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Abstract

OBJECTIVES—To describe structural barriers to mental health specialists and consequences of
these barriers to care for patients with dementia and neuropsychological symptoms and their primary
care physicians (PCPs).

DESIGN—Cross-sectional qualitative interview study of PCPs.
SETTING—Physicians’ offices, primarily managed care.
PARTICIPANTS—40 PCPs in Northern California.

MEASUREMENTS—Open-ended interviews lasted 30—60 minutes. The interview guide covered
clinician background, practice setting, clinical care of a particular patient, and general approach to
managing patients with Alzheimer’s disease or related dementias. Interviews were transcribed and
themes reflecting referrals identified.

RESULTS—93% of the PCPs described problematic access to and communication with mental
health specialists (in particular psychiatrists and neuropsychologists) as impediments to effective
care for dementia patients. Thematic analysis identified structural barriers to mental health referrals
ranging from problems with managed care and reimbursement policies to lack of trained providers
and poor geographic distribution of specialists. Structural barriers compromised care for patients
with dementia because the barriers limited PCP treatment options, and resources, impacted office
staff and time with other patients, impeded and delayed care, and fostered poor communication and
lack of coordinated care. Negative consequences for PCPs included increased frustration, conflict,
and burnout.
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CONCLUSION—PCPs viewed problems created by onerous referral systems, such as mental health
carve-outs, as particularly burdensome for elderly patients with co-morbid dementia and
neuropsychiatric problems. These problems were cited by PCPs across different types of practice
settings. PCPs managed treatment of neurobehavioral symptoms as best they could despite lack of
specialist support.

Keywords

Alzheimer’s disease; dementia; managed care; referrals; barriers to care; qualitative;
neuropsychiatric symptoms

OBJECTIVES

Alzheimer’s disease and related dementias present special challenges to the health care system
because cognitive deficits and functional impairment occur in the presence of co-morbid
psychological, behavioral, and medical symptoms. At some point, most patients with dementia
experience neuropsychiatric and/or neurobehavioral symptoms such as depression, anxiety,
agitation, delusions, or hallucinations (1-7). Although many neuropsychological symptoms
may be identified and effectively managed in primary care settings, referral to mental health
specialists or behavioral neurologists can be useful for differential diagnosis or management
of more complex or severe symptoms (5,8-10).

An integral part of a best practices, mental health specialists or behavioral neurologists provide
support for and supplement a primary care physician’s (PCP’s) evaluation and treatment of
patients with Alzheimer’s disease and related dementias, particularly for more behaviorally or
diagnostically complex cases for patients with more subtle symptoms that may indicate pre-
clinical dementia (11). Ideally, PCPs work collaboratively with the mental health specialists
to whom they refer patients; shared relevant information provides patients with the most
comprehensive and accurate information related to diagnosis and treatment decisions that affect
them. For example, effective communication between treating physicians can minimize the
negative consequences of polypharmacy and dangerous medication interactions, a particular
risk for older adults, especially those with disease-related complications (12-14). Collaborative
problem solving around patient care may facilitate early diagnosis and treatment, thereby
helping the patient and family have the greatest opportunity for success in coping with a
diagnosis of dementia as well as improving health care delivery efficiency (11,15).

Neurobehavioral symptoms (especially behavioral problems) are associated with higher rates
of institutionalization and with poorer quality of life for both the person with dementia and the
caregiver (11,16-19). It is estimated, however, that over half of older adults with a recognized
mental health problem do not get help (20,21). Most people with dementia, even those with
neurobehavioral symptoms, never see any kind of specialist (11,22) and dementia care
guideline adherence to care quality guidelines is significantly less than for most chronic
diseases (23). Psychiatric problems in dementia remain under-recognized, under-diagnosed
and inadequately treated (10,24,25). Unmet needs for mental health services tend to be greatest
for the elderly, minorities, persons with low income or no insurance, and in rural areas (10,
26-28).

When surveyed, PCPs identify numerous problems with accessing specialty mental health
services for patients with dementia. In one survey, 70% of PCPs complained about problems
with managed care drug plans and 28% claimed difficulty accessing dementia medication
without a specialist (29). PCPs in the 1998-1999 Community Tracking Study physician survey
(CTS) reported that access to mental health specialists was significantly more problematic than
access to other specialists (54% versus 5% respectively); the results were similar in 2000-2001

Am J Geriatr Psychiatry. Author manuscript; available in PMC 2011 July 1.



1duosnuey Joyiny vd-HIN 1duosnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Franz et al.

Page 3

(30). PCPs in solo and small group practices, PCPs with time constraints, and PCPs with rural
practices reported the most access problems to high quality, medically necessary mental health
specialists while PCPs in Health Maintenance Organizations (HMO) and large group practices
reported the fewest problems. In 2004, PCPs reported that they did not use referrals for mental
health specialists because there were not enough providers (59%), the health plan limited access
(50%), and patients lacked adequate insurance (56%). PCPs most frequently endorsed
inadequate reimbursement (61%) as the primary reason for not accepting new Medicare
patients (31). Minority physicians tended to report greater difficulty accessing referrals and
appropriate health care than did Caucasian physicians(32). Physicians’ preferences for referrals
also varied. In a vignette study, PCPs preferred to manage care for patients alone, and used
specialists as consultants, while neurologists preferred using specialists for ongoing care
management (33). Physicians with heavier patient loads more frequently wanted a specialist
to manage care. The authors hypothesized that PCPs perceived themselves as better able to
orchestrate ongoing care because dementia is so often accompanied by other chronic diseases
associated with aging for which they provide primary care. Selective reporting by community
and family care providers also influences PCPs’ ability to provide adequate care for their elderly
dementia patients with neurobehavioral symptoms (17,19,34-36).

Most studies of quality of care for patients with dementia and neuropsychiatric symptoms rely
on surveys, or chart abstraction. Although useful for identifying the extent and severity of
structural problems, these techniques do little to elucidate the underlying dynamics and
implications for care. In prior work we identified poor access to specialists as a barrier to care
for persons with dementia (37). In this paper, we examine in detail the nature of the “broken
link” between primary care and mental health specialty care, and the consequences for patients,
families, and providers. Specifically, we: 1) identify ways in which existing referral systems
create barriers to care; and 2) examine the consequences of these barriers for primary care
physicians, and patients using qualitative techniques to analyze interviews with PCPs.

DESIGN AND METHODS

We recruited PCPs identified by spouses or adult child caregivers of elderly with dementia
who participated in a study of family caregivers (35,38). In this way, we knew that each
physician had experience in providing care to persons with dementia. Both caregivers and the
person with dementia provided informed consent (or assent with consent by the guardian if
necessary). Forty out of 73 eligible physicians (55%) participated. We contacted physicians
by mail and then enrolled them through follow-up telephone calls. Reasons for failed
recruitment of PCPs included: unreachable (n=19), PCP refused (n=10), and family refusal/no
PCP (n=4). A larger percentage of non-participants than participants practiced in HMOs (33%
versus 5%). Except for two telephone interviews, we conducted most interviews in physicians’
offices, usually over lunch.

Three study authors (LH, CF, YF) conducted the 30-60 minute interviews. The open-ended
questions in the interview guide covered three main topics: 1) clinician characteristics and
practice setting, 2) clinical care of a particular patient, and 3) general approach to managing
patients with dementia. By design, the first third of the interviews were conducted in pairs,
with one interviewer taking the lead and the other observing but asking questions at the end.
This helped provide consistency in style and approach to the interview. We revised the
interview after the first five interviews to reflect emerging themes. For instance, individual
patient files were often not available or so large that review of them was untenable in the time
available, so more of the interview focused on general clinical management of patients with
dementia.
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Data analyses occurred in two phases. In phase one, which identified barriers to care, four
investigators analyzed interviews independently and created coding definitions for the derived
categories of structural barriers (37). Two investigators then independently coded interviews
for structural barriers with a third coder resolving discrepancies. In phase two, we focused on
the implications for care of the specific barrier of referrals to mental health specialists. Three
coauthors independently read all selections about mental health referrals that had been
identified in phase one and identified thematic units. Using techniques based on principles of
logical analysis (39), readers then examined and categorized the syntactical structure of the
excerpts. For instance, impeded referrals for dementia care involved causal statements such as
“it was going to take six months to see a psychiatrist, so | took care of it myself,” that linked
referrals and outcomes.

Sample characteristics and setting

This study was conducted in a 60 mile radius of an urban city in Northern California. PCPs
practiced in a variety of settings, including an academically affiliated primary care network
(45%), outpatient clinics at a university teaching hospital (22.5%), independent small group
or individual practice (17.5%), community health centers (7.5%), a large group HMO (5.0%),
and the Veterans’ Affairs (VA: 2.5%). Physicians’ offices were in towns with populations
ranging from 3000 to a city of 1.4 million people. Physician characteristics are summarized in
Table 1.

Structural, institutional and administrative barriers to care

PCPs mentioned managed care, carve outs, insurance/entitlements, and reimbursement policies
as key structural barriers to accessing specialty mental health care. Although these institutional
and administrative barriers impede access to specialists for most patients, PCPs felt the barriers
magnified the impact for dementia patients due to the patients’ fixed incomes, dependence on
entitlement programs, cognitive impairment, and reliance on caregivers for transportation and
assistance. For the most part, in these interviews, PCPs focused on referrals to psychiatrists or
neuropsychologists (not paraprofessionals) in order to obtain assistance for complex diagnostic
and treatment decisions.

For the majority of patients in this study, access to psychiatry involved a double gatekeeper
system—the initial referral from the PCP to a psychiatrist, followed by a second gatekeeper
(e.g., counselor, psychologist, administrative screener, behavioral health services [BHS]
provider representatives) determining eligibility for care. In the large group Health
Maintenance Organization (HMO), access to behavioral health was only through a physician
referral to a specialist in the same system; access to a psychiatrist required that the patient first
see the on-site psychologist for additional screening. PCPs in the other health care structures
treated older adults with a mix of fee-for-service and multiple forms of managed care insurance
with varying guidelines, administrative structures management approaches. PCPs provided
mental health specialist referrals through traditional referrals or “carve-outs” to mental health
benefits organizations. A carve-out is a managed care approach to cut costs for psychological
or psychiatric services by separating those services from medical care services. Once the PCP
requested a referral, patients scheduled their own appointments. Because mental health services
were generally provided outside the PCPs’ medical group, physicians reported being unlikely
(or slow) to know if or when a visit occurred or with whom.

PCPs pointed to other structural problems that more directly influenced their own, or the mental
health specialists’ ability to effectively treat neuropsychiatric problems associated with
dementia. In particular, they pointed to their own lack of geriatric and psychiatric training as
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increasing their need for referrals. In addition, structural deficits in the health care system that
contribute to the inadequate number or maldistribution of trained psychiatrists or
neuropsychologists, particularly in rural areas, contribute to difficulties obtaining referrals.

Physicians viewed structural barriers as complicating and compromising dementia care.
Moreover — due to the increased demands on patient and family—they felt structural barriers
unjustly burdened the family providing care for elderly, vulnerable patients. In the next section,
based on analyses of the PCP transcripts, we report on PCPs’ views of the consequences of
these structural, institutional and administrative barriers for persons with dementia and for the
PCP. lllustrative quotations are provided in Tables 2 & 3.

Consequences of barriers to care for the dementia patient

From PCPs’ perspectives, problems for dementia care arise at multiple points in the attempt
to access specialty mental health referrals for assistance with complex diagnoses, psychotropic
medications, and treatment planning. Structural barriers compromise care somewhat
differently depending on the dyad involved (e.g., PCP/patient; patient/specialist; specialist/
PCP).

Consequences arising from the PCP/patient dyad—PCPs spoke about the effect of
limited resources, time, and lack of treatment options on their ability to provide care to patients
with dementia and comorbid neuropsychiatric symptoms (see Table 2). For the PCPs, limited
access to mental health specialists (in particular, referrals to psychiatry), meant they provided
care and made treatment decisions for complex symptoms that exceeded their professional
training. Patient care was additionally compromised by delays in initiating appropriate
treatment caused by delays accessing mental health services; PCPs had no choice but to provide
care prior to consultation with a specialist or wait while the patient (and family) suffered. PCPs
also experienced the brunt of patients’ and families’ frustrations and worries about dementia
care and the limited availability of treatments. Overall, PCPs felt overwhelmed and torn by the
demands of care; “I think we are drowning with just the other patients that we have and they
expect primary care to take this [dementia care] on too (1016).” However, despite the sense of
extra burden, PCPs preferred to use mental health specialists for consultations, and continue
overall care management themselves.

Consequences arising from the patient/mental health specialist dyad—PCPs
discussed ways in which difficult and delayed access to referrals, and family attitudes toward
neuropsychological symptoms compromised care for dementia patients. Depending on the
patient’s insurance, access to medically necessary psychiatric help could be virtually
impossible and higher out-of-pocket expenses could be difficult to manage for elderly on fixed
incomes, thus forcing the patient to rely on the less well-trained PCP or to delay treatment.
Despite their best efforts to provide care, PCPs observed that patients and family members
were often ambivalent and obstructed dementia care by failing to utilize referrals—whether
due to frailty, discomfort with or minimization of neuropsychiatric symptoms, stigma, financial
restrictions, cultural values, or even logistic problems such as arranging transportation to
distant specialists. Family ambivalence about treatment options also influenced utilization of
referrals; as one PCP said “If you're delaying the end point of the dementia by 12 or 24
months... the value of those months is completely determined by the family. Who can say how
much 24 months is worth? Very valuable to some people, and not very valuable to others,
especially if it's a dementia state or other problems (1034).”

When structural guidelines require that patients and families negotiate referral telephone lines,
bargain with unknown and unseen administrators (especially about sensitive neuropsychiatric
symptoms), and wait months to see a specialist, PCP treatment plans are put on hold. Other
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studies confirm that older adults perceive less need for mental health services, and are less
likely to receive referrals or utilize services for mental health care, resulting in high levels of
unmet need (20,34). Even higher levels of unmet need occur among elderly minorities and
elderly with lower incomes (26,28).

Consequences arising from the PCP/mental health specialist dyad—PCPs also
discussed complications for patient care arising from the relationship between the PCP and the
mental health specialist. These problems included poor communication, lack of feedback from
the specialist following the patient visit, and lack of coordinated care. Carve-outs (which
currently dominate access to mental health services), generally involve physically separate
organizations. Medical records take time and effort to transfer, contributing to breakdowns in
communication that may influence diagnosis and treatment. PCPs expressed the view that the
use of carve-outs meant they could not direct who the patient saw, adding to discontinuity of
care. PCPs remarked that they seldom received timely written or verbal feedback from the
mental health specialist, so that the referrals were generally unhelpful (or too late) for managing
ongoing care. In some managed care plans, PCPs relied on psychiatrists to prescribe certain
medications, further limiting and hampering timely treatment. Faced with the complexities of
dementia care, PCPs wanted more guidance with difficult patients but found help difficult to
access; “Some times it would be nice to have somebody agree to look over things, it’s not there,
psychiatric backup isn’t there (1017).”

In addition to these problems, PCPs felt that the gap created by carve-outs meant less potential
for developing professional relationships that might improve coordinated care for patients and
increase their own comfort either in treating neurobehavioral symptoms themselves or
obtaining appropriate referrals. Some PCPs reflected that, in the past (before carve-outs), they
were able to develop professional, synergistic relationships with other providers. In sum, PCPs
viewed themselves as being trapped by the need to provide adequate care for dementia patients’
neuropsychiatric symptoms at the same time as managed care increasingly regulates access to
specialists.

Consequences of referral systems for PCPs

Structural barriers not only compromise care for dementia patients, they also influence other
aspects of medical practice. As one PCP said: “It was part of the nightmare of knowing where
to refer somebody. It was part of the game where you could never get anything done today,
because you’ve got to have the staff go and research how you can solve a simple problem
(1066).” As can be heard in the quotations presented in Tables two and three, physicians spoke
with considerable frustration about their thwarted attempts to provide quality care and the
resulting wear and tear on themselves, patients, and staff. Burnout, lack of control,
powerlessness, and strain were all consequences of the extra time and effort created by the
difficulties accessing and utilizing referrals for dementia patients with neuropsychiatric
symptoms. Institutional and administrative barriers associated with referrals aroused strong
responses from the PCPs over the lack of equity in medicine and the resulting sense of being
in conflict with other medical professionals.

DISCUSSION

With the anticipated increase in the number of individuals with cognitive impairment and
dementia in the next two decades, there is likely to be a corresponding increased rate of
neuropsychiatric and neurobehavioral symptoms. PCPs expressed concern about the impact of
difficult access to mental health specialists that results in delayed or inexpert diagnosis and
treatment plans for elderly adults with dementia and neuropsychiatric symptoms. The views
of the PCPs interviewed in the present study contribute to the sense of urgency for resolving
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these systemic health care problems. These voices of frustration give rise to three questions:
To whom does dementia belong? Is this the best way to provide behavioral health services to
elderly with dementia? Are the consequences of compromised care tolerable?

From the perspective of the PCPs we interviewed, dementia care was, by default, their domain
because of they had primary responsibility for ongoing treatment of the panoply of comorbid
medical illnesses in their dementia patients. This view is consistent with that of Swarztrauber
and Vickery, who found that PCPs preferred to treat dementia patients themselves, using
specialists for consultation regarding diagnosis and treatment (33). However, limited resources,
restricted access to specialists, and lack of geriatric and psychiatric training increased PCPs’
concern about quality of care.

Can mental health services be better integrated into primary care? If we start with the ideal—
timely, direct access to neurobehavioral specialists coordinated by the PCP, with excellent
ongoing communication between specialist and PCP-we see that systems in practice fall short
of ideal in different ways. The carve-out system is most extreme because it fails in almost every
possible way. There is little/no coordination, no guarantee of quality, and often no ongoing
communication. Other systems do better along some of these dimensions but not others. For
example, even in systems where the PCP can walk the patient down the hall, the available
psychologist or counselor may not be trained, experienced or interested in the particular
problem of dementia. Or a small town physician may be able to directly refer the patient to a
colleague-but only if the patient can pay private rates. Carve-outs unduly impact vulnerable
elderly through difficult, distant, and delayed access to care and there is not a well-developed
network of psychological services outside of psychiatry(40). These structural/system barriers
influence PCPs ability to provide proactive—as opposed to reactive—care for their patients
with dementia who are experiencing neurobehavioral symptoms. Although interventions such
as community clinics, inter-disciplinary teams, and improved physician education show mixed
results, approaches that reduce barriers for elderly patients with dementia, and increase
approachability and accessibility to specialty mental health services appear to improve
dementia care (11,15,22,23,25,28 29 34,41-45). Although there is no one-size-fits-all solution
to the problem of improving mental health services for elderly with dementia, physicians urge
greater use of electronic medical records, advise the provision of multi-disciplinary care at
primary care clinics, emphasize creating more of a consultant/collaborative care model within
psychiatry, and propose use of telemedicine to improve psychiatric care in rural and other
underserved areas.

Whether the consequences of often complicated and sometimes compromised care for
dementia patients and the physicians who treat them are tolerable is a matter of perspective -
of weighing the various benefits and burdens to health care professionals, health care
administrators, and the people they serve(40). Findings from the present study strongly support
the need for systemic health care revision that places high priority on reducing the emotional
and physical toll on patients, families, and their treating physicians through more integrated
provision of mental health services. Such revision could at the same time promote reduction
in care costs associated with institutionalization of inadequately treated/followed dementia
patients.

Strengths and limitations

These qualitative analyses highlight the ways in which structural and systemic barriers created
by onerous referral systems for mental health services contribute in different ways to
compromised care for patients with dementia—as well as to increased burden for PCPs. These
consequences are not evident in studies using quantitative approaches. The diversity of health
care structures represented in this sample is also a strength.
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There are also limitations associated with this study. First, we conducted interviews in 2002—
2005; a review of health care policies, however, suggests that little has changed in managed
care for elderly adults with dementia since that time. The geographic area ranged from urban
to rural farmland within a 60 mile radius and with a strong presence of managed care. Thus,
resources available to these PCPs may not be representative of more strictly urban or rural
areas or areas with a different mix of health plans. The low participation of the HMO physicians
(5% were from HMOs) may mean our results cannot be generalized to those settings, however,
HMOs only provide a small fraction of care in the United States (approximately 10%). The
two HMO PCPs we interviewed felt patients were well-supported by the dementia support
services at their HMO; the PCPs expressed frustration, however, that they could not prescribe
cognitive enhancers without specialist approval and access to psychiatry was at least one step
removed. Overall, however, our sample of PCPs likely worked in more supportive settings
with better access to mental health referrals than physicians practicing in more rural parts of
the United States (30).

Finally, in a qualitative study, it can be difficult to estimate the magnitude of a problem
especially when strong emotion is being expressed. Thus, although the lack of access to mental
health specialists might be upsetting, we do not have a sense of how frequently lack of a mental
health referral severely jeopardized patient care. In addition, despite their vocal frustrations,
these PCPs preferred to manage the care of their dementia patients themselves. What was clear
from the interviews is that many PCPs circumvented referrals by treating the neurobehavioral
symptoms themselves or in some cases by making use of neurology, a specialty they found
easier to access. Thus, the true extent of the unmet need for mental health referrals is likely to
be underestimated.
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Table 1

Primary care physician characteristics and demographics

Physician characteristic N (%)
Age (years) 25-45 15 (37.5)
46-65 23 (57.5)
66-80 2(5)
Gender Male 35 (87.5)
Female 5(12.5)
Patient panel size 0-2000 9 (22.5)
2001-4000 22 (55)
4001-6000 5(12.5)
Does not know 4 (10)
Patients age 65 and above  0-25% 11 (27.5)
26-50% 16 (40)
51-75% 8 (20)
76-100% 5 (12.5)
Race/ethnicity African-American 2(5)
Asian-American 4 (10)
Hispanic 5 (12.5)
White non-Hispanic 27 (67.5)
Other 2(5)
Specialty Family Practice 22 (55)
Internal Medicine 17 (45)
Geriatrics 2 (5.0
Type of practice Academic primary care network 10 (25)
Larger group 8 (20)
HMO 2(5)
Small group/solo 13 (32.5)
University-based clinic 5(12.5)
Other 2(5)
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