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ABBTRJl.CT

Head and nec'" cancer has been described as one of the

most emotionally traumatic types of cancer. Individuals

often cope with stl.-:'l.3sful events by seeking information.

However, recQnt studies have reportQd that inforllation was

identified as an unmet". need by persons with cancer. There

has been very little pUblished research that explored the

specific information need!; of persons with head and neck

cancer or that investigated outcomes of informational

support.

This descriptive correlational stUdy investigated

information needs, informational support ~nd psychosocial

adjustment in a convenience sample of 65 persons with head

and neck cancer. Based on the time since diagnosis, the

sample was divided into three subgroups, representing

different phases of the cancer experience. Data were

collected by interviewing outpatients at the local

ambulatory cancer centre and a few inpatients in the acute

care facility. A structured questionnaire, consisting

primarily of rating scales and structured questions, was

developed by the researcher and used for data collection.

The findings indicated that 75\ of the sample wanted to

be well informed. The importance and typH of information

needed varied throughout the phases of the cancer experience

and differed significantly (12 GO .0005) among the three

subgroups. Participants "!xpressed a high level of
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sat:isfaction with informational support received and, in

general, adjusted well to their head and neck cancer. A

siqnificant posit!'Je correlation (Il = .02) between

informational support and psychosocial adjustment was found

in two of the subgroups.

This study identified phase··specific information needs

of persons wi th head anel neck cancer that can guide nurses

in their patient teaching, and thereby facilitate the

process of psychosllcial adjustment. The results of this

study can be used in basic and continuing education programs

to illustrate the changing nature of information needs and

the importance of ongoing assessment. This study paves the

way for future studies to investigate similar needs in other

populations, explore different intervention approaches, or

evaluate outcomes of various modes of information delivery.
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CHAPTER 1:

Introduction

Helld and neck Cllncer has been described as being more

emotionally traumatic than any other type of cancer

(Dropkin, 1989; Mah &. Johnston, 1993). The fears of cancer

are often compounded by the burden of having to cope with

the effects of treatments that result in facial

disfigurement and/or disruption to basic functions such as

spoaking or eating. Additionally, persons with head and

neck cancer are usually older, often have a long history of

chronic alcoholism or l;lxcessive smoking, and may possess

poor adaptive coping skills (Breitbart & Holland, 1988;

cachin, 1989; Dropkin, 1989). All of these factors make

them a psychologically vulnerable group. studies of this

population have cited a variety of adjustment problems

including reduced self-esteem, social iSOlation (Breitbart &.

Holland, 1988; Dropkin, 1989; Gamba et a1., 1992; Pruyn et

al., 1986), and l'luicidal tendencies (Bolund, 1985; Hil:!.tanen

& Lonnqvist, 1991).

coping with cancer is an ongoing process, characterized

by several phases, each with its unique problems and needs

(Mages & Mendelsohn, 1979; Mullan, 1985; Weisman, 1979).

Over a period of time persons with cancer are confronted

with a series of threats of varying intensity and duration

(Mages &- Mendelsohn, 1979). Survival rates for head and

neck cancer are relatively good (Shah & Lydiatt, 1995), so



people with this type of cancer may lIve for extended

periods of time.

Lazarus and Folkman (1984) postulated that information

seeking is a primary mode individuals use to cope with a

life threatening or potentially disabling illness. Research

studies have suggested that patients who were completely

satisfied with the information they received were less

anxious, coped better, and had fewer adjustment problems

(Goldberg & Cullen, 1985; Leino-Kilp!, Iire, Suominen,

Vuoreheimo, & Valimaki, 1993; Teasdale, 1993).

The Problem

In Newfoundland there are approximately 100 new

individuals didgnosed with head and neck cancer each year

(Newfoundland Cancer Treatment and Research Foundation,

1994). As previously mentioned, persons with head and neck

cancer have needs that are often challenging and are

different from other persons with cancer involving other

sites. It was perceived that the psychosocial needs of

patients with head and neck cancer were not being fully

addressed. Prior to this study, the group was targeted for

enhanced program planning. It was also noted that, in

general, and especially in Ne.... foundland, the needs of

persons with head and neck cancer had received limited

research attention.



Studies recently conducted in Newfoundland and across

Canada, reported that persons with cancer, including head

and neck cancer, identified a widespread need for more and

better information (Canadian Cancer society, 1992; Paulse,

unpublished document, 1994).

A thorough computer search of the nursing, medical, and

psychosocial literature was conducted before initiating this

study. The search revealed a number of studies that

investigated the psychosocial aspects of head and neck

Most: studies focused on the identif ication and

description of problems rather than on interventions and

outcomes of care (Bunston & Mings, 1994; Gamba et al., 1992;

Koster & Bergsma, 1990; Rapoport, Kreitler, Chaitchik,

Algor, & Welssler, 1993; Watt-Watson & Graydon, 1995).

There was a paucity of studies that explored the specific

information needs of persons with. head :::.nd neck cancer.

During the conduct of this study, one research paper on this

topic was published (Glavassevich, McKibbon, & Thomas,

1995). Findings indicated that even though patients were

given some information, they felt inadequately prepared for

surgery the postoperative course.

Recognizing the importance of expanding the current

body of knOWledge in psychosocial oncology, in 1994, the

National Cancer Institute of Canada (NCIC) set priorities

for areas of new research. These included, the changing

needs of persons with cancer (by site), how the needs of



persons with cancer are being met, and the impact of

different psychosocial interventions on the quality of life

(National Cancer Institute of Canada, unpublished

manuscript, 1994).

Lcino-Kilpi et a1. (1993) reviewed the existing body of

research concerning various aspects of patient information.

They concluded that although there had been fairly extensive

research into the information needs of persons with cancer,

little was published on the effectiveness of patient

education and very little was known about the specific needs

of persons with different types of cancer and at different

disease phases.

In summary, four separate but interrelated areas were

identified as needing further consideration: 1) a need for

enhanced program planning to meet the psychosocial concerns

of person with head and neck cancer, 2) a need expressed by

persons with all types of cancer for more and better

information, 3) a paucity of pub.. ished research that

addressed the information needs of persons with head and

neck cancer, and 4) a recommendation by NCIC that the

changing needs of persons with site-specific cancers be

investigated. On the basis of these identified needs, this

study was proposed.



Purposes of Study

The purposes of this study were to identify the

specific information needs of persons with head and neck

cancer at three key phases of the cancer e>.:perience, to

ascertain the degraa of satisfaction with informational

support received, to assess psychosocial adjustment to

cancer, and to explore the relationship between the level of

satisfaction with informational support received and

psychosocia 1 adjustment.

Rationale tor Q£lli

The need for information has been identified as an area

for further research. Information is especially important,

considering the changes taking place within the health care

system. There is increasing emphasis on self-care and the

patient's right to self-determination (Leino-Kilpi et aI.,

1993). At the same time, shorter hospital stays are

limiting the time for teaching patients alJd assisting them

with the coping process (Baker, 1992; Dropkin, 1989; Watt­

Watson & Graydon, 1995). Teaching time must be used to best

advantage and meet identified needs. However, nurses and

patients' perceptions of information needs eften differ

(Bunsten & Mings, 1995; Griffiths & Leek, 1995; Luker et

aI., 1995, Suominen, Leino-I<ilpi, & Laippala, 1994). There

is also increasing emphasis on the need to validate nursing

interventions, and show that they result in positive



outcomes (Canadian Council on Health Facilities

Accreditation, 1994).

This stUdy was designed to yield d7.ta that could

increase nurses' understanding of the information needs and

psychosocial adjustment of persons with head and neck

cancer, at three phases of the cancer experience. The data

could be used to guide nurses in the provision of

information to these patients. The study would highlight

areas of informational support that need continued emphasis

or that require change. If a positive relationship between

informational support and psychosocial adjustment could be

shown, it would be an additional incentive for nurses to

ensure that patients' information needs were addressed.

Although the study would have particular relevance to

Newfoundland, the results could guide program planning

elsewhere. The findings would ultimately expand the body of

knOWledge in psychosocial oncology, and yield data that

could be further analyzed to provide even more information

about a subpopulation of persons with cancer that has thus

far received limited research attention.

Researoh Ouestions

The specific research questions were:

1. What are the information needs of persons with

head and neck cancer: a) following diagnosis,



b) following completion of treatment, and c) during

rehabilitation and continuing care?

2. What is the quality of informational support

perceived by persons with head and neck cancer?

J. How well do persons with head and neck cancer

lIdjust to their illness: a) following diagnosis,

b) follow1ng completion of treatment, and

c) during rehabilitation and continuing care?

4. Is there a relationship between the perceived

quality of informational support received and

psychosocial adjustment in persons with head and

neck cancer?



CH1r.PTER II

Literature Revie.

This review is divided into sections that reflect the

major study variables: psychosocial adjustment, information

neads, and informational support. The review begins with a

discussion of literature related to cancer in general, and

subsequently focuses on literature that deals with head and

neck cancer.

The Cancer Experience

The Psychosocial Impact of Cancer

A diagnosis of cancer has been described as "the

ultimate existential crisis" (McGee, 1993, p. 438). with

few exceptions, it elicits life and death fears, followed by

a prolonged period of uncertainty (Bolund, 1990; Krause,

1991, McGee, 1993). Cancer causes one's whole psychological

adjustment to be in severe turmoil (Cohen & Lazarus, 1979).

Ware (1991) conceptualized that cancer affects four

dimensions of well-being: general health perceptions,

personal functioning, psychological functioning, and

social/role functioning. Although the majority of patients

manage to adapt to their disease, cancer creates

psychosocial needs that patients often find difficult to

cope with and resolve (Bolund, 1990; Bunston & Mings, 1995;

Taylor, 1983).



A complete understanding of the impact of cancer

requires an assessment of adjustment (Olsen, Perry, Rohe, &

Keith, 1995). Psychosocial adjustment has been described as

a dynamic and multidimensional concept that relates to the

process whereby an individual's equilibrium is re­

established to either its pre-illness state or a new state,

which could be either higher or lower than its previous

state (Bloom, 1984). In the past two decades, treatment

advances have increased cancer survivaL Cancer is now seen

as a chronic illness or an illness with a treatable acute

phase and possible recurrence. Living with cancer is a

continual process that requires ongoing adjustment and

integration of the changing demands and tasks of the illness

process (Derogatis, 1986; Hiem, 1990; Hishel, 1988).

weisman (1979) proposed that the. cancer experience

consisted of four psychosocial phases, from diagnosis to

deterioration or decline. Each phase was characterized by

varying levels of psychosocial VUlnerability. Problems

differed from phase to phase and varied among different site

specific groups of persons with cancer.

Similar phases were later described by Mullan (1985), a

physician, following his personal experience dealing with a

diagnosis of cancer. He viewed the cancer experience as

being characterized by three ",:;easons of survival". The

first season, "acute survival", began with the cancer
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diagnosis and was dominated by diagnostic and therapeutic

efforts to stern the course of disease. Fear and anxiety

wr~.re constant and important elements of this phase. The

second season. "extended survival", began when the disease

went into remission or had completed the basic courSG of

treatment. This was a phase of watchful waiting, dominated

by fear of recurrence. The patient was no longer supported

by the health care setting and had to start fending for

himself or herself. The third season, "permanent survival",

had no distinct beginning but evolved into a period when the

activity of the disease or the likelihood of its return was

SUfficiently small that the disease might be considered

arrested. This was a period when the secondary effects of

cancer treatment might be the primary concern and when

persons could be challenged by employment problems. These

"seasons of survival" have provided a useful framework for

observing the changing nature of the cancer experience and

gaining insight into hoW persons with cancer can be

supported through the cancer continuum (Hassey-Dow, 1990).

Several researchers examined psychosocial changes over

time in persons with cancer. Frank-Stromborg and wright

(1984) conducted a cross-sectional study in a sample of 320

patients with cancers of various sites and at different

disease phases. contrary to their expectation, findings

indicated that there were no psychosocial areas that changed
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with a cancer diagnosis in the majority of patients. The

authors noted a "disturbing finding was the frequency l:,i,ojt

patients described the inability to discuss problems with

the nurse because of little nurse-patient contact" (p. 128).

Longitudinal studies were conducted by Ell, Nishimoto,

Marvay, Mantell and Hamovitch (1989) in a sample of i·53

patients with newly diagnosed breast, colo-rectal and lung

cancer, and Northouse (1990) in a sample of 41 newly

diagnosed breast cancer patients. In contrast to Frank­

Stromberg and wright's (1984) findings, the investigators

found that a subgroup of cancer patients were at higher risk

of long-term adjustment problems. Ell et al. noted that

declining psychological adaptation was related more to an

erosion of coping resources than to illness-related factors.

Northouse identified that difficulties were primarily in the

areas of vocational, domestic, and social roles and

suggested that further research was needed to explore risk

factors and determine What kind of resources patients need.

A number of authors asserted that the adjustment

process was strongly dependent on the mediating process of

coping. coping resources inclUded intrapsYchic or affect­

management processes, such as cognitive appraisal and

emotional responses; and behavioral or action-oriented

processes, such as social support and information-seeking

(Hiem, 1990; Lazarus 1993; Lazarus & Folkman, 1984; Hishel,
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1988). Information-seeking has been proposed as a primary

means of coping with a stressful situation and a major area

of importance for persons with cancer (Lazarus," Folkman,

1984; Hishel, 1988; Northouse «Northouse, 1987).

Information Ne.d. anc! canoer

Although providing information to patients has been

considered a critical component of care, the assumption has

been that nurses knoW' what patients need to know (Agre,

Bookbinder, Cirrincione, & Keating, 1990; Luker at al.,

1995; Redman, 1993). Lenz (1984) found that in spite of a

desire to acquire information, patients orten felt they were

unsuccessful in obtaining the information they needed,

particularly from health professionals who held mistaken

views of what or how much they wanted to know. Several

studies have reported incongruence between nurses' and

cancer patients' perceptions of information needs (Bunston &

Mings, 1995; Griffiths & Leek, 1995; Luker et a1., 1995,

Suominen et a1., 1994). Luker et a1. (1995) asserted that

because of the fear and apprehension associated with cancer,

it was particularly important that people with cancer

received the right amount and type of information.

studies exploring information and participation

preferences among persons with cancer found that most

individuals wanted maximum information about their illness

and treatments (Brandt, 1991; Cassileth, zupkls, Sutton-
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Smith, & March, 1980; Davison, Degner, & Morgan, 1995;

Degner & Sloan, 1992; Hack, Degner, & Dyck, 1994). Findings

regarding participation preferences have not been as

consistent. Some studies reported that most respondents

preferred an active role in decision-making (Brandt, 1991;

Cassileth et 81., 1980; Hack et a1., 1994), while others

found that the majority preferred a passive role (Davison at

al., 1995; Degner' Sloan, 1992). It was suggested that

factors such as age, gender, and time from diagnosis may

influence participation preferences.

Casstleth et 11.1. (1980) reported one of the first

studies exploring the types of information desired by

persons with cancer. Their sample consisted of 256 patients

with cancers of various sites and at differing disease

phases. Findings indicated that the qreatest information

needs included issues surrounding the nature of the disease

and treatment, side effects, and prognosis. Later stUdies,

supported these findings. In their stUdy of the discharge

information needs of 40 patients treated surgically for lung

cancer, Gallo....ay, Bubela, McKibbon, McCay and Ross (1993)

found that a moderately high amount of information was

needed and information relating to treatment, prevention of

complications and management of symptoms was most important.

Similarly, Davison et al. (1995) reported that the majority

of their sample of 57 men with recently diagnosed prostate
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cancer, desired a. fair bit to almost everything about their

disease, treatment, self-care and social activity.

Derdlarian (1987a, 1987b) conducted a study in a sample

of 60 persons newly diagnosed with various ,types of cancor.

Data were gathered using the 144 item Oerdiarian

Informational Needs Assessment. The findings indicated a

hierarchical pattern of information needs. Information

related to treatment, prognosis and dillgnosis ....as most

important; information related to physical llInd psychological

well-being, job and goals was of moderate importance; and

information related to family and social relationships

ranked lower but was still important. Gender, age and

disease stage vere found to influence both the amount and

type of information needed.

The Canadian Cancer society (1992) assessed the

information needs of almost 2000 persons with cancer, fro.

across Canada. Reported needs were £I!.!lar to the

previously described studies, but also included how to deal

with the medical system and hospital procedures, resources

that provide help, possible emotional reactions to cancer

and its treatment, possible impact on roles and lifestyle,

and how to cope with changes. The study reported that the

need for information far outweighed ite availability and

accessibility.
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Informational Support and M1ust.ent to Cane,r

Informational support is one type of social support and

refers to the provision of information, such as advice,

suggestion, or feedback about how the person is doing, that

the person can use in coping with personal and environmental

problems (House & Kahn, ~985). Althouqh there has been

considerable research on social support, the emphasis on

informational support has been limited (stewart, 1989). It

is often embedded in other psychosocial issues, and has been

assessed as a secondary or incidenta 1 factor, rather than as

a central variable (Northouse & Northollse, 1987).

Telch and TeIch (1985) reviewed the research on

education as an intervention with cancer patients. They

noted that the emphasis was on providing information as a

way of coping with the psychological consequences. This

approach assumed that patients' anxieties or fears would

automatically decrease with increased knowledge and access

to information. Following a review of the research on

information and anxiety, Teasdale (1993) noted that findings

were inconsistent, and concluded that the theory tlo)at

information relieved anxiety, appeared to be an

oversimplification.

In a study of wOlllen with breast cancer, Brolin Hopkins

(1986) found no significant relationship between

information-seeking and adaptational outcomes. Similarly,
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following their study of satisfaction with cOJlllllunication,

and coping style, steptoe, Sutcliffe, Allen and Coombes

(1991) concluded that cancer patients who used information­

seeking to cope with stress were not necessarily less

anxious than those who used avoidance coping. Oil the other

hand, some studies with cancer patients reported positive

effects of information on reducing anxiety, improving

knowledge of disellose, and enhancing sense of meaning in life

(Johnson, 1982; Cohen, SUllivan. & Branechog, 1988).

Several studies suggested that the most effective

approach was a cOlllbination of informational and emotional

support. Weisman (1979) claimed that persons with cancer

seemed to adjust bett!:r emotionally when they were given

ample information, conveyed with compassion and candour.

Follick, Smith and Turk (1984) noted that higher levels of

information and social support were significantly correlated

with better emotional and social adjustment in persons who

had ostomies tor cancer. In studies exploring the effect of

communication on cancer patients' coping and adjustment,

Robert~, Cox, Rcintgen, Baile and Gibertini (1994), and

Steptoe et a1. (1991) conclUded that information provision

was valued largely within the context of a compassionate and

caring relationship.

Dunkel-Schetter (1984) e)l':!.-:"ined perceptions of the

effectiveness of various typC!s of support in a sample of 79
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patients with breast or colo-rectal malignancies. Data were

collected through tape-recorded semi-structured interviews.

Emotional support emerged as one of the most helpful

behaviours (81t), while informational support was also

important (41\). Support was shown to have a significantly

positive association with adjustment, except for those with

a poor prognosis. Health professionals were seen as a key

group in the social support process.

A number of authors explored the role of health

professionals and the process of cancer patient education.

Rimer, Keintz and Glassman (1985) conducted a thorough

review of the literature on cancer patient education, and

concluded that in spite of the apparent importance of

providing information, little attention had been paid to

cancer education. They suggested, at that time, that the

agenda for the future should include increasing effort

devoted to cancer patient education. Grahn and Johnson

(1990) investigated the learning needs of persons with

cancer. They suggested that patients were not using staff

members as a resource to gain needed information and that

the learning needs were not being met by the present system

of providing information. Adams (1991) and Fredette (1990)

emphasized the changing nature of the cancer experience and

proposed that patient education models should reflect the

phasp.s of the cancer experience.
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Head and Neck Cancer

Cancer of the head and neck includes tumours of the

upper aerodigestive tract and salivary glands, as well as

tumours of the skin, soft tissue, bone, and neurovascular

structures of the head and neck (Norris Ii Cady, 1991; Shah &

Lydiatt, 1995). This type of cancer accounts for about 6'

of all malignancies (Yuska Bildstein, 1993). It is more

prevalent after the age of 50, (Cachin, 1989), and is morc

common in men than women, although the incidence in women is

increasing. The largest contributing factor to the

development of head and neck C·3ncor is chronic irritation to

the structures of the head and neck, particularly from

longterm use of tobacco and alcohol (Cachin, 1989).

The physical and psychosocial factors are often

inextricably linked. Head and neck cancer frequently occurs

in person::; who exhibit premorbid characteristics of

dependence, inability to change habits, and poor coping

skills (Bolund, 1985; Breitbart & Holland, 1988; Dropkin,

1989) .

The Psychosocial Impact of Head and Neck Caneer

Most studies that explored the psychosocial impact of

head and neck cancer focused on a specific aspect of the

disease or its treatment. Several researchers investigated

adjustment after surgery for head and neck cancer.
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Dropkin and Scott (1983) examined body image

reintegration and coping effectiveness after head and neck

surgery in a sample of 38 men and 14 women. Data were

collected in the early postoperative period using the Social

Desirability scale and the Disfigurement/Dysfunction (0/0)

scale, developed by the researchers. Findings indicated

that self-care and social affiliation were the primary

behavioral manifestations of the coping process.

Dysfunction appeared to be more readily incorporated than

disfigurement. The authors suggested that coping capacity

may be diagnosed from observable behaviour in the early

postoperative period. They asserted that the study findings

could be used to guide care planning and facilitate

achievement of expected outcomes.

The impact of surgery on head and neck cancer patients'

pain, fatigue, and mood over time was explored by Watt­

Watson and Graydon (1995). Their convenience sample

consisted of 44 patients and their caregivers. Patients

were interviewed on admission, prior to discharge from the

hospital, and four weeks after discharge. The Brief Pain

Inventory i3nd the Profile Of Mood states were used for data

collection and qualitative concerns were also assessed. The

researchers found that anxiety was the most prevalent mood

at all interviews, but it gradually decreased over time.

The authors noted that patients experienced considerable
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disruption in their usual routines, especially socializing,

and returning to work was problematic for some. Before and

after surgery, patients asked for more information about

their prognosis, activity, and continued care. As suggested

by Watt-Watson and Graydon, further research is needed to

assess concerns of patients and caregivers at various stages

of treatment and how best to support them through the

process.

Gamba et a!. (1992) explored the long term effects of

disfigurement on psychosocial adjustment to head and neck

cancer. Their sample consisted of 66 patients, from six

months to eight years after surgery. SUbjects were divided

into two groups based on the degree of disfigurement (minor

or severe). Psychosocial data were collected through a

structured interview and open-ended questions. Assessment

areas included self-image, relationships with partner,

children and friends, and overall impact of surgery. The

findings showed that the amount of distress was linked to

the tumour site and the type of surgery performed. Persons

with lesser disfigurement were able to satiSfactorily

overcome cancer and adjust to their changed appearance, but

psychosocial adjustment in persons with extensive

disfigurement did not seem to improve with time. The

authors asserted that greater attention should be paid to

the psychologic consequences of head and neck cancer. They
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suggested that it may be useful to stUdy patient's self­

concept as an indicator of risk for psychosocial

maladjustment.

Olsen et a1. (1995) conducted a related study to

explore quality of life after surgical treatment for cancer

of the larynx. The sample of 111 patients was divided into

three groups based on whether they had a total, near-total,

or partial laryngectomy. Most patients were from 12 to 48

months post-surgery. Data were collected using the

Psychosocial Adjustment to Illness Scale (PAIS) and the Mayo

Clinic Post laryngectomy Questionnaire (MCPLQ). The authors

noted that the part lal laryngectomy group reported better

psychosocial adjustment in all domains than the other two

groups. with only a few exceptions, the adjustment of the

laryngectomy patients was slightly less favourable than a

comparison mixed cancer group. Less than half of the

patients thought they were adequately educated about the

changes the operation would cause in their lives. The newly

developed MCPLQ was tested, however, the PAIS appeared to

reflect the patients' feelings more accurately. The authors

emphasized the need for further investigation and

standardization of measurement tools.

Bunston and Mings (1994) undertook a two phase study to

develop and test an instrument to assess symptom management

and psychosocial needs of persons with head and neck cancer.
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Data needed to develop the Needs Assessment Inventory was

gathered in the initial qualitative phase. The subsequent

quantitative phase tested the instrument in a sample of 98

outpatients with head and neck cancer, with an average

length of time since diaqnosis of two years. Data were then

collected using the Needs Assessment Inventory and several

other established instruments to assess hope, mood,

psychological well-being and quality of life. The findings

indicated that patients had multiple and interrelated needs.

Almost half of the sample expressed unresolved needs and

identified lack of information as one or the barriers to

needs resolution. A number of revisions were made to the

tool based on the findings, however, the authors concluded

that it was a valid and reliable approach to needs

assessment.

The only study located that examined psychosocial

adjustment at different points in time in persons with head

and neck cancer was conducted by Rapoport et a1. (1993).

Their sample consisted of 55 pati;ants, divided into three

groups based on the time since dillgnosis: 14 short-term (six

to 18 months), 28 medium term (19 months to five years), and

13 long term (more than five years). Data were collected

using the researcher-developed Patient Adjustment

Questionnaire, that assessed psychosocial adjustment in 14

domains. From the results, the researchers concluded that
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persons with head and neck cancer suffered from a broad

range of problems. While many medical problems decreased,

most psychosocial problems exacerbated over time. The

authors asserted that psychological deterioration could be

decreased by teaching adequate coping skills.

Intor.ation Needs and Head and Neck Cancer

Only one stUdy was found that investigated the specific

information needs of persons with head and neck cancer.

Glavassevich et al. (1995) conducted a retrospective study

in a convenience sample of 32 post-surgical patients. using

a researcher-developed questionnaire, patients identified

what information was given, by whom, when, and what

information they found most and least helpful. Patients

also indicated what symptoms they had experienced before and

after surgery. Respondents reported that the nature and

extent of surgery were well explained, however, most stated

that they were not adequately prepared for some of the

outcomes they experienced after surgery. They identif ied

that the latter information was most helpful and necessary

to know. All respondents reported that they received

information from their physician and 10 (30%) also received

information from the nursing staff. The findings showed

that fear and anxiety were the most frequently experienced

symptoms before surgery, while physical symptoms were more

prevalent after surgery. The llouthors contended that
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anxieties could be reduced through provision or information

to patients. They suggested formalizing teaching content

and tailoring information to individual needs and learning

styles.

Informational Support and Adjustment to 8ea4 and N.ck: Canc.r

A computer search and use of reference lists failed to

reveal any studies that specifically explored the

relationship between informational support and adjustment to

illness, of any kind. A few authors alluded to these

variables within other studies or in published conceptual

literature. The following review will address the most

pertinent information extracted from available reference

sources related specifically to head and neck cancer.

Pruyn et al. (1986) conducted a comprehensive review of

the literature on the psychosocial aspects of head and neck

cancer. They concluded that patients with head and neck

cancer experienced a variety of psychosocial problems and

were in great r.~",.d of information about their illness and

treatment. The authors proposed that professionals could

play an important role in providing informaotion and support.

Information and support were related to a decrease in

depression, improvement in social functioning, and positive

l'ehabilitation outcomes. similar conclusions were made by

Mathieson, Starn and Scott (1990) following their review of

the literature on adjustment after laryngectomy. They
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asserted that positive outcomes of information and support

included shorter hospital stays, lower levels of reported

pain and less use of analgesics postoperatively. Koster and

Bergsma (1990) reviewed the literature on the problems and

coping behaviours of patients with facial cancer and

concluded that providing information, guidance and support

may be precondi tiona to successful recovery.

Dropkin and Scott (198J) explored coping effectiveness

following surgical treatment for head and neck cancer. They

emphasized the importance of interactions with staf! and

teaching of new tasks to facilitate learning and assist in

the reintegration process. other studies by Watt-Watson and

Graydon (1995) and Glavassevich et al. (1995) suggested that

a formalized teaching program could reduce anxiety

experienced by patients with head and neck cancer.

summary of Literature

1\ diagnosis of cancer raises anxieties and fears about

the future, and poses a serious threat to one's psychosocial

integrity. Head and neck cancer has been described as one

of the most emotionally traumatic types of cancer. Persons

with head and neck cancer experience a variety of

psychosocial problems, that may continue for many years

following the cancer diagnosis. The course of cancer has

been characterized by a series of phases, each with its

unique vulnerabilities and coping challenges. Although the
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majority of persons adapt to the changes imposed by cancer,

adjustment requires considerable coping effort.

Information-seekir.g has been identified as a primary

coping mode used to deal with a stressful event such as

cancer. Studies have indicated that most individuals with

cancer want to be well informed. However. providing

information to persons with cancer has been largely based on

what nurses feel la important, rather than on patients'

perceived needs.

Although it is generally acknowledged that information

helps persons cope with stress and adjust to illness, there

were very few published studies that investigated the

relationship between informational support and psychosocial

adjustment in persons with cancer.

There were several notable gaps and weaknesses in the

research investigating information needs of persons with

This was especially true in relation to head and

neck cancer. Most studies focused on the initial phase of

the cancer experience. The sample for several studies

included persons with cancers of diverse sites and at

various disease phases. No studies were found that explored

changing information needs at different phases along the

cancer continuum. Luker et al. (1995) noted, however, that

a longitudinal follow-up study was underway. As stated by

Lazarus (1993), "To collapse what is happening over time is
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apt to produce findings that are at best un interpretable and

at worst misleading" (p. 239). New instruments, without

known reliability and validity, were used to answer the

specific research questions of most studies and some of the

procedures for data collection were very time consuming.

In the past year, several studies have bf ~f, published

exploring the psychosocial effects of head and neck cancer,

especially in patients treated surgically. However, no

studies have focused on different phases of the cancer

experience, and there has been limited exploration of the

role and effect of various interventions, including

information-giving, in facilitating adjustment.

This study, therefore, was designed to yield data to

address identified gaps in the literature and provide nurses

wi th information to guide practice. In particular, the

study ....ould investigate perceived information needs and

psychosocial adjustment in persons with head and neck

cancer, at three different phases of the cancer experience.

The stUdy would also explore whether a correlation could be

&hown between the quality of informational support received

and psychosocial adjustment to head and neck cancer.

conceptual Framework

Lazarus and Folkman's (1984) theory of stress,

appraisal and coping was chosen as the conceptual framework

for this study. Selected elements of this theory, that have
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relevance to the research questions, were used to guide the

theoretical approach in this project.

Lazarus and Folkman postulated that the way individuals

appraise an event, such as illness, and how they use

available internal and external copinq resources, strongly

affects how they react emotionally and how they adjust to

changes imposed by the event.

stress is defined as "a particular relationship between

the person and the environment. appra lsed by the person as

taxing or exceeding one's resources and endangering well­

being" (p. 19). People differ in their sensitivity and

vulnerability to certaln situations. Based on their past

experiences, coping abilities and the meaning of the event

for them, individuals may appraise a situation differently.

Environmental factors may also differ and include the

novelty, predictability and uncertainty of an event, the

imminence and duration of an event, and the ambiguity or

lack of situational clarity of an event.

cognitive appraisal processes mediate one's reactions

to an event perceived as stressful, and are essential for

adequate psychological understanding. Lazarus dnd Folkman

identified phases of cognitive appraisal. Primary appraisal

refers to the evaluation of the significance of an event for

one's well being. An event may be appraised as a harm/loss,

damage that has already occurred; a threat, anticipated or
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future harm; or a challenge, a situation to be mastered that

could result in personal growth or gain. Secondary

appraisal refers to a jUdgement about what might or could be

done to deal with the situation. It takes into account what

coping options are available, whether a given coping

strategy will accomplish the task, and whether the person

can effectively apply the strategy. Primary and secondary

appraisal interact to shape the degree of stress and to

influence coping.

Coping refers to the constantly changing cognitive and

behavioral efforts used to manage or alter the event causing

the stress (problem-focused coping), and to regulate the

emotional responses to the problem (emotion-focused coping).

Effective coping depends on the availability of internal

resources, such as energy, positive beliefs, and problem

solving skills; and external resources, such as information,

social support, and material resources. What a person does

to cope varies with the context of the situation. Lazarus

and Folkman suggeflted that information seeking is one of the

most basic coping modes, and the first to be used when

confronted with a new or uncertain situation.

The stress, appraisal and coping theory of Lazarus and

Folkman and the earlier stress and coping theory of Cohen

and Lazarus (1979) have been used by several researchers
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investigating aspects of information seeking or adjustment

in persons with cancer.

Derdiarian (1987a, 1987b) and Davison et a1. (1995)

used the theory to guide the investigation of the

information needs of persons newly diagnosed with cancer.

Findings of both studies provided support for Lazarus and

Folkman's postulation that the relevance of information

needed by patients is related to the imminence of perceived

threats or harms associated with an illness.

Dropkin and Scott (1983) and Koster and Bergsma (1990)

used Lazarus and Folkman' 5 theory as the framework in their

studies of coping in persons with head and neck cancer.

Their findings supported the postUlation that coping is a

highly complex, multidimensional process that changes over

time.

All of the above studies provided support for Lazarus

and Folkman's theory. In a study exploring the relationship

between information-seeking and adaptational outcomes in

women receiving chemotherapy for breast cancer, Brolin­

Hopkins (1986) concluded that the theory w<:'s not helpful in

predicting adaptive outcomes. However, the theory helped

explain the stressful sequence of events and the patients'

coping responses associated with cancer chemotherapy.
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Relevance of Framework to the Proposed study

Head and neck cancer constitutes an event, that is

usually characterized by novelty, ambiguity, and uncertainty

that may persist for an extended period of time. Persons

with head and neck cancer have been identified as a

psychologically vulnerable group, because of both person and

disease-related factors. How they appraise and manage the

demands of their disease and its treatment will affect their

adaptational outcomes. Information-seeking is one coping

modo used by individuals to manage a stressful event. In

keeping with Lazarus and Folkman' s theory, the researcher

believed that the more effectively the information needs of

persons with head and neck cancer are identified and met,

the better they will be able to reappraise and manage their

situation. Access to needed information would help them

cope and adjust more positively to changes imposed by their

illness. This was the theoretical rationale for the stUdy.

Definition Of Terms

The following terms were used in the study:

Information need: Any type of information identified as

needed or wanted by the individual because of changes or

problems resulting from head and neck cancer.

Informational support: The provision of information,

advh..e, suggestion, or feedback about how one is doing.
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