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BACKGROUND

H&N cancers are diverse In their aetiology and impact. In addition,
sroups most at-risk of H&N cancers can be clinically challenging, because
many have heavy tobacco and/or alcohol use histories, are from lower
socloeconomic groups and less pro-actively seek information. The delivery
of accurate and comprehensible written information on disease, diagnosis,
investigations, treatment, risks, side effects, prognosis and survival rate is
much sought after by patients'“. Reviews have highligshted the secondary
benefits from the quality provision of information including increased
participation in decision-making, enhanced coping, increased self-esteem
and confidence in living with cancer'* A number of authors have
higshlighted the special information needs for people with H&N cancer
that are distinct from other cancer groups, particularly concerning issues of
disfisurement and functional challenges secondary to treatment effecting
speech, swallow, sight and hearing'”. H&N cancers are some of the least
commonly occurring, not surprisingly few studies have investigated the
information needs of these patients, as well as their close relatives. At the
time of application for funding to support this project there were no locally
based information resources for H&N patients in NSW.

The Cancer Institute NSW Oncology Group (NSWOG) supported

this identified need and determined it as a Priority Project. The mission
therefore was to understand the information needs of patients and their
families to determine the appropriate content and structure of information
resources In order to meet these needs.

PURPOSE

To report on the results from a survey of the information needs of people
with Head and Neck (H&N) cancer and their relatives.

METHOD

A consecutive series of | |9 H&N patients from the Liverpool Cancer
Therapy Centre were reviewed for possible inclusion in the study.
Nineteen were excluded because they were deceased, medically unwell,
non-English speaking or uncontactable. One hundred participants were
invited to participate in the study and 69 surveys were completed

and returned. Forty-eight family members and one paid carer also
independently completed the same survey. Demographic and disease
profile data are displayed in Tables | and 2.

The Information Needs Survey Is a 33-item purpose designed self-report
measure that evaluates the information needs of people with H&N
cancer and their family members. The items were derived from the limited
literature® and the clinical experience of the project team.The items were
grouped Into the five domains of Disease profile, Treatment, Management
of side effects, Psychosocial consequences and Survivorship. Respondents
rated the items on a 4-point Likert-type scale (Very important — Not
important) (see Table 3).

Ethical approval for the project was granted by the Sydney South West
AHS Human Research Ethics Committee. Prospective respondents were
informed of the study during a hospital visit or alternatively, mailed a

etter outlining the purpose of the project, and followed up by phone.
Respondents who consented to participate either completed the measure
by phone interview or completed the surveys and malled them back to
the Hospital.

RESULTS

The summary results are displayed on Figure |.The percentage scores for
the number of ‘Most important’ ratings were tabulated for each item. Mean
bercentage scores were then calculated for each of the five domains for
both the person with H&N cancer and the family members (see Figure |).
-amily members generally endorsed more items as Very Important across
the five domains, however both groups displayed a very similar pattern of
priorities. The patients most frequently ranked information about Disease
Profile asVery important (|. Disease Profile; 2. Survivorship; 3. Treatment; 4.
Side effects; and 5. Psychosocial). Family members most frequently ranked
information about Survivorship as Very important (. Survivorship; 2.
Disease Profile; 3. Treatment; 4. Side effects; and 5. Psychosocial).

Next, the possibility that specific information concerns were more
important for one of the two groups was investigated. [ he response scores
for each item were collapsed into a dichotomous variable (Very important
vs other responses) and a series of chi-square analyses were conducted

to investigate whether there were any between-groups differences.

in the south west of Sydney

Significantly more family members than people with H&N Cancer thought
't was Very important to have information about the following:

(i) The goals of treatment (92% vs 77%; X* = 4.6);

(i) Ways of managing eating/drinking to maintain nutritional intake
(80% vs 62%; X* = 4.0);

(iii) Stress management (6 1% vs 39%; X* = 5.6);

(iv) Staying well after the treatment is finished (80% vs 62%; x> = 4.0);
and

(V) When cancer cannot be cured and needing palliative care (88% vs
6/%; X = 6.3).

All differences were significant at p<<0.05.

There were also trends to significant (p<<0.10) for another four rtems
(items 6,7,12,19). Once again, for each of these items, more family
members thought that it was Very important to have information than the
people with H&N Cancer.

DISCUSSION

Surprisingly, despite the many psychosocial issues that arise with H&N
Cancer, respondents ranked information about Disease and Survivorship
most highly. A likely reason for this may be the severity of physical
symptoms that arise from the disease itself and effects of treatment.
Survivorship is also a major concern possibly due to challenging long-term
side effects that are often ongoing as well as anxiety about disease
recurrence. Similar results were found in a study of women*. Around time
of diagnosis they wanted information about the extent of their disease,
brognosis, likelihood of cure and treatment options. Information needs on
hsychological effects were identified later on during the treatment phase.
—xamples of the first five information needs identified by patients with
cancer are summarised in another study”. They are: likelihood of cure and
prognosis, detalls of treatment regimens, side effects of treatment, extent
of disease, safe-care and changes of returning to normality. T hese findings
are consistent with those of this study.

Although patients and family members showed a similar pattern of
priorities in information needs, the results showed that family members
endorsed more items as “Very Important™ across all five domains. This
could be that the majority of patients are male (/8%) and many are In
married/de facto relationships (68%). This reflects the major concerns of
the female carers.

That psychosocial needs were ranked the lowest out of the five domains
may suggest that psychosocial needs are well met. This is unlikely however
as there Is a dearth of support services for H&N patients and their carers..
A literature review’ found that medical problems of H&N cancer patients
improved with time but most psychological ones including anxiety and
anger deteriorated markedly. That study showed that the psychological
impact of disfiguring disease Is becoming more widely recognised, however
there are Issues about who can provide professional support to deal with
those experiencing anxiety and depression and that counselling services
were often inaccessible and inappropriate’.

CONCLUSION

We intend to explore the issue of timing of information needs from
demographic data collected as part of this study as part of ongoing work
by this project group. Since commencement of this project NSW Cancer
Councll has published a written information resource for H&N cancer
patients. We would intend to use our results to evaluate this resource and
determine whether all the needs identified are addressed.
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Demographic and disease profile — Person with H&N Cancer

Person with H&N Cancer (n=69)

Sex
Male
Female

Age (years)

Marital Status
Single
Separated/Divorces
Widowed
Married/Defacto

Years of Education

Tumour Type
Squamous cell carcinoma
Undifferentiated nasopharynx carcinoma
Lymphoma
Other, please specify

Tumour location
Nasopharynx
Oropharynx
Hypopharynx
Larynx
Nasal cavity
Oral cavity
Parotid
Other salivary gland
Skin
Other
Unknown

Stage
I
11
111
IVA
IVB
IvC

N/M

54
15

62

14

S R S L SR

%/SD

78%
22%

12

13%
16%
3%
68%

76%
2%
2%

21%

8%
33%
3%
19%
3%
16%
3%
3%
11%

2%

29%
13%
16%
39%
4%
0%

Demographic profile — Family members

Family Member (n=49)

Sex
Male
Female

Age (years)

Relationship to patient
Parent
Spouse
Sibling
Adult Child
Friend

Carer

Years of Education

Results

N/M %/SD

16%
84%

13

6%
69%
2%
18%
2%
2%

1. Information about Head and Neck cancers that describe the disease
2. The cause of the disease and how it could have been prevented

3. The stage of the disease and how it is expected to progress

4. How far advanced the disease is and how far it has spread

18. Being able to care for myself at home
19. Managing fatigue (feeling tired) §
20. How the treatment may affect normal daily activities

Treatment

5. The goals of treatment *

6. Tests and investigations that may be needed §

7. How to prepare for tests §

8. Different types of treatment available, their advantages and disadvantages
9. The chances of being cured of the disease

10. The evidence behind treatment recommendations

11. How the treatments are performed
12. How the treatments work against the disease §

Side effects

13. Possible side effects of treatment

14. Management of unpleasant treatment side effects

15. Dental check-ups and care

16. Ways of managing eating and drinking to maintain nutritional intake *
17. Ways of managing swallowing and communication

Psychosocial issues

21. Being able to work or concerns about finances
22. Cost of treatments
23. How family and social life will be affected

24. How talking about fears, worries and getting emotional support helps
25. Stress management *

26. Support groups or other services available for myself and my carer
27. How the treatment may affect my feelings about my body, physical
appearance and sexual attractiveness

28. How family and close friends will be affected by the disease

29. Whether my children or other family members are at risk of getting

cancer

Survivorship

30. Staying well after treatment is finished *
31. Getting on with life after cancer treatment

32. Signs of a recurrence or how to tell if the disease has come back
33. When cancer cannot be cured and needing palliative care *

Note. * p<.05, § trend at p<.10
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