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Family members of cancer patients: Needs, quality of life
and symptoms of anxiety and depression
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KRISTIN LARA OLAFSDOTTIR!, GUPBJORG GUPMUNDSDOTTIR!

& SIGRIDUR GUNNARSDOTTIR!2

U Landspitali — The National University Hospital, Reykjavik, Iceland and *>University of Iceland, Faculty of Nursing,
Reykjavik, Iceland

Abstract

Background. Family members of cancer patient’s have multiple needs, many of which are not adequately met. Unmet needs
may affect psychological distress and quality of life (QOL). The purpose of this study was to assess needs and unmet needs,
QOL, symptoms of anxiety and depression, and the relationship between those variables in a large sample of family mem-
bers of cancer patients in different phases of illness. Material and methods. Of 332 family members invited to participate,
330 accepted and 223 (67%) completed a cross-sectional, descriptive study. Data was collected with the Family Inventory
of Needs (FIN), Quality of Life Scale (QOLS) and the Hospital Anxiety and Depression Scale (HADS). Results. Of 20
needs assessed the mean (SD) number of important needs and unmet needs was 16.4 = 4.3 and 6.2 * 5.6, respectively.
Twelve important needs were unmet in 40-56% of the sample. The mean number of unmet needs was significantly higher
among women than men, other relatives than spouses, younger family members, those currently working and those of
patients with metastatic cancer. QOL was similar to what has been reported for healthy populations and cancer caregivers
in advanced stages. The prevalence of symptoms of anxiety and depression was high (20-40%). Anxiety scores were higher
among women than men and both anxiety and depression scores were highest during years 1-5 compared to the first year
and more than five years post diagnosis. There was a positive relationship between number of important needs and QOL,
and between needs met and QOL. Additionally, there was a significant relationship between anxiety and unmet needs.
Finally, there was a significant relationship between QOL and symptoms of anxiety and depression. Conclusion. The results
support the importance of screening needs and psychological distress among family members of cancer patients in all
phases of illness.

It is well known that family members of cancer
patients are affected by the illness throughout it’s
trajectory [1-3]. Psychological distress, the most
studied aspect of quality of life (QOL) in caregivers
of cancer patients [3], is highly prevalent, particu-
larly in advanced stages of illness [2—7], and research
indicates higher levels of anxiety and depression than
in the general population or even in cancer patients
[2,4,5,7]. A recent meta-analysis supports that
gender may be a more important determinant of dis-
tress than role (patient vs. caregiver) [8]. Although
not consistent, more caregiver distress has been
associated with being a woman, younger age, being

a spouse, and employed [2,3]. Furthermore, cancer
caregivers distress has been associated with higher than
average number of supportive care needs [4], lack of
support [2,3], poorer QOL [3,15] and caregiver
burden [2,3].

Family members’ needs in relation to patient
comfort and care, information, support and com-
munication are all important [4,9,11], however,
some studies show that many needs are not ade-
quately met by health professionals [4,6,11,13,14].
Unmet needs have been found to be associated with
impaired work performance [12], anxiety [6], more
caregiver burden [16] and less caregiver satisfaction
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[14]. Unmet caregiver needs have also been corre-
lated with patients own unmet needs and emotional
functioning [6] and with poorer quality of patient
care provided by the family [12]. Furthermore,
unmet caregiver needs have been found more com-
mon in conventional hospital units than in special-
ized palliative care settings [11,12]. Most studies on
the relationship between unmet needs and caregiver
outcomes have been conducted in later stages of ill-
ness with small samples. One recent study, however,
reported on the relationship of unmet needs and
QOL outcomes at three different phases, two months,
two, and five years post diagnosis, among cancer
caregivers [13]. Caregivers whose psychosocial needs
were not met reported poorer mental health at all
time points and the authors concluded that unmet
psychosocial needs were a consistent predictor of
poor mental health, beyond the effects of a host of
demographic variables [13].

Given the role that family members are expected
to play in the supportive care of patients, health care
providers emphasize that the unit of care includes
both the patient and the family [1-3,9,10]. Further-
more, it is argued that for family supportive inter-
ventions to be effective they must be based on needs
assessments to guide care planning [9,10]. At Land-
spitali University Hospital (LSH) in Iceland an
emphasis has been placed on family support both
in cancer and palliative care settings. Access to psy-
chosocial services is provided, family meetings are
regularly offered, and a family nursing model has
been integrated into daily care. However, regular
and specific needs assessments as well as distress
screening and specific family interventions have not
been provided.

In order to improve care it is important to under-
stand needs and the relationship between unmet
needs and variables such as psychological distress
and QOL. Most studies on this issue have been con-
ducted in advanced stages of illness and no studies
in Iceland have addressed this issue. The purpose of
this study was to assess needs and unmet needs,
QOL, symptoms of anxiety and depression, and the
relationship between those variables in a large sample
of family members of cancer patients receiving care
in different phases of illness at LSH.

Material and methods
Design and setting

The study design was cross-sectional, descriptive
and correlational. Data was collected at six units
serving cancer patients at LSH. These included a
medical oncology and haematology outpatient clinic,
a radiation outpatient clinic, a oncology inpatient

unit, a haematology inpatient unit, a palliative care
inpatient unit, and palliative home care.

Sample and procedure

During a six month period, cancer patients admitted
for three days or longer to an inpatient unit, or sched-
uled for visit number three or more at an outpatient
clinic or at home, were invited to participate. Patients
were asked to identify a close and supportive care-
giver or family member =18 years to participate.
Participants were consented via phone to receive and
return a questionnaire by mail. A one-time reminder
telephone call was made two weeks later.

Instruments

Family Inventory of Needs (FIN). Family care needs,
and the extent to which these were met were mea-
sured with the Icelandic validated version of FIN
[11]. The instrument [17] is a standardized 20-item
tool, consisting of two subscales assessing family
needs as they relate to the present situation. The first
subscale measures the importance of 20 care needs.
In the original version, the response options range
from 0 (not at all important) to 10 (very important).
In the version used in this study, the response options
range from 1 (not important) to 5 (very important).
On the second subscale, the respondents are asked
to indicate whether those needs rated as being impor-
tant (rated 2 or more) have been met, partly met or
not met by health care professionals. In this study
Cronbach’s alpha for the needs scale was 0.92 and
the needs met scale 0.94.

Qualiry of Life Scale (QOLS). Quality of life was mea-
sured with the Icelandic validated version of the
QOLS [18]. It contains 16 items scored on a 1-7
point satisfaction scale and measures five conceptual
QOL domains: material and physical well-being,
relationships with other people, social, community
and civic activities, personal development and fulfil-
ment, recreation and independence. The mean score
of the scale items can range from 1-7 where higher
scores indicate better QOL. Aggregated average total
mean scores can range from 16—112 so that a higher
score indicates better QOL. The average total score
for healthy populations is about 90 [19]. The QOLS
was originally developed from research on a healthy
population, it has been validated and used in several
international studies with diverse patients groups
with chronic illnesses [19] and among cancer patient
caregivers and norms in Norway [20]. In the present
study, both the total mean score and the aggregated
average total mean scores are presented, but only the
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aggregated average mean score is used for statistical
analysis. Both scores have been reported in previous
research [18-20]. In this study Cronbach’s alpha for
the total QOL scale was 0.90.

Hospital Anxiery and Depression Scale (HADS). Symp-
toms of anxiety and depression were evaluated
with the Icelandic validated version of HADS [21].
It consists of two subscales, each with seven items
rated on a four-point Likert-scale indicating either
symptoms of anxiety or depression during the past
week. Possible range of scores is 0-21 for each scale.
A score of 0 to 7 for either scale is regarded as being
in the normal range (no symptoms), a score of 8 to
10 is suggestive of the presence of a mood disorder
(possible symptoms), and a score of 11 or higher
indicates probable presence of a mood disorder (symp-
toms) of the respective state. In this study Cronbach’s
alpha for the anxiety scale was 0.84 and 0.68 for the
depression scale.

Demographics and background

Information was collected on gender, age, residency,
relation to the patient, employment status and hours
spent on daily direct caregiving. In addition informa-
tion was collected on the patient’s diagnosis, time
since diagnosis, medical treatment, use of home care
services and current care setting.

Statistical methods

Data were analyzed with the SPSS software for Win-
dows (SPSS inc. Chicago, IL, USA). Descriptive and
inferential statistics were used. Descriptive statistics
were computed to describe the sample including
means, standard deviations (SD) and percentages.
For statistical comparison, correlations, independent
sample t-tests, and ANOVAs with LSD correction for
multiple comparisons were used. Statistical signifi-
cance was set at p <0.05.

Ethical approval

The study was approved by the bioethics committee
of LSH and the Icelandic Data Protection Authority.
This study was carried out in accordance with the
Declaration of Helsinki of the World Medical Asso-
ciation (WMA; 2008).

Results
Sample description

The response rate was 67%, of 332 family members
who were invited, 330 agreed to participate and 223

completed the study. The most common reasons for
dropout were patient’s death or deterioration. The
majority of participants were women (62%), the
patient’s spouse (64%) and the mean (SD) age was
56 * 13.6 years (range 18-82) (Table I). The major-
ity were currently working (66%), and younger fam-
ily members were more likely to be working than
older ones (p < 0.01). The average (SD) time spent
on daily direct caregiving was 3.5 = 5.4 hours, with
a range of 0—24. Family members in the palliative
care setting spent more hours (1.6 £ 0.8) on daily
patient care than family members in other settings
(0.9 = 0.8) (p < 0.01).

Half the patients (54%) had been diagnosed less
than a year ago and nearly equal numbers had a
localized (43%) or a metastatic cancer (44%).
Approximately half (48%) were receiving care from
outpatient units and the majority (63%) were not
receiving home care.

Table I. Sample description (N = 223). Family member’s
characteristics and patient medical information.

n (%)

Family member’s gender

Female 139 (62)

Male 84 (38)
Relation to patient

Spouse 140 (64)

Others! 80 (36)
Family members age

= 55 years 111 (51)

> 55 years 108 (49)
Family members currently working

Yes 143 (66)

Working full-time 107 (73)

Working part-time 39 (27)
Family residency

Capital area 168 (76)

Other 52 (24)
Time from patients diagnosis

< 1 year 119 (54)

1-5 years 68 (32)

> 5 years 31 (14)
Stage of patients cancer

Metastatic 91 (44)

Localized 90 (43)

Unknown 28 (13)
Care site at time of study

Medical onc/hem outpatient 60 (27)

Radiation outpatient 46 (21)

Medical oncology inpatient 37 (17)

Palliative home care 33 (15)

Medical haematology inpatient 28 (13)

Palliative care inpatient 19 (8)
Receiving home care

No 131 (63)

Home aid 34 (16)

Specialized palliative home care 49 (23)

Community home nursing 17 (8)

1Adult children (26%), parent (4%), sibling (2%).
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Important family care needs and unmer needs

The majority of the 20 needs assessed with FIN were
considered to be important. The mean importance
score for the 20 needs ranged from 3.8 to 4.9 (Table
II). Twelve needs were considered important by
=90% of the sample. The two most common impor-
tant needs reported by all family members (100%)
related to patient care. The least common important
need was reported by 57% of the sample and related
to the family member’s own well-being. The mean
(SD) number of important needs scored either 4
(important) or 5 (very important) was 16.6 * 4.3
(range 0-20).

The mean (SD) number of important needs that
were met by health professionals was 9.9 * 6.1
(range 0-20). The two most common important
needs were also the two needs that were most often
met in 73% and 80% of the sample, respectively. The
mean (SD) number of unmet but important needs
was 6.32 £ 5.65 (range 0-20). Twelve important
needs were unmet in 40-56% of the sample. The two
most common unmet needs were reported by 56%
and 51% of the sample, respectively (Table II).

The mean number of important needs was sig-
nificantly related to gender and age. Women had a
higher mean number of important needs (17.3 = 3.7)
than men (15.6 = 4.9) (p = 0.02) and younger family
members (<55 years) had a higher (17.1 £ 3.7)
mean number of needs than older ones (15.8 * 4.9)
(p = 0.05).

The mean number of unmet needs differed signifi-
cantly by gender, relation to the patient, age, working
status, and cancer stage. The mean number of unmet
needs was higher among women (7.2 *= 5.5) than men
(5.1 = 57) (p = 0.02), among non-spouses than
spouses (8.3 £ 5.5vs. 5.1 = 5.4) (p < 0.01), among
younger (7.3 * 5.7) than older ones (4.7 = 5.1)
(p < 0.01), among those currently working (6.9 + 5.7)
than those not working (4.6 = 5.2) (p = 0.02) and
among family members of patients with metastatic
cancer (7.5 = 5.6) than those of patients with localized
cancer (4.9 £ 5.1) (p < 0.01).

Qualiry of life

The aggregated average total mean (SD) QOL score
was 84.88 *+ 14.72, ranging from 16-112. The
mean (SD) total QOL score was 5.47 = 0.75, rang-
ing from 4.5 to 6.5. The mean total QOL scores
for individual scale items are shown in Table III. No
difference was found for background variables
except that family members in the palliative care
setting had a higher aggregated average total mean
QOL score (88.47 = 11.6) than in other settings
(83.83 £ 15.4) (p = 0.02).

Symptoms of anxiery and depression

Overall 41% of the sample experienced possible
symptoms or symptoms of depression and 20%
experienced possible symptoms or symptoms of

Table II. Family care needs measured with FIN (20 items): Means (SD) of importance, prevalence of important needs and prevalence of

unmet important needs (N = 223).

FIN-Family Care Needs Mean? (SD) Important needs® %  Unmet needs® %
Be assured that the best possible care is being given to the patient 49 + 0.4 100 27
Feel that professionals care about the patient 4.8 0.5 100 20
Have my questions answered honestly 4.7 £ 0.6 97 28
Have explanations given in terms that are understandable 4.7 * 0.6 97 41
Be informed about changes in the patient’s condition 4.7 + 0.6 90 44
Have information about what to do for the patient at home 4.6 £ 0.8 97 49
Feel there is hope 4.6 + 0.8 89 38
Know what treatments the patient is receiving 4.6 = 0.7 94 30
Know what symptoms the treatment or disease can cause 4.6 £ 0.7 90 48
Know specific facts concerning the patients’ prognosis 4.6 £ 0.7 90 43
Know the probable outcome of the patients’ illness 4.6 * 0.6 94 47
Be told about changes in treatment plans while they are being made 45 + 0.8 94 41
Know exactly what is being done to the patient 4.5 + 0.7 90 44
Know when to expect symptoms to occur 4.4 + 0.7 87 51
Know why things are done for the patient 4.4 + 0.7 84 44
Feel accepted by the health care professionals 4.1 = 1.1 71 30
Help with the patient’s care 4.0 £ 1.2 66 27
Be told about people who could help with problems 39+ 1.3 72 56
Know the names of the health care professional involved in the patient’s care 3.8+ 1.0 66 27
Have someone be concerned with my health 3.8 1.2 57 47

#?Needs scale = 1 (not important) — 5 (very important).

bPrevalence of important needs scored 4 (important) or 5 (very important).
‘Prevalence of important needs not met/partly met scored either 4 or 5 of importance.
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Table III. Quality of life mean scores (SD) on Quality of Life Scale
Items and total mean (SD) OOL score of family members of
cancer patients.

Item Mean (SD)
1 Material comforts: home, food, 5.6 £ 1.2
conveniences, financial security
2 Health: being physically fit and vigorous 52+ 1.4
3 Relationships with parents, siblings and 55+ 1.3
other relatives
4 Having and raising children 6.5+ 0.9
5 Relationship with spouse or significant 6.3 = 0.9
other
6 Relationship with friends 5.8 = 1.1
7 Helping and encouraging others 5.6 = 1.1
8 Participating in organizations and public 46 £ 1.3
affairs
9 Learning: attending school, improving 51+ 1.2
knowledge
10 Understanding of self 55 * 1.1
11 Work: job or home 5.7 *+ 1.1
12 Creativity/personal expression 49 + 1.2
13 Socializing: meeting other people, doing 5.0+ 1.4
things
14 Reading, music, entertainment 53 *1.2
15 Participating in active recreation 45 * 1.5
16 Independence, doing for yourself 6.2 =+ 0.9

Mean QOL Score 5.5 = 0.75

anxiety (Table IV). The mean (SD) depression score
was 7.3 = 2.7 and the mean (SD) anxiety score was
5.5 *£ 2.8. No difference was found for background
variables except that women had a higher mean (SD)
anxiety score (5.9 * 2.8) than men (4.9 = 2.7)
(p < 0.01) and both symptoms differed by time from
diagnosis. The mean anxiety scores were higher
(6.1 = 2.8) during years 1-5 than during the first
year (5.2 * 2.6) and more than five years post diag-
nosis (4.8 = 2.6) (p = 0.02). The same pattern was
found for symptoms of depression, the mean depres-
sion scores were higher during years 1-5 (8.1 £ 3.2)
than during the first year (7.0 = 2.5) and five years
from diagnosis (6.2 £ 1.7) (p < 0.01).

Table IV. Symptoms of anxiety and depression measured with
HADS: Mean (SD) scores and prevalence of no symptoms,
possible symptoms and symptoms, in family members of cancer
patients.

Anxiety: mean (SD) 55+ 28
Anxiety: prevalence (%)
Score 0-7 (no symptoms) 79
Score 8-10 (possible symptoms) 13
Score 11-21 (symptoms) 7
Depression: mean (SD) 7.3 2.7
Depression: prevalence (%)
Score 0-7 (no symptoms) 59
Score 8-10 (possible symptoms) 29
Score 11-21 (symptoms) 12

Relationships between needs, QOL and symproms of
anxiery and depression

QOL was significantly correlated with the number of
important needs (r = 0.26, p = 0.01) and a weak
positive relationship was seen between number of
important needs met and QOL (r = 0.25, p = 0.01).

The number of important needs was not found
to differ between those who reported no symptoms,
possible symptoms and symptoms of either anxiety
or depression. Number of important needs not
met, however, were found to differ between groups
(p = 0.02). Those who had no symptoms of anxiety
had a mean (SD) of 5.74 £ 5.30 unmet needs,
which was lower than the mean (SD) number for
those who had symptoms, 9.91 = 5.82 (p = 0.02).
Those who had possible symptoms and symptoms
did not differ in terms of number of unmet needs.

Similarly, QOL differed based on whether family
members had no symptoms, possible symptoms or
symptoms of anxiety (p < 0.01).Those with symptoms
of anxiety reported worse QOL (71.63 £ 18.6) than
both those with no anxiety symptoms (86.48 *= 14.12)
(p < 0.01) and possible symptoms (82.83 * 12.27)
(p = 0.01).The same was true for symptoms of depres-
sion (p < 0.01).Those who reported no symptoms had
better QOL (88.84 *+ 11.52) than those with possible
symptoms (80.63 * 14.90) (p < 0.01) and symptoms
(76.00 = 20.89) (p < 0.01).

Discussion

In this study all 20 needs assessed with FIN were
considered important. The most important needs
were related to patient care and honest and under-
standable information, and the least important one
to the family members own health. This is similar to
previous findings using the FIN instrument, high-
lighting that the focus is on the patient rather than
on family members own needs [11,17,22]. A sub-
stantial number of important needs (60%), were per-
ceived to be met, and more importantly the two most
important needs were most frequently met. However,
the prevalence of 40% unmet but important needs
in this study is higher than in a previous study from
Iceland (33% unmet needs) which was partly con-
ducted in the same setting with the same instrument,
but with family members of patients in palliative care
[11]. In the present study, almost half the sample
received outpatient services and few had home care
services, but in our experience, family members are
more visible and in more contact with health care
professionals when receiving inpatient care or care at
home, especially when palliative care is the focus.
Neither the number of needs, nor the number of
unmet needs differed however, between care sites in
this study which is in contrast with previous findings
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in the same hospital where family members in spe-
cialized palliative care units had more important
needs met (74%) than those in acute oncology med-
ical/surgical units (52%) [11]. The lack of difference
between care settings in the present study might sug-
gest that the quality of family care has improved in
the more acute care settings. From a quality of care
perspective it should be a goal that at least 80-90%
of important needs are met. This may be achieved by
focusing more on specific characteristics of family
members who are more likely to have unmet needs.
Findings from the present study support previous
research in that those groups with unmet needs
include women [13], younger family members [13],
family members other than spouses [11] and those
working outside the home [12]. Even though family
members’ needs did not differ between care settings,
nor with time since diagnosis, family members of
patients with metastatic cancer were more likely to
have unmet needs than those of patients with local-
ized cancer. It has been reported that needs may vary
across specific stages and experiences, including spe-
cific transitional time points [13,23]. This must be
considered when assessing family members needs
and when providing information and support.

The overall QOL of this sample of family mem-
bers was good. The mean QOL score was similar to
what has been reported for a healthy Icelandic pop-
ulation [18] and other healthy populations [19] using
the same measure. The score was also similar to what
has been reported for Norwegian cancer caregivers
in the palliative care phase and Norwegian norms
[20]. A positive but weak relationship was found
between important needs met and QOL. This is
encouraging since this may suggest that by meeting
family needs, health care providers can contribute to
their QOL.

In the present study, global QOL did not differ
based on time from diagnosis. In a recent review
findings suggest that QOL varies along the illness
trajectory, but most studies of cancer caregivers have
predominantly focused on the psychological aspect
of QOL [3]. In the present study symptoms of anxi-
ety and depression were both prevalent and differed
by time from diagnosis. Mean scores on both the
anxiety and depression scale were higher during the
second to fifth year after diagnosis, than during the
first year or after five or more years. In this context
it must be pointed out that patients whose family
members participated were not disease free and all
receiving medical care. The reason for higher scores
on depression and anxiety during the second to fifth
year, might be that patients are often completing
treatment, or experiencing recurrence or progression
during this time, all known points of distress [2,3].
In contrast, during the first year the patient may be

undergoing or completing initial treatment, while
patients who are not disease free five years post diag-
nosis are likely to have already experienced recur-
rence or progression.

In this study both the prevalence, and the mean
scores of anxiety and depression were higher than
among the normal Icelandic population [24] and
among Icelandic cancer patients starting chemother-
apy [25] using the same measure. These higher levels
among cancer patient’s caregivers than among the
general population and cancer patients have also
been reported by others using the HADS as a screen-
ing tool in the palliative care phase [5,7]. It has,
however, been indicated that in general women are
more distressed by cancer than men, regardless of
role (patient or caregiver) [8]. In this study women
had significantly higher anxiety scores than men and
higher anxiety was linked with less number of needs
met which is in line with other findings showing
unmet needs being associated with negative psycho-
logical outcomes [6,13].

Family members who experienced symptoms of
anxiety and depression reported worse QOL than
those who reported no such symptoms. This
significant association between QOL and HADS
has also been observed by others [15] and indicates
that improvements in QOL might be possible by
alleviating emotional distress. While QOL in this
sample was relatively good, this finding again, high-
lights the importance of identifying those family
members who are at risk of experiencing psycho-
logical symptoms.

The findings of this study should be interpreted
in light of its main limitations. The design was cross-
sectional with small numbers of participants in some
care settings, limiting the ability to make compari-
sons. The FIN needs measure also has some limita-
tions. It was initially developed to measure care
needs of families of advanced cancer patients, and
might not fully cover all major dimensions of needs.
Although, measuring important needs in relation to
patient care, information and communication, it
does not cover in depth issues in relation to daily
activities, financial and social matters, emotional and
existential/spiritual needs, which have been included
in more recent family needs assessment tools [13].

A major strength of this study is that it is con-
ducted at the main cancer centre in Iceland where
the vast majority of cancer patients receive care. In
combination with a high response rate it allows for
generalizing the findings to family members of cancer
patients in Iceland.

In summary, this study contributes to the growing
literature on needs, QOL and symptoms of anxiety
and depression of family members of cancer patients.
In particular, the study provides information about
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other aspects of QOL than just psychological distress,
and is not only based on family members of patients
in more advanced phase of disease. The findings high-
light that family members needs should be screened
at all times during medical care in combination with
symptoms of anxiety and depression.
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