Integrated Care in the
Community: The Case

of the Programa Maior
Cuidado (Older Adult

Care Programme) in Belo
Horizonte-Minas Gerais, BRA

JANAINA DE SOUZA AREDES
JENNY BILLINGS

KARLA CRISTINA GIACOMIN
PETER LLOYD-SHERLOCK

JOSELIA OLIVEIRA ARAUJO FIRMO

*Author dffiliations can be found in the back matter of this article

ABSTRACT

Internationally, there is a large body of scientific evidence concerning the benefits
of integrating health and social care to ensure that frail older people living in the
community receive the assistance they need to maintain independence. In the
Brazilian city of Belo Horizonte, located in the state of Minas Gerais, an integrated
care intervention has been developed: the Programa Maior Cuidado - Older Adult
Care Programme (PMC). This programme represents a pioneering example in Brazil of
the provision of carers for highly vulnerable older people, through integrated action
between public health and social service agencies. This paper draws on the first phase
of a mixed method evaluation of PMC, including data from documentary sources,
focus groups, empirical observation and expert workshops, to examine the processes
that led to the establishment of programme. The origins of the PMC are discussed
and its operational processes, with a particular emphasis on integrated activities and
the roles of different actors. The paper situates PMC within comparable international
experiences of integrated provision for older people and considers how it has been
affected by unique context and challenging of a middle-income country.
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INTRODUCTION

Rapid population ageing represents a significant
challenge for most low and middle- income countries.
By 2015, 62% of people aged 70 or more were living in
less developed regions, and this is projected to reach
76% in 2050 [1]. As in high-income countries, an ageing
population requires policies to promote integrated health
and social care, to supportindependent livingathome and
reduce unnecessary hospital admissions [2]. Numerous
studies refer to the potential benefits of integrating
health and social care, including more efficient use of
health services and improved health outcomes for older
people and their carers. These integrated interventions
can take many forms, but mainly focus on collaboration
between health and social assistance professionals, and
with family carers [3, 4, 5].

Brazil currently has the 6t largest population of older
people in the world, with approximately 30 million people
aged 60 or older - 15% of the country’s total population.
By 2030, this number will surpass the number of children
and adolescents and by 2050 it will reach 64 million
people, 30% of Brazilian population [6]. Over the next 25
years, the share of people aged 70 or older will treble,
to reach 16.4% - more than current levels in more
developed regions [7]. Brazil is ageing in a context of
deep economic crisis, and profound social and gender
inequality, all of which present challenges to public
policies. Austerity policies, similar to those in Europe,
are being implemented, which may further compromise
the provision of care to the most vulnerable population
groups [8]. All of the above have been exacerbated by
the Covid-19 pandemic, which has hit Brazil hard, with
the majority of deaths occurring among people aged 60
or more [9].

Asinmany countries, Brazilhas separate administrative
systems for health services and for social care: the
Unified Health System (Sistema Unico de Saude - SUS in
Portuguese) established in 1990 and the Unified System
for Social Assistance (Sistema Unico de Assisténcia Social
- SUAS in Portuguese) established in 2004.

There are national mechanisms to support
coordination and learning between local governments
and responsibility for this is mainly decentralised to the
municipal level. These mechanisms focus on community-
based primary health care, involving interdisciplinary
Family Health Teams (Equipe de Saude da Familia - ESF in
Portuguese) of doctors, nurses, community health agents
(Agente Comunitdrio de Saude - ACS in Portuguese), social
workers, nutritionists, physiotherapist and psychologists
[10]. Each team offers a comprehensive set of primary
health care services to defined communities of 3000
to 4000 inhabitants. These ESFs are responsible for
referral, coordinating different SUS health services and
operating as a bridge between the health system and
local communities [10]. The local institutional hub for

this system is the Health Centre (Centro de Satde - CS
in Portuguese), which provides primary health care to
designated geographical populations [10].

SUAS has a somewhat wider set of roles than social
welfare agencies in many high-income countries,
including the management of national cash benefit
schemes and the provision of social services. It has a
similar decentralised structure to that of the SUS, with
national coordination and local hubs for community
engagement. Local hubs known as Social Assistance
Reference Centres (Centro de Referéncia em Assisténcia
Social - CRAS in Portuguese) perform a similar role to
SUS Health Centres (CS), offering a wide range of services
for people of all ages, with a particular emphasis on
protecting and strengthening relationships between
family members and guaranteeing human rights [11].
Unlike CS, however, it does not operate in all parts of
Brazil: its coverage is restricted to areas defined as highly
vulnerable and at social risk, such as precarious urban
neighbourhoods.

In Brazil, even before the Covid-19 pandemic,
there was growing awareness of the need to manage
pressures on the SUS in the context of population ageing
[12]. Rates of health service use and many preventable
hospital admissions of older people [3] are higher for
older Brazilians than for the population in general [13].
Different studies report that unnecessary hospital
admissions and protracted lengths of hospital stay are
in part due to a lack of family support or social care in
the community at home [14, 15, 16]. Unnecessary
hospital stays expose older people to other health risks
and contravene the preferences of many older people to
remain in their own homes as much as possible [16, 17].
To date, Brazil has made little progress to integrate health
and social care services for older people at the national
level. However, the decentralised structures of SUS and
SUAS allow local governments some scope to develop
their own policy interventions to promote an integrated
approach. The most notable example of this is in the city
of Belo Horizonte, which has been running an innovative
intersectoral scheme, Programa Maior Cuidado (PMC -
Older Adult Care Programme), for nearly ten years.

Implemented in 2011 as a partnership between
Belo Horizonte’s municipal departments of health and
social assistance, PMC represents a novel approach for
managing social care for highly vulnerable older people
in Brazil [18]. PMC originated from discussions held by an
Intersectoral Working Group formedin 2010, composed of
representatives of different agencies (Education; Health;
Social Assistance; Citizenship; Culture, Sports and Leisure)
and the Municipal Council of Older People’s Rights. This
group aimed to develop strategies for supporting families
with frail older people in situations of social vulnerability
- as a consequence of weak family/social ties or limited
opportunities for inclusion in the community, generating
situations of risk, exclusion and social isolation [18, 19].
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This paper draws on the first phase of a evaluation
of PMC, including data from documentary sources,
focus groups and empirical observation, to examine
the processes that led to the establishment of PMC. We
also compare how PMC functions in theory to the actual
experiences of different health and social assistance
professionals involved in its day to day operation.
This pays particular attention to the degree PMC has
promoted enhanced service integration. It also considers
the specific setting in which this integrated programme
has been developed. The vast majority of literature on
comparable interventions refer to high-income countries
[3]. Brazil, and more specifically, the city of Belo Horizonte
represent a distinct context. With a population of around
2.5 million people, Belo Horizonte is the sixth largest city
in Brazil and, as elsewhere in the country, is characterised
by high levels of poverty, social exclusion and inequality
[20]. This is most evident in the city’s most deprived
neighbourhoods, which are where PMC operates. As such,
a key contribution of this study is the unique insight it
provides into processes of service integration for older
people in a highly challenging middle-income country
setting.

STUDY DESIGN

This is an exploratory study, [21] seeking to map the
organisation and functioning of PMC and to reveal the
nature of relationships between key stakeholders and
actors in different participating agencies. It is part of a
wider evaluation project, “Improving the effectiveness and
efficiency of Health and social care services for vulnerable
Older Brazilians - IHOB” (2018-2021) approved by the
René Rachou Research Ethics Committee, Fiocruz-MG
(CAAE: 96033418.9.0000.5091). The research team is
multidisciplinary, including social scientists, geriatricians,
a nurse, health services managers and public policy
makers with interests in ageing. The main objective of
the larger study is to provide evidence to support policies
to reduce unnecessary stays of older people in hospitals
and long-term care facilities. These include admissions
for conditions that could be treated outside inpatient
settings, admissions for conditions that could reasonably
be prevented by adequate community-based health and
social care, and delayed discharge due to a lack of home-
based support [2].

The project used a multi-method [22] approach and
has two phases (Figure 1). This paper draws entirely
on Phase 1, as Phase 2 has been delayed as a result
of the Covid-19 pandemic. Our data sources include a
systematic review of international studies of comparable
interventions [3], documentary analysis of PMC’s internal
records and new data obtained from focus groups, non-
participant observation and expert workshops. Phase 1
focussed on mapping and analysing the development

and operation of PMC. Phase 2 (ongoing) focusses on
outcomes and impacts.

DATA ANALYSIS

The data obtained in Phase 1 were transcribed into
Microsoft Word®. We applied three stages of content
analysis: pre-analysis (data organization); exploration
of the material (definition of analytical categories);
and treatment of results, inferences and interpretation
(reflective analysis) [23]. This included data coding and
thematic analysis and was independently reviewed by
two members of the research team in order to reach
consensus on the final categories.

Although the specific components of the research
design for Phase 1 addressed different objectives, there
were important complementarities between them. For
example, the document analysis revealed a number of
gaps in written guidance about how PMC should operate,
including inter-agency collaboration, guidelines and
protocols. This in itself is a relevant finding. Consequently,
the focus groups served to both fill in some knowledge
gaps about how PMC operated in theory, as well as to
explore how this compared to daily realities.

RESULTS

PMC IN THEORY: OBJECTIVES AND OPERATION
Plans for PMC were first developed in the Department
of Health. However, this Department was concerned
about the costs of employing paid carers and looked for
financial support from the other municipal agency with
related interests: Social Assistance. PMC then emerged
as a partnership between these two departments, with
Social Assistance bearing the full costs of the carers
(Document analysis, 2019).

The main objectives of the PMC are presented in
Figure 2. PMC aims to provide a paid daily carer to semi-
dependent and dependent older people identified as
clinically and socially vulnerable [18]. The carers only
work during normal working hours, but the time spent
varies according to the complexity of the case. They
are hired through a contract between the municipality
and a non-governmental Civil Society Organisation
(Organiza¢do da Sociedade Civil - OSC in Portuguese),
responsible for ensuring their training and qualifications,
under the supervision of the Departments of Health and
Social Assistance. It is also the role of the OSC to select
the caregivers (127 in total for the 9 administrative
regions), in addition to 02 administrative assistants and
02 general coordinators - who work at the headquarters
of the OSC (Document analysis, 2019).

PMC’s management is described as intersectoral, with
joint oversight at the central level of the Secretariats
of Health and Social Assistance, as well as at the local
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Phases Research steps
Systematic Review [3] Fifteen studies were included in the review. Four themes were identified and discussed: (1) types of interventions,
Objective: to synthesise existing (2) composition of teams, (3) intervention effectiveness and (4) types of outcomes. The review identified some
literature on interventions addressing | potential interventions and relevant topics to be addressed in order to develop effective and sustainable
avoidable displacement from home for | interventions to reduce the avoidable displacement from home of older people. However the review was not able
older people with multimorbidity or to identify robust impact evidence, either in terms of quantity or quality from the studies presented. As such, the
. frailty. The review focused on home- available evidence is not sufficiently robust to inform policy or interventions for reducing avoidable displacement
Phase 1 - based interventions by multidisciplinary | from home. This finding reflects the complexity of these interventions and a lack of systematic data collection.
Exploratory teams.
study [21] Document analysis Collection of documentary data on PMC. Review of existing records of people included in PMC from its
Data Objective: initial, exploratory analysis | implementation until the end of 2018 (including follow-up correction of gaps and inconsistencies in records, based
collection: of PMC. on complementary data sources).
between All professionals working in PMC were invited to participate. The meetings took place at the CS or CRAS and
September Focus groups in all health districts | lasted an average of 84 minutes. Groups included an average of 6 to 10 professionals®, including local practitioners
2018 to May (=9 (nurses, social workers, nutritionists, physiotherapist and psychologists) and municipal-level managers
2019 Objective: map PMC’s structure and | (geriatricians and senior social workers). Topics were: PMC’s objectives; registration and monitoring of
organization from the perspective of participants; PMC’s organization; factors that had facilitated/impeded PMC’s operation (with particular reference
professionals. to articulation between Health and Social Assistance); and links to higher levels of service provision.
Observation of meetings (n=6) Non-participation observation of managerial and operational meetings involving local and municipal-level health
Objective: Engagement with local and social assistance staff, applying an appropriate, validated methodology [21].
teams; explore day-to-day dynamics.
Phase 2 - Hospitalization rates among PMC participants.
Data Quantitative analysis - Quantitative analysis of possible effects of PMC on the use of health services.
collection: I - - - - - - - - -
. - In-depth semlTstruclured interviews with family members, professionals, caregivers and older people included in
1n progress In-depth case study PMC. Observational data from meetings and working groups.

Figure 1 Study design.

a: In this stage, three Expert Workshop were also held. Objective: networks and dissemination of the first results to public policy
makers.

b: Belo Horizonte, capital of the state of Minas Gerais, is organized into 9 administrative regions (health districts). PMC operates in all
administrative regions.

c: In two focus groups there was also participation of Community Health Agents (Agente Comunitdrio de Satde - ACS in Portuguese).
Data recording: Field notes (focus groups and observation of meetings), digitization and filing of the documents collected (document
analysis). Organization of a database with the systematization of the main documents and records identified.

Source: Elaborated by the authors.
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Figure 2 PMC in theory: objectives, criteria and organisational structure.

Abbreviations: CRAS: Social Assistance Reference Center (Centro de Referéncia em Assisténcia Social - CRAS in Portuguese); CS: Health
Centre (Centro de Saude - CS in Portuguese); GT: Working Group (Grupo de Trabalho - GT in Portuguese); Pré-GT: Pre-Working Group
(Pré-Grupo de Trabalho - Pré-GT in Portuguese); OSC: Civil Society Organisation (Organizag¢do da Sociedade Civil - OSC in Portuguese);
ESF: Family Health Teams (Equipe de Satide da Familia - ESF in Portuguese).

Source: Elaborated by the authors, research data. Document analysis, 2019.
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level through joint activities involving the CS and CRAS
teams (Figure 2). Each CRAS has staff members with
specific responsibility for PMC. At the central level,
programme supervisors have overall responsibility for the
management of caregivers and for care quality assurance.
At thelocallevel, PMCis supported by a close collaboration
between families, health professionals, social assistance
professionals and PMC carers (Document analysis, 2019).

At the time of Phase 1, PMC covered 62 (40.8%) of
the Belo Horizonte’s 152 CS and 26 (76.5%) of its 34
CRAS (its coverage has since increased). However, the
geographical territories of CS and CRAS do not always
coincide. Some areas covered by a CS do not have a CRAS,
and in other areas the same CS corresponds with several
CRAS (Document analysis, 2019).

The stages for admission into and monitoring of
PMC users are summarised in Figure 2. Pre-inclusion
consists of identification of potential users, by a
CS or a CRAS or referrals from families, hospitals or
neighbours. The criteria for inclusion are provided in a
set of survey forms which evaluate the older person’s
health, functional and social status. After staff from
the CS and CRAS complete these forms, applications
are prioritised according to the income and social
vulnerability of each family, as well as the clinical
status and level of functional dependence of the older
person. If identified as eligible, the CRAS will meet
the family and older person to discuss the scheme
and obtain their consent for participation (Document
analysis, 2019).

Monitoring activities include a monthly pre-Working
Group meeting and the main Working Group meeting.
The pre-meeting involves the paid carers, the OSC

supervisor and the CRAS team. They agree on practical
issues, such as shifts and rotations between caregivers,
and discuss the difficulties faced by caregivers related
to the care itself or other environmental risks. The main
Working Group meeting runs immediately after the
pre-meeting, whose participants are joined by health
staff (nurses, nutritionists, physiotherapist) and where
complex cases of very ill people, problems of familiar
violence and discharges from PMC are discussed.
Monitoring activities also include monthly and quarterly
spreadsheets completed by health staff and sent to the
Municipal Office for Health. Older people enrolled in PMC
can remain in it for an initial period of up to two years,
which can be extended if needed (Document analysis,
2019).

PMC IN PRACTICE: PRELIMINARY EVIDENCE
One of the objectives of the documentary analysis was
to collect records for all people included in PMC since
its implementation. These include information on age,
gender, degree of care dependence and (if leaving
PMC) the reason for exiting. This permits some limited
descriptive quantitative analysis.

Table 1 presents data derived from PMC records for
the numbers of older people included in the programme
over time, by age and degree of dependence. In each
year following 2011 (when PMC began), around a third
of people enrolled in PMC (range 29.3% in 2014 to 45.9%
in 2018) left the programme and were replaced by new
members.

As revealed in the documentary analysis, since the
implementation of the PMC (in 2011) until the year 2018,
1,980 elderly people were admitted to the Programme. In

YEAR N GENDER DEGREE OF RATE OF
DEPENDENCE RENEWAL
Mo Fe D¢ SDe
%

% % % %
2011 549 29.51 70.49 45.7 54.3 -
2012 214 28.97 71.03 47.7 52.3 39.00
2013 207 29.47 70.53 48.3 51.7 37.70
2014 161 27.95 72.05 373 62.7 29.30
2015 208 32.69 67.31 41.8 58.2 37.90
2016 177 31.07 68.93 395 60.5 32.20
2017 212 32.08 67.92 41 59 38.60
2018 252 36.11 63.89 34.9 65.1 45.90
Average - 30.98 69.02 4203  57.98 37.2

Table 1 People included in PMC (by sex and degree of dependence) and rate of renewal (2011-2018)°.

Note: a: Total elderly people included in the PMC since its implementation: 1,980 elderly people.
Abbreviations: b: Male; c: Female; d: Dependent; e: Semi-dependent.

Source: Elaborated by the authors based on research data. Document analysis, 2019.
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that same period the average volume of resources invested
is around 890,000 dollars a year, which includes the hiring
of the caregivers and other professionals necessary for
the management of human resources and administrative
staff (Field notes - Observation of meetings, 2019).

Table 2 presents data for people who left PMC, along
with the main reason for leaving. The most common
reason was the death of the older person (45.04%
of cases). This was unsurprising given the health and
functional status of the target population. The second
most frequent reason (26.27%) was moving away from
the local health district and hence losing local registration
with PMC. In 10.94% of cases the main reason given was
“institutionalization” (placement into a long-term care
facility) and 7.22% of departures from PMC were due to
the “rehabilitation” of the older person (so that they no
longer needed assistance from PMC).

During the focus groups professionals affirmed
that PMC appears to be appreciated and valued by all
those involved, namely the users, professionals and
family members. It was possible to identify three main
thematic categories that highlighted the potential of the
programme, namely: support for the family; prevention
of self-neglect and prevention of clinical problems,
hospitalisations and institutionalisation. Figure 3 provides
quotes from participants and recorded observations to
illustrate these thematic categories. Although there was
a strong consensus from study participants that PMC
“mainly works well” on a day-to-day basis, a number
of issues and frustrations were also identified. These
were framed in terms of areas for improvement, rather
than grounds for discontinuing PMC. These concerns are
summarised in Figure 3.

Staff questioned the Rigidity of the inclusion criteria
- age and territory (Figure 3). Potential inclusion in
PMC was restricted to people aged 60 or more living
in defined administrative zones served by specific
CRASs. This could potentially exclude some vulnerable
families and some CSs staff referred to the frustration
of identifying older people as potentially eligible for
inclusion in PMC, only to discover that they did not
live within a neighbourhood linked to a CRAS. Staff
recognised that these rigid criteria were mainly applied
to manage high levels of demand for inclusion in PMC,
which greatly exceeded their resourcing capacity. They
saw this as part of a wider problem of under-resourced
community services, observing that both the CSs and
CRASs are small, understaffed, poorly maintained and
unable to meet the needs of their communities (Field
notes - Focus groups, 2019). As such, rather than an
inherent criticism of PMC itself, these concerns reflected
a wider frustration with the weakly resourced setting
within which it operated.

A separate set of concerns related to the many
challenges facing PMC carers who were working with
vulnerable families in highly deprived neighbourhoods
- Challenges facing PMC carers (Figure 3). This could
expose PMC carers to threatening situations and
generate a range of tensions and misunderstandings.
These included challenges in establishing which family
members had the main care responsibility for the older
person and in distinguishing between the roles of PMC
carers and those of health care professionals. There
were sometimes tensions between the theoretical
premise that families would cooperate closely with
PMC carers and the complexities of dealing with

REASON MALE FEMALE TOTAL
De % SD®* % D % SD % N %

Change of residence 16 1633 22 15.07 45 21.74 86 19.72 233 26.27
Family resumes care 21 2143 22 15.07 56 27.05 97 2225 196 22.10
Family opt out 24 2449 26 17.81 49 23.67 69 1583 168 18.94
Institutionalization 11 11.22 16 1096 22 10.63 48 11.01 97 10.94
Older person opts out 6 6.12 21 1438 11 531 57 13.07 95 10.71
Risk situation for the caregivere 14 1429 21 1438 18 8.70 40 9.17 93 10.48
Rehabilitation of the elderly 5 5.10 17 11.64 6 2.90 36 8.26 64 7.22
No datad 1 1.02 1 068 - - 3 0.69 5 0.56
Subtotal (all reasons above) 98 36.98 146 60.58 207 4559 436  66.67 887 54.96
Death 167 63.02 95 39.42 247 5441 218 3333 727 45.04
Total 265 100.0 241  100.0 454 1000 654 100.0 1614  100.0

Table 2 Reason for discharge/interruption of participation in PMC by sex and degree of dependence (2011-2018).

°: Dependent; *: Semi-dependent; < Lack of security in the territory of operation; ¢: No reason provided.

Source: elaborated by the authors based on research data. Document analysis, 2019.
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Thematic categories

Quotes

POTENTIALITIES

Support for the family

“We have many cases of family insufficiency. Family members who cannot read, write, administer medications. The [PMC] carer comes to help these
Jfamilies. There is an older person who has a family, but at the same time he does not ... there is the case of an older person with 10 children, but only one
takes care of him. When the [PMC] carer started working at the house, he even helped the health of the son of this older man who was overworked. The
[PMC] carer even helps in the quality of life of the family caregiver”. (Social Worker - Focus groups, 2019)

“The programme allows us to see before and after care. It not only prolongs the life of older people, but brings the older people back to life”. (Nurse -
Focus groups, 2019)

Pr ion of self-
neglect

“Here we had a remarkable case of a lady known as “garbage hair”. She stored all kinds of garbage in her hair - cigarette butts, candy wrappers, food
packaging, etc. After the work of the programme's carer, the older woman began to bathe frequently and to have more energy. It's the kind of case we tell
everyone” (...). (Nurse - Focus groups, 2019)

Prevention of clinical

“The issue of self-neglect in relation to care is very common among older people. This makes pre-existing diseases worse and even other disease sappear.
The presence of the [PMC] carer is very important in this regard. He signals and intervenes before the problem gets worse. There are older people who
would have passed away”. (Nurse - Focus groups, 2019)

“We had the case of a very frail older woman who lives with her husband who is also frail. She was not able to self-care. Prior to the programme, she had
been hospitalised several times for dehydration. The programme avoids these unnecessary hospitalisations because the [PMC] carer intervenes in these
cases. They notify the Health Centre that takes the necessary steps without even having to send the older person to a hospital. In the case of this lady,
without the programme, she would have died long ago”. (Social Worker - Focus groups, 2019)

problems,
hospitalisation and
instituti lisati

“The existence of the programme saves a lot for the State. In addition, we are investing in those who have great need, needy people. The presence of the
[PMC] carer positively influences the progress of their disease”. (Social Worker - Focus groups, 2019).

“Older people create a closeness, a bond with the [PMC] carer. With this, the older people provide information to the professional who is not comfortable
telling the doctor, for example. This helps a lot in care, especially in the Health Centre”. (Nurse - Focus groups, 2019)

“There are cases of older people who improve a lot after the [PMC] carer comes in and we even think about discharging them. However, most of the time
when older people leave the programme, their condition gets worse, because they often live alone and do not have the support of the family. In these cases,
we choose to decrease the amount of hours spent with this older person instead of taking him out of the programme”. (Nurse - Field Diary, 2019)

LIMITS

Rigidity of the inclusion
criteria (age and
territory)

“How can we adjust (the criterion) to that 57/58 years old patient who is in the same frail condition as an older person over 60 years old?”. (Social Worker
- Focus groups, 2019)

“We had a case where we were at the door of the older person’s house with everything prepared for inclusion. Even his neighbour across the road was a
member of the PMC. When we arrived at the door of the older person's house, the driver came and said: 'but this house is not part of the CRAS area’. We
said: 'What do you mean?! The man across the street is!” Then we had to go back. It was sad because he was a very needy older person, and everything
was ready, filling in the instruments was all that was missing”. (Nurse - Focus groups, 2019)

“There are more serious patients who are placed outside the CRAS area. There was an older man who lived in a shantytown and when we went to visit him
he had several bug infestations. There were even animals under his bed. I remember that a drug dealer who lived near his house, the day I was there he
asked me: ‘Do you want me to shoot him in the forehead? I can do it now and get it over with’. The dealer, in fact, was compassionate about that situation,

he wanted to give that I a chance. He ended up being i) lised”. (Social Worker - Focus groups, 2019)

“It must be made clear that the [PMC] carer can also work in areas with high vulnerability. Health works anywhere. Why can't the PMC carer also?
Health is universal, but assistance is restricted ...”. (Social Worker - Focus groups, 2019)

Challenges facing PMC
carers

“There is a [PMC] carer who doesn't even know the older man's son. We have cases of extremely negligent family members. There is still a lack of
understanding of the family in relation to the real role and function of the PMC carer. We received cases of family members asking us why the PMS carer
did not do household chores in the older person's home, like: ‘it was full of pots in the kitchen to wash and he didn’t wash. I had to make lunch and he
didn't. My father wanted to eat pork and the [PMC] carer didn’t want to do it’. This is still common™. (Nurse - Focus groups, 2019)

“We cannot ignore the history of the older people. There are cases of older people who in the past raped their daughters, were alcoholics, aggressive. He
was not a good father, a good husband. The family has no obligation to take on this care. It is her right not to want to be involved with that person anymore
and that is beyond our control”. (Social Worker - Focus groups, 2019)

“Older people who live alone is a complex issue, as one of the criteria of the PMC is the frail older person who has a family caregiver/ friend/neighbour
who can provide support. However, there are cases of older people very frail without family members. Do we put this older person in the PMC or not? It is
an issue that needs to be discussed: assess whether older people who live alone is part of the PMC profile. There are cases in which the [PMC] carer
arrives at the house and the older person is lying on the floor ... he fell because he had no support in the carer's absence”. (Nurse - Focus groups, 2019)

“We recently had a family member with a severe mental disorder in an area of high social vulnerability and violence. In a crisis situation for this family
member, the [PMC] carer was prevented from leaving the residence (the family member locked him in the house). There are cases of family members
involved in violence and use of illicit drugs. There was also the case of an infestation of chicken lice in the older person's home. This caused allergies in
two [PMC] carers. We tried, we insisted, but the older woman did not want to help in the si ”. (Social Worker - Focus groups, 2019)

“It is necessary to look more at [PMC] carers. It is a very exhausting service. There are situations in homes where the [PMC] carer is not able to use the
bathroom during care ... and no place to eat your snack”. (Social Worker - Focus groups, 2019)

Lack of institutional
quality assurance in
the programme

“We did not receive any guidance on how to record and monitor older people in the programme. I know that some were hospitalised and records I have are
for my own use. In fact, there were always these two spreadsheets: the monthly and the quarterly, but the guidance was always forwarded to the personal
email of the [technical reference of the Municipal Health Department]. I always filled out the spreadsheets and forwarded them to her”. (Nurse - Focus
groups, 2019)

“It is necessary to review and simplify the content of these monitoring worksheets and the care plan itself. The information needed is very complex. There
are many documents to complete and it is not always the same professional who fills them in. There is also a need for guidance and alignment between
CRAS and the Health Centre regarding the or ion and ion of these documents”. (Social Worker - Focus groups, 2019)

“We do not have a document that contains all of the programme’s guidelines and each team's own duties. I think there is a need to strengthen the
integration between the teams and refine the relationships between the professionals”. (Social Worker - Focus groups, 2019)

I

Figure 3 Potential and limits of the PMC - professionals’ perspective.

Source: Testimonials collected during the meetings focus groups. Field notes, 2019.

highly vulnerable individuals. The capacity of family
members to work alongside PMC carers to support
older relatives was sometimes limited due to overload,
a lack of education and problematic personal relations
between relatives (Field notes - Focus groups, 2019).
Again, rather than an inherent weakness of PMC, these
concerns reflected the hugely challenging contexts in
which it operated.

A third set of concerns were more integral to PMC itself
- Lack of institutional quality assurance in the programme
(Figure 3). These refer to the limited institutional
embeddedness of the programme and challenges
in cross-agency collaboration. These concerns were
supported by our documentary review which found few
officialmaterials definingPMC’s formalinstitutional status,
management guidelines or collaboration protocols.
Instead, there was evidence that relationships between
different agencies and ways of working together, both at

the community and municipal levels, had been allowed to
develop organically as the programme evolved. This may
have permitted some flexibility through common sense
learning-by-doing, but had impeded the formalisation
of these arrangements. The absence of comprehensive
written protocols occurred in a context of high staff
turnover at both the municipal and community levels,
generating confusion about roles and responsibilities
(Field notes - Focus groups, 2019). According to some
focus group participants, CS health teams did not always
meet PMC expectations due to the many demands on
their time and a lack of specific protocols.

A direct consequence of the limited formalisation
of PMC was inconsistent record keeping and a lack
of information sharing across different agencies
(Field notes - Focus groups, 2019). The application
of monitoring instruments (monthly and quarterly
spreadsheets) was inconsistent across different areas.
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There were gaps in the PMC data systems operated by
both the departments of Health and Social Assistance
and they were mutually incompatible, thus preventing
data sharing (Field notes - Focus groups and Document
analysis, 2019). Separately from this, PMC carers were
required to write up daily case notes and compile these
into monthly reports for the Civil Society Organisation
which had originally recruited and trained them. These
records were not shared with the rest of the Health and
Social Assistance teams and most professionals involved
in PMC did not understand the purpose of this exercise
or the meaning of the data (Field notes - Focus groups,
2019).

In sum, our data revealed that, although PMC
was almost universally viewed as highly effective,
the programme was not without flaws and areas
of weakness. These strengths and limitations,
summarised in Figure 4, mainly reflected PMC’s
somewhat ad hoc evolution and the challenges of
working with vulnerable families. Having operated
along somewhat informal lines for several years, the
view of most study participants was that the time
had come to take PMC “to the next level”, with clearer
and more consistent understandings. Following the
presentation of these findings to the Departments of
Health and Social Assistance, steps have been taken
to new develop simpler and more systematic records,
as well as enhanced protocols for data sharing across
agencies. A new official document sets out the main
elements of PMC, as well as the specific roles and
responsibilities of different agencies [24]. This is
the first document to set out this information and,
as such, represents a key step towards formalising

PMC’s institutional status. More generally, the
evident strengths of PMC revealed in our study led
to the expansion of the programme to all previously
unserved CRAS in Belo Horizonte and the piloting of
similar schemes in other cities.

DISCUSSION

This study presents results from the first phase of
evaluation of an innovative integrated health and
social care programme for older people in Brazil. These
data must be analysed with reference to the wider
national context. Although Brazil has an extensive legal
framework for supporting older people, public policies
are still not being fully implemented. Brazil has mainly
focussed on providing contributory pensions and means-
tested cash benefits for older people [25]. However,
these income transfers are not enough to address the
care needs of a population that is ageing in difficult social
and economic conditions. There is little coordination
between federal departments responsible for health
and social care. This disconnect feeds down to lower
tiers of government, including at the district level where
separate infrastructures are based around CS and CRAS
whose territories in some cases do not coincide.

It should be noted that the Program should serve a
much larger number of people when compared to the
total elderly population in the region studied. Currently
the city of Belo Horizonte has about 380,000 elderly
people, of whom it is estimated that 8% would be
incapacitated in basic activities of daily living [26] and
75% totally dependent on the Unified Health System.

LIMITS

POTENTIAL STRENTHS

« Institutional quality assurance;

Health policies;
« Incompatible information systems;
*  Absence of evaluation and monitoring.

¢ Weak integration between Social Assistance and

e Sustainability: continuity during three
different political administrations;

* Positive evaluation of the staff of the two
policies;

* Compliance with basic objectives.

IMPLICATIONS OF THE PRELIMINARY RESEARCH

¢ Programme strengthening and institutionality:

Assistance policies;

management level of the Program.

* Publication of the first inter-sectorial decree of co-responsibility between Health and Social

* Improvement of instruments (Instrument for Inclusion of Older People in PMC, Care Plan for
Dependent Older People and Multidimensional Evaluation Protocol);

¢ Expansion of the Program to all CRAS in the city of Belo Horizonte;

¢ Organisation of periodic meetings between Health and Social Assistance at the central

» Expansion to the municipalities of Contagem (Minas Gerais) and Fortaleza (Ceara).

Figure 4 Limits and potential strengths of PMC.

Abbreviations: CRAS: Social Assistance Reference Center (Centro de Referéncia em Assisténcia Social - CRAS in Portuguese).

Source: Elaborated by the authors based Observation of meetings. Field notes, 2019.
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When it comes to comparing the theoretical aims,
objectives and ambitions of PMC with the practicalities
of implementation, there are a number of contrasting
issues. Just as in other countries, the experience
of PMC demonstrates that effective intersectoral
cooperation is a major challenge, especially in contexts
of high clinical and social vulnerability. Notwithstanding
positive statements by stakeholders on the scheme,
the problems identified were similar to other studies of
integrated health and social care interventions in high-
income countries and referred to difficulties due to the
complexities of existing professional communication
pathways and incompatibility of systems [27, 28]. The
inclusion of other professionals such as mental health
teams and community doctors is also seen as desirable,
but often unfeasible due to competing priorities
and resource deficits [29]. Some barriers to effective
collaboration are more specific to counties like Brazil.
For example, Brazil has very high rates of staff turnover
in health and welfare agencies, among other things,
due to temporary contracting and a tendency for new
governments to replace staff with their “own people”
[30].

There are clear discrepancies between theoretical
expectations about collaboration with families (which
to some degree reflected Latin American cultural norms
and ideals of family care-giving) and the challenging
realities of struggling families in highly-deprived
communities [31]. Laws requiring families to care for
older people need to consider their real capacities to do
so [32]. By offering family carers respite and support, PMC
goes some way towards recognising these challenges,
but is not always able to resolve them. Nevertheless, PMC
shows the value of interventions that see family support,
along with formal health and social care provision, as
complementary parts of an integrated support system
for frail older people [17].

Despite the challenges outlined, PMC represents a
pioneering programme that has been able to establish
a meaningful partnership between local departments
of health and social assistance and to sustain this
partnership over nearly a decade. These positive
perceptions contributed to decisions to sustain PMC
over two different municipal administration. This is
unusual in Brazil, where programmes of this nature
rarely outlast a single electoral cycle [33]. They also
contributed to a decision, in 2019, to extend PMC into
new neighbourhoods, to strengthen its information
systems and to formalise its institutional design. These
developments reflect the appetite of policymakers in
Brazil and other middle-income counties to identify
more effective approaches to meet the health and social
care needs of their fast-growing older populations [34,
35]. PMC can also be understood as a social innovation,
promoting Ageing in Place through adequate health and
social support [17, 36, 37].

LIMITATIONS AND STRENGTHS OF THE
STUDY

These results analyse the structure and operation of PMC,
but do not explicitly discuss its effects or impacts. Clearly,
the two are linked, inasmuch as effective operation and
intersectoral coordination are conducive to more positive
impacts, and general comments about PMC from a range
of participants and stakeholders were favourable.

A strength of our research design is its use of multiple
methods: document review, focus group discussions and
non-participant observation. This permitted an element of
validation and consistency checking across data, although
some of the qualitative data may reflect the subjective
biases and preferences of participants [38, 39]. The second
phase of the study will develop a more substantial set of
data from different sources, including the perspectives of
older people and families participating in PMC.

CONCLUSION

The insufficient provision of adequate services facing
the new demographic condition affects the daily
routine of users, the community and the Health and
Social Assistance systems. Intersectoriality is another
challenge, especially in contexts of high clinical and
social vulnerability.

The Older Adult Care Programme is a beacon of
integration between the two social protection public
policies in the Brazil. This research allowed to identify the
potential of the Programme, promoting its strengthening
and institutionalization. Notwithstanding the challenges
PMC has faced and its sometimes ad hoc operation,
overall comments about the programme from a range of
participants and stakeholders were strongly favourable.

However, some gaps were identified in the
implementation of the Program, which corroborates
the need to systematically monitor its execution, not
to point out errors and flaws, but to improve processes
that guarantee its effectiveness. The preliminary findings
from this study also provided a clearer description of
the challenges and considered the extent to which they
reflect specific problems with the PMC itself or are the
result of other bigger issues, such as a lack of resources.

Although the results of this study are limited to a level
of local action, it is observed that supplement the complex
health needs with limited resources is a global challenge.
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