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ROsemARie A. Tucci, RN, msN

With advances in cancer care creating 
opportunities for more outpatient 
treatment and changes in health care 

payment and delivery leading to shorter hos-
pital stays, the responsibility for care of cancer 
patients is falling increasingly on family members. 
Without medical training, these family members 
are now taking on tasks that only hospital staff 
used to be responsible for. In addition to asking 
family members to join the patient at doctors’ 
appointments and to communicate with health 
care professionals regarding expectations for and 
possible side effects of treatment, we now must 
train them to manage equipment and schedules—
tasks that they may be ill-prepared to take on. 

Nine core caregiving processes reflect the 
responsibility that family members take on when 
caring for a cancer patient in the home: 

Monitoring or ensuring that changes in the •	
patient’s condition have been noted
Interpreting (making sense of what has been •	
observed)
Participating in decision making•	
Taking action or carrying out decisions and •	
instructions
Providing hands-on care•	
Making adjustments or adjusting actions based •	
on the patient’s responses to the actions
Accessing resources that will be needed to •	
care for the patient
Working to provide the needed care without tak-•	
ing away the patient’s sense of independence

pu
n

c
h

st
o

c
k

Preparing family members to 
care for the patient at home
the trend toward outpatient cancer care has shortened hospital stays and 
shifted responsibility onto family members without medical training.
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health care professionals. The COPE model not only provides 
educational sessions, including handouts to be used by caregiv-
ers when in the home, but also examines the problem-solving 
skills of caregivers and works to bolster those skills as needed. 
Pasacreta and colleagues incorporated symptom management, 
skills, and medication management into a three-session edu-
cational and support program that increased confidence in 
participants who attended.7,8 Caregiver perceptions of their 
own health also increased over time.8

WHAT HAPPeNs iN THe ReAL WORLD
While both of these models report excellent results for support 
in the home care environment, is it reasonable to expect that 
hospitals today can provide the necessary level of education and 
support? If not, then what is the best practice seen today?

Most health care providers, when preparing patients and 
families for the transition from hospital to home, recognize 
the need for home care follow-up. Usually, a multidisciplinary 
discharge team discusses the needs the patient will have at 
home and arranges for a consultation before the patient is 
discharged. During this consultation, family members learn 
such techniques as wound care, Foley catheter care, or how 
to walk with a patient utilizing supportive equipment. In 
other cases, the patient is sent home with educational mate-
rial that the family will need to review. (Hopefully, the 
material includes pictures that show the “how” of doing 
something in addition to explaining “why” it is necessary 
to do.) Then, when the home care intake nurse arrives in 
the home, the nurse will review the information again. If 
toilet risers, walkers, or other adaptive devices are to be used, 
these are usually delivered by a durable medical equipment 
company. A few durable medical equipment companies 
have drivers who can educate family caregivers on the 
use of their equipment, but unless the driver is delivering 
oxygen supplies (most such drivers can educate caregivers), 
this is unlikely. So what do families do in that case? Again, 
the responsibility to educate falls to the home care nurse. 
However, these nurses are not usually scheduled to visit the 
home on the day of discharge. 

ONLiNe eDucATiON ResOuRces 
A number of Web sites provide excellent educational materials 
for caregivers (and patients), if they know where to look. 

The American Cancer Society’s www.cancer.org has  •	
several articles on how to care for a cancer patient at home.9 
These articles not only look at how to provide care, they 
also offer strategies for coping as a caregiver, what to do 
when the patient nears the end of life, and how to connect 
with other caregivers for support. 

Navigating the health care system to provide appropri-•	
ate care.1

THe NeeD FOR eDucATiON
Although caregiving is never easy for family members, health 
care professionals must try to make it easier by educating, 
demonstrating, and providing resources. Some of the tasks 
that family members may be asked to take on include admin-
istering medications (including managing pain), providing 
oxygen support, caring for wounds, managing Foley catheters, 
bathing, transferring from bed to chair, and making the home 
safe for medical supports such as walkers or oxygen equip-
ment. According to the National Cancer Institute, receiving 
care at home offers the patient the benefits of remaining with 
family and friends in familiar surroundings; but in exchange, 
it requires families to address new issues and cope with all 
aspects of the patient’s care. A team approach involving the 
patient, family, physicians, nurses, social workers, physical 
therapists, and others is essential.2

Over the past quarter-century, significant research into 
the roles and needs of caregivers has found that what they 
require first and primarily is education.3 Education allows 
caregivers (and patients) to understand the disease and the 
symptoms that will require management, to comprehend 
treatment options, and to learn to use equipment.4 But 
understanding how the family functions and what will 

work in the home also requires the support of home health 
care professionals who have the time and educational tools 
to work with patients and family members in the home set-
ting. One helpful handout is A Family Caregiver’s Guide 
to Hospital Discharge Planning, available online from the 
National Alliance for Caregiving.5 This resource discusses 
what the hospital will provide for caregivers and what to 
expect from the discharge planning process.

Houts and colleagues describe a program based on problem-
solving and caregiving that is designed to empower family 
members and decrease the caregiver stress.6 This program—
known as COPE, for Creativity, Optimism, Planning, and 
Expert information—teaches caregivers how to plan, coor-
dinate, and modify as needed care plans given to them by 

A number of Web sites provide  
excellent educational materials for 
caregivers (and for patients), as  
long as they know where to look.
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sites are to be trusted, so the health care team must provide 
appropriate datasheets and resources for the patient and 
family prior to discharge.

PRePARiNG mATeRiALs FOR PATieNTs AND FAmiLies
What should be included on the educational sheets given 
to patients and family members before hospital discharge? 
Essential information includes details about what caregivers 
are about to undertake (for example, if giving IM injections is 
required, explain that IM means intramuscular and describe 
what an IM injection is), definitions of medical terms, pic-
tures of any equipment involved, and how to get questions 
answered. The material should be written at about a third-
grade reading level to make it understandable to as many 
people as possible. Each paragraph should have a clear topic 
sentence, and details should follow (for example: “Proper 
use of your inhaler will help you breathe easier. Here are 
the reasons why…”). The material should emphasize the 
benefits of performing the task as directed.14 

Another thing to consider when preparing family members 
to care for someone at home is schedules—both the patient’s 
and the caregiver’s. Suppose, for instance, that the patient 
must take a medication 4 times each day. In the hospital, 
routinely this could mean on a 6-12-6-12 schedule. Is this 

Another useful resource is CancerCare Connect at www.•	
cancercare.org.10 Their material focuses on the psychosocial 
issues surrounding cancer care at home, including how 
to handle holidays and special occasions, and how to ask 
for or agree to assistance from others. 
Other Web sites explain the use of devices such as oxy-•	
gen tanks. One such site, www.dgoh.nhs.uk/home/_ 
public/_servportals/respiratory/oxygen.asp, also provides 
information on using an oxygen concentrator and the 
safety requirements for oxygen use—such as the need to 
avoid smoking and open fires and to post signage to let 
others know that oxygen is in use.11 
One Web site, www.clicsargent.org.uk/Home, deals with •	
the specific needs of children and young people with cancer 
up to age 24 years.12 Designed to improve the care and sup-
port that is delivered to this group outside of the hospital 
setting, this resource is an excellent one for anyone caring 
for children and young adults with care. Unfortunately for 
those living outside of the United Kingdom, the site refers 
to resources such as children’s’ trusts, which are local part-
nerships of organizations that provide services for children 
items and are not available in other countries. In many 
parts of the United States, however, similar groups can be 
found. For example, Ronald McDonald House provides 
housing for families when the children are hospitalized 
and also offers resource lists and support when the child is 
home.13 Their Web site, http://rmhc.org/, gives additional 
information on their available locations and activities. 
These and other Web sites offer excellent information, but 

others are not as good. Family members who are not trained 
medical professionals will not necessarily know which Web 

FiGuRe 1. sample daily calendar

Time sunday monday Tuesday Wednesday Thursday Friday saturday

Breakfast

potassium X

lasix X

calcium X

oxycontin X

lunch

tamoxifen

dinner

oxicontin

calcium

Bedtime

The essential information includes  
definitions of medical terms, pictures 
of any of the equipment involved, 
and how to get questions answered.
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medication and when to complete tasks such as wound care 
or Foley care that need to be once or twice daily. Weekly 
or monthly calendars for events (doctors’ visits, home care 
nurses, physical therapy visits, medical equipment deliveries,  
or medication renewal calls) are also extremely helpful, 
especially if the caregiver is elderly. Figure 1 and Figure 2 
provide examples of such calendars.

cONcLusiON
More cancer care is being delivered on an outpatient basis, 
and this trend will continue. These changes in health care 
delivery have shortened hospital stays and shifted the respon-
sibility for much care onto family members with no medical 
training. In addition to accompanying the patient to doc-
tors’ appointments and communicating with health care 
professionals regarding expectations for and the possible side 
effects of treatments, caregivers are being asked to manage 
equipment and schedules—complex tasks that they need to 
be prepared to take on. 

The nine core processes that reflect the caregiving respon-
sibility are the points that health care professionals need to 
make sure we address when beginning the discharge planning 
process with and for patients in our institutions. Education 
and hands-on demonstrations whenever possible are essential 

a schedule that will work at home? Most caregivers would 
probably say No, as this schedule allows little time for their 
own sleep. Will breakfast, lunch, dinner, and bedtime work 
instead? The answer will depend on the medication, but it 
might—and it is something that will need to be reviewed 
with the family. 

Another schedule-related question involves when diuretics 
should be given. Most family members would probably agree 
that bedtime is not an appropriate time since they might be 

needed to assist the patient to the bathroom. If the caregiver 
is not made aware of this issue, however, the patient might 
indeed end up taking the diuretic at bedtime and having to 
urinate through the night. 

Developing a daily calendar of things that need to be done 
is helpful. The calendar can include when to administer 

FiGuRe 2. sample two-week calendar

Date sunday monday Tuesday Wednesday Thursday Friday saturday

1

2 visiting nurses 
2 pm 

3 physical therapy, 
10 am

4

5

6

7

8 medical oncology 
9:30 am

9

10

11

12

13

14

Resources, whether online, in print, 
or available by phone contact, are 
important pieces of the overall home 
care planning for cancer patients.
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pieces of the overall health care continuum that begins with 
entry into the hospital system and ends when the patient no 
longer requires services. This continuum covers diagnosis 
through survivorship and/or death, with special emphasis on 
the needs of the caregiver throughout the process. Additional 
resources, whether online, in print, or available by phone 
contact, are important pieces of the overall care planning 
that needs to occur if cancer patients are to return home and 
remain safe in that environment. n

Ro Tucci is the manager for oncology research and data services at 
lankenau hospital, Wynnewood, pennsylvania, and a member of the 
Oncology Nurse Advisor editorial board.
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