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ABSTRACT



OBJECTIVE To explore the challenges Canadian family physicians face in providing dementia care.




DESIGN Qualitative study using focus groups.




SETTING  Academic family practice clinics in Calgary, Alta, Ottawa, Ont, and Toronto, Ont.




PARTICIPANTS  Eighteen family physicians.




METHODS We conducted 4 qualitative focus groups of 4 to 6 family physicians whose practices we had audited in a previous study. Focus group transcripts were analyzed using the principles of thematic analysis.




MAIN FINDINGS  Five major themes related to the provision of dementia care by family physicians emerged: 1) diagnostic uncertainty; 2) the complexity of dementia; 3) time as a paradox in the provision of dementia care; 4) the importance of patients’ families; 5) and familiarity with patients. Participants expressed uncertainty about diagnosing dementia and a strong need for expert verification of diagnoses owing to the complexity of dementia. Time, patients’ family members, and familiarity with patients were seen as both barriers and enablers in the provision of dementia care.




CONCLUSION Family physicians face many challenges in providing dementia care. The results of this study and the views of family physicians should be considered in the development and dissemination of future dementia guidelines, as well as by specialist colleagues, policy makers, and those involved in developing continuing physician education about dementia.


A number of published studies have examined the knowledge and attitudes of family physicians or GPs about dementia. Many of these studies have focused on the role of family physicians in diagnosing the condition, and their ability to diagnose it.1–4 Such studies have been motivated, in part, by evidence that the detection and diagnosis of dementia by primary care physicians is inadequate, and their management of dementia is suboptimal once a diagnosis has been made.1,5,6
There has been much less research exploring the reasons why such problems exist from family practitioners’ perspectives. Boise et al conducted focus groups with US family physicians to explore and understand low rates of dementia diagnosis in primary care.7 They identified failure to recognize and respond to dementia symptoms, lack of perceived need to make a diagnosis, negative attitudes about the importance of assessment and diagnosis, and lack of time as barriers. Using similar methods, Connell et al8 explored US family physicians’ attitudes toward the diagnosis and disclosure of dementia. They identified a mismatch between physicians’ perceptions about the process of disclosure and those of patients and families, with the latter recounting more negative emotional responses to disclosure of the diagnosis.
The purpose of our study was to contribute to this knowledge by exploring the challenges Canadian family physicians face in providing dementia care. In the first part of this study,9 we explored the awareness of, attitudes toward, and use of dementia clinical practice guidelines (CPGs) among Canadian family physicians in academic settings. Strong recurrent themes emerged in our analysis with regard to the process of dementia care; therefore, this paper presents and discusses those results specifically and compares and contrasts them with the literature from other countries.

METHODS


Study design and sample

A qualitative focus group format was used. Using focus groups is an effective way to capture communication between research participants and to examine their attitudes, values, and understanding in a particular area,10 while also maximizing resources. Criterion sampling was used.11,12 The inclusion criterion was that family physicians had to practise at 1 of the 6 university-affiliated clinics that were assessed in our previous chart audit study (3 clinics in Calgary, Alta; 1 in Ottawa, Ont; and 2 in Toronto, Ont). Eighteen (7 male and 11 female) out of a possible 34 family physicians who participated in the previous study formed the focus groups, which were conducted in meeting rooms at 3 of the clinics.



Data collection

Interviews were conducted by trained facilitators using a semistructured interview guide. All groups were audiotaped and the recordings transcribed verbatim for analysis. Research ethics approval was granted by the 3 universities affiliated with the clinics.



Data analysis

Data were analyzed using iterative thematic analysis13,14: 1) becoming familiar with the data; 2) generating initial codes; 3) searching for themes; 4) reviewing themes; 5) defining and naming themes; and 6) producing the report. An inductive approach was taken, meaning that the research team did not enter into data analysis with preconceived theoretical frameworks; instead, they allowed the themes to emerge from the participants’ dialogue and group interaction.

The principal investigator (N.P.) listened to the audio-tapes while simultaneously reading the transcripts to verify quality and to become familiar with the data. Transcripts were circulated among the entire research team for their input and familiarization with the data. The principal investigator and another research team member (M.P.) engaged in initial coding. Using a table, quotes were entered alongside illustrative codes organized by the interview guide questions. Coding facilitated the process of finding themes and categories. Using the facilitators’ field notes, attention was given to group dynamics, including disagreements, mutual reinforcements, and humour.10

After reading the transcripts and coding the data according to its content, several themes were evident. Research team members assessed agreement on codes and later reviewed the themes emerging from the data, checking for whether or not the coded extracts illustrated the themes. After clarifying meanings through discussions over teleconferences and in writing, all research team members agreed on naming and defining the themes. Researchers were satisfied that saturation was reached when no new themes were identified from the transcripts. The final report was a collaborative effort among the entire team to select the most compelling extracts. Respondents are identified by letter and focus group number.



FINDINGS

Participants identified several key factors that enabled or hindered the identification, assessment, and management of dementia (Table 1). Some factors, such as family, time, and guidelines themselves, were identified as both enablers and barriers.
View this table:	View inline
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Table 1 
Enablers and barriers in the identification, assessment, and management of dementia




Given that patients with dementia typically have multiple medical diagnoses, when guidelines for the proper care of each condition exist these can help in specific diagnoses, assessment, and management. However, they can at the same time be burdensome, and something of a barrier to practice, when physicians consider that they should follow separate guidelines for each condition. For example, participants mentioned situations where hypertension guidelines, diabetes guidelines, and dementia guidelines were all relevant, but were difficult to integrate into a single care plan.

In discussing enablers and barriers to the provision of dementia care, family physicians in the focus groups identified 5 major themes: diagnostic uncertainty; the complexity of dementia; time as a paradox; the importance of family; and the importance of familiarity with patients.


Diagnostic uncertainty

Family physicians expressed substantial uncertainty about making the diagnosis of dementia:


Even sometimes I’m wondering if I got the diagnosis right, or if I’m wondering about Lewy body versus, you know, frontotemporal, or if there is [a] big behavioural issue and I’m not sure how much of it is psychiatric versus dementia. (A3)


Assessment was difficult when access to specialists was limited, and when office-visit time was insufficient to undertake cognitive assessment:


Lack of access to, well, uncertainty about who would be the best person to evaluate what kind of dementia and lack of access to memory disorders clinics. (B1) And sometimes I want or need help in the assessment, and I want to refer them, but it’s just a long waiting time. (A3)

A big barrier, since we’re talking about identifying, is time, in that there usually isn’t enough in the family practice setting to do an adequate job with the identification, and you can have the suspicion early on, but I need to bring people back basically to do the tests formally, testing the Mini-Mental [State Examination] or similar tests. (C3)




Complexity of dementia

The main reason why diagnosis was uncertain was because dementia was seen as more complicated and difficult than other chronic conditions family physicians managed, because it involved the brain. Participants expressed difficulty with identifying dementia:


[Dementia is] something that’s not necessarily like chest pain, and it can progress, so where in that spectrum, like sometimes it can be very obvious, but early dementia ... can be difficult to sort of even have the clinical acumen to even maybe ask about it. (C)

[T]here is an element of physician unfamiliarity with the whole process of identification of neurological disease … and that they see that as a barrier that they think, “Oh gee, I can’t remember should I do this? Should I do that?” And choose just to refer. (G2)


Adding to the complexity of caring for patients with dementia was the “artificial” environment of the family physician’s office.


[W]e’re seeing patients in a very artificial, or in a setting where they’ve become accustomed to following certain rote actions … and they know the right answers to say, so if you see them at home, it’s a different picture. (B3)

[M]aybe it’s too broad, but the very nature of the illness is that it can be impacted by all kinds of different things, so one of the barriers for me is just trying to sort out really the complexity of their cognitive function. (D3)


Physicians also expressed uncertainty about the management of patients with dementia once a diagnosis had been made, including determining the competency of patients; uncertainty about medication and effectiveness (medication response as a complex issue); and dealing with comorbidities:


In terms of barrier[s], one of my big ones is getting a competency assessment. (D1)

It is hard to know what works. Like they were saying [galantamine] for awhile, but then they were saying “the [gastrointestinal] side effects are terrible, I wouldn’t put my worst enemy on that,” and then they changed it to whatever ... it changes so often, and then they’re saying the evidence is not as good as they initially thought it was, and so I just find, “Well, are we using them or aren’t we?” And if we are, there are more side effects, and I don’t know the answer to that. (A1)

Some of the comorbidities and the polypharmacy make it hard sometimes to use some of the medications that you can use, so if they’re already on 15 to 20 medications or if they have heart problems or something like there’s a bit of [inaudible] about using some of the medications. (D3)

People who have dementia are older and they’re likely to have other chronic disease[s], so there’s often a mixed bag of things going on. [It is] very seldom that I would see someone for dementia-only concerns. (B4)


Other factors influencing the management of dementia included patients’ expectations for office appointments; outcomes (ability to “make a difference” [B1]); and inadequate community resources.


And they bring a list of 10 different things they want to talk about, and I think that can make it very challenging, and then we have our preventative things that we’re supposed to be looking at already. So we’re trying to get that on the table. I think it’s pretty obvious that it’s pretty draining to handle. (P2)

I mean once you’ve identified the problem, you tend to manage it. The question is, do you go ahead and start looking for trouble, when you don’t have time to look for it? I mean you’re not sure you can make a difference on what trouble is coming anyway. (B2)

It’s almost all moved to acute discharge care, you can’t get continuous monitoring, unless you know the coordinator … but now they’ve cut community funding again, you can’t get it. (B3)




Time as a paradox: time pressure versus time advantage for multiple visits

Time was a paradox because it reflected both an enabler and a barrier to practice. For example, frequent appointments might make subtle memory changes imperceptible, whereas infrequent visits might reveal a marked and clinically significant decline. But time was also seen as a barrier because dementia patients often present with comorbidities, thereby making time demands greater than can easily be accommodated in a typical office visit.

When asked to describe a substantial barrier to care, physicians simply said, “Time, time, time.” One participant said, “Time is a real constraint, and if you really want to do a Folstein, you almost have to rebook them.” (N2) But participants also described the advantages of shorter visits:


One of the big enablers is that, as family doctors, we’re not expected to do a 1-hour or 1.5-hour full assessment. We do things over time so we can easily break the assessment down into multiple visits. (B3)

[B]ecause we see people over time, we get to know their personalities very well and so we can, I find I can, interpret responses differently than if it was a brand-new patient. (B3)




Importance of the family and familiarity with patients

Relationships with both patients and their family members were seen as strong enablers in the provision of dementia care: “Family members … when they start coming to me and saying there’s some problem with Grandma, then I know there’s a problem with Grandma.” (B2)

Yet, sometimes family members could prevent or delay identification of a problem by downplaying concerns or covering up.


Because some people have the resources, but they have the insight to know something is wrong with mom, so they put the resources in place. Other people are denying it, so they cover up. (B3)

I think it’s easier sometimes to miss it, especially if the family member is part of the whole conspiracy, almost where they either take over or they help the person, so they’re like a team, so no one really wants to see the problem. (N2)


Differing points of view between a patient and family members presented challenges to physicians in the provision of dementia care.


[S]he felt she was safe and the family felt differently. So I was hearing 2 different—totally different—things, so how much sort of support she needed .… The patient was clearly seeing something else. I thought something else. The family thought something … so it wasn’t clear cut. (C1)


At the same time, relationships and familiarity with patients were also seen as a barrier in the identification of dementia:


I can think of one fellow [who] was an elderly guy, highly educated, highly articulate, who, in retrospect was dementing over a period of time and I didn’t notice it because he was quite verbal and hid it fairly well, and I can look back and say, well he had quite a number of lists. (B4)




DISCUSSION

Previous studies that examined the role of family physicians in the provision of dementia care have been survey-based and have evaluated family physicians’ knowledge of and attitudes toward dementia.3 Other studies have used focus groups to explore and understand factors and challenges that affect the recognition, diagnosis,5 and disclosure of dementia.3 To our knowledge this is the first study using qualitative methods to explore in-depth the spectrum of challenges that family physicians face in providing care to patients with dementia.

Canadian family physicians identified several challenges and 5 major themes in the provision of dementia care. These included the role of diagnostic uncertainty, the related theme of the complexity of dementia, the paradox of time, the importance of family, and the importance of familiarity with the patient.


Diagnostic uncertainty and the complexity of dementia

In several previous studies the diagnosis of dementia by primary care physicians was identified as a substantial problem.1,2 Given that dementia makes up only a small proportion of family physicians’ case loads, it is not surprising that they can find diagnosis and management of the problem difficult. Recognition rates for dementia by primary care physicians, however, range widely, from as low as 33% to as high as 91%.15,16 Several barriers to earlier diagnosis have been identified in previous research, including the failure to recognize and respond to symptoms of dementia, a perceived lack of need to make a specific diagnosis, and limited time.7 In the past, GPs might have been unconvinced about the benefits of early diagnosis, contributing to these problems.2,16 There is, however, evidence that such attitudes are changing.2,17

Physicians in our study were reluctant to label patients as having the “disease” of dementia if they were uncertain about the diagnosis. They expressed a strong need for experts to either make or verify diagnoses. This is reflected by high referral rates (greater than 80%) seen in our previous study.17 This lack of certainty about making a dementia diagnosis has been alluded to in other studies,3 even when GPs’ knowledge of dementia diagnosis and management was good. Family physicians might be more capable of making accurate diagnoses of dementia than they perceive themselves to be. A comparison of GPs and physicians in a memory clinic in Holland demonstrated agreement on the diagnosis in 76% of 93 cases.1 They also found that GPs were able to assess the firmness of their own dementia diagnoses, and thus inferred that GPs are also able to determine which patients are most appropriate for specialty referral.

Geneau et al18 have examined the work of GPs using a social science perspective. In so doing, they identified that ontological security—defined as a sense of safety largely dependent upon predictable routines—has substantial implications for understanding the work of GPs. Developing a sense of security was identified as one of the predominant facets and preoccupations that shapes their professional experience and practice. That GPs are driven by the desire to reduce the level of uncertainty might be reflected in the high referral rates to specialists in our previous study.18 It has been shown in other studies that primary care physicians with lower levels of tolerance for uncertainty tend to refer patients more often to specialists.19

Family physicians recognized that dementia is a complex condition both biologically and psychosocially. They discussed the challenges of trying to maximize quality of life for their patients with dementia who are also often burdened with other complex comorbid medical conditions. Physicians described every patient as unique, and different approaches were often used to plan their care, rather than relying exclusively on algorithms such as CPGs. This approach to care that they described is consistent with the framework of general practice described by McWhinney,20 in which family physicians view their patients as integrated wholes (organismic), rather than the sum of their broken parts (mechanistic), necessitating a highly individualized approach to each patient.

Family physicians’ views about the complexity of dementia and the uncertain nature of its diagnosis are supported by published research.21,22 For example, there is evidence that commonly used criteria for diagnosis can differ 10-fold in the number of subjects classified as having dementia.21 More recent studies show that depending upon which criteria are used, the reported prevalence of vascular dementia, for example, can vary substantially.23 Furthermore there can be substantial variation in interrater reliability between different assessments.



Time as a paradox

Time constraints in the family practice setting are important, especially in a health care system in which physicians are paid on the basis of individual patient visits. Lack of time has been cited as a barrier by family physicians in the diagnosis of dementia7 and as a barrier to the uptake of CPGs.24 General practitioners in Turner and colleague’s study from the United Kingdom ranked lack of time as the number 1 barrier to good practice in dementia care.3 Lack of time has also been cited as a factor in low rates of dementia diagnosis by US primary care physicians,7 suggesting that these time constraints are found in different primary health care systems.

The physicians in this study viewed the short duration of the average visit as a paradox in the provision of dementia care. On the one hand they described short visits as being an impediment to providing one-stop, comprehensive assessment, but at the same time they identified that care could effectively be done over a series of several shorter visits.

There has been some research examining factors that affect the length of the office visit to family physicians.25–28 Visit length is determined more by physician factors, such as time pressures, than by patient factors, such as the nature of the presenting complaint.26 There is less research done to determine whether complex problems such as dementia are best managed with longer, more comprehensive visits, or shorter, focused ones, as described by the physicians. Freeman et al have reported that longer consultations were associated with “a range of better patient outcomes, particularly better recognition and handling of psychological problems.”26 Similarly, Hutton and Gunn in a systematic review of the literature showed that there was some evidence that increased consultation length is associated with more accurate diagnosis of psychological problems by GPs.27 There is evidence that patients with complex or multiple problems who seek help from physicians who spend more time with them are more likely to have consultations that include important elements of care.28,29 Conversely, shorter visit times are associated with more unnecessary antibiotic prescriptions and more laboratory tests.30,31

Interestingly, there might be a link between the time constraints of practice and the management of uncertainty encountered in dealing with dementia. Geneau et al have argued that the need for predictable routines and a sense of security in practice can sometimes clash with the structure of the GP’s environment.18 In dealing with conditions like dementia, for example, physicians must react to conditions of uncertainty that they themselves might have helped to create. For some physicians medical uncertainty can be the result of incomplete case histories or excessively long intervals between follow-up visits, which in turn can be linked to initial time management strategies.

The comments on the paradox of time by the family physicians in our study suggest at least 2 avenues for further research. One avenue would involve evaluating whether family physicians tend to provide dementia care over a series of several shorter visits or in 1 or 2 longer, more comprehensive visits. A second and related avenue for further research would be to examine whether or not longer visit times with family physicians are associated with better care in dementia.



Familiarity with the patient and importance of the family

A familiarity with patients developed over time and through continuity of care is seen by practitioners and patients alike as a strength of family medicine. With respect to dementia care, familiarity with patients was identified as both an enabler of care and a barrier. Physicians’ reluctance to give the diagnosis is related to the aforementioned themes of complexity and uncertainty. It is not surprising that family physicians rely on family corroboration and familiarity with their patients when identifying, assessing, and managing dementia. According to McWhinney,20 family practice differs from specialist practice in that family physicians think of their work in terms of relationships, not diseases, including relationships with other family members. Family members play key roles in dementia care ranging from corroborating information, leading to timely and accurate diagnosis of dementia, to helping to implement care plans. In addition to facilitating care, these relationships can also be barriers to care, and it could be argued that, owing to family physicians’ long-term relationships with their patients and the patients’ families, overcoming this barrier to diagnosis needs greater attention.



Supporting family physicians

An overarching theme in this study is that, given the uncertainty of diagnosis, the complexity of dementia, and the time constraints of practice, family physicians require substantial support to provide dementia care. Support ranges from assistance with diagnosis (by corroboration of symptoms and behaviour from family members, corroboration of the diagnosis by specialists) to support in provision of ongoing care (by enlisting the help of family members, other health care professionals, and outside agencies, such as Alzheimer societies). This is at odds with the current model of practice for family physicians in many countries, including Canada and the United States, which remains that of the “doc in a box.” Practice is heavily skewed toward brief (usually less than 15 minutes), ambulatory, office-based assessment of patients with referral, when perceived to be necessary, to medical specialists, other health care professionals (eg, occupational therapists, physiotherapists, social workers), and community organizations (eg, Alzheimer societies) that are not linked in time, or place, to family physicians’ practices. Many of the themes that family physicians identified in this study as challenges or problems for providing dementia care could potentially be improved by a shift in the model of primary care delivery toward greater integration, in time and space, of other professionals into the primary care setting. There is some limited, but compelling, evidence that such a coordinated system of care can significantly improve quality of life, quality of care, social support, and the level of unmet caregiving needs in persons with dementia (P = .05).32

In Canada, there is a movement under way of family physicians into new organizational structures, such as family health teams, which will physically integrate pharmacists, dietitians, occupational therapists, physiotherapists, and even some medical specialists into family practice clinics. Such models of care delivery have the potential to provide environments in which family physicians might be able to provide dementia care in a model that differs substantially from current practice. A tremendous research opportunity will exist to evaluate whether dementia care is better provided in the new or the old model of family practice care in Canada.



Limitations

There are some limitations to this qualitative study. The most important is that the study physicians were recruited from urban or suburban academic settings in 3 different cities, and their views might not reflect those of family physicians working in nonacademic settings or in smaller communities. The physicians were chosen because their practices had been audited in a previous study.



Conclusion

Family physicians face many challenges in the provision of dementia care. Five important themes in this study were diagnostic uncertainty; the complexity of dementia; time as a paradox; the importance of family; and familiarity with the patient. The themes of diagnostic uncertainty and the complexity of dementia were important and have not been identified and explored as fully in previous work. Family physicians’ concerns about these 2 themes need to be taken into account by CPG developers, specialist colleagues, policy makers, and educators. Continuing education strategies and guidelines should focus on strengthening family physicians’ knowledge and skills in the diagnosis of dementia. Even with greater knowledge and skills, family physicians might continue to need corroboration and support around the diagnosis of dementia from specialists, other health care professionals, and patients’ family members. Such corroboration and support might best be achieved through coordinated, interprofessional models of dementia care.
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Notes



EDITOR’S KEY POINTS

	
 Evidence suggests that diagnosis of dementia by primary care physicians is inadequate and that their management of dementia is suboptimal. This study used focus groups to explore some of the challenges family physicians face when providing dementia care.

	
 Because dementia is so complex, participants said they were often unsure of their diagnoses. Patients’ family members could facilitate (by sharing their concerns with physicians) or hinder (by “covering” for patients) diagnoses. Time was also identified as a barrier and enabler: short appointments might, for example, help limit patients’ expectations, but they also limit physicians’ ability to perform comprehensive assessments or follow guideline recommendations, especially in the context of comorbid conditions.

	
 Given the uncertainty of diagnosis, the complexity of dementia, and the time constraints of practice, family physicians require substantial support to provide dementia care. Such support might come in the form of new coordinated, interprofessional models of care, such as family health teams. Research will be needed to understand whether or not such models will offer improved care for dementia patients.







POINTS DE REPÈRE DU RÉDACTEUR

	
 Les données donnent à penser que les médecins de première ligne font un diagnostic inadéquat de la démence et qu’ils la traitent de façon sous-optimale. Cette étude a utilisé des groupes de discussion pour examiner certains des défis rencontrés par les médecins de famille qui traitent des patients atteints de démence.

	
 En raison de la complexité de la démence, les participants se disaient souvent incertains du diagnostic. Les membres de la famille du patient pouvaient aider au diagnostic (en faisant part de leurs inquiétudes au médecin) ou y nuire (en « couvrant » le patient). On citait aussi le temps comme pouvant faire obstacle au diagnostic ou le faciliter: ainsi, des rencontres courtes pourraient aider à limiter les attentes des patients, mais pourraient aussi réduire la capacité du médecin de faire une évaluation complète ou de suivre les directives, surtout en présence de comorbidité.

	
 Compte tenu de l’incertitude du diagnostic, de la complexité de la démence et des contraintes de temps, le médecin de famille a besoin de beaucoup de soutien pour traiter la démence. Ce soutien pourrait prendre la forme de nouveaux modèles de soins interdisciplinaires coordonnés, tels que des equips de médecine familiale. Il faudra d’autres études pour déterminer si ces modèles permettront de mieux traiter la démence.
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