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Presenter
Presentation Notes
Hi everyone.  My name is Kate Murzin.  I’m the Group Programs Coordinator at the AIDS Committee of Toronto.I’m here to talk to you about Planning for the Long Term, a psychoeducational workshop series on HIV & aging that I was involved in planning, delivering and evaluating.This project was funded through a one-year grant from ViiV Shire.  It was a very tight timeline, and thus a challenge to engage in the amount of consultation we did in order to inform program development.  That said, we saw this as an important opportunity to create a brand new program for an under-serviced community, people aging with HIV, something that couldn’t be done well without engaging the community and creating a robust plan to evaluate the process and outcomes.
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Webinar Objectives 

• To introduce a new programmatic response to 
HIV & aging 

• To address the role organizations can play in 
supporting people aging with HIV 

• To highlight the need for programming that is 
anticipatory 

 

Presenter
Presentation Notes
My objectives for today, in a very short amount of time, are to:Tell you a little bit about Planning for the Long Term – who was involved, what the program looked like, and what we learned from our pilot.Specifically, I’d like to highlight two of our key learnings from the project:The first is the role that organizations can play in  supporting people aging with HIV.  As you’ll see, AIDS service organizations and those outside the HIV sector have a role to play in providing this support.The second is the importance of offering support programs which support people in anticipating their future needs.  Historically, support programming is responsive or even reactionary, helping people to cope with hardship once it is upon them.  We found anticipatory programming enables people to prepare for change, both emotionally, and by raising awareness of action to be taken, now or later, to respond to change.  This can be very empowering!
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Webinar Outline 

• How it All Began 
• Planning 
• Objectives, Topics & Threads 
• Implementation 
• Evaluation 
• Next Steps & Fall 2012 
• Learning, Challenges & Recommendations 
• Questions & Discussion 
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Planning for the Long Term: 
How It All Began 

• ACT’s strategic plan for 2010-2015 
acknowledges HIV Across the Life Span as a 
health promotion priority 

• ACT was offering many process-oriented 
support groups, but few content-based ones 

• We identified an opportunity for one year of 
funding for a pilot project 
 

Presenter
Presentation Notes
We heard in both the situational assessment and the strategic planning process that aging was an issue we needed to address (this can be a speaking point, just noting it here)
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The Planning Phase: 
The Basis for Workshop Development 

• Group consultations with men living long-term with 
HIV 

• Environmental scan 

• Literature review  

• ACT staff reference group 

 

 

Presenter
Presentation Notes
Planning for the Long Term is an evidence-based program, informed by consultation with many stakeholders, most importantly, people living with HIV.First, we conducted three focus group consultations with gay men who identified as long-term survivors.  During these consultations we asked participants about their strategies and concerns about HIV and aging.  We asked the participants to comment on six dimensions:  services, financial health, cognitive health, physical health, mental health & social support,  Something that was evident was the vast array of strategies being employed by these focus group participants to age well with HIV.  However, a multitude of concerns and challenges were also identified.  The three areas in which participants expressed experiencing, or anticipating experiencing, the most difficulty were physical health, mental health, and financial well-being.  Many connections were acknowledged between these areas (ie. the emotional and social impact of financial insecurity).In addition to these consultations, we conducted an environmental scan and literature review to examine what the research had to say said about psychosocial issues for older people living with HIV, and what programs and services were available for people aging with HIV, and/or living long-term with HIV in XXXX.Based on all of the information we collected from the focus groups, the literature review, and the environmental scan, we developed a draft curriculum for the workshop series.  Next , we met with a small reference group of service providers who either identified as older gay men living with HIV, or who work with this community to get their feedback on what we had come up with.  Some minor changes were made to the curriculum based on this consultation.  As well, we built in some additional supports based on recommendations from these individuals (ie. having a counsellor on call to provide one-to-one support during sessions which had the potential to be especially triggering for participants).
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The Planning Phase: 
What we learned from people living with HIV 

Some Sample Strategies People Were Using to Age Well 
with HIV: 

•  Strong social networks 
•  Support groups and other peer supports 
•  Knowledge of cognitive tools/exercises 
•  Body awareness 
•  Adjusting activity level 
•  Adopting healthy habits 
•  Counselling 
•  Stress reduction techniques 
•  Hope;  desire to plan/prepare  
•  Returning to work and/or school 
•  ASO services 

•  Internet as a tool for service navigation 

Presenter
Presentation Notes
We asked about six areas:ServicesCognitive healthPhysical healthMental healthFinancial healthSocial supportSpiritual health
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The Planning Phase: 
What we learned from people living with HIV (2) 

•  People living with HIV are employing a multitude of 
strategies to age well with HIV 

•  The many ‘unknowns’ related to aging with HIV cause 
anxiety & apprehension 

•  People aging with HIV face challenges accessing aging-
related services outside the HIV sector 

•  Social connections and engagement are critical 

•  Individuals were concerned about the impact of aging 
on all areas of their lives 

Presenter
Presentation Notes
In the interest of time, I will focus here on a few of the things we learned about HIV & aging during our consultations with people living with HIV:The individuals we spoke to were already engaging in a variety of strategies, either consciously, or unconsciously, to age well with HIV.  These included:   ASOs, use of the internet to navigate services, knowledge of cognitive tools/exercises, staying involved socially, body awareness, healthy habits, adjusting activity level to match energy level, seeking support/counselling, stress reduction techniques and peer support.People aging with HIV are apprehensive about what to expect in their futures.  The research literature is ambiguous when it comes to both the independent, and the interdependent effects of HIV, HAART and aging on the body.  Many individuals were told they would not survive long enough to reach this life stage. All of this uncertainty is anxiety provoking.We heard that some people were already trying to access aging-related services outside the HIV sector.  Some challenges these individuals faced included: lack of awareness of what services were available, and where they could access  services to meet specific needs, as well as what was required of them to do so;  and lack of knowledge of the needs of people living with HIV or LGBT communities among service providers in other sectors.The individuals we spoke to identified a host of barriers to creating and maintaining social support networks including: loss, illness, mobility issues, financial insecurity and ageism.  They spoke of a number of ways they tried to stay engaged including support groups, volunteering/school/work, and social clubs.Finally, we heard that people were concerned about the impacts of aging on all areas of their lives.  They spoke of their health holistically, with these areas being interconnected, and often impacted by the same aging-related changes.
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Program Objectives, Topics & Threads 

connections between stakeholders 

participants’ ability to identify and communicate aging-related needs 

participants’ ability to navigate services in a variety of sectors 

participants’ capacity to deal with change 

Objectives: 

Presenter
Presentation Notes
Based on all of our information-gathering activities, we came up with four over-arching objectives for Planning for the Long Term:Increase connections between participants, presenters, organizations and service sectorsIncrease participants’ ability to identify and communicate current and potential needs related to agingIncrease participants’ ability to navigate programs and services in a variety of sectors in order to address needs related to agingIncrease participants’ capacity to prepare for and manage change.We also chose three key areas of health to focus on:  physical health, mental health and financial health.  These formed the basis for three modules around which the workshops were organized.Finally, we identified four ‘threads’ which we thought should run through every one of the eight workshop sessions.  These were:Planning for an coping with change – reinvention and reframing;  preparing for change without fear; building resilience and capacity to copeNavigating and connecting to services – inside and outside the HIV sector; service integration to meet complex needsBuilding social connections & support – (re)building social networks; decreasing isolationUsing tools and resources – human resources, technology, information, advocacyInformation maps – each week, participants were provided with an “info map” – maps provide detailed information on a variety of programs/services related to the topic area for the week – for each program/service, the map indicates what criteria potential participants must meet to access it, whether it is LGBT friendly, HIV-specific, has a cost, is physically accessible, etc.



9 

Program Objectives, Topics & Threads (2) 

Physical Health 
 
Cognitive and Mental Health 
 
Financial Health 

Topics/Themes: 

Presenter
Presentation Notes
Based on all of our information-gathering activities, we came up with four over-arching objectives for Planning for the Long Term:Increase connections between participants, presenters, organizations and service sectorsIncrease participants’ ability to identify and communicate current and potential needs related to agingIncrease participants’ ability to navigate programs and services in a variety of sectors in order to address needs related to agingIncrease participants’ capacity to prepare for and manage change.We also chose three key areas of health to focus on:  physical health, mental health and financial health.  These formed the basis for three modules around which the workshops were organized.Finally, we identified four ‘threads’ which we thought should run through every one of the eight workshop sessions.  These were:Planning for an coping with change – reinvention and reframing;  preparing for change without fear; building resilience and capacity to copeNavigating and connecting to services – inside and outside the HIV sector; service integration to meet complex needsBuilding social connections & support – (re)building social networks; decreasing isolationUsing tools and resources – human resources, technology, information, advocacyInformation maps – each week, participants were provided with an “info map” – maps provide detailed information on a variety of programs/services related to the topic area for the week – for each program/service, the map indicates what criteria potential participants must meet to access it, whether it is LGBT friendly, HIV-specific, has a cost, is physically accessible, etc.
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Program Objectives, Topics & Threads (3) 

• Info Maps 
• Guest Speakers – links to other organizations 
• Encourage consideration of current and future needs 
• Tools for coping with change 
• Mutual support and collective problem-solving 
• Building confidence & acknowledging strengths 

“Threads” – How the objectives will be addressed through 
every workshop session: 

Presenter
Presentation Notes
Based on all of our information-gathering activities, we came up with four over-arching objectives for Planning for the Long Term:Increase connections between participants, presenters, organizations and service sectorsIncrease participants’ ability to identify and communicate current and potential needs related to agingIncrease participants’ ability to navigate programs and services in a variety of sectors in order to address needs related to agingIncrease participants’ capacity to prepare for and manage change.We also chose three key areas of health to focus on:  physical health, mental health and financial health.  These formed the basis for three modules around which the workshops were organized.Finally, we identified four ‘threads’ which we thought should run through every one of the eight workshop sessions.  These were:Planning for an coping with change – reinvention and reframing;  preparing for change without fear; building resilience and capacity to copeNavigating and connecting to services – inside and outside the HIV sector; service integration to meet complex needsBuilding social connections & support – (re)building social networks; decreasing isolationUsing tools and resources – human resources, technology, information, advocacyInformation maps – each week, participants were provided with an “info map” – maps provide detailed information on a variety of programs/services related to the topic area for the week – for each program/service, the map indicates what criteria potential participants must meet to access it, whether it is LGBT friendly, HIV-specific, has a cost, is physically accessible, etc.
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Program Implementation: 
Strengths-Based Approach to HIV & Aging 

 
• Acknowledging the resilience and coping strategies of 
people aging with HIV 
 

• Reframing aging as a process of change, reinvention 
 

• Drawing attention to the ambiguity in the research literature 
& providing space to process this 
 

• The language of aging 
 

• Anticipatory – providing an opportunity to plan ahead 

Presenter
Presentation Notes
Something we felt was very important was to implement a program that was rooted in a strengths-based approach to HIV & aging.I already spoke about our observation that people aging with HIV are already doing a lot of things to age well with HIV.  We wanted to return to this often and use this acknowledgment as a tool to build confidence, and capacity to cope with future changes.  By framing change as a normal part of every day life, we tried to focus on the fact that participants were already equipped to deal with change.  We framed aging as a life stage where more change might occur faster.The research literature often paints a scary picture of what people aging with HIV can expect in their futures.  By drawing attention to the fact that there remain many gaps in the literature, we tried to help participants respond to potential uncertainty, instead of to a certain, negative future prospect.  This is something we’ve continued to expand upon in programming we’ve delivered since Planning for the Long Term.We engaged the group in discussion about how we communicate around aging.  We acknowledged the use of ‘triggering’ terminology, and assumptions about aging and decline that normalize it to the point of not acknowledging it’s impact on the individual and community.Finally, as I spoke about earlier, we approached  aging with HIV as something participants could plan for in advance.  By identifying areas where people aging with HIV could exert control over this process, they are empowered.
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Program Implementation: 
The Modules 

Module Week  Workshop Topics & Activities 

Introduction #1 Coping with change, loss & attachment 

Physical Health #2 Communicating with health care professionals;  Yoga 

#3 Rehabilitation;  Feldenkrais 

Cognitive & Mental 
Health 

#4 Memory;  Cognitive engagement strategies 

#5 Stress management;  emotion-focused meditation 

Financial Health #6 Financial planning pre-/post age 65;  Power of attorney & wills 

#7 Housing options;  Return to work/school/volunteering 

Closure #8 Rebuilding & reinvention in response to change;   Debriefing 

Planning for the Long Term:  An 8-week psycho-educational workshop series 
on HIV & aging;  Summer 2011 

Presenter
Presentation Notes
This slide outlines the eight week curriculum for the Planning for the Long Term workshop pilot series offered in the summer of 2011.This pilot group was specifically for gay men.  There was no age criteria for participation.  Participants just had to have an interest in planning for their future.
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Program Implementation: 
The Info Maps 

Presenter
Presentation Notes
There are currently seven info maps:  Benefits + School/Work/Volunteering + Home Care  Coping with Loss & Change  Cognitive Health & Cognitive Engagement  Legal & Financial Planning  Paramedical Services  Physical Activity  Stress Management
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Program Evaluation: 
Methods & Findings 

Evaluation Methods 
              Orientation   Tools 

• Qualitative & Quantitative 
• Process & Outcome 

• Pre & post surveys 
• Module-end evaluations 
• Group debrief 

Participant Demographics 
• 18 registrants; 10 participated;  8 completed the series 

• Age range:  42 to 71 

• All identified as gay men 

• Length of time since diagnosis ranged from less than 1 year to 26 years 

Presenter
Presentation Notes
As I mentioned previously, it was important for us to do a robust evaluation as this was a pilot project. We asked participants about their experience in the program through the use of module-end evaluations which asked about: Group cohesion/safety Their response to the group facilitators  Their response to each workshop (usefulness, interest, quality of presentation) Reflection on the usefulness of the info maps Topics they would like to know more about….and through a final group debrief on the last day of the workshop series.We also assessed changes over time through the use of a pre & post test.  Inform to follow on next slide.  
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Program Evaluation: 
Findings – Participant Changes 

Improvements were seen in the areas of physical health, cognitive/mental health & financial 
health with respect to: 

 

o Knowledge about how to care for health needs 
o Ability to communicate health needs to service providers 
o Knowledge about the range of health programs/services available 
o Ability to access health services that meet their needs 
o Confidence in their ability to managed changes in health as they age with HIV 

 
Participants also noted improvements in: 
 

o Their sense of being “stuck” in their lives 
o Their feeling of hopefulness about the future 
o Their ability to handle what comes their way, no matter what it is 
o Their feeling of preparedness for the future 

 

Presenter
Presentation Notes
I am knowledgeable about how to care for my physical health as I age.    3.8 to 4.2I am able to identify my physical health needs.   4 to 4.4I can communicate my physical health needs to health care practitioners and other service providers.  3.8 to 4.4I am knowledgeable about the range of physical health programs and services available to me.  2.8 to 3.8I can find the physical health services I need.    3.2 to 4.4I am able to access physical health services that meet my needs.    3.8 to 4.2I fell confident in my ability to manage changes in my physical health as I age with HIV.  3.0 to 4.0.I am knowledgeable about how to care for my cognitive/mental health as I age.    2.4 to 3.8I am able to identify my cognitive/mental health needs.   2.8 to 3.8I can communicate my cognitive/mental health needs to health care practitioners and other service providers3.4 to 4.4I am knowledgeable about the range of cognitive/mental health programs and services available to me.  2.4 to 4.0I can find the cognitive/mental health services I need.    2.8 to 4.2I am able to access cognitive/mental health services that meet my needs.    3.0 to 4.0I fell confident in my ability to manage changes in my cognitive/mental health as I age with HIV.  2.8 to 3.8I am knowledgeable about how to care for my finances as I age.    3.0 to 3.8I can communicate my financial needs to service providers.  3.0 to 4.2I am knowledgeable about the range of financial services and assistance programs available to me.  2.0 to 3.6I can find the financial services I need.    2.4 to 3.8I am able to access financial services that meet my needs.    2.6 to 4.0I fell confident in my ability to manage changes in my finances as I age with HIV.  2.8 to 4.0In general, I have a sense of being “stuck” in my life.  3.2 to 2.4.When I think about the future, I feel hopeful.  2.8 to 3.8No matter what comes my way, I am usually able to handle it.  3.0 to 3.8I feel prepared for the future.  2.6 to 4.0
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Program Evaluation: 
Findings –The Role of Organizations 

• People living with HIV, especially those living long-term, have 
significant knowledge to share based on lived experience 
 

•Introduce programs & services that address the unique needs 
of people aging with HIV 
 

• Approach HIV & aging using a strength-based framework 
 

• Increase access to programs & services by developing 
partnerships and relationships across sectors 
 

• Recognize that increased support may be needed during 
times of rapid change; both personal and contextual 

Presenter
Presentation Notes
One of the objectives of today’s presentation was to identify the role of organizations in responding to an emerging issue:  HIV & aging.To summarize some of our key learnings in this area from Planning for the Long Term:The program benefitted immensely from our consultations and evaluation.  We found that participants benefit when there is more time for discussion, not just to process new information, but mostly for sharing experiences and information.People aging with HIV have a unique set of needs that is not being addressed adequately through most existing programming.  It’s important that we look at developing and implementing programming to meet these needs, but also that we evaluate our efforts so similar programming can be replicated by other organizations.I’ve talked quite a bit about taking a strengths-based approach to HIV & aging.  It’s critical that organizations provide information about HIV & aging to individuals living with HIV, but this can be done in a way that minimizes anxiety instead of adds to it.  (But in the last group we really found that we didn't need to reframe the issue for group members, we needed to do it for ourselves)We need to start to begin intersectoral collaborations to deal with some of the complex issues that arise for people living with HIV as they age.  This includes looking for opportunities to work together to:  deliver programming; make existing programs/services more accessible; and to learn from one another.We, as organizations, must be prepared to provide increased support to people who are aging with HIV. They are sometimes experiencing large changes, rapidly.  Also, the state of knowledge on HIV & aging is in rapid flux and we need to be prepared to share new information as it becomes available. 
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Next Steps 

• Published Community Report (July 2012) 

• Second round of Planning for the Long Term - Fall 2012 

• Workshops added: 
• Nutrition 

• Sexual Health 

• HIV & Aging:  What does the research say? 

•Workshops did not include: 
• CCAC / Long-term Care / Home Care 

• Rehabilitation 

• Yoga/Feldenkrais 

• Financial well-being addressed through ACT’s Community Financial & Estate 
Planning Management Program 
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Fall 2012: 
What We Did 

• Worked closely with volunteer co-facilitators 

• Weekday evening sessions (10 x 2.5 hrs) 

• Larger group 

• 15 registrants/participants;  11 completed the series 

• Age range:  49 years to 72 years 

• Length of time living with HIV:  3 years to 30+ years 
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Fall 2012: 
What We Learned 

•  Finding the balance between process and content 

• Thinking about the order in which workshops are 
delivered 

•  Praise for info maps and other take-away material 

• The need to clarify program/participant expectations 

•  High level of group cohesion  

•  Pre-test/post-test changes 
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Challenges & Recommendations 

• Facilitator engagement & preparation 

• Psycho-educational groups:  finding the balance 

• Finding speakers with expertise on aging and HIV 

• Dealing with participant concerns re: systemic 
barriers 

• Achieving closure & moving forward 

• Providing access to resources & supports beyond the 
Planning for the Long Term group 

Presenter
Presentation Notes
Ensuring the facilitators are not “stuck in the middle” between expectations of program planner(s) and expectations of group membersFinding the balance between process and content:  limiting the time allotted to guest speakers;  building in dedicated time for group discussionWhen speakers are not experts on both HIV and aging, fill this gap by ensuring there is:Dialogue/discussion between group members;  can be prompted by facilitatorsEducating presenters;  be clear what you would like to see coveredWhat is our role in addressing systemic barriers raised by group participants?  Ie. lack of long-term care that is LGBT/HIV friendlyAssist the group in moving forward as the series ends;  what will this look like? Where else can they find support?Generate take-away materials such as Info Maps – these serve as a resource;  also, when triggering topics are to be covered, ensure there are other supports available (ie. one-on-one counselling)
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For More Information 

• Copies of the Community Report (July 2012) available at 
 www.actoronto.org/research 
 

• Contacts:   

Kate Murzin 
Group Programs Coordinator 
AIDS Committee of Toronto (ACT) 
 
kmurzin@actoronto.org 
 
(On leave until September 2013) 

Jessica Cattaneo 
Manager of Evaluation & Program 
Development 
AIDS Committee of Toronto (ACT) 
 
jcattaneo@actoronto.org 

mailto:kmurzin@actoronto.org
mailto:jcattaneo@actoronto.org
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