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ABSTRACT

Objectives: Patients with complex long-term needs experience multiple parallel care processes,
which may have conflicting or competing goals, within their individual Patient Trajectory (iPT). The
alignment of multiple goals of is often implicit or non-existent, and has received little attention in the
literature. Research questions: 1) What goals for care, relevant for the iPT can be identified from the
literature? 2) What goal typology can be proposed based on goal characteristics? 3) How can professionals
negotiate a consistent set of goals for the iPT?

Design: Document content analysis of health service research papers, on the topic of “goals for
care”.

Setting: With increasing prevalence of multimorbidity, guidance regarding the identification and
alignment of goals for care across organizations and disciplines is urgently needed.

Participants: 70 papers that describe “goals for care”, “health” or “the good health care process”
relevant to a general iPT, identified in a step wise structured search of Medline, Web of Science and
Google Scholar.

Results: We developed a goal typology with four categories: Three are professionally defined:1)
Functional, 2) Biologic/ Disease and 3) Adaptive goals. The fourth is the patient’s personally defined
goals. Professional and personal goals may conflict, in which case goal prioritization by creation of a goal
hierarchy can be useful. We argue that the patient has the moral and legal right to determine the goals at
the top of such a goal hierarchy. Professionals can then translate personal goals into realistic professional
goals such as standardized health outcomes linked to evidence based guidelines. Thereby, goals are
aligned with one another, the iPT will be truly patient centered, and care follows professional guidelines.

Conclusion: Personal goals direct professional goals and define the success criteria of the iPT.
However, making personal goals count require brave and wide-sweeping attitudinal, organizational and
regulatory transformation of care delivery.

STRENGTHS AND LIMITATIONS OF THIS STUDY

e Multiple care processes within the individual Patient Trajectory (iPT) are often guided by implicit
and possibly conflicting goals for care.

o The health service research literature is the key arena for professional discussion regarding what
the goals of care are or ought to be, yet goal-conflict within the iPT has received scant attention.

e Asno formal set of keywords define this set of papers, we may have missed papers that could
have met our inclusion criteria.

e We made a document content analysis of health service research documents that describe “goals
for care”, “health” or “the good health care process” relevant to the general iPT and on the basis
of this developed a goal-hierarchy for goal alignment in iPTs.

® This paper work is mainly theoretical. Further research should test the usefulness of a goal-
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INTRODUCTION

The individual Patient Trajectory (iPT) for persons with multiple long-term conditions (LTCs)
consists of multiple parallel care processes.[1] Ideally, the iPT for a patient with multi-morbidity is guided
by the patient’s priorities and an alignment of all professionally driven care processes and their goals.
However, in an increasingly fragmented and specialized health care system, each specialist tends to take
responsibility for only one care process. In addition patients and informal caregivers contribute to the care
process according to personal goals, which may or may not be aligned with professional goals.[2] As
goals for care are often implicit, patients with multiple LTCs at best, experience a confusing iPT due to
many unaligned goals for care. At worst, the iPT might grind to a deadlock between hidden, unclear,
overwhelming and conflicting goals.[2-4].

Understanding the problem is half of the answer.

The following case story is but one in a larger case series of patients with multiple LTCs, all
displaying the same deep system disconnects.[3] Alfred, a 75-year old widower, suffers from five
potentially life-threatening conditions: generalized atherosclerosis including an aortal aneurysm, atrial
fibrillation, congestive heart failure, renal failure and recurrent duodenal ulcers. Alfred had 34 separate
encounters with the health care services (GP visits, out-patient visits and hospital admissions) the last
year, including 98 days in hospital over 4 emergency admissions. Figure 1 outlines the health services
involved in his care and their focus:

In our interview with him, Alfred expressed appreciation for the care he had received, but had two
main concerns:

o Transport: Alfred became a widower 3 years ago, but has recently found a lady friend
whom he wishes to visit. However, Aflred’s has lost his driver’s license due to health
issues and public transport is unavailable. No one has addressed Alfred’s need for
disabled transport.

o Medications: Alfred said, “I take 20 tablets a day. I don’t understand what they are all
good for. (...) If [ am not careful, 15 or 30 min after I take them, I will either vomit or
have diarrhea.” This happens every 2™ to 3™ day. The medical records at the hospital or
GP does not mention this problem.

Alfred is surrounded by specialist, nursing services and a GP working towards the common goal of
improving Alfred’s overall health. However, they are addressing his intertwined problems through parallel
series of consultations where each service limit their focus to their area of expertise and their professional
standardized goals. None of the specialists have a dialogue with each other about Alfred’s health issues.
Alfred’s two personal goals: to be able to visit his sweetheart and to solve the digestion problems which
disrupt his medication regime, are effectively ignored. His providers tailor his care neither to his multi-
morbidity nor to his personal preferences. The key questions are: Which overarching goals should have
guided the overall process of Alfred’s care, and who gets to prioritize between them?

Previous research on goal setting in care processes
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30 This is a document content analysis of selected health service research papers, according to methods 2 S
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e Three books which review the terms “health”, “medicine”, and “disease” respectively.[6 7 21]

o A set of seminal papers defining goals for care already familiar to the authors: WHO health
definitions, works of Donabedian and the Institute of medicine.[22-25]

e Systematic searches performed in 2013-14 in Medline and Web of Science (ISI), which cover most
health disciplines journals,[26] on the terms: “concepts of health”, “goals for care/health” and
“quality of care”, limited to English language, Reviews and “health service research”.

e A snowballing process: When additional goal-concepts were identified, we made supplementary
searches in Google Scholar, Medline and/ or Web of Science® to uncover more papers describing
it. Searches ended when we had enough material to make a description of the essential
characteristics and typical examples of goals linked to the goal-concept. These searches continued
until manuscript submission in 2015.

We included 70 “Goal-papers”, (see appendix B) of which 34 focused on the goals for care, 17
focused on the process of care and 19 focused on both. The first paper is from 1927, but more than half are
published in 2000-12. The authors of these papers represent either WHO or locations with a predominant
Western cultural background (North America, Australia, Europe).

Analyses

The included papers were subjected to stepwise deductive — inductive content analysis using Nvivo
software (v10, from QSR ®). All authors contributed to and commented on analyses to ensure the
development of meaningful categories across professional boundaries. We developed a two level analysis:

Identifying goal-concepts: The unstructured papers were coded to reflect the underlying goal
terminology, using the paper’s own vocabulary.[19 20] We applied no theoretical framework at this stage.
We contrasted and compared the identified codes so that all papers sharing the same terminology were
grouped, thereby identifying a goal-concept. A goal-concept guide, (enclosed as appendix A) described a
goal’s’ defining feature, the typical goals, and examples references, ensured coding consistency across
papers.

Developing a goal-typology and goal relationships: The following theoretical lenses were applied
to the goal-concepts identified in the first level analysis:

e Disablement model: Based on Verbrugge and Jette’s disablement model we created a goal
typology which we applied to our set of goal-concepts.[27-29]

e The ethics of authenticity,[30] and specifically Taylor’s work describes the emphasis that
Western culture places on the person.[31] With reference to this framework, we grouped goal-
concepts in terms of how well they accommodate the patient’s personalized goal setting in the
iPT.

e Goal theory was used to create a model for goal alignment within the iPT.[32-34]

Ethics and authors’ roles.

The first author, who is a physician and health service researcher and is the guarantor of the study,
performed all searches and analyses in dialogue with the co-authors. The co-authors represent a multi-
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Functional goals: Health is a resource for a desired functional ability in a social context. (Goals 6
- 12), and the goal of care is to restore function. Goals range from biologic function (i.e. urinary
continence) at one end, to highly personalized skills (i.e. mountain climbing) that define a
person’s identity at the other.

Biological goals: Health is absence of biological malfunction or disease. (Goals 1-5) Diseases
have a biological basis or etiology for symptomatology and signs. The goal for care is to remove
the cause of disease and relieve symptoms through biologic manipulation.

Social Adaptive goals: Health is a social construct. (Goal 13, from Table 1) Social goals reduce
the impact of a health condition and prevent or create opportunities for health through social
action. These goals can be further sub-divided into goals to enhance “Adaptive personal coping
skills” and goals that create an “Adaptive environment”.

With the exception of the papers on the Disablement model (Goal 6), we found that authors neither

discuss nor try to envision how they would position their goal relative to other goals. Most authors focus
on isolated care goals and processes that lie firmly within their professional domain, giving little occasion

to recognize or discuss a potential “clash” with other goals in an iPT. The disablement model however,
views “Functional ability” as an overarching goal that is supported by Disease/ Biologic and Adaptive
measures as shown in Fig 2.

Goal framework II - based on the ethics of authenticity

Although the Goal typology I incorporates all relevant goal-concepts of Table 1, it does not really

accommodate the essence of the three “person-centered” goal-concepts (Goals 10-12). Western culture

places a strong emphasis on the person and the person’s duty and a right to exercise his/ her free-will to

create a “life project” for oneself. Individuals build and communicate their identities through words and
actions that reflect their current values and commitments.[38] Although the individual is considered the

author of his/ her identity, identity is developed in a social context which shapes and sets boundaries to
individual pursuits. An identity is in constant development, contingent on dialogue, interactions, and re-

actions to who he/she is. Ignoring the individuality of the person, depersonalization, is experienced as
deeply hurtful.[38] Through the lens of Authenticity ethics, we established two new goal groups:

1)

2)

The patient’s personal goals: honor the patient’s right to make decisions about his/ her personal
matters, which includes health matters. The “autonomy”, “personhood” and “spirituality” goals
(goals 10-12) belong here. They amount to a personal construction of what “health» means to the
individual and health care’s role is to support them as far as realistically possible.

The professional goals: are the remaining goals from Table 1, defined and set by professionals in

terms of Function, Biology and Adaptive goals (Goals 1-9 and 13).

We have now set the patient’s “personal goals” apart from the “functional” goals, but otherwise Goal-

framework I is unchanged. To understand how “personal” goals can be grafted onto this framework it is
necessary to examine personally and professionally set goals closer.

The tension between personal and professional goals:

Professionals are highly specialized in solving a relatively narrow set of biological or functional problems.
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2 S
3 Most professionals are not at all prepared to solve the fluctuating broad personal goals linked to a “life 3
g project”, as a professional by definition focuses on a limited set of problems. Specialization requires a -é’
6 grouping of similar “problems” (i.e. patients with similar diagnoses). All problems within a “group” share =2
7 the same essential attributes. A diagnosis, such as appendicitis, represents a group of patients with the %
8 same condition. All members of the “appendicitis” group share the same cause for disease and will benefit o
20 from the same set of interventions. - g
=P

E The professional mode of operation is thus strongly “depersonalized” in the sense that professionals % g
13 gain experience, test and develop their knowledge and tools in the context of groups of people. In order to T3
14 identify the correct course of action, a professional’s primary task is to place the patient in the correct Z El
ig group. Once the professional has classified the patient’s problem, the specialist can draw upon a wealth of é i
17 knowledge, from past and current patients, from personal experience and the experience of other =R
18 specialists that applies to the group in question. The bottom line is that health professionals regularly treat %%
:zlg individuals as representatives of a “group”. Any professional who fails to aim for professionally set goals é'g
21 could face legal prosecution. It follows that it is in the professional’s self-interest to satisfy “professional” ey
22 requirements. e ;
23 Sg
gg The pain of being ignored as a person é %
g? Thus, it happens, that patients who are already experiencing vulnerability in terms of bad health, g%
28 may in addition experience the pain of “disappearing” as persons with a unique identity. The gg
29 institutionalized trappings of health-care treats them as an anonymous representative of a group of S g
30 patients. The most extreme examples of this tension comes from palliative care, where professionals feel 0] 2
g; compelled to promote professionally set goals even when it is acknowledged that the patient is dying and ga;ﬁ%
33 further treatment is in contradiction with the patient’s written “living will”.[39] The traumatizing effects o=
34 of depersonalization has been well described by many patients.[2 4] 8 2
35 EE
g? The alignment of multiple goals - general goal theory EE
38 o o . 25
39 It seems intuitively difficult to respect both professionalism and personal goals at the same time, but =3
40 goal-setting theory shows how consistent set of goals are created. Goals represent the desired future state 59
41 of affairs. They serve to direct resources towards activities that support the desired state, and away from @ i
42 irrelevant activities.[34] Both in case of conflicting goals or complementary goals that compete for ga’é.
ji resources, an explicit prioritization of goals is called for.[32-34] This is done by creating a goal hierarchy, %é
45 where the highest level goal invokes a vision of the desired future, which is then broken down into sub- 5o
46 goals and tasks.[32 33] We have previously argued that professional’s skills and knowledge pertain to % c
47 groups. Only the individual can provide a legitimate “vision” for the future desired state of the individual. %%
jg We propose that Personal goals legitimize which professional goals to pursue, and how to pursue them. R
50 This is a value-based choice sustained by the ethics of authenticity described above and by: BN
51 73
52 o  Western legislation: Human rights declaration and national legislations support the individual’s gé
gi right to make their personal choices count in all aspects of life, including health. %-
55 e Ethics: The balance between “paternalistic beneficence” and “patient autonomy” challenges &
56 health personnel with two moral duties: “The first is to respect the self-determination or autonomy _F“é
g; of the patient. The second, often neglected duty, is to help restore that autonomy or help establish %_
59 H
60 9 g
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it when it is absent.”’[40 41]
o Effectiveness studies. There is evidence that patient involvement and engagement in care, i.e.

care where the patient’s own priorities are heeded, have better health and functional outcomes.[42
43]

By putting the patient’s personal goals on top of the goal-hierarchy, the tension between personal
and professional goals effectively disappears. Professional goals are the Lego-blocks that build the iPT in
accordance with personal goals. The tension between personal and professional goals surfaces only when
personal goals are held equal or subordinate to professional goals. The resulting goal-framework is
depicted in figure 3:

DISCUSSION

Main findings

Based on document analysis of 70 health service research papers on health concepts and goals for
care, we created a goal typology and goal hierarchy relevant for the iPT. The individual’s personal goals
are at the top of the goal-hierarchy. Health professionals then translate personal goals into realistic
professional goals within Functional, Biological and Adaptive domains. Such a goal hierarchy clarifies the
relationships between personal and professional goals. Goal attainment at the personal level both defines
and guides successful care.

Strengths and Limitations:

We have not found other papers that examine and analyze the variation of goals for care across
relevant disciplines and its implications in an iPT context. Thus, this appears to be an original contribution
to the discussion of how to achieve continuity of care, high quality care and personalized care. Our multi-
professional background was vital to both identifying and understanding the epistemological and
professional implications of differing goals across professional and lay roles, and the trustworthiness of
our analysis.

We may have missed papers that could have met our inclusion criteria, however, our aim was not an
exhaustive search for all possible goals for care, but rather a large enough sample of goal papers that could
serve as a basis for the development of a goal-typology. Our goal typology seems robust, as publications
identified late in the search process did not bring new goal-types, indicating a saturation of the material.

Previous research

The person centered care literature has long underlined the importance of the patient’s personal
goals in all care decisions.[44 45] A goal-oriented approach, where goals are set by the patient was
proposed already in 1968 and was recently re-visited by Reuben.[46 47][45] However, the person-
centered care movement has failed to merge the strengths of disease- and person-centered care practices.
Understanding the relationships between personal and professional goals, where personal goals are the
overarching guide to the setting of professional goals, is key to the delivery of truly personalized care.
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Implications for practice

Already in 1927 Peabody berated his colleagues for losing sight of the patient’s personal needs.[48]
Although the call for personalized care has only grown, it still seems out of reach in modern health care.[1
2 4 49]. In light of our findings, this is not surprising, since the tensions between personalized and
professional goals are inherent to professionalism and specialization, and is still poorly understood. The
care system is, currently designed to deliver single disease episodic care that supports professional
goals.[1] Specialists presently have no benefit from changing their scope and goals from a relatively tidy
professional focus, which may be challenging and complex enough in and of itself, and add on to it the
personal fuzzy unspecific cross-disciplinary personal goals of patients. Turning care processes around so
that professionals truly start with and adhere to personal goals will require wide-sweeping, brave and
visionary efforts on the part of health managers.

While this paper underlines the importance of personal goals for care, this paper is not an argument
for a unilateral patient command of health care decisions and resources. The operationalization of goals of
care must take place in a shared decision making process, where the professional duty is to translate the
personal goals into goals that are realistic professional goals aligned with clinical, financial, ethical and
regulatory boundaries.[44 50] Situations where professional goals and means are incompatible with the
personal goals will remain a dilemma.[51] However, a goal-hierarchy may be an appropriate tool to
identify and discuss openly and nonjudgmentally the clashes of interest that occur when patients find that
professional advice is in contradiction to their wishes.

Health personnel routinely experience situations that are too urgent, patients who are too ill, too
cognitively impaired, too emotionally upset or feel too un-informed to make confident judgments about
their goals. We realize that personal goals might not be available to guide care at these times. However,
health professionals are well taught regarding which professional goals to move towards first in such
situations. The challenge is perhaps the opposite: As soon as the emergency is over, in the transition from
acute care to follow-up care, patients must be actively engaged in re-assessing professionally set goals.

Implications for future research.

Many issues emerge from the findings in this study. There is a need to test whether goal concepts,
which were not included here, could have changed our analytic results. Scholars from other cultural
contexts are invited to reflect on the validity of our goal hierarchy. This is a theoretical piece of work, and
the proposed goal-setting model needs testing in real care settings to assess if better alignment between
personalized goals and professional goals improves continuity and quality of care across professional and
organizational borders.

This model of goal-setting does not solve the delicate and difficult issue of gaining insight into
“what is important” for the individual patient. Nor does it relieve professionals of the duty of translating
“what is important” into professional goals that are realistic. It does however give professionals a clear
and unambiguous guide to the primary goal for care: to improve and maintain health, where health is
defined by “what is important to the patient”. Personalized goals are not “nice to have”, they are at the
core of what health care is about. Care should be evaluated in terms of meeting the personal goals set by
patients. Making personal goals set the course for care, can be likened to a paradigmatic shift that requires
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require brave wide-sweeping regulatory, organizational and attitudinal reformation within our care
systems.

ACKNOWLEDGEMENTS

We are grateful to the Norwegian Research Council and Regional health authorities, Northern Norway for
their financial support.

COMPETING INTERESTS

All authors have completed the Unified Competing Interest form at
www.icmje.org/coi_disclosure.pdf (available on request from the corresponding author) and
declare that (1) GKRB, AS, DG, AS. NF, CR and VF have no support from any company for the
submitted work; (2) GKRB, AS, DG, AS. NF, CR and VF have no relationships with any
companies that might have an interest in the submitted work in the previous 3 years; (3) their
spouses, partners, or children have no financial relationships that may be relevant to the
submitted work; and (4) GKRB, AS, DG, AS. NF, CR and VF have no non-financial interests that
may be relevant to the submitted work.

FUNDING AND TRANSPARENCY DECLARATION:

This study was supported by research grants from the Regional health authorities, Northern
Norway (grant # HST1024-11 5396), and the Norwegian research council (grants # 213973, and #
232184). The authors have no conflicts of interest that could influence the contents of this paper.
Data sharing of full list of publications included in analyses are available from the
corresponding author at request. The lead author (the manuscript's guarantor) affirms that the
manuscript is an honest, accurate, and transparent account of the study being reported; that no
important aspects of the study have been omitted; and that any discrepancies from the study as
planned have been explained

AUTHOR’S CONTRIBUTIONS

All authors developed the initial research question. GKRB, VF, DG, CR and AS secured support
and funding for data-collection and analyses. GKRB is responsible for data-collection, primary
analyses and first draft of manuscript. All authors had full access to the data and provided input
for in terms of relevant additional papers, critical review of drafts and methodology, and
contributions to the final manuscript. All authors read, edited and approved the final
manuscript.

DATA SHARING STATEMENT

The empirical data on which this paper is based are the selection of health service literature
papers included in our document analysis. The full list of publications are given in appendix B.

12
For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 12 of 31

‘saifojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o} Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied dUSIBAIUN e G2Z0Z ‘TT aune uo jwod fwg uadolway/:dny woly papeojumod ‘STOZ J2qwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paystgnd isiiy :uado rING


http://bmjopen.bmj.com/

Page 13 of 31 BMJ Open

©CoO~NOUITA,WNPE

REFERENCES

1. Tinetti ME, Fried T, Boyd C. DEsigning health care for the most common chronic condition—
multimorbidity. JAMA: the journal of the American Medical Association
2012;307(23):2493-94 doi: 10.1001/jama.2012.5265[published Online First: Epub Date]|.

2. Cassel EJ. The nature of suffering and the goals of medicine. The New England journal of
medicine 1982;306(11):639-45

3. Berntsen G, Hoyem A, Gammon D. The health service seen from a patient perspective.
[Prosjektrapport - Helsetjenesten sett fra pasientens stasted. Pasientforlep ved langvarige
og komplekse behov i Troms- og Ofoten]: Norwegian center for integrated care and
telemedicine, Helse Nord RHF, 2014.

4. Frank AW. The Wounded Storyteller: Body, Iliness, and Ethics, Second Edition: University of
Chicago Press. Kindle Edition. , 2013-10-18.

5. World Health Organization. Everybody's business : strengthening health systems to improve
health outcomes : WHO’s framework for action, 2007.

6. Blaxter M. Chapter 1 How is health defined? Health. Cambridge, UK: Cambridge: Polity,
2004.

7. Schei E. What is medicine? [Hva er medisin?]: Universitetsforlaget, 2007.

8. Brown CR. Where are the patients in the quality of health care? International Journal for
Quality in Health Care 2007;19(3):125-26 doi: 10.1093/intghc/mzm009[published Online
First: Epub Date])|.

9. Donabedian A. The quality of medical care: a concept in search of a definition. Journal of
Family Practice 1979;9(2):277-84

10. Wolf A, Ekman I, Dellenborg L. Everyday practices at the medical ward: a 16-month
ethnographic field study. Bmc Health Services Research 2012;12 doi: 10.1186/1472-
6963-12-184[published Online First: Epub Date]|.

11. Paul Olson TJ, Brasel KJ, Redmann AJ, Alexander GC, Schwarze ML. Surgeon-reported
conflict with intensivists about postoperative goals of care. JAMA surgery
2013;148(1):29-35 doi: 10.1001/jamasurgery.2013.403[published Online First: Epub
Date]|.

12. Ainsworth CR, Pamplin JC, Allen DA, Linfoot JA, Chung KK. A bedside communication
tool did not improve the alignment of a multidisciplinary team's goals for intensive care
unit patients. Journal of Critical Care 2013;28(1) doi:
10.1016/j.jcrc.2012.09.006[ published Online First: Epub Date]|.

13
For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘saifojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o} Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied dUSIBAIUN e G2Z0Z ‘TT aune uo jwod fwg uadolway/:dny woly papeojumod ‘STOZ J2qwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paystgnd isiiy :uado rING


http://bmjopen.bmj.com/

©CoO~NOUITA,WNPE

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

BMJ Open

Playford ED, Dawson L, Limbert V, Smith M, Ward CD, Wells R. Goal-setting in
rehabilitation: report of a workshop to explore professionals' perceptions of goal-setting.
Clinical Rehabilitation 2000;14(5):491-96 doi: 10.1191/0269215500cr3430a[published
Online First: Epub Date]|.

Heisler M, Vijan S, Anderson RM, Ubel PA, Bernstein SJ, Hofer TP. When do patients and
their physicians agree on diabetes treatment goals and strategies, and what difference does
it make? Journal of General Internal Medicine 2003;18(11):893-902 doi: 10.1046/j.1525-
1497.2003.21132 x[published Online First: Epub Date]|.

Rise MB, Westerlund H, Bjergen D, Steinsbekk A. Safely cared for or empowered in mental
health care? Yes, please. International Journal of Social Psychiatry 2013 doi:
10.1177/0020764012471278[published Online First: Epub Date]|.

Kuluski K, Gill A, Naganathan G, Upshur R, Jaakkimainen RL, Wodchis WP. A qualitative
descriptive study on the alignment of care goals between older persons with multi-

morbidities, their family physicians and informal caregivers. BMC Fam Pract 2013;14
doi: 10.1186/1471-2296-14-133[published Online First: Epub Date]|.

Prior L. Chapter 5. Researching Documents. Emergent Methods. In: Hesse-Biber SN, ed.
Handbook of Emergent Methods.

Prior L. Using Documents in Social Research, chapter 6. In: Silverman D, ed. Qualitative
Research. Issues of Theory, Method and Practice, 3rd edition, 2011:77 - 92.

Krippendorff K. Content Analysis: An Introduction to Its Methodology: SAGE Publications,
2012.

Tjora A. [Qualitative research methods - a practical guide] Kvalitative forskningsmetoder i
praksis 2nd edition ed. Oslo: Gyldendal norsk forlag AS, 2012.

Hudson RP. Disease and its control: the shaping of modern thought: Greenwood Press
Westport, Connecticut, Kindle edition, 1983.

Donabedian A. Evaluating the quality of health care. Milbank Mem Fund Q Health Soc
1966;44:166-203

WHO. Preamble to the Constitution of the World Health Organization as adopted by the
International Health Conference, New York, 19-22 June, 1946. 1948

WHO. Ottawa Charter for health promotion: World Health Organization, 1986:21.

Committee on Quality of Health Care in America. Crossing the Quality Chasm: A New
Health System for the 21st Century: Institute of Medicine - National Academy of
Sciences, 2001.

Falagas ME, Pitsouni EI, Malietzis GA, Pappas G. Comparison of PubMed, Scopus, Web of
Science, and Google Scholar: strengths and weaknesses. FASEB journal : official

14
For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 14 of

‘saifojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o} Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied dUSIBAIUN e G2Z0Z ‘TT aune uo jwod fwg uadolway/:dny woly papeojumod ‘STOZ J2qwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paystgnd isiiy :uado rING

31


http://bmjopen.bmj.com/

Page 15 of 31

©CoO~NOUITA,WNPE

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

BMJ Open

publication of the Federation of American Societies for Experimental Biology
2008;22(2):338-42 doi: 10.1096/1].07-9492LSF[published Online First: Epub Date])|.

Verbrugge LM, Jette AM. The disablement process. Social Science & Medicine
1994;38(1):1-14 doi: http://dx.doi.org/10.1016/0277-9536(94)90294-1 [published Online
First: Epub Date])|.

Jette AM. Toward a Common Language for Function, Disability, and Health. Physical
Therapy 2006;86(5):726-34

Jette AM. Physical disablement concepts for physical therapy research and practice. Physical
Therapy 1994;74(5):380-86

Varga S, Guignon C. Authenticity. Stanford Encyclopedia of Philosophy, 2014.
Taylor C. The Malaise of Modernity Toronto: House of Anansi Press, 1991.

Kruglanski AW, Shah JY, Fishbach A, Friedman R, Chun WY, Sleeth-Keppler D. A theory
of goal systems. Advances in experimental social psychology 2002;34:331-78

Austin JT, Vancouver JB. Goal constructs in psychology: Structure, process, and content.
Psychological bulletin 1996;120(3):338

Locke EA, Latham GP. Building a practically useful theory of goal setting and task
motivation: A 35-year odyssey. American Psychologist 2002;57(9):705-17 doi:
10.1037/0003-066X.57.9.705[published Online First: Epub Date]|.

O’Brien BC, Harris IB, Beckman TJ, Reed DA, Cook DA. Standards for reporting qualitative
research: a synthesis of recommendations. Academic Medicine 2014;89(9):1245-51

WHO. International classification of function, disability and health, 2001.

World Health Organization. Towards a Common Language for Functioning, Disability and
Health ICF, 2002.

Taylor C. The Malaise of Modernity [Autentisitetens Etikk]: House of Anansi Press,
Norwegian version: Cappelen akademisk forlag 1998, 2. opplag 2000, 1991.

Bomba PA, Kemp M, Black JS. POLST: An improvement over traditional advance
directives. Clevel. Clin. J. Med. 2012;79(7):457-64 doi:
10.3949/ccjm.79a.11098[published Online First: Epub Date]|.

Pellegrino ED, Thomasma DC. The conflict between autonomy and beneficence in medical
ethics: proposal for a resolution. J Contemp Health Law Policy 1987;3:23-46

Beauchamp T, Childress J. Respect for autonomy. Principles of Biomedical Ethics, 7th
Edition, 2013.

Coulter A, Ellins J. Effectiveness of strategies for informing, educating, and involving

15
For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘saifojouyoal Jejiwis pue ‘Buluresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied 8USIBAIUN e G2Z0Z ‘TT aung uo jwod fwg uadolway/:dny woly papeojumod ‘STOZ J2qwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paysignd 1siiy :uado cING


http://bmjopen.bmj.com/

©CoO~NOUTA,WNPE

BMJ Open

patients. British Medical Journal 2007;335(7609):24

43. Coulter A, Entwistle Vikki A, Eccles A, Ryan S, Shepperd S, Perera R. Personalised care
planning for adults with chronic or long-term health conditions. Cochrane Database of
Systematic Reviews 2015; (3).
http.//onlinelibrary.wiley.com/doi/10.1002/14651858.CD010523.pub2/abstract

http://onlinelibrary.wiley.com/store/10.1002/14651858.CD010523.pub2/asset/CD010523.pdf?v=

1 &t=i6vx6uov&s=f09a794e00d38f0edd6edff92e85d45bdd0e5165.

44, Mead N, Bower P. Patient-centredness: a conceptual framework and review of the empirical
literature. Social Science & Medicine 2000;51(7):1087-110

45. Reuben DB, Tinetti ME. Goal-Oriented Patient Care — An Alternative Health Outcomes
Paradigm. New England Journal of Medicine 2012;366(9):777-79 doi:
doi:10.1056/NEJMp1113631[published Online First: Epub Date]|.

46. Kiresuk T, Sherman R. Goal attainment scaling: A general method for evaluating
comprehensive community mental health programs. Community Ment. Health J.
1968;4(6):443-53 doi: 10.1007/BF01530764[published Online First: Epub Date]|.

47. Mold JW, Blake GH, Becker LA. Goal-oriented medical care. Fam Med 1991;23(1):46-51

48. Peabody FW. Landmark article March 19, 1927: The care of the patient. By Francis W.
Peabody. JAMA 1984;252(6):813-8

49. Engel GL. The Need for a New Medical Model: A Challenge for Biomedicine. Science
1977;196(4286):129-36

50. Elwyn G, Edwards A, Kinnersley P, Grol R. Shared decision making and the concept of
equipoise: the competences of involving patients in healthcare choices. The British
Journal of General Practice 2000;50(460):892

51. Starr J, Zawacki BE. Voices from the silent world of doctor and patient. Camb Q Healthc
Ethics 1999;8(2):129-38

16
For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 16 of

‘saifojouyoal Jejiwis pue ‘Buluresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o} Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied dMUSIBAIUN e G2Z0Z ‘TT aune uo jwod fwg uadolway/:dny wolj papeojumod ‘STOZ J2quwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paysignd 1sii) :uado CING

31


http://bmjopen.bmj.com/

Page 17 of 31 BMJ Open

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

©

=

1 3
2 5
3 =
2 LEGENDS for FIGURES 2
5 ©
6 Figure 1: The health services involved in Alfred’s individual Patient Trajecotory (iPT) and their main §
7 focus of care according to the electronic medcial record at hospital and GP, Tromse Norway, 2012 %
8 o
QD

20 Figure 2: Goal framework I, inspired by Verbrugge and Jette[27-29] o
o°

11 . . . . oQ
Figure 3: Goal framework II - The personalized hiearchical health care goal model. =

12 g
13 35
14 e
16 83
28

17 =P
18 52
2 5%
= W

21 80
22 2o
23 So
24 =8
25 ®3
26 3
27 QL B
28 s
29 Sg
% 55
31 53
32 28
33 23
34 p =
35 g 3
36 52
37 e8
38 z5
39 Q%
40 g.g
41 @3>
42 23
43 o g
P 53
o O

46 -2
47 <
>a

48 3 e
49 S o
50 ® O
51 B!
Q

52 -
53 5
54 3
55 2}
56 2
57 2
58 ‘I_’I’_I
59 )
60 0
17 p

5


http://bmjopen.bmj.com/

0
1
2
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46
47
48
49
50
51
52
53
54
55
56
57
58
59
60

PRPRPOO~NOOUORAWDNPE

BMJ Open

* Referrals to specialist care

* Medication adjustments

* Outof hour visits and emergency
referrals to hospital

Treat arythmia and heart failure
Stroke prevention
Adjust medication

Home nursing
® e services

| <+
v

Cardiology outpatient
clinic

Support at times of self-
management failure

¢ Meals

* Medication

Self-management support
*  Exercise support

*  Mobility aids

*  Drivinglicense review

*  Electric out-door wheel-chair

Rehabilitation

services
Treat intermittent I ‘J\. I @ *  Monitor aortic
infections - aneurysm:
Treat and control renal Internal medicine ol Cardiovascular « Blood pressure
fail d . Gastroenterology surgeon control
ailure o e
outpatient clinic outpatient cllnlc

Adjust medication and ward

* Treatand control recurrent
gastric ulcers

338x190mm (96 x 96 DPI)

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

outpatient clinic

Page 18 of

‘saifojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xal 01 pale|al sasn 1o Buipnjoul ‘1ybliAdod Aq paloalold
" 181910 1S3 Slied dUSIBAIUN e G2Z0Z ‘TT aune uo jwod fwg uadolway/:dny woly papeojumod ‘STOZ J2qwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paysignd 1sii) :uado CING

31


http://bmjopen.bmj.com/

Page 19 of 31

©CoOoO~NOUITA,WNPE

BMJ Open

Functional
/ ability
goal(s)

Adaptive
personal
skills goal(s)

Biology/
Disease

goal(s)

Adaptive
environment
goal(s)

254x190mm (96 x 96 DPI)

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘saifojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xa1 0} pale|al sasn 1o Buipnjoul ‘1ybliAdod Aq paloalold
" 181810 1S3 Slied 8USIBAIUN @ GZOZ ‘TT dunr uo jwod fwg-uadofwa//:duy woly pepeojumod "STOZ 18qwiadad 0T U0 £07600-GT0Z-uadolwag/9eTT 0T se paystignd isiiy :usdo [ING


http://bmjopen.bmj.com/

©CoO~NOUITA,WNPE

APPENDIX A

Presentation of goals for care, their defining characteristics and typical concrete goals associated with them.

Concepts of goals for

care

1.

Balance and
homeostasis

Biomedical

Health outcomes
Disease
prevention

Bio-psycho-social

Disability

BMJ Open

Defining features

Health is a balance between external/ internal forces, bodily components
or bodily physiological processes. Characterized by words like balance,
equilibrium, homeostasis, allostasis, holistic.

Health is absence of disease. Diseases are caused by natural forces,
which disturb biological -anatomical structures, -biochemical and/or -
physiological processes. Disease definitions are agreed upon by the medical
profession.

Health is the observable presence/ absence of a health outcome defined
as relevant for any given disease.

Health is absence of disease, and depends on disease prevention through
identification of increased risk for-, and/or early signs of a disease.

Health is absence of disease. Builds on bio-medical concept, but
emphasizes that disease is experienced and observed in terms of human
dysfunction, within the unique biological, psychological and social context of
each human being.

Health is defined by the person’s ability to perform “the necessary,
usual, expected and personally desired functions™. (10, 11) Disability arises
from the condition itself, and ability is modified by personal coping skills and
social- or environmental adaptions to disease.
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4 7. Healthisa Health is understood as wellbeing, in bio-, psycho- , emotional-, social- ..isto %@ore wellbeing.(13, 14)
g resource for and spiritual terms. Texts are unspecific in terms of how to recognize poor =)
- 2 o
7 wellbeing health. g
8 o2
9 8. Healthisa Health is understood as bio-psycho-social functioning which supports ..Isto %@gnize and address deficits in
10 resource for activities of everyday life. activities of dé{l%life.(Z, 15, 16)
11 everyday life g e
12 Sg
13 : : - . N :
14 9. Healthisa Health is the ability or capacity for self-care. ...is to Ee&@gnize compromised self-care
15 resource for self- and to supporg_sgf—management.(16—18)
16 care 8§
17 D =
o
ig 10. Healthisa Health is the ability to function autonomously, in terms of making ..isto %@)gnize and act to remove
20 resource for decisions, to pursue decisions within social context and ability to execute factors, Whlcrgggtrlct individual autonomy.(16,
21 autonomy decisions. 19, 20) > §
22 i~
o=
23 >3
24 33
25 2 g
26 11. Healthisa Health is the foundation for defining who we are, our identity, our ..isto g:e?oéct the effects of poor health on
% resource for «personhood», including our spiritual beliefs. Threats or damage to our identity identity and ugdgrstand the suffering this
29 personhood causes suffering, which is akin to poor health. produces in the Bdividual, and then act to
30 alleviate suﬁe«g@.(Zl-M)
31 =
32 ok
33 a8
34 12. Healthisa Health both supports a spiritual belief, and health supports the ...Is to reg¥ore ability to align life choices
35 resource for individual’s spiritual activities. Spirituality connects the individual to a larger and actions withfbeliefs, and/ or to understand
36 spirituality cause or religious belief. Spiritual beliefs can also support health by creating health and suffe&ng in terms of the belief
g; frameworks for sense and meaning in times of suffering. system.(21, 25-&F
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13. Health is socially Health is a social construct, which we understand in terms of the cultural, ... 1s togn%ke social- and environmental
constructed regulatory and historical context of the society in question. The impact of a resources avaffable to the person, such as health
condition depends on the society’s ability to make resources for health available = care, informat®§ social support and physical
to the individual. aids which ca%sappon the person’s ability to
manage healtHﬁ( 10)
s
14. Supernatural Health is thought to be caused and maintained by supernatural or .is tomppease religious/ supernatural
religious forces.. forces. (3 28)° Sg

Supernatural health is perhaps the oldest health model in human history.
Typical interventions appeal to higher religious or supernatural forces, via
institutions found outside of health-care systems. While we recognize its
existence, we position our analysis within a health care context, which is why
we have excluded this health-concept from further analyses
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Description Application to Submitted manuscript
Name
Concise description of the nature and topic of the study Identifying the Done see title
study as qualitative or indicating the approach (e.g., ethnography, grounded
theory) or data collection methods (e.g., interview, focus .group) is
. recommended
S1 |Title
Summary of key elements of the study using the abstract format of the Done — see abstract
intended publication; typically includes background, purpose, methods,
results, and conclusions
S2 | Abstract
Description and significance of the problem/phenomenon studied; review of | Done — see introduction
. relevant theory and empirical work; problem statement
S3 |Introduction
Purpose of the study and specific objectives or questions Done — See research questions
S4 |Research Q
-Qualitative approach (e.g., ethnography, grounded theory, case study, Document content analysis. Inductive — deductive theoretical
phenomenology, narrative research) and guiding theory if appropriate; approach.
identifying the research paradigm (e.g., postpositivist, constructivist/ ) )
interpretivist) is also recommended; rationale Interpretative and theory driven approach
See methods,
S5 | Approach
‘Researchers' characteristics that may influence the research, including Described, see methods
personal attributes, qualifications/experience, relationship with participants,
assumptions, and/or presuppositions; potential or actual interaction
Researcher between researchers' characteristics and the re_search .questions,
. approach, methods, results, and/or transferability
S6 | characteristics
Setting/site and salient contextual factors; rationale Described, see introduction
S7 |Context
How and why research participants, documents, or events were selected; Described, see methods
criteria for deciding when no further sampling was necessary (e.g.,
. sampling saturation); rationale
S8 |Sampling
Documentation of approval by an appropriate ethics review board and Described, see methods
participant consent, or explanation for lack thereof; other confidentiality and
. data security issues
S9 | Ethics
Types of data collected; details of data collection procedures including (as | Described, see methods
appropriate) start and stop dates of data collection and analysis, iterative
S10 | Data collectoin | process, triangulation of sources/methods, and modification of procedures
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7 Description of instruments (e.g., interview guides, questionnaires) and Not applicable
8 Data collection Fiewces (e.g., audio recorders) used for data collection; if/fhow the
X instrument(s) changed over the course of the study
9 S11 |instruments
10 Number and relevant characteristics of participants, documents, or events | Described: Goal papers > goal terminology > goals > goal typologies
11 . included in the study; level of participation (could be reported in results)
S$12 | Units of study
12 Methods for processing data prior to and during analysis, including Described, Nvivo
13 Data transcription, data entry, data management and security, verification of data
14 513 . integrity, data coding, and anonymization/deidentification of excerpts
processing
15 —— —— -
-Process by which inferences, themes, etc., were identified and developed, | Described, see methods
16 including the researchers involved in data analysis; usually references a
17 14 | Dat Ivsi specific paradigm or approach; rationale b
18 ata analysis
19 Techniques of Techniques to enhance trustworthiness and credibility of data analysis Described — use of multiprofessional author group
20 $15 | trust thi (e.g., member checking, audit trail, triangulation); rationale
rustwortniness
21 Main findings (e.g., interpretations, inferences, and themes); might include | Described - see results.
. development of a theory or model, or integration with prior research or
Synthesis and theory
23 S16 | interpretations
24 Links to Evidence (e.g., quotes, field notes, text excerpts, photographs) to See appendix
25 517 irical dat substantiate analytic findings
26 empirical data
i -short summary of main findings; explanation of how findings and See discussion
27 Integration
28 with prior conclusions connect to, support, elaborate on, or challenge conclusions of
earlier scholarship; discussion of scope of application/ generalizability;
29 work, identification of unique contribution(s) to scholarship in a discipline or field
30 implictations,
31 transferabiltiy
32
and
33 . .
contributions
gg 518 | to the field
o Trustworthiness and limitations of findings See discussion
36 S19 | Limitations
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ABSTRACT

Objectives: Patients with complex long-term needs experience multiple parallel care processes,
which may have conflicting or competing goals, within their individual Patient Trajectory (iPT). The
alignment of multiple goals of is often implicit or non-existent, and has received little attention in the
literature. Research questions: 1) What goals for care, relevant for the iPT can be identified from the
literature? 2) What goal typology can be proposed based on goal characteristics? 3) How can professionals
negotiate a consistent set of goals for the iPT?

Design: Document content analysis of health service research papers, on the topic of “goals for
care”.

Setting: With increasing prevalence of multimorbidity, guidance regarding the identification and
alignment of goals for care across organizations and disciplines is urgently needed.

Participants: 70 papers that describe “goals for care”, “health” or “the good health care process”
relevant to a general iPT, identified in a step wise structured search of Medline, Web of Science and
Google Scholar.

Results: We developed a goal typology with four categories: Three are professionally defined:1)
Functional, 2) Biologic/ Disease and 3) Adaptive goals. The fourth is the patient’s personally defined
goals. Professional and personal goals may conflict, in which case goal prioritization by creation of a goal
hierarchy can be useful. We argue that the patient has the moral and legal right to determine the goals at
the top of such a goal hierarchy. Professionals can then translate personal goals into realistic professional
goals such as standardized health outcomes linked to evidence based guidelines. Thereby, goals are
aligned with one another, the iPT will be truly patient centered, and care follows professional guidelines.

Conclusion: Personal goals direct professional goals and define the success criteria of the iPT.
However, making personal goals count require brave and wide-sweeping attitudinal, organizational and
regulatory transformation of care delivery.

STRENGTHS AND LIMITATIONS OF THIS STUDY

e Multiple care processes within the individual Patient Trajectory (iPT) are often guided by implicit
and possibly conflicting goals for care.

e Goal-conflict within the iPT has received scant attention. By use of “Goal-hierarchies” we show
that when personal goals are set above professional goals, this may clarify and resolve tension
between potentially conflicting goals.

e Reflecting upon how professionals ought to engage with patients in vulnerable situations about
their personal goals is a topic of its own right, but lies outside the scope of this paper.

o We identified potential goals from the health service research literature, but as no formal set of
keywords define this topic, we may have missed papers that could have met our inclusion criteria.

e This paper work is mainly theoretical. Further research should test the usefulness of a goal-
hierarchy in care for patients with complex long-term needs.
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1 3
2 >
; INTRODUCTION 3
5 =
6 The individual Patient Trajectory (iPT) for persons with multiple long-term conditions (LTCs) =2
7 consists of multiple parallel care processes.[1] Ideally, the iPT for a patient with multi-morbidity is guided %
8 by the patient’s priorities and an alignment of all professionally driven care processes and their goals. o
20 However, in an increasingly fragmented and specialized health care system, each specialist tends to take g
11 responsibility for only one care process. In addition patients and informal caregivers contribute to the care ;—9 =
12 process according to personal goals, which may or may not be aligned with professional goals.[2] As T8
13 goals for care are often implicit, patients with multiple LTCs at best experience a confusing iPT due to é_%
1;' many unaligned goals for care. At worst, the iPT might grind to a deadlock between hidden, unclear, g -(gD
16 overwhelming and conflicting goals.[2-4]. § ?B
17 =P
ig Understanding the problem is half of the answer. %é
S5 b
3(1) The following pseudonymised case story, published with patient consent by Berntsen et al, is but %g
22 one in a larger case series of patients with multiple LTCs, all displaying the same deep system = 2
23 disconnects.[3] “Alfred”, a 75-year old widower, suffers from five potentially life-threatening conditions: é"g
24 generalized atherosclerosis including an aortal aneurysm, atrial fibrillation, congestive heart failure, renal c §
gg failure and recurrent duodenal ulcers. “Alfred” had 34 separate encounters with the health care services % 3
27 (GP visits, out-patient visits and hospital admissions) the last year, including 98 days in hospital over 4 %i
28 emergency admissions. Figure 1 outlines the health services involved in his care and their focus: SE
29 S
30 In our interview with him, «Alfred» expressed appreciation for the care he had received, but had 0] g
31 two main concerns: § >
32 ag
gi o Transport: «Alfred» became a widower 3 years ago, but has recently found a lady friend %%
35 whom he wishes to visit. However, Alfred has lost his driver’s license due to health issues 35
36 and public transport is unavailable. No one has addressed «Alfred»’s need for disabled é =
g; transport. EZ%
39 o Medications: «Alfred» said, “I take 20 tablets a day. I don’t understand what they are all 53
40 good for. (...) If [ am not careful, 15 or 30 min after I take them, I will either vomit or §:§
41 have diarrhea.” This happens every 2™ to 3™ day. The medical records at the hospital or a z
jé GP does not mention this problem. %’%
44 . L . . 53
45 «Alfred» is surrounded by specialist, nursing services and a GP working towards the common goal =S
46 of improving «Alfred»’s overall health. However, they are addressing his intertwined problems through % 2
a7 parallel series of consultations where each service limit their focus to their area of expertise and their %%
jg professional standardized goals. None of the specialists have a dialogue with each other about «Alfred»’s ee
50 health issues. «Alfred»’s two personal goals: to be able to visit his sweetheart and to solve the digestion BN
51 problems which disrupt his medication regime, are effectively ignored. His providers tailor his care v
52 neither to his multi-morbidity nor to his personal preferences. The key questions are: Which overarching gé
gi goals should have guided the overall process of «Alfred»’s care, and who gets to prioritize between them? %-
55 S,
56 Previous research on goal setting in care processes Gl
57 S
(7]
60 3 g
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The general goal of care is according to the WHO “to promote, restore or maintain health”.[5]
Consequently, the operationalization of the “health” concept by each contributor to an iPT, is fundamental
to goal setting in health care. A rich literature outlines the variations in the concept of health across
individuals, professions, organizations and culture.[6, 7] Essays, editorials or individual opinions,[8, 9]
have articulated these variations, but they neglect to address how they influence the goal-setting practices
of everyday care in an iPT-context. Tensions between the perspectives of health care professionals have
been reported describing disagreement both within the professional context and between patients and
professionals regarding the choice of goals.[10-16] Why these goals come to differ or contradict each
other has not been explored, and none of these publications discuss how these tensions can be resolved in
the context of an iPT.

There is an urgent need to for health professionals to understand the variation in the nature of goals
for care and the process of goal setting within context of an iPT. We have found no other studies that
examine this subject. The explicit research questions of this study are:

e  What goals for care, that are relevant for the iPT, can be identified from the literature?
e  What typology of goals can be proposed based on goal attributes?
e How can professionals negotiate a consistent set of goals for the iPT?

METHODS AND MATERIAL

Material

This is a document content analysis of selected health service research papers, according to methods
described by Prior [17, 18], Krippendorf and Tjora.[19, 20] The health service research literature is the
most important knowledge base for health care professionals in Western countries, and the key arena for
professional discussion regarding what the goals of care are or ought to be. These documents provide the
basis for our interpretative analysis of health researcher’s views of what “health care’s” goals are or
should be.

Individualized care goals are operationalizations of the general goal: “fo promote, restore or
maintain health”.[5] Included documents, hereafter called “goal papers”, were therefore articles in
scientific journals that describe “goals for care”, “health” or “the good health care process” relevant to the
general iPT seen from the perspective of one or more roles/ disciplines involved in the iPT. Papers
relevant only for episodes of care or specific types of iPTs (i.e. a narrow condition specific iPT) were
excluded. There is no cross-disciplinary set of “key-words” that uniformly identify “goal-papers”. For
example medical ethicists discuss goals of care in terms of “beneficence” and “autonomy”, while the
medical field uses terms like “outcomes” and “quality”. We defined goals described by similar goal-
terminology as separate “goal-concepts”. Our aim was not to perform exhaustive searches to flush out all
goal-concepts or even all papers within a concept. Rather we aim to identify a broad set of examples of
distinct goal-concepts that form the basis for development of a goal-typology. We therefore devised our
own step-wise iterative search strategy, where we identified as many different distinct goal-concepts as
possible until additional searches no longer contributed to our ongoing goal-typology analysis (saturation).

The first author, who is a physician and health service researcher and is the guarantor of the study,
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performed all literature searches. The co-authors represent a multi-professional background (medicine,
psychology, nursing, electronic-health, medical sociology and medical anthropology). Some authors had
considerable patient experience.

The steps of the search were:

o Three books which review the terms “health”, “medicine”, and “disease” respectively.[6, 7, 21]

e A set of seminal papers defining goals for care already familiar to the authors: WHO health
definitions, works of Donabedian and the Institute of medicine.[22-25]

e Systematic searches performed in 2013-14 in Medline and Web of Science (ISI), which cover most
health disciplines journals,[26] on the terms: “concepts of health”, “goals for care/health” and
“quality of care”, limited to English language, Reviews and “health service research”.

e A snowballing process: When additional goal-concepts were identified, we made supplementary
searches in Google Scholar, Medline and/ or Web of Science® to uncover more papers describing
it. Searches ended when we had enough material to make a description of the essential
characteristics and typical examples of goals linked to the goal-concept. These searches continued
until manuscript submission in 2015.

We included 70 “Goal-papers”, (see appendix A) of which 34 focused on the goals for care, 17
focused on the process of care and 19 focused on both. The first paper is from 1927, but more than half are
published in 2000-12. The authors of these papers represent either WHO or locations with a predominant
Western cultural background (North America, Australia, Europe).

Analyses

The included papers were subjected to stepwise deductive — inductive content analysis using Nvivo
software (v10, from QSR ®). All authors contributed to and commented on analyses to ensure the
development of meaningful categories across professional boundaries. We developed a two level analysis:

Identifying goal-concepts: The unstructured papers were coded to reflect the underlying goal
terminology, using the paper’s own vocabulary.[19, 20] We applied no theoretical framework at this stage.
We contrasted and compared the identified codes so that all papers sharing the same terminology were
grouped, thereby identifying a goal-concept. A goal-concept guide, (enclosed as appendix B) described a
goal’s’ defining feature, the typical goals, and examples references, ensured coding consistency across
papers.

Developing a goal-typology and goal relationships: The following theoretical lenses were applied
to the goal-concepts identified in the first level analysis:

e Disablement model: Based on Verbrugge and Jette’s disablement model we created a goal
typology which we applied to our set of goal-concepts.[27-29]

o The ethics of authenticity,[30] and specifically Taylor’s work describes the emphasis that
Western culture places on the person.[31] With reference to this framework, we grouped goal-
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concepts in terms of how well they accommodate the patient’s personalized goal setting in the
iPT.
e Goal theory was used to create a model for goal alignment within the iPT.[32-34]

Ethics and authors’ roles.

All authors helped formulate the original research questions. The work progressed in iterative
collaborative cycles between the first author and co-authors. All authors had full access to included
papers and co-authors were iteratively provided with both written and oral presentation of coding and
analytic results as these were developed regarding goal-typology, identification of relevant theoretical
frameworks and the analytic results of their application. Co-authors then provided feedback in terms of
insights and critical review in bilateral discussions, workshops and written feedback. All authors have
read and approved the final manuscript.

We comply with the Equator network’s recommendation of “Standards for reporting Qualitative
research” developed by O’Brien.[35] Data did not include sensitive material. Ethics or data privacy
approvals were therefore unnecessary.

RESULTS

What goals for care that are relevant for the iPT, can be identified from
the literature?

We developed a set of 14 concepts of goals for health care in our first level analysis, each defined
by a common terminology. For each concept, we made a statement that describes the goal-concept by use
of the goal’s affiliated goal terminology. (see Table 1and Appendix B).

Table 1: Concepts of goals for care identified in first-level coding.

Health is balance and homeostasis
Biomedical health

Health is to achieve desired health outcomes
Health is disease prevention
Bio-psycho-social health

Health is freedom of disability

Health is a resource for wellbeing

Health is a resource for everyday life
Health is a resource for self-care

A N A i

. Health is a resource for autonomy
. Health is a resource for personhood
. Health is a resource for spirituality

—_
— O

—_—
w N

. Health is socially constructed

._.
N

care foundations, which assume that human interventions affect health. Excluded from further
analyses.
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: H
2 S
2 What typology of goals can be proposed based on goal attributes? 3
5 ©
6 Goal framework I — based on Disablement model: §
7 =
8 According to theories of Disability, ability or functional goals, is the result of meeting relevant Biologic, %
i 0 Adaptive Personal coping and Adaptive Environmental goals.[27-29, 36, 37] A negative development in é
11 these goals produce disability, while strengthening supports function and ability. ;-? =
12 33
13 e Functional goals: Health is a resource for a desired functional ability in a social context. (Goals 6 §§
14 - 12), and the goal of care is to restore function. Goals range from biologic function (i.e. urinary g E'
ig continence) at one end, to highly personalized skills (i.e. mountain climbing) that define a é i
17 person’s identity at the other. <8
18 e Biological goals: Health is absence of biological malfunction or disease. (Goals 1-5) Diseases %%
:218 have a biological basis or etiology for symptomatology and signs. The goal for care is to remove %g
21 the cause of disease and relieve symptoms through biologic manipulation. cy
22 e Social Adaptive goals: Health is a social construct. (Goal 13, from Table 1) Social goals reduce i
23 the impact of a health condition and prevent or create opportunities for health through social g §
;g action. These goals can be further sub-divided into goals to enhance “Adaptive personal coping § %
26 skills” and goals that create an “Adaptive environment”. g o
% With the exception of the papers on the Disablement model (Goal 6), we found that authors neither %E
29 discuss nor try to envision how they would position their goal relative to other goals. Most authors focus § o
30 on isolated care goals and processes that lie firmly within their professional domain, giving little occasion o2
31 . i . . . . . =l
32 to recognize or discuss a potential “clash” with other goals in an iPT. The disablement model however, “a’g
33 views “Functional ability” as an overarching goal that is supported by Disease/ Biologic and Adaptive 8’5
34 measures as shown in Fig 2. &=
35 EE
g? Goal framework II - based on the ethics of authenticity aE
>

gg Although the Goal framework I incorporates all relevant goal-concepts of Table 1, it does not really ;:’_,_ _§
40 accommodate the essence of the three “person-centered” goal-concepts (Goals 10-12). Western culture 273
41 places a strong emphasis on the person and the person’s duty and a right to exercise his/ her free-will to ez
jé create a “life project” for oneself. Individuals build and communicate their identities through words and %%
44 actions that reflect their current values and commitments.[38] Although the individual is considered the %%
45 author of his/ her identity, identity is developed in a social context which shapes and sets boundaries to 5o
jg individual pursuits. An identity is in constant development, contingent on dialogue, interactions, and re- é’ ;
48 actions to who he/she is. Ignoring the individuality of the person, depersonalization, is experienced as %’i
49 deeply hurtful.[38] Through the lens of Authenticity ethics, we established two new goal groups: g :
50 ® O
51 1) The patient’s personal goals: honor the patient’s right to make decisions about his/ her personal ? g“
52 matters, which includes health matters. The “autonomy”, “personhood” and “spirituality” goals c
gj (goals 10-12) belong here. They amount to a personal construction of what “health» means to the %‘
55 individual and health care’s role is to support them as far as realistically possible. o
56 2) The professional goals: are the remaining goals from Table 1, defined and set by professionals in _F“é
g; terms of Function, Biology and Adaptive goals (Goals 1-9 and 13). %.
59 &
60 v g
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We have now set the patient’s “personal goals™ apart from the “functional” goals, but otherwise Goal-
framework I is unchanged. To understand how “personal” goals can be grafted onto this framework it is

necessary to examine personally and professionally set goals closer.
The tension between personal and professional goals:

Professionals are highly specialized in solving a relatively narrow set of biological or functional problems.
Most professionals are not at all prepared to solve the fluctuating broad personal goals linked to a “life
project”, as a professional by definition focuses on a limited set of problems. Specialization requires a
grouping of similar “problems” (i.e. patients with similar diagnoses). All problems within a “group” share
the same essential attributes. A diagnosis, such as appendicitis, represents a group of patients with the
same condition. All members of the “appendicitis” group share the same cause for disease and will benefit
from the same set of interventions.

The professional mode of operation is thus strongly “depersonalized” in the sense that professionals
gain experience, test and develop their knowledge and tools in the context of groups of people. In order to
identify the correct course of action, a professional’s primary task is to place the patient in the correct
group. Once the professional has classified the patient’s problem, the specialist can draw upon a wealth of
knowledge, from past and current patients, from personal experience and the experience of other
specialists that applies to the group in question. The bottom line is that health professionals regularly treat
individuals as representatives of a “group”. Any professional who fails to aim for professionally set goals
could face legal prosecution. It follows that it is in the professional’s self-interest to satisfy “professional”
requirements.

The pain of being ignored as a person

Thus, it happens, that patients who are already experiencing vulnerability in terms of bad health,
may in addition experience the pain of “disappearing” as persons with a unique identity. The
institutionalized trappings of health-care treats them as an anonymous representative of a group of
patients. The most extreme examples of this tension comes from palliative care, where professionals feel
compelled to promote professionally set goals even when it is acknowledged that the patient is dying and
further treatment is in contradiction with the patient’s written “living will”.[39] The traumatizing effects
of depersonalization has been well described by many patients.[2, 4]

The alignment of multiple goals - general goal theory

It seems intuitively difficult to respect both professionalism and personal goals at the same time, but
goal-setting theory shows how consistent set of goals are created. Goals represent the desired future state
of affairs. They serve to direct resources towards activities that support the desired state, and away from
irrelevant activities.[34] Both in case of conflicting goals or complementary goals that compete for
resources, an explicit prioritization of goals is called for.[32-34] This is done by creating a goal hierarchy,
where the highest level goal invokes a vision of the desired future, which is then broken down into sub-
goals and tasks.[32, 33] We have previously argued that professional skills and knowledge pertain to
groups. Thus, only the individual can provide a legitimate “vision” for the future desired state for the
individual. We propose that Personal goals legitimize which professional goals to pursue, and how to

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 8 of

‘saifojouyoal Jejiwis pue ‘Buluresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o} Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied dMUSIBAIUN e G2Z0Z ‘TT aune uo jwod fwg uadolway/:dny wolj papeojumod ‘STOZ J2quwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paysignd 1sii) :uado CING

32


http://bmjopen.bmj.com/

Page 9 of 32

©CoO~NOUITA,WNPE

BMJ Open

pursue them. This is a value-based choice sustained by the ethics of authenticity described above and by:

o  Western legislation: Human rights declaration and national legislations support the individual’s
right to make their personal choices count in all aspects of life, including health.

o Ethics: The balance between “paternalistic beneficence” and “patient autonomy” challenges
health personnel with two moral duties: “The first is to respect the self-determination or autonomy
of the patient. The second, often neglected duty, is to help restore that autonomy or help establish
it when it is absent.”’[40, 41]

o Effectiveness studies. There is evidence that patient involvement and engagement in care, i.e.
care where the patient’s own priorities are heeded, have better health and functional outcomes.[42,
43]

By putting the patient’s personal goals on top of the goal-hierarchy, the tension between personal
and professional goals effectively disappears. Professional goals are the Lego-blocks that build the iPT in
accordance with personal goals. The tension between personal and professional goals surfaces only when
personal goals are held equal or subordinate to professional goals. The resulting goal-framework is
depicted in figure 3:

DISCUSSION

Main findings

Based on document analysis of 70 health service research papers on health concepts and goals for
care, we created a goal typology and goal hierarchy relevant for the iPT. The individual’s personal goals
are at the top of the goal-hierarchy. Health professionals can then translate personal goals into realistic
professional goals within Functional, Biological and Adaptive domains. Such a goal hierarchy clarifies the
relationships between personal and professional goals. Goal attainment at the personal level both defines
and guides successful care.

Strengths and Limitations:

Strengths: We have not found other papers that examine and analyze the variation of goals for care
across relevant disciplines and its implications in an iPT context. Thus, this appears to be an original
contribution to the discussion of how to achieve continuity of care, high quality care and personalized
care. Our multi-professional background was vital to both identifying and understanding the
epistemological and professional implications of differing goals across professional and lay roles, and the
trustworthiness of our analysis.

Limitations: We may have missed papers that could have met our inclusion criteria. As the first
author, who has a medical background, performed all literature searches, there may be clusters of relevant
papers in other domains that were missed. However, our aim was not an exhaustive search for all possible
goals for care, but rather a large enough sample of goal papers that could serve as a basis for the
development of a goal-typology. Our goal typology seems robust, as publications identified late in the
search process did not bring new goal-types, indicating a saturation of the material.
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Our results makes the exploration of personal goals mandatory, a practice that may be especially
difficult for patients in a vulnerable situation. However, the challenges of this task, including the
involvement of family and/ or informal caregivers in the goal-setting process, are topics in their own right,
which lie outside the scope of this paper.

The exclusion of goal 14, which holds that health, is caused and maintained by supernatural or
religious forces, could be viewed as a limitation. This is perhaps the oldest health model in human history.
Typical interventions would appeal to higher religious or supernatural forces, via institutions mostly found
outside of health-care systems. While we recognize its legitimate existence, we position our analysis to be
useful within a health care context, which is why we excluded this goal from further analyses.

Previous research

The person centered care literature has long underlined the importance of the patient’s personal
goals in all care decisions.[44, 45] A goal-oriented approach, where goals are set by the patient was
proposed already in 1968 and was recently re-visited by Reuben.[45-47] However, the person-centered
care movement has failed to merge the strengths of disease- and person-centered care practices.
Understanding the relationships between personal and professional goals, where personal goals are the
overarching guide to the setting of professional goals, is key to the delivery of truly personalized care.

Of the many interventions directed at better service coordination, neither integrated care, case-
management, nor clinical pathways pay much attention to personal goals or goal alignment [48-51]. The
Chronic Care Model does emphasize “the informed active patient”, but does not really extend this into
goal oriented care.[52] However, exciting examples do exist where personal goals are used to guide
service coordination. The health and social services partnership in Scotland explicitly uses the formulation
of desired personal outcomes as a tool for both service integration and ensuring value for the service user.
[53, 54]

Implications for practice

Already in 1927 Peabody berated his colleagues for losing sight of the patient’s personal needs.[55]
Although the call for personalized care has only grown, it still seems out of reach in modern health
care.[1, 2, 4, 56]. In light of our findings, this is not surprising, since the tensions between personalized
and professional goals are inherent to professionalism and specialization, and are still poorly understood.
The care system is currently designed to deliver single disease episodic care that supports professional
goals.[1] Specialists presently have no benefit from changing their scope and goals from a relatively tidy
professional focus, which may be challenging and complex enough in and of itself, and add on to it the
fuzzy unspecific cross-disciplinary personal goals of patients. Turning care processes around so that
professionals truly start with and adhere to personal goals will require wide-sweeping, brave and visionary
efforts on the part of health managers.

While this paper underlines the importance of personal goals for care, this paper is not an argument
for a unilateral patient command of health care decisions and resources. The operationalization of goals of
care must take place in a shared decision making process, where the professional duty is to translate the
personal goals into realistic professional goals aligned with clinical, financial, ethical and regulatory
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boundaries.[44, 57] Situations where professional goals and means are incompatible with the personal
goals will remain a dilemma.[58] However, a goal-hierarchy may be an appropriate tool to identify and
discuss openly and nonjudgmentally the clashes of interest that occur when patients find that professional
advice is in contradiction to their wishes.

The goal-hierarchy depends heavily on an appropriate identification of personal goals. However,
learning and understanding what is important to another human being, is not a “check-box” activity.
Health personnel routinely experience situations that are too urgent, patients who are too ill, too
cognitively impaired, too emotionally upset or feel too un-informed to make confident judgments about
their goals. We have not touched upon the challenges of engaging patients in a sensitive manner about
their goals when these barriers occur. This is a huge and important topic of its own right, which has been
reviewed and examined by many other authors. [44, 59, 60] However, even though we realize that
personal goals might not be available to guide care at all times, we argue that health professionals are well
taught regarding which professional goals to move towards first in such unclear situations. The challenge
is perhaps the opposite: As soon as the emergency is over, in the transition from acute care to follow-up
care, patients must be actively engaged in re-assessing professionally set goals.

Implications for future research.

Many issues emerge from the findings in this study. There is a need to test whether goal concepts,
which were not included here, could have changed our analytic results. Scholars from other cultural
contexts are invited to reflect on the validity of our goal hierarchy. How goal-setting practices vary with
respect to professional background and care context is yet largely unexplored in the research literature.
This is a theoretical piece of work, and the proposed goal-setting model needs testing in real care settings
to assess if better alignment between personalized goals and professional goals improves continuity and
quality of care across professional and organizational borders.

This model of goal-setting does not solve the delicate and difficult issue of gaining insight into
“what is important” for the individual patient. Nor does it relieve professionals of the duty of translating
“what is important” into professional goals that are realistic. It does however give professionals a clear
and unambiguous guide to the primary goal for care: to improve and maintain health, where health is
defined by “what is important to the patient”. Personalized goals are not “nice to have”, they are at the
core of what health care is about. Care should be evaluated in terms of meeting the personal goals set by
patients. Making personal goals set the course for care, can be likened to a paradigmatic shift that requires
require brave wide-sweeping regulatory, organizational and attitudinal reformation within our care
systems.

ACKNOWLEDGEMENTS

We are grateful to the Norwegian Research Council and Regional health authorities, Northern Norway for
their financial support.

COMPETING INTERESTS

All authors have completed the Unified Competing Interest form at
www.icmje.org/coi_disclosure.pdf (available on request from the corresponding author) and

11
For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘saifojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o} Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied dUSIBAIUN e G2Z0Z ‘TT aune uo jwod fwg uadolway/:dny woly papeojumod ‘STOZ J2qwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paystgnd isiiy :uado rING


http://bmjopen.bmj.com/

©CoO~NOUITA,WNPE

BMJ Open

declare that (1) GKRB, AS, DG, AS. NF, CR and VF have no support from any company for the
submitted work; (2) GKRB, AS, DG, AS. NF, CR and VF have no relationships with any
companies that might have an interest in the submitted work in the previous 3 years; (3) their
spouses, partners, or children have no financial relationships that may be relevant to the
submitted work; and (4) GKRB, AS, DG, AS. NF, CR and VF have no non-financial interests that
may be relevant to the submitted work.

FUNDING AND TRANSPARENCY DECLARATION:

This study was supported by research grants from the Regional health authorities, Northern
Norway (grant # HST1024-11 5396), and the Norwegian research council (grants # 213973, and #
232184). The authors have no conflicts of interest that could influence the contents of this paper.
Data sharing of full list of publications included in analyses are available from the
corresponding author at request. The lead author (the manuscript's guarantor) affirms that the
manuscript is an honest, accurate, and transparent account of the study being reported; that no
important aspects of the study have been omitted; and that any discrepancies from the study as
planned have been explained

AUTHOR’S CONTRIBUTIONS

All authors developed the initial research question. GKRB, VF, DG, CR and AS secured support
and funding for data-collection and analyses. GKRB is responsible for data-collection, primary
analyses and first draft of manuscript. All authors had full access to the data and provided input
for in terms of relevant additional papers, critical review of drafts and methodology, and
contributions to the final manuscript. All authors read, edited and approved the final
manuscript.

12
For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 12 of

‘saifojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o} Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied dUSIBAIUN e G2Z0Z ‘TT aune uo jwod fwg uadolway/:dny woly papeojumod ‘STOZ J2qwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paystgnd isiiy :uado rING

32


http://bmjopen.bmj.com/

BMJ Open

Page 13 of 32

BMJ Open: first published as 10.1136/bmjopen-2015-009403 on 10 December 2015. Downloaded from http://bmjopen.bmj.com/ on June 11, 2025 at Universite Paris Est Creteil .
Protected by copyright, including for uses related to text and data mining, Al training, and similar technologies.

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

REFERENCES
13

ANMITUON OO


http://bmjopen.bmj.com/

©CoO~NOUITA,WNPE

BMJ Open

LEGENDS for FIGURES

Figure 1: The health services involved in «Alfred»’s individual Patient Trajecotory (iPT) and their main
focus of care according to the electronic medcial record at hospital and GP, Tromse Norway, 2012

Figure 2: Goal framework I, inspired by Verbrugge and Jette[27-29]

Figure 3: Goal framework II - The personalized hiearchical health care goal model.

. Tinetti ME, Fried T, Boyd C. DEsigning health care for the most common chronic condition—

multimorbidity. JAMA: the journal of the American Medical Association
2012;307(23):2493-94 doi: 10.1001/jama.2012.5265published Online First: Epub Date]|.

. Cassel EJ. The nature of suffering and the goals of medicine. The New England journal of

medicine 1982;306(11):639-45

. Berntsen G, Hoyem A, Gammon D. The health service seen from a patient perspective.

[Prosjektrapport - Helsetjenesten sett fra pasientens stasted. Pasientforlep ved langvarige
og komplekse behov i Troms- og Ofoten]. 2014;07-2014 doi: ISBN 978-82-8242-045-
Tpublished Online First: Epub.

. Frank AW. The Wounded Storyteller: Body, Illness, and Ethics, Second Edition: University of

Chicago Press. Kindle Edition. , 2013-10-18.

. World Health Organization. Everybody's business : strengthening health systems to improve

health outcomes : WHO’s framework for action. 2007 doi: ISBN 978 92 4 159607
7published Online First: Epub.

. Blaxter M. Chapter 1 How is health defined? Health. Cambridge, UK: Cambridge: Polity,

2004.

. Schei E. What is medicine? [Hva er medisin?]: Universitetsforlaget, 2007.

. Brown CR. Where are the patients in the quality of health care? International Journal for

Quality in Health Care 2007;19(3):125-26 doi: 10.1093/intghc/mzm009published Online
First: Epub Date]|.

9. Donabedian A. The quality of medical care: a concept in search of a definition. Journal of

Family Practice 1979;9(2):277-84

10. Wolf A, Ekman I, Dellenborg L. Everyday practices at the medical ward: a 16-month

ethnographic field study. Bmc Health Services Research 2012;12 doi: 10.1186/1472-
6963-12-184published Online First: Epub Date])|.

14
For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 14 of

‘saifojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o} Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied dUSIBAIUN e G2Z0Z ‘TT aune uo jwod fwg uadolway/:dny woly papeojumod ‘STOZ J2qwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paystgnd isiiy :uado rING

32


http://bmjopen.bmj.com/

Page 15 of 32

©CoO~NOUITA,WNPE

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23

BMJ Open

Paul Olson TJ, Brasel KJ, Redmann AlJ, et al. Surgeon-reported conflict with intensivists
about postoperative goals of care. JAMA surgery 2013;148(1):29-35 doi:
10.1001/jamasurgery.2013.403published Online First: Epub Date]|.

Ainsworth CR, Pamplin JC, Allen DA, et al. A bedside communication tool did not improve
the alignment of a multidisciplinary team's goals for intensive care unit patients. Journal
of Critical Care 2013;28(1) doi: 10.1016/j.jcrc.2012.09.006published Online First: Epub
Date]|.

Playford ED, Dawson L, Limbert V, et al. Goal-setting in rehabilitation: report of a workshop
to explore professionals' perceptions of goal-setting. Clinical Rehabilitation
2000;14(5):491-96 doi: 10.1191/0269215500cr3430apublished Online First: Epub Date]|.

Heisler M, Vijan S, Anderson RM, et al. When do patients and their physicians agree on
diabetes treatment goals and strategies, and what difference does it make? Journal of
General Internal Medicine 2003;18(11):893-902 doi: 10.1046/j.1525-

1497.2003.21132 xpublished Online First: Epub Date]|.

Rise MB, Westerlund H, Bjergen D, et al. Safely cared for or empowered in mental health
care? Yes, please. International Journal of Social Psychiatry 2013 doi:
10.1177/0020764012471278published Online First: Epub Date]|.

Kuluski K, Gill A, Naganathan G, et al. A qualitative descriptive study on the alignment of
care goals between older persons with multi-morbidities, their family physicians and
informal caregivers. BMC Fam Pract 2013;14 doi: 10.1186/1471-2296-14-133published
Online First: Epub Date]|.

Prior L. Chapter 5. Researching Documents. Emergent Methods. In: Hesse-Biber SN, ed.
Handbook of Emergent Methods.

Prior L. Using Documents in Social Research, chapter 6. In: Silverman D, ed. Qualitative
Research Issues of Theory, Method and Practice, 3rd edition, 2011:77 - 92.

Krippendorff K. Content Analysis: An Introduction to Its Methodology: SAGE Publications,
2012.

Tjora A. [Qualitative research methods - a practical guide] Kvalitative forskningsmetoder i
praksis 2nd edition ed. Oslo: Gyldendal norsk forlag AS, 2012.

Hudson RP. Disease and its control: the shaping of modern thought: Greenwood Press
Westport, Connecticut, Kindle edition, 1983.

Donabedian A. Evaluating the quality of health care. Milbank Mem Fund Q Health Soc
1966;44:166-203

. WHO. Preamble to the Constitution of the World Health Organization as adopted by the

International Health Conference, New York, 19-22 June, 1946. 1948

15
For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘saifojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o} Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied dUSIBAIUN e G2Z0Z ‘TT aune uo jwod fwg uadolway/:dny woly papeojumod ‘STOZ J2qwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paystgnd isiiy :uado rING


http://bmjopen.bmj.com/

©CoO~NOUITA,WNPE

24.

25.

26.

27.

28

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

BMJ Open

WHO. Ottawa Charter for health promotion. 1986;17:21 Online First: Epub.

Committee on Quality of Health Care in America. Crossing the Quality Chasm: A New
Health System for the 21st Century: Institute of Medicine - National Academy of
Sciences, 2001.

Falagas ME, Pitsouni EI, Malietzis GA, et al. Comparison of PubMed, Scopus, Web of
Science, and Google Scholar: strengths and weaknesses. FASEB journal : official

publication of the Federation of American Societies for Experimental Biology
2008;22(2):338-42 doi: 10.1096/1].07-9492LSFpublished Online First: Epub Date]|.

Verbrugge LM, Jette AM. The disablement process. Social Science & Medicine
1994;38(1):1-14 doi: http.//dx.doi.org/10.1016/0277-9536(94)90294-1published Online
First: Epub Date])|.

. Jette AM. Toward a Common Language for Function, Disability, and Health. Physical

Therapy 2006;86(5):726-34

Jette AM. Physical disablement concepts for physical therapy research and practice. Physical
Therapy 1994;74(5):380-86

Varga S, Guignon C. Authenticity. Stanford Encyclopedia of Philosophy, 2014.
Taylor C. The Malaise of Modernity Toronto: House of Anansi Press, 1991.

Kruglanski AW, Shah JY, Fishbach A, et al. A theory of goal systems. Advances in
experimental social psychology 2002;34:331-78

Austin JT, Vancouver JB. Goal constructs in psychology: Structure, process, and content.
Psychological bulletin 1996;120(3):338

Locke EA, Latham GP. Building a practically useful theory of goal setting and task
motivation: A 35-year odyssey. American Psychologist 2002;57(9):705-17 doi:
10.1037/0003-066X.57.9.705published Online First: Epub Date]|.

O’Brien BC, Harris IB, Beckman TJ, et al. Standards for reporting qualitative research: a
synthesis of recommendations. Academic Medicine 2014;89(9):1245-51

WHO. International classification of function, disability and health. 2001 Online First: Epub.

World Health Organization. Towards a Common Language for Functioning, Disability and
Health ICF. 2002(WHO/EIP/GPE/CAS/01.3) Online First: Epub.

Taylor C. The Malaise of Modernity [Autentisitetens Etikk]: House of Anansi Press,
Norwegian version: Cappelen akademisk forlag 1998, 2. opplag 2000, 1991.

Bomba PA, Kemp M, Black JS. POLST: An improvement over traditional advance
directives. Clevel Clin J Med 2012;79(7):457-64 doi: 10.3949/ccjm.79a.11098published
Online First: Epub Date]|.

16
For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 16 of

‘saifojouyoal Jejiwis pue ‘Buluresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied 8USIBAIUN e G2Z0Z ‘TT aung uo jwod fwg uadolway/:dny woly papeojumod ‘STOZ J2qwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paysignd 1siiy :uado cING

32


http://bmjopen.bmj.com/

Page 17 of 32 BMJ Open

©CoO~NOUTA,WNPE

40. Pellegrino ED, Thomasma DC. The conflict between autonomy and beneficence in medical
ethics: proposal for a resolution. J Contemp Health Law Policy 1987;3:23-46

41. Beauchamp T, Childress J. Respect for autonomy. Principles of Biomedical Ethics, 7th
Edition, 2013.

42. Coulter A, Ellins J. Effectiveness of strategies for informing, educating, and involving
patients. British Medical Journal 2007;335(7609):24

43. Coulter A, Entwistle Vikki A, Eccles A, et al. Personalised care planning for adults with
chronic or long-term health conditions. Cochrane Database of Systematic Reviews 2015;
(3). http://onlinelibrary.wiley.com/doi/10.1002/14651858.CD010523.pub2/abstract

http://onlinelibrary.wiley.com/store/10.1002/14651858.CD010523.pub2/asset/CD010523.pdf?v=

1 &t=i6vx6uov&s=f09a794e00d38f0eddb6edff92e85d45bdd0e5165.

44, Mead N, Bower P. Patient-centredness: a conceptual framework and review of the empirical
literature. Social Science & Medicine 2000;51(7):1087-110

45. Reuben DB, Tinetti ME. Goal-Oriented Patient Care — An Alternative Health Outcomes
Paradigm. New England Journal of Medicine 2012;366(9):777-79 doi:
doi:10.1056/NEJMp1113631published Online First: Epub Date]|.

46. Kiresuk T, Sherman R. Goal attainment scaling: A general method for evaluating
comprehensive community mental health programs. Community Ment Health J
1968;4(6):443-53 doi: 10.1007/BF01530764published Online First: Epub Date]|.

47. Mold JW, Blake GH, Becker LA. Goal-oriented medical care. Fam Med 1991;23(1):46-51

48. Johri M, Beland F, Bergman H. International experiments in integrated care for the elderly: a
synthesis of the evidence. Int J Geriatr Psychiatry 2003;18(3):222-35

49. Reilly S, Hughes J, Challis D. Case management for long-term conditions: implementation
and processes. Ageing Soc 2010;30:125-55 doi: 10.1017/s0144686x09990183published
Online First: Epub Date]|.

50. Yarmo Roberts D. Reconceptualizing case management in theory and practice: a frontline

perspective. Health services management research : an official journal of the Association
of University Programs in Health Administration / HSMC, AUPHA 2002;15(3):147-64

51. Vanhaecht K, Panella M, Van Zelm R, et al. An overview on the history and concept of care
pathways as complex interventions. International Journal of Care Pathways
2010;14(3):117-23

52. Wagner EH, Austin BT, VonKorff M. Organizing care for patients with chronic illness.
Milbank Quarterly 1996;74(4):511-&

53. Petch A, Ailsa C, Mlller E. Partnership working and outcomes: do health and social care

17
For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘saifojouyoal Jejiwis pue ‘Buluresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o} Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied dMUSIBAIUN e G2Z0Z ‘TT aune uo jwod fwg uadolway/:dny wolj papeojumod ‘STOZ J2quwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paysignd 1sii) :uado CING


http://bmjopen.bmj.com/

©CoO~NOUITA,WNPE

54

55

56

57

58

59

60

partnerships deliver for users and carers? Health and Social Care in the Community

BMJ Open

2013:doi: 10.1111/hsc.12050

. Miller E. Outcomes for Users and Carers in the Context of Health and Social Care
Partnership Working: From Research to Practice. Journal of Integrated Care 2008;16 (2)

. Peabody FW. Landmark article March 19, 1927: The care of the patient. By Francis W.

Peabody. JAMA 1984;252(6):813-8

. Engel GL. The Need for a New Medical Model: A Challenge for Biomedicine. Science

1977;196(4286):129-36

. Elwyn G, Edwards A, Kinnersley P, et al. Shared decision making and the concept of
equipoise: the competences of involving patients in healthcare choices. The British

Journal of General Practice 2000;50(460):892

. Starr J, Zawacki BE. Voices from the silent world of doctor and patient. Camb Q Healthc

Ethics 1999;8(2):129-38

. Saha S, Beach MC, Cooper LA. Patient centeredness, cultural competence, and healthcare

quality. Journal of the National Medical Association 2008;100(11):1275-85

. Tilson HH. Adherence or compliance? Changes in terminology. Ann Pharmacother

2004;38(1):161-2

18

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 18 of

‘saifojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o} Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied dUSIBAIUN e G2Z0Z ‘TT aune uo jwod fwg uadolway/:dny woly papeojumod ‘STOZ J2qwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paystgnd isiiy :uado rING

32


http://bmjopen.bmj.com/

Page 19 of 32 BMJ Open

©

<

[

O

1 ©

2 s

3 =

=

4 28

> =

6 S

7 * Referrals to specialist care . g

¢ Medication adjustments Supportat tlmes of self- a

8 *  Out of hour visits and emergency __ management failure 2

referrals to hospital ©*+ Meals o

9 *  Medication »

'_\

10 Self-management support o O

1 1 + Treatarythmia and heart failure . Exerr_:i_se support S R

*  Stroke prevention . Mc_)b_lllty.alds 9_ 5

12 *+  Adjustmedication General Practice Home nursing *  Drivinglicense review ) o &

1 T Iz Services *  Electric out-door wheel-chair ,Q, E
L = (0]

14 b 22

> U o

15 - ’ %%
O

]
o

16 . ) TN

17 Cardiology outpatient Rehabilitation < 8

18 clinic services Q g

2o

. faNe}

B =

20 * Treatintermittent ‘J\. @ \ PR * Monitor aortic ('_) 8
infections 5 N aneurysm: [

21 + Treatand control renal Internal medicine | Cardiovascular « Blood pressure [=3 =}

& Gastroenterology >

22 failure outpatient clinic T T surgeon control 8 o

23 +  Adjust medication and ward \ outpatient clinic )

+ Treatand control recurrent 2 o

24 gastric ulcers g §

25 @3

® =

27 112x63mm (300 x 300 DPI) SN

29 g2

30 = 9

25

31 52

32 ag

Q

33 2
—

34 &

35 35
5

36 52

37 e8

=

38 25
—

39 Q%

40 g'g

41 a?>

. O

—_—

45 D0
QD

46 o0

o G

8 c

47 55
>

48 3o

49 3 P

=. N

50 o

n N

51 o

52 %

53 3

<

54 3

55 2}

(0]

56 i

57 =

58 (r?'l

59 e

60 0

pE,

D

—=

o

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml


http://bmjopen.bmj.com/

©CoOoO~NOUITA,WNPE

BMJ Open

Functional
/ ability
goal(s)

Adaptive
Adaptive environment

personal goal(s)
skills goal(s)

Biology/
Disease

goal(s)

254x190mm (96 x 96 DPI)

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 20 of

‘saifojouyoal Jejiwis pue ‘Buiuresy |v ‘Buluiw elep pue 1xa1 0} pale|al sasn 1o Buipnjoul ‘1ybliAdod Aq paloalold
" 181810 1S3 Slied 8USIBAIUN @ GZOZ ‘TT dunr uo jwod fwg-uadofwa//:duy woly pepeojumod "STOZ 18qwiadad 0T U0 £07600-GT0Z-uadolwag/9eTT 0T se paystignd isiiy :usdo [ING

32


http://bmjopen.bmj.com/

Page 21 of 32 BMJ Open

o
<
(&
1 2
2 3
3 =
2 @
5 e
6 =
(%)
7 ®
8 o
9 7]
10 S
11 .E-’.-?":
12 Personal Goals g3
o
14 =
15 g-§
1 83
17 23
G &
18 Functional goals =8
19 :f
20 =®
21 s9
22 2o
23 So
24 =8
25 33
7]
26 ' ' 38
26 Adaptive goals Biology/ Disease 3
goals an
o ©
29 Sg
32 é’g
gi 254x190mm (96 x 96 DPI) g
o =
5 25
=
37 8%:
38 §§
39 e
40 e
41 = 5
42 gg
43 22
44 33
45 29
46 5 o
47 S5
48 3;3
49 o
50 38
51 S
>
52 c
53 3
54 3
55 Q.
56 i
57 >
58 %
59 )
60 0
@
For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml §


http://bmjopen.bmj.com/

©CoO~NOUITA,WNPE

BMJ Open

Appendix A — Papers included in primary analyses
(1-70)

1. Agledahl K, Fgrde R, Wifstad A. Clinical essentialising: a qualitative study of doctors’ medical
and moral practice. Medicine, Health Care and Philosophy. 2010;13(2):107-13.

2. Agledahl KM, Gulbrandsen P, Fgrde R, Wifstad A. Courteous but not curious: how doctors'
politeness masks their existential neglect. A qualitative study of video-recorded patient
consultations. Journal of Medical Ethics. 2011;37(11):650-4.

3. AHRQ. Guide to Prevention Quality Indicators. 2001.

4, Beauchamp T, Childress J. Beneficence. 2013. In: Principles of Biomedical Ethics, 7th Edition
[Internet].

5. Bensley RJ. Defining Spiritual Health: A Review of the Literature. Journal of Health Education.
1991;22(5):287-90.

6. Blaxter M. Chapter 3 How is health embodied and experienced? Health Cambridge:
Polity2004.

7. Blaxter M. Chapter 4 How is health enacted? Health Cambridge: Polity2004.

8. Blaxter M. Chapter 1 How is health defined? Health. Cambridge, UK: Cambridge: Polity;
2004.

9. Bodenheimer T, Fernandez A. High and rising health care costs. Part 4: can costs be

controlled while preserving quality? Annals of Internal Medicine. 2005;143(1):26-31.

10. Bodenheimer T, Wagner EH, Grumbach K, Bodenheimer T, Wagner EH, Grumbach K.
Improving primary care for patients with chronic illness: the chronic care model, Part 2.[see
comment]. JAMA. 2002;288(15):1909-14.

11. Bodenheimer T, Wagner EH, Grumbach K, HELSETJ P. Improving Primary Care for Patients
With Chronic lliness. JAMA. 2002;288(14):1775-9.

12. Bomba PA, Kemp M, Black JS. POLST: An improvement over traditional advance directives.
Clevel Clin ) Med. 2012;79(7):457-64.

13. Callahan D. The WHO Definition of 'Health'. The Hastings Center Studies. 1973;1(3):77-87.
14. Campbell SM, Gately C, Gask L. Identifying the patient perspective of the quality of mental
healthcare for common chronic problems: a qualitative study. Chronic Ilin. 2007;3(1):46-65.

15. Cassel EJ. The nature of suffering and the goals of medicine. The New England journal of
medicine. 1982;306(11):639-45.

16. Committee on Quality of Health Care in America. Crossing the Quality Chasm: A New Health
System for the 21st Century: Institute of Medicine - National Academy of Sciences; 2001. Available
from: http://www.nap.edu/catalog/10027.html.

17. Coulter A, Ellins J. Effectiveness of strategies for informing, educating, and involving patients.
British Medical Journal. 2007;335(7609):24.

18. Deshields TL, Nanna SK. Providing Care for the "Whole Patient" in the Cancer Setting: The
Psycho-Oncology Consultation Model of Patient Care. J Clin Psychol Med Settings. 2010;17(3):249-57.
19. Donabedian A. Evaluating the quality of health care. Milbank Mem Fund Q Health Soc.
1966;44:166-203.

20. Donabedian A. The quality of medical care: a concept in search of a definition. Journal of
Family Practice. 1979;9(2):277-84.
21. Elwyn G, Edwards A, Kinnersley P, Grol R. Shared decision making and the concept of

equipoise: the competences of involving patients in healthcare choices. The British Journal of General
Practice. 2000;50(460):892.

22. Engel GL. The Need for a New Medical Model: A Challenge for Biomedicine. Science.
1977;196(4286):129-36.

23. Freeman G, Shepperd S, Robinson |, Ehrich K, Richards S, Pitman P, et al. Continuity of care.
Report of a scoping exercise for the National Co-ordinating Centre for NHS Service Delivery and
Organisation R & D (NCCSDO) London: NCCSDO. 2001.

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 22 of

‘saifojouyoal Jejiwis pue ‘Buluresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied 8USIBAIUN e G2Z0Z ‘TT aung uo jwod fwg uadolway/:dny woly papeojumod ‘STOZ J2qwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paysignd 1siiy :uado cING

32


http://bmjopen.bmj.com/

Page 23 of 32

©CoO~NOUITA,WNPE

BMJ Open

24, Getz L, Kirkengen AL, Petursson H, Sigurdsson JA. The royal road to healing: a bit of a saga.
BMJ. 2011;343.

25. Greasley P, Chiu LF, Gartland RM. The concept of spiritual care in mental health nursing.
Journal of Advanced Nursing. 2001;33(5):629-37.

26. Hack TF, Degner LF, Parker PA, Team SC. The communication goals and needs of cancer
patients: a review. Psychooncology. 2005;14(10):831-45; discussion 46-7.

27. Hellesg R, Fagermoen MS. Cultural diversity between hospital and community nurses:
implications for continuity of care. International journal of integrated care. 2010;10.

28. Hudson RP. Disease and its control: the shaping of modern thought: Greenwood Press
Westport, Connecticut, Kindle edition; 1983.

29. Illich I. Medical nemesis, the expropriation of health: Random House; 1976.

30. Jette AM. Toward a Common Language for Function, Disability, and Health. Physical Therapy.

2006;86(5):726-34.

31. Larsen BIl. Og bedre skal det bli; Nasjonal strategi for kvalitetssforbedring i Sosial og
helsetjenesten. Oslo. Norge: Sosial og Helsedirektoratet, 2005.

32. Larson J. The World Health Organization's definition of health: Social versus spiritual health.
Soc Indic Res. 1996;38(2):181-92.

33. Lorig K, Holman H, Sobel D, Laurent D, Gonzalez V, minor M. Living a Healthy Life with
Chronic conditions: Bull Publishing Company; 1994.

34, MacDonald C. Relational professional autonomy. Camb Q Healthc Ethics. 2002;11(03):282-9.
35. Mars GM, Kempen GI, Widdershoven GA, Janssen PP, van Eijk JT. Conceptualizing autonomy
in the context of chronic physical iliness: relating philosophical theories to social scientific
perspectives. Health (Lond). 2008;12(3):333-48.

36. Mars GM, Proot IM, Janssen PP, van Eijk JT, Kempen GIl. How do people with COPD or
diabetes type 2 experience autonomy? An exploratory study. Disabil Rehabil. 2007;29(6):485-93.
37. May C, Montori VM, Mair FS. We need minimally disruptive medicine. BMJ.
2009;339(augll_2):b2803-.

38. McGlynn EA, Asch SM, Adams J, Keesey J, Hicks J, DeCristofaro A, et al. The quality of health
care delivered to adults in the United States. New England Journal of Medicine. 2003;348(26):2635-
45,

39. Mead N, Bower P. Patient-centredness: a conceptual framework and review of the empirical
literature. Social Science & Medicine. 2000;51(7):1087-110.
40. Murray CIL, Frenk J. A framework for assessing the performance of health systems. Bull

World Health Organ. 2000;78:717-31.

41. Nagi SZ. An Epidemiology of Disability among Adults in the United States. The Milbank
Memorial Fund Quarterly Health and Society. 1976;54(4):439-67.

42. Nelson JE, Danis M. End-of-life care in the intensive care unit: where are we now? Critical
Care Medicine. 2001;29(2 Suppl):N2-9.

43, Nijhuis HG, van der Maesen LJ. The philosophical foundations of public health: an invitation
to debate ENGLAND1994 [cited 48 ilp, 7909766]. 1:[1-3]. Available from:
http://ovidsp.ovid.com/ovidweb.cgi?T=JS& PAGE=reference&D=med3&NEWS=N&AN=8138758.

44, Orem DE, Taylor SG, Renpenning KML. Nursing: Concepts of practice: McGraw-Hill New York,
NY:; 1980.

45, Osborne RH, Elsworth GR, Whitfield K, Osborne RH, Elsworth GR, Whitfield K. The Health
Education Impact Questionnaire (heiQ): an outcomes and evaluation measure for patient education
and self-management interventions for people with chronic conditions. Patient Education &
Counseling. 2007;66(2):192-201.

46. Peabody FW. Landmark article March 19, 1927: The care of the patient. By Francis W.
Peabody. JAMA. 1984;252(6):813-8.

47. Pellegrino ED, Thomasma DC. The conflict between autonomy and beneficence in medical
ethics: proposal for a resolution. J Contemp Health Law Policy. 1987;3:23-46.

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘saifojouyoal Jejiwis pue ‘Buluresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied 8USIBAIUN e G2Z0Z ‘TT aung uo jwod fwg uadolway/:dny woly papeojumod ‘STOZ J2qwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paysignd 1siiy :uado cING


http://bmjopen.bmj.com/

©CoO~NOUITA,WNPE

BMJ Open
48. Porter ME. What is value in health care? New England Journal of Medicine.
2010;363(26):2477-81.
49, Proot IM, Abu-Saad HH, Van Oorsouw GG, Stevens JJ. Autonomy in stroke rehabilitation: the

perceptions of care providers in nursing homes. Nursing Ethics. 2002;9(1):36-50.
50. Purola T. A systems approach to health and health policy. Medical Care. 1972:373-9.

51. Ratcliffe J, Buxton M. Patients’ preferences regarding the process and outcomes of life-saving

technology. Int J Technol Assess Health Care. 1999;15(2):340-51.

52. Rotter T, Kinsman L, James EL, Machott A, Gothe H, Willis J, et al. Clinical pathways: effects
on professional practice, patient outcomes, length of stay and hospital costs. Cochrane Database of
Systematic Reviews [Internet]. 2010; (3). Available from:
http://onlinelibrary.wiley.com/doi/10.1002/14651858.CD006632.pub2/abstract.

53. Sackett DL, Rosenberg WMC, Gray JAM, Haynes RB, Richardson WS. Evidence based
medicine: what it is and what it isn't. BMJ. 1996;312(7023):71-2.

54, Schei E. What is medicine? [Hva er medisin?]: Universitetsforlaget; 2007.

55. Sorensen K, Van Den Broucke S, Brand H, Fullam J, Doyle G, Pelikan J, et al. Health literacy
and public health: a systematic review and integration of definitions and models. BMC Public Health.
2012(1):80.

56. Speck P, Higginson I, Addington-Hall J. Spiritual needs in health care. BMJ.
2004;329(7458):123-4.

57. Stoneberg JN, von Gunten CF. Assessment of palliative care needs. Anesthesiol Clin.
2006;24(1):1-17.
58. Taylor S, Renpenning K. Self-Care Science, Nursing Theory and Evidence-Based Practice

Springer Publishing. Kindle Edition; 2011.

59. Thygeson M, Morrissey L, Ulstad V. Adaptive leadership and the practice of medicine: a
complexity-based approach to reframing the doctor—patient relationship. Journal of Evaluation in
Clinical Practice. 2010;16(5):1009-15.

60. Van Hooft S. Health and subjectivity. Health:. 1997;1(1):23-36.

61. Verbrugge LM, Jette AM. The disablement process. Social Science & Medicine. 1994;38(1):1-
14,

62. Wagner E, Davis C, Schaefer J, Von Korff M, Austin B. A Survey of Leading Chronic Disease
Management Programs: Are They Consistent with the Literature? [Article]. Journal of Nursing Care
Quality. 2002;16(2):67-80.

63. Wagner EH, Austin BT, VonKorff M. Organizing care for patients with chronic iliness. Milbank
Quarterly. 1996;74(4):511-&.

64. Waller BN. The psychological structure of patient autonomy. Camb Q Healthc Ethics.
2002;11(03):257-65.

65. WHO. Constitution of the World Health Organization. 1946.

66. WHO. The Alma-Ata conference on primary health care. WHO Chron. 1978;32(11):409-30.
67. WHO. Ottawa Charter for health promotion. World Health Organization, 1986.

68. WHO. The World Health Report 2000. Health Systems: Improving Performance. 2000.

69. WHO. International classification of function, disability and health. 2001.

70. Worrall L. Professionalism and functional outcomes. J Commun Disord. 2006;39(4):320-7.

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

‘saifojouyoal Jejiwis pue ‘Buluresy |v ‘Buluiw elep pue 1xa1 01 pale|al sasn 1o Buipnjoul ‘1ybliAdod Aq paloalold
" 1818910 1S3 Slied 8USIBAIUN e G2Z0Z ‘TT aung uo jwod fwg uadolway/:dny woly papeojumod ‘STOZ J2qwadad 0T U0 £0v7600-GT0Z-uadolwa/oeTT 0T Se paysignd 1siiy :uado cING

Page 24 of 32


http://bmjopen.bmj.com/

Page 25 of 32

©CoO~NOUTA,WNPE

e
[Ny

ADDBADIMDPMDEDIMDDOWWWWWWWWWNDNNNNNNNNNRERRERRPERERRER
NO U PRARWNRPOOONOOUOPRWNRPOOONOUIAWNPEPOOONOODUIAWN

48

SN
O

APPENDIX B

BMJ Open

Presentation of goals for care, their defining characteristics and typical concrete goals associated with them.

Concepts of goals for

care

Balance and
homeostasis

Biomedical

Health outcomes

Disease

prevention

Bio-psycho-social

Disability

Defining features

Health is a balance between external/ internal forces, bodily components
or bodily physiological processes. Characterized by words like balance,
equilibrium, homeostasis, allostasis, holistic.

Health is absence of disease. Diseases are caused by natural forces,
which disturb biological -anatomical structures, -biochemical and/or -
physiological processes. Disease definitions are agreed upon by the medical
profession.

Health is the observable presence/ absence of a health outcome defined
as relevant for any given disease.

Health is absence of disease, and depends on disease prevention through
identification of increased risk for-, and/or early signs of a disease.

Health is absence of disease. Builds on bio-medical concept, but
emphasizes that disease is experienced and observed in terms of human
dysfunction, within the unique biological, psychological and social context of
each human being.

Health is defined by the person’s ability to perform “the necessary,
usual, expected and personally desired functions”. (10, 11) Disability arises
from the condition itself, and ability is modified by personal coping skills and
social- or environmental adaptions to disease.

Typical goal of care is...

...1s to re-establish balance or
homeostasis.(1, 2).

...1s to provide the Evidence Based
Medicine (EBM) that is likely to remove root
cause of disease.(2-4)

...1s to provide EBM likely to produce
desired outcome and minimize risks.(5-7)

...1s to provide EBM likely to postpone
disease onset/ deterioration.(8, 9)

...1s to provide EBM likely to remove
cause of disease and/or improve function in the
personalized context.(4)

...1s to restore functional ability through
treatment of condition, enhancement of coping
skills and/ or manipulation of environment.(10-
12)
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7. Healthisa
resource for
wellbeing

8. Healthisa
resource for

everyday life

9. Healthisa

BMJ Open

Health is understood as wellbeing, in bio-, psycho- , emotional-, social-
and spiritual terms. Texts are unspecific in terms of how to recognize poor
health.

Health is understood as bio-psycho-social functioning which supports
activities of everyday life.

Health is the ability or capacity for self-care.

resource for self-

care

10. Healthisa
resource for
autonomy

11. Healthisa
resource for
personhood

12. Healthis a
resource for
spirituality

Health is the ability to function autonomously, in terms of making
decisions, to pursue decisions within social context and ability to execute
decisions.

Health is the foundation for defining who we are, our identity, our
«personhoody, including our spiritual beliefs. Threats or damage to our identity
causes suffering, which is akin to poor health.

Health both supports a spiritual belief, and health supports the
individual’s spiritual activities. Spirituality connects the individual to a larger
cause or religious belief. Spiritual beliefs can also support health by creating
frameworks for sense and meaning in times of suffering.

...1s to restore wellbeing.(13, 14)

...1s to recognize and address deficits in
activities of daily life.(2, 15, 16)

...1s to recognize compromised self-care
and to support self-management.(16-18)

...1s to recognize and act to remove
factors, which restrict individual autonomy.(16,
19, 20)

...1s to detect the effects of poor health on
identity and understand the suffering this
produces in the individual, and then act to
alleviate suffering.(21-24)

...1s to restore ability to align life choices
and actions with beliefs, and/ or to understand
health and suffering in terms of the belief
system.(21, 25-27)
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1

2

3

4

5

6 13. Health is socially Health is a social construct, which we understand in terms of the cultural, ... 1s to make social- and environmental
7 constructed regulatory and historical context of the society in question. The impact of a resources available to the person, such as health
8 condition depends on the society’s ability to make resources for health available | care, information, social support and physical
9 to the individual. aids which can support the person’s ability to
12 manage health.(2, 10)

12 . . . .

13 14. Supernatural Health is thought to be caused and maintained by supernatural or ...1s to appease religious/ supernatural
14 religious forces.. forces.(3, 28)

15

16 Supernatural health is perhaps the oldest health model in human history.

17 Typical interventions appeal to higher religious or supernatural forces, via

18 institutions found outside of health-care systems. While we recognize its

19 existence, we position our analysis within a health care context, which is why

20 we have excluded this health-concept from further analyses

21

22

23

24

25
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Standards for reporting Qualtitative research(1)

Description Application to Submitted manuscript
Name
Concise description of the nature and topic of the study Identifying the Done see title
study as qualitative or indicating the approach (e.g., ethnography, grounded
theory) or data collection methods (e.g., interview, focus .group) is
. recommended
S1 |Title
Summary of key elements of the study using the abstract format of the Done — see abstract
intended publication; typically includes background, purpose, methods,
results, and conclusions
S2 | Abstract
Description and significance of the problem/phenomenon studied; review of | Done — see introduction
. relevant theory and empirical work; problem statement
S3 |Introduction
Purpose of the study and specific objectives or questions Done — See research questions
S4 |Research Q
-Qualitative approach (e.g., ethnography, grounded theory, case study, Document content analysis. Inductive — deductive theoretical
phenomenology, narrative research) and guiding theory if appropriate; approach.
identifying the research paradigm (e.g., postpositivist, constructivist/ ) )
interpretivist) is also recommended; rationale Interpretative and theory driven approach
See methods,
S5 | Approach
‘Researchers' characteristics that may influence the research, including Described, see methods
personal attributes, qualifications/experience, relationship with participants,
assumptions, and/or presuppositions; potential or actual interaction
Researcher between researchers' characteristics and the re_search .questions,
. approach, methods, results, and/or transferability
S6 | characteristics
Setting/site and salient contextual factors; rationale Described, see introduction
S7 |Context
How and why research participants, documents, or events were selected; Described, see methods
criteria for deciding when no further sampling was necessary (e.g.,
. sampling saturation); rationale
S8 |Sampling
Documentation of approval by an appropriate ethics review board and Described, see methods
participant consent, or explanation for lack thereof; other confidentiality and
. data security issues
S9 | Ethics
Types of data collected; details of data collection procedures including (as | Described, see methods
appropriate) start and stop dates of data collection and analysis, iterative
S10 | Data collectoin | process, triangulation of sources/methods, and modification of procedures
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1
2
3
4
5 in response to evolving study findings; rationale
6
7 Description of instruments (e.g., interview guides, questionnaires) and Not applicable
8 Data collection Fiewces (e.g., audio recorders) used for data collection; if/fhow the
X instrument(s) changed over the course of the study
9 S11 |instruments
10 Number and relevant characteristics of participants, documents, or events | Described: Goal papers > goal terminology > goals > goal typologies
11 . included in the study; level of participation (could be reported in results)
S$12 | Units of study
12 Methods for processing data prior to and during analysis, including Described, Nvivo
13 Data transcription, data entry, data management and security, verification of data
14 . integrity, data coding, and anonymization/deidentification of excerpts
15 S$13 | processing
-Process by which inferences, themes, etc., were identified and developed, | Described, see methods
16 including the researchers involved in data analysis; usually references a
17 14 | Dat Ivsi specific paradigm or approach; rationale b
18 ata analysis
19 Techniques of Techniques to enhance trustworthiness and credibility of data analysis Described — use of multiprofessional author group
20 $15 | trust thi (e.g., member checking, audit trail, triangulation); rationale
rustwortniness
21 Main findings (e.g., interpretations, inferences, and themes); might include | Described - see results.
22 Synthesis and development of a theory or model, or integration with prior research or
theo
23 S16 | interpretations v
24 Links to Evidence (e.g., quotes, field notes, text excerpts, photographs) to See appendix
25 517 irical dat substantiate analytic findings
26 empirical data
27 Integration -short summary of main findings; explanation of how findings and See discussion
28 with prior conclusions connect to, support, elaborate on, or challenge conclusions of
earlier scholarship; discussion of scope of application/ generalizability;
29 work, identification of unique contribution(s) to scholarship in a discipline or field
30 implictations,
31 transferabiltiy
32
and
33 . .
contributions
34 .
S18 | to the field
35 - — — - -
Trustworthiness and limitations of findings See discussion
36 519 | Limitations ¥
37 conflicts of Potential sources of influence or perceived influence on study conduct and | Not applicable
conclusions; how these were managed
38 S20 | interest 9
ig $21 | Fundi Sources offunding and other support; role offunders in data collection, Reported.
unding
41
42
43
44
45
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interpretation, and reporting

1. O’Brien BC, Harris 1B, Beckman TJ, Reed DA, Cook DA. Standards for reporting qualitative research: a synthesis of recommendations. Academic
Medicine. 2014;89(9):1245-51.
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