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Abstract 

 

Frontotemporal dementia: Caring for the caregiver 

 

Sarah Chelsea Seymour, MA 

The University of Texas at Austin, 2016 

 

Supervisor:  Maya L. Henry 

 
The literature regarding the care of persons diagnosed with frontotemporal 

dementia (FTD) is limited at best. This report will serve as a compilation of multiple 

caregivers’ personal experiences with loved ones who have been diagnosed with FTD. 

The report will include a brief review of the literature, as well as five case summaries 

describing caregivers’ experiences with various clinical signs and symptoms, behavioral 

and medical treatments, and workable strategies. The report was designed with the 

purpose of providing a comprehensive and relatable resource for future caregivers. 

Caregiver participants were referred to the current project through an ongoing research 

study at the University of Texas at Austin. The author interviewed each caregiver 

individually and recorded the interviews for transcription by a trained undergraduate 

student. Interviews consisted of questions designed to guide each participant through 

their personal experiences with their patient. The author compiled the responses into a 
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comprehensive and manageable guide that may be used by others as an educational tool 

to further the understanding and care of persons diagnosed with FTD.    

 



 viii 

Table of Contents 

Introduction ..............................................................................................................1	
Definition, Subtypes, and Symptomatology ...................................................1	

Language variants. .................................................................................1	
nfvPPA. .........................................................................................2	
svPPA. ...........................................................................................2	
lvPPA. ...........................................................................................3	

Behavioral variant. .................................................................................3	
FTD As A Distinct Diagnostic Entity .............................................................4	
Caregiver Challenges In FTD .........................................................................5	
Caregiver Coping Styles In FTD ....................................................................7	
Limitations In The Current Literature .............................................................9	

Purpose Of This Report .........................................................................................11	
Methodology .................................................................................................11	
Case Summaries ............................................................................................12	

Dyad 1. .................................................................................................12	
Deficits. .......................................................................................12	
Challenges. ..................................................................................13	
Strategies. ....................................................................................14	
Advice. ........................................................................................15	

Dyad 2. .................................................................................................15	
Deficits. .......................................................................................16	
Challenges. ..................................................................................16	
Strategies. ....................................................................................17	
Advice. ........................................................................................18	

Dyad 3. .................................................................................................18	
Deficits. .......................................................................................19	
Challenges. ..................................................................................19	
Strategies. ....................................................................................20	



 ix 

Advice. ........................................................................................22	
Dyad 4. .................................................................................................22	

Deficits. .......................................................................................22	
Challenges. ..................................................................................23	
Strategies. ....................................................................................24	
Advice. ........................................................................................26	

Dyad 5. .................................................................................................26	
Deficits. .......................................................................................27	
Challenges. ..................................................................................27	
Strategies. ....................................................................................28	
Advice. ........................................................................................29	

Common Themes ..........................................................................................30	
Future Directions for Research .....................................................................30	

Conclusion .............................................................................................................32	

Appendix ................................................................................................................33	
Caregiver Interview Questions .....................................................................33	

References ..............................................................................................................36	

 

 



 1 

Introduction 

The cognitive-linguistic deficits and behavioral disturbances associated with the 

diagnosis of a neurodegenerative disease are life changing and devastating for patients. 

These symptoms, collectively referred to as dementia, also significantly influence the 

quality of life of those charged with the responsibility of caring for patients with these 

diagnoses (Brookshire, 2007). Caregiver quality of life is not only important for the sake 

of the caregiver’s well being, but the patient’s as well. A poorly equipped, poorly 

informed, and unhealthy caregiver is highly unlikely to provide sufficient care to their 

loved one. This report will investigate the specific diagnostic profile of patients with 

frontotemporal dementia (FTD), as well as the resulting needs, challenges, and 

experiences of their caregivers, and identify specific caregiver coping styles and 

strategies.  

DEFINITION, SUBTYPES, AND SYMPTOMATOLOGY 

FTD is a type of dementia caused by the gradual degeneration of the frontal 

and/or temporal lobes of the brain. FTD is clinically characterized by progressive deficits 

in speech-language or behavior (Bang, Spina, & Miller, 2015). There are three subtypes 

of FTD: two language variants (i.e. the nonfluent/agrammatic variant of primary 

progressive aphasia (PPA) and the semantic variant of PPA) and a behavioral variant.  

Language variants.  

The nonfluent/agrammatic variant and the semantic variant are two of the 

subtypes of PPA (nfvPPA and svPPA, respectively), a term referring to a progressive 

disorder of speech and/or language. A third variant of PPA, the logopenic variant 

(lvPPA), is also a subtype of PPA. lvPPA does not fall under the FTD rubric, but is 
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considered an associated disorder. The three variants of PPA are primarily characterized 

by linguistic impairment, but each variant differs in its specific speech-language features. 

Nonfluent/agrammatic PPA (nfvPPA).  

NfvPPA symptoms are the result of atrophy of the left inferior frontal lobe and 

insula (Gorno-Tempini et al., 2011). Patients with nfvPPA primarily exhibit effortful and 

halting speech with grammatical errors, paraphasias, and word finding difficulties (Kurz, 

Kurz, Ellis, & Lautenschlager, 2014). Some patients may also present with apraxia of 

speech (AOS), a motor speech disorder involving deficits in the planning and 

programming of speech. Their speech is characterized by inconsistent speech sound 

errors such as deletions, insertions, distortions, substitutions, and transpositions. Patients 

with nfvPPA also exhibit impaired comprehension of complex sentences, such as 

passives and object relative clauses, while their single-word comprehension and 

knowledge of objects remain initially intact (Gorno-Tempini et al., 2011). 

Semantic variant PPA (svPPA).  

SvPPA is associated with bilateral atrophy of the ventral and lateral portions of 

the anterior temporal lobes, usually with greater damage to the left temporal lobe (Gorno-

Tempini et al., 2011). Symptoms of svPPA include impaired word finding (i.e. anomia) 

and difficulty with single-word comprehension. Unlike patients with nfvPPA, patients 

with svPPA lose knowledge of word and object meaning early in the progression of the 

disease, while their repetition remains generally spared (Bang et al., 2015). In addition, 

patients with svPPA may exhibit behavioral changes, such as egocentricity and fixed 

daily routines, irritability, emotional withdrawal, and selectivity regarding eating (Kurz et 

al., 2014).  
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Logopenic variant PPA (lvPPA).  

The symptoms associated with lvPPA are caused by the progressive deterioration 

of the left tempoparietal junction of the brain (Leyton & Hodges, 2013). Patients with 

lvPPA have significant difficulty repeating phrases and sentences. In addition, 

confrontation naming is impaired, although conceptual knowledge is largely preserved. 

Connected speech is characterized by pauses and hesitations, interjections, and phrase 

repetitions as patients attempt to identify a desired word. However, their speech lacks the 

agrammatism seen in the nonfluent speech of patients with nfvPPA. In addition, prosody 

is often preserved in the speech of patients with lvPPA, although their speech may 

contain phonological paraphasias. Unlike patients with svPPA but similar to patients with 

nfvPPA, individuals with lvPPA exhibit preserved single-word comprehension early in 

the progression of the disease (Gorno-Tempini et al., 2011; Leyton & Hodges, 2013).  

Behavioral variant of FTD.  

Unlike the language variants of FTD/PPA, bvFTD is characterized by 

neuropsychiatric symptoms in the earliest stages of the disease, while communication is 

initially spared (Banks & Weintraub, 2008). These symptoms are the result of atrophy of 

the ventromedial frontal and anterior temporal lobes and include behavioral disinhibition, 

social inappropriateness, apathy, loss of empathy, compulsivity, ritualistic or stereotyped 

behaviors, and hyperorality, often seen as binge eating, increased consumption of sweets 

or alcohol, and weight gain (Bang et al., 2015; Kurz et al., 2014; Wilfong, Edwards, 

Yehle, & Ross, in press). Such deficits can manifest as careless and/or impulsive actions, 

criminal behaviors such as unwarranted sexual advances, disinterest in work and/or 

hobbies, and a lack of response to the emotions and needs of others. Although memory is 

relatively spared early in the disease, other cognitive deficits include difficulty with 

executive functioning, such as planning and pursuing goals (Wilfong et al., in press). Due 
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to the nature of bvFTD symptomatology, the changes seen in patients can be mistaken for 

rudeness, the result of a midlife crisis, or a form of psychiatric illness. 

FTD AS A DISTINCT DIAGNOSTIC ENTITY 

FTD accounts for 20-40% of all dementia cases (Bourgeois, 2011). Patients 

diagnosed with FTD and associated dementias (i.e. lvPPA) present with unique 

diagnostic profiles that lead to highly specific patient needs and, as a result, highly 

specific caregiver challenges. Patients with FTD symptoms and their families often 

experience significant difficulty interpreting early symptoms and obtaining timely and 

accurate diagnoses (Chow, Pio, & Rockwood, 2011). Furthermore, patients with FTD 

symptoms may be misdiagnosed with Alzheimer’s dementia or with psychiatric 

diagnoses (Wilfong et al., in press). Approximately a third of patients with lvPPA have 

underlying Alzheimer’s pathology (Leyton & Hodges, 2013), characterized by 

neurofibrillary tangles and beta-amyloid plaques (Brookshire, 2007). However, lvPPA is 

a language-based dementia. Thus, similar to other FTD variants, lvPPA is distinct from 

dementia of the Alzheimer’s type. While a substantial amount of research has been 

devoted to Alzheimer’s dementia and its resulting burden on caregivers, likely due to the 

disease’s high prevalence, very little research has been devoted to describing the needs 

and experiences of caregivers of patients diagnosed with FTD specifically (Nunnemann, 

Kurz, Leucht, & Diehl-Schmid, 2012).  

Alzheimer’s dementia and FTD are distinguished by their differing hallmark 

symptoms. One of the most common symptoms seen in the early stages of Alzheimer’s 

dementia is memory loss (Bourgeois, 2011), whereas patients with FTD exhibit 

significant behavioral abnormalities and/or language impairment in the early stages of the 

disease (Harciarek & Jodzio, 2005). Different symptomology can reasonably be expected 
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to lead to different caregiver experiences, which in turn impact caregiver burden 

differently. In fact, the few studies that have examined the effects of caring for a loved 

one diagnosed with FTD and its associated variants show that burden is higher in these 

caregivers than in the caregivers of patients with Alzheimer’s dementia (Nunnemann et 

al., 2012).  

Finally, pharmacological treatments for Alzheimer’s dementia (i.e. 

acetylcholinesterase inhibitors) are sometimes prescribed to treat FTD (Mendez, Shapira, 

McMurtray, & Licht, 2007). However, such medications often result in the exacerbation 

of behavioral symptoms in patients with FTD (Mendez et al., 2007; Bang et al., 2015; 

Kurz et al., 2014, Wilfong et al., in press). Due to the specific patient symptoms and 

reactions to pharmacological treatments, it is essential to distinguish between these types 

of dementias and to identify the resulting challenges caregivers face.  

CAREGIVER CHALLENGES IN FTD 

Patients diagnosed with FTD present with a myriad of cognitive-linguistic 

deficits, behavioral problems, and personality changes. Such challenges cause emotional 

distress for caregivers. Several cross-sectional studies described characteristics of the 

FTD patient population, both as they compare to other dementia types and as they present 

in isolation. In addition, the studies identified associations between such characteristics 

and caregiver quality of life.  

Riedijk, De Vugt, Duivenvoorden, Niermeijer, Van Swieten, Verhey, and Tibben 

(2006) conducted a cross-sectional study comparing patient characteristics, caregiver 

burden, and health-related quality of life experienced by 90 caregivers of patients with 

Alzheimer’s dementia compared to 63 caregivers of patients with FTD. With regard to 

psychiatric symptoms in patients, they found that patients with Alzheimer’s dementia 
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exhibited high levels of depression, as reported by caregivers, while patients with 

behavioral symptoms of FTD exhibited aberrant motor behavior, such as repetitive 

movements (Bang et al., 2015), disinhibition, apathy, and euphoria symptoms. The 

different reports of patient characteristics are highly likely to be associated with different 

caregiving experiences. Thus, as might be expected, the results of Riedijk, et al.’s (2006) 

study indicated that caregivers of patients with FTD feel more burdened by the general 

caring process. In addition, caregivers of patients with FTD reported greater difficulty 

with finding support in the health care system than did caregivers of patients with 

Alzheimer’s dementia, reflecting the minimal amount of research currently devoted to the 

population.  

Wong and Wallhagen (2012) conducted a cross-sectional study examining the 

different behavioral problems seen in patients with FTD and their effects on caregivers. 

The most common behavior problem discussed was apathy/indifference while loss of 

insight, appetite/eating problems, and social inappropriateness were also discussed as 

being burdensome to the caregiver. Such behavioral problems caused high levels of 

emotional distress, which in turn was associated with poor caregiver mental health status.  

Diehl-Schmid, Schmidt, Nunnemann, Riedl, Kurz, Forstl, Wagenpfeil, and 

Cramer (2013) interviewed a total of 94 caregivers of patients with FTD in a cross-

sectional study designed to investigate the burdens, problems and actual needs of 

caregivers. Their study showed that behaviors such as aggression, lack of manners, 

inflexibility, and egocentric behavior were the most burdensome to caregivers. They 

concluded from a review of the literature that, although different methodologies make 

direct comparisons difficult, all studies evaluated concluded that behavioral symptoms 

have a significant impact on caregiver distress. Diehl-Schmid, et al. (2013) went on to 

report that financial need also appears to contribute to caregiver burden. 
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To summarize, patients with FTD present with a wide variety of cognitive-

linguistic deficits, behavioral problems, and personality changes that differ significantly, 

especially in the early stages of the disease, from those seen in patients diagnosed with 

Alzheimer’s dementia. Such strikingly different diagnostic profiles in patients will 

contribute to significantly different caregiving scenarios and, as a result, different levels 

of caregiver burden. Due to the significant burden placed on caregivers of FTD, one 

should understand how these caregivers cope with such burdens. 

CAREGIVER COPING STYLES IN FTD 

The myriad of patient characteristics observed in FTD is associated with a high 

level of burden and feelings of distress in caregivers. Several studies in the literature 

examine how caregivers of persons diagnosed with FTD cope with such feelings. For 

example, the Riedijk et al. (2006) study investigated the use of active coping strategies 

compared to passive coping strategies implemented by caregivers. Active coping 

strategies directly address a problem, whereas passive coping strategies do not involve an 

attempt to solve a problem. The results of their study indicated that both caregivers of 

patients with Alzheimer’s disease and FTD reported greater use of active coping 

strategies as opposed to passive coping strategies and passive coping strategies were 

associated with lower scores on measures of quality of life. 

Roche, Croot, MacCann, Cramer, and Diehl-Schmid (2015) examined the role of 

types of coping strategies implemented by caregivers of patients with FTD that are 

known to influence psychological outcomes in other dementia caregiver populations. 

Their study investigated caregivers of patients diagnosed with bvFTD, svPPA, and 

nfvPPA. According to Roche, et al. (2015), coping is an affective, behavioral, and 

dynamic cognitive response to stressors and appears to be a likely predictor of caregiver 
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outcomes. Roche, et al. (2015) identified three types of coping: (1) problem-focused 

coping, (2) emotion-focused coping, and (3) dysfunctional coping. Problem-focused 

coping addresses specific problems  to directly reduce a stressor through strategies such 

as active coping, instrumental support, and planning. Emotion-focused coping does not 

alter the stressor directly, but instead aims to alter one’s relational perspective via 

strategies such as religious coping, humor, and positive reframing of a problem. In other 

words, such coping alters how one feels about a given stressor. Dysfunctional coping 

does not involve an attempt to modify the stressor, but instead refers to behaviors such as 

substance use, self-blame, denial, venting, distraction, and behavioral disengagement (i.e. 

passive coping). The results of the Roche et al. (2015) study indicated that dysfunctional 

coping strategies appeared to predict higher levels of strain in caregivers, which in turn 

predicted higher levels of depression and lower scores on measures of quality of life. 

Thus, the researchers recommend interventions for caregivers that target dysfunctional 

coping strategies. 

Mioshi, McKinnon, Savage, O’Connor, and Hodges (2013) conducted a quasi-

experimental pilot study directly assessing the effectiveness of caregiver coping 

strategies, in addition to cognitive appraisal in a sample of 21 caregivers of patients with 

bvFTD, svPPA, nfvPPA, corticobasal syndrome, and progressive supranuclear palsy. 

Nine caregivers received an intervention in which they learned to identify types of 

stressors based on modifiable characteristics (i.e. characteristics that can be altered by 

applying workable solutions) and nonmodifiable characteristics (i.e. characterstics that 

cannot be modified by the caregiver) and how to apply an appropriate coping strategy. 

Problem-solving coping strategies were applied to modifiable stressors. Reframing 

coping strategies were applied to stressors deemed nonmodifiable. Caregivers were 

encouraged to seek support in response to both types of stressors. The nine caregivers 



 9 

who received treatment showed a decrease in the level of burden and reaction to 

behaviors, while those 12 who did not receive treatment showed no difference. Results 

were maintained up to 12 months after the study’s conclusion. Although the Mioshi et al. 

(2013) study had a number of limitations, such as small sample size and non-random 

assignment to treatment groups, the results indicate caregivers of patients with FTD may 

be receptive to treatment addressing coping strategies.  

LIMITATIONS IN THE CURRENT LITERATURE 

Although the literature describes the significant burdens placed on caregivers of 

persons with FTD both in isolation and as they compare to caregivers of persons with 

Alzheimer’s dementia, few studies identify the specific variants of FTD for which 

caregiver participants were responsible. For example, only Mioshi et al. (2013) and 

Roche et al. (2015) describe the FTD variants for which their participants cared. Both 

Riedijk et al. (2006) and Wong and Wallhagen (2012) state that caregivers in their studies 

were responsible for patients exhibiting behavioral problems. However, they do not 

indicate whether or not patients were specifically diagnosed with bvFTD. If the 

participant sample consisted only of caregivers of persons diagnosed with bvFTD, their 

results are biased and cannot be generalized to caregivers of persons diagnosed with PPA. 

The Diehl-Schmid et al. (2013) study does not provide any indication of clinical variant.  

Each of the studies examined cross-sectional data. Thus, conclusions cannot be 

drawn regarding how caregiver burden changes over time within each variant of FTD. 

Finally, several studies maintain that an active, problem focused coping strategy should 

be used to address caregiver challenges as opposed to dysfunctional and/or passive 

coping strategies to maintain caregiver quality of life and decrease the level of burden 

experienced by this population. While the benefit of such coping strategies may be 
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obvious, actual implementation is not. In other words, none of the studies provided 

specific solutions for the challenges faced by caregivers. 
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Purpose Of This Report 

A limited number of studies examined caregiver challenges in FTD, especially in 

comparison to patients diagnosed with Alzheimer’s dementia. Even fewer studies 

describe the different variants of FTD for which their caregiver participants are 

responsible. The few available studies describe unique patient profiles that, in turn, are 

indicative of unique caregiver needs, challenges, and experiences. These studies describe 

the need for problem-focused coping strategies, but do little in the way of offering real, 

usable solutions. Thus, future research should focus on providing patient profiles specific 

to each variant of FTD and include examples of the types of problems caregivers face as 

well as possible solutions to apply when implementing problem-focused coping 

strategies. 

There is a significant need for a compendium of caregiver experiences, 

challenges, and problems as well as workable solutions and possible strategies 

encompassing the full range of FTD subtypes. Therefore, this report will serve as a 

compilation of multiple caregivers’ personal experiences with loved ones who have been 

diagnosed with FTD. The report will include caregivers’ experiences with various clinical 

signs and symptoms of each possible variant of FTD, behavioral and medical treatments, 

and workable strategies.  

METHODOLOGY 

The author invited four caregivers from an ongoing research study at the 

University of Texas at Austin and one personal contact to participate in an interview (see 

appendix for interview questions). The author conducted and recorded each interview in-

person. A trained undergraduate assistant then transcribed each interview for further 

review. Interviews consisted of questions designed to sequentially guide each participant 
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through their personal experiences with their loved one (i.e. as their loved one’s disease 

has progressed). Procedures were approved by the Institutional Review Board at the 

University of Texas, Austin. Descriptions of each case are provided. Each description 

includes patient characteristics and symptoms and details specific caregiver experiences, 

challenges, and strategies, including potential solutions to specific problems. Caregiver 

and patient names were changed to preserve anonymity. 

CASE SUMMARIES 

Dyad 1.  

Dyad 1 was a married couple referred to the current project through an ongoing 

research study at the University of Texas at Austin. Liam, a 59-year-old retired computer 

programmer, was acting caregiver to his wife, Ava, a 71-year-old retired hotel sales 

manager receiving speech and language services through the ongoing study at UT. Ava 

was diagnosed with nfvPPA by a neuropsychologist approximately four months prior to 

the date of the interview, but Liam reported that the couple began observing language 

symptoms, such as delayed responses to questions, as early as five months prior to Ava’s 

diagnosis. Liam described Ava as a quiet but definitive communicator before the onset of 

her disease. The couple had not attended any support groups and Ava had not taken any 

medications to treat her symptoms as of the date of the interview. 

Deficits.  

Liam reported both he and Ava noticed differences in Ava’s speaking abilities at 

symptom onset. Ava shared that she was having general difficulty with speaking, and 

Liam noticed her responses to questions had become consistently and significantly 

delayed. As the disease progressed, Ava began to have difficulty at work, and eventually 

retired. Although her cognitive abilities had remained intact up to the date of the 
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interview, Liam indicated Ava was having difficulty producing clear and direct 

statements. In addition, Ava’s responses to yes/no questions had become ambiguous and 

confusing, and she was struggling to produce intonation to indicate a statement versus a 

question. Lastly, her word-finding capabilities had diminished significantly at the time of 

the interview.  

Challenges.  

Liam described several challenges the couple had faced as a result of Ava’s 

language symptoms and diagnosis. Ava experienced symptoms for up to five months 

prior to receiving a definitive diagnosis of nfvPPA. Liam described the couple’s lengthy 

diagnostic path, which began with an initial visit to Ava’s regular primary care physician. 

The physician referred Ava to a neurologist, who performed an MRI scan and EEG test. 

Both produced normal results, so the neurologist referred Ava to a neuropsychologist. 

Ava then participated in an eight-hour battery of tests that eventually led to her current 

diagnosis. Seeking an accurate diagnosis can be time consuming, frustrating, 

intimidating, and expensive.  

Liam described additional challenges consistent with Ava’s diagnosis of nfvPPA. 

The timing of Ava’s speech and physical movements slowed significantly after disease 

onset. Thus, Liam emphasized a constant need for patience, both in conversation and 

when running errands. He reported difficulty deciding when to help Ava get her message 

across and when to preserve her independence and wait for her to find the words on her 

own. Liam also reported frequent difficulty understanding when Ava was asking a 

question versus making a statement due to a lack of varied intonation in her speech.  

Lastly, Liam shared his feelings regarding the information he had encountered on 

PPA, reporting that what little was available to him was not encouraging. He emphasized 
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a desire for tangible advice on how to address the challenges he and Ava were likely to 

face, as opposed to challenges they could expect to face.  

Strategies.  

Liam reported several successful strategies to facilitate his communication with 

Ava. For example, when he became confused by Ava’s ambiguous responses to yes/no 

questions, he would repeat the question and confirm that her response was what she  

intended. If Ava’s word-finding deficits interfered with her ability to get her message 

across, Liam would respond with the following: “Stop, think about it, and find another 

way to tell me what you’re saying.”  

As Ava’s disease progressed, she began to have difficulty speaking and 

scheduling appointments over the phone. As a result, Liam reported she began using the 

Internet to schedule appointments online and using chat functions and other online 

resources to assist with other customer service needs. Ava’s speech-language therapist 

also connected Ava via the Internet to a group of women experiencing similar deficits, 

providing a resource for the group to ask questions and share experiences and advice. The 

speech-language therapist also created an AAC notebook for Ava, allowing her to point 

to pictures of words when she could not recall them in conversation. Liam reported the 

couple had found several applications serving a similar function for their iPad that they 

were planning to try. In addition, the speech-language therapist had also provided Ava 

with a self-disclosure card that read: “I have aphasia. It’s difficult for me to speak, but I 

understand you completely.” Ava used this card when speaking with unfamiliar listeners 

to alert them to her difficulty with communicating. 

Although Ava’s deficits presented significant challenges, Liam shared that the 

two had a large circle of friends that had been very supportive up to the date of the 
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interview. In addition, Liam described the couple’s relationship as closer than ever due to 

their both being retired and their new focus on communication. 

Advice.  

Liam provided advice to other caregivers of persons diagnosed with FTD. He 

emphasized that caregivers must be patient with their loved ones. In addition, he 

suggested asking patients questions for clarification, especially when presented with 

unclear or ambiguous questions and/or responses. Lastly, he recommended that 

caregivers and their patients develop a system in which the patient provides some signal 

that they need help getting their message across. In this way, patients can maintain their 

independence as much as possible without becoming unnecessarily frustrated by their 

language deficits. 

Dyad 2.  

Dyad 2 was a married couple referred to the current project through the research 

study at UT. Emma, a 61-year-old retired school secretary, was acting caregiver to her 

63-year-old husband, Owen, a retired office manager for an electrical company also 

receiving speech and language services at UT. Owen was initially misdiagnosed with 

depression. He was finally diagnosed with lvPPA by a neurologist approximately nine 

months after the couple had begun investigating Owen’s symptoms. Diagnosis occurred 

approximately five years prior to the date of the interview. Owen’s neurologist prescribed 

a medical food called Axona to support management of the dietary processes associated 

with mild to moderate Alzheimer’s disease (Axona homepage, 2012). Both Emma and 

Owen participate in various support groups through the Alzheimer’s Association. Before 

receiving his diagnosis, Owen was described as an orderly, logical, and competitive 

person who enjoyed outdoor activities, such as fishing and hunting. He completed three 
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years of college at Texas A&M University before beginning his career in the electrical 

field. After the onset of his disease, Emma described Owen as much more laid-back, 

easy-going, and relaxed. Although he still enjoyed the outdoors, Emma reported that 

Owen was less inclined to take initiative with regard to making plans for travel.  

Deficits.  

Emma and Owen first noted a change when Owen began to have difficulty 

concentrating at work and performing calculations in his head. Owen noticed that his 

coworkers appeared to be bypassing him with certain tasks, as opposed to approaching 

him as usual. As his disease progressed, Owen became increasingly forgetful and 

developed significant word-finding difficulties, affecting his ability to communicate 

intended messages. His public speaking skills diminished, as well as his ability to read 

aloud and recall lyrics to music. Emma reported Owen’s deficits had prompted him to 

retire and were significantly affecting his participation in previously enjoyed church 

activities, such as singing hymns and praying over a group. 

Challenges.  

Emma reported many challenges resulting from Owen’s diagnosis and language 

deficits. First, Owen experienced symptoms for approximately nine months prior to 

receiving an accurate lvPPA diagnosis. The couple first approached Owen’s regular 

physician with a report of Owen’s symptoms. Owen then underwent sleep apnea and 

heart stress testing, both of which produced inconclusive results. Emma indicated Owen 

experienced some depression in response to his diminishing abilities at work. As a result, 

Owen was misdiagnosed with depression for a period of time. Although counseling 

helped Owen work through some issues regarding his career, the couple were unsatisfied 
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with the diagnosis. Eventually, Owen met with a neurologist, who performed an MRI and 

a PET scan and diagnosed Owen with lvPPA.  

Emma described how her role in her relationship with Owen had changed since 

Owen’s diagnosis. As Owen’s symptom severity increased, Emma took on more 

responsibilities previously handled by Owen. For example, Emma began making all of 

the couple’s reservations when traveling. In addition, Emma had trouble engaging Owen 

in conversations about financial issues. Thus, Emma became obligated to make important 

financial decisions she felt unequipped to make for the couple on her own. As Emma was 

increasingly called upon to take charge in the relationship, she felt the romance in their 

marriage diminish somewhat over time. 

Emma emphasized significant time constraints and an increasing need for 

patience as a result of Owen’s deficits. For example, Emma reported that conversation 

had become slow and difficult as a result of Owen’s delayed linguistic output and a need 

to decipher his intended message at times. She also reported difficulty deciding when to 

help Owen communicate, and when to foster independence and wait for him to arrive at a 

word or message himself. Although Owen was receiving speech-language therapy at the 

time of the interview, treatment outcomes require large amounts of time spent in therapy 

and practicing. In addition, Emma reported that she could not ask Owen to do many daily 

tasks, thus much was left to her. As a result, her personal time for self-care had 

significantly diminished. 

Strategies.  

Through speech-language therapy and various caregiver and patient support 

groups, Emma and Owen had learned several strategies to facilitate communication and 

recall. For example, Owen often used a self-disclosure statement when speaking with 
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unfamiliar listeners, letting them know that he has dementia and may experience some 

difficulty communicating. Owen would also use circumlocution strategies to describe a 

word that he could not identify. Emma also noticed that Owen seemed less linguistically 

overwhelmed by smaller groups of friends. Thus, the couple made an effort to keep social 

gatherings to approximately five to seven friends. 

In addition, Emma reported the two would write lists together to facilitate recall 

of important words and/or tasks to be completed. The couple also placed a “Stop” sign by 

their back door reminding Owen to make sure he had his wallet, keys, hearing aids, and 

phone before leaving the house. Emma also described various iPhone functions the 

couple had come to rely on. For example, Emma would send reminders to Owen’s phone 

via email, which Owen could then use to create reminders. Owen had also begun to use 

the GPS system on his phone to assist with navigation.  

Advice.  

Emma suggested several pieces of advice for other caregivers of persons 

diagnosed with FTD. She emphasized the need to take the time to care for yourself as a 

caregiver and to remain engaged and active in your social groups. She also highlighted 

the need to manage frustration with the changes your loved one is experiencing. Lastly, 

she recommended a reliance on faith and prayer.  

Dyad 3.  

Dyad 3 consisted of a couple referred to the current project through the research 

study at UT. Noah, a 62-year-old retired police officer, was acting caregiver to his 66-

year-old significant other, Lily, a retired administrator for a small machine shop who had 

also received speech and language therapy through the study at UT. Noah described Lily 

as a healthy, physically active, bright, and articulate individual, fully capable of enjoying 
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all aspects of life prior to the onset of her symptoms. Lily received a mixed diagnosis of 

svPPA, lvPPA, and early AD from a neurologist, approximately two years after disease 

onset. At the time of the interview, Lily was taking Aricept to manage symptoms, 

although Noah could not say for certain whether he saw improvement in Lily’s 

symptoms. Noah actively participates in three caregiver support groups, but expressed 

difficulty convincing Lily to take part in support groups and/or treatment. 

Deficits.  

Noah reported first noticing that something had changed when Lily would repeat 

stories and forget the names of subjects in her anecdotes. In addition, he reported Lily 

was having trouble at work due to diminished typing skills, spelling deficits, and 

difficulty with math. Since her diagnosis, Noah shared that Lily became much slower 

physically. Where Lily was once a very talkative and socially outgoing individual, Noah 

reported that, post-disease onset, she became quite subdued and reluctant to engage in 

conversation with others due to fear that she would not be able to express herself 

appropriately or follow conversation. Over time, Lily’s memory deficits increased and 

Noah reported signs of depression, apathy, and complacency.   

Challenges.  

Noah discussed many challenges since the onset of Lily’s symptoms. According 

to Noah, Lily was very reluctant initially to acknowledge her linguistic difficulties. The 

two spent an extended period of time arguing over deficits before Lily agreed to approach 

her primary care physician with the couple’s concerns. Lily’s physician referred her to a 

neurologist, who provided an accurate diagnosis. The neurologist prescribed medication 

and asked for a six-month follow up appointment, but did not offer any other information 
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regarding the disease or available resources. Noah reported being very displeased with 

the lack of guidance. 

Since Lily’s initial appointment with a neurologist, Noah conducted extensive 

amounts of personal research regarding FTD and its multiple variants. He made many 

efforts to discuss the disease and options for treatment, care, and support groups with 

Lily. Unfortunately, Noah reported any mention of the disease to Lily would cause severe 

depression. She was uninterested in being an active participant in her care or engaging in 

treatment or support groups. After much convincing from Noah, Lily agreed to inform 

her family of her disease. However, Noah reported that Lily’s children were preoccupied 

with their own children, and offered little in the way of feedback. As a result, most of the 

decisions regarding Lily’s care were left up to Noah. He reported spending much of his 

time worrying and suffering from anxiety over decision-making.   

Due to Lily’s complacency, Noah shared that he and Lily were often unsure of 

how to spend their time. In addition, Noah expressed some frustration with trying to 

understand what Lily was and was no longer able to do. As a result, he felt there were 

many opportunities for animosity, arguments, and disagreements to arise. Although he 

made many attempts to get Lily involved in support groups and adult day care programs 

for persons with early memory loss, Lily remained uninterested. As so much of Noah’s 

time was spent caring for Lily, he felt his independence, personal fitness, and social 

outings had  diminished. 

Strategies.  

Noah had devised many strategies for Lily’s care and his own. To begin, Noah 

made an effort to simplify his and Lily’s life after Lily received her diagnosis. For 

example, the couple owned two homes in separate states. Noah acknowledged that travel 
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would likely become difficult for Lily and that managing two healthcare providers would 

present an unnecessary challenge. Therefore, Noah sold one of their homes, and the 

couple settled into one home. Noah also saw the importance of preparing financially. 

Therefore, he took great care to get Lily’s estate in order. In doing so, he reached out to 

one of Lily’s children and asked that she be Lily’s advocate in order to ensure that all 

financial decisions were made in her best interest. Noah reported that his motivation for 

preparing financially so early on in the disease’s progression was so that the couple could 

successfully deal with new challenges because of good planning and not because they 

were in crisis mode. 

Although Lily had expressed disinterest in support groups, Noah reported 

participating in three, which he felt were very helpful, informative, and highly 

motivating. At the time of the interview, one support group was assisting Noah with 

brainstorming ideas to encourage Lily to join a support group of her own, as Noah felt it 

was very important that Lily have a fulfilling social life. In fact, a fulfilling social life was 

one of five important aspects of a list of daily goals Noah had devised for himself and 

Lily. Noah referred to these daily goals as “The Big Five.” A list of these goals hung in 

front of Lily’s computer so that neither would forget. The list included physical activity, a 

healthy diet, intellectual stimulation, and routine healthcare. 

Another resource Noah reported the couple took advantage of was speech-

language therapy. Noah shared that Lily was better able to recall words that had been 

previously practiced during sessions with a speech-language pathologist. Although Noah 

expressed frustration that Lily’s recall abilities were limited to trained items, he was 

grateful that she was actively engaged in language activities and better able to recall 

words that were meaningful to her. 
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Advice.  

Noah provided several suggestions for other caregivers of persons diagnosed with 

FTD. First, Noah emphasized the importance of awareness. He encouraged other 

caregivers to research the disease, engage with doctors, caregivers, and support groups, 

and know what resources are available. He also advised that caregivers be patient with 

their loved ones and make every effort not to take anything personally. In addition, he 

suggested focusing on one day at a time to avoid becoming overwhelmed. 

Dyad 4.  

Dyad 4 was a married couple also referred to the project through the ongoing 

research study at UT. Both Mia and Finn, Mia’s caregiver, were retired computer 

scientists. Finn described Mia as a bright, articulate, vibrant, eclectic and engaging 

woman prior to disease onset. Mia was diagnosed with lvPPA approximately nine years 

prior to the date of the interview, and the couple has since participated in multiple 

research studies. Finn reported that Mia’s reading, writing, comprehension, and 

expressive speech have all severely declined over the years, but maintained that he 

continues to find ways to communicate with his wife. Mia took medication to manage 

behavioral symptoms. Finn continued to take advantage of support groups and actively 

worked to share insights he had gained regarding the nature of FTD with others. 

Deficits.  

The couple first noticed something had changed in Mia’s language in  2006, when 

Mia was called upon to write a paper on the technical history of the Internet. Finn 

reported that Mia’s writing prior to disease onset was supremely eloquent, but the drafts 

he looked over for this particular paper were very difficult to follow; her writing 

exhibited a proliferation of pronouns in place of proper names. In addition, Finn shared 
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that Mia appeared aware of her difficulties with language. She began to spend longer 

hours working on drafts as she struggled to find the right words. Finn also reported some 

significant word-finding issues that prompted the two to begin seeking answers.  

At the time of the interview, Finn reported that Mia was no longer able to 

communicate with language. Other than a few miscellaneous phrases, Mia’s speech 

output consisted mostly of jargon and unintelligible utterances. However, Finn pointed 

out that, when comfortable, Mia would produce speech with gestures that, although could 

not be understood, maintained conversational intonation. He also reported that Mia 

demonstrated better understanding of gestures, but maintained almost no comprehension 

of language. 

Challenges.  

Finn noted many challenges in caring for a patient with lvPPA through the 

progression of the disease. To begin with, Finn had been diagnosed with Parkinson’s 

disease. Thus, Finn was both a caregiver and a patient.  Finn observed that the 

environment in which Mia appeared to feel safe and comfortable seemed to shrink over 

time. At the time of the interview, Finn shared that Mia spent most, if not all, of her time 

at the couple’s home in order to maintain her sense of security. Earlier in the progression 

of the disease, Mia began to exhibit behavioral problems, such as resisting food and 

medication. Over time, Finn began to feel that she was not taking in enough protein or 

calories to maintain proper nutrition. He began to supplement her food intake with 

nutritional shakes, although it quickly became apparent that Mia did not enjoy the taste. 

In addition, Mia’s behavioral problems interfered with cleanliness, as she resisted 

showers and bathing. Although Finn and Mia maintained a close circle of friends and 

neighbors, Finn noticed that most did not appear to understand how best to communicate 
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with Mia, leaving both parties feeling overwhelmed and uncomfortable during visits. 

Lastly, Finn shared that caring for a loved one diagnosed with FTD left him feeling very 

overwhelmed and tired. 

Strategies.  

Finn actively searched for solutions to the many challenges he noted in caring for 

Mia. For example, Finn supplemented Mia’s diet with nutritional shakes. However, Mia 

was not inclined to consume shakes due to their undesirable taste, so Finn began 

experimenting. He found that if he heated the chocolate-flavored shake, sprinkled it with 

marshmallows, and presented it in a mug as hot cocoa, Mia would drink the entire 

serving without resistance. He also experimented with the vanilla flavor. In doing so, he 

managed to incorporate Mia’s medications in the concoction. Finn would crush Mia’s 

pills and mix the powdered residue in chocolate pudding. Then, he’d mix the pudding 

with the vanilla-flavored shake. He reported that Mia appeared to thoroughly enjoy both 

recipes. 

To address Mia’s resistance to showers and bathing, Finn shared that he began to 

set the stage for bath time. For example, he’d start by laying out some fresh, clean clothes 

for Mia. He’d then dim the lights and turn on the shower, letting the sound of the running 

water act as a primer. Finn reported that the process was often enough to elicit the desired 

behavior. In other words, Mia would begin to undress and step in the shower.  

Finn’s success with experimentation and stage setting led him to try other 

environmental changes to support Mia’s behavior and contribute to her overall level of 

comfort. For example, Finn reported he often played soothing, instrumental music 

throughout the house to cultivate a relaxed atmosphere. Mia also liked to take several 

naps throughout the day, so Finn arranged several spots around their house so that Mia 
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could easily lie down. In addition, he left bowls of dried fruit around the house in case 

Mia felt hungry. Finn stated that, although some always ended up on the floor or eaten by 

a pet, Mia would eat some, contributing to her overall caloric intake.  

Finn also found ways of extending his soothing modifications to communication. 

Because Mia’s disease left her unable to understand or produce language, Finn realized 

that words simply would not work. Therefore, he began focusing on presentation, sounds, 

and gestures. For example, as opposed to telling Mia where to go or taking her by the arm 

and leading her, Finn instead would offer her his arm as an invitational gesture. When 

feeding Mia, Finn used soft, soothing sounds and coos. These often prompted Mia to 

smile, creating an opportunity for Finn to place food in Mia’s mouth. Finn encouraged 

visitors to implement nonverbal communication as well. For example, he encouraged 

friends, families, and neighbors to smile at Mia, hug and kiss her, hold her hand, or pat 

her as opposed to overwhelming her with statements or questions to which she was 

incapable of responding. Finn reported that Mia responded positively to means of 

nonverbal communication, and would often feel comfortable enough to begin vocalizing. 

Although her speech would be unintelligible, Finn claimed that her expression, 

intonation, and gestures would clearly indicate she was content and pleased to be 

communicating.  

Finn reported many excellent strategies for caring for Mia, but he also 

emphasized that asking for help can be a strategy. Finn stated that he hired a professional 

caregiver to come to the house approximately 40 hours per week to help with some of the 

more demanding responsibilities. In addition, because Finn often had trouble finding time 

to run errands, he shared a method he had developed for asking friends and family to pick 

up any needed items from the store. Finn would tell friends or family to call him when 

they were at a certain store or on a particular aisle. When they made it to whichever 
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previously specified location on their own time, they would call Finn and he would 

provide them with a list of items. Then the friend or family member would stop by the 

house on their way home and drop off anything Finn had asked for, always taking a 

minute to visit with Mia using Finn’s communication strategies. 

Advice.  

Finn provided several pieces of advice for other caregivers of persons diagnosed 

with FTD. He emphasized the importance of simplifying complicated processes and 

experimenting to uncover which methods of completing a given task are the easiest to 

implement. He also suggested letting go of conventional expectations. Patients with FTD 

will not communicate or behave in any standard manner, and to expect them to do so 

would only lead to disappointment and frustration. Due to the specific difficulty such 

patients have with language, Finn recommended minimizing language input and instead 

focusing on nonverbal communication, such as sounds and gestures. Finn also 

recommended that caregivers take on an attitude of appreciation when patients respond in 

any manner to attempts to communicate. He stated that one should just be thankful that 

the patient is sharing something that makes them feel good. Lastly, Finn maintained that 

caregivers should avoid becoming isolated and should not be afraid to ask for help from 

friends and family.  

Dyad 5.  

Dyad 5 was a married couple referred to the current study by the author. Rose, a 

76-year-old retired teacher, had been acting caregiver to Alex, a retired insurance agent 

who passed away in the year 2006 at the age of 66. Alex had been diagnosed with 

Alzheimer’s dementia by a neurologist in the year 1995 at the age of 55. However, upon 

autopsy, it became evident that Alex did not have Alzheimer’s dementia, but instead had 
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FTD. Prior to diagnosis, Rose described Alex as an honest, hardworking, outgoing, and 

friendly man. The couple participated in several support groups through the Alzheimer’s 

Association. Although Alex has died, Rose continues to participate in support groups and 

to act as a volunteer for adult day care programs for persons diagnosed with FTD. 

Deficits.  

Rose reported being the first to notice a change in her husband’s behavior. 

Specifically, she remembered the couple would come to a given decision together, but 

Alex would then act on a different decision without consulting Rose first. However, she 

also reported Alex had shared with her that he knew something was wrong when he could 

no longer perform calculations in his head. As the disease progressed, Alex’s writing 

skills diminished, as well as his ability to follow sequential directions. Alex also began to 

make very inappropriate and embarrassing comments, even in the workplace. For 

example, he commented on the size of a new employee’s breasts during a business 

meeting. In addition, Alex provided little context within conversation, and Rose reported 

she often would have no idea what he was talking about. Alex’s behavior continued to 

decline. As his disease progressed, he produced less and less speech until, approximately 

two years before his death, he did not speak or vocalize at all.  

Challenges.  

Alex’s case is unique in that autopsy revealed he had FTD and thus was clinically 

misdiagnosed with AD. According to Rose, Alex was placed on a medication often 

prescribed to patients with AD (i.e. Aricept). However, Rose reported that Alex’s 

symptoms immediately appeared to get worse, so she ceased the medication and Alex 

began taking Depakote and Prozac instead. Rose expressed frustration with deciphering 
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which behaviors were adverse side effects of medication and which were symptoms of 

Alex’s disease. 

Rose also noted that Alex became increasingly restless as his disease progressed. 

This escalated until the behavior became a safety issue. Rose recalled an instance when 

she and Alex were out and Alex attempted to run away from her. As he was so much 

larger than she, Rose was unable to exercise any kind of physical control over Alex and 

she became quite fearful for his safety.  

Rose reported several other challenging emotions she experienced with regard to 

Alex’s disease. For example, she recalled feeling, at the time of Alex’s diagnosis, total 

despair at the thought of losing the one person with whom she felt she could discuss 

anything. Over time, she was forced to learn to cope with feelings of frustration, 

depression, and impatience when dealing with disease symptoms. At the time of the 

interview, several years after Alex’s death, Rose reported she still experienced negative 

emotions regarding Alex’s care. For example, she at times felt guilty that she may have 

been less than adequate at taking care of Alex, and she had to make constant efforts to 

quell her anger at the fact that Alex had missed all their grandchildren’s college 

graduations. 

Strategies.  

Rose shared several strategies she used to take care of her husband. To ensure that 

both she and Alex maintained a desirable level of physical fitness, Rose hired an athletic 

psychiatric technician to take Alex out for recreational activities. Rose used her time 

away from Alex for self-care, and often exercised and/or ran errands. Rose also found 

respite by participating in caregiver support groups and dropping Alex off at specialized 

adult day care programs for persons with early memory loss. To address basic safety, 
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Rose obtained a medical bracelet for Alex, which contained an identification number and 

a telephone number. If anyone were to find Alex, they would  be able to call the number 

and report Alex via the identification number. 

After Alex’s safety became a significant issue, Rose felt the need for a full-time 

care facility. She and her daughter spent an extensive period of time searching for an 

acceptable home for persons with memory loss and eventually found a location suited to 

Alex’s needs. Once Alex was placed in the home, Rose visited regularly and monitored 

his care closely.   

Advice.  

Rose reflected on her time spent caring for Alex and provided several pieces of 

advice for other caregivers. To begin with, Rose emphasized that caregivers must accept 

that patients are not responsible for anything they do. Thus, caregivers must implement a 

great deal of patience. In addition, Rose suggested that caregivers avoid trying to 

convince patients of reality, but instead meet them in their reality. For example, if a 

patient with severe symptoms is wrongly convinced of some irrelevant fact, do not try to 

convince them otherwise. Both parties will only become frustrated with each other, and 

the patient is likely to forget the argument soon anyway. Instead, just appreciate that your 

loved one is communicating with you, agree with them, and move the subject along. Rose 

also suggested attending support groups and participating in speech-language therapy 

whenever possible and applicable. If a patient is receiving some form of outside care, 

Rose advised caregivers to monitor that care at all times. Lastly, Rose emphasized the 

importance of balancing self-care and finding ways for your loved one to enjoy the time 

that they have together. 
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COMMON THEMES 

Each case described presented with its own unique challenges. The different 

variants of FTD discussed in each case correspond to a specific set of cognitive-linguistic 

and behavioral symptoms. However, some common challenges are apparent across these 

FTD cases. First, all but one caregiver reported difficulty finding personal time for self-

care. Although some caregivers shared strategies for carving out small windows of 

personal time, such strategies involved patient cooperation and/or professional and 

expensive third parties. Second, each caregiver emphasized an increasing need to be 

patient with their loved one across a multitude of situations. Several caregivers discussed 

frustration with trying to understand what exactly their loved one was still capable of and 

what they could no longer expect. Third, every caregiver interviewed reported significant 

difficulty communicating with his or her loved one. Although some caregivers reported 

strategies for facilitating communication, such strategies often took a significant amount 

of time to develop, master, and maintain. Finally, each caregiver reported difficulty 

obtaining an accurate diagnosis.. The challenges each caregiver reported facing in caring 

for his or her loved one highlight the need for further support for caregivers of patients 

diagnosed with FTD and increased societal awareness of the disease and its symptoms to 

assist with early identification and accurate diagnosis.  

FUTURE DIRECTIONS FOR RESEARCH 

The case summaries provided here highlight a multitude of challenges caregivers 

of persons diagnosed with variants of FTD may face. In addition, each summary includes 

several specific strategies caregivers have implemented in caring for their loved ones. 

Future research should focus on evaluating the efficacy of such strategies in experimental 

designs. Once efficacy has been empirically established, additional research should 

address which strategies have been found to be most successful in treating challenges 
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specific to each FTD variant. Such research has the potential to minimize the uncertainty 

caregivers face upon initial FTD diagnosis, as well as to reduce the resultant burden they 

are likely to face in providing care. 
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Conclusion 

Both empirical and anecdotal evidence indicate unique FTD patient symptoms, 

specific caregiver challenges, and a need for active, problem-focused coping strategies. 

However, the available literature does not provide sufficient examples of problems and 

solutions to equip inexperienced caregivers. In addition, FTD patients’ adverse responses 

to pharmacological treatments further emphasize the need for such strategies to address 

patient behavioral symptoms. The goal of the challenges, strategies, and advice provided 

by each caregiver in the described case summaries is to address the need for specific 

examples of the problems that caregivers face and to provide possible solutions. 

Although these summaries are not exhaustive in scope, they highlight the need for future 

research to address workable solutions to the challenges faced by caregivers of persons 

diagnosed with FTD. 
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Appendix 

CAREGIVER INTERVIEW QUESTIONS 
1) Describe your loved one’s premorbid personality, characteristics, occupation, lifestyle, 

education, speech and language abilities, etc. 

-Describe your personality, characteristics, occupation, lifestyle, etc. before your 

loved one was diagnosed. 

2) What was the first indication that something about your loved one had changed? 

Describe any indications that come to mind. 

-Who was the first to make note of this change? (i.e. you, your loved one, a 

friend, a family member, etc.) 

 -How old was your loved one when the change was noted? 

3) Upon noticing this change, what was the first step you and/or your loved one took to 

make sense of the change? 

 -Why was this your first step? 

4) Describe your journey to acquire an accurate diagnosis. 

 -How old was your loved one when they received their official diagnosis? 

 -What feelings did you experience upon receiving your loved one’s diagnosis? 

5) What actions did you take upon receiving the diagnosis? 

 -How did you cope with the diagnosis originally? 

-What were your personal goals for your loved one at the time of their diagnosis? 

a. How have these goals changed over time? 

 -Were you and your loved one referred to any specialists/therapists/groups?  
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6) Describe how your loved one’s personality, characteristics, occupation, lifestyle, 

speech and language abilities, etc. have changed as the disease progressed.  

-How has your personality, characteristics, occupation, lifestyle, etc. changed in 

response to these changes in your loved one? 

-Can you describe your personal feelings regarding both the changes seen in your 

loved one and the changes seen in you? 

7) What are some challenges that you as a caregiver have faced? Describe any particular 

stressors that stand out to you.  

-How have you coped with these challenges? 

8) Has your loved one ever taken any medications to treat their neurodegenerative 

disease? 

 -If so, what kinds of medications did they take and what were the perceived 

benefits? 

 -If not, why not? 

9) Describe you and your loved one’s experience with various types of therapy (including 

group experiences). 

 -What were the perceived benefits of said treatment? 

10) Did your loved one’s behavioral treatments include speech or language therapy at any 

point? 

 -If so, how were your referred? 

  a. What did the treatment consist of and what were the perceived benefits? 

  b. Were the results of your loved one’s treatment of value to you? 
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  c. Were you ever taught therapy techniques to administer at home? 

 -If not, why not? 

a. Were you made aware that speech-language therapy could possibly 

benefit your loved one? 

i. If not, would you have liked to be informed? 

a. In regards to your personal goals for your loved one, do you believe a 

speech-language pathologist could have helped your loved one achieve 

these goals? Why or why not? 

11) Describe any strategies you use/have used to facilitate your loved one’s activities of 

daily living. 

-How were these strategies developed? (i.e. recommended by a specialist, 

personal trial and error, Internet resources, etc.) 

12) Describe any strategies that you have developed for your own self-care that you feel 

have played a significant role in taking care of your loved one. 

 -Do you participate in therapy or attend support groups? 

 -Do you feel that you are able to meet all of your own personal needs? 

13) Describe your general feelings and attitudes regarding your past/current relationship 

with your loved one. 

14) What have you learned throughout this process that has helped you to become a 

better caregiver? 

-What would be your best three pieces of advice for caregivers whose loved one is 

just starting down this road? 
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