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Abstract

Purpose: To determine the importance of different contact persons for patients with metastatic solid tumours
treated in a community-based oncology group practice. Methods: Psychosocial distress was measured between
04-07/2009 using the distress thermometer and problem list. All patients were asked 3 questions: To whom do
you talk, when you are distressed? Which persons are helpful to reduce your distress? How did helpful persons
help you? Results: 202 patients with a median age of 68 years (37-85) completed the interview. Most important
contact persons named by patients were: oncologist (84%), partner (71%), children (64%), friends (53%) and
general practitioner (52%). The most helpful persons were oncologist (97%), friends (94%), partner (92%),
children (92%) and general practitioner (91%) and the most important qualities of help were listening, patience
and mindfulness. The most important qualities of help from the oncologist were: therapy, listening and
information/advice. Conclusion: Patients with metastatic solid tumours use a helping network of contact persons
when they are distressed. The oncologist, partner, children, friends and general practitioner are key persons.
Training of oncologists in distress management is of utmost importance. Furthermore the patient's network
should be strengthened by improving the information flow and by continuous support for the main caregivers.
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1. Introduction

“Distress is a multifactorial unpleasant emotional experience of a psychological (cognitive, emotional,
behavioural), social, and/or spiritual nature that may interfere with the ability to cope effectively with cancer, its
physical symptoms and its treatment. Distress extends along a continuum, ranging from common normal feelings
of vulnerability, sadness and fears to problems that can become disabling, such as depression, anxiety, panic,
social isolation, and existential and spiritual crisis.” This quotation from the NCCN's distress management
manual (NCCN Guidelines for Supportive Care - Distress Management, 2011) summarizes effectively the
problems we are dealing with in a significant number of patients with cancer. We know from studies that 20-40%
of cancer patients suffer at least from one form of distress during the course of their disease. Reports suggest that
25-50% of patients have psychological problems, with at least 25% meeting the criteria for either a major
depressive disorder or adjustment disorder with depressed mood (Derogatis et al., 1983; Sellick & Crooks, 1999).
In patients with metastatic solid tumours distress is present in almost every patient during the course of the
disease, because of myriads of possible disease- and therapy-related symptoms and the fact that the vast majority
of patients will, despite therapy, eventually die due to disease progression. The key questions during the
patient-oncologist-relationship are whether distress is present, how severe distress is judged by the patient and
which areas of distress are involved. We know from several studies that the personal judgement of oncologists,
whether a patient is distressed or not is fairly incorrect and misjudgements may be as high as 35% (Newell,
Sanson-Fisher, Girgis, & Bonaventura, 1998; Passik et al., 1998; Fallowfield, Ratcliffe, Jenkins & Saul, 2001).
Therefore different distress screening instruments have been developed, validated and implemented in routine
care during the last 10 years. One of the most frequently used short screening instruments is the NCCN's distress
thermometer (DT) and problem list (PL) (Holland, 2003; Jacobsen et al., 2005; Mitchell, 2007). This screening
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instrument has been successfully used and has shown robustness not only in hospital settings but also in the
community based oncology group practice (Mergenthaler et al., 2011). If distress is detected, several other
questions arise within the oncology team:

- Is intervention necessary?
- Which intervention should be applied?
- Who should intervene?

- Is the intervention by the oncology team sufficient or should other disciplines (e.g. psychiatry, psychology,
social services, clergy) be contacted?

During the last 25 years more than 350 community based oncology practices with more than 600 medical
oncologists have been founded in Germany caring for more than 500.000 cancer patients per year (BNHO, 2010).
From the patient's point of view community based oncology practices have a couple of advantages compared to
clinical settings:

- Patients are cared for by experienced oncologists on a consultant level

- There is continuity in the patient-doctor-relationship throughout the course of the disease sometimes over a
decade or even longer

- Patients are treated in close proximity to their homes

Disadvantages compared to large cancer centres may be that helping services dealing with distress management
like psychiatry, psychology or social services are not always within one building and may not be approachable in
a timely manner due to personal shortages. Thus it was the aim of this survey to learn more about the supporting
network concerning distress management of patients with metastatic solid tumours who receive routine treatment
in a community based oncology group practice.

2. Methods

The study was conducted by the Institute for Health Care Research in Oncology (InVO), Koblenz, Germany. It
took place in a community based oncology group practice in Koblenz, where 5 medical oncologists are caring
for 4000 patients per year. Patients with metastatic solid tumours visiting the practice between 01/04/2009 —
31/07/2009 were informed and gave written informed consent before they were interviewed in a separated room
of the InVO. The standardized interview was developed by InVO.

Patients were asked 3 questions:

1. To whom do you talk, when you are distressed?
This was an open-ended question and the patient had to answer spontaneously without additional help. No
predefined answers were told or shown after the question, the patient named his or her important contact
persons freely. Thereafter a list of possible contact persons was shown to the patient (table 1) and the same
question was asked again (aided).

2. Which persons are helpful to reduce your distress?
While answering this question the patient chose from a list of possible contact persons (Table 1).

3. How did helpful persons help you?
The patient chose from a list showing different qualities of help (Table 2).
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Table 1. List of possible contact persons

Partner

Children

Family members

Friends

Oncologist

General practitioner

Psychotherapist

Clergy

Nurse / male nurse

Counsellor: cancer information centre
Counsellor: rehabilitation

Counsellor: social services of non-profit organizations
Counsellor: social services of health insurances
Member of self-help group

Hospice staff member

Table 2: List of different qualities of help

Listening / interest
Patience

Mindfulness / understanding
Organization / help at home
Giving hope

Care / helpfulness
Information / advice
Diversion

Sympathy

Security / confidence
Dedication

Friendliness / enjoyment

Openness / honesty

All data were collected in a database and analysed statistically using SPSS. Frequencies, medians and means
were computed; mean differences were tested for statistical significance by t-tests for independent samples and
by single factor variance analyses (ANOVA).

3. Results
3.1 Patient Characteristics

Between 04-07/2009 a total of 229 patients were approached of whom 27 (12%) refused the interview. 202
patients with a median age of 68 years (37-85) were interviewed. Patient characteristics are shown in table 3. The
majority of patients suffered from metastatic cancers of the breast (40%), colon/rectum (11%), prostate (10%),
lung (7%), ovary (5%) and renal cancer (7%). Concerning therapy 55% received palliative chemotherapy (41%
iv, 14% oral), 17% antihormonal therapy, 10% a bisphosphonate and 6% immunotherapy. By the time of this
writing (April 2012) 120 of the 202 patients (59%) have died. The median overall survival since diagnosis of
metastasis was 58 months (3 - 288+). There was no statistically significant difference in the median survival time
of men (57 months) and women (60 months) or between age groups (46 — 65 months).
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Table 3. Patient characteristics

Age groups

less than 50 years 9%
50 - 59 years 19%
60 - 69 years 32%
70 - 79 years 34%
80 years and older 5%
Median: 68 years (37 - 85)

Gender

male 35%
female 65%
Tumour site

breast 40%
colon + rectum 11%
prostate 10%
lung 7%
renal cancer 7%
ovary 5%
cancer of unknown primary (CUP) 3%
pancreas 3%
skin 2%
cervix / uterus 2%
stomach 2%
others 6%
Type of therapy

chemotherapy iv 41%
antihormonal therapy 17%
oral chemotherapy 14%
bisphosphonates 10%
immunotherapy 6%
watchful waiting 6%
therapy break 3%
diagnosis (no therapy) 1%
best supportive care 0,5%
radiation 0,5%
Cases of death within 21-24 months

cases of death 59%
survival rate 41%

3.2 Distress Outcomes

Concerning distress the mean distress level was 4.4 with 30% of patients scoring above 5, thus fulfilling criteria
for intervention according to the “Working Committee Psychooncology of the German Society for Haematology
and Oncology (Arbeitskreis Psychoonkologie der DGHO)” (Mehnert, Miiller, Lehmann & Koch, 2006). Women
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(4.6) showed a higher distress level compared to men (3.8) (p=0.038). Statistically not significant was the mean
difference between age groups, maybe due to lacking statistical power of the conducted ANOVA. To enhance the
power only two groups of younger (68 years and younger) and older patients (older than 68 years) according to
the median age were analysed. Older patients showed less distress (4.1) than younger (4.6) but the computed
t-test also failed to reach statistical significance. Further variance analyses showed no significant association
between type of therapy and level of distress or between tumour site and level of distress. Patients who died
during the observation period (4.3) and patients who survived (4.4) scored quite comparable, therefore no
association between survival (from a retrospective view) and distress could be confirmed. The proportion of
persons scoring above cut-off (>5), which means they experience significant distress, is depicted in table 4.

Problems most frequently described were physical (92%), emotional (63%), practical (14%), family (12%) and
spiritual (4%).

Table 4. Proportion of patients scoring above cut-off (>5)

Total 30%
Age groups

less than 50 years 37%
50 - 59 years 33%
60 - 69 years 28%
70 - 79 years 31%
80 years and older 18%
Gender

male 23%
female 34%
Tumour site

breast 38%
colon + rectum 30%
prostate 30%
lung 33%
renal cancer 13%
ovary 27%
others 21%
Type of therapy

chemotherapy iv 35%
antihormonal therapy 26%
oral chemotherapy 25%
bisphosphonates 20%
immunotherapy 21%
watchful waiting 31%
others 45%
Death within the observation period

death 31%
survival 29%
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3.3 Support persons

The 6 most important contact persons (question 1) were as follows: oncologist (84%), partner (71%), children
(64%), friends (53%), general practitioner (52%) and family members (45%).

O spontaneous M aided

Partner | 60% -1
Children | 52% -6
Friends | 37% | PEREDA

General practitioner Z=52%

Family members T=45%

Counselor: cancer centre _ 2=13%

Psychotherapist |:- 2=12%

Member self-help group @. 2=9%

Clergy |-)2=8%
Other practitioner Z=7%

Nurse / male nurse [l X=6%

Counselor: rehabilitation |. 2=5%

others /] z=8%

Figure 1. Most important contact persons (question 1)
spontaneous: open-ended question without predefined answers
aided: repetition of the question and presentation of a list of possible contact persons

The distribution of contact persons according to age and gender revealed that the oncologist is an equally
important contact person for all age groups and both genders.

Differences between genders were observed and showed that women use more often their children, whereas men
use most frequently, beside the oncologist, their spouses as contact persons. Women use more frequently friends,
family members, psychotherapists, and self-help groups. Generally women use significantly more different
contact persons (4.6), compared to men (3.9) (p=0.019). Younger patients more often seek help in friends and
family members, whereas older patients tend to contact more often their children. Younger patients contact more
often psychotherapists or self-help groups.

The 6 most helpful persons (question 2) named by more than 90 patients were as follows: oncologist (97%),
friends (94%), partner (92%), children (92%), general practitioner (91%) and family members (88%). Overall
contacts to psychotherapists, counsellors (cancer centre) and self help groups were described as slightly less
helpful.

3.3 Qualities of Help

The 5 most important qualities of help (question 3) were: listening, patience, mindfulness, giving hope, and help
at home. The 5 most important qualities of help from the oncologist were: therapy, listening, information/advice,
mindfulness and giving hope. A detailed analysis of the qualities of help is depicted in table 5.
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Table 5. Most important qualities of help

Partner  Children nlfealigle};s Friends  Oncologist rfcetlilteigﬂer

(n=131)  (n=119) (n=60) (n=101) (n=165) P (1=96)
Listening/ interest 58% 60% 63% 65% 38% 49%
Patience 43% 31% 25% 33% 13% 16%
Mindfulness 41% 31% 36% 39% 21% 26%
Organization/ help at home 33% 26% 33% 10% - -
Giving hope 37% 28% 21% 24% 19% 18%
Care/ helpfulness 11% 14% 11% 7% 2% 9%
Information/ advice 5% 12% 9% 13% 37% 32%
Diversion 4% 6% 4% 15% - -
Security/ confidence 2% 2% - 2% 18% 10%
Therapy - - - - 56% 4%

4. Discussion

Distress and distress management is an important issue in oncology, especially in patients with metastatic solid
tumours. Studies reveal that almost all patients in this group show some form of distress with 20-40% of patients
scoring above average (NCCN Guidelines for Supportive Care - Distress Management, 2011; Derogatis et al.,
1983; Sellick & Crooks, 1999; Mergenthaler et al., 2011). Highest psychological distress has been reported in
patients with metastatic solid tumours receiving chemotherapy (Herschbach et al., 2008). In western societies
more and more patients with cancer are treated in the community close to their living homes. During the last 25
years more than 350 oncology group practices with more than 600 oncologists have been founded in Germany
caring for more than 500.000 patients per year. Advantages are that patients are treated close to their homes by
experienced oncologists and that there is continuity of care, which is especially important in patients with
metastatic solid tumours. A study looking at patients with inoperable lung cancer found that one of the most
distressing concerns of patients was no continuity of patient care in the hospital setting (“too many doctors are
caring for me”). More than one quarter reported significant distress caused by the health system (Tishelman,
Loévgren, Broberger, Hamberg & Sprangers, 2010). Disadvantages compared to cancer centres may be that
consultation visits are often short due to time constraints and psychosocial services are understaffed or too far
away leading to a shortage of psychosocial support in routine care. No data exist so far which contact persons are
important for patients with metastatic solid tumours concerning distress-reduction, who are treated in a
community based oncology practice.

We undertook this study to ask our patients whom they call on most frequently when they are distressed to learn
more about the supporting network of patients with metastatic solid tumours who are treated outside academic
centres in routine care:

- To whom do you talk, when you are distressed?
It was interesting for us to see that nearly all patients have some form of a supporting network and that the
oncologist, partner, children, general practitioner and family members play a major role in this network.

- Which persons are helpful to reduce your distress?
The oncologist, friends, partner, children, general practitioner and other family members were considered
most helpful in distress reduction.

- How did helpful persons help you?
Listening, patience, mindfulness and giving hope were the main qualities of help in all contact persons.
Therapy, information and advice were additional main qualities of the oncologist but listening, mindfulness
and giving hope were also considered important qualities of help.
Within this supporting network qualities of help are distributed differently between doctors and main care
givers. Certain qualities are demanded predominantly from partners, children, friends and family members,
others are expected mainly from the oncologist and general practitioner. But there are only a few qualities
which belong exclusively to a certain group of supporters, i.e. therapy, help at home or diversion.
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4.1 The Task of the Oncologist

These findings underline the patient's wish that cancer care for the whole patient is demanded from the
oncologist. The 2007 report from the Institute of Medicine, which is based on randomized clinical trials, reviews
and metaanalyses, clearly pointed out that quality of cancer care must integrate psychosocial needs of the
patients in routine care (Adler & Page, 2008). A well functioning doctor-patient communication correlates with
numerous aspects such as enhanced quality of life, medical adherence and patient satisfaction, whereas
malfunctioning communication is associated with increased levels of anxiety, depression, anger and confusion
(Holland, 2003; Lerman et al., 1993; Heussner, Huber & Sellschopp, 2006; Lehmann, Koch & Mehnert, 2009).
If terminal ill cancer patients are asked what matters most in end-of-life care, they say that trust and confidence
in the doctors looking after them is most important and that information about the disease should be
communicated by the doctor in an honest manner (Heyland et al., 2006).

Within a team of specialists caring for patients with metastatic solid tumours the medical oncologist plays a
central role concerning diagnosis, prognosis, therapy and continuing communication with patients and relatives.
Patients and relatives rely and trust on the experience and knowledge of their oncologist concerning state of the
art diagnostic procedures, surgical options, chemotherapy, immunotherapy, targeted therapy, radiotherapy,
supportive therapy and palliative care. Besides that, patients and relatives expect communication skills, empathy,
sensitivity and mindfulness to explain treatment options, symptom management and skills concerning distress
management. During medical training much emphasis is put on training in diagnostic procedures, pharmacology,
biochemistry, molecular biology and their clinical application to most effectively achieve a cytotoxic effect on
the tumour.

The effectiveness of such interventions is measured in response rates, progression free and overall survival. The
focus of the oncology training thus in the western world is to become an expert in somatic medicine with two
main goals: Cure and prolongation of life.

Therefore questions from the patient's point of view, especially from patients with metastatic solid tumours,
where cure is rarely achieved, may frequently be overlooked: How long may I live with this cancer? What means
quality of life for me? Which therapy associated side effects am I prepared to accept? What are the main goals
for me now in life? Which goals do I want to achieve? Which goals are realistic? Who may be of help to me
apart from the oncology team? Who may be part of a network of people supporting me when life gets tough?

These essential questions can only be heard and dealt with if the oncologist is trained in communication and
distress management skills. From studies we know, that the judgment of oncologists whether patients are
distressed or have psychiatric co-morbidities is fairly incorrect (Newell et al. 1998; Passik et al., 1998;
Fallowfield et al., 2001). Therefore measuring distress using validated self reporting instruments like the DT and
PL is necessary for every oncologist caring for patients (NCCN Guidelines for Supportive Care - Distress
Management, 2011). Measuring and qualifying distress enables the oncologist to answer important questions:

Is significant distress present?

Which are the causes of distress?

- Is intervention necessary?

Does the patient wish intervention?

Who should intervene?

Especially the last questions are important for the oncologist to decide whether the options of intervention of the
oncology team are sufficient or if other services (e.g. psychiatry, psychotherapy, psychology, social services,
clergy) are needed. A study from Australia reported that 33% of oncologists with direct patient contact
complained about high levels of emotional exhaustion. The main predictors of burnout were dissatisfaction with
leave arrangements for recovering from burnout, increased hours of patient contact and perceived need for
communication skill training (Girgis, Hansen & Goldstein, 2008). Thus from the patient's and oncologist's point
of view it deserves high priority to observe the above mentioned requirements for a high quality patient care in
oncology.

4.2 The Role of Relatives and Friends

Relatives and friends play a central role within the supporting network for patients with metastatic solid tumours
in our survey. This is supported by a study in terminal ill cancer patients who received end-of-life care in
hospitals, where the majority of patients had family members or friends who visited them regularly in hospital
(Girgis et al., 2008). Another study in women with advanced breast cancer found positive social support by
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relatives and friends associated with significantly less life stress (Koopman, Hermanson, Diamond, Angell &
Spiegel, 1998).

In a study looking at psychosocial needs of close relatives of women under treatment for breast cancer most
relatives demanded honest treatment information and complained about difficulties with confidence in health
care professionals. The majority suffered from distress and a significant proportion from anxiety and depression
(Schmid-Biichi, van den Borne, Dassen & Halfens, 2011). Thus honest information about treatment options and
prognosis for patients and relatives must be an integral part of patient care in oncology. Psychosocial needs for
relatives and friends should always be remembered.

4.3 The Role of the General Practitioner

The general practitioner was considered one of the most important contact persons by the patients concerning
distress management and distress reduction within our survey. This underlines the importance of communication
and information flow between the oncologist, relatives, friends and the general practitioner who looks after the
patient at home.

4.4 The Role of Psychotherapists

It was interesting for us to see, that within this group of severely ill patients only 12% named psychotherapists as
helpful persons, although all patients were offered the opportunity to get in contact to a psychotherapist. This
may be due to the fact that all patients lived in families or with partners and therefore felt that they had sufficient
emotional support from relatives and friends. Another explanation may be the fact that each of the 5 oncologists
had more than 20 years of communication experience in oncology and was qualified in palliative care and
psychopharmacotherapy and therefore was functioning as a psychooncologist as well. We like to speculate that
the question how many patients do need psychotherapy is dependent on psychiatric comorbidity, and on the
quality and quantity of emotional support the patient receives from other sources (relatives, friends, general
practitioner and oncologist). Especially important are continuity of care and experience and communication
skills of the oncologist.

Limitations of our study are that it was carried out in close proximity to the place of treatment and that the
interview was performed by personnel of InVO which may have influenced the answers of the patients
concerning the importance of the oncologist. On the other hand one has to consider the severe illness of our
patient cohort (59% have died at the time of this writing) and the fact that this study would have been difficult to
conduct by an external research company due to a lack of trust and confidence and necessary additional
arrangements between patients, caregivers and unknown personnel of a research company. An anonymous
patient self-report may have reduced the number of patients who were willing to participate and the
completeness and quality of the answers.

The disparity between spontaneous and aided nominations of oncologists and general practitioners may be due to
the fact that these severely ill patients see their oncologist and general practitioner very frequently and thus may
view these contacts as “normal”. An answering bias concerning this question can’t be excluded.

5. Conclusion

In conclusion this is the first report showing the importance of the supporting network for the coping process of
patients with metastatic solid tumours who are cared for in a community based oncology practice. Most
important persons from the patient's point of view are the oncologist, partner, children, friends and general
practitioner. The majority of patients demand from their oncologist care of the whole patient including
psychosocial aspects of care. Patients demand empathy, trust, confidence and continuity of care. Thus we
conclude that it is of utmost importance to train communication and distress management skills in oncologists.
Furthermore we learned that it is equally important to strengthen the patient's network by intensifying the
information flow and communication between all persons involved and by supporting the main caregivers.
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