COLLABORATIVE QUALITY IMPROVEMENT

HOME CARE FOR PATIENTS
WITH DEMENTIA

Ladislav Volicer, MD, PhD, Peter D. Mills, PhD, Ann C. Hurley, RN, DNSc,

and Victoria Warden, RN

While patients with dementia often do best in a familiar setting,
providing home care to such patients presents many challenges.
This article describes how teams from VA sites across the country
put their heads together to work out some of these issues.

ementia, particularly
that associated with
Alzheimer’s disease, has
become a major public
health problem in the United
States. Dementia of the Alzheimer
type (DAT), which is neither cur-
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able nor reversible,! is a progres-
sive condition that causes substan-
tial disability. As it advances, DAT
increases patients’ vulnerability to
accidents and injury,? ultimately
making them completely depen-
dent on caregivers for all aspects of
daily living.? Other types of progres-
sive dementia—including dementia
with Lewy bodies, vascular demen-
tia, and frontotemporal degenera-
tions*—have similarly destructive
courses.

DAT is common among elders,
with an estimated prevalence of
10% in people aged 65 or older and
47% in those aged 85 or older.?
These age groups, which comprise
the population at highest risk for
developing DAT, also represent the
fastest growing segments of both
the general U.S. and U.S. veteran
populations. In fact, the VA esti-

mates that by the year 2010, there
will be 8.5 million veterans aged 65
or older (representing 43% of the
total veteran population) and 1.3
million aged 85 or older (triple the
number from 2000).

All these factors, combined with
the high cost of treatment,”® have
made finding the best, most cost-
effective ways of managing demen-
tia a high priority for the VA. In
recent years, there has been a
heightened interest in community-
based alternatives to institutional
care for veterans with dementia.
First and foremost, outpatient,
community-based care offers the
family the opportunity to tend to
quality-of-life issues for the patient
in the familiar and comfortable
home environment.’ Hospice con-
cepts can be implemented in any
care setting,' and interventions to
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manage the challenging behavioral
symptoms that occur across the
progressive stages of dementia also
can be carried out in the home or
in a community-based program
(such as adult day care).!! Family
caregivers can be taught to assess
the patient’s capacity to carry out
activities of daily living,'? thus en-
suring that they provide the appro-
priate amount of assistance to
neither overtax ability (creating
stress'®) nor cause deconditioning.

THE COLLABORATIVE
BREAKTHROUGH SERIES MODEL
The project, called Advances in
Home Based Primary Care for End
of Life in Advancing Dementia
(AHEAD), was structured based on
the Breakthrough Series (BTS)
model, which was developed by
the Institute for Healthcare Im-
provement as a method for imple-
menting rapid changes in health
care systems (Table 1).!4!5 The
basic idea is that interdisciplinary

The BTS approach relies on small but contin-

ual process changes that add up, eventually,

to a significant tmprovement in care.

In the VHA, most home care is
provided by Home Based Primary
Care (HBPC) teams. Traditionally,
these teams cared for veterans dis-
charged from a hospital after an
acute episode of a medical illness.
As the VHA provides more outpa-
tient dementia care to its veteran
patients, however, it will have to
offer HBPC teams trained in de-
mentia care and change practice
patterns to improve care for veter-
ans with this condition who remain
at home.

Recognizing this need, the VA
Office of Geriatrics and Extended
Care organized a collaborative qual-
ity improvement project that used
rapid cycle improvement methodol-
ogy and involved 20 HBPC teams
from 15 Veterans Integrated Service
Networks (VISNs). In this article,
we describe the model upon which
this project was based, summarize
the structure of the project, and
highlight outcomes and lessons
learned from the experience.

teams from multiple sites that want
to achieve higher levels of perfor-
mance work together over six to
nine months on a common aim
under the guidance of faculty mem-
bers who have expertise in the
topic area or in health care quality
improvement.

Teams come together for three
two-day learning sessions that are
conducted by the faculty and in-
volve education, sharing, and plan-
ning. Between the sessions, teams
implement suggested changes,
measure the results of these
changes, and report back to the
larger group. Teams are supported
through monthly educational and
troubleshooting conference calls,
individual coaching by faculty
members, and an e-mail discussion
forum designed to stimulate inter-
action among teams. Monthly
progress reports help identify
which teams need additional fac-
ulty assistance or motivation to
stay on track.

The BTS approach relies on
small but continual process changes
that add up, eventually, to a signifi-
cant improvement in care. The
changes are implemented using a
“plan-do-study-act” (PDSA) cycle.!?
The initial “plan” phase generally in-
volves a review of existing knowl-
edge from practice settings and
medical literature to help formulate
a plan of action, which is imple-
mented in the “do” phase. During
the “study” phase, the effects of im-
plemented changes are measured, a
crucial component in the process.
Review of these measurements
leads to acceptance or modification
of the changes in the “act” phase,
and the cycle begins again.

APPLYING THE MODEL

In accordance with the BT'S model,
the AHEAD project involved a
planning phase with faculty and VA
leadership, a competitive applica-
tion process, and three two-day
learning sessions over a period of
nine months attended by one to
five representatives from the par-
ticipating teams. During the plan-
ning phase, a faculty group was
organized and applications so-
licited from all 72 VHA HBPC
teams. Applications had to be en-
dorsed by senior leaders at each
site and by the local management,
promising support for staff to at-
tend the learning sessions (includ-
ing local travel funding). A total of
20 teams were selected to partici-
pate in the project.

The first learning session (LS 1)
included local senior leaders in
order to promote administrative
support. It described the model for
rapid cycle improvement and re-
viewed principles of dementia care.
The teams then engaged in a series
of group activities in which they set
one or more goals and designed

Continued on page 17
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Continued from page 14

Table 1. The Breakthrough Series (BTS) model

Time BTS faculty BTS teams
Three « Identify experts and faculty « Engage senior leader
months  Develop change concepts and packages | * Select teams
before « Develop topic materials * Sign up team members
learning « Solicit teams « Obtain tuition
session « Identify space
(LS)1 « Ensure support technology
One month | « Distribute materials « Identify focus area
before LS 1 | « Hold initial conference calls * Collect baseline data
e Prepare LS 1 « Make travel arrangements
LS1 » Conduct two-day seminar * Develop aims
« Determine faculty-to-team assignments | « Generate plan for first tests of change
« Consolidate team
Months * Perform group coaching through * Perform “plan-do-study-act” (PDSA) testing
one to two scheduled conference calls * Participate in e-mail discussion group and
« Perform individual coaching as needed conference calls
« Participate in e-mail discussion group * Prepare reports for senior leader
* Review reports * Prepare posters for LS 2
* Prepare LS 2 * Plan to move to other areas of focus
LS 2 » Conduct two-day seminar » Comingle with other teams
» Determine faculty-to-team assignments | « Learn about others’ successes and failures
 Plan to move beyond initial aims
Months » Perform group coaching through » Perform PDSA testing
two to scheduled conference calls * Participate in e-mail discussion group and
seven  Perform individual coaching as needed conference calls
* Participate in e-mail discussion group * Prepare reports for senior leader
* Review reports * Prepare posters for LS 3
 Prepare LS 3 (final session) * Plan for extended spread of effort
LS 3 « Conduct two-day seminar « Plan to spread changes beyond local environment
« Stimulate learning from other teams « Plan to sustain gains

their initial PDSA cycles with the
help of faculty experts. Throughout
the process, the teams’ progress
was monitored by monthly reports
e-mailed to the project coordinator
and by visual displays (story-
boards) presented at the second
and third learning sessions (LS 2
and 3). These subsequent sessions
served to reinforce the rapid cycle
improvement methodology; pro-

vide additional information about
dementia care; facilitate com-
munication among the teams; and
showcase creative ideas, lessons
learned, and best practices.
Initially, four aspects of demen-
tia care were suggested as areas for
improvement: early patient identifi-
cation, staff education, caregiver
support, and symptom manage-
ment. The focus was on end-of-life

care because there was a desire to
promote the continuation of home
dementia care until the death of the
patient. During LS 1, however, we
recognized that the teams had
many patients in earlier stages of
dementia. Therefore, we decided to
combine the patient identification
and symptom management topics.
In the following sections, we de-
scribe outcomes and lessons
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Table 2. Resources used for staff education on dementia care

* Mahoney EK, Volicer L, Hurley AC. Management of Challenging Behaviors in Dementia. Baltimore, MD:
Health Professions Press; 2000.

« Mittelman MS, Bergman H, Shulman E, Steinberg G, Epstein C. Guiding the Alzheimer’s Caregiver.
New York, NY: New York University School of Medicine, ADRDA board; 2000.

« Volicer L, Bloom-Charette L, eds. Enhancing the Quality of Life in Advanced Dementia. Philadelphia, PA:

Taylor & Francis; 1999.

« Volicer L, Hurley A, eds. Hospice Care for Patients with Advanced Progressive Dementia. New York, NY:

Springer Publishing Company; 1998.

e Burns T, Hepburn K, Maddox M, Smith S. Alzheimer’'s Caregiving Strategies [CD-ROM]. Minneapolis,
MN: HealthCare Interactive; 1998.

learned in these three main aspects
of care.

STAFF EDUCATION

Staff education programs devel-

oped by the teams used a variety of

resources (Table 2) and covered a

comprehensive list of topics, in-

cluding:

e general information about
Alzheimer’s disease and other
dementias, the stages of demen-
tia, and the 10 warning signs of
dementia;

e VA dementia algorithms and
clinical guidelines;

e the basics of the AHEAD project
(this information was dissemi-
nated to others in addition to
HBPC staff—such as memory
disorder clinic staff, advanced ill-
ness care coordinators, members
of the chronic care network for
patients with Alzheimer’s disease,
geriatricians, quality manage-
ment personnel, and neuropsy-
chiatric service staff—for the
purposes of cross training, con-
sultation, and collaboration);

e dementia screening and assess-
ment tools;

e caregiver stress and support is-
sues;

¢ end-of-life care;

e VA and community resources
available;

e communication with the patient
and family;

e pain management, including the
use of opioid and nonopioid
medications;

¢ stress management for staff; and

e driving and safety.

Teams evaluated the effective-
ness of their staff education using
attendance records and surveys of
dementia care knowledge con-
ducted before and after the edu-
cation. For example, one team
developed a survey that asked
HBPC staff members to score their
level of confidence (self-efficacy)
on 15 tasks organized into three
areas: arranging services to help
care for patients with dementia,
handling problems for patients
with dementia, and managing med-
ications for patients with dementia
(K. O’Neill, written communication,
April 2002).

A comparison of the mean pre-
education and posteducation scores
revealed an overall increase in self-
efficacy in all three major areas—
especially in arranging services and
handling problems (Table 3). Im-

provement was smaller in the man-
aging medications area, in which
scores already were quite high be-
fore the education. The only item
for which the posteducation score
was lower than the preeducation
score was “Care for your patient
without help from outside organiza-
tions or agencies that provide ser-
vices.” This may well have been due
to staff members’ increased under-
standing of the needs of veterans
with dementia.

PATIENT IDENTIFICATION AND

SYMPTOM MANAGEMENT

The topics addressed in this aspect

of care included:

e diagnostic workup,

¢ inclusion of dementia in the care
plan,

e discussion and completion of
advance directives,

e management of behavioral symp-
toms of dementia,

e education to help caregivers ac-
cept the diagnosis of dementing
illness, and

e follow-up of suspected dementia
(in patients with such problems
as minimal cognitive impairment,
late onset depression, and delir-
ium during acute hospitalization).

Continued on page 21
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Continued from page 18

Table 3. Survey conducted by one team during the Advances in Home Based Primary Care

for End of Life in Advancing Dementia project before and after staff education (n = 13)

Score*
Parameter Before After Difference
Arranging services to help care for patients with dementia
Care for your patient without help from outside organizations or
agencies that provide services 6.1 5.1 -1.0
Find organizations or agencies in the community that provide
services to help you care for your patient 6.0 8.5 2.5
Get answers to all of your questions about these services 6.4 8.8 2.4
Arrange for these services yourself 5.3 7.2 1.9
Find ways to pay for these services 4.8 6.2 1.4
Mean score for arranging services 5.6 7.1 15
Handling problems for patients with dementia
Handle any problems your patient has, such as memory loss,
wandering, or behavior problems 5.9 8.1 2.2
Handle any problems that might come up in the future with
your patient’s care 6.1 7.8 1.7
Deal with the frustrations of caring for your patient 6.4 8.4 2.0
Do something to keep your patient as independent as possible 6.2 8.8 2.6
Get answers to all of your questions about your patient’s problems 6.8 8.9 2.1
Mean score for handling problems 6.3 8.4 2.1
Managing medications for patients with dementia
Understand possible adverse effects from medications your
patient is taking 7.2 8.1 0.9
Know how many different medications your patient is taking 7.7 7.9 0.2
Understand how your patient should take his or her medications 8.0 8.1 0.1
Understand why a new medication is prescribed for your patient 7.9 7.9 0.0
Get answers to all of your questions about medications
your patient is taking 8.1 8.6 0.5
Mean score for managing medications 7.8 8.1 0.3
Overall mean score 7.6 9.1 15
*ltems scored on a scale from 0 to 10, with O indicating not confident at all and 10 indicating highly confident.

Continued on next page
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Figure 1. Percentage of Home Based Primary Care clients with completed Mini-Mental State Examinations at the VA New York Harbor

Health Care System, New York, NY.

Teams used a variety of instru-
ments to detect cognitive impair-
ment in their veteran patients—
most commonly, the Mini-Mental
State Examination (MMSE)¢ (Fig-
ure 1). Shorter or otherwise modi-
fied versions of the MMSE were
used when there were concerns
about patients’ education level or
physical impairments (such as
blindness or deafness) that pre-
cluded answering some questions.!”
When a short version was used,
staff calculated the ratio of cor-
rectly answered questions to those
for which the patient had the physi-
cal capacity to answer, considering
0.8 as a cutoff score. Other assess-
ment tools included the Clock
Drawing Test (often used if the
MMSE score was questionable),'®
the Clinical Dementia Rating,' the
Geriatric Depression Scale,? sub-
jective reports from family and
staff, a specially designed symptom
questionnaire (A. Doubek, written
communication, April 2002), and
laboratory tests (such as the rapid
plasma reagin test and folate, vita-

min B12, and thyroid stimulating
hormone levels). One team facili-
tated improvement of early patient
identification by developing an ini-
tial assessment form that summa-
rized the results of all evaluations
(J. Andrus, written communication,
April 2002).

Although some teams already
were aware of the prevalence of de-
mentia in their patient populations
prior to participation in the project,
others found, after improving
their screening and referral pro-
cesses, that their previous estimates
had been low. For example, one
team saw the percentage of patients
in whom cognitive impairment was
identified jump from 5.8% to 40% (G.
Dickerson, written communication,
April 2002). In some cases, the iden-
tification of cognitive impairment
helped explain previous problems
with patient adherence to pre-
scribed medical treatments. Recog-
nition of these issues led to more
complete diagnostic workups and
inclusion of dementia as a problem
in the treatment plan (Figure 2).

Identification of cognitive im-
pairment also resulted in discus-
sion and completion of advance
directives. Among the various
forms used by the teams was the
Physician Orders for Life-Sustain-
ing Treatment form, developed by
the Oregon Center for Ethics in
Health Care?'; an original form de-
lineating four specific levels of
care, developed by the HBPC team
from Charleston, SC; VA-authorized
advance directive forms (for indi-
viduals with decision making ca-
pacity); and a newly available
proxy planning form (completed by
caregivers of patients who have
lost decision making capacity).?
Teams made sure that advance di-
rectives were listed in the VAs com-
puterized patient record system and
that each 90-day review of the care
plan checked for completion of an
advanced directive. Some teams dis-
cussed advance directives during
teleconferences with the family and
other recorded informal discussions
about treatment options, even when
the patient or proxy didn’t want to

Continued on page 25
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Figure 2. Percentage of care plans of clients with dementia completed to reflect the diagnosis at the VA North Texas Health Care System, Dallas, TX.

100 —

o)
S
|

40 —

20 =

% responding “yes”

11T

Baseline
(n=34)

2/01
(n=20)

3/01
(n=28)

4/01
(n=31)

(n=28)

5/01 6/01

(n=26)

Figure 3. Percentage of caregivers responding “yes” to the question “Do you find behaviors exhibited by the client upsetting?” at the
Southern Arizona VA Health Care System, Tucson, AZ.

complete a formal advance direc-
tive.

In most cases, patients with de-
mentia had some behavioral symp-
toms that were distressing to the
caregiver. These symptoms, which
include sleep disturbances and re-
sistance to care, are the most com-
mon reason family caregivers
decide to admit patients to a nurs-
ing home.? Teams initiated a re-
view of all patients by a mental

health nurse practitioner or some
other member of the psychiatry
staff, which resulted in a significant
decrease in the number of care-
givers upset by patients’ behavior
(Figure 3). They also initiated staff
education about behavioral symp-
toms of dementia, as well as the
pharmacologic and nonpharmaco-
logic strategies for managing these
symptoms, and provided caregiver
education in the form of work-

shops, short instructional sheets, or
lists of “dos and don’ts.”

CAREGIVER SUPPORT

In this aspect of care, teams ad-

dressed the following topics:

e identification of primary and al-
ternate caregivers,

e review of care plans for inclu-
sion of caregivers in the record,

e creation of caregiver screening
and assessment tools,
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¢ use of community resources, and
e creation of a database template
to record caregiver burden.

The teams used several tools to
prioritize caregivers’ overall needs,
identify specific educational needs,
individualize care plans, and in-
crease or decrease frequency of vis-
its. One of the tools was taken from
medical literature (the Zarit Burden
Scale?); others were developed by
the teams themselves. Original
tools included: a visual analog ther-
mometer scale, a written survey, a
10-item questionnaire, a challenging
behavior scale, and a 21-item ques-
tionnaire. (Readers who wish to
learn more about these tools may
send e-mail to Dr. Volicer at:
ladislav.volicer@med.va.gov.)

Interventions included referral
to respite care programs, referral to
other community resources, more
frequent contact with caregivers,
and caregiver education. At-home
respite was made available through
the use of home mental health aids
and staff from local chapters of the
Alzheimer’s Association. Commu-
nity resources included senior
companion programs, home vol-
unteer programs utilizing VA
volunteers, New York City volun-
teer services, the Alzheimer’s Asso-
ciation’s Safe Return program, and
medical alert services. Teams also
provided caregivers with lists of
state or county income service
providers that have prorated ser-
vices, lists of community re-
sources, information about adult
day health care, and information
about local hospice agencies’ com-
munity outreach programs.

Increased frequency of contact
with patients and their caregivers
was achieved by using telephone
support groups, holding more care-
giver and family conferences, and or-
ganizing luncheon support and

learning groups. Caregiver education
was provided through a newly cre-
ated newsletter and a community re-
source list or caregiver package.

All these activities resulted in
increased referrals to community
resources and reduced caregiver
stress. Use of caregiver burden
tools allowed the teams to focus on
each patient and caregiver’s particu-
lar needs, resulting in individual at-
tention that helped make patients
and caregivers feel special, and on
decreasing “panic” phone calls. Fur-
thermore, enhanced understanding
of dementia from caregiver educa-
tion improved quality of life for the
family, decreased caregiver guilt
and stress, and increased care-
givers’ ability to understand and
cope with challenging situations.

KEY FACTORS AND PITFALLS
Several factors were identified by
the teams as having contributed
substantially to improved dementia
care for veterans. First, ongoing
communication between team
members and management was es-
sential. Examples of such positive
communication include: using pre-
sentations (which include practical
information and employ case-based
educational methods) to obtain
“buy-in” from the team, planning
and advertising educational activi-
ties well in advance, holding weekly
team meetings, including AHEAD
activities in the HBPC strategic
plan, and identifying advantages of
AHEAD activities for the manage-
ment.

The teams’ ability to secure re-
sources for the AHEAD project
was aided by a number of strate-
gies. Offering continuing education
credits for staff education related
to AHEAD and having it satisfy VA
continuing education and safety
training requirements helped en-

sure staff time for these activities.
Timing of staff education was mod-
ified based on local needs—from
one-hour “brown bag” lunch meet-
ings to full-day conferences. In
addition to HBPC resources, suc-
cessful teams involved all service
lines (geriatrics and extended care,
medicine, primary care, and mental
health) in their activities, enlisted
help from other disciplines (such
as librarians, hospital education
service staff, and psychiatric
liaisons), and employed knowl-
edgeable outside speakers. It was
also beneficial to obtain VA funding
for home health aids and both
at-home and community-based
respite; document senior manage-
ment’s commitment to AHEAD ac-
tivities in writing, for use as a
reminder when necessary; and uti-
lize such outside resources as com-
munity agencies, Alzheimer’s
Association chapters, and drug
company representatives.

Care for veterans with dementia
was further improved by establish-
ing protocols, such as clinical path-
ways and flow charts; documenting
the caregiver burden scale in the
care plan; increasing referrals to
mental health care providers; and
including the performance im-
provement staff member on the
team.

Several factors were identified
that impaired the ability of teams to
reach their goals. Some of these re-
lated to a lack of preliminary plan-
ning—for example, the failure to
check technology before the start
of the project, the assumption that
staff already had appropriate edu-
cation, or rushing into the project
before the team was ready. A lack
of needed tools (such as Spanish
language materials) and poor tool
design (such as overly long assess-
ments and nonstructured follow-up
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telephone calls) were also detri-
mental.

Some teams had unrealistic
goals, such as a target population
that was too wide to reach. Others
had problems with communication,
including assumptions about the
roles various team members would
play. Time was often a factor:
Teams struggled with competing
demands for staff and resources,
tried to use overcommitted staff
members as speakers, and found
that some team members could not
make a nine-month commitment to
the project. When AHEAD activi-
ties were postponed, teams suf-
fered from interrupted momentum.

There were problems with team
structure and function, such as the
absence of a designated team
leader, lack of an alternate or back-
up leader, and insufficient delega-
tion of tasks among the team
members. The failure to obtain sup-
port from administration (by “sell-
ing” the program up front) and
from other disciplines (by involving
them in activities and education)
proved to be a significant barrier.
Geographical distribution of staff
and programs also complicated the
process.

Finally, success was impeded by
such human factors as poor staff at-
titudes, resistance to a new task
(lack of “buy-in”), unwillingness of
some physicians to recognize de-
mentia officially (such as by per-
forming a diagnostic workup or
including dementia diagnosis on the
problem list), and turf battles.

IMPLICATIONS FOR THE FUTURE

The results described here indicate
that the use of the BTS model im-
proved the process of providing
home care to veterans with demen-
tia. The short duration of this proj-
ect (nine months), however, didn't

allow for collection of meaningful
longitudinal data that would docu-
ment an impact on patient out-
comes. Improved identification of
patients with dementia and inclu-
sion of this diagnosis on the treat-
ment plan are just the first steps in
addressing the needs of this patient
population. It will be important to
measure the impact of this initia-
tive on such parameters as hospital
admissions, rate of institutionaliza-
tion, and use of palliative end-of-life
care. Some of this data may be dif-
ficult to interpret, though, because
AHEAD wasn’t designed specifi-
cally as a research project and the
use of historical controls has se-
vere limitations.

It also must be recognized that
not all patients with dementia can
be cared for on an outpatient basis.
Limited family resources and se-
vere behavioral symptoms may
make it impossible to provide safe
care at home.

The BTS model allows for flexi-
bility in selecting goals and devel-
oping strategies for achieving those
goals. The crucial element of this
approach is the collection of data
that are used to evaluate conse-
quences of each change and that
provide the basis for further activ-
ity. Because each of the teams par-
ticipating in our project proceeded
independently, it’s impossible to
provide a simple, uniform guide for
a new team that would like to
adopt this process. Nevertheless,
by reviewing a compilation of the
most common timetables and ac-
tivities used by the AHEAD teams
(Table 4), interested parties could
obtain some rough guidance—
keeping in mind that modifications
may be needed based on local con-
ditions. Additionally, the AHEAD
web site (www.qualityscholar.com
/ahead.htm) shares documents and

HOME CARE FOR DEMENTIA

presentations made during LS 1
through 3.

Collaborative methodology as
described here allows for a flexibil-
ity and immediacy of implementa-
tion to improve patient care that
isn’t afforded in research projects.
Research is critical for developing
new knowledge that ultimately can
be applied to practice. Quality im-
provement activities are essential
for making tomorrow’s care better
for veterans and their families in
specific VA settings. As a result of
this collaborative project, changes
have been made and sustained in
VA HBPC programs that may lead
to improvement in patient care.

The AHEAD project was sponsored
by the VA Office of Gertatrics and
Extended Care, VA Employee Edu-
cation System, and the Bedford
Division of the New England Geri-
atric Research, Education, and
Clinical Center. The opinions ex-
pressed in this article are those of
the authors and do not necessarily
reflect the views of the publisher,
the U.S. government, or any of its
agencies.
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Jor success.
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