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Executive Summary 

Background to this project 
In October 2015, the Loddon Mallee Integrated Cancer Services (LMICS) supported funding 

for Echuca Regional Health (ERH) to conduct an evaluation of the effectiveness of Supportive 

Care Screening (SCS) provided to people attending the rural ambulatory cancer services.  

SCS was introduced as a change in practice in 2011.  SCS is conducted using a tool 

developed in accordance to the National Cancer Council Network (NCCN) guidance for 

evidence based practice.  The tool commences with a subjective measure of distress on an 

eleven point (0-10) visual thermometer, with a person experiencing cancer.  Accompanying 

this distress measurement is a problem checklist, offering an opportunity to identify which 

aspects of a person’s life may be underpinning felt distress.  A distress level greater than or 

equal to four is considered high distress and warrants strong consideration for a referral to 

psychosocial or other services deemed appropriate by the screening clinician.  

Methodology 
The evaluation was led by the Rural Health Academic Network (RHAN), Department of Rural 

Health at the University of Melbourne and composed of three forms of data collection: a 

retrospective medical file audit; consumer questionnaire and focus group.  All data was 

collected and analysed by RHAN with full ethics approval provided by Goulburn Valley Health 

(GVH) Human Research Ethics Committee (HREC). 

Findings 
The prevalence of high distress was 40% amid the file audit cohort with peaks in distress 

noted at diagnosis and end of treatment.  Referral rates however, were low and not predicted 

by distress.  Moreover, screening a person more than once failed to show that distress can be 

mitigated through a referral to psychosocial or other service providers.  In contrast to this, 

the consumer questionnaire revealed much higher rates of service use, indicating that 

referrals are instigated from multiple sources in the cancer treatment process outside of SCS. 

Strong gender variances emerged in the questionnaire data, identifying the need to further 

investigate.  A male focus group confirmed the initial findings that suggested men feel less 

supported than women in their cancer care and find the information provided to be less 

helpful despite accessing care more frequently.  Men were more likely to experience a lower 

quality of life than women, yet were less likely to receive a referral of any kind.  The entire 

cancer experience was more likely to have a negative impact on a man than it was for a 

woman. 

Conclusion 
This evaluation found that SCS accurately detects distress; however the follow up attempts to 

mitigate that distress are suboptimal, particularly for men.  Improvements to the SCS process 

may be garnered through implementing the key recommendations outlined in this report.  

 

 

 



6 | P a g e  
 

Key Recommendations 
1. Consider an alternative nutrition risk screen on the SCS tool. 

2. Develop a prompt on the SCS tool that links the results (distress and referrals) from 

previous screens to ensure a continuum of care. 

3. Insert an opportunity to record a ‘reason for referral refusal’ on the SCS tool to ensure 

reflective practice is holistic, particularly important for ‘high distress’ results. 

4. Review SCS Policy and Procedure to reflect peak distress. 

5. To continue screening by the preferred face to face modality where appropriate. 

6. Review service coordination processes across the health service to improve access to 

services. 

7. Consider a tailored approach to providing health information and supportive care to 

males. 

 

 

Glossary of Terms 
CSN  Cancer Support Nurse 

DT  Distress Thermometer 

EORTC European Organisation for the Research and Treatment of Cancer 

ERH  Echuca Regional Health 

GVH  Goulburn Valley Health 

HREC  Human Research Ethics Committee 

LMICS  Loddon Mallee Integrated Cancer Services 

MBCN  McGrath Breast Care Nurse 

NCCN  National Comprehensive Cancer Network 

PTSD  Post-Traumatic Stress Disorder 

QoL  Quality of Life 

SCS  Supportive Care Screening 

VAS  Visual Analogue Scale 
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Background 
Contemporary oncology medicine offers enhanced screening and treatment strategies (1) that 

result in earlier diagnosis, increased survivorship and consequently, an increase in the 

demand for optimal post medical treatment and imperatively, psychosocial care (2).  More 

than most chronic conditions, a cancer diagnosis has the ‘…greatest potential to cause 

psychological morbidity’ (3), an outcome often overlooked amid a hectic biomedical treatment 

regime (4).  

Echuca Regional Health (ERH) provides rural ambulatory cancer care to an estimated 

consumer base of 45000 people (5).  One third of Australians with cancer live in rural areas 

(6) which includes 30% of all women with breast cancer (2).  Rural Australians are known to 

experience poorer treatment and social outcomes as a result of their cancer (for example, 

financial changes, reduced employment, disability stigma, cultural and spiritual support) (6-

12), accounting for the 5-7% lower survival rates (13).  Furthermore, rural people lack 

confidence and are fearful of being treated by a perceived poorly qualified workforce (14).  

Rurality alone therefore, is a risk factor for poor psychosocial outcomes (15).   

Psychological morbidity may be expressed as: anger; grief; tension; depression; fatigue (14, 

16, 17); Post-Traumatic Stress Disorder (PTSD) (18); anxiety; sexual relationship changes 

(7, 9, 19); helplessness, hopelessness or spiritual crisis (4, 20, 21), otherwise termed 

‘demoralisation’ (22) relating to an existential assessment of life meaning and a lowered self-

esteem (3, 22); self-blame (7); embarrassment (22); fear of impending treatment and follow 

up appointments (23, 24); isolation (8, 25, 26); non-expression of negative emotions or 

“more silence” (4, 21); living with the threat of recurrence (9, 24); extensive travel for 

treatment (8, 15) and subsequent lack of family support, leading to boredom and loneliness 

(14).  The term ‘distress’  is frequently used to describe this psychological morbidity as it is 

considered ‘…more acceptable and less stigmatizing than “psychiatric”, “psychosocial” or 

“emotional”; sounds “normal” and less embarrassing [and] can be defined and measured by 

self-report’ (27). 

For almost two decades, the National Comprehensive Cancer Network (NCCN), an alliance of 

26 of the world’s leading cancer centres (28), has guided ambulatory cancer care practice.  

This body has led the industry to recognize and measure distress as the sixth vital sign 

(alongside: temperature; pulse; respiratory rate; blood pressure; pain) in routine cancer 

nursing care (29, 30).  Consequently, distress screening is now commonly performed using a 

measurement tool comprising two components: a distress thermometer (DT) and a problem 

checklist (31) (see Appendix 1).  Ideally, distress screening will occur at multiple time points 

in the cancer care continuum, considering it is understood that distress can occur at any point 

from initial diagnosis through to the completion of treatment and beyond (17, 26, 31).  

ERH has adopted this distress screening process, known as Supportive Care Screening (SCS) 

and trained supportive cancer care nurses to use the tool.  The evidence suggests that a self-

reported score of four or more on the eleven point DT visual analogue scale (0-10), is 

considered consistent with moderate to severe distress, that requires further evaluation to 

identify specific risks impacting the person (31-33).  The accompanying problem checklist, 

also self-reported, offers an opportunity to indicate which physical, social or emotional 

component has impacted current distress (31), allowing the reviewing clinician to consider a 

referral to a psychosocial or alternative appropriate services (29).  Intervening when cancer 

related distress is elevated is known to have a positive impact on quality of life (QoL (31).   
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The ERH SCS policy (see Appendix 2) outlines multiple time points in the treatment process, 

where distress screening should occur.  Screening measures distress (DT), identifies the 

meaning for that distress (problem checklist) and allows clinicians to make appropriate 

referrals.  To date, despite broad application of the DT, limited evidence exists in its value 

(34). In addition there is an identified lack of clarity in the literature, around optimal 

screening times that mirror predicted distress peaks and troughs for each tumour stream (4, 

6, 24, 26, 34, 35).  

The overall aim of project is to evaluate the effectiveness of the ERH SCS in identifying and 

appropriately referring rural ambulatory cancer care consumers with high levels of distress. 

Further, this project will measure the number and characteristics of consumers who have 

been screened for distress; the magnitude of that distress; peak times of distress; the 

number and type of referrals received in an attempt to mitigate that distress and changes 

over time in levels of distress. 

Methodology 
The study was conducted with a mixed method design incorporating quantitative and 

qualitative data collection strategies including an extensive file audit, a consumer self-report 

questionnaire supplemented by a focus group to enable in depth analysis of the key themes 

identified in the questionnaires. 

Setting  

SCS was introduced at ERH in November 2011 as standard supportive care provided to 

people with cancer.  Initially, an ERH Cancer Support Nurse (CSN) completed SCS training 

from the Loddon Mallee Integrated Cancer Services (LMICS) consortia in October 2010 and 

subsequently trained other CSN’s onsite prior to this implementation.  SCS is conducted at 

multiple points in time for a person accessing cancer services (See Box 1 below), as per the 

written policy accompanying this change in service delivery. The SCS policy was reviewed and 

updated in September 2014, to include a mandatory letter to treating General Practitioner’s 

(GPs) advising patient recruitment into cancer services.  Furthermore, the SCS tool was 

modified and Version Two (MR/286) superseded the draft version in January 2015. 

Box 1.  Echuca Regional Health Supportive Care Screening Time Points (as per policy): 

Optimal care at ERH is to undertake SCS at the following time points 

McGrath Breast Care Nurse (MBCN) and Cancer Support Nurse (CSN) 

 Admission to service 
 Within 6 weeks post completion of chemotherapy/treatment 
 3, 6 and 12 months post treatment 

 Any time point where there has been a change in condition such as 
disease progression, change in treatment or patient identifies distress 

 Discharge from service 

 

Chemotherapy nurse/MBCN/CSN 

 At 2nd cycle of chemotherapy 
 3 monthly for ongoing regimes 

 Change of condition or treatment regime 
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In acknowledgement of the growth in service delivery, in particular the high numbers of 

people accessing care as a result of breast cancer, a McGrath Breast Care Nurse (MBCN) was 

employed in April 2012 to complement the team.  This nurse undertook onsite training in the 

use and implementation of SCS.  Largely all screens are completed in person; allowing the 

person with cancer to self-report distress on the thermometer before discussing the problems 

associated with that distress.  However, if it is deemed by the nurse that a patient is 

competent in completing the tool on their own, then it may be mailed with a reply paid 

envelope.  Returned screens are then reviewed by the appropriate supportive care nurse. 

Inclusion Criteria  

Consumers aged between 18 and 100 years who accessed the ERH ambulatory cancer 

services during the period from November 2011 through until 18 November 2015.   

Exclusion Criteria  

All participants that met the inclusion criteria were included in the file audit, however those 

identified as deceased or in end of life care during the study period, were excluded from the 

questionnaire and focus group. 

File Audit 

The file audit was conducted to determine the level of distress in this population (as 

measured by the distress thermometer); what the potential causes of distress were (problem 

checklist) and if referrals were made in an attempt to mitigate that distress.  In addition, the 

audit indicated the frequency of screening for a single person, as a means of assessing 

adherence to the set policy. For participants with multiple screens, the audit allowed 

comparison of distress levels and referrals for each individual.  All identified files were audited 

by two trained researchers and validation was assessed with two people completing separate 

data entry to ensure quality control.   

Self-reported Questionnaire 

To determine the delivery and effectiveness of SCC from the participant’s perspective a self-

report questionnaire was developed for this project to describe the characteristics of the 

group; the level of awareness about the measure of distress; who provides the information 

needed to support cancer care; how effective that information is and what impact this process 

has had on mitigating distress or improving quality of life (QoL). Each questionnaire was 

branded with the participants’ Universal Record (UR) number before mailing, enabling data 

matching to the file audit. The questionnaire contained five domains:  

1. Participant demographic information 

2. Cancer type, time since diagnosis, treatment received and cornerstone of care.   

3. Participant experiences with accessing ERH cancer support services including level of 

helpfulness of the service, referrals, waiting times, attendance and usefulness of those 

referrals.   

4. Current distress – assessed using the distress thermometer  

5. QoL assessment incorporating the European Organisation for the Research and 

Treatment of Cancer (EORTC) QOL-C 30.  This self-reported assessment consists of 30 

items and carries validity for the specific QoL aspects relevant to people with cancer 

(36).  
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Focus Group 

Participants were invited to complete an additional section contained within the mailed 

questionnaire, consenting their willingness to be followed up by the research team for an 

interview or participation in a focus group. 

Ethical Approval  

Ethics approval was obtained from the Goulburn Valley Health Human Research Ethics 

Committee (GVH HREC) (approval number HREC/GVH44/15) and registered with the 

University of Melbourne Human Ethics Advisory Group (HEAG). 

Analysis  

All data was entered by two members of the research team into a password protected 

Microsoft ACCESS database and then transferred to STATA© software.  Descriptive, 

univariate and multivariate statistics were used to determine the outcome measures in the 

quantitative data.  Focus group data was audio-recorded, transcribed and field notes taken.  

Two researchers read the transcripts independently and then conferred using thematic 

analysis to identify issues in major categories and sub categories. 

Results 

File audit sample 

Based on data available at ERH in November 2015, it was anticipated that 260 people with a 

diagnosis of cancer would have received SCS since its implementation and thus be eligible for 

this study.   

The medical file auditing process began with an extraction of screened patients from the 

onsite oncology department database.  From this, 140 patients receiving CSN and 122 

patients receiving MBCN care were available for auditing (262 files).  Nineteen files could not 

be located, or did not contain the screens as reported in the database.  In total, 243 records 

were audited containing 353 screens.  A total of 16000 data points were entered, 53 errors 

were recorded, resulting in a 0.33% error rate.  A satisfactory level of accuracy was therefore 

achieved.   

Supportive care screening that occurred throughout the four years under review (screens 

dated from 20th December 2011 through to 12th November 2015) covered service admissions 

from 19th March 2009 to 9th November 2015, offering breadth to the study sample.  The 

MR/286 was completed 17.8% (n = 43) of the time, thus 82.2% of the sample came from the 

draft version of the SCS tool where slight variations in the problem checklist exist.  Screening 

was completed ‘in person’ more frequently than by phone (198, 81.5 %).  

On average the audit cohort were 66 years of age and largely represented by females (175, 

72.6%) as a consequence of the high rates of breast cancer (124, 51%).  Colorectal cancer 

represented the next largest group (32, 13.2%) with all other tumour streams identified in 17 

(7%) or less people.  A majority of people access supportive cancer care during 

chemotherapy (62, 25.5) or while not receiving active treatment (55, 22.6%).  Supportive 

care screening is most often completed during treatment (59, 24.3%) or during follow up 

care (56, 23%).  Half the cohort was screened for nutrition risk (127, 52.3%).  A third of the 

sample were screened only once (124, 35%), another third were screened at least twice 

(124, 35%).  Table 1 describes the characteristics of the audited population.   
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Table 1:  Demographic and descriptive profile in the file audit group 

 Mean SD 

Age in years 66 13.0 

Gender n % 

Female  175 72.6 

Male  66 27.4 

Diagnosis 

Breast Cancer 124 51.0 

Colorectal Cancer 32 13.2 

Genito-urinary Cancer 17 7.0 

Lung Cancer 15 6.2 

Gynaecological Cancer  12 4.9 

Haematological Malignancy 12 4.9 

Other - GBM, Cholangio, Pancreas, Metastatic, Upper GI Cancers, Skin Cancer, Head & 

Neck Cancer 

27  

Treatment Regime 

Surgery 20 8.2 

Pre-surgery 19 7.8 

Post- surgery 37 15.2 

Chemotherapy 62 25.5 

Radiotherapy 25 10.3 

Palliative Care 1 0.4 

No treatment 55 22.6 

Screening Point 

Diagnosis 37 15.2 

Commencement of treatment   28 11.5 

During Treatment 59 24.3 

At conclusion of treatment 21 8.6 

During follow up 56 23.0 

Nutrition risk 

Nutrition screening completed 127 52.3 

Did not lose weight without trying (N = 236) 232 98.3 

Eating poorly 17 7.0 

Amount of weight lost 

1 – 5 KG 10 4.1 

6-10 KG 6 2.5 

11-15 KG 4 1.6 

More than 15 KG 1 0.4 

Multiple screens completed 

Screened once 124 35 

Screened twice 124 35 

Screened three times 63 17.8 

Screened four times 32 9.1 

Screened more than 5 times# 10  

#a maximum of six screens were recorded with 9 people screened 5 times and one a sixth time.   
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Distress in the file audit group 

On average distress was ranked at 3.1 (SD 2.69) on the 10 point thermometer. When 

distress was categorised to low (≤3) and high (≥4) results showed that 144 (59.5%) 

respondents reported low distress and 98 (40.5%) reported high distress on their initial 

screen. 

Distress levels by treatment modalities and time points in the file audit group 

There wasn’t any significant difference in distress dependent on treatment modality as 

reported in Table 2. 

Table 2:  Levels of distress by treatment modality in file audit group  

N = 242 Less distress Higher distress  

 n % n % P value 

Surgery 38 58.5 27 41.5 0.64 

Chemotherapy/ Radiotherapy 47 61.0 30 38.9 

No treatment 28 52.8 25 47.2 

 

There was a significant difference in distress levels related to the time point in the cancer 

treatment process with high distress peaking at diagnosis and at the end of treatment. 

Results are provided in Table 3 and Figure 1. 

Table 3:  Levels of distress by peak times in file au dit group  

N = 242 Less distress Higher distress  

 n % n % P value 

Diagnosis 15 40.5 22 59.5 0.009 

Commencement of treatment 20 74.1 7 25.9 

During treatment 40 67.8 19 32.2 

At conclusion of treatment 8 38.1 13 61.9 

During follow up 31 62 19 38 

 

Figure 1.  Distress Peaks by peak times in file audit group  
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Distress in multiple screens in the file audit group 

A total of 124 people were screened more than once throughout the continuum of care from 

20th December 2011 to 10th December 2015, which covered service admissions from 19th 

March 2009 to 9th November 2015.   

There was an average of 37 weeks between being screened at time points one and two, 33 

weeks between times two and three, 38 weeks between times three and four, 44 weeks 

between times four and five. 

Regardless of how many times a person was screened, distress varied.  It was noted  

however that low distress was more prevalent up until the fifth screening compared to those 

with higher distress (Table 4). 

Table 4:  Levels of distress at different time points for people with multiple screens recorded in file 

audit group 

N = 353    Less distress Higher distress 

 n Mean SD n % n % 

Total sample  352 3.1 2.88 215 60.9 138 39.1 

Sheet 1 124 3.2 2.65 70 56.4 54 43.6 

Sheet 2 124 2.9 2.95 80 64.5 44 35.5 

Sheet 3 63 3.3 3.25 41 65.1 22 34.9 

Sheet 4 31 2.3 2.47 21 65.6 11 34.4 

Sheet 5 6   3 33.3 6 66.7 

Sheet 6 1   0  1 100 

Types of problems and symptoms causing distress reported in the file audit group 

The most common problems declared in association with distress vary between those in high 

or low distress.  Statistically significant variations are described in Table 5 which indicates 

that high distress was commonly associated with insurance, work and housing issues in the 

practical problems component.  With regards to family worries, both concerns for partner or 

children caused high distress.  Emotionally: fears; sadness; loss of interest in usual activities 

and depression were reported more frequently by those in high distress, while pain and 

appearance were the common physical aspects reported.  Interestingly, people with low 

distress report greater fatigue. 

Table 5:  Problems Checklist in file audit group categorised by high and low distress 

   High distress Low distress  

Problem/Issue n % n (%) n (%) P value 

Practical Problems      

Insurance 44 18.1 24 (54.6%) 20 (45.4%) 0.001 

Work 18 18 12 (66.7%) 6 (33.3%) 0.001 

Transportation 34 14.1 16 (47%) 18 (52.9%) 0.04 

Housing 12 4.9 9 (75%) 3 (25%) 0.001 

Family Problems      

Partner 26 10.7 16 (61.5%) 10 (38.5%) 0.001 

Children 17 7.4 10 (58.8%) 7 (41.2%) 0.01 

Not feeling supported by family and friends 147 60.7 37 (25.2%) 110 (74.8%) 0.006 
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   High distress Low distress  

Problem/Issue n % n (%) n (%) P value 

Emotional Problems      

Nervousness 75 30.9    

Fears 71 29.2 44 (61.9%) 27 (38.1%) 0.001 

Sadness 68 27.9 39 (57.3%) 29 (42.6%) 0.001 

Loss of interest in usual activities 45 18.5 28 (62.2%) 17 (37.8%) 0.001 

Depression 39 16.1 28 (71.8%) 11 (28.2%) 0.001 

No worry 130 53.7 21 (16%) 109 (83.8%) 0.001 

Physical Problems      

Fatigue 143 58.8 58 (40.8%) 84 (59.1%) 0.001 

Sleep 103 42.4 42 (40.8%) 61 (59.2%) 0.01 

Memory/concentration 86 35.4 38 (44.2%) 48 (55.8%) 0.002 

Pain 65 26.9 36 (55.4%) 29 (44.6%) 0.001 

Eating/Changes in taste 59 24.4    

Skin dry/itchy 59 24.3    

Tingling in hands feet 40 16.5    

Appearance 38 15.6 25 (65.8%) 13 (34.2%) 0.001 

Feeling Swollen 37 15.3    

Not being nauseous 215 88.8 64 (29.8%) 151 (70.2%) 0.05 

Not being Constipated 203 83.8 59 (29.0%) 144 (70.9%) 0.004 

 

Multiple screening data allows an ability to compare problems across time for a person and 

determine if a problem has resolved or developed.  If problems were different from a prior 

screen, the direction, or change in the problem was captured.  For example if pain was not 

entered at sheet two but was entered at sheet three it was deemed that a pain problem had 

developed.  Conversely, a missing value at the follow up screen was deemed a resolution.  

Frequently occurring (defined as greater than 20) new or resolved problems are listed in 

Table 6 and 7 by volume of response.  ‘Tingling in hands and feet’ or ‘skin dry/itchy’ were 

most frequently recorded problems that had developed since a previous screen, while ‘worry’ 

was the most frequently resolved issue.  Overall, this process has shown that new problems 

are frequently physical symptoms, while resolved issues are frequently emotional. 

Table 6.  Issues changed from false to true,  so problem developed from initial screening  

Issue n 

Tingling in hands feet 35 

Skin dry/itchy 31 

Pain 29 

Memory/concentration 29 

Sleep 26 

Fatigue 23 

Feeling Swollen 22 

Constipation 21 

Eating/Changes in taste 20 
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Table 7.  Issues changed from true to false, so resolved  

Issue n 

Worry 41 

Feeling supported by family and/or friends 39 

Sleep 35 

Nervousness 32 

Eating/Changes in taste 29 

Fatigue 29 

Sadness 25 

Fears 24 

Loss of interest in usual activities 20 

Referrals in the file audit group 

Eighty people (33%) were referred to any service following SCS, of these 66 (83%) had just 

the one referral, 13 (16%) were referred to two health professionals and one was referred to 

three health professionals, no referrals to speech pathology or pastoral care were recorded. 

The most common referral was to physiotherapy, although this was less than 10 % (n=24). 

Comments from the open ended questions reflected that there were 59 refusals from patients 

offered a referral- most were general refusals, although some were specific to social workers 

and counselling services. Table 8 provides a full list of referral types. 

Table 8.  Number and type of referrals received in file audit group  

 n % 

Cancer Coordinator / Specialist Nurse 10 4.1 

Psychosocial assessment with a view to information needs 1 0.4 

Specialist care eg. wound, breast, stoma, etc   2 0.8 

Newly diagnosed – navigating treatment pathway  3 1.2 

Accessing supports internally and externally 6 2.5 

Dietitian 11 4.5 

Lost weight without trying 2 0.8 

Lost greater than 5kg in 3 months 3 1.2 

Decreased appetite 3 1.2 

Concerned about weight gain 1 0.4 

Other – already going to dietitian, taste changes, declined (2) 7  

Occupational Therapy 2 0.8 

ADL assessment 2 0.8 

Home management assessment 2 0.8 

Relaxation / stress management 0  

Comfort / pressure care management 1 0.4 

Fatigue management 0  

Other – pain  1  

Palliative Care 4 1.6 

Coordination of palliative modalities for patients approaching end of life                                3 1.2 

Identified bereavement risks 0  

Complex symptom/pain management 1 0.4 

Other- advanced care planning 1  
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 n % 

Physiotherapy 24 9.9 

Strengthening/exercising 5 2.1 

Fatigue 1 0.4 

Lymphoedema 14 5.8 

Other –pain other disorder, falls decreased mobility 6  

Psychology/Psychiatry 3 1.2 

Lowered mood/tearfulness 1 0.4 

History of mental health issues 0  

Needle phobia 0  

Social withdrawal 1 0.4 

Anxiety disorder/panic attacks 0  

Irritability/anger 0  

Depression 1 0.4 

Worry/distress 1 0.4 

Cognitive concerns  

(eg memory difficulties or competence) 

1 0.4 

Other – fear recurrence and fertility, worry 2  

Social Needs 43 1.7 

Full psychosocial assessment 4 1.6 

Financial or practical issues 8 3.3 

Interpreter services 0  

Counselling 35 14.4 

Home supports 1 0.4 

Legal issues 0  

Adjustment to illness 18 7.4 

Concern for family 7 2.9 

Accommodation / housing 3 1.2 

Other – carer support, mindfulness, relaxation, 1 declined 6  

 

Additional referrals reported by nine respondents included; genetic counselling, aged care 

assessment team, plastic surgeon, continence nurse, prosthetic providers, home care, 

massage and acupuncture and financial advisor. 

A free text section at the end of the screening tool allowed open ended comments to be 

recorded.  It was here that out of the 243 respondent’s screened, support for wives was 

requested three times, 18 respondents declared they were already engaged in care (9 

psychological care, 3 social workers, 4 physiotherapists, 5 dietitians, 3 cancer support nurses 

and one occupational therapist). 

Fifty-six respondents reported declining referrals; one declined by a wife of a patient, one for 

speech therapy, five for social workers, two for dietitians, two for physiotherapy, six for 

counselling and forty for any service recommended.  Thirty-four respondents who reported 

low levels of distress declined referral and 22 respondents with higher levels of distress 

declined referrals (seven of these for counseling or social work). 

Referrals by levels of low and high distress in the file audit group 

Receiving a referral following supportive care screening reflected distress.  People with high 

distress had more referrals than people with low distress.  There were higher numbers of 

patients with low distress reporting one referral compared to those reporting high distress.  

Levels of distress and number of referrals are presented below in Table 9.  
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Table 9.  Number of Referrals by Distress in file audit group 

 1 Referral More than 1 Referral No Referrals  
n % n % n % P value 

Low Distress 36 21.8 5 3.0 124 75.1 0.001 
High Distress 28 36.4 10 12.9 39 50.6  

 

Types of health professionals that patients were referred to were analysed by low and high 

distress, these are presented below in Table 10.  Most commonly, a person in high distress 

would be referred to social services; however, only 22 (15.9%) people in this cohort were 

referred to this service. 

Table 10.  Relationship between low and high distress and referrals in the file audit group  

 No referral Referral P value (fishers exact) 

 CNS   

High 135 (97.8%) 3 (2.2%) 0.14 

Low 214 (99.5%) 1 (0.5%)  

 Dietitian  

High 135 (97.8%) 3 (2.2%) 0.55 

Low 208 (96.7%) 7 (3.3%)  

 Occupational Therapy  

High 137 (99.3%) 1 (0.7%) 0.75 

Low 214 (99.5%) 1 (0.5%)  

 Palliative Care  

High 134 (97.1%) 4 (2.9%) 0.01 

Low 215 (100%) 0  

 Physiotherapy  

High 121 (87.7%) 10 (7.2%) 0.59 

Low 194 (90.2%) 10 (4.6%)  

 Psychology  

High 134 (97.1%) 4 (2.9%) 0.059 

Low 214 (99.5%) 1 (0.5%)  

 Social  

High 116 (84.1%) 22 (15.9%) 0.019 

Low 198 (92.1%) 17 (7.9%)  

Referrals in multiple screens in the file audit group 

Multiple screens provided an ability to capture changes in the type of referral a person 

received at each screen.  This data determined whether a problem may have been resolved 

or had developed since the previous screen, indicating referral effectiveness.  Frequently 

occurring (defined as greater than 5) changes in referral at subsequent screens, are listed in 

Table 11 and 12 by volume of response.  In Table 11 it is noted that a referral to 

physiotherapy or social services at the initial screen, were frequently not repeated at the 

subsequent screen.  Similarly, quite frequently, physiotherapy and social services that were 

not indicated on an initial screen, were required at the subsequent screen, indicating new 

problems had presented. 
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Table 11.  Referral reasons changed from true to false, indicating resolution of the problem (Greater 

than 5) in the file audit group  

Physiotherapy Number of Referrals 

Strengthening/exercising 8 

Lymphoedema 8 

Social Needs  

Counselling 14 

Adjustment to illness 8 

Financial or practical issues 6 

 

Table 12.  Referral reasons changed from False to True, so problem developed from initial screening 

(Greater than 5) in the file audit group  

Physiotherapy Number of Referrals 

Lymphoedema 11 

Fatigue 5 

Social Needs  

Counselling 5 

Questionnaire sample 

Demographics 

All screened patients who were living and were not in end stage palliation, were mailed the 

questionnaire to complete during the period 2nd of February 2016 to 26th of February 2016.  A 

total of 200 questionnaires were sent, four were returned to sender with no known address 

and one person contacted the study team to declare a nil diagnosis of cancer, consequently 

reducing the denominator to 195. The first mail out achieved a response of 46 % (n=89 

people), a reminder second mail out was conducted two weeks after the first, which resulted 

in a further 15 questionnaires (10%).  A total of 104 questionnaires (53% response rate) 

were analysed.  Of the 104 respondents, 88 people (84.6%) consented to being contacted for 

follow up. 

The average age of participants was 67.1 years (Median 69, SD 12.1) and exactly one quarter 

of the sample was male and three quarters were female.  A statistical significance was noted 

between males and females for age, men were more likely to be older (females 65.5, males 

72.0, p value 0.02).  One participant identified as Aboriginal or Torres Strait Islander (ATSI).   

A majority of participants lived within a self-reported 25 kilometer radius from ERH (n=80, 

77%).  Breast cancer was the most commonly reported diagnosis (n=56, 55.4%) over other 

cancers.  Supportive care at ERH was more frequently provided to those who had received 

treatment at another hospital (n=58, 57.4%) and those receiving chemotherapy (n=26, 

25.7%).  A majority of participants reported utilising the supportive care services more than 

16 times (n=48, 48.5%).  Over a third considered their oncologist/haematologist to be at the 

cornerstone of their care, (n=36, 35.6%).   

Quality of Life 

Participants reported their overall health and QoL on a Visual Analogue Scale (VAS) ranging 

from from zero to seven.  They rated their level of ‘worry’ on a VAS from zero to ten with the 
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highest numerical rating on each scale, indicating the most positive response.  On average 

people rated themselves as ‘well’, with an above average QoL and low levels of worry.  

Satisfaction with Supportive Care Services 

Generally participants rated their experience of utilising the supportive care services very 

highly.  On a VAS from zero to ten (ten equal to best possible experience), scores were 

positively skewed to ten and thus categorized into ‘below 9’ and ‘above 9.1’.  Seventy six 

people (77.6%) rated their experience above 9.1.  Sixty three people (96.9) found the 

information they were provided by the supportive care team to be completely helpful.  Table 

13 outlines the descriptive profile of the questionnaire cohort. 

Table 13:  Demographic and descriptive profile in the questionnaire group 

 Mean SD 

Age in years 67.1  12.1 

Gender n % 

Males 26 25 

Females 78 75 

Lived distance from ERH    

Less than 25km radius 80 77 

Greater than 26km radius 24 23 

Diagnosis   

Breast 56 55.4 

Other (Colorectal, Head & Neck, Lung, Lymphoma, Melanoma, Ovarian, Prostate, Stomach) 26 25.7 

Multiple 19 18.8 

Time since Diagnosis    

Less than 24 months 43 42.5 

Greater than 25 months 58 57.4 

Treatment received at ERH   

Chemotherapy only 10 9.9 

Chemotherapy + Supportive Care 26 25.7 

Support only 7 6.9 

Treatment at another hospital + ERH Supportive Care 58 57.4 

Number of contacts with ERH   

0 – 5 14 14.1 

6 – 10 21 21.2 

11 – 15 16 16.1 

16 - 20 26 26.3 

21+ 22 22.2 

Cornerstone of Treatment   

GP/Doctor 11 10.9 

Cancer Support/McGrath Breast Care 17 16.8 

Oncologist/Haematologist 36 35.6 

Multiple Providers 31 30.7 

Other 6 5.9 

Rate Experience of Supportive Care   

Score of 9 or less 22 22.4 

Score of 9.1 or more 76 77.6 
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Helpfulness of information   

Not at all helpful 0 0 

A little helpful 2 3.1 

Completely helpful 63 96.9 

Health rating scales Mean SD 
Overall health rating (scale 0 – 7) 5.3 1.1 

Quality of Life (scale 0 – 7)  5.5 1.2 
Worried about circumstances (scale 0 – 10) 3.2 3.0 

Characteristics of the questionnaire group by gender 

The men, who completed the questionnaire, were on average older than the women.  Males 

were more likely to have a higher number of contacts with ERH compared to females and 

have a different diagnosis of either single or multiple cancers, largely as a consequence of the 

high representation of breast cancer among women.  Males were more likely to be short of 

breath (n=8, 33%), rest in a bed or chair (n=5, 20%), feel weak (n=8, 32%) and report an 

overall poorer QoL (n=15, 60%) compared to women.  Moreover, men were less likely to 

report that the information they were given was completely helpful (n=2, 15.4%).  Notably, 

females were far more likely to be referred to services (n=65, 87.8%) compared to males. 

Males were also more likely to report that the overall experience of having cancer was 

negative (n=6, 23.1%) compared to women (n=12, 15.4%), as reported in the free text 

responses in the questionnaire.  Table 14 presents significantly different characteristics for 

gender. 

Table 14: Characteristics significantly associated with gender in the questionnaire group  

 Female Male  
 Mean SD Mean SD P value 

Age in years 65.5 1.4 72  1.8 0.02 
 n % n %  

Diagnosis 
Breast 56 73.7 0  0.001 

Colorectal, Head & Neck, Lung, Lymphoma, 
Melanoma, Ovarian, Prostate, Stomach 

9 11.8 17 68 

Multiple cancers 11 14.5 8 32 
Number of contacts with ERH 

0-5 12 16 2 8.3 0.04 
6-10 14 18.7 6 25 

11-15 21 28 2 8.3 
16-20 14 18.7 3 12.5 

21 or more 14 18.7 11 45.8 
Helpfulness of Information 

A little helpful 0  2 15.4 0.04 
Completely helpful 52 100 11 84.6 

Referred to service 
Referred 65 87.8 13 59 0.002 

Not referred 9 12.2 9 41 
Symptoms – stay in bed or a chair during the day 

Not at all or a little 71 92 20 80 0.03 
Quite a bit or very much 6 7.8 5 20 

Symptoms – Short of breath 
Not at all or a little 73 95 16 67 0.02 

Quite a bit or very much 4 5.2 8 33 
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 Female Male  
 Mean SD Mean SD P value 

Symptoms – Felt weak 
Not at all or a little 65 85 17 68 0.03 

Quite a bit or very much 11 14.5 8 32 
Quality of Life rating 

Lower 28 36 15 60 0.04 
Higher 49 64 10 40  

Characteristics associated with cancer type in the questionnaire group 

Breast cancer patients were young (64.6 years) compared to other cancer streams or people 

with multiple cancer diagnoses (p value 0.03).  Women with breast cancer were more likely 

to report having treatment at another health service and utilising the supportive care services 

only at ERH.   

A third of women with breast cancer reported that their Oncologist/Haematologist was at the 

cornerstone of their care (n=20, 35.7%), while the MBCN and the Surgeon were almost as 

equally important to this cohort (n=14, 25% and n=15, 26.8% respectively).  Over half of 

the ‘Colorectal; Head and Neck; Lung; Lymphoma; Melanoma; Ovarian; Prostate; Stomach’ 

similarly reported the Oncologist/Haematologist as being at the cornerstone of their care 

(n=14, 53.8%).  Those with multiple cancers however, report the surgeon at the cornerstone 

of their care (n=10, 52.6%).  Table 15 summarises the support services and referrals 

associated with diagnosis. 

Table 15: Support & referral services  significantly associated with cancer diagnosis in the 

questionnaire group 

 Breast Colorectal, Head & 
Neck, Lung, 
Lymphoma, 
Melanoma, 

Ovarian, Prostate, 
Stomach 

Multiple 
cancers 

 

 Mean SD Mean SD Mean SD P value 

Age 64.6 13.0 70.5 10.5 70.7 9.4 0.03 
 n % n % n %  

Treatment received at ERH 
Chemotherapy only 0  7 26.9 3 15.8 0.01 

Chemotherapy + support (Cancer Support Nurse 
or McGrath Breast Care Nurse) 

15 26.8 7 26.9 4 21 

Support only (Cancer Support Nurse or McGrath 
Breast Care Nurse) 

4 7.1 2 7.7 1 5.3 

Treatment at another hospital and support at 
Echuca Regional Health 

37 66.1 10 38.5 11 57.9 

Cornerstone of treatment 
GP/ Doctor 5 8.9 5 19.2 1 5.3 0.04 

Cancer Support / McGrath Breast Care Nurse 14 25 0  3 15.8 
Oncologist/ Haematologist 20 35.7 14 53.8 2 10.5 

Surgeon 15 26.8 6 23.1 10 52.6 
Multiple providers 2 3.6 1 3.8 3 15.8 

Referral and use of services 
Referred to palliative care 0  1 3.8 4 21 0.001 
Referred to physiotherapy 19 33.9 2 7.7 4 21 0.03 

Referred to lymphoedema clinic 24 42.9 0  3 15.8 0.001 
Use dietetic service again 5 100 1 33.3 4 100 0.03 
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Characteristics associated with distance from ERH and length of time since diagnosis in the 

questionnaire group 

Distance lived from ERH was not a factor relating to diagnosis (see Table 16) however, 

distance did impact referrals.  A higher overall referral rate was noted for patients living 

within 25km to ERH, in particular referral to the lymphoedema clinic was significantly higher 

for those living closer to the health service (see Table 17). 

There was a significant difference in referral depending on the amount of time elapsed from 

diagnosis with more people referred to the cancer coordinator/ specialist nurse 2 years or 

more after diagnosis.  Similar results were reported for dietitian and social 

services/counseling (see Table 18). 

Table 16: Characteristics not significantly associated with distance from ERH in the questionnaire 

group 

 Within 24 Kms More than 25 Kms  
 n % n % P value 

Breast 41 54.7 15 57.7 0.51 
Colorectal, Head & Neck, Lung, Lymphoma, 

Melanoma, Ovarian, Prostate, Stomach 
18 24 8 30.8 

Multiple 16 21.3 3 11.5  
 

Table 17: Characteristics significantly associated with distance from ERH in the questionnaire group  

 Within 24 Kms More than 25 Kms  
 n % n % P value 

Referred to service 65 90.3 17 70.8 0.02 
Not referred to service 7 9.7 7 29.2 

Referred to lymphoedema clinic 24 30.8 3 11.5 0.05 
 

Table 18: Characteristics significantly associated with length of time since diagnosis in the 

questionnaire group 

 Less than 24 months More than 25 months  
 n % n % P value 

Referral to Cancer Coordinator/Specialist nurse 7 15.2 22 37.9 0.01 
Referral to Dietitian 3 6.5 12 20.7 0.04 

Referral to social services/counselling 1 2.2 13 22.4 0.003 

Distress in the questionnaire group 

On average respondents reported 2.5 (SD 2.8) on the 10 point distress thermometer. Low 

distress (less than 4 on the scale) was reported by 68 (68%) of respondents and high 

distress (greater than or equal to 4 on the scale) by 32 (32%) of respondents. 

Levels of distress and quality of life in the questionnaire group 

Respondents self-reported rates of overall health, quality of life and worry (on a VAS as 

previously described), were analysed by stratifying into low and high distress.  As the results 

were positively skewed to the higher end of the scale (maximum score of 7 for health and 

QoL and 10 for worry), in each domain, results were categorised into ‘Less than five’ and 

‘More than five’ as a cut-off.  This process identified that those in high distress were more 

likely to: rate their overall health as low (n=26, 81.2%); rate their QoL as low (n=24, 75%) 

and their worry as high (n=18, 58.1%).  Results presented in Table 19. 
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Table 19.  Overall health, quality of Life and worry by low and high distress in the questionnaire 

group 

Overall health rating Mean Standard Deviation P Value 
Low Distress 5.8 0.87 0.001 
High Distress 4.4 1.1 

 Less than five More than five  

 n % n %  
Low Distress 22 32.8 45 67.2 0.001 
High Distress 26 81.2 6 18.7 

Quality of Life Mean Standard Deviation P Value 
Low Distress 6 0.87 0.001 
High Distress 4.6 1.2 

 Less than five More than five  

 n % n %  
Low Distress 16 23.9 51 76.1 0.001 
High Distress 24 75 8 25 

Worry Mean Standard Deviation P Value 
Low Distress 2.1 2.6 0.001 
High Distress 5.5 2.6 

 Less than five More than five  

 n % n %  
Low Distress 55 82.1 12 17.9 0.001 
High Distress 13 41.9 18 58.1 

 

Symptoms reflecting distress in the questionnaire group 

Respondents in the questionnaire group were asked a series of questions relating to their 

quality of life.  Multiple elements are found to be associated with distress, where those 

reporting high distress have greater challenges.  Statistically significant results are presented 

against distress in Table 20. 

Table 20.  Elements of quality of Life by low and high distress in the questionnaire group  

 Not at all A Little Quite a bit Very Much  
 n % n % n % n % P value 

Physical functioning (4 of 5 variables significant) 

Do you have any trouble doing strenuous activities, like carrying a heavy shopping bag or a suitcase?  
Low 
distress 

31 46.3 23 34.3 9 13.4 4 5.9 0.007 

High 
distress 

7 21.9 8 25 11 34. 4 6 18.7 

Do you have any trouble taking a long walk? 
Low 
distress 

40 61.5 13 20 9 13.8 3 4.6 0.001 

High 
distress 

5 15.6 12 37.5 8 25 7 21.9 
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 Not at all A Little Quite a bit Very Much  
 n % n % n % n % P value 

Do you have any trouble taking a short walk outside of the house? 
Low 
distress 

55 82.1 10 14.9 2 2.9   0.02 

High 
distress 

19 59.4 8 25 5 15.6   

Do you need to stay in bed or in a chair during the day? 
Low 
distress 

54 80.6 9 13.4 3 4.5 1 1.5 0.001 

High 
distress 

10 31.2 16 50 5 15.6 1 3.1 

 Role functioning (2 of 2 variables significant) 

Were you limited in doing either your work or other daily activities? 
Low 
distress 

43 64.2 20 29.8 1 1.5 3 4.5 0.001 

High 
distress 

8 25.8 13 41.9 10 32.3   

Were you limited in pursuing your hobbies or other leisure time activities? 
Low 
distress 

48 72.7 13 19.7 2 3.0 3 4.6 0.001 

High 
distress 

12 37.5 9 28.1 10 31.2 1 3.1 

Cognitive functioning (1 of 2 variables significant) 

Have you had difficulty in concentrating on things, like reading a newspaper or watching television? 
Low 
distress 

56 86.1 5 7.7 3 4.6 1 1.5 0.001 

High 
distress 

13 41.9 9 29 7 22.6 2 6.4 

Emotional functioning (2 of 4 variables significant) 

Did you feel tense?  
Low 
distress 

48 72.7 17 25.8 1 1.5   0.001 

High 
distress 

5 16.1 14 45.2 9 29 3 9.7 

Did you feel depressed? 
Low 
distress 

52 78.8 14 21.2     0.001 

High 
distress 

11 34.4 17 53.1 1 3.1 3 9.4 

Social functioning (2 of 2 variables significant) 

Has your physical condition or medical treatment interfered with your family life? 
Low 
distress 

44 69.8 15 23.8 3 4.8 1 1.6 0.002 

High 
distress 

9 30 13 43.3 7 23.3 1 3.3 

Has your physical condition or medical treatment interfered with your social activities? 
Low 
distress 

44 67.7 15 23.1 6 9.2   0.001 

High 
distress 

7 21.9 17 53.1 3 9.4 5 15.6 
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 Not at all A Little Quite a bit Very Much  
 n % n % n % n % P value 

Symptoms (10 of 13 variables significant) 

Have you had pain? 
Low 
distress 

38 56.7 23 34.3 6 8.9   0.002 

High 
distress 

9 28.1 14 43.7 4 12.5 5 15.6 

Did you need to rest? 
Low 
distress 

28 41.8 30 44.8 6 8.9 3 4.5 0.002 

High 
distress 

6 18.7 11 34.4 12 37.5 3 9.4 

Have you had trouble sleeping? 
Low 
distress 

32 47.8 25 37.3 8 11.9 2 2.9 0.001 

High 
distress 

6 18.7 10 31.2 9 28.1 7 21.9 

Have you felt weak?  
Low 
distress 

42 63.6 18 27.3 3 4.6 3 4.6 0.001 

High 
distress 

6 18.7 14 43.7 7 21.9 5 15.6 

Have you lacked appetite? 
Low 
distress 

53 80.3 12 18.2 1 1.5   0.001 

High 
distress 

14 43.7 13 40.6 2 6.2 3 9.4 

Have you felt nauseated? 
Low 
distress 

56 84.8 10 15.1     0.001 

High 
distress 

14 43.7 11 34.4 3 9.4 4 12.5 

Have you been constipated? 
Low 
distress 

52 78.8 11 16.7 1 1.5 2 3.0 0.001 

High 
distress 

14 43.7 7 21.9 8 25 3 9.4 

Were you tired? 
Low 
distress 

14 21.5 44 67.7 6 9.2 1 1.5 0.001 

High 
distress 

1 3.1 9 28.1 13 40.6 9 28.1 

Did pain interfere with your daily activities? 
Low 
distress 

50 76.9 11 16.9 4 6.1   0.001 

High 
distress 

10 31.2 13 40.6 6 18.7 3 9.4 

Has your physical condition or medical treatment caused you financial difficulties? 
Low 
distress 

49 75.4 12 18.5 2 3.1 2 3.1 0.002 

High 
distress 

12 37.5 11 34.4 4 12.5 5 15.6 
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Referrals in the questionnaire group 

Seventy eight people (81.2%) within the questionnaire cohort self-reported that they had 

been referred to another health care provider.    

Characteristics associated with referral in the questionnaire group 

Respondents who were referred reported higher levels of helpfulness of information compared 

to those not referred.  Respondents not referred reported lower rates of worry compared to 

those who had been referred.  

Those with multiple cancers were more likely to receive a referral to palliative care, while 

women with breast cancer were more likely to be referred to a physiotherapist and to the 

Lymphoedema clinic.  People diagnosed with other cancers reported they were less likely to 

use the dietetic service again. Table 21 presents significant differences between those 

referred and not referred.  

Table 21.  Characteristics significantly associated with referral in the questionnaire group  

 Referred Not referred  
 n % n % P value 

Helpfulness of information 
A little helpful 1 1.8 1 14.3 0.008 

Completely helpful 54 98.2 6 85.7 
Worried 

Less worry 52 65 13 92.9 0.04 
More worry 28 35 1 7.1 

Outcomes of referral and use of referral in the questionnaire group 

Table 22 presents information relating to referral processes.  Descriptive statistics offer 

information against each health service who had received a referral as self-reported by this 

cohort.  Responders indicated whether or not the service had made contact with them, 

whether they were placed onto a waiting list, if they actually attended the appointment, if so 

the usefulness of the service and whether or not they would use the service again.  Low 

numbers of responders report being placed on a waiting list.  Under half of the participants 

were contacted by the service regardless of the service type and attendance rates on the 

whole were low, with the exception of the Lymphoedema clinic (n=20, 74%).  Of those who 

did attend their appointment, a majority found the service to be useful and stated that they 

would use the service again. 

Table 22.  Referral status and use in the questionnaire group  

 Of those referred Of the whole sample 

 referred 
to a 
service 

service 
made 
contact  

put on 
waiting list 

attended 
appointment  

Service 
not or 
somewhat 
useful 

Use the 
service 
again 

 n (%) n (%) n (%) n (%) n (%) n (%) 

Cancer Co-ordinator/Specialist 
nurse 

29 (35.4%) 14 (48.3%)  15 (51.7%)  30 (96.8%) 

Dietitian 15 (18.3%) 3 (20%)  8 (53.3%) 2 (15.2%) 10 (83.3%) 

Occupational Therapist 2 (2.4%)    0  

Physiotherapy 24 (29.3%) 7 (29.2%) 2 13 (54.2%) 1 (5.3%) 19 (100%) 

Psychology/Psychiatry 10 (12.2%) 3 (30%)  6 (60%) 1 (9.1%) 10 (90.9%) 
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 Of those referred Of the whole sample 

 referred 
to a 
service 

service 
made 
contact  

put on 
waiting list 

attended 
appointment  

Service 
not or 
somewhat 
useful 

Use the 
service 
again 

 n (%) n (%) n (%) n (%) n (%) n (%) 

Social Services/Counselling 14 (17.1%) 4 (28.6%) 1 7 (50%) 2 (22.2%) 8 (88.9%) 

Lymphoedema Clinic 27 (32.9%) 10 (37%) 5 20 (74%) 1 (3.8%) 22 (88%) 

Look Good Feel Better 
Program 

32 (39%) 15 (46.8%) 1 20 (24.4%) 1 (3.4%) 25 (89.3%) 

Wild Orchids Support Group 36 (43.9%) 12 (33.3%) 1 17 (47.2%) 3 (13%) 21 (91.3%) 

Attendance at appointments in the questionnaire group 

Respondents were asked why they did not attend an appointment, outlined in Figure 2. 

 

Figure 2. Reason for non-attendance to appointments to health services referred to.  

Congruence of referrals in both the file audit group and the questionnaire group 

Table 23 provides information regarding the agreement between reported referrals in the 

audit to respondents reports in the questionnaire.  Data was matched using unique coded 

identifiers.  The table presents information where the audit did not record a referral 

remembered by the respondent in the questionnaire, information where the respondent had a 

referral reported in the file audit but did not report it in the questionnaire and agreement 

where both file audit and questionnaire agreed for either referral or non-referral to a health 

professional. 

Table 23.  Congruence of referrals between the file audit and questionnaire responses  

 Survey 
Yes  No  
n % n % 

Cancer Coordinator Audit Yes 0  4 3.9 
  No 29 28.1 70 67.9 
Dietitian Audit Yes 1 0.9 2 1.9 
  No 14 13.6 86 83.5 
Occupational Therapist Audit Yes 0  1 0.9 
  No 3 2.9 99 96.1 
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 Survey 
Yes  No  
n % n % 

Physiotherapist Audit Yes 3 2.9 10 9.7 
  No 22 21.3 68 66 
Psychotherapy Audit Yes     
  No 10 9.7 93 90.3 
Social Services Audit Yes 4 3.9 13 12.6 
  No 10 9.7 76 73.8 
Not referred at audit but reported at survey  

Referred at audit but not reported at survey  

Worry and support in the questionnaire group 

Participants were asked to state (free text) who they would seek support from when worried.  

Most respondents named multiple sources of support.  An additional three stated that who 

they sought support from would depend on the nature of the concern.  Figure 3 shows the 

responses (highest to lowest) in relation to who the respondents would seek support from. 

 

Figure 3.  Source of support in times of worry  

Cancer experience in the questionnaire group 

Respondents were asked what would have made a difference to their experience of cancer. 

The majority of comments related to emotional and psychological support for themselves and 

their family members (12 instances reported).  Additionally, comments reflected a better 

knowledge of available services (8), local access with less travel (7) and having a better 

quality of life (5). 

Comments that provide insight into respondent’s cancer journey include; 

“Knowing about the Breast Care Nurse at Echuca from the beginning I ended up having 

PTSD from the experience and the feeling of being 'rail roaded' from one step to the 

next.” 

“Having treatment chemo in Echuca and regular reviews 3 monthly in Echuca instead 

of travelling to the Mercy Hospital at Heidelberg Melbourne.” 
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“My quality of care at Peter Macallum was marvellous the only time I felt at a loss was 

on coming home of a weekend although I had support from some friends.” 

“I can't think of anything. The treatment, care and follow up after my 3 cancer's, were 

made easier through the information before the operation and after being able to talk 

to the support nurse's between doctors etc visits.” 

“Being new to the town, chemo was very lonely. I knew no one else going through the 

same thing. Would have chemo then just go home.” 

“Knowing who was the overall co-ordinator throughout the past 2 years!” 

“If I had realized my fatigue was an issue I would have asked for help with meals etc 

and talked over other health problems I have. I just didn't want to ask for too much. I 

thought I could manage.” 

“I should've had the support nurse come and speak to my children. It was offered and 

I said no: I should've agreed.” 

Impacts from cancer experience in the questionnaire group 

Respondents were asked about the impacts of cancer and although many reported that the 

cancer experience was negative, the majority of comments related to the new perspectives 

and appreciation of life gained with a cancer diagnosis.  Additionally, the empathy and 

support from other people was a common theme.  Comments from respondents included; 

“Made a new friend, exposed to others and now I realise my circumstances are not 

nearly as bad as they could have been.” 

“The high level of understanding and care by the nursing staff in the oncology 

department.” 

“Meeting and talking with other cancer patients offering and receiving their support.” 

“A deeper understanding of the services needed and available to cancer patients 

locally.” 

“The lifelong friends you form a bond with while having treatment.  You realise when 

you are low people will be there to talk to, this makes you feel stronger to survive.” 

“Generosity and kindness of friends, family and community.” 

“Yes --> overall a very positive experience, one in which I feel extremely fortunate for 

early diagnosis from routine mammogram, makes you appreciate things so much.” 

“Yes Treatment of cancer has improved from when my daughter died from it 13 years 

ago.” 

“I advocate better for myself.” 

“Finding an inner strength to beat it and remain positive.” 

Focus Group sample 

Of the 104 questionnaire respondents, 88 people (84.6%) consented to being contacted for 

follow up.   
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Quantitative results from the questionnaire showed significant differences between genders, 

with males having a higher number of visits to the cancer support nurse and lower number of 

referrals.  Additionally, males reported a lower quality of life, less helpfulness of information 

and higher symptoms adversely affecting quality of life such as staying in bed or a chair 

through the day, shortness of breath and feeling weak.  Males who had consented to further 

contact with researchers on the questionnaire were invited by telephone to attend a focus 

group meeting.  Of those who consented, twenty-two males were invited to participate in a 

focus group; ten participants attended (45.5%).   The group discussion was held at the 

Echuca Library.   

The focus group was conducted by a University of Melbourne staff member who had no 

previous role in the research study or relationship with the focus group participants.  The 

interviewer was a male nurse and academic, with previous qualitative research experience. 

The principal researcher and a co researcher also attended the focus group interview.  The 

focus group interview duration was 78 minutes and was audio-taped and transcribed 

verbatim.  Field notes were taken.  No software was used in the analysis of the transcript, it 

was coded by two researchers to identify themes related to the research questions. 

Participants are not identified to preserve confidentiality and quotations are presented to 

illustrate themes.  The major themes identified included the need for support groups for men, 

financial distress as a result of their illness, relationship breakdown, cancer myths, poor 

knowledge about cancer and treatment and the physical distress resulting from their illness or 

treatment. 

Demographic and descriptive profile in the focus group 

On average males in the focus group were 70 years of age.  One male did not provide further 

demographic characteristics, of the remaining nine; seven lived within 25 kms of ERH, four 

had multiple diagnosis, three colorectal cancer, one melanoma and one lung cancer, all had 

been diagnosed more than 24 months earlier, five had received treatment at another hospital 

other than ERH, five had more than 21 visits to ERH and on average experience with ERH was 

rated as 9.8 on the 10 point scale. 

Support groups 

Overall, the participants expressed the need for a support group for males.  This concept was 

raised repeatedly by many of the participants.  Participants perceived that formal support 

groups were available for females, yet no formal or informal support existed for men. 

Comments in relation to this included; 

‘There's nothing else around really for blokes to sit down and have a yarn, is there?’ 

‘Getting a group of blokes like this sitting around you can all have a yarn, let out some 

of your problems and it helps, I reckon.’ 

‘…you have these things for women where they go in to have nails done and their hair 

done and that.  I said there's nothing for blokes, what about getting something like 

that going for us blokes?’   

Financial stress 

Financial distress was mentioned by many of the participants, and was an area where many 

sought help, but were frustrated by the process and their inability to change their 

circumstances.  Comments included; 
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‘I had six months of chemo.  Got no insurance, no nothing so I was six months 

unemployed.  Gone from two incomes down to one so we had to go around and see 

everyone that we owed money to, the banks and yeah, six months of chemo. ‘  

‘…we went from two incomes to none.  We had no money.  The time we met there, well 

interest only on the house loan, still had three kids living at home out of five - by the 

time with food and a bit of fuel we had nothing to come back over here.  That's the 

hardest part.  I couldn't get unemployment benefits’. 

‘I couldn't get nothing.  Even though the doctors said you're entitled to this you'd go to 

Centrelink, don't want to know you.’ 

‘…my missus was only getting holiday pay or long service the first five months I was 

crook.  She was at home looking after me so she went to that mob and said well I 

should be able to get a carer's pension or something.  At the end of it after six or eight 

months of fighting and yelling and screaming and scratching and biting and stuff I was 

getting $64 a week. ‘  

Relationship breakdown 

Some of the participants related stories of relationship breakdown, during or after their 

cancer treatment. It was unclear if they had sought counselling or emotional support during 

this period. Comments included; 

‘…my wife told me it was all over and done with so I walked away from a 33 year 

relationship with her…’ 

‘…when the ex-told me it was all over I just - it wasn't the end of the world because I'd 

been to the end of the world’. 

Cancer myths 

Many of the participants demonstrated that they had a poor understanding of cancer, 

associated risk factors and causation.  It was clear that education or information relating to 

cancer may have been useful to increase their understanding.  Comments included; 

‘Where's it come from?’ 

‘Well it's in our bloods somewhere, DNA.’ 

‘One of my mates years ago, footy player, he got a flick in the gonads with a towel 

after training one night.  Cancer not long after.’ 

‘…there's about five or six people on that road have had cancer.’ 

Lack of knowledge about treatment 

As well as a poor understanding of the aetiology of cancer, many participants expressed that 

they had little knowledge of the treatment they had received, or where to access information 

about their illness and treatment. Comments relating to this include; 

‘When I was told I had leukaemia I said yeah, yeah, fine what’s leukaemia?’ 

‘That's the chemotherapy I assume.  I don't ask any questions but that's...’ 

‘Well I didn't know who to ask.’ 
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‘I didn't have much of a clue about it…’ 

‘I don't know if it's true or not, that cancer...’ 

Physical distress 

Physical symptoms related to cancer or treatment was discussed by the participants and the 

effect of this on their day to day lives and interests. Comments illustrating this were; 

‘You get up to do something and you might be alright for half an hour then you just run 

out of puff and go and sit down.’ 

‘Some times I've just got to go to bed for a couple of hours in the middle of the day.’ 

‘I had to give up golf because my right leg would collapse every time I tried to hit the 

ball.  That was the end of the golf.’ 

Screening 

The interviewer asked participants about the screening tool currently used at ERH by the 

Cancer Support Nurses.  None of the participants recalled having seen the tool and 

questioned its usefulness as part of their treatment.  

Summary of themes from the focus group 

The focus group concluded with many of the men asking when another gathering would be 

held, some mistakenly believing that the focus group was in fact a support group meeting. 

One participant expressed that a support group would need to be ‘chaired’ for it to be 

effective. 

It was clear from the themes identified that referral to services for emotional, psychological 

and financial support may have been useful.  Additionally, information about cancer and 

common treatments (and its effects) may be useful.  The lack of support services for males 

identified by the participants may explain the previous finding of higher use of the cancer 

support services by this group.  

Process of using, delivery of and recording of the SCS tool  

The process of using the screening tool was described in the methodology.  Issues identified 

in this research relating to the audit tool included; 

1. Poor ability to detect nutrition risk given the brevity of the questions and the 

inability to link results based on a missing response.  The stem question asks 

about weight loss, the next question asks for further information if the response 

was ‘yes’, however only ‘no’ or ‘unsure’ can be recorded.  ‘Yes’ cannot be 

assumed in the presence of either ‘no’ or ‘unsure’ making any valid analysis 

impossible. 

2. Good recording of distress thermometer but lack of ability to detect if it was 

used to determine problems from checklist that led to the distress. 

3. Poor capacity to detect if distress levels were acted upon in particular for any 

person self-rating high distress (≥4) on the distress thermometer and 

henceforth, the need for intervention.  

4. Results indicated on average screens are 6 months apart, changes noted were 

bilateral in that they developed problems between screens, resolved problems 

between screens or had movement in both directions where more screens were 

completed.  Despite knowledge of changing symptoms, problems or issues there 



33 | P a g e  
 

is no way to determine if intervention by ERH assisted in resolution or indicated 

why problems arose.  

5. The draft version of the screening tool continued to be used in practice long after 

the new version was implemented. 

6. Clear non-adherence with SCS Policy and Procedure for delivery of screening. 

7. Lack of detail available regarding the process of engagement with MBCN given 

that the majority of women with breast cancer receive treatment at another site 

where MBCN also exist.  Consequently, there is a poor ability to recognise 

service coordination between sites and potential variance in the delivery of 

supportive care at each site.  This may be similar for patients with multiple 

diagnosis or complex care that receive treatment at alternate site. 

Discussion  
This study has achieved significant information that describes the characteristics of cancer 

patients at ERH who have been screened for supportive care.  Information in this report 

describes and recommends changes required to ensure that the Supportive Care Screening 

tool offers maximum benefit to patients in distress and guidance to health professionals 

involved in oncology care.  Evidence of the need for a change in methods of referring is 

provided in relation to gaps in care and adherence with referrals.  The data from this study 

suggests that improvements in service coordination is required to ensure that distress is 

minimised, mitigated with appropriate measures, and re assessed for success of the 

intervention. 

The file auditing process involved supportive care screens representing service admissions 

over a six year period (2009-2015).  Data entry was validated by double entry with a very 

small error rate indicating strength in the results.  Within the sample, patients were on 

average 66 years of age.  Three quarters of the sample were female and a quarter male, the 

higher ratio of females is explained by the high rates of breast cancer in the diagnosis groups.  

Screening occurred mostly during treatment or during follow up care, with a majority of the 

screens completed in person; however a fifth were mailed for completion.  Approximately a 

third of the sample were screened once, a third were screened twice while the balance were 

screened three or more times. 

Only half the group was screened for nutrition risk, the majority of these did not lose weight 

without trying and less than 10% reported eating poorly.  However, without being able to 

determine the “yes” to ‘lost weight without trying’, it is difficult to determine the reason for 

weight lost – is the person ‘trying’ or ‘not trying’ to lose weight?  Without knowing intent, 

nutrition risk is impossible to ascertain. 

Slightly less than half of the audit group participated in the self-reported questionnaire.  It 

may be plausible that non responders were reflective of people with poorer quality of life, 

considering on average respondents were on the upper end of the quality of life scale and 

reported low levels of worry.  Further reasons for non-participation could include ongoing or 

recurrent illness or other competing interests such as returning to work. 

The average age of participants in the questionnaire group was 67 years and three quarters 

of the sample were female, dominated again by a diagnosis of breast cancer.  Such 

characteristics correspond to the file audit group and thus are considered representative of 

the file audit sample.  In addition, an even divide between those diagnosed within the last 
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two years or greater than two years was identified, indicating that there is a solid 

representation of new and old patients, minimising recall bias in the data.   

One quarter of the questionnaire group reported living more than 25km from the health 

service, which may be clinically significant when considering the provision of in home 

services, as this group falls outside ERH policy directives for community nursing services. 

Treatment options and supportive care services at ERH have nonetheless allowed more than 

half the sample to have at least 15 contacts.  This indicates that patients counted every visit 

with ERH including those for chemotherapy treatment; this suggests a high number of 

occasions where patients can be assessed and receive intervention in relation to any distress, 

problems or issues they are currently encountering. 

High numbers of questionnaire participants consented to follow up, indicating the high 

interest that people with cancer have in sharing their story.  This was additionally reflected in 

some of the comments made in the different forms of qualitative data in particular in the 

male focus group who clearly indicated the need for males to have a support group. 

Participants were asked to indicate who they felt was at the cornerstone of their care.  

Considering the minimal availability of oncology specialists visiting this community it could be 

hypothesised that rural people with cancer, may seek significant levels of care from their local 

General Practitioner (GP) or cancer support nurses.  In spite of this theory, a third of the 

sample chose their oncologist/haematologist, an outcome largely dominated by the large 

representation of breast cancer in the sample.  Women with breast cancer additionally 

reported both the MBCN and their surgeon to be as important as one another.  The surgeon 

was also considered to be at the cornerstone of care for those with multiple cancers, defined 

as having more than one diagnosis of cancer, for example melanoma and liver.  Many 

responders selected more than one provider as being at the cornerstone of their care, 

indicating perhaps the heightened level of importance placed on all involved in the cancer 

process, or perhaps the meaning of ‘cornerstone of care’ was ambiguous.  Nonetheless, this 

reality was supported in the free text responses when asked who they would seek support 

from if worried, often multiple providers were mentioned. 

Overall, only 10% of this group considered the GP to be at the cornerstone of their care and 

largely this group was those with ’other cancers’, aggregated as those with relatively low 

prevalence in this community, such as Colorectal, Head & Neck, Lung, Lymphoma, Melanoma, 

Ovarian, Prostate, Stomach.  Similarly, only a fifth of the group reported that the supportive 

care nurse was at the cornerstone of their care, indicating that perhaps, local providers are 

viewed to supplement cancer care provision, rather than play a pivotal role.   

Interestingly, having the option of being able to free text a response to whom they would 

seek support from if worried, i.e. without response options provided, almost 70% listed local 

providers; primarily this was evenly divided between the cancer support nurses (including 

MBCN) and the GP.  As a first port of call when worried however, a majority of responders 

indicated they would seek support from their family.    

With such a high level of importance being placed upon local providers, it is pleasingly 

predictable that this group declared high rates of satisfaction with the supportive care service 

at ERH, potentially minimising any socially desirable responses or satisfaction bias.  

Moreover, a majority of participants felt that the information provided by the supportive care 

nurses was helpful. 
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In relation to the aims of this study, measured in one part by distress, it was found that 

distress was higher on average in the audit group than it was in the questionnaire group (3.1, 

2.5 respectively), an expected outcome considering that on the whole, responders to the 

questionnaire were a well population.  High distress was thus expectedly higher in the audit 

group where 40% scored four or more on the thermometer whereas this was true for 32% of 

the questionnaire group.   

Nonetheless, those with higher distress in the questionnaire group also rated their QoL, 

overall health and worry as poor.  Additionally, those in higher distress were more likely to 

rate poorly on each element of QoL where 21 out of 26 elements were statistically significant.  

As it is reasonable to consider poor QoL and high distress as being synonymous with one 

another, it may be determined that the distress thermometer in this study, accurately 

detected distress. 

Distress has not shown to be predicted by the type of treatment a person with cancer is 

having, in other words, regardless of treatment type, distress may still peak.  However, there 

are definite peaks in high distress in relation to the time point in the cancer process.  Distress 

was found to significantly peak at diagnosis and at the end of treatment.  Accordingly, lower 

levels of distress were noted during active treatment and during follow up care.  As a caution 

however, of those in follow up care, a third was found to have higher distress.  An outcome 

that bears clinical significance and establishes a case for ensuring strong survivorship models 

of care.  A truth further justified when considering that distress is mitigated during times in 

the treatment process where contact with health professionals is by very nature high, for 

example during chemotherapy or radiotherapy. 

For those who were screened multiple times, a certain trend was noticed with approximately 

a third of the multi-screened group continuing to have high distress the more screens they 

had.  The average interval between screens was found to be six months, indicating that if a 

person was screened five times, this meant that they had been engaging with the cancer 

support services for at least two and a half years.  Interestingly ongoing issues related to 

referrals to a dietitian and social services were higher in those that were more than two years 

from diagnosis compared to those within two years of diagnosis.  Yet another outcome that 

signifies the importance of providing survivorship care. 

Identifying the cause of distress is theoretically ascertained using the problem checklist.  

Primarily the most significant problems that arose during analysis of multiple screens were 

tingling in hands and feet, skin dry/itchy and pain.  In spite of this, it was acknowledged that 

multiple screening was more likely to resolve issues relating to worry, sleep and nervousness.  

While fatigue and taste changes are more likely to become an issue at different times in the 

cancer process, i.e. waxes and wanes, this is probably dependent on treatment type. 

Problems or issues or symptoms reported by patients were categorised into practical, family, 

emotional and physical symptoms.  Practical problems associated with higher distress 

included insurance, work, transportation and housing.  Family problems relating to partners 

and children were significantly different for those in high distress.  However the question of 

‘feeling supported by family and/or friends’ demonstrated a reverse trend where higher 

amounts of people reported not feeling supported, yet reported low distress.  It was felt that 

a ‘yes’ response to this question, in fact indicated that the person ‘is’ feeling supported by 

family and/or friends and thus has resulted in this foreseeable outcome.  Importantly, this 
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question was altered in the final version of the tool (MR/286) to reflect a clearer 

understanding of family issues. 

Similarly, for emotional issues such as fear, sadness, loss of interest in usual activities and 

depression were significantly higher in those in higher distress.  Worry however, was better 

analysed in the reverse, as people in high distress reported less levels of ‘no worry’ compared 

to those in low distress. 

Physical problems found to be higher in the ‘high distress’ population included fatigue, sleep 

and pain as well as memory/concentration, which was deemed a statistically significant 

problem for 35% of the audit group, an outcome that suggests that perhaps mailing 

participants the screening tool to complete at home, may be less than ideal. 

Constipation and nausea were not symptoms associated with higher distress compared to 

those in lower distress. 

Only a third of the file audit received a referral and a majority of these were for one health 

professional.  Most commonly, people were referred to physiotherapy.  Self-reported referrals 

in the questionnaire group indicated that 81% had received a referral.  Largely the mismatch 

between results reported in the audit but not in the questionnaire occurred for the supportive 

care nurse (28%), physiotherapist (21%), dietitian (14%) and 10% for both psychotherapy 

and social services.  Such a notable mismatch suggests that either a referral is poorly 

recorded on the SCS tool or referrals are occurring more frequently outside of the distress 

screening process.  Participants were not asked ‘who’ the referral source was, so this 

outcome can only be speculated.  Conversely, almost 10% of the referrals to physiotherapy 

noted in the audit cohort were not recorded in the questionnaire, a result also found for 

referrals to social services (12.6%).   

It is important to note that 24% of the audit cohort refused a referral; comments revealed 

that participants did not feel well enough to go to the referred health professional. This was 

partly supported by reasons for non-attendance in referral to an appointment in the 

questionnaire group with, a large number of respondents reporting ‘not interested’, or that 

they were ‘too unwell’.  Importantly, it was found that very few referral sources had made 

contact with the recipient of care prior to the appointment.  Participants reported that less 

than half the time they were contacted by the service, a consistency noted across all the 

services.  It is unclear whether this potential incongruence with best practice guidelines (37) 

significantly impacted attendance; however in general, attendance was poor, with less than 

half of the sample reporting attendance following referral.  One exception to this rule was 

noted for people referred to lymphoedema care, where 75% attendance was recorded.  

A third of participants who live greater than 25 kilometers from ERH did not self-report a 

referral for any purpose, indicating that geographic location impacts access to services.  This 

was particularly evident for women with breast cancer, where a third of those who live within 

25 kilometers from the health service receive a referral for lymphoedema care, while only 

10% of those living outside of that radius receive a referral.  There was no difference in age 

of women who live closer to or further away from ERH that received a lymphoedema referral. 

Pleasingly, those who were referred had higher levels of self-reported worry and were also 

more likely to find the information provided by the cancer support nurses to be more helpful 

than those who were not.  However, the file audit found that 51% of those in high distress 

did not receive a referral.  Certainly a person was twice as likely to be referred if in high 
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distress, yet 25% of the low distress population were also referred, thus indicating that 

distress did not predict referral.  Best practice in accordance to the NCCN (27), recommends 

that those in high distress be routinely considered for a referral to psychosocial services.  

Within the audit cohort’s highly distressed population fewer than 3% were referred for 

psychology and less than 16% were referred to social services.  High distress was not found 

to predict a referral to any particular health professional, with the exception of Palliative Care, 

where those referred to this service, were more likely to be in high distress.  In addition, 

multiple screening was not found to predict a referral outcome for those in high distress. 

Specific gender issues emerged in the questionnaire cohort where significant male differences 

existed in the data.  Men with cancer were more likely to be older than women, likely 

resulting from the high representation of breast cancer, which was found in this study to be 

more prevalent at a young age.  Nonetheless, men found the information provided to them 

was less helpful and men were less likely to be referred to any service.  Added to this, men 

were more likely to report a poor QoL, feel weak, short of breath and needing to rest in a bed 

or chair, than women.  Such findings were similarly reported in the research conducted by 

Corboy and colleagues (2014) who found that rural and remote Australian men with prostate 

cancer face unique challenges when it comes to seeking support.  Interestingly, this outcome 

was more readily attributed to ‘stoic attitudes and normative expectations’ as opposed to 

issues relating to access and availability (38).  Exploring these issues with men in the focus 

group attempted to understand the story behind the findings in this research. 

The group of men that participated in the focus group had all been diagnosed with cancer 

quite some time prior to the research (over two years), each humming to the beat of the 

same drum, largely falsely believing that the research was the initiation of a ‘blokes support 

group’.  A sense of camaraderie was in the room with intense competition for an opportunity 

to speak and tell ‘their story’.  Such enthusiasm long after diagnosis further supports the 

need for high quality survivorship models of care. 

Distress for men in this group was driven largely by financial issues that arise as treatment 

impacts employment and a reported lack of financial assistance to break through this period.  

Marital issues were also a common theme among this group of men.  Great discussion was 

had around the shock men experienced at how tired they felt during treatment.  

In general, the group held a high regard for the cancer support team at ERH, yet 

simultaneously they lacked clarity around their illness, the physical impacts of such and often 

held a belief that ‘chemo’ equated to cure.  It was clear in this group that the information 

they were given poorly resolved their concern and jaded their trust.   

Stories of issues faced in information from a health care provider unleashed a discussion 

about treatment; curability and how cancer occurs in the first place indicating that there is 

much confusion around these issues and some consideration around debunking cancer myths 

may be important for men.  One group member declared his personal conclusion in response 

to this dilemma, stating that he learned that you needed to figure things out for yourself, 

using the example of when he navigated his way through showering while attached to a 

chemotherapy line and a bottle in his shirt pocket.  This gentleman went on to describe how 

he had to become rather ingenious using the draw cord out of the pyjamas to secure the 

bottle around his neck, freeing up his hands to shave and shower.  
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Despite this sense of needing to ‘figure it out’, group members agreed that they did need to 

ask questions, a simple yet infrequently used process.  Moreover, men felt that every case of 

cancer is different and that not everyone can be pigeon holed and treated the same way.  

This group of men expressed that the supportive care screening process was an example of 

feeling as though they were just the same as any other person with cancer. 

Some group discussion around the management of physical symptoms such as pain and 

tiredness, additionally raised awareness around poor communication.  Men agreed that pain 

exists for a reason to let you know that something is wrong and that taking analgesic 

medication means you become a ‘junkie’.  Moreover there was a general sense of shock and 

lack of understanding around fatigue. 

Data provided suggests that distress is not being adequately identified or mitigated with 

multiple reasons for this being the case.  This study sought to determine the effectiveness of 

the tool and care in providing support to cancer patients at ERH.  Some of the reasons for a 

lack of determination of the screening process to describe distress and its management 

include the poor ability to determine clear processes with explicit instructions for staff.  For 

example there is a lack of clarity around supportive care coordination for patients that receive 

treatment off site. 

Almost 60% of women with breast cancer reported receiving supportive care only at ERH 

having had their treatment at another hospital.  This is consistent with treatment processes 

at the time of this research when ERH had minimal oncology specialists visiting the service 

until the final six months of the data collection period.  For this reason, a majority of women 

with breast cancer travelled to larger centres such as Bendigo or Melbourne for their 

treatment, returning to ERH for supportive care with the MBCN.  Yet some of this cohort also 

report receiving supportive care from a MBCN at the treatment site. 

Similarly, any concurrent chemotherapy with radiotherapy treatment or major surgical 

intervention, for any cancer diagnosis will traditionally take place offsite at a larger facility 

(for example, mastectomy with simultaneous reconstructive surgery, followed by 

chemotherapy and radiotherapy).  Recently, ERH has been enhancing the oncology services 

through the recruitment of an advanced medical workforce coupled with Medical Resonance 

Imaging (MRI) technology, hence engendering a change in this space.  This study could not 

determine the process of care delivery and transfer of care from offsite to ERH, there may be 

written policies for care but these were not assessed in this study. 

Information from the distress thermometer seems to accurately portray distress; there was 

congruence between results for the audit group and the questionnaire group.  There is 

however a lack of ability to determine from the audit if the problem or problems related to 

the distress was clearly identified and acted on appropriately.  A lack of adherence with 

referrals in the questionnaire group indicates improvements in service coordination and 

reflective practice may be necessary. 

The high rates of non-referral for those with high distress were alarming and indicated that 

there was minimal linkage between distress and referral in the audit group.  Poor congruence 

between recording of referral in the audit group and actual referrals reported in the 

questionnaire group suggests that referrals either come from other sources or that recording 

of referrals is particularly poor on the screening tool.  
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Adherence with policy for delivery of screening was clearly not matching with mean 

differences of six months between screens identified.  Whilst change between screens could 

be detected and direction calculated, it was clear that the timeframes specified by ERH SCS 

policy were different to those recorded in the audit data.  Issues with adherence to procedural 

changes were also noted considering the rich use of the first version of the tool long after the 

new version had been introduced.   

Further, it may be deemed a concern regarding the mailing of the SCS tool for self-

completion, considering a third of the sample were found to have statistically significant 

problems with memory/concentration.   

Conclusion and Recommendations 
In conclusion there are recommendations that may prove valuable to ERH in relation to the 

ongoing supportive care of oncology patients.  The Supportive Care Screening tool is effective 

in determining distress.  Recommendations for improvement include; 

1. Consider an alternative nutrition risk screen on the SCS tool. 

2. Develop a prompt on the SCS tool that links the results (distress and referrals) from 

previous screens to ensure a continuum of care. 

3. Insert an opportunity to record a ‘reason for referral refusal’ on the SCS tool to ensure 

reflective practice is holistic, particularly important for ‘high distress’ results. 

4. Review SCS Policy and Procedure to reflect peak distress. 

5. To continue screening by the preferred face to face modality where appropriate. 

6. Review service coordination processes across the health service to improve access to 

services. 

7. Consider a tailored approach to providing health information and supportive care to 

males. 

It is commendable that ERH have chosen to evaluate the effectiveness of the Supportive Care 

Screening tool and the process for delivery and subsequent intervention required by people 

with cancer.  It is clear that there is a role for supportive and survivorship care given the 

length of time people are involved with the ERH cancer service.  Small changes to streamline 

the processes underpinning best practice in regard to screening and follow-up are 

recommended and will lead to excellence of care delivery in this small rural health service. 
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