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Appendix 1. Focus Group Guide for Physicians

FG Preamble for Physicians: (Estimated Time: 90 Minutes)
Explanation of Purpose: 

Mood disorders are very common in patients/persons with neurologic diseases including dementia or Parkinson’s disease. These patients/persons have poor health outcomes, including decreased quality of life, increased mortality or suicide, poor therapy adherence, worsened cognition and decreased functional status. Although we know there are a high number of these patients/persons, they remain under serviced.

As you know, guidelines are intended to summarize the breadth of evidence into evidence-informed recommendations that guide practice. But, despite having guidelines for these mood disorders among patients/person with dementia or Parkinson’s disease, these patients/persons remain under-diagnosed and under-treated. This represents a gap from evidence to practice. To address this we aim to understand what it is that prevents the use of these guidelines, in order to identify opportunities to improve care for patients. 

Explanation of FG: 

Our goal is to assess the understanding of these guidelines and the barriers and facilitators to their use. Today our group is comprised of physicians who are involved in the care of patients with Parkinson’s or Dementia who experience mood disorders. You should each have had the summary of findings from the preceding systematic review and discussion guide prior to today. Additionally, you should have reviewed and signed the consent forms prior to this, if not let me know.

 I will be aiming to keep us focused through the discussion. We do want you to talk and contribute to the discussion or answer as many questions as you feel able to. It is your right to participate in this group as much or as little as you see fit. You can withdraw from the study at anytime or request that we do not use your contributions. 

This discussion will be audio recorded and will be transcribed at a later date. As such please try to allow others to finish before you start. I will do my best to ensure that everyone has a chance to talk if they want to. All information will be stored on password-protected drives. The data will be anonymized to ensure it is non-identifying. The data will all be kept confidential and only study authors will have access. The final results will be presented in aggregate form only. This study has received ethics approval from the local ethics review board. 

We would like to focus today on patients with dementia or PD that you have seen with mood disorders (depression or anxiety). I have an outline of topics and questions to guide our discussion today. I would like to start broadly with your experiences in diagnosing and managing mood disorders in these patients and then move towards discussing guidelines. Prior to starting does anyone have any questions? Before starting questions I would like to do introductions around the room. 

For the Facilitator: The questions below are meant to relate to the following domains:

FG Questions and Probes for Physicians: 

Identification & Diagnosis of Mood Disorders in those with PD or Dementia

1. Tell me about you experiences with diagnosing Mood disorders in patients with PD or Dementia? 

2. Thinking about your typical patient (with PD or Dementia) with a potential mood disorder, how have they been brought to your attention? 

3. What has your experience been with screening tools for depression? Or anxiety?
Additional guiding questions if needed:

a. What were the advantages or disadvantages to using a screening tool?

4. To what extent are others involved in this process? 

E.g. Family, caregivers, other health professionals

5. How was the diagnosis made or what was your diagnostic process?

Additional guiding questions if needed:

a. Have you had experiences in which the availability of time, space, staff or resources affected this process? 

6. What skills are necessary to make this diagnosis?

Additional guiding questions if needed:

a.    Do you feel it is part of your role to diagnose mood disorders?

7. Who do you feel is the best practitioner to make this diagnosis?

Management of Mood Disorders in those with PD or Dementia

1. Tell me about you experiences with the treatment of Mood disorders in patients with PD or Dementia? 

2. When considering therapy, which components do you consider? How do you discuss these with your patients?

3. In your practice, do you feel comfortable with the initiation of a treatment plan?
Additional guiding questions if needed:

a. What enables/prevents you from making treatment plan?

b. What components do you include in this plan?

c. What skills do you use in the creation of this plan?

4. What has your experience been with non-pharmacologic management?

       Additional guiding questions if needed:

a. What types of therapy do you employ here?

b. What difficulties have you encountered?

5. What has your experience been when pharmacologic therapy is considered?

       Additional guiding questions if needed:

a. What helps you to initiate therapy for these patients?

b. Who do you collaborate with to make this decision?

c. What are the difficulties encountered or barriers to prescribing therapy?

6. In your opinion what is the ideal situation for the management of mood disorders in dementia and PD?

Experience with Guidelines

1. Describe your experience with the guidelines that apply to dementia or PD patients that focus on the diagnosis and management of mood disorders?

2. What is your understanding of the guideline recommendations for mood disorders in PD or Dementia? 

3. Which guidelines have you used in your practice? (e.g. year, country or organization)

4. How do you use these guidelines in your clinical practice?

a. Are they helpful? Are they a hindrance?

5. What would help to improve the use of guidelines in your practice?

Appendix 2. FG Guide for Patients and Caregivers

FG Preamble for Patients & Caregivers: (Estimated Time: 90 Minutes)
Explanation of Purpose: 

Mood disorders are very common in patients/persons with neurologic diseases including dementia or Parkinson’s disease. These patients/persons have poor health outcomes, including decreased quality of life, increased risk of death or suicide, difficulties taking their pills, worsened memory and decreased ability to do the day to day tasks. Although we know there are a high number of these patients/persons, they remain under serviced.

In medical practice, we have tools called guidelines which are intended to summarize the scientific evidence into a list of the best recommendations that guide practice. But, despite having guidelines for these mood disorders among patients/person with dementia or Parkinson’s disease, these patients/persons remain under-diagnosed and under-treated. This represents a gap from evidence to practice. To address this we aim to understand what it is that prevents the use of these guidelines, in order to identify opportunities to improve care for patients. 

Explanation of FG: 

Our goal is to assess the understanding of these guidelines and the barriers and facilitators to their use. Today our group is comprised of patients/caregivers who (have)/(are caregivers of people with) Parkinson’s or Dementia and who experience mood disorders. You should each have had the summary of findings from the preceding review of evidence and discussion guide prior to today. Additionally, you should have reviewed and signed the consent forms prior to this, if not let me know.

 I will be aiming to keep us focused through the discussion. We do want you to talk and contribute to the discussion or answer as many questions as you feel able to. It is your right to participate in this group as much or as little as you see fit. You can withdraw from the study at anytime or request that we do not use your contributions. 

This discussion will be audio recorded and will be transcribed at a later date. As such please try to allow others to finish before you start. I will do my best to ensure that everyone has a chance to talk if they want to. All information will be stored on password-protected drives. The data will be anonymized to ensure it is non-identifying. The data will all be kept confidential and only study authors will have access. The final results will be presented in combined form only. This study has received ethics approval from the local ethics review board. 

We would like to focus today on your experience with dementia or PD and the mood disorders (depression or anxiety). If possible please refer to any health care practitioner by their role (e.g. family doctor, Parkinson’s doctor) and not their names –this is because we seek to examine overall experiences and not directly compare provider practices. I have an outline of topics and questions to guide our discussion today. I would like to start broadly with your experiences in diagnosing and managing mood disorders in these patients and then move towards discussing guidelines. Prior to starting does anyone have any questions? Before starting questions I would like to do introductions around the room. 

For the Facilitator: The questions below are meant to relate to the following domains:

FG Questions and Probes for Patients & Caregivers: 

Identification & Diagnosis of Mood Disorders in those with PD or Dementia

1. Thinking about the time before your diagnosis with a mood disorder, tell me about the symptoms you or others noticed that raised the concern for a mood disorder?

2. What was the process you and/or your family went through to get a diagnosis?

Additional guiding questions if needed:

a. How long did it take before you considered seeking help?

b. What barriers were there to you obtaining help?

c. To what extent were other individuals involved in this process? 

3. When you were ready to discuss these concerns, which health care provider (HCPs) did you go to? Why?  

4. When visiting your HCP how was the concern raised? 

Additional guiding questions if needed:

a. What enabled you to share these concerns with the HCP?

5. As part of this process sometimes HCPs use screening tools, have you had any experience with these tools?
Additional guiding questions if needed:

a. What were the advantages or disadvantages to using a screening tool?

6. Sometimes HCP refer onto specialists –what was your experience with the referral?

Additional guiding questions if needed:

a. Over what time period did the referral take place?

b. What made this process/plan clear or unclear?

7. Tell me now about the experience you had in receiving this diagnosis?

Additional guiding questions if needed:

a. How was it discussed?

b. What made you feel comfortable/uncomfortable in this conversation?

c. Do you feel you received enough information?

d. Who do you feel is the best practitioner to make this diagnosis?

Management of Mood Disorders in those with PD or Dementia

Now thinking about your experience once you received the diagnosis, 

1. Tell me about you experiences with the treatment of the Mood disorders? 

2. What was your experience around the plans for treatment? 

a. When did the discussions about therapy happen?

b. Who was present for this discussion?

c. Was it clear what the plan was and how it would be followed up?

3. What type of therapies did you receive? E.g. Counselling, group, medication etc. 

a. What difficulties have you encountered?

b. What helps you to initiate therapy for these patients?

c. What are the difficulties encountered or barriers to getting therapy?

4. During this process were there any difficulties that prevented you from obtaining therapy?

5. In your opinion what is the ideal situation for the management of mood disorders in dementia and PD?

6. Reflecting on this process –What parts worked well? Which didn’t? 

Table e-1. Guideline Recommendations and Comparison to Reported Practices.

	 
	Statements or Recommendations From the Guideline Systematic Review for PD & Dementia
	Reported Practice or Views

	Evidence is Lacking for Anxiety & Depression
	1. Evidence for the Management & Treatment of Anxiety in PD is Lacking.   

2. There is little evidence about the treatment of Anxiety in those with Dementia. 
	Agreement that evidence is lacking for anxiety. 

	
	3. 
	

	
	G-P1: "Um, I think like many people I’m probably more familiar and comfortable in looking for depression; anxiety is sort of a newer issue"

PSY2 "Anxiety tools are very limited”

	Screening for Anxiety & Depression
	4. Screening for Depression in PD is recommended.       

5. There are several available tools screening for Depression in PD. 
	Overall agreement that depression is common and should be examined for, lack of certainty on how to implement screening or which tool to use. Some physicians use narrative history over a tool. There was awareness of several tools, but lack of clarity as to which tool was the most accurate or valid.

	
	MD1: "we used Beck depression inventory and the PHQ 9” 

PD-P3 "I have a 6 month review with my neurologist. The last time I was in there 2 months ago he gave me a 10 questions regarding depression and I want you answer..."

MD2:" I find that based on the questions that I ask versus what the tools shows us I think that there are inconsistencies. Because I think sometimes people with PD will answer certain things that actually have more to do with their parkinsonism as opposed to their depression. Some of it is more screening for apathy as well I think…. I think in some ways, I think you have more false positives and false negatives…" 

	
	6. Physicians should have a low threshold for diagnosing Depression in PD. 
	For both PD and dementia it was thought that a low threshold for diagnosis of depression was acceptable. 

	
	GPSY-P3:"P3-Certainly in the PD patient the MSE has to be interpreted differently cause they have the masked face, they are motor retarded already, they are talking softly and you know its, so you do have to consider each symptom and say is this depression, could this be from PD, I think on balance, depression is something we can treat and I might be more inclined to try and treat it if there is any suspicion even if I think some symptoms may be related to the PD."

	
	7. Patients with Dementia should be assessed for Anxiety (e.g. HADS).
	Generally physicians feel less familiar with anxiety, few anxiety tools were discussed. 

	
	CN-P4: " The other scale we use, I guess that’s inconsistent in our cog clinics I certainly use it down south but is it a GAD-7”

GP-P4:" I have used the Hamilton anxiety scale but…I think for the most part very few patients are cognitively able to respond to that"

	
	8. Patients experiencing Dementia should be evaluated for Depression, including possible secondary causes. 
	Clear agreement that a comprehensive evaluation, of the patient was required as part of the diagnostic process. 

	
	PSY1:"...pursue the rest of the symptoms assessing whether or not those are actually related to a depressive illness or whether they’re more consistent with what we’d see in that neurologic condition or could they be related to the medication side effects that they’ve been put on etc. so, your hear me say this a thousand times, nothing exists in a vacuum you know, everything really um there’s a lot of interaction between the two and so I think if we are just putting pegs in slots that fit for depression we wind up um being very inaccurate." 

	
	9. Patients with Depression in Dementia should be evaluated for suicide risk, however evidence varies. 
	Despite the uncertainty of the recommendation, there was discussion that suicide should be evaluated in Dementia and PD given the risk of harm.

	
	G-"P1: ...I asked too and you know sometimes that’s why turn downs to GDS but also in patients it’s a nice entry point with people kind of say yes to a certain one you can kind of explore in one of them, like when you know the question, do you feel worthless, right, then you start talking 
P3: When you talk about burden, you can ask them you know, do you ever feel your family would be better off if you were not here and you use that as the link to make it seem more like a natural question 
P2: It sort of depends on the situation. I don’t ask all the time but I also sort of ask about firearms in the house."

	
	10. Use of a valid screening tool (e.g. CSDD, GDS or DMAS) for Depression is recommended. 
	Overall agreement that depression screening should occur. There was a lack of consensus on which tools were valid, and the use of a tool over narrative history. Not all physicians aware of recommended tools. 

	
	CN-P1:"... baseline assessment where I am seeing a patient, we would almost always apply the short version of the GDS as a screening tool, which I find helpful"                 

G-P1: "Yeah I think screening does not always mean it’s a good tool um, I do find the GDS sometimes helpful if I’m not sure and sometimes I think just watching people reaction to a particular statements and um, kind of leads to further conversation…” 

GPSY-P1:"Well again I think the stuff about the screening tools and the depression one in dementia, they talk about the Cornell scale. All of these tools are only as good as the person doing them and the person providing the information. If they are caregiver based ones. I think there is huge bias involved..."



	Management of Anxiety & Depression in PD
	11. Treatment of Depression in PD needs to be individualized to each case. 
	For both PD and dementia it was discussed that an individualized approach was necessary for diagnosis and treatment. 

	
	MD2: "Definitely establishing rapport, its always different when you are seeing someone for the first time you are just kind of getting to know them and who they are, but I think kind of getting to so using the communication skills. I think a lot of it for me is sort of finding out who is this person and like what makes them who they are and what kinds of activities do they enjoy doing..."

	
	12. Anti-depressant Therapy is recommended; there is little evidence to suggest one agent over another.
	Physicians agree here that often antidepressants are used, but there are concerns for efficacy, and adverse drug events. 

	
	MD3: "I would rather they (the GP) pick something they would comfortable with and familiar with especially since the evidence for which one to pick is a bit low anyways. And also the evidence for the effectiveness of antidepressants in general being not exactly spectacular either."

	
	13. Tricyclic Antidepressants (e.g. Amitriptyline or Desipramine) have some evidence for treatment, but this must be balanced with the adverse effects (e.g. Anticholinergic).
	Physicians had concerns over the recommendation to even consider TCAs in practice. With all stating they would avoid TCAs.  This is largely due to the major concern for adverse drug effects in these patients. 

	
	MD2: "I know there is some evidence for TCAs I must say I do not go near TCAs ever. No TCAs for me!"                                                                                                                                                                                                                                                                                              MD3:"Well just you know TCAs and older people is a bad idea, doesn’t necessarily work out so well. So its not exactly practical."

	
	14.  Selective Serotonin Reuptake Inhibitors have some evidence for treatment, but this must be balanced with the adverse effects (e.g. RLS, PLM, RBD).
	Most physicians described comfort and use of SSRIs as a first line pharmacologic agent for depression.

	
	PSY1: "... there were some that talked about specific medication trials, you know, small ones um but the problem is it you know you look at some of these and some of them are not medications that were even using that often so you know looking at something like Nortriptyline or Desipramine um you have to find a pretty old looking psychiatrist to um a pretty mature psychiatrist to find somebody’s who’s prescribing these medications um paroxetine again is also not one that were seeing a lot of use fluoxetine in some cases however in you know the more medically complex Norfluoxetine the active metabolite is a very potent inhibitor so its not clean in drug interaction so you’re seeing you know a lot of these drugs that run through trials and you wonder why did they even initiate a trial on something like this when there’s really not a lot of people in real life practice who are using it. Um, you know the study on bupropion was um was interesting and I think well intended unfortunately and I don’t I don’t see it in your notes here but um tolerability was one of the big problems with bupropion"

	
	15. Certain agents such as Amoxapine or Lithium should be avoided due to worsening of PD Symptoms. 
	Agreement from physicians that these should be avoided.

	
	16. There is some evidence for the use of dopamine agonists (e.g. Pramipexole) & MAOI (e.g. Selegiline) for depression, but not for levodopa. 
	Physicians agreed that the use of the anti-parkinsonian medications was an effective treatment for mood symptoms. 

	
	MD1:"Some evidence with dopamine agonists, I agree with that, that’s something we have found particularly with Mirapex. Yeah there is definitely a mild antidepressant effect which I don’t think is there with the other dopamine agonists”

PSY1:"one easy example there some data may support the use of a dopamine agonist as a potential anti-depressant effect in patient PD so before I initiate something and if I wondered if there is room for that, we’ll have a discussion."

	
	17. There is insufficient evidence regarding the use of ECT, TCMS and psychotherapy in depression with PD. 
	Experts note that ECT has been demonstrated to be clinically effective, although not first line. All physicians and patients advocated strongly for the use of psychotherapy, CBT, exercise and other Non-pharmacological therapies as first line therapy. It was emphasised that CBT especially was very effective -in some cases more so than pharmacologic therapy. However, access is limited to the non-pharmacologic therapies

	
	PD-P1"CBT has been like amazing for me."                                                                                                                                                                                                                                                                                                                                                                                                         PSY1:"its actually quite remarkable because they’re able to and what they don’t have in here um which I think is one of the other important points of an ECT is that ECT can often than spare patients that you know polypharmacy because they don’t need to stay on a number of the anti-depressants than."                                                                                                                                                                                                                                                                                                                                                                                                                             MD2:"I’m a big proponent of non-pharmacologic therapy as I have seen some amazing results in some patients."

	Management of Anxiety & Depression in Dementia
	18. Cholinesterase Inhibitors can be considered for treating Dementia-related behaviours, including anxiety & depression. 
	There was general uncertainty about this recommendation. With some concerns about adverse effects, the aim or quality of studies and level of evidence behind the recommendations. 

	
	PSY 1:"...that’s a bit of a that you know looking in a risk benefit that’s a harder one to support in my mind especially given the risks of cholinesterase inhibitors um even for anxiety and depression, I mean the benefit being modest I’m surprised its level A 2…               ” 

GPSY-P1:"P1: I think its nice to use cholinesterase inhibitors and they do have some anxiolytic effects and some antidepressant properties. We also have to remember they can have uhm an adverse effect of causing anxiety and irritability. You know as the disease progresses and you know I think that often doesn’t get recognized, and we end up adding antidepressants or some other medications. When all we really needed to was to cut back the cholinesterase inhibitor. So they can treat and cause the problem."

	
	19. fMRI needs further study to determine its utility in Depression in the context of Dementia.
	Physicians were surprised at this recommendation, but given that it is focused on further research did not disagree. 

	
	20. Therapy for Depression in Dementia should include a variety of Non-pharmacologic options.
	Consensus by participants that non-pharmacologic therapy was very effective should be first line, individualized, and easy to access. There were concerns raised about the utility of psychotherapy in severe dementia, with experts qualifying that the type of therapy has to change as the dementia progresses, but that it should still be an option

	
	G-P2:"At first consider like, depends on how really severe it is I guess but um I’d probably first try to engage them in some sort of like community program whether that’s an adult day support program or like a day hospital or something like that cause it seems like just getting out and meeting people doing things just helps some if they’re in the milder stages of cognitive impairment or dementia I should say with those symptoms, yeah” 
PSY2:"We often talk about medications, but that these are in the background the other interventions are more important I think this focus on non-pharmacologic therapies is important to patients because it gives them some control and they are very helpful."

	
	21. Although evidence is mixed, a trial of Anti-depressants could be considered for Depression in Dementia. 
	Overall, physicians agreed the evidence was variable for antidepressants for depression in Dementia. However, all felt that clinically there was utility to the use of antidepressants.

	
	CN:"P5 well the list of biological treatments that are available is, it’s a short list I mean you can either do you know your cholinesterase inhibitor or your SSRI you might get a; P3 but its SSRI trials have failed they are not evidenced based...; P8 right but you, I mean you try what you have access to..."

	
	22. When choosing an anti-depressant (E.g. SSRIs, SNRIs or TCAs) it is important to consider the anticholinergic side effects. 
	 Along with this often medications were chosen to target major symptoms, and with recognition of the potential adverse effects. Physicians were not in favor of the use of TCAs in patients with dementia, given the risk of adverse events. 

	
	CN-P3:"P3 but that’s another example of the problem just in the levels of evidence… citalopram um for a long time was the most used drug in geriatric depression and there is not a single positive trial for CPG um etc., right. And the best SSRI trials are for agents that we would never touch with a ten foot pole now… paroxetine because its anticholinergic and fluoxetine because its profound drug interaction so how can you how can you actually apply that evidence to the real world. It’s terrible, there’s no real disconnect between the guidelines and the reality."                                                                                                                                                                                                                                                                                                                                                                                                                                                                           G-P6:"P6: I think its certainly being comfortable too with the potential medication options if you’re prescribing so again um you know obviously being very aware of what the potential benefits are but the adverse effects I guess are more so the case if you’re trying to choose a particular type of medication and trying to balance that out with the patients comorbidities and other medications. That can often be a bit of a challenge when you kind of plugging medications into your software data base and seeing all the potential interactions that arise and try to make a decision as to which is the best option and having that discussion with the patients and family."

	
	23. Stimulants can be considered for treatment of Depression in Dementia.
	Psychiatrists felt comfortable with the use of stimulants; other physicians were aware of their use but would defer to psychiatry. 

	
	MD1:"Stimulants, so sometimes the psychiatrists will use this but this is definitely an example of what I would say the psychiatrist is something to do with their expertise I wouldn’t even try this."

	
	24. ECT can be considered in certain cases for Depression in those with Dementia.
	Psychiatrists, specifically the geriatric psychiatrists were comfortable with the use and clear benefit of ECT. Other physicians would refer to access this service. 

	
	G-P3:"ECT as well, again maybe we are not handling patients that are that severely depressed um so I haven’t had that experience with patients having that experience. I've had a few families who’ve asked and I’ve sent them all to Geriatric Psychiatry because I don’t feel qualified to answer the question."
GPSY:"P1: Its still the gold standard. P3: Yup including in dementia patients, we have had positive response to it."

	
	25. Cholinesterase Inhibitors may improve neuropsychiatric symptoms in Lewy Body Disease
	No Comments


.
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Table e-2. Focus Group and Interview Codes in a Matrix with TDF & COM-B








1. Number of Participants Per Focus Group. 2. Number of Interviews.
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