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WelcometotheFall 2005 issueof
backtolife.ca. It hasbeenabusy summer
for CWGHR. Sinceour springissue of
backtolife.cafocusing onissuesof HIV
and other "episodic disabilities’, wehave
moved forward with severd key initiativesin
our ongoing effortsto bridgetheworlds of
rehabilitationand HIV. 1n June 2005, we
held our Annua General Meeting where
therewasexcdllent discussonon CWGHR's
key initiatives, including devel opment of
interprofessiond learning opportunitieson
HIV for rehabilitation professonasand
cross-disability policy research and
education on episodic disabilities, labour
force participationand socid inclusion.

In July, we moved to anew officewhichwe
hopeour colleaguesand friendswill vigitif /
whenyou arein Toronto. Wearevery
happy to be sharing this office spacewith
the Canadian HIV/AIDS L ega Network,
and welook forward to developing and
strengthening our HIV work together with
the Lega Network over thecoming years.

Thisissueof backtolife.cafocuseson our
capacity building project in rehabilitation and
HIV. What istheroleof rehabilitationinthe
livesof peopleliving withHIV?What dowe
know about the educational needs of
rehabilitation professionals, and what can

we do to meet those needs? What arethe
different rolesof rehabilitation professonas?
And how can rehabilitation professonas
contributeto the care and support of people
livingwithHIV?

Wehear alot about, and believein, the
importance and va ue of acomprehensive,
coordinated approach to care and support
for peoplelivingwithHIV. CWGHR has
beentrying to break downthe"silos' of
sectors, disciplines, jurisdictionsand services
that weall know and experienceevery day.
Throughthisproject, CWGHR isdeveloping
opportunitiesfor sustainableinter professonal
lear ning, that is, to increase theknowledge,
skillsand overall capacity of rehabilitation
professionds, beginningwith physiothergpidts,
occupationd thergpists, and speech-language
pathologists, towork inanintegr ated way
with other care providersto providehigh
qudity carefor peoplelivingwithHIV.

WEe'll keep you posted on the devel opments
of the project over the next year and we
hopethisissueof our newd etter sparksyour
interest by providingaglimpseintothe
world of interprofessional educationand
rehabilitation.

by Elisse Zack,
CWGHR Executive Director

Production of this newsletter has been made possible through a financial contribution from the Public
Health Agency of Canada. The opinions expressed in this publication are those of the authors/
researchers and do not necessarily reflect the official views of the Public Health Agency of Canada.




PAGE 2

What's in this issue of backtolife.ca?
By Gillian Bone

Inthe Spring 2005 issue of backtolife.cayou were
introduced to CWGHR's new two-year capacity building
project, which aimsto enhance and increase the capacity
of rehabilitation professionalsto respondtothe
rehabilitation needsof peoplelivingwithHIV/AIDSin
Canada. Inthisnewd etter you can read more about the
ongoing activitiesand plansof thisproject. Wealsolearn
more about akey piece of research that helpedinformthis
project about the needswithintherehabilitation professona
community, inthearticle"HIV & Rehabilitation: An
Update on the Canadian Providers Survey." Interestedin
evaluation, thisisavital component of all CWGHR
initiatives. For more about eval uation of the capacity
building project, turnto page9.

Some of you may have had personal experience of
rehabilitation services; thearticlesfromthreerehabilitation
therapigts, with experienceworking with peoplelivingwith
HIV, offerinsght into therolesof threedifferent
rehabilitation disciplines. Inthisnewdetter wehave
started with occupational therapy, physiotherapy and
speech-language pathol ogy asthey arethetarget
disciplinesfor the Interprofessional Learning Project. We
hopeto highlight morerehabilitation rolesin our future
newd etters, aswell asadding the perspective of personal
experiencesand thoughtsabout involvement in
rehabilitation - suggestions& submissionswelcome.

Y ouwill also be ableto catch up on theexciting activities
and progressof CWGHR's Episodic DisabilitiesProjectin
thearticlefrom the Eileen M cK ee, Project Manager, who,
along with the project advisory committee, hasbeenvery
activesincethespring newdetter.

Finally thank you very much to theeditorial teamfor
their guidance and suggestions, and to thewilling
contributorswho together have produced yet another
excellentissue of backtolife.ca

Editorial Team: Gillian Bone,

Francisco | bafiez-Carrasco, Tom McAulay,
Karen McVeigh, SheilaThomas
Translation: Jean Dussault

Design: Paul Lowery
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Interprofessional Learning on
Rehabilitation and HIV Project

Project Objectives:

1. Todevelop new and enhance existing knowledge-
based rel ationshipsbetween CWGHR, rehabilitation
professionalsand other key stakeholders, including
learning ingtitutions, professional associations, and
peoplelivingwithHIV

2. Toincreaseawarenessof existing and new curriculum
resources, educationd initiatives, programsand tools
inrehabilitation inthe context of HIV and
interprofessiona education

3. Toincreaseknowledge and skillsrelated to HIV
among rehabilitation professonds

Through CWGHR's educationa workshopsand the

Nationa Forum on HIV and Rehabilitation, theneed was

identified for continued development of high quality

curriculumand opportunitiesfor sustainablelearningon HIV
for rehabilitation professionas. Several key recent research
initiatives provided documented evidence of the need for
this project: the BC Preva ence Study which you can read
fromalink onwww.hivandrehab.cain the Education and

Research section; and "HIV and Rehabilitation: The

Canadian Providers Survey" see page4. Interprofessiona

education of hedlth care professionasisaHedth Canada

drategy and agrowingfiedinternationaly in the education
of healthand socia careproviders. Interprofessional
education devel ops capacity for collaborative patient-
centred practice - more about thisin our next newd etter.

Whoisinvolved ?

Thisproject bringstogether, and draws on the expertise of
key stakeholders, inrehabilitation, education and HIV
from across Canada; including clinicians, educatorsand
researchers, to develop, pilot test and evaluate
interprofessiona curriculum resourceson HIV, aswell as
other mechanismsto addressthe HIV-related learning
needsof rehabilitation professonals. Severa universities
and other educationa programsacross Canadahave signed
on aspartnerswith CWGHR to try out the new curriculum
that wewill bedevel oping over thecoming year andwedso
areexcited to continue our work with our current national
partnersthrough the Canadian Phys otherapy Association,
Canadian A ssociation of Occupationa Therapists,

Canadian Association of Speech-L anguage Pathol ogists
andAudiologists, and the College of Family Physicians s



of Canada, to develop and implement thisproject together.
Peoplelivingwith HIV play anintegrd rolethroughout the
project, in both the devel opment and impl ementation of
educationd initiatives. Other key project stakeholders
include: the Canadian AIDS Trestment Information
Exchange (CATIE) duetothestrong link between
treatment and rehabilitationissues; and theCanadian
Association of NursesinAIDS Care (CANAC) reflecting
thekey rolenursesplay in coordinating treatment and care
for peoplelivingwith HIV. All project partnershipsprovide
important opportunitiesto share knowledge and expertise.
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Project Progress.

In February 2005, this21-month project officially began,
funded by thePublic Health Agency of CanadaHIV Cgpecity
Building Fund. Sincethat time, anational Project Advisory
Committee has been established, project coordinator,
Gillian Bone, and project eva uator, San Patten, have been
working very hard ontheproject. A literatureand web based
review have been undertaken, withKely O'Brien, developing
afirst draft of acompendium, acollection of educationa
resourceson rehabilitationinthe context of HIV, which has
been shared with the Project Advisory Committee members.

The Project Advisory Committee members are:

Advisory Committee Member

Organization represented

Lesley Bainbridge Associate Principal

British Columbia (Physical Therapist background)

Interprofessional Programs, College of Health Disciplines, University of

University of British Columbia

Dr. Deb Cameron, Occupational Therapist
Assistant Professor & Field work Coordinator,
Department of Occupational Therapy, University of Toronto

Canadian Association of Occupational Therapists
(CAOT)

Geoff Lawrence and Michael Bailey

Information, Prevention and Support

Educators, CATIE Capacity Building Project: Integrating HIV Treatment

Canadian AIDS Treatment Information Exchange
(CATIE)

Kelly O’Brien, Physical Therapist
Department of Physical Therapy, University of Toronto
Centre for Research on Inner City Health, St. Michael’s Hospital

Canadian Providers Survey Research Team,
University of Toronto

Penny Parnes Director
International Centre for Disability and Rehabilitation,
University of Toronto, Speech-Language Pathologist

International Centre for Disability and
Rehabilitation, University of Toronto

Dr. Greg Robinson
Family Physician

College of Family Physicians of Canada and
Person Living with HIV

Lynne Sinclair, Director of Education,
Toronto Rehabilitation Institute, Physical Therapist

Toronto Rehabilitation Institute

Dr. Patty Solomon, Professor, School of Rehabilitation Science,
McMaster University, Physical Therapist

Canadian Physiotherapy Association (CPA)

Dr. Graham Smith, Family Physician

College of Family Physicians of Canada

Christopher Sulway , Physical Therapist

CWGHR's Education / Practice Advisory

Planning Department, St. Michael's Hospital Committee
Stephen Tattle, Registered Nurse, Professor, Canadian Association of Nurses in AIDS Care
UNB-Humber Bachelor of Nursing Program (CANAC)

Janet Wu Speech-Language Pathologist, HIV Team
Professional Practice Leader, St. Michael's Hospital, Toronto

Canadian Association of Speech-Language
Pathologists and Audiologists (CASLPA)

The project teamiscompleted with Janet London, Project Administrative Ass stant, San Patten, Project
Evauator, Elisse Zack, CWGHR Executive Director and Gillian Bone, Project Coordinator.

Futureplans.
Over thecoming year wewill
=  exchangeand gather informationfor the
compendium and conduct key informant
interviews/ group consultationstoinformthe
development of educationd curriculum
= completeanenvironmenta scaninduding consultations
with stakeholder groupsto further developthe
compendiumand assist in curriculum devel opment
= devdopinterprofessond HIV curriculumfor
rehabilitation professonds

=  develop stepartnershipswith educational
indtitutionsto pilot test thecurriculum

Gillian Bone is Project Coordinator for the

“ Interprofessional Learning in Rehabilitationinthe
Context of HIV' Project, and is the Editor for this
edition of backtolife.ca. If you have information or
ideasto share or if you would like more information
please contact gbone@hivandrehab.ca
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HIV & Rehabilitation: An Update on the

Canadian Providers' Survey
by the Survey Team

Peoplelivingwith HIV/AIDSarelivinglonger than at the
onset of theHIV epidemic, but arelivingwith significant
levelsof bodily impairments, functiond limitations, and
socid participation restrictions. Rehabilitation - broadly
defined asall servicesand activitiesthat addressor
prevent impairments, activity limitationsand participation
restrictionsexperienced by anindividua - canhelp
addresstheseissuesof disablement.

With the support of the Canadian Working Group on HIV
and Rehabilitation (CWGHR) andin collaborationwitha
nationa advisory group, a"Rehabilitation Framework in
the Context of HIV/AIDS' wasdevelopedto providea
broad conceptual understanding of the domains, services
and issues. Thisframework provided abasisfor a
nationwide survey to explorethe knowledge, attitudesand
practices of Canadian rehabilitation professonasand HIV
specialistsconcerning rehabilitation servicesfor people
livingwith HIV/AIDS. Specific objectivesof thestudy
wereto: 1) describetheextent and nature of involvement
of different rehabilitation professionasintheprovision of
HIV servicesto peoplelivingwith HIV/AIDSin Canada;
and 2) describethe extent and nature of involvement of
HIV specidistsin rehabilitationin Canada.

With funding support from the Canadian Institutes of
Health Research (CIHR), we surveyed asampl e of

sel ected rehabilitation professiona sand theknown
population of HIV specidists. Rehabilitation professonds
included physical therapists, occupationa therapists,
physiatrists, and speech-language pathol ogistswho may or
maly not have been working intheareaof HIV/AIDS.
HIV specidigtsincluded physicians(generd practitioners,
infectiousdisease specidists, psychiatristsand other
specidists), nurses, dieticians, pharmacists, socia
workers, and psychologistsworking inthefield of HIV/
AIDS. Themail survey, devel oped with the assi stance of
anational advisory committee, was pre-tested, and
administered to the selected hedlth care providersusing
the Dillman Tailored Design Method. Analysisfocused on
areasincluding: @) current practicesin HIV rehabilitation,
b) training, knowledge & workplace awarenessin
rehabilitationand HIV, ¢) viewson professionas rolesin
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HIV rehabilitation, and d) HIV rehabilitation service
ddlivery issues. Somedescriptiveresultsfor thetwo
provider groups are discussed.

Rehabilitation Professionals

For rehabilitation professionals, the overall responserate
was 74%, with 1058 usable surveysproduced. The
majority of respondentswerefemal e (88%) and averaged
14 yearsin practice. 61% indicated that they had never
knowingly served an HIV positiveclient. Of these, 27%
indicated they would liketo work with thisclient group
(27% would not, and 46% were unsure). Of the 39% who
had knowingly served an HIV positiveclient, themean
number of peoplelivingwith HIV/AIDS servedinthepast
year was4. Only 27% had receivedtrainingin HIV/
AlDSaspart of their rehabilitation education. Forty-eight
percent reported no or little awarenessof HIV
rehabilitationwithin their workplaces. Themgjority of
rehabilitation professiona respondentsindicated that their
profession was somewhat (40%) or very important (46%)
to peoplelivingwithHIV/AIDS, but only 19% agreed that
rehabilitation professionalscurrently possessadequate
knowledge and skillsto assessand treat thisclient group.
Fifty-three percent disagreed that serving peopleliving
withHIV/AIDSismoredemanding than serving clients
with other chronicillnessesor conditions. However, 50%
agreed that many rehabilitation professonasare
uncomfortablewith theideaof workingwiththis
population. Forty-one percent indicated that therewere
servicebarriersspecificto HIV that might prevent people
livingwith HIV/AIDSfrom having their renabilitation
needsmet such asstigma, lack of availablefunding, and
lack of education among health providers.

HIV Specialists

AmongtheHIV specialists, theresponserate was 63%,
with 214 digible surveysproduced. Respondentsincluded
nurses, physicians, socia workers, pharmacists,
psychologists, and dietitianswho had worked inan HIV
clinical setting within the past 12 months. Respondents
averaged 16 yearsin practice and had seen amean of 53
HIV positiveclientswithinthelast month. Ninety percent
werefrom metropolitan or urban areas. Sixty-two
percent indicated that under half of their HIV caseload
wasrehabilitation-rel ated, whererehabilitation was defined
asservicesand activitiesthat address or prevent

impairments, activity limitations, and participation -



restrictions. Withinthelast year, 86% had referred HIV
positiveclientsto social workers, 85% had referred to
community-based Al DS service organizations, 50%to
physiotherapists, 35% to occupational therapists, 32%to
physiatrists, and 10% speech-language pathol ogists. The
most important rehabilitation issuesinthe context of HIV
were seen to beincome supports (85% indicated 'very
important’), prevention (83%), chronic poverty (81%),
housing (80%), employment (76%), and stigma(74%).
Themgority of reasonsfor referrd torehabilitation services
wereto addressissuesincluding: socid serviceassistance
(85%), income support (80%), drug coverage assistance
(79%), psychosocia issues(76%) and housing support
(74%). Seventy-fivepercentindicated that their professon
was 'very important' in therehabilitation of peopleliving
with HIV/AIDS. Ninety-four percent agreed or strongly
agreed that rehabilitation professonalswho provide service
for peoplelivingwithHIV/AIDSneed specidizedtraining,
and only 44% agreed or strongly agreed that rehabilitation
professionalscurrently possess adequate knowledge and
skillsto assessand treat peoplelivingwith HIV/AIDS.

Despitetherolethat rehabilitation professonasmay play
inthe careand treatment of peoplelivingwithHIV/AIDS,
only aminority currently serve HIV/AIDSclients. Of
thosewho had served peoplelivingwith HIV/AIDS, they
saw only avery small number of HIV positiveclientsinthe
past year, and reasonsfor which they served these clients
were primarily for rehabilitationissuesunrelated to their
HIV status. HIV specidistscurrently providelimited
rehabilitation-related servicesfor peoplelivingwithHIV/
AIDS; however, they refer to arange of servicesthat do
provide rehabilitation servicesfor thispopulation. HIV
speciadigsrefer HIV postiveclientsprimarily for socia
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participation restrictionsand cons der community-based
supportsand socia workersto becrucid for peopleliving
withHIV/AIDS. Overdl, thereisaneedfor increased
informationfor, and education of , rehabilitation
professionals, HIV specididts, peoplelivingwith HIV/
AIDS, and other health providerswho may refer to
rehabilitation professonadsontheroleof rehabilitationin
the context of HIV/AIDS. Also, thereisaneed for more
collaborative practice among hedth care professionalsto
better meet the rehabilitative needs of peoplelivingwith
HIV/AIDS.

Complete study resultswill beavailableshortly onthe HIV
Socia, Behavioural and Epidemiologica StudiesUnit,
University of Toronto websiteat
http://mww.phs.utoronto.ca/hivstudiesunit/. Canadian
Providers Survey Fact sheetswill soon beavailableon
CWGHR'swebsite. For moreinformation on
rehabilitation in the context of HIV/AIDS, please seethe
Canadian Working Group on HIV and Rehabilitation
(CWGHR) websiteat www.hivandrehab.ca

Canadian Providers Survey Team: Catherine
Worthington, Ted Myers, Rhonda Cockerill, Stephanie
Nixon (study investigators), Kelly O'Brien and Tarik
Bereket (research gtaff).

Acknowledgements: Thisstudy wasfunded by the
Canadian Institutes of Health Research (CIHR) and the
Canadian Working Group on HIV and Rehabilitation
(CWHGR). Theresearchteamwould liketo thank the
national advisory committeefor their guidancethroughout
the course of thesurvey including: Evan Collins, Louis-
Marie Gagnon, Barney Hickey, Jm Marianchuck, Arlis
McQuarrie, Christopher Sulway and Elisse Zack

Occupational Therapy in the context

of HIV
Avirtual interview with Todd Tran, CWGHR's
representative from the Canadian Association of
Occupational Therapy and occupational therapist
working in the community in Toronto (with back up
from Julie Giroux, occupational therapist at Women's
College Hospital Foot Care Centre and part-timein
the community)

Tell me, Todd, what isOccupational Therapy?
Many people mistaketheword "occupation” for job but

occupational therapi stsbroaden thiscontext further to
mean "doing", hel ping peopleto perform lifetasksor
activitiesthat aremeaningful and purposeful for the
individual. Thiscanbeanything from providingtheproper
adaptive deviceto play golf better, to energy conservation
for making ameal. The Canadian Association of
Occupationa Therapy hasagrest definition: occupational
therapy enablespeopleto lead productive, independent
and satisfying livesby assisting themin self-care, aswell as
activitiesthat alow themtowork or enjoy freetime.  wip
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Sohow do Occupational Therapistsmakethat happen?
Weidentify thisthroughinitial assessment by meetingwith
theindividud inthelr chosen environment (i.e. home, office,
etc.) and develop aclient-centered goal towork on. This
god isbased ontheindividua'schallengesand how to
compensatefor or overcometheir limitations. Someof the
chdlengesand limitationsanindividua may facewould
indude: physcd limitations, srengthand coordination; mentd
abilities, that includesmemory, coping and planning skills;
and theenvironmentsinwhichthey spendtime, such as
school, work and home, including both the physical layout
and the support onereceivesfrom othersin each space.

Onceyou and your occupationa therapist (OT) havedecided
what you want to work towards, then you may work on
learning new waysof doingthings, or activitiesto maintain
andimproveyour skills. OTscan a so make suggestions
and adapt the thingsyou use or where you use them (e.g.
amodified keyboard to accessthe computer, equipment
for the bathroom, changing thelayout of your office). An
OT may aso help you to remove barriersto empl oyment
or toengagein recreationa or community activities.

Todd, what doesyour job involvewor kingwith
peoplelivingwith HIV in thecommunity in Toronto ?
Workinginthecommunity means| offer my servicesto
peopleintheir homes, or incommunity based long-term
care environmentsincluding hospices. About 30% of the
clients| visit arepeoplelivingwith HIV, who haveawide
variety of needsand goalsintheir rehabilitation. | assess

cognitive problemsaswith HIV dementia, carry out home
safety assessmentsand provide modification or adaptive
aidsfor their environment. | also providedischarge
planning for someresidentswho areableto leavethe
hospi ce setting back to their homes. Thisincludes
assessment with their activitiesof daily living (i.e. self-care,
household chores, financesetc.). Someof thestrategies
includeenergy conservation, and mobility devices(e.g.
scootersand walkers).

How can someone access Occupational Therapy
services?

Speak to your family physician and ask for areferral to
occupational therapy, in Ontario that would beto the
Community CareAccess Centre (CCAC) or you can
make asdlf-referral tothem. For moreinformationon
occupational therapy services, you can contact the
Canadian Association of Occupationa Therapists
www.caot.ca

How doyou feel about wor king asan Occupational
Therapist ?

Itisrewarding, asan occupationa therapist, to provide
servicesthat areuniquely tailloredtoanindividua's
circumstancestoimprovethelr day-to-day life. Evensmal
interventionscan havealargeimpact. For example,
recommending install ation of an automatic door opener to
facilitateaperson'smobility canimprovetheir senseof
independenceand assist themin participating intheir
community.

The Role of the Physiotherapist
by Gillian Bone

The Ontario Physi otherapy Association describesa

physi otherapist as"agraduate of arecognized university-
based school of physiotherapy whoisqudified to provide
preventative, diagnostic and therapeutic servicesaimed at
restoring function and preventing disability arisngfrom
disease, traumaor injury. Physiotherapistshaveadetailed
understanding of how the body works, knowledge of
disease, injury and the healing processand ability to
distinguishwhat isnormal from abnorma in posture,
balance and movement and function. The physiotherapist
isyour partner ineva uating and restoring strength,
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endurance, movement and physical abilitiesaffected by
injury, diseaseor disability." Physotherapistscan helpyou
achieveyour highest leve of physica functioning (at any
stageof life) by providing youwith apersonaized
treatment plan based on your specific needs.

Phys otherapistscan offer you:

- Assessment of movement, strength, endurance and
other physica abilities,

- Assessment of theimpact of aninjury or disability
onyour physica functioning;

- Assessment of physical preparation for work
and sports;

- Program planning and educationto restore
movement and reduce pain; and,



- Individuaized treatment of aninjury or disability
based on scientific knowledge, athorough
assessment of the condition, environmenta factors
andlifestyle.

Canadian Physiotherapy Association
www.physiotherapy.ca

Accessing physiother apy:

Thisisdifferentin each provinceandterritory. Talk to your
doctor about your rehabilitation needsand discusswhich
rehabilitation professional (s) may be best suited to address
thoseneeds. Sincethe Regulated Health ProfessionsAct
of 1991, physiotherapistsare considered primary care
practitioners, so you do not need areferral from adoctor
to be assessed and treated by aphysiotherapist. However
inhospitals, someprovincialy funded phys otherapy
clinics, and most insurance programs (for the purpose of
reimbursement) requireaphysician'sreferral - sothat'sa
great placetobegin!

Rehabilitation and children livingwith HIV
Havingworked intheHIV program at the Hospital for
Sick ChildreninToronto for the past sevenyears- | have
had the opportunity to understand much more about the
rehabilitation needsof infants, children and adol escents
livingwith HIV. Childrenlivingwith HIV can present with
awidevariety of rehabilitation needs: caused by the
diseasee.g. difficulty withmovement or delayed
development from HIV encephal opathy (brain problems);
or from medication sdeeffectse.g. muscleweaknessor
inadequatefeeding from nausea, causng manutritionand
leading to poor growth. Rehabilitation professionas
working with childrenwith HIV must a so consider the
hedlth of each child'scaregiversand other family
members. Sometimesthediagnosisof thechildisthefirst
indication of HIV infectioninthefamily and theremay be
morethan onefamily member with medica and
rehabilitation needsat onetime.

HIV infection can affect children quitedifferently from
adultsand so their rehabilitation needsmay also be
different. Thephysiotherapist worksaspart of a
rehabilitation team to meet the needs of each child and
family. HIV inchildren may affect thebrain sothat a
child'sdevelopment isdelayed, and they may not achieve
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or may losedevel opmental milestones. Thisiswhere
rehabilitation becomesavital treatment tool, in conjunction
with medica management. Therehabilitationteam,
including thechild'sfamily and caregivers, support, guide
andfacilitate development. Thephysi otherapist may help
achildlearnhow to crawl, taketheir first stepsor ridea
tricycleinmotor development. The occupationa therapist
may support afather and teacher hel ping achild with new
learning at school, or adapt achild'schair to help them sit
independently. The speech-language pathologist may
facilitate communication for achildwhoisnot yet
speaking, or provide support to caregiversto guide
language devel opment after hearing lossfrom recurrent
middleear infections. Dieticians, pharmacists, nurses,
physicians, teachers, social workers, psychologistsand
many other health and socia care providersareaso
involved intherehabilitation process- wehopeto highlight
their perspectivesin our upcoming newdetters.

Rehabilitation for infantsand childrenisintegrated into
play activities. Play isachild'soccupationand their way
of learning new skillsso rehabilitation integratesinto that
activity anddsointo activitiesof daily living and self care
at an age-appropriatelevel. Atherapistintegratesthe
child'srehabilitation activities (exercises, positioning,
modifications, language cues, feeding routine, etc) into the
ordinary activitiesof home/day care/schoal lifefor the
childwiththeir caregivers. Likeany new activity it must
be practiced and repeated for new learning to be
integrated into ability and skill. Most importantly,
rehabilitation with childrenlivingwith HIV should befun,
perhapschalenging at times, and awaysleading to the next
new skill or activity that the child and family want to
achieve.

Gillian Boneis a physiotherapist who has been
working in the field of paediatric physiotherapy for the
past 16 years. She joined CWGHR as Project
Coordinator for the Interprofessional Learningin
Rehabilitation Project in May 2005. She can be
reached at gbone@hivandrehab.ca
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The Speech-Language
Pathologist and People Living
with HIV

by Janet WU

For personslivingwithHIV/AIDS (PHA'S), daily
functioning may dready beachalengefrom
dedlingwith overd| hedthand nutritiona issues.
Imagined so having difficultiescommunicating
withfriendsand |oved ones, being unableto think
clearly, or having difficultieseating or drinking
safely inorder to maintainyour nutritional and
respiratory health. Who can you seek help from
to ass st with these additional challenges?

The Speech-L anguage Pathologist isahedlth
professiond, trained at the graduate university
level, who can provide assessment and
management of such difficulties. Available
through acute/continuing care hospitals,
rehabilitation centers, community care access
centresaswell asprivately, Speech-Language
Pathol ogists can provide management
recommendationsand treatment programsfor a
widerange of communication and swallowing
disordersthat can arisefromHIV/AIDS and
thelir associated complications.

Communicationdifficultiescanincludedurred
speech (dysarthria), weak voice (dysphonia),
word-finding or comprehensondifficulties
(aphasia), concentration problems/verbal
memory |oss (cognitive-communication disorder),
and reading/writing difficulties(dydexial
dysgraphia). Thesedisorderscaninterferenot
only with daily functioning and work, but canaso
sgnificantly impact onquality of lifefor PHA's.

(For childrenwith HIV/AIDS, learning and
academic performance can pose especialy
difficult challenges.) Swallowingdisorderscan
include muscular or sensory disordersof the
mouth and throat (oro-pharyngeal dysphagia),
which can compound difficultieswith painful
mouth and digestivetract sores, can significantly
compromiserespiratory and nutritional hedth,
and beespecidly life-threatening for PHA'.

A thorough assessment isusually provided to
determinethe nature of the communication or
swalowingdisorder. If necessary, instrumental
assessment, such asdynamicimaging of the
throat or swallowing mechanism, may beutilized
to further assessthedisorder. Management can
includeavariety of modessuch asexerciseor
therapeutic programs, assistive devices, and
environmental or provider-ass sted modifications.
Fregquently, aninterdisciplinary teamisaso
involved tofocuson commongoals.

For further information or referral, speak to your
family physician or contact the Canadian
Association of Speech-Language Pathologists &
Audiologids.

Janet Wu is the Professional Practice Leader
and Speech-Language Pathologist at S.
Michael's Hospital in Toronto. Sheisalso an
Advisory Committee member for the

Inter professional Learning in Rehabilitation
Project, representing the Canadian
Association of Speech-Language Pathologists
& Audiologists.

Disclaimer: While the content of these articlesis, to the best of our knowledge, current and reliable,

information is not a substitute for actual health care and treatment. Articles do not necessarily reflect the
official policy of CWGHR or any sponsoring organizations.

Note: Acronyms to describe people living with HIV vary from community to community (PWAs, PHAs, PLHAS,
etc). Wherever possible, we have kept these regional variations and used the acronym suggested by the author.
Permission to reproduce: This newsletter may be copied for personal use. Content may not be edited and all
copies must include the following text: “ From the Canadian Working Group on HIV and Rehabilitation newd etter
\Volume4 Issue 2 Fall 2005.”
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Rehabilitation in the Context of HIV:
CWGHR Members' Understanding of

the Issues
by San Patten, Interprofessional Learning
Project Evaluator

Gillian Bone presented an overview of the project tothe
CWGHR membership at theannua general meeting on
June 10, 2005. The project was met with enthusiasm, and
CWGHR membersprovided hel pful input to guidethe
project. A total of 18 CWGHR memberscompleted a
guestionnaireto measuretheir basaline awareness,
understanding and interest inthe* Inter professional
Learning in Rehabilitation in the Context of HIV:
Sakeholder Capacity Building Through Development of
New Knowledge, CurriculumResourcesand Partnerships’
project. The 18 respondents comprised afairly
representative sample of the CWGHR membership and
workedinawidevariety of professiona settings. The
basdlinesurvey isonecomponent of the eval uation process
led by San Patten for CWGHR’s Capacity Building project.

Asindicatedin Figure 1, whilethemgjority of the
respondents had intermediate or higher knowledge of the
rehabilitation needsof peoplelivingwithHIV (PHAS),
only 11.1% rated their ability inthisareaashigh.

Figure 1: CWGHR Members' Capacity
re: Rehabilitation Needs of PHAs (n=18)
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Themgjority of CWGHR membershad relatively equal
distribution of experiencein partnershipsbetween
rehabilitation professonasand HIV professonals. With
respect to experienceininterprofessiona learningamongst
variousrehabilitation professions, themgjority of
participantshad very low (11.1%) or low (38.9%)
experience. Themgority of CWGHR membersrated
themselvesasintermediate (50.0%) regarding their
awarenessof educational resourcesfor rehabilitation
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professionalsregarding HIV. Thesameproportion
(50.0%) rated themselves asintermediate with respect to
opportunitiesto disseminate curriculum or educational
resourcesto colleagues.

Gillian Bone, Interprofessional Learning Project Coordinator
and San Patten, Project Evaluator, discuss the project.

Asindicated in Figures2 and 3, most of the CWGHR
membersdisagreed or strongly disagreed that
rehabilitation professiona scurrently possessthe necessary
knowledge and skillsto help PHAswithissuesaround
employment. Also, themgjority of CWGHR members
disagreed or strongly disagreed that the magjority of
practicing rehabilitation profess ona sin Canadaknowingly
serve PHAs. Themagjority strongly agreed or agreed that
thereare opportunitiesfor rehabilitation professionasto
learn more about HIV/AIDS. Therewasquiteabit of
variationin CWGHR members agreement that
rehabilitation profess onad sare currently knowledgeable
about how to help PHAswith physica impairments,
activity limitations, or participation restrictionsdueto HIV
or medication side effects; thelargest proportion rated
neutral on thisstatement. Whilemany of the CWGHR
membersstrongly agreed or agreed with the statement: |
believethat most rehabilitation profess onal sarere uctant
towork with PHA s becausethey fedl they do not possess
theknowledgeand skillsto work withthisclient group,” a
large proportion were neutral on the statement. One
CWGHR member noted:

“Homophobia and viewing of gays, drug users
etc. ascuriositiesis very widespread among
health care providers outside of specialized
facilities and needs to be part of training before

rehab for PHAs is effective.” -
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Figure 2: CWGHR Members' Agreement
with Statements
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Figure 3: CWGHR Members' Agreement
with Statements
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Finaly, itisencouraging to seethat themgority of CWGHR
membersstrongly agreed or agreed that they arecommitted
to helping to build the capacity of rehabilitation professonds
to respond to the needsof PHAS.

In order to capture CWGHR members’ visionfor the
Project, they were asked to compl etethefollowing
sentence: “ | will know that CWGHR has been
successful in building the capacity of rehabilitation
professionals to respond to the needs of people living
with HIV/AIDSif/when...”

...people living with HIV indicate that their
needs are being met, they know about and are
able to access the full range of care and
supports available to all people living with
chronicillnesses, and they are ableto play a
vibrant role in their community/society.

...thereisan increased proportion of health care
and social services providerswith the knowledge,
ability and will to provide in a continuum of care
for all personsliving with HIV, and increased
referralsfrom other health care professionals,
such as family physicians, of PHAsto rehab
professionals.

...there are transparent return to work policies,
procedures and collaborative effort by all parties,
including businesses.

These arethree compiled vision statementsbased on all the
responsesfromthe CWGHR members.

Thanksvery muchtodl of the CWGHR memberswho
compl eted the baseline survey. Thesurvey will berepeated
with CWGHR membersafter the conclusion of the
Capacity Building Project in order to assess changes
created the project.

CWGHR's Episodic Disabilities &
Labour Force Participation Project:

An Update
by Eileen McKee, Project Manager

Asyou canimagine, there hasbeen much activity inthe
past several months on the Labour Force Participation
and Socia Inclusonfor PeopleLivingwithHIV and
Other Episodic Disabilities Project.
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We areanalyzing theresultsof areport on policiesrelated
toincome support, returntowork asthey relateto episodic
disabilities. Aneconomist will cost out key
recommendationsthat are madeinthisreport. Thesetwo
productswill be presented at the National Summitin March
2006 (see bullet below) and serve asthefoundation on
whichwewill design pilot Stesfor implementing the
recommendations.

By year-end we will have completed an on-line survey of
15,000 Canadian human resources professionalsto -



determinetheir experienceand their educationa needs
related to episodic disabilities. Theresult, dueby March

2006, will inform continuing educationa needsof thissector.

The Episodic DisabilitiesNetwork developed a Statement
of Common Agenda, followed by amediarel easeand
lobbying campaign in Ottawain May 2005. A workplan
that builds on those advances has been devel oped. Wewill
keep you advised astheworkplanisimplemented over the
next few months.

The Standing Committee on Financeisholdingitspublic
hearing on the 2005 pre-budget consultationsfrom Sept
26—Nov 4. TheThemeis'Enhancing Productivity
Growthin Canada. Onbehalf of the Episodic Disabilities
Network, asubmission wasmadeand is posted on
CWGHR'swebsite.

Exchanging knowledgewith other projectsisan important
strategy of the project. Towardsthisend, the Episodic
DisabilitiesProject Manager ison the National Advisory
Committees of two other projects:
Chroniclliness/ HIV/AIDSand Workplace
Policiesissponsored by Thelnteragency Codlition
onAlIDSand Development (ICAD). ICAD has
funding from Hedlth Canadaviathe Nationd HIV/
AIDS Capacity Building Fund until March 2006
for aproject aimed at assisting |CAD membersas
employers(AIDS service organi zations) with
policy development and training for chronic and/or
episodic disabilitiesin the Canadian workplace.
Thisinitiativedovetailsbeautifully with CWGHR's
project on episodic disabilitieswhich addresses
both workpl ace policiesand income support
policiesfor peoplewith episodic disabilities. In
fact, the conceptualization of the project was
inspired by aCWGHR Forum on Episodic
Disahilitiesin January 2004. Activitiesof this
ICAD project included: Cross-Canadafocus
groups, train-thetrainer workshops, the
development of fact sheets; asubmissiontothe
CWGHR newdetter; aresource manual.
CWGHR contributed a Fact Sheet on Episodic
Disabilities

CanadianAIDS Society (CAS) Income Support
Project Advisory Committeeisdevelopinga
compendium that will be asearchable databasefor
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income support and benefit plansacross
provincesand Canada. Target audienceis
personslivingwithAIDS. Submissonwas
madeto the CA S newd etter regarding episodic
disabilitiesand the project.

Plansarewell underway for aNational Summit, the
purpose of whichisto present thefindingsand engage
stakeholdersinadiscussion of thepolicy analysisand
the cost-benefit analysis, aswell asto develop
coordinated strategiesto identify and addressbarriers
with key stakeholders. Weasowill develop astrategy
to design and fund the pil oting of the recommendations
that comefromthe policy analysis. Representativesfrom
thefollowing Stakeholder groupswill be attending:
: researchers

rehabilitation professonals

vocationd rehabilitation professonds

iNsurance companies

government policy makers

employers(associations& champions)

HR professionals

peoplelivingwith episodic disabilities

the Episodic DisabilitiesNetwork

Fundraisingisanimportant part of thisproject.
Research funding and support for the Summitisbeing
sought from both public and private sources. Your
assistancein thisendeavour would begreatly
appreciated.

Episodic Disability Network r epr esentatives
preparefor meetingswith politiciansin Ottawa

Thisproject hasbeen informed and influenced by many
stakeholdersfrom several sectorsto makeit the successit
is. | amindebted tothem for their cooperation and
contributions. Please contact meat any point with
guestionsor inputsinto the project. | can bereached at
emckee@hivandrehab.ca.
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