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Abstract

Objectives: To evaluate the benefits of a primary progressive aphasia (PPA) education and support session for people with PPA
(pwPPA\) and their caregivers. Method: Thirty-eight individuals (20 pwPPA, |8 caregivers) were invited to participate in the study.
Twenty-five individuals (12 pwPPA, |3 caregivers) completed questionnaires before and after an education and support group
session provided by a speech pathologist and a clinical psychologist. Seven individuals (2 pwPPA, 5 caregivers) participated in
follow-up interviews. Results: After one attendance, caregivers reported significant improvement in knowledge of PPA, strategies
to manage worry and low mood, and opportunities to meet peers. Themes at interview were reduced feelings of isolation, increased
feelings of support, increased knowledge of coping strategies, and improved understanding of PPA. Caregivers who had attended
previous sessions reported increased feelings of well-being and support. Implications: Primary progressive aphasia education and

support group sessions in the postdiagnostic period constitute a valuable component of comprehensive care for PPA.
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Introduction

Language impairment is the preeminent feature of primary
progressive aphasia (PPA) and the loss of communicative abil-
ity impacts personal relationships, social participation, and
well-being for people with PPA (pwPPA) and their care-
givers."? The insidious deterioration of language in PPA gives
rise to complex problems. With gradual loss of communication,
pwPPA lose independence in communicative activities of daily
living.® As PPA is frequently a young-onset dementia, it can be
associated with financial stress and relinquishment of life
goals.*> Although increasingly presenting to health-care ser-
Vices,6 PPA remains a rare condition,” which is underserviced
and underresourced.® Consequently, pwPPA and their care-
givers have difficulty accessing information and support from
health-care professionals and peers.

Understanding the nature of PPA and the underlying disease
process is one of the first difficulties for pwPPA and their care-
givers. Even when information is provided, individuals may be
informed of the diagnosis with unfamiliar, complex terminology.
For example, they may be informed of the PPA variant.
Three PPA variants, each a unique speech-language syndrome
reflecting the topography of damage to the brain, are currently
described; semantic variant PPA (svPPA), nonfluent/
agrammatic variant PPA (nfvPPA), and logopenic variant PPA

(IVPPA).” People with PPA and their caregivers may also be
informed of the neurodegenerative disease likely to be associated
with the clinical presentation, typically frontotemporal lobar
degeneration or Alzheimer’s disease. As up to 40% of PPA cases
may not readily be able to be categorized to 1 of the 3 variants,'®
some pwPPA and their caregivers may be required to grapple
with complex terminology and uncertainty about more than 1
variant and pathology type. For pwPPA and their caregivers, at
the time of receiving a devastating diagnosis and prognosis, often
at a single consultation, the unfamiliar nomenclature, the hetero-
geneity of the variants, and the difficulties with variant diagnosis
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can be barriers to understanding PPA. The intervention evaluated
in this study aimed to help pwPPA and their caregivers under-
stand this complex syndrome, provide information on managing
worry and low mood, and access peer support.

Although dementia education and support groups are
designed to assist individuals and their caregivers with the chal-
lenges of living with dementia, the unique burden resulting from
impaired communication in PPA may not be addressed by exist-
ing services.!' Typically, in Australia, education and support
groups provided for people with dementia and their families
focus on the stresses that arise from the cognitive and memory
impairments typical of Alzheimer’s disease and vascular demen-
tia.'> Research on poststroke aphasia shows that people with
aphasia and their caregivers report satisfaction with education
and support groups, particularly as they enhance social networks
and community access.! These services, however, are not suit-
able for individuals with PPA as the trajectory of the poststroke
and progressive aphasia syndromes differ so radically, and goals
of restoration of language function are not appropriate for
pwPPA *'* Instead, PPA-specific education and support pro-
grams are required.*®!" Caregivers of individuals with fronto-
temporal dementia benefitted from support groups, which
addressed their specific needs with participants reporting
improved knowledge and understanding of the disease, and valu-
ing mutual support and sharing of coping strategies.'”

Three recent studies describe PPA-specific education and
support groups.”’”’”’ Jokel and colleagues'® developed a
structured group intervention program exclusively for pwPPA
and their caregivers, prompted by clinical need. The program
provided ten 2-hour weekly sessions, which included language
activities, learning communication strategies, counseling, and
education. The authors collected data before and after the
program using outcome measures such as American Speech-
Language-Hearing Association Quality of Communication
Life Scale,'” spousal questionnaires, and qualitative feedback.
The 10 participants (5 pwPPA and 5 spouses) in the treatment
group demonstrated improvements in quality of communica-
tion and coping strategies.'® Morhardt et al'! used a field note
analysis approach to evaluate a tailored psychoeducational sup-
port program and concluded it was beneficial for the 9 pwPPA
and 8 caregivers who participated in the formal intervention
group. In their intervention phase, ten 90-minute bimonthly
sessions were provided, which enabled participants to engage
socially and share experience with peers and were found to
increase feelings of confidence and empowerment. Although
participants in this study demonstrated a preference for support
rather than education, when reporting on education they
received, they demonstrated their preference for practical edu-
cation on strategies to enhance communicative ability. Mooney
et al'* reported a combined approach that provided education,
support, and training in the implementation of multimodal
compensatory strategies to 5 individuals with PPA and their
5 caregivers. This program consisted of 12 1-hour biweekly
sessions. The authors concluded this model was feasible and
valued by pwPPA and their caregivers and resulted in positive
outcomes for the participants.

The PPA education and support group programs described
in the literature to date are resource intensive.'''*'¢ Although
providing evidence of effectiveness, the delivery of such exten-
sive programs may not be feasible for public health facilities
with scarce health resources. As well, families living in
regional or rural areas may have great difficulty committing
to multiweek programs in a major metropolitan city. This study
evaluated our ongoing, less extensive PPA-specific education
program as part of a quality improvement initiative conducted
at a dedicated PPA speech pathology clinic, in order to identify
an effective service delivery model for this publicly funded,
outpatient clinic providing care to people from across the Aus-
tralian state of New South Wales (population 7.5 million, 809
000 square km). It is currently, to our knowledge, the only
specific PPA education and support program provided in this
state and referrals are accepted from across the state. Our goal
in carrying out this research, within provision of clinical ser-
vices, is to provide evidence to drive improvement and expan-
sion of limited existing clinical services for pwPPA and their
families and caregivers. The aim of this study is to evaluate the
benefits of a 3-hour PPA-specific group education and support
session for pwPPA and their caregivers.

Methods

This study was approved as a clinical quality improvement
initiative by the Human Research Ethics Committee of South
Eastern Sydney Local Health District, New South Wales.

Participants

People with PPA in this study were referred to a hospital out-
patient specialist PPA clinic in Sydney by the Frontotemporal
Dementia Research Group in Sydney, or by individual neurol-
ogists, geriatricians, and local medical officers. Caregivers of
pwPPA attending were all the primary communication partners
of the pwPPA, including spouses, life partners, and adult chil-
dren. As part of their clinical care, pwPPA and their caregivers
were invited to a PPA-specific group education and support
session held between 1 and 12 weeks following their presenta-
tion to the PPA clinic. The session was held on 4 occasions, and,
in total, 38 people (20 pwPPA and 18 caregivers) were invited to
attend a session, and all participants were invited to participate in
our study evaluating the session they attended. Twenty-five par-
ticipants (12 pwPPA, 13 caregivers of pwPPA) consented to
participate verbally and by anonymously completing and return-
ing the evaluation questionnaire.

A number of participants had previously attended a PPA-
specific education and support session, with the same goals but
some differences in content to the session described in Table 1,
on 1 or 2 occasions before this study commenced. These parti-
cipants only completed one survey, at the most recent atten-
dance during the data collection period. These participants’
responses are described and analyzed separately from the
responses of those who were attending their first session.
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Table 1. Overview of PPA-Specific Group Education and Support
Session.

Components of the PPA-specific group education and support session

Disease education presented by the speech pathologist

This 45-minute presentation included information on dementia
syndromes, PPA and the 3 variants of PPA, the neuroanatomical
bases of PPA and causative neurodegenerative conditions, aspects
of language processing and cognition, and recent relevant research
findings.

Psychoeducational and practical strategies for managing stress, worry,
and low mood presented by the clinical psychologist

The |-hour presentation aimed to educate participants, both pwPPA
and carers, on understanding anxiety and depression within the
context of adjustment to a new diagnosis of degenerative disease,
progressive loss of function, and changed relationship roles.
Psychoeducation aimed to provide participants with the awareness
and recognition of emotional, cognitive, and behavioral symptoms
of anxiety and depression, and an understanding that these can
occur for pwPPA and/or carers. The majority of the session focused
on providing participants with practical strategies to manage anxiety
and depression, using examples relevant to pwPPA, such as
returning to a regular meal out with friends (social activity) while
considering environmental variables that may affect communication
(such as restaurant noise levels, time of day). Caregiver stress was
also addressed, including the need to ensure optimal self-care.
Participants were provided with a copy of the presentation slides as
a resource, which included information on how to seek further
psychological support. The clinical psychologist also participated in
individual and group discussion with participants following her
presentation.

Practical strategies for maximizing communication presented by the
speech pathologist

This 45-minute presentation focused on practical strategies to
maximize communication. As well as education strategies to
enhance communication, participants were provided with practical
examples of resources such as “in case of emergency” cards,
communication books, life story books, “starting a conversation”
script cards, and café cards. Strategies to minimize barriers to
communication, such as modifying the physical environment and
providing facilitators such as appropriate technology, including
appropriate apps for tablets and smartphones, were presented.
Written educational materials and links to relevant websites that
could be shared with nonattending family members and friends
were also provided.

Peer support

Interaction and discussion during group sessions was encouraged and
a midsession break of 30 minutes, with tea and coffee, was included
to encourage interaction among participants.

Abbreviations: PPA, primary progressive aphasia; pwPPA, people with primary
progressive aphasia.

Procedure

Intervention. People with PPA and their caregivers attended a
PPA-specific group education and support session conducted
collaboratively by a speech pathologist (C.T.R.) and a clinical
psychologist (L.A.). Attendance was by choice, subsequent to
receiving a written invitation. All those invited to attend the
education and support sessions were members of a dyad with 1

person with PPA receiving care from the Uniting War Memor-
ial Hospital PPA Clinic providing the session. For those who
declined, reasons given for nonattendance included overseas
travel, other appointments, leisure and sporting activities, or
the caregiver’s work schedule. The session had a duration of
3 hours, with a midsession break providing opportunity for less
formal discussion. The aims of the session were to provide
(1) disease education, (2) psychoeducational and practical
strategies for managing negative feelings associated with the
diagnosis, (3) practical strategies to enhance successful com-
munication, and (4) opportunities for peer support. The group
session was presented by a speech pathologist with 12 years’
experience with adults with PPA (C.T.R.) and a clinical psy-
chologist experienced in working with adults with neurodegen-
erative disease and communication disorders (L.A.) and
contained 4 components, as summarized in Table 1.

Evaluation. Participants anonymously completed pre- and post-
intervention evaluations. The pre- and postevaluation question-
naires were bound in one booklet and were provided in aphasia
friendly format with a large font size and extra blank space for
all participants.'® The booklet had 2 parts; the first part to be
completed before commencement of the formal session and the
second part to be completed at the conclusion of the formal
session. The first question asked participants to respond, with
“yes” or “no” to the statements: “I am living with PPA” and “I
am the partner or caregiver of someone living with PPA.” The
next question asked participants to respond, with “yes” or “no”
to the statement: “This is my first attendance at a War Memor-
ial Hospital PPA education and support session.” Participants
were then asked to rate their response to 6 statements on
5-point Likert scales. The statements were designed to probe
the success of the program achieving its aims. The same
6 statements were repeated immediately following the group
session (see Online Appendix A). Both pre- and postevaluation
forms also asked both pwPPA and their caregivers to add any
additional comments they might have.

Follow-up interviews were conducted with a smaller cohort
of pwPPA and caregivers who had attended the education and
support session. This subgroup was a convenience sample com-
prised of those 7 participants who either attended the clinic or
were available for telephone interview in the week chosen to
conduct the follow-up. Seven individuals participated and 6
standard questions were asked during all interviews (see Online
Appendix B). The content of the interviews was captured with
field notes.

Data analysis. Responses to completed pre- and postinterven-
tion evaluations were analyzed with nonparametric statistics.
The change in scores for each group on each scale served as
the primary outcome measure of the intervention. As scores
were rankable and from 2 related conditions, Wilcoxon
signed-rank test was used to test for significance of the dif-
ference between the Likert scale rating at each time point, for
each group. Comments that were provided on the evaluations
were extracted and collated.
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Figure |. Pre- and postintervention raw scores for people with primary progressive aphasia who attended | session only.

and knowledge of strategies to manage worry and low mood
(w=0, P<.025, 1 tailed; see Table 2).

Themes Identified in Interviews

A subset of the participants agreed to follow-up interviews.
These data were identifiable. The 7 individuals who partici-
pated in the follow-up interviews were all female, with a mean
age of 67.7 years (range: 64-71 years) and with the mean time
since the person with PPA’s onset of symptoms of 30 months
(range: 18-60 months). Five respondents were caregivers (3 of
people with IvPPA, 2 of people with nfvPPA) and 2 were
people with IvVPPA. Prominent themes identified from analysis
of the interviews and content of the interviews that typify the
themes were:

1. Reduced feelings of isolation and increased feelings of
well-being and support.

“I think I have found being with other people, carers,
and researchers and pwPPA .. . I feel it’s very ben-
eficial. . ... ” (caregiver)

“You get an opportunity to see other [sic] the same as
you. That’s quite rare.” (person with PPA)

2.

Improved understanding of PPA.

“I gain a better understanding every time.” (caregiver)

“Even this third time, I feel we’re still learning.”
(caregiver)

“That tells me everything that I’ve not known proper-
ly” (pointing to a diagram of types of dementia).
(person with PPA)

“We’ve been to ‘Living with Dementia’ (note 1) and
‘iIREAP’ (note 2), but this came from a different
angle, more specific. It addressed our problems.”
(caregiver)

Increased knowledge of coping strategies from sharing
with peers.

“Seeing how other carers are coping and what they
say and what they do...strategies...get tips.”
(person with PPA)

“I find out so much from other people.” (person with
PPA)

“QGathering information about opportunities for new
ideas that might improve your speech.” (person
with PPA)
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4. Providing advice and support to peers.

“I feel sorry if they can’t cope where I’ve got quite a
good idea.” (person with PPA)

“Give information about yourself and I think that’s
really helpful.” (person with PPA)

Discussion

The aim of this research is to evaluate the benefits of a group
session that provided PPA-specific education and support for
pwPPA and their caregivers. The results suggest that pwPPA
and their caregivers benefit from a group education and support
session, whether attending for the first time or having attended
previously. This adds to emerging evidence that education and
support groups should be integral to comprehensive care of this
clinical population.'!-'#1¢

The notable finding of our study is that caregivers of pwPPA
report benefits from a single attendance at a group education
and support session. Although the service delivery models cur-
rently described in the literature have involved extensive pro-
grams spread over multiple attendances with a consistent
group,''*'® our data indicating the benefit from attendance
at even a single PPA-specific session is important, where that
service delivery model cannot be provided. This may be the
case in the public hospital sector where speech pathology and
psychology services for dementia care often receive a low pri-
ority and resources are limited. Moreover, even when multi-
attendance education and support sessions are available, there
can be considerable barriers to access for families living in
regional and rural areas. Additional responsibilities that the
caregiver may be required to assume can also pose a barrier
to attendance. The model of service delivery described in this
study offered a single session to those with a recent diagnosis
but also allowed individuals to attend more than once if they so
wanted and those who did found it helpful.

For those with dementia and their families and caregivers,
postdiagnostic counseling services are currently inade-
quate.?>?! There are personal stories from those living with
PPA that also attest to the devastation of being left with the
diagnostic label and minimal information or support.>* There is
also a clear need for ongoing education and support, and con-
tact with health professionals but this area, in our experience, is
poorly resourced. We do not advocate that one session will be
sufficient to support individuals and families through the PPA
journey, but this study does provide an indication that all peo-
ple with a recent diagnosis of PPA should be provided with,
and are likely to benefit from, the opportunity to access edu-
cation and support from peers and health professionals in the
initial period postdiagnosis.

Benefits of Speech Pathology Education and Support

All participants in this study accessed PPA-specific education
and support as a result of their speech pathology care manage-
ment plan. The PPA-specific education and support enabled

improved understanding of their complex syndrome and dis-
ease process. They reported reduced feelings of isolation due to
the opportunity provided to meet and share with peers. In addi-
tion, we believe that, by addressing psychological issues in the
session, speech pathology “opened the gate” for these partici-
pants to access clinical psychology.

Benefits of Clinical Psychology Education and Support

Our findings suggest that the component provided by the clin-
ical psychologist, which aimed to empower individuals to
manage the worry and low mood associated with PPA, was
highly valued by both pwPPA and their caregivers. This is
consistent with earlier findings that pwPPA and their care-
givers highly value practical strategies to assist living with
PPA."" In addition, the participants gained awareness of the
scope and availability of psychology services. It is plausible
that the attendance at the session may have led to early inter-
vention with a preventive effect. Future studies could inves-
tigate this further.

Benefits of Peer Support

Caregivers for whom the intervention session was not their
first suggested in their comments that they continued to feel
well supported by the access to peers and health profession-
als provided by group sessions. It is recognized that those
with rare dementia syndromes benefit from the support of
peers.'>?* Notable in our study were the comments of
pwPPA regarding the positive opportunity afforded by the
group session to be active providers of information and
support to their peers. This altruistic theme was unique to
the interview responses of the pwPPA, not seen in the
responses of the caregivers.

Changes to Service Delivery Resulting From Evaluation

The finding that attending even a single PPA-specific group
session may be beneficial to pwPPA and their caregivers has
prompted a change in our clinical practice: the introduction of a
recommendation that all pwPPA and their caregivers have
access to a minimum of one PPA-specific group education and
support session.

Further, based on the current findings highlighting the value
of peer support, we have also changed our practice by also
offering impairment-focused (lexical retrieval) treatment in a
small group, rather than individual, context. Caregivers of
pwPPA report that home-based treatment can be lonely and
socially isolating and therefore maintaining adherence can be
difficult.** The value of group treatment delivery, over and
above education and support, requires further investigation. It
is promising that 3 of 5 pwPPA in the active language treatment
group in Jokel’s program demonstrated changes on the Quality
of Communication Life Scale'” postintervention, indicating
improved communication confidence.'®
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Assessing What PwPPA Want

Morhardt and colleagues'' found that talk-based evaluations
were challenging for individuals with communication impair-
ment. We found that a written evaluation form, although pro-
vided in an aphasia-friendly format, was a greater barrier to
pwPPA expressing their opinion than interviews: The individ-
ual face-to-face interview was more effective, providing more
information for the 2 individuals with PPA, than the written
evaluation in this study. The response rate of pwPPA for the
written evaluation was lower than the caregivers and many
requested individual support to complete the questionnaires.
In addition, many of the comments provided by pwPPA were
inconsistent with their responses to the Likert scales. For exam-
ple, one person with PPA did not change her ratings on the
pre- and postevaluations but wrote in her comment, “the infor-
mation provided was great. I’'m glad I came.” Another cor-
rected the wording of the statements to reflect her opinion
and did not use the Likert scales at all. This inconsistency
between responses by pwPPA on the Likert scale and the inter-
view may have been reduced by improved internal validity of
the tools. The inconsistent responses may also be associated
with the cognitive and linguistic profiles of some participants
with PPA and their impaired ability to respond to written text
compared with a spoken interview; the task may be too chal-
lenging. Be that as it may, the few comments the pwPPA pro-
vided on the written evaluations and those made by the 2
pwPPA who participated in the follow-up interviews were pos-
itive. Our sample size of pwPPA was small and limited our
ability to draw conclusions. The cohort of 12 pwPPA who
completed the written evaluations represented only 60% of the
larger cohort of 20 pwPPA invited to participate in the study,
and this further reduces the robustness of any conclusions.
Thus, the challenge remains of how best to establish what
pwPPA want in a comprehensive PPA service.

Additional Considerations

Greater insights could have been gained with participants’ dis-
ease and demographic characteristics linked to their responses.
However, our data were anonymous in order to reduce the risk
of subject expectation bias.”> The self-selected participant
group was recruited from a publicly funded PPA clinic and was
typical of the clinical caseload, thus increasing the ecological
validity of our study. The participant group reflected the het-
erogeneity of the PPA population with a diversity of type and
severity of language impairment. As all data were anonymous,
we are also unable to comment on the possibility that selection
bias may have occurred. It may be that those who attended were
highly motivated and thus more likely to respond positively to
the survey.

We present valuable insights from the lived experience of
pwPPA and caregivers of pwPPA. However, we acknowledge
the limitation that the participants in the interview component
of the study were either people with IvVPPA or caregivers of
people with IvPPA and nfvPPA. We, therefore, cannot claim

that these insights are pertinent to all pwPPA and caregivers of
pwPPA and further research with a larger more diverse sample
could provide additional insights.

In this study, resources did not allow for 2 separate groups:
one for pwPPA and one for caregivers/family members and we
acknowledge this is not ideal. Although the aforementioned
was the procedure for the Jokel’s study, participants in that
study, pwPPA and caregivers, collaboratively determined that
pwPPA and caregivers either combined or alone would be their
preferred option for a future program (Jokel et al, 2017).
Finally, a waitlist control group would strengthen conclusions
about the benefits of access to education and group support
(Jokel et al, 2017); however, in our context, this would delay
delivery of care to some individuals and compete with our aim
of providing education and support at the earliest opportunity.

Conclusion

This study adds further evidence that PPA-specific group edu-
cation and support is beneficial for pwPPA and their care-
givers. We demonstrate that attendance at a single session in
the early months postdiagnosis may be beneficial for pwPPA
and their caregivers and can be a cost-effective, valuable com-
ponent of comprehensive ongoing care for this expanding clin-
ical caseload. The inclusion of education regarding practical
strategies to manage worry and low mood associated with a
PPA diagnosis appeared to be particularly valued by caregivers
and pwPPA. Furthermore, pwPPA appeared to benefit from the
positive opportunity afforded by a group session, to be active
providers of information and support to their peers.
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