Sense of Coherence at End of Life in Older People: An Interpretive
Description

Rebecca Gagne-Henderson, PhD, APRN, ACHPN, FNP
Carol Holland, PhD, C.Psychol, AFBPS
Catherine Walshe, PhD, MSc, BNurs, RGN

ABSTRACT

As people age, losses accumulate (ie, the death of family and friends, the loss of
agility, and the loss of independence). Such losses have an impact on one's Sense of
Coherence, that is, one's ability to see the world as comprehensible, manageable,
and meaningful. Antonovsky deemed Sense of Coherence as a mostly stable state
by the age of 30 years. Until now, there has not been an investigation into how serial
loss of resources affects older people as they near the end of life. Sense of
Coherence was used as the theoretical framework for this study to answer the
question of how older people maintain or regain a Sense of Coherence in the
presence of serious illness as they near death. Data were gathered using
semistructured interviews and guided by interpretive description. This investigation
found new concepts that contribute to Antonovsky's midlevel theory of salutogenesis
and the construct of Sense of Coherence. Those are Incomprehensibility and Serial
Loss of General Resistance Resources. The results indicate that the crux of a strong
Sense of Coherence for this population is excellent communication and a coherent
“big-picture” conversation.



Older people with advanced serious illnesses have repeated unplanned early
readmissions to acute care hospitals after discharge. Readmissions and
overdutilization drive over half of health care costs in the United States.!? Patients often
share similar characteristics in the way they use services, such as long lengths of stay,
frequent encounters with their primary providers, and frequent hospital readmissions.**
Other common characteristics include polypharmacy, multiple chronic comorbidities, and
frailty traits.*%'2 This takes a toll upon the physical and emotional reserves of the patient,
leading to frailty and a loss of independence.* These circumstances may affect one's
Sense of Coherence and make it difficult to find comprehensibility, manageability, and
meaningfulness at this time of their lives.

THEORETICAL FRAMEWORK

As one ages, there are expected losses. Loss of resources including friends and
family due to death may lead to iso- lation.'® Loss of the resources of health and agility
leads to a loss of physical independence.’'® The inability to drive may lead to further
loss causing isolation and the loss of hobbies.'®'® These losses may compound the
ability of seri- ously ill older people to cope effectively. Antonovsky refers to such
resources as generalized resistance resources'®2?°

The concept of Sense of Coherence was the theoretical framework for this study. Sense
of Coherence is a way of perceiving one's surroundings and environment as (1)
structured and predictable, that one (2) has the resources to address the stressors one
may confront and (3) possesses the belief that these stressors and challenges are
worthwhile to overcome. Until now, sense of coherence?® was under- stood to be a
mostly stable state after the age of 30.'92°

Sense of Coherence is a construct that is comprised of 3 concepts. The firstis
Comprehensibility, which is the ex- tent to which one perceives stimuli as making
cognitive sense and is ordered and structured, rather than arbitrary and disordered.'®?°
The next is Manageability, which is the individual's perception that they have the
resources re- quired to thrive during times when difficulties are encoun- tered.'®2° The third
is Meaningfulness, which refers to how an individual feels that life makes sense
emotionally and that difficulties met are worth the effort to enlist the effort to
overcome'9:20:

Sense of Coherence has not been explored specifically as it pertains to the aging
individual as they experience losses, which are natural as one ages and as one nears the
end of life. The research question for this study was how do seriously ill, older adults
maintain or reconstruct their Sense of Coherence in the presence of loss and iliness as they
near the end of life?

METHODS

Design

Interpretive Description was selected to guide the design of this study.?' Interpretive
description allows the flexibility needed in qualitative research when using an existing
theory. This flexibility allows for a design with an eye toward real-world solutions that
can be applied at the bedside by the clinician.?' The use of Interpretive Description



allowed for the use of deductive questioning using a priori codes from the construct of
sense of coherence.

Population

The participants were older adults older than 65 years in an acute hospital during
unplanned 30-day readmission who were English speaking (Table 1).

The exclusion criteria excluded patients admitted on observational status.
Observational care is care provided in the hospital when the patient is not formally
admitted and the stay is less than 2 midnights.??

Setting

This research was conducted in a large academic hospital in New England, United
States.

Sample

Recruitment Potential participants were identified using a purposive approach. An analytics
report was generated by the hospital's data analytics team using the inclusion criteria.
Patients were informed of the study by hospital case managers and provided with an
information sheet. If the patients agreed, the researcher visited the patient and explained
the project. Informed consent was obtained from each willing participant.

Data Collection

Data were collected through sem istructured interviews. Once an interview was
completed, it was transcribed. The transcriptions were uploaded to Atlas.ti for analysis
and coding.

Data Analysis

Directed content analysis, also known as Deductive Cate- gory Application, was used
to evaluate and interpret data.?® This approach allows for existing theory to direct a
research question using a deductive tactic with the goal of conceptual expansion of a
theoretical framework. Mayring's Model of Deductive Category Application was followed
(Figure).?® The concepts derived from Sense of Coherence (Comprehensibility,
Manageability, and Meaningfulness) were used as a priori codes and the theoretical
framework'®2° This was followed by inductive, iterative coding searching for themes
and patterns. Table 2 illustrates the organization of the codes. Synthesizing of the data
and theorizing commenced in preparation for writing the interpretive description.?'

Ethical Issues

Two ethical issues were addressed: (1) working with a vulnerable population?42% and
(2) determining capacity in this population.

Steps were taken to provide safeguards to protect participants by stopping interviews if
the participant showed signs of fatigue or distress. Also, the participants were asked to
interrupt the interview if they felt they were fatigued.



Capacity was assessed using the university's institutional review board's policy.
RESULTS

The purposive recruitment resulted in 25 participants. One person was excluded because of
a lack of capacity. The demographic data of the participants are presented in Table 3. The
data include age, sex, ethnicity, insurance coverage, and physical/medical
characteristics.

Serial Loss of General Resistance Resources

In the context of Antonovsky's midlevel theory and model of Salutogenesis, the expected
losses experienced by older people will be referred to as Serial Loss of Generalized Re-
sistance Resources. During the study, it was realized that this is a new concept to be
included in the nomenclature of Salutogenesis and is related to Sense of
Coherence.

Comprehensibility

Comprehensibility is an existing concept within the con- struct of Sense of Coherence. It
was examined specifically within the context of older people who are facing Serial Loss
of Generalized Resistance Resources, declining health, and nearing death.
Comprehensibility affects the patient's ability to cope, access resources, and find
meaning in their experience.

The following are associated with increased Comprehensibility:

An example of an exchange in this interview shows how important clear and consistent
communication is to patients.

Olivia: | did not like the communication in X at all. | think it's much better here. When |
was up on floor X it was great. | saw all kinds of people every day, and, um, you know,
everybody had, you know, put in their two cents worth, but everybody's told me
what...everybody seemed to be pretty much on the same, you know, there weren't a lot
of, if any, discrepancies, and, um, | got very clear written information when | left.

Effective communication requires updates not only to the patient but between members
of the health care team to enhance this participant's Comprehensibility.

The next example shows evidence of the understanding of circumstances related to a
“big-picture conversation” he had sometime during the trajectory of his iliness.

Edward: And unfortunately, | get these, between the congestive heart failure and these,
you know, somebody along the line, a doctor somewhere, | give you a list of doctors |
see, you won't believe it, said to me, you know, I'm in frail health. And | know I'm in frail
health. | have been for a long time. So that makes me more susceptible, | think, to
picking up things.



A “big-picture conversation” that includes a discussion of expectations, the risks and
benefits of treatments, the prognosis, and the patient's personal goals is necessary
to increase comprehensibility.

Within this text, there is an expression of gratitude for truth-telling from the provider.

Ursula: Really the more communication that we had was here, you know. That they
really explain to you really clear what is going on. What | have, what | have to do and all
that. There was things that | didn't even know. The doctor here is explaining to me a lot
of thing really clearly... It makes a lot of difference...Communication between the
doctor and patient is, it make a lot of difference because you expect that the doctor tells
you really what's going on without no holding back. You know, and that's what happen,
you know.

The heaviest burden in prognostic communication lies with the clinician. Equally
important to Comprehensibility is the ability of the participant to process and understand
the information. This participant expressed her ability to perceive the

physical change s she was experiencing, such as the declinein her function and
strength.

Barbara: Well I've been sick since last April, you know with the pneumonia, | never
really recovered from that, uh, I...1...I went to PT | uh went to the gym. I'm a gym
person,and | thought | was doing very well and then | started getting tired again. All |
wanted to do is rest. | couldn't wait to get into my favorite chair and fall asleep. And my
husband started worrying about me, so we went to the doctor and he said “It's unusual
for you to feel this way” so he said “I suggest you go to the hospital, get a complete
work-up,” and that's what | did, called 911 went in and here | am, and then | went home
thinking my husband could take care of me, and it was just too much, uh, he

didn't say it (voice goes up) by | knew it.

Her insight helped her to understand that her health was waning and would not return.
This participant died less than 48 hours after the interview.

This excerpt is an example of how one participant came to understand her
circumstances.

Hannah: | keep telling myself, my children, it can happen any time, any day...l realize
and | think mother died the way, heart...

Researcher: Did your doctor ever tell you that you could go

at any time?

Hannah: No, never...that's what | realized.

This is an illustration of how one is able to obtain comprehensibility intuitively through
past experiences of watching others' disease processes.

This is another excerpt from the previous interview. It reflects how a life review is
pertinent through memory and the reality of the current situation.



Hannah: My husband died 22 years ago, June 20. He was born on December 20 and
died on June 20, 74 years after.Good guy. Pianist. Had 2 diplomas. | loved it at night,
summer night, he was sitting and playing and | in my nightgown going down my
driveway...l had a long driveway...and the music come, just everybody are young

at that time...you don't think forward what is going to happen.

The ability to accept one's circumstances allows for Comprehensibility. It provides an
opportunity for planning, reflection and life review.

Incomprehensibility

Incomprehensibility is a new concept for sense of coherence in the context of older
people at the end of their lives. This is a state in which the individual lacks an
understanding of their prognosis and the ramifications on their circumstances in the
environment of serious illness. This is detrimental to the individual's ability to plan and
access necessary resources to help them cope and adapt to build a strong Sense of
Coherence. These are examples of a lack of understanding due to poor communication
resulting in Incomprehensibility. This is an example of confusion regarding one's condition.

Ike: | started shaking all over in the middle of the night. | couldn't stop.

Interviewer: You couldn't stop? You started shaking in the middle of the night and you
couldn't stop?

Ike:...And now | came back and | go downstairs and got over there and | just stood and
shook again. Interviewer: Huh. What did they say was the problem?

Ike: They don't know.

This participant's medical record reflected that he had syncope and dehydration. The
participant had a long his- tory of heart disease, which included a myocardial infarc-
tion. There was no evidence of a big-picture conversation ever occurring between this
participant and his providers. This is further evidence of the need for truth-telling and
big-picture conversations.

This excerpt displays confusion or misunderstanding of circumstances and information
that may be provided by the clinician.

Researcher: Why were you taking muscle relaxers?

Frank: Pain in my neck. | stopped taking one and um, that morning | 2 or 3 o'clock in the
morning they told me | got up, the last | remember, | got up and | called my son, and the
next thing | know | was in the hospital, and they said | had been in a coma for a couple
of weeks, and um, they traced it back to this muscle relaxer. Evidently, it was the type of
deal when you don't stop taking it all of a sudden,but nobody had said anything...l have
been going downhill ever since.

Researcher: You had some other problems, didn't you? Frank: No.

Researcher: What about your lungs? Frank: That was all tied into that.



This patient had chronic obstructive pulmonary disease but appeared to find
understanding his diagnosis challenging, although he stated it had been explained to
him. Despite his records reflecting he had been told otherwise, he insisted that his
chronic obstructive pulmonary disease was related to stopping his muscle relaxers
and remained unaware of the disease process.

This is an example of how avoidance of a discussion of one's mortality (big picture conversation)
prohibits Comprehensibility.

Researcher: What does this all mean to you?

Quincy: It means (chuckles) | don't know, | just try to do the best | can. Do you know
what | mean?

Researcher: Does it make you think about your own mortality? Quincy: No, not really.
Researcher: Not really?

Quincy: (angrily) No. No, it doesn't, no.

Quincy had the highest number of 30-day readmissions in 12 months and the greatest
number of comorbidities. It was evident that there had been many discussions of his
prognosis, but he avoided the topic in the interview. It seemed he used anger to avoid
the topic of his mortality.

Other participants either were challenged by or did not understand the limitations of
Western medicine or had un- realistic expectations for the outcomes of their conditions.
In this example, either misunderstanding or denial was a barrier to understanding,
leading to Incomprehensibility.

Aaron: You know, you know...that's what | can't figure out...here | am at hospital X, and
they can't figure out what | got going and it's because it's a combination of things. You
know the liver, the ah, what's that thing called?

Alcohol-related? Cirrhosis, that's right. Kidney. So they're trying to weigh everything all at
the same time.

This participant was in multisystem failure and struggles to appreciate that there are
some things that medicine cannot remedy regardless of how prestigious the doctors or
hospital. His medical records reflected that he had several big-picture conversations but
was unable to under- stand or accept that nothing could be done about his multisystem
failure.

Aaron's situation was rich in data. Aaron continued to describe and question his
situation.

Aaron: Well there were a lot of things in play when | came here because | thought it was
strictly a, um, gallbladder issue and they found all sorts of different problems with the
liver, kidneys a “bacriol” that goes through my blood...A bacteria, yeah. It goes through
my blood, and they're working on all of it. As of today, all of the vitals, as of this morning
all of my vital signs are perfect, including my liver, including my kidneys, everything



except for...they're still trying to figure out that last piece of the puzzle to be able to
complete the process.

Interviewer: And what piece of the puzzle is that? Aaron: The gallbladder.

According to his nurse, all the correct information had been relayed to him that
morning. This may have been an issue of lack of awareness by the providers of how
to speak with very sick people or perhaps a state of denial.?® It is difficult to say if
Aaron was confused or in denial.

Denial is another way that participants exhibitincomprehensibility. The realities of
disease progression make facing these stimuli difficult, but ultimately, inevitable. In some
cases, denial is a protective mechanism. In others, denial may hinder the individual from
acceptance and create an imped ment to planning and reconciliation at the end of
life.

Continuing with Aaron, this excerpt is a description of Aaron's last day of work.

Aaron: So, | was home for a week, and then my regular...l went to work on Monday and
uh, they called my wife and said “Come pick your husband up, he's not driving
home” ‘cause they could see | was sick and didn't have the enthusiasm or voice that |
had going in there. So, they did that and | and went back Tuesday and they said we
have to put you on a leave of absence for medical until your better and come back.

Whenever you're ready to come back you've got a job.

It appears Aaron could not read between the lines of what his employers found
evident. It seems he was unable to gauge his abilities through his physical senses.
Everyone around this participant recognized that he is seriously ill, but it appears the
patient may not have had the insight to recognize his circumstances. This participant
died during that hospital admission.

EXISTING LITERATURE

There is little in the literature specific to end-of-life and Sense of Coherence. That
contained in the literature presently concerns itself with caregivers of terminally ill
people.?’2° There is room for further research and development of Antonovsky's
theory.3° Antonovsky had just begun con- templating the subject, which he presented in
a speech at the University of California at Berkeley shortly before he died, but his ideas
were in their genesis regarding end of life for older people.®' A few years later, Erikson
republished his original work with a ninth chapter included for the “final phase of life.”*?
Erikson's work echoed much of what Antonovsky opined and he adopted Sense of
Coherence as a point of theorizing. Erikson wrote about the importance of integrity at the
end of life. His work is theoretical with little practical application or intervention, but
theories are a jump-off point to all understanding and lend themselves to many research
opportunities.

Antonovsky's and Erikson's works, as well as the find- ings of this study, validate the
need for further investigation of Sense of Coherence and serial loss of general
resistance resources at end of life as a unique life phase independent of other stages in
life. This study is a start in such work. With further research, we will learn how to better



intervene to make difficult times more manageable for older adults dying in a society
with death anxiety, death denial, and un- realistic expectations of Western Medicine.
Regarding Serial Loss of Generalized Resistance Resources, similar ideas have been
discussed in other literature; however, the phenomenon has not been given a name.333°
This re- search has led to the labeling of this phenomenon.

RECOMMENDATIONS

Interventions can be developed to help these patients strengthen their
comprehensibility and Sense of Coherence. Before interventions can be implemented, there
will need to be further studies on Serial Losses of Generalized Resistance Resources. In
addition, the clinician will be required to have the skills to recognize patients as they
begin to enter this phase of life. This will require the development of tools that could be
used to help identify those who are at risk. It is recommended that this should be
presented to palliative care and geriatric fellows to begin disseminating knowledge.
Interventions resulting from this study's findings may increase Comprehensibility through
education on the relationship between Serial Loss of Generalized Resistance Resources,
and overtreatment,®-3® and the importance of excellent communication by the
clinician.?%-#" With this knowledge, the clinician potentially holds the key to
contributing to a stronger Sense of Coherence and a more healthful dying process
by freeing the patient from the confusion caused by Incomprehensibility.

CONCLUSION/DISCUSSION

Antonovsky's and Erikson's works, as well as the findings of this study, validate the
need for further investigation of Sense of Coherence and Serial Loss of Generalized
Resis- tance Resources at the end of life as a unique life phase inde- pendent of other
stages in life. This study is a start in such work. With further research, we will learn how to
better inter- vene to make difficult times more manageable for older adults dying in a
society wrought with death anxiety, death denial, and unrealistic expectations of
Western medicine.

This research resulted in 2 new concepts contributing to Antonovsky's theoretical construct
of Sense of Coherence and the midlevel theory of Salutogenesis.'®2?° These concepts
are Incomprehensibilty and Serial Loss of Generalized Resistance Resources.

These findings suggest that Sense of Coherence is a more dynamic state than previously
believed, especially in older adults with serious ilinesses. Sense of Coherence was
believed to be a mostly stable state once an individual reached the age of 30 years.?° The
strength of one's Sense of Coherence was based upon the quality of General Resistance
Resources, which is a myriad of re- sources including relationships, physical ability,
knowledge, and many other characteristics.

Unfortunately, Antonovsky did not consider permanent changes in Generalized
Resistance Resources that are expected to occur as one ages and nears the end of life.
Through this research, this phenomenon was identified and is a new concept, that being
Serial Loss of Generalized Resistance Resources. In the presence of serious iliness, the
loss of spouses and friends to death, physical agility, independence, and impending death,
it is very unlikely that the individual will be able to regain these resources, and the losses are



permanent and progressive.

Incomprehensibility is the counterpart of Comprehensibility. Incomprehensibility refers to
the lack of understanding of one's prognosis, limitations, and the fact that they are on a
trajectory of ever-increasing loss and ill health that will result in their death. To this date,
this concept can be ap- plied only to this specific population studied until further
research is completed.

Incomprehensibility is a result of varying factors. It can result from the avoidance and
denial of information pro- vided by their clinician. It can be a result of a lack of health
literacy. The most detrimental factor leading to Incomprehensibility is the failure of
clinicians to provide the essential information and/or not evaluate for understanding re-
quired to make sure their patient is informed.

The responsibility of this intervention is the propriety of the clinician, as well as the
evaluation to determine whether the patient has achieved understanding.

When a patient suffers Incomprehensibility in the environment of serial loss of general
resistance resources, the result is often chaos. Although Serial Loss of Generalized
Resistance Resources is anticipated to continue, not fully understanding their
circumstances and prognosis may impede the ability of the individual to draw on
remaining existing resources and plan for a meaningful death. What makes serial
loss of general resistance resources unlike other losses is that these losses occur when
there is no time to recuperate and replace these resources as they are so near end of
life.

Truth told by a clinician has further implications for our patients than one merely
understanding that they are near the end of life. Truth-telling, in and of itself, may allow
an individual to understand that time is limited and recognize the importance of engaging
in life review, reconciliation, garnering existing resources, and acquiring a deeper
mean- ing of their own mortality. This is the essence of Sense of Coherence for people at
this stage of life.
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