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Abstract

Purpose of review This narrative review seeks to ascertain the challenges older patients face
with participation in mental health clinical research studies and suggests creative strat-
egies to minimize these obstacles.

Recent findings Challenges to older adults’ engagement in mental health research include
practical, institutional, and collaboration-related barriers applicable to all clinical trials as
well as more personal, cultural, and age-related patient barriers specific to geriatric mental
health research. Universal research challenges include (1) institutional barriers of lack of
funding and researchers, inter-researcher conflict, and sampling bias; (2) collaboration-
related barriers involving miscommunication and clinician concerns; and (3) practical
patient barriers such as scheduling issues, financial constraints, and transportation
difficulties. Challenges unique to geriatric mental health research include (1) personal
barriers such as no perceived need for treatment, prior negative experience, and mistrust
of mental health research; (2) cultural barriers involving stigma and lack of bilingual or
culturally matched staff; and (3) chronic medical issues and concerns about capacity.
Summary Proposed solutions to these barriers include increased programmatic focus on
and funding of geriatric psychiatry research grants, meeting with clinical staff to clarify
study protocols and eligibility criteria, and offering transportation for participants. To
minimize stigma and mistrust of psychiatric research, studies should devise community
outreach efforts, employ culturally competent bilingual staff, and provide patient and
family education about the study and general information about promoting mental health.
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Introduction

Mental illness is increasingly prevalent worldwide, par-
ticularly in the aging population [1,2]. For those aged
65 years and older, 12-month prevalence rates are
11.4% for any anxiety disorder, 6.8% for any mood
disorder, and 3.8% for substance use disorder [3]. For
older Medicare and Medicaid members, 12-month inci-
dence rates are even higher at 19.4% for any behavioral
health disorder and 11.2% for dementia [2]. However,
approximately 70% of older adults with these disorders
do not receive treatment [4].

Untreated depression and anxiety significantly de-
crease quality of life and increase risk of suicide and
cognitive decline [5]. Older adults with major depressive
disorder and comorbid generalized anxiety disorder or
panic disorder also have greater disability and distress
(including more severe somatic symptoms), poorer sub-
jective health, and delayed acute response to treatment
with poorer short-term treatment outcomes [5, 6].
Adults of all age groups with serious mental illness are
four times as likely to have chronic obstructive pulmo-
nary disease, twice as likely to have heart disease or
diabetes, and almost five times as likely to have limita-
tions in activities of daily living than those without
serious mental illness [7].

Despite the prevalence of mental health disorders in
older adults with associated comorbidities, increased
severity of symptoms and disability, and higher health
care utilization and costs, mental health research in
older adults is not a national priority. In addition to

Methods

programmatic and funding priorities which do not focus
on older adults, clinical research in the geriatric popula-
tion is confounded by age-related challenges. Identifying
these modifiable challenges and developing creative and
scalable solutions with broad uptake will assist late-life
clinical researchers to conduct more clinically meaning-
ful projects and lead to better implementation of
evidence-based medicine.

Overcoming such barriers is essential to aid in re-
cruitment and retention for mental health trials with
older adults, which is a major problem: only 29% of
clinical trials recruit within their original timeframe,
while 56% extend recruitment and one-third require
additional funds [8¢]. Consequences include increased
costs and efforts, reduced statistical power of studies,
and delays in generating evidence and subsequent adop-
tion of effective interventions [9]. The purpose of this
paper is to (1) describe identified barriers to older adult
participation in clinical research and (2) recommend
possible solutions to minimize these barriers that
should be considered by clinical researchers as they
develop projects. While the literature has been reviewed
for barriers against recruitment for mental health studies
pertaining to all ages [9-11], to our knowledge, there
has been no review of barriers to recruitment and reten-
tion for geriatric mental health research. This narrative
review will summarize findings from original studies
and others to concisely present barriers for older adults
and our proposed solutions to advance the field.

Search strategy

We searched the PubMed, EMBASE, and PsycINFO databases. Advanced
searches were conducted using the terms “(‘mental health research” OR ‘behav-
ioral health research” OR ‘psychiatric research’) AND (participation OR recruit-
ment OR retention) AND (older adults OR elder* OR aged OR aging OR
geriatric).” Results were filtered by English language and age of subjects as
60+, “adult,” “middle aged,” “aged,” or “very elderly.” Gray literature searches
yielded additional relevant articles.

The search yielded 731 articles. After elimination of duplicate articles and a
review of titles and abstracts, 26 papers were determined to fit the entry criteria
“mental health research barriers specific to older adults.” From PubMed, 6 of 431
articles were selected; from EMBASE, 9 of 280 articles; and from PsycINFO, 11 of
78 articles. Gray literature searches proved to be relevant and productive, yielding
7 additional papers for a total of 33 papers. All references were exported to Zotero.



Engaging in Late-Life MentalHealthReseach:aNarrativeReviewofChallengestoParticipation 319

Study selection

Results

Although some barriers to research participation apply to all ages as well as
older adults, this review focuses on geriatric patients, and thus, only papers on
older adults or those comparing age groups were included. Likewise, many
barriers to recruitment and retention for mental health clinical research apply to
all clinical trials, and thus, articles specifying research topics unrelated to mental
health were excluded.

The thirty-three papers selected for inclusion in this review identified challenges
in recruiting and retaining older adults for mental health clinical trials, and
additional challenges faced in recruiting older minority populations for behav-
ioral health research and treatment (Table 1). We subdivided these challenges
into (1) practical, institutional, and researcher-clinician collaboration-related
barriers pertaining to all clinical trials and (2) personal, cultural, and geriatric-
related patient barriers related to mental health research (Table 2).

Institutional and study design barriers

The need for aging-specific clinical research (evidenced by the growth of this age
demographic and increasing life expectancy) exceeds the current number of
researchers in geriatric psychiatry and is not aligned with the percent of the
National Institute of Mental Health (NIMH) extramural budget allocated to
geriatric mental health research [16, 35]. Pressure to recruit more participants
may result in negative attitudes and stressful environments detrimental to the
mental health of research teams and their performance and recruitment efforts
[43]. Misunderstandings and interdisciplinary conflict within research teams
may be amplified in studies in which various professions differ in their aca-
demic languages and definitions of mental health conditions, leading to possi-
ble misdiagnoses or under-reporting of symptoms which may skew results [37].

Due to recruitment challenges, competition for participants across studies
may be high, and research teams are often protective of their own “consent to be
contacted” patient databases or primary care referral sources, limiting the pool
of potential participants for other researchers [29, 43].Sampling bias further
compounds this issue. Older adults who do not respond to recruitment efforts
and survey studies or who tend to drop out of longitudinal studies differ from
those who respond or continue. Recruitment non-responders/dropouts tend to
have worse physical health and greater disabilities, report less physical activity,
have fewer social contacts, lower education, poorer verbal skills, lower general
intelligence, and be of lower socioeconomic class than respondents and those
who complete studies [39]. As such, mental health studies unintentionally
exclude more mentally ill patients who, due to the nature of their illness, are
less likely to participate. This underrepresentation of a subset of mentally ill
patients may lead to researchers overlooking or underestimating important
correlates of mental illness. This phenomenon is commonly observed with
depression, in which depression-associated ambivalence about joining a clini-
cal trial, even if associated risks are minimal, limits participation. Depressed
older adults are more likely than middle-aged and younger depressed adults to
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refuse to participate [39]. Patients with cognitive impairment, highly prevalent
in depression, may further limit participation due to reduced decision-making
capacity necessary to provide informed consent [40]. Thus, the nature of the
mental illness itself may result in sampling bias and inaccurate representation
of the disease being studied, an inherent challenge to clinical trials with this
population.

Collaboration-related barriers

Clinical staff describe feeling overwhelmed with the burden of completing
recruitment assessments and screening activities that do not account for their
clinical responsibilities and workflow [44]. Clinical staff have reported feeling
“used” by researchers for referrals, with their efforts going unrecognized and
underappreciated [45, 46]. These factors can engender unfavorable attitudes
towards serving as community partners and sources of patient participants for
clinical research studies [47].

Clinical physician community partners can interfere with referrals and par-
ticipation of their patients. They describe concerns about loss of autonomy over
the patient’s care, how research will affect the doctor-patient relationship, and
potential side effects, and the burden of research, especially for very old or
severely ill patients [48, 49]. While these decisions are motivated by caring, this
overprotectiveness of patients leads some physicians to assume decision-
making on behalf of some patients who may have been eligible and interested
in participating [45, 50, 51]. Community physician partners may hesitate to
introduce a trial if they are unclear about eligibility criteria, trial protocol, or the
purpose of the study, or if they feel that there is a lack of equipoise in the study
arms or a risk that their ill patients may be exposed to placebo [50].

Practical barriers

Practical barriers are ubiquitous to all potential participants: this includes time
commitment, interference with work schedules, lack of health insurance that
may prevent access to mental health services for referrals, and transportation
difficulties [4]. The latter of these is especially troublesome for older adults who
may not be able to drive, for those of lower socioeconomic class who often rely
on public transportation, and for minorities concerned of becoming victims of
racism if the research center is in an area outside their community [14, 35]. At
the time of preparing this manuscript, efforts to mitigate the Coronavirus
pandemic of 2019-2020 include self-isolation and avoiding health care centers
which contain a higher density of symptomatic patients and are often the same
locations where clinical research is conducted [52]. Although not further
discussed in this manuscript, these mitigation efforts are currently an obstacle
to ongoing clinical trials, and funders and researchers are rapidly developing
and adopting clinical procedures that may be conducted remotely to minimize
the impact on clinical research of these contagion mitigation strategies.

Personal barriers

Older adults are significantly more likely than middle-aged or younger adults to
perceive no need for mental health treatment, even among those with serious
mental illness [23¢]. Furthermore, some patients may have unfavorable atti-
tudes towards mental health research from prior negative experiences with
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Table 2. Barriers to older adults participating in mental health clinical trials

Ubiquitous barriers for participation in general clinical trials

Institutional and study design barriers

Lack of funding and researchers

Researcher conflict

Sampling bias
Collaboration-related barriers

Research overload

Unclear understanding of studies

Clinician worries over patient and doctor-patient relationship
Practical barriers

Time commitment and scheduling issues

Financial constraints

Transportation difficulties

Patient barriers for participation in mental health research

Personal barriers

No perceived need for treatment

Prior negative experience

Mistrust of mental health providers/researchers
Cultural/social barriers

Stigma and cultural beliefs on mental health

Negative spousal/family perspectives

Lack of bilingual and culturally matched staff
Geriatric barriers

Chronic medical issues and frailty

Concerns regarding capacity

Disease-specific barriers

Cognitive impairment

Depression

Anxiety

mental health treatment, especially if the study proposes a similar intervention
(i.e., medication or psychotherapy) to one they have already tried [9]. Other
personal barriers include mistrust of mental health providers or researchers.
While mistrust or fear of medical research is a barrier to research afflicting all
populations, it is especially pronounced in minorities due to historical uneth-
ical research practices such as the Tuskegee syphilis study [4, 10, 20e, 53]. Racial
and ethnic minorities are at higher risk of mental illness, yet they tend to under-
utilize behavioral health services and are chronically under-represented in
mental health research [54].
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Table 3. Recommendations on increasing participation in geriatric mental health research

Addressing ubiquitous barriers for participation in general clinical trials
Institutions and funders/sponsors
Improve support of clinician-researchers through protected research time
Incorporate PBRNSs to link research with clinical practice
Research team with clinical collaborators
Use common terms to facilitate communication in multidisciplinary studies
Acknowledge and express appreciation for all members of research team
Establish a research presence at clinical sites
Offer research training for the clinical team
Maintain frequent contact with referring clinicians and provide feedback and study updates
Address clinician concerns regarding placebo
Use comparison arms with active treatments
Educate clinicians on likelihood for improvement in study regardless of randomization arm
Researchers involved in study design
Offer flexible scheduling including evening and weekend appointments
Implement electronic consent procedures
Provide financial compensation
Offer transportation assistance
Conduct research in the community instead of/in addition to university settings
Addressing barriers for participation in geriatric mental health research
Institutions and funders/sponsors
Increase supplements and training grants for geriatric psychiatry research
Institute collaborative hubs for expanding mental health research in low- to middle-income countries
Support more interventional studies to increase participation in mental health research
Sponsor community events and lectures to raise awareness for mental health and mental health research
Research team with community
Employ bilingual or culturally matched research team members involved in recruitment
Offer cultural literacy training for research staff
Offer mental health training to primary care providers
Reach out to community leaders, faith leaders, senior centers for mental health awareness and education
Involve community members in study design and recruitment
Implement research advocacy training programs
Researchers with potential participants
Attenuate exclusion criteria regarding comorbidities and polypharmacy for more “real world” sample and greater eligibility
Limit consultation time and shorten assessment visits
Accommodate physical impairments by having large-print documents and voice amplifiers available
Use PowerPoint presentations and summaries of relevant information to enhance comprehension
Clarify study protocols and voluntary nature of study to increase participant sense of autonomy
Emphasize study purpose and potential benefits to appeal to altruistic tendencies
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Table 3. (Continued)

Have caregiver/family member present during consent process
Offer patient and family psychoeducation

PBRNSs practice-based research networks

Cultural/social barriers

Perceived stigma is a universal barrier to engaging in mental health treatment
and research, especially among older adults. Fear of public stigma or the
individual’'s own stereotypes about mental health (self-stigma) may reduce
willingness of potential participants to learn about available research studies
[24]. Older whites are often concerned about how a mental health diagnosis
will affect others’ perceptions of them; older minorities may worry more about
how such a diagnosis will impact their family’s reputation [13].

Mental illness stigma is more pronounced among older adults, who tend to
have higher thresholds for what constitutes mental illness as opposed to “nor-
mal aging” and what symptoms merit treatment [23¢]. They may avoid seeking
treatment or agreeing to participate in studies on mental health for fear that a
mental health diagnosis indicates they are “crazy.” [24] These negative views
may be most prominent in the very-old who associated mental illness with
psychosis, viewed with fear or seen as a personal flaw [31].This is especially
relevant among older men for whom mental illness may be viewed as a
weakness and emotional vulnerability that conflicts with traditionally “mascu-
line” values of strength, stoicism, and internalizing one’s emotional problems
[26]. Older men may be more likely to express depression through somatic
symptoms, anger, and substance use, rather than describing emotional distress,
making case identification for treatment or research more challenging [26].

Cultural stigma may discourage older minorities from seeking mental health
treatment or enrolling in psychiatric research studies. For example, Asians are less
willing to participate in psychiatric clinical research compared with other racial
and ethnic groups, partially attributed to cultural views of health and health care
that conflict with those of Western medicine and to the belief that a mental health
diagnosis would stigmatize their family [15e, 29, 55].Older ethnic minorities in
Western cultures are more likely than older Caucasians to have stereotyped
negative ideas about mental illness that interferes with research participation [14].

Cultural and language barriers further complicate participation by contrib-
uting to communication difficulties between the potential participant and
research team [10, 29, 54].Cultural traditions may affect how recruitment and
research assessments are performed. For instance, Confucian ethical rules con-
ferring decision-making to the eldest male family member may necessitate
recruiters of an older female Chinese participant to contact her uncle or older
brother for consent to participate [29]. For immigrants and older minorities,
limited literacy, lack of culturally adapted questionnaires, and alarm-inducing
phrases from translation gaps may contribute to many older adults refusing to
participate in research [10, 41]. Immigrants may be especially suspicious of the
consent process and signing legal documents, as they may have concerns that
participating in research will affect legal residency status and possible deporta-
tion [10, 29, 56].
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Geriatric barriers

Older adults may be more physically frail and more likely to have chronic
physical diseases which can limit clinical trial participation because of exclusion
criteria and participant burden [42]. Polypharmacy related to comorbid med-
ical conditions is a common reason older patients are excluded from participa-
tion in trials [17]. Some frail older adults are concerned that perceived physical
or psychosocial stressors from study participation would make them fatigued or
worsen other medical conditions. For instance, older adults who have learned
to cope with their depression may fear that changes in their treatment or daily
routine resulting from trial participation may disrupt their ability to maintain
routines and manage their medical and mental illnesses [9].

Some frail older adults do not enroll in clinical trials due to communication
problems, physical and cognitive limitations, and feeling overburdened by their
physical conditions and/or do not want to be a burden to relatives [25].
Hempenius et al. (2013) observed that older adults’ communicative capacity
is often restricted by sensory loss, speech problems, and cognitive decline. These
communication difficulties can slow the informed consent process and adher-
ence to study protocols [25]. Mild cognitive impairment, Alzheimer’s disease,
and other dementias may impair ability to provide truly informed consent |21,
40]. Indeed, greater cognitive impairment is associated with decreased odds of
study participation [41].

Older adults with cognitive impairment are often purposefully excluded
from research not related to cognition due to concerns about informed consent
[36e]. For older adults with severe cognitive impairment, proxy consent involv-
ing next of kin is almost always required. This can pose issues for recruitment, as
family members may believe that their relative’s health status would preclude
participation [34]. Conversely, families may desire their relative to participate
only in the intervention and not the control activity of the study, which would
disrupt randomization and study integrity [34].

Disease-specific barriers

Potential solutions

Engaging older adults in psychiatric clinical trials is often made more difficult due
to the nature of the mental illness itself. In addition to complications related to
capacity and consent for older adults with cognitive impairment or dementia, the
level of cognitive decline and presence of agitated behaviors may affect or con-
found implementation of study interventions [34]. Seniors with depression, who
are more likely to suffer from decreased energy and lack of motivation, report
more perceived barriers to psychological treatment, greater stigma, and are more
likely to negatively evaluate therapy interventions than non-depressed adults [57].
Older adults with anxiety often interpret information in a negative or threatening
manner [4]. Therefore, some may be more fearful of study interventions and
potential side effects, contributing to participation refusal and withdrawal.

Just as some barriers to participation in geriatric mental health research are
relevant to all clinical trials while others are specific to the field of geriatric
psychiatric research, so too are the potential solutions to address these concerns,
summarized in Table 3.
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Reducing institutional, clinical, and practical barriers

Some of the barriers contributing to this lack of participation in geriatric
psychiatric research are ubiquitous to all clinical trials, including institutional
and study design barriers, collaborative barriers, and practical barriers to
accessing studies. Institutional barriers include the relative lack of funding and
researchers to support studies in geriatric psychiatry. Increasing supplements
and training grants to support postdoctoral fellowships in geriatric mental
health research may enhance the pool of geriatric psychiatry researchers and
studies [16]. This is especially important in low- to middle-income countries
(LMICs) in which the lack of trained mental health researchers limits progress in
global mental health research [58]. Capacity-building initiatives, such as the US
National Institute of Mental Health Collaborative Hubs for International Re-
search on Mental Health, have been implemented to provide the knowledge
and tools to increase research capacity in LMICs [58]. Collaborations through
research hubs in more industrialized countries can help with implementation
of evidence-based practices for mental health in these LIMCs while simulta-
neously expanding the knowledge base of global mental health.

More generally, encouraging institutional changes supporting the role of
clinician-researchers, such as protected research time, may reduce clinical work-
loads and facilitate more research activity [43]. Additionally, facilitating the
development of practice-based research networks (PBRNs) and coordination
with academic centers may enhance community recruitment and implementa-
tion and dissemination of study findings into clinical practice [59, 60].

Improving interpersonal harmony within and across multidisciplinary re-
search teams may improve productivity and success of clinical trials. To mini-
mize conflicts within multidisciplinary studies involving academic researchers
and community staff such as social workers, primary care physicians, and
nurses, clinical terms and principles specific to each discipline should be
defined and translated into common terms. Additionally, acknowledging the
efforts of the entire research team, from individuals recruiting in the community
to those analyzing the data, creates unity and a more positive environment to
facilitate clinical and research workplace efficiencies [45,46]. Gratitude to other
team members can be conveyed through verbal expressions of appreciation,
cards or electronic correspondence, acknowledgement in the publication, or,
when appropriate, offering publication opportunities.

To enhance relationships between researchers and clinical staff, it may be
helpful to establish a research presence onsite in clinical settings, maintain
frequent contact with referring clinicians, and provide feedback and study
updates with preliminary data to retain interest in the study. These efforts have
been shown to improve referral rates [14, 43, 45]. Issues arising from lack of
communication between the clinical and research teams highlight the impor-
tance of reviewing relevant study information, offering training for the clinical
team, and providing opportunities to answer questions [46]. These efforts
enable referring clinicians to feel more confident introducing studies to patients
and reduce misunderstandings and miscommunications about study aims and
protocols.

To alleviate physicians’ concerns about their older patients engaging in
research or being exposed to placebo, researchers should consider using com-
parison arms with active treatments as opposed to placebo. Alternately,
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researchers should emphasize the increased likelihood for improvement regard-
less of randomization arm. Simply participating in a study may benefit older
patients with psychiatric illness, as additional follow-up visits have been shown
to improve outcomes for both placebo (by 41%) and antidepressants (by 27%)
[61]. Indeed, participants in randomized clinical trials receiving a placebo are
more likely to experience improvement in their depressive symptoms than
patients receiving antidepressant treatment under a primary care physician’s
usual care [62]. This may be due in part to differences in the process of care
provided in a protocolized clinical trial; patients receiving usual care from a
community-based provider are less likely to receive measurement-based care
and as frequent follow-ups as those participating in a clinical trial [62, 63].

The more universal patient-related barriers to engaging in research are of a
practical nature: this includes financial, scheduling, time commitment, and
transportation concerns. These can be alleviated by offering flexible scheduling
including evening and weekend appointments, implementing electronic con-
sent procedures, using video and telephonic technology to assess and monitor
research participants, providing financial compensation for study participation,
and offering parking vouchers, taxi/shuttle services, reimbursement for trans-
portation costs, and conducting research procedures beyond the university and
instead in community settings [14, 25, 42, 54].

Disease-related, geriatric, personal, and social barriers

Concerns about engaging older adults in research include chronic medical
conditions, frailty, and ability to consent. In consideration of decreased physical
and cognitive reserve, adaptations include limiting consultation time and
shortening assessment visits, communicating with older patients face-to-face
rather than by phone to enhance information comprehension and retention,
having large-print documents available for those with visual impairments, and
accommodating those with other physical impairments such as voice amplifiers
for patients with hearing impairments [25]. For patients with multiple medical
conditions, communicating with referring primary care providers to verify
medical information and confirming there are no contraindications for study
eligibility will promote the safety of participants and engages referring physi-
cians in the research process [25]. Given the commonality of medical comor-
bidities in older adults, researchers should consider attenuating exclusion
criteria relating to comorbidities and polypharmacy to improve study eligibility
and encompass a study population that is more representative of “real world”
older adults.

Having a caregiver present while initiating the informed consent conver-
sation can ease anxiety about the consent procedure and remind the partic-
ipant of any forgotten information [25]. Additionally, it is helpful to use
PowerPoint presentations and summaries of relevant information that have
been shown to enhance comprehension of consent for research in older
patients with psychosis [64]. As individuals with mental health diagnoses
are differentially affected by their disease and some may maintain more
insight and greater capacity to consent than others with the same disease, it
may be necessary to formally assess capacity prior to obtaining informed
consent [21, 36e].
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Other barriers to older patients engaging in mental health research are
related to mistrust of research, misunderstanding of mental health conditions,
stigma, and cultural and language barriers. In efforts to alleviate mistrust in
researchers and the research process, it is important to clearly communicate
study aims, protocols, and the consent process. Older adults are often motivat-
ed by altruism and a desire to improve the world for future generations
[8¢,9,209,24,45,46,65,66], so care should be taken to emphasize the purpose
of the study and how it can advance knowledge of and treatment for the mental
health issue being investigated to help others in the future. Since patients highly
value their sense of autonomy, researchers should stress the voluntary nature of
participation in the study and ability to withdraw at any time that is consistent
with the Belmont Report [66]. Keeping the patient and family apprised of the
study progress and sharing study findings further solidifies trust and may
promote retention [67].

Researchers should emphasize the symptoms being targeted in trials, teach
participants about minimizing stress, and refrain from using stigmatizing diag-
nostic labels [24,26]. To prevent miscommunication in patients with low
literacy, it is preferable to describe procedures rather than to use technical jargon
[42] and attempt to keep written materials at sixth grade level of literacy [68,69].
Employing multilingual, multi-cultural staff for conducting interviews, partici-
pating in the informed consent process, and reviewing documentation to avoid
stigma- or alarm-inducing phrases and translational errors is crucial for working
with older minorities or multilingual populations to enable them to feel
comfortable and able to communicate effectively [10,42]. Researcher selection
and cultural competency training can compensate for lack of ethnically
matched staff to comprise a research team that is sensitive to participants’ needs
[54].

Patient, family, and community education

Education on mental health conditions and treatments is associated with more
positive perspectives on mental health, whereas misconceptions regarding
mental illness lead to failure to recognize symptoms and perseverance of
negative attitudes [12e]. Offering thorough education on mental health condi-
tions and on the requirements and benefits of the proposed research study may
minimize confusion and encourage higher participation rates. Using personal
stories to illustrate potential research benefits facilitates patient rapport and can
provide an experience enabling participants to feel more open and trusting [65].

Extending patient education to the family and caregivers to actively involve
them in recruitment and research procedures has been shown to increase study
participation rates, as the decision to consent is largely influenced by close
relations [20e,42].Family/caregiver education is particularly important for pa-
tients with dementia or questionable decision-making capacity secondary to
their condition. Additionally, as caregivers of older adults often experience
elevated stress, anxiety, and depression, researchers should inquire about the
mental health status of caregivers and provide appropriate resources [28].
Addressing caregiver mental health concerns enables them to better perform
their responsibilities as a caregiver and may improve their overall attitude
towards mental health and the research process. An interventional study offer-
ing psychoeducational workshops to families of older patients with depression
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Conclusions

supports this theory, noting a lower rate of dropout during continuation of
treatment and suggesting that “psychoeducation and support may be especially
important for families of elderly patients with depression who may be faced
with an increase in an already substantial caretaking burden.” [70]

Community outreach efforts to establish relationships with geriatric and
older adult minority communities can help promote positive perceptions
about mental health treatment and research. Sponsoring community events
and lectures, serving as guest expert on radio programs, and providing
written and durable electronic information materials about mental health
and research at senior centers, churches, and other community centers can
establish the presence of researchers in the community, remove the mystery
surrounding research to make it seem more like an opportunity, and pro-
vide a forum for older adults to ask questions about research methods and
ethics [33]. Research advocacy training programs for older adults increase
the likelihood of participation in research and advocating for future studies
[71]. As the majority of elderly persons receiving mental health care are
treated by their general medical providers, it is essential to teach basic
geriatric mental health skills to current and future primary care providers
as well [16]. Dowrick et al. (2016) implemented an interventional study
linking primary care training with community engagement in an Improving
Access to Mental Health in Primary Care (AMP) model that also incorpo-
rated a wellbeing intervention based on cognitive-behavioral principles.
They found that community engagement (including housing associations,
faith leaders, police, business leaders, and health practitioners) raised
awareness of mental health issues and increased referrals to the wellbeing
intervention, while recruitment was positively associated with offering
training to primary care providers [72]. Kogan et al. (2009) also emphasize
the importance of including community partners from the outset in the
process of research development and implementation with involving mi-
nority groups in bipolar disorder research, noting 45% enrollment from
minority populations at community sites compared with 15% at academic
sites [73]. The few studies exploring specific interventions to increase par-
ticipation in mental health research illustrate success with implementing
community outreach and primary care training efforts, but these studies are
limited and demonstrate the need for additional interventional research to
guide how researchers approach recruitment for mental health studies in the
future.

Since the burden of mental illness prevalence in older adults is disproportionate
to research opportunities and engagement, efforts to reduce barriers to research
participation are critical. Primary limiting factors for participation in geriatric
mental health research are practical and personal barriers including inaccessi-
bility, stigma, lack of education regarding mental health issues, perceived lack of
benefit from research, and mistrust of research studies. Promising approaches to
address these limitations include enhancing engagement across the research
team and the community. Specific strategies include increasing PCP knowledge
about available studies and improved integration with psychiatric services;
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community outreach through community events and both traditional and
social media; having culturally competent and bilingual members of research
staff; and providing both patient and family/caregiver education about mental
health conditions and the purpose and procedures of the studies to assure
families support the participation of their older relatives.
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