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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.



32

Quality of informational support received: The individual's

perceived satisfaction with informational support provided.

For this stUdy it included how adequately information needs

were met, and the manner in which information was provided.

Psychosocial adjustment: A dynamic and mUltidirnens!c;mal

concept that relates to the process whereby an individual's

equilibrium is re-established to its pre-illness state or a

new state, which may be either higher or lower than its

previous state. For this stUdy adjustment inclUded role

function, relationships with family and friends, emotional

well-being, and self-concept.

person with head and neck cancer: A person whose primary

cancer involved the head and neck region, excluding the

brain, spinal cord and thyroid gland.

Extent of disease at diagnosis: The extent of disease at

diagnosis as reported in the pathology reports and surgical

records.

~ - the tumour was confined to the primary site

with no evidence of invasion into surrounding tissue.

regional extension - the tumour had invaded the

surrounding tissue but extension was limited and was

confined to the nearby area.
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massive tumour - the tumour had ey.tensively involved

the surrounding tissue but there was no evidence of

lymph node involvement.

node involvement - there was evidence of lymph node

involvement in the area around tho tumour site.

distant metastasis - the tumour had spread beyond the

regional area to other body slte(s).

Pisfigurement: Disruption to the physical structures of the

head and neck.

Dysfunction: Disruption to the physical functions of the

head and neck.

Amount of disfigurement/dysfunction: A measure of the

extent of disfigurement/dysfunction, assessed by direct

observation, review of the medical record, and/or

perceptions communicated to the researcher by the

participant. The criteria were:

minimal - slight visible disfigurement and/or minor

reported dysfunction, such as with speech, swallowinq.

~ - more obvious diSfigurement, such as

tracheotomy, facial reconstruction, bilateral neck

dissection, or dysfunction such as loss of speech or

inability to take food orally.

~ - extensive visible diSfigurement along with

loss of function, such as speech, eating, sight.
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CRAPTER III

Metbod:

Research Design

This study used a retrospective, descriptive

correlational, cross-sectional design. The design ....as

selected because it was felt to be an appropriate and

practical approach to ans\oIer the research questions.

Although a longitudinal design conducted over time with the

same individuals might be a better approach, this was not

considered practical because of the time constraints.

A purposive convenience sample was used. The sample

included persons with head and neck cancer at three

different phases of the cancer experience. The time periods

selected for this study reflected Mullan's (1985) three

seasons of survival.

The sample was subdivided as follows:

Ql:QYJ:LA: (acute survival) - persons within three months of

diagnosis,

~: (extended survival) - persons within three monthB

of completion of treatment,

Group c: (permanent survival) - persons 12 to 24 months

following diagnosis.

For this stUdy, recurrence was considered similar to a

new diagnosis. Although cancer may recur more than a year
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after the initial diagnosis, the psychological responses and

information needs are more reflect! VB of the phase of new

diagnosis than of continuing care (Adams, 1991; Mahon,

Cella, & Donovan, 1990: Weisman, 1979).

Eligibility criteria

To be included in the study the person had to:

1. have a definite diagnosis of head and neck cancer.

2. have been informed of the diagnosis.

3. be 18 years of age or over.

4. fdl into one of the three subgroups identified for

the stUdy.

5. be able to understand and respond to the questionnaire.

Patients were not asked to participate if they appeared

to be visibly upset because of circumstances related to

their clinic visit. It was felt that partaking in the stUdy

at this time was not III priority. Because their care was

continued through the agencies used for this study, thp.y

could have been approached at a later, more suitable date.

Of the 73 eligible participants, 65 consented to take

part in the study (lH; refusal rate). Some of the reasons

given for refusal inclUded a lack of interest in the stUdy,

haY ing inadequate time to complete the questionnaire, or

feeling too unwell to participate. The final sample

consisted of 20 participants in Group A, 20 in Group B, and

25 in Group C. Most participants were accessed through the
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local cancer centre, which is the referral site for persons

with cancer throughout the province. Two participants were

accessed through a local haspi tal.

The questionnaire was completed in a private room in

the cancer centre or in the privacy of the patient's

hasp! tal room. Distractions were minimized dur1ng

completion of the questionnaire.

Instrument

A variety of instruments designed to assess aspects of

information, psychosocial adjustment and quality of life

were reviewed. Although many had merits, they did not

capture the issues addressed in this study, and/or were long

and complex. Several instruments assessed information needs

of persons with cancer, however, most were designed for

specific populations. Numerous instruments assessed

psychosocial status and/or coping, but they did not acldress

the specific research questions outlined for this study.

Two instruments were more critically reviewed for

possible use in this stUdy. One was the Needs Assessment

Survey used by the Canadian Cancer Society (1992). It was

the only instrument that included both information needs and

psychosocial adjustment. The tool was comprehensive and

included relevant assessment items, however, it was very

long, assessed all areas of need (not just information), and
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required administration by the researcher or a trained

assistant. The second instrument was the Psychosocial

Adjustment to Illness Scale - Self Report (PAIS-SR)

developed by Derogatis (1978), which has been qui te

e>ltensively used for persons with cancer. The assessment

domains and items were appropriate, however, the readability

level was high, and many items were lengthy and complex.

Following the extensive review of instruments, the

researcher conclUded that none of the preViously used and

validated instruments would be suitable for this study

and/or the target population. Subsequently, a new tool was

developed. It was recognized that there are weaknesses

inherent in this approach, however, it was felt that the

advantages outweighed the disadvantages.

The Questionnaire

The questionnaire developed for this study (Appendix A)

incorporated ideas garnered from the literature and the

instrument review and was designed to answer the research

questions. Most items obtained quantitative information,

using a six point Likert-type rating scale. One open-ended

question was included to allow participants the freedom to

express ideas that were not captured by the structured

questions. The questionnaire was designed to be self

administered, with researcher assistance, as needed. In

anticipation of an older age group, with less than perfect
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eyesight, the print size and lay-out of the questionnaire

were given special attention.

The questionnaire consisted of eight sections:

~ included basic demographic information. It

focused on factors identified in the literature as being

most relevant to the study population e.nd/or the variables

under investigation.

~ explored participants' information needs during

the past 30 days. participants were asked to rate how

important it was for them to receive information in 19

identified areas, on a scale that ranged from 0 (does not

apply) to 6 (very important). Information items were based

on a review of the literature and other studies (Canadian

Cancer Society, 1992; Cassileth at a1.. 1980; Derdiarian,

1987a, 1987b).

~ consisted of three sUbsections. The first

subsection asked participants to rate how much information

they had received to meet their own needs in each of the

areas identified in Section 2. Responses ranged from 0

(does not apply) to 6 (all I wanted or needed). The second

subsection asked participants to rate how they felt about

the way that information was provided. It included items

SUch as the sensitivity of the information providers,

clarity of information, encouragement to ask questions, and

helpfulness of answers to questions (see Appendix A).
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Options ranged from 1 (n"t very) to 6 (very much). The

third subsection asked what group(s) of individuals were

most helpful in providing infoI1llation. Participants could

identify up to three groups.

~ examined participation and information

preferences, as a corr,ponent of inforne-ticn need.

~ sought participants' opinions about the

helpfulness of various methods of providing information,

using a scale that ranged from 1 (not helpful) to 6 (very

helpful). This item was included to provide information for

future program planning, but the data were not analyzed as

part of this study.

~ examined participants' psychosocial adjustment

since their cancer diagnosis. It included four subsections:

role adjustment, emotional responses, feelings about self,

and overall functioning_ Role domains included personal

roles, vocational roles, relationship with partner,

relationship with other family members, relationship with

friends, and social/leisure activities. statements were

provided and participants were asked to rate how true they

were on a scale from 1 (very untrue) to 6 (very true).

~ consisted of an open-ended question asking

participants if they would like to add anything else that

they felt would be helpful in meeting the needs of persons

with cancer like themselves.
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~ included basic medical infonlation relevant to

head a.nd neck cancer and its treatment. This section was

completed by the researcher. Information was obtained from

the medical record.

The instrument ~as reviewed br three knowledgeable

colleagues to establish comprehensiveness and content

validity prior to its use in this study. The questionnaire

was then pilot tested with six participants. who met the

selection criteria. The pilot test indicated that

approximately 20 minutes were needed to self-administer the

questionnaire. slightly longer time was needed if the

researcher had to assist the participant. participants were

asked to comment on clarity and ease of responding to the

questions. As only a few minor changes were made after the

pilot test, to increase clarity and simplicity of some

itelDS, these participants were included in the final sallple.

Internal consistency of the questionnaire was assessed

using Cronbach's alpha (n • 65). Reliability analysis was

computed for each of the subsections and the two major

sections of the instrument. Alpha values for the

subsections were: information needs .94; ways of providing

information .75; informational support .90; satisfaction

with information received .95; roles and re18tionships .89;

emotional responses .83; feelings about self .83; and

overall functioning .71. The two major sections of the
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instrument (Information Needs and Support, and Psychosocial

Adjustment) were analyzed separately because they vere

essentially two different instruments included in the same

questionnaire. Alpha values for both sections 'Were. 91.-

These were all high reliability coefficients.

According to Nunnally (1918), a reliability of .80 is

suitable for instruments u:;ad in basic research (p. 245) .

.nhi2.U Consideration,

Following approval of the Human Investigation Committee

of Memorial University of Newfoundland and the Medical

Advisory and Ethics Committees of the relevant agencies

(Appendix B), the researcher briefed the physicians and

nurses who worked with the study population and whose

assistance would be required. The study was explained, they

were given written information (Appendix C), and their

assistance was solicited and obtained.

The privacy and confidentiality of the participants

were assured. Participants were also informed that they

could refuse to answor any qUQstion and could change their

mind about participating at any time. Code numbers, not

names, were used on all questionnaires. completed

questionnaires and the master list of names and code numbers

were kept under lock and key and were accessible only to the

researcher.
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Procedyre

Data were collected from May, 1995 to November, 1995.

Suitable part:icipants were identified by the nurses, doctors

or radiation therapists working in the study settings. They

provided patients with an introductory explanation about the

study (Appendix 0), and obtained their verbal agreement to

meet with the researcher for further discussion. Those who

agreed, were introduced to the researcher. In the private

research setting, the details of the study were explained

(Appendix E) and the patient·s written consent to

participate was obtained (Appendix F). The researG:her left

the room and the patient completed the questionnaire on

his/her own, if able. The participant was informed that the

researcher would t'c:'::Iain nearby and would periodically check

to answer any questions and assist if needed. Several

participants required help and the researcher remained with

them and administered the questionnaire. Following

completion of the questionnaire, the researcher obtained

medical informaticn through a chart review. The

questionnaire was administered only once to each

participant.

Data Ana 1ysis

The statistical Package for the Social sciences - SPSS

for Windows (Norusis, 1993) was used for all data analysis

procedures.
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Descriptive statistics were used to address the first

three research questions. Frequency distributions and mean

va lues were obtained for each questionnaire item. The

scores for two items (Appendix A, Questionnaire 120. f. and

g.) were reversed so that all high scores would reflect

positive responses. Overall lIean scores for the total

sample and each subgroup were computed for each subsection

of the questionnaire.

Inferential statistics, employing spearman's rho, were

used to explore the relationship between informational

support and psychosocial adjustment. This statistic was

selected because the data were skewed to mostly 5 or 6,

which were not normally distributed. The test is also

suitable for ordinal data (May, Masson, 'Hunter, 1990;

Polit & Hungler, 1995).

Individual composite mean scores were calculated for

per('~ived quality of informational support received and

psychosocial adjustment. To calculate the mean value for

informational support, the scores for all items in section J

(Appendix A, Questionnaire 19 and #10) were summed. An

overall individual mean score, as well as mean scores for

each item in Section J were derived. To calculate the mean

value for psychosocial adjustment, a composite score that

included roles and relationships, emotional responses, and

feelings about self was obtained. The scores for all items
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in Section 6 (Appendix A, Questionnaire #' s 14-21) were

summed and an overall individual mean score was derived.

The Kruskall-Wallis one-way analysis of variance was used to

measure any significant difference of mean scores among the

three subgroups. This nonparametric test is suitable for

comparing the means of two or more groups when the variable

is measured on an ordinal scale. The Mann-whitney U

nonparametric test was then used to further measure any

significant difference of mean scores between pairs of

subgroups (May et aL, 1990; Polit &: Hunglar, 1995). The

difference was considered signi! ican~ when the .Q level was

~.05 .

All qualitative data from the questionnaires were

transcribed verbatim. Qualitative data that related to the

research questions were analyzed. Analysis began with a

search for themes and identification of categories. Data

were coded into relevant categories (Polit & Hungler, 1995;

Skcdol Wilson, 1989). Where possible, categories were

organized to reflect the research objectives. A

knowledgeable col. league was asked to review the raw and

categorized data to validate the derived categories.

sWIIIluy of Methods

Several measures were taken to improve the valid! ty of

this study. A cross-sectional design was used to identify

and compare the study variables in three subgroups of
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IJersons with head and neck cancer, at key periods during the

cancer experience. Mullan's (1985) "seasons of survival"

...·.,n.. selected as the time periods because they depict

changing phases of the cancer continuum, when persons

encounter n,~w challenges and experience new vulnerabilities.

The instrument was designed to incorporate important

eloments gleaned from the literature, and reflect the

conceptual framework used for this study. Readability,

clarity and conformity of format were also considered in

instrument composition. Rating scales and structured

questions were used to obtain different types of data. One

open- ended question was included to capture additional

information. Reliability tests done after completion of the

study indicated high alpha values for all sections of the

questionnaire (.71-.94).

Before implementing the study, the researcher met with

the health care providers whose cooperation would be needed,

and oriented them to the study. During completion of the

questionnaire participants were made to feel relaxed, in a

comfortable, private setting.

A total sample size of 65 was considered adequate for

statistical procedures. Descriptive and inferential

statistics, employing nonparametric tests, were used in data

analysis. The difference among means was considered

signif icant if 12::; .05.
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CHAPTER IV

Results

Characteristics of the sample

Demographic Characteristics

'l'he subgroups were comparable on all measured

demographic characteristics except for age and education.

Croup A had a larger proportion of older persons, and Group

C had a larger proportion of persons with higher education.

Most participants were male (86'), over 50 years of age

(74%), married and living with their spouse (89%). The

majority had less than ten years of education (58t) and were

retired or not working (66%) (Table 1).

Participants represented all areas of Newfoundland.

One participant, with a good command of English, came from

St. Pierre (Table 2). The local cancer centre is the

referral site for pat.ients from this French island which is

approximately 40 kilometres from Nelo'foundland.

Medical Characteristics

Most participants had cancer of the throat or oral

cavity (68%), however, all other head and neck sites were

represented in the sample. This Io'as the initial diagnosis

for 82% of the participants and 72\ had more than localized

disease at the time of diagnosis, but none had distant

metastasis. Most participants were treated with surgery

(60t) and/or radiotherapy (85%) (Table 3). Eighteen per cent

had more than minimal disfigurement/dysfunction (Table 4).
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Table 1

Demographic Characteristics of Sample fJ! = 651

Characteristic Croup A Group B Group C All (')
n = 20 n = 20 n '" 25 n =65

Gender
Male 17 16 23 56 (86.1)
Female 3 4 2 , (13.8)

Age Group
16-24 yrs. 0 1 (1. 5)
25-34 yrs. 0 1 (1. 5)
35-49 yrs. 2 15 (23.1)
50-64 yrl;. 6 20 pO.8)
65-79 yrs. 12 23 (35.4)
80 + yrs. 0 5 (7.8)

Marital Status
Married/Common Law 18 18 22 58 (89.2)
01vorced/ Separated 0 1 1 2 (3.1)
Widowed 1 1 1 3 (4.6)
Single 1 0 1 2 (J .1)

Live With
Spouse alone 40 (61.5)
Spouse & other 18 (27.7)
other 7 (10.8)

Education in Yrs.
0-3 1 5 (7.7)
4-6 3 10 (15.4)
7-' 6 23 (35.4)
10-12 12 22 (33.8)
13-15 0 1 (1.5)
16-18 2 3 (4.6)
19+ 1 1 (1.5)

Employment
Full Time 1 5 8 (12.3)
Part Time 2 0 3 (4.6)
Homemaker 1 0 3 (4.6)
Retired 12 13 32 (49.2)
Seasonal 0 4 7 (10.8)
Not Working 4 2 11 (16.9)



Table Z

Geographical Distribution of Sample IN = 65)

Region , of Sample Region , of Sample

Avalon 27.7 Central 12.3
st. John's 24.6 Western '.2
Eastern 16.9 Labrador 7.7

St. Pierre 1.5

Table 3

HecHcal Characteristics of Sample (N = 651

Information Group A Group B Group C All C'I
n = 20 n = 20 n = 25 n = 65

Diagnosis by site
Throat 11 25 (38.5)
Nasopharynx 3 8 (12.3)
Salivary glands 1 4 C 6.1)
Mouth 6 ,. (29.2)
Skin 4 ., (10.8)
Other 0 2 (J .1)

Disease Status
Initial disease 18 15 20 53 (81. 5)
Recurrence 2 5 5 12 (18.5)

Extent of disease at Diagnosis
Localized 7 4 18 (27.7)
Regional extension 5 3 16 (24.6)
Sxtensive tumour 3 2 7 (10.8)
Node involvement 5 11 24 (36.9)
Distant metastasis 0 0 0

Treatments (past or present)
Surgery 11 11 17 3. (60.0)
Radiotherapy 15 18 22 55 (84.6)
Chemotherapy 1 3 5 • (13.8)
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Table ...

baunt of Disfigurement/Dysfunction eN =65)

Disfigurement! Group A Group B Group C All (0)
Dysfllnction n = 20 n = 20 n = 25 n = 65

None 18 (27.7)

Minimal 10 12 13 35 (53.8)

Moderate 11 (H.9)

Severe 1 (1.5)

Information Needs

Research Question '1. What are the information needs

of persons with head and neck cancer: a) following

diagnosis, b) following treatment, and c) during

rehabilitation/continuing care?

I.portance of Information

To assess information needs, participants were asked to

rate how important each of 19 identified information items

was in the 30 days prior to the interview. No participant

added any new item under the category "other". The mean

importance scores for most items decreased, the further the

SUbgroup was from diagnosis (Table 5).



SO

Table 5

Mean Beor,s for Information Ne.ds IN :: 151

Information Item Group A Group B Group c All
n = 20 n = 20 n . 25 n' .5

Your medical condition 5 .• 5.7 4.5 5.2

Treatment choices 5.7 4.1 2.' 4.0

Your treatment(s) 4.0 2.7 4.0

pOt;sible side effects ,.. 4.' 2.' 4.3

Possible outcomes 5 .• 4.' 2.' 4.3

possible emotional reactions 5.0 4.4 2.' 4.0

How to reI leve discomfort 5.' 4.7 3.2 4.5

How to cope with changes 4.2 3.0

Diet and Nutrition 5.5 4.5 3.0 4.2

Possible effects on sex life 3.2 2 .• 2.1 2.'

possible effects on soc. life 3.1 3.' 2.2 2.'

possible effects on work life 3.0 3.' 2.3 2.'

Self-care measures 4.3 4.0 2.4 3.5

Home care services 3.0 2.7 2.0 2.5

Emotional support/counselling 3.2 2 .• 2.2 2.7

spiritual support 3.4 3.' 2 .• 3.3

Meet others with cancer 3 •• 3.3 2.7 3.2

Get equipment/supplies 1.. 3.7 2.2 2.'

Financial support 3.0 3.' 2.0 2.'

Overall Needs Score 4.3 4.0 2.7 3.'

Note. Scale = 1 (Not important) to • (Very important)



51

For easier viewing, information items for each qroup

were categorized into high (scored 5-6), medium (scored 3-4)

and low (scored 1-2) priority needs and then rank ordered.

Of note, Group C, who were 12 to 24 months since diagnosis,

did not identify any item as very important (Table 6).

Table'

Priority Of Information Muds IN = 651

A. High priority (5-6)

Group A (0 .. 201

How to relieve discomfort
'{our Treatment(s)
Your medical condition
possible side effects
possible outcomes
Treatment choices
Diet and nutrition
possible emotional reactions
How to cope with changes

Your medical condition

Group C (0 '" 25)

(None)

Rank Mean

5.'
5.8
5.8
5.8
5.8
5.7
5.5
5.0
5.0

5.7

.t:/..Q..t..g. Scale'" 1 (Not important) to 6 (Very important)

(continued)
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Table 6 (cont.)

B. Mediulll Priority (3-4)

Group A en "" 201

Self-care measures
How to lIleet others with cancer
Spiritual support
possible effects on sex life
Emotional support/counselling
possible effects on social life
Possible effects on work life
Home care services
Financial support

Group B In '" 20)

How to relieve discomfort
possible side effects
Possible outcomes
Diet and nutrition
Possible emotional reactions
How to cope with changes
Treatment choices
Your treatment
Selt-care measures
spiritual support
Financial support
Get equipment/supplies
Possible effects on social life
possible effects on work life
How to meet others with cancer

Group C (D '" 25)

Your medical condition
HoW to relieve discomfort
How to cope with changes
Diet and nutrition

Rank

•7
8

••10
11
11
11

2
J
J
4
5

•
7
8
8

••10
11
11
12

Mean

4.J
J.8
J.4
J.2
J.2
3.1
3.0
J .0
J.O

4.7
4 ••
4 ••
4.5
4.4
4.2
4.1
4.0
4.0
3.'
3..
3.7

J.'
J.'
J.J

4.5
J.2
3.0
J .0

.f:!2..t.g. Scale" 1 (Not important) to 6 (Very important)

(cant inued)
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Table • (cant. )

C. Low priority (1-2) Rank Mean

Group A (0 '" 20)

Get equipment/supplies 12 1..
Group B (0 ... 20)

Possible effects on sex life 13 2.8
Emotional supportlcounsell log 13 2.8
Home care services " 2.7

Group C (n _ 251

possible side effects · 2.'
Possible outcomes • 2.'
possible emotional reactions • 2.'
Spiritual support 5 2.8
Your treatments • 2.7
How to meet others with cancer • 2.7
Treatment choices 7 2.'
Self-care measures 8 2.'
Possible effects on work life • 2.3
possible effects on social life 10 2.2
Emotional support/counsell log 10 2.2
Get equipment! supplies 10 2.2
possible effects on sex life 11 2.1
Home cafe services 12 2.0
Financial support 12 2.0

l:!.Qll. Scale = 1 (Not important) to 6 (Very important)

Priorities differed among the three sUbgroups. For

Group A, disease and treatment items ranked highest. For

Groups Band C, items related to treatment ranked lower,

while items relating to the disease and coping with side

effects were primary concerns, though only rated of moderate

importance.
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The Kruskall-Wallis test indicated that the importance

of information needs bet'Ween the three subgroups differed

significantly (;Q '" • 0005). Further analysis, using the

Mann-whitney U test, revealed that the difference was not

significant between Groups A and B (g os .199), but was

significant between Groups A and C (.It: ... 0003), and between

Groups Band C (2 "" • 007).

Some of the qualitative data from the open-ended

question identified information needs and expanded on the

quantitative data. There were too few comments to identify

recurring themes. One comment suggested a need for more

information to decrease anxiety on the flrst visit to the

cancer centre.

"Perhaps more information about the Cancer Centre
before you first visit .. . eg. what to expect in terms of
environment, nurses, etc. Fear of the unknown makes
you more nervous. U

Other comments identified a need for more information

regarding medical care and treatment issues.

"In the early stages of hospitalization, I would
have appreciated more explanations about why test
results are slow and would have liked more contact
with my doctor."

"Although it is difficult to predict how much
treatment each person will get and how it will
affect them, I suggest more effort should be put
into explaining to people the effect of the
treatment and the recovery period.'
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Two comments reflected special needs of participants.

They expressed concern that their special needs were not

91 ven adequate consideration.

"When you can't see, things can be confusing.
Most people take it for granted that if you don't
wear glasses, you can see. This also applies if
you are hearing impaired." (from a blind lady)

"Because we are French speaking, the family needs
to be told more. We need a contact person, one is
not enough. This is especially true regarding
emotional support issues. You are given medical
and treatment information, but the patient and
family need more about how to deal with it. There
should be French information available in
Montrea 1. II

The cancer centre and the adjoining hospital share one

part-time liaison nurse who coordinates french language

services for the people from st. Pierre and helps with

translation. This is a relatively new service and is still

in the developmental stages.

Intormation and Partioipation Preferences

Host participants (75t) I across all subgroups, wanted

as much information as possible. slightly over half (54%)

of all participants preferred to leave decisions about

medical care to the doctor. Preference for active

involvement in decision-making increased as the time from

diagnosis lengthened. Fifty-six per cent of participants in

Group C preferred to participate in the decision-making

process compared to only ~O% in Group A (Table 7).



Table 7

Inform,tion and participation Prtlferences eN = 65)

5.

Preference Group A Group B Group C All (')
n - 20 no 20 n '" 25 n = 6S

Information

I want only the 11 (16.9)
information needed
to care for myself
properly

I want additional 5 (7.7)
information only
if it is good news

I want as much I. 14 19 4. (75.4)
information as
possible, good
and bad.

Participation

I prefer to leave 14 10 11 35 (53.8)
decisions about
my medical care
to my doctor

I prefer to 10 14 30 (46.2)
participate in
decisions about my
medical care and
treatment
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InfOrPlationU Support

R"..rch Question #2. What is the quality of

informational support perceived by persons with head and

neck cancer?

This research question sought to explore satisfaction

with informational support received throughout the cancer

experience, not just in the previous 30 days (as with the

identification of information needs). The quality of

informational support was evaluated by measuring the

participant's perceived adequacy of informational support

received and the satisfaction with the way it was provided.

Perceived Adequacy ot Ipformational support

Participants, across all SUbgroups, felt they had

received adequate information to meet their needs (1:1 = 5.1).

The Kruskall-Waills indicated no significant difference in

the perception of the adequacy of informational support

among the three SUbgroups (Il:" • 61). Items relating to the

disease and treatment received the highest scores. The

lowest rating was 4.5 for "how to meet other persons with

cancer" (Table 8).

Satisfaction with Way Information was Provided

Participants were asked to rate how they felt about the

way that person-to-person information was provided. This

section also received high scores (M'" 5.5) (Table 9).
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'1'a1l1e 8

Mean Scor•• (or sati'faction with Ad'guley of Infor••tional
Support R,ceived (N = 65)

Information Item Group A Group B Group C All
n = 20 n = 20 n = 25 n = B5

Your medical condition 5.B 5.2 5.5 5.4

Treatment choices 5.5 5.5 5.5 5.5

Your treatment (s) 5.7 5.B 5.B 5.B

Possible side effects 5.2 5.3 5.2 5.3

possible outcomes 5.5 5.3 5.3 5.3

possible emotional reactions 4.' 4.8 4.J 4.B

How to relieve discomfort 4.7 5.5 5.0 5.1

How to cope with changes 4.8 5.1 4.' 4.'

Diet. and Nutrition 5.5 5.3 4.' 5.2

possible effects on sex life 4.3 5.2 4.' 4.8

possible effects on soc. life 4.4 4.7 5.0 4.7

possible effects on work life 5.1 5.0 5.0 5.0

Self-care measures 4.' 5.3 5.J 5.2

Home care services 4.8 5.0 5.4 5.1

Emotional support I Counselling 4.5 5.3 4.7 4.8

Spiritual support 4.' 5.5 5.2 5.2

Meet others with cancer 4.J 4.8 4.J 4.5

Get equipment/supplies 5.2 5.3 5.B 5.4

Financial support 4.8 4.8 3.' 4.5

Overall Satis . Mean Score 5.0 5.2 5.1 5.1

~. Scale "" 1 (Not enough) to B (All I needed or wanted)
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Table 9

Mean scores tor Satisfaction with Way :rnformation was
Provided III = ';5)

Question Group A Group B Group C All
n = 20 n = 20 n '" 25 n c .5

Were the people who 5.8 5 .• 5.' 5 .•
gave you information
sensitive to your
needs?

Was the information 5.' 5.5 5.2 !.i.4
clear?

Were you encouraged 5.8 5.3 5.2 5.3
to ask questions?

If you asked questions, 5.' 5.7 5.' 5 ••
were they answered in
a helpful way?

Overall, were you 5.8 5.6 5.2 5.5
satisfied with the
information received?

Note. Scale'" 1 (Not very) to 6 (Very much).

Two items that asked about adequacy of information

(Appendix A, Questionnaire I 10, b. and d.) were omitted

from the above table because this aspect of informational

support was extensively covered in Table 8 and the responses

were similar.



60

Who Was MOlt Helpful?

Although indirectly related to the research question,

the researcher wanted to ascertain who the participants

viewed as most helpful in providing informational support.

Participants could identify up to three groups (Table 10) •

Table 10

Who was tlost Helpful? eN = 64)

Person(s) Group A Group B Group CAll
n "" 20 n '" 20 I!. '" 24 I! '" 65

Family/Friends

Nurse

Someone with cancer

Medical Specialist

Family Doctor

Social Worker

clergy

other

n

13

19

n

19 22

11

n (%)

20 (30.8)

29 (44.6)

8 (12.3)

60 (92.3)

19 (29.2)

1 (1.5)

1 (1.5)

*9 (13.8)

("'Radiation Therapist'" 6; Dietician'" 3)

The medical specialist was identified as one of the

most helpfUl by almost all participants. Less than half of

the participants identified the nurse as most helpfuL When
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assisting participants with completion of the questionnaire,

the researcher also learned that some participants thought

the radiation therapists were nurses and included them in

this category. Family/friends and family doctor were each

identified by approximately one-third of the respondents.

Psychosocial Adjustment

Research Question 13. How well do persons with head

and neck cancer adjust to their illness: a) following

diagnosis, b) following treatment, and c) during

rehabilitation/continuing care?

There were three components to the assessment of

psychosocial adjustment: changes in roles and relationships

after cancer diagnosis, emotional responses in the 30 days

prior to the interview, and feelings about self at the time

of the interview (Appendix A, Questionnaire #14-#21).

Roles and Relationships

For the most part, participants, across all SUbgroups,

indicated that their roles and relationships had changed

very little compared to before their illness. Domains that

experienced the most change were vocational roles and

social/leisure activities. These domains changed in a

negative direction, indicating that cancer affected the

ability to work and participate in social activities. This

finding was true for all subgroups (Table 11). The

Kruskall-Wallis indicated that there were no significant

differences among the subgroups (2 •. 28) on this variable.
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Mean Scor.s for Adjulltmept in Rol.s and Relationships
.1!L.=....!ll

Domain Group A Group B Group C All
n = 20 n = 20 n c 25 n = 65

Personal Roles '.0 5.7 5.8 5.8

Vocational Roles •. 2 4 .• '.1

Relationship with Partner 5.' 5.3 5.5 5.4
(n = 58)

Relationship with Family 5.' 5.8 5.1 5.8

Relationship with Friends 5.8 5 .• 5.' 5 .•

social/Leisure Activities '.1 ... 4.' •. 7

Mean R'Jle Score 5.' 5.1 S.l 5.3

H2..t.g. Scale'" 1 (Very untrue) to 6 (Very true)

Respondents were also asked to identify whether their

overall role function in each domain was worse (scored 1-2),

about the same (scored 3-4) or better (scored 5-6) than

before they had cancer (Appendix A, Questionnaire 1:<!2).

Most indicated that their role functions were about the same

as before they had cancer. Overall group mean role function

scores improved slightly, the further the subgroup was from

diagnosis (Group A: 11 = 3.8, Group B: 11 = 4.3, Group C: M ==

4.4). All respondents attributed any changes for the worse,

to their cancer.
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Ellotional aeaponae.

The participants reported generally positive emotions,

with all mean scores being 3 or greater, indicating that

they were adjusting well emotionally. Hean emotional scores

improved slightly, the further the subgroup was from

diagnosis. However, the subgroup differences were not

siqnificant (Kruskall-Wall1s, ];I - .09) (Table 12).

Table 12

Mean Scores tor Emotional Responses eN::; 65)

Response Group A Group B Group C I,ll
n - 20 n = 20 n ~ 25 n - 65

Anxious, nervous, 3.' 4.4 4 .• 4.3
afraid, tense

Sad, depressed, 4.0 4.1 5.2 4.S
discouraged

Angry, irritable, 4.7 4.8 4.' 4.8
frustrated

Guilty, letting 5.7 4.7 5.6 5.3
others down

worried about future 3.8 4.4 4.5 4.3

.Relaxed, calm 3.0 3.2 4.5 4.2

.Happy, content 3.0 3.3 4 .• 4.3

Overall Emotional Score 3.' 4.1 4.8 4.5

J!2tg. Score = 1 (Always) to 6 (Never) .

• Scores for these two items were reversed for the analysis.
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Feelings About Self

Mean scores for feelings about self were also quite

high, indicating generally positive feelings. For this

variable, Kruskall-W6Illis also indicated no significant

differences among sUbgroups (I;l: = .99) (Table 13).

Table 13

Mean Scores for Peelings ahout Self eN =65)

Feeling Group A Group B Group C All
n = 20 n = 20 n '" 2 5 n = 65

r feel good about myself 5.4 5.5 5.2 5.'

r am happy with my look 5. I 5.1 5.0 5.1

r am able to cope well 5.5 5.J 5.' 5.'

r can laugh • enjoy life 5.5 5.J 5.5 5.'

Overall Feelings Score 5.4 5.' 5.' 5.'

=0. Scale = I (Very untrue) to 6 (Very true)

Relationship Between Informational support and Psycho8ocial

Res~arch Question 14. Is there a relationship between

the perceived quality of informational support received and

psychosocial adjustment in persons with head and neck

cancer?
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't'o assess the correlation between these two variables,

the composite mean scores derived to reflect overall quality

of inforlllational support received, and overall psychosocial

adjustment (as previously described) were used. Although no

significant correlation was identified between informational

support and adjustment in the sample as a whole, subqroups

differences were apparent. Significant correlations were

seen in Group B and Group C, but not in Group A (Table 14).

Correlation Between Perceived Quality of Informational
support Received. and. Psychosocial a.djustment IN 651

Informational support

Psychosocial Group A Group B Group C Whole Group
Adjustment D ::: 20 n = 20 n "" 25 n - 65

.t!..2.n:. "'12 < .05

-.18

.44

+.51*

.02

+.46*

.02

+.20

.11

Further analysis of the data using Spearman's rho

revealed significant negative correlations bet....een

psychosocial adjustment and the extent of disease at

diagnosis (p = -.40, 12 '= .001) and the amount of

dis:ligurellent/dysfunction (p" -.34, 12 = .005).
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Participants indicated they had information needs

throughout the cancer experience, but mean importance scores

declined, the further the subgroup was from diagnosis. The

priority of specific information items also differed. For

example, Group A wanted information about treatment and

treatment choices, but these were no longer priority

concerns for Groups Band C. Groups A and B wanted

information about side effects and outcomes, but Group C was

more concerned with information about diet and nutrition and

how to cope wIth changes.

Most participants, from each sUbqroup, wanted to

receive all information, good and bad. However, preferences

for participation in decision-making differed throughout the

cancer experience. Most participants in Group A preferred a

passive role. As the time from diagnosis lengthened, the

subgroups gradually preferred to assume a more active role,

with the majority of Group C preferring to actively

participate in the decision-making process.

Respondents indicated that they received all the

information they needed or wanted (.11 = 5.1). Areas that had

lower satisfaction scores were the psychosocial items, but

even these scores were all above 4. Patients were also

highly satisfied with the way that information was provided

(11 = 5.5).
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For the most part, participants in all sUbgroups

indicated that their roles and relati"nships had not changed

followinq their cancer diagnosis. Vocational roles and

social/leisure activities received the lowest scores, but

overall, were rated as "about the same". Scores for

emotional responses and self-concept ....ere also high.

No significant correlation was shown between

satisfaction with informational support received and

psychosocial adjustment in the group as a whole. However,

when the data were further analyzed, a significant positive

relationship was found between the two variables in Groups B

and C (t! = .02). The possible meanings of this finding will

be discussed in the next chapter.
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CHAPTER V

Discussion

Characteristics ot the Salllple

Demographic Characteristics

The study sample reflects the usual demographic

characteristics of persons with head and neck cancer in

respect to age. gender, and education level (each!n, 1989;

Newfoundland Cancer Treatment and Research Foundation, 1994;

Shah & Lydiatt, 1995: Yuska Bildstein, 1993) (Table 1). The

fact that 90\ of the participants are married and living

with their spouse suggests that they may have a support

person Who can assist them with the process of adjusting to

considering the age of most participants, it is not

surprising that half the sample are retired. Most others

are not working or are seasonally employed.

Participants represent all areas of the province, as

well as St. Pierre. Most participants are from St. John's

and the Avalon, the most populated and closest areas to the

cancer centre. However, when the numbers are compared to

the regional popUlations and the provincial cancer

statistics (Newfoundland Cancer Treatment and Research

Foundation, 1994), they are representative of the usual

population distribution and approximate the reported

regional statistics for persons with head and neck cancer.
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Medical Characteristics

Most patients have cancer of the throat or mouth (68')

which is in keeping with the recent provincial statistics

(Newfoundland Cancer Treatment and Research Foundation,

1994) . Only 2st of the sample had localized disease at the

time of diagnosis. Yuska Bildstein (1993) note that more

than 60% of persons with head and neck cancer have advanced

disease when they first seek medical care. A large

proportion of the sample (8a) have minimal to no

disfigurement/dysfunction (Table J). This may reflect

recent improvements in surgical approaches and

reconstructive techniques for persons with head and neck

cancer (Yuska Bildstein, 1993).

;:r.tormation Needs

Overall results of this study indicate a hierarchical

pattern of information needs, quite similar to the findings

of Derdiarian (1987a, 1987b) in a mixed group of cancer

patients. In general, and especially at the time of

diagnosis, information about illness, prognosis, side

effects, and treatment are of greatest importance. This

seems to reflect the reality that, prior to diagnosis, most

patients are ill-informed about all aspects of cancer, and

the provision of this information fulfils a need to know.

Patients may also feel that being informed gives them some

sense of control over the situation. Items related to
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coping and self-care are moderately important, indicating

that patients have a need to understand how they can take

care of themselves. Items related to personal roles,

spiritual, psychosocial and financial support, and home care

services are least important. This may indicate that at

that time. these needs are already being met, or are of less

concern to them (Tables 5 and 6) •

The overall importance of information declines the

further the sUbgroup is from diagnosis (Table 6). Group A

identify 9 of the 19 items as very important, whereas Group

C fail to identify any. In contrast, Group C identify 15 of

the 19 items as not very important. Group B, the middle

group, identify most items (15) as of moderate importance.

This probably indicates that throughout the cancer

experience, participants gradually acquire needed

information, and the necessity for receiving new information

diminishes.

The priority of specific information items differs

among the three SUbgroups and provides insight into the

experience of cance:.,-. For Group A, who are newly diagnosed

and in Mullan's (1985) season of acute survival, primary

information items relate to illness, treatment and care

issues. These individuals are attempting to cope with their

fears and anxieties by understanding more about their

illness and its treatment. For Group B, who have completed
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their treat.ent and are in Mullan's (1985) season of

extended survival, priury concerns relate to the disease,

treatllent side eft'ects and measures to relieve discomfort_

At this time, they are dealing with the after-effects of

treatment and are coming to grips with the realities of

their situation. for G.oup C, who are in the phase of

rehabilitation or continuing care and ret'lect Mullan's

(1985) season of permanent survival, primary information

needs are similar to, but slightly less important than Group

B. Group C are also concerned with how to cope with

changes, as this is a time when the ~econdary effects of

treatment may becolle a principal concern. The study

findings provide support for Mullan's (1985) seasons of

survival and Mages and Mendelsohn's (1979) assertion that

cancer is an ongoinq experience that unfolds over time. In

keeping with Lazarus and Folkaan (1984), the results suggest

that the participants' information needs reflect their

appraisal of the harm, threat or challenge posed by the

specific situation they are facing at the time, even though

appraisal was not specifically assessed in this study.

The finding that the majority (75') of respondents want

as much information as possible (Table 7) is similar to the

findings of previous studies in persons with cancer (Brandt,

1991; Cassileth et al., 1980; Davison at a1.. 1995; Degner &:

Sloan; 1992; Hack et 211., 1994; Luker at a1.. 1995).
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Participation preferences, however, change with the phase or

the cancer experience. Previous studies have reported

inconsistent findings regarding this variable. In light of

the results of this study, the "'nconsi.stencies may be

partially explained by the fact that salle ~tudies included

participants across all phases of the cancer experience

(Cassileth et a!., 1980), while others ",ere phase-specific

(Brandt, 1991; Davison at aI., 1995; Degner' Sloan; 1992;

Hack. et aI, 1994).

Overall, sU of the participants prefer to leave

medical decisions to their doctor. The desire for a morc

participative role increases, the further one is frolll

diagnosis (Table 7). At the time of diagnosis, most

individuals do not have adequate information to enable thell

to aake knowledgeable treatment decisions. The excessive

threat and psychological iIIpact or a new callcer diagnosis

may also make cognitive functioning difficult. Lazarus and

Folkman (1984) contend that the perceived level of threat

influences one's ability to use problem-rocused forDS of

coping, such as assilllilating inforllation and participatinq

in decision-making. New patients lIIay have the preconceived

notion that it is the health care provider'S role to make

treatment decisions. As they move along the cancer

continuum, they may be encouraged to participate in the

decision-making process and feel .ore COMfortable with their
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health care providers. They also have time to reflect upon

the cancer experience and investigate its implications and

alternatives. An experience with cancer often results in

personal growth and maturity that may enable individuals to

assume a more active role in controlling the events of their

lives. The nature of the decisions to be made may also

influence the individual's desire to assume a more or less

partic.i.pative role in the decision-making process.

Informational Support

Respondents in thL'J study indicate that they are very

satisfied with the quality of informlltional support

received. satisfaction scores for both thf' adequacy of

information (Table 8) and the sensitivity of providers

(Table 9) are high. The former finding is contrary to the

study findings of Glavassevich et al. (1995) and 01sen et

al. (1995), who reported that patients expressed that they

were inadequately prepared for surgery and possible

outcomes, and to Watt-Watson and Graydon (1995) who noted

that head and neck cancer patients in their sample requested

more information about prognosis, ac\".l.vity and continued

care. The contradictory results may reflect a more

sensitive approach to the assessment of information needs

and the provision of informational support in the study

setting compared to the settings in the other studies.
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For the most part, highest scores for satisfaction with

information received related to medical care and treatment.

These are information areas primarily communicated by

physicians. This finding was supported by the results

(Table 10). Ninety-two per cent of the respondents

identified the doctor as one of the most helpful

individuals/groups. The nurse was mentioned second, but was

identified by considerably fewer respondents (45%).

stated in the results chapter, the responses concerning

nurses may also have included radiation therapists.

considering that respondents could, and usually did,

identify up to three groups of individuals who were most

helpful, this is somewhat concerning and has implicationl'i

for nursing.

steptoe ct al. (1991) and Weisman (1979) contended that

conveying information to patients with cancer was important,

provided it was communicated with caring and compassion.

The high scores for both adequacy and sensitivity of

informational support indicate that this is something the

care providers do well. Lazarus and Folkman (1984) noted

that the ways people cope depends heavily on the resources

available to them and the context of the specific encounter.

Psycbosocial Adjustment

The 111< ·;n scores for psychosocial adjustment, for all

SUbgroups, indicate that head and neck cancer has caused
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little change in participants' lives and that they are

adjusting quite well (Tables 11-13). This finding is

supported by some researchers (Baker, 1992; Gamba et a1.,

1993;, Olsen et al., 1995), but does not reflect the

adjustment problems reported by others (Pruyn et aI., 1986;

Rapoport at a1., 1993). The findings suggest that the

participants in this stUdy were able to appraise their

unique situations and use available coping resources to

manage the changing demands of their cancer experience

(Lazarus Ii Folkman, 1984). The positive psychosocial

adjustment may also be due to the low degree of

disfigurement/dysfunction suffered by this sample. Persons

with greater disfigurement/dysfunction indicate more

problems with adjustment. This observation supports the

findings of Dropkin and scott (1983), Gamba et a!. (1992),

and Olsen et a!. (1995). Other factors affecting adjustment

such as personality, family support, and spiritual strength

may be at play, but were not measured. It is also noted

that studies used different research instruments and this

measurement factor could account for variations in the

reported results.

Similar to findings of Northouse (1990) and Watt-Watson

and Graydon (1995), this stUdy indicates that the domains of

vocational roles and social/leisure activities experience

the most change following cancer. Changes tend to persist



76

throughout the cancer exper lence, but are greatest for Group

B (Table 11). Individuals in Group B recently completed

their course of treatment and are more sUbject to treatment

after-effects. One might expect Gro'.lp A, who have just been

diagnosed, to exhibit the most change, however, this is not

the case. This may be because the treatment after-effects,

particularly from radiation, have not had much impact yet.

All SUbgroups reported a slight improvement in their

relationships with partner, family and friends, compared to

before having cancer (M = 4.6). This may reflect the

support that is often rallied around individuals who are

diagnosed with cancer, or it may reveal the closeness

typical of Newfoundland families. While the researcher was

assisting some participants with questionnaire completion,

several described how cancer had brought the family closer

together. Olsen et al. (1995) found that their study sample

of post-surgical head and neck cancer patients also obtained

high scores for relationships with spouse and family.

Head and neck cancer has been described as being very

emotionally traumatic (Dropkin, 1989; Mah & Johnston, 1993).

The study findings do not support this contention. The mean

scores across the three subgroups for all emotional

responses are high (Table 12). Group A exhibit the lowest

mean score, which probably reflects the stress of a new

cancer diagnosis. However, an overall mean emotional score



of 3.9, suggests that Group A are able to keep negative

emotions in balance. The data indicate a gradual, though

not statistically significant, improvement in mean emotional

scores (3.9-4.5) the further the subgroup is from diagnosis.

This does not support the finding of Rapoport et al. (1993),

that the psychosocial problems of persons with head and neck

cancer exacerbate with time. However, Rapoport's (1993)

sample included patients as long as 21 years after

diagnosis, so it may take many years for psychological

deterioration to become apparent. It is also possible that

the expression of positive emotions reflects the use of

denial and other defense mechanisms, in the face of a

threatening illness.

Diminished self-concept has been identified as a

consequence of the body image changes that may result from

head and neck cancer and its treatment (Dropkin, 1989; Gamba

et al., 1992; Glavassevich et al., 1995; Koster & Bergsma,

1990; Pruyn et al., 1986). The significant negative

correlation found between psychosocial adjustment and the

amount of disfigurement/dysfunction in this study, supports

this contention. On the whole, however, the mean self

concept scores for all subgroups are high (Range = 5.3-5.4)

(Table 13). This may be because the majority of the sample

have minimal disfigurement or dysfunction (Table 4).

Lazarus and Folkman (1984) asserted that the ability to cope
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effectively as an event unfolds is of crucial importance to

sustain long-term morale (how people felt about thomselves).

Informational Support and Psychosocial ~d1u8t••nt

A significant positive correlation between the quality

of informational support received and psychosocial

adjustment is demonstrated in Groups Band C, but not in

Group A (Table 14). Individuals in Group A are still

experiencing the initial crisis of cancer, as identified by

Mullan (1985). It may be too early to assess psyct,osocial

adjustment (Gamba et a1., 1992). A.few respondents in Group

A admitted to having difficulty with items that related to

personal, vocational and social functioning, as they were

still in a phase of active treatment or just recovering from

surgery. It may also be that psychosocial adjustment

related to information received during the initial phase of

cancer does not become apparent until later in the course of

the disease. Other factors, such as family support,

competent medical care, and individual coping abilities may

playa greater role in promoting adjustment at this time.

It would seem that information assists one's coping

efforts and contributes to overall psychosocial adjustment,

although the results need to be interpreted with caution.

It is noted that the correlation between informational

support and psychosocial adjustment found in Groups Band C

does not imply a cause and effect relationship. However,
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the high significance values (.02), lead one to believe that

the finding is meaningful.

SWlIllary ot Discussion

study participants, at all three phases of the cancer

experience, indicate that they want to be well informed. In

the early ph!!lse of head and neck cancer, receiving

information is paramount, however, it assumes less

importance, as the length of time from diagnosis increases

among the subgroups. This may reflect a lessening of the

threats of initial diagnosis and/or an assimilation of the

events into one's life. The priority of specific

information needs also differs among the subgroups and

reflects the harms, threats or challenges associated with

each phase of the experience.

As individuals move further away from diagnosis, they

prefer to take on a more active role in decision-making.

This difference may reflect a number of factors including

increased knowledge, more time for reflection, lowered level

of threat, better relationship with health care providers,

and decreased overall stress associated with head and neck

In spite of the potential impact of head and neck

cancer, participants indicate very little change in the

psychosocial dimensions of their lives. It seems they are
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able to mobilize their coping efforts and have the resources

to successfully manage the demands of their illness.

There is a significant positive correlation between

satisfaction with informational support received and

psychosocial adjustment in Groups 8 and C. This suggests

that providing information helps individuals in the

appraisal process and ultimately in the adjustment to head

and neck cancer. The lack of a significant correlation in

Group A may be because adjustment associated with

informational support is not rnanifest2d until later in the

course of the cancer experience.

Relevance of Findings to Theoretioal. Framework

The study findings suppor. t. several of the assertions

made by Lazarus and Folkman (1984) in their theory of

stress, appraisal and coping.

In keeping with Lazarus and F'olkman's thinking, the

findings indicate that the priority of information needs

varies and reflects appraisal of the changed circumstances

at different phases of the cancer experience. Group A, who

are most recently diagnosed, clearly attach a higher overall

importance to information than do the other two sUbgroups.

This finding provides support for Lazarus and Folkman's

postUlation that information sueking is often the first

coping mode used in a new and stressful situation. The

majority of Group A also prefer a passive role in decision-
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making_ This may be because their perceived stress is so

great that cognitive functioning is impaired.

On the whole, the participants in this study are

adjusting well to their cancer. They also indicate good

relationships with their faT,dly and friends and perceive

that they are receiving adequate and sensitive informational

support. A signil icant positive correlation is shown

between informational support and psychosocial adjustment.

These findings lend support to Lazarus and Folkman's

assertion that the way people cope depends heav! lyon the

resources availllble to them.

In summary, Lazarus and Folkman's (1984) theory of

stress, appraisal and coping provided a useful framework for

this study.

Limi..t.ili.2M

Al though this study was implemented in such a way as to

minimize limitations, some potential sources of bias exist

which limit gene;· llization of the results.

Individuals who seek more information and involvement

in their care may have been more likely to agree to

participate in the stUdy. Individuals who were highly

stressed or feeling unwell, may not have participated,

a1 though they had needs and concerns that should be captured

by the study. Some participants may not have answered as

honestly as they could, fearing it might jeopardize their
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patient/nurse or doctor relationship and ultimately their

care. Factors inherent in the participants' reason for

being in hospital or visiting the clinic setting may have

affected their level of anxiety and consequently their

responses.

The questionnaire used in this study was III new tool.

It has a high alpha level of reliability, but was quit.e

lengthy. Although it was designed for self-administration,

many participants preferred the researcher to administer the

questionnaire. The researcher notect that the closer

participants \.Iare to their diagnosis, the more they

preferred the researcher's assistance. It was realized

during the conduct of this stUdy that some of the

psychosocial items relating to roles and relationships were

difficult for participants in Group A to respond to, because

of the early phase of their cancer experience. There was no

mid-point on the Likert-type rating scale. This was done

intentionally, but it was observed that most respondents

chose 4 rather than J as the mid-point. A 5 or 7-point

Likert scale may be more appropriate. The tool may also

have lacked the sensitivity to discriminate between subtle

differences in items reflecting information needs or

psychosocial adjt:stment, reSUlting in most responses being

skewed to 5 and 6. Furthermore, it was noted that human

thinking amI emotions were difficult to measure using
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numbers that might not accurately reflect all dimensions of.

the processes.

This study focused on the role of informational support

in psychosocial adjustment. Although informational support

may be a critical element in adjustment, other factors, such

as coping abilities, previous life experiences and family

support also play important roles in the process. The

latter factors were not measured in this study I thus their

impact on adjustment is not known.

This was a cross-sectional design, so that comparisons

were made between different subgroups of individuals. It

was not known how similar these sUbgroups were on all

variables prior to their diagnosis. Because thlli was a

correlational study, associations could be drawn between

informational support and psychosocial adjustment, but no

cause and effect relationship concluded. The sample size

was relatively small, which limited the statistical power of

inferential analyses and calculations of internal

reliability coefficients.
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CHAPTER VI

I.plie.tions and Conclusion

Implications for Nursing Practice

The findings of this study suggest the value of

informational support in assisting individuals in their

adjustment to cancer, and indicate that most respondents

want to be well-informed. Nurses, who are front-line health

care providers and have the most contact with patients,

could be leaders in the coordination and delivery of patient

information and education services. Patient education

should be a priority concern and part of nursing care

planning.

The study findings highlight the importance of

assessing individual information needs and integrating the

provision of information into total patient care. Although

there are some commonalities, the findings indicate that the

information needs of persons with head and neck cancer

differ throughout the phases of the cancer experience.

Those who are newly diagnosed warrant special consideration,

however, individuals, across all phases, have information

needs. The latter finding highlights the need for ongoing

assessment and intervention.

A plan for patient education should be sensitive to

individual information preferences, and should consider

phase-specific priority concerns. It would be helpful if
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nurses had a formalized way of knowing specific information

needs and what information should be provided, as patients

move along the cancer continuum. One method of doing this

is with a checklist attached to the patient's chart. This

document could remind nurses of relevant content areas, and

would serve as a communication tool to enhance continuity of

care among collaborating health care providers. Luker at

al. (1995) suggested developing a profile of information

needs that could be used to assist nurses in tailoring

information to individual needs. Patients could also keep a

diary of their concerns, and share this information with

health care providers, throughout their cancer experience.

In recent years there has been much emphasis on

empowering patients and inclUding them as part of the health

care team. Patients should have the opportunity to be

involved in decision-making, at the appropriate times and at

the level they desire. Information giving is an essential

element in preparing individuals to be active participants

in their care. In partnership ....ith their patients, nurses

should assess patients' information needs, and should also

use their findings to mutually make knowledgeable and

confident decisions about their care.

Although nurses were identified as the second most

helpful information provider in this study, they were

mentioned by less than half of the respondents. This
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finding provides an incentive for improvement, through both

individual efforts and enhanced collaboration with the

medical specialists. The participants 1n this study did not

identify deficient areas of information, but other studies

noted that patients wanted more information about possible

outcomes, activity and continued care. These are

information areas that nurses are well equipped to address.

The study findings indicate that most individuals

adjusted well to head and neck cancer, but this should .,ot

diminish the attention given to assessing psychosocial

domains and supporting individuals in their adjustment

efforts. Persons with more extensive disease and greater

dist igurement/dysfunction from head and neck cancer

indicated more adjustment difficulties. It il; important

that nurses consider their special needs and provide extra

support to assist them in the coping process.

An encouraging finding of the study was that

participants viewed their health care 9roviders as

compassionate and helpfuL These findings should inspire

nurses and doctors to continue these valued interpersonal

approaches in their daily interactions with patients.

Implications for Nursing Education

The findings of this study, Le., information needs

change among subgroups, depending on the length of time

since diagnosis, reinforce the principle that each person's
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needs are unique, even among those experiencing the same

diagnosis. The emph!\sis on individual differences is

introduced in basic nursing education programs, should

continue to be enhanced in graduate nu:csing practice.

continuing education programs should be offered to update

nurses as new t.'1.eories and approaches to information-giving

evolve. Inservice sessions could help nurses understand the

changing needs throughout the cancer experience, and

identify the unique information needs and psychosocial

concerns of persons with head and neck cancer. Research

reports, such as this one, could be shared with nurses

caring for persons with head and neck cancer. Even

experienced nurses should find the information beneficiaL

At the very least, it would strengthen beliefs they already

hold and reinforce the way they already practice.

Implications for Research

This study could be replicated in other popUlations,

particularly popUlations with other site specific Cancers.

comparisons of findings and their implications could then be

undertaken between different site specific cancer

populations.

Research could be done to assess the most effective

modes of providing information to persons with cancer and

ascertain how they view the roles of the different health

professionals in providing information.
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oth-eT social Bupport needs of persons with head and

neck cancer could be investigated. It would seem

appropriate to start with ~motional support since this seemll;

to be an area of special concern in this population. coping

strategies used by this population could also be

Investigi!lted, possibly using The Ways of Coping

Questionnaire developed by Lazarus and Folkman (1984).

In contrast to other reported studies, the participants

in this study had high adjustment scores. It would be

interesting to explore what effect various factors, such as

cultural variables and social support, have on psychosocial

adaptation to cancer.

This study yielded ouch data that could be further

analyzed. A secondary analysis of data could be undertaken

to explore ':nterrelationships among a wide variety of

var iables. The data from this study could also be further

analyzed to determine whether a simpler, more practical, but

meaningful tool could be developed. This new tool could be

routinely used to assess information needs of persons with

cancer and identify individuals having adjustment

difficulties, as a basis for care planning.

A longitudinal study in persons with head and neck

cancer could be undertaken to examine changes over time in
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the same participants. A qualitative study could explore,

in more depth, the sut-:':le concerns of this group, that may

have been missed by a quantitative design.
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Conclusion

The findings of this study indicate that persons with

head and neck cancer haYti! information needs throughout the

course of their cancer experience, and want to be well

informed. Although study participants generally reported

high levels of satisfaction with informational support

received, S'lme areas of information might be enhanced.

Nurses could take a proactive role in providing information

services to meet the needs of persons with head and neck

cancer. The participants indicated that, on the whole, they

are adjusting to changes imposed by their cancer, but this

doesn't diminish the need tor ongoing assessment and

support.

Changes presently taking place within the health care

system are making it increasingly important that nurses use

limited time to the patients' best advantage. This stUdy

provides concrete data that can serve as a foundation for

planning teaching approaches and building patient

information programs to meet the needs of persons throughout

their experience with head and neck cancer.

The significant positive correlation shown between

informational support and psychosocial adjustment in Groups

Band C, suggests that informational support assists

individuals in the process of adjusting to head and neck

cancer. The results of this stUdy are especially

meaningfUl, considering the present emphasis on outcomes of
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Appendix A

(Note: Size of print is reduced for binding)

INFORMATIONAL SUPPORT

AND PSYCHOSOCIAL ADJUSTMENT

IN PERSONS WITH HEAD AND NECK CANCER

We need your helpl

100

We would like 10 know whallnformalion you feel you need 10 help you cope wllh
cancer, how well you feel your needs arl) being met. and how you are adjusting to cancer
and lis effects on your life. The purpose of this study Is 10 gIve us Infonnal1on thai wUl
help us learn howwe can improve the ways we provide Information to people with cancer,
like yourself.

This questionnaire consists of three parts. The first part asks you some general
Information about yourself. The second part asks you about your lnformal1on needs and
how you feel about the infonnalion you have received. The third part asks you aboul how
cancer has affected your personal and social1ife, your relationships with others, and your
emotions. The ques:ionnalre should take about 20 minutes to complete.

Plesse aflswer all the questions as honeslly as you can.

All your responses will be kept conndentlal.

Adminls:t..e:re:d~b~Y:=========Setling:_
Oate:_'_'_Code No: _



lOl

-,-

BACKGROUND INFORMADON

1.Whtlsyourgandlr7 MIlt 2 Famet.

2. What II your 11011 Group? '~24 3 3s..e 5 &5-71

3. What Is your rnanitll S..tul?

2_ D1vOfC:tdlSeperated 4_ Sk'ogII.lWI.marrled

4-Who do you nvtlwfth?Vllthat~)

t _ Husbel"ldJlNlfeJSpousa 3 BrothtflSkter 5 other Ralilti-.f'1Mnd

2_ SonJDlughter

S. Whl,.. In Nlwfoundland do you live?

4_ Eulem

Avalon2_ Weslem

•. What Is the Mgh..t t.v.r of fonnal uhooDng you haw complell4? <"..i.~""""'-f.r'IJI
(011.., Chan courses of '"' ItIan one year)

I I I 1 I I I I I I I I I 1 I ! I I I I
1 2 3 4 5 , 7 • • 10 11 12 13 14 15 18 17 18 11 20 ~

7. Are you wortdngl.t!lndlng school1 V II tMl apply)

,_ FullifM

2_ Partlml

3_ ~br SlnoMI

RIlIfId ,_ NoIWOlting
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·2·

~

INFORMADON NEEDI

'.In the put 30 daYI,~ to you wallnformillon about IIch of the followinga...I"
(Clrde 2DI r.,ponsa for Ildlltam)

00011 Not HoI 101M.... V.,.,

""jl"lmpo.1;lnl~nl~nl

I) Your m&dIe.l ccndltlon .... 0

b) Trlatment cho{ces availlblllio you . . .. ••. . . • • • • • •. • 0

c) Your lreatment(l) ..•......... . .••.... 0

d) PO$$lbIe' aide erreets of your treltmenl(l) •.. . 0

.) Possible oulccmos of your trlltmenl(') .... , . . 0

I) Possible emodonal raadlons (eg. Inxlat)'. '"r, depression) •• . 0

g) How 10 raievi ph)'1lcal discomfort (eg. pain, dry mouIh)

h) How to cope wfIh physical chengol •.•.• , •••••.

1)000hndnutlltlon .

DPossIbIll eft'ects on your sek If••••••••

k) Poulblll effedl on yOUI' sodallfe •.•.•

.. 0

.0

..0

• ..... 0

3 •

3 •

I) PossIbIe.lfectson yowW041tlf••••••• , ............ ••.• 0

m)Stlf·cererneasuresMhon'lI •• " •••••••.••••..••.• " 0

Q~~~~:_------------------

n) Hon'lecer. services lIYaJIabIe ••••••••••

0) Emotional suppol1/Counselng services .

p)Splrftuelsuppofl .

q) How to meet other people with ClIncer ••

f) Whare or how to get equipmenVsupplee ••

a} Flnenda' support lVaDlble ••••••••.

• ..... 0

....... 0

. ..... 0

.0

•• 0

.0

• 5

• 5
3 • 5

• 5

• 5
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INFORMATIONAL SUPPQRT

t. SIne. your II1n.... how much 1nfonnillon sl.lt.I2J,L...a In the following ."..?
(CIrcle W r"ponse for eech Item)

.) Your med!CllI conDition •••••

b) Treatment dlolces avllilatJkj to you ••

c) Yourlrealment(l)

d) Possible side effects of your Iteatmenl(s)

e) Possible outcomes of your trealment(s) •••.••.

oo.,KoI Not "". nttdM
."" Enough WWIlrM(

.... 0 1 2 3

. .... 0 t 2 3

..... 0 t 2 3

.... 0 t 2 3

. .... 0 t 2 3

f) Possible emotlonel reactions (eg. anxIety, feaf, depression) ...• 0 t 2 3

g) How 10 releve physical discomfort (eg. paIn, dry mouth)

II) How 10 cope with physical changos

I) OIeland nUltltlon , .•.. , •.•••.••••••••••••.

.D PossIbkI ell'ec:ts on your sex lfe •••••.••.

k) PossItJkj effeds on your soclel If•...

Q PossIbkleffectsonyoyrwortlfo .•••.

m) Self. care measures II home .•

n) Home care ..Meet noallable ..•

0) Emotional suppof1/Counsellng aervfces •••

p)Splrltual$UppoIt '"

. 0 1 2 3

o 1 2 3

... 0 t

..0 t

..0 t

. 0 1

.. 0 1

. a 1 2 3

.. a 1

... 0 1

s)F1nandelsupporttvellable ••..••••••••••••

q) How to meel other paopllll with c:ancer •.••••.•• , •••••..• a 1

r) Where or how to get equlprnenllsuppl" •••••.•••••. , ... 0 1

. .. 0 1

QOlhe«Spedfy),, 0 ,



10. PJeIN rat, how YO\l '"llbout Inlom.tIon )'01,1 rKllwd.
(Ckdt ltOJ: ,espontl for .ach tem) .~

v.~
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v.,-.) W".1tMi peopW who gavl you InfOfTNlIlon ul'l$lllYllo your needs? 1 2 3 .. 5 •

b) C6cI 1M Infotl"Mlfon lTIHt your 0Mds? . . • • .. . . 2 • 4 $ •

c)W.,ltMllnfofmaUondeat? ••••• ..1 2 3 .. 5 I

d) Old you Ott enough Infonnltlon7 • . .•. • • • .••..•••. ••.• . •• .. 1 2 3 .. 5 I

a) We,. you .ncoul1lged to Ilk questions? ••. "............. . 1 2 3 .. 5 II

l) If you asked questions, WOf. they answered In I helpful wr(1 . • .. . 1 3 .. 5 •

g) Ov'''', wire you Illllsllod with the Inflll'TNtIon yOll ,~ten . . . . .. 1 2 3 .. 5 •

11. Who wasmosl halpfull" giving ),ou tII.lnformlttoR )'01,1 nHd.d? (/uptoltlrll)

1_ Olher(Spedfyl"' _

'_MecIcaISpecialst

S_F.~OoetOf

SodalWocUr

'- CIogy

PARDCIPADON AND INfORMATION PREfERENCliI V _ response rOf ndl Rem)

12. 'J Mleh statement ducrfbes yau best?

1 _I pre,.r to leava dedslons .bOUt rrrt rnecIcII eatI to "'1 doctor.

2 _I prafor to partldpale In decisions ,bout ""f molf:c:al care and treatment

b) Whkh statement describe_ you best?

1 _I want oN, thllnfonnallon needed 10 Clre for myseft' ptoper1y.

1WIInt lldlItionallnfonna1lon only r •• good news.

3 _I WIInt as muc:h Inronnetlon as possIb&e, good and bed.
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...
GENERAL INFORMATION

1~.1" ,en,,.I, how would ..OU rate ttle fonowlnll WI"I of provSdln, InfotmlUon to people wftIl
canclr lib rourseW? (etrcle Slfll responH for uch.~

a) Parson to pel$on t.b .......•..•......•.

b)DIscussIongroup$oncanoar .....••....

c) Wrftten Infonnatlon .........•.••••...•

d) WeollpesJMovf81 •.......•.•.••...•

.) C.ncer Infonnetlon hotlne ..•.•

PSYCHOSOCIAL ADJUSTMENT

.. ...-
....u "'OU

.... 1 2 3 •
.. 1 2 3 •

........ , 2 3 •

........ , 2 , •
....... , 2 I •

........
, .
, .
, .
, .
, .

In tbe past 30 dlYS how tnrl .... ttl.... stltll1M:nts for you? (Ckde R!lI response lor eectllarrO

14. !l!:un!.l...B2I

CompaNd to "fo... my lIIn.u:

I) I J*Y IS do$e 0( closer att.ntlon to '"' hellh •..• t 2 3.. 5 e

b) I am ...blelocata forrrptpatsonaineedl, ••••••••••••••••• t 2 ).. 5 e
lkadl"ng, bathing Ind tolJelfng.

c) I do .. much of m'f own "If~ .

11. Y9g1l0M! Bolt' (Job. HousewoR, School)

. ..... t 2 3 .. S e

Vert So!nIWhIII Very
CompaNd to bafo,. my Illness: UnlNI TM T",-

e)l.m.bJeloperformrrrtusu.lwork .....••••.•..•••• . 1 2 3 4 5 e

b)l.m.bIetowCKk .. long 1 2 J 4 5 e

c)l.m.bIetowOftuh.rd •...•.•.•..•..•...•......•..•... t 3 .. 5 lS
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11. B,I,!I0Dshlp with "r1nt' (Husband, Wlf., SpOIlN) 'Sklp this seellon If It don not apply
Vlrt 1frNI....., v.,.,

CompaNd to b,rON my IIln...: UnINI T.....

.) Our "latlonshlpll the "mil or better . , •••• •••• 1 2 , • •
b) We communlClI. l~ ••me Ol' ben.... 2 , • •
c) Our "xull relationship It the same or better . ... 2 ,
d)W,dothlusullactfyltleswtlheacholher, 2 , • •Ike going out Of doing things together.

.) I gel the Slmt or mora support •.••. 2 , • •
11. R.rl!lonshlp wl1h Oth" Family M.mb'f1IChlldIlD, PuantJ. BrothUI, SI,tel'l, .tc.1

VI" IolMwNII v."
Comp,,.d to b.fore my IlIn...: UnINI TNII T.....

• } My r.lallonshlp wtlh rrrt family It the same 0( bftttll' . 2 , • •
b) Convnunlcalfon with trri family b the same or betlll' 2 , • •
c) I hav, the same Of more conlltCt with my rami!)' •• .. 2 ,
d) My family gives me the s.me Of more support .. 2 , • •
Ie. B.'.'!onsblp With friend.

V•• ........ v..,
Comp,,.d to balON my IIInl'l: u""" T~

.) My r.III1011$h1pwtlh rrrt friends is the same orbettflf ...•....••.• 1

b) ConvnunlC81tlon with "'f friends Is the same or better •••• 1

..) I have thtIume or n......: ..onled wfth my friends ••..••..•••••. ,

d)Myfrlendslllvemethesameormor.$uppor1 1

I'. Socl,ID..lsy" Activit...
v••

Complrwd 10 blfom my 11I0...: l./nINe

e) I do!fl,e ..me sodeVlel5ure.alvltln •.•••••••••••••.•• " •• 1

b) I en)oy 1Qd.~ur. adtvlll.. the SlIme 01 mot. . .....•........ 1

2 , • •
2 , • •
2 , • •
2 , • •

....- v.~
,~ T~

2 , • •
2 , • •



.,.
20. Emotlon,1 BIIPRDO'

In the put 30 dey., how oftln havi yOll felt:

I) Anxious. "e!'lout. Ihld. lel'lH? .

b) S~. d&Pfmed, cIKourIQtd1 •.

c)Artgry.lntlable.fruslrlted?

d)GullyforllttlngothlrtdcMTl?

I) Wonted lbout the Murl? .

I)Pelaxld.Cllm? .. ,.

g) HIPPY, content? .. ,.

21. Fnllngs.bout W

...,.
...... 1......

....

, .
, .
, .
, .
, .
, .
, .
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At Ihlp,.unltlrne:

I) I f"lgood lboul Il1)'HI

b) 11m hlppywfththewsy I look

c)18mebletocoplWI• . , .....

d)llmlblllolBughlnclenjoylf• .... , •...•.•.

22. OY'AII FUDct!onlng

v.. ......... ...
u_ T_ T_.. , • • •... , • • •... , •

..... 1 3 •
Compared to befo,. my Inlll", I would say 1h8t:

.) My pelSOn.1 call II

b) My.blltytowOfkIl

c) My reletlonshlp with my plrtner II ..

d)Myreletlonshipwithrrrtfa~•.•..

e)Myrelat1onshipwithrrrtflilndsls .... ,.

l) My lnYoJvemeniln soclaJ ldMIIes" .

g) My emoUooa. wel-belng" , .

h) My feelngs ,bolA myself all ,

..

..
...

. .. 1

.....

.. \

3 • • •
3 •, •, • • •
3 • • •
3 • • •
3 • • •
3 • • •

QIf Jtjogs all WO!J' do ylMl 1&81ll: Is becaU$I or: (Omit If this does not apply)

Youreerut' 2_Otherr,ason(s)



1.8

...

CreE'" INFQRMADON

n. fa ttl,,. _)'thing I'" rou would lito to odd atloid ,our I.pert,nco th.. W\.. ..~,1 blip u. 1ft
plannlnl .. !Met 11M need••r0111" peop" Uk_ YOlll1

YOU ARE NOW FINISHED.

THANK YOU VERY MUCH FOR COMPLETING THIS SURVEY



'0'

...

Code No: _

MEDlCAlINFORMADON. To be completed by ,.sureher'

24. Ph... 01 unCir ••ptMnce:

'_PosIDx

25.DIIlIn.slslly,tta:

Poat Tx ,_ Rehab/Conl.Clrt

2_Nnopharynx 3_Selvaryg18nd1

SIljn Othet
-"""......

to. D(SMM S1Itv.:

1_,.... OlseN 2 _ Rec:ul"nce

27. Extent 01 Dbuse at Dilgnosh (Of' 8' Initial Rlcumnc:e):

4_EztenslvITImOUf

28. 'tlMn' Edetd 0' DIM...:

3 _ RegfonaI Extension

5 _ Node IlIYlWlment '_OIslanlMet8sladI

'_RIIg5oneIExtension

D1sbintMets

t _ ElrRnaled 2 _ Locelzed

4 _ Masslve TIlI'IlOUt Node Irwc*ernent

21. T,.ltrnenta (Pre...nt Of 'ut):

1 _ ChlmolhltlP't 3 _ Surgery

2_ RadIothertPr 4 _ Oth.r(Spedfy)I~· _

30. Total Dldg.........nt/DylfunclSon:

MlnllTlll Modtrlle sever.
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Of/icc of Ruurdl,nd Cucluuc SlIodicllMedicinr
F~(ully01M~ The Hullh Stirnc:1I:II Cet'llrr

January 23, 1m

TO: Ms. Barbara Adams

FROM: Dr. Vema M. Skanes, Assislant Dean,
Re.search and Graduate Studies (Medicine)

SUBJECT: Applicatign IQ 1'" Human Inyestigation Committee 19' 153

111

The: Human Investigation Committee of the Faculty of Medicine has reviewed your proposal for
the study entitled ·WonnatlO4lISupport Ind Psythosodal Adjustment 10 Persons with "tid
aad Neck enter-.

Full approval has been granted from point of view of ethies as defmed in the tums of referenct
of lhis Faculty Committee.

It will be your rrsponslbi1jty 19 wk JttNSSDo appro,,' from !be bospilllOO _bcRiA !be
inyatlratlop ,"II bt [ondudtd.

Notwithstanding the approval of the HIe. the primary responsibility for the ethical conduct 0(
the investigation remains with )'CU.

Vema M. Sane., Ph.D.
Assistant Dean

VS~glo

cx::: Dr. K.M.W. Keough, Vice-President (Research)
Dr. Maureen Dunn. Chairperson, Ethics Commiuee. Grace Hospital
Ms. Denise Dunn. c/o Medical Director's Office, Grace Hospital
Dr. Ford Bursey, General Hospital Representative, HIe
Dr. Erie Parsons. Medical Dircclor. Gener.lI Hospital
Dr. Un Cien. Supervilor



Moth 13, 1995

MJ,Barl>oBAdaml
II CharloUdOWD PItce
SllohD.·.. NF
AIA2P4

AJ per ow Ielcpbooe OODvmation,. pleasebe advised admini.stnl:ivc fWIO'VII. was iia'-')'OU II)

......,.J .;~ y....ooy rotlowiDa _-.I or".. projocl by dle_1Il,csligoI;oaComml1loo.

Yourstnlly,

.. Ba1ha R Pam.
CbicfExceutiveOffica'

BlIP/cds
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THE GENERAL HOSPITAL

"'hb~QNl"t
T~O'OP)7:J1.xo

Fu: am737-64QO
OffIca:(i'll9)m·

JDPrtndftlWpDrivt
St. John'.. Nfid. Canada A1B3V6

19950324

TO:

FROM:

SUBJECT:

Ms. Barbara Adams

Chief Executive Officer & Medical Director

.. Informational Support and Psychosocial Adjustment i
Persons with Head and Neck Cancer-, f94-153.

This letter is to formally inform you !hat the Board of Directors of the QeneraI Hospital
has recently approved your above investigation on teOOmmendation of the Medical Advisory
Committee.

The General Hospital in ~ooperation with Memorial University is implemenlin, !he
proposal where contract research will be assessed an amount for indirect cosls to the institutions.
The approval to conduct this researrh is <:on~ngenlon the preparations of formal budgets and
when the investigation is being done on tile request of a pharmacetltical company and others
where responsibility and ownenhipofthe data is their's these indirect casts (ovcrtlead) will be
charged. You may be contacted in the near future by I representative of the hospital or
university for review of your budgets and possible USCSSlTlCJlL

/ {/
GLADYS PEACHEY
Chief Executive Officer

ERP'sh
c.c. Linda Purchase
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'\19$0403

THE SALVATION ARMY
GRACE GENERAL HOSPITAL
UILdWlOWfTRD~ ST..IOIOf'S.~'AIr;I,.·TtL:771-e222
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Ms. Barbara Adam.s
18 CbarloUdoWD Place
51. 10M'S, NF
AIA2N

Ow MI. Adams:

RE: INfORMATIONAL SUPPORT AND PSYCHOSOCIAL ADJtJSI'MEHr IN PERSONS
wrm HEAD AND NECK CANCER, REFERENCE NUMBPJl '4.153

FoUowlnl ullOa the recommerllhdoll of the HWIlaD Investieiltloll CommiUee aDd the Medical Advisot}'
Committoc, the Board of Mwa:tuleul II tbt Grace Ge1len1 HOIpltal bas tpproved )'OW' proposed
=~IOIl eatitlcd ·/nformodON'JlSlippontJNi PsychoJod4/AJ/jIJ.stmlJI/iJr Pus«u*'dl HtQl/DJtd Neck

11llt approval b subject to the provislollS of the leua' from the RlI.mIIllDvestiptioa Committee of the
FlQllty of MediciDe aDd bas beallRD1Cld [rom the poiat ofvlew of ethk:s II defiIlod ill the Terms &Dd
Rd'uc::ace oCme FacultyCo~

:~~f~~=:~~=.t:~~IlCommjnee.tbeprirDlrrfC5pOQSibilityoltbe

P1casel.QformalJotberpartkipaDtJofthllJllPflMl.

A copy of YOIlr fiDdi.Dp Itld report wooId be apprecwed.

1d4

Dr, Maurcea DwlDo
ChI!fpeno.
HWIWI lavCltllatioa Commluoo

HcaldaR«anll PlD:: 738-19'25 ---



Researcher:

TItle:

Background:

Goals:

Participants:

Accrual:

Method:

Procedure:
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RESEARCH STUDX' OVERVIEW

Barbara Adams, Graduate Student
Sdlool of Nursing, M. U. N.

Informational Support and Ps)'chosodal AdJustmentln Persons
with Head end Ned!. Cancer

Topic selection was based on Information yielded from the
national study undertaken by the Canadian Cancer Society (1992),
the focus groups conducted by the N,C.T.R,F. (1994), and needs
Identified by persons Involved with cancer care.

1) To Identify the Infonnation needs of persons with head and
neck cancer, yielding conetele data that can be used In plannIng
formal and infannal educational programs.

3) To assess the present level of Informational support perceived
by the study populaUon.

3) To axamlne the outcome measure of psychosodal adjustment,
and asses.s whether there Is any relationship between adjustment
and perceived satisfaction with Information red~ved.

Persons diagnosed with head and neck cancer, at lIlree points In
time (cross·sedionaJ study).

I) 'Nithln three months of dIagnosis,
II) Within three months of completion of treatment,
Ill) 12 to 24 months following dlegnosis.

8) Through Cancer Centre

b) Through E.N.T. unit of S.A,G,G.H.

a) Self-Administered questionnaire b) Brief interview

1) Researcher will meet potential partkipants. explain sludy, and
obtain consent

2) Interview win be conduded, either a) during dinlc visll,
preferably before seeing physician, or b) in hospital.
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RESEARCH PROJECT

Information N.td••ad Adlul'mtnt

In P,,,on. w!tb H.ad and NICk C,ne"

Simple Vtrbllintroductlon

Barbara Adams, I cancer nurse and gradual. nursing student, II
conducting 8 study 10 Identify the Infonnation needs and adjuslment conc::ems of
peopla who have head and neck cancer. The InformaUon will be valuable In
program planning. She would like to meet with you to d1SQJss this further. May
I give her your name?

For 'four Inform'U9l')'

I will expf'!n th' study to those who 8" willing 10 speak with me, but if
they have a few praUmlnary questions here Is some generallnfonnetlon.

lhe study Is • ·ono·shot" doll

It Involve•• quesUomalre that Is :setf·edmlnislered, .. ,ble, or researcher
assisted. tr needed

the queslJonnair. Is compMted at the time (not taken home)

the questJoMalre takes 15--20 minutes 10 comptete

Thanks,



Jopp••4b.

Informallon tb0ut Slydy
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~: InformlUonl1 Support Ind Psycho,ocl.1 AdJumlnt In p,,'1onl with Hlld
Ind Ntek Clncer

I!!H!lmIl; 8aIt>ora Adams, BNSc, RN

You have been selected to take· part In I researth ltudy. Participation II entire"
voluntary.

The PUrpOIU of thlt Ituft .re to:

1) Identltt yout InronnaUon needs.

2) And out how well you feel your InformaUon neads haVI been mel

3) Assess..mal etredl cancer has had on your life.

41) Delermlne tf there I. any retaUonshlp between the Wormallona! aupport you

received and your adJustmenl to cancer.

Tho ",SUIIS 01 this study wiD hoIp us d8Y8lop I>oa... _rams to mHl ...
Wonnallon needS 01_10 With l1eod end nod< co.-. You mil)' not bentlnt clIredly'"
IoI<Ing poll n IIU study, but you will 1>0 helping olhor poopIo, ... yoursoll.

1110 .....r<hor will speak Wilh you b<Iafly, and asl< you to """plata a
que_. Tho qu.s1IonnaJra asks you ..... tho _ oIlnIonnatJon you Iaal rcu
naed or_to help you cope With your ca.-, r- you '"' ..... tho _lion rcu
ha.,. received. and how cancer has aft'edtd yow p«IOnIl end 80deI WI, yow
telaUonships will olhera, and your emotion•• 1'hI qu.1IoMaIre Ihoufd tak. 15 to 20
minutes 10 c:ompler.. The researcher wm .lso reVieW your dum: for balle medlcll
1nIonn.tIon.

Whether rou dlclde to partlclpat. or not to pallleipa', win In no wlY arrHl
the care you an neelvlng. All fnformaUOn wtll b.k.pt confldlnUI'. Yovt name'"
not be used on In)' paper. Your responses wtI be put logeCher wIIh those of oIhel"l and
there wit be no way that the)'can be kfenllhd.
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Conllnt to plrtlclpat•

.swstt: Informational Support and Psychosocial Adjustment in Persons with Head
and Neck Cancer

______ agree 10 participate In this research study.

Any questions have been answered and I understand what Is involved In the study.
I realize that participation Is voluntary and that I may nol benefit (rom my
Involvement I acknowledge that 8 copy of this (onn has been given to me.

(Signature of Partidpanl)

(Signature of Witness)

(Date)

(Date)

To the belt of my ability I have fully explained the nature of this research study to
the participant. I have Invited questJons and prOVided answ8f'S. I believe that the
participant funy understands the Implications and voluntary nalure of the study.

(Signature of Researcher)

Phone number _

(Date)
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