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Abstract

Background and Objectives

Stroke in young adults has a lifelong impact on activities of daily life, including driving, leisure,
and community-based activities; social participation; and reduced productivity. The needs of
young people with stroke (YPwS) are likely to vary across different countries, and the de-
velopment of age-adapted information and interventions is therefore critical in addressing those
needs. This study aims to (1) identify the unmet needs of people with stroke aged 18 to S5 years
across countries with varied income levels and cultural backgrounds and (2) determine their
preferred means to access knowledge and information about stroke in the young.

Methods

This international needs analysis used a phenomenologic qualitative design to gain in-depth
perspectives about the experiences of YPwS. Participants were recruited from 9 countries of
varied socioeconomic status. We interviewed 44 participants with stroke (men: 22; women: 21;
transman: 1; mean age: 44.2 * 8.5 years) living in the community (range of time since stroke:
0.5-10 years). The semistructured interview focused on lived stroke experience, unmet needs,
helpful strategies to meet individual needs, hopes, and dreams. The interview was recorded,
conducted in the participants’ native language, and transcribed verbatim. Data were analyzed
using inductive thematic analysis.

Results

Four main themes emerged from the interviews: (1) heterogeneity of unmet needs specific to
YPwS, (2) invisible disability, (3) lack of age-specific stroke information, and (4) call for
accessible information resources available in different formats. The results highlighted the need
to provide long-term and contextually tailored support to YPwS, aligned with their recovery
goals and age-specific needs. Initiatives such as peer-support groups, self-management or peer-
mentoring programs, information resources in various formats, and participation in research
projects could help address the unique needs of this population.

Discussion

Our results emphasize the importance of raising awareness of stroke in the young and the
unique challenges of this population. Future research could focus on the development of stroke
care pathways specific to YPwS.
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Introduction

Although stroke in young people is less frequent than in
older populations, it has a major impact on the individual
and society." Approximately 10%-20% of stroke occurs in
young people aged 18-50 years, with the incidence of
stroke in young people rising globally.”> Stroke is life
changing at any age, yet additional challenges are faced by
young people with stroke (YPwS) because of their age-
related life demands and roles.* According to the World
Health Organization International Classification of Func-
tioning, Disability and Health (ICF) Core Set for stroke,’
YpwsS experience chronic limitations and restrictions in the
activity and participation domains, resulting in low rates of
return to work in the first 12 months after stroke, social
isolation, high rates of depression, and poor quality of
life.*® When compared with older people, YpwS are more
likely to be engaged in vocational and social activities such
as being employed, parenting young children, and relying
on work-related income to ensure their financial security
and that of their family. In addition, YpwS are more
likely to have an active lifestyle contingent upon high
physical and cognitive functioning. This creates unique
challenges and needs for their rehabilitation and commu-
nity reintegration.

Stroke in the young often affects everyday activities. Exam-
ples include driving, leisure and community-based activities,
social participation, and productivity.**"'" Financial burden
is frequently reported in YPwS because of limited access to
government benefits, entitlements, or significant out-of-
pocket health care costs associated with one’s disability.>'>'3
A qualitative analysis of social media platforms found that
steps along the care pathway for young adults were prob-
lematic, such as receiving the initial diagnosis or sometimes
misdiagnosis, returning home, and achieving long-term re-
covery with inadequate community support.'* These results
highlight the complexity of stroke recovery for this
population.

Previous studies identified unmet needs that are specific to
this age group.*">""” Despite global efforts to improve stroke
care quality, increasing evidence demonstrates that younger
adults lack information and age-adapted interventions after
stroke, and that the care they receive is incongruent with
their age-related needs.*”'®' To date, most research to
understand the perspectives of YPwS was conducted with
young White people with stroke from high-income coun-
tries. For example, in a cross-sectional survey of how to
address YPwS’s unmet needs, only 5% of participants were
from countries outside the Anglosphere.” Little is known
about the specific needs of YPwS in low- and middle-income
countries (LMICs).”" Contextual factors such as access to
and skills of rehabilitation therapists and organizational
structure are likely to vary across geographical locations,
socioeconomic status, and societal cultures, thus exploring
cross-country variation would be valuable.
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This study addresses the need to provide long-term stroke
care programs that are contextually tailored and person
centered in varied socioeconomic contexts, aligned with the
call to action by Bernhardt et al.** Knowledge of how stroke
affects young people across different countries and how to
address these unique needs can inform the design of new
models of stroke care and community-based programs to
maximize community participation of YPwS. This study aims
to (1) identify the unmet needs of people with stroke aged
18-55 years across countries with varied income levels and
varied cultural backgrounds and (2) determine the preferred
means to access knowledge and information about stroke in
the young.

Methods
Study Design

This international needs analysis uses a phenomenologic
qualitative design.”> Unlike other research designs that may
prioritize quantitative data or preconceived hypotheses,
phenomenology allows researchers to delve deeply into the
lived experiences of YPwS, providing rich insights into the
unique challenges, coping strategies, and needs. This study
design was aligned with the Consolidated Criteria for
Reporting Qualitative Studies 32-item checklist.”*

Participants

Participants were recruited from Belgium, Canada, Croatia,
Cyprus, Egypt, Ghana, Mauritius, Singapore, and the
United States. Because this work was conducted in the con-
text of a pilot project from the Future Leaders program
(World Stroke Organization), we purposefully recruited
participants through the team’s respective countries, recog-
nizing an unbalance between high and LMICs. Participants
were recruited through stroke support organizations, re-
search flyers, stroke organization newsletters, social media
advertisements, direct contact with stroke survivors or their
families, and snowball sampling. The inclusion criteria were
stroke diagnosis (ischemic or hemorrhagic stroke or venous
infarction), age 1855 years (as per recommendations of the
Stroke Recovery and Rehabilitation Roundtable*®), and
discharged from hospital (>4 months after stroke, no upper
limit). For feasibility reasons (i.e., obtain informed consent
and recall their experience since their stroke), we excluded
people with severe cognitive impairments. Participants with
other neurologic conditions were also excluded to distin-
guish the effects of stroke from those of other conditions.
Aphasia-friendly resources and communication strategies
were incorporated for people with aphasia to allow consis-
tent involvement in the study. We recruited approximately S
participants per country.

Standard Protocol Approvals, Registrations,
and Patient Consents

The procedures followed were in accordance with the ethical
standards of the revised Declaration of Helsinki. Institutional
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review board approvals were obtained at all participating
sites. All participants were fully informed of the procedures
involved and provided written informed consent.

Procedures

Participants took part in a 30-minute individual semi-
structured interview (audio or video recorded). The
interviews were conducted face to face (i.e., in a clinic or
a university setting), over the phone, or virtually using the
Zoom platform (Zoom Video Communications, Inc., San
Jose, CA), depending on pandemic guidelines, participant
preferences, and internet access in respective countries.
For remote interviews, guidance was offered for those with
limited familiarity with technology. A preinterview ques-
tionnaire was administered to capture clinical, cultural,
and sociodemographic information, and each semi-
structured interview followed a detailed interview guide
(eMethods). It included open-ended questions about lived
stroke experience, unmet needs, strategies to meet in-
dividual needs, hopes, and dreams. The interview guide
was first developed in English and translated in each
country’s native language by native speakers. It was also
piloted with 3 YPwS and refined before initiating data
collection. Each interview was led by a member of the
research team (man or woman), all medical or re-
habilitation professionals, fluent in the country’s native
language. Some interviewers had a previous professional/
clinical relationship with participants. All facilitators were
trained in qualitative methods and communication strat-
egies for people with aphasia. The facilitator took field
notes and summarized the main ideas to ensure they ac-
curately reflect the opinions expressed by the participants
(i.e., member checking®®).

Data Analysis

Each recording was transcribed verbatim and translated in
English if the interview was conducted in another language.
Transcripts were analyzed independently by 2 researchers
using the Braun and Clarke 6-step framework”” for a mixed
inductive and deductive approach to thematic analysis within
and across countries (see Figure 1 for flow diagram of data
collection and analysis). NVivo software (QSR International,
Burlington, MA) was used for interpreting meaning from the
context of textual data. Consensus was reached by the 2
coders through discussion. Data saturation, which was de-
fined as no new code emerging, was reached across the whole
sample. An audit trail was kept on the rationale behind the
codes and themes. Once the thematic analysis was com-
pleted, individual codes and subthemes were mapped onto
the ICF Core Set for stroke® to classify the unmet needs
associated with the functioning and disablement and con-
textual factors for YPwS.

Data Availability
Anonymized data not published within this article will be
made available by request from any qualified investigator.
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Figure 1 Flowchart of the Thematic Analysis
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Results

The sample comprised 44 YPwS from 9 countries (6 high-
income, 1 upper middle-income, and 2 lower middle-income
countries based on the World Bank*®) across 4 continents.
The mean (SD) age was 44.2 (8.5) years. Participants were
on average 3.3 (2.9) years after stroke and had mild disability
(median modified Rankin Scale: 1). Table 1 displays par-
ticipant characteristics. Our participants represent a hetero-
geneous cross-section of YPwS both in terms of disability
and socioeconomic characteristics. None of the participants
dropped out from the study. Four main themes and 9 sub-
themes emerged from the analysis: (1) heterogeneity of
unmet needs specific to YPwS, (2) invisible disability, (3)
lack of age-specific stroke information resources, and (4) call
for accessible information resources available in different
formats.

Theme 1: Heterogeneity of Unmet Needs
Specific to YPwS

Impact on Daily Activities and Independence

Each young person with stroke had a unique lived stroke
experience, perception of their recovery, and hopes for the
future. Multiple unmet needs specific to this population were
identified across all domains of the ICF (Figure 2). Most of
the participants (41/44; 93.2%) described that they were
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Table 1 Participant Characteristics

Measure % or mean * SD
Gender
Man 50.0
Woman 47.7
Transgender 23
Age (y) 442 +£85
Country income levels?®
Low- and middle-income country 29.5
High-income country 70.5

Time since stroke (y) 3.3+ 2.9 (range 0.5-10)

Stroke type®
Ischemic 455
Hemorrhagic 40.9
Venous infarction 45
Unknown 1.4

Hemisphere affected

Left 44.7

Right 553

Modified Rankin Scale (score/5)

Median 1

Interquartile range 1-3

Education (y)© 13.6 + 3.6 (range: 0-20)

Living situation

Alone 23

With partner 22.7
With partner and children 27.3
With other family members 47.7

Marital status

Single 29.7
Married or common-law 59.5
Divorced 10.8

2 Classification according to the World Bank.

P Self-reported when the data were not available from the medical chart;
more than 1 type possible.

¢ Self-reported, calculated from primary school.

unable to return to their active lifestyle, such as driving,
playing sports, traveling, or going out with their friends.
Recovery of impairments was often perceived to enable
greater independence, such as working or financial in-
dependence. Work or study, social relationships, and family

Neurology: Clinical Practice | Volume 15, Number 1 |

February 2025

were central to the needs of YPwS. Indicative quotes that
reflect a range of experiences are shown below.

“All the little things suddenly became the biggest.” (USA;

41-55 years old)

“Because I was so active and due to the stroke, there are massive
changes in my life. I used to have a boat, a cottage, and an outdoor
life. I had to give up a lot of things.” (Canada; 41-55 years old)

“I cannot see everything on the left-hand side of the world. That
affects my ability to do day-to-day things.” (Mauritius,

26-40 years old)

Social Relationships and Family

The impact of stroke extended to the family and loved ones.
Strained relationships, conflicts, disruption of family dy-
namics, and challenges with childcare were frequently
reported. Family members often had to take on more re-
sponsibilities to compensate for the lack of independence of
the YPwS. Although family support was beneficial, the will-
ingness of family members to provide help and support fre-
quently decreased in the long term. YPwS without children
(who either decided not to have children or plan to have
children in the future) raised a doubt as to whether they
would be able to assume parental responsibilities. YPwS
identified having trouble to relate to their peers; many felt
socially isolated since their stroke because of difficulties in
resuming daily activities or trouble with engaging in con-
versations. Establishing new relationships and having in-
timate relationships were significant concerns. Three
participants from Egypt described they felt shameful about
their disability and preferred to be left alone than to have
others see their disabilities.

“Iam lonely. All my friends disappeared.” (Cyprus; 41-SS years old)
“It did bring a lot of problems into my relationship, because (my
husband) says that I have changed.” (Belgium; 26-40 years old)
“The inability to perform all these things alone made me
embarrassed to be among other people. I prefer to stay alone. I don’t
want the others to see me.” (Egypt; 26-40 years old)

Financial Burden

Regardless of the country participants lived in, financial burden
was high, described by many of our participants (72.7%). Loss
of income due to unemployment; limited access to government
benefits; and health care costs for additional therapies, medi-
cation, or equipment were frequently cited. The out-of-pocket
cost of mental health services or lack of reimbursement was
reported in Belgium and Canada. By contrast, in LMICs,
challenges to access rehabilitation care, out-of-pocket costs, and
transport to outpatient rehabilitation clinics were the main
issues raised with financial stability.

“Financially, it is quite difficult because I have to take a taxi every time
we go for physiotherapy sessions. Money for food is another
concern.” (Ghana; 41-55 years old)

“I need better medical service, need better physiotherapy. I do not
have enough money, so I used to get the public hospitals medical
service, which of course is not good like private hospitals medical
service. They offer us cheap, weak medications and non-effective

physiotherapy.” (Egypt; 26-40 years old)
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Figure 2 Needs of Young People With Stroke Classified Using the International Classification of Functioning, Disability and

Health Core Set for Stroke
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Employment and Productivity

Working was valued by YPwS, but 76.5% were unemployed
at the time of the interview. Work was not only a way to be
financially independent or taking care of their family but also
to feel accomplished and maintain their social network. For
20.5% of participants, return to work was unsuccessful be-
cause of the high job demands, a lack of flexibility of the
employer or their coworkers, or their disability. Lack of ac-
cessibility of the workplace and stigma toward disability
were also raised as barriers to reintegration into the work-
place. Since their stroke, 3 participants reoriented their
careers and returned to school. Accommodations to support
students with disability were helpful to support YPwS in
their studies.

“I don’t think mentally, I can work in my old job. My mind isn’t
working enough to do what I was doing before. So, I don’t think I
would be going back to work.” (Canada; 41-S5 years old)

“(When I started working) fulltime, that’s where I hit the wall very
hard. That turned out not to be feasible. I seriously crossed my
limits.” (Belgium; 41-5S years old)

“I suppose the main thing I was struggling with for a long time was
finding employment again. And then even after finding employment,
adapting to the working environment, that was a bit tough.”
(Singapore; 26-40 years old)

Neurology.org/CP

Neurology: Clinical Practice

“As a father of big family like my family, stopping my work is a fatal
thing.” (Egypt; 41-S5S years old)

Theme 2: Invisible Disability

Invisible disability, which is defined here as any physical,
cognitive, or psychological impairments that are not imme-
diately apparent,”>® was highly prevalent for YPwS. Exam-
ples included cognitive dysfunction, persistent fatigue, and
emotional regulation. Psychological distress was reported by
93.2% of participants, exacerbated by social isolation and
daily challenges experienced. Anxiety, fear of something else
happening, or frustration with the uncertainty of recovery
were common among our participants, whereas 6.8% of
participants experienced apathy. Invisible disability affected
daily functioning, especially activities requiring both high
physical and cognitive abilities, ability to work and maintain
meaningful social relationships. 22.7% of YPwS reported that
the general population’s lack of awareness of “invisible signs
of stroke” led to unrealistic expectations of performance at
work. Invisible disability was also a major barrier to returning
to or maintaining work.

“It is hard to do tasks. I have some paperwork, I gotta do. It’s sitting
there for a month and a half because I can’t seem to get started on it.”
(Canada; 41-55 years old)

| Volume 15, Number 1 | February 2025
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“The consequences, the invisible consequences or the complications
I had, turned my life upside down a bit” (Belgium; 41-SS years old)
“Physically, from the outside, I'm the same (as before my stroke). I
look the same, but everything else is different. From my role in
everything, basic everyday things to mood, I am not the same and I
don’t know how to explain it to (people around me).” (Croatia:
41-55 years old)

Identity Loss

A total of 22.7% of participants reported a loss of identity
since their stroke, identifying themselves as disabled first.
Disruption of daily activities, challenges to undertake their
family responsibilities, and challenges in returning to work
contributed to this identity loss.

“Besides the obvious physical deficits, I think the deeper impact that I
had was a loss of identity.” (Singapore; 26-40 years old)

“Since my stroke, I stay at home. I feel that I am permanently
handicapped, and I will not be healthy again.” (Egypt;

26-40 years old)

Lack of Support for Emotive and Cognitive
Impairments

In high-income countries, participants highlighted the lack of
support for mental health or neuropsychological resources for
cognitive impairments or psychological distress. After discharge
from rehabilitation services, participants were faced with chal-
lenges to accomplish daily activities, meet family responsibilities,
or resume work because of invisible impairments that were not
addressed during the rehabilitation process. Many participants
reported seeking additional resources and services after months
of struggles because they lacked awareness of available resources
to support them.

“From the moment you are physically a bit okay, you are literally
pushed aside, you are dismissed while you notice that so many things
are not yet possible.” (Belgium; 41-S5 years old)

Theme 3: Lack of Age-Specific Stroke
Information Resources

Across all 9 countries, participants lacked age-specific in-
formation resources at the time of their stroke or in the
chronic phase of stroke recovery. Four main educational
content priorities were identified by YPwS (see Table 2).
The most important information priority was to learn about
the impact of stroke, persistent impairments, and the re-
covery process. Misconceptions about stroke and recovery
were raised in LMICs. Globally, many YPwS initially be-
lieved they would recover in a few weeks. However, they
were faced with issues when they returned home or back to
work. Participants wished they had access to a roadmap to
help them navigate care and resources because they lack
education about what services or governmental program
were available in their region.

Lack of Public’'s Awareness About Stroke in the Young
Because of their age, 20.5% of YPwS did not recognize they had
a stroke, which delayed their admission to the hospital. In-
formation about primary and secondary stroke prevention, how
to recognize stroke signs, and etiology were judged important.
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Participants felt that family members, loved ones, and the public
should receive education about stroke in general, invisible dis-
ability, and how to support YPwS. All YPwS identified using
their own strategies to overcome the lack of resources available.
Examples included self-management programs, peer-support
groups, seeking support from their social environment, and
participation in research projects.

Theme 4: Call for Accessible Information
Resources Available in Different Formats

YPwS preferred to receive tailored resources available in various
formats (e.g, flyer, website, peer-support, podcast, or video).
However, information resources, when available, were not
consistently offered and not centralized in one location. Simi-
larly, the available information resources were difficult to un-
derstand or not appropriate for those with cognitive, perceptual,
or language impairments or low literacy. Short, easy-to-
understand, and aphasia-friendly information were judged
ideal. In addition to traditional methods of education
(ie., pamphlets or websites), social media, in the form of blogs,
social network sites (e.g., Facebook and Instagram), and short
videos (e.g,, YouTube and TikTok), were useful in the provision
of age-specific information. In LMICs, participants offered to
provide stroke education in faith-based organizations or on the
radio to facilitate the dissemination of stroke-relevant in-
formation, when access to internet was limited.

“Reading after stroke is challenging. ... A video would help. A short
one. Not very long and complicated.” (Cyprus, 26-40 years old)
“Oral information is fleeting information. It doesn’t stick.” (Belgium;
41-55 years old)

“Unfortunately, I am illiterate. I cannot read or write. I did not have
any information about stroke or its symptoms or how to be treated
effectively.” (Egypt; 26-40 years old)

Value of Peer Support to Complement Education From
Health Care Professionals

Participants valued peer support for questions, for encourage-
ments, and to gain understanding of the journey through re-
covery, yet it was inconsistently offered. Challenges were raised
for stroke support groups tailored to older people with stroke
because participants felt they could not relate or identify gen-
erational gaps. Health care professionals were perceived to have
a considerable impact on the delivery of information, especially
tailored information to their condition and situation.

“Getting support from other people to understand my struggle and
understand where my deficits lie and pick up on those low points.”
(Mauritius; 26-40 years old)

“Part of my problem being so young was that there was a tiny amount
of people in the same boat as me. ... [Being in contact with someone
who had a similar stroke at a similar age] helps you see the future,
hear people’s stories and also, it makes you feel better.” (Canada;
41-55 years old)

Discussion

This international needs analysis identified diverse unmet
needs specific to YPwS by illustrating their significant
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Table 2 Educational Content Priorities for Young People With Stroke

Educational priority

Quotes Number of participants

(1) Impact of stroke, persistent
impairments, and the recovery process

26-40 years old (Mauritius): “l would have 31
wanted to understand what | got. | was only
hearing the word stroke, but nobody
explained to me what it was.”

41-55 years old (Singapore): “I wish, | know
that there is such thing as golden period for
recovery...yeah because, once you pass the
time already, even if you want to go back,
cannot go back. Now every rehab center that |
go to tell me the same thing there’s no chance
for you to recover.”

41-55 years old (Ghana): “I think I would have
wished to know how the recovery would be
like and how long it would take.”

(2) Stroke prevention, recognition of
stroke signs, and etiology

41-55 years old (Ghana): “l am someone who 25
likes taking medicines so if the health care
professionals had told me to report back for
a refill after the blood pressure medications
got finished, maybe this condition would not
have occurred.”

41-55 years old (USA): “I should have taken
care of myself better.”

41-55 years old (Croatia): “I knew that the
recovery would be long time because
unfortunately I've arrived in hospital too late.
[My family] didn’t take me to hospital right
away because they didn't know what was
happening to me.”

26-40 years old (Egypt): “I would like to know
why | got this stroke. | am afraid from getting
it again.”

(3) Education to the public and family
members

41-55 years old (USA): “I think my family was 19
at a lost because they didn't really know who
to talk to. Information was not readily
available to them. Like pampbhlets or anything
to take home about how to take care of

a stroke survivor or who to call.”

41-55 years old (Belgium): “You do really get
nasty remarks from people sometimes. ...
You can't see what the problems are from the
outside.”

26-40 years old (Singapore): “What would be
useful is sort of like a handbook, at least

a pamphlet of information for at least the
caregiver especially. ‘This is what might
happen, and this is who to ask for advice’ and
things like that.”

41-55 years old (Croatia): “My needs are, well
they are more personal now, to have more
understanding from my family maybe. [...]1
think my family should also be educated on
how to give us support. | think they are not
aware of how much their support means to
us.”

(4) Roadmap to navigate care and
resources

41-55 years old (USA): “l wish | had known 15
more about the [health care system]. There is
alotof people out there that are not educated
about the system and the insurance. They
don’t know the process.”

41-55 years old (Canada): “Someone could
really have a physiotherapy recovery
roadmap saying now what you should be
doing is going for long walks, swimming
pools, whatever should be next.”

41-55 years old (Belgium): “I'm still trying to
figure that [employment] out for myself,
because | experienced it very much as a lack
of what to expect in terms of work
possibilities.”
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challenges in all domains of the ICF including returning to
work or school, parenting, social isolation, financial burden,
invisible disability stigma, and difficulty navigating the care
pathway. These unique needs hindered lifelong community
reintegration. Unfortunately, there is a lack of limited age-
specific resources and services, especially in languages other
than English. Video-based resources could help overcome
literacy challenges. Having concise and accessible resources
is a first step in addressing the needs of YPwS. The distinct
contribution of this work lies in its comprehensive explora-
tion of unmet needs among YPwS across diverse cultural and
income backgrounds. By uncovering themes such as invisible
disability and the demand for age-specific stroke in-
formation, this research underscores the necessity for tai-
lored support initiatives that transcend cultural barriers,
offering valuable insights for global health care strategies
aims to enhance the well-being of YPwS.

Similar to the findings from Wolfenden and Grace,'® our
participants experienced vulnerabilities. This vulnerability
was exacerbated by invisible disability, affecting participa-
tion, social relationships, and productivity. Invisible dis-
ability after stroke is frequently reported as a source of
%31 It may also lead to difficulty with psycho-
logical adaptation®” and feelings of being an outsider.
Unfortunately, society tends to judge people with invisible
disability according to conventional standards about what
constitutes acceptable behavior.>" This is aligned with one of
the 4 educational priorities identified by our participants to
educate the public and family members about stroke and
invisible disability. Comprehensive screening for invisible
impairments and follow-up assessment of participation
during community reintegration could be beneficial to tailor
treatment.””"*” Similar to the poststroke checklist developed
by the Global Stroke Community Advisory Panel and en-
dorsed by the World Stroke Organisation,**>*
commenced work on a similar checklist that targets the
needs of YPwS that are often present but not explicitly
identified (e.g., contraception, pregnancy and parenting,
return to work, driving, participation in leisure and social
activities, return to physical activity or sports, and finances).
YPwS raised concerns related to intimate relationships and
parenting, similar to those raised by nondisabled age-
matched peers.”” In the literature, intimate relationships are
particularly vulnerable for YPwS, especially for those who
are single, living with their parents, or in parenting roles.**
More sensitization about the various forms of invisible dis-
ability is needed in the society at large and in the workplace.
For example, stroke educational campaigns were shown to
be effective to improve public’s knowledge and awareness.>®
Learning from initiatives performed in people with Alz-
heimer disease and stroke, storytelling in videos, books, or
podcasts might be effective to educate the general
public.*”*® Social media platforms hold promise as tools for
YPwS; they offer avenues for peer support, educational
resources, and empowerment through shared experiences,
ultimately fostering resilience and facilitating rehabilitation

frustration.

our team has
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efforts. As examples, YPwS in Australia and the
United Kingdom have set up foundations to share their
stories, raise funds to meet unmet needs, and develop
resources for other YPwS.***® These commendable ini-
tiatives support the public’s education about invisible dis-
ability associated with stroke in the young. Health care
professionals can be made aware of these resources and
signpost other YPwS to relevant resources, although more of
such solutions will be needed in LMICs.

Unemployment is a frequent adverse outcome in YPwS. In
a cohort study, nearly 47% of the sample did not return to work
5 years after stroke.'® This has important financial implications
to the individual, their family, and society. YPwS have signifi-
cant financial burden associated with stroke disability.*"
Revenues from employment are often a necessity.'> Both in-
come from the same household may be affected because family
members may need to change their work capacity to support
the YPwS or take more family responsibility.'>*' On a societal
level, chronic productivity losses and decreased participation in
work and community activities contribute to the economic
burden of stroke.** Moreover, returning to work after stroke is
of substantial importance for psychological well-being and life

satisfaction.™

Consistent with work performed in high-income
. 4,1517 .

countries, our results emphasize the need to pro-

vide long-term and contextually tailored support to YPwS.
This study highlights the lack of information about stroke
etiology, recovery, and prevention specific to YPwS. As
a result, they may access online resources to gather health-
related information. An online repository of information
resources tailored to YPwS can be a practical solution to
facilitate access to quality information. Navigating the
health care system was challenging. A roadmap of the local
resources and services could be a solution to explore.
Multimodal information resources were preferred to access
knowledge and information, both within and outside the
traditional health care setting. This is consistent with the
results from an online survey in which YPwS identified face
to face contact with a health care professional, a succinct
list of tips and peer support as preferred methods to meet
unmet needs.”® Because impairments after stroke are het-
erogeneous, accessible information in different formats
could be useful to meet the needs of a diverse group of
YPwS. Work performed by nonprofit organizations, such
as Different Strokes,** the Stroke Foundation,** and the
Heart and Stroke foundation,*® can also address some
unmet needs.

The unmet needs to YPwS highlighted in this study can serve
to lobby governing or regulatory bodies for changes in service
provision. The findings can be useful in shaping the content
of universities for training programs for rehabilitation pro-
fessionals worldwide. Initiatives such as peer-support groups
or peer-mentoring programs, participation in research proj-
ects, and self-management programs were empowering to
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TAKE-HOME POINTS

> Young people with stroke (YPwS) experience multi-
faceted challenges, including difficulties in returning
to work or school, navigating social relationships,
and coping with invisible disability stigma, which
collectively hinder lifelong community reintegration.

> The study underscores the scarcity of age-specific
resources and services, particularly in languages
other than English, emphasizing the need for
accessible and concise information tailored to the
unique needs of YPwS.

> The vulnerability experienced by YPwS, exacerbated
by invisible disability, underscores the importance of
comprehensive screening and tailored treatment
approaches to address their specific impairments
and facilitate psychological adaptation and partici-
pation in society.

> Long-term contextually tailored support should be
provided to enhance employment opportunities
and mitigate economic burdens of stroke in the

young.

% The study advocates for the development of multi-
modal information resources to facilitate access to
quality information and support services for YPwS.

our participants. These could be low-hanging fruits to im-
prove stroke care in the young. Future research directions
could include the codesign of accessible information
resources with YPwS to meet the 4 educational priorities
identified, but efficacy should be tested. In the codesign of
these resources, concise, easy-to-use, and aphasia-friendly
resources, available in different formats and languages should
be kept in mind. Future work should explore how the
resources are integrated in stroke care pathways, to ensure
that all YPwS access the information they need to promote
their community and reintegration. Finally, country- and
region-specific needs should be identified to improve local
stroke care pathways.

This study does not allow for country-specific recom-
mendations to be made because of the qualitative study
design and small sample of participants in each country.
Nonetheless, perspectives from participants from different
geographical regions and varied socioeconomic and cul-
tural backgrounds constitute a strength of this study. It is
possible that details and nuances may have been lost in the
translation of the interview guide and the verbatim. How-
ever, we performed frequent checks with each interviewer
to mitigate the impact of the translation. It is acknowledged
that a response bias may have occurred. A short interview

Neurology.org/CP

(30 minutes) may not have allowed participants enough
time to become comfortable with the interviewer and share
more sensitive personal challenges. The single time point
study also limits our ability to draw conclusions on how
needs change over the course of recovery. Because some of
the interviews were carried out using an online platform,
opportunities to use a variety of conversation support
techniques to promote communication access were limited
for those with aphasia. Instead, the interviewers often re-
peated words or phrases to verify the interviewee’s un-
derstanding, incorporated closed questions, used simplified
language, and clarified the subtle meanings of participant
gestures or facial expressions.

Our results underline the importance of raising awareness of
stroke in the young and the unique challenges of this pop-
ulation. Traditionally, stroke care is offered regardless of the
age of the person. However, YPwS have unique needs and
may not receive the optimal care for their recovery. Stroke
care delivery should be congruent with YPwS recovery goals
and age-specific needs.
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