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Abstract

Shared decision making occurs when the decision is ‘preference sensitive’. It consists of identifying
the different treatment options, including a ‘do-nothing’ approach (choice talk), considering the
advantages and disadvantages of each option (option talk), and then supporting making the decision
in the light of an individual’s experiences and values (decision talk). It is most effective when working

with an ‘activated people with MS’, that is, one who is prepared for the shared decision making role.

In rehabilitation nearly all the decisions are preference sensitive and working with people with MSs to
decide what works best for them is an ethical imperative. These decisions may be framed as ‘goal
setting’. Skilled clinicians can support people with MSs to learn goal setting skills until the person has
the skills to maintain health supporting behaviours most of the time, only seeing a clinical team at
times of change or crisis. The steps in goal setting can be summarized as building empathy, creating
a contract, identifying people with MS priorities, summarising the conversation, articulating the goal,

defining actions, building coping plans and then reviewing progress.

Working with people with MSs can extend beyond working with individual people with MSs about
their individual needs to a consideration of what people with MSs want from services. This can result
in the co-production and co-design of services, as well as the identification of research priorities as

exemplified by the James Lind Alliance.
Introduction

There is little doubt that the conversations in MS clinics have changed in the last 10 years.
Two key reasons for this are the increase in the availability of effective treatments but also a
change in the relationships between people with MS and health care professionals. Effective
treatments extend beyond the significant advances in disease modification, but also include
a wider range of approaches to symptom and disability management. Successful
rehabilitation aims to support an individual in their personal and social roles, by managing the
underpinning pathology, symptoms, and disabilities and where possible modifying the

environment and other contextual factors.

A recent Cochrane review suggested that exercise and physical activities improved strength,
mobility, reduced fatigue, and improved quality of life, that in-patient and out-patient
multidisciplinary rehabilitation programmes led to gains at the levels of activity and
participation, and interventions that provided information improved patient knowledge. In

addition, there is evidence that targeted interventions can improve mood and tone [1].



Typically people with disabling MS have multiple interacting problems. Managing these
problems effectively demands input from a multidisciplinary team focused on what it is the
patient wants to do, and what is important to them. Goals, therefore, can be set at the level
of actions, intentions, or values. The value may be ‘being a good parent’, the intention ‘taking
my son to football’ and the actions include ‘taking my baclofen’, ‘doing my exercise
programme’, or ‘buying a light-weight chair, | can sit in while watching’. With this is mind, the
evidence base around individual therapy approaches may need to be modified in the context
of ‘what works’ for the individual. Goals allow clinicians to identify what has changed for the

person with MS as a result of their intervention.

The relationship between people with MS and clinicians has also changed. People with MS
have higher and more diverse demands of services. The use of technology means that people
with MS have greater access to information and arrive in clinic with perspectives on the
management that they want. Technology also increasingly means people with MS are able
to feedback about their experience of service [2]. At the same time, the demands on health
services continues to increase, so that people with MS need to be supported in self-
management [3]. This suggests that the hall-marks of excellent MS services are going to be
shared decision making [4, 5], and supported self-management [3]. It also suggests that
patient input will extend beyond the individual experience to input into service design,

development and evaluation [6].
Shared decision making

Supporting people with MS in shared decision making starts early in the patient-clinician
relationship. The changes in the number and availability of disease modifying treatments for
multiple sclerosis mean that the person with multiple sclerosis is aware that there are
different options, and has to decide, informed by their multiple sclerosis specialist of the

availability, risks and benefits of each drug, what treatment is best for them [7].

The ideal situation for shared decision making occurs when there is a clear decision to make,
the person with MS has questions, evidence-based decision support tools are available and
the health care professional has been trained in supporting shared decision making, including
how to communicate risk for people at all levels of health literacy. When this conversation
works well, the person with MS is an ‘activated patient’ [3] and the health care professional

skilled in shared decision making conversations.



Sometimes the conversation does not go so well. The person with MS may be too anxious or
distressed to be able to retain the information they are given, they may lack the cognitive or
social skills to ask clarifying questions, or express their concerns, they may have been taught
that ‘doctor knows best’, and that they should conform to a patient role deferring to
clinicians. They may perceive clinicians as authoritarian and be concerned about being seen
as a ‘challenging’ patient. Despite their best efforts, clinicians may communicate poorly. The

information is complex, the environment intimidating, time is short.
Patient activation.

Patient ‘activation’ describes the knowledge, skills and confidence a person has in managing
their own health and health care. The ‘activated’ patient is one who has prepared for the
clinic visit. They have prepared questions, they are aware of treatment guidelines, and they
will be persistent in ensuring they receive the best possible care. There is evidence the more
disabled the person with MS, they more they want to engage in this shared decision making
[8]. Such patients typically have more positive experiences of care, with better conversations
with health care professionals. They are also more likely to adhere to medication regimes
and to engage in self-management activities such as regular exercise. They report fewer care

co-ordination difficulties [3].

Four levels of patient activation have been described [9]. At the lowest level individuals may
feel unable to manage their own health. They will be passive recipients of care, and not
understand their role in the care process. This may be a common situation at diagnosis, when
individuals have little background understanding, are rapidly acquiring a new vocabulary, are
experiencing multiple new symptoms, and have spoken and unspoken anxieties and fears. If
they are well supported during this period they will stop being so passive but may still lack
the knowledge and confidence to manage their own health. With further education and
support individuals will take action, but may lack the confidence and skill to maintain these
behaviours. Finally, they can acquire the skills to maintain health supporting behaviours most

of the time, only needing input at times of particular stress.

Little has been written about patient activation in MS, but there is a significant literature on
self-efficacy [10,11], which is the belief in one's ability to succeed in specific situations or
accomplish a task [12]. Self-efficacy can play a major role in how one approaches goals, tasks,

and challenges [13]. The ‘activated’ patient will have high self-efficacy. Self-efficacy is



supported through encouragement or coaching in the context of good patient-clinician
relationship, previous experience of success in an easier or related task, vicarious learning
which may include peer support, and the physiological and emotional feedback experienced
by the individual during task performance. Self-efficacy can be increased by fostering and
focusing on goals likely to result in success (mastery experiences); encouraging individuals
about their capability to achieve goals (verbal persuasion); raising awareness that people with
similar problems have succeeded in meeting similar goals by sustained efforts (modelling);
correcting misconceptions about physical states that may deter the individual from pursuing
a particular goal, e.g. explaining that some fatigue following exercise is to be expected (re-

interpretation of symptoms).

Standardised and group based rehabilitation programmes have the advantages that they are
relatively straightforward to deliver, and can result in clear benefits, for example, in strength and
mobility. However, they run the risk of not supporting self-management, or building self-efficacy.
A time limited exercise programme, delivered in a clinical setting, may not translate into regular
daily exercise. Indeed, it may result in a passive approach because the individual believes that

they can only exercise in a clinical setting, or with supervision from a physiotherapist. In
contrast, there have been studies that demonstrate that it is possible to use groups to raise
the level of activation, build self-efficacy and support self-management. These studies often
focus on people with MS learning new skills such as fatigue management.  Fatigue
management groups that are based on self-efficacy focus on education, coaching, shared
vicarious experience, and goal setting. These and other programmes start with the individual
persons understanding of their problems and their context, encourage the individual to make
choices and change behaviours. As they obtain success, they gain mastery, confidence and
the ability to set and pursue their own goals [13]. In this sense the need for exercise and other

rehabilitation programmes to include self-management approaches is important [14]

In the context of an MS service it is worth considering how the MS population can be
segmented on the basis of both disease burden and levels of activation. People with MS with
high levels of activation and low disease burden may be supported with information provision
and electronic resources. People with MS with high levels of activation and moderate disease

burden may be managed with peer support and group intervention. In contrast, people with



MS with low levels of activation and high levels of disease burden, demand one to one work

with skilled team members [15].

Shared decision making with an activated patient results in a number of benefits including
improved knowledge and understanding, better treatment adherence, improved confidence
and coping, improved health behaviours and more appropriate service use [3,4]. Where clear
choices exist between one treatment option and other, a decisions options tool can be
developed [16], such as the MS options tool [17]. These tools focus on working together as a
team to identify the options, identifying the risks and benefits, and then choosing the correct

option for that individual in the light of their personal context and values.
Goal setting

In rehabilitation, however, there is often little robust evidence and nearly always choice. Itis
the individual’s preference, their values and beliefs that will inform the best course of action.
In this case, the language changes and we discuss ‘goal setting’ rather than ‘shared decision
making’. Goal setting describes a process of discussion and negotiation in which the person
with MS and staff determine the key priorities for that individual and agree the performance
level to be attained by the individual for defined activities within a specified time frame.
There is little evidence that goal setting improves activity, participation or functional
outcomes, but there is limited evidence that that more structured goal setting results in
higher levels of self-efficacy [18]. The focus on SMART goals, which may be appropriate for
identifying workplace performance, may be responsible for the failure to demonstrate benefit
[19]. Evaluation has been around short term functional outcomes, not around sustainable
long term change in behaviour or belief. This contrasts with the evidence around shared
decision making which suggests that it can result in improved health behaviours and effective
service use [3,4]. The evaluation of shared decision making, unlike that of goal setting, has

not focussed on functional outcomes, but has focussed on behaviours.

However these conversations are described, the essence of the goal setting activity is to
support the person with MS to identify their priorities so they can function better in their
personal and social context, i.e. to support self-management. Thus, while many people will
self-manage very successfully in a range of domains where they already have expertise, skilled
self-management is the behaviour that follows the acquisition of a range of knowledge and

skills. For example, at diagnosis, many specialist MS nurses will support people with MS in



approaches to disclosure about the diagnosis within the work-place. This is a skill which
demands knowledge but supports self-management within the workplace. This can be
framed as a goal, if that works for an individual patient. Later, specialist continence advisors
may teach people with MS how to self-catheterise. Again, this is a self-management skill that
could be framed as a goal. Being able to describe fatigue to colleagues, to understand the
contribution of various factors to fatigue, to take steps to manage these are all self-
management skills. Thus, goals could be set around the different levels of knowing,
understanding, and implementing specific skills, as well as being able to recognise when the
skills are no longer effective, and need refinement. Each level demands higher levels of

engagement and activation.

One of the key aspects of both goal setting and shared decision making is an active
partnership between an individual patient and professional staff where both have an
understanding of the framework within which they are operating, and the use of decision
support tools. This means that goals will be led by the patient rather than the health care
professional. It is tempting for health care teams to allocate goals to particular professions,
for example, walking is a physiotherapy goal, washing and dressing an occupational therapy
goal, and urinary continence belongs to a specialist continence nurse. This approach is
supported by the idea the goals are stepping stones with each step leading to the next.
However, most goals need coordinated problem solving from the person with MS and the
multidisciplinary team. For example, for a person who is getting out of bed on multiple
occasions at night to go to the toilet, may need support from the nurse (appropriate mattress)
physiotherapy (bed mobility, sit to stand, walking), occupational therapy (provision of
equipment. Goal setting in this context demands a patient-centred multidisciplinary team,
with a shared view of the individual’s impairments and contextual factors. Only then can
patient-centred goals be set. Such teams need to recognise the expertise and contribution of
all individuals and identify a key-worker who acts as team co-ordinator and communicates
with the patient. This means that teams need to have a shared vocabulary such as the WHO
international classification of function, a structure for communication, and a forum for
meeting. This is relatively straightforward for in-patient teams, more difficult for out-patient

teams and challenging for community based teams. Dynamic virtual teams springing up



around an individual patient, using electronic means to share information, and

teleconferencing can be an effective approach to managing these difficulties.

There are a number of formal goal setting tools, such as the Canadian Occupational
Performance Measure (COP-M) [20, 21], and the Goal - Action Planning (G-AP) framework
[22] but if the aim is to support the individual in a change of behaviour which in long term
supports self-management, then the core steps may be similar whatever the goal. These

steps are described below and within them the potential intervention points.

Step 1. Development of trust

The first step in shared decision making is the development of trust. In clinical practice trust
is a complex phenomenon. There are multiple components but credibility, reliability and
empathy are key elements. Credibility may be the easiest to establish, being registered as a
specialist after a rigorous training, having registration and validation systems around
continuing professional development, working in a centre of excellence all offer credibility
[23]. Reliability is more complex. It may be based on a match between patient expectation
(what they hope will happen), entitlement (what should happen) and experience (what
actually happens) [24]. Trust will be more difficult to develop if the system is unreliable. Long
waits [25], cancelled clinic appointments, unexpected changes in the health care team, will

undermine the patients’ perceptions of reliability.

Empathy is also important in building trust. These conversations between clinicians and
people with MS may set the scene for the long term relationship over the course of the
disease. Listening carefully to the individuals narrative allows the clinician to understand
what has happened [26] and what that means to the individual, in the context of their values,
aspirations and goals. Experienced therapists highlight that goal setting is about the
conversation, not the outcome [27]. Asin any long term relationship trust can grow or it can
breakdown. When it grows, people with MS and their MS specialists are able to work together

to plan the next steps in management and evaluate the impact of treatment.

Step 2. Goal setting.



Once trust has been developed the person with MS is more likely to tell the health care team
what it is that is worrying, what they want to happen now, and what is important to them in

the future.

The next steps in shared decision making are described as negotiated agenda setting and
prioritizing. Within this there will be information, communicating and management of risk,

and then summarising and making the decision.

Each of these stages may be operationalised within a goal setting framework, and each one
can be considered an opportunity to moving the individual with MS along the pathway from
a passive participant in their care to an active one with the skills to self-manage. Supporting
the patient to do so demands coaching skills. Patient activation and shared decision making
will lead to an individual who is able to set goals that support self- management, and lead to

better outcomes.

Step 2.1 Establish a contract: The first element of this, which is often neglected, is preparation
for the work that will be done together. In coaching terms, this would be establishing the
contract, which includes an explanation of the process, and the ideas of accountability for
both the individual with MS and clinician [28]. It should describe what is meant by goal
setting framing it as a collaboration, what the individual with MS can contribute (experience
of the illness, their personal context, values and beliefs), what the clinician will do (bring
knowledge about the disease, and services), what the service can and cannot offer, and that
all options will be considered in terms of the risks and benefits, advantages and disadvantage,

before a decision is made.

Step 2.2. Prioritize. The next step is a conversation about what is important to the individual
with MS. Different approaches can be used to do this. Goal setting tools such as Canadian
Occupational Performance Measure may help frame the conversation [20]. One of the
earliest goal setting tools was Wade's Life goals questionnaire [29]. More recently people
have used an approach based on acceptance and commitment therapy, particularly in the
context of mood disorder [30]. Value-based goals may be seen as a profound motivation for
positive change, and some people with MS will want to focus on value driven goals.
However, for some individuals it is easier to focus on small, 'SMART’ goals, particularly if
they are feeling overwhelmed. Linking lower-order goals or activities with higher-order

values will help self-regulation.



Step 2.3. Negotiate the next steps. These need to be tailored to the individual’s degree of
activation, and readiness to change. Goal difficulty will vary from person to person. Some
people enjoy challenging goals, others are frightened by them. People with MS with lower
levels of self-efficacy who are less activated may want to take very small steps where they
are likely to experience success. If the individual is made anxious by goal setting then
‘microgoals’ may be helpful, as may summarising what has been achieved in each session.
Challenging goals may not be achievable but there is no evidence that ‘failing’ goals is bad

for people. Goal disengagement is normal [31].

With patients with lower levels of activation the clinician needs to focus on building self-
awareness and understanding behaviour patterns, and begin to build self-efficacy through
small steps, recognising that not everything has to be tackled at once. Once an individual has
experienced success they may be able to take larger steps. What is important is the
relationship with the higher order goals, as this makes the goal meaningful. For example
‘walking for 6 minutes on treadmill’ may be a lower order goal which is achievable, but which
may be boring and unmotivating unless it is associated with a larger goal of ‘being able to

walk in the park with my children’

Step 2.4. Summarise the conversation, and articulate the goal. At this stage it may be clear
the person with MS has identified the issue they want to address, but are not sure if they are

able to do so. Identifying two goals can be helpful, of which one is a ‘do nothing’ goal.

Step 2.5 Develop coping strategies, or ‘if-then plans’. These recognise the experiences people
have previously had can help them identify potential barriers to goal achievement and
support persistence towards the goal [32, 33]. Once the behaviour is embedded in everyday
life then the coping strategies need to focus on difficult situations such as a deterioration in

function caused by infection, or disease progression.

Step 3. Goal review. Having achieved the goal, undertake a review. What happened, what
went well, what worked and what did not work for a particular person and feed this
information into the next set of goals. At this stage the coach might support patient
activation by reflecting back to the individual what they have done well and build on that.
These positive affirmations recognise what the person with MS has already done and are

important because they build self-efficacy. Further goal reviews can take this further. The



behaviour can be fully developed, so that the final stage results in identifying strategies that

the individual can use if they lose confidence or the ability again.

Box 1. Examples of goal setting talk

Building Empathy

Please tell me what has been happening to you?
What do you think would be helpful?

What are you concerned about?

What were you hoping for from coming to the clinic today?

Creating a contract

We work through a process called goal setting. Goal setting allows us to work together. You
tell us what is important to you, and what you want to work on now. We can then work out
together how to make that happen, what you need to do, and what | need to do. Normally
we work by meeting more often at the beginning, say, every two weeks, and then less
frequently as time goes on. When we meet we can review what has been happening, what’s
worked well, what hasn’t worked so well, and plan the next steps. Does that sound about

right to you? Or do you think we should meet more or less often?

Prioritise
Talk me through a day...

What is easy, what is more challenging, what would you like to change?

Summarising the conversation

| think you have bought the goals questionnaire with you, that’s really helpful. If there is one

thing that we could work on what would it be?




So, if I have this right the most difficult thing is...

But the most important thing is being is.....?

Articulating the goal
So the goal would be for ....

And the critical thing would be bringing your tone under control, and making your walking

easier?

On the one hand you want to do this, or the other hand, you think it may not be possible

because.... What would happen if you did nothing?

How would you like me to describe this goal?

Actions

I will ....

The therapist will see you and ....
You will ..

Everyday, when you do this, you will also....

If then plans

If this occurs, instead you will do....

Goal review
What worked well? What was more difficult? What have we learned?

| know ..... was a real challenge for you, and you have done really well.




Do you think now is the time to try....?

That went really well. Now is the time to put that in the diary and make a weekly

commitment.
| am impressed by the way you have stuck to that goal. It shows real commitment.
How can we build on this?

Let’s think about what you could do, if you start to find this difficult again.

Patient engagement

Activated patients may also provide insights into the service as well as their individual
treatment. Stanisewska and colleagues [34] have produce a conceptual framework; the
Warwick patient experiences framework, which highlights patients as expert participants, the
responsiveness of the service, the lived experience, continuity of care and relationships,
communication, information and support. This may be used to support an agenda around
the development and evaluation of treatments and services and focus on outcomes

important to patients.

This suggests that if patients were true partners in their own health care they would be
actively involved with the commissioning, design, delivery, management, monitoring and
evaluation of services [35]. There are examples of elements of this in different settings but
at present in most areas people with MS are not engaged in the development and delivery of
services. More effective partnership has the potential to improve services by utilising the
expertise of people with MS. engaging with patient networks such as the MS societies,
creating a wider range of services and thus more choice and by reducing waste by not

delivering unwanted or unnecessary services [35].

The research process can also benefit from active engagement of people with MS. Focusing
on specific conditions or healthcare settings, the James Lind Alliance

(http://www.jla.nihr.ac.uk/) facilitates priority setting partnerships which bring together



http://www.jla.nihr.ac.uk/

patients, carer and clinician as equals to identify and prioritise important treatment
uncertainties. This results in a list of jointly agreed research priorities which then shapes the

research agenda.

This shaping of the clinical and research agenda will also demand the use of patient reported
outcomes. The MS in the 21st Century Steering Group devised a set of themes that require
action with regard to patient engagement in MS, including increasing the importance placed
on QoL and patient concerns through patient-reported outcomes (PROs) [36]. Traditionally
PROs have been developed in many chronic conditions by exploring a specific construct with
patients and experts. The measure is then assessed in terms of its psychometric properties.
This may lead to items being discarded because they are redundant in measurement terms.
However, this can mean that the measure, while an excellent measure, does not capture
issues that are important to patients. If this measure is then said to evaluate a service then
the danger becomes that the service evolves to fit the measure and does not address issues

of importance to people with MS.

Thus the first question is what health outcomes should be measured. There are two potential
approaches. First, patient involvement in determining which outcome is measured by
including all the patient suggestions; and second, patient involvement in determining which

outcome is measured by working with people with MS help develop frameworks or domains.

A recent study with patients of clinical genetics services highlighted that patient benefits from
clinical genetics could be summarized using a new construct, empowerment [37-39] defined
as the beliefs that one:(1) Can make important life decisions in an informed way (decisional
control). (2) Has sufficient information about the condition, including risks to oneself and
one’s relatives, and any treatment, prevention and support available (cognitive control). (3)
Can make effective use of the health and social care systems for the benefit of the whole
family (behavioural control). (4) Can manage one’s feelings about having a genetic condition
in the family (emotional regulation). (5) Can look to the future having hope for a fulfilling

family life, for oneself, one’s family, and/or one’s future descendants (hope).

MS services that work with people with MS to deliver such outcomes would be a highly
effective services. Empowered people with MS engaged in their own care, and across the
spectrum of commissioning, design, delivery, management, monitoring and evaluation of

services and research should result in the best possible outcomes for themselves and others.



References

[1]: Wright C, Davey A, Elmore N, Carter M, Mounce L, Wilson E, Burt J, Roland M, Campbell J.
Patients' use and views of real-time feedback technology in general practice. Health Expect. 2017

Jun;20(3):419-433.

[2]. Hibbard J, Gilburt H. Supporting people to manage their health: An introduction to patient
activation Kings Fund 2014 ISBN: 978 1 909029 309

https://www.kingsfund.org.uk/sites/default/files/field/field publication file/supporting-people-

manage-health-patient-activation-may14.pdf

[3]. Coulter A, Collins A. Making decision making a reality: No decision about me, without me. Kings
Fund 2011 ISBN: 978 1 85717 624 7 https://www.kingsfund.org.uk/sites/default/files/Making-

shared-decision- making-a-reality-paper-Angela-Coulter-Alf-Collins-July-2011_0.pdf

[4]. Colligan E, Metzler A, Tiryaki E. Shared decision-making in multiple sclerosis. Mult Scler. 2017
Feb;23(2):185-190.

[5]. Thomson A, Rivas C, Giovannoni G. Multiple sclerosis outpatient future groups: improving the
quality of participant interaction and ideation tools within service improvement activities. BMC

Health Serv Res. 2015 Apr 23;15:105.

[6]. Ben-Zacharia A, Adamson M, Boyd A, Hardeman P, Smrtka J, Walker B, Walker T IntJ MS Care.
2018 Nov-Dec; 20(6): 287-297. Impact of Shared Decision Making on Disease-Modifying Drug

Adherence in Multiple Sclerosis

[7]. D'Amico E, Leone C, Patti F. Disability may influence patient willingness to participate in decision

making on first-line therapy in multiple sclerosis. Funct Neurol. 2016 Jan-Mar;31(1):21-3.


https://www.kingsfund.org.uk/sites/default/files/field/field_publication_file/supporting-people-manage-health-patient-activation-may14.pdf
https://www.kingsfund.org.uk/sites/default/files/field/field_publication_file/supporting-people-manage-health-patient-activation-may14.pdf

[8]. Gimbel R, Shi L, Williams JE, Dye CJ, Chen L, Crawford P, Shry EA, Griffin SF,Jones KO, Sherrill
WW, Truong K, Little JR, Edwards KW, Hing M, Moss JB. Enhancing mHealth Technology in the
Patient-Centered Medical Home Environment to Activate Patients With Type 2 Diabetes: A Multisite
Feasibility Study Protocol .JMIR Res Protoc. 2017 Mar 6;6(3):e38.

[9]. Chiu CY, Motl RW. Further validation of the Multiple Sclerosis Self-Efficacy Scale. Disabil Rehabil.
2015 Jul 26:1-10.

[10]. Fifolt M, Richardson EV, Barstow E, Motl RW. Exercise behaviors of persons with multiple
sclerosis through the stepwise implementation lens of social cognitive theory. Disabil Rehabil. 2018

Dec 4:1-9.

[11]. Bandura A. Self-efficacy: toward a unifying theory of behavioral change. Psychol Rev. 1977
Mar;84(2):191-215

[12]. Ryan RM, Deci EL. Self-determination theory and the facilitation of intrinsic motivation, social

development, and well-being. Am Psychol. 2000 Jan;55(1):68-78.

[13]. Chew S, Brewster L, Tarrant C, Martin G, Armstrong N. Fidelity or flexibility: An ethnographic
study of the implementation and use of the Patient Activation Measure. Patient Educ Couns. 2018

May;101(5):932-937.

[14]. Stacey D, Légaré F, Lewis K, Barry MJ, Bennett CL, Eden KB, Holmes-Rovner M, Llewellyn-
Thomas H, Lyddiatt A, Thomson R, Trevena L. Decision aids for people facing health treatment or

screening decisions. Cochrane Database Syst Rev. 2017 Apr 12;4:CD001431.

[15]. MS Decisions https://www.mstrust.org.uk/about-ms/ms-treatments/ms-decisions



https://www.mstrust.org.uk/about-ms/ms-treatments/ms-decisions

[16]. Levack WM, Weatherall M, Hay-Smith EJ, Dean SG, McPherson K, Siegert RJ. Goal setting and
strategies to enhance goal pursuit for adults with acquired disability participating in rehabilitation.

Cochrane Database Syst Rev. 2015 Jul 20;(7):CD009727

[17]. Parsons JGM, Plant SE, Slark J, Tyson SF. How active are patients in setting goals during
rehabilitation after stroke? A qualitative study of clinician perceptions. Disabil Rehabil. 2018

Feb;40(3):309-316.

[18]. Law M, Baptiste S, McColl M, Opzoomer A, Polatajko H, Pollock N. The Canadian occupational
performance measure: an outcome measure for occupational therapy. Can J Occup Ther. 1990

Apr;57(2):82-7.

[19]. Lexell EM, Flansbjer UB, Lexell J. Self-perceived performance and satisfaction with performance
of daily activities in persons with multiple sclerosis following interdisciplinary rehabilitation. Disabil

Rehabil. 2014;36(5):373-8.

[20]. Scobbie L, Dixon D, Wyke S. Goal setting and action planning in the rehabilitation setting:

development of a theoretically informed practice framework. Clin Rehabil. 2011 May;25(5):468-82.

[21]. Rieckmann P, Boyko A, Centonze D, Coles A, Elovaara |, Havrdova E, Hommes O, Lelorier J,
Morrow SA, Oreja-Guevara C, Rijke N, Schippling S. Future MS care: a consensus statement of the

MS in the 21st Century Steering Group. J Neurol. 2013 Feb;260(2):462-9.

[22] Bowling A, Rowe G, Lambert N, Waddington M, Mahtani KR, Kenten C, Howe A,Francis SA. The
measurement of patients' expectations for health care: a review and psychometric testing of a

measure of patients' expectations. Health Technol Assess. 2012 Jul;16(30):i-xii, 1-509.



[23]. Ward PR, Rokkas P, Cenko C, Pulvirenti M, Dean N, Carney AS, Meyer S. ‘Waiting for’ and
‘waiting in” public and private hospitals: a qualitative study of patient trust in South Australia BMC

Health Serv Res. 2017; 17: 333.

[24]. Greenhalgh T, Hurwitz B. Narrative based medicine: why study narrative? BMJ.1999 Jan
2;318(7175):48-50.

[25]. Lloyd A, Roberts AR, Freeman JA. 'Finding a balance' in involving patients in goal setting early

after stroke: a physiotherapy perspective. Physiother Res Int.2014 Sep;19(3):147-57

[26]. Sandroff BM, Klaren RE, Pilutti LA, Dlugonski D, Benedict RH, Motl RW. Randomized controlled
trial of physical activity, cognition, and walking in multiple sclerosis. J Neurol. 2014 Feb;261(2):363-
72.

[27]. Sivaraman Nair KP, Wade DT. Life goals of people with disabilities due to neurological disorders.

Clin Rehabil. 2003 Aug;17(5):521-7.

[28]. Nordin L, Rorsman la. Cognitive behavioural therapy in multiple sclerosis: a randomized

controlled pilot study of acceptance and commitment therapy. J Rehabil Med. 2012 Jan;44(1):87-90.

[29]. Wrosch C, Scheier MF, Miller GE, Schulz R, Carver CS. Adaptive self-regulation of unattainable
goals: goal disengagement, goal reengagement, and subjective well-being. Pers Soc Psychol

Bull.2003 Dec;29(12):1494-508.

[30]. Scobbie L, McLean D, Dixon D, Duncan E, Wyke S. Implementing a framework for goal setting in
community based stroke rehabilitation: a process evaluation. BMC Health Serv Res. 2013 May

24;13:190.



[31]. McPherson KM, Kayes, NM, Kersten P, Meaning as a smarter approach to goals in
rehabilitation. Chapter 6 in Rehabilitation Goal Setting Eds Siegert RJ, and Levack WM. CRC Press
2015

[32]. Staniszewska S, Boardman F, Gunn L, Roberts J, Clay D, Seers K, Brett J, Avital L, Bullock I, O
Flynn N. The Warwick Patient Experiences Framework: patient-based evidence in clinical guidelines.

Int J Qual Health Care. 2014Apr;26(2):151-7.

[33]. Batalden M, Batalden P, Margolis P, Seid M, Armstrong G, Opipari-Arrigan L,Hartung H.
Coproduction of healthcare service. BMJ Qual Saf. 2016Jul;25(7):509-17.

[34]. Rieckmann P, Boyko A, Centonze D, Elovaara |, Giovannoni G, Havrdova E, Hommes O,
Kesselring J, Kobelt G, Langdon D, LeLorier J, Morrow SA, Oreja-Guevara C,Schippling S, Thalheim C,
Thompson H, Vermersch P. Achieving patient engagement in multiple sclerosis: A perspective from
the multiple sclerosis in the 21 Century Steering Group. Mult Scler Relat Disord. 2015 May;4(3):202-
18

[35]. McAllister M, Payne K, Macleod R, Nicholls S, Dian Donnai, Davies L. Patient empowerment in

clinical genetics services. J Health Psychol. 2008 Oct;13(7):895-905.

[36]. McAllister M, Dunn G, Todd C. Empowerment: qualitative underpinning of a new clinical

genetics-specific patient-reported outcome. Eur J Hum Genet. 2011 Feb;19(2):125-30.

[37]. McAllister M, Dunn G, Payne K, Davies L, Todd C. Patient empowerment: the need to consider it
as a measurable patient-reported outcome for chronic conditions. BMC Health Serv Res. 2012 Jun

13;12:157.






