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Older Adults and Family Caregivers –
Live Your Best Life Possible
If you’re an older adult, living at home, and have an ongoing health condition – or you’re caring for an older family
member – your healthcare team cares about your quality of life (1, 2).
Quality of Life Assessments
- How are you doing?
- How is your care?
- What matters to you?
Proven Healthcare Tools Can Help
Tools for quality of life assessments have been shown to help:
- Older adults to work with their healthcare providers to live comfortably at home as long as possible (1, 3-17).
- Family members who are coping with the demands of caring for a loved one at home (5, 8, 9, 18)
These tools are a series of simple-to-answer questions about your health, your care, and your life (21).
Sample Quality of Life Assessment Questions
The answers to these questions are about you – even if someone helps you fill it out. What’s more there are no
“right” or “wrong” answers. It’s the “right” answer if it’s what you really think or feel.
-

A: Over the past two days 48 hrs), emotionally I felt (19):
- For example, if you felt:
§ Very Bad, you might circle a 0 or 1.
§ Poor, you might circle a 2 or 3.
§ Moderate, you might circle a 4, 5, or 6.
§ Good, you might circle a 7 or 8.
§ Excellent, you might circle a 9 or 10.

-

B: In general, how satisfied are you with the quality of your care (20)?

Why These Questions Matter
- Your healthcare providers will be able to better understand how you are doing (1, 2, 22).
- If you’re an older adult, the healthcare team can help you find the support you need to live comfortably
at home (1, 3-17).
- If you’re a family caregiver, the healthcare team can help you find the resources you need to support
you and your loved one (1, 5, 8, 9, 18).
What to Do
- ANSWER the quality of life assessment questions online each time before you have an appointment
with your healthcare provider (23-25).
- ASK your healthcare provider if you can talk about the answers you provided when you’re at your
appointment (22, 26, 27).
- LEARN more at: healthyqol.com
Together, let’s build a person-centred healthcare system for everyone. Learn more at: healthyqol.com
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Older Adults and Family Caregivers –
Frequently Asked Questions (FAQs) About Quality of Life Assessments
These frequently asked questions are about quality of life assessments for: older adults living with an ongoing
health condition, or their family caregivers.
What are quality of life assessments?
These assessments help support you in living your best life possible (1, 2). They include questions about many
different parts of your life, such as your thoughts and feelings about your:
-

They help your healthcare team understand what matters most to you (21), make better decisions
about your care (2, 28), and get valuable information that might otherwise get missed in routine
healthcare visits (21, 29-32)
Your answers can help improve the healthcare system (28)

Frequently Asked Questions (FAQ) About Quality of Life Assessments
What are quality of life assessments?
- These assessments help support you in living your best life possible (1). They include questions about
many different parts of your life, such as your thoughts and feelings about your:
- Physical and emotional health
- Healthcare experiences
- Independence
- Social support and relationships
- Living situation and finances (21, 33, 34).
- These questions can be for older adults living with an illness or for their family caregivers (14, 18).
How do I answer the questions?
You can answer the questions:
- On the internet
- Over the phone
- In person
- On paper (23, 24).
It’s best if you answer these questions by yourself, so that other people don’t influence your answers. But it’s
sometimes helpful to have a family member, friend, or healthcare provider help you log on to the internet or
read the questions to you.
How do I give my quality of life a number?
There are no right or wrong answers to these questions. It’s the “right” answer if it’s what you really think or feel.
Why do these assessments matter?
Your answers can help you:
- Receive better care (2, 28),
- Keep track of your overall health and wellness (21)
- Get the support you need to continue to live comfortably at home (1, 3-17).
- Enhance your relationship with your healthcare providers (2, 27).
They help your healthcare team:
- Understand what matters most to you (21).
- Make better decisions about your care (2, 28).
- Get valuable information that might otherwise get missed in routine healthcare visits (21, 29-32).
Your answers can help improve the healthcare system (28).
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In sum, you can live your best life possible.
Together, let’s build a person-centred healthcare system for everyone. Learn more at: healthyqol.com

Healthcare Providers –
Start the Conversation About Quality of Life Assessments
This brochure is for healthcare providers. It focuses on Quality of Life (QOL) assessments for two populations:
older adults living with frailty, and their family caregivers.
QOL assessments are tools that ask these people about what matters to them about their health and their
healthcare experiences.
Quality of Life Assessments
- How are you doing?
- How is your care?
- What matters to you?
To see sample QOL questions, please refer to the “Living Your best Life” brochure for older adults and
family caregivers.
How QOL Assessments Make a Difference
The responses to an assessment have been shown to:
- Empower patients and family caregivers
- Guide more meaningful conversations with you
- Improve participation in making care decisions with you
- Promote person- and family-centred care (1, 2, 22, 29, 31, 35-38).
Regularly assessing a person’s QOL saves healthcare providers time in the long run by focusing on what
matters to patients and family caregivers.
As a healthcare provider, consider these talking points when introducing quality of life (QOL) assessments to
two groups: older adults living with frailty, and their family caregivers.
For engaging older adults living with frailty:
1. I want to be sure the care we’re providing addresses your needs and helps you live your best life
possible by discovering what matters most to you.
To help with that, could you please answer these questions on this [tablet, computer, form]?
(Provide assessment.)
2.

Could we go through a few questions together? It will help us to better address your concerns.

For clerical staff to use with patients and caregivers:
1. Your healthcare provider would like to know more about what’s important to you regarding your
health and your current quality of life.
Could you please answer these questions on this [tablet, computer, form]? (Provide assessment.)
For engaging family caregivers:
1. Can you please complete these questions about living your best life possible? It will help me
understand what matters most to you in your life as you care for [patient’s name].
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For engaging older adults living with frailty or family caregivers:
1. Your answers will help us to work together to make decisions about your care.
I also have some information you can keep about why these questions are important. (Provide
patient/family caregiver resources).
What to Do
- INCORPORATE the use of QOL assessments in your practice.
- ENGAGE both older adults living with frailty and their family caregivers in QOL assessments.
- USE QOL assessment responses to inform care decisions.
Together, let’s build a person-centred healthcare system for everyone. Learn more at: healthyqol.com

Healthcare Providers –
The Truth About Quality of Life Assessments
These truths can help healthcare professionals correct any common misconceptions about the use of quality of life
(QOL) assessments for older adults living with frailty, and their family caregivers.
MYTH
QOL assessments take away from the
relational side of healthcare.

TRUTH
QOL assessments promote relational care by uncovering
unsaid needs and providing an opportunity to facilitate a
therapeutic relationship (27, 29-32).

QOL assessments are only for patients.

Some QOL assessment tools specifically assess the QOL and
healthcare experiences of family caregivers (18, 19, 39, 40).

Healthcare providers are not able to respond
to the needs revealed by the QOL
assessments.

Together with patients, you can determine the next steps of
care, involving other members of the healthcare team and
resources in the community (22, 29, 31, 35, 37, 41, 42).

Older adults living with frailty do not perceive
QOL assessment tools as valuable.

QOL assessment tools enable older adults living with frailty to
share what matters to them about their healthcare and their
experiences of care (1, 22).

There is no need for another assessment
tool. Patients and family caregivers will tell
you when they have concerns and unmet
needs.

While some patients might discuss their needs, most will wait
for you to ask. Many family caregivers won’t voice their own
needs because they want the patient’s concerns to take
priority (22, 26).

QOL assessments take too much time out of
already busy days.

QOL assessments help to direct attention to health-related
issues that might otherwise get missed, and can potentially
save time by identifying problems early (29-32, 43).

It is too difficult for patients living with frailty
to answer questions about their QOL due to
decreased cognitive function, language
barriers, or vision or hearing problems.

QOL assessments can be delivered in various forms and
languages. Even incomplete information you gather about a
patient’s QOL can be valuable (23, 24).

QOL assessments undermine your clinical
expertise.

Patients can provide you with information that can’t be
assessed otherwise. This can be used to enhance decisions
made with your clinical expertise (2, 29, 42).

Together, let’s build a person-centred healthcare system for everyone. Learn more at: healthyqol.com
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Healthcare Managers and Leaders –
Start the Conversation About Quality of Life Assessments
These talking points focus on quality of life (QOL) assessments for two groups: older adults living with frailty, and
their family caregivers. These conversation starters may help healthcare managers and leaders when they talk to
other healthcare managers and leaders.
1.

“I’d like to discuss the use of QOL assessments in order to:
- Enhance healthcare performance and accountability.
- Better meet the needs of older adults and their family caregivers.”
QOL assessments include questions that can help us to measure what matters to them regarding:
- Life
- Healthcare experiences
- Physical, mental, and social health (38, 44).

2.

“QOL assessment data help ensure that our organisation is providing person- and family-centred care by
revealing the needs of individuals (29, 45).”
Healthcare viewpoints of older adults living with frailty and their family caregivers:
- Provide unique information regarding healthcare performance.
- Allow us a more complete picture of what matters to individuals.
These powerful data need to be routinely collected for analysis.

3.

“QOL assessment data provide important information for evaluating and optimizing quality of care for our
organisation (14, 42, 45-58).”
We can use these data to evaluate, monitor, and improve the quality of care and experiences of older adults
and their family caregivers (1, 36).
These data provide the best available evidence to make decisions about person-centred quality improvement
initiatives and changes we may choose to implement (28, 38).

4.

“QOL assessment data may help us demonstrate accountability for person-centred healthcare services.”
QOL assessment results provide powerful information that demonstrate how patients’ voices are integral in
evaluating healthcare service delivery and future improvement (28).

What to Do
- START the conversation with other healthcare managers and leaders.
- ACCESS reports on QOL assessment data.
- USE QOL assessment reports to inform healthcare decisions.
Together, let’s build a person-centred healthcare system for everyone. Learn more at: healthyqol.com
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Healthcare Managers and Leaders –
Making a Difference With Quality of Life Assessments
This resource is for healthcare managers and leaders. It focuses on quality of life (QOL) assessments for two
groups: older adults living with frailty, and their family caregivers.
Quality of life (QOL) assessments include questions that help to measure what matters to individuals about their:
- Life
- Physical, mental, and social health
- Healthcare experiences (38, 44).
Many tools are available for measuring QOL (38, 59, 60). These are often referred to as:
- Patient-reported outcome measures (PROMs)
- Patient-reported experience measures (PREMs)
The term “patient” refers to all people who have experience with health challenges, including family caregivers.
How are QOL assessment results used
at the individual level?
Healthcare providers use QOL assessment results to help make better-informed, person-centred healthcare
decisions (42).
at the population level?
The routine use of QOL assessment results can help healthcare management leaders:
1.
2.

Optimize quality improvement initiatives to better meet the needs of older adults and their family caregivers
(30, 36, 61).
Demonstrate accountability in providing person-centred healthcare services (e.g., accreditation requirements)
(30, 36, 61).

The results can also help government leaders identify needs and make policy and budget decisions (1).
Together, let’s build a person-centred healthcare system for everyone. Learn more at: healthyqol.com
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Government Leaders and Decision Makers –
Fact Sheet About Quality of Life Assessments
Quality of life (QOL) assessments include questions that help to measure what matters to individuals about their:
quality of life, healthcare experiences, physical, mental and social health.
This Fact Sheet focuses on QOL assessments for two populations: older adults living with frailty, and their family
caregivers.
Fact: QOL assessments are tools for everyone who lives with health challenges, including family caregivers (67).
QOL assessment tools for older adults living with frailty and those for their family caregiver include:
- Patient-reported outcome measures (PROMs)
- Patient-reported experience measures (PREMs) (68).
Fact: QOL assessment results provide powerful data that are as valid as clinical and administrative data.
QOL assessments offer insights into the healthcare system from a person-centred viewpoint.
Fact: QOL assessment results can help inform healthcare decisions.
Consistent collection of QOL assessment data can help inform a range of decisions, regarding:
- Healthcare system priorities for different regions, facilities, and populations.
- Quality improvement (QI) when used before, during, and after QI initiatives, health system changes, or
new policies.
- Budgets and policy, focusing on those services that make the greatest positive impact on healthcare (36, 59).
Fact: Rigorous testing of QOL assessment tools is necessary; assessments must be administered consistently (69).
Many different types of QOL assessment tools exist.
The best tools undergo rigorous cognitive and psychometric testing to ensure that the questions are:
- Meaningful and understood by older adults and family caregivers (70).
- Effective in allowing for comparisons of results across time (71) and between different groups (72).
- Useful in providing actionable insights for healthcare providers and government decision makers (60, 65).
Fact: Resources are available to help understand and use QOL assessment tools and data.
Some of these resources include organisations, such as:
- International Society for Quality of Life Research (ISOQOL)
- The Professional Society for Health Economics and Outcomes Research (ISPOR)
Peer-reviewed bibliography available at: healthyqol.com/additionalresources
Together, let’s build a person-centred healthcare system for everyone. Learn more at: healthyqol.com

References

-8-

healthyqol.com

Government Leaders and Decision Makers –
Frequently Asked Questions (FAQs) About Quality of Life Assessments
The FAQs in this resource focus on quality of life (QOL) assessments for two populations: older adults living with
frailty, and their family caregivers.
What are quality of life (QOL) assessments?
QOL assessments include questions that measure what matters to people regarding their:
- Physical, mental, and social health
- Quality of life
- Healthcare experiences (21, 33, 34, 44).
How is QOL measured?
There are many tools available for measuring QOL. These are often referred to as:
- Patient-reported outcome measures (PROMs)
- Patient-reported experience measures (PREMs)
The term “patient” refers to all people who have experiences with health challenges, including family caregivers.
What do government leaders need to know about QOL assessments and results?
It’s important to know that:
- QOL assessment tools were rigorously tested to ensure validity (36, 60, 62).
- Those who analyse and interpret these QOL assessment data need to be experts in measurement.
- QOL assessment data can be combined with existing clinical and administrative data to better inform
decisions about health system performance, quality, and policy (47, 63).
How are QOL assessment results used
at the individual level?
Healthcare providers use QOL assessment results to make better-informed, person-centred healthcare decisions
(1, 2, 22, 29, 31, 34-38, 64).
at the population level?
Government leaders can use these QOL assessment results for older adults living with frailty, and their family
caregivers in three important ways:
Monitor Performance
QOL assessment results can help government leaders:
Compare regions, facilities, and populations.
- Monitor healthcare system performance.
- Identify areas for healthcare system improvement (14, 28, 47).
Improve Quality
QOL assessments can reveal changes in healthcare experiences and outcomes of older adults and their family
caregivers associated with:
- Health system changes
- Quality initiatives
- New policies (65).
Make Policy and Budget Decisions
QOL assessments can help government leaders and decision makers measure what matters most to older adults
living with frailty, and their family caregivers. Combined with clinical and/or administrative data, these data can
inform person-centred policy-making and budget decisions (66).
Together, let’s build a person-centred healthcare system for everyone. Learn more at: healthyqol.com
References

-9-

healthyqol.com

References
1. Krawczyk M, Sawatzky R, Schick-Makaroff K, Stajduhar K, Ohlen J, Reimer-Kirkham S, et al. Micro-Meso-Macro
Practice Tensions in Using Patient-Reported Outcome and Experience Measures in Hospital Palliative Care. Qual
Health Res. 2018:1049732318761366.
2. Velikova G, Booth L, Smith AB, Brown PM, Lynch P, Brown JM, et al. Measuring quality of life in routine
oncology practice improves communication and patient well-being: a randomized controlled trial. J Clin Oncol.
2004;22(4):714-24.
3. Berglund H, Wilhelmson K, Blomberg S, Duner A, Kjellgren K, Hasson H. Older people's views of quality of care:
a randomised controlled study of continuum of care. J Clin Nurs. 2013;22(19-20):2934-44.
4. Berkman B, Chauncey S, Holmes W, Daniels A, Bonander E, Sampson S, et al. Standardized screening of elderly
patients' needs for social work assessment in primary care: use of the SF-36. Health Soc Work. 1999;24(1):9-16.
5. Coleman EA, Roman SP, Hall KA, Min SJ. Enhancing the care transitions intervention protocol to better address
the needs of family caregivers. J Healthc Qual. 2015;37(1):2-11.
6. Fairhall N, Sherrington C, Kurrle SE, Lord SR, Lockwood K, Cameron ID. Effect of a multifactorial interdisciplinary
intervention on mobility-related disability in frail older people: randomised controlled trial. BMC Med.
2012;10:120.
7. Farriols C, Bajo L, Muniesa JM, Escalada F, Miralles R. Functional decline after prolonged bed rest following
acute illness in elderly patients: is trunk control test (TCT) a predictor of recovering ambulation? Arch Gerontol
Geriatr. 2009;49(3):409-12.
8. Hawkins B. Daughters and caregiving: taking care of our own. AAOHN J. 1996;44(9):433-7.
9. Hoskins S, Coleman M, McNeely D. Stress in carers of individuals with dementia and Community Mental Health
Teams: an uncontrolled evaluation study. J Adv Nurs. 2005;50(3):325-33.
10. Hutchinson A, Rasekaba, T. M., Graco, M., Berlowitz, D. J., Hawthorne, G., & Lim, W. K. Relationship between
health-related quality of life, and acute care re-admissions and survival in older adults with chronic illness.
Health and Quality of Life Outcomes. 2013;11:136-.
11. Marek KD, Stetzer F, Ryan PA, Bub LD, Adams SJ, Schlidt A, et al. Nurse care coordination and technology
effects on health status of frail older adults via enhanced self-management of medication: randomized clinical
trial to test efficacy. Nurs Res. 2013;62(4):269-78.
12. Rozario PA, Morrow-Howell NL, Proctor EK. Changes in the SF-12 among depressed elders six months after
discharge from an inpatient geropsychiatric unit. Qual Life Res. 2006;15(4):755-9.
13. Sarna L, Cooley ME, Brown JK, Chernecky C, Padilla G, Danao L, et al. Women with lung cancer: quality of life
after thoracotomy: a 6-month prospective study. Cancer Nurs. 2010;33(2):85-92.
14. Schick-Makaroff K, Karimi-Dehkordi, M., Cuthbertson, L., Dixon, D., Cohen, S. R., Hilliard, N., & Sawatzky, R.
Using patient- and family-reported outcome and experience measures across transitions of care for frail older
adults living at home: A meta-narrative synthesis. The Gerontologist. 2019 - in press.
15. Sletvold O, Helbostad JL, Thingstad P, Taraldsen K, Prestmo A, Lamb SE, et al. Effect of in-hospital
comprehensive geriatric assessment (CGA) in older people with hip fracture. The protocol of the Trondheim Hip
Fracture trial. BMC Geriatr. 2011;11:18.
16. Stolee P, Awad M, Byrne K, Deforge R, Clements S, Glenny C, et al. A multi-site study of the feasibility and
clinical utility of Goal Attainment Scaling in geriatric day hospitals. Disabil Rehabil. 2012;34(20):1716-26.

References

- 10 -

healthyqol.com

17. Stotter A, Reed MW, Gray LJ, Moore N, Robinson TG. Comprehensive Geriatric Assessment and predicted 3year survival in treatment planning for frail patients with early breast cancer. Br J Surg. 2015;102(5):525-33;
discussion 33.
18. Feeny DH, Eckstrom E, Whitlock EP, Perdue LA. A Primer for Systematic Reviewers on the Measurement of
Functional Status and Health-Related Quality of Life in Older Adults. AHRQ Methods for Effective Health Care.
Rockville (MD)2013.
19. Cohen R, Leis AM, Kuhl D, Charbonneau C, Ritvo P, Ashbury FD. QOLLTI-F: measuring family carer quality of life.
Palliat Med. 2006;20(8):755-67.
20. Lite CHCEPC. Canadian Health Care Evaluation Project (CANHELP) Lite Patient Questionnaire. 2014.
21. (EUPATI) EPA. Measuring health-related quality of life (HRQOL) 2016 [updated June 30, 2016. Available from:
https://www.eupati.eu/health-technology-assessment/measuring-health-related-quality-life-hrqol/.
22. Greenhalgh J, Abhyankar P, McCluskey S, Takeuchi E, Velikova G. How do doctors refer to patient-reported
outcome measures (PROMS) in oncology consultations? Qual Life Res. 2013;22(5):939-50.
23. Aaronson N, Elliott, T., Greenhalgh, J., Halyard, G., Hess, R., Miller, D., Reeve, B., Santana, M., & Snyder, C.
User's guide to implementing patient-reported outcomes assessment in clinical practice. International Society
for Quality of Life Research (ISOQOL); 2015. p. 47.
24. Chan EKH, Edwards, T. C., Haywood, K. Mikles, S., & Newton, L. Implementing patient-reported outcome
measures in clinical practice: A companion guide to the ISOQOL user's guide. International Society for Quality of
Life Research (ISOQOL); 2018. p. 15.
25. Sawatzky R, Laforest E, Schick-Makaroff K, Stajduhar K, Reimer-Kirkham S, Krawczyk M, et al. Design and
introduction of a quality of life assessment and practice support system: perspectives from palliative care
settings. J Patient Rep Outcomes. 2017;2:36.
26. Greenhalgh J, Long, A. F., & Flynn, R. The use of patient reported outcome measures in routine clinical practice:
lack of impact or lack of theory? Social Science & Medicine. 2005;60(4):833-43.
27. Krawczyk M, Sawatzky R. Relational use of an electronic quality of life and practice support system in hospital
palliative consult care: A pilot study. Palliat Support Care. 2018:1-6.
28. Van Der Wees PJ, Nijhuis-Van Der Sanden MW, Ayanian JZ, Black N, Westert GP, Schneider EC. Integrating the
use of patient-reported outcomes for both clinical practice and performance measurement: views of experts
from 3 countries. Milbank Q. 2014;92(4):754-75.
29. Greenhalgh J. The applications of PROs in clinical practice: what are they, do they work, and why? Quality of
Life Research. 2009;18(1):115-23.
30. Greenhalgh J, Gooding, K., Gibbons, E., Dalkin, S., Wright, J., Valderas, J., & Black, N. How do patient reported
outcome measures (PROMs) support clinician-patient communication and patient care? A realist synthesis.
Journal of Patient-Reported Outcomes. 2018;2:42-.
31. Santana MJ, Feeny D. Framework to assess the effects of using patient-reported outcome measures in chronic
care management. Qual Life Res. 2014;23(5):1505-13.
32. Feeny D, & Santana, M. J. Institue of Health Economics Report: The important of measuring health-related
quality of life. 2008 September 2008.
33. Fayers P, & Machin, D. Quality of life: The assessment, analysis and reporting of patient-reported outcomes.
Chichester, UK: John Wiley & Sons, Ltd.; 2016.
34. Kingsley C, & Patel, S. Patient-reported outcome measures and patient-reported experience measures. BJA
Education. 2017;17(4):137-44.

References

- 11 -

healthyqol.com

35. Gilbert A, Sebag-Montefiore, D., Davidson, S., & Velikova, G. Use of patient-reported outcomes to measure
symptoms and health related quality of life in the clinic. Gynecologic Oncology. 2015;136(3):429-39.
36. Porter I, Goncalves-Bradley D, Ricci-Cabello I, Gibbons C, Gangannagaripalli J, Fitzpatrick R, et al. Framework
and guidance for implementing patient-reported outcomes in clinical practice: evidence, challenges and
opportunities. J Comp Eff Res. 2016;5(5):507-19.
37. Santana MJ, Haverman L, Absolom K, Takeuchi E, Feeny D, Grootenhuis M, et al. Training clinicians in how to
use patient-reported outcome measures in routine clinical practice. Qual Life Res. 2015;24(7):1707-18.
38. Valderas JM, Alonso J. Patient reported outcome measures: a model-based classification system for research
and clinical practice. Qual Life Res. 2008;17(9):1125-35.
39. Heyland DK, Cook DJ, Rocker GM, Dodek PM, Kutsogiannis DJ, Skrobik Y, et al. The development and validation
of a novel questionnaire to measure patient and family satisfaction with end-of-life care: the Canadian Health
Care Evaluation Project (CANHELP) Questionnaire. Palliat Med. 2010;24(7):682-95.
40. Heyland DK, Jiang X, Day AG, Cohen SR, Canadian Researchers at the End of Life N. The development and
validation of a shorter version of the Canadian Health Care Evaluation Project Questionnaire (CANHELP Lite): a
novel tool to measure patient and family satisfaction with end-of-life care. J Pain Symptom Manage.
2013;46(2):289-97.
41. Snyder CF, Aaronson NK, Choucair AK, Elliott TE, Greenhalgh J, Halyard MY, et al. Implementing patientreported outcomes assessment in clinical practice: a review of the options and considerations. Qual Life Res.
2012;21(8):1305-14.
42. Santana MJ, Manalili K, Jolley RJ, Zelinsky S, Quan H, Lu M. How to practice person-centred care: A conceptual
framework. Health Expect. 2018;21(2):429-40.
43. Vaughan B, & Fleischmann, M. The challenges and opportunities of using patient reported outcome measures
(PROMs) in clinical practice. International Journal of Osteopathic Medicine. 2018.
44. Asadi-Lari M, Tamburini M, Gray D. Patients' needs, satisfaction, and health related quality of life: towards a
comprehensive model. Health Qual Life Outcomes. 2004;2:32.
45. Coleman EA, Smith JD, Frank JC, Min SJ, Parry C, Kramer AM. Preparing patients and caregivers to participate in
care delivered across settings: the Care Transitions Intervention. J Am Geriatr Soc. 2004;52(11):1817-25.
46. Caplan GA, Williams AJ, Daly B, Abraham K. A randomized, controlled trial of comprehensive geriatric
assessment and multidisciplinary intervention after discharge of elderly from the emergency department--the
DEED II study. J Am Geriatr Soc. 2004;52(9):1417-23.
47. Markle-Reid M, Browne G, Gafni A. Nurse-led health promotion interventions improve quality of life in frail
older home care clients: lessons learned from three randomized trials in Ontario, Canada. J Eval Clin Pract.
2013;19(1):118-31.
48. Anderson C, Mhurchu CN, Rubenach S, Clark M, Spencer C, Winsor A. Home or hospital for stroke
Rehabilitation? Results of a randomized controlled trial : II: cost minimization analysis at 6 months. Stroke.
2000;31(5):1032-7.
49. Asmus-Szepesi KJ, Koopmanschap MA, Flinterman LE, Bakker TJ, Mackenbach JP, Steyerberg EW. Formal and
informal care costs of hospitalized older people at risk of poor functioning: A prospective cohort study. Arch
Gerontol Geriatr. 2014;59(2):382-92.
50. Burch S, Longbottom J, McKay M, Borland C, Prevost T. The Huntingdon Day Hospital Trial: secondary outcome
measures. Clin Rehabil. 2000;14(4):447-53.
51. Buurman BM, Parlevliet JL, Allore HG, Blok W, van Deelen BA, Moll van Charante EP, et al. Comprehensive
Geriatric Assessment and Transitional Care in Acutely Hospitalized Patients: The Transitional Care Bridge
Randomized Clinical Trial. JAMA Intern Med. 2016;176(3):302-9.

References

- 12 -

healthyqol.com

52. Cook WL, Khan KM, Bech MH, Brasher PM, Brown RA, Bryan S, et al. Post-discharge management following hip
fracture--get you back to B4: a parallel group, randomized controlled trial study protocol. BMC Geriatr.
2011;11:30.
53. Courtney M, Edwards H, Chang A, Parker A, Finlayson K, Hamilton K. Fewer emergency readmissions and better
quality of life for older adults at risk of hospital readmission: a randomized controlled trial to determine the
effectiveness of a 24-week exercise and telephone follow-up program. J Am Geriatr Soc. 2009;57(3):395-402.
54. Courtney MD, Edwards HE, Chang AM, Parker AW, Finlayson K, Bradbury C, et al. Improved functional ability
and independence in activities of daily living for older adults at high risk of hospital readmission: a randomized
controlled trial. J Eval Clin Pract. 2012;18(1):128-34.
55. Naylor MD, Brooten DA, Campbell RL, Maislin G, McCauley KM, Schwartz JS. Transitional care of older adults
hospitalized with heart failure: a randomized, controlled trial. J Am Geriatr Soc. 2004;52(5):675-84.
56. Rudd AG, Wolfe CD, Tilling K, Beech R. Randomised controlled trial to evaluate early discharge scheme for
patients with stroke. BMJ. 1997;315(7115):1039-44.
57. Sandberg M, Jakobsson U, Midlov P, Kristensson J. Cost-utility analysis of case management for frail older
people: effects of a randomised controlled trial. Health Econ Rev. 2015;5(1):51.
58. Watson A, Charlesworth L, Jacob R, Kendrick D, Logan P, Marshall F, et al. The Community In-Reach and Care
Transition (CIRACT) clinical and cost-effectiveness study: study protocol for a randomised controlled trial. Trials.
2015;16:41.
59. Devlin N, Appleby, J. Getting the most out of PROMs: Putting health outcomes at the heart of NHS decisionmaking. London, UL: The King's Fund; 2010. Available from:
https://www.kingsfund.org.uk/sites/default/files/Getting-the-most-out-of-PROMs-Nancy-Devlin-John-ApplebyKings-Fund-March-2010.pdf.
60. Sawatzky R, Chan E.C.K., Bryan, S., Cohen, R., Cuthbertson, L., Dixon, D., Lett, J., Gadermann, A., Hilliard, N.,
McGregor, M., Roberts, D., Schick-Makaroff, K., Stajduhar, K., & Tayler, C. Patient- and family-reported
experience and outcome measures for use in acute care: A knowledge synthesis. 2015 May 1, 2015.
61. Greenhalgh J, Dalkin, S., Gibbons, E., Wright, J., Valderas, J. M., Meads, D. & Black, N. How do aggregated
patient-reported outcome measures data stimulate health care improvement? A realist synthesis. Journal of
Health Services Research & Policy. 2018;23(1):57-65.
62. Rattray J, Jones MC. Essential elements of questionnaire design and development. J Clin Nurs. 2007;16(2):23443.
63. Fritz F, Stander S, Breil B, Riek M, Dugas M. CIS-based registration of quality of life in a single source approach.
BMC Med Inform Decis Mak. 2011;11:26.
64. Ohlen J, Reimer-Kirkham S, Astle B, Hakanson C, Lee J, Eriksson M, et al. Person-centred care dialectics-Inquired
in the context of palliative care. Nurs Philos. 2017;18(4).
65. Costanza R, Fisher B, Ali S, Beer C, Bond L, Boumans R, et al. An integrative approach to quality of life
measurement, research, and policy. Surv Perspect Integr Environ Soc. 2008;1(1):11-5.
66. Gensheimer SG, Wu AW, Snyder CF, Group P-EUGS, Group P-EUGW. Oh, the Places We'll Go: Patient-Reported
Outcomes and Electronic Health Records. Patient. 2018;11(6):591-8.
67. Howland M, Allan KC, Carlton CE, Tatsuoka C, Smyth KA, Sajatovic M. Patient-rated versus proxy-rated cognitive
and functional measures in older adults. Patient Relat Outcome Meas. 2017;8:33-42.
68. Singh I, Aithal S. Selecting best-suited "patient-related outcomes" in older people admitted to an acute geriatric
or emergency frailty unit and applying quality improvement research to improve patient care. Patient Relat
Outcome Meas. 2018;9:309-20.

References

- 13 -

healthyqol.com

69. Rose M, Bezjak A. Logistics of collecting patient-reported outcomes (PROs) in clinical practice: an overview and
practical examples. Qual Life Res. 2009;18(1):125-36.
70. Bowling A, Stenner P. Which measure of quality of life performs best in older age? A comparison of the OPQOL,
CASP-19 and WHOQOL-OLD. J Epidemiol Community Health. 2011;65(3):273-80.
71. Martinez-Cano JP, Herrera-Escobar JP, Arango Gutierrez AS, Sanchez Vergel A, Martinez-Rondanelli A.
Prospective quality of life assessment after hip and knee arthroplasty: short- and mid-term follow-up results.
Arthroplast Today. 2017;3(2):125-30.
72. Crocker TF, Brown L, Clegg A, Farley K, Franklin M, Simpkins S, et al. Quality of life is substantially worse for
community-dwelling older people living with frailty: systematic review and meta-analysis. Qual Life Res.
2019;28(8):2041-56.

References

- 14 -

healthyqol.com

