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Background: Guidelines, policies, and warnings have been applied to reduce the use of medications for
behavioral and psychological symptoms of dementia (BPSD). Because of rare dangerous side effects,
antipsychotics have been singled out in these efforts. However, antipsychotics are still prescribed “off
label” to hundreds of thousands of seniors residing in nursing homes and communities. Qur objective
was to evaluate how and why primary-care physicians (PCPs) employ nonpharmacologic strategies and

drugs for BPSD.

Methods: Semi-structured interviews analyzed via template, immersion and crystallization, and the-
matic development of 26 PCPs (16 family practice, 10 general internal medicine) in full time primary-
care practice for at least 3 years in Northwestern Virginia.

Results: PCPs described 4 major themes regarding BPSD management: (1) nonpharmacologic meth-
ods have substantial barriers; (2) medication use is not constrained by those barriers and is perceived
as easy, efficacious, reasonably safe, and appropriate; (3) pharmacologic policies decrease the use of
targeted medications, including antipsychotics, but also have unintended consequences such as in-
creased use of alternative risky medications; and (4) PCPs need practical evidence-based guidelines for

all aspects of BPSD management.

Conclusions: PCPs continue to prescribe medications because they meet patient-oriented goals and
because PCPs perceive drugs, including antipsychotics and their alternatives, to be more effective and
less dangerous than evidence suggests. To optimally treat BPSD, PCPs need supportive verified prescrib-
ing guidelines and access to nonpharmacologic modalities that are as affordable, available, and effica-
cious as drugs; these require and deserve significant additional research and payer support. Community
PCPs should be included in BPSD policy and guideline development. (J Am Board Fam Med 2018;31:

9-21.)

Keywords: Antipsychotic Agents, Dangerous Behavior, Dementia, Policy, Primary Care Physicians, Virginia

Dementia is diagnosed based on cognitive decline
with evidence of memory loss, but noncognitive
psychiatric symptoms are seen in dementia of all
etiologies and stages.'? Referred to as behavioral
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and health outcomes. Furthermore, BPSD symp-
toms are frequently critical and direct drivers of
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institutionalization and the economic cost of de-
mentia. ™’

Although evidence proving the effectiveness of
nonpharmacologic approaches for BPSD across
domains of care is lacking, a growing body of lit-
erature demonstrates that these skills, techniques,
activities, therapies, and personalized interventions
can improve quality of life and help to manage
certain symptoms and behaviors.®”® While these
methods are safer for patients than medications,
their individualized nature requires greater invest-
ments of time, effort, expertise, and financial re-
sources.'? Also, reimbursement for these services is
often poor. For all these reasons, they are likely
underused in all settings including long-stay facil-
ities.*”'971? These techniques are also more effec-
tive for some BPSD than for others.” For example,
an agitated patient can often be calmed by music,
touch, and aromatherapy, especially in combina-
tion with other personalized approaches, whereas
those who are hallucinating are more likely to need
medication as part of the treatment plan.”*13~15 At
times even optimally applied nonpharmacologic
therapies simply do not work because of numerous
factors, including disease variation and progres-
sion.®!°

Medications used “off label” for BPSD include
anxiolytics, antidepressants, cognitive enhancers,
antipsychotics, and anticonvulsant mood stabiliz-
ers. Benzodiazepines, prescribed for anxiety and
agitation, increase risks of sedation, confusion, falls,
and fractures.'”'® Cognitive enhancers (N-methyl-
D-aspartate antagonists and cholinesterase inhibi-
tors) have been shown to have small statistically sig-
nificant effects in ameliorating BPSD, but many
patients already take these drugs.'””° Serotonergic
drugs can improve depression and anxiety but have
limited efficacy for BPSD.?! Although they are gen-
erally well tolerated, even these medications convey
potential risks; citalopram has been shown to be help-
ful for certain BPSD, but it blunts cognition and
results in worrisome electrocardiographic changes.”?
Anticonvulsant mood stabilizers are used for agitation
and aggression in particular, although trials evaluating
their efficacy and safety for frail elderly are scant, and
results are mixed.”> 7 Some anticonvulsants, such as
valproate and carbamazepine, carry US Food and
Drug Administration (FDA) boxed warnings because
of hepatic and bone marrow toxicities.*®*"

Antipsychotic medications have the best evi-
dence for improving BPSD, although they work

only 25% to 30% of the time.*>* While their
benefit in BPSD is modest, their risk profile is
extensive. In addition to extrapyramidal symptoms
and sedation, antipsychotics are associated with
confusion, falls, and aspiration events.** However,
increases in strokes, heart attacks, and mortality
associated with the use of typical and atypical an-
tipsychotics earned both FDA boxed warnings.*~**

In addition to the FDA warnings, political and
regulatory spotlights have focused on medication
use for BPSD. Inappropriate antipsychotic pre-
scribing for BPSD has been labeled “chemical re-
straint” and “elder abuse.”*’ Some states have pro-
posed legislation to require written informed
consent for their use.*®

The long-standing agenda of the Centers for
Medicare & Medicaid Services (CMS) to curb
drugs for BPSD was codified in the 1987 Nursing
Home Reform Act, which prohibited the chemical
restraint of patients in nursing homes.*” In March
2012, as part of a concerted effort to check off-label
prescribing of antipsychotics for BPSD, CMS
launched the National Initiative to Improve Behav-
ioral Health & Reduce the Use of Antipsychotic
Medications in Nursing Home Residents*®, subse-
quently renamed the National Partnership to Im-
prove Dementia Care in Nursing Homes. The rate
of antipsychotic use in long-stay facilities was made
a quality measure, published through the Medicare
Nursing Home Compare website (https://www.
medicare.gov/nursinghomecompare/search.
html?), and factored into Medicare’s 5-star facility
rating. In nursing homes, pharmacists also super-
vise mandatory periodic reviews of all psychoactive
medications to encourage consideration for wean-
ing or reducing doses.*® Since the initiative’s debut,
antipsychotic use in nursing homes has decreased
steadily. CMS’s initial goal of a 15% nationwide
reduction was achieved in the final quarter of 2013,
and by the fourth quarter of 2016 the national rate
was down 33%, from 23.8% to 16%.%°°

National and international guidelines for medi-
cal management of BPSD all state that antipsychot-
ics should be used only when other measures fail
and with appropriate discussion of the risks and
benefits. According to the American Geriatric So-
ciety and respective national and provincial Cana-
dian groups, only potential harm to self or others
justifies their use.”'? However, the American Psy-
chiatric Association, the American Alzheimer’s As-
sociation, and the British National Institute for
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Health Care and Excellence guidelines liberalize
indications to include refractive patient dis-
tress.”> 6

Despite evidence of only modest benefit and
proven severe risk, the context of purposeful efforts
from the FDA, CMS, and state legislation, and the
censure of geriatric societies and patient advocacy
groups, physicians continue to prescribe antipsy-
chotics and other medications for BPSD to hun-
dreds of thousands of patients in US nursing homes
and communities.’® The reasons for this apparent
conundrum are not well understood, and investiga-
tion in this area has been scant. This study sought
to explore American primary care physicians’ use of
nonpharmacologic modalities and drugs to treat
these challenging symptoms.

Methods

We adapted the qualitative research framework
posited by Leeman and Sandelowski®’ for “Design-
ing Qualitative Studies to Elicit Practice-Based Ev-
idence,” in this study examining “What aspects of
the practice context may interact with interventions
or strategies to moderate patient or system out-
comes?”

We administered semistructured interviews of
26 participants (primary care physicians [PCPs]) to
determine their experiences with and perceptions
of medication and nonpharmacologic management
of BPSD. (See the Appendix for an abbreviated
interview guide.) Telephone interviews (1-on-1)
averaged 45 minutes (range, 20—65 minutes). Par-
ticipants were interviewed by family physicians
JWK, JDW) from their district (see ‘Setting’ be-

low).

Participants and Setting

Our participants were 26 PCPs from the 5 counties
of the Lord Fairfax Health District of northwestern
Virginia who were involved in direct patient care
>20 hours/week and had been in primary care
practice within the district >3 years. We did not
stipulate the percentage of patients with dementia
included in the PCPs’ patient panels. Participants
were recruited in person, over the telephone, and
through E-mail. An honorarium of $50 was of-
fered. Our initial goal was to have 8 PCPs who
cared for patients in nursing homes and 16 who did
not, in order to reach data saturation within each
group, and to have a diverse group of physicians

with overall project saturation of around 24 partic-
ipants.’®? However, half our participants (13) had
at least 1 patient in a nursing home facility. Of
those 13, 10 had >5 patients in nursing homes, and
these 10 were used for comparative analysis with
the remaining 16. We did achieve data saturation
within those groups and for the overall group in
our final analysis.”® We further discovered that
views of all PCPs were largely congruent, despite
training in family or internal medicine, despite car-
ing for patients in nursing homes (or not), and
despite duration of practice. Results presented here
(except where noted) reflect the entire PCP group.

Data Analysis

Transcriptions of audio-recorded interviews were
organized and coded using Atlas.ti. Codes for use in
template analysis were developed both inductively
and deductively, yielding a priori codes that were
honed and augmented by emergent findings.®” The
coding team JWK, KMW, TB) developed a pre-
liminary code book based on the research questions
and relevant literature. After 6 to 8 interviews, the
team applied an immersion and crystallization pro-
cess of reading and rereading transcripts to refine
codes while also allowing previously unpredicted
findings to be added to the code book.”® This
process occurred iteratively until the code book was
well defined and coding saturation was reached, in
this case 3 cycles. Coding then proceeded indepen-
dently for all transcripts, after which the team came
together to resolve coding differences via negoti-
ated consensus to ensure strong intercoder agree-
ment.®!

Preliminary themes were identified through the
analysis of coding elements. Two authors JWK,
JDW) used a method of metaphor and allegory
described by Ryan and Bernard®® to further delin-
eate and appraise code patterns and prospective
significant “themes and subthemes”: “Analysis . . .
becomes the search for metaphors in rhetoric and
deducing the schemas or underlying themes that
might produce those metaphors.” These were in-
spected iteratively over 3 cycles of meetings, during
which disconfirming evidence was sought for those
themes and differences were resolved through ne-
gotiated consensus. From these metaphors 4 major
themes emerged and were organized into the find-
ings presented in the Results. All authors vouch for
the validity of these findings.
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Dr. Etz audited the ongoing analytic process and
guided the team’s efforts. This study was approved
by the Institutional Review Board of Virginia Com-
monwealth University, Richmond.

Results

Participants

We interviewed 26 PCPs, 16 trained in family
medicine and 10 in internal medicine. Among the
internists, 2 had additional qualifications in geriat-
rics. Our participants included 19 men and 7
women, with an mean age of 50 years (range, 35-69
years) and an average practice duration of 19 years
(range, 4-38 years). They self-identified as white
(n = 21), Asian (n = 3), and African American (n =
1); 1 participant declined to comment. Three had 1
patient in a nursing home and 10 had >5 patients
in a nursing home (mean, 18 patients; range, 6-30
patients). Of the 10 PCPs with >5 patients in a
nursing home, 6 were family physicians.

Themes
Four major themes were identified. Exemplar
quotes are presented in Table 1.

Theme 1: Nonpharmacologic BPSD Therapies Have
Substantial Barriers

All PCPs described services supporting dementia
care as inadequate. That said, PCPs reported that
tew patients fully capitalized on all available re-
sources. Family capabilities and involvement were
noted as significant factors affecting optimal utili-
zation. While all families were characterized as
increasingly overwhelmed as the disease pro-
gressed, some families were depicted as extremely
proactive and much more successful in identifying
and using national and local resources. However, a
majority of families were reported to struggle to
identify and use these existing supports.

Most PCPs acknowledged they had little formal
training in nonmedication therapies for dementia
symptoms and that time constraints made any per-
sonalized instruction by them untenable. In addi-
tion, the changing landscape of community assis-
tance and resources was described as so variable
that maintaining awareness of current availability
was nearly impossible. The few services that PCPs
could describe as consistent, available, and helpful
(for example, “in-home services” from a geriatric

organization) were characterized as overwhelmed
by demand.

Similar to the services currently available to pa-
tients with diabetes via trained diabetes educators,
some PCPs imagined a “navigator” or counselor
who could serve as a guide to shepherd families
through BPSD or for all aspects of dealing with the
disease process. All nonpharmacologic measures
(eg, hired caregivers, assisted living) were acknowl-
edged to involve significant, often prohibitive,
costs.

PCPs stated that nonpharmacologic therapies
are essential first-line measures that are helpful for
BPSD to some extent all the time. However, PCPs
viewed these modalities as having only abouta 50%
efficacy to relieve bothersome symptoms and as
eventually losing effectiveness as dementia and
BPSD worsened. The PCPs also lamented that the
evidence for the efficacy of nonpharmacologic
BPSD therapies lacked the robustness and gener-
alizability they desired.

Theme 2: Medications Are “Easy,” Effective, Safe, and
Address Patients’ Needs

In stark contrast to nonpharmacologic modalities,
no PCP reported cost as a barrier to medication
use. Medications were said to be the easiest BPSD
solution for patients, caretakers, and doctors: they
are affordable, easily available, require minimal
training, and quick to take effect.

In addition to being “easy,” almost all PCPs
indicated that medications worked at least half of
the time, even for recalcitrant symptoms. Severe
side effects were almost never knowingly discerned,
and all classes of medications seemed to convey
roughly the same collection of adverse effects, of
which the most concerning and common were se-
dation and falls. Specifically, of the 26 PCPs inter-
viewed, only 2 described direct experience with
possible severe side effects from a medication. One
PCP from the nursing home group described a
colleague’s patient who experienced a stroke soon
after initiating antipsychotic therapy. Because
stroke is not rare among patients in nursing homes,
he wondered, but was uncertain, whether the med-
ication was the cause. Another nursing home phy-
sician described a patient receiving a large dose of
quetiapine and who had a seizure soon after arriv-
ing to his dementia unit. Because seizures occur
with some regularity in this population, he sus-
pected, but again was unsure, that the medication
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Table 1. Primary Care Physician Exemplar Quotations, by Theme

Theme*

Quotations

1,2
1,2
1,2

’

1,2

“There’s unfortunately not a lot of resources where we are for helping folks, or maybe I’'m just not aware that they
exist.”

“Well, it’s mostly availability . . . and that these types of services aren’t readily known, and those that are, are
overwhelmed with requests. So, the access is more of an availability issue.”

“Neither the doctor nor the family has been trained to do [non—-drug approaches] right.”

“If I could sign up every family that I diagnose as a patient or every spouse or daughter, or caregiver to a dementia
navigation for the caregiver like a course, I think that would be so helpful because half of what we take care of is
caregiver support issues. They either don’t know what to expect or they don’t know if this is a normal part of
the process. Sometimes just assisting them in navigation of how to cope and handle situations that come up but
also what’s going to be problems in the future, I think that would—that’s a resource that I wish I had—a
caregiver navigation course. We have a diabetes education course, something like that I think that would be
really helpful.”

“Counseling for caregivers, yes. And then, of course, helping the caregivers navigate situations in which their
behavior problems might escalate—try to defuse those.”

“Early on, and if they’ve got other family members at home, it works out OK—like, reassurance, but if they’re
alone or if there’s another elderly spouse in the house, or if they start wandering, or if they see things that really
scare them, then the nonpharmacologic doesn’t work very well.”

“To be honest, I think by the time they come to us and are complaining, the advocate is complaining for the
patient, I think they’ve tried the reassurance and the nonpharmacologic things, and it’s up to us to kind of step
in pharmacologically and help.”

“Writing a prescription and accepting a prescription is often the easiest intervention for both the doctor and the
patient or family. The other interventions require effort on both ends and oftentimes expense and
inconvenience.”

“There are short-term cheap ways to address these situations pharmacologically. The long-term, more definitive
approach is often more costly, and you run into barriers, too, with family members having to work outside the
home or having difficulty taking time off to manage that, as well.”

“Well, that’s almost like saying, ‘Am I relying on somebody’s insulin to treat their diabetes?’ Well, of course I am,
‘cause it works. . . . We’re getting a phone call that they’re screaming or they’re complaining the police are out
to get them, and they’re showing more of the psychotic-type behavior changes, it’s nice to have medicines that
control that, because I feel that 'm actually doing the patient a service. And it’s not just that 'm treating that
because they bother the staff, but rather that it’s bothersome to the patient. . . . I feel like 'm doing a good job
of addressing the patients.”

“Is it better to medicate somebody or is it better to have their caregiver give up, where they have to be moved to
an institutionalized setting? . . . For the majority of patients that’s our goal.”

Interviewer: Do you see the severe side effects that are described in the black box warnings in your patients? “No.
Have you? [laughs]”

Interviewer: OK. What kind of significant side effects do you look for in meds in general? “Well, obviously with
the SSRIs, it’s serotonin syndrome. And I've unfortunately had that a couple of times. The benzos, obviously
you worry about oversedation, falls, things of that nature. The atypicals—you know, there’s some issue of
increased mortality. Cardiovascular, which I have not seen. I haven’t seen any of the worsening of depression,
suicidal-type behavior associated with any of those so far. But I have a fairly healthy fear of them.”

“I see myself using less antipsychotics in this population now than I did 10 years ago.” Interviewer: What diagnosis do
you use for prescribing the meds for behavioral issues? “Well, you know, there’s only three diagnoses that will cover
those things [chuckles], so there has to be some element of psychosis if you’re getting Seroquel. Now, if it’s Remeron
it’s gonna be probably major depression. If it's Depakote, it may be maybe some agitated features with some
depression . . . you can’t use Alzheimer’s dementia to get Seroquel covered in the nursing home.”

“[In nursing homes] we can use benzos, but we stay away—there’s virtually nobody on Seroquel or Risperidone or
any of that stuff. . . . There’s more trazodone use, and occasionally the morphine.”

“The state regulators, they’re not gonna mess with a psychiatrist like they would a generalist . . . and obviously the
patient’s doing better and that’s documented, and they’re being looked at by psychiatry and looked at by me, so
a regulator in their right mind is not going to want to change that.”

“[Regarding antipsychotics] I have not seen anything that has been truly alarming. I have seen side effects that
have resulted in discontinuation, but nothing that—nothing is coming to mind as far as significant morbidity.”

“[Benzodiazepines] definitely share the same types of safety concerns that I have with the antipsychotics.”

“The cautions have become stronger over the years—the conversations that I have when a family member
approaches me with the typical exasperated, ‘You gotta do something—you have to give my parent something to
calm them down,” I do have, hopefully at a level that they can understand, a discussion with them regarding the
fact that they may see that in the short term, their parent is more manageable with medication onboard, but
these medications have the risk of serious side effects, and assuming that I'm speaking to them as a power of
attorney, they need to make a risk/benefit decision as far as whether this is an intervention they want to try.
That’s a conversation I probably was not having 10 years ago.”

Continued
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Table 1. Continued

Theme*

Quotations

4 “If you go back and you go through the American Academy of Family Practice and look at dementia . . . they’re
basically telling you to stay away from the medicines that almost every person ends up on anyway . . . because
they never say what to do when [a non-drug approach] doesn’t work . . . try harder or something, and they just
need to say, “This is the fallback if this doesn’t work.” They have an algorithm for everything else; it has little
arrows going down saying what to do. For this one, they don’t.”

4 “It would be nice instead of having all of our guidelines say ‘don’t do, don’t do, don’t do,” it’d be nice to find out

what we can do.”

4 “I would love to not give these people these medications if somebody would give me a reasonable alternative, but I
have yet to see anything come out in the literature that will provide the sort of symptom relief that you’re
looking for, that will allow these people some sort of functional ability . . . because if I don’t give it to them,

they have no quality of life and they are basically tormented by their illness . . .

»

4 “I'm told that, at least in journal articles that I read, that ’'m a bad doctor because we should be using all these
behavioral methods and so forth, but the bottom line is those other things don’t work. I've talked to doctors
who’ve gotten special training in geriatric medicine and they will say the same thing, but ultimately all their

patients end up on the same things.”

*Theme 1: nonpharmacologic behavioral and psychological symptoms of dementia (BPSD) therapies have substantial barriers; theme
2: medications for BPSD are “easy,” efficacious, usually safe, and address patient needs; theme 3: consequences of current policies;
theme 4: primary care physicians need supportive and evidenced guidelines.

played a role. Despite these experiences, both phy-
sicians continued to prescribe antipsychotic medi-
cations for BPSD. Otherwise, PCPs reported not
seeing the dire effects of antipsychotics and other
medications prescribed for BPSD described in
FDA black box warnings. Except for occasional
episodes of extrapyramidal symptoms, antipsychot-
ics were said to have the same side effect and safety
profiles as other medications used for BPSD.

PCPs stated that medication use was both cru-
cial and appropriate to address 4 areas of patient
needs: distress, safety, functionality, and care main-
tenance. Symptoms of distress often overlapped
with safety, including agitation, paranoia, belliger-
ence, hostility, aggressiveness, and wandering.
Functionality was another important goal that
PCPs viewed as justifying pharmacologic therapies.
This included assisting sleep and allowing for in-
teractions with others. Most PCPs asserted that
using medications for BPSD allowed patients to
remain at home or in assisted living, delaying un-
wanted transitions to higher levels of care.

Theme 3: Consequences of Current Policies

Physicians in practice >10 years acknowledged that
they used medications for BPSD, including antip-
sychotics and benzodiazepines, less often and in
lower doses than they previously had. Physicians
with less experience did not note such changes.
Most PCPs working in nursing homes stated that
they are regularly challenged by required pharmacy
queries about the use of all “psychiatric” or “behav-

ioral” medications. These reviews, along with an
increased awareness of risk from information pub-
lished in journal articles and continuing medical
education courses, were said to be among the rea-
sons that they changed both their documentation
and their prescribing. When using drugs for BPSD,
almost all PCPs reported currently using more
scrupulous documentation that details any discus-
sion with families as well as why the medication was
required. Most nursing home PCPs even adjusted
their diagnoses to better support medication use,
for example, “dementia with psychosis” when pre-
scribing an antipsychotic. PCPs reported trying to
minimize antipsychotic use for BPSD. However,
they also reported increasing their use of other
medications that had rarely been used for dementia
symptoms, particularly singling out sedating anti-
depressants such as trazadone and anticonvulsant
mood stabilizers such as valproate as examples of
such changes. PCPs noted that psychiatric and neu-
rologic consultations both in the outpatient setting
and in nursing homes helped relieve diagnostic and
administrative time burdens while shifting the risk
of off-label prescribing to specialists. However,
PCPs agreed that consultants used medications for
BPSD as much or more than they would have.
PCPs described discussions with families about
treating BPSD with medications as nuanced and
challenging. Most PCPs acknowledged that this
conversation was often longer and more detailed
than in the past, often including an analysis of risks
and benefits. However, PCPs found that such dis-
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cussions rarely resulted in medications not being
used. PCPs stated that most community caregivers
came to them with an urgent request for help only
when they had exhausted known services and non-
pharmacologic options. For long-stay patients,
PCPs described significant variation between re-
quests for medications from different facilities, and
they were, in general, were more likely to expedite
medication requests from trusted personnel whom
they knew had already checked for other potential
causes of BPSD and had applied maximal nondrug
efforts.

Theme 4. PCPs Need Supportive Evidence-Based
Guidelines

Many PCPs commented on the lack of proven
guidelines for nonpharmacologic interventions for
BPSD. Furthermore, almost all PCPs expressed
frustration about not being adequately supported
by evidence or assisted by guidelines and policies
with regard to how to approach severely intrusive
but not life-threatening BPSD when nonpharma-
cologic measures fail. All PCPs believed that med-
ications are sometimes appropriate to treat patient-
oriented palliative goals, to relieve distress, or to
improve quality of life, even in the absence of a
direct threat of harm. All voiced dissatisfaction with
guidelines or policies that, rather than assisting
them in meeting such patient needs, characterized
them as “bad doctors.”

Discussion

PCPs identified many practical and logistic barriers
to accessing nonpharmacologic therapies for their
patients, of which money, time, and convenience
were most significant. In direct contrast, no signif-
icant barriers were described to prescribing drugs
for BPSD. Clearly, medication use is not likely to
decline until alternative therapies receive better
support.

Inherent in the PCP description of barriers to
nondrug therapies is the conviction that medication
use for BPSD can be reduced in all care settings
through optimal use of these alternative modalities.
Although this would necessitate overcoming the
obstacles enumerated above, PCPs identified an
opportunity to enhance such care simply by im-
proving the use of services that are already avail-
able. That few families take full advantage of frag-
mented existing resources is consistent with what

community caretakers have previously described.'®
In addition, congruent with this suggestion, de-
mentia “navigators” in Minnesota and “counselors”
elsewhere have been shown to be of great benefit to
families, optimizing support, personalizing thera-
pies, and improving both patient and caregiver out-
comes.*’

When alternative approaches failed or were un-
available, almost all PCPs readily used drugs, in-
cluding antipsychotics, to address BPSD. Similar to
other physician studies, but contrary to the phar-
macologic literature, PCPs felt that medications
worked the majority of the time.’”** Contrary to
data regarding harms, PCPs viewed medications as
generally safe. No particular medication class was
observed to have a singular risk profile, and no PCP
was certain they had witnessed a “black box warn-
ing” event. As previously proposed, it may be that it
is difficult to perceive rare medication-related ef-
tects against the backdrop of severe chronic mor-
bidity.'® For example, distinguishing a 12-week
survivorship rate of 97.7% from 96.5% for patients
taking antipsychotics may not be clinically appre-
ciable.®

The discrepancy between PCPs’ perceptions
about medication efficacy and safety compared with
what is proven may contribute to persistent medi-
cation use. How much increasing education about
medication efficacy and side effects will change
prescribing is unclear, because most PCPs showed
reasonably detailed awareness of risks and warn-
ings. This phenomenon is not unique to American
PCPs; Dutch geriatricians, who clearly acknowl-
edged expected increased morbidity and mortality
from antipsychotic use, continued to prescribe
them for “agitation” and “aggression.”®* Similarly,
increasing availability of specialty consultants for
BPSD management may not reduce prescribing,
because although PCPs viewed specialists as help-
ful, they described them as using antipsychotics and
other medications at least as often as the referring
PCPs.

In order to prescribe antipsychotics for someone
with dementia, informed decisions are touted and
legislation requiring informed consent has been
proposed.*® However, the impact this would have
on management approaches is unknown. Many
PCPs in this study acknowledged having a different
conversation now than a decade ago with families
about treatment options for BPSD, often including
more detailed discussion of benefits and risks. It is
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interesting, though, that PCPs reported that even
detailed discussion of risks and adverse effects
rarely resulted in a decision not to use medication.
In addition, the amount of autonomy caregivers
want in medication decisions varies from actively
evaluating pros and cons and being the primary
decision maker to deferring all medication deci-
sions to the physician.'®®’

FDA warnings, CMS efforts, and guidelines
about antipsychotic use in patients with dementia
have had multifaceted consequences for almost all
the PCPs we interviewed. In nursing homes, peri-
odic medication reviews overseen by pharmacists
seemed to be effective in encouraging dose reduc-
tions and weaning. One resultant change was a
decrease in antipsychotic use. Other consequences
included changes in charting, changes in how neu-
ropsychiatric diagnoses are reported, and an in-
crease in the use of alternative drugs for BPSD
which have real but not fully evaluated dangers.
These unintended consequences merit more de-
tailed evaluation and should be considered for fu-
ture research.

PCPs all expressed frustration with policies and
guidelines that did not support them in the man-
agement of intrusive symptoms when nonpharma-
cologic therapies fail. All PCPs felt that circum-
stances exist where medications are appropriate
even in the absence of threat of harm. Beyond
symptoms, PCPs felt that quality of life and other
patient-oriented goals have to be considered when
prescribing. A previously underappreciated patient-
oriented goal was the desire for the patient to stay
in their own home. This is congruent with care-
giver stakeholders who also had a palliative per-
spective for dementia care.'® While some policies
and guidelines would endorse all such prescribing,
it is contrary to others, and PCPs resent being
characterized as “bad doctors.”” Ongoing and ap-
propriate medication reduction efforts may need to
take these findings into consideration.

All PCPs expressed a need and desire for prac-
tical and evidence-based guidelines for how to ef-
tectively help patients with BPSD, both in their
homes and in facilities, and including both medi-
cations and nonpharmacologic approaches.

Strengths and Limitations

Our study’s strengths include a diverse sampling of
experienced PCPs in the Lord Fairfax Health Dis-
trict of Virginia, who represent family and general

internal medicine and who do and do not work with
a significant number of patients in nursing homes.
Weaknesses include that the district is rural and
our physicians were older, and mostly white men.
Lacking are the perspectives of more ethnically
diverse urban and suburban PCPs as well as other
providers who actively care for patients with de-
mentia. Teasing out differences between physicians
in family medicine, physicians in internal medicine,
and other practitioners, as well as variations in
approaches used in different settings, may be fea-
sible with larger investigations in other locales.

Conclusions

PCPs continue to prescribe medications for symp-
toms of dementia because they view them as safer
and more effective than controlled studies report.
They use drugs for symptoms with a direct threat
of harm but also to meet patient-oriented goals,
including easing patient suffering. PCPs endorse
that increasing nonmedication methods for treating
BPSD would decrease the need for drugs, but they
also describe many barriers to the use of these
methods. To decrease medication use, nonpharma-
cologic therapies will need to be as easy, available,
and affordable as drugs—but this requires research
and funding. Opportunities may exist to optimize
the use of resources already present in communi-
ties. Increasing education about medication risks
and increasing specialty support were not identified
as factors likely to reduce medication use. Those
who design guidelines and policies should consider
recruiting community PCPs to participate in the
development of clinically meaningful recommen-
dations.
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Appendix
Abbreviated Interview Guide (Questions and
Prompts)
Demographics: Age/race/gender? How long in
practice? What residency and other training have
you had (eg, family medicine vs IM, geriatric cer-
tification?)

Do you see patients in their assisted living (AL)
facility(ies)? (If yes, number of patients there.)

Do you see patients in their nursing home(s)
(NH)? (If yes, number of patients there.)

Do you see patients from AL facilities in your
office?

What patient dementia symptoms have been
most challenging for you?

If psychiatric or behavior not brought up, ask
about representative symptoms.

Home
Let’s start by talking about patients living at home,
not in AL facility or NH.

What kinds of nonpharmacologic approaches do
you recommend to families for BPSD symptoms?

Please tell me a little bit about how you discuss
this with families. Example?

How often do you think nonpharmacologic ap-
proaches are helpful?

Where did you learn about nonpharmacologic
approaches?

Are there other things families need to help
with nonpharmacologic approaches? (Access/
availability/resources?)

AL: Let’s change focus to AL facilities.

Are nonpharmacologic approaches the same in
AL facilities as in the community?

For AL facilities, could you tell me about any
discussions or other communications you might
have with families about nonpharmacologic ap-
proaches for BPSD? Example.

Can you tell me about any discussions or other
communications you have about these approaches
with AL staff? Fax/phone/in person?

Are there additional approaches you would like
to see in AL facilities?

NH: Let’s shift gears to NHs.

Are nonpharmacologic approaches the same for
NHs versus AL facilities?

For NHs, could you tell me about any discus-
sions or other communications you might have
with families about nonpharmacologic approaches
for BPSD? Example.

Can you tell me about any discussions or other
communications you have about these approaches
with NH staff? Fax/phone/in person?

Are there additional approaches you would like
to see in NHs?

Medications
For medications, let’s again start with patients in
the community, not AL facilities or NHs.

Which medications do you use for BPSD symp-
toms in community patients?

Medications other than antipsychotics (APs)?

If not mentioned, ask about SSRIs, benzodiaz-
epines, cognitive enhancers, Depakote, trazodone/
Remeron.

How does the decision to start a medication
come about? Example?

Input: family, other people? Can you give me an
example of a conversation?

When do you find medications helpful? Exam-
ple?

Which medications do you find to be the most
effective? In general, how helpful are they?

Better than nonpharmacologic methods? Keep
people at home?

What problems from the medications do you see
in patients?

Which are the most concerning? Example?
AL: Now let’s discuss AL facilities.

Are medication approaches the same in ALs as in
the community? Example?

Who all has input into the decision to start a
medication for an AL patient? Example?

Input: nursing staff, family, other people? Can
you give me an example?

What communication with families/Powers of
Attorney (POAs) typically occurs when a medica-
tion is started in AL?

When do you find medications useful in AL
facilities?

Which medications do you find the most help-
ful?

How helpful are they? Better than nonpharma-
cologic approaches?

What problems from the medications do you see
in patients?

Which are the most concerning? Example?
NH: Now let’s discuss NHs.

Are medication approaches for NH patients the
same as in AL facilities or the community?
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Who all has input into the decision to start a
medication for a NH patient? Example?

Input: nursing staff, family, other people? Can
you give me an example?

What communication with families/POAs typi-
cally occurs when a medication is started in the NH?

When do you find medications useful in NHs?

Which medications do you find the most help-
ful?

How helpful are they? Better than nonpharma-
cologic approaches?

What problems do you see in patients from the
medications?

Which are the most concerning? Example?

General Questions
Do you typically make the diagnosis of dementia or
do you refer such patients for diagnostic assistance?
(Why?)

If referred, does the specialist continue to man-
age?

What diagnoses do you use for prescribing med-
ications for BPSD?

Do the diagnoses differ in community versus AL
facilities or NHs? Example?

Have state and other regulations affected your
medication use for dementia/BPSD?

Guidelines/black box warnings?

Have black box warnings/guidelines affected
the way you chart and document when prescrib-
ing medications? Example? (Have diagnoses cha-
nged?)

How is your role in managing BPSD similar or
different than managing the other aspects of care
these patients have?

Is dementia or BPSD management delegated at
times?

Is delegation affected by black box warnings?

Do you see the severe adverse effects described
in the black box warnings in your patients?

What else would you find helpful for prescribing
for BPSD? For BPSD treatment overall?
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