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Abstract 

 

The Lived Experience of Older Adults with Type 2 Diabetes and Diabetes Distress 

 

Purpose.  The number of Americans with diabetes is projected to double or triple by the 

year 2050 to an estimated 1 in 3 Americans.  An older, more diverse population and longer 

lifespans are the major contributors to the increase. Diabetes in older adults is linked to higher 

mortality, reduced functional status, and an increased risk of institutionalization. Emotional 

adjustments to the daily demands of diabetes management can be physically and psychologically 

draining; the emotional adjustments can result in diabetes distress. Diabetes distress is common 

and affects as many as 40% of people diagnosed with diabetes.  The condition focuses on 

diabetes and is characterized by worry, frustration and burnout.  Emotions can be related to 

concerns with getting proper treatment or communicating with healthcare providers.  Older 

adults with type 2 diabetes have a greater prevalence of comorbidities than younger adults and 

may be at a greater risk for developing diabetes distress. 

The purpose of this phenomenological study was to understand and describe how 

diabetes distress might affect older adults (age 65 years and older) with type 2 diabetes. The aims 

of this study were to: 1) Explore the lived experience of older adults with type 2 diabetes and 

diabetes distress; 2) Interpret dimensions of morale that are unique to diabetes management 

behaviors and glucose regulation in older adults with type 2 diabetes and diabetes distress; and 3) 

identify symptom co-occurrences in older adults with type 2 diabetes. The goal of this work is to 

improve health care provider understanding of the symptoms experienced by older adults with 

type 2 diabetes and diabetes distress.  

Approach.  Interpretive phenomenology guided the research design and analysis.  

Interpretive interviews were designed to investigate the everyday health and general life 
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experiences of being an older adult with type 2 diabetes.  Using the transcribed text of the 

interviews, narrative and thematic analyses were conducted.  A convenience sample of 16 

participants (9 women and 7 men) between the ages of 65-85 with type 2 diabetes and moderate 

diabetes distress were recruited by flyers posted in senior communities (n = 8; participants from 

the community), by snowball sampling (n = 3; participants from snowball sampling) and from 

Veterans Administration Northern California Health Care System (VANCHCS) (n = 5). Each 

participant was interviewed twice.  

Results.  Most of the participants in this study experienced unsatisfactory relationships 

with their health care providers.  Some of the participants were angry about the lack of education 

they received from their health care providers during the prediabetes period.  Many of the 

participants contextualized their own diabetes experiences and treatments with the diabetes 

experiences of their parents and this generated a sense of fear.  Participants felt guilty about and 

blamed themselves for lifestyle choices and diets that may have led to the development of their 

diabetes. Self-care routines were distressing and difficult because of forgetfulness. Some of the 

participants were widows and they experienced loss and loneliness and this led to anxiety, panic 

attacks and increased the challenges they faced with their self-care efforts.   

Particular symptoms were distressing and prevalent in this group of older adults with 

diabetes.  Fatigue was the most common symptom reported.  Fatigue negatively impacted the 

ability to perform physical activity.  Participants noted how hypoglycemia led to falls or loss of 

consciousness and some felt like a near death experience.  Diarrhea, often induced by 

medications, interfered in physical activity, work schedules and social activities.  Pain resulted in 

sleep disruption, interfered with ambulation and increased fatigue.  Loss of balance and falling 

impacted the participants’ ability to ambulate and interfered in their sense of independence.  
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Symptoms that co-occurred together most frequently were fatigue and loss of balance and 

falling.  Hypoglycemia and pain also frequently occurred together. 

Conclusion.  Older adults often come to their clinical visits with complicated personal 

and medical histories and thus, providing health care to this population can be challenging. How 

health care providers choose to engage with their patient has an influence on diabetes outcomes 

and diabetes distress.  Having a better understanding of the life experiences of older adults may 

help with focusing on dimensions of their life that provide challenges and distress. Increasing 

this understanding also promotes empathy and has the potential to improve health care and 

outcomes.  Directing inquiries, evaluations and assessments to symptoms that are known to 

occur with older adults who have diabetes can help to improve the quality of health care. 
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CHAPTER 1:  

Introduction: What is the Lived Experience of Older Adults  

with Type 2 Diabetes and Diabetes Distress? 

The purpose of this phenomenological study was to understand and describe how 

diabetes distress might affect older adults (age 65 years and older) with type 2 diabetes (T2DM).  

Diabetes distress (DD) was first identified in the seminal international DAWN studies (Rubin et 

al., 2006; Stuckey et al., 2011; Snoek et al., 2011). Emotional adjustments to the daily demands 

of diabetes management can be physically and psychologically draining; the emotional 

adjustments can result in DD. DD is common and affects as many as 40% of people diagnosed 

with diabetes (Berry et al., 2015).  The condition focuses on diabetes and is characterized by 

worry, frustration and burnout (Gebel, 2013).  Emotions can be related to concerns with getting 

proper treatment or communicating with healthcare providers (Gebel, 2013). DD can exist alone 

or be concurrent with depression. 

Research has shown that people with T2DM who are experiencing DD may be less likely 

to take medications to lower blood glucose and are more likely to experience hyperglycemia 

(Gebel, 2013). Thus, DD is a marker of suffering in the person with T2DM and can be a barrier 

to effective blood sugar control, increasing the likelihood of diabetes related complications.   

Diabetes in older adults is linked to higher mortality, reduced functional status, and an 

increased risk of institutionalization (Kirkman, 2012). Older adults with T2DM have a greater 

prevalence of comorbidities than younger adults and may be at a greater risk for developing DD.  

Addressing DD with older adults who have T2DM may prove to decrease blood sugars, the 

likelihood of diabetes related complications, hospitalizations, and increase quality of life. 
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Background 

According to the American Diabetes Association (ADA) (American Diabetes Association 

Fast Facts, 2015), the population of individuals with diabetes in the age group of 65 years or 

older is 10.9 million. The ADA (2014) reports the direct and indirect cost of diabetes in the US 

as $245 billion.  The number of Americans with diabetes is projected to double or triple by the 

year 2050 to an estimated 1 in 3 Americans (ADA, 2014).  An older, more diverse population 

and longer lifespans are the major contributors to the increase (ADA, 2014).  

In 2010, there were approximately 12 million diabetes-related emergency department 

(ED) visits for adults aged 18 years or older, or 9.4% of all ED visits (Healthcare Cost and 

Utilization Project, 2013).  Adults aged 65 years and older accounted for the largest proportion 

of diabetes-related ED visits (43.6 %) (Healthcare Cost and Utilization Project, 2013).  This 

older population also represented a greater proportion of diabetes-related ED visits that resulted 

in hospitalization (Healthcare Cost and Utilization Project, 2013).  Potentially preventable 

diabetes-related hospitalizations occurred 2.6 times more often among older adults than among 

younger adults and long-term diabetes complications were the most frequent reason for diabetes 

stays (Healthcare Cost and Utilization Project, 2013).  

Studies have reported that strict metabolic control can delay or even prevent the 

progression of diabetes (ADA, 2014).  However, the needs of patients with diabetes are not just 

limited to blood sugar control but also involve blood pressure, lipid control, possible treatment of 

depression, and pain control. The efficacy of treatment therapies for diabetes have improved and 

that means that despite multiple comorbidities, people with diabetes are living longer and the 

treatments have become more complicated.    
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Research has shown that people with T2DM who are experiencing DD may be less likely 

to take medications to lower blood glucose and are more likely to experience hyperglycemia 

(Gebel, 2013).  Thus emotions associated with DD can potentially undermine effective blood 

sugar control and increase the likelihood of diabetes related complications.   

Older adults with T2DM have a greater prevalence of comorbidities and may be at a 

greater risk for developing DD.  Addressing DD in clinical practice with older adults who have 

T2DM may decrease frustration and burnout, blood sugar levels, the likelihood of diabetes 

related complications, hospitalizations, and increase quality of life.   

Theoretical Framework 

Symptom Management Theory (SMT) and Bronfenbrenner’s Bioecological Model 

(BBM) were used as frameworks to guide the question, “What is the lived experience of older 

adults with type 2 diabetes and diabetes distress?”   

SMT proposes that each symptom or cluster of symptoms are intertwined within three 

concepts:  Symptom Experience, Components of Symptom Management Strategies and 

Outcomes (University of California, San Francisco School of Nursing Symptom Management 

Faculty Group (UCSF-SNSM), 2014). SMT provides a framework for understanding symptoms, 

designing and testing management strategies and evaluating outcomes (Dodd, et al., 2001).  

Using the SMT framework for addressing symptom management in diabetes distress for older 

adults with T2DM, may assist healthcare providers in tailoring self-care strategies that are 

beneficial to the individual.   

BBM is inclusive of the entire course of human development. According to the theory, 

prior life events and experiences influence developmental changes and, because of this, the 

developmental change is unique to that individual.   The developmental change that occurs as a 
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response to T2DM is dependent upon previous experiences with T2DM, preconceived notions of 

T2DM, readiness to change and response to a chronic illness. 

Aims and Study Design 

 This interpretive study explored and interpreted how older adults experience their illness 

as well as dimensions of their DD. The specific aims of this study were to: 

Aim 1:  Explore the lived experience of older adults with T2DM and diabetes distress. 

Aim 2:  Interpret dimensions of morale that are unique to diabetes management behaviors 

and glucose regulation in older adults with T2DM and diabetes distress. 

Aim 3:  Identify symptoms that co-occur in older adults with T2DM.  

Interpretive Phenomenology (IP) is a method within qualitative research that supports the 

investigation of detailed personal narratives of actions and choices (Benner, 1994). The primary 

concern is the lived experience of the participant and the meaning the participant makes of that 

lived experience (Smith, Flowers & Larkin, 2009).  The lived experience is described through 

the voice of the participant (Benner, 1994); and includes his or her embodiment and situated 

understanding of the world (Benner, 1994).  IP gives access to a greater understanding of the 

phenomena by uncovering commonalities and differences in the experience of these similarly 

situated (Benner, 1994).  IP is the method chosen for this qualitative research project because it 

provides access to the core lived experience as related directly by those who are involved in that 

experience.  

Interpretive phenomenologists ask open-ended questions pertinent to the lived experience 

being studied, hone-in on listening to the participant so that their voice may be heard, and read 

and re-read the interview text to ensure accuracy (Benner, 1994). The open-ended questions in 

this study focused on the perceived sequela of diabetes and the influence of T2DM care on daily 
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activities, feelings and thought processes. Reflexive questions were used to open-up new ways of 

looking at the world for the participant and the researcher.   Reflexivity is essential in IP and 

facilitates the awareness between the researcher and the participant (Shaw, 2010). As well, 

narrative questions allow significant entrée to experiences described by participants that are 

directly and unreflectively experienced. 

Setting and Sample 

The inclusion criteria for this study were a diagnosis of T2DM, being at least 65 years of 

age, moderate DD (a mean score of 3 or higher) (Behavioral Diabetes Institute, 2017), English 

speaking, and able to participate in an extended open-ended 1-2 hour interview.  Exclusion 

criteria for this study was a terminal illness or a prognosis of 6 months or less to live. Eligible 

participants from the community were recruited from flyers posted at local senior community 

centers and through snowball sampling.  Eligible Veterans Administration Northern California 

Health Care System (VANCHCS) participants were identified during clinical visits with the 

certified diabetes educator at the Martinez VANCHCS.  

Community participants were interviewed by the author in their homes or other private 

locations nearby their homes such as private library rooms; participants from the VANCHCS 

were interviewed in a private location in the clinic.  

Interview Guides and Descriptive Measures 

 The IP methods in this study used narrative questions to provide a better understanding of 

the lived experience of being an older adult with T2DM and DD.  Participants were asked to 

narrate about specific incidents that have occurred regarding living with and caring for T2DM.  

Positive, negative and neutral experiences were queried.  Reflexive questions were layered upon 

the narrative questions for a greater illumination and insight into participants’ diabetes 
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understandings, health care actions and the experience of living with T2DM.  Reflexive 

questions enhance the understanding of the lived experience for both the interviewer and the 

interviewee.  

Recruitment and Study Procedures 

 Participants from the community were recruited by flyers that were posted at local senior 

centers and by snowball sampling.  Participants from the VANCHCS were recruited by the 

diabetes educator at the VANCHCS.  Potential participants were contacted by the Co-PI by 

phone and inclusion criteria were confirmed at that time and the Diabetes Distress Scale (DDS) 

was verbally administered.  If the participant met the inclusion criteria during the telephone 

screening call, a date, time and place was established for the consent to be reviewed, signed and 

the initial interview to take place.  

Twenty-four older adults with T2DM were screened for this study and 16 met the 

inclusion criteria. A convenience sample was recruited from local senior communities and 

centers in Contra Costa County, California by flyers (n = 8; participants from the community), 

from the VANCHCS in Martinez, California by invitation from the diabetes educator nurse (n = 

5; participants from the VANCHCS), and by snowball sampling (n = 3; participants from 

snowball sampling).  

 The study was approved by the University of California, San Francisco and the 

VANCHCS.  All participants completed a written consent.  Participants received $25 in cash or 

as a gift card after each interview. 

Data Collection and Analysis 

  Prior to the initial interview, a demographic questionnaire was filled out by the 

participants for the purpose of describing the study sample.  Data collection was performed by 
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the author using IP techniques in one-to-one interviews for gaining insight into the participant’s 

experience with T2DM and DD. At the end of the interview, the Patient Health Questionnaire-9 

(PHQ-9) was administered to determine the presence of depression.  

Study participant responses were audio-recorded and transcribed into Word documents.  

The research software used for analyzing the data was ATLAS-ti.  Data analysis was based on 

the methodological interpretive processes of Benner (1994) and included narrative and thematic 

analysis of the interview data. A thorough detailed data review and analysis of over 300 pages of 

text enabled the reporting of meaningful experiences that were representative of the group and 

augmented the study’s rigor. The data analysis of quantitative data in this study was focused on 

the demographic information obtained from the demographic tool. 

Limitations   

The process of IP is not to show causality or outcomes but to show how individuals make 

sense of the world.  Researcher preconceptions and presuppositions may influence accuracy and 

how the data is interpreted.  The findings and conclusions of this study might not be transferable 

to younger adults with T2DM and therefore, may not be generalizable.   

Conclusion 

 T2DM is an epidemic that will likely continue to grow along with the growing number of 

older adults.  DD may be more likely in older adults given they typically have more life 

experiences, comorbidities and complicated treatment regimens.  The use of IP as a method to 

enlighten healthcare providers on the lived experience of older adults with T2DM and DD in this 

study, demonstrated the potential to improve healthcare and outcomes in this complicated and 

costly group.  The findings from this study are presented in chapters 3 and 4.  Chapter 2 presents 

the findings of a systematic review on older adults with T2DM and DD.  Chapter 5 discusses the 
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potential impact this study has for improving health care to older adults with T2DM and DD.  
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CHAPTER 2:  

Diabetes-related Distress in Older Adults with Type 2 Diabetes:   

A Systematic Review of the Literature 

Diabetes-related Distress (DD) is the experience of unique emotional issues related to the 

burdens and worries of living with the diabetes (7).   DD as a distinct condition was first 

identified in the seminal international Diabetes Attitudes Wishes and Needs (DAWN) studies.  

DD can exist alone or be experienced concurrent with depression.  Measures of DD show 

moderate to strong positive correlations with self-report measures of depression.  DD is 

characterized by worry, frustration and burnout (7).  Emotions can be related to concerns with 

getting proper treatment or communicating with healthcare providers (7,25, 28). 

Severe DD is associated with problems adjusting to the emotional and behavioral 

demands of diabetes and presents in 10-30% of people with diabetes.  More ethnic minorities 

report DD (38%) than do Caucasians (13%) (11). Some of the stressors people living with 

diabetes experience include coping with fluctuating blood glucose concentrations, and the 

continuous need to balance oral medications and/or insulin dosages with physical activity and 

food intake.  Worries of hypoglycemia add considerable stress.  

DD may be a major contributor to functional impairment and poor self-management 

behavior.  People with type 2 diabetes (T2DM) who are diagnosed with depression may be 

primarily or concurrently experiencing DD (9). Treatments for depression and diabetes distress 

are distinctly different and therefore, it is important to distinguish the diagnoses of depression 

from the psychological experience of DD (9).  Also, treatments for DD may decrease depressive 

symptoms in people who have both DD and depression.   

Depression is two to three times more common in people with diabetes (10).   Results 
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from correlational studies show that depression and DD are partly overlapping constructs with 

shared non-diabetes related determinants (11).  Shared predictors of depression and DD are poor 

psychological health, being female, negative life events and one or more concomitant disease.  

The presence of depressive symptoms or depression may amplify DD (11). 

Maladjustment to the emotional and behavior demands of diabetes may lead to DD (11, 

16-18, 23, 35).  Psychological variables such as acceptance, beliefs about diabetes, attitudes 

towards medical treatment and quality of life are influential in the development and degree of 

DD (11, 15, 39).  DD has been shown to increase over time for people with T2DM (10, 39).  DD 

is strongly correlated with HgbA1c and increased distress has an impact on diabetes self-

management behaviors (10, 19, 28, 34, 45). DD may explain an individual’s emotional 

responses, coping strategies, self-care behaviors, and health outcomes.   

Research has shown that people with T2DM who are experiencing DD are less likely to 

take medications to lower blood glucose and are more likely to experience hyperglycemia        

(7, 11).  DD can therefore be a barrier to effective blood glucose control and increase the 

likelihood of diabetes related complications.  

Older adults with T2DM have a greater prevalence of comorbidities and may therefore be 

at a greater risk for developing DD.  Addressing DD with older adults who have T2DM may 

prove to decrease blood sugar levels, the likelihood of diabetes related complications, and 

hospitalizations, and increase quality of life.  The purpose of this systematic review of the 

literature is to (a) summarize what is known about DD and T2DM in adults, (b) identify 

symptoms of DD in adults with T2DM, (c) discern effective treatments in decreasing DD and to 

(d) recognize gaps in knowledge regarding DD and older adults.   
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Methods 

This review incorporates thirty-three studies that were published since the seminal 

DAWN international survey study was published in 2001 and includes publications up to July, 

2016.  The DAWN study was the first and only large international study to focus on a broad set 

of attitudes, wishes, and needs among people with diabetes and their care providers (10-13, 23, 

36).  Psychosocial problems experienced by people with diabetes (PWD) were systematically 

explored.  The psychosocial problems identified proved to be barriers for achieving glycemic 

control and interfered with self-management behaviors. Subsequent DAWN studies have focused 

on advancing the understanding and awareness of the unmet needs of PWD, and improving the 

dialogue with health care providers, collaboration, patient involvement and self-management of 

PWD (12, 13, 23).   

Information Sources and Search Terms  

  For this review, the age of 65 years was chosen as a starting point for defining an older 

adult because this is the current age of when social security benefits are initiated (8).  Many of 

the studies in this review reported a mean age of less than 65 and also included older adult 

participants who were at least 65 years (15, 17-21, 24-28, 30, 33, 39-45).  Thus, the older adult 

experience of T2DM is represented in the overall findings but their particular experience was not 

represented.  The research studies for this review were selected from a search of PubMed and 

CINAHL databases using key search terms: Older Adult, Type 2 Diabetes, and Diabetes 

Distress.  The key search terms were selected to narrow-in and focus-on DD in older adults with 

T2DM.  
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Eligibility and Data Abstraction 

  Data were extracted by a single researcher (LH) who evaluated each study for the 

following eligibility information:  The sample inclusion of (1) participants who were at least 65 

years of age and older, (2) participants who had T2DM, and the measurement, identification and 

evaluation of DD.  It should be noted, that using the search terms described above led to the 

selection of many studies with a sample who were of mixed age (middle age and older adults) 

and mixed diagnoses (T1DM and T2DM).  Including these studies was unavoidable, given the 

current state of the literature.   
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Figure 1.  Systematic Search Flow Chart 
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Results 

As shown in Figure 1, this inquiry yielded 345 articles in PubMed which met the key 

search terms of older adult, T2DM and DD.  Adding qualitative research as an additional search 

term yielded twelve additional articles; adding the search term quantitative research yielded an 

additional 4 articles.  Thus, the total number articles comprising this search was 361.  CINAHL 

databases were searched with the same search terms and this yielded 12 articles.  Six of the 12 

articles were duplicates from the PubMed search and the remainder did not meet the inclusion 

criteria of older adults at least 65 years, T2DM and the measurement, identification and 

evaluation of DD.   

Inspection of the 361 studies selected yielded 9 duplicates.  Abstracts of the 352 

remaining articles were then hand searched and articles were discarded based on the following 

criteria: 1) sample did not include older adults 65 years and older; 2) population studied was not 

exclusively diagnosed with diabetes; 3) no recognized measure of DD was used (except in 

qualitative studies); 4) in qualitative studies no aspect of DD was directly queried.  After 

systematically reviewing the articles, and eliminating those that did not meet inclusion criteria, 

33 articles remained.  

Quality Rating 

Table 1 presents a summary of the 33 studies included for review.  This review yielded 

11 cross-sectional studies (12-13, 15-17, 19, 24-25, 27, 31, 35), 5 qualitative studies (20-23, 26), 

13 randomized control trials (28, 30, 33-34, 37-38, 40-46), 2 prospective observational (10-11) 

and 2 nonrandomized control trials (32, 44). 

Critical appraisal of each observational and cross-sectional study in this review was 

evaluated with the Strength of Reporting Observational Studies in Epidemiology (STROBE) 
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checklist.   The STROBE checklist consists of items that should be reported in observational and 

cross-sectional studies.  With the exception of a lack of information on funding sources (18) and 

recruitment procedures (35), the studies met all of the STROBE criteria.  No studies were 

excluded as a result of the STROBE criteria.  

 The randomized control trials (RCT) and nonrandomized control trials (NRCT) in this 

review were evaluated with the Consolidated Standards of Reporting Trials (CONSORT) 

checklist.  CONSORT is an evidenced based, minimum set of recommendations for reporting 

randomized and nonrandomized control trials.  With the exception of a lack of information on 

study protocol materials (30, 34, 38-40, 42), how the sample size was determined (30, 34, 38, 

43), who enrolled the participants (42) and potential biases (32), most of the RCT and NRCT met 

the CONSORT criteria.  No studies were excluded as a result of the CONSORT criteria.  

The qualitative studies in this review were evaluated with the Critical Appraisal Skills 

Program (CASP) tool.  CASP is a checklist that assesses whether the qualitative study reports 

results that are rigorous, clearly stated, and useful.  Some qualitative studies were vague on 

reporting the qualitative method used in their data collection (20, 22-23).  Also, participant 

recruitment methods were often not addressed in the qualitative studies (21,22,23).  No studies 

were excluded as a result of the CASP criteria.  

Key Findings 

           DD in adults is characterized by the unique emotional issues directly related to the 

burdens and worries of living with a chronic disease. Symptoms such as fatigue, symptomatic 

hypoglycemia and neuropathic pain were often present and correlated with DD; together they 

formed barriers to performing self-care. Depression and DD often co-existed and depression 

amplified DD.  Emotional symptoms such as, shame, guilt, regret, hopelessness, low self-worth 
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and low self-confidence were associated with DD, poor diabetes self-management and elevated 

HgbA1c.  Methods used for decreasing DD were education, cognitive behavioral therapy and 

supportive-positive relationships with healthcare providers.  The instruments used to identify the 

presence and degree of DD in these studies were the Problem Areas in Diabetes Scale (11-12, 18, 

24, 27, 30, 30-35, 39, 41, 43-46), Diabetes Distress Scale (15, 19, 25, 28, 37, 40), Type 2 

Diabetes Symptom Checklist, (31, 42-43), Diabetes Symptom Scale (38), Symptom Distress 

Scale (16), and the Hospital Anxiety and Depression Scale (17).  The following is a review of the 

key findings of this review: 

Symptoms.  Fatigue is a common symptom among people with diabetes but is not well      

understood.  Fatigue associated with diabetes is defined as a “subjective perception of a 

decreased capacity to perform physical and/or mental tasks due to one or a combination of 

physiological, psychological or lifestyle phenomena-including altered glucose control, diabetes 

symptoms, diabetes emotional distress, depression, physical inactivity and BMI” (14, p 36-38).  

          Diabetes distress and depression symptoms mediate the relationship between blood 

glucose control and fatigue in adults with T2DM (15-16, 18, 24,30, 38, 42). For those with 

elevated blood sugar levels as indicated by HgbA1c, fatigue is more prevalent (15).  The 

American Diabetes Association (ADA) recommends maintaining a HgbA1c of < 7% (average 

glucose level of 154 mg/dl) for most people with diabetes (2, 15). People with well-controlled 

glucose (A1C ≤ 7%) will likely have fewer long-term complications and thus possibly lower 

diabetes-related symptoms, including fatigue (15). For those with adequately controlled blood 

sugar levels, fatigue is mainly influenced by the presence of other diabetes symptoms and 

comorbidities such as neuropathic pain, congestive heart failure and distress (15-16, 47).   
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          Symptomatic hypoglycemia (SH) in elderly people with T2DM is very common affecting 

in one study 68% of the sample (35).  SH can increase the risk of cardiac events, fractures, 

cognitive impairment, and mortality (35).  Fear of hypoglycemia can be a barrier to treatment 

intensification.  Elderly participants with 1-3 episodes of SH over 4 weeks, had levels of DD that 

were more than 7 times greater than participants with similar characteristics and no SH (35). 

Participants reporting more than 3 episodes of SH over 4 weeks, had levels of DD that were 60 

times higher than those reporting less than 3 episodes of DD (35).    

Pain affects up to 26% of patients with diabetic neuropathy and is among the most 

distressing complication of diabetes (38).  The prevalence of neuropathy worldwide is estimated 

to be about 8% in people with newly diagnosed diabetes and greater than 50% in people with 

long-standing diabetes (48).  An estimated 30-50% of people with diabetes in the USA have been 

diagnosed with neuropathy (49). The primary risk factor for diabetic neuropathy is 

hyperglycemia (49).  There is little specific information on diabetic neuropathy in older adults.  

The pain associated with diabetic neuropathy can result in emotional distress and therefore, bio-

psychosocial factors should be considered as “red flags” and indicators of distress (17).   The 

presence of emotional distress should signal providers to explore in greater depth unexpressed 

symptoms, such as nerve pain.  Holistic approaches to pain management such as an evaluation of 

the individual’s living situation, and cultural background, triggers to pain, and pain related 

quality of life, have the potential to increase successful pain management alongside conventional 

pharmacological treatments (17).    

In many of the studies (15-18, 23-24), participants with a reported history of depressive 

symptoms had higher levels of DD.  As well, in cross-sectional studies strong correlations of 

depression and DD were identified; depression and DD were shown to consistently shown to 
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have significant positive correlations (15-16, 18-19, 23, 44-45) although the direction of 

influence can’t be known. 

          The Lived Experience.  Many studies identified patient emotions such as shame, guilt, 

regret, hopelessness, low self-worth and low self-confidence (17, 20, 23).   The psychological 

distress associated with these emotions created difficulties with coping and adjusting to T2DM 

(20).  Elevations in DD were associated with poor self-management and HgbA1c elevations (19).  

Living with diabetes became more difficult with time (21, 32, 39).  Stress was shown to 

potentiate DD (22).  Excessive worrying and poor relationships with healthcare providers caused 

stress and a vicious cycle of worry (22).  Negative emotional reactions such as anxiety, fear, and 

worry about hypoglycemia generated a sense of hopelessness (23). 

         Methods for decreasing distress.  There is substantial evidence in the literature that 

diabetes education decreases DD in middle-aged adults with diabetes (10, 19, 24, 25, 28, 30, 34, 

37, 38, 40, 42).  There is little information on how diabetes education specifically impacts DD in 

older adults.  Diabetes education and psychological interventions have taken many forms 

including cognitive behavior therapy (CBT), behavioral health coaching, dietary modification 

instruction, telephone support, peer support, and traditional methods of diabetes education 

(classroom instruction and individual face-to-face encounters) (10, 19, 24, 41-43). 

          Lower DD scores were associated with healthcare provider support (20, 25-26).  Positive 

relationships with healthcare providers may prevent distress, although this is somewhat difficult 

to tease out since some measures of DD include items that rate the relationship with a provider.  

A greater access to healthcare providers and accommodating patient’s preferences with type of 

appointments (face-to-face, telephone, group appointments, secure messaging, etc.) and 

frequency of access have been correlated with lower DD (46).  
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Clinical Implications 

          Living with a chronic condition such as T2DM becomes more difficult with time due to an 

accumulation of comorbidities and a decrease in executive function (21, 32, 39).  Healthcare 

providers have the potential to influence DD.  Healthcare provider support that is positive and 

collaborative may well have the potential to decrease DD and promote meaningful and effective 

communication.  This meaningful and effective communication may lead to improvements in 

healthcare outcomes.  This could well be particularly pertinent for healthcare providers who 

work with older adults with T2DM.   

Research Gaps 

 Many of the studies in this literature review examined the experience of both persons 

with type 1 diabetes (T1DM) and T2DM (11-14, 17, 21, 23, 25, 34, 41-43).  The experience of 

T1DM is substantially different than that of T2DM. Many of the T1DM participants have had 

diabetes for a longer period of time and were diagnosed when they were very young, all were 

insulin dependent, significantly affected by carbohydrates, required multiple injections or the use 

of an insulin pump throughout the day and may experience wide swings in blood sugar.  People 

with T2DM are typically older and were diagnosed during adulthood, most often diagnosed at 

45-64 years of age (2).  A diagnosis of T2DM usually occurs once the deeply ingrained lifestyle 

practices are already established and thus disease-related lifestyle changes are just that; changes 

to existing patterns.  Combining participants with these separate diseases in research studies may 

generate results that do not a genuinely represent the experience of persons with T1DM or 

T2DM.  Studies that report results specific to T2DM and diabetes distress are few; this results in 

a gap of knowledge to guide best practices for the specific population that suffers T2DM.  
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 While many studies examined the effects of diabetes on younger and middle-age people, 

alongside older adults, relatively fewer studies were specifically directed to older adults.  Seven 

studies (17, 20, 22, 24-25, 34, 38) focused most centrally on aspects of diabetes distress in older 

adults.  These studies showed that stigmatization, diabetes related symptoms, poor relationships 

with healthcare providers, stress and worry were associated with DD in older adults.  Three of 

the studies in this literature review (24, 34, 38) examined diabetes education interventions 

specific to decreasing diabetes distress in older adults.  These interventions provided phone or 

home visits, which resulted in significant improvements in DD, self-care, and quality of life.  

Although these studies are provocative, methods used to promote diabetes self-care and 

education to older adults with T2DM has not been adequately studied.   People throughout the 

world are living longer and while the older population is growing, so is the diabetes epidemic.  

Inadequate research on diabetes self-care treatments for older adults with diabetes distress is a 

huge research gap and deserves a greater focus of attention. 

 Symptoms such as fatigue, hypoglycemia, and neuropathy as contributors to DD have not 

been well studied in older adults with diabetes. Education on hypoglycemia prevention and 

treatment for older adults has also not been well explored.  Diabetes education programs are 

beneficial to decreasing DD and diabetes symptoms, however, there is a research gap on how 

diabetes education can best be tailored to benefit older adults with T2DM.  Unique delivery 

methods for diabetes education may also be needed for this age group. 

There is a gap in the research on older adults with T2DM and DD.  The determinants and 

consequences of DD in older adults with uncontrolled T2DM remains an unknown. 
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Future Research 

          In the United States, there are 11.2 million people with T2DM who are at  

least 65 years of age; 25.9% of people in this age group have prevalent T2DM (2).   

The number of people in the US with T2DM is expected to triple by the year 2050 to an  

estimated 1 in 3 (2). A large percentage of this growth is estimated to be within the older  

adult population (2).  Older adults are more likely to have comorbidities and  

complications related to T2DM and may therefore be more likely to experience DD,  

 behaviors and self-management but the age-specific manner in which it operates is  

not as yet well documented. Future studies on the prevalence and experiences of DD  

in older adults with T2DM have the potential to improve how healthcare is provided  

to this population and improve diabetes related outcomes.  Healthcare that is  

holistic, effective and relevant to older adults with T2DM, will most likely improve  

quality-of-life, decrease complications and healthcare costs. 
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Diabetes Care, 35 

(7), 1466-1472 

PMID:   

22619085 

 

 

 

 

 

 

To identify 

possible 

communication 

gaps that may 

prevent patients 

from discussing 

self-care 

problems with 

treatment 

providers 

Cross-

sectional 

N=316, 85% 

Caucasian, 51% 

female, 71% T2DM; 

Mean age 59 +11 

years, HgbA1c 7.9 + 

1.4 and mean 

duration of diabetes 

19 + 13 years. 

30% of the 

participants were 

reluctant to 

discuss self-care 

with their 

provider.  

Participants with 

DD were less 

likely to discuss 

self-care with 

their provider 

(34.0 vs 25.4; 

P<0.001) 

Symptoms of 

DD such as 

guilt, shame, 

feeling  

judged and  

embarrassed  

increase 

reluctance  

to discuss 

diabetes self-

care  

with 

healthcare  

providers. 

Browne, J., Ventura, 

A., Mosely, K., & 

Speight, J.  (2013).  

I call it the blame 

game and shame 

disease. British 

Medical Journal, 

3(11), 1-10 

PMID:   

24247325 

To explore the 

perceptions of 

social stigma 

surrounding 

T2DM. 

Qualitative 

study using 

semi-

structured 

interviews 

that were 

transcribed 

and 

subjected 

to thematic 

analysis; 

type of 

qualitative 

method 

was not 

indicated. 

N=25 participants 

with T2DM – 12 

women and 13 men, 

with a median age 

of 61, an average 

diabetes duration of 

5 years. 

 

 

 

 

 

 

 

 

 

 

 

Psychological 

consequences of 

diabetes such as 

shame, guilt, 

regret and 

hopelessness 

resulted in 

emotional 

distress; 84% of 

the participants 

felt stigmatized 

by their family, 

friends, 

healthcare 

providers, media 

and colleagues. 

The 

psychological  

distress of 

diabetes  

created 

difficulty in 

coping and  

adjusting to 

T2DM.   

Healthcare 

providers  

may be able to  

decrease  

distress by  

avoiding 

stigmatization 

of T2DM. 
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Author and citation Study 

Purpose 

Study Design Setting and 

sample 

Major findings Relevance of 

findings 

 

Ehrmann, D., Kulzer, B., 

Haak, T. & Hermannis, N.  

(2015).  Longitudinal 

relationship of diabetes-

related distress and 

depressive symptoms:  

Analyzing incidence and 

persistence.  Diabetic 

Medicine, 32(10), 1264-

1271.   

PMID:   

26202341 

To identify 

important 

temporal 

relationships 

between 

depressive 

symptoms 

and diabetes-

related 

distress. 

Prospective 

observational 

N=509, 33% 

T2DM and 

100% using 

insulin to 

control blood 

sugars.  Mean 

age 50.9 + 14.8 

years, mean 

duration of 

diabetes 15.7 

years + 11.8, 

45% of the 

participants had 

diabetes related 

complications. 

Depression was 

identified as an 

amplifier to DD and 

there was a feedback 

loop between 

depression and DD.  

Participants with 

depression were more 

likely to experience 

DD 6 months later; 

Participants with DD 

were more likely to 

experience depression 

6 months later. 

Diabetes-

related  

distress and 

depressive 

symptoms  

may be 

independent  

risk factors for 

each  

other and  

should be 

monitored  

in routine care. 

Fisher, L. Mullan, J., 

Arean, P., Glasgow, R., 

Hessler, D., & Masharani, 

U.  (2010).  Diabetes 

distress not clinical 

depression or depressive 

symptoms is associated 

with glycemic control in 

both cross-sectional and 

longitudinal analyses.  

Diabetes Care, 33(1), 23-

28 

PMID: 

19837786 

To determine 

the 

concurrent, 

prospective, 

and time-

concordant 

relationships 

among major 

depressive 

disorder, 

depressive 

symptoms, 

and diabetes 

distress with 

glycemic 

control. 

Cross-

sectional and 

longitudinal 

analyses 

N= 506, 57% 

female, mean 

age 57 + 9.8, 

mean 

comorbidities 

3.9 + 2.5, mean 

years with 

diabetes 8.2 + 

7.5, mean 

HgbA1c 7.2 + 

1.44; 16.8% 

Asian, 20.4% 

African 

American, 

19.6% 

Hispanic, 

36.8% 

Caucasian and 

6.5% other. 

Diabetes distress and 

not depression, was 

significantly 

associated with self-

management and 

HgbA1c.  Speculation 

that HgbA1c and DD 

are bidirectional.   

DD may likely 

have a  

negative 

impact  

on diabetes  

self-

management  

and blood 

sugar  

control. 
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Author and citation Study Purpose Study 

Design 

Setting and sample Major 

findings 

Relevance of 

findings 
 

Fisher, L., Hessler, D. 

Glasgow, R., Arean, 

P., Masharani, U., 

Naranjo, D. & 

Strycker L.  (2013).  

REDEEM:  A 

pragmatic trial to 

reduce diabetes 

distress.  Diabetes 

Care, 36(9), 2551-

2558 

PMID: 

23735726 

To compare three 

interventions to 

reduce diabetes 

distress and improve 

self-management 

among non-clinically 

depressed adults with 

type 2 diabetes. 

Randomized 

comparative 

effectiveness 

trial 

N=392, mean age 

56.11 + 9.55, 40% 

Caucasian, 0.8% 

American 

Indian/Alaskan 

Native, 19.4% 

Asian, 16.6% 

African American, 

11.2% Hispanic, 

5.9% multiple 

ethnicities, 4.3% 

other; 17.9% using 

insulin, duration of 

diabetes 6.9 + 5.93 

years; overall  

number of 

comorbidities/compl

ications 3.35 + 2.58; 

overall BMI 33.07 + 

7.78 

The higher 

the baseline 

DD, 

regimen 

distress and 

emotional 

burden prior 

to the 

educational 

intervention, 

the greater 

the 

reduction in 

DD.  

Significant 

and 

clinically 

meaningful 

reductions in 

DD and self-

management 

behaviors 

occurred in 

all three 

conditions 

(P < 0.001), 

with no 

significant 

between-

group 

differences. 

Diabetes 

education  

potentially 

decreases  

diabetes 

distress. 
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Author and citation Study Purpose Study 

Design 

Setting and sample Major 

findings 

Relevance of 

findings 

 
Funnell, M.  (2006). 

The diabetes attitudes, 

wishes, and needs 

(DAWN) study.  

Clinical Diabetes, 

24(4), 154-155 

DOI: 

http://dx.doi.org/10.23

37/diaclin.24.4.154 

A summary and 

commentary on the 

DAWN study. 

Cross-

sectional 

survey of 

national 

samples of 

patients with 

diabetes, 

physicians 

and nurses; 

also 

involved 

structured 

interviews 

N=5,140 from 13 

countries, 54% 

female, mean age 

52.3+16 and average 

duration of diabetes 

13.8 years+11.4, 

32.7% T1DM, 40.4 

% T2DM (no 

insulin) and 26.9 

T2DM (with 

insulin), mean 

number of 

complications 1.5. 

The quality 

of 

collaboratio

n with the 

healthcare 

provider was 

the strongest 

predictor of 

patient-

reported 

outcomes; 

diabetes 

education 

decreased 

DD; easier 

access to 

healthcare 

providers 

resulted in 

positive 

diabetes 

related 

outcomes. 

Accessibility 

to  

healthcare 

providers,  

quality of 

collaboration  

and team  

care has the 

potential  

to decrease 

DD. 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 

http://dx.doi.org/10.2337/diaclin.24.4.154
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Author and citation Study 

Purpose 

Study 

Design 

Setting and sample Major findings Relevance of 

findings 
 

Gabbay, R., Anel-Tiangco, R., 

Dellasega, C., Mauger, D., 

Adelman, A., & Van Horn, D.  

(2013).  Diabetes nurse case 

management and motivational 

interviewing for change 

(DYNAMIC):  results of a 2-

year randomized controlled 

pragmatic trial.  Journal of 

Diabetes, 5(3), 349-357 

PMID: 

23368420 

To 

determine if 

the addition 

of nurse case 

managers 

trained in 

motivational 

interviewing 

to usual care 

would result 

in improved 

outcomes in 

high-risk 

type 2 

diabetes 

patients. 

2-year 

randomized 

control trial 

N=545; n=313 usual 

care control, 55% 

female mean age 

58+11.34 years, 47% 

Caucasian and 39% 

Hispanic, baseline 

HgbA1c 9.05+ 2.27; 

n=232 intervention 

group, mean age 58+ 

11.41 years, 62% 

female, 46% Caucasian 

and 38% Hispanic, 

baseline HgbA1c 

8.82+2.38; both groups 

were equally 

moderately depressed 

with a baseline PAID 

score of 29 

HgbA1c in 

control group 

improved from 

9.1% to 8.0% 

and the 

intervention 

group 8.8% to 

7.8%; the 

reduction in 

diabetes distress 

in 2 years 

approached 

statistical 

significance at 

p=0.08 

Interventions 

with  

nurse case 

managers  

and 

motivational  

interviewing 

improves  

HgbA1c and  

may also 

improve  

diabetes 

distress in  

older adults. 

Hu, J., Amoaki, E., Gruber, 

K., & Rossen, E.  (2007).  The 

relationships among health 

functioning indicators and 

depression in older adults with 

diabetes.  Issues in Mental 

Health Nursing, 28(2), 133-

150 

PMID: 

17365164 

To examine 

the 

relationships 

of gender, 

race, 

comorbid 

conditions, 

symptom 

distress, and 

functional 

status with 

depression. 

Co-

relational 

design 

N=55, 14 male, 25 

Caucasian, 30 African 

American; mean age 

73+ 8.04; mean 

comorbidities 1.53+ 1 

Symptom 

distress was 

associated with 

depression 

accounting for 

53% of the 

variance in 

depression 

Patients with 

poorly  

controlled  

diabetes-

related  

symptoms 

may be  

more prone to  

experience 

DD. 
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Author and citation Study 

Purpose 

Study 

Design 

Setting and 

sample 

Major findings Relevance of 

findings 
 

Kirk, S., Arcury, 

T., Ip, E., Bell, R., 

Saldana, S., 

Nguyen, H., & 

Quandt, S. (2014).  

Diabetes symptoms 

and self-

management 

behaviors in rural 

older adults.  

Diabetes Research 

and Clinical 

Practice, 107(1), 

54-60 

PMID: 25467626 

To evaluate 

demographi

c and health 

correlates of 

diabetes 

symptoms; 

and the 

relationship 

between 

diabetes 

symptoms 

and self-

management 

behaviors in 

rural adults. 

Cross-

sectional 

N=489, 61% 

female, 72% in 

the age group 

of 60-74, 

28%> 75 and 

mean age of 

70.1+7.1, 35% 

Caucasian; 

34% African 

American, 

31% American 

Indian; 51% 

with HgbA1c 

<7; 41% with 

diabetes 

duration <10 

years with a 

mean duration 

of diabetes 

14.2+12.1 

African 

Americans 

reported lower 

levels of 

symptoms; 

Women reported 

higher levels of 

symptoms such 

as hypoglycemia, 

and 

psychological 

and fatigue 

dimensions; 

diabetes self-care 

was not 

associated with 

HgbA1c 

There may be 

cultural  

and gender 

variations  

on how 

diabetes  

symptoms are  

perceived. 

Kneck, A., 

Fagerberg, I., 

Erickson, L. & 

Lundman, B.  

(2014).  Living 

with diabetes-

development of 

learning patterns 

over a 3-year 

period.  

International 

Journal of 

Qualitative studies 

on Health and 

Wellbeing, 9 

PMID: 25030359 

To identify 

patterns in 

learning 

when living 

with 

diabetes, 

from 

recently 

diagnosed, 

and over a 

3-year 

period. 

Qualitative 

longitudinal 

descriptive 

study. 

N=13, 4 

women & 9 

men; 5 T1DM 

and 8 T2DM; 

Mean age of 

44 

Living with 

diabetes became 

more difficult – 

barriers and 

difficulty with 

problem solving 

became more 

pronounced with 

time. 

Interventional  

strategies  

that focus on 

person- 

centered care 

may  

likely result 

in an  

improvement  

in diabetes 

related  

outcomes. 
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Author and 

citation 

Study 

Purpose 

Study 

Design 

Setting and sample Major findings Relevance of 

findings 

 

Lindsay, G., 

Inverarity, K., 

& McDowel, 

J.  (2011).  

Quality of life 

in people with 

type 2 diabetes 

in relation to 

deprivation, 

gender, and 

age in a new 

community-

based model of 

care.  Nursing 

Research and 

Practice, 2011 

PMID: 

21994835 

To evaluate 

changes in 

health-

related 

quality of 

life for 

individuals 

with type 2 

diabetes 

following 

the 

introductio

n of a new 

community 

based 

model of 

care. 

Before 

and 

After 

design 

N=1402, n=136 

within the research 

sample and 40% 

Female, 41% 65-

74, 21% >74 years; 

n=1266 non-

experimental group 

48% female, 28% 

65-74, 23% >74 

years; Baseline DD 

and follow-up DD 

showed a 

statistically 

significant 

deterioration in DD 

18 months after the 

intervention with 

P=.045 age 65-74 

and P=.020  age 

>74; HgbA1c, 

duration of illness, 

cultural 

backgrounds and 

complications were 

not reported 

The statistically 

significant 

deterioration in 

scores in older-

age groups could 

be related to 

people living 

with the 

condition longer 

and may be 

experiencing 

more diabetes-

related 

complications. 

The effect of 

daily  

ongoing 

monitoring  

of diet, 

exercise,  

medication  

management,  

and glucose  

monitoring  

has a major 

impact on  

people’s lives.   

Maderson,L. 

& Kokanovic 

R.  (2009).  

“Worried all of 

the time.”:  

distress and 

the 

circumstances 

of everyday 

life among 

immigrant 

Australians 

with type 2 

diabetes.  

Chronic 

Illness, 5(1), 

21-32 

PMID: 

19276223 

To explore 

lay 

accounts of 

distress and 

depression-

how this 

relates to 

both the 

chronicity 

of diabetes, 

everyday 

life, 

distress, 

depression, 

and 

physical 

illness. 

Qualita

tive 

intervi

ews-

“infor

mal 

ground

ed 

theory

”. 

N=30, age range 

44-87 with the 

majority over 65, 

duration of T2DM 

for at least 5 years; 

multi-ethnic 

Australian citizens 

Worrying was 

associated with 

diabetes and 

worrying led to 

stress. 

Healthcare 

providers were a 

cause of stress in 

this study and a 

this promoted a 

vicious cycle of 

worry. 

Depending on 

the  

approach and 

dialogue  

with their 

patients,  

healthcare 

providers  

can create 

additional  

worry and stress 

for  

people with 

diabetes. 
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Author and 

citation 

Study 

Purpose 

Study 

Design 

Setting and sample Major findings Relevance of 

findings 

 

McMahon, 

G. Fonda, 

S., Gomes, 

H., Alexis, 

G., & 

Conlin, P.  

(2012).  A 

randomized 

comparison 

of online 

and 

telephone-

based care 

manageme

nt with 

internet 

training 

alone in 

adult 

patients 

with poorly 

controlled 

type 2 

diabetes.  

Diabetes 

Technology 

& 

Therapeuti

cs, 14(11), 

1060-1067 

DOI: 

10.1089/dia

.2012.0137 

To 

investigate 

whether 

telephone or 

online care 

management 

improves 

diabetes-

related 

outcomes 

over time (1 

year) 

compared 

with usual 

care 

supplemente

d with 

internet 

access and 

training. 

Prospectiv

e, 

longitudin

al, 

randomize

d trial 

N=151 – divided 

evenly into 3 

interventional 

groups.  Overall 

mean age 60.2+10.8, 

94.7% male, 74% 

Caucasian, 13% 

African American, 

9% Hispanic and 

3% other; 49% 

10+years duration of 

diabetes, 30%, 6-10 

years, 19% 1-5 

years and 2% less 

than 1 year; HgbA1c 

>8.5; HgbA1c 

declined 1.5% over 

the 12 month period 

and DD 

significantly 

declined in the 

telephone care 6.2+ 

15 (P=0.008) and 

web training 

8.0+15.6 (P=0.003) 

For patients 

with elevated 

HgbA1c, 

active care 

management 

whether 

delivered by 

phone or 

online had no 

significant 

additional 

benefits 

compared with 

access and 

training in the 

use of online 

diabetes self-

management 

resources. 

The results of 

this  

study imply 

that  

simple 

measures to  

improve self-

efficacy  

by engaging  

patients in the 

use of  

self-

management  

resources  

may be just as  

effective  

as active care  

management. 
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Author and 

citation 

Study 

Purpose 

Study 

Design 

Setting and sample Major findings Relevance of 

findings 

 
Munshi, 

M., Selga, 

A., Suhl, 

E., Ryan 

C., 

Sterthal, 

A., Giusti, 

J., & Lee, 

Y.  (2013).  

Assessment 

of barriers 

to improve 

diabetes 

manageme

nt in older 

adults.  

Diabetes 

Care, 36, 

543-549 

PMID: 

23193208 

To evaluate 

whether 

assessment 

of barriers to 

self-care and 

strategies to 

cope with 

these 

barriers in 

older adults 

with 

diabetes is 

superior to 

usual care 

with 

attention 

control. 

Randomiz

ed control 

trial 

N=100, mean age 75 

+ 5 years, diabetes 

duration 21 

years+13; 68% 

T2DM, 89% on 

insulin, baseline 

HgbA1c >8.0; 54% 

women, 77% 

Caucasian; patients 

were randomized 2-

to-1 in the 

intervention arm 

(n=70 with care 

manager and n=35 

with office based 

educator and n=30 

for the standardized 

care control group).  

Mean HgbA1c 

decreased by 0.45 

(P<0.007) in the 

intervention group 

and 0.31 in the 

control group 

(P=NS). DD 

decreased in the 

intervention 

(P<.0001) and 

control groups 

(P=0.02) with no 

between group 

differences 

(P<0.0001).  The 

most frequent 

barriers were 

inadequate 

medications due to 

lack of dose titration 

between visits, 

knowledge deficits 

on medications, and 

diet, comorbidities 

interfered in 

diabetes 

management and 

multiple social 

barriers were 

identified. 

Attention 

between clinic 

visits lowers 

DD in older 

adults; 

Communicatio

n with a 

diabetes 

educator 

cognizant of 

patient’s 

barriers 

improves 

glycemic 

control and 

self-care 

frequency, 

maintains 

functionality 

and lowers DD 

in this 

population. 

Phone contact 

with a  

diabetes 

educator   

between visits 

in  

elderly 

patients with  

diabetes 

lowers DD;  

age-specific  

barrier 

assessments  

provide a 

practical  

and effective 

approach  

for 

interventions 

in  

diabetes 

management. 
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Author and 

citation 

Study 

Purpose 

Study 

Design 

Setting and 

sample 

Major findings Relevance of 

findings 

 
Naik, A., 

White, C., 

Robertson, 

S., Armento, 

M., 

Lawrence, 

B., Stelljes, 

L., & Cully, 

J.  (2012).  

Behavioral 

health 

coaching for 

rural living 

older adults 

with 

diabetes and 

depression:  

an open plot 

of the HOPE 

study.  BMC 

Geriatrics, 

12(37), 1-13 

PMID: 

22828177 

To test the 

acceptability

, feasibility 

and 

preliminary 

outcomes of 

telephone-

delivered 

coaching 

intervention

s for rural 

dwelling 

older adults 

with 

uncontrolled 

diabetes and 

clinically 

significant 

depressive 

symptoms. 

Comparati

ve-

effective- 

ness 

N=8, mean age 

62.2 years with a 

HgbA1c of 7.5 or 

greater and a 

mean duration of 

diagnosis at least 

17 years. 

Significant 

improvements in 

HgbA1c, 

depression and 

distress post 

intervention and 6 

months later. 

Healthy 

Outcomes  

through Patient  

Empowerment 

(HOPE) 

techniques have  

the potential to  

improve  

HgbA1c, 

diabetes  

distress and  

depression. 

Nicolucci, 

A., Pintandi, 

B., Rossi, 

M., 

Messina, R., 

Dotta, F. 

Simona, F., 

Capuatao, S. 

& Lauro, R.  

(2015).  The 

social 

burden of 

hypoglycem

ia in the 

elderly.  

Acta 

Diabetology, 

52(4), 677-

685 

PMID: 

25663036 

To evaluate 

the 

frequency of 

episodes of 

symptomatic 

hypoglycem

ia (SH) in 

elderly 

patients with 

T2DM and 

the impact 

on quality of 

life 

Cross-

sectional 

and a 

survey 

evaluating 

the 

episodic 

frequency 

of SH. 

N=1,323 with a 

mean age of 70 + 

8.7, mean 

duration of  

diabetes 15.6 + 

11.7 years, 47.6% 

male, 44.6% with 

1-3 episodes of 

SH over 4 weeks 

and those with 3 + 

episodes were 

23.8%. 

Participants who 

reported SH had 

higher levels of 

fear related to 

hypoglycemia, 

low psychological 

wellbeing and 

high levels of 

diabetes related 

distress. 

SH has the 

potential to  

increase DD 

and  

decrease  

psychological 

wellbeing  

in the elderly. 

 

 

 

 

 

 



OLDER ADULTS WITH T2DM AND DD 

 

43 

Author 

and 

citation 

Study 

Purpose 

Study 

Design 

Setting and 

sample 

Major findings Relevance of 

findings 

 
Park, H., 

Park, C., 

Quinn, L. 

& 

Fritschi, 

C.  

(2015).  

Glucose 

control 

and 

fatigue in 

type 2 

diabetes:  

the 

mediating 

roles of 

diabetes 

symptoms 

and 

distress.  

Journal of 

Advanced 

Nursing, 

7(7), 

1650-

1660 

PMID: 

25690988 

To examine 

the 

mediating 

influence 

of diabetes 

distress, 

depression 

and 

diabetes 

symptoms 

on the 

relationship 

between 

glucose 

control and 

fatigue in 

adults with 

T2DM. 

Secondary 

data analysis 

with a cross-

sectional 

descriptive 

design 

Data were 

combined from 

two studies and 

this resulted in a 

total sample of 

155.  Study 1 

with 76 women 

and mean age of 

52.2 + 6.6 years; 

Study 2 with 79 

adults and 44 

were female 

mean age of 59.8 

+ 9.2 years; 

overall mean of 

the HgbA1c was 

7.4+1.9 and 87% 

of the 

participants were 

obese; 38% 

Caucasian, 

46.5% African 

American, 6.5% 

Asian, 1.9% 

Native American 

and 7.1% others; 

71.6% of all the 

participants were 

female. 

Significant 

correlations found 

among fatigue, 

HgbA1c, depression, 

diabetes symptoms 

and diabetes distress in 

the total sample.  A 

bivariate correlational 

analyses showed:  

fatigue with non-

fatigue symptoms 

(r=0.680, P =.001) and 

diabetes distress 

(r=0.359, P=.001), 

diabetes symptoms 

correlated with 

depression (r=0.219, P 

= .006) and diabetes 

distress (r=0.393, 

P<0.001);Fatigue was 

influenced by diabetes 

symptoms (B=0.54, 

p<0.001) and diabetes 

distress (B=0.29, 

p=0.002); diabetes 

symptoms were 

significantly 

influenced by diabetes 

distress (B=0.30, 

p=0.003). 

Depression, 

fatigue and  

diabetes 

distress are  

conditions 

that can  

coexist and 

this  

coexistence 

may  

potentiate 

diabetes  

symptoms. 
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Rubin, R., 

Peyrot, M., 

& 

Siminerio, 

L.  (2006). 

Health 

Care and 

Patient-

Reported 

Outcomes 

– Results 

of the cross 

national 

Diabetes 

Attitudes, 

Wishes and 

Needs 

(DAWN) 

Study. 

Diabetes 

Care, 29(6) 

PMID: 

16732004 

To assess 

the 

relationship 

of patients’ 

self-

reported 

wellbeing, 

self-

manageme

nt, and 

diabetes 

control 

with factors 

related t the 

patient’s 

health care. 

Cross-

sectional 

survey of 

national 

samples of 

patients 

with 

diabetes, 

physicians 

and 

nurses; 

structured 

interviews 

were done 

in person 

or by 

phone. 

Participants 

came from 13 

countries, N = 

5,140, 54% 

female, mean 

age of 52.3 + 16, 

mean duration of 

diabetes 13.8 + 

11.4 years, 

32.7% T1DM, 

40.4% T2DM - 

no insulin use 

and 26.9% 

T2DM with 

insulin use; mean 

number of 

complications 

1.5. 

Patients in the US 

reported high 

levels of diabetes 

related distress, 

poor lifestyle 

regimen, 

adherence, poor 

lifestyle regimen 

adherence, poor 

diabetes control 

and more 

hyperglycemia 

symptoms.  The 

quality of 

collaboration with 

the provider was 

the strongest 

predictor of 

patient-reported 

outcomes.  Easier 

access to providers 

was related to 

positive outcomes 

in wellbeing and 

diabetes control. 

Patient-

provider  

communicatio

n and  

collaboration 

may  

likely have an 

impact  

on diabetes-

related  

outcomes. 
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Selvarajah, 

D., Cash, T., 

Sankar, A., 

Thomas, L., 

Davies, J., 

Cachia, E., 

Gandhi, R., 

Wilinson, I., 

Wilinson, N., 

Emery, C., & 

Tesafaye, S.  

(2014).  The 

contributors 

of emotional 

distress in 

painful 

diabetic 

neuropathy.  

Diabetes & 

Vascular 

Disease 

Research, 

11(4), 218-

225 

PMID:24821

753 

To assess 

the 

contribution 

of 

demographi

c, clinical 

and 

cognitive-

behavioral 

factors on 

emotional 

distress in 

patients with 

painful 

diabetic 

neuropathy. 

Cross-

sectional 

N=142, mean 

age of 61.2 + 

11.2 years, 

57% male, 

95.7% 

Caucasian, 

33% T1DM, 

mean HgbA1c 

8.1% + 1.5, 

mean duration 

of pain 8.4 

years + 6. 

51% of participants 

had clinical anxiety 

and depression. 

There was a high 

prevalence of 

catastrophic 

thinking, including 

high levels of 

helplessness 

(44.7%) and 

rumination 

(36.7%); pain was 

strongly correlated 

with clinical 

anxiety. 

High levels of 

clinical 

anxiety and 

depression  

may are found 

in many 

patients and 

these  

conditions 

may  

interfere in 

diabetes self-

care.  

Measures to 

control  

pain may 

decrease  

anxiety. 
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Simmons, D., 

Prevost, A., Bunn, 

C., Holman, D., 

Parker, R., Cohn, 

S., Donald, S., 

Paddison, C., 

Ward, C., Robins, 

P. & Graffy, J.  

(2015).  Impact of 

community based 

peer support in type 

2 diabetes:  a 

cluster randomized 

controlled trial of 

individual and/or 

group approaches.  

PloS ONE, 10(3), 

1-13 

DOI: 

10.1371/journal.po

ne.0120277 

To test 

whether 

different 

diabetes 

peer 

support 

strategies 

can 

improve 

metabolic 

and/or 

psycholog

ical 

outcomes. 

Randomized 

control trial 

with a 4 

group 

experimental 

design over 

8-12 

months. 

N=1099; equal 

numbers in 4 

arms = control, 

1:1 peer 

support, group 

support and 

combined 1:1 

and group.  

Mean age 

equivalent in all 

groups 

65.2+9.3, 

duration of 

diabetes 6.5 

years with 

range of 3-12, 

HgbA1c 

7.4+1.3; no 

baseline data 

was reported in 

diabetes distress 

Diabetes 

improved 

significantly 

(6%) with the 

1:1 

intervention; 

there was no 

significant 

change in 

HgbA1c with 

any 

intervention.  

Note that the 

HgbA1c was 

well controlled 

at the initiation 

of the study.  

Individualize

d and  

personal 1:1 

support  

for older 

adults with  

T2DM  

decreases 

DD. 

Skelly, A., Carlson, 

J., Leeman, J., 

Soward, A., & 

Burns, D.  (2009).  

Controlled trial of 

nursing 

interventions to 

improve health 

outcomes of older 

African American 

women with 

T2DM.  Nursing 

Research, 58(6), 

410-418 

PMID: 

19851122 

To test the 

effectiven

ess of a 

symptom-

focused 

diabetes 

interventi

on with a 

focus on 

weight 

managem

ent and 

diet skills 

training. 

Randomized 

control trial 

with a 3-

group 

experiment-

al design 

over 9 

months. 

N=180 – 

equally divided 

into 3 groups: 

control (weight 

loss 

intervention), 

diabetes 

education 

intervention and 

diabetes 

education 

intervention 

with telephone 

booster.  

African 

American 

women with 

T2DM for at 

least 1 year; 

mean age of 67 

years with a 

mean 12 year 

duration of 

diabetes; mean 

HgbA1c of 8.3 

+ 1.6; mean of 

8.4 prescribed 

medications; 

mean of 8.2 

symptoms + 

4.1; median of 4 

complications 

HbA1c 

declined 

significantly in 

the whole 

sample 

(0.57%) with 

no differences 

between study 

arms.   

Symptom 

distress, 

perceived 

quality of life, 

impact of 

diabetes, and 

self-care 

activities also 

improved 

significantly 

for the whole 

sample with no 

significant 

differences 

between study 

arms. 

Providing 

patient  

education on 

self-care 

management 

has the  

potential for 

decreasing  

blood sugars 

and  

diabetes 

related  

symptoms. 
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Skinner, R., Khunti, 

K., Carey, M., 

Dallosso, H., Heller, 

S., & Davies, M.  

(2014).  Short report:  

educational and 

psychological issues 

stability and 

predictive utility, 

over 3 years, of the 

illness beliefs of 

individuals recently 

diagnosed with Type 

2 diabetes mellitus.  

Diabetic Medicine, 

31, 1260-1263 

DOI: 

10.1111/dme.12484 

To determine 

the stability of 

beliefs of 

patients with 

type 2 diabetes 

about their 

diabetes over 3 

years following 

diagnosis. 

Multi-

center 

cluster 

randomized 

control trial 

N=268; 

n=157 

intervention 

group 

receiving a 

structured 

diabetes 

education 

course 

within 12 

weeks of 

diagnosis, 

46% female. 

97% 

Caucasian, 

mean age 

59.4+ 11.5; 

n=111 

control 

group 

receiving 

traditional 

care, 43% 

female, 96% 

Caucasian, 

mean age 

61+ 12.1;  

Intervention 

group: 

Distress at 4 

months 

13.5+12.1 

and 3 years 

14.1+13; 

Control 

group: 

Distress at 4 

months 

12.8+12.8 

and 3 years 

13.5+13.7 

The perceived 

impact  

of diabetes on  

day-to-day  

life is associated 

with  

distress at 

diagnosis  

and 3 years later.   

This points to the  

demanding 

lifestyle  

pressures of 

T2DM  

as the 

determinants of  

well-being. 

Snoek, F., Kersch, N., 

Harman-Boehm, I., 

Hermanns, N., 

Kokoszka, A., 

Matthews, D., 

McGuire, B., 

Pibernik-Okanovic, 

M., Singer, J., deWit, 

M. & Skovlund, S.  

(2011).  Monitoring 

of individual needs in 

diabetes (DAWN 

MIND) study:  

baseline data from the 

cross-national 

diabetes attitudes 

wishes and needs 

study.  Diabetes 

Care, 34(3), 601-603 

PMCID: 

PMC3476905 

The purpose of 

this study was 

to test the 

feasibility and 

impact of a 

computer-

assisted 

Monitoring of 

Needs in 

Diabetes 

(MIND) 

procedure 

aimed at 

improving 

recognition and 

management of 

the 

psychological 

needs of 

diabetic patients 

in routine care. 

Multination

al 

prospective 

observation

al study 

Participant 

participation 

was 

multinationa

l, N=1,567, 

51.9% male, 

mean age of 

54.2 + 14.8, 

57% with 

T2DM and 

mean 

HgbA1c 7.9 

+ 1.4 

144 newly 

diagnosed 

with 

depression 

and 258 

newly 

identified 

cases of 

diabetes 

distress.  

There was a 

high 

prevalence of 

psychological 

morbidity in 

PWD across 

countries.  

There was a 

weak 

correlation 

between 

HgbA1c and 

emotional 

wellbeing. 

Blood sugar 

control  

might not be 

related to  

distress and 

depression.   

Many patients 

may have  

undiagnosed 

depression  

and/or distress. 
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Stuckey, H., 

Mullan,-

Jensen, C., 

Reach, G., 

Kovacs, K., 

Piana, N., 

Vallis, M., 

Wens, J., 

Willaing, I., 

Skovlund, S. 

& Peyrot, M.  

(2014).  

Personal 

accounts of 

the negative 

and adaptive 

psychosocial 

experiences 

of people 

with diabetes 

in the second 

diabetes, 

attitudes, 

wishes and 

needs 

(DAWN2) 

study.  

Diabetes 

Care, 37(9), 

2466-2474 

PMID: 

24973437 

To 

identify 

the 

psychoso

cial 

experien

ces of 

diabetes, 

including 

negative 

accounts 

of 

diabetes 

and 

adaptive 

ways of 

coping 

from the 

perspecti

ve of the 

person 

with 

diabetes. 

Qualitative 

study – 

open-ended 

survey 

questions; 

multi-

national 

scientific 

survey 

design 

developed 

by the 

Global 

DAWN2 

Survey 

Working 

Group using 

the person-

centered 

model for 

chronic care 

Participants 

from 17 

countries, 

N=8596, 57% 

male, 1,368 

T1DM and 

7,228 T2DM.  

T1DM mean 

age 41 (range 

31-52 years) 

years, mean 

duration of 

diabetes 21 

years (range 

11-34 years), 

71% with 

complications 

related to 

diabetes and 

47.6% men; 

T2DM mean 

age 59 (48-

65) years, 

mean 

duration of 

diabetes 8 

years (4-14), 

72.4% with 

diabetes 

related 

complications 

and 53.6% 

men 

PWD experience 

negative 

emotional 

reactions such as 

anxiety/fear, 

worry about 

hypoglycemia, 

complications of 

diabetes, 

hopelessness, and 

depression.  PWD 

experience 

discrimination at 

work and public 

misunder- 

standing about 

diabetes. 

There are negative  

emotions and  

experiences  

related to the  

experience  

of diabetes that can  

lead to distress  

and depression. 
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Tang, T., 

Funnell, M., 

Sinco, B., 

Spencer, M. 

& Heisler, M.  

(2015).  Peer-

led, 

empowermen

t-based 

approach to 

self-

management 

efforts in 

diabetes 

(PLEASED): 

a randomized 

controlled 

trial in an 

African 

American 

community.  

Annals of 

Family 

Medicine, 

13(1), S27-

S33 

PMID: 

26304969 

To compare a 

3-month 

diabetes self-

management 

education 

program 

followed by a 

12-month 

peer support 

intervention 

with a 3-

month DSME 

program 

alone in terms 

of initial and 

sustained 

improvement

s in hgbA1c.  

Secondary 

outcomes 

were risk 

factors for 

cardiovascula

r disease, DD, 

and social 

support. 

Randomized 

control trial 

N=106; 

n=54 

interventi

on group, 

32% 

male, 

mean age 

57+11.5 

years, 

29% 

moderate 

baseline 

DD, 7% 

high 

baseline 

DD, 

HgbA1c 

7.8+2.1; 

n=52 

control 

group, 

35% 

male, 

mean age 

56+11.3 

years, 

13% 

moderate 

baseline 

DD, 6% 

high 

baseline 

DD, 

HgbA1c 

8+1.6 

Support group 

attendance and 

number of contacts 

were correlated with 

the maintenance of 

lower DD at 15 

months (r=0.448, 

P=.009 and r=0.373, 

P=.03 respectively); 

there were no 

differences in 

glycemic control 

amongst the groups; 

the peer-support arm 

did experience 

improvements in 

CVD risk factors. 

Diabetes education  

offered in a peer  

support format is a  

viable approach to  

diabetes  

self-management. 
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Tovote, K., 

Fleer, J., 

Snippe, E., 

Peeters, A., 

Emmelkamp

, P., 

Sanderman, 

R., Links, 

T., & 

Schroevers, 

M.  (2014).  

Individual 

mindfulness

-based 

cognitive 

therapy for 

treating 

depressive 

symptoms in 

patients with 

diabetes: 

results of a 

randomized 

control trial.  

Diabetes 

Care, 34, 

2427-2434 

PMID: 

24913347 

To assess 

the efficacy 

of 

individual 

mindfulnes

s based 

cognitive 

therapy 

(MBCT) 

and 

individual 

cognitive 

behavior 

therapy 

(CBT) in 

comparison 

with a 

waiting-list 

control 

condition 

for treating 

depressive 

symptoms 

in adults 

with type 1 

or type 2 

diabetes. 

Randomized 

control trial 

with primary 

outcome 

measures of 

anxiety, 

depression, 

DD, and 

HgbA1c pre-

intervention 

and 3 months 

post 

intervention. 

N=94; no 

difference in 

baseline 

characteristics 

amongst the 

groups; male 

51%, mean 

age 53.1+11.8 

years, duration 

16.6+11.9 

years, 37% 

T1DM, 57% 

T2DM, 63% 

no 

complications 

Intervention 

showed 

significant impact 

on DD;  MBCT  

P=0.002, CBT 

P=0.004, WAIT 

P=0.79.  

Depression, 

anxiety and 

wellbeing scores 

also showed a 

significant 

impact;  no 

significant 

improvements in 

HgbA1c across 

the groups 

 

MBCT and 

CBT are  

effective 

intervention

s  

in treating 

DD and  

depression 

in PWD. 
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Vadstrup, 

E., Frolich, 

A., Perrild, 

H., Borg, E. 

& Roder, M.  

(2011).  

Health-

related 

quality of 

life ad self-

related 

health in 

patients with 

type 2 

diabetes:  

effects of 

group-based 

rehabilitatio

n versus 

individual 

counseling.  

Health and 

Quality of 

Life 

Outcomes, 

9(110), 1-8 

PMID: 

22152107 

To study 

the 

effectivene

ss of 

group-

based 

rehabilitati

on versus 

individual 

counseling 

on health-

related 

quality of 

life 

(HRQOL) 

and self-

related 

health in 

type 2 

diabetes 

patients. 

Randomized 

control trial on 

the 

effectiveness 

of a group 

based patient 

education 

program and 

an individual 

counseling 

program over 

6 months  

N=143; group 

based program 

n=70, 59% 

male, mean 

age 58.5+9 

years, duration 

of diabetes 6.7 

years (range 0-

37), 20% 

newly 

diagnosed, 

HgbA1c 

7.9+0.8; 

individual 

group n=73, 

44% male, 

mean age 

58+10.3, 

duration of 

diabetes 6.4 

years (range 0-

24), HgbA1c 

7.8+0.9 

Hyperglycemia 

and hypoglycemia 

distress decreased 

significantly after 

individual 

counseling than 

after group-based 

counseling 

(difference -0.3 

points, p=0.04), 

fatigue distress 

decreased 0.40 

points within the 

group based 

program (p=0.01 

and 0.34 points 

within the 

individual 

counseling group 

(p<0.01). 

Lifestyle 

interventions  

are an important 

part  

of diabetes 

management. 
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Van son, J., 

Nyklicek, I., 

Pop, V., 

Blonk, M., 

Erdtsieck, 

R., & 

Pouwer, F.  

(2014).  

Mindfulness

-based 

cognitive 

therapy for 

people with 

diabetes and 

emotional 

problems:  

Long-term 

follow-up 

findings 

from the 

DiaMind 

randomized 

controlled 

trial.  

Journal of 

Psychosoma

tic 

Research, 

77, 81-84 

PMID: 

24913347 

To 

examine 

the effects 

of a 

mindfulne

ss-based 

cognitive 

therapy 

interventi

on on 

emotional 

and 

diabetes 

distress 6 

months 

post 

interventi

on. 

Randomized 

control trial 

over a 6 

month 

period to 

evaluate the 

effectiveness 

on MBCT 

and TAU on 

emotional 

distress, 

diabetes 

distress and 

HgbA1c. 

N=139; MBCT 

n=70, 47% 

male, mean age 

56+13 years, 

74% T2DM, 

baseline 

HgbA1c 

7.5+1.2; TAU 

n=69, 54% 

male, mean age 

57+13, 65% 

T2DM, baseline 

HgbA1c 

7.6+1.2 

No significant 

between group 

differences 

found in 

HgbA1c and 

DD (p=.816 

and p=.034 

respectively); 

noted 

improvements 

in anxiety and 

depression 

(p<.001 both 

anxiety and 

depression) 

Baseline 

HgbA1c and  

DD scores 

showed  

HgbA1c well 

controlled  

and 

participants 

were  

not 

distressed;  

follow-up  

studies with 

distressed 

participants 

and/or  

poor blood 

sugar  

control  

may yield 

different  

results. 
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Wardian, J. 

& Sun, F.  

(2014).  

Factors 

associated 

with 

diabetes 

related 

distress:  

implications 

for diabetes 

self-

management

.  Social 

Work Health 

Care, 53(4), 

364-381 

PMID: 

24717184 

The 

purpose of 

this study 

was built 

on the 

work of 

Rubin & 

Peyrot 

(2001) 

and Snoek 

(2011) to 

further 

investigat

e the 

psychosoc

ial 

behavioral 

factors 

that are 

linked to 

distress. 

Cross-

sectional 

N=267 

participants 

with T2DM, 

56% females, 

mean age 

58+14 years, 

56% Caucasian, 

14% Hispanic, 

15% Asian, 

15% Pacific 

Islander, 9% 

African 

American, 2% 

Native 

American and 

5% other.  More 

than 70% of the 

participants had 

a HgbA1c of at 

least 7% and an 

average BMI of 

30.94. 

All 

independent 

variables 

included in the 

regression 

were 

significantly 

related to DD 

at the bivariate 

level.  Those 

factors 

associated 

with higher 

DD were 

younger age 

and high BMI 

(p<.05).  

Lower DD 

scores were 

associated 

with 

healthcare 

provider 

support 

(p<.01) and 

healthful 

eating (p<.05). 

Healthcare 

provider  

support has 

the  

potential to  

decrease DD. 
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Welch, G., 

Zagarins, S., 

Santiago-

Kelly, P., 

Rodriguez, 

Z., Bursell, 

S., Rosal, M., 

& Gabbay, R.  

(2015).  An 

internet-based 

diabetes 

management 

platform 

improves 

team care and 

outcomes in 

an urban 

Latino 

population.  

Diabetes 

Care, 38, 

561-567 

PMID: 

25633661 

To compare 

usual 

diabetes care 

(UDC) to a 

comprehensi

ve diabetes 

care 

intervention 

condition 

(IC) 

involving an 

internet-

based 

“diabetes 

dashboard” 

management 

tool used by 

clinicians. 

Parallel-

group 

randomized 

design with 

a five-visit, 

6-month 

intervention. 

N=399; IC 

n=200, 59% 

female, mean 

age 55.2+11.9 

years, Hgba1c 

9.0+1.5, 51% 

High DD, 41% 

Major 

depression; UDC 

n=199, 61% 

female, mean 

age 54.8+10.3 

years, HgbA1c 

8.9+1.4, 63% 

High DD, 33% 

Major depression 

Compared 

with UDC, 

more IC 

patients 

reached 

HgbA1c 

targets of <7% 

(15.8 vs 7.0%, 

P<0.01) and 

<8% (45.2 vs 

25.3%, 

P<0.001); 

lower DD with 

IC (40.4+2.1) 

as compared 

with UDC 

(48.3+2.0, 

P<0.01). 

The use of a 

diabetes  

specific 

dashboard  

that addresses  

medical and  

psychosocial 

aspects  

of T2DM 

treatment is  

effective in 

providing  

patient-centered,  

comprehensive, 

and  

efficient team 

care. 

Welch, G., 

Allen, N., 

Zagarins, S., 

Stamp, K., 

Bursell, S., & 

Kedziora, R.  

(2011).  

Comprehensi

ve diabetes 

management 

program for 

poorly 

controlled 

Hispanic type 

2 patients at a 

community 

health center.  

The Diabetes 

Educator, 

37(5), 680-

687 

PMID: 

21918206 

 

To evaluate 

the clinical 

usefulness 

of the 

Comprehens

ive Diabetes 

Managemen

t Program 

(CDMP) 

care model 

based on its 

impact on 

key diabetes 

outcomes 

and 

psychosocial 

adjustment. 

Parallel-

group 

randomized 

design with 

1 hour 

diabetes care 

visits over a 

12 month 

period – 

conducted 

by a 

bicultural/bil

ingual 

diabetes 

nurse and 

dietitian 

team. 

N=46; n=21 

control group, 

mean age 57.5+ 

9.5 years, 62% 

female, 76.2% 

depressed, 

44.3% DD, 

duration of 

diabetes 

13.8+7.7, 

HgbA1c 8.5+1.0; 

n=25 

intervention 

group, mean age 

54.4+10.4 years, 

68% female, 

56% depressed, 

54.2% DD, 

duration of 

diabetes 10.3+8, 

HgbA1c 9.0+1.2 

IC had 

significant 

improvement 

in HgbA1c  

(-1.6%+1.4% 

versus -

0.6%+1.1%, 

P=.01).  DD 

showed a 

greater 

improvement 

(P=.05). 

A culturally 

sensitive,  

and 

comprehensive  

diabetes care  

intervention for 

Hispanic patients  

with poorly 

controlled  

T2DM 

may be effective 

in  

decreasing DD 

and  

HgbA1c. 
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Author and 

citation 

Study 

Purpose 

Study 

Design 

Setting and sample Major findings Relevance 

of findings 

 
Wermeling, 

P., Janssen, 

J., Gorter, 

K., Beulens, 

J. & Rutten, 

G.  (2013).  

Satisfaction 

of well-

controlled 

type 2 

diabetes 

patients with 

three-

monthly and 

six-monthly 

monitoring.  

BMC Family 

Practice, 

14(107), 1-6 

PMID: 

23660331 

To 

determine 

the 

satisfaction 

of well-

controlled 

type 2 

diabetic 

patients with 

either three-

monthly or 

six-monthly 

diabetes 

monitoring 

and their 

personal 

preference. 

Survey and 

a 

randomized 

controlled 

patient 

preference 

equivalence 

trial. 

N=1905; not satisfied 

n= 171, male 64.9%, 

mean age 62.5+8.9 

years, comorbidities 

40.4%, duration 

5.6+3.3 years, DD 

score (PAID Scale) 

10.3+11.8; satisfied 

n=1734, 59% male, 

mean age 64.6+8.6 

years, comorbidities 

37.3%, duration 

5.9+3.7 years, DD 

score (PAID Scale) 

6.5+9.0 

Patients with 

higher DD were 

less satisfied with 

the monitoring 

frequency. 

Patient’s 

preferences  

Should be 

taken into 

account to 

increase 

patient 

satisfaction. 

Wilkinson, 

E., 

Randhawa, 

G., & Singh, 

M.  (2014).  

Quality 

improvemen

t in diabetes 

care, how 

holistic have 

they been?  

A case study 

from the 

United 

Kingdom.  

Internationa

l Journal of 

Equity 

Health, 

13(29), 1-9 

PMID: 

24731304 

To 

investigate 

patients’ 

experiences 

upon 

diagnosis 

and improve 

access to 

this element 

of care 

among 

diverse 

populations. 

Semi-

structured 

qualitative 

interviews 

N=47 participants with 

T2DM, 28 South 

Asian and 19 

Caucasian; South 

Asian mean age 50.6 

and Caucasian 63.3. 

45% reported 

unmet support and 

information needs 

at diagnosis; 17% 

of the participants 

felt they did not 

require any help or 

support with 

managing their 

diabetes because 

their general 

practitioner had 

provided 

comprehensive and 

efficient care.   

Providing 

support 

and 

education at 

the  

time of 

diagnosis 

and 

throughout 

the  

lifespan has 

the  

potential to 

decrease 

distress. 
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CHAPTER 3:  

The Symptom Experience of Older Adults with Type 2 Diabetes and Diabetes Distress 

Among health care challenges in the United States, the epidemic of diabetes is a leading 

concern, and affects over 29 million people, 9.3% of the population (1).  Moreover, the 

prevalence of diabetes shows no sign of abating: by 2050, the proportion of people in the U.S. 

with diabetes, currently one-eighth of the population, is projected to double or even triple (2).  

Not surprisingly, diabetes imposes a major burden on the nation’s health care system.  In 2009, 

5.5 million hospital inpatients were discharged with a diabetes diagnosis, listed as either a 

primary or secondary diagnosis; diabetes was the primary diagnosis for 12% (688,000) of these 

discharges (1).  The Center for Disease Control and Prevention (CDC) reported that in 2009, the 

direct and indirect costs of diabetes in the United States were $245 billion.  

Leading factors in the growth of the diabetes epidemic are an older, more diverse 

population and longer lifespans (2).  Correspondingly, age is also a factor in diabetes-related 

health care utilization.  According to the CDC, in 2009, almost two fifths (38.5%) of those with 

diabetes (11.2 million people) were older adults (1).  In 2010, adults 18 years of age or older 

with diabetes accounted for approximately 12 million emergency department (ED) visits (i.e., 

9.4% of all ED visits) (3).  Of these visits, older adults (65 years of age or older) accounted for 

the largest proportion (43.6%); this age group also has the highest per capita rate of diabetes-

related ED visits (1,307 per 10,000 US population) (3).  Older adults also accounted for a greater 

proportion of diabetes-related ED visits that resulted in hospitalization (3).  Potentially 

preventable diabetes-related hospitalizations occurred 2.6 times more often among older adults 

than among younger adults, and long-term diabetes complications were the most frequent reason 

for diabetes stays (3).  
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Diabetes in older adults is linked to higher mortality, reduced functional status, and an 

increased risk of institutionalization (4). Older adults with type 2 diabetes have a greater 

prevalence of comorbidities than do younger adults and this older age group may be at a greater 

risk for developing diabetes-related distress (DD).  Researchers have hypothesized that DD is a 

barrier to effective blood sugar control and increases the likelihood of diabetes-related 

complications (8, 10).   

DD, which results from the unique emotional burdens of living with diabetes, is 

characterized by worry, frustration and burnout (8).  These emotions associated with DD are 

often related to concerns about getting proper treatment or communicating with health care 

providers (8).  In this regard, DD is viewed as a predictable emotional response to adverse or 

unpleasant stressors (9) and to the threat of a life-changing illness (8).  This affective state 

impacts as many as 40% of people diagnosed with diabetes and has been shown to increase in 

symptomatic severity over time (10).  Indeed, the emotional adjustment to the daily demands of 

diabetes management can be physically and psychologically draining, and DD is in some cases 

concurrent with depression.   

Researchers have hypothesized that DD is a barrier to effective blood sugar control and 

increases the likelihood of diabetes-related complications (8, 10).  There is evidence that people 

with type 2 diabetes who are experiencing DD may be less likely to take medications to lower 

blood glucose and as a consequence may be more likely to have hyperglycemia (8).   DD is also 

strongly correlated with elevated HgbA1c (10).  

Prior research has suggested that in older adults with diabetes, symptoms such as fatigue, 

hypoglycemia, and neuropathic pain contributed to DD (6, 10, 14, 19, 27, 29-33).  However, a 

focused examination of the symptom experience of this population has not been conducted.  The 
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aim of this study was to identify from the participants’ perspectives, symptoms, and co-occurring 

symptoms, that are particular to older adults with type 2 diabetes and elevated DD. The long-

term aim is to identify clinical treatment approaches that might more successfully address the 

difficulties experienced by older adults in their diabetes self-care.  The goal of this work is to 

improve health care provider understanding of the symptoms experienced by older adults with 

type 2 diabetes and DD.  

Research Design and Method 

The research design and method were guided by interpretive phenomenology (IP) (21).  

Interpretive interviews were designed to investigate the everyday health and general life 

experiences of being an older adult with type 2 diabetes.  We sampled individuals with elevated 

DD in-order to identify specific difficulties experienced by this population in managing their 

disease. 

Sample inclusion criteria included being diagnosed with type 2 diabetes, being at least 65 

years of age, and having moderate or greater DD.  Exclusion criteria included conditions that 

precluded participation in open ended interviews.  DD was assessed using the Diabetes Distress 

Scale (DDS), a 17-item scale that assesses four dimensions of distress: emotional burden, 

regimen distress, interpersonal distress and distress with physician (23-25). The overall scale has 

demonstrated good internal consistency (Cronbach’s alpha=.92) (23). 

A convenience sample was recruited by flyers that were posted at local senior community 

centers in Contra Costa County, California (n = 8; number of participants recruited from senior 

centers) and through snowball sampling (n = 3; number of participants recruited from snowball 

sampling).   Additional participants were recruited at a Veteran’s Administration Northern 

California Health Care System (VANCHCS) site in Martinez, CA, where the first author, a 
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certified diabetes educator, invited participation for persons meeting the study criteria (n = 5; 

number or participants recruited from the VANCHCS).  Potential participants were screened in-

person or by phone to confirm their age, diagnosis, DD level and willingness to participate in 

two interviews that would last 1-2 hours each.  The DDS was administered verbally and scored 

with an overall average score of 3 or greater (indicating moderate distress) (23) as established 

eligibility.   

 Data collection included two 1:1 semi-structured interviews that were audio recorded and 

then transcribed, a demographic questionnaire, and the Patient Health Questionnaire-9 (PHQ-9) 

to assess depressive symptoms.  Symptom management theory (SMT) was used to design some 

open-ended interview questions.  SMT proposes that symptom management has three 

interrelated dimensions:  symptom experience, symptom management strategies, and symptom 

status outcomes (11).  Following SMT, participants were asked specifically about how diabetes 

interfered with 1) their ability to take care of things that are important to them, 2) their capacity 

to interact with family and friends, 3) their management of diabetes in partnership with their 

doctor, and 4) feelings in their body that they interpreted as being due to diabetes.  As well, 

participants were asked to provide positive and difficult narratives about their experiences in 

living with and caring for their type 2 diabetes. 

 At the end of the first interview, participants completed the PHQ-9 depression scale to 

determine whether, in addition to DD, participants had depression.  The PHQ-9 is a nine-item 

depression scale based on the nine diagnostic criteria for major depressive disorder (Cronbach’s 

alpha=.89) (26).   

 Throughout the interview process, attention was paid to rigor by: 1) offering and 

checking on interpretation to confirm understanding of the participant’s experience; 2) detailed 
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notes on the participant’s non-verbal communication, appearance and environment; 3) detailed 

reflections and perceptions of the first author.  This process augmented the study’s validity. The 

study was approved by the University of California, San Francisco and the VANCHCS IRB.  All 

participants completed a signed written consent and received $25 in cash or as a gift card after 

each interview. 

 Using the transcribed text of the interviews, narrative and thematic analyses were 

conducted. The text was coded for thematic codes (using the Atlas-ti software program), for this 

manuscript, codes specific to symptoms and diabetes management challenges were analyzed.  

Complete text from the five most frequently occurring symptom codes were examined: fatigue, 

hypoglycemia, diarrhea, pain, and loss of balance and falling.  Participants’ reflective discussions 

and narratives of the experiences and challenges were analyzed; this analysis included over 300 

pages of text.  For each participant, the analysis was conducted with an awareness of their living 

situation, complications, length of diagnosis and emotional reactions.    

Results 

Sample.  Sixteen individuals participated in this study, 7 men and 9 women.  Two men 

and 6 women were recruited from community sites, 3 women were recruited by snowball 

sampling and 5 men were recruited from the VANCHCS.  In this sample women on the average, 

were older than men (81.5 + 3.5 versus 68.8 + 3.1 years, P < .001). Nine of the participants were 

widowed or divorced, six were married and one was single, never married (see Table 1). 
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Table 1.  Demographic and clinical characteristics of study participants, N=16. 

 

 

Characteristic 

Men 

n=7 

Women 

N=9 

t-test 

p-value 

 Mean SD Mean SD  

Age 68.9 3.09 81.5 3.5 <.001 

Pill Burden 12.0 6.3 12.0 6.1 1.000 

Years Since 

Diagnosis 

11.0 16.1 17.0 18.0 .501 

Diabetes 

Distress Score 

3.8 0.9 3.5 0.6 .320 

PHQ-9 9.5 2.1 4.8 1.2 <.001 

      

  

Frequency 

 

Percent 

 

Frequency 

 

Percent 

Chi-square 

p-value 

Marital Status:     .401 

Married 3 42.9 3 33.3  

Divorced 4 57.1 3 33.3  

Widowed 0 0.0 2 22.2  

Single 0 0.0 1 11.1  

      

Insulin 3 42.9 0 0.0 .063 

      

Complications:      

Cardiovascular 2 28.6 1 11.1 .550 

Nephropathy 1 14.3 1 11.1 1.000 

Neuropathy 5 71.4 2 22.2 .126 

      

Parent with 

T2DM 

3 42.9 5 55.6 1.000 
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Considering clinical status, men in this study were more likely to experience depression 

than were the females (PHQ-9 scores 9.5 + 2.1, 4.8 + 1.2, P < .001).  Also. the men from the 

VANCHCS sample had higher scores on the PHQ-9 than the men in the community sample 

(13.6 + 7.2 versus the males in the community who had a PHQ-9 mean score of 0.5). The groups 

did not differ in their DDS scores.  Women had been diagnosed with diabetes for a longer period 

of time than men (17 + 18, 11 + 16.11 years); men were more likely to require insulin for blood 

sugar control; and neuropathy was the most frequently reported complication and reported more 

often by men.   

Symptom Burden 

This sample of older adults with type 2 diabetes and diabetes distress reported a 

substantial amount of symptom burden.  Symptoms that were most frequently reported were 

fatigue, hypoglycemia, diarrhea, pain and loss of balance and falling. The following discussion 

of symptoms as described by participants are presented in order of descending frequency. 

Fatigue. Twelve participants described being tired or fatigued. For many, tiredness and 

fatigue were exacerbated by the disrupted sleep patterns.  As one of the participant’s commented, 

“[I feel] sleepy.  That’s because I don't get enough sleep at night.”   Many of the participants who 

reported that they were unable to complete tasks and described this in terms of “laziness”.  They 

were frustrated with this inability, as one of them attested: 

“The fatigue is just overwhelming.  If I want to clean the house or something, I  

have to take the little energy bottles, so that I have enough to get through a room. 

It’s so hard to explain, but it’s like being sick with the flu but without the sinus  

headache.  Your body just aches and is just worn out just from waking up.”   

For participants who lived with partners, this inability to complete tasks caused 
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disruption, tension, and quarrels.  Some participants said that their partners did not appear to 

understand that their sedentary behavior and fatigue were a symptom of diabetes.  For 

participants who did not live with partners, the fatigue was overwhelming.  As one such 

participant explained: 

“I have a lot of stuff that I need to do, paperwork to go through, and I  

wanted to go through a lot of photographs.  Well I’ve been doing that okay but the  

paperwork and hanging out clothes or changing from winter to summer, I just  

can’t do it.  I’m just stuck.”  

One participant described his fatigue as resulting from what he had eaten: 

  “But I didn’t realize that every time I eat, especially when I eat something  

good and too much, I’m really tired.  I just don’t want to move.”   

One of the participants described the constant self-management of diabetes as the cause 

of her tiredness:  

“I was looking at the clock.  It’s time for me to check my blood, time for me to 

inject.  Wait a minute, do I have to eat first or whatever?…. Sometimes I don’t  

feel good.  I just…I feel tired.  I feel heavy.”   

For many, their symptoms of fatigue and tiredness inhibited engagement in  

physical activity and increased engagement in sedentary behaviors such as watching television 

and reading. For some participants, at various times the fatigue and tiredness were precipitated 

by blood sugar elevations, chronic pain, or lack of sleep, or resulted from the strain of coping 

with both diabetes and comorbidities. 

Hypoglycemia.  Ten of the participants reported symptoms of hypoglycemia.  Efforts at 

improving blood sugar control, increasing the intensity of blood sugar lowering medications, and 
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eating lighter meals (or skipping meals) increased the likelihood of experiencing hypoglycemia.  

Some participants reported severe incidents of hypoglycemia that caused falls and decreased 

level of consciousness but, even moderate incidents of hypoglycemia, were remarkable.  One 

described symptoms of hypoglycemia in graphic terms: 

“I thought I was going to die. Literally I thought it was so painful in my head  

that I thought I was going to lose it.  I had to sit down in this shop and they rang  

for an ambulance for me”. 

This same participant said, “It made quite an impression on me because I thought that my 

judgment day had come.”  Another participant described his hypoglycemic events as:  

“Like you’re going to faint or you need to have food right away.  Basically it’s like you cannot 

coordinate your thoughts really well….You just lose concentration of [sic: read “on”]what to do 

next.  Now I feel a vulnerable side.”   

Other participants described their hypoglycemic experience as “shaking like a bowl of 

jello,” “lightheadedness,” and “extreme hunger.”  The incidents usually happened after a delay in 

meals and often led to eating large amounts of carbohydrates to relieve their symptoms.  Such 

responses, while understandable, are not optimal responses to such an event.  

The experience of these hypoglycemic events were described as traumatic, scary and 

frightening and seemed to lead to an increased sense of vulnerability.  Participants reported that 

their being older with type 2 diabetes, suffering from pain, having balance and falling problems, 

and being constrained to sedentary behaviors, heightened their sense of vulnerability-particularly 

for those who lived alone.  

Diarrhea.  Eight participants experienced diarrhea; frequency, explosiveness and odor 

were described as having a huge impact on their quality of life. One participant described her 
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diarrhea as occurring at least six times throughout the day. Gastrointestinal symptoms interfered 

with the ability to engage in community activities and many participants described searching for 

bathrooms ahead of time when they ventured outside of their home and experienced 

incontinence. “If I had the feeling that I got to go to the bathroom well I was too late.  I have left 

shorts in all the bathrooms all over California.”   

One of the participants said the frequency of diarrhea interfered with his work. Not 

wanting to disclose his condition to his supervisor, he tried to time his bathroom breaks to 

coincide his supervisor’s lunch hour.  However, his symptoms were often so severe that his work 

was interrupted in the afternoon. 

“My abdomen starts really hurting bad so I have to end up [finish using the toilet] 

hopefully before my supervisor gets back from lunch.  He gets back around 11 so  

usually I’m somewhere in there [in the bathroom].  Then in the afternoon if it’s  

still there, it affects me.”   

His supervisor commented to his coworkers, “If I want to know where [participant] is, I 

just go into the bathroom and look under the stalls and look at the shoes.”  Some of the 

participants indicated that they took Imodium (Loperamide) frequently and some also had started 

to wear incontinence pads. 

Gastrointestinal symptoms also prevented engagement in social and physical activities.  

One of the participants no longer went on hikes because she always needed to be near a 

restroom.  Other participants found that sitting down helped to decrease the frequency of the 

diarrhea.  As one participant disclosed, “It prevents me from going certain places that I want to 

go.  Now, as I’m sitting down, it’s fine.”   

Health care providers continued to increase the metformin dosage despite objections from 
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the participants because of their gastrointestinal symptoms. 

“The doctors would say, “We’re going to give you four in the morning.”   

I’d say, “No, you don’t understand.  I have explosive diarrhea.  Not just loose stool.   

I really have problems with it.” 

 Participants also self-modified their metformin dosing. One participant said: 

“Yeah, I had a lot of problem with that when I was at [a healthcare organization].   

The doctor tried to get me on four tablets in the morning.  I would have terrible  

diarrhea so I cutback to two because I was okay on two pills but when I went to  

four pills, it was really bad.”   

Another participant said,  

“Only recently, just the last two months, the last one [HgbA1c] was 7.1, 

she check [sic] and tried to change (the metformin) but after she changed, I didn’t  

listen.  I didn’t change it, because I didn’t want more diarrhea so, I didn’t change it.   

Then I just watched my food.”   

Another participant spoke about his diarrhea with his health care provider.  The 

participant indicated that the health care provider corrected the problem by prescribing an 

antidiarrheal medication without checking to see if the patient was taking metformin.  

One participant described that the potential for diarrhea was a cause of anxiety: 

“It is always working my mind because I would always have it on my mind,  

like when is it going to get to me?  You know?”  Another participant had a similar emotional 

response, “Yeah.  It is frustrating and it’s disappointing.  I like to do these things.   

It’s like, “Oh, please.  I don’t have time for this.   I don’t have time to be sick.”  Participants 

noted that their having diarrhea at inopportune times made participating in outdoor activities 
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(e.g. walking) challenging and increased their tendency to stay home and watch television or 

read.  

Pain.  Neuropathic pain was reported by seven participants who described “tingling,” 

“burning,” “numbness,” “aches and pains like the flu.” Neuropathic symptoms were described as 

“crawling” sensations on their lower extremities; feelings of “electricity” or “bugs.” Many 

described sensations of “walking on cobblestones,” “thick calluses on your fingertips and toes,” 

“a squeezing sensation in the feet,” or of “wearing shoes when lying in bed.”  For some 

participants, the pain and discomfort became more pronounced at night and disrupted their sleep.  

Many of the participants were taking pain medication as part of their treatment regimen but the 

medication did not resolve the pain. As one participant noted, living with the pain was mentally 

and physically tiring: 

“All the medicine I take, that makes it where I can tolerate the pain and stuff,  

but still that’s a nuisance.  Tiring and pain.  Be nice if it went away.” 

Pain was associated with comorbidities such as arthritis causing hip pain and back pain, 

pain from knee replacements, torn rotator cuffs and a stretching pain from swollen feet.  One 

participant described the pain from swollen feet as, “creeping up to my knees where the veins are 

dying off.” 

In addition, participants reported pain due to managing diabetes as a chronic condition 

(e.g., frequent blood glucose monitoring with frequent finger sticks).  One participant remarked, 

“It takes, what, seconds to do, but it just seems like such a pain in the butt  

to do.  Sometimes like I said, if they put me under a high-powered scope I feel 

like my pores are reversed because of all the fingers I used.” 

For these participants, the experience of pain significantly diminished their quality of life.  
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The chronicity of the pain experience generated a sense of “tiredness” and resulted in difficulties 

with ambulation and sleep.  Pain medication interventions resulted in complicated treatment 

regimens that did not always relieve the pain.  

Loss of Balance and Falling.  With older adult participants, loss of balance and falling 

diminished safety and limited ambulation.  In describing his experience of loss of balance, one of 

the participants noted: 

“I have to use hand rails to the stairs.  That’s a must.  Or [my girlfriend’s] shoulder.  

Getting up too fast, just have to sit right back down.  Turning one direction and other 

when a doctor wants me to turn your head and forget it.  You’re shaking up like a snow 

globe.  That’s the way your mind feels, like a snow globe.  A lot times to get your 

balance, to get your thoughts.  Just to regain one’s self.  I just have to pause and wait for 

the clarity, be it the balance or dizziness, the lightheadedness, whatever.  You just wait 

for that snow globe to settle down.”  

This participant experienced persistent instability that significantly affected his  

diabetes. In describing falls at home, the participant recalled, “One time, I knocked  

myself out and the boys [the participant’s grandsons] were calling 911….”  

Another participant moved to an assisted living environment because of her falling 

history. She described a recent fall outside of her home: 

“I’ve had some falls.  In June, I had a pretty serious one.  I tripped on a bump in  

a parking lot after a restaurant visit and hit my forehead without using my  

hands to stop the fall.  Because of the Plavix, I was bleeding everywhere  

and so we called the ambulance.”  

Many experienced falling inside or outside the home.  One of the participants recounted 
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an experience of falling at her physical therapy appointment: 

“She [referring to physical therapist] stabilized me and everything was fine.   

I walked out and just by the door, I fell down.  I got very dizzy suddenly.   

There was nothing to grab onto and boy do I go down.”   

Falling often occurred quickly and with no warning. “It’s amazing  

how fast you go down.  It just came and down I went.  There’s no advance warning.” 

Some noticed more difficulties at night or when first getting out of bed in the morning.  One of 

the participants, who lived alone, recounted getting up in the middle of the night to urinate: 

“Mostly at night but maybe because during the day, it's just part of getting  

up and about….When taking my little pills, bladder control pills, I can get by  

with once or twice a night, especially if I am tired.  If I am not tired, it goes to  

three or four….I get up, put my feet on the floor, take a step or two and I have  

to put myself together.”   

Some participants noted that their medications caused dizziness; one indicated  

that he needed to have items arranged around him as a routine to decrease clutter and his risk of 

falling: 

“Everything is where it’s supposed to be.  So that I know if I get out, I walk this  

way and right through that door.  I don’t have all the stuff cluttering.  I have to  

watch it that I don’t hit my toes on the bed.  I have a plan.” 

Many of the participants became fearful of ambulation because of their experiences with 

falling and lack of balance. Pain and neuropathy also contributed to balance issues and walking 

on rocky or uneven surfaces increased the risk of falling.   
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Discussion 

The aim of this study was to identify from the participants’ perspectives, symptoms, and 

co-occurring symptoms, that are particular to older adults with type 2 diabetes and elevated DD. 

Among this group, the most prevalent symptoms were fatigue, hypoglycemia, diarrhea, pain, loss 

of balance and falling. As a result of these diabetes related symptoms, the participants 

experienced substantial loss of independence, decreased quality of life, and a constrained social 

life due to restricted activities.  

Fatigue negatively impacted the daily capacity of these participants to participate in 

activities and this resulted in frustration and strained interpersonal relationships. Previous 

research on adults with type 2 diabetes has shown significant correlations among fatigue, 

HgbA1c, depression, diabetes symptoms and DD (14).  The participants in this study indicated 

that fatigue was influenced by pain, fear of falling and diarrhea; these symptoms may have 

increased the participants’ risk of a loss of independence and contributed to their DD.  

Maintaining physical activity is an important aspect of blood sugar control and exercise is one of 

the four-cornerstones of diabetes care in diabetes management (2).  Sedentary behaviors may 

lead to the loss of muscle mass; this loss can result in increased insulin resistance, blood sugar 

elevations and an increased risk for falls and balance issues (12).  In addition, fatigue in diabetes 

may be related to wide variations of hyperglycemia or hypoglycemia and psychological factors, 

such as depression or diabetes distress (36).  

Another factor to consider are the potential side effects of medications used for the 

treatment of neuropathic pain such as gabapentin. Gabapentin is an antiepileptic medication that 

has shown to be an effective treatment for neuropathic pain but may cause fatigue, increase the 

risk of imbalance, bone loss, falls and fractures (38). The causes of fatigue in older adults can be 
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multifactorial therefore, assessing for hyperglycemia, sleep habits and sleep hygiene, inactivity 

and polypharmacy are key factors in the evaluation of fatigue. 

Diarrhea symptoms prevented engagement in activities inside and outside of the home, 

were embarrassing and frustrating, and increased participants’ tendency to stay home rather than 

venture out for shopping or social activities in public. Metformin use was a key causal factor for 

diarrhea and some of the older adults in this study were self-adjusting or omitting the medication 

because of the diarrhea. Such medication self-management likely resulted in an increase in blood 

sugars from insufficient medication and a decrease in activity due to fear of diarrhea, which in-

turn, perpetuates DD.  It is unclear why healthcare providers offered metformin only in the 

standard form rather than in a time-released form.  Perhaps some formularies do not include the 

time-released form, or providers were concerned about the higher cost. Some health care 

providers complicated treatment regimens by adding anti-diarrhea medications or by not 

addressing the diarrhea symptoms at all.   

Metformin is the first line therapy, along with lifestyle modification for most people with 

type 2 diabetes, as recommended by multiple international guidelines (39). The mechanisms of 

gastrointestinal intolerance associated with metformin use is poorly known but comorbidities, 

genotype variabilities, and polypharmacy are considered to be contributing factors to metformin 

tolerance (39).  Older adults may be more likely to experience diarrhea and other gastrointestinal 

disturbances as a result of metformin.  To date there has been a lack of published research on 

older adults who are prescribed metformin and experience diarrhea.  

Hypoglycemic events felt life threatening and resulted in preventable emergency room 

visits.  Previous research on hypoglycemia in older adults has shown high levels of fear related 

to hypoglycemia, low psychological wellbeing and high levels of diabetes related distress (27).  
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This same research has shown that while older adults are more at risk for hypoglycemia, they are 

unaware of hypoglycemia prevention and optimal treatment (27).  Optimal treatment to 

hypoglycemia is to follow the “rule of 15” which consists of, checking blood glucose, treating a 

blood glucose level under 70 mg/dl by consuming 15 grams of carbohydrate, wait 15 minutes, 

then recheck the blood glucose level and repeat the treatment if hypoglycemia persists (37).   

The greater risk of hypoglycemia resulting from the use of sulfonylureas and insulin (34) is an 

important aspect of providing care to older adults and should be a center-point in providing 

diabetes education to this vulnerable group. Combining the symptoms of fatigue, diarrhea, and 

loss of balance and falling with the vulnerability of hypoglycemic events can increase DD, 

complicate blood sugar control and increase the risk of injury from falls or loss of consciousness 

(27).   

Pain interfered with sleep, restricted ambulation and diminished enjoyment of life. 

Evaluating the cause of pain in older adults and developing an effective treatment plan, 

especially for neuropathic pain, is an important aspect of preventing DD. Previous research has 

shown that addressing pain symptoms and their causes is an important aspect of providing care 

to adults with type 2 diabetes and preventing DD (15); older adults with type 2 diabetes and 

poorly controlled diabetes-related symptoms, including physical pain, may be more prone to 

experience DD (15). The increased pill burden associated with the treatment of pain, may also 

increase regimen distress, an aspect of DD measured in the DDS (23-25).  As people with type 2 

diabetes grow older, their experience of pain may become more complex because of accumulated 

comorbidities and injuries that increased the type, frequency and severity of the pain (4, 8, 10, 

13-20).    
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Many of the participants in this study were fearful of falling and thus became more 

sedentary.   The loss of balance may have been due to neuropathy; in older adults with diabetes, 

peripheral neuropathies are especially troublesome because of the harmful effects on stability, 

sensorimotor function, gait, and activities of daily living (28). Previous research has shown that 

older adults with type 2 diabetes are at greater risk for falls and the fear of falling resulted in 

slower ambulation and reduced stride lengths (35); older people with diabetic peripheral 

neuropathy have a greater degree of risk for falling when walking on irregular surfaces, even if 

they adopt a more conservative gait pattern (40).  

  Decreased ability to ambulate safely results in more sedentary behaviors, which can 

perpetuate DD, increase blood sugars, and further increase the risk of falling.  Fear of falling 

contributed to a sense of loss in independence and had the potential for increasing DD.  Fear of 

falling appeared to decrease the frequency of ambulation, which then could have a negative 

effect on diabetes by increasing insulin resistance and blood sugars.   

Symptoms that co-occurred together most frequently were hypoglycemia and pain, with 

six of 11 participants reporting both symptoms. The symptom of being fatigued most often 

occurred with balance and falling; nine of 12 participants reporting fatigue, also reported poor 

balance.  Addressing these symptoms would likely decrease the severity and prevalence of DD 

along with improving diabetes-related outcomes.  

Impact to Health Care Providers 

The long-term aim of this study was to identify clinical treatment approaches that might 

more successfully address the difficulties experienced by older adults in the diabetes self-care.  

Intentional treatment of the particular vulnerabilities of older adults with diabetes has the 

potential to markedly improve their quality of life.  Narratives revealed that some health care 
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providers missed opportunities to address diarrhea symptoms. Providers would benefit from 

knowing that diarrhea is a frequent symptom of older adults with type 2 diabetes. Evaluating the 

medication regimen of older adults with type 2 diabetes, particularly regarding metformin, would 

likely improve diarrhea and blood sugar control.  

Clinicians of older adults with type 2 diabetes have myriad opportunities to teach about 

hypoglycemia avoidance and treatment.  Topics to be emphasized include the timing of 

sulfonylurea medications and/or insulin in relationship to meal, importance of not skipping or 

delaying meals and the importance of keeping glucose tablets handy.  Instruction about the 

appropriate amount of carbohydrate to treat hypoglycemia is also warranted.  

The risk for loss of balance and falling is pronounced in older adults with type 2 diabetes 

(40). Discussions between healthcare providers and patients on their risk for falling, experiences 

of imbalance and providing interventions to prevent their occurrence may likely decrease DD, 

improve blood sugar control, enhance quality-of-life and independence. 

Limitations and Implications for Future Research 

The study’s primary limitation was the limited number of informants who illuminated the 

special challenges of increasing age and diabetes symptoms.  The list of symptoms experienced 

may not be complete, but does bring novel understanding of challenges faced by this population.  

Future studies including investigations of the perspective of health care providers for older adults 

with type 2 diabetes and the partners or caregivers of older adults with type 2 diabetes may 

provide further illumination and a deeper understanding of the experience of being an older adult 

with type 2 diabetes and DD. In addition, future studies on the use of metformin with older 

adults who have type 2 diabetes and gastrointestinal disturbances could provide insight on best 

practices for medication therapy and decrease DD; future studies on improving safe mobility for 
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older adults with type 2 diabetes may improve quality-of-life, decrease DD and improve 

diabetes-related outcomes in older adults with type 2 diabetes. 

Type 2 diabetes is an epidemic that will likely continue to increase within the population 

of older adults.  DD may be more likely in older adults given that they typically have more 

comorbidities and complicated treatment regimens.  Improving the knowledge of healthcare 

providers regarding the lived experience of older adults with type 2 diabetes and DD may 

potentially improve both health care and outcomes for older adults with these complications and 

costly health conditions. 
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CHAPTER 4:  

The Lived Experience of Older Adults with Type 2 Diabetes and Diabetes Distress 

Diabetes is a growing epidemic. By 2050, the current proportion of Americans with 

diabetes, 1 out of 8 individuals, is projected to double or even triple (1).  Two contributors to the 

diabetes epidemic are an older, more diverse population and longer lifespans (1).  According to 

the CDC, in 2009, 38.5% of those with diabetes will be 65 years of age or older (11.2 million 

people) (2). Diabetes in older adults is linked to higher mortality, reduced functional status, and 

an increased risk of institutionalization (3). Older adults with type 2 diabetes mellitus (T2DM) 

have a greater prevalence of comorbidities than do younger adults and this older age group may 

be at a greater risk for developing diabetes-related distress (DD; also referred to as “diabetes 

distress”).  Researchers have hypothesized that DD is a barrier to effective blood sugar control 

and increases the likelihood of diabetes-related complications (4, 5).   

DD is defined as the unique emotional burdens and worries associated with managing a 

severe, demanding chronic disease like diabetes (28). DD is common and impacts as many as 

40% of people with diabetes (5).  DD has been associated with poor glycemic control, poor self-

care, low diabetes self-efficacy, depression and poor quality of life (5, 27). The likelihood of 

developing and intensifying DD increases overtime (5).  Therefore, older adults may be at a 

greater risk for developing DD and experiencing a higher intensity of DD.  

There are many factors which contribute to the incidence of diabetes in older adults. 

There are age-related changes in carbohydrate metabolism such as changes in glucose-induced 

insulin release and increased insulin resistance (25).   Older adults with a family history of 

diabetes are more likely to develop the disease as they age (25).  Older adults who are obese and 

who have increased visceral adiposity from diets high in saturated fats, low in complex 
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carbohydrates and who are inactive, are more likely to develop diabetes (25). Visceral fat 

increases over 200% in men and 400% in women between the 3rdand 7th decades of life (27).   

Weight gain, loss of muscle, and a shift from peripheral to central fat patterns contribute to the 

increase in visceral adiposity and type 2 diabetes (27). 

 The risk of macrovascular complications such as cardiovascular disease, cerebrovascular 

disease, and peripheral vascular disease is doubled in older adults with diabetes when compared 

with controls without the disease (25). The principal cause of death in elderly patients with 

diabetes is cardiovascular disease.  However, the role of diabetes in cardiovascular mortality is 

understated because diabetes is often not listed as a contributing cause of death (25). Elevated 

blood sugars, duration of diabetes, hypercholesterolemia, and hypertension increase the 

likelihood of microvascular complications (25). People with diabetes have worse quality of life 

and a greater number of chronic diseases than do age-matched controls without diabetes (3, 25-

26). Diabetes is one of the strongest predictors of functional decline in longitudinal studies and 

older adults with diabetes use almost twice as many inpatient and outpatient resources as elderly 

people without diabetes (25).   

Older adults with diabetes have a higher incidence of depression and impaired cognitive 

function when compared with age-matched controls without diabetes (25). Depression in older 

adults with diabetes increases the risk of hospitalization and death (25). The changes in cognitive 

and affective function are closely correlated with lipid, blood pressure, and blood sugar 

elevations (25).  

Older adults with diabetes are living longer and will be using an increasing 

amount of health care resources in the next several decades.   Diabetes in older adults may 

become the most costly and complicated epidemic of the 21st century (25). Two of this study’s 
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aims were to (a) explore the lived experience of older adults with type 2 diabetes and DD and (b) 

interpret dimensions of morale that are unique to diabetes management behaviors and glucose 

regulation in older adults with type 2 diabetes and DD.  Increasing the understanding of this 

complicated group of older adults will likely provide insight on successful clinical approaches 

and improving the collaboration between the health care provider and the older adult with type 2 

diabetes. 

Research Design and Methods 

The phenomenological study described in this paper used interpretive comparative  

interviews to investigate the experiences of being an older adult with type 2 diabetes and DD 

(16). In study interviews, participants’ (N = 16) described their everyday challenges with 

diabetes management.  Theses narratives were then analyzed to identify themes related to self-

management of diabetes.  It is hoped that a better understanding of these self-management 

themes may be useful in informing the design and modification of clinical approaches and 

treatments.  Improving diabetes-related treatments and approaches for older adults with type 2 

diabetes may in turn lead to decreases in DD, blood sugar levels, the likelihood of diabetes 

related complications, and hospitalizations and may thereby improve quality of life.  

Sample inclusion criteria were having type 2 diabetes, being at least 65 years of age, and 

having a Diabetes Distress Scale score of at least 3 (a moderate score for DD) (15).  Exclusion 

criteria included conditions that precluded participation in open ended interviews.  Twenty-four 

older adults with type 2 diabetes were screened for this study and 16 met the inclusion criteria. A 

convenience sample was recruited from local senior communities and centers in Contra Costa 

County, California by flyers (n = 8; participants from the community), from the Veteran’s 
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Administration Northern California Health Care System (VANCHCS) in Martinez, California by 

invitation from the diabetes educator nurse (n = 5; participants from the VANCHCS), and by 

snowball sampling (n = 3; participants from snowball sampling).  

 The study was approved by the University of California, San Francisco and the 

VANCHCS.  All participants completed a written consent.  Participants received $25 in cash or 

as a gift card after each interview. 

Community participants were interviewed in their homes or other private locations 

nearby their homes; participants from the VANCHCS were interviewed in a private location in 

the clinic.  The semi-structured interviews focused on the perceived sequelae of diabetes and the 

influence of type 2 diabetes care on daily activities.  At the end of the first interview, participants 

completed the PHQ-9 depression scale (Chronbach’s alpha .89) (17) to determine whether, in 

addition to DD, participants also had depressive symptoms. Each participant was interviewed 

twice. The second interview was a follow-up to clarify and to deepen understanding gained from 

the initial interview.   

After narrative analyses were conducted, codes specific to the descriptions of distressing 

emotional experiences and challenging aspects of diabetes self-management were selected for 

review.  The review examined complete text from five frequently occurring codes: (a) 

relationships with healthcare providers; and emotional dimensions of (b) guilt; (c) fear; (d) loss 

and loneliness; and (e) forgetfulness.  Further analysis of the reflective discussions and narratives 

of the experiences, challenges, physical and emotional sensations and meaningful aspects of the 

lived experience of being an older adult with type 2 diabetes and diabetes distress resulted in the 

identification of recurring patterns or themes across the dataset.  This analysis also evaluated 

participants’ positive and negative experiences, challenges, difficulties, individual backgrounds, 
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and living situations.  A detailed data review and analysis of over 300 pages of text enabled the 

reporting of meaningful experiences that were representative of the group and augmented the 

study’s rigor.  

Results 

This group of older adults with type 2 diabetes and DD reported: (a) difficulties in 

relationships with their healthcare providers (including the pre-diabetic period); (b) guilt 

associated with food intake and lifestyle choices; (c) fear associated with their previous 

experiences of having a parent with diabetes; (d) a pervasive sense of loss and loneliness; and, 

(e) an overall sense of forgetfulness. The study’s female participants had been diagnosed with 

diabetes for a longer period-of-time (17 + 18 years, 11 + 16.11 years), were older than the men 

(68.9 + 3.09, 81.5 + 3.5 years) (P < .001), the participants who had lost their spouses to death 

were all female and all expressed loss and loneliness. Eight out of 16 of the participants were 

offspring of one or more parents with type 2 diabetes and some of those participants noted that 

their adult children also had type 2 diabetes.   The males from the VANCHCS sample had high 

scores on the PHQ-9 (13.6 + 7.2) while the males in the community were not depressed at all.  

The groups did not differ in their DDS scores. Sample demographics are represented in Table 1.   
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Table 1.   

Demographic and clinical characteristics of study participants, N=16. 

 

 

Characteristic 

Men 

n=7 

Women 

N=9 

t-test 

p-value 

 Mean SD Mean SD  

Age 68.9 3.09 81.5 3.5 <.001 

Pill Burden 12.0 6.3 12.0 6.1 1.000 

Years Since 

Diagnosis 

11.0 16.1 17.0 18.0 .501 

Diabetes Distress 

Score 

3.8 0.9 3.5 0.6 .320 

PHQ-9 9.5 2.1 4.8 1.2 <.001 

  

Frequency 

 

Percent 

 

Frequency 

 

Percent 

 

Chi-square 

p-value 

Marital Status:     .401 

Married 3 42.9 3 33.3  

Divorced 4 57.1 3 33.3  

Widowed 0 0.0 2 22.2  

Single 0 0.0 1 11.1  

      

Insulin 3 42.9 0 0.0 .063 

Parent with 

T2DM 

3 42.9 5 55.6 1.000 

 

Relationship with Healthcare Provider 

 Patients reported that health care providers were preoccupied with looking at lab values 

during clinical visits. Important elements of the patient-provider relationship which focus on the 

interpersonal aspects of care and rapport building were not fostered.  Conversations between the 
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patient and the health care provider centered on HgbA1C results and there was little engagement 

in the patient’s experience or concerns regarding diabetes such as hypoglycemia: 

“He showed me the graph on his computer screen of the readings for the 

last 2 or 3 years and said that I needed to continue to work on it.  He just 

wrote on the bottom, “Well controlled.” 

Other participants stated: 

“When I go into the doctor’s consulting room, he’ll say to me, “This is how  

your results have come out, the A1C is flat, the blood sugar has increased  

slightly, it’s not seriously out of line.  I would just say to you, “Try to eat the 

right things and do the right things.”  That’s kind of how the conversation goes.” 

 

“I think that by the time she saw me last time she said, “Your numbers are okay.” 

 

“My doctor does not ask me about hypoglycemia or any other symptoms.  

My doctor does track graphs on my blood sugar averages and tells me if I  

need to change my lifestyle or he says, “your diabetes is well controlled.” 

One of the participants, a veteran, had made significant improvements in his HgbA1C. 

He went to see his VANCHCS provider after this improvement, but he left the provider’s  

office feeling hopeless as a result of his health care provider’s response: 

“My doctor told me, ‘You’re 66.  You’re in good health but at some point,  

diabetes is going to kill you.’  I said, ‘Well, that’s not good.’   He said, ‘As a fact, 

diabetes cannot be cured and if you live long enough, it’s going to happen.’ 

[I felt] depressed.  Waiting for the guy with the sickle.  Death to show up at  
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my doorstep.  Very real.  I saw diabetes in everything I do.  I go outside and 

see somebody limp in there with something or another.  Some type of issue  

related to diabetes.”  

Some of the participants came to view their visits with their provider as a waste of time 

because there was very little discussion of how to care for their diabetes. Some participants 

ultimately decided to discontinue visits with their provider (referring to endocrinologist) or 

change providers. 

 “I didn’t go back.  That was the last straw.  There were some other things.  When  

it comes to the diabetes, she really had no input to speak of.” 

 

“I got the feeling that I was wasting my money seeing him, and the reason was  

that I would go there, he would look at my things (referring to lab work).  He says,  

‘Okay, everything is okay.  Come back in 3 months.’ That was the extent of 

the visit.” 

 Another participant, also a veteran, complained of what he perceived to be his provider’s 

authoritarian communication style-for example, in instructing the participant about the 

medication regimen: 

“Like she’s trying to command me to do stuff but yet being a dumb sailor, I  

won’t do it.  I don’t like being told what to do.” 

This same veteran then described the communication style that he wished his health care 

provider would use: 

“More communication and discussing things.  When I discuss things  

with her, she doesn’t listen to what I say.  It’s more like, ‘You have to 
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do this.’” 

Many of the participants characterized their health care as being inconsistent.   Some of 

the participants had been required to change health care providers because of changes in 

insurance coverage and physicians leaving their practice. Some participants experienced 

different messages from specialists versus generalists who were managing their care. For these 

participants, inconsistent care led to confusion, lack of direction in their self-management and 

further exacerbation of their DD.  One participant described her experience of feedback from her 

primary care provider and her endocrinologist: 

“The funny thing is, the doctors….I did blood work.  My primary doctor says, ‘Oh your  

numbers are really good.  Let’s keep them like that.’  Okay, fine.  Then I got a notice  

from the other doctor (an endocrinologist) who did blood work and it says, ‘You’re too  

loose on your numbers.  You need to tighten-up on your numbers.’  I thought, well, 

okay.  Which one do I listen to?” 

Providers who spoke too fast or who spoke with an accent also posed communication 

challenges for these participants.  Some participants attested to not understanding instructions 

from the health care provider because of these communication barriers: 

“They had somebody covering for her, and I had a couple questions for her.   

She talks so fast that I couldn’t understand her, but I was only going to see her 

once.” 

 Some of the participants expressed anger at their health care provider about not having 

done more to prevent the progression of pre-diabetes to diabetes.  Participants stated that during 

their pre-diabetes period, their healthcare providers offered little education or other support.  

Participants said that they were simply encouraged to lose weight and exercise: 
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“But on annual physical, my physician kept saying, ‘You need to lose weight 

and get more exercise.’  After four, five years of having those results,  

different physicians, because mine retired, came along and said, ‘You need  

to lose weight and more exercise.’  I said, ‘Well, we’ve been saying this every  

year for five years.’  She asked me, ‘Do you wanna try pills?’  I said, ‘We’ve  

been saying the same thing for five years in a row so let’s go ahead.’” 

Another participant reflected on his experience: 

“When we were first calling it pre-diabetic, there wasn’t that [education].   

Once the diagnosis was changed to being diabetes then they were sending  

me to diabetic education for diet and working with a nurse educator.  They  

did offer those programs once the diagnosis was made.   Prior to that,  

they were just suggesting, “You need to do this.  Exercise more.” 

Many participants in the study believed that providing education and support during the 

pre-diabetes period may have prevented the progression to type 2 diabetes. The participants 

remarked that they received diabetes education after receiving their type 2 diabetes diagnosis; 

but the focus on prevention was limited.  One participant had described their healthcare provider 

approach as lackadaisical. He expressed disappointment when instead of discussing options 

available for approaching diabetes care and the rationale for the different approaches, the 

provider had merely asked the participant if he wanted to start pills.   

There were positive aspects of interpersonal relationships experienced by the participants 

in this study. Participants felt supported by healthcare providers who were described as “wellness 

coaches”.  Participants described three primary types of support:  reminders to take their 

medications, encouragement to exercise and advice about how to manage diet.  This type of 
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support was often referred to as “coaching” and considered a positive experience for the 

participant. 

Guilt 

 Thoughts of food were often accompanied by feelings of guilt related to the cause of type 

2 diabetes. One of the participants stated, “Diabetes is something you get if you don’t take care 

of yourself, if you don’t eat properly.”  Many participants felt remorse and regret for past food 

choices, feelings that intensified and perpetuated their DD.   

Many participants attributed their development of diabetes to their eating habits-as one 

participant observed.  “I ate myself into it.  I have to eat myself out of it.”  Other participants felt 

that their eating habits contributed to their diagnosis: 

“As an adult, I would say I had a sweet tooth.  I would eat candy bars.  One of  

the issues with working long hours and your regular meals was fast food and  

candy bars in a 16-hour work day.  You might only get two meals a day, sometimes  

one meal a day. That’s what I did for 43 years.  It probably had some effect.”  

 

“I think it’s from with me losing the other job and looking for another one over a year.   

I was sitting eating a lot of hotdogs.  Because I was just on the computer daily just  

looking for a job.  So, I’d just sit there and I didn’t take my dog for a walk.  I didn’t do  

anything.  I just sat there, ate, and looked at the computer.  Then go and watch TV.” 

 

“The stress using food to fill something that needed to be filled properly in a  

different way, that wasn’t healthy for me.  That sort of thing could have set me  

up for diabetes.” 
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The failure of not abstaining from foods that contributed to blood sugar elevations, such 

as pastries and ice cream, not eating meals at routine times and with not participating in regular 

exercise perpetuated the feelings of guilt long after their diagnosis of type 2 diabetes. Eating 

certain concentrated carbohydrate foods often led to remorse as one of the participants shared: 

“When I want to eat something I know I shouldn’t be [eating] like a big piece 

of birthday cake or something like that.  I just go ahead and think well, I’ll get  

through this.   I really think that’s very bad of me to not be more able to know that I have 

diabetes and take care of it.” 

Participants also described being intensely aware of food and exercise; indeed, these 

older adults said that they were preoccupied with such thoughts:  

“I’m always aware every day that I’m eating the wrong things and that  

doesn’t make me feel good, but nor does eating food that I don’t enjoy  

make me feel good.” 

 

“The exercise just doesn’t get included in my day, but I know that I have  

got to do that.” 

A preoccupation with food and exercise contributed to the participant’s frustration and 

burnout.  Participants commented that every time they ate sugary food, they experience guilt.  

Similarly they said that each day that they didn’t participate in some form of exercise, they felt 

guilty. 

One of the participants wondered why his diabetes self-care was more important to his 

healthcare provider than it was to the participant himself: 

“Whenever I have strong guilt feelings about not taking care of myself  
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with diabetes that is in the corner of my mind.  Another part of the corner  

of my guilt feelings on diabetes is the fact that if it bothers them  

(healthcare providers) to the extent that it does, why aren’t I more aware  

of the importance of to myself?” 

Possibly the provider had not provided clarity to this participant on the  

sequela of poorly controlled diabetes.  Clearly the providers for this participant expressed interest 

in his blood sugar control but the consequences may not be evident to this participant.  

For the majority of this group of older adults with type 2 diabetes, food choices and 

intake have had an important influence on their lives.  Many said that food was more enjoyable 

when shared, and they viewed meals as an opportunity for social engagement.  However, after 

they learned that they had type 2 diabetes, they reflected on their historical patterns of food 

intake and recognized that their food consumption was a major contributor to their development 

of type 2 diabetes.  Also, participants said that when they first received their type 2 diabetes 

diagnoses, they initially restricted their carbohydrate intake.  However, such efforts to rigidly 

constrain food consumption often failed over time.  In the cycle of repeated food restriction, 

failure, guilt, and intensified DD, participants’ may have over-focused on strict diet 

requirements. 

Fear 

 Half of the participants in this study reported that one or both parents had type 2 diabetes.  

Many of these participants shared their memories of their parents as people with type 2 diabetes-

for example memories of amputations and long drawn-out deaths.  In expressing her feelings 

about being diagnosed with diabetes, one participant described her father’s experience: 

 “I started out very nervous about it because my father was a diabetic, and he  
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died a terrible death.  He died because he had strokes and other things that killed  

him at the age of 65.  When I was told that I had diabetes, I was really frightened  

about it.” 

Another participant, who was a third generation descendent of family members who also 

had diabetes, spoke of his grandmother’s experience: 

“My grandmother had diabetes and it developed as a sore in her leg.  She had  

to have her leg amputated and she died from it.  My father and his brothers  

and sisters, when that happened, then they got diabetes.” 

   Participants also recalled their parents taking medications, including insulin.  Many 

participants contextualized to their own diabetes treatments in terms of their parent’s earlier 

experience: 

“Taking all this medication for issues related or not related to diabetes makes 

 me my parents.  Always had a bag…Now, I have that bag of medications.  I don’t 

 like taking it.” 

 

“I could remember my father when he learned to take insulin with an orange,  

and I used to watch him do it. I don’t want that to be me.” 

  

The diagnosis of type 2 diabetes in families with a strong history of disease was troubling 

for the participants. Reasons for the frequency of diabetes in families are complicated and 

probably multifactorial.  Participants projected the experiences of their parents and grandparents 

onto their own disease and experience. Reflecting on their parents’ experiences induced dread 

and fear that they would eventually experience the same complications that their parents and 
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grandparents had previously experienced.  For some, there was a sense of inevitability of type 2 

diabetes.  When one of the participants, a 2nd generation person with type 2 diabetes, was 

approached by her son, announcing that he now had type 2 diabetes, he simply inquired on what 

medication she is prescribed; prevention was not a consideration in this family. Type 2 diabetes, 

in their opinion, was an inevitability.  Some participants struggled with their ability to control the 

course of disease and were concerned about their capability in preventing diabetes related 

complications. The emotional burden and worry associated with the possibility of diabetes 

related complications resulted in an exacerbation of DD. 

Feelings of Loss and Loneliness 

 Some participants, in the course of describing their diabetes experience, reported intense 

and sustained feelings of loss and loneliness.  The primary causes of these feelings were the 

death of their spouse and missing the life that they had had with their spouse.  One participant 

described how loneliness affected her daily life: 

“Oh not sometimes, everyday [referring to how often she feels lonely].  Even  

out of bed, just everyday. I need the physical in the sense that there is someone  

here especially that I can talk with, that I miss a lot.  Even books….that’s why  

I spend part of my time with the TV.”  

This same participant said,  

“I love people and I am really a social being I guess and that’s very hard on me.  I think 

that’s all these aggravations and anxiety. That’s all comes with being alone really I don’t 

know what to do.   
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A participant whose husband died 5 years prior, described her situation in relationship to 

a Vietnamese proverb, “A person who feels sad, the landscape feels the same way” and, “The 

toughest part is the solitude.  I am always prepared, but I was not prepared for this.”  

Another participant whose husband died more than 10 years ago, became tearful when talking 

about her loss and stated: “Oh, I feel deprived about a lot of things, food and my lack of a 

husband.” 

 For those who lived alone, there was a greater sense of personal responsibility, for 

example, regarding medication management, meal planning and preparation. For some, 

loneliness was a barrier to performing diabetes self-care and engaging in physical activity-the 

later because of excessive television viewing.  Others attempted to take a more positive stance in 

adjusting to living by themselves.  One participant said that she didn’t care for the word “alone” 

because it denoted loneliness; instead she preferred to view herself as being “independent.” 

For some older adults in this study, living alone engendered feelings of fear.  One such 

participant said, “I am afraid of not waking up in the morning.  I don’t have anyone to check on 

me.” Another participant reported that as she grew older, her panic attacks became more 

frequent.  After declaring that “solitude kills” she went on to say,  

“I believe slowly, it [loneliness] will kill me, because I cannot express myself.”   I can’t 

just go to bed and lay down and shut my eyes.  That makes me feel like I’m alone.  It 

brings my loneliness to really, right in my face and you know.  But if I’ve got the TV to 

listen to, it keeps me company.  Keeps my mind occupied.” 

Living alone posed problems with meal planning and eating by oneself.  Eating meals 

alone were not as enjoyable as sharing meals as described by some of the participants: 

“You can’t hardly buy things and cook things for one person.” 
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“Eating alone is no fun.  It’s a bore.  I eat to live.  I certainly don’t live to eat.” 

Lack of regular social contact with a spouse, once widowed, complicated diabetes 

management.  In addition to generating feelings of anxiety and fear, loneliness was accompanied 

by a sense of deprivation from the loss of companionship; solo meals and cooking for oneself 

made eating patterns more laborious and disrupted a sense of safety that contributed to poor 

sleep.  

Forgetfulness 

Several participants disclosed that they had problems with recall and memory-for 

example in remembering the names of objects, medications, meals and healthcare provider 

instructions:  

“It’s just sometimes my mind just is gone and I’ll forget things”. 

 

“I said, “What was it?  I did this, I did this, but what is the last thing I’m  

supposed to do? Because it’s just totally gone.” 

 

“See? There goes my brain again. It goes to sleep a lot…Like I said I get  

confused and I got all this stuff in here, I need a memory card because  

I certainly can’t remember where everything is.” 

 

“I just totally forget. And sometimes in the morning I forget. I don’t know  

what’s wrong with me anymore.. I just forget.” 
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Participants also noted that their forgetfulness interfered with their medication 

management and adherence: 

 “It was the metformin, I forgot last night.  So this morning I was like,  

“Wait a minute….I forgot my metformin.”  So I took it this morning. 

Most of the participants attributed their memory problems to normal aging.  As an 

adaptive measure, some participants wrote extensive notes to help retain information, that they 

could act upon. 

Notably missing medication doses can contribute to blood sugar elevations.  Also taking 

an excessive number of medication doses or not timing certain medications with meals can lead 

to hypoglycemia.  The older adults in our study who reported forgetfulness found their memory 

failures distressing.  Memory gaps likely impaired safety, independence, and blood sugar control.  

One of the participant’s described his experience with forgetfulness in graphic terms:  

“If my house’s light is not on, it’s because my mind light is not on.   In the morning when 

you get up, you turn on your lights, you open your blinds.  Your house is awake. If my 

house is dark, then so am I.” 

Discussion 

 The data from this study showed that being an older adult with type 2 diabetes and DD 

was complex and compounded by past experiences, relationships, emotions, nutritional intake, 

and memory loss. Relationships with health care providers often lacked rapport and had a 

negative impact on the emotional wellbeing of these participants. 

A lack of rapport between healthcare provider and patient can lead to relationships that  

are not productive, and not therapeutic, and cause or exacerbate DD.  Previous research has 

shown that patients who are distressed about living with type 2 diabetes, and who are dissatisfied 
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and disengaged with their health care providers, showed poor adherence to their medication 

regimen and poor glycemic control (29).  Inadequate engagement or absence of engagement was 

most frequently described by veteran participants in characterizing their relationships with 

VANCHCS health care providers. Most of the veterans felt their VANCHCS provider clinical 

visits were discouraging and authoritarian in nature.  In contrast, health care provider visits in the 

community were unsatisfactory because they focused primarily on lab results and lacked 

engagement but were not reported as discouraging. In a patient-provider clinical encounter, if a 

provider focuses disproportionately on a patient’s laboratory test values lieu of delving into the 

patient’s efforts to manage a chronic condition, the results of the encounter will be suboptimal 

(29).  In such superficial, topic-restricted clinical conversations, the provider and the patient lose 

a valuable opportunity to cooperatively develop a comprehensive perspective.  

Words matter and the words used by healthcare providers with patients and the clarity of 

the conversation during their clinical visits can either promote health or create barriers to 

providing quality care. Health care provider visits that promote health can likely limit or prevent 

DD and lead to an improvement in diabetes related outcomes. 

Most of the participants viewed food and lifestyle behaviors as contributors to their 

disease.  There was a great deal of reflection on these contributors and this resulted in self-blame 

and guilt.  Guilt was compounded by their recent health status and became apparent when the 

participants ate carbohydrate rich foods and did not participate in physical activity.  The result of 

this was a noticeable rise in blood sugar immediately followed by emotional responses of guilt, 

regret and self-blame. Theses emotional responses add to the burden of diabetes and further 

perpetuate DD.   
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Food preparation and eating by oneself was difficult for those who lived alone and this 

appeared to perpetuate loneliness and loss.  Participants who were widows missed the sense of 

partnership and comradery that they had while they were married; these participants expressed a 

great deal of loneliness.  These people were left to figure things out on their own regarding 

medication management and food preparation and they missed the companionship they 

experienced with their spouses when the spouses were alive.  

 In this study, half of the participants were second-generation family members with type 2 

diabetes; this distinction may make the treatment for these individuals more complicated. Most 

of the participants whose parents had diabetes experienced negative, sometimes traumatic 

memories of their parents’ struggles and complications. The reasons for this family tendency-

such as culture and genetic predisposition-may make diabetes self-care and providing healthcare 

to this group of older adults more challenging.  The family history and experiences of these 

participants likely influence perceptions of diabetes and create anxiety and fear when talking 

about topics related to diabetes.  Upon being diagnosed with diabetes, these participants, based 

on family history and experiences, instinctively thought of insulin injections and this created a 

great deal of anxiety.  Anxiety has been known to create a barrier to being open to medications 

(including insulin), suggesting dietary modifications and encouraging finger sticks (14).   

Anxiety and fear promote worry and this potentiates DD. 

 Forgetfulness is another barrier and challenge faced by these older adult participants. 

Diabetes and pre-diabetic states are risk factors for cognitive decline, mild cognitive impairment 

and dementia (32). Diabetes has shown to lower performance in all cognitive domains (30) and 

therefore, maintaining consistent self-care routines poses unique memory challenges to older 

adults with diabetes.  Researchers have reported a strong correlation between Alzheimer's 
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disease and high blood sugar levels (33). People with high blood sugar levels have been shown 

to have an increase in beta-amyloid protein, a protein that is toxic to brain cells (33). 

Forgetfulness is a stressor, especially for those older adults who live alone and lack social 

support; forgetfulness poses problems with safety and medications, adds to the experience of fear 

and DD. If there is a concern about forgetfulness, the Alzheimer’s Association (2015) (33) 

suggests that health care providers conduct a brief structured assessment on mental status.  

Evaluating for forgetfulness is integral in providing care to older adults with diabetes and the 

presence of forgetfulness may explain otherwise unexplainable incidents of both hyperglycemia 

and hypoglycemia. Trouble-shooting techniques and methods, including the use of wellness 

coaches, on maintaining medication adherence may improve blood sugar control, decrease the 

frequency of hypoglycemia and worsening complications. 

Implications for Health Care Providers 

Participants experienced the interpersonal relationship with their health care provider as  

personally disengaged and singularly focused on biologic outcomes. Taking advantage of 

opportunities for building rapport and demonstrating concern for the whole person could 

dramatically increase satisfaction with care and help older adults with diabetes feel safe and 

valued.  A quality relationship with a health care provider, particularly for patients who lived 

alone, carries tremendous potential benefit for improving psychosocial outcomes.  

Frequent changes of healthcare providers and the resulting inconsistencies in care were 

particularly difficult for these older adults with diabetes. Transitions in care from one provider to 

another, warrant careful explanations of changes in medications or monitoring regimen.  

Accommodating particular difficulties experienced by older adults, such as slower information 

processing, less acute hearing, and visual limitations is also important. Strained relationships 
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with health care providers and relationships that do not provide consistency and clarity to health 

care are likely to exacerbate DD for older adults.  

Hypoglycemia increases fear, decreases psychological wellbeing and increases DD (31).  

It is particularly important to address hypoglycemia with older adults who are prescribed 

sulfonylureas or insulin.  Developing an action plan during clinical visits for avoiding or 

responding to episodes of hypoglycemia may prevent further episodes, decrease emergency room 

visits and hospitalizations.  Adequate planning for the prevention of hypoglycemia can 

dramatically reduce fears in older adults and contribute to their overall quality of life. 

Some participants were angry that they did not receive adequate attention during the pre-

diabetic period. They saw this inattention as a missed opportunity to delay progression of their 

illness to type 2 diabetes. Based on this experience, they desired more communication and better 

quality communication with their provider, in part to avoid the illness progression.  

Lack of sensitivity and compassion during clinical healthcare visits was most notable 

within the VANCHCS population. Limited encouragement and support offered during the 

VANCHCS healthcare visits left the participants feeling hopeless and despondent. 

Nontherapeutic healthcare visits were particularly troubling because veterans were a group more 

depressed than were the community participants and many who served in the Vietnam War also 

expressed post-traumatic disorder (13). The VANCHCS, and other health agencies that serve 

Vietnam war veterans, must be especially sensitive to complex comorbidities when treating 

diabetics in this population. 

Limitations and Implications for Future Research 

 The study’s primary limitation was the limited number of participants, although varying 

the sites from which participants were recruited likely strengthened the findings about the 
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experiences of older adults with type 2 diabetes.  Future studies should include the perspective of 

health care providers for older adults with type 2 diabetes as well as partners and caregivers.  

Such studies may provide further illumination and a deeper understanding of the experience of 

being an older adult with type 2 diabetes and DD. 

 Older adults with type 2 diabetes and DD had complex lives, and require unique support 

for their disease management.  Positive, engaged, therapeutic, and supportive partnerships with 

health care providers can address the most intense discontent expressed by participants. 

Particular attention to communication limitations of older adults additionally contribute to 

satisfaction.  Providers who are patient and understanding of the challenges that impact the daily 

lives of these older adults, especially for those who are veterans, may improve diabetes-related 

outcomes, psychological wellbeing and decrease DD.   
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CHAPTER 5: 

The Impact on Health Care 

This qualitative study explored and interpreted how older adults with type 2 diabetes  

(T2DM) and diabetes distress (DD) experienced their illness.  The aims for this study were to:1) 

Explore the lived experience of older adults with T2DM and DD, 2) Interpret dimensions of 

morale that are unique to diabetes management behaviors and glucose regulation in older adults 

with T2DM and DD, and 3) Identify symptom clusters in older adults with T2DM and DD.  

 The results of this study showed that the lived experiences of these older adults with 

T2DM and DD were complicated and personally challenging.  Most of the participants in this 

study experienced unsatisfactory relationships with their health care providers, which were 

lacking the support, encouragement and effective communication that participants sought.  Some 

of the participants were angry about the lack of education they received from their health care 

providers during the prediabetes period.  Many of the participants contextualized their own 

diabetes experiences and treatments with the diabetes experiences of their parents and this 

generated a sense of fear.  Participants felt guilty about and blamed themselves for lifestyle 

choices and diets that may have led to the development of their diabetes. Self-care routines were 

distressing and difficult for these older adults because of forgetfulness, particularly regarding 

their medication routines. Some of the participants were widows and they experienced a 

pervasive sense of loss and loneliness and this led to anxiety, panic attacks and increased the 

challenges they faced with their self-care efforts.   

 Particular symptoms were distressing and prevalent in this group of older adults with 

diabetes.  Fatigue was the most common symptom reported.  Fatigue negatively impacted the 

ability to perform physical activity and was the likely result of blood sugar elevations, pain and 
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lack of sleep.  Participants noted how hypoglycemia led to falls or loss of consciousness and 

some felt like a near death experience.  Diarrhea, often induced by medications, interfered in 

physical activity, work schedules and social activities.  Pain resulted in sleep disruption, 

interfered with ambulation and increased fatigue.  Pain medications did not resolve the pain yet 

added to the participants’ pill burden and DD.  Loss of balance and falling impacted the 

participants’ ability to ambulate and interfered in their sense of independence.  Symptoms that 

co-occurred together most frequently were fatigue and loss of balance and falling.  

Hypoglycemia and pain also frequently occurred together. 

The results from this study have the potential to impact how health care is provided to 

older adults by increasing awareness of the daily life experience of older adults with diabetes. 

The following is an overview of the results from this study and how these results may shape 

health care for older adults with T2DM.   

Implications for Clinical Practice 

Many of the participants in this study experienced a lack of engagement with their health 

care provider and felt that the bulk of the brief conversations occurring during their clinical visits 

focused on laboratory values.  The relationship between patient and health care provider is a 

mutable factor that affects clinical outcomes and patient emotional wellbeing (7-10).  Reviewing, 

evaluating and discussing clinical outcomes such as lab values are an important aspect of 

responsible health care delivery, however a preoccupation with such topics interferes with the 

cultivation of self-care efforts. Conversations between health care provider and patient which 

focus on lab values lack the interpersonal engagement necessary to promote a strong relationship 

and trust between health care provider and patient.  While it is true that physicians and other 

health care providers are evaluated on the success of their diabetes related interventions through 
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the evaluation of HgbA1c results, the human aspect of how best to provide care cannot be 

ignored.  

 Providing sensitive and compassionate care to older adults with T2DM and discussing the 

barriers and challenges to their self-care efforts, creates connections and shared understandings.  

Patients with reciprocal relationships with their health care providers are likely more comfortable 

being honest and open regarding their diabetes self-care efforts.  Patients who do not feel 

comfortable being honest with the health care providers are not forthcoming with information on 

their diabetes self-care and may experience a higher degree of DD.  The participants in this 

study, particularly those who were part of the Veterans Administration Northern California 

Health Care System (VANCHCS), were strongly impacted by the negative comments made to 

them by their health care provider, which resulted in feelings of hopelessness, fear and increasing 

DD.   Previous research has shown that healthcare providers may be able to decrease distress by 

avoiding stigmatization of T2DM (7-10).  Furthermore, previous research had indicated that 

communication is enhanced with reciprocal patient-health care provider relationships; patients 

were more likely to converse openly about their self-care practices and experiences which 

allowed for open discussions on best approaches for diabetes care and outcomes (7-10).  The 

participants in this study expressed the need for more communication and opportunities for 

discussing matters that are important to then. 

 Some of the participants in this study were angry about not receiving diabetes prevention 

education during the pre-diabetic period. The participants in this study perceived that their health 

care provider showed insufficient interest in providing diabetes prevention information. Early 

prevention of the progression of prediabetes to T2DM was important to the participants in this 
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study.  They were aware that preventing or delaying T2DM would have led to fewer 

complications, less pill burden, and less complicated regimens and hospitalizations. 

 Participants from the community sample of this study experienced fragmented care 

because of changes in insurance, and providers leaving their practice.  The fragmented care 

posed issues with establishing a new relationship with their health care provider and also often 

resulted in confusing messages.  The messages could also be confusing due to a health care 

provider speaking too fast or the presence of a strong accent.  Older adults often experience 

hearing loss and therefore, it is important to ensure an adequate understanding of medications 

and diabetes care before the patient leaves the clinic. Changing health care providers is a concern 

and can lead to great confusion on the direction of medical care and medication mismanagement. 

 Many of the participants in this study were second generation persons with diabetes and 

had experienced upsetting events with family members who had diabetes; they were particularly 

fearful of how diabetes complications would affect their lives.  It is important for health care 

providers to review family health histories because this may influence how patients perceive 

their own disease trajectory.  Offering an open dialogue on how family history may influence a 

patient’s perception of diabetes, may lead to mutual understanding, enhance the patient-provider 

relationship and decrease fear and DD.  

 Many participants in this study expressed guilt about how they got diabetes and how their 

diabetes is controlled.  Every time the participant ate carbohydrate rich foods or if they were 

sedentary, they felt guilt.  Health care providers who openly discuss the barriers to a healthy diet, 

such as culture, living situation, ability to cook and shop, and the barriers to exercise such as 

pain, loss of balance and motivation, may find that their patients are more willing discuss and 

problem solve these topics. Discussions that are non-judgmental and avoid provoking guilt, 



OLDER ADULTS WITH T2DM AND DD 

 

114 

foster the patient-provider relationship (7-10, 16). The engagement may also lead to reciprocal 

relationships, and improvement in outcomes and less DD. 

 Forgetfulness may explain otherwise puzzling episodes of hyperglycemia and 

hypoglycemia.  Exploring the possibility of forgetfulness, self-care routines and how this might 

influence blood sugars are an important aspect of providing health care to older adults.  Older 

adults may be missing medications and meals or they might be unintentionally taking additional 

medications, which may lead to huge swings in blood sugar results.  Efforts to build in 

safeguards for safe medication administration, such as pill boxes or checklists, may relieve some 

of the stress of remembering.  

Many older adults live alone and do not have a partner to help with diabetes routines.  

Some older adults whose spouses had died, experienced grief, sadness and loneliness.  Grief may 

be a barrier to blood sugar control because it can affect appetite as well as energy to complete 

everyday life tasks.  Understanding the living situations and social support available to older 

adults experiencing is an important aspect of providing care. Loss and loneliness might increase 

DD and become a barrier to diabetes self-care behaviors. 

Evaluating symptom control is an important aspect of providing care to older adults with 

diabetes.  Many older adults with diabetes may be experiencing fatigue and not discussing their 

symptoms with their health care provider.  They may assume their fatigue is part of the aging 

process when it may well be attributed to other issues such as blood sugar elevations, chronic 

pain, and lack of sleep.  Active assessment of fatigue is an important topic for the health care 

provider to discuss.  Fatigue frequently co-occurred together with loss of balance and falling.  

Therefore, addressing the potential causes of fatigue may address many of the safety issues older 

adults experience. 
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Hypoglycemia is a frequent symptom of poorly controlled diabetes and may be more 

likely to occur with older adults (15-16). Addressing this symptom can promote safe medication 

use, prevent falls, emergency room visits and hospitalizations.  Hypoglycemia discussions are 

important because older adults are more prone to hypoglycemia and may be particularly sensitive 

to glucose lowering medications such as sulfonylureas and insulin (16).   Providing education 

about these medications and careful titration is an essential part of preventing hypoglycemia in a 

population of older adults.  

Diarrhea, often caused by medications, was a frequent symptom for the older adults in 

this study.  Diarrhea is a common side effect of metformin (18) and inquiring about the 

possibility of this side effect is an important aspect of providing health care to all persons with 

diabetes who are prescribed metformin.  Diarrhea may be an embarrassing symptom for patients, 

and thus it is up to the health care provider to initiate the discussion.  Evaluating the need for 

transitioning metformin to extended release or considering changing the diabetes treatment plan 

to a different medication may be necessary for controlling symptoms and blood sugar elevations.   

Neuropathic pain was a frequent symptom for the older adults in this study.  Exploring 

various modalities that improve pain without increasing pill burden could well be of use during 

clinical visits.  Treatment modalities such as physical therapy, guided imagery or meditation 

techniques, acupressure and acupuncture may lessen pain and distress (19).  It is important for 

health care providers to consider methods for pain control outside of adding in additional 

medications.  In addition, although pain was not clustered with fatigue for the participants in this 

study, pain may also contribute to fatigue and other symptoms identified in this study such as 

loss of balance and falling.  Pain frequently clustered with hypoglycemia.  Pain may interrupt 
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meal routines leading to an increased likelihood of hypoglycemia.  Improving pain control may 

well lead to improving clinical outcomes, DD, and quality of life.   

 Loss of balance and falling were symptoms that troubled the older adults in this study.  

Loss of balance and falling may also be attributed by patients to aging. While it is true that loss 

of balance and falling may occur more frequently as one ages, other attributable causes, such as 

peripheral neuropathy should be considered.  It is important for health care providers to 

acknowledge the distress older adults feel when they are unstable.  Discussing options to 

promote safety, such as grab bars and safe furniture arrangements may help.  As well, efforts to 

help older adults increase or maintain physical activity and lessen the risk of falls will likely 

promote a sense of independence and decrease DD.   

Implications for Future Research 

This study contributes new knowledge regarding difficulties and symptoms of older 

adults as they live with their T2DM.  Future studies are needed that investigate, from the 

perspective of health care providers, what is needed for older adults with T2DM. Clinicians who 

have broad experience with this population could likely provide insight into the perceived 

facilitators and barriers for health care in this population. Investigating the perspectives of the 

partners or caregivers of older adults with T2DM may provide further illumination and a deeper 

understanding of the experience of being an older adult with T2DM and DD.  

Evaluating the effects of alternative modalities to pain control and the perceived effect on 

quality of life, mobility, DD and pain may well improve clinical outcomes. In addition, future 

studies should focus on the use of metformin with older adults who have type 2 diabetes. Older 

adults may be particularly sensitive to gastrointestinal disturbances that accompany metformin 

use.  Documentation could provide guidelines on best practices for medication therapy and 
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reduction of side effects.  Future studies that focus on improving safe mobility for older adults 

with type 2 diabetes may improve quality-of-life, decrease DD and improve diabetes-related 

outcomes in older adults with type 2 diabetes. 

Currently there is insufficient research on older adults and their perceptions about living 

with chronic conditions.  This lack of knowledge is particularly concerning considering that the 

population of older adults is rapidly increasing along with the complexity of their care and the 

associated costs. Investigating how chronic conditions, like diabetes, effect the daily lives of 

older adults may provide guidance on interventions that improve clinical outcomes, improve 

quality of life, improve the relationships between health care providers and patients and decrease 

the distress that can be associated with living with long term conditions. 

Conclusion  

 Older adults often come to their clinical visits with complicated personal and medical 

histories and thus, providing health care to this population can be challenging.  Time limitations 

during clinical visits further complicate the ability of the health care provider to provide 

thorough evaluation and care.  How health care providers choose to engage with their patient has 

an influence on diabetes outcomes and DD.  Having a better understanding of the life 

experiences of older adults may help with focusing on dimensions of their life that provide 

challenges and distress. Increasing this understanding also promotes empathy, understanding, 

and has the potential to improve health care and outcomes.  Directing inquiries, evaluations and 

assessments to symptoms that are known to occur with older adults who have diabetes can help 

to improve the quality of health care. 
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Appendix A: 

Demographic Information 

Please circle the correct answer:     

Male  Female 

Age: ______________________ 

Year of diabetes diagnosis: __________________ 

Marital Status (please circle one of the options) 

Never Married  Married Divorced Widowed 

Who do you live with (please circle one-if choosing other, please indicate)? 

Alone  Family  Partner  Board and Care Other______________ 

Do you have complications related to diabetes? 

Yes  No 

If you have complications related to diabetes, please indicate what type by circling all the correct 

answers that apply: 

Kidney  Eye  Nerve  Heart  Frequent Infections 

Other (please indicate) 

How many pills do you take a day? __________ 

Do you require insulin? ___________ 

If you require insulin, how many injections a day do you do? _______________ 

Did your mother or father have diabetes?  Yes  No 
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Appendix B: 

Interview Guide 

Broad opening question:  You have had diabetes for some time now – could you please tell me 

what it has been like for you? 

Can you tell me about a time recently when your diabetes interfered in your ability to take care 

of things that are important to you?   

Please tell me a story about what happened.  

How did that make you feel?   

What might you liked to happen in that situation?    

Looking back at the situation, is there something you might have done differently?                                   

Did you learn something new because of the situation? 

Please tell me about a time recently when your diabetes altered your capacity to interact with 

family and friends.  Please tell me a story about what happened.                                       

Repeat probes. 

Please tell me about a time recently when you had difficulty managing your diabetes in 

partnership with your doctor.                                                                                                               

Please tell me a story about what happened.                                                                                            

Repeat probes. 
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Could you describe any feelings in your body that may be due to your diabetes? 

Pain in feet       Thirst       Frequent urination   Numbness    Excessive sweating    Blurry vision    

Loose stools     Shakiness    Difficulty thinking    Light-headedness 

PHQ-9 will be administered after check-list 

Is there anything that you would like to add before we conclude the interview? 
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