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As with chronic conditions, a cancer patient’s level of activation can be instrumental in designing a 

successful personalised care plan.  Research finds that cancer patient behaviours, experiences with care, 

and health outcomes vary significantly by activation level.  Patients lower in activation struggle with self-

management and report poor care experiences when compared to patients higher in activation.  

 

Does patient activation level affect the cancer patient journey? Hibbard JH, Mahoney ER, Sonet E. Patient 
Education & Counseling. March 2017. http://www.pec-journal.com/article/S0738-3991(17)30148-9/abstract 
 
This study examined how patient activation is associated with behaviours and experiences of people with cancer, 
including: understanding risks; making treatment decisions; communicating with providers; coping with 
symptoms; and adhering to regimens. Higher activated patients are more than 9 times more likely to feel their 
treatment plans reflect their values, 4.5 times more likely to cope with side effects, and almost 3.3 times more 
likely to initiate a healthier diet after their diagnosis, than are less activated patients. Less activated patients are 
less likely understand their diagnosis, to follow treatment regimens, and to be satisfied with their care. 
 

 
Determinants of Patient Activation in a Community Sample of Breast and Prostate Cancer. O’Malley D, Dewan 

A, Ohman-Strickland P, et al. Psycho-Oncology.  January 2017. 

http://onlinelibrary.wiley.com/doi/10.1002/pon.4387/abstract;jsessionid=A7795232B679451562D68819C09D

A71F.f04t03 

 

This study assesses rates of patient activation in breast and prostate cancer survivors and explores the 

characteristics associated with patient activation. A cross‐sectional study of survivors with localised (Stage I 

or II) breast and prostate cancers who were post‐treatment (between 1‐10+ years) were recruited from 4 

community hospital sites in New Jersey. Among 325 survivors (112 prostate; 213 breast), ease of access to 

oncology team and primary care physicians (PCPs) and perceptions of time spent with oncologists' team 

and PCPs were positive predictors of activation. 

 

 
Costs from a healthcare and societal perspective among cancer patients after total laryngectomy: are they 

related to patient activation? Jansen F, Coupe V, Eerenstein S, Leemans C, Verdonck-de Leeuw I. Supportive 

Care in Cancer. November 2017. https://link.springer.com/article/10.1007/s00520-017-3945-8 

 

The aim of this study is to investigate the associations between patient activation and total costs in cancer 

patients treated with total laryngectomy (TL). Costs were measured using the medical consumption and 

productivity cost questionnaire and patient activation using the Patient Activation Measure (PAM). Patients 

with a higher (better) PAM (levels 2, 3, and 4) had a probability of 70, 80, and 93% that total costs from a 

healthcare perspective were lower than in patients with the lowest PAM level, demonstrating that better 

patient activation is likely to be associated with lower total costs from a healthcare and societal perspective. 

 

 
Is Patient Activation Associated with Outcomes of Care for Adults with Chronic Conditions? Mosen D, 

Schmittdiel J, Hibbard JH, Sobel D, Remmers C, Bellows J. Journal of Ambulatory Care Management. Vol. 30 No 

1; 21-29. January 2007. http://www.ncbi.nlm.nih.gov/pubmed/17170635 

 

http://www.pec-journal.com/article/S0738-3991(17)30148-9/abstract
http://onlinelibrary.wiley.com/doi/10.1002/pon.4387/abstract;jsessionid=A7795232B679451562D68819C09DA71F.f04t03
http://onlinelibrary.wiley.com/doi/10.1002/pon.4387/abstract;jsessionid=A7795232B679451562D68819C09DA71F.f04t03
https://link.springer.com/article/10.1007/s00520-017-3945-8
http://www.ncbi.nlm.nih.gov/pubmed/17170635
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This foundational study examined the patient activation measure's (PAM's) association with process and 

health outcomes among adults with chronic conditions. Patients with high PAM scores were significantly 

more likely to perform self-management behaviours, use self-management services, and report high 

medication adherence, compared to patients with the lowest PAM scores. This population was 10 times 

more likely to report high patient-satisfaction scores, 5 times more likely to report high quality-of-life scores 

and reported significantly higher physical and mental functional status scores, compared to those with the 

lowest scores. These results suggest that PAM scores are associated with key process and health outcome 

measures. 

 

 
Why does patient activation matter? An examination of the relationships between patient activation and 

health-related outcomes. Greene J, Hibbard JH. Journal of General Internal Medicine. 27(5):520–6. May 2012. 

http://link.springer.com/article/10.1007%2Fs11606-011-1931-2 

 

This study examined the degree to which patient activation is related to a broad range of patient health and 

utilisation outcomes in a large, insured population. A total of 25,047 adult patients were included in the 

analysis of 13 patient outcomes across four areas: prevention, unhealthy behaviours, clinical indicators, and 

costly utilisation. All patients had a primary care visit in the prior six months and completed the patient 

activation measure as part of an office visit.  In multivariate models, patient activation was related to 12 of 

13 patient outcomes in the expected direction. For every additional 10 points in patient activation, the 

likelihood of having a breast cancer screen or clinical indicators in the normal range (A1c, HDL, and 

triglycerides) was one percentage point higher. 

 

 
A chronic care ostomy self-management program for cancer survivors. Krouse RS, Grant M, McCorkle R, Wendel CS, 
Cobb MD, Tallman NJ, Ercolano E, Sun V, Hibbard JH, Hornbrook M. Psycho-Oncology. January 2016. 
http://www.ncbi.nlm.nih.gov/pubmed/26804708 
 
Individuals with ostomies experience extensive changes in health-related quality of life (HRQOL) and daily routine. 
Patients and families are typically forced to use trial and error to improve self-management. Scores on multiple 
surveys were shown to be improved and sustained, including patient activation (p = 0.0004), self-efficacy 
(p = 0.006), total HRQOL (p = 0.01), physical well-being (p = 0.005), and social well-being (p = 0.002). Survivor 
anxiety was significantly reduced by follow-up (p = 0.047). This self-management ostomy program can help cancer 
survivors with ostomies adapt to their stoma. 
 

 
Mobile-based patient-provider communication in cancer survivors: the roles of health literacy and patient 

activation. Jiang S, Hong AY. Psycho-Oncology. November 2017. https://doi.org/10.1002/pon.4598 

 

Thanks to rapid penetration of mobile tools, more and more cancer survivors have adopted mobile‐based patient‐
provider communication (MBPPC). Patient activation positively moderated the effect of health literacy on 
emotional health and further increased the indirect effect of MBPPC on emotional health.  
 

 
Cancer survivors’ activation to self-management and its relationship with participation in paid work and work-

related problems. Van Maarschalkerweerd P, Rademakers J, Rijken M. Psycho-Oncology. February 2017. 

https://www.ncbi.nlm.nih.gov/pubmed/28211130 

 

This study aimed to explore cancer survivors' level of patient activation and to examine its relations to their 

participation in paid work and work-related problems. Employed cancer survivors with a low level of patient 

http://link.springer.com/article/10.1007%2Fs11606-011-1931-2
http://www.ncbi.nlm.nih.gov/pubmed/26804708
https://doi.org/10.1002/pon.4598
https://www.ncbi.nlm.nih.gov/pubmed/28211130
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activation experienced more problems working accurately (34% vs 17%), finishing their work (47% vs 22%), 

and concentrating (59% vs 31%) than those with a higher level of patient activation. The former group also 

reported more work stress (62% vs 28%). 

 

 
The relationship between patient activation, confidence to self-manage side effects, and adherence to oral 

oncolytics: a pilot study with Michigan oncology practices. Salgado T, Mackler E, Severson J, et al. Supportive 

Care in Cancer. January 2017. http://link.springer.com/article/10.1007%2Fs00520-017-3584-0 

 

The aim of this study was to assess the relationship between patient activation, confidence to self-manage 

side effects, and adherence to oral oncolytics to inform future oncology care. Confidence to manage fatigue, 

nausea, and diarrhea was associated with higher activation, and confidence to self-manage fatigue and 

diarrhea were associated with higher health literacy. 

 

 
Piloting a generic cancer consumer quality index in six European countries. Wind A, Roeling M, Heerink J, 

Sixma H, et al. BMC Cancer.  Vol: 16 (1) pp: 711. September 2016. 

http://bmccancer.biomedcentral.com/articles/10.1186/s12885-016-2752-9 

 

This study compared the patient experience and satisfaction of 698 cancer patients from six European 

countries: Hungary, Portugal, the Netherlands, Romania, Lithuania and Italy. Although patient satisfaction 

differed significantly between the countries, the study observed no difference in patient satisfaction for age, 

gender, education, and tumor type. However, satisfaction was significantly higher in patients with a higher 

level of activation. 

 

 
Cancer beliefs and patient activation in a diverse, multi-lingual primary care sample. Hay J, Zabor E, Kumar J, 

Brennessel D, Kemeny M, et Al. Psycho-Oncology. August 2016. 

http://onlinelibrary.wiley.com/doi/10.1002/pon.4196/full 

 

This study examines associations between cancer risk beliefs, language preference, and patient activation 

within a multilingual urban primary care setting. The sample included 150 Haitian Creole speakers, 159 

Spanish speakers, and 151 English speakers and was primarily non‐White (92%). Most participants (84%) had 

not been born in the United States. Cancer risk beliefs differed across language preference. Beliefs that 

cancer could be avoided by minimising thoughts about cancer risk were significantly higher in Haitian Creole 

speakers than in others; reported negative emotion when thinking about cancer risk was higher in Spanish 

and English than in Haitian Creole speakers. These cancer risk beliefs were positively related to patient 

activation, even when controlling for language preference, making them potentially important in cancer 

control. 

 

 
A Multimedia Self-Management Intervention to Prepare Cancer Patients and Family Caregivers for Lung Surgery and 
Post-Operative Recovery. Sun V, Raz D, Ruel N, Chang W, Erhunmwunsee L, et al.  Clinical Lung Cancer. February 
2017. http://www.clinical-lung-cancer.com/article/S1525-7304(17)30039-6/abstract 

 
The purpose of this study was to evaluate the feasibility and acceptability of a multimedia self-management (MSM) 
intervention to prepare patients and family caregivers for lung surgery. Trends for improvements were observed for 
patient self-efficacy, surgery-related knowledge, and activation. A standardised MSM intervention was feasible and 
acceptable in supporting readiness and preparedness for lung surgery and postoperative recovery. 
 

http://link.springer.com/article/10.1007%2Fs00520-017-3584-0
http://bmccancer.biomedcentral.com/articles/10.1186/s12885-016-2752-9
http://onlinelibrary.wiley.com/doi/10.1002/pon.4196/full
http://www.clinical-lung-cancer.com/article/S1525-7304(17)30039-6/abstract
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Factors Associated with Parental Activation in Pediatric Hematopoietic Stem Cell Transplant. Pennarola BW, 

Rodday AM, Mayer DK, Ratichek SJ, Davies SM, Syrjala KL, Patel S, Bingen K, Kupst MJ, Schwartz L, Guinan EC, 

Hibbard JH, Parsons SK. Medical Care Research and Review. April 2012. 

http://www.ncbi.nlm.nih.gov/pmc/articles/PMC4160822/ 

 

In pediatric populations, caregiver activation is also needed for proper disease management. This study 

investigates the relationships between parental activation and other characteristics of parent–child dyads 

presenting for pediatric hematopoietic stem cell transplant. The parent’s age, rating of their own general 

health, self-activation, and duration of the child’s illness were significantly related to Parent-PAM score. 

Our findings characterise a potentially distinct form of activation in a parent–child cohort preparing for a 

demanding clinical course. Using sources of stress as motivational factors, parents may achieve higher 

activation by channeling their stress into engagement in providing the fullest level of care for their child. 
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