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A Service Delivery Model for Addressing Activity and Social Participation Needs
of People Living with HIV
Abstract
Background: Occupational therapy can contribute to the health and well-being of people with human
immunodeficiency virus (HIV) who are experiencing health consequences of living long term with this
disease. However, there are no comprehensive rehabilitation service delivery models to guide this
emerging area of practice. The purpose of this study was to obtain critical feedback about a service
delivery model to address the activity and social participation needs of people living with HIV.
Method: We developed a service delivery model from a synthesis of the literature. Using a qualitative
research design, we conducted individual and focus group interviews with 35 informants from diverse
backgrounds and involvement in HIV-related research, service provision, and policymaking to provide
critical feedback about the model. The interviews were audio-recorded, transcribed verbatim, and
analyzed using inductive qualitative methods.
Results: The informants identified the strengths and limitations of the model and supports and barriers to
its implementation. They highlighted the importance of principle-based services, increasing resources for
service navigation, building capacity of rehabilitation services to address the needs of people with HIV,
and increasing research and program evaluation targeted to achieving activity and social participation
outcomes.
Conclusions: The model provides a framework for occupational therapists to design and evaluate
services for this population.
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The widespread availability of highly active

rehabilitation has been defined as “a dynamic

antiretroviral therapy medications has meant that

process, including all prevention and/or treatment

people diagnosed with human immunodeficiency

activities and/or services that address body

virus (HIV) can live longer but often with

impairments, activity limitations and participation

impairments, activity limitations, and participation

restrictions for an individual” (Worthington, Myers,

restrictions. These challenges can manifest

O’Brien, Nixon, & Cockerill, 2005, p. 268).

episodically in physical, psychological, and social

However, there is a gap between conceptualization

forms over time, so that HIV is now considered a

of HIV as a chronic and episodic health condition

chronic disease (Deeks, Lewin, & Havlir, 2013). In

and the development of rehabilitation and

addition, normal aging processes, drug toxicity from

occupational therapy specific strategies to prevent

medications to treat HIV and other concurrent

and reduce its disabling effects.

chronic diseases, combined with persistent immune

The literature on occupational therapy

dysfunction and lifestyle risks, are believed to lead

interventions for PLWHA is sparse. Examples

to premature aging (Deeks & Phillips, 2009).

include articles addressing issues related to return to

People living with HIV (PLWHA) can experience

work (Barkey et al., 2009), productive participation

periods of good health with unpredictable periods of

(Kielhofner, Braveman, Fogg, & Levin, 2008),

disability (Barkey, Watanabe, Solomon, & Wilkins,

social participation (Siemon, Blenkhorn, Wilkins,

2009; O'Brien, Davis, Strike, Young, & Bayoumi,

O’Brien, & Solomon, 2013), cognitive functioning

2009).

(Vance et al., 2012), and case studies of individual
In addition to facing poor physical and

interventions (Misko et al., 2015). Although there

mental health outcomes resulting from HIV, many

is clear potential for occupational therapy to

PLWHA also confront social factors that can

contribute to the improved health and well-being of

contribute to poor outcomes, including housing

PLWHA who are experiencing episodic disability

instability and homelessness, poverty, and

as the consequence of HIV as a chronic disease,

unemployment (Martin Spigelman Research

there are no comprehensive service delivery models

Associates, 2002). Hence, there is a need for

to guide this emerging area of practice.

supports and services that address both personal and

Given the complexity of the health and

environmental components. Health services for

social factors faced by many PLWHA and the

PLWHA have increasingly focused on community-

sparse literature and clinical practice experience of

based chronic care approaches (Deeks et al., 2013;

occupational therapists in this field, we addressed

Misko, Nelson, & Duggan, 2015).

the question of occupational therapy service

Rehabilitation generally, and occupational

delivery in the broader context of rehabilitation

therapy specifically, have become emerging areas

service delivery. In addition, we used the language

of practice in addressing the consequences of HIV

of activity and participation from the International

as a chronic disease. In the context of HIV,

Classification of Functioning, Disability and
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Handicap (ICF) (World Health Organization, 2001)

primarily on interventions that targeted outcomes in

that is consistent with occupational therapy’s

activity and social participation as key areas of

attention to the importance of occupation and

focus of occupational therapy interventions and

environments to health (Kielhofner, 2008; Law et

because these outcomes have often been neglected

al., 1996). Development of a comprehensive model

in the conceptualization and research on HIV as a

for rehabilitation service delivery can inform the

chronic disease. Activity and social participation

development and evaluation of occupational therapy

outcomes comprise the endpoints of the model. The

and other rehabilitation services to meet the activity

components of the model include: prominent

and social participation needs of PLWHA.

features of living with HIV; service delivery

Context of the Study
The study took place in Canada, which has a

principles; promising interventions; and personenvironment interactions across micro, meso, and

national health insurance program for residents to

macro levels of the environment (Bronfenbrenner,

ensure access to hospital and physician services

1977). In our model, micro level environments

(Health Canada, 2012). The provincial and

include the relationships that people have with

territorial governments are responsible for the

others in their personal social networks and with

organization and delivery of health services for their

health and social care clinicians, such as

residents across the continuum of care from

occupational therapists. Meso level environments

prevention to long-term care based on funding

include systems in organizations, such as program

received from the federal government under certain

philosophies, policies, and service models. Macro

terms and conditions. Exceptions are the federal

level environments include socio-political contexts,

government’s responsibilities for direct delivery of

such as the organization of funding of health

services to First Nations people on reserves, the

systems and the social construction of people living

Inuit, members of the Canadian Forces, inmates in

with HIV.

federal penitentiaries, and some refugee claimants
(Health Canada, 2012). These differences in
responsibilities result in service variability across
jurisdictions.
Prior to this study, we developed a proposed
service delivery model and created a 20 min webbased presentation summarizing the results of a
synthesis of the literature focused on the question:
What interventions address activity and/or
participation outcomes for PLWHA and how are
these interventions delivered? (Restall et al., 2014).

Figure 1. HIV, activity, and social participation
service delivery model.

The model is depicted in Figure 1. We focused
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Purpose
The purposes of this study were to:
1. Obtain critical feedback about a proposed

knowledgeable in the field. Thirty-five of the
informants provided feedback on the model. The
majority (89%) were women. Nine of the

model of rehabilitation service delivery that

informants (26%) were between the ages of 21 and

was developed to address the activity and

35 years, 17 (49%) were between the ages of 36 and

social participation needs of PLWHA.

50 years, and 9 (26%) were between the ages of 51

2. Develop recommendations regarding the

and 65 years. The informants’ involvement in the

provision of rehabilitation services to

context of HIV included health policy and planning

PLWHA.

(n = 3), management in public health services and
Method

Our research team consisted of three

AIDS service organizations (ASOs) (n = 5), direct
service provision (n = 23), and research (both

occupational therapists, a sociologist (with training

academic and community PLWHA researchers) (n

as a psychotherapist), a service provider at a

= 7), with some having multiple roles. Ten of the

community-based agency, and a community

informants identified themselves as being focused

member living with HIV. We used a descriptive

exclusively on HIV care, while 15 worked in

qualitative design (Sullivan-Bolyai, Bova, &

chronic episodic disease care, which included HIV.

Harper, 2005) and a participatory community-based

Sixteen of the informants (45%) had between 0 to 5

research approach to obtain critical feedback about

years of experience with HIV care, six (17%) had

the proposed service delivery model. We sought to

between 6 to 10 years of experience, three (9%) had

capture the collective voice of multiple participants

between 11 to 15 years of experience, and 10 (29%)

through focus groups, which are well-suited to

had worked for over 15 years in HIV care.

facilitating the exchange of information and joint

Procedures

idea generation (Krueger & Casey, 2015) needed to

Two group interviews (focus groups), one in

critique a service delivery model. Individual

a large city (n = 11) and one in a medium-sized city

interviews were conducted when a participant was

(n = 8), were conducted in person and facilitated by

unable to join a focus group or preferred an

the first author and the research coordinator. Two

individual interview. The study was approved by a

additional focus groups (n = 6; n = 7) were

university health research ethics board. All of the

conducted via teleconference with informants from

informants provided written informed consent.

across Canada and facilitated by the first author, the

Participants

second author, and the research coordinator. The

We recruited informants through the

first author conducted three individual interviews,

electronic mailing list of the Canadian Working

two via tele-conference and one in-person. Each

Group on HIV and Rehabilitation by identifying

participant was provided with a definition of

individuals through publications and public

rehabilitation paraphrased from Worthington et al.

websites and by asking informants who else was

(2005) and asked to view the 20-min presentation

Published by ScholarWorks at WMU, 2017
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about the service delivery model prior to

a separate code or should it be included in a broader

participation in a group or individual interview.

code called social inclusion and exclusion), were

The semi-structured group and individual interview

resolved by discussion between the two authors.

question guide included:

Two additional authors read all of the transcripts

1.

2.

What stood out for the informants about

and provided their insights at a team meeting to

the model.

discuss the results.

How the model fit with the informants’

Trustworthiness

clinical, research, or policy work.
3.

4.

5.

Triangulation adds rigor by combining

How the model compared to the

multiple investigators, theories, methods, and data

informants’ ideal vision of service

sources (Denzin, 1978). In this study, triangulation

delivery.

included having multiple members of the research

How the model would need to be

team analyze data as described above, including at

modified to address the need of specific

least two members of the research team in data

populations.

collection during focus groups; using both

Supports and barriers to implementation

interviews and focus groups as data collection

of the model in the informants’ own

methods; recruiting multiple people from diverse

settings.

backgrounds as data sources; and including the

Analysis

perspectives of the research team members with

Focus groups were audio-taped and

diverse backgrounds (including one member living

transcribed verbatim. The transcripts were verified

with HIV). An audit trail was maintained through a

by a member of the research team. The first author

research coordinator, the principal investigator’s

conducted initial analysis of the transcripts

notes, and meeting minutes.

following procedures described by Miles,
Huberman, and Saldana (2014). The transcripts

Results
Our aim was to contribute to the

were read and an initial coding scheme was

development of the model through a process that

developed by identifying the major topics discussed

valued the perspectives of experts in the field.

during the individual and group interviews. Next,

Through the analysis process we identified the

categories were identified and added through line-

informants’ descriptions of the strengths and

by-line coding of each transcript. Memo writing

limitations of the model as well as challenges and

served to document assumptions and links in the

supports to implementation.

data. The third author reviewed the coding scheme

Strengths of the Model

through line-by-line review of the transcripts,

Overall, the informants were positive about

noting additional codes. Discrepancies between the

the model. Many noted that it resonated with their

first and third author in the naming of codes and

own work and experiences. They highlighted three

categorizing of text (for example, should stigma be

components of the model as particularly positive:

https://scholarworks.wmich.edu/ojot/vol5/iss2/4
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inclusion of service delivery principles,

Layers in the environment. Several of the

identification of multiple layers in the environment,

informants talked about the importance of including

and emphasis on intervention processes and content.

micro, meso, and macro layers of the environment

Inclusion of service delivery principles.

in the model. They believed that understanding

The informants overwhelmingly supported the

layers of the environment could facilitate greater

inclusion of service delivery principles in the model

awareness among service providers about a social

that emphasized adherence to approaches that are

model of disability and the ways that environments

client-centered, strengths-based, culturally

can affect the experience of disability. One of the

proficient, and holistic. The informants noted that

informants in a focus group commented:

client-centered and strengths-based services were

And definitely, the way you’ve

important due to the heterogeneity of PLWHA and

encompassed those environmental factors …

the importance of facilitating personal

that there’s the different levels of

empowerment to address clients’ needs and goals

environmental factors right up to the kind of

by building on clients’ resources. The communities

that socio-political. So, my thought is that

to which people belonged could act as resources for

that framework does a good job of, of

instrumental and peer support. Cultural proficiency

capturing that whole continuum.

was highlighted by several of the informants as a

The informants felt that understanding the layers of

means to increase acceptability of services across

environments could assist service providers to

broad definitions of culture, such as the cultural and

understand how organizational policies and

spiritual beliefs of Aboriginal peoples and the

structures could facilitate or impede access to

culture of online communication of young people.

services. One service provider noted:

The informants, particularly direct service

Taking into consideration sort of the meso

providers, also emphasized the importance of

environment I think is important because,

holistic care to address the multitude of issues

you know, hours of operation, child care,

confronting many PLWHA, including co-occurring

um, you know, accessibility by bus like or

health conditions (e.g., substance-use disorders,

other forms of transportation is important to

Hepatitis C, and mental illness) and social

consider because folks can’t access

conditions, such as poverty. Due to the multiplicity

programs if they can’t afford to get there so.

of issues facing PLWHA and challenges for many

Or have somewhere they can put their child

in accessing supports and services, particularly as

safely. So I think that’s important.

they age, several of the informants talked about the

Awareness of environmental impact on disability

importance of the coordination of supports and

could not only assist service providers in

services for PLWHA. The informants noted that

envisioning their roles in addressing the issues, but

they appreciated the holistic approach to service

also assist PLWHA to better understand the ways in

delivery depicted in the model.

which many of the challenges they confront are

Published by ScholarWorks at WMU, 2017
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created by environments rather than themselves.

the discussion about interventions in the interviews

One of the informants described this as follows:

and focus groups focused on the “processes” of

“We’re really getting at more medical model versus

delivering interventions rather than the content.

social model in terms of whether people view a

This discussion noted the importance of improving

problem as being inside themselves or being part of

access to interventions for some populations

their context and community.”

through technology, such as telephones, video links,

One of the most salient issues raised in

and social media. The informants also talked about

relation to environments was the issue of HIV-

the importance of interpersonal relationships in the

related stigma, which the informants discussed

context of delivering services. For example, one

across all three (micro, meso, and macro) levels of

service provider commented that “whatever it is that

the environment. The informants frequently noted

individual is wanting to work towards, it is the

stigma as creating barriers to social engagement,

process of how you relate to them, how you move

activity, participation, and access to HIV-related

forward and follow their direction.”

services. Although the informants perceived

The informants acknowledged the

societal attitudes toward PLWHA at the macro level

consistency of the proposed model of service

as prejudicial, the tradition of social activism in the

delivery with other chronic disease models. The

HIV/AIDS community at the macro level was

congruence between models reinforced the idea that

perceived as a facilitator in addressing stigma at this

living with HIV has many similarities to living with

level. One of the informants summarized this

other chronic diseases leading to potential synergies

dichotomy as follows:

in terms of efficient and effective provision of

While we’re looking at the social political

services.

context, um, there is that layer of stigma and

Limitations of the Model

discrimination. But there’s also a layer of

The informants also identified several

political activism and self-directed

limitations of the model. These included the

engagement, you know, the empowerment

language of rehabilitation, lack of research on

philosophy. So, I think it’s, there’s two, two

activity and participation outcomes, and co-

dimensions to that outer (macro) layer.

occurring disorders and social conditions.

There’s two layers to that. One is where

The language of rehabilitation. One

there’s the marginalization (or) stigma and

concern the informants raised, particularly those

the other where there’s activism or

who were leaders in advocacy groups, was the

resistance.

language of “rehabilitation”. The informants

Emphasis on intervention processes and

expressed resistance to preconceived notions about

content. The informants appreciated the

rehabilitation. One service provider noted, “It’s the

identification of “promising interventions” in the

whole rehab framework based on years of being

proposed service delivery model. However, most of

seen as people around a sexual orientation, or a drug

https://scholarworks.wmich.edu/ojot/vol5/iss2/4
DOI: 10.15453/2168-6408.1258
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use, or a marginalized status in society (who) are

intervention for groups of PLWHA has shown

problems to be fixed.” This informant went on to

promising positive outcomes, but the outcomes

say that the language of rehabilitation is not “an

measured in these studies tended to focus on

easy language to apply to the context of HIV and

improvements in body structures and functions,

AIDS for a variety of reasons and that’s something,

such as muscle mass and exercise tolerance, rather

I think, that is a barrier that will need to be worked

than activity and social participation.

with.” Other informants linked lack of knowledge

Another limitation identified by one of the

about rehabilitation with limited access to services.

informants was the lack of attention to research on

A third concern related to the language of

outcomes related to interventions that addressed

rehabilitation was the definition of “rehabilitation”.

macro level environments, such as advocacy work

The model focused on rehabilitation interventions to

to influence public policy. This informant noted

promote activity and participation outcomes.

that it may have been beyond the scope of this

However, one researcher informant noted that many

research but also noted the importance of that issue:

AIDS service organizations actively focus on

“But if you go back upstream a little bit to the

promoting activity and social participation, but

policy contexts. I wonder what, if there’s literature

these interventions are not called “rehabilitation”

that speaks to interventions around influencing or

and are not provided by traditional rehabilitation

shaping policy.”

professionals (i.e., occupational therapists, physical

Co-occurring disorders and social

therapists, and speech-language pathologists). This

conditions. The informants suggested the need to

informant noted that it was important to

identify more clearly in the model the issue that

acknowledge the valuable contribution that these

many PLWHA have co-occurring disorders (e.g.,

organizations have in supporting PLWHA to

hepatitis C, addictions, mental illness) and social

achieve their activity and social participation goals.

conditions (e.g., poverty) that can contribute to their

Lack of research on activity and social

vulnerability and marginalization. These concurrent

participation outcomes. One of the limitations of

conditions raised issues for the informants about the

the model noted by the informants was that, with a

importance of service co-ordination and integration

few exceptions, there was a lack of research

that can address multiple health and social needs.

literature on effective interventions to facilitate

In addition, the informants noted that PLWHA

activity and social participation outcomes for

living in poverty would require supports to address

PLWHA. This issue tended to be highlighted by the

basic needs, such as housing and food security.

occasional disconnect between the interventions

One service provider noted how these basic needs

commonly provided by rehabilitation professionals

could pre-empt rehabilitation: “It is a little bit hard

and the ways the outcomes of these interventions

to wrap my mind around rehabilitation when the

were measured in research studies. For example,

needs are so basic.” Although the model identified

some of the informants noted that exercise as an

the importance of taking a determinants-of-health

Published by ScholarWorks at WMU, 2017
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approach in relation to issues such as food security

you’re on your own. Well that still doesn’t

and housing, the informants suggested that the

help them get there or connect (with HIV

complexity of multiple health and social conditions

services).

experienced by some PLWHA should be further

Another informant noted the challenges of working

highlighted.

in an AIDS service organization in small and

Challenges to Implementing the Model

remote areas:

The informants in the interviews and focus

This is a northern community. The place

groups talked about the challenges to implementing

that we cover as an AIDS service

the model. These challenges included the

organization is about 49,000 square

availability of resources to access rehabilitation,

kilometres so it’s, it’s less practical for

stigma, traditional roles of rehabilitation

individuals who are further afield to, to do

professionals, diversity of the population of

these kinds of activities (engage in services)

PLWHA, and creating opportunities to integrate

unless we can figure out a way to get the

rehabilitation services.

material to them to participate.

Availability of resources to access

The informants also noted the challenges of

rehabilitation. The informants spoke about the

jurisdictional issues in providing services to First

scarce resources available for rehabilitation services

Nations communities in Canada:

outside of institutional settings. This issue appeared

The weird boundary between on-reserve and

to be particularly troublesome in rural and remote

off-reserve is, is very challenging when it

areas. Some service provider informants working in

comes to actually providing support for

a medium-sized urban city noted that HIV

people, um, because we, we often have to

specialized services were only available in the

translate that support into what people can

provincial capital. One of the informants described

carry with them as opposed to something

the challenges for PLWHA outside the provincial

that we can provide on an ongoing basis for

capital as follows:

those who come in from, from (First

So you get on the bus at six in the morning

Nations) communities.

and you get there for nine and then you

The informants also noted challenges for

don’t get the bus back until five and then

people who are immigrants and refugees and may

you have to eat and you have no money to

not have the resources to seek or access services.

eat. And, maybe you’ve missed an

One of the informants described some of these

appointment or two and your social

challenges this way:

assistance person is not going to fund you

… (if) English is not your first language or

anymore because they’ve paid for your

you’re living in poverty and you’re dealing

meals for once or twice. And then they say,

with other issues. I mean like with anything,

you didn’t go (to the appointment), so

you’re going to have greater struggles in,

https://scholarworks.wmich.edu/ojot/vol5/iss2/4
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um, accessing all the supports that are

faced challenges accessing rehabilitation services.

available to you because you might just not

The informants stated that these services often get

be able to ask the right questions because

initiated only when another health condition, such

you don’t have the skills, you don’t have the

as a lower limb amputation or a respiratory disease,

language, don’t have the opportunities.

was an indication for rehabilitation. One therapist

A final challenge was noted by another

noted:

informant who talked about distributing limited

The rehab professionals don’t have very

funding among service providers and agencies who

much understanding of any of the issues

provide care and support for PLWHA. She stated:

related to HIV/AIDS and have often not

“I guess where it could get contentious is where

dealt with people before, or didn’t realize

there’s money involved to do rehabilitation work in

they dealt with people before. So I think

HIV.”

there’s a huge need for education for rehab
Stigma. The informants identified stigma as

professionals around all of these different

a major challenge to implementing the model and

issues.

talked about potential stigma originating from

Diversity of the population. Many of the

families, cultural communities, geographic

informants noted the huge diversity of the

communities, service providers, laws, and social

population of PLWHA. Differences such as age,

policies. They noted how stigma could affect

gender, stage of disease, time the disease was

peoples’ decisions to seek treatment, the types of

contracted, and economic resources could make it

treatment they would seek, and with whom they

difficult to provide services that meet the diversity

would engage in treatment. Layers of stigma create

of needs and goals of PLWHA.

increasingly complex challenges for PLWHA when

Creating opportunities to integrate

issues of sexuality, sexual orientation, race,

rehabilitation services. There was no consensus

ethnicity, substance use, and poverty are present.

from our informants on whether rehabilitation

The informants noted that these layers of stigma

services should be integrated with HIV specific

could affect whether an individual was willing to

services, or whether services for PLWHA should be

access services specifically designed for PLWHA

integrated with services for people with other

and whether he or she would join a group that was

chronic diseases, or both. Some of the informants

focused on addressing HIV related health issues.

talked about the importance of integrating

Traditional roles of rehabilitation

rehabilitation services into “one-stop shops” rather

professionals. The informants noted that

than being “stand alone” entities. One service

rehabilitation professionals, such as occupational

provider gave an example of an organization where

therapists, physical therapists, and speech-language

clients can receive a range of services, including lab

pathologists, are not typically integrated into HIV

tests, and see a variety of professionals including “a

specific care. As noted earlier, PLWHA have often

pharmacist, a nutritionist, mental health therapist,

Published by ScholarWorks at WMU, 2017
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physiotherapist, home care nurse, as well as a
coordinator who’s running a peer support program.”

language.
Collaboration and integration. The

On the other hand, another informant noted the

informants described existing networks of

importance of recognizing the ethnic and cultural

collaboration not only around HIV but also around

diversity of PLWHA and the potential that some

other chronic diseases as opportunities to support

services may need to address the needs of specific

the implementation of the service delivery model.

populations.

Collaboration was particularly evident in smaller

Supports to Implementation of the Model

communities where service providers may “know

Although the informants acknowledged the

the resources out there” and “have a good

challenges in implementing the model, they also

understanding of each other’s roles.” The

noted the potential supports. These supports

informants believed this type of collaboration and

included education, collaboration and integration,

integration of services needed to be considered in

emerging use of technology, and the principle of

the planning and development of new services.

Greater Involvement of People Living with HIV
(GIPA) (UNAIDS, 2007).
Education. The informants identified the

Emerging use of technology. Several of
the informants noted the potential use of technology
for implementing interventions, particularly in rural

need for the education of rehabilitation

areas in which HIV services were not being

professionals about HIV and PLWHA, and for the

provided. The informants shared ideas about using

public, government officials, and PLWHA about

texting, e-mailing, social media, phones, and other

rehabilitation and the existence of educational

digital technologies and noted the potential for these

opportunities. Specifically, the Canadian Working

types of technologies to provide accessible and

Group on HIV and Rehabilitation was identified as

confidential services. One example was the use of

an important source of information related to the

tele-health in a community that allows a physician

role of rehabilitation and HIV. One policy maker

in a large urban center to connect with PLWHA in

also noted the opportunities for government

the distant community.

departments to act as think tanks for introducing

Greater involvement of PLWHA. The

new ways of understanding and addressing issues.

documented principle of GIPA and the history of

This informant suggested that a centralized

activism in the HIV community were also seen as a

government department can have the capacity to

potential support for implementation of the model.

educate local health authorities about “new tactics,

One of the informants stated:

new strategies, experiences from other countries,

One of the frameworks that we work with is

evidences of lessons learned, successful lessons

the greater involvement of people with

learned from other programs in other provinces or

AIDS, the GIPA principles … that’s been

in other countries.” The informants also highlighted

really useful to us as a guiding document for

the need to use accessible and understandable

how do we really practice person-centered

https://scholarworks.wmich.edu/ojot/vol5/iss2/4
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care where the individual is truly at the

their communities. Although the model was

center and able to decide what they want,

developed to address activity and participation as

why they want it, when they want it, and it’s

broad outcomes, our informants did not often

facilitated or supported, and getting clarity

specifically mention occupational therapy,

about that and then having those gaps filled.

suggesting the need for increased awareness of the

As this quote suggests, the principle of GIPA can

role that occupational therapists can play in

provide a framework for both client-centered care

addressing the activity and social participation

as well as facilitating action that will fill gaps in

needs of PLWHA as a chronic disease.

services for PLWHA.
Discussion
Occupational therapy and rehabilitation in

In relation to developing the model, our
informants were very supportive of the use of the
model to guide provision of services that address

the context of HIV is an emerging field of practice.

the activity and participation needs of PLWHA. The

We developed a model for the implementation of

results of our study suggest that principles,

services that can support adults living with HIV to

specifically holistic, client-centered, and strengths-

achieve their goals for activity and social

based approaches, combined with cultural

participation. The informants in our study from

proficiency are critical for successful services that

diverse backgrounds and perspectives contributed

address the complex and diverse needs and goals of

important feedback about the model and its

PLWHA.

application in the context of current services for

Recognition of levels of environmental

PLWHA. This feedback provided helpful

influences on the ways that people experience the

suggestions for revising the model to include more

functional and social consequences of living with

emphasis on issues of sex and sexuality and the

HIV was also acknowledged by our informants as

associated criminalization experienced by PLWHA

an important component of our model. This

in many countries (UNAIDS, 2008). In addition,

understanding can create greater awareness about

stories from experts in the field highlighted the

the potential for service providers to consider and

importance of addressing the concurrent health and

intervene at multiple levels of the environment that

social conditions experienced by many PLWHA

include the person, their social networks, the

(Cuca & Rose, 2015). Considering the multiple

organizations with which they interact, and the

needs of PLWHA, occupational therapy needs to be

social political environment. For example, access

closely integrated with existing health and social

to rehabilitation services was identified by our

services. Working in collaboration with primary

informants and others (Barnes, Dolan, Gardner,

care community and social support services may

Stevens, & Zack, 2012) as an issue for people living

provide occupational therapists with the best

with chronic conditions in the community.

opportunities to support people to live longer, in

Attention to the layers of environments suggests

relatively good health, and to fully participate in

that access could be improved at the person and

Published by ScholarWorks at WMU, 2017
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micro levels by educating people and their support

and participation goals may be more related to

networks about the ways that rehabilitation and

environmental factors rather than personal factors.

occupational therapy services can support people

This awareness can create new opportunities for

with activity and participation needs so they can

addressing personal health issues as well as acting

advocate for access to these services. Access could

to ameliorate environmental barriers and create

also be addressed at the meso level by considering

more inclusive communities. Attention to layers of

organizational structures that make it easy or

the environment can highlight facilitators to

difficult for people to engage in services (e.g., hours

achievement of activity and participation goals,

of operation, child care, opportunities to use

such as the strong history of political activism of

technology-based services). Finally, access could

PLWHA (Altman & Buse, 2012) and the

also be addressed at the macro level by taking

development and articulation of the ongoing need of

action to reduce stigma related to HIV in

the greater and meaningful involvement of PLWHA

communities, thereby potentially increasing the

in service planning, evaluation, and research

willingness of individuals to receive HIV specific

(UNAIDS, 2007).

services. The experiences of HIV-positive sex

Access to rehabilitation services for

workers illustrate the inter-sectoral nature of stigma

PLWHA was identified by our informants as an

and discrimination and how HIV can cut across

important issue. Access can be affected by the

layers of environments and relate to multiple

structure of health care systems and the capacity of

personal factors including sex, race, and sexual

rehabilitation professionals to address the needs of

orientation (Logie, James, Tharao, & Loutfy, 2011).

this population. Worthington et al. (2008) found

Understanding stigma and discrimination in relation

that few Canadian rehabilitation professionals had

to layers of the environment can assist in organizing

provided interventions for PLWHA and few had

strategies for addressing these issues (Logie et al.,

received training about HIV. Of those who had

2011; Stangl, Lloyd, Brady, Holland, & Baral,

worked with PLWHA, most addressed issues of

2013). Finally, the structures of health system

impairments and activity limitations rather than

funding need to address the broader implications of

community participation.

where and how occupational and other

Our study identified promising practices to

rehabilitation therapists work and the ways they can

achieving positive activity and participation

be integrated into community-based chronic care

outcomes for PLWHA. However, considerably

services.

more attention needs to be paid to these outcomes.

Understanding the disabling features of

Thus, evaluations of occupational therapy and other

environments can help service providers to consider

rehabilitation interventions should ultimately

and develop new ways of intervening but can also

question whether the intervention has improved

assist PLWHA to better understand that many of the

participation in valued activities and society. In

challenges they experience associated with activity

addition, our informants emphasized the importance
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of the processes of service delivery in addition to

occupational therapy and other rehabilitation

the outcomes. Ongoing intervention research and

supports and services that may be outside of

program evaluation can assist in determining the

specialized HIV services. AIDS service

most effective interventions to achieve activity and

organizations and peer support networks

participation outcomes as well as the processes that

have an important role in helping people to

promote access to services and acceptability by

understand the services available and how to

PLWHA.

access them.

The recent publication of evidence-informed

3. Build capacity of mainstream rehabilitation

recommendations for rehabilitation with older

services, whether hospital based or

adults with HIV (O’Brien et al., 2014) and

integrated into primary care settings, to be

guidelines for HIV and employment (Wagener et

inclusive of PLWHA. Ongoing and easily

al., 2015) are relevant to occupational therapists

accessible education about HIV, its

practicing in this field. However, the quality of

treatments and functional implications to

evidence is poor for most recommendations

occupational therapy and other rehabilitation

(O’Brien et al., 2014) and further rigorous research

students, clinicians, service providers, and

and evaluation needs to be done in the area.

the general public is required. The Canadian

Recommendations

Working Group on HIV and Rehabilitation

The development of the service delivery
model and expertise from our informants
highlighted several recommendations for

(2015) has provided early leadership in this
area through E-modules and other resources.
4. Build capacity of occupational therapy and

implementing the service delivery model. Actions

other rehabilitation students and clinicians to

to address many of these recommendations can be

address broad determinants of health and

made at one or more contextual levels (micro, meso,

barriers to activity and participation across

macro) depending on each therapist’s role and level

layers of the environment. For example,

of influence.

interventions can include promotion of food

1. Ensure that occupational therapy and other

security through teaching skills for

rehabilitation services for PLWHA are

budgeting and growing food in community

principle-based. Articulating the principles

gardens, as well as policy advocacy to

identified in the proposed model will create

improve food security for people living on

opportunities for occupational therapists and

social assistance.

other service providers to evaluate the ways

5. Increase research and program evaluation on

that they can implement these principles in

the effectiveness of interventions in

day-to-day work.

achieving activity and participation

2. Increase resources for service navigation
that specialize in assisting people in finding
Published by ScholarWorks at WMU, 2017
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as well as the processes by which the

because the data results from a blended voice of all

interventions are implemented. O’Brien and

participants rather than the unique voice of an

colleagues (2014) suggest several self-report

individual. Thus, although we encouraged diverse

measurement scales for evaluation of

perspectives, it may be that more prominent voices

disability and rehabilitation in HIV, and we

became dominant (Krueger & Casey, 2015). The

add the importance of including measures

size of our groups ranged from 6 to 11 persons,

that focus on the individual’s client-centered

which allowed opportunity for participation of all

goals and outcomes, such as the well-

group members with greater opportunity in the

validated Canadian Occupational

smaller groups. Our participants were all from

Performance Measure (Law et al., 2014). In

Canada, so their perspectives on health services

addition, we recommend greater emphasis

delivery have been shaped by the context of the

on understanding the outcomes of

Canadian health care system. We focused our

interventions that are targeted at changing

service delivery model to address the needs of

meso and macro level environments.

adults living with HIV, so the model may not be

Occupational therapy models of practice

applicable to children and youth.

have emphasized the importance of

Conclusions

environmental change (Kielhofner, 2008;

This study obtained expert feedback about a

Law et al., 1996) and occupational therapists

model for rehabilitation service delivery to support

can become leaders of intervention and

the achievement of the activity and social

evaluation in this area. Partnerships among

participation goals of PLWHA. The model was

clinicians, academics, community

determined to have use in identifying principles

organizations, and PLWHA are important

important for service delivery, emphasizing the

means to develop capacity and expertise in

layers of the environment that can affect the

evaluating relevant outcomes.

achievement of activity and participation goals for

Limitations
Although our sample size was only 35

PLWHA and, although initially developed in a
Canadian context, can also have broad use in other

informants, the participants were located in large

health care systems because of the focus on activity

urban, medium-sized urban, and rural areas and had

and participation. The feedback obtained about the

diverse roles related to HIV providing a wide range

model also highlighted the value of creating

of perspectives. When considering our method, the

effective processes, as well as content, when

approach of conducting both group and individual

designing, delivering, and evaluating interventions.

interviews has strengths and limitations. Group

The model can be used to: (a) facilitate discussion

interviews, in the form of focus groups, were our

among occupational therapists, other rehabilitation

primary source of data. Focus groups can limit the

professionals, PLWHA, and other stakeholders

ability to understand individual perspectives

about critical principles of service delivery; (b)

https://scholarworks.wmich.edu/ojot/vol5/iss2/4
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facilitate understanding about needs, goals, and
potential interventions; and (c) provide a framework
to compare current occupational therapy and other
rehabilitation practice with the service delivery
model to plan more effective future services.

References
Altman, D., & Buse, K. (2012). Thinking politically about
HIV: Political analysis and action in response to
AIDS. Contemporary Politics, 18(2), 127-140.
http://dx.doi.org/10.1080/13569775.2012.674334
Barkey, V., Watanabe, E., Solomon, P., & Wilkins, S. (2009).
Barriers and facilitators to participation in work
among Canadian women living with HIV/AIDS.
Canadian Journal of Occupational Therapy, 76(4),
269-275.
http://dx.doi.org/10.1177/000841740907600405
Barnes, S., Dolan, L., Gardner, B., Stevens, M., & Zack E.
(2012). Equitable access to rehabilitation: Realizing
potential, promising practices and policy directions.
Retrieved November 27, 2015 from:
http://www.wellesleyinstitute.com/wpcontent/uploads/2012/06/Equitable-Access-toRehabilitation-Discussion-Paper1.pdf
Bronfenbrenner, U. (1977). Toward an experimental ecology
of human development. American Psychologist,
32(7), 513-531. http://dx.doi.org/10.1037/0003066X.32.7.513
Canadian Working Group on HIV and Rehabilitation. (2015).
E-module for evidence-informed HIV rehabilitation.
Retrieved December 5, 2015 from
http://www.hivandrehab.ca/wpcontent/uploads/CWGHR_E-moduleEvidenceInformedHIVRehabilitationfinal-2015.pdf
Cuca, Y. P., & Rose, C. D. (2015). Social stigma and
childbearing for women living with HIV/AIDS.
Qualitative Health Research, 26(11), 1508-1518.
http://dx.doi.org/10.1177/1049732315596150
Deeks, S. G., Lewin, S. R., & Havlir, D. V. (2013). The end of
AIDS: HIV as a chronic disease. Lancet, 382(9903),
1525-1533. http://dx.doi.org/10.1016/S01406736(13)61809-7
Deeks, S. G., & Phillips, A. N. (2009). HIV infection,
antiretroviral treatment, ageing, and non-AIDS
related morbidity. British Medical Journal, 338, 288292. http://dx.doi.org/10.1136/bmj.a3172
Denzin, N. K. (1978). The research act: A theoretical
introduction to sociological methods (2nd ed.). New
York: McGraw-Hill.

Published by ScholarWorks at WMU, 2017

Health Canada. (2012). Canada’s health care system.
Retrieved February 12, 2016 from http://www.hcsc.gc.ca/hcs-sss/pubs/system-regime/2011-hcssss/index-eng.php#a5
Kielhofner, G. (2008). Model of Human Occupation: Theory
and application (4th ed.). Baltimore, MD: Lippincott
Williams & Wilkins.
Kielhofner, G., Braveman, B., Fogg, L., & Levin, M. (2008).
A controlled study of services to enhance productive
participation among people with HIV/AIDS. The
American Journal of Occupational Therapy, 62(1),
36-45. http://dx.doi.org/10.5014/ajot.62.1.36
Krueger, R. A., & Casey, M. A. (2015). Focus groups: A
practical guide for applied research (5th ed.). Los
Angeles, CA: SAGE Publications, Ltd.
Law, M., Baptiste, S., Carswell, A., McColl, M. A., Polatajko,
H., & Pollock, N. (2014). Canadian Occupational
Performance Measure (5th ed.). CAOT Publications.
Law, M., Cooper, B., Strong, S., Stewart, D., Rigby, P., &
Letts, L. (1996). The person-environmentoccupational model: A transactive approach to
occupational performance. Canadian Journal of
Occupational Therapy, 63(1), 9-23.
http://dx.doi.org/10.1177/000841749606300103
Logie, C. H., James, L., Tharao, W., & Loutfy, M. R. (2011).
HIV, gender, race, sexual orientation, and sex work:
A qualitative study of intersectional stigma
experienced by HIV-positive women in Ontario,
Canada. PLoS Medicine, 8(11), e1001124.
http://dx.doi.org/10.1371/journal.pmed.1001124
Martin Spigelman Research Associates. (2002). HIV/AIDS
and health determinants: Lessons for coordinating
policy and action. Retrieved November 27, 2015
from:
http://www.publications.gc.ca/site/eng/297275/public
ation.html
Miles, M. B., Huberman A. M., & Saldana, J. (2014).
Qualitative data analysis (3rd ed.). Thousand Oaks,
CA: Sage.
Misko, A. N., Nelson, D. L., & Duggan, J. M. (2015). Three
case studies of community occupational therapy for
individuals with Human Immunodeficiency Virus.
Occupational Therapy in Health Care, 29(1), 11-26.
http://dx.doi.org/10.3109/07380577.2014.941452
O'Brien, K. K., Davis, A. M., Strike, C., Young, N. L., &
Bayoumi, A. M. (2009). Putting episodic disability
into context: A qualitative study exploring factors
that influence disability experienced by adults living
with HIV/AIDS. Journal of the International AIDS
Society, 12(30), 2-11. Retrieved from
http://jiasociety.biomedcentral.com/articles/10.1186/
1758-2652-12-30
O’Brien, K. K., Hanna, S., Gardner, S., Bayoumi, A. M.,
Rueda, S., Hart, T. A., . . . OHTN Cohort Study

15

The Open Journal of Occupational Therapy, Vol. 5, Iss. 2 [2017], Art. 4
Research Team. (2014). Validation of the Episodic
Disability Framework with adults living with HIV.
Disability and Rehabilitation, 36(4), 319-329.
http://dx.doi.org/10.3109/09638288.2013.793408
Restall, G., Carnochan, T., Sullivan, T., Etcheverry, E.,
Roger, K., & Roddy, P. (2014). Exploring service
delivery models to address the rehabilitation needs of
people living with HIV/AIDS. [On-line
presentation]. Retrieved May 31, 2016:
http://media1.cc.umanitoba.ca/legacy/faculties/medic
ine/med_rehab/HIV.Rehab.May.2016/Storyline/story
.html
Siemon, J. S., Blenkhorn, L., Wilkins, S., O’Brien, K. K., &
Solomon, P. E. (2013). A grounded theory of social
participation among older women living with HIV.
Canadian Journal of Occupational Therapy, 80(4),
241-250.
http://dx.doi.org/10.1177/0008417413501153
Stangl, A. L., Lloyd, J. K., Brady, L. M., Holland, C. E., &
Baral, S. (2013). A systematic review of
interventions to reduce HIV-related stigma and
discrimination from 2002 to 2013: How far have we
come? Journal of the International AIDS Society,
16(Suppl 2):18734.
http://dx.doi.org/10.7448/IAS.16.3.18734
Sullivan-Bolyai, S., Bova, C., & Harper, D. (2005).
Developing and refining interventions in persons
with health disparities: The use of qualitative
description. Nursing Outlook, 53(3), 127-133.
http://doi.org/10.1016/j.outlook.2005.03.005
UNAIDS. (2007). The greater involvement of people living
with HIV (GIPA). Retrieved November 27, 2015
from:
http://data.unaids.org/pub/BriefingNote/2007/JC1299
_Policy_Brief_GIPA.pdf
UNAIDS. (2008). Criminalization of HIV transmission.
Retrieved November 20, 2015 from
http://www.unaids.org/sites/default/files/en/media/un
aids/contentassets/dataimport/pub/basedocument/200
8/20080731_jc1513_policy_criminalization_en.pdf
Vance, D. E., Dodson, J. E., Gakumo, C. A., Morris, D.,
Kitchin, B., & Schroder, K. E. E. (2012). Successful
cognitive aging in HIV: Potential strategies for
treatment and research. Physical & Occupational
Therapy in Geriatrics, 30(3), 229-244.
http://dx.doi.org/10.3109/02703181.2012.709588
Wagener, M. N., Roelofs, P. D. D. M., Miedema, H. S.,
Brandjes, D. P. M., Dahmen, R., & van Gorp, E. C.
M. (2015). The development of a multidisciplinary,
evidence-based guideline for “HIV and
employment”. AIDS Care, 27(2), 133-141.
http://dx.doi.org/10.1080/09540121.2014.952612
World Health Organization. (2001). International
classification of functioning, disability and health
https://scholarworks.wmich.edu/ojot/vol5/iss2/4
DOI: 10.15453/2168-6408.1258

(ICF). Retrieved September 20, 2015 from
http://www.who.int/classifications/icf/en/
Worthington, C., Myers, T., O’Brien, K., Nixon, S., &
Cockerill, R. (2005). Rehabilitation in HIV/AIDS:
Development of an expanded conceptual framework.
AIDS Patient Care and STDs, 19(4), 258-271.
http://dx.doi.org/10.1089/apc.2005.19.258
Worthington, C., Myers, T., O’Brien, K., Nixon, S., Cockerill,
R., & Bereket, T. (2008). Rehabilitation professionals
and human immunodeficiency virus care: Results of a
national Canadian survey. Archives of Physical
Medicine and Rehabilitation, 89(1), 105-113.
http://dx.doi.org/10.1016/j.apmr.2007.10.009

16

