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Abstract

To our knowledge, information on patient-reported out-
comes (PROs) and patient-reported outcome measures 
(PROMs) has not appeared in the literature of recreation-
al therapy. This article provides an introduction to PROs 
and PROMs so recreational therapists may understand 
them and see their possible applications within recre-
ational therapy. In this article, PROs and PROMs are de-
scribed. Specific examples of PROMs, and resources for 
accessing them are provided. Discussion on the value of 
PROs in the enhancement of client care, challenges to the 
use of PROMs, and the relevance of PROMS to recre-
ational therapy practice and research follows. It is con-
cluded that the use of PROMs is an emerging approach 
that recreational therapists need to explore. 
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There has been an evolution in medicine toward increased patient involvement in 
their own care and away from paternalistic approaches (Yorkston & Baylor, 2019). This 
evolution has resulted in increased interest in patient-centered care and understand-
ing the impact of care in terms of Patient-Reported Outcomes (PROs). Recreational 
therapists (RTs) have traditionally not taken paternalistic approaches but have engaged 
in the provision of patient/client-centered care that involves fostering cooperation be-
tween RTs and the clients they serve (Austin, 2018). The employment of PROs fits in 
nicely with the client-centered care carried out by RTs. 

As will be explained in this article, the use of PROs by RTs allows for the en-
hancement of clinical practice and the employment of greater precision in documenta-
tion, as well as providing the opportunity to collect research data. But what exactly are 
PROs and how are they measured by means of patient-reported outcome measures 
(PROMs)? The purpose of this article is to identify the rationale for PROs, and describe 
both PROs and PROMs. Additionally, this article identifies sources of PROMs as well 
as discussing the values and challenges of using PROs in practice.  Finally, this article 
provides advice for the selection of PROMs in RT practice, as well as types of PROMs 
with potential for use by RTs.

Rationale for PROs
Appleby et al. (2016), in their book on PROs, stated that if the goal of health care 

is to improve the client’s health, who, other than the client, is in the best place to judge 
how their state of health affects them? This point is reinforced by the National Medical 
Director for England, Sir Bruce Keogh (2016), who reiterated the old line of the sur-
geon who stated that “the operation was a success but the patient died,” as a way of un-
derstanding the relationship between the technical administration of a clinical inter-
vention and the outcome to the patient. The patient, if he or she could report, certainly 
would not deem the surgery a success! The relevance of the client’s perspective about 
their health is clear. The client is in the best position to determine and report their per-
ceptions of their health status following the outcome of an intervention. In brief, the 
client must determine if the treatment was effective or not. Appleby et al.  (2016) stated: 

The goal of most health care is to improve patients’ health and there is a strong 
argument that patients themselves are the people best placed to judge how 
their state of health affects them. There is a growing recognition throughout 
the world’s health care systems that the patient’s perspective on health and 
health care is highly relevant to—and indeed, needs to be at the heart of—ef-
forts to improve the quality and effectiveness of health care. (p. 1)

PROs Described
One of the most widely cited definitions of PROs comes from the U.S. Food and 

Drug Administration (FDA) which defines them as, “A measurement based on a report 
that comes directly from the patient (i.e., study subject) about the status of a patient’s 
health condition without amendment or interpretation of the patient’s response by a 
clinician or anyone else” (U.S. Department of Health and Human Services-FDA, 2006, 
p. 79). Thus PROs come directly from the client or patient without any analysis by 
anyone else. The rationale for PROs is that the client or patient is in the best position to 
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judge how symptoms, environmental influences, and personal views and preferences 
together shape what they experience in terms of function, symptoms and emotional 
states (Consumer-Purchaser Alliance, n.d.; Yorkston & Baylor, 2019). In addition, as 
indicated in the FDA definition, PROs imply measurement, which facilitates compari-
sons across time and clients.

PROMs Described
PROMs are standardized questionnaires that provide numerical scores of indi-

viduals’ perceptions of what they are able to do and how they feel. These measures seek 
to reflect the direct voice of patients from their perspectives (Cella et al., 2015). PROM 
scores are derived from instruments made-up of a series of questions that ask clients to 
evaluate their health and health-related quality of life from their point of view. Thou-
sands of different PROMs exist. These may be generic covering perceptions of general 
health, or condition-specific covering perceptions of health in relation to specific dis-
eases or conditions such as cancer, depression, or substance use. PROMs complement 
other clinical measures by providing “standardized assessment of how patients func-
tion or feel with regard to their health, quality of life, mental well-being, or health care 
experience” (Lavalle et al., 2016, p. 575).

An example of a generic instrument is the widely used Medical Outcomes Study SF 
–36 (standing for short form with 36 questions; Ware & Sherbourne, 1992) that gives 
component scores to summarize an individual’s mental health and physical health. An-
other generic instrument is the EuroQual 5 Dimension (EQ – 5D; Rabin & de Charro, 
2001), which is comprised of five questions, each of which concern a dimension of 
their health. Condition-specific PROM instruments, do not capture the individual’s 
overall quality of life but are designed to assess individual’s assessment of treatment for 
specific conditions, such as respiratory conditions or depression (Appleby et al., 2016).

The use of PROMs is limited today but it is growing. One survey of health care or-
ganizations found that 38% of the organizations reporting used PROMs (NEJM Cata-
lyst, 2019). Additionally, 17% indicated they planned to implement the use of PROMs 
within the next three years. At present, there is no published research to indicate the 
degree to which RTs are using PROMs in their practice. 

Sources for PROMs
An excellent means to access PROMs is through the website HealthMeasures 

(www.healthmeasures.net). Four PROMs systems appear on the website. These are 
PROMIS® (Patient Reported Outcome Measurement Information System), Neuro-
QoL™, ASCQ-Me®, and the NIH Toolbox®, all of which were developed and evaluated 
with the National Institutes of Health. All of the systems employ state-of-the-art meth-
ods to insure the PROMs are psychometrically sound (National Institutes of Health, 
n.d.). Additionally, all provide translations in Spanish and other languages that are 
culturally sensitive.  Finally, all four systems may be used free of cost. The availability of 
standardized measures allows for the collecting of data that can be used across a large 
variety of clinical practices and in clinical research studies (Bleck et al., 2013). 

The PROMIS system provides self-report measures of global, physical, mental 
and social health for adults and children, including individuals living with chronic 
conditions. The Neuro-QoL™ system is a measurement system that offers PROMs to 
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evaluate and monitor physical, mental, and social effects experienced by adults and 
children living with neurological conditions, including but not limited to such health 
conditions as amyotrophic lateral sclerosis (ALS), Huntington’s Disease (HD), multiple 
sclerosis, stroke, spinal cord injury (SCI), and traumatic brain injury (TBI). ASCQ-Me® 
(Adult Sickle Cell Quality of Life Measurement Information System) provides PROMs 
to evaluate and monitor the physical, mental, and social well-being of adults with sickle 
cell disease (SCD). The NIH Toolbox® offers a multi-dimensional set of brief measures 
to assess cognitive, sensory, motor, and emotional functions of adults and children. 

To see how a PROM system works, individuals may go to the PROMIS® section 
of the HealthMeasures website. There they may take part in a demonstration of As-
sessment Center Computerized Adaptive Tests (CAT) on topics such as anger, anxiety, 
depression, fatigue, pain behavior, satisfaction with social roles, and satisfaction with 
discretionary social activities to name a few. Of particular interest to RTs may be the 
section on satisfaction with discretionary social activities, as well as ability to partici-
pate in social roles and activities that contains questions on an individual’s ability to 
complete leisure activities. 

Value of Patient-Reported Outcomes
 A large number of values or benefits of PROs appear in the literature (Calvert et 

al., 2019; Dawson et al., 2010; Nelson et al., 2015; Porter et al., 2017; Yorkston &. Banks, 
2019). These are delineated in the section that follows. 

Less Paternalism and Greater Client Involvement
The use of PROs is in keeping with the trend in health care away from paternal-

ism to greater client involvement in treatment choices. PROs enhance client engage-
ment, as well as  shared decision making. The use of PROs contributes to a culture of 
client-centered care, recognizing that care recipients are a critical partner in providing 
services and conveying to clients that health care personnel are interested in obtaining 
their perspectives on their health and well-being (Lavallee et al., 2016; Yorkston & Bay-
lor 2019). Additionally, client involvement is consistent with the concepts of evidence-
based practice (EBP) in which key sources of evidence include research evidence, clini-
cian judgement, and client preferences and perspectives (Porter et al.,  2017). The use of 
PROs provides important information on client reported evidence. 

Communication, Client Satisfaction and Illness Experience
It has been shown that the systematic use of information from PROs leads to better 

communication between health providers and clients as it provides a basis for discuss-
ing client concerns and experiences. Through greater focus and discussion of client-
identified concerns, PROMs contribute to improved client satisfaction with their care 
(Dawson et al., 2010; Nelson et al., 2015). PROs allow for an assessment of the client’s 
experience of illness (i.e., severity of symptoms, functioning, well-being), values and 
preferences, and goals for health (Nelson et al., 2015), as well as their overall well-being  
(Lavallee et al., 2016). Additionally, PROs can be connected to other data gathered on 
the client, such as standardized testing and progress notation to determine the cor-
respondence of the data from the client and objective data assessed by the therapist 
(Yorkston & Baylor, 2019).
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Assessment of Interventions and Decision Support 
PROs also can be used to assess the impact of interventions on clients and this in-

formation can be used for clients and health care professionals to make decisions about 
maintaining or changing treatments or procedures. Tracking outcomes over time gives 
clients and health care professionals opportunities to observe trends and adjust care 
accordingly (Calvert et al., 2019; Lavallee et al., 2016). PROs also provide information 
to track the impact of treatments on client goals, which are important patient-reported 
outcomes, helping clients and therapists to discuss priorities and inform treatment de-
cisions. This is a key source of evidence on patient needs and preferences in a compre-
hensive model of evidence-based practice (Haynes et al., 1996). Additionally, research 
studies can employ PROs and data may be reported so that multiple studies may be 
used to provide research findings to support evidence-based practice (Calvert et al., 
2019; Yorkston & Baylor 2019).

PROs fit with International Classifiction of Functioning, Disability, and 
Health

PROs fit in nicely with the adoption of the International Classification of Func-
tioning, Disability and Health (ICF; World Health Organization, 2001) in that they al-
low for the measurement of the experience of any condition from multiple perspectives 
to obtain a more comprehensive understanding of client outcomes (Yorkston & Baylor, 
2019). Such a perspective helps to not only evaluate and determine the outcomes of 
care for individual clients, but PROs can also be used in the context of audits to assess 
and manage the performance of health care providers in order to enhance the delivery 
of clinical services (Calvert et al., 2019; Dawson et al., 2010).

Challenges to the Use of PROMs in Clinical Practice
Although the use of PROs is growing, it must be recognized that as with the imple-

mentation of any new method, there will be challenges in using PROMs. Fortunately, 
there is a small body of literature (Lavalee et al., 2016; Nelson et al., 2015; Wagle, 2017) 
provided by those who have implemented PROMs so those new to the use of PROMs 
can anticipate and overcome issues that may arise.

Lavallee et al. (2016) and Wagle (2017) have reported logistical concerns may ham-
per the use of PROMs in routine care. These include workflow barriers, including the 
increased burden on staff and clients to both collect and to disseminate data. Because 
limited experience exists on how to best implement PROs in clinical programs, staff 
may have a minimal amount of enthusiasm for the modification of clinical practices 
to accommodate the collection of PROMs and the distribution of the data collected. 

Clinical staff and clinicians have multiple demands on their time so all involved 
need to buy into the notion of using PROMs so they will work together to make the 
use of PROMs a reality. Wagle (2017) indicated that one challenge is convincing those 
involved that the small effort to make changes is worthwhile. Another concern is estab-
lishing effective ways of using PROMs in ways that are efficient. To deal with the opera-
tional concerns of collecting data, systems have employed multiple modes, including 
the use of tablet computers, interactive voice response devices, and smartphones. It 
needs to be recognized that even if technology is available some clients may still desire 
to complete instruments on paper and mail them in or to use telephone-assisted tech-
nology. An alternative is the use of client interviews. Both parents of children and staff 
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who conduct interviews (e.g., for clients with low literacy levels) must be cautious to 
avoid influencing the client’s responses in any way.

Another concern brought forth by Lavallee et al. (2016) and Wagle (2017) is that of 
engaging clients in completing PROMs. It may not be possible to have clients complete 
PROMs beyond the time they spend with the therapist unless provisions are made to 
gain client participation in completing instruments outside the time they are in treat-
ment. One alternative is for clients to complete PROMs while waiting for treatment or 
immediately after treatment. Another is for clients to complete PROMs on home com-
puters. When completed outside of the health care facility, there needs to be a means 
to ensure that clients are answering the questionnaires by themselves without the help 
of anyone else. In addition, clients having health conditions such as arthritis, loss of 
vision, or other impairment brought on by an illness, may find it difficult to complete 
questionnaires. Thus, for clients with such limitations, means to accommodate these 
individuals need to be developed.

It may also be unclear to staff as to how to integrate information gained on the 
client’s experience into making changes in the delivery of services.  Nelson et al. (2015) 
have suggested that clinicans need to develop effective communications with clients 
to enhance the decision making processes between them and their clients in order to 
arrive at changes in treatments or approaches based on PROMs. Such communications 
have been found to increase client satisfaction.

Finally, Nelson et al. (2015) have indicated that incorporating PROMs in the pre-
existing electronic health record while safeguarding privacy is challenging. They sug-
gest the best means will vary according to the client group, practice types, and clinical 
settings.

Selecting PROMs in RT Practice
Certainly the use of PROMs fits well with the holistic and humanistic client care 

traditionally delivered by recreational therapists. The approach of recreational thera-
pists has not been paternalistic but reflects a partnership between clients and therapists 
in which clients’ views are seen as being critical to the success of treatment (Austin, 
2017, 2018). The use of PROs can lead to even greater involvement of clients in their 
treatment. 

How should the recreational therapist, in concert with the client, go about select-
ing a PROM instrument? According to Kyte et al. (2014), it would seem prudent to 
address these questions:  (a) What is it that needs to be measured, and (b) What is the 
rationale for the assessment? Nixon et al. (2016) provided more detailed information 
on the selection of PROs stating that they “should be used to measure a concept that 
is relevant and experienced by a patient” (p. 5). The concept may be something that is 
proximal to the client such as symptoms, potentially something more distal such as 
body functions, or even more distal such as participation in life situations and overall 
health-related quality of life (HRQL) or well-being. Futhermore, the concept can be 
measured at a specific point in time, or as a measure of change from a previous mea-
surement or point in time. 

For example, the RT might be working with a client whose health condition is 
either interfering or has the potential to interfere with their participation in social roles 
and activities. By accessing the PROMIS database through the HealthMeasures web-
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site, a RT can then navigate to search and review measures to identify measures by 
age group, health category, domain, measure type, measurement system (ASCQ-me®, 
Neuro-QoL™, NIH Toolbox®, PROMIS®), data collection tools, and language.  Assum-
ing the RT is working with an adult population, she or he could simply select adult 
from the age screen and ability to participate and/or satisfaction with participation 
from the domain screen. This search produces measures from all of the measurement 
systems that may be appropriate PROMs for the client. 

Types of PROMs that Have Potential for Use by RTs
Many RTs serve clients with chronic conditions. Health-related quality of life 

(HRQL) measures have been found to be useful with clients with chronic conditions 
(Cella et al., 2015).  Therefore, the employment of HRQL PROMs by RTs may provide 
a logical starting point in the application of PROMs. The use of HRQL PROMs offers 
RTs the opportunity to gain a broad multidimensional perspective on the physical, psy-
chological, and social functioning and well-being of clients resulting from the impact 
of their chronic conditions and the treatment interventions provided to them. Two 
PROMs suggested by Appleby et al. (2016) might be employed. The SF–36 and the EQ 
–SD are instruments that can be applied to derive measurements of the overall quality 
of life experienced by clients. The Consumer-Purchaser Alliance (n.d.), also recom-
mended the SF–36, along with the SF–12 (a short-form version of the SF–36), the PRO-
MIS–Global (a 10-item questionnaire), and the Veteran’s RAND 12-item health survey 
(VR–12), which is a measure similar to the SF–12, but it is non-proprietary and does 
not provide condition-specific survey score norms.

A type of PROMs that RTs may wish to use are those that measure functional 
status, such as cognition, mobility and sexual function. The term functional status is 
a familiar one to RTs that refers to a client’s ability to perform activities of daily life, 
perform usual roles and maintain their health (Leidy, 1994). RTs often work with cli-
ents toward outcomes to improve functional status. Similar to HRQL measures, there 
are many functional status instruments from which to select; one example of a motor 
function measure relevant to RT might be the NIH Toolbox Standing Balance Test Age 
7+ v2.0.

Another category of PROMs for possible use by RTs are those that measure symp-
toms, such as fatigue and pain. PROMs are a good way to collect the presence and 
intensity of client symptoms.  Scales can determine the severity of symptoms, as well 
as the degree to which pain or fatigue interferes with usual functioning. A commonly 
used symptom PROM is the Functional Assessment of Chronic Illness Therapy—Fa-
tigue scale (Cella et al., 2015).    

Still another possible category of PROMs that RTs may wish to consider are client 
ratings of their satisfaction with their health care. Clients may complete ratings on a 
full spectrum of client engagement ranging from their experiences in shared decision-
making to motivation and self-management. Because the measurement of satisfaction 
has had a long history, numerous PROMs exist (Cella et al., 2015; Consumer-Provider 
Alliance, n.d.).

Condition-specific PROMs, sometimes termed condition-targeted PROMs, focus 
narrowly on identifying symptoms and their impact on the function of those specific 
medical conditions. Condition-specific PROMs tend to have greater face validity and 
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credibility than generic PROMs (Weldring & Smith, 2013). Self-report instruments, 
found on websites such as PROMIS®, Neuro-QoL™, ASCQ-Me®, and the NIH Toolbox®, 
include measures of many specific conditions of interest to RT clinicians and research-
ers. As reported earlier in the article, self-report instruments are available to measure 
anger, anxiety, depression, fatigue, pain behavior, satisfaction with social roles, and 
participation and satisfaction with discretionary social activities. The satisfaction with 
discretionary social activities section has questions that pertain to the individual’s abil-
ity to complete leisure activities.

Conclusions and Recommendations
While still limited, experiences by health care professionals in the application of 

PROs suggest that PROMs can be successfully implemented in clinical practice, as well 
as in research investigations. Such implementation has resulted in improved client care 
by meaningfully transforming clinical programs through the introduction of a great-
er focus on clients and a greater incorporation of client perspectives. This has led to 
the enhancement of health care brought about as a result of gaining greater feedback 
through PROMs. At the same time, there remain some obstacles in their use. One ob-
stacle is that they are not particularly well-known in the field of recreational therapy. 
Additionally, the use of PROMs is new to recreational therapy, so adoption or integra-
tion of new measures may be seen as an additional time burden. Certainly, the use of 
PROMs is an emerging approach that RT clinicians and researchers need to explore, 
and will likely require leadership within health care institutions to encourage their in-
tegration into routine practice.

PROMs also are promising for research as well. One of the great challenges in 
clinical research is being able to compare results across studies and populations. The 
adoption of standardized outcome measures enables the direct comparison of the re-
sults of one intervention against another. For example, it would be possible to compare 
two different social skills interventions, or a social skills intervention versus treatment 
as usual, using the PROMIS Peer Relationships scale as the targeted outcome. Further-
more, if other investigators also used this measure to evaluate social skills interven-
tions, then one study could be directly compared to another. 

The greatest value of PROMs is that it provides information on the patient/cli-
ent experience. For both clinicians and researchers, improvements in the patient/client 
experience is ultimately the outcome desired. For example, while it may be possible to 
objectively measure if clients have developed social skills, if their peer relationships are 
still unsatisfying, the objective outcomes may mean little to them—thus, suggesting 
the RT re-examine the experience and stated treatment outcomes to better address the 
client’s perspective.
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