminal patients

Depressive disorders

ØRange

Massie 2004, Sellick & Crooks 1999, Stark & House 2000; Stark et al. 2002, Kangas et al. 2002, Kissane et al. 2004, Breitbart et al. 2004)

Epidemiology of mental disordersEpidemiology of mental disorders
Among cancer patientsAmong cancer patients

38% of patients suffer 
from moderate to high 

anxiety

More than 60 
months post

diagnosis

up to 60
months

up to 48
months

up to 36 
months

18 to 24 
months

Screening Anxiety:

More than 60 
months post 

diagnosis

up to 60
months

up to 48
months

up to 36
months

18 to 24 
months

22% of patients suffer 
from moderate to high 

depression

Screening Depression :

Anxiety and Depression
1083 breast cancer patients at the Hamburg cancer register

Mehnert & Koch, J Psychosom Res 2008
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Current Situation 
in psychosocial cancer care

Significant levels of distress and insufficiently me t needs for 

psychosocial support among cancer patients due to:

• Insufficient knowledge about psychosocial distress and how to asses it

• Insufficient communication about psychosocial distress

• Fear of stigmatization on the part of the patient

• Difficulty in assessing psychological distress in the presence of dominant physical symptoms

• Insufficient personnel and financial resources in inpatient and outpatient settings

• Insufficient knowledge about the content and effectiveness of psychosocial intervention 

Goal: Improvement of psychosocial assessment and the 
treatment of cancer patients on the basis of evidence-based 
guidelines and treatment standards

Screening of psychosocial distress?
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Who is in need for psychosocial support?

“No man is happy who does not
think himself so.”

1George Vaillant. Am J Psychiatry 160:8, August 2003

Who assesses psychosocial distress?
Data sources

Self-rating by the 
patient

Rating by the health 
care professional

Questionnaire
Self report

Diagnostic interview, 
checklists, questionnaires, 
psychological tests

�

�

Rating by third parties, 
e.g. relatives, other 
patients

Observations of behavior 
(usually not standardized), 
questionnaires

�

Rating : Third
parties

Rating:
Health care

professional

Self-rating: 
Patient
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Specific Goals of Psychosocial Assessment 
in cancer patients

• Assessment of psychosocial distress 

• Diagnosis of mental disorders (e.g. anxiety, depression)

• Assessment of specific cognitive and behavioral cha racteristics that could 

be related to psychosocial distress and mental diso rders (e.g. control 

beliefs, attributional styles)

• Assessment of personal and social resources (e.g. coping, social support, 

spiritual and religious beliefs, sense of coherence, self-efficacy)

• Assessment of well-being and health-related quality  of life

• Therapy-related assessment (e.g. therapy motivation, intervention options)

adapted from Schumacher &Brähler, 2004

Relevance of the Assessment
of Mental Disorders

Comorbid mental disorders in cancer patients have a  potentially 

negative effect on:

• somatic morbidity and mortality 

• chronification

• quality of life

• compliance 

• duration of hospitalization and costs

• burn out in health care professionals

McDaniel et al. 1995, Ehlert 1998, Saupe & Diefenbacher 1999, Linton 2000, Cavanaugh et al. 2001, Härter et al. 2001, Carlson & Bultz, 2004
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Patient Reported Outcomes (PRO)

1Lipscomb et al. J Clin Oncol. 2007; 2Office of New Drugs and the Office of Medical Policy in the Center for Drug 
Evaluation and Research, 2006.

Patient-reported outcomes (PROs) are defined as
... "a measurement of any aspect of a patient's health status 

that comes directly from the patient (i.e., without the interpretation

of the patient's responses by physician or others) 1,2

Patient Reported Outcome (PRO)
Components

Social Impact
Activities of 
Daily Living

Emotional/
Cognitive ImpactQuality of Life

(QoL)

Leasure/
Recreation

Symptoms and 
side effects

PRO - Komponenten

Patient satisfaction
Treatment/service
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The International Classification of 
Functioning, Disability and Health (ICF)

• The ICF (WHO, 2001) is a classification of health 
and health-related domains.

• A health condition is a global term for disease, disorder, injury 
or trauma, and may also include other circumstances, such as 
ageing and stress. Health conditions are coded using ICD-10. 

• The ICF domains are classified from body , individual and 

societal perspectives by means of two lists:

(a) a list of body functions (e.g. physio- and psychological 
functions of body systems) and structure (anatomical parts)

(b) a list of domains of activity ( the execution of a task or action) and 
participation (involvement in a life situation including family and social life, 
community life, working life)

www.who.int/classifications/icf/en/

Model of Functioning and Disability (WHO)

The (re-)integration of individuals with disabilities, chronic health conditions, diseases 
and handicaps into working life is one important aspect of participation according to the 
ICF). 

Health Condition
(disorder or disease)

Participation
(Restriction)

Body Functions & 
Structures (Impairment)

Activities
(Limitations)

Environmental Factors Personal Factors

Model of Functioning and Disability, WHO 2001
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Patient Reported Outcome (PRO)
Methodological approaches

• How can the components of PROs be assessed in a valid, 

reliable and practical way?

• What is the aim of the assessment (u.a. Clinical purpose,

screening, study)?

• What is/are a good time points for the assessment o f PROs?

• What can the institution offer to patients after PR Os were 

assessed?

Patient Reported Outcome (PRO)
Methodological approaches

Structured
Telephone-Interview

Paper and pencil 
questionnaire

Computer, Touchscreen

Structured
face to face-Interview 
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Patient Reported Outcome (PRO)
Methodological approaches

Patient Reported Outcome (PRO)
Methodological approaches

Implementing touch screen
technology for the recognition
of distress

NCI-designated 
Comprehensive 
Cancer Center 
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Patient Reported Outcome (PRO)
Methodological approaches

Telephone monitoring & 
written patient information
significantly reduced overall 
distress, anxiety and 
depression compared to 
written patient information 
alone.

Patient Reported Outcome (PRO)
Questionnaires

Which questionnaire should be used?

Important questions:

• Cancer specific (e.g. EORTC-QLQ-C30) or generic (e.g. SF-8) sein?

• Cancer site specific?

• Comparisons with other (cancer) patient groups or non-cancer 
individuals?

• Problem-specific or broad?

• How and by whom will the questionnaire be analyzed?
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Visual analogue scale for the screening of the 
level of distress

Validation has shown that a score between 4 or 
5 or greater is equivalent to a level of significant 
distress

Problem list for the screening of potential 
causes for distress:

• Physical Problems
• Practical Problems
• Family Problems
• Emotional Problems
• Spiritual Problems

�

�

�
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NCCN DISTRESS THERMOMETER AND PROBLEM LIST : Treatm ent Guideline

Waiting room Oncology Office

Referral

Moderate - Severe
distress

Mental
Health

Social Work

Pastoral
Counseling

Oncology Team

Mild distress 

Assessment
by Primary
Oncology Team

Referral

>5

<5

Use of the Distress Thermometer in Referral
to psycho-oncological interventions

Screening
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Effectiveness of the ScreeningEffectiveness of the Screening
Does the use of the NCCN distress thermometer improve psychosociDoes the use of the NCCN distress thermometer improve psychosocial health care?al health care?1

• Only few studies about the effectiveness of the distress thermometer 

for improving psychosocial health care

• Study of the NCCN:

• Distress thermometer is not frequently used (in 8 of 18 clinics)

• If the distress thermometer was used, it was used only among few
patient groups such as patients with hematological malignancies

• Cooperating clinics said the distress thermometer was not practical for 
the daily use

• No improvement for the psychosocial health care was  found 
unless additionnal personnel ressources had been re alized

Jacobsen & Ransom, JNCCN 2007

Future recommendationsFuture recommendations
How can the use of the distress thermometer be improved?How can the use of the distress thermometer be improved?

• Development and implementation of computer-based versions of the 

distress thermometer including the  von computerisierte Versionen 
mit gleichzeitigem Aufzeigen der Zuständigkeit für die Versorgung

• Development and transfer of guidelines into clinical practice 

• Screenings should be based on the individual conditions and 

psychosocial resources in a clinic or health care facilities.

• Development and improvement of multimodal psychosocial 
interventions.
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Thank you for your attention!

Kontakt
Anja Mehnert, Ph.D.

Department of Medical PSychology, Centre for Psychosocial Medicine

University Medical Center Hamburg-Eppendorf

mehnert@uke.de

Research group for psycho-oncology and palliative c are
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