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Abstract 

A literature review examines needs assessment for people with cancer and identified 

needs in the domains of medical care, psycho-social support, information, distress 

amelioration, psychological support, existential and spiritual well-being. The review 

also considers the emerging literature concerned with the benefits some people 

describe as resulting from their experience of cancer. The literature reviewed, 

suggests that non-medical aspects of a person's well-being have a significant role in 

the person's adjustment to cancer and treatment. The small amount of research in the 

domains of existential and spiritual well-being suggests the need for these aspects of a 

person's functioning to be included in any holistic assessment of need. Further, the 

need for furihdr research of the links between existential and spiritual well-being and 

adjustment to cancer is highlighted as an important first step in understanding the 

needs of people with cancer in a holistic way. 

The Empirical study was conducted as part of the larger `CancerCAN' study (see 

Zinovieff, Morrison, Coles and Cartmel, 2005) that has developed a tool for the 

assessment of cancer patients' needs'. The present study employed focus groups to 

explore the existential and spiritual needs of 9 people with cancer. A content analysis 

identified a wide range of psychosocial needs. An Interpretative Phenomenological 

Analysis (IPA) idehtified a master theme labelled as ̀ positive coping as a priority in 

dealing with adversity'. Existential and spiritual sub-themes were identified and 

labelled as 1: the possession of faith; 2: meaning and purpose from cancer; 3: changes 

in perspective as a result of experiencing cancer; 4: anxieties about the future, and; 5: 

issues of control. It is concluded that Existential and spiritual aspects of the person 



are personally significant for people with cancer and require inclusion in holistic 

assessment of cancer patients' needs'. Theoretical and clinical implications are 

considered in a final chapter. 

Abstract Word Count = 300 
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Abstract 

Purpose: The research literature that examines the needs of people with 

cancer is reviewed. 

Methods: Research papers published within the 20 year period 1485-current 

were initially identified using the PsychLit and MedLine electronic data-bases. 

Papers for final inclusion were selected on the basis of relevance to the topic area. 

Meta-analytical and review papers were employed when available. 

Results: The review examines needs assessment for people with cancer and 

identified needs in the domains of medical care, psycho-social support, information, 

distress amelioration, psychological support, existential and spiritual well-being. The 

review also considers the emerging literature concerned with the benefits some people 

describe as resulting from their experience of cancer. 

Conclusions: The literature reviewed, suggests that non-medical aspects of a 

person's well-being have a significant role in the person's adjustment to cancer and 

treatment. The small amount of research in the domains of existential and spiritual 

well-being suggests the need for these aspects of a person's functioning to be included 

in any holistic assessment of need. Further, the need for further research of the links 

between existential and spiritual well-being and adjustment to cancer is highlighted as 

an important first step in understanding the needs of people with cancer in a holistic 

way. 

Abstract Word Count = 200 
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Cancer is a major cause of morbidity in the UK. Every year more than two hundred 

and fifty thousand people receive new diagnoses of cancer (Office for National 

Statistics, 2001). Overall lifetime prevalence for cancerous illness is estimated at a 

rate of one-in-three (National Statistics Online, 2004). While there are over two 

hundred known cancer types and sites, cancers of the bowel, lung, breast and prostate 

account for more than half of all new cases (Office for National Statistics, 2001). 

While breast cancer predominantly affects women and prostate cancer is exclusively 

male cancers of all other types and at different sites affect both sexes in large 

numbers. 

Cancer occurs predominantly in older people with nearly two thirds of cases being 

diagnosed in people of sixty-five years and over and less than one percent occurring 

in children up to the age of fourteen years (Office for National Statistics, 2001). 

These statistics suggest that one third of people with cancer are at ages where they 

will be working and thus cancer has a national economic impact. 

These statistics, in particular those for lifetime prevalence, display the high numbers 

of people and families living in the UK that are currently, or will be, affected by 

cancerous illness. The effects of suffering with a cancerous illness are not limited to 

the physical. People living with cancer will experience effects upon their quality of 

life in practical, emotional, social and cognitive domains. Understanding the needs of 

this population must be considered a national concern of great importance if the 

delivery of health and social care to people and families living with cancer are to be 

optimized. 
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This review will describe the recent research that has identified the needs of people 

with cancer, and will begin with research that has explored the impact of having 

cancer upon the individual's quality of life. This review utilized PsychINFO and 

Medline literature search databases to locate current papers and explore recent trends 

in research of direct relevance to the needs of cancer patients. Search terms employed 

began with the use of general descriptors ("needs"; "cancer patients") and later were 

specified more exactly by domain of need ("emotional needs"; "support needs"; 

"social needs"; "practical needs"; "psychological needs"; "existential needs"; 

"spiritual needs"; "assessment of needs of cancer patients"). Use of the two databases 

for the twenty year period 1985-Current generated a total of 722 papers. From this 

original list papers were selected on the basis of relevance and 79 papers were finally 

employed. 

Quality of Life 

Quality of life is defined by the World Health Organization (Szabo, 1996) as an 

individuals' view of their life position in relation to specific goals, expectations and 

values. It has been suggested (Cella, 1992) that such a broad overall definition is 

necessary due to the subjective and multi-dimensional nature of quality of life and in a 

recent review (Graves, 2003) of the quality of life literature identified a range of 

definitions containing numerous domains including physical health, psychological 

health, social relationships, level of independence, spirituality and relationship to the 

environment. 
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In a study of the quality of life among long-term survivors of breast cancer (Dow, 

Ferrell, Leigh, Ly and Gulasekarem, 1996) it was found that fatigue, pain and sleep 

problems, often considered as indicators for decreased quality of life, persisted long 

after treatment had ended. The participants of this study were 294 survivors of breast 

cancer with ages in the range 27 - 77 years (mean 50.9). Long-standing 

psychological distress following diagnosis and treatment and fears about a recurrence 

of the illness were also in evidence. Family distress, the burden of caring and issues 

of sexuality were also identified as the most significant concerns in the social domain 

of quality of life. While people surviving with breast cancer expressed a constant fear 

of future uncertainty related to fears of recurrence of the illness, they also 

simultaneously expressed having enhanced quality of life in respect of having a life- 

purpose and hopefulness. These latter aspects of quality of life were positioned 

within a spiritual well-being sub-scale of the instrument devised to act as a dependant 

variable for this study. This finding led the author to highlight the need for the 

inclusion of measures of spiritual well-being in future studies of the quality of life 

among people with, or surviving, cancer. 

Some studies have shown a consistent trend toward links between adequate access to 

social support networks for women with breast cancer and their psychosocial 

adjustment following diagnosis (For a review see, Irvine, Brown, Crooks, Roberts and 

Browne, 1991) More recently a randomized trial of a psycho-social intervention that 

provided women with social support, showed that women receiving such support had 

increased survival times when compared to control participants receiving only 

standard care (Spiegel, Bloom, Kraemer and Gottheil, 1994), The 86 participants 

were all women with metastatic breast cancer. They were divided into a treatment 
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group (n=50) and a control group (n=36). While both groups were provided with 

routine oncological care, the treatment group were also provided with weekly 

supportive group therapy for one year. At ten year follow up only three of the 

participants were alive but data from records showed that the survival times (from 

onset of the intervention) was significantly greater for members of the treatment 

group. The members of this group survived for a mean of 36.6 months (S. d. = 37.6 

months) while the mean survival time for members of the control group was 18.9 

months (S. d =10.9 months). Such a finding suggests the importance of psycho-social 

factors for disease related biological mechanisms. Another similar study of 128 

newly diagnosed women with breast cancer found no association between the 

provision of social support and the survival time or time to recurrence of the illness 

(Cassileth, Lusk, Walsh and Doyle, 1989), although social support was beneficial to 

other important outcomes such as the development of co-morbid psychopathology, 

measured using the Brief Symptom Inventory (BSI: Derogatis, 1992). For example, 

a prospective and naturalistic study of 708 women with breast cancer it was found that 

at a four year follow-up, that those with good social integration prior to diagnosis, 

maintained higher levels of quality of life. Further, this study also found that access 

to social networks accounted for more of the variance in measures of quality of life 

than both tumor or treatment type (Michael, Berkman, Colditz, Holmes and Kawachi, 

2002). This is a very important finding as it suggests a crucial role for psycho-social 

factors that outweigh clinical and treatment variables. 

These papers were included in a recent meta-analysis (Graves, 2003) reviewed the 

impact of psychosocial interventions upon measures of quality of life. This review 

divided quality of life into a physical health domain, including subjective ratings of 
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pain and fatigue as well as objective measures of physicians reports of swelling and 

immune system functioning; an affective domain, including anxiety, depression and 

coping; a social domain, including perceived social support, marital satisfaction, 

communication and sexual activity, and; a functional domain that included perception 

of the domestic environment, hours at work per week, leisure activities, activities of 

daily living and financial difficulties. Psychosocial interventions were included in the 

meta-analysis if they could be divided into types according to the self-efficacy, 

outcome expectations and self-regulation facets of Social Cognitive Theory (SCT: 

Bandura, 1986; Maddux, 1995). 

Interventions including self-efficacy facets of SCT are those that included instruction 

for coping with cancer by providing information about the individual's illness and 

treatment, assessment of affective reactions and providing feedback on the use of 

positive coping strategies, including the identification of negative, unrealistic thoughts 

and successful cognitive restructuring. Those incorporating outcome expectation 

elements are identified as those that included teaching patients to recognize and 

restructure unrealistically negative and pessimistic expectations of their illness and 

their future. Interventions employing self-regulation components of SCT are 

described as those that aided people with cancer to plan, monitor and change their 

coping behaviour to correspond more faithfully with their abilities, environment and 

desired outcomes, thus enhancing adaptive forms of coping. 

It was found that the inclusion of SCT based intervention components had strong 

positive effects upon measures of global affect, depression, social domain measures 

and objective physical measures. However, SCT based components were not found to 
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be related to improvement in anxiety, coping, subjective physical or functional 

domain measures. It is also worth noting that and individual's existential issues were 

not addressed by this meta-analysis. Further, while some of the studies included in 

the meta-analysis had included discussion of spiritual issues as a treatment component 

they were not considered further in the meta-analysis, as these components did not 

have the feedback element required for their inclusion in an SCT based intervention 

program. 

Positive Changes in Quality of Life With Cancer 

A recent addition to the literature, examining the effects of living with cancer, have 

stressed the positive changes in outlook that some people experience. Linley and 

Joseph (2004) reviewed 39 empirical studies and examined the concept of `adversarial 

growth'. The authors describe this concept as including personal growth following a 

diagnosis of cancer, personal changes that are viewed as beneficial and thriving 

within the context of a cancerous illness. Their review showed that it has been 

commonly found that people with cancer report positive changes as a result of their 

illness. Perceived gains included an enhanced appreciation of life and a re-ordering of 

priorities, greater self-confidence, a more spiritual outlook on life, a greater 

acceptance of how things work out in life and an increase in motivation and ability to 

relate to others. `Benefit finding' has been consistently associated with significantly 

reduced levels of emotional distress. In a study of 230 breast cancer patients, 

beginning participation one year after surgery, it was found that that people (n=96) 

who can find benefits early in their cancer illness, display significantly less distress at 

four and seven year follow up (Carver and Antoni, 2004). More of the initially 
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collected data (from Carver and Antoni, 2004) has recently been published and has 

shown that `benefit finding' was found to be significantly associated with trait 

optimism, positive re-framing and religious activity as coping mechanisms. This 

suggests the possibility that people who find benefits in their cancer may have 

individual personality differences to those who find no benefit (Urcuyo, Boyers, 

Carver and Antoni, 2005). 

It is clear from the research that the quality of life and overall (medical and non- 

medical) prognosis of people with cancer, is significantly affected by a variety of 

psycho-social variables. It therefore seems reasonable to suggest that the assessment 

of a persons needs, following a diagnosis of cancer, is essential to the complete and 

effective treatment of people with cancer. 

Assessment of Cancer Patients Needs 

Early attempts to assess patient needs assumed that care providers possessed 

sufficient knowledge of patients needs based on awareness of professional experience 

and an interest in improving their standards of care (Merkouris, Yfantopoulis, Lanara 

and Lemonidou, 1999). However, care needs are not always adequately or correctly 

identified by health professionals, for example in a study of 15 patients with advanced 

cancers of mixed type it was found that medical professionals underestimated the 

personal significance of anxiety when compared to patient accounts (Krishnasamy, 

2000). 
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It is noted (Boberg, Gustafson, Hawkins, Offord, Koch, Wen, Kreutz and Salner, 

2003) that more recent studies have recognized the importance of including the 

patient in research concerning needs identification, as they are the rightful focus of 

any patient centered approach to care. Such studies have led to a number of wider 

patient needs being identified, and these shall now be briefly reviewed. 

A study on behalf of the National Health Service Executive (Mclllmurray, Thomas, 

Francis, Morris, Soothill and Al-Hamad, 2001) examined the psycho-social needs of 

1000 people suffering lymphoma, lung, breast and colorectal cancers. This study 

defined psycho-social needs as any patient perceived need, beyond the immediate 

medical interventions employed in their treatment and achieved a final sample of 402 

participants (40.2% response rate). The most prevalent needs identified were for 

finding valued qualities in the health-care professionals and systems including 

sensitivity, receptivity, honesty, respectfulness, speedy access and involvement in 

treatment decisions; being able to obtain full information about what to expect from 

their disease, treatment time-tables, services and additional sources of information; 

being able to secure good social support from family, friends and health-care 

professionals, and; help in locating sources of hope for the future. This study found 

that many of these most prevalent needs were perceived as being adequately met. 

However, the study also identified some important patient needs that were not being 

met. The unmet needs were assistance with financial matters and welfare claims; 

advice about food and diet; help with housework; advice regarding sexual needs, and; 

help in dealing with the unpredictability of the future and feelings of sadness. Those 

at greatest risk for having unmet needs were those at a younger age; having a cancer 

illness that was long-standing; being socio-economically disadvantaged or 
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experiencing financial difficulty; not having a religious faith; not having the chance to 

speak freely about cancer, and; having social activities disrupted by their illness. This 

study led to a number of recommendations in the areas of training and education for 

clinicians and also expressed the need for greater research efforts that aimed at the 

identification of cancer patients needs. 

Some studies have constructed and employed standardized quantitative instruments to 

examine the needs of people with cancer, for example one study (Tamburini, Gangeri, 

Brunelli, Boeri, Borreani, Bosisio, Karmann, Greco, Miccinessi, Murru and Trimigno, 

2003) employed the 23 item Needs Evaluation Questionnaire with a sample of 182 

people with cancer. It was found that 40% of the sample expressed an unmet need for 

information about their diagnosis and associated future conditions, a need for 

increased dialogue with doctors and economic needs. 

In a study of the needs of 230 men diagnosed with a localized prostate cancer (Boberg 

et al, 2003) it was found that medical care delivery needs were most important. While 

the medical care delivery needs were being adequately met, the need for support was 

not being met but this was however rated by the patients as the least important of their 

needs. This study found that information regarding the possible recurrence of their 

illness and the side effects of their illness and the treatment was the most important 

unmet need. A number of studies have examined the information needs of people 

with cancer and these will now be briefly reviewed. 

45 



Information Needs 

Information has been shown to increase a person's knowledge of oral cancer 

(Humphris, Duncalf and Holt, 1999), and skin cancer (Sefton, Glazebrook and Garrud 

and Zaki, 2000). Information, and thus knowledge, about the person's cancer has 

been shown to reduce distress and anxiety in a sample of 30 women with breast 

cancer (Michie, Rosebert, Heaversedge, Madden and Parbhoo, 1996). In a sample of 

40 women receiving radiotherapy for breast cancer it was found that a group of 20 

women receiving greater information at the start of treatment displayed better coping 

and than a group of equal size (n=20) offered the same information at a later stage of 

treatment (Harrison-Woermke and Graydon, 1993). Elevated quantities of 

information have also been shown to reduce `decisional conflict' around proposed 

medical interventions for men diagnosed with prostate cancer (Davison, Kirk, Degner 

and Hassard, 1999) and increase participation in prostate health screening procedures 

(Myers, Chodak, Wolf, Burgh, McGrory, Marcus, Diehl and Williams, 1999). Such 

findings have led to recommendations for enhanced information provision being 

included in National Health Service strategy documents (Department of Health, 

2000). 

Theoretical models that attempt to describe the information-seeking behaviour of 

cancer patient's suggest that not all people with cancer will benefit from increased 

information regarding their illness. According to both the monitoring and blunting 

hypothesis (Miller, 1992) and the monitoring process model (Miller, Shoda and 

Hurley, 1996) some people are better able to employ their previously developed 

strategies for coping with threatening situations, by actively distracting themselves 
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from threat related information (i. e. `blunting'). It has been suggested (Ford, 

Fallowfield and Lewis, 1996) that when attempting to assess the information needs of 

people with cancer, their individual information-seeking style must be considered as 

`blunters' are less likely to desire information than `monitors' and are likely to be 

distressed by unwanted or excessive information. The ultimate implication of this 

research focused debate, is that the persons individual coping style must be 

considered when attempting to assess their needs. However, it is pointed out (Rees, 

Sheard and Echlin, 2003) that the relationship between these two variables has 

received scant attention in research of the information needs of cancer patients. 

It has also been found (Deridiarian, 1987) in a study of men at different stages of 

treatment for testicular cancer (localized versus metastatic) that men with the more 

serious metastases described less desire for information. Such a finding implies that 

stage and site of treatment will also affect the informational needs of the person with 

cancer. 

The quality of life and the needs assessment research, reviewed above, indicates a 

variety of needs across multiple personal domains and the importance of accurately 

identifying these. It has been stressed by a number of authors that a holistic 

assessment of need must take place if clinical practitioners are able to appreciate the 

context in which such needs arise (Gustafson, Arora, Nelson and Boberg, 2001; 

Bonevski, Sanson-Fisher, Girgis, Burton, Cook and Boyes, 2000; Huyse, Lyons, 

Stiefel, Slaets, de Jonge, Fink, Gans, Guex, Herzog, Lobo, Smith and Strack van 

Schijndel, 1999). Global indicators such as the person's quality of life can be affected 

by all of the met and unmet needs experienced by the individual. It could be 
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suggested that some of the most serious signs of unmet need, will be evidenced when 

an individual experiences deficits in quality of life expressed as serious distress or an 

emotional disorder. The distress and mental health issues for people with cancer will 

now be reviewed. 

Distress and the Mental Health Needs of People with Cancer 

It should perhaps be no surprise that many people with cancer experience 

considerable distress. Some have stressed the importance of delineating distress so 

that it is not confused with belonging to the same dimension, and reflecting the 

relative absence of, a positive quality of life (Carlson and Bultz, 2003). Emotional 

distress has been defined as "a multi-determined unpleasant emotional experience of a 

psychological (cognitive, behavioural, emotional), social and/or spiritual nature that 

may interfere with the ability to cope effectively with cancer, its physical symptoms 

and its treatment. Distress extends along a continuum, ranging from common normal 

feelings of vulnerability, sadness and fears to problems that can become disabling, 

such as depression, anxiety, panic, social isolation and spiritual crisis" (National 

Comprehensive Cancer Network, 2002. pg. l). 

Recent reviews show that research has consistently revealed a high prevalence of co- 

morbid mental health problems for people with cancer and have concluded that the 

most commonly reported point prevalence of major depression amongst people with 

cancer is 20-25% (Sellick and Crooks, 1999; Massie and Popkin, 1998; Noyes, Holt 

and Massie, 1998). These reviews also provide evidence that prevalence rates are 

higher when participants also report raised levels of physical disability, advanced 
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