
Bind QI projects and present outcomes
to insurers, accreditors, and others
Massachusetts agency shows many QI successes

Since attention to costs and efficiency seemingly rules in these days
of the prospective payment system, the quality manager’s role
sometimes is overlooked. Quality is expected, right? Well, it might

be time for quality managers to dramatically display just how impor-
tant quality improvement (QI) projects are to a home care agency. And
they can do this by creating a QI notebook or binder.

The book should be brief and indexed so a quality manager easily can
find a particular project, results from customer satisfaction surveys or
Outcome and Assessment Information Set (OASIS) benchmarking, sug-
gests Diane Leclair, MSN, RNC, director of quality management at the
Community Nurse Association of Fairhaven Inc. in Fairhaven, MA. The
agency serves southeastern Massachusetts from four offices.

Leclair created her agency’s QI binder as a way to organize perfor-
mance improvement projects and their outcomes. The book allows her
and other home care managers to see at a quick glance how the agency
is doing on ongoing QI projects, and it serves as documentation of
progress on problem areas, which makes it ideal for showing to state
regulators or surveyors for the Joint Commission on Accreditation of
Healthcare Organizations in Oakbrook Terrace, IL.

QI binder is good HMO marketing tool

It also works well as a marketing tool to show to payers, a presenta-
tion tool for the agency’s board of directors, and a community outreach
tool when managers speak to local groups about the agency.

“We hope to use it on an ongoing basis to show people,” Leclair says.
“We’ve been around for 85 years; we think we do a good job, and this
will give people a realistic picture of where we’re at, which areas we’re
trying to improve, and how we’re doing a good job.”

It may even help with contract negotiations between insurance

INSIDE

MAY
2000

VOL. 6, NO. 5
(pages 49-60)

American Health Consultants® is
A Medical Economics Company

■ Special binder showcases 
QI projects. . . . . . . . . cover

■ QI projects lead to
improved customer
satisfaction with pain
control, discharge planning,
other indicators . . . . . . . 50

■ Improve patient
adherence with these 
tips . . . . . . . . . . . . . . . . . 52

■ Use these tips in
promoting patient 
self-care . . . . . . . . . . . . . 53

■ Reduce the burden 
for caregivers of dementia
patients . . . . . . . . . . . . . 55

■ Use these educational
strategies to reduce stress
on caregivers . . . . . . . . . 59

NOW AVAILABLE ON-LINE: www.ahcpub.com/online
Call (800) 688-2421 for details.



companies and the agency.
“Just the other day, we got a call from an HMO

wanting information on quality improvement,
before renewing a contract, and they wanted us
to submit a QI plan,” Leclair says. “So I was so
glad I had decided to put this book together.”

Leclair pulled out some pertinent sections 
of the book, along with supporting graphics,
and copied them to show the HMO. If the book
hadn’t been available, it would have taken her 
a great deal longer to find and pull together all
of the important information, she adds. “I can
keep track of things with the binder.” 

The binder is a loose-leaf folder that is indexed
according to performance improvement activities.
The first section features the Joint Commission/
ORYX initiative. Scores and benchmarking com-
parisons about the ORYX indicators are included
in this part. For example, one of the agency’s
home care indicators is “How Patients Perceive
Their Involvement in Planning End of Services,
Discharge Planning.” 

The binder includes data on how well the
agency did on customer surveys that asked
questions about discharge planning. It has data
collection material and analysis, and includes 
an introduction that discusses why the agency
selected its particular indicators. When the Joint
Commission required two additional indicators,
those also were added to the section. (See story
on agency’s improvement to customer satisfac-
tion, right.)

Add JCAHO storyboards to binder

The agency, which was accredited with com-
mendation by the Joint Commission in 1998, will
have its Joint Commission storyboards in the
binder after the next survey, Leclair adds.

Since the agency has a hospice organization
that also has QI projects, Leclair includes those in
the binder, as well. 

In forming the book, Leclair met with the
agency’s quality improvement coordinator and
planned it jointly.

They included protocols and samples of the
agency’s customer satisfaction survey. The binder
also describes the purpose and scope of the
agency and its responsibilities for all staff with
regard to the survey.

“The binder is a joint effort,” Leclair says. “And
with it, I think we can demonstrate how everyone
in the agency — from administrator on down — is
involved with quality improvement.”  ■

Spiritual needs are part 
of move to improve agency
QI projects are for hospice and home care

Sometimes it’s not good enough to be average
when compared with other agencies on a par-

ticular quality improvement indicator.
At least that’s the philosophy at the Community

Nurse Association of Fairhaven Inc. in Fairhaven,
MA, which instead compares itself to the top 10%
performers nationwide on its customer satisfaction
survey.

The agency uses a patient satisfaction tool to
determine its indicators for the ORYX initiative,
which is required of agencies accredited by the
Joint Commission on Accreditation of Healthcare
Organizations of Oakbrook Terrace, IL. The
agency’s vendor, Fazzi Associates in Northamp-
ton, MA, provides the tool and the benchmarking
information along with a national patient satisfac-
tion database for home care, and the hospice sur-
vey is the National Hospice Organization’s family
satisfaction survey.

“We were receiving results we were happy
with, but we could see some areas in service
deliveries we could improve upon because we
benchmark against similar-size agencies,” says
Diane Leclair, MSN, RNC, director of quality
management for the agency.

For example, one of the home care indicators
relates to how well staff explained how services
were paid for. In the period of June-August 1998,
the agency scored 88% on that question, while the
top 10% of agencies included in the benchmarking
comparison had an average score of 91%. “So, we
thought this was an area we needed to improve,”
Leclair says.

Room for improvement

In the hospice area, the agency chose the indi-
cators relating to pain management and satisfac-
tion with spiritual needs. Results showed the
agency had some room for improvement. For
instance, on pain management, out of a perfect
score of 6.0, the agency scored 4.62 in a survey
conducted in 1997. The national hospice average
was 4.74.

On meeting spiritual needs, the agency in 1997
scored 4.2, and the national average was 4.43.

“Meeting spiritual needs is a big part of hospice,
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and we had to do something about that,” Leclair
says.

Here’s how the agency came up with solutions
to the various problems:

• Improving pain control.
The agency worked hard with a pain manage-

ment task force to improve staff’s response to hos-
pice patients’ pain. Its efforts paid off. By 1999, the
agency scored 5.09 on the indicator for pain man-
agement, compared with a national average of 4.64.

“We had meetings to identify where nurses feel
weakest in pain management assessment, and we
developed a pain scale that is used uniformly,”
Leclair says.

Hospice staff also follow the guidelines on
acute pain management that were put out by the
Agency for Healthcare Research and Quality in
Washington, DC. “We use that as our basis for
pain management,” Leclair adds.

Quality managers also conducted a needs
assessment, looking at various medical references
before creating a strategy to improve this area. Part
of the strategy included creating staff awareness
about pain management through the use of poster
presentations, inservices, and equipment training.

• Helping patients better meet spiritual needs.
Spirituality is such an important part of hos-

pice work that quality managers particularly
were concerned about the agency’s poor standing
in this area, Leclair says.

In 1998, the agency scored 4.36 out of a possi-
ble 6.0 on meeting patients’ spiritual needs, and
the national average was 4.68. “We thought, ‘Boy,
we’re not doing good here.’”

Spirituality vs. religion

In response, Leclair created a competency tool
that could be used by all disciplines. It was sim-
ple, with a selection of four articles about spiritu-
ality. She found the articles from magazines,
nursing journals, and staff referrals. Employees
would select one article to read and then write a
brief essay describing what they learned from
that article. Leclair made sure they had a quiet
room with a comfortable chair in which to do the
reading and writing.

“This was a real eye-opener for the staff,”
Leclair recalls. “What we found was a lot of our
staff thought spirituality had a lot to do with reli-
gion, and it really doesn’t.”

While spirituality might mean religion to
some people, it also can involve nonreligious
activities, such as yoga, meditation, reike, and

aromatherapy, she adds.
Quality managers arranged for the staff to take

inservices on spirituality, in addition to the com-
petency test.

The staff began to understand that spirituality,
as used in the hospice context, has less to do with
religion than it does to helping a dying people
feel connected to someone or something beyond
themselves.

Family satisfaction surveys showed that the
program worked. The hospice’s score in 1999 was
4.64, while the national average was 4.56.

• Providing better explanations about what
will happen with reimbursement and improv-
ing discharge planning.

The home care agency aimed high in those
areas, pushing staff to make its scores among the
top 10% in national benchmarking of the patient
satisfaction survey.

Since patients of recent years have been
unhappy with what they perceive as cutbacks to
home care services resulting from the Medicare
changes prompted by the Balanced Budget Act of
1997, quality managers wanted to make sure
patients understood the hows and whys of those
changes, Leclair says.

Taking the blame

“People were getting upset and didn’t fully
understand why Medicare wasn’t paying for
more visits,” she explains. Since Medicare
insisted that it wasn’t cutting service or bene-
fits, merely changing reimbursement through
the interim payment system (IPS) led to much
patient confusion, and blame sometimes was
directed to the agency.

The agency’s patient satisfaction scores
reflected this problem until after quality man-
agers addressed reimbursement discussions and
discharge planning as an important performance
improvement project. For example, while the
scores for the indicator about explaining reim-
bursement were off the mark in 1998, the agency
achieved its goal in the first six months of 1999
with a score of 91% that was identical to the aver-
age score of the top 10% of agencies.

The agency’s score for discharge planning for
June-August 1998 was 89%, and the top 10% was
93%. The agency’s last result from January-June
1999 was about 93%, the same as the national
average for the top 10% of agencies.

Quality managers educated employees about
reimbursement issues at staff meetings, and 
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they provided an update on documentation.
Consultants and other reimbursement experts
spoke to the staff about Medicare and Medicaid
regulations, explaining reimbursement from the
business side of a home care agency, Leclair says.

New staff receive a self-learning packet and
post-test on Medicare.

The agency also diverted two nurses to the role
of case review nurse for which they review all
patient records for accuracy in billing. These
nurses do not have patient loads, Leclair notes.
“They make sure the documentation is reflective
of the appropriateness of service, which helps
with all the indicators we have chosen.”

Case review nurses also meet with clinicians
and discuss their utilization patterns, she adds.
“A case review nurse might say, ‘I was looking
at this and I think we could have kept a home
health aide in there a little bit longer, so why did
you keep the aide in three times a week for three
weeks and then discharge?’”

Making positive change

The case review nurse might suggest the clini-
cian follow a different utilization pattern, one that
perhaps would be more satisfying to patients. For
example, they could just decrease the aide’s visits,
but keep the aide in a little longer, Leclair suggests.

Quality managers also held inservices with lec-
tures and role playing on techniques for talking
to patients about decreasing their services.

“We do not want to short-change patient’s care,
so we make sure clinicians are aware of which
community services are out there and who can
provide a patient with services if we need to pull
out,” Leclair says.

For instance, a patient who has some difficulty
preparing lunch might quality for a Meals on
Wheels program.

“We also stressed to staff the importance of
planning the end of service and making sure they
are talking with patients about discharge at the
admission visit,” Leclair says. “No longer can you
come in and say, ‘I’m going to see you for nine
weeks,’ because we can’t do that anymore.”  ■

Follow these simple tips to
improve patient adherence
These days, home care patients have a lot to learn

Shorter hospital stays have resulted in patients
being sent to home care with a lot of instruc-

tions and less time in which to learn them.
This means home care nurses have their jobs

cut out for them.
“We need to educate patients more than once:

before surgery, afterward, and when they are sent
home,” says Sharon Henry, RN, BA, product line
director of CV Respiratory Care and CV Nursing
Services of Mercy and Unity Hospitals in
Minneapolis. The integrated delivery system is
part of Allina Hospitals and Clinics and includes
a home care agency.

Patients often do not follow instructions
about managing their disease or care because
they fail to understand what is required of them
or lack enough assistance to carry out the plans,
Henry says. “Typically, people are not compli-
ant because they don’t have the social support
system to help them.” 

Home care agencies can help them find appro-
priate social support and help improve their edu-
cation. “Education is much more of a continuum
of care issue,” Henry notes. Therapists should
give patients only the information they need at
certain points in their therapy, he adds, and wait
until their therapy progresses before providing
more complex information.

Henry also suggests nurses bring all patient
education down to the third-grade level and not
assume that everyone will read.

She offers these strategies for improving
patient adherence and education:

• Provide case management.
This is particularly important for patients who

are more vulnerable to not adhering to a plan of
care, including patients with congestive heart
failure (CHF), Henry says.

CHF patients tend to be older and less willing
to learn technology that could aid them in man-
aging their disease, so education and case man-
agement are especially important, she adds.

A case manager might follow the patient from
the hospital or emergency department into home
care. “These case managers keep patients in a
compliance mode and provide an intense pro-
gram in the beginning,” she says.
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The idea is for clinicians to repeat the exercises
and medication explanations that the patient first
heard in the hospital. “Repeat the information on
diet and what to buy in the grocery store and what
to avoid. Repeat it over and over,” Henry adds.

What works best is for the patient to meet with
a nurse case manager who asks direct questions,
such as these:

— Do you have enough money to buy your
medications?

— Do you have a support system or family to
take care of you?

— Do you understand what you need to buy at
the grocery store?

— Do you have someone who can take you to
the grocery store or go there for you?

— Do you understand about the sodium
content of fruits?

— Are you eating tuna or other foods with
sodium?

— Do you know of some community agencies
that can help you?

• Help patients remove obstacles. Henry
advises nurses to always listen closely to what
patients are saying — both their indirect and
direct messages — because these will have some
clues about why the patient is not adhering to a
particular direction.

For example, a patient with CHF might feel
that he is going to die pretty soon anyway, so
why bother to follow all of these instructions. The
nurse, who perceives that the patient is depressed
and feeling as though all of the efforts are futile,
can address this by talking about how the patient
will feel better right here and now by following
those instructions.

• Convince patients that they’ll feel better if
they comply. “Patients want to feel better, and
you can say, ‘If you do these things I’ve outlined
for you, you’ll have a better quality of life; and
while you’re living, you’ll feel better and feel like
doing more, like taking a walk around the
block,’” Henry explains.

Home care staff can help patients get in touch
with social service and community agencies that
could provide them with help with medications,
activities of daily living, and other problems.

Home care agencies can also solve simple med-
ication problems by having preprinted physician
orders that will permit nurses to change or
increase medications as needed. These orders
give them some latitude and often are used for
CHF and chronic obstructive pulmonary disease
populations, Henry explains.

Transportation might also be an obstacle for
patients, and again a home care agency might be
able to find local resources to help with that.

• Give patients cues to help with medication
adherence. “Typically, nurses are good at teach-
ing patients how to lay out their medications,”
Henry says.

Strategies include giving the patient pill boxes
with divisions for each day.

Also, home care nurses should reinforce the
physician’s instructions about the medication, as
well as modifying the education to fit the patient’s
lifestyle. For example, a patient who is concerned
about money might decide to take only half of the
pills that the physician prescribed for each day.
It’s the nurses’ job to explain how a CHF patient,
for example, must take all of the pills in order to
keep the fluid out of the ankles, and taking only
half of them will not help.

Nurses need to explain how the physician pre-
scribed the medications according to the patient’s
specific needs, and maybe some pills must be taken
in the morning with breakfast and others at night
before bed.

For example, home care nurses might learn
that a CHF patient puts off taking the evening
diuretic because the patient wants to play bridge
with friends and is embarrassed by having to
continually get up to go to the bathroom.

“The nurse will need to talk about the conse-
quences of how the patient will have fluid in her
lungs and ankles after the bridge game, and if there
is an exacerbation of the disease, then the patient
might have to go to the hospital,” Henry says.

“Once they have an intense learning experi-
ence with their nurses, they can manage their dis-
ease much better than they have before because
they understand what the issues are and are
working through these,” she adds.  ■

Improve patient self-care
using these guidelines
Key step is to think from patient’s perspective

Home care nurses continually strive to assist
patients with attaining the best level of

health at home that is possible. Mutual coopera-
tion between patients and nurses is sometimes
taken for granted. Without patient participation,
it would be nearly impossible for frail and elderly
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patients to achieve the level of independence nec-
essary to enable them to remain active at home.

Yet, nurses do not always understand some of
the barriers patients face in attempting self-care.
Those barriers include their own perception of
their health and what it would take for them to
remain active.

“The first thing nurses need to think about and
appreciate is the patient’s perspective of his or her
health and to realize that health is best defined by
the patient,” says Robyn Rice, RNC, MSN-R,
PhD-C, a clinical associate professor at Barnes
College of Nursing at the University of Missouri
in St. Louis. Rice is the author of a book, Home
Care Nursing Practice: Concepts and Applications,
that is published by Mosby Inc. of St. Louis. The
third edition will be published in October.

“When nurses work with patients, one thing
they need to do is decide how the patient regards
his or her health and what the patient wants to
occur with his or her health now and in the
future,” Rice adds.

Taking time to consider the patient’s perspec-
tive will reap rewards later when the patient
becomes more active in learning how to prevent
future health crises and improving the ability to
perform activities of daily living.

“Nurses can offer a lot of recommendations
and treatments from physicians, but the ideal of
being independent at home and to have the best
health largely relies on each person’s endeavors
to care for themselves,” Rice says.

Rice offers these guidelines to encouraging
patients to improve their self-care:

• Assess the patient’s motives, abilities.
Nurses first should make sure they know who it
is they are working with and what that person’s
abilities are.

“Do they value what we’re trying to do here
because that’s the simple way of saying to some-
one, particularly if you’re looking at cultural issues,
‘Do you think this treatment will be helpful to
you?’” Rice says.

OASIS is minimum standard for assessment

The Outcome and Assessment Information Set
(OASIS) should be considered the minimum stan-
dard for a patient assessment, and nurses should
expect to do much more than that, Rice says. “It’s
up to each nurse to bring each patient quality
customer service.”

This means moving beyond the minimum data
collecting requirements and instead conducting a

holistic assessment that considers that individual
patient’s motives and abilities.

“What I’m talking about is professional,” she
explains. “We don’t go in and look at a person’s
toe because a toe doesn’t heal. It’s the person that
heals.”

The initial patient assessment is a holistic
assessment that focuses on the reason for the
referral, what the physician has written, what
other health care providers have written, as well
as the diagnosis, she says.

Then the person should be assessed within the
home environment, answering these questions:

— What are the patient’s activities of daily liv-
ing needs?

— Who in the home is capable of assisting the
patient with wound dressing changes?

— Who in the home should be taught about
caring for the patient?

— What are the patient’s or caregiver’s special
learning needs?

— What is unique about this patient or
caregiver?

“The basis of self-care is learning,” Rice says.
“We assess physiological, cultural, and social
issues, and then look at the household and ask
ourselves, ‘What are the resources here that we
can utilize to care for this patient?’”

Assess patient’s community resources

Resources could include other people, the
home itself, services the home care agency offers,
community programs, and others.

Then, the nurse should discuss this information
with the patient, family, and physician, looking
for a collaborative way to provide a comprehen-
sive plan of care to the patient, Rice suggests.

“Ask the patient, ‘What do you want to hap-
pen to your health care?’ and then incorporate
that into the plan of care,” Rice says.

• Look at the patient’s survival needs at
home. Particularly when nurses have a limited
number of visits, it’s important to determine the
critical goals that need to be accomplished.

“What of all the things I have assessed here are
the most critical ones I have to get done today, and
then you work from that basis,” Rice says. “And
recognize that people in the home move from a
very dependent role on the nurse to a very inde-
pendent one, as they learn to care for themselves.”

Survival needs include the problems that could
potentially put the patient back into the hospital,
such as a huge gaping wound that needs a dressing
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change. Other survival needs might be addressed
include teaching patients about their medications;
what these are for, how they can pay for them, and
how they take them. And teaching patients about
managing their medical equipment might also be
considered a survival need.

Teaching caregivers also addresses survival
needs because they should be part of the process,
particularly when patients cannot handle all of
their own care.

• Provide spiritual aesthetic care. Nurses by
nature provide care to people, but the home care
setting is an environment in which they can carry
this caring a step further, by developing a close
and even spiritual relationship with their patients,
Rice suggests.

“In home care, nurses can provide therapeutic
touch, or when working with hospice clients,
nurses can participate in prayer,” she explains.

“In terms of spiritual aesthetic communion, it
could be as simple as a matter of humor and sto-
rytelling,” she says. “Sometimes, storytelling is
very therapeutic in getting someone to tell what
they’ve experienced and how they’re managing
it.”

Find patients soothing music

Nurses also might assist patients in finding
music that soothes or relaxes them, as well as
teach patients relaxation exercises.

• Look at discharge issues. Nurses will want
to ask themselves whether the goals of care have
been met or whether this patient and family are
at the best level of functioning.

Again, nurses should keep in mind that per-
forming an OASIS discharge assessment is only
the minimum standard.

“It’s a resource quality standard and it pro-
vides uniformity,” Rice says. “But OASIS would
never say hug your patient good-bye, but I
would bet good money there are lots of nurses
who do that.”

The discharge assessment provides the nurse
the opportunity to make sure the patient is ready
for optimal self-care. Therefore, these questions
should be addressed:

— Is the patient at the best possible level of
functioning?

— Is the patient satisfied with the home care
services?

— Does the patient exhibit harmony or con-
tentment with who the patient is and where the
patient is health-wise?

Nurses should keep in mind that the purpose
of home care isn’t always to make a person as
healthy as the person was prior to the injury or ill-
ness, Rice says. Sometimes it’s to help the patient
achieve the best health possible and achieve some
acceptance for living a more limited life and expe-
riencing less robust health.

“I don’t think the sole purpose of home care is
to make people well,” Rice explains. “It’s to pro-
vide people with education, case management,
advocacy for giving hands-on care, and what I’ve
perceived as a spiritual aesthetic communion to
help the patient achieve his or her best level of
health.”  ■

Here's how to reduce 
the caregiver's burden
Provide tools for families to withstand stress

Most home health patients rely on the pres-
ence of a committed, competent caregiver —

a spouse, a child, or other relative or friend — to
remain in the home as long as possible. Perhaps
nowhere is that relationship more important than
in the case of a patient with Alzheimer’s disease
or another form of dementia.

Informal caregivers are vital link in chain

Because the progression of dementia disorders
robs patients of both the physical and mental
capacity to care for themselves, informal care-
givers are a vital link in the chain of care. Caring
for someone who may not understand or appre-
ciate the care can be, quite literally, a thankless
task, says Peggy McFarland, PhD, LSW, assistant
professor of social work at Elizabethtown (PA)
College, and geriatric case manager with Senior
Management Services, in Camp Hill, PA.

“In a normal caregiving situation, the person
who’s getting the care can express their thanks or
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give some indication that they appreciate what
they’re doing,” McFarland says. “Can you imag-
ine helping someone so many hours a day, and
not even being sure that someone recognizes that
you’re their daughter or you’re their wife?”

As home health agencies provide the care for
dementia patients, they can also provide the edu-
cation and moral support that keeps caregivers
going, allowing the patient to stay in the home as
long as possible.

Reducing the burden for caregivers while
hewing to the limitations of Medicare funding
means agencies need to be as efficient as possi-
ble about teaching caregivers and providing
them with support systems, says Leslie Neal,
PhD, RN, CRRN, assistant professor of nursing
at Marymount University in Arlington, VA. Neal
has worked in home health nursing for 10 years
and has done research on the subject of care-
givers of dementia patients.

Neal says that in the short time that a nurse
may be available to the caregiver, he or she can
provide strategies for handling the special chal-
lenges of dementia and investigate resources for
respite care or other support.

Make an assessment

The process usually begins with the initial
assessment. Although Neal says there are limits
to the assessment that can be done of a caregiver
who isn’t a patient, there are areas that nurses can
ask about to pinpoint potential problems:

• Sleep. Dementia patients often get up at
night and wander, keeping their caregivers up, as
well. Over time, this can be debilitating to a care-
giver who stays awake even when the patient
isn’t moving around, in fear of what will happen
if he or she falls asleep. Finding respite care dur-
ing the day to allow a caregiver to sleep can help
address that problem.

• Physical strength. As Alzheimer’s disease
progresses, the patient becomes more and more
sedentary, requiring lifting and turning abilities
on the part of the caregiver. Incontinence adds to
the problem, necessitating moving the patient to
the bathroom, or in later stages, changing diapers.

• Caregiver health problems. Marla Lahat,
MSW, executive director of Homecare Partners, a
Washington, DC, nonprofit agency that provides
supportive care to families, says she often finds
caregivers who complain of back aches, headaches,
high blood pressure, or nutritional problems. All
should be considered when determining how well

the patient can be cared for in the home.
McFarland says that it is vital that staff caring

for the patient and dealing with the caregiver
have thorough training in the special challenges
of dementia care.

“It’s very obvious who is trained and who
isn’t,” she says. “A lot of times, it’s the home
health staff who have to educate the caregiver
and give them thorough modeling strategies on
how to communicate with the patient.”

Nurses or aides can show the caregiver how
they respond to repetitive questions or other
annoying behavior.

Staff can employ strategies to explain or mini-
mize difficult behavior (see story, p. 59). Lahat
says an outsider may provide a new perspective
on behavior that drives the caregiver crazy.

“There are some behavioral problems that are
really more annoying than they are problematic,”
she says. “Somebody who has repetitive behavior,
such as wanting to sweep the floor all the time,
isn’t hurting anybody. Someone from the outside
can come in and say, ‘This is not going to be a dan-
gerous problem. If you can just tolerate it for a lit-
tle bit, you can make life easier for everybody.’”

Her agency has compiled a booklet explaining
how diseases such as Alzheimer’s progress and
giving coping tips, as well as providing outside
resources. The booklet is designed for easy refer-
ence to specific problems and is written so that
less educated caregivers can understand it.

Neal says one of the most important roles of
home health staff is to gently but honestly explain
what the future holds for the patient and caregiver.

“I think it’s important early on to explain to
them what the disease is all about, what we know
about it, and what is most likely to happen,” she
says. “That’s hard to do, especially with people
who have not heard a lot about Alzheimer’s and
are not familiar with it. But you explain that at
the very least, before you would be out of the pic-
ture, you’re going to try to set up support sys-
tems and community resources.

“On one hand, you’re giving them the bad
news. But on the other hand, you’re telling them,
‘I’m going to try to be with you for a little while
and we’ll come up with a plan together.’”

Dementia prompts safety concerns

One important aspect of keeping a dementia
patient at home is ensuring the safety of both the
patient and others living in the home.

The most obvious problem is the tendency of
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patients to wander away and become lost. Staff can
help caregivers notify people who might be likely
to come across the patient — neighbors, police and
fire departments — by providing a description or
photo and contact information. Neal says there are
devices that can help keep track of a patient with-
out use of restraints. But in many cases, she says,
constant vigilance is the answer.

“What some people do, who have the money
to do it, is they get people to stay in the home at
night — a professional or nonprofessional person
who basically watches the person at night and
keeps the person safe so the caregiver can at least
sleep,” she says.

Home health staff can help the caregiver
“Alzheimer’s-proof” the home, beginning with
an obvious danger, the stove. Patients can start
fires by trying to cook something or at the very
least ruin cookware by letting the contents burn.
In extreme cases, caregivers may have to discon-
nect the stove entirely, relying on a microwave for
cooking, Neal says. 

Even that’s not foolproof. “You can get to a cer-
tain point where the patient is not aware that the
food’s going to be too hot to touch,” she notes.

Other safety precautions include locking up
cleaning fluids, storing away firearms or other
weapons, or even less obvious measures, such as
putting away pet food dishes to keep patients
from eating out of them.

Smoking is always a hazard and if oxygen is
kept in the home for other medical purposes, care
must be taken to avoid possible fire. As in any
other home, smoke detectors need to be in place
and functioning, Neal says. 

Establishing support systems

One of the most troublesome aspects of caregiv-
ing in these cases is the lack of relief — the 24/7
burden that comes from knowing there’s no one
else to provide care if the caregiver isn’t there.

Just through their presence, nurses and aides
can alleviate some of that burden and should
make an effort to help caregivers take the fullest
advantage of it.

McFarland says that even caregivers who can
afford to have other help may feel like they need
permission to use it.

“They may not feel like it’s OK for them to take
an afternoon off or bring a private duty home
health aide for a day for them to go shopping or
for a man to go play golf or whatever,” she says.
“It almost takes an outside person to say, ‘I think

it would be good for you to do this.’”
Neal says home health agencies can help care-

givers navigate the complex web of what supple-
mental help is available, depending on where the
patient lives and what the family’s financial
resources are. Options include day-care facilities
that simply provide supervision so the patient
doesn’t wander off and more intensive programs
that provide recreational activities.

“The dilemma of course is that if you put some-
body with Alzheimer’s or dementia into a day-
care facility, if there’s any professional nursing
staff there, then home health can’t continue to see
them, because it’s like double-dipping,” Neal says.
“Though we try to recommend it to caregivers,
they have to understand that they lose that oppor-
tunity to have any skilled care in the home.”

She says medical social workers are a vital
resource in finding options for caregivers.

Lahat says that in many communities there are
agencies such as her own that don’t provide medi-
cal care but offer home health aide services to assist
in activities of daily living. Clients’ fees are on a
sliding scale based upon their income. Funding 
for the service comes from the local Alzheimer’s
Association, the DC Office on Aging, and other
organizations.

And home health staff shouldn’t overlook less
formal possibilities for respite care — family
members, friends, church members, and others.

“You should encourage them to really think
through who else in their social network can help,”
McFarland says. “Sometimes, other family mem-
bers would help if they only knew what to do. 

“I try to have caregivers come up with very
specific things so that if someone says, ‘Is there
something I can do?’ they can say, ‘Yes, it would
be helpful if you could bring a meal over on
Tuesday, or run to the drugstore and pick up my
medication for me.’”

McFarland says that even family members
who live at a distance can help by contributing
money for respite care or by calling the patient to
talk to him or her regularly.

Knowing when to let go

The ability of an individual caregiver to care
for a dementia patient varies dramatically, based
on a number of factors, including the caregiver’s
health, resources, and the extent of the patient’s
difficult behavior. 

“It’s always amazing to me, the families that
can provide this care 24 hours a day for 10 or 15
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years and they manage to cope effectively, and
you have other families who within a week or
two or six months just can’t handle it anymore,”
McFarland says.

Often, say McFarland and Neal, incontinence
tends to be the trigger that causes caregivers to
look for alternatives to home care. Neal says it’s
not just the hassle and mess of changing diapers
that wears down caregivers.

“While they might be able to handle putting 
a diaper on someone for urinary incontinence,
when a person with Alzheimer’s starts pulling 
off the diaper and urinating or defecating in other
areas other than the bathroom, that is typically
the last straw,” Neal says. 

In other cases, the physical strains of care —
backaches from lifting and moving a patient, high
blood pressure, the debilitating effects of lack of
sleep — can compromise a caregiver’s health.

Lahat says the financial burdens of care may
make a nursing home, where a patient may be
eligible for Medicaid or other financial assistance,
a better option.

Although the final decision to end home care is
the family’s, home health staff can make the deci-
sion easier, by letting family members know that
it’s OK to consider alternatives to home care.

Lahat says staff should be alert to signs that
the stress might be too much for the caregiver,

including health problems, continual crying, or
depression.

Neal says the caregiver may take some
convincing to consider other options.

“But I think that’s a professional’s obligation,
to very gently but honestly say to the caregiver,
‘This is not good for you.’

“You ask her to think about if her husband
were back the way he used to be — would he
want her to be losing her health and being miser-
able? Instead, maybe she could put him in a place
where she could visit him and he could get good
care and still take care of herself.”

Neal notes that it’s not just family caregivers
who need support as they care for dementia
patients.

Nurses and aides can feel similar stress from
dealing with a variety of patients who exhibit
inappropriate behavior and whose conditions
never improve.

Educate your staff

Agencies can support them by providing
proper education in coping strategies and by
listening to staff’s concerns.

Neal says she’s talked with many aides who
provide intimate care for dementia patients. 

“They’re bathing the patient, they’re dressing
them,” she says. “It gets very hard sometimes.
Patients become violent, they become sexually
inappropriate. The aide understands that the
patient has no control over this and wants to be
supportive. But sometimes if they’re inexperi-
enced, they don’t know how to handle those situ-
ations and so they do need some education as to
how to respond to a patient when they’re behav-
ing that way.”

Strategies such as distracting the patient from
the problem at hand or playing calming music may
be helpful. But she says staff also need to know
how to protect themselves and need support.

“They’re stressful kinds of patients to care
for,” she says. “It’s frustrating because you
don’t feel like you can do very much for them
or for the caregiver.”  ■
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Caregivers learn to cope
with stress of dementia

When Judy Campbell’s research team
taught families of dementia patients a

model intended to curb damaging and irritating
behaviors, they had mixed success.

Campbell, DNS, RN, assistant professor of
nursing at Ball State University in Muncie, IN,
says patients showed little or no improvement in
the behaviors. But she says family caregivers
showed marked improvement in how they dealt
with those behaviors.

“We had a checklist of problems — memory
impairment and those kinds of things — and we
asked, ‘How much does this bother you?’ Over
the year, the caregivers who were taught the
model reported less bothersome feelings associ-
ated with the behaviors,” Campbell says.

“That was because we explained how those
behaviors were related to the dementia, but we
also gave them some support and some sugges-
tions on how to deal with them. It gave them a
little more control.”

Sharon Ostwald, PhD, RN, director of the
Center on Aging at the University of Texas-
Houston, used different methods of teaching
families about dementia and how to deal with it.
She, too, found a noticeable lessening in caregiver
burden among families.

Both say that home health nurses who teach
caregivers about dementia and coping strategies
can give them a feeling of greater control, even as
the illness progresses.

“Part of it is just feeling that somebody’s
understanding them and supporting them and
trying to work through it with them,” Ostwald
says. “There aren’t any pat answers.”

The stress threshold

Campbell’s team used the Progressively
Lowered Stress Threshold model developed by
G.R. Hall. It identifies six major stressors that can
cause agitation in dementia patients, as well as
identifying interventions that can help:

1. Fatigue. Allowing the patient to rest in the
morning and again in the afternoon can help cut
down on difficult behaviors. Campbell suggests
using a reclining chair to reinforce the idea of a
short rest.

2. Multiple stimuli. The effects of too many

people or too much noise or even too many items
on a patient’s plate at dinner can be overwhelm-
ing to a person with dementia. Caregivers should
try to break out small pieces of a task or limit
choices for patients.

3. Misleading stimuli. Photos, mirrors, and
televisions all can give the patient the impression
that someone is there when he or she is alone. As
long as those impressions are comforting or enter-
taining, they are all right. But if they begin to cause
confusion or agitation, they should be removed.

4. Change. Change often can’t be avoided in
care — a new home health staffer or a move to a
different home may be unavoidable. But care-
givers should be aware that the patient will have
to think harder and will need to find ways to
establish new routines.

5. Physical stressors. Medications, pain, 
constipation or other symptoms may be causing
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problems even if the patient isn’t communicating
them. Caregivers should look for reasons behind
sudden changes in behavior to pinpoint the
cause.

6. Expectations. Caregivers should look for
ways to streamline activities.

In many cases, she says, family members who
weren’t in the home often had no idea the patients
had deteriorated to the extent that they had.

Some examples of her suggestions for real-life
problems:

• Meal times. Instead of eating, patients may
play with the silverware or napkins or attempt to
eat a centerpiece. Ostwald suggests ridding the
table of anything unnecessary — leaving one
spoon or fork, or dispensing with utensils
entirely and giving patients finger foods such as
carrots or hot dogs or string cheese.

• Clothing. If a patient tries to put the same
clothes on every day, remove dirty clothes so he
can’t find them. Lay out clothing in the order it
must be put on.

• Bathing. If a patient shows resistance to tak-
ing a shower, introduce her gradually to the
water, perhaps with a hand-held nozzle.  ■
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