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EXECUTIVE SUMMARY

The Path to Care Study (1) defines what the “pattate” should lead to for people living with
HIV, (2) identifies where the path to care is begngy for people living with HIV in Minnesota

by identifying where the most people living with\Hare getting diagnosed, (3) describes what
helps Minnesotans living with HIV get connecteccéwe after they are diagnosed, what helps
them stay in care once that connection is estadlishnd considers factors that cause people to
discontinue care and what helps these individwalennect to care, and (4)suggests
opportunities for improving services that supporhivesotans living with HIV to move along or
reconnect with a path to care, and then to stawaia once that connection is made.

Leading to Chronic Disease Management for Peoplengiwith HIV —

In the United States, AIDS-related deaths haveimetidramatically as more and more people have
been able to benefit from HIV antiretroviral treamis, making HIV a chronic and manageable disease
an attainable goal for effective HIV care. The RatiCare Study starts with the observation thapfeeo
living with HIV, as with any other people copingtiviife-long, chronic disease management, neeeto b
connected to a care system based on the chromewadel. The chronic care model suggests, “The
effective control of most chronic diseases requagsropriate medical therapy as well as competent
self-management... Effective chronic illness managemeguires an appropriately organized delivery
system linked with complementary community resosi@eailable outside of the organizatidn.”

Screening, Testing & Diagnosis: The “Gateway” toMHCare —

The path to effective HIV care begins with scregniesting and diagnosis. The Path to Care Study
identifies where this “gateway” to HIV care begins most Minnesotans living with HIV. A review of
the top ten diagnosis sites in Minnesota from 2003ugh 2008 revealed a relatively small cluster of
providers consistently diagnose the largest nurabeewly-diagnosed people living with HIV in
Minnesota each year. Four diagnosis sites comgigt@ere among the top five reporting sites during
each of the six years, 2003 through 2008. Thess siere Hennepin County Public Health Clinic/Red
Door Clinic, HCMC [Hennepin County Medical Centatfealth Partners and Park Nicollet. Combined,
these four sites accounted for 38% of all HIV diaggs reported in Minnesota during the six yearopleri
[ranging from a low of 33% annually to a high oP4&nnually reported from 2003 through 2008].
Other diagnosis sites that appear among the tepdiiving this six year period were The Doctors,
private health clinics in Minneapolis, and Room 111

Interviews and self assessment surveys with reptatbees from the top four diagnosis sites, plus on
site that primarily provides screening and diagaasirvices to Latinos suggest that deliberatetsftor
implement routine HIV testing in health care sefsiras recommended by the CDC and described in
recent American Academy of HIV Medicine guidelires/e been limited in Minnesota. However,
people who are diagnosed by one of the state’sstensly-reporting diagnosis sites are very likaly

be connected to a medical care provider, eitheutyin formal or informal referral policies and
procedures in place at the diagnosis site. Pewoipteget a service from a diagnosis site that i-wel
connected with the Ryan White system are moreyliteelearn about and get connected to the wider
range of services that are needed for managemetivVods a chronic medical condition, though this is

! Wagner, Edwards, et. al., p. 69 to 70.
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more likely to occur when diagnosis is made iniaicithat provides HIV screening, diagnosis or case
a specialty service, as compared to large hospitdiealth systems.

Connecting and Staying in HIV Care —

Sixty three Minnesotans living with HIV participatén the Path to Care Study survey and interview
process. While not a statistically representasammpling of people living with HIV in Minnesota,eh
demographic, geographic and circumstantial diverdithe communities of people affected by HIV in
Minnesota is reflected among the study’s partidiparParticipants also reflect the experiencesahos
who were diagnosed relatively recently to long teurvivors. Virtually all [97%)] of the study
participants were in care at the time they wergesged and interviewed, but 56% either delayed or
discontinued their care at some time before rebskatg HIV care. While not statistically
representative, the study’s systematic collectibimformation through survey and interview proviges
unique and useful picture of what influences theegilence of getting into, staying in and reconmegti
to care for Minnesotans living with HIV.

Path to Care Study also drew upon interviews vafiresentatives of four of the five diagnosis sited
consistently report the largest number of newlyd@sed people living with HIV annually and a site
that primarily provides screening, testing and d@sis services to Latinos in Minnesota. Interviews
with representatives from four HIV service orgati@a providers [each receiving funding from Ryan
White Parts A, B, C and D, respectively], an intewswith a Part F grantee, and a discussion wigh th
Minnesota HIV Services Planning Council also infedrihe study.

Connecting to Care After DiagnosifReady access and connection to the health systamang the
most important factors helping those newly diagdosgh HIV get connected to HIV care. Survey
responses indicated the most helpful serviceseaffand made available at initial diagnosis were (1)
finding a doctor [52%], (2) connecting to an AID&hdce organization for services and support [41%],
(3) receiving help to prevent infecting others [38%4) receiving drugs to treat HIV infection [32%]
and (5) meeting with a counselor, therapist or pgtast [32%)].

Similarly, responses from the interview processuied the survey results by also pointing to tile r
services from health professionals played in hglpieople get connected to care after diagnosis.
Interview responses indicated the most helpfulisesvoffered and made available at initial diagsosi
were (1) connecting to an AIDS service organizafmrservices [other than case management, e.g.
MAP AIDSLine] [30%], (2) having access to a commrbive and coordinated medical and social
service support system at the diagnosis site [2@8}eceiving information and referral tools [27%]
(4) having a support network — friends, family amdéith [25%], (5) getting connected to a case
manager who could help me [24%] and getting coratktd a doctor | liked and trusted [21%].

The experience connecting to care services otlaer ¢hnical medical care was a little differentur@&y
results indicated that (1) talking with a persoa@tAIDS service organization [49%], (2) talkingthwi
another person living with HIV [38%] or (3) a refarfrom the diagnosis site [37%] were among the
more frequently cited aids in learning about andingthe connection with a service intended todyett
coordinate medical care, support self-care manageanestabilize a living situation to enable treatrh
adherence.
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Challenges Connecting to Care After Diagnogost study participants reported being connectes to
doctor shortly after diagnosis, with 63% visiting@actor within the first month after being initigall
diagnosed. However, 25% did not have their firsit with a doctor between one and six months after
diagnosis, and 12% reporting that is was a ye&rgger before they saw a doctor after initial diagjs.

Those who said they faced challenges connecticgn® after diagnosis indicated the more notable
challenges to connecting to care after initial dizgjs were (1) depression [35%)], (2) fear of disale
and the consequences [e.g. stigma] [30%], (3) ooat or increased drug and alcohol use to cope
[27%], and (4) poor experience with a person orseérwice provided at the diagnosis site [32%)]. éDth
challenges of some importance were (1) no peerastpmable to talk with another living with HIV
[17%)], denial about being infected [13%], surpribgdhe testing situation and/or diagnosis and not
prepared [13%], or loss of social support and cotioe with family, friends or faith [13%].

Staying Connected to Card@he study survey and interview results affirm theonic care model. A
health system with a prepared and practiced teahtammunity supports that help them be informed
and activated consumers were of equal importanbeling people stay in care.

Survey responses indicated the most helpful supperping people connected to care were (1) my
doctor [65%], (2) my case manager or social wo[ké9s], (3) talking to a friend [52%)], (4) talking t
another person living with HIV [48%], and (5) tatki with someone at an AIDS service organization
[someone other than a case manger] [48%]. Asqgbdinie interview, participants were asked to ddscri
what helped them stay connected to care. Theworeses suggested the most helpful supports were (1)
peer support from others living with HIV [68%)], (&)e right doctor [62%], and (3) my case manager
[62%].

Delaying or Dropping Out of CareFifty six percent [56%] of the study participanéported either
delaying or dropping out of care, while 44% did.n8urvey results indicated regular access to healt
care prior to HIV diagnosis was significant indmain whether or not a newly diagnosed person with
HIV was likely to stay in care [46% reported theadhregular access to care prior to diagnosis afa 44
reported they did not delay or drop out of care].

Survey findings pointed to a history of irregulasits with a doctor prior to HIV diagnosis, either
because of behavior or lack of resources or coeai@gustain routine visits with a doctor, as aljik
indicator that HIV care will be delayed or disconted. Additional factors were described in thenRat
Care Study interviewslnterview responses indicated the most notableoreafor delaying or
discontinuing HIV medical care were: (1) | move®%], and (2) did not like the doctor and how | was
treated [29%]. A deeper analysis of the reasonmfiking a move or for not liking the provider pad
to a variety of social challenges, medical co-fextr health system issues.

Reconnecting to Carer-or those who discontinued care, having a way tmeot with another or others
living with HIV who can provide support, informatipand informal advocacy and encouragement is
important — essentially, as important as findirtguated medical provider in helping them re-estdbli
their HIV care. Forty eight percent [48%] of thagko reported delaying or discontinuing care cited
finding a doctor they liked as a factor in recortimegto care, with 46%, citing the support, infoitioa
and help of another or others living with HIV ag flactors that helped them reconnect to care.

Exceptions for People Living in Greater Minnesdtatinos and African-bornlt should be noted that
people living in Greater Minnesota, Latinos andiégn-born individuals all expressed feelings of
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isolation and fears about the effects of stigmpaat of the interview process. None of these inldials
described experiences getting support from otheplediving with HIV or family, friends or their fth
community in their stories of connecting to cahe.these cases, it was the support of a profedsibat
made the difference; typically a medical providestff involved with providing the initial diagniss

or a case manager. In addition to delivering sessexpected from the health system, interviewesss al
talked about their relationships with these pratessds in ways that suggest they also depended upon
them to provide the on-going education, encourageued emotional support that might typically
come from those in their family and social commiesit This was true both in making the initially
connection to care and in re-connecting after ea® disrupted. Stigma in these communities creates
significant barriers to effective chronic care mgeraent based on the chronic care model.

Conclusion.What is clear from the Path to Care Study surveliaterview results is that it is not an
either or proposition for people living with therohic condition of HIV disease: staying connedied
care requires both health system supports, inojudatess to a trusted doctor and a social service
professional to help coordinate care, as well asnsonity supports. These community supports include
other people living with HIV who provide both emmtial support and important information about how
to access and use services, as well as a broamerkef others living with HIV, friends, family ah

faith to provide emotional support. For those wietay or discontinue their care, the support and
information provided by others living with HIV playan unusually important role in helping them re-
establish care.

Opportunities to Improve Services —

The study considers how services can be improvedport connecting to care, staying in care or
reconnecting if care is disrupted. These oppotiesifor improving services for people living witHV
are presented with the goal of making service aoljests that provide a connection to not only an HIV
specialty medical care provider, but to the a sysbé care and support that is consistent with the
chronic care model. The opportunities for impragveervices for people living with HIV presented in
the study address implications for allocating RYénite resources in Minnesota, Ryan White quality
management and quality improvement activities, gtdjents in HIV testing and diagnosis site policies
and strategies, and advocacy for broader policyrmes.

Implications for Allocation of Ryan White ResouroeMinnesota.Allocate resources (1) in a
way that helps people living with HIV as a chronandition by assuring access to a trusted
medical care provider, the service of a case maragevigate the health care system and
patient access to information and support for sete management and advocacy, including
information and support from others living with HI{2) to develop capacities of individuals and
groups of people living with HIV to reach out andyide information and support to those who
have delayed or stopped HIV care, (3) to sustagation services” that provide visible and
accessible entry points, and to help people liviit HIV get information about services to
stabilize their living situation — both through fieal providers and informal peer networks, and
(4) to facilitate and coordinate access to alcamalrug treatment or mental health services, both
to address situational and chronic mental illness.

Implications for Ryan White Quality Management &ndhlity ImprovemenDevelop (1) an

assessment tool and appropriate quality measursrteeptomote and monitor patient self-care
management and advocacy, andp@jent self care capacities, both in terms ofrthersonal
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care, but also in terms of supporting quality mamagnt and quality improvement in the
services they depend upon to support chronic diseasmagement.

Implications for HIV Testing and Diagnosis Policesd StrategiesPolicies and strategies
should (1) promote awareness about recommendedload for routine testing and connecting
to care, with a focus on the AAHIVM guidelines, lunding education, training and technical
assistance to help providers develop and implefoemalized procedures to implement these
guidelines and a focused effort to provide thigstasce to those providers that report the
majority of HIV diagnoses in Minnesota each yea),help diagnosis sites formalize procedures
for providing access to a counselor, referral tmhabl or drug treatment, and the opportunity to
connect with another person living with HIV as pairthe process of delivering an HIV positive
diagnosis, (3) support public education and awagabout HIV transmission risk and testing,
including efforts targeted to communities with highkels of HIV incidence, prevalence or risk,
helps people get connected to testing as a gateneagre, and (4) formalize policies and
procedures for HIV testing, with clearly identifisthff responsible to connect those who are
diagnosed with HIV to care, improve the path teeaaxperience for those who test in hospital
settings or clinics that are part of a health systefocusing on hospitals and health systems that
report the most annual HIV diagnoses in Minnesataually.

Implications for AdvocacyPolicy advocacy should (1) promote access ttilheare, including
mental health services and treatment for alcohdrog abuse, for communities that experience
high HIV incidence and prevalence, and (2) pronpatiécies that assure resources are available
to support chronic care management for peoplediwith HIV — including both patient and
provider capacities, as well as the supports thaépts [e.g. support of others living with HIV]
and providers [e.g. case management support] ioceelp people living with HIV connect to

and stay in care.
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PART ONE: INTRODUCTION AND OVERVIEW

The purpose for the Path to Care Study is to peoiwinfbrmation for those planning services for peopl
living with HIV in Minnesota. The information wilbe most useful to Ryan White grantees, the
Minnesota HIV Services Planning Council, providef$1lV services and advocates for services for
people living with HIV.

The Path to Care Study addresses the following:

Define what the “path to care” should lead to. &fpeally, provide a description of the
chronic care model.

Understand where the path to care is beginningdople living with HIV in Minnesota
by identifying where the most people living with\Hare getting diagnosed.

Understand what helps Minnesotans living with Hi&t gonnected to care after they are
diagnosed and what helps them stay in care ontedhaection is established.
Additionally, the study considers factors that @apsople to discontinue care and what
helps these individuals reconnect to care.

Opportunities for improving services that supporhivesotans living with HIV to move
along or reconnect with a path to care, and thestap in care once that connection is
made.

Sixty three Minnesotans living with HIV participatéen the Path to Care Study survey and interview
process. In addition to surveying and interviewpegple living with HIV, the Path to Care Studywire
upon interviews with representatives of four of five diagnosis sites that consistently reportléitgest
number of newly diagnosed people living with HIVhaally in Minnesota, interviews with
representatives from four HIV service organizagoaviders [each receiving funding from Ryan White
Parts A, B, C and D, respectively], an interviewhna Part F grantee, and a discussion with the
Minnesota HIV Services Planning Council.

Chronic Disease Care

Part of understanding the path to care is knowihgre that path is intended to lead. By some
standards, the path to care ends with being coedectan HIV specialty medical care provider.
However, appropriate and effective treatment issmered to be something more as HIV disease has
increasingly become a manageable, chronic conditiahcan require decades of care.

The Path to Care Study starts with the observakiahpeople living with HIV, as with any other pésp
coping with life-long, chronic disease managemeeg&d to be connected to a care system based on the
chronic care model. This model offers a more cahensive view of care; more than just a connection
with a clinician to provide medical care.

The study describes the chronic care model. titiles what needs to be in place to support
management of a chronic health condition such & Hpecifically, it describes how connecting to
either key health system or community support foonic disease management play a role in providing
a path of entry into a complete, chronic care sydta people living with HIV.
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The Gateway to Care: Testing and Diagnosis

Knowing one’s status is often described as theelgay to care” for people living with HIV. This
process starts with HIV screening and testing.

The Path to Care Study asks the question, “Ifigsnd diagnosis create this “gateway” to HIV care,
where do most Minnesotans diagnosed with HIV paissugh that gateway and start on their path to
care? The study repomgheremost Minnesotans living with HIV are getting thdiagnosis, anevhois
getting tested and diagnosed at which of the mashiment diagnosis sites. The study also describes
key professional standards for the services thalghbe available when people get tested and receiv
an HIV diagnosis, and provides an indication of itbese standards are put into use at some of
Minnesota’s most prominent diagnosis sites.

How Minnesotans Living with HIV Make and Sustain #ir Connection to Care

Through the Path to Care Study, 63 Minnesotansdiwith HIV completed surveys and participated in
individual interviews that collected informationali their testing and diagnosis experiences, hay th
connected to care and what is most helpful and itapbfor people living with HIV to adhere to HIV
care.

The study identifies what seem to be among thef&etprs that help Minnesotans living with HIV get
connected to care, stay in care, or reconnectrminaase of a disruption. It explores what helps
hinders getting connected to care after diagnogist helps and is important for adherence to caing,
people delay or discontinue care, and what fatetaeconnecting to care.

Opportunities to Improve Services

Finally, the Path to Care Study identifies oppoitiaa for improving services for people living with

HIV. The study considers how services can be ivguldo support connecting to care, staying in care
or reconnecting if care is disrupted. These opymities for improving services for people livingtivi

HIV are presented with the goal of making servidgistments that provide a connection to not only an
HIV specialty medical care provider, but to theyatem of care and support that is consistent aigh t
chronic care model.

The opportunities for improving services for peolpleng with HIV presented in the study address
implications for allocating Ryan White resourcedMimnesota, Ryan White quality management and
quality improvement activities, adjustments in HBéting and diagnosis site policies and strategied,
advocacy for broader policy reforms.
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PART TWO: CHRONIC DISEASE CARE

Conventional approaches to health care focus guoneling to acute medical needs. Care systems are
commonly organized to respond quickly and effidetd acute illness or injury as patients come
through the door. “The focus is on the immediatibfem, its rapid definition and exclusion of more
serious glternative diagnoses, and the initiatioprofessional treatment. The patient’s role [gspely
passive.

However, advances in health treatment have mautesgible for more and more people, facing a wider
and wider array of conditions, to live longer andder through effective treatment and management of
their illnesses. This has certainly been the vageHIV as a benefit of advances in drug therapied
became widely available in the United States olvermfast fifteen years. In the United States, AIDS-
related deaths have declined dramatically as muareore people have been able to benefit from HIV
antiretroviral treatments. As observed by the Mswta AIDS Project, “HIV is a chronic and
manageable disease, if you have insurance, themgtications, a strong support network of family
and friends, a place to live, food to eat,” andahdity to manage your HIV diseade.

As treatment of HIV disease has become more stotetironic disease management, application of the
Chronic Care Modehas become a more relevant tool to improve quafitsare and sustain quality
health outcomes. The Chronic Care Model [CCM] dexgeloped by Edward Wagner, Director of the
MacColl Institute for Health Care Innovation, Gradpalth Cooperative of Puget Sound, and the
colleagues of the Improving Health Care Progranh witpport from the Robert Wood Johnson
Foundatior.

The CCM suggests, “The effective control of mosbdiic diseases requires appropriate medical therapy
as well as competent self-management... Effectivergbiillness management requires an

appropriately organized delivery system linked vattmplementary community resources available
outside of the organizationi.”

b
5 MEivess e Chronic Care Model

" Health System

Productive
Interactions

Improved OQutcomes

2 Wagner, Edwards, et. al., “lmproving Chronic IbseCare: Translating Evidence into Action,” HEALFFAIRS, Vol.
20, No. 6, November/December, 2001, p. 65.

% Minnesota AIDS Project, “HIV Myths and Realitie2009.

* Institute for Healthcare Improvement, Website.

® Wagner, Edwards, et. al., p. 69 to 70.
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As prescribed by the CCM, effective chronic diseas@magement is built goroductive interactions
between amnformed and activated patieahd gprepared and practiced health team of care prowsder
In other words, “The effective control of most chiodiseases requires appropriate medical therspy a
well as competent self-managemeht.”

On one hand, the patient benefiting from a systégeffective chronic disease management has access
to a health system that has (1) a team of skilealth professionals who are organized into a
coordinated system to deliver care, (2) clear dinde based on good evidence to support consistent
decision-making and promote quality health outcgr{®san information system capable of tracking
and coordinating the care of individuals as wellresmeasurement of the overall outcome of cam, an
(4) patient self-management education and support.

As an essential complement to the health systgratient self-management skill and ability, and $ink
to patient-oriented community resources that prewdormation, support and encouragement. This
community of support includes disease-orientedisemrganizations, and a network of family, friends
and peers to better cope with the challenges @aing treatment and integration of disease
management into daily living.

This is different from traditional patient educatithat emphasizes knowledge acquisition and dicacti
counseling. “Mounting evidence indicates that wisilich interventions increase knowledge, they were
unsuccessful in changing behavior or improving algecontrol and other outcomes. More recent
research has shifted the focus from patients’ kedge of the disease and its treatment to their
confidence and skills in managing their conditiofhe patient’'s and community’s role are crucial fo
improving disease management, identifying bartieisustained care and disease management, and
developing workable plans to overcome the barfiers.

“The effective control of most chronic diseasesuregs appropriate medical therapy as well as
competent self-management... Effective chronic ikne@nagement requires an appropriately
organized delivery system linked with complementasnmunity resources available outside of the
organization.®

A system of services to provide effective caredeople living with HIV should reflect the CCM, with
productive interactions between an informed ant/aield patient and a prepared and practiced health
team of care providers.

Informed and Activat »  IN PRODUCTI Prepared and practic
Patient INTERACTIONS < Professional care team
Community le— WITH > Health System
Support System Medical providers
[e.g. family, friends] Coordination of care
Peers & services
Self-care management [e.g. case management]
Education & support Social service providers
Compassionate & [e.g. practical needs met]
Supportive Communit Health promotion, education|&
self-care
management education & support
® Ibid, p. 70.
’ Ibid, pp. 69 to 70.

8 Ibid, p. 69 to 70.
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The acute care model and its presumption thatcelimhedical care and treatment are the only or the
most important component of HIV disease care agatitnent is systemically reinforced, particularly by
health care insurance and payment systems — biotitgoand public. Even the Ryan White Treatment
Modernization Act and it's policies requiring 75%fonds to be spend on primary medical care sesvice
with a 25% limit on other chronic care service$leats this tension between applying an acute care
model or a chronic care model in HIV care and temsi

In approaching the Path to Care Study, it was dedepat “persons suffering from major chronic
illnesses face many obstacles in coping with tbeirdition, not the least of which is medical cdratt
often does not meet their needs for effective cihmanagement, psychological support, and
information. The primary reason for this may be thismatch between their needs and care delivery
systems largely designed for acute illness.”

Conclusion: Chronic Disease Care

The Path to Care Study starts with the observakiahpeople living with HIV, as with any other péop
coping with life-long, chronic disease managemeagd to be connected to a care system based on the
chronic care model; a system that offers more #ta@ess to a medical care provider.

While looking at the connection with a “prepared @macticed” team of medical care providers as one
important indicator of being connected to care diugly accepts that connections to others withen th
health system as well as community partners playn@ortant role in helping people living with HIV
connect to medical care, stay in medical care avrmeect to medical care if it discontinued.

° Ibid, p. 64.
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PART THREE: THE GATEWAY TO CARE — TESTING AND DIAG NOSIS

Knowing one’s status is often described as theelgay to care” for people living with HIV. This
process starts with HIV screening and testing.

The Path to Care Study asks the question, “Ifigsind diagnosis create the “gateway” to HIV care,
where do most Minnesotans diagnosed with HIV paissugh that gateway and start on their path to
care? The study repomgheremost Minnesotans living with HIV are getting thdiagnosis, anevhois
getting tested and diagnosed at which of the mashment diagnosis sites. The study also describes
key professional standards for the services thalghbe available when people get tested and receiv
an HIV diagnosis, and provides an indication of itbese standards are put into use at some of
Minnesota’s most prominent diagnosis sites.

According to Minnesota state law, all medical pd®rs and laboratories are required to report
diagnoses of HIV disease to the Minnesota Departidealth MDH. The Path to Care Study was
provided with the following information by MDH thatas drawn from the legally mandated provider
and laboratory reports:

e The top ten sites reporting HIV diagnoses in eadr Yeginning in calendar year
2003 and ending with calendar year 2008.

e Aggregated demographic information about the pedglgnosed each year at
each of theop fivereporting diagnosis sites [i.e. gender, age, racd,location of
residence].

e Aggregated reported HIV transmission risk and disestage at time of reporting
[i.e. HIV (non-AIDS) or HIV (AIDS) for the peopleidgnosed each year at each
of thetop fivereporting diagnosis sites.

[Due to resource constraints, demographic and HAnsmission and disease stage data was only
collected for the top five reporting diagnosis sifer each year from 2003 through 2008.]

Again, these were thaiagnosis sites- the locations with the reporting doctor or ladory. It is very
possible that the diagnosis site was also theimtathere the reported individuals were also saden
and where the HIV anti-body test was administerddwever, that cannot be confirmed with the
diagnosis site [or reporting site] data availabl@ugh MDH.

What were the Minnesota’s top diagnosis sitd$fe top ten diagnosis sites are reported below.
Together, these sites accounted for an averag&%fd the incidence of newly-reported HIV infectson
in Minnesota each year beginning in 2003 and camtmthrough 2008 [ranging from a low of 54% to a
high of 62%.
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Ten Top Reporting HIV Diagnosis Sites in Minnesot— 2003 through 200:

2008 2007 2006 2005 2004 2003
Red Doqr Clinic Red Door Clinic Red Door Clinic Red Door Clinic Red Door Clinic HCMC
Park Nicollet Park Nicollet HCMC HCMC HealthPartners HealthPartners
HCMC HealthPartners Park Nicollet HealthPartners Park Nicollet Red Door CLinic
HealthPartners HCMC Health Partners Park Nicollet HCMC Park Nicollet
The Doctors Private - Mpls Private — Mpls The Doctors Private — Mpls Room 111
_Room 111 The Doctors Private - StP Room 111 Room 111 The Doctors
Private — Mpls Room 111 The Doctors Private - Mpls Private - StP Private - Mpls
ZE’L Plf’isma ZBL Plasma Room 111 University/MN The Doctors Abbott/NW
Unl\./ersny/I\/I.N. Abbott/NW Uptown Clinic  Westside/LaClnica  University/MN Mayo
Westside/LaClinica Private - StP ZBL Plasma Uptown Clinic Abbott/NW University/MN

60% of 325
Total Reports

54% of 327
Total Reports

59% of 322
Total Reports

62% of 303
Total Reports

54% of 307
Total Reports

59% of 279
Total Reports

Four diagnosis sitesonsistentlywere among the top five reporting sites duringhezfcthe six years,
2003 through 2008. These sites were:

e Red Door Clinic
e HCMC

e Health Partners
e Park Nicollet

Combined, these four sites accounted for 38% dfitdl diagnoses reported in Minnesota during the six
year period [ranging from a low of 33% annuallyatbigh of 48% annually reported from 2003 through
2008]. Other diagnosis sites that appear amontpghéve during this six year period were The
Doctors, private health clinics in Minneapolis, doom 111.

What is the profile of people tested at each ointlest consistently reporting diagnosis siteB?e four
most consistently reporting diagnosis sites were:

e Red Door Clinic — a public health clinic in Henne@ounty

e HCMC - a public hospital in Hennepin County

e Health Partners — a private health system [e.gicsliand hospitals both in and outside of Twin
Cities]

e Park Nicollet — a private health system [e.g. ckraind hospitals both in and outside of Twin
Cities]

Analysis of the demographic and HIV risk transnmossand disease status data provided for each of the
most consistently reporting diagnosis sites offkesfollowing profile of who is getting diagnosed a
each site and why.
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Red Door Clinic Public Health Testers

RED DOOR CLINIC
Public Health Testers
PROFILE OF TESTERS & REASON FOR TESTING

White [Annual Avg. 65%]
Males [Annual Avg. 93%]
Mostly from Minneapolis [Annual Avg. 61%] or TC sub  urbs [Annual Avg. 30%]
Most report MSM as primary risk factor [Annual Avg. 74%]
Half under age 30

Present with early stage HIV disease ** [Annual Avg . 94%)]

** Risk-motivated testers

Most of the people diagnosed at Red Door Cliniedivn Minneapolis [61% average for the six year
period] or the Twin Cities suburbs [30% averagetiiar six year period]. Those diagnosed at the Red
Door Clinic tended to be white [65% average forgheyear period] and male [93% average for the six
year period]. Half of those diagnosed were underatpe of 30. Most reported their HIV transmission
risk as male-to-male sexual activity [74% averagdlie six year period]. Virtually all who were
diagnosed at Red Door Clinic presented with eddgesHIV disease, i.e. HIV (non-AIDS) [94% annual
average for the six year period].

Based upon the stage of infection reported by tihhesdy diagnosed at the Red Door Clinic, it appears
these wereisk-motivated testersndividuals who were not at advanced stage HIVahisenvhen they
would be more likely to be experiencing diseasepms, and were, therefore, more likely to have
been tested because they perceived some risk YoimHheir behaviors who had symptoms for another
disease [e.g. a sexually transmitted infection].

HCMC —Public Hospital Testers

HCMC
Public Hospital Testers
PROFILE OF TESTERS & REASON FOR TESTING

Most are People of Color [Annual Avg. 80%]
More Men than Women [Annual Avg. 58% men; 42% women |
Higher proportion of women testing than reflected i n MN HIV epidemic.
Mostly from Minneapolis [Annual Avg. 65%] or TC sub  urbs [Annual Avg. 27%]
Wide variety of transmission risk factors
[High Risk Heterosexuals - 38%; Other/Unidentified — 36%; MSM — 26%)]
Older testers
[25 to 40 — 46%; over 40 — 38%]

Present with advanced stage HIV disease **
[Annual Avg. 42%; ranged from low of 29% to high of 71%]

** Symptom-motivated testers
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Most of the people diagnosed at HCMC [Hennepin @piedical Center] lived in Minneapolis [65%
average for the six year period] or the Twin Ciseburbs [27% average for the six year period]osEh
diagnosed at HCMC tended to be people of color [8@%Fage for the six year period]. More men
[58% average for the six year period] than womet¥gdaverage for the six year period] were diagnosed
at HCMC, but the percentage of women diagnosedCM@él was significantly greater than that for the
population as a whole [27% average for the six peaiod]. The age of those diagnosed at HCMC
tended to be older with 46% between ages 25 arjdwbage for the six year period] and 38% over age
40 [average for the six year period]. Those diagdoat HCMC reported a widely varying range of
transmission risks [38% high risk heterosexualanging from an annual low of 29% to a high of 52%,
36% other or undetermined risk, and 25% men whe lsax with men with all percentages reported as
average for the six year period]. The proportibthose reporting with advanced stage HIV disease
[HIV (AIDS)] is higher than the two-thirds for theverall population of Minnesotans living with HIV
[HIV(non-AIDS)], with 42% [average for the six yeperiod] reporting with advanced stage HIV
disease, with an annual range from a low of 29% lgh of 71%.

Based upon the stage of infection reported by tihesdy diagnosed at HCMC, it appears these were
symptom-motivated testersgdividuals who were more likely to have advanced)s HIV disease and
experiencing disease symptoms which was likelyet@a lbeason for getting tested.

HealthPartners and Park Nicollet Hospital & Health System Testers

HealthPartners and Park Nicollet
Private Health System Testers
PROFILE OF TESTERS & REASON FOR TESTING

About Half are White [52%] and Half are People of C  olor [Annual Avg. 48%%]
More Men than Women [Annual Avg. 72% men; 28% women | --
Similar to what is Reflected in MN HIV epidemic.
More Suburban [Annual Avg. 57% @ Park Nicolletand  38% @ HealthPartners]—
More from St. Paul @ HealthPartners or [Annual Avg. 36%]
About Half are MSM [Annual Avg. 49%] -
With Park Nicollet reporting more MSM @ 56% and
HealthPartners more High Risk Heterosexuals @ 30%
Younger to middle age [25 to 40 — 50%)]

Present with both early and advanced stage HIV dise  ase **
[Annual Avg. 68% early stage; 32% advanced stage]

** Risk & Symptom-motivated testers

Health system diagnosis sites reported higher nwsrdfeHIV diagnoses among people who live in

Twin Cities suburbs [57% average for the six yearqu for Park Nicollet and 38% average for the six
year period for HealthPartners]. Also, HealthPagmeported higher numbers of HIV diagnoses among
St. Paul residents [36% average for the six yeaoge About half diagnosed at these sites weret&/h
[52% average for the six year period] and half weeple of color [48% average for the six year
period]. More men [72% average for the six yeargog than women [28% average for the six year
period] were diagnosed at these facilities; a pridgpo almost exactly the same as that among all
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Minnesotans diagnosed with HIV. Half of those diaged at these facilities were between ages 25 and
40 [50% average for the six year period]. Halfladse diagnosed at these facilities identifiedrthiV/
transmission risk factor as male-to-male sexuaViig{49% average for the six year period], though
Park Nicollet tended to diagnose more who did €84%&verage for the six year period] and
HealthPartners diagnosing fewer with male-to-maslle reported [41% average for the six year period]
and more high risk heterosexuals [30% averageht®six year period]. The proportion of those
reporting HIV(non-AIDS) and those reporting HIV(AS) is comparable to the overall population of
Minnesotans living with HIV, with 68% [average fibre six year period] reporting with early stage HIV
disease and 32% [average for the six year perggljrting advanced stage HIV disease.

Based upon the stage of infection reported by tinesdy diagnosed at these facilities, it appeagy th
attracted individuals who were baikk & symptom-motivated testers.

Comparison of Diagnosis Site Date with Path to Canedy Survey and Interview Resulise findings

and analysis of motivations for testing at thesesciently reporting diagnosis sites in Minnesot a
similar to findings from the Path to Care Studyeyrand interviews [see charts below]. The Path to
Care survey and interview participants reported 37&o were diagnosed at a hospital and 32% reported
being diagnosed at a public health clinic. Mosthaf survey participants were diagnosed in
Minneapolis [43%]. Additionally, 49% reported get tested because they perceived a risk for HIV,
while 30% were tested at the initiation of a pr&ridypically in response to presenting symptoms.

Path to Care Study - Type of Facility Where Tested Path to Care Study - Testing Loca

Treatment Facili
Public Health Clin 32%

Plasma Cente]

43%

clinic

Source: Path to Care Study Survey and Interviews, 2009 — Survey Results. Not a representative sample. Information cannot be
generalized to population of people living with HIV in MN.

Path to Care Study - Reasons for Testing

No Response

Other

Mandated

Provider Initiated - Pregnancy

Provider Initiated Source: Path to Care Study Survey and Interviews, 2009 — Interview Results.

Not a representative sample. Information cannot be generalized to

Perceived Risk 49% population of people living with HIV in MN.
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Findings from key informant interviews conductedast of the Path to Care study suggest there may
be more testing activity at community health cléniban is evident in the summary of top diagnases s
in Minnesota, as well as significant testing aspia centers.

Path to Care Study surveys and interviews prouviheessupport for the observation that community
health clinics may offer new options for reachiregpple who are positive but are undiagnosed.
Seventeen percent of the Path to Care survey rdsptsireported getting a diagnoses at a clinic, and
based upon the stories told during the interviescess, these tended to be community health clinics
and not private clinics. Path to Care Study intawees who reported getting tested at a community
health clinic [some in Minnesota and some out afedt received their diagnosis at that clinic alst a
tended to stay at that clinic, at least for eantgiivention care, due to the availability of conty@esive,
coordinated care and services.

Some key informant interviewees observed that rrestng may be happening at plasma centers than is
reflected in the MDH diagnosis site data. Pat@#aoe Study interviewees who received an initial HIV
test at a plasma center reported either not legmout their HIV diagnosis until they were congakt

by a public health disease investigator, or begigrred by the plasma center to a public healthiato

get an HIV test [presumably to confirm a test resedeived at the plasma center]. In the latteesathe
diagnosis would more likely be reported by the pubéalth clinic. What is suggested from these

stories is that plasma centers may lack eithef staftaff capacity to support individuals who sested
through their facilities.

Guidelines for Testing and Connecting to Care - Wuld be happening at testing and diagnosis
sites? According to the Centers for Disease Prevention@mutrol guideline¥ issued in 20086, the
following professional standards should guide H¥gting and diagnosis:

* Routine screening in all health facilities for pepages13 to 64 and for those who
present with HIV-defining symptoms

e Testing should be voluntary, in that no one shd@dested without their
knowledge or should be coerced to test

e Specific informed consent not required, generakeanfor medical care should
be considered sufficient to encompass consent fgrtébting with individuals
having the ability to opt-out of testing

e Prevention counseling not required in health cetergys, though is encouraged
in some settings or situations [e.g. those in Slidos or seeking treatment for
an STD]

* Repeat for individuals at higher risk for HIV infean; at least annually

e Active effort to link to clinical care, counselidgsupport for those who test
positive

e Additional guidelines for pregnant women & infants

In February 2009, the American Academy of HIV Meagc[AAHIVM] published a report on
implementation of routine HIV testing for all hdaltare settings. The report addressed best peactic
for connecting HIV infected patients to care, pd®d a primer for clinicians about how to help newly

19 Branson, Bernard, et. al., “Revised RecommendstionHIV Testing of Adults, Adolescents, and PraginWomen in
Health-Care Settings, MMRW, Centers for Diseaset@band Prevention, September 22, 2006.
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diagnosed HIV infected individuals access care,aasdmmarized report from a November, 2008
national meeting to explore strategies for impletimgnroutine HIV screenind*

The AAHIVM publication noted that that “the bensfassociated with routine screening can only be
realized if routine screening is coupled with swstel approaches to assure that newly diagnosed
patients receive timely, appropriate and necedséiow up care and services® While the CDC
guidelines were less specific in providing inforroatabout how to implement routine testing and was
slight in the focus on connecting those who tesitp@ to care, the AAHIVM publication was intended
to expand upon the CDC'’s 2006 guidelines-by:

Encouraging practitioners to learn about state lamésprocesses related to HIV
testing, reporting, and potential civil or crimimamifications associated with
testing, and to be informed about partner notiitcand case management
services that may be available in the state

Identify and establish referral relationships dians and support service
providers available to serve newly diagnosed pttjeand establish clear, internal
procedures for acting on these referral relatiqrsfe.g. clear roles and
responsibilities, appropriate forms, support foerds to facilitate the referral,
training to ensure capacity to response with sertgiand cultural
appropriateness and relevance, engagement of pasienpartner in care, and a
process for tracking referrals]

Patient services [e.g. education about HIV andnmeat, assistance with
appointment scheduling, attention to establishitryisting and supportive
relationship with the HIV provider, convey accemearno alleviate stigma
associated with sexual orientation, drug or alcafsal, age or race and ethnicity,
development of common goals for care, confirmindgeilitating health care
coverage, post test counseling about wellnesseptmsn and disclosure, and
clear assessment to identify immediate barrieentering care].

Provider preparation to understand chronic disezmgagement

Provider preparation to understand how to explaohd@iscuss test results and the
implications of an HIV-positive diagnosis.

Additionally, the AAHIVM publication cited the imga of immediately engaging a case manager
and the supportive intervention of another persand with HIV to facilitate efficient and
successful connections to care following diagnosis.

Y American Academy of HIV Medicine, Connecting HINfécted Patients to Care, February, 2009.
12 i
Ibid, p. 6.
13 The AAHIVMed publication was produced with funditigough a cooperative agreement with the CDC.
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SUMMARY OF AAHIVM CONNECTING TO CARE Gl

Learn about relevant state laws and availabtessuppe
[e.g. partner services, case management]

Identify and establish referral relationships

Z0——-H>»XV>TUTMXIUT

Establish clear internal process andures fc
Making

Provider preparation to be able to providewsmsddiggmosis a
provide care consistent with chronic diseasemaanage

Provide and discuss diag+
clearly, completely & with sensitivity

“zZmA4—-4>7T

Deliver patient servi-
education about HIV and treatment, assistance agiffointment scheduling, attention to establishitryisting
and supportive relationship with the HIV provideonveyacceptance to alleviate stigma associated withadexXu
orientation, drug or alcohol use, age or race ethahicity, development of common godts care, confirming or
facilitating health care coverage, post test coims@bout wellness, prevention and disclosure, dear
assessment to identify immediate barriers to emgerare].

m>x >0

Connect with case manager/social

waiTowuocw

Engage Peers and other Com-based Resourt

<d4—-—=zCZZ00
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How prepared are Minnesota’s most frequently rejpgrtdiagnosis sites to implement the CDC
guidelines and AAHIVM implementation guidelindsGur of the five most consistently reporting
diagnosis sites and one, culturally-specific comityumealth center participated in self assessment
interviews. The results of these interviews regdal

(1) Professional Standards: CDC guidelines are notrgdlg implemented and there is low
awareness about new AAHIVM guidelines. Publiclgded clinics that had well-established
HIV screening and testing services tended to cartimplementing policies and procedures
they had in place prior to the issuances of the @G&& guidelines in 2006. Hospitals and health
systems were much less consistent in their apicatf the new CDC guidelines. A commonly
cited reason for this was the complex nature cde¢hm@ganizations and their multiple levels of
medical care and service. In this context, thamleg and training needed to implement the
guidelines was not a great priority when the amadiiilV patient care was compared to the
volume and demands of other care offered withiir flaeility and system. In fact, one provider
was surprised to see their system was one of #te'simost consistent, high diagnosis
providers.

It should be noted that none of the providers weara of the AAHIVM guidelines. Copies of
the guidelines were provided to each of the pragide

(2) Policies and Procedures: Clinics with well-estsitid HIV screening and testing services — both
public health clinics and community clinics haveni@al policies & procedures to manage the
connection between diagnosis and care. Clinids wéll-established HIV screening and testing
services, while not familiar with the AAHIVM guideks, tended to have policies and
procedures in place that were consistent with tjesselines and their goal of connecting newly
diagnosed individuals with HIV care.

Hospitals and health systems tended to rely upoora informal, internal system for connecting
newly-diagnosed individuals to HIV care. The cartiens were made when staff from HIV
programs internal to the hospital or system didr thn outreach and education within the
hospital or system. In fact, even more than theive visibility of the HIV clinic within the
hospital or the clinic, it was this targeted outteand education, including providing the name
and contact information for a specific individutdat facilitated getting a newly-diagnosed
person onto the path to HIV care.

The exceptions to this informal approach to makiregconnection to care were the HIV
specialty clinics within hospitals and health sgste When these clinics did the screening and
testing, the procedure for getting those diagnegéduHIV into care was clear.

(3) Connecting to Care: All of the interviewed provisiendicated they had good capacity to
connect newly diagnosed individuals to early inégtion and HIV specialty care medical care.
The interviewed providers also expressed confidémateven the informal communication and
referral networks within their hospital or healistems tended to successfully connect people to
care, though perhaps, not as efficiently.

(4) Connecting to Support Services: Providers withhardevels of public funding & engagement
described greater capacity to connect clients ppau services. If a provider delivered a service
through a Ryan White contract or participated i Minnesota HIV Services Planning Council,
they knew more about other chronic care servicepdople living with HIV and how to connect
their patients to these services. Conversely ethath less of a direct connection to the public
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care and services funding process, tended notdw las much about other services and were
less likely to make referrals outside of their @jrhospital or health system.

(5) Connecting to Peers and Community Support: Prosidee testing strategies to link clients with

peers and community support; with varying succésemal efforts are underway in public
health, community health and public hospital HI\hids to test strategies for connecting those
who are newly diagnosed or new to care with HIVi{des peers. Peer-facilitated support
groups, peer-facilitated health education actisjtend an adaptation of the peer navigator model
to help people understand the clinic process alddre — particularly for those with language
or cultural barriers are being explored. Internees described their efforts in ways that suggest
they are developmental, either because the semack! is being newly created or is being
significantly changed, or the funding for the seevis not adequate or reliable.

Conclusion: The Gateway to Care — Testing and Diagis

A relatively small cluster of providers consistgrdiagnose the largest number of newly-
diagnosed people living with HIV in Minnesota eaear.

Efforts to implement routine HIV testing in heattare settings as recommended by the CDC
and described in recent American Academy of HIV Mie& guidelines have been limited in
Minnesota.

People who are diagnosed by one of the state’dstently-reporting diagnosis sites are very
likely to be connected to a medical care providéher through formal or informal referral
policies and procedures in place at the diagnais s

People who get a service from a health care provias is well-connected with the Ryan White
system are more likely to learn about and get cotedeto the wider range of services that are
needed for management of HIV as a chronic medmadiition.
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PART FOUR: MAKING AND SUSTAINING THE CONNECTION TO CARE

The Path to Care Study survey and interview prosesght to provide perspective on

(1) How Minnesotans living with HIV get connected toeafter diagnosis,
(2) What helps people stay connected to care, and

(3) What factors contribute to delaying or discontimuaare, and for those who discontinue care,
what helps them reconnect after such a disruption?

Sixty three Minnesotans living with HIV participatéen the Path to Care Study survey and interview
process. In addition to surveying and interviewpegple living with HIV, the Path to Care Studywlre
upon interviews with representatives of four of five diagnosis sites that consistently reportléitgest
number of newly diagnosed people living with HIVhaally in Minnesota, interviews with
representatives from four HIV service organizagaviders [each receiving funding from Ryan White
Parts A, B, C and D, respectively], an interviewhaa Part F grantee, and a discussion with the
Minnesota HIV Services Planning Council.

This part of the Path to Care Study describesda) the Path to Care Study survey and interviewgwer
conducted and who participated in this process,(Bpdhat was learned about connecting to care afte
initial diagnosis, staying connected to care, dredexperience of delaying or stopping care from the
study survey and interview participants.

Path to Care Study Survey and Interviews — Procasd Participants

Sixty three Minnesotans living with HIV participatéen the Path to Care Study survey and interviews.
Certainly, 63 individuals do not constitute a reggmetative sample of the 6,220 people reported to be
living with HIV in Minnesota in 2008, nor were not brought into the study in the nuralmera manner
to create a statistically representative samplewaver, their experiences and opinions are illtsga
They provide qualitative insights that are suggestif the factors that influence getting connectted
care, staying in care, delaying or stopping cand,raconnecting to care, and the collective expegas
of this group of people are instructive.

Process —

The Path to Care survey and interviews were coedunttween February and April, 2009. Individuals
were recruited to participate in the process thnoowgtreach to HIV clinics, clinical case management
providers and health education and emotional suggrograms. Participants also learned about the
study through word of mouth referrals from peers.

While recruitment did not attempt to create a pigdarticipants who were statistically representatf
the population of people reported to be living vith/ in Minnesota, an effort was made to assure the
diverse characteristics of HIV prevalence wereesented in terms of geography, race, gender and
transmission risk circumstances. Also, and efi@$ made to assure the experiences of those rgcentl
diagnosed individuals as well as those who had beag with HIV for some time were represented.

14 “HIV/AIDS Prevalence and Mortality,” Minnesota Dappment of Health, April, 2009.
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Sixty-five people living with HIV registered to ganipate in the surveys and interviews, with 96%
showing up for the face-to-face survey and intemfi®ur surveys and interviews were conducted by
phone to accommodate participation by people wexllin Greater Minnesota). Interview “clinics”
were set up at two locations in Minneapolis [Minot@sAIDS Project and Hennepin County Health
Services Building]. Most of the clinics were healdMinnesota AIDS Project and were conducted
outside of routine workday hours [i.e. early evgnamd during the day on Saturdays and Sundays].
Each survey and interview participant was give®b@ @ift card an incentive and a $10 transit allogean
to facilitate participation.

A team of four people, including the study coordimaadministered the survey and conducted the
interviews. The group received training to undardtthe purpose for the Path to Care Study, toldeve
consistent practices for collecting study and witaw responses and to review confidentiality
guidelines. The group also met subsequent touheyg and interview process to discuss and
summarize findings. Each member of the intervieant was a person living with HIV. They also
constituted a diverse representation in termsa#,rgender and infection risk circumstances. When
describing the study to participants, the intervieam members indicated it was being conducted “by
and for people living with HIV” on behalf of the Mmesota HIV Services Planning Council.

Each survey and interview session was between 46 toinutes in length. The sessions started with a
four question structured interview. After the miew, study participants were asked to comple28 a
guestion survey [see p. 71].

The survey results were tabulated by the studydinator and a student assistant. Analysis of the
survey results is primarily limited to reportingdamterpreting frequencies. However, statistical
hypothesis testing [p value] analysis was appleed limited number of survey questions, specificall
to determine what might be a statistically sigmifit factor contributing to study participants
discontinuing HIV care.

Content analysis of the transcribed interview npt@sluced the frequencies that are included in this
report. The study coordinator transcribed the inésv notes. A random sample of the transcribe@ésot
was reviewed to identify the frequency of occureentkey words and descriptions of activities. Jée
were compared to the description of activities tdmd through key informant interviews conductdd a
the beginning of the Path to Care Study to helpeltgvthe study survey, with the two lists combited
develop the study content analysis coding templ@tes survey frequencies included in this repogt ar
based upon concept analysis of each of the trdoegtmterview notes, using the coding template that
was developed as part of the study.

In addition to information collected through the\sy and interview processes, information and
analysis in this part of the Path to Care Studydrapon interviews with representatives and readine
assessment surveys involving four of the five daaim sites that consistently report the largestbam

of newly diagnosed people living with HIV annuailhyMinnesota, interviews with representatives from
four HIV service organization providers [each reagg funding from Ryan White Parts A, B, C and D,
respectively], an interview with a Part F granteeg a discussion with the Minnesota HIV Services
Planning Council.
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Description of Survey and Interview Participants -

Sixty three Minnesotans living with HIV participatéen the Path to Care survey and interview.
Generally, the people living with HIV who particiea in the Path to Care Study were both recently
diagnosed with HIV and longer term survivors. Thefyected the diversity of those living with HIY i
terms of age, gender, race, geographic locatiorirdadtion risk circumstances. Virtually all are
currently receiving HIV medical care, though mamyé delayed or stopped care.

It can generally be said this was a group of peaple cope with a number of heath and social
challenges in addition to those presented by HDénversely, and more directly, it can be said Was

not a “privileged” group of people living with HIthat conventional stereotypes suggest are those who
are willing and able to make the time and efforpaoticipate in a long and in depth survey and
interview process.

Seventy six percent [67%] of the participants rgggbannual income at or below 175% of the Federal
Poverty Guidelines. Sixty five percent [65%] reorhot having a higher education degree [including
22% of all participants reporting as high schoeldyrates and 6% as having not completed high school]
Anecdotally, the interview team observed that ablet number of the participants were referred
through social networks established at The Aliverfa®ject [an AIDS service organization known for
serving people living with HIV who are managing HiNéease along with other health and social
complications]; an observation further rooted ia tmpressions created by the participants’ lifeisso

that revealed a host of challenging health andasagicumstances.

All 63 of the Path to Care Study participants wexgdents of Minnesota and were people living with
HIV. As a condition to participate in the study\sey and interview, each individual was required to
affirm (1) they were currently residents of Minnesand (2) they were currently living with HIV.

How long have participants been living with HX# of the survey and interview participants regatt
having an HIV diagnosis. As part of the surveytipgants were asked to record the year in whingyt
received their initial HIV diagnosis. Generallygtheople living with HIV who participated in thetRa
to Care Study were both recently diagnosed with Eif\d longer term survivors. Over one half of the
study participants received their HIV diagnosishiitthe past ten years [54%], with nearly one tloifd
the study participants diagnosed within the pastelyears [30%]. Twenty percent of the participant
had been living with an HIV diagnosis for 20 yearsnore.
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Path to Care Study - Years Since Initial
Diagnosis

20 years or more

Past 14 to 19 years [1990-1996]
Past 10 to 13 years [1996-1999]
Past 4 to 9 years [2000-2005]

Past 3 years [2006-2009] 30%

Source: Path to Care Study Survey and Interviews, 2009 — Survey Results.
Not a representative sample. Information cannot be generalized to population of people living with HIV in MN.

Do participants represent experience with varyitages of HIV disease®f those who participated in
the Path to Care Study, just short of one-third4B®%ere initially diagnosed at an advanced stage of
HIV disease [HIV (AIDS)], with 65% receiving an HIfhon-AIDS) diagnosis. Three percent [3%)]
reported they did not know their disease progressiatus at the time of diagnosis. This is gengrall
consistent with the overall experience of peopégdosed with HIV in Minnesota . According to the
Minnesota Department of Health, between 2003 al®d Z@he percentage of newly diagnosed persons
considered as late testers has remained relattabje at around 30% At the time of the study, 37%
of the participants reported an advanced stagedid®¥ase diagnosis of AIDS, with 63% reporting an
HIV+ [non-AIDS] diagnosis. At the time of the stydione of the participants reported not knowirgy th
status of their HIV disease progression.

15 “Epidemiological Profile of HIV/AIDS in MinnesotaEpidemiology and Surveillance Unit, Minnesota Bement of
Health, July 2008.
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Path to Care - Disease Stage When
Diagnosed and Today

Initial - Don't know [7] 3%

Initially HIV+ ]165%

Initially Advanced Disease [AIDS] ] 32%

Current - Don't Know | 0%

Currently HIV+ ] 63%

Currently Advanced Disease [AIDS] ] 37%

Source: Path to Care Study Survey and Interviews, 2009 — Survey Results.
Not a representative sample. Information cannot be generalized to population of people living with HIV in MN.

Where do the study participants livédl of the study participants were Minnesota resigevhen they
participated in the survey and interview. The gapyic distribution of the population of peopleig
with HIV in Minnesota was represented among thdysparticipants. However, people living with HIV
who reside in Minneapolis were dramatically ovegrresented in the study and those who live in Twin
Cities suburbs were under represented. Sevenge-hgrcent [73%] of the participants reported gvin

in Minneapolis, compared to 41% reported in theddgota Department of Health’s 2008 prevalence
report’® Only 8% of the study participants reported livinghe Twin Cities suburbs, compared to 30%
reported in the state’s 2008 prevalence reporicoAding to the state’s 2008 prevalence report, 4%
those living with HIV live in St. Paul and 14% liwe Greater Minnesota. Ten percent of the study
participants reported living in St. Paul and 10%oméed living in Greater Minnesota.

1 “HIV/AIDS Prevalence and Mortality,” Minnesota Dappment of Health, April, 2009.
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by Geography

14%
St PaulEloo/o

i 30%
Metro Areq.sp/?l

14%
Greater M IEIO%

Path to Care Study - Participants Compared tdefiee

. [ 41%
e e

O MN HIV/IAIDS
Prevalence 08

B Survey Participants

Source: Path to Care Study Survey and Interviews, 2009 — Survey Results.
Not a representative sample. Information cannot be generalized to population of people living with HIV in MN,

What is the racial profile of the survey and infew participants?The racial composition of those
participating in the study draws from the commuwasitof people living with HIV in Minnesota. African
Americans were over represented and Whites wereruegresented in the study, as compared to the
racial composition of all Minnesotans living witH\H Forty eight percent of the participants were
African American, compared to 22% reported in theédsota Department of Health’s 2008 prevalence
report’ and 32% were White compared to 54% in the pomuraif people living with HIV in
Minnesota. Eight percent of the participants wafrecan compared t013% in the population of
Minnesotans living with HIV. Six percent were HispaLatino compared to 8% in the population of
Minnesotans living with HIV. Native Americans coriged 2% of the study participants, 5% reported
as other or no response. No Asian/Pacific Islangarticipated in the study. Only 2% of the
participants reported that English was not the primlanguage spoken in their home.

Unknown [0% - 2%)]
Other [1% - 3%]
NI/AN [2% - 2%)]

API [2% - 0%]

White [54% - 32%]

Hispanic [8% - 6%]

African [13% - 8%)]
AA [22% - 48%)]

Path to Care Study - Participants
Compared to Prevalence by Race

English Spoken in Home

—— .

98% Yes — 2% No

Source: Path to Care Study Survey
and Interviews, 2009 — Survey
Results. Not a representative
sample. Information cannot be

‘ O Survey Participants @ MN HIV/AIDS Prevalence 08

generalized to population of people
living with HIV in MN.

“HIV/AIDS Prevalence and Mortality,” Minnesota Dappment of Health, April, 2009.
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What are the ages of the survey and interview pigdints? The ages of the people participating in the
study closely reflected the of ages of those represl in Minnesota’s HIV/AIDS 2008 prevalence
reports'® Nineteen percent[19%] of the people participatimthe study were between the ages 20 and
34, compared to 19% of the people living with HWNlinnesota in this age group in 2008. Fifty-six
percent were in the 35 to 50 age group compared2@)8 prevalence report of 53%, and 25% were

over 50 compared to 27% in the prevalence repgeoine of the study participants were under 20 years
of age.

Path to Care Study - Participants Compared tol&mneg

by Age
0,
50+ 520/7(/’

35-50 =)
0,

20-34 Too0

0,
19 or less qo/zo %

W Survey ParticipaCsMN HIV/AIDS Prevalence 08

Source: Path to Care Study Survey and Interviews, 2009 — Survey Results.
Not a representative sample. Information cannot be generalized to population of people living with HIV in MN.

What is the gender composition of the survey atedvuiew participants?The gender of those
participating in the study closely reflected theder of those represented in Minnesota’s HIV/AIDS
2008 prevalence reports.Seventy three percent of the study participamsewnale compared to 77%
of the people living with HIV in 2008. Twenty fiygercent were female compared to a 2008

prevalence report of 23%. Two percent of the spalyicipants reported being transgender [male to
female].

18 «HIV/AIDS Prevalence and Mortality,” Minnesota Dappment of Health, April 2009.
9 “HIV/AIDS Prevalence and Mortality,” Minnesota Dappment of Health, April 2009.
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Source: Path to Care Study
Survey and Interviews, 2009 —
Survey Results. Not a
representative sample.
Information cannot be
generalized to population of
people living with HIV in MN,

Path to

Transgender F

Transgender M-

23%

Male

Care - Participants to Prevalence Compgréénder

-MO%

J 2%

7%
73%

‘ B Survey ParticipaT5MN HIV/AIDS Prevalenc%,- 08

What risk transmission circumstances are represkateong the survey and interview participants?
Those who reported heterosexual contact as tHeiction risk circumstance were notably over
represented in the study compared to their numdramng those living with HIV in Minnesota. Thirty
three percent of the study participants reportédrbeexual contact as their infection risk compaced
18% reporting in the state’s 2008 HIV/AIDS prevalemeport’ Gay and bisexual men and other men
who have sex with men, including those who idesdifinjecting drug use as a risk factor, comprised
52% of the study participants, compared to 55%no$¢ in the 2008 HIV/AIDS prevalence report.
Eight percent of the study participants reportgeating drug use as a transmission risk factor, #d

reported other or unknown.

Path to Care Study - Participants Compared tol®mnegaby

Transmission Risk Factors
19%
Unknown [6
1%
Other [0%] °
0,
Perinatal [0%] 1%
18%

Heterosexual [33%]

] 33%

IDU [8%]
MSM/IDU [8%]

MSM [41%]

8%
11%

50%

O Study Participari® MN HIV/AIDS Prevalence 08

Source: Path to Care Study Survey and Interviews, 2009 — Survey Results. Not a
representative sample. Information cannot be generalized to population of people living with

HIV in MN.

20 «H|V/AIDS Prevalence and Mortality,” Minnesota Dapment of Health, April 2009.
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Where did survey and interview participants getagsnd diagnosed®ost of the survey participants
tested at hospitals [37%], public health clinic24q or doctors’ clinics [17%)]. This is generally
consistent with the most prevalent diagnosis sitéginnesota which are dominated by hospitals and
public health clinics [see p. 13].

Sixty percent [67%] of the participants reporteeitiested or received their diagnosis in the Twire€
metropolitan area [with most of those being in Miapolis]. Six percent [6%)] reported testing or
receiving a diagnosis at a Greater Minnesota lonai hirty-three percent [33%] reported testing or
receiving a diagnosis out of the state.

Path to Care Study - Type of Facility Where Tested

379

clinic

Path to Care Study - Testing Loca

43%

Source: Path to Care Study Survey and Interviews, 2009 — Survey Results. Not a

representative sample. Information cannot be generalized to population of people living with
HIV in MN.
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What motivated survey and interview participantgéb tested?The survey did not include a question
to assess the reason for getting tested, butrtfdemation came up in the interviewing process.
Analysis of the interview responses indicated thast study participants got tested because they
perceived a risk [49%] or at the suggestion ofi@abn who was providing medical care [30%].

Path to Care Study - Reasons for Testing

No Response

Other

Mandated

Provider Initiated - Pregnancy
Provider Initiated

Perceived Risk

49%

Source: Path to Care Study Survey and Interviews, 2009 — Interview Results.
Not a representative sample. Information cannot be generalized to population of people living with HIV in MN.

Were the survey and interview participants “in” ‘aut” of care? Finally, it should be noted that to an
overwhelming extent, participants in the Path toeGaudy reported to be connected to a medical
provider for HIV care at the time when they weremiewed and completed the study survey. Ninety
seven percent [97%)] of the participants indicatexytwere in the care of a medical provider. Thad,s
the survey and interview results suggest thateavény least, one third of the study participarad h

deferred or stopped care at some time during &xgierience living with HIV.

Currently Connected to Care

No
3%

Yes
97%

O Yes @ No

Path to Care Study

Source: Path to Care Study
Survey and Interviews, 2009 —
Survey Results. Not a
representative sample.
Information cannot be
generalized to population of
people living with HIV in MN,
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Conclusions: Path to Care Study Survey and Inteawis — Process and Participants

While not a statistically representative samplih@@ople living with HIV in
Minnesota, the demographic, geographic and circamtisi diversity of the
communities of people affected by HIV in Minnesstaeflected among the
study’s participants.

The study reflects the experiences of people disgmthrough the years of the
HIV epidemic in Minnesota, ranging from those wherevdiagnosed relatively
recently to long term survivors.

Again, while not statistically representative, gtedy’s systematic collection of
information through survey and interview providesnaque and useful picture of
what influences the experience of getting intoyisigin and reconnecting to care
for Minnesotans living with HIV.

While virtually all of the study participants werecare at the time they were
surveyed and interviewed, many either delayed seaitinued their care at some
time.
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Path to Care Study Survey and Interviews — Findings

The Path to Care Study survey and interview prosesght to provide perspective on (1) how
Minnesotans living with HIV got connected to cafeeadiagnosis, (2) what helped them stay connected
to care, and (3) what were the factors associatdddelaying or discontinuing care and then
reconnecting after such a disruption?

The primary sources for information to addressetmsestions were the surveys and interviews of 63
Minnesotans living with HIV. Additional informatiowas collected through a survey and interview of
service professionals from four of the sites cdesigy responsible for reporting most of the HIV
diagnoses in Minnesota each year, and a commuedlclinic that primarily services Latinos. Key
informant interviews with HIV service providers wansed to help develop the survey and interview
guestions and to inform findings.

The interview part of the study involved a struetlidiscussion, drawing upon the following questions
for focus:

(1) Tell me a little bit about your experience when yeere tested and learned that you were
living with HIV? Discussion Probes: What made this process easyolad? What do
wish had been different?

(2) Based on your experiences getting connected toddPe, what advice would you give to
others who are new to living with HIV or new to Hbére?

(3) Have you every changed your doctor or stopped gegiar doctor?Discussion Probes:
If no, have you changed or stopped another HIVisere.g. case management]? What
was it that you liked about your care that kept yilaum making a change or stopping
your care? If yes, what did you do to take cargafrself? What did you do to find
another doctor or to start seeing a doctor again?

(4) Is there other information you would like to shariéh us about what helped you get
connected with an HIV doctor, case manager or atbrrice or provide that has helped
you live with HIV?

Participants were also offered the opportunityrtovmle advice to the Minnesota HIV Services Plagnin
Council addressing services they valued or chatiggswould recommend.

Participants tended to tell their stories aboutiggtested and why, how they got connected to aate
services after receiving their diagnosis, what éelthem stay connected to care and stay well —
explained both in terms of what they found to biptu and what they would advise for others, and
either what helped them stay connected to carestorg about why they delayed or stopped care and
what helped them reconnect to care.

Following the interview, participants completed3adiestion survey. In addition to collecting
demographic and geographic information, the sualsg collected information about their experiences
getting tested and diagnosed, getting connectedrm® factors that help them stay in care, and
information about any experiences delaying or difoaing care.
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Combined, the interviews and surveys provided laagiialitative and quantitative description of the
participants’ experiences. Information receivethia interviews assisted with interpreting the syrv
results; while the survey offered a single lisbpfions for participants to chose from, the intews
provided descriptive information that helped bettederstand these responpeg. survey responses
indicated “connecting to an AIDS service organipatfor service or support” was an important
support for those connecting to care after diagaotie interview responses suggested one of the
specific services offered by an AIDS service orzmtion that was helpful were services other than a
case manager, such as “the AIDSLine”pAdditionally, the survey results compare to itbsults of the
interview content analysis as a check for consgstéretween the two versions of the study partidigan
“path to care” experiences.

Getting Connected to Care after Diagnosis

Ready access and connection to the health systamadag the most important factors helping those
newly diagnosed with HIV get connected to HIV care.

Survey responses indicated the most helpful ses\offered and made available at initial diagnosesen
(1) finding a doctor [52%], (2) connecting to anDA service organization for services and support
[41%)], (3) receiving help to prevent infecting ath§¢38%], (4) receiving drugs to treat HIV infectio
[32%)], and (5) meeting with a counselor, theraprgbsychiatrist [32%]. Other services of some
importance were (1) finding a case manager [24%]cdnnecting to an HIV hotline [22%)], (3) getting
emergency food or financial assistance [19%)], @a¢nfirming or securing health insurance [17%].

Path to Care Study - Service Used at Diagnos
to Connect to Care [Surjey

Finding a doctor [5 52%
Connecting to ASO for service or support [418 41%
Help to prevent infecting others [889 38%
Getting drugs to treat HIV [32% 320
Meeting with a counselor, therapist or psy@@i#ttist 32%
Finding a case manager [24% 24%
Connecting to HIV hotline [22% 2204
Emergency food or financial assistance|[19% 19%
Confirming or securing health insurance| [17%l 17%
Talking to another person living with HIV| [11%]
Getting housing [11%6] 11%
Finding a dentist [11%] 11%
Talking to family member or partner about dibtftdsis 1W°
Alcohol or drug treatment [10%] 0

11%

Legal services [10%] 10E/0
Meeting with religious or spiritual advisqr [5%6] ’ 10%
Other [11%] 5%

11%

Source: Path to Care Study Survey and Interviews, 2009 — Survey Results. Not a
representative sample. Information cannot be generalized to population of people living with
HIV in MN.
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Interview responses indicated the most helpfulisesvoffered and made available at initial diagsosi
were (1) connecting to an AIDS service organizafmrservices [other than case management, e.g.
MAP AIDSLine] [30%], (2) having access to a compebive and coordinated medical and social
service support system at the diagnosis site [2@3)}eceiving information and referral tools [27%]
(4) having a support network — friends, family adéith [25%], (5) getting connected to a case
manager who could help me [24%] and getting coratketd a doctor | liked and trusted [21%]. Other
services of some importance were (1) getting an@fevith an appointment and support [17%], (2)
encouragement from a person or group of peoplediwith HIV [16%], and (3) arranging coverage for
health care and treatment [13%].

Path to Care Study - Helped Connect to Care iéms}v

Connecd to ASO [services other than CI- AIDSLine] [3C 030%
Diagnosis site had comprehensive/coordinatestppeddt §29%0] 29%
Information and referral tools [275%% 27%
Social support network [family, friends, faifh] 28 25%
Connected to CM who helped me [958 24%
Connected to a doctor | like and trust [ 21%
Referrals with appointment and suppot 17%
Encouraged by HIV+ person or group | 16%
Arranged coverage for health care and treatijenisjis 13%
Help from counselor; linked to MH service & 0 10%
Will to live; personal, emotional strength 88 10%
Public health disease intervention service a8 8%
Learned what | could about HIV; treatment %|ca eS8 8%
Knew about service; visible provider gg8 5%
Practical needs met [e.g. housing, food, flegatid3%] 3%
Other [0%)] | 0%
No response [3% 3%

Source: Path to Care Study Survey and Interviews, 2009 — Interview Results.
Not a representative sample. Information cannot be generalized to population of people living
with HIV in MN.

The experience of connecting to parts of the hesltitem other than primary medical care, for exampl
medical case management, self-care managemergistaase to stabilize housing, food or financial
problems, was influenced by a slightly different skfactors. Survey results indicated that (1Ritey

with a person at an AIDS service organization [49%) talking with another person living with HIV
[38%)] or (3) a referral from the diagnosis site¥dAvere among the more frequently cited aids in
learning about and making the connection with gisenntended to better coordinate medical care,
support self-care management or stabilize a ligitation to enable treatment adherence. Other
notable factors were (1) contacting an informatod referral service such as the AIDSLine [21%],
talking with others at a support group [19%], @king with a family members [19%], along with a
variety of “other” factors (most notably, the refdrof a doctor a clinic staff person) [24%].
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Path to Care Study - Helped Connect with
Services to Support Care [Survey]

Talking with someone at an ASC 49%
Talking to another person living with HIV [38
A referral from the place | tested [379
Calling the AIDSLine [21%]
People at my support group [19%
Talking to a family member [19%
A visit from the health department [109

A poster or flyer | saw someplace [89

None of the Above [3%)]
Information | found on the web [0%
An ad | saw in a newspaper [0%

Other [24%)]

Source: Path to Care Study Survey and Interviews, 2009 — Survey Results. Not a
representative sample. Information cannot be generalized to population of people
living with HIV in MN.

Analysis of the survey and interview results suggeady access and connection to the health syistem
among the most important factors helping those ypeldgnosed with HIV get connected to HIV care,
with seamless coordination being a key factor. itleal situation was receiving an HIV diagnosis at
location where connecting to professional servieesedical care, social services and mental health
support could be easily facilitated. However, jggraints also valued “navigation and support” tools
They identified services that helped provide aermation to this new situation as being helpfuleof
times referring to the ability to contact a visilaled easy to find resources such as the MAP AID&LIn
A number of respondents also talked about gettroghures and other information from clinics and
others places they were going for services thaddtethem learn more about HIV and the services that
were available. Additionally, unpublished findinfygem a recently completed study coordinated by the
University of Minnesota Department of Epidemiolagyd Public health indicates emerging use of
internet resources while waiting for HIV test r@sudr after diagnosis to get information about HdWw
works, key terms, information about medical treattvand connection to others living with HR An
important part of this process was having a supgosocial network of family, friends or a faith
community to provide emotional support.

Diagnosis site interviews and self-assessment garseggested greater readiness to provide access to
the comprehensive — medical, social support, mémalth support and emotional support — and
coordinated post-diagnosis care that study paaitgpfound to be most helpful existed at publidthea
or community health clinics that also served as Hidgnosis sites. Hospital diagnosis sites wesg le
ready to offer a similar connection to care. Wihikenprehensive services are available within the
hospital system, coordinating access was morechblienge. People received diagnoses in various
parts of the hospital system, but the ability talftate a referral to connect to HIV early intenéi®n

and specialty care varied widely. Hospital diagasge interviewees described difficulties getting
institutional buy-in to develop systematic internafierral systems due to competing priorities oklaf
awareness about the prominent role the system pladiagnosing new HIV infections in Minnesota.
Both diagnosis site interviewees and people livimigy HIV who participated in the Path to Care Study

2 Horvath, Keith, et. al., “Online Resources for$2ars Recently Diagnosed with HIV/IDS: An AnalysfsHIV-related
Webpages, University of Minnesota, unpublished, 200
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interviewsdescribed the ability to make internal referrala tgpecific individual — usually identified by name
as key to coordinating the connection from diagshtsicare.

Key informant interviewees raised concerns abaairtte of plasma centers in the process of conmggeiople
to care after diagnosis. Three percent of the Ra@are survey and interview participants ideatifplasma
centers as their diagnosis site, each tellingestan which they received no services at the plassnéer, were
informed of their diagnosis by a public health diseintervention specialist, and subsequently teeatpublic
health clinic for confirmatory testing and assisgmith getting connected to care. Key informaigriviewees
also suggested opportunities to reach more peaopterdly infected with HIV but undiagnosed, andltagnose
them in settings where they can benefit from a ection to comprehensive and coordinated care bgredipg
low or no cost testing to more community healthteesettings.

Depending upon individual circumstances, otherdiactacilitated making the initial connection taea
resolving an immediate food, shelter or financiadis, legal assistance [especially in cases inuglindividuals
who are not U.S. residents or are testing as pamn employment situation], talking with anothergmn living
with HIV or getting connected to alcohol or drugiab intervention or treatment services. For peaple were
in these unigue circumstances, these were vitapoitant services to have available at the timgdiadnosis.

Challenges to Getting Connected to Care after Diagrs

A variety of factors can complicate getting coneedio HIV care after an initial diagnosis. Mostatile are
depression, concerns about the effects of HIV stigmd a poorly delivered or uncoordinated servichea
diagnosis site.

Two-thirds of the Path to Care Study survey respatgireported visiting a doctor within the firstmtio after
initially being diagnosed with HIV [63%]. Twentwe percent had their first visit with a doctorween one and
six months after initial diagnosis. However, 128parted waiting for one year or more before seaidgctor
after initial diagnosis.

First Doctors Visit After Initial Diagnosis

Withinamonth af ter diagnosis | 63%

Sevento Eleven months af ter diagnosis | 0%

One to thr ee months af ter diagnosis I 17%

Source: Path to Care Study

Four to six months af ter diangnosis I 8% Survey and Interviews, 2009 —
Survey Results. Not a

representative sample.

One year or mor e af ter diagnosis I 12% Information cannot be

generalized to population of

eople living with HIV in MN,
I haven't seenadoctor for HIVcare | 0% peop 9
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Interview responses indicated the more notabldahgds to connecting to care after initial diagaosi
were (1) depression [35%], (2) fear of disclosurd the consequences [e.g. stigma] [30%)], (3)
continued or increased drug and alcohol use to [{#], and (4) poor experience with a person er th
service provided at the diagnosis site [22%)]. ©Otiallenges of some importance were (1) no peer
support, unable to talk with another living with\HJ17%], denial about being infected [13%], surpds
by the testing situation and/or diagnosis and nepg@red [13%], or loss of social support and
connection with family, friends or faith [13%]. @\gquestions were asked in the survey to assedsHtsarr
to getting connected to care.’

Path to Care Study - Barriers Connecting to Carecl§

Depression [3F 35%
Fear of disclosure and consequences [stigma]
Continued or increased drug & alcohol use2a%pp

Poor experience with person or service pregjdogisdi22%)]
No peer support, talk with another living {i#94jl

Denial about infection [13

Surprised by testing & diagnosis; not prepared

Source: Path to
Care Study
Survey and
Interviews, 2009 —
Interview Results.

Loss of social connections [family, friend$3faith Not a .
; . ; . ) representative
Public health disease intervention services sample

Unsupported or complicated information &1@¥é}ra
Did not like the doctor or the diagnosis §Bécsta
Treatment & care expectations were overwhe]mi
Other [5%)]

No response [6%

Information cannot
be generalized to
population of
people living with
HIV in MN.

Analysis of the survey and interview results intksathat most of the people living with HIV who
participated in the study were efficiently connelcte clinical care [63% within one month of initial
diagnosis]. Conversely, one third of the partioigadescribed an experience that resulted in g dela
connecting to care ranging from a matter of a fewnthns to over a year.

Mental health — both situational and chronic, istead alcohol and drug abuse as a coping strateyy,
concerns about the effects of HIV-related stigneatad barriers to connecting to care after diagnosi
A number of other factors were cited as causeddtaying the initial connection to care, some ofalh
could be interpreted as being similar to or assediaith some of the most frequently identifiedrizas
[for example, denial about infection being ass@datith feelings of depression or lack of social
connections feeding feelings of depression, orcadxgerience at the diagnosis site being a conseque
of poor treatment by a doctor or other clinicaff§taThis was illustrated in the stories told by
participants in the Path to Care Study interviews/ich factors tended to be described in a way to
suggest they were associated with each otherfpetings of depression intensifying alcohol andgdru
abuse and creating isolation from others who mpgavide support].

Providing easy access to services to assist withedsion brought on by the situational impact of
learning of an HIV diagnosis seems to be an impopart of easing the connection to care, with the
availability of mental health services identifiesllzoth a significant aid in connecting to care and
depression — a condition requiring the attentidn®ental health services, identified as a baroer t
connecting to care. Key informant intervieweesgasg that paying attention to assessing mentatteal
needs and making a referral that is appropriatedalient needs more attention, for example,
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connecting an individual who may be experienciigagional depression to counseling or a support
group, or therapy or psychiatric care for an indiindl who may experience further complications of an
underlying, chronic mental health condition. Intews with people living with HIV who had problems
managing alcohol or drug use suggested the feetihdspression influenced more intensive alcohol or
drug abuse which they notably described, in hifdsigs a “coping” strategy.

Social factors, especially the effects of HIV-retastigma, created challenges connecting to ctee af
diagnosis. Stories told by Path to Care Studyweeees suggested fears about being rejected by
family, friends or their faith communities, or exigmcing employment consequences, with participants
describing perceptions of cultural attitudes unig@tributable to race or ethnicity, faith or bdsmn
statements provided by employers or others in therk place. Conversely, study interviewees who
indicated they had a supportive network of famfilignds or faith or knowledge about HIV before they
were diagnosed did not tend to include difficulile€onnecting to care in their stories about naoei

their initial diagnosis.

It should be noted that based upon key informaetviews and interviews with representatives from
diagnosis sites, it was expected that making a@dion with another person living with HIV would be
a notable factor in helping people connect to edter diagnosis. Survey and interview results gstg
this was not the case for most. However, for thwalse reported difficulties getting connected to ¢are
not having the opportunity to talk with another perségmg with HIV was cited as something they
thought would have been helpful and wished they had

A small number of those describing challenges iggttonnected to care after initial diagnosis déscti
situations in which they were surprised by theitgséxperience or receiving their diagnosis. These
tended to be individuals who were tested at plasaméers or who learned about risk of infectionhairt
diagnosis from public health disease investigatdiise few testing and diagnosis stories sharedhbyet
who were tested at plasma centers consistentlyded descriptions of situations in which they were
not told about their test results until a subsegusit by a public health staff person, or wenasly
referred to a local public health clinic. The ereerces described with plasma facilities suggettey
were unprepared to deliver diagnoses.

The few participants who told stories about expexés with public health disease investigators were
evenly divided. This service was as likely to haveelpful impact as it was to create challenges
connecting to care [10% of survey respondents siggeit helped them get connected to support
services and 10% of interview respondents suggegtoreated a challenge to connecting to care].
Those who considered the service helpful describedssistance they received getting connected to
health services. Thos who considered it to be lpfiledescribed unexpected visits that put them in
situations that compromised safety and supportimitireir home, jeopardized their employment, and
left them without emotional support or assistamcednnect to health services.
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Staying Connected to Care

For people living with HIV, the professional semscprovided by a doctor they trust and case manager
are as important as the information and suppost theeive from others living with HIV, family and
friends and emotional support. One is not moreoirtgmt than the other. It is the service of thaltme
system and community supports that keep peoplegiwith HIV connected to care. In other words, the
results of the Path to Care Study surveys andviet@s affirm the chronic care model; Connection to
the health system and a community of personal stigp® important factors in keeping people living
with HIV connected to HIV care.

Overwhelmingly, the people living with HIV who peipated in the Path to Care Study survey and
interviews were connected to HIV care. Ninety-eigércent of the participants reported being irecar
i.e. seeing a primary physician for HIV care attihge of completing the survey. The study colldcte
information about the factors that helped peog 8t HIV care in three different ways: (1) thréug
survey guestion asking participants to choose anfaxtgrs that helped them stay in care, (2) through
an interview question asking participants to désgrin their own words, what helped them stay reca
and (3) through an interview question asking pgudicts to describe, in their own words, what advice
they would give to others newly diagnosed with Hovhelp them stay in HIV care.

Survey responses indicated the most helpful suppeping people connected to care were (1) my
doctor [65%], (2) my case manager or social wofké#s], (3) talking to a friend [52%], (4) talking t
another person living with HIV [48%], and (5) tatki with someone at an AIDS service organization
[someone other than a case manger] [48%]. Otlmyasts of some importance were (1) people at my
support group [33%], talking to a family member%24 and (3) information | found on the Web [21%)].

Path to Care Study - Help Staying with Set Source: Path

that Support Care [Survey] to Care Study
Survey and
Interviews,
2009 — Survey
Results. Not a
representative
sample.
Information
cannot be
generalized to
population of

My doctor [65
My CM or social worker [
Talking to a friend [5

Talking to another person with HI
Talking with someone at an ASQ
People at my support group
Talking to a family member
Information | found on the web

65%

; ; people living
Calling the AIDSLine [1 With BV in
A referral from the place | teste| MN

Other [299
No response [0

As part of the interview, participants were askedéescribe what helped them stay connected to care.
Their responses suggested the most helpful supperts (1) peer support from others living with HIV
[68%], (2) the right doctor [62%], and (3) my casanager [62%]. Another, related, support of some
importance was information about services | ganfathers living with HIV [37%].
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Peer support from others living with HIV; grudipiloals [6¢
The right doctor [62%

My case man

Information about services | get from othesstiiviiy [37%]

Stabilized health coverage; in

Improved social connections [e.g. family féiith{&4%]
Being productive, working, doing somethingvafaasoH|

Keep myself informed & learning abou

Mental health services [21
ASO services [not including CM] 1

Substance abuse treatment, my
Peer role models of others living

Practical needs met [e.g. food, financial sapgpd] [16%]

Housing sec
Other clinic staff [e.g

Other [2%)]
No response [0%

Path to Care Study - Factors Helping to Stay &[[Déerviews]

68%
62%

ager [629 62%

surance [

t HIV dare

recovery
with HIV

ured [16Y
. nurse] [8

Source: Path to Care Study Survey and Interviews, 2009 — Survey Results.
Not a representative sample. Information cannot be generalized to
population of people living with HIV in MN.

Interview responses to an additional question ieeinto understand factors that helped people stay i
care by asking participants to reflect upon thaathey would give to those newly diagnosed with
HIV to help them stay in care suggest (1) findinigeos with HIV for support [67%], (2) get a good
doctor you can trust [62%], (3) get a case margggblish a good relationship with a social worker
[54%], and (4) find another or others with HIV telp you learn to manage HIV disease and to live
[52%]. Other recommendations of note included @iing a healthy attitude; knowing that you are not

going to die, (2) not isolating one’s

self; conmegtwith the social support offered by family, figs

and faith [41%], and (3) getting connected withADS service organization [38%].

Find others with HIV for suppor
Get a good doctor you can trust|

Get a CM; good relationship with a social witke gy

Find another/others with HIV to learn to mazsgesdive [52
Healthy attitude; you are not going to d

Connect with social support, don't isolatefifiamaidy faith] [41
Get connected with ASO ||

Adhere to treatment & care

Get information; learn about HIV|

Do something to prevent or help others witProl;

Get a counselor & help with mental heal

Get services that you need ; help with pradE§? 1

Get help with chemical use

Get health coverage; confirm health coverage@hiiH

Pay attention to prevention; tell partne

Other [29

No response [0

Path to Care Study - Advice HIV+ Give to OtheCsife
[Interviews]

(6p% 62%
54%

Do) 52%

e [43% 43%
% 41%
3Spé 38%
3086 30%

(230 27%

il 22%

h (228 22%

] 21%

1686 16%

] 6%

rss#]3%

2%
0%

d
Po

67

Path to Care Study

Source: Path to Care Study Survey and Interviews, 2009 — Interview Results.
Not a representative sample. Information cannot be generalized to population of
people living with HIV in MN.
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Analysis of the survey and interview affirms thearfic care model. Based on their experiences,lpeop
living with HIV who participated in the Path to @a$tudy survey and interviews say both a health
system with a prepared and practiced team and cartyraupports that help them be informed and
activated consumers are equally important to kegghiem in careThe support and information
provided by others living with HIV, the care ofrasted doctor and the services provided by a case
manager are considered to be of highest and esdlgngiqual importance in helping people living with
HIV stay in care.

In addition to medical care and case managemeopl@d&ving with HIV depend upon a system that
offers other services from AIDS service organizagife.g. health education and social supports to
resolve problems securing basic needs that mightijgki HIV care]. Along with the support and
information provided by peers, they depend uponlfaritiends and faith to and opportunities to be
productive, either through employment or opporiesito make a contribution to addressing the impact
of HIV, to help them stay engaged with their HIfea

Key informant interviewees offered observationg there consistent with the results of the surveys a
interviews of people living with HIV. They noteldd need to have a variety of sources for infornmatio
and support to help people living with HIV stay oented to medical care to fill in gaps caused by
pressures on the time that doctors can spend attarjs, and to clarify, expand upon and reinforce
information that is provided in the context of pam medical care.

In stories describing the role of medical care piess, interview participants discussed trustirgjrth
provider's knowledge and expertise, openness aatdity to explain conditions, treatments and
care, and personable communication. Interviewesggiéntly described feelings of being treated “as a
human being” with attention given to their unique¥gonality traits, health needs and living situadio

as qualities they valued in their providers. Samfeatures were used to describe positive relstips

with case managers, in addition to features of cienre and abilities to make connections and secure
resources.

Having connections with others living with othergrig with HIV were not just a source of emotional
support, but also an important source of informmafibout connecting with medical and other services.
Stories shared during the interviews commonly idetlidescriptions of deliberate efforts to seek out
services that provided formal [e.g. support grogeshformal social situations [e.g. drop-in meal
services at Aliveness, recreational activities reffethrough PrideAlive, or events such as the
AIDSWalk] to connect with others living with HIVUsually these were efforts to find emotional
support, avoid isolation and sometimes to find heho had information to share about servicest, Bu
in most cases, they were described as helpful eneibecause of the information and endorsements
gathered through informal conversations about nadsocial services and health education services.

Additionally, people would tell stories about magiconnections with visible, peer leaders and the ro
they played providing guidance, emotional suppod mformation and referral to providers and
services. It was not uncommon as part of thegeestto hear the names of specific individualshwit
several names of the same people coming up inprauititerviews. This suggested high profile peer
leaders performed a function similar to high pebrganizations that had services designed to help
connect peers.

It should be noted that people living in GreatenMisota, Latinos and African-born individuals all
talked about feelings of isolation and fears altbateffects of stigma. None of these individuals

Path to Care Study Page 43 of 90



described experiences getting support from otheplediving with HIV or family, friends or their fth
community in their stories of connecting to cahe these cases, it was the support of a profedsibaa
made the difference; typically a medical providestff involved with providing the initial diagniss

or a case manager. In addition to delivering sesvexpected from the health system, interviewesss al
talked about their relationships with these pratesals in ways that suggest they also depended upon
them to provide the on-going education, encouragemued emotional support that might typically
come from those in their family and social commigsit

What is clear from the Path to Care Study surveliaterview results is that it is not an either or
proposition for people living with the chronic cotoin of HIV disease: staying connected to care
requires both health system supports, includingssto a trusted doctor and a social service
professional to help coordinate care, as well asnsonity supports. These community supports include
other people living with HIV who provide both emmtial support and important information about how
to access and use services, as well as a broamerkef others living with HIV, friends, family ah

faith to provide emotional support.

Path to Care Study Page 44 of 90



Delaying or Dropping Out of Care

According to the Path to Care Study survey resprised of the study participants reported either
delaying or dropping out of HIV care, while 44% didt. The Path to Care Study reveals a mix of
factors contributing to delay or discontinuationHi¥ care. These include a history of infrequent
medical care, a move and the disruptions that amittemaking a change in where one lives,
dissatisfaction in the relationship with a providend depression, alcohol or drug abuse, denial or
resistance to accepting an HIV diagnosis, and conagout the consequences of stigma [i.e. sinolar t
the factors described a challenges to connecticgr® after initial diagnosis described elsewhethis
report].

Fifty-six percent [56%)] of the survey respondentdicated delaying or discontinuing care when
responding to the survey questfén.

Path to Care Study - Deferred or Stopped Careysurv Source: Path to Care Study Survey
and Interviews, 2009 — Survey
5604, Results. Not a representative sample.
Information cannot be generalized to
population of people living with HIV in
44% MN.
Stopped Did Not Stop

Forty-six percent [46%] of the survey respondentscated they saw a health care provider on a aegul
basis, at least one time a year prior to receitheg HIV diagnosis. This is notable because ferth
analysis suggests a relationship between infreqimetor’s care before diagnosis and likelihood of
delaying or discontinuing care after diagnosis. paecentage of study participants who did not heave
experience of regular doctor’s care before diagn&1%] is almost equal to the number of study
participants reporting that they had delayed gppstol care [56%], based on responses to the Path to
Care Study surveys[see below].

2 More of the Path to Care Study participants dbsdricircumstances in which they either delayedapmsed HIV care.
Sixty-seven percent of those interviewed descriiemimstances and offered reasons for delayingopping HIV care,

with 33% indicating they did not delay or stop Hisre. The study did not produce information to akpthe difference
between what was reported in the survey resporsapared to what was described in the interviewswéler, the average
of the responses suggest that approximately ong-¢lithe study participants delayed or stopped Edxe at some time.
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Path to Care Study - Frequency of Doctor ' Pathto Care Study - Deferred or Stopped Care [Surv ey]
before Diagnosis [Survey] 56%
44%
At leastonce aye 46%
Once every few ye
About once in five ye.
Almost neve 24%
Only in an emergency ro 22% Stopped Did Not Stop

Source: Path to Care Study Survey and Interviews, 2009 — Survey Results. Not a representative sample. Information cannot be
generalized to population of people living with HIV in MN.

While analysis of the Path to Care Study surveyltess primarily limited to reporting and interpireg
frequencies, statistical hypothesis testing [p @panalysis was applied to a limited number of syrv
guestions, specifically, to determine what mightlsatistically significant factor contributing $tudy
participants discontinuing HIV care. This analysisluated whether there was a statistically Sicpmit
relationship between the discontinuation of HIV meaticare and (1) receiving a recent HIV diagnosis,
(2) whether a person tested in Minnesota or outidiee state [i.e. in another state or anothentigi)

(3) they type of diagnosis site [e.g. hospital, lmubealth center or other], or (4) seeing a dociora
regular basis before being diagnosed with HHlMmber of survey respondents: 35.

Of the four factors, the only one with a staticaignificant relationship to discontinuing HIV camas
seeing a doctor on a regular basis before beirgndsed with HIV [p-value = 0.1515], suggesting lack
of health care prior to diagnosis as a likely iadioc of risk for dropping out of care.

Path to Care Study - Statistically Significantiétoed of Source: Path to Care Study Survey and Interviews,
2009 — Survey Results. Not a representative sample.

Information cannot be generalized to population of
people living with HIV in MN.

Delaying or Stopping Care [Survey]

Seeing a doctor regularly before being
diagnosed with HIV [p-value 0.1515] | Yes

More recent diagnosis [p-value 0_ e
Geographic location [testing in MN _ No

in MN] [p-value 0.493]

Ty pe of testing site [e.g. hospital, No
health center, other] [p-value 0.726]

This analysis suggests a history of irregular sigiith a doctor prior to HIV diagnosis, that is,
infrequent use of health care services either matibehavior or lack of resources or coverage to
sustain routine visits with a doctor, is a liketglicator that HIV care will be delayed or disconta.

Additional factors were described in the Path toeCatudy interviewsInterview responses indicated
the most notable reasons for delaying or discomtmtdlVV medical care were: (1) | moved [40%], and
(2) did not like the doctor and how | was treat28%]. Other reasons of some importance for delaying
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or discontinuing care were (1) continued or incegladrug and alcohol use [19%], and (2) unstable
living situation; running the streets [17%).

Path to Care Study - Reasons for Dele
Discontinuing Care [Interviews]

I moved [40 1 40%
Did not like doctor & how | was treated [29%} 1 29%
Continued or increased drug & alcohol use [19%1 1 19%
Unstable living situation; running the strepts|[17% 1 17%

Health care changed [e.g. new ins.; doc left]|[ 10%
Didn’t have health coverage or ability to pay [ﬂE 10%
Depression [10%] ———— 10%
Care was inconvenient [e.g. location, uncoptdizetéuisy] [10%] ———— 10%
Did not like the clinic or the people providiaeg[$8%] | ——— 10%
Could not manage treatment [e.g. med sid¢58#EcisSl—— 5%
Not convinced | had HIV [e.g. not ill, undeteeliefd[5%]| ——— 5%
Incarceration [5%] ——— 5%
Other [5%)] | —— 5%
No response [2%] —3 2%

Source: Path to Care Study Survey and Interviews, 2009 — Interview
Results. Not a representative sample. Information cannot be
generalized to population of people living with HIV in MN.

An analysis of the Path to Care Study findings sstgjthat no one thing causes a person to discentin
HIV care but at least four situations stand ouhmexperiences of those who participated in thdyst

(1) History of Irregular Health Care.Those with a history of regularly seeing a
doctor [46%], including a stable source of heatitiezage to enable regular visits,
are more likely to sustain HIV care. Converseipse who have not had that
routine in their life before diagnosis [54%] aremnbkely to disrupt their HIV
care.

(2) Making a Move.A change in one’s living situation can signal likelihood that
a person with HIV will discontinue HIV care. Thises told during study
interview [40% of participants] about moving andatintinuing HIV care were
varied. They included (a) moves from town-to-toovrplace-to-place within a
community precipitated by alcohol and drug abuskassociated problems with
housing, employment and finances, and family amihscelationships, (b)
transition in and out of treatment for alcohol ouglabuse, (c) immigration from
outside of the country to avoid political or sodiaimoil or to seek employment,
(d) making the transition from criminal behaviorglancarceration, or (e) simply
moving from one side of town to another to changenprove one’s quality of
life.

(3) Alcohol and Drug AbuseAlcohol and drug abuse was reported as a factor i
disrupting care by 29% of the interviewees. Howegtree stories told by
interviewees about the factors that caused thesistmntinue HIV care tended to
include a link between alcohol and drug abuse aakimg a move; either getting
to a new place — a new home environment, neighloarloo city, or getting into
treatment to break the hold alcohol and drug abaskeon their lives and what it
was doing to harm their health and HIV care.

% The responses to the Path to Care Study survestignéntended to describe reasons for delayingtapping care are not
used in the report’s analysis.
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(4) Poor Relationship with ProviderTwenty-nine percent of the Path to Care Study
interviewees described a poor relationship withrthealth care provider as a
reason for discontinuing HIV care. Usually, thiasadeterioration in the
relationship with a doctor, with interviewees tedjistories about feeling they
were “being treated like a number,” “not beingdised to,” or “not getting
answers to their questions.” Clinic practices afdlnenced attitudes about the
relationship with a doctor, for example, “feelinglged” [e.g. for alcohol or drug
abuse, criminal history] or inconvenience [e.gakian, hours]. Finally, some
interview participants described changes in headtrerage or difficulties
managing benefits as factors disrupting their r@teship with a provider.

Both the stories told by interviewees and obseowvaticollected through key informant interviews
suggest a “tipping point” phenomenon when it cotoediscontinuing HIV care due to a move; with no
one factor leading to a disruption of care, butimber of circumstances coming together to create a
point of crisis. People drop out of HIV care whertumstances in their life converge to put them a
situation where they need to make a move to cheungee they live. A number of factors contribute to
making a move — situational and chronic mentalthealcohol and drug abuse, job or other financial
problems, problems with personal relationshipsngyo recover from problems create by criminal
behavior or legal problems or deteriorating health.

The interviewee stories and key informant intengessggest that even discontinuation of care dae to
poor relationship with the provider is more specifi

The correlation between the routine of regular doeisit and the likelihood or staying in HIV care
suggests those who have a history of seeing adatsding a clinic and interfacing with the hdalt
system on a regular basis have more experiencey@ “practiced” or “patient” about working
through problems with health care. They knew wbaxpect, either generally from providers, clinics
or health systems, or even specifically from tipeavider. Conversely, those who talked about
discontinuing care during the interviews tendeti¢an a new relationship with their provider, atirr
health system. When there were problems, theyetttmmove on. There was not a history of
experience to draw upon to help resolve or workufgh the situation.

This tendency to change is also reinforced by tureibf HIV care that empowers consumers as
partners in care and encourages changing proviideng’'s needs are not being met, neither of wigch
necessarily a bad thing. Trust, competence and gommunication are important. Comments made
during interviews in response to a question askiteyviewees about what advice they would give to
those newly-diagnosed or new to HIV care frequecitigd the importance of having a doctor who is
trusted, competent in HIV care and a compatibleroamicator. Absent these characteristics,
interviewees offered their hypothetical adviseedbensel of changing doctors.

In conclusion, a variety of factors contribute tecdntinuing HIV care. These include a history of
infrequent medical care, a move and the disruptibascome with making a change in where one lives,
dissatisfaction in the relationship with a providend depression, alcohol or drug abuse, denial or
resistance to accepting an HIV diagnosis, and conagout the consequences of stigma [i.e. sinolar t
the factors described a challenges to connecticgr® after initial diagnosis described elsewhethis
report].
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Reconnecting with Care

Making the connection with the right doctor and skiport and information provided by another person
living with HIV were the most notable factors helgipeople who stopped HIV care get reconnected.

For those who discontinued care, (1) 48% citedifigé doctor they liked and (2) 46% citied the
support, information and help of another or othietag with HIV as the factors that helped them
reconnect to care. Other notable factors weréh@ help of a case manager or social worker [312}],
assistance from other services offered through l&5Aervice organization, e.g. AIDSLine/Quick
Connect, staff in other programs such as supporiy, health education or outreach, or simply staff
who worked at an agency and offered informatiomemagh [21%], or (3) personal support from family,
friends or faith that provided support and assistd21%].

Path to Care Study - Support to Reconnect tolGtareipws]

Found a docll like [e.g. open; reached out to me ] 48%

Another or others living with HIV got me reddA8gg
Case manager/social worker [319%t 131%

ASO [e.g. outreach worker, AIDSLine/QC, gtf2i%siaft ] 24%

An individual supported & assisted me [family frient}§21% 121%
Got or stabilized health coverage |[£4%1] ]14%
Stopped using drugs or alcohol [recovery] 4%t ] 14%
Changed attitude; a will to live & be we
Mental health services [[7§6}——— 7%
Improved social connections [family, friehd8Ydhith——— 79
Information [e.g. pamphlets, brochuresH#%1——— 75
Moved someplace that was a healthier enviréonestF——; 7,
Experienced greater illnesses or HIV-relateahsy&jq—— s,
Other [29%] — 26
No response [0%]y,

] 43%

Source: Path to Care Study Survey and Interviews, 2009 — Interview Results. Not
a representative sample. Information cannot be generalized to population of
people living with HIV in MN.

An analysis of the Path to Care Study findingstewiwo over-arching observations:

First, the importance of the system described énctivonic care model in not only helping peoplg sta

in care, but also helping those who discontinue &ad their way back and reconnect. The Path to
Care Study interview responses suggest a combmatia well-functioning health system [i.e. doctor,
medical case management and other service proyslas has health education or support groups] and
a well-functioning community system [i.e. ability tonnect with another or others who are livinghwit
the same condition and a supportive, informed anghged personal support system of family and
friends] play an important role in helping peopdeannect to care after it has been discontinued.

Second, for those who have discontinued care, Qavimay to connect with another or others living
with HIV who can provide support, information, ainformal advocacy and encouragement is
surprisingly important — essentially as importasfiading a trusted medical care provider, in hajpi
people re-establish their HIV care.
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(1) Finding the Right Doctor.Connecting to the right doctor was a frequently
identified reason for re-establishing HIV care [48%rusting the doctor,
fostered by confidence in his or her knowledgeualbtlVV and HIV care, a
personable and respectful approach to communicgteEnsistent though patient
outreach, or help getting other health problemsest®d that were making HIV
care challenging [e.g. mental health care or treatrfor alcohol or drug abuse].
Once the connection was made with the right dostogy participants who had
dropped out of care described a fierce loyalty senise of appreciation to their
provider, and a personal conviction to continuénliteir care.

Interviewee stories about re-establishing care thighright doctor usually
involved changing providers, but not always. lewa of the experiences that
were described, it was persistent and patient cobtathe doctor who provided
early intervention care after the initial diagnosighe doctor who the individual
was seeing prior to discontinuing care. A consisgdement in these few stories
was that the doctor reached out to communicate théhndividual directly.

However, while making the connection with the rigbttor was of paramount
importance in re-establishing care, for most ineees their stories of the path
to making that connection involved the help of osheThese experiences are
described below.

(2) Help from Another or Others Living with H\Study participants who
discontinued care frequently described the helnotther or others living with
HIV as a factor in helping them re-establish HIVVecfd3%]. This was either by
connecting with another individual or through awgreituation.

Support groups, formal HIV education events, infaksocial events, congregate
dining, and drop-in resource or social environmevege frequently cited in
describing group settings where interviewees caeagewrith other people living
with HIV.

In some cases, the initial connection would be withsible, HIV-positive
community leader. The names of a small numbereopfe were specifically
cited during the interviews. The connections witase individuals tended to be
through an alcohol or drug abuse recovery grouputih a personal social
network, at an HIV community educational or soexnt, or through an internet
outreach service.

One element of the connection with others livinghw IV, either in a group or
with an individual, was emotional support. Intemwees would commonly talk
about feeling an indescribable sense of relief@mdfort being around and able
to talk with someone who was “in your shoes,” “len there,” or “was going
through what you were going through.”

Beyond emotional support, people would get usefidrmation about providers

and services from others in their group or thevimtial with whom a connection
was established. Interview stories often descréaghanges of information
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about doctors; a consumer-focused description almutdifferent doctors
approached providing care. These exchanges aldeddo address services;
where case management was offered and who hadngigsehiow to get health
coverage, or how to get assistance with practieatla such as transportation,
food, housing, or financial assistance.

Finally, those who were out of care found encounagy® and, sometimes, hands-
on help to re-establish their link with HIV carbnterviewees told stories of
having the “hard truths” about both the benefitd aansequences of not getting
HIV medical care shared with them by peers. Insaases, a peer would
support them through the process of reconnectitiy avmedical provider or other
care-related service, either by staying in regaéanmunication through the
process or actually accompanying them to an invigt or appointment.

(3) Help from a Case Manager or Social Workdrirty-one percent [31%] of the
study participants identified the help of a caseaggr or social worker as a
factor in re-establishing their HIV care. Intemvees would describe the help
they received in terms that suggested it was tlogvladge about and ability to
make connection to services, personal and compegsiattentiveness, and
persistence that made the difference in reconrgeetith care. For some, the
connection with a case manager was made by firalimighly visible HIV service
provider [e.g. MAP AIDSLine, Minnesota AIDS Projettennepin County
Medical Center, Red Door Clinic], or through théereal of another person living
with HIV [e.g. informal connections establishedlae Aliveness Project or
through a Positive Link social event]. Anotherrsa@o that was described came
from individuals who maintained their relationskvfh their case manager, even
though they had stopped seeing their medical peovid

(4) Help from AIDS Service Organizatioonnecting with a service other than case
management offered through an AIDS service orgénizavas cited by 24% of
those participating in the study who had discorgthtllV care as a factor in
helping them reconnect. Interviewee stories dbsdrrelationships with a street
outreach worker, a call to the MAP AIDSLine and o through Quick
Connect, the support of a health educator, andveral cases, simply meeting
someone socially who happened to work at an AlD@ & organization and
could help facilitate a connection to services.

Key to making such connections was a highly visgyavider and service or
person living with HIV. Whether they lived in Miesota or were moving to the
state or recently moving to the state, people diiedability to make the initial
connection with a highly visible provider or sewias a starting point. It was not
uncommon for interviewees to cite a specific sexya&g. The Aliveness Project’s
congregate dining and food shelf services, MinreesdbDS Project and the MAP
AIDSLine, Hennepin County Medical Center, or ThedR®or Clinic]. They
learned about these services either from peergingocial community or
through a Web search.

(5) Help from Family, Friends and FaithiTwenty-one percent [21%] of those
interviewed who discontinued care described theruantion of a family
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member, friend or their faith community to helprthget reconnected to HIV
care. The most frequent story was of an individuab drew from a restorative
or transformative experience with their faith adwill to live” that motivated
them make the changes needed to re-enter HIV dat@ok the intervention of a
family member or a trusted friend to overcome a@rajkes created by alcohol or
drug abuse, or problems with housing, financesisuptions in health care
coverage.

It should be noted that people living in GreatenMisota, Latinos and African-born individuals all
talked about feelings of isolation and fears altbateffects of stigma. None of these individuals
described experiences getting support from otheplediving with HIV or family, friends or their fth
community in their stories of reconnecting to calethese cases, it was the support of a profieakio
that made the difference; typically a case managérmer medical provider. It was the unusuabsff
by the case manager or former medical provideeash out, and in some cases re-refer to another
provider, that helped re-establish a connectiddl¥ care. Stigma in these communities creates
significant barriers to effective chronic care mgeraent based on the chronic care model.

A fully-functioning system of chronic care — botliully-developed and functioning health system and
community of supportive peers, family, friends arler social structures, needs to be in placel he
those who discontinue HIV care get back into cdrlee entry point for bringing people back into care
will vary. Based upon the information providedthg Path to Care Study participants, two partitylar
important factors are (1) the doctor who pays spettention to re-establishing a trusted relatgms
and (2) the personal and social support and infoomahat comes from others who are living with HIV
— whose knowledge and experiences are valued bedaeng come from “someone who is walking in
my shoes.” However, support, information and emagement from a service provider — case manager
or other HIV service provider, or a family membigiend or faith community member who cares
enough to make the special effort of combining casspon with the task of informed intervention, are
also frequently identified factors.
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Conclusions: Path to Care Study Survey and Int&wis — Findings

Ready access to a well-coordinated system of heatthices helps people who
are newly diagnosed establish HIV care. Absertt tha diagnosis site’s plan
and ability to offer coordinated access to medieak, social services and
information help establish the connection to care.

Mental health — both situational and chronic, atda@nd drug abuse, and
concerns about the effects of HIV-related stigneata barriers to connecting to
care after diagnosis.

Staying connected to care requires health syst@mosts, including access to a
trusted doctor and a social service professionhktp coordinate care, as well as
community supports. These community supports tdelther people living with
HIV who provide both emotional support and impottiafiormation about how to
access and use services, as well as a broaderrkativathers living with HIV,
friends, family and faith to provide emotional sopp It is not an either or
proposition for people living with the chronic cotoin of HIV disease.

Irregular medical care prior to receiving an HI\Aginosis is the most important
factor suggesting a person may discontinue HIV.c&eople also drop out of
HIV care when something in their life puts themtaation where they need to
make a move to change where they life or if theyehapoor relationship with
their health care provider. Finding a trustedtdoandthe support and
information provided by others who are living witV are important factors in
helping people who drop out of care reconnect édhialth system and HIV care.
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PART FIVE: OPPORTUNITIES TO IMPROVE SERVICES

How can services be improved to support connedtirggare, staying in care or reconnecting if
care is disrupted?The following opportunities to improve services dased upon an analysis
of the information provided in the Path to Cared$tthrough the (1) examination of the chronic
care model, (2) description of where most peopMimnesota receive their HIV diagnosis, the
description of what the connection to a path t@ cdnould look like according to CDC and
American Academy of HIV Medicine guidelines, andl {3 description of how people living
with HIV in Minnesota connect to HIV care, staydare, and discontinue and re-establish care,
based upon surveys and interviews with 63 indiMslwdno participated in the study.

The opportunities for improvement address:

e Implications for allocation of Ryan White resoureedlinnesota

e Implications for Ryan White quality management guodlity improvement in Minnesota
e Implications for HIV screening, testing and diagsagrategies

e Implications for advocacy

What are the implications for allocation of Ryan Vil resources in Minnesota?

1. All components of the chronic care model helpgde connect to and stay in medical care,
including medical care and supportive services itiaite it effective and patient capacity and
supports for self-care.

People living with HIV want &rusted doctor a doctor they consider to be competent, who
serves as their teacher by sharing informationdsligters services with a personal touch.

People living with HIV rely upomavigators— a case manager or social worker who can help
them navigate the health care system and who c&e otanections happen.

People living with HIV look to others living witHIV, both for information and for support.
They seelclub housesplaces and groups where they can connect with othvemg with

HIV, as well ageam captainspeer leaders who are visible, accessible and acgirce of
both good information and inspiration.

People living with HIV also look to themselvesdevelop awill to be well They seek to
reach a point of knowledge and understanding aHbut as well as a sense of confidence
and a network of support — professional care anotiemal — to be effect self-care managers
and to be well.

Allocate resources in a way that helps peoplegwvith HIV as a chronic condition by
assuring access to a trusted medical care provither service of a case manager to navigate
the health care system and patient access to irg#om and support for self-care
management and advocacy, including information suqgport from others living with HIV.

2. Information and support from others living witV play a strong role in helping people
who delay or stop care get reconnected to care.
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Access to a trusted doctor, the assistance ad@manager and access to and assistance
other than case management provided by AIDS seorg&nizations each are important
factors in helping people who delay or stop catageonnected.

However, information and support by others livimigh HIV is a factor helping most people
living with HIV get connected or stay in care, lseem to be an even more important factor
in helping those who have delayed or stopped cetreannected to care.

Allocate resources to develop capacities of irtlials and groups of people living with HIV
to reach out and provide information and supportitose who have delayed or stopped HIV
care.

3. Making a move is a major factor in delaying tmpping care. Sometimes it is geographic
move. Other times it is a matter of coping witlstale housing.

Beacon Servicethose that are large and have the visibility otaned marketing, help
people get connected. Participants in the Pa@ate Study commonly identifidzeacon
servicessuch as the MAP AIDSLine & Quick Connect, or pd®rs such as Hennepin
County Medical Center, Red Door Clinic, and ThevAhiess Project as places they turned to
get connected or reconnect to care.

Stabilizing their living situation by getting prazl needs met [e.g. housing, health
insurance, assistance with food, emergency findnerds or transportation] helped people
who delayed or stopped care refocus on their Hié.céany got information about services
to resolve these problems from others who weradiwiith HIV.

Allocate resources to sustain “beacon services'tthiavide visible and accessible entry
points, and to help people living with HIV get imf@tion about services to stabilize their
living situation — both through formal providerschmformal peer networks.

4. Depression after receiving an HIV diagnosisyal as chronic mental health and alcohol
and drug use are factors that make it difficutéonect to care or contribute to delaying or
stopping care.

Receiving an HIV diagnosis creates a short teftuasonal mental health crisis that calls for
a range of mental health responses, including mielnapy, counseling or peer support — in
groups or by a peer counselor.

Chronic alcohol or drug abuse or chronic mentaksis creates barriers to connecting to care
or contribute to delaying or stopping care. Treaitror other interventions to address these
health conditions help overcome these barriersfacititate reconnecting to care after it has
been disrupted.

Allocate resources to facilitate and coordinate egxto alcohol or drug treatment or mental
health services, both to address situational an@ieic mental illness.
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What are the implications for Ryan White quality magement and quality improvement?

1. People living with HIV in Minnesota tend to beickly connected to medical care after
initial diagnosis. However, a significant numbscedefer or stop care, reflecting a
breakdown in the chronic care model for care. cAlhponents of the chronic care model
help people connect to and stay in medical careaamgart of quality care and achieving
desired health outcomes for people living with HIV.

Develop an assessment tool and appropriate quadégsurements to promote and monitor
patient self-care management and advocacy,

2. Effective and successful chronic disease managedraws from patient self-care advocacy.
Develop patient self care capacities, both in teohtheir personal care, but also in terms of

supporting quality management and quality improveinnethe services they depend upon to
support chronic disease management.
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What are the implications for HIV testing and diagsis policies and strategies?

1. Minnesotans living with HIV suggest the facttrat help them most to get connected with
care are getting diagnosed at a location thatrisgbar linked to a comprehensive and
coordinated care facility, have a case manger cabworker assigned to them at diagnosis
or staff-assisted information and referral to catrteem to an AIDS service organization or
medical care provider.

These factors are similar to the recommemgdelines for routine testing and connecting
to care issued by the American Academy of HIV Median 2009. However, there is
limited awareness about these guidelines amongges/that report the majority of HIV
diagnoses in Minnesota each year.

Promote awareness about recommended guidelingstitine testing and connecting to
care, with a focus on the AAHIVM guidelines. Pdeveducation, training and technical
assistance to help providers develop and implerwentalized procedures to implement
these guidelines. Emphasize providing educatramihg and technical assistance to those
providers that report the majority of HIV diagnosesMinnesota each year.

2. People living with HIV who participated in thath to Care Study expressed feeling
depression or a sense of shock after initial diagnas factors that complicate getting
connected to care. A significant subgroup alsatifies intensified drug or alcohol use as a
complicating factor.

Access to a counselor, in addition to the medcavider, to help with the initial response to
an HIV diagnosis was identified as helpful in coctimgy to care.

People living with HIV who participated in the Rab Care study indicated that being able to
talk with another person living with HIV to help thithe initial response to an HIV diagnosis
was helpful in connecting to care.

Diagnosis sites should formalize procedures fovatimg access to a counselor, referral to
alcohol or drug treatment, and the opportunity tmoect with another person living with
HIV as part of the process of delivering an HIVigwe diagnosis.

3. Most seeking an HIV test in Minnesota do so Bag®on self-perception of risk; they are
risk-motivated, self-motivated. These testers saebe more likely to get themselves to a
public health testing site.

A significant number also test because they apemencing an iliness or a health situation
that needs attention. These symptom-motivatedemdito be provider-initiated testers.
More of these testers get their diagnosis at aitebsp a clinic that is part of a health care
system.

Public education and awareness about HIV transmissisk and testing, including efforts

targeted to communities with high levels of HIMideoce, prevalence or risk, helps people
get connected to testing as a gateway to care.
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Formalized policies and procedures for HIV testingth clearly identified staff responsible
to connect those who are diagnosed with HIV t@canprove the path to care experience
for those who test in hospital settings or clirticat are part of a health system — focusing on
hospitals and health systems that report the mastial HIV diagnoses in Minnesota

annually.
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Implications for Advocacy

1. The most significant predictor that people lgzimith HIV will delay or stop care is whether
or not they have regular access to health caregdéfing diagnosed with HIV.

Chronic alcohol or drug abuse or chronic mentaégs creates barriers to connecting to care
or contribute to delaying or stopping care. Treattror other interventions to address these
health conditions help overcome these barriersfatititate reconnecting to care after it has
been disrupted.

Advocate for policies that promote access to headtie, including mental health services
and treatment for alcohol or drug abuse, for comities that experience high HIV incidence
and prevalence.

2. All components of the chronic care model conttéto helping people connect to and stay in
medical care, including social services [e.g. caaeagement] and social support [e.g.
support of others living with HIV].

Advocate for policies that assure resources amlalle to support chronic care

management for people living with HIV — includingihbpatient and provider capacities, as
well as the supports that patients [e.g. suppoxtaers living with HIV] and providers [e.g.
case management support] need to help people livittgHIV connect to and stay in care.
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Age

TABULATIONS FROM PATH TO CARE SURVEYS

19 or less

20-34
35-50
50+

Gender

Male

Female

Transgender M-F

Transgender F-M

Race/Ethnicity

AA
African
Latino
White
Asian/PI
Al/AN

Multi-race

Unknown

English Spoken in the Home

Yes
No

Location

Greater MN

Metro Area

Minneapolis

St. Paul

Highest Level of Education Completed

Did not finish high school
High school graduate/GED Cert

Some college/technical institute

Undergraduate college degree/technical institute degree

Graduate course/graduate degree

Path to Care Study

63

63

N

20

= N+ O

58

14
24
13

0%
19%
56%
25%

73%
25%
2%
0%

48%
8%
6%

32%
0%
2%
3%
2%

92%
8%

10%

8%
73%
10%

6%
22%
38%
21%
11%

MN
Prevalence

2%
19%
53%
27%

MN
Prevalence

7%
23%

MN
Prevalence

22%
13%
8%
54%
2%
2%
1%

MN
Prevalence

14%
30%
41%
14%
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Other

Monthly Income
500 or less
501 to 1500
1501 to 2000
More than 2000

not provided

When tested positive for HIV
Past 3 years [2006-2009]
Past 4 to 9 years [2000-2005]
Past 10 to 13 years [1996-1999]
Past 14 to 19 years [1990-1996]

20 years or more

Currently HIV+
Currently Advanced Disease [AIDS]
Current - Don't Know

Initially HIV+
Initially Advanced Disease [AIDS]
Initial - Don't know

How infected with HIV
Having sex with a man
Blood products/transfusion
Having sex with a woman
Birth or breast feeding
Sharing Needles
Don't Know
Other
Having sex with a man, and Sharing Needles
Having sex with a man, Sharing Needles, and Having sex with a woman

n=

Path to Care Study

1
63

14
34

63

20

14

10

11

63

23
38

63

20
43

63

Male
23

O 0N W OO o O

46

2%

30%
24%
13%
13%
20%

37%
60%
3%

32%
68%
0%

%
50%
0%
17%
0%
11%
7%
4%
11%
0%

Female
13

O O O » N O O O

16

MSM

IDU
MSM/IDU
Het

% Trans
81% 1
0% 0
0% 0
0% 0
13% 0
6% 0
0% 0
0% 0
0% 0
n= 1
MN
Total Prevalence
41% 50%
11% 5%
8% 5%
33% 18%
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Type of facility where tested positive for HIV
clinic
don't know
Hospital
Jail/Prison
Plasma Center
Public Health Clinic

Treatment Facility

Where was the facility where tested HIV positive
Greater MN
Minneapolis
Out of State
St. Paul
Suburb TC

Services that anyone at the facility helped with where you first tested positive for HIV
Other
Meeting with a religious leader or spiritual advisor
Legal Services
Alcohol or drug treatment
Talking to a family member or partner about your diagnosis
Finding a dentist
Getting housing
Talking to another person living with HIV
confirming or securing health insurance
Emergency food or financial assistance
Connecting to an HIV "hotline" or “information & referral" service
Finding a case manager
Meeting with a counselor, therapist, or psychiatrist
Getting drugs to treat HIV
Help to prevent infecting others
Connecting to an HIV service organization for service or support

Finding a doctor

First visit with a doctor for HIV care

Within a month after diagnosis

Path to Care Study

11

23

20

63

27
21

63

N NN N oo w N

W N NN DN B PP
w o A O O OO b N P

63

40

17%
6%
37%
2%
3%
32%
3%

6%
43%
33%
14%

3%

11%

5%
10%
10%
11%
11%
11%
11%
17%
19%
22%
24%
32%
32%
38%
41%
52%

63%

Perinatal
Other

Unknown

n=

1%
1%
6% 19%
100%
63
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Seven to Eleven months after diagnosis 0 0%

One to three months after diagnosis 11 17%

One year or more after diagnosis 7 11%

Four to six months after diagnosis 5 8%

I haven't seen a doctor for HIV care 0 0%
n= 63

First talk with someone to help get medical or other services to help you live with HIV

Within a month after diagnosis 37 59%

Seven to Eleven months after diagnosis 1 2%

One to three months after diagnosis 12 19%

One year or more after diagnosis 11 17%

Four to six months after diangnosis 2 3%

| haven't talked with anyone to get help 0 0%
n= 63

Would you say you have ever delayed or stopped medical care

Yes 35 56%
No 28  44%
n= 63
Why?

None of the above 3 9%
Other 10 29%
| did not know where to go for medical care 0 0%
| didn't think medical care would do me any good 0 0%
No one spoke my language 0 0%
| did not see other people like me at the clinic 0 0%
Inconvenient hours 0 0%
Financial Reasons 0 0%
It was hard to get there 1 3%
| was too busy 1 3%
No one told me | needed to get medical care 2 6%
| didn't have health insurance 6 17%
| did not like the doctor 6 17%
| did not like the people at the clinic 8 23%
| was abusing drugs or alcohol and was afraid the doctor would tell me to

stop 9 26%
| was worried someone would find out about my HIV status 10 29%
| was afraid to get bad news 15  43%
| was in denial about being HIV+ 17 49%
| was abusing drugs or alcohol and just couldn't manage it 17 49%
| was depressed 20 57%

n= 35
Would you say you ever delayed or stopped an HIV service
Yes 34 54%
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No

Why?
None of the above
Other
No one spoke my language
Financial reasons
Others need services more than | do
Transportation
No one told me about HIV services
| didn't see other people like me using the service
| did not like the service provider
| did not like the people at the place where services were provided
Inconvenient hours
| was abusing drugs or alcohol and was afraid they would tell me to stop
| did not know where to go for HIV services
| was afraid to get bad news
| was in denial about being HIV+
| did not think the services would do me any good
| was worried someone would find out about my HIV status
| was abusing drugs or alcohol and just couldn't manage it

| was depressed

Before you first tested positive for HIV, how often did you see a doctor?
At least once a year
Once every few years
About once in five years
Almost never

Only in an emergency room

Do you currently see a primary physician for HIV care?
Yes
No

Do you currently get HIV services from a provider other than your doctor?
Yes
No

What helped you most to find HIV services after you were first tested?
Other

an ad | saw in a newspaper

Path to Care Study

29

[y
NN

Juny
O © 0 o N o o oo b~ WK O O O O

>
|
W
N
JEny
N

29

18

15
0

46%

6%
35%
0%
0%
0%
0%
3%
9%
12%
15%
15%
15%
15%
21%
24%
24%
26%
29%
35%

46%
6%
2%

24%

22%

97%
3%

71%
29%

24%
0%
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Information | found on the web 0 0%
None of the above 2 3%
A poster or flyer | saw someplace 5 8%
A visit from the health department 6 10%
Talking to a family member 12 19%
People at my support group 12 19%
Calling the AIDSLine 13 21%
Talking to a friend 18  29%
A referral from the place | tested 23 37%
Talking to another person with HIV 24 38%
Talking with someone at an AIDS service organization 31 49%
n= 63
What helps you most to keep using HIV services
None of the above 0 0%
Other 18 29%
A referral from the place | tested 1 2%
Calling the AIDSLine 9 14%
Information | found on the web 13 21%
Talking to a family member 15 24%
People at my support group 21 33%
Talking with someone at an AIDS service organization 30 48%
Talking to another person with HIV 30 48%
Talking to a friend 33  52%
My case manager or social worker 34 54%
My doctor 41 65%
n= 63
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TABULATIONS FROM PATH TO CARE INTERVIEWS
CONTENT ANALYSIS

Reason for Testing

No Response 1 2%
Other 5 8%
Provider Initiated - Pregnancy 2 3%
Mandated 5 8%
Provider Initiated 19 30%
Perceived Risk 31 49%
n= 63
Assisted Connecting to Care After Diagnosis
No response 2 3%
Other 0 0%
Practical needs met [e.g. housing, food, financial, legal] 2 3%
Knew about service; visible provider 3 5%
Learned what | could about HIV, treatment and care 5 8%
Public health disease intervention services 5 8%
Will to live; personal, emotional strength 6 10%
Help from counselor, linked to MH service and support 6 10%
Arranged coverage for health care and treatment 8 13%
Encouraged by HIV+ person or group 10 16%
Referrals with appointment and support 11 17%
Connected to a doctor | like and trust 13 21%
Connected to a CM who helped me 15 24%
Social support network [family, friends, faith] 16 25%
Information & referral tools 17 27%
Diagnosis site offered medical services & support; coordination of care 18 29%
Connected to ASO [services other than CM, e.g. AIDSLine QC] 19 30%
n= 63
Barriers Connecting to Care After Diagnhosis
No response 4 6%
Other 3 5%
Treatment and care expectations were overwhelming 2 3%
Did not like the doctor or the diagnosis site staff 5 8%
Unsupported or complicated information & referral 6 10%
Public health disease intervention services 6 10%
Loss of social connections [family, friends, faith] 8 13%
Surprised by testing and diagnosis; not prepared 8 13%
Denial about infection 8 13%
No peer support, talk with another living with HIV 11 17%
Poor experience with person or service providing diagnosis 14 22%
Continued or increased drug & alcohol use to cope 17 27%
Fear of disclosure and consequences [stigma] 19 30%
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Depression 22 35%

n= 63
Reasons for stopping or deferring medical care
Not applicable 21 33%
No response 1 2% 1 2%
Other 2 3% 2 5%
Incarceration 2 3% 2 5%
Not convinced | had HIV [e.g. not ill, "undetectable," beliefs] 2 3% 2 5%
Could not manage treatment [e.g. med side effects] 2 3% 2 5%
Did not like the clinic or the people providing service 4 6% 4 10%
Care was inconvenient [e.g. location, uncoordinated, | was busy] 4 6% 4 10%
Depression 4 6% 4 10%
Didn't have health coverage or ability to pay 4 6% 4 10%
Health care change [eg. new ins., doctor left] 5 8% 4 10%
Unstable living situation; running the streets 7 11% 7 17%
Continued or increased drug & alcohol use 8 13% 8 19%
Did not like doctor and how | was treated 13 21% 12 29%
| moved 18 29% 17 40%
n= 63 n= 42
Lack of social support [e.g. family, friends, faith] 0 0% 0 0%
Isolated; no friends or others with HIV to support 0 0% 0 0%
Factors helping to reconnect to care
Not applicable 21 33%
No response 0 0% 0 0%
Other 1 2% 1 2%
Experienced greater illnesses or HIV-related symptoms 2 3% 2 5%
Moved someplace that was a healthier environment 3 5% 3 7%
Information [e.g. pamphlets, brochures] 3 5% 3 7%
Improved social connections [e.g. family, friends, faith] 3 5% 3 7%
Mental health services 4 6% 3 7%
Changed attitude; a will to live and be well 3 5% 3 7%
Stopped using drugs or alcohol [recovery] 6 10% 6 14%
Got or stabilized health coverage 6 10% 6 14%
An individiual supported and assisted me [e.g. family member, friend] 9 14% 9 21%
ASO [e.g. outreach worker, AIDSLine/QC, other staff] 10 16% 10 24%
Case manager/social worker 15 24% 13 31%
Another or others living with HIV got me reconnected 18 29% 18 43%
Found a doctor | like [e.g. open, reached out to me] 21 33% 20 48%
n= 63 n= 42
Factors that help me stay in care
No response 0 0%
Other 1 2%
Other clinic staff [e.g. nurse] 5 8%
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Housing secured

Practical needs met [e.g. food, financial support, transportation]
Peer role models of others living with HIV

Substance abuse treatment, my recovery

ASO services [not including CM]

Mental health services

Keep myself informed and learning about HIV care

Being productive, working, doing something about HIV
Improved social connections [e.g. family, friends, faith]
Stabilized health coverage, insurance

Information about services | get from others living with HIV
My case manager

The right doctor

Peer support from others living with HIV; groups or individuals

Advice provided to newly-diagnosed
No response
Other
Pay attention to prevention; tell partners
Get health coverage; confirm health coverge [insurance]
Get help with chemical use
Get services that you need [help with practical needs]
Get a counselor and help with mental health
Do something to prevent or help others with HIV
Get information; learn about HIV
Adhere to treatment and care
Get connected with an ASO
Connect with social support; don't isolate [e.g. family, friends, faith]

Healthy attitude; you are not going to die

Find another or others with HIV to help you learn to manage HIV disease & live

Get a case manager; good relationship with a social worker
Get a good doctor you can trust

Find another or others with HIV for support

Factors to consider improving
No response
Other
Keep health care accessible and affordable
Opportunities for people with HIV to "give back" and be involved
More transportation support; not just medical; bus passes
CM/provider training, skills, knowledge
Expand practical support [e.g. food, financial assistance, housing]

Information and referral and education for people who are new to HIV

More diversity in support groups and activities for HIV positive
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63

10
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16
23
39
39
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13
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16%
16%
17%
17%
19%
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21%
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24%
25%
37%
62%
62%
68%

0%

2%

3%

6%
16%
21%
22%
22%
27%
30%
38%
41%
43%
52%
54%
62%
67%

29%
13%

8%
10%
13%
11%
14%
13%
16%
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16%
11%
13%
16%
16%
16%
18%
20%
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Connect to groups of people with hiv for support, info, services
Information and referral services, "user guide" and AIDSLine
Connect to another with HIV; especially at diagnois or shortly after
More public awareness and education; change attitudes [stigma]

Path to Care Study

63

11
14
16
19

17%
22%
25%
30%

45

11
14
16
18

24%
31%
36%
40%
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SURVEY & INTERVIEW TOOL

1 Verbally review the content of the “Consent forelview page [see page 2] with the
interviewee.

1 Offer the interviewee the opportunity to read tbatent of the “Consent for Interview” page.

1 Get the interviewee’s signatuat the bottom of the “Consent for Interview” pagéu should
sign the pagefter getting the interviewee’s signature.

1 Review the key point®vered in the Introduction [see page 3]. Thpeets many of the points
covered in the “Consent for Interview.”

1 Review the instructions for the discusspant of the interview [see page 4].

1 Get the interviewee’s response to the first twostjaas[see page 4]. If the answer to either of
these questions is “no,” do not continue the intaw

1 Facilitate the interviewee’s respongesthe first four questions. Take detailed notask
follow-up questions to confirm what you are hearamgl writing. Use the “Topics Checklist” to
help you identify key points that you may ask thieiviewee to elaborate upon. However, do
not feel compelled to get the interviewee to comnoenany or all of the topics on the checklist.

1 At the conclusion of the discussi@rpvide instructions for completing the surv®jfer to read
the questions and write down the responses, iintieeviewee would like assistance.

1 Leave the interviewee alone to complete the sur@heck in once or twice to see how things
are going and to see if the interviewee needs e hay of the questions clarified.

1 After the interviewees completes the survegume the interviewy asking the last question.

1 Thank the intervieweeProvide the interviewee with the $40 gift cavdhiank him or her for the
time, and an additional $10 gift card to help dgtravel costs. Have the interviewee initial the
first page of the survey to confirm receipt of th# card.

[1 Separate the “Consent or Interview” page from thevey. Be sure the interviewee sees you do
this and understands this is a step we are takingainage the confidentiality of his or her
responses.

1 If the interviewee seeks information about servicefer him or her to the MAP AIDSLine. You
may provide him or her with a MAP AIDSLine Resoufgride. Do not provide information
about any other services.

1 Invite the interviewee to refer others to partitgen a survey or to follow up with Bob Tracy if
they have questions about the study. Provide & obthe informational flier [tear off the last
page of the survey.
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Consent for Interview

! "#$
We want to better understand your experience fméi/ medical care and other services to help yeaiWwith
HIV. We hope to learn from you. We want to leabout the things that made it easier for you td &rdoctor
and other services. Just as important, we walegtm about what made it harder and what you wbaice
preferred to have been different. We hope youfe#dl comfortable sharing some good ideas withhasyou
think might make easier for others to find and stagnected with a doctor or HIV service.

% &"W( )
We are interested in learning about the experieategny different Minnesotans living with HIV. Mever, we
are making a special effort to talk with people wiawe

learned about their HIV status within the past {@ars,

lived with HIV for some time, but only recently gied to see a doctor or get other services to thelm
live with HIV, or

only recently started to see a doctor or get atbevices to help them live with HIV after going hout
these services for a period of time.

%I&& #* WH( H + %)
The interview will take about one hour. We willkabout what it as like when you found out you gvéiving with HIV and
what happened as you got connected to a doctotoantther services. We will also talk about anyexignces you may have
had changing doctors, case managers or other HiNtes, or any period of time when you did not reedealth care or
other services.

In addition to having this conversation, you wil bsked to fill out a questionnaire with about ttygB0] questions. We
will help you fill out this questionnaire, if youould like. However, the interviewer will not prald you with any feedback
or referrals to services or providers.
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We will pull together the information we collectdna report. That report will be shared with thniMesota HIV Services
Planning Council and others in the community tgphbem make decisions about how to improve senfimegeople living
with HIV in Minnesota. We respect your privacy and right to confidentiglitWe will not share your information in a way
that will be personally identifying.While we are collecting this information to sharighathe Minnesota HIV Services
Planning Council, we are an independent group ctitig this information. You may speak freely andhvassurance that
information you provide or your decision to pamiaie or withdraw participation will in no way effeaccess to services.

Your signature below indicates you are providingypermission to participate in this interview atids study.

Interviewee’s Signature Interviewer’s Signatur

Complete at the Conclusion of the Interview: Thank you for your participation in this interview. In consideration for
your time and contributions, we offer a $40 gift card. Please initial to indicate you have received your gift card.
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Interview
$ # *-1#

This interview and survey is designed to gathesrmiation from people living with HIV in
Minnesota.

It is being conducted by a group of people livinghwHIV on behalf of the Minnesota HIV
Services Planning Council.

The information we collect will be used to impraservices for those who are newly diagnosed
with HIV, and those who are new to or returningdiy health and support services.

We respect your confidentially. We will not iddgityou in the reporting of this information.
We will report this information in a summary formand not in a way that will identify you.

While we are sharing this information with the M@sota HIV Services Planning Council,
nothing you say, nor your decision to participatéoowithdraw participation from this interview
will in any way affect your access to services.

The findings will be shared with the Minnesota Hbérvices Planning Council when it meets in
April, 2009. They will be published in a reportlane, 2009.

This project is being coordinated by Bob Tracy Gutnsg, as a service for the Minnesota HIV
Services Planning Council. If you have questigos, may contact Bob Tracy at 651.329.1794
or bobtracy@comcast.nefProvide a business card to the interviewee.]

Do you have any additional questions about thisrinew?
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During the first part of this interview, we aretjg®ing to have a discussion.

| am just interested in hearing your story. Wegomg to talk a little bit about what it was like
when you first learned you were living with HIV. é\are going to talk about the process you
went through to find a doctor, a case manager pio#mer service you have used to help you live
with HIV. We are interested in learning about thiegs that really helped you, as well as the
things you wish were different.

| am going to take notes.

We are going to take about a half hour or so far ¢tbnversation. After our conversation, | am
going to ask you to take a few minutes to fill autritten survey.

Before we start, | would like to confirm two pieagfsinformation:
Screening 1.
Are you currently living with HIV?
Yes No
Screening 2.
Are you currently living in Minnesota?
Yes No

If no to either question, conclude interview.

Are you ready to talk?
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1. Tell me a little bit about your experience wheryou were tested and learned that you were

living with HIV?

Follow-up Questions — What made this process easybu? What do you wish had been different?

Path to Care Study

Topics Checkli

Tested recently
Early intervention medical care

Medical Care - Doctor; an HIV
specialist

Addressed HIV drug treatment

Emotional or mental health supg
from a professional

Substance use service
Dental care
Confirm or arrange health cover

HIV support service [e.g. case
management, other]

HIV information and referral sup|

Experience with public health
disease intervention

Prevention/risk reduction suppo
service

Received emotional support fro
family, friends, faith community
others in community

Connected with others living wit
HIV

Legal issues
Employment issues
Housing support

Emergency support with living

ort

age

port

tor

expenses [e.g. financial assistance,

food]




2. Based on your experiences getting connected to HBérvices, what advice would you give to

others who are new to living with HIV or HIV care?

Path to Care Study

Topics Checkli

Test at the right place

Find the right doctor

Emotional or mental health suppgort

from a professional
Substance use service

Dental care

Confirm or arrange health coverpge

HIV support service [e.g. case
management, other]

HIV information and referral support

Experience with public health
disease intervention

Prevention/risk reduction suppo
service

Received emotional support fro
family, friends, faith community
others in community

Connected with others living wit
HIV

Find help with legal issues
Employment issues
Housing support

Emergency support with living

tor

expenses [e.g. financial assistance,

food]




3. Have you ever changed doctors or stopped seeing yaloctor?
Follow-up Questions —

If, no — Have you changed or stopped another Hi&rvice? What is it you like about the care yowar
getting that has kept you from making a change tosping your care?

If yes — What did you do to take care of yourseN¥hat did you do to find another doctor or to staeeing
a doctor again?

Key Points Checkl

Insurance issues

Financial issues

Relationship with provider
Experience with clinic or system
Transportation; hard to get to

Family or social pressures; afraid
people would find out

Personal health issues [e.g. mental
health, substance abuse]

Didn’t need health care; had angther
strategy for managing health

Couldn't fit it into schedule, work, life

Advice from others -- peers, sefvice
providers
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4. Is there other information you would like to shae with us about what helped you get connected
with an HIV doctor, case manager or other serviceroprovider that has helped you live with HIV?

Path to Care Study

Topics Checkli

Test at the right place
Find the right doctor

Emotional or mental health suppgort

from a professional
Substance use service

Dental care

Confirm or arrange health coverpge

HIV support service [e.g. case
management, other]

HIV information and referral support

Experience with public health
disease intervention

Prevention/risk reduction suppo
service

Received emotional support fro
family, friends, faith community
others in community

Connected with others living wit
HIV

Find help with legal issues
Employment issues
Housing support

Emergency support with living

tor

expenses [e.g. financial assistance,

food]
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Thank you for sharing that information with us.
Please take the next 15 minutes or so to respotigktQuestions on this survey.
If you would like, | could read the question to yad fill in your answers.

Otherwise, I'm going to step outside and allow yosimply go through the survey and
complete it on your own.

| will come back in a few minutes to see if you Bany questions or needs some assistance.

After you are finished with the survey, we will leaa chance to talk about any other information
you would like to share with me, | will have youftgard for you, and you will be ready to be
on your way.

Any questions?
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/
5. a. Today’s Date? /

Month Date Year

b. Your Birth Date?

Month Date Year
c. Your Mother’s Birth Date? Y S
Month Date
0
6. What is your gender? [check one]
Male Female
Transgender — male to female Transgender — female to male

7. How do you identify your race/ethnic group?[check one]

Black/African American Black/African-born
Hispanic/Latino White [not Hispanic/Latino]
Asian/Pacific Islander American Indian/Alaska Native
Multi-race Unknown

8. Is English the language spoken most frequently iyour home? [check one]
Yes No

9. What is your current home zip code?

10. What is the highest level of education you cortgied? [check one]
Did not finish high school High school graduate/GED certificate
Some college/technical institute Undergraduate college degree/technical institutdegree

Graduate course/graduate degree  Other

11. Approximately, how much money (income, governnme payment, pension, etc) did you receive
last month? $
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12. When did you first test positive for HIV?
a. Within the past six months More than six months ago
b. In what year were you diagnosed?

13. Were you given an “AIDS” diagnosis at the timavhen you tested for HIV? [check one]

Yes No Don’t Know

14. Do youcurrently have an “AIDS” diagnosiS? [check one]
Yes No Don’t Know

15. How do you think you were infected by HIV?[check all that apply]

Having sex with a man Blood products/transfusion
Having sex with a woman Birth or breast feeding
Sharing needles Don’t know

Other

16. Where did you get the test the first time youested positive for HIV?

Name of Facility: or Don’t Remember

City & State: or Don’t Remember

17. Did anyone at the facility where you first testd positive for HIV help you with
any of the following servicesZcheck all that apply]

Finding a doctor Getting drugs to treat HIV

Finding a case manager Confirming or securing health insurance
Talking to another person Meeting with a counselor, therapist or
living with HIV or psychi#rist

Talking to a family member Meeting with a religious leader or spiritual
or partner about you diagnosis atsor

Connecting to an HIV service Connecting to an HIV “hotline” or “information&
organization for service or support redrral service [such as the AIDSLine]
Finding a dentist Getting housing

Legal Services Emergency food or financial assistance
Alcohol or drug treatment Help to prevent infecting others
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Other

1
18. After you first tested positive for HIV, when dd you first visit with a doctor for HIV care?

[Do not include the visit when yourgcaivest results. Please check one.]

Within a month after diagnosis Seven to eleven months after diagnosis
One to three months after diagnosis One year or more after diagnosis
Four to six months after diagnosis | haven’t seen a doctor for HIV care

19. After you first tested positive for HIV, when dd you first talk with someone to help you get
medical or any other services to help you live witldIV?

[. Please check one.]

Within a month after diagnosis Seven to eleven months after diagnosis
One to three months after diagnosis One year or more after diagnosis
Four to six months after diagnosis | haven't talked with anyone to

get help

20. Would you say you have eveatelayedor stoppedmedical care? [check one]
Yes No
If you answered “yes,” please indicate your reas@ngheck all that apply]

No one told me | needed to get | did not know where to go for medical

medical care

| was in denial about being HIV+ | did not think medical care would do me any good
| was depressed | was afraid to get bad news

Financial Reasons | did not have health insurance

| was worried someone would It was hard to get there [transportation]

find out about my HIV status

| did not like the doctor | did not like the people at the clinic

| was abusing drugs or alcohol | was abusing drugs or alcohol

and just couldn’t manage it and was afraid the doctor would tell me to stop
No one spoke my language | didn’t see other people like me at the clinic

| was too busy
The clinic wasn’t open when | could get there [inconvenient hours]
Other Other

None of the above.
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21. Would you say you have evatelayedor stoppedan HIV service?

[For example, case management, support groelngo@ieck one]

Yes No
If you answered “yes,” please indicate your reas@ngheck all that apply]

No one told me about HIV | did not know where to go for HIV services
services

| was in denial about being HIV+ | did not think the services would do me any good
| was depressed | was afraid to get bad news

Financial Reasons Others need services more than | do

| was worried someone would It was hard to get there [transportation]

find out about my HIV status

| was abusing drugs or alcohol | was abusing drugs or alcohol

and just couldn’t manage it and was afraid they would tell me to stop

| did not like the service provider | did not like the people at the place where

services were provided
No one spoke my language | didn’t see other people like me using the service
| was too busy
The provider wasn’t open when | could get there [inconvenient hours]
Other Other

None of the above.

22.Beforeyou first tested positive for HIV, how often did yai see a doctor?

[. Please check one.]
At least once a year Once every few years
About once in five years Almost never

Only in an emergency room

23. Do you currently see a primary physician for HV care? [check one]
Yes No

24. Do you currently get HIV services from a provi@r other than your doctor? [check one]
Yes No
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25. What helped you most to find HIV services afteyou were first tested?

[Any service, for example seeing a doctorgadtengport group, seeing a case manager. alktiavepply.]

Talking to a family member Talking to a friend

Talking to another person with HIV Information | found on the Web

Calling the AIDSLine Talking with someone at an AIDS
service organization.

A referral from the place | tested People at my support group

An ad | saw in a newspaper A poster or flyer | saw someplace

A visit from the health department [e.g. state disease intervention specialist]
Other Other

None of the above.

26. What helps you most to keep using HIV services?

[Any service, for example seeing a doctorgadtengport group, seeing a case manager. alhtiatvepply.]

Talking to a family member Talking to a friend

Talking to another person with HIV Information | find on the Web

Calling the AIDSLine Talki_ng with someone at an AIDS
service organization.

A referral from the place | tested People at my support group

My case manager or social worker My doctor

Other Other

None of the above.
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Were there any questions on the survey that coaNeé been clearer? If so, would you like to
review them now so | can answer any questions yightrhave had about how to answer the
guestion?

Before we conclude, | would like to ask you one enguestion:

27. What do you think we should keep doing to helpeople get connected to HIV health care and
services? What could be improved?

Path to Care Study
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CONSISTENT [TOP FIVE] DIAGNOSIS SITE TABULATIONS

Where people who were diagnosed lived?

2008
2007
2006
2005
2004
2003

2008
2007
2006
2005
2004
2003

2008
2007
2006
2005
2004
2003

2008
2007
2006
2005
2004
2003

What was the gender of people diagnosed?

2008
2007
2006
2005
2004

Path to Care Study

Minneapolis -
Red Door

68%

68%

63%

61%

48%

58%

61%

St. Paul -
Red Door
6%
9%
5%
6%
15%
8%
8%

TC Suburban -
Red Door

27%

23%

30%

30%

36%

31%

30%

Greater MN -
Red Door

1%

0%

2%

4%

0%

4%

2%

Men -
Red Door
93%
96%
93%
94%
91%

HCMC
76%
58%
57%
52%
83%
63%
65%

HCMC
8%
4%
7%

15%
8%
9%
9%

HCMC
16%
38%
37%
33%

8%
28%
27%

HCMC
0%
0%
0%
0%
0%
0%
0%

HCMC
52%
54%
70%
41%
67%

HP
24%
8%
24%
35%
32%
34%
26%

HP
19%
50%
33%
41%
44%
31%
36%

HP
57%
42%
43%
30%
24%
34%
38%

HP
0%
0%
0%
0%
0%
0%
0%

HP
52%
85%
67%
70%
60%

PN
29%
39%
41%
25%
50%
50%
39%

PN
0%
4%
9%
0%
6%
0%
3%

PN
71%
57%
50%
75%
44%
45%
57%

PN
0%
0%
0%
0%
0%
5%
1%

PN
64%
79%
7%
70%
83%

HP/PN
27%
24%
33%
30%
41%
42%
33%

HP/PN
10%
27%
21%
21%
25%
16%
20%

HP/PN
64%
50%
47%
53%
34%
40%
48%

HP/PN
0%
0%
0%
0%
0%
3%
0%

HP/PN
58%
82%
72%
70%
72%
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2003

2008
2007
2006
2005
2004
2003

What was the exposure risk?

2008
2007
2006
2005
2004
2003

2008
2007
2006
2005
2004
2003

2008
2007
2006
2005
2004
2003

92%
93%

Women -
Red Door
%
4%
7%
6%
9%
8%
7%

MSM -
Red Door
76%
2%
84%
2%
73%
65%
74%

HRH -
Red Door
9%
2%
5%
4%
9%
8%
6%

Other -
Red Door
15%
26%
11%
24%
18%
27%
20%

63%
58%

HCMC
48%
46%
30%
59%
33%
37%
42%

HCMC
20%
4%
40%
30%
25%
38%
26%

HCMC
40%
33%
33%
52%
29%
38%
38%

HCMC
40%
63%
27%
18%
46%
24%
36%

What was the race of those diagnosed?

2008
2007
2006
2005
2004

Path to Care Study

White -
Red Door
73%
62%
65%
70%
64%

HCMC
16%
25%
17%
19%
25%

69%
67%

HP
48%
15%
33%
30%
40%
31%
33%

HP
33%
46%
43%
44%
36%
45%
41%

HP
43%
15%
24%
30%
32%
34%
30%

HP
24%
39%
33%
26%
32%
21%
29%

HP
48%
35%
57%
48%
40%

82%
76%

PN
36%
21%
23%
30%
17%
18%
24%

PN
46%
64%
50%
40%
67%
68%
56%

PN
29%
11%
14%
20%
11%
14%
17%

PN
25%
25%
36%
40%
22%
18%
28%

PN
46%
57%
64%
50%
83%

76%
2%

HP/PN
42%
18%
28%
30%
29%
25%
29%

HP/PN
40%
55%
47%
42%
52%
57%
49%

HP/PN
36%
13%
19%
25%
22%
24%
23%

HP/PN
25%
32%
35%
33%
27%
20%
28%

HP/PN
47%
46%
61%
49%
62%
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2003

2008
2007
2006
2005
2004
2003

2008
2007
2006
2005
2004
2003

58%
65%

22%
21%

African American

Red Door
18%
21%
16%
11%
18%

8%
15%

African/Latino/Al/API/Other -

Red Door
9%
17%
19%
19%
18%
34%
19%

HCMC
48%
25%
23%
41%
25%
22%
31%

HCMC
36%
50%
60%
40%
50%
56%
49%

What was the age of those diagnosed?

2008
2007
2006
2005
2004
2003

2008
2007
2006
2005
2004
2003

2008
2007
2006
2005
2004

Path to Care Study

Under 25

Red Door
31%
27%
26%
24%

9%
12%
22%

2510 40 -
Red Door
48%
57%
45%
62%
51%
7%
57%

Over 40
Red Door
21%
16%
29%
14%
40%

HCMC
20%
13%
10%
34%

8%
16%
17%

HCMC
40%
43%
47%
44%
59%
41%
46%

HCMC
40%
44%
43%
22%
33%

38%
44%

HP
19%
27%
5%
19%
28%
34%
22%

HP
33%
38%
38%
33%
32%
28%
34%

HP
24%
20%
10%
15%
12%
6%
15%

HP
29%
62%
38%
56%
44%
56%
48%

HP
47%
18%
52%
29%
44%

59%
60%

PN
11%
4%
18%
20%
0%
9%
10%

PN
43%
39%
18%
30%
17%
32%
30%

PN
21%
11%

9%

5%
12%
14%
12%

PN
50%
57%
37%
40%
62%
63%
52%

PN
29%
32%
54%
55%
26%

49%
52%

HP/PN
15%
16%
12%
20%
14%
22%
16%

HP/PN
38%
39%
28%
32%
25%
30%
32%

HP/PN
23%
16%
10%
10%
12%
10%
13%

HP/PN
40%
60%
38%
48%
53%
60%
50%

HP/PN
38%
25%
53%
42%
35%
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2003

11%
22%

43%
38%

Stage of HIV disease when diagnosed?
HIV Non-AIDS -

2008
2007
2006
2005
2004
2003

2008
2007
2006
2005
2004
2003

Path to Care Study

Red Door
100%
94%
93%
98%
85%
92%
94%

AIDS

Red Door
0%
6%
7%
2%
15%
8%
6%

HCMC
68%
71%
47%
67%
29%
66%
58%

HCMC
32%
29%
53%
33%
71%
34%
42%

38%
38%

HP
71%
58%
76%
63%
52%
62%
64%

HP
29%
42%
24%
37%
48%
38%
36%

23%
37%

PN
57%
79%
86%
50%
72%
91%
73%

PN
43%
21%
14%
50%
28%

9%
28%

31%
37%

HP/PN
64%
69%
81%
57%
62%
7%
68%

HP/PN
36%
32%
19%
44%
38%
24%
32%
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