
Presentation on two grants in preparation:

Dementia, multimorbidity, high health care utilization, 

and unmet needs

and

Perspectives of patients previously treated with high-dose 

opioids for serious illness

Sydney M. Dy, MD, MSc

Associate Professor, HPM 



Reforming systems of care is needed to improve care for 

people with multimorbidity and serious illness

-Accumulating data that health care utilization, unmet needs 

are worsening in this population

-Current patchwork approaches likely insufficient and not 

cost-saving – those providing comprehensive care may be 

more likely to be effective

- Independence at Home demonstration

-Dementia and cognitive impairment have specific issues 

which are understudied – these patients are particularly 

vulnerable



Reforming systems of care is needed to improve care for 

people with multimorbidity and serious illness

-Accumulating data that potentially burdensome health care 

utilization, unmet needs are worsening in this population

-Current patchwork approaches likely insufficient and not 

cost-saving – those providing comprehensive care may be 

more likely to be effective

- Independence at Home demonstration

-Dementia and cognitive impairment have specific issues 

which are understudied



From: Change in End-of-Life Care for Medicare Beneficiaries: Site of Death, Place of Care, and Health Care 

Transitions in 2000, 2005, and 2009

JAMA. 2013;309(5):470-477. doi:10.1001/jama.2012.207624

Overall, nearly one-half of decedents experienced a transition in the last 2 weeks of life. Decedents with a diagnosis of cancer

experienced increases in the use of hospice services, especially in the last week of life, while decedents with a diagnosis of chronic 

obstructive pulmonary disease (COPD) often transitioned to an acute care hospital. Decedents with dementia were predominantly in

a nursing home with transitions to hospice services in last week of life.

Figure Legend:
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Dataset: Medicare claims

Aim 1. To examine how prevalent and incident 

dementia affects the likelihood of potentially 

burdensome utilization among community-dwelling 

older adults during the course of the five-year study 

period and at the end of life, controlling for patient 

characteristics

-Updated information

-Beyond the end of life 

Frame as patient-centered (potentially burdensome)

Joan Teno, Vincent Mor, Pedro Gonzalo



Reforming systems of care is needed to improve care for 

people with multimorbidity and serious illness

- Accumulating data that health care utilization, unmet needs 

are worsening in this population

Challenges of evaluating needs:

- Fluctuate over time

- Reflect patient illness characteristics, not outcome of care

Potential solution: Use adverse consequences of unmet needs 

as an outcome



Teno J et al J Pall Med 2015

National Health and Aging Trends Survey (NHATS): 

End of Life module





Pathway to unmet need and its adverse consequences.

Susan M. Allen et al. J Gerontol B Psychol Sci Soc Sci 

2014;69:S51-S58

Published by Oxford University Press on behalf of the Gerontological Society of America 2014.



NHATS: Unmet needs



Dataset: NHATS merged with claims

To evaluate the moderating effect of prevalent and incident 

dementia on trajectories of unmet needs. 

Unmet needs will be defined as incident adverse events caused 

by insufficient support for an underlying condition and 

trajectories will be defined as cumulative incidence of those 

events over the five-year study period, as well as unmet need 

events experienced at the end of life. 

Jennifer Wolff, Cynthia Boyd, David Roth



Methods:

- NHATS – detailed cognitive assessment allows defining 

dementia as no, potential probable

- Evaluate needs and unmet needs with and without dementia

ADLs, IADLs

End of life

-Evaluate incident dementia and multimorbidity

-Methods for longitudinal analyses with dementia trends, trends 

in unmet needs



Dementia

Cognitive functioning

1 No dementia 84.6%

2 Possible dementia 8.4%

3 Probable dementia 7.0%



Multimorbidity in NHATS 
(courtesy Winnie Chi)

Percentage

Estimated 

population size 

(in millions)

Multimorbidity

0 no condition 7.9% 1.47 

1 single condition 18.1% 3.38 

2 two or more conditions 74.1% 13.82 

by number of conditions

2 conditions 35.7% 4.93 

3 conditions 28.0% 3.87 

4 conditions 18.7% 2.58 

5 or more conditions 17.7% 2.45 

by number of clusters

1 disease cluster 13.9% 1.92 

2 disease clusters 57.8% 7.99 

3 disease clusters 23.4% 3.23 

4 or 5 disease clusters 4.9% 0.68 



Trajectories in NHATS 
(2-year trends) (courtesy Winnie Chi)

Change in number of conditions from last year

0 Same number 67.4%

1 Increased number 22.9%

2 Decreased number 9.7%

Change in number of condition clusters from last year

0 Same number 72.9%

1 Increased number 16.5%

2 Decreased number 10.6%

Change in physical functioning from last year

0 Same 77.0%

1. Getting worse 12.3%

2. Getting better 10.8%

Change in cognitive functioning from last year

0 Same 82.9%

1. Getting worse 8.1%

2. Getting better 8.9%



Perspectives of patients previously 

treated with high-dose opioids for 

serious illness

PharmD - Suzanne Nesbit, Julie Waldfogel, Stephanie Abel; 

Transplant MD - Javier Bolanos-Meade, Robert Brodsky; Ethics 

- Cynda Rushton; Qualitative – Kate Smith





Opioids for pain in serious illness

- Increased attention to pain has potentially improved pain 

management over the last decade

- However, substantial harms to patients and society of use (and 

many would say overuse) of opioids

- Rates of addiction, misuse much higher than previously 

thought in chronic opioid use

- No studies of benefits of chronic opioid use

- Harms to patients from issues such as dependence, guilt, 

driving, difficulty accessing opioids has not been well-studied

Chou R et al. The Effectiveness and Risks of Long-Term Opioid Therapy for Chronic Pain: A 

Systematic Review for a National Institutes of Health Pathways to Prevention Workshop



Opioid trends Post- Transplant
(Courtesy Stephanie Abel)

- Twenty patients with 21 transplants, fourteen successful

- Seventeen transplants (81%) had escalations of care for pain 

at least once 

- Median hospital length of stay 22 days (IQR 68) 

- Median pain level on a 10-point scale upon admission and 

discharge 7.6 and 3.7, respectively. 

- Median parental morphine equivalents at baseline prior to 

transplant, 6 months, 1 year post transplant were 30, 96.7 and 

14.9 respectively



Bone Marrow Transplantation for 

Sickle Cell Anemia

- Investigational in adults – now supported by research*

- Many patients with pre-existing pain

- Transplantation is very painful and patients often require 

high-dose opioids

- With learning about how to manage these patients –we  have 

been able to get most off of opioids

- Often very challenging experience

- Offer unique opportunity to ask patients about their 

experiences on high-dose opioids, and coming off

*Hsieh MM et al, JAMA 2012. Nonmyeloablative HLA-Matched Sibling Allogeneic 

Hematopoietic Stem Cell Transplantation for Severe Sickle Cell Phenotype. 29 patients at 

NIH





Goals

Study goals:

- Better understand impact of high-dose opioids on patients

- Better understand process of coming off long-term opioids

- Improve opioid management in these and other patients with 

serious and acute illness

Public health goals:

- Improve appropriateness of use of opioids in the US 

- Improve quality of life and other outcomes for these patients



Potential study questions

- What are patients’ perceptions of the role of opioids in their 

pain management?

- What are patients’ concerns/ psychological distress about 

burden, adverse effects, effects on quality of life (eg, 

constipation, driving, cognitive impact, regret, shame, 

dependence….)

-What are patients’ perceptions of how these issues could be 

better incorporated into shared decision-making when starting 

and managing opioid treatment?

-How could these issues be better incorporated into coming off 

of opioid treatment?


