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Executive Summary

The Canada-International HIV and Rehabilitation Research Collaborative (CIHRRC), in partnership with
Realize hosted the 4th International Forum on HIV and Rehabilitation Research and Intersectoral Policy
Dialogue: Advancing Research, Policy and Practice for Healthy Aging on Saturday June 16%, 2018 in
Toronto, Ontario at the Li Ka Shing Knowledge Institute at St Michael’s Hospital. The Forum was funded
by a Canadian Institutes of Health Research (CIHR) Meeting, Planning and Dissemination Grant.

Building on the success of previous Forums to focus on evidence-informed interventions to promote
successful aging with HIV and other concurrent health conditions, specific objectives of the Forum
were:

1. To facilitate knowledge transfer and exchange (KTE) on HIV and rehabilitation research, clinical
practice and service delivery, among people living with HIV, researchers, clinicians on HIV,
representatives of community organizations, and policy makers internationally;

2. To establish new research and clinical partnerships in HIV and aging internationally;

3. To foster mentorship and training in HIV and aging research

The Forum brought together 77 stakeholders, including researchers, community leaders, clinicians,
students and people living with HIV from Canada (n=62), the United Kingdom (UK) (n=8), the United
States (US) (n=3), Ireland (n=3) and Australia (n=1) to exchange research evidence related to HIV, aging
and rehabilitation.

The Forum was organized into a Keynote Speaker Session, three Research Evidence Panel Sessions and
a Plenary Panel Session. Twenty-four speakers were invited to present on research and program
evaluation related to HIV, aging and rehabilitation carried out in Canada, the UK, the US and Ireland.
Sessions included a Keynote Speaker Session (1 speaker), three Research Evidence Panel Sessions with
13 presentations (15 speakers and 3 Respondents), one Plenary Panel Session with 4 speakers and 2
moderators from Canada (n=15), the United Kingdom (UK) (n=3), the United States (US) (n=3) and
Ireland (n=3).

The first Research Evidence Panel Session focused on Multimorbidity, Frailty, Community Engagement
and Social Participation. The second Research Evidence Panel Session focused on Successful Aging
Interventions and Models of Rehabilitation Delivery. The third Research Evidence Panel Session
focused on Exercise and Wellness Interventions. The Plenary Panel Session focused on Bridging the
Research Evidence with Real World Practice in areas of HIV, Aging and Rehabilitation. The Forum
provided an opportunity for a broad range of stakeholders to respond to current research evidence
and present new and emerging research evidence and experiences related to HIV, aging and
rehabilitation. Structured discussions and Q&A segments enabled participation throughout the day and
a facilitator was in place to engage attendees while adhering to the agenda. Please view the Forum
Program Agenda in Appendix A.

4th International Forum: HIV Rehabilitation Research and Intersectoral Policy Dialogue 2
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Evaluations of the Forum (n=48) indicated that a majority of participants agreed or strongly agreed
(98%) that the Forum achieved its goal of translating recent research evidence on HIV, aging and
rehabilitation.

Twitter updates were provided throughout the event with the hashtag #RehabHIV

This report provides an overview of the 4th International Forum on HIV Rehabilitation Research and
Intersectoral Policy Dialogue and our process of summarizing the research evidence on priorities in
HIV, aging and rehabilitation research.

How do | access the Forum Materials? To access the Forum Films and slide presentations, please go to
the 4th Toronto Forum Knowledge Translation and Exchange (KTE):
http://cihrrc.hivandrehab.ca/2018-forum.php

What were the Strengths and Challenges of the Forum? Evaluation of the Forum (n=48 respondents)
indicated that the majority of participants agreed or strongly agreed (98%) that the Forum achieved its
goal of translating recent research evidence on HIV, aging and rehabilitation.

e Strengths of the Forum included the diversity of high quality speakers from four countries
addressing research priorities, opportunities for collaboration and KTE. The Forum was very
well organized and had lots of great information and good thought provoking questions.
Respondents thought the Forum was a great opportunity for networking and transfer and
dissemination of knowledge and research. The majority of participants (95%) said they would
consider incorporating the content covered in the Forum to their work and 81% agreed or
strongly agreed they made new contacts which will be helpful in their everyday work.

e Respondents also noted the program was quite full, and would have liked more room in the
schedule for interactive dialogue. Respondents would have also liked to see more policy makers
and specific non-HIV specific organizations who have potential to contribute at the Forum.

Who Do | Contact for More Information? For more information about the Forum, please contact:
e Kelly O’Brien (kelly.obrien@utoronto.ca)
e Francisco Ibafiez-Carrasco (ibanezcarraF@smh.ca)
e Kate Murzin (kmurzin@hivandrehab.ca)

4th International Forum: HIV Rehabilitation Research and Intersectoral Policy Dialogue 3
June 16" 2018


http://cihrrc.hivandrehab.ca/2018-forum.php
mailto:kelly.obrien@utoronto.ca
mailto:ibanezcarraF@smh.ca
mailto:kmurzin@hivandrehab.ca

[ ]
CIHRRC reallze
CANADA-INTERNATIONAL HIV & FOSTERING
REHABILITATION RESEARCH POSITIVE CHANGE

FOR PEOPLE LIVING
B el WITH HIV AND OTHER
EPISODIC DISABILITIES

Context

HIV is now considered a chronic illness in countries such as Canada, UK, the United States, and
Ireland?!. Approximately 30% of people living with HIV (PLWH) in Canada are over 50 years of age. This
proportion is expected to increase over the next decade?. This pattern may appear in other similarly
developed countries that have access to treatment. People are aging with a range of physical,
cognitive, mental and social health challenges associated with HIV and the related comorbidities,
despite improvements in survival and increased access to treatment3®. The rising prevalence of
cardiovascular disease, diabetes’, bone and joint disorders,®° neurocognitive disorders'?, and cancers!
further add to the complexity of disability experienced by PLWH over the life course!?>. Adults aging
with HIV can face additional challenges of ageism, stigma, mental health challenges, income insecurity
and lack of social support'®'°. Therefore, it is essential that the community respond to the changing
needs of adults aging with HIV, specifically by increasing the role of rehabilitation?°.

Rehabilitation in the context of HIV includes any prevention or treatment activities and services that
address body impairments, activity limitations and social participations restrictions experienced by an
individual®. Rehabilitation services such as physical therapy can help address disability?>22. It is
hypothesized that the demand for rehabilitation will increase for those with HIV and other chronic and
episodic illnesses as the population ages?32*. However, the field of HIV and aging is still emerging, with
Canada, Ireland, the United Kingdom (UK) and the United States (US) growing as leaders in the field. In
these countries, people aging with HIV can face similar issues related to retirement and income
support, challenges accessing rehabilitation services, and increasing complex multimorbidity”®2>-28,
Although Canada is an international leader in mobilizing the dynamic field of HIV rehabilitation
research, the provision of rehabilitation for older adults with HIV remains limited?°. In contrast, in
some areas of the UK, HIV rehabilitation service delivery is more established and accessible across the
continuum of care3. Forming partnerships and exchanging knowledge with others in countries where
individuals experience similar issues related to HIV and aging is essential to addressing research
priorities in this emerging field.

Canada-International HIV and Rehabilitation Research Collaborative (CIHRRC)

In October 2009, a group of UK and Canadian researchers and clinicians, in partnership with the
Canadian Working Group on HIV and Rehabilitation (CWHGR), now Realize, obtained funding from the
CIHR Meetings Planning and Dissemination Grants competition to conduct a research meeting in
London, UK3!. The goal of this meeting was to develop a collaborative research agenda to address the
research priorities in HIV and rehabilitation. At this meeting, the Canada-UK HIV and Rehabilitation
Research Collaborative (CUHRRC), was formalized as the first international research collaborative on
HIV and rehabilitation32.

In 2017, CUHRRC, changed its name to CIHRRC (Canada-International HIV Rehabilitation Research
Collaborative) to accommodate the many international members joining the collaborative. CIHRRC is
now comprised of 83 PLWH, researchers, clinicians, representatives from community organizations and

4th International Forum: HIV and Rehabilitation Research and Intersectoral Policy Dialogue 4
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policy stakeholders in Canada, the UK, Ireland, the US, Germany and Australia, with an interest in HIV
and rehabilitation research (http://cihrrc.hivandrehab.ca/ ) annually by teleconference to share
knowledge and collaborate on research initiatives in six priority areas including: 1) episodic health and
disability, 2) aging with HIV across the life course, 3) concurrent health conditions, 4) access to
rehabilitation and models of rehabilitation service delivery, 5) effectiveness of rehabilitation
interventions, 6) enhancing outcome measurement in HIV and rehabilitation research. CIHRRC
members have collectively pursued initiatives in each of these research priority areas, exploring the
prevalence of multimorbidity with HIV, disability and rehabilitation service use among PLWH in
Canada?3; conducting a comparative policy analysis of rehabilitation services access between Canada
and the UK34; evaluating the uptake of an electronic e-module for rehabilitation professionals on HIV3>;
developing evidence-informed practice recommendations on rehabilitation for older adults with HIV36;
and developing and assessing the measurement properties of a new HIV disability questionnaire®’.

CUHRRC (now CIHRRC), in partnership with CWGHR (now Realize), planned and hosted the first
International Forum on HIV and Rehabilitation Research, on June 13-14, 2013 in Toronto, Ontario,
Canada. The Forum brought together 92 stakeholders to share current research evidence related to
the six priority areas. The priority areas aligned with six key research priorities established by CWGHR
in an earlier scoping study38. The Forum also offered an opportunity to review and update the research
priorities to respond to new and emerging issues related to HIV and rehabilitation3°.

CUHRRC (now CIHRRC), in partnership with the British Rehabilitation in HIV Association (RHIVA),
planned and hosted the 2nd International Forum on HIV and Rehabilitation Research: Advancing
International Partnerships to Address Key Research Priorities in HIV and Rehabilitation, on October 11,
2014 at the Chelsea and Westminster Hospital in London, England. The Forum brought together 51
stakeholders to facilitate knowledge transfer and exchange (KTE) on HIV and rehabilitation research,
clinical practice and service delivery, among PLWH, researchers, clinicians working in HIV care,
representatives of community organizations, and policy makers in Canada, UK and Ireland; and to
foster new research and clinical partnerships in HIV and rehabilitation internationally. The Forum
provided an opportunity for a broad range of stakeholders to respond to current research evidence
and present new and emerging evidence and experiences related to HIV and rehabilitation.

CUHRRC (now CIHRRC) in partnership with CWGHR (now Realize) and the Canadian Association for HIV
Research (CAHR) hosted the 3rd International Forum on HIV and Rehabilitation Research on May 12,
2016 at the Delta Hotel in Winnipeg, Manitoba. The Forum brought together 69 stakeholders from
Canada, the UK, the US and Australia to exchange research evidence related to HIV, aging and
rehabilitation. The Forum focused on facilitating KTE in the areas of successful aging with HIV and
multimorbidity as well as rehabilitation interventions and strategies for older adults living with HIV.
The Forum was an opportunity for attendees to establish new research and clinical partnerships, foster
mentorship and training in and identify new and emerging research priorities in HIV, aging and
rehabilitation.

4th International Forum: HIV and Rehabilitation Research and Intersectoral Policy Dialogue 5
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4th International Forum on HIV and Rehabilitation Research and
Intersectoral Policy Dialogue

On June 16%™, 2018, CIHRRC in partnership with Realize hosted the 4th International Forum on HIV and
Rehabilitation Research and Intersectoral Policy Dialogue: Advancing Research Policy, and Practice for
Healthy Aging.

The goals of this CIHR-funded meeting were 1) to facilitate knowledge transfer and exchange (KTE) on
HIV and rehabilitation research, clinical practice and service delivery, among PLWH, researchers,
clinicians on HIV, representatives of community organizations, and policy makers internationally; 2) to
establish new research and clinical partnerships in HIV and aging internationally; 3) to foster
mentorship and training in HIV and aging research.

The Forum was organized into a Keynote Speaker session, three Research Evidence Panel Sessions and
a Plenary Panel Session. The topics for the three Research Evidence Panel sessions included:

1) Multimorbidity, Frailty, Community Engagement and Social Participation;
2) Successful Aging Interventions and Models of Rehabilitation Delivery;
3) Exercise and Wellness Interventions.

Each session was compromised of 4-6 presentations (n=15 speakers + 3 respondents) who provided an
overview of research and program evaluation related to HIV, aging and rehabilitation in the above
topic areas.

The Plenary Panel Session titled “Bridging the Evidence with Real World in Research and Practice;
Community and Clinical Perspectives across the Continuum of Care in Aging with HIV” consisted of four
panelists and 2 moderators including PLWH, researchers and clinicians from the community who had
the opportunity to comment and reflect on the research evidence presented throughout the day.

Approach

The 4th International Forum on HIV and Rehabilitation Research and Intersectoral Policy Dialogue was
supported by a Meeting, Planning and Dissemination Grant from the Canadian Institutes of Health
Research (CIHR), Aging Institute and Realize. CIHRRC acknowledges the support of Canadian Alliance in
HIV and HCV Knowledge to Action, St. Michael’s Hospital, Gilead Sciences Canada Inc. and Three Flying
Piglets, Gay Men’s Health Collective (GMHC).

The Forum involved an intensive process of planning and development leading up to the event. Upon
receiving notification of funding, members of the Forum Core Planning Team had their first meeting via
teleconference in November 2017.

4th International Forum: HIV and Rehabilitation Research and Intersectoral Policy Dialogue 6
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Forum Core Planning Committee

A Core Planning Committee was formed which included Principal Investigators and Knowledge Users of
the CIHR Planning Grant. The purpose of the Core Planning Committee was to oversee the planning
and implementation of the Forum. This Committee met on eight occasions leading up to and one
occasion after the Forum to discuss advancements made in the planning of the Forum. Specific
activities included: developing a timeline for Forum preparation; advertising the Forum; planning the
Forum agenda and program; connecting with potential speakers and panelists; finalizing catering,
travel and accommodation details; developing a filming and media plan; discussing the evaluation
process; discussing registration options; finalizing and distributing participant and speaker invitations;
establishing opportunities and planning for rapporteurs; liaising with speakers prior to the Forum;
determining specific outcomes of the Forum and developing a KTE strategy post-Forum. The team
updated the broader CIHR Planning Grant team on relevant updates via e-mail.

Invitations and Advertisement of the Forum

The Core Planning Committee developed a list of invitees which included: PLWH, clinicians, academics,
representatives from AIDS Service Organizations (ASOs) and Community-Based Organizations (CBOs),
community members, Realize and CIHRRC members, and representatives from funding organizations.
We distributed a ‘Save-the-Date’ email to CIHRRC members in January 2018. Registration was open on
the Realize website in February 2018.

Targeted invitations and advertisements were sent out to Realize and CIHRRC members, community
collaborators, community partners/organization representatives, CIHR representatives, Adolescents
living with HIV (ALHIV) Team, and CAHR representatives in February 2018. The Forum was broadly
advertised by circulating an E-Blast announcement to CIHRRC members in March 2018. The Forum
Program Agenda (Appendix A) and Forum poster (Appendix B) were also displayed on the CIHRRC and
Realize website. CIHRRC’s Twitter account (@CIHRRC) and Realize’s Twitter account (@HIVandRehab)
were used to promote the Forum, introduce the speakers, as well as provide reminders regarding the
registration closing date. The registration fee for the Forum was $125.00, and $75.00 for Realize
members.

Registration closed on Wednesday July 13th, 2018. Seventy-nine individuals registered for the Forum
through the Realize website, and 75 of those who registered attended the Forum. On the morning of
the Forum, an additional two individuals registered last minute on site, resulting in a final total of 77

Forum attendees.

Invited Speakers and Volunteers

Twenty-seven researchers, clinicians and community members engaged in the field of HIV, aging and
rehabilitation spoke as part of the Forum program. Fifteen of those speakers presented across one of
three Research Evidence Panel sessions, with one keynote speaker. Three respondents spoke after the
research evidence panel speakers to discuss and summarize the evidence in the context of their
personal lived and clinical experiences related to HIV rehabilitation research. The Plenary Panel Session

4th International Forum: HIV and Rehabilitation Research and Intersectoral Policy Dialogue 7
June 16" 2018


https://twitter.com/CIHRRC?lang=en
https://twitter.com/HIVandRehab?lang=en

POSITIVE CHANGE
REHABILITATION RESEARCH
CO!_LABORATlVE FOR PEOPLE LIVING

WITH HIV AND OTHER
EPISODIC DISABILITIES

[ ]
CIHRRC reallze
@TERNA“ONAL HIV & FOSTERING

consisted of four Panelists with two Moderators (overlap of one presenter). Additionally, six speakers
presented during the Welcome and Introductions, Overview and Wrap-up sessions (overlap of three
presenters).

Forum Program

The Core Planning Committee developed a Forum Program, which contained the agenda, title of each
speaker’s presentation, key messages and biographies http://cihrrc.hivandrehab.ca/docs/Forum-
Program-Full-FINAL-June-12-2018.pdf. The purpose of the program was to give participants the
opportunity to familiarize themselves with the work of the speakers, and also to prepare them to be
involved in discussions held during the Forum. The final Forum program was available in hard copy at
the Forum. An electronic copy of the Forum program was available online.

Pre-Forum Planning Teleconferences

In May 2018, the Core Planning Team held five pre-Forum teleconferences, one for each of the three
Research Evidence Panel Sessions, one for the Plenary Panel Session and one for the Rapporteurs. The
purpose of these teleconferences was to enable speakers, panelists and rapporteurs to be acquainted
with each other and discuss their topics of presentation (if applicable) before the Forum and to discuss
the logistics and proceedings of the Forum.

Forum Filming and Media Team

A Forum Filming and Media Team was assembled by the Core Planning Team in November 2017. The
purpose of this team was to enhance knowledge translation and exchange of the evidence presented
at the Forum. The team implemented a social media strategy leading up to, during, and after the
Forum via the Twitter hashtag: #RehabHIV. To access the Twitter feed from the Forum go to:
https://twitter.com/search?q9=%23rehabhiv&src=typd&lang=en

The Filming and Media Team was also responsible for filming the Forum sessions. Three Flying Piglets
contributed in-kind filming and editing services for the Forum. Speaker videos were edited and
uploaded onto the CIHRRC website as part of the 4th Forum Knowledge Translation and Exchange
(KTE) Library to enable further dissemination of research knowledge on HIV, aging and rehabilitation.
Click here http://cihrrc.hivandrehab.ca/2018-forum.php to access the current 4th Forum KTE Library.

Post-Forum Activities

The Core Planning Team met twice via teleconference after the Forum. During the first teleconference,
the Core Planning Team met with the Rapporteurs to debrief about the Forum. During the second
teleconference, the Core Planning Team met to debrief on the overall Forum process, discuss next
steps for the knowledge translation strategy, and address post-Forum activities such as distributing
thank you letters and discussing the Forum evaluations. Thank-you letters were emailed to all
speakers, rapporteurs, and funders within one month following the Forum. The evaluation forms from
the Forum were compiled into a report and provided to Realize, CAHR and Canadian Society for
International Health (CSIH).

4th International Forum: HIV and Rehabilitation Research and Intersectoral Policy Dialogue 8
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Forum Overview

The Forum was held on Saturday June 16™, 2018. The Forum was organized into a Keynote Speaker
Session, three Research Evidence Panel Sessions and one Plenary Session. The Keynote Session
focused on Healthy Aging with HIV in the Context of Aging- Measuring Health and Effectiveness of
Intervention. The First Research Evidence Panel Session 1 focused on Multimorbidity, Frailty,
Community Engagement and Social Participation and consisted of five presentations and one
respondent presentation. The second Research Evidence Panel Session 2A focused on Successful
Aging Interventions and Models of Rehabilitation Delivery and consisted of four presentations and one
respondent presentation. The third Research Evidence Panel Session 2B focused on Exercise and
Wellness Interventions and consisted of four presentations and one respondent presentation. The aim
of the Plenary Panel Session was to describe ways in which research has been implemented into real
world practice and to identify research priorities in HIV, aging and rehabilitation. The panel consisted
of a case study video presentation, followed by four Panelists who responded to questions related to
their perspectives on: i) their experience and the impact of HIV and aging research in their real world
practice and community; ii) their opinion on where we should focus our research priorities on HIV and
aging over the next 2-5 years; iii) recommendations on how to better integrate, translate, and share
research evidence to better enhance clinical and community practice for adults aging with HIV; and iv)
advice on what is needed next in the context of HIV, aging and rehabilitation in Canada. Each speaker
presentation was followed by a Q&A with the Forum participants and Panelist group discussion. The
Panel Session was moderated by two Moderators (1 rehabilitation researcher and 1 community
member). All presentations were filmed and uploaded to the 4th Forum Knowledge and Translation
and Exchange (KTE) Library to broaden the KTE of the Forum

Discussion was encouraged through Q&A as well as informal discussions during breaks and lunch. The
Forum included a number of features to enhance knowledge transfer and exchange. Participants were
provided a hard copy of the Forum Program, which included the agenda and key messages from each
presentation, as well as biographies of all speakers. Prior to the 4th International Forum, the media
team launched the official conference hashtag, #RehabHIV. All attendees were encouraged to use
Twitter throughout the day to further translate highlights from the Forum.

Seventy-seven participants convened in Toronto to discuss research evidence on HIV, aging and
rehabilitation. Participants represented a broad range of stakeholders. The majority of participants
indicated that they worked at a University (or other academic institution) (29%, n=22), and identified
as a Researcher (18%, n=14), Trainee (13%, n=10) or ‘Other’ which included Coordinators,
Biostatisticians and Program Implementers (31%, n=24). Forum participants represented a broad range
of stakeholders. See Table 1 for an overview of characteristics of Forum participants based on
information gathered at Forum registration.

4th International Forum: HIV and Rehabilitation Research and Intersectoral Policy Dialogue 9
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Table 1 - Characteristics of Forum Participants (N=77)

Forum Forum
Participant Affiliation Participants Participant Role Participants
N (%) N (%)
University (or other o o
Academic Institute) 22 (29%) Researcher 14 (18%)
Non-Governmental Trainee
18 (239 10 (139
Organization PR (e.g MSc, PhD, Postdoc) R
Hospital 11 (14%) Clinician 9 (12%)
Community-Based 11 (14%) Service Provider 7 (9%)
Organization
Community-Based Health 2 (3%) Community member 7 (9%)
Care
Research/Knowledge 0 0
Production Organization AL, Educator S0
Unknown 2 (3%) Unknown 3 (4%)
Other (including
Other (including Federal Coordinators, multiple
Government, Pharma, 9 (12%) roles, Biostatistician, 24 (31%)
Independent Researcher) Product Manager,

Program Implementer)

Summary of Evidence

The Forum began with a Keynote speaker session, followed by Research Panel Sessions 1, Research
Panel Session 2A, Research Panel Session 2B and a Plenary Session. Twenty-Four invited speakers
presented on current research studies, interventions, programing and/or their real-world experience in
Canada, Ireland, the UK and the US.

There was one keynote speaker session, thirteen individual presentations, and a Plenary Panel Session
with small and large group discussions integrated throughout. Please see Appendix A for the Forum
Program Agenda. We provide an overview of the summary of evidence with key messages from each
of the speaker presentations at the Forum.
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Professor Richard Harding, Herbert Dunbhill Chair of Palliative Care & Rehabilitation and Director of the
Centre for Global Health Palliative Care, Cicely Saunders Institute, King’s College London, presented on
Person-Centered Care for People Living with HIV—A Reality or Fiction?

e Person-centered care should be a high level country priority with a whole health systems
approach. It is necessary that the individual patient and his/her needs be considered in this
approach in addition to the disease and prognosis.

¢ Clinicians often do not engage with the psychosocial wellbeing of a patient. Through values-
based healthcare, changes can be made to integrate both science and values of the patient to
ensure patients’ needs are met outside of pharmacological approaches with medications, etc.

e Challenges related to quality of care of an HIV patient include multimorbidity with HIV, patient
worry regarding stigma when having to see a new healthcare provider who may not regularly
work with PLWH, as well as lack of palliative care and not being able to die at home.

e Painis highly prevalent in PLWH and is associated with negative outcomes of poor quality of
life, depression, and functional impairment. Pain is an important consideration for PLWH in the
clinical and public health perspective.

e This high prevalence was demonstrated by Sabin et al. 2017°3 in the Pharmacokinetic and
Clinical Observations in People Over Fifty, “POPPY” study, as 70% of older PLWH (>50 years old)
had experienced pain in the last month. Sixty-three percent of younger PLWH experienced pain
in the last month which was at the same rate as older people who were HIV negative (63%).

e This study demonstrated that pain is a big issue for both young and older PLWH and pain
management efficacy in this population needs to be addressed.

e Patient-Reported Outcome Measures (PROMs) are a component of person-centered care, to
assess a patients perception of their health and well-being which will help to identify problems
and concerns of patients and improve their outcomes.

e Advances in Patient Reported Outcomes Measures (PROMs) are emerging in HIV research,
however PROMs are not currently used in routine HIV care and and tend to focus on a single
measurement (eg. depression, stigma, adherence), whereas multidimensional outcomes need
to be considered with HIV.

e The development of a PROM that is multidimensional and specific to HIV (HIV PROM) with the
purpose of improving the person-centeredness of healthcare and maximizing benefits for PLWH
and their healthcare providers was investigated.

e The HIV PROM was developed focusing on priority areas under 6 domains: physical, cognitive,
psychological, welfare, social and information needs with the inclusion a global assessment of
wellbeing and free text opportunities.

e Benefits of HIV PROM were found to be patient centeredness and empowerment in PLWH,
feeling as though the patients were heard and valued, and an ability for clinicians to tailor their
services to the specific needs of the patient.

4th International Forum: HIV and Rehabilitation Research and Intersectoral Policy Dialogue 11
June 16" 2018



[ ]
CIHRRC reallze
CANADA-INTERNATIONAL HIV & FOSTERING
REHABILITATION RESEARCH POSITIVE CHANGE

FOR PEOPLE LIVING
B el WITH HIV AND OTHER
EPISODIC DISABILITIES

e Challenges of HIV PROM include the heterogeneity of the HIV population and their diversity of
needs depending on the time they were diagnosed, literacy of patient, and the need for data to
be collated and shared immediately to promptly inform patient care.

e Thereis a need globally for patient-centeredness, especially in HIV-specific care and HIV PROM
use which offer both benefits and challenges among adults living with HIV.

Research Evidence Panel Session 1- Multimorbidity, Frailty and Community Engagement & Social
Participation

Patty Solomon, Professor, School of Rehabilitation Sciences at McMaster University presented on HIV
and Aging in Canada — A Longitudinal Study to Explore the Episodic Nature of Disability among Older
Adults Living with HIV.

e Solomon et al. 2018 %% conducted a qualitative longitudinal study to assess episodic disability
and associated uncertainty experienced by older women living with HIV over time.

e Investigators conducted a sub-group analysis of 10 women, 50 years of age or older (median
age of 54 years, with a median time of diagnosis of 12.5 years). Each woman participated in
four semi-structured interviews over 1.5 years. Investigators completed cross-sectional analysis
across participants and longitudinal analysis across time.

e Two themes emerged from analysis; 1) the women were living with multiple complex sources of
uncertainty and 2) The women were having to deal with uncertainty over time.

e Sources of uncertainty included unpredictable health challenges such as mood, insomnia, pain
and fear of HIV related dementia.

e Women had different approaches for dealing with uncertainty; 1) women who withdrew or
limited their activities and participation; and 2) women who engaged in meaningful activities.

e Reluctance to disclose HIV status, fear of becoming ill, reluctance to burden families or friends,
winter weather, and financial insecurity caused some women to withdraw from interacting with
others and social isolation.

e Women who engaged in meaningful activities demonstrated resiliency and thrived overtime,
demonstrating a positive outlook on the future.

e Environmental influences, such as the winter months limited participants’ engagement in
activities and exacerbated social isolation.

e Findings from this study reinforce the importance of a rehabilitation approach that is
interprofessional, client-centered and promotes self-management in order to enhance social
participation for women aging with HIV.

Professor Colm Bergin, Consultant Physician and Clinical Professor of Medicine at Trinity College
Dublin presented on Life Course and Frailty in HIV Infection: A Perfect Storm.

e The 5-stage continuum of HIV care (90-90-90) in Ireland is progressing well, however more
work needs to be done specifically on the retention of patients in care.
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Multiple challenges remain within the retention of patients in care including an aging
population, cognitive impairments, mental health challenges, multimorbidity and episodic
disability.

A high prevalence of cognitive impairment has been found in HIV populations (51.5%) and in
Hepatitis C Virus populations (47.8%).

The aim of the CANDI research study (Viral Hepatitis C Associated Neurocognitive Dysfunction
in Ireland) is to assess cognitive impairment among people living with HCV in Ireland. Over 2/3
of participants (n=349) demonstrated frailty (considered as pre-frail or frail) through the self-
reported frailty index.

As cognitive impairment influences frailty and is prevalent in HIV populations, further evidence
is needed to examine frailty among people living with HIV.

The potential to reverse neurocognitive impairment with pre-frailty screening should be
considered in populations as risk for frailty.

Agreement on the definition, assessment, and intervention of frailty in the context of HIV is also
necessary.

Evidence on exercise interventions suggest benefits in addressing frailty in both HIV and HCV
populations.

Julian Falutz, Director of the Comprehensive HIV and Aging Initiative of the Chronic Viral lliness Service
at McGill University Hospital Center presented on Frailty among Adults Aging with HIV including
Screening Tools.

The survival of PLWH has approached that of the general population, however due to pre-
mature development of age-related co-morbidities (eg. cancer, cardiovascular disease,
neurocognitive decline) and increased risk of early development of traditional geriatric
syndromes (eg. polypharmacy, sensory impairment, impaired mobility, frailty), overall survival
remains decreased (approximately 75-85%).

Frailty is a geriatric syndrome commonly seen in PLWH, which is a state of increased
vulnerability to biologic and environmental stressors resulting in increased risk of
mlulitimorbidity, loss of independence, disability or mortality and is associated with a chronic
inflammatory state.

The two most common operational indexes of Frailty are 1) Frailty Phenotype, which is defined
as a syndrome of poor nutrition, sarcopenia, weakness and impaired exercise intolerance, and
2) Frailty Index which is defined as the cumulative effects of multiple non-specific health
deficits arising from the aging process.

The Fried Frailty Phenotype is defined by five parameters: weight loss, reduced grip strength,
exhaustion, reduced walking speed and low activity. These parameters are also associated with
depression and sarcopenia in HIV.

Hawkins et al. 2018*! found that 16% of men between 50-69 years old, living with HIV met the
criteria for Frailty Phenotype, which was double that of the general population (8%).

Low nadir CD4 count in PLWH increases the risk for frailty*2.
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e The best metric for screening for frailty is still uncertain (frailty phenotype vs frailty index),
however, principles of frailty management used in the general population can be adopted to
PLWH. These principles include referring patients to a physical activity program, addressing
polypharmacy, screening patients for unintentional weight loss, and low vitamin D.

Charles Emlet, Professor of Social Work at the University of Washington, Tacoma presented on HIV,
Aging and Rehabilitation in the United States — Updates.

e Aging with HIV is a complex process. Considering physical health, psychological well-being,
social resources, and spiritual and personal characteristics, can enhance healthy aging with HIV.
However, less is known about the role of community engagement and social connectedness on
the aging process with HIV.

e Emlet et al. 2016* conducted a qualitative study in Toronto and Hamilton, Ontario with older
men living with HIV (>50 years old) and found three themes related to improving social
connectedness; 1) Building and maintain social support; 2) Pruning social networks; and 3)
Generativity- Giving back.

e Emlet et al. 2017% conducted a quantitative study in the US with a large sample taken from the
Aging with Pride: National Health, Aging and Sexuality/Gender Study (NHAS) of gay or bi-sexual
older men (>50 years old) living with HIV and found that social support and community
engagement were significantly associated with resilience (6= 0.22 and 0.19 respectively), and
mastery (6=0.18 and 0.17 respectively). Both resilience and mastery are associated with
psychological health-related quality of life.

e Both of these studies examined the importance of social connectedness, such as obtaining
social support, demonstrating reciprocity and participating in community engagement, and
found they lead to resilience, mastery and ultimately positive adaptations to aging with HIV.

Francisco Ibafiez-Carrasco, Senior Research Associate at the St. Michael’s Hospital, Toronto, Centre for
Urban Health Solutions presented on A Qualitative Study of the Lived Experience of HIV-Associated
Neurocognitive Disorder HAND.

e The purpose of the HEADSUP! Study* was to describe the lived experience of adults living with
HIV-associated Neurocognitive Disorder (HAND), and to investigate how adults with HAND
view, manage and obtain support for their cognitive difficulties.

e The HEADSUP! Study was co-developed with PLWH and involved mixed neurophysiological
screening and semi-structured interviews with 25 participants.

e Participants described they experienced concentration, memory and multitasking difficulties,
which fluctuated over time, as well as potential risk factors, management strategies and
psychosocial consequences.

e Participants reported that they seldom discussed their cognitive impairment with their health
care professionals, and a reason for this may be due to stigma.
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e Participants found receiving a HAND diagnosis to be validating and informative, yet somewhat
disconcerting.
e Across Canada, individuals with HAND approached clinicians with their concerns; however,
clinicians may not know the appropriate next steps following diagnosis.
e Thereis a need for steps, tools and processes to assist health care providers in helping to
address HAND.

Research Evidence Panel Session 2A- Successful Aging Interventions and Models of Rehabilitation
Delivery

Claire Kendall, Associate Professor of Family Medicine at the University of Ottawa and Family Physician
presented on What do we know about Self-Management Programs for People Living with HIV?

e Self-management differs from patient-education, as it goes beyond increasing the knowledge of
disease to providing patients with the knowledge, skills, confidence, and motivation to manage
the physical and emotional impacts of living with a chronic condition.

e The Chronic Disease Self-Management Program (CDSMP) is a 6-week program for patients living
with chronic disease, facilitated by highly trained peer leaders to learn the systematic
application of self-management competencies (problem solving, decision making, resource use
etc.).

e The CDSMP has demonstrated improvements in quality of life, knowledge and self-efficacy, as
well as clinical outcomes for a variety of chronic diseases?®.

e The Positive Self-Management Program (PSMP) is a new program established in 1997
specifically for people living with HIV, which was updated in 2016 to include the addition of
adherence support, advanced directives and sex, intimacy and disclosure.

e The PSMP (1997 version) demonstrated decreases in HIV symptom severity and increased self-
efficacy for controlling symptoms living with HIV#’.

e Thereis no known comparison between the two self-management strategies (PSMP versus
CDSMP) in PLWH.

e The optimal mode of delivery of these programs is unknown and warrants further investigation
into where and when during HIV care these program should be implemented.

Kyle Vader, Physiotherapist at Hotel Dieu Hospital site of Kingston Health Sciences Centre presented
on Establishing (and Evaluating) a New Models of Self-Management and Rehabilitation for People
Aging with Chronic Pain.

e Chronic pain, defined as pain lasting for more than 3 months, is common among PLWH and can
quality of life.

e Chronic pain can be managed through physical, psychological and pharmacological strategies,
which need to be tailored to the individual.
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e The role for rehabilitation professionals to address chronic pain involves strategies such as
functional restoration, pacing and goal setting, and self-management.

Vader and colleagues established a new model of care established integrating a blend of self-
management and rehabilitation interventions including 12 sessions with a rehabilitation
professional, a 1-month follow up and a 3-month follow up at the Kingston Health Sciences
Centre-Hotel Dieu Hospital.

The goal of this model of care is to gain an understanding of pain neuroscience, improve
emotional coping, promote participation in activities consistent with personal values, and
increase confidence to engage in non-pharmacological pain self-management strategies.
Feedback on the intervention program thus far has been positive, however, challenges to the
program include screening patients for readiness and selecting ideal outcome measures.
Next steps will include a more formal program evaluation with multiple stakeholders
(participants, providers, management and community groups).

Cuisle Forde, Assistant Professor in the Discipline of Physiotherapy at Trinity College Dublin presented
on Laboratory Based Research into Exercise and Physical Activity among those Living with HIV.

e Physical activity is safe for PLWH and can lead to benefits metabolic health; however, few
studies have objectively measured physical activity and metabolic health with exercise in PLWH.

e Forde et al. 2017 assessed physical activity and metabolic syndrome in 20 HIV+ men and 20
HIV- men, and found a relationship between increased moderate physical activity and
metabolic syndrome symptoms of reduced insulin resistance and triglycerides among HIV+ men
only (g=0.484, p=0.042).

e Results of this study highlighted the burden of multimorbidities such as metabolic syndrome
and cardiovascular disease in PLWH and raises the question of whether there is a need for
targeted interventions for PLWH encouraging physical activity or providing additional support
to PLWH to achieve physical activity goals.

e McDermott et al. 2016%° investigated the effect of a 16-week aerobic exercise program in PLWH
compared to a control group. Baseline physical activity and fitness correlated with higher
cognitive test scores, however, there was no significant effect of the aerobic exercise
intervention on cognitive function after 16 weeks when compared to a control group.

e Daytime dysfunction however, was improved in the group who participated in the 16-week
aerobic exercise intervention, when compared to the control group.

e Reasons for a lack of effect demonstrated with the 16-week aerobic exercise intervention may
be due to the low exercise intensity or short duration of the intervention, as well as participants
not having significant enough cognitive dysfunction to see a beneficial effect.

e Results from these two studies demonstrate the benefits of exercise in PLWH, particularly in
those with certain co-morbidities such as metabolic syndrome and cardiovascular disease and
those in the aging population.

e Health providers should ensure that exercise interventions include an adequate intensity and
duration in order to facilitate benefits to health outcomes.
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Soo Chan Carusone, Director of Research at Casey House, Toronto presented on Rehabilitation In a
Day Health Program For Adults Living with HIV.

Casey House was established in 1988 initially designed as a hospice for end of life care for
PLWH. Casey House serves medically complex clients, through interdisciplinary care of such as
medicinal, nursing, social work and rehabilitation therapists.

In 2017 Casey House expanded to 14 sub-acute care beds, and a Day Health Program to link
between in-patient and home care for PLWH.

The Day Health Program at Casey House is a time limited goal-centered health service for PLWH
who are at risk for, or are experiencing deteriorating health.

Rehabilitation services provided through the Day Health Program include physiotherapy,
massage therapy, wellness activities and health education programs.

Within the Day Health Program, an opportunity exists for integrated research, which can be
disseminated to improve client’s pain, mental health and sense of purpose.

In 2016-2017 MScPT students at University of Toronto conducted a qualitative study to explore
the role of physical therapy in an interprofessional outpatient model of care°.

The conducted 12 interviews and 2 focus groups with 12 health providers and 13 adults living
with HIV. Participants conceptualized physical therapy as positively influencing their physical
and mental health. Factors that influence the role of physical therapy include aging, the
episodic nature of HIV, multimorbidity, competing priorities, continuity of care, stigma,
resource security and social isolation.

In 2014-2015, another group of MScPT students at University of Toronto investigated the
readiness of PLWH to engage in exercise from the perspective of adults living with HIV>2.
Complex co-morbidity of PLWH and the desire for non-pharmacological strategies to reduce
pain increased the readiness to exercise in PLWH.

David Kietrys, Associate Professor at Rutgers University and Mary Lou Galantino, Distinguished
Professor at Stockton University presented on the Effectiveness of Yoga Interventions for Older Adults
with HIV and Neuropathy.

Prevalence of chronic pain in PLWH is estimated from 39%-55%, with individuals living with
concurrent psychiatric illnesses and substance use issues more likely to experience pain.
Chronic pain is associated with a decrease in quality of life, and caused by factors including
aging and frailty. Chronic pain is independently associated with increased odds of impairment
in mobility, self-care and usual activities of daily living.

Distal sensory polyneuropathy is the most common neurological comorbidity in PLWH (30-
60%), which can lead to painful night cramps, burning pain and paresthesia/numbness.

Pain management through pharmacological interventions is not efficacious for chronic pain as it
poses a risk for many side effects, dependency, addiction and overdose.
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e Kietrys et al.>?> conducted a case series study to examine the potential for a 4-week yoga
intervention of twice-weekly 90 minute yoga classes to improve neuropathy in PLWH. Results
found that all cases had improved pain related quality of life, and some cases improved
endurance, balance and gait.

e Yoga interventions appeared to be a safe and feasible for addressing chronic pain associated
with neuropathy.

Adria Quigley, PhD student at Dalhousie University, presented on the Effectiveness of Yoga
Interventions on Cognitive Health for Adults Aging with HIV.

e PLWH are experiencing cognitive and physical aging, and aerobic, resistance and balance
exercises are recommended as strategies to improve cognition, mobility, and balance. Yoga-
mindfulness has emerged as a potential disease-modifying treatment to improve cognition,
mobility and balance; however, the effects on PLWH are unknown.

e Quigley et al. is conducting a pilot study in PWLH called “The HIV-AIDS Yoga and Mindfulness
Sexercise Study”, to investigate the effect of a 12-week yoga and mindfulness exercise
intervention compared to a control group for outcomes of cognition, balance, speed, mental
health, medication adherence, and quality of life. Participants in the intervention group
completed yoga, meditation and breathing exercises for 60 minutes, 3 times a week for 12
weeks.

e Adherence to the yoga intervention was 85%, with participants expressing satisfaction and
safety with the program as well as felt they were building trust within the community.

e Challenges associated with the intervention included difficulty with recruitment and retention
and scheduling yoga classes around participants’ schedules.

e Lessons learned with this study included the importance of building a relationship with the
participants, being adaptable when necessary, asking for program feedback from participants
and evaluators, and implementing any feedback to the program quickly.

Kelly O’Brien, Associate Professor in the Department of Physical Therapy and Rachel Aubry, Research
Coordinator in the Faculty of Physical Therapy presented on Establishing a Community-Based Exercise
Program for People with HIV in partnership with the YMCA.

e Community-based exercise (CBE) is a safe and effective strategy to reduce disability and
enhance health outcomes for people with chronic and episodic conditions. The aim of the CBE
Study is to evaluate the translation of a CBE intervention with the goal of reducing disability and
enhancing health outcomes among PLWH.

e The CBE Study is a 22-month longitudinal study consisting of three phases; an 8-month baseline
phase, a 6-month exercise intervention phase and an 8-month follow up phase.

e During the CBE intervention phase, participants were provided a YMCA membership and
instructed to exercise 3 times per week, with a weekly-supervised personal coaching session at
the YMCA. Participants were encouraged to continue exercising during the follow-up phase.
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e Participants complete a bi-monthly patient reported outcome assessment related to health and
disability and a bi-monthly fitness assessment to assess cardiopulmonary fitness, strength and
body composition.
A sub-sample of participants engaged in a qualitative interview prior to beginning the
intervention. Motivating factors for engaging in the CBE study included an opportunity to
engage in supervised exercise, adopt a structure or routine, and take control over one’s health.
Barriers engaging in CBE included concern of HIV disclosure and episodic fluctuations in health.
80% of participants who enrolled in the study were living with two or more co-morbidities, with
a median number of 4 concurrent health conditions in addition to HIV (interquartile range: 2,
7).
The CBE Study is currently in the follow-up phase, with a 53% retention rate. Of those
participants who initiated the CBE intervention phase, there was an 84% completion rate.

Darren Brown, Physiotherapist at Chelsea and Westminster Hospital, London UK, presented on the
Kobler Rehabilitation Class, Chelsea and Westminster Hospital — Updates on the Evaluation.

e The Kobler Rehabilitation Class is physiotherapy-supervised intervention at Chelsea and
Westminster Hospital in London, UK for PLWH consisting of twice-weekly supervised group
exercise and self-management program.

e Brown et al 2016°3 assessed the service user engagement of the Kobler Rehabilitation Class
program from 2012-2014 and found 46% of participants were adherent to the program
(attending =8/20 sessions). Participants who were adherent improved physical outcomes of
locomotor performance, strength and flexibility as well as improved quality of life.

e Non-adherent participants were followed up with a telephone interview. Reasons for non-
adherence included physical health challenges (episodic illness), individual factors, time and
geographical location issues.

e A small percentage (<0.1%) of PLWH are accessing services which meet the perceived needs of
stakeholders and service users.

e Rehabilitation programs should consider strategies to enhance referral pathways and use of
outcome measures to evaluate the impact of interventions.

Community and Clinical Respondents - What Does this Means for ‘Real World’ Community and
Clinical Practice? Recommendations for Moving Forward

Each Research Panel Evidence Session concluded with an individual from the community responding to
each session. Three respondents commented on the research presented in the session and gave their
real-world experience in the area of HIV and rehabilitation.
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Chiara Reddin, Physiotherapist at St. James’s Hospital, Dublin, Ireland was a respondent to the
Research Evidence Panel- Multimorbidity, Frailty and Community Engagement & Social Participation.
Key messages from Chiara’s response included:

e Rehabilitation professionals such as occupational therapy and physiotherapy have a critical role
in addressing frailty, disability and multimorbidity in the context of HIV and aging.

e When assessing frailty in clinical practice, it is important to consider that pre-frail symptoms
may not be evident, therefore, detailed screening for frailty among PLWH should be part of
routine clinical practice.

e Rehabilitation professionals working with PLWH have a role in assessing and addressing frailty
among PLWH.

e Frailty may be exacerbated by low levels of physical activity. Frailty is multi-factorial and should
be addressed using a holistic approach including rehabilitation. Exercise may help in reversing
frailty and other disability associated with HIV and multimorbidity.

Mary Mwalwanda, a Community Member in Hamilton, Ontario was a respondent to the Research
Evidence Panel- Successful Aging Interventions and Models of Rehabilitation Delivery. Key messages
from Mary’s response included:

e Chronic pain is experienced in 50-60% of PLWH but there is limited dialogue around this issue in
clinical care.

e Clinicians in HIV care should be cognizant PLWH are more than their CD4 count and viral load,
and their issues need to be addressed beyond standard care.

e There is important research being conducted in the area of pain management and HIV, such as
self-management and self-empowerment strategies, however, greater collaboration and
integration into the real world is necessary for changes to be made.

e Itisimportant for government, health policy makers, and health care professionals to be aware
of the new and emerging research in the field of HIV and aging in order to integrate evidence
into ‘real world’ program, policy, and practice.

Brian Ellison, a Community Member in Toronto, Ontario was a respondent to the Research Evidence
Panel-Exercise and Wellness Interventions. Key messages from Brian’s response included:

e Rehabilitation programs are limited in access and duration which pose challenges for fully
addressing the disablement needs of PLWH.

e Accessibility to rehabilitation and recreational settings is critical to facilitate engagement in
rehabilitation and community-based exercise interventions among PLWH and other disabilities.

e [tisimportant for those affected by HIV to advocate for themselves to advance positive change
for the broader HIV community.

e Brian expressed a personal goal of collaborating with other PLWH who are amputees to work
towards ensuring their needs are met in rehabilitation and recreational settings.
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To access the Forum Speakers’ presentation slides and videos go to:
http://cihrrc.hivandrehab.ca/2018-forum.php

Evaluation

Forty-eight of the 77 participants (64%) completed an evaluation form (Appendix C).

Thirteen (28%) respondents attended the first Forum (2013); seven (15%) respondents attended the
second Forum (2014); and 15 (32%) respondents attended the third Forum (2016). The evaluation
highlighted strengths and successes and provided valuable feedback to CIHRRC, Realize and the Forum
Planning Team.

The top five topics respondents articulated as “Take Home Messages” from the Forum were:

e Person-centered approaches to care are important and must be a priority;

e Community engagement and reciprocity are important concepts in social support and are
connected with quality of life;

e Adifference can be made in HIV rehabilitation and care through a holistic and comprehensive
approach;

e Anincrease in geriatric syndromes exist among people living with HIV as they age, including
frailty and cognitive decline; and

e Chronic pain is an issue for people living with HIV and is a priority for future research.

Of the respondents who submitted an evaluation:

v 46 (98%) agreed or strongly agreed the Forum achieved its goal of translating evidence on HIV,
aging, and rehabilitation interventions;

v 46 (98%) agreed or strongly agreed the presenters were knowledgeable and communicated
their ideas clearly;

v 44 (93%) agreed or strongly agreed it was useful to learn about rehabilitation research and
programming carried out in other countries;

v' 31 (66%) agreed or strongly agreed that there was adequate time allocated for informal
discussion among Forum participants;

4th International Forum: HIV and Rehabilitation Research and Intersectoral Policy Dialogue 21
June 16" 2018


http://cihrrc.hivandrehab.ca/2018-forum.php

[ ]
CIHRRC reallze
CANADA-INTERNATIONAL HIV & FOSTERING
REHABILITATION RESEARCH
CO!.LABORATWE

POSITIVE CHANGE

FOR PEOPLE LIVING
WITH HIV AND OTHER

Of the 47 Forum evaluation respondents 38 (81%) indicated they made new contacts which will be

helpful in their everyday work and 42 (90%) indicated they will consider incorporating the skills learned

at this workshop in their current projects/initiatives.

EPISODIC DISABILITIES

Table 2 - To what degree did participants gain new and relevant knowledge or insight in
each of the content areas listed below? (n=47)

Meeting Participants (N(%)) who

Topic Agreed or Strongly Agreed

Interest in integrating strategies for successful aging with

o)
HIV into life and practice 44 (30%)
Barriers and facilitators reIa.tetd to éccess to rehabilitation 35 (74%)
for people living with HIV
Compilexities of aging with HIV and multimorbidity 34 (73%)
Disability and episodic disability related to HIV 33 (70%)
Recognize, prescribe or promc'>te strategies for aging 33 (70%)
successfully with HIV

Abili . . ¢ rehabilitation i .

bility to integrate evidence of rehabilitation interventions 33 (70%)

into decisions made for people aging with HIV

Likeliness to encourage decision-makers within organization
to make changes to increase access to rehabilitation for 18 (38%)
people living with HIV

Respondents provided informative and encouraging comments with regard to strengths and
drawbacks of the Forum. The responses indicated that participants appreciated the organization of the
Forum; appreciated the diversity of speakers; found speakers and presentations to be high quality; and
felt it was a great opportunity for networking, and transfer and dissemination of knowledge and
research.

Respondents indicated that in the future, they would prefer more time for interactive dialogue, as well
as more time for socialization between presentations. Participants also found that a lot of information
was presented in a short amount of time and would prefer for the Forum to be held over the course of
two days. Finally, participants suggested inviting more policy makers or organizations who could have
an impact and the potential to address real world policy and program advances for PLWH.
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Highlighted Needs & Conclusion

This report summarizes the process and content of the 4th International Forum on HIV Rehabilitation
Research and Intersectoral Policy Dialogue. The evidence presented at the Forum highlights the need
for:

1) A collaborative approach to research to advance evidence in HIV, aging & rehabilitation research as
older adults living with HIV age and experience multimorbidity;

2) Research evidence to be translated and shared with relevant policy makers in order to address
access to rehabilitation issues related the increasing complexity of needs of older adults aging with
HIV.

Rehabilitation in the context of HIV is an integral area of inquiry and practice that effectively bridges
academic disciplines, clinical practice areas and community efforts. Overall, the Forum was successful
in translating research evidence, and fostering new research partnerships among stakeholders in HIV,
aging and rehabilitation across Canada and internationally.
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PROGRAM AT A GLANCE

4" INTERNATIONAL FORUM ON HIV AND REHABILITATION RESEARCH & INTERSECTORAL

POLICY DIALOGUE - Translating Evidence on HIV, Aging and Rehabilitation Interventions into

Practice: Advancing Research, Practice and Policy for Healthy Aging
Saturday June 16, 2018, 8:00am-5:00pm
Li Ka Shing Knowledge Institute, St. Michael’s Hospital, Toronto, Canada

1)

2)
3)

Translating Evidence on HIV, Aging and Rehabilitation Interventions for Successful Aging; Advancing Research,

Objectives:

Practice and Delivery

To facilitate knowledge transfer and exchange (KTE) on HIV and rehabilitation research, clinical practice and
service delivery, among people living with HIV, researchers, clinicians on HIV, representatives of community
organizations, and policy makers internationally;

To establish new research and clinical partnerships in HIV and aging internationally;

To foster mentorship and training in HIV and aging research

8:00-8:45 Breakfast and Registration
8:45-9:00 Welcome and Introductions & Overview of Agenda
9:00-9:20 Overview

Realize and the HIV and Aging Initiative
Canada-International HIV and Rehabilitation Research Collaborative (CIHRRC)
Framework of Research Priorities in HIV, Disability and Rehabilitation

9:20-10:00 Healthy Aging with HIV in the Context of Rehabilitation — Measuring Health and Effectiveness of

Interventions - How Far Have we Come and Where are We Going in the Future?

Key Note Speaker: Richard Harding (Cicely Saunders Institute, King’s College London, London, UK)

10:00-10:15 Break
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10:15-12:00

Research Evidence Panel Session 1
Implementing HIV and Rehabilitation Research into Practice — Multimorbidity, Frailty, and
Community Engagement & Social Participation

Qualitative Longitudinal Study of Episodic Disability Experiences of Older Women Living with HIV
Patty Solomon (McMaster University, Hamilton, Canada)

HIV, Hepatitis C and Aging in Ireland — Interventions for Successful Aging
Colm Bergin (GUIDE Clinic, St. James’s Hospital, Dublin, Ireland)

Update on Frailty in People Living with HIV: What is it? Why Does it Occur? What are the
Consequences and What Can We Do About it?
Julian Falutz (McGill University, Montreal, Canada)

10:15-12:00

Social Connectedness and Community Engagement Among People Aging with HIV: A Cross
National Review of Two Studies
Charles Emlet (University of Washington, Tacoma, USA)

Neurocognitive Difficulties for People Living with HIV in Canada
Francisco Ibafiez -Carrasco (St. Michael’s Hospital, Toronto, Canada)

Respondent: Chiara Reddin- Physiotherapist (St. James’s Hospital, Dublin, Ireland)

12:00-12:30

Lunch

12:30-1:45

Research Evidence Panel Session 2A
Implementing HIV, Aging and Rehabilitation Intervention Research into Practice —Successful
Aging Interventions and Models of Rehabilitation Delivery

What Do We Know About Self-Management Programs for People Living with HIV?
Claire Kendall (Bruyere Institute, Ottawa, Canada)

Establishing (and Evaluating) a New Model of Self-Management and Rehabilitation for People
Aging with Chronic Pain
Kyle Vader (Kingston Health Sciences Centre, Hotel Dieu Hospital, Kingston, Canada)

Laboratory Based Research into Exercise and Physical Activity Among Those Living with HIV
Cuisle Forde (Trinity College Dublin, Dublin, Ireland)

Rehabilitation in a Day Health Program for Adults living with HIV
Soo Chan Carusone (Casey House, Toronto, Canada)
Respondent: Marry Mwalwanda- Community Member (Hamilton, Canada)

1:45-3:00

Research Evidence Panel Session 2B

Implementing HIV, Aging and Rehabilitation Intervention Research into Practice —Exercise and
Wellness Interventions

Effectiveness of Yoga Interventions for Older Adults with HIV and Neuropathy
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Mary Lou Galantino (Stockton University, Galloway, United States) & David Kietrys (Rutgers
University, Blackwood, United States)

The Impact and Feasibility of a Yoga-Mindfulness Intervention on Cognition and Balance in
People Aging with HIV: A Pilot Randomized Study
Adria Quigley (Dalhousie University, Halifax, Canada)

Implementing a Community-Based Exercise (CBE) Intervention for Adults with HIV: Updates
from the CBE Study
Kelly O’Brien & Rachel Aubry (University of Toronto, Toronto, Canada)

The Kobler Rehabilitation Class: Past, Present and Future
Darren Brown (Chelsea and Westminster Hospital, London, UK)

Respondent: Brian Ellison — Community Member (Toronto, Canada)

3:00-3:15 Break

3:15-4:30 Panel Session - Bridging the Evidence with Real World in Research and Practice: Community and
Clinical Perspectives across the Continuum of Care in Aging with HIV

This session will include a case study followed by a series of panelists who will comment on the
research evidence, identify key priorities in the field, and discuss opportunities to enhance service
delivery for adults aging with HIV.

Opening Remarks (Case Study Video):
o Greg Robinson (Community Member, Toronto, Canada)

Moderators:
o Larry Baxter (Community Member, Halifax, Canada)
o Patty Solomon (McMaster University, Hamilton, Canada)

Panelists:
o Dawn James (Nine Circles Community Health Centre, Winnipeg, Canada)
o Caitlin Wharin (Casey House, Toronto, Canada)
o Esther McDonnell (Chelsea and Westminster Hospital, London, UK)
o Gord Arbess (St. Michael’s Hospital, Toronto Canada)

4:30-4:40 Break & Complete Evaluation Forms

4:40-5:00 Bringing it all Together — Review of Research Priorities in HIV and Aging

In this session we will discuss ways to identify and address new and emerging issues in HIV, aging
and rehabilitation, highlighting new opportunities for collaboration in research and practice. In
this session we will also discuss strategies to enhance Knowledge Transfer and Exchange on HIV
and rehabilitation research.

Wrap-up and Evaluation and Closing Remarks

Rapporteur Team: Lisa Boucher (Bruyere Institute, Ottawa), Matthieu Dagenais (Rehabilitation Sciences Institute,
University of Toronto), Saipriya Vajravelu (School of Rehabilitation Sciences, McMaster University)

4th International Forum: HIV and Rehabilitation Research and Intersectoral Policy Dialogue 30
June 16" 2018



Acknowledgements: The 4th International Forum on HIV and Rehabilitation Research and Intersectoral Policy Dialogue was
funded by a Meeting, Planning and Dissemination Grant from the Canadian Institutes of Health Research (CIHR), Aging
Institute and Realize.

We also acknowledge support from the Canadian Alliance in HIV and HCV Knowledge to Action, St. Michael’s Hospital,
Gilead Sciences Canada, Inc. and Filming by Three Flying Piglets, Gay Men’s Health Collective (GMHC).

St.Michael's W%

_ Sho
Inspired Care. ¢
Inspiring Science. wCIHR IRSC
ealth Researcl
° ° Canadian Association for
o HIV Research
Yo

L'association canadienne de

«® recherche surle VIH

csiH sz () GILEAD
SCSI LA SOCIETE CANADIENNE
DE SAI

NTE INTERNATIONALE Advancing Therapeutics.
Improving Lives.

4th International Forum: HIV and Rehabilitation Research and Intersectoral Policy Dialogue 31
June 16t 2018


https://www.google.ca/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwiT8IfIhpnZAhVoxYMKHUbhAsoQjRx6BAgAEAY&url=https://pacificaidsnetwork.org/2015/01/07/cahr-mid-career-level-hiv-researcher-workshop-research-communications/&psig=AOvVaw2snToFdhc6ebmMT60sa7xn&ust=1518273191549169
http://www.google.ca/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwij7-bdhpnZAhVE5YMKHdlzCocQjRx6BAgAEAY&url=http://www.csih.org/en&psig=AOvVaw1D05ysWVS_9zN50X2gH02v&ust=1518273243482476

Appendix B: Forum Poster

4™ International Forum:

HIV Rehabilitation Research and

Intersectoral Policy Dialogue
Advancing Research, Policy and Practice for Healthy Aging

Saturday June 16, 2018
8:00am-5:00pm
Li Ka Shing Knowledge Institute
St. Michael’s Hospital
Toronto, Ontario, Canada

The Canada-International HIV and Rehabilitation Research Collaborative (CIHRRC) and
Realize invite you to an International Forum on HIV and Rehabilitation Research and
Intersectoral Policy Dialogue.

Join researchers, clinicians, students, community organization representatives, people
living with HIV, and international speakers to translate research, evidence and knowledge
on rehabilitation interventions to promote successful aging with HIV.

Submit an abstract for poster presentation.

Registration $125.00 / $75.00 for Realize members.
Click here for registration and abstract submission details:

http://www.realizecanada.org/en/our-work/annual-forums/2018-forum

For more information, please contact Janet London at Realize at
jlondon@hivandrehab.ca or the CIHRRC Coordinator at

cihrrc@utoronto.ca.
= CIHRRC o realize St. Michael's
CANALA-INTERNATIONAL HY « NG g
%1‘.' N RESEARC CIHR R&( ielcs Inspired Care.

2 S DAL Inspiring Science.
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Appendix C: Evaluation Form

4th International Forum on HIV and Rehabilitation Research and
Intersectoral Policy Dialogue- Translating Evidence on HIV, Aging and
Rehabilitation Interventions into Practice for Healthy Aging

Saturday June 16, 2018
Li Ka Shing Knowledge Institute, St. Michael’s Hospital, Toronto, Canada

Thank you for taking the time to complete our Forum Evaluation. We encourage you to complete this
form with honesty and with confidence that the results are anonymous and confidential. We use
evaluations to inform the ongoing development of CIHRRC and Realize activities and initiatives.

1. Which stakeholder group do you most identify with? (please select the one that best

describes your stakeholder group)

[ Person Living with HIV L] Public Health Employee

LI Clinician in Primary or Community Care L1 Non-Governmental Organization

LI Clinician in Hospital Care (NGO)

L1 Educator L] Funder

[] Researcher [] Student or Trainee (Please specify MSc,
[ Staff or volunteer from a Community PhD, Postdoc, Other):

Organization L1 Other (Please specify):

2. What sector do you primarily identify with in terms of your organization or your work?
(Please choose one)

LI HIV ] Academic or University Institution
[] Mental Health [] Health Care (general)

[] Rehabilitation [] Aging or Long-Term Care

[ Employment or Income Support L] Other (Please specify):

L1 Other Chronic or episodic illnesses
(diabetes, arthritis etc.)
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3. What type of setting do you work or volunteer in? (Please choose one)

[] Hospital [J Community-Based Organization
[ University or Academic Institution [J Community Health Centre

[] Knowledge Broker or Translation Organization ] Government Organization

[] Research Organization [ Other (please specify)

[ Private Sector (please specify)

4. Where do you primarily live, work or volunteer?

a. City:
b. Country:
5. How old are you? years

6. What gender do you identify with?

] Male

L] Female

L] Trans Male

[ Trans Female

L] Other

L] Prefer not to answer

7. Do you identify as a visible minority?
LI Yes
LI No
LI Prefer not to answer

8. a. Do you self identify as an Indigenous person?

L] Yes
1 No
L1 Prefer not to answer

b. If yes, please indicate with which of the following you identify with:
LI First Nations

LI Inuit

L1 Métis

9. Are you (or your family) personally affected by HIV and/or Hepatitis C (HCV)?

[ Yes

] No

L] Prefer not to answer
L] Other
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10. Based on your experience at the Forum, please circle the number that best describes your
overall increase in knowledge on HIV, rehabilitation interventions and healthy aging?

1

(Little to none)

2
(Limited)

3

(Somewhat)

4

(Considerable)

5

(Extensive)

11. What are the three most important “take-home messages” that you heard at the Forum?

a)

b)

c)

12. Please circle on a scale of 1 to 5, how much you agree with the following statements:
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Strongly
Disagree

Strongly

Disagree Neutral Agree ARice

a) The Forum achieved its goal of translating recent
research evidence on HIV, aging and rehabilitation 1 2 3 4 5
interventions

b) The presenters were knowledgeable and
communicated their ideas clearly. 1 2 3 4 5

c) It was useful to learn about the rehabilitation
research and programming carried out in other 1 2 3 4 5
countries.

d) There was adequate time allocated for informal
discussion amongst Forum participants. 1 2 3 4 5

e) I made new contacts which will be helpful in my
everyday work. 1 2 3 4 5

f) 1 will consider incorporating the skills learned at
this workshop in my current projects/initiatives. 1 2 3 4 5

Comments?

13. Based on the information shared and the discussions held today, please circle how much your
knowledge/insight about each of the following content has increased on a scale of 1 to 5:

Little to Limited Somewhat | Considerable | Extensive
None

a) The impact of disability and episodic disability

related to HIV. 1 2 3 4 5
b) The complexities of aging with HIV and

multimorbidity. 1 2 3 4 5
c) Your ability to recognize, prescribe or promote

strategies for aging successfully with HIV. 1 2 3 4 5
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Little to
None

Limited

Somewhat

Considerable

Extensive

d) Yourinterest in integrating strategies for
successful aging with HIV into your life or your
practice.

e) Barriers and facilitators related to access to
rehabilitation for people living with HIV and other
related conditions.

f)  Likeliness to encourage decision-makers within
your organization to make changes to increase
access to rehabilitation for people living with HIV
and/or other related conditions.

g) Your ability to integrate evidence of rehabilitation
interventions into decisions made for people
aging with HIV and other related conditions.

Comments?

14. a. Will you be able to apply the content covered in the Forum to your work? (circle one) Yes

No

b. If yes, how so? If not, please explain.

15. In your opinion, what are 1 or 2 new and emerging issues related to HIV, aging and
rehabilitation interventions that were not covered in the Forum?

16. What were some strengths of the Forum (if any)?

17. What were some limitations of the Forum (if any)?
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18. Do you have any recommendations for improving the Forum content or structure in the
future?

19. Are there topics or issues that were not raised today that you would like to see covered in
future CIHRRC or Realize Forums, workshops, or webinars?

20. How did you hear about this year’s 4th International Forum on HIV and Rehabilitation
Research and Intersectoral Policy Dialogue?

[ Social Media (Twitter, Facebook) ] Email Communication
L1 Website L1 Other (please specify):
[] Colleague

21. Please indicate whether you attended previous Forums in the table below.

Yes No
a. Did you attend the 1st International CIHRRC Forum held in June O O
2013 in Toronto, Canada?
b. Did you attend the 2nd International CIHRRC Forum held in October O O
2014 in London, England?
c. Did you attend the 3rd International CIHRRC Forum held in April O O
2016 in Winnipeg, Canada?

22. Do you have any other comments, recommendations or reflections on the Forum?

Thank you for your feedback!
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