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Presenter
Presentation Notes
Lauren – Kick-off & Introduce Greg (short bio)Greg Smiley is a career public-health professional with nearly 25 years working for U.S. domestic and global health institutions.  He is also a patient and caregiver to family with neurodegenerative diseases. He founded Adira Foundation in 2019.  



Agenda

Welcome and Project Introduction 11:30 – 11:35
Greg Smiley, CEO & Founder
Adira Foundation

An Analysis of Quality-of-Life Assessment Tools 11:35 – 11:50
Report presentation by Zainab Mahmood, MPH Candidate
The Milken Institute School of Public School

Breakout Rooms 11:50 – 12:25
• Purpose of Measuring QOL in ND
• Practicalities of Measuring QOL in ND
• Practices of Measuring QOL in ND

Wrap-up 12:25 – 12:30

Presenter
Presentation Notes
Greg – Welcome



About Adira Foundation
At Adira, a 501(c)(3) public foundation, we envision a world where people with 
neurodegenerative diseases and their caregivers are living fully.

OUR MODEL
Adira’s approach drives toward one outcome: 
better lives for people with neurodegenerative 
diseases.

We Listen
We create spaces for open conversation. We bring 
together everyone invested in neurodegenerative 
health care solutions.

We Learn
You help us learn. That’s how we find solutions to 
fund.

We Act
Our solutions are community based. We fund and 
program around priorities that rise to the top.

adirafoundation.org

Presenter
Presentation Notes
Greg – Adira IntroductionAdira is a new public foundation working on neurodegenerative diseases as a whole.  Though not exclusively, we are at first accenting five populations:  ALS, Alzheimer’s and related dementias, Huntington’s, multiple sclerosis, and Parkinson’s—tackling the dozens of heartaches people dealing with these diagnoses share in common to complement the necessary disease-specific work unique to each diagnosis.  Not just professionals, most of us at Adira are patients and caregivers ourselves.  We believe people most impacted—be they patients or care partners—know best what they need, know what they’re not getting, and know what might work.  They drive our priorities; we fund what’s most important to them.  As examples, our earliest grants have focused on caregiving, navigation, mental health, and collaboration.  We’ve designed our model from other large-scale, integrated health successes in the U.S. as well as globally.



What Makes Us Different?

Better lives for people 
impacted by ND

• What does that mean?

TIME MONEY

CONFIDENCE CONNECTION

ENERGY

Presenter
Presentation Notes
Greg – What makes us different?We believe that life today for most people is isolating and scary, though arguably worst for those dealing with the worst.  It’s too tough for any one population or provider to handle alone.  If we can give more time, connection, money, confidence, and energy for these five among us; perhaps we can encourage scaling common approaches for all of us.



Project Background

Evaluating QOL impact

• How is QOL currently 
measured?

• Can we show collective 
impact across ND 
groups?

Bring together experts 
and best practices

• What are the benefits of 
a common tool?

Presenter
Presentation Notes
Greg – Project BackgroundToday, we are talking one particular common issue:  the measurement of Quality of Life. There are more than 50 instruments in use around the world measuring Quality of Life. We would like today to open a conversation about them—to discuss the pros and cons among them. We don’t presume that we ourselves know best.   For any one standard to ever take hold, it would need to be co-created by people most impacted by neurodegenerative diseases leading.  Today, we hope to hear your points of view on the purpose, practicality, and utility of this effort. The whole point of Adira is to build things together so please share vigorously in the breakouts, in the chat function starting even now, and by phone/ e-mail in the coming hours, days, weeks.



Convening Goals

We hope by the end of the convening that,

• You have a better understanding of the current landscape of assessment tools measuring QOL

• We have a better understanding of your experiences with these and other tools in your daily work

• You take part in co-creating resources and tools to evaluate QOL in people most impacted by ND 
on a broad scale

• We can agree to speak again to further explore this topic

Presenter
Presentation Notes
By the end of this convening, we hope that you:  have a better understanding of the current landscape of Quality of Life metrics, will share with all of us your experiences with these or other tools in use;Will lend your take on the purpose, practicality, and use of co-creating either a simpler, unified tool, or at least a simple library of all these tools that implementers can find and use for their specific programs.Can agree to speaking with us again in the coming months on ways to take this forward.  



An Analysis of Quality-of-Life 
Assessment Tools

Presenter
Presentation Notes
Greg – Introduce ZainabZainab Mahmood graduated from the George Washington University with her B.S. in Biomedical Engineering in 2018. Since then, she has worked as a project manager in industrial supply distribution where she has worked on projects to create a uniform set of metrics to track the impact of ongoing work amongst product development teams. She is also pursuing her Masters degree in Public Health and has spent the last few months researching assessment tools that measure quality of life to align the dimensions evaluated by these tools with the 5 areas of quality-of-life Adira seeks to impact for people most impacted by ND.



Report Overview

Purpose

This paper examines the metrics defined in assessment tools currently used to evaluate QOL. 
It also aligns current metrics with a suggested set of common metrics to evaluate QOL in ND.

Design

We conducted a systematic literature review.

Results

The review found strong alignment between the specific metrics used in these tools to 
describe QOL inputs and the distinct QOL metrics Adira recommends as a common standard 
for QOL evaluation (time, money, energy, confidence, connection). 

The evidence presented suggests that these 5 QOL metrics can be successful in defining and 
evaluating QOL impact on a broad scale.

Presenter
Presentation Notes
Zainab – AbstractSo just to give a brief overview, the goal of this specific project was to analyze the different domains of quality of life that are measured in existing assessment tools and to validate the five QOL areas Adira is proposing to focus impact in against these existing domains.  To do so, we conducted a systematic literature review and created a toolkit of available QOL assessment tools with information such as which areas of QOL their measures align with and what populations they have previously been tested in.  Through this research we found that the measures assessed by these tools strongly align with the 5 areas of quality-of-life Adira recommends as a common standard of QoL evaluation. We further propose and seek to test that these 5 metrics can be used to successfully evaluate the collective impact systems have on neurodegenerative patient and caregiver quality of life on a broad scale.



Report Design

Selecting QOL Assessment Tools

Tested in…, Validity, Reliability

Analyzing QOL Assessment Tools

Critical features

50
Metrics

Language

Length

Presenter
Presentation Notes
Zainab - MethodologyWe began our literature review by searching PubMed and Google Scholar for studies that were published in peer-reviewed journals. These were generally review articles that compared a handful of assessment tools against each other and reported on their validity and reliability among certain populations. We looked for both general assessment tools that were created for patients and caregivers and tools that were specifically made for specific ND populations and caregivers of those specific groups. We used these articles to identify commonly-used assessment tools and then we looked up the specific study that first created the tool and any documentation that was provided by the original authors to get more details on the metrics that were assessed, the populations that the tool had been tested in, and information on its validity and reliability. We also took a look at the questionnaires themselves so we could review the exact items that patients and caregivers were asked to answer and match them up with their appropriate subscales. We then matched subscales with the 5 larger Adira identified quality of life measures (time, money, energy, confidence, connection) to validate those quality-of-life measures and understand how they are represented in quality-of-life assessment tools today. When analyzing these tools, there were three criteria that we considered to be critical features of effective assessment tools for people impacted by neurodegenerative disease.  The first was alignment with the 5 metrics that Adira recommends as a common standard. We wanted to see how the items and subscales for each of these assessment tools matched the 5 recommended areas of quality of life and how often these 5 areas are represented in quality-of-life assessment tools today. The second was plain and simple language. We believe that effective assessment tools should be accessible by the vast majority of PMI by ND. The American Medical Association (AMA) and the National Institutes of Health (NIH) recommend a sixth-grade level or below so we wanted to note which tools used language that could be understood at around this grade level. Some tools used more complex, technical language that can lead to confusion and result in poor or incomplete data collection. Complex language can also put further burden on PMI by increasing stress, frustration, or feelings of loneliness during the evaluation process. An example of plain language is "I have trouble doing all of the activities with friends that I want to do" and the patient would be asked to rate how accurate that statement is from 1 to 5, instead of more complex wording like "How satisfied are you with feeling a part of your social environment?" because many people might not know how to define social environment and what we mean by that exactly. And finally, the third criteria we analyzed was the length of the questionnaire that patients or caregivers were being asked to fill out and how it minimized responder burden. Longer tools can be cumbersome to complete and place unnecessary burden on PMI. In some cases, the evaluation process can fall apart because the assessment just isn’t feasible. Some of the tools we looked at consisted of 5 questions and only took a handful of minutes to complete, while others had over 100 questions and took anywhere from 45 minutes to an hour, so there was quite a range. (Say something about striking a balance between length of assessment tool and its comprehensiveness / effectiveness, proven through testing and validity / reliability outcomes). 



Analysis Highlights

Metrics alignment

Plain language
Responder burden

World Health 
Organization’s Disability 
Assessment Survey 2.0

Kingston Caregiver 
Stress Scale

Interactive toolkit Common standard

Presenter
Presentation Notes
Zainab – HighlightsIn our report, we highlighted tools that measured the majority if not all of those Adira-recommended 5 quality of life metrics and we detailed the subscales and specific items that matched with each of those metrics. One thing that we found through this alignment was that there were several ways that assessment tools measured what we called the energy domain - and that is, what kind of impact do programs have on PMI's physical and mental energy to live their lives? Many assessment tools measured physical aspects of the patient's or caregiver's condition, such as changes in cognition, trouble with sleep, and the effect of pain and physical symptoms on a person's quality of life. Many assessment tools also included components that gauged the patient's or caregiver's mental health and almost all assessment tools had some subscale that measured positive or negative affect, things like depression and anxiety, issues with self-esteem, and complex emotions brought on by a patient's condition and their resulting decrease in quality of life. Some assessment tools also had subscales that measured a patient's or caregiver's satisfaction with life and future outlook - how they perceived their illness and the effect that it had on their plans for the future and their family's well-being. And what we found interesting about all of these different facets of quality of life was that they were all essentially trying to measure the same thing and that was how much energy the responder had to live their life. If the responder expressed a perceived improvement in their quality of life because of pain reduction or because of improved sleep, this improvement was really because they felt better and they had more energy to live their lives. We believe that this difference between measuring physical or mental health and measuring energy is similar to the evolution of perspectives relating to health equity - how previously we struggled to separate and define the concepts of health disparities from health inequities. We see current measures of quality of life as the specific manifestations of disruptions to quality of life, such as measuring pain. These are QOL outcomes that can vary from person to person. What we propose as measures to evaluate QOL look at the root desires behind finding solutions to those QOL disruptions. People don’t seek to reduce pain to reduce pain – they seek to reduce pain to improve their physical and mental energy, so they have more energy, so their energy supports their ability to live their life.  We also found that an evaluation of time, money, and confidence were lacking in existing assessment tools. Many of these tools had subscales measuring energy and connection with other people, but very few measured how much time patients and caregivers had outside of time spent managing their condition, the financial impact these complex ND conditions have on PMI by ND, and how confident PMI feel navigating the health space. We believe these three factors, (time, money, confidence) are important to the evaluation of quality of life of PMI by ND. However, if these measures are not represented within the metrics of assessment tools to evaluate QOL then we cannot accurately assess if we, as a system, are effectively supporting people most impacted by ND in these areas.    As mentioned previously, as we analyzed these assessment tools, we not only looked at what these tools were measuring, but also how they went about doing it. We noted which ones had plain language that would be easy for any responder to understand and how long each of these tools was as a proxy for responder burden. we found that there were tools that fit all three of our selected critical features. Now, these tools aren't meant to suggest that they are the only ones that can be used to effectively measure all facets of quality of life and different tools might be needed to evaluate different programs depending on which of the 5 quality of life areas we're trying to have an impact in. That’s exactly what our interactive tool database is for. But these tools were assessed to be the most comprehensive while also sticking to plain, simple language and limiting the time it took to complete them. For a patient quality of life assessment tool, the World Health Organization's Disability Assessment Survey 2.0 most completely met these criteria., This tool was created by the World Health Organization as a self-administered general assessment of health and disability and has been validated in multiple disease populations around the world, in both clinical and general population settings. It consists of 36 items divided into 6 subscales, which measure cognition, mobility, self-care, getting along, life activities, and participation. The WHODAS 2.0 measures four out of the five quality of life metrics Adira recommends, specifically time, money, energy, and connection. Its six subscales match well to these four measures to create a holistic view of patient quality of life. Although it does not contain items that measure the confidence dimension, a few additional items can be added from the more extensive WHOQOL-100 to encompass this domain. It uses direct, specific language to help the responder easily understand and answer questions and with only 36 items, the WHODAS 2.0 takes 5 to 20 minutes to complete. For a caregiver quality of life assessment tool, the Kingston Caregiver Stress Scale best fits these criteria. This tool was created by the Kingston Scales Institute in Canada as a way of measuring a caregiver’s stress level in real-time and assessing the source of the stress. It was designed to be used by community caregivers, such as family members of patients, to measure stress over time and attribute the stress to a specific factor in their lives. The KCSS, along with many other Kingston Scales, has been translated into multiple languages and used in studies around the world, including the U.S. It consists of 10 items divided into 3 subscales: caregiving issues, family issues, and financial issues. The KCSS also measures four out of the five quality of life metrics Adira recommends, namely money, energy, confidence, and connection. Its three subscales match well to these four measures to create a more or less holistic view of caregiver quality of life. Although it does not contain items that measure the time dimension, a few additional items can be added from the more extensive Caregiver Quality of Life for dementia assessment tool, or CGQOL-80, to encompass this domain. By using targeted questions written in plain terms to match a caregiver’s stress level to a specific source of stress and only taking 5-10 minutes to complete the 10 items, the KCSS minimizes responder burden and makes the tool easy to fill out for caregivers. Although it's not as widely tested as other global scales, the KCSS has been validated in multiple countries and languages around the world and provides a succinct but robust view of caregiver QOL. Of course, these tools are not going to fit the evaluation that we want to do for every program, so a full interactive toolkit of the 50 assessment tools we reviewed will be provided and programs will be able to find the tools that work best for them and their program evaluations and contribute to our larger effort to test these tools and establish a common standard. Lauren will talk more about the common standard that Adira hopes to create as she reviews the report’s recommendations, so I am going to pass it over to Lauren.



Recommendations

Create a common standard to understand and evaluate QOL

• Provide resources to evaluate QOL to ND stakeholders
• Align understanding of QOL in ND with human-related QOL measures

Build a collective strategy of ND stakeholders to implement shared evaluation

• Show impact of the ND support network on QOL in ND on a broad scale

Presenter
Presentation Notes
Lauren – RecommendationsThank you, Zainab. And thank you so much for the incredible work you’ve done. I can’t wait for everyone here to read the full report. The true extent of the scope and detail of your research just can’t be fully expressed until people can read the full report and interact with the assessment tool database.As Zainab described, we see a lot of parallels between the evolution of understanding and describing health equity concepts and our evolving understanding of quality-of-life concepts.Our first recommendation seeks to replicate successful elements of the Health Equity Institute at San Francisco State University’s approach to advance the conversation around health equity concepts. We look to do this by:Defining and advancing conversations around and the understanding of the differences between QOL measures and the specific factors affecting their outcomesCreating resources, such as a framework, to communicate these differences and describe the value of this relational understanding of QOL evaluationSharing and distributing the resources to a wide range of ND stakeholdersUsing this approach, we hope to relate the value and impact of ND programs on a broader scale, to a universal audience. Everyone can relate to wanting more energy to live their life, even if they’ve never experienced pain or insomnia symptoms, or more confidence to make good decisions, even if they’ve never had to navigate long-term care specifically. Through QOL measures that anyone can relate to and understand we hope to de-stigmatize the specific needs of people most impacted by ND.Additionally, we recommend, with the support of a diverse group of ND stakeholders (such as yourselves), to implement a collective strategy to test this shared approach to evaluating QOL in PMI by ND. Currently, Adira is piloting the creation of a simple, standard translational process which captures both the specific metrics affecting QOL in people most impacted by ND (those measures captured in existing assessment tools) and the direct metrics of QOL impacted by specific program interventions (those 5 QOL areas recommended by Adira). We are doing this through shared evaluation planning and analysis with our Fall 2020 grantee partners (shout out to any grantees on the call – Justin, Annie, Leah, Aditi).We seek to further enhance this effort through a larger collective of ND stakeholders which will enable us to Gather more information about the weighted priority of the QOL concepts of time, money, energy, confidence, and connection for people most impacted by NDApply the shared large-scale data to an analysis of the ND health and social support networks as a whole to determine collective impact in each area of QOLBetter align QOL priorities of PMI by ND with targeted efforts to design and support program solutions that enhance total system impact in those areas on a broad scaleEffectively describe to local, state, and federal policymakers in a simple, coordinated way the needs and desires of PMI by NDBy leveraging the commonalities of these groups through a connected, human identity we can show broad impact through shared data and advance QOL in people most impacted by ND. 



Breakout Discussions
Measuring QOL in ND

35 minutes

Discussion 3 Practices

• Critical features 
selection & discussion

• Establishing a strategy 
for report 
recommendations

Discussion 2 Practicalities

• QOL evaluation 
challenges & solutions

• Value of project 
recommendations to your 
work

Discussion 1 Purpose

• Understanding & defining 
QOL

• Value of QOL evaluation 
in PMI by ND

Presenter
Presentation Notes
Lauren – introduce breakoutsWe do hope you’ll read the full report after the convening and send us any comments or thoughts you have. Today however our discussion will center around three vital elements of our QOL work.In just a moment we’ll open up the breakout rooms. Take a moment to consider which discussion you’re most interested in joining.In Room 1, which will be labeled ‘Purpose’, Greg will lead a discussion around shared identity and the human concepts included in the 5 Adira recommended QOL measures of time, money, energy, confidence and connection. In Room 2, which will be labeled ‘Practicalities’, Zainab will lead a discussion around evaluation challenges and the kinds of resources and tools that could effectively support your efforts to improve evaluation processes. And in Room 3, which will be labeled ‘Practices’, I will lead a discussion around the best approaches to implementing the recommendations in our report.When we come back from our breakout discussions, we’ll communicate next steps and wrap things up, so let’s make the next 35 minutes really count. 



What’s Next?

• Event materials
• Comment on the report
• Send thoughts to programs@adirafoundation.org

• Follow-up survey
• Contribute insights from your organization
• Share with other professionals in your field providing care to ND communities

Presenter
Presentation Notes
Lauren – event follow upWe hope everyone enjoyed their breakout discussion and found value in the conversation. As always, we wish we could talk for longer, but we understand busy schedules and the important work each of you need to return to. So, for the short-term, until we can find the time to all meet again, we hope to keep the conversation going through other means.You’ll each receive a follow-up e-mail to this event. It will include materials from today like the presentation slides and the main session recording. It will also include a copy of the full Quality of Life Assessment Tools report which we hope you’ll find the time to fully digest and comment on. You’ll also receive a follow-up survey. SurveyMonkey estimates it should take about 7 minutes to complete. There are a few questions asking for feedback about the event itself but primarily we are seeking your insights on QOL evaluation in your daily work and how our efforts may further complement those. We appreciate any responses.

mailto:programs@adirafoundation.org


Announcements

• Sounding board (for people most impacted by ND)
• Learn more at - https://adirafoundation.org/join/shape-change-for-nd/

• Round 3 – Fall Grants
• 2021 grants cycle
• Sign up for our e-newsletter to stay informed

• ND Congress
• Event coming soon! – January 2022
• Join us to help priority set and advance conversations around our collective work

Presenter
Presentation Notes
Lauren – stay engagedAnd finally, just a few things to keep on your radar.Adira is seeking members for our sounding board. This opportunity is for people living with neurodegenerative diseases and ND caregivers. It is a low-commitment way for people most impacted to engage with Adira and provide insights which directly influence our grantmaking and program priorities. For professionals and organizations, we have upcoming our next round of funding, our Fall 2021 grants cycle. If you’re not already signed up, you can stay informed about funding opportunities through our e-newsletter. And in early 2022, mark your calendars as we present our inaugural ND Congress. At this event we plan to bring together a diverse set of ND stakeholders, led by people living with ND and ND caregivers to inform our work, including our ongoing work on quality-of-life. 

https://adirafoundation.org/join/shape-change-for-nd/


Thank you!
www.adirafoundation.org
programs@adirafoundation.org

Presenter
Presentation Notes
Lauren/Greg – Thank you, sign-off

http://www.adirafoundation.org/
mailto:programs@adirafoundation.org
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