Effects of guiding informal caregivers of
terminal cancer patients who stay at

home, by district nurses who are

specialized in palliative care / oncology.
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care provided to them and the patient they take care of, to experience a less heavy burden,
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Uitkomstmaten

Primaire uitkomstmaten

1. Satisfaction of the informal caregivers with the care provided to them and the patient they
take care of. Measured at baseline and eight weeks later, with the Maastricht measuring-
Instrument

Satisfaction Terminal Care (in Dutch: Maastrichts meetinstrument Tevredenheid Terminale
Zorg - MITTZ);<br>

2. Burden perceived by the informal caregivers. Measured at baseline and eight weeks later,
with the Caregiver Reaction Assessment-Dutch (CRA-D); <br>

3. Health of the informal caregivers, measured at baseline and eight weeks later, with the
MOS 36-item Short Form Health Survey (SF-36).

Toelichting onderzoek

Achtergrond van het onderzoek

Within the scope of the present study, the effects of a guiding programme for informal
caregivers of terminal cancer patients who stay at home will be examined. The intervention is
carried out by district nurses who are specialized in palliatiev care / oncology.

The purpose of the study is twofold:

- first, to develop a training programme for district nurses, concerning the guidance of
informal caregivers of terminally ill cancer patients who stay at home, and

- second, to measure the effects of an experimental nursing intervention that is put into
practice by the nurses who followed the training programme.

The district nurses visit the informal caregivers in the experimental group four times during
one hour, over a period of six weeks. The nurses evaluate the situation of the informal
caregiver and the patient. On the basis of this information, they assess what kind of
information and support the informal caregiver needs. By doing so, guidance can be provided
with regard to the needs of the individual caregiver and with regard to the specific caregiving
tasks of thr informal caregiver in view of the patient's situation.

Outcome measures are:

1. Satisfaction of the informal caregivers with the care provided to them and the patient they
take care of;

2. Burden perceived by the informal caregivers;

3. Health of the informal caregivers;
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4. The use of health care facilities by both the informal caregiver and the patient.

Doel van het onderzoek

Informal caregivers in the experimental group are expected to be more satisfied with the
care provided to them and the patient they take care of, to experience a less heavy burden,
and to have a better health compared to the informal caregivers who are assigned to the
control group and will receive standard care.

Onderzoeksopzet

N/A

Onderzoeksproduct en/of interventie

Four one-hour home visits by district nurses who are specialized in palliative care / oncology
over a period of six weeks, in order to support informal caregivers in handling problems they
are faced with when taking care of a terminally ill cancer patient.

Next to the visits of the district nurses, informal caregivers in the experimental group receive
written information about self-care for informal caregivers and contact with other informal
caregivers. They also receive information about national and local organizations involved in
the care for informal caregivers.

Contactpersonen

Publiek

Comprehensive Cancer Center Limburg,
P.0.Box 2208

M. Dijk, van
Parkweg 20

Maastricht 6201 HA
The Netherlands
+31 (0)43 3254059

Wetenschappelijk

Comprehensive Cancer Center Limburg,
P.0.Box 2208
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M. Dijk, van
Parkweg 20

Maastricht 6201 HA
The Netherlands
+31 (0)43 3254059

Deelname eisen

Belangrijkste voorwaarden om deel te mogen nemen
(Inclusiecriteria)

Informal caregivers can enter the study if they take care of a patient who has been
diagnosed with cancer and has a life expectancy of less than four months.

Next to these criteria, the patient has to spend his last months largely at home and has to be
at least 18 years old.

Informal caregivers can also take part in the study if they are not involved in the care for the
patient at the moment, but are expected to be in the near future.

Belangrijkste redenen om niet deel te kunnen nemen
(Exclusiecriteria)

Informal caregivers who take care of a cancer patient with a life expectancy of less than two
months, because this interferes with the post-measurement eight weeks after inclusion.

Onderzoeksopzet

Opzet

Type: Interventie onderzoek
Onderzoeksmodel: Parallel

Toewijzing: Gerandomiseerd
Blindering: Open / niet geblindeerd
Controle: Actieve controle groep
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Deelname

Nederland

Status: Werving tijdelijk gestopt
(Verwachte) startdatum: 15-04-2005

Aantal proefpersonen: 90

Type: Verwachte startdatum

Ethische beoordeling

Positief advies

Datum: 29-08-2005
Soort: Eerste indiening
Registraties

Opgevolgd door onderstaande (mogelijk meer actuele) registratie
Geen registraties gevonden.

Andere (mogelijk minder actuele) registraties in dit register

Geen registraties gevonden.

In overige registers

Register ID

NTR-new NL124

NTR-old NTR157

Ander register : 25073

ISRCTN ISRCTN37522734
Resultaten

Samenvatting resultaten
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N/A
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