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Disconnect between primary care and cancer follow-up care:  
An exploratory study from Odisha, India 
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Abstract

Objective: There has been a steady increase in the demand for cancer follow-up care in India. 

Compared with Western countries, there is little evidence on the capacity of the Indian primary 

care workforce to accommodate such tasks. We explored the perceptions of oncologists, general 

practitioners, and patients with regard to the involvement of primary care in cancer follow-up care.

Methods: We undertook semistructured focus-group discussions with eight oncologists, nine 

general practitioners, and 17 cancer patients to gain an understanding of their perceived roles and 

responsibilities with regard to primary care in delivering follow-up care and the potential concerns. 

Data from the focus groups were transcribed verbatim, translated, and analyzed with use of a the-

matic approach.

Results: Most general practitioners felt that their job is to see ‘normal’ patients, and cancer 

patients were exceptions to routine care. Oncologists were apprehensive with regard to the com-

petence of general practitioners and patient trust. Patients consult oncologists for cancer follow-up 

care as they perceive it to be very specialized. Patients expressed difficulty in accessing follow-up 

care and want specialized oncological care by trained personnel in their vicinity.

Conclusion: Despite the growing number of cancer survivors, we found a disconnect between 

primary care and cancer follow-up care.
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Introduction

In the last few decades, commensurate with the 

steadily improving prognosis of many cancer 

patients, there has been a considerable increase 

in the number of cancer survivors globally [1]. 

For example, the 5-year survival probabili-

ties for those aged 15–39 years at diagnosis of 

breast or testicular cancers are 76% and 97%, 

respectively [2]. The rise in the number of can-

cer survivors has, at the same time, resulted in 

increased workload in the oncology setting for 

rendering follow-up care. In Western countries, 

efforts are under way to shift the cancer fol-

low-up care from specialized oncology to 

primary care [3, 4] settings. India, home to 

1.24 billion people, is grappling with the ris-

ing burden of noncommunicable diseases 

(NCD), including cancer [5, 6]. In response 

to the increasing burden of NCD, the Ministry 

of Health and Family Welfare has initiated an 

overarching strategy – namely, the National 

Programme for Prevention and Control of 

Cancer, Diabetes, Cardiovascular Disease and 

Stroke (NPCDCS). Considering the growing 
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number of cancer patients, the NPCDCS’s cancer care com-

ponent has stipulated every district must provide specialized 

oncology services and envisaged greater involvement of pri-

mary care physicians (general practitioners, GPs) in delivering 

follow-up care [7, 8]. This is pivotal given the fact that primary 

care is the foundation of health care delivery systems and serves 

as the first contact point for access to health care services in 

India [9]. Oncological care remains sacrosanct, being coordi-

nated through designated clinics [10]. Therefore, the first step in 

decentralizing follow-up care involves understanding the ways 

in which patients and oncologists think about the role of pri-

mary care in delivering cancer care. Furthermore, it is equally 

important to know the attitudes and interests of primary care 

physicians for them be involved in such care. Studies conducted 

in Western countries have identified both facilitators for and 

barriers to obtaining oncological care and updating GPs with 

regard to oncological care [11]. However, little is known on 

the role of primary care in follow-up care in India. Especially, 

a multiple perspective encompassing oncologists, GPs, and 

patients is lacking. The available research has been done pri-

marily in high-income countries, and may have limited appli-

cability for India [12–14]. Against this background, we sought 

to explore and examine the perceptions of health care provid-

ers and patients with regard to the involvement of primary care 

in cancer follow-up care. Patients and oncologists were inter-

viewed to obtain an in-depth understanding of their perceptions 

regarding the appropriateness of primary care toward deliver-

ing follow-up care and the potential challenges. Further, we 

also attempted to explore how GPs visualize rendering cancer 

follow-up care within the ambit of their routine work.

Methods

Study design and setting

The research was conducted between May 2014 and February 

2015 in Bhubaneswar, Odisha, India. A qualitative approach 

was deemed most appropriate since the objective was to 

explore the perceptions, views, and opinions of multiple stake-

holders (primary care physicians, oncologists, and patients) 

with regard to delivering cancer follow-up care in primary care 

practice. As focus-group interviews are suitable for explorative 

studies in a new field, our study consisted of four semistruc-

tured focus-group interviews [15].

Selection of participants

Thirty-four interviewees comprising nine primary care pro-

fessionals, eight oncologists, and 17 patients participated. 

We adopted a purposive and convenient sampling method to 

recruit the study participants. Oncologists working in three 

specialized cancer hospitals and four oncology departments of 

public and private medical college hospitals were approached. 

Using a stratified purposeful strategy, we recruited primary 

care physicians from urban, suburban, and rural practices. The 

sampling goal was to maximize the chances of identifying 

factors relevant to delivery of follow-up care. We decided to 

conduct focus-group discussions (FGDs) with GPs and oncol-

ogists separately as we expected the two groups would have 

divergent views owing to their belonging to different profes-

sions, leading to different competencies, positions, and tasks 

in the daily work. We believed that more nuances from the two 

professions would be presented when they were not together in 

a mixed group. Patients were drawn from our previous study 

sample, which comprised patients attending two tertiary oncol-

ogy hospitals. In the selection of patients, care was taken to 

ensure maximum diversity in order to obtain a wide and varied 

picture [15].

Data collection

The study was approved by the Institutional Ethics Committee 

of the Indian Institute of Public Health, Bhubaneswar. All par-

ticipants were informed about the research in advance. Before 

they were interviewed, they were informed in detail of the 

study purpose, and informed consent was obtained. The FGDs 

were semistructured; all participating professionals were pre-

sented with comparable questions. The FGD guide was devel-

oped on the basis of our previous research on patient-reported 

challenges and barriers in care seeking and similar studies 

conducted outside India [16–20].

The FGD with oncologists asked about practices surround-

ing the posttreatment follow-up care of their patients and the 

professional responsibilities involved in cancer follow-up care. 

They were asked to reflect on the potential of primary care to 

undertake follow-up care and to discuss with one another the 

responses regarding the possible advantages and challenges.

In the FGD with GPs, we first encouraged the GPs to 

describe their current daily practice. Through this we were 
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able to sense the conventional actions of their profession, their 

implicit professional norms, their perceptions of their tasks 

and responsibilities as generalists, and their views on the role 

of GPs in providing cancer-related care for patients in the post-

treatment phase. They were asked questions such as the fol-

lowing: “Are you routinely involved in follow-up care of your 

patients with cancer? How do you view your role and responsi-

bilities in providing such care? What is your usual policy when 

cancer patients come to you for consultation?” We also probed 

the challenges and their needs to enable them to perform such 

a role.

Two semistructured FGDs were conducted with 17 patients 

on neutral ground in order to explore opinions and preferences 

about cancer follow-up care and who should do what and where. 

They were explicitly asked to reflect on how they visualized 

receiving care from GPs vis-à-vis oncologists, and were asked 

about the possible advantages and their potential apprehensions. 

All interviews were conducted by the same researcher (the first 

author), who has a medical degree and whose background is 

in public health. Each FGD lasted 60–90 min on average and 

was digitally recorded. Audio recordings were then transcribed 

verbatim and translated for analysis.

Data analysis

The transcripts were inductively analyzed and coded into 

themes after a process of reading and rereading the interview 

transcripts and verification with the literature [15, 19]. The 

first two authors independently identified the patterns and 

subthemes of the interviews. In conversations with the last 

author, the initial analysis was refined and further developed. 

Together, similarities and differences in the professionals’ 

perspectives were looked for, within as well as between the 

professions involved [21].

Results

Four FGDs were conducted altogether with GPs, oncologists, 

and patients. First, we identified codes by repeatedly going 

through the verbatim transcription of the FGD. Table 1 displays 

the codes extracted from each perspective relevant to primary 

care and cancer follow-up care. After the codes obtained from 

individual perspectives of GPs, patients, and oncologists had 

been synthesized, the overarching theme “challenging current 

professional identity within the present system of organization 

of care” emerged [21].

Study participants’ views on the role of primary care 

in management of follow-up care for cancer

Primary care physicians: Most GPs wished to continue 

with their present role as gatekeepers providing primary care. 

They reported being involved in the prediagnostic phases of 

cancer and felt they were best prepared to serve as educators 

to raise awareness of cancer risk and the potential benefits of 

health promotion. They opined that a GP’s job is to see ‘nor-

mal’ patients, and cancer patients being different should not be 

seen in routine care. They felt neither sufficiently competent 

to offer nor interested in offering cancer follow-up care, and 

thought it not to be their responsibility. Some GPs observed 

that dealing with cancer patients requires a substantial invest-

ment of time and effort because of patient anxieties about can-

cer recurrence and felt challenged by the complex nature of 

cancer care. The GPs were overall unwilling to provide follow-

up care. There was uncertainty about whether to be involved 

and their ability to undertake surveillance and manage poten-

tial side effects of treatment. A few said they would be willing 

to provide follow-up care if they were given specific training 

by oncologists and tailor-made instructions and if there was 

ongoing communication with the cancer specialist regarding 

the follow-up care plan. They were also not sure of the appro-

priateness of treatment of non–cancer-related health problems, 

which precluded any involvement with cancer patients.

Patients’ perspectives: Patients described continual dif-

ficulty and financial strain while accessing regular follow-up 

care. They appreciated being seen by a familiar person who 

knew their case. Fear of recurrence was the main reason for 

patients wishing to remain continually in touch with oncolo-

gists. They were distressed by minor ailments and thought they 

could be the manifestation or early signs of recurrence. Pa-

tients did not consult primary care physicians for their cancer-

related problems as they perceived follow-up care to be a job 

for cancer specialists.

Patients wished to maintain contact with their primary 

care providers during the cancer care process even though 

they found it difficult to identify a GP role following the 
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diagnosis of cancer. They valued the involvement of GPs in 

managing their chronic diseases and short-term health care 

needs. Regarding their views on GP involvement in follow-up 

care, many thought GPs were too busy in their routine prac-

tice, lacked knowledge, or were not interested in cancer care. 

Patients did not expect GPs to know a great deal about follow-

up care. They emphasized that GPs should know enough to 

manage their non–cancer-related health concerns, relieve their 

apprehensions, and provide emotional support. GPs should be 

able to handle routine ailments, and not have to refer patients to 

the oncology facility. A number of advantages were identified, 

including the experience of GPs in managing chronic illness, 

familiarity of GPs with their patients, geographical proxim-

ity, and convenience. The most desired expectation was to 

have specialized oncology care by trained personnel in their 

vicinity.

Oncologists’ perspectives: Oncologists wanted to stay 

involved throughout the cancer patients’ care trajectory and 

indicated that they preferred to be the key health care decision-

maker and manager. They expressed a wide range of views 

(supportive, neutral, and critical) on the levels of engagement 

Table 1. Identified codes under each stakeholder perspective

Perspectives  Codes 

General practitioners  Inertia for unfamiliar role in familiar work environment

Overcomfortable with routine practice

Professional responsibilities toward cancer patient

Interprofessional communication

Image of primary care with respect to delivering oncological care

The hierarchical organization of cancer follow-up care

Unpreparedness of primary care for a change

Disconnected primary care

Prescriptive norms concerning practice and care 

Oncologists  Perceptions regarding ‘ideal’ care and the needs of cancer patients

Hierarchical position of oncologists

Low confidence in primary care

Patient anxiety and apprehension

Continuity of care and care coordination

Territorial culture of practice

Compartmentalization of professional roles and responsibilities 

Patients  Confidence in oncologists as the sole provider of cancer care

Anxiety for recurrence

Reassurance from experts

Quality of care

Financial stress

Emotional support

Helplessness and distress

Clarity of roles in follow-up care 

Implications for policy and practice Characterization of roles of different professionals under the realm of cancer care

Gaining consensus across care providers is vital to change

Address current trust deficit and communication gap across care providers

Improving health systems for quality of cancer care
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with cancer care by GPs. Oncologists recognized a role for 

GPs limited to the prediagnostic phase, preventive health care 

in the cancer care process. Regarding the specific role of GPs 

in relation to follow-up, oncologists felt GPs were not suitably 

trained to be able to fulfill the required role. The major reasons 

cited were low perceived ability of GPs and ability to achieve 

the trust of patients. For oncologists the most important pur-

pose of follow-up was early detection of new malignancies. 

They argued that even if there is formal transfer of follow-up 

care to primary care, some patients might not be comfortable 

returning to their GP for follow-up, the availability of new 

treatments would necessitate another visit to the oncologist, 

and GPs need to remain up to date with regard to new knowl-

edge. The patient may become confused and contact GPs for 

problems that should be referred to an oncologist, thus rais-

ing chances of missed care. Another aspect mentioned was 

the need for psychosocial support. The oncologists described 

that cancer patients were anxious about their risk of recur-

rence during follow-up. To alleviate such patients’ anxiety and 

need for reassurance would be difficult for GPs, who need to 

be confident enough to assure their patients. When asked to 

comment on their perception of the benefits of discharge to 

primary care, oncologists highlighted a lesser workload as the 

major benefit. All oncologists agreed that taking care of non–

cancer-related health problems in primary care would enable 

cancer specialists to focus more on follow-up care. Notably, all 

oncologists indicated that the most important prerequisite to 

provide follow-up care is appropriate training of GPs or having 

a specialist at the primary care level and an improved oncology 

infrastructure.

Discussion

The critical role of GPs in cancer screening and early detec-

tion is well established, and is now increasingly recognized in 

the follow-up care of cancer survivors in the Western world 

[3]. With the growing burden of cancer in India, the demand 

for oncology services is increasing, whereas a shortage of 

oncologists looms [10]. In this context, primary care could 

play a significant role in the coordination, comprehensiveness, 

and continuity of cancer care [22], at the same time decreas-

ing unnecessary health care expenditures [23]. The NPCDCS 

is now envisioning redesigning the cancer care services by 

transferring a few care components from oncology services 

to primary care. However, to date, little information has been 

gathered on the optimal role of primary care during the follow-

up phase. The present study was designed to elicit and analyze 

the perspectives of oncologists, primary care physicians, and 

patients with regard to primary care’s possible role in manag-

ing cancer follow-up care.

In Odisha, the posttreatment cancer follow-up care is cur-

rently highly specialized and oncologist driven. It usually 

entails repeated visits by the patient to the oncologist to exam-

ine the progress and early recognition of recurrences [16]. In 

our study, oncologists indicated relatively low confidence in 

GPs’ competence in managing cancer-related problems. These 

uncertainties were reflected in their practice of non-counter-

referral of patients to primary care and relatively low comfort 

in delegating the follow-up care responsibility to GPs. Further, 

they expressed concerns with the proposed policy of the 

NPCDCS to entrust some components of cancer care to GPs, 

and identified individual-level and system-level constraints. 

All oncologists agreed that taking care of non–cancer-related 

health problems in primary care would enable cancer special-

ists to focus more on follow-up care. The general suggestion 

was the GP’s roles with regard to cancer care should be limited 

to problems not related to cancer and should not include fol-

low-up. The oncologists’ reticence to refer patients to primary 

health care professionals suggests that they view themselves 

as the custodian of cancer care, thus reflecting the prevailing 

territorial nature of oncology [24–27].

The common practice among patients was to consult 

oncologists throughout their cancer care trajectory, not 

recognizing what role their GP could play. Patients feared 

recurrence, especially during the early phase after complet-

ing treatment, and sought frequent oncologist consultations. 

Research suggests that continuity of care (seeing the same 

person) is of utmost importance for cancer patients [28, 29]. 

This partly explains the inclinations of our patients to con-

sult oncologists for follow-up. Patients expressed the desire 

to maintain contact with their primary care providers for 

noncancer conditions and short-term health care needs. Some 

wished their primary care providers to be involved in pro-

viding supportive care [30, 31]. At the same time, they want 

oncologists to provide care for treatment-related side effects, 
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surveillance for recurrence, and coordination of care. These 

findings indicate the need to clarify the relative roles of GPs 

and oncologists in cancer care and to better understand each 

actor’s expectations [32, 33].

GPs were more comfortable with continuing their rou-

tine health care provider role, and assumed no responsibility 

toward dealing with cancer patients. These findings are in 

contrast with reports from Western countries [34]. The find-

ings imply that GPs have grown overly comfortable with their 

ways of general practice and are not interested in embarking 

on a newer domain. Such reluctance to treat even noncancer 

ailments of cancer patients and reservations to be a part of 

the follow-up care also indicate their lesser familiarity with 

cancer therapy [35, 36]. It is not surprising that GPs assumed 

no responsibility for cancer care as they may not be cognizant 

of various specific options in which they could be involved 

to improve the lives of their cancer patients [37, 38]. In their 

everyday work, GPs are used to providing care in a reactive 

way and they classify their patients into ‘normal’ and ‘exotic’ 

ones. Since GPs label cancer patients as ‘exotic,’ they expect 

these patients to consult oncologists for all their health prob-

lems. This also reflects the prevailing powerful and intractable 

image of cancer among GPs [39].

We found that clinicians and patients value clinical reasons 

for follow-up more highly than supportive reasons, with ‘early 

detection of recurrence’ as the top priority. This is expected 

as in the period immediately after the end of treatment, there 

may be a high risk of recurrence; hence, follow-up programs 

in India are primarily focused on detecting recurrence. 

Furthermore, cancer experts were particularly concerned that 

transfer of care to the GP would result in the loss of patient 

care continuity. Understandably, the delivery of follow-up care 

remains a priority for them [40].

Research has demonstrated that management of health 

screening and chronic illness care after cancer is improved 

when patients are seen by both cancer specialists and primary 

care providers, suggesting that an ongoing primary care rela-

tionship is important throughout cancer care [41–43]. Some 

work suggests that patients seeing both their oncology team 

and their primary care physicians obtain the greatest benefit 

in delivery of preventive services [44]. Further research is 

needed to define the components of care provided by different 

specialties to cancer patients and to seek ways to support 

the collaboration of multiple professionals involved toward 

designing appropriate and acceptable models of care shared 

between GPs and oncologists.

Our study unveils a few major issues underlying primary 

care’s involvement in follow-up care. The practical logic of 

the GP’s work is at odds with catering to the needs of cancer 

patients, who are perceived as ‘exotic’ patients. Since cancer 

patients are not perceived as a part of a GP’s domain of work, 

it can be questioned whether GPs are ready to fulfill a piv-

otal role in cancer follow-up care as envisaged by the national 

program. Further, patients and oncologists were inclined to 

support GP-led routine care for noncancer ailments, but were 

less positive about GP-led follow-up. Cancer patients enter an 

intense world of specialized care, including surgery, chemo-

therapy, and/or radiation therapy, to treat and manage their 

disease [41]. Although other chronic illness care and preven-

tive health recommendations persist throughout and after 

cancer treatment, our study reveals both patients and primary 

care providers perceive that they should not be in contact with 

one another after a cancer diagnosis [39]. The territorial issue 

looms large and may act as a deterrent in the mainstreaming 

of follow-up care into the routine primary medical care initia-

tive of the national and state governments. An established and 

continuous specialist-generalist relationship serves an impor-

tant therapeutic function in follow-up care [42]. However, our 

study reveals that generalists and oncologists are dissociated. 

Before any intervention, eliciting acceptance of the GPs by 

the oncologist fraternity and establishing a system of clinical 

communication between treating oncologists and GPs appear 

critical.

Cancer experts and GPs both agree that primary care exper-

tise in cancer care is currently insufficient and thus a distinct 

disadvantage of follow-up in this setting. Notably, all indicated 

that the most important resource to provide a quality follow-up 

service is appropriate training or having a specialist at the pri-

mary care level. At the same time, the role of GPs in providing 

psychosocial support and emotional care could be explored 

as our results show patients to be more receptive to this idea. 

The long-standing GP-patient relationship puts GPs in a stra-

tegic position to provide emotional support [45]. Thus, provid-

ing GPs with appropriate training, customized guidelines for 
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referral to oncologists, and rapid access to follow-up by hospi-

tal specialists could be considered. Nevertheless, maintaining 

a balance can be difficult in view of the prevailing climate of 

cancer care delivery.

Strengths and limitations

This is the first study to explore the multiple perspectives 

on primary care involvement in follow-up care. Despite the 

limited sample size, these perspectives drawn from a diverse 

group of GPs and oncologists through semistructured inter-

views provide considerable latitude for expression of indi-

vidual perspectives. The purposive sample of patients and the 

small sample size make it difficult to generalize the findings. 

However, we contend that the results are hypothesis generat-

ing. Drawing on our qualitative data, future research should 

explore the barriers to and potential facilitators for follow-up 

care in a large sample.

Conclusion

Our study reveals a prominent disconnect between primary 

care and cancer follow-up care in Odisha. GP competence in 

delivering appropriate care, lack of communication between 

oncologists and GPs, and the limited resources of primary 

care facilities were viewed as the most significant challenges. 

Further, the conventional role of the GP as the gatekeeper and 

the demand-driven service delivery approach pose additional 

barriers. Future research should attempt to examine if and how 

this can be solved within the current organization of primary 

care practice.
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