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Caring for a family member who is
dying of cancer can have negative
physical and psychological

implications for the carer.1–3 One means of
alleviating this distress for family carers is to
ensure that they are supported by healthcare
professionals knowledgeable about palliative
care.4 Access to palliative care supports varies
greatly. However, the empirical literature
confirms that many carers have needs that
remain unmet despite input from healthcare
professionals, suggesting that usual approaches
to family care may not be sufficient.5–7 Carers
consistently request additional information to
assist them in preparing for and managing the
care of a relative in need of palliative support.8–12

Information provision may empower carers
by aiding them to solve caring problems and
providing them with an increased sense of
control.13 It may also assist family carers of
dying patients to cope and lessen anxiety.14 Lack
of adequate information forces carers to
manage their roles in a speculative or uncertain
manner. In this scenario, the carer will probably
either be overprepared or underprepared for
future demands.15 The stress associated with
this uncertainty may be extreme.

Need for further research
Although information-focused interventions for
family carers have been consistently advocated,
they remain untested, pointing to the need for
intervention studies in this area.16,17 The aim of
this paper is to provide an overview of key
recommendations that focus on enhancing
information support for carers of palliative care
patients. The paper will include empirically
based recommendations advising how to deliver
this information to family carers. The intent of
this overview is to offer healthcare professionals
a synthesis of ‘best practice’ guidelines and
provide a template that might be used by
researchers to structure future studies aimed at

developing and testing information-based
interventions. Evidence-based approaches in
palliative care are urgently required to justify
interventions and resource allocation.18

What information?
There has been a substantial body of literature
regarding the information needs of family carers
and strategies recommended to meet those
needs. Our literature review included the search
terms: palliative, family carer, cancer,
information, support, intervention and needs
and the following databases were accessed:
CINAHL, Medline, Psychlit, and Current
Contents for the period 1980–2001. The search
involved a comprehensive evaluation of the
literature, but is not classified as a systematic
review. Table 1 (overleaf) provides an overview
of the recommendations for carer information
provision, identified from the literature,
incorporating studies where key information
needs were identified by family carers.11,13–15,17,19–38

The list of references acknowledged is not
intended to be all encompassing; instead it seeks
to exemplify the evidence base in this area.

Strategies for optimal 
information provision
The delivery of information interventions is
guided not only by the type of information, but
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also the approach to delivery. The following
outlines some of the key factors that are
important to consider when providing
information to family carers. To complement the
information provision strategies, key questions
that may assist healthcare professionals to meet
such information needs are offered. The
questions have been developed based on our
clinical and research experience. These
approaches require testing for their effectiveness
by future researchers and are not intended to be
prescriptive, but rather to serve as cues for
consideration when interacting with carers.

Promoting a conducive environment
Carers often consider their personal needs as less
important than those of the person who is
dying.19 It is, therefore, important that
healthcare professionals reinforce the
importance of carer needs and create an
opportunity to address specifically carer needs.

The key questions suggested to assess carer
information needs are less effective if an optimal
environment for communication exchange
between the healthcare professional and carer is
not fostered. Provision of a private time and
location for this exchange enhances attention to
a family’s needs. Furthermore, carers require
time to make sense of the information that they
receive.19 Healthcare professionals cannot
assume that provision of information is only
suitable at one point in time. Carers need advice,
recognition of their circumstances,
endorsement of their worth and above all, an
opportunity to talk.15 Family members’ needs for
open and honest information from healthcare
professionals is consistently reported in
literature spanning more than a decade.28,39–41 It
appears that this need endures as a priority.12,14

To provide an optimal environment for
discussion it is important to incorporate
principles of therapeutic communication. Time

Table 1. Recommended information and supporting empirical rationale as identified 
in the literature

Type of information Supporting empirical rationale References
Preparatory information regarding Helps carers to anticipate the course of the patient’s illness 11,17,19–23
typical aspects of the role and provides carers with an outline of what to expect

Carer rights Ensures that carers are aware that they have a choice with 17,24,25
regard to the level and type of care they provide

Patient’s medical condition and treatment Helps carers to have realistic expectations and to be able 24,26–29
plan (upon patient approval) to plan for the future

Acknowledging the difficulties of responding Recognition that some people find it difficult to accept 30
to a relative’s palliative diagnosis that a relative is dying

Assessment and management of Reduces trial and error approaches that may be 19,29,31
patient symptoms detrimental to the patient’s wellbeing

Hygiene and ambulatory care Promotes safety 32,33

Financial implications of caring and Provides carers with realistic insight into the costs 32
potential reimbursements associated with supporting a dying relative

Coping skills Helps carers to respond to the emotional implications 24,32
of caring for a dying relative

Potential impact of relationships with Carers need to be made aware that the patient’s illness 24,26,31
the patient and with family members can put a strain on the entire family

How to access resources Carers not only need to be told about resources that are 24,29
available but also how to access them

Problem-solving skills Helps carers to assess and respond to issues 13,34

Potential carer rewards and satisfaction Carers are often advised of the challenges of caring 15,17
but not of the potential personal gains and rewards

Enhancing carer competence In order to gain satisfaction from caring, family members 25,34
usually need to feel confident about their skills

Respite Carers need to be provided with ways of taking 15,32
a break from the role

Signs that death may be approaching Helps carers to prepare for impending death 14,30,35,36

Responding to the dying process; Provides carers with an opportunity to ‘say goodbye’, 26,31,37,38
the death and bereavement prepare for the funeral and raises awareness of common 

bereavement issues and resources
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alone with the carer(s) to discuss issues, without
their ill relative present, may be beneficial.

It may be difficult to attempt to meet the
needs of all significant family members. Hence,
an appropriate starting point for family
information support may begin with the
primary family carer, who could also be asked to
communicate relevant information to other
family members.32 In some instances, however,
this will not be suitable and communication
with different family members at various time
points or as a group may be necessary to address
the specific concerns of individuals. 

Carers needs should be assessed regularly.
Carers appreciate having continuity of
information and regular contact with the same
healthcare professionals as they may not want to
ask questions or raise issues with strangers.42,43

The optimal situation would incorporate care
provision where continuity and consistency are
provided.44 Key questions to promote an optimal
environment for assessing needs include: 
● I would like to ask you a few questions to

learn more about what sort of information
you might need to help you 

● When and where would be a convenient time
for you to discuss the situation?

● Would you like to have your unwell
relative/friend or any other family/friends
present during our discussion?
Family meetings can be an extremely valuable

means of assessing and delivering information,
but must be sensitively used and well co-
ordinated.45 Family meetings can be held in any
setting and are most useful at times when
important decisions are required (for example,
determining the site of care or considering the
need for additional support). Clear aims and
objectives help healthcare professionals to
achieve positive family outcomes. In addition,
when one person chairs or leads the meeting,
this helps to ensure that the views and needs of
all are heard and attended to. Consideration
should be given to who attends the meeting; if
too many healthcare professionals are present,
this may not allow all parties to contribute
effectively and may be overwhelming.
Healthcare professionals must also be attentive
to emerging family concerns that may arise in
the meeting and flexible enough to adapt the
meeting to respond to individual family needs.

Information according to individual carer’s needs
Understanding the carer’s perspective of the
caring situation enhances intervention success.

Assessment of the carer’s needs for information
is a key starting point.15,46 Rose et al also
acknowledge the importance of an
individualised carer assessment, arguing that
healthcare professionals should not assume that
family needs will be similar within a family
unit.47 Grbich et al found that, although the
majority of carers wanted clear information, a
few family members they studied preferred not
to know specific details about the patient’s
illness all at once.14 Healthcare professionals
must be careful not to assume that if some
information is good, more is better. A ‘bigger
dose’ of information may not necessarily
correlate with enhanced carer adjustment.48

Information interventions should be provided
in accordance with assessed need, provided at
the pace and in the amount that the individual
family member is able to receive. Key questions
to ask include:
● What do you find most challenging at 

the moment?
● What information do you need now to help

you with the situation(s)?
● What information might you need 

later to assist you to care for your
relative/friend?

● What are some of the resources from the
palliative care service that you are aware of?

● How would you access these resources? Do
you need help to do so?

Family meetings
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valuable means
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delivering
information 
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● How might you respond if your relative had
an increase in pain or nausea?

● Do you have any questions at all about 
your relative’s care; yourself or the palliative
care service?

Providing a variety of resources
Once an understanding of the carers’
information needs is established, it is important
to offer resources that can reinforce the
information provided verbally. People who are
anxious or in crisis often find it difficult to filter
and retain verbal information.24 Moreover,
adults learn in different ways and thus, carers
need a variety of formats from which to choose
information pertinent to their role.17,22 Written
brochures are useful and, if available, audio or
video tapes may reinforce or extend information
provided.43,49 Carers have also recommended
that home videos in a range of languages be
developed, explaining palliative care and the
implications of supporting a person with
advanced cancer. Personalised information
packages for carers have been recommended and
may be an ideal approach, with provision for
additional tailored information supplements
according to individual family carer needs.14 Key
questions to ask include: 
● Have you been made aware of some of the

written information resources (for example,
brochures) with regard to supporting
someone with palliative care needs?

● Would you be able to access these resources
easily or would you like some help to know
how to go about finding more?

● Some people find it helpful if I write down
any information that arises from our
discussion that might be useful to you.
Would you like me to do this for you?

Providing appropriate information
Information, that is easy for carers to
understand, also aids learning.19 The content
should be provided at a level that is relevant to
the carer’s educational background and
experience.13 Payne et al’s survey50 of the written
information provided to patients and carers in
palliative care units in the UK revealed that the
quality of these publications was mostly
suboptimal. More than 1,000 different types of
leaflets were being used, 89% of which were
internally produced, with most relating to
specific information about the respective
palliative care unit. The documents were
evaluated for readability and it was estimated

that 64% were difficult to read. The authors
concluded that many patients and their families
might be unable to find adequate information
about palliative care services and treatment
options and called for urgent improvements in
the standard of written information. Key
questions to promote information provision
according to educational level include:
● Can you think about your own way of

learning new information, and let me 
know what are the best ways for you to
receive information?

● Would it help if we went over again, some
things we have spoken about in the past?

● Would you like me to demonstrate a task for
you or I can watch you undertake the task
and provide feedback?

● It is very common for people to forget new
information, so I am quite willing to repeat
information. So please let me know if this
would be helpful.

Provision of information at critical points
Comprehensive supportive information is
particularly important at critical transition
points, especially at the start of caring or at the
end of a period of active care. The preparedness
of a carer at the start of caring is a major factor
influencing the future burdens of care.15 Carers
have expressed a need for information to be
offered early in the caring role. Adam36 sought to
identify whether carers of dying patients at
home had received enough information in the
acute hospital, before discharge, to help them to
prepare for their caring role. The qualitative
study revealed that one-third of carers (n=12)
were dissatisfied with the information received.
Few carers were offered a role in care within the
hospital setting, half the carers found
administering medications stressful and believed
that they had not received adequate information
to prepare them for this role. Other examples of
critical caring points include: when the patient
requires hospitalisation; when the carer is
finding the role particularly difficult to manage;
and when it appears that the patient’s death
may be imminent.

Documenting, planning and evaluating
information issues
If healthcare professionals are to address
comprehensively the information needs of
carers, it is paramount that the assessed needs
are documented in the plan of care.46 The plan
needs to incorporate who the information is
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for, precisely what information is required, how
the information has been delivered (and via
what means) and what information is still
required, when, by what means and by whom.
Furthermore, strategies need to be put in place
that allow for evaluation of information-
focused interventions. Interdisciplinary team
meetings may assist in this process.

Conclusion
These guidelines provide a vehicle for moving
closer to evidence-based practice in the
provision of carer information. The strategies
outlined for improving approaches to
information provision are drawn from the
literature and our experiences. In response to
immediate family care needs, we propose that
these guidelines will assist healthcare
professionals in being more effective in
providing the type of information carers require
in a manner that is most helpful to them.

In the longer term, it is desirable that these
best practice suggestions translate into
evidence-based strategies. Without achieving
the latter goal, we may not be meeting the
needs of family carers of palliative care
patients. Therefore, future research in this area
must move beyond the assessing of
information needs, to the testing of structured
approaches to information delivery.

References
1. Andershed B, Ternestedt B. Involvement of relatives in the care of
the dying in different care cultures: involvement in the dark or the
light? Cancer Nurs 1998; 21(2): 106–116. 
2. Kissane D, Bloch S, Burns W, McKenzie D, Posterino M.
Psychological morbidity in the families of patients with cancer. Psycho-
Oncology 1994; 3: 47–56.
3. Stajduhar K, Davies B. Death at home: challenges for families and
directions for the future. J Palliat Care 1998; 14: 8–14. 
4. World Health Organization. Cancer Pain Relief and Palliative Care. Report
of a WHO Expert Committee. Geneva: World Health Organization, 1990.
5. Cheng W, Schuckers P, Hauser G et al. Psychosocial needs of family
caregivers of terminally ill patients. Psychol Rep 1994; 75: 1243–1250.
6. Decker S, Young E. Self-perceived needs of primary caregivers of
home-hospice clients. J Comm Health Nurs 1991; 8(3): 147–154. 
7. Grobe M. Needs assessment for advanced cancer patients and their
families. Oncol Nurs Forum 1982; 9: 26–30. 
8. Kutner J, Steiner J, Corbett K, Jahnigen D, Barton P. Information
needs in terminal illness. Soc Sci Med 1999; 48: 1341–1352. 
9. Houts PS, Rusenas I, Simmonds MA, Hufford DL. Information needs
of families of cancer patients: a literature review and
recommendations. J Cancer Educ 1991; 6(4): 255–261.
10. Hardwick C, Lawson N. The information and learning needs of the
caregiving family of the adult patient with cancer. Eur J Cancer Care
1995; 4: 118–121. 
11. Rose K. A qualitative analysis of the information needs of informal
carers of terminally ill cancer patients. J Clin Nurs 1999; 8: 81–88. 
12. Thielemann P. Educational needs of home caregivers of terminally
ill patients: literature review. Am J Hosp Palliat Care 2000; 17: 253–257. 
13. Bucher J, Houts P, Nezu C, Nezu A. Improving problem-solving
skills of family caregivers through group education. J Psychosoc Oncol
1999; 16: 73–84. 
14. Grbich C, Parker D, Maddocks I. Communication and information
needs of caregivers of adult family members at diagnosis and during
treatment of terminal cancer. Prog Palliat Care 2000; 8: 345–350. 
15. Nolan M, Grant G, Keady J. Understanding family care. Buckingham:
Open University Press, 1996. 
16. Given B, Given C, Kozachik S. Family support in advanced cancer.
CA Cancer J Clin 2001; 51: 213–231. 
17. Hudson P, Aranda S, McMurray N. Intervention development for
enhanced lay palliative caregiver support – the use of focus groups. Eur
J Cancer Care 2002; 11(4): 262–270.

18. Calman K, Hanks G. Clinical and health services research. In: Doyle
D, Hanks G, MacDonald N (eds). The Oxford Textbook of Palliative
Medicine, 2nd edn. Oxford: Oxford University Press, 1998: 159–165. 
19. Kristjanson L. Families of palliative care patients: a model for care.
In: Aranda S, O’Connor M (eds). Palliative Care Nursing. A Guide to
Practice. Melbourne: Ausmed Publications, 1999: 279–293. 
20. Lewis F. Strengthening family supports: cancer and the family.
Cancer 1990; 65: 752–759. 
21. Scott G, Whyler N, Grant G. A study of family carers of people with
life-threatening illness: the carers’ need analysis. Int J Palliat Nurs 2001;
7: 290–330. 
22. Steele R, Fitch M. Needs of family caregivers of patients receiving
home hospice care for cancer. Oncol Nurs Forum 1996; 23: 823–828. 
23. Rhodes P, Shaw S. Informal care and terminal illness. Health Soc
Care Community 1999; 7: 39–50.
24. Sankar A. Dying at Home: A Family Guide for Caregiving, 2nd edn.
Baltimore: The Johns Hopkins University Press, 1999. 
25. Nolan M. Positive aspects of caring. In: Payne S, Ellis-Hill C (eds).
Chronic and Terminal Illness. New perspectives on caring and carers.
Oxford: Oxford University Press, 2001: 22–44. 
26. Kissane D. A model of family-centred intervention during palliative
care and bereavement: focused family grief therapy. In: Baider l,
Cooper C, De-Nour A (eds). Cancer and the Family. Chichester: John
Wiley and Sons, 2000: 175–192. 
27. Medigovich K, Porock D, Kristjanson L, Smith M. Predictors of
family satisfaction with an Australian palliative home care service: a
test of discrepancy theory. J Palliat Care 1999; 15: 48–56. 
28. Harrington V, Lackey N, Gates M. Needs of caregivers of clinic and
hospice cancer patients. Cancer Nurs 1996; 19: 118–125. 
29. Barg F, Pasacreta J, Nuamah I et al. A description of a
psychoeducational intervention for family caregivers of cancer
patients. J Fam Nurs 1998; 44: 394–413. 
30. Vachon M. Psychosocial needs of patients and families. J Palliat
Care 1998; 14: 49–56. 
31. Wein S. The family in terminal illness. In: Baider L, Cooper C, De-
Nour A (eds). Cancer and the Family, 2nd edn. Chichester: John Wiley
and Sons, 2000; 427–439. 
32. Scott G. A study of family carers of people with a life-threatening
illness: the implications of the needs assessment. Int J Palliat Nurs 2001;
7: 323–330. 
33. Cawley M, Gerdts E. Establishing a cancer caregivers program: an
interdisciplinary approach. Cancer Nurs 1988; 11: 267–273. 
34. Houts P, Nezu A, Nezu C, Bucher J. The prepared family caregiver: a
problem-solving approach to family caregiver education. Patient
Education and Counselling 1996; 27: 63–73. 
35. Hull M. Coping strategies of family caregivers in hospice and home
care. Oncol Nurs Forum 1992; 19: 1179–1187. 
36. Adam J. Discharge planning of terminally ill patients home from an
acute hospital. Int J Palliat Nurs 2000; 6: 338–345. 
37. Lev E, McCorkle R. Loss, grief and bereavement in family members
of cancer patients. Semin Oncol Nurs 1998; 14: 145–151. 
38. Grbich C, Parker D, Maddocks I. The emotions and coping
strategies of caregivers of family members with a terminal cancer. J
Palliat Care 2001; 17: 30–36. 
39. Skorupka P, Bohnet N. Primary caregivers’ perceptions of nursing
behaviours that best meet their needs in a home hospice setting. Cancer
Nurs 1982; 5: 371–374. 
40. Kristjanson L. Quality of terminal care: salient indicators identified
by families. J Palliat Care 1989; 5: 21–28.
41. Hull M. Family needs and supportive nursing behaviours during
terminal cancer: a review. Oncol Nurs Forum 1989; 16: 787–792. 
42. McIntyre R. Support for family and carers. In: Lugton J, Kindlen M
(eds). Palliative Care. The Nursing Role. Edinburgh: Churchill
Livingstone, 1999: 193–215. 
43. Smith P. Who is a carer? Experiences of family caregivers in
palliative care. In: Payne S, Ellis-Hill C (eds). Chronic and Terminal
Illness. New perspectives on caring and carers. Oxford: Oxford University
Press, 2001: 83–99. 
44. Rose K. A longitudinal study of carers providing palliative care. In:
Payne S, Ellis-Hill C (eds). Chronic and Terminal Illness. New perspectives
on caring and carers. Oxford: Oxford University Press, 2001: 64–82. 
45. Aranda S, Milne D. Guidelines for the assessment of complicated
bereavement risk in family members of people receiving palliative care.
Melbourne: Centre for Palliative Care, 2000. 
46. Brinson S, Brunk Q. Hospice family caregivers: an experience in
coping. Hosp J 2000; 15: 1–11. 
47. Rose K, Webb C, Wayers K. Coping strategies employed by informal
carers of terminally ill cancer patients. J Cancer Nurs 1997; 1: 126–133. 
48. Robbins M. Evaluating Palliative Care: Establishing the Evidence Base.
Oxford: Oxford University Press Inc., 1998. 
49. Schmall V. Family caregiver education and training: enhancing self-
efficacy. J Case Manage 1995; 4: 156–162. 
50. Payne S, Large S, Jarrett N, Turner P. Written information given to
patients and families by palliative care units: a national survey. Lancet
2000; 355: 9217. 

Peter Hudson, Senior Lecturer, University of
Melbourne; Sanchia Aranda, Professor/Director of
Cancer Nursing Research and Education Centre,
Melbourne; Linda Kristjanson, Professor of Palliative
Care, Edith Cowan University, Churchlands, Australia

Communicat ion


