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Abstract  

Objective: Previous research has described the low uptake of psychosocial support services 

in people living with cancer. While characteristics of individuals using services have been 

examined, mechanisms applied to link individuals to support services are less frequently 

considered. This review aims to identify the mechanisms used to link people with cancer to 

support services and assess their impact. 

Methods: Systematic searches of Pubmed, CINAHL, EMBASE and PsycINFO were 

conducted up to May 2020. Studies reporting service use associated with mechanisms to 

link adults with cancer to support services targeting emotional, informational, practical or 

social support needs were eligible. Eligible study designs included controlled trials, pre-post 

designs and observational studies. Study quality was assessed and a narrative synthesis of 

findings undertaken. 

Results: Ten papers (from 8037 unique titles) were eligible. Testing the feasibility of the 

linkage mechanism was the primary aim in five (50%) studies. Three linkage mechanisms 

were identified: i) outreach from the support service; ii) clinician recommendation/referral; iii) 

mailed invitation. Outreach was the most successful in connecting people with cancer to 

services (52-90% use); clinician recommendation/referral was least successful (3-28%). The 

impact of different linkage mechanisms for different demographic groups was not assessed. 

Conclusions. Outreach from services shows the most potential for increasing access to 

support services. However, the limited number of studies and limitations in the types of 

support services people with cancer were linked to, demonstrated the need for further work 

in this area. Identifying mechanisms that are effective for underserved, high-needs patient 

groups is also needed.  

Registration number: PROSPERO (CRD42020150151). 

 

Key words: cancer, supportive care services, referral, linkage mechanisms, systematic 

review, Psycho-Oncology. 

Running Header: Accessing support services: a review 
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Introduction 

Despite many countries adopting psycho-social supportive care guidelines outlining 

procedures for ensuring people affected by cancer have access to information and support, 

many people still report unmet supportive care needs relating to accessing information, 

managing care, and addressing psychological and emotional difficulties, finances, family, 

work and day-to-day living.1-6 Higher levels of unmet supportive care needs have been 

shown to increase the risk of experiencing elevated symptoms of anxiety and depression.7-10 

With evidence suggesting up to 28% of people with cancer can experience depression11 and 

up to 50% can experience elevated anxiety,12-14 current strategies to manage these 

emotional and support needs are suboptimal.  

 Although information and support services for people affected by cancer are common 

in the community and treatment centre settings, uptake can be low even in those with 

identified need. A study in a single hospital in the United States found only 19 of the 195 

cancer patients (10%) identified as having high levels of distress participated in a 

recommended supportive care service15. Another study from Australia found that 60-70% of 

cancer patients with elevated distress declined offers of assistance16. Although a trial in 

Belgium found that an enhanced distress screening program could increase referral 

acceptance from the 4% found in usual practice to 28%, similar to the Australian study, 70% 

of cancer patients with elevated distress were not connected to a support service17. The low 

take-up of referrals to psychosocial supportive care services suggests a disconnection 

between the level of unmet support needs in adults affected by cancer and their engagement 

with services that may help to address these needs. A systematic review of the literature 

published until March 2011 identified 25 studies exploring barriers to the provision of 

psychosocial supportive care for adults with cancer, with eight studies focusing on patient 

barriers, 13 reporting health professionals’ barriers to referral, and four reporting barriers for 

both patients and health professionals18. For people with cancer, the most common reason 

for not taking up referrals was feeling that they had support from family or other sources 

(37%), followed then by lack of information about the service (19%), transport difficulties 
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(17%), lack of confidence in service (13%) and negative perceptions and stigma associated 

with psychological services (10%).18   

A 2014 review concluded that, for health professionals, negative perceptions of some 

support services, including perceived lack of scientific validity of interventions, and fear of 

negative outcomes for patients, are key barriers preventing referral.18 Papers published 

since this earlier review suggest there has been little change in both uptake of referrals by 

survivors and the reasons for not taking up referrals, even in those screened for elevated 

distress. For instance, a quantitative study from Australia19 assessing the reasons those 

identified as having elevated distress did not take up a supportive care referral found 

preference for self-management (46%), and not viewing distress levels as severe (23%) 

were key barriers.  A qualitative study,20 also from Australia, found that the perception that 

accepting a supportive care referral was “admitting defeat” and indicated an inability to cope, 

was a barrier to take-up. A large, multi-centre study in Germany found that those with more 

negative attitudes towards psychological services were less likely to use supportive care or 

psychological services21. A longitudinal study following Swiss patients screened for distress, 

which assessed intention to use support services and their actual use, found greater use in 

patients with more positive attitudes towards psychological support, and those 

demonstrating more positive coping styles22. Based on these findings, the authors argued 

that mental health literacy, knowledge, and patient empowerment are important factors 

influencing the uptake of supportive care services22. 

Another strategy for attempting to understand factors that influence use of 

psychosocial supportive care services by people with cancer may be to determine 

characteristics of interventions that are used and found successful. A systematic review of 

53 studies suggested that interventions that were nurse-led, telephone-based rather than 

face-to-face,  commenced before treatment started, and did not screen for distress, had 

better uptake and adherence23. However as most of the studies included in this review were 

RCTs testing a novel intervention, the authors noted that uptake and adherence levels may 

be influenced by participants’ desire to assist with research rather than interest in the 



A
ut

ho
r 

M
an

us
cr

ip
t 

This article is protected by copyright. All rights reserved.  

 

 

 

 

 

 

 

supportive care program. This interpretation gains some traction with findings showing that 

uptake was greatest in studies where participants could be randomised into a no intervention 

condition23. The review concluded that work was needed to identify specific factors that 

increase the likelihood of acceptance and use of support services.  

One factor that may be important is how the referral is made, or how people are 

linked to the psychosocial supportive care service. While the previously mentioned 

systematic review23 examined characteristics of interventions that may be related to patient 

uptake and adherence, they did not specifically look at the actual process or mechanism that 

connected patients to supportive care services. This may reflect that many studies 

conducted as trials of support services focus on the impact of the service and assign people 

to receive or not receive the service. As studies have repeatedly shown, a low uptake of 

support services by people affected by cancer, greater understanding is needed of the 

mechanisms being applied to connect people to these services, and to determine whether 

some mechanisms are more effective than others. This review begins this investigation and 

aims to identify the interventions or strategies (referred to as mechanisms in this paper) used 

to connect people affected by cancer with psychosocial supportive care services (referred to 

as support services and includes services providing informational, emotional, practical and 

social support), and assess the impact of these different mechanisms on use of these 

services. A secondary aim of the review is to identify the populations targeted in research 

conducted in this area and assess whether the efficacy of the different mechanisms vary 

between populations. 

Method 

The protocol was registered in PROSPERO (CRD42020150151). The PRISMA 

(Preferred Reporting Items for Systematic Reviews and Meta-Analyses) checklist was used 

for reporting24.  

Search strategy 
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We searched Pubmed, PsycINFO, CINAHL and EMBASE to identify studies 

meeting our eligibility criteria. Search terms combined index terms and text words relating to 

information, psychosocial support, cancer, referral and interventions. Search terms included: 

(Neoplasms OR Carcinoma OR cancer OR “medical oncology”) AND (telephone  OR 

"Psychosocial Support systems"  OR "Social Support"  OR "community support service*"  

OR "helplines"  OR “cancer nurse”  OR hotline*  OR “mobile health unit*” OR counselling  

OR “group support”  OR “patient information”  OR “peer support”  OR “support group”) AND 

("health promotion"  OR "consumer health information"  OR "health information"  OR "health 

education"  OR referral  OR consultation  OR implementation). Trial runs of the search terms 

indicated we needed to include title, abstract and text in the search strategy to ensure all 

potentially relevant papers would be identified. Appendix A shows a search strategy for one 

database. 

Database searches were supplemented by searching references of relevant 

published articles included in our review. Searches, including tests and trials, were 

conducted between March 2020 and April 2020. 

Eligibility criteria 

Study Design:  Original research studies of any study design, published in the peer 

reviewed literature with no restrictions on publication year were included. Studies needed to 

be published in English.  

Participants: Eligible studies focused on referral of adults (aged ≥18 years), affected 

by cancer (patients, family and carers) to supportive care services. Studies targeting children 

or adolescents (aged < 18 years) were excluded. Studies involving health care professionals 

or patients were eligible. 

Intervention: Eligible studies described a mechanism that aimed to link people 

affected by cancer to services providing some element of supportive psychosocial care.  
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Programs/Services referred to: Eligible studies needed to link patients to community 

or hospital-led programs or services that could target emotional, informational, practical or 

social support needs. Services or programs delivering mind-body practices such as 

meditation, mindfulness and/or yoga were included. The service could be delivered online, 

face-to-face or over the telephone.   

Outcomes: Uptake (utilisation) of services as a result of the linkage mechanism was 

the primary outcome of interest. Data on referral rates, the involvement of health services 

and health professionals in the referral program, and the attitudes towards, and the 

perceptions of patients and health professionals of the referral mechanism were recorded 

where available. 

Exclusion criteria: Studies were excluded if they only reported rates of recruitment 

and referral to a trial (randomised or other designs) testing a supportive care intervention. 

Studies were excluded if they did not specify the mechanism for linking patients to a support 

service (e.g., they mentioned ‘referral’ but the mechanism for referral was not described). 

Following Brebach et al23 studies linking patients to allied health services, hospital social 

work departments, psychotherapeutic-based services and palliative care were excluded as 

these interventions can include elements of medical care (e.g. medication), physical therapy 

(physical rehabilitation) and social services (e.g. government payments). Research suggests 

that referral to these types of services after distress screening are more likely to be accepted 

then those to emotional or information-based support services25  supporting the suggestions 

that these types of services are perceived differently from informational, emotional and 

integrative supportive care services23.  

Data extraction, management and analysis 

Authors VW and NP reviewed abstracts and full-text papers to assess eligibility 

against the inclusion criteria. Each abstract and paper was read by these two reviewers, with 

disagreements resolved by discussion or referral to a third reviewer, with subsequent 

discussion until consensus reached. For each eligible paper, the full text was read by two 
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reviewers independently, who extracted the following data: authors; publication year; 

country, setting, who delivered intervention to patients; sample size; completion rate; sample 

age and sex; type of cancer; research design; aims, type of supportive care service; referral 

or linkage mechanism description: theoretical approach, design (web-based, face-to-face, by 

personal invitation, social media etc.); outcome measure; key results.   

A narrative synthesis approach was applied due to the heterogeneity of study 

designs and the inclusion of descriptive as well as intervention research. 

Quality Assessment  

Three assessment tools provided a basis for assessing a range of study designs. 

Specifically, we used the quality assessment tool for: controlled intervention studies; cohort 

studies and before-after studies with no control group (https://www.nhlbi.nih.gov/health-

topics/study-quality-assessment-tools). These tools posed between 12-14 questions relating 

to study design, participant recruitment and analysis with questions requiring a yes, no or not 

clear response. Depending on responses to each question papers are assessed as good, 

fair or poor.  

Results 

A total of 8037 unique citations were identified through the database searches, with 

six additional papers identified through reference lists of relevant systematic reviews or 

papers. The number of papers included/excluded at each stage are shown in Supplementary 

Figure 1. After reading the full text of 61 papers, 10 papers were eligible for inclusion in the 

review.   

Included studies 

Types of studies: Table 1 provides a description of the design characteristics of included 

studies. Studies were from a limited range of countries with five (50%) from Australia26-30, 

three (30%) from the Netherlands31-34,  one from Scotland35 and one from the US36. Studies 

were published between 1997 and 2020. Study designs varied across papers with two 
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cluster RCTs27, 30, one RCT32, three single arm, post-test only studies29, 36, 37, two prospective 

designs31, 35, one cross-sectional design34 and one mixed design involving pre-test post-test 

design for clinicians and a post-test design for patients28. Most studies were set in health 

services, with one set in the community35 and another using the cancer registry to invite 

patients from specific hospitals into the study.32 No study targeting carers or family members 

were assessed as eligible for the review. A mix of patient surveys, health professional 

surveys, and administrative data were used to assess impact of the referral mechanism on 

support service uptake.  Overall quality ratings are shown in Table 1. One study35 was rated 

poor, with four assessed as fair and five rated as good quality (see Table 1).   

The primary aim of five studies28-31, 36 was to assess the impact of the linkage 

mechanism on people’s use of the supportive care service. Of the remaining studies, four26, 

27, 32, 35 aimed to assess the impact of the support service on patient psycho-social outcomes 

(e.g. anxiety) and one aimed to assess health service and health professional adoption of 

the intervention34.   

Mechanisms for linking patients to support services could be grouped into three basic 

types: i) direct outreach from the support service with or without health professional referral 

(total 6 studies: 3 included health professional recommendation); ii) clinician 

recommendation/referral only (5 studies); and iii) mailed invitation from the health service (1 

study). While, in the main, studies utilised only one of these basic mechanisms, two studies 

by Livingston et al27, 30 included multiple study arms with one arm utilising direct outreach 

with clinician referral and the other utilising only clinician referral. Results from the two study 

arms in the two different studies are included in this review. 

Although the most common target group in the studies were patients (n=7; 70%), one 

study targeted both health professionals and patients28 and two studies34, 36  targeted health 

professionals and/or hospitals (Table 1). Studies including health professionals in their target 

group, reported on the introduction of the linkage mechanism into hospitals/clinics, and the 

uptake and response of health professionals.  
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The health professionals involved in delivering the linkage mechanism to patients 

most commonly included specialist doctors (e.g. surgeons, urologists, medical oncologists) 

and nurses. The number of health professionals involved in the studies was variably 

reported and included the number of health professionals trained, the number taking part in 

surveys and number of clinics/health services involved (Table 1). The cancer diagnoses of 

participants in studies were mixed; five studies included any cancer type, two involved men 

with prostate cancer with one of these also including men with colorectal cancer, one study 

involved a mix of breast and melanoma patients; another involved women with breast or 

gynaecological cancers, and another involved breast cancer survivors (Table 1).  

Support services: The support services referred to, or accessed, varied across studies. Five 

Australian studies aimed to link people to a community-based, telephone cancer support 

service staffed by oncology nurses26-30. Three studies aimed to link patients to an e-health 

information program (‘Oncokompas’)31, 32, 34, one study linked patients with a community-

based patient navigator termed a ‘Link officer’, who assessed needs and referred 

participants to different practical, emotional and social support services,35 and one study 

aimed to improve uptake of yoga for cancer patients36.  

Effects of the linkage mechanism on usage rates 

The support service uptake rates achieved in the six studies reporting this 

information are shown in Figure 1, with results grouped according to the main type of linkage 

mechanism utilised. A linkage mechanism that involved an outreach telephone call from the 

support program achieved the greatest uptake rates, with the next most successful strategy 

involving an email that provided a direct link to the online support system. Of the four studies 

that did not report the uptake rates achieved, two28, 36 compared the number of people using 

the service before and after the introduction of the linkage mechanism, rather than reporting 

uptake rates. Both studies found an increased number of service contacts after the linkage 

mechanism was introduced however only one study confirmed the statistical significance of 

this increase.28  One study34 assessing hospitals’ adoption and implementation of the online 

resource ‘Oncokompas’ reported health care professionals’ estimates of the number of 
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patients they referred to ‘Oncokompas’, the number of patients where ‘Oncokompas’ was 

discussed at follow-up visits and the number of patients bringing printouts from 

‘Oncokompas’ to consultations.   

 i) Outreach from the support service (with or without clinician referral): Six studies 

utilised a system where patients were contacted directly by the support service. In three 

studies, contact was through an outreach phone call (referred to as an outcall),26, 27, 30  

whereas in the  other three studies, patients received an email invitation that included a link 

to the online support service.31, 32, 34 Two studies by Livingston and colleagues, used the 

same linkage mechanism with one a feasibility study30 which lead to the larger RCT.27 The 

linkage mechanism in both studies also involved a specialist referral that recommended 

contact with a telephone-based information and support service (Helpline) with patients 

receiving a referral slip (Table 2). Participants in the studies were men, newly diagnosed with 

prostate or colorectal cancer. In both studies, three groups were compared, with one study 

group receiving four outcalls from the Helpline, one group receiving one outcall, and one arm 

receiving the specialist referral and referral slip with Helpline contact at the participants’ 

instigation. In the third study by Livingston et al., participants finishing chemotherapy were 

invited to receive one outcall from the support service.26 Outcalls were effective at linking 

patients to the support service with over 85% of participants across the three studies 

receiving at least one outcall from the support service (Figure 1, Table 3). Patient 

assessment of the outcall program was positive30 with respondents reporting the referral and 

outcall program as a ‘good idea’, describing the service as providing comfort and support. 

Clinician assessment was also positive, with clinicians reporting the referral could be readily 

incorporated into usual practice and did not compromise care.   

Three studies implemented a strategy to link patients to the ‘Oncokompas’ e-health 

information platform. Two studies31, 32 examined ‘Oncokompas’ reported patient uptake 

whereas the third34 assessed hospital and health professional participation in the program, 

with health professionals estimating registration and patient use. Melissant et al31 assessed 

uptake of ‘Oncokompas’ in women with breast cancer who had finished treatment. This 
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study reported an adoption rate for ‘Oncokompas’ of 75% based on number of people 

agreeing to take part in the study, with 56% of all those invited accessing the online program 

(Table 3). A large RCT of ‘Oncokompas’ reported similar rates of adoption and uptake, with 

78% of those invited activating their account and 52% of those invited accessing 

‘Oncokompas’ at least once.32   

 As patients needed to be registered with ‘Oncokompas’ to receive their invitation, 

Matthijs de Wit et al34 studied hospitals’ uptake of and health professionals’ utilisation of 

‘Oncokompas’  providing information on health professionals’ registration of patients with the 

online program. Of 65 hospitals approached, 31% adopted ‘Oncokompas’. At participating 

hospitals, health professionals were instructed in how to discuss ‘Oncokompas’ with 

patients, were given a script providing general information about the online tool and 

‘Oncokompas’ business cards to give to patients. Data from health professional surveys 

suggested only 21% registered patients. Of those registering, the majority (59%) reported 

discussing ‘Oncokompas’ with patients at follow-up consultations, suggesting patient use of 

the online program at a level that can be seen as roughly similar to those found in studies 

targeting patients31, 32 (Table 3).  

 ii) Clinician recommendation/referral: Five studies28, 29, 36 27, 30, examined the impact of 

patients receiving a health professional recommendation to a support service on patient-

initiated contact with the recommended service. Four studies27-30 referred patients to the 

same telephone-based information and support service to talk to a cancer nurse. In one 

study29, health professionals, usually the cancer specialist, provided newly referred patients 

with an information brochure for the support service, recommending use if needed. Although 

health professionals were briefed on study procedures, there was no training in relation to 

how the patient should be provided with the information. Only around 4% of patients who 

received the promotional pamphlet contacted the support service (Table 3). In the second 

study, health professionals used a referral slip to recommend patients contact the support 

service at the end of chemotherapy or radiotherapy28. Health professionals received a single 

50-minute training session that covered information on the support service referred to and 
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the procedures for the referral. Results were reported in relation to the number of calls per 

month to the support service from patients at participating hospitals before and after the 

linkage mechanism was introduced. The paper reported that the support service’s monthly 

call rates from participating hospitals increased by up to 100% during the study period 

(comparison numbers in metropolitan hospital were 12 to 24 a month; regionally from 2 to 3 

a month).  The proportion of people who responded to a clinician referral with referral slip 

can be assessed through the third study arms of Livingston et al’s trials,27, 30 which involved 

only the clinician referral (with referral slip) to the support service. Livingston et al reported 

uptake rates in this study arm of 28% in the pilot study30 and 18% in their main trial.27 

Marco et al28 and Broadstock and Hill29 reported experiences of health professionals 

with the linkage mechanism with all three studies reporting that health professionals found it 

simple. In Marco et al28 97% of health professionals surveyed indicated they would continue 

to refer patients to the support service after the study.  

Koula et al36 conducted a pre-post study to assess the impact of a single brief (5-10 

minute) education session about the benefits of yoga and referral pathways into a cancer 

specific yoga session that was provided to health professionals managing women with 

breast or gynaecological cancer (Table 2). The intervention led to a doubling of participants 

at weekly yoga classes, with attendance increasing from under 10 a week to 10-20 patients 

attending weekly classes during the intervention period (Table 3). However, the number of 

referrals made by health professionals and participation rates (i.e., attendees as a proportion 

of number referred for attendance) were not reported. After the education session, clinicians 

were more likely to agree that yoga could be beneficial to patients and reported stronger 

intentions to refer patients to the yoga program.     

 iii) Mailed invitation: One study35 invited newly diagnosed cancer patients to 

participate in the “Improving the Cancer Journey” program, which provided patients with a 

patient navigator (referred to as the ‘Link Officer’). The ‘Improving the Cancer Journey’ 

program is a community-based service operated through a local authority (e.g. city council) 

and ‘Link Officers’ were non-health professional council workers trained in supporting and 
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referring cancer patients. Patients are invited to take part in the program by mail, with the 

letter of invitation sent to all newly diagnosed patients by a division of the National Health 

Service in the United Kingdom on behalf of the program. Interested participants were 

required to contact the program to arrange a meeting with the Link Officer. The paper reports 

that approximately 50% of those invited joined the program; however, information on the 

number of letters sent, the number contacting the program and the number meeting with the 

Link Officer is not reported.  

Effectiveness with different populations  

No study reported on the comparative impact of the linkage mechanism for different patient 

groups including those distinguished by cancer type, gender, age, ethnic or language 

background. Due to the different referral mechanisms utilised in studies involving men only 

or women only it is not possible to determine whether referral rates or uptake differ across 

cancer type or by gender of patients. Similarly, the effect of time since diagnosis on uptake 

rates was difficult to assess because most studies were conducted while patients were in 

treatment or just finishing treatment. Both ‘Oncokompas’ studies involving patients,31, 32 

recruited people post-treatment completion. Qualitative findings from Melissant et al31 

suggested that many thought the information was not relevant to them because they had 

finished treatment, did not have symptoms, or believed the offer of the service was too late 

in their care trajectory.  

 

Discussion 

Despite the low uptake of supportive care referrals being recognised as limiting the 

potential benefits of these services for people living with cancer18, 19 we could identify only 10 

studies that described, in sufficient detail, a method to link patients to supportive care 

services. This is because of the paucity of data on the impact of linking mechanisms on 

uptake of support services. Nonetheless, although several of the studies reviewed were not 

designed to specifically test their referral mechanism, the provision of uptake data allowed 

us to examine the success of strategies used.  
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The review identified three mechanisms for linking patients to support services: 

outreach from the services via outcalls or email (with or without clinician referral); clinician 

recommendation or referral; and postal invitation to take part in a support program. There is 

some evidence that uptake of support services was highest for those strategies that used an 

outreach procedure for connecting the support service to the cancer patient, with outcalls 

from a telephone-based information and support program achieving the highest rate of 

engagement with over 90% of those referred27. High uptake rates were also seen for 

mechanisms where a link to an online information platform was emailed to patients (52-75%) 

and where patients were linked to a lay, community-based, navigator via a mailed invitation 

letter (50%). Lowest rates of uptake were found when contact was at the instigation of the 

patient, although the addition of a specific clinician referral increased uptake rates. The type 

of support service linked to was limited with five of the 10 studies linking to a community-

based telephone information and support service. Consequently, whether the effectiveness 

of a linkage mechanism is dependent on the type of support service targeted is not known.  

Previous studies have suggested that lack of clinician referral to information and 

supportive care services is a barrier to their use.38 Clinician referral was the strategy most 

utilised in studies reviewed here, although commonly it was not used in isolation. A review 

examining barriers to patient use of supportive care services noted that many clinicians have 

negative perceptions of psychological services, are unsure of their benefit, and fear referral 

could take too much time18. These results are consistent with those from a study of 

Australian oncology professionals39. Our findings are consistent with the notion that health 

professionals’ perceptions of, and knowledge about, support services can be improved by 

education. As several of the studies reviewed found that the time taken to refer people to 

support services could be easily accommodated in their day-to-day workload,27-29 providing 

health professionals with a standard mechanism for referral, consistent with their usual 

practice, would be a useful mechanism to be added to usual care.  

Although clinician referral improved uptake of services, the greatest effect was when 

this strategy included the support service contacting patients directly. Mechanisms utilised 
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for direct patient contact involved an outcall service originating from a community-based 

cancer information and support service and an automated email for an online e-health 

program. Direct contact from support services to a patient after a clinician referral are 

relatively novel in the cancer support space, but this linkage strategy has parallels to 

mechanisms used in smoking cessation where GPs or other health professionals refer 

smokers to a Quitline for assistance with quitting smoking.40 Recent work examining the 

success of this referral mechanism with smokers in the real world suggest engagement with 

Quitlines may be around 30%.41, 42 The higher engagement of cancer patients in support 

programs using a proactive outreach linkage mechanism in the studies reviewed here, 

suggest this strategy may be more engaging for cancer patients. Qualitative findings from 

Livingston et al’s30 study suggested this mechanism was highly acceptable to patients, with 

many thinking it constituted normal practice. A proactive approach to inform newly 

diagnosed cancer patients about a community-based support program has been adopted by 

the ‘Improving the Cancer Journey’ program35 although the need for patients to initiate the 

contact with the service limited uptake to 50%.   

Patients’ negative attitudes towards psychological/psychosocial services may be a 

barrier to accepting a supportive care referral, with work suggesting that some patients see 

accepting assistance as defeat.18, 21, 43  No intervention reviewed here addressed patient 

attitudes directly, with most relying on clinician recommendations to provide the impetus for 

contact with the support service. A recent study assessing perceptions of supportive care in 

the general population suggests that prioritising treatment and physical health over 

psychological needs is pervasive.43 Increasing awareness of the benefits of supportive care 

and its potential for reducing anxieties, concerns and depression that may arise over the 

course of cancer care may help to ensure this aspect of care is not neglected. Strategies to 

inform people of the benefits of services while reducing stigma regarding their use are 

needed.18  

Strategies aimed at improving screening for anxiety and depression are most 

effective when they involve organisation or system level change.44  Only one study included 
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in this review34 reported on the uptake of an intervention at the organisational level, with this 

study reporting relatively low involvement rates from health services and the health 

professionals working in them34. Although several studies in the current review took an 

organisation-wide approach to intervention implementation, the impact of the approach used 

is unclear due to differences in reporting.  For instance while Matthijs de Wit34 reported on 

the number of health services that opted into their study and health professionals’ estimates 

of the number of patients they discussed ‘Oncokompas’ with, this study did not report the 

actual number of people receiving the ‘Oncokompas’ email invitation or the number using 

this program. Similarly, Marco et al’s28 implementation process included enlisting local 

champions, local co-design of referral slips and staff training, but the number of calls from 

patients as a function of the number of referral-slips dispensed was not reported. 

One study36 utilised a brief education session (i.e., 5 minutes) with cancer clinicians 

and other health professionals to improve referral of women to a cancer specific yoga 

program. Although this study reported a positive impact of this brief training program, further 

studies are needed to confirm the effectiveness of brief interventions given limitation in the 

study design including lack of a control group. Longer education sessions for health 

professionals were utilised in the implementation of ‘Oncokompas’ program within hospitals 

and in Marco et al’s study. The optimal length of time for health professional education 

sessions needs to be determined.  

We aimed to explore whether mechanisms for linking people to support services 

were equally effective for different population groups.  In two studies only men were the 

target of the linkage mechanism, and only women were the target of the linkage mechanism 

in another two studies. The lack of comparison population in these studies mean the relative 

effectiveness of the different linkage mechanisms for males and females cannot be 

determined. Unfortunately, findings were not reported for other demographic groups. The 

high rate of uptake of some interventions, particularly the outcall services, suggest these 

approaches may be effective for most population groups, although further data are required, 

including data on language of delivery. Further, despite people from non-English speaking 
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cultures being less likely to utilise supportive care services,45 no study specifically 

investigated the impact of strategies for these populations including for people from diverse 

cultural and language backgrounds. As informal carers can experience significant burden46, 

47 and are less likely to use support services,48, 49 and identifying strategies to successfully 

link carers to support services is critical.  While no study focusing on carers met our eligibility 

criteria, we are aware of at least one trial testing the impact of contact with a cancer nurse 

from a community-based support service on caregiver burden.50 This study was not included 

in the current review as it focused on reporting recruitment rates to the trial. 

Clinical Implications 

Cancer services in many countries have introduced distress screening as a gateway 

to providing services to reduce unmet needs and psychological morbidity among cancer 

patients. However, the effectiveness of these programs in reducing unmet needs will be 

limited if uptake of recommended services remains low. Identifying strategies that can 

improve effectiveness of linking people to support services will be important to increase the 

impact of distress screening programs. The current review suggests that to date there has 

been a lack of detail on the referral or linkage mechanism used to connect people to support 

services. While the current review suggests that an outreach program is most effective, the 

small number of studies in our review highlight a lack of evidence in this area limiting 

recommendations. Our study suggests that distress screening program should consider how 

patients can be most effectively linked into services they may need. Reporting the outcomes 

from different linkage mechanisms used may help to identify the most effective strategies.  

Study limitations 

Several limitations to our review need to be noted. It excluded studies that looked at 

mechanisms that linked people with cancer to hospital-based, allied health, 

psychotherapeutic and social work services. As many hospital-based distress screening 

programs refer to these services51, our decision to exclude these types of services limits the 

generalisability of our findings.  However as  48% of Australian cancer centres include 

referral to community-based information and support services as part of their distress 
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screening management protocols, understanding strategies that can increase the uptake 

rate for these referrals is important.51 Following Brebach et al’s23 suggestion that many 

cancer patients participate in supportive care research studies for reasons other than a need 

to access support services, we excluded studies that only reported participation rates for a 

supportive care trial or did not specify the mechanism for linking people to a support 

program. We did not include information on the effectiveness of interventions in addressing 

patients’ needs or distress levels as this was outside the scope of our review. Evidence 

regarding the impact of psychological and other supportive care interventions on distress, 

unmet needs and other quality of life outcomes is mixed,52-55 56, 57 and further work is needed 

to identify the most effective interventions for specific individuals. Despite identifying over 

8000 titles in our initial search, we found only 10 papers that met our eligibility criteria. While 

we believe this indicates a lack of research activity in this area, we note that indexing these 

papers is not straightforward and therefore our search strategy may have missed some 

potentially eligible papers. Although we attempted to include all relevant papers by looking 

through references of included papers, it is possible that some papers were missed. Finally, 

we only included papers that were written in English and were peer reviewed.   

Conclusions 

Despite these limitations we believe our review has identified an important yet relatively 

overlooked component in providing cancer patients with the supportive care they need. 

There is substantial body of research that identifies effective supportive care programs for 

people affected by cancer,57, 58 but much less work has been undertaken to identify the 

strategies that can effectively link people to these services. Our study has identified three 

types of referral mechanisms that have been at least partially tested to date. Mechanisms 

that proactively link people to support services may have the most reach, but adoption at a 

population level may require substantial personnel and financial investment.  Linking people 

to online support programs through an email invitation may be an alternative. Mechanisms 

that can effectively encourage patients themselves to engage in support programs are 

needed. To maximise use of support services, more studies are needed to test the impact of 
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different linkage mechanisms including studies to develop and test resources that might be 

utilised as part of the linkage mechanism. Similar to work undertaken to improve 

participation rates in screening programs,59, 60 studies that test the impact of different types 

of messages, different communication channels and the impact of follow-up invitations, may 

help to ensure that people affected by cancer engage with support services when they are 

needed.  
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Appendix A 

Search strategy: Pubmed 

All fields searched 

Population: All cancers, all patients 

Neoplasm* OR Carcinoma OR Cancer OR Melanoma OR Psycho-Oncology 

Outcome: Supportive care service 

("support group"  OR "support service*"  OR "community support service*"  OR "community 

participation"  OR "patient education"  OR "emotional support"  OR "social support"  OR "peer 

support"  OR "patient info*"  OR "peer counsel*"  OR "consumer info*"  OR "self-help group"  OR 

"hospital based support"  OR "community based service*"  OR "online intervention"  OR "telephone 

service*"  OR support  OR "telephone intervention"  OR counsel*  OR welfare OR "psycho* support 

service*"  OR telephone  OR "psychosocial support system*"  OR helpline*  OR "community nurse"  

OR hotlines  OR "cancer nurse"  OR "specialist nurse"  OR "mobile health unit" ) 

AND 

Intervention:  linkage mechanism 

("health promotion"  OR "consumer health information"  OR "health literacy"  OR "health 

information"  OR "health education"  OR "health knowledge"  OR "public health"  OR referral  OR 

consultation  OR implementation  OR "health information") 
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Table 1: Study characteristics of the ten papers reviewed. 

     

 

Target for intervention    

First Author; 
Publication 
year; 
Country Aims Design Setting 

Cancer 
types 

Type of linkage 
mechanism 
(involvement 
health 
professionals) Target group  

Patient numbers and 
response to 
intervention/ 
evaluation 

Outcome data  main conclusions Quality 

Broadstock29, 
1997 
Australia 

To investigate the 
impact of promotion 
on service demand 
to assess whether 
further promotion 
would require an 
expansion of the 
service, and to 
evaluate this 
method of promotion 
in terms of 
adherence to 
protocol and 
acceptability of 
procedures 

Single arm, 
post study  

Radiotherapy 
centre, four 
hospital 
oncology 
outpatient 
clinics 
(including one 
rural clinic), 
private 
consulting 
rooms 

All cancers 
 

 

 

 

Health 
professional 
recommendation 
With Helpline 
brochure 
 
(24 health 
professionals, 17 
admin staff 
involved) 
 

Patients  Attended rooms; n=532 
received brochure 
n=464  

Patients: calls to 
the Helpline 
during the study 
period and the 6 
weeks following 
 
Health 
professionals 
and staff: 
attitude to 
intervention 

A small number of patients 
called Helpline as a result of 
the promotion suggesting 
promotion of cancer helplines 
by these methods leads to a 
manageable increase in 
service demand. Cancer 
specialists were willing, to link 
patients with complementary 
information services.  

Fair 

Koula36,  
2018 
USA 

To  (1) assess 
healthcare 
providers’ beliefs 
about and referral 
patterns to yoga and 
meditation services, 
and 
(2) evaluate the 
effectiveness of a 
brief 
yoga/meditation 
educational 
presentation to 
increase providers’ 
intent to recommend 
these programs. 

Single arm: 
post test  

Hospital Gynae-
cological, 
breast 
mixed 

Health 
professional 
recommendation 
 
 
(40 health care 
professionals 
trained) 

 Health 
professionals 

Doctors: n=17; 
Nurses: n=16;  
Other: n=7 

Weekly 
participation 
numbers for 
yoga program 
 
Health 
professionals’ 
attitude to 
intervention. 

Brief provider-targeted 
educational intervention about 
yoga and meditation for 
cancer patients is effective at 
significantly increasing 
provider knowledge about the 
benefits of these therapeutic 
modalities, with a majority of 
participants indicating their 
increased likelihood to 
recommend these services in 
the future. Education session 
lead to increase in referrals 
and attendance at yoga by 
patients.  

Fair 
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Livingston30, 
2006 
Australia 

To test the feasibility 
and acceptability of 
a specialist referral 
combined with 
telephone outcalls 
from a cancer 
information support 
service for men 
diagnosed with 
colorectal or 
prostate cancer. 

Cluster 
RCT 

Doctor 
office 

Prostate Health 
professional 
referral +/-  
Outreach from 
program 
 
(6 clinicians 
involved) 

 Patients  112 invited to participate 
100 (89%) agreed to 
participate 
 
Condition 1) Referral 
and outreach—4 calls: 
n=31;  
 
Condition 2) Referral 
and outreach—1 call 
n=37 
   
Condition 3) Referral 
only n=32. 

Contact with 
support 
program. 
 
Survey of 
participants 
assessing 
attitudes  
 
Health 
professionals 
attitude to 
intervention 

Telephone delivery of 
information and support to 
people with cancer is 
potentially a simple and cost-
effective approach that offers 
great advantages in terms of 
ease of access, greater reach 
of the patient population and 
anonymity for people 
diagnosed with cancer. 

Fair 

Livingston26 
2010, 
Australia 

To test the feasibility 
and acceptability of 
screening for 
distress among 
patients with CRC 
who had completed 
active treatment. 
Patients identified 
as having elevated 
levels of distress 
were referred to 
psychological or 
social work services 
at their treating 
health service.  

Single arm 
prospective 

Chemo-
therapy 
units 

Any cancer  
needing to 
have 
chemo-
therapy 

Outreach from  
program  
 
(6 public /private 
health services 
involved) 

Patients;  
  
 

68 patients approached;  
59 consented; 
54 received first call (4 
did not complete); 

Contact with 
support 
program. 
 
Patient distress 
and need 
scores 
 

The tested model of care has 
potential to change delivery of 
services to patients with 
cancer, showing that 
psychological needs do not 
cease on completion of active 
treatment.  

Good 

Livingston27 
2010a 
Australia 

To examine whether 
a specialist referral 
to a Cancer 
Helpline, with a 
telephone 
intervention, 
involving either four 
or one scheduled 
outcall(s) from 
trained cancer 
nurses, produced 
greater reductions in 
cancer-specific 
distress, anxiety and 

Cluster 
RCT 

Specialist 
clinics/ 
rooms/ 
hospital 
clinics/ 
community 
based 
support 
system 

Male 
colorectal, 
prostate 

Health 
professional 
referral =/-  
Outreach from 
program  

 

(42 health 

professionals 

and 7 clinics 

involved) 

Patients 
  

650 eligible patients; 
571 (88%) participated:    
 
Condition 1) Referral 
and outreach—4 calls: 
n=209;  
 
Condition 2) Referral 
and outreach—1 call 
n=197; 
   
Condition 3) Referral 
only n=165. 

Contact with 
support 
program;  
 
survey of 
patients 

Referral was easy and 
acceptable way to introduce 
newly diagnosed cancer 
patients to caner Helpline.  
Outcall program effective at 
linking people to Helpline with 
> 80% of people receiving 
outcall taking the opportunity 
to discuss psychological and 
emotional issues. Most 
participants reported that 
receiving Helpline calls was a 
positive experience; that 
helped them to think more 

Good 
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depression 
compared with usual 
care.  

positively about their cancer 
diagnosis and reduce their 
worries.  

Marco28 
2018. 
Australia 

To implement and 
evaluate a hospital-
based referral 
mechanism to 
increase patient 
uptake of 
community-based 
cancer information 
and support 
services in relation 
to feasibility, 
acceptability and 
impact of the 
intervention.  

Mixed 
design:  
Pre - post 
test  
clinicians, 
post test 
patients 

Hospital Any cancer Health 
professional 
referral  
 
 

Health 
professionals 
and Patients 
 
  
 

Clinicians:  
  attended education      

session: 66 
  Completed post 

education session 
survey: 40 

   Completed post 
intervention survey: 
40 (61%) 

 
Patients: n= 430 
patients received a 
referral slip. 

Support service 
data tracking 
number of calls 
from people 
attending 
intervention 
hospitals 
 
Health 
professional 
attitudes 

The study provides 
preliminary evidence that the 
intervention increases 
awareness and uptake of 
community-based cancer 
information and support 
services Ongoing clinician 
education and improvements 
in patient-clinician 
communication are important 
for effective translation from 
referral to service uptake.  

Good 

Matthijs de 
Wit34, 
2019, 
Netherlands 

To investigate the 
adoption and 
implementation of 
‘Oncokompas’ in 
clinical practice and 
to obtain insights in 
possible 
determinants of 
implementation.  

Cross-
sectional 

Hospital n/a Health care 
professional 
referral    
 

Hospitals and 
health 
professionals  
 

65 Hospitals:  
HCPs participated 
 
205 health professionals 
invited to complete 
survey; 
72 returned survey,   
61  provided information 
on ‘Oncokompas’ 
related work 

Adoption rate by 
hospitals.  
Implementation 
rates within 
hospitals. 
 
Clinician 
attitudes  
Estimated 
numbers 
registered and 
use 

The results contribute to 
optimisation on interventions 
and strategies to adopt and 
implement (online) self-
management applications in 
cancer care.  

Fair 

Melissant31, 
2018, 
Netherlands 

To investigate the 
feasibility of 
‘Oncokompas’ by (1) 
investigating 
adoption, usage, 
and satisfaction; (2) 
exploring possible 
socio-demographic 
and clinical factors, 
and HRQOL that 
may influence user 
satisfaction; and (3) 
examining barriers 
and facilitators of 

Mixed 
design:  
Prospective, 
with  
qualitative 
component 

Hospital Breast 
cancer 

Outreach from 
program 
 
(health 
professional 
involvement 
numbers not 
reported) 
 
 
 

 Patients 101 eligible;  
76 completed the 
baseline survey and 
received invitation;  
68 completed the 
second survey;  
 

Registration 
with online 
program and 
use of program 

‘Oncokompas’ was considered 
feasible among breast cancer 
survivors based on the 
definition of an adoption and 
usage rate of over 50%, 
However satisfaction only at 
6.9/10 and most people 
wouldn’t recommend it to 
others (Net Promoter Score: 
36).  

Good 
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the feasibility of 
‘Oncokompas’.  

van der 
Hout32,  
2020, 
Nerherlands 

To evaluate the 
reach, usage as 
intended, and 
efficacy of 
‘Oncokompas’ to 
improve knowledge, 
skills, and 
confidence for self-
management. 

RCT Community 
and letter 
from 
treating 
doctor 

Colorectal 
cancer; 
breast 
cancer; 
Hodgkin 
lymphoma; 
or head 
and neck 
cancers 

Outreach from 
program 
 
(14 health 
services, health 
professional 
involvement 
numbers not 
reported) 

Patients 2953 assessed for 
eligibility, 
625 in RCT, 
320 assigned to 
intervention group, 
318 received 
intervention. 

Registration 
with online 
program and 
use of program  

‘Oncokompas’ did not improve 
the amount of knowledge, 
skills, and confidence for self-
management in cancer 
survivors. This study 
contributes to the evidence for 
the development of tailored 
strategies for development 
and implementation of 
behavioural intervention 
technologies among cancer 
survivors. 

Good 

Snowden35  
2018 
Scotland 

The primary aim  
was to determine 
whether significant 
difference between 
initial assessment of 
concern and 
follow-up scores in 
people using the 
Link Service 

Pre-post 
cohort 
study 

Community Any cancer Invitation letter 
from health 
service on behalf 
of support 
service 
 
(health 
professional 
involvement 
numbers not 
reported) 

Patients  In 2017, 2413 people 
had used the service. 
 
Number approached not 
reported 

Service record 
data.  
 
Level of 
concern as 
assessed during 
program 
participation 

Patient level of concern went 
from a level associated with 
specialist referral to a much 
more manageable level.  All 
patients should be screened 
for financial problems to show 
that they can be helped with 
all their concerns.  
 

Poor 
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Table 2: Within each of the four main types of linkage mechanisms, intervention descriptions for each study. 

First Author 
Year Intervention detailed description 

Health 
professional 
involved 

Training for 
health 
professionals  

Distress 
screening 
part of 
intervention 

Theory/ model 
used for 
intervention when referred 

what services 
offered 1 

 

Outreach from support service 

 

Livingston30  
2006 

The specialist used a standardized script for referring 
patients and referred the patient using a referral pad with 
tear-off sheets containing the Cancer Information Service 
(CIS) telephone number and hours of operation. In 
conditions 1 (referral and 4 outcalls) and 2 (referral and 
one outcall) Helpline staff called patients, in Condition 3 
(referral only), patients had to instigate contact with 
Helpline. 

Doctor Study 
procedures 

No No newly diagnosed Cancer Information 
Service (CIS) 
Helpline 

Livingston26, 
2010 

At the second-last chemotherapy cycle, the oncology 
nurse asked eligible patients if they were willing to 
receive a call from the cancer nurse at the CIS helpline at 
end of treatment. Participant details were then passed on 
to the CIS staff who contacted patients following the 
standardised intervention protocol 7–10 days after 
recruitment (outcall one) and 4 weeks later (outcall two). 

Nurse No Yes DT by 
Helpline 
staff 

No End of 
chemotherapy 

CIS Helpline 

Livingston27 
2010a 

At the end of the consultation in which patients received 
their diagnosis, specialists followed a standardised script 
and introduced patients to the concept of the CIS 
Helpline and stated that they would either arrange for the 
CIS Helpline to contact them to offer information and 
support if in conditions 1 or 2, or if in condition 3, 
recommended that the patients contact the Helpline for 
information and support. For conditions 1 and 2, the 
specialist provided a referral slip detailing the outcall(s) 
the patients would receive, the CIS Helpline toll-free 
telephone number, hours of operation and contact 
period. Patients assigned to condition 3 received a 
referral slip with the CIS Helpline toll-free telephone 
number and hours of operation.  

Doctor Study 
procedure 
instructions; 
regular 
meetings with 
specialist, 
quarterly 
newsletters 

No No At diagnosis CIS Helpline 

Melissant31, 
2018 

People received an email invitation to use the 
‘Oncokompas’ after they completed the baseline survey.  
In ‘Oncokompas’, survivors follow three steps: measuring 
HRQOL by means of patient reported outcome measures 
(PROMs) (‘Measure’), obtaining insight into their cancer-

Breast Nurse 
register 
interest, email 
invitation 

No No No Finished 
treatment within 
previous 1-2 
years  

‘Oncokompas’ 
Online information 
program 
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related symptoms through automatically generated 
tailored feedback (‘Learn’), and taking action by selecting 
optimal supportive care services (‘Act’).  

van der 
Hout32, 2020 

Cancer survivors obtain access to ‘Oncokompas’ through 
health-care provider who invites the survivor to use 
‘Oncokompas’ by submitting an online form within 
‘Oncokompas’ including name and email address.  The 
‘Oncokompas’ system automatically emails an activation 
link to the survivor.  
 

e-mail 
invitation 

No No No 3 months to 5 
years after 
treatment with 
curative intent. 
Mean time since 
diagnosis in 
intervention group 
25 months 

‘Oncokompas’—
online information 
program 

Matthijs de 
Wit34,  
2019 

Implementation of ‘Oncokompas’ consists of the following 
steps:  
1) Health Care Professional (HCP) informs the patient 
about ‘Oncokompas’, 
2) logs into ‘Oncokompas’ with HCP account,  
3) submits an online form with personal information of the 
patient: name, e-mail address, date of birth, treatment 
phase (before/during/after treatment), and home address 
to register them with the system. 
4) ‘Oncokompas’ sends a personal activation link to the 
e-mail address of the cancer survivor, who then 
completes the registration and starts the Measure 
component as described above.   

Doctors and 
nurses 

Instructional 
meetings with 
HCP and 
educational 
materials on 
‘Oncokompas’ 
including a 
script 
containing 
general 
information 
about 
‘Oncokompas’, 
goals of the 
implementation, 
manuals on 
working with 
‘Oncokompas’, 
frequently 
asked 
questions 
information.  

No No any time point ‘Oncokompas’-
Online information 
program 

 
Health professional referral/recommendation  

Broadstock29, 
1997 

Clinicians treating patients for cancer provided them with 
a four page promotional pamphlet describing CIS 
services and number to contact CIS. Pamphlet described 
CIS as offering: up-to-date, accurate cancer information; 
an experienced and understanding person to talk to; 
access to welfare and supportive services; practical 
advice on coping; print resources; and discussion of 

Doctor No No No Newly referred 
patients or those 
having their first 
outpatient 
consultation with 
the specialist. 

CIS Helpline 
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options to complement personal information from one’s 
doctor.  

Koula36,  
2018 

Brochure presenting the research supporting yoga and 
meditation as an effective intervention in the cancer 
setting developed for oncology health care providers. 
Brochure included a schedule for yoga and meditation 
classes at the cancer centre. 5 minute presentation 
outlining content of brochure delivered at regular breast, 
gynaecologic, radiation, and surgical oncology groups.  

Health 
professionals 

5 min in-person 
presentation 
about study 
brochure’s 
components at 
regular 
meetings  

No No Any time Yoga program 

Marco28, 
2018 

A prescription pad-style referral form comprising a 
checkbox list of CIS services. The programs and services 
listed were determined in consultation with site and 
priority given to those CIS services not avail- able at the 
hospital.  If, during their normal clinical interactions, 
clinicians identified patients who might benefit from a CIS 
service, they were asked to tick the corresponding 
service on the referral form, hand the referral to the 
patient and encourage them to call CIS to access the 
service. The message from the clinician to the patient 
was brief yet specific, with clinicians tailoring the referral 
to the need of the patient at that time. No formal script 
was provided to clinicians.  Rather, they were asked to 
introduce the referral at an appropriate time, respecting 
the patient’s current condition and level of understanding 
or comprehension of the information 

Nurses/doctors Participated in 
single 50 
minute 
education 
session 
presenting 
information on 
the CIS 
Helpline service 
and procedures 
for referring 
patients 

No No When finish 
chemo/radio or at 
outpatient clinic 

CIS Helpline 

 
Mailed invitation from health service  

Snowden35 
 2018 

A branch of the National Health Service sends all newly 
diagnosed cancer patients a letter inviting them to 
contact the Improving Cancer Journey service and 
arrange an appointment with a “Link officer” at a place of 
the patient’s choosing. Patients must call service to 
arrange the meeting. At meeting, the link officer goes 
through a health needs assessment with patient 
discussing each of 57 concerns with patients rating a 
concern on a scale between 0-10. Results are recorded. 
A care plan is co-constructed between the patient and 
link worker. The plan can involve signposting to a 
particular agency, or referral to relevant services. 200 
local agencies partner with program and all referrals are 
managed by the link officers. Referrals and uptake or not, 
are recorded centrally along with their assessment and 
care plan. After the initial visit, the patient receives a 

None-letter 
mailed from 
Data branch of 
National 
Health Service 
on behalf of 
the support 
service. 

Yes, 3 months 
training 

Health 
Needs 
assessment 

No Soon after 
diagnosis 

Lay Link Offices 
attached to the city 
council who can 
link patients to 
range of services 
including 
Information 
booklets/videos; 
Relaxation 
programs; financial 
support programs, 
housing programs 
etc. 
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letter from detailing the agreed care plan and a summary 
of the discussion. At an agreed time, normally around 4-5 
months later, the link officer telephones the patient to 
review plan, assess current needs and concerns and 
refer as needed.  

Abbreviations: CIS: Cancer Information Service; HCP: Health Care Professional 
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Table 3: Within each of the three linkage mechanisms, uptake rates for health professionals involved, patient referral rates, patient uptake rates and 

patient and health professionals’ experiences for each study. 

Author Intervention Results: Clinicians Health professional Results: Patients How were referral 
outcomes assessed 

 
Outreach from support service 

 

Livingston30 
2006 

Clinician 
standardized script 
and referral slip 

No information on uptake.  
6 specialists took part.  
 
Specialists did not consider the referral 
compromised their consultation, in terms of time or 
content. Clinicians did not always remember to refer 
patients. 

In Condition 1 (referral and 4 outcalls). Number of people having the four calls not 
reported directly. No reporting that calls did not take place. 29 of the 31 people in this 
condition (93%) took part in second interview and reported on their experiences of the 
outcall.  Nine (29%) participants called into the service over the first 4 months, in 
addition to receiving their outcalls  
In Condition 2 (referral and 1 outcall): Number of people having the single outcall not 
reported directly. No reporting that calls did not take place. 29 of the 37 people in this 
condition (78%) took part in second interview and reported on their experiences of the 
outcall.  Two (5%) people called in to the service. 
 
In Condition 3 (referral only), nine (28%) participants called CISS. 
   
93% of Condition 1 and 2 participants taking part in the 4 month interview reported a 
positive experience of receiving the outcall, they thought the referral was a good idea. 

Number of scripts given 
out, contact with helpline--
determined study logs 
and for call ins through 
use of a special number. 

Livingston26, 
2010 

Outcall from 
cancer nurse at 
Helpline. 

Six health services; number of staff not recorded 54 (92%) received the first outcall and 50 (85%) received the second outcall.   
 
Satisfaction with the program was high, 82% reporting outcall 1 “quite or very helpful” 
and 79% reporting outcall 2 “quite or very helpful”.  
 
Participants reported that they “took comfort” in the support provided by the call, that it 
was “good to have someone to chat to” and also that it was helpful “to discuss issues 
that I was uncertain about”. 

Contact with the Helpline 
recorded by Nurse doing 
the calls 

Livingston27 
2010a 

Clinician used 
standardized script 
and referral slip. 

Urologists: 77% entry into study;  
referred: 40% of those approached.  
Colorectal: 85% entry into study,  
referred: 68% of those approached. 

Condition 1 (referral and 4 outcalls) 89% received all four outcalls.  Eight (4%) also 
called into the service 
Condition 2 (referral and 1 outcall) 99% received call. 10 (5%) also called into the 
service. 
Condition 3 (Referral only) 29 (18%) contacted the Helpline.   

Number of scripts 
dispensed by doctors. 
Number of people 
contacting helpline via 
special number. Number 
of people that accepted 
the outcall 
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Matthijs de 
Wit34, 2019 

Health care 
professionals sign 
up to 
‘Oncokompas’, 
automatic email to 
patients 

Adoption rate by hospitals: 31% (20/65).  
 
Percent of 205 health professionals referring into 
‘Oncokompas’: 21% overall (62% for those 
completing survey).  
Of those completing the survey (n=61): 
number of patients offered ‘Oncokompas’ to: 

None: 28% 
1-5 patients: 31% 
6-10 patients: 16% 
11-50 patients: 18% 
51+ patients: 7% 

Number of patients discussed ‘Oncokompas’ with 
next consult: 

 None: 41% 
1-5 patients: 43% 
6-10 patients: 9% 
11-50 patients: 7% 

Number of patients with copy of ‘Oncokompas’ 
dossier 

None: 93% 
1-5 patients: 7% 

 
Reasons for not referring: forgot (n=24), done by 
somebody else (n=9), no time (n=6), patients in 
palliative care (n=5), ), do not endorse content (n=4), 
no access to internet (n=4), lack of ‘Oncokompas’ 
(n=4) too difficult (n=3), 

not reported Look at number of 
hospitals that agree to 
implement the 
intervention. Look at 
referral to ‘Onkocompas’ 
reported by HP as part of 
a survey of HP 

Melissant31, 
2018 

Email invitation to 
use the 
‘Oncokompas’. 

not reported Adoption rate of ‘Oncokompas’ was 75% (76/101). 
Usage rate:  75% for study participants or 56% of all invited (57/101). 
 
Satisfaction with ‘Oncokompas’ was good with a mean score of 6.9 (range 0–10).  

Registration and login 
data 

van der 
Hout32, 2020 

Email invitation to 
use ‘Oncokompas’ 

Unclear. 14 health services originally participating in 
survivorship outcomes register. Participation rates of 
clinicians not reported. 

Within the intervention group, 248 (78%) activated their account. 
167 (52%) used ‘Oncokompas’ at least once during the 6-month follow-up period. 

Uptake determined by 
registration and login data 
for ‘Oncokompas’ 

 
Health professional recommendation/referral 
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Broadstock29, 
1997 

Clinicians provided 
pamphlet 

Number of clinicians/clinics approached not clear. 
Eighteen of 19 (95%) specialists and 19 /19 clinic 
staff completed post study questionnaires.  
Distribution of pamphlet by clinician/clinic not 
reported.  
Clinicians saw the distribution of pamphlet as simple 
(100%), worthwhile (61%); was not time consuming 
(78%) was not a nuisance (67%), 72% indicated that 
at least some patients were interested.  Clinic staff 
though task was simple (100%), worthwhile (89%); 
was not time consuming (95%). 

8 calls from patients and 10 calls from family members = 3.9% (95% CI: 2.1%–5.6%) 
uptake. 

Number of pamphlets 
distributed across clinics 
as reported by clinic staff, 
number of calls to the 
helpline. Dedicated 
number for the Helpline 

Koula36, 2018 clinician referral to 
yoga program 

No direct information on number of clinicians 
referring.  
40 health professionals completed pre and post 
surveys.  
 
34/40 (85%) more likely to refer to yoga program 
post intervention  
 
Increase in proportion of health professionals 
strongly agreeing that yoga has benefits from 67% to 
85% post education session. 

Baseline: < 10 patients attended weekly yoga classes.    
After study, approximate doubling in attendance with 10–20 patients attending weekly 
classes.   
From September of 2014 (research initiated) until March 2015, 240 yoga sessions were 
sold.  
From October 2015 until April 2016 (research concluded), 398 sessions were sold. 

Yoga teacher attendance 
reports, number of yoga 
class tickets sold 

Marco28, 2018 Health professional 
prescribe Helpline. 

No information on number of staff that could 
potentially be trained. 
No information on number of staff that provided 
referral slip to patients.  
Post intervention survey completed by 40/65 staff. 
29/40 (73%) thought it was easy to refer 
37/40 (93%) thought easy incorporate into routine 
practice. 
 Barriers: time (10/40), overlooking (19/40), patient 
condition (11/40).  
37/40 indicated they would continue to refer patients. 

A total of 430 patients referred to the cancer information and support service during 
study period.  
Calls from the participating health services increased by up to 100% per month from 
baseline after implementation of the referral mechanism. However baseline contact was 
low: approximately 12 calls per month from Metro hospital patients and 3 calls per 
month from regional hospital patients.  
However, increases in call rates were in contrast to an overall decrease in total number 
of calls to service over the entire study period (23 months).  
Interviews were conducted with 45 patients; most remembered receiving the referral 
and were positive towards the intervention. 9/45(20%) reported contacting the service.  

Count of referrals from 
referral pads used in each 
site. Routine Helpline 
data collected on callers 
including hospital of 
patients. Survey of staff 
and interviews with 
people from participating 
health services. 

 
Mailed invitation from health service 

 

Snowden35, 
2018 

Invitation letter 
from health 
service; Link 
Officer 

- Approximately 50% accepted invitation into program 
Numbers that accepted invitation but did not meet Link Officer not reported. 
Numbers referred to different services and uptake not reported in this paper 

Program records but 
reporting not clear. 
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Figure 1: Estimate of psychosocial supportive care services uptake rates achieved by different linkage mechanisms. 

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

Livingston^

2006

Livingston

2010

Livingston^^

2010a

Livingston#

2010a

Melissant

2019

van der

Hout 2020

Snowden

2018

Livingston

2006

Livingston

2010a

Broadstock

1997

Phone outreach from Helpline  with health

professional referral

e-mail link to online

information platform

Letter

invitation

for Link

Officer

Clinican referral with

referral slip for Helpline

Clinician

provided

brochure for

Helpline

% of patients  connected to support service by linkage mechanism

^ Average across two outcall conditions. Based on number participating in first follow-up interview; ^^ Condition 2 only (1 outcall); # 

Condition 1 (4 outcalls) recevied all calls.


