
Individual approach required 
for effective dementia care
Gather personal information that goes beyond OASIS 

[Editor’s note: This is the first of a two-part article that discusses best 
practices for the care of patients with dementia. This month we look at 
an overview of the challenges presented by dementia patients and tech-
niques that improve care. Next month, we will look at additional tips to 
increase patient compliance and ways for home health workers to handle 
the stress of dementia care.] 

About 70% of people with dementia or Alzheimer’s live at home.1

This is significant for home health managers, because it means 
that many elderly patients for whom they provide care may have 

dementia, in addition to the diagnosis for which home health is ordered.
Recently released home care practice recommendations for the care of 

dementia patients by the Alzheimer’s Association in Chicago combine 
reviews of literature, as well as input from a variety of associations. “The 
home care practice recommendations are the fourth in a series of best 
practice publications the association has produced to support quality care 
in different settings,” says Elizabeth Gould, MSW, director of quality 
care programs at the Alzheimer’s Association. Other publications dis-
cussed care in nursing homes and assisted living facilities. 
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EXECUTIVE SUMMARY
Confusion, agitation, and an unwillingness to cooperate are just a few of the 
behaviors associated with dementia that pose extra challenges for home 
health employees trying to care for patients. Although dementia is rarely 
identifi ed as a primary diagnosis for admission to home health care, it must 
be recognized and incorporated into the care plan for the nurse to be able to 
provide eff ective care.
• Get to know the patient’s hobbies, habits, and behaviors at admission, so 
visit times and types of visits can be adjusted to the patient’s schedule.
• Don’t overwhelm the patient with a lot of information at one time. Give 
instructions in short, clearly worded phrases.
• Share information about what techniques work with the patient’s family or 
primary caregiver, so they can use them, as well.



“We know that many patients for whom home 
health is provided have dementia, even if we 
don’t have specific data,” says Mary St. Pierre, 
MGA, BSN, RN, vice president, regulatory affairs 
for the National Association Home Care and 
Hospice in Washington, DC. “It is important that 
home care clinicians understand the special needs 
of dementia patients, even if dementia is not the 
primary diagnosis.”

“Making sure that clinicians understand demen-
tia is important for several reasons,” says Peter 
Notarstefano, director of home and community-

based services for the American Association of 
Homes and Services for the Aging in Washington, 
DC. “Although home health reimbursement is 
related to the post-acute care service, staff mem-
bers spend time dealing with the behavior that is 
related to dementia,” he explains. Not only can 
dementia affect compliance with treatment proto-
cols, but it can also affect how easily clinicians and 
aides can provide services, he says.

“Each patient is different, so it is important 
to learn as much about the patient in the initial 
assessment as possible,” says Notarstefano. “For 
example, find out if the patient experiences sun-
down syndrome, so you know to avoid late after-
noon or early evening visits,” he suggests. Also, be 
sure to include the primary caregiver in the assess-
ment process, he says. 

“The educational process for a dementia patient 
is different, because you need to include the care-
giver in all teaching,” says Notarstefano. “The 
clinician should also look for ways to make the 
caregiver’s life a little easier,” he suggests. Once 
the patient is discharged from home health care, 
the caregiver will appreciate any suggestions that 
clinicians can make to help them better care for 
their family member. “Sometimes, a social work 
visit can be requested to help the caregiver identify 
community sources for respite care or other assis-
tance,” he says. Clinicians and aides also can make 
sure they share tips on how to improve acceptance 
of bathing, dressing, or other activities of daily liv-
ing with the caregiver, he adds.

Use tool to gather info

In addition to the OASIS [Outcome and 
Assessment Information Set] information col-
lected during the initial visit, clinicians can use a 
tool developed by the Alzheimer’s Association to 
gather information about the patient’s habits and 
behaviors that might affect care, says Gould. (See 
resources, p. 15.) “The family and the patient can 
answer questions, and the clinician can also add 
personal observations that can help all team mem-
bers develop a successful, individualized approach 
to caring for the patient,” she says. Sharing infor-
mation among team members is critical, because 
each member might observe different behaviors or 
different reactions to situations, she adds.

Establishing trust is key to successful interac-
tions with a dementia patient, says Gould. “Start 
each visit by acting as a guest, so the patient will 
assume the role of host,” she suggests. Be mindful 
of the patient’s routines, so you don’t interrupt 
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their schedule and so that you visit at a time of day 
that is good for the patient, she says. “Also, if pos-
sible on the first visit, arrive with a friend of the 
patient or a family member, or even use a name of 
a friend to establish a bond and be less threaten-
ing,” she recommends.

Don’t rush through the visit, suggests 
Notarstefano. Take time to talk with the patient 
and explain what you are doing before you do 
it, he says. Be ready to slow down, or talk about 
something else to distract the patient, if he or she 
seems to be getting anxious, he adds.

“It is especially important to recognize each 
dementia patient as an individual,” says St. Pierre. 
Don’t treat a dementia patient as a child who 
doesn’t understand what is going on; instead, take 
time to find out exactly how much the patient 
comprehends and how to best include the patient 
in the care, she suggests. 

Including the patient can take many forms, says 
Notarstefano. “An aide can ask a patient to set 
the table while the aide prepares lunch,” he says. 
“Easy activities that are safe for the patient to per-
form and give them a sense of participation will 
improve the relationship,” he points out. Asking 
patients to sit in the kitchen and talk about their 
favorite meals or recipes while the aide prepares 
the meal also makes the patient feel included. 

Make sure that inservices address dementia 
so that all clinicians and aides understand all of 
the symptoms and behaviors, says Notarstefano. 
“Many times a clinician will attribute confusion 
to dementia, but you can’t assume that all confu-
sion is dementia-related,” he says. “Dementia 
progresses slowly, so if a clinician or aide notices 
a sharp increase in confusion or other symptoms 
in a short period of time, further assessment is 
needed,” he says. Infection, certain medications, 
or an increase in blood sugar levels in diabetic 
patients can all increase confusion, he points out. 
“This is why it is important to get to know each 
dementia patient and be aware of the individual.”

REFERENCE

1. Alzheimer’s Association. 2009 Alzheimer’s disease facts 
and figures. Alzheimer’s and Dementia. 2009; 5(3):234-270.

RESOURCES
To download a free copy of “Personal Facts & Insights” 
to use as an information gathering tool for dementia 
patients, go to http://www.alz.org/carefinder/support/
documents/personalfacts.pdf.
To download a free copy of the Alzheimer’s Association’s 

Dementia Care Practice Recommendations for 
Professionals Working in A Home Setting, go to http://
www.alz.org/national/documents/Phase_4_Home_Care_
Recs.pdf. 

SOURCES
For more information about home care for patients with 
dementia, contact:
• Alzheimer’s Association, 225 N. Michigan Ave., Fl. 17, 
Chicago, IL 60601. Telephone: (800) 272-3900 (24 hours). 
Email: info@alz.org. Website: www.alz.org. 
• Peter Notarstefano, Director of Home & Community-
based Services, American Association of Homes and 
Services for the Aging, 2519 Connecticut Avenue, N.W. 
Washington, DC  20008-1520. Telephone: (202) 508-9406. 
E-mail: pnotarstefano@aahsa.org.
• Mary St. Pierre, MGA, BSN, RN, Vice President, 
Regulatory Affairs for the National Association Home Care 
and Hospice, 228 Seventh Street, SE, Washington, DC, 
20003. Telephone: (202) 547-7424. Fax: (202) 547-3540. 
E-mail: mts@nahc.org.  ■
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Improve retention rates by 
making safety a priority 

 
Job satisfaction correlated to safety issues

[Editor’s note: This is the second of a two-part 
article that discusses the safety of home health 
employees. Last month, we looked at the types of 
workplace hazards home health employees face 
in patients’ homes. This month, we look at how 
improving employee safety can affect recruitment 
and retention of employees and specific actions to 
take when an employee reports an unsafe situation.]

Why should a home health manager pay close 
attention to employee safety? Not only are 

there legal and ethical reasons to do so, there is 
also the fact that employees who feel safe in their 
work environment are more likely to remain in 
their job.

“As home health nurses grow older, it becomes 
more important to make sure that they are satis-
fied with their jobs and stay with the agency, 
because it is difficult to replace their experience 
and knowledge,” points out Robyn R.M. Gershon, 
MHS, DrPH, associate dean of research resources 
and professor at the Mailman School of Public 
Health at Columbia University in New York City. 
High turnover at a home health agency is not only 
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expensive, but it also can create more dissatisfac-
tion among employees, as other staff members are 
asked to cover more patients, she says. 

One study shows a negative correlation between 
threatened verbal or physical abuse, environmental 
exposures to cigarette smoke or unhealthy homes, 
and household job-related risks to both job satis-
faction and retention, Gershon says.1 Other issues 
that home health employees identify as issues in 
the job, such as transportation and travel, or the 
type of work that is done, do not present a signifi-
cant correlation to retention. “It is clear that vio-
lence — or the potential for violence — are issues 
that affect the employee’s plan to stay with the 
agency,” says Gershon. If a home health agency 
can develop safety policies that are specific to 
home health and ensure that all employees under-
stand that the agency takes their safety seriously, 
the opportunity to retain employees increases, she 
says.

Be sure your policies address the process to 
report a safety issue, the actions that are taken 
after a safety incident or report, and the options 
for resolving the safety issue, says Gershon. Safety 
policies should address a range of issues, includ-
ing infection control and personal security, she 
adds. (See right, for steps to take after an employee 
report.) 

Just developing policies is not enough to reas-
sure employees, suggests Norma R. Anderson, RN, 
MSN, CNL, DNP(c), nurse educator, University 
of San Francisco School of Nursing and author of 
“Safe in the City,” a study of workplace danger in 
home health.2 “Safety policies and protocols needs 
to be reinforced through yearly safety training 
classes and daily reminders that safety is impor-
tant,” she says. “A continuous focus on employee 
safety makes employees feel valued.”

REFERENCES
1. Sherman MF, Gershon RRM, Samar SM, et al. “Safety 
Factors Predictive of Job Satisfaction and Job Retention 
Among Home Healthcare Aides” JOEM. 2008; 50:1430-
1441.
2. Anderson, NR. “Safe in the City” Home Healthcare Nurse. 
2008; 26: 534-540.

SOURCES
For more information about employee safety, contact:
• Norma R. Anderson, RN, MSN, CNL, DNP(c), Nurse 
Educator, University of San Francisco School of Nursing, 
2130 Fulton Street, San Francisco, CA 94117-1080. Fax: 
(415) 422-5618. Email: normaranderson@msn.com.
• Robyn R.M. Gershon, MHS, DrPH, Associate Dean of 

Research Resources, Professor, Mailman School of Public 
Health, Columbia University, 722 West 168th Street, Room 
938, New York, NY 10032. Telephone: (212) 305-1186. Fax: 
(212) 305-8284. E-mail: rg405@mail.cumc.columbia.edu.  ■

How to address a report 
of a safety issue
Take report seriously; document follow up

Ensuring employee safety requires more than 
a set of policies and procedures. It requires 

immediate action and thorough investigation once 
an employee reports an unsafe situation, says 
Robert W. Markette Jr., an attorney with Gilliland 
& Markette in Indianapolis. 

Take each report seriously, says Markette. 
Although the issue may seem minor, be aware 
that most cases of violence in home health were 
preceded by warning signs that the home health 
employee didn’t report, or didn’t view as serious, 
he explains. 

Make sure that employees know that they don’t 
have to stay in the home if they feel threatened, 
says Markette. “If the patient or a member of the 
patient’s family yells at the employee or threatens 
them in any way, they should leave and let their 
manager talk to the family,” he says. 

There are gray areas in which some home health 
nurses use their own judgment, admits Markette. 
“Some patients with dementia will threaten others, 
curse, or yell — and the behavior is related to the 
disease,” he says. “Older, more experienced nurses 
will often take the behavior in stride, but younger 
nurses or aides may not be prepared to handle the 
situation,” he says. 

Regardless of the situation, once an employee 
reports that he or she doesn’t feel safe, a man-
ager must investigate, says Markette. “If there is 
violence or a threat of violence, suspend service 
while you investigate,” he suggests. “After the 
investigation, a manager and another person 
from the agency should visit the family,” he says. 
The agency should always send two people to 
meet with the family, with one person having the 
authority to make decisions and the other person 
as a witness to the meeting. The purpose of the 
meeting is to identify the issue, outline the results 
of the investigation, and discuss the actions that 
will be taken to resolve the issue. The employee 
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involved in the report should not be present, he 
says. “All of these points should be included in 
a letter that will be given to the family,” he says. 
A family member or the patient must sign a form 
acknowledging receipt of the letter, he adds.

In some cases, the agency might ask a family to 
fix unsafe conditions in the home, make sure that 
family members or friends who threatened or made 
the employee feel unsafe are not at the home when 
the employee is there, or confine a dog during the 
employee’s visit, says Markette. “If the family and 
patient agree to the conditions, resume service,” he 
says.

There may be cases in which patients or family 
members don’t want certain employees based upon 
race or gender, and that prompted the threaten-
ing language, says Markette. “An agency cannot 
assign employees based upon race or gender,” he 
emphasizes. If the family or patient insists upon 
certain gender or race, then the agency will have to 
discharge the patient, based on the family’s unwill-
ingness to provide a safe environment, he adds.

Dementia patients can present challenges, but 
Markette suggests that the agency try to assign 
more experienced nurses to them if there is no real 
potential for violence. “If you do make a staffing 
change after an investigation, be sure to point out 
to the employee who filed the complaint that it is 
not a reflection on the employee’s performance; 
it is related to being able to serve the patient,” he 
suggests.

If the patient and family don’t address the 
issues outlined in the letter, it is appropriate to 
send another letter informing them that due to 
their inaction, your agency must discharge the 
patient, says Markette. Although agency manag-
ers are reluctant to appear to abandon a patient, it 
is acceptable to discharge a patient when there is 
clear evidence and documentation that providing 
care places the home health employee in a poten-
tially dangerous situation, he says.

Finally, after the report has been investigated 
and issues have been resolved, be sure to commu-
nicate with the employee who initiated the com-
plaint, says Markette. “Explain the process and the 
results thoroughly, so that the employee knows the 
complaint was taken seriously.”

SOURCES
For information on responding to safety concerns, 
contact:
• Robert W. Markette, Jr., Attorney, Gilliland & Markette, 
3905 Vincennes Road, Suite 204, Indianapolis, IN 46268. 
Telephone: (317) 704-2400 or (800) 894-1243. Fax: (317) 

704-2410. E-mail: rmarkette@gillilandmarkette.com.

For a free copy of an article “Preventing Workplace 
Violence for Health Care and Social Service Workers,” go 
to www.gillilandmarkette.com and select “publications 
and articles,” then scroll down to select the article.  ■

2010 may bring new 
career opps for CMs
Value of care coordination is being recognized

Now is a good time to be a case manager, lead-
ers in the field report. New opportunities are 

opening up for case managers as the country strug-
gles with ways to provide optimal health care for 
everyone while minimizing soaring costs for care.

“Care coordination, case management, and 
safe transitions of care can only help save health 
care dollars. More and more, case management is 
being recognized as a valuable service and people 
are beginning to understand how the care coor-
dination piece benefits the bottom line,” says 
Margaret Leonard MS, RN-B, C, FNP, senior vice 
president for clinical services at Hudson Health 
Plan in Tarrytown, NY, and president of the Case 
Management Society of America (CMSA). 

All of the health care reform bills that were 
introduced in Congress include the concepts of 
care coordination, care management, and safe 
transitions of care as cost and quality essentials for 
health care, Leonard says.

In addition to giving input on health care reform 
proposals, CMSA has been asked to provide lan-
guage for a model case management act, she adds.

The Case Management Model Act is not a bill, 
but rather a document that educates legislators 
and regulators to help them define criteria for care 
coordination, case management, and transitions 
of care. It includes case management standards of 
practice, which contain a list of criteria that must 
be met before someone can call himself or herself a 
case manager, Leonard says.

“I feel good about the health care reform mea-
sures as they apply to case management. I think 
they will open up new avenues of practice for us. I 
don’t think primary care physicians or other pro-
viders who don’t already have case managers on 
staff will not go start hiring them until something 
is decided about health care reform including the 
realignment of incentives; but once we get past 
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this hump, we’re not going to see any problems 
with nurses and social workers getting positions,” 
Leonard adds.

Nancy Skinner, RN, CCM, agrees that case 
managers will have new opportunities in the 
future. 

“It’s going to be a whole new world for case 
managers. The case manager is going to become 
a consultant who helps the patient, the family, 
and caregivers have quality of life through the end 
of life,” says Skinner, a consultant for Riverside 
HealthCare Consulting in Whitwell, TN. 

Some of the opportunities for case managers 
will depend on what the final health care reform 
legislation looks like, Skinner says. 

For instance, the idea of a patient-centered 
medical home is under discussion, and is likely to 
involve case managers in some way, Skinner says. 

However, there’s still no agreement on how 
physicians will be reimbursed for providing the 
extra services to patients, she points out.

“In today’s economy, we truly need to focus on 
appropriate case management, but it all depends 
on the funding. I believe that case managers will 
become a part of primary care practices, but it 
may take as long as five years to determine how 
the patient-centered medical home is going to be 
organized and how case managers will partici-
pate,” she says.

The incentives have to be aligned appropriately 
for primary care physicians to add case managers 
to their practice, Leonard adds. 

“We can’t ask primary care physicians to pro-
vide care coordination and not receive increased 
reimbursement. They’re going to have to hire staff, 
and the government is going to have to reimburse 
for it,” Leonard says.

The medical home model includes case manag-
ers who work with physicians to manage the care 
of patients, something that is sorely needed, adds 
Catherine M. Mullahy, RN, BS, CRRN, CCM, 
president and founder of Mullahy & Associates, 
a case management training and consulting com-
pany.

 “The health care system has become so com-
plex that people need someone to act as their 
advocate. As physicians are forced to decrease the 
time they spend with patients in their office, and 
more responsibility shifts to the patient and family 
members, people need someone to guide them in 
making the right choices and following their treat-
ment plan,” Mullahy says.

Case managers can help people understand their 

diagnosis, make informed choices about treatment 
options, prevent complications, and save money at 
the same time, Mullahy says. 

“However, the average person doesn’t under-
stand how much help a case manager can be, and 
that’s why we need to educate them,” she says. 

Case managers based in physician offices can 
help patients understand how to manage their con-
dition, how it will improve their quality of life if 
they do, and what could happen if they don’t, says 
B.K. Kizziar, RN-BC, CCM, CLP, owner of B.K. 
& Associates, a Southlake, TX, case management 
consulting firm. 

“We hear so much about noncompliant patients 
who don’t fill their prescriptions and don’t take 
their medications correctly, but there is very little 
education that occurs at the doctor’s office level 
when a new prescription is ordered or a new diag-
nosis is made. Patients need to be educated about 
how to adhere to their treatment plan, and case 
managers are the right people to do so,” she says.

Sometimes patients can’t afford their prescrip-
tion and need help looking for alternatives, Kizziar 
points out.

“Doctors decide what is appropriate and rarely 
ask if the patient can afford it. I think people leave 
the doctor’s office without the knowledge they 
need to make the kind of decisions they need to 
make. This is another opportunity for case manag-
ers,” she says. 

Whatever happens with health care reform, it 
is likely to be more and more difficult for middle-
sized and smaller employers to continue to provide 
the same kind of health care coverage they do 
today, and that is likely to create opportunities for 
case managers, Kizziar points out. 

She sees opportunities for case managers either 
as consultants on a contract basis or as employees 
who can help employees navigate the health care 
system, she says.

“As more and more people shop for health 
care benefits, case managers have an opportunity 
to share their expertise and act as consultants to 
employees to help them make wise decisions,” she 
says.

Being a health care educator and advisor to 
help employees navigate the health care maze is an 
opportunity case managers haven’t had in the past, 
she says.

“I have believed for a long time that case man-
agers should inform the health care consumer 
about how to make better decisions and how to be 
compliant. This is going to be even more impor-
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tant in the future,” Kizziar says.
The complex health care system and the empha-

sis on efficient and effective care already is creating 
opportunities, Mullahy points out. 

“More and more third-party administrators are 
bringing case management and disease manage-
ment programs into their organization. Employers 
are starting to look at opportunities for case man-
agers. Hospitals are advertising for nurse naviga-
tors to help patients navigate their way through 
the health system and to manage their care once 
they are discharged,” Mullahy says.

With the current emphasis on readmission rates, 
case management responsibilities in the acute care 
setting are likely to expand, and extend into the 
community, Skinner says.

“The focus on readmissions is going to increase 
the value of case managers and create a greater 
need for case management,” Skinner says.

Data compiled by the Centers for Medicare & 
Medicaid Services (CMS) show that about 20% 
of patients responding to the Hospital Consumer 
Assessment of Healthcare Providers and Systems 
(HCAHPS) replied no when asked if anyone told 
them what they needed to do at the next level of 
care, Skinner points out.

“As health care reform rolls forward, I see 
case managers taking a role after patients are 
discharged from the hospital to help prevent an 
adverse event that could result in a rehospitaliza-
tion,” Skinner says.

For instance, heart failure is a major cause of 
rehospitalization within 30 days of discharge, 
Skinner says.

“Case managers can have a significant role in 
working with these patients to prevent readmis-
sions. I predict that in the near future CMS will 
announce an intention to modify or discontinue 
payments for readmissions within 30 days. If and 
when this occurs, hospitals are going to have to 
develop a case management program for heart 
failure patients after discharge, or they’re going to 
lose reimbursement from Medicare. Case manag-
ers in acute care are going to have to pick up a 
much greater role in transitions of care,” she says.

Skinner predicts that in the future, case manag-
ers will work in every health care environment 
where there is a transition of care — skilled nurs-
ing facilities, long-term acute-care hospitals, home 
care agencies, and hospices.

“As patients move from one level of care to 
another, it’s going to be the responsibility of the 
facility discharging them to give them the tools 

they need to be successful at the next level,” she 
adds.

The aging baby-boomer population is going to 
be the catalyst for change, she adds.

“I can see case managers working in clinic 
environments and educating patients on what is 
wrong, what the patient needs to do, and why it is 
important,” Skinner says.

For instance, joint replacement patients could 
benefit from having a case manager work with 
them before surgery, during the hospitalization, 
and after discharge, she adds.

Case managers can help with transitions of care 
by facilitating communication between providers 
and making sure providers at each level of care 
have all the information they need to treat the 
patient. 

“Many times, patients are seeking care from 
many different providers who don’t always com-
municate with each other,” Leonard points out.

For instance, if a patient is hospitalized or sees 
a specialist, the family doctor may not know what 
has been going on. 

With the current system, if the primary care 
physician refers a patient to a specialist, that doc-
tor should get the information back to the primary 
care physician. It doesn’t always happen because 
no one is responsible for sending the informa-
tion or ensuring that the primary care physician 
receives it, Leonard points out. 

“In the future, because of the economy, many 
different levels of providers are going to pop up. 
We’ve already seen patient navigators and care 
coaches,” Leonard says.

The new types of providers may be less skilled 
and less educated than the clinicians who provide 
direct patient care, but they’re also less expensive, 
she adds. This means it will be more economical to 
hire a less skilled person to do jobs that don’t need 
the expertise of a licensed clinician.

“Case managers are likely to be the people who 
will have oversight over the less expensive health 
care worker. The National Quality Forum has sug-
gested in their work, which was published for pub-
lic comment, that the care coordination team has 
to be led and overseen by a licensed health care 
professional. I don’t think the public is going to let 
that idea die. They want to feel protected in what 
they are doing,” she says.

(For more information contact: B.K. Kizziar, 
RN-BC, CCM, CLP, owner, B.K. & Associates, 
e-mail: BKANDASSOC@att.net; Margaret 
Leonard, MS, RN-B, C, FNP, senior vice president 
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for clinical services, Hudson Health Plan, e-mail: 
mleonard@HudsonHealthplan.org; Catherine M. 
Mullahy, RN, BS, CRRN, CCM, president and 
founder, Mullahy & Associates, e-mail: cmul-
lahy@mullahyassociates.com; Nancy Skinner, 
RN, CCM, consultant, Riverside HealthCare 
Consulting, e-mail: casemanager@mac.com.)  ■

Want to spend more time 
interacting with patients?
Here are two opportunities to consider

Case managers went to nursing school to take 
care of people, something they find them-

selves doing less and less in most practice settings, 
Catherine Mullahy, RN, BS, CRRN, CCM, points 
out.

“Nurses like to feel like they are making a dif-
ference for patients, that they are part of the 
solution to their patients’ health care issues. Case 
managers who spend a huge amount of time with 
their heads in a chart or talking to insurers aren’t 
feeling good about what they are doing. Instead of 
spending time with patients, they’re spending time 
on paperwork and business issues,” adds Mullahy, 
president and founder of Mullahy & Associates, 
a case management training and consulting com-
pany.

In the future, as people need more and more 
help navigating the health care system, case man-
agers are going to have the opportunity to have 
much more personal and face-to-face contact with 
patients, she says.

Direct-to-consumer case managers and guided 
care nurses already are providing face-to-face case 
management and developing a close relationship 
with their clients, she adds. 

Guided care nurses

Guided care nursing gives RNs an opportunity 
to do what they went to nursing school for in the 
first place, says Kathleen Trainor Grieve, RN, 
BSN, MHA, CCM, a guided care nurse from Johns 
Hopkins Healthcare who works at Johns Hopkins 
Community Physicians at White Marsh. 

The guided care model was developed by an 
interdisciplinary team of clinical researchers at 

Johns Hopkins University to improve the quality 
of life and efficiency of resource use for people 
with complex medical conditions. 

Guided care nurses work in the primary care 
setting to coordinate care for patients with chronic 
conditions and complex needs, working side by 
side with the primary care physician, and interact 
with other health care providers who treat their 
patients.

“We are partners with the primary care physi-
cians, the patients, the families, and the specialists. 
We take a holistic approach to patient care and 
are truly part of the whole team,” she says.

Unlike nurses in other settings, guided care 
nurses never lose track of their patients after a 
brief episode of care because they work with their 
patients on a long-term basis, usually for life, 
Grieve points out.

They develop a close working relationship with 
patients and their caregivers and meet with them 
in their homes as well as accompanying them to 
physician visits and visiting them in the hospital. 
They coordinate transitions between levels of care 
and providers. 

“Some patients have said that working with a 
guided care nurse is like having a nurse in the fam-
ily. Someone they trust is looking out for them and 
getting them the care they need,” Grieve says.

Following an at-home assessment and evidence-
based planning process, the guided care nurse 
monitors patients proactively, promotes self-
management, smoothes transitions between sites 
of care, educates and supports family caregivers, 
facilitates access to community resources, and 
coordinates the efforts of health care professionals, 
institutions, and community agencies.

 “Self-management is an important aspect of the 
program. We don’t do things for our patient that 
they can do for themselves. We focus on helping 
them take charge of their own health,” she says.

Guided care nurses come from a variety of 
backgrounds, Grieve says. Of the seven nurses in 
a three-year trial of the guided care nurse program 
at Johns Hopkins, one nurse had geriatric experi-
ence, another was an experienced home care nurse, 
and another had been a hospital-based nurse for 
only four years.

 “It’s not so much the experience nurses have 
had that make them a successful guided care nurse. 
It’s their personal attributes,” she adds.

For instance, guided care nurses have to be 
assertive when they need cooperation from the 
physicians, especially when they are just starting 
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with the practice.
“Doctors are all overworked and have limited 

time. You can’t let it stop you when they tell you 
they don’t have time to talk,” she says.

Guided care nurses must complete a guided care 
nursing curriculum and pass a certification exami-
nation.

Direct-to-consumer case managers

Direct-to-consumer case managers are nurses 
who are independent business owners and contract 
with patients and/or their family members.

While the contract for the actual services may be 
with the patient, referrals may come from group 
medical practices, elder care attorneys, financial 
advisors, small employee groups, and others who 
are aware of the benefit of the 

services.
Their fees are paid by the person who hires 

them.
“There’s a tremendous need for case managers 

to help consumers navigate the health care system. 
Direct-to-consumer case managers help patients 
understand their diagnosis, their treatment plan, 
their medications, and help when nobody else has 
the time to answer their questions. They are the 
patient’s advocate and someone patients and fam-
ily members can call on when they have questions 
and concerns,” Mullahy says. 

When patients are seeing five or six different 
doctors, they need a case manager who can go 
with them to their appointments, help coordinate 
the care, and ensure that all of the providers have 
the information they need to develop a treatment 
plan.

“This type of practice gives case managers an 
opportunity to work one on one with patients 
and to develop a close relationship with them. It 
goes back to the first generation of case manage-
ment where the case managers spent time with 
their patients. Direct-to-consumer case managers 
can control their own caseload and decide the best 
way to handle their cases,” she says.

Direct-to-consumer case managers are not 
employed by a managed care organization, a hos-
pital, or another entity. 

“They represent the patient’s interest and only 
the patient’s interest. They don’t face the challenge 
that their employer may want something that 
conflicts with what they think is the patient’s best 
interest,” Mullahy says. 

Geriatric case managers have been contracting 

with family members or elder care attorneys for a 
number of years and managing the care of elderly 
patients, often when their family members live in 
another state, Mullahy says.

Other case managers have gone into business to 
consult with patients who are undergoing cancer 
treatment or have complicated conditions, such as 
congestive heart failure or end-stage renal disease, 
she adds.

Direct-to-consumer case management is a grow-
ing field that is likely to increase in the future, but 
it’s not for everyone, Mullahy says.

“Just because someone is a wonderful case man-
ager, they don’t necessarily have what it takes to 
become a business owner and market their own 
services,” she adds.

Offering your services as a consultant to con-
sumers is fulfilling but is challenging because many 
case managers can’t afford to go out on their own 
and lose the security of a weekly paycheck, she 
says.

Mullahy advises case managers who would like 
to try direct-to-consumer case management to 
keep their job and build up their practice in their 
spare time.

“I wouldn’t advise anyone to leave the secu-
rity of a job unless they have savings and other 
income,” she says.

(Johns Hopkins is offering a six-week, 40-hour 
online guided care nurse course through the 
Institute of Johns Hopkins Nursing. For more 
information, visit www.ijhn.jhmi.edu.)  ■

Program helps patients 
adhere to regimen
Members targeted have chronic conditions

Recognizing that patients who don’t take medi-
cation for chronic conditions as prescribed are 

more likely to have poor control over their inde-
pendence, Blue Cross has launched a program to 
coach people on medication adherence. 

“We know that adherence to medication is an 
important part of managing a chronic disease. 
Members who have a chronic condition and don’t 
adhere to their treatment have a greater potential 
for hospitalizations and outpatient care as well as 
a decrease in the quality of life,” says Kimberly 
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Siejak, manager of population health and wellness 
for the Philadelphia-based health plan.

The medication persistence program, launched 
in July as part of the Independence Blue Cross 
Connections Health Management Program, targets 
members who have not been adherent in taking 
medications for coronary artery disease, heart fail-
ure, diabetes, and/or hypertension.

“We targeted these conditions because they 
often can be controlled with medication and 
patients typically experience long-term complica-
tions if they don’t take their medication regularly,” 
Siejak says.

Many of the patients in the program have heart 
failure, a condition that frequently results in rehos-
pitalization, she adds.

“Often when heart failure patients are in the 
hospital, they are discharged with a new medica-
tion and they’re not sure if it is different from the 
one they were taking before they were hospital-
ized. Our health coaches can contact them and 
discuss whether they were prescribed a new medi-
cation, if they have a follow-up visit scheduled 
with their physician, and to answer any questions 
they have,” she says.

The health plan included hypertension in the 
program because people with hypertension may 
stop taking their medication and not experience 
any immediate symptoms and can experience 
severe long-term complications such as strokes, 
she points out.

Independence Blue Cross uses medical claims 
data and pharmacy claims data to identify mem-
bers with chronic conditions and members who 
have been refilling their prescriptions for chronic 
diseases less than 50% of the time.

“We don’t know what happens after members 
fill their prescriptions. We hope they are actually 
taking it. The data we use for this program do 
give us a measure of the refill rate, which may be 
a proxy for the member’s medication adherence,” 
she says.

The health plan’s proprietary algorithm risk 
stratifies members into low, medium, and high risk 
categories. Each category receives a different type 
of outreach. 

Health coaches also make outreach calls to 
patients with chronic conditions who have been 
discharged from the hospital to make sure they 
understand their discharge instructions. 

“We want to balance our resources appropri-
ately and reach the members where we can have 
the biggest impact,” Siejak says.

Low-risk members are those who fail to refill 

only one type of medication. They receive periodic 
automated telephone calls that include the pro-
gram’s telephone number if they want to contact a 
health coach with questions or concerns. 

Members at moderate risk are those who fail to 
refill two or more medications. Automated tele-
phone calls give them an opportunity to transfer 
directly to a health coach.

“The health coaches love the calls they get when 
the members make the choice to speak with them. 
This means that something in the automated call 
has hit home with them. They are primed and 
ready to make changes. It can be a much differ-
ent response from what they get from many of the 
outbound calls to members,” she says.

The automated calls include general informa-
tion about the medication types the members are 
taking, why it is important to take it as prescribed, 
and what complications may occur if they don’t.

“We always ask the member to verify his or her 
identify before the system launches into the mes-
sage,” she says.

The automated calls encourage members to talk 
to a health coach or call their physician if they 
have any questions about their medication regi-
men.

 “All of our interactions reinforce the members’ 
relationship with their physician and encourage 
members to adhere to their treatment plan or 
talk to their doctor if they’re having trouble with 
adherence,” she says.

High-risk members receive an outbound tele-
phone call from a health coach who educates the 
members about the importance of taking their 
medication and tries to engage them in health 
coaching to help them adhere to their physician’s 
treatment plan.

Reasons the members give for not refilling their 
medication include side effects, forgetting to get it 
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CNE QUESTIONS
17.  Why is it important to make sure home health 

employees are familiar with dementia care best 
practices, according to Peter Notarstefano, direc-
tor of home and community-based services for 
the American Association of Homes and Services 
for the Aging in Washington, DC?

 A. Medicare reimburses well for care of dementia 
patients.

 B. Home health nurses don’t treat enough pa-
tients with dementia to develop an expertise.

 C. Dementia aff ects the ability to provide eff ec-
tive care.

 D. It is frequently the primary diagnosis for admis-
sion to home health.

18.  What is an important fi rst step to establish a good 
relationship with a dementia patient, according 
to Elizabeth Gould, MSW, director of quality care 
programs at the Alzheimer’s Association.

 A. Establish trust.
 B. Off er to do everything for the patient.
 C. Give the patient complete control over every 

decision. D. Keep the visit short and quick.

19.  What two key issues for agency managers are 
aff ected by an employee’s perception of violence 
or potential for violence in the workplace, accord-
ing to Robyn R.M. Gershon, MHS, DrPH, associate 
dean or research resources and professor at the 
Mailman School of Public Health at Columbia Uni-
versity in New York, NY?

 A. Accreditation and licensure
 B. Reimbursement and quality of care
 C. Patient satisfaction and referrals
 D. Recruitment and retention

20.  How should a home health manager handle 
an employee’s report of unsafe conditions in a 
patient’s home, according to Robert W. Markette 
Jr., an attorney with Gilliland & Markette in India-
napolis, IN.

 A. Evaluate the credibility of the employee before 
proceeding.

 B. See if any other employees have complained 
about the same patient.

 C. Begin an investigation immediately.
 D. Ask an attorney for advice on how to proceed.

Answer Key:  17. C; 18. A; 19. D; 20. C. 

filled, and lack of information about why they are 
taking it. 

Most members have a drug prescription plan, 
so cost is often not a factor, except in the case 
of Medicare beneficiaries who may have hit the 
donut hole in their prescription plan or who are 
having difficulties with copays.

 “Sometimes when patients are prescribed a 
beta-blocker after a heart attack, they don’t under-
stand why they should continue taking it since 
they have completed cardiac rehabilitation and are 
feeling fine. They don’t understand the risk in not 
taking it,” Siejak says.

The health coaches discuss the individual issues 
with the member and emphasize the importance 
of taking the medications. They can also provide 
tools and resources to members to help them 
understand and keep track of their medications. 

During the telephone call, the health coach 
works with the member to set goals for medication 
adherence and to develop strategies for meeting 
the goals.

They help the members prepare for a follow-up 
visit with their physician by discussing what ques-
tions the member should ask the doctor and what 
concerns they may want to bring up.

“The goal is to interact with the members and 
educate them to understand why it’s important to 
adhere to their medication plan and to be an active 
partner with their physician,” she says.

The health coaches work with the members to 
determine if they need follow-up calls and to set 
up a convenient time.

“The program is very member-centric. If the 
member seems to be doing well, the health coach 
may make only one telephone call. If someone is 
having a lot of problems, the health coach may call 
on a regular basis,” Siejak says.

The health coaches, who are employed by a 
vendor with which Independence Blue Cross con-
tracts, are health care professionals with 10 to 15 
years experience. About 90% are registered nurses. 
The others are pharmacists, registered dieticians, 
and respiratory therapists who are called in when 
patients have specialized needs in their field.

The health plan conducts monthly data mining 
to identify members who are not filling their medi-
cation.

“We have checks and balance to monitor out-
reach efforts so the members don’t get the same 
kind of calls over and over,” she says.

In most cases, the same health coach works 
with the member but since the program is staffed 
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CNE OBJECTIVES

After reading each issue of Hospital Home Health, the 
reader will be able to do the following:

1. Identify particular clinical, ethical, legal, or social 
issues pertinent to home health care.

2. Describe how those issues affect nurses, patients, 
and the home care industry in general.

3. Describe practical solutions to the problems that 
the profession encounters in home care and inte-
grate them into daily practices.  ■

CNE INSTRUCTIONS 

Nurses participate in this continuing education 
program by reading the issue, using the provided 

references for further research, and studying the ques-
tions at the end of the issue. Participants should select 
what they believe to be the correct answers, then 
refer to the list of correct answers to test their knowl-
edge. To clarify confusion surrounding any questions 
answered incorrectly, please consult the source mate-
rial. After completing this semester’s activity with the 
March issue, you must complete the evaluation form 
provided in that issue and return it in the reply enve-
lope provided to receive a credit letter.  ■

To reproduce any part of this newsletter for  promotional 
purposes, please contact:
Stephen Vance
Phone:  (800) 688-2421, ext. 5511
Fax:  (800) 284-3291
Email:  stephen.vance@ahcmedia.com

To obtain information and pricing on group  discounts, 
multiple copies, site-licenses, or electronic distribution 
please contact:
Tria Kreutzer
Phone:  (800) 688-2421, ext. 5482 
Fax:  (800) 284-3291
Email:  tria.kreutzer@ahcmedia.com
Address: AHC Media LLC
 3525 Piedmont Road, Bldg. 6, Ste. 400
 Atlanta, GA 30305 USA

To reproduce any part of AHC newsletters for educational 
purposes, please contact:
The Copyright Clearance Center for permission
Email:  info@copyright.com
Website:  www.copyright.com
Phone:  (978) 750-8400
Fax:  (978) 646-8600
Address: Copyright Clearance Center
 222 Rosewood Drive
 Danvers, MA 01923 USA

Gregory P. Solecki
Vice President

Henry Ford Home Health Care
Detroit

Kay Ball, RN, PhD, CNOR, FAAN
Perioperative Consultant/

Educator
K&D Medical

Lewis Center, OH

John C. Gilliland II, Esq.
Attorney at Law

Gilliland & Caudill LLP
Indianapolis

Val J. Halamandaris, JD
President 

National Association 
for Home Care

Washington, DC

Elizabeth E. Hogue, JD
Elizabeth Hogue, Chartered

Burtonsville, MD

Larry Leahy
Vice President

Business Development
Foundation Management 

Services
Denton, TX

Susan Craig Schulmerich 
RN, MS, MBA

Administrator
Community Services

Elant Inc.
Goshen, NY

Judith McGuire, BSN, MHA
Director

Castle Home Care
Kaneohe, HI

Ann B. Howard
Director of Federal Policy

American Association 
for Homecare
Alexandria, VA

EDITORIAL ADVISORY BOARD

Consulting Editor:
Marcia P. Reissig

RN, MS, CHCE
CEO

Sutter VNA & Hospice
San Francisco

by health coaches 24-7, if a member calls in the 
middle of the night or on the weekend, his or her 
health coach may not be at work.

The health coaches work on the same platform, 
which gives the coach who talks with the member 
the ability to access member information and leave 
information for the primary health coach.

“Greater than 80% of the time, the member 
talks to the same health coach,” she says.

Since the medication persistence program was 
launched in July, 2009, the health plan has tar-
geted 12,402 members with at least one automated 
outreach. About 90 of those members have been 
engaged in one-on-one health coaching.  ■

BINDERS AVAILABLE

HOSPITAL HOME HEALTH has sturdy plastic binders available 
if you would like to store back issues of the newsletters. To 
request a binder, please e-mail binders@
ahcmedia.com. Please be sure to include 
the name of the newsletter, the subscriber 
number and your full address. 
If you need copies of past issues or prefer 
on-line,  searchable access to past issues, you 
may get that at www.ahcmedia.com/online.html.
If you have questions or a problem, please call customer 
service at (800) 688-2421.


