1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuey Joyiny

Author manuscript
J Am Geriatr Soc. Author manuscript; available in PMC 2022 February 01.

-, HHS Public Access
«

Published in final edited form as:
JAm Geriatr Soc. 2021 February ; 69(2): 432-440. doi:10.1111/jgs.16945.

Assessing and Addressing Family Caregivers’ Needs and Risks
in Primary Care

Catherine Riffin, PhD", Jennifer L. Wolff, PhDT, Karl A. Pillemer, PhD*
Medicine, New York, New York;

"Division of Geriatrics & Palliative Medicine, Weill Cornell TDepartment of Health Policy &
Management, Johns Hopkins Bloomberg School of Public Health, Baltimore, Maryland
*Department of Human Development, Cornell University, Ithaca, New York

Abstract

OBJECTIVES: To characterize current practices, barriers, and facilitators to assessing and
addressing family caregivers’ needs and risks in primary care.

DESIGN: Cross-sectional, national mail-based survey.
SETTING: American Medical Association Masterfile database.

PARTICIPANTS: U.S. primary care physicians (N = 106), including general internists (n = 44)
and geriatricians (n = 62).

MEASUREMENTS: Approaches to assessing and addressing family caregivers’ needs and risks;
barriers and facilitators to conducting caregiver assessments.

RESULTS: Few respondents reported conducting a formal caregiver assessment using a
standardized instrument in the past year (10.5%). Informal, unstructured discussions about
caregivers’ needs and risks were common and encompassed a range of issues, most frequently
caregivers’ management of patients’ safety (41.0%), ability to provide assistance (40.0%), and
need for support (40.0%). To address caregiver needs, most respondents endorsed referring
patients to services (e.g., adult day care, home care) (69.8%), assessing the appropriateness of the
patient’s living situation (67.9%), and referring caregivers to community agencies (63.2%). Lack
of time was the most frequently cited barrier to assessing caregivers’ needs (81.1%). The most
commonly endorsed facilitators were access to better referral options (67.0%) and easier referral
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mechanisms (65.1%). Practice patterns, barriers, and facilitators to caregiver assessment did not
differ by physician type.

CONCLUSIONS: Primary care physicians use informal, unstructured discussions rather than
standardized instruments to assess caregivers’ needs and risks. There is heterogeneity in the topics
discussed and types of referrals made. Findings indicate the lack of translation of caregiver
assessment tools from research to practice

Keywords
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INTRODUCTION

More than 90% of older adults who receive assistance in the community rely on help from a
family member or other unpaid caregiver, either alone or in combination with paid care.
Family caregivers not only provide the majority of disability-related assistance to older
adults,? they also assist with health management activities, such as arranging care,
administering medications, and attending medical appointments.3-% Across numerous
studies, effective caregiver assistance has been linked with positive outcomes for older
adults, including better adherence to treatment plans and improved physical functioning.’-2
However, caregivers receive inadequate preparation for the tasks they must assume.10 They
report high levels of stress! and are at risk for physical illness, depression and anxiety, and
sleep disturbance.12-15

On the basis of such evidence, research and clinical practice guidelines recommend that
primary care clinicians assess the needs of family caregivers and suggest appropriate
referrals for support.11:16 The extent to which these guidelines are implemented in practice
is unclear due to limited empirical data; however, emerging evidence suggests limited
uptake. National surveys of family caregivers find that nearly half of respondents are never
asked by health care providers whether they need help managing older adults’ carel” and
less than 1 in 5 are asked what they need to take care of themselves.18 Quantitative data on
primary care physicians’ approaches to identifying caregivers’ needs do not exist, but
qualitative research and case reports suggest heterogeneity in existing practice patterns.19.20
A more complete understanding of physicians’ experiences with assessing and addressing
caregivers’ needs is needed to inform the advancement of primary care delivery models that
acknowledge the broader social context in which individuals manage their health?122 and
payment reforms that are poised to appropriately encourage explicit inclusion, assessment,
and support of caregivers.23

To our knowledge, this is the first study to characterize current practices, barriers, and
facilitators to family caregiver assessment in a national random sample of U.S. primary care
physicians. The study was undertaken to examine both formal (use of standardized
instruments) and informal approaches (unstructured discussions) to assess the needs and
risks of caregivers of persons with and without dementia, acknowledging the unique
challenges and disproportionate impact of caring for a person with cognitive impairment,
24.25 35 well as commonly used resources and referrals. The study also identifies structural
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barriers and attitudes that may impede uptake of caregiver assessment and potential
facilitators for future integration.

The study sought to comparatively evaluate practice patterns of geriatricians and general
internists, recognizing potential variability in training and experience with family caregivers.
We hypothesize that geriatricians may be more attuned to the needs of family caregivers,
especially those caring for persons with age-related diseases such as dementia, given
specialty-specific education and increased prevalence of family accompaniment among older
patients.26 Although internists” long-term relationships with patients may afford personal
investment in and knowledge of the family’s circumstances, time pressure may preclude
routine discussion of caregiver issues.2/~29

METHODS

Overview

We conducted a mail-based, cross-sectional survey of a national random sample of primary
care physicians in the United States from March 2019 to November 2020. The survey was
distributed via first class postal mail with an option to complete the survey online. A $25 gift
card was included in the survey packet as an unconditional incentive. Follow-up phone calls
were made to nonresponders 2 weeks after the initial mailing to remind them to complete
and return the survey. These strategies that have been shown to improve response rates
among health care providers participating in survey research.3% The study protocol was
approved by the Weill Cornell Medicine Institutional Review Board as an exempt study.

Study Sample

The survey was mailed to a total of 500 primary care physicians (250 internal medicine
physicians; 250 geriatricians) randomly selected from the American Medical Association
(AMA) Masterfile. The AMA Masterfile includes nearly all physicians in the United States
and is not limited to members of the AMA; all physicians are coded by primary medical
specialty and board certification. The sampling frame for this study included physicians
whose medical specialty designation was Internal Medicine with or without board
certification in Geriatrics. Physicians were eligible to participate if they had been working in
a primary care setting for at least 1 year beyond training. They were ineligible if they were
not treating any older adults (age 65+) or were working abroad or for any of the armed
forces.

Survey Instrument

Overview—The survey instrument (Supplementary Appendix S1) was designed to cover
three domains, chosen on the basis of prior literature and important themes that emerged
from in-depth interviews with primary care clinicians, patients, and caregivers:19 (1)
physicians’ self-reported practices for identifying and addressing family caregivers’ needs,
(2) perceived and anticipated barriers and facilitators to identifying and addressing
caregivers’ needs, and (3) practice and demographic characteristics.

J Am Geriatr Soc. Author manuscript; available in PMC 2022 February 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Riffin et al.

Page 4

The instrument was iteratively revised and pilot-tested prior to administration to the target
sample. A preliminary version was circulated to local primary care clinicians a weekly staff
meetings and to researchers (gerontologists health services researchers, psychometricians)
who were asked to provide feedback on the content and relative importance of individual
items. Revisions were made to improve the overall organization and format, clarify ques tion
wording, and reduce the total number of items to decrease time demands on participants. To
verify the time commitment and appropriateness of individual items, an electronic version of
the survey was distributed to profes sional organizations (e.g., American Geriatrics Society
Gerontological Society of America) via online list-servs One hundred primary care
providers responded; a timestamp was used to verify the average completion time.

Practices for Assessing and Addressing Caregiver Needs—To evaluate
physicians’ formal assessment practices, participants were first asked whether their practice
had a standardized procedure for assessing caregivers’ needs and whether they personally
conducted a caregiver assessment using a standardized instrument in the past year. They
were subsequently asked about the frequency of conducting formal assessments with
caregivers of persons with and without dementia, with response choices ranging from
“almost never (<25% of visits)” to “almost always (=75% of visits).”

To evaluate informal assessment practices, participants were first asked whether they had a
conversation with caregivers of persons with versus without dementia about their needs and
risks in the past year. They were subsequently asked about the frequency of these
conversations, with response options ranging from “almost never (<25% of visits)” to
“almost always (=75% of visits).”

Additional questions asked participants how often they discussed each of eight caregiver
needs or risks, selected on the basis of consensus recommendations.31:32 These items
included caregiver (1) burnout or stress, (2) ability to provide assistance, (3) willingness to
provide assistance, (4) physical health, (5) mental health, (6) need for services or supports,
(7) management of patient safety, and (8) role as health care proxy. Response options ranged
from “almost never (<25% of visits)” to “almost always (=75% of visits).”

Based on previous reports,11:32.33 respondents were asked about the types of resources and
referrals they provided to caregivers, including referral to medical services, community-
based supports, academic-affiliated programs, and other resources (e.g., web-based
materials).

Barriers and Facilitators—Respondents were provided with a list of common barriers to
assessing caregivers’ needs derived from prior research11:1® and consensus reports,32:33
including organization- and practice-level challenges (e.g., HIPAA regulations, time
constraints) as well as personal attitudes and beliefs (e.g., concerns about personal liability).
Respondents were also asked to rate the helpfulness of several facilitators to addressing
caregiver issues in the future (5-point scale), including referral-related facilitators (easier
referral mechanisms), practice-related facilitators (colocation of case managers or mental
health specialists), and training-related needs. Physicians were categorized according to
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those who rated each item as “very helpful” or “helpful” versus those who endorsed any
other category.

Demographic and Practice Characteristics—Respondents provided information on
their age, gender, race and ethnicity, number of years practicing, number of hours per week
spent seeing outpatients, proportion of older adults (aged 65+) in their patient panels,
proportion of older adults with and without dementia who are accompanied by a family
caregiver to their primary care appointments, and proportion of their patient panel receiving
Medicaid or Medicare. They also reported their practice type (private practice, academic
affiliate, community health center, other), practice location (urban, suburban, rural), and
state (categorized into U.S. Census Bureau defined regions). Provider specialty (geriatrics,
internal medicine) was obtained from the AMA Masterfile.

Analytic Plan

Descriptive statistics were computed to summarize the demographic and practice
characteristics of the full sample. Group differences in demographic and practice
characteristics, current practices for assessing and addressing caregiver needs, and perceived
barriers and facilitators were examined using chi-square and Fisher exact tests for
categorical variables and #tests for continuous variables. Two-tailed A-values less than .05
were considered statistically significant. The extent and nature of missing data was
examined. As item nonresponse was low, we provide estimates for participants who
responded. Statistical analyses were conducted using SPSS Version 23.0 and SAS Version
9.4.

RESULTS

Of the 500 physicians surveyed, 26 were ineligible because they had not worked in primary
care for at least 1 year (n = 6), were not treating older adults (aged 65+) (n = 10), or were
working abroad or for the armed forces (n = 10). Of the 474 eligible physicians, 106
completed the survey (22% overall response rate), of whom 44 were internists (19%
response rate) and 62 were geriatricians (26% response rate). Demographic characteristics of
respondents relative to the broader population of AMA primary care physicians were
generally similar, although participants were slightly younger (Supplementary Table S1).

Internists and geriatricians did not vary significantly with respect to demographic
characteristics. They were approximately 58 years of age, most were men (57.5%), and three
quarters were White (75.0%) (Table 1). On average, respondents had been in practice for 26
years and spent 29 hours per week seeing outpatients. Geriatricians reported a larger
proportion of older adults in their patient panels than internists (£ < .001); they also reported
a larger proportion of patients on Medicaid or Medicare (£< .001). On average, respondents
estimated that 63.6% of older adults with dementia and 24.9% of older adults without
dementia attended office visits with a family caregiver.

Approximately half of all respondents worked in private practice (53.8%). The rest practiced
at academic-affiliates (17.0%), community health centers (7.5%), or other settings (0.9%).
Most physicians practiced in suburban (44.3%) or urban (38.7%) locations; a minority
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(17.0%) practiced in rural areas. There was a relatively even distribution across U.S. regions:
32.7% in the Northeast, 24.8% in the Midwest, 20.8% in the South, and 21.8% in the West.

Approaches to Assessing Caregivers’ Needs

A small minority of physicians reported that their practice had a standardized procedure for
assessing caregivers’ needs (7.5%) and few had personally conducted a formal caregiver
assessment in the last year (10.5%) (Table 2). With regard to frequency, a minority of
respondents routinely (in at least 75% of visits) conducted formal assessments with
dementia caregivers (10.9%) and non-dementia caregivers (8.0%). No significant differences
were observed between physician groups with regard to formal assessment practices.

Most physicians assessed caregivers’ needs and risks informally (Table 2). Internists and
geriatricians were equally likely to report having had informal discussions with dementia
caregivers about his or her needs and risks in the past year (88.6% vs 96.7%; P=.13), but
geriatricians were more likely to have had an informal conversation with a non-dementia
caregiver (88.5% vs 69.8%; P < .05). With regard to frequency, approximately one third of
respondents routinely (in at least 75% of visits) had informal conversations with dementia
caregivers (33.7%); whereas 15.5% routinely (in at least 75% of visits) had such discussions
with non-dementia caregivers.

Across all respondents, range of approximately 20% to 40% routinely discussed each of
eight caregiver needs and risks (Table 3). The most commonly discussed topics were
caregivers’ management of patients’ safety, ability to provide assistance, and need for
services or supports, with approximately 40% of respondents routinely discussing each of
these issues. The most infrequently discussed topics were caregivers’ physical (20.2%) and
mental health (21.2%); approximately one third of respondents almost never discussed these
issues.

Use of Resources and Referrals

The majority of physicians endorsed referring the patient for additional services (69.8%),
assessing the appropriateness of the patient’s living situation (67.9%), and referring the
caregiver to a community agency (63.2%) (Figure 1). Compared with internists, geriatricians
were significantly more likely to refer caregivers to respite programs (51.6% vs 31.8%; P
<.05) or provide them with web-based resources or educational materials (51.6% vs 20.5%;
P<.001). A large proportion of respondents reported referring caregivers to local support
groups (42.5%), whereas much smaller proportions made referrals to other health care
professionals (18.9% at the physician’s practice; 13.2% at a different practice) and to
academic-affiliated support programs (15.1%). A small number of respondents reported
using no resources or services (11.3%).

Barriers and Facilitators

Lack of time was the most frequently reported barrier to assessing caregivers’ needs,
endorsed by 81.1% of respondents (Table 4). Inadequate reimbursement (39.6%) and
inability to have private discussions with caregivers (33.0%) were concerns among one third
of participants. Approximately one quarter of physicians endorsed referral-related barriers,
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including lack of access to (27.4%) and uncertainty about referral options (22.6%). Similar
proportions reported uncertainty about assessing caregiver issues (24.5%), unwillingness of
caregivers to discuss their needs (22.6%), and concerns about privacy/HIPAA regulations
(20.8%). Few physicians reported discomfort raising sensitive topics with caregivers (8.5%)
or concerns about personal liability (7.5%). Almost no respondents reported that assessing
caregiver needs was the responsibility of other health care providers (2.8%) or was irrelevant
to the clinical care of their patients (1.9%).

The most commonly endorsed facilitators were better referral options (71.0%) and easier
referral mechanisms (69.7%). Practice-related facilitators, including co-location of
behavioral or mental health specialists (67.0%) and co-location of care managers or social
workers (65.0%) were endorsed by approximately two thirds of respondents, as was training
in how to address caregiver issues (64.4%). Half of respondents indicated that co-location of
the caregiver’s primary care physician would be helpful in addressing caregiver issues.
Barriers and facilitators did not differ significantly by physician group.

DISCUSSION

In this national random sample, few primary care physicians reported using standardized
caregiver assessment tools but most engaged in informal discussions about caregivers’ needs
and risks. Only 7.5% of the physicians surveyed worked in practices that had a standardized
procedure for assessing caregiver needs. Multiple barriers were found that inhibited
assessment of caregivers’ needs, most prominently lack of time and inadequate
reimbursement. Better referral options and easier referral mechanisms were the most
commonly endorsed facilitators to assessing and addressing caregivers’ needs. Contrary to
expectations, practice patterns, barriers, and facilitators to caregiver assessment were largely
consistent between geriatricians and internists.

Results from this study reflect the growing awareness and interest in supporting family
caregivers by the medical community. Whereas previous reports described family caregivers
as an “invisible” workforce that is marginalized in medical encounters,3* recent surveys
indicate that primary care clinicians believe that caregivers play an important role in patient
care3® and feel that it is their responsibility to respond to caregiver concerns.3¢ Findings
from the present study offer evidence for how such beliefs are put into practice. The vast
majority of geriatricians and internists reported having at least one conversation with family
caregivers about their needs and risks in the past year. Virtually no respondents reported that
caregiver assessment was irrelevant to the clinical care of their patients.

Despite the advent of care delivery models that encourage family involvement in health care
processes,3738 there is a lack of consensus regarding the elements to be included in
caregiver assessment and the frequency with which an assessment should be conducted. In
this study, 40% of respondents regularly inquired about caregivers’ ability to provide
assistance and need for services or supports, but nearly 20% almost never asked about these
issues. Surveys of family caregivers indicate that large proportions are never asked by health
care providers about their abilities and preferences,3® whether they need help managing
older adults’ care,1” or what they need to take care of themselves.18 The vast majority report
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that they do not receive role-related training.10 Future research using real-time audio-
recordings of the medical encounter may help to shed light on the disconnect between
caregivers’ and clinicians’ perspectives on the topics discussed and training provided. As
family caregivers’ circumstances and needs often fluctuate with patients’ cognitive and
functional status,%0 standardized protocols that involve reassessment at regular intervals
merit consideration and careful planning to ensure optimal integration and sustainability.

Study findings underscore the lack of translation of caregiver assessment tools from research
to practice. Numerous psychometrically validated assessment instruments have undergone
rigorous development and testing in research contexts,32 but many of these instruments are
lengthy and therefore not feasible for administration in primary care.*! Indeed, only 1 in 10
primary care physicians in this study reported using a standardized instrument to assess
family caregivers’ needs. Lack of time was the most commonly endorsed barrier to caregiver
assessment among both geriatricians and internists, a finding that is consistent with prior
qualitative research and consensus reports.19:31

At present, no guidelines exist for how caregiver assessments should be incorporated into
primary care delivery. Of course, future integration will require tailoring to individual
practices given variability in organizational structure, resources, access to local caregiver
resources, and potential for embedding caregiver data within health technology and
information systems. Findings from this study and others%.19 strongly suggest the need for
evidence-based guidelines that can be applied across structural and administrative
mechanisms in primary care, especially given new quality measures that emphasize
outcomes related to patient and caregiver experiences.*2

The study points to several new directions for program design and evaluation that may lead
to better integration of caregiver assessment into care planning and execution. First, the
primary care environment makes advisable embedding short assessments within existing
practice workflows.19:34 One approach that warrants consideration is the development of a
brief screen, consisting of questions that ascertain basic information about caregivers’ risks
and need for services, that is integrated into health information technology (electronic health
record, patient portal). This approach may be particularly useful given increasing demands
for telemedicine and remote access to health care.*3

Second, physicians’ endorsement of referral-related facilitators, including easier referral
mechanisms and better referral options underscores the need for assessment protocols that
incorporate standardized procedures for connecting caregivers with services and supports
that are tailored to their needs. Harnessing health information technology to record and track
referrals will be critical to ensuring longitudinal support by facilitating linkages between
clinical practice and community-based services.** Third, to promote workforce capacity, the
design of caregiver assessment protocols should be accompanied by brief and effective
training for clinicians, as two-thirds of geriatricians and internists reported that training
would help them to incorporate caregiver assessment into practice. Continuing Medical
Education credits may help to encourage additional training in this area. Evidence-based
guidelines will need to clearly articulate practice standards and requirements.
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Fourth, reimbursement issues must be addressed. Potential opportunities include promoting
reimbursement through the Centers for Medicare & Medicaid Cognitive Assessment and
Care Planning code for persons with dementia, which includes caregiver assessment as a
service element,23 or through annual Medicare visits, which include a health risk assessment
for beneficiaries who are family caregivers. Consideration should also be given to the
development of payment mechanisms that can be applied across health systems to encourage
providers’ interactions with caregivers even when the patient is not present, including in-
person consultations, telemedicine visits, and correspondence by email and phone.

Finally, there is likely a role for interdisciplinary teams to act on the assessment when
serious problems are identified, as evidenced by the finding that the majority of respondents
endorsed co-location of behavioral and mental health as a potential facilitator. Pragmatic
trials that draw on implementation science frameworks will need to evaluate cost-
effectiveness, patient perceived quality of care, and caregiver preparedness.

This study has several limitations. Although our response rate was achieved using best
practices for engaging health care providers in survey research and is comparable to other
physician surveys using the AMA Masterfile, %47 generalizability of our study findings may
be limited. Findings may also be subject to recall, social desirability, and nonresponse
biases; for example, physicians with greater familiar or engagement with caregiver may have
been more likely to participate. These biases may have resulted in conservative estimates
regarding the use of assessment instruments and informal discussions as respondents are
likely to be more aware of caregiver concerns. As such, caregiver assessment may actually
be less frequent than was observed in this study. We also note that our study sample only
included physicians and results may not extend to other primary care professionals. Finally,
future research will need to examine clinicians’ use of resources and referrals by the
patient’s dementia status as these questions did not distinguish caregivers of older persons
with and without dementia.

CONCLUSIONS

Issues of family caregiving will become more prominent as the baby boom generation enters
into their later years48 with growing numbers of older adults who rely on family caregivers
at medical visits. As in other contexts, such as pediatrics*® and state Medicaid programs,>©
meaningful and systematic assessment is a clear first step to identify needed services,
incorporating family members into planning care, and ultimately improving patient
outcomes.
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P-value
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Figure 1.
Primary care clinicians’ use of resources and referrals in addressing caregiver needs and
risks.
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